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Symptoms Experience: A Concept Analysis

Terri S. Armstrong, MS, APRN, BC

Purpose/0bjectives: To provide a clearly constructed definition of the
concept of symptoms experience.

Data Sources: Articles and book chapters.

Data Synthesis: Symptoms experience has not been explored previ-
ously. Several approaches to the concept of symptoms have been ad-
dressed, including symptom occurrence, symptom distress, and un-
pleasant symptoms. Limitations of these approaches may include the
lack of focus on symptoms as occurring concurrently or in clusters or the
multiplicative nature of symptoms. In addition, situational and existential
meaning often is not explored.

Conclusions: Symptoms experience is the perception of the fre-
quency, intensity, distress, and meaning of symptoms as they are pro-
duced and expressed. Symptoms are multiplicative in nature and may
act as catalysts for the occurrence of other symptoms. Antecedents to
the symptoms experience include demographic, disease, and individual
factors. Consequences include the impact on mood state, psychologi-
cal status, functional status, quality of life, disease progression, and
survival.

Implications for Nursing: Evaluation of symptoms in patients with
cancer should include a meaning-centered approach, in which symptoms
are evaluated not only for occurrence characteristics and perceived dis-
tress but also for the meaning of the symptoms experience to individu-
als.

ymptoms are guideposts for oncology nursing practice.
Symptom experience isaconcept that often is described
in nursing literature as the occurrence of symptomsin
clinical and research contexts. Although related terms such as
symptom distress have been defined, the experience of symp-
toms has not been explored fully. Recent work by several re-
searchers hasindicated that symptoms often occur in clusters
and may be multiplicative in nature (Dodd, Janson, et al.,
2001; Lenz, Pugh, Milligan, Gift, & Suppe, 1997). Therefore,
the current analysis will refer to the experience of multiple
symptoms as the “ symptoms experience.”
The process of completing a concept analysis occurs when
a concept is systematically and logically investigated to
form aclearly constructed definition (Ream & Richardson,
1996). If a concept is used without first being clearly de-
fined, then any work on which it is based also will be un-
clear (McKenna, 1997). Unclear theoretical definitions con-
tinue to be a magjor problem in nursing outcomes research
(Haberman, 1999; Strickland, 1992). The purpose of thisar-
ticle is to provide an analysis of the concept of symptoms
experience using the framework outlined by Walker and
Avant (1995). This method includes developing a clear defi-
nition, identifying antecedents, defining attributes and con-
seguences of the concept, and devel oping model and related
cases.

Key Points. ..

O Current evidence suggests that symptoms may occur in clus-
ters, be multiplicative in nature, and act as catalysts for other
symptoms.

O The meaning that the symptoms experience has to patients
may influence the symptom occurrence or perceived distress
that patients experience.

0O Current methods to evaluate symptoms are limited by measur-
ing symptom occurrence and distress individually and often do
not consider the meaning or importance of symptomsto pa-
tients.

Literature Review

The word “symptom” can be traced to its Latin origin
synthoma and first was used in its present sense in the 1600s
(Rhodes & Watson, 1987). Sign was differentiated from
symptom in the 1800s, with signs being described as alter-
ationsthat can be ascertained by the sense of the observer and
symptoms as changes in the functions of the parts affected
(Rhodes & Watson). Several theories recently have been de-
veloped that attempt to explain the occurrence of symptoms
and the relation of symptoms to other factors (Lenz et al.,
1997; Leventhal & Johnson, 1983; Rhodes & Watson). In
Leventha and Johnson’ stheory of self-regulation, symptoms
are concrete representations of disease experienced by indi-
viduals as a component of cognitive processing. Their work
highlights the differentiation between the occurrence of a
symptom (a concrete, objective event) and the emotional re-
sponse to that event. Lenz et al. developed a middle-range
theory of unpleasant symptoms and defined symptoms as
“perceived indicators of changein normal functioning as ex-
perienced by patients’ (p. 3). They conceptualized each symp-
tom to be amultidimensional experience that can be measured
separately or in combination with other symptoms. Rhodes
and Watson defined symptoms as subjective phenomena re-
garded by individuals as an indication of acondition departing
from normal function, sensation, or appearance or as perceived
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indicators of changein normal functioning as experienced by
patients. Symptoms (including fatigue, nausea, and pain) be-
come known only by the report of the people experiencing
them. Common themes of these approaches include the sub-
jective nature of symptoms, the occurrence seen as adeparture
from normal function, the multidimensional nature, and the
inclusion of an emational response to the symptom. All of the
effortsthusfar to further describe symptomsindicate that each
symptom is a multidimensional experience that can be mea-
sured separately or in combination with other symptoms.

