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This paper is the first in a comprehensive four-part series that will cover health literacy, 

the correlation to the social determinants of health, and how these factors result in health 

disparities in the U.S.

Part I:     Assessing for Health Literacy

Part II:    Addressing Health Literacy: Educating Staff 

Part III:   Addressing Health Literacy: Health Literacy Universal Precautions

Part IV:  The Future of Successfully Addressing Low Health Literacy with Social 
Determinants of Health

In ‘Assessing for Health Literacy’, we explore the root causes of health literacy, look at the 

high cost of low health literacy, and address the nation’s rising health care costs. We also 

evaluate health literacy screening resources and quality measure tools including clinical 

assessments, functional testing, and leveraging EMRs to improve health literacy screening. 
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Personal and Organizational Health Literacy

The importance of improving health literacy has reached 
a critical peak for our nation’s population health and  
the ability to deliver equitable high quality and cost-
effective care.

Health literacy is divided into two categories:

•  Personal health literacy: the degree to which individuals 
can find, understand, and use information and services  
to inform health-related decisions and actions for 
themselves and others 

• Organizational health literacy: the degree to which 
organizations equitably enable individuals to find, 
understand, and use information and services to inform 
health-related decisions and actions for themselves  
and others

In the United States, only 12% of American adults are 
considered to be proficient in health literacy1. This  
equates to the staggering realization that nearly nine  
out of ten American adults lack the skills required to 
effectively manage their health and prevent disease.

lack the skills required to effectively manage  
their health and prevent disease

Nearly   9 out of 10  
American Adults

1 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2668931/
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Health literacy is a complex phenomenon that involves 
individuals, families, communities, and systems. The 
concept of health literacy encompasses the materials, 
environments, and challenges specifically associated 
with disease prevention and health promotion. Health 
literacy incorporates a range of abilities including  
reading, comprehending, and analyzing information; 
understanding instructions, symbols, charts, and 
diagrams; weighing risks and benefits; and, ultimately, 
making decisions and taking an informed action.

In its new Healthy People 2030, the U.S. Department 
of Health and Human Services’ (HHS) initiative to set 
data-driven national objectives to improve health and  
well-being over the next decade, personal and 
organizational health literacy have been defined 
and addressed as a core component of the nation’s  
population health.
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Social determinants of health (SDoH) have magnified  
the disparities in access to testing, vaccinations and 
treatment, the quality of available care, and outcomes. 
The line between SDoH and health literacy can, at 
times, be narrow. Poor access to care is often related to 
limited understanding of the importance and benefits  
of health care; however, the overall evidence of 
the relationship between health literacy and health  
disparities is mixed at best, and unquestionably limited2. 

One of the more disturbing aspects of the COVID-19 
pandemic in the U.S. is the disproportionate harm 
it has caused to historically marginalized groups.  
Black, Hispanic, and Asian people have substantially  
higher rates of infections, hospitalization, and death 
compared with White people3.

Health Literacy 
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2  https://journals.plos.org/plosone/article/file?id=10.1371/journal.
pone.0145455&type=printable

3 https://jamanetwork.com/journals/jama/fullarticle/2775687
4 https://jamanetwork.com/journals/jama/fullarticle/2775687

The pandemic numbers have not only brought  
society’s inequities to the forefront but have also 
demonstrated that those dying in greater numbers  
from COVID-19 are older adults, racial and ethnic 
minorities, non-native English speakers, and people with 
low income and levels of education.

Patients
Hospitalization Rates

per 10,000
Death Rates
per 10,000

Black Patients (7 million) 24.6 5.6

Hispanic Patients (5.1 million) 30.4 5.6

Asian Patients (1.4 million) 15.9 4.3

White Patients (34.1 million) 7.4 2.3

 Kaiser Family Foundation and the Epic Health Research Network4

Table 1: Disproportionate COVID-19 Results in Marginalized Populations
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Assessing for Health Literacy: Identifying and 
Screening for Patients with Low Health Literacy

“Health 
literacy is 
essential for 
a healthy 
population 
and critical 
during times 
of national 
emergencies 
such as the 
COVID-19 
pandemic.”
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It can be easy to turn the blame toward patients for their inability  
to understand or access health care. However, the U.S. health care  
system was not designed for consumer comprehension. Rather, 
the system favors insurer’s complex and non-transparent coverage  
policies and the jargon that has become  commonplace in the medical 
community. The overwhelming numbers of U.S. patients have never 
been educated on or exposed to these unfamiliar practices and terms 
until facing illness, disease, or are in other compromised positions.  
In this regard, the U.S. health care system is failing its patients.

