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Abstract

Background All cancer patients, except for a small fraction, seek treatment after becoming aware of the disease. That
small fraction do not seek any treatment due to various reasons, and this phenomenon is unknown to us. Therefore,
the present study aimed to discover the reasons for treatment refusal in cancer patients.

Methods This qualitative grounded theory study was conducted on 22 participants including patients, caregivers,
physicians, and nurses. Purposive theoretical sampling was employed. Data were collected through in-depth inter-
views. All interviews were gradually transcribed and analyzed. Data analysis was carried out through the three-step
method of open, axial, and selective coding and was continued until theoretical saturation. Straussian Grounded
Theory was used for data analysis.

Results A total of 4 themes and 20 sub-themes were extracted in this study. The core variable extracted from the
interviews was “resilience” Other related themes included encounter with cancer, fighting cancer, and coping with
cancer. The findings showed that in the context of fighting cancer, patients lost their resilience through various pro-
cesses and refused treatment.

Conclusion Cancer patients abandon the treatment in silence, oncologists and even family members being unaware
of the matter. In other words, refusal of treatment is like an iceberg and the majority of the patients who have aban-
doned treatment are unknown to the health system. The model obtained in this study can increase the knowledge of
the process that leads patients to lose their resilience against cancer and abandon treatment, which can increase the

possibility of recognizing and predicting treatment refusal for oncologists.
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Background
After being diagnosed with cancer, most people visit
oncologists and follow the diagnostic and therapeutic
recommendations with sensitivity and caution regardless
of the type of cancer, disease stage, and age [1]. However,
some patients reject a part or the entirety of diagnostic
and therapeutic recommendations [2]. Considering the
invasive nature of the disease, delays in starting or aban-
doning the treatment would have an obvious impact on
the quality and quantity of the patients’ lives [3-5].
Patients’ adherence to treatment recommendations
can be described in the form of a spectrum. One side of
this spectrum is complete adherence and the other side
is the complete rejection of treatment recommendations
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including surgery, chemotherapy, and radiotherapy. The
phenomenon of treatment refusal involves the rejection
of the main treatment programs recommended by physi-
cians and does not include a relative lack of cooperation
that would not impact the main treatment process or the
outcome [6, 7].

Up to now, mostly quantitative-analytical studies have
been done in this area, which have provided the results of
the investigations of the relationships between different
factors based on cancer databases. According to the find-
ings, increase in age, low level of education, low income,
cancer stage, low weight, poor performance state, pres-
ence of other catastrophic illnesses, and lack of social
support are effective in increasing the probability of
treatment abandonment in cancer patients [4, 5, 8—10].

However, other studies have indicated that the experi-
ences and beliefs of patients can greatly influence their
acceptance and cooperation or abandoning of treat-
ment. Patients make decisions regarding the refusal
or continuation of treatment based on their personal
values [11]. In fact, the benefits and harms of the sug-
gested treatments, as the basis for physicians’ treatment
recommendations, do not matter as much to patients
and they make their decisions based on their own
experiences, preferences, and values. This even leads
to the refusal of curative treatments by some patients.
Other studies have also emphasized the importance of
patients’ beliefs in treatment abandonment [11, 12].
In one study on the experiences of patients with lung
cancer who had abandoned treatment, the importance
of self-efficacy, faith, and acceptance of fate was high-
lighted. Lack of trust in the health system was another
point raised by these patients through the expression
of negative experiences and requests for detailed infor-
mation accompanied by complaints of having received
inadequate information. Another factor mentioned by
the patients was the lack of willingness to undergo the
pain and suffering resulting from treatment procedures
[13]. These experiences and beliefs were so influential
in the patients’ decision-making that despite receiving
adequate information about the methods and effective-
ness of the treatments, they still refused to accept them
[14]. In the study by White, the patients who had aban-
doned treatment were those who believed that conven-
tional treatments would have negative effects on their
quality of life and that they had to seek healing in their
own mind and soul. Hence, they replaced the conven-
tional treatment with complementary medicine. Nega-
tive initial experiences and unsympathetic and strict
attitudes of oncologists have also been strongly influen-
tial in patients’ decision for rejecting diagnostic-thera-
peutic interventions [15]. Moreover, death of close ones
due to cancer after conventional treatments is a difficult
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experience, which often affects the choice of treatment
and the decision to abandon conventional treatments
[16]. One of the limitations of the above-mentioned
studies was that the participants were selected among
the patients with the same type of cancer including
prostate, breast, and lung cancers.

As mentioned earlier, mostly quantitative-analytical
studies have been conducted on treatment refusal in can-
cer patients. In addition, only a limited number of studies
have focused on the mental aspects of this phenomenon
and they have been carried out on participants with the
same type of cancer. On the other hand, the phenomenon
of treatment refusal is a culture-bound, complex, experi-
ence-based, and individual concept. Thus, it is essential
to conduct studies in order to reach an understanding
of the culture in this area. The current study has been
carried out with a qualitative grounded theory design
in order to reach an explanation of the process of treat-
ment abandonment in cancer patients, as an occurring
phenomenon.

