Symptoms Experience: A Concept Analysis
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Purpose/Objectives: 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-

Key Points . . .

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

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

O Current methods to evaluate symptoms are limited by measu

ing symptom occurrence and distress individually and often d
not consider the meaning or importance of symptoms to pa-

duced and expressed. Symptoms are multiplicative in nature and may tients.
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

Literature Review

The word “symptom” can be traced to its Latin origin
synthomaand first was used in its present sense in the 160
are evaluated not only for occurrence characteristics and perceived dis- (Rhodes & Watson, 1987). Sign was differentiated fron
tress but also for the meaning of the symptoms experience to individu- symptom in the 1800s, with signs being described as alte
als. ations that can be ascertained by the sense of the observer
symptoms as changes in the functions of the parts affect
] ) . (Rhodes & Watson). Several theories recently have been
ymptoms are guideposts for oncology nursing practiceyeloped that attempt to explain the occurrence of sympton
SSymthm experience is a concept that often is describeghd the relation of symptoms to other factors (Lenz et al
in nursing literature as the occurrence of symptoms ingg7; Leventhal & Johnson, 1983; Rhodes & Watson). |
clinical and research contexts. Although related terms such a&venthal and Johnson's theory of self-regulation, sympton
symptom distress have been defined, the experience of symgre concrete representations of disease experienced by ir
toms has not been explored fully. Recent work by several rgjduals as a component of cognitive processing. Their wot
searchers has indicated that symptoms often occur in clustgigyhlights the differentiation between the occurrence of
and may be multiplicative in nature (Dodd, Janson, et algymptom (a concrete, objective event) and the emotional r
2001; Lenz, Pugh, Milligan, Gift, & Suppe, 1997). Therefore sponse to that event. Lenz et al. developed a middle-ran
the current analysis will refer to the experience of multlplqheory of unpleasant symptoms and defined symptoms
symptoms as the “symptoms experience.” “perceived indicators of change in normal functioning as ex
The process of completing a concept analysis occurs whefgrienced by patients” (p. 3). They conceptualized each sy
a concept is systematically and logically investigated tqom to be a multidimensional experience that can be measul
form a clearly constructed definition (Ream & Richardsonseparate|y or in combination with other symptoRkodes
1996). If a concept is used without first being clearly deand watson defined symptoms as subjective phenomena
fined, then any work on which it is based also will be unyarded by individuals as an indication of a condition departir

clear (McKenna, 1997). Unclear theoretical definitions confrom normal function, sensation, or appearance or as perceiv
tinue to be a major problem in nursing outcomes research

