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Abstract

Little is known about how patients move among information sources to fulfill unmet needs. We
interviewed 43 breast, prostate, and colorectal cancer patients. Using a grounded theory approach,
we identified patterns and motivations for movement among information sources. Overall, patients
reported using one source (e.g., newspaper) followed by the use of another source (e.g., Internet),
and five key motivations for such cross-source movement emerged. Patients’ social networks often
played a central role in this movement. Understanding how patients navigate an increasingly complex
information environment may help clinicians and educators to guide patients to appropriate, high-
quality sources.
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Background

In recent years, there has been considerable attention devoted to understanding the information
needs of cancer patients and survivors [1-14], as well as the sources they use to satisfy these
needs [5,6,15-33]. Such efforts are warranted, as unmet needs are frequently reported [34] and
associated with poorer perceived mental and physical health [35]. To date, this extensive body
of research has revealed important patterns of cancer information engagement. Most patients
do not receive information solely from their treating physicians and other health professionals.
Rather, many turn to other sources as well, including traditional media—whether print (e.g.,

newspapers, magazines, books, brochures, pamphlets) or broadcast (e.g., television, radio)—
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new media (e.g., Internet), and non-medical interpersonal sources (e.g., family, friends, co-
workers, other cancer patients) [1]. In addition, although patients want information on
treatment options, they are also interested in topics such as side effect management and chances
of survival or cure [1].

There has, however, been less attention to patients” movement across sources of information,
or the use of one source (e.g., newspaper) followed by the use of another source (e.g., Internet)
to fulfill an unmet need. Much of the existing research in this area focuses on the role of the
Internet and, more specifically, the extent to which patients discuss online information with
their clinicians and the influence this discussion has on patient—clinician relations [36-39].
More recently, our group published results from a population-based sample of Pennsylvania
cancer patients; findings revealed that some patients discuss information from non-medical
sources with their clinicians and, in turn, clinicians refer patients to such sources [40]. However,
this study did not detail the movement among non-medical sources, nor did it document the
reasons driving such movement. Ultimately, “cross-source engagement” [40]—and its
relationship to patients’ information needs—remains understudied terrain.

The goal of the current study, then, is to explore the movement across information sources that
may characterize patients’ information seeking behavior, as well as the reasons motivating
cross-source engagement. Fundamentally, the story we tell is one of almost universal use of
multiple media sources as patients explore treatment options and living with cancer. We show
results consistent with media complementarity theory [41,42]. As proposed by Dutta-Bergman
[41], media complementarity “suggests that people consuming one particular medium to gather
information in one particular area are likely to consume other media that contain information
in that specific area. This framework proposes that sources reinforce one another, rather than
displace or replace one another. Source use is driven by interest in a particular topic, and, taken
together, the information gleaned from distinct sources combines to fulfill information needs
[41]. Complementarity theory has received empirical support [43], including recent attention
in the cancer domain [44]. While such research provides evidence of cross-source use, it does
not detail how or why cross-source engagement occurs. In this qualitative study, we build upon
the existing literature by considering the extent to which patients’ engagement with information
sources is dynamic. Specifically, we ask how patients move among a wide range of information
sources and the reasons driving such movement—questions that, to our knowledge, have not
been addressed in previous research. In asking these questions, we hope to provide insight into
how patients navigate the public information environment. Equipped with this knowledge,
clinicians and educators may guide patients toward appropriate and reliable information
sources, thereby helping patients to fulfill unmet needs.

Data gleaned from a series of semi-structured interviews with breast, prostate, and colorectal
cancer patients were analyzed using a grounded theory approach [45]. Grounded theory is
concerned with the discovery of meaning, and a premium is placed on reflecting participants’
constructions of the world [45]. The methodology enables researchers to draw inferences that
can inform the development of new hypotheses, which can be tested rigorously in the future.
In addition, findings generated can be useful in building or modifying existing theory.

We selected this approach because our goal is to establish the dimensions of interest in an area
of concern. That is, we want to show that particular patterns of behavior exist (in this case, that
patients move from source to source) and to organize conceptually the central motivations for
that movement. While we do provide counts of the joint distribution of cross-source use and

motivations, these are not intended as reliable quantitative estimates. Our aim is to provide an
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empirically based systematic analysis of the important dimensions of this behavior as a
foundation for future research.

