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T
he concept of symptom burden commonly is used in 
medical and psychological literature, especially in 
reference to patients with chronic or terminal illnesses 

(Desbiens, Mueller-Rizner, Connors, Wenger, & Lynn, 1999; 
Klinkenberg, Willems, van der Wal, & Deeg, 2004; Kutner, 
Kassner, & Nowels, 2001; Nelson et al., 2004; Rose, Ko-
shman, Spreng, & Sheldon, 2000; Ruo et al., 2003; Silveira, 
Kabeto, & Langa, 2005; Walke, Gallo, Tinetti, & Fried, 2004; 
Weisbord et al., 2003). Few research investigations concern-
ing symptom burden have appeared in the nursing literature 
(Longman, Braden, & Mishel, 1997; Zambroski, Moser, Bhat, 
& Ziegler, 2005); however, multiple related concepts, such 
as symptom distress, commonly are explored (McCormick, 
Naimark, & Tate, 2002; Schneider, 1999). The recent con-
cept analyses of symptom clusters (Kim, McGuire, Tulman, 
& Barsevick, 2005) and symptoms experience (Armstrong, 
2003) bring into question inter-relationships among various 
symptom concepts, including symptom burden. A clear defi -
nitional concept of symptom burden is required for continued 
advancement of scientific knowledge about the symptom 
experience (Beck, 2004). 

Several self-report instruments are available that measure 
particular concepts in the symptom experience, including 
symptom burden and symptom distress (Barresi, Shadbolt, 
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Consequences of symptom burden included decreased survival, poor 

prognosis, delay or termination of treatment, increased hospitalizations 

and medical costs, decreased functional status, and lowered self-reported 

quality of life. Symptom burden is defi ned as the subjective, quantifi able 

prevalence, frequency, and severity of symptoms placing a physiologic 

burden on patients and producing multiple negative, physical, and emo-

tional patient responses.

Conclusions: Symptom burden is an important concept in the symp-

toms experience, separate from symptom distress and other related 

terms. The continued differentiation of symptom concepts is important 

for sound methodologic research and meaningful interventions that affect 

and improve patient experiences.

Implications for Nursing: Clarifying multiple symptom concepts 

in the symptoms experience, determining appropriate measurement 

methodologies for the concepts, and identifying appropriate strategies 

will lessen the burden of symptoms and contribute to improved quality 

of life and better patient outcomes.

Byrne, & Stuart-Harris, 2003; Chiou, 1998; Cleeland et al., 
2000; Cooley, 2000; de Haes, van Knippenberg, & Neijt, 
1990; McCorkle & Young, 1978; Portenoy, Thaler, Korn-
blith, Lepore, Friedlander-Klar, Kiyasu, et al., 1994). The 
instruments are used in multiple disease states, including 
cancer. Medical and nursing researchers often use the same 
symptom identifi cation instruments, with portions of the 
tools excluded, depending on the symptom concept being 
measured. Given the inconsistencies, a specific defini-
tion of symptom burden clearly is required for continued 
advancement of scientifi c knowledge about the symptom 
experience. 

Methods
Rodgers’ (2000) evolutionary method of concept analysis 

allows for a dynamic reality with overlapping and inter-
related elements in a multitude of contexts and disciplines. 
The technique requires a multidisciplinary literature review 
to identify attributes, antecedents, surrogate and related 
concepts, consequences, and contextual variations of the 
concept. This literature analysis will address the following 
questions.

Key Points . . .

➤ Patients with cancer experience multiple symptoms related to 

the disease and its treatment.

➤ Identifying key concepts in symptom experiences guides mea-

surement and methodologies for nursing research.

➤ Symptom burden is a distinct concept in symptom experience 

that contributes to the understanding of patients’ physiologic 

and psychological functioning during the diagnosis and treat-

ment of cancer.

➤ Oncology nurses must understand symptom concepts and 

appropriate assessment of multiple symptoms in the illness 

trajectory to select management strategies that positively affect 

patient outcomes.
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• How is symptom burden in any disease state conceptualized 
by psychology and psychiatry, nursing, and medicine? What 
contextual variations are used?

