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Literature Review of Information-Seeking Behavior and Decision Making of
Women with Breast Cancer

Mitsuyo NAKASHAMA, MA.R.N. D

Aim: The aim of this study was literature review to describe the theoretical and empirical relevance of
information-seeking behavior and decision-making of women with breast cancer.

Background: Breast cancer patients have complained that their information needs were not being adequately
met.

Methods: Searches were conducted on the PubMed and ICHUSHI databases from 1990 to 2010 using the key
word phrase “information seeking behavior and breast cancer and decision making.” PubMed showed 12 matches,
but ICHUSHI showed none, so the key word search the literature was broadened to “information seeking AND
breast cancer” and “decision-making AND breast cancer.”

Results: The studies were classified thematically according to the information-seeking behavior concept,
information needs, and decision-making preference and experience. First, the author discusses the concept and
importance of information-seeking behavior. Second, the author addresses breast cancer patients information needs
and sources. Third, the relevance and assessment of preference and experience are discussed.

Conclusion: Information-seeking is thought to be part of the problem-solving process that is aimed at
achieving the goals of receiving the best medical treatment, recovering from illness, and improving a patients health
and quality of life. Information-seeking is an important part of decision making with regard to treatment selection
and coping with cancer. The information sought by breast cancer patients varies depending on the individual. The
information-seeking experience was evaluated based on patients information needs, hopes, decision-making

preferences, and subjective satisfaction rating.

Key words : information-seeking behavior, information needs, decision-making preference, information seeking
experience

Introduction Ishigami described that the meaning of information

Because of the spread of the Internet, most
people can now obtain information, but they do not
know whether the available information is reliable.
Information is defined as “an informing or being
informed, a telling or being told of something; news;
intelligence; word”, “knowledge acquired in any

manner; fact; data; learning”, “a person or agency

answering questions as a service to others”.
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provided by researchers should emphasize four
common factors: evaluation, acceptance, difference
information and data, and

between strong

relationship to knowledge?. Brookes regarded
knowledge as a structure of concepts linked by their
relationships and information as a small part of
such a structure. The fundamental equation K[ S1]
+AI= K[ S+AS] states in its very general way
that the knowledge structure (K [ S]) is changed to
the new modified structure K [ S +AS] by the
changes in information, A /9. Information may, of
course, depend on sensory observation, but the sense

data so received must be subjectively interpreted
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based on a knowledge structure to become
information®. Thus, information is considered to
induce changes in our knowledge after we have
learned and interpreted the information.

Breast cancer is the most common cancer of
women in their 40s — 60s. A rapid increase in
incidence rate was seen among the middle and old
age groups, especially among women 45-54 years old
9 . There are a number of effective treatments for
breast cancer, so patients are often confused by the
treatment choices. Over the past 10 years, breast
cancer treatment has improved survival and
health-related quality of life (HRQOL). When
making decisions about the treatment for breast
cancer, 1t becomes important to obtain appropriate
Most

information in accordance with the guidelines for

information. doctors provide medical
breast cancer treatment, but patients may wonder
whether the choice of treatment should be made by
the patients themselves or by the physicians.

The aim of this review was to collect and discuss
literature about breast cancer as it relates to how
and why to obtain information, what particular
types of information patients need, where they can
find the information, how the information is used,
experiences are with

and what patients

decision-making after accessing information.

Methods
Sample for data collection

Searches were conducted on as above from 1990 to
2010 using the key word phrase “information
seeking behavior and breast cancer and decision
making.” PubMed showed 12 matches in the
English literature. Then a perusal of the reference
lists of each literature was conducted to retrieve
potentially relevant studies not identified.
ICHUSHI showed none, so the key word search in
the dJapanese literature was broadened to
“information retrieval AND breast cancer” and
“decision-making AND breast cancer.” There were
73 matches for the first phrase and 6 for the latter
phrase. The nursing studies found with the key

words “decision-making AND breast cancer” were

mainly narrative studies. The 73 matches for the
first phrase were mainly discussions of genetic tests
and treatments in the pathology field. These studies
were excluded from the present study, and the
literature reviewed for this analysis included books,
review articles, empirical studies, meeting abstract,
and brief commentaries. The chosen literature was
written in English or Japanese, and included
“Information seeking” or “decision making” in the
title or key words.