Cancer patients were recruited in March—June 2005 based on information released by the
Pennsylvania Cancer Registry. The eligible population was all men and women between the
ages of 40 and 70 years living in greater Philadelphia diagnosed with breast, prostate, or
colorectal cancer between September 2003 and April 2004. We recruited patients who were
recently diagnosed in order to achieve accurate recall of cancer-related decisions and the use
of sources for information needs. We contacted 215 physicians, obtaining consent to contact
496 patients out of a potential sample of 500. Of these 496 patients, we randomly contacted
150, yielding an initial sample of 37 (response rate=25%). To meet our target enroliment, we
randomly contacted another 48 patients from the initial potential sample, generating an
additional six patients (response rate=13%). The final sample included 43 patients. Patients
were excluded if they could not provide informed consent. Recruitment procedures were
approved by the University of Pennsylvania Institutional Review Board. We believe that these
sampling procedures increase the likely representativeness of our interviewee sample,
compared to samples gathered from a physician’s practice or a single hospital.

Data Collection

Trained interviewers conducted hour-long, face-to-face interviews with participants. Two
interviewers (BJK, RSS) conducted all but three of the interviews. Prior to the interview,
patients completed a standard informed consent document approved by the University of
Pennsylvania IRB. Patients were compensated with $50 American Express gift checks. All
interviews were semi-structured. The interview script, which served as a loose framework for
the discussion, was based on a priori ideas about how a patient might have come to learn about
his or her cancer diagnosis and make decisions about his or her treatment (Table 1).
Interviewers had the flexibility to alter the script to fit a particular case. All interviews were
transcribed and anonymized.

Data Analysis

Data analysis and interpretation were guided primarily by grounded theory principles. Research
team members read all 43 transcripts. The constant comparative method was used to analyze
and code data [46]. This technique demands that researchers be “constantly alert to the
similarities and differences which exist between instances, cases and concepts, to ensure that
the full diversity and complexity of the data is explored” [46]. Through this process, themes
regarding patients’ information engagement emerged. As themes were identified, researchers
often returned to the transcripts to reread and recode excerpts, ensuring that themes were
grounded in data—an iterative quality that characterizes the constant comparative method. In
addition, researchers considered the extent to which thematic categories were consistent with
previous research on cancer information engagement. Deviant cases also were analyzed,
providing an opportunity for researchers to challenge initial categorizations and, if necessary,
modify them accordingly [46,47].

Once thematic categories were identified, we used quantitative coding to determine the
prevalence of cross-source interactions. In other words, we first identified the central reasons
for cross-source engagement (Table 3) using the constant comparative method, as well as the
patterns of cross-source interactions for each of these reasons (e.g., medical-traditional media
interaction, traditional media—new media interaction). Researchers then worked in pairs to code
the frequency of cross-source interactions for each reason (Table 3). Without quantitatively
coding these interactions, it would have been difficult to gauge the relative frequency of cross-
source use. After coding independently, coders met to discuss any codes they disagreed on,
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with the goal of reaching consensus. All frequencies reported are based on consensus codes.
Inter-coder agreement for identifying cross-source interactions was high, ranging from 86%
to 94% for three pairs of independent coders. We also coded the frequency of single source
use (see Table 2); again inter-coder agreement was high, ranging from 75% to 100% for three
pairs of independent coders. Thus, even though this study was guided primarily by grounded
theory methodology, it also has a mixed-methods character.

Patterns of Cross-Source Interactions

Consistent with previous research, patients reported using a range of information sources to
learn about their disease and its treatment (Table 2). Source use included active information
seeking—often defined as purposive or goal-driven efforts to obtain information [48]—as well
as more passive information acquisition, or “information scanning,” which involves patients
coming across information from other people or media sources when they are not looking for
it [49,50]. All patients reported receiving information from physicians, other health
professionals, and family members. The great majority of patients reported use of both print
and broadcast media to find out about their disease. Use of the Internet and interpersonal
sources, such as friends and other cancer patients, were also common, while interactive
interpersonal sources, such as support groups and hotlines, were less frequently used.

