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About the Milken Institute

Learn about our mission

The Milken Institute is a nonprofit, nonpartisan
think tank that helps people build meaningful
lives, in which they can experience health and
well-being, pursue effective education and
gainful employment, and access the resources
required to create ever-expanding
opportunities for themselves and their broader
communities.
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Health Literacy

An evolving definition



November 12, 2022

Why is health literacy failing so many?

Health literacy is vital to good health and wellbeing. Itis
fundamental to achieving the Sustainable Development
Goals by 2030 and is a crucial tool to deliver universal
health coverage. People need to know how to prevent
disease and navigate health-care systems to ensure
good health outcomes. However, many are not able
to make healthy choices, even in countries with the
strongest health systems. Why is this? Traditionally,
health literacy has focused on an individual's ability
to access, understand, appraise, and use information
to maintain good health. Of course, such knowledge is
important. But this approach neglects the societal and
structural forces that shape our choices. In many parts of
the world, health decisions occur within the family. The
health of communities is often dictated by social and
environmental factors outside the control of individuals.
Research progress In these areas has been slow, and
many health interventions still leave people behind. The
result has been a health failure.

However, change is beginning to happen. Health
literacy was recognised as a critical determinant of
health in the WHO Shanghai Declaration in 2016, and
has been recast as a collective practice of a community
working to enable and build knowledge, rather than
placing responsibility on the individual. A new WHO
report on health literacy, published on Nov 6, advances
this approach for non-communicable diseases, but its
lessons apply across health care. The report calls for co-
designed approaches, whereby the voices of users and
of those who deliver interventions are incorporated
into the design of the services. To deliver these services
and make the health-care system more user friendly
and accessible, front-line health and social workers
must be better trained to engage and interact with
the populations they serve. The report also calls for
an integrative approach to develop health literacy
interventions that involve a range of community-based
organisations—not  just medical centres—incuding
schoals, churches, sports groups, and workplaces.
For example, health literacy programmes should be
introduced in childhood and should be part of school
curriculums. They should be designed and adapted
to the needs of individual communities, through the
involvement of local students and teachers. Ensuring
health literacy must be a whole-of-society endeavour—
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at the individual, community, and national level—and
work across sectors, not just health.

This approach is right, but the WHO report glosses over
fundamental challenges to this vision of health literacy;
in particular, the commercial determinants of health—ie,
the corporate influence on health behaviours. The private
sector sets research agendas, shapes narratives, and
markets its products in ways that compromise health
literacy, not only by misleading individuals, but also by
fostering unhealthy communities and societies. The
maost egregious examples come from the manufacturers
of tobacco, alcohel, and junk food. Over the past five
decades, the tobacco industry has actively given false
information and used its power to increase profits,
regardless of the consequences to health. Health-care
stakeholders have often struggled to amplify their voices
over the messages of the private sector. Alongside this
challenge is the rise of misinformation, particularly on
social media. False information, spread regardless of the
intent to mislead, can leave people in a state of epistemic
helplessness. Even the most rational individual cannot
make sensible, healthy decisions when bombarded
with incorrect information. How can people, families,
and communities know which sources of information
to trust amid contradictory advice? How can WHO and
other health stakeholders ensure that their information
is the source that is amplified and used? How can health
literacy be achieved in a world awash with false and
misleading information?

We wurgently need effective responses to these
questions. Every person has a right to health. The ability
to realise that right depends on everyone understanding
their health, being able and empowered to make healthy
choices, and being able to access effective interventions.
Without understanding the ways that neglected
communities learn, more people will be left behind.
Most importantly, policy makers need to understand
health literacy and how their decisions will impact
different populations. A whole-of-society approach to
health literacy is needed to remedy these issues. But it
will be doomed to failure if it does not account for and
address the fundamental drivers of what shapes our
understanding of health and what makes our societies
unhealthy in the first place—not least, the commercial
determinants of health. ®The Lancet

Editorial
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For the WHO report see https://
www.who.int/publications/if
itemn/9789240055339

For more on the Shanghai
declaration see https://www.
who.int/publications/i/item/
WHO-NMH-PND-17.5
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Health Literacy Definitions

1998

“Health literacy represents
the cognitive and social skills
which determine the
motivation and ability of
individuals to gain access to,
understand and use
information in ways which
promote and maintain good
health.”

