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Purpose: It is crucial for health professionals to understand patients’ and families’ views 
and preferences (PVPs) to enhance their adherence to treatments and subsequent satisfaction. 
Regularly and consistently collecting comprehensive information on the needs and concerns 
of patients/families and utilizing the information is vital for improving clinical practice and 
the healthcare environment. As an initial approach, this study aimed to develop a new system 
for appropriately collecting PVPs regarding cancer from nationwide medical staff and 
consider the potential utilization of PVPs in clinical practice.
Methods: Web-based anonymous surveys were conducted with medical staff in nationwide 
cancer care hospitals in Japan. The surveys queried the questions, values, desires, and experiences 
expressed by cancer patients or their families on five topics, namely two cancer sites (colorectal and 
esophageal cancers) and three symptoms and signs (lymphedema, urinary symptoms, and tingling/ 
numbness/pain) within the past year. The PVPs were compared to the five topics and staff medical 
specialties, and those on tingling/numbness/pain were analyzed qualitatively.
Results: Among the 904 medical staff who responded to this survey, the PVPs encountered 
by the staff differed according to the topic and staff medical specialty. Tingling/numbness/ 
pain was the most frequently encountered symptom, and urinary symptoms were the least 
encountered. Only half or fewer of the medical staff had information available regarding 
urinary symptoms and tingling/numbness/pain. Further, qualitative content analysis of the 
expressed PVPs regarding tingling/numbness/pain raised clinical questions on this topic that 
led to the construction of a “Questions & Answers” section on a public website in Japan.
Conclusion: This study suggests that collecting PVPs through nationwide cancer-related 
medical staff might be an efficient way to understand the specific requirements of patients/ 
families. It would also be possible to document PVP trends according to changes in the 
environments of patients/families by nationwide, consistent, and continuous PVP collection.
Keywords: patient’s needs, cancer information, health communication, quality of health 
care, trends in patients’ preferences

Plain Language Summary
Understanding cancer patients’ and their families’ views and preferences (PVPs) regarding 
treatment and care helps improve the quality of services provided to them. It is important to 
collect a wide range of PVPs regularly, consistently and in a timely manner, to develop 
policies and treatment responses accordingly. This study explored a new approach for 
collecting PVPs regarding cancer treatment and care, by surveying medical staff about the 
PVPs they encountered in clinical practice. This is the first step to establish a sustainable 
nationwide system to collect cancer-related PVPs and to utilize them in clinical practice.

The medical staff provided information not only regarding the PVPs related to five 
different topics (including types, signs, and symptoms of cancer) they had encountered, 
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but also regarding their actual responses to these PVPs. The 
PVPs encountered differed according to the topic and staff speci-
alty. Content analysis of one of the five topics as representative, 
namely tingling/numbness/pain, led to the development of clin-
ical questions asked by many patients/families, and the provision 
of such answers to the public by abstracting keywords and con-
crete means of expression from PVPs. Despite being an indirect 
way of collecting PVPs, this method was useful for identifying 
the most commonly encountered PVPs for each specified topic, 
as well as any gaps in the information available to the medical 
staff for responding effectively to these PVPs.

Introduction
To enhance patients’ adherence to treatments and their 
subsequent satisfaction, it is crucial for health profes-
sionals to understand the patients’ and families’ views 
and preferences (PVPs).1–3 Understanding PVPs allows 
health professionals to provide patients and their families 
(patients/families) with the necessary information and 
appropriate treatments and care. However, PVPs vary in 
terms of treatment-related topics, such as the treatment 
plan,4 possible side effects,5 psychosocial topics,6,7 daily 
activities,8 and personal values.9 In the rapidly progressing 
medical environment, health professionals are likely to be 
required to respond to novel PVPs without any supporting 
information.10 Therefore, it is important to understand 
current PVP trends and to collect comprehensive informa-
tion on these trends consistently and in timely manner. 
Furthermore, collecting PVPs in clinical practice is 
expected to enhance the quality of medical environments 
because it will lead to developing new approaches to 
unmet PVPs, resulting in effective and reliable communi-
cation between medical staff and patients/families. 
Utilizing the collected PVPs to raise clinical questions in 
various medical fields will also lead to new evidence 
regarding medical conditions.

