
Abstract. Background/Aim: This study explored how highly
selected oligometastatic gastrointestinal stromal tumour
(GIST) patients subjectively experienced the discontinuation
of imatinib (IM) treatment. Patients and Methods: Being an
exploratory qualitative study, we applied a phenomenological
and hermeneutical approach. We conducted in-depth semi-
structured interviews with nine oligometastatic GIST patients
who were in long-term clinical remission. The gathered data
were interpreted using a thematic analysis. Results: The
analysis of the interview data revealed four main themes;
getting one’s life back, fear of recurrence, hope as a lifeline
and the pros/cons of participating in this clinical trial. The
participants disclosed that hope of being cancer free and
without the side-effects of IM was essential for both
participating in this study and enduring the uncertainty of
drug discontinuation. Conclusion: Use of a qualitative
approach in clinical trials can result in a better
understanding of patients’ perspectives and therefore lead to
improved clinical practice.

Gastrointestinal stromal tumour (GIST) is recognised as the
most common sarcoma of the gastrointestinal tract (1). The
majority of GIST patients can be cured by means of surgery,
although 15-20% already exhibit overt metastases at the time
of primary diagnosis, while approximately 40% of GIST
patients initially thought to have only local disease will

eventually experience metastasis (2). Treatment with
imatinib (IM) and other tyrosine kinase inhibitors (TKIs) has
dramatically increased lifespan in metastatic GIST patients,
with the median survival being approximately seven years
(3). Thus, metastatic GIST may be regarded as a chronic
disease. Despite this, most patients will eventually
experience drug resistance in relation to IM (4) and second-
(5) and third-line TKI therapy (6). 

Patients with metastatic GIST require daily administration
of IM to keep the disease at bay (6). Practically all patients
who receive IM experience side-effects, with the most
common being anaemia, periorbital oedema and watery eyes,
diarrhoea, muscle cramps (typically in the hands and legs),
fatigue and nausea (7, 8). As severe adverse effects are
relatively rare, IM is considered a moderately to well-
tolerated drug by the medical community (6). However, it is
important to recognise that the patient’s perspective,
concerning the side-effects of IM, may differ from the
medical perspective. For instance, a recent qualitative study
found that more than half of the 20 participants described
partially debilitating side-effects that had a detrimental
impact on their lives (9). This study, together with another
qualitative report involving GIST patients who were
receiving TKI treatment, revealed that the participants
experienced side-effects that impacted their daily lives in
both negative and challenging ways, which forced them to
adapt to ‘a new normal’ (9, 10). In addition, GIST patients
receiving TKI treatment have been shown to experience
significantly higher (30%) levels of fatigue when compared
to healthy controls (15%), and an association was reported
with both a lower quality of life (QoL) and an increased
level of impairment in all studied domains (11). 

It is recommended that patients with metastatic GIST
receive IM for the rest of their lives or until disease
progression occurs (6). IM was initially developed as a very
effective treatment for chronic myeloid leukaemia (CML), and
several studies have found that discontinuing IM in CML
patients following long-term complete clinical and molecular
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remission is safe (12). Moreover, some patients remain in deep
molecular remission without IM, while for those who relapse,
the reintroduction of IM leads to new remission (12). For
GIST patients, however, there is substantial evidence that IM
and other TKIs fail to completely eradicate metastatic GIST
and, further, that disease progression is inevitable if IM
treatment is discontinued (13-15). While continuous (or life-
long) IM administration remains the standard treatment
approach for patients with advanced GIST, an experimental
treatment strategy for highly selected patients has been
proposed (15). This strategy involves discontinuation of IM in
patients who have received long-term IM administration and
undergone resection of oligometastatic disease. It is now being
explored in the phase-two Scandinavian Sarcoma Group
(SSG) XXV ‘Stop-GIST Trial’ (ClinicalTrials.gov Identifier:
NCT02924714), wherein patients with oligometastatic GIST
who have had the metastases surgically resected (R0/R1) or
radiofrequency ablated, and who have been treated with IM
for more than five years without any signs of progression,
discontinue the IM treatment. 