Nutbeam

World Health Organization
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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 & Parker
Healthy People 2010, 2020
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individuals have the capacity
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Healthy People 2030

“Personal health literacy is the degree
to which individuals have the ability
to find, understand, and use
information and services to inform
health-related decisions and actions
for themselves and others.
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2000

“...the degree to which
individuals have the capacity
to obtain, process, and
understand basic health
information and services
needed to make appropriate
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Ratzan & Parker
Healthy People 2010, 2020

Healthy People 2030

“Personal health literacy is the degree
to which individuals have the ability
to find, understand, and use
information and services to inform
health-related decisions and actions
for themselves and others.

“Organizational health literacy is 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.”



Health literacy is not merely an individual trait.
Health literacy is context-dependent; it varies
according to the system in which a person is

making health-care decisions.
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Health Literacy Data at the Population Level



The National Assessment of Adult Literacy

* Nationally representative

« Surveyed only English-speakers and Spanish-
speakers with some English

* Consisted of prose and document literacy as
well as a quantitative scale (numeracy)

* Included a health literacy-specific section

* Last conducted in 2003
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The National Assessment of Adult Literacy
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The National Assessment of Adult Literacy
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Source: NAAL (2003); Kutner et al. (2006).

Found that health literacy is closely related to
general literacy

Scores were correlated with sociodemographic
factors, chiefly age, race/ethnicity, and
education level



Language: Spanish before school
Education: <High school

Self-assessment of health: Poor
Race/Ethnicity: Hispanic

Poverty: <Federal Poverty Level (FPL)
Self-assessment of health: Fair

Insurance: Medicaid

Age: 65+

Race/Ethnicity: Black

Insurance: Medicare

Insurance: Nong

Poverty: 100-125% FPL

Poverty: 126-150% FPL

Race/Ethnicity: Am. Indian/Alaska Mative
Language: other than English or Spanish before school
Poverty: 151-175% FPL

Education: GED

Education: High school

Language: English and Spanish before school
Self-assessment of health: Good
Race/Ethnicity: Multiracial

Education: In High schoaol

Education: Vocational/Trade

Gender: Male

Insurance: Privately Purchased

Age: 16-18

Language: English and other before school

NAAL Results

 Those who scored lowest, on average, were
those who spoke only Spanish in the home
prior to the onset of schooling.

 We have no data about health literacy for
those who did not speak fluent English or Age: 50-64

Gender: Femnale

. Insurance: Military
Spanlsh. Age: 19-24
Age: 40-49

Language: English only before school

« Data are 30 years out of date. e assessmt ot o e

Race/Ethnicity: Asian/Pacific Islander

Race/Ethnicity: White

Age: 25-39

Insurance: Employer

Poverty: =175% FPL

Self-assessment of health: Excellent

‘"§ MILKEN Education: Associate's
€1|’ INSTITUTE Education: Bachelor's
Education: =Bachelor's

National Average Source: NAAL (2003); Milken Institute (2022).



“Organizational health literacy is 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.”
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Organizational Health Literacy Data

To date, the Consumer Assessment of Healthcare Providers and Systems (CAHPS) is the only
systematic data that exists on OHL.

CAHPS provides information on the quality of provider communication, i.e. “How often does your
provider explain things in a way that was easy to understand?”

There is no agreed-upon measure for how “health literate” an organization is.

