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IMPORTANCE Overdiagnosis of cancer—the identification of cancers that are unlikely to
progress—is a source of discomfort and challenge for patients, physicians, and health care
systems. A major cause of this discomfort is the inability to know prospectively with certainty
which cancers are overdiagnosed. In thyroid cancer, as patients have begun to understand
this concept, some individuals are independently deciding not to intervene, despite this
practice not yet being widely accepted.

OBJECTIVE To describe the current experience of people who independently self-identify as
having an overdiagnosed cancer and elect not to intervene.

DESIGN, SETTING, AND PARTICIPANTS In this qualitative study, semistructured interviews were
conducted between July 1 and December 31, 2015, with 22 community-dwelling adults aged
21 to 75 years who had an incidentally identified thyroid finding that was known or suspected
to be malignant and who questioned the intervention recommended by their physicians.
Verbatim transcripts were analyzed using constant comparative analysis.

MAIN OUTCOMES AND MEASURES The experience of individuals who self-identify as having an
overdiagnosed cancer and elect not to intervene.

RESULTS Of the 22 people interviewed (16 females and 6 males; mean age, 48.5 years), 18
had elected not to intervene on their thyroid finding and had been living with the decision for
a mean of 39 months (median, 40 months; range, 1-88 months). Twelve of the 18 participants
reported that they experienced significant anxiety about cancer progression, but had
considered reasons for choosing nonintervention: understanding issues of precision in
diagnostic testing and the varied behavior of cancer, surgical risks, medication use, and low
risk of death from the cancer. Twelve participants described their decisions as met with
nonreassuring, unsupportive responses. Medical professionals, friends, and internet
discussion groups told them they were “being stupid,” “were wrong,” or were “crazy” to not
intervene. Although 14 individuals said they wished to connect with others about their
experiences, only 3 reported success in doing so. Fifteen participants reported that they
managed their overall experience through secret keeping. By the time of this study, 5 of the
18 individuals had discontinued surveillance, the recommended alternative to intervention.
Despite this, only 7 participants “wished they did not know” about their thyroid finding.

CONCLUSIONS AND RELEVANCE Isolation and anxiety characterize the current experience of
patients with thyroid cancer who are living with the decision to not intervene. These patients
are at risk of disengaging from health care. Successful de-escalation of intervention for
patients who self-identify as having overdiagnosed cancers requires explicit social and health
system support and education. We hypothesize that improved support would also promote
quality of care by increasing the likelihood that patients could be kept engaged for
recommended surveillance.
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O verdiagnosis of cancer—the identification of cancers
unlikely to progress—is an increasingly common
source of discomfort and challenge for patients, phy-

sicians, and health care systems,1 mainly because overdiag-
nosis is an epidemiologic phenomenon, not a true diagnosis.
It is not possible to know prospectively with certainty which
incidentally detected cancers prone to this problem have been
overdiagnosed. Overdiagnosis can occur in organized screen-
ing programs (such as has been documented with prostate
cancer2) but can also result when health care activities under-
taken for other reasons uncover cancers for which the patient
has no matching symptoms.3

Overdiagnosis has now been recognized to occur in pa-
tients with thyroid cancer,4-7 which has large ramifications for
population health. By the age of 50 years, half of the popula-
tion has at least 1 thyroid nodule. By the age of 90 years, vir-
tually all individuals have at least 1 thyroid nodule, making the
population at risk of being identified with a thyroid nodule,
and thus a cancer, very large.8 In Japan, it has been recog-
nized that many small thyroid cancers can be effectively man-
aged by a strategy of active surveillance.9-11 The most recent
clinical practice guidelines from the United States acknowl-
edge the Japanese data but still recommend surgical interven-
tion for these cancers.12,13

Although surveillance experiences for prostate cancer
have been examined, these cancers are found and moni-
tored in organized screening programs, which is arguably
quite different from an individual self-labeling as overdiag-
nosed and choosing nonintervention outside a sanctioned
monitoring program.14 We report on 18 people who self-

identified as having overdiagnosed thyroid cancers and had
been living this way for a mean of more than 3 years at the
time of the study.

