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Abstract

Background: In the context of life-threatening illness, loss of control is argued as a source of suffering and loss of
perceived dignity, whereas having control over the dying process has been seen as a way of maintaining personal
independence. Little is known about the meaning of control from the patients’ perspectives. Thus, the aim of this
study was to explore how patients with advanced cancer understand control, in terms of underlying beliefs, attitudes,
and expectations consistent with self-efficacy, in different dimensions of their life, their iliness, and their healthcare.

Methods: We conducted semi-structured qualitative interviews using an interpretive phenomenological analysis
approach. Patients with advanced cancer from an oncology unit and a palliative care unit from Barcelona (Spain) were
recruited. The inclusion criteria were a) > 18years old; b) fluency in Spanish or Catalan; c) outpatients diagnosed with
advanced cancer; d) Eastern Cooperative Oncology Group (ECOG) between 0 and 3; e) judged by their physician or
nurse to be emotionally stable; f) considered to have control over their illness and circumstances according to their
responsible physician; and g) signed informed consent.

Results: We interviewed eight participants (ages ranged from 29 to 70years, six were female). Two themes were
identified: 1) factors that influence the perception of control, with subthemes: uncertainty about future suffering,
character traits underlying a need for control; sense of lack of care as a source of loss of control; and 2) perceiving con-
trol over an uncontrollable illness, explained by perceived control over subjective wellbeing and adjusting the focus
of control. The data allowed us to identify strategies that promote a sense of control in these patients.

Conclusions: The illness, according to the participants, was experienced as series of losses. However, attention was
often focused on areas where they continued to have control. These findings selectively reflect experiences of those
who see themselves able to effect outcomes in life, suggesting future research should address how both family mem-
bers and healthcare professionals can help to empower all patients.
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Introduction
In recent years, the commitment to person—centered
care as a clinical model has highlighted the importance
of empowering patients. As a result, strategies have been
designed so that patients are more autonomous and per-
*Correspondence: cmonforte@uic.es ceive that they have control over their environment, their
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(i.e., autonomy; dependency) and beliefs about their
influence over situations (i.e., self-efficacy; locus of
control [2]) — are important for multiple reasons.
Some studies have shown patients with advanced ill-
nesses voice a desire for control as essential to per-
sonal identity and wellbeing [3], feeling needs are
met [4], preferences for care and sense of dignity [5,
6]. This may explain why a perceived loss of control
has been associated with negative outcomes includ-
ing distress related to self-perceived burden [7, 8] and
the wish to hasten death [6]. Alternatively, maintain-
ing a sense of control has been associated with posi-
tive outcomes including psychological adjustment [9],
better mental health [10], patient empowerment [11],
and treatment decision-making consistent with per-
sonal values and goals [12]. Thus, control appears as
a multidimensional construct in the literature, relevant
to multiple experiences and facets of care for patients
with advanced illness.

Although broader understandings of control [13]
and autonomy [14] in advanced illness have been
reviewed, no qualitative empirical research has
directly explored patient understandings of control.
In particular, the concept of self-efficacy is defined by
the beliefs, attitudes, and expectations derived from
experiences in effecting outcomes of life events [2].
This study, therefore, defined patient understand-
ings of control consistent with the theory of self-
efficacy — namely, thoughts that explain how people
see their influence on event outcomes in the context
of advanced illness. The aim of the present study was
to explore how patients with advanced cancer under-
stand control, in terms of underlying beliefs, attitudes,
and expectations consistent with self-efficacy, in dif-
ferent dimensions of their life, their illness, and their
healthcare.
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Methods

Participants

We recruited advanced cancer patients from the pallia-
tive care outpatient clinic of a cancer center and from a
general hospital with specialty in oncology and palliative
care, both public hospitals, located in the metropolitan
area of Barcelona, which primarily serve as a reference
for the working middle class population. We included
participants from two different hospitals in order to
obtain a larger sample for our study.

Inclusion criteria were: a)>18years old; b) fluency
in Spanish or Catalan; c) outpatients diagnosed with
advanced cancer (as defined by the American Society of
Clinical Oncology [15]); d) Eastern Cooperative Oncol-
ogy Group (ECOG) between 0 and 3; e) considered to
have control over their illness and circumstances accord-
ing to their responsible physician (we defined “strong
sense of control” by using self-efficacy as a proxy of con-
trol). We used the General Self-efficacy scale items in
order to define the profile of the eligible participants);
f) signed informed consent; and g) judged by their phy-
sician or nurse to be emotionally stable to participate in
the study. Specifically, they had no symptoms consistent
with clinical criteria for mood disorders and could clearly
communicate the medical details of their diagnosis, their
experiences of the diagnosis and the illness.

Exclusion criteria were: a) an ongoing severe psychiat-
ric disorder, and b) cognitive impairment with score>5
on the SPMSQ [16]. The project was explained to the pal-
liative care physicians and nurses to purposively select
the most suitable informants. Physicians informed the
principal investigator (AR) of potential participants.
Eleven patients were approached. One patient died
before the interview and two patients declined due to
poor clinical status. Finally, eight individuals agreed to
participate (Table 1).