Data analysis

The author read each piece of retrieved literature
to understand the concept or the key characteristics
of information-seeking behavior. The studies were
classified  thematically  according to  the
information-seeking behavior concept, information
needs and sources, and decision-making preference
and experience. Here the author discusses how and
why patients obtain information, what particular
type of information was needed, where patients
retrieved the information, how the information was

used, and types of decision-making and experiences.

Findings
The concept of information-seeking behavior
Though “information retrieval” is defined in the
dictionary, there is no entry for “information
seeking.” “Information retrieval” is the term used to
describe looking for specific information?®. There is
no explicit definition of information seeking behavior.
Miwa said that information retrieval occurs at the
micro level, while information seeking occurs at the
macro level, and the highest macro level is problem
solving. Between a human and the specific
information system for searching information,
seeking information includes looking to acquire
knowledge gained from exploring the information
and interacting with it sequentially®. The term
“Information seeking” developed from the field of
library informatics and cognitive science. Lenz? was
the first to discuss information seeking in the field of
nursing. Information seeking is an important

antecedent to health-related decisions and behavior.
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In Lenzs study, the concept of information seeking is
analyzed within the framework of a six-step process
model: (1) a stimulus, (2) goal setting, (3) a decision
regarding whether to seek information actively, (4)
search behavior, (5) information acquisition and
codification, and (6) a decision regarding the
adequacy of the information acquired?. Inter-related
dimensions of the information search process are
1dentified,
behavioral outcomes is postulated?.

and the impact on cognitive and

(2010 £ 12 H)

The meaning of the term “information seeking”
may appear to be obvious; others use the term
“health-related information seeking”® . Fukuda et
al. identified three categories of health information
seeking behavior in working women: 1) being aware
of and caring for one's physical and psychological
well-being, 2) collecting information, and 3) utilizing
information?. Various definitions of information

seeking in the literature are shown in Table 1.

Table 1 : Definitions of Information Seeking

Author

definitions related to imformation-seeking

Elizabeth R. Lenz (1984)”

The information—seeking patterns of clients have received little attention in nursing theory and

research, but they are important antecedents of health-related decisions and behavior. The concept of
imformation seeking is analyzed within the framework of a six—step process model. Interrelated
dimensions of the information search process are identified,and the impact on cognitive and behavioral

outcomes is postulated.

Virginia M. Conley (1998)'%

The phrase”information-seeking behaviors”is proposed as an alternative diagnosis. It meets the

criteria for a nursing diagnosis. The concept of “Information—seeking behaviors”provides a diagnosis that
promotes individualized nursing interventions based on patient indicators of significance and need.

Dale E Brashers et al.(2002)'" Information seeking and avoiding may be a balancing act for individuals who need to achive multiple

goals.

An important contextual feature is the channels of communication available for information seeking and
providing.Individuals seeking information for health care decision—making need help interpreting what
they find on websites and resolving inconsistencies between discrepant “facts”about illness and
treatments.The final goal of a normative model is to identify ways of addressing challenges and

dilemmas of communication.

Sylvie D. Lambert et.al.(2007)® Health-related information—seeking behavior is studied within the context of (a) coping with a health—
threatening situation, (b)participation and involvement in medical decision-making, and (c) behavior

change and preventive behavior.

Sylvie D. Lambert, Carmen
G.Loiselle, Mary Ellen

Macdonald(2009)'? '¥

Five health information—-seeking behaviors patterns were identified: (1) intense information seeking-a
keen interest in detailed cancer information; (2) complementary information seeking-the process of
getting” good enough”cancer information; (3) fortuitous information seekng—the search for cancer

information mainly from others diagnosed with cancer; (4) minimal information seeking—a limited interest
for cancer information; and (5) guarded information seeking the avoidance of some cancer information.
Patients varied in their reasons for seeking cancer infomation, as well as in the type, amount, and
sources of cancer information sougut and the information management strategies used.