Methods
Inclusion Criteria
To be included, participants were required to have had an in-
cidental thyroid finding (ie, not currently causing symptoms)
that was suspicious for or known to contain cancer and to ques-
tion the medical recommendation for an intervention on that
finding because they thought their cancer or probable cancer
was unlikely to progress. We defined suspicious for or known

Figure 1. Study Recruitment

27 Excluded (did not meet inclusion criteria)
6 Underwent surgery for inconclusive FNA 
6 Incidentally identified thyroid cancer

at surgery for goiter 
6 Not papillary thyroid cancer 
4 Did not monitor their cancer
3 Treated for symptomatic cancer 
2 Participants indicated only “I don’t

qualify” after hearing detailed criteria
for inclusion 

11 Excluded
2 Contact information no longer valid
4 Valid email address, no response
3 Declined, either overtly or by continuously

rescheduling/making vague comments
as to availability

2 Patients were not the primary contact,
patient declined

3 Met inclusion criteria but the study reached
saturation on nonintervention theme on sex

6 Excluded
5 Responded, but saturation had been

reached by sex on nonintervention theme
1 Responded, had undergone surgery

without monitoring or delay

22 Total participants

36 Social media contacts33 Preexisting contacts

6 Social media contacts interviewed16 Preexisting contacts interviewed

9 Social media contacts22 Preexisting contacts

Preexisting contacts were people who had independently contacted one of us (L.D.). Social media contacts came from advertisements on the website of a thyroid
cancer survivors’ group, Thyca (http://www.thyca.org).

Key Points
Question What has been the experience of people who were
among the first to question the practice of immediate intervention
for their small, incidentally identified thyroid cancers?

Findings In this qualitative study of 22 patients, participants
reported receiving nonreassuring, unsupportive responses to their
decision not to intervene; they experienced anxiety about disease
progression, felt isolated, and most kept their diagnosis a secret
because of their experiences. A substantial minority stopped
monitoring their cancers as a result of their experiences.

Meaning If efforts to de-escalate treatment for small
asymptomatic thyroid cancers are to expand, explicit social and
health system support and educational strategies will be needed.
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to contain cancer as a needle biopsy Bethesda Criteria cyto-
logic reading of III-VI: atypical cells, follicular neoplasm, sus-
picious for malignancy, or malignant; a pathology report from
a tissue specimen indicating thyroid cancer; or results from ul-
trasonography of a thyroid nodule described to the indi-
vidual by his or her health care practitioner as likely to be a can-
cer. The definition we use here for suspicious for or known to
contain cancer is broader than what a clinician might infer from
the same information. We chose this approach because the
lived experience of the study participants who had these vari-
ous findings was indistinguishable.

The Dartmouth Committee for the Protection of Human
Subjects reviewed and approved the study. Study candidates
were directed to an Institutional Review Board–approved in-
formational website (archived at http://www.louisedaviesmd
.us) that served as an approved alternative to a signed consent
form. Once participants completed that process, interviews
were scheduled. At the beginning of each interview, the inter-
viewer again reviewed the information website content and al-
lowed the interviewees to ask any clarifying questions prior to
beginning the interview.

The Consolidated Criteria for Reporting Qualitative Re-
search Publication Guidelines were used to guide the design
and reporting of this work.15 Details of the study methods and
the results of the member checking are in the eAppendix in the
Supplement.

Recruitment
The principal investigator (L.D.) had been independently con-
tacted by 33 people during a period of 5 years prior to the start
of this study; these individuals were invited to participate in
the study. Recruitment advertisements were also placed by
Thyca: Thyroid Cancer Survivors’ Association Inc on their
web site (http://www.Thyca.org). In addition, the study was
publicized through Twitter and by word of mouth through
professional networks to identify additional candidates. Efforts
to work with other thyroid cancer survivor and activist groups
were not successful. Details of study candidate identification
are shown in Figure 1. Additional recruitment details are in the
eAppendix in the Supplement.

