CHAPTER 1

The lliness Experience

Pamala D. Larsen

Chronic illness . . . is precisely that kind
of experience where the structures of ev-
eryday life and the forms of knowledge
which underpin them are disrupted.
Chronic illness involves a recognition of
the worlds of pain and suffering, possi-
bly even of death, which are normally
only seen as distant possibilities or the
plight of others. In addition, it brings
individuals, their families, and wider so-
cial networks face to face with the char-
acter of their relationships in stark form
disrupting normal rules of reciprocity
and mutual support. (Bury, 1982,
p. 169)

Introduction

Bury’s words from 40 years ago remain true
today. Predictability of life disappears. Change
is the constant. There is a new normal of life
for both the patient and family.

From the perspective of the patient:

It is Sunday, 2:08 a.m. I am wheeled into
a sterile, white examination room, obvi-
ously used for “codes,” patients like me,
deemed to be in serious trouble. I look at
the reinforced glass in the windows sepa-
rating my room from the other side. The
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curtains are drawn, and I cannot see out,
but on my side I can read the words on the
glass, changing with each window:

O,__IL-m__by
Medication Dose Time
IV Fluid Rate
Defibrillation

Beth puts her arms around me and
holds me. She doesn’t deserve this,
I think. Why must she go through
all of this again? (Hsi et al., 2004,
pp. 164-165)

From the perspective of the family

caregiver:

I was in one of the family lounges [in the
hospital], when a Code Blue was called
for room 2110. I screamed. That was
Randy’s room. He had no pulse or blood
pressure. With treatment, he responded
within a minute. Everything after thatis a
blur: Many drips were running, the venti-
lator pressure required continuous adjust-
ment, blood was being drawn for tests. ..
The tears flowed. The unexpected—
or maybe it is to be expected with
cancer—had happened again. (Larsen,
2013, p. 3D
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2 Chapter1 The lliness Experience

Although the terms disease and illness are
often used interchangeably, there is a distinct
difference between them. “Disease” refers to
the pathophysiology of a condition. “Illness,”
in contrast, is the human experience of a dis-
ease and refers to how the disease is perceived,
lived with, and responded to by individuals,
their families, and healthcare professionals.
Illness is the social meaning of the disease
(Conrad & Barker, 2010). The pathophysiol-
ogy of disease and the medical model of care
predominate treatment; however, to provide
holistic care, one needs to recognize and un-
derstand the illness experience of the patient
and family.

Defining chronic illness is complex. An
early definition from the Commission on
Chronic Illness (Mayo, 1956) included im-
pairments and deviations from the normal
that had one or more of the following char-
acteristics: permanency; residual disability;
nonpathologic alteration; and required reha-
bilitation or a long period of supervision, ob-
servation, and care. Disability may depend not
only on the kind of condition and its severity,
but also on the implications it holds for the
person. The degree of disability and altered
lifestyle—part of traditional definitions—may
relate more to the patients perceptions and
beliefs about the disease than to the disease
itself.

Although definitions of chronic disease
are important, from a nursing perspective, we
are far more interested in how the disease af-
fects the patient and family from a psychoso-
cial perspective. What is the illness experience
of the patient and family? Perhaps the onus of
defining chronic illness—and similarly, quality
of life—should be given to the patient, as only
the patient understands and “knows” the ill-
ness experience. However, that aside, the fol-
lowing definition of chronic illness is offered:

Chronic illness is the lived experience of
the individual and family diagnosed with
chronic disease. The individual’s and
family’s values impact their perceptions

and beliefs of the condition and thus
their illness and wellness behaviors.
Their values are influenced by demo-
graphic, socioeconomic, technological,
cultural, and environmental variables.
The lived experience is “known” only
to the individual and family. (Larsen,
2016, pp. 5-6)

The illness experience—that is, the lived
experience of the individual and family with
chronic disease—includes their perceptions
and beliefs about the condition; their physi-
cal, psychological, social and emotional re-
sponses to the illness; and their health and/
or illness behaviors associated with the expe-
rience. Illness perceptions are foundational to
understanding individual and family health
and illness behavior. Perceptions are subjec-
tive and unique. Often the individual with a
chronic disease may have a different percep-
tion of the condition than family members.
Stories from the patient and family chronicle
the illness experience, as they are the ones
who are perceiving and living with the chronic
disease. Healthcare professionals play a part in
that experience; however, the primary players
are the patient and family.

This chapter provides an overview of the
illness experience that includes perceptions,
beliefs, and behavior demonstrated by indi-
viduals and families with chronic disease. This
is a sociologic view of the disease as experi-
enced by the patient and family, rather than a
medical view. The body of knowledge about
the illness experience, most of which resides
within the discipline of psychology, is vast.
This chapter is an overview and is not meant
to be a comprehensive review.

The chapter also follows the illness expe-
rience of this author, as my husband and I ex-
perienced his esophageal cancer.

Cancer: It’s esophageal cancer; Stage 111B.
There’s been no mistake. The pathol-
ogy report has not been confused with
someone else’s. Randy has cancer. We sit
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quietly in the oncologist’s office, Randy,
son Brett, and I. No one says a word.
There are no words to speak, no ques-
tions that we need answered now. We are
stunned. We had a normal life before . . .
before cancer. (Larsen, 2013, p. xv)

The Lived Experience

The lived experience includes the patient’s and
family’s illness perceptions, beliefs, and behav-
iors; however, there is much more to the ex-
perience. It is what the patient and family are
experiencing at that point and place in time
and their interpretation of what is happening.
It could be loneliness, stigma, loss, powerless-
ness, and a myriad of other feelings and beliefs
as well as the physical symptoms. The patient
and family are living on a roller coaster, never
knowing what the next curve will bring. Is this
new symptom an exacerbation of my illness?
Is what I'm experiencing during treatment
normal? What is normal?

We [nurses] advocate that an illness
shouldn’t take over an individual’s life,
that the individual is more than the
illness. But in reality, one’ life is often
one’s illness. Life revolves around doctor
appointments, tests, how many times
you've vomited today, fatigue, IV antibi-
otics for an infection somewhere, and so
it goes. (Larsen, 2013, p. 37)

Chronic illness research is grounded in
empirical, analytical methodology that exam-
ines relationships between variables; identifies
social determinants of health or illness; and
uses instruments that measure self-concept,
quality of life, hope, illness perceptions, ill-
ness behavior, and so forth. However, if we, as
healthcare professionals, view the behavior of
patients with chronic illness as a “statistically
significant result” or a p value or a Pearson’s r,
we are doing patients and their families a dis-
service. Research studies reduce patients to an
aggregate so that we can say most patients’ and
families’ illness perceptions or behaviors are

The Lived Experience 3

this or that. But consciously or unconsciously,
we know, in our relationships with patients
and families, that the effects of chronic illness
are much more than numbers.

Living with chronic disease is a complex
and dynamic process. In a review of research
from 2003 to 2013, Ambrosio and colleagues
performed a concept analysis of “living with
chronic disease.” They concluded that living
with chronic disease was a process that incor-
porated five attributes: acceptance, coping,
self-management, integration, and adjust-
ment (Ambrosio et al., 2015). Depending on
how patients progressed through these tasks,
outcomes could vary. From the review of
the literature, the researchers proposed that
there were four ways of living with chronic
illness:

Disavowal: No acceptance, lack of
control and balance, long-lasting.

False Normality: No acceptance, par-
tial control and balance, long-lasting
and vulnerable to disruption.

The New Normal: Acceptance de-
veloped, total control and balance,
long-lasting and less vulnerable to
disruption.

Disruption: Acceptance needed again,
control and balance breakdown, tem-
porary [caused by distressing factors]
(Ambrosio et al., 2015, p. 2364).