(Haberman, 1999; Strickland, 1992). The purpose of thisar-

ticle is to provide an analysis of the concept of symptom3erri S. Armstrong, MS, APRN, BC, is a doctoral student and clin
experience using the framework outlined by Walker andal assistant professor in the School of Nursing at the University
Avant (1995). This method includes developing a clear defiTexas—Houston and a neuro-oncology nurse practitioner for th
nition, identifying antecedents, defining attributes and conUniversity of Texas M.D. Anderson Cancer Center in Houston. (Su
sequences of the concept, and developing model and relatdijted June 2002. Accepted for publication November 22, 2002.)
cases. Digital Object Identifier: 10.1188/03.0ONF.601-606
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indicators of change in normal functioning as experienced bgerceiving events or reality (Merriam-Webster, 2001; Rhodes
patients. Symptoms (including fatigue, nausea, and pain) b& Watson, 1987). The term “symptom experience” first was
come known only by the report of the people experiencingonnected to the concepts of symptom occurrence and symj
them. Common themes of these approaches include the subm distress by Rhodes and Watson in their discussion of nat
jective nature of symptoms, the occurrence seen as a departgea and vomiting in terms of the patterns of symptom experi:
from normal function, the multidimensional nature, and theence (Rhodes & McDaniel, 1999). In their development of a
inclusion of an emotional response to the symptom. All of thenodel of symptom distress, they defined symptom experience
efforts thus far to further describe symptoms indicate that eads patients’ perceptions and responses to symptom occurren
symptom is a multidimensional experience that can be meand distress. However, as Haberman (1999) and McClemen
sured separately or in combination with other symptoms. Woodgate, and Degner (1997) have stated, often the occul
The occurrence of symptoms has been delineated further bgnce and perceived intensity of symptoms do not correlate
the concepts that comprise them. Dimensions of each sympth distress. Haberman encouraged researchers to take
tom that are common across symptoms and populations ameaning-centered approach to assessing the nature of tot
the intensity (strength), timing (duration and frequency), levesymptom experience and further defined this experience as
of distress perceived, and quality (Lenz et al., 1997; Leventhamultidimensional, dynamic process of deriving meaning
& Johnson, 1983; Rhodes & Watson, 1987). Quality, intenfrom a subjective, out-of-the-ordinary sensation—a synthesis
sity, and timing often are referred to as characteristics aff symptom occurrence and perceptions of intensity and dis
symptom occurrence, with distress being considered septaiess” (p. 11). Even this definition is lacking, in that it does not
rately (Rhodes & McDaniel, 1999). take into account the occurrence and potential multiplicative
Recently, efforts have focused on the definition and measature of more than one symptom. From this definition, the
surement of the distress associated with symptoms. The woimportance of meaning will be interwoven into the framework
“distress” in medieval language was used as a noun indicaturrently established for symptoms to analyze the concept o
ing distraining or the condition of being distrained (Rhodes &ymptoms experience.
Watson, 1987). Modern definitions of distress include pres- For the purpose of the current analysis, symptoms experi
sure applied to produce or restrain action, physical or mentahce is defined as the perception of the frequency, intensity
suffering, or amount of upset that the sensation causes (Levatistress, and meaning occurring as symptoms are produce
thal & Johnson, 1983; Merriam-Webster, 2001). Symptom disand expressed. Figure 1 provides a model of the symptoms e
tress is defined as the degree or amount of physical or meperience and its components. Various individual factors inter-
tal upset, anguish, or suffering experienced from a specifiact to produce symptoms in individuals. Rhodes and Watsor
symptom (Rhodes & Watson). McCorkle (1987) furthered(1987) identified three categories of variables that influence
work on symptom distress by creating a measurement instrthe experience of symptoms—including physiologic, psycho-
ment. She defined measurement as the “systematic attemptiégical, and situational factors—and saw these components &
measure the person’s level of distress from a specific symfluencing and being influenced by the symptoms. The per-
tom being experienced” (p. 248). For measuring symptonseived components of the symptoms experience include th
distress, researchers most often use tools that measure bothgheptoms’ frequency, intensity, distress, and meaning.
occurrence and perceived intensity of symptoms (HabermaReople’s ability to perceive the degree of physical or menta
1999). Most scales measure intensity by having patients ratkstress is thought to be influenced by various factors, includ-
the severity of a symptom and do not allow for separate meaig age, socioeconomic levels, culture, family role, education,
surements of distress. This use of the concept in practice ahdalth knowledge, values, and past experiences (Rhodes
research highlights incongruency between the definition ofMcDaniel, 1999; Rhodes & Watson). This perception of the
distress and what is being measured. symptoms experience requires the ability to understand wha
In summary, several approaches related to the descriptiagobscure. Characteristics of patients (such as individual, dis
of symptom occurrence and distress have been publishedeéase, and demographic variables) and the impact that the e
the literature. The approach to the understanding of symptonpsession of symptoms has for them may modify this under-
has included the concepts of symptoms, symptom occurrencganding. Therefore, this perception may be different based o
symptom distress, and unpleasant symptoms. These athe individual. The expression or consequences of the sympg
proaches often take into account the intensity of and distretsms are described as changes in functional and cognitive ac
associated with symptoms but fail to recognize either thévities, including adjustment to iliness, quality of life, mood,
meaning of the symptoms to patients, the multiplicative naturinctional status, disease progression, and survival.
of symptoms, or the impact of symptoms on the disease. The
concept of “symptoms experience” has not been explored. Defining Attributes

svm ptoms Experience Defining attributes are characteristics of the concept that ap

