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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 and joint 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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ALTUVIIIO and Sanofi are registered trademarks of Sanofi or an affiliate. 

Brian isn’t the only ALTUVIIIO Peer who made the switch.
Visit ALTUVIIIO.com to hear more from Brian and other patients like you!

Brian  |  Real ALTUVIIIO® patient

made a difference for Brian
Brian is a promotional speaker compensated by Sanofi.

“ Since starting ALTUVIIIO in August 2023, I’m 
happy to be on one product. My once-weekly 
infusion gives me the coverage I need to help 
me stay active in the gym and do the things 
I love, like walking around DC thrifting the 
perfect vintage T-shirt—without having to 
worry about extra doses of factor.”
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DEAR HFA MEMBERS,

As the Chairman of the Board, I welcome you to this edition of Dateline with 

great pride. Our association stands as a beacon of advocacy, representing 

the collective voice and interests of the bleeding disorders community for 

over 30 years. This year has been a remarkable journey for us. 

Together, we have navigated through challenges and celebrated significant 

milestones that have furthered our mission. I recently had the privilege 

of joining HFA staff and volunteers at our Blood Brotherhood and Blood 

Sisterhood and Young Adult Advocacy Summit dinner in Washington, DC. 

There was an obvious camaraderie and electricity in the room, led by our 

Vice President of Advocacy and her team.

Community members from all over the country joined to 

share their stories with legislators, personalizing the needs of 

our greater community. Our association's strength lies in our 

commitment to advocating and educating others so people 

affected by bleeding disorders can thrive. 

As we look ahead, we remain focused on delivering HFA 

programs, ensuring that our collective voice continues to 

resonate where it matters most. Your contributions are not just 

appreciated, but they are the cornerstone of our success. I am 

confident that together, we will provide great support to new 

and experienced community members alike. 

Your support is what makes us who we are, and for that, I am 

truly grateful. I would like to extend my heartfelt gratitude to 

each of you for your continued support and active participation 

in HFA. This past April in Indianapolis, our CEO Dan Kelsey and 

I met with HFA past leaders and were able to gain and share perspective on 

our past, present, and future. 

Advancements in therapies for people with bleeding disorders mean 

that HFA now supports more generations than at any other time in our 

history. HFA remains committed to delivering programming to support 

our community's diverse needs, honoring our past, and looking forward to 

continued progress. I encourage you to read on and explore the insightful 

content curated by our dedicated staff. 

May it spark conversation, inspire action, and reinforce our commitment to 

you. Finally, I eagerly look forward to seeing each of you at Symposium in 

2025 in San Diego, where we can celebrate our community and chart our 

path forward together. 

The future is bright, and I can't wait to see what we will achieve together. 

Warm regards, 

Luke Runion 

Chairman of the Board HFA

	 2	 Executive Corner
Luke Runion, Chairman of the Board, reflects on HFA's advocacy 

achievements, community support, and future plans to continue serving the 

bleeding disorders community.

	 4	 Note from our CEO
HFA CEO Daniel Kelsey outlines the organization's revised approach to 

disaster support, emphasizing community-based assistance through local 

grants and highlighting a new funding match for the Helping Hands program.

	 6	 HFA Welcomes Newest Board Members
HFA introduces its newest board members, each bringing diverse 

expertise in healthcare, advocacy, and community engagement to help 

advance the organization's mission.

	 12	 Empowering Support: The Vital Role of HFA's 
Development Team
The Hemophilia Federation of America Development Team secures funding 

through grants, donor relationships, and corporate sponsorships to support 

advocacy, education, and assistance for the bleeding disorders community.

	 18	 Advocacy in Action
The 2024 Advocacy Retreat and Hill Day brought together community 

members to advocate for healthcare policy changes affecting the bleeding 

disorders community, including discussions with lawmakers and a focus on 

eliminating insurance barriers.

	20	 Employee Spotlight
In this winter issue, we spotlight three HFA team members whose dedication 

and innovation have made a lasting impact on our company culture.

	30	 Navigating Hemophilia: Empowerment, Education, and 
Community Support for a Healthier Future
The HFA education team empowers individuals with bleeding disorders by 

providing educational resources, digital learning tools, and community support 

to enhance understanding, effective management, and informed advocacy.

	10	 Open Enrollment
This article provides essential guidance on navigating the open enrollment 

period for health insurance, highlighting key dates, cost considerations, and 

new changes for 2025.

	26	 Join Us for Symposium 2025!
Join us from March 27-30th for an unforgettable experience! Connect with 

your community at one of America's most beautiful locations.

	28	 Member Organization Spotlight 
The Hemophilia Foundation of Southern California celebrates 70 years of 

providing education, resources, and advocacy for the bleeding disorders 

community, highlighting critical initiatives like Family Information Day and the 

Familia de Sangre Conference.
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H
urricane Milton recently traversed Florida, less than two weeks after 

Hurricane Helene significantly affected parts of eastern Tennessee and 

Western North Carolina. Members of our bleeding disorder community 

were significantly impacted. In early September, HFA revised our approach to 

providing disaster support to our community.

We changed from offering assistance directly to community members 

to providing grants to local Member Organizations (MO). As a result of 

this change, HFA can rely on the local knowledge and expertise of the 

Member Organization to determine what is needed for their members 

and use grants to impact the entire community on a larger scale.

While some Member Organizations may not typically be involved in 

disaster relief efforts, natural disasters have a way of imposing their will 

on the local community without regard for experience or readiness.

HFA's partnership with these local organizations provided financial 

assistance, supplies, access to necessary medication, hotels, 

and transportation. This ensured that individuals with bleeding 

disorders continued receiving the care and resources they needed 

during the storm's aftermath.

We continuously focus on helping those in need as part of our 

broader Helping Hands program. As many of our readers know, 

Helping Hands was reduced due to budgetary issues and the inability of our 

traditional funding partners to continue their support.

However, The Alliance Pharmacy recently announced a match of up to 

$100,000 for our Helping Hands program. Due to their generosity, HFA will be 

able to provide grants to our community and kick off our year-end campaign 

geared towards giving direct support to members impacted by natural disasters 

and experiencing hardship due to ongoing issues due to their bleeding disorder. 

Give A Little—Change A Lot: Please remember and support your community 

members by donating to Helping Hands and maximizing the $100,000 match 

The Alliance Pharmacy offers. 

Kindly,
 

Daniel Kelsey

If you would like to make a donation, please scan this code or visit https://www.
hemophiliafed.org/
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Everyone’s hemophilia needs are different. We’re here 
to help meet those needs simply—with education and 
support options that can help inspire the new normal 
that’s just right for you.
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Kailey Townsend
DIRECTOR

Kailey is in her first term 

at HFA. Based in 

Connecticut, she studied 

communication and 

women’s studies at 

UConn. While cheering 

on her alma mater, 

she greatly supports 

women’s sports  

and advocacy.

Kailey works in social media 

advocacy for a national reproductive 

healthcare organization, which ties into her federal 

activism for women and girls. Diagnosed with von 

Willebrand’s disease in 2020, Kailey relates to many in 

HFA’s audience, navigating the challenges of chronic 

illness as a young adult.