Table 1 Characteristics of the participants and length of the interview

Sex Age Neoplasm Marital status Length
of the
interview

Participant 1 M 70 Lung Married 1:05:00
Participant 2 F 54 Breast + Metastasis Divorced 0:59:03
Participant 3 M 65 Lung Married 0:39:29
Participant 4 F 68 Breast + Metastasis Single 0:52:38
Participant 5 F 45 Breast Divorced 0:45:04
Participant 6 F 29 Breast + Metastasis Partner 0:49:20
Participant 7 F 40 Liver 4+ colon; Metastasis Partner 1:18:04
Participant 8 F 56 Ovary Married 0:28:04
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Data collection

An interview guide around the key themes was designed
(Table 2). We conducted one-off semi-structured inter-
views with each participant (from January 2016 to March
2018) until data saturation was reached, indicating data,
themes and content became repetitive. During the time
interviews were carried out, there were no significant
changes to treatment and care delivery that would alter a
sense of control.

The semi-structured interview examined thoughts of
what contributed to a maintenance or loss of control, why
a sense of control was needed in their lives, and how a
sense of control promoted or interfered with adjustment
to illness and dying.

We sought the participants’ preferred moment and
location for the interview. The interviews were audio-
recorded, transcribed and analyzed. All interviews were
performed by the same researcher (AR) with no involve-
ment in these patients’ care to minimize potential bias.

Data analysis

Data was analyzed using Atlas.ti 8.0 and interpretative
phenomenological analysis (IPA), a qualitative approach
to understand individual feelings and thoughts pertaining
the phenomenon of study [17], ideal to explore individual
experiences and understandings of control for those with
advanced cancer. We used IPA with the interpretative
phenomenology approach so as to focus on interpreting
and revealing implicit meanings of their experiences or
further understanding each particular individual’s per-
ception of the phenomenon of control.

Audio-recordings were listened to and read multiple
times by the principal investigator (AR) and two other
investigators (CM, IC).

All transcriptions were read and re-read with the objec-
tive of identifying significant statements and the mean-
ings arising from those statements. At first, codes were

Table 2 Interview guide
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assigned to each of the meanings that emerged, from a
descriptive and textual level. In the readings and analyses
following to this initial descriptive reading these codes
were classified into categories as a function of conceptual
similarity. Finally, codes were grouped into subthemes
and themes. The information-rich interviews at the con-
ceptual level helped to analyze and reanalyze the less rich
interviews at this level. Although some interviews were
brief (one lasted, for example, 28 min), all of them pro-
vided valuable information regarding our objective.

The analysis was first carried out in an independ-
ent manner by the main researcher (AR). Afterwards,
two researchers reanalyzed the data, obtaining similar
categories (CM and IC). The preliminary results were
shared with all members of the team for discussion until
final results were obtained. Member checking of the data
within the research team corroborated the interpreta-
tion of the data, and no new or further themes were sug-
gested. The study was reported according to the CASP
guidelines (Additional material Table 1) [18].

Ethical approval

All methods were carried out in accordance with the
principles of the Declaration of Helsinki. This study was
approved by the ethics committees of the two hospitals
(Hospital de Bellvitge [PR216/15] and Consorci Sanitari
de Terrassa [FR_20171127]). All participants gave writ-
ten and verbal informed consent. All interviews were
anonymized and three researchers had access to tran-
scriptions (AR, CM, IC).

Personal background

AR is a PhD researcher and holds a BA in Humanities
and a Masters in Clinical research. She has conducted
several studies with qualitative methods. IC is a PhD
and psychologist with expertise in both quantitative and
qualitative methods. CM is a PhD and nurse. She has

- Some people say that a sense of control, that is having some say over circumstances and being the one to make the decisions, in the context of

illness, is important for wellbeing. Do you agree?

- Some people with your illness think about how their life would be if their iliness progresses and they think they would have little control over their

life. Have you ever thought about this?

« Some people usually achieve what they set out to do and have the capacity to cope with unexpected turns of events. Since you became ill you are

still as independent as you were before?

+ What aspects of your life do you think you have less control over now? If you have lost control over some aspects of your life, how does this affect

you?

+ How do you think you would react if due to your illness you lost control over your life? Say, for example, if you were unable to walk or depended on

others. ..

- Sometimes wanting to control circumstances is related to a fear of suffering or an uncertain future. Is this true for you or is there something else

behind it?
- Is there anything else you would like to add?
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experience in leading research projects combining differ-
ent methodologies. The different background of all three
enriched the analysis of the data. AR brought her philo-
sophical perspective, IC helped in the understanding of
the concept of control as a psychological construct, and
CM as an important feature of personalized care.

Personal biases were addressed by discussing the
emerging categories and disclosing the assumptions of
this process of conceptualization.

Results

Eight participants were included in the study, six
female. Ages ranged from 29 to 70years (Mean=53.3;
Median=55). All patients were white, five were mar-
ried or living with a partner. Two patients had lung
cancer, four had metastatic breast cancer, one had
colon cancer with liver metastasis, and one had ovar-
ian cancer. The interviews lasted from 28 to 78 minutes
(Median =50 minutes).