• What are the attributes, antecedents, and consequences? 
What are the surrogate terms and related concepts?

• What is the defi nition of symptom burden and the implica-
tions for oncology nursing research?

Literature Review
An adequate sampling of the literature, according to Rodg-

ers’s (2000) method, was completed using a random selection 
of at least 30 articles from each discipline or 20% of the total 
population of articles, whichever was greater. The analysis 
included a search of medical, psychological, and nursing 
literature from 1982–2005. The key words symptom burden 
and symptom load were used to identify and retrieve litera-
ture written in English with human subjects from CINAHL®, 
MEDLINE®, PsycINFO, and Cochrane Reviews. The initial 
search identifi ed 3 articles from CINAHL, 780 from MED-
LINE, and 5 from PsycINFO. Because of a low volume of 
articles in nursing, the search was refi ned in all databases to 
include related terms of symptom distress, symptom clusters, 
symptom experience, tumor burden, patient burden, and 
symptom burden or load in the title of the article. The search 
yielded 441 articles from CINAHL for symptom distress and 
3 for symptom burden; 159 articles from MEDLINE for tumor 
burden and 414 for symptoms, symptom burden, and chronic 
illness; and 56 articles from PsycINFO for symptom and 
symptom burden or load in article titles. After the abstracts 
were reviewed for overlapping content, the fi nal random and 
hand-selected sample for the analysis consisted of 39 articles 
from CINAHL on symptom burden and related concepts of 
symptom distress, symptom clusters, and symptoms experi-
ence and 39 articles from MEDLINE and 18 from PsycINFO 
for symptom burden.

Results of the Review
The multidisciplinary literature review provided context 

for clarifi cation of the concept, using an inductive approach. 
Major themes were identifi ed, and areas of agreement and 
disagreement in the disciplines provided insight for a possible 
defi nition of the concept. 

Psychological and Psychiatric Literature

In the psychological literature, medical diagnoses, such 
as diabetes, heart disease, cancer, gastrointestinal disorders, 
chronic obstructive pulmonary disease (COPD), and renal 
failure correlated with physical symptomatology amplifi cation 
(i.e. increased symptom burden) and psychological distress. 
Authors recognized that the prevalence of symptoms is depen-
dent on antecedents of disease progression, treatment regimen, 
and adherence to medical treatments, as well as possible psy-
chological disorders. Patients who report a higher symptom 
burden than others with similar disease severity may have 
untreated depression or other mental illnesses (Chen, 2004). 

Symptom burden in the psychological literature is identifi ed 
as the quantifi able number of symptoms experienced at any 
time or mean number of symptoms per patient as measured by 
a symptom checklist specifi c to the medical illness (Ludman 
et al., 2004). In medically ill patients, a positive symptom is 

experienced at least “several days” in the prior month. More 
medical symptoms and lowered quality of life affect psycho-
logical adaptation and physiologic measures, such as glycemic 
control (Christensen et al., 2004; Francoeur, 2005; Ludman et 
al.; Morasso et al., 1999). 

Other physiologic dimensions noted the recognition of 
an underlying shared etiology of multiple symptoms in 
patients with cancer. Francoeur (2005) studied 268 patients 
with recurrent disease, initiating palliative radiation for bone 
pain. Patients self-reported symptom severity and depressive 
symptoms. The results suggested a paradigm of sickness be-
havior, and the malaise theory of depression was a potential 
explanation for physiologic changes, such as fever, fatigue, 
and weakness. Francouer hypothesized that crossover effects 
from symptom interventions could reduce several symptoms 
in a cluster. 

The psychological and psychiatric literature identifi ed a 
quantifi able, subjective number of symptoms in a population; 
related symptom burden to psychological distress, depression, 
and severity of illness; described the potential for a shared 
underlying etiology of multiple symptoms in patients with 
cancer; and identifi ed negative consequences of symptom 
burden on quality of life and mental health. Depression or 
other psychological symptoms may be a consequence and an 
antecedent of symptom burden.

