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EXECUTIVE CORNER

UPDATE FROM THE CEO

It’s hard to believe we are halfway through the year.

As many of you know, 2024 has required the HFA
Board and staff to step up and face multiple challenges.
Throughout this process, the chair, Luke Runion, and |
have tried to be transparent about where HFA is as an
organization and where HFA is headed. As mentioned
earlier this year, the Board asked that staff first focus

on executing on Symposium. | am happy to say that the
response from attendees was overwhelmingly positive
and we had an opportunity to have some
excellent conversations with attendees and
past leaders. These conversations were very
important in creating a structure for the
remainder of 2024 and planning for next
year’s Symposium in San Diego.

The big question is “Symposium was finished
back in April, what are you going to do next?
Our community still has needs that go way
beyond an annual meeting!” My response

is that we took time to breathe after
Symposium followed by planning out our schedule for
the remainder of the year. This will help our organization
to focus on a plan and move forward together. Following
are some highlights of our upcoming plans:

Blood Brotherhood and Blood Sisterhood: We are
working with a blood brother and blood sister to bring
back both programs. The first step will focus on starting
up regular calls with a focus on sharing and fostering
community. This will happen within a broader context

of revisiting all aspects of each program to bridge
generations and assure that blood brothers and sisters
feel they are part of a broader community and learn from
those who have gone before them. We are also planning
a special blood brotherhood and blood sisterhood event
in conjunction with the Annual Patient Fly-in and Young
Adult Advocacy Conference in September.

Education: Since completing the biggest educational
event of the year, the focus is now moving toward a
restart of our other efforts and bringing a new focus to
Learning Central, which deserves some well-deserved
TLC. First on the list is kick-starting our work with the
Centers for Disease Control (CDC) and assuring we

meet the desired outcomes scheduled for the current
federal fiscal year. At the same time, we will evaluate new
Learning Management Systems with a goal of launching a
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new platform in 2025 that will provide a much smoother
experience and allow for saving of progress and the
ability to provide recommendations for other courses
that might be of interest. In addition, our education team
will be supplemented and our focus will remain Blood
Brotherhood and Blood Sisterhood, alongside our annual
patient fly-in.

Advocacy: The newest addition to HFA, Mary Catherine
Moffett, began her work at HFA by attending Symposium
and was overwhelmed with the warm welcome she
received from the community! Because
advocacy is a cornerstone of HFA, she is
taking a very measured approach to our
advocacy efforts and ensuring that HFA is
known as THE patient voice for bleeding
disorders. Currently, the advocacy team is
focused on the patient fly-in, Young Adult
Advocacy Summit, and working with various
state Member Organizations in addressing
their legislative and advocacy needs.

Long term, Mary Catherine would like to
empower community members to be strong
advocates and known for the effectiveness of delivering
our message. Lastly, the Advocacy team is also focused
on various efforts surrounding health equity and projects
to ensure everyone has the same access to quality care.

Helping Hands: During Symposium, HFA leadership
heard from the community regarding the importance

of Helping Hands and its creation in the early days of

the organization. | was asked to investigate ways of
starting the Helping Hands program again on a limited
basis so HFA can provide some degree of assistance to
community members experiencing hardship. I'm excited
to share that the relaunch of Helping Hands is in the early
stages and will be formally announced later this year.

As mentioned earlier, HFA has had a challenging year,
to say the least, but we are beginning to “round the
corner” and make progress with our reemergence as
the patient voice in the bleeding disorders community.
| am confident we will continue to make progress and
move forward as an organization that understands and
anticipates the needs of your community and is there
when assistance is needed.

Sincerely,

Dan Kelsey
President and CEO
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HFA Shares Update on
Smithsonian Partnership

emophilia Federation of America announced,

in April 2019, a partnership with the Smithsonian

Institution to document the history of the
bleeding disorders community, with a focus
on the tragic experiences with contaminated blood,
and we’re pleased to announce the first phase of the
project is complete.

HFA began an initiative to collect artifacts and oral
histories from the bleeding disorders community

with the intent of presenting the materials to the
Smithsonian Institution’s National Museum of American
History for archiving and the occasional use, where
relevant, in Smithsonian exhibits.

In the five years since the announcement and collection
of artifacts, there have been challenges contributing

to a delay in completing the project. With a global
pandemic hitting the nation after the announcement
and major transitions at both HFA and Smithsonian, the
project took longer than expected, but HFA is proud

to announce we have selected a final collection of
recordings, artifacts and documents that will live in our
nation’s capital to tell this community’s story.

There’s still more to be done before this project

is complete, but we want to begin this update by
thanking the community for its commitment to this
important work of preserving the history of bleeding
disorders. None of this would have been possible
without your support.

HFA’s goal was always to preserve the history of the
entire bleeding disorders community, and when we

Former HFA CEO, Kimberly Haugstad, center, and other former HFA staff, meet with Katherine Ott, (left center), fellowship advisor and
curator for the Smithsonian Institution’s National Museum of American History, to discuss the transfer of historical items in 2019.
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embarked on this journey, we knew that accomplishing
this goal would be impossible without the passion

and commitment of community members across the
country pitching in to ensure that their story was told
as well. Even knowing this community’s generosity
and commitment to sharing its own story, we’ve been
humbled by the incredible support that the Smithsonian
project has received over the last five years. The
community has risen to HFA’s challenge in a variety

of ways—donating precious artifacts like handwritten
diaries to be preserved in the Smithsonian’s collection
and contributing funds to pay for logistic costs like
digitizing documents.

During this process, HFA has learned a lot about
professional archiving, including the specific standards
required by museums for which objects and documents
fit their mission. The Smithsonian has declined to take
some of the materials that HFA offered them, leaving
HFA with a collection of documents and objects that
community members entrusted us with to tell the
community’s story.

Additionally, the Smithsonian’s plans for sharing this
history have changed—one exhibit that they initially
envisioned has been indefinitely delayed, and while our
collection will eventually be available to browse online,
it’s unclear when these materials will be viewable in
physical form at the American History Museum.

HFA is working hard to find alternative homes for
the materials declined by the Smithsonian, making
these materials available to researchers and others

seeking to tell the story of our
community’s experiences. Curators
at the Smithsonian said artifacts

and documents that do not satisfy
their criteria for preservation at the
American History Museum would be
attractive acquisitions for a more
conventional archive. HFA has begun
conversations with organizations
where the materials might be of
interest, including the Kalmanovitz
Library at the University of Southern
California where the Committee of Ten
Thousand (COTT) donated its own
historical materials last year.

We hope the generous community members who gave
us these deeply meaningful artifacts and documents
are open to that story being told in another venue.
Documents and artifacts preserved in such an archive
would be immediately accessible to members of the
public and researchers interested in learning about the
history of bleeding disorders in America.

These developments mean HFA still has more work to
do before we close the books on this project, and our
goal in providing this update is to both share a few
early thoughts about our next steps. Bringing HFA’s
collaboration with Smithsonian to a close and finding a
proper home for these remaining materials will be long-
term projects, and we intend to keep communicating
with you as work continues on both these fronts.

