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Background Qualitative studies have identified barriers to communication and informed decision making among breast cancer
survivors making treatment decisions. The prevalence of these barriers is unknown.

Objective To quantify the need for decision support among breast cancer survivors.

Methods We surveyed 2,521 breast cancer survivors participating in an online registry hosted by the Cancer Support Community
to find out what proportion of breast cancer patients: made decisions during their first visit with a specialist; received satisfactory
information before that visit; asked questions and received responses; and endorsed expanded use of decision support.

Results We received 1,017 (41%) responses and analyzed 917 surveys from women who lived in the United States. Most of the
respondents recalled making treatment decisions during their first visit (52%). A minority (14%) received information before the first
specialist visit. At least 25% of respondents rated their satisfaction below 7 on a scale of 10 for decision-making, information, and
questions asked and answered. Respondents endorsed the need for assistance with obtaining information, listing questions, taking
notes, and making audio-recordings of visits.

Limitations The respondent sample skewed younger and had higher-stage cancer compared with all breast cancer survivors.
Reponses were subiject to recall bias.

Conclusions Cancer survivors expressed gaps in their care with respect to reviewing information, asking questions, obtaining an-
swers, and making decisions. Implementing decision and communication aids immediately upon diagnosis, when treatment deci-
sions are being made, would address these gaps.

person’s journey through breast cancer absorbed critical information.

diagnosis and treatment involves complex

deliberations and decisions.! One key
dynamic of interest is that newly diagnosed patients
often receive their diagnosis in the form of biopsy
results, then schedule a meeting with a specialist
to discuss treatment options and outcomes.”? We
and others have found evidence of the patient need
for information while they are waiting for their
specialist visits.>® For example, one study of needs
found that breast cancer survivors complained of
too much, too little, or conflicting information
while they waited.” That assessment also found that
survivors remembered “freezing up” upon seeing
their specialist. This resulted in patients forgetting
to ask questions, and in the specialist’s advice and
information “going in one ear and out the other.”
These phenomena are especially problematic
because breast cancer patients often make decisions
in their first visits.® The implication is that they may
be making those decisions without having asked all
the questions they want to ask, and without having

Indeed, recent studies of breast cancer have found
knowledge gaps among patients making treatment
decisions. Sepucha and colleagues surveyed 35
mostly college-educated women with early-stage
breast cancer who had made surgery decisions at 2
academic medical centers in Boston.” They found that
44% of the women did not know that breast cancer
survival was equivalent for mastectomy compared
with lumpectomy plus radiation. Five years later,
the authors replicated this finding among 440 survi-
vors from 4 academic medical centers, among whom
55% did not know that critical fact.’® Other authors
have reported 51% of 1,132 patients in Detroit and
Los Angeles' and 58% of 107 women in Ontario
Canada™ had this knowledge. Researchers have
found similar results for other breast cancer treat-
ment decisions. Lee and colleagues surveyed 84 sur-
vivors from 4 academic medical centers about recon-
struction decisions and found participants answered
only 38% of questions correctly on a reconstruction-
specific knowledge quiz that asked about the various

Accepted for publication November 5, 2014. Correspondence: Joanne Buzaglo, PhD; joanne@cancersupportcommunity.
org. Disclosures: The authors have no commercial conflicts of interest related to this study publication. JCSO 2015;13:104-
112. ©2015 Frontline Medical Communications. DOI 10.12788/jcs0.0116.

104 THE JOURNAL OF COMMUNITY AND SUPPORTIVE ONCOLOGY B March 2015

www.jcso-online.com



options and their outcomes.” In another study, Lee and
colleagues surveyed 352 survivors at 4 academic medical
centers and found respondents answered only 40% of ques-
tions correctly on a chemotherapy-specific knowledge quiz
of options and outcomes.**

Researchers have identified efficacious strategies for
addressing patient needs for information and involvement,
including decision aids for orienting patients to their
condition and the treatment options and outcomes;"
question-prompting, question-listing, and question-
coaching for assuring that patients ask their questions;'®
and consultation summaries and audio-recordings for
assuring that patients can remember what their providers
have told them." These strategies have been implemented
in academic and community settings as both individual
and integrated interventions.’®?? Broader adoption of this
approach to providing treatment decision support may
require further evidence of need.

