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Abstract
Purpose: Patient-centered communication is critical to quality
cancer care. Effective communication can help patients and fam-
ily members cope with cancer, make informed decisions, and
effectively manage their care; suboptimal communication can
contribute to care breakdowns and undermine clinician-patient
relationships. The study purpose was to explore stakeholders’
views on the feasibility and acceptability of collecting self-re-
ported patient and family perceptions of communication experi-
ences while receiving cancer care. The results were intended to
inform the design, development, and implementation of a struc-
tured and generalizable patient-level reporting system.

Methods: This was a formative, qualitative study that used
semistructured interviews with cancer patients, family members,
clinicians, and leaders of health care organizations. The constant
comparative method was used to identify major themes in the
interview transcripts.

Results: A total of 106 stakeholders were interviewed. Thematic
saturation was achieved. All stakeholders recognized the impor-
tance of communication and endorsed efforts to improve commu-
nication during cancer care. Patients, clinicians, and leaders
expressed concerns about the potential consequences of reports
of suboptimal communication experiences, such as damage to the
clinician-patient relationship, and the need for effective improve-
ment strategies. Patients and family members would report good
communication experiences in order to encourage such practices.
Practical and logistic issues were identified.

Conclusion: Patient reports of their communication experiences
during cancer care could increase understanding of the communi-
cation process, stimulate improvements, inform interventions, and
provide a basis for evaluating changes in communication practices.
This qualitative study provides a foundation for the design and pilot
testing of such a patient reporting system.

Introduction
The focus on patient-centered medical homes and the creation
of the Patient-Centered Outcomes Research Institute as part of
the Affordable Care Act has increased appreciation of the im-
portance of patient-centered care.1-2 Patient-centered commu-
nication is defined as “healthcare that establishes a partnership
among practitioners, patients, and their families (when appro-
priate) to ensure that decisions respect patients’ wants, needs,
and preferences and that patients have the education and sup-
port they need to make decisions and participate in their own
care.”3(p41) Optimizing communication between patients, fam-
ily members, and clinical teams is critical for achieving this
goal.4 Patient-centered communication is especially important in
the context of a potentially life-threatening illness such as cancer.5

Effective communication during cancer care contributes to better
patient outcomes,6 whereas communication breakdowns may
contribute to patient distress and interfere with care.7-11

To improve the delivery of patient-centered care, health care
organizations have been encouraged to monitor and strengthen the
quality of patient-clinician relationships and interactions.12 Efforts

to operationalize patient-centered communication have begun.13

A system that captures patients’ reports of their communication
experiences over the course of cancer care could help to identify
communication best practices. It could also help in identifying
causes of suboptimal communication and prioritizing targets for
intervention, as well as in evaluating the effectiveness of interven-
tions intended to improve communication.5,14-16

The purpose of this qualitative study was to explore stake-
holders’ views on the design of such a system, as well as accept-
ability, feasibility, logistics, and barriers. Our intent was to
inform the development and implementation of a system that
would encourage meaningful and accurate reporting from pa-
tients; generate valid and actionable feedback for clinicians and
health care system leaders; and ultimately facilitate the delivery
of high-quality, patient-centered care.

Methods

Study Design
Because of the formative nature of the research questions, we
used qualitative methods and conducted semistructured inter-
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views with cancer patients, family members, cancer care clini-
cians, and health care organization leaders. Purposive sampling
was used to identify stakeholders with diverse perspectives.

Study Setting
The study was conducted within the Cancer Research Net-
work’s Cancer Communication Research Center. The Can-
cer Research Network involves a consortium of 14 research
organizations affiliated with integrated health care delivery
systems with the goal of improving cancer care through pop-
ulation-based research.17 The Cancer Communication
Research Center seeks to identify and describe optimal com-
munication structures and processes to facilitate patient-
centered cancer communication. The institutional review
boards of the participating sites approved the study.

