
OVERVIEW OF HEMOPHILIA
Hemophilia is a rare but serious disease that can lead to 
spontaneous bleeding, as well as prolonged or excessive 
bleeding following injury or surgery. Complications can include 
disability from joint damage, reduced quality of life, and even 
death. Hemophilia is associated with a high fi nancial burden.

Hemophilia is an inherited bleeding disorder characterized by 
a defi ciency in blood proteins that are also called clotting 
factors. Normally, clotting factors work together to make the 
blood clot and help stop bleeding. People with hemophilia will 
bleed for longer periods of time compared to people without 
the disease. 

Hemophilia affects about 20,000 people in the United States. 
People from all ethnicities and economic groups are equally 
affected. The term “hemophilia” includes several types of the 
disease. The two most common types are hemophilia A and B. 
People with hemophilia A have low levels of a blood protein 
called clotting factor VIII (8), and people with hemophilia B have 
a defi ciency of clotting factor IX (9). Hemophilia A is about 4 
times as common as hemophilia B. 
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Evolving challenges in hemophilia A: 
Important considerations for employers to help their employees 
and dependents (covered lives) with hemophilia A understand 
and address fi nancial and treatment access barriers

“ As employers, we 
want to be aggressive 
with treatment and 
keep employees from 
disease progression”

–  Employer



IMPACT OF 
HEMOPHILIA ON 
THE WORKPLACE
Hemophilia can place an 
economic burden on the 
workplace in terms of cost and 
productivity. For example:

 A 2018 Academy of 
Managed Care Pharmacy® 
report revealed that 
hemophilia ranks eighth in 
spending among specialty 
diseases for employers 

 In a 2018 report by Sun Life 
Financial®, hemophilia ranked 
among the top 10 costliest 
claims conditions for a 4-year 
period (2014 to 2017) and 
represented $67.9 million in 
stop-loss claim reimbursements 
(protection from catastrophic 
losses)

 Employees with hemophilia 
are prone to taking time off 
more frequently because 
of repeated bleeds. In a 
survey of 90 caregivers and 
individuals with hemophilia 
and inhibitors, it was found 
that patients with hemophilia 
reported an average of 20.2 
low-productivity days and 
25.7 missed days of work/
school over a 1-year period

With access to appropriate 
treatment and care, individuals 
living with this lifelong disorder 
can lead fairly normal lives with a 
normal life expectancy. Employers 
can play an important role in 
helping covered lives with 
hemophilia get the care and 
treatment they need.

Keep abreast 
of advances 
in treatment 

Work with your 
health plan and 
pharmacy benefits 
manager (PBM)  
to help ensure 
patient access  
to appropriate 
hemophilia A 
treatments

The National Hemophilia Foundation’s 
MASAC recommends prophylactic 
therapy as the standard of care for 
people with severe hemophilia A

Table 1. Patients are affected by both direct and 
indirect costs associated with hemophilia A

DIRECT COSTS

Hemophilia medications 

Hospitalizations

Emergency department visits

Doctor visits

Laboratory testing

Other treatments  
(physical therapy, psychologist)

INDIRECT COSTS 

Wage replacement

Disability

Absenteeism

Unpaid caregiver costs  
(for your employees)

About  

400 
babies are born 
with hemophilia A 
each year

Hemophilia A affects 

1 in 5,000 
male births

97 %   
of hemophilia A 
patients are male

UNDERSTANDING HEMOPHILIA A
Who is affected by hemophilia A in the United States?

Severity of hemophilia A

Hemophilia A can be mild, moderate, or severe, depending on the amount  
of factor VIII (FVIII) present in the blood. Approximately 60% of people  
with hemophilia A have the severe form of the disease. Severe hemophilia A  
can result in frequent, spontaneous bleeding episodes.

MANAGING HEMOPHILIA A
People manage their hemophilia A using either episodic (also called  
“on-demand”) treatment or prophylactic therapy. The choice is usually  
driven by the severity of the disease.

Potential benefits of  
prophylactic therapy

The potential benefits of prophylactic 
therapy include preventing bleeding 
episodes, preventing/minimizing 
joint damage, and improving quality 
of life. These benefits have led the 
National Hemophilia Foundation’s 
Medical and Scientific Advisory 
Council (MASAC) to recommend 
prophylactic therapy as the standard 
of care for people with severe 
hemophilia A. 

  Episodic (or “on-demand”) 
treatment

  Treatment given at the 
time bleeding occurs to 
manage an active bleed

  Prophylactic therapy 

  Treatment given on a 
routine basis to prevent 
bleeds from occurring

Inhibitors, a serious and costly 
complication

Approximately 20% to 30% of 
people with severe hemophilia A 
develop FVIII inhibitors to FVIII 
products. Inhibitors keep the 
hemophilia medication from working 
properly and make it harder to stop 
the bleeding. They can significantly 
add to the complexity and cost of 
treatment compared to the 
management of hemophilia A 
without inhibitors. For example, 
people with hemophilia A who 
develop an inhibitor are twice as 
likely to be hospitalized for a 
bleeding complication compared  
to those without an inhibitor.

