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Abstract
Objective—A Question Prompt List (QPL) is a proven, simple intervention to aid patients to be
active participants in consultations with their physicians by asking questions. We aimed to further
develop and test the efficacy of a targeted QPL for clinical trials (QPL-CT).

Methods—Breast, Lung and Genitourinary cancer patients who were facing a discussion about a
therapeutic clinical trial completed short pre- and post-consultation questionnaires and used the
QPL-CT in their discussions with their oncologists.

Results: 30 participants were recruited from 6 oncologists—All QPL-CT questions
were selected by at least one-third of participants. Participants mostly wanted and asked questions
about personal trial benefit. Oncologists provided information about personal benefit to varying
degrees, thus patients did not ask some questions. Patients were still left with some unasked and
unanswered questions.

Conclusion—The QPL-CT has potential as a simple, inexpensive intervention to aid such
communication. Further investigation is needed to demonstrate the efficacy of the QPL-CT in
improving cancer patient outcomes.

Practice Implications—These preliminary finding suggest that important areas of clinical trials
are overlooked in clinical consultations. The QPL-CT may be an effective method to encourage
oncologists to endorse patient question asking about clinical trials and prompt patient questions.
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1. Introduction
There is now emerging evidence demonstrating that patient outcomes are improved when
oncologists endorse question asking and patients ask questions during their consultation.[1–
3] Patients who actively participate in consultations by asking questions are able to change
the focus of the consultation and control the amount of information provided by their
physicians.[4] Yet patients vary in their ability to be active communicators and those
patients who are passive during consultations risk poorer health outcomes than active
patients and may be less satisfied with their physician and overall health care.[5]

A Question Prompt List (QPL) is a proven, simple and inexpensive intervention to aid
patients to be active participants in consultations with their physician by asking questions.
QPLs consist of structured lists of questions that cover prescribed categories developed for
specific health related content areas such as treatment, diagnosis and prognosis. Early work
demonstrated the efficacy of a QPL in the primary care and general oncology setting[2, 3, 6]
as well as the palliative and surgical oncology clinical care contexts [7, 8] and this research
has now extended to other health care settings such as pediatrics, geriatrics, coronary and
diabetes care and general internal medicine.[9] QPL implementation studies have found that
a high proportion, 50–65%, of patients made use of a QPL when it was offered as part of
routine clinical practice.[9, 10] One of the most striking results of prior research is that a
QPL can successfully encourage patients to ask questions about topics that are known to
present significant difficulties during consultation discussions such as prognosis, diagnosis
[2] and issues surrounding end of life care.[7]

Although QPLs have been shown to be an effective means of increasing patient participation
in other settings, there are no studies demonstrating their efficacy in the context of achieving
informed consent to cancer clinical trials. There is a mounting body of evidence about the
communication challenges present in physician-patient consultations about clinical trials.
[11–17]. The challenges for oncologists are to effectively communicate the purpose,
technical aspects and implications of trials to patients [18–20] and to assist patients in
decision-making. Yet in many consent interviews critical information is omitted or poorly
presented [21] and physicians do not involve patients in decision making.[13–15, 22] This
suboptimal physician-patient communication may explain patient misconceptions and gaps
in knowledge about clinical trials [23–28].

We have previously developed and conducted initial testing of a clinical trial specific QPL.
The QPL contained 33 questions in 11 categories: Understanding My Choices; Finding Out
More About the Trial; Understanding the Trial’s Purpose and Background; Understanding
the Possible Risks; The Difference Between Going on the Trial and Standard Treatment;
Understanding How the Trial is Being Carried Out; Understanding Possible Conflicts of
Interest; Understanding my Right to Join the Trial or Not; and Alternative Therapies.

To aid in the development of the QPL, focus groups were conducted with two distinct
groups of cancer patients, those who had participated (trial experienced) and those who had
not participated (trial naive) in a clinical trial to explore a broad range of patient views about
their clinical trial information and decision-making needs and obtain feedback about the
utility and completeness of the previously developed QPL. The results of these focus groups
and the final QPL-CT have been published elsewhere.[29, 30] In summary, patients felt the
QPL-CT could be a useful aid to help them meet their information preferences and also to
help them make decisions about joining a trial both during and after the consultation.

Although the focus group data provide preliminary evidence for the acceptability of the
QPL-CT, its practical application in clinical encounters has not been tested. Thus, the goal
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of the current study was to conduct a pilot test of the utility of the QPL-CT in consultations
when physicians and patients discussed a clinical trial. The threefold aims of the study were
to assess first, which questions patients were most interested in asking; second, whether or
not these questions were asked, third, in cases when patients did not ask the questions they
wanted to ask, whether oncologists discussed the information.