The occurrence of symptoms has been delineated further by
the concepts that comprise them. Dimensions of each symp-
tom that are common across symptoms and populations are
theintensity (strength), timing (duration and frequency), level
of distress perceived, and quality (Lenz et al., 1997; L eventhal
& Johnson, 1983; Rhodes & Watson, 1987). Quality, inten-
sity, and timing often are referred to as characteristics of
symptom occurrence, with distress being considered sepa-
rately (Rhodes & McDaniel, 1999).

Recently, efforts have focused on the definition and mea-
surement of the distress associated with symptoms. The word
“distress’ in medieval language was used as a houn indicat-
ing distraining or the condition of being distrained (Rhodes &
Watson, 1987). Modern definitions of distress include pres-
sure applied to produce or restrain action, physical or mental
suffering, or amount of upset that the sensation causes (Leven-
thal & Johnson, 1983; Merriam-Webster, 2001). Symptom dis-
tress is defined as the degree or amount of physical or men-
tal upset, anguish, or suffering experienced from a specific
symptom (Rhodes & Watson). McCorkle (1987) furthered
work on symptom distress by creating a measurement instru-
ment. She defined measurement asthe “ systematic attempt to
measure the person’s level of distress from a specific symp-
tom being experienced” (p. 248). For measuring symptom
distress, researchers most often use tools that measure both the
occurrence and perceived intensity of symptoms (Haberman,
1999). Most scales measure intensity by having patients rate
the severity of asymptom and do not alow for separate mea-
surements of distress. This use of the concept in practice and
research highlights incongruency between the definition of
distress and what is being measured.

In summary, several approaches related to the description
of symptom occurrence and distress have been published in
theliterature. The approach to the understanding of symptoms
hasincluded the concepts of symptoms, symptom occurrence,
symptom distress, and unpleasant symptoms. These ap-
proaches often take into account the intensity of and distress
associated with symptoms but fail to recognize either the
meaning of the symptomsto patients, the multiplicative nature
of symptoms, or the impact of symptoms on the disease. The
concept of “symptoms experience” has not been explored.

Symptoms Experience

The purpose of thisarticleisto provide a clear definition of
symptoms experience, including antecedents, defining at-
tributes, and consequences of symptoms and symptoms expe-
rience. Theterm “experience” first appeared in the 14th century
and has been defined as direct observation of, or participation
in, events as a basis of knowledge; the conscious events that
make up an individual’s life; something personally encoun-
tered, undergone, or lived through; or the process of directly

perceiving events or reality (Merriam-Webster, 2001; Rhodes
& Watson, 1987). The term “symptom experience” first was
connected to the concepts of symptom occurrence and symp-
tom distress by Rhodes and Watson in their discussion of nau-
sea and vomiting in terms of the patterns of symptom experi-
ence (Rhodes & McDaniel, 1999). In their development of a
model of symptom distress, they defined symptom experience
aspatients’ perceptions and responses to symptom occurrence
and distress. However, as Haberman (1999) and McClement,
Woodgate, and Degner (1997) have stated, often the occur-
rence and perceived intensity of symptoms do not correlate
with distress. Haberman encouraged researchers to take a
meaning-centered approach to assessing the nature of total
symptom experience and further defined this experience asa
“multidimensional, dynamic process of deriving meaning
from a subjective, out-of-the-ordinary sensation—asynthesis
of symptom occurrence and perceptions of intensity and dis-
tress’ (p. 11). Eventhisdefinitionislacking, inthat it does not
take into account the occurrence and potential multiplicative
nature of more than one symptom. From this definition, the
importance of meaning will be interwoven into the framework
currently established for symptomsto analyze the concept of
symptoms experience.