Medicine

In medical literature, the concept of symptom burden 
was used as a quantifi able term to describe the number of 
symptoms a person experienced at any time (Cleeland & 
Reyes-Gibby, 2002; Mercadante, Casuccio, & Fulfaro, 2000; 
Portenoy, Thaler, Kornblith, Lepore, Friedlander-Klar, Coyle, 
et al., 1994; Potter, Hami, Bryan, & Quigley, 2003; Silveira 
et al., 2005; Vainio, Auvinen, & Symptom Prevalence Group, 
1996). Cleeland and Reyes-Gibby described symptom burden 
in patients with cancer as the subjective counterpart of tumor 
burden (i.e., a measurement of tumor volume). Potter et al. 
and Silveira et al. identifi ed symptom burden as the mean 
number of symptoms per patient. Other diseases in which at-
tempts to quantify symptom burden have been made include 
diabetes (Ludman et al., 2004; Weijman et al., 2003), heart 
disease (Paquette et al., 2000; Ruo et al., 2003), ulcerative 
colitis (Hjortswang et al., 2003), COPD (Klinkenberg et al., 
2004), HIV and AIDS (Holzemer, 2002; Hudson, Lee, & Por-
tillo, 2003; Vogl et al., 1999), renal failure (Jablonski, 2004; 
Weisbord et al., 2004), hemodialysis (Weisbord et al., 2003), 
and chronic critical illness (Nelson et al., 2004). 

Symptoms are known to be the subjective evidence of 
illness or disease that signify a change in normal cellular 
function (Cleeland, 2000; Given, Given, Azzouz, Stommel, 
& Kozachik, 2000; Kurtz, Kurtz, Stommel, Given, & Given, 
2000; Mercadante et al., 2000; Portenoy, Thaler, Kornblith, 
Lepore, Friedlander-Klar, Coyle, et al., 1994; Vainio et al., 
1996; Walsh, Donnelly, & Rybicki, 2000; Zhukovsky, Abdul-
lah, Richardson, & Walsh, 2000). In animal studies, changes 
in cytokine serum concentrations have been implicated in 
symptoms, such as malaise, anxiety, and sleep disturbances 
(Cleeland et al., 2003; Wood, Nail, Gilster, Winters, & Elsea, 
2006). As noted in psychological literature, general medicine 
suggests a shared underlying etiology of multiple symptoms 
in patients with cancer (Wood et al.) because the role of pro-
infl ammatory cytokines may form the biologic basis for tumor 
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progression and cancer-related symptoms (Lee et al., 2004). 
Researchers, including Donnelly and Walsh (1995), have 
studied patients with advanced cancer to determine prevalence 
and severity of symptoms. The number of symptoms reported 
ranged from 1–27, with a median of 11. Pain, fatigue, and 
anorexia were cited frequently among the 10 most prevalent 
symptoms for all tumor types. The fi nding supports current 
research about multiple symptoms with shared mechanisms 
in patients with cancer and demonstrates a direct relationship 
between more symptoms and higher symptom burden. Despite 
the consistent report of multiple symptoms in the literature, 
consensus does not exist on the number of symptoms that 
constitutes a particular level of symptom burden. However, 
all studies clearly describe the negative effect of symptoms on 
quality of life, including role performance; physical, social, 
and psychological functioning; and treatment-related costs 
and hospitalizations.

Researchers suggest that, in addition to symptom preva-
lence, severity and frequency of symptoms are important 
multidimensional characteristics of symptom burden (Chang, 
Hwang, Feuerman, & Kasimis, 2000; Kutner et al., 2001; 
Lutz et al., 2001; Mercadante et al., 2000). Symptoms that are 
continuous, unrelieved, and pervasive cause a higher symptom 
burden, which was demonstrated by Desbiens et al. (1999) in 
a study that enrolled 1,582 seriously ill hospitalized patients 
with multiple diagnoses. The criteria used to sort frequency 
of symptom occurrence were symptoms of moderate severity 
that occurred half the time or were extremely severe at any 
level of frequency. Kutner et al. discovered a significant 
burden of unrelieved symptom prevalence, frequency, and 
severity among patients enrolled in hospice. Similar results 
have been reported previously by other researchers (Desbiens 
& Wu, 2000; Nelson et al., 2004) and support the multidi-
mensional nature of symptom burden, including demographic 
differences, such as age and gender.

