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ABSTRACT

Cancer is regarded as one of the major illnesses nowadays. Head and neck
cancer (HNC) is relatively widespread in East Asia, especially in Taiwan region. In
Taiwan, National Taiwan University (NTU) Hospital is the best medical institution;
with excellent medical specialists and resources, it is regarded as one of the best
destinations for cancer treatment in the country.

This study aims at understanding information-seeking behavior and information
needs of the NTU Hospital’s HNC patients and other related problems for this group
of patients. The author addressed the research problem using a qualitative approach.
Observation and in-depth interviews were chosen as the main data collection methods,
and a framework content analysis technique was employed. Twenty-one in-depth
interviews were conducted: fourteen interviews with patients, three interviews with
caregivers, and four interviews with medical specialists. Three main themes and nine
categories were identified and discussed. It was discovered that the participants have
different information-seeking strategies and utilize differing information sources.
Other patients and other patients’ caregivers were indicated as one of the major
methods of acquiring information and nutrition-related information provision was
stated as insufficient. Problems with utilization of the NTU Hospital’s resources were
highlighted. The recommendations in regard to a more comprehensive information

delivery based on this study’s findings were suggested.

Keywords: Head and neck cancer (HNC), information seeking behavior, information

needs, information sources, patient behavior.
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Chapter 1 Introduction
1.1 Motivation

One year ago my Taiwanese friend's younger brother who was only 35 years old
passed away. He died from colorectal cancer just one year after being diagnosed
despite doctors' prediction of five years survival period. Apart from medical
professionals, family members, friends, and acquaintances had all been trying to
provide any help they could. I personally also tried to provide some help — apart from
psychological support, I shared information I had obtained from the doctors in Russia
and helped to arrange a correspondence with one cancer clinic in Israel. This story is
meant to illustrate how stressful, sad, and daunting suffering from cancer can be to
everyone involved, and how much help a patient and relatives of a patient need. Over
the time that I had been interacting with my friend, I learned much about the
experience family members of a cancer patient has to go through as well as of the
problems of the patient himself. The constant search for information regarding new
treatments, new drugs, or doctors; being in low spirits and struggling with feelings of
hopelessness; living in a state of uncertainty and anxiety — what I observed and the

indirect exposure to this situation had a profound impact on me. In fact, it was my
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first time witnessing cancer so closely. One of the prevailing needs was the search for

information — the family of my friend has been actively searching for any possible

treatments, drugs, doctors, or clinics... Time was precious and acquiring correct and

helpful information was of vital importance.

In the era of free access to massive amounts of information online we often find

ourselves lost in an abundance of data that can bring uncertainty and perplexity, or

actually mislead and distort us from the right direction and correct decisions.

Numerous stories, including Steve Jobs' cancer story or the stories in the interviews

for this study, have told about how early diagnosed cancer patients postponed

treatment in favor of nontraditional treatments such as traditional Chinese medicine or

natural medicine and how negatively it impacted their health afterwards. In my

friend's case, the family also searched for Chinese medicine solutions in order to

avoid painful and potentially harmful surgeries, chemotherapy and radiotherapy

treatment. However, as in most cases, traditional Chinese medicine failed to cause the

expected miracles to occur. It is evident that in regards to healthcare, the importance

of providing trustworthy information in a timely manner cannot be overlooked.
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I have been involved in medicine-related business fields for almost three years.

After completing a two-year course in biotechnology management during my

bachelor's program, I decided to enter the healthcare sector to start my career, aiming

at promoting scientific and business-related cooperation for services or products

within this industry between Russia, Taiwan, and China. Healthcare is a critical field

in any country, and international cooperation could enhance the development of

medical services and products and thus be beneficial to citizens of all countries. It is

my opinion that the Russian business sector can offer excellent medical equipment

while Taiwan can provide the best practices in medical management as well as

expertise in traditional Chinese medicine treatments. Thus, a personal interest in these

areas was one of the reasons why I chose a thesis topic related to medicine.

I have observed how medical services differ in Russia, Taiwan and China, and

how, for example, in Russia, medical expenditures are constantly rising. Meanwhile, I

noticed that medical information available on Russian websites is becoming more and

more abundant. However, apart from basic information, treatment recommendations

differed a lot between different websites. This is likely to make a person so perplexed

they decide to visit a clinic, but the tendency of referring to medical information
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found online signifies that there is a demand for the availability of medical
information. This raised my interest in learning how to design convenient and helpful
online websites or platforms to deliver services, so during the second semester of my
master program I attended a course named "Platform strategy". By chance, Professor
Yu Jiun-Yu at the Business Administration department of National Taiwan University
(NTU) specialized in health management. I asked Professor Yu to be my advisor for
my master thesis and also for permission to participate in related projects.

In the beginning of the second year of my master program, I joined the team
working on one of the ongoing healthcare-related projects — ZOHUE platform
(ZOHUE £ %5 - #fzep 7 B Jp = o ). This project was a non-profit project that
was started in 2013 by two NTU professors, Yu, Jiun-Yu and Kung, Ling-Chieh, in
cooperation with National Taiwan Hospital Cancer Resource Center and “Kewang”
Head and Neck Cancer Patients' group of the Center. ZOHUE platform was designed
to serve as an online network site and as an addition to offline activities of the Head
and Neck Cancer Patients' group.

There is a steady growth of the Health 2.0 trend — new online healthcare websites,

communities, support groups and platforms gradually come into existence. Some of
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the most famous examples are websites such as PatientsLikeMe.com, Inspire.com,

Healthgrades.com, WebMD, etc. — these online healthcare-network facilitators create

valuable services for healthcare participants such as patients, patients' families and

medical staff. They provide health-related information, enable users to share emotions

and treatment records, or help professionals to exchange information and opinions.

The ZOHUE platform followed this Health 2.0 Internet trend and its operation was

designed according to the business model proposed by Christensen et al. (Christensen,

C. M., J. H. Grossman, et al., 2009) called Facilitated Networks Business. The

ZOHUE website was positioned to act as a healthcare-network facilitator — to provide

credible medical information resources and facilitate interaction and information

exchange between different parties such as patients, medical professionals, and family

members.

The pilot version of the platform was launched at the end of September 2015.

However, registered users failed to actively participate on the platform. Contrary to

the team's expectations, users did not share their emotional status nor involve

themselves much with online social activities (for example, discussions on the forum,

information sharing, or giving likes), neither did they interact much with the medical
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professionals that were also registered as members of the platform. Users’ main

interest was cancer-related information posted on the platform, but after some period

of time the frequency of their visits usually decreased. The team came to the

conclusion that a proper research of users’ needs prior to the design of ZOHUE was

lacking.

I participated in the project since its launch online and decided to conduct a

qualitative study related to users’ needs and behaviors, which became the basis for

this master's thesis. Since users of the platform were mostly interested in acquiring

information, it would be helpful to learn about what sources of information cancer

patients frequently use, which types of information are provided inadequately, what

sort of problems they encounter during their search of information, and subsequently

offer better service in information provision on the ZOHUE platform. It was decided

to focus on understanding patients' experiences after they were diagnosed with cancer

and their information-seeking behavior in order to uncover informational and other

needs. This understanding would be used to provide constructive suggestions to the

ZOHUE platform team and/or to the NTU hospital.
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This project gave me an opportunity to work with the professional team with

specialists from National Taiwan University, CCDM (CCDM, 2016) consulting

company providing services in design management, and medical professionals from

the most renowned Taiwan hospital, National Taiwan University Hospital. I was

grateful to be a member of this important project and it was another determinant of

deciding to conduct this study.

1.2 Problem description

Cancer is a serious illness that can be fatal and usually results in lifelong health

complications shortening the life span of a patient. Overall there were 8.2 million

deaths due to cancer and 14.1 million new cases worldwide in 2012, a year when the

most comprehensive global statistical report regarding this topic was conducted by

WHO (Fact Sheets by Cancer, n.d.). Cancer is a global health issue and, according to

the newest data of 2016, one out of seven deaths in the world is attributed to cancer

Cancer Facts & Figures 2016, n.d.). It is one of the most covered medical topics in

various journals and articles and is researched from different perspectives and

disciplines. Not only quantitative, but also qualitative research of cancer patients'

experience is becoming common since cancer affects many different aspects of a
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patients' life.

Head and neck cancer refers to a carcinoma type of cancer and affects such areas

as the mouth, nose and throat, as well as the larynx, salivary glands and sinuses.

According to 2014 WHO data, head and neck squamous-cell carcinoma (HNSCC)

affected 550,000 people globally that year, with occurrence in males two to four times

higher than females (Union for International Cancer Control, 2014). The WHO report

also states that this cancer type occurrence is ranked sixth in the world. One of the

most common types of head and neck cancer is nasopharyngeal carcinoma (NPC); the

geographic center is situated in East Asia, and Taiwan is a region with high

occurrence.

This study will focus on the different forms of head and neck cancer of

Taiwanese patients. As to the overall head and neck cancer statistics in Taiwan, in

2014, 52,256 males and 11,996 females were diagnosed with one of the head and

neck cancer types, and the ratio of men to women is 5:1. Men aged 45-64 years old

have the highest rate of developing head and neck cancer (¥ Z X W2 45713F,

2017). Risk factors include unhealthy lifestyle habits, environmental factors, as well

as hereditary aspects and viruses. It is prevailing that carriers of HNSCC belong to the
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low socioeconomic class as the majority of the people diagnosed with neck and head

cancer has one or a few unhealthy habits such as smoking, abuse of alcohol, or

chewing betel nut.

The National Health Insurance (NHI) system in Taiwan was established in 1995

and has been praised all over the world. It is well known that Taiwan's NHI is one of

the most affordable health insurance programs in the world, and at the same time it

provides very high-quality services. One of the reasons of this service quality lies in

the fact that in Taiwan only the students with the best academic achievements can

apply to medical universities. More than 90% of Taiwan's citizens have healthcare

insurance and as to the medical costs, NHI covers a substantial part of all medical

treatments. Therefore we can assume that patients in Taiwan receive a high level of

healthcare services and that, unlike many other countries, the financial burden is not

the prime problem for Taiwanese patients, including cancer patients. As a result, our

research settings — Taiwan — can provide us with the opportunity to focus on

researching patients' needs other than monetary.

For HNC patients, physical disabilities related to major life activities such as

eating and speaking are regarded as troublesome and depressive. Also, uncertainty
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about future health circumstances, especially feelings of being at risk of relapse, is the

source of substantial psychological distress. These two aspects, physical and

psychological, in turn influence social life and thus aggravate the consequences of

being ill with cancer even more. However, the author believes that adequate and

timely information acquisition can to some degree prevent deterioration of physical

functions along with lessening negative psychological states such as anxiety and fear

about the future.

According to statistics, health information search is the third most popular online

activity after e-mailing and using a search engine (Zickuhr, K. 2010).

The U.S. Pew Research Center revealed that in 2013 "72% of internet users say they

looked online for health information of one kind or another within the past year" (Fox,

S., & Duggan, M., 2013). Another report showed that among healthcare consumers

"20% have joined a health-related forum or community" (Health 2.0 social media in

healthcare, n.d.), and yet another source indicated that "60% of doctors say social

media improves the quality of care delivered to patients" (Mollie Ottenhoff, 2012).

Research conducted in EU from 2010 to 2011 revealed that information on the

Internet was the second source of medical information after consulting physicians.

10
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These facts indicate that there is a significant need for online medical or

wellness-related information.

However, there are several issues related to online medical information. First, the

quality of information presented online is inconsistent. While some websites provide

adequate and accurate medical information, there are also sites, which provides

grossly incorrect information. Second, the search for information can be

time-consuming and without helpful results due to the lack of clear classification of

information types, such as for search of information for different stages of cancer.

Third, the major type of online cancer-related information in Taiwan is general,

descriptive and educational. However, there is insufficient information about more

detailed treatments, lists of medical institutions, specialists, or food supplements

during recovery.

Finally, there is one more issue to discuss. The fact that HNC patients in Taiwan

are relatively aged and many are not used to the systematic search of information

online due to their socioeconomic status poses a problem for them searching

information online. In these cases, help from a patient's relatives or educational

interventions organized by medical institutions are needed.

11
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The author acknowledges that the task of conducting the research in regard to

this healthcare issue in Taiwan is challenging. The challenge stems from two facts.

Firstly, Taiwan's healthcare environment is already highly developed and high quality

healthcare is accessible to the majority of citizens. Secondly, the study concentrates

on investigating patients’ needs from the best medical organization in Taiwan — NTU

Hospital, where services are already rather comprehensive and highly professional.

This implies that the hospital’s services and information provision are probably

already satisfactory, however the author is intrigued by the opportunity to discover

new findings of head and neck cancer patients' problems and needs in information

acquisition.

1.3 Research objective and research questions

The phenomenon of interest of this study is understanding the needs of head and

neck cancer patients of NTU Hospital related to information acquisition, whether

these needs are satisfied or not, and to investigate information-seeking behavior

patterns of the patients. After exploring the previous literature on the topics such as

information sources, informational needs, and information seeking behavior of cancer

patients, the author can conclude that not many studies were done in regard to head

12
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and neck cancer patients, especially in a qualitative manner. Still, as was stated earlier,

adequate information acquisition is an important part of the medical process and has a

significant impact on a patient's disease treatment outcome and further control of the

disease.

Nowadays one of the main sources of health-related information is the Internet.

However, the majority of people with HNC are relatively aged and usually belong to a

low socioeconomic status. The author is inquisitive about how these cancer patients

obtain health-related information: Do they rely more on the information provided by

the hospital or search for information via the Internet or through other people?

The purpose of this study is to gain an understanding of the information needs

and information-seeking behavior of HNC patients using qualitative research methods.

Specifically, we plan to explore how information relate to cancer is searched, how

information provided by the hospital is used, and what is the role of information from

Internet sources or from other people. Apart from the ZOHUE platform design project,

the results of the study can be used by medical organizations or other related

organizations for designing online and/or offline information providing strategies

tailored to patients' needs. Furthermore, the research results from this study can be

13
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applied to investigate information provision in relation to other types of cancer as

well.

Specific research questions that this study attempts to answer are discussed

below. The first set of research questions of this study is related to

information-seeking behavior of the patients. How do patients search for information?

The author aims to investigate how patients select, filter, and verify information. We

often doubt the trustworthiness of the information online, but when it comes to

medical information, verified and trusted information is even more important and

necessary. How do patients choose about which information they deem to be

trustworthy and which is not? Do they discuss their doubts and questions about the

information they found with doctors?

Another important issue highlighted in the reviewed literature is a connection

between information-seeking behavior and attitude or psychological state; a patient's

attitude can explain his or her strategy of acquiring information. Moreover, the author

believes it is also necessary to uncover the relationship between the methods of

information acquisition and demographic factors for a better understanding of

patients' problems and needs related to information search.

14
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The second set of research questions is related to informational needs of the

patients. What informational needs do patients (and their families) have during the

different stages of cancer treatment? What types of information are lacking? There is

a series of stages such as diagnosis, choice of treatment, treatment process, recovery,

control and prevention. The main type of information provided in hospitals is

regarding treatment procedures and we are interested in investigating whether

providing this type of information during the treatment process is considered adequate

in the eyes of patients and their family member or if they feel the information

currently provided by the hospital is lacking in certain aspects. Also, we are more

driven to research other sources of information used during different stages by a

cancer patient. For instance, apart from leaflets explaining treatment procedures, a

description of side effects and basic nutritional information, NTU Hospital provides

other informational resources, for example information online in the form of lectures

held by doctors or nurses that are placed on the hospital’s official webpage in the

educational resources section. There is the Cancer Resource Center that was

established in 2010 as one of the sources of printed information; the Center also lead a

community for head and neck cancer patients. Do patients use these in-hospital

15
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resources often? Do they find them helpful? In conducting this research it is important

to understand the current sources of information in order to uncover informational

needs.

Answers to these research questions will provide the author with more insights

into what information is used and how head and neck cancer patients process it during

their disease trajectory. Most importantly, the study results will direct future

endeavors of designing the ZOHUE platform and similar online services for cancer

patients.

1.4 Research Process

After the research topic was decided, an exploratory literature search was

performed. Based on the first findings from the literature review, 3 trial interviews

were organized in order to test an interview guide. Afterwards, the research objective

was decided and a research method was designed. Subsequent literature review

facilitated the definition of the research questions and the practical part of the study

began. Observation and in-depth interviews were performed, followed by a

framework content analysis. The complete research process is graphically described

in Figure 1.1.

16
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Figure 1.1 Research process
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Chapter 2 Literature review

Journal articles investigating cancer-related topics are numerous and approach
cancer-related issues from different angles, however, the overall number of papers in
English discussing problems related particularly to HNC patients is not high, probably
due to the low incidence rate of this cancer type in western countries; for example, in
USA this type of cancer constitutes only 3% and in UK only 4% (Ziegler et al. 2004,
p.120) of all cancer occurrences. Moreover, the majority of previous studies on
informational needs and informational seeking behavior of cancer patients were done
in a quantitative manner and not through a qualitative approach.

In total, there were three phases of literature review. Prior to a more focused
literature search, a general literature search in Chinese was conducted with the
purpose to better understand problems encountered by cancer patients or HNC
patients specifically. The author searched for related blogs, patients’ online sharing
and diaries, Facebook groups, and videos or audios of offline patient communities’
activities. These search results became the basis for the targeted literature search and
this study’s first interview guide. For the targeted literature search, research on topics

concerning information behavior or informational needs has been done extensively in

18
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relation to cancer patients in general as well as exclusively to head and neck cancer

patients. Literature reviews, systematic review were perused first and then other

journal articles were researched. An analysis of the most representative articles

related to this study, which were identified by article name, citation rate, and

appearance in references to the main articles in the field, is incorporated into this

literature review. After the research results were obtained, one more additional

literature search and review of the second stage literature investigation was performed

in order to gain a better understanding of the derived findings. Only free literature

resources from Google Scholar and NTU library were used, and the articles examined

were mostly written in English.

The literature investigation revealed that topics on information needs and cancer

information seeking behavior of Taiwanese cancer patients were not properly studied,

especially when focused on one particular cancer type such as HNSCC. Only two

papers in Chinese that tackle the issue of head and neck cancer in relation to

Taiwanese patients were found. These studies are (1) a doctoral thesis about

informational needs of family members of cancer patients using a qualitative
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approach (Chen, 2012), and (2) a master thesis on information needs of HNC patients

using a quantitative analysis (Chen, 2006).