The analysis identified 240 codes that were grouped
into categories classified into 5 subthemes. Finally, two
themes were identified: 1) factors that influence the
perception of control, and 2) perceiving control over an
uncontrollable illness.

Factors that influence the perception of control

This theme can be understood as a framework through
which participants felt that they experienced greater or
less control. Three subthemes were identified: 1.1) uncer-
tainty about future suffering, 1.2) character traits under-
lying the need for control, 1.3) sense of lack of care as a
source of loss of control.

These subthemes explain three different ways of a loss
or gain of control that were in a sense passive, insomuch
as there was no conscious effort to employ control strate-
gies over the circumstances. In this sense, the factors that
influence the perception of control can be considered as
determined by the illness, by a way of being and by the
experience of illness within the healthcare context.

Uncertainty about future suffering

Some participants expressed that although the illness had
not currently limited them excessively; one of the biggest
concerns was uncertainty related to a future loss of inde-
pendence and control:

“What really [bis] scares me, is not death, death itself,
no, because we all have to die, you die and you don’t
realize. What scares me is ending up in a wheelchair,
having to depend on someone, that, wah - Panic!” (P2)

An unpredictable future loss of physical function, no
longer being able to do things, and the anticipation of
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pain or suffering all threatened their sense of control.
Even death was at times less feared compared with the
uncertainty of functional deterioration, causing loss of
bodily control and independence or suffering:

“Death has usually never scared me, but of course
dying... it's not death... it'’s suffering” (P4).

Character traits underlying the need for control

Participants explained their character traits that helped
them to stay in control, and positioned them to desire
or need control. Some individuals explained how per-
sonal qualities influenced the way they live and die. Par-
ticipants talked about their capacity and experiences to
overcome difficult situations at different times in their
lives and to achieve any objective they had set.

“Yes, this life has taught me a lot. And I have man-
aged to get over anything, from any complicated sit-
uation, and I have dealt with things with common
sense, as I have always believed ... and, okay ... my
children are proud of me” (P3).

They identified themselves as proactive, planners, inde-
pendent, and self-sufficient. A common characteristic was
how they sought control of their surroundings through
organizational skills. The participants explained their pre-
cise planning of schedules, diets, medical visits and moni-
toring of treatment, the use of clinical devices, etc.

“I spent several days sorting things out and I made
my list of meals [ ...] the day I stop planning, I'll no
longer be me. I am too much of a planner, yes ... I
usually get things done; I don’t set a goal ... unat-
tainable goals, right? [ ...] Now with this I've had a
very hard time, we'll see how far we can go if not, but
I'm doing my bit” (P4).

Sense of lack of care as a source of loss of control

Misdiagnosis and misinformation A missed diagnosis
at an earlier stage of their illness after visiting different
specialists, or the perception that they received inad-
equate care from their healthcare providers (insufficient
information, giving false expectations of the illness, lack
of empathy) contributed to a greater perception of a loss
of control. The following quotation reflects how some
patients received a late diagnosis and, during the process
of seeking information about their medical condition, felt
they had no control over their situation:

“Everyone said they couldn’t see anything... some of
them gave me a bit of medication or some said “that,
it's an inflammation [...] but everyone told me that I
was senselessly worrying about this” (P4).
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Negative side effect of the experience of control In some
participants, part of their suffering and experience of lack
of control over the situation was generated in the context
of the clinical care and as a consequence or side effect of
a medical intervention.

Difficult experiences or poor outcomes with treatments,
interventions, different medical devices, or experiencing
vulnerability due to hospitalization, all conveyed a sense
of losing control.

In this quotation, it can be seen how inadequate treat-
ment from clinical staff and an inadequate hospital envi-
ronment for the patient’s needs contributed to a loss of
control:

“[The nurse] put me in an armchair; this is all very painful
for me. When I was in that armchair, which was old, my
arm hurt ... it hurt because I was in a bad position and
she left me waiting there for an hour because she made a
mistake and put another woman in my chair [ ...] And I
was waiting and waiting... [I said] “Look, you know what?
I have a lot of pain and there is something wrong with
this chair” [Their response] “So, [ ...] make a complaint to
the [local Government]” (P4).

Another source of a sense of loss of control was the real-
ity of depending on medical devices (e.g. catheteriza-
tion, colostomy bags, etc.). Those patients described this
dependency in terms of “limiting my life” and suffering:

“Everything that wasn't the treatment, has been the
bloody port-a-cath. Pissed off with that... that device
here. That was what I felt was limiting my life” (P5).

This experience was even worse when the patients did
not know in advance the consequences of the treatment
or of the intervention.

Perceiving control over an uncontrollable iliness

The second theme encompassed domains in life that
patients’ felt were under their control, beyond their con-
trol or both, depending on the circumstances. Patients
recognized domains under their control, beyond their
control, and a gray area where sometimes they could
achieve control, as it related to interactions with oth-
ers. Circumstances that they took under their control
contributed to their subjective wellbeing whereas rec-
ognizing circumstances beyond their control contrib-
uted to coping strategies. Depending on their perceived
control over others, patients could achieve autonomy
or expressed a desire to not make others suffer. Two
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subthemes emerged: 2.1) perceived control over subjec-
tive wellbeing, and 2.2) adjusting the focus of control.

