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Abstract

Background—Thyroid cancer patients report unmet needs following diagnosis. However, little is 

known about their specific needs. Therefore, we sought to characterize the needs of patients with 

thyroid cancer prior to undergoing surgery.

Material and Methods—We conducted semi-structured interviews with 32 patients with 

papillary thyroid cancer following their preoperative surgical consultation. Data were analyzed 

using thematic content analysis.

Results—The central need of patients with thyroid cancer was a strong patient-surgeon 

relationship characterized by informational and emotional support, and respect for the patient as a 

person. Patients preferred disease and treatment related information to be individualized and to 

take into account aspects of their daily life. They wanted adequate time for asking questions with 

thoughtful answers tailored to their case. Patients additionally desired emotional support from the 

surgeon characterized by empathy and validation of their cancer experience. They particularly 

wanted surgeons to address their fears and anxiety. Patients also highly valued the surgeons’ 

ability to see beyond their disease and acknowledge them as a unique person with respect to their 

occupation, psychosocial state, and other individual characteristics. When surgeons met patients’ 

needs, they felt reassured, comfortable with their cancer diagnosis, and prepared for treatment. 
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Suboptimal support increased patients’ anxiety particularly when they felt the surgeon minimized 

their concerns.

Conclusions and Relevance—Preoperatively, patients with thyroid cancer desire a strong 

patient-surgeon relationship. They rely on the surgeon to provide adequate informational and 

emotional support, and respect them as individuals. In turn, patients feel reassured and prepared 

for treatment.
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Introduction

Over the last 30 years, the incidence of thyroid cancer has increased faster than other 

malignancy.1–4 As a result, thyroid cancer is now the most commonly diagnosed cancer in 

women ages 20 to 34.5 Most patients undergo a total thyroidectomy with or without a neck 

dissection and radioactive iodine ablation.6,7 These treatments lead to excellent long-term 

cancer outcomes for the vast majority of patients. As a result, the large pool of 800,000 

thyroid cancer survivors continues to grow.8

Despite the effectiveness of treatment and excellent prognosis, thyroid cancer survivors have 

a reduced quality of life that is similar to or worse than those with more aggressive 

malignancies, such as breast or colon cancer.9–21 As a consequence, research largely focuses 

on survivorship. Similar to those with other cancers, patients with thyroid cancer are known 

to have significant unmet needs in the preoperative period.12,22–26 An international survey of 

over 2,300 thyroid cancer survivors found that fewer than 10% received psychological 

support at the time of diagnosis and less than 40% were provided clear written disease or 

treatment information.26 Nonetheless, little is known about patients’ specific needs and 

values prior to surgery.

We undertook this prospective study to better characterize the preoperative experience of 

patients with thyroid cancer. We utilized a qualitative approach to rigorously capture an in-

depth understanding of what patients’ need and value in the preoperative period. Assessment 

of patients’ experiences in a prospective manner was critical to eliminating hindsight bias 

and reducing the effect of cognitive dissonance. By characterizing the experiences of 

patients’ with thyroid cancer, the results of this study will improve our ability to support 

these patients and likely those with other malignancies throughout their entire cancer 

treatment trajectory.

Materials and Methods

Design and Participant Recruitment

We performed semi-structured interviews with patients diagnosed with papillary thyroid 

cancer who were enrolled in a single-blinded, randomized clinical trial (RCT-Clinical Trial 

Registration Number NCT02138214; https://clinicaltrials.gov/ct2/show/NCT02138214). The 

interviews were a planned component of the RCT study design and data collection. The trial 
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randomized patients to receiving or not receiving a prophylactic central neck dissection and 

assessed operative outcomes and patient experiences. We consented patients in clinic after 

meeting with their surgeon. Patients were eligible to participate if they were 18 years of age 

or older and had at least one thyroid nodule that measured ≥ 1cm with a cytologic or frozen 

section diagnosis of papillary thyroid cancer. Participants with lymph node metastases 

discovered pre- or intraoperatively were excluded. The University of Wisconsin-Madison 

Health Sciences Institutional Review Board approved this study.