Despite the delays, HFA hopes we can continue this
project to share the history of bleeding disorders

with a wider audience by partnering with additional
stakeholders who understand the importance of
preserving and documenting our community’s history.
Thank you again for all the support you’ve provided
to this project over the years—we look forward to
continuing this shared work in 2024. é

—Will Hubbert, HFA Contractor
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HFA Welcomes Newest
Board Members

t our 2024 Symposium in April, Hemophilia Federation of America held one of its annual in-person board
meetings and welcomed its newest board members. This new slate of board of directors brings a wealth of
knowledge and experience with bleeding disorders to the table. Meet some of our new board members:

Patricia Schake

Patty has a master's degree in
social work from the University

of Pittsburgh and more than 25
years of experience in nonprofit
management and behavioral

health. Many members of her
family have hemophilia B, so she

is passionate about ensuring access
to healthcare services and wellness for

all. She enjoys spending time with family and friends,
playing outside with our dog, reading and trying
new recipes.

Ashley Lacey

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
annual meeting planning committees,

or serving on the board for her local chapter, Tennessee
Hemophilia and Bleeding Disorder Foundation (THBDF).
Professionally, she works as a Birth Center Manager
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to a free-standing birth center in Memphis as well as
an Operating Room Registered Nurse. Ashley enjoys
traveling, especially to the beach, listening to music,
baking and spending time with family and friends.

Geneva Osteen

Born and raised in Florida,
Geneva is a psychiatrist who
works with chronically mentally
ill patients. She completed her
residency at Johns Hopkins
Hospital in Baltimore and went
on to spend time working for the
Indian Health Service in New Mexico

and at state hospitals in Alaska and Hawaii.

She's back in Baltimore, where she lives with her husband
and three children. She and her family love spending time
with friends, trying new food, traveling and exploring
their city, and Geneva likes to exercise, walk on the
beach, read and travel.

We also welcomed Joe Pugliese, Kailey Townsend, Shanthi
Hedge and Dave Huskie.

For a full list of HFA’s board members, visit
www.hemophiliafed.org/our-board.


http://www.hemophiliafed.org/our-board

YOU 20

e R
HFA HIFA
BETTER!
We’ve been advocating for

and educating the bleeding

disorders community for the

past 30 years but we cannot
do it without YOU!

DONATE TODAY

To donate, visit
www.hemophiliafed.org/donate = &=
or scan the code




INSPIRING IMPACT

The Power of

Individual Giving

BY HFA STAFF

he power of individual giving

to nonprofits like Hemophilia

Federation of America is
immense and can create a positive
impact on our community.

Giving allows you, as an individual, the
power to transform lives and make

an impact on something bigger than
yourself. You want to help solve a
problem and make a difference in an
area you are passionate about.

Individual contributions are often
overshadowed by grand gestures
and colossal donations in our world.
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However, it's important to know that
nonprofit organizations like HFA rely
on the generosity of everyday givers—
in whatever amount they’re able to
give—to provide the essential support
that drives our mission forward.

Because individual giving is driven by
a sense of connection and purpose,
it’s about more than just financial
transactions; it is a statement of
belief in the values and vision of an
organization you support. Investing
in the betterment of a shared
community through giving goes
beyond merely providing monetary
assistance; it is about investing in
hope, progress and change for our
shared future.

HFA has experienced the
transformative power of personal
philanthropy firsthand. With humble
contributions from supporters and the
tireless efforts of volunteers, each act
of generosity ignites a chain reaction of
goodwill and impact. It is a testament
to the belief that every individual can
effect change, regardless of their
circumstances or resources.

Furthermore, individual giving
cultivates a sense of ownership
and belonging within communities.

Lo
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By contributing, the giver becomes

an integral part of our journey, joining
hands with fellow advocates and
stakeholders. With your support, we
are committed to standing shoulder-to-
shoulder with you as we navigate the
challenges and triumphs that lie ahead.

Beyond the tangible benefits, the
act of giving is inherently rewarding.
It is a reminder of our capacity for
empathy and compassion, and it
reaffirms our interconnectedness

as members of the human family.
Whether it is a small gesture of
kindness or a more substantial
contribution, every gift serves as a
beacon of hope in a world that often
feels besieged by darkness.

“Your donation gives
hope to families who
desperately need our
services to manage
their disease.”

— Luke Runion, HFA Board Chair

As we reflect on the power of individual
giving, let us, together, reaffirm our
commitment to making a difference,
one act of generosity at a time.
Together, we possess the potential to
create a brighter, more compassionate
world for generations to come.

HFA is a community-based, patient-
centered organization that advocates
for the needs of families living with
debilitating bleeding disorders. The
primary goal of HFA is to advocate
for safe and effective therapies,
quality, affordable health coverage
and better quality of life for all
persons with bleeding disorders.

For more than 30 years, HFA
has been honored to support the
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From left to right, HFA's Development Manager, Gabrielle Roth; Mary Catherine Moffett, HFA's new Vice President, Policy &

Advocacy; Angela Burton, Grants Manager; and Dave Rogers, Vice President, Developement.

bleeding disorders community by
advocating on key issues, offering
quality educational programs, and
providing critical assistance services
for families. Many in our community
are thriving and HFA is proud to

be a part of their success. HFA is

an advocate for those who are in
need, and we meet and hear of many
families in our community who are
struggling financially. Parents missing
work for a child’s extended hospital
stay, overdue rent or mortgage
payments, utility bills piling up, and
unforeseen medical expenses can put
a tremendous strain on the family.

As you know, living with a bleeding
disorder presents a lifelong series of
what-ifs. And these unknowns can be
scary for a new parent or a seasoned
community member alike. Bleeding
disorders can bring health issues,
frequent trips to the hospital, as well
as a battery of situations forcing
families to make tough choices. The
good news is that for more than

30 years, HFA has been a support
system to hold up families after a
what-if becomes a reality.

“We encourage all to donate and help those
who deal with expensive treatments so that

all in the bleeding disorder community will
effectively lead a normal life while dealing with

this lifetime disease.”

—Tom Wallace, HFA Board member

It just takes one person to make a

real difference. Having a bleeding
disorder can cause financial hardship.
Whether it is missed wages, expensive
treatments, or other unexpected
expenses, it can be hard to catch up.
Our HFA programs assist members of
the community with urgent basic living
expenses, medically necessary items,
medical travel, and educational support
for people with inhibitors.

Your donation/investment can make
a real difference in the lives of those
affected by bleeding disorders.

Help us make a positive impact

by contributing to vital programs,
research and advocacy for our
community. Can we count on

your support?

Remember, every small act of giving
adds up, and together, we can create
positive change in our communities! é

To donate, visit
www.hemophiliafed.org/donate
or scan the code
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INSPIRING IMPACT

Patients, Board Members and Participants

Share Why They Support HFA

a donation, but you haven’t quite made the move? If you’ve been thinking of supporting HFA, see why these

SO you’ve been thinking about participating in an upcoming Hemophilia Federation of America event or making

community members have become a part of the HFA family.

HFA has been vital
with support and
performance of
patients with bleeding
disorders. | have

felt their dedication
and assistance in
advocating for and
educating families

like ours.

HFA ha sido vital con

el apoyo y desempeno
para los pacientes

con desordenes de
sangrado. He sentido su
dedicacion y asistencia
para defender y educar
a las familias como

la nuestra.

—Allison Plaud

HFA made me feel empowered during
SisterSpace, especially helping me
advocate for myself as a woman and
young adult with a bleeding disorder.
HFA’s advocacy fly-in had a lasting
impact on me, as it provided a unique
opportunity to have my voice heard by

allowing me to discuss real-world challenges
faced by bleeding disorders patients with
government representatives.

—Shanthi Hegde, HFA board member and 2023 Patient Fly-In participant

I’'m a severe hemophilia
B patient and advocate
for the hemophilia
community for over
10 years. | always love

= helping
out people
who have
. a bleeding
disorder.”