Study Design
Twenty-two participants (and family members of 2 partici-
pants) completed 1 qualitative, semistructured interview each.
Between July 1 and December 31, 2015, 2 of us (C.D.H. and
G.S.H.) conducted interviews with participants via tele-
phone, recording the audio and taking field notes. The mean
duration of interviews was 57 minutes (median, 56 minutes;
range, 36-83 minutes). The audio recordings were tran-
scribed verbatim.

Analysis
Data analysis was based on the constant comparative method.16

A codebook was developed and refined, then applied to all tran-
scripts. Next, the team identified the major analytic catego-
ries and domains from the data itself, through data reduc-
tion. Following this, the data were interpreted to identify the
major concepts and themes. Study participants were invited

to review the findings and comment on their accuracy through
“member checking” (confirming accuracy of the results with
participants),17 conducted in a secure survey format.

Table. Demographics of Study Participants

Characteristic Valuea

Total 22 (100)

Sex

Male 6 (27)

Female 16 (73)

Year of diagnosis

2008/2009 3 (14)

2010/2011 6 (27)

2012/2013 7 (32)

2014/2015 6 (27)

Mode of identification of thyroid findingb

Physician screening examination 7 (32)

Radiologic incidental finding 4 (18)

Diagnostic cascade 10 (45)

Incidental to surgery 1 (5)

Location of residence

United States

Northeast 10 (45)

Southeast 2 (9)

Central 3 (14)

West 4 (18)

Internationalc 3 (14)

Highest educational leveld

Some college 3 (15)

College completed 6 (30)

Master’s degree 8 (40)

Doctorate 3 (15)

Age at diagnosis, y

Mean 48.5

Median (range) 49.5 (20.0-73.0)

Size of thyroid finding according
to the participant, cmd

Mean 1.3

Median (range) 1.2 (0.3-2.0)

No. of thyroid biopsies per participant

Mean 1

Median (range) 1 (1-3)

No. of physicians consulted
about thyroid finding per participant

Mean 5

Median (range) 4.5 (2.0-10.0)

a Data are presented as number (percentage) of patients unless otherwise
indicated.

b Physician screening is an examination of neck done as part of a general
examination, where there are no symptoms that would otherwise require
examination of the neck. Radiologic incidental finding is detection of a thyroid
finding on a non–thyroid-directed imaging study. Diagnostic cascade occurs
when a patient has new symptoms requiring workup, and a thyroid finding is
uncovered, but it does not plausibly explain the patient’s symptoms.
Incidental to surgery refers to incidental finding of thyroid cancer after surgery
for nonthyroid cancer indications (eg, goiter, parathyroid adenoma, laryngeal
cancer). Categories and their uses are adapted from Davies et al.3

c Australia, 1; Canada, 2.
d n = 20.
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Results

Sixteen women and six men participated, consistent with the
epidemiologic presentation of thyroid cancer (3:1 ratio in age-
adjusted incidence rate in 201318). The participants’ thyroid
findings were all identified incidentally to other health care
activities3 (Table).

Range of Outcomes
All 22 study participants questioned the management of
their thyroid finding recommended by their physicians, but
the outcomes of this questioning process varied, likely
reflecting the experience of the broader population. One
person in the sample had the cancer diagnosis reversed on
obtaining additional opinions, and 3 people ultimately
elected to intervene. The remaining 18 participants decided
to not intervene at various points in the workup process of
their thyroid finding (Figure 2).

The lived experience for participants whose thyroid find-
ing was identified only on ultrasound (n = 2) compared with
those who had a known or suspected cancer based on results
of cytologic testing (n = 15) or identified after surgery (n = 1)
was virtually indistinguishable. The effect on the participant
of a suspicious ultrasonographic image was the same as for a
cytologic or anatomical pathologic report labeling them as hav-
ing a concerning finding or frank malignant neoplasm. There-
fore, the experiences of all 18 participants were grouped to-
gether for analysis.

At the time of the study, these 18 participants had lived with
their decision to not intervene for a mean of 39 months (me-
dian, 40 months; range, 1-88 months). Eleven participants were

still under surveillance, 5 had stopped surveillance, 1 had not
been able to find a physician willing to do surveillance, and 1
had undergone surgery after a period of surveillance because
the thyroid cancer had grown.