However, it is difficult to collect PVPs in timely man-
ner or at a national level through nationwide or wide-range 
questionnaire surveys. It is also necessary to collect PVPs 
repeatedly to develop and evaluate a national policy for 
specific diseases such as cancer.11,12 Collecting PVPs 
through nationwide disease-specific medical staff who 
take care of patients/families within clinical practice is 
one possible solution to the aforementioned problems. In 
actual clinical practice, the symptoms, distress, burdens, or 
problems are not always explicitly expressed by patients/ 
families,5 but they are more likely to be expressed during 
casual conversations or interactions with medical staff.13 

The expressions of concern are likely accompanied by 
discussions regarding patients’/families’ experiences in 
their daily activities, and their views and preferences.14 

The interactions between patients/families and medical 
staff can occur in various settings such as at the reception, 
in examination areas, or in outpatient or inpatient settings, 
and may range from short conversations to long discus-
sions. Any medical staff member, including physicians, 
has the opportunity to meet and interact with patients/ 
families in various clinical settings. Medical staff should 
be sensitive to, and aware of, patients’/families’ symptoms 
and burdens and adequately guide them toward further 
symptom management or care.14

Nevertheless, collecting PVPs promptly and widely 
from various patients has not yet been researched. In 
addition, a specific method to utilize PVPs in 
a nationwide clinical practice has not been examined suf-
ficiently. The most appropriate group from whom cancer- 
related PVPs can be promptly and widely collected are 
medical staff working in nationwide cancer-specialized 
hospitals, which are designated based on the government’s 
national cancer policy and execute advanced cancer treat-
ment and care. These medical staff are required to ade-
quately and precisely respond to such PVPs. The aim of 
this study is to develop a new system for appropriately 
collecting PVPs regarding cancer from nationwide medical 
staff and consider the potential utilization of PVPs in 
clinical practice. We obtained PVPs expressed to various 
medical staff in the nationwide hospitals designated by the 
Japanese government (designated cancer care hospitals: 
DCCHs). At the initial stage of this study, we chose five 
cancer-related topics that were anticipated to be associated 
with a diversity of PVPs. We also selected one of the five 
topics—the sensation of tingling, numbness, and pain 
(henceforth, tingling/numbness/pain)—to qualitatively 
analyze the content of the expressed PVPs in detail and 
to discuss the potential utilization of PVPs in clinical 
practice.

Methods
Participants
We conducted a web-based multicenter cross-sectional 
questionnaire survey of medical staff in DCCHs in Japan 
during the period of July to September 2018. Participants 
were recruited from two groups of staff. The first consisted 
of medical staff (physician, pharmacist, nurse, physical/ 
occupational/speech therapist, radiation/clinical laboratory 
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technologist, dietitian, clinical psychologist, social worker, 
cancer counselor, and medical clerk) from 32 hospitals 
belonging to the Japanese Association of Clinical Cancer 
Centers (JACCC) among 434 DCCHs in Japan.15 

The second consisted of cancer counselors in Cancer 
Information and Support Centers (CISCs) located in all 
DCCHs. One of the unique features of the CISCs as 
compared to other typical hospital functions is that any-
one, regardless of holding a hospital identification number 
or not, can access a CISC and obtain reliable cancer- 
related information and support for adequate referrals 
without any charge.16 Cancer counselors with predomi-
nately nursing and social-work backgrounds are stationed 
in the CISCs. In this study, we considered cancer counse-
lors as a separate medical staff category from other med-
ical specialties.

Collecting PVPs from the Medical Staff
To recruit medical staff, an email was sent to the secretar-
iat division of the JACCC, and each hospital secretariat 
division forwarded the email to medical staff in each 
hospital. To recruit the cancer counselors, an email was 
sent to directly to the cancer counselors of 434 CISCs 
through a mailing list. Only medical staff and cancer 
counselors who agreed to participate in the study 
responded to the web-based questionnaire, whose data 
were transferred directly and anonymously to the Cancer 
Information Service Division, Center for Cancer Control 
and Information Services, the National Cancer Center 
(NCC-CIS), Japan.

