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Abstract

Background: Cancer patients can be socially isolated and lonely. The general public still has negative attitudes toward
cancer and cancer patients. It is important for cancer patients to have a supportive environment and to connect with other
people.

Methods: We conducted a qualitative study with two focus group interviews of eight persons using a grounded theory
approach to understand ordinary people’s perceptions of cancer and cancer patients, and to explore their experience of
interacting with the patients.

Results: This study revealed “Communication across cancer boundaries” as a core category with six themes: “negative
assumptions,” “social stigma,” “communication boundaries,” “transforming perceptions of cancer patients through
interactions,” “building communication competence,” and “awakening empathy.” The ordinary people still had negative
assumptions about cancer and cancer patients, leading to social stigma and creating communication boundaries. The
experience of interaction with a cancer patient, however, altered their views on cancer patients, and reminded them of the
need for communication competence to create a relationship with empathy.

LT3 [ LT

Conclusions: The results of this study provided unique insights into ordinary people’s views on cancer and cancer patients.
Health care providers should understand how ordinary people perceive cancer patients, and provide education and they
should provide information to both cancer patients and the general public. A society’s greater understanding of cancer and
cancer patients enables the society to provide an empathetic community where cancer is no longer seen as a taboo and
stigmatized.
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1 Introduction

Cancer survivors experience loneliness when they feel a crisis in their connection with others, and their cancer experience
reminds them that everyone is alone in the world ™. In a related study, socially isolated women had an increased risk of
mortality after receiving a breast cancer diagnosis 2.

Despite medical advances and improved outcomes, the general public still has negative attitudes toward cancer and cancer
patients, including assumptions that cancer is an incurable disease, stereotypes about cancer patients, and discrimination
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toward individuals with cancer 1. With extended survival, cancer patients also face new challenges, including coping with
the fear of recurrence, the possibility of late and long-term adverse effects, and getting back to their normal daily lives (.
Returning to work is increasingly important ! but deterioration in job satisfaction and even discrimination in the
workplace have been reported by cancer survivors 7. Poor communication between cancer patients and their employers
has also been described .,

It is important for cancer patients to have a supportive environment and to connect with other people Bl However,
previous studies on communication with cancer patients mostly focused on family and health care providers, and it is still
unclear how the people around cancer patients understand cancer and cancer patients. We conducted a qualitative study to
understand ordinary people’s perceptions of cancer and cancer patients, and to explore their experience of interacting with
the patients.

2 Subjects and methods

2.1 Research design

To understand ordinary people’s perceptions of cancer and cancer patients and to explore their experience of interacting
with cancer patients, we conducted a qualitative study with focus group interviews using a grounded theory approach .

2.2 Participants and settings

We recruited participants who were aged 20 and over, had no cancer history, and had the experience of interacting a cancer
patient (their family, friend or co-worker had cancer) in the “cancer community” website ™, the purpose of which is to
establish an online community to support cancer patients (the website was developed and is operated by one of the authors,
HK). Eight people (three men, five women) agreed to participate in the study by e-mail or fax. One of the eight participants
could not attend the first focus group interview due to a schedule conflict, but the other seven participants attended two
focus group interviews. The participants had a variety of backgrounds, including one unemployed man, an employer, three
business persons, two self-employed persons and one part-timer.

2.3 Data collection

We conducted two focus group interviews at St. Luke’s College of Nursing (Tokyo) between June and August, 2009. Each
focus group interview lasted 2 hours. The nurse researcher (HK) took the role of facilitator using a semi-structured
interview guide (What image do you have about cancer or cancer patients? What did you feel when you communicated
with the cancer patient about his or her cancer? How did or do you want to interact with the cancer patient?), and recorded
field notes from each interview. All interviews were conducted in Japanese, audiotaped and transcribed verbatim. The
researcher translated themes and quotations which supported the themes into English.

2.4 Analysis

The data were analyzed according to grounded theory Y. Open coding was achieved by deconstructing each interview
sentence by sentence to generate the initial concept. Subcategories were derived from axial coding, and relating these
subcategories led to categories. The core category was derived from relating all categories and subcategories.

2.5 Rigor

The rigor of the study was confirmed by credibility, dependability, confirmability, and transferability 3. For credibility
and dependability, two nurse researchers (HK and KY) reviewed the data to establish the codes and themes identified.
After collecting the data from the first group interview, we discussed the quality and interpretation of the data for
confirmation. We confirmed the data saturation after the second group interview. For confirmability, KY performed an
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analysis according to the grounded theory procedure ™%, and confirmed the results with HK. Transferability was reviewed
and confirmed among the nurse researchers.

2.6 Ethical considerations

This study was approved by the Internal Review Board of St. Luke’s College of Nursing. We explained the objective and
outline of the study to all participants and obtained a written consent from each participant.

3 Results

The analysis revealed “communication across cancer boundaries” as a core category with six themes: “negative
assumptions,” “social stigma,” “communication boundaries,” “transforming perceptions of cancer patients through
interactions,” “building communication competence,” and “awakening empathy.”