—Jeron Hill,

T— hemophilia B
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| may

have Von
Willebrand's
Disease, but
it doesn't
define me.

| am strong o
and determined to
overcome any obstacle
that comes my way.

—Khloe Sullivan, von Willebrand




"l was part
of the first
Hispanic
Advocacy
Group
Training
sponsored -
by HFA where | met
members of the
community from other
states. It helps me to
effectively advocate for
my sisters and brothers
of the bleeding
disorders community.

"

"Fui parte del primer
grupo Hispano de
Adiestramiento en
Abogacia patrocinado
por HFA, donde tuve
la oportunidad de
conocer a muchos
miembros de nuestra
comunidad de otros
estados. Esto me ha
ayudado a abogar
eficazmente por mis
hermanas y hermanos
de la comunidad

de desordenes

de sangrado”.

—Javier Aguilu, hemophilia A

"HF A has given me
tools and education to
feel confident that my
bleeding disorder is not
a limitation to anything
| want to do in life.”

"HFA me ha dado
herramientas y
educacion para
sentirme seguro de
gue mi desdrden de
sangrado no es una

1 limitacion
para lo
que quiera
realizar en
la vida."”

hemophilia A

“What you need is in

front of you. Do not look
back. Love your bleeding

disorders sisters and
brothers. Forward is
the way.”

—Fernando Reyes, hemophilia A

—Ivan Rivera Diaz,

"Gracias a HFA y a sus
programas de educacion
dirigidos a las mujeres
con desordenes de
sangrado, puedo afirmar
gue no me
he sentido
sola en

este viaje.
HFA me

ha dado la
oportunidad
de conocer muchas
mujeres como yo 'y
juntas hemos aprendido
a abogar y trabajar

para poder dejar un
legado a las futuras
generaciones.”

—Vanessa Diaz Mattei, mild hemophilia
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Discover more at(HEMLIBRA.com/answers)

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 VIIl inhibitors.

What is the most important information | 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 HEMLIBRA.

: o o N . emicizumab-kxwh | 1so0
Safety Information, including Serious Side Effects. injection for subcutaneous use | ™™

.



Medication Guide
HEMLIBRA® (hem-lee-bruh)
(emicizumab-kxwh)
injection, for subcutaneous use

What is the most important information | 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 | 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
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A Moment in History for
Bleeding Disorders

BY EMILY A. ROUSH-BOBOLZ, STAFF WRITER

his year marks a historic year in the story of In the 1980s, some 90% of patients with hemophilia
bleeding disorders—Hemophilia Federation of were becoming infected with HIV through their factor

America celebrates 30
years as an organization, and it’s
been 25 years since the Ricky
Ray Hemophilia Relief Fund
Act provided compensation for

products. Additionally, almost
all patients with hemophilia who
used factor products before
1988 were infected with the
hepatitis C virus (HCV).

patients infected with HIV from
contaminated products and
provided protection from certain
payments from being considered
income in determining eligibility
for assistance.

Blood-borne infections were a
major complication of treatment
for people living with hemophilia,
and the tragedy resulted in the
loss of thousands of lives. People
like this small group of concerned
patients in that Louisiana home
wanted change. They organized
and in 1994 Hemophilia
Federation of America was
incorporated to become a voice
and advocate for the bleeding
disorders patient and caregiver community.

w0t YEARS 20,

New Kid on the Block

What began as a group of

concerned patients and family

members meeting in a modest

home on Beaujolais Parkway in a

tiny town in Louisiana, has grown

into a national organization in Washington, D.C,, that

continues to advocate for those with bleeding disorders “It has not been our intention to replace The National

to this day. Hemophilia Federation (renamed National Bleeding Disorders

Foundation in 2023),” said the first HFA newsletter, “Perhaps
the time has come when more than one advocacy
group is needed to cover all the bases.”

What you hold in your hand is Dateline Federation
magazine, which grew to a full, professionally
designed magazine, from a small little paper
newsletter made by volunteers in that home. In the 30 years since its incorporation, HFA grew
to a $5 million organization with 36 employees,
52 member organizations across the U.S., and
HEA serving thousands of patients and their families in

the 2010s. As new treatments became available

That first newsletter stated “Hemophilia
Federation is an advocacy organization for
persons with clotting disorders and their families

of orlglnnc_>r choice. T.hat means the entire and funding for organizations like HFA changed,
hgmophma. c.ommumty—those with HIV, those HFA’s original the organization scaled back to a steady 16
with hepatitis, those who were lucky enough logo, above employees and 44 member organizations

to come through the holocaust unscathed, and (some state organizations disbanded). But one

thosg new patients who have not .had to deaI_W|th the ) thing remains—advocacy and education for thousands of
possibilities. We were formed to fill the perceived gap in patients and their families continues.

services to this community which were not being met.”
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Jan Hamilton, one of the founders of Hemophilia Federation of America, enjoys a presentation at Symposium in 2019.

Remembering Ricky Ray

Ricky, Robert and Randy Ray were brothers with hemophilia
who contracted HIV from their factor as young boys. Because

of their diagnosis and the fear and
stigma surrounding it, they were

forced out of school. They were later
offered a segregated space, away

from other students, but the family
chose to instead sue the school district
for segregation. Federal courts ruled
against the district and allowed the
children to attend public school despite
their diagnosis. But the Rays' home was
burned down less than a week later.

Ricky became one of the faces in the
fight against the stigma of AIDs and
allowed news reporters to follow his
decline in health. He passed away in
1992 from complications relating to
AIDS and hemophilia at the age of 15.
According to reports, Ricky wrote to
presidents Ronald Reagan and George
H.W. Bush to consider increased
funding for AIDS research. After his
death, President Bill Clinton vowed
Ricky’s voice would continue to be
heard and presented Ricky with a
posthumous award for AIDS activism.

Twenty-five years ago, lawmakers
passed the Ricky Ray Relief Fund

*TI‘D'HN- DISASTER

T CKY RAY 1677182

Act, which provided payments of $100,000 to people
with blood-clotting disorders who contracted HIV
through the use of tainted products administered

between July 1, 1982 and Dec.
31,1987. The law also provided
payments to those who contracted
HIV from these individuals, such as
a spouse or a child.

The act also prohibited settlement
payments under class action lawsuits
from being considered income or
payments under Title | of this Act
from being considered income or
resources in determining eligibility
for Supplemental Security Income
(SSI1) benefits.

However, the Act has experienced
issues, as Congress failed to fully
fund the promised $750 million
mandated by the Act and advocates
continued to urge Congress to

fund the act.

While HFA and other advocates
continue to move the goals of

the Ricky Ray Act forward, other
impactful advocacy efforts are taking
place today to help the community
not only survive, but thrive now

and in future. é
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PHYSICIAN
FORUM

HFA brings physicians
together to address diagnosis
and treatment of mild
bleeding disorders.

BY G SHELLYE HOROWITZ, FORMER HFA
DIRECTOR OF EDUCATION

PHOTOGRAPHY BY BETHANY SWAIN

hen Hemophilia Federation of America chose to

support an educational initiative to expand the

reach of a program assisting those struggling
to obtain a diagnosis and care for their bleeding disorder, it
became clear that females with bleeding disorders needed
more support—and they were not alone. Males with mild
bleeding disorders and children (boys and girls) with
mild bleeding disorders were also met with roadblocks to
diagnosis and treatment.

G Shellye Horowitz, HFA’s former Director of Education,
then coined the phrase “Mild Matters, because Milds Matter,”
and HFA’s Mild Matters initiative was created to help mild
patients find equity within the bleeding disorders space. The
popularity of Mild Matters has grown.

