CurRRENT CLINICAL ISSUES

The Crucial Link between Literacy and Health

Ruth Parker, MD, a practicing in-
ternist and researcher at Emory Uni-
versity School of Medicine, was years
into her medical career before she dis-
covered the importance of literacy in
patient care. The revelation came when
she was collaborating with a colleague
on research in the early 1990s at Grady
Memorial Hospital in Adanta, Geor-
gia, on waiting times in emergency de-
partments. Much to her surprise, some
patients completed the rather long sur-
veys in just a few minuctes.

“We began to think, there’s no way
that you could finish this thing so
quickly. And it didn’t happen just once
or twice, it happened a good many
times,” Parker said. Confused, she
started reading over the surveys with
these patients, and she realized that
they weren't reading them at all. Rather,
they were just haphazardly answering
the multiple-choice questions. Incredu-
lous, she approached a hospital admin-
istrator and asked what he thought
about the patients’ ability to fill out
surveys. He estimated that at least half
of the hospital’s patient could not read.

“I said, ‘How did I get this far and
not know this?” At that point I'd been
in the medical field for a long time and
taken care of thousands of patients
without any idea of how many strug-
gled with very basic literacy tasks,” said
Parker. She did a literature search that
uncovered only a handful of studies ad-
dressing patient literacy in the health
care system. When the results of the
1993 National Adult Literacy Survey
(NALS) were published, they proved
that the Grady hospital administrator’s
hunch was correct. The survey, the
most thorough study on literacy ever
conducted in the United States,
showed that about half of adult Amer-
icans have literacy skills that are limited
or even worse—meaning that they
struggle to reliably complete many sim-
ple daily tasks, such as complete forms,
read signs, or use transportation sched-
ules. At least that many patients, then,
must struggle with health care’s many
forms, educational materials, and direc-

tives. Parker collaborated with col-
leagues at Grady and Harbor-UCLA
Medical Center to begin several years
of work investigating how literacy af-
fects the health and health care experi-
ence of patients.

In the past decade, a wave of re-
search by Parker and others firmly es-
tablished the link between health and
literacy. Literacy skills predict an indi-
vidual’s health status more strongly
than age, income, employment status,
education level, and racial or ethnic
group, according to an analysis of the
research by the nonprofit organization
Partnership for Clear Health Commu-
nication. Literacy directly affects pa-
tients’ ability to follow instructions
from physicians, take medication, un-
derstand disease-related information,
learn about disease prevention and self-
management, and understand their
rights. Illiteracy affects patients’ ability
to access care, in particular because of
difficulties completing application forms
for insurance coverage. Most significant
of all, it increases the chances of dying
of chronic and communicable diseases.

Now health care researchers are
working on fixing the problem through
more accessible health care. The scope
of the solution is big, but the potential
savings are high. Poor adherence and
high hospitalization rates among peo-
ple with low literacy, along with related
factors, add $30 to $73 billion to the
annual health care bill—a figure similar
to that of the annual cost of smoking,.
The issue is particularly relevant to in-
ternal medicine because low literacy is
prevalent among core patient groups—
the elderly and others with chronic
conditions. “It’s really bread-and-but-
ter internal medicine,” Parker said.

EVIDENCE OF THE LINK

Substantial evidence now exists on
the link between literacy and health
outcomes. Investigators use assessment
tools like the TOFHLA (which is short
for the Test of Functional Health Lit-
eracy in Adults) and REALM (which is
short for Rapid Estimate of Adult Lit-

eracy in Medicine) to measure patients’
ability to read and understand informa-
tion that they need for their health care
or health education. Patients who cor-
rectly answer fewer than half of the
questions on the TOFHLA, for in-
stance, are defined as having inade-
quate, or low, literacy that may hinder
their ability to read pill bottle labels,
appointment slips, educational bro-
chures, informed-constent forms, and
the like. In a study of 408 adults with
type 2 diabetes, those with inadequate
health literacy as measured by
TOFHLA were less likely to achieve
tight glycemic control and more likely
to have poor glycemic control and to
report having retinopathy than a group
of more literate people with type 2 di-
abetes (1). Another study of 483
asthma patients found an association
between reading ability and asthma
knowledge. Among those patients
reading below the third-grade level,
89% had poor metered-dose inhaler
technique compared with 48% of pa-
tients reading at the high school level
(2). In a study of 227 adults with HIV-
AIDS, those with inadequate health lit-
eracy as measured by TOFHLA had
significantly lower CD4 cell counts,
were more likely to have been hospital-
ized for HIV-related conditions, and
were more likely to perceive their
health as poorer and the quality of care
that they received as inadequate than a
group of higher-literacy persons with
HIV-AIDS. The lower-literacy group
was also less likely to receive antiretro-
viral medications and had significantly