In this study, we operationally defined PVPs as ques-
tions, values, desires, and experiences expressed to medi-
cal staff by patients/families in various medical situations. 
To collect PVPs, we developed three questions for medical 
staff based on their interaction with patients/families17 that 
were used to investigate each topic, as follows. (1) “Within 
the past year, did you receive any questions from your 
patients and/or their families about each of the five topics 
described below? Yes or No?” If the answer was “Yes,” 
they were further asked to (2) describe the question or 
share information in an open-ended manner and were 
asked (3)“Did you have any source of information such 
as clinical practice guidelines, booklets published by 
a public organizations or companies, etc. on responding 
to the patient/family regarding the topic? Yes or No?” We 
designed the questions to be as simple as possible and to 
represent minimal burden on the participants.

As this study focused on the indirect experiences of 
medical staff rather than direct collections of PVPs, we 
needed to understand if this process was sufficiently sen-
sitive to collect PVPs depending on the topic. Therefore, at 
the initial stage of the study, we chose five topics that were 
anticipated to have diverse PVPs and collected the PVPs 
for each topic indirectly. Regarding cancer sites, we chose 
colorectal cancer and esophageal cancer. Colorectal cancer 
is the most prevalent cancer type in Japan; there is an 
associated national screening program and this type of 
cancer has a relatively favorable prognosis. Esophageal 
cancer is a type of cancer with the worst prognosis, and 
there is no cancer screening program for this cancer site in 
Japan.18 These differences create differences in public 
knowledge and resultant PVPs. We chose three symp-
toms—lymphedema, urinary symptoms, and tingling/ 
numbness/pain—to assess the effectiveness of collecting 
the PVPs through medical staff because the symptoms 
involved different degrees of difficulty in their assessment 
by a third person.

Data Analysis
This study used a quantitative and qualitative mixed- 
methods design. The number of medical staff who encoun-
tered PVPs and those who had related information on the 
topics were compared among the five topics. Then, we 
statistically compared the medical staff’s experience of 
PVPs and possession of available information on each 
topic by their medical specialties using the Chi-square 
method.

In this report, we analyzed the statements regarding 
tingling/numbness/pain qualitatively, as representative of 
the potential utilization of PVPs. Free-text statements were 
analyzed by two authors (TT and RY) with expertise in 
cancer care and heath communication perspectives. The 
statements of the patients/families reported by the partici-
pants were analyzed using an inductive approach via con-
ventional content analysis,19 as follows. (1) The statements 
were repeatedly read by two researchers to obtain a sense 
of the whole and the statements were divided into several 
sentences as necessary, if the free-text answers had more 
than one meaning. (2) Each statement was qualitatively 
coded by capturing its core meaning, and those with simi-
lar meanings were organized into subcategories based on 
how they were related. Seven categories were abstracted 
from the subcategories’ inter-relationships with reference 
to several preceding studies of unmet needs or patients’ 
preferences with respect to cancers.5,20,21 (3) Each 
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statement was categorized one of seven categories: 1) 
cause and prevention, 2) symptoms, 3) prognosis, 4) treat-
ment, 5) self-management, 6) daily life, and 7) unclassified 
statements, such as those referring to thoughts, hopes, 
emotions, and so forth. The frequencies of responses in 
each category were calculated. All responses were then 
independently double-coded. In case of discordance in 
double codes, discussion and negotiation between the 
two authors continued until a consensus was reached. 
A total of 940 statements were coded into 44 initial cate-
gories, subcategorized into 23 categories, and classified 
into the seven final categories.

Sociodemographic information was also collected, 
including sex, age, length of clinical experience, and med-
ical profession. We also investigated the time required to 
complete the questionnaires from login to logout times on 
the medical staff’s personal computers to judge the future 
sustainability of this survey.

