
TBM ORIGINAL RESEARCH

Evaluation of question-listing at the Cancer
Support Community

Jeff Belkora, PhD,1 Melissa Miller, PhD,2 Bonnie Crawford, LCSW,3 Kathleen Coyne, LCSW,4

Margaret Stauffer, MFT,5 Joanne Buzaglo, PhD,6 Natasha Blakeney, MPH,7 Margo Michaels, MPH,7

Mitch Golant, PhD,6

ABSTRACT
The Cancer Support Community (CSC) provides
psychosocial support to people facing cancer in
community settings. The purpose of this study was to
evaluate the compatibility, effectiveness, and fidelity of
the Situation–Choices–Objectives–People–Evaluation–
Decisions (SCOPED) question-listing intervention at
three CSC sites. Between August 2008 and August
2011, the Program Director at each CSC site
implemented question-listing, while measuring patient
distress, anxiety, and self-efficacy before and after
each intervention. We analyzed the quantitative results
using unadjusted statistical tests and reviewed
qualitative comments by patients and the case notes of
Program Directors to assess compatibility and fidelity.
Program Directors implemented question-listing with
77 blood cancer patients. Patients reported decreased
distress (p00.009) and anxiety (p00.005) and
increased self-efficacy (p<0.001). Patients and Program
Directors endorsed the intervention as compatible with
CSC’s mission and approach and feasible to implement
with high fidelity. CSC effectively translated SCOPED
question-listing into practice in the context of its
community-based psychosocial support services at
three sites.
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INTRODUCTION
People newly diagnosed with cancer want better
strategies for addressing their information needs
before, during, and after consultations with doctors
[1, 2]. Specifically, the need for question-listing
arises because people meeting with cancer special-
ists face barriers to addressing their information
needs [3].
In response, researchers have created prompt

sheets and coaching processes to help patients
develop a written list of questions prior to their
medical visits. Roter initiated this line of research
into question-asking and found in a randomized
controlled trial that patients coached to make a

personalized list of questions before a primary care
consultation asked more direct questions during the
visit [2]. Others found similar results, even when
prompt sheets were used without coaching [4–7].
Overall, a meta-analysis of question-listing inter-
ventions featuring 8,244 patients in 33 randomized
controlled trials found an increase in question-
asking [8].
However, question-listing interventions have not

been broadly adopted, implemented, evaluated, and
reported by health care delivery systems or patient
support organizations with a national reach and
focused on community settings in the area of cancer.
After extensive work in academic settings [5–7, 9,
10], Dimoska et al. published an account of a
limited-term implementation in a community clinic
in Australia [11]. Belkora and colleagues have
reported on long-term implementations in academic
and community settings with a regional reach
around Northern California [12–17]. The US Agen-
cy for Healthcare Research and Quality now
provides an online prompt sheet of question topics
[18], but has not reported on its use, and the
AskMe3 initiative [19] is not focused on cancer [20].
The present study arose because the Cancer

Support Community (CSC) thought Belkora’s ap-
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Implications
Practice: Patient support programs should con-
sider coaching patients to list questions using a
neutral, non-directive intervention such as
SCOPED, as this process is associated with
positive psychosocial outcomes.

Policy: Question-listing interventions such as
SCOPED are responsive to the Institute of
Medicine’s call for routine integration of evi-
dence-based psychosocial support in cancer care.

Research: Future studies should address barriers
and facilitators relevant to expanding the reach
and maintenance or sustainability of question-
listing interventions that are adopted and imple-
mented by community-based patient support
organizations.
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proach to question-listing [14, 16, 17] could be
translated into practice in their network of affiliates
around the USA. This neutral, non-directive, one-on-
one facilitated approach, known as Situation–
Choices–Objectives–People–Evaluation–Decisions
(SCOPED), has been associated with improvements in
self-efficacy, question-asking, and anxiety [13, 15, 21].
To address knowledge gaps regarding the translation
of question-listing into practice by a community-based
organization with national reach, the CSC partnered
with the University of California, San Francisco
(UCSF) and the Education Network to Advance
Cancer Clinical Trials. We evaluated SCOPED ques-
tion-listing as part of an overall study designed to
promote consideration of clinical trials among people
with blood cancer.
The CSC’s interest in question-listing arose from