For the purpose of the current analysis, symptoms experi-
enceis defined as the perception of the frequency, intensity,
distress, and meaning occurring as symptoms are produced
and expressed. Figure 1 providesamode of the symptoms ex-
perience and its components. Variousindividual factorsinter-
act to produce symptoms in individuals. Rhodes and Watson
(1987) identified three categories of variables that influence
the experience of symptoms—including physiologic, psycho-
logical, and situational factors—and saw these components as
influencing and being influenced by the symptoms. The per-
ceived components of the symptoms experience include the
symptoms’ frequency, intensity, distress, and meaning.
Peopl€’ s ability to perceive the degree of physical or mental
distressisthought to be influenced by various factors, includ-
ing age, socioeconomic levels, culture, family role, education,
health knowledge, values, and past experiences (Rhodes &
McDaniel, 1999; Rhodes & Watson). This perception of the
symptoms experience requires the ability to understand what
isobscure. Characteristics of patients (such asindividual, dis-
ease, and demographic variables) and the impact that the ex-
pression of symptoms has for them may modify this under-
standing. Therefore, this perception may be different based on
theindividual. The expression or consequences of the symp-
toms are described as changes in functional and cognitive ac-
tivities, including adjustment to illness, quality of life, mood,
functional status, disease progression, and survival.

Defining Attributes

Defining attributes are characteristics of the concept that ap-
pear repeatedly in the literature (Walker & Avant, 1995). As
noted previously, existing theories and studies of symptomsin
various popul ations have defined key attributes of symptomsas
the frequency, intendity, and distress that occur. However, miss-
ing from thislist of attributesisthe meaning of the symptoms
and the symptoms experience to patients. According to
Rhodes and McDaniel (1999), the meaning that people assign
to physical sensations may have profound implicationsfor their
physical and psychological health and, therefore, their quaity

ONCOLOGY NURSING FORUM —VOL 30, NO 4, 2003

602



Downloaded on 05-18-2024. Single-user license only. Copyright 2024 by the Oncology Nursing Society. For permission to post online, reprint, adapt, or reuse, please email pubpermissions@ons.org. ONS reserves all rights.

Symptoms Experience

Antecedents

Symptom
production

Demographic characteristics:
age, gender, marital status,
race, culture, role, education,
and socioeconomic status

v

Disease characteristics:

!

Individual characteristics:
health knowledge, values,
past experiences, and sense
of coherence