Shanthi is passionate about advocating for and raising 

awareness of bleeding disorders. She is dedicated to 

supporting individuals facing these challenges. She is 

particularly motivated to give back to the Hemophilia 

Federation of America (HFA) community, which has 

been instrumental in her education on bleeding disorders. 

Inspired by last year’s Patient Fly-In, Shanthi is eager  

to deepen young adult involvement and make a 

meaningful impact.

Ashley Lacy
DIRECTOR

Ashley is a passionate 

public health professional 

and nurse who has spent 

most of her adulthood 

serving the bleeding 

disorder community in 

some capacity. This includes 

helping to plan women’s 

initiative events, chairing a fall 

festival, being on the annual meeting planning committee, 

or serving on the board for her local chapter, TN 

Hemophilia and Bleeding Disorder Foundation (THBDF). 

Ashley’s mission has always been to serve her community 

and help whenever possible. Professionally, she is a 

Birth Center Manager at a free-standing birth center in 

Memphis, TN, and an Operating Room Registered Nurse. 

In addition, she volunteers with various organizations 

within her local community. 
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Geneva Osteen
DIRECTOR

Geneva is a psychiatrist who treats chronically mentally ill 

patients. She was born and raised in Florida and moved 

to Baltimore for her residency at Johns Hopkins Hospital. 

After finishing residency, she worked for the Indian Health 

Service in New Mexico and at state hospitals in Alaska and 

Hawaii.  Her son has hemophilia,  

and HFA has helped her  

family immensely. She  

wants to give back to  

the community.

Joe Pugliese
DIRECTOR

Joe Pugliese has been 

involved in the hemophilia 

community for 46 years. 

He started in 1978 as 

a sales representative 

in Chicago with the 

Armour Pharmaceutical 

Company. He held various 

positions over the years, 

including General Manager of 

the Hemophilia Business Unit and 

Vice President and General Manager of North America for 

Aventis Behring (successor company of Armour).

Joe founded the Hemophilia Alliance Foundation in 2013 

and has served on the THSNA and WFH USA boards. He 

is delighted to be able to contribute to the community 

through his work on the HFA and TAP boards.

Shanthi Hedge
DIRECTOR

Shanthi Hegde is in her fourth 

year at Northeastern 

University in Boston, MA, 

studying Psychology and 

Biology with a minor 

in History. She plans to 

work in patient advocacy, 

pursue a Master of Public 

Health, and eventually 

attend medical school. She 

grew up in Georgia and has 

lived with bleeding issues for as 

long as she can remember. However, it wasn’t until she 

was 19—between her first and second years of college—

that she was diagnosed with a bleeding disorder after 

experiencing eight months of continuous bleeding.

HFA Welcomes  
Newest Board Members

W
e are excited to welcome the newest members to our board, who will bring diverse experiences and fresh 

perspectives to the organization. Each individual brings a unique background, from strategic leadership in global 

corporations to deep expertise in healthcare, advocacy, education, and community engagement. Their combined 

skills and insights will help us drive innovation, enhance governance, and strengthen our commitment to our mission.

We look forward to their valuable contributions as we continue to grow and evolve. 

BOARD SPOTL IGHT



Making time for what matters most.

MY DECIDING FACTOR:

Erica
VONVENDI Use: On-Demand & Surgery

Are you ready to ask about VONVENDI for 
your VWD? Visit VONVENDI.com to learn 
more, and talk to your healthcare provider.

VONVENDI [von Willebrand factor (Recombinant)]
Important Information

What is VONVENDI?

VONVENDI is used in adults (age 18 years and older) diagnosed with von 
Willebrand disease to:
• treat and control bleeding episodes
• prevent excessive bleeding during and after surgery
• reduce the number of bleeding episodes when used regularly 

(prophylaxis) in adults with severe Type 3 von Willebrand disease 
receiving on-demand therapy

Detailed Important Risk Information

Who should not use VONVENDI?

You should not use VONVENDI if you:

• Are allergic to any ingredients in VONVENDI.
• Are allergic to mice or hamsters.

Tell your healthcare provider if you are pregnant or breastfeeding because 
VONVENDI may not be right for you. 

How should I use VONVENDI?

Your first dose of VONVENDI for each bleeding episode may be 
administered with a recombinant factor VIII as instructed by your 
healthcare provider.

Your healthcare provider will instruct you whether additional doses of 
VONVENDI with or without recombinant factor VIII are needed.

What should I tell my healthcare provider before I use VONVENDI?

You should tell your healthcare provider if you:
• Have or have had any medical problems.
• Take any medicines, including prescription and non-prescription

medicines, such as over-the-counter medicines, supplements or
herbal remedies.

• Have any allergies, including allergies to mice or hamsters.

• Are breastfeeding. It is not known if VONVENDI passes into your milk 
and if it can harm your baby.

• Are pregnant or planning to become pregnant. It is not known if 
VONVENDI can harm your unborn baby.

• Have been told that you have inhibitors to von Willebrand factor 
(because VONVENDI may not work for you).

• Have been told that you have inhibitors to blood coagulation factor VIII.

What else should I know about VONVENDI and von Willebrand Disease?

Your body can form inhibitors to von Willebrand factor or factor VIII. 
An inhibitor is part of the body’s normal defense system. If you form 
inhibitors, it may stop VONVENDI or factor VIII from working properly. 
Consult with your healthcare provider to make sure you are carefully 
monitored with blood tests for the development of inhibitors to von 
Willebrand factor or factor VIII.

What are the possible side effects of VONVENDI?

You can have an allergic reaction to VONVENDI.

Call your healthcare provider right away and stop treatment if you get 
a rash or hives, itching, tightness of the throat, chest pain or tightness, 
difficulty breathing, lightheadedness, dizziness, nausea or fainting.

Side effects that have been reported with VONVENDI include: headache, 
nausea, vomiting, tingling or burning at infusion site, chest discomfort, 
dizziness, joint pain, joint injury, increased liver enzyme level in blood, 
hot flashes, itching, high blood pressure, muscle twitching, unusual taste, 
blood clots and increased heart rate.

Tell your healthcare provider about any side effects that bother you or do 
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 the VONVENDI Consumer Brief Summary on the 
following page and talk to your healthcare provider.

VWD=von Willebrand disease; VWF=von Willebrand factor.

• VONVENDI® is the first and only recombinant treatment
approved for routine use (prophylaxis) in adults with severe
Type 3 VWD who previously received on-demand therapy

• VONVENDI is also approved for on-demand and surgical bleed 
management in adults with all types of VWD

• VONVENDI replaces VWF (the main issue behind VWD), and may 
be used with or without recombinant factor VIII as instructed by

your healthcare provider

Important facts about VONVENDI®

[von Willebrand factor (Recombinant)]
This leaflet summarizes important information about VONVENDI. Please read it carefully before using
this medicine. This information does not take the place of talking with your healthcare provider.

