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Limited health literacy is a recognized health problem
often leading to poorer health outcomes. Health care
professionals, including nurses, are responsible for
delivering health information in a clear and understandable
way. Yet nurses may overestimate patients’ health
literacy and miss opportunities to help patients
understand and then incorporate medical information.
Health outcomes may improve when nurses recognize
potential barriers to health literacy and use evidence-based
interventions. A review of current research regarding health
literacy is provided to assist nurses with communication
strategies in their delivery of palliative care.
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C lear communication with shared understanding
between nurses and patients is an essential element
of patient-centered care. Current literature suggests

a gap in nurses’ knowledge regarding patients’ ability to un-
derstand and use medical information, yet these are essen-
tial components of health literacy (HL). Because patients
rely on nurses’ communication skills in providing under-
standable information, it is important for palliative care
nurses to integrate evidence-based communication strate-
gies into their daily repertoire. This article presents a synthesis
of current research and expert opinion regarding defini-
tions and components of HL: patient, provider, and sys-
tems barriers to HL and interventions addressing HL.

OVERVIEW

Definitions of HL
The ability to signone’s nameon adocumentwas ameasure
of literacy in preYCivil War America.1 Since that time, def-
initions of literacy have evolved and now include specific

descriptions of literacy in health care. Expert agreement on
a universal definition of HL has yet to be achieved; however,
there is consensus that HL is more than just the ability to
apply the basic skills of reading, writing, and arithmetic.
Health literacy is amultidimensional concept encompassing
a person’s skill, motivation, and proficiency in navigating
the health care system.1 After reviewing 13 definitions of
HL, an expert panel determined a definition of HL that in-
cluded the basic qualities needed to effectively navigate
the health care system: ‘‘the degree to which individuals
can obtain, process, understand, and communicate about
health-related information needed to make informed
health decisions.’’1(p16)

Components of HL
Health care information can be delivered visually (print,
graphs, video), verbally, and numerically (vital signs, statis-
tics, dosages); therefore, literacy in each of these areas may
help patients understand medical information. In the palli-
ative care setting, patients’ learning needs are likely to
change along the continuum of care. For example, at diag-
nosis, patients may seek information relating to their diag-
nosis, prognostic factors, and treatment options. When the
disease trajectory progresses, patients’ capacity for learning
may also shift because of symptom burden and emotional/
spiritual distress. Nurses in palliative care may benefit by
knowing how to adjust the delivery of information to meet
patients’ and their families’ individual HL needs.

The components of HL provide building blocks for un-
derstanding how HL can affect overall health outcomes.
Research findings regarding the relationship between liter-
acy, health status, and health outcomes have elevated gov-
ernment and health care organizations’ motivation toward
developing action plans for overcoming the problems
associated with inadequate HL.1-3 Such interventions will
be explored in subsequent sections.

Limited HL as a Recognized Health Problem,
Especially With Older Adults
TheUSDepartment of Education conducted 2 studies eval-
uating literacy inAmerica: TheNational Adult Literacy Survey
in 1992 and the National Assessment of Adult Literacy
(NAAL) in 2003.4 Health literacy was an additional compo-
nent of the NAAL, where HL was defined as ‘‘the degree to
which individuals have the capacity to obtain, process, and
understand basic health information and services needed
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to make appropriate health decisions.’’4(p 8) The NAAL
identified medication errors, hospital readmissions, less
use of preventive services, and an increase in chronic disease
as negative outcomes of inadequate HL. The NAAL survey
revealed that 90% of the 19 000 English-speaking adults
surveyed had inadequate HL, with older adults (age
Q65 years) and minorities identified as the populations
most at risk for HL deficits.4 This finding is especially im-
portant for palliative care nurses because most patients
receiving hospice care services are 65 years or older.5

Cognitive aging is thought to contribute to the age-related
changes in HL. In a recent study of 828 English-speaking
adults aged 55 to 74 years, researchers tested participants’
reading comprehension and numeracy related to health in-
formation and was assessed with the Test of Functional
Health Literacy in Adults (TOFHLA) and the Newest Vital
Sign (NVS).6Medical vocabularywas assessedwith the Rapid
Estimate of Adult Literacy inMedicine. Results from the test-
ing showed that fluid cognitive abilities (reasoning, informa-
tion processing, working memory) were affected by age,
with participants aged 70 to 74 years scoring lowest on the
TOFHLA and NVS. In contrast, crystallized cognition (vocab-
ulary, verbal expression) remained consistent among the
age groups. On the basis of these findings, clinicians are
urged toconsiderpossibleHLdecline in theolderpopulation.6

