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Today patients and their companions use various sources to gain knowledge of cancer. The
ability to clearly determine their current and future information sources can help both physicians
and patients to better communicate and make more efficient decisions together, but limited studies
have done for this. A survey was implemented in the oncology clinic of the Vanderbilt Ingram
Cancer Center, Nashville, TN. Of the 468 individuals approached, 424 (91%; 257 patients and 167
companions) completed the questionnaires, with 166 patients paired with companions. Over 95%
believed information enhanced their involvement in decision making and abilities to cope with
cancer; 77% reported that information reduced anxiety. 85% will continue to search for cancer
information in the future. Physicians, nurses, and medical pamphlets are still the most trusted
sources. Internet and email were not used as much as expected but showed more potential uses and
better quality in the future. Demographics including education, income, gender, age and working
status are found as good predictors for cancer information source preferences. Future research is

needed on physicians’ views on cancer patients’ medical information sources.
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CHAPTER1

INTRODUCTION

During the last two decades, it has become usual that patients play a more active and
autonomous role (Kleffens, et al, 2003). Unlike many patients of the past, today’s health-care users
want to become more informed about their illnesses (Satterlund et al, 2003). Increasingly acting as
independent learners, patients are facing a wider range of information resources, including patients
with cancer (National Cancer Alliance, 1996).

Cancer is a serious human health issue (Junghans et al, 2004), which is the second leading
cause of death in the US, exceeded only by heart disease, and causes 1 of every 4 death (ACS,
2004a). The National Cancer Institute estimates that more than 18 million new cancer cases have
been diagnosed since 1990 and about 1,368,030 are expected to be diagnosed in 2004 (ACS,
2004a). Half of all men and one-third of all women in the US will develop cancer during their
lifetimes (ACS, 2004b). Today, millions of people are living with cancer or have had cancer (ACS,
2004b), who are experiencing or have experienced uncertainty, fear, and loss that are invoked by
the diagnosis of cancer and can be alleviated by communication and information (Butow et al,
1994; Fallowfield et al, 1990; Houts et al, 1991).

Communication and information, over recent years, have increasingly been considered
important in helping people to cope with cancer (Leydon et al, 2000). Research has indicated that
the vast majority of cancer patients want to be informed about their illness (Meredith et al, 1996).
Appropriate information, offered at the right time, has been recognized as a key factor in enabling

patients to cope with a diagnosis of cancer (Mills and Davidson, 2002). Therefore, understanding



what patients need to know, when during the course of care, and from whom they receive this
information becomes vital to ensuring the delivery of quality cancer care (Rutten et al, 2004).

In the past, consumers sought information mainly from health professionals (Carlson, 2000;
Satterlund et al, 2003). Today, patients use various sources of health information to gain
knowledge about their illness and prognosis, treatment options and side effects, ways to prevent
recurrence, and psychological resources for coping (Cassileth et al, 1980; Fallowfield et al, 1994).
So do their companions. The ability to clearly determine patients’ and their companions’ potential
medical information sources can help both physicians and patients to make more efficient
communications and decisions together (Dranove, 1988; Labelle et al, 1994; Kleffens et al, 2003;
Basch et al, 2004).

Factors that may influence patients’ information seeking preferences include the time from
diagnosis, age, gender, education, type of cancer, treatment and stage of disease (Derdiarian, 1987;
Mills and Davidson, 2002). However, there is considerable disagreement as to the influence of
some of these variables in information seeking behavior (Mills et at, 2002), as mentioned in their
study that: “Given the conflicting conclusions in the literature it is important to clarify the
relationship between Sociodemographic and disease variables and information seeking behavior.”
And it is not clear as to whether patients and their companions differ in their patterns of content
seeking (Basch et al, 2004).

All these have addressed the importance of patients’ and their companions’ preferences of
medical information sources and their obtained medical information level. However, for cancer,
which is one of the most important diseases in the US (ACS, 2004b), little has been done in this

field.



Current Studies for Medical Information Sources

Many studies about patient information sources have been done for diseases like heart
failure (Gwadry-Sridhar et al, 2003) and AIDS (Reeves, 2000; Buseh et al, 2002). Some studies
have examined sources of information related to breast cancer (Rees and Bath, 2000b), with
specific attention to mass media (Johnson and Meischke, 1991a; Gottlieb, 2001; Rees and Bath,
2000a). However, despite the extensive literature on information provision for patients with cancer,
there are only a limited number of studies that have investigated the preferred sources of
information for cancer patients (Mills and Davidson, 2002).

Among these limited number of studies, most were done in Europe, such as UK
(Fallowfield et al, 1995; Hardwick and Lawson, 1995; James et al, 1999; Mossman et al, 1999),
Sweden (Carlson, 2000), Ireland (Mills and Davidson, 2002), and Holland (Kleffens et al, 2003).
Some were also done in Canada, including Pereira et al (2000), Chen and Siu (2001), Champman
and Rush (2003). However, less has been done in US concerning patient preferred sources of
information despite several publications focusing on the quality of Internet health care content
(Basch et al, 2004).

There are only two similar studies accomplished recently in US, which were accomplished
respectively by Kakai et al (2003) and Basch et al (2004). Kakai et al (2003) examined patterns in
the use of health information among Caucasian, Japanese, and non-Japanese Asian Pacific Islander
cancer patients in Hawaii, but the study has a selection bias which may limit the generalizability.
And Basch et al (2004) implemented a survey studying how cancer patients and their companions
used information resources, but it focused more on the comparison between electronic and
nonelectronic resources than an overall analysis, and it didn’t ask what information sources cancer

patients and their companions would potentially use in the future.



Taking one with another, few surveys asked the patients about the quality of such cancer
information sources they went, especially the quality of print products used by patients (Basch et
al, 2004). Moreover, there is almost no survey asked patients and their companions about the
potential information sources they will go in the future, let alone their expected quality of those
potential information sources.

Therefore, it is important for the present study to find out patients and their companions
past and future medical information source preferences with their assessment of the information
quality, and to test whether patient demographics can be used as a predictor for their medical

information source preferences, both of which lie in the stream of information seeking research.

Thesis Objectives

The study of information seeking behavior can be defined as concerning itself with finding
out “what kind of people seek kinds of information through what channels” (Parker and Paisley,
1966). Understanding who searches for information, why they search for information (importance),
what they need to know (fopic), when during the course of care (stage), and where they receive
information (source) becomes vital to ensuring the delivery of quality care (Rutten et al, 2004) and
to making informed decisions (Labelle et al 1994; Kleffens et al 2003; Basch et al, 2004).

Therefore, the objectives of the present study are to: 1) investigate who searches for the
information about cancer (patient and companion), and compare their medical information seeking
behavior; 2) investigate why they searches for such information, that is, what benefits they believe
they can get from such information; 3) investigate what their information needs are by cancer stage
(e.g., whether there is similarity between topics searched in the same stage of cancer or whether

there is difference between topics searched in different stages of cancer); 4) investigate where they



go or will go for these information in the past and in the future; and 5) investigate whether
demographics can be used as a predictor for patient’s or companion’s medical information source
preferences; 6) investigate the information guality assessed or expected by cancer patients and their
companions for current sources, and the impact of the quality assessment on their future source
uses.

A survey was implemented in the Oncology clinic of the Vanderbilt Ingram Cancer Center
(VICC), with the approval from the Center and the Institutional Review Board (IRB) at Vanderbilt
University. There are three parts in this survey: Part A and Part B. Part A investigates demographic
information. Part B has three sections: Section B1 investigates participants’ medical information
sources in the past and potential medical information sources in the future; Section B2 investigates
specific medical topics that participants searched in the past and will search in the future; Section
B3 investigates specific websites that participants visited in the past and will visit in the future.
Patients were recruited on a daily basis to complete all the questions of the survey questionnaire.
Multivariate Analysis Tests, including Analysis of Variance (ANOVA) and Multivariate Analysis
of Variance (MANOVA), were used as the statistics tools to analyze the data collected.

This paper is organized in six sections. This is the first section, which is a brief introduction
to the study. The second section examines the theories and concepts of medical information
sources, patient demography, and the relationship between the two through a literature review. The
primary purpose of this section is to build a rationale and theoretical basis for defining and
categorizing “information seeking behavior”, “information sources”, and “relationship between
demography and information sources” with respect to medical field and especially to cancer
patients. The third section develops a research model, the hypotheses, and then the measurement

instruments with a further literature review. The hypotheses are investigated using a survey



methodology that is described in details in the fourth section. The fifth section statistically analyzes
the data and finally reaches and discusses the results. The sixth section, the discussing and
concluding section delineates the implications both for practice and research, the potential

limitations of the present study, and the directions for future research.



CHAPTER II

LITERATURE REVIEW

Today, patients use various sources to gain knowledge about their illness (Fallowfield et al,
1994). So do their companions, i.e., the “informal care-givers” who share and affect patients’
experiences (Basch et al, 2004; Thomas et al, 2002). Understanding who searches for information,
why they search for information (importance), what they need to know (fopic), when during the
course of care (stage), and where they receive information (source) becomes vital to ensuring the
delivery of quality care (Rutten et al, 2004) and to making informed decisions (Labelle et al 1994;
Kleffens et al 2003; Basch et al, 2004). Therefore, it is important to clarify the relationship between
socio-demographic (predictor) and medical information searching, that is, to discover “who” is
searching and how they structure their source horizon (Mills and Davidson, 2002). It is also
important to highlight the information quality patients and companions get from these sources
(Mills and Davidson, 2002; Satterlund et al, 2003), since judgments drawn from the previous
experiences have an impact on the future use of information sources (Hertzum et al, 2002).

Thus, this literature review is divided into 6 sections: 1) patient’s and companion’s medical
information seeking behavior (who); 2) importance of information for cancer patients and
companions (why); 3) medical information needs by stage (what and when); 4) medical
information source preferences (where); 5) demographics (predictor) and medical information
source horizon; and 6) quality of patient obtained medical information (POMI) and companion

obtained medical information (COMI) (information quality).



Patients’ and Companions’ Information Seeking Behavior

It has long been recognized by medical sociologists and other health researchers that
patients’ illness experiences cannot be understood as individualized, socially isolated phenomena
(Anderson and Bury, 1988; Bury 1991 and 1997; Kelly and Field, 1996; Thomas et al, 2002).
Spouses, partners, other family members, and close friends actively participate in shaping the
patients’ illness experience and share in this experience; especially, spousal carers often
symbolically share in the illness and present the struggle with cancer as a joint one (Thomas et al,
2002). The practical involvement of these socially significant others in patients’ journeys through
illness affects these companions’ own lives, sometimes in profound ways (Anderson and Bury,
1988; Thomas et al, 2002). Particularly if they actively “look after” people with chronic illnesses
and long standing impairments, they are now commonly referred to as “informal carers” (Thomas,
1993; Heaton, 1999).

Such “informal carers” also make sense with cancer. Although the enduring cultural image
of cancer is of an acute and deadly disease that acts swiftly to end life, and from this point view the
care role is one of short duration, the reality of cancer is otherwise (Thomas et al, 2002). Whilst it
is the case that cancer mortality rates remain obstinately high in industrial countries, cancers are
now seen within medicine as a disease with very variable rates of cure (WHO, 1998; Thomas et al,
2002). The duration of periods in which illness symptoms are experienced, and actively treated, is
therefore variable for different types of tumors, and may last for years. There are increasing
numbers of people in the population who no longer experience illness symptoms but are in
remission rather than “cured” of cancer (Frank, 1995). This means that, once diagnosed, cancer

patients often carry their “patienthood” status for long periods of time; and during such a long



period of time, there are likely to be times that cancer patients need informal care-giving and
emotional support (Thomas et al, 2002), especially in the final stage.

Therefore, cancer is a family-impacted disease (Mystakidou et al, 2002). The family system
has a note-worthy “family culture”, whose aspects of values and behaviors are the key variables,
along with life experiences, socio-economic status, and personality differences, that affect the
meaning of cancer for both individuals and their families (Gotay, 1996; Germino et al, 1998;
Juarez et al, 1999; Mystakidou et al, 2002). Thus, it is important to mention the close bonds found
in a family, especially towards severe problems such as cancer (Mystakidou et al, 2002). That is
the reason why cancer patients’ information seeking behavior cannot be isolated from their
companions’ participation, which has been demonstrated by several studies (Borgers et al, 1993;
Basch et al, 2004).

Borgers et al (1993) measured cancer patients’ intention to seek information, their
realization of the intention and the reasons for not realizing it through questionnaires and focus
group interviews. They found that in 22% of cases cancer outpatients do not realize their intention,
and in 25% of cases the realization of the intention is due to the initiative of the specialist or the
patient’s companion. They concluded that the information seeking behavior of cancer outpatients
appears to be influenced by several factors, including patients’ needs, values and beliefs, and
specialists’ and companions’ behavior.

It has also been found that there was a high rate of concordance between patient’s and
companion’s information seeking behavior (Basch et al 2004). Basch et al made a survey to
evaluate the resource use of patients and their companions, and they noted that for each resource
type and for resource use overall, companions whose patient counterparts denied use were more

likely to report use than were patients whose companions denied use.



Therefore, the health care team-patient relationship is a triangle not a dyad, consisting of
the health care professionals, the patient and the family (Mystakidou et al, 2002). Each part
supports the relationship between the other two, and each is affected by what else happens in the
triangle. Hence, the involvement of health care team and companions is very important for the care
and treatment of the patients (Blanchard et al, 1996; Humphrey et al, 1992).

However, although several researchers have analyzed influences from companions to
cancer patients during medical information seeking (Thomas et al, 2002; Mystakidou et al, 2002;
Blanchard et al, 1996; Humphrey et al, 1992), few studies have compared cancer patients’ and
their companions’ information needs and source preferences (Basch et al, 2004). It is unknown if
there is a significant interrelationship between cancer patients and their companions in information
searching and information sources for medical information. Therefore, we will make a comparison
between cancer patients and their companions for each hypothesis developed in the following
sections, with HP standing for Hypothesis for Patients and HC standing for Hypothesis

Companions.

Importance of Information for Cancer Patients
“Medical information” is defined as “information or data, whether oral or recorded, in any
form or medium, created by or derived from a health care provider or the consumer, that relates to
the past, present, or future physical, mental, or behavioral health or condition of an individual, the
provision of health care to an individual, or the payment for the provision of health care to an
individual” (FACTA, 2003). There are usually two situations for patient obtained medical
information (POMI): on one hand, sufficient and appropriate medical information that contributes

to better-quality decisions and perhaps improves health outcomes (Jefford and Tattersall, 2002);
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and on the other hand, lack of or inadequate information that negatively influences patients’
treatment decisions (Beaver et al, 1999).

Studies show that lack of information can cause dissatisfaction, reduction in patient
wellbeing, distress in patients and their families (Fallowfield et al, 1990), but also can lead to
increased uncertainty, anxiety, distress, dissatisfaction, and can negatively influence patients’
treatment decisions (Beaver et al, 1999). Failure to provide sufficient information about illness and
treatment is the most frequent source of patient dissatisfaction (Grol et al, 2000; Coulter and
Cleary, 2001). Additionally, patients who are well-informed about prognosis and treatment options
are more likely to adhere to treatments (Marinker et al, 1997), while patients who believed that
they had received inadequate information were more likely to pursue alternative therapies (Pruyn
et al, 1985).

Today’s health-care users want to become more informed about their illnesses (Satterlund
et al, 2003), with the intention to reduce uncertainty by accessing information that can lead to
decision-making control over information flow, and higher quality of life (Laine and Davidoff,
1996; Kaplan et al, 1996; McCreadie and Rice, 1999; Coulter, 2003). This is because medical
information has many functions for patients (See Table 1): 1) information can help patients to gain
control, to promote self-care and participation, and to increase their involvement in decision-
making (Luker et al, 1995; Cawley et al, 1990; Rutten et al, 2004; Mills and Sullivan, 1999;
Jefford and Tattersall, 2002); 2) the information from various sources can also provide patients
with knowledge, advice, and support for treatments and treatment decisions, and thus make
patients more satisfied with treatment choices (Luker et al, 1995; Cawley et al, 1990; Rutten et al,
2004); 3) information can improve patients’ abilities to cope during the diagnosis, treatment, and

post-treatment phases (Cassileth, 1980; Fallowfield et al, 1995; Coulter, 1995; Ford et al, 1995;
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Meredith et al, 1996; Harrison-Woermke and Graydon, 1993; Damian and Tattersall, 1991;

Johnson et al, 1988; Rutten et al, 2004); 4) information can also help to reduce anxiety, alleviate

the uncertainty, fear, and loss invoked by a diagnosis of cancer and generate feelings of safety and

security (Rainey, 1985; Mills and Sullivan, 1999; Fallowfield et al, 1990; Houts et al, 1991;

Meredith et al, 1996; Butow et al, 1994; Rutten et al, 2004); 5) finally, information can improve

communication with family members (Rutten et al, 2004). Therefore, access to appropriately

tailored medical information have increasingly been considered important in helping patients to

cope with cancer (Fallowfield, 1989; Johnson and Adelstein, 1991; Reynolds et al, 1998; Hogben

and Rutten et al, 2004).

Table 1: Information Benefits for Cancer Patients

Information Benefits

Citation List

Increase involvement in
decision making

Luker et al (1995), Rutten et al (2004), Cawley et al (1990),
Mills and Sullivan (1999), Jefford and Tattersall (2002)

More satisfaction with
treatment choices

Luker et al (1995), Cawley et al (1990),
Rutten et al (2004)

Reduce anxiety/generate
feelings of safety/security

Rainey (1985), Mills and Sullivan (1999), Fallowfield et al (1990),
Houts et al (1991), Meredith et al (1996),
Butow et al (1994), Rutten et al (2004)

Increase ability to cope
with cancer

Cassileth (1980), Fallowfield et al (1995), Coulter (1995), Ford et al
(1995), Meredith et al (1996), Harrison-Woermke and Graydon (1993),
Damian and Tattersall (1991), Johnson et al (1988), Rutten et al (2004)

Improve communication
with families

Fallowfield (1989), Johnson and Adelstein (1991),
Reynolds et al (1998), Hogben and Rutten et al (2004)

However, few surveys asked cancer patients and companions about their experiences with

information benefits (Rutten et al, 2004). This is the basis of the following hypotheses:

H1P: Cancer patients believe that information is beneficial for them to cope with cancer.
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H1Pa: Cancer patients believe that information increases their involvement in decision-
making.

H1Pb: Cancer patients believe that information increases their satisfaction with treatment
choices.

H1Pc: Cancer patients believe that information improves their ability to cope during the
diagnosis, treatment, and post-treatment phases.

H1Pd: Cancer patients believe that information reduces their anxiety.

H1Pe: Cancer patients believe that information improves the communication among family
members.

H1C: Companions have the same beliefs as their paired patients about information benefits.

Medical Information Needs By Stage

As information has the above-mentioned functions (Mills and Sullivan, 1999) that are
beneficial to cope with the disease, cancer patients have a great need of information. In a survey
which investigates the supportive care needs of newly diagnosed patients with cancer in Canada,
Whelan et al (1997) reported that 85% of patients had informational needs. Therefore, it is very
important to take into account patients’ and companions’ needs for information and also their level
of desire for medical information (Turk et al, 1997).

The investigation of information needs in relation to health problems and health
information services has been investigated by numerous researchers in the health disciplines (For a
review see Johnson, 2003). Johnson and Meischke (1991b) note that (in terms of seeking
information related to cancer), an individual may be looking for factual information about

prevention, detection and treatment, or for information that will enable him or her to deal with the
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problem emotionally (Johnson, 2003). What is more, Carter (reported in Chew, 1994) suggests that
when an individual is driven to seek information as a result of “needing to know”, they usually
want to “discover what is happening” (orientation), “check that the person is on the right track”
(reorientation), and “form an opinion or solve a problem” (construction), i.e., different information
types by stage.

This is supported in cancer field by a literature review of the information needs of patients
with cancer and their families, in which Harris (1998) reports that the National Cancer Institute’s
Office of Cancer Communications reviewed the literature published from 1979 to 1990 covering
information, education and communication. One of the key findings was: patients with cancer want
information about what would happen to them in the immediate future cancer-specific information
(e.g., treatment-related information, 38.1%; prognosis information 10.8%, Rutten et al, 2004).
Other studies also reported that patients with cancer and their caregivers seek information about
their diagnosis and prognosis, conventional and alternative therapeutic options, risks and benefits
of treatment, and relevant experimental therapies (Cassileth et al, 1980; Champman and Rush,
2003; Coulter, 2003; Hardwick and Lawson, 1995; Manfredi et al, 1993; Basch et al, 2004).
Moreover, several studies found that patients wanted all possible information they could get. In a
recent study of 2331 patients with different types of cancer, 98% said they wanted all possible
information (Jenkins et al, 2001). Other researchers from the UK and USA have suggested that the
great majority of patients wish to receive as much information as possible (Blanchard et al, 1988).
Likewise, situations are similar for companions: since cancer is a family-impacted disease,
companions need to adjust to the new life situation to support the patient and to share the burden of
the illness, they also need to receive relevant information and emotional support (Eriksson and

Lauri, 2000).
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However, not all patients or companions want information at all stages of their illness, and
it is recognized that patients vary in how much information they want during different stages
(Leydon et al, 2000). Johnson (1993b) and Johnson and Meischke (1993) found that, in the early
stages of cancer-related information seeking, when someone is not confronted with the symptoms
or disease, but may be mildly concerned with prevention, it does not appear that antecedents and
characteristics are linked in any meaningful way (Johnson and Meischke, 1993). In later stages,
when confronted with symptoms or disease, for most individuals, searching for cancer-related
information is a non-recurring problem, which is novel and fraught with emotional complications
(Johnson, 1996).

Therefore, cancer patients have different information needs in different cancer stages, and
thus they will seek for different medical topics during different stages accordingly. However, there
are few surveys concerning the relation between these two (Satterlund et al, 2003). It is unknown if
cancer patients search for certain topics during certain stages of their disease experiences. This is

the basis for the following hypotheses:

H2P: There is a significant relationship between stages of cancer disease and types of medical
topics searched by cancer patients.
H2Pa: Cancer patients search for different medical topics in different stages.
H2Pb: Cancer patients in the same stage search for similar medical information.

H2C: Companions search for same topics as cancer patients through different stages.
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Medical Information Source Preferences

As mentioned at the beginning of this literature review, understanding who searches for
information, why they search for information (importance), what they need to know (fopic), when
during the course of care (stage), and where they receive information (source) becomes vital to
ensuring the delivery of quality cancer care. Having discussed the what, why, and when in previous
sections, we will focus on where (source) in this section.

It becomes important to know where cancer patients went for Patient Obtained Medical
Information (POMI) in the past, and might go in the future, since information source preferences
have a strong impact on patients’ decision-making (van Kleffens et al, 2003). For example, Chen
and Siu (2001) noted in their survey that, with preference to other information sources rather than
physicians, 29.4% of patients requested specific treatments, and 6.3% of patients declined
treatments recommended by their oncologists. This result is in agreement with the report by Pew
Internet and American Life Project: among those who have searched for medical information
online, 70% said that the information influenced their opinion on how an illness should be treated,
50% said that the information led them to ask their doctors new questions or obtain a second
opinion, and 28% said that the information affected their decision of whether to visit a doctor or
not (Pew, 2001).

For another example, Conesa et al’s (2004) survey on organ donation decision found that:
since TV is the medium with the greatest incidence on the population, the increases in donation
refusal that are noted from time to time go hand in hand with negative news on TV about organ
donors and transplants; and there may even be an overflow effect — some studies have shown that
campaigns to promote organ donation have led to increases in negative opinions (Verble and

Worth, 1996).
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Therefore, in this section, we will introduce: 1) Media Richness Model to help explain why
there exist choices or preferences for information sources (Daft et al, 1987; Ambra and Rice,
1994); and 2) Information Source Horizon to help show how these choices or preferences can be

structured (Savolainen et al, 2004).

Media Richness Model

Information sources can be both broad (e.g., society or institutions that generate
information messages) and narrow (e.g., a doctor communicating health information to a patient)
(Spink and Cole, 2001). These communication media differ in their ability to facilitate
understanding - they can be characterized as high or low in “richness” based on their capacity to
facilitate shared meaning (Daft et al, 1987) with the following rankings: 1) face-to-face, 2)
telephone, 3) addressed documents, and 4) unaddressed documents (See Figure ). For example,
face-to-face communication is richer (can better facilitate changes in understanding) than writing
memos because it enables immediate feedback and the conveyance of cues such as facial

expressions (Kahai and Cooper, 2003).
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High

Face-to-Face

Telephone
Media
Richness Written, Addressed Documents
(note, memo, letter)
Unaddressed Documents
(flier, bulletin, standard report)
Low

Figure 1: Hierarchy of Media Richness source: Daft et al (1987)

However, although the model has performed reasonably well with traditional media (e.g.,
face-to-face, telephone, and written memos), there are many findings that it cannot explain when
newer media (e.g., e-mail and video) are included (Kahai and Cooper, 2003; Carlson and Zmud,
1999; Fulk and Byod, 1991; Rice and Shook, 1990; Rice et al, 1998). Recent studies, including
Kahai and Cooper (2003), El-Shinnawy and Markus (1998) and Rice et al (1998) suggest that
features of communication systems (such as ease of use, flexibility, and adaptability) can be
important additional determinants of use and need to add more predictors of media choice and
performance to media richness theory (Kahai and Cooper, 2003).

For today’s medical field, information sources not only include traditional media (e.g.,
print-based such as books, newspapers, and magazines; audiovisual such as radio, TV, and movie;
people such as friends, physicians, and patients; and organizations such as NIH and HMO ), but
also newer media (e.g., electronic such as website, email, and chat board) (Jefford and Tattersall,
2002; Hertzum et al, 2002). For example, the use of non-print methods to convey information has

been encouraged numerous researchers trying to inform or educate low-literacy patients (Barbour
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and Blumenkrantz, 1978; Gagliano, 1988; Doak et al, 1996). Also, many support groups and
telephone services enable patients to seek emotional support in addition to specific information
(Mossman et al, 1999). In addition, the electronic media bring several new advantages for patients
such as convenient access to a massive volume of information and ease of updating information
(Murray et al, 2003), although they also have disadvantages, e.g., the quality of information from
the existing cancer-related websites is quite variable (Hoffman-Goetz and Clarke, 2000; Silberg et
al, 1997). Hence, in addition to the Media Richness Model, there are different strengths and

weaknesses for both the traditional and the newer media for the purpose of better understanding

medical information sources (See Table 2).

Table 2: Medical Information Sources: Strengths and Weaknesses

Source Type | Examples Strengths Weaknesses
Interpersonal | Physician | -Immediate feedback (Wilson, 1997) -Unknown effectiveness
Patient -Social support (Wilson, 1997) (Jefford & Tattersall, 2002)
Friend -Emotional support (Mossman et al, 1999) | - Limited time (physicians)
(Chen and Siu, 2001)
Print-based | Leaflet -Portable (Savolainen, 1995) -Require high-literacy
Book -High printing quality (Cooley et al, 1995)
Newspaper | (Savolainen, 1995; Whelan et al, 1998)
Magazine | -Long tradition of use (Savolainen, 1995)
Audiovisual | Radio, TV, | -Commonness (Barbour & Blumenkrantz, | -Biased information
Movie 1978; Gagliano, 1988; Doak et al, 1996) (Conesa et al, 2004)
-Low-literacy (Barbour & Blumenkrantz, | -Low credibility
1978; Gagliano, 1988; Doak et al, 1996) (Hertzum et al, 2002)
Electronic Website -More neutral (Sproull & Kiesler, 1991) -Require computer/Internet
Email -Less sensitive (Sproull & Kiesler, 1991) Access (Savolainen, 1999)
Chat board | -Easiness of updating (Savolainen, 1999) -Unknown credibility
-Rapid searchability (Savolainen, 1999) (Jefford & Tattersall, 2002;
-Savings in time (Savolainen, 1999) Hoffman-Goetz & Clarke,
-Independence of time (Savolainen, 1999) 2000; Silberg et al, 1997)
-Independence of space -Digital division
(Savolainen, 1999; Fox & Fallows, 2003) (Murray et al, 2003)
-Lack in-person assessment
and nonverbal clues
(Fox & Fallows, 2003)
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Information Source Horizon

Simply, the information source horizon is a construct indicating the selection of
information sources within a perceived information environment and positioning them in the
horizon according to their potential to meet the information seeker’s information needs, and both
the selection and positioning of sources are based on the judgments of source accessibility and
quality (Savolainen et al, 2004).

According to Savolainen et al (2004), the concept of information horizon which has been
introduced to information studies by Sonnenwald (1999), provides a useful starting point for the
analysis of source preferences. She proposes that within a context and situation, there is an
“information horizon”, which may consist of a variety of information resources such as colleagues,
librarians, books, documents, information retrieval tools, and web pages (Sonnenwald, 1999).

Based on this view, when such horizons are created in a broader context, an information
source horizon arises, which refers to a set of information sources of which the information seeker
is aware and of which he or she may have obtained use experiences (Savolainen et al, 2004). The
selected information sources are positioned in a preference order within the horizon so that the
most important ones will be placed closest to the information seeker and the least relevant farther
on (See Figure 2).

With this source horizon, Savolainen et al (2004) investigated how people would draw the
information source horizon as a subjective map of source preferences for self-development
purposes. The result noted that in the participants’ information source horizons, human sources
such as friends and colleagues were preferred, followed by print media such as newspapers and

books, and networked sources were ranked third among six source types (See Table 3).
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Information
Source Horizon

Most Preferred

Secondarily Preferred

Peripheral

Figure 2: Information Source Horizon and Zones of Source Preferences
source: Savolainen et al (2004)

Legend: Zone 1 = most strongly preferred information sources;
Zone 2 = secondarily preferred information sources;
Zone 3 = peripheral information sources.

The study also notes that, in Zone 1, the repertoire of information sources is considerable.
Compared to Zone 1, the sources showed more variety in Zone 2, the number of mentioned sources
and channels was higher, and the strong variation is exemplified by the fact that only a few sources
were mentioned more than once. In Zone 3, the distribution of sources was even broader than
within Zone 2: fewer sources were mentioned more than once, and incidentally, all source types
were mentioned almost equally. Interestingly, the number of sources placed in Zone 3 is not
substantially lower than in Zone 1. Details about information sources in the three zones are as

follows (See Table 3).
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Table 3: Information Source Comparison
source: Savolainen et al (2004), Daft et al (1987), Ambra and Rice (1994)

Source Type % /100 mentioned by informants Media
Zonel Zone2 Zone3 Total Richness

Human sources 314 28.2 16.6 76.2 High
Networked sources 28.6 13.0 13.3 549 Low - Medium
Printed media 25.7 23.9 16.6 66.2 Low - Medium
Organizational sources 8.6 6.5 16.6 31.7 High
Broadcast media 0.0 17.4 16.6 34.0 Medium - High
Other sources 5.7 10.9 20.0 36.6
Total 100.0 100.0 100.0

However, the Information Source Horizon have been only tested for everyday life
information seeking (Savolainen et al, 2004) but not yet in the medical field, where the medical
information seekers (e.g., patients and their companions) might also have information horizons:
some patients cope with their disease by searching for a lot of information from different sources,
both sources inside and outside the health care system; some patients seek information from other
sources than the hospital staff only to a limited degree (Carlsson and Strang, 1999; Manfredi et al,
1993); and other patients obtaining cancer-related information from magazines rather than the
health care provider or a more authoritative source (Johnson and Meischke, 1993; Meischke and
Johnson, 1995).

For a specific example, the physician may be a perfect consultant for the patient to make an
informed decision (Forsythe et al, 1992), but they are often not able to satisfy the demand that
cancer patients and their families desire information as much as possible because of limited time in
busy clinical practices and a lack of training in communication skills (Meredith et al, 1996;
Fallowfield et al, 1994; Cassileth et al, 1980; Chen and Siu, 2001). As a result, patients and their

families often seek other sources for POMI (Chen and Siu, 2001), and consult more than one
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source of information because of dissatisfaction with the information they receive from a simple
source (Stein, 1981). That is, situational factors affect the choice of information source and many
situations are resolved through the use of a combination of several types of sources (Hertzum et al,
2002).

However, no study has surveyed the information source horizon of cancer patients and
compared it with the general horizon structure. It is unknown, if cancer patients follow the same
construct of the information source horizon as the general population. This is the basis of the

following hypotheses:

H3P: Cancer patients follow the same construct of information source horizon as the general
population.
H3Pa: Cancer patients follow the same construct of information source horizon as the
general population in the past.
H3Pb: Cancer patients follow the same construct of information source horizon as the

general population in the future.

H3C: Companions follow the same construct of information source horizon as cancer patients.
H3Ca: Companions follow the same construct of information source horizon as cancer
patients in the past.
H3Cb: Companions follow the same construct of information source horizon as cancer

patients in the future.
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Demographics and Medical Information Source Preferences

As it was stated before, the ability to clearly determine patients’ and their companions’
previous and potential medical information sources can help both physicians and patients make
more efficient communication and effective decisions (Dranove, 1988; Labelle et al 1994; Kleffens
et al 2003; Basch et al, 2004). Several studies have attempted to identify predictors of
informational need (Blanchard et al, 1988; Derdiarian, 1987). Possible factors include the age, sex,
educational attainment of the patient, type of cancer, stage of disease, type of treatment, and time
since diagnosis (Jefford and Tattersall, 2002).

Demographic variables, such as age, sex, education, economic status, family situation, and
ethnicity, play an important role in patient’s information seeking behavior (Jung et al, 2003). These
variables may prevent the initial emergence of a patient’s coping strategy or may intervene
between the acquisition of information and its use (Wilson, 1997). For example, Moorman and
Matulich (1993) found that high knowledge levels did indeed facilitate information acquisition but
also that, when health motivation is high, those with higher health knowledge will perform more
actions relating to their health than individuals with lower knowledge levels.

In addition, demographics is a major resource of the various access influences, constraints,
and judgment/assessment factors during the process of seeking information. For example, Fox and
Fallows (2003) found that higher Internet usage was associated with more education, greater
income, and younger age; and women, better-educated, and more experienced Internet users are
more likely to exchange health-related email.

That demographics is an influential factor was confirmed by Mills and Davidson (2002),
who also proposed that factors that may influence patients’ information seeking preferences

include the time from diagnosis, age, gender, education, type of cancer, treatment and stage of
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disease. For example, the well-known socioeconomic predictors for Internet nonuse, that is, factors
contributing to the “digital divide”, also cut across the population of persons with cancer: those
using the Internet are mostly better educated, and have a higher income than nonusers, and they are
more likely white (Eysenbach, 2003).

However, there is considerable disagreement as to the influence of some of demographic
variables in information seeking behavior (Mills et at, 2002). Mills and Sullivan (1999) listed
several supporting and opposing literature of possible influencing factors on information needs in
their paper (See Table 4). Mills and Davidson (2002) suggested in their study that: “Given the
conflicting conclusions in the literature it is important to clarify the relationship between

Sociodemographic and disease variables and information seeking behavior.”

Table 4: Possible Influencing Factors on Information Seeking: the Supporting and Opposing
Literature source: Mills and Sullivan (1999)

Reported as an influencing factor Reported NOT to be significant

Age Galloway et al (1997) Brandt (1991), Luker et al (1996)
Graydon et al (1997), Derdiarian (1987) Hinds and Mood (1995)
Bilodeau & Degner (1996)

Gender Bliss & Johnson (1995) Derdiarian (1987)

Education  Bilodeau & Degner (1996) Galloway et al (1997), Graydon et al (1997)
Brandt (1991) Luker et al (1996), Hinds and Mood (1995)

Time since Luker et al (1996), Adams (1991) Bliss & Johnson (1995), Derdiarian (1987)

diagnosis ~ Northouse (1989)

Type of Bliss & Johnson (1995) Derdiarian (1987)

cancer

Treatment Graydon et al (1997), Derdiarian (1987)

Stage Brandt (1991), Derdiarian (1987)

Although Rutten et al (2004) drew several broad conclusions about cancer patients’
information sources (e.g., older patients demonstrate greater reliance on information provided by

the cancer specialist or physician than younger patients; information sources are influenced by
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economic class; patients with higher educational attainment were also more likely to seek
information from a greater range of sources), no conclusion was made whether there are significant
differences in information source preferences based on demographic differences. Even the two
most recent studies about cancer patients’ information source preferences in US (Kakai et al, 2003;
Basch et al, 2004) did not either. It is unknown whether demographics can be used as a predictor
for patients’ preferences of medical information sources. This is the basis for the following

hypotheses:

H4P: Demographics can be used as a predictor for patients’ preferences of medical information
sources.
H4Pa: There is a significant relation between patients’ demographics and their preferences
of medical information sources in the past.
H4Pb: There is a significant relation between patients’ demographics and their preferences
of medical information sources in the future.
H4C: Demographics can be used as a predictor for patients’ preferences of medical information
sources.
H4Ca: There is a significant relation between patients’ demographics and their preference
of medical information sources in the past.
H4Cb: There is a significant relation between patients’ demographics and their preference

of medical information sources in the future.
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Medical Information Quality

As previously mentioned, although most of the cancer-related information is provided by
staff in health care, if patients do not get sufficient information there is a risk that they might rely
primarily on POMI or nonmedical sources to satisfy their need (Carlsson, 2000). However, the
quality of medical information from different media, origins and sources are not evenly distributed
(Solano et al, 2003). Even though we know well about the strengths and weaknesses of various
information sources (See ‘“Medical Information Source Horizon” section), “quality, like beauty, is
in the eye of the beholder; and it is users’ views we should be seeking” (Purcell et al, 2002).
Therefore, it is important to know how cancer patients and their companions think about the
medical information quality from various information sources. Moreover, the continued evaluation
of the sources from which cancer patients seek information is necessary to track potential shifts in
sources of information access (Rutten et al, 2004), because it is noticed that the judgments drawn
from the prior experiences of using various information sources have an impact on the future use of
information sources (Hertzum et al, 2002),

Some studies have concerned cancer patients’ judgments of the information quality of
different sources (Mills and Davidson, 2002; Basch et al, 2004). However, Mills and Davidson’s
study does not include companions’ judgments, Basch et al’s study is limited within the
comparison between electronic and nonelectronic sources, and neither study has addressed the
impact of previously perceived information quality on cancer patients’ future information source
preferences. It is unknown, if cancer patients will continue to use the same medical information
sources because they believe the information qualities of those sources are above the average, and
will not continue to use the medical information sources whose information quality they think is

below the average. This is the basis for the following hypotheses:
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HSP: Cancer patients will continue to use the same sources for more medical information in the
future is in direct proportion to their judgments of the information quality of those sources.
HSC: Companions will continue to use the same sources for more medical information in the

future is in direct proportion to their judgments of the information quality of those sources.

Conclusions from the Literature Review

There is no doubt that today’s patients and their companions use various sources of health
information to gain knowledge about their illness. As affirmed in this chapter, understanding who
searches for information, why they search for information (importance), what they need to know
(topic), when during the course of care (stage), and where they receive information (source)
becomes vital to ensuring the delivery of quality care and to making informed decisions. Therefore,
it is important to clarify the relationship between socio-demographic (predictor) and medical
information searching, that is, to discover “who” is searching and how they structure their source
horizon. It is also important to highlight the information quality patients and companions get from
these sources, since judgments drawn from the previous experiences have an impact on the future
use of information sources.

A review of the literature indicates that very limited research has been done to study cancer
patients’ and their companions’ medical information sources, especially the comparison between
patients and companions, their opinions about information benefits, their evaluation of information
quality from various sources, and whether demographics can be used as a predictor for their future
source preferences. Moreover, none of the articles about patient information sources have included

media richness model and information source horizon theory, which could give health care
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providers a better understanding about the basic frame of patients’ information source choices. The
media richness model, which has been used in numerous media studies, and the information source
horizon model, which has been often used in the general information seeking field, has not been
used to evaluate Patient Obtained Medical Information (POMI) or Companion Obtained Medical
Information (COMI) in the cancer field. More research is needed to determine where patients and
companions really go or will go for what type of information, and how they really evaluate the

quality of the information from which they may get benefits to better cope with cancer.
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CHAPTER III

RESEARCH MODEL AND DEVELOPMENT OF INSTRUMENTS

Research Model
Based on the previous literature review, a research model named “Cancer Patients and
Companions Medical Information Sources (CPC-MIS)” was developed (See Figure 3). There are
two parts in this model: 1) Cancer Patients’ Medical Information Sources (See details in Figure 4);
and 2) Companions’ Medical Information Sources (See details in Figure 5). These two parts have

an effect on each other, and jointly influence the medical decision for the cancer patient.

Part 1

Cancer Patient’s Medical
Information Sources

A Medical
Decision
Making
\ 4
Part 11

Companion’s Medical
Information Sources

Figure 3: Research Model
Cancer Patient’s and Companion’s Medical Information Sources (CPC-MIS)
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In the first part, Patient Obtained Medical Information (POMI) Sources, there are five
sections (See Figure 4): 1) Patient Information Seeking (who), which sits in the center of the
model; 2) Patient Information Needs, which includes information benefits (why, e.g., more
involvement in decision making) and information topics (what, e.g., information of diagnosis and
treatment); 3) Cancer Stage (when, e.g., date of diagnosis, receiving treatment or in follow-up); 4)
Patient’s Information Sources (where), which includes Current Sources and Future Sources, both
consisting of Patient Information Source Horizon (e.g., preferences for physicians, pamphlets, and
mass media) and Information Quality Assessed by Patients (quality, e.g., poor, average, or
excellent); 5) Patient’s Demographics (predictor, e.g., age, income, race, and type of cancer).

Stage has an effect on Information Need: which stage the cancer patient is in influences
what information topics he or she want to know and what benefits he or she believe one can
receive from the information. In the same way, Demographics has an effect on Information Need
too. Furthermore, Information Need and Demographics simultaneously affect patient’s information
seeking behavior: both contribute to shaping the patients’ information seeking behaviors, which
have led them to various information sources. Therefore, both Information Need and the
Demographics indirectly influence Current Sources. Finally, Current Sources have an influence on
the Future Sources: where the cancer patient might go in the future for medical information is
based on his or her past experiences of information seeking and the information quality he or she
believes for various information sources after these experiences.

Similarly, in the second part, Companion Obtained Medical Information (COMI) Sources,
there are also five sections (See Figure 5): 1) Companion Information Seeking (who), which sits in
the middle of the model; 2) Companion Information Needs, which includes information benefits

(why, e.g., more involvement in decision making) and information topics (what, e.g., information
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of diagnosis and treatment); 3) Cancer Stage (when, e.g., date of diagnosis, receiving treatment or
in follow-up); 4) Companion’s Information Sources (where), which includes Current Sources and
Future Sources, both consisting of Companion Information Source Horizon (e.g., preferences for
physicians, pamphlets, and mass media) and Information Quality Assessed by Companions
(quality, e.g., poor, average, or excellent); 5) Companion’s Demographics (predictor, e.g., age,
income, race, and type of cancer). This is a parallel model to the Patient Model. For the two
models, we will first test them respectively, and then make a comparison to see if there is any
difference between POMI Sources and COMI Sources.

In addition, the purpose of demographics is not only to collect basic information about the
patient and the companion - it is more for the purpose to collect potential predictors that might help
determine patient obtained medical information (POMI) level or companion obtained medical
information (COMI) level (e.g., sources and information qualities). Therefore, with corresponding
data from Demographics and Current Sources section, we can get a distribution of
patient/companion demographics and POMI/COMI level. Similarly, with corresponding data from
Demographics and Future Sources, we can get a distribution of patient/companion demographics
and POMI/COMI level. For future information sources, patients or companions with same
demographics may behave similarly when seeking medical information, since they may be
influenced by the same information seeking factors; thus, they may go to similar medical
information sources and get the same level of medical information. On the contrary, patients or
companions with different demographics may behave differently when seeking medical
information, since they are probably influenced by the different information seeking factors; thus,

they may go to different medical information sources and get different levels of medical
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information. Studying the above two distributions helps us to determine whether demographics can
be used as a good predictor of patient or companion obtained information level.

Hence, with this model, the main intent of the study is to: 1) investigate who searches for
the information about cancer (patient and companion), and compare their medical information
seeking behavior; 2) investigate why they searches for such information, that is, what benefits they
believe they can get from such information; 3) investigate what their information needs are by
cancer stage (e.g., whether there is similarity between topics searched in the same stage of cancer
or whether there is difference between topics searched in different stages of cancer); 4) investigate
where they go or will go for these information in the past and in the future; and 5) investigate
whether demographics can be used as a predictor for patient’s or companion’s medical information
source preferences; 6) investigate the information quality assessed or expected by cancer patients
and their companions for current sources, and the impact of the quality assessment on their future

source uses.

Development of Instruments

With these purposes and to test the hypotheses built in Chapter 2, we develop the

operational instruments based on the literature review, focus group discussions, and pretests.

Instruments from Literature Review

According to the Research Model, we identify four major areas in instruments:
demographics, medical information sources, specific medical topics, and specific websites. For
each area, we adopt the appropriate variables from the literature review and build a list of these

variables with their corresponding references.
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Demographic Variables
For demographic variables, we have included: age, gender, ethnic, education, working

status, income, health insurance, marital status, have children or not, computer ownership, Internet

access, type of cancer, date of diagnosis, and stages (See Table 5).

Table 5: Citation List of Patient Demographic Information

Demographics References

Gender Carlsson (2000), Fox & Fallows (2003), Leydon et al (2000), Mills & Davidson (2002),
O'Malley et al (1999), Rimer et al (1993), Wilkinson & Wilson (1983)
Breemhaar et al (1990), Carlsson (2000), Diaz et al (2002), Fox & Fallows (2003),

Age Harris (1998), Leydon et al (2000), Mills & Davidson (2002), O'Malley et al (1999),
Pennbridge et al (1999), Satterlund et al (2003), Turk-Charles et al (1997)
Benjamin-Garner et al (2002), Freimuth (1993), Guidry et al (1998), Kakai et al (2003),

Racial Group Michielutte & Diseker (1982), Nicholson et al (2003), O'Malley et al (1999),

Rimer et al (1993), Ward et al (1993)

Educational level

Benjamin-Garner et al (2002), Brown et al (1993), Carlsson (2000), Diaz et al (2002),
Turk-Charles et al (1997), Jubelirer et al (1994), Kakai et al (2003), Ward et al (1993)
O'Malley et al (1999), Satterlund et al (2003), Guidry et al (1998), Freimuth (1993)

Working status

Kreps & Kunimoto (1994), Wilkinson & Wilson (1983)

Household income

Benjamin-Garner et al (2002), Diaz et al (2002), Johnson et al (2001),
Kreps & Kunimoto (1994), Satterlund et al (2003), Wilkinson & Wilson (1983)

Insurance status

Johnson et al (2001), O'Malley et al (1999)

Marital status Nicholson et al (2003)

Have children or not | Cohn et al (2003)

Computer ownership | Basch et al (2004)

Internet availability Basch et al (2004)

T ¢ Burrows (1998), Grossarth-Maticek et al (1997), Mills & Davidson (2002),
ype ot cancer Yeager et al (1997)

Date of diagnosis

Basch et al (2004), Mills and Davidson (2002)

Stages

Fox & Rainee (2000), Johnson (2003), Johnson & Meischke (1993),
Satterlund et al (2003)
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Medical Information Source Variables
For cancer patients, there is an increasing availability of a wide range of cancer information
resources (James et al, 1999). Therefore, there are bundles of medical information sources that

cancer patients might be possible to use (See Table 6).