Stopping a medication believed to keep GIST in remission
could prove to be mentally challenging for trial participants.
Hence, the primary aim of the current study was to explore
how nine GIST patients who were enrolled in the SSG XXV
‘Stop-GIST Trial’ conveyed their experiences of participating
in the study, focusing on their ambivalence concerning
taking part in the study. The secondary aim was to explore
if stopping IM changed the GIST patients’ QoL with regard
to subjective side-effects experienced when compared to
what they had experienced when taking IM prior to
participating in the study. In addition, we sought to
determine how the present qualitative study could serve to
expand our understanding of the patient perspective
regarding participating in such a clinical trial. 

Patients and Methods 

Patients being treated at the Norwegian Radium Hospital (NRH), Oslo
University Hospital (OUH) who were enrolled in the SSG XXV ‘Stop-
GIST Study’ were included in this research. Here, the discontinuation
of IM was deemed justified in highly selected patients who had a
confirmed diagnosis of metastatic GIST and had received TKI therapy
involving IM for longer than five years for oligometastatic GISTs (≤3
metastases) that were initially documented to be responding to
treatment. Their cancer had to be stable when on IM treatment, while
no focal progression in known metastatic sites was accepted. At the
time of enrolment in the study, the metastases were either no longer
visible on their computed tomography/magnetic resonance imaging
(CT/MRI) images or else had been removed via complete surgical
resection (R0/R1 resection) or radiofrequency ablation (RFA). 

We applied an exploratory qualitative research design involving a
phenomenological and hermeneutical approach to analysis. In
qualitative research, phenomenology is a concept that indicates an
interest in understanding phenomena from participants’ own
perspectives and describing the world as it is experienced by them

(16). In the current study, we sought to explore the experiences of
individual GIST patients in their specific life contexts. This form of
research has a strong focus on reflective interpretation, as expressly
stated by Heidegger, who asserted that description is inextricably
linked to interpretation (17). Comprehension is based on both the
participant’s and the researcher’s preunderstandings, as well as on the
context, and it develops throughout the entire research process (18). 

Patient population. Four women and five men from the NRH OUH
who were enrolled in the SSG XXV ‘Stop-GIST Trial’ were
approached regarding possible participation in the qualitative study,
and they all agreed to take part. The participants had a mean age of
66 years (range=50-85 years) (Table I). In the results section of this
paper, the participants are identified as P1-P9.

Procedure. All of the participants were recruited by their treating
oncologists at the NRH OUH. Each participant received a letter
providing detailed information about all relevant aspects of the study.
They were informed that participation would not affect their treatment
and that they were free to withdraw from the study at any point
without penalty. The data protection officer at the NRH OUH
approved the study (approval number 2016/15358), and written
informed consent to participate was obtained from all of the patients.

The first author conducted the first round of interviews shortly
after the participants had discontinued IM. The interviews lasted
from 19-65 minutes. The first and second authors conducted the
second round of interviews during subsequent scheduled clinical
follow-up appointments according to the SSG XXV ‘Stop-GIST
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Table I. Demographic and clinical information concerning the nine
participants.

Age1 (years)
  Median (range)                                                                     66 (50-85)
Gender
  Female                                                                                          4
  Male                                                                                              5
Relationship status
  Married                                                                                         6
  Cohabitating                                                                                 1
  Single                                                                                            2
Time since primary diagnosis (years)
  Median (range)                                                                       7 (6-21)
Time receiving systemic treatment (years)
  Median (range)                                                                       6 (5-16)
Primary tumour site
  Stomach                                                                                        3
  Small bowel                                                                                 3
  Duodenum                                                                                    2
  Rectum                                                                                         1
Metastatic site
  Liver                                                                                             5
  Peritoneal                                                                                      4
Metastatic status
  Synchronous                                                                                 5
  Metachronous                                                                               4
Recurrent disease following drug discontinuation
  Status at second interview                                                           5

1At the time of drug discontinuation.



