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Preface

My understanding of the issues in health literacy was limited
prior to taking on the role of Chair of this committee. From my expertise in defining and measuring population health and its determinants, I appreciated the importance of the social determinants of
health. I had speculated about the role of health literacy as one
pathway by which education might exert an independent effect on
health outcomes. But until this rich and intense interaction with my
colleagues from diverse fields such as literacy, biology, health
communication, anthropology, epidemiology, medicine, nursing,
and health policy, combined with poignant testimony from those
affected and other experts, I had no idea of the importance and
complexity of this topic.
I believe that what the United States puts into practice in medicine and health is much less than what is known. Only now do I
know how profoundly the gap between knowledge and practice is
widened by limited health literacy. Only now do I know why some
refer to this as a “silent epidemic”—the lack of understanding by
most professionals and policy makers of its extent and effect, and
the individual shame associated with it that keeps it even more silent and hidden.
I hope that this report will produce several outcomes:

x
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•
•

•
•

It will become widely appreciated that 90 million adults
with limited health literacy cannot fully benefit from much
that the health and health-care system have to offer.
It will become widely understood that efforts to improve
quality, to reduce costs, and to reduce disparities cannot
succeed without simultaneous improvements in health literacy.
It will become widely understood that health literacy is
more than reading, but includes writing, numeracy, listening, speaking, and conceptual knowledge.
It will be accepted that improving individual health literacy
requires great effort from the public health and health-care
systems, the education system, and society overall.

Chairing this committee was such a privilege and a challenge.
We each struggled to overcome the limitations of our own knowledge and assumptions. We could not have completed this work
without the many hours devoted by committee members, those
providing testimony, and IOM staff, and the financial support of
our sponsors. As one firmly committed to the translation of research into policy and practice, I hope this report, containing the
results of our efforts, will identify substantial new resources, not
only for the research needed to establish causal relationships and
evaluate effective interventions, but also to expand the many promising interventions identified here. The significance of the problem
is too great to wait for complete understanding before we act.

David A. Kindig, M.D., Ph.D.
Chair
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Executive Summary
Understanding is a two-way street. - Eleanor Roosevelt

ABSTRACT

I have a very good doctor. He takes the time to explain things and
break it down to me. Sometimes, though, I do get stuff that can be
hard — like when I first came home from the hospital and I had all
these forms and things I had to read. Some words I come across I
just can’t quite understand (National Center for the Study of Adult
Learning and Literacy, 2003)1.

Nearly half of all American adults—90 million people—have
difficulty understanding and acting upon health information. The
examples below were selected from the many pieces of complex
consumer health information used in America.

1
All vignettes in shaded text in this report represent actual stories or materials. Names were omitted in most cases to protect the privacy of the author, and
stories may have been edited for brevity and clarity. If not otherwise attributed,
vignettes were drawn from the experiences of members of the committee.

1
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•

•
•

From a research consent form: “A comparison of the effectiveness of educational media in combination with a counseling method on smoking habits is being examined.”
(Doak et al., 1996)
From a consumer privacy notice: “Examples of such mandatory disclosures include notifying state or local health
authorities regarding particular communicable diseases.”
From a patient information sheet: “Therefore, patients
should be monitored for extraocular CMV infections and
retinitis in the opposite eye, if only one infected eye is being
treated.”

Forty million Americans cannot read complex texts like these
at all, and 90 million have difficulty understanding complex texts.
Yet a great deal of health information, from insurance forms to advertising, contains complex text. Even people with strong literacy
skills may have trouble obtaining, understanding, and using health
information: a surgeon may have trouble helping a family member
with Medicare forms, a science teacher may not understand information sent by a doctor about a brain function test, and an accountant may not know when to get a mammogram.
This report defines health literacy as “the degree to which individuals have the capacity to obtain, process, and understand basic health information and services needed to make appropriate
health decisions” (Ratzan and Parker, 2000). However, health literacy goes beyond the individual obtaining information. Health
literacy emerges when expectations, preferences, and skills of individuals seeking health information meet the expectations, preferences, and skills of those providing information and services.
Health literacy arises from a convergence of education, health services, and social and cultural factors. Although causal relationships between limited health literacy and health outcomes are not
yet established, cumulative and consistent findings suggest such a
causal connection.
Approaches to health literacy bring together research and
practice from diverse fields. This report examines the body of
Prepublication Copy – Uncorrected Proofs
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EXECUTIVE SUMMARY