What is VONVENDI?
VONVENDI is a recombinant medicine used to replace low levels or not 
properly working von Willebrand factor in people with von Willebrand disease.
Von Willebrand disease is an inherited bleeding disorder in which blood does
not clot normally.
VONVENDI is used in adults (age 18 years and older) diagnosed with von
Willebrand disease to:
• Treat and control bleeding episodes
• Prevent excessive bleeding during and after surgery
• Reduce the number of bleeding episodes when used regularly 

(prophylaxis) in adults with severe Type 3 von Willebrand disease 
receiving on-demand therapy.

Who should not use VONVENDI?
You should not use VONVENDI if you:
• Are allergic to any ingredients in VONVENDI.
• Are allergic to mice or hamsters.
Tell your healthcare provider if you are pregnant or breastfeeding 
because VONVENDI may not be right for you.

What should I tell my doctor before I use VONVENDI?
You should tell your healthcare provider if you:
• Have or have had any medical problems.
• Take any medicines, including prescription and non-prescription 

medicines, such as over-the-counter medicines, supplements or
herbal remedies.

• Have any allergies, including allergies to mice or hamsters.
• Are breastfeeding. It is not known if VONVENDI passes into your milk

and if it can harm your baby.
• Are pregnant or planning to become pregnant. It is not known if

VONVENDI can harm your unborn baby.
• Have been told that you have inhibitors to von Willebrand factor 

(because VONVENDI may not work for you).
• Have been told that you have inhibitors to blood coagulation factor VIII.

What is the most important information I need to
know about VONVENDI?
VONVENDI can cause blood clots particularly in patients with known risk
factors for blood clots. Discuss this risk with your healthcare provider.
You can have allergic reactions to VONVENDI. Symptoms may include
generalized itching; rash or hives; rapid swelling of the skin or mucous
membranes; chest pain or tightness; tightness of the throat; low blood
pressure; shock; drowsiness; nausea; vomiting; tingling, prickling, 
burning, or numbness of the skin; restlessness; wheezing and/or 
difficulty breathing; lightheadedness; dizziness; or fainting. If symptoms
occur, stop using VONVENDI immediately and get emergency treatment
right away.
Your body can form inhibitors to von Willebrand factor or factor VIII. An 
inhibitor is part of the body’s normal defense system. If you form inhibitors,
they may stop VONVENDI or FVIII from working properly. Consult with your
healthcare provider to make sure you are carefully monitored with blood
tests for the development of inhibitors to von Willebrand factor or factor VIII.

What are the possible side effects of VONVENDI?
Side effects that have been reported with VONVENDI include: headache,
nausea, vomiting, tingling or burning at infusion site, chest discomfort,
dizziness, joint pain, joint injury, increased liver enzyme level in blood, hot
flashes, itching, high blood pressure, muscle twitching, unusual taste,
blood clots and increased heart rate. These are not all the possible side
effects with VONVENDI. You can ask your healthcare provider for 
information that is written for healthcare professionals.
Tell your healthcare provider about any side effects that bother you or do
not go away.

What else should I know about VONVENDI and von
Willebrand Disease?
Consult with your healthcare provider to make sure you are carefully 
monitored with blood tests to measure levels of von Willebrand factor and
factor VIII so they are right for you. 
You may infuse VONVENDI at a hemophilia treatment center (HTC), at
your healthcare provider’s office or in your home. You should be trained
on how to do infusions by your healthcare provider or HTC. Many people
with von Willebrand disease learn to infuse VONVENDI by themselves or
with the help of a family member.
Call your healthcare provider right away if your bleeding does not stop
after taking VONVENDI.
Medicines are sometimes prescribed for purposes other than those listed
here. Do not use VONVENDI for a condition for which it is not prescribed. 
Do not share VONVENDI with other people, even if they have the same 
symptoms that you have.

The risk information provided here is not comprehensive. To learn
more, talk with your healthcare provider or pharmacist about
Vonvendi. The FDA approved product labeling can be found at
https:\\www.shirecontent.com/PI/PDFs/VONVENDI_USA_ENG.pdf
or call 1-877-TAKEDA-7 (1-877-825-3327).
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.

Copyright ©2022 Takeda Pharmaceuticals U.S.A., Inc.
300 Shire Way, Lexington, MA 02421. 1-877-TAKEDA-7 (1-877-825-3327). 
All rights reserved.

TAKEDA and the TAKEDA logo are trademarks or registered trademarks of 
Takeda Pharmaceutical Company Limited. 
VONVENDI is a registered trademark of Baxalta Incorporated, a Takeda company.
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Important facts about VONVENDI®

[von Willebrand factor (Recombinant)]
This leaflet summarizes important information about VONVENDI. Please read it carefully before using
this medicine. This information does not take the place of talking with your healthcare provider.

What is VONVENDI?
VONVENDI is a recombinant medicine used to replace low levels or not
properly working von Willebrand factor in people with von Willebrand disease.
Von Willebrand disease is an inherited bleeding disorder in which blood does
not clot normally.
VONVENDI is used in adults (age 18 years and older) diagnosed with von
Willebrand disease to:
• Treat and control bleeding episodes
• Prevent excessive bleeding during and after surgery
• Reduce the number of bleeding episodes when used regularly 

(prophylaxis) in adults with severe Type 3 von Willebrand disease 
receiving on-demand therapy.

Who should not use VONVENDI?
You should not use VONVENDI if you:
• Are allergic to any ingredients in VONVENDI.
• Are allergic to mice or hamsters.
Tell your healthcare provider if you are pregnant or breastfeeding 
because VONVENDI may not be right for you.

What should I tell my doctor before I use VONVENDI?
You should tell your healthcare provider if you:
• Have or have had any medical problems.
• Take any medicines, including prescription and non-prescription 

medicines, such as over-the-counter medicines, supplements or
herbal remedies.

• Have any allergies, including allergies to mice or hamsters.
• Are breastfeeding. It is not known if VONVENDI passes into your milk

and if it can harm your baby.
• Are pregnant or planning to become pregnant. It is not known if 

VONVENDI can harm your unborn baby.
• Have been told that you have inhibitors to von Willebrand factor 

(because VONVENDI may not work for you).
• Have been told that you have inhibitors to blood coagulation factor VIII.

What is the most important information I need to
know about VONVENDI?
VONVENDI can cause blood clots particularly in patients with known risk
factors for blood clots. Discuss this risk with your healthcare provider.
You can have allergic reactions to VONVENDI. Symptoms may include
generalized itching; rash or hives; rapid swelling of the skin or mucous
membranes; chest pain or tightness; tightness of the throat; low blood
pressure; shock; drowsiness; nausea; vomiting; tingling, prickling,
burning, or numbness of the skin; restlessness; wheezing and/or 
difficulty breathing; lightheadedness; dizziness; or fainting. If symptoms
occur, stop using VONVENDI immediately and get emergency treatment
right away.
Your body can form inhibitors to von Willebrand factor or factor VIII. An
inhibitor is part of the body’s normal defense system. If you form inhibitors,
they may stop VONVENDI or FVIII from working properly. Consult with your
healthcare provider to make sure you are carefully monitored with blood
tests for the development of inhibitors to von Willebrand factor or factor VIII.