Trial’ protocol at the NRH OUH (n=2) or by telephone (n=7) when
necessary due to restrictions related to the COVID-19 pandemic.
The semi-structured interviews were transcribed verbatim by a
medical secretary (n=13) and the second author (n=5).

The participants were invited to narrate their whole story from
the time of diagnosis to the present day. Their experiences
concerning their life as a cancer patient with metastases controlled
by effective medical treatment were explored through the questions
listed in Table II. The second interviews were conducted up to 24
months after the discontinuation of IM (Table III). All of the
gathered data were stored confidentially, and all of the interview
transcripts were deidentified. 

Data analysis. We used a reflexive thematic analysis (19, 20) to
identify patterns of meaning across the dataset in order to answer
the research questions. The patterns were identified through a
rigorous process of data familiarisation, data coding, theme
development and revision. In the present study, the entire dataset
was thoroughly coded in detail (inclusive and extensive) by hand
by the first and second authors. Then, the codes were divided into
categories, themes and concepts (19). Throughout the entire process
of analysis, the researchers regularly returned to the original data to
check the themes and quotes and ensure that the meaning had not
been lost during either interpretation or translation (18).

Results 

Prior to discontinuing IM, six of the nine participants
described how the side-effects of the treatment had a

detrimental effect on their lives. Once the side-effects had
subsided or disappeared following discontinuation of IM,
they reported having a surplus of energy, enjoying improved
mental health and experiencing less challenges in daily life.
The participants reported varying degrees of uncertainty
regarding the possibility of recurrence after discontinuing IM
and the implications that recurrence would have for their
lives. Unfortunately, albeit not unexpectedly, five of the nine
participants experienced GIST relapses (Table I). They were
disappointed, although they managed the relapses well
because they knew they could hope for a second remission
upon restarting IM.

Getting one’s life back. The most common side-effects of IM
reported by our participants prior to discontinuation were
muscle cramps, tiredness and fatigue, nausea and oedema,
especially periorbital oedema. A lack of energy, in one form
or another, was reported by the majority of participants.
Some expressed how tiredness, including the resultant
impaired memory, and physical challenges were among the
complaints that had the most significant detrimental impacts
on their lives, with some having to adjust their daily
activities to make it through the day. P3 was one of the
participants who reported having to deal with fatigue: ‘I
didn’t have any surplus of energy; I would rather just relax
and sit still. Before [the cancer/IM treatment], I used to work
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Table II. Questions for the first interviews. 

Tell your story                                                     From when you first became ill and received your diagnosis, 
                                                                              how has life been and how is it up to today

Perception of your life situation.                        -   The effect of the condition and its treatment on your daily life: 
What can you tell us about living                          Partner 
with a chronic cancer?                                             Family
                                                                                  Friends 
                                                                                Work 

                                                                                  Leisure time 
                                                                              -   Physical and practical consequences of the cancer and its treatment
                                                                              -   Thoughts concerning the emotional and existential consequences of the cancer and its treatment 
                                                                              -   How living with a chronic has affected you as a person
What was your experience with the                   -   Information
healthcare services and the follow-up?               -   Communication (via polyclinic) 
                                                                              -   Support and safety net 
                                                                              -   NAV (Norwegian Labour and Welfare Administration)
How did you feel about discontinuing IM?       -   Invitation and information 
                                                                              -   Expectations 
                                                                              -   Existential reflections 
How is your life today (without IM)?                -   Side-effects 
                                                                              -   Daily life: relations, social life, leisure time, work 
                                                                              -   Existential reflections 
What are your current thoughts                          -   Fear of recurrence
about the future? 
Is there anything you would like to 
mention that I haven’t asked about?                  



out a lot you know [...]’. However, three participants only
experienced mild to moderate side-effects when on IM and,
therefore, did not view life when on medication as being too
much worse than before. This is exemplified by a quotation
from P5: ‘Of course, it was troublesome with the cramps and
red eyes […] but it was not constant, so I haven’t had much
trouble with IM, I must say’. These three participants pointed
out that they were able to continue to work and to maintain
a social life when on IM despite the side-effects.