2. Methods
2.1 Participants

2.1.1 Oncologists—The study utilized six medical oncologists from three participating
services that covered lung, prostate and breast cancer (two from each service) at a Memorial
Sloan-Kettering Cancer Center in New York City, who gave permission to recruit
participants for the study from their outpatient clinics.

2.1.2 Patients—The participants were considered to be eligible to participate in the study
if they : a) were above 18 years of age; b) had been diagnosed with lung, prostate or breast
cancer; c) were eligible for a therapeutic Phase I, II, or III clinical trial at the participating
cancer center; d) were fluent in English; and e) were capable of providing informed consent.

2.2 Patient Identification and Recruitment
The patient identification process took place either a) at regular multidisciplinary meetings
held by the oncology services where individual patient treatment plans were discussed or b)
through individual liaison with each oncologist and their clinical research staff. At the time
of identification the RA was provided with the date and time of their next clinic
appointment. All eligible patients were approached consecutively and invited to
participate.

On the day of the clinic the RA met each patient and invited the patient to consider
participation in the QPL-CT study. The RA was trained by the first author to use sensitive
language to describe the QPL-CT study to avoid any distress to patients who may not have
expected to discuss a clinical trial. Interested patients were provided with an information
sheet that described the study purpose and requirements. After review of the information
sheet and consent forms, willing patients signed a written informed consent document that
included consent to audio record the consultation.

2.3 Procedure
Once consent was obtained participants completed a short pre-consultation questionnaire
that gathered socio-demographic information and preferences for information and
involvement in the treatment decision-making process. The participants were then provided
with the QPL-CT and instructed to circle the corresponding number of any question they
may want to ask in the consultation. Participants were not restricted in the number of
questions they could circle and were encouraged to list any additional questions in a blank,
lined space provided at the end of the list. The RA immediately made a copy of the
completed QPL-CT, returned the original QPL-CT to the patient, and retained the copy for
future analysis. Immediately following the consultation, participants completed a validated
questionnaire asking about their satisfaction with the communication that occurred in the
consultation.[2]

2.3.1 Audio recording—The physician-patient consultation was audio recorded by the
RA. Immediately prior to the consultation the RA entered the consulting room with the
patient and placed a small digital audio-recorder on the desk. The RA but was not present
for the consultation but re-entered the consulting room at the conclusion of the consultation
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to retrieve the audio-recorder. The audio recordings were downloaded and stored on a
dedicated, protected server.

2.4 Measures
2.4.1 Pre-Consultation Information Preferences—Preferences for information were
assessed using the Cassileth Information Styles Questionnaire.[31] Participants indicated on
a Likert scale the level of detail they require about their illness. Possible responses range
between “prefer few details” to “prefer as many details as possible”. This scale has good
internal reliability with a Cronbach’s alpha of 0.89.

2.4.2 Pre Consultation Decision Involvement Preferences—Decision Involvement
preferences were assessed using the Control Preference Scale (CPS).[32–34] Participants
indicated their preferences on a Likert scale with anchors at 1) The doctor should make the
decision using all that is known about the treatments and 5) I should make the decision using
all that I know and learn about the treatments. This scale has been used successfully to
discriminate levels of congruence between patients’ ideal and actual experiences of
participation in decision-making during cancer consultations.[35]

2.4.3 Patient satisfaction with the consultation—Patient satisfaction was assessed
using the Patient Satisfaction with the Consultation Scale. Participants completed the
scale immediately after the consultation using a 25 item Likert scale with anchors at 1 –
“strongly agree” and 5 – “strongly disagree”. [2] The internal reliability of this scale is high
(Cronbach’s Alpha = 0.91). Raw scores are summed across items to yield a possible range of
25–125 with higher values indicating greater levels of patient satisfaction.[2]

2.5 Analysis
All demographic and questionnaire data were entered into IBM SPSS V 19.0. Frequencies
and average scores were calculated for demographic variables and for the Information
Preference Scale. As per previous studies,[36] the five CPS response categories were
collapsed with categories 1–2 and 4–5 grouped together, resulting in three categories:
oncologist directed, shared and patient directed decision-making. A total score for each
participant and an average scale score were calculated for the Patient Satisfaction with the
Consultation scale.