pear repeatedly in the literature (Walker & Avant, 1995). As

The purpose of this article is to provide a clear definition ohoted previously, existing theories and studies of symptoms ir
symptoms experience, including antecedents, defining atrarious populations have defined key attributes of symptoms a
tributes, and consequences of symptoms and symptoms exftige frequency, intensity, and distress that occur. However, miss
rience. The term “experience” first appeared in the 14th centuipg from this list of attributes is the meaning of the symptoms
and has been defined as direct observation of, or participati@nd the symptoms experience to patients. According tc
in, events as a basis of knowledge; the conscious events tiRttodes and McDaniel (1999), the meaning that people assig
make up an individual’s life; something personally encounto physical sensations may have profound implications for thei
tered, undergone, or lived through; or the process of directlghysical and psychological health and, therefore, their quality
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Figure 1. Symptoms Experience Model

of life. Each individual symptom, as well as the interaction ofTishelman, Taube, & Sachs, 1991). Symptoms may occur
multiple symptoms, has the ability to affect patients’ situationatlusters (Dodd, Miaskowski, & Paul, 2001; Sarna, 1998) c
meaning (perception of a new event and their capacity to handket as catalysts for other symptoms or the distress associs
it) or existential meaning (global representations of their placasith them (Graydon et al.). For example, pain has beenr
in the world) (Richer & Ezer, 2000). The meaning that patientported to be disproportionately more severe when fatigue al
attribute to the experience of symptoms may influence the penausea are experienced at the same time (DeVito, 199
ception of a symptom regardless of the frequency or distre§herefore, in understanding the symptoms experience, nurs
associated with the symptom. This meaning may affect theust view symptoms as influencing and being influenced
symptoms experience by ascribing a positive or negative pethe occurrence attributes of other symptoms.
spective on the experience. How patients perceive the impact of
these symptoms on dalily life is situational meaning. Situational Antecedents
meaning may be triggered by an inability to drive as a result of
seizures or to attend a church event as a result of fatigue. Exis-According to Walker and Avant (1995), identifying anteced
tential meaning may include patients’ sense of vulnerability andnts and consequences helps to clarify the attributes and con
mortality as a result of symptoms reminding them of their canin which the concept is found. Antecedents affecting the exp
cer diagnosis. Or the symptoms may have a positive meanimgnce of symptoms include demographic characteristics su
to patients if, for example, they assign symptoms as signifyings gender (Degner & Sloan, 1995), age (Cimprich, 199
that the “treatment must be working if | feel this sick” or “the Collins et al., 2000; Degner & Sloan), marital status, ethnicit
experience has brought my family closer together and allowg@Bates & Edwards, 1992; Carter, 1974; Todd, Samaroo,
us to see the good in each other.” For each individual, the symboffman, 1993), culture (Berg, 1999; Berg & Taylor, 1999;
tom considered most distressing may not be the most meaningehen & Palos, 2001; Dodd, Janson, et al., 2001), role (Ber
ful symptom to that person. Therefore, the concept of sympeducation (Sarna, 1998), disease characteristics such as t
toms experience includes the attributes of symptom occurrenead stage (Cimprich & Ronis, 2001; Collins et al.; McCorkle &
and distress, as well as the situational and existential meaniq@int-Benoliel, 1983), type of treatment (Kaasa, Mastekaas
of individual symptoms and the combined impact of multiple& Thorud, 1988), type of care providers (McCorkle et al.
symptoms. 1994), comorbid medical and clinical factors (Collins et al.
Symptoms seldom occur in isolation. Published studie®ales, Spitzer, Schechter, & Suissa, 1989; Leidy, 1990; Puc
have indicated that patients with solid tumors reported ah990; Pugh & Milligan, 1995; Sarna), and individual factors
average of 11-13 symptoms that occurred concurrently arglich as health knowledge, values, and past experiences (Rhc
may have influenced the occurrence of other symptom& Watson, 1987; Rittenhouse & Lee, 1993). For the purpose
(Chang, Hwang, Feuerman, & Kasimis, 2000; Portenoy et althis analysis, the antecedents to the production of the sympto
1994). According to Lenz et al. (1997), the occurrence oéxperience in patients with cancer have been broadly classifi
multiple symptoms is likely to result in an experience that isas demographic characteristics (age, gender, marital stat
multiplicative rather than additive. Other researchers alsoace, culture, role, education, and socioeconomic status), o
have supported this idea (Graydon, Ross, & Webster, 199B8ase characteristics (type and stage of cancer, type and a\
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ability of treatment, and comorbid medical and clinical fac- emergency room. One week later, she remained weak on
tors), and individual characteristics (health knowledge, values, her right side, had not returned to work, and was refusing
past experiences, and sense of coherence). to participate in an upcoming family reunion.