Table 6: Typology of cancer patients’ information sources source: Rutten et al (2004)

Category Top Subcategory
Health professionals Physician, nurse, other health professionals in general
Printed materials Books, brochures, magazines and newspapers
Media TV, radio, or videos, Internet
Interpersonal Friends, family, support groups or support services, other patients
Organizational and Telephone information services, charitable or professional
scientific resources organizations, medical journals or books, health care organizations

From the literature review we have included the following variables as the instruments of
medical information  sources: physician/nurse/healthcare  provider, other health
professional/consultant, educational program by HMO/hospital, support group, other patients,
narratives, relatives/friends/Acquaintances, national/local information services, leaflets/pamphlets,
medical journals, books, Internet/medical websites, E-mail, telephone/helpline, TV, radio,

newspapers, magazines, audio/video tapes, films, chat-room, and message board (See Table 7).
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Table 7: Citation List of Patient-Obtained Medical Information Sources

Medical Information
Sources

References in the Medical Field

Physician/Nurse
/Healthcare Provider

Cohn et al (2003), Diaz et al (2002), James et al (1999), Kakai et al
(2003), Leadbeater (2001), Mills and Davidson (2002), Mossman et al
(1999), O'Malley (1999), Pautler et al (2001), Pennbridge et al (1999)

Other Health Professional
/Consultant

Cohn et al (2003), Horrigan et al (2000), Kakai et al (2003), Kleffens
et al (2003), Mills and Davidson (2002), Mossman et al (1999),
O'Malley (1999), Pautler et al (2001)

Educational Program

Diaz et al (2002), Pennbridge et al (1999)

by HMO/Hospital

Support Group Cohn et al (2003), Mills and Davidson (2002), Mossman et al (1999)

Other Patients Carlsson (2000), Johnson et al (2001), Kakai et al (2003), Kleffens et
al (2003), Pautler et al (2001)

Narratives Carlsson (2000), James et al (1999), Kakai et al (2003), Mills and
Davidson (2002)

Relatives/Friends Carlsson (2000), Cohn et al (2003), Diaz et al (2002), Johnson et al

/Acquaintances (2001), Kleffens et al (2003), Leadbeater (2001), McCreadie and Rice
(1999), Mills and Davidson (2002), O'Malley (1999), Pautler et al
(2001), Pennbridge et al (1999)

National/Local Leadbeater (2001), Mossman et al (1999)

Information Services

Leaflets/Pamphlets Cohn et al (2003), Gwadry-Sridhar et al (2003), James et al (1999),

Kakai et al (2003), O'Malley (1999), Pautler et al (2001)

Medical Journals

Diaz et al (2002), O'Malley (1999)

Books

Carlsson (2000), James et al (1999), McCreadie and Rice (1999),
O'Malley (1999), Pennbridge et al (1999)

Internet/Medical Websites

Carlsson (2000), Cohn et al (2003), Diaz et al (2002), Fox and
Fallows (2003), Horrigan et al (2000), James et al (1999), Kakai et al
(2003), McCreadie and Rice (1999), Mills and Davidson (2002),
Pautler et al (2001), Pennbridge et al (1999)

E-mail Fox and Fallows (2003), McCreadie and Rice (1999)

Telephone/Helpline Carlsson (2000), Horrigan et al (2000), Kakai et al (2003), Pennbridge
et al (1999)

TV Carlsson (2000), Cohn et al (2003), Diaz et al (2002), James et al
(1999), Kakai et al (2003), McCreadie and Rice (1999), Mills and
Davidson (2002), O'Malley (1999)

Radio Carlsson (2000), Cohn et al (2003), Diaz et al (2002), James et al
(1999), McCreadie and Rice (1999), Mills and Davidson (2002),
O'Malley (1999)

Newspapers Carlsson (2000), Cohn et al (2003), Diaz et al (2002), James et al
(1999), O'Malley (1999)

Magazines Carlsson (2000), Cohn et al (2003), Diaz et al (2002), James et al
(1999), McCreadie and Rice (1999), O'Malley (1999)

Audio/Video Tapes James et al (1999), McCreadie and Rice (1999), Pautler et al (2001)

Films James et al (1999), McCreadie and Rice (1999)
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Medical Information Topics

Basch et al (2004) listed several medical topics in their survey of cancer patients and their
companions: diagnosis and treatment, nutrition, complementary medicine, pain management, and
clinical trials, etc. They found that most Internet users sought information on diagnosis and
treatment, and many inquired about drugs, treatment side effects, physicians, and hospitals.
However, the results are almost limited within cancer patients and their companions who own
computers (64% and 76%) and have the access to the Internet (58% and 68%).

Similarly, Rutten et al (2004) completed a literature review about cancer patients’
information needs including the findings from 91 articles, and developed a more comprehensive
list of medical information topics (See Table 8). From this list, we adopted the most popular
medical topics, put the similar ones together and categorized them into the following 15 types:
diagnosis and treatment, complementary and alternative medicine, clinical trials and genetics
services, coping with cancer (side effects and complications), pain management, cancer biology,
drugs and side effects, nutrition, patient experiences, cancer prevention/genetics/causes,
oncologists, cancer hospitals, support and resources, insurance/financial assistance, and cancer
literature. For these 15 topics, we ask the participants which they have searched in the past and
which they feel they may search in the future. There are also blanks for respondents to add any

specific topics that were not included in the survey.

Specific Medical Websites
Basch et al (2004) investigated a survey to evaluate the use of electronic and nonelectronic
informational resources by patients and their companions. In the Internet part, they listed several

large general medical sites, such as WebMD, as well as cancer-specific sites, such as those of the

38



ACS and the NCI. They also provided blank space for Internet users to identify the three websites
that they found to be most helpful, including sites not included in the provided list. They noted that
government-sponsored websites (e.g., the National Institutes of Health and NCI websites) were
more commonly used than were commercial sites.

The present study adopts most of the specific websites listed in Basch et al’s (2004) survey
(See questionnaire), and add search engines (e.g., Google and Yahoo) as another choice since more
and more people are using search engines. There are also blanks for respondents to add any

specific websites that were not included in the survey.

Focus Group

In June 2004, a focus group meeting was held in the Vanderbilt Ingram Cancer Center to
provide information and advices for the model and the instruments of “Cancer Patients’ and
Companions’ Medical Information Sources”. Sixteen health care providers participated, including
physicians and nurses, with experience in cancer care. The goal was to identify those items that
they considered important to analyze when looking at cancer patients’ and their companions’
medical information sources.

The author of this study introduced herself to the audience, explained the main purpose of
the study, listed literature review of articles addressing demographics and information sources in
medical field, presented the research model and instruments, and described the methodology to
follow during the survey.

Most of the physicians and nurses contributed their ideas, experiences, and
recommendations for this study. For example, they pointed out that “message board” and “‘chat

room” should be added into the potential medical information sources. They also made some
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suggestions for the questionnaire development and ways to make the survey process more

efficient.

Development of Questionnaire

The first version of the questionnaire has two pages divided into two parts: Part A
“Background Information” and Part B “Medical Information Sources”. Part A has 11 basic socio-
demographic questions including stage of cancer, type of cancer, gender, age, racial group,
education, working status, household income, marital status, children, and whether the participant
is waiting to see the doctor or has seen the doctor. Part B focuses on the medical information
sources the participant went in the past, and how good he/she thinks the quality of the information
got from those sources is. In this version, there is a simple paragraph stating the objective of this
survey at the very beginning of the questionnaire, and there is an example to show the participant
how to fill out Part B. (See Appendix A)

The second version of the questionnaire has three pages divided into three parts: Part A

“Background Information”, Part B ‘“Medical Information Sources”, and Part C “Medical
Information Searching”. There is no change to Part A and Part B from the first version. Part C is
newly added, which focuses on the medical information sources the participant will go in the
future, and how good he/she expect the quality of the information from those sources will be. Also,
there is an example to show the participant how to fill out Part C. (See Appendix B)

The third version of the questionnaire has three pages divided into two parts: Part A
“Background Information” and Part B “Medical Information Sources”. There is no change to Part
A from the second version. Part B in this version actually combines Part B and C of the second

version into one page with rearrangement of the order of source choices; and there is a whole page,
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which includes the guidelines and an example, to show the participant how to fill out Part B. (See
Appendix C)

The fourth version of the questionnaire has three pages divided into two parts: Part A
“Background Information” and Part B “Medical Information Sources”. There is no change to Part
A from the third version. The only change to Part B in this version is an additional example
showing the participant how to fill out this part. That is, there is one example for the medical
information sources in the past and one for the future. (See Appendix D)

The fifth version of the questionnaire has three pages divided into three parts:
“Instructions”, Part A “Background Information” and Part B “Medical Information Sources”. The
biggest change of this version is: there are overall instructions followed by revised examples for
Part B at the very beginning of the questionnaire. The instructions mainly tell the participant the
objective of this survey and general information and guidelines for each part. One question about
medical insurance is added to Part A. For Part B, it is divided into two sections: Section B1 and
Section B2, which are focused the past sources and future sources respectively. (See Appendix E)

The sixth version of the questionnaire has four pages divided into three parts:
“Instructions”, Part A “Background Information” and Part B “Medical Information Sources”. In
this version, the only change is: the examples for Part B are combined into one and moved right at
the beginning of this part. (See Appendix F)

The seventh version of the questionnaire has five pages divided into four parts: a “Letter of

Confidentiality”, “Instructions”, Part A ‘“Background Information” and Part B “Medical
Information Sources”. The letter of confidentiality covers the information about the investigators,
survey purposes, expected time to finish answering the questionnaire, participants’ rights, approval

information and contact information. Participants are also thanked at the end of this letter for their
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willingness to contribute their share to this research. There are a few minor changes (either legends
addition or format adjustment) to both Part A and Part B. (See Appendix G)

The eighth version of the questionnaire has seven pages divided into four parts: the “Letter
of Confidentiality”, “Instructions”, Part A “Background Information” and Part B “Medical
Information Sources”. Sever changes are made for this version: 1) since it is decided that the study
not only ask the cancer patients about their medical information sources but also will compare the
source preferences between the patients and their companions, the questionnaire now has to be
revised to be appropriate for both the patients and the companions to take; 2) since specific medical
topics and websites are added to the interests of this study, the questionnaire now has to add
sections about the topics and websites, too; 3) the study will need background information from the
patient, such as date of diagnosis, computer ownership, and Internet access availability. Therefore,
in this version, the letter of confidentiality adds the companions as readers; a few questions are
added to Part A: whether the participant is a patient or the companion, what is the relationship
between the patient and the companion, what whether the participant owns any computer or not,
whether he/she has Internet access, and what date is the patient’s diagnosis day. Part B has been
divided into three sections: Section B1 medical information sources (both the past and the future),
Section B2 specific medical topics (both the past and the future), and Section B3 specific websites
(both the past and the future). There are respective guidelines and examples for all the sections of
Part B. There is an addition of “message board” and “chat room” as medical information sources as
suggested by the focus group and a minor rearrangement for Section B1. (See Appendix H)

The ninth version of the questionnaire has six pages divided into four parts: the “Letter of
Confidentiality”, “Instructions”, Part A ‘“Background Information” and Part B “Medical

Information Sources”. There are no big changes in this version but just a few minor word
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corrections and format improvements. Since it is a little bit wordy in the questionnaire and Section
B2 and B3 are quite clear themselves, the detailed guidelines and specific examples for both of
these two sections thus have been deleted to make it look more neat. (See Appendix I)

The tenth and final version of the questionnaire has seven pages divided into five parts: the

“Letter of Confidentiality”, “Instructions”, Part A “Background Information”, Part B “Medical
Information Sources”, and Part C “Information Benefits”. There is no change for the first four
parts. The newly added Part C asks participants about their opinions of information benefits. (See

Appendix J)

Pre-Test 1

“Questionnaire Version 6.0” was distributed to 11 people on Vanderbilt University
Campus. Respondents included faculty, staff, graduate and undergraduate students. The researcher
administered in person each questionnaire and encouraged all the participants to write down any
doubts and opinions about the questions, instruments, and formats.

The time for answering this questionnaire was measured. Respondents spent between 5-10
minutes to answer this survey. The average answering time was 7 minutes. Respondents identified
a diverse set of problems with this questionnaire.

Respondents reported that the instructions were not clear enough and examples were a little
bit wordy. They also pointed that the format needed improvement, too. Changes are made

according to this pretest in the questionnaire version 7.0.
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Pre-Test 2

“Questionnaire Version 8.0” was distributed to 15 people on Vanderbilt University
Campus. Respondents are mainly graduate students. The researcher administered in person each
questionnaire and encouraged all the participants to write down any doubts and opinions about the
questions, instruments, and formats.

The time for answering this questionnaire was measured. Respondents spent between 5-12
minutes to answer this survey. The average answering time was 9 minutes. Respondents identified
just one or two problems with this questionnaire.

Respondents reported that there is one misspelling in one of the choices. They also pointed
that it is a little bit wordy and it would be better to make the sample page distinguished from the
others, and enlarge the sentence “SKIP if never used the Internet” to a eye-striking font size.

Changes are made according to this pretest in the questionnaire version 9.0.

Conclusion of Instrument Development

After all the above instrument development processes including a literature review, the
focus group discussions, and two pretests, we have all the demographic variables, medical
information source variables, specific topics, and specific websites well organized in a seven-page
questionnaire with guidelines and examples, which is used for the pilot survey and the main survey

(See Appendix J).
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CHAPTER IV

METHODOLOGY

To test the hypotheses developed in Chapter 2, a survey was implemented in the Oncology
clinic of the Vanderbilt Ingram Cancer Center (VICC). The subject population is cancer patients
and their companions, who are visitors in the VICC clinic. Inclusion criteria included: 1) able to
read and write English; 2) 18 years old and above, and 3) enrolled in the outpatient cancer clinic or
served as a companion. There is no risk for them to answer the questionnaire. There are no
identifiers on the survey. The type of data is mainly qualitative, not linked to specific individuals.

To implement the survey, the IRB approval (IRB# 040120) was received for the seventh
version, the first IRB amendment approval and SRC approval (VICC SUPP 0460) were received
for the eighth version, and the second IRB amendment approval was received for the tenth version.

The full study was done with the tenth and final version.

IRB Approval and Amendment
To conduct this study, which involves human subjects, it was mandatory to have an
approval from the Vanderbilt University IRB (Institutional Review Board), where is the institution
in charge of reviewing proposed human subject research.
The data of this study are to be collected from patients, and the process mentioned above
applies to this study because interaction, defined by the IRB “includes communication or
interpersonal contact between investigator and subject” (Policy I.A). And the Vanderbilt IRB also

mentions “if there is any possibility that the investigator may want to publish or disseminate the
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resulting data in the future, the protocol must be submitted for IRB review” (Policy L.A).
Therefore, both policy LA and I.C apply for the present study.

For this study, request of “exemption for survey or interview” was submitted because: 1)
“the subjects and responses cannot be identified directly or indirectly”; 2) “the research does not
substance and/or child abuse, illegal conduct or sexual behavior”; 3) “the responses, if they became
known outside the research, could not conceivably be damaging to the subject’s employability or
financial standing, or could not place the subject at risk of criminal or civil liability”; and 4) “the
study population is sufficiently large that reported responses cannot be related to specific
individuals”.

The author’s responsibilities include: 1) the “Request for Exemption” (IRB Form #1102) is
completed in its entirety and submitted to the IRB Front Office for processing, and the original
Request for Exemption form plus 2 copies as well as 3 copies of any background information are
submitted; the application and instructions to complete the application are located on the IRB
website: http://www.mc.vanderbilt.edu/irb/; 2) the investigator replies to all requests for revisions
and/or clarifications requested by the pre-reviewers or reviewers, when applicable; 3) any changes
to the approved study within the first year are submitted to the IRB using the “Request for
Amendment” (IRB Form # 1104), and changes are not implemented prior to IRB review and
approval; 4) any proposed changes in the exempt study initiated after the first anniversary of the
IRB approval date are submitted in a new “Request for Exemption” application (IRB form #
1102); 5) the Investigator is responsible for assuring that the exempt research is carried out in an
ethical manner that includes participant protections (i.e., confidentiality).

Since there were changes and additions to the questionnaire after the IRB approval, it was

also mandatory to have an amendment approval from the Vanderbilt University IRB. (See
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Appendix L for all the documents submitted to the IRB Committee for exemption and amendment,

and see Appendix M for all the approval letters from the IRB Committee.)

SRC Approval

The SRC follows a three-step process: 1) BEFORE EXPERIMENTATION, the SRC
reviews and approves experimental procedures for projects involving human subjects, nonhuman
vertebrates, pathogenic agents, controlled substances, recombinant DNA, and human/animal tissue
to make sure they comply with the Rules and any pertinent laws. Human studies reviewed and
approved by a properly constituted IRB do not have to be reviewed by the SRC until regional
competition; 2) AFTER EXPERIMENTATION AND SHORTLY BEFORE THE REGIONAL
FAIR, the SRC reviews and approves those same projects to make sure that students followed the
approved research plan and the Rules; 3) AFTER EXPERIMENTATION AND SHORTLY
BEFORE THE REGIONAL FAIR, the SRC also reviews all remaining projects to make sure
students followed the Rules. (See Appendix N for the proposal submitted to the SRC Committee,

and see Appendix O for the approval letter from the SRC Committee.)

Clinical Setting
Anchored by the Frances Williams Preston building, Vanderbilt Ingram Cancer Center
(VICC) includes the Henry-Joyce Cancer Clinic, inpatient units in Vanderbilt Hospital and
Children’s Hospital, and more than 100 laboratories throughout Vanderbilt University and medical
center (VICC Facts at A Glance, 2003). The VICC is one of only 38 National Cancer Institute-
designated Comprehensive Cancer Centers in the United States and the only one in Tennessee to

earn this highest distinction from the NCI (VICC Facts at A Glance, 2003). It is ranked among the
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Top 10 hospitals for cancer care by U.S. News World Report, and it is the first center to have
faculty simultaneously leading three major national cancer organizations — the American Society
for Clinical Oncology, the American Association for Cancer Research and the Association of
American Cancer Institutes (VICC Facts at A Glance, 2003). The VICC has an increasing clinical
volume (an average of 7.25 percent each year since 1997) reaching more than 40,000 outpatient
visits per year. It has enrolled more than 7,500 patients into clinical trials since 1998, and offers
more than 150 clinical trials at any one time for adult and pediatric patients (VICC Facts at A
Glance, 2003). Both the pilot test and full test of this study were implemented in the Henry-Joyce
Cancer Clinic at Vanderbilt (Please see attached approval letter from Medical Director of the

Patient Care Center for Cancer and Oncology clinic).

Pilot Study

With all the approvals and after a meeting with Dr. Barbara Murphy, Director of the Pain
and Symptomatic Cancer Group at Vanderbilt Ingram Cancer Center, a pilot test of “Questionnaire
Version 9.0” was implemented. Cancer patients and their companions were recruited from the
Cancer Clinic at Vanderbilt Ingram Cancer Center, from a weekly outpatient clinic. A total of 28
cancer patients and 14 companions were interviewed from September 16, 2004 to September 17,
2004.

Dr. Murphy introduced the researcher and researcher’s assistant to physicians, nurses, and
intakes who work in the Cancer Clinic before starting the pilot test. Intakes are responsible for
bringing the patient from the waiting room to the patient’s room, and checking their vital signs.
Oncologists participated in patient’s recruitment. A name list of the physician and his/her patients,

with the time for each appointment, is attached to the wall. When patients arrive to the clinic, the
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intake highlights the name of the patient in the appointment list and writes the number of the room
where the patients is brought. After being checked by the physician, the patient is marked out from
the list.

The researcher and researcher’s assistant checked the patient appointment list for each
physician, and after having health care provider’s authorization, proceeded with the interviews.
Nurses, and especially Intakes, were very helpful in this process. They informed the researcher and
researcher’s assistant if a patient met the requirements for this study.

During the survey, the researcher and researcher’s assistant introduced themselves to
participants, presented the information letter, and described the study. Patients were asked if they
were interested in participating. If the patient agreed to participate, he/she was asked complete the
questionnaire. Investigators were ready to offer to read or explain the questionnaire to patients if
they required. Patients were informed that the information would be kept confidential. After the
questionnaire was completed, investigators confirmed that the information collected had no
identifying information. Patients were then thanked for their participating in this study.

The time for answering this questionnaire was measured. Respondents spent between 9-17
minutes to answer this survey. The average answering time was 12 minutes. The feedback from the

respondents showed that they thought the questionnaire was clearly stated and comprehensible.

Full Study
Subjects for the full study were recruited over September and October of 2004. Patients and
companions were interviewed with following the same approach of the pilot test. The researcher or
research assistant contacted each subject in the waiting room to administer the survey. All the

participants were told the purpose of the study and mentioned the information contained on the
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confidentiality letter. At the conclusion of the survey, they were asked if they had any questions or
suggestion.

A total of 257 patients and 167 companions were interviewed from weekly outpatient clinic
in the Cancer Clinic of Vanderbilt Ingram Cancer Center. The participants represented 29 different
kinds of cancer, and were divided up into 8 different categories of cancer: Breast Cancer, Gastro
Intestinal Cancer (G.l.), Gynaecological, Head/Neck Cancer, Lung Cancer, Haematological
Malignancies and Related Disorders (H.M.), Urinary and Genitourinary Cancers (U.G.), and Other
cancers such as melanoma and brain cancer. No problems were identified at this stage regarding
the questionnaire and the time to answer it. Statistics and results of this full study are described in

more details in Chapter 5.
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CHAPTER V

RESULTS AND ANALYSES

This chapter contains two parts. The first deals with a brief description of the sample
demographics. The second part, hypothesis testing, describes the results of each hypothesis tested.

All data were coded and entered into a database using SPSS (SPSS for Windows Release
11.01.1; SPSS Inc.). Missing responses, and responses that did not fit into one of the specific item
responses were all considered missing. Prior to start any analysis, data were checked with SPSS to

confirm that there were no data entry errors.

Sample Demographics
Of the 468 individuals approached, 424 (91%; 257 cancer patients and 167 companions)
completed and returned the survey questionnaires. From these 424 questionnaires, 166 patient
questionnaires were paired with companion questionnaires. Demographics for responding subjects

are listed in Table 8.
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Table 8: Demographics of Medical Information Source Survey Responders

Demographic Question Overall Patient Companion
Characteristic Response Category N % N % N %
Type of cancer® 424 257 167
Breast 57 13.4% 33 12.8% 24 14.4%
Gastro Intestinal 52 12.3% 31 121% 21 12.6%
Gynecological 50 11.8% 30 11.7% 20 12.0%
Head & Neck 48 11.3% 32 125% 16 9.6%
Hematological Malignancies 46 10.8% 30 11.7% 16 9.6%
Lung 56 13.2% 35 13.6% 21 12.6%
Urinary/Genitourinary 60 14.2% 35 13.6% 25 15.0%
Other 55 13.0% 31 121% 24 14.4%
Date of diagnosis* 424 257 167
<=1 year 248 58.5% 149  58.0% 99 59.3%
> 1 year 176 41.5% 108 42.0% 68 40.7%
Stage* 386 235 151
Receiving treatment 311 80.6% 185 78.7% 126 83.4%
In follow-up 75 19.4% 50 21.3% 25 16.6%
Relationship to patient N B 165
Spouse - - - - 99 60.0%
Child - - - - 25 152%
Parent - - - - 11 6.7%
Other relatives - - - - 17 10.3%
Partner or Friend - - - - 13 7.9%
Whether live with patient N B 162
Live in the same household - - - - 120 74.1%
Not live in the same household - - - - 42  25.9%
Gender 424 257 167
Male 201  47.4% 140 54.5% 61 36.5%
Female 223  52.6% 117  45.5% 106 63.5%
Age 419 253 166
<50 149  35.6% 82 32.4% 67 40.4%
50-65 192 45.8% 115  455% 77  46.4%
> 65 78 18.6% 56 22.1% 22 13.3%
Race 422 256 166
White (Non Hispanic) 375 88.9% 223  871% 152 91.6%
African American 36 8.5% 24 9.4% 12 7.2%
Asian or Pacific Islander 7 1.7% 5 2.0% 2 1.2%
Hispanic or Latin origin 3 0.7% 3 1.2% 0 0.0%
Other 1 0.2% 1 0.4% 0 0.0%
Education 418 253 165
Elementary 15 3.6% 11 4.3% 4 2.4%
Some high school (no diploma) 35 8.4% 29 11.5% 6 3.6%
High school (with diploma) 129  30.9% 79 31.2% 50 30.3%
Some college 110 26.3% 61 24.1% 49  29.7%
Bachelor's degree 66 15.8% 36 14.2% 30 18.2%
Graduate or professional 63 15.1% 37 14.6% 26 15.8%
Working Status 379 227 152
Working 155  40.9% 64 28.2% 91  59.9%
Full-time sick leave 45 11.9% 44 19.4% 1 0.7%
Retired 125 33.0% 81 35.7% 44  28.9%
Unemployed 54 14.2% 38 16.7% 16 10.5%
Household Income 373 225 148
< $25,000 95 25.5% 59 26.2% 36 24.3%
$25,000-49,999 108  29.0% 72 32.0% 36 24.3%
$50,000-74,999 67 18.0% 41 18.2% 26 17.6%
>= $75,000 103  27.6% 53 23.6% 50 33.8%
Medical Insurance Status 408 247 161
Have insurance 395 96.8% 243  98.4% 152 94.4%
Not have insurance 13 3.2% 4 1.6% 9 5.6%
Marital Status 417 252 165
Married, regular partnership 324  77.7% 187  74.2% 137 83.0%
Single, divorced, widowed 93 22.3% 65 25.8% 28 17.0%
Have children or not 421 255 166
Have children 355 84.3% 218 85.5% 137  82.5%
Not have children 66 15.7% 37 14.5% 29 17.5%
Computer Ownership 421 254 167
Own a computer 325 77.2% 186 73.2% 139 83.2%
Not own a computer 96 22.8% 68 26.8% 28 16.8%
Internet Access Availability 420 254 166
Have Internet access 320 76.2% 180 70.9% 140 84.3%
Not have Internet access 100 23.8% 74 291% 26 15.7%

* For companion, it indicates the characteristic of his/her paired patient.



The 257 cancer patients represented 29 different kinds of cancer, and were divided up into
eight different categories of cancer: Breast Cancer, Gastro Intestinal Cancer (G.1.), Gynecological,
Head/Neck Cancer, Lung Cancer, Hematological Malignancies and Related Disorders (H.M.),
Urinary and Genitourinary Cancers (U.G.), and Other Cancers such as melanoma and brain cancer.
For date of diagnosis, age, education, and household income, we categorized them into two to six
groups based on the original quantitative data for analysis purposes. They were treated as ordinal
data when in categories (e.g., age group, date of diagnosis group), and as interval data when in raw
numbers (e.g., age in years, date of diagnosis in months). To distinguish, we added the word
“group” after the variable name when it was treated as ordinal. For example, “age (group)” is
ordinal but “age” is interval.

From Table 8, we can see that the responders are well balanced for type of cancer (ranged
from 10.8% to 14.2%), date of diagnosis (<= 1 year, 58.5%; >1 year, 41.5%), and gender (male,
47.4%; female, 52.6%). Other than those, more responders seem to be currently receiving
treatments (80.6%), between 50 and 65 (45.5%), white (87.1), either working (40.9%) or retired
(33.0%), married or in regular partnership (77.7%), mostly having insurance (96.8%), with
education degrees higher than some high school (88%) and household income higher than $25,000
(74.5%), and own computers (77.2%) and Internet accesses (76.2%). Companions are mostly
spouses (60.0%) and children (15.2%) of the patients, and most of the cases they live in the same
household (74.1%).

To compare the demographic characteristics between patients and companions, Chi-square
tests were run for nominal variables (such as gender) and ordinal variables (such as age group), and
One-way ANOVA tests were run for interval variables (such as age in years) (o = .05). Chi-square

tests (See Table 9) show that there is no significant difference between patients and companions
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for date of diagnosis (group), stage of treatment, race, education (group), household income
(group), and have children or not; while there are differences for gender (P = .000), age (group) (P
= .049), working status (P = .000), medical insurance (P = .040), marital status (P = .041),
computer ownership (P =.018), and Internet access availability (P =.002). One-way ANOVA tests
(See Table 10) show that there is no significant difference for date of diagnosis nor household

income, but there are differences for age (P = .033) and education degree (P = .029).

Table 9: Demographic Differences (Patient vs. Companion)

. Differences between Patient and Comapnion (N=424)
Demographics

Asymp. Sig. (2-sided) Approx. Sig.
Date of diagnosis (group) 435 .790
Stage of treatment .156 .253
Gender .000 .000
Age (group) .049 .049
Race 448 448
Education (group) .059 .059
Working status .000 .000
Household income (group) .148 .148
Medical insurance .040 .026
Marrital status .041 .034
Have children or not 414 414
Computer ownership .018 017
Internet access availability .002 .002

Table 10: ANOVA (Factor: Patient or Companion)

Sum of
Squares df | Mean Square F Sig.
Date of Diagnosis ~ Between Groups 422.858 1 422.858 | .284 | .595
(months) Within Groups 537868.3 | 361 1489.940
Total 538291.1 | 362
Age Between Groups 929.678 1 929.678 (4.589 | .033
Within Groups 84487.23 | 417 202.607
Total 85416.91 | 418
Education Degree ~ Between Groups 8.148 1 8.148 |4.792 | .029
Within Groups 707.383 | 416 1.700
Total 715.531 | 417
Household Income  Between Groups 8.710 1 8.710 [1.853 | .174
Within Groups 1743.542 | 371 4.700
Total 1752.252 | 372
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In order to look into these differences shown above, Frequency Crosstab was run for
categorical variables (e.g., working status), and Means Plot was run for dichotomous variables
(e.g., gender) and ordinal variables (e.g., age group). Crosstab (See Table 11) shows that the
majority of patients are retired (35.7%) at present, but the majority of companions (59.9%) are still
working (P = .000). Means Plots (See Figure 6) show that: 1) there are 17% more males than
females in patient group, but 17% more females than males in companion group (P = .000); 2)
companions seem to be younger than patients - 8.9% more companions are below 65 and 8.8%
more patients are above 65 (P =.049); 3) almost all the patients have medical insurance (98%), but
not all the companions (94%) (P = .040); 4) although both patients and companions are largely in
regular partnership, 9% more patients are single (P = .041); 5) although both patients and
companions own computers for the most part, 10% more patients do not (P = .018); 6) similarly,
although both patients and companions have Internet access for the most part, 13% more patients
do not (P = .002); 7) and finally, 10.7% more patients have a education degree lower than the

college, but 10.4% more companions have a education degree higher than the college (P = .029).

Table 11: Frequency Crosstab for Working Status (Patient vs. Companion)

Patient or Companion?

Companion Patient Total
Working Working Count 91 64 155
Status % within Patient
or Companion? 59.9% 28.2% 40.9%
Full-time Sick Leave Count 1 44 45
o) i .
% within Patient 7% 19.4% 11.9%

or Companion?
Retired Count 44 81 125
% within Patient
or Companion?
Unemployed Count 16 38 54
% within Patient
or Companion?
Total Count 152 227 379
% within Patient
or Companion?

28.9% 35.7% 33.0%

10.5% 16.7% 14.2%

100.0% 100.0% 100.0%
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To compare the demographic characteristics among cancer groups, Chi-square tests were
run for nominal variables (such as gender) and ordinal variables (such as age group), and One-way
ANOVA tests were run for interval variables (such as age in years).

The Chi-square tests (See Table 12) show that: 1) on the whole, there is no significant
difference among cancer groups for stage of treatment, race, education (group), medical insurance,
marital status, and computer ownership, while there are differences date of diagnosis (group) (P =
.000), gender (P = .001), age (group) (P = .011), working status (P = .020), household income
(group) (P = .000), having children or not (P = .019), and Internet access availability (P =.017); 2)
for patients, only date of diagnosis (group) (P = .005) and gender (P = .000) are significantly
different among cancer groups; 3) and for companions, date of diagnosis (group) (P = .017),
gender (P = .000) and working status (P = .002) are different among cancer groups. The One-way
ANOVA tests (See Table 13) show that: 1) on the whole, there is no significant difference among
cancer groups for household income, but there are differences for date of diagnosis (P = .000) for
age (P = .042) and education degree (P = .001); 2) for patients, only education degree is
significantly different among cancer groups (P = .004); and 3) for companions, only date of

diagnosis is significantly different among cancer groups (P = .016).
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Table 12: Demographic Differences among Cancer Groups

Demographics

Differences among Cancer Groups

Overall (N=424)

Patient (N=257)

Companion (N=167)

Asymp. Sig.  Approx. | Asymp. Sig.  Approx. | Asymp. Sig.  Approx.
(2-sided) Sig. (2-sided) Sig. (2-sided) Sig.
Date of diagnosis (group) .000 .000 .005 .005 .017 .017
Stage of treatment 190 190 .331 .331 .899 .899
Gender .001 .001 .000 .000 .000 .000
Age (group) .011 .011 .054 .054 .235 .235
Race .071 .071 415 415 199 199
Education (group) 130 130 .166 .166 463 463
Working status .020 .020 .081 .081 .002 .002
Household income (group) .000 .000 152 152 130 130
Medical insurance .280 .280 731 731 .283 .283
Marital status .268 .268 .329 .329 .695 .695
Have children or not .019 .019 .062 .062 .333 .333
Computer ownership .064 .064 .256 .256 133 133
Internet access availability .017 .017 121 121 .087 .087
Table 13: ANOVA by Cancer Groups (Overall)
Sum of
Squares df Mean Square F Sig.
Date of Diagnosis Between Groups 42919.06 7 6131.295 4.394 .000
(months) Within Groups 495372.1 355 1395.414
Total 538291.1 362
Age Between Groups 2950.330 7 421.476 2.101 .042
Within Groups 82466.58 411 200.649
Total 85416.91 418
Education Degree Between Groups 40.236 7 5.748 3.490 .001
Within Groups 675.295 410 1.647
Total 715.531 417
Household Income Between Groups 49,913 7 7.130 1.529 .156
Within Groups 1702.339 365 4.664
Total 1752.252 372
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Table 14: ANOVA by Cancer Groups (Patient)

Sum of
Squares df Mean Square F Sig.
Date of Diagnosis Between Groups 20492.34 7 2927.477 2.050 .050
(months) Within Groups 298486.5 209 1428.165
Total 318978.9 216
Age Between Groups 1608.546 7 229.792 1.100 .364
Within Groups 51173.81 245 208.873
Total 52782.36 252
Education Degree Between Groups 37.299 7 5.328 3.061 .004
Within Groups 426.472 245 1.741
Total 463.771 252
Household Income Between Groups 28.601 7 4.086 .888 517
Within Groups 998.759 217 4.603
Total 1027.360 224

Table 15: ANOVA by Cancer Groups (Companion)

Sum of
Squares df Mean Square F Sig.
Date of Diagnosis Between Groups 25156.07 7 3593.724 2.560 .016
(months) Within Groups 193733.3 138 1403.865
Total 218889.4 145
Age Between Groups 2325.296 7 332.185 1.786 .093
Within Groups 29379.58 158 185.947
Total 31704.87 165
Education Degree Between Groups 10.665 7 1.524 1.027 415
Within Groups 232.947 157 1.484
Total 243.612 164
Household Income  Between Groups 28.088 7 4.013 .816 .575
Within Groups 688.094 140 4,915
Total 716.182 147

In order to look into these differences shown above, Means Plot was run for dichotomous
variables (e.g., gender) and ordinal variables (e.g., age group), and Frequency Crosstab was run for
categorical variables (e.g., working status).

For both patients and companions, the Means Plots (See Figure 7) show that 1) in average,
head-neck and lung cancers are more recently diagnosed than the rest (P = .000) ; 2) there are more

females in breast, G.I., and gynecological groups than the rest (P = .001); 3) cancer groups of
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breast, G.I., head and neck, and “other” are averagely younger than the rest (P = .011); 4) the
household income levels of breast, G.I., and gynecological groups are averagely higher than the
rest (P = .000); 5) fewer patients and companions in H.M. group have children than the rest (P =
.019); 6) and finally, patients and companions in breast cancer group have the most percentage of
Internet access, and those who are in head-neck and lung cancer groups have the least (P = .017).
The Frequency Crosstab (See Table 16) shows that the majority of patients and companions in
breast, G.1., Gynecological, head and neck, and H.M. groups are still working at present, but those
who are in cancer groups of lung, U.G. and “other” are mainly retired (P = .020).

For patients, the Means Plots (See Figure 8) show that: 1) lung cancer patients are more
recently diagnosed than the rest (P = .005); 2) breast and gynecological groups have only female
patients, while the rest have more males than females (P = .000).

For companions, the Means Plots (See Figure 9) show that: 1) the paired patients of
companions in head-neck and lung groups are more recently diagnosed (P = .017); 2) the majority
of companions in G.I., head and neck, H.M., Lung, and U.G. groups are females, while the
majority of companions in groups of breast, gynecological, and “other” are males (P = .000). The
Frequency Crosstab (See Table 17) show that although the majority of companions are still
working at present, those who are in lung cancer group are mainly retired and those in “other” are

almost half working and half retired (P = .002).
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Table 16: Frequency Crosstab for Working Status by Cancer Groups (Overall)

Cancer Groups
Gynaecol
Breast G.I. ogical Head & Neck H.M. Lung U.G. Other Total

Working  Working Count 27 17 20 20 14 22 19 16 155
Status % within Cancer Groups 52.9% 36.2% 46.5% 46.5% 35.9% 44.0% 35.8% 30.2% 40.9%
Full-time Sick Leave Count 5 7 5 9 7 2 4 6 45

% within Cancer Groups 9.8% 14.9% 11.6% 20.9% 17.9% 4.0% 7.5% 11.3% 11.9%

Retired Count 10 12 10 10 12 24 25 22 125

% within Cancer Groups 19.6% 25.5% 23.3% 23.3% 30.8% 48.0% 47.2% 41.5% 33.0%

Unemployed Count 9 11 8 4 6 2 5 9 54

% within Cancer Groups 17.6% 23.4% 18.6% 9.3% 15.4% 4.0% 9.4% 17.0% 14.2%

Total Count 51 47 43 43 39 50 53 53 379
% within Cancer Groups 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 100.0%
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Table 17: Frequency Crosstab for Working Status by Cancer Groups (Companion)

Cancer Groups
Gynaecol
Breast G.I. ogical Head & Neck H.M. Lung U.G. Other Total

Working ~ Working Count 17 11 14 12 8 8 11 10 91
Status % within Cancer Groups 77.3% 57.9% 77.8% 75.0% 57.1% 42.1% 50.0% 45.5% 59.9%
Full-time Sick Leave Count 1 1

% within Cancer Groups 7.1% 7%

Retired Count 4 1 4 2 4 10 9 10 44

% within Cancer Groups 18.2% 5.3% 22.2% 12.5% 28.6% 52.6% 40.9% 45.5% 28.9%

Unemployed Count 1 7 2 1 1 2 2 16

% within Cancer Groups 4.5% 36.8% 12.5% 7.1% 5.3% 9.1% 9.1% 10.5%

Total Count 22 19 18 16 14 19 22 22 152
% within Cancer Groups 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 100.0%
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In summary, patients and companions by different cancer groups share some similarities:
patients in each cancer group are mostly receiving treatments, their companions are mostly spouses
and children, and both are mostly white, have insurance, are married or in regular partnership, have
children, owe computers and having Internet accesses. There are also some distinctive
demographic characteristics of patients and companions by cancer groups as follows:

1) The breast cancer group are mainly aged either less than 50 (45.6%) or 50-65 (45.6%),
college educated (with 43.9% having the bachelor’s degree at least and 33.3% some college), still
working (52.9%), with income either between $25,000-49,999 (34.5%) or more than $75,000
(32.7%). Patients in this group are all females, mainly aged 50-65 (54.5%). While companions in
this group are over half males (58.3%), mainly aged less than 50 (54.2%).

2) The G.I. cancer group is mainly high educated (with 34.6% having the bachelor’s degree
at least and 26.9% some college). Patients in this group are balanced in gender, mainly retired
(39.3%), with income more than $75,000 (51.2%). While companions in this group are mainly
females (81.0%), still working (57.9).

3) The gynecological cancer group are mainly aged 50-65 (48.0%), high school (with
diploma) educated (36%), with income more than $50,000 (62.2%). Patients in this group are all
females, high school (with diploma) educated (50%), unemployed (32.0%). While companions in
this group are mainly males (90.0%), some college educated (45%), still working (77.8%).

4) The head and neck cancer group are mainly aged 50-65 (56.3%), some college (31.9%)
or high school (with diploma) (29.8%) educated, with income less than $50,000 (64.3%). Patients
in this group are mainly diagnosed within a year (71.9%), males (84.4%), in full-time sick leave

(33.3%). While companions in this group are mainly females (93.8%), still working (75.0%).
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5) The H.M. cancer group are mainly aged either less than 50 (37.0%) or 50-65 (37.0%),
high school (with diploma) educated (32.6%), with income less than $25,000 (32.4%). Patients in
this group are mainly males (73.3%), retired (32.0%). While companions in this group are mainly
females (87.5%), still working (57.1%).

6) The lung cancer group are mainly aged 50-65 (55.6%), high school (with diploma)
educated (37.5%), either working (44.0%) or retired (48.0%), with income less than $25,000
(40.4%). Patients in this group are mainly diagnosed within a year (87.5%), males (74.3%), either
working (45.2%) or retired (45.2%). While companions in this group are mainly females (71.4%),
retired (52.6%).

7) The U.G. cancer group are mainly aged 50-65 (57.6%), high school (with diploma)
educated (35.0%), retired (47.2%), with income between $25,000-49,000. Patients in this group
are mainly males (85.7%), retired (51.6%). While companions in this group are mainly females
(84.0%), still working (50.0%).

8) The other cancers group are balanced in gender, mainly aged less than 50 (50.9%), either
college (with 37.8% having the bachelor’s degree at least and 24.0% some college) or high school
(with diploma) educated (32.1%), retired (41.5%), with income either less than $25,000 (29.2%) or
between $50,000-74,999 (27.1%). Patients in this group are mainly retired (38.7%). While

companions in this group are either working (45.5%) or retired (45.5%).

Hypothesis Testing
After completing the sample demographics section, the data collected were analyzed to test
the hypotheses formulated. All of the statistical analyses were analyzed by using SPSS or Excel

Data Analysis.
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Hypothesis 1

The first hypothesis proposed that cancer patients believe that information is beneficial for
them to cope with cancer by increasing their involvement in decision-making (H1Pa), increasing
their satisfaction with treatment choices (HI1Pb), improving their ability to cope during the
diagnosis, treatment, and post-treatment phases (HIPc), reducing their anxiety (H1Pd), and
improving the communication among family members (H1Pe). It also proposed that companions
have the same belief as their paired patients about these information benefits (H1Ca, H1Cb, H1Cc,
H1Cd, and H1Ce).

Frequency Table was run for all the information benefits and Z-test (which is for
comparing two proportions) was run to compare the differences between patients and companions
(See Table 18). The Frequency Table shows that, 1) almost all (over 95%) of patients and
companions agree that information increases their involvement in decision making and satisfaction
with treatment choices, and improves their abilities to cope with cancer and communication among
family members; 2) the majority (over 77%) of patients and companions agree that information
reduces their anxiety and mood disturbance.

Since there is noticeable drop in the number of either patients or companions who agree
that information can reduce anxiety, Z-test was run to see whether this drop is statistically
significant (See Table 19). It shows, for both patients and companions, the drop is significant (P =
.000), which means that strong evidence exists of an opinion difference from other benefits, with

opinions more negative towards whether information can reduce anxiety.
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Table 18: Frequency and Z-test for Information Benefits

Information Benefits Overall Patient Companion |Patient vs. Companion

N Yes%| N Yes%| N Yes % | % Differences Sig.

1 Increase involvement in decision making 405 98.3% | 244 98.0% | 161 98.8% 0.8% 192
2 Increase satisfaction with treatment choices 405 95.8% | 244 95.9% | 161 95.7% 0.2% 444
3 Improve ability to cope with cancer 404 96.5% | 243 96.7% | 161 96.3% 0.4% .378
4 Reduce anxiety 405 78.0% | 244 77.0% | 161 79.5% 2.5% 195
5 Improve communication among family members 405 95.1% | 244 94.3% | 161 96.3% 2.0% .095

Table 19: Z-test for Information Benefits ( Reduce Anxiety vs. Other Benefits)

Information Benefits

Differences from Reduce Anxiety (Sig.)

Overall Patient Companion
Increase involvement in decision making .000 .000 .000
Increase satisfaction with treatment choices .000 .000 .000
Improve ability to cope with cancer .000 .000 .000
Improve communication among family members .000 .000 .000

Table 18 also shows that there is no significant difference of opinions between patients and
companions (P > .050). However, it is unknown that whether there is any difference between a
patient and a companion who are paired with each other. Therefore, Paired Sample T-test was run
for each pair of patient and companion after restructuring the database by aggregating companions’
cases to their paired patients’ cases. The Paired Samples T-tests (See Table 20) show that there is

no significant difference between paired patients and companions for all the five information

benefits, which confirms the results of the previous Z-test.

Table 20: Paired Samples T-test (Patient vs. Companion)

Information Benefits

Patient vs. Companion (Paired)

N Sig. (2-tailed)
1 Increase involvement in decision making 160 .565
2 Increase satisfaction with treatment choices 160 .740
3 Improve ability to cope with cancer 159 1.000
4 Reduce anxiety 160 .249
5 Improve communication among family members 160 .565
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Hypothesis 2

The second hypothesis proposed that there is a significant relationship between stages of
cancer disease and types of medical topics searched by cancer patients: they search for different
medical topics in different stages (H2Pa); and those who are in the same stage search for similar
medical information (H2Pb). It also proposed that companions search for same topics as cancer
patients through different stages (H2C).

Before testing the hypothesis, it is helpful to first look at the ranking of topics sought by
patients and companions in the past and future. On the whole (See Table 20), the most frequently
sought topics in the past were diagnosis and treatment, drugs and side effects, and coping with
cancer, which are also the most possibly sought topics in the future. However, from the 4™ ranked
topics, there are some changes from the past to the future: 1) topics about nutrition, complementary
and alternative medicine, clinical trials and genetics services, cancer prevention/genetics/causes,
and pain management are ranked at least one place higher; 2) while topics about cancer literature,
cancer hospitals, and patient experiences are ranked at least on place lower; 3) topics about
oncologists, insurance/financial assistance, support and resources, and cancer biology remain the
same. Similar rankings are found for patients (See Table 21) and companions (See Table 22).
Either in the past or in the future, patients seem to care more about nutrition, and complementary
and alternative medicine, while companions seem to care more about cancer literature, and clinical
trials and genetics services.

To further test whether there are significant differences either between patient and

companion or between current and future, Z-test was run for the comparison between “yes”
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proportions and Paired Samples T-test was run for the comparison within each case or each pair of
patient and companion.

The Z-tests (See Table 23) show that: 1) one the whole, there are significant differences
between current and future topics for diagnosis and treatment (P = .000, with 12.8% down), doping
with cancer (P = .009, with 5.7% down), and cancer hospitals (P = .001, with 8.1% down); 2) for
patients, there are significant differences for diagnosis and treatment (P = .000, with 14.5% down),
coping with cancer (P =.029, with 5.9% down), cancer hospitals (P = .002, with 5.9% down), and
cancer literature (P = .027, with 8.6% down); 3) for companions, there are significant differences
for diagnosis and treatment (P = .002, with 10.2% down), cancer hospitals (P = .029, with 7.3%
down), and insurance/financial assistance (P = .038, with 6.0% up); 4) for the comparison between
patients and companions, there is a significant difference of current topics for diagnosis and
treatment (P = .006, with 9.4% less companions than patients), and there are significant differences
of future topics for cancer prevention/genetics/causes (P = .045, with 8.1% more companions than

patients) and insurance/financial assistance (P = .022, with 8.5% more companions than patients).