Discrepancies Addressed

As people with mild bleeding disorders were empowered
with knowledge and tools to be strong self-advocates, a
trend emerged: individuals were not always met with support
when they approached Hemophilia Treatment Centers
(HTCs) to strengthen their care. Discrepancies in the way
people with mild bleeding disorders were diagnosed, labeled
and treated became a common theme.
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HFA realized patient empowerment could not operate in a
vacuum, so staff worked to bridge the gap between patient
advocacy and HTC providers by engaging HTC hematologists
in critical diagnostic and treatment conversations.

Partnering with Hemophilia Alliance and the Foundation for
Women and Girls with Blood Disorders, the Mild Matters
Physician Forum was held in February as an opportunity to
share with clinicians the feedback gathered at HFA’s Mild
Matters events, which are designed for patients. The Forum
brought together 25 HTC hematologists from across the U.S.
and Puerto Rico. Feedback presented to the physicians at
the Forum came from:

e HFA’s Mild Matters Webinar, March 2022: Presentation
on the challenges faced by people with mild bleeding
disorders, how to recognize symptoms in milds and
seek care. Attendees requested a continued focus on
mild bleeding disorders.



HFA’s Annual Symposium, 2022: HFA'’s first Mild
Matters rap session. Patients shared the struggles

they continue to face when seeking diagnosis and
appropriate care, and appreciated the space to
connect and learn.

Mild Matters Summit, November 2022: The first
Summit offered an opportunity to identify

unmet needs and express hopes for the evolution

of treatment.

HFA’s Annual Symposium, 2023: Multiple well-
attended sessions addressed treatment needs, plus a
rap session dedicated to discussing ongoing needs and
concerns of the mild patient community.

Mild Matters Summit, November 2023: With more
than twice the attendance as the first Summit (plus
more than 100 applicants who had to be turned away),
it demonstrated the high interest and need from the
mild community.

— G Shellye Horowitz, former HFA Director of Education

The disparities in diagnosis and care of people with

mild bleeding disorders in comparison to those with
labels of moderate or severe disease were evident both
in the literature and in the discrepant ways in which

milds reported being cared for at HTCs. The lack of
standardization of care for milds was the top concern
expressed by those who attended all Mild Matters events.
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Patient stories were filmed by talented videographer
and photographer Bethany Swain, who captured the
struggles, fears and victories of patients at the Summit.
The videos were shared with physicians to help them
understand the day-to-day struggles individuals face.

The Physician Forum provided an opportunity to
acknowledge barriers to obtaining appropriate diagnosis
and treatment for individuals with mild diagnoses. By
identifying the barriers, hematologists can discuss

ways they can collaborate as peers and patients to
appropriately expand access to diagnosis and treatment.

Informed by concerns voiced by patients, HFA, HA and

FWGBD created a forum for peer-led sessions to establish

a common language. Two main topics were addressed

during the physician breakout group sessions:

1. Timing of testing of infant boys and infant girls at risk
of inheriting a hemophilia genotype.

2. Practices for treating people with mild bleeding disorders.
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The physicians came to a consensus on the importance of
testing both infant boys and infant girls at risk for inheriting
hemophilia as early as possible. This is to ensure all infants
are on the radar for treatment at any point in their lives,
including medical emergencies that can happen at any
age. The physicians also discussed the need to continue to
gather information and documentation on patient bleeding
issues because genotypes and phenotypes do not always
correlate in mild bleeding disorders. Every physician spoke
of the value of continuing the conversation. There is a small
group of physicians currently working on a summary of
proceedings from the event so the information discussed,
and conclusions drawn can be shared with a wider
audience of HTC professionals. &

Thank you to event partners Hemophilia Alliance and the
Foundation for Women and Girls with Blood Disorders and the
hematologists who cleared their schedules and dedicated time to
travel and engage in these conversations.




.,
' | ’ '#
A \ ’13

Doing our part by sharing what we have.
Personalized Education. Empowering Resource.

Dedicated Professionals.

ALTUVIIIOT"%

Antihemophilic Fa_ctor (Recpmbinant),
‘8. ELOCTATE® Fc-VWE-XTEN Fusion Protein-ehtl q.O ALPROLIX’

[Antihemophilic Factor [Coagulation Factor IX _
(Recombinant), Fc Fusion Protein] (Recombinant), Fc Fusion Protein]

www.altuviiio.com

www.eloctate.com www.alprolix.com

sanofi

1-855-749-4363

© 2023 Genzyme Corporation. All rights reserved. ELOCTATE, ALPROLIX, ALTUVIIIO, and Sanofi are trademarks of Sanofi or an affiliate.
MAT-US-2020820-v8.0-02/2023



Inaugural Workshops Prioritize
Needs of Health Equity for
Community Members

Buy-in from Community Organizations, HTCs is Key

to Improving Equitable Care

BY ADRIAN PALAU-TEJEDA, HFA'S DIRECTOR OF POLICY, HEALTH EQUITY AND COMMUNITY ENGAGEMENT

This spring, Hemophilia Federation of America hosted

its first set of workshops for IMPACT, a new initiative to
address barriers that exist to diversity in clinical trials

and clinical treatment practices. HFA's Director of Policy,
Health Equity and Community Engagement, Adrian Palau-
Tejeda, shares what the inaugural workshops covered.

Advocacy in Clinical Treatment—was a virtual

workshop and forum hosted by HFA to bring together
Hemophilia Treatment Center
(HTC) staff and the staff at HFA’s
member organizations to work
on and discuss diversity in clinical
trials and treatment.

I MPACT—Improving Minority Participation and

With the idea that the healthcare

system as a whole affects community

members’ health outcomes, HFA wanted to create a space
that would address topics holistically. Through the IMPACT
Workshop, HFA planned to address the different vectors or
healthcare settings where community members may face
disparities: emergency rooms, hemophilia treatment centers
and primary care centers.

The workshop stretched over three days with different
subject matter experts and community voices. The first
day served as an introductory session that clearly defined
the relationship between clinical care and clinical trial
diversity from the perspective of physicians and HTC
staff. The second day featured HFA member organization
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executives and a patient who received gene therapy,
in a Socratic-panel structure, around specific health
equity-focused programs in the bleeding disorder
space. The conclusion of the workshop provided

an opportunity for HTC staff, member organizations
and other community stakeholders to apply lessons
learned in round table discussions and road mapping
working groups.

What HFA Discovered

Based on the discussions from the third day, HFA was able
to compile priorities. The priorities established by the first
group, facilitated by Janet Chupka,
HFA’s Director of Engagement

& Community Health Outcomes,
can be broken down into member
organization-focused programming,
health access and HTC and Member
Organization cooperation.

Member Organization and Hemophilia Treatment
Center Programming: Attendees would like to see
member organizations and HTCs:

e Collaborate with other member organizations who are
hosting content focused on underserved communities,
such as the Southern California chapter and their
Spanish-speaking conference, to send community
members to said events when it is not feasible to
similar host events by the member organization.

e |Improve interpretation services so members of the
community who do not have English as their primary
language are able to participate and receive education
in their own language.



* Improve minority participation in conferences
and events hosted by HTCs and community
member organizations.

Community Member Support and Assistance: Attendees

would like to see member organizations and HTCs:

e Continue to provide bleeding disorder community
members with travel assistance to and from
appointments to reduce the financial load attached to
receiving treatment or attending check-ups.

e Present more opportunities for community members
who may have English as their second language
to understand their diagnosis with a translator or
translated resources.

e Be transparent with families about clinical trials and
what to expect during and after the trial process.