Methods

This study was designed based on the grounded theory,
as proposed by Strauss and Corbin [17] . Grounded the-
ory is a suitable methodology for taking a fresh look at a
familiar subject or attempting to discover a phenomenon
that has not been properly described. In this method, the
perceptions and experiences of individuals are explored
in the common social structure.

Participants

The study participants included patients, caregivers, and
healthcare service providers who had deep, direct experi-
ences of interacting with cancer patients who had aban-
doned treatment. The patients participating in the study
were individuals with cancer who, while being aware of
the disease, had abandoned the conventional treatment
either temporarily or permanently for over six months
at certain stages including surgery, radiotherapy, and
chemotherapy and had refused to accept their physicians’
diagnostic-therapeutic suggestions. The exclusion crite-
ria were limited to unwillingness to participate and not
meeting the minimum physical and mental requirements
for interview. For caregivers and healthcare service pro-
viders, the inclusion criteria were having experiences
of direct contacts with cancer patients who had refused
treatment and being willing to cooperate. Overall, there
were 22 participants in this study including twelve
patients, five caregivers, and five healthcare service pro-
viders, two of whom were oncologists. A demographic
presentation of participants are illustrated in Table 1.
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Table 1 Demographic presentation of the participants (n=22)
and role of them

Gender
Female 15
Male 7

Age
Mean 492
Min-Max 22-82years

Role
Patient 12
Care giver 5
Oncologist 2
Nurses 3

Cancer diagnosis (n =12)
Breast cancer
Liver cancer
Esophagus cancer
Lung cancer
Abdominal cancer
Chondrosarcoma

Uterus cancer

N — — s s s N

Bowel cancer

Data collection

The data were collected through in-depth interviews
from March 2016 to October 2017. The time and place
of the interviews were arranged by the participants. The
interviews were carried out by the correspond researcher
who was an expert in data collection through interview.
The interviews lasted 25—-70 minutes. In some cases, the
physical conditions of the patients were influential in
limiting the interview duration. During interviews with
the patients and caregivers, the observations were docu-
mented through field notes. Regarding the procedure, the
researchers first recorded the contents of their own con-
templation and internal dialogue regarding their obser-
vations in an orderly fashion in form of a memo. The
participants first faced the following question: “Tell us
the story of your disease. How did you get to the point of
abandoning the cancer treatment?” Then, probing ques-
tions were posed based on the understandings, experi-
ences, and emotional reactions of the participants. All
participants were informed about if there is the possibil-
ity of getting in touch with them in case there were any
other questions.

Initially, the participants were selected through purpo-
sive sampling. As the study progressed, the importance
to clarify the ambiguous dimensions of some concepts
and the selection of participants continued through
the theoretical sampling. To highlight this issue, the
use of complementary medicine and abandoning the
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conventional treatment were amongst these cases. Thus,
selection of participants was executed on this ground,
and by interviewing the aforementioned participants, it
provided a more accurate description of this concept for
the researchers. The non-profit organizations and their
role in caring for and supporting patients as well as their
families was another concept, which was selected to clar-
ify the dimensions of the issue. Theoretical sampling con-
tinued until the end of the study to reach the conceptual
model.

Data analysis

Data collection and analysis were carried out simulta-
neously and parallelly using the approach proposed by
Corbin and Strauss. In doing so, all the interviews were
recorded and transcribed. Data analysis was performed
through the three steps of open, axial, and selective cod-
ing and was continued until theoretical saturation. The
interviews were analyzed one by one and gradually. In the
open coding stage, the interview transcripts were repeat-
edly reviewed. The meaning units and subsequently the
codes were extracted. The two main strategies of ques-
tioning the data and constant comparison were adopted.
In this stage, memos and field notes were helpful in the
proper understanding of the meaning units. In the axial
coding stage, the categories were formed through the
process of relating codes to each other in order to group
the similar codes with each other and reduce the num-
ber of categories. Moreover, a search was carried out to
discover the relationships between categories through
the probing questions and constant comparison. Next,
the categories were merged and the axial categories were
formed. Finally, selective coding was carried out for all
categories and subcategories using the constant compari-
son and focus group strategies. The focus group session
was held with the presence of hematologist oncologists.
The relationships between the concepts and the cat-
egories were presented and a number of questions were
posed in order to complete the relationships between the
concepts, mechanisms of effect, and effect sizes. At this
stage, the core variable was discovered. Then, the existing
processes were extracted and the conceptual model was
formed with the completion of the relationships. Theo-
retical saturation was achieved at this stage.

Trustworthiness

In this study, the four criteria proposed by Lincoln
and Guba were used to ensure trustworthiness. The
researcher spent over a year collecting and analyzing the
data, and this prolonged engagement with the data and
field notes paved the way for credibility. In the process of
data collection, the verification of peers and participants
was utilized. In addition, the focus group session that was
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held provided the opportunity to verify the concepts and
the relationships between them and helped meet depend-
ability. After obtaining the initial codes and concepts, the
literature in the field was used to ensure confirmability.
Finally, the researcher provided a detailed description of
all the involved factors including the participants, data
collection and analysis methods, and study limitations,
hence ensuring the transferability of the data.

Results

In this study, the decision-making process involved in
treatment refusal amongst cancer patients was explored
through the grounded theory methodology. A total of
530 initial codes were extracted, which revealed four cat-
egories and twenty subcategories in the process of data
analysis.

