Patient Literacy
A Barrier to Quality of Care

W e assume that health care is accessible once the pa-
tient walks through the examining room door. Yet
access to care requires more than the patient’s presence; it
also requires that the patient engage in the process of care.
Low literacy, though not so obvious a barrier as cost or
transportation, limits access by preventing patients from
engaging fully in the process of care.! In this issue, Baker
and colleagues describe how important outcomes of care
such as health status and hospitalization are linked to lit-
eracy.? Even after adjusting for confounding sociodemo-
graphic variables, they found that patients with low liter-
acy skills had poorer health, higher rates of hospitalization,
and incurred higher health care costs than patients with
adequate literacy.

To measure literacy in this context, Baker et al. used
the Test of Functional Health Literacy Assessment (TOF-
HLA), which was developed by Parker and colleagues and is
based on a patient’s ability to perform health-related tasks
that require reading and computational skills. These tasks
include taking medication, keeping appointments, prepar-
ing for tests and procedures, and giving informed consent.3
Using TOFHLA, Baker and colleagues demonstrated that
fully one third of patients admitted to their inner-city hospi-
tal were functionally illiterate, and another 13% were only
marginally literate.? These findings are consistent with pre-
vious research reporting inadequate or marginal functional
health literacy in 35% of English-speaking patients and
62% of Spanish-speaking patients seeking care at public,
inner-city hospitals. Among patients more than 60 years of
age, low literacy was present in 80% for both English-
speaking and Spanish-speaking patients.*

With low literacy skills so prevalent among the general
population, physicians are likely to encounter patients
with this limitation. Nevertheless, physicians are unlikely
to recognize patients with poor literacy skills because of
common misconceptions.® In their comprehensive overview
of teaching patients with low literacy skills, Doak and
colleagues® describe several such widely held misconcep-
tions: people with low literacy skills are intellectually im-
paired and slow learners; most adults with low literacy skills
are poor, immigrants, and minorities; years of schooling
predict literacy levels; and people will tell you if they can-
not read or they will get help when they need it.6

In fact, most people with low literacy skills are of aver-
age intelligence and function reasonably well by compen-
sating for their lack of reading skills.®7 The circumstances
underlying low literacy are varied. Limited education ac-
counts for much of poor literacy in the elderly and in new
immigrants. Learning disabilities may account for a large
proportion of the poor literacy skills in younger people who
have formal education.® Although low literacy occurs more
frequently among persons of lower socioeconomic status,
the poorly educated, the elderly, immigrants, the disabled,
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and American-born ethnic minorities, it is not limited to
these groups. In absolute terms the majority of those in
the low-literate population are white, native-born Ameri-
cans.® Furthermore, more than 20% of adults tested in the
National Adult Literacy Survey and 18% of patients in the
Baker study who had the lowest levels of literacy had a
high school diploma. Years of schooling, as noted by
Baker, reflect the amount of education, not the number or
the type of skills acquired. Indeed, adults typically read
three to five levels lower than the grade level of education
they completed.”9

Commonly held expectations for reading ability and
social approbation for illiteracy inhibit disclosure, silence
patients, and discourage patients’ efforts to seek informa-
tion and request assistance. Parikh and colleagues re-
ported that one third of the patients with low functional
health literacy on the TOFHLA that they studied did not
acknowledge difficulty reading or understanding what they
read.!® Among patients who did admit trouble reading,
40% felt shame and more than 50% had never told their
spouses or children about their reading problem.

A search of the literature on health literacy published
between 1990 and 1998 yielded more than 175 publica-
tions.!! The majority of these focused on the gap between
the literacy required to read health education materials and
the average patient’s reading ability. Many proposed solu-
tions use language simplification and audiovisual materi-
als,'?-19 while some propose nontraditional approaches us-
ing learner-centered and participatory methods of materials
development.2°-2! With few exceptions, this literature falls
short, however, in explaining how literacy influences health
behavior and outcomes.

Poor literacy may be a marker for an array of prob-
lems that go far beyond reading ability. Communication
difficulties faced by patients may, in part, be due to differ-
ences in vocabulary, but also to differences in the struc-
ture and complexity of speech used by literate and low-
literate populations. LeVine and colleagues provided some
insight into the mechanisms in several studies conducted
in developing countries.?? These investigators found a re-
lation between literacy level and speech comprehension.
They suggested that literacy builds a cognitive process
that facilitates the comprehension of spoken language, in-
cluding health messages. Even further, Dexter and col-
leagues demonstrated that poor literacy skill was linked
with inadequate health-related descriptions.?? Therefore,
low literacy not only interferes with patient education, but
also may complicate history taking.

Low-literate patients in the United States described se-
rious and widespread communication difficulties with their
health providers in focus groups and individual inter-
views.24 Patients said providers did not listen and did not
provide information about the patients’ problems and treat-
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ments in ways they could understand. Despite this problem,
few patients asked questions or told their providers about
the difficulties, and few disclosed their poor literacy to pro-
viders. Though some patients concealed this information
out of embarrassment, others simply did not think it was
something the physician would be interested in knowing,.

Other than advice for better-designed, learner-centered
materials, there is little in the literature to help physicians
communicate better with their low-literate patients. Conse-
quently, it is not surprising that few physicians feel compe-
tent to respond when they recognize patients with poor lit-
eracy skills.!5

There is some general guidance for increasing patient
recall and understanding.25-2” These approaches advise or-
ganizing information into logical blocks, simplifying the
message, making the message specific rather than general,
repeating the message, summarizing, checking understand-
ing by asking patients to give an explanation in their own
words, and reinforcing the most important messages. Even
patients with good literacy skills should benefit from these
techniques.

Beyond these specific strategies, there is considerable
evidence that patient-centered interviewing skills can help
transcend the social, cultural, educational, and emotional
barriers between patients and their physicians.?® Descrip-
tions that place medical concerns in a personal context,
for example, by explaining the effect of treatment on the
patient’s daily activities, social relationships, and feelings,
better help patients understand than technical and bio-
medical descriptions. As noted by sociologist Eliot Mishler,
these types of exchanges translate the largely incompre-
hensible biomedical monologues of many medical visits
into a dialogue reflecting the lived experience of the pa-
tient’s world.2?

The patient who walks through the examination room
door may have gained access to a medical facility, but ac-
cess to effective health care will remain elusive if commu-
nication barriers have not been fully addressed.—DEBRA
L. ROTER, DRPH, Department of Health Policy and Manage-
ment, Johns Hopkins School of Public Health, Baltimore,
Md., RiMA E. RuDD, ScD, Department of Health and Social
Behavior, Harvard School of Public Health, Boston, Mass.,
and JOHN CoMINGS, EpD, National Center for the Study of
Adult Learning and Literacy, Harvard University Graduate
School of Education, Cambridge, Mass.
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