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Concept Analysis of Symptom
Disclosure in the Context

of Cancer

Yiyuan Sun, DNSc, RN; M. Tisbh Knobf, PbD, RN, FAAN, AOCN

Although symptoms suggestive of cancer are the most common reason that people seek
healthcare, the process undertaken to disclose the symptoms is unclear. The purpose of this
article is to critically analyze the concept of symptom disclosure in the context of cancer.
Rodgers’ evolutionary approach was applied to analyze the concept of symptom disclosure.
Concept analysis indicates that symptom disclosure is a decision-making process in which a
person chooses to tell significant others and a healthcare provider about self-identified symp-
toms. Characteristics of the concept include symptom interpretation, weighing the risks and
benefits of disclosure, and taking action. Influencing factors are knowledge, cancer risk per-
ception, personal or family history of cancer, socioeconomic and cultural factors, and access
to care. The concept analysis of symptom disclosure provides guidance for developing strate-
gies to promote healthcare-seeking behavior in practice and suggest areas for future research.
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N 2007, more than 1.44 million people

are expected to be diagnosed as hav-
ing invasive cancer in the United States,
corresponding to nearly 4000 new cases
per day.! Early detection through screen-
ing and prompt symptom reporting is es-
sential to reduce associated morbidity and
mortality.> Symptoms used in this article
refers to subjective experiences reflecting
changes in the biopsychosocial function, sen-
sation, or cognition of an individual, includ-
ing signs.> Symptoms are the most com-
mon reason that persons seek healthcare, and
these presenting symptoms guide healthcare
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providers in their diagnostic decision mak-
ing. Symptoms from breast self-examination
that led to a diagnosis of breast cancer
have been reported in 71% of women 20 to
44 years old and 48% of women 50 years or
older.*> Similarly, 69% of men with prostate
cancer presented to their healthcare provider
with lower urinary tract infection or systemic
symptoms prior to the diagnosis.®

Delay in disclosing symptoms suggestive
of cancer has been associated with late-stage
disease, increased tumor sizes, and a greater
number of positive nodes, which are asso-
ciated with poorer quality of life and lower
5-year survival rates.”® Some symptomatic
cancers have been reported to be biologi-
cally more aggressive, with a higher grad-
ing and a higher proliferative index, than
screening-detected asymptomatic cancer.”!°
Thus, disclosure of symptoms suggestive of
cancer earlier has advantages for early detec-
tion of many, although not all, cancer types.
Yet, at least one third of the cancer patients
did not disclose their symptoms to health-
care providers for 3 or more months after dis-
covering the symptom(s).®!! Despite the im-
portance of disclosing symptoms in a timely
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manner, less attention has been paid to how
patients decide to disclose their symptoms.
Therefore, the purpose of this article is to
critically analyze the concept of symptom
disclosure in the context of cancer to help
understand the decision-making process for
clinical practice and enhance theoretical nurs-
ing knowledge.

METHODS

Rodgers’ evolutionary approach was ap-
plied to analyze the concept of symptom dis-
closure. This approach is chosen because it
involves doing a systematic review of the lit-
erature to collect the relevant data and allows
the characteristics of the concept to emerge
from the data.'> Through an inductive pro-
cedure, the goal of evolutionary approach is
to identify characteristics common to a class
of objects or phenomena and the abstraction
and clustering of these characteristics, along
with some means of expression.!> Further-
more, the idea (concept) expressed using the
identified word is of prime importance, not
the word (expression) itself.!?

Sample selection

Articles from CINAHL, Proquest, Psych-
INFO, Web of Science, and MEDLINE
databases were examined by using key words
“symptom disclosure,” “symptom reporting,”
“presenting symptom,” “neoplasm,” “decision
making,” “help seeking,” “care seeking,”
and “adults.” Research articles and doctoral
dissertations in English that met the following
characteristics were chosen: (1) process of
seeking diagnosis for symptoms suggestive of
cancer; (2) factors influencing the process
of seeking medical attention for symptoms
suggestive of cancer; (3) decision outcomes
for disclosing symptoms; and (4) adults
(>18 years). To trace the origin and use of
symptom disclosure, a total of 35 articles
published from 1958 and 2007 were identi-
fied as the final sample, which represented
4 disciplines (Table 1).
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Table 1. Disciplines of selected sample
literature