Study Sample
Patients and family members were recruited from sites in Mas-
sachusetts and Colorado. Invitations were sent to adult patients
who had received a cancer diagnosis in the previous 6 months;
patients with nonmelanoma skin cancer and prostate cancer in
active surveillance were excluded. Two weeks later, patients
who had not responded were called. Patients referred interested
family members. Nurses at an ambulatory pediatric cancer
clinic in Massachusetts identified parents of patients as poten-
tial participants; these parents were invited in person by a re-
search assistant. Pediatric patients were not recruited.

Clinicians and health care organization leaders were re-
cruited from six sites that represented integrated health systems
and multispecialty group practices in Colorado, Massachu-
setts,2 Oregon, Michigan, and Pennsylvania. Invitees included
chief medical officers, chief medical informatics officers, chiefs
of primary care and oncology, information technology leaders,
primary care physicians, oncologists, oncology nurses and nurse
practitioners, and surgeons.

Data Collection
Interviewees provided informed consent. Interviews were con-
ducted in person or by telephone, according to interviewee’s
preference. Interviews were semistructured; the interviewer fol-
lowed an interview guide but diverged to explore topics in
depth or to clarify. The interviewer presented sample items for
interviewees to react to (Appendix A1, online only). Patient and
family member interviews explored a range of topics, including
barriers and facilitators to reporting, as well as willingness to
report both positive and negative experiences. Practical issues,
such as the optimal number of questions, were also explored.
Parents of pediatric patients were asked their views on surveying
pediatric patients directly.

Clinicians and leaders were asked about their reactions to
surveying patients regarding their communication experiences
and the anticipated value of feedback reports. They were shown
diagrams that summarized how a feedback system might work
(Appendix Figure A2, online only), a sample feedback report
(Appendix Figure A3, online only), and sample items.

Limited demographic information was collected. Patient
and family member interviews lasted approximately 60 min-
utes; clinician and leader interviews lasted approximately 30
minutes. Interviews were recorded and transcribed. Interview-
ees received a $50 gift card or cash.

Data Analysis
Transcript content analysis occurred iteratively, with the study
goals and the interview questions providing an initial organiz-
ing framework. Codes for capturing themes expressed by pa-
tients and family members were established and applied
separately from codes for the clinician and leader responses.
Authors with experience in qualitative data analysis (K.M.,
B.G., C.L., C.F., J.B.) began by reviewing transcripts and de-
veloping preliminary codes. Analysis proceeded with discussion
and repeated revision of the code list until the team concurred
that the codes provided a thorough and accurate description of
the range of views expressed during the interviews.. After initial
coding, transcripts were re-reviewed to identify additional sub-
themes and to check coding consistency. Constant comparison
continued until the core and related categories were determined
to be sufficiently saturated and further coding and comparison
yielded no new concepts.

Results

Participants
Thirty-seven patients and 17 family members participated. A
variety of cancer diagnoses were represented (Table 1).

Fifty-two clinicians and leaders from six organizations par-
ticipated, including chief medical officers (n � 2), clinical and
medical information systems experts and leaders (n � 11), depart-
ment chiefs or chairs (n � 16), education and development staff
(n � 2), directors of quality (n � 4), and clinicians without specific
leadership roles (n � 17). Two organizations were multispecialty
group practices and four were integrated health systems.

Findings are presented according to the core themes relating
to substantive issues that emerged from the qualitative analysis:
general reactions to a system for collecting patient reports of
communication experiences, question focus, concerns about
reporting communication experiences, and practical and logis-
tical issues. Patient and family member responses are presented
first for each category, followed by clinician and leader re-
sponses. Themes related to practical and logistical issues are
summarized last, in tabular form.

General Reactions to Patient Reporting of
Communication Experiences During Cancer Care
Interviewees reacted positively to the idea of patients and fam-
ilies providing feedback on their communication experiences.
Communication was viewed as an essential component of care,
and efforts to improve communication were seen as valuable.
One clinician said, “I think it’s a valuable thing, and I think it
needs to be done. Because an important part of care delivery is
how well have you communicated to the patient their own
health situation.”
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Patients and family members were motivated by their desire
to improve communication. One parent stated that parents
would be willing to report “if they know that it’s going to help
another child or if another parent get through it. So as long as
they know that, I don’t think any parent wouldn’t fill it out”
Patients and family members would report problematic com-
munication in the hope that problems would be addressed; they
would report good experiences to encourage such practices.
One patient remarked “the two hour conversation I had with
my primary care that was so unbelievably beneficial, I wanted to
tell the world … I want to be able to tell somebody what a
difference those things make.”

