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Background: In the People’s Republic of China, both western medicine (WM) and traditional
Chinese medicine (TCM) are the main treatment and rehabilitation options for cancer patients.
This study aimed to explore cancer survivors’ perspectives and experience of treatment and
rehabilitation, in order to promote patient-centered activities of treatment and rehabilitation.
Methods: Using a qualitative research approach, 68 cancer survivors were recruited from eight
community cancer rehabilitation organizations in Shanghai, People’s Republic of China. Eight
focus group interviews were conducted. All these interviews were transcribed verbatim, and
the data were analyzed by theme analysis.

Results: WM was the main choice in treatment phase though study participants noted more side
effects. TCM was primarily used in the recovery phase. The lack of communication between
doctors and cancer patients appears to affect treatment adherence and impair the doctor—patient
relationship. WM was expensive for diagnostic procedures and treatment, while the cumulative
costs of frequent use of TCM in the long rehabilitation period were also high. Both treatment
options created significant perceived economic burden on patients. Conflicting information
about dietary supplements tended to make cancer survivors confused.

Conclusion: Improving the communication between doctors and cancer patients helps to
ameliorate cancer patient adherence and the effect of treatments. It is essential to educate cancer
patients about the effect and cost of both WM and traditional TCM. Meanwhile, marketing
management and guidance to consumers regarding use of dietary supplements in the cancer
rehabilitation field are also necessary.

Keywords: preference, adherence, cancer survivor education, focus group interview

Introduction

The World Health Organization estimated 8.2 million deaths worldwide due to cancer
in 2012, and this number was expected to rise to 22 million by the year 2030." The
number of new cancer cases in the People’s Republic of China increases by more than
2 million each year and cancer has become the leading cause of death among urban
and rural residents.? Significant progress has been made in cancer treatment with the
development and promotion of early detection, early diagnosis, and early treatment
for cancer, the advent of new chemotherapy drugs, the improvements in surgery and
radiotherapy techniques, the use of traditional Chinese medicine (TCM) in cancer
treatment and rehabilitation, as well as the diversity of cancer treatment options.**
All these factors have made more and more cancer patients be able to survive and live
better quality lives longer.”®
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Cancer patients’ knowledge and rational choices of cancer
treatment and rehabilitation methods play an important role in
improving patient adherence to cancer treatment and enhanc-
ing their long-term rehabilitation management.’ Previous stud-
ies have demonstrated that cancer diagnosis caused significant
stress on patients, which, along with the lack of professional
knowledge, severely affected patients’ adherence.'®!" Thus,
doctor—patient communication in the early stage of treatment
is of great importance for patients to preliminarily establish
a correct cognitive system of treatment.'”> In the People’s
Republic of China, patients generally regard modern medical
treatments such as surgery, chemotherapy, and radiotherapy
as western medicine (WM), while herbal medicines and acu-
puncture therapy are seen as TCM treatment. A “push—pull”
model suggests that patients seek TCM as a complementary
therapy for WM, either because they are dissatisfied with
conventional WM (pushed away) and/or because they are
attracted (pulled) to complementary therapies of TCM. !

A small number of research studies have been conducted to
explore cancer survivors’ perceptions on the treatment experi-
ence in some countries,'*!* but there are limited studies from the
People’s Republic of China. In order to improve cancer patient
treatment adherence and enhance the management of cancer
rehabilitation, it is necessary to understand the cancer survi-
vors’ perspectives of the treatment and rehabilitation experi-
ence. Compared to quantitative research, qualitative research
can provide more extensive and in-depth information on cancer
treatment and rehabilitation from the cancer survivors’ point
of view. Qualitative research can also help address the limita-
tions of the preset questions in quantitative research, which is
helpful to discover new issues and theories.'® This study aimed
to explore cancer survivors’ perspectives on the experience of
treatment and rehabilitation through qualitative research, and
furthermore provide support for improving patient-centered
actions relating to cancer treatment and rehabilitation.

Methods

Design

This qualitative study used focus groups to explore cancer
survivors’ perspectives on the experience of WM and TCM

Table I Interview questions

treatment and rehabilitation. The interview guide, consisting
of open-ended questions, is presented in Table 1.