*AHRQ does provide Ten Attributes of a Health Literate Organization.
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A health-literate health-care organization:

1. Has leadership that makes health literacy integral to its mission, structure, and operations.
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A health-literate health-care organization:

2. Integrates health literacy into planning, evaluation measures, patient safety, and quality improvement.
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A health-literate health-care organization:

3. Prepares the workforce to be health literate and monitors progress.
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A health-literate health-care organization:

4. Includes populations served in the design, implementation, and evaluation of health information and services.
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A health-literate health-care organization:

5. Meets the needs of populations with a range of health literacy skills while avoiding stigmatization.
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A health-literate health-care organization:

6. Uses health literacy strategies in interpersonal communications and confirms understanding at all points of contact.
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A health-literate health-care organization:

7. Provides easy access to health information and services and navigation assistance.
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A health-literate health-care organization:

8. Designs and distributes print, audiovisual, and social media content that is easy to understand and act on.
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A health-literate health-care organization:

9. Addresses health literacy in high-risk situations, including care transitions and communications about medicines.
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A health-literate health-care organization:

10. Communicates clearly what health plans cover and what individuals will have to pay for services.
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Health Literacy Data at the Individual Level



Health Literacy Screening

* Within the US, the NAAL is the only data we
have that is valid beyond an individual level.

» Other tests were primarily developed for
clinical use, rather than population
assessment.

*  Some of these clinical measures have been
validated for broader use in certain contexts.

* The screening questions often rely on self-

reporting.
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Health Literacy Screening
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Rapid Estimate of Adult Literacy in Medicine
(REALM); revised 2003 (REALM-R)

Test of Functional Health Literacy for Adults
(TOFHLA); abbreviated (S-TOFHLA)

Newest Vital Sign (NVS)

Chew items, e.g., Brief Health Literacy
Screen (BHLS) or Single Item Literacy
Screener

eHealth Literacy Scale (eHEALS)

Health Literacy Questionnaire (HLQ)



Health Literacy Screening

For more information on HL measures, visit the Health Literacy Toolshed:
https://healthliteracy.bu.edu/
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https://healthliteracy.bu.edu/

Recommendations



Policymakers - Push for improved data

Establish a regular, population-wide health literacy
survey.

We cannot improve health literacy if we cannot measure
progress, target weaknesses.

NAAL was conducted by the Department of Education, focused
chiefly on adult literacy.
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Policymakers - Push for improved data

Establish a regular, population-wide health literacy Collect health literacy data on populations that are
survey. not English- or Spanish-speaking.

We cannot improve health literacy if we cannot measure This is increasingly important as the demographics of the US are
progress, target weaknesses. changing.

NAAL was conducted by the Department of Education, focused Focus on foreign-language speakers living in the United States.
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Establish a regular, population-wide health literacy
survey.

We cannot improve health literacy if we cannot measure
progress, target weaknesses.

NAAL was conducted by the Department of Education, focused
chiefly on adult literacy.

Establish measures of organizational health literacy
and use them to evaluate providers.

An agreed-upon, broadly-deployed measure of organizational
health literacy will allow us to understand how accessible our
system is, and how to improve upon it.

‘"’Q MILKEN
ﬁu, INSTITUTE

Collect health literacy data on populations that are
not English- or Spanish-speaking.

This is increasingly important as the demographics of the US are
changing.

Focus on foreign-language speakers living in the United States.
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Collect health literacy data on populations that are
not English- or Spanish-speaking.

This is increasingly important as the demographics of the US are
changing.

Focus on foreign-language speakers living in the United States.

Make the results of organizational health literacy
evaluations public.

Require entities such as providers and payers to utilize the
organizational health literacy measures, and monitor their
achievement of goals and benchmarks.



Clinicians - Select a health literacy screener that effectively
measures what you want to know

And be sure you know what each screening tool does not evaluate

Understanding a patient’s level of health literacy allows practitioners to tailor the information they

give and to ensure that they are understood.
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Clinicians - Select a health literacy screener that effectively
measures what you want to know

Understanding a patient’s level of health literacy allows practitioners to tailor the information they

give and to ensure that they are understood.

If you do want to evaluate a patient’s level of health literacy, be clear about what you are evaluating

and why you are doing so.
Select an instrument that is context-appropriate.

Make sure the instrument you use has been validated in the relevant population.
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Digital Health Literacy



Digital literacy applies to
health information.