its mission to “Ensure that all people impacted by
cancer are empowered by knowledge, strengthened
by action, and sustained by community.” However,
prior to this study, CSC’s programs and services
were largely group-based, and a one-on-one service
such as question-listing represented a new direction.
Therefore, CSC leadership sought to study whether
the one-on-one SCOPED questing-listing process
was compatible with the mission of CSC, effective in
improving psychosocial outcomes, and feasible to
deliver with high fidelity.
We focused on these key attributes of compatibil-

ity, effectiveness, and feasibility because these were
the core concerns of the community partner in this
community-engaged research project, and they
correspond to theoretical constructs in the emerging
science of dissemination and implementation. Spe-
cifically, they correspond to several dimensions
within the RE-AIM framework widely used in
translating research-based interventions into practice
[22]. The RE-AIM framework proposes that organ-
izations judge the success of an implemented
intervention according to its Reach (number served),
Effectiveness (impact), Adoption (by organizations
and individuals), Implementation (e.g., fidelity and
adaptations), and Maintenance (sustainability of an
intervention) [23].
The CSC’s first concern, compatibility, has been

defined as “the degree to which an innovation is
perceived as consistent with the existing values, past
experiences, and needs of potential adopters [24].” It
therefore falls under the Adoption dimension of the
RE-AIM framework. This definition coincides with
the CSC’s use of compatibility as referring to
congruence with its core commitment to the Patient
Active Concept, a model of support that underwrites
all of the CSC’s programs and services. The Patient
Active Concept posits that patients who actively
participate in their care will have improved quality
of life and may enhance the possibility of their
recovery [25]. Therefore, question-listing needed to
be compatible with the Patient Active Concept.
CSC leaders assessed descriptions and demonstra-
tions of question-listing as compatible because the

intervention was neutral, non-directive, and patient-
centered in stimulating patients to think of person-
alized questions. However, they felt that other CSC
personnel should judge compatibility under field-
use conditions.
The CSC’s second concern, effectiveness, refers to

impact under field conditions, in contrast with
efficacy, which refers to the impact of an interven-
tion under controlled circumstances such as aca-
demic studies. CSC made it clear that question-
listing must be effective in helping patients be active
participants in their care as a condition of any
further dissemination.
Finally, CSC’s concern about feasibility corre-

sponds to Implementation in the RE-AIM frame-
work. It refers to whether the organization
implements an intervention with high fidelity to
the original design, or whether major adaptations
are needed. In this case, CSC employs licensed
mental health professionals to staff their online as
well as location-based programs and services. CSC
was interested in whether licensed mental health
professionals could deliver the question-listing inter-
vention one-on-one with high fidelity or whether
major adaptations would be needed.
We limited our study to these outcomes of

compatibility, effectiveness, and feasibility because
the CSC leadership felt these were pre-requisites to
exploring the other RE-AIM issues relevant to
translation of evidence-based research into practice.
Only after ascertaining these did CSC feel it would
go on to examine Reach and Maintenance.

METHODS
Study questions
CSC and its partners embarked on a study to
address the following questions:

1. Compatibility: Is SCOPED question-listing com-
patible with the Patient Active Concept?

2. Effectiveness: Do patients report increased self-
efficacy, anxiety, and distress after receiving the
question-listing intervention?

3. Fidelity and Adaptation: How do therapists
trained in question-listing adhere to or adapt the
intervention protocol?

Design
We used a quasi-experimental design featuring pre-/
post-quantitative comparisons along with review,
discussion, and interpretation of qualitative survey
comments, case notes, and meeting notes.