During the literature examination the author focused on understanding the

methodological part, research purpose and questions, research design, research

findings, and research gaps of each study. The literature search was conducted in

regard to four distinct topics that appear to be the central themes in this study —

information seeking behavior, sources of cancer information, cancer patients’

informational needs, and cancer patients’ informational needs at different stages of

cancer.

2.1 Information seeking behavior

Information seeking is an indispensable part during the course of any disease and

helps people cope with problems that may occur. Information seeking is defined as “a

process in which humans purposefully engage in order to change their state of

knowledge”(Marchionini 1997, p.5). Patients may employ different strategies when

searching for information and vary in their attitudes toward information seeking.

It has been observed that following technological advances and emergence of

new communication channels during the 21* century, information-seeking patterns

20

d0i:10.6342/NTU201700504



are undergoing significant changes (Rutten et al. 2016). A common strategy during

recent years is a tendency amongst patients to search for information online, yet the

issue of online information’s quality is a serious concern and is broadly discussed as

has been mentioned in this paper’s introduction. Rutten et al. (2016) completed, with

the support of Mayo Clinic, a significant research concerning trends in cancer

information seeking between 2003 and 2013 via phone calls and mails. The study

states that “the percentage of cancer survivors who reported information seeking

increased from 66.8 % in 2003 to 80.8 % in 2013” among 3664 respondents (Rutten

et al. 2016, p.350). The Internet is indeed becoming a popular source of information,

thus an understanding of patients’ use of the Internet should be brought to attention.

Nevertheless, according to the study’s 982 responses, from 2003 to 2008 the

percentage of information search online showed stable numbers (35.6% in 2003 and

36.1% in 2008), while there was an increasing tendency of seeking information from

healthcare professionals (19.6% in 2003 and 44.4% in 2008). Interestingly, it was also

reported that people aged over 75 years old, of male gender, and with lower level of

education relied on information given by healthcare professionals more and regarded

it as a primary information source, while information online constituted as the major
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source of obtaining information for younger, age ranged 18 to 34 years old, and more

educated patients. This is a significant finding and explains that information-seeking

patterns differ depending on various demographic factors. In particular, it is

highlighted that attention should be paid to the preferences in information acquisition

for the higher aged category of patients due to their limited usage of the Internet.

In the following study by Maddock et al. (2011) funded by Eurocancercoms,

quantitative and qualitative research approaches were combined. The authors

hypothesize that Internet information seeking should be actively assisted by medical

professionals or medical institutions referring to the results of the online survey of

476 people from 24 countries. Acquired information has a critical influence on quality

of life and decision-making by the patients, and the Internet can play an important

supportive role for health information seekers. Furthermore, not only the concern

related to quality of information, but also issues such as choosing credible websites,

interpretation ability, and the issue of individual needs are underlined. The authors

discussed the importance of helping patients with identification of information quality

by medical professionals and suggested the creation of an online platform that

provides trustworthy information.
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Mayer et al. (2007) performed a survey study of 619 cancer survivors and

identified that 67.5% of all the respondents searched for cancer-related information,

67% of them used the Internet to acquire information, and online information was

regarded as useful by 91%. However, 40% of the one third of respondents that did not

refer to information online stated the problem of complexity. The study supports the

findings from the previous paper by Maddock et al. (2011) that healthcare providers

should assist patients with online information recommendations. “Health care

providers can screen existing websites for credibility and make specific

recommendations to their patients. Likewise, providers can be instrumental in

developing, contributing to, and evaluating trustworthy health or cancer-related

websites.” (Mayer et al. 2007, p.349). Online information was also extensively

searched by the patients’ caregivers. James ef al. (2007) suggested as much as 48%, of

all caregivers searched online for information and then shared it with the patients,

thus increasing overall awareness and compliance of the patients.

Another important issue in cancer information seeking is the patient’s attitude

towards cancer management and related coping strategies. Patients participating in

this paper’s study who were active in decision-making regarding their treatment
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expressed a desire for more information as will be discussed in the section about

patients’ information needs. However, what about the patients who show reluctance

towards information acquisition? 17 interviews that lasted 45-90 minutes with cancer

patients in the beginning stages of cancer care were completed by Leydon et al.

(2000). The participants were diagnosed with different cancer types, dominated by

females (11 patients), participant nationality was mainly British, and the average age

was 55 years. In this study, only 6 participants indicated a need of as much

information as possible, while in comparison to the limited desire in information

acquisition of the other 11 patients. Three possible reasons of information avoidance

were identified — faith in the doctors, hope that cancer would not disrupt their current

lives, and charity in the sense of sacrificing limited resources for other patients who

are in worse conditions than the patients themselves. For instance, cancer information

and services’ avoidance was clearly demonstrated by males who “maintained hope

through silence” (Leydon et al. 2000, p.912). Extra information was regarded as

threatening and could potentially diminish hope. Also, as opposite to women, male

patients usually did not discuss questions with their doctors and were less interested in

other patients’ experiences.
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The topic of information avoidance and reasons behind the patients’ decision to

distance themselves from additional but potentially helpful information is complex

where preferences for timing and content of information were found to vary among

patients. This study only focuses on the patients in the beginning of their illness path,

whereas an understanding of patients’ information seeking behavior at other stages is

equally important. Moreover, qualitative research in the form of in-depth interviews is

most likely the most suitable way of uncovering underlying reasons in relation to

information avoidance.

Although information needs persist during all the cancer stages according to the

previously mentioned paper of Rutten ef al. (2016), information-seeking degree may

vary between pre- and post-treatment phases, as the study of 731 patients from 17

oncology clinics in USA via survey by Eheman et al. (2009) also suggests. It was

found that patients require more information before the treatment, and active seekers

were usually younger, or married patients, or with higher level of education. On the

contrary, elder people and patients with poorer health status represented the category

of passive information seekers. The authors argue that it is important to uncover other

reasons behind changing information seeking behaviors apart from the
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decision-making timing, and that health providers should be concerned with

information avoidance behavior of a patient. Moreover, it is assumed that

after-treatment information support may be helpful for recovery and better well-being

of the patients. In accordance with the previously discussed articles in this section, the

authors again propose that medical specialists should offer information about credible

online websites to patients.

The interviews of 262 patients’ examining information seeking behavior were

conducted by Czaja et al. (2003). This study raises the issue of such behavior when

patients seek related information but do not use it for decision-making regarding the

treatment. Medical providers could possibly encourage these patients to apply the

information they have acquired during discussions about treatment choices. Also,

doctors should be more controlling and proactive with the patients who prefer to

delegate decision-making to doctors.

2.2 Sources of cancer information

Although healthcare professionals constitute one of the most important sources

of health information, continued evaluation of the sources from which cancer patients

seek information is necessary, especially in an era of ever-increasing information
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access. For example, the rapid growth in health information on the Internet has

spurred the development of online health resources and consumer health online

services, which in general focus on facilitating access to and use of information.

Literature search of various articles suggests that web-based resources and healthcare

providers are two predominant sources for patients and caregivers during information

seeking process.

Overall, a limited number of articles address the issue of information sources for

cancer patients. The most fundamental systematic review was conducted in 2005 —

“Information needs and sources of information among cancer patients: a systematic

review of research (1980-2003)” (Rutten et al. 2005). The authors of this study

examined 112 articles on the topics of information needs and sources. Not only

articles related to diagnosis and treatment stages, but research papers related to

post-treatment stage and multiple stages were included into the review, each type of

approximate equal percentage about 32% to 34%. The articles’ geographical scope

included Americas, Europe, Australia, and 2 articles from other countries and articles

about different cancer types were researched.
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Information sources were divided into 5 distinct types and 19 subcategories.

Results stated that for the period from 1980 to 2003 the major source of information

were health professionals (27.3%) and the subgroup “physicians” constituted 47.3%.

Printed materials were the second main source indicated, 26.2%, with books being

referred to most frequently (25%). The third biggest category was “interpersonal”

source of information. The subcategory related to friends and family had the highest

percentage, 42.9%; social groups — 30.6%, and other patients — 20.4%. Media and

other resources were used to a lesser extent. The main sources used during diagnosis

and treatment phases differed from those utilized during the post-treatment period.

Importantly, medical professionals and interpersonal connections became two

prevalent sources at 40.6% and 25%, comparing to 26.9% and 11.5% respectively

during the diagnosis and treatment stages. In the conclusion it was suggested to

conduct qualitative interviews for a better and deeper understanding of the needs and

sources related to information. The author of this thesis attempted to find more recent

comprehensive research of similar scope on the topic done after 2005, but did not

succeed. This review is the most comprehensive in regard to the numbers of articles,

geographical scope, variety of stages, and cancer types.
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Ankem (2006) completed another systemic review of the 12 articles regarding

the usage of information sources. They found that patients often refer not only to main

sources of information provided in medical organizations, but often combine with

additional external information sources. The most frequently used sources of

information, excluding results from two studies, were healthcare professionals

(86-100%), brochures (34-79%), and family and friends (46-55%). Interestingly,

Internet or patient groups’ sources were not used as frequently. The author

additionally analyzed helpfulness of information sources with books at the first place

even though books were not the most frequently used source. Healthcare

professionals and leaflets were the second most helpful types of information. The

author also concluded that younger patients actively used multiple sources of

information in contrast to the patients aged above 65 years. In the discussion, a

following in-depth research was suggested in order to provide better and more helpful

information to patients, as well as additional research exploring various variables that

influence choice of particular information sources.
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2.3 Cancer patients’ informational needs

Information acquisition is significant for cancer patients and their families since,

in a very short period of time, patients and caregivers need to digest large amount of

specialized information, make crucial decisions with serious consequences, and

prepare for the post-treatment recovery period. From the onset of the disease,

interaction with new information is ceaseless throughout the illness trajectory. The

following discussion will examine informational needs in detail.

The first step of literature analysis on this topic was by identifying systematic or

literature reviews. The abovementioned research by Rutten et al. (2005) is the seminal

work in regard to information needs, with the number of citations exceeding 648 and

with 91 reviewed articles related to cancer information needs from 1980 till 2003. The

uniqueness of this review for a comprehensive understanding of information needs

lies in the time span of the study, analysis of quantitative as well as qualitative

research papers, inclusion of different cancer types, and a clear division into

categories and subcategories.

Six main categories of needs were discovered with four main types identified:

treatment-related information (38.1%), cancer-specific information (12.8%), and
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rehabilitation information (12.2%), followed by prognosis-related information need

(10.8%). Rehabilitation included nutrition during the recovery period which is the

second biggest subcategory with 21.6%, only surpassed by self care and home care

rehabilitation information need (30.9%). Informational need in interpersonal and

social aspect accounted only to 6%. Notably, 35% of patients possess a need of

treatment-related information in the post-treatment phase as well. In this phase this

type of information demonstrates the highest percentage among all the need

categories exceeding recovery information need (22.5%). This finding is important

and emphasizes the significance of investigating evolution of information needs at

different stages of the cancer continuum for solving patients’ informational problems.

Ziegler et al. (2004) completed a comprehensive literature review of information

needs, experiences, and decision-making in regard to head and neck cancer patients.

The article states that unlike other cancers, head and neck cancer patients often suffer

from psychosocial problems as a consequence of facial disfigurement or impairment

of vital functions like speaking or talking. The complexity of this cancer type makes it

especially worth to be researched. Papers that examined information needs of neck

and head cancer patients stress that information giving is often incomplete or does not
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meet the needs of patients. Moreover, communication skills and personal qualities of

healthcare professionals are important. Patients wished to have information presented

in a simpler language and be given an overall understanding of the treatment, as

opposed to a detailed one. The linkage between information needs and anxiety or

psychological problems was identified in two reviewed studies. The authors argue that

research of head and neck cancer patients’ needs is insufficient and suggest that

qualitative investigations via interviews could be insightful.

Husson et al. (2011) completed another systematic review of 25 articles that

included investigation of information provision for cancer patients and its association

with quality of life, anxiety, and depression. 5 articles examining anxiety and

depression of cancer patients in general support that a positive relationship exists

between provision of information and level of anxiety or depression, but negative

correlation was also reported in two studies. It was noted that the time factor is an

important variable in influencing levels of anxiety or depression. Another important

conclusion of the study is that anxiety can impede information processing due to

diminished mental health of a patient. Husson et al. (2011) also emphasizes that “the

information needs of cancer patients vary by gender, age, cultural background,
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educational level, cancer type, stage of disease and coping style” (Husson et al. (2011,

p.761), and therefore urges for provision of customized information to patients.

According to systematic analysis of 57 articles by Harrison et al. (2009), it is

tentatively concluded that patients’ needs are the most prevalent during the treatment

and post-treatment phases. In their analysis of the types of unmet needs, the need for

information placed third after needs related to daily living and psychological state.

The researchers affirm that needs constantly change throughout the cancer care

continuum, but prospective studies of cohorts of patients which might explain how

changes of need evolve are insufficient.

Ankem (2006) conducted a meta-analysis of demographic and situational factors

influencing information needs of cancer patients between 19 to 75 years old and

presented two interesting findings. First is that younger patients (55 years old or

below) expressed a higher need for information. The second finding corresponds with

the finding previously stated by Ankem (2005) — patients with an active role in

decision-making show greater need for cancer-related information. It is concluded

that age and chosen role in decision-making are the variables that predict the need for

information most precisely, not gender, level of education, time since the diagnosis,
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or stage of the disease. More research on demographic and situational factors is

needed to give a more detailed explanation of all the intricate relationships between

various variables. In this article, Ankem et al. also list the two most important

information needs emphasized by patients — information about the disease and

information regarding the treatment. This article clearly underlines the importance of

more advanced research on reasons behind the need for information, especially in the

case of older patients who are passive in regard to receiving information.

esearch on understanding Iranian cancer patients’ informational needs was
R h derstand I tients’ inf t | d:

done by Heidari & Mardani-Hamooleh in 2015 using a qualitative research method.

The authors organized 25 semi-structured interviews with each spanning 40-55

minutes with patients from 32 to 51 years old, 14 females and 11 males diagnosed

with 5 different types of cancers. Importantly, the position of the participants in

cancer journey differed from 2 months to 4 years. The interview data was transcribed

and conventional content analysis was employed. Two main categories were revealed

— (1) the need for information related to the disease including two subcategories as

disease and prognosis and (2) the need for information about daily life, including

information about regular life activities and healthy lifestyle. Healthy lifestyle
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included topics such as nutrition, exercise, and prevention. The authors highlight the

importance of the findings through this deep-level analysis, but admit limitations such

as heterogeneous cancer types and multiple stages as well as sample size of only 25

patients.

A few papers pay attention to the specificity of head and neck cancer. For

instance, Koster & Bergsma (1990) posit that due to facial impairment, head and neck

cancer is highly traumatic to patients and it has a significant influence on

interpersonal aspect of patients’ lives, emotional health is impacted as well. What is

also special about the majority of HNSCC patients is their low socioeconomic status

and relatively low educational level. This implies that these patients require

considerable help from medical professionals. One of the methods to support these

patients is information provision in a customized, clear, and understandable way.

Semple et al. (2012) provided a significant argument about the importance of

information provision for HNSCC patients: “many of the side-effects of head and

neck cancer treatments are predictable.” (Semple et al. 2012, p.589). The authors

reviewed the previous body of research about information needs of cancer patients

with particular focus to head and neck cancer and suggested that provision of
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appropriate written information is highly important in addressing patients’ needs and

serves as a complimentary tool for oral consultations. Specifically, importance of

finely designed leaflets is highlighted.

Information provision is closely related to patients’ expectations regarding

cancer treatment and recovery. Llewellyn et al. (2005) completed 15 semi-structured

interviews and revealed that head and neck cancer patients have different preferences

about information and different opinions on timing of information provision. They

argue that timing and amount of information should be individually assessed to better

prepare patients for upcoming treatment challenges. This argument corroborates with

suggestions proposed by Newell et al. (2004) in his study regarding information

provision prior to surgery — information for patients should be individually designed.

Additionally, Newell et al. (2004) reveals another issue related to information

provision — inadequate provision of the information after surgical treatment,

especially after a 3 to 6 month period.

Research conducted by Maddock et al. (2011) was already partially discussed in

the information seeking behavior section. The results in relation to information needs

are graphically presented below (Figure 2.1). 7 main information needs out of 14 are
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listed in descending order: side effects (about 62%), treatment options, local

information (support groups, health facilities), causes and spread of cancer, my

diagnosis, diet and nutrition (about 39%), and physical activity and promoting

recovery.
Figure 2.1 Information needs (Maddock et al. 2011)
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2.4 Cancer patients’ informational needs at different stages of
cancer

A cancer patient undergoes a few stages in his cancer journey, and a growing
number of research aims at investigating how a patient’s needs in and of information

evolve and change during the illness. Nevertheless, currently the majority of related
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research usually addresses information needs at diagnosis or treatment phases.

A recent scoping review (Fletcher et al. 2016) of existing literature on the topic

from 2003 to 2015 from USA, Canada, European countries, Asian countries and

Australia, including quantitative and qualitative studies, highlights this issue and

states that research data on post-treatment and following phases is not well

documented. For instance, post-treatment phase represents only 16.3% of the total

number of studies in the field, and recurrence/metastasis and end of life stages are

described in only 2.9% and also 2.9% of studies respectively. With the focus on

diagnosis and treatment stages, it is reported that patients’ most important need is

information about treatment options, 33.4%. This need occupies the first place among

the 17 categories of all needs and their related subcategories. It is also stated that both

demographic factors and treatment phases need attention for tailoring information

provided to patients, especially considering that an individualized approach to patients

is becoming more necessary in the era of patient-centered medicine with shared

decision-making.

Squiers et al. (2005) corroborate the statement about inadequacy in research

regarding information needs at cancer stages other than diagnosis and treatment, or an
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integrated analysis of all the stages. A sample of 19,030 calls to the National Cancer

Institute's (NCI's) Cancer Information Service (CIS) from 2002 to 2003 was analyzed

and received findings were as follows: (1) women and higher educated people sought

for information more actively (2) female callers tended to ask a few additional

categories of questions, including support services and psychological issues, whereas

male callers primarily asked more about specific treatment (3) needs of the callers

divided into five groups by the treatment differences (under treatment, after treatment,

in recurrence stage, no treatment, and unknown status of treatment) distinctly varied

through the cancer care journey. Also, patients in such stages as no-treatment and

pre-treatment stages exhibited their interest in certain types of information that is not

often discussed in the literature. A more comprehensive research of informational

needs at various cancer stages via longitudinal studies and interrelationships between

them is recommended. Additionally, a design of formalized assessment of patients’

needs based on demographic and situational variables is called for.