Perceived control over subjective wellbeing

The interviews revealed the relationship between main-
taining control over the situation, being able to make
choices about their lives, about treatments and to pro-
mote personal wellbeing.

Taking care of themselves through diet and physical
exercise, receiving a response from professionals that
adapted to their needs, receiving adequate information
about medical treatments or having “tied up loose ends
with advanced directives’, as commented one participant,
contributed to personal wellbeing and maintenance of
their sense of control:

“Taking care of your food is a kind of control [ ...]
because it gives you a feeling that you're taking care
of yourself and that you're helping to improve your
health when you get treatment. Not only through
medications, but also that you're also taking care
of your body. Another thing that's important for
me, not just because I have a good time and I enjoy
sports. It’s another way to say... feel healthy, all
things considered!” (P7).

As long as patients exerted dominance over signifi-
cant areas of their lives, they felt that “my life continues
to be in my hands’, a sentiment expressed by seven par-
ticipants. The awareness of controlling highlighted that
certain realities that were uncontrollable could be distin-
guished (the fact of having an illness) from those around
which they could have a margin of control.

Adjusting the focus of control

Participants referenced strategies they had developed
to manage their experience of illness, in particular
related to strategies that could help them to facili-
tate the process of acceptation and adaptation within
the course of the illness. Deploying these strategies
to recognize where they could and could not control
their current lives occurred both at a personal and
interpersonal level.

Personal level a) Living in the present. The inability to
make plans for the future resulted in many attesting that
the illness had helped them focus on the present. For
some, living 1 day at a time was viewed as a form of con-
trol over the only thing really in their hands:

“I plan small things that I'm interested in doing but
I don’t plan the future... because then Id worry now
and later and [...] it’s not in my power to change the
course of events” (P4).
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“What are you going to be worrying about? It's just
that, it's absurd. If you are here today, and tomor-
row you don’t know where you are [...] Friday they
will have the results, and that’s that. But still, at the
moment I don’t put myself in that situation, I have
to stay more in the now so I don’t lose it if I go. I see it
that way” (P5).

Related to living in the present was understanding life as
a gift. Going through difficult situations throughout the
illness led some participants to value the present and
enjoy even temporary wellbeing in contrast with experi-
ences of suffering either from the past or anticipated for
the future.

“In the end, you have to view it [life] as a privilege.
And basically, if it weren't for the fact that motiva-
tion doesn’t have any privilege, it is. To be able to go
to Plugues de la Selva [the forest] from el Montseny
[great distances] and take a mind-boggling bike ride
and see hermitages and I don’t know where there is
no one, because it’s a gift” (P7).

b) Adapting to the distinct phases of the illness. The
experience of having overcome challenges of their illness
revealed a capacity for adaptation in each moment. One
of the patients explained how it seemed they could not
stand wearing a colostomy bag, however, when there was
no longer an alternative, she was not only able to accept
it, but to live as though it was not there. Some patients
referred to this as “having surpassed the limits that I
didn’t believe I had”:

“You overcome lots of things; if theyd told me every-
thing I've been through, and that now Id be here |...]
Id have said that I wouldn’t overcome all of this, 1
wouldn’t be able to” (P8).

“Yes, yes, that’s it ... like a movie. And well, I was
seeing myself, my life, I was seeing it as one of those
movies. And I said, yikes, but what is happening
to me? You know, my hair is falling out! But there
comes a time for everything, it’s true eh, one sees that
you never get used to it, but you adapt” (P2).

Three participants expressed this idea by highlighting
some inconsistency between their expected reactions,
and actual actions when the time came: “When the
moment comes, you act in a totally different way than
what you said previously” (P5).

Another form of channeling the need for control was
through the creation of comfort zones, where that person
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felt most safe and secure. One patient mentioned that away
from this comfort zone she felt afraid and insecure so that
there was a greater need to remain among surroundings she
could control to avoid suffering and distress.

¢) Acceptance of what cannot be changed. Living through
the illness process meant learning to put life events into
perspective and accept (some) circumstances that cannot
be controlled:

‘I think in the long run I would end up accepting,
because that’s what it is; there are people who have
struggled with having not even a limb in their body,
and have become very strong people. I say, why not
me, if I maybe lose just one thing? Because I remem-
ber that there is an actor who is a professional swim-
mer and has no limbs;... if that person manages to do
that... I haven't lost that much either;, you know?” (P6).

“You really relativize everything, and when you hear
something that makes you say: oh, that’s problem-
atic; you say: well, it will get sorted, if it doesn’t sort
itself out one way it will get sorted another way, and
if it doesn’t get sorted then it’s not sorted” (P8).

Some individuals were aware they could choose their
attitude towards coping; whether negative responses,
wondering why they became ill, or focusing on every-
thing they could still do.

All participants indicated there were aspects over which
they lost control (or never had control), but was not neces-
sarily experienced as negative, as long as they were able to
generate coping strategies without affecting their core val-
ues. The patients referenced the progressive deterioration
from the illness and activities they could no longer engage
in. For those who considered autonomy as a defining aspect
of their identity, the thought of not making their own deci-
sions or depending on others was very difficult to cope with
and, for one participant, even unacceptable.