To our knowledge, there is not a recent, quantitative
estimate of the prevalence of these specific information and
communication needs. Without quantifying the extent of
these needs, it is not clear how urgently to deploy known
strategies that may add effort and cost to patient visits.
Therefore, we formulated the following study questions to
address this gap in knowledge:
= What proportion of patients made decisions during

their first visit with a specialist, and what was their sat-

isfaction with the decision process and outcome?

Breast Cancer Registry
as of October, 2010
(n=2,521)

Belkora et al

= What proportion of patients got information prior
to their first visit? How many were satisfied with that
information?

= What proportion of patients asked all their questions
during that visit and how satisfied were they with their
questions?

= How satisfied were patients with physician discussions
of risks and benefits of treatment options?

= What is patient guidance about implementing support
strategies such as decision aids and question-coaching?
To answer these questions, our study team analyzed

survey responses from women who had joined the Cancer

Support Community’s registry of breast cancer survivors.

Methods

Study population

In 2010, the Cancer Support Community launched a breast
cancer survivor registry, recruiting volunteer registrants
through public relations and marketing campaigns. The
Cancer Support Community’s registry differs from others in
that it focuses on tracking the psychosocial impact of breast
cancer. From time to time, the Cancer Support Community
surveys registrants who have previously agreed to be contacted
for research purposes. At the time of this survey, 2,521
registrants comprised the study’s target population.

Design

Cancer Support Community (CSC) conducted a cross-sec-
tional survey of registrants in October
2010. (Figure 1) The study design
was therefore a prospectively planned,
cross-sectional, retrospective survey of

= Test cases

Invalid entries (n = 25)

= Multiple entries for same registrant

survivor perceptions regarding various
psychosocial issues. CSC  contracted
with Patient Crossroads, a for-profit

Target population of breast
cancer registrants

private corporation that specializes in
patient registries, to host the survey

(n = 2,496)

Received 2 email reminders,
but did not complete the survey
(n=1,453)

and collect and de-identify the data.

Ethics statement

Completed survery
(n =1,043)

An independent institutional review

Answered at least

Skipped Treatment Decision
Making module (n = 79)

board, Ethical and Independent Review
Services (E&I, Independence, MO),

conducted an ethics review before the

one TDM question
(n = 964)

survey and approved the study. Survey

Ineligible

= Male (n = 5)

= Lived outside United States (n = 42)

respondents provided consent through
an online process.

Analytic sample of female
breast cancer survivors

(h=917)

FIGURE1 Study flow diagram
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Sampling plan and recruitment

of survey respondents

In October 2010, Patient Crossroads
generated e-mails to 2,496 eligible reg-
istrants containing an invitation to log
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on to their registry account and answer 18 items in the
information, communication, and decision-making mod-
ule (see Appendix). Ten days later, Patient Crossroads sent
a reminder e-mail to 2,150 nonresponders; and 2 weeks
after that, a third and final e-mail reminder to 1,754
nonresponders.

Survey items

Based on previous needs assessments’ the research team
identified or created survey items to address the study
questions as follows (see Appendix).

To quantify the prevalence of immediate, as opposed
to more deliberate, decision-making, we asked registrants
to recall their first visit to a specialist after diagnosis;
indicate what type of specialist they saw (surgeon, medical
oncologist, radiation oncologist, or other); and recall
whether they arrived at a decision during that first visit
(Yes, No, or Don’t remember). We also asked how satisfied
they were with how they arrived at a decision; their
participation in the treatment decision; and the outcome
of the treatment(s) taken, all on a categorical scale of
0-10, where 0 = minimum satisfaction and 10 = maximum
satisfaction.

We also knew from prior work that people with breast
cancer value receiving information upon diagnosis, and
prefer to receive information from their physicians.”® We
asked whether the first specialist provided any information
materials to the registrant prior to the first visit (Yes, No,
or Don’t remember), and respondent satisfaction with such
materials (on the same scale of 0-10).

