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T
hyroid cancer has been identified 

as the most rapidly growing form of 

cancer and is particularly prevalent 

in women aged 15–29 years (Ameri-

can Cancer Society, 2018; Canadian 

Cancer Society, 2012). Generally associated with a 

favorable prognosis, thyroid cancer usually involves 

medically focused treatment with hemithyroidecto-

my or total thyroidectomy, with or without adjuvant 

radioactive iodine treatments (nuclear medicine), 

and is followed by levothyroxine thyroid hormone re-

placement therapy and lifelong follow-up (Haugen et 

al., 2016).

A systematic review by Husson et al. (2011) 

reported conflicting results regarding quality-of-life 

impairments in the survivorship period; some studies 

reported persistent health problems and lower qual-

ity of life in thyroid cancer survivors compared to the 

general population, whereas others noted a tendency 

for quality of life to resume to baseline levels. In addi-

tion, a large study of 518 post-treatment individuals 

with thyroid cancer found that 65% continue to expe-

rience neurologic, musculoskeletal, and psychological 

symptoms, and 25% experience thyroid hormone 

imbalance (Schultz, Stava, & Vassilopoulou-Sellin, 

2003). Other studies reveal the long-term impact of 

thyroid cancer on patients’ sense of vitality, mental 

health, and social functioning (Crevenna et al., 2003; 

Tan, Nan, Thumboo, Sundram, & Tan, 2007).

The only two qualitative studies on this topic 

conducted previous to the current study concern the 

experiences of people with thyroid cancer receiving 

radioactive iodine treatment (I-131) (Sawka et al., 

2009; Stajduhar et al., 2000). These studies highlight 

certain features of the thyroid cancer experience as 
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it relates to radioactive iodine treatment, including 

(a) the need for patients to be recognized as having a 

serious illness and to be normalized in their fears of 

cancer and of the unknown; (b) the social and physi-

cal isolation during radioactive iodine treatment and 

patients’ fear of radioactivity; (c) the need for patients 

to be better prepared and informed about pre- and 

post-treatment side effects, postradiation safety 

precautions, and dietary restrictions, all of which 

provide patients with heightened feelings of control 

and empowerment; and (d) the need to better under-

stand treatment barriers, such as nursing workload 

and delays in treatment. Both studies include a com-

prehensive approach to understanding that addresses 

the physical and psychosocial needs of patients with 

cancer who are receiving treatment. 

The current study is part of the implementation 

and evaluation of a supportive care program created 

by the current authors (Henry et al., 2018). The aim 

of this study is to better understand the experiences, 

preferences, and needs of people with thyroid cancer. 

The approach taken by this study is novel because it 

explores the experience of patients using a broader 

lens than had been employed in previous work. For 

example, the current study involves a larger, all-encom-

passing approach that stretches the length of the care 

continuum (including prediagnostic workup, diagnosis, 

waiting time for surgery, surgery and hospitalization, 

recovery from surgery, radioactive iodine treatment, 

scans, onset of levothyroxine thyroid hormone replace-

ment therapy, transition to post-treatment follow-up, 

and survivorship) rather than a narrower, strictly 

treatment-based focus. In a sense, this study adopts an 

illness-focused conceptual framework (i.e., focus on the 

person behind the disease), rather than a disease-fo-

cused one (i.e., focus on the disease itself), that is akin 

to a more holistic approach to quality of life. This study 

also features a variety of thyroid cancer types, including 

presurgery patients with highly suspicious indetermi-

nate thyroid biopsies, a common occurrence in thyroid 

cancer (Cooper et al., 2009). A wider perspective allows 

for a more comprehensive approach on which to opti-

mize nursing and interprofessional care (Amir, Scully, 

& Borrill, 2004; Canadian Partnership Against Cancer, 

2012; Oncology Nursing Society [ONS], 2017). 

Methods

Sampling and Recruitment

Individual interviews were conducted with a purpo-

sive sample of patients with thyroid cancer from July 

9 to August 11, 2015. Patients were selected to maxi-

mize variability on axes of gender, age, thyroid cancer 

type, staging (i.e., localized to the thyroid versus 

neck node involvement), initial level of distress, and 

planned treatment. Interviews were conducted until 

data reached saturation (i.e., no new themes emerged 

over three consecutive interviews) and was consid-

ered to be descriptively rich.

Participants were eligible if they met the following 

criteria:

 ɐ Had recently completed treatment for papillary, 

follicular, or medullar thyroid cancer

 ɐ Were aged 18 years or older

 ɐ Were capable of giving free and informed consent

 ɐ Were deemed to be physically well enough to 

participate in the interviews; this was based 

on self-perceived wellness and a Karnofsky 

Performance Status score of more than 60.

 ɐ Were able to communicate and be understood in 

English or French

 ɐ Were able and willing to communicate their 

thoughts in an interview context 

There were no exclusion criteria. Participants were 

recruited at Jewish General Hospital in Montreal, 

Québec, Canada, an urban university-affiliated hos-

pital. Ethics approval was obtained by the hospital’s 

research ethics committee, and all participants signed 

informed consent for the interviews.