What are the possible side effects of VONVENDI?
Side effects that have been reported with VONVENDI include: headache,
nausea, vomiting, tingling or burning at infusion site, chest discomfort,
dizziness, joint pain, joint injury, increased liver enzyme level in blood, hot
flashes, itching, high blood pressure, muscle twitching, unusual taste,
blood clots and increased heart rate. These are not all the possible side
effects with VONVENDI. You can ask your healthcare provider for 
information that is written for healthcare professionals.
Tell your healthcare provider about any side effects that bother you or do
not go away.

What else should I know about VONVENDI and von
Willebrand Disease?
Consult with your healthcare provider to make sure you are carefully
monitored with blood tests to measure levels of von Willebrand factor and
factor VIII so they are right for you.
You may infuse VONVENDI at a hemophilia treatment center (HTC), at
your healthcare provider’s office or in your home. You should be trained
on how to do infusions by your healthcare provider or HTC. Many people
with von Willebrand disease learn to infuse VONVENDI by themselves or
with the help of a family member.
Call your healthcare provider right away if your bleeding does not stop
after taking VONVENDI.
Medicines are sometimes prescribed for purposes other than those listed
here. Do not use VONVENDI for a condition for which it is not prescribed.
Do not share VONVENDI with other people, even if they have the same
symptoms that you have.

The risk information provided here is not comprehensive. To learn
more, talk with your healthcare provider or pharmacist about
Vonvendi. The FDA approved product labeling can be found at
https:\\www.shirecontent.com/PI/PDFs/VONVENDI_USA_ENG.pdf
or call 1-877-TAKEDA-7 (1-877-825-3327).
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.
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O
pen enrollment is the period every year when health 

insurers are required by law to accept applications 

from new enrollees regardless of their health history. 

This is also when consumers can stay with their plan or switch 

to another.

Open enrollment dates vary depending on the state you live 

in. Whether you get your coverage from Medicare, an ACA 

Marketplace, an employer, or other sources – most often, 

open enrollment occurs in the fall.

It is critical for consumers with high-cost conditions like 

bleeding disorders to be an active participant during 

open enrollment.  Even if you are happy with your current 

plan, do not assume it will remain the same—plan terms 

frequently change yearly! If you auto-renew coverage 

and do not research your health insurance options for 

2025, you could be left without access to your drugs 

or providers or hit by surprise with unexpected and 

unaffordable out-of-pocket costs.

TIMING
The most important thing to remember about open 

enrollment is when it starts and ends.  If you miss the 

open enrollment period, you can only sign up for coverage 

if you have a “qualifying life event” that creates a particular 

enrollment period (typically 60 days). Qualifying events are 

significant life changes like marriage/divorce, childbirth/

adoption, losing coverage, moving to another state, etc.

If you get health insurance through your job, check with 

your human resources department to determine when open 

enrollment will begin.  

For Medicare, open enrollment runs from October 15th to 

December 7th.  Medicare will extend open enrollment by two 

months for those impacted by Hurricane Helene or Milton. 

Most states have open enrollment in ACA Marketplaces from 

formulary and whether their physicians and providers are 

within the plan’s network.

Beware of copay accumulator adjusters! These are often 

buried in hundreds of pages of plan documents, called all 

kinds of beneficial-sounding names like “copay protection 

programs,” and can be very difficult to find (even with the 

help of insurance experts).  However, they can deny you 

any benefit from the copay assistance you may need to 

afford your medications.  

For ACA Marketplace consumers, a list of participating 

insurers with copay accumulator language in plan 

documents can be found here. Ask the insurer directly 

if copay accumulator adjusters will be applied for other 

consumers and get a written response!  

If you are enrolled in large employer or self-funded 

coverage, beware of alternate funding programs through 

third-party vendors. Third-party vendors (like Payer Matrix, 

Prudent Rx, or ShaRx) exclude coverage of specialty drugs 

and force consumers to enroll in manufacturer copay 

assistance programs for which they otherwise would not be 

eligible.  AFPs are the latest scheme by insurers to capture 

the full copay assistance intended for consumers needing 

high-cost drug therapies.

For help with these issues, you can contact your company’s 

human resources department (for an employer-sponsored 

health plan), hemophilia treatment center social workers, 

or health insurance navigators available through www.

healthcare.gov (if you select a plan via the Marketplace.)

WHAT’S NEW FOR 2025?
    �Thanks to the Inflation Reduction Act of 2022, 

enrollees in Medicare Part D plans will, for 

	� the first time, have their out-of-pocket drug costs capped 

at only $2,000 per year.

	� DACA recipients (children of undocumented immigrants 

or “Dreamers”) will be eligible to use the ACA Marketplace.

	� Additional state-funded subsidies are expanding for 

residents of California and New Mexico.

	� Consumers will no longer be able to buy short-term 

limited benefit health insurance lasting more than 3-4 

months, depending on renewability.  These types of 

“junk” or “skinny” health plans do not provide adequate 

coverage for persons with costly conditions like bleeding 

disorders, and those who enroll in them lose access to 

ACA premium tax credits and most (if not all) consumer 

protections under the ACA (including coverage of 

essential benefits and annual cost-sharing limits).  To avoid 

this, always start your search on www.healthcare.gov.

RESOURCES
ACA Open Enrollment 2025 Guide | 

healthinsurance.org

A reliable resource for information on open enrollment for 

2021 individual insurance plans can be found here, and a 

detailed set of FAQs (including many in Spanish) can be 

found here.

Please be an active participant as you consider your 

insurance options for 2022! Whether you keep your current 

health insurance or enroll in a new plan, READ YOUR 

POLICY. This is critical because the health insurance plan 

you choose will be yours for 12 months unless you have a 

qualifying life event that allows you to switch plans. 

Open 
Enrollment 
It’s that time of year again!  

10	 DATELINE FEDERATION < www.hemophiliafed.org 	 WINTER 2024         11

©2022 Bayer. All rights reserved. Bayer,  the Bayer Cross, and Jivi are registered trademarks of Bayer. 6/22 PP-JIV-US-1787-1

Jivi®, now with up to 7 YEARS OF DATA.
Talk to your doctor about the study.

Scan this QR code to learn more about 
the data at JiviExtensionStudy.com

November 1st to December 15th.  These dates can vary slightly 

among the 19 states operating their own ACA Marketplaces.  

For example, Idaho runs from October 15th- December 15th, 

while states like California, New Jersey, New York, and Rhode 

Island extend enrollment through January 31st.  You can check 

www.healthcare.gov to confirm open enrollment dates in your 

state.  However, in any state, you must enroll by December 

15th for coverage to be effective January 1st.  

Enrollment in Medicaid or State Children Health Insurance 

Programs (SCHIPs) is open yearly.

COST
Don’t focus only on premiums!

When shopping for health insurance, it is always important to 

consider all out-of-pocket costs.  Plans with higher premiums 

typically have lower annual deductibles and out-of-pocket 

spending limits.  For persons with costly conditions like 

bleeding disorders, these lower cost-sharing limits can make a 

massive difference in the total expense of your plan.

When shopping on www.healthcare.gov, don’t be put off 

by “list” prices. Enhanced premium tax credits are still 

available to all Marketplace consumers through 2025, 

limiting premium costs to 8.5 percent of income.  The 

enhancements to the ACA’s premium tax credits were 

created by the federal American Rescue Plan Act of 2021 

and have made Marketplace plans dramatically more 

affordable to consumers (lowering the cost of a “silver” 

plan to less than $10/month for many consumers).