“My mother has a very good friend who is a doctor
[...] and I've told her that if at any time I'm in a bad
way [...], I prepare myself with all the pain medica-
tion I have, and she’ll make me a good night cocktail
and that’s that [...] But they won’t make me suffer
and above all ... [...] And also, so look, in the end it is
the last act of control and I think that’s how it should
be. Tell your doctor: ‘Look, don’t worry, okay. So you
know, the thing is I can see all your efforts and eve-
rything, and it doesn’t motivate me anymore, you
know?”” (P7).



Rodriguez-Prat et al. BMC Palliative Care (2022) 21:97

Interpersonal level a) Empowering sense of control
through the family. Some losses were not experienced
negatively, such as the inclusion of loved ones in the care
process. Depending on care from others was experienced
as a mutual agreement where patients continued to have
(albeit limited or diminishing) control. They allowed
themselves to be cared for and experienced that help as
an extension of their will and control:

“Maybe a time will come when maybe it won’t bother
me so much that someone close to me helps me to
control things. That won'’t bother me” (P4,).

Some recognized that others helped them exercise
greater control over the situation:

“I believe that my life is still in my hands. The thing
is... I depend more on the people around me to
achieve my goals [...]. But hey, it’s always up to me
if  want to accept people’s control over me [...] Obvi-
ously I need people to help me, [...] but I'm the one
who decides to do one thing or another, and they
cannot make me do what others want” (P6).

Also, the family was viewed as an important source of
care and help:

‘I have had my moments, obviously, where really
bad things have happened, but well, I have fam-
ily where everyone comes together, and they help
and... lucky to have them. The family does a lot;
my husband, children, I still have parents, siblings.
Everyone... I want to say everyone... I want to say...
they've always been there for me” (P8).

b) Desire not to add to the suffering of others. All par-
ticipants expressed concern contributing to the suffering
of others, perceiving themselves unable to control their
impact on or burden to others.

“And it pisses me off that my family, my husband, my
kids, or whatever, have to be looking after me, and
they have to stop their lives because of me. Let’s face
it... if it’s a week, it's worth a fortnight. But if not...
no, I don’t want to be a burden to anyone, and I
think everyone around me sees that pretty clearly;
except the parents, which is pretty normal. But the
rest do” (P8).

Three interviewees experienced caring for a sick relative.
This prior experience convinced them they had to pro-
tect loved ones from suffering. One patient said she could
deal with the illness, but it seemed unfair that her son
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had to bear any burden also. Another common issue was
the inability to control what would happen to their family
and loved ones after their death, as participant 1 stated:

“It’s not that I'm worried about dying, as it were. I
am more worried about [bis] her [his wife], how
she’ll be. Her, my relatives, my friends who care
about me, who love me; well... I'm more worried
about that than me” (P1).

Another participant mentioned she asked her relatives
not to accompany her to the doctor because she knew
that without them she was freer to express her emotions.

Discussion

This study explores patient understandings of control as
a multidimensional construct in the context of advanced
cancer. Our analysis includes various aspects in the
understanding of control: physical (loss of functional-
ity and independence), psychological (coping strategies),
and social (relational autonomy)). From this perspective,
control can be flexibly defined according to the many
meanings to patients influenced by the self — the level
of involvement in self-management of their illness or a
self-awareness of their responses to distressing events —
and by others — the level to which they perceive others
support and acknowledge their concerns or are allowed
to contribute to their care. This is especially relevant to
understanding control under conceptual frameworks
such as self-efficacy. Self-efficacy reflects beliefs in a
personal ability to effect outcomes in the environment
that determine how patients adapt to terminal illness.
Although the relationship of self-efficacy to illness has
primarily focused on sustained efforts to make lifestyle
changes or manage symptoms [19], these findings pro-
vide new knowledge of how patients adapt with transient
and flexible strategies to approach the challenge of end of
life. Here, we expand on how our findings may be appli-
cable to patient self-care, wellbeing, as well clinical prac-
tice. The first theme, factors that influence the perception
of control, showed the concept of control is context-
dependent [20]. The contextual framework marked by
the state of the illness, the disposition of the patient and
their previous experiences can be considered antecedents
that influence the experience of control when living with
advanced illness [21].

The uncertainty about future suffering, consistent
with previous research [22], was feared and viewed as a
threat to control for the majority of patients, marked by
anticipating the future impact on physical functioning
and further deterioration. Thoughts and fears about the
consequences of their illness combined with managing
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their emotional response is consistent with self-regula-
tion in response to appraisal of health threats [23], which
also underlies theoretical response styles to uncertainty
[24]. However, these findings offer novel insight beyond
what influences uncertainty in illness, but also why it is
related to control. Patients here acknowledge that they
still plan for their future based on knowledge of their
past self. Although this past knowledge informed how
they could achieve a sense of control in daily life, it is now
challenged by the unknown factors related to their illness
that they neither can nor want to plan for. From this per-
spective, perceived control arises when outcomes can be
predicted from the past and any information inconsistent
with that past leads to perceived loss of control.