Symptom burden is viewed as dynamic, changing over time 
as patients experience exacerbations or remissions of their ill-
nesses or undergo treatment (Vig & Pearlman, 2003). Patients 
with cancer undergoing active treatment with chemotherapy, 
radiation, or biologic response modifi ers experience an in-
crease in symptom burden for a period of time that relents 
after treatment is fi nished or during treatment breaks (Cooley, 
Short, & Moriarty, 2003; Wood et al., 2006). The same phe-
nomenon has been reported in patients with AIDS, ulcerative 
colitis, multiple sclerosis, and other diseases (Holzemer, 2002; 
Hjortswang et al., 2003; Nelson et al., 2004).

Symptom burden correlates with survival in patients with 
cancer. Donnelly and Walsh (1995) discovered that patients 
with advanced cancer who experienced anorexia, hallucina-
tions, bloating, and mucositis were more likely to die than 
patients without those symptoms. In a National Hospice 
Study, fi ve symptoms (i.e., anorexia, dyspnea, weight loss, 
dysphagia, and dry mouth) were predictive of reduced survival 
(Krech & Walsh, 1991). Lutz et al. (2001) identifi ed decreased 
survival with increased symptom frequency and severity in 
69 patients with metastatic or locally recurrent lung cancer 
undergoing radiation treatments. 

The medical literature identifi es symptom burden in mul-
tiple disease states; focuses on quantifi cation, severity, and 
frequency of symptoms; recognizes a potential underlying 
etiology related to sickness behavior and cytokine release; 
explores the attribute of multidimensionality; and indicates 

that symptom burden is a predictor of survival in patients with 
cancer. Medicine, psychology, and psychiatry have noted poor 
quality of life resulting from high symptom burden.

Nursing

The concept of symptom burden rarely is mentioned in 
nursing literature despite a search that included several related 
and surrogate terms. Goodell and Nail (2005) noted that no 
concept development has occurred with respect to symptom 
burden and acknowledged that the term symptom burden has 
been used in medical literature to describe the prevalence of 
symptoms in a sample population, but rarely in individual 
patients. Beck (2004) reviewed the lack of science to guide 
management of symptom clusters, including lack of clarity 
around the term symptom burden.

In one nursing study, Zambroski et al. (2005) explored 
symptom prevalence, overall symptom burden, and the effects 
on quality of life in patients with heart failure. Symptoms 
were measured using the Memorial Symptom Assessment 
Scale–Heart Failure. Patients experienced a mean of 15.1 
symptoms, with shortness of breath and lack of energy be-
ing most prevalent. The authors concluded that patients with 
heart failure experience a high level of symptoms and total 
symptom burden.

The concept of symptom burden is used infrequently in 
nursing, with no concept defi nition or recommendation for 
methodologic issues in research. Concept clarity, including 
instrumentation for measurement and delineation from other 
symptom concepts, is lacking.

Symptom Burden, Attributes, 
Antecedents, and Consequences

Attributes

Research supporting the attributes of symptom burden is 
summarized in Table 1.

Dynamic: Symptom burden is dynamic throughout the dis-
ease trajectory with exacerbations and remissions commonly 
occurring in many illnesses, including cancer. Symptoms oc-
cur more or less frequently and with lesser or greater severity 
depending on multiple factors, including stage or progression 
of disease, treatments, activity level, and awareness. Across 
disease states, including cancer, symptom burden increases as 
disease worsens (Brandt et al., 2005; Klinkenberg et al., 2004; 
Kutner et al., 2001; Sarna, 1998; Silveira et al., 2005). 