To meet our first aim we calculated frequencies (gathered from copies of the completed
QPL-CTs) for each question that patients wanted to ask from the QPL-CT. To meet Aims 2
and 3, the research team initially reviewed three audio recordings of the consultations
and compared the copy of each participant’s QPL-CT with the consultation audio
recording. The remaining recordings were reviewed by the RA alone. For Aim 2,
frequencies for each of the 33 questions were noted using a 2 x 2 contingency table:

a) Participant wanted to ask (Y) and asked (Y) (YY)

b) Participant wanted to ask (Y) and did not ask (N) (YN)

c) Participants did not want to ask (N) and did ask (Y) (NY)

d) Patients did not want to ask (N) and did not ask (N) (NN)

For Aim 3, we added an additional column to the 2x2 contingency table above that recorded
whether the oncologist had already mentioned the information (Y) or not (N).
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3. Results
3.1 Participant characteristics

Thirty-eight eligible patients were approached consecutively and eight refused, giving a
recruitment rate of 79%. Thirty participants (15 male and 15 female) were recruited,
completed the pre- consultation measures and had their consultations audio recorded.
Participants had an average age of 63 years, were mostly married (66%) and university
educated (66%). Ten participants were recruited from each of the three participating
oncology services, Breast, Lung and Genitourinary. Five of the 30 participants were not
offered a clinical trial during their consultation and thus did not use the QPL-CT. Of the 25
remaining participants, seven were offered a Phase 1 trial, 12 were offered a Phase II trial
and six were offered a Phase III trial (see Table 1 for detailed demographics).

3.2 Pre-Consultation Measures
3.2.1 Information and Involvement preferences—Eighty-seven percent of
participants responded that they preferred as much detail as possible about the clinical trial.
Patients’ preferences for involvement in making the treatment decision varied with 21%
preferring these to be oncologist directed, 46% shared and 33% patient-directed decisions.

3.2.2 Questions Patients Most and Least Wanted to Ask from the QPL-CT—
Participants reported pre-consultation wanting to ask an average of 18.7 questions from the
list (sd = 9.7, range 0–33). One participant did not want to ask any questions while five
participants wanted to ask all 33 questions during their consultation. There were 14
questions the majority of participants (>60%) wanted to ask. Of these questions, the three
questions the most patients (≥75%) wanted to ask were:

1. Question 7 – “What is already known about the treatment success?” (83%)

2. Question 13 – “What are the risks of taking the new treatment?” (80%) and

3. Question 11 – “Has the benefit of the new treatment been proven in people like
me?”(77%)

The four questions the fewest participants (≤40%) wanted to ask were:

1. Question 28 – “Is there a payment made by the trial sponsor/company to the
hospital or to you as my doctor?” (33%)

2. Question 22 – “Apart from the hospital staff, who will have access to my medical
records?” (37%)

3. Question 16 – “If I get a side effect or injury from the trial will I get
compensation?” (37%) and

4. Question 10 – “If I join the trial how might others benefit?” (40%)

3.3 Post Consultation – Questions Patients wanted to ask and asked
We determined how many patients asked the most popular questions after the consultation.
Half (50%) of the 83% of participants, who wanted to ask Question 7, asked the question. Of
80% of participants who wanted to ask Questions 13, the majority (78%) asked the question.
Of 77% of participants who wanted to ask Question 11, less than one third (29%) asked.

Of note, of 60% of participants who wanted to ask Question 20, one participant asked. Table
3 presents frequencies of the 14 questions the majority of participants wanted to ask and
asked.
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3.4 Post consultation – Questions participants wanted to ask and did not ask
After the consultation, we identified 15 questions the majority of participants (60%) had
wanted to ask but did not ask. After reviewing the consultation audio recordings we noted
whether oncologists mentioned the specific items related to the question from the list during
the consultation, thus most likely eliminating the patients’ need to ask the question. Of these
15 questions, the three questions most participants (≥80%) wanted to ask but did not were:
1. Question 24– “How will the results of the trial be used?” There were no cases where the
participant did not ask Question 24 and the oncologist mentioned the topic. 2. Question 2–
“If I join this trial how might others benefit?” not asked by 92% of participants who had
wanted to ask. In 8% of these cases the patient did not ask this as the oncologist had
mentioned the topic. 3. Question 17 – “If I enter the clinical trial, will it require me to have
extra tests, to attend more clinics and will it cost me extra money?” was not asked by 85 %
of participants who had wanted to ask. There were no cases where the participant did not ask
Question 17 as the oncologist had mentioned the topic. Overall, there were very few
instances where a question was potentially not asked because the oncologist had already
asked about it. Table 4 presents frequencies of the 15 questions participants wanted to ask
but did not and the frequency with which the oncologist mentioned the topic.