According to the American Medical Association5, health spending in  
the U.S. increased by 4.6% in 2019 to $3.8 trillion or $11,582 per capita. 
This health spending was 17.7% of the gross domestic product (GDP).  
As a point of reference, among the Organization for Economic  
Co-operation and Development (OECD) countries, the U.S. has the  
highest percentage of GDP spent on health care. All other member 
nations follow with distinctly smaller percentages spent on health care.  
Germany comes in second with 11.7% of its GDP spent on health care.6 

According to the Center for Health Care Strategies7, low health literacy 
is estimated to cost the U.S. economy up to $236 billion every year.  
With few national data available, the cost of low health literacy is  
likely to be substantial. Based on methodological shortcomings to  
reach selected groups in need, the economic impacts are quite likely  
to be higher.

The High Cost of Low Health Literacy

5 https://www.ama-assn.org/system/files/2021-05/prp-annual-spending-2019.pdf
6  https://www.statista.com/statistics/268826/health-expenditure-as-gdp-percentage-in- 

oecd-countries/
7 https://www.chcs.org/resource/health-literacy-fact-sheets/
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If the social determinants of health and health literacy  
cannot be adequately measured, the concerns cannot 
effectively be addressed. Compared to other health 
assessments, health literacy measures in the U.S. are 
arguably, in their infancies. Some measures likely 
access particular skills better than others. Determining 
which screening measures capture the most effective 
assessments of health literacy is crucial to making  
progress. Training and tools are needed to identify 
inequities and resources must be made available in  
order for health care professionals to implement  
strategies to address SDoH and improve health literacy. 

The health care industry is subject to specific criteria 
for nearly every possible medical and behavioral  
health assessment, yet tools and resources to determine 
levels of health literacy are neither standardized nor 
prevalent. Instruments vary from screening items to 
performance-based measures, tools vary in their approach 
to operationalizing the concept into a measurable 
construct, and administration styles, scoring, ranges and 
levels all vary. 

Tools for assessing and measuring health literacy  
developed to assess the health literacy skills of patients  
have for  the most part, been used for research8. There 

Communication Comprehension Quantitative 
Skills

Navigation Health information 
seeking

Functionality, 
Cognition

Decision making,
Critical thinking

Need for 
assistance

Confidence, 
Self-efficacy

Motivation

Measuring Personal Health Literacy

Despite the inconsistencies, there are key components to assessing health literacy:

are, however, tools, assessments, and methodologies  
available albeit, they are lacking. For example, in the  
world of health literacy assessments, the Test of 
Functional Health Literacy in Adults (TOFHLA) and 
the Rapid Estimate of Adult Literacy in Medicine 
(REALM) are recognized as benchmarks yet have been 
questioned for their lack of culturally sensitivity and 
are limited to measuring reading and pronunciation  
skills9 when in fact, comprehension and the ability to 
interpret and apply the understanding are critical to a  
comprehensive assessment. There are also other 
instruments, but they lack cross-discipline differentiation,  
are too  lengthy and thus, time-consuming, or do not 
adequately measure health literacy due to a clear  
definition of what health literacy is which renders it 
impossible to define what it in not. 

The Health Literacy Tool Shed offers an online database 
of health literacy measures and may assist in finding the 
right health literacy measurement tool. Searches can 
be conducted based on health conditions, number of 
questions, and approximate administration time.
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8 https://www.ufjf.br/getmedicina/files/2015/11/BARRY-WEISS.pdf
9 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5882442/
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Fill out the form here, to be notified when  
the next installment of the series is available

Ashok Roy, MD, MPH, MBA, Chief Medical Officer, 
Caravan Health

Dr. Ashok Roy is a practicing board-certified internal 
medicine physician who joined Caravan Health as the  
Chief Medical Officer in August 2020. Dr. Roy comes  
with over 20 years of experience in population health,  
health care consulting and health care administration 
during his work with health care systems, payers,  
outpatient clinics and governmental/military organizations.

Quisha Umemba, MPH, RN, CDES, Clinical Program 
Training Specialist, Caravan Health

Quisha develops uniquely specialized content, 
curriculums, and training programs with multi-level  
clinical interventions for Caravan Health partners and  
stakeholders. With more than 20 years of health care 
experience, Quisha has developed, implemented, and 
overseen numerous health initiatives including the topics 
of clinical social determinants of health and health literacy.

If the U.S. can improve health literacy, health care costs can be  
reduced and improvement in the quality of and access to care will  
also result. The onus, however, resides on the health care professionals 
who must be able to identify and address barriers to care delivery.  
This will require restructuring policies and workflows and placing  
more emphasis on the patient’s ability to not only access care but  
to also comprehend instructions. In Part 2 of this series, we take a  
look at how to educate staff in order to improve health literacy  
rates in patients. 

Looking Ahead
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