Get accurate and relevant health information to people
from the sources they are most likely to consult.
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Digital literacy applies to
health information.

The rise of the internet and social media.
Misinformation and disinformation.

Compounded risk for low health and
digital literacy.
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Technology & Health Literacy



Technology can help.

Electronic Health Records (EHRs) enable communication between patients and providers before
and after office visits, allowing HCPs to check patients’ understanding and adherence to
recommendations.

eHealth programs can target information based on diagnosed health literacy level or based on those
identified as high-risk for lower health literacy.
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Electronic Health Records (EHRs) enable communication between patients and providers before
and after office visits, allowing HCPs to check patients’ understanding and adherence to
recommendations.

eHealth programs can target information based on diagnosed health literacy level or based on those
identified as high-risk for lower health literacy.

Improvements in automated translation can stand-in when live translation is unavailable.

Mobile technology and wearables are decreasing cognitive burden on patients, but not equally for
all individuals.

M ...
W'I TTTTTTTT



Technology can help.

Electronic Health Records (EHRs) enable communication between patients and providers before
and after office visits, allowing HCPs to check patients’ understanding and adherence to
recommendations.

eHealth programs can target information based on diagnosed health literacy level or based on those
identified as high-risk for lower health literacy.

Improvements in automated translation can stand-in when live translation is unavailable.

Mobile technology and wearables are decreasing cognitive burden on patients, but not equally for
all individuals.

Telehealth is fantastic, where it is applicable.
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Recommendations



Health communications are especially fraught when digital.

The goal of health communication is to convey accurate information in an understandable way.

Understand where people are getting their information, and then meet them there.

Digital technology creates opportunities to increase understanding using modern communication
methods.

Am, ...
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Providers and health-care systems should integrate
technology effectively.

Adopt EHRs on a more widespread basis and
collect copious information.

HCPs don'’t just need to know and record a patient’s health
information, they need holistic knowledge of a patient’s
circumstances, including sociodemographic information.
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Providers and health-care systems should integrate
technology effectively.

Adopt EHRs on a more widespread basis and Integrate health literacy diagnostics or risk
collect copious information. assessment into EHRs or patient portals.
HCPs don'’t just need to know and record a patient’s health If patients are filling out digital paperwork, health literacy
information, they need holistic knowledge of a patient’s screeners can be easily added.

circumstances, including sociodemographic information. o . .
These systems can indicate to providers when additional health-

literacy support is needed.
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Assistive technology can increase accessibility for
those with disabilities or lower English proficiency.

Rather than serving as a barrier, technology can increase
accessibility through adaptive solutions.
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Integrate health literacy diagnostics or risk
assessment into EHRs or patient portals.

If patients are filling out digital paperwork, health literacy
screeners can be easily added.

These systems can indicate to providers when additional health-
literacy support is needed.

Technology is only as useful as it is useable.

Unequal access to technology limits its ability to dampen the
impacts of lower health literacy.

Target any technological recommendations to an individual’s
circumstances.
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Social Determinants of Health
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Social Determinants of Health
Does health literacy qualify?

Social determinants of health (SDOH) are the
conditions in the environments where people
are born, live, learn, work, play, worship, and
age that affect a wide range of health,
functioning, and quality-of-life outcomes and
risks.
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Health disparities are often the result of SDOH.

Groups facing social or other forms of marginalization have worse health outcomes.
Improving health literacy as a way of potentially ameliorating health disparities.
Health literacy can be thought of as a property of communities, rather than just individuals.

Large-scale actions targeting health literacy are growing but still insufficient.
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National Action Plan to Improve Health Literacy Goals

1. Develop and disseminate health and safety information that is accurate, accessible, and actionable
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National Action Plan to Improve Health Literacy Goals

2. Promote changes in the healthcare delivery system that improve information, communication, informed
decision-making, and access to health services.
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National Action Plan to Improve Health Literacy Goals

3. Incorporate accurate and standards-based health and developmentally appropriate health and science
information and curricula into child care and education through the university level.
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National Action Plan to Improve Health Literacy Goals

4. Support and expand local efforts to provide adult education, English-language instruction, and culturally and
linguistically appropriate health information services in the community.
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National Action Plan to Improve Health Literacy Goals

5. Build partnerships, develop guidance, and change policies.
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National Action Plan to Improve Health Literacy Goals

6. Increase basic research and the development, implementation, and evaluation of practices and interventions to
improve health literacy.
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National Action Plan to Improve Health Literacy Goals

7. Increase the dissemination and use of evidence-based health literacy practices and interventions.
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Recommendations



Any health literacy intervention should center equity.