Table 21: Topics Ranking (Overall, N=424)

Current Future
Ranking Topics Yes % | Ranking Topics Yes %
1 Diagnosis and Treatment 82.2% 1 Diagnosis and Treatment 69.4%
2 Drugs and Side Effects 58.4% 2 Drugs and Side Effects 55.8%
3 Coping with Cancer 54.6% 3 Coping with Cancer 48.9%
4 Cancer Literature 45.4% 4 Nutrition 44.4%
5 Nutrition 451% 5 Cancer Literature 42.0%
6 Cancer Hospitals 43.7% 6 Complementary and Alternative Medicine 38.2%
7 Complementary and Alternative Medicine 39.0% 7 Clinical Trials and Genetics Services 37.3%
8 Oncologists 39.0% 8 Oncologists 36.3%
9 Clinical Trials and Genetics Services 38.7% 9 Cancer Prevention/Genetics/Causes 36.1%
10 Cancer Prevention/Genetics/Causes 34.2% 10 Cancer Hospitals 35.6%
11 Patient Experiences 31.9% 11 Pain Management 32.1%
12 Pain Management 29.5% 12 Patient Experiences 30.4%
13 Insurance/Financial Assistance 23.5% 13 Insurance/Financial Assistance 23.8%
14 Support and Resources 21.1% 14 Support and Resources 22.6%
15 Cancer Biology 20.2% 15 Cancer Biology 20.7%
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Table 22: Topics Ranking (Patient, N=257)

Current Future
Ranking Topics Yes % | Ranking Topics Yes %
1 Diagnosis and Treatment 85.9% 1 Diagnosis and Treatment 71.4%
2 Drugs and Side Effects 55.7% 2 Drugs and Side Effects 52.9%
3 Coping with Cancer 52.2% 3 Coping with Cancer 46.3%
4 Nutrition 45.5% 4 Nutrition 44.3%
5 Cancer Literature 45.1% 5 Cancer Literature 39.2%
6 Cancer Hospitals 43.1% 6 Complementary and Alternative Medicine 38.4%
7 Complementary and Alternative Medicine 39.6% 7 Clinical Trials and Genetics Services 36.5%
8 Oncologists 38.4% 8 Oncologists 34.5%
9 Clinical Trials and Genetics Services 37.6% 9 Cancer Hospitals 34.5%
10 Cancer Prevention/Genetics/Causes 32.2% 10 Cancer Prevention/Genetics/Causes 32.9%
11 Patient Experiences 30.6% 11 Pain Management 32.5%
12 Pain Management 29.0% 12 Patient Experiences 28.6%
13 Insurance/Financial Assistance 23.9% 13 Support and Resources 21.6%
14 Support and Resources 19.6% 14 Insurance/Financial Assistance 20.4%
15 Cancer Biology 19.2% 15 Cancer Biology 18.8%
Table 23: Topics Ranking (Companion, N=167)
Current Future
Ranking Topics Yes % | Ranking Topics Yes %
1 Diagnosis and Treatment 76.5% 1 Diagnosis and Treatment 66.3%
2 Drugs and Side Effects 62.7% 2 Drugs and Side Effects 60.2%
3 Coping with Cancer 58.4% 3 Coping with Cancer 53.0%
4 Cancer Literature 45.8% 4 Cancer Literature 46.4%
5 Nutrition 44.6% 5 Nutrition 44.6%
6 Cancer Hospitals 44.6% 6 Cancer Prevention/Genetics/Causes 41.0%
7 Clinical Trials and Genetics Services 40.4% 7 Oncologists 39.2%
8 Oncologists 39.8% 8 Clinical Trials and Genetics Services 38.6%
9 Complementary and Alternative Medicine 38.0% 9 Complementary and Alternative Medicine 38.0%
10 Cancer Prevention/Genetics/Causes 37.3% 10 Cancer Hospitals 37.3%
11 Patient Experiences 33.9% 11 Patient Experiences 33.1%
12 Pain Management 30.1% 12 Pain Management 31.3%
13 Support and Resources 23.5% 13 Insurance/Financial Assistance 28.9%
14 Insurance/Financial Assistance 22.9% 14 Support and Resources 24.1%
15 Cancer Biology 21.7% 15 Cancer Biology 24.1%
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Table 24: Z-test for Topics Comparison (Patient vs. Companion and Current vs. Future)

Topics

Overall (N=424)

Patient (N=257)

Companion (N=167)

Patient vs. Companion

1 Diagnosis and Treatment
2 Complementary and Alternative Medicine
3 Clinical Trials and Genetics Services
4 Coping with Cancer
5 Pain Management
6 Cancer Biology
7 Drugs and Side Effects
8 Nutrition
9 Patient Experiences
10 Cancer Prevention/Genetics/Causes
11 Oncologists
12 Cancer Hospitals
13 Support and Resources
14 Insurance/Fancial Assistance
15 Cancer Literature

Current  Future Differences Current  Future Differences Current  Future Differences Current Future

Yes% Yes% % Differences Sig. | Yes% Yes % % Differences Sig. | Yes % Yes % % Differences Sig. | % Differences Sig. % Differences  Sig.
82.2% 69.4% -12.8% .000| 85.9% 71.4% -14.5% .000| 76.5% 66.3% -10.2% .002 -9.4% .006 -5.1% .136
39.0% 38.2% -0.8% .367| 39.6% 38.4% -1.2% .348| 38.0% 38.0% 0.0% .500 -1.6% .382 -04% .460
38.7% 37.3% -14% .278| 37.6% 36.5% -1.1% .356] 40.4% 38.6% -1.8% .309 2.8% .281 21% .330
54.6% 48.9% 5.7% .009| 52.2% 46.3% -5.9% .029| 58.4% 53.0% -5.4% .081 6.2% .106 6.7% .089
29.5% 321% 2.6% .123| 29.0% 32.5% 35% 111 30.1% 31.3% 1.2% .367 1.1% .405 -1.2% .382
20.2% 20.9% 0.7% .359| 19.2% 18.8% -04% .436] 21.7% 241% 2.4% .230 25% .264 5.3% .095
58.4% 55.8% 2.6% .140| 55.7% 52.9% -2.8% .184] 62.7% 60.2% 2.5% .242 7.0% .076 7.3% .069
451% 44.4% -0.7% .386| 45.5% 44.3% -1.2% .348| 44.6% 44.6% 0.0% .500 -0.9% 421 0.3% .476
31.9% 30.4% -1.5% .251| 30.6% 28.6% 2.0% .242| 33.9% 33.1% -0.8% .421 3.3% .239 45% 164
34.2% 36.1% 1.9% .206| 322% 32.9% 0.7% .405| 37.3% 41.0% 3.7% .164 5.1% .140 8.1% .045
39.0% 36.3% 2.7% .125| 38.4% 34.5% -3.9% .097| 39.8% 39.2% -0.6% .421 1.4% .386 47% 164
43.7% 35.6% -8.1% .001| 43.1% 34.5% -8.6% .002| 44.6% 37.3% -7.3% .029 1.5% .382 2.8% .278
21.1% 22.6% 15% .227| 19.6% 21.6% 2.0% .215] 23.5% 24.1% 0.6% .429 3.9% .169 25% .274
23.5% 23.8% 0.3% .440| 23.9% 20.4% -3.5% .089] 22.9% 28.9% 6.0% .038 -1.0% 421 8.5% .022
45.4% 42.0% -3.4% .079] 45.1% 39.2% -5.9% .027] 45.8% 46.4% 0.6% .436 0.7% .444 7.2% .071
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To test more specifically if there are significant differences for one person between current
and future, Paired Sample T-test was run within each case. The Paired Samples T-tests (See Table
25) show that: 1) on the whole, one is highly possible to change his or her behavior in the future
when searching topics on diagnosis and treatment (P = .000), coping with cancer (P = .006), or
cancer hospitals (P = .000), with less possibilities of searching these topics again in the future
(Also See Table 24); 2) for patients, one is highly possible to change his or her behavior in the
future when searching topics on diagnosis and treatment (P = .000), coping with cancer (P = .019),
oncologists (P = .041), cancer hospitals (P = .000), insurance/financial assistance (P = .029), and
cancer literature (P = .007), with a low possibility of searching these topics again in the future
(Also See Table 24); 3) for companions, one is highly possible to change his or her behavior in the
future when searching topics on diagnosis and treatment (P = .005), with a low possibility of

searching these topics again in the future (Also See Table 24).

Table 25: Paired Samples T-test for Topics Comparison (Current vs. Future)

Current vs. Future

Topics Overall Patient Companion

Sig. (N=421) | Sig. (N=255) | Sig. (N=166)
1 Diagnosis and Treatment .000 .000 .005
2 Complementary and Alternative Medicine .669 578 1.000
3 Clinical Trials and Genetics Services .397 .565 .533
4 Coping with Cancer .006 .019 129
5 Pain Management .145 .106 .696
6 Cancer Biology .267 402 .395
7 Drugs and Side Effects .159 .209 467
8 Nutrition .686 .578 1.000
9 Patient Experiences .366 .267 .836
10 Cancer Prevention/Genetics/Causes .249 .671 .240
11 Oncologists 131 .041 .853
12 Cancer Hospitals .000 .000 .051
13 Support and Resources .355 .298 .819
14 Insurance/Financial Assistance .884 .029 .068
15 Cancer Literature .061 .007 .842
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To test more specifically whether there are significant differences in topics between a
patient and a companion who are paired with each other, Paired Sample T-test was run for each
pair of patient and companion. The Paired Samples T-tests (See Table 26) show that: 1) in the past,
the paired patient and companion behaved differently in searching topics on diagnosis and
treatment (P = .035), and coping with cancer (P = .026), with a high possibility that patient usually
searched for diagnosis and treatment while the companion searched for coping with cancer (Also
See Table 24); 2) in the future, the pared patient and companion will probably behave differently in
searching topics on coping with cancer (P = .029), drugs and side effects (P = .036), cancer
prevention/genetics/causes (P = .018), and insurance/financial assistance (P = .032), with a high
possibility that the companion will search for these topics but the patient will not (Also See Table

24).

Table 26: Paired Samples T-test for Topics Comparison (Patient vs. Companion)

Patient vs. Companion (Paired)
Topics Current Future
Sig. (N=164) Sig. (N=164)
1 Diagnosis and Treatment .035 .387
2 Complementary and Alternative Medicine 537 .800
3 Clinical Trials and Genetics Services .790 .803
4 Coping with Cancer .026 .029
5 Pain Management 486 .902
6 Cancer Biology .548 .935
7 Drugs and Side Effects .063 .036
8 Nutrition 734 1.000
9 Patient Experiences .234 .226
10 Cancer Prevention/Genetics/Causes .090 .018
11 Oncologists .543 .379
12 Cancer Hospitals .903 .806
13 Support and Resources .249 .407
14 Insurance/Financial Assistance 1.000 .032
15 Cancer Literature .347 104
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To test whether patients or companions searched for different topics in different stages,
Chi-square Test was run (See Table 27). The results show that: 1) on the whole, only topics about
diagnosis and treatment (P = .027), and cancer hospitals (P = .028) were influenced by different
stages; 2) for patients, the same topics were influenced by stages (P = .014, and P = .020
respectively); 3) for companions, only the topic of insurance/financial assistance was influenced by

stages (P =.013).

Table 27: Chi-square Tests for Topics by Stage

Topics Searched Differences by.Stage (Asymp Sig. 2-si.ded)

Overall (N=424) | Patient (N=257) | Companion (N=167)

1 Diagnosis and Treatment .027 .014 .680
2 Complementary and Alternative Medicine .639 .245 428
3 Clinical Trials and Genetics Services .709 .856 .387
4 Coping with Cancer 115 .068 792
5 Pain Management .260 .386 .458
6 Cancer Biology .520 .094 .248
7 Drugs and Side Effects .965 .852 917
8 Nutrition 775 .451 .580
9 Patient Experiences .703 .105 121
10 Cancer Prevention/Genetics/Causes .168 .060 .902
11 Oncologists .959 403 .313
12 Cancer Hospitals .028 .020 .536
13 Support and Resources .958 .436 314
14 Insurance/Financial Assistance .826 132 .013
15 Cancer Literature .552 .225 .531

To look into the above differences, Means Plots were run, showing that: 1) on the whole
(See Figure 10), patients and companions searched for information about diagnosis, treatment (P =
.027) and cancer hospitals (P = .028) more frequently in follow-up than in treatment receiving
stage; 2) for patients (See Figure 11), the same as the overall (P = .014, and P = .020 respectively);
and 3) for companions (See Figure 12), they search for information about insurance/financial

assistance more frequently in patients’ treatment than in follow-up stage (P =.013).
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Hypothesis 3

The third hypothesis proposed that cancer patients follow the same construct of information
source horizon as the general population in the past (H3Pa) and future (H3Pb). It also proposed
that companions follow the same construct of information source horizon as cancer patients in the
past (H3Ca) and future (H3Cb).

Before testing the hypothesis, it is helpful to first look at the ranking of sources used by
patients and companions in the past and future. On the whole (See Table 28), the most frequently
used sources in the past were talking with physician or physician’s assistant, talking with nurse or
other health professionals, talking with relatives, friends, and acquaintances, medical leaflets or

pamphlets, and books, which are also the most possibly sources in the future. However, from the
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6" ranked sources, there are some changes from the past to the future: 1) sources including Internet
or medical websites, talking with a support group, educational programs by HMO or hospital,
email from physician or physician’s assistant, email from nurse or other health professional, and
message board are ranked at least one place higher; 2) while sources including talking with other
patients, email from relatives, friends, and acquaintances, national/local medical information
services, films/movies, audio/video tapes, and telephone/helpline are ranked at least on place
lower; 3) sources including newspapers/magazines, TV/radio, medical journals, narratives, email
or chat-room with a support group, and email or chat-room with other patients remain the same.
Similar rankings are found for patients (See Table 29) and companions (See Table 30). However,
either in the past or in the future, patients seem to talk with other patients more, while companions

seem to use Internet more often.
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Table 28: Overall Medical Information Source Ranking

Current Future
. Yes % Qualit . Yes % Qualit
Ranking Source (N=424) Meany Ranking Source (N=424) Meany

1 Talking with Physician or Physican's Assistant 97.2% 6.22 1 Talking with Physician or Physican's Assistant 84.0% 6.39
2 Talking with Nurse or Other Health Professionals 83.7%  6.01 2 Talking with Nurse or Other Health Professionals 69.6% 6.15
3 Talking with Relatives, Friends, and Acquaintances 66.7% 4.84 3 Talking with Relatives, Friends, and Acquaintances 47.9% 5.04
4 Medical Leaflets or Pamphlets 54.7%  5.53 4 Medical Leaflets or Pamphlets 41.7% 5.86
5 Books 51.7% 5.61 5 Books 40.8% 5.83
6 Talking with Other Patients 49.1% 5.02 6 Internet or Medical Websites 39.9% 5.21
7 Internet or Medical Websites 46.2% 5.74 7 Talking with Other Patients 39.9% 5.82
8 Newspapers/Magazines 37.5% 4.84 8 Newspapers/Magazines 28.5% 4.96
9 TV/Radio 271% 4.47 9 TV/Radio 21.7% 457
10 Medical Journals 22.4% 5.96 10 Medical Journals 20.3% 6.07
11 Narratives 17.0% 5.16 11 Narratives 14.9% 5.43
12 Email from Relatives, Friends, and Acquaintances 16.0% 4.79 12 Talking with a Support Group 14.4% 517
13 National/Local Medical Information Services 15.1% 5.67 13 Email from Relatives, Friends, and Acquaintances 14.4% 4.97
14 Talking with a Support Group 13.9% 4.67 14 National/Local Medical Information Services 13.2% 5.98
15 Films/Movies 9.7% 5.19 15 Educational Programs by HMO or Hospital 10.4% 5.89
16 Educational Programs by HMO or Hospital 9.2% 5.33 16 Email from Physician or Physician's Assistant 9.7% 6.02
17 Email from Physician or Physician's Assistant 9.0% 5.67 17 Email from Nurse or Other Health Professionals 6.8% 6.23
18 Audio/Video Tapes 8.7% 5.29 18 Films/Movies 6.4% 5.24
19 Telephone/Helpline 6.8% 5.40 19 Message Board 59% 5.54
20 Email from Nurse or Other Health Professionals 6.6% 5.71 20 Audio/Video Tapes 5.7% 517
21 Message Board 6.6% 5.17 21 Telephone/Helpline 52% 5.90
22 Email or Chat-room with a Support Group 47% 4.80 22 Email or Chat-room with a Support Group 5.0% 5.38
23 Email or Chat-room with Other Patients 3.1% 4.92 23 Email or Chat-room with Other Patients 4.2% 5.81
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Table 29: Patient’s Medical Information Source Ranking

Current Future
. Yes % Qualit . Yes %  Qualit
Ranking Source (N=257) Meany Ranking Source (N=257) Meany

1 Talking with Physician or Physican's Assistant 98.1% 6.29 1 Talking with Physician or Physican's Assistant 85.2% 6.45
2 Talking with Nurse or Other Health Professionals 83.7% 6.06 2 Talking with Nurse or Other Health Professionals 69.3% 6.21
3 Talking with Relatives, Friends, and Acquaintances 65.8% 4.87 3 Talking with Relatives, Friends, and Acquaintances 475% 5.01
4 Talking with Other Patients 51.8% 5.12 4 Talking with Other Patients 43.2% 5.28
5 Medical Leaflets or Pamphlets 50.2% 5.59 5 Books 40.9% 5.98
6 Books 49.8% 5.56 6 Medical Leaflets or Pamphlets 38.5% 5.81
7 Internet or Medical Websites 39.3% 5.68 7 Internet or Medical Websites 33.9% 5.78
8 Newspapers/Magazines 37.7% 4.72 8 Newspapers/Magazines 29.2% 4.85
9 TV/Radio 26.8% 4.44 9 TV/Radio 21.8% 4.6/
10 Medical Journals 21.0% 5.83 10 Medical Journals 19.8% 5.92
11 Narratives 19.1% 5.10 11 Narratives 16.0% 5.43
12 Talking with a Support Group 16.3% 4.64 12 Talking with a Support Group 14.8% 5.05
13 Email from Relatives, Friends, and Acquaintances 15.2% 4.61 13 Email from Relatives, Friends, and Acquaintances 12.1% 4.81
14 National/Local Medical Information Services 14.8% 5.39 14 National/Local Medical Information Services 121% 5.94
15 Films/Movies 9.7% 5.8 15 Educational Programs by HMO or Hospital 10.9% 5.38
16 Educational Programs by HMO or Hospital 9.3% 5.23 16 Email from Physician or Physician's Assistant 7.0% 5.96
17 Audio/Video Tapes 9.3% 5.31 17 Audio/Video Tapes 6.2% 5.33
18 Email from Physician or Physician's Assistant 7.8% 5.68 18 Films/Movies 5.8% 6.21
19 Telephone/Helpline 7.0% 5.11 19 Email from Nurse or Other Health Professionals 5.4% 5.64
20 Email from Nurse or Other Health Professionals 6.2% 5.21 20 Message Board 54% 6.17
21 Message Board 6.2% 5.31 21 Telephone/Helpline 4.7% 5.79
22 Email or Chat-room with a Support Group 51% 4.85 22 Email or Chat-room with a Support Group 43% 5.58
23 Email or Chat-room with Other Patients 3.5% 5.11 23 Email or Chat-room with Other Patients 2.3% 6.67
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Table 30: Companion’s Medical Information Source Ranking

Current Future
. Yes %  Qualit . Yes % Qualit
Ranking Source (N=167) Meany Ranking Source (N=167) Meany

1 Talking with Physician or Physican's Assistant 95.8% 6.10 1 Talking with Physician or Physican's Assistant 82.0% 6.28
2 Talking with Nurse or Other Health Professionals 83.8% 5.93 2 Talking with Nurse or Other Health Professionals 70.1%  6.07
3 Talking with Relatives, Friends, and Acquaintances 68.3% 4.79 3 Internet or Medical Websites 49.1% 5.86
4 Medical Leaflets or Pamphlets 61.7% 5.47 4 Talking with Relatives, Friends, and Acquaintances 48.5% 5.10
5 Internet or Medical Websites 56.9% 5.81 5 Medical Leaflets or Pamphlets 46.7% 5.70
6 Books 54.5% 5.69 6 Books 40.7% 5.87
7 Talking with Other Patients 44.9% 4.85 7 Talking with Other Patients 34.7% 517
8 Newspapers/Magazines 37.1% 5.08 8 Newspapers/Magazines 27.5% 5.15
9 TV/Radio 27.5% 4.52 9 TV/Radio 21.6% 4.53
10 Medical Journals 24.6% 6.13 10 Medical Journals 21.0% 6.29
11 Email from Relatives, Friends, and Acquaintances 17.4% 5.03 11 Email from Relatives, Friends, and Acquaintances 18.0% 5.13
12 National/Local Medical Information Services 15.6% 6.04 12 National/Local Medical Information Services 15.0% 6.04
13 Narratives 13.8% 5.27 13 Talking with a Support Group 13.8% 5.36
14 Email from Physician or Physician's Assistant 10.8% 5.65 14 Email from Physician or Physician's Assistant 13.8% 5.86
15 Talking with a Support Group 10.2% 4.74 15 Narratives 13.2% 5.43
16 Films/Movies 9.6% 5.38 16 Educational Programs by HMO or Hospital 9.6% 5.76
17 Educational Programs by HMO or Hospital 9.0% 5.50 17 Email from Nurse or Other Health Professionals 9.0% 6.29
18 Audio/Video Tapes 7.8% 5.25 18 Films/Movies 7.2% 5.08
19 Email from Nurse or Other Health Professionals 7.2% 6.40 19 Email or Chat-room with Other Patients 7.2% 5.30
20 Message Board 7.2% 5.00 20 Message Board 6.6% 5.25
21 Telephone/Helpline 6.6% 5.91 21 Telephone/Helpline 6.0% 6.20
22 Email or Chat-room with a Support Group 42% 4.71 22 Email or Chat-room with a Support Group 6.0% 5.11
23 Email or Chat-room with Other Patients 2.4% 4.50 23 Audio/Video Tapes 48% 4.89
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To test the hypothesis, we divided all the 23 sources into 6 types: human sources, printed
media, networked sources, broadcast media, organization sources, and other sources (See Table
31). For both patients and companions, if one went to or will go to at least one of the sources

included by a source type, he/she will be counted as using that source type.

Table 31: Sources Included in Each Source Type

Source Type Sources Included

Human sources Talking with Physician or Physician's Assistant
Talking with Nurse or Other Health Professionals
Talking with a Support Group
Talking with Other Patients
Talking with Relatives, Friends, and Acquaintances
Narratives

Printed media Medical Leaflets or Pamphlets
Books
Medical Journals
Newspapers / Magazines

Networked sources Email from Physician or Physician's Assistant
Email from Nurse or Other Health Professionals
Email or Chat-room with a Support Group
Email or Chat-room with Other Patients
Email from Relatives, Friends, and Acquaintances
Internet or Medical Websites
Telephone or Helpline

Other sources Message Board
Audio/Video Tapes

Broadcast media TV/Radio
Films/Movies

Organizational sources  Educational Programs by HMO or Hospital
National/Local Medical Information Services

With all these sources regrouped, Frequency Table was run to show the percentages of
using these 6 source types. Table 32 lists the percentages of responders who use various source
types for general population and cancer patients and companions. The table also ranks the source
types by percentage from high to low according to the general population. It shows that either for
current or in the future, cancer patients and companions are quite similar with the general

population in using different types of sources: they ranked sources including human, printed
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media, and networked sources as the top 3 most frequently used sources; they ranked broadcast
media and organizational sources as less frequently used sources. For other sources, the general
population ranked it as the fourth but cancer patients and companions ranked it as the last. Other
than that, the information source horizon of cancer patients and companions seems to be accordant

with the one of the general population.

Table 32: Comparison of Use of Sources (General Population vs. Cancer Reponders)

% of Responders Who Used or Will Use This Source Type
Source Type General Cancer Patients and Companions Richness
Population | Overall (N=424) | Patient (N=257) | Companion (N=167)

Current Future | Current Future | Current Future
Human sources 76.2% 99.3% 86.6% | 99.2% 86.8% | 99.4% 86.2% High
Printed media 66.2% 75.5% 60.8% | 74.7% 61.1%| 76.6% 60.5% | Low - Medium
Networked sources 54.9% 53.3% 46.7% | 471% 39.7% | 62.9% 57.5% | Low - Medium
Other sources 36.6% 12.3% 9.2% | 12.8% 9.3% 11.4% 9.0%
Broadcast media 34.0% 30.0% 23.3% | 29.6% 22.6% | 30.5% 24.6% | Medium - High
Organizational sources 31.7% 19.6% 18.4% | 19.1% 17.5% | 20.4% 19.8% High

To further test whether there are significant differences either between patient and

3

companion or between current and future, Z-test was run for the comparison between “yes”
proportions and Paired Samples T-test was run for the comparison within each case. Besides, for
variables whose sample size is less than 20, P-value was received from #-score instead of z-score.

Table 33-35 list details about the use of sources and also evaluations of information
qualities for these sources by overall, patient, and companion respectively. Here in hypothesis 3
testing, we only discuss the source use, but leave the discussions about information quality
evaluations for hypothesis 5 testing.

Table 33 lists the use of sources by overall (both patients and companions). It shows that,

for most of traditional sources listed, the percentage of being cited overall as a future source
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significantly descends from being cited as a current source. These sources include: talking with
physician or physician’s assistant (P = .000), talking with nurse or other health professionals (P =
.000), talking with other patients (P = .003), talking with relatives, friends, and acquaintances (P =
.000), medical leaflets or pamphlets (P = .000), books (P = .001), TV/radio (P = .033),
newspapers/magazines (P = .003), audio/video tapes (P = .042), and films/movies (P = .038).
While for those newer sources, it depends. For email, the percentage of it being cited as a future
source ascends in general from being cited as a current source. However, the use of the Internet or
medical websites seems to decline in the future (P =.031).

Table 34 lists the use of sources by patients only. It also shows that, for most of traditional
sources listed, the percentage of being cited by patients as a future source significantly descends
from being cited as a current source, which agrees with the overall. These sources include: talking
with physician or physician’s assistant (P = .000), talking with nurse or other health professionals
(P =.000), talking with other patients (P = .026), talking with relatives, friends, and acquaintances
(P =.000), medical leaflets or pamphlets (P = .004), books (P = .021), newspapers/magazines (P =
.020). However, unlike the overall, patients seem to reduce the use of those newer sources (such as
emails and the Internet) in the future.

Table 35 lists the use of sources by companions only. It agrees with the previous two tables
that, for most of traditional sources listed, the percentage of being cited as a future source
significantly descends from being cited as a current source. These sources include: talking with
physician or physician’s assistant (P = .000), talking with nurse or other health professionals (P =
.001), talking with other patients (P = .029), talking with relatives, friends, and acquaintances (P =
.000), medical leaflets or pamphlets (P = .003), books (P = .006), newspapers/magazines (P =

.030). For those newer sources, companions seem to agree with patients in reducing the use of the
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Internet. However, companions seem to increase the use of emails in the future, especially emails

from other patients (P = .020).
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Table 33: Overall Use and Evaluation of Medical Information Sources

Current Future Current vs. Future
Sources Yes % Quality Level Yes % Quality Level Yes % Quality Level Differences
N=424 N Scale % N=424 N Scale Yo Differences Z-test Paired Sample T-test
1 Talking with 97.2% 410 Very Poor=1 0.2% 84.0% 358 Very Poor=1 0.0% N 424 354
Physician or Poor=2 0.0% Poor=2 0.0% Mean -13.2% 0.17 0.14
Physician's Below Average =3 1.0% Below Average =3 0.0% Sig. .000 .004 .000
Assistant Average =4 4.9% Average =4 3.4%
Good=5 15.1% Good=5 12.3%
Very Good =6 28.0% Very Good =6 26.5%
Excellent =7 50.7% Excellent=7 57.8%
Mean 6.22 Mean 6.39
2 Talking with 83.7% 353 Very Poor=1 0.0% 69.6% 300 Very Poor=1 0.0% N 424 294
Nurse or Poor=2 0.6% Poor=2 0.0% Mean -141% 0.14 0.13
Other Health Below Average =3 0.8% Below Average =3 1.0% Sig. .000 .037 .000
Professionals Average=4 7.1% Average =4 6.7%
Good =5 20.1% Good=5 14.3%
Very Good =6 31.7% Very Good =6 32.0%
Excellent=7 39.7% Excellent=7 46.0%
Mean 6.01 Mean 6.15
3 Talking with a 13.9% 63 Very Poor=1 7.9% 14.4% 60 Very Poor=1 33% N 424 39
Support Group Poor=2 3.2% Poor=2 1.7% Mean 0.5% 0.50 0.21
Below Average =3  9.5% Below Average =3 6.7% Sig. 421 .047 .019
Average =4 27.0% Average =4 20.0%
Good =5 20.6% Good =5 23.3%
Very Good =6 9.5% Very Good =6 21.7%
Excellent =7 22.2% Excellent=7 23.3%
Mean 4.67 Mean 5.17
4 Talking with 49.1% 204 Very Poor=1 1.0% 39.9% 171 Very Poor=1 0.6% N 424 157
Other Patients Poor=2 4.9% Poor=2 1.8% Mean -9.2% 0.19 0.06
Below Average =3  6.4% Below Average =3 4.7% Sig. .003  .090 .250
Average =4 23.5% Average =4 26.3%
Good =5 25.5% Good =5 24.0%
Very Good =6 20.1% Very Good =6 21.1%
Excellent=7 18.6% Excellent=7 21.6%
Mean 5.02 Mean 5.21
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(Table 33 Continued: Overall Use and Evaluation of Medical Information Sources)

Current Future Current vs. Future
Sources (Continued) Yes % Quality Level Yes % Quality Level Yes % Quality Level Differences
N=424 N Scale % N=424 N Scale Yo Differences Z-test Paired Sample T-test
5 Talking with 66.7% 281 Very Poor=1 2.8% 47.9% 208 Very Poor=1 0.0% N 424 203
Relatives, Poor=2 6.8% Poor=2 5.8% Mean -18.8% 0.20 0.09
Friends, and Below Average =3 10.3% Below Average =3 11.1% Sig. .000 .082 .053
Acquaintances Average =4 20.3% Average =4 20.2%
Good =5 25.3% Good =5 25.0%
Very Good =6 12.8% Very Good =6 12.0%
Excellent=7 21.7% Excellent =7 26.0%
Mean 4.84 Mean 5.04
6 Email from 9.0% 36 Very Poor=1 2.8% 9.7% 41 Very Poor=1 0.0% N 424 31
Physician or Poor=2 2.8% Poor=2 2.4% Mean 0.7% 0.35 0.03
Physician's Below Average =3 2.8% Below Average =3 0.0% Sig. 363 .123 .787
Assistant Average=4 11.1% Average =4 7.3%
Good=5 11.1% Good =5 12.2%
Very Good =6 36.1% Very Good =6 39.0%
Excellent=7 33.3% Excellent=7 39.0%
Mean 5.67 Mean 6.02
7 Email from 6.6% 24 Very Poor=1 4.2% 6.8% 26 Very Poor=1 0.0% N 424 16
Nurse or Poor=2 0.0% Poor=2 0.0% Mean 0.2% 0.52 0.19
Other Health Below Average =3 4.2% Below Average =3 0.0% Sig. 444 074 .456
Professionals Average =4 8.3% Average =4 7.7%
Good=5 16.7% Good=5 7.7%
Very Good =6 29.2% Very Good =6 38.5%
Excellent=7 37.5% Excellent=7 46.2%
Mean 5.71 Mean 6.23
8 Email or 4.7% 20 Very Poor=1 5.0% 5.0% 21 Very Poor=1 0.0% N 424 16
Chat-room Poor=2 5.0% Poor=2 4.8% Mean 0.3% 0.58 0.25
with a Support Below Average =3 10.0% Below Average =3 4.8% Sig. 436 125 .216
Group Average =4 25.0% Average =4 19.0%
Good =5 15.0% Good =5 19.0%
Very Good =6 20.0% Very Good =6 23.8%
Excellent =7 20.0% Excellent=7 28.6%
Mean 4.8 Mean 5.38
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(Table 33 Continued: Overall Use and Evaluation of Medical Information Sources)

Current Future Current vs. Future
Sources (Continued) Yes % Quality Level Yes % Quality Level Yes % Quality Level Differences
N=424 N Scale % N=424 N Scale Yo Differences Z-test Paired Sample T-test
9 Email or 3.1% 13 Very Poor=1 7.7% 42% 16 Very Poor=1 0.0% N 424 10
Chat-room Poor=2 0.0% Poor=2 0.0% Mean 1.1% 0.89 0.40
with Other Below Average =3 15.4% Below Average =3 6.3% Sig. 181 .075* .223
Patients Average =4 15.4% Average =4 12.5%
Good =5 15.4% Good=5 12.5%
Very Good =6 23.1% Very Good =6 31.3%
Excellent=7 23.1% Excellent=7 37.5%
Mean 4.92 Mean 5.81
10 Email from 16.0% 67 Very Poor=1 3.0% 14.4% 63 Very Poor=1 1.6% N 424 57
Relatives, Poor=2 10.4% Poor=2 9.5% Mean -1.6% 0.18 0.11
Friends, and Below Average =3  6.0% Below Average =3 1.6% Sig. 251 .261 .000
Acquaintances Average =4 20.9% Average =4 22.2%
Good =5 23.9% Good =5 28.6%
Very Good =6 16.4% Very Good =6 15.9%
Excellent=7 19.4% Excellent=7 20.6%
Mean 4.79 Mean 4.97
11 Educational 9.2% 40 Very Poor=1 25% 104% 45 Very Poor=1 0.0% N 424 30
Programs Poor=2 2.5% Poor=2 0.0% Mean 1.2% 0.56 0.30
by HMO or Below Average =3 15.0% Below Average =3 8.9% Sig. 281  .044 .071
Hospital Average =4 5.0% Average =4 6.7%
Good =5 22.5% Good=5 17.8%
Very Good =6 20.0% Very Good =6 20.0%
Excellent=7 32.5% Excellent=7 46.7%
Mean 5.33 Mean 5.89
12 National/Local 15.1% 63 Very Poor=1 1.6% 13.2% 57 Very Poor=1 0.0% N 424 47
Medical Poor=2 1.6% Poor=2 0.0% Mean -1.9% 0.31 0.21
Information Below Average =3 4.8% Below Average =3 1.8% Sig. 215 .084 .049
Services Average=4 7.9% Average =4 8.8%
Good =5 23.8% Good=5 21.1%
Very Good =6 25.4% Very Good =6 26.3%
Excellent =7 34.9% Excellent=7 42.1%
Mean 5.67 Mean 5.98
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(Table 33 Continued: Overall Use and Evaluation of Medical Information Sources)

Current Future Current vs. Future
Sources (Continued) Yes % Quality Level Yes % Quality Level Yes % Quality Level Differences
N=424 N Scale % N=424 N Scale Yo Differences Z-test Paired Sample T-test
13 Medical 54.7% 227 Very Poor=1 0.9% 41.7% 180 Very Poor=1 0.0% N 424 177
Leaflets Poor=2 0.9% Poor=2 0.0% Mean -13.0% 0.33 0.18
or Pamphlets Below Average =3 3.5% Below Average =3 2.2% Sig. .000 .002 .000
Average =4 13.7% Average =4 11.7%
Good =5 26.0% Good=5 18.9%
Very Good =6 30.0% Very Good =6 32.8%
Excellent =7 25.0% Excellent =7 34.4%
Mean 5.53 Mean 5.86
14 Narratives 17.0% 70 Very Poor=1 29% 14.9% 65 Very Poor=1 0.0% N 424 54
Poor=2 2.9% Poor=2 1.5% Mean -21% 0.27 0.11
Below Average =3 7.1% Below Average =3 7.7% Sig. 201 132 .224
Average =4 18.6% Average =4 12.3%
Good=5 18.6% Good =5 27.7%
Very Good =6 31.4% Very Good =6 26.2%
Excellent=7 18.6% Excellent=7 24.6%
Mean 5.16 Mean 5.43
15 Message 6.6% 29 Very Poor=1 3.4% 59% 26 Very Poor=1 0.0% N 424 23
Board Poor=2 3.4% Poor=2 0.0% Mean -0.7% 0.37 0.30
Below Average =3  3.4% Below Average =3 3.8% Sig. 334 169 129
Average =4 27.6% Average =4 19.2%
Good =5 10.3% Good =5 26.9%
Very Good =6 27.6% Very Good =6 19.2%
Excellent=7 24.1% Excellent=7 30.8%
Mean 5.17 Mean 5.54
16 Books 51.7% 215 Very Poor=1 0.9% 40.8% 175 Very Poor=1 0.0% N 424 167
Poor=2 2.3% Poor=2 1.1% Mean -10.9% 0.22 0.11
Below Average =3 2.3% Below Average =3 2.3% Sig. .001 .034 .041
Average =4 11.2% Average =4 6.9%
Good =5 23.3% Good =5 26.3%
Very Good =6 32.6% Very Good =6 28.6%
Excellent =7 27.4% Excellent =7 34.9%
Mean 5.61 Mean 5.83
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(Table 33 Continued: Overall Use and Evaluation of Medical Information Sources)

Current Future Current vs. Future
Sources (Continued) Yes % Quality Level Yes % Quality Level Yes % Quality Level Differences
N=424 N Scale % N=424 N Scale Yo Differences Z-test Paired Sample T-test
17 Medical 224% 94 Very Poor=1 0.0% 20.3% 88 Very Poor=1 0.0% N 424 74
Journals Poor=2 0.0% Poor=2 0.0% Mean -21% 0.1 0.07
Below Average =3 1.1% Below Average =3 1.1% Sig. 227 .227 .254
Average =4 8.5% Average =4 6.8%
Good =5 21.3% Good=5 15.9%
Very Good =6 31.9% Very Good =6 36.4%
Excellent=7 37.2% Excellent =7 39.8%
Mean 5.96 Mean 6.07
18 Internet or 46.2% 194 Very Poor=1 0.5% 39.9% 171 Very Poor=1 0.0% N 424 159
Medical Poor=2 0.0% Poor=2 0.6% Mean -6.3% 0.08 0.04
Websites Below Average =3 1.0% Below Average =3 1.2% Sig. .031 251 .329
Average =4 13.4% Average =4 11.7%
Good =5 27.8% Good =5 26.9%
Very Good =6 22.7% Very Good =6 21.6%
Excellent=7 34.5% Excellent=7 38.0%
Mean 5.74 Mean 5.82
19 Telephone 6.8% 30 Very Poor=1 3.3% 52% 21 Very Poor=1 0.0% N 424 19
or Helpline Poor=2 3.3% Poor=2 4.8% Mean -1.6% 0.50 0.05
Below Average =3 3.3% Below Average =3 0.0% Sig. 156 .109 772
Average =4 10.0% Average =4 9.5%
Good =5 30.0% Good =5 14.3%
Very Good =6 20.0% Very Good =6 28.6%
Excellent=7 30.0% Excellent=7 42.9%
Mean 5.4 Mean 5.9
20 TV/Radio 271% 114 Very Poor=1 2.6% 21.7% 96 Very Poor=1 3.1% N 424 93
Poor=2 7.0% Poor=2 7.3% Mean -5.4% 0.10 0.12
Below Average =3 12.3% Below Average =3 9.4% Sig. .033 316 124
Average =4 32.5% Average =4 29.2%
Good =5 21.9% Good =5 25.0%
Very Good =6 11.4% Very Good =6 12.5%
Excellent=7 12.3% Excellent=7 13.5%
Mean 4.47 Mean 4.57
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(Table 33 Continued: Overall Use and Evaluation of Medical Information Sources)

Current Future Current vs. Future
Sources (Continued) Yes % Quality Level Yes % Quality Level Yes % Quality Level Differences
N=424 N Scale % N=424 N Scale Yo Differences Z-test Paired Sample T-test
21 Newspapers 37.5% 158 Very Poor=1 25% 28.5% 127 Very Poor=1 1.6% N 424 121
/Magazines Poor=2 1.9% Poor=2 1.6% Mean -9.0% 0.12 0.09
Below Average =3 8.9% Below Average =3 6.3% Sig. .003 224 .021
Average =4 25.9% Average =4 26.0%
Good =5 30.4% Good =5 32.3%
Very Good =6 17.1% Very Good =6 18.9%
Excellent=7 13.3% Excellent=7 13.4%
Mean 4.84 Mean 4.96
22 Audio/Video 8.7% 38 Very Poor=1 2.6% 5.7% 24 Very Poor=1 42% N 424 21
Tapes Poor=2 2.6% Poor=2 0.0% Mean -3.0% -0.12 0.05
Below Average =3 2.6% Below Average =3 4.2% Sig. .042 378 .666
Average =4 26.3% Average =4 20.8%
Good=5 18.4% Good =5 25.0%
Very Good =6 15.8% Very Good =6 29.2%
Excellent=7 31.6% Excellent=7 16.7%
Mean 5.29 Mean 5.17
23 Films/Movies 9.7% 42 Very Poor=1 2.4% 6.4% 29 Very Poor=1 34% N 424 26
Poor=2 2.4% Poor=2 3.4% Mean -3.3% 0.05 0.15
Below Average =3 11.9% Below Average =3 3.4% Sig. .038  .448 .294
Average =4 14.3% Average =4 20.7%
Good =5 23.8% Good=5 17.2%
Very Good =6 16.7% Very Good =6 27.6%
Excellent=7 28.6% Excellent=7 24.1%
Mean 5.19 Mean 5.24

* P value from t-score when either one of the two sample sizes is less than 20.
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Table 34: Patient’s Use and Evaluation of Medical Information Sources

Current Future Current vs. Future
Patient Sources Yes % Quality Level Yes % Quality Level Yes % Quality Level Differences
N=257 N Scale % N=257 N Scale % Differences Z-test Paired Sample T-test
1 Talking with 98.1% 250 Very Poor=1 0.0% 85.2% 220 Very Poor=1 0.0% N 257 219
Physician or Poor=2 0.0% Poor=2 0.0% Mean -12.9%  0.16 0.13
Physician's Below Average =3 1.2% Below Average =3 0.0% Sig. .000 .023 .002
Assistant Average =4 4.8% Average =4 3.2%
Good =5 12.4% Good =5 10.0%
Very Good =6 26.8% Very Good =6 25.0%
Excellent =7 54.8% Excellent=7 61.8%
Mean 6.29 Mean 6.45
2 Talking with 83.7% 215 Very Poor=1 0.0% 69.3% 182 Very Poor=1 0.0% N 257 180
Nurse or Poor=2 0.0% Poor=2 0.0% Mean -144%  0.15 0.13
Other Health Below Average =3 0.5% Below Average =3 0.5% Sig. .000 .056 .002
Professionals Average =4 6.5% Average =4 6.6%
Good =5 20.0% Good=5 12.1%
Very Good =6 33.0% Very Good =6 33.0%
Excellent=7 40.0% Excellent=7 47.8%
Mean 6.06 Mean 6.21
3 Talking with a 16.3% 44 Very Poor=1 6.8% 14.8% 38 Very Poor=1 2.6% N 257 28
Support Group Poor=2 4.5% Poor=2 2.6% Mean -1.5%  0.41 0.29
Below Average =3 9.1% Below Average=3 7.9%  Sig. 312 134 .018
Average =4 29.5% Average =4 26.3%
Good =5 20.5% Good=5 21.1%
Very Good=6 6.8% Very Good =6 13.2%
Excellent=7 22.7% Excellent=7 26.3%
Mean 4.64 Mean 5.05
4 Talking with 51.8% 130 Very Poor=1 0.0% 43.2% 111 Very Poor=1 0.0% N 257 105
Other Patients Poor=2 3.8% Poor=2 1.8% Mean -8.6%  0.11 0.04
Below Average =3  5.4% Below Average =3 3.6% Sig. .026 .258 519
Average =4 25.4% Average =4 28.8%
Good =5 25.4% Good =5 23.4%
Very Good =6 20.0% Very Good =6 19.8%
Excellent =7 20.0% Excellent =7 22.5%
Mean 5.12 Mean 5.23
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(Table 34 Continued: Patient’s Use and Evaluation of Medical Information Sources)

Patient Sources CurrenF Future. Current vs. Fl.Jture .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=257 N Scale % N=257 N Scale % Differences Z-test Paired Sample T-test
5 Talking with 65.8% 166 Very Poor=1 3.0% 47.5% 124 Very Poor=1 0.0% N 257 122
Relatives, Poor=2 7.2% Poor=2 6.5% Mean -18.3% 0.14 0.07
Friends, and Below Average =3  9.0% Below Average =3 9.7%  Sig. .000 .227 .304
Acquaintances Average =4 19.3% Average =4 21.0%
Good =5 25.3% Good =5 27.4%
Very Good =6 14.5% Very Good =6 10.5%
Excellent=7 21.7% Excellent =7 25.0%
Mean 4.87 Mean 5.01
6 Email from 7.8% 19 Very Poor=1 5.3% 7.0% 19 Very Poor=1 0.0% N 257 15
Physician or Poor=2 2.8% Poor=2 0.0% Mean -0.8%  0.53 0.07
Physician's Below Average =3 5.3% Below Average =3 0.0% Sig. .367  .090* 774
Assistant Average=4 5.3% Average =4 0.0%
Good=5 15.8% Good=5 21.1%
Very Good =6 31.6% Very Good =6 36.8%
Excellent=7 36.8% Excellent=7 42.1%
Mean 5.68 Mean 6.21
7 Email from 6.2% 14 Very Poor=1 7.1% 54% 12 Very Poor=1 0.0% N 257 9
Nurse or Poor=2 0.0% Poor=2 0.0% Mean -0.8% 0.96 0.44
Other Health Below Average =3 7.1% Below Average =3 0.0%  Sig. 352 .028* 312
Professionals Average =4 14.3% Average =4 8.3%
Good =5 21.4% Good=5 8.3%
Very Good =6 21.4% Very Good =6 41.7%
Excellent=7 28.6% Excellent=7 41.7%
Mean 5.21 Mean 6.17
8 Email or 51% 13 Very Poor=1 7.7% 43% 12 Very Poor=1 0.0% N 257 11
Chat-room Poor=2 7.7% Poor=2 8.3% Mean -0.8% 0.73 0.36
with a Support Below Average =3  7.7% Below Average =3 0.0% Sig. .337  .150* .221
Group Average =4 23.1% Average =4 16.7%
Good=5 7.7% Good=5 16.7%
Very Good =6 15.4% Very Good =6 16.7%
Excellent =7 30.8% Excellent=7 41.7%
Mean 4.85 Mean 5.58

93



(Table 34 Continued: Patient’s Use and Evaluation of Medical Information Sources)

Patient Sources CurrenF Future. Current vs. Fl.Jture .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=257 N Scale % N=257 N Scale % Differences Z-test Paired Sample T-test
9 Email or 3.5% 9 Very Poor=1 11.1% 2.3% 6 Very Poor=1 0.0% N 257 6
Chat-room Poor=2 0.0% Poor=2 0.0% Mean -1.2% 1.56 0.67
with Other Below Average =3 11.1% Below Average =3 0.0% Sig. 215 .050* .235
Patients Average =4 11.1% Average =4 0.0%
Good=5 11.1% Good=5 0.0%
Very Good =6 22.2% Very Good =6 33.3%
Excellent =7 33.3% Excellent=7 66.7%
Mean 5.11 Mean 6.67
10 Email from 15.2% 38 Very Poor=1 53% 12.1% 32 Very Poor=1 3.1% N 257 31
Relatives, Poor=2 13.2% Poor=2 12.5% Mean -3.1% 0.20 0.23
Friends, and Below Average =3  7.9% Below Average =3 3.1%  Sig. 152 316 147
Acquaintances Average =4 15.8% Average =4 12.5%
Good=5 23.7% Good =5 34.4%
Very Good =6 15.8% Very Good =6 18.8%
Excellent=7 18.4% Excellent=7 15.6%
Mean 4.61 Mean 4.81
11 Educational 9.3% 26 Very Poor=1 3.8% 10.9% 28 Very Poor=1 0.0% N 257 19
Programs Poor=2 0.0% Poor=2 0.0% Mean 1.6% 0.73 0.37
by HMO or Below Average =3 15.4% Below Average =3 7.1%  Sig. 278  .034 149
Hospital Average =4 7.7% Average=4 7.1%
Good=5 23.1% Good=5 17.9%
Very Good =6 23.1% Very Good =6 17.9%
Excellent=7 26.9% Excellent =7 50.0%
Mean 5.23 Mean 5.96
12 National/Local 14.8% 36 Very Poor=1 28% 12.1% 32 Very Poor=1 0.0% N 257 27
Medical Poor=2 0.0% Poor=2 0.0% Mean -2.7%  0.55 0.26
Information Below Average =3 8.3% Below Average =3 0.0% Sig. 181 .039 .148
Services Average =4 13.9% Average =4 12.5%
Good =5 22.2% Good=5 21.9%
Very Good =6 25.0% Very Good =6 25.0%
Excellent =7 27.8% Excellent =7 40.6%
Mean 5.39 Mean 5.94
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(Table 34 Continued: Patient’s Use and Evaluation of Medical Information Sources)

Patient Sources CurrenF Future. Current vs. Fl.Jture .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=257 N Scale % N=257 N Scale % Differences Z-test Paired Sample T-test
13 Medical 50.2% 126 Very Poor=1 1.6% 38.5% 101 Very Poor=1 0.0% N 257 99
Leaflets Poor=2 0.0% Poor=2 0.0% Mean -11.7%  0.39 0.20
or Pamphlets Below Average =3  3.2% Below Average=3 1.0% Sig. .004 .005 .007
Average =4 11.9% Average =4 9.9%
Good =5 25.4% Good=5 17.8%
Very Good =6 32.5% Very Good =6 32.7%
Excellent =7 25.4% Excellent =7 38.6%
Mean 5.59 Mean 5.98
14 Narratives 19.1% 48 Very Poor=1 4.2% 16.0% 42 Very Poor=1 0.0% N 257 36
Poor=2 21% Poor=2 2.4% Mean -3.1% 0.33 0.17
Below Average =3 8.3% Below Average =3 4.8% Sig. 176 136 .183
Average =4 18.8% Average =4 14.3%
Good=5 14.6% Good =5 28.6%
Very Good =6 35.4% Very Good =6 26.2%
Excellent=7 16.7% Excellent=7 23.8%
Mean 5.1 Mean 5.43
15 Message 6.2% 16 Very Poor=1 6.3% 54% 14 Very Poor=1 0.0% N 257 12
Board Poor=2 0.0% Poor=2 0.0% Mean -0.8% 0.48 0.33
Below Average =3  6.3% Below Average =3 0.0% Sig. 352 .150* .339
Average =4 25.0% Average =4 21.4%
Good=5 0.0% Good=5 21.4%
Very Good =6 31.3% Very Good =6 14.3%
Excellent=7 31.3% Excellent=7 42.9%
Mean 5.31 Mean 5.79
16 Books 49.8% 126 Very Poor=1 1.6% 40.9% 106 Very Poor=1 0.0% N 257 103
Poor=2 3.2% Poor=2 0.9% Mean -8.9% 0.25 0.14
Below Average =3 2.4% Below Average =3 3.8% Sig. .021 .064 104
Average =4 11.1% Average =4 4.7%
Good =5 21.4% Good=5 28.3%
Very Good =6 33.3% Very Good =6 28.3%
Excellent =7 27.0% Excellent =7 34.0%
Mean 5.56 Mean 5.81
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(Table 34 Continued: Patient’s Use and Evaluation of Medical Information Sources)