Underserved Community Support: Attendees would like

to see member organizations and HTCs:

e Have community member organizations and
hemophilia treatment centers collaborate with
additional member organizations to offer a broader
range of programming.

e Help one another reach communities that we are
not currently serving, especially lower income
communities or people of color through diverse
programming like health fairs.

e Understand that it may be necessary for future
programming to take a step back from the way that
programming is currently being done to examine areas
where there may be unaffiliated patients and those
who are not currently being served.

The key takeaways from the second group, facilitated

by Palau-Tejeda, centered on engaging with community
members who may not be affiliated with HTCs and
member organizations, taking into account the different
barriers and health disparities that communities may face.
Additionally, there was a specific focus on supporting
existing programming that supports underserved
communities such as women-focused research programs,
support groups, and language services.

Member Organization and Hemophilia Treatment

Center Programming

e Framing Bleeding Disorders Health Equity to include all
facets of diversity and health disparities present in the
bleeding disorder community, such as lack of service
in rural communities or those who face unique barriers
due to their social-economic status.

e Create and work on programming focused on
connecting with unaffiliated and unconnected
community members who may fall under the radar.

e Offer more translation services for communities that may
have English as a second language or lack proficiency in
order that help with health literacy and fairness.

Stakeholders and Coverage

e There should be a priority in not alienating private
hematologists when advocating for Hemophilia
treatment centers or when gathering stakeholders,
with the reassurance that community members and
HTCs are not taking their patients away but rather
building connections and capacity.

e When advocating on behalf of community members
for coverage and access issues, make sure to
acknowledge the need for patients to see both a
hematologist and an HTC.

e Additionally, addressing denial of service due to
community members on public health insurance, in
order to ensure that individuals are not turned away
from nearby clinics due to unwillingness to bear “cost.”

Support for Women with Bleeding Disorders

e Fairness in information for women with bleeding
disorders, especially in promoting the inclusion of
women in clinical trials.

e Establishment of women’s clinics within HTCs that
work specifically for women and include additional
female-focused providers like OB/GYN’s, for the
coordination of care and to especially address the
national disparity in treatment between men and
women with bleeding disorders.

* For member organizations to continue to create and
lead support groups for underserved groups like
women with bleeding disorders.

In conclusion, support was high for greater stakeholder
cooperation between HTCs and community member
organizations. Still, there remained a desire to make

sure that the community and HTCs did not exclude
community members who were unaffiliated currently with
HTCs or who may visit private hematologists. For health
equity programming to succeed, attendees agreed that
programming must be diverse, cooperation strong, and
that we must meet people where they are. é

Special thanks to our sponsors Spark Therapeutics and Sanofi.
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FROM SURVIVING TO

Symposium speaker shares techniques on handling
the grief associated with chronic illness and the loss
of loved ones from chronic illness.

BY LOIS HALL, M.S., GUEST WRITER

For a community whose history was marked by surviving the “bad blood crisis”—or worse, by not surviving—new and evolving
treatments mean a shift from surviving to thriving. But there are still feelings surrounding this shift and still a struggle some
patients and caregivers experience. At Hemophilia Federation of America’s 2024 Symposium, epidemiologist and public
health specialist, Lois Hall, M.S., shared her knowledge of this struggle in a session called From Survival and Thrival.

had the honor to speak at the 2024

Symposium in Indianapolis, thanks to

an HFA staff member who heard about
the benefits of going through the Grief
Recovery Method program—how it really
lifts you up, gives you hope and helps you
move from grief to survival and even on
to THRIVAL. It was great to meet with so
many of you there!

1980s when | was the first epidemiologist to
study AIDS patients for the State of Ohio. One
of the most exciting things | learned at the
Symposium is how much has changed, and how
many new treatments there are.

Being diagnosed with a bleeding disorder
means you make a ton of changes in your day-
to-day lives, similar to other people with chronic
conditions. Then pile on other life experiences
like COVID, the death of a friend or loved one,

| am a Grief Recovery Method Specialist

(GRMS) working with the Grief Recovery Lois Hall job loss, divorce, an empty nest, moving, and
Institute, an international organization even happy things like graduating, getting

that provides education, support and training on grief, married, having a baby or retiring. And things you hear in
the method and our associated programs. | do not have a the community or news - accidents, fires, demonstrations,
bleeding disorder, but | am an epidemiologist and public conflicts and wars, tornadoes and droughts. The changes life
health person. My knowledge of hemophilia began in the throws at us get downright tough to maneuver!
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In GRM, we define grief as the “normal and natural response
to change or loss of any kind.” The thing that all of those
items above have in common is CHANGE. All of those
changes wear us down, make us exhausted and weary.

L]

HFA asked me to “be positive” to “lift people up,” “give
them some tips and resources for not only surviving but
THRIVING, so it makes sense to have a GRM specialist like
me speak at the conference.

Is THRIVAL even a “thing?” YES. Thrival emphasizes not just
surviving challenges but thriving and flourishing in the midst
of them. It denotes a state of not only enduring difficulties
but also growing, evolving and prospering as a result.

Is thriving possible with a bleeding disorder? I’'m here to
tell you yes! We just need someone to show us how! GRM
teaches us some tips for learning and living into THRIVAL:

e Tell your truth. Avoid saying “I'm fine,” when you’re
not. Your heart needs and wants to tell its truth. You
don’t need to tell the details, but just find a way to

A group of participants listen intently to
the Grief Recovery Method.

honor your truth. You might say instead,“You know,
it’s a kind of tough time for me right now, but
thanks for asking.”
e Avoid telling yourself or others things that aren’t
emotionally helpful. Saying “don’t feel bad, it could
be worse” does not help people not feel bad about
whatever is going on. What works is listening to them
without analyzing, judging, criticizing or trying to fix it all.
e Watch out for behaviors that will numb or mask your
true feelings. Avoid reaching for food, alcohol or drugs
when you’re sad, angry, anxious or upset. The truth
is, these and other behaviors make us feel better but
only short term. In the GRM we call these STERBS:
Short Term Energy Relieving Behaviors. They work
short term but can be more harmful in the end. Look
for healthier ways to address your feelings, like talking
through them.

There’s so much more to share but start here. Moving
from survival to THRIVAL— YOU CAN DO THIS! ¢

Visit www.griefrecoverymethod.com.
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Policy Progress

for Patient Protections in 2024

BY MARK HOBRACZK, JD, MPA, HFA’S DIRECTOR OF POLICY AND ADVOCACY, AND
MARY CATHERINE MOFFETT, MSW, HFA’S VICE PRESIDENT OF POLICY AND ADVOCACY

emophilia Federation of America is committed
H to pursuing a carefully constructed agenda of

policy priorities that directly impact the bleeding
disorders community. The Policy and Advocacy Team
monitors state and federal legislative and regulatory

language with a dedication to and focus on health equity,
and here’s what is on their radar in 2024:

The top-tier priority in state legislatures and Congress has
been monitoring and advocating for policies that ensure
patient protections against harmful and discriminatory
copay accumulator adjuster programs (CAAPs). While
there has been great progress, there remains one necessary
component to this work: the continued work of advocates
who are directly impacted by harmful policies like these.