Participant recruitment

Participants were recruited from the Shanghai Cancer Reha-
bilitation Club (SCRC), Shanghai, People’s Republic of
China, which is a nongovernment organization exclusively
for cancer survivors. Aiming at improving survivors’ quality
of life, the SCRC regularly offers rehabilitation activities
including physical exercise and psychotherapy.

We contacted all 17 branches of the SCRC across
Shanghai by email or telephone and eight of them agreed to
participate in the study. We sent recruitment advertisements
and posters to these eight branches to form one focus group
for each branch. A total of 68 consenting cancer survivors
participated in the eight focus groups, with six to ten par-
ticipants in each group. All of these participants were both
cancer survivors and members of the SCRC who had taken
part in rehabilitation activities in the club. Ethical approval
to conduct this study was granted by the Medical Research
Ethics Committee of the School of Public Health, Fudan
University, Shanghai, People’s Republic of China (Protocol
number RB #2013-04-0450).

Focus group

Eight focus groups were carried out separately in each SCRC
branch between November 2013 and December 2013. The
purposes and methods of this research were introduced to
the participants in detail. All participants provided signed
informed consent forms before the focus groups began.
Focus groups were led by the first author in either Mandarin
Chinese or Shanghai dialect. Free-flowing conversation
was encouraged with two other members from the research
team ensuring that all questions had been discussed (Qian
Shen and Zhi-Qi Yang). All discussions were recorded using
hand-written notes, audio, and video (Tian-Rui Zhang). Each
interview lasted 60—-90 minutes. Participants’ demographics
were obtained from a preinterview questionnaire. Participants
were provided an incentive of 20 yuans at the end of focus

group.

I. What influence did the treatment and rehabilitation have upon your health and/or disease?

2. What kind of treatment and rehabilitation did you feel that you needed?

3. What kind of treatment and rehabilitation have you received?

4. What did you think of the traditional Chinese medicine’s effects on your personal experiences with cancer treatment and rehabilitation?
5. What did you think of the western medicine’s effects on your personal experiences with cancer treatment and rehabilitation?
6. What is the most impressive thing you have experienced in the cancer treatment and rehabilitation?

7. Do you have any further comments?
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Data analysis

The video recordings were transcribed verbatim and checked
back against the hand-written notes and the audio recordings
(Zhi-Qi Yang and Cong Liu). After reading the transcriptions
multiple times to promote detailed familiarity with their con-
tents, primary coding was conducted using thematic analysis
(Zhi-Qi Yang). This coding was collated to generate potential
themes which were checked back against the original data
(Si-Jia Chen). As a preliminary validation exercise, these
themes were reviewed and cross-checked against the tran-
scriptions (Qian Shen). Finally, the whole research team came
together to discuss and decide on the final themes, including
resolving any discrepancies identified in the initial rounds of
thematic analysis. When all the themes, patterns, and connec-
tions were determined, they were discussed and reviewed by
all authors to ensure accuracy and form the final themes.'”'® As
itis very essential to guarantee the accuracy of the participants’
quotes when translated from Mandarin to English, a researcher
(Jiang Li) who spoke both Mandarin and English checked
the translation several times to ensure the greatest possible
equivalence between the translation and source text.

Results
Sixty-eight participants including 18 males (26%) and
50 females (76%) were adults between the ages of 42 and
78 years. Most (76.47%) of the participants have lived for
5 years or more after cancer diagnosis. Participants’ demo-
graphics are summarized in Table 2.

During the analysis, two themes were identified: perspec-
tives on the WM treatment and perspectives on the TCM
treatment and rehabilitation.

Perspectives on WM treatment

Treatment

WM was the participants’ main choice of cancer
treatment during the treatment phase

When asked about the choice of treatment means, study partic-
ipants indicated that after diagnosis, they had been given com-
prehensive therapies combining various WM which included
local treatment (eg, surgery and radiotherapy) and systemic
treatment (eg, chemotherapy and biological therapy).

We had to listen to the doctor in terms of surgery and chemo-
therapy. If my doctor asked for five times of chemotherapy,
1 was not allowed to miss (the chemotherapy) even once.