One more study underscores the problem related to insufficient research of the

patients’ needs after the treatment phase (Mistry et al., 2010). The study of 187 cancer

patients’ cross-sectional surveys was completed in an attempt to find out differences
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between pre-treatment and post-treatment phases, whether needs vary across the

cancer care continuum, and also how demographics influence the informational needs.

One of the major findings is that “collectively patients felt that they were

under-informed regardless of the information domain concerned” (Mistry et al., 2010,

p.4), therefore equal attention should be paid to all the information categories.

Patients stated that information about their prognosis is most sought after, but

“post-treatment patients continued to have information needs comparable to patients

undergoing treatment or at the pre-treatment stage, except with reference to

treatment-related information (p =< 0.01),..” (Mistry et al., 2010, p.1). This finding

once again emphasizes the importance of providing information to the patients at the

post-treatment stage. Another issue that this study raises is that research on the needs

of patients with rare types of cancer is scarce. This thesis concerns with head and neck

cancer, a cancer type that is uncommon in western countries, and after completing the

literature review it can be admitted that research on informational needs at different

stages in regard to this particular type is insufficient.

It is worth to note that patients become significantly distant from the healthcare

providers after the end of the treatment, in general have less contacts with medical
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organizations, and yet still demonstrate a need for specialized medical information

during the follow-up or cancer surveillance periods. Shea-Budgell et al. (2014)

explored the topic of information needs and information sources for the patients in a

follow-up phase of cancer continuum. 411 patients with diverse types of cancer who

completed their treatments participated in this research conducted during 2011-2012.

In fact, this was the first study that provided a substantial research with the focus only

on post-treatment subjects. The questionnaires’ results indicated that the need for

information did not decrease after treatment finished, and patients specified that

treatment-related and screening information were the two most sought-after types of

information. The Internet was the most frequently used channel for acquiring

information, but only 38% of the patients discussed online information with their

healthcare providers. At the same time, the level of trust in relation to the Internet was

less than 20% while above 90% of the patients acknowledged that healthcare

professionals was the most trusted source. Furthermore, 84% of the respondents

considered medical professionals as the most preferred medium for receiving cancer

information and 75% stated that personal reading materials was the second most

preferred way of acquiring information followed by Internet search. The authors of
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the study suggest that one of the ways to satisfy patients’ informational would be

medical professionals, as a trusted source of information, to provide a list of websites

to their follow-up stage patients.

In this section dedicated to literature review, the existing body of research on

topics on information-seeking behavior, sources of information, and informational

needs of cancer patients which has become popular after 2000s (Rutten et al., 2005)

was examined and discussed. One of the major issues that was highlighted in the

majority of the articles is the lack of comprehensive understanding of how

information-seeking behavior, informational needs and the choice of informational

sources differ and evolve along the cancer continuum. Most of the studies are focused

on discrete stages of cancer treatment and are cross-sectional rather than longitudinal.

A number of papers suggested that in-depth qualitative investigation can be insightful

in providing possible answers to the underlying causes of cancer patients’ changing

information-seeking behavior. Moreover, focus on particular a cancer type during

research can address the limitations of the majority of earlier qualitative studies in the

field.

The majority of examined articles in regard to the topic of information needs

42

d0i:10.6342/NTU201700504



emphasize the benefits of cancer information to patients such as better

decision-making, higher compliance, and improved quality of life. Fletcher et al

(2016, p.2) also stated that “people who are provided with accurate and timely

information also report decreases in anxiety and fear about cancer and treatment”.

Anxiety and psychological problems remain one of the central concerns for cancer

patients that are not easily solved and a number of studies suggest that information

provision can play a positive role in this aspect.

The papers suggested that healthcare professionals should learn more about the

patients’ informational needs and information-seeking behavior and provide

information in an individualized and comprehensive manner, thus enhancing the

quality of communication with the patient, which in turn can have an important

influence on overall treatment outcomes. For successful information customization

various demographic and situational variables should be taken into account.

Informational services, written information in the form of leaflets, diversified

channels for acquiring information and other forms of interventions are proposed for

practical implementation by healthcare providers.
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Chapter 3 Research design

When there is need for a context-specific and descriptive research focused on
understanding the dynamics of a problem, the best method to be used is a qualitative
research approach. The author conducted a basic qualitative study using interpretivist
philosophical framework that aims at describing and understanding the phenomenon
researched. Literature reviews were done in regard to such topics such as cancer
patients or head and neck cancer, oral, nasopharyngeal and other types of cancer,
cancer patients’ information needs, information behavior, or sources of information.
Systematic reviews, literature reviews, quantitative and qualitative studies were
perused and analyzed. A more detailed description was provided in the literature
review section of the chapter two.

The study’s data was collected during the observation and in-depth interviews
with head and neck cancer patients at the NTU Hospital. The observational setting
was NTU Hospital, principally (1) otolaryngology department’s medical consultation
and health education area and (2) radiotherapy treatment waiting hall. The author was
curious to observe the patient-doctor interaction and as well as to investigate what

sources of information were presented in these places. In-depth interviews provided
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abundant data to understand head and neck cancer patients’ thoughts, feelings, and

behaviors, and the data was subsequently analyzed using the framework method of

content analysis.

3.1 Recruitment of the interviewees

Interviewees were selected by convenience sampling with the assistance of two

doctors at the NTU Hospital’s ear, nose and throat department, Dr. L. and Dr. W., who

cooperate with the author’s advisor on the ZOHUE project related to this study. Prior

to the recruitment, two weeks of in-person and e-mail discussions with the doctors

were held in April 2016 and recruitment itself was conducted in the NTU Hospital

over three weeks in May with recruitment sessions lasting two to three hours each

week. All of the recruited patients were treated in the past or are currently in treatment

or post-treatment phases under the guidance of NTU Hospital’s specialists and were

recruited during their regular visits to the doctors.

Initially we planned to organize half of all the interviews with family members

and half with patients, but the majority of patients visited the doctors alone or decided

to be interviewed without other people, thus access to family members was limited.

Furthermore, there were some family members who refused being interviewed. As a
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result, only 3 family members participated in our interview sessions.

All of the participants were given a brief explanation of the project by the two

collaborating doctors and more complete written and oral explanation of the purpose

of the study and the content and topics of an interview by the author of this study and

the author advisor’s assistant. Patients were selected as interviewees only after their

written consent was obtained and after they completed a basic questionnaire. For

ethical issues, a clause assuring information confidentiality was included in the

consent form. The recruitment process of the interviewees is shown in Figure 3.1. The

document used during this process, such as consent form and basic questionnaire are

provided in Appendix1.

Figure 3.1 Recruitment process

Selection of the patients by the doctor after brief introudction is made and consent is
received

\Z

Explanation of the purpose of the study and the content of the interview by the author
and the advisor's assitant

\Z

Receiving consent

\Z

Receiving completed basic questionnaire

\Z

Discussing time and place for the interview

Interviews were divided into two rounds using two different interview guides. In
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total, 24 participants were recruited in the initial phase, but after the follow-up contact

only 14 agreed to be interviewed during the first interview phase; 4 patients and 1

family member gave their consent to participate in the second interview phase. Some

of the initially recruited people did not respond to messages or replied that they had

changed their minds and did not want to be interviewed. As to the second interview

round, only participants with active information-seeking behavior from the first round

were chosen, however, two of them refused to participate in an additional interview.

Moreover, four healthcare providers, 3 doctors and one nurse, participated in

interviews; all were from the ear, nose and throat department at the NTU Hospital.

Prior to the interview the participants were contacted by text messages or e-mails.

With participants K, L, F, and G the contacts were more frequent and included

exchanging of additional information, and in the case of patient G who did not have

family taking care of him, we wanted to support this patient psychologically while he

was undergoing the treatment. We expressed gratitude for taking time to be

interviewed to each participant at the end of each interview, and the stories from each

interviewee were compiled based upon the transcripts and sent to them for

verification. One of the stories is displayed in Appendix 2.
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3.2 Basic questionnaire and interview guides

The purpose of completing the basic questionnaire form was to aid in designing

tailored interview guides and timelines prior to the interviews with the participants. In

the questionnaire, a patient was asked to indicate the following information:

1. surname
2. sex
3. age

4. occupation

5. age when was diagnosed with cancer

6. cancer stage

7. treatments received

8. problems encountered

9. sources of information

10. whether participated/participates in the activities of any cancer-related

associations or patient groups and which ones

11. whether usually follows any blogs of other patients, other patients’ family

members, or medical doctors
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The interview guide for the first interview phase was structured based on the

main themes found in the blogs or other online information posted by head and neck

cancer patients or their family members. Additionally, this guide was tested in three

exploratory interviews that took place in October and December 2015, two with

patients and one with a caregiver. It consisted of three main parts:

(1) treatment experience that included questions about thoughts, emotions, and

encountered problems along the continuum of cancer care; (2) sources of

information, information-seeking behavior and (3) communication with other

patients or medical specialists.

Figure 3.2 Interview guide sample for the first round of interviews

The cancer journey (thoughts, emotions, and problems)

Source of information

Communication with
other patients, medical
staff

What thoughts did you have
in mind when you found out
about your condition?

What are possible
underlying reasons for the
disease?

Would you like to share
your treatment experience?
What difficulties did you
face?

When the illness started, or
during the treatment, what
information did the hospital
provide? Could you give an
example? Was the information
sufficient?

During your illness, whom
did you contact the most,
what did you talk about?
How did you communicate
with the medical staff?

During the beginning of the
disease, how did you feel,
what kind of emotions did
you have?

What kind of impact did
your conditions have on
your daily life?

How did you search for
information on the internet? Did
you search for it by yourself?
What were some of the websites
that you browsed?

Did you have contacts
and/or communication with
the patients suffering from
similar conditions?

How did you relieve stress
and handle your emotions?

What preparation did you do
prior to treatment?
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By this design we sought to trigger patient’s memories and attempted to uncover
as much as possible information related to the whole cancer journey in order to
understand more of the context: how a patient chose to be treated in NTU Hospital,
what treatment procedures he/she underwent, how his/her current life is. To facilitate
the interview, a brief timeline consisting of age at onset of the disease, types of
treatments received, and current age and state of health before each interview was
constructed, as shown below:

Figure 3.3 A patient’s timeline sample

Patient H_ timeline

~ o~ N >

Ageat Treatments received: Follow-up
diagnosis period
Surger
59 y.0. —
Chemotherapy

Radiotherapy

The first interview guide was relatively exploratory in nature in comparison to

the second interview round’s interview guide. The second round of interviews

included, depending on an interviewee, a set of 9-10 more specific questions related

to information acquisition process and information needs, and the sample of this
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interview guide consisting of 9 questions is presented in Table 3.1. These questions

were designed based on the results of the first interview round, when information

behavior and needs were selected as the primary objective for investigation, and the

interviews with 4 medical specialists from NTU Hospital.

Table 3.1 Question set for the second round of interviews

1. After relapse/prior or after the surgery/after the surgery:
Which information sources did you use the most during these phases? Which sources were
the most helpful?

2. NTU Hospital arranges a “case manager appointment” prior the treatment. Could you
share the counseling content and your opinions on it (was it helpful)? Did you contact the
case manager?

3. Information sources provided by NTU Hospital:

Cancer Resource Center | Public lectures (Kewang Association')| Educational videos on
NTU hospital official website | HOPE Foundation for Cancer Care’s booklets | Leaflets
from Dr. Wang, Chun-Wei [Pamphlets from the health education room | Other health
education pamphlets

Which information sources of the above did the hospital provide? Did you use any of
them? Which were the most helpful?

4. In your opinion, at which phase did you feel short of information: prior, during, or after
the treatment?

5. Could you share your nutrition information sources, as detailed as possible? Did you
counsel a dietitian?

6. Have you started rehabilitation? How do you access information about rehabilitation?

7. In your opinion, which information is helpful for relieving your stress?

8. Could you share your experience of verifying the information from another person or
from the Internet?

9. During the beginning of the disease, what kind of information from other patients would
you need the most?

Dok Ee
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Interviews with medical professionals took place in the NTU Hospital and the

interviews spanned from 50 to 79 minutes. The interview guide (Table 3.2) was

designed with the purpose of facilitating interaction at the second stage of the

interviews as well as deepening our understanding of the answers from all the

participants of this study.

Table 3.2 Question set for interviews with medical professionals

1. During their first appointment, how did you tell the patient about the conditions and
the needed medical treatment? How long was the appointment?

2. Does patients often ask questions concerning the illness including rehabilitation,
nutrition, and prevention?

3. Do you take the initiative to provide information not directly related to the medical
treatment?

What information do you provide concerning the patient’s rehabilitation?

What about illness prevention-related information?

And about the patient’s diet?

Do you introduce your patient to nutritionists or other rehabilitation physiatrists?

4. Which websites do you recommend to patients to visit?

5. Do you recommend patients to use information sources provided by NTU Hospital?
Cancer Resource Center | Public lectures (Kewang Association) | Educational videos on
NTU Hospital official website | HOPE Foundation for Cancer Care’s booklets | Leaflets
from the health education room| Other health education pamphlets

6. Does patients or their families discuss with you information from the Internet?

7. What do you think about the interaction between the patient / patient’ family and the
medical staff?

8. What do you suggest to patients in order to relieve stress?

3.3 Data transcription and data analysis
All of the 12 interviews of the first round were fully transcribed during the

period from May 24™ to June 7™ 2016 and 5 second-stage interviews as well as 4
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interviews with medical personnel were transcribed by December 5™ 2016.
Transcription of the interview data was made by the students mainly recruited from
National Taiwan University who all signed a non-disclosure agreement, were given
transcription guidelines, and all the transcribed texts were reviewed by the author.
ATLAS.ti software program designed for qualitative data analysis was used for
classifying the data from all the transcripts into codes. Data analysis is usually guided
by research questions of the study and predefined themes. In this research, open
coding, auto-coding, and analytical coding techniques were employed. Open coding
was completed by first using word documents and ATLAS.ti, inductively assigning
codes to the transcribed data while reading through the texts. Thereafter a more
deductive approach was applied based on the main topics of the study such as
information-seeking behavior and information sources; analytical coding was partially
used as well. Subsequently, auto-coding function in ATLAS.ti was used for retrieving
all the information related to major themes without omission ensuring the quality and
comprehensiveness of the analysis. All the 17 interview transcripts were combined
together and the following strings of keywords (example is shown in Figure 3.2) were

used in order to collect all the related information, the most important of them are
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presented below”. Finally, the codes were grouped by analytical coding and major

themes were identified.

Figure 3.4 Interface of the software during auto-coding
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and Liz Spencer, was chosen for this study as data analysis methodology and

structured in the following way:

1. Full transcription of the audiotaped interviews (in Chinese)

2. Familiarization with the transcripts

3. Identification of a thematic framework

4. Open coding (inductive and deductive) according to the research questions of the

study

5. Second-stage coding using the auto-coding technique

6. Selection of the most relevant codes, merging and deleting codes

7. Data analysis: thematic (categorizing) and explanatory (interpretation)

8. Additional step: translation of Chinese quotes into English by two

English-Chinese bilingual native speakers

3.4 Research quality

The issue of quality and credibility of qualitative research is highly important and

was ensured in a few ways in this study. First, consistency was achieved by using

almost identical interview guides for each of the interview phases. Second,

triangulation, i.e. usage of multiple methods, is employed in the form of multiple

investigators. All the interviews were conducted by two people — the author and the
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supervisor’s assistant, Cheng, Pei-Yi. This supported making interview-sessions
comprehensive, smooth, improved preparation and discussions after the interview that
enhanced our understanding of the received information afterwards. The content
analysis presented in this chapter was reviewed and commented by Cheng, Pei-Yi
(peer checking), thus making it more complete and credible. In case of the second
stage interviews, the content of the interviews recorded at the first meeting was
discussed with the participants; therefore partial member checking took place as well.

Moreover, during the period of time from July 11™ to the middle of August 2016
four workshops with the CCDM consulting company were organized, and in June 20™
one discussion session with NTU Hospital doctors in NTU Hospital took place for the
purpose of discussing the transcripts’ content and preliminary research results.
Additionally, another type of triangulation — data triangulation — was used in this
study. Specifically, two methods of data collection were applied — observation and
in-depth interview methods.

Third, utilization of the software ATLAS.ti guarantees a more complete data
analysis by preventing omission of any related data as compared to rereading

transcripts and using in-text search. Most importantly, by extracting the data using a
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few keywords at the same time, it is possible to get a more holistic understanding of

each interview text and identify the most relevant themes.
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Chapter 4 Research results

As was stated earlier, this study uses two types of data collection: observation
and in-depth interviews. In-depth interviews are the major source of data while
observation is an additional method. One more data source — a basic questionnaire —
was designed as a preparatory tool before conducting the interviews. Observation
results will be presented first, followed by the analysis of basic questionnaires and
interviews’ content research results will be presented last.

4.1. Observation

The following text is written in first person and in present tense in order to make
the observation description as vivid as possible.

I am in the old building of National Taiwan University hospital, on the second
floor, in the otolaryngology department. The waiting room is full of patients; the time
is 13:30. The afternoon consultation sessions are about to start, but there is already a
patient inside the consultation room. I knock on the door and doctor L.’s assistant let
me in. Dr. L. is one of the doctors who is involved into the Management department’s
ZOHUE platform project, and he is one of the most famous specialists in treating

neck and head cancers in NTU hospital. Today the doctor will help me recruit patients
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for the subsequent interviews. I am told to stand in the back of the consultation room

and have the opportunity to observe a few real-life consultations.

Dr. L. cheerfully greets each patient and checks their current situation in a very

rapid manner; I see him switching between two adjacent rooms, almost running.

Standing in the back, I am contemplating about the limited time of consultations — by

my estimation, each consultation last on average about five minutes, and there are as

many as almost fifty patients registered for consultation this afternoon. Maybe five

minutes or less is enough for a specialist to screen a patient’s condition, but is it

enough for the patients? What if they have questions they want to ask? If time does

not allow them to discuss their questions with a doctor, how do they cope with them?

It is not the first time I witness medical consultations in Taiwanese medical

organizations that last for a very short time. However, most of the patients visiting Dr.