In the case of 3/33 questions we noted that more than 50% of patients who wanted to ask
questions 6, 8 and 13, did not ask as the oncologist had already mentioned the topic area.
Specifically, in 82% of cases, Question 6 – “What is the purpose of the trial”, was not asked
as the topic had been mentioned. Question 8. “How does the treatment work?” and Question
13 – “ What are the risks of taking the new treatment?” were not asked as they had been
mentioned in 61 % and 53% of cases respectively.

3.5 Post Consultation Satisfaction Measure
The average post consultation satisfaction scale score was 101.5 (sd = 6.7, range 89.0–
102.0).

4. Discussion and Conclusion
4.1 Discussion

Our understanding of the communication challenges oncologists and cancer patients face as
they discuss participation in therapeutic clinical trials is evolving. Research evidence has
demonstrated the efficacy of QPLs to aid communication in other clinical settings and that
QPLs can be successfully implemented in routine clinical care. [9, 10] Our prior focus
group research, leading to the development of the clinical trial specific QPL (QPL-CT),
indicated that cancer patients (both previous trial participants and non-participants), their
caregivers and trial-experienced cancer clinicians found the QPL-CT to be a promising and
potentially useful communication aid. [29, 30] Thus, we aimed to test the utility of the QPL-
CT by asking a group of cancer patients to use it during their cancer consultation when a
clinical trial was discussed.

In this sample of patients with advanced disease, who were mostly facing a Phase I or II
clinical trial decision, we observed almost uniformly (90%) high pre-consultation needs for
information consistent with the findings of other researchers. [37]. Most participants (79%)
preferred participatory decision-making, (either autonomous or shared decisions) which is in
line with current trends towards increased patient involvement in decision-making. [27, 36,
38] Participants had similarly high needs to ask questions, with half of participants
expressing a desire to ask at least 20 of the 33 questions from the QPL-CT during their
consultation. These results may reflect the clinical context in which these patients were
asked to consider clinical trial participation as this work was conducted at Memorial Sloan-
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Kettering Cancer Center in New York City with a self-selected population of mostly well-
educated, affluent, insured patients who likely are expressive of their information and
decision making needs. In addition, many patients come to this cancer center seeking out
clinical trials.

The questions participants most wanted to ask from the QPL-CT were about the likelihood
of personal benefit from joining the trial and the possibility of side effects. Most participants
(19/25) were facing decisions about joining Phase I and II trials where the likelihood of
personal benefit is very low and the probability of treatment side effects is high. Other
research has identified this “therapeutic misconception” [39–42] and shown that the main
reason cancer patients enter these studies is the hope for personal benefit including cure
from the cancer.[39, 43, 44] Prior research suggests that oncologists do not initiate clear
discussions about likely benefit from Phase I therapeutic trials and may promote unrealistic
hopefulness.[27] Participants asked benefit and side effect questions suggesting that the
QPL-CT may be a useful tool to aid patients to initiate conversations about realistic
expectations.

Most participants (>50%) asked questions about the general success of the treatment,
potential for side effects and additional burdens of the experimental treatment. Participants
who did not ask these questions may have felt there was no need to do so, as their oncologist
had already mentioned these topic areas.

Participants commonly indicated a desire to ask about whether the treatment had shown
promise in patients in a similar situation, however, in 60% of cases patients who wanted to
ask this question did not ask. This is somewhat counterintuitive as personalizing general trial
information was suggested by our prior focus group participants as a primary benefit of the
QPL-CT.[29, 30] It may be that patients avoided personalized information in order to
preserve their sense of optimism and hope. [45]

Questions unrelated to direct personal therapeutic benefit, such as compensation in the event
of injury, confidentiality of medical records and oncologists’ conflict of interest, were least
likely to be desired and asked, yet were selected by at least one third of our participants as
questions they would like to ask. Our prior work showed that participants expressed
significant discomfort with questions about oncologists’ possible conflict of interest, fearing
it may damage their therapeutic relationship or might seem critical of the oncologist. As
suggested by our focus group participants, it may be that the QPL-CT will aid patients to ask
such questions as part of ongoing treatment and the development of a trusting, long-term
doctor-patient relationship. [29, 30].

