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Abstract

Background
Many patients with larynx/pharyngeal cancer only become aware of the disease in an advanced stage
due to hoarseness and a strange feeling upon swallowing. The aim of this study was to discuss what
kinds of support are required for these patients by clarifying the process in their daily life prior to total
laryngectomy.

Methods
A qualitative study was performed using the Modi�ed Grounded Theory Approach in patients with
larynx/pharyngeal cancer before total laryngectomy. In a semi-structured interview, patients were asked to
talk freely about their health conditions, problems, and anxieties. Information on age, sex, family
members living with the patient, occupation, diagnosis, staging, and subjective symptoms was also
obtained in the interview.

Results
The analysis theme of “How do cancer patients live before surgery?” had a storyline centered on
{surviving surgery}. The patients had a [strange feeling] caused by a sense of a lump in the throat and
pain of hoarseness, as well as [unexperienced anxiety] for their �rst experience of hospitalization and
surgery. The core category and the two categories interacted with each other and recurred. [Unexperienced
anxiety] was related to [cannot imagine] daily life after hospital discharge, and transitioned to [not
knowing what will happen after surgery] until the time comes. The core category of {surviving surgery}
and the three categories interacted with each other and recurred. The patients also had a positive mindset
of [having a purpose in life after hospital discharge] and were [looking for positives] at that time, while
making a [request of support from physicians] to improve their [strange feeling]. Quality of life (QOL) prior
to laryngectomy is in�uenced by negative mental and physical feelings caused by cancer and by
anxieties about postoperative life, but with hope for social support.

Conclusions
Patients experience a “transition” before total laryngectomy, and at this turning point they try to think
positively about surviving the surgery, but also feel loneliness, fear, and anxiety. These �ndings suggest
the need for a healthcare team approach for pre- and postoperative support by staying close to a patient,
even after hospital discharge.

Background
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There were 980,856 patients with cancer in Japan in 2018, and the percentages of Japanese males and
females predicted to be diagnosed with cancer during their life were 65.5% and 50.2%, respectively,
suggesting that one in two Japanese people may develop cancer [1, 2]. The numbers of patients with
oropharyngeal cancer (22,034, 2.2%) and larynx cancer (5,247, 0.5%) [1] are relatively small, but most
cases (79.2%) are advanced (stage IV). Thus, many of these patients require multiple and wide-ranging
surgeries, such as cervical node dissection and free jejunal surgery, in addition to total laryngectomy [3].

Patients with larynx/pharyngeal cancer have problems including dysphagia and loss of taste and smell,
and physical effects such as aphonia and a permanent tracheostoma after total laryngectomy [4, 5]. An
explanation of the postoperative situation is given by physicians before surgery, but patients are still
likely to be concerned about their postoperative life [4, 6, 7]. This includes di�culty imagining
unexperienced events and maintaining an optimistic outlook for the surgery. However, the daily life of
patients preoperatively and whether the choice of surgery was based mainly on their own decision have
not been examined.

Larynx/pharyngeal cancer is often detected at an advanced stage because patients only visit a hospital
after development of physical symptoms, such as hoarseness, a feeling of strangeness in the throat, and
other symptoms of common cold, as well as a strange feeling upon swallowing, continuous throat pain,
hematemesis, di�culty moving the tongue, ear pain, and tumors in the throat or neck [8]. Patients may
also have signi�cant mental stress after diagnosis and upon hearing from a physician that the tumor
may enlarge without treatment and cause di�culty with swallowing or undergo lymph node metastasis.
However, there have been no studies of the preoperative mental state of patients with larynx/pharyngeal
cancer. After total laryngectomy, it is di�cult for patients to return to their normal life and they may have
problems in social roles, such as loss or change of employment due to permanent loss of voice.

To examine understanding of these issues among patients and how they in�uence quality of life (QOL)
and daily life before surgery, we developed four research questions (RQs):  What was your life like before
the surgery?  What psychosomatic social structure did you have?  What was your QOL before the
surgery? and  What support did you need? Based on answers to these questions, the objectives of the
study were to clarify the details of daily life and QOL of patients prior to total laryngectomy, analyze their
psychosomatic social structure, and develop an understanding of support required before surgery. The
results deepen the understanding of patients before laryngectomy and provide suggestions for nursing
care for these patients. 