L. are cancer patients or cancer survivors, so | assume that suffering from such a

serious disease, they must have numerous questions or doubts about treatment or

after-treatment procedures, etc. Also, the fact that I come from a country (Russia),

where medical consultations are on average no shorter than fifteen minutes, makes me

feel even more puzzled.
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I keep pondering about these questions until I am asked to move to a tiny room
intended for health education (which is written on the door) but is also used as a
medical treatment room and ultrasound room. I notice how crowded it is there as I
wait for patients — there are patients, doctors, and researchers in there. In that room, I
meet a doctoral student in nursing, researcher F. After observing me for a while,
researcher F. reveals her curiosity by asking me about our project. Ten minutes later
we are involved in an active conversation lasting half an hour (an unplanned
interview), and researcher F. is indeed a treasure trove of information. Not only does
researcher F. give me the contact information to one of the health case managers of
the ear, nose, and throat department, but she also shares very valuable information
regarding information provision to patients with me from the perspective of a nurse
and a researcher. I asked researcher F. about the printed materials distributed to
patients and is told that comprehensive and well-structured educational materials exist
only for one type of cancer — oral cancer. The reason is that there is a large non-profit
medical Yangguang Foundation > in Taiwan, which, among other projects,

additionally leads oral cancer care development. During my next visit for recruitment

THEAEE
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the following week, researcher F. kindly brings those printed materials about oral

cancer care to me. I continue reflecting upon this finding and two weeks later talk to

researcher F. one more time to make sure that in Taiwan there are no good sources of

well-organized information about other types of cancer provided by authoritative

foundations or organizations. Researcher F. states that there are two other

organizations, the Hope Foundation and Association of Laryngectomees, that provide

some related information, but it is still relatively scattered and incomplete. A question

rises in my mind — why is there so little official information provided in regard to

nasopharyngeal cancer and from what sources do NPC patients search for information?

According to statistical data, NPC cancer is the leading type among HNC cancers in

Taiwan (this statistical fact was stated by the abovementioned Dr. L. during a public

lecture he held last year which I attended at NTU hospital). Furthermore, this type of

cancer shows a dangerous trend of an increasing number of younger men to be among

the newly diagnosed (this was also stated by researcher F., during our first

conversation, and all of the youngest interviewees from our sample were NPC cancer

patients, 1 woman and 3 men). I ask researcher F. how and where the health-related

informational leaflets are distributed and is told they are primarily placed in wards
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and patients are free to take them. However, researcher F. have noticed that they are

not taken very often. Another channel of distribution is via nurses or doctors. For

instance, researcher F. usually recommend patients to refer to these printed materials

and encourage them to check Yangguang foundation’s webpage (primarily for oral

cancer patients) since she believes that information is better presented and explained

there than in the hospital’s leaflets. Personally, I had not notice any leaflets in the

health education room I was in during my time there.

While being in the radiotherapy section’s waiting hall I have spotted a few

posters on the walls with rather rich information regarding side effects from

treatments and coping methods. Also, informational lectures have been broadcasted

non-stop on the two TV’s screens. I have also located a health education room and

found it more comfortable and larger than the one on the second floor. Interestingly,

this room was not used during my time being in the waiting hall. 1 spent

approximately two and a half hours in the waiting room in the radiotherapy

department.

Two venues in NTU Hospital were observed — ear, nose, and throat department

and radiotherapy department, both located in the old building of the hospital. A
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greater understanding of the context of a patient’s treatment process and informational

sources in the waiting halls and health education rooms was gained and was helpful

for discussing information issues with the patients and caregivers.

4.2 Basic questionnaires’ analysis and interview data

In this section the basic questionnaires’ findings from a limited sample size of

the participants will be presented. These findings are nonetheless interesting and

useful for the following interviews’ content analysis.

For the first interviewing round, 12 interviews were successfully conducted

during May and 1 interview in July 2016 in NTU Hospital or other locations chosen

by the patients. However, the data of patient N was omitted in the results of Table 4.1

for the first round due to a technical problem while recording; no transcript was

written and thus no analysis was performed. Thus, only 12 interviews were included

in the first phase and exploratory interviews conducted in October and December

2015 were excluded. The second round of the interviews consisted of 4 patients and 1

caregiver, all of whom participated in the first round as well; caregiver L attended the

interview with patient K. Lastly, the interviews with medical professionals were held

from June 28 to September 4 2016 in NTU Hospital.
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In-depth semi-structural interviews lasted between 24 to 141 minutes and

became a major source of this study’s primary data. Chinese was used as the

communication language for all the interviews and each interview was held jointly by

the author and the advisor’s assistant.

The subsequent table (Table 4.1) presents basic information of the interviewees

who participated in the first stage of interviews obtained from the questionnaires, with

additional information about the interview details. It includes an alphabetic code

assigned to each patient, gender, age, occupation, interview date, length and location;

age at which cancer was diagnosed, cancer type, stage and treatment phase.

Information about the medical treatments received is omitted since it is not highly

relevant to this section’s analysis. Among the interviewees, ten were male and two

were female; ages ranged from 37-71 years old. As to the cancer types, the study

includes four NPC patients, three from the first interview phase and one from the

second; 3 patients with tonsil cancer, 4 patients with oral cancer, and 1 patient with

both throat cancer and lymphoma. The sample is seen heterogeneous in terms of age

and cancer types. Most of the respondents are in the follow-up stage of cancer

treatment. Table 4.2 introduces basic information of participants from the
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second phase of interviews.

Table 4.1 Interviewees’ basic information. Interview phase 1

Patient’s Gender Current age | Occupation | Interview | Interview Interview Cancer type Cancer
code Age when length date location and stage continuum
diagnosed (mm:ss) | (DD/MM) stage
Li: A Male 56 Self-owned 59:13 4/5 NTU hospital | Oral cancer | follow-up
56 business 0-1
Chen: B Male 40 Self-owned 61:21 11/5 Patient’s Oral cancer | follow-up
55 business home (tongue)
3-4

Notes: Patient B was interviewed with the help of his wife and communication was primarily via notes

Jiang: C Male 48 Services 43:26 13/5 NTU hospital | Oral cancer | follow-up
46 Flexible job (tongue)
0
Su: D Male 71 Commerce 57:43 13/5 Respondent’s | Tonsil cancer | follow-up
61 office 2
Lin: E Male 58 Services 50:49 17/5 NTU hospital | Oral cancer | follow-up
56 and 58 Half-retired 1
Shi: F Male 41 Commerce 24:10 17/5 NTU hospital NPC under
41 4 treatment
Zhao: G Male 64 Research 94:46 22/5 Cafe close to | Tonsil cancer under
64 patient’s 34 treatment
home
Zhang: H Male 60 Flexible job | 136:29 23/5 | Starbucks cafe | Tonsil cancer | follow-up
59 close to 4
patient’s
. home
Zhuo: | Female 60 Family
member

Notes: Patient H and family member [ were interviewed together

Liu:J Male 59 Retired 68:43 25/5 NTU hospital NPC follow-up
39 2
Xie: K Female 37 Government | 107:31 29/5 Taoyuan city, NPC follow-up
35 office worker in a cafeteria 4
Li: M Male 60 Relative of 91:23 16/7 Patient’s Throat cancer under
Ms. Zheng: | the patient, house 1 treatment
59 Ms. Zheng, Lymphoma
59 government 3
official
worker (Ms. Zheng)
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Notes: Ms. Zheng attended the interview, but with very little participation due to weakness

Table 4.2 Interviewees’ basic information. Interview phase 2

Shi: F Male 41 Commerce 24:10 17/5 NTU hospital NPC under
41 4 treatment
Zhao: G Male 64 Research 94:46 22/5 Cafe close to | Tonsil cancer under
64 patient’s 34 treatment
home
Xie: K Female 37 Government | 140:59 29/5 Taoyuan city, NPC follow-up
35 office worker in a cafeteria 4
Li: L Female - Family NPC follow-up
64 member; (Mr.Li)
59 patient — 3-4
(MI'LI) father, Mr. Li

Patient K and family member L had a joint interview

Zeng: N

Male 60 Retired 49:58 20/7 Patient’s NPC follow-up
59 home 4

The information provided by 12 participants from Table 4.1 (first interview

phase) prior to the interviews is analyzed in this section. In chapter 3 the questions

from basic questionnaire were listed, and the questions 8-11 will be the focus of the

consecutive analysis:

8. problems encountered

9. sources of information

10. whether previously participated/currently participates in the activities of any
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cancer-related associations or patient groups and which ones

11. whether they usually follows any blogs of other patients, other patients’ family

members, or medical doctors

Starting from question 8, some interesting findings are exhibited in Figure 4.1. In

total 9 responses out of 12 were received. 7 respondents indicated that psychological

stress was one of the major problems; five other problems that were mentioned are

insufficient medical information, financial burden, as well as three problems related to

communication: with medical personnel, with other people, or insufficient

communication with patients who suffer from the same illness. What is noticeable is

that in the hospital the author did not observe information provided for alleviating

psychological stress apart from one booklet (designed by the Hope Foundation for

Cancer Care) that was presented by a cancer patient’s family member during one of

the exploratory interviews. Moreover, keeping in mind how brief and short

consultations in the hospital are, we can infer that doctors and nurses are not able to

provide necessary help for stress relief. During our interviews we discovered a few

roots of the psychological burden. Detailed description of the reasons for

psychological problems exceeds the scope of this paper due to our focus on the
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informational needs and sources, but the author preliminary suggests that some stress

triggers such as uncertainty, especially about future as repeatedly stated by a few

interviewees, might be effectively addressed by information provision.

Figure 4.1 What problems did you encounter after you were informed about your

diagnosis or during the treatment process (multiple choice)?

Figure 4.1
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*Encountered problems — after being informed about the diagnosis and during the treatment

** 1 response was made in regard to the situation 20 years ago

In the next section the sources of medical information, provided as answer to
question 9, were analyzed. Three main sources of information that were stated are
other patients or their family members (or in 1 case, the patient’s own family

members), information provided by the hospital, and webpages; 1 respondent chose
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none of the listed information sources. It is worth emphasizing that the major source

was other patients or their family members. This finding appeared again in the

following interview content analysis.

Figure 4.2 Which were your sources of medical information after you were informed
about your diagnosis or during the treatment process (multiple choice)?

Figure 4.2
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As to the questions 10 (“whether previously participated/currently participate in

the activities of any cancer-related associations or patient groups and which ones”)

and 11 (“whether usually follows any blogs of other patients, other patients’ family

members, or medical doctors”), only 1 respondent provided answer “yes” and listed

detailed names of about ten organizations, patients’ groups, and blogs. It is a striking

finding in two aspects: first, it indicates that patients probably do not possess
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information related to patients communities; second, patients and family members did

not recall this information, despite some respondents during the interview mentioning

that they did refer to other patients’ diaries and blogs.

4.3 Interview content analysis using the framework method

For the content analysis three topics were predetermined — information-seeking

behavior, information sources, and information needs — the topics that correspond

with this study’s research questions. In total approximately 661 pages of the

transcripts were analyzed. During partially deductive and partially inductive analysis,

a series of codes emerged, in total 22 codes. These 22 codes then were merged or

deleted during the process of refinement. Finally, 9 main codes were selected and are

presented as categories in Figure 4.3:
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Figure 4.3 Themes and categories of the content analysis

Information seeking
CATEGORY 1
Information seeking
behavior
CATEGORY 2
Attitude and
psychological state
CATEGORY 3

Information and anxiety

=N
=

Information sources
CATEGORY 1
Hospital as information
source

CATEGORY 2
Medical personnel as
information source
CATEGORY 3

Other patients or
caregivers as

information source

R

Information needs
CATEGORY 1
Nutrition information
CATEGORY 2
Rehabilitation
information
CATEGORY 3
Other information

problems and needs

During the first stage of the thirteen interviews, the cancer treatment process was

explored, we questioned about the treatment itself, about the patients’ psychological

state, and the thoughts the patients had at that time. We also discussed aspects such as

sources of information and social interactions with people or medical staff. These

discussions gave us a more complete understanding of the context of the patients’

experience from the onset of the disease to the treatment itself and to the period after
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the treatment ended. After this stage we discovered that patients did not share much

about their social life and feelings. Presumably this is due to the gender disparity of

the participants — eleven of them were males. It should be noted, however, that in

general the majority of patients with head and neck cancer are males.

The physical process of the treatment was rather similar and standardized among

the participants. However, information acquisition process differed, therefore it was

decided to conduct additional interviews with the patients and medical professionals

to explore the topic of information-seeking behavior.

In the second stage of interviews with the patients the main focus was placed on

the specific types of information that was used and how it was searched for. We

thoroughly examined the usage of hospital information sources as well since the

hospital is one of the most credible channels to acquire the specialized information. In

our series of interviews with medical professionals, doctors and one medical case

manager shared with us what information was provided, how it was provided to

patients at different stages of the treatment, and what types of information lacked

adequate provision.
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Only the most representative quotes were selected to be presented in the research

results, and one sample of a transcript of an interview with patient K can be found in

Appendix 4. The interviewees’ quotes were translated into English by

Chinese-English bilingual speakers in order to ensure the authenticity and quality of

the translations. Original quotes in Chinese are cited as well for comparison. “Stage 1”

or “Stage 2” in the description of a quote’s source indicates the first or the second

stage of the interview with a participant, since there were two interviews in some

cases. In this part of the study, “we” implies the author and the professor Yu,

Jiun-Yu’s assistant, Cheng, Pei-Yi, the two interviewers of the participants.

Information seeking behavior

The first topic “information seeking behavior” is described by the three main

categories: information-seeking behavior, attitude and psychological state, and

information and anxiety.

CATEGORY 1: Information seeking behavior

This category consists of information acquisition, assimilation, retention, and

verification issues.

1. Searching for information or not searching at all when the symptoms appeared or

the diagnosis was stated
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The participants were asked to call to memory their first symptoms and point in time

when they received the diagnosis. Then they were asked whether they undertook any

search of information regarding those symptoms or disease; subsequently, they were

questioned whether they searched for any other unusual symptoms that emerged

during the cancer continuum.

Patient F reported the following:

€ At that time, I tried searching online by myself, you know? The Internet tells you
general information on NPC cancer. If your nasopharyngeal has tumors that are
malignant, then your chances of getting nasopharyngeal cancer are above 80-90% (F
03:53 Stage 1)

{Male | 41 y.o. | NPC stage 4 | under treatment}

Surprisingly, this behavior wasn’t very common for the participants. Nor did they

mention that family members or caregivers searched after information for them at the

onset of disease.

2. Looking for answers to questions

Asking questions and searching for information are central steps in the information

seeking process. One category of patients was used to only asking doctors in case of

any questions:

ORI S O R4 > TERR IR SRR AR AR A S SRR - R
G 2 /LR T (F 03:53 Stage 1)
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€ None of it was useful. I think the only way to know for sure is to go see a doctor (E
42:39)°

{Male | 58 y.o. | oral cancer stage 1 | follow-up}

This patient E visited doctors on a very frequent basis and did not search online or for

other printed information himself. This behavior is similar to a few other participants

as well. Also, one patient and his caregiver, his wife, did not use Internet at all.

A few patients combined two methods of information seeking — actively asking

doctors and searching for information online. Yet some of them preferred to use

Internet extensively due to the abundant information presented online, but did not

discuss questions with doctors.

Two participants, C and G, showed a very passive attitude towards information

search for answers: they neither asked doctors nor did they look for information

online. Patient G did not seek for information by any method at all:

€ I don’t know, because I don't use the Internet and also don’t go and ask around (G 47:27
Stage 1)°

{Male | 64 y.o. | tonsil cancer stage 3-4 | under treatment}

PASENSE > TS A ISR IEINT (E 42:39)

SERAHIE > RBERAZ EYE - AR ZEFTEE (G 47:27 Stage 1)
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Two other participants felt uncomfortable using limited resources such as

doctors’ time for themselves:

€ It's because I don't want to ask too many questions and take away all of the whatever

from other patients (M 87:09)’

{Male | caregiver | 60 y.o. | throat cancer stage 1, ymphoma stage 3 | under treatment}

€ So you don't feel much when you're sick yourself, but you feel for the young people
who are sick (G 71:09 Stage 2)®

{Male | 64 y.o. | tonsil cancer stage 3-4 | under treatment}

3. Interaction with other patients, other family members, or caregivers in the

hospital

One family member I and participant K had the following experience in the

waiting rooms of the hospital:

@  People end up coming to ask us and we then share with them (I 39:27)°

{Female | caregiver | 60 y.o. | tonsil cancer stage 3 | follow-up}
€ In order to know more about other people's (pause) experiences, so when I go to the
hospital and see people who are there to see the doctor or doing radiation therapy, I

would always go ask those who have nasogastric tubes, asking them about their tubes

TPR R Fe AR A SRR 25 R S B A5 A B — VIR (M 87:00)
“FTLAMRE E CARZA RS - IR BT FE N AR AR (G 71:09 Stage 2)
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and what they feel like, being very detailed. You have to be proactive in going to find
people to ask (K 62:22 Stage 2)"°
{Female | 37 y.o. | NPC stage 4 | follow-up}

Patient K shared an important comment with us:

€ _..it’s because the doctor is unable to tell you definitively what exactly your
condition will be like later on (K 62:56 stage 1)
{Female | 37 y.o. | NPC stage 4 | follow-up}

4. A patient or a family member or a caregiver looks for information?

The majority of the interviewees did not mention that family members or

caregivers actively looked for information for them. However, caregivers I and L

reported they were in control of information seeking and information organization. In

response to the question whether they would read the information provided by the

hospital, caregiver I replied to the question ending with:

@ Of course it is me who reads, not the patient (I 79:19)"

{Female | caregiver | 60 y.o. | tonsil cancer stage 4 | follow-up)

R B TR SRR AR RN R R ERARAEE AEEP T SRR
B A SR  TEAVGRIR - RS R U
B AERIEA  BRESEEECEHERAM (K 6222 Stage 2)

Mo DR R B 2Rt ) @M AR IR HEA R IRER VR B2 T AGIRIL & EFEERE (K 62:56 stage 1)
PEIYE RN R EEREAMRL (179:19)
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Apparently, family or caregiver plays an important role in information and resources

search, especially during the exhausting treatment period.

5. Information behavior before visiting doctor

Few patients said that they recorded their questions or prepared their questions

prior to the doctor’s visit. Patient K, for instance, used to prepare thoroughly as shown

in the quote below:

€ So, I started doing my own research. Now, every time I have a question, I’ll write it
down and ask the doctor at my next consultation. I now feel that doctors are too busy.
Their time is limited. Within this small window of time, I need to ask the doctor the

right questions so that the doctor can answer them (K 46:33 Stage 2)"

{Female | 37 y.o. | NPC stage 4 | follow-up}

Furthermore, this patient would search for additional information on the Internet

after her visits to doctors.