Similarly, our results revealed that patients often did not ask desired questions about
financial hardships and additional burdens although the oncologist did not provide that
information. It may be that these are particularly difficult questions to ask as they admit
vulnerability. Thus it may be that oncologists need to make a point of endorsing all
questions and emphasizing, as part of their routine clinical practice, that patients should not
be embarrassed to ask any question. In a randomized trial of a general QPL, physician
endorsement was successful in prompting patient questions about difficult topic areas.[2]
However, it is also possible that once patients received information about their most salient
topic areas, such as personal benefit, they were willing to forgo asking additional questions
altogether or leave them for a successive consultation. Future research could usefully
explore predictors of asking difficult questions (including the quality and depth of the
doctor-patient relationship), both in the short and long-term. To our knowledge, no research
has yet explored long-term use and effects of a QPL.
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A limitation of our study is the homogeneity of our sample who were largely unconcerned
about the possibility of additional costs and time burdens associated with trial participation.
For other populations, such as minorities, these factors represent major barriers to trial
participation and may need a full and open discussion before patients will join a clinical
trial. Thus, differential use of the QPL-CT is likely dependent on factors such as race,
gender, education, income level, employment and age. In addition, only five participants in
our sample were offered a Phase III randomized trial, thus we need to interpret our results
regarding questions about randomization and blinding issues with some caution. In future,
we plan to conduct a randomized trial of the QPL-CT that will sample from a larger, diverse
patient population.

4.2 Conclusion
Physician-patient communication about clinical trials is challenging. The QPL-CT has
potential as a simple, inexpensive intervention to aid such communication. Further
investigation is needed to demonstrate the efficacy of the QPL-CT to improve cancer patient
outcomes.

4.3 Practice Implications
These preliminary finding suggest that several important areas of discussion about clinical
trials are being overlooked in clinical consultations. The QPL-CT may be an effective
method to encourage oncologists to endorse patient question asking about clinical trials and
prompt patient questions.
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Table 1

Demographic and disease information (N = 30)

Variable N (%)

Gender

Female 15 (50%)

Male 15 (50%)

Average Age 63 years (Range: 35 – 83)

Education

Senior high school (12 grade graduate) 10 (33.3 %)

Technical degree 3 (10%)

Undergraduate degree 6 (20%)

Higher degree (postgraduate) 11 (36.7)

Marital Status

Single 5 (16.7%)

Married 18 (60%)

Divorced/Separated 1 (3.3%)

Widowed 6 (20%)

Primary Tumor Site

Lung 10 (33.3%)

Breast 10 (33.3%)

Prostate 10 (33.3%)

Phase of Trial (n = 25)*

Phase I 6 (24%)

Phase II 12 (48%)

Phase III 5 (24%)

Other 1 (4%)

*
N=25 for Phase of trials as in five cases a trial was not discussed.
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Table 2

Pre consultation frequencies for questions patients wanted to ask (Highest to Lowest Frequency) (N = 30)

Question Wanted to ask (%)