The phenomenon of ‘getting one’s life back’ after
discontinuing IM is something that all of the participants
experienced to some degree or another. As the adverse
effects of IM disappeared in most cases, the participants
experienced several positive changes in their daily lives, as
well as in their physical and mental health, following
discontinuation. Furthermore, the disappearance of side-
effects such as nausea, oedema, cramps and fatigue after
discontinuation of IM improved their lives in a rather
straightforward way, mostly through reducing the pain and
discomfort experienced on a day-to-day basis. P1 described
it in the following way: ‘It was so wonderful in January
when I stopped taking the medicine, to experience that every

day you could feel the energy coming back more and more,
every day you could look in the mirror and see that you were
starting to look more like yourself. [...] I felt so healthy and
somehow got my old life back’. After stopping IM, the
participants experienced a feeling of renewed energy that
they could dedicate to different activities that they had been
unable to engage in for a long time, for example, working
out, gardening and spending time with family and friends,
which also served to improve their social lives. P7 stated that
he was very tired, indolent and unable to exercise when
using IM, which changed radically when he discontinued the
medicine: ‘I have noticed a lot of positive things, such as a
desire to exercise. Waking up, I can't wait to jump on the
treadmill, which has never happened before. So, life looks
much brighter for me’. Some participants experienced very
individual struggles with their specific symptoms. In
particular, P2 struggled with massive oedemas and had to
wake up several hours early in the morning to get ready for
work: ‘It was like having to pee out two one-litre cartons of
milk every single morning’. She explained that the cramps
and oedemas were resolved once she stopped taking the
medication. In fact, as the side-effects loosened their grip on
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Table III. Questions for the second interviews.

Participants still without IM, no recurrence

How is your daily life today when compared with the situation when you were being treated with IM?           Family
                                                                                                                                                                                      Physical activity 
                                                                                                                                                                                      Social life 
                                                                                                                                                                                      Work 
                                                                                                                                                                                      Leisure time 
How would you describe your experience of the side-effects attributed to IM                                                      Muscle cramps
today when compared with before discontinuing the medication?                                                                          Nausea
                                                                                                                                                                                      Diarrhoea 
                                                                                                                                                                                      Pains 
                                                                                                                                                                                      Fatigue
                                                                                                                                                                                      Other 
What are your concerns regarding existential questions since discontinuing IM?                                                 Fear of recurrence 
                                                                                                                                                                                      Thoughts for the future 
What has your experience of participating in the study been like so far?                                                               
Is there anything you would like to mention that I haven’t asked about?
                                                                                                                                                                                      
Patients who have re-started IM treatment following recurrence

What was it like to have a recurrence?                                                                                                                     Receiving the (bad?) news
                                                                                                                                                                                      Information and follow-up 
                                                                                                                                                                                      Existential reflections 
                                                                                                                                                                                      Restarting IM treatment 

What is your life like today?
                                                                                                                                                                                      Adverse effects of IM 
                                                                                                                                                                                      Side-effects, family, socially, work, 
                                                                                                                                                                                      physically, existentially 
What are your thoughts about having discontinued IM treatment?                                                                         Knowing what you know today, 
                                                                                                                                                                                      would you do it again? 



the participants’ lives, many reported an overall increase in
their mental health, affirming that they had a brighter
outlook on life or felt more like themselves. P6 emphasised
experiencing increased mental clarity as the feeling of
fatigue lifted: ‘I’m less unfocused and I have an easier time
keeping up during conversations’.