Setting and sample
The Cancer Support Community is a nonprofit
organization with online and physical sites where
staff and volunteers deliver psychosocial support to
people affected by cancer. The study included three
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CSC sites delivering one-on-one question-listing
services. UCSF provided training and technical
assistance for the SCOPED question-listing process.
We addressed study question 1 (Compatibility)

with the Executive Directors and Program Directors
(authors BC, KC, and MS) from three local affiliates:
Walnut Creek, CA; Philadelphia, PA; and Cincin-
nati, OH. This was a purposive sample of thought
and practice leaders known to be among the most
experienced and familiar with the Patient Active
Concept. CSC selected these sites as they serve
states with higher incidence and mortality rates for
blood cancers especially among African-Americans.
We addressed study question 2 (Effectiveness) by

training the Program Directors in delivery of the
SCOPED intervention (see below) and recruiting
patients at the three participating CSC affiliates. In
response to the study funding mechanism, patients
were eligible for the study only if they were making
decisions about their blood cancer treatment. For
patients who heard about the intervention and were
not eligible for the study (e.g., they were not
diagnosed with blood cancer), the CSC affiliates
offered the intervention off-study. During a pre-
evaluation period extending from August 2008
through March 2009, the Program Directors gained
experience with the intervention and collected only
demographic and clinical characteristics from study
participants. During the evaluation period of April
2009 to August 2011, Program Directors collected
pre-/post-measures of effectiveness as described
below. Our study received ethics approval from
Ethical and Independent Review Services, an insti-
tutional review board, and followed regulations for
obtaining consent and protecting participant priva-
cy. We addressed study question 3 (Fidelity and
Adaptation) with the Program Directors from the
participating affiliates.

Intervention
The SCOPED question-listing intervention begins
with a neutral, non-directive interviewing process.
This process involves Scribing, Laddering, Catego-
rizing and Checking, and Triaging [26].
Scribing refers to writing down whatever ques-

tions are on the patient’s mind. Laddering involves
prompting patients to elaborate on their initial
question list, using a model called the Ladder of
Inference [27].
Categorizing and Checking refers to use of a

prompt sheet of topics to check that patients are
covering a broad range of questions. The topics are
grouped under the headings Situation, Choices,
Objectives, People, Evaluation, Decisions [28].
These headings give the overall intervention its
name, as their first letters spell SCOPED.
The last step in the question-listing process,

Triaging, refers to prioritizing the question list. The
point of this step is that patients should prepare to
spend the most time discussing the most important
issues with their doctor.

Using these steps, a trained facilitator elicits
patient questions without providing information or
advice and produces a written question list orga-
nized according to the SCOPED topics listed above.
The facilitator prints out the SCOPED question list
and gives copies to the patient to distribute to
accompaniers and health care professionals. Exam-
ples of a SCOPED question list are available in the
literature [14] and online [29].

Measures
To address study question 2 (Effectiveness), we
trained the three Program Directors in question
listing, and they recruited patients at the three
affiliates to receive the intervention and respond to
surveys. We relied on the Ottawa Decision Support
Framework for our selection of outcomes, measures,
and instruments [30]. This framework positions the
intervention as addressing baseline patient decision
needs and influencing proximal psychological out-
comes. Researchers have used this framework to
guide numerous studies in decision research, includ-
ing studies conceptually similar to this one, of nurses
engaging in visit preparation with patients [31–33].
Consistent with this framework and based on prior
experiences with patients accessing its services, our
study team selected psychological outcomes that we
knew could interfere with patient–physician com-
munication, information processing, and decision
making. Conversely, ameliorating these conditions
from baseline to post-intervention could improve
patient capacity to engage in these key tasks.
Therefore, during the evaluation period of

April 2009 to August 2011, we measured distress,
anxiety, and question self-efficacy before and
after the intervention. We measured distress using
the Distress Thermometer [34]. We measured
anxiety and question self-efficacy using custom
categorical items ranging from minimum 0 to
maximum 10. The question stem for our anxiety
measure was, “On a scale of 0–10, with 0 being
lowest and 10 being highest, please indicate how
anxious you are right now (check one box only
please).” The question stem for our self-efficacy
measure was, “On a scale of 0–10, with 0 being
lowest and 10 being highest, please indicate your
confidence level with respect to the following
statement (check one box only please): I know
what questions to ask my doctor.” We used these
custom items because we had previously found
them to be sensitive to the intervention in
community settings [13], while minimizing partic-
ipant burden. We repeated these measures (dis-
tress, anxiety, and question self-efficacy) after the
intervention.
We collected other information from evaluation