Interventions should be grounded in CBPR
principles.

Community-based participatory research (CBPR) “can engage
community members who have the knowledge, experience, and
expertise related to such issues” (Gillis, 2004).
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Any health literacy intervention should center equity.

Interventions should be grounded in CBPR Any interventions should be culturally appropriate.
principles.

Community-based participatory research (CBPR) “can engage Culturally and linguistically appropriate services (CLAS) standards
community members who have the knowledge, experience, and should be applied.

expertise related to such issues” (Gillis, 2004). ) .
National CLAS standards available at

https://thinkculturalhealth.hhs.gov/clas/standards.
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https://thinkculturalhealth.hhs.gov/clas/standards

Any health literacy intervention should center equity.

Interventions should be grounded in CBPR Any interventions should be culturally appropriate.
principles.

Community-based participatory research (CBPR) “can engage Culturally and linguistically appropriate services (CLAS) standards
community members who have the knowledge, experience, and should be applied.

expertise related to such issues” (Gillis, 2004). ) .
National CLAS standards available at

https://thinkculturalhealth.hhs.gov/clas/standards.

CLAS and health-literacy training should be
widespread.

Physicians are not the only health-care professionals who can
benefit from such trainings.

The role of accreditation and licensing standards.
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Any health literacy intervention should center equity.

Interventions should be grounded in CBPR Any interventions should be culturally appropriate.
principles.

Community-based participatory research (CBPR) “can engage Culturally and linguistically appropriate services (CLAS) standards
community members who have the knowledge, experience, and should be applied.

expertise related to such issues” (Gillis, 2004). ) .
National CLAS standards available at

https://thinkculturalhealth.hhs.gov/clas/standards.

CLAS and health-literacy training should be Interventions should take place in the community.
widespread.
Physicians are not the only health-care professionals who can Non-traditional venues for healthcare interventions can be very
benefit from such trainings. effective.
The role of accreditation and licensing standards. Meet people where they're at.
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Health literacy is not merely an individual trait.
Health literacy is context-dependent; it varies
according to the system in which a person is

making health-care decisions.
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Organizational health literacy planning

Opportunities for Health Literacy Improvement

Making Health Literacy Real: The Beginnings of recer
My Organization’s Plan for Action . fomiand

Communica tions
with Client
Partn d

https://www.cdc.gov/healthliteracy/pdf/planning_ Communiy

template.pdf Relationship




CLAS implementation

Checklist of National CLAS Standards Implementation Practices

Theme 3: Engagement, Continuous Improvement, and An Implementation Checklist for the National
Accountability . .

CLAS Standards with a CLAS Action Worksheet
Select your organization’s stage of implemention for each practice in'||r:ll-.l_=.r|r::|:|1:-‘irng T::lr:r:i:: tn;j T{:%I?;E-E;t a n d C L AS Te Sti m O n i a I S

39 Incorporate CLAS into mission, vision, and/or strategic plans
by determining how organization acknowledges and addresses
concepts such as diversity, equity, inclusion, and practices such as
asking individuals about preferences for care/services.

[]
[]
]

3.10a Tailor existing evaluation efforts to include measures of CLAS

el eyt e https://thinkculturalhealth.hhs.gov/clas/standards

REAL data to determine demographic differences).

3.10b Complete a CLAS-related organizational assessment of the cultural
and linguistic needs of populations served and of organizational
resources to address these needs.

311a Collect race, ethnicity, and language (REAL) data (at a minimumy)
from all individuals receiving services, either by tailoring existing
data collection approaches or creating a new data collection process.