Although both patients had the same diagnosis and exper
COHSEQUEHGBS enced identical seizures, the perceived experience of each se
ure was very different. Both patients’ seizures were influencec
y their demographic, disease, and individual factors, leading
) a difference in the meaning of the symptom to the person
.R.’s example highlights the multiplicative nature when he

Symptoms have been found to affect the production of a v
riety of health outcomes in various populations. These cons
guences of the expression of symptoms include patients’ adju

ment to the illness (Hoskins et al., 1996), quality of life (Ce"astated that the fatigue from treatment often led to a seizure. J.F

& Cherin, 1988; Cimprich, 1999), functional status (Dodd, i : I
Miaskowski. et al., 2081_ Gray dor? etal., 1995), psych(ologica"f‘Ctua"y experienced seizures frequently, but this did not com:

A ) e : “pound the impact on the meaning of the symptom to him anc
ag}gs(s(i:(;rt?spgtc gl 1?336’3'MNC§2:1|;|€L%V%ﬁ{R;IBZnEgS(L’ 11%8832’)actually may have diminished the significance of the seizure
disease progression (Degner & Sloan, 1995), and surviv hen compared to S.D. The consequences of the symptom a

(Degner & Sloan: Kaasa et al., 1988; Tambutinell fluenced not only by the occurrence and distress characteris

Rosso, & Ventrafridda, 1996). The occurrence of symptom’g‘cs but also the meaning of the symptom to the person. This i

can influence functional health status. Patients with several di§ |c|!fent in the glﬁerencehln ]Eh € pergelved rgeanlng la nd impac
ease states other than cancer and multiple or more severe sy B—' € events between the first and second examples.

toms have demonstrated a lower functional health status, lower

cognitive functioning, less effective role performance, and Other Cases

lower physical performance capabilities (Fawcett, Tulman, & In addition to the development of the model case, Walker anc

Myers, 1988; Graydon et al., 1995; Milligan, Parks, & Lenz, . .
. e . : "Avant (1995) recommended developing other cases (borderline
1991; Pugh & Milligan, 1995). In patients with cancer, symp ontrary, and related cases) to assist in demonstrating the che

toemn(—jr:rlﬁllted rg:;tcrte;? auaz 5 ﬁ]en aft(i)eunr:?‘utr? cfigr“glc?gﬁyeﬁngilcg o cteristics that make the concept under consideration unique
gzzouz )écpStommeI 2%01_ S%rna 1998) Mul%ple syrﬁptoms’ Borderline casesare exgmples or instances that contain
in patients with cancer also have been shown to reduce Wouﬁnam:)éabr:qjitnré%t ?\/l\ll’acl)liet?z(fbr\l\t/lgﬁ'l altggt;_)t;te_?hoef ftgﬁoﬁﬂcﬁgta%e'
healing and lead to immune suppression and progressioné)fam le ' ' 9

metastatic disease (Ben-Eliyahu, Page, & Shakar, 1999; pie.

; -’ Jane was caring for Michael, who was hospitalized for sei-
Kiecolt-Glaser, Page, Marucha, MacCallum, & Glaser, 1998Eures related to his brain tumor. Her note stated that Michae

Page & Ben-Eliyahu, 1997). Recently, the occurrence of mul: . . .
tiple symptoms in patients with prostate cancer was shown ad one focal seizure in the past 24 hours. It lasted two minute

, : . nd consisted of jerking of his right forearm. This describes the
predict treatment failures and poor therapeutic outcomes (Claﬁfequency and i r{tensi?y but do%s not describe the distress ¢
& Talcott, 2001). For the purpose of the current analysis, thﬁ%eanin of the seizure to Michael
consequences of symptoms expression include patients’ adjust;, 9 '