6. Information recording and storing

Participants I and L, both of whom are caregivers, used diaries to record

treatment information as well as emotional states, problems, for example as in the

case of caregiver I:

PR GHMIER - IR ESR BRI E R G EEK - T REZ R G
Bl > FREAE B S50 B AR M LAY T T B R PR - P AFRM AR R A YRS RPN S L R BE 4
B4 A BEAEIR (K 46:33 Stage 2)

78

d0i:10.6342/NTU201700504



€ When he was ill, I prepared a piece of paper, size A4. It’s because I needed to note
down a lot of things about the food I made for him everyday as well as the portions.
Also, during this time, I noted down his many emotional reactions. No, no. There’s one
more thing...let me be honest, my own emotional release as well...(I 103:24)"

{Female | caregiver | 60 y.o. | tonsil cancer stage 4 | follow-up}

Another patient K showed a very active behavior in information recording:

Figure 4.4 Information collection and organization, participant K

Information was collected from different sources, printed out and then put

together in a folder in a systematic and organized manner. Parts of information that

were not fully understood or were seen as important were usually underlined by the

IR TEM AR AIRE(E » FE CRUEFAMIIELL - R BTRERBEAEMEBRZEY > 125/ 8
A EPEAPEEENSIE - K R BB JORESHE  WERIEENEAs-- {
103:24)
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patient. The patient perused information both in Chinese and sometimes in English.
The list of frequently used online sources by this patient is provided in Appendix 3.

This behavior of information organization is the only case that we encountered among

the participants.

7. Information on the Internet is regarded only as reference

Patient F would spend about 3-4 hours a day looking for information online, but

he admitted the following:

€ Yeah, I’d say the information online is only for reference...I just want to get a rough

idea. I wasn’t all that serious about it (F 10:12 Stage 1)"
{Male | 41 y.o. | NPC stage 4 | under treatment}

One of the arguments that was emphasized is that each patient’s situation is different
and thus information online should not be completely trusted.

8. Verification of online or other information

All the participants were asked to comment on how they verify online

information or information received from other people, or how they choose

information. Patient F explained his view on this as follows:

I don’t believe the things I see on the Internet. I only look at it. I’ll look. Yeah. Well, I

2
look online. I just want to take a peek and then I can make comparisons. Yeah. That’s

JDERE — e > WA S REe BB RS (H

ST LR LR M S T
(F 10:12 Stage 1)

80
d0i:10.6342/NTU201700504



about it (F 08:25 Stage 1)'°

{Male | 41 y.o. | NPC stage 4 | under treatment}

Another patient, patient J, would look at all the information he found without

special selection. What is worth mentioning is that almost all the patients that we

interacted with reported they would not discuss information that they had doubts or

questions about with their doctors.

In this part we divided information-seeking behavior into eight subcategories.

These subcategories illustrate differences in information-seeking behavior exhibited

by the participants. It is assumed that this variation can be explained by demographic

characteristic differences such as age and gender. Younger participants used Internet

more frequently and extensively in comparison to older ones, and female participants

showed more active behavior in information acquisition than males.

CATEGORY 2: Attitude and psychological state

The author believes that the patients or the patients’ family members who agreed

to be interviewed were relatively positive in general in their attitude towards the

disease — the majority of the interviewees described themselves as “optimists” or

ARG LS COVERTE > FIURE - g AW WY NARGLER > RtH
TEEHIE— T > A& AZITEEE > W KBURE(EEE T EHT (F 08:25 Stage 1)
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“optimistic” during their narratives when were asked about their feelings. This

category is combined of three subcategories: attitude towards the disease,

psychological state, and attitude transformation.

1. Attitude towards the disease

Attitude towards the cancer diagnosis and treatment usually undergoes a few

stages from rejection to acceptance and action. Importance of maintaining the right

attitude can not be overestimated, as family member M shared his view on this very

clearly:

4 Everyone’s mentality is...how do I put this? It makes a difference whether you face an
issue head-on or shy away from it. Your mentality is more vital than any kind of
medicine or nutritional supplement (M 82:26)""

{Male | caregiver | 60 y.o. | throat cancer stage 1, lymphoma stage 3 | under treatment}

Two other patients, A and G, were very similar in their attitude towards the disease:

€  What I want to say is, whatever the situation, just live out a normal life (A 38:38)"

{Male | 56 y.o. | oral cancer stage 0-1| follow-up}

€ 1 try my hardest to see myself as a normal person. I’m just unemployed (F 19:52 Stage
1)19

{Male | 41 y.o. | NPC stage 4 | under treatment}

VIR Ry AR e A — (8 - bR IR T S (H R R 2 S R R O B
AIIRHBSRE A — Y > EEIRIZ A SELE (TR B B A EE B (M 82:26)

B REEAER  TE  BLIERBE T (A 38:38)
PR R A CEIF SRR ST HEETEEMET (F 19:52 Stage 1)
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The attitude of patients A and F is remarkably identical to their behavior in

information search. Both of these patients were convinced that “the more you know

the more you worry” and adopted a strategy of information avoidance to a larger or

lesser extent.

In our study some patients (C, E, G, H) met the diagnosis very unemotionally,

did not have an emotional struggle with acceptance, and did not experience such

negative feelings as fear very much. It was common for these patients to respond in a

manner stated below:

& It happened. It is what it is (C 11:47)*

{Male | 48 y.o. | oral cancer stage 0| follow-up}

During the interview it became clear why they have this attitude. There were two

reasons: either they had bad habits during their lifetime or a family history of cancer.

€  You know how you became like this. You brought it on yourself. It’s your own fault for
smoking or eating betel nut. Yeah. You reap what you sow. Had you not taken up these

bad habits, the chances of you getting sick would have been lower (E 48:24)
{Male | 58 y.o. | oral cancer stage 0| follow-up)
& [ felt nothing even though he said my condition was in its advanced stages. I saw my
condition as a minor illness. This is something I had to go through. It is related to my

family (H 27:19)*

PRI FRREE] T (C 11:47)

HEBRERATE T > IRE CHIHT o SEUIRARE  HEUIRIZIERE - I > (R E OOk - IR
ELIREIEN L > FSHYRE LR VI (E 48:24)
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{Male | 60 y.o. | tonsil cancer stage 4| follow-up}

The author can detect commonalities between these patients in their information

seeking. They usually did not ask doctors any questions, did not discuss questions

during their visits to doctors or they mentioned squandering national resources during

our interviews. The author presumes these four patients have some sort of guilt that

prevents them from active information seeking behavior in the hospital. Other patients

who were diagnosed with cancer despite leading healthy lifestyles and with no

records of cancer in their families had one question in the mind - “why me?”:

€  Yes, frankly speaking, 1, 1, after I heard this I was very surprised, why me ah
(D 17:42)*

{Male | 71 y.o. | tonsil cancer stage 2 | follow-up}

2. Psychological state

As to the psychological state, most of the respondents were scared, shocked and

lost after receiving the diagnosis. Nevertheless, the anxiety level was different

throughout the cancer journey for the patients and the family members with the

highest levels of anxiety in the pre-treatment and after-treatment periods. Patients had

PHREEART > RBEEENYA - RICEERVNGE - RREEZE BN » BRERF%
HiEE (H27:19)

P FIHAHYREE - T B REEEER T E CR MR > why me I (D 17:42)
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different strategies for lessening anxiety and stress: watching television (F), coming to

the hospital frequently (E), staying busy with their work (G), actively acquiring

information and looking for social groups (K), or staying positive (F).

3. Attitude transformation

The interviewees that we interacted with often brought up the topic of attitude

transformation as stated in one of the quotes:

@ [ really think that relaxing and being at peace is the way to get through this (L 103:04)*

{Female | caregiver | - y.o. | NPC stage 3-4 | follow-up}

It’s important to note that the catalysts for transformation were different for each of

the interviewee. Some patients changed their attitude after numerous attempts to

avoid regular cancer treatment but which all were in vain (patient B, for instance).

One family member told us it happened after reading a booklet of HOPE Foundation

for Cancer Care’s guiding how to face cancer and other books (caregiver L); the

booklet is provided in Figure 4.4. Faith in doctors or religion helped some patients to

adjust their attitude or emotions as well.

HHAMS EATRR R O 2 B IR A AR AEEAER (L 103:04)
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Figure 4.5 The booklet introduced by caregiver L

PEREBERZBE

The participants differed in their attitude towards the disease: some employed

avoidance strategies; some showed active management of their cancer treatment;

some patients would not have high psychological stress if they understood the reasons

that led to cancer. Finally, a few participants introduced the topic of attitude

transformation.

CATEGORY 3: Information and anxiety
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Two interesting findings in respect to the link between information and anxiety
were identified. Some of the patients stated that they would like to avoid additional
information due to the fact that “the more you know the more you worry”. Other
patients would instead argue that ignorance would lead to fear or would actively

search for information to regain control over the disease. Some examples are provided

as follows:

€ I’m afraid that the more I read the more I worry (A 43:47)%
{Male | 56 y.o. | oral cancer stage 0-1| follow-up)
€ Not knowing is terrifying. Uncertainty, I mean. The uncertainty is terrifying (G 80:33

Stage 1)*

{Male | 64 y.o. | tonsil cancer stage 3-4 | under treatment}

This controversial result could possibly be associated with the stage of the cancer
journey. Elevated anxiety of the patients A and F perhaps can be explained by the fact
that they had just finished their treatment recently and were afraid of possible relapse.

Patients at the later periods of the disease continuum expressed more active behavior
in information acquisition.

Information sources

PHBIOERS - Wi (A43:47)

PR KR ERE > RAIR > RAIEEVE (G 80:33 Stage 1)
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After the discussion on information seeking behavior and its categories, the

focus now will be shifted to the information sources that were used by the

interviewees. The three categories that will be discussed below are: hospitals as

information source, medical personnel as information source, and patients or other

people as information source.

CATEGORY 1: Hospital as information source

In each of our interviews we asked patients what informational resources

provided by the hospital that the patients actually used. In the second stage of our

interviews we asked what particular resources they utilized and which of them they

found helpful.

1. Helpful materials

As to the sources that patients used during the course of their treatment, the data

of which patients used what resources is presented below:

Cancer Resource Center L
Lectures in the hospital L,N
Official webpage of NTU hospital K, L,F
Leaflets provided by Dr. Wang, Chun-Wei Most of the respondents
HOPE Foundation for Cancer Care’ s Booklets L
Health education room, waiting rooms F,L
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Other resources:

Special nurse G
Research group AE
Leaflets from other doctors K,L

Majority of the patients with whom we discussed information resources in detail

indicated that the leaflets provided by Dr. Wang (Figure 4.5) were very helpful, as we

can exemplify with the quote below:

€ Helpful, I think that Dr. Wang, Chun-Wei’s (leaflets) (F 15:21 Stage 2)*’

{Male | 41 y.o. | NPC stage 4 | under treatment}

@ [ think (leaflets) are excellent (L 24:48)™
{Female | caregiver | - y.o. | NPC stage 3-4 | follow-up}

The patient explained the reason why this type of materials is useful:

€ We'd like a flyer like this where the back gives an example for implementation (L
41:18)%

{Female | caregiver | - y.o. | NPC stage 3-4 | follow-up}

THENE > FEZ ST HEEN (F 15:21 Stage 2)

PHASIEBAT (L 24:48)

P MR B G IE R TIVRSR - RS — (EERRAIEITHITF (L 41:18)
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Figure 4.6 Dr. Wang, Chun-Wei’s leaflet

58 SR 4R AP

KBS IFRANBREY > BERR

2. Problems with hospital’s information sources

Difficulties were encountered in searching for some sources like Cancer

Resource Center or NTU hospital’s official webpage videos. Patient F do not want to

enter the Cancer Resource Center because he wishes to distance himself from the

disease as much as he can while another one, patient K, told us that she knew about

this Center but did not know that it is open for patients. Only one interviewee had

entered the Center after receiving recommendation to do so from another person,

caregiver L, and remarked that:
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€  Actually, there is a lot of information regarding nasopharyngeal cancer and
head and neck cancer in the Cancer Resource Center. But I've never seen them before
and no nurse or doctor would recommend that we go down to find these things (L
09:41)*
{Female | caregiver | - y.o. | NPC stage 3-4 | follow-up}
Patients also mentioned that they were not very clear about how the Kewang patient
group operates; some of the interviewees had not even head about this group. Also,

webpage videos on the official site of the NTU Hospital were found helpful by two

participants, K and L, but were difficult to find out as was reported:

€ If I didn't click on that by accident while searching up something, I wouldn't have
known what it was for the rest of my life (L 52:57)"

{Female | caregiver | - y.o. | NPC stage 3-4 | follow-up}

In general, our interviewees showed high reliance on the information provided

by their doctors, therefore it could be one of the reasons why they did not search for

information themselves. To give an example, they did not seek for other hospital

information channels such as the Cancer Resource Center on their own. At the same

O HEREE BRI A B R SRR SR E RS R ) (B R RGO E BB - SRkt
HOAN SRR AT BEATAY SR N AR EIE L ERPT (L 09:41)

THEAR > RHEE R AN OBEEIANE - T EEARRIE (L 52:57)
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time, the participants had incomplete understanding of how to search for online

lectures or how to join the Kewang patient group.

CATEGORY 2: Medical personnel as information source

Doctors were frequently stated as an important or only source of information:

patients E, J, G, I, M highlighted and often repeated during the interview that they

trusted their doctors as can be illustrated by the following quote:

€ 1 think there’s one saying that’s very important; you must trust what the doctor tells you.
I really, this time when he was sick I told him, I believe in the professional knowledge
of these three doctors. I trust the suggestions and advice these three doctors have given
me. [ believe in what the doctors tell me to do. I definitely won’t believe in what others
say, that was my belief at that time (I 115:42)*

{Female | caregiver | 60 y.o. | tonsil cancer stage 4 | follow-up}

These are the words of patient I’s family member. Based on our interview, their major

sources of information were the hospital and doctors. Interestingly, patients rarely

mentioned nurses or other medical staff as people whom they would ask questions or

interact with. In Taiwan nurses usually do not offer much advice, and patients

acknowledge that both doctors and nurses are overloaded with work. Other patients

PHRBA AR REE > EAEE AR o REN (SRR B A > A
B = (ERAEAVESE > BMEE = (HRAGTRIVER  BHEER A ST S EEAH
{5 > SMEFTA ABRFGETE - BARHA(ESEER (1115:42)

92

d0i:10.6342/NTU201700504



disclosed that they rarely contacted medical case manager in case of some questions,

and one of the participants explained his opinion as follows:

€ Because very little... contact, like doctors consultation, this frequent contact, so that’s
why I think calling her (case manager) is strange, because she doesn’t only manage my
case, she might manage many different cases, so maybe she doesn’t know you well like

that, yeah (F 08:32 Stage 2)*

{Male | 41 y.o. | NPC stage 4 | under treatment}

This patient’s concern was that manager probably was not very familiar with his case

as compared to the doctor in charge. Another medical professional that is sometimes

assigned to a patient with an advanced cancer stage is a health consultant, but in our

research only one participant used this type of service and below is what he said:

€ [ feel this person, her role is very important; (but) you don’t need to tell me everything. I

just need to know what I need to do every day (G 82:27 Stage 2)**

{Male | 64 y.o. | tonsil cancer stage 3-4 | under treatment}

This participant viewed the health consultant as an additional source of information

that he did not want to receive. He also added that he “couldn't listen and take it in”.

PR TR D WG (GIRIBEE P TS » EEE Bl - TR BT R (EEEr) %
By - R R el RER R A E TS (EE 20 - TR E R E % - WIRE Mt A REsRiEtk
S50 (F 08:32 Stage 2)

MR EREE A A S AORER  IRYE LTI BB AT A
FHIERR - FRGREEFHT T (G 82:27 Stage 2)
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According to the results of the transcripts’ analysis, for all the participants

doctors were the principal source of specialized medical information. Surprisingly,

nurses or other medical professionals did not constitute a source of information that

the interviewees would actively use.

CATEGORY 3: Patients or people as information source

1. Other patients as one of the most important sources of information

For as many as 10 interviewees out of 15,other patients or people were very

significant sources for obtaining information. These findings come from the answers

on the question regarding whether patients read or would like to read other patients’

stories or blogs, other questions related to information acquisition as well as from

their own narratives about the cancer experience. Among the respondents were those

who do not search for external information, nor they use Internet, yet they will look

for and talk to people with similar illnesses. Below are a few representative quotes on

this:

€ 1 really hope I can share it with other patients because for us who are sick, when I see

him like that, when we see others at the hospital, they receive the treatment before we do.
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Actually, I really want to go ask them what they'll encounter in the process, but I'm
afraid to ask them directly, afraid they'll be unwilling to answer...(I 06:07)*

{Female | caregiver | 60 y.o. | tonsil cancer stage 4 | follow-up)

€ Right now at the beginning stages of the illness the main thing is to want to know what

may happen during treatment (G 38:08)*

{Male | 64 y.o. | tonsil cancer stage 3-4 | under treatment}

€  Other people will ask you some things. How many times have you guys done it? Did
anything happen in the process? They also hope that they’ll be able to learn something
through our experience (I 84:40)°’

{Female | caregiver | 60 y.o. | tonsil cancer stage 4 | follow-up}

€ But in the course of my treatment, I actually would want to read about their (other
patients’) experience (K 19:39 Stage 2)*®
{Female | 37 y.o. | NPC stage 4 | follow-up}

€ Right, or you can call your relatives and friends to see if they know anyone (K 62:45

Stage 2)*

PRAMRFR LA D EE T EMAVE L - RBEERN - LLARGEERIMER - FRPTESREES
A > MRS  EERMRB LM AR - RFI0VER g BRI > (e AE T EE
M ARG AEEE (106:07)

SRR R R T R B G AR AR T F AP (G 38:08)

TN R IR — LI - (RIS T SR - R TERE - M S A R PSR
F L4y (184:40)

FHERACERSET  RHEEEEEERINR A MIIER (K 19:39 Stage 2)

P SER BT ERESEIRE BMESEE YA (K 62:45 Stage 2)
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{Female | 37 y.o. | NPC stage 4 | follow-up}

€ So feel that if there are more examples of those who have experienced it, after seeing it
I’11 feel more at ease (K 63:14 Stage 2)*

{Female | 37 y.o. | NPC stage 4 | follow-up}

€ So if the doctor tells us, I’ve treated a few who are like you at stage 4 and they were like
this and that, after hearing it I will feel a bit more at ease. Yeah (K 63:34 Stage 2 ) 4

{Female | 37 y.o. | NPC stage 4 | follow-up}

€ Yes, people who experienced illness and who did not, they are really different, empathy
is really different (K 35:41 Stage 1)*
{Female | 37 y.o. | NPC stage 4 | follow-up}

2. Interest in knowing more about daily lives of other patients

Notably, two respondents (F, K) told about their desire to know how other

people with similar health problems lead their lives daily. However, this information

would have to be provided by the patients themselves or their family members, as

doctors are not at liberty to share such information. One of the quotes is presented

below:

ORI B RE S — A SRR NGRS T E CE L e (K 63:14 Stage 2)

RS AR BRI MR AR B A AREA R GRS U - T IR R EAE > TS
T &b v —BE > ¥ (K 63:34 Stage 2)

P M H - BAEROABNLEROA - fMEAEE > FEEOEREZ (K 35:41 Stage 1)
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€@ From here (LINE NPC society) you can see how others live their daily lives and change

their thinking (K 82:06)"
{Female | 37 y.o. | NPC stage 4 | follow-up}

3. Each patient’s situation is different

Other patients, including those who expressed their need for information from

others, revealed their concern about the differences among patients’ cancer situations,

and thus hesitation towards knowing more about other patients:

€ Because I’'m just consulting them, I won’t really use them as my own...yeah. I’'m just
going to use it as reference and not, yeah, because the most important thing is yourself.
Your conditions sometimes are not the same as theirs and although the illness may be

the same, but the side effects or after effects may be different (F 02:41 Stage 2)**

{Male | 41 y.o. | NPC stage 4 | under treatment}

Patients recognized the fact that each cancer case is different from another and

should be approached separately. However, the patients still revealed their great

interest in other patients’ treatment process and problems. It is possible they would

find other patients’ stories records helpful, especially if the information has been

verified by official medical organizations.