Clinicians and leaders also valued good communication, and
some anticipated that patient reporting would contribute to
better communication. As one clinician reported “I think some-
times we think we do a great job [communicating], but if a
patient doesn’t get the information, we’ve done them a disser-
vice. So if there’s something we can do to better…I don’t see
how that would be a bad idea.” A patient reporting system could
identify clinicians with exceptional communication skills, who

might in turn serve as models, mentors or coaches, as well as
provide feedback for clinicians seeking to improve.

Question Focus
Patients and family members felt the sample questions covered
important content, were relevant, and differed significantly
from questions on satisfaction surveys they had received. They
suggested that type of cancer, treatment, and prognosis should
be considered in creating and selecting questions, though they
acknowledged that doing so would complicate reporting and
feedback. Patients and family members felt that most questions
about communication experiences should focus on individual
clinicians because, as one respondent stated, “for the most part,
they were very good. So if you’re going to lump them together,
if you have one or two persons that you don’t have a good
experience with, it’s not fair to the others.” However, some
agreed that the inclusion of questions about team communica-
tion might be appropriate.

Clinicians and leaders recognized the importance of assess-
ing communication at the clinician level, but they were also
interested in system and team communication. They identified
transitions between providers and coordination of care as espe-
cially important aspects of the patient experience. As one infor-
mation system leader noted, “We are always thinking of things
from a systems perspective and how to make the system more
efficient. But we really do need to put ourselves in the patient’s
shoes to try to maximize meeting their needs and then trying to
find a balance between the two: the patient’s needs and making
the system efficient.”

Concerns
While interviewees acknowledged the potential benefits of a
communication reporting system, many expressed concerns or
qualified their support. Some patients would be willing to re-
port frankly regardless of whether they would be identifiable,
but many more indicated that they would want anonymity, as
exemplified by this comment: “Well I think it’s really important
that it truly, truly not get back to the doctors …. Because we
work with these doctors for a long time. It truly needs to be
anonymous.” Patients and family members also voiced con-
cerns that reporting suboptimal experiences might hurt the cli-
nician’s feelings or result in negative consequences. For some,
this worry stemmed from concerns about damaging the clini-
cian-patient relationship, whereas others were concerned about
consequences to the clinician: “I wouldn’t want anyone to catch
any heck out of it, you know?”

Leaders and clinicians recognized the importance of patient
anonymity, with a few expressing the belief that some providers
would not wish to continue caring for dissatisfied patients. As
one clinical leader said, “My concern is if it’s an ongoing rela-
tionship, I can’t predict how the doctor will feel if they get a
patient who either legitimately or nonlegitimately…is reacting
negatively to an interaction. And I wouldn’t want anything to
disrupt the care.” Some were concerned that financial conse-
quences, such as provider bonuses, might be attached to patient
reports of communication and specifically recommended against

Table 1. Adult Patient and Family Member Characteristics

Adult Patients
(n � 37)

Family
Members of

Patients
(n � 17)

Characteristic No. % No %

Age, years

Mean 61.92 58.6

SD 8.9 6.35

Range 37-81 50-66

31-40 1 3 0

41-50 2 5 1 6

51-60 10 27 2 12

61-70 20 54 2 12

71-81 4 11 0 0

Missing 0 0 12 71

Cancer type

Breast 16 43 3 18

Thyroid 6 16 1 6

Leukemia 0 0 5 29

Prostate 3 8 0 0

Skin 3 8 2 12

Bladder 2 5 1 6

Uterine 2 5 0 0

Renal 2 5 1 6

Other 3 8 3 18

Missing 0 1 6

Race/ethnicity

African American 1 3 1 6

Asian 0 0 0 0

Hispanic 1 3 2 12

White 35 94 14 82

Missing 0 0 0 0
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this. Some also recommended against sharing reports outside of the
health care organization.