Discipline Reference number

Medicine (n = 9) 11, 18, 20-22, 36, 37, 40, 47
Psychology (n =9) 16, 17, 25, 31, 34, 35, 38, 39, 46
Public health (n = 8) 24, 26, 41, 43-45, 48, 49

Nursing (7 = 9) 19, 23, 27-30, 32, 33, 42

Data analysis and management

The actual process of evolutionary ap-
proach emphasizes the collection and analy-
sis of raw data by reviewing the literature.!?
A data sheet was developed for each arti-
cle by using a template corresponding to the
Rodgers and Knafl guideline.'? The data sheet
included name of authors and date of study,
setting, and sample, theoretical approach/
methods, uses of the concept, attributes
(characteristics of the concept), antecedents
(events or phenomena preceding the con-
cept), and consequences (what happens af-
ter disclosing symptoms suggestive of cancer)
(Table 2).

Each article was read through several times
to obtain a sense of the whole. Initial codes
were developed by retrieving findings from
the sample articles. Similarities and differ-
ences between codes were compared and
grouped together to create themes. For exam-
ple, 3 themes were identified for attributes of

Table 2. Key elements of the evolutionary ap-
proach to concept analysis

Rodgers’ evolutionary
approach

The characteristics of the
concept including
dimensions or categories of
the concept

Events or phenomena that
precede the concept, that is,
the factors influence and
exist preceding the concept
of symptom disclosure

‘What happens after or as a
result of the concept

Attributes

Antecedents

Consequences
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Figure 1. Understanding symptom disclosure.

symptom disclosure: symptom interpretation,
weighing the risks and benefits of disclosure,
and taking action. Through linking emerging
themes together, a model of symptom disclo-
sure is presented in Figure 1.

FINDINGS

Origins of symptom disclosure

The concept of symptom disclosure is
strongly associated with self-disclosure.
Jourard and Lasakow defined self-disclosure
as “the process of making the self known
to other persons.”“®D Culbert later inte-
grated the theory of interpersonal process
into the concept of self-disclosure: “Self-
disclosure refers to an individual’s explicitly
communicating to one or more others some
personal information that he believes these
others would be unlikely to acquire unless he
himself disclose it. Moreover, this information
must be ‘personally private’. .. .">®»

The concept of symptom disclosure was
first introduced by Young'® to identify factors
influencing an individual’s willingness to
disclose various types of symptoms to a
physician. However, no definition for symp-
tom disclosure was found in the literature.
In the context of cancer, symptom disclosure

includes the time interval from the initial
discovery of a suspicious cancer symptom to
first healthcare consultation.

Attributes

According to Rodgers, the attributes are
the characteristics of the concept and include
dimensions or categories of the concept. At-
tributes of symptom disclosure are symptom
interpretation, weighing the risks and bene-
fits of disclosure, and taking action.

Symptom interpretation

Noticing a change from the way one usu-
ally feels prompts one to assess the mean-
ing of this change. Assigning meaning to the
change, specifically symptoms, is an inter-
pretive process that includes knowledge and
reasoning.!” The interpretation of the symp-
tom(s) is based on the nature of the symp-
tom(s) and its effect on everyday life.!%!° The
nature of symptoms may influence the mean-
ing of the perceived changes. People are less
likely to interpret the perceived changes as
a serious health threat when the symptoms
are ambiguous or do not match the person’s
expectation of cancer presentation.?®-?! For
example, symptoms of colon cancer may be
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vague, nonspecific, and diffuse (such as tired-
ness, loss of weight, and decreased appetite),
making it hard to attribute them to cancer.!2?
In contrast, specific symptoms (such as a
breast lump) or symptoms having destructive
impact on one’s life are more likely to be
attributed to cancer.?!"? Studies found that
people were more likely to disclose the self-
discovered symptoms promptly to a physician
when they interpreted the symptoms as some-
thing serious.?*?* In contrast, individuals may
postpone their decision of disclosing if they
interpret their symptoms as not important or
serious or were uncertain over whether symp-
toms required medical attention.?>%° The par-
ticipants were prompted to disclose their
symptoms when the symptoms progressed to
interruption of their daily activities.?