Living as a family with chronic illness
is an ongoing process whereby family mem-
bers co-create a context for living with others.
They also co-create a context for an alternative
way of living. Families strive for a “flow” in
everyday life and being able to manage new
situations (Arestedt et al., 2014). Balancing
communication within and outside the family
is important for the well-being of the family.
Each family member has a different perspec-
tive of communication. Some may need to
talk more often about dealing with the chronic
illness as a family, while others want to talk
through things only once.
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&4 Chapter1 The lliness Experience

Arestedt and colleagues (2015) describe
that working with families with chronic ill-
ness is not just about the illness, but more
importantly the family’s beliefs about the ill-
ness. The authors identified: (1) beliefs about
the illness, (2) beliefs about the family, and
(3) beliefs about health care. Beliefs about ill-
ness included the views that illness is a part of
life, and illness is a threat to life. A belief about
family was that the family is important in ill-
ness. Lastly, a belief about health care was that
encounters with health care were struggles.

Head and neck cancer and its treatment
have a significant effect on the life of those af-
fected and their families. There are a variety
of physical problems. However, the damage to
self-esteem and changes to body image often
may be more difficult. In a unique qualitative
study, Isaksson and colleagues interviewed 56
patients with head and neck cancer at 6, 12,
and 24 months post-treatment to assess how
they lived their lives. Four different illness tra-
jectories emerged from the 56 patients. The
first group (15 patients) regarded their disease
as a period in their lives that they had left be-
hind. They rarely thought of the disease; it did
not affect their mental state and life went on
as before. Group 2 considered their current
circumstances as “no big deal.” This group of
9 patients, however, was unable to put the ex-
perience behind them. The third group of 12
patients considered that they had a different
life, but that it was “hardly worse” than before.
Twenty patients made up group 4 and consid-
ered their life as being worse. There was no
difference between the groups in age or gen-
der, and a chi-square test yielded no signifi-
cant differences regarding tumor stage and the
different illness trajectories (Isaksson et al.,
2016).

Loss is part of the lived experience of
chronic illness; however, the professional liter-
ature describing loss and its effect on patients
and families is sparse. Is loss just accepted as
normal in chronic illness? There are physical
losses, such as mobility, eating issues, fatigue,
communication dysfunction, and so forth;

however, what we do not acknowledge are
the psychosocial responses that accompany
each physical loss or the general psychosocial
responses that one may experience from hav-
ing a chronic illness. As an example, sharing a
meal is a social activity. How many of us like to
eat by ourselves, particularly in a restaurant?
Few of us do, as conversation and socialization
are part of the eating experience. However,
what if someone cannot eat? Perhaps there is
a feeding tube in place or such severe nausea
that eating is not possible. In addition to being
unable to eat, the individual has the loss of this
social activity as well. And often the psychoso-
cial loss may be more profound to the patient’s
well-being than the physical loss.

Fife’s classic work in 1994 conceptualized
the meaning of serious illness and described
how this meaning affects self. The meaning
assigned to a serious illness is related to what
individuals perceive has been gained or lost
relative to their identity in relationships, to
events, and to the future. Roles are altered.
Changes occur. Loss of control is probably one
of the most important dimensions relative to
self that occurs with a life-threatening illness
(Fife, 1994). One loses the idea that life is pre-
dictable. Suddenly, the self is vulnerable. Pa-
tients may feel like their life is of little value to
anyone. The future is unclear.

Life becomes a struggle to maintain con-
trol over the defining images of self and one’s
life. Meanings of self and illness change as the
disease progresses or recedes. Experiencing
chronic illness may result in an individual’s
self-concept being tied to the past, present,
or future. Time plays a central, albeit hidden,
role in shaping self-concept (Charmaz, 1991).
Life may be going smoothly, but getting “bad
news” may catapult one into a crisis. An exac-
erbation turns a “good day” into a “bad one”
and creates a new, distinct reality with its own
rules, rhythm, and tempo.

In American culture, we hide suffering.
By keeping the ill, elderly, disabled, and dy-
ing out of view, we manage to keep the story
of the damaged body, physical weakness, or
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limitation at arm’ length. Society puts a pos-
itive spin on everything. In the play Wit, by
Margaret Edson, the primary character is a
professor of English literature who is hospi-
talized for terminal ovarian cancer. The play
opens with the main character, Vivian, speak-
ing to the audience:

Hi, how are you feeling today? Great.
That’s just great. . . . Of course, it is not
very often that I feel fine. I have been
asked, “how are you feeling today” while
I'was throwing up into a plastic washba-
sin. I have been asked as I was emerging
from a four-hour operation with a tube
in every orifice, “How are you feeling
today?” I am waiting for the moment
when someone asks me this question
and I am dead. I'm a little sorry I'll miss
that. (Edson, 1999, p. 5)

Does this excerpt sound familiar? Is it
something that you would ask a patient? Is
that how we, as professional caregivers, are
perceived by others?

Randy’s nurse enters his room and asks
how Randy is doing. Doesn't he see
Randy throwing up green crap contin-
uously in the emesis basin? Doesn’t the
nurse remember that 15 minutes ago
when he was in the room, he asked the
same question while Randy vomited?
Why do I have to answer a stupid, rhe-
torical question for this nurse? Why
doesn’t this nurse “get” what is going on?

—Pamala

Partners of individuals with chronic ill-
ness have a corresponding sense of self-loss.
They not only perceive the downward spiral
of their partner, but must also cope with their
internalized expectations of themselves as a
partner. Have I done what needs to be done?
Am 1 being helpful to my partner? What else
can I do? Partners must cope with their own
sense of failure (Weingarten, 2013).

The Lived Experience 5

The meaning of serious illness and ad-
aptation to it varies among individuals. Med-
ical sociologists have attempted to describe
the effects to self from chronic illness from
two different perspectives. The first perspec-
tive, and the most dominant way of think-
ing, is that chronic illness is a biographical
disruption. Reeve and colleagues (2010) state
that the core assumption within biographi-
cal disruption is the impact of the illness on
personal meaning and disruption to core as-
sumptions about the world, the future, and
most important, the self. It is a patient’s per-
sonal responsibility to maintain a coherent
self. The role of the caregiver is to focus on
individual creative capacity rather than the
processes of disruption. One’s sense of value
and meaning in life come under threat with
death as the ultimate biographical disrup-
tion. This perspective is based primarily on
the classic work of Bury and Charmaz. The
second perspective comes from the work of
Williams (2005), who suggests adding the
concepts of timing and purpose, commit-
ment, and expectation that serious illness, for
some individuals, may be part and parcel of
normal everyday life, thus coining the phrase
“normal illness” (p. 61).

Having a chronic illness is more than
“learning to live with it”; it means struggling
to maintain control over the defining images
of self and one5 life. Charmaz (1983) coined
the phrase “loss of self” from interviews with
individuals with chronic illness in the 1980s.
The chronic condition and the experience of
that illness influence loss of self. Charmaz de-
scribes the illness experiences of patients as
living a restricted life, experiencing social iso-
lation, being discredited, and burdening oth-
ers. Slowly, the individual with chronic illness
feels their self-image disappear; this loss of self
occurs without the development of an equally
valued new one.

There are times in chronic illness when
an individual feels a sense of alienation from
the body, perhaps because intellectually they
are trying to protect themselves from an
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6 Chapter1 The lliness Experience

awareness of loss. Conway (2013) refers to
this condition as the damaged self. Others
have referred to the threatened self (Nanton
etal., 2016).

American culture often defines and iden-
tifies individuals based on their occupation. At
a social gathering, one is asked, “What do you
do for a living? Where do you work?” Such in-
quiries are an easy way to start a conversation
between strangers. With disability and chronic
disease, however, there are no easy answers to
those questions. One stammers and stutters
and finally says, “I retired early because of my
COPD.” Work occupies a central place in the
lives of most people, and most adults experi-
ence this part of their lives through paid em-
ployment. Paid employment gives one social
identity.