higher viral loads than the higher-liter-
acy group (3).

RECOGNIZING THE LOow-LITERACY
PATIENT

Although it’s probably not surpris-
ing that people with reading problems
struggle in the health care system, the
prevalence of low literacy—and there-
fore the widespread effect that it has on
health care—is hard to believe. “Many
physicians still ask me ‘Are you sure?””
Parker said. Patients with low literacy
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Getting the Most from a Doctor Visit

Earlier this year, a large coalition of health-focused groups formed the
Partnership for Clear Health Communication. Their Web site (www.askme3
.org) provides simple advice for patients about managing their own care.
The advice encourages patients to follow these guidelines every time they
talk with a doctor, nurse, or pharmacist:

- | will ask the 3 questions.

1. What is my main problem?

2. What do | need to do?

3. Why is it important for me to do this?
- | will bring a friend or family member to help me at my doctor visit.
- | will make a list of my health concerns to tell my doctor.
- | will bring a list of all my medicines when | visit my doctor.
-1 will ask my pharmacist for help when | have questions about my

medicines.

More detailed information about getting the most from a doctor visit is
available in an article by Lawren H. Daltroy, DrPH, on the Harvard School
of Public Health's Health Literacy Studies Web site: www.hsph.harvard.edu/

healthliteracy/talk_drvisit.html.

are usually difficult to identify on a ca-
sual basis, and physicians should never
presume that a patient is literate, ac-
cording to Dean Schillinger, MD, a
primary care physician at San Francisco
General Hospital and clinical re-
searcher at University of California,
San Francisco. Patients typically cover
up by faking it, avoiding situations that
require reading, “leaving” their glasses
at home, and asking family and friends
for help. Even the most poised and ar-
ticulate patients may have trouble read-
ing, and people with reading problems
are unlikely to step forward and ask for
help. One study at a women’s health
clinic found that, among patients con-
sidered to have low literacy, physicians
identified only 20% (4).

Most adults with poor literacy are
white, native-born Americans, Parker
notes. The likelihood of low literacy,
however, is generally higher among ra-
cial and ethnic minorities, often as the
result of cultural barriers, language vari-
ations, and differing educational op-
portunities. Physicians can expect to
see low literacy more commonly in cer-
tain hot spots, such as urban settings
and public hospitals and clinics. Poor
and physically and mentally disabled

persons are most likely to have poor
literacy skills, according to the NALS
data.

Low literacy is also common among
the elderly, and it may become worse
over time as a result of failing eyesight,
diminished hearing, and declining
mental alertness. In an assessment of
the literacy skills of 299 emergency de-
partment patients age 60 years or older,
researchers found that 4 out of 5 were
unable to read and understand basic
medical instructions, such as directions
on how to take medication on an
empty stomach (5). A recent paper by
Parker and colleagues focused on the
importance of declining literacy occur-
ring at the same time that many people
become more reliant on medical care
(6). About 80% of all people older
than 65 years of age have at least 1
chronic condition, and half have at
least 2, Parker notes.

Because identifying literacy prob-
lems can be difficult without adminis-
tering a reading examination—some-
thing that is rarely practical or desirable
in the patient care setting— experts ad-
vise approaching all patients as if they
have a lower level of functional health

literacy and communicating accord-
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ingly. “There’s no reason to call people
out and embarrass them. But because
they typically don’t know how to ask
for help, the system has to be better at
helping them,” said Seth C. Kalich-
man, PhD, a health literacy researcher
at University of Connecticut.