3.11b Use REAL data to identify needs, describe current care and service
provision trends, and improve care and service provision.

312 Collaborate with stakeholders and community members in community
health needs assessment data collection, analysis, and reporting
efforts to increase data reliability and validity.

3.13 Include community members in the process of planning programs
and developing policies to ensure cultural and linguistic
appropriateness by corvening town hall meetings, conducting focus
groups, and,/or creating community advisory groups.
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Plain language best practices

CMS guidelines for effective writing

https://www.cms.gov/outreach-and-
education/outreach/writing-guidelines

See also: plainlanguage.gov

Don’t say:

Say this instead:

assist help
commence begin, start
consequently S0
endeavor try
facilitate ease, help
for a period of for

in an effort to to

in order to to

in the event of if
previously before
prior to before
utilize use

until such time as until

with the exception of except for
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Why is health literacy failing so many?

Health literacy is vital to good health and wellbeing. It is
fundamental to achieving the Sustainable Development
Goals by 2030 and is a crucial tool to deliver universal
health coverage. People need to know how to prevent
disease and navigate health-care systems to ensure
good health outcomes. However, many are not able
to make healthy choices, even in countries with the
strongest health systems. Why is this? Traditionally,
health literacy has focused on an individual’s ability
to access, understand, appraise, and use information
to maintain good health. Of course, such knowledge is
important. But this approach neglects the societal and
structural forces that shape our choices. In many parts of
the world, health decisions occur within the family. The
health of communities is often dictated by social and
environmental factors outside the control of individuals.
Research progress in these areas has been slow, and
many health interventions still leave people behind. The
result has been a health failure.

at the individual, community, and national level—and
work across sectors, not just health.

This approach is right, but the WHO report glosses over
fundamental challenges to this vision of health literacy;
in particular, the commercial determinants of health—ie,
the corporate influence on health behaviours. The private
sector sets research agendas, shapes narratives, and
markets its products in ways that compromise health
literacy, not only by misleading individuals, but also by
fostering unhealthy communities and societies. The
most egregious examples come from the manufacturers
of tobacco, alcohol, and junk food. Over the past five
decades, the tobacco industry has actively given false
information and used its power to increase profits,
regardless of the consequences to health. Health-care
stakeholders have often struggled to amplify their voices
over the messages of the private sector. Alongside this
challenge is the rise of misinformation, particularly on
social media. False information, spread regardless of the

CrossMark

For the WHO report see https://
www.who.int/publications/if
itemn/9789240055339

For more on the Shanghai
declaration see https://www.
who.int/publications/i/item/
WHO-NMH-PND-17.5
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Introduction

A recent editorial in The Lancet led with the provocative title: “Why is

health literacy failing so many”.' Although a useful provocation, the title
represented a fundamentally flawed interpretation of health literacy. The
editorial defined the “failure” of health literacy in terms of its perceived focus
on the responsibility of the individual and because it “neglects the societal
and structural forces that shape our choices” and “social and environmental
factors outside the control of individuals™." This proposition fails to adequately
reflect most contemporary interpretations of health literacy.

Health literacy is a concept that continues to evolve as we learn from
research and practical experience how it can best be defined, measured,
and improved. It is generally understood as an observable set of personal
skills and capacities that enable people to find, understand, appraise and use
health information. Importantly, contemporary definitions of health literacy also
recognise that a person’s health literacy skills are substantially mediated by
the environmental demands and complexities that are placed on them.?

It follows that if health literacy is understood as an observable set of
personal skills, this necessarily focuses our attention on improving individuals'
skills and capacities through communication and education. Recognising the
demands and complexities of different environments also focuses attention
on reducing those demands, for example, by simplifying communication,
reducing organisational complexity that limits access to health information
and healthcare, and regulating the information environment. Both dimensions
represent important methods for reducing the impact of poor health literacy in
our health systems and the wider community.

It is those of us involved in health communication and the systems in which
we operate that too often fail people, not “health literacy”.
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