BIRET L EEEE R R CE S H TEREEE 88 (K 82:06)

“RBRMESE - ARG EEGSMME S CHBE - HR R EgSEE— T
WA > Ny REEZEC - IRAFHGIRIUARHEIR AL E A 8T > R R AR R
AEAREIAMERIE R R AE A RS —kE (F 02:41 Stage 2)
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Information needs

Information sources were investigated first for the purpose of understanding

informational needs of the patients, and in this section information needs will be the

center of discussion. As our literature review suggests, information needs are different

along the course of the disease. What was discovered is that treatment-related

information provided during the early stages is relatively sufficient. In contrast, such

types of information as nutrition and rehabilitation were reported by our participants

as being inadequately provided. In this section a detailed explanation will be

provided.

CATEGORY 1: Nutrition information

For the sake of having better treatment outcomes and maintaining a healthy

weight, patients are advised to have sufficient nutrition during the course of the

treatment as well as during recovery, and for many it becomes a confusing issue.

1. Nutrition questions are not discussed with the doctors

The first that was discovered is that patients usually did not discuss nutritional

issues with their attending physicians, and the guidelines they received were very

general, as was the information presented in the hospital waiting rooms.

€ 1do not discuss (questions) with the doctor, anyway, just follow what the doctor told me
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to do (F 09:46 Stage 1)*

{Male | 41 y.o. | NPC stage 4 | under treatment}

This can be explained by the short duration of consultations. Patients also understand
that doctors have a limited amount of time and other patients need help as well.
However, problems related to nutrition and weight gain usually last from the onset of
treatment and during the recovery period. In our study, only two out the fourteen
participants, interviewees K and L, searched for other nutrition specialists inside or
outside NTU hospital.
2. Searching for extra sources of information on nutrition by visiting a dietician
Only two interviewees, K and L, told they were visiting a nutritionist regularly.
One caregiver, caregiver L, who paid visits to the nutritionist regularly with her father,

expressed her view as follows:

€ It’s actually a big help. It’s strange that the doctor won’t come out and tell you to do that
(L 48:38 Stage 2) *°

{Female | caregiver | - y.o. | NPC stage 3-4 | follow-up)

SRR A s 0 RIEB A MU AR R R B A (st AT (F 09:46 Stage 1)

CHEBIIRARC - ARG RE AR g EHIUIREE (L 48:38 Stage 2)
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Caregiver L started visiting a nutritionist after one nurse suggested so during the

chemotherapy treatment of her father. Since then, they have been visiting the

nutritionist in NTU hospital specializing in cancer patients’ treatment every three

months. Caregiver L expressed her belief that an individualized approach to nutrition

is important and shared her father’s nutrition card, which she found highly useful

(Figure 4.6).

Figure 4.7 The nutrition card of caregiver L’s father Mr. Li

Another patient, patient K, visited a nutritionist once per week during her

treatment. However, the doctors in charge usually do not recommend patients to

register for a nutrition consultation, so some of the participants asked us whether such

specialists were available in the hospital.
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3. Discussing nutrition issues with other patients and caregivers

The majority of the participants did not discuss nutrition problems with their

doctors and did not consult professional nutritionists. In this case how did then they

handle nutrition-related problems? It was observed that other patients and relatives

were an important source of this type of information — a caregiver, a wife, other

patients in the waiting room, cancer patients from online groups, or societies. What is

remarkable is that patients and their caregivers enjoyed sharing good recipes or tips

related to nutrition or healthcare and were very willing to listen to other patients’

experience as in an example below:

€ And then, um, because at the time (pause) the nutritionist recommended taking
nutritional supplements. But then, the mother of a friend of mine who had cancer
recommended that I go to this other hospital. She recommends those natural foods in
those (pause) uh...frozen packets...(L 69:02)"

{Female | caregiver | - y.o. | NPC stage 3-4 | follow-up}

In fact, nutrition was one of the most frequently discussed topics among the patients

and their relatives or caregivers. The patients discussed the issue of nutrition during

IRt UE - NSRS SRR SRS ([BRRAE SIS S A e S —
EE& R - A SRR BV TEEY(EEDIE 2 H AL (L 69:02)
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the interviews frequently as well. During the interview, one patient was curious about

other interviewees’ experience and one of the questions he asked was:

€ A, are they eating any health supplements? (F 47:26 Stage 2)*
{Male | 41 y.o. | NPC stage 4 | under treatment}

4. Other sources of extra information on nutrition

Other people were not the only source of nutritional information. For instance,

participants’ patient K and caregiver L used Internet and books extensively in

comparison to others:

€ 1 went online and did my homework. I ate a lot of nutritious foods. Sometimes I drink
nutritious drinks like Prosure or stuff like that...(K 16:46 Stage 1)*
{Female | 37 y.o. | NPC stage 4 | follow-up}

The caregiver L perused many books, as we can see from the picture below. The full

list of the referenced books, as well as online sources provided by caregiver L is

attached in Appendix 5.

S PR — SRR 2 (F 47:26 Stage 2)

PEIEHEE O F4EMThER o RIS RS BN > AR TR BRI (RS S R
(K 16:46 Stage 1)
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Figure 4.8 The books used by caregiver L

Many of the books on the picture above are about nutrition. One patient

mentioned an online lecture on NTU’s online educational center and another one that

is a lecture by a nutritionist organized in the hospital that they listened to. Some

participants did not specifically search for nutritional-related information at all.

At the same time, caution should be paid, as one caregiver expressed:

€ Her type of illness is kind of troublesome, so I didn’t want to just haphazardly go online
and feed her medicine or foods recommended on the Internet (M 66:51)

{Male | caregiver | 60 y.o. | throat cancer stage 1, lymphoma stage 3 | under treatment}

ORIt LAFIT AR5 PRI R 12 TeB 7 it A2 LA 9978 P DA R BB (B 4 LA /43— R B S B
REREM (M 66:51)
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This caregiver strategy was:

€ It was all the doctor’s recommendations. The doctor suggested two or three kinds for us
to choose from. We searched the Internet and looked at some online suggestions on
which to pick (M 67:08)°'

{Male | caregiver | 60 y.o. | throat cancer stage 1, lymphoma stage 3 | under treatment}

5. Nutrition-related problems encountered by the participants

Two patients shared some serious problems they encountered in regard to

nutrition. Patient G shared this story from when he was in the hospital: at one point

when he could not take in any solid food or liquid nutritional supplements the hospital

still did not agree to give him nutritional injections, something he could not

understand:

€ We want nutrition, but the nutritional injections really can not be given, why not to give?
(G 22:09 Stage 2)**

{Male | 64 y.o. | tonsil cancer stage 3-4 | under treatment}

He thought that nutritional injections would help him to solve his issue of

malnutrition considering the fact that all other methods did not work. He felt highly

desperate at that point in time.

YETDUET R B AT R B ftE Y SRR E EAR M E O EER T RERES SR
FH SR Th R BRI GERE T (M 67:08)

PRI > (B EHENREEST  BHEARREST ? (G 22:09 Stage 2)
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Another caregiver, caregiver I, did not put any salt in her husband’s homemade

food, and in the end he ended up in the hospital due to lack of sodium and potassium.

This caregiver repeatedly mentioned this issue and blamed herself for making this

mistake:

€ [ did not think he really, really this is my negligence, at least a bit of salt should,

probably should be put (I 41:39)*

{Female | caregiver | 60 y.o. | tonsil cancer stage 4 | follow-up}

6. Importance of nutrition

There are also some other views on the topic of nutrition that patients expressed

which are worthy of attention:

€ Like many people who are sick, I thought that T could just buy a bunch of medicine,
nutritional supplements and use some home remedies. But it never came across my
mind that it was me. In order to help my own body recover, I had to put in the effort.

This is something that many people find hard to accept (K 29:41 Stage 1)54
{Female | 37 y.o. | NPC stage 4 | follow-up}

Patient K’s statement is insightful, it is impressive how this patient is active in her

pursuit of a healthier body and how many methods she use to recover from the illness.

PRGN HIVERRIER % R E R BB (141:39)
TG T IS AR SRR A E - - BRAREAR > B AEREES
FIEHCHS AT > HOES W - ERAEH AR ELRATE (K 29:41 Stage 1)
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€ Yeah, so it’s like this. You need to have enough nutrients in your body. Like, your
immune system has to be up and running (pause) (N 30:38)*

{Male | 60 y.o. | NPC stage 4 | follow-up)

Patient N was certain that nutrition is the key to strengthening the immune system; he

invented his own recipes and actively shared his views with other patients as well. He

further recommended how to verify the results of food supplements’ effect:

€ Nutrition you, you finish eating and feel whether you yourself are, right, energetic and
that, just like this (N 43:30)°

{Male | 60 y.o. | NPC stage 4 | follow-up)

Patients acquired nutrition-related information by different means, but one of the

mostly trusted sources was other people, patients or their caregivers, in particular

people suffering from similar conditions or disease stages. The doctors responsible for

the patients’ treatment did not provide much information in this regard and perhaps

this is the reason of active information seeking from external sources.

CATEGORY 2: Rehabilitation information

Rehabilitation is an indispensable part of the recovery process and should be

maintained throughout the rest of a patient’s life. Ten participants stated that they

frequently exercised their neck and head parts after the treatment. Among them, only

PEIEERE o REE - E TR SR IR RIS S E R (fFEE) (N 30:38)

CEBRIRN > INZEEEE CAEH © ERUE energetic ERRRABE - BRZERE (N 43:30)
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two (K, L) reported that they additionally visited physical therapists. The majority of

the study’s participants did not search for rehabilitation-related information, neither

online nor by other methods, only patient J looked for some information about sports

while K and N searched for information related to recovery exercises. Notably, the

participants started rehabilitation exercises at different stages of their disease journey,

even though doctors often remind patients to do rehabilitation exercises as reported by

patient F:

€ Rechabilitation that, because after treatment the doctors will tell you how to do the
rehabilitation, right, the doctor has said all that, before, during and after treatment the
doctor says all this, and he also gave me some leaflets, right, so it’s actually ok... (F

16:04 Stage 2)*’

{Male | 41 y.o. | NPC stage 4 | under treatment}

The vast majority of the participants did only easy and short exercises; they

shared with us their exercise routines and even demonstrated it to us physically.

Below are the selected quotes:

TG REAE R Ry R B A E G BRI SR BB R R - N > B A IR - P AT
e ERAEMSE > T H S EBEMA Gt > BFT LR B (F 16:04 Stage
2)

107

d0i:10.6342/NTU201700504



€ 15 seconds. Lower down, 15 seconds. Do it. Then left and right, this is called physical

therapy. This is the only physical therapy (G 48:54)®

{Male | 64 y.o. | tonsil cancer stage 3-4 | under treatment}

€ Treatment...after treatment, how should I say it, I feel like it’s...because I feel like I'm
not doing much physical therapy. Like when I wake up I’ll move a bit, the wound — like

this, like this (F 21:58 Stage 2)*

{Male | 41 y.o. | NPC stage 4 | under treatment}

€ When you have time just do it. When you think of it just do it, like this. Heh... (N
21:44)%

{Male | 60 y.o. | NPC stage 4 | follow-up}

As we can conclude from these quotes, not much time nor effort were put into

recommended stretching exercises. The main source of these exercises was Dr.

Wang’s leaflets with pictures that many participants found very helpful.

Participants A and E exerted more efforts by joining the research project

organized in NTU hospital where their physical conditions are measured on a regular

basis by the nursing researchers. Patient E learned some restoration exercises from

them:

PHAR O ART L HEE - 0 SAeABGE B - IER - BRI IER (G 48:54)

e RS ERERIE  BRE - AR R R BT R
BB — TR T SUIRE I~ S T— T (F 21:58)

CH IR - AEE) T RN S o (N'21:44)
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€ They’ll all teach me how to continue to be optimistic once I go home and how to do

physical therapy (E 16:46)"'

{Male | 58 y.o. | oral cancer stage 1 | follow-up}

On contrary, the patient K (a woman) is an example of a dedicated attitude towards

rehabilitation. Firstly, she used multiple sources of information exhibiting active

information behavior, and she combined her findings into one notebook:

€ This film was sent to me by a previous patient. At that time I thought, ah, how come I
didn’t know about the physical therapy center earlier? Right, and because there was so
much on physical therapy that I printed it out myself and made it into a small notebook

(K 74:22 Stage 1)
{Female | 37 y.o. | NPC stage 4 | follow-up}

Figure 4.9 A self-designed notebook with exercises, participant K

U PR R o (B R AVEE S B R ORI, - B E G (SRR (E 16:46)

CEERH AT (5 AT TR - B E RBERIR - R B
AERPELEC - ARERRERS - Bt E CENHAME—(E/ M- (K 74:22 Stage 1)
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Secondly, her rehabilitation exercising time usually lasts for one hour:

€ Because I exercise for 1 hour and do physical therapy for 1 hour, so I spend 2 hours a

day on this (K 26:41 Stage 1)*
{Female | 37 y.o. | NPC stage 4 | follow-up}

Thirdly, she visited a physical therapist, which she asked her doctor to help her

arrange. Patient K explained the reason behind her proactive attitude towards

rehabilitation:

€ Oh, I do physical therapy because actually I know the patients and they recommended
me to go learn yoga. After learning for a bit, I found out that this hand couldn’t reach my
ears. This hand could only reach here, the highest point was here and then I got scared.
And I couldn’t raise my neck when lying down. I found out all of this while practicing
yoga. Then, Xiaomi always sends me some messages. After matching them I felt that it
had to do with swallowing and so I made an appointment with the physical therapy
department. Then I found out that these muscles of mine were weak, maybe because of
radiation therapy. Also the muscles in the neck were damaged a bit, so now I’'m doing

physical therapy (K 67:36 Stage 1)*
{Female | 37 y.o. | NPC stage 4 | follow-up)

TR Ry BB 57— (N 1 S — (BN — Kk R ] NE R FIAE A 18] T (K 26:41 Stage 1)

g RN AR E YR AR A T L i - R R s e T
FREINEIEA  BET > HEERE ReBEE  ARIENHE] > MRERNE TS ME
FIEIGIEA > EEAESRER AR SRR > 28R - /IORMEV A B GG T RS
FRIRGHA R - et EEMERRL AR BIER » BB A RTS » rIRER R BRI
& BAETHIERZE - Tl 2RSS EE R (K 67:36 Stage 1)
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This patient repeatedly expressed her concern about negligence and low compliance

in regard to rehabilitation:

€  Yeah, they might all have a sheet of paper that tells you hey you need to do physical
therapy. Then you’ll do it and when the time comes, you’ll forget it. Yeah, but I went
online and found out many people have researched, it is said that the implementation
rate of physical therapy in Taiwan is very low. Many people didn’t pay attention, and it’s

still currently the case...(K 74:47 Stage 1)*
{Female | 37 y.o. | NPC stage 4 | follow-up}

€ 1 really want to remind everyone, but I don’t know. Maybe you have to wait until you

realize you can’t do some of these movements to feel scared (K 75:06 Stage 1)*°

{Female | 37 y.o. | NPC stage 4 | follow-up}

Again, as with the situation with nutrition information, doctors do not urge

patients to pay more attention to rehabilitations, as our participant K stated:

€ ...1 think I found out the importance of physical therapy a little too late because actually

doctors don’t emphasize this (K 74:36 Stage 1)’

{Female | 37 y.o. | NPC stage 4 | follow-up)}

CE > M ETRE RN —IRE TR R - (Ritg > 1B > FIRMEIREtE SR T B A
WA SR AT - th#E 2B E R TRIRE - RS AFGAEE - AARFHETZE
------ (K 74:47 Stage 1)

ORMBRARIEAR > IR RALE > AR - IREMEERIREHEE A SBERR R IcA gE
18 (K 75:06 Stage 1)

O BSHORIGRE R IV E TN R AHER AT A GRIE B (K 74:36 Stage 1)
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Similar to nutrition, rehabilitation is a life-long companion of cancer survivors.

However, in contrast to nutrition information, rehabilitation knowledge is according

to our findings not much discussed between the patients. Thus a more active role from

medical institutions is needed.
CATEGORY 3: Other information problems and needs

Information about prevention was unquestionably important to the patients,

particularly after they ended their treatment.

@  Interviewer assistant Cheng: What time is most stressful? Going through the treatment
process until now, during what times have you felt like giving up?

That... It’s like.. Fear of relapse, yes, feel afraid of relapse (F 30:46 Stage 2)*®

{Male | 41 y.o. | NPC stage 4 | under treatment}

The level of anxiety was also the highest after the treatment came to an end, as the

following quote suggests:

€ During the treatment stage it’s yet to happen, it’s yet to happen, after treatment, you
know? The information you need to read piles up. This illness’s reoccurrence is
dangerous and happens quite often. Yeah. So avoid saying things like you don’t want it
to reoccur, or ask the doctor how to avoid it, he says it’s hard for them to say too. Yeah.