The interviews produced extensive information about an additional characteristic of patients’
source use: their pattern of moving between sources. We categorized observed cross-source
interactions into six major categories: movement between (1) medical and non-medical
interpersonal sources, (2) medical and traditional media (e.g., broadcast and print) sources, (3)
medical and new media (e.g., Internet) sources, (4) non-medical interpersonal and traditional
media sources, (5) non-medical interpersonal and new media sources, and (6) traditional media
and new media sources (Table 3). Since interviews revealed that information could flow in
both directions in each of these source pairs, 12 cross-source interactions are listed in Table 3.
For instance, a patient might move from a medical source (e.g., oncologist) to a non-medical
interpersonal source (e.g., another cancer patient), or from a non-medical interpersonal source
(e.g., another cancer patient) to a medical source (e.g., a surgeon). Although it was possible
for patients to move between sources within the same source category (e.g., from another cancer
patient to a family member), our interest was in movement across distinct source categories—
consistent with the media complementarity framework—and thus we focus on these
interactions.

Reasons for Cross-Source Engagement

We complemented our analysis of these patterns of cross-source engagement with a
categorization of the underlying motivations for these interactions. We organized reasons into
distinct thematic categories, using excerpts from interview transcripts to illustrate how and
why patients move across information sources (see Table 4). Broadly, these reasons can be
considered either “patient-driven” or “social network-driven”; the former pertains to a patient’s
desire to fulfill needs that are informational or emotional, whereas the latter pertains to the role
of the patient’s social network in disseminating information or support. Table 3 summarizes
the patterns of cross-source engagement and the reasons for movement, and Table 4 illustrates
these reasons using excerpts from interview transcripts. As evident in the selection of excerpts,
there are often several contexts in which cross-source interactions occurred within a thematic
category.

We identified a total of five thematic categories: (1) verification, (2) clarification/elaboration,
(3) emotional support, (4) directed contact, and (5) proxy/surrogacy. The first three are patient-
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driven motivations for movement, and the latter two are social network-driven motivations.
Verification refers to patients’ double-checking information from one source by going to a
second source. Most of these instances were reported in the context of treatment decision
making or side effect management, and medical sources were usually one of the sources
consulted. As evident in Table 4, information seemed to flow in both directions: some patients
double-checked what clinicians told them by consulting other sources, while others brought
information to their clinicians that they had found elsewhere.

Clarification/elaboration refers to patients’ need for additional or more detailed information,
often regarding treatment options. In contrast to verification, cross-source interactions in this
category served to expand upon—rather than double-check—information received, and a
greater range of cross-source interactions occurred (see Table 3). Overall, instances of
clarification/elaboration reflect a profound engagement with information, although the context
of engagement varied markedly (Table 4).

Whereas the first two categories refer to patients’ efforts to fulfill information needs, the third
category refers to patients’ need for emotional support. Patients did not report substantial cross-
source engagement to fulfill support-related needs. This is consistent with patients’ relative
infrequent use of support groups and hotlines (Table 2). When such interactions were reported,
they involved clinicians mentioning the availability of non-medical interpersonal sources for
support, such as other cancer patients or formal support groups.

Directed contact, the first social network-driven reason for cross-source engagement, refers to
instances in which one source explicitly directed patients to another source. As seen in Table
3, such direction was common. What is particularly noteworthy, however, is that patients
seemed to respond to directed contact in different ways (see Table 4).

Proxy/surrogacy engagement refers to instances in which non-medical interpersonal sources
—typically family members or close friends—sought information on behalf of the patient,
thereby serving as an information proxy or surrogate. The patient either delegated authority to
the proxy or the proxy assumed this responsibility on his or her own; examples of both types
of interactions are provided in Table 4. Patients recognized that the information did not come
from the proxy, but from the source that he or she used. We thus consider these to be examples
of cross-source use.