The aim of this study was to discuss what kinds of support are required for patients before laryngectomy
by clarifying the process in their daily life prior to performance of this procedure.

Methods
A qualitative study was performed using the Modi�ed Grounded Theory Approach (M-GTA) [9–13]. The
subjects were patients with larynx/pharyngeal cancer before total laryngectomy and were selected by
physicians at research facilities. The physicians informed the subjects that the researchers would explain
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the study and that there would be no disadvantage to the patient if they chose not to participate in the
study. A researcher then gave an oral explanation to the subject using an explanatory booklet, and the
subject then provided consent to participation in the study.

The subjects were asked to talk freely about their physical conditions, problems, and anxieties in
response to basic questions in a semi-structured interview. We also asked about basic attributes, such as
age, sex, family members who lived with the patient, and occupation, and about disease diagnosis,
staging, and subjective symptoms. During the interview, notes of answers were made due to possible
di�culties with speaking due to hoarseness, and a verbatim report based on the notes was prepared
immediately after the interview.

Analysis was conducted using M-GTA. This approach enables development of an original concept while
performing an analysis grounded in data, and explains changes and diversity of human behaviors in
communications on a certain level [10]. It is also based on behavior clari�cation theory, which shows a
direction of future social interactions. In M-GTA, “researchers” are viewed as an axis in the method [13].
Thus, in M-GTA, recognition, action, emotion, and related factors and conditions may be discussed by
examining data in accordance with awareness levels of problems, through highlighting of “researchers”
[10].

Data were collected and theoretical sampling was performed with a designated analysis theme to
compare similar and opposite data among target subjects of the analysis [13]. In the theoretical
sampling, a concept was produced based on interpretation (de�nition) of a factor in the data for a
subject, so that the concept would be understandable to some extent. We then examined whether the
concept was valid for other subjects [9, 13] and con�rmed whether the core categories and other
important categories were covered completely. Theoretical saturation was con�rmed by examining
completion of concept production on an analysis worksheet, while analyzing speci�c factors in each
event, the importance of each factor for a subject, positive/negative mindset for daily life, and differences
between subjects with and without a positive mindset (small theoretical saturation) [10, 13]. We also
examined a storyline centered on relationships between categories, and con�rmed that the storyline
structure was not changed upon addition of data and that internal interactions in the storyline were stable
(large theoretical saturation).

The analysis theme was “How do cancer patients live before surgery?” The target subjects were four
patients with larynx/pharyngeal cancer before total laryngectomy. The validity of the analysis was
con�rmed by specialists who developed M-GTA and researchers in larynx/pharyngeal cancer. The validity
of the analysis results could not be reviewed by individual subjects due to the COVID-19 pandemic.

For RQ  (preoperative life of cancer patients), we developed a storyline while comparing relationships
among concepts, categories, and core categories, as mentioned above, and prepared a �gure to represent
the process of preoperative life for the patients. Next, based on this �gure, we examined possible
relationships between preoperative mindset and physical conditions of the patients to determine factors
required to discuss RQ  (psychosomatic social structure). The �gure prepared for RQ  and the results for
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RQ  were then used to examine RQ  (preoperative QOL), and �nally the results for RQs , , and  were
used to develop an analysis of RQ  (suggestions for nursing care).

Ethical considerations

The patients were given written and oral explanations of the study, and only those who provided consent
were included as subjects. Since the study was performed before surgery, the explanation was given after
observation of the patients to take into account their mental and physical conditions. This study was
conducted after obtaining approval from the ethical committee (No. 2250) of the Faculty of Medicine,
University N.

Results
Examinations of the completion level of the concept on the analysis worksheet and the results, including
a storyline centered on relationships between categories, con�rmed that the storyline structure was
unchanged when data were added and that internal interactions in the storyline were stable. Thus,
theoretical saturation was con�rmed. The basic attributes are shown in Table 1.