Patients’ interactions with medical staff and treatments
contributed to a perceived loss of control. Some authors
[25, 26] have stressed that the social and material envi-
ronment can threat the autonomy of patients. The con-
cept of self-efficacy (often equated to a sense of personal
control) reflects perceived control over the self and social
environment [27], revealing how interactions influence
personal control. Although research on control and
autonomy is often focused on the personal perception
of patients, our results underscore the importance of the
context of care. For example, encouraging a comfortable
environment can not only protect from the perception
of loss of control but also from loss of dignity [28]. Car-
ing not only relates to treatment but also highlights the
importance of effective communication and shared deci-
sion making as highly valued aspects of care for patients
at the end of their life [29].

Patients also explained their subjective experiences of
illness, wellness, and a sense of ‘normality; despite physi-
cal changes, deterioration for decreases in health-related
quality of life [30]. When a person evaluates their over-
all quality of life they are simultaneously assessing their
physical, functional, emotional and social state, taking
into account their expectations, goals, feelings and per-
sonal values. Our findings may highlight the importance
of remaining positive, revaluating capabilities and capac-
ity to cope with suffering, and how experiences of disease
and related symptoms could be normalized.

The second theme that was identified, perceiving con-
trol over an uncontrollable illness, pertained to areas in
which patients experienced or desired greater control.
Lavoie et al. [3] suggested that exercising autonomy
through the accomplishment of smaller daily tasks can
generate wellbeing. Participants in the current study
relatedly expressed that they could express control by
managing their smaller day-to-day meals or medications.

Coping strategies are defined as the set of mechanisms
that regulate emotions towards problem-solving [31].
This category was most prominent with a total of 118
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quotations grouped into 41 codes. Active and passive
acceptance, a positive attitude, focusing on the present
were strategies used by participants [32]. Living in the
present was among the most used strategies. Just as most
of the participants referred to fear of the future, it was
also common to pay attention to the present as the only
reality they could control [3]. The interpersonal level sub-
theme conflicts with the ideal of an autonomous and self-
sufficient individual. The predominant bioethical model,
which holds autonomy as a core value, underscores its
more relational over personal significance for human
beings. Promoting a culture of relational autonomy, which
highlights the essential and positive link from living inter-
dependently, can help to generate narratives that avoid
seeing dependence from the standpoint of guilt and bur-
den [3].

There were several methodological challenges we dealt
with throughout this study. The fact that none of their
participants experienced significant functional limita-
tions was contrary to what we previously considered: the
more physical limitations the greater experience of loss
of control. However, we found that even these limitations
became evident at the time of the interviews; participants
were able to subjectively experience a great sense of con-
trol. Maybe this can be explained by their strong self-effi-
cacy because one participant, for instance, stated that she
felt fine but died some months later. This fact was espe-
cially discussed by the research team and contrasted with
some physicians involved in the project.

Contextual representativeness

In the construction of the narratives about meaning-
making the personal control, we identify some values and
beliefs that are somewhat representative of the cultural
background of Spain. On the one hand, some partici-
pants claimed to be people with strong religious beliefs
that led them to have an accepting attitude towards the
disease and, on the other hand, it also became clear that
the family is considered an important pillar and an essen-
tial element in care [33].

Implications for practice

The analysis of coping strategies from an interpersonal
perspective helped to provide a more contextualized view
of control for patients. Advanced illness conveys a vul-
nerability inconsistent with the model of self-sufficiency,
capable of decision-making [20, 34]. Our results suggest
including others in decision-making can help avoid the
stigma of illness by supporting personal choices in life.
However, the desire to not to make others suffer was also
reported. Feeling that one is a burden is a source of suf-
fering at the end of their life [35].
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The desire for control plays a relevant role in perceived
quality of life [36]. Therefore, promoting self-care, improv-
ing communication and patient input into treatment
decisions, training both patients and family in informed
decision making, managing time and living in the present,
and favoring conversations about end-of-life concerns can
facilitate improved experiences of control [5].

Limitations

The study is limited to patients with advanced cancer from
public hospitals, limiting transferability to populations
with other illnesses or socio-economic status. Although
the validity of qualitative studies does not depend on
simple size, we had only eight participants in the current
study. The study participants were predominantly female
(6/8); most married (5/8), living in supportive environ-
ment and considered to have strong self-efficacy. Results
therefore are considered more representative of those
with greater social support, and less so for those who per-
ceive less control over their circumstances.

Through data triangulation with both the researchers
involved in this study and results published in the litera-
ture, we were able to check the consistency of our find-
ings. Nevertheless, due to the difficulty in accessing our
population and gatekeeping among professionals to pro-
tect patients from situations that can further emotional
distress, it was a challenge to obtain a greater number of
participants in our sample. The difficulties in gaining an
appropriate number of participants explain the length of
time for the fieldwork.

Conclusions

This study conceptualizes patient understandings and
experiences of control as a multidimensional construct
in the context of advanced cancer. Although the illness
was experienced as a set of losses, participants focused
on areas where control could still be maintained. These
results emphasize that family and healthcare profession-
als can contribute to empower patients.

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/512904-022-00984-7.

[ Additional file 1. }

Acknowledgements
The authors wish to thank the participants in this study for their time and shar-
ing of their experiences.