Data Collection and Analysis

Interviews occurred between May 2014 and April 2016 after patients consulted with the 

surgeon and consented for the trial, but prior to surgical intervention and randomization. On 

average, 17 days elapsed between the time of consent and the interview (range 0 – 67 days). 

In the majority of cases, patients consented the same day as their consultation. Trained non-

clinical research staff (n=9) interviewed all trial participants at a time and location 

convenient for the patient. Interviews lasted on average 1 hour (range 45 −120 minutes) and 

followed a piloted, semi-structured interview guide developed by the principal investigators 

(RSS, NC) in conjunction with a qualitative methodologist (CM). Interviews aimed to 

understand the preoperative experiences of patients with thyroid cancer. Questions probed 

about: (1) the patient’s diagnosis, (2) their experience with their surgeon, (3) advice they 

would give to the surgeon after the initial consultation, (3) advice they would give to a newly 

diagnosed patient, and (5) the effectiveness of communication with their care team. At the 

conclusion of each interview, participants completed a brief demographic survey and 

received $20. All interviews were transcribed verbatim and de-identified.

Four team members (RSS, NC, CM, JO) thematically analyzed a subset of interview 

transcripts (n=8) to develop an initial coding framework.27 After the open coding process, 

trained study team members coded all transcripts using NVivo software (QSR International, 

Victoria, Australia). A constant comparative method allowed us to continuously integrate 

emerging themes into the codebook and recode previously coded transcripts. Themes and 

coding structures were compared and discrepancies resolved by consensus. The overall 

inter-coder reliability of the trained coders was excellent (kappa >0.77).

After the open coding period, two members of the research team (SCP and EW) analyzed 

codes related to (1) communication, (2) barriers and facilitators of care, and (3) fear and 

anxiety to identify any patterns as part of the higher level analysis that aimed to characterize 

patients’ preoperative experience, focusing on their needs and values.27 Analysis continued 

until we reached saturation. The entire study team met regularly during this process to 

discuss the descriptive summaries and collaboratively develop a model that represents the 

patient experience and needs. Throughout this manuscript, participants are referred to by 

number to demonstrate the range of responses. For example, participant 8 is referred to as 

P-8.

Results

Of the 38 patients with papillary thyroid cancer who consented to participate in the trial, 32 

participated in a semi-structured interview prior to undergoing surgery and are included in 
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this analysis. Five patients withdrew from the trial prior completing an interview, and the 

audio-recording of one patient was unable to be transcribed and coded. These patients were 

seen by 7 surgeons. Table 1 presents the socio-demographic characteristics of the 

participants. The main theme that emerged was the need for a strong relationship with their 

surgeon that provides reassurance. Three key, interrelated parts of a successful patient-

surgeon relationship included: (1) being provided adequate informational support, (2) 

receiving ample emotional support, and (3) being treated as an individual (Figure 1).

Informational Support

Thyroid cancer patients in this study strongly desired informational support from their 

surgeon at their initial consultation (Table 1). Participants wanted details about multiple 

aspects of their disease and treatment including: their diagnosis, prognosis, treatment 

options, details of the surgery, possible complications, the surgeon’s experience and 

complication rates, postoperative recovery, logistics related to their treatment and follow-up, 

and radioactive iodine (Table 2). Gaining knowledge from their surgeon about these aspects 

of the treatment continuum reassured and empowered participants, providing them with a 

greater sense of control. Participants also wanted their surgeon to provide information that 

was individualized and specific to their case. This finding was particularly pronounced in 

patients whose job involved using their voice professionally. Participant 16 exemplified this 

need by describing: “[My voice] is my big concern. It’s almost more of a concern than the 
cancer itself. And they talked about finding the vocal cord and getting it out of the way, so 
that was very reassuring. I felt instantly comfortable.”