WRITTEN MATERIALS UNREADABLE
TO MANY

One obvious step toward improving
accessibility of health information is
making written materials less complex.
The U.S. Food and Drug Administra-
tion’s overhaul of over-the-counter
drug labeling simplified medication de-
cisions by allowing consumers to com-
pare nonprescription products easily,
much in the same way standardized in-
formation on packaged foods helps
people to compare nutrition informa-
tion. Visual-based materials appear to
be particularly accessible. For example,
most of the materials used to help
HIV-positive persons stay on their de-
manding antiretroviral regimens in-
volve a written form. In addition,
“People with low health literacy know
much less about HIV-AIDS and much
less about their disease status, and they
are more likely to miss doses of their
antiretroviral medications and there-
fore increase their risks for the develop-
ment of HIV treatment resistance,”
according to Kalichman, who has con-
ducted community-based AIDS behav-
ioral research at the AIDS Survival
Project of Atlanta for the past 8 years.
He and colleagues have designed a
4-part brochure for people with HIV
that features pictures instead of words,
stickers shaped and colored to look like
specific pills, and charts to track viral
load and CD4 cell count. Kalichman is
currently pilot-testing the new bro-
chure and has had positive results.

As with HIV-AIDS, most disease-
specific materials are written at a read-
ing level that is higher than that of the
average reader. The Internet is now a
main source of medical information for
patients, and physicians are doing a
better job of helping patients find reli-
able sites, such as www.cdc.gov, www
.medlineplus.gov, www.medem.com,
www.mayoclinic.com, and www.health
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finder.gov. But most of the medical
information on the Internet is writ-
ten at a 12th-grade level. Proponents
of health literacy are advocating for
more of the health-related informa-
tion on the Internet to be written at a
level that more readers could under-
stand. (The 1993 NALS found that
the average American reads at an
eighth- or ninth-grade level and the
average Medicaid recipient reads at a
fifth-grade level.) The U.S. National
Work Group on Literacy and Health,
a group of professionals from the ed-
ucation, health, and related fields,
recommend that physicians reduce
their reliance on written material and
that written communication be cre-
ated at a fifth-grade level or lower.

COMPREHENSION MATTERS, TOO

Some studies have linked medica-
tion adherence with the readability of
informational materials given to pa-
tients. But other studies have found
that matching the reading level of ma-
terials to the reading ability of patients
had litde effect on comprehension.
The mixed results may stem from the
fact that literacy skills have implications
that reach beyond simply being able to
read. Studies have shown that people
with low literacy often struggle to com-
prehend oral communication as well,
and they may be more reticent to ex-
press themselves. Researchers have
started to use the term “health liter-
acy” to encompass not only reading
ability but also ability to understand
and communicate important medical
and health information.

Just as written materials containing
long sentences, formal language, and
unfamiliar words can heighten literacy
problems, so can similar information
when presented in the one-on-one pa-
tient—physician encounter, according
to Schillinger. A study of 408 diabetes
patients assessed the quality of physi-
clan—patient communication among
patients with adequate and poor liter-
acy (determined by a short-form ver-
sion of the TOFHLA reading compre-
hension test). Patients with inadequate
literacy reported more problems under-
standing physicians’ explanations of
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Strategies for Physicians

Various sources offer doctors information about communicating clearly with
patients. Among these is the Harvard School of Public Health's Health
Literacy Studies Web site. One article by Sally Ebeling, titled “Lessons and
Tips for Addressing Health Literacy Issues in a Medical Setting” (www.hsph
.harvard.edu/healthliteracy/insights.html), is available on the Web site and

includes the following advice.

- Communicate with all patients on a basic level, without jargon.

- Give the patient a chance to tell his or her story uninterrupted.

- Limit new concepts to a maximum of 3 per visit.

- Use pictures, graphics, and real devices for demonstration.

- Ask questions beginning with “how"” and “what" to ensure compre-

hension.

- Convey information orally and use written material mostly as a backup.

their condition, of self-care guidelines,
and of the process of care, among other
problems. In particular, these patients
struggled with the technicality of the
information communicated by their
physician and the speed at which it was
delivered (7).