Weighing the risks and benefits
of disclosure

The decision regarding whether and when
to disclose symptoms suggestive of cancer
is a process involving cognitive assessment,
which can be a cursory or a very delib-
erate thorough process.?”?® Persons with
symptoms suggestive of cancer weigh the
need to disclose symptoms on the basis
of the perceived seriousness of the symp-
toms and the perceived benefits and risks of
disclosing.?1:28%° This process is also associ-
ated with contextual factors, including the
degree and nature of fear related to conse-
quences of disclosing, knowledge, and socioe-
conomic and cultural factors (such as access
to healthcare and perceived risk for cancer).
Few studies have been conducted to inves-
tigate the cognitive process of weighing the
benefits and risks of disclosing. Reasons to re-
port symptoms to a healthcare provider are
numerous and none clearly identify or explain
those who delay versus those who seek imme-
diate healthcare consultation. Perceived ben-
efits of disclosing symptom(s) are what the
person anticipates to gain, which motivates
individuals to disclose their symptoms.?83°
The benefits of disclosing include relieving
uncertainty, fear, and worry; obtaining sup-

port, advice, and consultation; identifying the
cause of the symptom; managing the symp-
tom; and getting treatment if indicated.?8>!
If individuals fear that delay in disclosing the
symptom may worsen the disease or lead to
unnecessary suffering and death, they will
take action quickly.?!-?8

Studies reported that individuals who de-
layed disclosure to a healthcare provider were
more likely to have poorly reasoned argu-
ments to support their delay, report more
perceived risks of disclosing, and ignore or
abandon the potential benefits of seeking
healthcare.?”?° The perceived risks of dis-
closing are the probability of suffering harm
or loss, which include unpleasant diagnos-
tic procedures, out-of-pocket payment, being
labeled hypochondriac or symptoms being
dismissed by healthcare providers, and feel-
ing embarrassed because of symptoms asso-
ciated with sexual areas of the body.?!:39:32
For individuals who suspect cancer, the per-
ceived risks of disclosing include the proba-
bility of being diagnosed with cancer, need
for cancer treatment, fear of being discred-
ited, losing control, likelihood of hospital-
ization, and potential loss of femininity or
masculinity.”-2!-33.34

Perceived risks of disclosing can often lead
to emotional distress and stigma. Fear may
relate to a knowledge deficit about the ef-
ficacy of cancer treatment, personal experi-
ence, or fear of loss of function, employment,
and ultimately life. Conscious or unconscious
denial may be used as a coping mechanism
to allay fear, minimize the significance or ur-
gency of the symptom, and substitute a less-
threatening form of the rejected meaning.3>3¢
Appropriate denial can help people cope
with threatening information, perceptions, or
thoughts as a new, less-threatening, and more
acceptable interpretation of experience re-
places anxiety-provoking truth. Yet, denial
can be maladaptive when it prevents peo-
ple from disclosing symptoms to healthcare
providers.

Cancer is often considered as a stigma-
tized illness, representative of death and
suffering. Goffman described stigma as an
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“attribute that is deeply discrediting” and that
reduces the person “from a whole and usual
person to a tainted, discounted one.””®?
Sontag®® argued that any disease for which
causality is unclear, as well as treatment is inef-
fectual, tends to become a stigmatized condi-
tion. Negative terms such as terrifying, ugly,
and extremely frightening are used to de-
scribe cancer.?” People with cancer often con-
front a set of subtle, unwarranted prejudices
that assign ultimate responsibility for the dis-
ease to the afflicted individual. Chapple and
colleagues®* found that lung cancer patients
in particular felt prejudice because the dis-
ease is so strongly associated with smoking.
As a result of awareness of society’s perspec-
tives, some individuals may be reluctant to
disclose their symptoms. Failure to disclose
symptoms to a healthcare provider can result
in progressive disease with more limited treat-
ment options and poorer outcomes.

Taking action

When people make the decision to dis-
close the symptoms suggestive of cancer,
they realize the need to do something about
the symptoms. Taking action is characterized
by the behaviors of seeking information,
disclosing to a lay person, and disclosing to a
healthcare provider. The dimension of taking
action includes timing of the behaviors.