Patient Sources CurrenF Future. Current vs. Fl.Jture .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=257 N Scale % N=257 N Scale % Differences Z-test Paired Sample T-test
17 Medical 21.0% 54 Very Poor=1 0.0% 19.8% 53 Very Poor=1 0.0% N 257 44
Journals Poor=2 0.0% Poor=2 0.0% Mean -1.2%  0.09 0.07
Below Average =3 1.9% Below Average =3 1.9% Sig. 371 .334 372
Average =4 13.0% Average =4 9.4%
Good =5 20.4% Good=5 17.0%
Very Good =6 29.6% Very Good =6 37.7%
Excellent =7 35.2% Excellent =7 34.0%
Mean 5.83 Mean 5.92
18 Internet or 39.3% 99 Very Poor=1 1.0% 33.9% 90 Very Poor=1 0.0% N 257 82
Medical Poor=2 0.0% Poor=2 0.0% Mean -5.4% 0.10 0.07
Websites Below Average =3 1.0% Below Average =3 2.2% Sig. 100 .278 .276
Average =4 13.1% Average =4 11.1%
Good=5 31.3% Good =5 30.0%
Very Good =6 20.2% Very Good =6 20.0%
Excellent=7 33.3% Excellent=7 36.7%
Mean 5.68 Mean 5.78
19 Telephone 7.0% 19 Very Poor=1 5.3% 4.7% 11 Very Poor=1 0.0% N 257 11
or Helpline Poor=2 5.3% Poor=2 9.1% Mean -2.3%  0.53 0.09
Below Average =3 5.3% Below Average =3 0.0% Sig. 129 .150* .676
Average =4 10.5% Average=4 9.1%
Good =5 31.6% Good=5 18.2%
Very Good =6 15.8% Very Good =6 27.3%
Excellent=7 26.3% Excellent=7 36.4%
Mean 5.11 Mean 5.64
20 TV/Radio 26.8% 68 Very Poor=1 4.4% 21.8% 58 Very Poor=1 5.2% N 257 55
Poor=2 5.9% Poor=2 6.9% Mean -5.0% 0.16 0.13
Below Average =3 14.7% Below Average =3 8.6% Sig. .090 .29 .226
Average =4 30.9% Average =4 25.9%
Good=5 19.1% Good=5 24.1%
Very Good =6 10.3% Very Good =6 13.8%
Excellent=7 14.7% Excellent=7 15.5%
Mean 4.44 Mean 4.6
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(Table 34 Continued: Patient’s Use and Evaluation of Medical Information Sources)

Patient Sources CurrenF Futurel Current vs. thure .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=257 N Scale % N=257 N Scale % Differences Z-test Paired Sample T-test
21 Newspapers 37.7% 97 Very Poor=1 41% 29.2% 79 Very Poor=1 2.5% N 257 76
/Magazines Poor=2 2.1% Poor=2 2.5% Mean -85% 0.13 0.11
Below Average =3 10.3% Below Average=3 8.9% Sig. .020 274 .059
Average =4 25.8% Average =4 25.3%
Good =5 27.8% Good=5 27.8%
Very Good =6 18.6% Very Good =6 20.3%
Excellent=7 11.3% Excellent=7 12.7%
Mean 4.72 Mean 4.85
22 Audio/Video 9.3% 26 Very Poor=1 3.8% 6.2% 15 Very Poor=1 0.0% N 257 15
Tapes Poor=2 3.8% Poor=2 0.0% Mean -3.1%  0.02 0.07
Below Average =3 3.8% Below Average =3 6.7% Sig. .093 >.100* .670
Average =4 23.1% Average =4 20.0%
Good=5 11.5% Good =5 20.0%
Very Good =6 19.2% Very Good =6 40.0%
Excellent=7 34.6% Excellent=7 13.3%
Mean 5.31 Mean 5.33
23 Films/Movies 9.7% 26 Very Poor=1 3.8% 58% 16 Very Poor=1 0.0% N 257 14
Poor=2 3.8% Poor=2 6.3% Mean -3.9% 0.30 0.21
Below Average =3 11.5% Below Average =3 0.0% Sig. .050 >.100* 426
Average =4 11.5% Average =4 18.8%
Good =5 23.1% Good=5 18.8%
Very Good =6 23.1% Very Good =6 37.5%
Excellent=7 23.1% Excellent=7 18.8%
Mean 5.08 Mean 5.38

* P value from t-score when either one of the two sample sizes is less than 20.
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Table 35: Companion’s Use and Evaluation of Medical Information Sources

Current Future Current vs. Future
Companion Sources  Yes % Quality Level Yes % Quality Level Yes % Quality Level Differences
N=167 N Scale %o N=167 N Scale % Differences Z-test Paired Sample T-test
1 Talking with 95.8% 160 Very Poor=1 0.6% 82.0% 138 Very Poor=1 0.0% N 167 135
Physician or Poor=2 0.0% Poor=2 0.0% Mean -13.8%  0.18 0.15
Physician's Below Average =3 0.6% Below Average =3 0.0% Sig. .000 .050 .002
Assistant Average =4 5.0% Average =4 3.6%
Good=5 19.4% Good=5 15.9%
Very Good =6 30.0% Very Good =6 29.0%
Excellent =7 44.4% Excellent=7 51.4%
Mean 6.1 Mean 6.28
2 Talking with 83.8% 138 Very Poor=1 0.0% 70.1% 118 Very Poor=1 0.0% N 167 114
Nurse or Poor=2 1.4% Poor=2 0.0% Mean -13.7%  0.14 0.12
Other Health Below Average =3 1.4% Below Average =3 1.7% Sig. .001 149 .004
Professionals Average =4 8.0% Average =4 6.8%
Good =5 20.3% Good=5 17.8%
Very Good =6 29.7% Very Good =6 30.5%
Excellent=7 39.1% Excellent=7 43.2%
Mean 5.93 Mean 6.07
3 Talking with a 10.2% 19 Very Poor=1 10.5% 13.8% 22 Very Poor=1 4.5% N 167 11
Support Group Poor=2 0.0% Poor=2 0.0% Mean 3.6% 0.62 0.00
Below Average =3 10.5% Below Average =3 4.5%  Sig. 156 >.100* >
Average =4 21.1% Average=4 9.1%
Good=5 21.1% Good =5 27.3%
Very Good =6 15.8% Very Good =6 36.4%
Excellent=7 21.1% Excellent=7 18.2%
Mean 4.74 Mean 5.36
4 Talking with 44.9% 74 Very Poor=1 2.7% 34.7% 60 Very Poor=1 1.7% N 167 52
Other Patients Poor=2 6.8% Poor=2 1.7% Mean -10.2%  0.32 0.10
Below Average =3 8.1% Below Average =3 6.7%  Sig. .029 .106 .302
Average =4 20.3% Average =4 21.7%
Good =5 25.7% Good =5 25.0%
Very Good =6 20.3% Very Good =6 23.3%
Excellent=7 16.2% Excellent =7 20.0%
Mean 4.85 Mean 5.17
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(Table 35 Continued: Companion’s Use and Evaluation of Medical Information Sources)

Companion Sources Current. Future . Current vs. Fl.Jture .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=167 N Scale %o N=167 N Scale % Differences Z-test Paired Sample T-test
5 Talking with 68.3% 115 Very Poor=1 2.6% 48.5% 84 Very Poor=1  0.0% N 167 81
Relatives, Poor=2 6.1% Poor=2 4.8% Mean -19.8%  0.31 0.14
Friends, and Below Average =3 12.2% Below Average =3 13.1%  Sig. .000 .085 .070
Acquaintances Average =4 21.7% Average =4 19.0%
Good =5 25.2% Good=5 21.4%
Very Good =6 10.4% Very Good =6 14.3%
Excellent=7 21.7% Excellent =7 27.4%
Mean 4.79 Mean 5.1
6 Email from 10.8% 17 Very Poor=1 0.0% 13.8% 22 Very Poor=1 0.0% N 167 16
Physician or Poor=2 5.9% Poor=2 45% Mean 3.0% 0.21 0.00
Physician's Below Average =3 0.0% Below Average =3 0.0% Sig. .203 >.100* 1.000
Assistant Average =4 17.6% Average =4 13.6%
Good=5 5.9% Good=5 4.5%
Very Good =6 41.2% Very Good =6 40.9%
Excellent=7 29.4% Excellent=7 36.4%
Mean 5.65 Mean 5.86
7 Email from 72% 10 Very Poor=1 0.0% 9.0% 14 Very Poor=1 0.0% N 167 7
Nurse or Poor=2 0.0% Poor=2 0.0% Mean 1.8% -0.11 -0.14
Other Health Below Average =3  0.0% Below Average =3 0.0% Sig. .274 >.100* .356
Professionals Average =4 0.0% Average=4 7.1%
Good =5 10.0% Good=5 7.1%
Very Good =6 40.0% Very Good =6 35.7%
Excellent =7 50.0% Excellent =7 50.0%
Mean 6.4 Mean 6.29
8 Email or 4.2% 7 Very Poor=1 0.0% 6.0% 9 Very Poor=1 0.0% N 167 5
Chat-room Poor=2 0.0% Poor=2 0.0% Mean 1.8% 0.40 0.00
with a Support Below Average =3 14.3% Below Average =3 11.1%  Sig. .227 >.101* **
Group Average =4 28.6% Average =4 22.2%
Good =5 28.6% Good =5 22.2%
Very Good =6 28.6% Very Good =6 33.3%
Excellent=7 0.0% Excellent=7 11.1%
Mean 4.71 Mean 5.11

99



(Table 35 Continued: Companion’s Use and Evaluation of Medical Information Sources)

Companion Sources Current. Future . Current vs. Fl.Jture .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=167 N Scale %o N=167 N Scale % Differences Z-test Paired Sample T-test
9 Email or 2.4% 4 Very Poor=1 0.0% 72% 10 Very Poor=1 0.0% N 167 4
Chat-room Poor=2 0.0% Poor=2 0.0% Mean 48% 0.80 0.00
with Other Below Average =3 25.0% Below Average =3 10.0%  Sig. .020 >.102* **
Patients Average =4 25.0% Average =4 20.0%
Good =5 25.0% Good =5 20.0%
Very Good =6 25.0% Very Good =6 30.0%
Excellent=7 0.0% Excellent =7 20.0%
Mean 4.5 Mean 5.3
10 Email from 17.4% 29 Very Poor=1 0.0% 18.0% 31 Very Poor=1 0.0% N 167 26
Relatives, Poor=2 6.9% Poor=2 6.5% Mean 0.6%  0.10 0.04
Friends, and Below Average =3 3.4% Below Average =3 0.0% Sig. 444 394 .327
Acquaintances Average =4 27.6% Average =4 32.3%
Good =5 24.1% Good =5 22.6%
Very Good =6 17.2% Very Good =6 12.9%
Excellent=7 20.7% Excellent=7 25.8%
Mean 5.03 Mean 5.13
11 Educational 9.0% 14 Very Poor=1 0.0% 9.6% 17 Very Poor=1 0.0% N 167 11
Programs Poor=2 7.1% Poor=2 0.0% Mean 0.6% 0.26 0.18
by HMO or Below Average =3 14.3% Below Average =3 11.8%  Sig. 425 >.100* 167
Hospital Average =4 0.0% Average =4 5.9%
Good=5 21.4% Good=5 17.6%
Very Good =6 14.3% Very Good =6 23.5%
Excellent=7 42.9% Excellent=7 41.2%
Mean 5.5 Mean 5.76
12 National/Local 15.6% 27 Very Poor=1 0.0% 15.0% 25 Very Poor=1 0.0% N 167 20
Medical Poor=2 3.7% Poor=2 0.0% Mean -0.6%  0.00 0.15
Information Below Average =3 0.0% Below Average =3 4.0% Sig. 440 500 .083
Services Average =4 0.0% Average =4 4.0%
Good =5 25.9% Good =5 20.0%
Very Good =6 25.9% Very Good =6 28.0%
Excellent =7 44.4% Excellent=7 44.0%
Mean 6.04 Mean 6.04
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(Table 35 Continued: Companion’s Use and Evaluation of Medical Information Sources)

Companion Sources Current. Future . Current vs. Fl.Jture .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=167 N Scale %o N=167 N Scale % Differences Z-test Paired Sample T-test
13 Medical 61.7% 101 Very Poor=1 0.0% 46.7% 79 Very Poor=1 0.0% N 167 78
Leaflets Poor=2 2.0% Poor=2 0.0% Mean -15.0%  0.28 0.14
or Pamphlets Below Average =3 4.0% Below Average =3 3.8% Sig. .003  .100 .015
Average =4 15.8% Average =4 13.9%
Good=5 26.7% Good =5 20.3%
Very Good =6 26.7% Very Good =6 32.9%
Excellent =7 24.8% Excellent=7 29.1%
Mean 5.47 Mean 5.7
14 Narratives 13.8% 22 Very Poor=1 0.0% 13.2% 23 Very Poor=1 0.0% N 167 18
Poor=2 4.5% Poor=2 0.0% Mean -0.6% 0.16 0.00
Below Average =3  4.5% Below Average =3 13.0%  Sig. 436 .348 1.000
Average =4 18.2% Average =4 8.7%
Good =5 27.3% Good =5 26.1%
Very Good =6 22.7% Very Good =6 26.1%
Excellent=7 22.7% Excellent=7 26.1%
Mean 5.27 Mean 5.43
15 Message 72% 13 Very Poor=1 0.0% 6.6% 12 Very Poor=1 0.0% N 167 11
Board Poor=2 7.7% Poor=2 0.0% Mean -0.6% 0.25 0.27
Below Average =3  0.0% Below Average =3 8.3%  Sig. 413 >.100* 192
Average =4 30.8% Average =4 16.7%
Good=5 23.1% Good =5 33.3%
Very Good =6 23.1% Very Good =6 25.0%
Excellent=7 15.4% Excellent=7 16.7%
Mean 5 Mean 5.25
16 Books 54.5% 89 Very Poor=1 0.0% 40.7% 69 Very Poor=1 0.0% N 167 64
Poor=2 1.1% Poor=2 1.4% Mean -13.8% 0.18 0.08
Below Average =3 2.2% Below Average =3 0.0% Sig. .006 .159 167
Average =4 11.2% Average =4 10.1%
Good =5 25.8% Good =5 23.2%
Very Good =6 31.5% Very Good =6 29.0%
Excellent=7 28.1% Excellent=7 36.2%
Mean 5.69 Mean 5.87
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(Table 35 Continued: Companion’s Use and Evaluation of Medical Information Sources)

Companion Sources Current. Future . Current vs. Fl.Jture .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=167 N Scale %o N=167 N Scale % Differences Z-test Paired Sample T-test
17 Medical 24.6% 40 Very Poor=1 0.0% 21.0% 35 Very Poor=1 0.0% N 167 30
Journals Poor=2 0.0% Poor=2 0.0% Mean -3.6% 0.16 0.07
Below Average =3 0.0% Below Average =3 0.0% Sig. 218 .206 .489
Average =4 2.5% Average =4 2.9%
Good =5 22.5% Good=5 14.3%
Very Good =6 35.0% Very Good =6 34.3%
Excellent =7 40.0% Excellent =7 48.6%
Mean 6.13 Mean 6.29
18 Internet or 56.9% 95 Very Poor=1 0.0% 49.1% 81 Very Poor=1 0.0% N 167 77
Medical Poor=2 0.0% Poor=2 1.2% Mean -7.8%  0.05 0.01
Websites Below Average=3 1.1% Below Average =3 0.0% Sig. .076  .386 .829
Average =4 13.7% Average =4 12.3%
Good =5 24.2% Good =5 23.5%
Very Good =6 25.3% Very Good =6 23.5%
Excellent=7 35.8% Excellent=7 39.5%
Mean 5.81 Mean 5.86
19 Telephone 6.6% 11 Very Poor=1 0.0% 6.0% 10 Very Poor=1 0.0% N 167 8
or Helpline Poor=2 0.0% Poor=2 0.0% Mean -0.6%  0.29 0.00
Below Average =3 0.0% Below Average =3 0.0% Sig. 409 >.100* 1.000
Average=4 9.1% Average =4 10.0%
Good =5 27.3% Good =5 10.0%
Very Good =6 27.3% Very Good =6 30.0%
Excellent=7 36.4% Excellent =7 50.0%
Mean 5.91 Mean 6.2
20 TV/Radio 27.5% 46 Very Poor=1 0.0% 21.6% 38 Very Poor=1 0.0% N 167 38
Poor=2 8.7% Poor=2 7.9% Mean -5.9%  0.01 0.11
Below Average =3 8.7% Below Average =3 10.5%  Sig. 102 488 .353
Average =4 34.8% Average =4 34.2%
Good =5 26.1% Good =5 26.3%
Very Good =6 13.0% Very Good =6 10.5%
Excellent=7 8.7% Excellent=7 10.5%
Mean 4.52 Mean 4.53
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(Table 35 Continued: Companion’s Use and Evaluation of Medical Information Sources)

Companion Sources Current. Future . Current vs. thure .
(Continued) Yes % Quality Level Yes % Quality Level 'Yes % Quality Level Differences
N=167 N Scale %o N=167 N Scale % Differences Z-test Paired Sample T-test
21 Newspapers 37.1% 61 Very Poor=1 0.0% 27.5% 48 Very Poor=1 0.0% N 167 45
/Magazines Poor=2 1.6% Poor=2 0.0% Mean -9.6% 0.12 0.07
Below Average =3 6.6% Below Average =3 2.1%  Sig. .030  .291 .183
Average =4 26.2% Average =4 27.1%
Good =5 34.4% Good =5 39.6%
Very Good =6 14.8% Very Good =6 16.7%
Excellent=7 16.4% Excellent=7 14.6%
Mean 5.03 Mean 5.15
22 Audio/Video 7.8% 12 Very Poor=1 0.0% 4.8% 9 Very Poor=1 11.1% N 167 6
Tapes Poor=2 0.0% Poor=2 0.0% Mean -3.0% -0.36 0.00
Below Average =3 0.0% Below Average =3 0.0% Sig. 129 >.100* **
Average =4 33.3% Average =4 22.2%
Good =5 33.3% Good =5 33.3%
Very Good=6 8.3% Very Good=6 11.1%
Excellent=7 25.0% Excellent=7 22.2%
Mean 5.25 Mean 4.89
23 Films/Movies 9.6% 16 Very Poor=1 0.0% 72% 13 Very Poor=1 7.7% N 167 12
Poor=2 0.0% Poor=2 0.0% Mean -2.4% -0.30 0.08
Below Average =3 12.5% Below Average =3 7.7%  Sig. 215 >.100* .339
Average =4 18.8% Average =4 23.1%
Good =5 25.0% Good=5 15.4%
Very Good =6 6.3% Very Good =6 15.4%
Excellent=7 37.5% Excellent =7 30.8%
Mean 5.38 Mean 5.08

* P value from t-score when either one of the two sample sizes is less than 20.

** The t cannot be computed because the standard error of the difference is 0.
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All the above tables and tests were done regarding either patients or companions as a whole
group, but we still do not know whether there are significant differences between a patient and
his/her paired companion in using these sources. Therefore, Paired Samples T-test was run within
each paired case for both current and future sources (See Table 36). It shows that: 1) for current
sources, no big difference was found between paired patients and companions, except that medical
leaflets or pamphlets (P = .009) and the Internet or medical websites (P = .000) were found more
frequently used by companions in the past; 2) for future sources, no big difference was found
either, except that emails from physician or physician’s assistant (P = .004) and the Internet or

medical websites (P = .000) were found more probably used by companions in the future.

Table 36: Paired Samples T-test for Use of Sources (Patient vs. Companion)

Patient vs. Companion (Paired)
Sources Current (N=166) | Future (N=166)
Sig. (2-tailed) | Sig. (2-tailed)
1 Talking w ith Physician or Physician's Assistant .158 .183
2 Talking w ith Nurse or Other Health Professionals 725 .702
3 Talking w ith a Support Group .836 .733
4 Talking w ith Other Patients 134 .102
5 Talking w ith Relatives, Friends, and Acquaintances 782 .692
6 Email from Physician or Physician's Assistant 109 .004
7 Email from Nurse or Other Health Professionals 1.000 .253
8 Email or Chat-room w ith a Support Group .740 407
9 Email or Chat-room w ith Other Patients .258 .052
10 Email from Relatives, Friends, and Acquaintances .305 .063
11 Educational Programs by HMO or Hospital 469 671
12 National/Local Medical Information Services 614 A7
13 Medical Leaflets or Pamphlets .009 .090
14 Narratives 494 .386
15 Message Board .565 782
16 Books .066 .537
17 Medical Journals .069 .309
18 Internet or Medical Websites .000 .000
19 Telephone or Helpline .809 619
20 TV/Radio .309 529
21 New spapers /Magazines 319 .509
22 Audio/Video Tapes .809 1.000
23 Films/Movies .671 440
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Table 37-39 lists the rankings of the websites according to the percentage of use or
potential use by the overall (See Table 37), patients (See Table 38), and companions (See Table
39). It seems that National Cancer Institute, American Cancer Society, and search engines are
always the top 3 most frequently used websites by both patients and companions. Generally
speaking, both patients and companions will visit more various websites in the future than in the

past.

Table 37: Overall Websites Ranking

Current Future
Ranking Websites Yes %|Ranking Websites Yes %
1 National Cancer Institute 31.9% 1 National Cancer Institute 31.7%
2 American Cancer Society 30.7% 2 American Cancer Society 31.0%
3 Search Engines 23.6% 3 Search Engines 22.5%
4 WebMD 17.7% 4 CancerTrials 18.2%
5 M.D. Anderson Cancer Center 16.5% 5 National Institute of Health 17.3%
6 National Institute of Health 13.9% 6 WebMD 17.3%
7 CancerTrials 13.5% 7 M.D. Anderson Cancer Center 16.3%
8 Mayo Clinic 13.5% 8 Mayo Clinic 16.1%
9 WebDoctor 10.6% 9 CancerHelp 121%
10 Memorial Sloan-Kettering Cancer C. 7.8% 10 American Society of Clinical Oncologist | 11.6%
11 American Society of Clinical Oncologist 7.3% 11 WebDoctor 11.6%
12 Medicine Online 6.9% 12 Memorial Sloan-Kettering Cancer C. 10.9%
13 CancerHelp 5.9% 13 Medicine Online 9.2%
14 Oncology Online 4.5% 14 Oncology Online 9.0%
15 PubMed 4.3% 15 Cancer Support Netw ork 8.0%
16 Oncolink 3.8% 16 Oncolink 6.9%
17 Cancer Support Netw ork 3.8% 17 PubMed 6.1%
18 PDQ Database 3.3% 18 Onhealth 6.1%
19 PharmWeb 2.8% 19 PDQ Database 5.7%
20 Onhealth 2.4% 20 PharmWeb 5.0%
21 CenterWatch 0.5% 21 CenterWatch 4.5%
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Table 38: Patient Websites Ranking

Current Future
Ranking Websites Yes %|Ranking Websites Yes %
1 National Cancer Institute 29.7% 1 National Cancer Institute 29.3%
2 American Cancer Society 27.3% 2 American Cancer Society 28.5%
3 Search Engines 18.8% 3 Search Engines 16.4%
4 WebMD 14.8% 4 M.D. Anderson Cancer Center 14.8%
5 M.D. Anderson Cancer Center 14.5% 5 CancerTrials 14.5%
6 Mayo Clinic 121% 6 Mayo Clinic 13.3%
7 CancerTrials 11.3% 7 WebMD 13.3%
8 National Institute of Health 10.9% 8 National Institute of Health 12.9%
9 WebDoctor 9.0% 9 CancerHelp 10.5%
10 Memorial Sloan-Kettering Cancer C. 7.4% 10 WebDoctor 9.4%
11 CancerHelp 6.3% 11 American Society of Clinical Oncologist 9.0%
12 Medicine Online 5.9% 12 Memorial Sloan-Kettering Cancer C. 8.2%
13 American Society of Clinical Oncologist 5.5% 13 Oncology Online 7.8%
14 Oncolink 4.3% 14 Medicine Online 5.9%
15 Oncology Online 3.9% 15 Oncolink 5.5%
16 PubMed 3.5% 16 Cancer Support Netw ork 51%
17 PDQ Database 2.7% 17 PDQ Database 4.7%
18 Cancer Support Netw ork 2.7% 18 PubMed 4.3%
19 PharmWeb 2.7% 19 CenterWatch 3.1%
20 Onhealth 1.6% 20 Onhealth 2.7%
21 CenterWatch 0.4% 21 PharmWeb 2.7%
Table 39: Companion Websites Ranking
Current Future

Ranking Websites Yes %| Ranking Websites Yes %
1 American Cancer Society 35.9% 1 National Cancer Institute 35.3%
2 National Cancer Institute 35.3% 2 American Cancer Society 34.7%
3 Search Engines 31.1% 3 Search Engines 31.7%
4 WebMD 22.2% 4 National Institute of Health 24.0%
5 M.D. Anderson Cancer Center 19.8% 5 CancerTrials 24.0%
6 National Institute of Health 18.6% 6 WebMD 23.4%
7 CancerTrials 16.8% 7 Mayo Clinic 20.4%
8 Mayo Clinic 15.6% 8 M.D. Anderson Cancer Center 18.6%
9 WebDoctor 13.2% 9 American Society of Clinical Oncologist | 15.6%
10 American Society of Clinical Oncologist | 10.2% 10 Memorial Sloan-Kettering Cancer C. 15.0%
11 Memorial Sloan-Kettering Cancer C. 8.4% 11 WebDoctor 15.0%
12 Medicine Online 8.4% 12 CancerHelp 14.4%
13 CancerHelp 5.4% 13 Medicine Online 14.4%
14 Cancer Support Netw ork 5.4% 14 Cancer Support Netw ork 12.6%
15 Oncology Online 5.4% 15 Onhealth 11.4%
16 PubMed 5.4% 16 Oncology Online 10.8%
17 PDQ Database 4.2% 17 Oncolink 9.0%
18 Onhealth 3.6% 18 PubMed 9.0%
19 Oncolink 3.0% 19 PharmWeb 8.4%
20 PharmWeb 3.0% 20 PDQ Database 7.2%
21 CenterWatch 0.6% 21 CenterWatch 6.6%
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Hypothesis 4

The fourth hypothesis proposed that there is a significant relation between patients’
demographics and their preferences of medical information sources in the past (H4Pa), and
demographics can be used as a predictor for patients’ preferences of medical information sources
in the future (H4Pb). It also proposed that there is a significant relation between companions’
demographics and their preferences of medical information sources in the past (H4Ca), and
demographics can be used as a predictor for companions’ preferences of medical information
sources in the future (H4Cb).

To test the hypothesis, One-Way ANOVA was run for both current and future sources by
the overall, patients, and companions, with all the demographic information as potential predictors
(See Table 41-46). For those variables showing statistic significance, Means Plot was run after
each ANOVA table to help see how the factor influences the use of sources (See Figure 13-80).

Table 41-43 list the ANOVA results for current sources:

On the whole (See Table 41 and Figure 13-24), gender, age, race, education, working
status, household income, computer ownership, and Internet access availability have certain
predicting power for the overall current use of sources; and cancer type, stage, marital status, and
having children or not have some but not strong power. It was found that in the past: 1) people with
education degrees lower than graduate or professional seemed to talk with physicians or
physicians’ assistants more often than those with graduate or professional degrees; 2) people with
higher household income, who have children, and have Internet accesses seemed to talk with
nurses or other health professionals more often than other patients or companions; 3) people who
are in breast cancer group, younger than 65, and with higher household income seemed to talk with

other patients the most, while those who are in head-neck or “other” cancer group, older than 65,
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and with lower household income seemed to talk with other patients much less; 4) people who are
female and younger than 50 seemed to talk with relatives, friends, and acquaintances more often
than who are males and older than 50; 5) people who own computers, have Internet accesses, and
with higher household income seemed to use emails more often than other people to communicate
with physicians or physicians’ assistants; 6) people who are younger than 50, with higher
education degrees and higher household income, and who own computers and have Internet
accesses seemed to use emails more often than other people to communicate with relatives, friends,
and acquaintances; 7) people with graduate or professional degrees, and household income ranged
from $50,000 to $74,999 seemed to attend educational programs by HMO or hospitals more often
than other people; 8) people who are receiving treatments, and with household income higher than
$74,999 seemed to go for national/local medical information services more often than other
people; 9) people who are in breast, gynecological, and H.M. cancer groups, and who are female,
with higher education degrees, own computers, and have Internet accesses seemed to get
information from medical leaflets or pamphlets more often than other people; 10) people who are
younger than 50 seemed to get information from narratives more often than other people; 11)
people who are female, with higher education degrees, and have Internet accesses seemed to read
books for medical information more often than other people, while those who are retired seemed
not to read books for medical information; 12) people who are in breast and H.M. cancer groups,
and who are female and with higher education degrees seemed to go for medical journals quite a
lot, but those who are retired almost did not; 13) people who are younger, with higher education
degrees and higher household income, and own computers and Internet accesses seemed to visit
Internet or medical websites quite often but other people seldom did; 14) people who are single,

divorced, or widowed seemed to use telephone or helpline more often than those who are married
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or in regular partnership; 15) people who are female, with household income ranged from $25,000
to $49,000, and who do not own computers seemed to go TV/radio for medical information; 16)
people who are female and in breast cancer group seemed to read newspapers/magazines for
medical information more often than other people; 17) and finally, people who are younger seemed
to get information from the movies more often than the older people.

For patients (See Table 42 and Figure 25-34), cancer type, age, race, education, computer
ownership, and Internet access availability have certain predicting power for the patient current use
of sources; and gender, stage, working status, and household income have some but not strong
power. It was found that in the past: 1) patients who own computers and have Internet accesses
seemed to talk with nurses or other health professionals more often than those who do not; 2)
patients who are in breast and gynecological cancer group, younger than 65, and who own
computers and have Internet accesses seemed to talk with other patients more often than other
patients; 3) patients who have Internet accesses seemed to use emails more often than other
patients to communicate with nurses or other health professionals; 4) the younger the patients, the
more often they used emails or chat-rooms with other patients; 5) patients who own computers,
have Internet accesses, and with higher household income seemed to use emails more often than
other patients to communicate with relatives, friends, and acquaintances; 6) patients with higher
education degrees, and those who own computers seemed to attend educational programs by HMO
or hospitals more often than other patients; 7) patients who are female, in breast and gynecological
cancer groups, receiving treatments, with higher household income, own computers, and have
Internet accesses seemed to go for national/local medical information services more often than
other patients; 8) patients who are in breast, gynecological, and H.M. cancer groups, and who are

female, younger, with higher education degrees, own computers, and have Internet accesses
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seemed to get information from medical leaflets or pamphlets more often than other patients; 9)
patients who are in breast, gynecological, and lung cancer groups seemed to get information from
narratives more often than other cancer groups; 10) patients who are female, younger, with higher
education degrees, and have Internet accesses seemed to read books for medical information more
often than other patients, while those who are retired seemed not to read books for medical
information; 11) patients who are female, in breast cancer group, with higher education degrees,
and own computers seemed to go for medical journals quite a lot; 12) patients who are younger, in
breast cancer group, with higher education degrees and higher household income, non-retired, and
own computers and Internet accesses seemed to visit Internet or medical websites quite often but
other patients seldom did; 13) patients whose household income ranged from $25,000 to $49,000
seemed to go TV/radio for medical information; 14) patients who are in breast cancer group and in
follow-up seemed to read newspapers/magazines for medical information more often than other
patients; 15) and finally, patients who are younger seemed to get information from the movies
more often than the older patients.

For companions (See Table 43 and Figure 35-44), cancer type of paired patients, gender,
age, education, working status, marital status, having children or not, computer ownership, and
Internet access availability have some power on the companion current use of sources. It was
found that in the past: 1) male companions seemed to talk with physicians or physicians’ assistants
more often than female companions; 2) companions who are in gynecological, H.M., and lung
cancer groups seemed to talk with a support group more often than other cancer groups, and
companions in breast and head-neck cancer groups seemed not to talk with a support group at all;
3) companions who are in breast, G.I., and H.M. cancer groups seemed to talk with other patients

the most, while those who are in head-neck and “other” cancer group seemed to talk with other
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patients much less; 4) companions who are female, younger, in full-time sick leave or unemployed
seemed to talk with relatives, friends, and acquaintances more often; 5) companions who have
higher household income, own computers and have Internet accesses seemed to use emails more
often than other companions to communicate with relatives, friends, and acquaintances; 6)
companions who are older than 65 and in full-time sick leave seemed to attend educational
programs by HMO or hospitals more often than other companions; 7) companions who do not
have children seemed to go for medical journals quite a lot; 8) companions who are younger, with
higher education degrees, own computers and have Internet accesses seemed to visit Internet or
medical websites quite often but other companions seldom did; 9) companions who are single,
divorced, or widowed seemed to use telephone or helpline more often than those who are married
or in regular partnership; 10) companions who are female seemed to go TV/radio for medical
information; 11) companions who own computers seemed to read newspapers/magazines for
medical information more often than those who do not; 12) and finally, companions who are
younger and do not have children seemed to get information from the movies more often than
other companions.

Table 44-46 list the ANOVA results for future sources:

On the whole (See Table 44 and Figure 45-57), gender, age, race, education, working
status, household income, computer ownership, and Internet access availability have certain
predicting power for the overall future use of sources; and cancer type, stage, marital status, and
having children or not have some but not strong power. It was found that in the future: 1) people
aged from 50 to 65, with higher education degrees and higher household income, have children,
and have Internet accesses seem more probable to talk with nurses or other health professionals; 2)

people who are female seem more probable to talk with other patients; 3) people who are female
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and younger seem more probable to talk with relatives, friends, and acquaintances; 4) people who
are still working, own computers, and have Internet accesses seem more probable to use emails to
communicate with physicians or physicians’ assistants; 5) people who are female, younger, single,
divorced, or widowed seem more probable to use emails to communicate with a support group; 6)
people who are younger people who are younger, still working, and have no insurance seem more
probable to use emails to communicate with other patients; 7) people who are female, younger,
with higher education degrees and higher household income, own computers and have Internet
accesses seem more probable to use emails to communicate with relatives, friends, and
acquaintances; 8) people who are female and with graduate or professional degrees seem more
probable to attend educational programs by HMO or hospitals, while people in U.G. cancer group
seem not probable to attend; 9) people who are receiving treatments, with higher education degrees
and higher household income, own computers and have Internet accesses seem more probable to
go for national/local medical information services; 10) people who are female, younger, with
higher education degrees, and have Internet accesses seem more probable to get information from
medical leaflets or pamphlets; 11) people who are younger seem more probable to get information
from narratives; 12) people who are female seem more probable to use message board to get
information; 13) people who are female, with higher education degrees, single, and have Internet
accesses seem more probable to read books for medical information; 14) people who are in breast
and H.M. cancer groups, female, with higher education degrees, and have Internet access seem
more probable to go for medical journals; 15) people who are in breast cancer group, younger, with
higher education degrees and higher household income, and own computers and Internet accesses
seem more probable to visit Internet or medical websites, while those who are retired seem not

probable to use Internet in the future; 16) people who are female, with household income ranged
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from $25,000 to $49,000 seem more probable to go TV/radio for medical information; 17) people
who are female and in breast cancer group seem more probable to read newspapers/magazines for
medical information; 18) people whose household income ranged from $25,000 to $49,000 seem
more probable to use audio/video tapes for medical information; 19) and finally, people who are
younger seem more probable to get information from the movies than old people.

For patients (See Table 45 and Figure 58-68), cancer type, age, race, education, computer
ownership, and Internet access availability have certain predicting power for the patient future use
of sources; and gender, stage, working status, household income, and having children or not have
some but not strong power. It was found that in the future: 1) patients whose education degrees and
household income are higher seem more probable to talk with nurses or other health professionals;
2) patients who are younger seem more probable to talk with a support group; 3) patients who are
own computers and have Internet accesses seem more probable to talk with other patients, while
patients in U.G. and G.I. cancer groups seem not probable to talk with other patients; 4) patients
who own computers seem more probable to use emails to communicate with physicians or
physicians’ assistants; 5) the younger the patients, the more probable they will use emails or chat-
rooms with other patients; 6) patients who are in breast cancer group, younger, with higher
education degrees and household income, own computers, and have Internet accesses seem more
probable to use emails to communicate with relatives, friends, and acquaintances, while patients in
U.G. cancer group will probably not; 7) patients with higher education degrees seem more
probable to attend educational programs by HMO or hospitals; 8) patients who are receiving
treatments, with higher household income, and have Internet accesses seem more probable to go
for national/local medical information services; 9) patients who have Internet accesses seem more

probable to get information from medical leaflets or pamphlets; 10) patients who are younger, and
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in breast and gynecological cancer groups seem more probable to get information from narratives;
11) patients who are younger seem more probable to use message board for medical information in
the future; 12) patients who are female, in breast cancer group, non-retired, with higher education
degrees, and have Internet accesses seem more probable to read books for medical information; 13)
patients who own higher education degrees and have Internet accesses seem more probable to go
for medical journals; 14) patients who are younger, in breast cancer group, with higher education
degrees and higher household income, non-retired, and own computers and Internet accesses seem
more probable to visit Internet or medical websites; 15) patients whose household income ranged
from $25,000 to $49,000 seem more probable to go TV/radio for medical information; 16) patients
who are in breast cancer group and with high education degrees seem more probable to read
newspapers/magazines for medical information.

For companions (See Table 46 and Figure 69-80), stage, gender, age, race, education,
working status, household income, insurance, marital status, having children or not, computer
ownership, and Internet access availability have some power on the companion future use of
sources. It was found that in the future: 1) companions who are receiving treatments are more
probable to talk with physicians or physicians’ assistants; 2) companions who are receiving
treatments and have higher household income seem more probable to talk with nurses or other
health professionals; 3) companions who are female and receiving treatments seem more probable
to talk with other patients; 4) companions who are female, younger, and non-retired seem more
probable to talk with relatives, friends, and acquaintances; 4) companions who have medical
insurance, single, divorced, or widowed seem more probable to use emails to communicate with a
support group; 5) companions who own computers and have Internet accesses seem more probable

to use emails to communicate with relatives, friends, and acquaintances; 6) companions who are in
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full-time sick leave seem more probable to attend educational programs by HMO or hospitals; 7)
companions who are receiving treatments and with higher household income seem more probable
to go for national/local medical information services; 8) companions who have Internet accesses
seem more probable to get information from medical leaflets or pamphlets; 9) companions who are
receiving treatments and single seem more probable to get information from narratives; 10)
companions who are single seem more probable to use message board to get information; 11)
companions who are single seem more probable to read books for medical information; 12)
companions who do not have children seem more probable to go for medical journals; 13)
companions who are in full-time sick leave, and own computers and Internet accesses seem more
probable to visit Internet or medical websites; 14) companions who are female and do not have
children seem more probable to go TV/radio for medical information; 15) female companions
seem more probable to read newspapers/magazines for medical information; 16) and finally,
companions who are female, single, and do not have children seem more probable to get

information from the movies.
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Table 40: Overall ANOVA for Demographics by Current Sources

Demographics

Current Sources Cancer | Diagnosis | Stage | Gender| Age | Race | Education | Working| Household | Insurance | Marital | Children | Computer | Internet
Type Date Status Income Status Ownership | Access
N=424 N=424 | N=386| N=424 | N=419| N=422] N=418 N=379 N=373 N=408 |N=417] N=421 N=421 N=420
1 Talking with Physician or .464 .561 151 .323] .325] .326 .028 118 217 .543] .820 .924 .056 .050
Physician's Assistant
2 Talking with Nurse or .354 .090| .207 547  .079] .099 169 .539 .024 .976] .063 .009 .099 .019
Other Health Professionals
3 Talking with a Support Group 115 .668| .383 .569| .185| .003 .700 .259 .392 .882| .168 .924 .880 .693
4 Talking with Other Patients 011 212 454 .140] .032 .296 179 .320 .026 430 412 .100 .072 .083
5 Talking with Relatives, .371 .606| .068 .036| .001 .658 .405 .336 187 .691 135 .245 777 .189
Friends, and Acquaintances
6 Email from Physician or .538 .340] .302 176  .367] 511 199 .229 .022 .884| .606 .395 .026 .019
Physician's Assistant
7 Email from Nurse or .665 .151 .208 .619 572 .351 .454 .785 122 .340 .626 .501 .135 .110
Other Health Professionals
8 Email or Chat-room 515 .889| .476 .498| .166] .078 441 .435 .803 432] .163 .932 .163 .138
with a Support Group
9 Email or Chat-room .309 A71 446 927 .126| .034 726 484 .618 525| .156 422 518 470
with Other Patients
10 Email from Relatives, .543 387 .217 .392] .o11 .726 .000 .255 .000 411 .681 .856 .000 .000
Friends, and Acquaintances
11 Educational Programs .090 4571 919 .870| .842| .009 .010 .169 .031 .908| .600 .608 .247 196
by HMO or Hospital
12 National/Local Medical .090 .346| .001 .148| .524] .056 114 .749 .001 457 .785 .990 .081 .054
Information Services
13 Medical Leaflets or Pamphlets .036 .465] .380 .000| .002| .159 .001 .017 211 .639] .702 .388 .004 .000
14 Narratives .015 .580| .667 .286| .0221 135 271 .270 104 .530] .959 447 .498 134
15 Message Board .290 .805] .239 374 .573| .025 .893 513 .853 .812] .078 .834 775 .760
16 Books .062 .680| .225 .004| .056| .028 .000 .000 144 .671 .052 .596 .203 .007
17 Medical Journals .009 .545] .602 .001 .377| .006 .002 .038 .952 .507| .892 189 130 140
18 Internet or Medical Websites .091 .746| .387 .123| .000] .236 .000 .000 .007 .607| .507 .670 .000 .000
19 Telephone or Helpline .588 .988| .377 .149] .985| .000 913 .756 462 .875| .025 443 .275 .622
20 TV/Radio 454 .244] 135 .012| .986| .023 .801 .265 .005 332 .074 413 .019 .322
21 Newspapers /Magazines .027 542  .220 .0371 .502| .009 .062 .846 .082 599  .169 .625 477 .928
22 Audio/Video Tapes 414 .062| .057 .853| .096| .017 .688 128 719 .932| .251 .206 .360 .521
23 Films/Movies .307 .735] .784 145] .015] .296 495 .232 .238 .838] .065 .213 .728 .853
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Table 41: Patient ANOVA for Demographics by Current Sources

Demographics

. Cancer | Diagnosis | Stage | Gender| Age | Race | Education| Working | Household | Insurance | Marital | Children| Computer | Internet
Patient Current Sources ;
Type Date Status Income Status Ownership | Access
N=257 N=257 N=235| N=257 | N=253| N=256| N=253 N=227 N=225 N=247 | N=252| N=255 N=254 N=254
1 Talking with Physician or .550 316 .303 249 .225| .047 .089 .500 .070 797 .766 .354 173 149
Physician's Assistant
2 Talking with Nurse or 178 424 623 474 .079| .071 .186 438 .094 .593| .108 .062 .028 .001
Other Health Professionals
3 Talking with a Support Group 128 424 173 .526| .183| .002 .582 .333 421 .631 .183 .363 .394 .647
4 Talking with Other Patients .045 467 .989 107 .045 .482 .022 .060 A77 942 514 .155 .001 .001
5 Talking with Relatives, .215 .787] .382 421 .084| .690 .164 .969 .347 .498| .266 775 .469 .065
Friends, and Acquaintances
6 Email from Physician or .248 .258| .799 3271 .379| .400 .275 412 101 574 957 .610 .097 .064
Physician's Assistant
7 Email from Nurse or .549 .155 .263 712 .138 .358 .622 .715 .290 .623 .937 .894 .070 .049
Other Health Professionals
8 Email or Chat-room .808 .401 .920 .538| .130 .079 .585 .829 .764 .665| .286 .927 112 .081
with a Support Group
9 Email or Chat-room .357 222 .648 .947( .027| .037 .607 .865 .378 714 .600 .769 .282 .227
with Other Patients
10 Email from Relatives, .086 402 .275 139 .133] .383 .001 525 .012 399 .555 415 .000 .000
Friends, and Acquaintances
11 Educational Programs .231 .970] .980 .645| .266| .005 .014 .153 195 .213| .693 .770 .032 .060
by HMO or Hospital
12 National/Local Medical .016 .472| .006 .044 .646( .082 .090 .268 .010 553 .770 .809 .018 .024
Information Services
13 Medical Leaflets or Pamphlets .012 .958| .395 .002| .015 135 .038 .299 .676 .981 722 .362 .011 .006
14 Narratives .004 .275| .864 .136] .023 212 .072 .265 .138 105 .614 .373 .165 .079
15 Message Board .882 .706| .690 .883| .658| .003 .787 .903 .549 .075( .271 .814 .869 .708
16 Books .053 578 .292 .015| .027| .009 .000 .000 143 .981 150 .920 105 .007
17 Medical Journals .019 924 272 .010 .700( .012 .003 .098 423 863 .956 219 .031 .065
18 Internet or Medical Websites .045 .909| .799 124 .002 127 .000 .001 151 537 .832 .584 .000 .000
19 Telephone or Helpline .655 .830] .901 .694| .896| .000 .342 .666 .853 130 .189 .673 317 .505
20 TV/Radio 124 .569| .261 .196| .784| .036 .848 .100 .002 .291 .138 .251 .064 .322
21 Newspapers /Magazines .000 .748| .027 .213 497 .031 .059 715 .327 121 .203 481 432 .400
22 Audio/Video Tapes 731 .367 .234 .975 41 .034 453 .386 .582 541 131 .409 .289 415
23 Films/Movies .333 .834| .885 .873| .038 .601 .590 .104 126 .256| .501 .770 492 .641
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Table 42: Companion ANOVA for Demographics by Current Sources

Demographics

. Cancer | Diagnosis | Stage | Gender| Age | Race | Education| Working | Household | Insurance | Marital | Children| Computer | Internet
Companion Current Sources .
Type Date Status Income Status Ownership | Access
N=167 N=167 N=151| N=167 | N=166| N=166| N=165 N=152 N=148 N=161 N=165| N=166 N=167 N=166
1 Talking with Physician or .230 .907 .262 .041 .564 .738 400 542 .985 513 .406 432 .228 .247
Physician's Assistant
2 Talking with Nurse or .621 .088] .145 .952| .314| .586 .683 .927 .286 .675] .369 .070 .769 .480
Other Health Professionals
3 Talking with a Support Group .015 .633] .372 .140]  .331 447 A77 .559 .758 .956| .938 .186 434 .282
4 Talking with Other Patients .036 .265 154 442 .205 421 .282 .640 .089 460 475 431 .156 .145
5 Talking with Relatives, .335 .634] .055 .022| .004 .839 578 .047 .682 .946| .236 .155 .085 .554
Friends, and Acquaintances
6 Email from Physician or .996 .868| .244 211 518| .868 .858 .480 123 .995| .486 .455 .180 214
Physician's Assistant
7 Email from Nurse or .398 .591 .567 .813 .535 .907 729 715 119 .384 411 .390 .992 .921
Other Health Professionals
8 Email or Chat-room .451 .369| .269 .657| .564| .738 .812 .384 .824 513| .406 .822 .859 919
with a Support Group
9 Email or Chat-room .748 .520| .439 .630| .476| .831 .987 438 .459 .625( .076 .355 .658 .606
with Other Patients
10 Email from Relatives, .803 .739| .563 .553| .067| .806 .003 .480 .037 .612| .966 .252 .035 .047
Friends, and Acquaintances
11 Educational Programs .078 .248|  .906 7711 .035| .901 .456 .005 .245 .325| .745 .661 .285 .630
by HMO or Hospital
12 National/Local Medical .625 542 .076 .825| .315| .555 .480 .846 199 .188| .425 .762 716 .966
Information Services
13 Medical Leaflets or Pamphlets .302 191 918 .128| .209| .883 .093 .084 .257 7741 770 .678 .337 .070
14 Narratives 741 .535] .183 .853| .444| .821 770 .764 .350 .820| .514 .992 .495 712
15 Message Board .100 .945 170 .140 677 916 .546 .345 796 .384 118 .940 431 .921
16 Books .903 .987 .489 173 424 406 773 .254 .829 479 122 .391 .759 .593
17 Medical Journals 428 402 .624 .064 .567 .072 .720 .301 .229 312 619 .001 591 776
18 Internet or Medical Websites 192 464 133 .675| .045| .760 .001 117 117 555  .417 .290 .000 .000
19 Telephone or Helpline .760 .763] .170 .051 798|  .907 432 .877 117 406| .046 .089 .000 .051
20 TV/Radio .932 .252|  .321 .014| .607| .377 .626 .923 729 .055| 274 .950 129 .706
21 Newspapers /Magazines .922 .570 .341 .061 752 162 570 579 .198 .089 .529 .944 .016 .148
22 Audio/Video Tapes 713 .053] .109 .656| .566| .467 .831 272 .867 .733| .875 .336 .890 .977
23 Films/Movies .353 421 .812 .008| .231 162 .806 .886 478 .308] .021 .026 .104 .282
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Figure 42: Companion Means Plots for Current Sources Use (1=Yes, 0=No) by Having Children Or Not
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Figure 44: Companion Means Plots for Current Sources Use (1=Yes, 0=No) by Internet Access Availability