participants at baseline for the purpose of investi-
gating associations between such predictor variables
and our main outcome variables. Predictor variables
included demographic and clinical variables (age,
gender, education, race, income, disability, time
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since diagnosis), telephone versus in-person delivery
of the intervention, whether participants had
reviewed education materials before the question-
listing intervention, mental and physical function
summary scores from the SF-12 [35], and initial
levels of distress, anxiety, and question self-efficacy.
We also invited patients to write comments in

their surveys. Our data collection procedures con-
sisted of the Program Directors (authors BC, KC,
MS) administering written questionnaires before and
after the intervention.

Data analysis
To address study question 1 (Compatibility), we
monitored reactions to the SCOPED intervention
by Executive and Program Directors from the three
participating CSC affiliates. We captured their
reactions in case notes, meeting notes, and emails;
reviewed and discussed these documents to interpret
meaning and significance; and asked for each
Executive and Program Director’s overall endorse-
ment or rejection of SCOPED compatibility at the
end of the study period.
For study question 2 (Effectiveness), for our

quantitative measures, we tested the null hypothesis
of no pre-/post-change against the alternate hypoth-
esis of a change significantly different from 0, using
paired t tests and a 5 % two-sided level of
significance. Because this was a pilot study generat-
ing preliminary data, we did not adjust the signifi-
cance levels for multiple tests. We also explored
bivariate and multivariate associations among vari-
ables using linear regression. Potential candidate
variables for multiple regression analysis included
those that were significant in bivariate analysis
(p<0.15). Backward stepwise regression was used
to remove variables from the multivariable model
one at a time that were not statistically significant
(p<0.05). For open-ended patient comments, the
study team read all survey responses and selected
key quotes that represented the range of responses.
To address study question 3 (Fidelity and

Adaptations), we conducted monthly meetings to
review the experience of the three Program
Directors delivering the SCOPED question-listing
intervention. During those meetings, we reviewed
the question lists the Program Directors produced
with patients, as well as each Program Director’s
written reflections on each case. We entered the
meeting and case notes into the study record and
reviewed them with the Program Directors before
discussing, together, the level of fidelity and any
key adaptations.

RESULTS
Study question 1—Compatibility—The Executive and
Program Directors endorsed the proposed question-
listing intervention as consistent with the CSC’s
Patient Active Concept. National leaders of the CSC
echoed this assessment. One of the PDs articulated

the general consensus among CSC leaders and staff:
“I find that this method of supporting our members
in their efforts to make well-informed decisions
dovetails well with our other efforts to empower
our members to consciously engage in their health
care decisions. This non-directive approach allows
patients to determine what information they person-
ally want or need, and provides them with a tool to
critically consider their options.”
Study question 2—Effectiveness—We offered the inter-

vention to 142 patients who responded to outreach
and recruitment activities (such as brochures, news-
letter items, and web descriptions). We also deliv-
ered the intervention off-study to 55 patients who
did not have a blood cancer diagnosis. The median
age of off-study patients was 62, four (7 %) self-
identified with a racial/ethnic minority group, and
13 (24 %) were male.

We delivered the intervention on-study to 77
patients with blood cancer. Of these, 19 participated
before the evaluation period and provided only
baseline data, while 58 filled out pre-/post-surveys.
See study flow diagram in Fig. 1.

Table 1 shows demographic and baseline clinical
variables for each cohort. There were no statistically
significant differences between the pre-evaluation and
evaluation participants on baseline variables, except
for gender. Ten out of 19 pre-evaluation patients were
female (53 %), while 46 out of 78 (79 %) of the
evaluation patients were female (p00.02)

Evaluation participants reported a significant de-
crease in distress (p00.009) and anxiety (p00.005) and
increase in the patient’s question self-efficacy
(p<0.001). See Table 2. In the multiple linear regres-
sion, lower income (p00.040) and higher baseline
distress (p00.013) were associated with a greater
decrease in distress. Higher education (p00.013) and
higher baseline anxiety (p<0.001) were associated
with a greater decrease in anxiety. Higher physical
functioning (p00.005) and lower baseline question
self-efficacy (p<0.001) were associated with a greater
increase in question self-efficacy. See Table 3.