It is difficult to estimate how many indi-
viduals with chronic disease or injury have to
leave employment every year. Nearly all peo-
ple whose work lives are affected by a serious
illness—whether acute, chronic, or terminal—
face common issues: the centrality of work in
their lives; the uncertainty of how illness will
affect their future and how to negotiate the
necessary steps, which include disclosing their
illness; and deciding whether to stay at work,
take a leave of absence, or leave completely
(Walker, 2010). Leaving work because of the
onset or progression of a chronic illness has
an enormous impact on a person’s life. Apart
from the obvious effect on income, some of
this importance may be explained through the
changed identity that results from the end of
an individuals work life. When a person re-
tires, it is presumed that their social identity
changes. However, leaving a job because of
illness is an involuntary action and is often
accompanied by an unwanted social identity.

Consistent with other studies, Dowling
and colleagues (2013) observed that em-
ployment, lost productivity, and burden of
illness varied substantially across subgroups
of cancer survivors. As might be expected,
survivors who had cancers associated with
short survival, or who had multiple cancers,

consistently experienced the highest levels of
burden compared with individuals with other,
single-site cancers.

In a systematic review of 18 studies, re-
searchers described the influence of significant
others to their partners with chronic illness re-
turning to work. Twenty-seven cognitive and
behavioral factors were identified that could
be either a positive incentive to return to work
or a barrier. Examples of cognitions included:
work as a cause of the disease; believing that
a return to work would lead to a deterioration
of the patient’s condition; and an exaggerated
protective attitude. Examples of behaviors in-
cluded: enabling a discussion about a return
to work; emphasizing what a patient can still
do; and providing dubious support (Snippen
etal. 2019).

For patients and families who are of
working age, financial losses are common.
The patient may or may not be able to return
to work. Disability and health insurance may
or may not be included in the patient’s work
benefits, and if included, it may provide little
financial respite. A family member may quit a
job to provide care for a loved one. Similarly,
for others who are retired or without work, the
financial loss may be just as devastating. Life
savings may be drained to pay for treatment.
For an older adult, there may not be a family
caregiver who is available to help; thus, a paid
caregiver may be required, adding to the cost
of the illness. A long-term illness may bring
financial ruin to a family.

Countless physical losses coexist with
chronic disease, and these losses vary signifi-
cantly across diseases. Examples include sen-
sory losses, such as loss of hearing or eyesight;
nausea and vomiting, causing the patient to
be unable to eat; chronic pain; bladder and
bowel incontinence; changes to the physi-
cal body such as a stoma, an amputation, or
change in facial appearance; loss of mobility;
loss of intimacy; fatigue; and the effects of
treatment. Lastly, and perhaps most import-
ant, these physical losses often result in loss of
independence.
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There is little focus in this text on death
from chronic illness; however, it is a reality
for many patients and families. Death of a
loved one frequently means the loss of an
attachment figure, a person to whom one
has had and still has a deeply significant
emotional bond. Tie and Poulsen (2013)
view terminal illness as a threat to attach-
ment bonds. Given the demands on both
the healthy and sick partner dealing with a
terminal illness, there is a high potential for
adjustment injury.

Permanent separation brings with it a
myriad of reactions, such as despair, loneli-
ness, hurt, and anger. The “why” questions
come fast and furious. Why them? Why now?
Why was Joe down the street cured of his dis-
ease and my spouse was not? Why didn't I get
a chance to say goodbye? Why did she have
to suffer so much before dying? And then
comes the fairness issue—"It’s not fair.” And
then you realize, again, that life is not fair and
never has been.

The day we knew would come came
yesterday. The pain in Randy’s chest is
more cancer. There are only two choices:
a clinical trial or hospice. It was Randy’s
decision that he not be in a clinical trial,
saying that he knew the results would
help someone, but he was tired and
didn’t want to do this anymore. (Larsen,
2013, p. 42)

The experience of dying involves the
ultimate confrontation with the limits of
language. How does a person describe this
experience—dying from a chronic condition?
How does a person describe the suffering he
or she might have and how do they react to it?
They grieve. Patients and families grieve a life
that will not be.

Last night he [Randy] was talking about
the fall 2012 elections and said, “it’s
hard to believe that I won't know the
outcome.” (Larsen, 2013, p. 47)

The Lived Experience 7

When death is expected and the physical
pain is not severe, individuals can think and
perhaps describe their feelings about death
and dying. In recent years, several authors
have described their failing health and immi-
nent death. Such authors and their books in-
clude: Closing the Chart (2004) by Hsi et al,;
Kalanithi’s When Breath Becomes Air (2016);
and The Unwinding of the Miracle: A Memoir
of Life, Death, and Everything That Comes After
by Yip-Williams (2019). However, for many,
the pain may be intense even with medi-
cation, or perhaps medication is given for
sedation, and with decreased cognitive func-
tion, expressing one’s thoughts is difficult or
impossible.

lliness Perceptions

Each individual has a different perception of
something that is known to them. It may be
minor, such as a football game, your neigh-
borhood, or the elementary school your child
attends. If 10 people were asked their percep-
tions of these minor events or things, chances
are that each would have a different percep-
tion. The situation is similar with chronic
illness. With illness, each individual and fam-
ily member has their own perception of the
disease.

Patients and their families do not develop
their own illness beliefs and perceptions
within a vacuum, but rather are molded by
everyday social interactions, past experiences,
sociodemographic factors, and their culture.
How one lives during an illness, implements
coping strategies, and generally responds
to the illness is based on one’s perceptions.
These perceptions may be irrational or in-
valid. However, right or wrong, these percep-
tions form the basis of patients’ and families’
behavior when confronted with a chronic
disease.

The literature uses several terms for the
same construct: illness representations, ill-
ness perceptions, illness narratives, and beliefs
about illness. All of these terms refer to a set
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8 Chapter1 The lliness Experience

of cognitions about the subjective experience
of an illness (Cameron et al., 2016). All re-
fer to how the patient (and family) view the
illness and the events surrounding it. Illness
perceptions belong to individuals, are in-
terpreted by individuals, and may not con-
form to science. Rarely does a diagnosis of
a chronic condition “make sense” to patients
and families, so they create a model, in their
minds at least, to see some clarity, some ra-
tionale, some sense, some meaning. There is
aneed by patients and families to make sense
of the health threat. The models are based
on their perceptions of the diagnosis, the
illness experience, the treatment, and the
consequences, which, in turn, form the basis
of their response and behavior. Often these
models do not make sense to outsiders, in-
cluding healthcare professionals. Sometimes
the models are based on inaccurate informa-
tion. The model is dynamic throughout the
illness, as new data become available.

The journal where I kept track of all
of Randy’s medical entries, weight, oral
intake, tube feedings and medications
was very detailed. I believed that if I
had all of the details on papet, then
perhaps I could make some sense of
what was going on. Maybe I could fig-
ure this out.

—Pamala

A systematic review by Arat and col-
leagues (2018) explored factors that might
be modifiable in changing a patient’s illness
perceptions. If such factors could be identi-
fied and then modified, perhaps the mean-
ing of the chronic illness might change for
the patient and thus the illness behavior.
Fifteen studies were included in the review.
Five categories of factors were identified:
illness-related factors, psychosocial factors,
medication beliefs, information provision
and satisfaction with the information re-
ceived, and quality of care.

Medication beliefs were correlated with
emotional representations, but not with cog-
nitive beliefs. Patients were concerned about
the potential harm of using the medication or
if medications were overprescribed. Receiving
information about the disease and its treat-
ment helped patients perceive a higher per-
sonal control of the situation. In patients with
diabetes, a higher perceived quality of care led
to a better understanding of the condition.
Regarding psychosocial correlations with ill-
ness perceptions, depression and anxiety were
strongly associated with negative perceptions.

