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Introduction

Personal health literacy is defined as an individual’s “ability
to find, understand, and use information and services to
inform health-related decisions and actions for themselves
and others.” Health literacy is positively associated with
numerous health outcomes and is considered a social
determinant of health."” Health literacy is increasingly
important as health care and medical decision making
become arguably more complex, with the advent of preci-
sion health approaches to prevent, diagnose, and treat dis-
ease. In this commentary, we illustrate how, in becoming

precision health-literate care organizations, health care sys-
tems can promote precision health literacy at scale for pa-
tients and clinicians, fostering the equitable translation of
precision health innovations into improved outcomes.

The growing need for precision health literacy

Precision health technologies, including novel molecular
tests and targeted therapies, have proliferated in recent years
and are emerging as important components of health care
across the lifespan. Examples include prenatal cell-free
DNA screening, which can detect fetal genetic abnormal-
ities in maternal blood samples, multi-cancer early detection
and other liquid biopsy tests that can detect and monitor
dozens of cancer types from circulating tumor DNA and
other biomarkers in the blood, and precision therapeutics for
diseases such as sickle cell anemia. These and other preci-
sion health technologies present challenges for patients with
low health literacy, who may have difficulty understanding
their benefits, limitations, and uncertainties and using that
information in complex decision making. Rapid de-
velopments in precision health technologies, made possible
by the increased availability of clinical data and advances in
computational tools, such as artificial intelligence, may
create unprecedented challenges for patients of all literacy
levels, who may struggle to conceptualize changing diag-
nostic and treatment paradigms.

One-third of Americans have inadequate personal health
literacy, but assessing literacy and tailoring care at the in-
dividual patient level are difficult to achieve at scale. Hence,
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there have been recent calls for increased organizational
health literacy, defined as “the degree to which organiza-
tions equitably enable individuals to find, understand, and
use information and services to inform health-related de-
cisions and actions for themselves and others.”' The Agency
for Healthcare Research and Quality recommends health
care providers adopt a universal precautions approach to
health literacy, always using clear and comprehensible in-
formation with the assumption that every patient is at risk
for low health literacy and its attendant poor outcomes.
Becoming a health-literate care organization thus entails
additional system-wide support and training so that health
literacy barriers are addressed at all points and all levels
within a health care system.

Attributes of a precision health-literate care
organization

The National Academy of Medicine Roundtable on Health
Literacy has identified 10 attributes of a health-literate care
organization.” We propose how this model can be applied to
promoting precision health literacy specifically (Table 1). A
precision health-literate care organization integrates preci-
sion health considerations in multiple and innovative ways
throughout the system, including ongoing training for non-
genetics clinical staff and health educators, introduction of
precision health navigators, access to educational materials
designed with input from a variety of populations, and in-
clusion of clinical genetics and other specialty providers in
the planning and evaluation of these efforts at all levels of
the organization. The goal is not to train every physician,
medical assistant, and health care executive to be a genetic
counselor; rather, it is to create systems that give patients
and health care workers the information and tools they need
to use precision health technologies appropriately in medical
decision making. Here, we focus on how such a precision
health-literate care organization can promote the quality and
health equity of precision health.

Precision health quality

In the precision health context, quality of care refers to the
extent to which health care organizations use precision health
technologies to optimize patient outcomes in a manner that is
effective, safe, and patient-centered. Key indicators of pre-
cision health care quality might include the accuracy and
reliability of genetic testing processes, the appropriateness of
how a precision treatment is used in the health system, rates
of precision health adverse events, and patient understanding
of and engagement in decisions to use precision health
technologies in their care plans. A health-literate care orga-
nization can promote quality at several key steps in organi-
zational processes and patient care paths. For example, a
literacy-adapted, patient-facing family history collection
tool can improve assessment of hereditary cancer risk,
whereas plain-language guides for breast cancer genetic
counseling can promote the understanding of testing options

for patients of all literacy levels.”” Such systems-level stra-
tegies promote high-quality shared decision making and
decrease the likelihood that patients, including those with low
health literacy, experience adverse outcomes or make health
care decisions discordant with their preferences and values.