CAAPs are a tactic used by health plans to contain their
costs by denying a covered patient any benefit of a
third-party copay assistance benefit toward accessing

their specialty drugs. It works by redirecting that copay
assistance away from meeting the patient’s out-of-pocket
cost-share and directly to the health plan’s bottom line.
Because copay assistance is a lifeline for many persons with
bleeding disorders or other high-cost conditions, the impact
of tactics like CAAPs can be devastating to patients.

How do CAAPs Work?

When an insurer applies a copay accumulator, the insurer
collects double (or even more than double) the amount
of a patient’s required cost-sharing: once from the copay
assistance program and then, when the assistance dollars
are depleted, the full amount of the cost-sharing (again)
from the patient. On the patient’s side, all too often, the
result is that the patient encounters an unexpected and
unaffordable charge for their drug refill. The patient,

if unable to pay, may be forced to abandon their
prescription, discontinue therapy, and potentially end
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up in the emergency room for treatment of an acute
(and avoidable) health issue. HFA has made it a priority
to protect patient access to that assistance across the
board - ensuring all copays count.

Who’s Impacted?

Anyone who relies on a specialty drug who also has
health insurance coverage. State laws can protect
patients with individual, small group or state employee
coverage, but large employer and self-funded coverage
can only be regulated by the federal government (under a
law called ERISA).

Progress in Patient Protections

It’s critical to highlight the progress made up to this point
is a collective effort in which HFA is working diligently
on, as a member of the All Copays Count Coalition and
alongside other local and regional stakeholders.

We saw progress in more than 10 states in 2024:

* Oregon: 20th state to enact patient protections
from CAAPs

e Vermont: The governor is expected to sign a
comparable ban into law as part of a PBM reform bill
that cleared the legislature just this month (H.233).

e CAAP bills advanced in several other states including
California, Maryland, Massachusetts, Missouri,

New Hampshire and Rhode Island.

e New CAAP bill to be introduced next month
in New Jersey."”

* At least a dozen states including California, Florida,
Maryland, Michigan, Missouri, North Dakota, Ohio,
Pennsylvania, South Carolina, Utah and Wisconsin
are expected to renew efforts to pass CAAP
prohibitions in 2025.
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We also saw health insurers start to attack existing CAAP
laws. Fortunately, bills that would weaken these laws

by inserting language allowing copay maximizers were
defeated in Colorado, Oklahoma and Tennessee.

On the Federal Level

We succeeded in getting the Department of Health and
Human Services to close a “loophole” that insurers started
using to pocket the entire amount of copay assistance
available to consumers (instead of just their annual out-
of-pocket maximum under the Affordable Care Act).
Employer plans used this loophole to call the highest-cost
specialty drugs “non-essential” in order to circumvent
ACA rules on essential health benefits and cost-sharing.
HHS eliminated this loophole for individual and small
group plans starting in 2025 (and pledged to do so in
future rulemaking for large employer/self-funded plans
regulated solely by the federal government).

The HELP Copays Act, a piece of Congressional legislation
that would ban CAAPs in both federally and state-
regulated plans continues to draw broad bipartisan
support despite election-year inertia. HFA supports this
legislation enthusiastically.

We are also actively urging members of Congress to compel
HHS to promptly rewrite its 2021 rule permitting CAAPs—HHS
was directed last year by a federal court to do this and make it
consistent with its 2020 rule banning CAAPs when no generic
drug alternative exists (Nevada is the only state insurance
department that agreed to enforce the 2020 rule.). Following
this process closely is especially important for protecting
members of the bleeding disorders community where generic
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alternatives are not a part of the scope of treatment (and this
is the case for nearly all specialty drugs). Because HHS has
given no indication whether its revised rule will ban CAAPs (or
when it will be issued), state laws are still needed to protect
consumers in individual and small group plans.

Insights for 2025

Health plans have increasingly relied on CAAPs to divert a
patient’s copay assistance to the plan’s own bottom line.
Because this diversion has become so profitable, Avalere
Health found that more than 83% of private health plan
consumers currently face some form of them, including
copay maximizers through alternative funding programs
(which have become increasingly prevalent in employer-
sponsored coverage).

Although banning CAAPs remains a top policy priority, it
is just part of HFA’s commitment to ensure timely access
to affordable and quality care for all persons with bleeding
disorders. Since the start of 2024, HFA has successfully
advocated for federal rules protecting patients from “junk”
health plans, discriminatory health benefit designs, and
blanket exclusions of persons with bleeding disorders from
inpatient rehabilitation settings. At the state level, HFA
strongly supports ongoing efforts to expand the number of
states creating Rare Disease Advisory Councils (Mississippi
became the 28th state this year), ensure Medicaid

patients are not wrongly terminated during the COVID-19
“unwinding” and strengthen patient protections from

step therapy, formulary exclusions for entire categories

of bleeding disorder products, or other burdensome prior
authorization/cost-containment tactics that are intended
to create barriers to care. &
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A Letter to the Bleeding
Disorders Community
About Advocacy

In April, Hemophilia Federation of America welcomed Mary
Catherine Moffett as our new Vice President of Policy and
Advocacy. She shares her thoughts on what it means to
advocate for bleeding disorders.

BY MARY CATHERINE MOFFETT, MSW, VICE PRESIDENT OF POLICY AND ADVOCACY

dvocacy for people with bleeding disorders ‘60s and ‘70s, the community faced extraordinarily
is the most powerful resource incomprehensible setbacks in the 1980s and ‘90s.
you’ll have. | understand that so many living with hemophilia

What | could say about advocacy is this: Advocacy
plays a crucial role in raising awareness about bleeding

disorders and advocating for
improved access to care, treatment
and support services for individuals
with these conditions. By advocating
for the needs of people with bleeding
disorders, advocates can help to
ensure that they receive the necessary
medical care, education and resources
to manage their condition effectively
and live full and productive lives.

But what | have learned from you in
my short time as a non-member of
the bleeding disorders community
and as a new HFA leadership team
member who is still learning about

life as a bleeder is that you already know this, because
you live this every day in every aspect of your life. |
know that alongside medical advancements of the 1950s,

today have had to advocate for your treatment needs
and safety your entire life. And alongside this living
generation of experienced advocates, and the memory

of community member advocates no
I longer here, arises new generations
of community members who will have
access to therapies perhaps never
before imagined.

What | know and believe about this
superpower you possess is how
advocacy gives you the ability to
bring about policy changes that
improve the quality of life for you and
your family now, and all members of
[} 1 | the community who will come to be.
BMary Catherine Moffett Advocates can work with lawmakers,
- - healthcare providers and other
stakeholders to push for legislation that ensures access
to affordable and comprehensive healthcare coverage,
as well as increased funding for research and treatment
options. In this community alone, your stories produced
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unprecedented regulatory, public health and education
campaigns, because of a groundswell of voices. The Ryan
White CARE Act, the Ricky Ray Act, and unprecedented
public health and regulatory policy change, all happened
because of the powerful organized advocacy of many—
without The Committee of Ten Thousand, these changes
would never have happened.

In recent years, the Affordable Care Act changed the
game for people living with serious, life-threatening and
chronic conditions. Individual advocacy played a crucial
role in the passage of the ACA. The ACA, also referred
to as Obamacare, was signed into law in 2010 and
represented an overhaul of unprecedented significance
to the country’s healthcare system. Various advocacy
efforts from individuals and organizations contributed
to the passage of this landmark legislation that especially
impacted the bleeding disorders community by
enshrining protections from loss of coverage or

access to care.

Grassroots Campaigns

Individual advocacy groups and grassroots organizations
played a key role in raising awareness about the need for
healthcare reform and mobilizing support for the ACA.
Advocates organized rallies, town hall meetings, and
outreach events to educate the public and lawmakers
about the benefits of the legislation.

