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What Do You Mean, a Spot?

A Qualitative Analysis of Patients’ Reactions to Discussions
With Their Physicians About Pulmonary Nodules
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LUNG CANCER

Renda Soylemez Wiener, MD, MPH; Michael K. Gould, MD, FCCP; Steven Woloshin, MD;
Lisa M. Schwartz, MD; and Jack A. Clark, PhD

Background: More than 150,000 Americans each year are found to have a pulmonary nodule.
Even more will be affected following the publication of the National Lung Screening Trial.
Patient-doctor communication about pulmonary nodules can be challenging. Although most nod-
ules are benign, it may take 2 to 3 years to rule out cancer. We sought to characterize patients’
perceptions of communication with their providers about pulmonary nodules.

Methods: We conducted four focus groups at two sites with 22 adults with an indeterminate pul-
monary nodule. Transcripts were analyzed using principles of grounded theory.

Results: Patients described conversations with 53 different providers about the pulmonary nodule.
Almost all patients immediately assumed that they had cancer when first told about the nodule.
Some whose providers did not discuss the actual cancer risk or explain the evaluation plan expe-
rienced confusion and distress that sometimes lasted for months. Patients were frustrated when
their providers did not address their concerns about cancer or potential adverse effects of sur-
veillance (eg, prolonged uncertainty, radiation exposure), which in some cases led to poor adher-
ence to evaluation plans. Patients found it helpful when physicians used lay terms, showed the
CT image, and quantified cancer risk. By contrast, patients resented medical jargon and dismissive
language.

Conclusions: Patients commonly assume that a pulmonary nodule means cancer. What providers
tell (or do not tell) patients about their cancer risk and the evaluation plan can strongly influence
patients’ perceptions of the nodule and related distress. We describe simple communication strat-

egies that may help patients to come to terms with an indeterminate pulmonary nodule.
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Pulmonary nodules are common, with an estimated
150,000 new cases annually in the United States.!
After publication of the results of the National Lung
Screening Trial,2 implementation of lung cancer screen-
ing with chest CT imaging will lead to the identifi-
cation of even more nodules.? Fortunately, most are
benign. Given the potential complications of biopsy*
and low likelihood of cancer for most nodules,> most
patients are managed with radiographic surveillance;
if there is no growth over 2 years, the nodule is pre-
sumed benign.57

Discussing a pulmonary nodule with patients pre-
sents challenges. Ideally, providers should indicate why
the nodule requires evaluation (to rule out cancer)
without causing undue distress. Because most nod-
ules are incidentally detected, providers must explain—
and patients must digest—not only the finding of a
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nodule but also the results relating to the primary
indication for the test. Finally, providers and patients
should review the pros and cons of evaluation options
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and agree on a plan, ideally through shared decision-
making.”$ All this must fit into the typical 15- to 20-min
office visit or even through a brief phone call.

Although the way cancer diagnoses are delivered is
known to affect patient quality of life and adherence
to subsequent care,! the more common situation of
what providers say about possibly malignant lung nod-
ules has not been described. We conducted a qualita-
tive study of patient perceptions of provider-patient
communication about a lung nodule in order to inform
and improve these discussions.
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MATERIALS AND METHODS

We recruited participants from Boston Medical Center (which
serves a racially diverse, economically disadvantaged urban popu-
lation) and Dartmouth-Hitchcock Medical Center (a referral cen-
ter for a rural population of mixed socioeconomic status). We
identified English-speaking adults with an indeterminate pulmo-
nary nodule by soliciting names from pulmonary and primary-care
providers, reviewing referrals to pulmonary clinics, and searching
problem lists and CT imaging reports (e-Table 1). Eligible patients
were undergoing evaluation to rule out lung cancer. We invited
patients to a 2-h focus group to discuss their experiences with
a pulmonary nodule, offering a $40 gift card. Each site’s institu-
tional review board approved this study, and all participants pro-
vided informed consent.

We conducted four focus groups (two per site) with 22 patients.
Facilitators (R. S. W., a pulmonologist, and J. A. C., a medical
sociologist) invited patients to describe their experiences in their
own words. Discussions covered topics in prespecified domains
(e-Table 2) derived from clinical experience and a literature review
and topics raised by participants. Discussions were audio recorded
and transcribed.

The analysis centered on characterizing the influence of physi-
cian-patient communication on patient understanding of the nod-
ule and related distress and identifying communication elements
that helped or hindered patients in coming to terms with the diag-
nosis. Using grounded theory methodology,' 12 we developed and
revised preliminary thematic content categories through close
readings of transcripts, which were then systematically coded with
category labels. Repeated comparisons of passages within and
between categories, within and between participants, and within
and between groups resulted in the iterative formulation of the-
matic summaries that were critically reviewed by the team. When
differing interpretations arose, we discussed relevant sections
of transcripts until consensus was achieved. We reached thematic
saturation after four focus groups.