Discussion

To our knowledge, this is the first study to describe the patterns and motivations for movement
among myriad information sources and, in so doing, underscore how cancer patients’
engagement with information is dynamic. Consistent with existing research [1,2], we found
overwhelming evidence that patients use multiple sources to learn about their disease. The
central contribution of this study, however, is the finding that patients did not simply use one
type of information source for one purpose, another type for another purpose, and so forth.
Rather, our analysis reveals that patients often moved among distinct types of sources with a
particular purpose in mind—a result that is consistent with media complementarity theory
[41].

We discerned six major cross-source pairs, and interviews revealed that information could flow
in both directions. These pairs are interesting on a descriptive level, but they are even more
compelling when we consider the central motivations for cross-source movement. First,
directed contact was a frequently reported motivation. Perhaps this is not surprising, since
following a diagnosis, clinicians often want to provide patients with information to involve
them in their care. Similarly, for close others, cancer may become a highly salient topic, leading
them to notice cancer-related information in magazines or online that they then want to share
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with the patient. For example, patients noted that clinicians sent them to books or pamphlets,
or that family or friends directed them to magazine articles or specific websites. A patient’s
cross-source interactions were not improvised; rather, they involved explicit direction to
information sources by members of the patient’s network. As might be expected, some patients
found the direction helpful, while others found themselves overwhelmed by the quantity of
information.

Many interviewees also reported that their use of multiple sources involved proxies. Some
proxies provided access to information that the patient was not prepared to seek and digest on
his or her own. The potential for information overload was implicated in several instances of
proxy engagement, in which a close other would seek and filter information, thereby shielding
the patient from the vast quantity of information available. Proxy interactions took place in
other contexts as well. For example, patients who considered themselves computer illiterate
but wanted to learn more about their disease online might turn to relatives for assistance. The
mobilization of social networks is in line with a growing body of research on the role of close
others in the cancer treatment process [51,52]. Most relevant to the current study is research
on “lay information mediaries (L1Ms),” defined as “those who seek information on behalf of
or because of others,” regardless of whether they are asked to do so [53]. Although not
necessarily referred to as LIMs, researchers have identified proxy seekers in the cancer domain
[54]—findings that are consistent with the proxy engagement reported here.

Of the patient-driven motivations, clarification/elaboration was a common motive for cross-
source use. Despite the relative scarcity of research on cross-source engagement, one study
described the value of a single source (e.g., Cancer Information Service, or CIS) in
“augmenting” information gleaned from another source (e.g., Internet; [55]). In our study, some
patients reported using traditional or new media sources because they did not fully understand
the information provided by their clinicians (i.e., clarification), while others reported looking
to non-medical sources to help them make informed decisions regarding treatment and side
effect management (i.e., elaboration of information provided by clinicians). Regardless of
context, the sheer quantity of cross-source interactions for clarification/elaboration purposes
reflects patients’ strong interest in acquiring cancer-related information. This interest is
consistent with the paradigm of the patient as an active consumer of health care [56], as well
as with research showing that many—although not all—patients want information about their
disease and its treatment [57,58].

Our data also provide insight into the role of clinicians in patients’ verification efforts. On the
one hand, a number of patients reported verifying information obtained from non-medical
sources (most notably, the Internet) with health professionals. In fact, nearly 10% of patients
described instances in which they printed out information from the Internet that they then
discussed with a clinician. This finding is encouraging, as research has shown that only some
patients who seek information online discuss it with their clinicians [36]. On the other hand,
several patients also reported verifying information obtained from health professionals with
non-medical sources, such as family, other cancer patients, or media sources. Interviews
revealed that, in some cases, the latter pattern reflects a mistrust of medical sources—a finding
that provides support for continued research attention to patient—physician trust [59,60]. That
said, mistrust did not drive all such verification efforts. For example, some patients turned to
non-medical sources due to a more generalized doubt about their disease and how it should be
addressed. Regardless of the specific motivation, the crucial point is that medical sources,
although clearly central to information exchange, are not always considered the definitive
information source. Patients may turn to other sources to verify information provided by
clinicians.
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Our study has several limitations. Although we used robust sampling methods and interviewed
nearly 50 patients from the greater Philadelphia area, the study sample is not intended to be
representative of the general population of cancer patients. It is possible that those patients who
agreed to participate in our study may exhibit different information engagement patterns than
those who did not or those in other geographic regions. In addition, even though our data
suggest that some motivations for cross-source engagement may be more common than others
(e.g., clarification/elaboration is more common than emotional support), the prevalence and
correlates of such motivations should be tested using a large, population-based sample of
patients. There are other important research questions that are beyond the scope of this study.
Future research should explore sociodemographic differences in cross-source engagement, the
potential consequences of such engagement on health outcomes, and the extent to which
patterns and motivations for cross-source movement vary across the cancer care continuum—
particularly since research has shown that information engagement does not diminish over time
[13].