3.1 Negative assumptions

The participants had negative assumptions about cancer based on indirect information through the media, family and
workplace. Most of the participants reported feeling that cancer was incurable, and linked to death.

“I have an image (of cancer) as a terminal disease,” or ““as painful or distressing.”

People in Japan often avoid talking about death and dying, and since in Japan as in much of the world cancer has the
reputation of always being fatal, it is culturally difficult to talk publicly about cancer.

“Well, it’s something like we shouldn’t talk about.”
*““Cancer is directly linked with death. So | see it something like taboo.”
“Thinking or talking about death is taboo or difficult.”

A stereotype of cancer patient is described by one of the participants: “The cancer patient is getting weaker and weaker
before anyone realizes it. Even though the tumor was removed, it is still growing. It keeps coming back, and eventually
death is waiting for her. That’s the image (of a cancer patient).”

3.2 Social stigma

Since cancer is often linked to negative assumptions, cancer patients are vulnerable to social stigma. The participants who
were an employer and a co-worker felt sorry for the cancer patient, while still getting their work done. The employer was
concerned about financial management and efficiency, while the co-worker felt a burden to make up for the absence of the
patient.

“When one person gets sick at workplace, | feel sorry for him, but as an employer, | hope that he quits soon
because we are on a strict budget.””(as an employer)

“When | have to do the extra work during the absence of that person, | feel sorry for her to be suffering from
cancer, but at the same time, | am getting upset. Why should | make up for the absence of another employee?” (as
a co-worker)

In addition, once he or she is labelled a cancer patient, the patient may be treated differently. Cancer often puts the patient’s
career at risk.
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“In a Japanese company, if a man is labelled a cancer patient, it’s still true that he will lose his chance for
promotion, or his name will be taken off a career making project.”

3.3 Communication boundaries

Patients and their families in Japan are still unwilling to talk about a cancer diagnosis. Other people are not sure whether
they can talk about the cancer. The participants reported not knowing what to say and what to do around a cancer patient.

“Honestly, | don’t know what | say to them (cancer patients).”
“I have to gauge what | should talk about with a cancer patient.”

Because the participants are healthy, they feel sorry for cancer patients and even guilty. People are not sure whether they
can share the feeling of cancer patient and feel uncomfortable about cancer. Consequently, they often avoid or change the
subject of cancer. The hesitation makes communication with cancer patients difficult.

“| feel like I am on the living side, but the patient is on the dying side.”
“| feel guilty to being (healthy) on the living side.”

“I really don’t know how | can communicate with a cancer patient.”

3.4 Transforming perceptions of cancer patients through interactions

The participants thought that the cancer patient was so vulnerable that they could not talk about the cancer. However, once
they actually interacted with the cancer patient, they were overwhelmed by the strength of the patient. They tried to find
common ground, and they found it easier to communicate with the cancer patient than they thought.

“Recently, I had the second thoughts about my feelings. I didn’t know what I should do for cancer patients, but it
might not be right.”

“The cancer patient might be waiting to be asked (about the disease).”
“The patient maybe wants to be asked (about her cancer experience) more.”
“Not listening to the patient’s story may make the patient isolated.”

“Now I understand why cancer survivors often say they appreciated their cancer experience.”

3.5 Building communication competence

All of the participants were aware of their lack of cancer knowledge and communication skills. They wanted to be ready to
help and support cancer patients so they wanted to build communication competence.

“We may become cancer patients too someday. | think that we have to have communication competency and
listen to cancer patients.”

“If I am more competent, | will be able to accept it (the subject of cancer).”

The participants were also concerned about incorrect or misleading information about cancer, and they believed that it
would be important that children learn about cancer in compulsory education to reduce the stigma attached to cancer.

“Eventually, education is important to distinguish correct information from wrong information (on the
Internet).”
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“If children learn about cancer, not complicated matters, but something like the fact that one in three persons
will suffer from cancer, and that it’s common, such efforts may help us be familiar with cancer.”

“Then, we will consider cancer less taboo.”

3.6 Awakening empathy

With knowledge and communication competence, the participants believed that they would be able to communicate with
cancer patients and be empathetic toward cancer patients. They wanted to develop a community where people talk openly
and help each other.

“Satisfactory communication for everybody will follow from being knowledgeable. In-depth knowledge about
cancer and common motivation will be the key.”

“There is a great possibility that | or my parents or somebody who is close to me will suffer from cancer.”
“In any case, | believe that talking person to person is important.”
“Somebody close to the patient should be a person who supports him or her.”

The participants emphasized the importance of open interactive communication, which fosters better interpersonal
relationships.

“One of my friends has cancer but she is very open. The cancer patient and her family are all open.
Communication among family members is very good.”

Even though the participants do not experience cancer, they realize they can share common views with the cancer patient.
When people feel empathy for the patient, they try to help the patient. One of the participants described that helping others
today would help themselves in the future.

