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INTRODUCTION

RESULTS

• Clinical trials are essential for the identification of effective therapies in
modern medicine. A number of studies have found that only four percent
of adults diagnosed with cancer ever enter a clinical trial.

• Awareness of cancer clinical trials:
–Varied by disease, ranging from high of 26% to low of 3%

• A Web-based survey of attitudes and awareness of Ca surv towards CCT was
performed from March-April, 2005.
• The survey instrument was developed by the Coalition of Cancer
Cooperative Groups (CCCG) and Northwestern University (NU) and executed by NU and Knowledge Networks (KN).

OBJECTIVE
• This study is designed to document current levels of awareness, understanding and attitudes and to suggest the implications of these findings for
improving communications and enrolling adults in clinical trials.

METHODS
• Cancer survivors were obtained from a panel of 40,000 adults through
Knowledge Networks (KN), based on national probability sample of U.S.
households. Adults recruited into the KN national panel are offered a free
MSN®TV box and free ISP service in exchange for participating in the
panel. This procedure significantly reduces the digital divide problem by
providing online access to households who might not be able to afford it
otherwise (Denns, 2001; Baker et al, 2003; Couper, 2000). The KN panel
also incorporates individuals who would prefer to answer questionnaires
over their home computer and provides a comparable reward structure for
these participants.
• All of the adults in the KN national panel provided baseline information
when they agreed to enter the panel. One of the items collected was a selfreport about current or previous medical conditions. A total of 2,057 KN
panel members had indicated that they had been diagnosed with cancer at
some time in the past and each of these individuals was asked to participate
in a study in 2005. A total of 1,816 individuals responded to this initial invitation to participate, but subsequent analysis found that 28 of these individuals had not had cancer, reducing the final number of survivor participants to
1,788 ( 88% of the eligible sample).
• The data from this study were collected online during the latter part of
March, 2005 and the first half of April, 2005.

DISCUSSION
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• Patient satisfaction was overwhelmingly high among clinical trial participants.
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• There is a growing demand for patient enrollment in CCT studies and it is
important that adequate enrollments be attained to assure the advancement
of medical science. Today’s rates of patient awareness and enrollment are
inadequate to sustain the growth of evidence-based medicine.
• Assessing such issues, as awareness, participation, and accrual into a CCT
must adjust for key demographic, disease and treatment related factors.
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When you were diagnosed with this cancer, were you aware that you might
be able to participate in a clinical trial for a new treatment for cancer?
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These results are the product of a set of direct questions to each cancer survivor asking
about awareness and enrollment. Up to two advantages were coded for each set of
open-ended responses.
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Approximately one out of ten cancer survivors report that they were aware
that they might be able to participate in a CCT at the time of their most
recent diagnosis. Three quarters of the survivors became aware of the opportunity to participate in a clinical trial from a physician, generally not their
primary care physician. The physician is not only the source of awareness,
but also the most trusted source of information when it comes to clinical
trial consideration (data not shown). No other source of awareness compares
to the physician.
Awareness varies by the type of cancer. It is interesting to note that certain
very common malignancies such as colon or rectal cancer have a relatively
low level of awareness, and that certain less common malignancies, such as
hematologic malignancies, are associated with a somewhat higher level of
awareness. Awareness also varies according to the type of treatment a patient
receives. On one extreme, patients who receive surgery alone had a 5% level
of awareness, whereas survivors treated with some form of systemic therapy
reported an 18% awareness level and the highest level of participation.
Overall, three percent of survivors entered a clinical trial, and an equal percentage declined to participate. Enrollment in a CCT was also dependent
upon the type of treatment the patient received, with 8% of the 492 patients
who received some form of systemic therapy having entered a clinical trial.
The major reasons for declining to participate related to concerns that the
treatment offered in the trial might be less effective than standard therapy
and concerns about randomization.
Over ninety percent of survivors who did participate in a cancer clinical trial
reported a very positive experience in which they were treated with dignity and
respect. Less than ten percent of clinical trials participants felt they had been
treated like a “guinea pig”—contrary to the commonly held misperception.
The physician remains the key figure in all aspects of the CCT process,
including awareness. Strategies to increase awareness and accrual must
include addressing the key barriers to physician involvement. Also, these data
indicate that key demographic and disease related issues must be considered
when developing strategies to increase enrollment. A concerted effort must be
made to inform cancer patients and the public that participants have a very
positive view of the clinical trials experience.
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• The CCT experience is valued and appreciated by cancer survivors as they
move the field forward.
• The physician is critical in encouraging the patient to participate in CCT.
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