The Experiential Arc of Overdiagnosis
Figure 3 shows the major domains of experience for the 18
people who self-identified as overdiagnosed and elected to
not intervene. Participants had sophisticated reasons for
nonintervention, at times quoting medical literature and
published risk probabilities. They typically focused on 1 or 2
concepts, but there was no single dominant pattern of rea-
soning. The participants’ proposal for nonintervention was
met unfavorably. They did not receive reassuring responses
to academic literature on surveillance of thyroid cancers
they presented to clinicians or others. Twelve participants
described instances of being told they were “stupid,”
“wrong,” or “crazy” by medical professionals and others.
Fifteen individuals described using a strategy of secret
keeping to manage this response, because, as 1 person said,
“untreated cancer is a scarlet letter,” referring to the book
The Scarlet Letter, whose themes are public shaming and
ostracism. Fourteen participants expressed a desire to hear
about others’ experiences of nonintervention or to connect
with others going through similar experiences. Only 3 indi-
viduals reported having found satisfying support.

Anxiety about cancer progression was prominent in the de-
scriptions of another 12 participants. Two of the 12 said they
became more comfortable over time with their decision to not
intervene. As a result of the participants’ overall experiences,
by the time of this study, 5 of 18 had discontinued surveil-
lance, the recommended alternative to intervention.

Figure 2. Identified Outcomes After Participants Questioned Intervention Recommendations for a Thyroid Finding

22 People interviewed who had an incidentally identified
thyroid finding (ie, not currently causing symptoms)
which was suspicious for or known to contain cancer,
and who questioned the medical recommendation for
an intervention on that finding

12 Bethesda V/VI (suspicious/positive
for malignancy) after needle biopsy 

3 Bethesda III/IV (atypia or follicular
neoplasm) after needle biopsy 

1 Papillary thyroid cancer histologic
diagnosis after lobectomy for goiter 

18 Decided not to intervene 3 Decided to intervene1 Reversal of cancer diagnosis

2 Questioned medical recommendation
to have biopsy of a thyroid nodule
thought likely to contain cancer,
are monitoring.
1 Male
1 Female

16 Received a cytologic or tissue
diagnosis of cancer or likely cancer
(surgery was recommended, patient
decided not to intervene)

2 Male
14 Female

Received a cytologic diagnosis of
cancer or likely cancer. Requested
second opinion. Diagnosis reversed.
No surgery.
1 Female

Received a cytologic diagnosis of
cancer or likely cancer. Questioned
recommendation for removal of
thyroid gland. Delayed surgery
several months or longer, but
eventually underwent the operation.
3 Male

The domains of experience identified among those who decided not to
intervene, whether they had a biopsy or not, and whether their biopsy result
was Bethesda III/IV or Bethesda V/VI were nearly identical; therefore, their

findings are reported together as 1 group. Experiences of those who decided to
have surgery or had a change in diagnosis were more heterogeneous.
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Reflections on the Experience of Having
an Overdiagnosed Cancer
Despite the challenges described in choosing and living with
nonintervention, not all participants wished they did not know
about their thyroid finding. Six participants reported feeling
glad that they knew about their thyroid finding when asked
whether they preferred to know about their thyroid finding or
to have never found out (Figure 4). Among the others for whom
this question applied, 4 were ambivalent and 7 said that they
wished they did not know.

Discussion
Participants in this study self-identified as having overdiag-
nosed thyroid cancers and have been early adopters of non-
intervention. They described a difficult course: their experi-
ence was characterized by a lack of acceptance by their
social and health care systems, as well as anxiety about
their cancer progression. Participants found it difficult to
find publicly available information and wished to connect
with others about their experience, but most could not find
a community and were isolated. Most participants ended up
keeping their decision a secret. A substantial minority dis-
engaged from surveillance, the recommended alternative to
intervention.