“When | talk about it (cancer) to somebody, I will be cared for. You know, it’s a cycle.”

4 Discussion

This study revealed that there were cancer boundaries in communication between ordinary people and cancer patients. The
ordinary people interviewed still had negative assumptions about cancer and cancer patients. The negative portrayal of
cancer patients produced had uncomfortable feelings toward cancer patients, which impeded communication between the
ordinary people and cancer patients. The negative assumptions about cancer patients also appeared to lead to social stigma
in workplace. However, the experience of interaction with the cancer patient altered the interviewees’ views about cancer
patients, and reminded them of the need for communication competence to create a relationship with empathy.

Before discussing the findings, several limitations of the study should be discussed. Since all of the participants had the
real-life experience of interacting with a cancer patient, they might be more likely to be interested in communication with
cancer patients than those without the actual experience. This study was based on the grounded theory approach, but we
did not conduct a theoretical sampling. The sample size was small in this study because only eight persons replied to our
web-based recruitment, and one of them could not attend the first focus group interview due to a schedule conflict. Further
studies are needed to increase the number of participants in consideration of demographics and family history of cancer.
Because of the nature of the focus group interview, the results may be influenced by the opinions of others.

Ordinary people still have a notion that cancer is an incurable disease leading to death, even though cancer is becoming a
curable disease. These negative assumptions and stereotypical views about cancer patients lead to social stigma, creating
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boundaries between “normals” and “outsiders,” labelling “them,” the stigmatized group, from “us” ! Health-related
stigma links to social disqualification, limited opportunities, and negative change in identity ™. Cancer patients often
have fears of embarrassing or upsetting others, being the subject of gossip, or being stigmatized ™. Consequently, cancer
patients and families often conceal cancer diagnoses . People in non-Western countries are more likely to consider
cancer a taboo subject, and people in those countries seldom discuss cancer publicly B 71,

The participants in the present study described the differences between ordinary people and cancer patients as “the living
side” and “the dying side,” and they reported feeling sorry for cancer patients and feeling guilty about being healthy
themselves. They separated the cancer patients from themselves, while feeling guilty about doing so, but at the same time,
they wanted to know the feelings of patients. These ambivalent feelings can turn into offerings of support. In fact, after
interacting with the cancer patient, the interviewees had different views on cancer patients; they realized that such patients
are not as vulnerable as they thought, and they were willing to be in contact with cancer patients. “Contact” refers to all
interactions between the public and persons affected, with the specific objective to reduce stigmatizing attitudes. Contact
can be either direct and face-to-face, or indirect (e.g., through the media) 4.

A stigma is related to a deficit of knowledge . Ordinary people often seek cancer information on the Internet, but the

reliability of Internet information has been identified as a problem . The participants in the present study believed that
school education would contribute to improving cancer literacy and reducing the social stigma. Understanding of the
disease led to better support . In a society with better knowledge, people will not feel like they have to conceal a cancer
diagnosis, and communication with cancer patients becomes more open and easier.

People feel loneliness when they feel apart from, yet in need of, others ™). Deficiencies of social ties expose cancer patients
to the stress of loneliness, and put them at risk of a greater impact of the stressors encountered in daily life ™!, If patients
have high levels of social support, they are not hopeless or lonely 2. An earlier study suggested that patient communi-
cation skills training can be applied to workplaces, so that patients with cancer or other long-term diseases can discuss the
impact of treatment on their work performance and the needs with employers . Employers and co-workers also need to
learn how to communicate with cancer patients. Supportive colleagues can reduce the feelings of social isolation
experienced by cancer patients "% and help them feel emotionally supported and adjusted to work . Seeking to
understand a cancer patient, the interviewees in the present study addressed the need for communication competence.
Family members also have important ties with cancer patients and should be educated and supported by health care
providers 211,

There are implications of the present study for health care providers. Health care providers should recognize that there are
cancer boundaries in the communication between ordinary people and cancer patients, and they should educate the general
public that overcoming these boundaries could produce new social capacity. Social support is essential to prevent cancer
patients from becoming hopeless or lonely members of a society. Educational tools should be developed and promoted for
ordinary people to raise cancer literacy and to prevent stigma. Since this study showed the importance of interactions
between cancer patients and ordinary people, effective programs need to be developed for sharing information and
experiences. Health care providers need to create supportive environments to develop an empathetic community where the
patients and ordinary people help each other.

5 Conclusions

Although the results of this study were derived from a small sample, the participants were ordinary people with a variety of
backgrounds, and they therefore provided unique insights into ordinary people’s views on cancer and cancer patients.
More research is clearly needed on this topic, including the development of educational tools and communication
programs. Given that many more cancer survivors are expected, every society should support cancer patients during their
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treatment and survivorship. A greater understanding of cancer patients and the provision of supportive environments for
them will enable us to develop an empathetic community where cancer is no longer seen as a taboo and stigmatized.
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