Interview Context

The interviews were conducted by two of the authors 

(M.H. and Y.X.C.) in English or French, depending on 

patient preference, and they occurred either in person 

at the treating hospital or over the telephone. They 

were carried out using descriptive phenomenology 

(Giorgi, 2009) and respecting criteria for method-

ologic rigor (credibility, transferability, dependability, 

and confirmability) (Shenton, 2004). Descriptive phe-

nomenology was deemed suitable for this study 

because it investigates lived experience and provides 

a rich description of facets of a given experience from 

the point of view of the investigated (Husserl, 1977, 

1982; Shenton, 2004). Interviews were semistruc-

tured and strove to unearth rich, in-depth description 

through use of an interview canvas with questions 

originally based on a literature review (Husson et al., 

2011) and a holistic quality-of-life construct (Calman, 

1984). The interview canvas evolved throughout the 

interviews and included the following themes: 

 ɐ The impact on the patient and his or her circle of 

family and friends of being diagnosed with thyroid 

cancer

 ɐ Experience with physical (e.g., fatigue, pain) and 

psychological (e.g., anxiety, depression, trauma, 
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uncertainty, body image concerns) symptoms 

throughout the cancer trajectory

 ɐ Coping with cancer

 ɐ Thoughts about death and dying

 ɐ The decision-making process that surrounds 

treatments

 ɐ The balance between cancer and the patient’s 

family life, social life, work, and leisure activities

 ɐ The impact of cancer on various spheres (i.e., 

family life, social life, work, and leisure activities), 

including functionality

 ɐ Social support from the patient’s medical team, 

partner, family, and friends

 ɐ Communication around the illness

 ɐ Supportive care needs along the continuum of care

Probes were used to help patients further explain 

and clarify their stories. Interviews were audio 

recorded, transcribed verbatim in the interviewee’s 

language, and continually analyzed throughout the 

project using NVivo 10. One of the current authors 

(Y.X.C.) bracketed relevant interview excerpts (i.e., 

nodes) reflecting the experience of patients with 

thyroid cancer and combined these into overarching 

categories, which evolved as the analyses progressed. 

Another current author (M.H.), who is a more senior 

research team member, enriched the analysis after 

each interview through identification and discussion 

of further themes. Taken together, the themes that 

emerged from the interviews were intended to rep-

resent the essence of the thyroid cancer experience.

Methodologic Rigor 

Credibility was ensured through peer debriefing 

(review of progressive and final data analysis by 

M.H. and Y.X.C.), prolonged engagement (princi-

pal investigator M.H. is an experienced psychologist 

who works clinically with individuals with thyroid 

cancer), charted observations and notes, and audit 

trails. Transferability was ensured by having a varied 

sample of participants with sociodemographic char-

acteristics comparable to the overall population of 

individuals with thyroid cancer. Dependability was 

ensured through auditing and clear documentation of 

the research process, as well as reflexivity (investiga-

tors M.H. and Y.X.C. kept written accounts of internal 

and external dialogue throughout the research pro-

cess). Confirmability was ensured through audits 

and triangulation; the data collection and analysis 

processes were constantly reviewed by two of the cur-

rent authors (M.H. and Y.X.C.), and the data were fed 

back to participants in subsequent interviews for their 

input (Shenton, 2004). Although one of the current 

authors (M.H.) is a psychologist on the unit, she had 

not met the patients participating in this study prior 

to their interviews.

Results

Sample

Of the 27 patients contacted for interviews, 17 agreed 

to participate in the study. The mean age of partici-

pants was 45.2 years (SD = 16.5). Sociodemographic and 

medical characteristics of the study sample are pre-

sented in Table 1. Sixteen interviews were conducted 

face-to-face at the hospital, and one was conducted via 

telephone; the interviews had a median duration of 53 

minutes (range = 38–69 minutes).

Patient Experience

Coping with uncertainty was a major theme that 

emerged from patient interviews. For example, 

patients felt that the intensity of their fears was not 

fully acknowledged by surgeons and endocrinologists, 

and they struggled with the challenges associated 

with what they perceived as complex treatment deci-

sion making. Patients feared cancer progression, 

surgical complications, and having their “throat slit,” 

reflecting the sensitive area in which surgery was to 

be performed. The younger parents interviewed often 

TABLE 1. Sample Characteristics (N = 17)

Characteristic n

Employment status

Employed 10

Unemployed 7

Gender

Female 12

Male 5

Marital status

Married or common-law marriage 12

Single 5

Surgery

Total thyroidectomy without neck dissection 14

Total thyroidectomy with laryngectomy 1

Total thyroidectomy with neck dissection 1

Hemithyroidectomy 1

Thyroid cancer type

Papillary 11

Follicular 5

Medullar 1
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expressed concern about the welfare of their children 

when they were undergoing treatment. Patients also 

expressed distress associated with excruciatingly 

long waiting periods for cancer surgery. In addition, 

patients reported feeling socially awkward because 

of the visibility of their postoperative surgical scars. 

Some patients feared dependency on (and, in some 

cases, withdrawal from) levothyroxine thyroid hor-

mone replacement therapy, did not understand the 

dietary restrictions imposed by radioactive iodine 

treatments, and feared social reintegration because 

they had been exposed to radiation. Patients noted 

their appreciation for nurses and members of the 

interprofessional team who helped them to address 

these issues. 

A need to be taken seriously:  Patients who had 

undergone biopsy were aware, prior to their diagno-

sis, that cancer could be the outcome. However, most 

patients nonetheless felt the full emotional blow of 

being told that their biopsy revealed or was suspi-

cious for cancer. They still experienced the bad news 

with shock and devastation, and they either stopped 

listening or became silent when they heard the word 

“cancer” in an attempt to maintain their composure.

Hearing you have cancer, the doctor will answer 

whatever they can, but in that moment, you are 

struck with that news. You can’t think of all the 

questions you have had. You forget everything 

within two seconds of hearing that “C-word.” 

I even had written [questions] down because I 

knew I was going to hear that C-word, but I had 

forgot to even take my phone out. No matter how 

mentally prepared you are, you can never, ever, 

in my opinion, be ready to hear that news. It is 

going to affect you emotionally. My husband, I 

mean, the whole family, was in shock. (Partici-

pant 1)

Although information about the slow-growing  

nature of thyroid cancer and its good prognosis 

reassured patients, the word “cancer” was typically 

emotionally laden and was still associated with a 

shortened life. Some patients experienced confusion 

and ambiguity when optimistic prognoses contra-

dicted their original, relatively uninformed notion 

that “all cancers kill.” This led some patients to doubt 

the curative nature of the proposed surgery to the 

point of mistrusting their doctor and perceiving him 

or her to be deceitful (e.g., the doctor was pretending 

that the patient’s tumor was benign to reassure him 

or her). Patients’ fears were reinforced if they knew of 

people who had died of cancer, particularly thyroid or 

head and neck cancer, or if they believed that “doctors 

don’t always tell you the whole picture.” Patients felt 

the need for reassurance from their nurse.