For ten study participants who were interested
but faced barriers to visiting a CSC site in person,
the CSC Program Directors delivered question
listing by telephone. The pre-/post-change in dis-
tress, anxiety, or question self-efficacy was not
significantly different by the mode of delivering the
intervention (phone vs. in person).

Qualitative survey comments echoed the pos-
itive effects found in the quantitative survey
ratings. One patient wrote before the interven-
tion, “Always anxious when I have an appoint-
ment to concentrate on my cancer.” After, the
patient wrote:

I came in riddled with anxiety. I leave feeling
positive and focused. [Facilitator] has helped
me direct my inquiries thoroughly and in an
ordered fashion. What could be better than a
‘10’ [satisfaction]! This was one of the most
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worthwhile appointments I have ever spent
my time upon.

Another participant who reported being in
pain prior to the intervention wrote afterward:

There’s stress relief (which translates to pain
relief) in assistance sorting out issues and
questions.

One participant reported that she had ac-
quired the skill to self-administer the question-
listing intervention:

This process is wonderful. My husband and I had
a very productive meeting with the doctors. We
are clear on our next steps. My husband and I are
using this technique before all of my appoint-
ments. We are clear about our goals and feel more
in charge of treatment, etc. Thank you very much.

One participant expressed the view, echoed
by a few others, that the intervention, while
helpful, should be targeted as early as possible in
the patient journey:

This help would have been even more mean-
ingful to me when I was first diagnosed with
cancer and was very stressed about the future
—‘watch and wait’ or start treatment and
questions where to have treatment.

Study question 3—Fidelity and adaptations—Overall,
the study team evaluated the Program Director
adherence to the SCOPED question-listing protocol
as very high. In keeping with the neutral, non-
directive nature of the question-listing intervention,

Program Directors did not tell patients what ques-
tions to ask, or answer patient questions, although
they were encouraged to refer patients to relevant
resources at the end of their session. Program
Directors recognized the value of holding off until
the end, when they appreciated being able to refer
patients to relevant materials and services.

One recurring issue for the Program Directors,
however, was their discomfort with the intervention’s
requirement to avoid engaging in discussions about
patient emotions. According to the SCOPEDmanual,
facilitators should deal with emotions by listening
quietly and then offering to resume the question-listing
task, or reschedule it. The facilitator can also refer the
patient to resources for emotional support. The
Program Directors felt that this process was too
constraining for them. They were confident, as
licensed mental health professionals, that they could
use their skills to switch roles in the middle of the
question-listing process; administer a brief therapeutic
intervention; and then resume the question-listing. We
resolved these dilemmas by modifying the question-
listing intervention manual to acknowledge the com-
fort and skill of Program Directors in layering a brief
therapeutic intervention into the question-listing inter-
vention. This was a clear case where using licensed
mental health professionals led to an adaptation that
would not necessarily be feasible with other types of
facilitators.

Program Directors reported one issue that was
rare but salient to them. This issue arose when
patients approached the question-listing intervention
with multiple intentions. As indicated in the stan-
dard program manual, the question-listing interven-
tion was designed for patients seeking support with
asking questions about treatment decisions. There-
fore, the manual and training process emphasize

Enrolled in question-listing program (n=77)
August 2008 to August 2011

Received intervention 
during evaluation period (n=58)

April 2009 to August 2011

Responded to outreach and 
recruitment for question-listing (n=142)

Did not have a blood cancer diagnosis, 
received intervention off-study (n=55)

Received intervention 
during pre-evaluation period (n=19)
August 2008 through March 2009 

Fig 1 | Study flow diagram
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screening, qualifying, and contracting with patients
who have a confirmed diagnosis and an upcoming
appointment at which they intend to converse with
their doctors about treatment options. Program
Directors reported that all enrolled patients met
these conditions. One patient, however, seemed
focused on developing a question list primarily for
the purpose to test whether her doctor was a good
fit. This patient ended up leaving the physician’s
practice and informed the physician that the
question-listing process was instrumental in shaping
that decision. This situation had the potential to
damage the Cancer Support Community’s relation-
ship with this physician, who could have felt set up
to fail. In debriefing this incident, the Program
Directors agreed that question-listing can and
should assist patients in addressing their need to
find qualified medical professionals to guide them
in their care. However, the Program Directors felt
that this should be a by-product of asking treat-
ment-related questions (broadly defined), and not
be the primary focus of the question-listing session.
This has led us to adopt the practice of clarifying
with patients the importance of focusing on the
primary intention of raising questions about treat-
ment options.