This is the first report to our knowledge that describes
the patient experience among early adopters of noninter-
vention in overdiagnosed thyroid cancer. The experience we
describe here is probably not unusual. Studies show low
levels of physician awareness about overdiagnosis: only
28% of physicians in a recent study on prostate cancer
screening listed overdiagnosis as a potential harm.19

Patients in another survey said their doctors mentioned
overdiagnosis to them in the context of cancer screening
less than 20% of the time.20 Half of these patients had at
least a partial understanding of overdiagnosis, suggesting
that patients may be ahead of physicians in their recogni-
tion of the concept.21

A review of the history of the acceptability of active sur-
veillance of prostate cancer shows clear parallels to what is
currently happening with thyroid cancer. A potentially
important difference is that, while overdiagnosis in prostate
cancer came about as a result of organized, medically sanc-
tioned screening programs, overdiagnosis of thyroid cancer
has come about through incidental detection. This scenario
could lead people to feel their cancer was more likely to
need immediate treatment because it was found through
serendipity, but the literature on prostate cancer suggests
that this may not be the case. An article from 2002 in which
men were interviewed about their prostate cancer treat-
ment decisions, which historically parallels the time period
we are in with thyroid cancer in terms of the data available
to support surveillance, reported similar experiences.22

Patients independently found data that might support sur-
veillance, but they experienced pressure to undergo treat-
ment from family, friends, physicians, and even those in
support groups. There was little acknowledgment or allow-

ance for open discussion of this new approach, despite
medical evidence supporting it. As a result, few pursued the
option of surveillance. In another study, coping strategies
for living with the uncertainty of cancer overdiagnosis
described by the individuals in our data—changing health
behaviors and trying to actively shift thinking—were noted
to be actively used by those with prostate cancer as well.14

The similarity in experience and coping strategies implies
that approaches suggested to help patients with prostate

Figure 3. Findings and Interpretation of the Overdiagnosis Experience
Among Participants Who Self-identified as Having Overdiagnosed
Cancers and Who Elected to Not Intervene

Considered Reasoning

Low risk of death due to the cancer 
Surgery complication risks exceed death risk
Thyroid medication may not work perfectly
Biopsy may seed the cancer

Risk-benefit analysis assessment favors nonintervention

“I feel the same despite all these opinions.”
Lack of symptomatic urgency

Diagnostic test interpretation can vary among clinicians
Cancers do not all behave the same—they have a spectrum
of aggressiveness

Recognition of imprecision in cancer 

Nonreassuring Answers, Unsupportive Response

“The endocrinologist … said to me … Why are you doing
this to yourself? … [but] I researched so much on this and
I have my Pub Med bookmarked with everything that I
could possibly find. I could not really justify the treatment.” 

Explanations from physicians do not match data

“I started asking questions and no one could give me any
good answers … it looked like not that many people are
dying from this. So I didn’t understand why they were
so extreme about it … ”

Treatment recommendations feel extreme

From professionals:
Nonintervention is “a terrible idea.” “Don’t be stupid.
You have to take care of this immediately.”

From friends and family:
“What are you doing? Why are you waiting? You’re
crazy. Get it out.”

Online discussion forums:
“A few people say ‘good for you,’ most say ‘you’re crazy.’” 

There is no reasoning to push against in a discussion:
“ … you are not in conversation with particular facts,
you are opposing a cloud.”

Unsupportive response to participant’s decision not to intervene 

Suffering, Potential for Disengagement

“I think it will always be in the back of my head if I am ignoring
a cancer … but if we do ultrasounds every six months and it’s
true that it doesn’t grow very fast and it’s not too risky for your
health, I guess I will just have to trust that it won’t kill me.” 

Anxiety

“If (I knew) there were more people out there, I wouldn’t
have to feel like I’m all by myself making this decision
that is so risky … ”

“I decided finally to not even tell anyone … having any kind
of cancer that you’re not treating is like the scarlet letter.” 

Secret keeping, isolation

Discontinuation of medical surveillance — “ … it gives me too
much anxiety and it costs me too much money … I’m actively
pursuing denial.”