When interviewed for the second time, the four
participants who were able to continue without IM still
reported enjoying lives that were vastly improved when
compared to their situation while on IM. Due to experiencing
less fatigue, they were now more physically active and had
more energy to be social. They considered that stopping IM
was an entirely positive experience. As P3 expressed: ‘There
are only benefits to quitting IM. […] And we are followed
up so very well. It was every third month, or fourth month,
and now it is every six months’. 

Fear of recurrence. If a patient consents to the
discontinuation of treatment, there is always a risk of
recurrence, which would necessitate the reintroduction of
IM. The worst-case scenario is that drug resistance may
eventually occur, which would require the patient to take an
alternative medication that might be associated with more
severe side-effects or, eventually, succumb to disease. 
During the process of discontinuing IM treatment, the
participants experienced varying degrees of uncertainty
regarding the possibility of recurrence and the implications
that it would have for their lives. Some voiced a fear of
recurrence due to stopping medication, although most denied
having much fear of this outcome. P8 thought about the
possibility of recurrence almost every day: ‘I think it can
come back. If it does so, you just have to manage. It’s not
okay, but there is no other option. [...] But I feel I can handle
it’. By contrast, P3 did not worry about the future at all. He
was not afraid of either drug resistance or death: ‘I never
thought that I would die from this. […] I cannot understand
that there is any risk at all. […] I really believe that I will
not have a relapse. There are many other things to fear and
worry about’. The majority of participants seemed to have
made peace with the fact that they might have to restart IM
treatment if they were diagnosed with recurrence, and two
participants stated that they would have few qualms doing
so. P5 expressed: ‘The way I understand it, I have the
opportunity to restart [IM] treatment if the cancer comes
back, and seeing as how I had so few symptoms, I don’t
really fear restarting, even though I don’t want to, of course”.
Nevertheless, uncertainty about the future affected the lives
of many of the participants. Indeed, planning too far in
advance proved difficult for many of them. P8 stated that he
had not done so since he first became ill several years ago:
‘No, I have not, I have not done that in a long time’.

At the time of the second interviews, five of the nine
participants had experienced recurrence after discontinuing

IM treatment. Among them, some reminisced fondly about
their time without IM and its side-effects. These were the
participants who experienced debilitating adverse effects
when on IM. P1 described the time without side-effects in
the following way: ‘I could really experience the feeling of
being alive. Similarly, P8 described it as follows: ‘living with
the brakes removed’. In accordance with the findings of the
first interviews, however, three participants did not notice a
great contrast between life with and without IM treatment.
The five participants who experienced recurrence prior to the
second interviews emphasised that life without IM was better
or much better than life when on IM. This was especially
true for those participants who experienced damaging side-
effects when taking IM. For them, despite being aware of the
danger of relapse, it was important to enjoy their freedom
from side-effects for as long as they could. 

The participants reacted differently to being informed that
they had relapsed. Two stated that it was not a big surprise,
although they were disappointed. They exchanged the hope
of being free from cancer for the hope that they could restart
IM and most likely experience a positive treatment effect. As
P5 pointed out: ‘I'm glad I participated […] because I would
probably have blamed myself if I had not tried’.
Unfortunately, P7 was very disappointed and angry when his
cancer recurred. He stated that he was not prepared for the
possibility that the GIST could metastasise to his liver during
the drug-free period, which had not happened to him prior
to the IM discontinuation: ‘No one mentioned that it could
spread to other organs’. He seemed to blame the hospital for
painting an overly positive picture of the SSX XXV study
and regretted his participation because it had led to the
worsening of the disease. P1, who experienced devastating
side-effects before stopping IM, became very sad and
reported a crippling feeling of fear when she received news
of her relapse: ‘It was a bit difficult to receive that message
because I was so happy. I was healthy from GIST, it seemed
fantastic, but I wasn’t really. It's in my body and will
probably be there my whole life, I think’. In addition, she
also had to restart TKI treatment involving sunitinib, which
made her very sick: ‘I got 50 mg. It was pretty severe
because it leads to even more side-effects than Glivec did’.
After a while, her doctors had to reduce the dose, which
lessened the severity of the side-effects and meant she was
again able to resume a more active life.