Personal Stories

Individuals affected by the shortcomings of the healthcare
system shared their personal stories to illustrate the

need for reform. By highlighting real-life experiences

of individuals who struggled to afford healthcare or

were denied coverage due to pre-existing conditions,
advocates humanized the issue and made a compelling
case for change.

Lobbying Efforts

Individual advocates and advocacy organizations lobbied
lawmakers at the local, state and national levels to garner
support for the ACA. Advocates met with legislators,
wrote letters, made phone calls, and participated in
advocacy days to advocate for healthcare reform and
push for the passage of the legislation.
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Social Media Campaigns

The rise of social media platforms provided a powerful
tool for individuals to amplify their voices and advocate
for healthcare reform. Advocates used social media to
share information, organize campaigns, and engage with
policymakers and the public to build support for the ACA.

Patient Advocacy Organizations

Patient advocacy organizations representing individuals
with specific healthcare needs, such as chronic conditions
or disabilities, played a vital role in advocating for the
ACA. These organizations provided a platform for
individuals to come together, share their experiences,
and advocate for policies that would improve access to
quality, affordable healthcare for all.

| can share personally that while working with the

blood cancer community in the years leading up to

and following the passage of the Affordable Care

Act, | listened endlessly to stories of patients who

were dropped from their health plans, denied care or
coverage and faced health and financial crisis after crisis,
living in fear and ever-present anxiety. By sharing their
stories, organizing campaigns, lobbying lawmakers, and
leveraging social media, individual advocates helped
drive the push for comprehensive healthcare reform and
ultimately contributed to the passage of this landmark
legislation that benefited so many patients and families
like yours.

In closing, | leave you with this consideration: Carry on
this legacy. Help be part of the history to be celebrated
years from now. Share your story with your lawmaker to
build a relationship and a champion for making change.
Follow along the work HFA is continuing to ensure
policies protect this community now and into the future,
and that we have a voice in those decisions. Take action
when it’s needed—if not you, then who?

Let’'s make a difference together,

ﬁ":..t,._ﬂ-'; DJMI -



ALPROLIX"

[Coagulation Factor IX
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As it has for the past decade, our community
continues to motivate and inspire us. That’s why we
look forward to a future filled with possibility, backed
by the community support that unites and raises us all.
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Reflections by a Long-time HFA Meeting Planner

BY PAT BROWN, CMP, HFA’'S VICE PRESIDENT OF MEETINGS, DEI & SERVICES
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he theme of this year’s conference—Our Journey,

Our Community—was fitting because it has been

quite a journey over the past 30 years of HFA.
As always, this year’s Symposium was all about the HFA
community and how resilient we are.

HFA’s Symposium is an annual event designed to offer
our community a chance to learn, network and be

with others who experience similar life challenges and
accomplishments. More than 700 people came together
in April in Indianapolis, Indiana, for what turned out to be
a wonderful event full of informative educational sessions,
reconnecting with old friends and new ones, and learning
about existing and emerging therapies in our exhibit hall
and during the industry updates.

This was my 13th Symposium and to me, this year felt
like a reset. Many participants came up to me to express



gratitude and to say what a great experience they were
having. This seasoned (and sometimes jaded) meeting
planner went to my room each night exhausted but
feeling a sense of accomplishment. That’s not to say that
everything went perfectly but the key is to find solutions
and move on. That’s what we did and after all—meeting
planning is about adaptability, changing, adjusting, and
then adapting some more.

| think that sums up our Symposium, but it also sums
up our community. And | have never seen “community
on display more than | did at this Symposium. It was so
wonderful to see blood brothers, blood sisters, dads,
moms, caregivers and others that | met years ago,

some at my first Symposium in Santa Clara or in Frisco,
Texas, and St. Louis. It may sound corny to some, but
Symposium really does feel like a big family reunion and
Indianapolis did not disappoint. continued on page 33
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As a planner, | have never been able to just sit and enjoy
sessions because there is always something that needs my
attention, but | was able to sit for parts of sessions and |
learned a lot, even though I've been with HFA for more than
12 years. There is always more to learn.

| lost count of the number of people who stopped me
to talk about the “From Survival to Thrival in These
Interesting Times” session by Lois Hall. They were
even able to repeat parts of her presentation verbatim.
| was only able to hear the introduction before | was
called away (the life of a meeting planner), but | will
say it left me wanting more. (Read more about Lois

on page 22.) | was, however, able to watch the Believe
Limited movie premiere of On the Shoulder of Giants.

| was in awe of the men and women represented in the
movie. | was thrilled to see some familiar faces in the
movie and the producers did an amazing job. The icing
on the cake was having some of those featured in the

movie attend Symposium. continued on page 34
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History thru 1940s.
e § merown }

We offered sessions in Spanish again this year and we
also had interpreters who translated sessions from English
to Spanish. One of my most memorable moments of the
week was when one of our Spanish-speaking participants
brought an interpreter over to me and expressed her
gratitude that HFA offered sessions in Spanish. She gave
me a big hug and kiss and had tears in her eyes. By the
end of our conversation, so did I.

Yes, | would say Our Journey, Our Community was
an appropriate theme this year. The journey is far
from over and this is a strong which was evident at
our 2024 Symposium. é
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AND THE AWARD

GOES TO...

emophilia Federation of America’s
H annual awards celebration, held
each year during Symposium, is
a chance to honor amazing people who
contribute to the bleeding disorders

community, whether nationally or in
their home state. continued, next page
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Award winners were nominated by their peers in the
community. Here are this year’s honorees:

It Takes a Village Award
Eric Castillo

Awarded to an individual who goes above and beyond in
uniting the community and has demonstrated a unique
ability to link those in need from the experienced bleeding
disorder veteran to the
newly diagnosed family.

Eric is a co-director at
Camp Ailihpomeh in
Texas. He gives his all to
any bleeding disorder
community member
who asks for help and
travels to other states
to help our community
and individuals with
bleeding disorders who
seek rapport. He is a
dedicated individual
who invests a lot of time thinking about ways to help
support the bleeding disorders community and turns
these thoughts into action.

Charles Stanley Hamilton Award
Melissa Penn

Awarded for extraordinary lifetime service that encompasses
national volunteerism, professionalism and leadership. Award
is named in honor of the son of long-time executive director,
Jan Hamilton.

Melissa is a true powerhouse when it comes to community
building and her influence echoes through chapters

across the country. In 2001 Melissa was an isolated parent
desperate for answers after her son was diagnosed with
severe hemophilia A. At a national conference in 2006, she
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was inspired to create
that same feeling at home
by launching a hemophilia
walk in her neighborhood.
That first walk sparked
the inspiration for more
than 40 other chapters

to host similar events in
their community. She
started her career as

an attorney to impact
health disparities and
health inequalities where
she connected with

other families living with
bleeding disorders and launched a local hemophilia chapter
and the start of what became the National Unite for Bleeding
Disorders Walk. From the early days of launching a nonprofit
around a kitchen table to hosting the first von Willebrand
conference in New York, launching a Latino Outreach
Program, expanding local support for women with bleeding
disorders, co-designing workshops for inhibitor families, and
now building programs to increase

Ron Niederman Humanitarian Award
Deborah Adamkin

For extraordinary and inspirational service via one’s
professional work and/or volunteer service.