HL in Palliative Care
Nurses caring for palliative care patients may benefit by
recognizing how inadequate HL could affect patient care.
Inadequate HL can affect patients’ desire and ability to com-
plete advance directives (ADs), which in turn can lead to
negative outcomes, including significant health care dollars
being spent in the last weeks of life.7 In 1 prospective obser-
vational study evaluating ethnic differences in completing
ADs, a cohort of 458 hospitalized adults were evaluated to
determine if advance care planning (ACP) discussions had
been initiated, and if so, whether an AD document was in-
cluded in the patients’ medical records. Less than half of the
patients were noted to have received information on ACP,
and only 25% had completed ADs on file. Low HL and/or
poor patient-provider communication were given as possi-
ble explanations. After factoring for socioeconomic status,
education level, and language spoken, no statistically signif-
icant differences were noted between whites and Latinos
having completed directives despite more white patients
claiming to have had an ACP discussion during admission.7

In another study examining the relationship between partic-
ipants’ HL and self-report of a completed AD, face-to-face
interviews were conducted on 784 participants aged 55 to
70 years. Findings suggested that regardless of race, inade-
quate HL was associated with fewer completed ADs (relative
risk, 0.45; 95% confidence interval, 0.22-0.95).8

Inadequate HL has also been associated with decisional
uncertainty regarding ACP choices.9 For example, in 1 in-

vestigation in which a scenario about life-sustaining
treatments during a critical illness was read aloud, 205
chronically ill patients were asked which of 4 treatment
decisions they would make if they were in the same
situation: all life-sustaining treatments, life-sustaining
treatment with the option to discontinue if ineffective,
comfort care only, and don’t know. The participants were
later asked to rate their level of confidence (very sure,
somewhat sure, not so sure, or not sure at all) in their stated
treatment decision. Only ‘‘very sure’’ responses were
considered ‘‘confident’’ and all other answers interpreted
as ‘‘not confident.’’ Patients with inadequate and marginal
literacy (as scored by the Short-TOFHLA) had a greater
degree of decisional uncertainty when compared with
patients scoring adequate HL (P = .001).9

LimitedHL has been associatedwith poor painmanage-
ment, nonadherence to treatment recommendations, and
medication errors on the part of patients or their nonpro-
fessional caregivers.10 For example, researchers transcribed
and evaluated 47 conversations between hospice staff and
family caregivers to determine the grade level of the conver-
sation. Transcripts indicating a fourth grade reading level
correlated with caregiver understanding and comfort level
with pain management instructions (r = 0.67, P G .05) as
evaluated by the Caregiver Pain Medicine Questionnaire.
When language complexity increased, caregivers reported
more anxiety, which in turn correlatedwith greater difficulty
understanding pain management instructions.11 Given the
potential negative outcomes that may occur when individ-
uals’ HL is negligible, a review of HL barriers that palliative
care patients and nurses could encounter may further assist
palliative care nurses understandhow limitedHLmay impact
outcomes in the palliative care setting.

BARRIERS TO ACHIEVING HL

Provider- and Patient-Related Barriers
Patients’ physical and emotional state can affect information
processing, perception, and retention.12 Previous experience
in the health care setting and fear of questioning or asking
for clarification are additional patient specific barriers.13-15

Furthermore, health care professionals may overestimate
patients’ HL.14,16,17 For example, 30 nurses and 65 patients
were enrolled in a recent study examining how well nurses
were able to predict patients’ HL. Patients’ HLwasmeasured
using the NVS and the Single Item Literacy Screener and by
self-reported education level. Nurses were asked to rate pa-
tients’ HL using the same categories (adequate, marginal,
or inadequate) as are used in the NVS. Although nurses esti-
mated that 19% of patients had inadequate HL, results from
the NVS assessment showed 63% of patients had inadequate
HL. Nurses estimated that 68% of the patients had adequate
HL, yet only 22% of the patients demonstrated adequate HL
on the NVS.17
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Medical terminology impedes patients’ ability to compre-
hend the intended message.18,19 Likewise, oversimplification
and the complexity of language in general can negatively im-
pact understanding.19 In a recent study, an analysis of 47 tran-
scribed conversations between family caregivers andhospice
staff revealed that caregivers used 69medicalwords,whereas
349medicalwordswereusedby hospice staff. Drug names
were the medical words used most frequently by both
caregivers and staff. Aside from medication names, other
medical words used during the conversation were rarely
defined or explained, leading researchers to suggest that
avoidinguse ofmedical terminologymay increase patients’
and caregivers’ understanding of health care information.19