In the sections below, the core category, category, and concept are shown with { }, [ ], and “ ”, respectively.
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Preoperative life

The analysis theme of “How do cancer patients live before surgery?” had a storyline centered on
{surviving surgery}. The storyline is shown in Fig. 1. The patients had a [strange feeling] caused by
sensing a lump in the throat and pain due to hoarseness, as well as [unexperienced anxiety] for their �rst
experience of hospitalization and surgery. The core category and two categories interacted with each
other and recurred. [Unexperienced anxiety] was related to [cannot imagine] daily life after hospital
discharge, and transitioned to [not knowing what will happen after surgery] until the time comes. The core
category of {surviving surgery} and the three categories interacted with each other and recurred. The
patients also had a positive mindset for [having a purpose in life after hospital discharge]. In addition,
they were [looking for positives] at that time, while making a [request of support from physicians] to
improve their [strange feeling].

In preoperative life, the patients could not eat anything or even drink liquids, and had a “feeling of having
a lump in the throat” when they tried to swallow their saliva, in addition to decreased physical strength.
They also had severe “pain of hoarseness” and di�culty speaking due to severe hoarseness, which led to
a [strange feeling] that they had not experienced before. At the same time, they had [unexperienced
anxiety] for the future as they had no experience with severe disease. They [cannot imagine] life after
surgery, despite receiving an explanation from physicians about the postoperative conditions, and thus,
they had a “vague image of postoperative life.” They also had no detailed information on available
support services after hospital discharge, and “do not know about social resources,” causing a feeling in
which subjects cannot imagine postoperative life. However, although [not knowing what will happen after
surgery] until the time comes, they changed their mindset to focus on {surviving surgery}. Further details
are given in the following sections.

[Strange feeling]

This category included the concept of a “feeling of having a lump in the throat”, with comments: “I have a
feeling of having a lump in the throat upon swallowing saliva,” “I became unable to eat and drink a short
while ago, and I am struggling with this situation,” and “I have a feeling of a lump in the throat and have
not been able to eat or drink anything other than a small amount of water for the past few days. I am
physically spent.” For “pain of hoarseness”, one comment was: “Severe hoarseness is painful and I
cannot speak much.”

[Unexperienced anxiety]

This category included the concept of “anxiety due to no experience”, with comments: “I have no
experience in visiting a hospital because I have not previously had a severe disease. This is my �rst
experience of hospitalization and surgery, and I am anxious about my future life.” The concept of “anxiety
about social activities after hospital discharge” included the following comments: “I have to think about
postoperative life in which I may be unable to speak. Since I am an interior decorator, I have to
communicate with my customers,” “I have been engaged in volunteer activities, and I worry about whether
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I can continue these activities after hospital discharge,” and “Since I feel numbness in my hands, I worry
about whether I can communicate with other people through writing after the surgery.”

[Looking for positives]

This category included the concept of “better in present situation”, with the comment: “I feel better today,
although I sometimes have a cough and a hoarse voice.” “Looking for merits of smoking cessation” was
indicated by: “I began smoking cessation two weeks ago, and since then, my taste is better.” The patients
could not imagine their future life due to di�culties in daily life and �rst experiences. This was affected
by the tumor, which had grown larger in the esophagus, vocal cords, or respiratory route in the cervical
area. They tried to have positive thoughts, such as cessation of smoking, but had symptoms, such as
hoarseness and coughing on a daily basis. They had not previously experienced discomfort and had
anxiety and “cannot imagine” for postoperative life.

[Cannot imagine]

The concept of “do not know about social resources” included the comments: “Although I know about
home nursing visits, I did not know when I can use this service,” “I will refer to the guidebook on surgical
costs and available services, and this guidebook is a reassurance for me,” “I cannot imagine my life with
loss of my voice until the time comes, because I have no experience in losing my voice. After the surgery, I
may be able to communicate with others by writing or gestures, but this will not allow my thoughts to be
expressed su�ciently. Communication will be totally different from that at present, and I am not good at
writing. Thus, I cannot imagine postoperative life.” A “vague image of postoperative life” included the
comment: “I received an explanation of postoperative life at the outpatient department, but I have no idea
about the postoperative situation until the time comes.”