SCOPE OF COVERAGE
When shopping for coverage, make sure to read 

all plan provisions carefully. 

For people with bleeding disorders, it is critical to research 

whether their products are covered under the plan’s drug 
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management is crucial to creating a loyal and engaged base 

of supporters, many of whom have personal connections to 

the bleeding disorders community. 

Corporate sponsorships are another key focus for the 

Development Team. The team works diligently to establish 

and nurture relationships with corporate partners that align 

with HFA’s values and goals. This includes reaching out to 

potential sponsors, negotiating sponsorship agreements, 

and ensuring corporate partners receive 

visibility and recognition for their 

support. Corporate sponsors often 

contribute to HFA’s annual events, 

such as fundraisers and awareness 

campaigns, and in return, HFA provides 

branding and marketing opportunities 

that benefit the sponsor’s image. 

The Development Team works closely 

with corporate sponsors to ensure 

that their contributions are mutually 

beneficial and that they feel valued as 

critical supporters of the organization. 

In addition to these tasks, the 

Development Team is responsible 

for long-term strategic planning to 

ensure the sustainability of HFA’s 

programs. This involves analyzing 

fundraising data, identifying trends, 

and setting realistic financial goals for 

the organization. By maintaining a diverse portfolio 

of funding sources, including grants, donations, and 

corporate sponsorships, the team ensures that HFA 

remains financially resilient and can continue its mission of 

serving the bleeding disorders community. 

Through grants management, donor cultivation, and 

corporate sponsorship development, the HFA Development 

Team is crucial in ensuring the organization has the 

resources to fulfill its mission. Their daily efforts help sustain 

programs that make a meaningful difference in the lives of 

individuals and families affected by bleeding disorders. 

T
he Development Team at the Hemophilia 

Federation of America (HFA) plays a vital role 

in securing the financial resources necessary to 

support the organization’s mission of providing advocacy, 

education, and assistance to the bleeding disorders 

community. Daily, the team focuses on grant planning 

and management, cultivating relationships with individual 

donors, and working closely with corporate sponsors to 

build solid and lasting partnerships. 

One of the primary responsibilities 

of the Development Team is grant 

planning, writing, and management. 

The team actively researches 

potential grant opportunities from 

government agencies, private 

foundations, and other charitable 

organizations that align with 

HFA’s mission. Once suitable 

opportunities are identified, the team 

works collaboratively to develop 

compelling grant proposals that 

outline how funding will support 

critical programs and services for 

the bleeding disorders community. 

This includes drafting narratives, 

creating detailed budgets, and 

ensuring all necessary documentation 

is completed and submitted on 

time. Once grants are awarded, the 

team manages the funding, including tracking 

expenditures, preparing progress reports for funders, 

and ensuring compliance with all grant requirements. 

In addition to grants, the development team's core function 

is building and maintaining relationships with individual 

donors. This involves regular communication with current 

and prospective donors, ensuring they are informed about 

HFA’s work and the impact of their contributions. The 

team sends personalized thank-you notes, newsletters, 

and updates and plans donor appreciation events to 

recognize and celebrate their support. Donor relationship 

The Vital Role of HFA's 
Development Team

BEHIND THE  SCENES

“ I’m embarrassed to 

CALL IN SICK 
BECAUSE  
OF A BLEED.”
— Julian 
       Person living with hemophilia 

Discover how some current and potential 
approaches may help restore hemostasis balance.

TFPI=tissue factor pathway inhibitor. 
This patient story reflects the real-life experience of an individual diagnosed with hemophilia. Individual 
experiences may vary. This patient was compensated for their time creating this content. 
 
© 2024 Sanofi. All rights reserved. Sanofi is a registered trademark of Sanofi or an affiliate.  
MAT-US-2406689-v1.0-07/2024

Why is balance so important in hemophilia?
When there’s an imbalance between procoagulants  
(ie, factor VIII or IX) and anticoagulants like antithrombin  
and TFPI, your body can’t produce sufficient thrombin  
to achieve hemostasis.

Discover more at MyHemophiliaTruth.com

Through grants 
management, 
donor cultivation, 
and corporate 
sponsorship 
development, the 
HFA Development 
Team is crucial 
in ensuring the 
organization has  
the resources to 
fulfill its mission. 



YOUR FINANCIAL SUPPORT

www.hemophiliafed.org/donate

HAS MADE       

BETTER!
We’ve been advocating for and educating the 

bleeding disorders community for the past    
30 years, but we cannot do it without YOU!

Give your gift of support to the 
bleeding disorders community 

by the end of the year.

Thanks to The Alliance Pharmacy and 
HFA Board, your gift to HFA
will be MATCHED up to 

$100,000!
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W
estbury, NY—July 2024—The Alliance Pharmacy (TAP), a 

nonprofit organization dedicated to supporting the bleeding 

disorders community, has announced an inspiring new nationwide 

initiative: a donation challenge in support of the Hemophilia Federation of 

America’s (HFA) Helping Hands Program. This bold endeavor invites specialty 

pharmacies, hemophilia treatment centers, and individuals from the bleeding 

disorder community to join forces in providing crucial financial support.

The Helping Hands Program, a vital initiative of the HFA, has been a 

cornerstone of assistance for those affected by bleeding disorders since its 

inception. Unfortunately, it faced discontinuation earlier 

this year, causing significant concern among community 

members who rely on its support. Now, thanks to TAP’s 

generous donation challenge, the program is set to 

be revitalized, providing much-needed assistance to 

individuals and families who are facing immediate needs.

The Alliance Pharmacy has pledged to match donations 

up to $100,000, creating an incredible opportunity for 

others to amplify their impact. Daniel Kelsey, CEO of 

HFA, expressed his gratitude, saying, “On behalf of the 

HFA and our board chair, Luke Runion, I would like to 

thank The Alliance Pharmacy for issuing this challenge 

to other specialty pharmacies. Your support will go a long way in assuring 

community members and their families that HFA is committed to assisting 

those experiencing an immediate need.”

The TAP donation challenge represents more than just financial support—it’s 

a call to action, rallying the bleeding disorders community and encouraging 

collaboration between specialty pharmacies and treatment centers nationwide. 

With TAP’s commitment, the Helping Hands Program will be able to continue 

its essential work of offering assistance to families during times of crisis, 

restoring hope and stability.

Together, we can make a difference and ensure that no one in the bleeding 

disorders community is left without help when they need it most. Please scan 

the QR code to give today. 

The Alliance Pharmacy Donation 
Challenge: Supporting Hemophilia 
Patients Nationwide
Specialty Pharmacies Join Forces for a Cause

The TAP donation challenge 
represents more than just financial 
support—it’s a call to action, rallying 
the bleeding disorders community and 
encouraging collaboration between 
specialty pharmacies and treatment 
centers nationwide.



Discover more about 
gene therapy research

OUR VISION: A WORLD WHERE NO LIFE IS LIMITED 
BY DISEASE
At Spark® Therapeutics, we’re working to unlock the power of gene therapy 
to accelerate healthcare transformation.