Situation and System-Related Barriers
A person’s ability to understand and communicate health-
related informationmaybe affected by the setting/situation
inwhich information is exchanged.3,13,14,18,20What may be
comprehensible in a quiet calm setting may be less so in
a noisy and frenetic environment. Hospital settings are
characteristically noisy and busy, lack privacy, and further
challenge patients’ and health care providers’ ability to com-
municate effectively.12,14,18 In addition, patients are typically
faced with locating services within 1 building or several
free-standing structures. Multiple appointments with var-
ious providers plus complicated, confusing, and copious
medical forms and instructions can beoverwhelming topa-
tients, regardless of their HL status.2,13

Patient-, provider-, situational-, and systems-related HL
barriers are closely related and fairly interchangeable. For
example, a time constraint barrier could be attributed to pa-
tients (multiple appointments or commitments), providers
(work load and time management skills), situations (emer-
gent and end-of-life), and systems (inadequate staffing).
Taken as a whole, addressing HL challenges may seem in-
surmountable; however, examining the barriers relating to
HLmayprovidenurseswith a clearer perspective fromwhich
to improve understanding and initiate evidence-based inter-
ventions tominimize the effects of poor numeracy, oral, and
print literacy.

INTERVENTIONS ADDRESSING HL

Developing Interpersonal Communication Skills
The ability to communicate clearly and effectively is an im-
portant skill for palliative care nurses to develop and practice.
But it is important for nurses to recognize that it is patients
who assign meaning to what has been said. Information ex-
change is not as simple as honing one’s delivery skills. How-
ever, such skills are an important first step toward creating
an environment where provider and patient cocreate mean-
ing and understanding of the information at hand.21 Commu-
nication practices such as chunking and checking and
the use of analogy and metaphor follow the universal pre-

cautions approach to HL, which states that all patients
can benefit from easy to understand information.15,22-25

The following sections describe these techniques in
greater detail.

Using Chunking and Checking
Using techniques such as offering small amounts of infor-
mation (chunking) and assessing for understanding
(checking) are communication methods suggested in the
Agency for Healthcare Research and Quality-developed
HL Universal Precautions Toolkit.25 Although the toolkit
was originally designed to help primary care practices im-
proveHL, many of the interventions are applicable inmost
health care settings.25 Authors of a systematic review eval-
uating HL and outcomes explored chunking printed infor-
mation as a means to improve communication. One study
demonstrated a gain of 1 point on a 1 to 10 reading com-
prehension scale after redesigning a head trauma advice
sheet to include simple language and ‘‘chunked’’ ideas;
however, HL was not assessed.22 In lieu of statistically
sound evidence, chunking information in speech and in
printmayhelp, but towhat extent has yet tobedemonstrated.

The teach-back method is a form of checking recom-
mended in the Universal Precautions Toolkit, The Joint
Commission, and by HL experts.2,22,23,25-27 Teach back in-
volves asking patients to express their understanding of
concepts and instructions discussed in the teaching ses-
sion. An underlying principle of teach back is that the inter-
action allows practitioners to assess understanding and
clear up any misconceptions the patient may have. Impor-
tantly, the interactive process more aptly involves the pa-
tient in the conversation and allows practitioners to tailor
information rather than deliver a rote message.15 In a pro-
spective cohort study of 276 adults 65 years or older (mean,
80 years) diagnosed with heart failure, the effect of teach
back on patients’ recall of self-care instructions and 30-day
hospital readmission rates was examined.28 Information re-
call was assessed during hospitalization and again a week
later; variables included the time spent in the education ses-
sion and patient characteristics. Information sessions were
taught by 2 registered nurse coordinators and lasted be-
tween 15 and 120 minutes (mean, 34 minutes). At the con-
clusion of the session, patients were asked 4 questions to
evaluate their understanding of the information delivered.
Within 7 days of discharge, patients’ understanding was
again assessed via telephone by asking the same 4 questions.
Successful teach back was noted when patients answered
3 of the 4 questions correctly. During the hospitalization,
84.4% of participants scored answered 3 ormore questions
correctly,whereas only 77.1%of participants demonstrated
successful teach back on the second assessment. A longer
length of time spent during the education session correlated
with increased information retention (P G .001). However,
use of teach back did not significantly affect 30-day
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readmission rates. Over the course of the hospital stay, pa-
tients likely received education by other providers, which
may have influenced patients’ ability to correctly answer
the 4 questions.28 Although no studies were found relating
to the effectiveness of using teach back in the palliative
care setting, patients’ ability to gain and retain knowledge
on medication usage may be especially important for this
population.