Patients commonly express freezing up and forgetting
to ask questions. Making a list of questions is known to
mitigate this risk.?»* We asked registrants to respond
Yes, No, or Don't remember about whether they brought
a list of questions; asked any questions; and forgot to ask
any questions. We also asked them to rate their degree of
satisfaction (0-10), with the content of the questions they
did ask.

Previous studies have shown physicians spend more time
discussing benefits than risks of treatment options.'*?"%
We sought to assess whether patients rate these behaviors
differently in terms of their satisfaction (0-10).

To guide development of new support programs for
patients, we asked registrants to rate the importance of
receiving assistance with gathering information(0-10; 0
= minimum importance and 10 = maximum importance)
prior to a first visit to a surgeon or oncologist; developing a
written list of questions for that visit; getting notes during
the first visit; and making an audio-recording.

We also asked respondents for their age, sex, education,
income, health insurance coverage, and race or ethnicity.
Mutually exclusive racial or ethnic groups included
Latino, non-Latino white, non-Latino African American,
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American Indian or Alaskan Native, and Asian or Pacific
Islander. Respondents who reported more than one race or
ethnicity were classified with the category they reported
identifying with the most, or if they did not have a category
with which they most identified, they were considered
multiethnic.

Eligibility and analysis plan

We included in the analytic data set all female respondents
residing in the United States who had been treated for
breast cancer and answered at least one question about
information, communication, and decision-making needs
and behaviors. We calculated descriptive statistics, tabulated
the nominal responses, and plotted the distributions of the
quantitative ratings. Authors MM and JB performed the
analyses using Stata, version 11.1 (Stata Corp, Austin,
Texas), including the turnip plot graphics function.”

Results

Sample characteristics

A total of 1,043 registrants responded to at least 1 item on
the overall survey within a 6-week period from October 6,
2010 through November 17, 2010 for an overall response
rate of 41% (Table 1). Among the 1,043 registrants who
completed the online survey, 964 answered at least 1
question from the module on information, communication,
and decision-making. From the 964, we excluded 42
registrants who lived outside the United States and 5 male
breast cancer survivors, which gave an analytic dataset of
917 female breast cancer survivors who started the survey
and addressed at least 1 question. Among those 917, the
item completion rate varied from a minimum of 86% to a
maximum of 99%.

This sample was 88% white. The median age was 55
years. Most respondents (71%) had at least a college
degree. The median time since diagnosis was 3.8 years
(median age at diagnosis, 49 years). More than half were
stage 11 or higher at diagnosis, and 13% had a recurrence.
By way of comparison, when we checked the population
of breast cancer survivors, we found that 88% are white,
with a median age of 61 years, and 38% have stage II or
higher cancer at diagnosis.*! Therefore, compared with the
population, this sample was similar in race, but skewed

younger, and had higher stage of disease.

Answers to study questions
What proportion of registrants made decisions during their
Jorst visit and what is their satisfaction with the decision, their
participation, and the outcome?
Most of the respondents (80%) recalled seeing surgeons
first and making a treatment decision during that first visit
(52%; Table 2). The respondents reported a median rating

of 9 (0 = minimum satisfaction, 10 = maximum satisfac-
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TABLE 1 Analytic sample characteristics (N = 917)

No. of patients No. of patients
(% of sample; (% of sample;
% of those who % of those who

Characteristic answered) Characteristic answered)

Age, y (median, 55; range, 28-84) Disease stage at diagnosis
<45 116 (13: 13) 0 82 (9: 9)

45 - <55 340 (37; 37) | 303 (33; 34)
55 - <65 322 (35; 35) I 353 (39; 39)
265 139 (15; 15) 1 126 (14; 14)

Race and/or ethnicity % 22 (2; 2)
Non-Hispanic white 769 (84; 84) I don’t know/remember 303 1)
Black/African American 52 (6; 6) Missing 1(<1; =)
Hispanic or Latino 21(2;2) Recurrence
Asia.n or Pacific Islander 9(1; 1) No 801 (87; 87)
Multiple 10(1; 1) Yes 116 (13: 13)
Other 5 (<1; <1)