Why are illness perceptions of interest
to healthcare professionals? The primary rea-
son is that perceptions directly influence the
emotional—and often the physical—response
that patients and families have to chronic ill-
ness. A patient’s perception may lead to ad-
herence or nonadherence to treatment. Thus,
understanding the patient’s perception is key
in understanding patient and family needs and
developing a treatment regimen and/or under-
standing why a treatment regimen succeeds or
fails (Petrie & Weinman, 2006). Micelli and
colleagues (2019) add that medical profes-
sionals can provide education about a patient’s
diagnosis and then develop interventions that
challenge patients’ illness perceptions.

Leventhal and colleagues developed the
common-sense model of self-regulation (CSM)
in the 1980s to describe the different steps indi-
viduals and families go through in responding
to a health threat. Illness perceptions are part
of the self-regulation process that takes place in
the face of a health threat. Illness perceptions
change over time as the disease or condition
goes through different stages. According to the
CSM, symptoms produce both cognitive and
emotional responses that are processed in par-
allel (Anisman, 2016). Emotional representa-
tions are integral to cognitive representations.
The cognitive representation is identified as
having five main components:

e Identity of the illness: Connecting the
symptoms with the illness and having an
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understanding of the illness. What hap-
pens if the name or label of the disease is
not easily identified or the diagnosis does
not fit the symptoms?

e Timeline: Duration and progression of the
illness. “New” patients with a chronic ill-
ness might have an acute care framework
of their disease, while continuing patients
have a chronic view.

e Causes: Perceived reason for the illness.
Patients need a “cause” instead of believ-
ing that the disease was a random event.
Most patients form hypotheses about
the causes, asking, “Did I not exercise
enough?” “Did I smoke too much even
though T quit 20 years ago?” “Did the en-
vironment contribute to my disease?”

e Consequences: The physical, psychoso-
cial, and economic impact of the illness
to the patient and the family. This compo-
nent is the patient’s overall evaluation of
the seriousness of this disease.

e Perceived control: A belief that the dis-
ease can be controlled, managed or cured
(Hagger et al., 2017)

The CSM also includes emotional repre-
sentations (perceptions) that affect an indi-
viduals affective response or behavior to the
illness. The emotional responses may be neg-
ative reactions such as anger, hurt, anxiety or
fear as well as positive reactions.

Leventhal and colleagues’ (2012) expla-
nation of perceptions leading to behavior
makes one think that cognitive and emo-
tional responses fit together like pieces of a
puzzle, and there is a linear progression from
identity to control or curability. But it isn't
that simple. Imagine that a chronic disease
has affected either you or someone in your
family. You may have had some knowledge of
the disease prior to diagnosis, but now that
the condition is “yours,” your perception may
change. Plus, you begin to search the inter-
net, which provides more information than
you can possibly absorb. You begin with the
idea that this condition is controllable, and
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perhaps curable; however, you find too much
data online that tell you otherwise. Thus,
your perceptions about the illness change
overnight, with your emotional responses
and behaviors following suit.

lliness Perceptions
of Patients and Their
Partners

The support and influence of one’s partner
during a chronic illness cannot be overes-
timated. However, what happens when the
patient and partner have different illness per-
ceptions? How does that affect the patient’s re-
sponses and illness behavior?

In a study examining the associations of
the beliefs of men with prostate cancer and
their spouses’ beliefs about the controllabil-
ity and timeline of the disease, findings in-
dicated that spouses’ belief that the disease
would be of short duration mediated the ef-
fect of the patients’ beliefs that it would last
a long time. In turn, this led to improved
patient quality of life 6 months later (Wu
etal., 2013).

Twiddy and colleagues investigated the
effects of discrepancy in illness representations
on distress in stroke patients and their carers at
3 months and 6 months post-stroke. Carers
were more pessimistic than patients about the
symptoms, timelines, and consequences of
stroke. Such discrepancy in illness perceptions
has implications for adjustment for both the
patient and the partner. These findings stress
the importance of the patients and partner’s
illness perceptions, as the discrepancy was
as strongly associated with patient and carer
distress as was physical disability (Twiddy
etal., 2012).

In a study with 111 post-myocardial in-
farction (MI) patients and their partners, find-
ings indicated that generally partners shared
the same illness perceptions regarding symp-
toms and consequences of MI; however, their
perceptions were significantly different than
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the patients when it came to the duration of the
illness. Partners perceived that the duration of
the illness would be much longer than the pa-
tient did. Partners were more pessimistic than
patients, and perceived MI as being less con-
trollable than the patients did (Qin et al. 2019).

Researchers examined the illness percep-
tions of patients with clinically diagnosed and
screen-detected type 2 diabetes and compared
those results with their partners’. Patients
(aged 40-75) and their partners completed
the Brief Illness Perception Questionnaire.
The route to diagnosis had minimal influence
on the patients’ illness perceptions; however,
partners of patients diagnosed through screen-
ing, versus clinical symptoms, had very differ-
ent illness perceptions as compared with the
patient. At 3 years after diagnosis, the partners
remained overwhelmed with the diagnosis
(Woolthuis et al., 2013).

Illness perceptions may be related to more
readmissions in patients with chronic illness.
In a review of illness perceptions and the six
medical diagnoses included in the Hospital
Readmissions Reduction Program (HRRP),
researchers found that favorable illness per-
ceptions were associated with better health
outcomes, while unfavorable illness percep-
tions were associated with worse outcomes
and more readmissions (Sawyer et al., 2019).
The six diagnoses in the HRRP included heart
failure, chronic obstructive pulmonary dis-
ease, myocardial infarction, coronary artery
bypass graft, pneumonia, and total hip and/
or knee arthroplasty. The HRRP requires
the Centers for Medicare and Medicaid
(CMS) to reduce payments to hospitals with
excess readmissions. The researchers con-
cluded that interventional studies are needed
to improve illness perceptions to make them
more positive and less threatening.

lliness Perceptions of
Patients and Physicians

The formation of the patient’s perception of a
chronic illness is a complex, multidimensional

process involving much more than the physi-
cal symptoms. This complexity makes it dif-
ficult for the physician and nurse to treat the
patient if their professional perceptions do not
match the patients illness perceptions. Imme-
diately, there is likely to be a disconnect in the
communication between the physician, pa-
tient, and family.

Recent studies suggest that better com-
munication between the physician and patient
may affect a patients illness perceptions, and
thus the patient’s behavior and adjustment. In
a study by Karademas and colleagues (2016),
the researchers found that the amount of in-
formation provided by the physician (e.g.,
an increase in information) moderated the
relationship of general maladaptive beliefs to
illness representations, and consequently to
behavior and adjustment (Karademas et al.,
2016).

In a similar study, Paschali and colleagues
(2015) concluded that the more illness- and
treatment-related information provided by
physicians, the more positive the illness per-
ceptions. These positive perceptions, in turn,
resulted in better physical functioning and
better adjustment to cancer (Paschali et al.,
2015).

Ninety-nine patients with multiple sclero-
sis (MS) from six sites in Canada rated their
relapse frequency, general health, and quality
of life; reviewed descriptions of eight health
domains and selected the three most import-
ant; and completed a utility assessment. Their
neurologists completed the same instruments.
Neurologists identified physical function do-
mains as important, while patients placed
more emphasis on mental health domains.
There was a lack of congruence between
neurologist and patient ratings in clinical
outcomes (exacerbations or flares), general
health, and quality of life. Neurologists sig-
nificantly underestimated the number of flares,
as compared with the patients’ assessment;
considered the patients’ health status better
than the patients themselves; and rated the
patients’ quality of life better than the patients
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did. These findings suggest that neurologists
have an incomplete understanding of patient
perceptions (Kremenchutzky & Walt, 2013).

Perceptions of patients and gastroenterolo-
gists were compared regarding irritable bowel
syndrome (IBS) and inflammatory bowel dis-
ease (IBD). Physicians and patients had dif-
fering views in terms of disease chronicity,
personal control, and physical and psycho-
logical causes of the illness. The differences
in perception may influence the patient—
physician relationship and could adversely af-
fect treatment adherence and outcomes (Levy
etal., 2014).

lliness Behavior

Illness behavior varies greatly according to
illness-related, patient-related, and physician-
related variables and their complex interac-
tions (Sirri et al., 2013). The disease model
may be the basis for treatment of patients;
however, it does not take into account the be-
havioral responses of the patient and family.
The concept of illness behavior provides an
explanation for clinical phenomena that do
not fit the disease model (Sirri et al., 2013).