Although most participants explained during the first
round of interviews that they did not focus on negative
feelings or fear, every one of them mentioned being anxious
in relation to the regular CT check-ups they had to undergo.
The fear of relapse and death, which more than half of the
participants did not think about on a daily basis, appeared to
be associated with such follow-up. P2 expressed her feelings
about it: ‘So I think a bit about whether there have been
changes or not, but otherwise I do not let it control my life.
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But exactly two weeks between the CT scan and doctor’s
appointment, yes!’. Some participants emphasised that they
had experienced the same fears when attending their
scheduled GIST follow-up appointments before participating
in the study and discontinuing IM.

Hope as a lifeline. Throughout the experience of becoming a
metastatic cancer patient and learning to come to terms with
their situation, and then while participating in a study that
involved the discontinuation of the medication that had
actively kept them alive, the participants never let themselves
be completely overtaken by feelings of fear or uncertainty. The
importance of having hope along the way was underlined by
P1: ‘You see, what you need is hope. At the very least, you
need hope, and you need to get some of that spark back to live
on and bring with you’. At the start of their journey as a
patient with metastatic GIST, the participants had hope that
IM would prolong their life significantly. Then, following their
enrolment in the study, there came two additional types of
hopes. The first such hope was that they might actually be free
of cancer, able to declare themselves cured and, therefore, no
longer be a ‘cancer patient’. The second hope was that they
could once again live a life without debilitating side-effects.
P6, who had been plagued by fatigue when on IM, had this to
say when talking about experiencing less side-effects after
discontinuation: ‘[A]nd then maybe I’ll have more energy. I’ll
have to hope for that’. 

These hopes lived on in the four participants who had not
experienced a recurrence of their cancer. Interestingly, for the
participants who had the possibility of a cancer- and medicine-
free life stripped away the moment they received the results
of their CT scan, hope was not yet lost. In fact, despite losing
the hope of being cured, they knew that they could restart IM
or another TKI and hope that the medicine would keep them
alive for as long as possible. During the first interview, P4
expressed this sense of hope as follows: ‘I hope it goes well.
But if it doesn’t go well, then okay, in that case we’ll just have
to go back to IM’. With hope as a lifeline, the participants
chose to participate in the study and endure the uncertainty
associated with the discontinuation of IM.

Participating in the study. During the first round of
interviews, when asked about their experience of joining the
study, the majority of participants affirmed that their overall
experience had been very good. Both the initial information
and follow-up were said to be satisfactory or even excellent.
As P5 stated: ‘I think it has been absolutely superb and the
follow-up has made me feel so good. I can’t praise them
enough. [...]. I’ve been here quite often, every three months,
and if there has been something I needed, I have called and
received a reply’. All of the participants felt that they had
good working relationships with the doctors, nurses and
other staff involved in the study, although P7 commented

that in the beginning he had felt a certain pressure to
participate: ‘When I heard about the trial, I was very hesitant
because I thought “Am I going to be used as a lab rat just so
someone can invent something?”, but then I thought that
maybe I should participate. […]. Then, when I received good
explanations of the trial from different doctors, I decided to
do it’. Several participants needed time to decide whether to
discontinue IM, although in the end, they chose to join the
study. Save for P7, none of them regretted their participation.

The participants expressed various reasons for agreeing to
participate in the trial. For many, it was due to the hope of
being truly free of their cancer, being able to proclaim
themselves cured and being able to move on to a new chapter
in their lives. Part of being cancer-free would involve
returning to a life without the unwelcome side-effects of IM.
Many participants noted their desire to contribute to important
research and help other patients with similar maladies through
participating in a scientific study. As P2 expressed: ‘I felt that
it was important for me but also for others to be able to avoid
all those side-effects, not to have to live as I have done for
seven years’. Finally, a few participants mentioned that they
considered the closer monitoring involved in the trial to be a
welcome perk of participation. As P9 underlined: ‘Then I get
a closer follow-up’.