Another vital avenue for obtaining information came from participants being able to ask the 

surgeon questions. For example, when Participant 9 was asked about what advice s/he would 

give to a future patient, the advice was: “Learn everything that you can…get as much 
knowledge as you can…it comes back to being able to ask questions.” One participant 

appreciated having “time [before the consultation] to think of questions and read a little” 

(P-21), while another advised future patients to bring another person to the appointment who 

can think of other questions. When surgeons fully answered the questions, participants felt 

“comfortable” (P-6 and P-16), “confident” (P-6), “calmer” (P-21), “less unsettled” (P-9), 

and “ready to go” (P-23). However, when surgeons failed to adequately respond to 

questions, participants experienced increased worry and felt unsettled. For example, if a 

surgeon said, “Don’t worry about it” without providing additional information, participants 

felt “dismissed” (P-8) and “rushed” (P-21).

While participants strongly desired the surgeon to be the primary source of information, they 

did seek information from the internet and other medical professionals, such as primary care 

physicians and endocrinologists. When participants perceived that these outside sources 

were unreliable or false, they experienced increased anxiety. For example, Participant 28 

stated, “When you Google ‘thyroid cancer’, the stuff you might come up with is, ‘You’re 

gonna have leukemia in 6 months!’”
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Emotional Support

In addition to desiring informational support, patients sought direct emotional support from 

their surgeon. Expression of compassion and empathy by the surgeon was a critical source of 

reassurance (Table 2). Comments such as, “Almost certainly you’re not going to need any 
radiation or chemo...”, or, “You will be taking the thyroid hormone pill daily, and once we 
get that adjusted, you should be good to go” (P-3) reassured patients because they perceived 

their disease as less severe. By contrast, patients were distressed when they felt that the 

surgeon failed to offer an empathetic response (Table 2).

Participants also desired emotional support from the surgeon through validation of their 

cancer experience. Participant 16 articulated this point by saying, “Cancer is cancer. It’s hard 
to deal with. There’s such a glut of emotion. [The surgeon] was still very sensitive to the fact 
that, anytime you say cancer it freaks you out.” Despite the excellent prognosis of thyroid 

cancer and low likelihood of metastasis, the diagnosis elicited significant anxiety and fear 

from the “C-word.” Many participants feared poor outcomes, such as metastasis or death, 

especially if they had a long wait to see the surgeon or had a prior negative cancer-related 

experience. When surgeons directly addressed patients’ fears and provided emotional 

support, patients felt reassured. However, when a surgeon did not respond to emotional cues, 

participants felt, “shell-shocked” (P-21). Participant 18 described, “I feel horrible, because 
I’m worried about it. It’s all I think about!”

In addition to needing support related to their cancer diagnosis, participants desired 

reassurance from the surgeon about surgery and the postoperative period. Participants 

wanted the surgeon to address their anxiety about being “sliced and diced” (P-2), 

experiencing pain, having a noticeable scar, bleeding, and voice changes. However, not all 

patients experienced anxiety related to surgery and minimized the possibility of 

complications because they saw surgery as a necessary step to removing the cancer. Some 

participants had anxiety about the postoperative logistics of surgery, because their surgeon 

planned to send them home the same day. On the other hand, others were reassured that the 

procedure was performed on an outpatient basis.

The desire for emotional support from the surgeon was an overarching need of the patients 

with thyroid cancer, but intersected at times with their similar need for emotional support 

from external sources, such as family, other professionals, or survivors. One participant 

wanted their surgeon to assess how “solid” their external support system was (P-19). When 

discussing the impact of knowing or talking to a survivor, participants described feeling 

either reassured or anxious regardless if they were introduced to the survivor by the surgeon. 

For example, one participant was reassured, “because [the survivor] is still there” (P-29), 

while another expressed concerns that “everyone else’s little stories” (P-2) might increase 

their anxiety.