The earliest concept of illness behav-
ior was described in a 1929 essay by Henry
Sigerist. His essay described the “special po-
sition of the sick” (as cited in Young, 2004).
Talcott Parsons developed this concept fur-
ther and described the “sick role” in his 1951
work, The Social System. Parsons viewed health
as a functional prerequisite of society. From
his point of view, sickness was dysfunctional
and was a form of social deviance (Williams,
2005). According to Parsons, sickness permit-
ted individuals to avoid their social roles and
responsibilities; however, the person had the
obligation to seek medical help.

Definitions of lliness
Behavior

Using Parsons’s work as a basis, Mechanic’s
classic work (1962) proposed the concept of

lllness Behavior mn

illness behavior as symptoms being perceived,
evaluated, and acted (or not acted) upon dif-
ferently by different persons. He believed that
it was essential to understand the subjective
perception of the individual, including that
person’s norms, values, fears, and expected re-
wards and punishments, to determine how an
individual with illness acts. Mechanic (1995)
defined illness behavior as the “varying ways
individuals respond to bodily indications,
how they monitor internal states, define and
interpret symptoms, make attributions, take
remedial actions and utilize various sources of
formal and informal care” (p. 1208).

A more current definition of illness be-
havior suggests that illness behavior “includes
all of the individuals life which stems from
the experience of illness, including changes in
functioning and activity, and uptake of health
services and other welfare benefits” (Wain-
wright, 2008, p. 76). Simply put, when an
individual defines themselves as ill, different
behaviors may be displayed. A behavior could
be the individuals emotional response to the
diagnosis. The illness behavior might be a be-
havior geared toward health—for example,
when an individual with lung cancer stops
smoking.

Influences to lllness
Behavior

Chronic illnesses require that a variety of tasks
be completed to meet the requirements of the
medical regimen. However, there is a lack of
norms for those with chronic illness. What is
expected of a patient recovering from cancer
surgery? An exacerbation of rheumatoid ar-
thritis? A flare-up of inflammatory bowel dis-
ease? Are sick-role behaviors discouraged or
not? These individuals enter into and remain
in a type of impaired, “at-risk” role. Implicit
behaviors for this role are not well defined,
leading to role ambiguity. Given this lack of
norms, influences on the patient include the
degree of disability (with different attributes of
disability producing different consequences),
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visibility of the disability (the less visible the
disability, the more normal the response),
self-acceptance of the disability (resulting in
others reciprocating with acceptance), and so-
cietal views of the disabled as either econom-
ically dependent or productive. Without role
definition, whether disability is present or not,
individuals are unable to achieve maximum
levels of functioning. They may alter their pre-
vious definitions of self to one with limitations
and look to what the future may impose on
them.

In a study examining narratives of older
adults with cancer, the impact of the disease
may be different than in younger adults. Han-
num and Rubinstein (2016) suggest that older
adults diagnosed with cancer may revise their
sense of personal identity (who they are in the
world) and agency (how they act in the world)
mediating some negative psychosocial effects
of the disease. For the older adults in this
study, restructuring time into smaller units
was important. Time became more fractured
and fragmented for them. Data analysis re-
vealed three time periods for the older adults:
Recalled Past (past time), Perceived Present (ill-
ness time), and Imagined Future (future time).

Using a sample of 300 patients with vari-
ous chronic illnesses, one group of researchers
(Janowski et al., 2013) found differences in the
frequency of health behavior according to gen-
der, with women demonstrating more healthy
habits than men. In addition, older adults
performed more health-promoting behaviors
than younger adults. Higher education was as-
sociated with less frequent health-promoting
behaviors, and marital status (e.g., being
widowed) was associated with more frequent
health-promoting behaviors.

Ones education, socialization, and past
experience, as defined by one’ social and cul-
tural background, mediate illness behavior.
Past experiences of observing one’s parents
being stoic, going to work when they were ill,
and avoiding medical help, for example, all
influence their children’s future responses. If

children see that “hard work” and not giving in
to illness pays off with rewards, they assimilate
those experiences and mirror them in their
own lives.

One cannot minimize the impact of past
experiences of the individual and family on
how they deal with their own chronic illnesses
or with chronic illnesses developed by their
children, parents, or siblings. Each of those
experiences affects how the individual and
family perceive the current health challenge.
These experiences could be positive as well
as negative. In some cases, a negative health-
care experience with a relatively minor injury/
illness could have a stronger influence than
a positive experience with serious illness. As
healthcare professionals, we should not under-
estimate the patients and family’s perception
of their illness and its effect on their behavior
and physical and psychosocial outcomes.

How will my adult children process their
64-year-old father’s cancer and now his
death? How have they viewed his illness?
How will they assimilate his death into
their lives? This is now one of their “past
experiences” with chronic illness. Life
expectancy continues to increase, and
there are more cancer survivors than
ever; however, their father wasn’t one of
them. Their paternal great-grandfather
died of a stroke in his late 80s, their pa-
ternal grandfather died of acute leuke-
mia at age 73, and now their father has
died of cancer at age 64. These past two
deaths do not reflect national statistics.
Are they thinking, “Maybe one of us will
die of cancer in our 50s”?

—Pamala

The Legitimization
of Chronic lllness

Most chronic diseases have specific diagnos-
tic criteria that verify the disease’s presence

© Jones & Bartlett Learning LLC, an Ascend Learning Company. NOT FOR SALE OR DISTRIBUTION.



Illness Perceptions/Behavior and Chronic Disease 13

and, therefore, indicate the appropriate treat-
ment. With some illnesses, when symptoms
are not well defined and diagnostic tests may
be ambiguous, receiving legitimization from
a physician or other healthcare professional
may be difficult and frustrating. Patients may
begin to “doctor hop,” hoping to find some-
one who can identify their condition. As a
result, symptomatic persons may be left to
question the truth of their own illness per-
ceptions. How do you build a mental model
of your illness (as a basis for problem solving)
if healthcare professionals and society in gen-
eral are skeptical of your symptoms? And if
your illness perceptions are askew, what will
your behavior be? Two articles on fibromy-
algia reflect the quest for diagnosis and the
“lived experience” of a disease that is often
misunderstood.

Researchers explored the experience of
diagnosis of patients with fibromyalgia. Typi-
cally, years are spent consulting physicians to
confirm the diagnosis. During this time per-
sons were continually questioned as to whether
they were genuinely ill, whether their illness
was of a psychological nature and whether
the person sincerely wished to recover. Even
when firmly established that fibromyalgia was
the diagnosis, patients continued to feel belit-
tled and blamed by healthcare professionals.
For patients, the diagnosis did not provide a
meaningful explanation of their suffering and
had limited ability to legitimatize the disease
(Mengshoel et al., 2018).

Sim and Madden (2008) conducted a
metasynthesis of qualitative studies on the ill-
ness experience of persons with fibromyalgia.
Most studies discussed pain as the most fre-
quently mentioned symptom. Pain was char-
acterized by a number of dualities, often of an
ambiguous or conflicting nature such as dif-
fuse and shifting, constant and varied, present
when active or resting. Persons reported being
ill and well at the same time. Although pain
had a dramatic impact on everyday life, others
reported that fatigue was more debilitating.

Searching for and establishing a diagnosis was
a pivotal stage of the person’s illness experi-
ence. Generally, individuals with fibromyal-
gia greeted a diagnosis with relief, that their
symptoms had been validated. However, this
initial relief quickly evaporated in the face of
an unsuccessful search for an effective treat-
ment. Seeking legitimacy of the disease from
healthcare professionals, family, and friends
continued long after diagnosis.