Multidimensional: As a multidimensional concept, 
symptom burden is conceptualized in the literature with the 
following dimensions: symptom prevalence, frequency, and 
intensity (Chang et al., 2000; Desbiens et al., 1999; Walke 
et al., 2004). Research varied widely, and some authors only 
counted the number of symptoms (Vainio et al., 1996); other 
authors included measurements of prevalence, frequency, 
severity, and distress associated with symptoms (Chen, 2004; 
Cooley et al., 2003). 

Quantifiable: The measurement of symptom burden 
commonly was performed with the aid of disease-specifi c 
symptom checklists (Barresi et al., 2003; Cleeland et al., 
2000; McCorkle & Young, 1978; Portenoy, Thaler, Kornblith, 
Lepore, Friedlander-Klar, Kiyasu, et al., 1994), requesting 
that patients self-report symptoms they experienced as well 
as their severity. The literature describes the presence of 
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multiple symptoms in reference to symptom burden (Nelson 
et al., 2004; Walsh et al., 2000); however, it fails to confi rm 
the number or severity of symptoms that correlates with the 
amount of symptom burden. Researchers recognize that one 
severe symptom, such as pain, could be the source of a signifi -
cant symptom burden (Cleeland & Reyes-Gibby, 2002).

Physiologic burden: Symptoms signify a change in normal 
physical functioning of the human body. Cancer research is 
beginning to illuminate the underlying signaling and cel-
lular changes that create symptoms (Cleeland et al., 2003; 
Lee et al., 2004; Miller, 2003; Wood et al., 2006). Multiple 
symptoms that increase patients’ symptom burden and oc-
cur simultaneously potentially share an underlying etiology 
(Parker, Kimble, Dunbar, & Clark, 2005). Symptoms can be 
manifested as physical, psychosocial, or cognitive. 

Although occasional studies incorporated symptom distress 
in symptom burden, the two concepts usually were measured 
separately. The amount of emotional distress that patients 
experience is variable and may not correlate with the degree 
of physiologic symptom burden. Portenoy, Thaler, Kornblith, 
Lepore, Friedlander-Klar, Coyle, et al. (1994) noted that distress 
ratings in patients with cancer were consistently lower than the 

frequency or severity of symptoms, which suggests that patients 
do not assign meaning or emotional distress to a symptom 
merely because of its prevalence or severity. For instance, 
patients who experience moderate nausea and vomiting from 
chemotherapy may express hope and decreased emotional dis-
tress if they believe the symptoms signify that the treatment is 
working. In addition, researchers cite the importance of compli-
cating factors, such as depression, on the reporting of physical 
symptomatology (Chen, 2004; Kuo & Ma, 2002; Ludman et 
al., 2004; Pirraglia, Sanyal, Singer, & Ferris, 2004). 

Subjective: A symptom is a subjective awareness of disease 
or illness, as opposed to a sign, which is the objective and ob-
servable manifestation of disease (Dodd, Janson, et al., 2001). 
Symptom burden is measured subjectively by self-reports 
from patients. Although studies have used proxies to measure 
symptom burden experienced by terminally ill patients, these 
proxy ratings have proven to be less accurate (Klinkenberg 
et al., 2003).

Antecedents 

All three disciplines considered controlled, severe symptoms 
that cause changes in normal physiologic functioning of the 
human body related to illness, disease, or treatment to be ante-
cedents of symptom burden. The concept of cytokine release in 
patients with cancer suggests that physiologic changes occur,  
resulting in symptom clusters or complexes (Miller, 2003; Wood 
et al., 2006), thereby increasing symptom burden. Disease 
characteristics, including stage of disease, were antecendents 
because the highest burden was in patients with more advanced 
disease states who experienced more changes in physiologic 
functioning (Degner & Sloan, 1995; Sarna & Brecht, 1997).

Patient characteristics are an antecedent to symptom burden. 
Symptom amplifi cation related to psychological disorders, 
such as depression, creates the impression of higher symptom 
burden in some patients, unrelated to disease severity. Re-
searchers have demonstrated differences in symptom burden 
correlating to gender and age in patients with heart disease, 
cancer, and other disorders (Hjortswang et al., 2003; Paquette 
et al., 2000). 