Missing 51 (5; —) Hormone receptor positive

Education No 197 (21; 23)
Some high school or less 21(2; 3) Yes , 592 (éS; 69)
High school or GED 215 (23; 2¢) | don't know 63 17:7)
College degree 304 (33; 37) Missing 65(7; -]
Graduate or professional degree 276 (30; 34) HER2 status
Missing 101 (11; —) Positive 161 (18; 19)

Employment status Negative 477 (52; 57)
Full time 381 (42; 49) | don't know 197 (21; 24)
Part ime 111 (12; 14) Missing 82 (9; —)
Retired 191 (21; 24) Triple negative
Not employed 99 (11;13) No 482 (53: 66)
Missing 135 (15; —) Yes 132 (14; 18)

Household income, US$ | don't know 117 (13; 16)
<40,000 83 (9; 16) Missing 186 (20; —)
40,000 - <60,000 77 (8; 15) Selfreported depression
60,000 - <80,000 75 (8; 15) No 671 (73: 75)
80,000 - <100,000 76 (8; 15) !
100,000 196 (21; 39) Yes 220 (24; 25)
Refused to answer/Didn’t know 223 (24; —) Missing 26 (3; )
Missing 187 (20; —) Comorbidities (excl depression)

Age at diagnosis, y None 442 (48; 50)
<40 139 (15; 15) At least 1 449 (49; 50)
40-<50 346 (38; 38) Missing 26 (3; —)
50-<60 313 (34; 34) Treatment
2(?0. 116 (13; 13) Chemotherapy 631 (69)
Missing 3(<1i -] Radiation 576 (63)

Time from diagnosis, y Lymph node removal 567 (62)
<1 90 (10; 10) Hormone therapy 555 (61)
1-<2 157 (17;17) Lumpectomy 529 (58)
2-<5 315 (34; 34) Mastectomy 452 (49)
=5 352 (38; 39) Targeted therapy 115 (13)
Missing 3(<ti =) Prophylactic mastectomy 104 (11)
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tion) for satisfaction with their decision-making, participa-
tion, and outcome. One-quarter of respondents reported
ratings less than 7 for those items. Although the distribu-
tions in Figure 2A are skewed toward the upper end of the
scale, they also show responses at every level of satisfaction,

including 0.

What proportion of registrants got information prior to their
Jorst visit? How many were satisfied with that information?
'The doctor provided information materials in advance of
the visit in 14% of cases. Among 124 respondents who got
information materials, the median satisfaction was 5, and
the 25th percentile rating was 0. The distribution in Figure
2B shows an almost uniform number of ratings across the
full range of possible with responses, with slight ceiling and
floor effects at 0 and 10.

What proportion of registrants asked all their questions during
the first visit, and how satisfied were they with their questions?

Almost all of the respondents reported asking questions
at their first visit (786 or 92%). Among the 762 who also
provided ratings, the median satisfaction with question-
asking was 7,and the 25th percentile was 5.The distribution
in Figure 2B for satisfaction with questions asked shows
responses for every level of satisfaction, including 0. Half
(50%) of the respondents brought a question list with
them to the appointment. One-third (33%) forgot to ask
questions (Table 2).

How satisfied are registrants with physician discussions of risks
and benefits of treatment options?

Respondents rated the explanations of benefits with a
median of 8 and a lower quartile of 6; and rated explanation of
risks at a median of 8 with a lower quartile of 5 (Figure 2B).

What is registrant guidance about implementing support
strategies such as providing information materials, and
assisting with question lists, note-taking, and audio-recording?

Respondents rated information materials, listing ques-
tions, and visit notes at a median importance of 10 (0-10;
0 = minimum importance, 10 = maximum importance).
For information and question-listing, the lower quartile
was 8; and for visit notes, it was 9. The median rating for
audio-recordings was 9 with a lower quartile of 6 (Figure

2C).