Figure 1 illustrates how the four categories are related
to each other. “Losing resilience against cancer” is the
core variable at the center of this model, and the three
other categories are related to this concept one by one.
The process of abandoning treatment by cancer patients
transpires in different ways, and before stopping the
treatment, patients experience lack of resilience and
endurance.

The category “Encounter with cancer” explains part of
abandoning treatment, which is at the time of being diag-
nosed with cancer, and explores the contributing factors.
Denial, fear, flawed physician patient relationship, shock
of encounter can trigger a process that can lead to lack
of resilience and endurance that ultimately leads to aban-
doning the treatment.

The “fighting cancer” category includes the descrip-
tion of the contributing factors leading to the refusal of

Supportiveness of
Family

Fear
Denial
Control
Flawed physician-patient
interactions

——

(AM

Encounter with Cancer
Fighting Cancer

Social support

Disease Complications
Depletion family reserve

.t
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treatment, in which the patient is utterly fighting the
disease. Treatment complication-disease complication,
suffering from the disease, shortcoming in sustainable
support, can explain the conditions that patient’s experi-
ence, which leads to the patient’s lack of endurance and
discontinuation of their treatment.

The category “coping with cancer” elucidates the
patient’s resilience and endurance under the circum-
stance that the cancer has progressed. Disease pro-
gression, depletion of the patient can lead to lack of
endurance by ultimately abandoning the treatment.
These categories are summarized in Table 2.

Encounter with cancer

All cancer patients remember the time they became
aware of their disease. The encounter with cancer affects
all individual and social dimensions of a person’s life. Dif-
ferent dimensions of this category included the shock of
the encounter, care provided by the treatment team, flaws
in patient-physician interactions, denial of the disease,
fear of the disease, incorrect and flawed understanding of
the disease, familial support, and search for sympathetic
care.

The results indicated that experiencing the shock of
an encounter with cancer is a common and challenging
event. Physicians and nurses often witness this stage of
people’s encounter with their disease. In this stage, the
sympathetic care and support provided by patients’ close
ones and the treatment team are strong determinants.

For the majority of patients and their families, the stage
of encounter with the disease is often passed with diffi-
culty. When encountering the disease, a treatment team
is often with the patient. Physicians make the patient

Patient
Deterioration
Transcendental experiences

o

Coping with Cancer

Losing Resilience in the Course of Cancer

o

Refuse Of
Treatment

Fig. 1 Cancer patient refuse of treatment model
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Table 2 Cancer Patient Refuse of Treatment: Category and Sub
Category

Category Sub Category

Encounter with Cancer  Shock of encounter

Interaction of the treatment team with the
patient
Flawed physician-patient interactions
Denial of the disease
Incorrect understanding of the disease
Fear
Supportiveness (family-patient)
Control

Fighting Cancer Disease exacerbation, end of denial

Complementary therapies as alternative
treatment

Treatment complications, disease complica-
tions

Treatment facilitators
Suffering of the disease
Shortcoming in sustainable support
Depletion of family reserves
Coping with Cancer Deterioration of the patient
Transcendental experiences of the patient
Disease progression, necessary care provision
Regrets due to delaying the treatment

Losing Resilience in the Refusal of treatment

Course of Cancer Norm violation

Depression

aware of the situation ahead by expressing the conditions
of the disease and treatment recommendations and try
to prepare the patient for disease acceptance by gradu-
ally presenting the information. This is an unspoken
agreement between all members of the treatment team,
namely physicians and nurses, that they do not state all
the facts related to the disease at the early stages and
refer only to a part of the information in order to direct
the patient toward the implementation of the treatment
protocols. A concerted effort is also made to give hope to
the patient and show the promising aspects of the disease
in a coordinated manner.

“In reality, we push the patients, we deceive them so
that they’ll come. First we tell them to attend three
sessions of chemotherapy. Then we say two more; let’s
see how it goes. Then we tell them that it is working
well and ask them to come for two more sessions.
Then, we tell them to come for one more session just
to make sure. We do not tell the patients that they
should come for eight sessions from the beginning.
Even though the treatment protocol is eight sessions
from the start, we deceive the patients, so that they

Page 5 of 10

can tolerate chemotherapy; otherwise, chemother-
apy would be really difficult..” (P1- nurse).

Cancer is a serious, long-lasting disease with numer-
ous complications. Under such circumstances, coopera-
tion between the doctor and the patient is only possible
through mutual trust, which is formed through proper
interaction between the patient and the oncologist. In
cases where this interaction is not well achieved, it will
have negative impacts on the patient’s decision.

“Unfortunately, the doctor doesn’t provide proper
explanation to patients. If the doctor had told
me that this disease was dangerous and I had to
undergo surgery, I would not have given up the sur-
gery. If you are literate, the doctor will answer your
questions. For me, however, he just told me to go and
do this; he did not explain. So, I said to myself that I
just had to let it go; I didn’t think how the situation
would be..” (P3- patient).

Physician-patient interaction includes the way the news
of cancer is delivered, explanations regarding diagnostic
and therapeutic interventions, and patient prognosis. To
express these matters compassionately and gradually, one
must act with sensitivity.