Deborah is the mother of a son with a bleeding disorder
and grandmother of two, also with bleeding disorders. She
started volunteering

at her local member
organization in 1995 and
was hired as its executive
director 10 years

later. She established

an innovative Latino
conference, modeled
after Southern California's
"Familia de Sangre,”
which brought in families
from Puerto Rico and
surrounding states. She
founded a successful
teen retreat program




and remains active in national and state youth advocacy
activities. She has also provided leadership for national vWD
conferences and continues to volunteer with a local women's
cancer organization. She noticed early on that newly
diagnosed families did not have easy access to information
and support as they raised children from infancy through

the early school years so she created a family curriculum
designed to give education and. Member organizations and
HTC staff from more than 30 programs were eventually
trained to implement the curriculum and hundreds of families
benefited from the program.

Volunteer of the Year Award
Diane Lima

Selected by the HFA staff in recognition of tremendous
national spirit and remarkable volunteerism with HFA in
service to the bleeding disorders community.

Diane has been chair of
the program committee
and has supported many
of HFA’s programs,
including assisting HFA
staff at Symposium and
the Mild Matters. Even
though Diane's role at
that Summit was to be an
observer for the program
committee, she stepped
up to the plate when
HFA experienced staff
shortages due to illness
and worked all weekend
to help. Her assistance was vital to the success of the event.
In addition, she has a history of being involved with her local
bleeding disorders organization and nationally by being an
active participant and fundraiser for HFA’s Gears for Good
National Bicycle Rides.

Leaders of the Future Award
Dominic Fernandez

For exemplary service, leadership and integrity by a
teen or young adult under age 21 who demonstrates
courage and promise.

Dominic had shown an unwavering commitment to giving
back to the cause. As an outstanding camp counselor,

he is always looking

for ways to help out,
especially keeping

an eye out for the
younger campers &
enhancing their camping
experience. He offers

up his arm for other
bleeders to practice
infusing on and always
volunteers with a big
smile on his face. He is a
strong advocate for the
community, serving as a
youth representative on
the PNWBD board of directors. He is currently on

the YETI (Youth Effectively Transitioning to
Independence) committee and pursuing a degree

in Outdoor and Adventure Studies. He hopes to use

his degree to ensure that the camp programs, teen
adventures, and advocacy remain in place to ensure kids
receive the same freedoms and experiences that he did
that helped empower his worldview. é
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Patient Information

ALTUVIIIO™ (al too’vee oh)

[antihemophilic factor (recombinant), Fc-VWF-XTEN fusion
protein-ehtl] for intravenous use after reconstitution only

Rx 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 | 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?

Youtshould not use ALTUVIIIO if you had an allergic reaction to it in the
past.

What should | tell my healthcare provider before using ALTUVIIIO?
Talk to your healthcare provider about:

o Any medical problems that you have or had.

o Al prescription and non-prescription medicines that you take,
including over-the-counter medicines, supplements or herbal medi-
cines.

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

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

How should | 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 ALTUVIIO from working properly. Your
healthcare provider may give you blood tests to check for inhibitors.
The common side effects of ALTUVIIIO are headache, joint pain, and
back pain.

These are not the only possible side effects of ALTUVIIIO. Tell your
healthcare provider about any side effect that bothers you or does not
go away.

What are the ALTUVIIIO dosage strengths?

ALTUVIIIO comes in seven different dosage strengths with 3 mL sterile
water for injection (SWFI). The actual number of international units (IU)
of Factor VIII activity in the vial will be imprinted on the label and on the
box. The seven different strengths are as follows:

Strength Cap Color
250 1U Yellow
500 1U Red
750 IU Garnet
1000 IU Green

(continued)

Strength Cap Color
2000 U Royal Blue
3000 1U 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 | store ALTUVIIIO?

o Keep ALTUVIIIO in its original package.

e Protect it from light.

¢ Do not freeze.

o 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.

o 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.

o Use mixed product as soon as possible.

o 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 | know about ALTUVIIIO?

Medicines are sometimes prescribed for purposes other than those
listed here. Do not use ALTUVIIIO for a condition for which it was not
prescribed. Do not share ALTUVIIIO with other people, even if they have
the same symptoms that you have.

This Patient Information has been approved by the US Food and Drug
Administration.

Manufactured by:

Bioverativ Therapeutics Inc.

Waltham, MA 02451

A SANOFI COMPANY

US License Number 2078

©2023 Bioverativ Therapeutics Inc. All rights reserved.
ALTUVIIIO™ is a trademark of Bioverativ Therapeutics Inc.
Revised: March 2023
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ALTUVIIIO@%

Antihemophilic Factor (Recombinant),

Fc-VWE-XTEN Fusion Protein-ehtl
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Derek and Brooklynn, father and daughter | Real ALTUVHIO® patients

SWITCHING IT UP

“When the doctor mentioned
once-weekly infusions, my
ears perked up. | began taking
ALTUVIIO, and now, | infuse
once a week. | appreciate being
able to go longer between

made a difference for Derek and Brooklynn

Derek and Brooklynn are promotional speakers compensated by Sanofi and received free

product through Sanofi’s Patient Support Program. my infusions.” i}lﬂh
Of0) Derek and Brooklynn aren't the only “Since starting ALTUVIIIO, | have
o8 ALTUVIIIO Peers who made the switch. not had any breakthrough bleeds,

and | have higher sustained
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I' v ;] Visit ALTUVIIIO.com to hear more from Derek and
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Brooklynn—and other patients like you. eyl evels,

Brveblynn

*ALTUVIIIO was studied in 159 adults and adolescents (12 years and older) with severe hemophilia. Of these, 133 people switched to ALTUVIIIO
prophylaxis from prior prophylaxis therapy. The other 26 switched from prior on-demand therapy to ALTUVIIIO on demand for 26 weeks, and then to
ALTUVIIIO prophylaxis for another 26 weeks. Routine prophylaxis with ALTUVIIIO resulted in a mean ABR of 0.7 and a median ABR of O based on treated
bleeds. Average FVIII trough levels were 18% for adults and 9% for adolescents aged 12 years to under 18 years.

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 | need to know about ALTUVIIIO?

Do not attempt to give yourself an injection unless you have been taught how by your healthcare provider or hemophilia
center. You must carefully follow your healthcare provider’s instructions regarding the dose and schedule for injecting
ALTUVIIIO so that your treatment will work best for you.

Who should not use ALTUVIIIO?
You should not use ALTUVIIIO if you have had an allergic reaction to it in the past.
What should I tell my healthcare provider before using ALTUVIIIO?

Tell your healthcare provider if you have had any medical problems, take any medications, including prescription and
non-prescription medicines, supplements, or herbal medicines, are breastfeeding, or are pregnant or planning to become pregnant.

What are the possible side effects of ALTUVIIIO?

You can have an allergic reaction to ALTUVIIIO. Call your healthcare provider or emergency department right away if you have
any of the following symptoms: difficulty breathing, chest tightness, swelling of the face, rash, or hives.

Your body can also make antibodies called “inhibitors” against ALTUVIIIO. This can stop ALTUVIIIO from working properly.
Your healthcare provider may give you blood tests to check for inhibitors.

The common side effects of ALTUVIIIO are headache, joint pain, and back pain.

These are not the only possible side effects of ALTUVIIIO. Tell your healthcare provider about any side effect that bothers you
or does not go away.

You are encouraged to report negative side effects of prescription drugs to the FDA. Visit www.fda.gov/medwatch,
or call 1-800-FDA-1088.

Please see brief summary of Patient Information on the previous page.

f. © 2024 Genzyme Corporation. All rights reserved.
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