Program Directors wanted to offer free one-on-
one question listing to all comers, but they were
concerned this might quickly consume scarce
organizational resources if patients required mul-
tiple sessions each. As it turned out, the process

required just one session for 73 of the study
participants.

DISCUSSION
Interpretation and analysis, including connections
to the literature
Study question 1 (Compatibility)—Executive and Pro-
gram Directors at the CSC found the SCOPED
question-listing process to be compatible with the
CSC’s Patient Active Concept. We believe this is
because they have some common underpinnings.
In creating this QL intervention [36], the devel-
oper was inspired by decision science, including
the work of Irving Janis [37]. Harold Benjamin,
the founder of the Cancer Support Community,
also cites Irving Janis in a book that explains the
Patient Active Concept [25]. Benjamin quotes
Janis as follows: “No longer are patients seen as
passive recipients of health care who are
expected to do willingly whatever the doctor says.
Rather, they are increasingly regarded as active
decision makers, making crucial choices that can
markedly affect the kind of treatment they receive
and the outcome.” Benjamin writes that one of the
implications of this decision-making role relates to
asking questions: “Before the visit prepare a written list
of the questions you want to ask your doctor, to ensure
that all of your questions are asked.” In this light, the
SCOPED question-listing process is a programmatic
manifestation of advice offered by the founder of the

Table 2 | Pre- and post-question listing values in distress, anxiety, and question self-efficacy for patients in the evaluation
cohort (April 2009 to August 2011)

Pre-question listing Post-question listing Paired t test

n Mean±SE n Mean±SE n Mean±SE p value

Distress 53 5.1±0.37 54 4.5±0.35 50 −0.70±0.26 0.009
Anxiety 57 4.6±0.37 57 3.5±0.34 56 −1.0±0.35 0.005
Question self-efficacy 57 4.7±0.29 58 8.2±0.23 57 3.5±0.31 <0.001
SE standard error of the mean

Table 3 | Multiple regression analysis of change in distress, anxiety and question self-efficacy among participants in the
question-listing evaluation cohort

Response variable Predictor β SE β t p

Change in distressa Lower income (<$40K) −1.30 0.61 −2.13 0.040
Baseline distress −0.26 0.10 −2.60 0.013

Change in anxietyb Higher education (at least a college degree) −1.71 0.67 −2.56 0.013
Baseline anxiety −0.50 0.11 −4.63 <0.001

Change in question self-efficacyc Physical functioning 0.05 0.02 2.90 0.005
Baseline question self-efficacy −0.72 0.09 −7.76 <0.001

a F(2,40)05.31, p00.009, n043, adjusted R2 00.17
b F(2,53)014.56, p<0.001, n056, adjusted R2 00.33
c F(2,53)034.33, p<0.001, n056, adjusted R2 00.55
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Cancer Support Community and developer of the
Patient Active Concept.
Study question 2 (Effectiveness)—The SCOPED ques-

tion-listing intervention was effective in the context
of patients making blood cancer treatment decisions,
as delivered by licensed therapists. This is consistent
with prior studies showing that a range of personnel,
including premedical interns and lay navigators, can
deliver SCOPED question-listing to diverse patients
facing diverse medical conditions in diverse settings.
Specifically, Belkora and colleagues have trained
premedical interns at UCSF to engage patients in
SCOPED question-listing prior to consultations
there [14] and trained former nurses and lay
navigators in non-profit organizations to do the
same [16]. Evaluations indicate a high degree of
patient satisfaction, as well as increases in self-
efficacy and question-asking, across a variety of
settings and with diverse personnel delivering the
intervention [13, 15, 21]. In this study, we relied
exclusively on licensed therapists to deliver the
intervention. The positive findings in this setting,
combined with past experiences elsewhere, suggest
that it may be possible to use other CSC personnel
to deliver SCOPED question-listing. These could
include mental health trainees volunteering at the
CSC to gain experience counting toward their
professional certification.
Study question 3 (Fidelity and adaptations)—The