“I went for biopsy. When I took the results to my sur-
geon, the doctor came to visit me with his assistants.
Then, they told me very abruptly and clearly that
my leg had to be amputated! At that moment, 1 felt
so horrified. I wasn’t willing to do what he had said
under any circumstances..” (P4- patient).

In such a situation, patients experience a level of anxi-
ety that is more than they can endure. This led to the dis-
continuation of treatment for more than a year among
the patients participating in the present study. In fact, the
physicians’ inappropriate interactions with the patients
created a level of pain and suffering that was beyond their
tolerance. Hence, they had abandoned the treatment for
more than a year and refused to accept the treatment rec-
ommendations due to intolerance.

Denial is one of the most common reactions among
the people facing unpleasant situations. The transi-
ence of denial puts it at the level of an adaptive reaction.
According to the results of the current study, the long-
term denial of disease is considered an influential factor
in treatment abandonment. This is intensified by limited
clinical symptoms, hiding the disease from others, and
insisting on the pre-disease lifestyle.

“During my sister’s illness, we had travel plans, fam-
ily gatherings, parties, shopping.. It was good that
we did not need to go to the hospital and see other
patients. My sister and I were just satisfied that her
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schedule during the illness was the same as before..”
(P5- caregiver).

The participants who had refused to start the conven-
tional treatment due to denial or had abandoned it in the
early stages insisted on maintaining a pre-disease life-
style. Another dimension of disease denial was hiding the
disease from others. In this scenario, cancer patients hide
the disease from their family members, friends, and even
family physicians and try to make everyone think of them
as healthy, so that they can have the same routine life as a
healthy person. These cases were seen among the current
study participants in situations where the clinical signs of
cancer were limited or after the first stage of chemother-
apy when the symptoms disappeared.

“My illness started with coughs. They said I had lung
cancer and I got chemotherapy for eight months.
Then, the doctor referred me for surgery, but I did
not go. The doctor said I had a tumor and I thought
to myself he was just saying that; I was fine. After all,
I had been receiving chemotherapy for months. I told
my children that the doctor had said I was fine, and
I was fine indeed. I was living a normal life; I had
completely forgotten about the cancer. I exercised,
walked, but after a year, I started coughing again
and 1 felt what the doctor had said might be true..”
(P3- patient).

The results of this study showed that some patients
faced cancer with presumptions. As a result, the deci-
sions about treatment were made before interacting with
an oncologist and under the impact of those presump-
tions. In such cases, the patient resists diagnostic and
therapeutic interventions without knowing the exact type
of cancer, the degree of invasiveness, and the stage of
the disease and refuses to cooperate. One of the oncolo-
gists described his interaction with a patient who did not
accept the proposed treatment as follows:

“The patient had Hodgkin disease, but she said she
did not want to be treated and that she would fight
the disease herself... I talked to them patient and her
wife for half an hour. I told him that she could be
treated and the disease was curable at that time, but
if she wasn’t treated, it would progress and destroy
her. No matter how much I explained, she did not
accept and refused to allow me to start the treat-
ment for her.” (P2- oncologist).

Physicians try to portray an accurate and logical pic-
ture of the disease in patients’ minds, but the picture of
cancer is influenced by patients’ life experiences. There-
fore, despite physicians’ explanations, some patients may
never accept the treatment recommendations.

Page 6 of 10

Fighting cancer

Over time, the disease progresses and starts to reveal its
serious nature. The signs and symptoms increase, and
the patient actually experiences the pain and suffering of
cancer that was the cause of fear in the previous stage. In
this situation, the patient may not be able to endure this
excruciating pain for various reasons and leave the treat-
ment incomplete. Intolerance in this situation occurs for
several reasons. One of the reasons patients abandon
treatment is the complications of treatment. At this stage,
patients sometimes refuse to accept the conventional
treatment because of complementary treatments. Chem-
otherapy, radiotherapy, and surgery can cause numerous
complications. Despite the transient nature of the major-
ity of these complications, if the patient does not have
the capacity to tolerate the situation, they will reject the
treatment and refuse the treatment recommendations.

“I had a patient who had lymphoma. She had
undergone chemotherapy twice and needed to go for
a third session. However, she wouldn’t accept, saying
how many times a woman can lose her hair!” (P2-
oncologist).

“After biopsy, the doctor told me that I had to
undergo chemotherapy and that my leg had to be
amputated. I didn’t want to do it, I couldn’t. My hair
was very long and I couldn’t bear to lose it. I could
not imagine life without legs and I couldn’t go on. 1
wanted to go to college, so I abandoned treatment. I
said let the chips fall where they may” (P4- patient).

In the process of cancer treatment, patients are resist-
ant to all types of surgery, especially if they cause an
apparent defect. Chemotherapy is also painful due to
its many physical complications, toxicity, and hair loss.
These therapeutic interventions cause great sufferings
for patients and if they do not have sufficient capacity to
endure, they may abandon the treatment at this stage.

According to the results of the present study, patients
seek complementary medicine due to their concerns
about the complications of chemotherapy and surgery
and in order to avoid the complications of conventional
treatment. In some patients, unsuccessful experiences
with conventional treatment in their loved ones is a fac-
tor influencing the use of complementary medicine.
Combining complementary medicine with spiritual
beliefs by some providers of these therapies is another
reason why patients pay attention to them.

