
Familial Hypercholesterolemia (FH) is the most common life threatening genetic disorder.  FH 
results in aggressive heart disease, early cardiac events, and premature deaths.  FH (heterozygous 
HeFH and homozygous HoFH forms) causes severely elevated LDL-cholesterol levels starting at 
birth and leads to premature atherosclerosis and early heart disease.  And yet...

Too Many

FH is vastly under diagnosed.  A lack of understanding 
of the frequency and consequences of FH, no specific 
diagnosis code, and no routine family screening allow FH 
to hide in plain sight. 

Too Young

Too Predictable

FH is responsible for an estimated 20% of myocardial 
infarctions before age 45 and 5% before age 60.  
Individuals with FH have a 20-fold increased risk of early 
cardiovascular events.  FH requires early and life long 
proactive management.

FH is an autosomal dominant genetic condition.  Each 
first degree relative of an individual with FH has a 50% 
chance of having a genetic mutation.  Whenever you find 
an individual with FH, you find a family with FH.

Unknown Prevalence
How many individuals have FH?

Currently, it is estimated that anywhere between 
650,000 and 1.5 million people in the United 
States have FH.
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The FH Foundation

A comprehensive approach to changing the status quo.

The FH Foundation  is a patient-focused, nonprofit organization dedicated to education, advocacy 
and research of all forms of familial hypercholesterolemia (FH).  Our mission is to raise awareness 
and save lives by increasing the rate of early diagnosis and encouraging proactive treatment.

Patients Providers Policy

The Global FH Summit brings together all 
FH stakeholders including governmental 
agencies, professional and patient advocacy 
organizations, leading medical professionals 
and researchers, payers and the industry, and 
patients. 

The collected data from the CASCADE FH 
Registry™ enables scientific research of FH, 
which translates into better care and improved 
health outcomes.

FH Awareness Day  2014 
reached over 12.7 million  
people around the world. 

Diagnosis codes are key 
for determining coverage 
and are used in treatment 
decisions. There is currently 
no code for FH. The FH 
Foundation has applied for 
an FH specific code.

The FH Foundation



The FH Foundation’s FIND FH Initiative is an innovative multi-pronged approach to finding the FH 
population within the U.S.  We are committed to helping every individual with FH find the care they 
need and dramatically reduce the consequences of heart disease in their family.

flag. identify. network. deliver.

Connecting the Dots

How do we FIND the 90% of undiagnosed 
individuals with FH?

The FH Foundation will apply machine learning 
techniques in EHR systems, lab results, and claims 
data to identify probably individuals with FH.  
FIND FH will stratify the risk groups of probably 
FH populations including HoFH, severe HeFH 
mutations and pediatric populations.

Historic Insights about FH in the U.S.
Our machine-learning techniques will develop an “electronic phenotype” for FH patients.  This known 
population can be used to screen against other health care data sets to identify additional FH patients.

FIND FH Delivers
•   A data set of 100,000’s of probable        
     individuals with FH 

•  First national overview of the prevalence  
    of FH 

•  Mapping of individuals with FH at  the       
    HCP level 

•  Optimum accuracy by combining       
    disparate data sets



Dis$nct	  pa$ent	  
“personas”	  used	  to	  
create	  highly	  
targeted	  digital	  
outreach	  campaigns. 
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The FH Foundation’s FIND FH Initiative leverages big data analytics to find the FH population in the 
U.S., enhance timeliness and accuracy of diagnosis, and promotes cost-effective proactive disease 
management of FH.  Early and appropriate treatment can lead to normalization of risk for people 
with FH.

flag. identify. network. deliver.

Focus on Key Physicians
FIND FH will predict the probability that an individual has FH.  
It will also tell us where they are at a HCP practice level. The 
FH Foundation Call Center will engage HCPs to encourage 
screening.  Once an index case is identified our Call Center will 
facilitate family screening.  Studies have shown that an average 
of 5 additional family members will be identified through family 
screening.

Stakeholder Involvement
The FH Foundation provides invested stakeholders with novel 
insights into the needs and opportunities to optimally care for 
these high risk families.

Digital Engagement Initiatives

Potential Patients
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FIND FH Initiative will enhance CASCADE FH Registry Enrollment


