
BACKGROUND

OBJECTIVE

A multi‐section questionnaire was disseminated to individuals living in central
Maine and distribution efforts were targeted towards local cultural and educational
centers, healthcare organizations, and media outlets to maximize the participation
of Franco‐Americans. Univariate frequencies and bivariate correlations were
conducted to assess model components and determine relationships between
clinical indicators, health beliefs, and barriers to care.
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Familial hypercholesterolemia (FH) is a common genetic disorder
characterized by lifelong elevated cholesterol levels and is associated with an
increased risk for developing premature coronary heart disease (CHD). Less
than 10% of the estimated 1.3 million individuals living with FH in the United
States have been diagnosed. These trends support the need for evaluating
barriers to early diagnosis and lipid management.

Though FH affects all racial and ethnic groups, the condition is more
prevalent among certain subpopulations such as Franco‐Americans. To
address the knowledge gap in this key founder population, we used
theoretical models to assess perceived barriers to effective management and
potential fatalistic perspectives among at‐risk individuals.

To  assess  perceived  barriers  to  FH  diagnosis  and  management  among  the 
Franco‐American  FH  founder  population  using  the Health  Belief Model  and 
Health Locus of Control scale
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Approximately 83% (N = 170) of survey respondents were Franco‐American or
French‐Canadian. In this cohort, 70% were female, and 51% were 65 years of
age or older. Approximately 43% of individuals had high cholesterol, while
nearly 70% had a family history of CVD. Less than 9% of respondents expressed
a personal FH diagnosis, and 10% had a heart attack or stroke.

We observed that perceived psychosocial barriers to lipid management, (e.g.
knowing when to seek help (28%), trust in medicine (25%), worry about
diagnosis (20%), and fear of judgment (13%)) were more frequently reported
than structural barriers (e.g. health care costs (18%), time conflicts (15%), and
lack of health insurance (12%)). We found the combined additive scales of each
barrier category to be significantly correlated with an external health locus of
control (i.e. fatalistic perspective of health) (p < 0.05).
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• Cross‐sectional study design limits ability to establish temporality
• Targeted survey distribution introducing selection bias
• Fairly small sample size limiting statistical power
• Health statuses reliant on self‐report and not validated through the

use of medical records or lab‐based biomarkers
• Limited generalizability in that key findings may not apply to other FH

founder populations or vulnerable subpopulations

• Compare Franco‐Americans to those not suspected of belonging to an
FH founder population or other vulnerable subpopulations

• Further operationalize additional aspects of the Health Belief Model
and Health Locus of Control scale to assess health‐promoting
behaviors and perceived barriers to healthcare access
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Perceived Psychosocial Barriers

Category of Barrier Most Common 
Perceived Barriers

Potential Improvement Strategies

Psychosocial Knowing when to 
seek help

• Promote public awareness towards FH
• Highlight importance of early diagnosis and treatment
• Encourage conversations among families with a history 

of cardiovascular disease

Psychosocial Trust in medicine • Increase physician awareness surrounding FH
• Emphasize shared decision making between individuals 

and their healthcare providers
Psychosocial Worry about 

diagnosis
• Promote public awareness towards FH
• Underscore range of treatment strategies for FH
• Connect individuals and their families with patient‐

centered organizations (e.g. FH Foundation)

Structural Time conflicts • Encourage early lipid screening concurrent with regular 
visits with primary care physician

Structural Healthcare / 
medication costs

• Work with payers for affordable combination therapy
• Highlight benefits of generic statins for first‐line therapy
• Focus on prevention to reduce likelihood of catastrophic 

health expenditures

Psychosocial Fear of judgement • Promote educational and awareness campaigns based on 
evidence‐based research

• Encourage family‐based and community‐level efforts to 
promote early recognition of key risk factors

Figure 1.  Health Belief Model 

Figure 2.  Frequencies of self‐reported psychosocial barriers to lipid management

Figure 3.  Frequencies of self‐reported structural barriers to lipid management

Table 1.  Most frequently reported psychosocial and structural barriers to care with potential strategies to overcome barriers 