Schillinger’s research on  patient
comprehension, which has shown that
patients often comprehend as licde as
half of what physicians tell them, has
led him to encourage more physicians
to use a communication method called
“closing the loop.” Whenever a physi-
clan introduces a new health concept
to a patient, the physician asks the pa-
tient to restate the message in his or her
own words. By using this teach-back
method, the physician knows if the
communication between the patient
and the physician is clear, and if it is,
the patient may be more likely to re-
member and adhere to the message.
But if the patent’s view is discordant
with the physician’s, either because of
poor comprehension or disagreement

with the plan, the physician has the

chance to re-explain the information in
a way that the patient can understand
or tailor the plan to meet the patient’s
needs. Schillinger noted that patients
in a diabetic study were more likely to
achieve good glycemic control when
physicians used this teach-back meth-
od; however, few physicians used the
method (8).

Schillinger is also currently testing
the effectiveness of weekly automated
phone messages and of group medical
visits in which padents with diabetes
meet with health care professionals to
discuss health-related questions, con-
cerns, and solutions. Other alternative
methods to convey health messages to
patients have been tested, with mostly
inconclusive results, according to a re-
view by Rima E. Rudd, ScD, and col-
leagues at Harvard University. The re-
view summarizes some of the
approaches that have been tried, in-
cluding videotape presentations, focus
groups, games, incentives, and car-
toons. The effectiveness of these ap-
proaches is litde studied, and the re-

The American College of Physicians Foundation’s second national health
communication conference, “Strategies To Improve Health Care by Remov-
ing Communication Barriers,” took place on 17 November 2003. It was
co-sponsored by the Institute of Medicine and focused on operational
programs in the private and public sector that are seeking to reduce barriers

to effective communication.
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view’s authors concluded that “more
research is needed on strategies that
complement or replace the use of
written material.” Suggested strate-
gies for addressing low literacy in-
cluded engaging a surrogate reader;
computer-assisted, interactive tech-
nology; and health-focused pictorial
presentations, such as photo essays

and photo novels (9).

LITERACY BECOMES A PRIORITY
More strategies to help low-literacy
patients are in the works as interest in
the field grows. Health literacy experts
are also calling for sweeping reforms,
including adding health literacy to the
training of health professionals, assess-
ing health literacy to become part of
provider systems and quality analysis,
and advocating for federal funding of
health literacy research and interven-
tions (5). The Institute of Medicine
(IOM), U.S. Health and Human Ser-
vices, and Centers for Medicare &
Medicaid Services, among others, have
made the issue a priority. The Ameri-
can Medical Association Foundation
has formed the Health Literacy Coali-
tion, which provides grants for health
literacy research and education. The
American College of Physicians Foun-
dation has made its focus the Health
Communication Initiative, which en-
compasses an annual conference ad-
dressing health literacy and other is-
sues. The IOM’s Committee on
Health Literacy plans to release a report
in spring 2004 outlining the root prob-
lems and recommending solutions.
The issue is not singular to the United
States, and the World Health Organi-

zation also recently named health liter-
acy a global priority.

Meanwhile, health education leaders
are developing new health education
programs, emphasizing skills that stu-
dents can learn to advocate for their
own health as well as that of their fam-
ilies and community. In addition to
advocacy skills, students should learn
how to access valid health information,
products, and services; how to make
healthy decisions; how to set health-re-
lated goals and communicate with oth-
ers; and how to analyze the influence of
culture, media, and technology on
health, according to Regina A. Galer-
Und, PhD, a health educator at Pur-
due University (10). Underlying all of
this is the school system, which is
working to create future generations of
students who grow up with strong
reading skills.

Addressing literacy problems may
result in system-wide changes in gov-
ernment services, patient education,
and prescription monitoring. For now,
however, physicians are left to rethink
their interactions with their patients.
Before Parker really understood health
literacy, for instance, she said that she
used to talk with patients about a new
diabetes diagnosis by describing the
pathophysiology of the disease. Now
she focuses on discussing how they can
take care of themselves. “Knowing
what we now know, there’s so much
that we can do—and need to do—in
order to provide patients with informa-
tion that they can use. Ensuring that
patients understand has become my
goal, and that is a real shift for me in
how I approach practicing medicine.”
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—Jennifer Fisher Wilson
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