The goal of this study was to understand how cancer patients find their way in an increasingly
complex information landscape. There is a vast amount of readily accessible information on
cancer treatment available today, whether in news media, the Internet, or other public channels
[61]—and at least some of this information may be of dubious quality [62]. Because this
information climate has the potential to influence patient—clinician information exchange
[61], itis important to understand how patients interact with information sources to learn about
their disease and its treatment. This study builds upon previous research by demonstrating that
patients often do not use only one source to fulfill an unmet need. Instead, they use multiple
sources, moving among them for specific purposes, such as verifying or clarifying information.
Patients’ social networks often play an important role in this process. Ultimately, this dynamic
movement has implications for cancer care and education. It creates a clear opportunity for
clinicians to guide patients to accurate and useful information outlets. Discussions of
information needs and source use, led by clinicians and educators, may empower patients to
participate in their care. In addition, educators may design interventions to help clinicians
identify patients’ information preferences and needs, as well as learn which reputable online
and offline sources may prove most useful to patients. Taken together, such efforts may enhance
patient—clinician communication and promote quality care.

Acknowledgments

We thank the patients who participated in this study. We also thank additional members of the research team, including
Sandy Schwartz, Katrina Armstrong, Angela DeMichele, Annice Kim, and Norman Wong. Thanks to Megan
Kasimatis Singleton for her assistance with logistical details. Lastly, thanks to personnel at the Pennsylvania Cancer
Registry for their assistance in providing registry data. The Pennsylvania Department of Health specifically disclaims
responsibility for any analyses, interpretations, or conclusions.

The authors wish to acknowledge the funding support of the National Cancer Institute’s Center of Excellence in Cancer
Communication (CECCR) located at the Annenberg School for Communication, University of Pennsylvania (P50-
CA095856-05). This publication’s contents are solely the responsibility of the authors and do not necessarily represent
the official views of the National Cancer Institute.

References

1. Rutten LJ, Arora NK, Bakos AD, et al. Information needs and sources of information among cancer
patients: a systematic review of research (1980-2003). Patient Educ Couns 2005;57:250-261.
[PubMed: 15893206]

2. O’Leary KA, Estabrooks CA, Olson K, et al. Information acquisition for women facing surgical
treatment for breast cancer: Influencing factors and selected outcomes. Patient Educ Couns 2007;69:5—
19. [PubMed: 17889495]

J Cancer Educ. Author manuscript; available in PMC 2011 September 1.



1duasnuey Joyiny vVd-HIN 1duasnue Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Nagler et al.

10

11.

12.

13.

14.

15

16.

17.

18.

19.

20.

21.

22.

23.

24

25.

Page 8

. Meredith C, Symonds P, Webster L, et al. Information needs of cancer patients in west Scotland: cross

sectional survey of patients’ views. BMJ 1996;313:724-726. [PubMed: 8819442]

. Lock KK, Willson B. Information needs of cancer patients receiving chemotherapy in an ambulatory-

care setting. Can J Nurs Res 2002;34:83-93. [PubMed: 12619480]

. Raupach JC, Hiller JE. Information and support for women following the primary treatment of breast

cancer. Health Expect 2002;5:289-301. [PubMed: 12460218]

. Bilodeau BA, Degner LF. Information needs, sources of information, and decisional roles in women

with breast cancer. Oncol Nurs Forum 1996;23:691-696. [PubMed: 8735327]

. Nair MG, Hickok JT, Roscoe JA, et al. Sources of information used by patients to learn about

chemotherapy side effects. J Cancer Educ 2000;15:19-22. [PubMed: 10730798]

. Slevin ML, Nichols SE, Downer SM, et al. Emotional support for cancer patients: what do patients

really want? Br J Cancer 1996;74:1275-1279. [PubMed: 8883417]