Precision health equity

Low health literacy is more prevalent among patient pop-
ulations who already experience poorer health outcomes due
to other social determinants of health, including lack of
health insurance, lower educational attainment, and neigh-
borhood deprivation. In adopting a universal precautions
approach, precision health-literate care organizations pro-
mote the safe, effective, and equitable use of precision
health technologies. Moreover, most genetic associations
with human disease are best understood in populations of
European descent, and the clinical trials supporting the use
of certain precision therapeutics enrolled predominantly
non-Hispanic White patients.””’ Although the biomedical
research community must address these inequities in the
evidence base, precision health-literate care organizations
must transparently communicate accurate information about
how the risks, benefits, and uncertainties of precision health
technologies might differ between populations. Given the
high costs of most of these technologies, systems must also
provide transparent coverage and out-of-pocket cost infor-
mation to patients.

Toward a precision health-literate future

Several health care systems have taken steps toward
becoming health-literate care organizations.® In parallel,
frameworks for integrating precision medicine into learning
health systems and other health organizations have been
proposed.”'” Because precision health technologies will
increasingly become integral parts of health care, both types
of initiatives should implement and evaluate measures to
promote organizational precision health literacy. Rapid ad-
vances in the field will pose challenges for the creation and
maintenance of such programs, but the investment will help
ensure that all patients benefit from precision health care.
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Table 1

Attributes of a Health-Literate Care Organization

Application of the attributes of a health-literate care organization to precision health

Example Applications in a Precision Health-Literate Care Organization

1. Has leadership that makes health literacy Leadership prioritizes the advancement of understanding and

integral to its mission, structure, and
operations

. Integrates health literacy into planning,
evaluation measures, patient safety, and
quality improvement

. Prepares the workforce to be health literate
and monitors progress

. Includes populations served in the design,
implementation, and evaluation of health
information and services

. Meets the needs of populations with a range
of health literacy skills while avoiding
stigmatization

. Uses health literacy strategies in
interpersonal communications and confirms
understanding at all points of contact

. Provides easy access to health information
and services and navigation assistance

. Designs and distributes print, audiovisual,
and social media content that is easy to
understand and act on

. Addresses health literacy in high-risk situa-
tions, including care transitions and com-
munications about medicines

communication of precision health concepts across the organization.
Responsibility and authority for precision health literacy are assigned to a
senior leader or high-level task force that includes genetics or other pre-
cision health experts.

Organizational goals for precision health literacy are set, monitored, and
incentivized.

Metrics for precision health literacy are defined, tracked, and used to inform
literacy improvement initiatives.

Precision health literacy disparities are monitored.

Safety concerns related to poor understanding or communication of
precision health concepts are reported and inform root-cause analyses.

Precision health literacy education is continually provided to clinicians and
frontline staff.

Roles and responsibilities for explaining relevant precision medicine
concepts to patients and families are clarified.

Resources are made readily available to staff that can help guide
conversations about precision health technologies.

Patients from diverse backgrounds and different health literacy levels are
consulted in the design of health information about precision medicine.
Genetic counseling and other services are designed with input from
populations of diverse cultural and linguistic backgrounds.

Precision health literacy “universal precautions” are adopted to normalize
clear communication and ensure comprehension among all patients.
Resources and personnel are available for additional support to patients
with the greatest precision health literacy needs.

Patient understanding of relevant precision health information is verified at
each interaction.

Decision making about precision health testing includes discussion of risks,
benefits, and uncertainties.

Question-asking about precision health is encouraged throughout the
organization.

Technology is used to facilitate effective communication about precision
health where appropriate.

The organization provides patients access to electronic systems that
facilitate the exchange of genetic and other molecular results among
providers and coordinate care between primary, nongenetic specialty (eg,
oncology), and genetic specialty care services.

Precision health navigators help patients problem solve and overcome
challenges to accessing precision health information and services.

Novel service delivery models (eg, specialty integration or e-consult
models) are used to expand access to precision health services.

A collection of high-quality educational materials for patients of diverse
precision health literacy levels is produced or curated (eg, brochures,
videos, and photo-novellas)

Genetics professionals or other personnel with precision health
communication expertise are consulted in the development of new
materials.

Systems are created to ensure accurate exchange of genetic and other
molecular test results between episodes of care.

Measures are implemented to ensure the accuracy and safety of precision
management and treatment decisions (eg, gene therapy).

(continued)
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Table 1 Continued

Attributes of a Health-Literate Care Organization Example Applications in a Precision Health-Literate Care Organization
10. Communicates clearly what health plans « Staff and resources are provided to help patients find out the coverage, out-
cover and what individuals will have to pay of-pocket costs, and reimbursement process for a precision health test or
for services treatment.

« Staff have familiarity with different insurance plans and take coverage and
cost into consideration when ordering precision health test or treatment.
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