Developing Clinical Questions Regarding 
Tingling/Numbness/Pain
We developed clinical questions to produce questions and 
answers (Q & A) regarding tingling/numbness/pain pri-
marily for patients newly diagnosed with cancer or who 
had recently received treatments. Based on the PVPs 
related to tingling/numbness/pain identified by the quali-
tative content analysis, clinical questions for which 
patients/families strongly desired answers but which were 
difficult for medical staff to answer were developed by 
members of the NCC-CIS including two authors (TT and 
MH). The NCC-CIS provided the public with these ques-
tions and corresponding answers through the largest cancer 
information site in Japan (https://ganjoho.jp/public/index. 
html). We considered that the questions with higher prior-
ity should cover a wide range of categories, high fre-
quency of PVPs, and PVP content that patients/families 
find difficult to discuss with medical staff, even if infre-
quently expressed. Concrete words or expressions from 
PVPs were included in the questions to the extent possible.

This study was conducted in accordance with the 
Ethical Guidelines for Medical and Health Research 
Involving Human Subjects of Japan. Medical staff belong-
ing to the JACCCs and cancer counselors of the CISCs 
were informed of this study in writing. Their voluntary 
responses to the questionnaire were regarded as consent to 
participate in the study. The Medical Ethical Committee of 
the National Cancer Center, Tokyo, Japan, ruled that no 

formal ethical approval was required for this study (refer-
ence number 6000–017).

Results
We collected a total of 904 responses; Table 1 illustrates the 
demographic and clinical characteristics of respondents. 
Approximately 70% of the respondents were female, and 
40% had more than 20 years of clinical experience. The 
largest proportion of the respondents were nurses (one- 
fourth), followed by physical/occupational/speech therapists 
and radiation/clinical laboratory technologists, physicians, 
and cancer counselors. The average duration required to 

Table 1 Demographic and Clinical Characteristics of 
Respondents

n %

Sex
Male 304 33.6

Female 597 66.0

Unknown 3 0.3

Age

20–29 119 13.2
30–39 252 27.9

40–49 280 31.0

50–59 216 23.9
>60 35 3.9

Unknown 2 0.2

Length of clinical 

experience

Less than 3 years 53 5.9
3–5 years 78 8.6

5–10 years 148 16.4

10–20 years 265 29.3
>20 years 341 37.7

Unknown 19 2.1

Medical 

profession

Physician 138 15.3
Pharmacist 94 10.4

Nurse 226 25.0
Physical/occupational/speech 

therapist, radiation/clinical 

laboratory technologist

176 19.5

Dietitian 50 5.5

Clinical psychologist, social 

worker

66 7.3

Cancer counselor 119 13.2

Medical clerk 35 3.9

Total 904 100.0
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complete the questionnaires was 15.8 minutes (standard 
deviation = 23.8), and the median time was 9 minutes, 
suggesting the survey was sustainable.

Table 2 illustrates the medical staff’s experiences of 
receiving PVPs and the presence/absence of available 
information related to the PVPs. Among the five topics, 
the most number of PVPs were about tingling/numbness/ 
pain, and the least were related to urinary symptoms 
(63.3% and 35.1%, respectively). More than 70% of the 
medical staff had some available information regarding 
colorectal cancer and lymphedema when they needed to 
respond to patients/families, whereas only half or less of 
them had information regarding urinary symptoms and 
tingling/numbness/pain.

The frequency of experiencing PVPs according to 
medical specialty of the staff is illustrated in Table 3. 
The frequencies of PVPs varied by topic depending on 
the medical specialty (p < 0.0001). For example, the PVPs 
regarding colorectal and esophageal cancers were most 
frequently expressed to dietitians; PVPs regarding lymphe-
dema and tingling/numbness/pain were most frequently 
expressed to cancer counselors and pharmacists, respec-
tively; while urinary symptom PVPs, although rarely 
encountered, were most frequently expressed to nurses 
and cancer counselors. Cancer counselors received PVPs 
on all topics with relatively high frequencies. Table 4 
illustrates the presence/absence of information resources 
that the medical staff used practically when they received 
PVPs according to their specialty. The percentage of the 
presence of information resources by topic varied depend-
ing on the medical specialty (p < 0.0001). Among the eight 
medical specialties, cancer counselors most frequently had 
information available on all five topics. However, only 
63.8% of cancer counselors had information available on 
urinary symptoms.