HEMOPHILIA A 
IMPACTS DAILY LIVING 
FOR PATIENTS AND 
CAREGIVERS 
Hemophilia A is characterized by 
bleeding into the joints and muscles. 
Repeated bleeding into joints, such  

medication. Serious or uncontrolled 
bleeds can lead to emergency 
department visits and, if necessary, 
hospitalization.

Most current prophylactic therapies 
recommend that patients administer 
IV infusions ranging from every  
5 days to every other day.  

HEMOPHILIA A 
CARRIES A 
SUBSTANTIAL  
FINANCIAL BURDEN
Although hemophilia A is a rare 
disease, it is associated with a 
substantial economic burden on 
health plans, employers, patients, 
and their families. Employees and 
dependents are affected by both 
direct and indirect costs (Table 1). 

as knees, ankles, and elbows,  
can result in permanent joint  
damage and disability. The resulting 
pain and functional limitations  
may require chronic use of pain 
medications and multiple orthopedic 
procedures, including joint 
replacements and fusions. 

Bleeding episodes can vary from 
person to person. Bleeds can occur 
after an injury or spontaneously, 
meaning that they can happen  
at any time without any apparent  
cause. People with severe  
hemophilia A may experience  
a bleed 2 to 4 times per month,  
while those with moderate  
hemophilia A may experience a  
bleed 4 to 6 times per year.  
Some prophylactic treatments  
may interfere with adherence to 
school or work schedules.

Managing bleeds can take time

Treating a bleed with episodic 
treatment may require 1 or more 
administrations of hemophilia 
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SELECTED KEY 
RESOURCES

  National Hemophilia Foundation  
(www.hemophilia.org)

  Comprehensive Care  
Sustainability Collaborative  
(www.ccschemo.com 
/purchaser-employer/)

  Steps for LivingTM  
(www.stepsforliving.hemophilia.org)

  Hemophilia Federation  
of AmericaTM  
(www.hemophiliafed.org)

  Centers for Disease Control  
and Prevention  
(www.cdc.gov/ncbddd 
/hemophilia/index.html)

  National Heart, Lung, and  
Blood Institute  
(www.nhlbi.nih.gov 
/health-topics/hemophilia)

  World Federation of Hemophilia  
(www.wfh.org)

  Managed Care Hemo  
(www.managedcarehemo.com 
/resources/)

  Hemophilia Treatment Center 
(HTC) Directory 
(www2a.cdc.gov/ncbddd/htcweb 
/Dir_Report/Dir_Search.asp)

These third-party websites are independent from, 
and not affiliated with, Genentech, and are solely 
the responsibility of the party owning, maintaining 
or providing the website. Genentech is not 
responsible for the information, content or product(s) 
found on any third-party website and makes no 
claims, representations or warranties as to such 
information, content or products. These suggested 
resources are identified for convenience only and 
other resources may be available.

1.  Know the current state of hemophilia A at your organization.

   Know the number of covered lives with hemophilia A at your organization 
and the data from the high-cost claimant report

 —   Work with your health plan, PBM, worksite clinic, employee benefits 
consultants, and medical/pharmacy/disability vendors to obtain  
relevant information regarding management of hemophilia A

   Understand your current benefit design as it relates to hemophilia A

 —   Work to remove barriers to access to the necessary treatments  
(sufficient options, appropriate case management, etc)

 —   Check both medical and pharmacy benefits to ensure that covered lives 
with hemophilia A have adequate coverage. Hemophilia A treatment 
products may be covered by the medical and/or pharmacy benefit 

 —   Check your stop-loss policies to confirm that hemophilia A is covered 
under the appropriate benefit (medical and/or pharmacy) plan, as  
well as the amount of coverage, what is included, and the time frame  
of benefit coverage

2.  Provide appropriate services and information to employees about hemophilia A.

   Work with your vendors, health plan, PBM, disability carrier, stop-loss 
carrier, etc, to ensure that all appropriate services and information are 
obtainable for employees (eg, disease management, occupational safety, 
and employer assistance programs)

    Ensure that your organization offers enough internal support for patients and 
family members (eg, worksite clinics and employee assistance programs)

    Encourage employees and dependents to call their health plan to find 
providers who specialize in hemophilia A, including physicians, 
hematologists, and hemophilia treatment centers (HTCs)

 —   HTCs are federally recognized, specialized healthcare centers  
that provide comprehensive care with a multidisciplinary team of 
experienced hemophilia healthcare professionals

3.  Keep abreast of advances in treatment.

   Work with your health plan and PBM to help ensure patient access  
to appropriate hemophilia A treatments

4.  Provide resources for employees for further information.

    Offer resources for employees to learn more about managing  
hemophilia A (see selected key resources)

TIPS ON HOW YOU CAN HELP COVERED LIVES WITH 
HEMOPHILIA A — ACTION STEPS FOR EMPLOYERS
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