knowledge in this emerging field, and recommends actions to promote a health literate society. Increasing knowledge, awareness,
and responsiveness to health literacy both on the part of health
services providers and in the community would reduce problems of
limited health literacy. This report identifies key roles for the Department of Health and Human Services as well as other public
and private sector organizations to foster research, guide policy
development, and stimulate the development of health literacy
knowledge, measures, and approaches. These organizations have a
unique and critical opportunity to ensure that health literacy is
recognized as a critical component of health services and health
communication.

INTRODUCTION

A two-year-old is diagnosed with an inner ear infection and prescribed an antibiotic. Her mother understands that her daughter
should take the prescribed medication twice a day. After carefully
studying the label on the bottle and deciding that it doesn’t tell
how to take the medicine, she fills a teaspoon and pours the antibiotic into her daughter’s painful ear (Parker et al., 2003).

Modern health systems make complex demands on the health
consumer. As self-management of health care increases, individuals are asked to assume new roles in seeking information, understanding rights and responsibilities, and making health decisions
for themselves and others. Underlying these demands are assumptions about people’s knowledge and skills.
National and international assessments of adults’ ability to use
written information suggest that these assumptions may be faulty.
Current evidence reveals a mismatch between people’s skills and
the demands of health systems (Rudd et al., 2000a). Many people
who deal effectively with other aspects of their lives may find
Prepublication Copy – Uncorrected Proofs
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health information difficult to obtain, understand, or use. While
farmers may be able to use fertilizers effectively, they may not understand the safety information provided with the fertilizer. A chef
may create excellent dishes, but may not know how to create a
healthy diet. Indeed, health literacy can be a hidden problem—
because it is often not recognized by policy makers and health care
providers, and because people with low literacy skills or who are
confused about health care may be ashamed to speak up about
problems they encounter with the increasingly complex health system (Baker et al., 1996; Parikh et al., 1996). Without improvements in health literacy, the promise of scientific advances for improving health outcomes will be diminished.
The Institute of Medicine convened the Committee on Health
Literacy, composed of experts from a wide range of academic disciplines and backgrounds, to assess the problem of health literacy
and consider the next steps in this field. The committee addressed
the following charge:
1. Define the scope of the problem of health literacy. The intent is to clarify the root problems that underlie health illiteracy. This would include identifying the affected populations and estimating the costs for society. Develop a set of
basic indicators of health literacy to allow assessment of
the extent of the problem at the individual, community, and
national levels.
2. Identify the obstacles to a creating a health literate public.
These are likely to include the complexity of the health care
system, the many and often contradictory health messages,
rapidly advancing technologies, limits within public education to promote literacy of adults as well as children, etc.
3. Assess the approaches that have been attempted to increase
health literacy both in the United States and abroad. Identify the gaps in research and programs that need to be addressed. The focus should be on public health interventions
attempting to increase health literacy of the public rather
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than on improving health provider/primary care interactions.
4. Identify goals for health literacy efforts and suggest approaches to overcome the obstacles to health literacy in order to reach these goals. These might include research or
policy initiatives, interventions, or collaborations that
would promote health literacy.

WHAT IS HEALTH LITERACY?