I have a history of cancer in my family. My mom 

died at a very young age of 49. She had a mastec-

tomy, then it spread to her back and spine. I was 

there to change the dressings with my father. I’m 

well aware of cancer and what it can do and how it 

can affect the family. (Participant 5)

Several patients mentioned feeling frustrated 

because they believed their concerns were mini-

mized by physicians, particularly when healthcare 

providers reassured them that thyroid cancer was 

“nothing to be worried about” and was “the best 

cancer” to have. This was also the message patients 

felt they received from thyroid cancer survivors, 

whom they described as having forgotten the har-

rowing nature of their experience. Some patients 

worried whether their feelings were normal and 

whether they were even permitted to experience 

psychological turmoil in light of the medical team’s 

reassurance. Being presented with the facts of thy-

roid cancer and its associated good prognosis was 

as important to many patients as others recognizing 

and legitimating their experience of being diagnosed 

with and treated for cancer or suspected cancer. 

They reported their nurse being more attuned to 

their experience of cancer, as well as acknowledging 

their feelings and providing a space to express and 

process them.

It’s bad to say . . . and it’s really annoying when 

people go like, “Oh, yeah, thyroid cancer is the 

best cancer to have!” Because lots of doctors told 

me a lot of times, and it’s true, but, like, still, it’s 

still cancer! . . . They would repeat it a lot, every 

doctor I went to. Maybe it’s a form of reassurance, 

but it wasn’t. (Participant 7)

Patients reported similar concerns in relation-

ships with their peers. For example, they felt that their 

peers occasionally minimized patients’ concerns but 

at other times exaggerated the dangers. Patients said 

they needed others to understand and legitimize their 

emotional reactions; however, when peers’ responses 

were exaggerated, they exacerbated patients’ fears 

and concerns. Above all, patients wanted to keep 

things normal during the months that they waited 

for surgery. Although the diagnosis of a suspected or 
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confirmed thyroid cancer was felt to be traumatizing, 

the context surrounding the illness (e.g., other stress-

ful life events, others’ reactions) also contributed to 

feelings of vulnerability.

I act like it’s no big deal, so I think people are 

confused. You tell them you have cancer, and their 

immediate reaction is, “Oh, my God! Ahhh!” and 

then I’m like, “It’s no big deal.” I don’t want to 

deal with that reaction; it makes me rehash those 

emotions. I don’t want to go there. I just went 

there, and it’s not fun. I don’t want to go back 

there. I don’t talk about it like it’s “ahhh.” I don’t 

want to think about it. (Participant 6)

It was very minimized: “Yes, but you don’t have 

chemo, you’re not losing your hair, you’re not 

losing a breast.” . . . “No, I lost my thyroid gland, 

I got operated [on] twice, my company revenues 

declined, and I have a son who is now depressed. 

It’s very trivial!” (Participant 11)

Some patients experienced grief, including feel-

ing disillusioned about their previous conception of 

themselves as healthy and fearing they would lose a 

valued part of their body, forever altering the essence 

of who they were.

Whenever you are going to lose a piece of 

your body, there is some mourning. I think my 

self-concept was that I was a very healthy person. 

. . . You feel somehow not intact. So, probably 

that’s a part of it and just, you know, a reminder 

of your vulnerability. I had always had the self- 

belief that I was very strong and . . . it reminds 

you that you’re vulnerable, that anybody is vul-

nerable. (Participant 15)

Other patients simply refused to talk about their 

cancer, feeling that they could not rely on anyone 

for support, were ashamed, feared being a burden, or 

wanted to be stoic. The diagnosis was still always in 

the back of their minds; they struggled in silence as 

they repeated their mantra: that everything was going 

to be OK. They wanted to believe this.

It’s weird because on an intellectual level, I’m not 

worried, you know? It’s like this sort of discon-

nect between what my mind said, and, obviously, 

my emotions are somewhere else. And you also, 

you want to project this calm, that there’s no 

problem. I can say that I don’t put this in front of 

anybody, except maybe my husband. I tended to 

be very stoic. (Participant 16)

Complex treatment decision-making process: 

Patients experienced oscillation between their former 

nihilistic beliefs and their newly formed optimistic 

perspectives on thyroid cancer and its associated 

treatments; this dichotomy intensified during the 

long waiting period for surgery and sometimes led to 

confusion about what treatment decisions to make. 

Alignment with their surgeons’ and endocrinologists’ 

optimistic views regarding prognosis led patients to 

choose a more conservative approach to treatment. 

When aligned with their fears, however, patients 

opted for a more extensive approach. Patients expe-

rienced having a life-threatening illness and tried to 

rationalize this fear by reminding themselves that it 

was an easily treatable condition with few risks of 

complications. The fear inevitably came back at vari-

ous points during the long waiting period for surgery. 

Patients reported turning to their nurse for emotional 

and decision-making support at that time. 

In cases of unambiguous thyroid cancer, treatment 

options were discussed in a relatively straightforward 

manner, as Participant 12 reported: “It all kind of 

happened in Dr. B.’s office just like that. . . . He said, 

‘You know, level five—we just automatically remove 

it,’ and so there wasn’t much thinking process. It was 

just like, ‘OK, let’s go!’” In contrast, patients’ thyroid 

biopsy results were often inconclusive, leading to 

confusion regarding what treatment option to pursue 

when two equivalent options were presented (e.g., 

wait and see with repeated thyroid ultrasounds versus 

surgery, total thyroidectomy versus hemithyroid-

ectomy) and a need for additional decision-making 

support. Unless complete clarity existed in the diag-

nosis and treatment plan, patients generally reported 

being reluctant to undergo surgery. They tried to 

remain optimistic regardless of the likelihood of a 

cancer diagnosis, still believing that their final pathol-

ogy report postsurgery could reveal a benign tumor. 