Discussion 

This study represents the first in-depth qualitative
investigation of how patients with oligometastatic GIST who
are in stable and long-term remission while on IM
experience the discontinuation of their daily medicine,
assuming that they might be cured. This approach is a novel
one in the field of metastatic GIST. Our findings indicate that
the hope of being free from cancer and without the side-
effects of its treatment was essential in terms of both
participating in this study and enduring the uncertainty
associated with IM discontinuation. The certainty that they
could restart IM or another TKI in order to prolong their life
later provided new hope to those participants who
experienced the disappointment of recurrence. 

The importance of hope in relation to cancer patients has
been discussed in a few prior studies. The majority of patients
with severe cancer reported feeling that they had no other
choice but to hope and, further, that life without hope would
be unbearable and lacking in quality (21). In this context, hope
could be seen as an important coping mechanism when
needing to handle psychological stress (22, 23). However,
hope is not always a constant and available resource. Indeed,
it can ebb and flow and, sometimes, be altogether absent. ‘The
relationship between hope and coping is dynamic and
reciprocal; each in turn supports and is supported by the other’
(23). According to Macdonald et al. (10), GIST patients
undergo an emotional journey in which crisis, hope,
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adaptation, coping and uncertainty affect their lives after they
are diagnosed. This was also a well-known journey for our
participants, who prior to the study were in a stable phase in
which they managed everyday life on IM despite its side-
effects and, generally, had the hope of a long life expectancy
despite some living with the fear of resistance. The
discontinuation of IM, the medication that had kept them alive
for years, was considered to mark them stepping out of a safe
period and into a period characterised by a greater degree of
uncertainty but also a greater degree of hope for a cure. Hope
provides energy, although it also takes energy to maintain (21).
Yet, the different qualities of hope might require different
levels of energy to manage. Thus, the need to move from a
state of coping to a state of uncertainty may have been
balanced out for our participants by the more potent hope of
being cured. It has also been noted that ‘hope incites people
to action and prevents them from passivity’ (21) and, further,
that it leads to the grasping of opportunities for additional
treatment. We postulate that this new hope of ‘being cured’
prompted the participants to join the present study in an effort
to seek out a means of improving their lives. 

In our study, the main reason for the participants
discontinuing the TKI treatment was the hope of living a
cancer- and side-effect-free daily life. This finding is in line
with the findings of prior research on CML patients (24),
which showed that half of the participants (i.e., those not
much concerned about relapse or those who experienced
considerable side-effects) agreed to try TKI discontinuation.
By contrast, those participants who were concerned about
relapse or who had experienced few or manageable side-
effects did not want to try TKI discontinuation (24). Another
study on patient adherence to TKI treatment (25) reported
that cancer patients had to strike a balance between focusing
on survival and focusing on QoL and, further, that patients
who experienced more side-effects were more likely to pre-
emptively discontinue their treatment. These findings contrast
slightly with the findings of our study, as some of our
participants agreed to enrol in the study despite experiencing
very few adverse effects and little fear of recurrence. We
interpret this to mean that the hope of being cured was more
potent than the hope of simply remaining alive for as long as
possible, which prompted them to participate. Our findings
also indicate that the hope of being cancer-free and
experiencing less side-effects was stronger than the fear of
relapse or the desire to maintain the status quo. 