Persons with symptoms suggestive of can-
cer often seek information from lay persons,
mass media (eg, Internet, newspaper, jour-
nals), or other resources regarding the mean-
ing of the symptoms and the need of medical
attention. They may also seek information re-
lated to healthcare providers and health insur-
ance if they lack access to healthcare 202829
Disclosing symptom to significant others be-
fore deciding to disclose to a healthcare
provider can be both positive and negative.
Family and significant others may influence
the person’s decision by offering advice, lay
diagnosis, or recommendations about taking
action or not.?>3? Some studies found that
participants who had not initially discussed
the symptom with others or had ignored

other people’s advice postponed the deci-
sion to disclose to a healthcare provider for
a longer period than patients who had talked
with others about symptom.3?33 In contrast,
another study found that there was no differ-
ence in time to disclosure for women who
had talked to someone about their symptoms
and those who had not talked to someone
about their symptoms before seeing a health-
care provider.>®

Timing of disclosure refers to the decision
regarding when to disclose the symptoms sug-
gestive of cancer. Timing of disclosure is as-
sociated with the nature and the perceived
significance of the symptoms, perceived ben-
efits and risks of disclosing, disclosing to a
lay person, access to healthcare, and sociocul-
tural factors.?1:2:39:33 people who decide to
disclose their symptom(s) in a timely manner
acknowledge the perception of having the
symptom(s), the significance of the perceived
symptom(s), and perceive that the benefits
of disclosing outweigh any risks. Such ac-
knowledgements result in a timely symptom
disclosure.?”?® In contrast, others may per-
ceive their symptoms as minor and not seri-
ous and postpone disclosure.?

Delay in disclosing symptoms to a health-
care provider either may reflect denial as a
coping response leading to a more late-stage
diagnosis and poorer outcomes or may be re-
lated to a lack of knowledge of the seriousness
of the symptom or lack of perceived health
risk associated with the symptom(s). Unfor-
tunately, timely reporting of symptoms does
not guarantee early detection of cancer be-
cause some symptoms may not present until
the cancer is in the advanced stage such as
pancreatic or ovarian cancer.!' In many can-
cers, such as ovarian cancer, symptoms may
be vague and the site allows the tumor to
grow to an advanced stage before the symp-
toms are manifested.

Antecedents

Antecedents refer to events or phenomena
that precede the concept, that is, the fac-
tors influence and exist preceding the con-
cept of symptom disclosure. Antecedents of
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symptom disclosure in the context of cancer
include knowledge, cancer risk perception,
personal or family history of cancer, socioeco-
nomic and cultural factors, and access to care.

Knowledge, cancer risk perception,
and cancer experience

Knowledge, cancer risk perception, and
personal or family history of similar symp-
toms influence symptom interpretation.
Cancer knowledge is a necessary, but insuffi-
cient, condition for the decision of disclosing
symptoms.?>?* Even persons with some
knowledge about warning signs and symp-
toms of cancer waited 3 or more months to
disclose the symptom because the majority
of them did not suspect cancer.3>* Some
of those assessed their symptom as lacking
characteristics of a warning sign of a cancer
and did not perceive the symptom as a threat
to their health. Others may either perceive
themselves at low risk for cancer despite
the presence of symptoms or unconsciously
deny the potential threatening implication of
a symptom or symptoms.>°

A personal or family experience of similar
symptoms may influence an individual’s in-
terpretation of the symptom(s) and result in
a positive or a negative influence on the de-
cision to disclose the symptom(s). Prior per-
sonal or family history of cancer may help
identify the potential symptom and prompt
the decision of disclosing.*! However, for
some, the fear of death associated with a can-
cer experience may hinder their decision to
disclose to a healthcare provider.!® Similarly,
people who have previously been treated for
benign disease often wait to disclose a symp-
tom, assuming that the symptom(s) is not sig-
nificant on the basis of past experience.!®
Studies revealed that women who perceived
themselves at low risk for breast cancer were
more likely to postpone their decision to dis-
close a breast symptom.*!