140



Table 43: Overall ANOVA for Demographics by Future Sources

Demographics

Cancer | Diagnosis | Stage | Gender| Age | Race | Education| Working | Household | Insurance | Marital | Children| Computer | Internet
Future Sources ;
Type Date Status Income Status Ownership | Access
N=424 N=424 N=386| N=424 | N=419| N=422| N=418 N=379 N=373 N=408 | N=417| N=421 N=421 N=420
1 Talking with Physician or A1 312 .450 320 .271 .615 .238 .166 191 121 .208 .395 .930 .988
Physician's Assistant
2 Talking with Nurse or .657 .168| .456 2171 .042 .294 .030 .968 .000 .187| .669 .011 .098 .040
Other Health Professionals
3 Talking with a Support Group .258 711 .680 1741  .163| .000 .324 .465 .649 .944| .073 .091 .976 .675
4 Talking with Other Patients .071 217 .849 .045 121 .440 .010 518 482 .897| .857 .961 .334 .290
5 Talking with Relatives, .656 300 .275 .003| .012 .657 .054 A41 514 905 .302 .350 .653 .266
Friends, and Acquaintances
6 Email from Physician or .611 3151 .102 .886| .706| .035 .523 .027 .158 445 .667 .902 .005 .011
Physician's Assistant
7 Email from Nurse or .899 4271 .070 .291 .156| .032 .601 .310 .973 A771 411 .834 .041 .093
Other Health Professionals
8 Email or Chat-room 476 437 415 .026 .025 .039 .780 115 975 .062( .020 .664 137 115
with a Support Group
9 Email or Chat-room 212 .228 .204 .223| .002 .003 .817 .015 571 .040 .251 .436 .228 197
with Other Patients
10 Email from Relatives, 101 .136] .392 .013| .001 .763 .000 .004 .005 371 .836 .868 .000 .000
Friends, and Acquaintances
11 Educational Programs .011 .466| .379 .012 .536| .000 .042 .251 519 5171 .352 .073 441 194
by HMO or Hospital
12 National/Local Medical 165 .827| .003 .466| .640| .000 .011 .399 .001 817 .926 .205 .021 .005
Information Services
13 Medical Leaflets or Pamphlets .458 .925| .739 .011] .046 442 .004 .381 .040 419 .921 .509 .009 .000
14 Narratives .045 .815] .493 .061| .004| .000 .284 .090 .097 .388| .896 426 .837 .337
15 Message Board 141 .875| .316 .045 .071 125 .564 .304 .873 .745] .090 541 524 .646
16 Books .276 574 .451 .029 .060( .011 .000 .025 .052 .854( .007 .091 .239 .012
17 Medical Journals .002 .293| .853 .018 .598| .004 .000 218 .453 .638( .938 .221 135 .022
18 Internet or Medical Websites .046 .440 .938 .107| .000 .130 .000 .000 .011 .657 .666 .650 .000 .000
19 Telephone or Helpline .859 .953| .128 532 .744] 194 .813 .880 .506 395 214 .351 .302 .903
20 TV/Radio .280 .165] .602 .042 .897| .066 734 425 .003 .583| .066 492 .078 .518
21 Newspapers /Magazines .004 .090| .276 .004 912 .038 .055 .786 .019 275 123 592 .675 .691
22 Audio/Video Tapes .810 404 .275 496 .116| .043 467 431 .034 383 .714 125 .526 .458
23 Films/Movies .838 .933| .688 751 .010 .225 .901 .456 .545 .812 .066 104 .606 .928
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Table 44: Patient ANOVA for Demographics by Future Sources

Demographics

. Cancer | Diagnosis | Stage | Gender| Age | Race | Education| Working | Household | Insurance | Marital | Children| Computer | Internet
Patient Future Sources ;
Type Date Status Income Status Ownership | Access
N=257 N=257 | N=235| N=257 | N=253 | N=256] N=253 N=227 N=225 N=247 | N=252| N=255 N=254 N=254
1 Talking with Physician or .048 .991 .578 .062| .394 .405 .457 .358 .320 .533] .532 .460 .446 .488
Physician's Assistant
2 Talking with Nurse or .863 .623 467 .284| .106 .352 .030 732 .002 .368| .372 .012 .240 .075
Other Health Professionals
3 Talking with a Support Group .087 .715| .089 .343| .023| .000 .460 .374 A17 573 .200 .216 .945 .680
4 Talking with Other Patients .039 .676] .260 .260| .132 .631 .005 112 .745 787 747 731 .040 .031
5 Talking with Relatives, 423 .410| .100 172  .185 573 .044 .643 .507 916| .342 .386 911 .241
Friends, and Acquaintances
6 Email from Physician or 473 .206| .595 .559| .665 11 A71 .533 .344 .610| .356 741 .044 .104
Physician's Assistant
7 Email from Nurse or .970 .624| .449 .837| .232 109 717 .966 .833 665 .286 .927 112 .264
Other Health Professionals
8 Email or Chat-room .562 313 795 .219| .245| .027 .764 .865 .610 .696| .129 .725 177 .136
with a Support Group
9 Email or Chat-room .428 .204| .855 .825| .024| .009 .640 465 520 773 .671 .880 573 .498
with Other Patients
10 Email from Relatives, .004 19| 711 .008| .035 .679 .003 .060 .064 464 577 .787 .001 .001
Friends, and Acquaintances
11 Educational Programs .016 .476] .955 .012 374 .010 .014 .094 .232 322  .631 .272 .260 .165
by HMO or Hospital
12 National/Local Medical .098 .707] .043 .061 .692| .000 .025 518 .080 430 .577 416 .063 .034
Information Services
13 Medical Leaflets or Pamphlets 133 .501 .906 .128]  .109 .261 .066 .835 .060 .634| .715 .657 .070 .015
14 Narratives .007 .543 .694 139 .011| .001 149 .166 .081 .059| .225 .648 .708 .271
15 Message Board 433 .296| .798 .148] .029 116 .953 .670 .765 .059| .808 .981 .876 516
16 Books .037 774 .367 .187| .060| .013 .000 .031 .076 .697| .096 143 .304 .049
17 Medical Journals .003 .418|  .795 134 572 .011 .001 .694 175 795 .896 .576 140 .028
18 Internet or Medical Websites .027 .882| .237 371 .001 .056 .001 .001 222 .691 .982 .888 .000 .000
19 Telephone or Helpline .624 .980| .375 .784] .765 152 .359 .957 .820 .665| .543 .829 .888 .748
20 TV/Radio .089 452 721 449  .962 .060 .753 .459 .015 162 127 .394 142 .320
21 Newspapers /Magazines .000 .335| .017 .059| .545 173 .033 .634 247 357 .276 774 .953 .866
22 Audio/Video Tapes .953 .706] .595 .883| .277 .198 .678 .678 .076 623 .819 .376 .543 424
23 Films/Movies .487 .709| .297 .132] .050 .308 .752 513 449 .075| .543 .981 .876 .962
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Table 45: Companion ANOVA for Demographics by Future Sources

Demographics

. Cancer | Diagnosis | Stage | Gender| Age | Race | Education| Working | Household | Insurance | Marital | Children| Computer | Internet
Companion Future Sources ;
Type Date Status Income Status Ownership | Access
N=167 N=167 N=151] N=167 | N=166| N=166| N=165 N=152 N=148 N=161 N=165| N=166 N=167 N=166
1 Talking with Physician or .801 122 .044 .691 487 .661 .327 212 118 .196 .264 .689 .291 .204
Physician's Assistant
2 Talking with Nurse or .826 112|  .023 .545| .346]| .445 .668 727 .026 326 .553 .316 .239 .316
Other Health Professionals
3 Talking with a Support Group 484 .282 .052 .266 .704 .810 .149 .835 692 781 212 .244 .932 .780
4 Talking with Other Patients .276 .128| .034 .015| 481 .523 277 .459 .204 .894| .618 .656 .325 .354
5 Talking with Relatives, 189 .535| .689 .002| .033 .879 .864 .043 .951 .806( .605 677 319 .822
Friends, and Acquaintances
6 Email from Physician or .523 .868| .119 .853| .989] .093 .861 214 512 487 .954 .992 .087 .109
Physician's Assistant
7 Email from Nurse or 725 .545] .094 .165| .708| .095 .602 .208 .956 173|745 .661 .275 .318
Other Health Professionals
8 Email or Chat-room .366 .962| .170 .073| .115] .265 .922 190 .748 .041| .046 .829 .557 .614
with a Support Group
9 Email or Chat-room .188 591 127 .392 112 .001 .898 .136 .664 .083 118 479 420 471
with Other Patients
10 Email from Relatives, 742 .620| .453 .691| .041 .661 .060 .226 .056 .246( .961 .689 .030 .040
Friends, and Acquaintances
11 Educational Programs .294 .784] .094 317  .690| .014 .761 .030 .758 904 .371 128 .825 .716
by HMO or Hospital
12 National/Local Medical .603 937 .024 .199] .832| .830 .264 .720 .037 744 475 .354 .206 .083
Information Services
13 Medical Leaflets or Pamphlets .488 .483| .797 .078| .126] .941 .264 377 .380 133 .978 .555 .091 .008
14 Narratives 472 .658| .044 151 .240( .009 .746 .588 431 .860( .047 .058 425 .780
15 Message Board .221 .337] .198 193] .892| .334 107 292 244 .406| .009 .379 .337 .813
16 Books .150 591 977 .057 .701 170 .252 .358 .384 .607| .017 .381 .557 114
17 Medical Journals 410 .502 542 .059 .688 110 469 .075 .870 429 .976 .014 .661 441
18 Internet or Medical Websites .092 .148|  .261 .533| .373] .792 .000 .018 128 .691 .813 .730 .000 .000
19 Telephone or Helpline .968 .962| .198 .266| .961 .887 .800 .963 515 .430( .181 .285 .043 .699
20 TV/Radio 413 .203| .709 .016| .685| .733 .828 .853 244 105 .299 .003 .325 .743
21 Newspapers /Magazines .642 134 151 .014 714 131 415 .344 .012 .051 274 .639 .553 .568
22 Audio/Video Tapes 433 .357 .230 420 324 135 .860 428 .383 483 .732 .184 742 .802
23 Films/Movies .266 .591 .567 .035| .185| .402 .942 .749 .761 .384 .018 .022 .431 .921
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Hypothesis 5

The fifth hypothesis proposed that whether cancer patients (H5P) and their companions
(H5C) will continue to use the same sources for more medical information in the future is in direct
proportion to their judgments of the information quality of those sources.

Before testing the hypothesis, it is helpful to first look at the quality evaluations by patients
and companions in the past and future (See Table 33-35). The results show that, although less
patients and companions will go to the same sources in the future, their expectations for the
information quality of those sources generally raise. It suggests that cancer patients and
companions who evaluated a source as of high quality probably go to the same source again in the
future.

To show the frequency counts of the future potential uses falling into each past quality
evaluation category, General Loglinear Analysis was run (See Table 46). Since one didn’t evaluate
a source that he or she didn’t go, we filtered those cases from this test. The results show that,
generally the higher the information quality evaluated for a source, the higher percentage of
patients and companions will use that source in the future. More detailedly, it is statistically
significant for all the sources that a higher percentage of patients and companions will use sources
evaluated above average than those evaluated as average, and it is statistically significant for
almost half of the sources that a higher percentage of patients and companions will use sources
evaluated as average than those evaluated below average. It means, whether cancer patients and
their companions will continue to use the same sources for more medical information in the future

1s in direct proportion to their judgments of the information quality of those sources.
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Table 46: Loglinear for Future Sources (Current Information Quality Evaluation as Factor)

Loglinear of Future Source Yes % by Quality Levels

Yes % Differences by Quality Levels

Current Sources N Vvery Below Average Good Very o cotient| 1 BEOW Average 3. Above Differences
Poor Average Good Average Average [ 2from1 Sig. |3from2 Sig.
1 Talking w ith Physician or Physician's Assistant 410 0.36% 1.09%  4.96% 15.13% 27.97% 50.48% 1.45% 4.96% 93.58%| 3.51% .002| 88.62%  .000
2 Talking w ith Nurse or Other Health Professionals 353 0.70% 0.98%  7.16% 20.08% 31.60% 39.47% 1.68% 7.16% 91.15%| 5.48% .000| 83.99%  .000
3 Talking w ith a Support Group 63| 8.27% 3.76% 9.77% 26.32% 20.30% 9.77% 21.80%| 21.80% 26.32% 51.87%| 4.52%  .278| 25.55% .002
4 Talking w ith Other Patients 204| 1.20% 5.06% 6.51% 23.37% 25.30% 20.00% 18.55%| 12.77% 23.37% 63.85%| 10.60% .003| 40.48% .000
5 Taling w ith Relatives, Friends, and Acquaintances |281| 2.99% 6.85% 10.37% 20.21% 25.13% 12.83% 21.62%| 20.21% 20.21% 59.58%| 0.00% 1.000| 39.37% .000
6 Email from Physician or Physician's Assistant 36| 3.80% 3.80% 3.80% 11.39% 11.39% 34.18% 31.65%| 11.40% 11.39% 77.22%| -0.01% 1.000| 65.83%  .000
7 Email from Nurse or Other Health Professionals 24| 5.56% 5.56%  9.26% 16.67% 27.78% 35.19%| 11.12% 9.26% 79.64%| -1.86%  .417| 70.38%  .000
8 Email or Chat-room w ith a Support Group 20| 6.38% 6.38% 10.64% 23.40% 14.89% 19.15% 19.15%| 23.40% 23.40% 53.19%| 0.00% 1.000| 29.79% .026
9 Email or Chat-room w ith Other Patients 13| 9.38% 15.62% 15.62% 15.63% 21.87% 21.88%| 25.00% 15.62% 59.38%| -9.38%  .278| 43.76% .011
10 Email from Relatives, Friends, and Acquaintances 67| 3.55% 10.64% 6.38% 20.57% 23.40% 16.31% 19.15%| 20.57% 20.57% 58.86%| 0.00% 1.000| 38.29% .000
11 Educational Programs by HMO or Hospital 40| 3.45% 3.45% 14.94% 5.75% 21.84% 850% 31.03%| 21.84% 5.75% 61.37%| -16.09% .018| 55.62%  .000
12 National/Local Medical Information Services 63| 2.26% 226% 5.26% 8.27% 23.31% 24.81% 33.83% 9.78% 8.27% 81.95%| -1.51%  .382| 73.68% .000
13 Medical Leaflets or Pamphlets 227| 1.08% 1.08% 3.69% 13.67% 25.81% 29.72% 24.95% 5.85% 13.67% 80.48%| 7.82% .003| 66.81%  .000
14 Narratives 70| 3.40% 3.40% 7.48% 18.37% 18.37% 30.61% 18.37%| 14.28% 18.37% 67.35%| 4.09%  .258| 48.98%  .000
15 Message Board 29| 4.62% 4.62% 4.62% 26.15% 10.77% 26.15% 23.08%| 13.86% 26.15% 60.00%| 12.29%  .121| 33.85% .005
16 Books 215 1.14% 252% 2.52% 11.21% 23.11% 32.27% 27.23% 6.18% 11.21% 82.61%| 5.03% .032| 71.40%  .000
17 Medical Journals 94 1.55% 8.81% 21.24% 31.61% 36.79% 1.55% 8.81% 89.64%| 7.26% .012| 80.83%  .000
18 Internet or Medical Websites 194 0.76% 1.27% 13.45% 27.66% 22.59% 34.26% 2.03% 13.45% 84.51%| 11.42% .000| 71.06%  .000
19 Telephone or Helpline 30| 4.48% 4.48% 4.48% 10.45% 28.36% 19.40% 28.36%| 13.44% 10.45% 76.12%| -2.99%  .359| 65.67%  .000
20 TV/Radio 114 298% 7.23% 12.34% 31.91% 21.70% 11.49% 12.34%| 22.55% 31.91% 45.53%| 9.36%  .056| 13.62% .017
21 New spapers /Magazines 158 2.79% 2.17% 8.98% 25.70% 30.03% 17.03% 13,31%| 13.94% 25.70% 47.06%| 11.76% .004| 21.36%  .000
22 Audio/Video Tapes 38| 3.61% 3.61% 3.61% 25.30% 18.07% 15.66% 30.12%| 10.83% 25.30% 63.85%| 14.47%  .051| 38.55% .000
23 Films/Movies 42| 3.30% 3.30% 12.09% 14.29% 23.08% 16.48% 27.47%| 18.69% 14.29% 67.03%| -440%  .295| 52.74% .000
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Again, the above test is based on regarding patients and companions as a whole group, we
don’t know whether is any significant difference between paired patients and companions.
Therefore, Paired Samples T-test was run for each pair of patient and companion for both current
and future (See Table 47). The results show that except that more patients than companions talked
with other patients in the past (See Table 29-30), there is no big difference between patients and

companions in information quality evaluation.

Table 47: Paired Samples T-test for Information Quality (Patient vs. Companion)

Patient vs. Companion (Paired)

Sources Current Future

N Sig. (2-tailed) | N Sig. (2-tailed)

1 Talking with Physician or Physician's Assistant 156 .262 122 .671
2 Talking with Nurse or Other Health Professionals 122 .521 90 .547
3 Talking with a Support Group 6 .788 5 374
4 Talking with Other Patients 48 .049 32 .720
5 Talking with Relatives, Friends, and Acquaintances 85 .863 55 .244
6 Email from Physician or Physician's Assistant 5 AT7 4 .391
7 Email from Nurse or Other Health Professionals 4 .718 3 .742
8 Email or Chat-room with a Support Group 3 .529 3 1.000
9 Email or Chat-room with Other Patients 2 .205 2 .205
10 Email from Relatives, Friends, and Acquaintances 8 .502 7 .370
11 Educational Programs by HMO or Hospital 4 .638 4 .624
12 National/Local Medical Information Services 7 .356 4 .391
13 Medical Leaflets or Pamphlets 58 .549 38 .491
14 Narratives 8 476 8 .626
15 Message Board 5 .208 5 .778
16 Books 52 118 32 .281
17 Medical Journals 8 .668 7 .846
18 Internet or Medical Websites 38 .606 31 1.000

19 Telephone or Helpline 2 * 1 *
20 TV/Radio 19 .895 14 .230
21 Newspapers /Magazines 26 .203 16 .333
22 Audio/Video Tapes 3 .840 2 1.000
23 Films/Movies 3 423 2 .500

* The t cannot be computed because the standard error of the difference is 0.
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CHAPTER VI

DISCUSSIONS AND CONCLUSIONS

Today, increasingly acting as independent learners, patients are facing a wider range of
information resources, including patients with cancer (National Cancer Alliance, 1996). Cancer
patients use various sources of health information to gain knowledge about their illness and
prognosis, treatment options and side effects, ways to prevent recurrence, and psychological
resources for coping (Cassileth et al, 1980; Fallowfield et al, 1994). So do their companions (Basch
et al, 2004). The ability to clearly determine patients’ and their companions’ potential medical
information sources can help both physicians and patients to make better communications and
more efficient decisions together (Dranove, 1988; Labelle et al 1994; Kleffens et al 2003; Basch et
al, 2004). However, despite the extensive literature on information provision for patients with
cancer, there are a limited number of studies that have investigated the preferred sources of
information for cancer patients (Mills and Davidson, 2002).

The objectives of this survey are identifications of patients’ and companions’ medical
information sources, their evaluations of medical information quality, and their opinions about
medical information benefits. The results of the study contribute to understanding patients’ and
companions’ information needs and their uses of various medical information sources. Several
conclusions are made from the data from this study.

First, over 95% of both patients and companions agreed that information increases their
involvement in decision making, raises their satisfaction with treatment choices, improves their

abilities to cope with cancer, and smoothes the communication among family members, which is
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consistent with previous studies of medical information benefits (Jefford and Tattersall, 2002;
Luker et al, 1995; Cawley et al, 1990; Rutten et al, 2004; and Mills and Sullivan, 1999; Cassileth,
1980; Fallowfield et al, 1995; Coulter, 1995; Ford et al, 1995; Meredith et al, 1996). However,
patients or companions seemed to less agree that information actually reduces their anxiety or
mood disturbances (P = .000), which reaches a different conclusion from the previous studies that
information can help to reduce anxiety and alleviate the uncertainty, fear, and loss invoked by
cancer (Rainey, 1985; Mills and Sullivan, 1999; Fallowfield et al, 1990; Houts et al, 1991;
Meredith et al, 1996; Butow et al, 1994; Rutten et al, 2004). Although the actual reasons patients
and companions may have for not thinking information helpful in reducing anxiety cannot be
discovered without asking them further questions about it, one possible reason is that patients and
companions feel emotionally disturbed all the time during the disease, either with much or little
information. Actually, when they know less about the disease, they are anxious because of having
not enough information to answer their questions, which is a “not knowing” anxiety; however,
when they learn more, they unavoidably learn more gloomy parts than before, which might cause a
“knowing too much” anxiety.

Second, the survey found that although all the responders have been searching information
about cancer since diagnoses, over 85% of them will continue to search for cancer related
information in the future, which is consistent with previous studies stating that cancer patients want
to become more informed about their illnesses and prefer to receive as much information as
possible (Satterlund et al, 2003; Butow et al, 1997; Fallowfield et al, 1994; Hinds and Mood, 1995;
Meredith et al, 1996). The survey also found that the most frequently sought topics in the past are
diagnosis and treatment, drugs and side effects, and coping with cancer, with patients caring more

about complementary and alternative medicine and companions caring more about cancer literature
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and genetics service, which is consistent with Rutten et al’s (2004) study which ranked cancer-
specific information (including specific diagnosis information) and treatment-related information
(including side effects and alternative or complimentary treatments) as the top two information
needs for cancer patients. It is also consistent with previous studies stating that persons involved in
cancer wanted information about what would happen to them in the immediate future (Harris,
1998), such as disease management, prognosis, and therapeutic alternatives (Cassileth et al, 1980;
Champman and Rush, 2003; Coulter, 2003; Hardwick and Lawson, 1995; Manfredi et al, 1993;
Basch et al, 2004). Neither patients nor companions seem to care much about patient experiences,
support groups, or financial information, which is again consistent with Rutten et al’s (2004) study.

Third, the survey found that there is some but not strong relationship between cancer stages
and medical topics searched by patients and companions. Both patients and companions searched
for information about diagnosis, treatment (P = .027) and cancer hospitals (P = .028) more
frequently in follow-up than in treatment receiving stage, and companions searched for information
about insurance or financial assistance more frequently during treatment than in follow-up stage
(P = .013). Although this does not totally agree with previous studies stating that patients vary in
how much information they want during different stages (Leydon et al, 2000; Johnson and
Meischke, 1993; Johnson, 1996), it confirms that both cancer patients and companions prefer to
receive as much information as possible.

Fourth, cancer patients and companions reported their current medical information sources
(ranked by frequency) as: human sources (99.3%), printed media (75.5%), networked sources
(53.3%), broadcast media (30.0%), organizational sources (19.6%), and other sources (12.3%),
which is consistent with the Information Source Horizon Theory for general population

(Savolainen et al, 2004), except “other sources”. Without asking further questions in this survey, it

171



is hard to explain why patients and companions use or not use these sources. However, some
possible explanations are provided by the Media Richness Model (Daft et al, 1987) and source
strengths and weaknesses. Human sources was most frequently used probably because of their high
richness (Daft et al, 1987), immediate feedback (Wilson, 1997), and emotional support (Mossman
et al, 1999). Although both with low-medium richness (Daft et al, 1987), printed media was ranked
second probably for the long tradition of use (Savolainen, 1995) as well as the high-literacy of the
responders, and networked sources was ranked the third probably for rapid searchability
(Savolainen, 1999) as well as the high-occupancy of computers and Internet accesses of the
responders. Although with medium-high richness (Daft, 1987), broadcast media was ranked low
perhaps for their biased information (Conesa et al, 2004) and low credibility (Hertzum et al, 2002),
and organizational sources was ranked even lower possibly because that the time of a program is
usually short but the interim between two programs is usually long. For example, according to
some patients who participated in this survey, American Cancer Society has a one-day program
early in a month but no support during the rest of that month. As for “other sources”, one possible
reason for its being ranked much lower by cancer patients and companions than by general
population is that information source scope in the medical field might be smaller than that in the
general field.

Fifth, for more detailed source types, it is not surprising that the top three most frequently
used sources are all human sources. Talking with physicians or physicians’ assistants (97.2%) and
talking with nurses and other health professionals (83.7%) were reported as the top two medical
information sources used by cancer patients and companions in the past. The quality means of
these two sources are 6.22 and 6.01 respectively, which are also the highest two among all the

sources. Physicians and health care providers are still the most trusted sources for cancer
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information than any other source, which confirms previous studies of cancer patients’ information
sources (Rutten et al, 2004; Mills and Davidson, 2002; Kakai et al, 1999; O’Malley et al, 1999;
Pennbridge et al, 1999; Cohn et al, 2003). While it is interesting that although talking with
relatives, friends, and acquaintances has a quality mean of 4.84 which is one of the lowest among
all the sources, it was ranked as the third frequently used source (66.7%) by both patients and
companions, which supports some of previous studies (Mills and Davidson, 2002; Carlsson, 2000)
but disagrees with others (O’Malley et al, 1999; Basch et al, 2004; Cohn et al, 2003). Following
these top three sources are medical leaflets or pamphlets (54.7%, quality mean 5.53) and books
(51.7%, quality mean 5.61), both printed media. Such a high ranking of printed media supports
most of the previous studies (Mills and Davidson, 2002; James et al, 1999; Kakai et al, 2003;
Carlsson, 2000; O’Malley et al, 1999; Pautler et al, 2000; Rutten et al, 2004).

It is not surprising that TV/radio, films, audio/video tapes, and telephone/helpline are used
much less frequently compared with human sources and printed media. While it is surprising that
although using the Internet as a medical information source has drawn more and more attention
during the past several years, and even though most of the responders who participated in this
survey own computers and the Internet accesses, the Internet/Medical websites was only ranked
the seventh, which is not as high as it was expected to be. Actually, the percentage of using the
Internet by cancer patients and companions is not low (46.2%), which is consistent with previous
studies reporting that 42~49% of patients used the Internet as a major means of gathering
information about cancer (Fogel et al, 2002; Satterlund et al, 2003). However, regardless of its
percentage of use, it is ranked behind human sources and printed media. This means that although
the Internet was used by cancer patients and companions for medical information more often than

before when studies found that only a small percent of patients (less than 7~10%) reported using
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the Internet (Diefenbach et al, 2002; Mills and Davidson, 2002; Raupach and Hiller, 2002), it was
still used much less often than human sources or printed media. More surprisingly, with studies
stating that about a third (30%) of email users, or about 32 million Americans, have exchanged
health-related email with friends, family members, and doctors (Fox and Fallows, 2003), not many
patients and companions reported using emails with relatives, friends, acquaintances (16.0%), and
physicians (9.0%), and even less reported using emails or chat-rooms with nurses, support groups
(4.7%), or other patients (3.1%), although most of them own computers and have the Internet
accesses.

There are many possible reasons for patients and companions not using the Internet or
email often. Since most patients and companions in this survey have computers and the Internet
accesses, reasons such as requirements of computer or Internet accesses (Savolainen, 1999) and
digital division (Murray et al, 2003) can be screened out for the present study. Other possible
reasons include the unknown credibility of the Internet (Jefford and Tattersall, 2002; Hoffman-
Goetz and Clarke, 2000; Silberg et al, 1997) and its lack of in-person assessment and nonverbal
clues (Fox and Fallows, 2003).

Sixth, comparing patients with their paired companions, we found that they are quite
similar in using medical information sources either for current or in the future, which supports
Basch et al’s (2004) conclusion that there was a high rate of concordance between patient’ and
companion’ information seeking behavior. However, there are still some differences between
them. Companions seemed to use medical leaflets or pamphlets (P = .009) more than patients in
the past. One possible reason is that companions usually spend much more time waiting in the
clinic than patients who have to see physicians or receive treatment. Companions also used emails

from physician or physician’s assistant (P = .004) more than patients. One possible reason for this
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is that companions might need to know something that they do not want patients to know. Another
possible reason is that companions in the survey are younger than patients, so they are more used
to email than patients. Moreover, Companions used and will use the Internet or medical websites
(P = .000) more than patients both for current and in the future. Again, it might because
companions for this study are younger, compared with patients. It is might also because that most
companions are still working but the majority of the patients are not, since Internet accesses are
more common in working places.

Seventh, comparing current sources with future sources, the results showed that only the
percentage of email being cited as a future source goes up, which might suggest a brighter future
for using emails as a cancer information source than present. With the exception of this and for the
majority of the 23 sources listed in the survey, a commonly lower percentage of patients and
companions would use the same sources in the future, especially for those traditional sources
including talking with physician or physician’s assistant (P = .000), talking with nurse or other
health professionals (P = .000), talking with other patients (P = .003), talking with relatives,
friends, and acquaintances (P = .000), medical leaflets or pamphlets (P = .000), books (P = .001),
and newspapers/magazines (P = .003). So do some newer sources including the Internet and
medical websites (P = .031). Nevertheless, in spite of the lower percentage of potential future use,
patients’ and companions’ expectations for the information quality of those sources are higher than
current quality evaluations. For example, Paired Samples T-tests showed that the expected quality
levels of talking with physician or physician’s assistant, talking with nurse or other health
professionals, email from relatives, friends, and acquaintances, and medical leaflets or pamphlets
are all significantly higher than current quality evaluations (P = .000). It might suggest that cancer

patients and companions who evaluated these sources high-quality probably will go to the same
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source again in the future, while those who evaluated these sources low-quality probably will not
go to the same source again. It might also suggest that people are usually wearing rose-colored
glasses for future.

Eighth, patients and companions also reported which specific websites they visited in the
past and will visit in the future. There was a very interesting finding that search engines such as
Google and Yahoo were listed as the third popular websites for cancer information, following
National Cancer Institute and American Cancer Society. National Institute of Health, WebMD, and
WebDoctor were listed within 10 but behind search engines. It is possible that for those well-
known websites, patients and companions visited or will visit the website address directly, but
since they don’t know more addresses, they used or will use search engines for the cancer
information they would like to know by key words. One implication here might be that the
rankings for those not so well known medical websites on search engines thus becomes important,
which probably decides where patients and companions will go to since people usually click those
shown on the first page of the searching results.

Ninth, demographics including gender, age, education, working status, household income,
computer ownership, and Internet access availability appear to have greater influence than other
demographics on both cancer patients’ and companions’ current medical information sources: 1)
Females used more varied medical information sources than males in the past (P = .006), and used
more printed (P = .000) and broadcast media also (P = .003). 2) Patients and companions who are
younger used more varied medical information sources than those who are older (P = .002), and
used networked sources such as the Internet more often also (P = .000). 3) The higher education a
patient or companion has, the more varied sources he or she used (P = .000). A higher education

degree also comes together with a higher usage of networked (P = .000), printed (P = .000) and
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organization sources (P = .000). 4) Patients and companions who are retired used much less varied
information sources than those who are either still working, in full-time sick leave, or unemployed
(P = .003). The retired used much less networked (P = .000) or printed (P = .000) media than
others too. 5) Patients and companions with household income over $25,000 used more varied
information sources than those whose income are less than $25,000 (P = .007), and they used
networked (P = .000), organizational (P = .001) and broadcast (P = .013) media more often also. 6)
Patients and companions who own computers and have the Internet accesses definitely used
networked sources more than those who do not (P = .000 for both). But interestingly, they also
used printed media (P = .026 and .002 respectively) and attended organizational programs (P =
.011 and .006) more often.

Tenth, demographics including gender, age, education, working status, household income,
computer ownership, and Internet access availability appear to have greater predicting power than
other demographics on both cancer patients’ and companions’ future medical information sources:
1) Females will continue to use more varied medical information sources than males in the future
(P = .001), and use more printed (P = .011) and broadcast media than males (P = .014) also. 2)
People who are younger will continue to use more varied medical information sources than those
who are older (P = .007), and use networked sources more often (P = .000). 3) The higher
education degree a patient or companion has, the more varied sources he or she will use in the
future (P = .000). A higher education degree also implies a higher probability of using human (P =
.022), networked (P = .000), printed (P = .000) and organization sources (P = .000) in the future. 4)
Patients and companions who are retired will probably use much less varied information sources
than those who are either still working, in full-time sick leave, or unemployed (P = .028). The

retired will probably use much less networked (P = .000) media than others in the future. 5)
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Patients and companions with household income over $25,000 will probably use more varied
information sources than those whose income are less than $25,000 (P = .007) in the future, and
they will use networked (P = .001), organizational (P = .004) and broadcast (P = .017) media more
often also. 6) Patients and companions who own computers and have the Internet accesses will
definitely use networked sources more than those who do not (P = .000 for both). Interestingly
again, they will also use printed media (P = .008 and .000 respectively) and attended organizational
programs (P =.009 and .002) more often.

Eleventh, the study also found that whether cancer patients and their companions will
continue to use the same sources for more medical information in the future is in direct proportion
to their judgments of the information quality of those sources. The results showed that the higher
the information quality evaluated for a source, the higher percentage of patients and companions
will use that source in the future. It confirms previous studies stating that judgments drawn from
the previous experiences have an impact on the future use of information sources (Hertzum et al,
2002). Therefore, in addition to demographic characteristics, knowing how cancer patients and
companions think about current medical information sources will be very helpful to predict which
information sources they will go to in the future.

Last but not the least, although there are significant differences between patients and
companions in gender, age (group), working status, medical insurance, marital status, computer
ownership, and Internet accesses, their information seeking behaviors seemed highly concordant
for most of the hypotheses tests, including opinions about information benefits, topics by stage,
information source horizon, and information quality evaluations. However, sometimes they behave
differently with each other during information seeking processes. For example, the cancer related

topics they search for are slightly different (patients usually searched for diagnosis and treatment
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while the companions searched for coping with cancer in the past, and companions will search for
topics including coping with cancer, drugs and side effects, cancer prevention/genetics/causes, and
insurance/financial assistance in the future but patients will not). And also, companions seem to
use more varied sources than patients, and they definitely use more networked sources such as the
Internet (P = .000) also.

Another interesting finding is that patients and companions surveyed for the present study
are on the whole opposite in gender between each other. Therefore, their information seeking
behaviors might be influenced or explained by gender factors. By and large, the study implied a
noticeable correlation for information seeking behaviors between cancer patients and their paired
companions, both of whom regard health care professionals as the most trustable information
source. This agrees with previous studies of health care team-patient relationship that such a
relationship is a triangle and the involvement of both health care team and companions is very
important for the care and treatment of cancer patients (Blanchard et al, 1996; Humphrey et al,
1992).

In summary, the present study gives a broad outline of the sources or potential sources used
by patients and companions in the past and in the future (See Table 48). It contributes to
understanding who searches for information, why they search for information (importance), what
they need to know (fopics), when during the course of care (stage), where they receive information
(source), and how they evaluate the information quality from these sources. It also helps to clarify
the relationship between socio-demographic (predictor) and medical information searching, and
the relationship between judgments drawn from the previous experiences and the future use of

information sources.
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Table 48: Study Findings Summary

Top 5 in Ranked Order

Who Patient Companion
Why 1. Increase involvement in decision making 1. Increase involvement in decision making
(Benefits) [2. Improve ability to cope with cancer 2. Improve ability to cope with cancer
3. Increase satisfaction with treatment choices 3. Improve communication among family members
4. Improve communication among family members 4. Increase satisfaction with treatment choices
When Current Future Current Future
What 1. Diagnosis and Treatment 1. Diagnosis and Treatment 1. Diagnosis and Treatment 1. Diagnosis and Treatment
(Topics) 2. Drugs and Side Effects 2. Drugs and Side Effects 2. Drugs and Side Effects 2. Drugs and Side Effects
3. Coping with Cancer 3. Coping with Cancer 3. Coping with Cancer 3. Coping with Cancer
4. Nutrition 4. Nutrition 4. Cancer Literature 4. Cancer Literature
5. Cancer Literature 5. Cancer Literature 5. Nutrition 5. Nutrition
Where 1. Human 1. Human 1. Human 1. Human
(Source 2. Printed Media 2. Printed Media 2. Printed Media 2. Printed Media
Type) 3. Networked Sources 3. Networked Sources 3. Networked Sources 3. Networked Sources
4. Broadcast Media 4. Broadcast Media 4. Broadcast Media 4. Broadcast Media
5. Organizational Sources 5. Organizational Sources 5. Organizational Sources 5. Organizational Sources
Where 1. Talking with Physician or 1. Talking with Physician or 1. Talking with Physician or 1. Talking with Physician or
(Specific  |Physican's Assistant Physican's Assistant Physican's Assistant Physican's Assistant
Sources) |2. Talking with Nurse or Other Health|2. Talking with Nurse or Other |2. Talking with Nurse or Other 2. Talking with Nurse or Other
Professionals Health Professionals Health Professionals Health Professionals
3. Talking with Relatives, Friends, 3. Talking with Relatives, 3. Talking with Relatives, Friends, " .
) . X ) 3. Internet or Medical Websites
and Acquaintances Friends, and Acquaintances  |and Acquaintances
4, Talking with Other Patients 4. Talking with Other Patients |4. Medical Leaflets or Pamphlets 4. Talking Ymh Relatives, Friends,
and Acquaintances
5. Medical Leaflets or Pamphlets 5. Books 5. Internet or Medical Websites 5. Medical Leaflets or Pamphlets
Quality 1. Talking with Physician or 1. Email or Chat-room with 1. Email from Nurse or Other 1. Medical Journals
Evaluation [Physican's Assistant Other Patients Health Professionals :
2. Talking with Nurse or Other Health|2. Talking with Physician or " 2. Email from Nurse or Other
Professionals Physican's Assistant 2. Medical Journals Health Professionals
3. Medical Journals 3. Talking with 'Nurse or Other |3. Ta!king with f’hysician or 3. Ta!king with F’hysician or
Health Professionals Physican's Assistant Physican's Assistant
4. Internet or Medical Websites 4. Films/Movies 4. Nanor.\aI/LocaIl Medical 4. Telephone/Helpline
Information Services
5. Email from Physician or 5. Message Board 5. Talking with Nurse or Other 5. Talking with Nurse or Other
Physician's Assistant i Health Professionals Health Professionals
Predictors Education, Household Income, Gender, Age, Working Status
Of course, the present study has several limitations. Patients interviewed in this study were
mainly collected from the Ingram Cancer Center at Vanderbilt University, which is located in

Nashville, Tennessee. It is suggested that future studies address cancer populations from different

areas of the country. Also, evaluating other cancer populations within the US, different types of

cancer population, and minority cancer patients would contribute to further knowledge in this field.

Eight cancer groups were used for this study, however, the group called “Other”, which contained

patients with cancer such as melanoma and brain cancer did not have sufficient patients of one type

of cancer for statistically significant analyses. Thus, future studies of patients’ and companion’s

cancer information sources could be designed for these groups. Moreover, since we didn’t ask
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further questions about why patients and companions believe information can or cannot bring
certain benefits, so we do not know the actual reasons for their not thinking information helpful in
reducing anxiety, which need to be clarified in future studies. Other more detailed studies such as
the connections between topics and specific sources, and why certain sources are not used as
frequently by specific groups also merit future investigation. Finally, since our survey involved
cancer patients and their companions only, we do not know how oncologists, an indispensable
party in the health care team-patient triangle, think about what information patients and
companions need and where they went, will go, and should go for these information in the current
and for future. Therefore, future research involving physicians’ views is needed to make the

information source study of this triangle more complete.
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APPENDIX A: QUESTIONNAIRE VERSION 1

Medical Information Sources Inquiry for Cancer Patients

The objective of this survey is to investigate the medical information sources you’ve visited and
will visit, and the quality of the medical information you think or you expect from those sources.

| Part A: Background Information | | All information will be kept confidential.|

(Please check one box per question)

1 | [ I am waiting to see the Doctor 11 have seen the Doctor
2 | [J I 'am currently receiving treatment [11am in follow-up

What type of cancer did or do you have? ] Lung cancer

[] Bladder cancer 0 Melanoma ,

[] Breast cancer 1 Non-Hodgkin’s lymphoma
3 | O Colon cancer ] Ovarian Cancer

[] Endometrial cancer ] Prostate cancer

[] Head and Neck cancer L] Rectal cancer

] Leukemia ] Other:

What is your gender? ] Male [] Female

What is your age (in years)?

How would you describe your racial group?

5 | [ White (Non Hispanic) ] Hispanic or Latin Origin
[ African American [] Bi-racial
[ Asian/Pacific Islander (] Other:
What is the highest degree completed by you (the patient)?
7 | [ Elementary: 0-8 years [1 Some College
[] Some High School (no diploma) [J Bachelors degree
1 High School (With diploma) [1 Graduate/Professional
What is your working status?
8 | [0 Working [ Retired
] Full-time sick leave [J Unemployed

Which of the following categories best describes your household income?

[J Under $_5,000 [ $25,000 — $34,999
g | [ $5,000 - $9,999

[ $10.000 - $14.999 [1$35,000 — $49,999
0 $15’000_$19’999 [1$50,000 — $74,999
] $20’000 ~ $24’999 [ $75,000 and above
10 What is your marital status?
[J Married/regular partnership [ Single/divorced, widowed

11 | Do you have children? []Yes [1No
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Version 1

[Part B: Medical Information Sources | |All information will be kept confidential.|

In this part, please pick out all the information sources that you WENT to for medical
information, and evaluate the quality of information you got from those sources.

IExa mple: If you WENT to TV but not Radio for medical information, and you think that |
the quality of information from TV is 4, your answer should be:

|

I |

r |

| Medical Didyougohere | 'y 17 (oSO o |

I Information Sources for information? low >->> Hgn I

: 20 TV OYes [ No T 2 3 456 7 |

| 21 Radio OYes [No 1.2 3 4567 :
|

(Please check all that apply and circle the appropriate number)

Did you go here If “Yes”, how good is the

Medical Information Sources for medical quality of information?
information? Low > ->-> High

1 | Talking with Physician / Nurse / Healthcare Provider | [JYes [ No 1 2 3 4 5 6 7
2 | Talking with Other Health Professional / Consultant OYes [ONo 1 2 3 4 5 6 7
3 | Attending Educational Program by HMO / Hospital OYes [ONo 1 2 3 4 5 6 7
4 | National/Local Information Services (IS) OYes [ONo 1 2 3 4 5 6 7
5 | E-mails from Health Professional / HMO / IS OYes [ONo 1 2 3 4 5 6 7
6 | Talking with Support Group [OYes [dNo 1 2 3 4 5 6 7
7 | E-mails from Support Group OYes [ONo 1 2 3 4 5 6 7
8 | Talking with Other Patients OYes [ONo 1 2 3 4 5 6 7
9 | E-mails from Other Patients OYes [ONo 1 2 3 4 5 6 7
10 | Narratives (Written Stories by Other Patients) OYes [ONo 1 2 3 4 5 6 7
11 | Talking with Relatives / Friends / Acquaintances [OYes [JNo 1 2 3 4 5 6 7
12 | E-mails from Relatives / Friends / Acquaintances [ Yes [J No 1 2 3 4 5 6 7
13 | Leaflets / Pamphlets OYes [ONo 1 2 3 4 5 6 7
14 | Medical Journals / Medline / PubMed OYes [ONo 1 2 3 4 5 6 7
15 | Books OYes [ONo 1 2 3 4 5 6 7
16 | Newspapers [OYes [JNo 1 2 3 4 5 6 7
17 | Magazines OYes [ONo 1 2 3 4 5 6 7
18 | Internet OYes [ONo 1 2 3 4 5 6 7
19 | Telephone / Helpline OYes [ONo 1 2 3 4 5 6 7
20 [TV OYes [No 1 2 3 4 5 6 7
21 | Radio OYes [ONo 1 2 3 45 6 7
22 | Audio / Video Tapes OYes [ONo 1 2 3 4 5 6 7
23 | Films OYes [ONo 1 2 3 45 6 7
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APPENDIX B: QUESTIONNAIRE VERSION 2

Medical Information Sources Inquiry for Cancer Patients

The objective of this survey is to investigate the medical information sources you’ve visited and will
visit, and the quality of the medical information you think or you expect from those sources.

| Part A: Background Information | [All information will be kept confidential]

(Please check one box per question)

] I have seen the Doctor
[11am in follow-up

] Lung cancer

] Melanoma

] Non-Hodgkin’s lymphoma
[] Ovarian Cancer

[] Prostate cancer

[] Rectal cancer

] Other:
] Female

1 | O I am waiting to see the Doctor
2 | [ I am currently receiving treatment

What type of cancer did or do you have?

[] Bladder cancer

[] Breast cancer

[ Colon cancer

] Endometrial cancer

[] Head and Neck cancer
[] Leukemia

4 | What is your gender?

] Male

6 | What is your age (in years)?

How would you describe your racial group?

5 | [J White (Non Hispanic)
[] African American
[ Asian/Pacific Islander

] Hispanic or Latin Origin
] Bi-racial
L1 Other:

What is the highest degree completed by you (the patient)?

7 | U Elementary: 0-8 years ] Some College
[]1 Some High School (no diploma) [1 Bachelors degree
] High School (With diploma) ] Graduate/Professional

What is your working status?
8 | [J Working [] Retired
] Full-time sick leave ] Unemployed

Which of the following categories best describes your household income?

] Under $5,000 [ $25,000 — $34,999

[ Married/regular partnership

° E 2?’00880_ —$ 2’1949899 [ $35,000 — $49,999
] $15.,000 — $19.999 [ $50,000 — $74.999
O $20’000 - $24’999 ] $75,000 and above
10 What is your marital status?

] Single/divorced, widowed

11

Do you have children?

[ Yes

[ No
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Version 2

|Part B: Medical Information Sources | |All information will be kept confidential |

In this part, please pick out all the information sources where you FIND medical

information, and evaluate the quality of information that you received from those sources.