Some patients based their treatment decision on this 

hope and pushed for a more conservative approach 

(e.g., wanting a hemithyroidectomy rather than 

the recommended total thyroidectomy), only to be 

shocked and experience decisional regret when ulti-

mately told they needed a second surgery. 

I didn’t expect it to be cancer. Cancer was a shock 

to me. . . . . After the first surgery, I thought it was 

over. [The news about needing a second opera-

tion] was very difficult to manage emotionally. I 
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didn’t feel like it. I knew this could happen, but I 

guess in my mind it wouldn’t. Still, I can’t believe 

it. People told me, “You have a cancer,” and I say, 

“No, I don’t have a cancer. I have a 21% hope.” 

(Participant 2)

Some family members opposed the recommen-

dations of the medical team, encouraging the use 

of more natural methods, such as homeopathy and 

health behavior changes like diet and exercise, instead 

of surgery. One patient reported feeling pressured by 

the surgeon to make a quick medical decision during 

the sole appointment prior to surgery instead of 

being encouraged to think through—and be helped 

through—the ambiguity. Participant 10 said, “I don’t 

know if it’s just me, but I felt all the surgeons that I’ve 

met really wanted to operate [on] me.”

In addition, some patients felt confused when 

disagreements arose among their endocrinologist, 

surgeon, or other physicians regarding the best treat-

ment course. They feared angering one physician by 

taking advice from another, feeling as though they 

needed their nurse to serve as a mediator and facili-

tate communication. Participant 17 said, “There was 

some tension between my endocrinologist and my 

surgeon’s team about what calcium I should be taking 

and the number I should be taking and all that. . . . It’s 

sort of the feeling of the child of divorced parents.”

Patients felt pressured to coordinate their own 

care and follow-up visits, particularly when being 

seen by different departments with no oversight. This 

was problematic not only in the instance of differing 

medical opinions, but also during the transition to 

endocrinology, when some patients felt abandoned 

with no guidance and had the responsibility of making 

their own appointments with their endocrinologist. 

I didn’t know what would happen after the sur-

gery. I felt a little bit alone and lost. OK, now I no 

longer have a thyroid—what’s going to happen? 

Who will give me my [levothyroxine] Synthroid® 

prescriptions? I don’t know how it works. It’s very 

frustrating! (Participant 15)

I remember hearing [this] from one of the doctors 

early on: “You are my patient. I understand you 

are pregnant and you are having a baby, but 

you are my priority.” The person used the word 

“terminate,” as in terminate the pregnancy. When 

you are 28 weeks pregnant and you have gone that 

far and the baby is healthy, using that word was 

not cool. It sent me out of [there] thinking, “Oh, 

my God. I’m going to have to abort this baby and 

then deliver it!” . . . I don’t want you to sugarcoat 

anything, but you know. [To] this day, hearing 

that, it’s hard. . . . At the time, I didn’t have a nurse 

or anybody I could talk to, so [I had] to digest and 

process this information by myself and [come] to 

a proper conclusion as to what I’m going to do. 

(Participant 17)

Most patients noted that they were reluctant to 

seek clarification from the surgeon after the initial 

consultation, fearing that this would be perceived as 

them challenging the surgeon’s recommendations 

and could sabotage their surgery (e.g., increased 

waiting times, heightened risk for complications) or 

that the surgeon simply would not have the time to 

address their questions. Patients generally felt that 

their nurse was more accessible and less intimi-

dating. They could count on their nurse to answer 

questions and support them in their experience and 

decision making; their nurse also had access to their 

surgeon, if needed.

You can have a meeting with your doctor every 

few months, but that lasts 5 minutes, 10 minutes 

maximum. You leave there, and you have all these 

things going through your head. Doctors are going 

to take the time to answer your questions for 

the most part, but when you leave, you still have 

questions that come up an hour later when you are 

driving home or waiting for the bus. You can’t just 

call and speak to your doctor. You have to make 

another appointment, which is three months later. 

. . . The doctor said that I could contact him if I 

had questions about the surgery, but the secretary 

didn’t want to let me talk to him. (Participant 13)

Fear and anxiety about having the cancer spread, 

experiencing surgical complications, and having 

their “throat slit”: Patients feared the possibility of 

surgical complications (particularly voice loss or 

impairment and calcium deficiency), early meno-

pause or depression postsurgery, dying (either on the 

operating table or from the cancer), and their cancer 

metastasizing to other organs while waiting for, or 

as a consequence of, the surgery. Patients described 

themselves as information seeking and viewed their 

nurse as a reliable source of information to turn to 

when questions inevitably arose. Some patients were 

fearful of a resident performing the surgery because 

they believed this would increase their risk of com-

plications. Although patients voiced this concern, 
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they were still willing to accept the risk because of 

their diagnosis of cancer. 

My scan results have been received, but I don’t 

know if it has spread. Do I still have cancer? I don’t 

know, and I’m only meeting Dr. K. in September, 

so until then, I’m waiting to hear. . . . I’m not  

saying I am emotionally anxious, but it would be 

nice to know so I can enjoy my summer. (Partici-

pant 11)

The location of the cancer caused additional anx-

iety for patients because of the delicate nature of the 

neck area. Some patients mentioned their fear of 

having their “throat slit,” a term that evoked frighten-

ing visual images of a serial killer and a guillotine. As 

Participant 1 said, “You get your throat slit—now tell 

me how you are going to feel about it!” 