[n5fg8, male, colorectal cancer]

Cancer survivors believed that the WM curative effect
varied from person to person, and was related to individual

Table 2 Demographic characteristics of the cancer patients
interviewed (n=68)

Characteristics n (%)
Age range (years)

4249 4 (5.88)
50-59 26 (38.24)
60-69 31 (45.59)
70-78 7 (10.29)
Sex

Male 18 (26.47)
Female 50 (73.53)
Education

Junior high school or low 25 (36.76)
Senior high school 24 (35.29)
Junior college and tech college Il (16.18)
University 8 (11.76)
Tumor

Breast cancer 31 (45.59)
Colorectal and rectal cancer 10 (14.71)
Lung cancer 7 (10.29)
Leukemia 6 (8.82)
Lymphoma 4 (5.88)
Thyroid cancer 3 (4.41)
Liver cancer 2 (2.94)
Ovarian cancer 2 (2.94)
Tongue cancer 1 (1.47)
Nasopharyngeal cancer 1 (1.47)
Endometrial cancer 1 (1.47)
Time since diagnosis (years)

<l 1 (1.47)
1-2 4 (5.88)
34 I (16.18)
=5 52 (76.47)
Monthly household income (Chinese yuan)

Up to 2,000 15 (22.06)
2,001-3,000 20 (29.41)
3,001-4,000 139 (19.12)
4,001-5,000 13 (19.12)
>5,000 7 (10.29)

physical status, psychological status, therapeutic regimen,
and many other factors.

It (the WM curative effect) is not clear. In one case, the
patient did not take any medicine. As a result, the cancer has
spread. For those of us who have been taking medicine, the

cancer hasn’t spread. [n7fg3, female, breast cancer]

Treatment side effects

Study participants indicated that local pain at the surgical site
and postoperative complications were the major side effects
of'their surgeries. Chemotherapy caused more adverse effects
on patients’ appearance, physiological and psychological
well-being. Some participants pointed out that the side
effects of chemotherapy were extreme pain that was beyond
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imagination, which has become the main reason why they
were forced to suspend the chemotherapy.

The physiological reaction of chemotherapy was very
severe, such as hair loss, blood vessels turning black,
vomiting, and being unable to eat anything. [n1fg6, male,

colorectal cancer]

Patients with breast cancer or ovarian cancer indicated
that physiological and appearance changes after WM treat-
ment made them lose their femininity, which brought trouble
to their daily life and conjugal relationship, and made them
have a sense of shame and self-abasement.

I would like to say that I felt sorry to my husband after
I had this disease.  mean sex, I was so sorry. To be honest,
we rarely made love to each other after I had cancer. [n5fgl,

female, breast cancer]

Communication with the doctors

Good communication

Some study participants expressed that they felt their doctors
were kind and friendly and that patients should respect and
trust their doctors. Communicating with doctors actively
with open exchanges back and forth, expressing patients’
concerns and preferences for treatment was extremely
important for doctors to make the best decisions on the
therapeutic regimen.

I would tell the doctor how and where I felt the pain, because
1 was the one who has the disease, not the doctor... so the
doctor could make a good plan for me based on his expertise.
It would be easier for him to address a medical problem after
getting enough information. Normally, he would give you

a better solution. [n4fg3, female, breast cancer]

Lack of communication

A few study participants considered doctors as self-centered,
which meant they could not understand patients’ pain and
consider it from the patient’s point of view. Due to the doc-
tors’ dominant position and huge patient load in the hospital,
patients often had various difficulties in acquiring enough
professional advice on cancer treatment and control from
their doctors. Lack of time, high cost, indifference, and
rejecting other alternative treatments were cited as barriers
of doctor—patient communication.

Generally, I’d like to see my own doctor. If I went to

other hospitals and talked to another doctor, he would be

impatient. So, I’'m not willing to change my doctor. As
patients, we are very anxious, and we hope for more com-
munication. But the doctor might think that you’ve had
a surgery and you come here only for medicine. So they
would not be sincere, and I don’t want to go there. [n1fg2,

male, colorectal cancer]

Adherence to the doctor’s advice

Due to the barriers in the patient—doctor communication,
cancer survivors might have doubts on the curative effects,
overtreatment, and the lack of individualized regimen. As
a result, cancer patients’ adherence to doctors’ advice may
be compromised.