Sociodemograpbic and cultural factors

Many studies have explored the influence
of sociodemographic variables, including age,

gender, race, socioeconomic status (SES),
marital status, and education level, on the
decision of disclosing symptoms to a health-
care provider. Being married, older age, high
SES, and more education have been associated
with prompt decision of disclosing symptom
in some studies”!! but not others.1%

White Americans are more likely to dis-
close their symptoms to a healthcare provider
in a timely manner than do black, Asian, and
Hispanic Americans.!!"1823 Minority women
are reported to have longer delays in disclos-
ing symptoms suggestive of cancer to a health-
care provider than white women, and this
appears to be influenced by lower SES and
access to healthcare.'"%2 Few studies have ex-
amined how cultural factors other than access
to healthcare and SES contribute to the dif-
ference in the timing of symptom disclosure
between non-Hispanic white and minority
populations.

Access to bealthcare

Access to bealtbcare refers to the oppor-
tunity and right to receive healthcare, which
is associated with health policy, characteris-
tics of the health delivery system, and char-
acteristics of the population at risk. Penchan-
sky and Thomas*? suggested that the concept
of access should reflect the “fit” between the
characteristics and expectations of the sys-
tem and the patient. They defined the fit to
be measured across 5 aspects: affordability,
availability, accessibility, accommodation, and
acceptability.

Medical costs and indirect healthcare costs
(such as costs of sick leave, transportation,
and child care) may influence the decision
making for symptom disclosure. The influ-
ence of insurance status on the decision of
disclosing symptoms to a healthcare provider
is well documented in the literature. Studies
revealed that patients without insurance of-
ten wait to disclose their symptoms because
of cost concern, especially when they did
not consider the symptoms as a significant
problem.”** No usual care source, previously
encountered prejudice, perceived rude and
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insensitive behaviors of healthcare providers,
language barriers, difficulty obtaining an ap-
pointment, and lack of transportation have
been associated with delay in disclosing symp-
toms to a healthcare provider.?1-39

Consequences

Consequences refer to what happens after
or as a result of the concept. Two categories
of consequences of symptom disclosure were
discussed in the literature: patient-provider
interaction during clinical encounter and di-
agnostic evaluation outcomes. Although the
quality of the patient-provider interaction
has a profound impact on the ability of pa-
tients to communicate symptoms to their
provider and decrease the likelihood of mal-
practice, fewer empirical studies have inves-
tigated how individuals interact with their
healthcare providers when representing can-
cer symptoms to the later.

Beach and colleagues*> examined how pa-
tients raised, and how doctors responded to,
their concerns with cancer symptoms by an-
alyzing video excerpts from routine oncology
interviews. The study found that patients of-
ten expressed their cancer suspicion and con-
cerns “in the midst of volunteering narrative
information about their medical history and
experiences with symptoms,”>®%0» for ex-
ample, reports about family members being
diagnosed with cancer. In response, the doc-
tor tended to move away from rather than pur-
sue patients’ psychosocial or emotional con-
cerns by offering a textbook-like listing of
symptoms or restrict patients’ further elabo-
ration by shifting his or her focus away from
patients.*> Avoiding, failing to acknowledge,
and constraining patients’ disclosure of signif-
icant events and concerns, particularly their
cancer symptoms, contribute significantly to
patient dissatisfaction, increase the likelihood
of malpractice, and decrease the likelihood
for early detection.*¢

Disclosing symptoms to a healthcare
provider usually leads to clinical and diagnos-
tic evaluations. Not all symptoms designated
as “warning signs” for cancer will result in a
cancer diagnosis. A cohort study in the United

Kingdom reported that cancer was found in
a small percentage of people with hematuria
(11%), hemoptysis (38%), dysphagia (0.7%),
and rectal bleeding (9%).47 A population
study reported that only 6% of women who
presented to a primary healthcare provider
with breast symptoms were diagnosed with
breast cancer.*®

In contrast, for persons with symptoms
that are diagnosed as cancerous, the timing of
the disclosure of the symptoms may or may
not be related to detection at an early stage
or result in better survival outcomes.”® For
breast cancer, a delay in a breast symptom
(eg, breast lump) will more likely be associ-
ated with a higher cancer stage and poorer
outcome.® For some cancers, such as ovar-
ian or pancreatic cancer, timely disclosure
of symptoms may not improve outcomes be-
cause of the advanced stage when the symp-
toms become manifest. In addition to the
timeliness of symptom disclosure by an in-
dividual, there are system-related delays that
may influence survival outcomes.'®% These
delays may include prolonged evaluation of
symptoms (multiple visits, tests), scheduling
delays for diagnostic testing, and barriers to
navigating the complex healthcare system
(eg, insurance, transportation, competing life
demands).