Discussion and conclusions

A majority of respondents said they arrived at a decision
about their treatment during the first visit. The standard of
care is to inform patients that breast cancer is not a medi-
cal emergency; that the decisions should be responsive to
informed patient preferences, and that most patients need
not rush to make a decision about their course of treatment.?
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TABLE 2 Patient experience with the first meeting with
the doctor (N = 917)

No. of patients
(% sample;
% those who

Responses to questions answered)

First specialist seen to discuss treatment decisions after breast
cancer diagnosis

Surgeon 731 (80; 80)
Medical oncologist 149 (16; 16)
Radiation oncologist 11(1;7)
Other 21(2;2)
Missing 5(1;1)

Arrived at a treatment decision during the first visit
with the doctor

Yes 418 (46; 52)
No 376 (41; 46)
| don’t remember 16 (2; 2)
Missing 107 (12; —)
Doctor provided information materials before first meeting
Yes 124 (14; 14)
No 713 (78; 80)
Don’t remember 57 (6; 6)
Missing 23 (3; =)
Asked doctor questions on the first visit
Yes 786 (86; 92)
No 32 (4; 4)
Don’t remember 37 (4; 4)
Missing 62 (7; —)

Questions she forgot to ask or wished she had asked, in the
24 h after the visit

Yes 265 (29; 33)
No 243 (27; 31)
Don’t remember 285 (31; 36)
Missing 124 (14;—)

Brought a written list of questions to the first meeting with
their doctor

Yes 389 (42; 50)
No 334 (36; 43)
Don’t remember 59 (6; 8)

Missing 135 (15; —)

'This standard seems not to have been met. The respondents
generally expressed satisfaction with their decision, partici-
pation, and outcome, although a quarter rated their satis-
faction level as lower than 7 (0 = minimum satisfaction, 10
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= maximum satisfaction). We interpret this result as reflect-
ing a perceived opportunity for improvement in decision-
making among one-quarter of respondents.

Registrants’ responses to the questions about receiving
information before their first visit with a specialist suggested
that physicians did not generally send the patient orienting
information before the visits, which was concordant with
findings from our previous qualitative work.” When they
did provide information, half of the respondents who
received that information were dissatisfied, rating the
quality of information below 5 on a scale of 0-10. Other
studies suggest that patients highly value information from
their physicians.**? Specialists, especially surgeons (who
see breast cancer patients to discuss treatment options
after a diagnosis) are missing an opportunity to address key
information needs. One option for providing information
to patients in advance of a specialty visit is to send
them decision aids, which have been found to be highly
satisfying as well as effective in improving knowledge in
breast cancer.?

Respondents reported asking questions, and half said
they brought a question list, yet one-third forgot to ask
questions and one-quarter rated their satisfaction with
their questions at below 5 out of 10. We noted with interest
that many brought question lists yet forgot to ask questions.
Concurrently, members of our research team conducted a
separate study in which we learned that most patients in
the sample (63 of 78 patients, or 81%) wrote a question
list when invited to do so, but only 14 of 61 (23%) actually
showed them to their physician.?® We speculate that the
same dynamic may have played out with the registrants
surveyed: bringing a question list may not stimulate
question-asking if it stays in the purse or pocket.

The number of patients who omitted questions and
were dissatisfied with their questions echoes previous
research findings suggesting that patients face barriers to
raising questions with specialists.**¢ Several evidence-
based interventions are available for assisting patients
with question-asking. Patients can circle “frequently asked
questions”on prompt sheets, or add their own questions.*”*
Members of our study team have also implemented a
question-coaching intervention in which patients make a
list of questions with a health coach, who types them for
clarity and convenience® and sends or e-mails them to the
physician in advance of the visit. This mitigates the risk
that a patient will list questions but not refer to them or
show them to the physician during the appointment. These
interventions are satisfying to patients and are associated
with increased question-asking. 18202224