Although not unique to palliative care nurses’ roles, goals
of care and end-of-life discussions require patients to make
judgments based on ‘‘what may happen,’’ which in turn can
lead to decisional uncertainty.7,9 Results of a recent study ex-
amining HL barriers in African Americans suggest that low
literacy can impede ACP because of patients’ uncertainty
about the disease, prognosis, and choices.29 Clinicians
may overcompensate for this knowledge gap by providing
more and more information without assessing if the content
actually leads to understanding or, instead, to more uncer-
tainty and indecision because the material is too complex.29

Basedon the studies reviewed in this section, the teach-back
method and other similar strategies may prove helpful in
palliative care, although research is needed to demonstrate
how such methods could be effectively incorporated.

Using Analogy and Metaphor
The use of culturally appropriate metaphors (relating
unrelated concepts [ie, cancer cells as weeds]) and analo-
gies (relating similar concepts [ie, breast lump the size of a
walnut]) canpotentially help alleviate uncertainty associated
with ACP and enhance patients’ understanding of medi-
cal terms and processes.18,30 In 1 investigation, 94 patients
and 52physicians from3oncology practices participated in
a study designed to evaluate the use of metaphor and anal-
ogy on patients’ perception of the physicians’ communica-
tion skills. Randomly selected taped conversations between
patients and providers were analyzed to determine how
often specific physicians used metaphor and/or analogy.
Patients received a follow-up telephone call within 1 week
of their clinic visit. The Interpersonal Process of Care scale
was used to assess patients’ perceptions of physicians’
communication skills and listening ability. Comparatively,
physicians usingmetaphor (Spearman> = 0.27;P = .006) or
analogy (> = 0.34; P G .001) scored higher on the Interper-
sonal Process of Care scale thanphysicianswhodid not use
figurative speech. Study limitations included small sample
size and physicians use of figurative language suggesting
better communication skills overall.30

Patients’ use of metaphor has been examined in the pal-
liative care setting. A narrative review of 14 manuscripts,
queried by using key wordsmetaphor and palliative care,
revealed that the use ofmetaphor can help patients identify
and process attitudes and feelings relating to their illness.31

Findings suggested that patients and providers sometimes
cocreate meaning through the use of figurative speech. In

addition, patients can vary in their interpretation of a meta-
phor; where the term battling cancer may inspire 1 person,
itmayoffend another. Listening to thewords anddescriptors
the patient uses and incorporating those same concepts in
any use of metaphor or analogy may guide practitioners
when using figurative speech with patients.31 Conversely,
the use of metaphors may be confusing to patients with
low HL and limited life experience.15,17 The effectiveness
of metaphor and analogy is met with mixed results, leaving
health care providers with minimal guidance for determin-
ing the best use of figurative speech in their specific patient
population. However, palliative care nurses are not without
resources for improving communication; the COMFORT ini-
tiative21 and Plain Language Planner10 provide guidelines
for enhancing communication strategies specifically in the
palliative care setting.

Using COMFORT and the Plain Language
Planner for Palliative Care
Palliative care nurses face unique communication challenges.
For example, outside of palliative care, nurses primarily teach
patients about screenings, procedures, and self-care,
whereas symptom management is the predominant focus
in the palliative care setting.21 In addition, spiritual con-
cerns are often more apparent when patients and families
undertake decisionmaking for goals of care and end-of-life
wishes. Recognizing the need to develop communication
approaches more specific to palliative care nursing, experts
led by a communication scholar, Dr Elaine Wittenberg,
developed the COMFORT initiative as a resource for nurses
when discussing palliative care interventions with patients
and caregivers.

The COMFORT Initiative
The COMFORT initiative is a joint effort merging commu-
nication research with the expertise of palliative care and
hospice providers.21 The acronym COMFORT embodies 7
principles: (1) communication, (2) orientation and options,
(3) mindful communication, (4) family caregivers, (5)
openings, (6) relating, and (7) team communication. Each
principle supports a collaborative environment formembers
of the palliative care team when providing care to patients
from diagnosis through end of life.

Communication. The first principle, communication,
implores a narrative approachwhere listening andwitness-
ing a patient’s story is central to establishing a view of the
patient beyond his/her illness. In thisway, compassion and
empathymay be reflected in the dialog between the nurse,
patient, caregivers, and teammembers. Learning the patient’s
story can lead to more meaningful and less complicated con-
versations. Communication skills include maintaining eye
contact and offering nonverbal support of patient and family
concerns. These skills require self-awareness on the part of
the nurse and a willingness to engage in a meaningful way.
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Orientation and Options. Health literacy is addressed
in the second principle: orientation and options. When
patients are oriented to the disease process and can effec-
tively discuss their treatment options and goals of care,
communication on the part of the health care provider has
likely been effective. The orientation and options concept
guides nurses and other health care providers in facilitating
shared decision making by delivering information clearly,
concisely, and with HL considerations.