Based on the results of this study, there are interven-
tions in the treatment process that, without interference
with the conventional treatment, reduce the damage and
suffering of cancer while increasing tolerance against
the suffering of treatment. This is how one of the
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participating patients described his experience in this
area:

“I was scared and hated having a crooked line on my
chest. So, I said that I would not have the surgery.
My brother who was in Canada told me not to refuse
the surgery. He told me that I was young and I could
ask them to give me a prosthesis, so that my appear-
ance would not change. He told me that I could even
get implants for both of my breasts” (P11- patient).

Interventions of this kind would reduce the suffering
of the disease and increase the probability of treatment
acceptance and resilience in patients.

A person’s illness affects the entire lifestyle of their
family members. The support of a family for a sick mem-
ber means changing the family priorities, and family
members spend their emotional and financial resources
to meet the patient’s treatment needs and improve the
patient’s quality of life. Given the importance of compas-
sion in the Iranian culture, family members sometimes
include a large group of people with even distant familial
relationships, all of whom strive to improve the patient’s
condition. Nonetheless, prolonged illnesses can deplete
people’s emotional reserves and affect the process of dis-
ease management.

“In the first stages of treatment and hospitaliza-
tion, the patient comes with one’s family. The fam-
ily insists on the treatment process being carried out
in the best way possible. As time goes by, however,
the family’s reserves gradually run out. It gets to the
point where the family wants to do something, but is
no longer able to. “ (P1- nurse).

Inadequate emotional reserves of a family can cause the
emotional ties to be challenged by the difficulty of a fam-
ily member’s long-term illness. This crisis affects patients
and targets their resilience, thereby affecting the decision
to continue or abandon the treatment.

Coping with cancer

Leaving aside the fraction of cancer patients who are
cured, other patients, after periods of relapse/recurrence,
reach a point where the disease dominates their bod-
ies and they are practically subdued by the disease. The
patients who have abandoned conventional treatment
during the stages of encountering and fighting cancer
and whose disease has hence progressed faster experi-
ence regret due to their previous decisions. According to
the results of this study, some patients refuse to receive
any kind of treatment after being physically depleted due
to the progression of the disease. At this stage, doctors
recommend chemotherapy or radiotherapy to reduce
the symptoms or prescribe medications that improve
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the patients’ physical conditions. However, due to the
reduced physical capacity and dependence on others for
their daily needs, patients may have no desire to receive
any treatments even to improve their general health.
Many patients have transcendental experiences in
this situation. According to current study results, some
patients in these physical conditions have transcendental
experiences in dreams or even experiences such as seeing
their dead relatives in a state between wakefulness and
sleep. The effect of such spiritual experiences on patients
in these conditions is an easier acceptance of death and
even attempts to hasten it by not taking the medications.

Losing resilience

This concept was identified as the core variable in this
study, which was associated with the aforementioned
three main categories and their subcategories. Traces of
this concept could be observed in all the sentences the
patients used to describe their suffering and despair in
the course of the disease.

“I've had a headache for a week and I've not been
able to see for a few days. I have double vision (cries
slowly...). 1 won’t even go to the doctor anymore, I
want to let go, I don’t want chemo anymore... I don’t
want to wait and see where it will hit me. What
would happen to me? This is harder, it’s very diffi-
cult..” (P16- patient).

There comes a time when the patient cannot tolerate
the disease anymore. Numerous reasons such as disease
symptoms, treatment complications, and fear lead the
patient to this point. Each patient describes this condi-
tion in a different way. However, all patients who have
abandoned treatment have experienced it.

Cancer has a great impact on the patient’s lifestyle from
the beginning and the course of the disease is affected by
various processes and actions. The treatment refusal pro-
cess in cancer patients shows how a patient experiences
the contexts of encountering cancer, fighting cancer, and
coping with cancer during the illness and how the fac-
tors in each context cause the patient to lose resilience,
which is equivalent to the refusal of physicians’ treatment
recommendations.

Discussion

A minority of cancer patients do not accept their physi-
cians’ treatment recommendations. The results of the
present study indicated that a wide variety of reasons
were influential in this type of decision. This study aimed
to explore the phenomenon of treatment refusal in can-
cer patients. Interpreting the themes and categories in
this area provided a deeper understanding of the phe-
nomenon. In this study, resilience, as a core variable,
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was directly and indirectly related to the other catego-
ries including encounter with cancer, fighting cancer, and
accepting cancer.