In this report, the committee accepted the definition of health
literacy presented by the National Library of Medicine (Selden et
al., 2000) and used in Healthy People 2010 (HHS, 2000):
The degree to which individuals have the capacity to obtain, process, and understand basic health information and services needed to
make appropriate health decisions (Ratzan
and Parker, 2000).
Health literacy is a shared function of social and individual factors. Individuals’ health literacy skills and capacities are mediated
by their education, culture, and language. Equally important are the
communication and assessment skills of the people individuals interact with regarding health, and the ability of the media, the marketplace, and government agencies to provide health information
in a manner appropriate to the audience.
The committee developed a framework for health literacy
which identifies three major areas of potential intervention and
forms the organizational principles of this report. This framework
illustrates the potential influence on health literacy as individuals
interact with educational systems, health systems, and cultural and
social factors, and suggests that these factors may ultimately
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FIGURE ES-1 Potential points for intervention in the health literacy framework.

contribute to health outcomes and costs. The proposed framework
is a model, because available research supports only limited conclusions about causality. However, the cumulative effect of the
body of consistent evidence suggests that causal relationships may
exist between health literacy and health outcomes. Research is
needed to establish the nature of the causal relationships between
and among the various factors portrayed in the framework.
The committee reviewed the strengths and limitations of currently available measures of literacy and health literacy. Health
literacy involves a range of social and individual factors, and includes cultural and conceptual knowledge, listening, speaking, arithmetical, writing and reading skills. However, most of the tools
currently available to measure health literacy primarily measure
reading skills, and do not include other critical skills. Furthermore,
adults’ reading abilities are often estimated with a ‘grade level’
measure, an estimate that is imprecise at best. Advancement of the
field of health literacy requires the development of new measures
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which can be used to establish baseline levels and monitor change
over time.
Finding 2-1 Literature from a variety of disciplines is consistent in its finding that there is strong support for the committee’s conclusion that health literacy, as defined in this report, is
based on the interaction of individuals’ skills with health contexts, the health care system, the education system, and broad
social and cultural factors at home, at work, and in the community. The committee concurs that responsibility for health literacy improvement must be shared by these various sectors. The
committee notes that the health system does carry significant
but not sole opportunity and responsibility to improve health
literacy.
Finding 2-2 The links between education and health outcomes
are strongly established. The committee concludes that health
literacy may be one pathway explaining the well-established
link between education and health, and warrants further exploration.
Finding 2-3 Health literacy, as defined in this report, includes
a variety of components beyond reading and writing, including
numeracy, listening, speaking, and cultural and conceptual
knowledge.
Finding 2-4 While health literacy measures in current use have
spurred research initiatives and yield valuable insights, they are
indicators of reading skills (word recognition or reading comprehension and numeracy), rather than measures of the full
range of skills needed for health literacy (cultural and conceptual knowledge, listening, speaking, numeracy, writing and
reading). Current assessment tools and research findings cannot
differentiate among (a) reading ability, (b) lack of background
knowledge in health-related domains, such as biology, (c) lack
of familiarity with language and types of materials, or (d) cultural differences in approaches to health and health care. In adPrepublication Copy – Uncorrected Proofs
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dition, no current measures of health literacy include oral
communication skills or writing skills and none measure the
health literacy demands on individuals within different health
contexts.

THE EXTENT AND ASSOCIATIONS OF LIMITED
HEALTH LITERACY

Studies of health literacy or of literacy in health contexts suggest that limited health literacy skills, as measured by current assessment tools, are common, with significant variations in prevalence depending on the population sampled (see Chapter 3). People
of all literacy levels may be able to manage texts that they frequently encounter and use for everyday activities, but will often
face problems with difficult and confusing types of text (Kirsch et
al., 1993).
Findings from the National Adult Literacy Survey (NALS) and
International Adult Literacy Surveys (IALS) indicate that a large
percentage of adults lack the literacy skills needed to meet the demands of 21st century society. More than 47%, or 90 million, of
U.S. adults have difficulty locating, matching, and integrating information in written texts with accuracy and consistency. Of the 90
million with limited literacy skills, about 40 million can perform
simple and routine tasks using uncomplicated materials. An additional 50 million adults can locate information in moderately complicated texts, make inferences using print materials, and integrate
easily identifiable pieces of information. However, they find it difficult to perform these tasks when complicated by distracting information and complex texts (Kirsch, 2001; Kirsch et al., 1993).
These findings have serious implications for the health sector.
Over 300 studies, conducted over three decades and assessing
various health-related materials, such as informed consent forms
and medication package inserts, have found that a mismatch exists
between the reading levels of the materials and the reading skills of
Prepublication Copy – Uncorrected Proofs
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the intended audience. In fact, most of the assessed materials exceed the reading skills of the average high-school graduate (Rudd
et al., 2000a).
Studies suggest that while individuals with limited health literacy come from many walks of life, the problem of limited health
literacy is often greater among older adults, people with limited
education, and those with limited English proficiency (Beers et al.,
2003; Gazmararian et al., 1999; Williams et al., 1995). For individuals whose native language is not English, issues of health literacy are compounded by issues of language and the specialized vocabulary used to convey health information.