Treatment as an Individual

Patients with papillary thyroid cancer also desired their surgeon to see and treat them as an 

individual with unique traits, personalities, sources of happiness, and satisfactions (Table 2). 

Participants wanted surgeons to recognize the how the cancer diagnosis impacted their daily 

Pitt et al. Page 5

J Surg Res. Author manuscript; available in PMC 2020 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



life, such as the need to miss school or work. This need for attention to individual 

characteristics was most pronounced in voice-dependent professionals, like singers and 

teachers, because of the risks of thyroidectomy related to the recurrent laryngeal nerve and 

resulting damage to their voice. Being treated as an individual by the surgeon was a 

significant source of reassurance. For example, Participant 16 stated, “[The surgeon]...was 
very aware and sensitive to my situation, um, and how I use my voice... and changed the 
conversation or the focus of the explanation to fit. … that was reassuring.” On the contrary, 

when participants did not feel as though they were being treated as individuals, this 

shortcoming undermined the patient-surgeon relationship (Table 2). Participant 8 gave the 

following advice to surgeons,“Don’t forget that you’re treating a patient. You’re not treating 
statistics. You’re not treating a disease. You’re treating a patient.”

The participants also expressed an appreciation for a bedside manner that respected them as 

individuals. Participants cited specific surgeon behaviors that engendered honesty and trust. 

For instance, surgeons provided reassurance or calmed patients through actions like eye 

contact, direct speech, humor, and being comfortable in the patient’s space. Participant 19 

described this interaction by saying, “The [surgeon] looked directly at me, spoke directly to 
me, was comfortable in my body space. S/he wasn’t one of those doctors that push their 
chair back. S/he was comfortable.”

Discussion

The results of this study indicate that patients with papillary thyroid cancer strongly value 

the patient-surgeon relationship and want to be seen for who they are as a person and not just 

for their disease. These patients have substantial informational and emotional support needs 

that they prefer to be met by the surgeon and tailored to their case. When surgeons satisfy 

these needs, patients feel reassured, less anxious, and more positive about the treatment 

process and outcomes. These findings are important because they identify several areas 

where surgeons can improve the preoperative care of these cancer patients. To our 

knowledge, this study is the first prospective, qualitative evaluation of patients with thyroid 

cancer in the preoperative period.

One area for improvement lies within the patient-surgeon relationship and the opportunity to 

develop a strong connection. Strategies to strengthen the patient-surgeon bond and engender 

trust include enhancing surgeons’ communication skills, their ability to advocate for 

patients, their proficiency in eliciting patients’ preferences, and measurement of patient-

centered outcomes.28–30 The need for a strong relationship with the treating clinician has 

been shown in patients with other malignancies. 31,32 Previously published data demonstrate 

that cancer patients who perceive a strong, positive relationship with their provider are more 

satisfied, have a better outlook on life, report higher decision quality, and may live longer.
28,29,33–36 Alternatively, poor patient-provider communication can negatively influence 

patients’ psychosocial state, symptoms, treatment decisions, and quality of life.35 Because of 

the importance of the patient-surgeon communication and trust, quality improvement efforts 

need to ensure that we are adequately meeting patients needs starting from the initial 

consultation. To make progress in this area, measurement of patients’ perceptions of their 

preoperative experience will be critical for providing actionable feedback for providers.
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Our results indicate that another area that warrants attention and can be improved is 

informational support in the preoperative period. We show that when patients’ information 

needs are satisfied, they feel reassured and confident. Patients also prefer the surgeon to be 

the primary source of information and want ample time to ask questions. This finding is 

consistent with Sawka et al. who revealed that physician counseling was the most important 

information source for patients with thyroid cancer postoperatively when discussing 

radioactive iodine.37 Studies of thyroid and other cancer survivors similarly show that being 

able to ask questions is crucial, but often is not possible due to time constraints.15,35,37–39. 