Iliness Perceptions/
Behavior and Chronic
Disease

The literature about the effects of illness per-
ceptions and beliefs on behavior and treatment
continues to grow. What follows are some rep-
resentative studies that demonstrate current
and continuing work in this area.

Cardiovascular Disease

A study by Pickett and colleagues (2013) ex-
amined the relationship between hyperten-
sion beliefs and self-care behaviors necessary
for blood pressure control. After assessing a
sample of 111 community-dwelling African
Americans, researchers reached three conclu-
sions: (1) a number of patients believed that
the primary cause of hypertension was stress;
(2) patients’ attribution of hypertension to
stress was negatively associated with keeping
doctor appointments; and (3) patients’ belief
that hypertension is a chronic condition was
positively associated with keeping doctor ap-
pointments and medication adherence. There
was no significant relationship between ill-
ness representations and eating a healthy diet,
engaging in physical activity, or maintaining
a healthy weight. Researchers suggest that
healthcare professionals carefully assess pa-
tients’ beliefs about hypertension as part of
an effort to more effectively treat and control
blood pressure.
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The purpose of Greco and colleagues’
study was to investigate the role of illness
perceptions and self-efficacy beliefs in the re-
lationship between illness severity and health
satisfaction in patients with cardiovascular
disease. Each patient in the study was enrolled
in a cardiac rehabilitation program and had a
history of 5+ years of chronic disease. Disease
severity was unrelated to health satisfaction.
Findings suggest that the management of pa-
tients’ illness perceptions led to a personal
sense of control and a higher quality of life
(Greco et al., 2015).

A study of Black women with hyperten-
sion sought to understand how the women’s
perceptions of hypertension were related to
their lifestyle. With a sample of 204 women,
findings indicated that the women did not
perceive a relationship between hypertension
and their limited physical activity or their diet.
The results of this study support prior research
(Stallings, 2016).

In a meta-analysis examining the as-
sociation between illness representations
(perceptions) and psychological distress in
stroke survivors, Pai and colleagues (2019)
found that negative illness representations
were positively associated with depression
and anxiety. Of the seven studies in the me-
ta-analysis, however, none of the studies
explored whether there was a moderator be-
tween illness perceptions and depression and
anxiety.

Cancer

Richardson and colleagues (2016) performed
a systematic review and meta-analysis of the
relationship of the common-sense illness rep-
resentation model with health and coping
outcomes in people with cancer. Thirty-eight
studies were included in the meta-analysis.
Analysis of the studies revealed small to
moderate effect sizes for the relationships
between illness perceptions and coping be-
haviors (particularly between control per-
ceptions, problem-focused perceptions, and

cognitive reappraisal), and moderate to large
effect sizes between illness representations
and illness outcomes (in particular between
identity consequences, emotional represen-
tations, and psychological distress). The au-
thors caution that more high-quality studies
are needed to accurately portray a cause and
effect relationship between illness represen-
tations and coping behaviors (Richardson
et al., 2016).

Researchers sought to explore the rela-
tionship of illness representations and breast
cancer survivors’ fear of the recurrence of the
disease. Illness representations accounted for
a significant amount of the variance of fear of
recurrence in a study with 117 women at least
1 year post-treatment (Freeman-Gibb et al.,
2017). The women in the sample were recruited
from three breast cancer internet discussion
boards.

In a systematic review of illness percep-
tions and women with breast cancer, Kaptein
et al. (2015) reviewed 12 studies from 2012
to 2015. Findings included that illness per-
ceptions in women with breast cancer were
associated with major outcomes in the course
of the disease. Those outcomes included both
medical and behavioral outcomes such as fear
of recurrence, distress, quality of life, satis-
faction with medical care, use of traditional
healers, and risk perception. The concluding
statement from the authors was: “Listen to
your patient’s story. Only then will you be able
to help her best” (p. 123).

In a study by Micelli and colleagues
(2019), participants with advanced gastroin-
testinal cancer were asked how they perceived
their illness in terms of stress. Participants
who were single, never married, or divorced
perceived more stress than individuals who
had a partner. This supports previous re-
search. Consistent with the comon-sense
model, negative illness perceptions were as-
sociated with greater perceived stress. Lastly,
older participants reported lower levels of
stress and had more positive perceptions of
their illness.
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Chronic Somatic Disease

Some researchers suggest that beliefs about
behavior may be as important as illness per-
ceptions about a disease. In one study, 453
patients with type 2 diabetes were recruited
to participate in a randomized controlled
trial of blood glucose self-monitoring. The
study compared the extent to which self-
care behaviors of patients with type 2 dia-
betes are predicted by patients’ beliefs about
those behaviors as compared with their ill-
ness perceptions. The researchers concluded
that beliefs about behaviors were at least as
important in predicting health-related be-
haviors, suggesting that behavior change
interventions with patient groups might be
more effective if they targeted beliefs about
behavior, rather than beliefs about illness
(French et al., 2013).

In a sample of 113 patients with asthma,
Achstetter et al. (2019) found that illness rep-
resentations predicted a change in asthma
control. Patients with a better understanding
of their illness and who believed that they had
the power to control their asthma had a greater
improvement in asthma control. The research-
ers concluded that assessing illness beliefs at
the beginning of an intervention could help
identify patients who had a lower probability
of treatment success and modify their inter-
vention accordingly.

End-stage renal disease (ESRD) is associ-
ated with high morbidity and mortality rates.
Parfeni, Nistor, and Covic (2013) reviewed
research related to illness perceptions and sur-
vival among patients with ESRD. Five studies
met the researchers’ criteria for inclusion in
the review. Four of the studies showed that a
negative perception of illness was associated
with an increased risk of death; however, one
study failed to find any relationship. The re-
searchers concluded that a positive change in a
patients perception of an illness may improve
outcomes.

The illness experience of the patient
and family continues to mystify healthcare

professionals. The literature about the rela-
tionship(s) is vast and continues to grow, in-
dicating the importance of these concepts in
developing a treatment plan and patient ad-
herence to the plan. What is clear in these
studies is that seeing the illness through the
lenses of the patient and family is critical in
supporting them throughout the experience
and improving patient outcomes, both phys-
ically and psychosocially.

Professional
Responses to lllness
Behavior

Healthcare professionals expect patients enter-
ing the acute care setting to conform to sick
role behaviors, at least initially. Most people
entering the hospital for the first time are
quickly socialized into the healthcare system
and are expected to cooperate with treatment,
recover, and return home to their normal
roles. Professional expectations and patient
responses are in line with social expectations
and fit with the traditional medical model of
illness as acute and curable. Healthcare pro-
fessionals “like” patients who are adherent and
cooperative and do not question their care.
When patients are less cooperative or question
them, staff may consider the patients difficult,
problematic, or nonadherent.

When individuals with chronic illness are
hospitalized for an acute disorder, they view
the situation quite differently than the health-
care professionals with whom they interact.
Patients with multiple chronic conditions may
focus on maintaining stability of their chronic
conditions to prevent unnecessary symptoms,
whereas their healthcare professionals are more
likely to focus on managing the current acute
disorder. In addition, patients who have had
multiple prior admissions are more likely to
use their hospital savvy to gain what they want
or need from the system. They have learned
the formal and informal hospital “rules.”
They have learned which nurses and nursing
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assistants provide the best care and which do
not. For instance, if the patient is assigned a
certain nurse who has not met the needs of
the patient in the past, the family may become
more vigilant and more visible during the hos-
pital stay or refuse to have that nurse care for
the patient.