Consequences

Studies in the medical literature have described the effect 
of cancer symptom burden on quality of life and functional 
status (Bernhard et al., 2002; Dodd, Miaskowski, & Paul, 
2001; Portenoy, Thaler, Kornblith, Lepore, Friedlander-Klar, 
Coyle, et al., 1994). Consequences of elevated symptom 
burden may include decreased survival and poor prognosis 
(Chang et al., 2000); Degner & Sloan, 1995); decreased 
quality of life (Portenoy, Thaler, Kornblith, Lepore, Fried-
lander-Klar, Coyle, et al.); depression (Ludman et al., 2004); 
lowered functional status (Given, Given, Azzouz, & Stom-
mel, 2001; Sarna & Brecht, 1997); delay or termination 
of treatment; increased hospitalizations, emergency room 
visits, or medical costs; and loss of employment (Cleeland, 
2000). In general, the higher the symptom burden, the lower 
the self-reported quality of life and functional status. How-
ever, a “response shift” may affect patients’ perceptions of 
symptoms. The phenomenon results from changing patient 
conceptualizations and adjustment to illness. As patients 
adjust to their limited capacity, their perception of the illness 
and their limitations change and adaptation occurs (Cleeland 
& Reyes-Gibby, 2002).

Table 1. Attributes of Symptom Burden and Findings 
in the Literature

Attribute

Dynamic

Multidimensional

Quantifi able

Physiologic

Subjective

Findings

Identified different severities and frequencies of 

symptoms in terminally ill patients at the end of 

life (Kutner et al., 2001)

Symptom burden differed in the last week of life 

depending on comorbidities and factors such as 

cognitive decline (Klinkenberg et al., 2004).

Discovered varying symptom prevalence and distress 

over time in adults receiving treatment for lung 

cancer (Cooley et al., 2003)

Identifi ed prevalence and severity of symptoms in 

patients with congestive heart failure, chronic 

obstructive pulmonary disease, and cancer (Chang 

et al., 2000)

Found a high prevalence and adverse effect of 

physical and psychological symptoms in patients 

with cancer (Portenoy, Thaler, Kornblith, Lepore, 

Friedlander-Klar, Coyle, et al., 1994) 

Identifi ed the most prevalent symptoms in patients 

with cancer by primary site (Vainio et al., 1996)

Identifi ed median number of symptoms per patient 

and the relationship to age, gender, and perfor-

mance status (Walsh et al., 2000)

Reviewed literature related to pro-inflammatory 

cytokines released during cancer development and 

treatment (Miller, 2003)

Reviewed evidence for a cytokine-immunologic 

model of symptom expression in cancer (Cleeland 

et al., 2003)

Self-reported information from patients on symptom 

prevalence, distress, and change over time (Cooley 

et al., 2003)

Self-reported information from patients with advanced 

lung cancer on frequent and severe symptoms that 

worsen in the fi nal months of life (Lutz et al., 2001)
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Variations and Consensus

In medical literature, quantifi cation of symptom burden 
was accomplished with the use of symptom scales. Symptom 
measurement scales are available for use in various popula-
tions (Borgaro, Prigatano, Alcott, Kwasnica, & Cutter, 2003; 
Portenoy, Thaler, Kornblith, Lepore, Friedlander-Klar, Kiyasu, 
et al., 1994; Tranmer et al., 2003). All disciplines measured 
symptom burden as a quantifi able number of symptoms, and 
the defi nitions offered were related to the average number of 
symptoms experienced. In cancer-related medical literature, 
eliminating the distress portion of the scale and focusing on 
the number and severity of symptoms were common. Oncol-
ogy nurse researchers often measured the concept of symptom 
distress using symptom scales similar to those used to measure 
symptom burden (Cleeland et al., 2000; McCorkle & Young, 
1978; Portenoy, Thaler, Kornblith, Lepore, Friedlander-Klar, 
Kiyasu, et al.; Stein et al., 2003). Proxy ratings of symptom 
burden in patients with cancer are common in the medical 
literature but were not identifi ed in the nursing literature.