Ensuring that the information is individualized was a strong preference of our study 

participants which has also been shown in those with other cancers.40 Strategies to fill these 

information gaps include improving information materials, which may require including 

stakeholders in the design. Surgeons can also learn better assess patients’ informational 

needs and style of information seeking, which may not be overt, but hidden in statements 

about emotional concerns, such as “I am worried about the cancer spreading.”41 Additional 

research needs to identify the optimal content, context, and timing of information provision 

to be maximally effective keeping in mind that patients’ preferences for information differs.
31 A multi-modality, team approach to meeting patients needs may enhance the experience 

of these and other patients.

Emotional support is the other key area that we identified as critical for patients with thyroid 

cancer in the preoperative period. Data in thyroid and other cancer survivors demonstrate 

that psychosocial and emotional support needs are often not met preoperatively.12,22−26 In 

addition, a lack of emotional support can result in erosion of trust in the physician, increased 

psychological distress, poor decision-making, dissatisfaction, and decreased quality of life.
31,35,42,43 Research shows that physicians who express a higher level of empathy have a 

more accurate understanding of cancer patients’ unmet needs. This empathy also provides 

reassurance and non-abandonment when breaking bad news, decreases physiologic arousal, 

and improves both information recall and long-term satisfaction.28,44–48 Our results and 

those of others suggest that clinician can learn behaviors that improve this emotional 

support, such as eliciting and validating patients’ emotions, offering encouragement, 

avoiding interruptions, and allowing time for patients to discuss expectations and voice 

concerns.31 These actions improve emotional support and are critical to building trust within 

the patient-surgeon relationship. Our data suggest this emotional support should also be 

individualized and for those patients with thyroid cancer, the “good cancer” terminology 

should be avoided.49–51

While we identified several areas where we can improve the preoperative experience of 

patients with thyroid and likely other cancers, our study also has limitations. This 

investigation was performed at a single institution where the patient population is 

predominantly white and well-educated which may influence their needs and values. 

Patients with thyroid cancer in other cultural or geographical settings may have needs that 

we did not identify. Our study also did not include patients with microcarcinomas (≤1 cm 

thyroid cancers), indeterminate nodules, more advanced disease, or other thyroid cancer. 

These populations may have different reactions to their diagnosis or different cancer 

experiences. Therefore, further analysis is needed to determine if our findings are valid in 
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these patient groups. Despite these weaknesses, similar prospective qualitative data in this or 

similar patient populations do not exist.

Conclusion

In summary, this study demonstrates that patients with thyroid cancer have a clear need for a 

strong patient-surgeon relationship, characterized by informational and emotional support as 

well as respect for the individual. When these needs were met, patients experienced a deep-

seated sense of reassurance, whereas unmet needs increased worry and anxiety. Studies 

show that meeting patients’ needs improves communication and outcomes, including health-

related quality of life. Because quality of life is an outcome known to be worse in patients 

with thyroid cancer compared to those with other more aggressive malignancies, further 

work in this area is necessary. In the early 1900’s, William Osler taught, “Care more for the 

individual patient than for the special features of the disease…Put yourself in his [or her] 

place…The kindly word, the cheerful greeting, the sympathetic look – these the patient 

understands.” Nearly 100 years later, a gap remains in providing patients with adequate 

support. This study highlights areas where we can improve the preoperative experience for 

patients with thyroid cancer, and likely other malignant diseases. We anticipate that 

increasing surgeons’ repertoire of skills in developing a robust patient-surgeon relationship 

will be critical to improving patient outcomes.
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Figure. 
The central need of patients with thyroid cancer prior to surgery was a strong patient-

surgeon relationship characterized by informational and emotional support as well as respect 

for the them as an individual. Development of a strong relationship provided patients with a 

profound sense of reassurance and adequately prepared them for surgery.
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Table 1.