The doctor was just not listening to you, he had his plan,
the only one plan. He would never ask about the severity or
what kind of treatment you wanted. Never. I think he should
consider of my personal opinion. There is one regime if
I didn’t have a serious pain, while there is another one if

1 did. [n4fg6, female, breast cancer]

Expenses

Expenses of surgeries and drugs

Study participants expressed that the WM had more medical
expenses in the early stage of cancer treatment, in compari-
son to the TCM treatment. The cost and availability of the
imported western equipment and medicine varied and greatly
increased the treatment costs.

Domestic and imported drugs are actually the same. [ read a
piece of newspaper yesterday, which said that an anti-breast
cancer drug cost 24,000 in Shanghai and only 8,000 yuan
in Hong Kong. They would like to buy it from Hong Kong
because of the big difference in price. It is the import tax
in Shanghai that makes the imported drugs so expensive.

[n2fg8, male, gastric cancer]

Expenses of medical examination

Study participants were always afraid of cancer recur-
rence and metastasis. They would see a doctor for a related
medical examination immediately, if they felt even slightly
uncomfortable. Patient anxiety and the need to reassure
themselves resulted in a large amount of medical examina-
tion expenses.

I have had cancer for a decade. I have to spend over one
thousand yuan for a systemic check-up each time. But my

salary is just about 2,000 yuan a month. How can I live?
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It would be better if the government medical insurance
covered some medical examination expenses. Sometimes
even a little feeling of tiredness that would make me hurry
to hospital, and it would cost me another 1,000 yuan. [n1fg2,

male, colorectal cancer]

Long-term expenses

Study participants described that the reimbursement rate
of government medical insurance did not meet their needs.
They said that the government medical insurance covered
an inadequate length of time with 2 years for the WM and
5 years for the TCM, and had a limited scale, which excluded
some specific medicine, imported medicine, examinations
of diagnose, and follow-up. Furthermore, the procedure of
reimbursement was complicated for patients to understand.

This is a lifetime disease. Government medical insurance
used to cover 2 years, now covering 5 years. But 5 years is
still not enough. And it only included Chinese medicine,
without western medicine. The medical examinations alone
cost thousands of yuan of insurance, so it’s not enough.

[n6fg4, female, breast cancer]

Perspectives on the TCM treatment

and rehabilitation

Treatment

Chinese medicine was the main choice in rehabilitation
phase

The study participants chose the TCM as the major comple-
mentary therapy for physical conditioning in rehabilitation
phase, and this often lasted for a long time.

It has been 12 years after I had the surgery. I have never
caught a cold because I have insisted on taking Chinese
medicine all these years. As for Chinese medicine, an
example comes from my mom. She was diagnosed with
gastric cancer at the age of 70. From then on, she began to
take Chinese medicine. She has taken for years and now she

is 100 years old. [n4fg5, male, colorectal cancer]

Treatment effects

Most study participants thought that long-term use of the
TCM benefited them in rebuilding the immune system which
was destroyed by cancer and treatment and that the TCM
could prevent the recurrence and metastasis of cancer. Some
study participants thought that the TCM could not bring
obvious short-term efficacy and doubted that they were just
placebos. But the fear of death promoted them to try any

complementary therapies that might have some benefits.
Besides, almost all the participants agreed TCM was a harm-
less and noninvasive method of treatment.

Our immune system has been destroyed. I was diagnosed
with bony metastases this year. I didn’t have any other
treatments except for Chinese medicine. [ went to see a well-
known Chinese medicine doctor and took Chinese medicine
after I was diagnosed with cancer in June. I reexamined in
October, and the tumor was the same as what it was in June.

It didn’t become worse. [n3fg4, female, breast cancer]

Communication with the doctors

Most study participants indicated that the TCM doctors were
more friendly and more willing to listen to patients’ opinions,
when compared to the WM doctors. Their inquiries included
more details and they paid more attention to the patients’ daily
life, such as diet, exercise, and the relationship with families.
A longer process of diagnosis and treatment provided more
opportunities for doctor—patient communication.