Mindful Communication. A nurse can demonstrate a
state of mindfulness and authenticity by adapting to the
shifting dynamics of a conversation; this process includes
releasing judgment of how the conversation should go, let-
ting go of scripted dialogue, and being present both phys-
ically and emotionally. Mindful communication identifies a
vital component of patient-centered care.

Family Caregivers. Patients’ families are considered a
unit of care and an extension of the patient. Family mem-
bers play an important role on supporting decisionmaking
with the patient and on behalf of their loved one. Nurses
can acknowledge the challenges and stress that family
members may be under, seek to clarify misconceptions,
and provide accurate and clear information. Patients are
cared for when nurses attend to family members as well.

Openings. In the COMFORT context, openings refer to
the various opportunities for engaging patients in resilience
and coping strategies. Crucial points along thedisease trajec-
tory (eg, at diagnosis, after disease progression, in transition
to hospice) provide openings where strategic communica-
tion can positively influence patients’ perspectives by help-
ing them reframe their current situation while considering
quality of life and goals of care.

Relating. Across the course of an illness, patients and
their family members will likely need to have information
repeated. This concept supports building upon previous
knowledge as awareness and understanding can deepen
when concepts and conditions are revisited. Information
must also be adapted to the changes in a patient’s condition.
This process may not be linear because providers can circle
back on previous information. For example, revisiting the
original diagnosis may be necessary to help the patient
and/or family comprehend the immediate situation. Relating
also signifies the relationship among and between patients,
family members, and palliative care providers.

Team Communication. Team communication is imper-
ative when professionals must collaborate to coordinate
care. In addition to discussing changes in a patient’s condi-
tion and care plan, communication between team mem-
bers regarding the patient or family’s reaction and
subsequent understanding is vital to keeping ambiguity
and inconsistent messages from being delivered.

The COMFORT curriculum illuminates the challenges
nurses face as they focus on communication as a taskwhile
being in a relationshipwith the patient. In an effort to study

the model, 21 nurse leaders were asked to identify what
COMFORT principles they were most likely to use when
resolving communication issues.32 Nurse leaders ranked
CVcommunication (n = 14, 66%), FVfamily (n = 7, 33%),
and TVteam (no data provided) as the principles they
wouldmost likely use. Because participantswere allwomen
and in leadership roles, these results may be different from
those of bedside nurses.

The COMFORT principles are built upon insights
gleaned from palliative care and hospice nursing, so they
may be especially helpful when used in these settings in
offering insight and interventional strategies to improve
communication with patients and caregivers who have
multiple levels of HL.

Plain Language Planner for Palliative Care
The Plain Writing Act of 2010 stresses the importance of
using plain language to create clear, concise, and well-
organized government publications intended for use in the
general public. The use of plain language in health care is
considered equally important.13 Extra thought and planning
maybenecessary to develop anduseplain language skills in
daily conversations with patients and when developing
supporting media (print, video, audio). The Plain Language
Planner for Palliative Care33 provides guidelines and exam-
ples of restructuring communications to support HL. Essen-
tial elements of the planner include limiting medical jargon,
using an active versus passive voice, speaking in second
person, and communicating in short sentences.34 In a recent
study, 155 health care professionals were asked to provide
a written explanation of symptom management before and
immediately after attending a Primary Care Provider train-
ing session.10 Findings indicated that training improved par-
ticipants’ use of plain language skills; notably, less use
of medical jargon and increased use of active voice when
describing common medications used in palliative care
(Senna, amitriptyline, and lorazepam). Ongoing research
is needed to better understand and evaluate how providers’
use of plain language affects patient understanding overall
and what communication strategies will prove most effec-
tive in improving HL.10

CONCLUSION

Multiple government agencies and private sectors recognize
the impact of HL in people’s ability to obtain, understand,
and act on health care information. Because health care pro-
fessionals, including nurses, may overestimate patients’ HL,
a universal precautions approach of delivering health care
information in a clear and concise manner is considered
essential to patient-centered care and shared decision mak-
ing. Research points toward improved patient outcomes
when HL is addressed directly during patient interactions
and indirectly as in redesigning health documents and
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improving institutional signage and directions. Patients’
comprehension of their disease course and prognosis,
pain and symptom management instructions, and goals
of care is an important aspect of palliative care that can
potentially be fosteredwhen nurses understandHL-related
barriers and use interventions addressing HL.
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