Associations with Health Knowledge, Behavior, and Outcomes
Research linking limited health literacy as it is currently measured to health knowledge, health behaviors, and health outcomes is
accumulating. Patients with limited health literacy and chronic illness have less knowledge of illness management than those with
higher health literacy (Kalichman et al., 2000a; Schillinger et al.,
2002; Williams et al., 1998a; Williams et al., 1998b). Compared to
those with adequate health literacy, patients with limited health
literacy have decreased ability to share in decision-making about
prostate cancer treatment, (Kim et al., 2001), lower adherence to
anticoagulation therapy (Lasater, 2003; Win et al., 2003), higher
likihood of poor glycemic control (Schillinger et al., 2002), and
lower self-reported health status (Arnold et al., 2001; Baker et al.,
2002; Kalichman et al., 2000a; Kalichman et al., 2000b; Williams
et al., 1998a; Williams et al., 1998b).

Financial Associations of Limited Health Literacy
The limited amount of data available suggests that there is an
association between health literacy, health care utilization, and
health care cost. Baker and others (2002) found that public hospital
patients with limited health literacy had higher rates of hospitalizaPrepublication Copy – Uncorrected Proofs
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tion than those with adequate health literacy. This increased hospitalization rate may be associated with greater resource use. Another analysis (Friedland, 1998) concluded that the additional
health expenditure attributable to inadequate reading skills (as
identified by the NALS) in 1996 was $29 billion. This estimate
would increase to $69 billion if as few of half the individuals with
marginal reading skills were also not health literate. Weiss and colleagues (in press) reported on a direct measure of cost in a small
sample of Medicaid patients in Arizona. Patients with reading levels at or below 3rd grade had mean Medicaid charges $7,500 higher
than those who read above the 3rd grade level.
For this report, David Howard examined the expenditure data
collected in association with the Baker and colleagues (2002) utilization study (see Appendix B). He found that predicted inpatient
spending for a patient with inadequate health literacy was $993
higher than that of a patient with adequate reading skills. A difference of $450 remained after controlling for health status, although
the causality of the associations of health status and health care
cost could not be determined. In both cases, higher emergency care
costs were incurred by individuals with limited health literacy as
measured by the TOFHLA, while pharmacy expenses were similar
and outpatient expenditures lower.
Although a robust estimate for the effect of limited health literacy on health expenditures is lacking, the magnitudes suggested by
the few studies that are available underscore the importance of addressing limited health literacy from a financial perspective.
Finding 3-1 About 90 million adults, an estimate based on the
1992 National Adult Literacy Assessment, have literacy skills
that test below high school level (NALS Level 1 and 2). Of
these, about 40-44 million (NALS Level 1) have difficulty
finding information in unfamiliar or complex texts such as
newspaper articles, editorials, medicine labels, forms, or charts.
Because the medical and public health literature indicates that
health materials are complex and often far above high school
level, the committee notes that approximately 90 million adults
Prepublication Copy – Uncorrected Proofs
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may lack the needed literacy skills to effectively use the U.S.
health system. The majority of these adults are native-born
English speakers. Literacy levels are lower among the elderly,
those who have lower educational levels, those who are poor,
minority populations, and groups with limited English proficiency such as recent immigrants.
Finding 3-2 The committee concludes that the shame and
stigma associated with limited literacy skills are major barriers
to improving health literacy based on limited studies, public
testimony, and committee members’ experience.
Finding 3-3 Adults with limited health literacy, as measured
by reading and numeracy skills, have less knowledge of disease
management and of health-promoting behaviors, report poorer
health status, and are less likely to use preventive services.
Finding 3-4 Two recent studies demonstrate a higher rate of
hospitalization and use of emergency services among patients
with limited literacy. This higher utilization has been associated with higher health care costs.
THE CONTEXTS OF HEALTH LITERACY AND
OPPORTUNITIES FOR INTERVENTION
Culture and Society