Compared with western medicine doctors, the Chinese
medicine ones prefer communicating with you. The
four diagnostic methods of traditional Chinese medicine
demand doctors to ask for more details. [n8fg2, female,

breast cancer]

Expenses

Long-term or even lifetime use of the TCM was recom-
mended for the cancer survivors. However, the government
medical insurance on the TCM has a time constraint of
5 years, which resulted in cumulative medical costs that cause
huge economic burdens on the patients.

The government medical insurance covers 5 years for
Chinese medicine and 2 years for western medicine. Some-
times we want to take Chinese medicine for improving our
conditions, but we can’t. We have to pay for the medicine,
which is very expensive. But we don’t have enough income.
If you can let us keep taking Chinese medicine for free,
we will have less pressure. Otherwise, we can’t afford
the medicine even if we want to take it. [n1fg2, male,

colorectal cancer]

Dietary supplements

Some participants thought dietary supplements had certain
benefits, so they would buy some, according to their health
and economical condition in the rehabilitation phase of their

Patient Preference and Adherence 2015:9
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cancer illness. Study participants said that a large number
of dietary supplements contained false advertisements
and were profit-driven rather than evidence-based, which
always confused and were often confusing in the concepts
and efficacy of TCM and dietary supplements. Some cancer
survivors could not distinguish between dietary supplements
and TCM.

I would read the instruction of the product. If it could
increase my immunity or had something to do with my
disease, then I would take some. But just for a year or two.
[n3fg8, female, breast cancer]

The dietary supplements are all described as they can
heal any disease, including cancer. And we don’t believe
that. Even if we believe it, we can’t afford to buy every
product which costs thousands of yuan. [n10fg8, female,

lymphoma]

Discussion

Our findings indicated that the WM was the main choice in
treatment phase, though study participants noted more side
effects. TCM was primarily used in the recovery phase. The
lack of communication between doctors and cancer patients
appears to affect treatment adherence and impair the doctor—
patient relationship. WM was expensive for diagnostic proce-
dures and treatment, while the cumulative costs of frequent
use of TCM in the long-term rehabilitation period were also
high. Both treatment options created a huge financial burden
on patients. Conflicting information on dietary supplements
tended to make cancer survivors confused.

Cancer survivors’ adherence and options to treatment
depends on their knowledge of cancer treatment.'* Physi-
ological adverse effects caused by the WM treatment methods
such as surgery, radiotherapy, and chemotherapy make it dif-
ficult for patients to recover to a physical and psychological
stable state quickly." For many cancer survivors, the fear of
side effects of treatment was identified as the leading reasons
why patients quit part of or the whole treatment plan.?’ Diag-
nosis and treatment of the WM are based on the established
scientific theories. The assured diagnosis and sure curative
effects are more important for patients, rather than rebuild-
ing the steady state of the body. As a consequence, the WM
treatment was considered as the first choice of patients in the
early stage of cancer treatment.

Participants of this study generally believed in TCM in
the rehabilitation phase; especially those who experienced
ineffective chemotherapy or were forced to quit because
of severe side effects, preferred TCM which is less risky.

But previous studies indicated that TCM has not been proven
to have significant effects on reducing the side effects of
WM.2! Most participants thought it would take a long time
before TCM worked, which is different from previous
studies.?? The lack of knowledge about curative effects and
patients being more involved in decision-making process
increase the cancer patients’ burden in making decisions on
treatment options. More clinical research needs to be con-
ducted to confirm the effects of long-term use of TCM, as
well as the toxicity and side effects it causes. It could provide
evidence to conduct a cancer patient education program on
TCM. With complicated information about dietary supple-
ments in the field of cancer rehabilitation flooding the market,
it is difficult for patients to discern between these products
which may lead to unknowing/uneducated consumption. It is
essential to enhance marketing management and consumption
guidance geared toward better patient education. TCM was
considered as one complementary and alternative medicine
(CAM) which is increasingly being used in many countries,
especially in East Asian countries and areas.”** Our study
indicated that using TCM was not only a medical issue, but
also involved a biopsychosocial interaction between patients,
physicians, and the medical system, as previously reported for
other CAMs.?*?" In our study, the TCM was primarily used
in the cancer recovery phase and both TCM and WM are not
cheap. The patient choice of CAM in the different phases of
cancer treatment and rehabilitation was often overlooked in
the previous studies.