Nursing, medical, and psychological literature suggest that 
the concept of symptom clusters or multiple symptoms is a 
factor in the burden of symptoms and distress in patients with 
cancer (Armstrong, Cohen, Eriksen, & Hickey, 2004; Gift, 
Jablonski, Stommel, & Given, 2004; Gift, Stommel, Jablonski, 
& Given, 2003; Wilmoth, Coleman, Smith, & Davis, 2004). 
Clear agreement exists regarding the notion of symptom clus-
ters occurring at various times in the disease trajectory, either 
related to disease or side effects of treatment.

Clarifying and Defi ning the Concept
Defi nition of Symptom Burden

As a result of understanding the available literature, a work-
ing defi nition of symptom burden gradually developed as the 
subjective, quantifi able prevalence, frequency, and severity 
of symptoms that place a physiologic burden on patients and 
may produce multiple negative physical, psychological, and 
emotional patient responses. The term “burden” is defi ned in 
Webster’s (1997) dictionary as, “to load oppressively, that which 
is carried, that which is borne with diffi culty;” and symptom 
is described as, “subjective evidence of disease or physical 
disturbance; broadly something that indicates the presence 
of bodily disorder.” Combining the two dictionary defi nitions 
captures the attributes of physiologic changes in normal func-
tioning that place a burden on the human body. However, the 
dictionary defi nition is incomplete because it does not address 
the multidimensionality of symptom burden, the quantifi able 
nature of the concept, or the effect on quality of life.

Related Concepts and Surrogate Terms

Multiple terms relate to symptoms experienced by patients. 
Figure 1 summarizes the defi nitions of the symptom terms 
identifi ed in the literature of all three disciplines. 

Symptom distress is defined as the physical or mental 
anguish or suffering that results from experiencing symptoms 
or the perception of feeling states (Rhodes & Watson, 1987). 
Symptom distress is conceptualized as ability of individuals 
to perceive or be cognizant of the amount of upset, strain, or 
physical or mental anguish experienced (Rhodes, McDan-
iel, Homan, Johnson, & Madsen, 2000). Measurement of 
symptom distress is accomplished with the use of symptom 

scales such as the Symptom Distress Scale (McCorkle & 
Young, 1978), which defines symptom distress as the de-
gree of discomfort from the symptom being experienced as 
perceived by the patient. The focus is less on the number of 
symptoms and more on the distress faced by patients.

Symptoms experience is a concept defi ned as the perception 
of the frequency, intensity, distress, and meaning, occurring as 
symptoms are produced and expressed. The conceptual model 
of the symptoms experience suggests a broader context and 
includes the concept of symptom distress (Armstrong, 2003). 
Rhodes et al. (2000) developed the Symptom Experience Scale, 
which measures symptom occurrence and symptom distress 
and was adapted from the Symptom Distress Scale.

Patient burden is patients’ perceptions of the amount of 
burden the disease and treatment processes have placed on 
them (Sloan, 2002). Treatment burden, a similar term, entails 
patient and physician estimation of overall symptom burden 
during a course of treatment (Bernhard, et al., 2002). 

Tumor burden is a term in the medical literature that has 
been defi ned as the measure of the total volume of tumor le-
sions in cm3/m2 as determined by radiologic imaging (Gobbi 
et al., 2004). Tumor burden is a mathematical factor used in 
the prognosis and staging of hematologic cancers such as 
lymphoma (Evans, 1996; Schmid, Bird, Dummer, Kempf, & 
Burg, 1999; Specht, 1992). A high tumor burden is correlated 
with decreased survival and treatment failures (Gobbi et al., 
2004; Hehlmann & Heimpel, 1996).

Side-effects burden is used to describe the burden of treat-
ment-related symptoms. Measurement scales list common 
side effects of a particular tumor treatment, such as for breast 
cancer, and patients rate the number and severity of side ef-
fects on a Likert scale (Longman et al., 1997).

Symptom load is an infrequently used surrogate term for 
symptom burden in the psychological literature; the concept 
is used similarly and is measured by symptom checklists 
(Christensen et al., 2004).