The ho'ola said Mom should confess to me and before God Jehovah. She did. She asked me to forgive her and I did. I wasn't angry. …And later Mom's sickness left her. Of course, she still had
diabetes, but the rest - being so confused and miserable - all that
left her (Shook, 1985: 109).
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Culture is the shared ideas, meanings, and values that are acqui
red by individuals as members of society. Culture is socially
learned, continually evolves, and often influences us unconsciously. We learn through interactions with others, as well as
through the tangible products of culture such as books and television (IOM, 2002a). Culture gives significance to health information and messages, and can shape perceptions and definitions of
health and illness, preferences, language and cultural barriers, care
process barriers, and stereotypes. These culturally-influenced perceptions, definitions, and barriers can affect how people interact
with the health care system and help to determine the adequacy of
health literacy skills in different settings.
The fluid nature of culture means that health care encounters
are rich with differences that are continuously evolving. Differing
cultural and educational backgrounds between patients and providers, as well as between those who create health information and
those who use it may contribute to problems in health literacy. Culture, cultural processes, and cross-cultural interventions have been
discussed in depth in several recent IOM reports and represent possible nexuses of culture and health literacy (IOM, 2002a; IOM,
2002b).
It is important to understand how people obtain and use health
information in order to understand the potential impact of health
literacy. Information about health is produced by many sources,
including the government and the food and drug industries, and is
distributed by the popular media. Commercial and social marketing of health information, products, and services is a multi-billion
dollar industry. People are frequently and repeatedly exposed to
quick, often contradictory bits of information. This inundation has
increased as the Internet has become an increasingly important
source of health information. Socioeconomic status, education
level, and primary language all affect whether consumers will seek
out health information, where they will look, what type of information they prefer, and how they will interpret that information. Limited health literacy decreases the likelihood that health-related information will be available to all (Houston et al., 2002).
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Finding 4-1 Culture gives meaning to health communication.
Health literacy must be understood and addressed in the context of culture and language.
Finding 4-2 More than 300 studies indicate that health-related
materials far exceed the average reading ability of U.S. adults.
Finding 4-3 Competing sources of health information (including the national media, the Internet, product marketing, health
education, and consumer protection) intensify the need for improved health literacy.
Finding 4-4 Health literacy efforts have not yet fully benefited
from research findings in social and commercial marketing.