(Please check all that apply and circle the appropriate number)

Example: If you FIND medical information on TV but not on the Radio information,
and you think that the information from TV is not very good, your answer should be:

. . If “Yes”, how good is the

Medical Didyou go here oo VS
Information Sources for information? quality of information?
Poor - Excellent
20 TV CYes [J No 1 2 3 45 6 7
21 Radio OvYes [ONo 1 2 3 456 7

Myou go here If “Yes”, how good is the
Medical Information Sources for medical quality of information?
information? Poor > Excellent

1 Talking with Your Physician or Physician’s Assistant [ Yes [ No 1 2 3 45 6 7
2 Talking' with' your physician’s nurse or other health | 7 ves ] No 1 2 3 45 6 7

professional in their office
3 | Talking with Other Health Professional / Consultant OYes [ONo 1 2 3 4 5 6 7
4 | Attending Educational Program by HMO / Hospital OYes [ONo 1 2 3 4 5 6 7

National/Local Medical Information Services (such as
5 | the National Institute of Health or the National Cancer | 1 Yes [ No 1.2 3 45 6 7

Institute)
6 | E-mail from Physician [OYes [JNo 1 2 3 4 5 6 7
7 | E-mail from Physician’s Nurse OYes [ONo 1 2 3 4 5 6 7
8 | Talking with a Support Group [dYes [dNo 1 2 3 45 6 7
9 | E-mails from a Support Group [dYes [dNo 1 2 3 45 6 7
10 | Talking with Other Patients O Yes O No 1 2 3 45 6 7
11 | E-mails from Other Patients [OYes [JNo 1 2 3 4 5 6 7
12 | Narratives (Written Stories by Other Patients) OYes [ONo 1 2 3 4 5 6 7
13 | Talking with Relatives / Friends / Acquaintances OYes [ONo 1 2 3 4 5 6 7
14 | E-mails from Relatives / Friends / Acquaintances [ Yes [ No 1 2 3 4 5 6 7
15 | Medical Leaflets / Pamphlets OYes [ONo 1 2 3 45 6 7
16 | Medical Journals / Medline / PubMed [ Yes [ No 1 2 3 45 6 7
17 | Books OYes [No 1 2 3 45 6 7
18 | Internet Medical Web Sites OYes [ONo 1 2 3 4 5 6 7
19 | Telephone / Helpline OYes [ONo 1 2 3 4 5 6 7
20 | TV/Radio OYes [No 1 2 3 4 5 6 7
21 Newspapers / Magazines O Yes O No 1 2 3 4 5 6 7
22 | Audio / Video Tapes OvYes [ONo 1 2 3 45 6 7
23 | Films / Movies OYes [No 1 2 3 45 6 7
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Version 2

Part C: Medical Information Searching | [All information will be kept confidential]

In this part, please pick out all the information sources that you WILL go to when you are searching
Jfor more medical information, and estimate the quality of the information you expect to find.

Example: If you WILL go to Internet but not to Books when you are searching for more medical
information, and you expect the quality of information from Internet to be high, your answer should be:

|
| |
| |
| N '
| Medical Would you go here for I Ye?hét}z\f/\éﬁo?ﬂg%%gxpect :
I Information Sources information? -
I Poor >  Excellent I
| 15 Internet OYes O No 1 2 3 456 7 |
| 18 Books OYes O No 123456 7 :
e e e e d
(Please check all that apply and circle the appropriate number)
Will you go here If “Yes”, how good do you
Medical Information Sources for more medical expect the information to be?
information? Poor > Excellent
1| Talking with Your Physician or Physician’s Assistant OYes [No 1 2 3 4 5 6 7
2 Talking. with. your physician’s nurse or other health 1 Yes 1 No 1 2 3 4 5 6 7
professional in their office
3 | Talking with Other Health Professional / Consultant OvYes [ONo 1 2 3 4 5 6 7
4 | Attending Educational Program by HMO / Hospital [dYes [No 1 2 3 4 5 6 7
National/Local Medical Information Services (such as
5 | the National Institute of Health or the National Cancer | [JYes [ No 1.2 3 4 5 6 7
Institute)
6 | E-mail from Physician OYes [No 1 2 3 4 5 6 7
7 | E-mail from Physician’s Nurse OYes [ONo 1 2 3 4 5 6 7
8 | Talking with a Support Group OYes [ONo 1 2 3 4 5 6 7
9 | E-mails from a Support Group [dYes [No 1 2 3 4 5 6 7
10 | Talking with Other Patients OvYes [ONo 1 2 3 4 5 6 7
11 | E-mails from Other Patients [ Yes [ No 1 2 3 4 5 6 7
12 | Narratives (Written Stories by Other Patients) OYes [No 1 2 3 4 5 6 7
13 | Talking with Relatives / Friends / Acquaintances OYes [No 1 2 3 4 5 6 7
14 | E-mails from Relatives / Friends / Acquaintances [ Yes [ No 1 2 3 4 5 6 7
15 | Medical Leaflets / Pamphlets O Yes O No 1 2 3 4 5 6 7
16 | Medical Journals / Medline / PubMed [ Yes [ No 1 2 3 4 5 6 7
17 | Books Ovyes [ONo 1 2 3 4 5 6 7
18 | Internet Medical Web Sites O Yes O No 1 2 3 4 5 6 7
19 | Telephone / Helpline OYes [No 1 2 3 4 5 6 7
20 | TV/Radio OYes [ONo 1 2 3 4 5 6 7
21 | Newspapers / Magazines OYes [No 1 2 3 4 5 6 7
22 | Audio/ Video Tapes O Yes O No 1 2 3 4 5 6 7
23 | Films / Movies Ovyes [ONo 1 2 3 4 5 6 7
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APPENDIX C: QUESTIONNAIRE VERSION 3

Medical Information Sources Inquiry for Cancer Patients

The objective of this survey is to investigate the medical information sources you’ve visited and will visit, and the quality of the
medical information you think or you expect from those sources.

[Part A: Background Information | |All information will be kept confidential |

(Please check one box per question)

1

L] I am waiting to see the Doctor

1 I have seen the Doctor

2 | [ I'am currently receiving treatment ] Iam in follow-up
What type of cancer did or do you have? [ Colon cancer [ 1 Lung cancer 1 Prostate cancer
3 | [ Bladd [] Endometrial cancer [] Melanoma [ Rectal cancer
OB adaer cancer [1 Head and Neck cancer [1 Non-Hodgkin’s lymphoma
reast cancer [1 Leukemia [] Ovarian Cancer U] Other:
4 | What is your gender? L] Male L] Female
5 | What is your age (in years)?
s | How would you describe your racial ] White (Non Hispanic) [ Asian/Pacific Islander ] Bi-racial
group? ] African American ] Hispanic or Latin Origin L] Other:
- | What s the highest degree completed by L] Elementary: 0-8 years L] High School (With diploma) [ Bachelors degree
you? [1 Some High School (no diploma)  [] Some College [1 Graduate/Professional
8 | What is your working status? [ 1 Working s Retired [] Full-time sick leave ] Unemployed
. . . [1 Under $5,000 [] $15,000 — $19,999 [ ] $35,000 — $49,999
g | Which of the following categories best [ $5,000 — $9,999 [ $20,000 — $24.999 [ $50,000 — $74.999
describes your income? [ $10,000 — $14,999 [ $25,000 — $34,999 [ $75,000 and above
10 | What is your marital status? 1 Married/regular partnership [ Single/divorced, widowed

11

Do you have children?

[ Yes

[ No
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Version 3

Part B: Medical Information Sources | [All information will be kept confidential]

In this part, please:
1) Pick out all the information sources where you FIND medical information, and evaluate the quality of information that
you received from those sources;
2) Pick out all the information sources that you WILL go to when you are searching for more medical information, and

estimate the quality of the information you expect to find.

Example: If you FIND medical information on Telephone / helpline but not on the TV / radio information, and you think that the

information from Telephone / helpline is not very good; And in the future, you WILL go to Internet medical web sites but not
Telephone / helpline or TV / radio when you are searching for more medical information, and estimate the quality of the

information from Internet to be high, your answer should be:

Did you go here | If “Yes”, how good is the | Will you go here | If “Yes”, how good do you

Medical Information Sources for medical quality of information? | for more medical | expect the information to be?
information? Poor > Excellent information? Poor > Excellent
17 | Internet medical websites |[JYes [ONo |1 2 3 4 5 6 7 |[JYes |[JNo 1 2 3 45 6 7
18 | Telephone / helpline [JYes [INo |1 2 3 4 5 6 7 |[dVYes | [INo 1 2 3 4 5 6 7
19 | TV /radio [OYes [ONo |1 2 3 4 5 6 7 |[Yes | [INo 1 2 3 4 5 6 7
o 1
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(Please check all that apply and circle the appropriate number)

Version 3

Did you go here for If “Yes”, how good is the Will you go here for If “Yes”, how good do you
Medical Information Sources medical quality of information? more medical expect the information to be?
information? Poor >  Excellent information? Poor >  Excellent
1 Talking with your physician or physician’s assistant [ Yes CINo 1 2 3 4 5 6 7 [ Yes [CONo 1 2 3 4 5 6 7
2 E-mail from your physician or physician’s assistant [ Yes [CONo 1 2 4 5 6 7 [ Yes | [ONo 1 2 4 5 6 7
3 Talking with you.r physician’s nurse / other health professional in OvYes [INo 1 2 3 4 5 6 7 |[dvYes | ONo 1.2 3 45 6 7
their office
4 E-mail from physician’s nurse / other health professional [ Yes CINo 1 2 3 4 5 6 7 [ Yes [CONo 1 2 3 4 5 6 7
5 | Attending educational program by HMO / hospital [ Yes [ONo 1 2 3 4 5 6 7 [ Yes | [ONo 1 2 3 45 6 7
6 | Talking with a support group OYes [ONo 1 2 3 4 5 6 7 |[OdvYes | ONo 1 2 3 4 5 6 7
7 E-mails from a support group [ Yes [ONo 1 2 3 45 6 7 [ Yes | [ONo 1 2 3 45 6 7
8 | Talking with other patients [ Yes [JINo 1 2 3 45 6 7 O Yes | CNo 1 2 3 45 6 7
9 E-mails from other patients [ Yes [ONo 1 2 3 45 6 7 [ Yes | [ONo 1 2 3 45 6 7
10 | Narratives (written stories by other patients) [ Yes INo 1 2 3 45 6 7 O vYes | CNo 1 2 3 45 6 7
11 | Talking with relatives / friends / acquaintances OYes [ONo 1 2 3 4 5 6 7 |QOYes | ONo 1 2 3 45 6 7
12 | E-mails from relatives / friends / acquaintances [ Yes [INo 1 2 3 45 6 7 O Yes | CNo 1 2 3 45 6 7
National / local medical information services (such as the National

13 Institute of Health or the National Cailcer Institute) [ Yes [INo 1234567 [ Yes [INo 1234567
14 | Medical leaflets / pamphlets O Yes [CNo 1 2 3 4 5 6 7 |[dYes | No 1 2 3 45 6 7
15 | Medical journals / Medline / PubMed O Yes [CNo 1 2 3 4 5 6 7 |[dYes | ONo 1 2 3 45 6 7
16 | Books O Yes CNo 1 2 3 4 5 6 7 O Yes ONo 1 2 3 4 5 6 7
17 | Internet medical web sites [ Yes INo 1 2 3 45 6 7 OvYes | CNo 1 2 3 45 6 7
18 | Telephone / helpline OYes [ONo 1 2 3 4 5 6 7 |OYes | ONo 1 2 3 45 6 7
19 | TV/radio [ Yes [ONo 1 2 3 4 5 6 7 |[dYes | ONo 1 2 3 45 6 7
20 | Newspapers / magazines OYes [ONo 1 2 3 4 5 6 7 |OYes | ONo 1 2 3 45 6 7
21 | Audio / video tapes [ Yes [INo 1 2 3 45 6 7 OYes | CNo 1 2 3 45 6 7
22 | Films/movies O Yes CNo 1 2 3 4 5 6 7 O Yes ONo 1 2 3 4 5 6 7
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APPENDIX D: QUESTIONNAIRE VERSION 4

Medical Information Sources Inquiry for Cancer Patients

The objective of this survey is to investigate the medical information sources you’ve visited and
will visit, and the quality of the medical information you think or you expect from those sources.

| Part A: Background Information | | All information will be kept confidential.|

(Please check one box per question)

1 | [J I am waiting to see the Doctor 1 I have seen the Doctor
2 | [ 1'am currently receiving treatment ] Iam in follow-up

What type of cancer did or do you have? (] Lung cancer

[] Bladder cancer [ Melanoma ’

[ Breast cancer [ Non-Hodgkin’s lymphoma
3 | O Colon cancer ] Ovarian Cancer

[] Endometrial cancer [ Prostate cancer

[ Head and Neck cancer O Rectal cancer

] Leukemia 1 Other:

What is your gender? L] Male [] Female

What is your age (in years)?

How would you describe your racial group?

6 | [ White (Non Hispanic) (] Hispanic or Latin Origin
[] African American [] Bi-racial
[ Asian/Pacific Islander U] Other:
What is the highest degree completed by you (the patient)?
7 | [ Elementary: 0-8 years [ Some College
L] Some High School (no diploma) [] Bachelors degree
] High School (With diploma) ] Graduate/Professional
What is your working status?
8 | J Working [ Retired
[ Full-time sick leave [] Unemployed

Which of the following categories best describes your household income?

o |Birsesngos 0 525000 s
[ $10,000 — $14,999 [ $35,000 - $49,999
’ ’ ] $50,000 — $74,999

E %;gggg : 2;2888 1 $75,000 and above
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Version 4

Part B: Medical Information Sources | [All information will be kept confidential]

In this part, please:
1) Pick out all the information sources where you FIND medical information, and evaluate the quality of information that you
received from those sources.

Example: If you FIND medical information on Internet medical web sites and Telephone / helpline but not on the TV / radio, and you think that the
ihformation from Internet medical web sites is of high quality but the information from Telephone / helpline is not very good, your answer should be:

g
........ N

&\\\»@&&%a&%&&\\\
&\\\\\\3\\\‘§&\\\\\\§\\\\\§\\\\&\§\&\\\\§

7.

Did you go here for If “Yes”, how good is the
. . h . oo
Medical Information Sources medical information? quality of information?

t
|
|
| Poor - Excellent
|
|
|
f

\\\\\\\'\&\\ N

17 | Internet medical web sites O Yes CINo 1 2 3 45 6 7 SRR \ 3 \\:Q&‘ \
18 | Telephone / helpli gv ON 123 456 7 \“‘\\ N \\
19 T?/?F;ag%e epne szz DNg 1.2 3 45 6 7 %\‘E\\%& &&&&&

2) Pick out all the information sources that you WILL go to when you are searching for more medical information, and estimate
the quality of the information you expect to find.

IrExample: In the future, if you WILL go to Internet medical web sites but not Telephone / helpline or TV / radio when you are searching for
MORE medical information, and you estimate that the quality of the information from Internet medical web sites to be high, your answer should
be:

|
|
| |
|
| NP You gohere RN FER  How yod istheY  Will you go here If “Yes”, how good do you I
: Medical Information Sources \\i\\\\\\\\\\\\\\\\.\ %mmm for more medical expect the information to be? :
: §Q§®§§\§:§§t\\\§\§§\\\\§§g§§§ information? Poor > Excellent :
17 | Internet medical web sites i haaY O Yes T OONo 1 2 3 4 5 6 7
:18 Telephone / helpline §§§§\§§§§§\§§§§§\§ O Yes | [ONo 1 2 3 4 5 6 7 :
| 19 | TV/radio \§&“\\\§"§\\\§§§&\§§x\§ O Yes | CINo 1.2 3 45 6 7 |
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(Please check all that apply and circle the appropriate number)

Version 4

Did you go here for If “Yes”, how good is the Will you go here for If “Yes”, how good do you
Medical Information Sources medical quality of information? more medical expect the information to be?
information? Poor >  Excellent information? Poor >  Excellent
1 Talking with your physician or physician’s assistant [ Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 4 5 6 7
2 E-mail from your physician or physician’s assistant [ Yes [CONo 12 3 4 5 6 7 |[VYes [ONo 1 2 3 45 6 7
3 Talking p‘?’gfzsézﬁ; i?lﬁ:crlif:iie nurse / other health [ Yes ONo 1 234586 7 [ Yes CNo 1 2345867
4 E-mail from physician’s nurse / other health professional [ Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 4 5 6 7
5 Attending educational program by HMO / hospital [ Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 45 6 7
6 | Talking with a support group OYes [ONo 1 2 3 4 5 6 7 |dYes | [INo 1 2 3 45 6 7
7 | E-mails from a support group OYes [ONo 1 2 3 4 5 6 7 |dYes | [INo 1 2 3 4 5 6 7
8 | Talking with other patients O Yes CONo 1 2 3 4 5 6 7 |[OVYes [ONo 1 2 3 45 6 7
9 | E-mails from other patients OvYes [ONo 1 2 3 4 5 6 7 |OdYes | [No 1 2 3 45 6 7
10 | Narratives (written stories by other patients) [ Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 45 6 7
11 | Talking with relatives / friends / acquaintances [ Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 45 6 7
12 | E-mails from relatives / friends / acquaintances [ Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 45 6 7
National / local medical information services (such as the
13 National Institute of Health or the National Cancer | [] Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 45 6 7
Institute)

14 | Medical leaflets / pamphlets OYes [ONo 1 2 3 4 5 6 7 | OYes | [INo 1 2 3 45 6 7
15 | Medical journals / Medline / PubMed O Yes CONo 1 2 3 4 5 6 7 |[OVYes [ONo 1 2 3 45 6 7
16 | Books [ Yes CONo 1 2 3 4 5 6 7 |[OVYes [INo 1 2 3 45 6 7
17 | Internet medical web sites [ Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 4 5 6 7
18 | Telephone / helpline [ Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 4 5 6 7
19 | TV /radio O Yes OONo 1 2 3 4 5 6 7 |OVYes OONo 1 2 3 45 6 7
20 | Newspapers / magazines [ Yes [INo 1 2 3 4 5 6 7 [ Yes [INo 1 2 3 4 5 6 7
21 | Audio / video tapes [ Yes [ONo 1 2 3 4 5 6 7 |[VYes [ONo 1 2 3 45 6 7
22 | Films/movies OYes [ONo 1 2 3 4 5 6 7 |dYes | [INo 1 2 3 45 6 7
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APPENDIX E: QUESTIONNAIRE VERSION 5

Medical Information Sources Inquiry for Cancer Patients

Instructions

Thanks for taking this two-page survey. The objective of this survey is to investigate the medical
information sources you’ve visited and will visit, and the quality of the medical information you think
or you expect from those sources.

asks some background information about you. Please answer all the questions in this part by
checking the appropriate box.

investigates the medical information sources you’ve visited in the past and will visit in the
future. There are two sections in this part, Section B1 and B2:
Section B1, which is on the left, asks about the medical information sources you’ve visited in the past. Please
pick out all the information sources where you FOUND medical information, and evaluate the quality of
information that you received from those sources.

1

Example: Suppose you FOUND medical information on Internet medical web sites and Telephone/helpline but not on!
TV/radio, and you think that the information from Internet medical web sites is of high quality but the information from
Telephone/helpline is not very good, your answer should be:

Section B1 Section B2
: ; Did you go here If “Yes”, how good is the e /’””/’”/’/////////////

Medical Information Sources for medical quality of information? ,. /// /// 1 //,(/’ //// ’/// / l// |
I]informati(a? Poor > Excellent /,g,//;,/,;» o9 / //// P55 "% 5 4.‘”/{/’;;”’// Z

17 | Internet medical web sites Yes No 1234567 {/,/ w. !
18 Telephone / helpline OYes CNo 1234567 / ////'//7/ :
19 | TV/radio [JYes CINo 1234567 ,_4_4,, //j;,- ,, , :
1

Section B2, which is on the right, asks about the medical information you’ll visit in the future. Please pick out

all the information sources that you WILL go to when you are searching for more medical information, and

estimate the quality of the information you expect to find.

Example: In the future, if you WILL go to Internet medical web sites but not Telephone/helpline or TV/radio when you are l
searching for MORE medical information, and you estimate that the quality of the information from Internet medical web |

sites to be high, your answer should be: '
1

1
1
1
1
|
1
' Section B1 Section B2 I
! ) ) / ’/”/”"/’”/ %4 "'/ 5”/ Will you go here If “Yes”, how good doyou ||
: Medical Information Sources ////- / // /,,/ , ‘// for more medical expect the information to be? |1
! / , A ’ information? Poor > Excellent :
i 17 | Internet medical web sites / / ”/ / / /e’/ / OvYes | ONo 1234567 !
i | 18 | Telephone / helpline ﬁ / / / ;/ / OYes | ONo 12345867 \
! 19 | TV/radio /_’_/_,,, , - /? 74 Oves | ONo 123 45867 !

Please answer all the questions in this part by checking the appropriate box.
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[Part A: Background Information | | All information will be kept confidential.|

(Please check one box per question)

1 [J 1 am waiting to see the Doctor [J I have seen the Doctor
2 [J 1 am currently receiving treatment [J 1 am in follow-up
What type of cancer did or do you have? [J Lung cancer
[ Bladder cancer L] Melanoma
[ Breast cancer [ Non-Hodgkin’s lymphoma
3 | O colon cancer ] Ovarian Cancer
O Endometrial cancer L] Prostate cancer
[J Head and Neck cancer O Rectal cancer
[ Leukemia U Other:
What is your gender? [J Female
5 What is your age (in years)?
How would you describe your racial group?
6 | [J White (Non Hispanic) [J Hispanic or Latin Origin
[J African American [ Bi-racial
[ Asian/Pacific Islander O other:
What is the highest degree completed by you (the patient)?
7 | [ Elementary: 0-8 years [] Some College
[ Some High School (no diploma) [ Bachelors degree
[ High School (With diploma) [ Graduate/Professional
What is your working status?
8 | [0 Working [J Retired
[ Full-time sick leave [J Unemployed
Which of the following categories best describes your household income?
[ Under $5,000 _
o | Dssmnsvs0s 0 goon-sets
L] $10,000 - $14,999 [J $50,000 — $74.999
[J $15,000 — $19,999 ’ :
] $20.000 — $24.999 [ $75,000 and above
10 | Do you have medical insurance? [JYes [JNo
11 What is your marital status?
[J Married/regular partnership O Single/divorced, widowed
12 | Do you have children? [J No
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|Part B: Medical Information Sources | |All information will be kept confidential

(Please check all that apply and circle the appropriate number)

Version 5

Section B1 Section B2
Medical Information Sources Did you gc.: here for If “Ye.s”, ho.w good is the Will you go h.ere If “Yes”, r.iow goot.i do you
medical quality of information? for more medical expect the information to be?
information? Poor >  Excellent information? Poor >  Excellent
1 | Talking with your physician or physician’s assistant OYes [ONo |1 2 3 4 5 6 7 ||0Yes | No 1 2 3 4 5 6 7
2 | E-mail from your physician or physician’s assistant COYes [ONo |1 2 3 4 5 6 7|I0Yes | ONo 1 2 3 45 6 7
3 Talking \:/ri]'gry;lfji(r:ephysician’s nurse / other health professional in [ Yes CINo 1 2 3 4 5 6 71O VYes CONo 1 2 3 4 5 6 7
4 | E-mail from physician’s nurse / other health professional OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
5 | Attending educational program by HMO / hospital OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
6 | Talking with a support group OYes [No |1 2 3 4 5 6 7 |I0dYes | ONo 1 2 3 45 6 7
7 | E-mails from a support group OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
8 | Talking with other patients OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
9 | E-mails from other patients OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
10 | Narratives (written stories by other patients) OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
11 | Talking with relatives / friends / acquaintances [OYes [ONo | 1 2 3 4 5 6 7 ||0Yes | [No 1 2 3 4 5 6 7
12 | E-mails from relatives / friends / acquaintances COYes [ONo |1 2 3 4 5 6 7 |I0Yes | ONo 1 2 3 45 6 7
National / local medical information services (such as the National

3 Institute of Health or the National Cancer Institute) [ Yes [No 123456 7([LYes [INo 1234567
14 | Medical leaflets / pamphlets OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
15 | Medical journals / Medline / PubMed OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
16 | Books OYes [OONo |1 2 3 4 5 6 7 I0Yes | ONo 1 2 3 4 5 6 7
17 | Internet medical web sites OYes [ONo | 1 2 3 4 5 6 7 10Yes | ONo 1 2 3 4 5 6 7
18 | Telephone / helpline OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
19 | TV/radio OYes [ONo |1 2 3 4 5 6 7 |I0Yes | [ONo 1 2 3 45 6 7
20 | Newspapers / magazines OYes [ONo |1 2 3 4 5 6 7||0Yes | ONo 1 2 3 4 5 6 7
21 | Audio / video tapes [OYes [No | 1 2 3 4 5 6 7 ||0Yes | [No 1 2 3 4 5 6 7
22 | Films / movies COYes [ONo [ 1 2 3 4 5 6 7 |I0Yes | ONo 1 2 3 45 6 7
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APPENDIX F: QUESTIONNAIRE VERSION 6

Medical Information Sources Inquiry for Cancer Patients

Instructions

Thanks for taking this two-page survey. The objective of this survey is to investigate the
medical information sources you’ve visited and will visit, and the quality of the medical
information you think or you expect from those sources.

Part A asks some background information about you. Please answer all the questions in
this part by checking the appropriate box.

investigates the medical information sources you’ve visited in the past and will
visit in the future through two sections, Section B1 and B2. Section B1 asks about the
medical information sources you’ve visited in the past, and Section B2 asks about the
medical information you’ll visit in the future. Please answer all the questions in this
part by checking the appropriate box.
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IPart A: Background Information | | All information will be kept confidential |

(Please check one box per question)

1 [J 1 am waiting to see the Doctor ] I have seen the Doctor
2 [J 1 am currently receiving treatment [J 1am in follow-up
What type of cancer did or do you have? [J Lung cancer
[ Bladder cancer [J Melanoma .
O Breast cancer [J Non-Hodgkin’s lymphoma
3 | O colon cancer ] Ovarian Cancer
1 Endometrial cancer L] Prostate cancer
[ Head and Neck cancer O Recta! cancer
[ Leukemia U Other:
What is your gender? [J Female
What is your age (in years)?
How would you describe your racial group?
6 | [J White (Non Hispanic) [ Hispanic or Latin Origin
[ African American [ Bi-racial
[ Asian/Pacific Islander O Other:
What is the highest degree completed by you (the patient)?
7 | O Elementary: 0-8 years [] Some College
[J Some High School (no diploma) [ Bachelors degree
[ High School (With diploma) [J Graduate/Professional
What is your working status?
8 | O Working [ Retired
[ Full-time sick leave [J Unemployed
Which of the following categories best describes your household income?
[ Under $5,000
o | Dsss%0-s0000 O a0 ssasss
[]$10,000 - $14,999 [ $50,000 — $74,999
[ $15,000 — $19,999 0 75'000 and ab
[J $20,000 — $24,999 $75,000 and above
10 | Do you have medical insurance? [JYes [JNo
11 What is your marital status?
0 Married/regular partnership O Single/divorced, widowed
12 | Do you have children? [J No
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[Part B: Medical Information Sources

Version 6

|All information will be kept confidential.l

Example: Suppose 1) you FOUND medical information both from books and TV/radio, and you think that the information from Books is of high
quality but the information from TV/radio is not so good; 2) In the future, you WILL go to books but not TV/radio when you are searching for MORE
medical information, and you estimate that the quality of the information from books to be high, your answer should be:

1
1 1
1 1
1 1
1 1
1 1
1 1
1 1
1
i Section B1 Section B2 !
13 ” 1 H W ” 1
! Medical Information Sources Did you go here for If Ye.s , ho.w good !s the Will you go hfere for If “Yes”, how goot.i do you expect :
' n@ical information? quality of information? more medical the information to be? H
' ' Poor >  Excellent information? Poor -  Excellent |
i [ 16 | Books 1 Yes CINo 1 2 3 4 5 6 7 ||OVes CINo 1 2 3 45 6 7 i
1
1| 19 | TV/radio O Yes CINo 1 2 3 4 5 6 7 [ Yes CINo 1 2 3 4 5 6 7 !
D T B T A S T Pt o P e [ paq [T T fatuee L .
(Please check all that apply and circle the appropriate number) Past Future
Section B1 Section B2
Medical Information Sources Didyou gc.> here for If “Ye.s”, ho.w good is the Willyou go hfere for If “Yes”, t}ow gootli do you
medical quality of information? more medical expect the information to be?
information? Poor >  Excellent information? Poor -  Excellent
Talking with your physician or physician’s assistant OYes [ONo 1 2 3 4 5 6 7 ||OYes | ONo 1 2 3 4 5 6 7
E-mail from your physician or physician’s assistant OvYes [ONo 1 2 3 4 5 6 7 ||0Yes | ONo 1 2 3 4 5 6 7
Talking with y.our .phy5|.(:|an.s nurse / other health ] Yes CINo 1 2 3 4 5 6 7 [ Yes [CINo 1 2 3 4 5 6 7
professional in their office
E-mail from physician’s nurse / other health professional OvYes [ONo 1 2 3 45 6 7 ||OYes | ONo 1 2 3 45 6 7
Attending educational program by HMO / hospital O Yes CINo 1 2 3 4 5 6 7 O Yes CINo 1 2 3 4 5 6 7
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[ pact | [ i |
Past Future
Section B1 Section B2
Medical Information Sources Did you go here for If “Yes”, how good is the Will you go here for If “Yes”, how good do you
(Continue) medical quality of information? more medical expect the information to be?
information? Poor -  Excellent information? Poor >  Excellent
6 | Talking with a support group OYes [ONo 1 2 3 4 5 6 7 OYes | ONo 1 2 3 4 5 6 7
7 | E-mails from a support group OvYes [ONo 1 2 3 4 5 6 7 OYes | ONo 1 2 3 4 5 86 7
8 | Talking with other patients OvYes [ONo 1 2 3 4 5 6 7 OYes | ONo 1 2 3 4 5 86 7
9 | E-mails from other patients OYes [ONo 1 2 3 4 5 6 7 OYes | ONo 1 2 3 4 5 6 7
10 | Narratives (written stories by other patients) [dYes [No 1 2 3 4 5 6 7 [JYes | [CONo 1 2 3 4 5 6 7
11 | Talking with relatives / friends / acquaintances [OJYes [ONo 1 2 3 4 5 6 7 [JYes | CNo 1 2 3 4 5 6 7
12 | E-mails from relatives / friends / acquaintances OvYes [ONo 1 2 3 4 5 6 7 ||[OdYes | ONo 1 2 3 45 6 7
National / local medical information services (such
13 as the National Institute of Health or the || 0 Yes  [ONo 1 2 3 4 5 6 7 O Yes | ONo 1 2 3 4 5 6 7
National Cancer Institute)

14 | Medical leaflets / pamphlets OvYes [ONo 1 2 3 4 5 6 7 OYes | ONo 1 2 3 4 5 86 7
15 | Medical journals / Medline / PubMed OvYes [ONo 1 2 3 4 5 6 7 OYes | ONo 1 2 3 4 5 686 7
16 | Books [dYes [No 1 2 3 4 5 6 7 [dYes | CNo 1 2 3 4 5 6 7
17 | Internet medical web sites OYes [ONo 1 2 3 4 5 6 7 OYes | ONo 1 2 3 4 5 6 7
18 | Telephone / helpline OvYes [ONo 1 2 3 4 5 6 7 OYes | ONo 1 2 3 4 5 6 7
19 | TV/radio OYes [No 1 2 3 4 5 6 7 ||OYes | ONo 1 2 3 45 6 7
20 | Newspapers / magazines OvYes [ONo 1 2 3 4 5 6 7 ||[OdYes | [ONo 1 2 3 45 6 7
21 | Audio / video tapes [OYes [No 1 2 3 4 5 6 7 dYes | CNo 1 2 3 4 5 6 7
22 | Films/ movies OvYes [ONo 1 2 3 4 5 6 7 O Yes | ONo 1 2 3 4 5 6 7
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APPENDIX G: QUESTIONNAIRE VERSION 7

Chen Wang, Graduate Student
Management of Technology Program
Vanderbilt University

Tel: 615-322-7769

David Dilts, PhD, MBA

Professor & Director, Graduate Studies
Management of Technology Program
Vanderbilt University

Tel: 615-322-3479

Fax: 615-322-7996

Dear Participant,

I am a graduate student in the Management of Technology program at Vanderbilt University, working
with Dr. David Dilts. The objective of my research is to investigate where cancer patients find
information and what they feel about the quality of such information. We also wish to investigate where
you may go in the future for more information and what you believe the quality of that information may
be.

Your responses to the survey will only be used for purpose of this study and not for any diagnostic or
medical purposes. All individual responses are completely confidential. Completing the survey is entirely
voluntary, and by doing so you consent to having the survey information used in the study.

The survey takes about 10-15 minutes. There are three parts to the survey. The first part asks general
background questions. The second part asks about sources of medical information. The third part presents
you with four scenarios and asks your opinion of how likely you are to do something.

You may refuse to answer any question at any time and, again, all individual responses will be entirely
confidential and anonymous.

This survey has been supported by the Vanderbilt Ingram Cancer Center and has been reviewed and
received approval from the Institutional Review Board at Vanderbilt University. For questions concerning
this study or survey, please contact Chen Wang at 615-322-7769, or Dr. David Dilts at 615-322-3479, or
the Institutional Review Board at 615-322-2918 and 866-224-8273 (toll free).

Thank you very much for your time. Your input will help us to evaluate better ways to deliver health care
information to patients.

Chen Wang
Management of Technology Program
Vanderbilt University
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Version 7

Medical Information Sources For Cancer Patients

Instructions

Thanks for taking this survey. The objective of this survey is to investigate the medical
information sources you have visited in the past and may visit in the future.

In this part, we will ask background information. All individual responses
will be kept completely confidential.
Please answer the questions in this part by checking the appropriate box.

This part is divided into two sections.

Section B1 asks about the medical information sources you’ve visited in
the past; Section B2 asks about the medical information you’ll visit in the
future.

Please answer the questions in this part by checking the appropriate box.

201



[Part A: Background Information| |All information will be kept confidential. |

(Please check one box or circle one answer per question.)

I'm filling in this questionnaire [] as a patient [] for a patient I'm accompanying

1 What is your gender? [ Male [J Female
2 What is your age (in years)?
3 How would you describe your racial group?
] White (Non Hispanic) [ Hispanic or Latin Origin
[ African American [ Bi-racial:
[ Asian/Pacific Islander 0 Other:
4 What is the highest degree completed by you?
[J Elementary: 0-8 years [J Some college
[J Some high school (no diploma) [ Bachelor’s degree
[ High school (with diploma) [0 Graduate/professional
5 What is your working status?
[J Working [J Retired
[ Full-time sick leave [J Unemployed
6 Which of the following categories best describes your household income?
[J Under $5,000
O $25,000 — $34,999
0$ 5,000-$ 9,999
[ $35,000 — $49,999
[J $10,000 — $14,999
[ $50,000 — $74,999
[ $15,000 — $19,999
[J $75,000 and above
[ $20,000 — $24,999
7 Do you have medical insurance? [JYes [JNo
8 What is your marital status? [] Married/regular partnership [] Single/divorced, widowed
9 Do you have children? [ Yes [ No
10 What type of cancer did or do you have? O Lung cancer
[ Bladder cancer [J Melanoma
[ Breast cancer [ Non-Hodgkin’s lymphoma
[J Colon cancer O Ovarian cancer
[J Endometrial cancer O Prostate cancer
[J Head and neck cancer O Rectal cancer
[ Leukemia O Other:
11 [ 1 am currently receiving treatment [J 1 am in follow-up
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Version 7

[Part B: Medical Information Sources| | All information will be kept confidential. |

There are a number of sources of medical information. For example, you could have heard something on TV or you could have searched the
Internet. We are interested in your opinion of each source, so each has a separate question.

There are four elements to each question in this section:
1. First, have you used the specific source for medical information in the past?
2. Second, what is your opinion of the quality of the information found from this source in the past?
3. Third, will you use this medical source for information in the future?
4. What is your opinion of the expected quality of the information you will gather from this source in the future?

EXAMPLE | Suppose you have FOUND medical information from Books in the past and you believe that the quality of information from

Books was excellent. You should check “Yes” in Section B1, and circle “7” the quality of information. Suppose you WILL continue to use Books
as a source of information in the future and you expect that the quality of information will continue to be excellent. You should check “Yes” in
Section B2 and circle “7” for quality of information.

Suppose you FOUND medical information 7V/radio and believe that the quality of information from 7V/radio was poor, then in B1 you would
check “Yes” and circle “1”. Suppose you WILL not search for more medical information from TV/radio, then you should check “no” and leave

the quality of information scale blank. Quality Scale
Medical 1 = Very Poor Medical
information 2 = Poor information
sources in the 3 = Below Average sources in the
PAST 4 = Average FUTURE
5 = Good
6 = Very Good
7 = Excellent
Section B1 - PAST Section B2 - FUTURE
Medical Information Sources . M you gfet If “Y.es”, hoYv good vyas .W_III you. get Medlca.l If “Yes”, I]ow goot.i do you expect
Medical information from the information quality? information from this the information to be?
this source? Very Poor -> Excellent source in the future? Very Poor -  Excellent
16 | Books DdYes  [INo 1..2..3..4..5.6(7) [[BYes [LNo 1..2..3..4..5.6F
19 | TV/radio X Yes [J No ®@.2.3.4.5.6.7 [ Yes X No 1..2..3..4..5...6...7
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Version 7

Quality Scale
1= Very Poor
2 = Poor
Medical 3 = Below Average Medical
information 4 = Average information
. . sources in the 5 = Good sources in the
Please check all that apply and circle the appropriate S 6 = Very Good
number. pasT 7 = Excellent FIITIIRE
Section B1 - PAST Section B2 - FUTURE
. . Did you get If “Yes”, how good was the Will you get Medical If “Yes”, how good do you expect
Medical Information Sources Medical information information quality? information from this the information quality?
from this source? Very Poor > Excellent source? Very Poor > Excellent
1 Talking with physician or physician’s assistant [OYes [No 1..2..8..4..5..6...7 [OYes [ONo 1..2..8..4..5..6...7
2 E-mail from physician or physician’s assistant OYes [No 1..2..8..4..5..6...7 OYes [ONo 1..2..8..4..5..6...7
3 Talking with nurse/other health professionals OvYes [ONo 1..2..8..4..5..6...7 OvYes [ONo 1..2..3..4..5..6...7
4 | E-mail from nurse/other health professionals OYes [ONo 1..2..3..4..5...6..7 OYes [ONo 1..2..3..4..5...6..7
5 Attending educational program by HMO/hospital [[1Yes [1No 1..2.3..4.5..6..7 ||[[1Yes [INo 1..2..3..4..5..6..7
6 Talking with a support group [OdYes [No 1..2..8..4..5..6...7 [OYes [ONo 1..2..8..4..5..6...7
7 E-mail/Chat-room with a support group [OYes [No 1..2..8..4..5..6...7 OYes [ONo 1..2..8..4..5..6...7
8 | Talking with other patients OYes [ONo 1...2...3..4..5...6...7 [ Yes [ONo 1..2...3..4..5...6...7
9 E-mail/Chat-room with other patients OYes [No 1..2..8..4..5..6...7 OvYes [ONo 1..2..8..4..5..6...7
10 | Narratives (written stories by other patients) [[1Yes [1No 1..2..3..4.5.6.7 ||[[1Yes [1No 1..2...3..4...5...6..7
11 | Talking with relatives/friends/acquaintances [dYes [dNo 1..2...83..4..5...6..7 [dJYes [ONo 1..2..3..4..5...6..7
12 | E-mails from relatives/friends/acquaintances OYes [ONo 1..2...83..4..5...6..7 OYes [ONo 1..2..3..4..5...6..7
13 | Message Board OYes [No 1..2..8..4..5..6...7 OYes [ONo 1..2..8..4..5..6...7
National/local medical information services

14 (e.g. National Institute of Health/National Cancer Institute) Clives CliNo 1.2..3..4..5..6..7 CliYes [T Na 1..2..3..4..5..6..7
15 | Medical leaflets/pamphlets | []Yes [INo 1...2..3..4..5..6..7 ||[JYes [INo 1..2...3..4...5...6..7
16 | Medical journals/Medline/Pub Med [dYes [No 1..2..8..4..5..6...7 dYes [ONo 1..2..8..4..5..6...7
17 Books [ Yes [J No 1...2..8...4..5..6...7 OYes [ONo 1...2..8...4..5...6...7
18 | Internet medical web sites OYes [No 1..2..8..4..5..6...7 OvYes [ONo 1..2..8..4..5..6...7
19 | Telephone/helpline [OYes [No 1..2...8..4..5...6..7 OYes [ONo 1..2..3..4..5...6..7
20 | TV/radio [[1Yes [1No 1..2..3.4.5.6.7 ||[[1Yes [INo 1...2...3..4..5...6..7
21 Newspapers/magazines [JYes [JNo 1..2..3..4..5...6..7 [JYes [JNo 1..2..3..4..5...6..7
22 | Audio/video tapes OYes [No 1..2..8..4..5..6...7 OvYes [ONo 1..2..38..4..5..6...7
23 | Films/movies [JYes [No 1...2..3..4..5...6..7 ] Yes [ No 1...2...3..4..5...6..7
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APPENDIX H: QUESTIONNAIRE VERSION 8

Chen Wang, Graduate Student
Management of Technology Program
Vanderbilt University

Tel: 615-322-7769

David Dilts, PhD, MBA

Professor & Director, Graduate Studies
Management of Technology Program
Vanderbilt University

Tel: 615-322-3479

Fax: 615-322-7996

Dear Participant,

I am a graduate student in the Management of Technology program at Vanderbilt University, working
with Dr. David Dilts. The objective of my research is to investigate where cancer patients and their
companions find information and what they feel about the quality of such information. We also wish to
investigate where they may go in the future for more information and what they believe the quality of that
information may be.

Your responses to the survey will only be used for purpose of this study and not for any diagnostic or
medical purposes. All individual responses are completely confidential. Completing the survey is entirely
voluntary, and by doing so you consent to having the survey information used in the study.

The survey takes about 10-15 minutes. There are three parts to the survey. The first part asks general
background questions. The second part asks about sources of medical information. The third part presents
you with four scenarios and asks your opinion of how likely you are to do something.

You may refuse to answer any question at any time and, again, all individual responses will be entirely
confidential and anonymous.

This survey has been supported by the Vanderbilt Ingram Cancer Center and has been reviewed and
received approval from the Institutional Review Board at Vanderbilt University. For questions concerning
this study or survey, please contact Chen Wang at 615-322-7769, or Dr. David Dilts at 615-322-3479, or
the Institutional Review Board at 615-322-2918 and 866-224-8273 (toll free).

Thank you very much for your time. Your input will help us to evaluate better ways to deliver health care
information to patients.

Chen Wang
Management of Technology Program
Vanderbilt University
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Version 8

Medical Information Sources For Cancer Patients

Instructions

Thanks for taking this survey. The objective of this survey is to investigate the medical information sources
you have visited in the past and may visit in the future, including your estimation of the quality of such
medical information. Additional interest is your opinions about some related medical situations.

In this part, we ask background information.
All individual responses will be kept completely confidential.

Please answer the questions in this part by checking the appropriate box.

This part is divided into three sections.

Section B1 asks about the medical information sources, including those you have visited
in the past and you’ll visit in the future.

Section B2 asks about the specific medical topics, including those you have searched in
the past and that you may search in the future.

Section B3 asks about specific websites, including those you have visited in the past and
you’ll visit in the future.

Please answer the questions in this part by checking the appropriate box.
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| Part A: Background Information| |All information will be kept confidential. |

(Please check one box or circle one answer per question.)

I'm ] patient
[J companion If “companion’, please answer:

What'’s your relationship to the patient?

Do you live in the same household?  [] Yes [J No
2 What is your gender? [ Male [J Female
3 What is your age (in years)?
4 How would you describe your racial group?
[ White (Non Hispanic) [ Hispanic or Latin Origin
[ African American O Bi-racial:
[ Asian/Pacific Islander O Other:
5 What is the highest degree completed by you?
[ Elementary: 0-8 years [ Some college
[J Some high school (no diploma) [0 Bachelor’s degree
[ High school (with diploma) [ Graduate/professional
6 What is your working status? [J Working [ Retired
[ Full-time sick leave [J Unemployed
7 Which of the following categories best describes your household income?
[ Under $5,000 [1$15,000 - $19,999 [ $35,000 — $49,999
[J$ 5,000-$ 9,999 [1 $20,000 — $24,999 [] $50,000 — $74,999
[J $10,000 — $14,999 [0 $25,000 - $34,999 [ $75,000 and above
8 Do you have medical insurance? [] Yes [ No
9 What is your marital status? [ Married/regular partnership [ Single/divorced, widowed
10 Do you have children? O Yes O No
11 Do you own a computer? [ Yes [ No
12 Do you have Internet access? [ Yes [ No
13 What type of cancer did or do you have? [J Non-Hodgkin’s lymphoma
[ Bladder cancer [ Head/Neck cancer L1 Ovarian cancer
[ Breast cancer [J Leukemia [ Prostate cancer
[ Colon cancer [ Lung cancer [ Rectal cancer
[ Endometrial cancer [ Melanoma O Other:
14 What was the date of your diagnosis? (mm/ddlyy)
15 [ 1am currently receiving treatment [ 1 am in follow-up
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[Part B: Medical Information Sources| |All information will be kept confidential. |

Version 8

Section B1 [There are a number of sources of medical information. For example, you could have heard something on TV or you could have
searched the Internet. We are interested in your opinion of each source, so each has a separate question.

There are four elements to each question in this section:
1. Have you used the specific source for medical information in the past?
What is your opinion of the quality of the information found from this source in the past?

2.
3. Will you use this medical source for information in the future?
4.

What is your opinion of the expected quality of the information you will gather from this source in the future?

EXAMPLE | 1. Suppose you have FOUND medical information from Books in the past and you believe that the quality of information from Books

was excellent. You should check “Yes” in “PAST” column, and circle “7” the quality of information. Suppose you WILL continue to
use Books as a source of information in the future and you expect that the quality of information will continue to be excellent. You

should check “Yes” in “FUTURE” column and circle “7” for quality of information.

2. Suppose you FOUND medical information TV/radio and believe
that the quality of information from TV/radio was poor, then in
“PAST” column you would check “Yes” and circle “1”. Suppose
you WILL not search for more medical information from

TV/radio, then you should leave “FUTURE’ column (both the
check box and the quality of information scale) blank.

1 =

Medical 2=
information 3=
sources in the 4=
PAST 5=
6=

7=

Quality Scale

Very Poor
Poor Medical

Below Average information
Average sources in the

Good FUTURE
Very Good

Excellent

PAST FUTURE
Medical Information Sources Did you get If “Yes”, how good was Will you get medical If “Yes”, how good do you expect
Medical information the information quality? information from this the information to be?
from this source? Very Poor - Excellent source? Very Poor > Excellent
o | ks Dd Yes 1...2...3...4...5...6.@ Dd Yes 1..2..3..4..5..60)
2 | TV/radio X Yes Qo 3 4.5 6.7 [ Yes 1..2..3..4..5..6...7
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Quality Scale

Version 8

Medical _ Medical
information ;;ggzyr Poor 1nformz_mon
sources in the 3 = Below Average sources in the
PAST 4 = Average FUTURE
5 = Good
Section B1: Please check all that apply and circle the ? : \éi?;l(li(:::d
appropriate number.
PAST FUTURE
: : Did you get If “Yes”, how good was the Will you get Medical If “Yes”, how good do you
Medical Information Sources Medical information information quality? information from this expect the information quality?
from this source? Very Poor - Excellent source? Very Poor - Excellent

1 Talking with physician or physician’s assistant [ Yes 1...2..8...4..5...6...7 [ Yes 1...2..8...4..5...6...7
2 Talking with nurse/other health professionals [ Yes 1...2..8...4..5...6...7 [ Yes 1...2..8...4..5...6...7
3 | Talking with a support group [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
4 | Talking with other patients [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
5 | Talking with relatives/friends/acquaintances [ Yes 1..2..3..4..5...6..7 [ Yes 1..2..3..4..5..6...7
6 E-mail from physician or physician’s assistant [ Yes 1..2..3...4..5...6..7 [ Yes 1..2...8...4..5...6...7
7 E-mail from nurse/other health professionals [ Yes 1..2..3...4..5...6..7 [ Yes 1..2...8...4...5...6...7
8 E-mail/Chat-room with a support group [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
9 E-mail/Chat-room with other patients [ Yes 1..2..3...4..5...6..7 [ Yes 1..2...8...4...5...6...7
10 E-mails from relatives/friends/acquaintances [ Yes 1..2...3...4..5...6..7 [ Yes 1...2...3...4...5...6...7
11 | Educational programs by HMO/hospital [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
12 | National/local medical information services (NIH/NCI) [ Yes 1..2...3..4...5...6..7 [ Yes 1..2...3..4..5...6..7
13 | Medical leaflets/pamphlets [ Yes 1..2..3..4..5..6...7 [ Yes 1..2...83..4...5...6...7
14 | Narratives (written stories by other patients) [ Yes 1..2..3...4..5..6..7 [ Yes 1...2..3..4..5..6..7
15 Message Board [ Yes 1...2...3...4...5...6...7 [ Yes 1...2...3...4..5...6...7
16 | Books ] Yes 1...2..3..4..5...6..7 [ Yes 1...2..3..4...5...6...7
17 | Medical journals [ Yes 1..2..3..4..5..6...7 [ Yes 1..2...83..4...5...6...7
18 | Internet/medical websites O Yes 1...2...3..4..5...6...7 O Yes 1...2...3...4...5..6...7
19 | Telephone/helpline [ Yes 1...2..3..4..5...6..7 [ Yes 1...2..3..4...5...6...7
20 | TV/radio ] Yes 1...2...3..4...5...6..7 [ Yes 1...2...3..4...5...6...7
21 | Newspapers/magazines [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
22 | Audio/video tapes [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
23 | Films/movies ] Yes 1...2...3...4..5...6...7 [ Yes 1...2...3...4...5...6...7
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topic, so each has a separate question.
There are two elements to each question in this section:

1. What were the specific medical topics you’ve searched in the past?
2. What will be the specific medical topics you will search in the future?

