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Making heart failure count
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‘Many of the things you can count, don’t count. Many of the things you can’t
count, really count.’

—Albert Einstein

Counting is fundamental to public health and medical research. We group and categorize
elements of the world to better understand them. Fundamental to language is grouping
similar objects or ideas and drawing contrasts between their differences. Without the ability
to count, we are blind to many natural phenomena. Accurate assessment of disease burden is
vital to allocation of research funding and prioritization of public health, prevention, and
treatment efforts. During the COVID-19 pandemic, diagnosing, counting, tracing, and
isolating were fundamental tools for understanding transmission dynamics, infection control
strategies, and eventually the effectiveness of treatments and vaccines. The urgency and
importance of counting COVID-19 cases, hospitalizations, and deaths directed the response
of governments and public health officials.

The epidemic that the cardiovascular community has faced for decades is heart failure (HF).
A slow and steady growth of underlying cardiovascular risk factors, aging demographics,
and poor uptake of preventative strategies has led to the prevalence of a chronic disease that
is a leading cause of hospitalization risk for adults in the developed world.12 Yet, despite the
known burdens and mortality risk observed for patients with HF, accurate epidemiologic
estimates at the national level remain elusive. In the U.S., estimates of HF prevalence are
based on cross-sectional survey and self-report from the National Health and Nutrition
Examination Survey (NHANES).3 Self-report of HF is insensitive and is known to severely
under count active HF diagnoses.* A healthy selection bias related to non-response and non-
institutionalized populations skew U.S. national estimates from NHANES.® The recent
cross-sectional NHANES survey interviewed around 16 000 study participants to understand
the disease prevalence for over 320 million Americans. The few hundred participants that
mention HF as a self-reported diagnosis are scaled to an NHANES estimated 6.0 million
Americans with HF between 2015 and 2018, which likely remains a profound
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underestimate.3 A clear remedy to the poor epidemiologic data is immensely challenging in
a nation with fragmented health data and delivery systems.

Further complicating matters of the basic epidemiology of HF is the coding of death
certificates. By convention, HF is treated as a ‘garbage code’ meaning that it should never be
the primary cause of death. Attempts are made to reassign HF to sudden cardiac death,
respiratory failure, or ischaemic heart disease. This approach to classification of mortality
leads to near complete obfuscation of HF contribution to the leading causes of all-cause and
cardiovascular mortality. The clinical phenotype clinicians see regularly, and that patients
live with, is largely scrubbed from death certification at the end of life based on currently
recommended documentation and coding practices.

In this issue of the Journal, the Heart Failure Association (HFA) Atlas in collaboration with
the European Society of Cardiology (ESC), the European Heart Health Institute, and the
National Heart Failure Societies (NHFS) have spearheaded an international epidemiologic
survey to standardize reporting of the burden of HF across ESC member nations.8 We are
now provided detailed national estimates for 32 countries that include HF incidence,
prevalence, as well as access to HF centres, testing, medications, and advanced treatments.
We see remarkable variation in the burden of HF and ability to access evidence-based
treatments. It is very important to acknowledge not all data elements are reported by each
nation and data sources are of variable, if not questionable, quality and not entirely
nationally representative. Some of the striking variability observed may reflect differences in
data sources, definitions, and quality rather than true intercountry variability.

With respect to prevalence, the HFA Atlas reports that Germany leads the included nations
with a prevalence of 39 per 1000 person-years compared to 10 per 1000 person-years for
Greece. The German data were obtained from a published manuscript covering the years of
2009 to 2013 using claims data from the German Health Risk Institute on individuals with
statuary health insurance. For Greece, data were obtained from national coordinators for
2015 without a clear methodology identified by the HFA Atlas. At the current stage, neither
the German or Greek estimates are age-adjusted nor do they provide sex-specific estimates.
Why there might be a 3.9-fold difference in HF burden is not clear for two nations with
similar age distributions. Understanding both reporting differences and underlying factors in
these estimates should hopefully improve future epidemiologic reporting practices.

With respect to treatment availability and access to care, the HFA Atlas provides visuals for
the variation in access to evidence-based drug classes (beta-blockers, angiotensin-converting
enzyme inhibitors/angiotensin receptor blockers, ivabradine, mineralocorticoid receptor
antagonists, and sacubitril/valsartan), HF centres, and advanced therapies. Many nations
provide medical therapies with complete reimbursement to patients with HF while others are
classified as partial or no reimbursement. Evaluations of how variations in medication
coverage/payment/copayment policies may influence receipt of medical therapies from a
national perspective may inform future health policy work.

The ambitiousness of the HFA Atlas to highlight the reporting of these epidemiologic data
will hopefully encourage more work to improve data standardization, data quality, and the
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comprehensive measurement of the HF burden. Research that will help clarify where the
reported differences in care burden and access to treatments should encourage either
improved reporting or public health efforts. This in turn can facilitate the prioritization and
funding necessary to deliver primary and secondary preventative strategies more effectively
to advance national cardiovascular health. Future iterations should prioritize the inclusion of
HF performance measures for guideline-recommended medical therapies as emphasized by
U.S. professional societies.” Making HF count will hopefully turn the rising tide of a
preventable and treatable chronic disease epidemic.
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