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lliness representations are cognitive
structures that individuals rely on to
understand and explain their illnesses
and associated symptoms. The Repre-
sentational Approach (RA) to patient
education offers a theoretically based,
clinically useful model that can sup-
port oncology nurses to develop a
shared understanding of patients’ ill-
ness representations to collaboratively
develop highly personalized plans for
symptom management and other
important self-management behav-
iors. This article discusses theoretical
underpinnings, practical applications,
challenges, and future directions for
incorporating illness representations
and the RA in clinical and research
endeavors.
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umerous authors have de-
Nscribed the content and

structure of illness represen-
tations, as well as the role they may
play in influencing health-related
behaviors and outcomes (Dono-
van, Ward, Sherwood, & Serlin,
2008; Hagger & Orbell, 2003; Lev-
enthal, Diefenbach, & Leventhal,
1992; Leventhal et al., 1997; Rees,
Fry, Cull, & Sutton, 2004; Schiaf-
fino, Shawaryn, & Blum, 1998).
This article outlines the conceptual
underpinnings of illness represen-
tation and provides an overview of
an intervention theory to patient
education, the Representational
Approach (RA), based on illness
representations.

lliness Representations

Illness representations are men-
tal models or networks of related
information, including prior expe-
rience, memories, attitudes, and
beliefs, on which an individual
relies to understand and explain an
illness or symptom and its role in
his or her life. The Common-Sense
Model (CSM) of illness representa-
tions (Diefenbach & Leventhal,
1996; Leventhal, Meyer, & Nerenz,
1980) posits that an individual’s
common sense representations of
his or her illness are instrumental
in shaping subsequent health-
related behaviors. These repre-
sentations are shaped by internal
(genetic, physical, emotional, and
psychological factors, as well as
personal and familial illness his-
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tory) and external (social, cultural)
aspects of the individual’s experi-
ence, and, in turn, they shape ap-
praisal of and coping with illness
and symptoms by the individual
(Diefenbach & Leventhal, 1996).
The CSM conceives of individu-
als as active problem solvers and
posits that recognizing patients’
illness representations, includ-
ing the processes they deploy to
identify and meet the challenges
of illness, is an essential first step
for providers to be able to supply
effective, supportive interventions
(Diefenbach & Leventhal, 1996;
Leventhal et al., 1992). Illness rep-
resentations consist of a cognitive
component (ideas about the iden-
tity, cause, timeline, consequences,
and controllability of an illness or
symptom) and a parallel emotional
component (psychological burden
or distress related to the illness or
symptom) (Diefenbach & Leven-
thal, 1996; Hagger & Orbell, 2003;
Leventhal et al., 1992).

A basic tenet of the CSM is that
an individual’s cognitive and emo-
tional representations of health
problems influence his or her cop-
ing and health-related outcomes;
therefore, patients and clinicians
are wise to make these represen-
tations explicit prior to providing
novel information, such as educa-
tion or psychosocial or behavioral
interventions (Donovan & Ward,
2001; Leventhal et al., 1997). lliness
representations are influenced by
a wide range of factors, including
traditional, information-based
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learning; everyday experiences;
cultural beliefs; and stories from
influential others. As a result,
they may contain misconceptions
or may lack important informa-
tion necessary to guide effective
disease management. However,
these illness representations play
a critical role in influencing the
health-related coping behaviors in
which people choose to engage.
Adequately exploring these repre-
sentations is essential to effective
intervention design and delivery
because they form the cognitive
and emotional scaffolding through
and into which all new information
is perceived, understood, and in-
tegrated (Diefenbach & Leventhal,
1996; Donovan et al., 2008).

FIGURE 1. Representational
Approach to Patient Education

Note. Based on information from Donovan
et al., 2007.