7 What is already known about the treatments success? 25 (83.3%)

13 What are the risks of taking the new treatment? 24 (80.0%)

21 How long has the trial been going on? Are there any concerns about it? 24 (80.0%)

11 Has the benefit of the new treatment been proven in people like me? 23 (76.7%)

23 If the treatment is beneficial how can I get it, (if I am not already on it)? 23 (76.7%)

18 How often will I need to come in for treatment? 22 (73.3%)

26 Will I know what treatment I am getting, or is the trial blinded? 22 (73.3%)

2 Why are you offering me this particular trial? 20 (66.7%)

1 What is the usual (standard) treatment for people in my situation? 19 (63.3%)

4 What other trials am I eligible for? What makes me eligible? 19 (63.3%)

32 If I join the trial will I be losing out on any new treatment opportunities? 19 (63.3%)

33 Can I have alternative therapies if I go on the trial? 19 (63.3%)

5 How can I learn more about the trial? 18 (60.0%)

20 Is the new treatment only available through joining in the trial? 18 (60.0%)

3 Are there choices other than the trial and the standard treatment? 17 (56.7%)

8 How does the treatment work? 17 (56.7%)

9 What benefits could I possibly get if I join the trial? 17 (56.7%)

12 What does response rate mean? 17 (56.7%)

17 If I enter the clinical trial, will it mean more tests & clinics and cost me extra money? 17 (56.7%)

15 Whom can I call if something goes wrong? 16 (53.3%)

6 What is the purpose of this trial? 15 (50.0%)

14 Will there be side effects on the trial which I won’t get on the standard treatment? 15 (50.0%)

29 Will you still treat me if I decide not to go on the trial? 15 (50.0%)

19 Will the treatment be given by experienced staff? 14 (46.7%)

30 Do I have time to think about whether to go on the trial (a day or two, or a week)? 14 (46.7%)

27 Are you in charge of the trial? If not, what’s your role in the trial? 13 (43.3%)

10 If I join this trial how might others benefit? 12 (40.0%)

24 How will the results of the trial be used? 12 (40.0%)

25 Is this trial randomized? What does that mean and why is it important? 12 (40.0%)

31 If I join the trial, but later change my mind, how can I stop? 12 (40.0%)

16 If I get a side effect or injury because of being in the trial, will I get compensation? 11 (36.7%)

22 How will my confidentiality be protected? 11 (36.7%)

28 Does the trial sponsor make a payment to the hospital or to you as my doctor? 10 (33.3%)
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Table 3

Questions patients most wanted (>60%) to ask from the QPL-CT and asked (N=25)

Question Wanted to ask and asked (Y/Y) (%)

7 What is already known about the treatment’s success? 6/12 (50.0%)

13 What are the risks of taking the new treatment?? 7/9 (77.8%)

11 Has the benefit of the new treatment been proven in people like me 5/17 (29.4%)

23 If the treatment is beneficial how can I get it, 9/17 (52.9%)

21 How long has the trial been going on? Are there any concerns about the trial? 10/17 (58.8%)

18 How often will I need to come in for treatment? Is that different from standard? 8/12 (66.6%)

26 Will I know what treatment I am getting, or is the trial blinded? 5/16 (31.2%)

2 Why are you offering me this particular trial? 2/8 (25.0%)

1 What is the usual (standard) treatment for people in my situation? 3/5 (60.0%)

4 What other trials am I eligible for? What makes me eligible (or not)? 5/10 (50.0%)

32 If I join the trial will I be losing out on any new treatment opportunities 3/11 (27.3%)

33 Can I have alternative therapies if I go on the trial? 5/16 (31.3%)

5 How can I learn more about the trial? 3/14 (21.4%)

20 Is the new treatment only available through joining in the trial? 1/12 (8.3%)
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Table 4

Questions most participants (> 60%) wanted ask from the QPL-CT and did not ask, wanted to ask and did ask,
and Did not ask as the oncologist had mentioned. (N = 25)

Question
Wanted to
ask and did

not (%)

Wanted to
ask and did

(%)
Physician mentioned (%)

24 How will the results of the trial be used? 100.0 0 0.0

10 If I join this trial how might others benefit? 91.7 0 8.3

17 If I enter the clinical trial, will it require me to have extra tests, to attend
more clinics and will it cost me extra money? (extra parking, extra
medication?) 84.6 15.4 0.0

12 (If doctor describes response to treatment) What does response rate mean?
How long would a response last? 78.6 14.3 7.1

16 If I get a side effect or injury because of being in the trial, will I get
compensation? 77.8 22.2 0.0

22 Apart from the hospital staff, will other people have access to my medical
records? 77.8 11.1 11.1

28 Is there a payment made by the trial sponsor/company to the hospital or to
you as my doctor if I go on this trial? 77.8 22.2 0.0

5 How can I learn more about the trial? Can I speak to someone who is already
participating on the trial? 73.3 20.0 6.7

20 Is the new treatment only available through joining in the trial? 73.3 6.7 20.0

15 Whom can I call if something goes wrong? 69.2 7.7 23.1

29 Will you still treat me if I decide not to go on the trial? 69.2 23.1 7.7

33 Can I have alternative therapies if I go on the trial? 68.8 31.3 0.0

25 Is this trial randomized? What does that mean and why is it important? 63.6 18.2 18.2

31 If I join the trial, but later change my mind, how can I stop? 63.6 27.3 9.1

11 Has the benefit of the new treatment been proven in people like me? 60.0 25.0 15.0
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Table 5

Questions physicians provided information about topic (N = 25)

Question Wanted to ask
and did not (%)

Wanted to ask
and did (%) Physician Mentioned (%)

6 What is the purpose of the trial 18.2 0 81.8

8 How does the treatment work 23.1 15.4 61.5

13 What are the risks of taking the new treatment 10.5 36.8 52.6

2 Why are you offering me this trial? 37.5 12.5 50

7 What is already known about the treatments success 30 30 40

32 If I join the trial will I be losing out on any new treatment
opportunities 33.3 33.3 33.3

4 What other trials am I eligible for 33.3 33.3 33.3
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