RESULTS

Patients described conversations about their nod-
ule with 53 providers from academic and community
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practices, including primary-care providers, pulmonolo-
gists, and thoracic surgeons. The involvement of mul-
tiple clinicians most often stemmed from referral
by the provider first faced with an incidental nod-
ule (eg, ED physician) to the primary-care provider,
often followed by a second referral to a pulmonolo-
gist. Table 1 shows the characteristics of the study
patients.

The Impact of Disclosure

Virtually all participants reported an immediate
concern about cancer upon learning of the nodule:
“What are we ruling out if it’s not cancer?...when
they say nodules or spots on your lungs, it’s just the
first thing you think of. What other options are there?”
(patient 11). Some went farther, immediately wor-
rying about chemotherapy or death: “My first thought
was, ‘which one’s going to get me first? Will I die of
the emphysema, or will I die of cancer?” (patient 12).
There was no association between actual cancer risk
(calculated quantitatively'®) and patient qualitative risk
perceptions; even those with tiny nodules feared that
they had cancer.

Because most participants assumed that a nodule
meant cancer, it is not surprising that many described
learning about the nodule as traumatic, with effects
that sometimes lasted for months:

My kidney doctor calls me up and says, “Oh by the way, we
found a tumor on your lungs.”...They didn’t even know
what it was, but it was just the way [he] came out and
said it. I was devastated....I bawled through Christmas.
(patient 13)

By contrast, others found their physicians’ explana-
tion reassuring:

[I said,] “What do you mean, a spot? What are you talk-
ing about?” He said, “Yeah, but try not to panic.”...He
described with a pen and a paper and showed me just how
big it was on the scan and told me just what it entailed.
(patient 7)

Patient-Important Communication Elements

Addressing Cancer Risk: Most patients preferred
simple language, including acknowledgment of the
possibility of cancer: “Don’t hide nothing....Tell me
the truth, tell me in my language, so I understand what
you're saying” (patient 9). Many wanted an estimate
of cancer risk in either in quantitative (“5%-10%") or
qualitative (“unlikely”) terms. In most cases, this infor-
mation was reassuring because the physician’s esti-
mate was much lower than the patient’s assumption.

Several participants said that their physicians never
mentioned cancer. Only one patient openly preferred
this strategy: “Whatever is going to happen will happen,
and I don’t want to know!” (patient 18). Others were
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Table 1—Characteristics of Focus Group Participants

Characteristic Value
Age.y 60.7 (22-81)
Female sex 86
Race

White 77

Black 18

Hispanic 4.5
Current or former smoker 68
Nodule size, mm 85*+54

Subcentimeter nodule 77
Time since diagnosis, mo 10.1 (2-28)
Context of nodule discovery

Workup of pulmonary symptoms 18

Incidental finding during workup of 82

nonpulmonary issue

Lung cancer screening 0
Follow-up testing of nodule/evaluation plan

Surveillance with serial imaging 100

Bronchoscopy, biopsy, or both 23

Data are presented as mean (range), %, mean * SD.

confused by medical jargon (“nodule”) or euphemisms
(“spot,” “shadow”) without further explanation. For
most, avoiding discussion of the “elephant in the room”
was neither reassuring nor appreciated.

Mode of Disclosure: Although most learned of the
nodule in a face-to-face conversation, four patients
received the news indirectly (three by letter, one by
voicemail). All four immediately called their physi-
cian to obtain more information, and three were irri-
tated: “T was like freaking out....If you tell me that it’s
not serious, why couldn’t the doctor there tell me
that...and I wouldn’t be frantic? Instead, I got a letter
in the mail?” (patient 22).

Provider’s Tone: Several patients perceived that their
providers were more focused on discussing the pri-
mary indication of the test rather than the incidental
nodule. These patients were sensitive to the provid-
er’s tone, interpreting comments such as “by the way”
or “everything was normal, except” as careless or even
offensive. When providers dismissed the nodule as
trivial, patients were dissatisfied: “[My doctor] didn’t
seem too concerned....[I said], ‘T’d like a second
opinion™ (patient 4). Although the participants dis-
liked having their concerns minimized, they found it
comforting to have the experience of finding a nodule
normalized (eg, learning that it is common to identify
abnormalities on sensitive tests).

