
 Familial Hypercholesterolemia (FH) is a 

common genetic disease that leads to 

substantially elevated levels of low-

density lipoprotein cholesterol (LDL-C)

 The 2013 ACC/AHA guidelines for 

treatment of Blood Cholesterol  to 

Reduce ASCVD risk in adults denote an 

LDL-C level > 190 mg/dL (suggestive of 

FH) as an independent high-risk feature. 

 Individuals with FH have a 20-fold 

increase in risk of early cardiovascular 

disease.

 Despite its prevalence, FH remains 

largely underrecognized: an estimated 

1.5 million individuals in the U.S. have 

FH, yet fewer than 10% have been 

formally diagnosed. 

 In 2013, the FH Foundation (a patient-led 

nonprofit organization) created the 

CASCADE-FH Registry.

 The CASCADE-FH Registry is a national 

initiative to increase FH awareness, 

characterize trends in treatment, and 

monitor clinical and patient-reported 

outcomes over time.

 CASCADE-FH represents a collaboration 

between The FH Foundation, 

cardiologists, primary care providers, lipid 

specialists, and patients with FH.
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 CASCADE-FH uses a multi-pathway 

enrollment strategy to ensure maximum 

availability to interested FH patients

 Registry participants may enroll in 

CASCADE-FH by one of two methods:

1) Enrollment by a provider in a specialized 

lipid clinic

2) Self-enrollment via an interactive online 

portal for participants meeting pre-

specified LDL criteria consistent with FH. 
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Variable
Overall 

(N=1605)

Online Portal

(N=215; 13.4%)

Clinical Sites

(N=1390; 86.6%)

Median age, years 53.0 52.0 53.0 

(IQR) (37.0, 64.0) (41.0, 60.0) (36.0, 65.0)

<18 years of age 8.2 --- 10.2

White race, % 81.4 92.7 79.6

Female sex, % 58.7 72.7 56.6

Formal FH diagnosis, % 97.4 80.6 100.0

Family member with FH, % 31.5 46.7 29.2

Prior MI, % 12.4 17.2 11.6

Prior PCI, % 17.0 19.4 16.6

Prior CABG, % 13.8 14.9 13.6

Diabetes 11.5 9.3 11.9

Hypertension 39.6 32.1 40.8

Current Smoker 6.2 3.7 6.6

Historical Highest LDL-C 

(mg/dL)

249.0 

(211.0, 310.0)

290.0

(231.0, 355.0) 

245.0

(210.0, 303.0)

Current LDL level (mg/dL)
143.0 

(107.0, 196.0)

150.0 

(118.0, 200.0)

143.0 

(107.0, 196.0)

The CASCADE FH Registry
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Data Elements

• Demographics 

• Medical history and laboratory values

• Current lipid-lowering therapies

• Clinical events (hospitalizations, 

mortality)

• Patient-reported outcomes (QOL, 

treatment satisfaction)

Data Analysis

• Baseline characteristics presented as 

percentages for categorical variables 

and medians with interquartile ranges 

(IQRs) for continuous variables 

PHASE 1

Online patient self-
enrollment 

• Patient-reported 
information through 
online portal

• Medical release for 
comparison with 
clinical data

PHASE 2

Retrospective 
clinical data 
collection

• Deidentified patient 
data abstracted and 
entered at each site

PHASE 3

Prospective clinical 
data collection 

• Longitudinal data 
collected at 6 month 
intervals

• Information on 
quality of life, 
medication 
changes, and 
clinical events

• The CASCADE-FH Registry represents a collaboration 

between FH patients and clinical researchers who have 

partnered to address gaps in knowledge regarding FH 

screening, identification, and treatment. 

• CASCADE-FH will evaluate future longitudinal treatment 

patterns and outcomes in this high risk patient population

Abbreviations: MI=myocardial infarction; PCI=percutaneous coronary intervention; CABG=coronary artery bypass graft

*High-intensity statins defined as atorvastatin>40 mg or rosuvastatin>20 mg

Variable
Overall 

(N=1605)

Online Portal

(N=215; 13.4%)

Clinical Sites

(N=1390; 86.6%)

Currently treated with 

statins, %
74.1 73.0 76.0

Currently treated with 

high- intensity statins*, %
55.8 63.5 54.6

Number of LLT

0 10.8 17.2 9.8

1 33.6 35.4 33.4

2 25.6 8.8 28.1

3+ 30.0 38.6 28.7

Table 1. Baseline Characteristics of the CASCADE-FH Patient Population 

(September 2013 – February 2015).

Table 2. Treatment patterns of the CASCADE-FH Patient Population 

(September 2013 – February 2015).

*Among patients treated with statins

Abbreviations: LLT=Lipid lowering therapy

Results (continued)
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Figure 2. How satisfied are you that everything 

possible is being done to treat your FH?*

Figure 3. How often do you worry that you may 

have a heart attack or die suddenly?*

Figure 1. Percent of patients reporting that they “completely understand” the following about FH*

% 

*Online portal patients only 