With regard to physician explanations of risks and
benefits of the treatment options, other studies have found
that patients tend to be more satisfied with explanations of
benefits rather than risks.'*?”* The proposed mechanism
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is that physicians may believe that benefits are more
likely than risks so they deserve more time and attention.
Conversely, although risks may be rare, they can be very
harmful, and may therefore deserve the same quality of
attention as benefits. However, in our sample, satisfaction
was similar, showing adequate median scores of 8, but also
room for improvement as the lower quartile ratings were
6 (for benefits) and 5 (for risks). This finding points to the
opportunity identified in study question 2: physicians can
improve their risk communication by providing written
or audiovisual materials to patients in advance of the visit.
'This would allow physicians to use packaged visual aids
shown to be effective across a spectrum of health literacy
and numeracy, and would allow patients extra time to
review the information and absorb it.

Respondents strongly endorsed the need for assistance
with gathering information, listing questions, taking notes
during the consultation, and making audio-recordings of
the consultation. Although recordings were highly rated,
they were less attractive compared with consultation
summaries. This finding contradicts the finding by
another research group in which 46% of patients ranked
recordings highest and 21% preferred written summaries.*
In other investigations, we have found that summaries
and recordings serve different purposes.’** Patients
value the written summaries because they are easy to
review as a means of getting the gist of the consultation.
Recordings are valuable because they allow patients and
family members to review details — they are a definitive
record of what was said and done during visits. It may be
that recordings are less popular because patients perceive
these as intrusive or are concerned that their doctors may
consider it intrusive.

Study quality

‘There are a number of challenges to conducting this type of
research. Although the CSC was able to recruit and follow
survivors over time, there are cohort factors, such as changes
in health care delivery and availability of treatment options,
which may affect the data. In addition, the data collected are
self-reported and difficult to verify without the benefit of
medical records, although other studies have found similar
patient populations to be accurate in reporting data.*! The
response rate of 41% means that we were learning the views
of a minority of registrants. Finally, as the data is collected
completely online, it is limited to those with Internet
access. This factor tends to skew the results by attracting a
younger and more educated demographic.

Conclusions and implications for practice, policy, and
research

Overall, we found quantitative evidence that many patients
need and value assistance with gathering information,
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asking questions, and absorbing information as they consult
with specialists after a diagnosis of breast cancer. Our
study found that many patients embarked on treatment
decisions as of their first meeting with a surgeon. Patient
support organizations wishing to support patients during
the decision-making phase of their care must find ways
of intervening immediately after a patient is diagnosed.
For example, as a result of this study, the Cancer Support
Community is testing various mechanisms, including how
to embed its services in existing hospitals and clinics, or
establish direct referral agreements with specialists who
diagnose cancer. For those patients who are referred, or who
self-refer, within the window of active decision-making,
the Cancer Support Community now offers a service called
Open To Options, which helps patients brainstorm and
write a list of questions for upcoming appointments. This
service is available free of charge by telephone, nationwide,
in English and Spanish. It is also available in person at many
of the Cancer Support Community’s affiliate locations.

Given the opportunities for improvement we found with
patient perceptions of information materials, healthcare
providers and patient advocates should expand distribution
of decision aids describing treatment options and outcomes.
A key implication of our study is that patients need these
materials before they attend decision-making visits.

Regarding consultation summaries and recordings,
health care providers and patient advocacy organizations
should consider providing audio-recording devices or
referrals to smartphone applications that facilitate the
process whereby patients can record their consultations
for later review. As a matter of policy and advocacy, such
organizations should also support initiatives to encourage
patients to obtain and review physician summaries, such as
the Open Notes initiative.*” Members of the study team
are also implementing a national initiative, the Patient
Support Corps, to provide trainees as patient accompaniers
and note-takers.

Our study also raised issues that remain unresolved in
the research literature. Why do patients who bring question
lists still regret not asking all of their questions? What
are the barriers to effective use of question lists> Why do
patients rate consultation recordings as less helpful than
written summaries? We plan to pursue these and other
questions in follow-up research. In addition, the Cancer
Support Community has redesigned the registry to include
other cancers, which will allow for the exploration of
issues related to information, communication, and decision
making in a more diverse audience of individuals affected
by cancer.
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