Priority Given to Nodule: Several patients were
frustrated that their physicians did not give the nod-
ule adequate attention:

There was really no explanation at all. Just, “This is it, this

is what we’ve found, we want you back in 6 months.” And
I was like, ‘Well, what should I expect? Should I expect to
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not be able to breathe at all? Should I expect pain? Should
I expect changes in my physical self?” And no [answers]
ever came. (patient 12)

Patients recognized that physicians have compet-
ing demands, but nonetheless, they were disappointed
when providers seemed to “forget” to discuss the nod-
ule: “You have so many things to take care of...butit’s
not enough of [an] answer” (patient 16), and, “If I
happen to have pneumonia...they’ll mention [the
nodule]. ...Other than that, it’s not even given a sec-
ond thought. They don’t even mention it to me or what
I can do about it” (patient 2).

Details About Nodule: Patients reported that details
such as nodule size were helpful if put into context
(eg, tying size to cancer risk): “They [said that] it was
very small, so it probably wasn’t cancer” (patient 15).
By contrast, hearing the size described as “x milli-
meters” without further explanation was frustrating:
“They said, ‘Well one is 6 mm.” I've not a clue what
that means” (patient 12). Several patients liked being
able to visualize the nodule (eg, by comparison with
a pea or other familiar object, by seeing its size rela-
tive to the lungs on the CT image or a hand-drawn

sketch).

Details About Evaluation: Patients wanted to under-
stand the evaluation plan. Because the biomedical
logic of surveillance (that 2 years without growth indi-
cates a benign etiology) is not intuitive for patients,
they appreciated having the rationale explained:

I was told it was a spot that was too small to test to see if
it’s cancer...so therefore, come back in 6 months. If it gets
any bigger, we'll test it or take it out. If it doesn’t grow, then
we’ll get a second opinion or come back in 6 months and
test it again. (patient 7)

Without such a clear explanation, several partici-
pants felt frustrated by the lack of a biopsy specimen:
“How do they really know what it is?...Nobody’s taken
any little piece....I'd like to know...for peace of mind”
(patient 17). Another common misconception was
that surveillance would continue indefinitely: “It’s
going to be for life, until I die” (patient 18). Many
patients expressed concern that surveillance might
eventually be discontinued: “T'd be worried about that.
I want them to continue to...check on it” (patient 8).

Acknowledging Downsides of Evaluation: Patients
consistently indicated that the uncertainty surveillance
entails can be distressing. When physicians acknowl-
edged these challenges, patients were grateful: [My
doctor] said, ‘A spot on your lung is always something
to worry about. But I don’t want you to get frantic
or upset. We'll just take the tests as we go along.’...
He sounded very sincere. (patient 22) Conversely,
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patients felt frustrated when physicians did not acknowl-
edge these downsides:

Would [doctors] want to go through that every 3 months?...
Knowing what theyre putting them through?...They're
looking at the medical part of it and...not thinking of the
consequences. (patient 14)

One strategy that appealed to patients was describ-
ing surveillance as an active process (“keeping an eye
on it”) rather than as a passive process of waiting to
see whether the nodule would grow.

Several patients were anxious about radiation expo-
sure: “One CT scan is worth a gazillion x-rays....It’s
just nerve-racking” (patient 14). Those who had explic-
itly discussed this concern experienced less distress
and were more willing to comply with surveillance:
“[My doctor] said, ‘I think even given the risk of the
increased radiation, it’s probably a good idea.” I trust
her. We discuss everything. And so I feel very com-
fortable with what I'm doing” (patient 11).

Di1scuUssION

This study is the first to our knowledge to provide
data on provider-patient communication about pul-
monary nodules, offering insight into patients” expe-
riences through their own words. Study patients
described both satisfying and frustrating conversa-
tions. From their accounts, we identified patient-
important communication elements; formulated them
into seven questions that providers might consider in
framing discussions about a nodule; and identified
specific, patient-endorsed strategies that may make
living with a nodule easier (Table 2). Although many
of these strategies are familiar from the literature on
breaking bad news,*!+17 the extent to which some
patients perceive a small, indeterminate pulmonary
nodule as bad news may surprise providers.