Patients’ hospitalization postsurgery was generally 

described as uneventful, except for some abrupt inter-

actions with unit staff who were perceived as uncaring 

(e.g., nurses on night shifts) and uninformed regarding 

patients’ need for pain control. When complications 

occurred postsurgery (e.g., calcium deficiency, loss of 

voice), they perpetuated the ambiguity and anxiety that 

patients had hoped would abate. Some felt as though 

their capacity to cope had been eroded; they had 

expended all their resources while waiting for surgery 

and no longer felt capable of coping with another chal-

lenge. Patients tended to conflate normal postsurgical 

symptoms with cancer. For example, they did not know 

if their fatigue was a normal postsurgical symptom or 

a cancer-related symptom. Some realized how depen-

dent they were on their voice and how “handicapped” 

they felt without it. They worried they would never 

recover vocal cord function and had trouble navigating 

the hospital system to address their concerns. Patients 

said their nurse was resourceful and offered them 

needed guidance and support.

I thought [the voice loss experienced over two 

months] could be permanent, and I got very 

concerned at the end, but it just came back, just 

like that, within, like, one or two days. I felt a pain, 

a sharp pain in my neck, and I thought, “What the 

heck? What’s going on now?” and then two days 

later, my voice came. The pain I felt I think was 

my nerves coming back. Within four or five days, I 

was able to talk—not powerfully but I had speech. 

Back to normal, I was relieved. . . . I don’t know 

how much longer I could have gone on without a 

complete meltdown. (Participant 14)

Wanting to protect their children:  Most patients 

were young women dealing with multiple roles and 

leading full, active lives that included work. Some 

patients had children to care for, whereas others were 

caregivers for parents or other relatives. Younger 

patients were preoccupied with how their children 

would react to the cancer and to different types of 

separation (e.g., hospitalization, isolation precau-

tions associated with radioactive iodine treatments). 

Parents reported needing guidance from their nurse to 

know how to communicate with their children about 

their cancer and treatments in an age-appropriate  

way. They imagined that they could die and leave their 

children motherless or fatherless, and some, conse-

quently, prepared their wills. Patients reported either 

not talking to their children at all for fear of trauma-

tizing them when they were already in a fragile state 

or, on the opposite end of the spectrum, preparing 

their children for the eventuality of their death. Many 

children were described by patients as preoccupied, 

anxious, and even depressed, particularly those who 

were younger or who had preexisting difficulties. 

They feared their parent dying and worried about the 

parent’s health and well-being.

I was living alone with my son. The day before my 

first operation, he was so frightened. He broke 

down. I had put together a nice album. I wanted to 

leave him nice things in case something  

happened. . . . I made my . . . [will]. I did so many 

things because I was told . . . [death] was possible 

. . . and I saw people die of this. I told my son and 

said. “It’s OK. You can cry. You will be grieving but 

no more than one year. After that, you live your 

life—you’re happy now! (Participant 9)

The word “cancer” is very scary, especially for an 

8-year-old and [when the cancer is] associated 

with your mother. . . . She voiced that fear [of 

losing me] all the time. Every time we would go 

out the door, [she would say,] “Mommy, be care-

ful!” (Participant 8)

Some patients were forced to postpone their plans to 

have children because of their radioactive iodine treat-

ments. Others feared long-term infertility, and those 

who had children were concerned they would harm 

their children with radiation. Some pregnant patients 

feared transmitting the cancer to their unborn child.

I’m not allowed to get pregnant for another 6–12 

months. I have a newborn, but my plan was to 
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have two babies back to back, so now I have to 

wait. (Participant 17)

Long wait time for cancer surgery:  Patients 

reported needing to wait several months for their thy-

roid cancer surgery. Considering the level of fear and 

anxiety patients reported experiencing when diag-

nosed with cancer, this significant wait only added 

to their psychological stress. The wait also increased 

the likelihood that patients would experience other 

major life events (e.g., change in health of a family 

member, change in living condition), compounding 

their vulnerability. One patient described this wait as 

“psychological warfare.”

For me, the hardest part in all of this is the wait-

ing. . . . It makes me angry. . . . It makes me kind of 

aggressive inside. . . . I try constantly to keep calm, 

you know, stay chill, keep the anxiety down and 

the nerves down. . . . The longer it takes to wait 

for this surgery—that, on a daily basis, weighs on 

me. So, as the date approaches, it gets harder and 

harder and harder. . . . Waiting is just killing me! 

Waiting is killing me! (Participant 7)

Patients had trouble managing their emotions 

and keeping their fears and uncertainties at bay 

during this long wait. They tried their best to “keep 

it all together” and devoted an incredible amount of 

energy to this aim. They were worried because they 

had to wait months to find out their surgery date. 

Some patients tried to bargain with the medical team 

to find out their date, others called the hospital sec-

retaries every day, and a few threatened to change 

hospitals or commit suicide if their surgery date was 

not immediately made known to them. Once a surgery 

date was set and confirmed, patients felt an imme-

diate sense of relief and comfort, but then they got 

increasingly anxious as this date approached. They 

feared the surgery itself, as well as the possibility of 

their surgery being canceled at the last minute. When 

their surgery date was changed or when they were 

told that the surgery date had been only tentatively 

made, patients felt desperate, increasingly angry, and 

insulted, and some even thought that the healthcare 

system “didn’t really care” if they had cancer or about 

what would happen to them. Participant 2 said, “All 

along, in my head, I was sure they would cancel my 

surgery date because my cancer wasn’t a priority.” 

Patients were appreciative of being able to turn to 

their nurse for support and reassurance during the 

waiting period for surgery.

[The secretary] told me that the waiting time [for 

the surgery] had increased quite a bit. . . . After 

having argued with her multiple times, I finally 

obtained a date and wanted it confirmed because 

the date had already changed many times. She 

refused and said the date could even change on 

the day of the surgery. That was very, very stress-

ful. (Participant 15)

Scar as a visible sign of thyroid cancer: Prior to 

surgery, patients expressed apprehension over the 

appearance of their scar, and several patients were 

concerned that their scar would be visible to others. 