We believe investigational gene therapy has the potential to be transformative  
in the treatment of hemophilia and we understand the importance of developing  
gene therapies that meet the needs of the hemophilia community. Our priority is 
the safety and well-being of clinical trial participants.

© 2023 Spark Therapeutics, Inc. N-HEM-US-420121-6 
Spark, Spark Therapeutics and its design, and Hemophilia Forward and its design,  

are trademarks or registered marks of Spark Therapeutics, Inc. in the United States.
1-855-SPARKTX

Interested in enrolling 
in a Spark-sponsored 

hemophilia gene 
therapy clinical trial? Want to know more about 

gene therapy clinical trials?

Learn about gene therapy 
research for hemophilia.

Discover what gene therapy 
is meant to do.

See a demo about the 
science of gene therapy.

Explore frequently 
asked questions about 

hemophilia gene therapy 
clinical trials.

EXPLORE THE SCIENCE OF 
GENE THERAPY RESEARCH

Be informed and feel empowered when you 
learn about the field of gene therapy and 

its potential application for hemophilia.

Visit  
HemophiliaForward.com
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F
rom September 20-24, 2024, 30 community 

members from across the nation gathered in 

Washington, D.C., for the Hemophilia Federation 

of America's (HFA) Advocacy Retreat. The event was 

a powerful demonstration of unity, bringing together 

individuals with a common goal: to advocate for the 

bleeding disorders community and ensure our voices 

were heard at the highest levels of government. The 

retreat culminated in Hill Day on September 23, a day 

dedicated to sharing our healthcare policy priorities with 

legislators and advocating for crucial policy changes that 

impact people with bleeding disorders.

Building Advocacy Skills
The retreat was a crucial step in our advocacy journey, 

designed to equip participants with the knowledge 

and tools necessary for effective advocacy. HFA’s 

agenda was packed with educational workshops and 

hands-on exercises, ensuring that every attendee left 

feeling prepared and confident to be a strong voice for 

themselves and the bleeding disorders community.

The retreat started on Friday night, September 20,  

with a welcome reception. The room was filled with 

excitement and a shared understanding that attendees 

were ready to make a difference. The following day  

was focused on self-advocacy, with workshops led 

by the Blood Brotherhood and Blood Sisterhood. 

Participants explored strategies to build strong 

plans. These enhancements make healthcare coverage 

more affordable for millions of Americans, including many 

individuals in the bleeding disorders community.

The impact of the 2024 Hill Day was significant. 

Advocates participated in 57 in-person meetings 

with lawmakers, where they discussed key healthcare 

policy priorities and received commitments from 

some legislators to support the HELP Copays Act. 

They conducted 17 drop-in visits, which led to further 

discussions and raised awareness about the challenges 

faced by the bleeding disorders community. 
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THE 2024 ADVOCACY 
RETREAT AND HILL 
DAY RECAP 

partnerships with healthcare providers to understand 

and address the trauma that often comes with managing 

a chronic condition. 

 The following day, participants prepared for the “big 

day on the Hill.” The Young Adult Advocacy Summit 

(YAAS) was especially helpful for younger attendees. 

It provided a platform to share their unique challenges 

and perspectives in navigating healthcare as they 

transition from their parent’s insurance plans into the 

workforce. In addition, the summit offered practical 

advice and resources for these transitions. Meanwhile, 

others in the community 

shared their personal stories 

and crafted their messaging 

for legislative meetings. 

HFA concluded the day 

with a Hill Day prep session 

that ensured everyone felt 

confident and prepared to 

speak with lawmakers about 

HFA’s legislative priorities.

Hill Day 2024: Taking Action on Capitol Hill
Hill Day, on Monday, September 23, marked the 

highlight of the Advocacy Retreat. Equipped with new 

advocacy knowledge and unwavering passion for the 

issues, advocates met with lawmakers to discuss key 

healthcare policy priorities. Central to these discussions 

was the HELP Copays Act, bipartisan legislation aimed 

at eliminating barriers to care by addressing harmful 

insurance practices. The act seeks to prohibit Copay 

Accumulator Adjustment Programs (CAAPs), which 

prevent patients from fully benefiting from third-party 

copay assistance for high-cost, life-saving drugs.

Advocates urged lawmakers to extend the Premium Tax 

Credit enhancements for Affordable Care Act (ACA) 

Looking Forward: The Power of Advocacy
The 2024 Advocacy Retreat and Hill Day demonstrated 

the powerful impact of collective advocacy. Speaking as 

a united voice, participants addressed their healthcare 

needs and helped push policy change for the entire 

bleeding disorders community. Whether through face-

to-face meetings with lawmakers, sending emails, or 

engaging on social media, every advocate played a vital 

role in driving change. The momentum generated from 

this year’s efforts is a testament to the power of advocacy 

and a source of hope for the future, reminding the 

community that we can influence healthcare policies and 

create a more equitable system for all. 

ADVO CACY IN  ACTION

The 2024 Advocacy Retreat and Hill Day demonstrated 
the powerful impact of collective advocacy. Speaking 
as a united voice, participants addressed their 
healthcare needs and helped push policy change for  
the entire bleeding disorders community.
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Pat Brown
VICE PRESIDENT OF MEETINGS, DEI, AND SERVICES

Pat’s expertise lies in event and meeting planning. She 

worked for several nonprofit organizations whose missions 

align closely with her passion. Early in Pat’s career, she 

worked for a disability organization whose mission 

focused on ensuring a life of inclusion for individuals 

with disabilities. From then on, Pat was committed to 

contributing to improving the lives of individuals and 

their families who needed assistance from Nonprofits to 

advocate on their behalf. Her mission-driven work brought 

her to the Hemophilia Federation of America, and she 

started her career at HFA as a meeting planner.  

After 13 years, she now feels like a community  

member herself. 

Although Pat is a meeting 

planner, she has been fully 

committed to improving 

the lives of the various 

communities of the 

organizations and 

meeting the needs of 

every individual who 

faces challenges caused 

by difficult circumstances. 

For this reason, Pat is 

determined that everyone 

has access to the meetings and events she plans. She 

has been a presenter at meeting planning conferences 

focused on ADA-accessible meetings and has gone on-

site visits - sometimes with a tape measure in hand to 

ensure doorways are wide enough and the infrastructure 

allows for barrier-free and seamless participation of 

individuals with disabilities. 

Pat realizes that one size never fits 
all when it comes to accessibility 
and focuses on the needs of every 
individual early in the planning process. 

Angela Burton
GRANTS MANAGER

Angela Burton has 

dedicated her career to 

making a difference in 

the lives of individuals 

and families within 

the bleeding disorders 

community. Since 2018, she 

has served as the Hemophilia 

Federation of America (HFA) 

grants manager, where she works 

passionately to secure funding that helps advance HFA’s 

mission. Before this, Angela coordinated HFA’s Helping 

Hands Program, collaborating closely with social workers 

to provide essential financial assistance and resources to 

families navigating complex healthcare challenges.

Her commitment to this community runs deep, dating 

back to her time as Communication and Special Projects 

Manager at the Hemophilia Foundation of Michigan (HFM). 