Table 5 illustrates the results of the content analysis of the 
tingling/numbness/pain PVPs. Among the seven categories 

of this topic, patients/families expressed their PVPs the most 
and the second most frequently regarding prognosis and self- 
management, respectively. Representatives of PVPs in each 
category are also illustrated in Table 5. Although unclassified 
and infrequent, there remained important PVPs, such as 
“How much must I endure numbness to continue treatment?” 
and “Will this numbness be a trade-off for life?”

Table 6 shows nine questions developed from the tin-
gling/numbness/pain PVPs, consisting of 1 to 3 questions in 
each of six categories, except the unclassified category. The 
Q & A was uploaded to the NCC-CIS website in Japanese.22

Discussion
It is important to collect PVPs reflecting issues at 
a specific time regularly, consistently, and continuously, 
considering the current circumstances of the rapid appear-
ance of a broad range of new medicines and treatment 
options. Therefore, we obtained cancer-related PVPs, 
including questions, values, desires, and experiences, via 
medical staff with different specialties in nationwide can-
cer-specialized hospitals. In this study, we collected can-
cer-related PVPs across five topics and observed 
differences in staff experiences of PVPs, depending on 
the topics and the medical specialty of the staff member.

A difference in the number of PVPs was observed across 
the five topics, which may be due to several reasons. First, the 
topics for which the medical staff encountered PVPs less 
frequently might be those that patients/families felt reluctant 
or uncomfortable to express. Previous studies have demon-
strated that the general public often hesitates to talk about 
topics such as sexuality and egestion,23 and medical specia-
lists are also reluctant to talk about these topics.24,25 Patients/ 
families are more reluctant to express their symptoms or 
burdens concerning these topics, even to their physicians 
and nurses, especially if either group is less prepared to 
discuss these topics.

Table 2 Medical Staff’s Experience of Patients’ Views and Preferences and Possession of Available Information on the Topic

Number of Medical Staff Who Encountered PVPs 
within the Past Year (n = 904)

Number of Medical Staff Who Had Related 
Information on the Topics (n = 904)

n % n %

Colon cancer 404 44.7 296 73.3

Esophageal cancer 333 36.8 222 66.7

Lymphoedema 399 44.1 284 71.2
Urinary symptoms 317 35.1 143 45.1

Tingling/numbness/pain 572 63.3 286 50.0
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Second, the differences in PVP frequencies might be 
attributable to the characteristics of the symptoms. For 
example, urinary symptoms are likely caused by 
a specific kind of cancer or its treatment,26–28 as well as 
by the aging process and other reasons unrelated to 
cancer.29,30 Therefore, patients may deem it unnecessary 
to report urinary symptoms to their physician and other 
medical staff. However, PVPs regarding urinary symptoms 
were reported by nearly half of nurses and cancer 

counselors (Table 3), suggesting that these specialties 
could be expected to collect such PVPs from patients/ 
families by approaching them with awareness of this pro-
blem and thereby enhancing patient satisfaction by addres-
sing their queries.

The accessibility of medical staff may be another rea-
son for the difference in PVP frequencies. Cancer counse-
lors at the CISCs had the most experiences of receiving 
PVPs and had more information available about all five 

Table 5 Representative Patients’ Views and Preferences for Each Category Under “Tingling/Numbness/Pain”

Category Sub-Category Representative PVPs n %

1) Cause and 

prevention

● Looking for information how to prevent the numbness.
● Questions about mechanisms and cause of numbness (cancer, surgery, 

bone metastasis, diabetes, meal, and so on).
● Questions about numbness changes from day to day and/or day and 

night.

Is there any way to prevent numbness? 

Is numbness due to anti-cancer medications or 

does it come from cancer itself? 

Why does numbness vary from day to day?

88 9.4

2) Symptoms ● Description of kinds of symptoms (intensity, frequency, progression, 

timing of symptom development, or changes in symptoms) in various 

area of body.
● Description of the symptoms (numbness, tingling and pain), and the 

effects on daily life.
● Description of the subsequent anxiety, pain, hardship in daily life due 

to numbness.

Limbs are numb and painful. 

The soles of the feet are spongy and it is difficult to 

walk. 