When Randy was in SICU during the
summer of 2011 when everything fell
apart, I became acquainted with sev-
eral family members of other patients
in ICU. We were often in the family
lounges together; in the cafeteria, or just
talking in the hall. ICU is a lonely place
for family members. I hope that nurses
who work there realize that. One person
I remember distinctly was a mother of
a 20-year-old college student who had
a traumatic brain injury. The progho-
sis was vague. The mother had flown
in from Florida, had no social suppott,
and was unfamiliar with Colorado, our
town, and the hospital. She had asked
me a previous time if this was a “good”
hospital. I overheard a conversation be-
tween one of the nurses and this mother
in which the nurse was being abrupt with
her; telling the mother to be patient, that
the doctor had other patients to see, and
he would contact her when he could . . .
all spoken in a stern, paternalistic voice.
I was shocked at this nurse’s behavior.
Did she not realize what this mother was
going through? Was she not aware of the
illness experience of this mother? I went
directly to the patient care coordinator
of the SICU and asked that Randy never
be assigned this nurse. The nurse’s be-
havior was unacceptable, and I did not
want her to care for my husband.

—Pamala

Patients with chronic illness seek a dif-
ferent kind of relationship with healthcare

professionals—one where there is “give and
take,” and that empowers the patient. The
extent to which a patient with chronic ill-
ness is included in the formulation of their
treatment plan may influence the success of
the plan. Although assuming sick role depen-
dency may be adaptive behavior in acute ill-
ness, where medical expertise offers hope of
a cure, the same is not true in chronic illness.
Individuals with chronic illness are the “ex-
perts” in their illnesses and should have the
ultimate authority in managing their illnesses
over time.

The relationship between the patient, fam-
ily, and physician cannot be underestimated. In
a systematic review of the interactions between
patients and physicians and self-care in heart
failure, 22 of the 24 studies examined reported
that poor interactions with healthcare profes-
sionals affected patients’ self-care in a negative
manner (Currie et al.,, 2015, p. 528). Poor
information regarding medications was espe-
cially challenging for patients. Patients wanted
more than a “pamphlet” to read. The research-
ers concluded that the patient—healthcare pro-
fessional relationship is critical in enhancing
self-care in heart failure.

Interventions

There is no “magic” list of interventions to
assist and support patients and their families
during the illness experience. The current
healthcare system—with its acute care focus,
fix-and-cure model, and medication for each
symptom—does not fit with caring for indi-
viduals on a long-term basis. These patients
do not need their illness behavior “fixed” or
“cured,” but instead need a healthcare profes-
sional who listens and understands the illness
experience.

Understanding illness roles and behav-
iors in planning interventions allows the
healthcare professional to maximize the value
of the time spent with the patient. One such
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intervention, patient and family education,
could be improved by integrating knowledge
of the patient’s perceptions and roles. Addi-
tionally, the patient who is still in a highly
dependent phase will not benefit from ed-
ucation. As nurses, we often think patient
education is the key to everything; how-
ever, the timing of that education is critical.
As improvement in physical status occurs,
emphasis on the desire to return to normal
roles creates motivation to learn about the
condition and appropriate care to maximize
health. As the patient moves into the “at-risk”
role and becomes aware of the necessity to
maximize their potential, education provides
a highly successful tool both in the hospital
and at home.

Although we know that illness perceptions
and beliefs are related to behaviors and coping,
Simpson et al. (2013) argue that targeting illness
beliefs in isolation is unlikely to effect any signif-
icant psychological change, given the number
of demographic, sociocultural, and psychoso-
cial factors that influence the process. These au-
thors support a formulation-based approach in
which illness beliefs and a range of other factors
are included as intervention targets. For exam-
ple, information-giving, support groups, group
therapy, and techniques to improve self-esteem
might be useful.

Social Media

The effect of social media in society cannot
be underestimated. The literature is vast
describing how social media can assist pa-
tients and families in the self-management
of disease (see Chapter 7, Self-Management).
Sharing the “lived experience” of chronic
illness via social media may be a part of
self-management.

In this hyperconnected world, it may be
hard to believe that there are those who feel
alone and socially isolated. However, patients
with chronic illness often feel that way. So-
cial media can form emotional communities

Interventions 17

for those with chronic illness (Petersen et al.,
2020). Patients and families can share stories
about their illness experience. Being able to
interact with others with similar health prob-
lems can help alleviate the aloneness they feel.
Online health community (OHC) is another
term that is used in the literature to describe
an online source of support for persons with
health conditions. Online health communities
may include listservs, discussion forums, pri-
vate messaging, chat rooms, blogs, Facebook,
Twitter, Instagram, and other platforms (Wang
etal., 2017).

Petersen and colleagues (2020) sought to
understand the meaning of and use of social
media to manage patients’ conditions and re-
lated social isolation. There was some ambiva-
lence in using social media noted in a sample
of 50 individuals with a chronic condition.
Through data obtained from 50 qualitative
semi-structured interviews, risks were iden-
tified in participating in OHCs. Specifically,
patients with chronic illness were concerned
about trolling, inappropriate postings, and
impersonation. Inaccurate, untrustworthy,
or biased information was another concern.
Despite those risks, participants felt that be-
ing a part of an online community provided
connections and had improved their own and
other patients’ lives.

At least one chronic disease society has set
up its own online community. COPD360 social
isan interactive and disease-specific online com-
munity and social network dedicated to con-
necting people living with chronic obstructive
pulmonary disease (COPD) to evidence-based
resources. Members are encouraged to share
their own stories through blogs, images and
videos. Since it was developed in 2014, the
community has grown to over 30,000 members
in 120 countries. One of the components of it
is Find People Like Me to connect like members
with similar experiences or interests (Stellefson
etal., 2018).

Diabetes online communities (DOC) exist
throughout the world. A 2013 study of 1352

© Jones & Bartlett Learning LLC, an Ascend Learning Company. NOT FOR SALE OR DISTRIBUTION.



18 Chapter1 The lliness Experience

posts on a large diabetes Facebook group had
over 30,000 members with contributions in
11 languages. Oser and colleagues (2020) re-
port that the primary reason for most DOC
appear to be the need for peer support versus
health information. The researchers see social
media as a way of helping individuals with un-
met psychosocial needs.

Facebook has a platform for Facebook
groups, which it defines as “a space to com-
municate about shared interests with certain
people” (Partridge et al., 2018). This group
feature allows patients and/or health profes-
sionals to interact through posts. Groups can
be either open, closed, or private. Analysis
of the publicly available Facebook groups
showed that the majority of groups were fo-
cused on creating awareness of the health
condition.

Patient-initiated blogging has become a
popular means to describe one’s illness expe-
rience and communicate with others facing
similar experiences. Although blogging is a
communication tool, perhaps there is more
significance to it than merely its communi-
cation role. Perhaps it may be psychosocially
beneficial to share personal experiences with
others, or to become aware that your expe-
riences as a patient with chronic illness are
similar to others’ experiences. The mere act
of writing down experiences may also be a
type of “therapy,” or emotional catharsis, for
the individual. If individuals can write down
what is happening to them, perhaps they can
more easily “see” their experience and be able
to problem-solve issues.

Instagram has provided persons with
fibromyalgia a place to “post your journey.”
Fibromyalgia is often considered a stig-
matized condition. Instagram has helped
patients in providing an online space that
offers acceptance, support and guidance
(Berard & Smith, 2019).

An online health community in China
has developed what is called a virtual mood
wall. The purpose of such a wall is to share
one’s emotions and negative thoughts. User

members post a sticky note with a short mes-
sage to the mood wall (Liu et al., 2019).

Mindful Presence

Many times when caring for an individual
as a professional caregiver, there is little you
can do to relieve the pain, nausea, or other
undesirable symptoms of a chronic disease.
Its frustrating. You want to make the patient
“feel better,” but there is little in your power
to do anything useful or helpful. As caregivers,
we believe we should be doing something—
anything. In this case, mindful presence may
be one of the few things that you have to offer
the patient.

Mindfulness may be defined as a deep
awareness of self and others and to living in
the moment (Prince-Paul & Kelley, 2017). It
has been suggested that mindfulness is a con-
cept that forms the basis of therapeutic nurs-
ing interventions such as presence, empathy,
and patience of self and others. White (2013)
views mindfulness as a transformative pro-
cess whereby one develops “being present”
with acceptance, attention, and awareness
(p. 282).