There, she was involved in everything from branding and 

event coordination to managing the Scholarship Program. 

Angela’s heart for service also shone through her years as 

a counselor at HFM’s Camp Bold Eagle. 

Among her proudest achievements 
was organizing the inaugural Women’s 
Tea and playing a pivotal role in the 
World AIDS Day Detroit events—
efforts that continue to impact today.

Earlier in her career, Angela served as Chief Operating 

Officer at a local nonprofit in the City of Detroit, overseeing 

strategic planning, grant writing, and program management. 

With over twenty years of nonprofit leadership experience, 

she remains deeply committed to improving access to care 

and advancing health equity for marginalized communities. 

Angela’s work is driven by her passion for advocacy and the 

desire to support those in need.

In addition, Pat has a passion for DE&I and health equity and 

was the staff lead for HFA’s Diversity, Equity, and Inclusion 

Working Group alongside HFA’s Bleeding Disorder Health 

Disparities Council. As a woman of color, Pat understands 

the inequities people face regarding healthcare.   

“HFA takes these inequities very seriously and advocates 

ensuring everyone within the bleeding disorders 

community can access diagnosis and care regardless of 

their background and ethnicity," she notes. 

 Pat is passionate about HFA’s mission, and after 13 years of 

service, she is considered an invaluable part of the team.

Nassim Gale
VICE PRESIDENT OF MARKETING & COMMUNICATIONS

Nassim Gale was born into a refugee family from Iran who 

were fortunate to call Germany their long-term home.

Living a life filled with uncertainty, poverty,  

and discrimination shaped Nassim into an individual of 

resiliency, ambition, and compassion for others.

"My mother inspired me to change the narrative for our 

family. She risked her life and lost everything due to her 

political bravery. Now it's time to give back."

Nassim's motivation resulted in being best in class 

during an apprenticeship in one of Europe's largest IT 

and telecommunications corporations. This led to a long 

tenure before she relocated to the United States.

After multiple years in Germany and a solid career 

in client management and communications, she has 

expanded her experience from the technology sector to 

the healthcare industry.

At Hemophilia Federation of America, Nassim focuses 

on delivering effective strategies to communicate with 

stakeholders and the community.

"My international experience helps 
me understand the needs of our 
diverse stakeholders 
and translate 
them into an 
actionable plan."

In addition, Nassim enjoys 

engaging with patients, 

advocates, and industry 

partners while showcasing 

the impact of their work to 

clients and industry partners.

"As a data-lover and relationship 
builder, it fills me with pride to 
share my team's impact on our 
organizational goals and the value  
we bring to the community.."

In her spare time, she engages in Animal Welfare initiatives 

and loves exploring the D.C. area with her daughter.

Nassim enjoys giving back to the community by leading 

a group of immigrants and expats in Denver, Colorado, 

and Washington, D.C. She volunteers as a mentor to 

individuals and their families who are starting a new life 

away from home. 

I
n this winter issue, we're excited to shine a spotlight on three remarkable HFA team members whose dedication, 

innovation, and commitment to excellence have left an indelible mark on our company and culture. Join us as we 

dive into their journeys, uncover their insights, and discover what drives their passion each day at HFA.

EMPLOYEE  SPOTL IGHT EM P LOY EE  SP OTL I GHT



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

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. Medical fl uids 
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. Deep fi ssures

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

* According to IQVIA claims data (various insurance 
plan types) from September 2021–August 2022 
(refreshed November 2022), accounting for 
prophylaxis use in the US.

†  Number of people with hemophilia A treated as of 
October 2021.
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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: 03/2023

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.

©2023 Genentech USA, Inc. All rights reserved. M-US-00011998(v3.0) 08/23

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.
• You may continue prophylactic use of FVIII for the first 

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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Bleeding Disorders are unpredictable. Consider preparing for the 
unexpected by having a 504 plan in place, just in case.

NO

Has the bleeding disorder caused an educational delay, or 
does your child also have a learning disability?

Yes

• IEPs and 504s must be reviewed annually
• You have the right to request a meeting at any time 

to discuss progress
• You must be offered a copy of procedural safeguards
• You can disagree with the school and you have the right to due process

Modification = changes expectations for what a child learns
Accommodation = tools, resources, or strategies to help with learning
IEP = Individualized Education Plan
IDEA = Individuals with Disabilities Education 

Disclaimer: Individual schools/districts may vary. The process may look different, depending on where you live.

Your Child has a Bleeding Disorder…Now What?

Does the bleeding disorder limit any major life activities at any time?

(e.g., walking, working, taking care of one’s self, school attendance)

THINGS YOU SHOULD KNOW

DEFINITIONS:

Act 504 Plan = Section 504 of the Rehabilitation Act of 1973, A federal law that requires 
a school district to provide a free and appropriate public education to each child with a 
disability. (Source: U.S. Department of Education)

Children with bleeding disorders face unique challenges in school, particularly in physical 
activities like PE, playground play, and sports, where even minor injuries can lead to 
serious bleeding or bruising. They may need accommodations, such as permission to 
avoid high-contact activities or the ability to take medications during school hours. 
Educating teachers and staff about the condition is crucial for creating a safe 
environment. With proper planning and support, however, most children with bleeding 
disorders can fully participate in school and have a positive educational experience.

IDEA/IEP Eligible

Step 1: Request Evaluation
Be aware the IEP process is lengthy. 
It will entail multiple meetings and 
hours of testing to understand how 
your child learns.

Step 2: Meeting 1
• Meet with special education team to 

determine learning testing protocol.
• Discuss strengths and weakness, 

impact of bleeding disorder on 
education, and agree to evaluations.

Step 3: Evaluation
• Testing with school psychologist
• Testing with other professionals 

(e.g., physical, occupational, or 
speech therapists)

Step 4: Meeting 2 
• After evaluation, meet with team 

to review results.
• Discuss present levels of 

academic performance and 
determine eligibility.

Step 5: Meeting 3 
After determining eligibility, meet 
with team to discuss and agree to 
IEP, goals, modifications and 
accommodations.

*IEP modification can include 
specialized classes that are not 
considered college preparation.

Section 504 Eligible

Request 504 Meeting

Meet with 504 Team 
which consists of 

teacher, administrator, 
parents and sometimes 

school nurse

Educate team on your 
child’s bleeding 

disorder

Discuss 
accommodations 

(e.g., physical, 
instructional, and 
field trip needs)

Discuss present 
levels of 

performance

Develop and 
implement 504 plan

Has the bleeding disorder caused an 
educational delay, or does your child 
also have a learning disability?

Bleeding Disorders are 
unpredictable. Consider 
preparing for the unexpected 
by having a 504 plan in place, 
just in case.

Yes NO

Yes
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Attendees will also get to experience hands-on exhibits 

showcasing the latest innovations in treatment, services, 

and products designed to make managing their condition 

easier. Industry experts and thought leaders will be on-

site, providing a chance to learn more about the future of 

bleeding disorder care.

At its heart, the HFA Symposium is all about community. 