CONCLUSIONS

The definition of symptom disclosure

Symptom disclosure is a process where
the individual decides to share his or her
symptom experience with others (lay per-
sons and healthcare providers). Symptom dis-
closure is also an interpersonal process and
occurs within an interactive, complex, psy-
chosocial, situational, and cultural context
of individual’s live. The decision to disclose
symptoms suggestive of cancer is character-
ized by symptom interpretation, weighing the
benefits and risks of disclosing, and taking ac-
tion. The decision regarding why, to whom,
and when to disclose reflects the individual’s
interpretation about the causality, severity,
and importance of the symptom and a belief
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in the benefits of disclosing outweighing the
risks of seeking care. This decision-making
process is influenced by knowledge, cancer
risk perception, personal or family history of
cancer, socioeconomic and cultural factors,
and access to healthcare (Fig 1).

Implication for practice

To provide competent care, healthcare
providers need to understand important de-
tails about their patients care-seeking behav-
iors. Findings from current study suggest that
the scope of practice for healthcare providers
be more proactive and individualized because
individuals vary significantly regarding symp-
tom interpretation and the perceived bene-
fits and risks of disclosing. For individuals
who might downplay symptoms and illness,
healthcare providers should help them rec-
ognize the importance and seriousness of
the symptom; for individuals who fear can-
cer treatment, healthcare providers should
emphasize many benefits of seeking care in-
cluding relieving uncertainty, fear, and worry;
obtaining advice and consultation; identify-
ing the cause of the symptom; and hav-
ing the symptom treated earlier if needed.
These proactive and individualized interven-
tions can be done by assessing their patients
cancer knowledge, cancer risk perception,
personal or family history of cancer, socioe-
conomic and cultural factors, and access to
healthcare during clinical visits. Healthcare
providers can also decrease the perceived
risks of disclosing by being sensitive to ver-
bal and body language and encourage their pa-
tients to ask questions and express concerns
by creating an atmosphere of care, openness,
and nonjudgment (Table 3).

Implication for research

It is important to understand how people
make potential life-altering decisions regard-
ing symptoms, especially those suggestive of
cancer. Many studies have investigated facili-
tators for and barriers against disclosing symp-
toms to a healthcare provider. Yet, none prove
to be reliable indicators to predict who will

Table 3. Themes emerged from concept
analysis of symptom disclosure

Findings from the study

Attributes Symptom interpretation

Weighing the risks and
benefits of disclosure

Taking action

Knowledge

Cancer risk perception

Personal or family history
of cancer

Socioeconomic and
cultural factors

Access to healthcare

Patient-provider interaction

Clinical and diagnostic
evaluations

Antecedents

Consequences

wait to disclose the symptom versus those
who will seek healthcare in a timely man-
ner. Factors that influence symptom disclo-
sure (cancer knowledge, perceived risk, per-
sonal and family experience, socioeconomic
and cultural factors, and access to healthcare)
may either motivate a person to disclose a
symptom or hinder a person’s decision to dis-
close. Further research is needed to inves-
tigate why people do not suspect anything
serious or important in the case that they
have the knowledge about cancer symptom,
as well as how people balance the perceived
benefits and the perceived risks of disclosing
when making the decision to disclose. Stud-
ies are needed to examine the combined in-
fluences of the attributes and antecedents of
symptom disclosure. For example, these re-
searches could address whether and how ac-
cess to healthcare interacts with symptom in-
terpretation and weighing perceived benefits
and risks of disclosing.

Implication for cancer education

Findings from current study indicate
that cancer knowledge is a necessary, but
insufficient, condition for the decision to
disclose symptoms. Thus, future cancer edu-
cation should not only provide information
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about how to recognize cancer symptoms
but also help individuals weigh the benefits
against the risks of seeking care earlier. Can-
cer information should also reassure public
about the benefits of early treatment on prog-
nosis and the advances in the management
of the adverse effects of chemotherapy. In
addition, educational message should strike
a balance between scaring away people
from healthcare providers and taking away
their motivation to come forward. Financial
and social resources for the diagnosis and
treatment of cancer should also be included
in health education messages.
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