[Not knowing what will happen after surgery]

The concept of “ I have no idea about postoperative life” included the comments: “I have no idea about
postoperative life (with a slightly drawn face),” and “I have prepared for the surgery and I think I have very
little choice. I have no idea about postoperative life until the time comes.” The patients could not imagine
what would happen after surgery, despite having received an explanation, because they had no
experience; no idea until the time comes; and increasing anxiety about the postoperative situation
because it was an unknown world for them. However, they thought that they had little choice and were
prepared for surgery. They also hoped for safe surgery and tried to concentrate on {surviving surgery}.

{Surviving surgery}

This concept included comments of “I have no choice other than to concentrate on the surgery (with a
slightly drawn face),” “Well, I hope that the surgery will be over without any problems. Honestly, I have no
idea about the postoperative situation, including loss of voice, until the time comes. Since I have no
experience in losing my voice, I have no idea about loss of voice until the time comes.” The concept of
“request for support from physicians” included: “I cannot eat anything or even drink liquids due to a
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feeling of a lump in the throat these days. I have had a breakdown. Because I cannot eat, I feel that my
physical strength has decreased. When I asked my hospital about this situation by phone, they said that I
should visit the hospital, so I am here now. If I have a problem again before admission, they said that I
can be given an intravenous injection, so now I feel a modicum of relief.” Regarding “having a purpose in
life after hospital discharge”, the comments included: “I hope to participate in a meeting (of a patient
advocacy group) to think about future life,” “Firstly, I hope that the surgery will be over without any
problems. I mentioned earlier that I wish to work in the �elds again.”

Psychosomatic social structure

The target subjects felt physical pain due to di�culty in speaking due to hoarseness and decreased
physical strength, in addition to di�culty with eating and drinking due to the advanced cancer causing a
feeling of a lump in the throat. Thus, the patients tried to improve their symptoms by consulting with their
physicians and to decrease di�culties in their daily life as much as possible. The consultation with a
physician was a request for social support. The patients also understood that only resection of their
cancer would improve their daily life, and that they had no choice other than to undergo surgery. Although
they were given an explanation about loss of voice caused by the surgery, they could not imagine life
without a voice because they had no experience in losing their voice. Thus, they had cannot imagine their
postoperative life and felt increasing anxieties due to the possibility that they might lose their job and
social activity. However, they made an effort to keep a mental and physical balance and think positively
to survive the surgery, since keeping such a balance allowed them to follow think about objectives in
postoperative life.

In the psychosomatic social structure, we found a relationship in which patients wanted social support
due to their physical symptoms, and a psychosomatic relationship in which patients could not imagine
unexperienced events, while having anxieties and fears due to physical symptoms caused by cancer.
However, there was another structure in which patients changed their mindset to take social actions so
that they could move forward and survive the surgery by overcoming anxieties about postoperative social
rehabilitation.

Preoperative QOL of patients before laryngectomy

The concept of preoperative QOL of patients who were going to undergo laryngectomy was de�ned as a
negative psychosomatic condition caused by a feeling of strangeness due to cancer, and anxiety from
the fact that they could not imagine their postoperative life, for which they hoped for social support.

Discussion
Patients who were going to undergo laryngectomy had pain and decreased physical strength due to
di�culty with eating and drinking. Their psychological state due to this pain caused a situation in which
they imagined death. After a physician provided an explanation about laryngectomy, the patients felt
more risks for their life. They faced the question of whether they could survive, and then heard from a
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physician that they had to undergo an unexperienced surgery and lose their voice permanently after the
surgery. They vaguely understood that they could not return to normal after the surgery, but could not
imagine or felt a fear of imagining postoperative life with no voice because they had no experience in
losing their voice. This was shown in the comment, “I have no idea about future life and no choice.”

The mental state of the patients included shock and confusion about having to end past living habits, but
this also caused a transition [14]. This transition re�ects “changes” from the past living environment and
mental conditions [14], as a process from the “end” of past life to the beginning of something new,
through a neutral period with confusion and pain [14]. The situation with no vision of postoperative life is
in the neutral period with shock and pain, in which patients had no idea of where they are going
(disorientation) [14]. They experienced loss of the identity that they had developed for nearly 60 years
(disidenti�cation) [14], and thus they had increasing anxieties about future life. At this turning point, they
felt confused, but had to decide whether they should maintain their regular lifestyle or make major
changes. This blank neutral period with confusion, in which they could not go forward or backward, is
important. During this period, patients can gain true wisdom by repeatedly reviewing their life [14].
Patients who are going to undergo laryngectomy have three options: death with no surgery, death during
surgery, and permanent loss of voice after surgery. The patients feel fear for oncoming death and
loneliness. After changing their mindset so that they could be released from pain, they had a motivation
for {surviving surgery} and resolving the crisis.