Authors’ contributions

AR, AB, CM designed the study. AR, IC, CM were involved in analysis and
interpretation of findings. AR, IC, DP, AB, JF, CM made substantial contribu-
tions to the identification of relevant literature, were involved in drafting the

Page 9 of 10

manuscript and revising it critically. All authors gave final approval to this
manuscript.

Funding
We are grateful for the support given by WeCare Chair: End-of-life care at the
Universitat Internacional de Catalunya and ALTIMA, and RecerCaixa 2015.

Availability of data and materials

Due to privacy and ethical concerns, neither the data nor the source of the
data can be made available. Those interested can contact the corresponding
author for more information.

Declarations

Ethics approval and consent to participate

This study was approved by the ethics committees of the two hospitals (Hos-
pital de Bellvitge [PR216/15] and Consorci Sanitari de Terrassa [FR_20171127]).
Prior to enrollment, we explained the objectives and procedures of this study.
All participants gave written and verbal informed consent. All interviews were
anonymized and three researchers had access to transcriptions. All methods
were carried out in accordance with the principles of the Declaration of Helsinki.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details

'Faculty of Humanities, Universitat Internacional de Catalunya, Josep Trueta
s/n, 08195 Sant Cugat del Vallés, Barcelona, Spain. 2School of Medicine

and Health Sciences, Universitat Internacional de Catalunya, Josep Trueta s/n,
08195 Sant Cugat del Vallés, Barcelona, Spain. >Palliative Care Unit, Institut
Catala d'Oncologia, Hospital Josep Trueta, Girona, Spain. “Department of Nurs-
ing, School of Medicine and Health Sciences, Universitat Internacional de
Catalunya, Josep Trueta s/n, 08195 Sant Cugat del Valles, Barcelona, Spain.

Received: 23 April 2021 Accepted: 18 May 2022
Published online: 01 June 2022

References

1. Health Foundation. Person-centred care made simple. 2016 [cited 2021
Sep 29]. Available from: https.//www.health.org.uk/sites/default/files/
PersonCentredCareMadeSimple_0.pdf

2. Bandura A. Self-efficacy: Toward a unifying theory of behavioral change.
Psychol Rev. 1977,84:191-215.

3. Lavoie M, Blondeau D, Picard-Morin J. The autonomy experience of
patients in palliative care. J Hosp Palliat Nurs. 2011;13(1):47-53.

4. Proot IM, Abu-Saad HH, ter Meulen RHJ, Goldsteen M, Spreeuwenberg C,
Widdershoven GAM. The needs of terminally il patients at home: direct-
ing one’s life, health and things related to beloved others. Palliat Med.
2004;18(1):53-61.

5. Volker DL, Kahn D, Penticuff JH. Patient control and end-of-life care part Il
The patient perspective. Oncol Nurs Forum. 2004;31(5):954-60.

6. Chochinov HM, Hack T, McClement S, Kristjanson L, Harlos M. Dig-
nity in the terminally ill: A developing empirical model. Soc Sci Med.
2002;54(3):433-43.

7. Wilson KG, Curran D, McPherson CJ. A burden to others: A com-
mon source of distress for the terminally ill. Cogn Behav Ther.
2005;34(2):115-23.

8. Rodriguez-Prat A, Balaguer A, Crespo |, Monforte-royo C. Feeling like a
burden to others and the wish to hasten death in patients with advanced
iliness: A systematic review. Bioethics. 2019;33:411-20.

9. Hirai K, SuzukiY, Tsuneto S, lkenaga M, Hosaka T, Kashiwagi T. A structural
model of the relationships among self-efficacy, psychological adjust-
ment, and physical condition in Japanese advanced cancer patients.
Psychooncology. 2002;11(3):221-9.


https://doi.org/10.1186/s12904-022-00984-7
https://doi.org/10.1186/s12904-022-00984-7
https://www.health.org.uk/sites/default/files/PersonCentredCareMadeSimple_0.pdf
https://www.health.org.uk/sites/default/files/PersonCentredCareMadeSimple_0.pdf

Rodriguez-Prat et al. BMC Palliative Care

20.
21

22.

23.

24.

25.

26.

27.

28.

29.

30.

31

32.

(2022) 21:97

Kershaw T, Ellis KR, Yoon H, Schafenacker A, Katapodi M, Northouse L. The
interdependence of advanced cancer patients’and their family caregivers’
mental health, physical health, and self-efficacy over time. Ann Behav
Med. 2015;49(6):901-11.

. Wakefield D, Bayly J, Selman LE, Firth AM, Higginson 1J, Murtagh FEM.

Patient empowerment, what does it mean for adults in the advanced
stages of a life-limiting illness: A systematic review using critical interpre-
tive synthesis. Palliat Med. 2018;32:1288-304.

Sandman L, Granger BB, Ekman |, Munthe C. Adherence, shared decision-
making and patient autonomy. Med Heal Care Philos. 2012;15(2):115-27.
Monforte-Royo C, Crespo |, Rodriguez-Prat A, Marimon F, Porta-Sales

J, Balaguer A. The role of perceived dignity and control in the wish to
hasten death among advanced cancer patients: A mediation model.
Psychooncology. 2018;27(12):2840-6.