. Degner LF, Kristjanson LJ, Bowman D, et al. Information needs and decisional preferences in women

with breast cancer. JAMA 1997;277:1485-1492. [PubMed: 9145723]

. Davison BJ, Degner LF, Morgan TR. Information and decision-making preferences of men with
prostate cancer. Oncol Nurs Forum 1995;22:1401-1408. [PubMed: 8539181]

Wong F, Stewart DE, Dancey J, et al. Men with prostate cancer: influence of psychological factors
on informational needs and decision making. J Psychosom Res 2000;49:13-19. [PubMed: 11053599]

Beaver K, Bogg J, Luker KA. Decision-making role preferences and information needs: a comparison
of colorectal and breast cancer. Health Expect 1999;2:266-276. [PubMed: 11281903]

Hesse BW, Arora NK, Beckjord EB, et al. Information support for cancer survivors. Cancer 2008;112
(Suppl 11):2529-2540. [PubMed: 18428201]

Mayer DK, Terrin NC, Kreps GL, etal. Cancer survivors information seeking behaviors: a comparison
of survivors who do and do not seek information about cancer. Patient Educ Couns 2007;65:342—
350. [PubMed: 17029864]

. Chen X, Siu LL. Impact of the media and the Internet on oncology: survey of cancer patients and
oncologists in Canada. J Clin Oncol 2001;19:4291-4297. [PubMed: 11731511]

Benedict S, Cole DJ, Baron L, et al. Factors influencing choice between mastectomy and lumpectomy
for women in the Carolinas. J Surg Oncol 2001;76:6-12. [PubMed: 11223818]

Mills ME, Davidson R. Cancer patients’ sources of information: use and quality issues.
Psychooncology 2002;11:371-378. [PubMed: 12228870]

Carlsson M. Cancer patients seeking information from sources outside the health care system. Support
Care Cancer 2000;8:453-457. [PubMed: 11094989]

Muha C, Smith KS, Baum S, et al. The use and selection of sources in information seeking: the Cancer
Information Service experience. Part 8. J Health Commun 1998;3(Suppl):109-120. [PubMed:
10977266]

Manfredi C, Czaja R, Buis M, et al. Patient use of treatment-related information received from the
Cancer Information Service. Cancer 1993;71:1326-1337. [PubMed: 8435809]

Manfredi C, Czaja R, Price J, et al. Cancer patients’ search for information. J Natl Cancer Inst Monogr
1993;14:93-104. [PubMed: 8123363]

Eakin EG, Strycker LA. Awareness and barriers to use of cancer support and information resources
by HMO patients with breast, prostate, or colon cancer: patient and provider perspectives.
Psychooncology 2001;10:103-113. [PubMed: 11268137]

Bass SB, Ruzek SB, Gordon TF, et al. Relationship of Internet health information use with patient
behavior and self-efficacy: experiences of newly diagnosed cancer patients who contact the National
Cancer Institute’s Cancer Information Service. J Health Commun 2006;11:219-236. [PubMed:
16537289]

. Helft PR, Eckles RE, Johnson-Calley CS, et al. Use of the Internet to obtain cancer information among
cancer patients at an urban county hospital. J Clin Oncol 2005;23:4954-4962. [PubMed: 16051948]

Turk-Charles S, Meyerowitz BE, Gatz M. Age differences in information-seeking among cancer
patients. Int J Aging Hum Dev 1997;45:85-98. [PubMed: 9395923]

J Cancer Educ. Author manuscript; available in PMC 2011 September 1.



1duosnuey Joyiny vd-HIN 1duosnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Nagler et al.

26.

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.
43.

44,

45.

46.

47.
48.
49.