Informing a patient that she has cancer creates a
threatening and stressful situation. Brashers et al.
inferred that

avoidance and information-seeking behavior'? to

information management includes

cope with the stressful situation. Information
avoidance is negative, but it is one strategy for
coping with a problem. The concept of information
management is shown in Fig. 1. Information
provision is, for example, educating cancer patients
about illness and treatment from a doctor and
nurse.

Many researchers have studied how to cope with
Lambert noted that health-related

information-seeking behavior occurs within the

cancer.

context of (a) coping with a health-threatening

situation, (b) participation and involvement in
medical decision making, and (¢c) making behavior
changes and participating in preventive behavior®.
Thus, definitions of information seeking are tied to

the purpose of seeking health-related information.

information
management
information-seeking information
behavior provision
avoidance

Fig.1. The information-seeking concept
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Information needs and source

Many researchers have studied the information
needs of women with breast cancer. Breast cancer
patients need information about their illness,
treatment, treatment side-effects, prognosis, the
recovery process, common symptoms, and treatment
costs. They also need to know about recovery after
surgery. They need to be informed about the
emotional supports available to them after
discharge (Nara & Kudo, 2005)'9.There is scant
reference to the need for information on other issues,
available financial and

such as community

(Vander
Molen,1999)15. According to one study, breast cancer

resources, or coping  strategies
patients felt there was a lack of support in four
categories: onset and severity of household tasks
and work after discharge, information on the
contents of a healthful dietary intake, notes on life
during and after treatment, and information about
treatment side effects and how to deal with them
(Ueda, 2008)10. All

information on diagnosis and treatment, while not

patients wanted basic
all of them wanted further information during all
stages of their illness (Leydon et al, 2000)'?. Women
younger than 50 years rated information about
physical and sexual attractiveness as more
important than did older women, while women older
than 70 years rated information about self-care as
more important than did younger women, and
women who had a positive family history of breast
cancer rated information about family risk as more
important than did other women (Denger et al,
199719,

treatment, and side effect were common to all

Information needs regarding illness,
women with breast cancer, though needs differed
from one individual to the next and varied from
pre-operation to post-operation.

Doctors and nurses were expected to respond to

patients needs regarding "information service,

”

consultation,” “a social activity along with learning”
(that is, self-help groups), and "mental support”
(Nishida et al, 2008)9. Self-help groups were
expected to be an "information service" and a "social

activity along with learning" (Nishida et al, 2008)19.

Thus, Self-help groups have played important role
for information seeking patients with breast cancer.
However, approximately, 70% of breast cancer
patients reported obtaining information from a
source other than the treatment staff(Walsh MC et
al, 2010) 20,

additional information sources included younger age,

Significant predictors of using
higher income and education, complementary and
alternative medicine use, and reporting shared
decision making. Women with breast cancer who
have a college degree were more likely to use the
Internet (Walsh MC et al, 2010)29. The Internet is
used by patients with breast cancer, and such use
has increased in recent years. Among eight types of
information media, brochures, television, and the
Internet were ranked as the most important sources
of information. Among breast cancer patients, 41%
used the Internet themselves or via friends or family,
mostly to research classic and alternative treatment
options. Unavailability of a computer and the
necessity of computer skills were the most
frequently mentioned obstacles to Internet
searching (Adler et al 2009) 20. In one study,
information media were used considerably by the
study participants and were important contributors
to knowledge and facilitators for decision making
(Balmer, 2005) 22

the Internet to get information on the disease and

In another study, patients used

treatment options, to get information about other
survivors' experiences, and to reduce anxiety related
to having cancer and undergoing treatment
(Matsumoto et al, 2005)23. It is clear that the
Internet offers many positive possibilities, including
a new source of consumer advocates and
participants in patient involvement in healthcare
policies, research, and management. (Ziebland,

2004)29.

