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Hemophilia and other inherited bleeding disorders impact
hundreds of thousands of people of all ethnicities, education
levels and incomes, their families and their communities.

The World Federation of Hemophilia, its partners and the
bleeding disorders community have made tremendous
progress in creating access to care, including early diagnosis,
learning to manage the disease and now, in promoting the
benefits of comprehensive care teams that manage the
physical, emotional, psychological, social and educational
needs of the patient — the optimal treatment approach.

This video is designed to spotlight the role the
comprehensive care team plays in improving the lives of
people with bleeding disorders. Together, we care.
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Behind every person with hemophilia is an important team
providing care and support. One in 5,000 boys is born with
hemophilia. This means that their blood does not clot
properly and this can often be fatal due to internal bleeding.
However, with proper care and management, patients with
hemophilia and bleeding disorders can lead a longer,
healthier life.

The vision of the World Federation of Hemophilia is
“Treatment for All.” “Treatment for All” means care,
management and diagnosis by a team of multidisciplinary
professionals providing care in a comprehensive care setting.
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People living with hemophilia do not have enough of, or are
missing, one of the blood clotting proteins naturally found in
blood.

There is currently no cure for hemophilia. People living with
hemophilia rely on care from a team of health care
professionals and where available, infusion therapy,
commonly known as factor replacement therapy.
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Living with hemophilia does have some challenges, but due
to the care and support from my healthcare team, | am able to
enjoy life.
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For example, | do physical therapy a couple times a week,
which helps improve my mobility and reduces pain. My
hematologist and nurse work closely with me on a treatment
plan, and I have found counseling to be helpful. 1 try to take
advantage of all the support | can receive to help improve my
life with hemophilia.
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Comprehensive care is central to treating the physical,
emotional, psychological, social, and educational needs of
people with bleeding disorders and their families.
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Hemophilia is a complex and difficult condition to treat,
which requires familiarity and specialized expertise to
recognize and treat its various complications.

The hemophilia care team includes a wide range of
professionals — including hematologists, nurses, physical
therapists, social workers, counselors, and many others —
who deliver the skills and care necessary to manage patient
needs and improve their health.

Employing a specialized team in hemophilia care ensures:
accurate diagnosis, prompt and effective therapy, fewer
hospitalizations, healthy joints and muscles, and support for
patients and their families.
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Each member of the comprehensive care team is responsible
for managing a different aspect of the patient’s health.
Together, they implement a treatment plan that is specific to
the needs of the individual patient.
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My role as a nurse coordinator is to support the patient and
coordinate all aspects of his care. | also educate new patients
and their families about hemophilia and how to manage
bleeding episodes.

It is key for each patient to have a care management plan that
covers all aspects of care, from treatment to prevention to
rehabilitation. The nurse interacts with all members of the
team to make sure that this plan is carried out safely.

Some hemophilia comprehensive care teams have other
members take on this role, but it is very important to have
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someone coordinating the patient’s treatment program to
provide patients with the best care possible.
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Thanks to improvements in care and advances in therapies,
people with bleeding disorders are living longer, fuller lives
than ever before. Access to these tools is critical, however,
and tragically, only about 25 percent of people living with
bleeding disorders receive adequate treatment.
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Without proper care, many people with hemophilia will die
young, or if they survive, they are at great risk of growing up
with severe disabilities in their joints.

Comprehensive care is fundamentally important to ensuring
patients with bleeding disorders can live longer, productive
lives. Too frequently, in developing countries,
comprehensive care does not exist. And in the developed
countries, care is threatened by budget cuts or other
measures. Our challenge is to ensure that all patients with a
bleeding disorder, regardless of where they live in the world,
have access to proper management, care and treatment.

The World Federation has made great strides in advancing
towards our vision of “Treatment for All;” however, we must
continue to do our work by working together to achieve this
vision. Together, we can.
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Bleeding disorders are serious, and can be life-threatening,
but with a comprehensive management strategy, including
treatment and care from the broader team, people with these
conditions can live healthy lives.
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| know that if | follow the guidance of my healthcare team,
my life with hemophilia will be good. | am passionate about
improving hemophilia healthcare in my community and
around the world. The more involved we are, the closer we
will get to having treatment and care available to everyone
around the world. My wish is that “Treatment for All” will
be possible some day.
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