Just continue to be optimistic (F 30:53 Stage 2)*

®Interviewer BREHE: (HEERHEE G 2 SEFERIGERIIE - (TR AT EEN R 2
e w g I ESEYL > BHHEESE (F 30:46 Stage 2)

CLEUIETE  BAT  ARGTEYE SRS RS s R R R
G SERATH > B > FTLLER R R R I S - WIRTE A R > st R S0
SRELFF OIS RRILERE T (F 30:53 Stage 2)
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{Male | 41 y.o. | NPC stage 4 | under treatment}

Coping strategies could be either avoidance or active involvement as was noticed.

Patient K demonstrated the latter:

€ Done them all, going online, reading books, and taking a look at other patients’
experiences and the department of cultural affairs is nearby. It has some health

magazines and such...(K 61:17 Stage 1)"°
{Female | 37 y.o. | NPC stage 4 | follow-up}

Clearly, doctors cannot provide accurate predictions in this regard, but patients still

require this information. The stories of other patients could seemingly be useful in the

sense of providing preventive techniques or advice according to their experience.

Patient H specified another problem:

€ So sometimes when you’ve gotten sick, he (a seller of food supplements) will tell you
this tastes good and that tastes delicious, introduce this nutritional product and that
supplement. Many people will introduce you to them because they do this for a living. If

you don’t take these things how would they live? (H 75:44)"

{Male | 60 y.o. | tonsil cancer stage 4| follow-up)

CHE L4 B EEEREE - BA SO RBAEITITN - A — SRR e R
""" (K 61:17 Stage 1)

T UEBHE - IR - MG GRS AFIZI N GETBAIZI - RS SR AT E AR
REANEGIRIRN 4 - RAESEEE > SEEEIZRIIARS © (RAIZMSEHEEATE (H 75:44)
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This statement can possibly explain the reason why the main source for nutrition and

food supplements information is other trusted patients, family, or friends. Another

related issue is the constraint that doctors have in recommending food supplements:

€ 1...I think that because now...why do doctors avoid this? They discover that it already
got sore (mouth). After they see that it’s sore, they suggest this (food supplement)
because...she can’t he can’t so early already tell you just...just eat this. There will be

interests. The information on health products is insufficient (H 80:20)"*

{Male | 60 y.o. | tonsil cancer stage 4| follow-up)

Patient J expressed his opinion regarding the need for more information and how it is

important for a patient to be provided with information:

€ For example, diabetes...my wife has diabetes. I will look at the reasons for diabetes,

how to prevent and treat it, what the dietary conditions are? I wouldn’t go to the doctor.

As I see it, doctors are all the same. They only differ in the amount of information they
provide you (J 54:50)"

{Male | 59 y.o. | NPC stage 2 | follow-up)

Patients’ caregivers are the people who need information on nutrition the most:

€ My (my wifes) entire recovery has been bad, for example after getting discharged we
hope that we can follow the canned foods provided by the hospital, like milk, but family

members always hope they can do an even better job. So actually we don’t know what

P BAREES 0 RRIEE BTESAEREME - B T RBEA T BEAN T A RS
{8 > N > MAREMARE—ARFRL  IRIZEERLY > GAFE fRESHESE (H80:20)

PSR - GIRAERERR B aE T BRI B - AT - EREaR - 15
HTHER: ? ARG EFELE  BAETREABR K& — - REMGIRIEES A2 MmE
(J 54:50)
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direction and which food products are better. Of course doctors give you some
suggestions about what you need to eat, but if there’s a nutritionist then it’s better to
compare and ask (M 65:39)"

{Male | caregiver | 60 y.o. | throat cancer stage 1, lymphoma stage 3 | under treatment}

In this section we discussed issues of nutrition, rehabilitation, as well as other

additional informational needs described by the participants. After a patient leaves a

hospital he is no longer provided with verified and professional information, however,

the disease cycle does not end there. NTU hospital provided ample treatment-related

information, but nutrition and rehabilitation knowledge is equally important for the

patients, particularly during later phases of the cancer. It is worth repeating that

patient wish they could have known more about other patients’ experience:

€ For instance, seeing him (husband) being like this. We see others at the hospital, they go
through it first. I actually want to ask them what happened during the process, but 'm
afraid to ask (I 06:07)"

{Female | caregiver | 60 y.o. | tonsil cancer stage 4 | follow-up}

PHABRAEAE TR 2 B AR b T DB R M A SRR - R b e e g
FUFIR AR RS GRS > NIRRT ANSEAR ZREMUIS 4 > LAt A R a8 S5 w0 — 7 e —
St anELRT - BB A BRI R R (BRI R A B b e te s —
THYEE (M 65:39)

PELAER G B FIMIEEE - FROERBEERIFIA - MFEEERM M HEREEERAZR
RIS S E T > e N EE 2R (1 06:07)
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€ Because I also want to know, others ...like...what I mean is the experiences of those
who’ve gone through it before can save you some trouble. Of course, I think that it’s
different for each person (I 07:42)"

{Female | caregiver | 60 y.o. | tonsil cancer stage 4 | follow-up}

The participants explained how they searched for information, what role the

Internet played in their information acquisition process, and what attitude towards the

disease and information they had. The information sources of the interviewees such as

NTU Hospital, medical professionals, and other patients along with their family

members were defined as one of the major sources of gathering information.

Information needs in the field of nutrition and rehabilitation were broadly discussed

as well. Three main categories and all the subcategories identified during the content

analysis of the transcripts are combined in Table 4.3. Importantly, the highest

numbers of the participants’ quotes were related to three subcategories: hospital as

information source (50), rehabilitation information (50), and nutrition information

(36).

7O R B R AR - SRR - SERNER - A HIAKER - SBIRATASR R K08 » R -
EAGEASHE (10742)
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Table 4.3 Themes and categories of the content analysis (detailed version)

Information seeking

Information seeking behavior

S N S A BN

Searching for information or not searching at all when the symptoms appeared or
the diagnosis was stated

Looking for answers to questions

Interaction with other patients, other family members, or caregivers in the hospital
A patient or a family member or a caregiver looks for information?

Information behavior before visiting doctor

Information recording and storing

Information on the Internet is regarded only as reference

Verification of online or other information

Attitude and psychological
state

~

Attitude towards the disease
Psychological state

Attitude transformation

Information and anxiety

Information and anxiety: general discussion

Information sources

Hospital as information
source

1.
2.

Helpful materials

Problems with hospital’s information sources

Medical personnel as
information source

Medical personnel as information source: general discussion

Patients or caregivers as
information source

Other patients as one of the most important sources of information
Interest in knowing more about daily lives of other patients

Each patient’s situation is different

Information needs

Nutrition information

S N

Nutrition questions are not discussed with the doctors

Searching for extra sources of information on nutrition by visiting a dietician
Discussing nutrition issues with other patients and caregivers

Other sources of extra information on nutrition

Nutrition-related problems encountered by the participants

Importance of nutrition

Rehabilitation information

Rehabilitation: general discussion

Other information problems
and needs

Other information problems and needs: general discussion
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The observation results, as well basic questionnaires and the content analysis

raised some important issues experienced by the patients. However, it is necessary to

understand how these issues are viewed by the hospital. In the next section some

important findings from the interviews with 4 medical professionals form NTU

Hospital will be presented. Specifically, with Dr. L. and Dr. Y. from otolaryngology

department, with Dr. W. from radiotherapy department, and with case manager for

cancer patients, nurse H.

The problem related to medical information online is an important concern for

medical specialists. Information verification is complicated due to the enormous

amount of online information originating from various sources. The 4 interviewees

were asked whether they usually recommend patients to refer to information online.

Usually it is not suggested to patients to look for information online, and one doctor

explained that he does not recommend information online due to the following

reason:

€ 1 think currently in Taiwan there is not enough information available...and they may just
bring up their questions when they come see us. Our replies are more accurate and faster

for them compared to the information they can find on the website (Dr. W. 36:55)"’

e G H AT SO BRSBTS - 1T LA T A BB MBS E
P22 T B PR T R P HH A AP 46 LA [ 7 £ 22 T REEL At B A by EDR AT g2k Ay st iy ELAE
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€  As far I know, currently in Taiwan there’s no website that can provide a complete listing
of various types of information for patients. To be more exact, the information provided

may not even be enough (Dr. W. 36:29)"®

Dr. W. supposed that online information is not comprehensive enough and there is no

such a webpage that could encompass the various information needed for HNC

patients. Alternatively, doctors can provide answers quickly and guarantee the

information is correct.

By contrast, nurse H. would recommend patients to consider information from a

few online sources:

€  We will tell them to go to HOPE Foundation Cancer Care and Sunshine Social Welfare
Foundation. For patients who are at the first stages of cancer, they’ll provide some
resources, such as relevant resources, or they’ll provide some economic or dietary

assistance. So we ask them to check these two websites (Nurse H. 23:28)"

Nurse H., being a case manager, usually shares a lot of information with the patients.

L EhE - (Dr. W. 36:55)

R A E AR AIE &8I A — (52 B2 A — A i EAEE R ER B HIFT A %
AS MR EAYER > R EAREEATREE A% (Dr. W. 36:29)

P B gFEMEEEREHE » Rl eSS » e BhE AR R A g ft—L&
FIR > FlnA — AR E R - SET TSR — R O SR ERE RAYIGE) - SiE FE A
EREYENEE (Nurse H. 23:28)
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However, the interviewees of this study usually did not contact managers and no one

asked them for information resources. This possibility should probably be

communicated to them more clearly at the beginning of treatment.

In the basic questionnaire analysis the problem of psychological stress was

highlighted as the main problem for the patients. In the interviews’ content analysis

some patients were afraid of information acquisition. In addressing the issue of

anxiety or stress, Dr. Y. shared the following:

€ [ feel if the instructions are easier the better. You know what I mean? Actually just the

mention of cancer can cause people to think about it all day (Dr. Y. 71:17)%

The participants, especially those who were undergoing treatment, repeated the

problem of constant thinking about the disease, therefore they tried to avoid being

exposed to additional information. Doctor Y. acknowledged the problem of stress, and

agreed that simpler guidelines by doctors is probably a correct strategy during the

treatment. On contrary, some patients or their caregivers expressed their need for

more information and expected doctors to provide it.

A number of participants did not discuss any questions with the doctors, yet

R WERGHESHE ARy > SRAERERY  WAHEIRCEESMEFE
& N e LI —8R T (Dr. Y. 71:17)
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doctors can answer questions only if they are raised. Please consider the following

quote:

€ Right, but if the patient does not specifically ask about it during consultation, or if they
are too embarrassed to bring it up, we of course will not be aware of those problems

because there are just too many possible problems to consider (Dr. W. 37:58)"

Some patients took a passive attitude in interactions with the doctors, did not ask

nor discuss questions even when they did have problems, but yet they asked us during

the interviews. However, doctors can not predict what problems may arise in each

patient’s situation, therefore a more active attitude from the patients is recommended.

The similar viewpoint was expressed by nurse H. in respect to psychological

problems:

€  Well, when it comes to mental stress, sometimes the only way to get it off your chest is
to verbalize it. For some illnesses, if patients don’t bring it up, we really won’t know
what type of stress they are under. And it’s no help that the majority of our patients are

men. Men are not usually forthcoming about these things (Nurse H. 32:26) ¥

Male patients tend to conceal their emotions and do not consult medical staft for help,

but the hospital is unable to provide assistance unless they share their problem.

SUEHE R AN AMAE TR0 9 R 4 Bt S o B SR R AR B P AR G AR A & (8
RHIEREN RS RS T KBRS HE T (Dr. W. 37:58)

e ELE B FREES RS R, - BB IR - AR - BT A
S EREEES) - RO AR R BN - R KGR Nurse H. 32:26)
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In one of the interview questions hospital information sources were discussed.

Some issues related to the printed materials in the hospital were raised:

€ Everybody’s situation is different...actually no matter if we’re at the first stages of
health education...speaking of the health education part or the written part...they aren’t

able to write down each and every situation (Dr. W. 23:49)%

€ Do you understand? Medical science is improving every day. When we have meetings
it’s like we have something new again. So if a patient speaks to me today, I’ll tell him
the newest, but when I go back and look at the pamphlet, maybe it’s information from a

few years ago (Dr. Y. 42:08)*

€ We don’t have much time ourselves to maintain it, so we don’t recommend that they use

our (hospital) website as reference (Dr. Y. 22:57)%

The doctors were concerned that the printed materials can not incorporate all the

differences of the patients’ situations. Also, the information should be timely updated,

however, it is not easy to regularly revise printed forms of information. These

SEE AR A — 4 HE BRI E R AR R R oy s R A H
oy A AR THED S RIS A S ARA IR (Dr. W. 23:49)

RTENS o R R MEE R — BT - SR T MRS LB B AT - AR S KA
s I RE ELRERR SR R Y - (BB B A S T T RE R4 25 ATHY (Dr. Y. 42:08)

POBEMECT A RECHSIFAEET  FIURM AR EERE SERMEL)IHE
b PRI G A E 255 (Dr. Y. 22:57)
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comments suggest that information in electronic forms can contain various stories of

the patients and would be more convenient to be updated, thus partially resolving this

1ssue.

In order to learn about some resources such as Cancer Resource Center or

additional consultations, patients should be active and discuss questions with medical

staff:

€ Right, because we hold events on a regular basis. If he (a patient) doesn’t come and

attend, then he won’t be able to get this information (Dr. L. 21 :18)%¢

€ If needed, we have counselors available free of charge...as long as the patient is a

cancer patient, they have one free psychological assessment for free (Nurse H. 32:26)"

None of the participants reported visiting a psychologist or psychiatrist during their

treatment process, and none of them knew about the free consultation resource.

Nutritional information provided by the doctors in charge usually was relatively

general as one doctor confirmed:

€  Well, for us, there’s one general rule for a healthy diet, that is...there’s one rule that’s
absolute. That is, you must never take up smoking, drinking or chewing betel nut again.

That’s it (Dr. Y. 19:42)®

S RRRMVEEEYEES, MseA ARSI - ARG R EIE(EEE (Dr. L. 21:18)

TR B ER T OB SR, R R By N A M A — XA LB AR 2~ H

#8019 (Nurse H. 32:26)

SHERFORRIGHAERMRE LT St R HNE (AR - shEFOEER
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However, during the interviews with patients and caregivers, detailed nutritional

information emerged as an important need.

Yet, the hospital provides a specialized nutrition consultation service. If a patient

expresses the need for nutritional consultation while staying in hospital a nutritionist

was provided as the following quote exemplifies:

@  If the patient makes the request, we can have the nutritionist from inpatient consultation

services to attend to the patient’s needs (Dr. L. 07: 14)89

In case of special conditions or chronic illnesses, a consultation by a nutritionist was

recommended by the nurse H.:

€  If the treatment has ended or if the patient has chronic illnesses like diabetes, high blood
pressure or high cholesterol, the patient may not be able to intake a high number of
calories or proteins. If that’s the case, we’ll then recommend the patient to consult a

nutritionist (Nurse H. 20:08)™

In this study, only one of the participants received a suggestion from a nurse to visit a

dietitian, although at least 4 patients stated that they had other chronic illnesses.

REEFFN - BT (Dr. Y. 19:42)

Ve AR AN E LTSRS LGSR R I ST - ST LB ERE (Dr. L. 7:14)

e B L RRSE SR A B BB MR o M ETREAIERR R o SR - B s S AR
M ETsE R F LU IR AR S AE - 5EHE > IIRM Rt A B EEMEE (Nurse H.
20:08)
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Rehabilitation consultation was not proposed to all the patients, but only to those

whom had gone through serious surgeries or with visible problems related to speech,

swallowing, or neck stiffness.

€ Some patients may need to undergo major surgeries. For these patients, we’ll suggest

that they go see a physiatrist (Nurse H. 21:19)°'

€ Problems with speaking, swallowing or the stiffening of their neck area make up the
majority of the patients’ problems. For patients with these issues, we’d suggest that they

make an appointment with their physiatrist (Dr. L. 6:19) **

There is a common understanding of the problem in regard to food supplements’

information provided by the doctors:

€  Well, for those types of things, we doctors have to bring up the issues regarding who the
patients are ourselves...because first of all, it may not be effective with every patient,
and secondly, expenses run high...a small bottle could ring up to 7,000 to 8,000 NTD or
8,000 to 9,000 NTD. For some patients, the financial burden is quite heavy (Dr. W.
25:45)%

In this section the findings from observation, basic questionnaire analysis, and

comprehensive interview content analysis were discussed. The major themes and

PTRTHE A LR L R E I L KA AT B Mt & et 5 B 1R (R (Nurse H. 21:19)

PR - B B ERSBIMEE, @AM REAE T, MiEEaEER MR st
HMERHIF2 (Dr. L. 6:19)

QIS0 5 ST R 5. 8 3 b P S o - = R =0 & M ke 0] =R P = [ R =25 b
NHA R P AR & FEA S B\ R IV N— st/ TR UL T3R5 £ BV 2
KHY (Dr. W. 25:45)
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categories were outlined and representative quotes were listed. Analysis of

questionnaires and interviews concluded the importance of receiving information

from other patients or caregivers; medical professionals and hospital remain a very

important and trusted source for specialized medical knowledge and treatment-related

information. Perhaps, patients and their family members need some navigation in

utilizing hospital’s resources by the hospital. In general, all the interviewees for this

study have common understanding of the problems in information providing and

some of the findings of this research based on the patients’ and caregivers’ interviews

are supported by the interviews with healthcare providers.
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Chapter 5 Conclusion and Suggestions
5.1 Conclusion

The purpose of this study was to investigate the phenomenon of HNC cancer
patients’ information search and needs in detail rather than in a general way; to raise
questions instead of proposing definite answers; to understand possible underlying
reasons behind the issues and not only stating the issues. An in-depth understanding
of the research problem was central to this study for further application regarding
service design in relation to the ZOHUE platform. Specifically, the average length of
each interview was one to one and a half hour, there were two stages of interviews,
and additional interviews with healthcare providers were performed. Out of all the
possible research methods in qualitative research, a framework content analysis for
identifying patterns and categories was chosen as being the most appropriate for the
interview data analysis with partially predefined themes.

This study’s research findings can be summarized into the three main themes:
information seeking behavior, information sources, and information needs.
Information seeking behavior significantly differed among the participants depending

on age and gender as well as educational attainment. Also, the participants adopted
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different coping attitudes towards the disease: some of them showed active

participation in their treatment, while others chose to avoid involvement. A linkage

between information and anxiety was identified — one category of the patients

preferred information avoidance and another one chose active information acquisition

in order to deal with anxious psychological state. It is possible that these different

strategies can be associated with the stage of the cancer journey, with higher level of

nervousness during and just after treatment.