Page 9

Silliman RA, Dukes KA, Sullivan LM, et al. Breast cancer care in older women: sources of
information, social support, and emotional health outcomes. Cancer 1998;83:706—711. [PubMed:
9708934]

Schapira MM, Meade CD, McAuliffe TL, et al. Information sources and professional consultations
sought by men newly diagnosed as having prostate cancer. J Cancer Educ 1999;14:243-247.
Sahay TB, Gray RE, Fitch M. A qualitative study of patient perspectives on colorectal cancer. Cancer
Pract 2000;8:38-44. [PubMed: 10732538]

Talosig-Garcia M, Davis SW. Information-seeking behavior of minority breast cancer patients: an
exploratory study. J Health Commun 2005;10(Suppl 1):53-64. [PubMed: 16377600]

Guidry JJ, Aday LA, Zhang D, et al. Information sources and barriers to cancer treatment by racial/
ethnic minority status of patients. J Cancer Educ 1998;13:43-48. [PubMed: 9565861]

Kakai H, Maskarinec G, Shumay DM, et al. Ethnic differences in choices of health information by
cancer patients using complementary and alternative medicine: an exploratory study with
correspondence analysis. Soc Sci Med 2003;56:851-862. [PubMed: 12560017]

Squiers L, Finney Rutten LJ, Treiman K, et al. Cancer patients’ information needs across the cancer
care continuum: evidence from the cancer information service. J Health Commun 2005;10(Suppl 1):
15-34. [PubMed: 16377598]

Gray RE, Fitch M, Greenberg M, et al. The information needs of well, longer-term survivors of breast
cancer. Patient Educ Couns 1998;33:245-255. [PubMed: 9731162]

Barg FK, Cronholm PF, Straton JB, et al. Unmet psychosocial needs of Pennsylvanians with cancer:
1986-2005. Cancer 2007;110:631-639. [PubMed: 17592828]

Beckjord EB, Arora NK, McLaughlin W, et al. Health-related information needs in a large and diverse
sample of adult cancer survivors: implications for cancer care. J Cancer Surviv 2008;2:179-189.
[PubMed: 18792791]

Diaz JA, Griffith RA, Ng JJ, et al. Patients’ use of the Internet for medical information. J Gen Intern
Med 2002;17:180-185. [PubMed: 11929503]

Murray E, Lo B, Pollack L, et al. The impact of health information on the Internet on the physician—
patient relationship: patient perceptions. Arch Intern Med 2003;163:1727-1734. [PubMed:
12885689]

McMullan M. Patients using the Internet to obtain health information: how this affects the patient—
health professional relationship. Patient Educ Couns 2006;63:24-28. [PubMed: 16406474]

Helft PR, Hlubocky F, Daugherty CK. American oncologists’ views of Internet use by cancer patients:
a mail survey of American Society of Clinical Oncology members. J Clin Oncol 2003;21:942-947.
[PubMed: 12610198]

Lewis N, Gray SW, Freres DR, et al. Examining cross-source engagement with cancer-related
information and its impact on doctor—patient relations. Health Commun 2009;24:723-730. [PubMed:
20183381]

Dutta-Bergman MJ. Complementarity in consumption of news types across traditional and new media.
J Broadcast Electron Media 2004;48:41-60.

Lazarsfeld, PF. Radio and the Printed Page. Dell, Sloan & Pearce; New York: 1940.
Dutta-Bergman MJ. Interpersonal communication after 9/11 via telephone and Internet: a theory of
channel complementarity. New Media Soc 2004;6:659-673.

Tian Y, Robinson JD. Media use and health information seeking: an empirical test of complementarity
theory. Health Commun 2008;23:184-190. [PubMed: 18444004]

Glaser, B.; Strauss, A. Strategies for qualitative research. Aldine; New York: 1967. The discovery of
grounded theory.

Pidgeon, NF.; Henwood, K. Using grounded theory in psychological research. In: Hayes, N., editor.
Doing qualitative analysis in psychology. Psychology Press; Hove, UK: 1997. p. 245-273.
Esterberg, KG. Qualitative research methods in social research. McGraw-Hill; Boston: 2002.
Johnson, JD. Cancer-related information seeking. Hampton Press; Creskill, NJ: 1997.

Hornik, R.; Niederdeppe, J. Information Scanning. In: Donsbach, W., editor. International
encyclopedia of communication. Wiley-Blackwell; Oxford: 2008. p. 2257-2261.

J Cancer Educ. Author manuscript; available in PMC 2011 September 1.