It helped when the scars were hidden in a neck crease, 

allowing them to go unnoticed.

I’m very fortunate that I have these lines in my 

neck naturally that I’ve always thought, “Oh, 

they’re so ugly!” But now that I have this scar 

hidden in one of those lines, I’m thinking these 

lines are great—no one is ever going to know. . . .  

[The surgeon] did it right on the line. (Partici-

pant 4)

It took patients time to adjust to the scar; they felt 

self-conscious, attempted to camouflage the scar by 

covering or shifting attention away from it, and even 

considered plastic surgery or alternative surgeries in 

another country (e.g., robotic surgery with an incision 

in the axilla area).

I was wearing scarves a lot because it was the fall. 

Nobody had to know—I would put a scarf on, but 

now I feel more comfortable wearing a necklace. 

Usually, I wear my hair down. I didn’t tie my hair 

up for a long time. (Participant 10)

Patients indicated that, when in public, they 

would be approached by other thyroid surgery 

survivors, who, on viewing the scar, would engage 

them in a dialogue about their experience. This was 

alternatively viewed as supportive, intrusive, and 

reminiscent of the trauma of disease and treatment. 

For some, the scar was a sign of weakness to cover 

up, a mark of stigma and shame. Sometimes the 

scar rehashed self-esteem issues or past traumatic 

events involving shame. The concerns seemed to be 

related to the developmental stage of the individ-

ual. For example, younger patients, who were at a 

stage of their lives when they would expect to be 

healthy, found dealing with disease to be mystify-

ing, which was a view shared with their peers; this 
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prompted feelings in the patient that the cancer 

was strange and mysterious. Sometimes, onlookers 

would be naïve, inexperienced, and tactless, making 

insensitive observations to patients about their 

appearance or experience. This was particularly true 

in the case of hyperplastic healing (keloid) in young 

adults. Responding to others’ probes and questions 

required that patients feel confident and socially 

comfortable.

Fearing dependence on levothyroxine thyroid hor-

mone replacement therapy: Most patients had never 

previously taken medication; it was a major adjust-

ment for them to consider taking levothyroxine, given 

as thyroid hormone replacement therapy, daily for 

life. Patients found having to remember to take the 

medication every day stressful and experienced con-

siderable fear of withdrawal symptoms on days they 

forgot. Some were concerned about becoming ill or 

even dying if a dose was missed.

I wanted to keep half of my thyroid and wanted to 

avoid taking the pill forever. That was a major con-

cern for me, and I’m still having trouble adjusting 

to the fact that I have to take something every day. 

(Participant 2)

When patients had trouble adjusting to the med-

ication and experienced chronic fatigue, they felt 

slowed down compared to their peers and as though 

they were unable to carry on all aspects of their 

previously active lives. For some, the medication 

represented an attack on their freedom, spontaneity, 

and independence, as well as a loss of self-sufficiency. 

Being dependent on medication evoked long-standing  

issues around autonomy and invited rebellion, with 

some patients systematically forgetting to take the 

medication. Others felt insecure because they could 

no longer rely solely on themselves for their needs. 

For example, one patient feared being unable to 

refill the medication in the case of an emergency 

or if access to a pharmacy was restricted (e.g., in 

times of war, if pharmacies ran out, if stranded in 

the wilderness).

My next step is to learn how to make it or sub-

stitute it myself if I couldn’t take it. Being able 

to stockpile at least two years’ supply, you know, 

just that would help. . . . Every day, I try to better 

my life by eliminating the dependency or bad 

habit or something, and now this one—it’s just 

there. I can’t do anything about it. (Participant 

14)

Withdrawal from levothyroxine thyroid hormone 

replacement therapy, implementation of low-iodine 

diet, feelings of physical isolation, and fear of expos-

ing others to radiation: Patients had multiple concerns 

related to radioactive iodine treatment, including 

withdrawal from levothyroxine thyroid hormone 

replacement therapy, implementation of a low-iodine 

diet, and feelings of physical isolation. Although most 

patients in the current study received an injection of 

recombinant human thyroid–stimulating hormone to 

prevent a hypothyroid state or a scan prior to radio-

active iodine treatments, some patients elected to 

withdraw their levothyroxine because they could not 

afford to pay or did not want another medical inter-

vention. Patients then experienced intense fatigue 

and were lethargic, which, on rare occasions, was felt 

by patients and family members as tragic because this 

state was equated with illness progression and the end 

of life. Patients said they felt restricted by the low- 

iodine diet and expressed frustration and helplessness 

over finding food that met the requirements (such as 

avoiding ionized salt, dairy products, and egg yolk and 

whole eggs) but was tasteless. They felt constrained, 

forced, and punished.

The hardest part about the whole process is the 

[low-iodine] diet. The diet was horrible. It was 

really hard to find something to eat. . . . I was 

living off of fruits and vegetables, and I was very 

nauseated. The food was tasteless—it was horri-

ble. I was always hungry, but food would make me 

nauseated. (Participant 13)

When physically isolated from others because of 

the radiation, some patients were able to reflect, for 

the first time, on their illness and treatment experi-

ence during the preceding several months and were 

only then able to come out of “survival mode.” This 

was a very emotional time for some patients and was 

particularly challenging because of the absence of 

their supportive circle of family and friends. Some 

patients felt profoundly disconnected from others 

and even abandoned.