F

Intensity

type and state, type of treat- str r:putgrl:; B

ment, and comorbid medical ’ Int((]ensit y
and clinical factors ) Y
Distress

Meaning Meaning

Symptoms meaning

Existential meaning

Symptom
perception
Symptom A

Meaning

Symptom
expression

Consequences

| Adjustment to illness |

requency

Distress

lity of if
Symptom C Quality of life

Frequency
Intensity
Distress

N

Functional status

| Disease progression |

Figure 1. Symptoms Experience Model

of life. Each individua symptom, aswell as the interaction of
multiple symptoms, hasthe ability to affect patients' situational
meaning (perception of anew event and their capacity to handle
it) or existential meaning (global representations of their places
intheworld) (Richer & Ezer, 2000). The meaning that patients
atribute to the experience of symptoms may influence the per-
ception of a symptom regardless of the frequency or distress
associated with the symptom. This meaning may affect the
symptoms experience by ascribing a positive or negative per-
spective on the experience. How patients perceive theimpact of
these symptoms on daily lifeis situational meaning. Situational
meaning may betriggered by an inability to drive asaresult of
seizures or to attend achurch event asaresult of fatigue. Exis-
tential meaning may include patients' sense of vulnerability and
mortality asaresult of symptoms reminding them of their can-
cer diagnosis. Or the symptoms may have a positive meaning
to patientsif, for example, they assign symptoms as signifying
that the “treatment must be working if | feel thissick” or “the
experience has brought my family closer together and allowed
usto seethe good in each other.” For each individua, the symp-
tom considered most distressing may not be the most meaning-
ful symptom to that person. Therefore, the concept of symp-
toms experienceincludesthe attributes of symptom occurrence
and distress, as well as the situational and existential meaning
of individual symptoms and the combined impact of multiple
symptoms.

Symptoms seldom occur in isolation. Published studies
have indicated that patients with solid tumors reported an
average of 11-13 symptoms that occurred concurrently and
may have influenced the occurrence of other symptoms
(Chang, Hwang, Feuerman, & Kasimis, 2000; Portenoy et al.,
1994). According to Lenz et al. (1997), the occurrence of
multiple symptomsis likely to result in an experience that is
multiplicative rather than additive. Other researchers also
have supported this idea (Graydon, Ross, & Webster, 1995;

Tishelman, Taube, & Sachs, 1991). Symptoms may occur in
clusters (Dodd, Miaskowski, & Paul, 2001; Sarna, 1998) or
act as catalysts for other symptoms or the distress associated
with them (Graydon et al.). For example, pain has been re-
ported to be disproportionately more severe when fatigue and
nausea are experienced at the same time (DeVito, 1990).
Therefore, in understanding the symptoms experience, nurses
must view symptoms as influencing and being influenced by
the occurrence attributes of other symptoms.

Antecedents

According to Walker and Avant (1995), identifying anteced-
ents and consequences helpsto clarify the attributes and context
inwhich the concept isfound. Antecedents affecting the expe-
rience of symptoms include demographic characteristics such
as gender (Degner & Sloan, 1995), age (Cimprich, 1999;
Collins et a., 2000; Degner & Sloan), marital status, ethnicity
(Bates & Edwards, 1992; Carter, 1974; Todd, Samaroo, &
Hoffman, 1993), culture (Berg, 1999; Berg & Taylor, 1999;
Cohen & Palos, 2001; Dodd, Janson, et al., 2001), role (Berg),
education (Sarna, 1998), disease characteristics such as type
and stage (Cimprich & Ronis, 2001; Collinset a.; McCorkle &
Quint-Benoliel, 1983), type of treatment (Kaasa, Mastekaasa,
& Thorud, 1988), type of care providers (McCorkle et a.,
1994), comorbid medical and clinical factors (Collins et al.;
Dales, Spitzer, Schechter, & Suissa, 1989; Leidy, 1990; Pugh,
1990; Pugh & Milligan, 1995; Sarna), and individual factors,
such ashealth knowledge, values, and past experiences (Rhodes
& Watson, 1987; Rittenhouse & Lee, 1993). For the purpose of
thisanalysis, the antecedents to the production of the symptoms
experiencein patientswith cancer have been broadly classified
as demographic characteristics (age, gender, marital status,
race, culture, role, education, and socioeconomic status), dis-
ease characteristics (type and stage of cancer, type and avail-
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ability of treatment, and comorbid medical and clinical fac-
tors), and individua characteristics (health knowledge, vaues,
past experiences, and sense of coherence).