1duasnuey Joyiny vVd-HIN 1duasnue Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Nagler et al.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

Page 10

Niederdeppe J, Hornik RC, Kelly B, et al. Examining the dimensions of cancer-related information
scanning and seeking behavior. Health Commun 2007;22:153-197. [PubMed: 17668995]

Feltwell AK, Rees CE. The information-seeking behaviours of partners of men with prostate cancer:
a qualitative pilot study. Patient Educ Couns 2004;54:179-185. [PubMed: 15288912]

Rees CE, Bath PA. Exploring the information flow: partners of women with breast cancer, patients,
and healthcare professionals. Oncol Nurs Forum 2000;27:1267-1275. [PubMed: 11013907]
Abrahamson JA, Fisher KE, Turner AG, et al. Lay information mediary behavior uncovered:
exploring how non-professionals seek health information for themselves and others online. J Med
Libr Assoc 2008;96:310-323. [PubMed: 18974809]

James N, Daniels H, Rahman R, et al. A study of information seeking by cancer patients and their
carers. Clin Oncol 2007;19:356-362.

Bright MA, Fleisher L, Thomsen C, et al. Exploring e-Health usage and interest among Cancer
Information Service users: the need for personalized interactions and multiple channels remains. J
Health Commun 2005;10:35-52. [PubMed: 16377599]

Kaplan RM, Frosch DL. Decision making in medicine and health care. Annu Rev Clin Psychol
2005;1:525-556. [PubMed: 17716098]

Foltz A, Sullivan J. Reading level, learning presentation preference, and desire for information among
cancer patients. J Cancer Educ 1996;11:32-38. [PubMed: 8777153]

Rees CE, Bath PA. Information-seeking behaviors of women with breast cancer. Oncol Nurs Forum
2001;28:899-907. [PubMed: 11421149]

Hall MA. Researching medical trust in the United States. J Health Organ Manag 2006;20:456-467.
[PubMed: 17087405]

Hall MA, Zheng B, Dugan E, et al. Measuring patients’ trust in their primary care providers. Med
Care Res Rev 2002;59:293-318. [PubMed: 12205830]

Viswanath K. The communications revolution and cancer control. Nat Rev Cancer 2005;5:828-835.
[PubMed: 16195753]

Eysenbach G, Powell J, Kuss O, et al. Empirical studies assessing the quality of health information
for consumers on the World Wide Web. JAMA 2002;287:2691-2700. [PubMed: 12020305]

J Cancer Educ. Author manuscript; available in PMC 2011 September 1.



1duasnue Joyiny vd-HIN 1duasnue Joyiny vd-HIN

1duosnue Joyiny vd-HIN

Nagler et al. Page 11

Table 1

Semi-structured interview script

How did you first learn about your diagnosis? (Probe how many clinicians were consulted and what tests were performed.)

What treatment decisions were made? (Probe possible treatment options that the patient does not mention.)

Which information sources played a role in the treatment decision-making process? (Probe other information sources that the patient does not

mention®, and the order in which various sources were used in making decisions. Clarify whether the patient actively sought information from
specific sources (“information seeking”), came across information when he or she was not looking for it (“information scanning”), or both.)

(Conclude with questions about personal and family cancer history and demographics.)

aWe were interested in whether patients remembered having seen or heard anything about other treatments, particularly from non-medical interpersonal
or media sources

We were interested in all information sources, and we recognized that specific cues might remind patients of sources they had forgotten they used

J Cancer Educ. Author manuscript; available in PMC 2011 September 1.
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Table 2
Patients’ use of information sources (n=43)

Information source Percent
Medical source

Physicians, other health professionals 100

Complementary and alternative medicine providers2 7
Non-medical interpersonal source

Family members 100

Friends, acquaintances (e.g., co-workers) 70

Other cancer patients 67

Face-to-face support groups 14

Online support groups 7

Telephone hotlines 9
Traditional media source (broadcast or print)

Television, radio 79

Newspapers, magazines 63

Books 37

Brochures, pamphlets 91

Medical journals 2
New media source

Internet 58

a . . . . . . .
Although complementary and alternative medicine providers may be considered “other health professionals,” we list them separately because patients
tended to differentiate these providers from other allied health professionals
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