Being in isolation for those . . . three days without 

seeing anyone is when it all hit me. I sat there and 

I thought, “What the hell happened in the past 

year?” I went into survival mode when I found 

out. . . . Then, all of a sudden, I had all this time 

to myself because I was radioactive, and all these 

emotions came rushing in, and that was when it 

was overwhelming. (Participant 8)
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Young mothers had to separate from their chil-

dren, some for the very first time. They saw their 

children’s reaction to the separation and were dis-

tressed, fearing long-term impact on their children’s 

psychological well-being. Patients also felt anxious 

about the safety precautions because radioactivity 

cannot be seen and was viewed by patients as being 

abstract and intangible. Some feared that they would 

remain radioactive after the required isolation period 

and became anxious when around others for fear of 

hurting them, particularly their children. 

Positive impact:  Once treatments were com-

pleted, patients (provided they did not experience 

complications) generally reframed their experi-

ences and spoke of how the physical component 

was “much easier than expected.” The diagnosis of 

thyroid cancer was reported in certain instances to 

have had a positive impact on patients in hindsight, 

influencing them to quit smoking, increasingly 

appreciate life and live in the moment, and show 

more empathy, care, and concern toward people 

around them.

During the week, I was in the hospital with no 

voice, stuck to an IV bag. To pass the time . . . [I 

was] helping people as much as I could in the 

hospital, giving directions, any way I could. . . . 

Some guy in my room that was having another 

procedure, I went to the restaurant and got him 

food because he couldn’t get food. . . . The experi-

ence was powerful. I’m definitely not the same 

person . . . maybe nicer, more thoughtful . . . more 

emotional. (Participant 14)

Patients realized that life is fragile and were com-

mitted to valuing and emphasizing family and friends. 

They also realized the significance of their own accom-

plishments and decided to take a more proactive 

approach to life and living. For some patients, the 

experience of thyroid cancer served as a reminder of 

a larger sense of perspective, rendering daily stressors 

less important in comparison. As Participant 12 said, “I 

have grandkids. I’d like to see them when they grow up 

and everything. . . . I said to myself, ‘This is it—I have 

to enjoy myself.’” 

Some patients still feared a cancer recurrence 

post-treatment, particularly when undergoing scans 

and before coming to the hospital for follow-up visits. 

They were hypervigilant about physical symptoms. 

However, patients reflected positively on their cancer 

diagnosis (as compared to other cancers) and favor-

able thyroid surgery outcomes.

Discussion

The breadth and depth of concerns expressed by par-

ticipants in the current study highlight the complexity 

of thyroid cancer when viewed through a biopsycho-

social lens.  The distress experienced by individuals 

with thyroid cancer is understandable when also con-

sidering their accumulation of known risk factors for 

distress, including the following (Holland et al., 2015):

 ɐ Younger age

 ɐ Female sex

 ɐ Dependents living at home

 ɐ Trajectory of care comprising a single medical visit 

presurgery

 ɐ Illness minimization

 ɐ Context of uncertainty and ambiguous decision 

making

 ɐ Long waiting period for treatment

 ɐ Visible scar

This list does not include patients’ personal charac-

teristics, which also shape their degree of resilience 

and vulnerability in response to the disease and 

include the following (Agaibi & Wilson, 2005): 

 ɐ Flexibility

 ɐ Coping style

 ɐ Emotional regulation

 ɐ Self-esteem

 ɐ Secure attachment 

 ɐ Health literacy

 ɐ Social supports

 ɐ Concomitant life stressors

 ɐ Psychiatric history

This complexity of the thyroid cancer experience 

contrasts with individuals’ reports of feeling mini-

mized in their experience of thyroid cancer because 

of a good medical prognosis; such minimization is 

akin to disenfranchised grief, in which a loss is not 

openly acknowledged or socially supported (Selby et 

al., 2007). Disenfranchised grief has been associated 

with deterioration in patients’ physical and mental 

health and has been found to be a significant predic-

tor of depression (Selby et al., 2007). Recognizing the 

emotional turmoil people with thyroid cancer experi-

ence, even in the face of an excellent prognosis, can 

allow patients to effectively process their emotions, 

rather than simply avoid them. This promotes habitu-

ation (i.e., decreased response to a stimulus following 

repeated exposure) and does not reinforce vigilance 

and avoidance pathways that maintain trauma (Blair 

& Blair, 2013) and compromise function (Chawla & 

Ostafin, 2007).

This study not only emphasized the iatrogenic 

effects of being diagnosed with and treated for 
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thyroid cancer, but also identified certain systemic 

issues of concern that exacerbate patients’ uncer-

tainty and stress response. In Canada, patients with 

thyroid cancer must contend with significantly longer 

than usual surgical wait times (more than six months 

from the time of an identified thyroid abnormality) 

in the face of a life-threatening condition (Brake et 

al., 2013). As corroborated by interview data from 

the current study, other studies have shown that 

patients experiencing delays in treatment voice con-

cerns about lack of communication and support from 

their medical providers, experience increased anx-

iety, and exhibit an overall poorer prognosis (Tran 

et al., 2015). The current study illustrates how wait 

times in thyroid cancer care can complicate patients’ 

decision-making process and psychological response 

by increasing the period of uncertainty to the point 

of becoming unbearable and even psychologically 

traumatic, with stress becoming chronic.  Patients 

felt that these long wait times eroded their capac-

ity to cope with challenges arising postsurgery (e.g., 

voice loss, the need for a second surgery, radioactive 

iodine treatments and associated diet restrictions 

and safety precautions). Psychological stress associ-

ated with long-term perseverative cognition (worry, 

rumination, and anticipatory stress) has been shown 

to negatively affect the cardiovascular, immune, endo-

crine, and neurovisceral systems (Brosschot, Gerin, & 

Thayer, 2006).