I am worried I will make a mistake when operating 

my computer because of the numbness.

145 15.4

3) Prognosis ● Whether numbness can be cured or not.
● How long must I endure numbness until it is cured.
● How long numbness will persist.
● Whether numbness is getting worse or better.

Will numbness be cured or not? 

When will the numbness heal? 

How long will the numbness persist? 

Does numbness gradually reduce?

318 33.8

4) Treatment ● Questions about the effectiveness of treatment of numbness.
● Questions about the kinds of treatment, medicines, and non-drug 

approaches to treat numbness.
● Concerning whether numbness improves by changing and/or stopping 

anti-cancer medications.

Is there any medicine for numbness? 

I heard that Kampo is effective, but is it true? 

Will numbness disappear after anti-cancer drugs 

are stopped?

102 10.9

5) Coping ● Looking for any way to relieve symptoms.
● Looking for any place or people to ask for help.
● How to explain the symptoms to people around me.

How does numbness get better? 

Is it better to apply warm or cool compress? Is 

massage effective? Is there any food that works for 

numbness? 

I do not know how to tell my doctor and other 

people about my invisible symptoms.

203 21.6

6) Daily life ● Description of daily life activities affected by the numbness.
● Description of kinds of effects in daily life.
● Looking for solutions, including self-care to relieve symptoms.

I cannot cook because I cannot grasp the knife. 

Numbness lasts for a long time, affecting work. 

Is there anything I can do to relieve symptoms in my 

daily life?

57 6.1

7) Unclassified 

thoughts, hopes and 

emotions

● Looking for information about people with similar numbness and their 

way of coping.
● Thoughts of continuation or discontinuation of anti-cancer 

medications.
● Hopes for new drugs, and new ways of dealing with the symptoms.
● Emotions and voices of the heart.

Are there other patients with numbness like me? 

How much must I endure numbness to continue 

anti-cancer medications? 

If someone developed a silver bullet, they would 

deserve the Nobel Prize. 

Will this numbness be a trade-off for life?

27 2.9

940 100.0

Abbreviation: PVPs, patients’ views and preferences.
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topics than did other medical staff. As regular check-ups 
become gradually less frequent after the main treatments 
are completed, it might be difficult for patients/families to 
maintain frequent contact with their physicians and nurses. 
Research has also demonstrated that most of patients’ 
unmet needs are expressed after their main treatment is 
completed.5 However, patients/families can use CISCs 
freely and contact cancer counselors whenever 
required.16 Thus, this demonstrates that it is important 
for patients/families to have resources that they can spon-
taneously access with ease, such as CISCs.

Although the most frequent PVP was tingling/numbness/ 
pain, only half of the medical staff had the necessary infor-
mation on this symptom (Table 2). This may indicate that the 
PVPs regarding these symptoms were expressed to a wide 
variety of medical staff, thereby suggesting that an insuffi-
cient response was conveyed to the patients/families. 
Moreover, it also indicates that there was a lack of adequate 
information available to the medical staff. This has been 
indicated in the literature, which has demonstrated that evi-
dence and treatments on this topic are rarely established.31,32 

The gap between the high frequency of PVPs and the lack of 
practical information concerning symptoms identified in this 
study demonstrates the need to find evidence by developing 
specific clinical questions, which can then be used to estab-
lish evidence-based clinical practice guidelines.

Regarding potential utilization of the PVPs, we devel-
oped clinical questions based on the results of qualitative 

content analysis of the tingling/numbness/pain PVPs. 
While developing the questions, the frequencies of the 
PVPs were considered, and it was very useful for both 
patients/families and medical staff that keywords and 
expressions from the PVP statements in the Questions 
and Answers (Q & A) document were included. The 
resulting Q & A information was made available to the 
public through a website based on the results of content 
analysis of the PVPs.22 This is one example of establishing 
a system to collect and utilize PVPs from nationwide 
cancer-related professionals who directly interact with 
patients/families in clinical practice, in a regular, systema-
tic, and timely manner.