One important factor in the study is the absence of a vision of postoperative life. Patients who decide to
undergo laryngectomy, as the only survival option, will have decreased QOL in postoperative life, and it
may take one year after hospital discharge to regain their preoperative QOL [4, 5]. Thus, there is a need to
provide information and mental support to these patients to decrease their loneliness as much as
possible. Factors promoting psychological orientation of laryngectomees include “informal” support by
families and patient associations and “formal” support by medical staff, including delivery of information
and mental support [7]. Thus, it is important to stay close to patients who have anxiety about an
unpredictable life after surgery, and to provide support so that they can choose to undergo laryngectomy
based on a concrete vision of their postoperative life.

Support for decision-making of patients can be provided by a team of nurses, clinical psychotherapists,
nutritionists, social welfare workers, and care managers of outpatient departments, hospital wards, and
regional liaison o�ces, in addition to support by physicians. Based on the decision-making of patients
who can imagine postoperative life and the possibility of postoperative transition, it is important to
identify the neutral period. Professionals need to understand the loneliness and fear of patients in the
blank neutral period and stay close. “Being with the patient” is equal to “Not doing, but being” [15], which
suggests the need to be interested in and think kindly of the patients. If this is achieved, the patients will
feel someone close to them with warmth. For the patients, it is important to feel that someone is close
and concerned about them, even if they do nothing. Patients who feel a peaceful atmosphere can be
released from pain, even for a second, and in this atmosphere, the patients can change their mindset to
step forward, causing a transition.
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It is also important that patients learn about themselves and decide on future directions in a peaceful
atmosphere during the blank neutral period. The transition may develop several times, not once. If a team
can support the patient to meet their needs in each development of the transition in accordance with
individual situations, the patient can end their regular life and step forward into future life. Saunders [15]
suggested that spiritual pain, including loneliness and fear for multifaceted problems, could be improved
by support from a team of professionals [15]. The current study showed that QOL can be improved with
support from a medical care team pre- and postoperatively, and even after hospital discharge.

One limitation of this study was that contrary opinions over time could not be obtained because the
interview was performed on the day before surgery. A future task is to examine the effects of a team for
preoperative life support on decision-making of patients.

Conclusion
The analysis theme of “How do cancer patients live before surgery?” had a storyline that centered on
{surviving surgery}. The patients had a [strange feeling] caused by the sense of a lump in the throat and
pain due to hoarseness, as well as [unexperienced anxiety] about their �rst experience of hospitalization
and surgery. The core category and two categories interacted with each other and recurred.
[Unexperienced anxiety] was related to [cannot imagine] of daily life after discharge, and transitioned to
[not knowing what will happen after surgery] about postoperative life until the time comes. The core
category of {surviving surgery} and the three categories interacted each other and recurred. However, the
patients also had a positive mindset for [having a purpose in life after hospital discharge], and were
[looking for positives] while making a [request of support from physicians] to improve their [strange
feeling].

We found that patients wanted social support, and a psychosomatic structure in which patients could not
imagine unexperienced events, with anxieties and fears due to the physical symptoms of cancer.
However, there was another structure in which patients changed their mindset to move forward and
survive the surgery by overcoming anxieties for postoperative social rehabilitation. Preoperative QOL
included negative mental and physical conditions due to a feeling of strangeness and anxieties about no
idea of postoperative life. The patients experienced a “transition” before surgery, and at this turning point,
they tried to have a positive mindset to survive surgery, despite feeling loneliness, fear, and anxiety. These
�ndings suggest that a medical care team is needed to provide pre- and postoperative support by staying
close to a patient, even after hospital discharge.
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Figure 1

Daily life of patients prior to total laryngectomy