The Educational System
Adult education is an important resource for individuals with
limited literacy or limited English proficiency. A major source of
support for American adult education programs in literacy is the
U.S. adult basic education and literacy (ABEL) system. ABEL
programs provide classes in topics that support health literacy including basic literacy and math skills, English language, and high
school equivalence, and predominantly serve students with literacy
and math skills in NALS Levels 1, 2, or the low end of NALS
Level 3. Sadly, these programs serve far fewer than the millions of
Americans who could benefit.
In addition to childhood literacy education, childhood health
education can provide a basis for adult health literacy. Although
most elementary, middle and high schools require students to take
health education, the sequence of coursework is not coordinated.
The percentage of schools that require health education increases
from 33% in kindergarten to 44% in grade 5, but then falls to 10%
in grade 9, and 2% in grade 12. The absence of a coordinated
health education program across grade levels may impede student
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learning of needed health literacy skills. Furthermore, only 9.6% of
health education classes have a teacher who majored in health education or in combined health and physical education (Kann et al.,
2001).
In 1995, the Joint Committee on National Health Standards
published the National Health Education Standards with the subtitle Achieving Health Literacy. These standards describe the knowledge and skills essential for health literacy, and detail what students should know and be able to do in health education by the end
of grades 4, 8, and 11. They provide a framework for curricula development and student assessment. Unfortunately, these standards
have not been widely met.
Finding 5-1 Significant obstacles and barriers to successful
health literacy education exist in K-12 education programs.
Finding 5-2 Opportunities for measuring literacy skill levels
required for health knowledge and skills, and for implement
programs to increase learner’s skill levels, currently exist in
adult education programs and provide promising models for
expanding programs. Studies indicate a desire on the part of
adult learners and adult education programs to form partnerships with health communities.
Finding 5-3 Health professionals and staff have limited education, training, continuing education, and practice opportunities
to develop skills for improving health literacy.

Health Systems
Health systems in the United States are complex and often
confusing. Their complexity derives from the nature of health care
and public health itself, the mix of public and private financing,
and the variations across States and between types of delivery
settings. An adult’s ability to navigate these systems may reflect
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systemic complexity as well as individual skill levels. Even highly
skilled individuals may find the systems too complicated to
understand, especially when these individuals are made more
vulnerable by poor health. Directions, signs, and official
documents, including informed consent forms, social services
forms, public health information, medical instructions, and health
education materials often use jargon and technical language that
make them unnecessarily difficult to use (Rudd et al., 2000b). In
addition, cultural differences may affect perceptions of health,
illness, prevention, and health care. Lack of mutual understanding
of health, illness and treatments, and risks and benefits has
implications for behavior for both providers and consumers, and
legal implications for providers and health systems. Imagine
having to face this complexity if you are one of the 90 million
American adults who “lack the functional literacy skills in English
to use the U.S. health care system.”
Health literacy permeates all areas of the provider–consumer
information exchange, and provides a common pathway for the
successful transfer of information. A number of emerging areas are
likely to increase the burden of limited health literacy on entering
and using the health care system. These include demands inherent
in chronic disease management, increased use of new technologies,
decreased time for patient/provider discussions, and legal and
regulatory requirements.
Many different interventions and approaches that may hold
promise for addressing limited health literacy are being attempted
across health care systems, professional organizations, federal and
state agencies, educational institutions, and community and advocacy groups across the United States and in other countries. Those
profiled in the report are indicators of the creativity and promise
for future improvements in countering the effects of limited health
literacy. However, few of these approaches have been formally
evaluated, and most are fragmented single approaches rather than
part of a systematic approach to health literacy. Many more systematic demonstrations must be funded and rigorously evaluated
for progress to be made.
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Finding 6-1 Demands for reading, writing, and numeracy skills
are intensified due to health care systems’ complexities, advancements in scientific discoveries, and new technologies.
These demands exceed the health literacy skills of most adults
in the United States.
Finding 6-2 Health literacy is fundamental to quality care, and
relates to three of the six aims of quality improvement described in the IOM Quality Chasm Report: safety, patientcentered care, and equitable treatment. Self management and
health literacy have been identified by IOM as cross-cutting
priorities for health care quality and disease prevention.
Finding 6-3 The readability levels of informed consent documents (for research and clinical practice) exceed the documented average reading levels of the majority of adults in the
U.S. This has important ethical and legal implications that have
not been fully explored.