It is vital not to underestimate the importance of shared
decision making when asking patients to discontinue
potentially vital medications such as TKIs. Evidence suggests
that the use of shared decision-making tools leads to patients
having more realistic expectations and greater satisfaction
when receiving healthcare (26), and we believe that the same
could be true for participants in clinical trials. In the present
study, we found that the majority of participants were very

pleased with the information and follow-up they received.
However, one man (P7) reported that he had not been properly
informed about the possibility of metastases in new organs of
the body and, therefore, regretted his decision to take part in
the study. We cannot be certain whether P7 was or was not
informed about the possibility of this outcome, or if the
information he received was provided in an insufficient or
complicated manner, thereby leading to a misunderstanding.
Previous studies concerning patient information and
communication during clinical trials have shown that, while
most patients consider the information provided to them to be
easy to understand (27, 28), many patients have poor recall or
a poor understanding of oral information (29, 30). This
highlights the importance of thoroughly explaining the
possible risks and consequences of participating in any clinical
trial, especially one involving the possibility of disease
progression. Yet, the other participants did not regret
participating. In fact, several expressed that they would have
regretted not taking part and would do so again, even knowing
that they would experience recurrence. Those participants who
experienced recurrence after the discontinuation of IM
received confirmation that the daily intake of TKIs was
necessary for them to stay alive and, further, that the
experienced side-effects were a necessary price to pay for the
rest of their lives. 

Folkman (23) determined that hope can assist patients
throughout the process of diagnosis, treatment and follow-
up of an illness. Moreover, it is especially important in terms
of managing uncertainty over time for patients with, for
example, a chronic cancer (23). In the context of our study,
we reflect on the importance of hope in relation to the
process of recruiting patients. In particular, with regard to
patients who experienced few side-effects and so had less
reason to participate, we consider one of the factors that
influenced their participation to be the way in which the
involved healthcare professionals conveyed hope and the
possibility of a potential cure. Several studies have found
that hope can be enhanced via therapeutic interventions,
which can prove effective in helping patients with cancer or
another difficult prognosis. However, this is still not widely
known among physicians (31). In addition, Verbrugghe et al.
(25) stated that when healthcare professionals focus solely
on the cold medical reality and so undermine hope, they end
up losing the trust of their patients. 

Aside from conveying the patients’ experiences of
participating in this study and stopping their daily IM
treatment, one advantage of this qualitative study was to
expand clinicians’ understanding of the patient perspective
voicing individual benefits and harms when it comes to
participating in clinical trials. While quantitative research is
intended to measure and count, qualitative research is
designed to produce a large amount of textual data, with the
researcher attempting to make sense of the material through
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sorting and interpretation. Thus, a qualitative researcher
utilises analytical categories to describe and explain
phenomena (32). If applied in a well-designed research
project, qualitative methods can bolster clinical trials by
increasing user involvement and revealing new areas of
research that would otherwise remain obscured within the
bounds of strictly quantitative studies (33). In our study,
qualitative research made it possible to describe, explain and
interpret the participants’ individual experiences, as expressed
in their own words, regarding side-effects, anxiety, hope, trust
and feedback mechanisms. In this context, qualitative
research focuses on meaning and understanding, rather than
on what can be reduced to quantitative measures (33). 

The understanding of hope as a recurring theme regarding
why the patients participated in the study, endured the
uncertainty and tackled the disappointment of relapse offers
clinicians insight into participants’ motives and experiences
concerning involvement in clinical trials. In this case, the
feedback regarding how the participants experienced being
recruited and included in the study, as well as whether the
necessary information was received and understood, helped
to identify possible areas for improvement. In particular, this
is exemplified by the participant who had not perceived
participation in the study to involve the risk of liver
metastases upon recurrence. 

A disadvantage of this study is the small sample size that
may limit the generalisability of the findings. However,
qualitative research does not seek representativeness but
rather to elucidate the phenomena that the participants
experience from their own perspectives. Moreover, the
sample selection proved to be adequate in this study, as the
narratives were rich and full of nuanced examples.

In conclusion, we believe that the implementation of a
qualitative approach in clinical trials can result in a better
understanding of patients’ perspectives and, therefore, lead
to improved practice.
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