The decision-making process in thyroid cancer 

is thought to be straightforward, with treatment 

presented as a step-by-step approach. However, the 

current study suggests that decision making is com-

plex; it cannot be assumed that individuals with 

thyroid cancer will simply choose the option that pro-

longs life the longest. Many other factors influence 

decision making, such as treatment effectiveness, the 

benefit–harm balance (i.e., weighing the benefits of 

treatment against its potential harm), and the long-

term consequences of treatment on functionality (i.e., 

effects on physical and emotional function) (Reyna, 

Nelson, Han, & Pignone, 2015). When a medical sit-

uation is uncertain or ambiguous, patients tend to 

choose the safest option—one that minimizes risks—

even if the outcome is therapeutically suboptimal. 

The more aggressive treatment is then likely consid-

ered to be the riskiest option (Reyna et al., 2015). In 

the context of thyroid cancer, patients fear the conse-

quences of surgery and anesthesia (e.g., the possibility 

of dying on the surgical table) and the functional 

impact of a full thyroidectomy on their voice, levels 

of fatigue, and mental health. Patients interviewed for 

the current study noted their desire to keep half of 

their thyroid because of inconclusive biopsy results 

and the potential long-term effects of depending on 

levothyroxine thyroid hormone replacement therapy. 

Decision making was described by patients as being 

influenced by individual beliefs and values; making a 

decision went beyond the rational weighing of pros 

and cons and was not always in accordance with the 

best available treatment (Reyna et al., 2015).

Decision aids that help to sort out patients’ ambi-

guity and integrate their treatment preferences could 

be developed and used as an antidote to distress in 

cancer centers treating patients with thyroid cancer. 

Decision aids are widely used for a variety of medi-

cal conditions requiring patient decision making and 

have been found to be effective in increasing knowl-

edge, compared to usual care alone, particularly when 

the decision aid comprised detailed information 

about the various treatment options (Stacey et al., 

2014). In addition, decision aids result in more accu-

rate perceptions of risk, final decisions being more 

congruent with patient values, and lower decisional 

conflict from lack of information or unclear values 

around the decision to be made.

Findings from the current study suggest the need 

to adopt an  illness-focused, rather than a strictly   

disease-focused, perspective in medically caring 

for patients with thyroid cancer, broadening the  

disease-centered approach proposed in the American 

Thyroid Association’s guidelines on the management 

of thyroid cancer in adult patients (Haugen et al., 

2016). The healthcare system needs to more clearly 

distinguish between (a) a manageable medical  dis-

ease with a likelihood of survival and recovery and (b) 

the experience of the illness, or the disease’s effects 

on the body and mind. While treating the disease, it 

is important to acknowledge and empathize with the 

patient regarding its impact, recognizing that a good 

cancer prognosis does not preclude a patient from 

experiencing distress.

KNOWLEDGE TRANSLATION

 ɐ The needs of patients with thyroid cancer are often overlooked 

because of the good prognosis associated with this type of cancer.

 ɐ Patients with thyroid cancer have important information and 

support needs, which require a broader interprofessional care 

approach.

 ɐ Restricting the care of patients with thyroid cancer to a strictly 

medical approach may disenfranchise patients and reinforce ex-

isting feelings of vulnerability.
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Implications for Nursing

This study supports the routine provision of a 

nurse who  screens for common symptoms of con-

cern using clinical practice guidelines (Canadian 

Partnership Against Cancer, 2012; Howell et al., 2010; 

National Comprehensive Cancer Network, 2017) and 

patient-reported outcomes (Ader, 2007), as well as 

engages a needs-based interprofessional team that 

includes allied professionals, such as psychologists, 

social workers, dietitians, and speech therapists, for 

patients with thyroid cancer. The nurse can be present 

in the consultation room when the physician informs 

patients of biopsy results that indicate a suspected or 

confirmed thyroid cancer. This nurse can then follow 

patients throughout their trajectory of care and 

provide needed information, additional communica-

tion, comfort, reassurance, and continuity of care. A 

psychologist could be introduced to patients needing 

help with managing anxiety and body image issues, as 

well as with readjusting to functional impairments, 

including fatigue and loss of voice. A social worker 

could assist families, increasing age-appropriate com-

munication with children and promoting compatible 

coping styles in the couple and family. Dietitians 

could provide guidance on the low-iodine diet in 

preparation for radioactive iodine treatments. Speech 

therapists could work with patients on managing 

voice impairments. This care would be in line with 

what is offered to patients with early-stage breast 

cancer as part of the National Accreditation Programs 

for Breast Centers (ONS, 2017); a navigation process 

is required for accreditation as a Certified Quality 

Breast Center of Excellence. The current study shows 

that access to a nurse and other allied healthcare 

professionals should not be solely based on medical 

prognosis, but rather on reported unmet needs.

Limitations

This study took place at a university-affiliated hos-

pital in a Canadian city and may not reflect the care 

provided in other institutions or cities. Patients’ 

experiences may differ according to the healthcare 

systems in place in a given country, particularly the 

waiting periods for thyroid cancer surgery; this is 

a topic meriting further inquiry. A similar medical 

setting where patients do not have access to a nurse 

and interprofessional care could have rendered very 

different results. This study strove for variability in 

thyroid cancer type and included medullary thyroid 

cancer; patients with undifferentiated thyroid cancer 

may have a different experience because of their more 

extensive treatment and uncertain prognosis. The 

current study also did not include patients with ana-

plastic thyroid cancer, which is known to have a much 

poorer prognosis; accordingly, patients with this type 

of thyroid cancer may not feel as disenfranchised as 

the patients interviewed for this study because these 

patients are more readily provided with support. 

This study also focused on the early phases of diag-

nosis; additional research is needed to investigate 

longer-term adjustment issues.

Conclusion

This study emphasizes how the needs of individuals 

with thyroid cancer have been overlooked because 

of a good medical prognosis. Findings from this 

study highlight the need for healthcare providers to 

more specifically address the psychosocial complex-

ities and the healthcare system challenges of this 

group of patients. In addition to treating the disease, 

systematic access to a nurse championing an inter-

professional team offers comprehensive support at a 

time of potential crisis.
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