Whether you are newly diagnosed or a long-time 

advocate, you'll find a place among others who 

understand your journey. This event is a chance to share 

experiences, foster lifelong friendships, and build a 

network of support that extends far beyond the  

four-day gathering.

Join us in San Diego this March and be part of a 

movement that champions connection, resilience, and 

empowerment within the bleeding disorders community. 

For more information and to register, scan the QR code or 

visit hfasymposium.org. 

T
he Hemophilia Federation of America's (HFA) 

Annual Symposium returns to San Diego, March 

27-30, 2025, celebrating connection, support, 

and empowerment. This vibrant event is an invaluable 

opportunity for individuals with bleeding disorders, their 

families, and advocates to unite, learn, and grow.

The symposium offers 

a variety of interactive 

sessions, designed to uplift 

and educate attendees 

on how to navigate life 

with a bleeding disorder. 

Participants can join 

empowering workshops 

focused on mental, 

physical, and emotional 

wellness, while gaining 

practical strategies for 

improving their quality 

of life. Through 

personal stories of resilience and success, the event 

highlights the strength and determination within the 

bleeding disorders community.

EMBRACE COMMUNITY  
AND EMPOWERMENT AT  
THE HFA SYMPOSIUM 2025

This event is a 
chance to share 
experiences, foster 
lifelong friendships, 
and build a 
network of support 
that extends far 
beyond the four-
day gathering.

Register now for Symposium 2025!

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

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

beautiful locations!

Scan QR to stay 
connected and 
register. MARCH 27-30th

www.hfasymposium.org

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!

www.hfasymposium.org
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and industry partners. With all three of our Hemophilia 

Treatment Centers (HTCs) in attendance, our community 

members have the unique opportunity to speak directly 

with their hematologists, gaining access to expert 

guidance and personalized care. Family Information Day 

is a cornerstone of our mission to educate, connect, and 

support our community.

Working in Southern California presents 

unique challenges. Our region is vast, and 

the communities we serve range from urban 

centers to rural areas, making it challenging 

to ensure that all individuals have equal 

access to care and resources. 

Additionally, the high cost of living 

in California often places a financial 

burden on families who already face 

By continuing to work closely with HFA, we can tackle 

shared challenges, expand our reach, and ensure that the 

needs of the bleeding disorders community are addressed 

on both local and national scales.

If you are interested in learning more about HFSC or  

getting involved, we invite you to visit our website at  

www.hemosocal.org or email us at info@hemosocal.org. 

 We are always here to support our community and 

welcome anyone who wants to join our mission to improve 

the lives of those affected by bleeding disorders. 

A
s we commemorate the 70th anniversary of the 

Hemophilia Foundation of Southern California, it 

is incredible to reflect on how far we have come 

since our humble beginnings. Since its founding in 1952, our 

foundation has focused on providing education, resources, 

and support to our community. Today, HFSC proudly serves 

over 3,800 community members across nine counties 

affected by hemophilia, von Willebrand 

disease, and other rare bleeding disorders. 

Our reach and impact have grown 

tremendously over the decades. We now 

provide comprehensive support services, 

advocate for policies to improve the lives 

of those with bleeding disorders, and offer 

invaluable education to families. Equally 

important, advancements in medication 

and treatment have transformed how we 

manage bleeding disorders, offering hope 

that once seemed distant.

Through vital programs such as support 

groups, educational seminars, emergency 

financial assistance, and advocacy, we 

empower individuals and families to live fuller lives. One of 

our standout initiatives is our Family Information Day, an 

educational event that provides invaluable resources and 

knowledge to families impacted by bleeding disorders. 

This event supports critical services and fosters a sense 

of togetherness among families, healthcare professionals, 

significant healthcare costs. Educating the public and 

even some healthcare professionals about bleeding 

disorders also remains a challenge, as these conditions 

are often misunderstood. Through continuous education 

and advocacy, we aim to break down barriers and ensure 

everyone in our community receives the care they deserve.

In addition to our Family Information Day, we take great 

pride in our Familia de Sangre Conference, the largest all-

Spanish conference for the bleeding disorders community 

in the nation, held in partnership with the three other 

California bleeding disorders organizations. This impactful 

event provides a vital platform for Spanish-speaking 

families to access education, resources, and support 

while fostering connections within the community. 

It’s an exciting time to celebrate our shared 

experiences and uplift the individuals and families 

shaping our foundation's future. 

Collaboration with national partners like the 

Hemophilia Federation of America (HFA) is 

essential to our success. HFA amplifies the voices 

of local organizations by advocating for healthcare 

policies and treatment access at the national level. 

They also provide crucial resources, leadership 

training, and education that strengthen our ability 

to serve the community. 

MEMBER ORGANIZATION SPOTL IGHT

Hemophilia Foundation of Southern California
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for policies that meet the needs of 

the community and empowering 

individuals to advocate for 

themselves. Education is essential 

for helping them learn about their 

condition, treatment options, and 

self-care strategies.

Besides traditional formats like 

webinars and workshops, HFA 

offers digital education through 

the website, videos, and e-learning 

courses. These resources are 

designed to be user-friendly, 

ensuring patients and caregivers 

can access them anytime from any 

device. Through HFA’s Learning 

Central (www.hfalearning.org), users 

can delve deeper into understanding 

their bleeding disorder, explore 

detailed information about the latest 

research in bleeding disorders, and 

gain valuable skills in managing 

life with a bleeding disorder, 

such as career planning or managing finances, all in a 

comfortable and familiar digital environment. 

Recently, the education team has integrated a data and 

evaluation component to assess the effectiveness of the 

programs and resources. This focus on evaluation enables 

the team to identify areas for improvement, measure 

impact, and ensure the organization meets the evolving 

needs of the community. By fostering connections 

among patients, caregivers, and other stakeholders, 

HFA is creating a supportive community that empowers 

individuals to lead healthier, more fulfilling lives while 

navigating the challenges of their disorder, making them 

feel connected and supported. 
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T
he Hemophilia Federation of America’s education 

team supports individuals affected by hemophilia 

and related bleeding disorders. They aim to 

educate patients, families, and stakeholders about 

the latest treatment options, effective management 

techniques, and best practices for living with 

these conditions. The team produces a variety of 

educational materials, including webinars, workshops, 

and informational guides, all designed to enhance 

understanding and promote informed decision-making.

This year, HFA focuses on the core principles of 

bleeding disorders to create inclusive programs for 

affected individuals and families. The goal is to build a 

robust foundational understanding while advocating 

EDUCATION
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 and joint 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

2000 IU Royal Blue

(continued)

Strength Cap Color

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 U.S. Food and Drug
Administration.

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

©2024 Bioverativ Therapeutics Inc. All rights reserved.

ALTUVIIIO is a registered trademark of Bioverativ Therapeutics Inc.

Revised: MAY 2024

AHF-PPI-SL-MAY24

1

Inside Back Cover
MAT-US-2405837-v1.0_R01_SALT_DFM_PRINT_AD.indd   2MAT-US-2405837-v1.0_R01_SALT_DFM_PRINT_AD.indd   2 28/6/24   6:39 PM28/6/24   6:39 PM

Navigating Hemophilia: Empowerment, 
Education, and Community Support for  
a Healthier Future