Some of the study’s results correspond with the findings in literature review. A

qualitative study by Leydon et. a/ (2000) identified three possible reasons associated

with information avoidance described as such themes as faith in doctors, hope, and

charity. These three themes appeared in the interviews with the participants of this

study as well. In addition, in relation to male patients’ attitude towards disease

management we found that 2 patinets, A and F, tended to pretedn that they live

normal life. The same finding was stated in one research as well: “Women patients

often valued the knowledge and experience of other cancer patients more than

medical information, and this personal experience often proved invaluable with

treatment decision making. By contrast, the men rarely spoke of relying on the
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experience of other patients; once they left the outpatient clinic or treatment

room they preferred a policy of “life as normal” in which cancer could be forgotten

(at least superficially).” (Leydon et. a/ 2000, p.911).

In another study by Shea-Budgell ez. a/ (2014) it was found that only 38% of the

patients discussed online information with their doctors. In this thesis number of the

patients discussing questions with medical providers was also relatively low — only

one forth of the participants.

As suggested by Rutten et al. (2016), patients’ reliance on healthcare specialists

does not diminish despite the rise of the Internet. This research supports the fact that

hospital and doctors remain one of the major informational sources for both HNC

patients and caregivers of patients at the NTU Hospital. Trustworthiness of online

information is questioned and a few studies emphasized that the hospital assistance is

necessary. Some of the study’s participants referred to online information but the

degree of trust was still relatively low, they would instead actively consult other

patients and caregivers’ experience. In fact, this is one of the major findings of this

study and it was discovered that communication opportunities and channels between

patients’ are insufficient.
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Treatment-related information is provided comprehensively compared to such

types of information such as nutrition and rehabilitation. The participants

demonstrated substantial need in nutrition-related information; other patients and

caregivers were described as the main source of this type of information. A need for

nutrition-related ~ consultations =~ was  revealed during the interviews.

Rehabilitation-related information was not actively sought by all the patients, but was

still constituted as important need for one patient who encountered impaired physical

movements as a consequence of insufficient rehabilitation exercises. The majority of

the participants repeatedly postulated that they would like to know more about other

patients’ experiences particularly in relation to nutrition. Additionally, the medical

professionals’ perspective was taken into account and discussed in order to compare

with the patients’ and caregivers’ opinions and to have a more holistic understanding

of the research problems.

Methodologically, this study added value to the body of knowledge by applying

a qualitative research process. The number of qualitative research papers on this topic

is substantially lower in comparison to quantitative studies according to this study’s

literature review. It is one of the very few studies that are completed in a qualitative

130

d0i:10.6342/NTU201700504



manner in Taiwan, exploring a problem related to Taiwanese patients. Also, this
research is dedicated to only one type of cancer, HNC, and exclusively to the patients
of NTU Hospital, thus providing a greater in-depth understanding of the topic.
Furthermore, the research problem was explored not only from the perspective of the
patients and caregivers, but interviews and interaction with healthcare providers was
beneficial in understanding patients’ issues and information provision system of the
hospital.

The study has direct practical contribution since it was initiated with the purpose
of resolving a real practical problem — designing a ZOHUE online platform for
information acquisition and social interaction for cancer patients. After the first phase
of the interviews was completed a series of workshops was held in the CCDM
company for designing a possible interface and functions for the ZOHUE platform
during the period July 11" to the middle of August 2016. All the transcripts were
printed out and analyzed during two consecutive workshop sessions by the author, the
advisor’s assistant, and the company’s researchers. The design thinking method of
analysis was employed, in particular three stages: problem definition, ideation, and

prototyping. Each patient’s transcript was interpreted and discussed by the workshop
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participants as illustrated in Figure 5.1.

Figure 5.1 Interpretation of patient K’s interview content. Excerpt

K0807 K1114 K1310 K1436
HIRBWEEN BREEERE BREHUOEN (EERRER
AR REE) HRAR > 85 BE B4 ip R S RE

ZINAR BHEFHICIE ESRE

AR ? !

K1523 K1949 K2308 K2544
RHEMERE £FROA > RE 2FEESKEH BLAEEROBE
HY ! HoO2H% EEZE - ) FrE
REEEEHCOARE BXNREE 100f& 5
B B RAELMLDIKR

il MERASM

(RN SIRE

In the following workshop all the information derived from interpretation was

divided into categories according to possible design principles for the platform, and

resulted in four major themes — systematic presentation of information that is easily

retrievable, disease management, mutual support between patients, and trusted source

of information (Figure 5.2).
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Figure 5.2 Four major themes identified during the third workshop in CCDM

Eventually, a prototype of one function that addresses disease management was

designed and in future it is planned to invite the participants of the study for

evaluation and commenting.
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5.2 Suggestions

In the future it is suggested to conduct a comprehensive quantitative research

with larger sample pool for achieving greater generalizability based on the findings of

this exploratory study. It is common to have qualitative research performed before the

quantitative investigations. Moreover, longitudinal qualitative studies aimed at

investigating informational needs and behavior at different cancer stages with a

purposeful sample could be significantly beneficial.

Another suggestion is organizing a focus group with caregivers. During this

research with the interviews with 3 caregivers it was discovered that the role of

caregiver is very crucial in acquiring informational resources for a patient.

Furthermore, caregivers are predominantly females, more open for discussions in

comparison to patients, thus more data about patients’ experience could possibly be

obtained.

The third suggestion is continuing the design of new upgraded functions on

ZOHUE platform for providing systematic information as well as facilitating social

interaction on the website. As to the information provision, a following approach for

providing information proposed by Maddock ef al. (2011) could be considered:
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Figure 5.4 Stepped approach to information delivery (Maddock et al. 2011)

Figure 6.
Stepped approach to information delivery

¢ Very brief summary -simple explanation that is easily
understandable (Include an audio-visual clip)

* More detailed explanation — clips, diagrams etc.

e Comprehensive explanation with links to journal
articles etc.

Additionally, information on the website should cover all the stages of the cancer

continuum, especially the before and after treatment phases, fulfilling diverse

informational needs. As this study results suggest, special attention should be paid to

nutrition and rehabilitation-related information.

Experience-related information of the patients verified by recognized medical

institutions is still not common to be provided on the Internet. Such unique

information could be presented on the ZOHUE website in cooperation with NTU

Hospital, benefiting numerous patients and caregivers. Hopefully, the platform will be

popularized in NTU Hospital for HNC patients and their caregivers in the near future.

Lastly, the difficulties in using NTU Hospital resources were reported. To

eliminate informational barriers and offering a more comprehensive care for patients
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and their families in regards to optimization of information, delivery of said

information could be performed in accordance with the findings of this study. It is

recommended to perform an integration of offline informational support in the form

of Cancer Resource Center, leaflets, and public lectures with online services delivered

on the ZOHUE platform. Not only the patients and caregiver of patients at the

otolaryngology department of NTU Hospital will benefit from a comprehensive

information provision, but healthcare professionals could also find advantages in

reduced explanation time and higher compliance from the patients. To conclude,

ZOHUE platform will be able to address most of the suggestions presented in this

section. Mayer et al. (2007, p.349) suggested: “Healthcare providers can screen

existing websites for credibility and make specific recommendations to their patients.

Likewise, providers can be instrumental in developing, contributing to, and evaluating

trustworthy health or cancer-related websites”, and ZOHUE platform posits itself as

such a website containing trustworthy information.
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Chapter 6  Research limitations

A series of research limitations of this study should be mentioned. Qualitative
research is different from quantitative in sample size, data collection, and data
analysis. In this research, the total number of the interviews with patients and
caregivers was 17, and with medical specialists — 4. However, contrary to the author’s
expectations, in the second stage only five interviews were finally conducted. This is
to say that in qualitative research it is more challenging to control each stage of the
research process and the researcher should be highly adaptive and flexible.

When performing data collection, a sample of the participants was selected
randomly and willingness to share was low in some cases; this had a direct impact on
richness and quality of the data. However, luckily, we had two active participants,
patient K and caregiver L, who provided us with a wealth of detailed information
during the total interview time of more than four hours. Another minor drawback was
that two participants, D and J, went through cancer treatment ten and twenty years
ago respectively, hence they shared more about how they acquire information now
during the follow-up phase, since the Internet and other sources were not widely

available at the time they were diagnosed with the condition. Another limitation was
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the predominance of the participants in the follow-up stage with only 3 patients being

interviewed in the treatment stage.

Qualitative research is usually more time-consuming, unpredictable and requires

a prolonged interaction with the data. Sometimes there are moments when a

researcher is overwhelmed with the data and requires peer discussion during the data

analysis. Ideally, qualitative research should be carried out by a few researchers so

triangulation decrease subjectivity in interpretation and facilitated understanding can

be achieved. Conducting an interview can be a challenging task since the interviewees

are very distinct in their manners to express opinions, to answer questions precisely or

vaguely, or to be logical or coherent. There were cases during the study when

participants could spend half of the interviewing time sharing unrelated content, so for

the interviewers it was on occasion a demanding task to maintain the participants’

focus on relevant topics during conversations. In the case of HNC patients, a third of

the participants were from low socio-economic statuses, therefore, at times it was not

easy to have a comprehensive discussion with them. Domination by male participants

aggravated the communication problem as well. Moreover, carrying out interviews
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using a second language and being unable to comprehend Taiwanese language was

another obstacle to the author.

Furthermore, the limitation in respect to existing research should be recognized.

The prevailing majority of the examined articles discussed the informational behavior

and needs of the patients from Western countries, primarily USA and Europe, with

little attention to Asian countries. As a result, an understanding of the development of

this topic in Asian context was limited.

Finally, since this type of research was conducted for the first time by the author,

thus previous experience was insufficient which also might have some impact on the

research quality. However, the author has attempted to deliver a credible research

complying with qualitative research guidelines.
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Appendix 1. A consent form and a basic questionnaire
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Appendix 2. Patient K’s story
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Appendix 3. Online sources provided by patient K

(DF #Hp(FRRIR R 4 o = e 0 f 4w RRAFR o F 2R i
iv i 38

http://lazarsfeld.pixnet.net/blog

Q)% # Iy (% %}% . blog T2 5)

https://www.facebook.com/cincia0816/

(3)& st B (npe I 5 § £17%4)

http://puppy2178.pixnet.net/blog

AFRFCH L0 PR ERPLE FRFFF R0 REDE £ EHET
BERTELFFI - F RS F o REY AR &S IR
https://cancernewlife.blogspot.tw/2015/02/nutrition101.html

https://www.facebook.com/DrJimLiao/?fref=nf

NipF et o

()it (4 ol F fip e 4 )
http://kiko520.pixnet.net/blog/category/1584987
QFF I RR TR (B 2R R FH F )

https://www.facebook.com/HNCCCL/?fref=ts

154

d0i:10.6342/NTU201700504



Appendix 4. Transcript sample, patient K
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Appendix 5. A list of online sources and books provided by caregiver L
APFR L AP R FRERC RIS FEPATTFLF) Lp
MG FREL T T BN RRARG T L

T RRRRED S R MR R IR AR i A B B R T
£

( http://www.ntuh.gov.tw/.../%E8%87%BA%E7%81%A3%E7%99%8C%E7%97%... ) -

FPEFFF > RBRELF MR OARFATIRPAFI IS hd  FREFeFF <
e R PR

( http://www.ntuh.gov.tw/.../%E8%AB%AEY%E8%A 9%A2%E6%99%82%E6%AEY%... )
RREKRFIZEE AR LR L Fleo i ivh o

oW 2FF Uy FERBSIIRS A G § AR A _\ﬁﬁé}ﬁp Yom A AE S Y — l[}’?;ﬁ"/h’
SN (Fhome b e A 4 S REM)

bt Pp iR E G R A T L A e T A R A Y B S P E T

G F S § sk GG RT BN F GG
(http://www.thns.org.tw/medicine/education.asp ) » #77 i # FPp £ L oL X0 1 &
FFRF B ¢ AT B s B AR 1 A R R

FBENPC R H €85 - =hipf =& RILR O EVR R L & R A PR P d
IR FER S R TEE S R
( http://www.nhri.org.tw/NHRI_A.../userfiles/.../tcog/100npcpg.pdf ) 22 v ¥ Tk 2 &

< p ( http://www.nhri.org.tw/NHRI_.../userfiles/.../tcog/100oralpg.pdf ) > :BF # *Fl&>
B + @ ( http://www.nhri.org.tw/NHRI_ADM/userfiles/file/tcog/npc.pdf ) £ v 355k =
# ( http://www.nhri.org.tw/NHRI_ADM/userfiles/file/tcog/oral.pdf )

A BFS BAEEARRRT R L FAES AEREY FRE AR
( http://www.nhi.gov.tw/Query/queryl.aspx... ) BEFERFETA LA
( http://www.fda.gov.tw/MLMS MOBILE/(S(h3pkdjeuwOvnwznt4xfv3545))/H0001Mobile

.aspx )

( http://afterthatday.blogspot.tw/2014/02/fb-httpwww.html?m=1 ) &4 =" &
O IR R MA@ Y GRAIE X P o TULPRAR e B
( http://www.familycare.org.tw/index.php/2012-07-18-08-45-42 ) 5 # > = B3 L 7
KERR FTRY LT
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44 F kel T e
https://www.ntuh.gov.tw/nurse/DocLib15/Forms/Allltems.aspx

T Y RN N e s LR
https://www.ntuh.gov.tw/.../%E9%8.../DocLibl/Forms/Allltems.aspx
i*??“ f%‘”ﬁﬁxfr/ﬂ,“ﬁ SR I ¢
FEREG)

2

2 WL R B ) b R AR (R

bo

https://www.ntuh.gov.tw/onc/default.aspx
AP R 2R TR
https://www.ntuh.gov.tw/.../education/1234/Forms/Allltems.aspx

% % Pfl‘?n RaEIn-ERE TR
https://www.ntuh.gov.tw/PMR/DocLib8/Forms/Allltems.aspx

3 = %5 Fo-B frizfl-frgcd ~ Q&A-FRE T ;kﬂ‘_h
http://www.ntuh.gov.tw/.../%E8%A1%9B%E6%95%99%E7%9F%AS5%E8%ADY%...
d o Fra-ha FE IR R T e
https://www.ntuh.gov.tw/PSY/Healthy/default.aspx

AFRoEB KT My TR R R FET R
http://health.ntuh.gov.tw/health/hrc v3/nform451.aspx...

(g et gres MR e ) 4 « Flo-E A7 SRERT FARRE 2 RF-HEl o i
CRRERE IS R A

http://health.ntuh.gov.tw/health/hrc_v3/nForm5.aspx...

i A L g ELET §erahd (20160713)
SOOI A EHF OSSOSO
o FURMPL T LA 1 —E et b

HEA B2 X S AREA L
http://www.canceraway.org.tw/productlist.asp...

PFURMLEE (A4 — BAR A6

HEA 2 A SRR L §
http://www.canceraway.org.tw/productlist.asp...

SrURPLE 5 HE - 46

HEA B2 A SRR L §

http://www.canceraway.org.tw/productlist.asp...
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SRR T A6 — BEFIE
HIAB2 X SRR L ¢

http://www.canceraway.org.tw/productlist.asp...

SRR L E TR AEEDTAE 10 BRI LT E ]

#ARE A SRR L
http://www.canceraway.org.tw/productlist.asp...

SFURP L RE k78— AT ks kL Fuk | -ﬁ g B A
#ARE A SRR L G
http://www.canceraway.org.tw/productlist.asp...

PIURM LR 70— L 0 §
#ARE A SRR L G
http://www.canceraway.org.tw/productlist.asp...

AT ERRSHRERD ?

H#iE &+ I/ Rkt

http://www.books.com.tw/products/0010700268
SR B T8 5 2
#Hiv B/ Rk it

http://www.books.com.tw/products/0010572773
.z.mg_g:fg»ﬂ;;i;;:;g}dﬁ FHANNE D ERple ) A a4 BAh R4
HALYE /= R
http://www.books.com.tw/products/0010455313

SOOI Y OO0
SRR 4 R L

HEA 2 A SRR L §
http://www.canceraway.org.tw/productlist.asp...

Sl EAC R, AT R R 4

HEA 2 A AR L §
http://www.canceraway.org.tw/productlist.asp...

SR TR 120 & T T B 3 LR N

HI g/ =%

http://www.books.com.tw/products/0010522495

SOOOOOOOO<e % A xj' SOOOOOOO5<>
SHULS G - P FEHR S LR

#3 < 1t (Atul Gawande) / * T 2 it
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http://www.books.com.tw/products/0010690008
THE R

HERAE | REfF2 L

http://www.books.com.tw/products/0010219661
& B g 3
#;5=2 ia(J. H. van den Berg) / < % 1 3

http://www.books.com.tw/products/0010160682
@5 det RiT (RS

#RAE [ g
http://www.books.com.tw/products/0010656490
CFGA ORTRIEEBR

HERAE /| Fiz it
http://www.books.com.tw/products/0010503539
F - X JMERLDRY D FAPRER ﬂmbﬁrﬂwdﬂxé%%i@
#ix & 5 - 2 % (Melody Beattie) / &in
http://www.books.com.tw/products/0010566994
ik o H_A A BGFERA

#h ok | wEen i

}\

http://www.books.com.tw/products/0010586983

prARE R ERBNE g (4] ByEAAnL TR | BRI > Bt T
b1 i L_»T'L e §_fk F 45 moment |

HE R4 3/ ~3

http://www.books.com.tw/products/0010643010
AR

F ) pEaR
http://www.books.com.tw/products/0010688455

<><><><><><><><><><>ﬁ';§, F 5 <> OO OO

[[EE]
SRR s -TRAF L
#ECH KAEME PR /e
http://www.books.com.tw/products/0010412055

Ll R Sy i
#J.A. Logemann / 32
http://www.books.com.tw/products/0010284278

OO ;E j)ﬁ' EOOTOTTTOT0:5T<S
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PREFSREES ¢ F A EE Wb R
HEERE L) X TR
http://www.books.com.tw/products/0010707317

AN ErREXT

#ynetx / Roke i

http://www.books.com.tw/products/0010716724

P RAEIE - LA EE gﬁg‘f% Fo KERETL > ¥ o 10 + i L& 14 58 73R
HE S/ Fige it

http://www.books.com.tw/products/0010665443

PAGEEE T RE RO RAES AR G RBE S AR 2 E T L
JAE E o2y |

#ix £ H ) PR AR

http://www.books.com.tw/products/0010655770

SOOI ﬁ ] Pﬁ ‘:F‘IL OO
$ER ‘5?% 21X B BRI -fﬁﬁ
T -/ AT AE

http://www.books.com.tw/products/0010529902

(Information is organized by Cheng, Pei-Yi)
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