. . . . : Contrary casesare those that clearly are “not the concept.”
ment to illness, quality of life, mood, functional status, diseas ; .
progression, and, ultimately, survival, An example would be Susie spent the day lounging on the beac

reading a novel. “Oh,” she said, “this is a perfect day. | do not
have a care in the world.” This example includes none of the
Model Case characteristics evident in the concept of symptoms experience
A el case s  eatie” exampleof th useof he cong X510 S25Ea1S e ces o eepocts ot e e
cept. The model case should include all of the critical at: .. P 9
tributes and no attributes of any other concept attributes (Walker & Avant, 1995). An example would be
' “Mary sat in her room crying. She had been up vomiting all
J.R., a 26-year-old man with a right temporal lobe glio- night and expressed how angry she was at being so sick.” Thi
blastoma, described his seizure: “I had that chemical is an example of symptom distress. It describes the person’
smell again, so | thought, ‘here | go again,’ sat down on emotional response to the symptom but does not include th
the floor, and tried to stay calm. When | woke up, meaning of the symptom.
Luanne was still reading the paper. ‘How long did it

last?’ | asked her. ‘About two minutes.’ ‘Not bad,’ | cOnclusions and Imp“cations
said. ‘That’s the first one in a week! | knew | would .
have one; | was so tired from my chemotherapy treat- for Nursmg and Research

ment yesterday. Several conceptual models and theories attempt to describ

S.D., a 64-year-old woman with a glioblastoma of the and quantify the impact of symptoms in patients. These mod
right temporal lobe, had not had a seizure in a year. While els include symptom distress, symptom management, and ur
shopping with her daughter, she first smelled a chemical pleasant symptoms. The difficulty with these approaches is tha
odor and then had a generalized seizure that lasted abouthey often are unidimensional, measuring only distress and nc
two minutes. She woke up in an ambulance on the way to the impact, importance, or meaning to patients. The sympton
the hospital. “Oh God, | know the tumor is back, how can distress model, which was used to develop a symptom distres
I handle this? Now | can't drive; how can | go to work?” scale, does not consider the multiplicative nature of symptoms
S.D. was sobbing uncontrollably when she arrived at the Although the model and the measurement instrument evaluat
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multiple symptoms at one time, distress is measured individuems will provide a basis for further evaluation and clarificatiot
ally and does not take into account the potential for symptonwf the meaning of symptoms to patients who experience the
to occur in clusters or the overall meaning of the symptoms im addition, it will provide a framework for further evaluation
patients’ lives. Finally, the descriptors for the concepts of sympaf factors that previously have been evaluated independently
tom distress, unpleasant symptoms, and symptom manageméré relationship to the occurrence of distress of symptoms. L
are overlapping, leading to confusion about terminology antimately, understanding the concept of symptoms experien
what concept is the central focus of the study. will lend itself to guide assessment techniques and interventio
Measurement tools that currently exist are designed to medesigned to affect symptom occurrence and distress. Fact
sure symptom distress. These tools purport to measure distreidineated to be antecedent to the occurrence of symptoms
but actually measure intensity of symptoms in regard to frebe targeted for further research to enhance understanding of
quency and severity. Only the University of Texas M.D.impact of these factors on symptoms. In addition, interventior
Anderson Symptom Distress Scale also includes measuresazin be explored that alter these factors and have the potentic
“interference” of symptoms with activities of daily living affect symptom occurrence. This impact will occur by individu:
(Cleeland et al., 2000). Despite an extensive search, no toalizing the plan to the symptoms found to be important to ea
could be found that also allowed patients to rate symptomgatient and providing a holistic approach, taking into accour
according to meaning or importance, independent of distresdisease, individual, and demographic variables that may affe
The concept of symptoms experience is an outgrowth of theymptoms experienced.
work on symptom occurrence and symptom (-jiStreSS and a”OWSSpeciaI thanks to Marlene Cohen, RN, PhD, FAAN, for her support, ar
for t_he meaning of the symptoms to be cpn5|de_red as well. I:Qétricia Liehr, RN, PhD, and Geri W()’od, I’?N, PHD| FAAN, for theirthou’ght-
cusing on the experience of symptoms, including antecedents review of this manuscript.
and consequences, and adding the value of the meaning of the
experience to patients provide an additional layer of complexsuthor Contact: Terri S. Armstrong, MS, APRN, BC, can be
ity but take into account the individual nature of the symptomseached at tsarmstr@mdanderson.org, with copy to editor at ros
experience. Exploring the concept of the experience of sympaary@earthlink.net.
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