Mindful presence is paying attention to
presence, on purpose, in the present moment
and nonreactively. Mindful presence is an un-
hurried presence (Beng et al., 2015). A nurse’s
full attention is focused on the patient; how-
ever, it is not related to a task. Fahlberg and
Roush (2016) describe a perfect situation for
a mindful presence as being “when we can't
do anything. When there are no tasks to com-
plete. We can take time to sit with the pa-
tient and family. We can be there with them
[patients]. Watching. Listening. Witnessing.
Learning. Becoming” (p. 14). Some strategies
that can help incorporate mindful presence
into nursing care include these: slow down, sit
down, focus, learn who the patient and family
are as people and what their priorities are, and
empathize (Fahlberg & Roush, 2016).

Benner (1984) refers to “presencing: being
with a patient” as one of the activities associated
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with the Helping Role (p. 57). “Presence...
conveys both present time and person present, a
‘now’ and an awareness attentiveness in it. Pres-
ence requires practice and emphasizes personal
experience. You have to be there” (Childs, 2007,
p. 369).

Within a mindful presence, mindful
patient-centered communication can occur.
Patients can choose to talk or not. They have
a safe place to express their thoughts. The pa-
tient may not want advice or an educational
intervention, but merely the opportunity to be
heard without judgment. Communication also
includes silence on the part of the nurse.

And now to our journey with esophageal
cancer. ..

This is our story, Randy’s and mine. Even
though he has been gone since 2012, it
is still our story, not mine. My journal
encouraged me to tell our story. I found
comfort in expressing my thoughts, ugly
as they might be. I can’t explain why it
made a difference. When I began to be
interested in self-publishing my journal,
others would ask why I would want to
publish a journal that contained such
personal thoughts. I hoped then, and also
now, that by doing so, someone else may
be helped by my words. Perhaps others
have similar thoughts and are afraid to
express them. On a mission trip to Viet-
nam in 2018, one of the volunteers, who
was a recent widow, started telling me
about the book she had read on the on-
cology unit of our local hospital and how
helpful it had been when her husband
was dying of cancer. I casually men-
tioned that I had written such a book as
well. Moments later; it was clear that she
was referring to my book.

However, [ wanted to publish my jour-
nal for healthcare professionals as well.
They see patients and families in limited
ways and don’t realize the wholeness of
the illness experience for the patient and

Qutcomes 19

family. Before Randy’s illness, I thought
I knew what my patients were going
through. I realize now how naive I was.
The illness experience is much more
than I imagined. I cannot emphasize
enough that professional nurses need
to listen more and talk less. The patient
and family are the experts in chronic
illness, not the healthcare team.

—Pamala

Research

Research studies continue to be published that
identify relationships between variables and
the illness experience and ultimately illness
behavior and psychosocial adjustment. How-
ever, lacking are interventions to change or
modify the illness experience or mental model
of the illness that the patient and family have.
Many relationships have been identified, but
each article ends with a statement that can be
paraphrased as, “and now we need to develop
interventions to address these concerns.” Un-
fortunately, this author repeated this same
concern in the 10th edition of this book as
well. Tt has remained the same since the prior
edition; there are no intervention studies, just
suggestions. The chronic illness population
and their families are still waiting.

Outcomes

The illness experience is unique for each pa-
tient and family. Many variables influence it,
as described in this chapter, but there may be
other influences that psychosocial scientists
have not yet identified. The illness behavior
that exists during a chronic illness is not de-
viant, nor does it need to be “fixed.” Rather, it
is a response to an illness threat and percep-
tion. Healthcare professionals need to support
patients and families and more fully under-
stand the lived experience of their illness. As
healthcare professionals, we are efficient and
effective in working within the disease model.
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20 Chapter1 The lliness Experience

However, the patient and family are function-  be placed on the same level as the science of
ing in both the illness mode and the disease ~ nursing. The art of nursing is critical in estab-
mode. Caring for a patient and family with  lishing relationships with patients and under-
chronic illness requires the art of nursing to  standing their illness experience.

Evidence-Based Practice Box

From a medical diagnostic standpoint, fibromyalgia is often seen as an example of a contested
disorder. The diagnosis of fibromyalgia is explained by an abnormal amplification of stimuli in

the central nervous system with chronic musculoskeletal pain and excessive fatigue endured by
the patient. The path to diagnosis is hardly clear. The aim of this study was to examine the role of
diagnosis in patients with fibromyalgia and to better understand the process and consequences
of receiving that diagnosis. The researchers performed a meta-ethnography of qualitative studies
describing those experiences. Twenty-eight studies were included. Years were spent consulting
physicians to confirm the reality of the symptoms and to make sense of the illness. Relief was felt
at finally receiving a diagnosis. However, that relief quickly waned as therapies proved ineffective,
and healthcare professionals in general questioned whether the patients were truly ill. The
diagnosis of fibromyalgia did not provide a sense of meaning to the patients, and they often felt
blamed when they didn’t “recover.” The researchers concluded that the diagnosis had limitations
in validating and making sense of the patient’s illness experience and did not provide a social
legitimation of their illness.

Data from Mengshoel, A. M., Sim, J., Ahlsen, B., & Madden, S. (2018). Diagnostic experience of patients with fibromyalgia: A meta-ethnography.
Chronic lliness, 14(3), 194-211. doi:10.1177/17423953

CASE STUDY 1-1

Sharon is a 46-year-old wife, mother, and attorney. For the past few weeks, she has been bothered

with intermittent abdominal pain, bloating, and generally not feeling well. Two weeks ago, she weighed
herself and found she had gained 8 pounds while eating very little of late. A few days ago, she visited her
family practice physician, and after a brief history and physical exam, she was referred to a gynecologist
for an exam, followed by blood work and a transvaginal ultrasound. Sharon and her husband, Dan, are
in the clinic today to learn the results. The ultrasound revealed a large mass in her abdomen suspected
to be ovarian cancer. Her CA-125 was 700 (normal is 35 or less). Sharon and Dan are stunned. They are
told of scheduling surgery as soon as possible and the potential for chemotherapy if it is indeed cancer.
After the physician leaves the room, you, the RN who schedules surgery and provides education and
follow-up information to patients, enter the consulting room. The couple remains silent for a bit, and
then Dan screams out that the diagnosis has to be wrong, and they need a second opinion. Sharon sits
there, eyes closed, and says nothing.

Discussion Questions

1. Whatis your response to Dan and Sharon? How can you use mindful presence and communication
in this situation?

2. |[sittoo soon to begin describing the surgery and chemotherapy with the couple?

3. What kind of information might they have about ovarian cancer that is fueling their illness
perceptions?
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CASE STUDY 1-2

Sharon was subsequently diagnosed with ovarian cancer, stage llic after surgery. She completed

6 months of chemotherapy. It is now a year since her diagnosis. However, her health is not good,

and she has had more than her share of complications already. Her latest scan showed several spots
on her liver and right lung. Her treatment options are diminishing: continue chemo with a second-line
chemo drug or participate in a clinical trial in a neighboring state. Sharon and Dan are devastated.
Sharon turns to you and asks, “What would you do?”

Discussion Questions

1. What do you say? How do you maintain professional boundaries while being honest with the
couple?

2. How can you be a mindful presence in their midst?

Study Questions

1. Dealing with “expert” patients can be difficult, and many patients with chronic illness are
“expert” patients. Often your own “power” as a healthcare professional is threatened. How do
you deal with “expert” patients and make it a collaborative relationship?

2. There are no norms for individuals with chronic illness. What does this mean, and how does it
apply to the patients you care for?

3. How do healthcare professionals influence the illness perceptions and behavior of patients and
families in both positive ways and negative ways?

4. Reflect on your own health and illness experiences. What influences your own perceptions and

behaviors about chronic illness?
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