Disengagement

Results are for the 18 people who had an incidental thyroid finding known or
suspected to be thyroid cancer who elected to not intervene.
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cancer manage life with surveillance instead of intervention
may be helpful in thyroid cancer as well, such as providing
psychosocial support for the anxiety and uncertainty, and
interventions to increase empowerment and promote
meaning in the experience.23

The experience of our participants also has potential
parallels to the Choosing Wisely campaign goal of limiting
unnecessary interventions, which has not yet created as
much change as hoped.24 McCaffery et al25 have pointed out
that “suggesting a reduction in tests that are popular with
the public can provoke emotionally charged, even hostile
responses, reflecting cognitive dissonance,” which is exactly
what our participants described. Unfortunately, medical
training emphasizes action rather than inaction, with errors
of omission generally treated more unfavorably than errors
of commission.26 Our study focused on individuals, who
face the challenge of living with their cancers, but overdiag-
nosis is also a challenge for clinicians, who must live with
the uncertainty of potentially missing a case they might
have been able to manage earlier. Changing behavior toward
less intervention is likely to require more than education of
patients or physicians alone; it will likely require a change in
our larger social and medical culture. This is work worth
undertaking since issues around what constitutes a cancer
are only going to become more complex given that certain
subtypes of papillary thyroid cancers will soon no longer be
categorized as cancer.27

Limitations
There are limitations to these findings. The small sample size
means it is possible that some domains of experience were
not identified, and the limited acceptance of nonintervention
in thyroid cancer means that this population is necessarily
unique. To ensure representativeness in the group, we

sought a sample composition that included the key variables
along which we hypothesized findings would be expected to
vary, such as age, sex, and geographic location, and we con-
tinued to sample until we reached theoretical saturation16 on
the domains of interest. Our participants did have high levels
of educational attainment: more than half held a master’s
degree or higher compared with 12% of the general
population.28 This finding is likely because there is no soci-
etal framework yet for people who consider themselves to be
overdiagnosed. Patients who place themselves in this cat-
egory do not have access to available educational materials29

or broadly endorsed support groups. Thus, only those who
are able to access the primary literature or detailed medical
reporting—mostly individuals with higher levels of educa-
tional attainment—are able to create this framework for
themselves. To ensure the reliability of our data interpreta-
tion, we used robust analytic methods, using a team
approach for analysis with regular checks to ensure accuracy
and completeness, and performed formal member checking
with the research participants,17 who confirmed the accuracy
of the interpretation in capturing their experiences.

Conclusions
For people who self-identify as having overdiagnosed can-
cers, nonintervention is currently a challenging path. The prob-
lems outlined here also provide insight into the difficulties fac-
ing those who would attempt to reduce overuse of medical care
more broadly. Despite the challenge of living with noninter-
vention, not all participants wished they had not known about
their thyroid finding. If the efforts to de-escalate treatment are
to expand, explicit social and health system support and edu-
cational strategies will be needed.

Figure 4. Representative Reflections of Participants on the Experience of Choosing Nonintervention for Thyroid Finding

“I’m glad I know because I don’t
think it is going to go away, and
also it gives me a little bit of a
wake-up call.”

“I don’t regret that they found
it on the PET scan. I like to
know what’s in my body.”

“I’m not giving it much
thought.”

“I wish I had never walked into
that endocrinologist’s office.”

“I think I could have skipped
that chapter in our lives. I do
think good things came out of it
because she is incredibly health
conscious now. I like to think
you can always get something
from a bad situation, but I’m not
happy that we had to go through
something for no good reason.”

“I’m glad that the new
doctor discovered these
things … I consider this a
kind of preventative step.”

“In a way I kind of wish I
didn’t know, but I look for
my purpose … I almost look
at this as a blessing.”

“It’s like yes and no. I am
someone that would rather
know, so I am kind of glad
I know, but it doesn’t make
it easy.”

“I would have preferred
never to have known that
they were there. Because
they are so small, I think
eventually if they grow,
they would have been
noticeable.”

“Because they were small,
I would have preferred
for them to just wipe it
off and just say forget it.”

“I wish, wish, wish I had
never gone for that first
sonogram.”

6 “Glad they know” 7 “Wish they did not know”4 Ambivalent or unclear

Seventeen of 18 participants are included in the count. Excluded is the one person who underwent surgery for a change in the thyroid finding after a period of
surveillance.
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