Most patients would not want a response after reporting of
good experiences; however, most would want a response if they
reported a problem. Leaders were concerned that acknowledg-
ing feedback from patients could create false expectations for
change. “they may have their hopes up that a specific concern
was addressed, and I don’t want to set us up to fail by not
addressing it.” Leaders and clinicians also voiced concerns
about their ability to respond to feedback about suboptimal
performance, and would want resources to improve communi-
cation; “So if, for example, we went to Dr. X and said, ‘We’ve
surveyed 40 of your patients, and one of the summary findings
is that patients feel they don’t have enough information on how
to take care of themselves,’ well the next step for that doctor is
not clear, because he’s probably given them lots of information
…. So I think what would be more helpful to that doc is to
make clear what interventions do seem to work.” Others had
resources available, such as existing programs for communica-
tion skills training or coaching.

Some leaders and clinicians predicted that some clinicians
would not be receptive to feedback and might discount or
dismiss negative feedback in particular. As one interviewee
said, “…there will be a segment [of clinicians] that will ob-
ject. And I mean that’s the reality. And I think for that
reason, it needs. . . to be done in a very kind of nonthreat-
ening/intimidating way. This is done for educational pur-
poses only. It’s not a grade. It’s not going to be sent to your
insurance company for them to decide how much to pay
you.” But concerns about clinicians’ responses were not uni-
versal; some leaders and clinicians believed that most physi-
cians would be open to feedback.

Practical and Logistical Issues
Practical issues for patients and family members included ques-
tionnaire length, question type and focus, interval between sub-
sequent questionnaires, and modality (Table 2). Practical issues
for clinicians and leaders included details of feedback and re-
porting, ability to respond to feedback, and congruence with
larger organizational goals (Table 3).

Table 2. Patients’ and Family Members’ Views on Practical Issues

Themes Identified in Patients’ and Family Members’ Responses

Could a family member serve as a respondent for the patient?

● Patient reluctant to impose on those who already had been burdened by assisting in care process

● Appropriate if patient was too ill

● Perspective of family member might differ from that of the patient

● Parents are appropriate reporters for pediatric patients; views were mixed on whether children should be invited to report

At what point would patients and family members be willing to report on their experiences?

● After a treatment plan had be established and implemented, the patient was stable, and the outlook was good

● After treatment had been completed

Would patients and family members complete questionnaires about their communication experiences repeatedly?

● Repeated reporting could be burdensome

● Repeated reporting could be acceptable, for instance at 6-month intervals, or tied to follow-up appointments

How many items would be acceptable?

● The number of items deemed acceptable ranged from 6 to 100

● Fifty was the most common recommendation

How long would patients or family members be willing to spend to complete a questionnaire?

● The amount of time deemed acceptable was 5 minutes to 1 hour

● Fifteen to 20 minutes was most common recommendation

Preference for questionnaire construction

● Rating scale questions would be less burdensome.

● Opportunity to provide detailed comments or clarification is important.

What delivery mode would be preferred?

● Paper preferred by some; advantages included paper would stimulate thoughtful responses; paper would serve as a reminder

● Internet-based preferred by some; a disadvantage was that e-mail solicitations would be easy to ignore or forget; some (eight of 54) reported no Internet
access; a few suggested providing questionnaire link on patient portal

● Telephone preferred by some; would encourage in-depth responses

Should questions focus on communication with individual clinicians, or with care teams?

● Experiences vary greatly across clinicians; important to allow reporting at the level of individual clinician, particularly if there was a problem with communication

Should the system be available at all times for patients to access at will, or should patient reports be actively solicited periodically ?

● Constantly available system most likely to be accessed if patient wanted to report a problem; but patient likely to ignore otherwise

● Active solicitations would serve as reminder; more likely to result in response
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Discussion
The growing recognition of the importance of patient-centered
communication in cancer care and the potentially devastating
consequences of communication breakdowns underscore the
need to optimize clinician-patient communication throughout
cancer care. A system for collecting and monitoring patient
reports of their communication experiences over the course of
care, with feedback to clinicians and organizations, could be an
important first step toward that goal.12,16 Unlike current pa-
tient experience surveys that include few communication items
and are administered to only a cross-sectional patient sample,
we believe there is a need for a system that facilitates the longi-
tudinal, detailed assessment of the quality of patient-centered
communication, administered to every patient receiving care.
Our findings suggest that such a system would have value for
patients, family members, clinicians, and health care leaders.