VISION FOR A HEALTH LITERATE AMERICA
The evidence and judgment presented in this report indicate
that heath literacy is important to improving the health of individuals and populations. Health literacy was one of two cross-cutting
factors that affect health care identified by the IOM in its recent
report Priority Areas for National Action in Quality Improvement
(IOM, 2003). The Surgeon General recently stated that “health literacy can save lives, save money, and improve health and well being of millions of Americans…..health literacy is the currency of
success for everything I am doing as Surgeon General” (Carmona,
2003).
More needs to be known about the causal pathways between
education and health, the role of literacy, and the discrete contribution of health literacy to health. With this knowledge we will be
able to understand which interventions and approaches are the
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most appropriate and effective. This Committee believes that a
health literate America is an achievable goal. We envisage a society within which people have the skills they need to obtain, interpret and use health information appropriately and in meaningful
ways. We envision a society in which a variety of health systems
structures and institutions take responsibility for providing clear
communication and adequate support to facilitate health promoting
action based on understanding. We believe a health literate America would be a society in which:
•
•

•
•

•
•

•

•
•
•

Everyone has the opportunity to improve their health literacy.
Everyone has the opportunity to use reliable, understandable information that could make a difference in their overall well being, including everyday behaviors such as how
they eat, whether they exercise, and whether they get
checkups.
Health and science content would be basic parts of K-12
curricula.
People are able to accurately assess the credibility of health
information presented by health advocate, commercial, and
new media sources.
There is monitoring and accountability for health-literacy
policies and practices.
Public health alerts, vital to the health of the nation, are
presented in every day terms so that people can take needed
action.
The cultural contexts of diverse peoples, including those
from various cultural groups and non-English speaking
peoples, are integrated in to all health information.
Health practitioners communicate clearly during all interactions with their patients, using everyday vocabulary.
There is ample time for discussions between patients and
health-care providers.
Patients feel free and comfortable to ask questions as part
of the healing relationship.
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•

•

Rights and responsibilities in relation to health and health
care are presented or written in clear, everyday terms so
that people can take needed action.
Informed consent documents used in health care are developed so that all people can give or withhold consent based
on information they need and understand.