question-listing intervention required only fairly
minor adaptations and modifications, for example
in the arena of how to respond to strong expressions
of emotion. Generally, this is consistent with find-
ings about similar theory and evidence-based inter-
ventions, which can often be replicated in different
contexts and with different delivery mechanisms.
For example, successful adaptations of Motivational
Interviewing have been discussed previously in the
literature [38, 39]. In the case of our SCOPED
question-listing intervention, we were able to relax
the usual requirement of productively bypassing
emotions because we were deploying licensed
mental health professionals who were well qualified
to engage briefly with emotions in a supportive
fashion before returning to the question-listing task.
However, we found that it made sense to maintain
the requirement to wait until the end of question-
listing sessions to provide referrals to resources,
since this helped the facilitators maintain their
neutral, non-directive stance.

Limitations
For study questions 1 and 3, in keeping with the
pragmatic and community-based context of this
study, and its limited resources, we did not conduct
credibility or validity checks of our qualitative
analyses. In particular, our discussion of case notes
and meeting notes to assess fidelity of the interven-
tions may have reflected a sampling bias in that we
did not directly observe the interventions as deliv-

ered. CSC leaders felt that direct observations or
recordings of client interactions would interfere with
the community-based identity of the organization
and potentially raise in patient minds a barrier to
accessing their programs. Our findings may be
distorted by motivational bias, as program directors
and other study team members may have a
professional stake in confirming the value of ques-
tion-listing. In addition, assessing compatibility
based on the experiences at three sites could
also reflect sampling bias, as the three sites may
not have been representative of the overall CSC
network of sites.
For study question 2, limitations include a possi-

ble self-selection bias with a preponderance of
English-speaking, Caucasian, female, highly educat-
ed, and middle class individuals. Furthermore, it is
possible that the effect of the question listing
program on question self-efficacy, distress, and
anxiety was overestimated due to social desirability.
In particular, the improvement in question self-
efficacy may have been inflated if participants felt
compelled to report greater confidence in asking
questions of their doctor on the post-test to fit
program expectations. Similarly, the effect of the
program may have been overestimated due to
cognitive dissonance in which participants report
improvement even if it did not occur in order to
meet their own expectation that they should have
changed. As with any pre-/post-comparison, we
cannot rule out that patients who reported
improved outcomes might have done so without
the intervention.

CONCLUSIONS
We conclude that SCOPED question-listing was
feasible to deliver with high fidelity at the CSC
and showed strong indications of effectiveness as
evidenced by patient survey comments and self-
ratings of distress, question self-efficacy, and
anxiety. The Cancer Support Community leader-
ship noted the compatibility of question-listing
with the organizational mission and the effective-
ness of the intervention for people with blood
cancer in this study and people with other
cancers off-study. On this basis, the Cancer
Support Community initiated a new set of
activities in the organization’s strategic plan. The
goal is to train staff in each of the 50 affiliates in
SCOPED question-listing by the end of 2014, as
well as launch a national call center to deliver
the intervention via a toll-free telephone line.
This strategic initiative, known as Open to
Options™, will implement the SCOPED theory
and evidence-based intervention, making it avail-
able to more patients in more diverse settings
than was previously the case. We are employing
the RE-AIM framework to monitor our progress
with respect to adoption and maintenance [23].
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This study addressed dissemination and imple-
mentation of evidence-based psychological interven-
tions [40]. In addition to being adopted for broader
dissemination by the Cancer Support Community,
the SCOPED intervention could be relevant to
many other community-based organizations that
provide psychosocial support to people with cancer,
including the American Cancer Society (which runs
a telephone helpline), Livestrong, and CancerCare.
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