Patients and family members in this study were unanimous
in valuing good communication and were willing to share their
experiences in order to improve communication; clinicians and
leaders concurred that communication is important. Patients’
and family members’ responses suggest that an optimal patient
reporting system will need to be adaptive, with questions tai-
lored to their particular cancer, treatment trajectory, stage of

care, care team, and individual clinicians. Clinicians and leaders
want reports that are actionable, with benchmarks and compar-
ative data that facilitate comparisons across clinicians and orga-
nizations. An important preliminary step will be to determine
the optimal level of adaptive administration that is sensitive to
patients’ needs and preferences and useful for clinicians and
leaders.

To encourage honest reporting of suboptimal communica-
tion experiences, the system will need to allow anonymous re-
porting. Clinicians’ and leaders’ predicted mixed reactions to
patient reports of suboptimal communication, as they ex-
pressed concerns about both the reactions of individual clini-
cians and the availability of effective interventions. If patient
reporting systems are implemented in test settings, shown to
contribute to real improvements in care, and contribute action-
able information not captured on existing patient surveys, lead-
ers are likely to become more receptive. Future efforts at
developing and implementing such systems will have to dem-
onstrate a positive cost-benefit ratio to facilitate adoption by
health care leaders.

One challenge in collecting patient reports of communica-
tion during cancer care is that during the diagnosis and treat-
ment process, patients and family members are focused on

Table 3. Clinicians’, Health Plan Leaders’, and Information Technology Specialists’ Views on Practical Issues Related to
Communication

Themes Identified in Clinicians’ and Health Care Organization Leaders’ Responses

What is your reaction to the possibility of a patient survey focused on communication specifically?

● Communication viewed as important

● Concerns about patient burden, overlap or redundancy with existing surveys, timing, and modality

● Feedback perceived as valuable, especially if perceptions of patients differ from perceptions of providers

● Discrepancies may be areas for improvement

Would providers and leaders find this type of feedback useful?

● Care is needed in how negative feedback is shared with providers an teams

● Results need to be actionable and provided in a concise manner

● Focus on quality improvement or educational experience and not pay for performance

● Availability of comparative and benchmark data is important

What level of aggregation would you want to see?

● Aggregated patient responses (rather than individual patient-level responses) preferred to protect the patient-physician relationship

● Personalized data to be given to providers with deidentified, aggregated comparative data on peers in their clinic and in the region, or against established
benchmarks

Would you act on the basis of results such as these?

● Action would be possible but may not be immediate

● Results could be useful for teaching

● Evidence of validity of results important to some as practice changes may be resource intensive

● Evidence that a proposed system had been validated and could lead to actual improvements in care would be useful

Would you, or others in your organization, be able to respond in a timely manner if a patient reported a problem?

● All organizations report existing systems to address patient concerns and/or complaints

● Patient feedback system may differ from a patient complaint system, as complaint system is for more serious matters such as medical malpractice

How would such a system fit with organizational goals?

● Could easily be applied to other chronic diseases aside from cancer

● Must add value to the current patient satisfaction system currently in use by each health care system

● Existing survey is staff oriented, not system oriented; including system would help to identify gaps

● Cost would influence decision making about implementation of reporting system

Mazor et alMazor et al
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fighting the disease and may be reluctant to expend energy on
reporting. Further, though patients may be willing to report
on their experiences over time, they would prefer to do so rela-
tively infrequently. Thus, it may not be feasible to capture ex-
periences during or immediately after key events such as
diagnosis or treatment decision making. This could affect re-
port accuracy and possibly preclude timely and effective re-
sponses on the part of the clinician or organization. Current
patient experience assessments using the Consumer Assessment
of Healthcare Providers and Systems surveys have, however,
demonstrated the validity of patient responses over a recall pe-
riod of as long as 12 months.18 Further, patients who are at
advanced disease stage at diagnosis, and thus possibly near
death, would likely not report on their experiences, potentially
resulting in biased reports. In such situations, it may be espe-
cially important to engage family members to provide proxy
reports on behalf of patients, a practice adopted in many patient
experience studies. At a minimum, it will be necessary to rec-
ognize the potential for bias.