While achieving this vision is a profound challenge, we believe
that significant progress can and must be made over the coming
years, so that the potential of optimal health can benefit all individuals and populations in our society.
Recommendation 2-1 The Department of Health and Human Services and other government and private funders should support
research leading to the development of causal models explaining
the relationships among health literacy, the education system, the
health system, and relevant social and cultural systems.
Recommendation 2-2 The Department of Health and Human Services and public and private funders should support the development, testing, and use of culturally appropriate new measures of
health literacy. Such measures should be developed for large ongoing population surveys, such as the National Assessment of
Adult Literacy Survey, Medical Expenditure Panel Survey, and
Behavioral Risk Factor Surveillance System, and the Medicare
Beneficiaries Survey, as well as for institutional accreditation and
quality assessment activities such as those carried out by Joint
Commission on Accreditation of Healthcare Organizations and National Committee for Quality Assurance. Initially, the National Institutes of Health should convene a national consensus conference
to initiate the development of operational measures of health literacy which would include contextual measures.
Recommendation 3-1 Given the compelling evidence noted
above, funding for health literacy research is urgently needed. The
Department of Health and Human Services, especially the National Institutes of Health, Agency for Healthcare Research and
Quality, Health Resources and Services Administration, the CenPrepublication Copy – Uncorrected Proofs
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ters for Disease Control and Prevention, Department of Defense,
Veterans Administration, and other public and private funding
agencies should support multidisciplinary research on the extent,
associations, and consequences of limited health literacy, including studies on health service utilization and expenditures.
Recommendation 4-1 Federal agencies responsible for addressing disparities should support the development of conceptual
frameworks on the intersection of culture and health literacy to direct in-depth theoretical explorations and formulate the conceptual
underpinnings that can guide interventions.
4-1.a The National Institutes of Health should convene a consensus conference, including stakeholders, to develop methodology for the incorporation of health literacy improvement
into approaches to health disparities as outlined in Unequal
Treatment.
4-1.b The Office of Minority Health and Agency for Healthcare
Research and Quality should develop measures of the relationships between culture, language, cultural competency, and
health literacy to be used in studies of the relationship between
health literacy and health outcomes.
Recommendation 4-2 Agency for Healthcare Research and Quality, the Centers for Disease Control and Prevention, Indian Health
Service, Health Resources and Services Administration, and Substance Abuse and Mental Health Services Administration should
develop and test approaches to improve health communication
that foster healing relationships across culturally diverse populations. This includes investigations that explore the effect of existing and innovative communication approaches on health behaviors, and studies that examine the impact of participatory action
and empowerment research strategies for effective penetration of
health information at the community level.
Recommendation 5-1 Accreditation requirements for all public and
private educational institutions should require the implementation
of the National Health Education Standards.
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Recommendation 5-2 Educators should take advantage of the opportunity provided by existing reading, writing, reading, oral language skills, and mathematics curricula to incorporate healthrelated tasks, materials, and examples into existing lesson plans.
Recommendation 5-3 Health Resources and Services Administration and the Centers for Disease Control and Prevention, in collaboration with the Department of Education, should fund demonstration projects in each state to attain the National Health Education Standards and to meet basic literacy requirements as they
apply to health literacy.
Recommendation 5-4 The Department of Education in association
with the Department of Health and Human Services should convene task forces comprised of appropriate education, health, and
public policy experts to delineate specific, feasible, and effective
actions relevant agencies could take to improve health literacy
through the nation’s K-12 schools, 2-year and 4-year colleges and
universities, and adult and vocational education.
Recommendation 5-5 The National Science Foundation, the Department of Education, and the National Institute of Child Health
and Human Development should fund research designed to assess the effectiveness of different models of combining health literacy with basic literacy and instruction. The Interagency Education Research Initiative, a federal partnership of these three agencies, should lead this effort to the fullest extent possible.
Recommendation 5-6 Professional schools and professional continuing education programs in health and related fields, including
medicine, dentistry, pharmacy, social work, anthropology, nursing, public health, and journalism, should incorporate health literacy into their curricula and areas of competence.
Recommendation 6-1 Health care systems, including private systems, Medicare, Medicaid, Department of Defense, and the Veterans Administration should develop and support demonstration
programs to establish the most effective approaches to reducing
the negative effects of limited health literacy. To accomplish this,
these organizations should:
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Engage consumers in the development of health communications and infuse insights gained from them into health
messages.
Explore creative approaches to communicate health information using printed and electronic materials and media in
appropriate and clear language. Messages must be appropriately translated and interpreted for diverse audiences.
Establish methods for creating health information content
in appropriate and clear language using relevant translations of health information
Include cultural and linguistic competency as an essential
measure of quality of care.

Recommendation 6-2 The Department of Health and Human Services should fund research to define the needed health literacy
tasks and skills for each of the priority areas for improvement in
health care quality. Funding priorities should include participatory
research which engages the intended populations.
Recommendation 6-3 Health literacy assessment should be a part
of health care information systems and quality data collection.
Public and private accreditation bodies, including Medicare, National Committee for Quality Assurance, and Joint Commission on
Accreditation of Healthcare Organizations should clearly incorporate health literacy into their accreditation standards.
Recommendation 6-4 The Department of Health and Human Services should take the lead in developing uniform standards for addressing health literacy in research applications. This includes addressing the appropriateness of research design and methods and
the match among the readability of instruments, the literacy level,
and the cultural and linguistic needs of study participants. In order
to achieve meaningful research outcomes in all fields:
•

•

Investigators should involve patients (or subjects) in the
research process to ensure that methods and instrumentation are valid and reliable and in a language easily understood.
The National Institutes of Health should collaborate with
appropriate federal agencies and institutional review
boards to formulate the policies and criteria to ensure that
Prepublication Copy – Uncorrected Proofs

22

HEALTH LITERACY: PRESCRIPTION TO END CONFUSION

•

appropriate consideration of literacy is an integral part of
the approval of research involving human subjects.
The National Institutes of Health should take literacy levels
into account when considering informed consent in human
subjects research. Institutional Review Boards should meet
existing standards related to the readability of informed
consent documents.
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