Although some electronic collection trials have 
begun, collecting PVPs directly from patients/families 
requires considerable effort and is often time 
consuming.33,34 Furthermore, it is often difficult or some-
times impossible to collect PVPs about common symp-
toms of various diseases and from patients with rare 
cancers or in a critical condition. Therefore, although 
the method is indirect, collecting PVPs via medical pro-
fessionals, as discussed in this study, is an effective 
strategy with a high utility value. More importantly, this 
system enables PVPs to be collected regularly, consis-
tently, continuously, and more importantly, sustainably. 
As Brouwers et al demonstrated, medical professionals 
are important stakeholders in healthcare,35 and they are 
a group of people with significant impact on improving 

Table 6 Questions Developed from the PVPs Concerning “Tingling/Numbness/Pain”

Category Questions*

1) Cause and prevention What is the cause of tingling/numbness/pain?

2) Symptoms What kinds of symptoms are caused by peripheral neuropathy?

3) Prognosis How long will tingling/numbness/pain last? Will it persist forever?

4) Treatment Are there any medicines to cure tingling/numbness/pain?

4) Treatment How much can I expect relief from tingling/numbness/pain by treatment? 
When my pain is too severe and not relieved, and I am wondering whether I should continue my anti-cancer 

medication or not, what should I do?

5) Coping How can I explain my tingling/numbness/pain to people around me?

5) Coping Is there anything that people around the patient can do?

5) Coping/6. Daily life I have trouble in my daily life caused by tingling/numbness/pain. Are there any solutions?

6) Daily life Could you give me any advice for improving my daily life?

Notes: *Questions were developed from the PVPs. Answers are available on the website of the Center for Cancer Control and Information Services, the National Cancer 
Center (NCC-CIS), in Japanese: https://ganjoho.jp/public/support/condition/peripheral_neuropathy/pnqa.html. 
Abbreviation: PVPs, patients’ views and preferences.
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present medical practices and developing new evidence 
for future medical practices.

Furthermore, a system in which PVPs are collected 
through a wide variety of medical professionals with dif-
ferent perspectives would enable the collection of a broad 
range of PVPs simultaneously. This system would be help-
ful for using PVPs to develop recommendations for clin-
ical practice guidelines and solve the existing nationwide 
evidence-practice gap.36–39 Even more importantly, col-
lecting PVPs through medical staff would enhance their 
sensitivity in interactions with patients/families about their 
values, desires, and experiences. This could ultimately 
lead to better interactions with patients/families and 
thereby improve their quality of life,40,41 which is not 
possible through the electronic collection of PVPs from 
patients/families.

Limitations
Despite its strengths, this study has some limitations. The 
first is the indirect way PVPs were collected, as mentioned 
in the discussion. Medical staff could have emphasized 
certain PVPs based on their unique concerns and indivi-
dual medical experiences, while other PVPs that were less 
related to their medical specialties or interests may have 
been neglected. Second, collecting PVPs in a simple state-
ment cannot completely capture the backgrounds of 
patients/families regarding “what was happening to 
them.” Although the questionnaire’s simplicity was 
intended to reduce the respondents’ burden, it might have 
led to a loss of accuracy in the expressed situation. Third, 
contrary to the second limitation, collecting PVPs in a free 
text format would involve considerable time with respect 
to analyses and provision of an overview. Nevertheless, 
a free text style would enable the collection of the precise 
voices of patients/families in their clinical settings, even 
when collected by medical staff.

Conclusions
To enhance patients’ adherence to treatments and to 
improve their subsequent satisfaction, it is crucial for 
health professionals to understand PVPs. It is also impor-
tant to collect PVPs in timely manner to reflect issues 
regularly and continuously within a rapidly changing med-
ical environment. This study suggests that collecting PVPs 
through nationwide cancer-specialized medical staff might 
be an efficient way to understand the specific requirements 
of patients/families. It would also be possible to document 
PVP trends according to changes in the environments of 

patients/families by collecting PVPs regularly and continu-
ously. PVPs collected could also be utilized for developing 
cancer information resources for both patients/families and 
medical staff by suggesting important clinical questions 
that require answers. This initiative can support more 
effective patient-clinician communication and improve 
the healthcare environment for patients/families and med-
ical staff.
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