Version 8

There are a number of medical topics that may be of interest. For example, you could have searched information for pain management. We are interested in your experience of each

XAMPLEI

about Diagnosis and Treatment in the future, you should check “Yes” in “FUTURE” column.
2. Suppose you DID not search information about Complementary and Alternative Medicine in the past, you should leave the check box blank in “PAST” column.
Suppose you WILL start to search information about Complementary and Alternative Medicine in the future, you should check “Yes” in “FUTURE” column.

1. Suppose you DID search information about Diagnosis and Treatment in the past, you should check “Yes” in “PAST” column. Suppose you WILL continue to search information

210

PAST FUTURE
Specific Medical Topics Check X if you searched Check X if you will search Others (please list):
this topic this topic
Diagnosis and Treatment X Yes X Yes Cancer Terminology Resource
Complementary and Alternative Medicine [ Yes X Yes
Section B2: Please check all that apply and list topics not included
PAST FUTURE fof)e
Specific Medical Topics Check [ if you Check IX] if you wil Others (please list):
searched this topic search this topic
1 | Diagnosis and Treatment [ Yes [ Yes
2 | Complementary and Alternative Medicine [ Yes [ Yes
3 | Clinical Trials and Genetics Services [ Yes [ Yes
4 | Coping with Cancer (side effects and complications) [ Yes [ Yes
5 | Pain Management [ Yes 1 Yes
6 | Cancer Biology [ Yes [ Yes
7 | Drugs and side effects [ Yes [ Yes
8 | Nutrition [ Yes [ Yes
9 | Patient Experiences [ Yes [ Yes
10 | Cancer Prevention/Genetics/Causes [ Yes [] Yes
11 | Cancer Physicians [ Yes [ Yes
12 | Cancer Hospitals [ Yes [ Yes
13 | Support and Resources [ Yes [ Yes
14 | Insurance/Financial Assistance [ Yes [ Yes
15 | Cancer Literature [ Yes [] Yes



Version 8

There are a number of Internet websites. For example, you could have visited National Cancer Institute for medical information. We are interested in your experience of each website,
so each has a separate question.

There are two elements to each question in this section:
1. If you’ve used Internet for medical information in the past, which were the specific websites?
2. If you will begin or continue to use Internet for medical information in the future, which websites will you visit?

1. Suppose you DID visit MSKCC for medical information in the past, you should check “Yes” in “PAST” column. Suppose you WILL continue to visit MSKCC for medical
information in the future, you should check “Yes” in “FUTURE” column.
2. Suppose you DID visit NCI for medical information in the past, you should check box “Yes” in “PAST” column. Suppose you WILL not visit NCI for medical
information in the future, you should leave the check box blank in “FUTURE” column.

PAST FUTURE .
Specific Internet Websites Check X if you searched Check [X] if you will search Others (please list):
this topic this topic
1 MSKCC (www.mskcc.org) X Yes X Yes __www.cancerlinksusa.com__
2 NCI (www.cancer.gov) X Yes [] Yes
Section B3: Please check all that apply and list websites not included
PAST FUTURE PAST FUTURE
Specific Internet Websites Che'clf X |f.you Che'ck IZ' if you Specific Internet Websites Che'clf ¢ 'f, Check' IZ' ',f
visited this will visit this you visited this you will visit
website website website this website
1 | National Cancer Institute (www.cancer.gov) O Yes [ Yes 16 | CenterWatch (www.centerwatch.com) [ Yes O Yes
2 | National Institute of Health (www.nih.gov) O Yes [ Yes 17 | WebMD (www.webmd.com) O Yes O Yes
3 | American Cancer Society (www.cancer.org) O Yes [ Yes 18 | PubMed (www.pubmed.com) O Yes O Yes
4 | PDQ Database O Yes [ Yes 19 | Onhealth (www.onhealth.com) O Yes O Yes
5 | CancerTrials (www.cancertrials.com) [ Yes O Yes 20 | PharmWeb (www.pharmweb.net) [ Yes [ Yes
6 | Amer. Society of Clinical Oncologist (www.asco.org) O Yes O Yes 21 | Search Engines (Google/Yahoo) [ Yes [] Yes
7 | CancerHelp (www.cancerhelp.com) [ Yes [ Yes
8 | Mayo Clinic (www.mayoclinic.org) O Yes O Yes Others (please list):
9 | Oncolink (www.oncolink.com) O Yes [ Yes
10 | Memorial Sloan-Kettering Cancer C. (www.mskcc.org) [ Yes [ Yes
11 | Medicine Online (www.medicineonline.com) O Yes [ Yes
12 | M.D. Anderson Cancer Center (www.mdanderson.org) O Yes O Yes
13 | Caner Support Network (www.serve.com/csni) O Yes [ Yes
14 | Oncology Online (www.asco.org) O Yes O Yes
15 | WebDoctor (ww.webdoctor.com) 1 Yes [ Yes
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APPENDIX I: QUESTIONNAIRE VERSION 9

Chen Wang, Graduate Student
Management of Technology Program
Vanderbilt University

Tel: 615-322-7769

David Dilts, PhD, MBA

Professor & Director, Graduate Studies
Management of Technology Program
Vanderbilt University

Tel: 615-322-3479

Fax: 615-322-7996

Dear Participant,

I am a graduate student in the Management of Technology program at Vanderbilt University, working with
Dr. David Dilts. The objective of my research is to investigate where cancer patients and their companions
find information and what they feel about the quality of such information. We also wish to investigate
where they may go in the future for more information and what they believe the quality of that information
may be.

Your responses to the survey will only be used for purpose of this study and not for any diagnostic or
medical purposes. All individual responses are completely confidential. Completing the survey is entirely
voluntary, and by doing so you consent to having the survey information used in the study.

The survey takes about 10-15 minutes. There are three parts to the survey. The first part asks general
background questions. The second part asks about sources of medical information. The third part presents
you with four scenarios and asks your opinion of how likely you are to do something.

You may refuse to answer any question at any time and, again, all individual responses will be entirely
confidential and anonymous.

This survey has been supported by the Vanderbilt Ingram Cancer Center and has been reviewed and
received approval from the Institutional Review Board at Vanderbilt University. For questions concerning
this study or survey, please contact Chen Wang at 615-322-7769, or Dr. David Dilts at 615-322-3479, or the
Institutional Review Board at 615-322-2918 and 866-224-8273 (toll free).

Thank you very much for your time. Your input will help us to evaluate better ways to deliver health care
information to patients.

Chen Wang
Management of Technology Program
Vanderbilt University

212



Version 9

Medical Information Sources For Cancer Patients

Instructions

Thanks for taking this survey. The objective of this survey is to investigate the medical information sources
you have visited in the past and may visit in the future, including your estimation of the quality of such
medical information. Additional interest is your opinions about some related medical situations.

In this part, we ask background information.
All individual responses will be kept completely confidential.

Please answer the questions in this part by checking the appropriate box.

This part is divided into three sections.

Section B1 asks about the medical information sources, including those you have visited
in the past and you’ll visit in the future.

Section B2 asks about the specific medical topics, including those you have searched in
the past and that you may search in the future.

Section B3 asks about specific websites, including those you have visited in the past and
you’ll visit in the future.

Please answer the questions in this part by checking the appropriate box.
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[Part A: Background Information| [All information will be kept confidential. |

(Please check one box or circle one answer per question.)

1

I'm [] patient
[J companion If “companion”, please answer:
What'’s your relationship to the patient?

Do you live in the same household? [ Yes [J No

What is your gender? ] Male [J Female
What is your age (in years)?

How would you describe your racial group?

[J White (Non Hispanic) [J Hispanic or Latin Origin
[J African American [ Bi-racial:
[ Asian/Pacific Islander [ other:
5 What is the highest degree completed by you?
[J Elementary: 0-8 years [J Some college
[J Some high school (no diploma) [ Bachelor’s degree
[ High school (with diploma) [ Graduate/professional
6 What is your working status? [ Working [ Retired
[ Full-time sick leave [J Unemployed
7 Which of the following categories best describes your household income?
[ Under $5,000 [ $15,000 - $19,999 [ $35,000 — $49,999
0% 5000-$ 9,999 [1$20,000 - $24,999 [ $50,000 — $74,999
[1 $10,000 — $14,999 [] $25,000 — $34,999 [] $75,000 and above
8 Do you have medical insurance? [ Yes [ No
9 What is your marital status? [ Married/regular partnership [J Single/divorced, widowed
10 Do you have children? O Yes [ No
11 Do you own a computer? O Yes [J No
12 Do you have Internet access? O Yes [ No
13 What type of cancer did or do you have? [ Non-Hodgkin’s lymphoma
[ Bladder cancer [J Head/Neck cancer ~ [] Ovarian cancer
[ Breast cancer [ Leukemia [ Prostate cancer
[ Colon cancer [ Lung cancer [ Rectal cancer
[J Endometrial cancer [J Melanoma [ Other:
14  What was the date of your diagnosis? (mm/dd/yy)
15 [ 1 am currently receiving treatment [J 1 am in follow-up
16 (Opinion question) From a range of not at all important [7] to critically important [7], Do you believe
the years of experience of a physician should influence a patient’s choice of taking a recommended
treatment? (Please circle one)
not at all important [ 1...2...3...4...5...6...7 Jcritical to the choice
17  (Opinion question) From a range of not at all important [7] to critically important [7], Do you believe

the years a pharmaceutical firm has manufactured a drug should influence a patient’'s choice of a
drug? (Please circle one)
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IPart B: Medical Information Sources| |All information will be kept confidential. |

Version 9

Section B1 There are a number of sources of medical information. For example, you could have heard something on TV or you could have

searched the Internet. We are interested in your opinion of each source, so each has a separate question.

There are four elements to each question in this section:

1. Have you used the specific source for medical information in the past?

2.  What is your opinion of the quality of the information found from this source in the past?
3. Will you use this medical source for information in the future?
4.  What is your opinion of the expected quality of the information you will gather from this source in the future?

EXAMPLE | 1. Suppose you have FOUND medical information from Books in the past and you believe that the quality of information

from Books was excellent. You should check “Yes” in “PAST” column, and circle “7” the quality of information. Suppose
you WILL continue to use Books as a source of information in the future and you expect that the quality of information will
continue to be excellent. You should check “Yes” in “FUTURE” column and circle “7” for quality of information.

2. Suppose you FOUND medical information TV/radio and 1_%%
believe that the quality of information from TV/radio was 2 Poor "
poor, then in “PAST” column you would check “Yes” and Medical 3 = Below Average Medical
circle “1”. Suppose you WILL not search for more medical information 4 = Average -
information from TV/radio, then you should leave “FUTURE’ sources in the o S:&deoo g R
column (both the check box and the quality of information PAST 7 = Excellent FUTURE
scale) blank.
PAST FUTURE
. . Did you get If “Yes”, how good was Will you get medical If “Yes”, how good do you expect
L e 0 S Medical information the information quality? information from this the information to be?
from this source? Very Poor - Excellent source? Very Poor - Excellent
1| Books B Yes .2..3..4..5..6.(2 B Yes 1.2.3.4.5.6.0
2 | TViradio X Yes O 5. 3.4.5 6.7 O Yes 1.2..3..4.5.6..7
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Quality Scale
1 = Very Poor
Medical 2 = Poor Medical
information i - 2elow Average information
. = Average .
sources in the 5 = Good sources in the
PAST 6 = Very Good FUTURE
Section B1: Please check all that apply and circle the 7 = Excellent
appropriate number.
PAST FUTURE
: : Did you get If “Yes”, how good was the Will you get Medical If “Yes”, how good do you
Medical Information Sources Medical information information quality? information from this | expect the information quality?
from this source? Very Poor > Excellent source? Very Poor > Excellent
1 Talking with physician or physician’s assistant [ Yes 1..2..83..4..5..6...7 [ Yes 1..2..8..4..5..6...7
2 | Talking with nurse/other health professionals [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
3 | Talking with a support group [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
4 | Talking with other patients [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
5 Talking with relatives/friends/acquaintances [] Yes 1...2...3...4...5...6...7 [ Yes 1...2..3...4...5...6...7
6 E-mail from physician or physician’s assistant [ Yes 1..2...8..4..5..6...7 [ Yes 1..2...8...4..5...6..7
7 E-mail from nurse/other health professionals [ Yes 1..2...8..4..5..6...7 [ Yes 1..2...83...4..5...6...7
8 | E-mail/Chat-room with a support group [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
9 E-mail/Chat-room with other patients [ Yes 1..2...3..4...5...6...7 [ Yes 1..2...83..4..5...6..7
10 | E-mails from relatives/friends/acquaintances [ Yes 1..2...3..4...5...6...7 [] Yes 1..2...3..4...5...6..7
11 | Educational programs by HMO/hospital [ Yes 1..2..83..4..5..6...7 [ Yes 1..2..8..4..5..6...7
12 | National/local medical information services (NIH/NCI) O Yes 1...2..3..4..5..6..7 O Yes 1...2..3..4..5...6..7
13 | Medical leaflets/pamphlets [ Yes 1..2...83..4..5...6...7 [ Yes 1..2...83..4..5...6..7
14 | Narratives (written stories by other patients) [ Yes 1..2..3..4..5..6..7 [ Yes 1...2..3..4..5..6...7
15 | Message Board [1 Yes 1...2...3...4...5...6...7 [] Yes 1...2..3..4...5...6...7
16 Books [ Yes 1...2..8...4..5...6...7 [ Yes 1...2..8...4..5..6...7
17 | Medical journals [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
18 | Internet/medical websites [ Yes 1...2...3...4...5..6...7 [ Yes 1...2...3..4..5...6..7
19 Telephone/helpline [ Yes 1..2...8...4..5...6...7 [ Yes 1..2...3...4..5...6...7
20 TV/radio [ Yes 1...2...3...4...5...6...7 [ Yes 1...2...3...4..5...6...7
21 | Newspapers/magazines [ Yes 1..2..83..4..5..6...7 [ Yes 1..2..8..4..5..6...7
22 | Audio/video tapes [ Yes 1..2...8...4..5...6...7 [ Yes 1..2...3...4..5...6...7
23 | Films/movies ] Yes 1...2...3...4...5..6...7 [ Yes 1...2...3..4..5...6...7
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Section B There are a number of medical topics that may be of interest. For example, you could have searched information for pain

management. We are interested in your experience of each topic, so each has a separate question.
There are two elements to each question in this section:

1. What were the specific medical topics you’ve searched in the past?

2. What will be the specific medical topics you will search in the future?

EXAMPL 1. Suppose you DID search information about Diagnosis and Treatment in the past, you should check “Yes” in “PAST” column. Suppose you WILL continue to

search information about Diagnosis and Treatment in the future, you should check “Yes” in “FUTURE” column.

2. Suppose you DID not search information about Complementary and Alternative Medicine in the past, you should leave the check box blank in “PAST” column.
Suppose you WILL start to search information about Complementary and Alternative Medicine in the future, you should check “Yes” in “FUTURE” column.

PAST FUTURE
Specific Medical Topics Check [X] if you Check IX] if you will Others (please list):
searched this topic search this topic
1 Diagnosis and Treatment X Yes X Yes .
2 | Complementary and Alternative Medicine ] Yes X Yes Cancer Terminology Resource
Section B2: Please check all that apply and list topics not included
. . . PAST FUTURE
Secific Medical Topics Check X if you searched this topic | Check X] if you will search this topic

1 | Diagnosis and Treatment [ Yes [ Yes .
2 | Complementary and Alternative Medicine O Yes O Yes Others (please list):
3 | Clinical Trials and Genetics Services [ Yes [ Yes
4 | Coping with Cancer (side effects and complications) [ Yes [ Yes
5 | Pain Management [ Yes [ Yes
6 | Cancer Biology [ Yes [ Yes
7 | Drugs and side effects [ Yes [ Yes
8 | Nutrition [ Yes [ Yes
9 | Patient Experiences [ Yes [ Yes
10 | Cancer Prevention/Genetics/Causes [ Yes [ Yes
11 | Cancer Physicians [ Yes [ Yes
12 | Cancer Hospitals [ Yes [ Yes
13 | Support and Resources [ Yes [ Yes
14 | Insurance/Financial Assistance [ Yes [ Yes
15 | Cancer Literature [ Yes [ Yes
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Section B3

We are interested in your experience of each website, so each has a separate question.

There are two elements to each question in this section:
1. If you’ve used Internet for medical information in the past, which were the specific websites?

2. If you will begin or continue to use Internet for medical information in the future, which websites will you visit?

Version 9

There are a number of Internet websites. For example, you could have visited National Cancer Institute for medical information.

1. Suppose you DID visit MSKCC for medical information in the past, you should check “Yes” in “PAST” column. Suppose you WILL continue to visit MSKCC for
medical information in the future, you should check “Yes” in “FUTURE” column.

2. Suppose you DID visit NCI for medical information in the past, you should check box “Yes” in “PAST” column. Suppose you WILL not visit NCI for medical
information in the future, you should leave the check box blank in “FUTURE” column.

PAST FUTURE
Specific Internet Websites Check X if you searched Check [X if you will search Others (please Iist):
this topic this topic .
1 MSKCC (www.mskcc.org) X Yes X Yes __www.cancerlinksusa.com__
2 NCI (www.cancer.gov) X Yes [ Yes
| Section B3: Please check all that apply and list websites not included
PAST FUTURE PAST FUTURE
Specific Internet Websites Check'|.Z| if Check. |Z| '_f Specific Internet Websites Check.I'ZI if Che'ck |Z| if you
you visited you will visit you visited will visit this
this website this website this website website
1 | National Cancer Institute (www.cancer.gov) [ Yes [ Yes 16 | CenterWatch (www.centerwatch.com) [ Yes [ Yes
2 | National Institute of Health (www.nih.gov) [ Yes [ Yes 17 | WebMD (www.webmd.com) [ Yes [ Yes
3 | American Cancer Society (www.cancer.org) [ Yes O Yes 18 | PubMed (www.pubmed.com) [ Yes O Yes
4 | PDQ Database [ Yes [ Yes 19 | Onhealth (www.onhealth.com) [ Yes [ Yes
5 | CancerTrials (www.cancertrials.com) [ Yes [ Yes 20 | PharmWeb (www.pharmweb.net) [ Yes [ Yes
6 | Amer. Society of Clinical Oncologist (www.asco.org) [ Yes [ Yes 21 | Search Engines (Google/Yahoo) [] Yes [] Yes
7 | CancerHelp (www.cancerhelp.com) [ Yes [ Yes
8 | Mayo Clinic (www.mayoclinic.org) [ Yes [ Yes Others (please list):
9 | Oncolink (www.oncolink.com) [ Yes [ Yes
10 | Memorial Sloan-Kettering Cancer C. (www.mskcc.org) [ Yes [] Yes
11 | Medicine Online (www.medicineonline.com) [ Yes [ Yes
12 | M.D. Anderson Cancer Center (www.mdanderson.org) [ Yes [ Yes
13 | Caner Support Network (www.serve.com/csni) [ Yes [ Yes
14 | Oncology Online (www.asco.org) [ Yes [ Yes
15 | WebDoctor (ww.webdoctor.com) [ Yes [ Yes
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APPENDIX J: FINAL QUESTIONNAIRE

Chen Wang, Graduate Student
Management of Technology Program
Vanderbilt University

Tel: 615-322-7769

David Dilts, PhD, MBA

Professor & Director, Graduate Studies
Management of Technology Program
Vanderbilt University

Tel: 615-322-3479

Fax: 615-322-7996

Dear Participant,

I am a graduate student in the Management of Technology program at Vanderbilt University, working
with Dr. David Dilts. The objective of my research is to investigate where cancer patients and their
companions find information about cancer and what they feel about the quality of such information. We
also wish to investigate where they may go in the future for more information and what they believe the
quality of that information may be.

Your responses to the survey will only be used for purpose of this study and not for any diagnostic or
medical purposes. All individual responses are completely confidential. Completing the survey is entirely
voluntary, and by doing so you consent to having the survey information used in the study.

The survey takes about 10-15 minutes. There are three parts to the survey. The first part asks general
background questions. The second part asks about sources of medical information. The third part presents
you with four scenarios and asks your opinion of how likely you are to do something.

You may refuse to answer any question at any time and, again, all individual responses will be entirely
confidential and anonymous.

This survey has been supported by the Vanderbilt Ingram Cancer Center and has been reviewed and
received approval from the Institutional Review Board at Vanderbilt University. For questions concerning
this study or survey, please contact Chen Wang at 615-322-7769, or Dr. David Dilts at 615-322-3479, or
the Institutional Review Board at 615-322-2918 and 866-224-8273 (toll free).

Thank you very much for your time. Your input will help us to evaluate better ways to deliver health care
information to patients.
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Final Version

Medical Information Sources For Cancer Patients

Instructions

Thanks for taking this survey. The objective of this survey is to investigate the medical information sources
you have visited in the past and may visit in the future, including your estimation of the quality of such
medical information. Additional interest is your opinions about some related medical situations.

In this part, we ask background information.
All individual responses will be kept completely confidential.

This part is divided into three sections.

Section B1 asks about the medical information sources, including those you have visited
in the past and you’ll visit in the future.

Section B2 asks about the specific medical topics, including those you have searched in
the past and that you may search in the future.

Section B3 asks about specific websites, including those you have visited in the past and
you’ll visit in the future.

In this part, we ask some “yes or no” questions about information benefits and how you
view each.
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[Part A: Background Information || All information will be kept confidential. |

Please check one box or circle one answer per question.

1 Are you a patient or the companion?

[ patient If “patient”, please answer: [J Melanoma
a. What type of cancer did or do you have? [] Non-Hodgkin’s lymphoma
[ Bladder cancer [0 Endometrial cancer  [] Ovarian cancer
[ Brain cancer [ Head/Neck cancer  [] Prostate cancer
[ Breast cancer [ Leukemia [ Rectal cancer
[ Colon cancer [ Lung cancer [ Other:

b. What was the date of your diagnosis? (mm/dd/yy)
c. You're currently [] receiving treatment  [] in follow-up

[J companion If “companion”, please answer:
a. What'’s your relationship to the patient?

b. Do you live in the same household? [ Yes ] No
2 What is your gender? [ Male [ Female
3
What is your age (in years)?
4 How would you describe your racial group?
[ White (Non Hispanic) O Hispanic or Latin Origin
O African American 0] Bi-racial:
[ Asian/Pacific Islander [ Other:
5 What is the highest degree completed by you?
[J Elementary: 0-8 years [J Some college
[J Some high school (no diploma) [ Bachelor’s degree
[ High school (with diploma) [ Graduate/professional
6 What is your working status?
[] Working [] Full-time sick leave [ Retired [] Unemployed
7 Which of the following categories best describes your household income?
[J Under $5,000 [ $15,000 — $19,999 [J $35,000 — $49,999
[0$ 5,000-% 9,999 [ $20,000 — $24,999 ] $50,000 — $74,999
[J $10,000 — $14,999 [J $25,000 — $34,999 [J $75,000 and above
8 Do you have medical insurance? O Yes O No
9 What is your marital status? [] Married/regular partnership [] Single/divorced, widowed
10 Do you have children? [ Yes O No
11 Do you own a computer? O Yes [ No
12 Do you have Internet access? [ Yes [ No

13 (Opinion question) From a range of not at all important [7] to critically important /7], Do you believe
the years of experience of a physician should influence a patient’s choice of taking a recommended
treatment? (Please circle one)

not at all important [ 1...2...3...4...5...6...7 Jcritical to the choice
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IPart B: Medical Information Sources| |All information will be kept confidential. |

[nstructions of Section B1: Sources]

There are a number of sources of medical information. For example, you could have heard something on TV or have
searched the Internet. We are interested in your opinion of each source, so each has a separate question.

There are four elements to each question in this section:

1. Have you used the specific source for medical information in the past?
2. What is your opinion of the quality of the information found from this source in the past?
3. Will you use this medical source for information in the future?

4. What is your opinion of the expected quality of the information you will gather from this source in the future?

1.Suppose you have FOUND medical information from Books in the past and you believe that the quality of information from
Books was excellent. You should check “Yes” in “PAST” column, and circle “7” the quality of information. Suppose you
WILL continue to use Books as a source of information in the future and you expect that the quality of information will
continue to be excellent. You should check “Yes” in “FUTURE” column and circle “7” for quality of information.

2.Suppose you FOUND medical information TV/radio and believe that the quality of information
from TV/radio was poor, then in “PAST” column you would check “Yes” and circle “1”. Suppose
you WILL not search for more medical information from TV/radio, then you should leave
“FUTURE’ column (both the check box and the quality of information scale) blank.

Medical Information Sources

O
Did you get
Medical information
from this source?

If “Yes”, how good was
the information quality?

Very Poor -> Excellent

Will you get
medical information
from this source?

Quality Scale
Very Poor

1=

2 = Poo

3= Below Average
4 = Average
5= Good
6=
7=

Very Good
Excellent

If “Yes”, how good do you expect
the information to be?

Very Poor -> Excellent

1 Books
2  TV/radio

X Yes
X Yes

1..2..3..4..5..60
@...2...3...4...5...6...7

X Yes
[ Yes

1...2...3...4...5...6..@

1..2..38..4..5...6..7
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ISection B1: Sources|

Please check all that apply and circle the appropriate number.

Final Version

PAST FUTURE
(sources you’ve used) (sources you feel you may use)
Medical Information Sources Did you get If “Yes”, how good was the || Will you get Medical If “Yes”, how good do you
Medical information information quality? information from this __expect the information quality?

from this source? Very Poor > Excellent source? Very Poor - Excellent

1 Talking with physician or physician’s assistant [ Yes 1...2..8...4..5...6...7 [ Yes 1...2..8...4..5...6...7
2 Talking with nurse/other health professionals [ Yes 1..2...3..4...5...6...7 [ Yes 1..2...3..4...5...6..7
3 Talking with a support group [ Yes 1..2..83..4..5..6...7 [ Yes 1..2..8..4..5..6...7
4 Talking with other patients [ Yes 1..2..3..4..5..6...7 [ Yes 1..2..3..4..5..6...7
5  Talking with relatives/friends/acquaintances [ Yes 1..2...3..4...5...6...7 [ Yes 1..2...3..4...5...6..7
6 E-mail from physician or physician’s assistant [ Yes 1..2...8...4..5...6...7 [ Yes 1..2...8...4..5...6...7
7 E-mail from nurse/other health professionals [ Yes 1..2...8..4..5...6...7 [ Yes 1..2...8..4..5...6...7
8  E-mail/Chat-room with a support group [ Yes 1..2...8...4..5...6...7 [ Yes 1..2...8...4..5...6...7
9  E-mail/Chat-room with other patients O Yes 1..2...8...4..5...6...7 O Yes 1..2...8...4..5...6...7
10 E-mails from relatives/friends/acquaintances [ Yes 1..2...3..4...5...6...7 [] Yes 1..2...3..4...5...6..7
11 Educational programs by HMO/hospital [ Yes 1..2..3..4..5..6...7 [ Yes 1..2..3..4..5..6...7
12 National/local medical information services (NIH/NCI) [ Yes 1..2..3..4..5...6..7 [ Yes 1..2..3..4..5...6..7
13 Medical leaflets/pamphlets O Yes 1..2...8...4..5...6..7 O Yes 1..2...8...4..5...6...7
14 Narratives (written stories by other patients) [ Yes 1..2..3..4..5..6..7 [ Yes 1...2..3..4..5..6...7
15 Message Board [ Yes 1..2..3..4..5..6...7 [ Yes 1..2..3..4..5..6..7
16 Books [ Yes 1...2..8...4..5...6..7 [ Yes 1...2..8...4..5...6...7
17 Medical journals [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
18  Internet/medical websites [ Yes 1...2...3...4...5...6...7 [ Yes 1...2...3..4..5...6..7
19  Telephone/helpline O Yes 1...2..8...4..5...6...7 [ Yes 1...2..8...4..5...6...7
20 __TV/radio [l Yes 1..2..3..4..5...6..7 [l Yes 1..2..3..4..5...6..7
21 Newspapers/magazines [ Yes 1..2...83..4...5...6...7 [ Yes 1..2..8..4..5..6..7
22 Audio/video tapes [ Yes 1..2..8..4..5..6...7 [ Yes 1..2..8..4..5..6...7
23 Films/movies [] Yes 1..2...3..4...5...6...7 [] Yes 1..2..3..4...5...6..7
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Section B2: Topic

Specific Medical Topics j . FUTURE Others (please list):
op ou’ve searched (topics you feel you may sear
1 Diagnosis and Treatment [ Yes O Yes
2 Complementary and Alternative Medicine [ Yes O Yes
3 Clinical Trials and Genetics Services [ Yes [ Yes
4 Coping with Cancer (side effects and complications) [ Yes O Yes
5 Pain Management [ Yes [ Yes
6 Cancer Biology [ Yes O Yes
7 Drugs and side effects [ Yes [ Yes
8 Nutrition [ Yes O Yes
9 Patient Experiences [ Yes [ Yes
10 Cancer Prevention/Genetics/Causes [] Yes [ Yes
11 Oncologists [ Yes [ Yes
12 Cancer Hospitals [ Yes O Yes
13 Support and Resources [ Yes [ Yes
14 Insurance/Financial Assistance [ Yes O Yes
15 Cancer Literature [] Yes [] Yes

Section B3: Websites — SKIP if you’ve never used any Internet Website

Please check all that apply and list websites that are not included.

PAST FUTURE PAST FUTURE
Specific Internet Websites (websites you've (websites you Specific Internet Websites (websites you've (websites you
visited) may visit)

visited) may visit)

1 National Cancer Institute (www.cancer.gov) 16  CenterWatch (www.centerwatch.com)

2 National Institute of Health (www.nih.gov) 17 WebMD (www.webmd.com)

3 American Cancer Society (www.cancer.org) 18  PubMed (www.pubmed.com) [ Yes [ Yes
4  PDQ Database 19  Onhealth (www.onhealth.com) O Yes O Yes
5 _CancerTrials (www.cancertrials.com) 20 PharmWeb (www.pharmweb.net) [ Yes O Yes
6  Amer. Society of Clinical Oncologist (www.asco.org) O Yes [ Yes 21  Search Engines (Google/Yahoo) [] Yes [] Yes
7  CancerHelp (www.cancerhelp.com) O Yes [ Yes

8  Mayo Clinic (www.mayoclinic.org) O Yes O Yes Others (please list):

9  Oncolink (www.oncolink.com) [ Yes [ Yes

10 _Memorial Sloan-Kettering Cancer C. (www.mskcc.org) [ Yes [] Yes

11 Medicine Online (www.medicineonline.com) [ Yes [ Yes

12 M.D. Anderson Cancer Center (www.mdanderson.org) O Yes [ Yes

13 Caner Support Network (www.serve.com/csni) O Yes [ Yes

14 Oncology Online (www.asco.org) O Yes [ Yes

15 WebDoctor (www.webdoctor.com) [ Yes [ Yes
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Part C: Information Benefits

There are several benefits patients can get from information. We’d like to know your opinions about that.
Please check “Yes” or “No” for the following questions about information benefits:

1.

Thank you!

[ Yes

[ Yes

1 Yes

[ Yes

1 Yes

[ No

[ No

I No

[ No
1 No

Information increases your involvement in decision making.

Information increases your satisfaction with treatment choices.

Information improves your ability to cope during the diagnosis, treatment and post-treatment phases.
Information reduces your anxiety and mood disturbances.

Information improves communication between you and your family members.
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APPENDIX K: SUPPORT LETTER FROM VICC

< Vanderbilt Unwemty Medical Center

Divisina of Hessiuley/Oncclegy  (ELS) TR
Doeyuier et oo Binciicims FAT: [5LY) 38Rk
TT7 Bovwton. Rowouroh Bolkdley

Hailcoila, TH I7I02-S007

March 31, 2004

David Dilta, MLS.
Directr Graduste Stadies, Mansgement of Tachnalogy

School of Engineering
Vandarbilt Univemsity

Re: Study "Medical Information for Cancet Patients™
Dear David:

1 am writing to vice my enthusiastic support for vour proposal to study the methods by
Direcicr of the Pelient Care Conter for Cancer and tharefore the Oneology climie, Twouls
hhluoﬂh’ﬂmﬂ:ﬂmpputofﬂuﬂﬁﬂbhgyﬂmwﬂaﬂmhnmghmpﬂh
frnition.

The findinga of this stody would do mmch o improve onr ebility to falfill onr sdocational
isicm by idextifying the optio] way o dissen fical inf S

and cheir famiiis: T wuld suspect that the resubts of thin stady could liksly ba
axirxpaleted to scveral other vennea on camyma.

ook frwand to working with you in this endeavae. Please let me kaow how [ can help
make it happen.

Sinceraly,

Bruoe 1. Roth, ML, _

Professte of Madicine sod Urnlogic

The Peul ¥. Hamittan, M.D. and Virginia E. Howd Cheir of Urologic Cocology
Section: Chisf, Solid Tomor Oncology

Vandecbill-Ingrmm Cancer Center
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APPENDIX L: PROPOSAL SUMMITTED TO IRB

April 05, 2004

. Frincipal Investigater Chan Wang
Study Title: Medigal information soumesa for cancer pafienis
Insttution/Hogpilal: Yanderbilt Ingram Cancer Center

Repiest for Exemption (Rome &11032)
Forre Rewigion Dute: TAMG200E

Vargion Dete; 0504

Vanderhiit University Institutlonal Revisw Board

Request for Exemption

Pringipal Investigator Infarmiation

Firsi Mame: Widc'le Initial i Last Mame:
Chen | Wang
Degree(s): [JEdD. [J.0.  [CIME [CJPhG. T1RM. ] Oiher, specify M.5.

Job Titla: Graduste Studant

[ affitation: [ wU ] Stellwarth T_JYA-TH valley RS
. [ Cther, spacify 1

an@nﬂﬂmlvlslg'_n?hﬂanaggﬁnt of Tscﬁrn"&lagy SchaaliCrollage: Schoal of Enginaaring
| Campus Addrazs: . | Zlp+d: .
Carpus Phone: 3227768 | Faw. 322-1906 Pager: TEmaiI: alalne wanpiEan decbil edu |
Complste if Pl doss not have campus address:
| Adoress: 801 Invamess Ave., #B11 . ity Mashville
State: TH [ Zlp: 37204 Phone: 615211-3833

Faculbty Advicar (compxets IT P1IE 8 student, realdent, or fellow) CIna

! Faculty Advisars ngrme: Or. Dayic M. Dilts

Titlg: Oirggtar Gradugte Shudies MOT

- DapartmentDivigian: EECE

| SchoolfCodlage: Enginesring

Campus Addrese: Box 1518, Station B

Zlp+4:

I Carpus Phone: 322-3479 i Fax: 322-T505

Pager: [ Ernait david.dllts@vanderﬁ ilt.edu

Study Contast Information (complets If primary contact is differant from PI} [ NA

Firat Marne: | hbiddie Initiad; Lagt Marme; !
Degreedsl: [ JE4G. [ 4D [iMmD _ [TPhD.  TTAMN. [ Cher, spedify: |
Jod Tile; Afflllatian: [TV ] Stallworin [ JvA-TH Vallay HS
_ [] £rar, specify: :

DepartrmentOnision: Schoal Srdlage: |
Campus Address: Zip+d: i
Campug Phone; [ Fax: Pager: [ Email:
Complets if contact does not have campus addregs:
Addiaga: Gty

| State; Zip: Phone:

Study Information:

A, Give d brief syropsls of the rasedrch, Insfuding backgraund intarmation and rationale,

Patlants use various sources of haslth information to gain knowiedge abaut their fness and prognosis,
treatment optlons and see affacts, ways o prevenrt racurrence, ead psychological resources for coping
(Cassideth ot al, 1 380; Falowflald st al, 1994). The ability ta claady d etermine patients’ potenclal medical
Informatlon saurces can help hath physicians and petents 0 make maore eficient communleatons and
decisians logether (Dranove, 1988; Lebalie at el 1984; Kleffens et al 2003} Many studies abaut patlent
information sourcas have been done for disaases like heart failure (Gwadny-Zridhar et al, 2003) and ADS
[Reewvas 2000). Howaver, despite the extensive litereture gn information provision for patkenis with sancar,
thare ara anly a lirmilsd nember of studies thal hewve inveatigated the preferrad 3aurces of infomaton for
cancer patients (Mils st gl 2002 My survey ia B investigata the medigal information soutces that cancer
patiants heve visited in the past and prafer to wviait in tha futwre, and the guality of the medical infamation
thay thought or axoact from thase spuicas. Thems e bwa perts in this survey: Part A end Pan, B, Fart A
‘nvastigales d emegaephic | nformatisn. Parl B hea bwo s ections; Sacton B1 inveatigates patients' m edical
infarmatier sourrces T lhe oast, and Sectlon 82 investigetes aatiants' potantial medical infarmation sources
n tha fulura. The paticipenis wil be recnitsd fom the Vandarbilt Ingram Cancer Center. (Plesse age
attached survey ouestionnairg and questian citation list.)

1ia
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'Pri'ldpdhmﬂw Chan Wang Vowlon Date; 40504
Study Thiie: Meadic irformation scursod for cancer pationts
institulion/Homatial: Vandartdt igram Canosr Cemiar

EB. Deecribe the subjact populations typa of deta/spacinons & b sindiad. Nole: Ressswch involving priscnen,
mewm nor-vieble neonbea, of human in virno fedfzetion an net ol igiks for sxamption
The subject population @ carcer patients. A foiel of spprdmsbely |mmmuhmmmu
diffarsnt days during neufine alinks visks. Them B o dek for them ja anewsr e questionneine. The type of
cuin is rirainly quuiiethda, not iinked to specic indvidunly. Thas am o Eerifism on te survey and none
wif ba colleched.

. Cuscribu te sowce of detaispecimens and If thase are publicly svalisbis. I not publicly svallable, descrhn
WWIMMMW‘HMWMEBM{MWWHML

L. Doen thin shidy Invotve the colisolion of axiting racords or Jets oftan mfamed > as "on-tha-ahel™ data [rea
mﬂFRdﬂ.iu'l [bK4)7 Describa how thia date s collacted, storad and de-dertified.

£ Desgriba the racrutiment procsss, Including any advaerisameania, 1o be usad for thie sty
Tha participarts wil ba recrulted from the Vanderbit Ingram Ceancar Conter with incluaion criterda Inciuding:
1) abla to underwtand Erglish; 23 18 yoars old arf above. Oiven e perrnissin, histiisions will el in the
<lirdz w0 wak for quallifiad cancer patiants (Pleass e attachod approval kotsr frorm Medisal Direcor of e
Patant Care Cortar for Cancer and Oncology clinks).

F. Describa any procadunss i ba tesd durng this atady.
investigatons will iInroducs thamsstves o pericipurs, preasn the Inkarmrfon wter, snd describe the study.
Potents will be aaload If oy ane inhrasied n participating. I the pallent sgraee o participste, hashs wil be
saiad compiste the quostionmaine. imveaigaton will be oy to offer o e or mpiain the quastionnaine to
patients ¥ they requine. Patents wil be informed thet the information wil be kapt morBdartal, Afler s
questicnnalre ia compiaied, invesfgotors wil confrm b the informafion collacied han no ideniiying
inforrnation. Padanta wre than thenked for their partioipriing in this sudy.

G. I thia sy affifaied whh any other IRE-spproved skidle?
& Mo [ ¥e=
¥ "You", pleans Na by 1RO

H. luthi Eﬁmm-mum
o . You
if "Yoo', athach copy sad Rt the findng socrme assncizied with the granl ar sonimel,

CATEGORSES OF EXEMPTION

Imelvemant of uman subjact mssarch in tha follwing categariss may be declarad sempt rom IRE Review by
e IRB. Dnly the IRE may debammine wiish activiias quallly for an scampt review. From the sl categarias
Droaddind baliw, check “Yas™ for tha meisgories thet you belisws cdescrhe your propased reseanch and “Ne™ for
@l pihars. if nona of tha caiegaries apply, complete an applcation for spedited or standand IRS review of
curbws tha IRE sinf! for Instructions.

YOU MUST CHECK "YEZ" OR “ND" le.LLDFTI'E FOLLOWING:

45 CFR 48101 m)1x
O Yes EH‘J EVALUATION/COMPARIBON OF INSTRUCTIONAL STRATEGEESICLIRRICLILA

Insiructicnal strateglise, or (1) rassarch on tha sifectivaness of ar fhe comMparson AMong
Insiruconal techniquss, curicule, or classroom mimnﬂ'nds.

hqﬂhhqﬁmmmm -
Form Revisn Dot DI/05/ 200 108
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Invastinator: Chan Wang ) Vemion Dete: 0480504

if "Yas", deacribe the educational xwiting In wich the ressarch Wit be oonduciad #nd the
wwmmmm

48 GFR M. 10{b}=):

X va [JNo EDUCATIONAL TEATS, SURVEYS, NTERVIEWS, OR QBIERVATICONS
Rassarch involving the uss of sducational teste (copinitve, diegnostic, aptth. s,
achievement), sary proond, e MMWMdmm
mmmmﬂmtmﬂhm:mMMMMGmbn
wum«mmmunmwmmwmmmdh

human subjacis’ rasponses outside the ressarch could neasonably place the subjacte of fek

dmm«mmhmummhmmmmumdm o oyabilty, or
neputation.

Holy: mumnhnummmmmmMmm
rsaarch bx limfied to chasrvation of Mlchdwdwwhlnhlnnmunu
participats In the activities baing obsarved

IIGFI!-HJM{h]ta}:

ClYes B PUBLIC OFFICIALS OR CANINDATES FOR PUBLIC OFFICE
Rexssarch imalving the o of edumstional ests (oognitve, disgrostic, spitiads,
achisvement], surey procedune, inlerview procedurss or abesrvetion of public bahevior
tfuit e ot exampt under the pravious paragraph I ) tha human subjects are elacied or
Sppoiriad public offidals or candldeieg for public offics; or (] Fudmlm:lruql.h{n}
without scccaplion that tha canfidentisfity of the personally kKlentfiable [rormation will be
vy vislrumad Teranflar

Cuacida i mrhfmiis may ba ideniifled or sre ot risk, or sizls the fedeml sietute that
edlows the confidantialky of the subject to ks maintained #roughout the nessarch and

[Yes K Ho COLLECTION OR STUDY DF EXISTING DATA

) Ramazrch immiving tha pollaction or study of sdsting data, documents, mwﬂl.puﬂwbqlml
spacimens, or dagnoabic specimans, I taes sources are publicly avellabis or Fiha
Inforrrmtion 1s econded by the investizator in such & manner that sublacia cannct be
Icmriffind, direcity or through identifiers linked 1o the subjecs.

_ Mote: To qualllly for this assmpdion, the dats, documents, records, or specimens omust
b In exfwisnos bedors the project begine. Addittonally, ursder this exemplion, an
Imvestigytar fwith propar authvorizstion) may isepect [deriitshis records, but may only
record Information In s non-identiffabie manner. Saa [RB Policy LD for sddtBonsl
Information s sampiss mgarding this sasmplion.

43 CIR A 10 {b){m:

Oea & Na REHEARCH & DEMONSTRATION PROJECTS
Research and demonatration projecta which are conducind by or subject o spproval of
facieral Deparmsmial or Agency heads (such as the Secmtary of HiHS), and which ans
dasigriad in shutdy, svalusts, or otherwias samine: (i) Pubic banalil or servics programe: (i)
praosciuree for chisining banaftis ar services under thass programa; (I} posatble changes In
or altamathves to those progreme or procadures; (V) possible changes in metheds or lsvels
of paymar for banaftts or sarices unkier thass programs,

Proot of apgroval bry Dapartmesnb/Agency Head amiched, [“I¥es CiNo

Roaguiact P Bcarphion (Fenn 31107
Form Peision Dets: DNVDA/ZINT ] aofs
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Pmﬂsurlrmlw Chen Wang Varsion Detec  OM)OED4
Shady Tt  Mocical hfwmuﬁnnmmuhwpuﬂmh
InatttriboniHoapkal: Vandorbilt ingram Cancer Center
MNote: Thin sokmption apyiles ta federally fundsd projects only and b moat
apprapristsly invoked with sutharization or ooncumence from the ki sgancy.
Additionally, specifiq griteria must ba satisfiad to bmvola this sxemption (ses [RE
Alna, this szsmgiion calsgory doas not apply ¥ them bs s etsbutory
mquirement that this projedt be reviewsd by an IRE or f the resgarch imvatvay
phrysicdd Ivasion or intrasion wpan the privacy of subjects:
45 CFR 4011 b0
CIves K Mo FODD GUALITY EVALUATION & CONSUMER ACCEPTANCE BTINNES
Taste and food qualty svalustion and consumer sccaptance studiss, (1) B wholeaorms food,
without additives are comemad o (1) Fa food b consumad st contafne 2 food Ingradiant
it or boktow tha lovel end for B use found & be safo, or sgriulural chismical &8 arvironmentl
coirkarninan at of baiow He bevel found 1 be sede, by e FDA or approid by e EPA ar
tha Food Safety and inapection Sarvica of tha L.B. Cepartmant of Agriouiiure.

8. WH Prolacied Haallh Infomation (PH) be accessad (usad within YUMC} In the course of preparing For this
mzsamch?
" Mo 0 Yea
¥ ‘Mo’ xicp (o the Goniet of nfemst sisfeman on fha next nage..

STATEMENT OF AFFIRMATION
H Profecied Health lrformation (PHI)' is agoesasd {ured} In the courss of proparing for this ressarh the
fallawing 2 condiions must be mat

1. The uss or discioaurs of the PHY s sought aolely for the purposs of preparing this ressach protocol
2. The PHI will not ba removed from the covared antty.

3. Thia PH s nacassary for the puposs of thie neesanch study.

The above 3 conditiona mues ba mead (o aVow fbor e acceas {ise} of PHY & preparsiony i masarch, *

A WHIHDDH'MdEIEMMMMﬂmmMMMHMW
Mo Y

B. Wi a Amiled deim set be creamd?
CMe  [JYow ¥=Yee", complote Dw VUMS “Dade Lte Agroomend™ bekow!

The date Lme agraament baiow salk R the tesra avd cenclicns in widch o Covered EntRy [VUMC) wif
aliow the uss and diacioamee of a Snled Sote sut ¥ in e Data Reciiend (Princiosl nvesiipelor). The mbed

aate sl must have diect ifenifiars amover, i may incuds ows, ciy, andiar S-tigh ZIP codes ax wal »a
date alemmaiia fo.p., doliet of BT, acimisaion, dechuvpm, ais.).

YUMC DATA UPE AGRERISENT. ] NOT APPLICABLE

I additer: to the Pincipal vestigaior, identify 2l individusls whno wil ba mequasting suthortzation 1o sccass e
limited dalg 40t

[ Narme of inetufion ardior Tnuividual Hon-YURNC Deta (ae Apyescigt
O

ma‘i"EE

5 5EFE

Ryt iy Bwainplion (Fam 211070
Form Ravigon Oabe: DTN/ 2000 . 4ol e
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" Principal Inveatigator: Than Weng Varslan Date: (405104

A Non-VIME datn pae sgmarnery it neqadmd fo discioss the Rrednd dodo sof fo ai indhidual or an ettt
mwm Ammmm

A the Principal Investigator of this study | agees:
Mt to uis oF discicas the lirod date st for any purpose other than die ressanch project or a8 reguined by i,

Tnmmmmmmmwmwmmmummﬂmmmw
this Agreerwrt.

Ta rapor to the Covarad mmmmumﬂmymwm of the (imbed data
sat not provided for by this agrsment, of which | bacoma mmes, inchading without hinitefion, amy diacieaura of
FHI to an unaydhortzed suboonitmcior.

Tummmmmuhgnmmm.hm|pmhlmmmmwwmem
restricions mnd oondiona that appiss fhmough this sgeament to the Dala Redpient with respect & such

Mot £ Identily the information contaimed in the limied deta st or comtact the Indiridunl.