Preference of decision making

A 1993 nursing study put decision makers into
one of three empirically derived groups, Deferrers,
Delayers, and Deliberators (Pierce, 1993)29. A 1997
study revealed decisional preferences in women

with breast cancer were categorized by the patient
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taking an active role, a collaborative role, or a
passive role (Denger et al, 1997) 19. These preference
roles are represented in the following typical quotes.
Active role:

A;  “I prefer to make the decision about which
treatment I will receive.”

B: “T prefer to make the final decision about my
treatment after seriously considering my doctor s
opinion.”

Collaborative role

C: “I prefer that my doctor and I share
responsibility for deciding which treatment is best
for me.”

Passive role

D:  “I prefer that my doctor make the final decision
about which treatment will be used, but seriously
consider my opinion.”

E:  “I prefer to leave all decisions regarding
treatment to my doctor.” (Denger et al, 1997) 19,
Studies that used the concept of preferences in
decision making related to breast cancer are listed
in Table 2. In a recent study, Almyroudi et al
showed that 71.1% of Greek women with breast
cancer wanted to play a passive role in treatment
decisions, whereas only 4.6% chose an active role
(Almyroudi et al, 2010) 30. However, a study of
Canadian women with breast cancer showed that
22% of breast cancer patients preferred to take an
active role (Denger et al, 1997)®. Thus, patients
different

depending on patient nationality. Other factors

decision-making  preferences  were

associated with patients decision-making
preferences were the patient age, education level,
employment and amount of desired
information detail (Almyroudi et al, 2010) 30, In

addition, 37.4% of women with breast cancer did not

status,

want to get detailed information, with half of them
wishing to avoid awareness of bad news. A
preference for a passive role was associated with
wanting less informational detail (Almyroudi et al,
2010) 20,

Experience

Searching for information on cancer anywhere,

(2010 = 12 H)

many people without cancer have reported negative
experiences, including the search process requiring
a lot of effort, expressing frustration, and concerns
about the quality of the information found (Arora et
al, 2008)33.

experiences

Everyone has good, bad, mixed

when they sought cancer-related
information. As same as people without cancer,
patients with cancer were provided information or
sought it, which caused them to “have experiences”.
In a qualitative study , Pierce described that five
empirical indicators of decision-making behavior
occur during cancer-related information-seeking
experiences, as follows: (a) perceived salience of
conflict, (¢c) further

information seeking, (d) risk awareness, and (e)

alternatives, (b) decision
deliberation (Pierce, 1993) 29. In an other qualitative
study, McCaughan and McKenna identified that
information-seeking seemed to be a journey of
'never-ending making sense' with ongoing discovery
and new information needs, with the information
seeker going through the following three stages:
‘being traumatized,” 'taking it on, and ,faking
control' (McCaughan & McKenna, 2007)39. Many
studies revealed that information seekers reported
problems such as confusion/stress associated with
receiving too much information, and
misunderstanding and conflicts (Matsumoto et al,
2005)29, and that they struggled with the efforts of
understanding the disease and the treatment
(McCaughan & McKenna, 2007)39. In one study,
more symptoms of depression were associated with
worse information-seeking experiences (Beckjord et
al, 2008)39. Another study reported that patients
avoid information to escape feelings of negativity
and depression (Rees & Bath, 2001) 30. The
information- seeking behaviors of women with
breast cancer are highly individualistic, with some
women wanting information, others avoiding
information, and many women fluctuating between
information seeking and information avoidance
(Rees & Bath, 2001) 39. Arora developed a six-item
Information Seeking Experience (ISEE) scale that
included the following four items: “You wanted more

information but did not know where to find it,” “It
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M. Nakashima: Literature Review of Information-Seeking Behavior and Decision Making of
Women with Breast Cancer

took a lot of effort to get the information you
needed,” “You did not have the time to get all the
information you needed,” and “You felt frustrated
during your search for the information.” These four
items were used to assess the process of information
seeking. Two additional items assessed the actual
information found: “You were concerned about the
quality of the information” and “The information
you found was too hard to understand” (Arora, et al,
2008)39. Thus, many cancer patients experience
anxiety, conflict, and confusion. However, some
women sought information to cope with breast
cancer, regain a sense of control, increase their
feelings of confidence, and help facilitate the
decision-making process (Rees & Bath, 2001) 39.