It is crucial for doctors to cope with the cancer patients’
adverse effects during the cancer treatment. However,
patients’ anxiety experienced before the treatment is graver
than that in any other stage of the treatment.?® Doctors in
their dominant position of authority may intimidate patients’
communication, thus impacting the ability to assess and
address patient concerns in a timely manner. Generally,
if doctors concentrate on the disease itself but neglect the
humanistic side of care, this may result in patients’ decreasing
adherence.?” During the establishment and implementation
of the treatments, the communication between doctors and
cancer patients should be strengthened. Doctors are required
to inform cancer patients of their treatment options, the
pros and cons of the treatment options, and allow patients
to choose the best option for their unique situation. In addi-
tion, a patient-centered plan for treatment and rehabilitation
should be emphasized. It is necessary for medical staff to be
trained in better communication skills to adjust the inequal-
ity between patients and doctors. They are also expected to
offer more psychological support, satisfy cancer patients’
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need for health information on their diseases, and provide
comprehensive health care services.

As a chronic disease, cancer survivor self-management
is the major mode of the cancer management.***! Only by
constantly improving patients’ knowledge for treatment and
rehabilitation can they cope with various issues emerging in
the long-term treatment and rehabilitation process.*? Patients
should keep a positive proactive attitude toward their own
health problems. They should also participate in the plan-
making process and display their subjective initiative.*
At the same time, patients need to show their respect and
trust doctors. Good communication between doctors and
patients provides practical and effective information with
high pertinence, which contributes to improving doctor—
patient relationship and patients’ adherence to treatments.
Meanwhile, it is beneficial to manage cancer treatment and
rehabilitation scientifically.

The financial burden of cancer treatment expenses has
become one of the most significant obstacles for most cancer
patients to seek effective therapies. However, better insur-
ance coverage for treatment options may improve cancer
patients’ adherence to treatment.'* Cancer survivors in this
study reflected a belief that the more expensive medicine
would be more effective and curative, which is why they
chose more expensive imported medicine instead of the TCM
option initially. However, cancer survivors tended to choose
the TCM model in the rehabilitation phase. Therefore, health
care policies and insurance plans should take cancer patients’
multiple choice of medicines and the long-term rehabilitation
into full consideration.

Limitations

The conclusions that can be drawn from this study are lim-
ited to the extent that participants were all recruited from a
cancer rehabilitation club. Women accounted for the major-
ity of participants, which might have something to do with
women'’s active role in social activities and cancer rehabili-
tation organizations in nature. Finally, we did not allocate
participants to different focus groups based on the type of
cancer (almost one-half had breast cancer) which undermines
the ability to detect subtle differences in treatment and
rehabilitation experiences of cancer survivors living with
different diagnoses. In addition, different cancers may also
differ in cost, dietary regulation and supplementation, and
other experiences; yet, it is really hard to reach a conclusion
based on the small sample size in this study. Therefore, it is
necessary to investigate the percentage of cancer survivors
and patients who had similar issues as reported by the study

participants by socioeconomic status, the type of cancer, and
its treatment in the next quantitative study.

Conclusion

Understanding cancer survivors’ perspectives and experience
on the WM and TCM treatment and rehabilitation will con-
tribute to improve cancer patients’ and survivors’ adherence
to treatment regimen, which can promote patient-centered
activities of treatment and rehabilitation to be carried out
effectively. First, improving the communication between
doctors and cancer survivors contributes to ameliorate cancer
survivor adherence and the effect of treatments. Second, it is
essential to develop a comprehensive and holistic cancer sur-
vivor education program on both WM and TCM; especially
on the side effects of WM and the treatment effects of TCM.
Third, marketing management and guidance to consumers
regarding use of dietary supplements in cancer rehabilitation
field are also necessary.
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