The strengths of this study include the diverse sample of key
stakeholders from multiple sites and two types of health care
organizations, as well as the use of semistructured interviews
that encouraged interviewees to speak freely and allowed in-
depth exploration of the complexities of the issues. Limitations
include the relatively modest number of interviewees, and the
fact that patients and family members were interviewed well
after diagnosis. The patients in this study were either receiving
treatment as outpatients or had completed treatment, and the
interviewer did not explore whether their views might differ as
a function of setting (ie, outpatient v inpatient). In addition,
almost all of the patients and family members were white, so we
were unable to assess whether these findings hold true for mem-
bers of other racial/ethnic groups. These factors may have lim-
ited the generalizability of our findings and should be explored
in future work.

In 2007, the Kalamazoo II statement highlighted the need to
improve communication assessment and to incorporate the pa-
tients’ perspective.19 Patient surveys—such as that considered
here—are a widely used and relatively efficient assessment
method, but direct observation and examination techniques
can provide important information as well.19 Direct observa-
tion and assessment of clinicians’ behaviors during encounters
with actual or standardized patients are widely used in medical
education and in licensure examinations.20-22 Oral, essay, and
multiple-choice response examinations are less widely used, but
recent developments integrating videos and new response
methods have shown promise.23-24

This study provides a foundation for the design and pilot
testing of a patient reporting system focused on communication
during cancer care, and it also has implications for the design
and implementation of communication assessment systems fo-
cused on other chronic illness settings. Such a system could
increase understanding of the communication process, stimu-

late improvements, inform interventions, and provide a basis
for evaluating changes in communication practices.

Though this study represents a first step toward developing
such a system, several key questions remain unanswered. The
actual design of a system—including the items used, the adapt-
ability of the data collection system, how feedback is delivered
and acted on at multiple levels of the organization, and the
costs—require further study. Moreover, the appropriate time
and way to introduce the system to patients will need to be
identified. Further exploration might include the use of patient
navigators or other trusted members of the health care team to
facilitate this process. Ultimately, it will be necessary to imple-
ment such a system to confirm or refute stakeholders’ expecta-
tions and concerns.
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Appendix

Before you started treatment

Please mark the extent to which the following
statements accurately describe your experience

with the doctor who talked with you about your

cancer treatment BEFORE you started treatment.

yletelpmoC tahwemoS llA ta toN 
eurT eurT eurT …rotcod sihT

…helped me understand my treatment choices. o o o o o

…listened to my views on what was most o o o o o
    important to me in my cancer treatment.

…encouraged me to express my views o o o o o
    about my treatment.

…took my views into account in recommending o o o o o
    my cancer treatment.

…treated me with sensitivity and respect. o o o o o

…gave me the information that I needed at that time. o o o o o

1. What did you particularly LIKE about how your doctors and nurses communicated with you?
2. What could have been better?

Figure A1. Sample items assessing six core functions of patient-centered communication reviewed by stakeholders. The six core functions of
patient-centered communication are (1) fostering clinician-patient relationships, (2) exchanging information, (3) responding to patients’ emotions, (4)
managing uncertainty, (5) making decisions, and (6) enabling patient self-management.6
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Figure A2. Feedback flow chart.

Dr Smith
Colleagues

Worked together as a team
in taking care of me

Listened to concerns about
my health

Listened to my concerns about
how treatment was affecting me

Gave me information on how to take
care of myself during treatment

Listened to my concerns about
whether the treatment had worked

Gave me information on how to take care
of myself once treatment was over 

Respected my wishes about whether
or not I needed more treatment. 

Percentage of Patients Who
Chose Strongly Agree

Summary for Dr Smith

1009080706050403020100

Figure A3. Sample feedback report. Diagram given to participants for reaction and feedback.
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