Many of the dissatisfying experiences stemmed
from an apparent disconnect between physicians and
patients about the significance of the nodule. Physi-
cians see patients with pulmonary nodules routinely;
18% to 51% of patients undergoing chest CT imaging

have a nodule detected.’®2° Among all patients with
pulmonary nodules, <5% turn out to have cancer.?
Thus, for providers, finding a nodule may not be par-
ticularly noteworthy. But for patients, learning of a
pulmonary nodule can cause substantial distress, as
borne out by anecdotal reports?'2> and surveys of par-
ticipants in lung cancer screening trials.2+26 Most
patients in the present study assumed that a nodule
or spot on the lung meant cancer. Starting off with
that assumption, they preferred clear communication
on the likelihood of cancer. Several who did not receive
this information experienced distress about cancer
for months. This type of distress may lead to poor
adherence with evaluation (as described in the con-
text of screening for other cancers).26% As noted in
studies of communication about abnormal Papani-
colaou tests,? physicians may not mention cancer
because they wish to avoid evoking fears that might
not otherwise arise, but patients tended to worry about
cancer regardless of whether the physician raised it.
Therefore, unless the patient specifically requests not
to be told, physicians should explicitly discuss cancer
risk.’ Online calculators'® can help providers to esti-
mate a patient’s cancer risk.

Many of the present findings echo those from studies
of patient preferences for communication about results
of cancer screening. Sending test results by letter,
although expedient,? denies patients the chance to
ask questions and can perpetuate misconceptions,
thus representing a missed opportunity to reduce
distress.?”?1-% Engaging in an open dialogue that elicits
and addresses patient values and concerns, both about
the abnormal finding and about its evaluation, and
involving the patient in decision-making can mitigate
distress.>*% Indeed, the American College of Chest
Physicians recommends this type of shared decision-
making for all patients with pulmonary nodules.”
Clearly explaining the plan helps patients to under-
stand that 2 years of surveillance without growth typi-
cally is considered good evidence of a benign nodule.5
If a biopsy is not offered, physicians should explain
why (eg, nodule is too small, risk of complications too
high) as well as when a biopsy specimen would be
sought (eg, enlarging nodule).?® Otherwise, patients

Table 2—Summary of Seven Patient-Endorsed Communication Strategies for Discussing Pulmonary Nodules

Question About How to Frame Discussion

Patient-Endorsed Strategy

1. Should physicians directly address the risk of cancer?
2. Does the disclosure need to be verbal?

3. What is the right tone to adopt?

4. How high a priority should the nodule be given?

5. Is it helpful to provide details about the nodule?

6. How much information do patients want to hear about

the evaluation plan?

Should downsides of the evaluation strategy be mentioned?

=1

Yes, and provide estimate of risk.

Yes, and a letter is not a satisfactory alternative.

Avoid minimizing or dismissive language.

Recognize that the nodule may be an important concern for patients and allow
time for discussion of the patient’s questions.

Yes, only if put into context (eg, smaller size suggests lower cancer risk).

Clearly explain evaluation options and plans to patients upfront, including
duration of surveillance and when to take a biopsy specimen.

Yes, let patients know what to expect and acknowledge their concerns.
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may feel frustrated not to receive an immediate, defin-
itive answer.37

The present study has limitations. Patient recollec-
tion may not accurately reflect actual physician-patient
communication particularly because months passed
between the initial disclosure of the nodule and the
focus groups. A major prespecified content area for
focus group discussions, and hence the subject of this
analysis, was the influence of communication on patient
experiences, but there are many other variables that
affect patient perceptions. These include the provider
(eg, specialty, experience, empathy, concordance with
patient’s race/ethnicity [physician and patient are of
the same race/ethnicity]), the patient (eg, time since
nodule diagnosis, physical and mental health comor-
bidities, beliefs about health care, relationship with
physician), and external factors (eg, context of nodule
discovery, friends and family with cancer, informa-
tion from nonmedical sources).3-# We did not collect
sufficient information to explore these relationships.
The qualitative method enabled a fuller exploration
of patient experiences than quantitative methods could,
but the smaller sample size constrains generalization.
The sample comprised mostly women undergoing
surveillance for subcentimeter nodules. Patients who
agreed to participate in a focus group may have been
more troubled than others by their experiences. Many
of these patients discussed their nodules with at least
two providers; we do not know to what extent this
reflects patient dissatisfaction, requests for a second
opinion, or usual referral patterns. Although the find-
ings may not represent the experiences of all patients
with pulmonary nodules, we believe that it is impor-
tant to alert providers that some of their patients may
be powerfully affected by the ways in which providers
discuss nodules.

With rising use of CT imaging, particularly follow-
ing the publication of the results of the National Lung
Screening Trial,? physicians and patients will be con-
fronted more and more often with the finding of a pul-
monary nodule. In this study, 22 patients from diverse
racial and socioeconomic backgrounds described con-
versations with 53 providers from a variety of settings
and specialties, thus offering broad insight into com-
munication about pulmonary nodules. The patient-
endorsed communication strategies described here
may help to mitigate distress and improve adherence
with evaluation for the many thousands of patients
with a potentially malignant pulmonary nodule.
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