Patient burden: patients’ perceptions of the amount of burden the disease and 

treatment processes have placed on them (Sloan, 2002) 

Side-effects burden or treatment burden: the perceived level of physical and 

psychological problems in terms of severity and problematic burden (Long-

man et al., 1997)

Symptom clusters: two or more symptoms that are related to each other and 

that occur together; composed of stable groups of symptoms that are relatively 

independent of other clusters and may reveal specifi c underlying dimensions of 

symptoms; relationships among symptoms within a cluster should be stronger 

than relationships across different clusters (Sloan, 2002).  

Symptom distress: the need to alter (i.e., restrain or produce) actions in 

response to a subjective indication of disease or illness; also, the physical or 

mental anguish or suffering that results from the experience of symptom oc-

currence or the perception of feeling states (Rhodes & Watson, 1987)

Symptom load: the number of symptoms experienced at any given time 

(Christensen et al., 2004) 

Symptoms experience: the perception of the frequency, intensity, distress, and 

meaning, occurring as symptoms are produced and expressed (Armstrong, 

2003) 

Tumor burden: a measure of the total volume of tumor lesions (Gobbi et al., 

2004)

Figure 1. Symptom Terms and Defi nitions
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Nursing Implications
Assessment

Cancer symptom assessment scales focus on the frequency, 
severity, and distress that patients experience during illness. 
More recent scales attempt to incorporate the meaning that 
patients assign to their symptom experiences. To accurately 
measure the concept of symptom burden, instruments must 
measure the prevalence, severity, and frequency of dis-
ease-specific symptoms during periods in the illness and 
treatment trajectory (Zhukovsky et al., 2000). According to 
Cleeland and Reyes-Gibby (2002); the ideal tool for measur-
ing symptom burden would focus on the most prevalent and 
distressing symptoms for a particular group of patients. Cor-
relating symptom burden with survival, symptom distress, 
and symptom patterns over time will help target appropriate 
and timely interventions (Teel, Meek, McNamara, & Watson, 
1997). 

Interventions

Literature supports the concept of an increasing symptom 
burden in most diseases as patients progress through the 
disease trajectory. In cancer research, a growing body of evi-
dence demonstrates the possibility of an underlying shared 
etiology for symptom clusters. The evidence has implications 
for nursing interventions that relieve several symptoms at 
once, potentially saving time, decreasing cost, and improving 
patient quality of life (Dodd, Miaskowski, & Paul, 2001; Fu, 
LeMone, & McDaniel, 2004). 

Research studies with patient populations who are expe-
riencing varying amounts of symptom burden at different 
points in their illness are important. At which stage or amount 
of burden an intervention successfully will affect patient 
outcomes is unknown. According to strong evidence in the 

pain literature, treating symptoms before they become severe 
is more effective. 

Outcomes

Symptom burden affects multiple patient outcomes, in-
cluding survival, functional status, quality of life, activities 
of daily living, wound healing, and economic outcomes 
(Kutner et al., 2001; McClement, Woodgate, & Degner, 1997; 
Portenoy, Thaler, Kornblith, Lepore, Friedlander-Klar, Coyle, 
et al., 1994; Tishelman, Degner, & Mueller, 2000). Studies in 
patients with cancer describe the symptoms associated with 
the highest frequency and severity. The identifi cation of the 
symptoms allows nurses to target most symptom burdens with 
strategies that have greater effect, which may improve patient 
outcomes and survival.

Conclusion
In this concept analysis, literature related to the concept of 

symptom burden in psychology and psychiatry, medicine, and 
nursing was reviewed, and a beginning defi nition of the concept 
of symptom burden was offered in the symptoms experience, 
which includes multiple related concepts. Measurement of 
symptom burden and other symptom concepts can occur only 
after understanding the inter-relationships and differences in 
each concept. The continued development of symptom burden 
as a concept may spur development of improved symptom 
assessment and timely interventions that could result in im-
proved patient outcomes. Further investigation into the effect of 
symptom clusters on symptom burden and the underlying inter-
actions among symptoms (Parker et al., 2005) is imperative.
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