This range of experiences is depicted in Table 3.

Discussion

This literature review study describes the
theoretical and empirical  relevance of
information-seeking behavior and decision- making
of women with breast cancer. There was no clear
difference in information seeking and information
retrieval among the studies conducted in Japan. A
definition of information-seeking for cancer patients
is inferred based on the purpose of seeking
health-related information, and the information-
seeking behavior of patients with breast cancer is
thought to be part of a problem-solving process to
achieve the goal of receiving the best medical
treatment, recovering from illness, and improving
health and quality of life. Thus, the information-
seeking behavior and decision- making are relevant
for quality of life of patient with breast cancer.
However, it can be inferred that the cultural context
influences the information-seeking behavior and the
decision making. For example, in Europe and
America the decision making 1is driven by
individualism, while in Japan that is different. An
investigation to clarify the importance of cultural
context in information-seeking behavior and the
treatment decision- making process is needed.

The typical cancer patient seeks information that

will be curative. Of course, the medical treatment

staff provides breast cancer patients with
information about their disease and treatment.
However, many patients request more information.
The information sought is various, and is different
depending on the individual. The information-
seeking experiences have been caused by the
patients information needs, the patients hopes and
decision-making preferences, and by the subjective
satisfaction rating of breast cancer patients.
Information needs arise to cope with breast cancer.
Recently, for example, the number of patients with
prostate or breast cancer has increased in Japan,
and patients must select the best treatment among
many treatment methods. As revealed in one study,
information-seeking individuals naturally focused
their efforts

information about treatment options, and they

toward obtaining "all" available

wanted the "best" or most up-to-date" information
(Lambert et al, 2009)12.
treatment decision making, they had to seek the

As participants in

most complete information about their disease and
treatment, but because it is difficult to make a
decision about treatment, they struggled with an
important problem that would affect their lives. For
patients with breast cancer, it is important to make
the best possible decision, because if the types of
cancer cells are triple negative, the risks of cancer
recurrence rise. Recent reports are mainly about
genetic testing and treatments in the pathology field.
Not only specific cancer information, but genetic
information will become important for the breast
cancer patient in the future.

Many cancer patients experience anxiety, conflict,
and confusion (Matsumoto et al, 2005)2
(McCaughan & McKenna, 2007)39 but regain a
sense of control and increase their feelings of
confidence and help facilitate the decision-making
process following information seeking (Rees & Bath,
2001) 3. In one study, Adachi noted that the social
support provided when treatment was selected could
be consolidated in an emotional or informational
support group (Adachi et al, 2010) 3®. In another
study of advanced breast cancer patients perception

of decision making for palliative chemotherapy,
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Grunfeld et al, described that women offered
second-line chemotherapy were more likely to
undergo chemotherapy because of the hope it offers
and were more likely to take an active role in that
decision compared with women who were offered
first-line chemotherapy (Grunfeld et al, 2006)39. The
subjective satisfaction rating of breast cancer
patients is influenced by feelings about the
decision-making process. Additionally, the subjective
satisfaction may be influenced by mutual trust
between the doctor and the patients, and social
support.
Lambert.

seeking behaviors

et al described the information-
follows: (1)

antecedents: reasons for information seeking; (2)

patterns as

essential characteristics: type, amount, and sources
of information sought and information management
strategies; and (3) outcomes (Lambert. et al, 2009)12.
Thus, it is important to research the relevance of
what kind of

cancer-related information, information resource,

information-seeking  behavior,

demographic  factors, the preference  of

decision-making and the satisfaction rating
concerning information- seeking.

During each part of the information- seeking
process, patients will experience a wide range of
feelings, and learn by experience. However, in the
future, it is necessary to reveal the relationship
between information seeking and decision making
according to the disease progression, and to promote

an effective information-seeking process.
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