Step 1. Representational Assessment
Have patient describe iliness and
symptom representation, including
identity, cause, timeline, consequenc-
es, cure, and control.

v

Step 2. Exploring Misconceptions,
Gaps, and Confusions
Clarify any inaccuracies and how they
developed to create conditions for
conceptual change.

v

Step 3. Introducing Replacement
Information
Teach new information, and replace
current misconceptions.

v

Step 4. Developing Individualized
Goals and Strategies
Identify potential benefits of imple-
menting hew coping strategies.

v

Step 5. Reviewing, Evaluating,
and Revising
Assist patient in evaluating effective-
ness and any problems faced. Refine
and improve strategies.
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Representational Approach
to Patient Education

In 2001, Donovan and Ward pro-
posed the RA to patient education,
the first intervention theory based
on the CSM. The RA has roots in
two complementary conceptual
traditions: the CSM of coping with
health threats, which provides a
theoretical basis for understanding
illness representations (Diefenbach
& Leventhal, 1996; Leventhal et
al., 1980), and Hewson’s Model
of Conceptual Change (Hewson,
1993; Ward et al., 2009), which of-
fers a lens through which to view
the process by which individuals’
changes in representations lead to
behavior changes. Hewson’s Model
of Conceptual Change asserts that
conceptual change emerges when
purposeful, deliberate effort is ap-
plied toward restructuring existing
representations that serve to orga-
nize and integrate new information
(Hewson, 1993). Hewson observed
that many illness representations
are characterized by gaps, errors,
and confusions, and noted that
each of these can serve as potential
points of intervention (Hewson &
Hewson, 1984; Ward et al., 2009)
(see Figure 1).

Current Use in Research
and Evolution

Since its inception, the RA has
been used to guide the develop-
ment and testing of interventions
for patients and their family care-
givers in cancer symptom man-
agement (Barsevick et al., 2010;
Donovan et al., 2014; Heidrich et
al., 2009; Ward et al., 2008, 2009)
and end-of-life decision making
(Kirchhoff, Hammes, Kehl, Briggs,
& Brown, 2010), and to support
caregivers of patients with pri-
mary malignant brain tumors. In
addition, a similar line of illness
perception intervention research
based on the CSM has evolved
simultaneously (Broadbent, Ellis,

Thomas, Gamble, & Petrie, 2009;
Petrie, Cameron, Ellis, Buick, &
Weinman, 2002; Siemonsma et al.,
2013). Findings from these studies
have been mixed, with the most
positive findings in end-of-life deci-
sion making and cardiac rehabilita-
tion and weaker results in the area
of cancer symptom management.

A series of studies has been
conducted at the University of
Pittsburgh using RA as the frame-
work for intervention design and
delivery. In the initial study, re-
search nurses delivered the Written
Representational Intervention to
Ease Symptoms (WRITE Symp-
toms) to women with recurrent
ovarian cancer through Internet
message boards and found a sig-
nificant improvement in symptom-
related distress for women receiving
the WRITE Symptoms intervention
compared to those in the control
group (Donovan et al., 2014). In the
next study, the researchers com-
pared the nurse-delivered WRITE
Symptoms to a computer-mediated
WRITE Symptoms in which an
Internet-based program led women
through the same process without
individualization from a nurse (self-
directed WRITE). Preliminary analy-
ses suggest that participants de-
sired interaction with an expert who
could provide advice and guidance
(Hagan, Arida, Hughes, & Donovan,
2016). Current research is testing a
caregiver intervention, SmartCare
(based on the RA) to address the
unmet needs of family caregivers of
patients with a primary malignant
brain tumor.

Conclusion

The RA to patient education is an
existing theory that can serve as
the basis for developing theoreti-
cally derived interventions to test in
research designs. This framework is
particularly appropriate to research
that includes educational and be-
havior change components. The
concept of illness representations
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provides a structured framework for
identifying an individual’s existing
mental model of his or her cancer
diagnosis or symptom experience.
The use of RA provides direction
and rationale for individualized
patient-centered assessment and
tailoring of individual content. By
eliciting and exploring a patient’s
illness representations, nurses can
better understand a patient’s ill-
ness experiences, identify what
additional information is needed
or current understandings need to
be clarified, and work in a collab-
orative fashion with patients to help
identify highly individualized plans
of care. Individualizing interven-
tions in this manner can increase
patient investment in health-related
behavior change and enhances the
likelihood of satisfactory outcomes.

The RA offers a theoretically
based, systematic method that
can be used clinically to assess a
patient’s understanding and beliefs
about the cause, consequences,
ability to control or cure, and emo-
tional burden of cancer, and to
plan interventions to help them
address their symptoms and other
unmet needs to improve health and
quality of life. Implicit in the RA is
the acknowledgement that engag-
ing patients in planning symptom
management strategies based on
an understanding of their illness
representations respects patients’
autonomy and self-determination
and maximizes the likelihood of
successful outcomes.
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