According to the results, patient’s first experiences
dealing with cancer is a difficult one. Being exposed to
trauma describes the emotional experience of patients,
which is recognized by the treatment team and has been
described in other studies. The first thing that crosses the
patients mind is that cancer is an incurable disease, to the
extent that they say cancer it is like a death sentence [18].
In such a circumstances, the caring role of physicians
and nurses is vital. In this study, providing information
on need to know bases by highlighting the positive and
less difficult aspect of the impending procedures were
the strategies, which was utilized by the treatment team
in order to provide compassionate care. This approach
is in line with the methods described by the physicians
and nurses. Empathetic approach by the physician, which
means he/she understands the patient’s fear, by creating
hope-based communication can often lead to making
better choices during the treatment process. In this study,
two-way-interaction and spending suitable amount of
time to gain the patients’ trust was imperative [14]. Other
studies have also considered appropriate communica-
tion between the physician and the patient, separating
the process of cancer diagnosis from treatment planning,
and facilitating the patient’s access to the treatment team
as effective factors in the adherence and acceptance of
treatment suggestions, which were in line with the results
of this study [18] The results of Sharf’s study also indi-
cated that improving doctor-patient interaction is very
vital, when attempting to deliver the bad news. Through
in-depth communication, the physician can gain better
understanding of the reasons as to why the patients resist
the recommendations; hence, he/she will have a better
chance convincing the patient to accept the treatment
options [13].

The results of the present study showed that denial at
the initial stage and after the first stage of chemotherapy,
when the apparent symptoms of the disease disappear,
was one of the reasons for treatment abandonment. In
addition, a prolonged denial phase increased the likeli-
hood of refusing the treatment recommendations. The
prevalence of denial in cancer patients has been studied,
and up to half of patients experienced denial at some
points in the course of the disease. However, these stud-
ies have not assessed the relationship between denial and
adherence to treatment [19].

The complications of cancer treatment were also
among the reasons for treatment refusal mentioned
by the patients in the current research. Various stud-
ies have similarly referred to treatment complications
as one of the reasons why patients seek complementary
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medicine [14, 20—22]. The results of the present study
showed that at the stage of encountering cancer, fam-
ily support was an important factor in the endurance
of cancer patients. Generally, family members’ support
is influential in adherence to medical care. An indi-
vidual’s children, spouse, parents, siblings, and some-
times more distant relatives form a support circle. In
the Iranian culture, patients’ family members take care
of them by attending medical centers and encourage
them in various ways to continue the treatment. In this
way, supportive families play their role in improving
the patient’s resilience. Kreling also disclosed that sup-
portive family members encouraged their patients and
followed up their treatment, while the patients who did
not have familial support were more likely to reject the
treatment recommendations.

Past experience of a loved one with cancer, particu-
larly their death following conventional treatment, was
another factor increasing the likelihood of treatment
refusal in the present research. This experience creates
deep-seated fear and anxiety in patients and impairs
their tolerance against cancer. In the study by Van Klef-
fens, the discontinuation of treatment was predictable
in the patients who had experienced the death of their
relatives or close friends due to cancer, and there was
an increased possibility of seeking complementary
medicine after abandoning the conventional treatment
[23]. In the same line, the findings of the study by Gold-
berg revealed a higher prevalence of treatment aban-
donment in the cancer patients who had lost a loved
one due to cancer [24, 25].

Misconceptions about the nature and course of can-
cer and the complexity of understanding the concept
of uncertain treatment outcomes at different stages
were among the reasons for treatment refusal. Various
studies have shown that in situations where the patient
does not have a correct understanding of the concept
of uncertainty, physicians’ treatment recommenda-
tions that raise the possibility of recovery or recurrence
increase the rate of treatment refusal amongst patients
[7, 26].

As time goes by and cancer progresses, patients are less
likely to accept their physicians’ treatment recommen-
dations due to physical depletion. In this situation, the
complications of the disease and treatment limit patients’
capacities. The results of the current study demonstrated
that the patients’ deterministic beliefs at this stage of the
disease were influential in the rejection of treatment pro-
posals. The study by Yunesi aimed to evaluate the adop-
tion of deterministic perspectives by cancer patients in
order to adapt to the course of the disease [27]. However,
no association was observed between the patients’ beliefs
in this philosophical viewpoint and treatment refusal.
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The current study provided a deeper understanding of
the factors and conditions, by which cancer patients lose
their resilience and reject the proposed treatments. In the
meantime, such factors as social support were also men-
tioned to increase the patients’ resilience. Zhang con-
ducted a research in 2017 to investigate resilience and
quality of life in patients with breast cancer [28]. They
pointed to the role of social support in the improvement
of resilience and quality of life among the patients.

The majority of studies on the resilience of cancer
patients have focused on interventions such as group
therapy, positive psychology, and behavior therapy or
mindfulness and have not addressed how patients pass
the course of cancer [27, 28]. In addition to the afore-
mentioned studies, a conceptual model was designed to
describe the resilience in cancer patients. In this model,
individual and environmental characteristics, cancer-
related events, the individual reactions and adaptation
are depicted in a cycle for recalibration. This can change
the patient’s condition from distress to resilience, and
alternatively, it refers to interventions as an effective fac-
tor in this cycle [29]. In this model, compliance to treat-
ment or its refusal is not mentioned, because the patient
progress was desired and objectified. The current study,
however, discussed the relationship between the patients’
experiences and conditions at the time of cancer and var-
ious processes in the course of the disease that influenced
their resilience, and proposed a suitable model.

The strength of this study was that it provided the
opportunity to identify the phenomenon of treatment
refusal in cancer patients without any limitations regard-
ing the type of cancer and age and outlined the relation-
ship between this phenomenon and resilience among
cancer patients. Although only a limited number of
cancer patients abandon medical treatments, there are
several reasons influencing the decisions of this limited
group. Providing a model to explain the process of treat-
ment refusal allows for a systematic look at this variety of
reasons.