Participant Demographics and Clinical Characteristics (n=32)

Characteristic No. (%)

Age at consent, mean (SD), yrs 47 (12)

Female 24 (75)

Caucasian 32 (100)

Education

 Some college/Associates degree graduates 9 (28)

 College graduate 9 (28)

 Graduate degree 14 (44)

Currently employed
a 23 (82)

Married
b 21 (70)

Past surgery
c 26 (87)

One or more chronic conditions
b 16 (52)

Personal history of cancer
c 5 (16)

Family history of cancer
c 23 (74)

Incidentally discovered thyroid nodule 9 (29)

a
Four respondents did not provide the indicated information (n=28)

b
Two respondents did not provide the indicated information (n=30)

c
One respondent did not provide the indicated information (n=31)
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Table 2.

Specific Needs of Patients with Thyroid cancer that Contribute to a Strong Patient-Surgeon Relationship and 

Reassurance

Patient Need Description Exemplary Quotations

Informational 
Support

Patients desired information about all aspects of care from the 
diagnosis, treatment options, surgery, to postoperative care. Having 
knowledge eased patients’ worries and provided peace of mind, 
while a lack of information caused distress. Patients particulary 
appreciated having their questions answered.

“Telling me about surgery really helped me 
understand what was going to happen, and what 
was important to think about. I felt much more 
relaxed and less fearful.” (P-33)

“The surgeon went over all the options, and I was 
very comfortable for someone who was just told 
that they have cancer.” (P-23)

“I felt better after talking to [the surgeon], ‘cause 
s/he went into good detail, and went over 
everything.” (P-34)

“[The surgeon] said, 99% of the time the cancer 
would go to the lymph nodes first, and s/he didn’t 
see that, so that was reassuring.” (P-27)

“[The surgeon] was open to questions. Like, any 
question and wasn’t like, ‘Oh, don’t worry about 
it.’ S/he answered everything and wasn’t like, 
‘alright, cancer, bye’. That wouldn’t be very 
good.” (P-21)

“Well, if I don’t do anything, will I die? Like [the 
surgeon] didn’t really explain what my options 
were, it was just like…let’s move this right 
along.” (P-29)

Emotional 
Support

Patients needed emotional support from the surgeon. Actions that 
were comforting to patients, included surgeons taking their time, 
listening, and providing general support. A lack of support was 
anxiety inducing for patients. While most patients wanted 
emotional support, a few did not.

“[The surgeon] was very caring and very 
professional, you know? So that made me feel less 
worried.” (P-6)

“The [surgeon] did a great job being thorough and 
sensitive and taking time to listen.” (P-13)

“I want them to say, ‘You’ll be just fine,’ because I 
want that reassurance in my brain, in my head, 
that I’ll be just fine.” (P-18)

“I was not impressed with [the surgeon’s] bedside 
manner. It lacked the compassion that I think you 
need to have with people that are dealing with 
such a tremendous diagnosis.” (P-20)

“They wanted to spend a lot of time explaining, 
discussing, and coddling. I’m not that kind of 
person.” (P-7)

Treatment as an 
Individual

Patients wanted to be seen as a unique person by the surgeon. They 
preferred a personalized approach taking into account specifics of 
their case. Not meeting this need was discounting.

“Make a relationship [with the surgeon] so that 
when they’re cutting your throat… you’re that 
individual and not, ‘the 8th patient we’ve done 
today.’” (P-9, giving advice to future patients)

“Statistically is a question that might not be 
concerning to you, but it’s still concerning to me, 
the patient.” (P-12, giving advice to the surgeon)

“Make sure whatever generalization you’re doing, 
it’s specific for what you’re seeing in this 
individual.” (P-16, giving advice to the surgeon)

“I didn’t really feel like I was the only patient. 
You know, you want to feel like they’re gonna take 
care of you, and I didn’t really get that feeling.” 
(P-20)

P-#: Participant number
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