Consequences

Symptoms have been found to affect the production of ava
riety of health outcomes in various populations. These conse-
quences of the expression of symptomsinclude patients' adjust-
ment to theillness (Hoskins et al., 1996), quality of life (Cella
& Cherin, 1988; Cimprich, 1999), functional status (Dodd,
Miaskowski, et al., 2001; Graydon et al., 1995), psychological
state (Cimprich, 1999; McCorkle & Quint-Benoliel, 1983;
Molassiotis et a., 1996; Nerenz, Leventhal, & Love, 1982),
disease progression (Degner & Sloan, 1995), and survival
(Degner & Sloan; Kaasa et a., 1988; Tamburini, Brunelli,
Rosso, & Ventrafridda, 1996). The occurrence of symptoms
can influence functional health status. Patientswith severa dis-
ease states other than cancer and multiple or more severe symp-
toms have demonstrated alower functional health status, lower
cognitive functioning, less effective role performance, and
lower physical performance capabilities (Fawcett, Tulman, &
Myers, 1988; Graydon et al., 1995; Milligan, Parks, & Lenz,
1991; Pugh & Milligan, 1995). In patients with cancer, symp-
tom-related distress has been found to significantly and inde-
pendently predict changesin patient functioning (Given, Given,
Azzouz, & Stommel, 2001; Sarna, 1998). Multiple symptoms
in patients with cancer also have been shown to reduce wound
healing and lead to immune suppression and progression of
metastatic disease (Ben-Eliyahu, Page, & Shakar, 1999;
Kiecolt-Glaser, Page, Marucha, MacCallum, & Glaser, 1998;
Page & Ben-Eliyahu, 1997). Recently, the occurrence of mul-
tiple symptoms in patients with prostate cancer was shown to
predict treatment failures and poor therapeutic outcomes (Clark
& Talcott, 2001). For the purpose of the current analysis, the
consequences of symptoms expression include patients’ adjust-
ment to illness, quality of life, mood, functional status, disease
progression, and, ultimately, survival.

Model Case

A model caseisa“rea-life’ example of the use of the con-
cept. The model case should include all of the critical at-
tributes and no attributes of any other concept.

J.R., a26-year-old man with aright temporal lobe glio-
blastoma, described his seizure: “I had that chemical
smell again, so | thought, ‘herel go again,” sat down on
the floor, and tried to stay calm. When | woke up,
Luanne was still reading the paper. ‘How long did it
last? | asked her. ‘ About two minutes.” ‘Not bad,’ |
said. ‘That's the first one in aweek! | knew | would
have one; | was so tired from my chemotherapy treat-
ment yesterday.””

S.D., a 64-year-old woman with a glioblastoma of the
right temporal |obe, had not had aseizurein ayear. While
shopping with her daughter, she first smelled achemical
odor and then had a generalized seizure that lasted about
two minutes. She woke up in an ambulance on theway to
the hospital. “Oh God, | know the tumor is back, how can
| handlethis? Now | can’t drive; how can | go to work?”’
S.D. was sobbing uncontrollably when she arrived at the

emergency room. One week later, she remained weak on
her right side, had not returned to work, and was refusing
to participate in an upcoming family reunion.

Although both patients had the same diagnosis and experi-
enced identical seizures, the perceived experience of each sai-
zurewas very different. Both patients' seizureswereinfluenced
by their demographic, disease, and individual factors, leading
to a difference in the meaning of the symptom to the person.
J.R.’s example highlights the multiplicative nature when he
stated that the fatigue from treatment often led to aseizure. JR.
actually experienced seizures frequently, but this did not com-
pound the impact on the meaning of the symptom to him and
actually may have diminished the significance of the seizure
when compared to S.D. The consequences of the symptom are
influenced not only by the occurrence and distress characteris-
tics but al so the meaning of the symptom to the person. Thisis
evident in the difference in the perceived meaning and impact
on life events between the first and second examples.

Other Cases

In addition to the devel opment of the model case, Walker and
Avant (1995) recommended devel oping other cases (borderline,
contrary, and related cases) to assist in demonstrating the char-
acteristics that make the concept under consideration unique.