The limitation of this study was that the duration of the
interviews was limited due to the patients’ physical con-
ditions. In addition, it was not possible to conduct the
second interview with some patients due to disease pro-
gression and adverse physical conditions, which might
have affected the results.

Conclusion

The model presented in this paper for treatment refusal
in cancer patients can enhance our understanding of
the process that leads patients to the point of losing
their resilience against cancer and abandoning treat-
ment. This study touch upon some considerations for
physicians to promote their interactions with patients
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who decide not to continue the treatment recommen-
dations. In the course of cancer, certain factors that
lead to lack of resilience are important. During the
early stages of cancer, proper interaction between the
physician and patient is the key. At times, the bad news
is delivered by the physician during the first meetings.
The disjunction between the treatment team when
delivering the bad news, and implementation of dif-
ferent treatment strategies is something that has to
be reassessed. Follow-up and care for patients with
prolonged denial is highly recommended by consid-
ering the important role of supportive families and
to improve patient’s resilience. Hence, it is crucial to
strengthen the role their families to increase treat-
ment acceptance. Furthermore, it is vital to develop
and expand the role of palliative care, and to start it
from the early stages of cancer. Finally, by identifying
the phenomenon of treatment refusal, it can lead to
improved patient resilience, while considering patient’s
choice when providing care and treatment.

Individuals who have had a loved one dying due to
cancer following conventional treatment, people who
deny their illness for a long period, and people who
do not trust the medical structure or are interested in
traditional treatments are among the groups that need
to be understood in order to provide the possibility of
a deeper interaction with the treatment team towards
reducing the likelihood of treatment refusal. This
detailed understanding of the refusal process will be
extremely helpful in helping cancer patients.

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/512904-023-01132-5.

[ Additional file 1. Interview Guide. }

Acknowledgements

This study was supported as PhD thesis MS by Vice-Chancellor of Research of
Shiraz University of Medical Sciences. (Proposal number 95-01-01-12051). The
authors are grateful and appreciate the help and support from the professors,
physicians, and nurses. We also express our appreciation to all of the patients
and caregivers who participated in the interviews. The authors would like

to thank Ms. A. Keivanshekouh at the Research Consultation Center (RCC) of
SUMS for her invaluable assistance in editing the manuscript.

Authors’ contributions

Study design (HRKH and MS), Data collection (MS and RV), transcription (MS),
data analysis (HRKH and MS), manuscript preparation (HRKH and MS), supervi-
sion and critical review (HRKH). All authors approved the final manuscript.

Funding

This research has been funded by the Vice-Chancellor of Research of Shiraz
University of Medical Sciences. The funders had no role in study design, data
collection, analysis, interpretation or writing the manuscript.

Availability of data and materials
The datasets used and/or analysed during the current study are available from
the corresponding author on reasonable request.


https://doi.org/10.1186/s12904-023-01132-5
https://doi.org/10.1186/s12904-023-01132-5

Khankeh et al. BMC Palliative Care (2023) 22:10

Declarations

Ethics approval and consent to participate

This study was approved by the Ethics Committee of Shiraz University of Medi-
cal Sciences (IR.SUMS.REC.1396.51063). The study took place in accordance
with ethical guidelines for medical research in the Iran and with the Declara-
tion of Helsinki. This means that the participants were informed in writing and
verbally about the study, participation was voluntary, and they had the oppor-
tunity to withdraw from the study at any time and that data was handled
confidentially. All participants provided written informed consent.

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Received: 25 September 2022 Accepted: 3 February 2023
Published online: 07 February 2023

References

1. Huchcroft SA, Snodgrass T. Cancer patients who refuse treatment. Cancer
Causes Control. 1993:4(3):179-85.

2. Verhoef M, A. White Mir M. Factors in Making the Decision to Forgo
Conventional CancerTreatment. Cancer Pract. 2002;10:201-7.

3. Joseph K, Vrouwe S, Kamruzzaman A, Balbaid A, Fenton D, Berendt R,
et al. Outcome analysis of breast cancer patients who declined evidence-
based treatment. World J Surg Oncol. 2012;10:118.

4. Chen SJ, Kung P-T, Huang KH, Wang Y-H, Tsai W-C. Characteristics of the
Delayed or Refusal Therapy in Breast Cancer Patients: A Longitudinal
Population-Based Study in Taiwan. PLoS One. 2015;10(6):e0131305.

5. Choi HG, Park B, Ahn SH. Untreated head and neck cancer in Korea: a
national cohort study. Eur Arch Otorhinolaryngol. 2017;274(3):1643-50.

6.  Weaver MS, Howard SC, Lam CG. Defining and distinguishing treat-
ment abandonment in patients with cancer. J Pediatr Hematol Oncol.
2015,37(4):252-6.

7. Spinetta JJ, Masera G, Eden T, Oppenheim D, Martins AG, van Dongen-
Melman J, et al. Refusal, non-compliance, and abandonment of
treatment in children and adolescents with cancer: a report of the SIOP
Working Committee on Phychosocial Issues in Pediatric Oncology. Med
Pediatr Oncol. 2002;38(2):114-7.