Comfiigt of imternst Stalemmrt
Do you or gy otftsr parson mesponaible for the dasign, poncunt, or mporting of e measrch heve an soonomig

Entarest in, o Aot 23 an officer of & diecior of any outsids whose financhal imierssts woukd reasonably
sppe to ba affectsd by the ressarch? [ Yem No

kmreatigator Assurance and Compliancs Statement
As the P of this study 1 sgnes:
E Toecesnt responsibiity for the eckatfic and sthical conttiel of thik pojact
El To ecsurs all investigatons and koy study perstrmsl have compiated the VU humsn subjects imining
PIOQrET, :
E To submk for approval any addions, <omeetons of modifications to the protocs or Infommed consent

doctrment 1o the IRB prior to tha mplementation: of any changes: and
El This project wil not be sterted wtil fins approval hae bean grantad from e RS,

a}vu s ‘4{3:/ 7, 2mip

Principal investigators Sigenre 7

%ﬁ?" n/é | sy

ity Advisor (F Pl s non-feculty)

ARt Tof ENMTIDHON (O #1102
Form Revislon Dute; D6/0RZ00% s
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Pmsbdlrwm Chan Wang Vargion Cede; Ga/O5T
Shudy Tithe; Maxlical Infiormation sources for cancer patiente
Inattutiont-oapiial: Vanderbik ingram Cancer Canter

1 Protected Hualth informgtfon [PH]Y: Prowcisd hasith imormation [PHI) b indivicusly identfiabin heakth
imormarion that s or hes baen collected or meinined by Vanderhik Linhaamily Medloal Canter, Inchuding
imiarmartion thart ks cofectsd for reaserch: purpaxes only, and oan be Inked hack i the indiidusl paricipant. Uss
medmmanuuﬂlmHlPMgﬂnu

Indhidually identifiable health informetion le defined a3 any iInformation collectad fom an individual (ncluding
] that fa crested or moalved oy 8 hexith carm provider, health plen, smployer, andfor heaith core
daaringhousa thet refates o the past, presant or future phyelcal or mental health or condion of an Individual, or
the provisian of health cars 10 an indh#dual or the past, pressnt or futtre pavment for the provision of health
: mtuunind‘rvum!nndthnﬁaﬂnMM&dmﬂmekﬁﬂmhmﬁnhﬂmhﬂMMh
Information can be uasd to identify the individunl (43 CFR 180, 103

A covenad entity (WUME) may delsrmine that heatih informaton b not kndivicually kKemtifiablo [De-ldentiffed)
heatth Informethon nly K af of e following dentiflors of the Fadividuel or of robabhess, evrpicyens, oF housshold
mﬂ'ri:ouH of the individual are romoved:

e,
Ay paoGrepivi: eubdivieions aTaller e & Staio, Indiding sireel adones, cly. counly, presng, zip coda,
ard their equivalent geocodes, mcerd for e initial tres digls of n zdp oods;
Al sinmants of deies (maept year) for defes dimolly elsted io an !ndvidual jag., daie o birh, admission);
Talaphons numbers;
Fax nmbers; .
Bacironic mal addessex;
Sodal wecurily mmbars;
Madcioal mcon] ambars;
Hanlth plan banaficlary numbers,
Acnount rumbars;

11. Carlificain/icanss numbars;
12. Vahick Kenilflars and sarfal numban, inguding lioanss plxin rembars;
13. Dwvice {dantifes and serial numbens

PENOARE N

. Blormairin
17. FulHaos photographic images and any companbls imapss; and
18 Any other uniqua Klantifdng numba, charncierietic, or code.

2 set The Imitad ceta sut is proiecied heedh irformtion tut ssokucdes af sbove dets slsmants
with the sxosplion of elamans of datse, geogrephic: Informaticn (not as epecific & street address}, and any other
unique identiiving slament not axplcity scedudad in the st sbove.

Pyt fou Ewmiption (Forva #1103)
AorTh Rasvision Duta! (B/DA/2OM aes
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IR #; D401 20 . Ammandmant Number (f applicabla
Crwim of thia Foaquesd; D725

Principal invesiigator; (zhen Wang

Study Thia: Madiol information sources for canoe: patienta

Vandwrbili Univarsity instihitional Review Board
Raquest for Amendment

AN svsswiorants ind reialors et Di icorgarsiod infe Dv urTendy apprvved I clpocoserly IRl Appiiiian,
FroporalF roioocd, rolbrmed Oeseot Desppat, pic ) mﬁm“nw#mmmm

1. Amancmunt requested by: ] Pl [ Speneor (ncludo & copy of comeapondenon from Sponeor)
H Mﬂmmm“m:lmndﬂ-mmmmu}uﬂ:

O Sponsorinvestigatnrs proloool; Mew vordan date: Newr vorsion &
O investigetor drug rochure; N varmban date: New veraion #:
1 Informad conaent document(a) Mo yarsion et
B2 IRB Appication; MNew varslan dabe:

1. Doas thix smendment Incluths un asddition or aitsretion of amy radiation lontzing procedurss) for
rasaaroh’?

Mo

Yea ¥ "Y' S
Nowr Also, ntiech the spyroprisis HARCDRE docs—nts s inbis on 1 U wabalis of

4, Inclcate how new informedian will by communiaied to camiery srrolled participanis.
anl prospagive porfioipars wers not contecied regarding el
: ] the murvey pariicipania. Inltinlly tha xhady planned oaly on paltians,
Irldnnw!twlhwduhhpdimh mmhhmilmmmwtﬂ
the surwey mm-mﬂmmmﬂm

a mm-m-mmmmnﬁm made tn the IRBE Applicaiion or informed consent
resuiting froem this amandment. A clean copy of e reviesd irformsd conss dnoumrt
ahouid be atteched for spproval and dale amping for use during Tha remainder of the approvael perod, Alsc
nciude the aponeors summary. i avalable. Ba sura 1o underlins all chanpes mads tc T application or

Faliowing changes wera made on {51 changas are highlightad with necn yvellow):

Paga 1: Latter of Confidantiality (addad "cormnpanicns”’ an 8 group of paricipanta, and reonganized paragraphs)
Paga 2 Instrucsans {made changes (o Part B instructions and addad Part G ineinsctions)

Page 3 Part A Background Information {added 4 quasborss s modifed)

Poge B! Pirt £ Madical Sranarion (addod thie pat)
& BUDGETARY AUTHORIZATION _
Ié‘lﬂlm amesndment for an industry-Supponed SEKYT (750, & i sapaoid tat e 3ponor il Day the RS fise }
No 1

Raquest o Ammndmant (Formm 1 104) © 1l
Forrn Ranisbor: Duln; CA2AVI00S

July 23, 2004
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RE ¥ JaD120 Arnandmirt Mumber (H apolicehisy
Diata of this Request: 072304
Principsl immstigator: Chen Wang
Tl hindical Informarifon sources for canosr patisry .
Yeou ¥ 'Yox", compluiy e infarmasion below lor payment off the $500 emendiinif review fes. Foss
wi¥ aniy be axsansed for those smendments ! e i Sommaltise ndew.

Camar Numbe: Account Number:

For VATVHE, NTHR, VERH or otier non-Vanderbit eites, attech & chack payable o the
WS IRE" It the emoont of £500.

Colors T fr s 03/27/ 04

. Principal Investigators Sigmehes /

Fmuest for Amancmant {far #11 :
o Fuavislon Dipls; (RFEV003 - i
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Y

. Princiol rveatigator; Chen Wang Version Dale: 07722004
Sty THie: Madical Informetion sources for oancer pariianis
ineiftionHospinl: Vandiertik ingrarn Cancer Cerier

Vienderhiit Lnivarelty instituiionel Review Board
Requast for Exemptlon

1. Printipal Mveatigetor Information _
Firat Name: - lmldulahlht Lost Neme:
Chen Wi
" 7.D. T, PhU. RN. e, Ny M5
Job Tile: Gradusme Student C APUintion: [X] VU || Staiwarth |WA-TH valley H9

iadu
-8 Contact Informetion B coninct s different from LA
Firgt Nemac Micdls Inftlal: Lavet Morne:
_ﬂ;uan [TiG. [ Im5. [ ]FhD. RN. Cthar, iy
ATE_D_DDEH%M vu A-TH Vahey 8
Crihat, ipacify:
| Department/Division:
| Campam Achlreas. :
| Campuss Phane: | o Peur: | Emel:
Mmﬂhﬂmmmm“u il
K Chy:
Eints: [2: Phorm:

4. Sty Information:
A G abrief synope of the rosearch, inciuding beckground Informetion and raticnele,

) mmmmmmmmmwnmmmummm
freatment opticme and side ofiecs, wiys 19 prevart oumence, and peychaologionl resouross for ooping
(Contloth e 4, 1000; Palowtiond o d, 1084). 30 do tba cormostons (Basch oo, 2004), Thace s

i Beeoh of o, 2004). Mary
sbout patent irforraticn sorves have basn don for dicsnses Doy heart talume {Gumdry-Srichar ot al, 2003)
and AIDA [Recves 2000). Howeser, despits the mdrmaivy Harstuny on information proviion for perients whh
W.ﬂmmmﬁrnlrhdmhrdﬂdhlﬂhukwuﬂhhdhnpﬁrﬁmm-dm
for cancer patonts {Mil st o 2002). My survey /s i imvasigeis the madicyl Inforrmaian soucas that cncer
pationia gnd tholr comperion havwa vielad In the part and prafer o viak in the oy, the oually of ha
e L ) ﬂwmwu'mumrm mwm

235




pal Inveafigeior: Chen Wang Vemion Duis: 0722204
Shudy T Medos informefion sources for cancer pefanis
MWMH wmwm

mrmy questiorrsine and question cistion it g
vl

B. Desoriba tha subject population’ type of dato/spacimans to be stixliad Nota: Rassarch kwolving prisoners,
mmnm.MMWhumhmmmmMMMrmm
muthwmnmdw1NMﬂhmMWE
differant daye during routine clinic visite. There i na rsk for hem 10 anewer te quesionnaire. The type of
#gmmmmmmumdﬁchumumnmmmmnmwan

. Describe the sournce of dotespecinens ad ¥ thees are publary avaiiabla. ¥ not pubiicly svaiiehie, deecribe
Epﬂwmu ummmum-ﬁmmumwrmm].

Do mmmrmnmmmumﬂmmmmummm
48 CFR 4. 101 (bN4)]7 Duacriiss how this datw b colinotad, wion snd de-idertified,
No.

E. Dmcibm the maukment prooses, inclding any sdverisements, 10 be uaed for this study.
Tha participenis wil e movied from the Venderbi Ingrem Gancer Ganter with iInchusion critada Including:
1] sbim o understand English; 2) 18 years ofd and above. Given the permission, imnvestigaion will 3k in the
umhﬂmmmmmmmwmmmmnmorm
Friant Cars Cortier for Canosr and Cncology clinic).

F. Demciibe muhuﬂdmmm
ImﬂmthMMNMﬂnwnmmmdy
Patipnin wi] b szked ¥ they ame intersetad It participating. i tha felisnt sgress ta particiosbs, hefshe will be
nshai compiste the quastionnaire. Investigeter will ba nady to affer o reed or snplain the questionaln i
patierix 7 they raquirs. Palianta wil be informed thet the infornalion will b kapt oonfidental, Afler the
Muhhm Imatigators wil confm that the Information oolisoisd has no Kentfing

infiprmstion, Patierts ara fhen Teariked for thelr pertic’pedng In this sbudy,

Q. Iy this shidy aifieied wih any other IRB-apprcned sodies?
ONe [ Yea

¥ “Yue', plowse Frt by IREE Plosse refor to staclwd caner page of "Cangumer Megical Ceqlsion
Making” immaiigated by Professcr David M. Ditty, Version Dabe J2/06/04,

H bhia wwwnwwm
]
N “Yar", stinal copy and Bt the tnding sowrce seocisied with th grard or oooiract.

CATEQOREES OF EXENPTION

Invohvamant of hurnen sutiect Pesarch i The foliowing colsgorise muy be decismd sxompt from JAB Redew by
tha IRE. Qnly the IRB may detesmine which aothiies quelly for s sxemet view. From the abc cxiegoriss
premanid balow, chack "Yea™ for the calinge e that veu Bl deberiig youl proposid raesarch and "Ne® for
of athere. i nons of the calegorion apply, Compiels an spplication for mpedited or stpndard IRE revies o
qontaot the IRE sialT for eiructions.

YOU MUIST CHECK "YES® OR "NO™ FOR ALL OF THE FOLLOWING:

lmummmn:m
Form Feviskon Dete: 04/ 2R 2old
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* Chen W Versian Dete: 07232504

II-EFRIMII'IM'I]I-

O Yos B No wmrmmormmmmmmuu
Ressarch condusiad In axiabishad or commonly sopspted aducstional saiings, imobing
normal scontional practions, such 23 ) mesaroh on reguber and speciat sducslion
inﬂmdimﬂuhﬂuh.w{l}mﬁmmmﬂfwhmmm

Instructionsl fechniques, curmicula, of clesarocm meansgement mehode.

¥ "You", describe the ecucetional settiag 31 which e measavch will be conciucted and the
type of normel acucetional pracions nvohved,

48 CPR 48,101 {b}{2):

E Yea [INo EDUCATIONAL TESTE, SURVEYS, NTERVIEWS, OR OBSERVATIONS .
Rmatrch invahving tha us of educaionsl il [cogniive, diagnostc, apitde,
nchiovernhart], survey procidurss, iriervisw procedurss or nolarvitiosn of publie basyior,
urca: (1) infornmiion obtcined M Necorded in och & moanne’ B hEen subysch oan ba
eaifimd, direcy o Tinough khitifen Bnked o 1 adjechs and () 2y Seckoles of the
. Muereary i e’ romd o0 bt Uit feieiich could rssonably plac T bibjects sl ek
af crintiml or civil Eability o e darYmging o i mbischl’ frincial shinding, smpioyabily, or
mpurisjon.

Mate: This soemption Is nok svalishis for ressarch invelving chBdren ynissy the
musarnh is Emiyd in phearvetion of puisiic hehavior when the irvestigainrs do not
participats In the acfivities heing ohearved,

45 GPR S8.101
O Yeu ENao PUBLIC OFFICIALS OR GANDNDATER FOR PUBLIC OFFICE

_ Remssrh imvoiving the ise of schetional teets (cogrithe, disgnostic, aptiude,

" mohisvemart), sury procedires, imenvdies or chaarvation of public bahavicor
that is not exsmpt under the previous peragreph I (1) the human subjects are slectad or
sppointsd pubdc oficiels or oandidales for public offied: or (T} Fedaral stol sofe) negiines)
without sxception that the confidentia ity of the persomally idontiiaire Information wil be
meimisined fhroughout the reesarch and tharaafter.

Dascribe how subjecta may be idantiied or are at risk, or strks the federal stk s ot
aliows the cordidentiality of the subjact i be resiniained hroughout 1 resssrch end
tharealter.

A4 GFR SL1O1{EH):

Oes & No COLLECTION OR $TUDY OF IDISTING DATA
Rassarch invoiving the colection ar study af sudsling dels, domuments, mecanty, pethologionl
spacimens, o disgrostic ipecimens, Fihese souss are publicly svallebis or I the
Inforrmeation s recordec by tha irnsarigeior in: such a menner Tt sebjeats oannot b
antfiod, dirmcty or throngh iderifien linked to the subjec.

Nots: To qualify lor this sasnplion, the dais, dosusnanix, recanis, or spesimens: must
1 In sxistences belors the project begine.  Acbilliosally, under this assmpilign, m
Investigetor {with pnoper suthortration) ey Inspeat identifiable recads, it may only
mcord Informeation In & non-ideniifiable nrnnet. Bas BB Polcy IR0 for addiiconal
Information and sxamples regarding ikl sxenytion.

umuﬂ‘l[h]l,‘l]

OYes [JNa  REBEARCH & DEMONSTRATION PROJECTE .
Resaerch and demonsiraton projecs which are conduchid by or subjec] b sproval of
fodern! Dapartmantal or Agancy haeds (such s the Secrebery of HHS), and which aa
designod to study, ovalttahs, or otiwiosiss socarine: {T) Publio banel® oy aarvos programs; I}

fequast For Bearmpdon: (Fomm #11E)
Forra Revieion Dulm: (/62008 Jofs
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' Printipgl Immeiigetor: Chen Wang Varsion Dwie: 07722/04
Macical

InsthfonHoxplut Vancedbit Ingram Carcar Cottar
procadures for chisining baneftis or sorvices undar those programs; () posaiie changes in
or akemathes io thase prognums or procadurse; [tv) possizis changea in motheds or levels
of paymant for benafie or sarvices under Thoss progrema.

Proof of approval by Dapariment/Agency Heed i altnched. [ Tyee [ Mo

mmhmmwhhmmwpﬂﬂ-mwum
appropristely Inveked with suthorization or concursnoe from tha funding sgency.
MHMMMMhMHMhNhM{n‘Eﬂ
Eolley LY. Also, thiv sxemption aategery doss not wpply f fham in a siwhriory
regulrsmut that this projact ba reviewsd by ar IRB or ¥ the esssnsh involves:
physical imvasion or intrusion upan the privacy of subjacts.

uunumm

Oves X No FOOD QUALITY EVALUATION & CONSLMER ACCEPTANCE BSTUDIES

mmmmmmwmmﬂmu{l}ﬂmm.
without ackcitives are consumad or (1) I s food 1s consumec ot contzine a food ingrediant

k or bl Ty et pnd for s upe found (o be e, or agriouiure! chamical o sivifoemantal - -

contamirant at or below the leval found ic ba sae, by the FOIA or spproved by the EPA or
tha Food Safety and Inepection Sarvice of the 4.5, Departmest of Agricuib. m.,

4. Wi Prodecisd Heelth infarmation (PH' be scosssed {used within \WILC) In the course of proparng for this
rangarch 7
E Na D
¥ "o’ xikip io the Comfiot of Ininmst sthytemant on the next page.,

STATEMENT OF AFFIRMATION
if Proteated Fealth Information (PH]' s woosssed {used] In the scurss of preparing for his ressaroh the
foliowing 3 cenditions must be met:

1. Thause or daciosure of the PH ks sought solsly for the supess of praparing this research prolocal.
2. The Phil wi not be remeved from T coversd snity.

3. Thie PHI Is nacessary for the purposs of this ressarch siudy.

The above 3 conciions must be met i aflow for tha access (e} of PHI ax raparmioy o maserch.”

A Wil o dadentfiad dote set be craated (ol 178 HEPAL oINS s b nvrioved, 0od Bt stached)?
Cne Y

B. Wil a imiled date et be createcd?
O Na OO Yem ¥ "Yog", complotn the VUG "Data Liao Agresment™ haiow.

MMmmmmmhmwMHthEﬁMﬂ
oikw tha use end disciosura of o lnied defa set © io ¥ Dl Reciiant (Frincipal imveaigaiy). Tha Amied

MMMMMMMMMMMQMWZPmmﬂM
date slsments (8.g., defox of birth, admiaslon, dechange, sic. ).

YUNC DATA URE AOREENENT [ MOT APPLIGABLE

In axfdkien 1o the Principal Imeastigsrior, mwmmnmnnmmmmm
Rt ke i

i

N
F

|

o
oo

i

Form Réripion Dabs:  DE/DE/N to's
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W

/WW Ghen Wang Varsion Dats: D7/2204
Study Tite: Mecical (mformenion: Bourcas: for cancer patierTis

Inatittion/Hospitel: Ysnderhft Ingram Cancar Canier

Yeu N
Yea N
] N

A Nan-VLIMC dieln uss sgreament i requined o discioss She Smlted deta seé fo an il or an inasietion
mwm AM&MH‘

Ax tha Prinoipe| imnvestigutor of thie wudy | agres:
Mot t0 use or diecioss tha Emiked dele wat for any puposs atbue tan the resssrch profect or ae nequired ey lew.

To usa approgrisie safuguends o prevent use or disciosuns of te Emiled date st ofher then ae provided for by
this Agreament.

To report to tha Covered Endity (Vendarblit Inkwmity Medical Canter) any use or disciosure of the Imited dets
aat not provided for by thiy agresment, ummlmmmmmmwmdmd
PHI % an urshirhoriesd subgomtrmsrior,

T snmure that sy sgent, duding a subcontracior, 10 whom § provide the imiled date sel, =g/ o the same
roatriciom ared oonciiore that appies through thia agresmant % the Dais Reciplat with eepect o moh

Nat to idenitfy the information comtainad in the (imked dola set or conbac the indhidusl.

Comflict of Interest Sibivmirt

Do you or sy athar permon responaible for the deaign, carduet, ar reporting of ta resserch have m somnomks
Irbaresat In, or act as wn officer or a director of mmuubmmnm Imimresis wnuld mesonably
anpear 10 be sffecind by ths rassanch? EIT‘Y- Ma

inveatigater Asurisce and Complianos Slelement

An thy P of this study | agres:
) ﬁwmmmm-ﬂ-ﬁu oanduct of this project;
Py nm?wmmmiwmprmmmmmmwmnmmm

. gogrem;
E Tosubmb for approval any sodion, comoians or moadificatons o the protocsl of infisrned cormen©t
document to the IRE prior & tha implams©iation of any changes; and
El Thie project wil not be started umr final spprovel hea besn grantad from the IRBS.

ﬂ 0727704
Tlnnn-hnlm Cle——. . w
Request o Berption, (s #1103)

Form Revision Dae;  OE/04/2001 Zafs
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Principal imveatigator: Chen Wang
Study Tider. Madical information: sources for cancer patients

IrerfiuioryHoaphal: Vanderblt Ingrem Cancar Gonber

! Profecind Heglth irformution [PHD: Probsahid Malh ifermarion (PH) W rividually identifiabia health
Informadtion troat s or ham bean collacted or metnteined by Vanderbit Linkvem ity Madioal Canter, incixaing
Information Tt s collscied for regsarch puapossa only, and can be Bnked back in the individual participent. Uaa
or disologurs of guch imlormaton muest inlow HIPAA quidelnes.

indiiciuslly ibeniiinble hastih Infomeation Is deftnad #a any information collacied from sn indtvidusd finoiuding
damaogrephios) thal by creaisd or raceived by a haaith cars provicer, health plan, smployer, and/or hesth cars
dlaaringhousa that reiates 1o the post, pressnt or futune pinsical or mental heatin or condiion of an ndvidusl, or
The provision of haalth came 1 an indvidoal or the paet, pressnt of fiurs payment for the provision of haelth
oars 10 an individoal and idemtiies the indkidug] endior 10 which thers s resscnabls basls 1o balles that the
Infiorrmation can be tsed to kKiantly the individusal (43 CRRE 100, 103).

A coverad entity (VUMC) mey dedsmine that haatth inforrmation s not individustly identifabla (Da=ldentifiad)
healin Inficimation only If all of thi Folowing identifien of the ndvidial or of rekalives, smpicyrs., or housshok
mambers of the indivicual are removed:

1. Nenea;

Any gaographic subdivislons mmaike thin a Stris, inchuding sirest addmsa. city, pounly, precinct, #p coda,
and their squiveiant geacodes, st for the Initi three digfte of & 7ip oode
HMﬂM{WMMMMWNmMM{W dnte of birth, moimiezion);
Telaphons numbers;

Fao: numbars;

Efsgironio mall aciineees;

MMMM

-I-hlhph-nhuul'lnhymrwu

. Accourt numbens;

11. Carificainfiosnss nunbax,

11 ¥ehichs deniiflers and serisl numbers, Inolding doense plals numbens;
13, Davios identifiers and sacial numbers;

14. Vsl Univorsal Rescurca Locaion {LIRLs):

M

BHNAOR R

pholographic
1E. fury otber unique identifying number, characteriaic, or coda.

¥ Jilted cheta marts The Dmiked el sk i probaoted health Umiormenion that mochudes ol shovs date slements
with tha sxneption of slsmania of daiee, gaagraphic infarmatan (not o pecific s singat aidnkos), Srd any ol wr
unique idemiifying slamant not expllcitly sxchated in e st sbow.

Form Revision Dete: 060672003 Sol§
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September 27, 2004

Amendment Nurmber (¥ applicatie):

Stidy THe: Macical Ionmatian soUres for cencer patlants
Vanderb®t Univershty inetitutional Review Board
Request for Amendment

Fropassérotorod, bxformeed Cowsent Deatwiat, wic,) Tint revissd docsrmstis st D subouitisg wilh Tha Megoest Mor Axendreasi

1. Amendment requeeted by: B PI Dapnmmw:mﬂmmpmmmsm
L OGheck all docufmmis trat war revided = 5 result of this ssnendment (sttach ons copy of secht

O spormorimvestioaions protocot; e varsion date: New version &
O Ivestigeior drug brochurs; Mww varsion daia: New verslon #
O Inlarmed consant doaumant(s); Naw version date:
X IRS Appliaton: Naw verslon dute:

[T Ofhver {Est documentirevision cetsirstersnce &, I appiicable):

3 Do-ﬂhmdn-nlr:hdnmdﬂhnwduﬂmofmmﬂonbnuhuﬁw-mu{-ﬂw
ressarch?
K No
CYea  # "vos" plenxse faf
Mols: Also, stiach The approprisis HERTADRLE dooursen's evallabls on the L wabalie at
bitpeivree e yancerlit gdwirty. :

& Indicwte how new Information will e communicated to cumen ity snrolled participars.
A Fiot shudy hes joyi besn stared, 30 the major prospactivs: participants were not contactsd reganding thedr
partioipation. Them wil ba an sddifian o the survey quastionnairs, for the purposs of enilecting rich
Ifermadion fior & batter masarch. it format hes also been adusied for e particpents' reading convenisncs.

6. Hsmlzs tha rviglons incuding paga and secion mads to tha IRB Applicadion or Informsd conssm
dooumant/process resulting from this smendmant. A clsen copy of the reviesd Informed consent document
shouid be sttechsd for spprovel and date stamping for uee during the remainder-of the approval period. Alsc
Inchude the spensors summary, F avalisble. Be sure to undedine all changes made 10 te spplication or
imformad conesnt documant. Includs coples of supporting information {Le., DM report. 'sponace letter, etz.]
or sumnmerize tha events necasakafing the amandment ]

Fotiowing changesa wens mada on (el changes are highlighied with noon yeliow):
Page 2: instructions {added Part D inatructions)

Page §: Pan B Medical informaton Saurces (Formetied Baction B2 and B3 inlo orm pege}
Pape 8: Part O Informetion Barmiite {edded this port)

8. BUDGETARY AUTHORIZATION )
Iéﬂg‘:m amandment for an ndusiry-Suppored Study? or o, i s sxpectsd Thart the sonscr wll pey th IS fies.]

1 ¥ea ¥ “Yea'. complaks the infamadion bafzw for paemesst of tha 2500 amaendmars ra/fow pe. Faas
i ity be asscesed for those emandmenis dhal requive Y Commiise mview.

Coier Nuinbear: Account Humber:

Racisssl for Amandment (Fomm 4704) ol
Framn Revelalon Ciple SATZX000
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IRB & 040120 Amandmant Mumnber {F pplicabla):

Date of thie Request: DBZTO4

Principal investigator: Chan Wang
Study Te: Wadical irformation sources for cancar patiesdats

For VATVIRS, MTRI, VERH or ather non-Vividerbilt sitas, m-mmum
WU IRE™ I the amount of $500.

oy Olwet j/a—?/ﬂ%

Principal investigaiors Signaturs /

WHM[F-MH“H}
Pt Fviaion Ditlic
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Frincigs! Invastigaicr. Chen Yiang ] Version Dt 0227104

Iru'l.lt.lﬂn.rlﬂ-implll: Vanderhk ingram Cancer Canter

2, Faculty Advisor [compleie H Pl Is a wiudent, resident, or MA s .
Facutty Advisor's name: Dr. Cewid M Dits Trthe: Graduate Shudies MOT
__| SchoaliColage: Enginesning

3. Shuly Contact Informetion [camplsta ¥ primary comtact i diffsst frem M3 (] NA
ri-'mmmc g

Vandurbiit Univarsity iInetitutionsl Review Board
Request for Exemption

Irmvaxtigrtar Informalian

[ First Meanex
Chen
Eu.D. J.0.
Job Tiler el Student
, vpacty: :
hvialon: Man of T BechualCollege: School of Enginsering
Gampus Addraes; _ I . _ i
Phona: 3722-7764 | Fax: 322-7058 Fagar | EmaiF: adnine. wang@vendarbit.sdu
Compixte H P does not hove campus address: _ _
Arbdrses: 801 Imvemsex Ava., #H11 - City: Nusihdlis
State: TH | Zhp: 37204 Phore: B15-210-3635

Campus Addruss: Box 1E18, Slabion B

rimantTDivislon: EEGS

Campus Phorm: B22-3479 [ Fax 222708 Fager 1 Emalk david dibsgvandarbik adu

. s

[ Other, apecky:
Dsgarimant/Tintalon SchoolCollage:
CEmpUE Address Fa g

4. Siudy infarmatian: i

A. Gl a brisf zyncpeis-of the meserch, including Fackground infermation and retienale. |

Patlemis usa wriogs sourcss of walth information b gain kncwiecce about telr Nness and rognosis
trmatmamt options and zkie affacs, wiye o pravent mourmence, and paychalegicel resources for coping
{Cansl'oth &t ul, 1980; Fulionflaid of &, {384}, So co their companiors (Beech ot al 2004). There s

and AIDS (Reevos 2000). Howsver, deepite Hie sxtensive [lamburs on informeticn prevision for petemts with
cances, thars ans only a lirited number of siudies that have investgsted the prafemed soumes of Informtinn
for cancar pationts [blhetdm:l My survey [s 1o Imvestigate the madical (mformeiinn souroes thet canas:
mwmalrmarm viaked in the past end prefor to vak In the futurs, the guality of tha

mmmmammmammnmwmm“mm
mendical aiuatons. There gre four pg : B, Part €. and Part D. Part A Investipetes
demographic tfonmeation. Pmnmmmmﬂwﬂ Smdmm investigaies partcipants’ medical
nformaticn solrces i the past and potential madical mfmetion wources i dhe fuum; Saction B2

muru-wmmmmm ] _
Porm Radsion Duts: DE/DE/20CD : Lare
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Principal inveatigetor: Chen Wang Vorslon Datec D92T/04

Study Tile: Madlull‘rhmnﬁ:nmmlbrmpdhnh

Institution/Hoepitak Yanderbik Ingram Cencer Genter
WstMIwhmmhmmhmnmﬂmdﬂmmlnmm
Sartion 83 invaxtigates specific wabsiins thit participamy vizied in e past snd will vistt in e futune. Pat G
mmhtrmmmummmmsmhﬂllwmwmme-ﬂimm

e L pailons saking Sarficipanis’ opl mirmaticn ails. The participane wil be

mmmmmmmmncamucmm (Fhlummwmﬂmlwqmmhm

queation citation list; changas In the quastiocnraira ars highlighbsd with neocn yallow)

B. MMENHHWWWuddewhnm Noim: Rassarh wolving priscners,
fatusas, pragrant wored, non-wable necnates, or human In vito feriflzetion am not sighla for scem pBon
from [RB revisw. -
Tha subject popukation J& cencer patienta. Atotﬂufapplmmﬂriﬁﬂpwlnmﬂbumludmﬁ
different deye during routine clinie vislta. Thers ks no rigk for them to answer the guastionnaime. The typs of
duta lm meiry gualketiva, not linked o specilfc indviduats. Thera ane no identfiers on the sunay and none
‘will ba Coilacted.

C. Demcriba ihe sous of deta/spactmens and f thewa are publicly avaliabie. H not publicly avaliehle, dascrbe
how prior approval will be obtained bofors accessing this imksrmation {atiach approval [eter  avaieble).
Mo . .

D. Dows this study Invohe the collection of exdeting recsde or deta often refecred 10 gu "oh-the-shel* data [
45 CFR 48.101 (h}¥4)]7 Describe how this cats i cullecied, stored and de-idemifed.
Mo.

E. Dascribs the ecrulment process, Including any acvertizammais, fo ba uasd for this shudy.
The participants will be morulied from the Vandarblt iIngram Cancer Carter with inohumion orfteria Inchuding:
1) abla to understand English; 2] 18 ywars old and above. Given e permission, investigeions wil sl 'n the
cinic Io wailt for qualifed cancer pationts (Pleses 40s athiclied spproval letler from Medical Cirecky: of the
Paliert Cara Carrer for Canoee and Onealogy ¢lindo).

F. any procaci s o be used durdng this sy,
mmmmnmdmmumm participanix, preast tha Information letter, wnd describe the siudy.

patisrts ¥ they require. Patenis wil ba Informed that tha information wil he kept confidential. After the
quastionnaire | compistad, Iwﬂulhnwlmnm&ntﬂnmﬂmndhdldhumﬂim
infarmation, Patients arw than thanked for thair partiaeing in thia study,

Q. h&%ﬂyﬂ%ﬁwnﬁwlww
¥ "Yaa", ploass fat by IREE: Pleass mier in aitached cover page of “Consumar ioal Cmcixion
Making" inveetigatad by Professcr David M. Dits, Vemion Date G200504.

H nthie | amsociated with & gram o cormract?
E C¥ea
Hf Yoe', attach copy and fai the Anaing soorce axsocining with e gram! or candrad,

CATEGORIES OF IXEMPTION

nvohesment of human aubject resosrch in the following categaries may be declamad eevmpi-rom RE Raview by
the IRB. awmlnammmmmmmwmm mampt review. From tha six calegorias -
preceyhed belcw, chack “Yes™ for tha coteporise that you belleva dascribe your propousd resssrch and “No® for
ol othare. H nona of the categerss apply, complats an appication for mepadiiad or siancerd IRE revime or
contect the IRE staff for Insructam.

YOU MUST CHECK “YES" OR “NO" FOR ALL OF THE FOLLOWING:

Paacusst fior Examplion {Famo #.1 .
Foin Funvicion Omo ﬂ!‘lﬂﬁmm 1o0fs
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Principal Investigator: Chan Wang : Varslon Date: O9/ZTAM
Study Thie: Madical Informetion acurcss for canssr paiisns
Inaditution/Hoapdiel: VanderbRt ingrem Cancar Canber

A5 CFR 48. 104 (hY1):

Oym Mo EVALUATION/COMPARIBON OF METRUCTIONAL STRATEGIEGACURRICULA
Resanrch conduciad In ssteblixhw] or commonly acceptad educational seritings, imvolving
normal acicaional practices, much am {|) ressanch on regular and special sducation
ineiructional sirstegles, of (/) ressarch on the sffectivensss of or the comparisan among
Insinactional technigues, curmicula, OF GlaswDom managemant methods.

i "You", dascie tha acucationsl ssiting i witch the resssvoh Hhmﬁmwm
type of normed aducationsl prachices imvofwed,

A5 101bH2E

CIMa EDUCATIONAL TESTS, SURVEYS, INTERVIEWS, DR OBSERVATIONS
Rassarch (imvoiving tha mﬂaﬂ.mﬂmum[mm diagnoatic, aptitce,
echievemant), durvsy proceduras, Inkarviow procaduna or obsarviian ufpr.d:llr. btevar,
uniésa; {[) rformation obmaied s mcorded it such & rmanner thet hunan sublech can ba
Identifled, drecty or frough [dermfers Inked to the soblects; and {1} any dsclosurs of te
human subjecs’ reporsss gubsida the eceanch could masanably place Tw subiecsa at sk
of riminal or chl! Babily or be demaging to tha subjecis’ firencal sianding, smploysbly, or

Noks: This scemption la not svalhibile for ressarch Ivolving ahlidren unless the
ressarch I limiad o ohservetion of public behaviar when tha investigsiors do nat
parficipain In the sciiviiisa baing chearved.

43 CFR
& Yoa

48 CFR 45.10T{hXY):

O Yas M@ Mo PLISLE: OFFACLALS OR CANDIDAYES FOR PUBLIC OFFICE
Rexaarch imvalving the uss of sdigaticnal tests {rognitive, diagnastic, agtibde,
achisvarmant], survey procadunes, irierview procedures or chosarvstion of public hehavior
thﬂmﬂuﬂwmmme‘Mﬂunmuﬂﬂnmww
wmuMuwmnHMmﬂhMNMme:]mﬂn]
withourt axcepijon thet the m&h paraznally idsntifabls iInformadon wi
maintained throughout the mesarch and thersefer.

Deacriba howr sulziacte mey be identified or are et riak, or siets the fadernl statuis thet
mmmmumumwumnmwmumw
tharaaftar.

43 CFR 48 101(b){4:
[ e ENo COLLECTION OR BT OF EXISTING DATA
Reasarch invoiving the coliaction or study of sdating data, documents, mocorda, pathological
spucimens, or diegnostc apecimans, i these sounces ens publiciy avallablo or if the
infermoation W recarded by the Investigator (n such a manner that sebjeacto cannot be
identified, diracty of through identifians (inkad %0 tha aubjects.

Nots!: To qualify for this sxemption, the dats, documaents, mededs, or apaeinee Must
b I iatencs before the preject begine. Additionally, undsr this exemption, &n
Inestigaior (with proper authorization) may inspaot Idermtifiable mecrdy, b may only
recors infarmation in x non-deniifislde manner, Ses |BE Polley IILD for sdditionsl
Indormation arsd sxmmpdiss regarding this sampiion.

43 CFR 40,101 (b 9):

[ Yea (X he RESEARCH & DEMONSTRATION PAC.ECTS
Ressarch and demanetration projects which are condocted by or aublact 10 approval of
faderal Capartmentsl or Agency hasds (such ae the Secrsiary of HHS), and which ars

Rem.n Beerption {Form #1107} .
Form Raevision Deee:  08,06/2000 ol
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Princlpal Inveatigetar: Chen Wang Version Cale: CI2TAM

Shudy Thia: Hadjmihfurmﬂu‘rmmfurﬂnwpﬂhﬂh

In=titutiandHcapital: Vandarbii ingram Canper Canber
deaigned to atudy, svaluste, or atherwies sxamine: {i) Pubiic banafitor servios programs; ([E)
procedursa for oitaning banefis or services under those programs; (i) posefle chenpas n
o alterrmiive to thows Mograme oF procadunes; (iv) possibla cranpes i methods or levele
of paymend for benefts o sarvices under hose progrma.

Proof of spprovel by DepertmentAgency Hoad s atsached. [TYes [Tke

MNobir Thiw ecerpian applies b federally funded peojects only arxd e oot
appwopriately Imvolosd with suthortertion or coneaTnca from s furding sgency.
Aok itionuily, speciffs critmrls must be sxtisfied 1 vole e sosnptiar (e RS
Pollcy B.D). Also, His sxemption category doss not apply  thars le 2 sistutory
requirsmant that this project bs revivesd by an IRE or i the mesarch involves
physical Invasion or Intrusion upon the privecy of sublscts.

4E CFR 44.101 (bX5:

Oves H Mo FOOD QUALITY EVALLIATION & CONSUMER ACCEFTANCE STUDIEG
Taste and fond quality svaluation and consumer accaptance studias, (1) I wholssome food,
whthout addithiss am consumed cr (i} Ta food b3 conaumad thet contalina a food Ingrecient
ad or bedow the lavel and for o uea found to Da sale, or agriculiunal chamical o anvireimer sl
contaminant at or balow tha lsvel found to be salfe, by the FDA or appnoved by the EPA or
the Feod Safaty and Inapecion Service of the 1.5, Cepartment of Agriculture.

5. Wil Profected Haalth informadon {PHIY' be sccasead jused within YUMGC) In the course of preparing fur this

E Ne OYem
¥ o', xiip (o the ConfBict of indevest statemant on i next page.

STATENENT OF AFFTRMATION
¥ Proteched Health Irformmtion (PHY' ke accaessd (ussd) T the cowse of preparing for ihie ressirch the
following 3 conditiorns Mt be met:

1. The uss or deciosure of T PHI s sought soiely for the purpoes of preparing this rexesrch protncnl.
2. The PHI wll nol be resrioved fram the covered antlly.
3. This PH! m recessary for the purposs of thds reesanch etudy.

The aborve 3 condlicna must be met 1o allow for the secass (ues) of PRI or ‘groparotory 20 raseench, ™

A WIada-l:ilﬂﬂﬁnddElﬂhlmfﬂflﬂm ideciBers moct be removed, sos Kxf siiwahed)?
L[] Yoa

B. Wil almiad daia sut be craxtwd? '
[ No [ Yem i "¥es" mmmmmwm

The ditsr o agresmern bakow sl Forth the femir nd conditions In which th Covared Entily (VUNC) wit
alow the e and cisosore of @ Smited defa set £ i the Dafa Recipkmd ([Princiosd nvestigaior). The Rniod
Cale xai-muxt s diract ifentiftars removed, but may inclicie iown, oiy, ancdior 5-oigpt ZIP codes aa wel o6
dais slamanta (a.g., tales of birkh, acmizsion, dsahams, e ).

VUMC DATA USE AGREEMENT [ ROT APPLICABLE
In acniton o tha Principal Imaatigater, ikenffy A individuais who will be requesting sutharization o secess tha
Emitd cnln yet;
W THe
Requert for Exnmption [Fam #1107)

Form Renialon Dol DG/0&/Z003 : ’ aors
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Frincipal krvealtigalor: Chen Wieng ' Varsion Dale: (/27104
Shudy THe: Maedical hfometion sturces for canner pationts
InsfilionHaspitat Yenderhit ingram Canosr Camer

| |Yex
Yo
You
Yos

Sk HE

4 Nan-ViiC datn uvas sgreenent it mqpuired ic dleclose the Smited dole saf fo an mifviioel ar o Reiiotion
NMHWMG. Amhhklvlﬁﬁlt

Aa the Principwl investigutor of this xtudy | agres:
Not to Lise or discicaa the Imited daba s8¢ far 3ny pUIPase other than the rasserch project or s requied by kew.

To usd appropriate aefaguends i pravent use o dackaurs of the imitad dota set other than &3 providad for by
this Agresmenl )
To mport ko e Covered Entity (Vandablt Univeraity Madical Cenler) eny ueo of diesciosurs of the Bmited daia

pat not provided for by this agreement, of which Ihammnm Inciuaing withaus (inkation, any deciosuns af
PHI by Bn wiauthaorized subconinactor.

Tumﬂuﬂwmﬂ,kﬂud]runmhmnhdnr;hﬁmIwnﬂ.‘-nﬂmhih:lﬂlﬂ,thmim
mexiricionx and condifonx thet appilss through fhis agreament 10 tha Dain Reciplent with mepect o such
Imfnrmstien.

Mot & kebandify tha nformetion corrtanod iy the imied date sot or contact the ndividual.

Gorfilct of Inbensst Stetement

Do you ar gy giter parson meponybile fir tha design, conduct, or reporting of tha ressanch harwe an sconarmic
Mh,u’uﬂnnnMHndmﬁlnymmr%MMﬂimmumlﬁy
sppaar o ha affactern iy iha ressaroh? Ovm

Ax tha Pl of this siudy | agres:
To accent respansh My for tha sclenific and sthics! conduct of this projedt;
Ta ensura all investigator snd key stndy parsonnetl hava compimied the VLI hurman aubjects treining

program;

73] Tnuhnkforq:pmdmyaidﬂmnwmﬂnmurmndhﬂuuhﬂmp‘utndwmm
document ke fre [RB orior i the Implerme ietion of any changes; snd

B3 This project wil not be staried untf final noprovel hea been granted from the |RD.

Ceen v G-2F -0

Principat Invastigators Elmllu'l

Fm#yamur-:rn T8 nondmcty)

Ruast for Beamption (Form #1102 .
Foti Rawicion Dot OB06'I000 L. ]
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Principal imaatipior: Chan Wang ' Virelon Date: DVZTIOH
Shurly Tiie: Madical informartion sources for cancer patams

lnefhriornHaspital: Vanderbit Ingram Cancer Cenber

* Protecied Hoalth informmtion (PHI: Probacted heakth informeation (PHI) ks ndividuaily identifiable hestih
information Tht ks or hae haon collacted or mekmkained by Vandarhik Unfverally Madical Conter, including
Infirrnation that o collacted for roesanch purposos only, and can bo Inked back to tha ndividusl pertfcpant. Uae
or dieciosune of auch nfomnation muit follow HIPAA gubkdslines.

Indhvicully identiisble heekh Infiormetion @ defined es any iMformation callected from B individual (nchoding
damographica) thit la oerted or recobvad by a health care privider, health plan, ermployer, aikdior health core
cearinghousa thal relxtes io the paxt, prexant or fubers phyakcal or menia! health ar condifion of an indvidual, ar
tha provislon af health e fo an Individunl or the paxt, presant or fulure peymant for the provigion of haath
cara o an individual and identifias tha Individusl endfor i which thera |3 mesonabie hasts in bebave thet the
Infnrmation can ba wsed to ihsnify tha Indhvidusl (46 CFR 180.103),

A covarad antity (VLIMC) mey daterming thet health informstion (s nod Indbvidually identfTeble (De-Jdantfiad)
heatth Informnation only | all of the following identifiers of the (ndhvidual or of reietives, amplmwhumhdd
mambars of e Indhvidusl are removed:

Namea;

Amr phie subdbiamne wralier than a Stats, hehdhnﬂnutad:l‘anﬁh-muﬂpmﬁﬂ.ﬂ:m
mdﬂ'ui'w.imlmtwnmdu oxtopt for the nittal Troea dgila of g zp code

a Mmﬂm{mptﬂhmafm&ymummnrm[a.u,mhufmmmx
4. Tetephota numbars:

5. Fax numbare; .

6. Bocironiz mail addrecoes:

T

|

_Ia-l.

. Boclal sacurity mamben;
. Medical rscord mumbem;
8. Haalh plan mrnlyru'hhw

12 Vehica identiflers and aarkil nurmbam, nciadng licérnea plats numbent;
13. Davice kiantfies and cerlal mumban;

14. Wsh Linvarsal Resourcs Locainm {LIRLs);

16. Immmat Prodocal (IF) address numbans,

16. Blomutric danitiars, including finges and voiceprink

17. Full-taom photographic Images and amy comparsbls imeges; and

8. Any other unigus identiiving number, charscteristic, or coda.

’mmg&mwmmummmmmmummum
with the sxosption of alemeris of dates, mmnmmmmummwmlwmm
urique dentfying shemamt not seplicity ssnlidad in the (wt above,

Rkt P Bturyiion (Farmn 31102)
Forf Advisicn Cirin: GYDS/Z0T : Gols
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APPENDIX M: APPROVAL LETTER FROM IRB

April 07, 2004
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July 30, 2004

ANG-02-P004 HON 10412 AN LA ' FAX HO, 815 343 2848 FM iﬂfapb% :

M5 DB Puc (515) 238544
. Wl i L wckall:

duly 50, 2004

Chen Wang NS

81 Invemass Aum. AptB.11
Noaivlle, TH  X72Ga

Dawid M. D2, Ph0.

WHTW
Baw 1014, 3. B,

MawEe, TN
K R 0130 "Nodionl Imformation Sosmey far Cypoer Patients”

Crar Yoang,
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pavifcipanty, and the smercran | apgossd on Jay 3,
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mnmm:u::iﬂllﬂ%nﬂﬂm; e

Au the Frincisal lvestigetor, vou aae respomaihie for the aoo, et o ey o, o
foalkw=lipr o &1 ExoRmS Stucly- et G VOrTE SVINES 2 preEibma imvohiing Ml i
or ol Thi IR Acvibriss Bvant repaing palioy 116 [n locsied on the IRY webshe ol

.o varxcirhilt aruirbd, g .
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APPENDIX N: PROPOSAL SUMMITTED TO SRC
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APPENDIX O: APPROVAL LETTER FROM SRC

Vanderbilt-Ingram

CANCBRBR CHNTIHR Clinéas! Triale Officer

L0 Plrce Aovmus
401 Proston Rwokoh Boilding
Nastrville, TH 372336868
6139365795  SLN.UBEATOM (fxx)
wwETicLoOy

August 17, 2004

Chsn E. Wang

B Invasmess Avenus

Apartment B-11

MNashwvilia, TN 37204

Subject VIGC SUPP 0480 - Medical Information Sourcea for Cancer Patlerts

Dear Ms. VWang,

| have reevimwed tha above refarenced profocol and have deisrmined that it does not
rieed full rewlew by the Scientific Revisw Committss, but instead has recehmsd
Administrative Approval.

Plege aitach a copy of thia letter ta all capiag of the protocol ee &vidence thet the
whudy i= approved by tha BRG. Any communication with the IRB regarding this shudy
shoukd be aino =ant to the SRE. The BRC will comtinue to monitor thie study for
adharancs to the criginal deaign and for adequate patient sccrual. Any Advamna
Dirug Reactiona showd be forwariad ta the VICC-Clinlcal Trials Offices (STO)
simulanacus with submisalon to th IRB.

I you have any quaations regarding our review, pieasa te not haaltate to comtact me.
Elnuarﬂly

&: Whitiock, M.D.
Ghair, Scientific Review Commiiee

G Vanderblk IRB
D-2232 MCN
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