Borderline cases are examples or instances that contain
some, but not all, of the critical attributes of the concept be-
ing examined (Walker & Avant, 1995). The following is an
example.

Jane was caring for Michael, who was hospitalized for sei-
zures related to his brain tumor. Her note stated that Michael
had onefocal seizurein the past 24 hours. It lasted two minutes
and consisted of jerking of hisright forearm. Thisdescribesthe
frequency and intensity but does not describe the distress or
meaning of the seizure to Michael.

Contrary cases are those that clearly are “not the concept.”
An examplewould be Susie spent the day lounging on the beach
reading anovd. “Oh,” she said, “thisis a perfect day. | do not
have a care in the world.” This example includes none of the
characterigtics evident in the concept of symptoms experience.

Related cases are instances of concepts that are related to
the concept being studied but do not contain all of the critical
attributes (Walker & Avant, 1995). An example would be
“Mary sat in her room crying. She had been up vomiting all
night and expressed how angry shewas at being so sick.” This
is an example of symptom distress. It describes the person’s
emotional response to the symptom but does not include the
meaning of the symptom.

Conclusions and Implications
for Nursing and Research

Several conceptual models and theories attempt to describe
and quantify the impact of symptoms in patients. These mod-
dsinclude symptom distress, symptom management, and un-
pleasant symptoms. The difficulty with these gpproachesisthat
they often are unidimensiona, measuring only distress and not
the impact, importance, or meaning to patients. The symptom
distress moddl, which was used to devel op a symptom distress
scale, does not consider the multiplicative nature of symptoms.
Although the model and the measurement instrument evaluate

ONCOLOGY NURSING FORUM —VOL 30, NO 4, 2003

604



Downloaded on 05-18-2024. Single-user license only. Copyright 2024 by the Oncology Nursing Society. For permission to post online, reprint, adapt, or reuse, please email pubpermissions@ons.org. ONS reserves all rights.

multiple symptoms at one time, distressis measured individu-
ally and does not take into account the potentia for symptoms
to occur in clusters or the overall meaning of the symptomsin
patients' lives. Finally, the descriptorsfor the concepts of symp-
tom distress, unpleasant symptoms, and symptom management
are overlapping, leading to confusion about terminology and
what concept isthe central focus of the study.

Measurement tool s that currently exist are designed to mea-
sure symptom distress. These tools purport to measure distress
but actually measure intensity of symptomsin regard to fre-
quency and severity. Only the University of Texas M.D.
Anderson Symptom Distress Scal e also includes measures of
“interference” of symptoms with activities of daily living
(Cleeland et al., 2000). Despite an extensive search, no tool
could be found that also allowed patients to rate symptoms
according to meaning or importance, independent of distress.

The concept of symptoms experienceis an outgrowth of the
work on symptom occurrence and symptom distress and allows
for the meaning of the symptomsto be considered aswell. Fo-
cusing on the experience of symptoms, including antecedents
and consequences, and adding the value of the meaning of the
experience to patients provide an additional layer of complex-
ity but take into account the individual nature of the symptoms
experience. Exploring the concept of the experience of symp-

tomswill provide abasisfor further evauation and clarification
of the meaning of symptoms to patients who experience them.
In addition, it will provide aframework for further evaluation
of factorsthat previoudy have been evaluated independently for
the relationship to the occurrence of distress of symptoms. Ul-
timately, understanding the concept of symptoms experience
will lend itsalf to guide assessment techniques and interventions
designed to affect symptom occurrence and distress. Factors
delineated to be antecedent to the occurrence of symptoms can
be targeted for further research to enhance understanding of the
impact of these factors on symptoms. In addition, interventions
can be explored that alter these factors and have the potential to
affect symptom occurrence. Thisimpact will occur by individu-
alizing the plan to the symptoms found to be important to each
patient and providing a holistic approach, taking into account
disease, individual, and demographic variablesthat may affect
symptoms experienced.
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