8. Huang H-L, Kung P-T, Chiu C-F, Wang Y-H, Tsai W-C. Factors associated
with lung cancer patients refusing treatment and their survival: a national
cohort study under a universal health insurance in Taiwan. PLoS One.
2014;,9(7).101731.

9. LiRLiFFangY,Wan D, Pan Z, Chen G, et al. Efficacy, compliance and rea-
sons for refusal of postoperative chemotherapy for elderly patients with
colorectal cancer: a retrospective chart review and telephone patient
questionnaire. PLoS One. 2013;8(2):e55494.

10. Suh WN, Kong KA, Han Y, Kim SJ, Lee SH, Ryu YJ, et al. Risk factors
associated with treatment refusal in lung cancer. Thoracic Cancer.
2017,8(5):443-50.

11. van Kleffens T, van Leeuwen E. Physicians’ evaluations of patients’ deci-
sions to refuse oncological treatment. J Med Ethics. 2005;31(3):131-6.

12. Huijer M, van Leeuwen E. Personal values and cancer treatment refusal. J
Med Ethics. 2000;26(5):358-62.

13. Sharf BF, Stelljes LA, Gordon HS. ‘Alittle bitty spot and I'm a big man”:
patients’ perspectives on refusing diagnosis or treatment for lung cancer.
Psycho Oncol. 2005;14(8):636-46.

14. Citrin DL, Bloom DL, Grutsch JF, Mortensen SJ, Lis CG. Beliefs and per-
ceptions of women with newly diagnosed breast cancer who refused
conventional treatment in favor of alternative therapies. Oncologist.
2012;17(5):607-12.

15. White M, Verhoef M. Cancer as part of the journey: the role of spirituality
in the decision to decline conventional prostate cancer treatment and to
use complementary and alternative medicine. Integrative Cancer Ther.
2006;5(2):117-22.

Page 10 of 10

16. Husain LS, Collins K, Reed M, Wyld L. Choices in cancer treatment: a quali-
tative study of the older women’s (>70 years) perspective. Psycho Oncol.
2008;17(4):410-6.

17. JC, AS. Basics of qualitative research (3rd ed.): techniques and proce-
dures for developing grounded theory. Thousand Oaks: SAGE Publica-
tions; 2008.

18. Kreling B, Figueiredo MI, Sheppard VL, Mandelblatt JS. Aqualitative study
of factors affecting chemotherapy use in older women with breast can-
cer: barriers, promoters, and implications for intervention. Psycho Oncol.
2006;15(12):1065-76.

19. Vos MS, de Haes JC. Denial in cancer patients, an explorative review.
Psycho Oncol. 2007;16(1):12-25.

20. Balneaves LG, Kristjanson LJ, Tataryn D. Beyond convention: describing
complementary therapy use by women living with breast cancer. Patient
Educ Couns. 1999;38(2):143-53.

21. Chapple A, Ziebland S, Herxheimer A, McPherson A, Shepperd S, Miller R.
Is 'watchful waiting'a real choice for men with prostate cancer? A qualita-
tive study. BJU Int. 2002;90(3):257-64.

22. Shumay DM, Maskarinec G, Kakai H, Gotay CC. Why some cancer patients
choose complementary and alternative medicine instead of conven-
tional treatment. J Fam Pract. 2001;50(12):1067.

23. van Kleffens T, van Baarsen B, van Leeuwen E. The medical practice of
patient autonomy and cancer treatment refusals: a patients'and physi-
cians' perspective. Soc Sci Med (1982). 2004;58(11):2325-36.

24. Goldberg RJ. Systematic Understanding of Cancer Patients Who Refuse
Treatment. Psychother Psychosom. 1983;39(3):180-9.

25. White MA, Verhoef MJ, Davison BJ, Gunn H, Cooke K. Seeking mind, body
and spirit healing-why some men with prostate cancer choose CAM
(Complementary and Alternative Medicine) over Conventional Cancer
Treatments. Integrative Med Insights. 2008;3:1-11.

26. Denberg TD, Melhado TV, Steiner JF. Patient treatment preferences in
localized prostate carcinoma: The influence of emotion, misconception,
and anecdote. Cancer. 2006;107(3):620-30.

27. Younesi SJ, Mirafzal A, Tooyserkani M. Reduction of deterministic thinking
among cancer patients as a new method to increase psychosocial adjust-
ments. Iran J Cancer Prev. 2012;5(2):81-6.

28. Zhang H, Zhao Q, Cao P, Ren G. Resilience and Quiality of Life: Exploring
the Mediator Role of Social Support in Patients with Breast Cancer. Med
Sci Mon. 2017;23:5969-79.

29. Deshields TL, Heiland MF, Kracen AC, Dua P. Resilience in adults with can-
cer: development of a conceptual model. Psycho Oncol. 2016;25(1):11-8.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

K BMC

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions




	How do cancer patients refuse treatment? A grounded theory study
	Abstract 
	Background 
	Methods 
	Results 
	Conclusion 

	Background
	Methods
	Participants
	Data collection
	Data analysis
	Trustworthiness

	Results
	Encounter with cancer
	Fighting cancer
	Coping with cancer
	Losing resilience

	Discussion
	Conclusion
	Acknowledgements
	References