Houska A, Loucka M. Patients’autonomy at the end of life: a critical
review. J Pain Sympt Manage. 2019;57(4):835-45.

Ferrell BR, Temel JS, Temin S, Alesi ER, Balboni TA, Basch EM, et al. Integra-
tion of palliative care into standard oncology care: American society

of clinical oncology clinical practice guideline update. J Clin Oncol.
2017;35(1):96-112.

Pfeiffer E. A short portable mental status questionnaire for the assess-
ment of organic brain deficit in elderly patients. J Am Geriatr Soc.
1975;23(10):433-41.

Smith JA, Flowers P, Larkin M. Interpretative phenomenological anlaysis.
Theory, method and research. London: SAGE Publications; 2009.

O'Brien BC, Harris 1B, Beckman TJ, Reed DA, Cook DA. Standards for report-
ing qualitative research: A synthesis of recommendations. Acad Med.
2014,89(9):1245-51.

Ebrahimi Belil F, Alhani F, Ebadi A, Kazemnejad A. Self-efficacy of people
with chronic conditions: A qualitative directed content analysis. J Clin
Med. 2018;7(11):411.

Agich GJ. Autonomy and long-term care. Oxford: Oxford University Press;
1993.

Bakitas MA. Self-Determination: Analysis of the concept and implications
for research in palliative care. Can J Nurs Res. 2005;37(2):22-49.

Etkind SN, Bristowe K, Bailey K, Selman LE, Murtagh FEM. How does
uncertainty shape patient experience in advanced iliness? A secondary
analysis of qualitative data. Palliat Med. 2017,31(2):171-80.

Leventhal H, Phillips LA, Burns E. The common-sense model of self-
regulation (CSM): A dynamic framework for understanding illness self-
management. J Behav Med. 2016;39(6):935-46.

Mishel MH. Uncertainty in illness. Image J Nurs Scholarsh.
1988;20(4):225-32.

Mars GMJ, Kempen GIJM, Widdershoven GAM, Janssen PPM, Van Eijk JTM.
Conceptualizing autonomy in the context of chronic physical illness:
Relating philosophical theories to social scientific perspectives. Health.
2008;12(3):333-48.

Mesler MA, Miller PJ. Hospice and assisted suicide: The structure and
process of an inherent dilemma. Death Stud. 2000;24(2):135-55.

Carey MP, Forsyth AD. Teaching tip sheet: Self-Efficacy. American Psycho-
logical Association. 2009. [cited 2021 Jan 5]. Available from: https://www.
apa.org/pi/aids/resources/education/self-efficacy

Enes SPD. An exploration of dignity in palliative care. Palliat Med.
2003;17(3):263-9.

Virdun C, Luckett T, Davidson PM, Phillips J. Dying in the hospital setting:
A systematic review of quantitative studies identifying the elements of
end-of-life care that patients and their families rank as being most impor-
tant. Palliat Med. 2015;29(9):774-96.

Cella DF. Quality of life: Concepts and definition. J Pain Symptom Manage.
1994;9(3):186-92.

Link LB, Robbins L, Mancuso CA, Charlson ME. How do cancer patients
who try to take control of their disease differ from those who do not? Eur
J Cancer Care. 2004;13(3):219-26.

Harrop E, Noble S, Edwards M, Sivell S, Moore B, Nelson A. Managing,
making sense of and finding meaning in advanced illness: A qualitative
exploration of the coping and wellbeing experiences of patients with
lung cancer. Sociol Heal llin. 2017;39(8):1448-64.

33.

34.

35.

36.

Page 10 of 10

Tomés-Sabado J, Villavicencio-Chavez C, Monforte-Royo C, Guerrero-Tor-
relles M, Fegg MJ, Balaguer A. What gives meaning in life to patients with
advanced cancer? A comparison between Spanish, German, and Swiss
Patients. J Pain Symptom Manage. 2015;50(6):861-6. https://doi.org/10.
1016/} jpainsymman.2015.06.015.

Goémez-Virseda C, De Maeseneer Y, Gastmans C. Relational autonomy:
What does it mean and how is it used in end-of-life care? A system-

atic review of argument-based ethics literature. BMC Medical Ethics.
2019;20(1):76. https://doi.org/10.1186/512910-019-0417-3.

Ohnsorge K, Gudat H, Rehmann-Sutter C. What a wish to die can mean:
reasons, meanings and functions of wishes to die, reported from 30
qualitative case studies of terminally ill cancer patients in palliative care.
BMC Palliat Care. 2014;13(38).

Singer PA, Bowman KW, Martin DK. Quality end-of-life care. J Eval Clin
Pract. 2000;6(1):51-61.

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



https://www.apa.org/pi/aids/resources/education/self-efficacy
https://www.apa.org/pi/aids/resources/education/self-efficacy
https://doi.org/10.1016/j.jpainsymman.2015.06.015
https://doi.org/10.1016/j.jpainsymman.2015.06.015
https://doi.org/10.1186/s12910-019-0417-3

	Control in patients with advanced cancer: an interpretative phenomenological study
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusions: 

	Introduction
	Methods
	Participants
	Data collection
	Data analysis
	Ethical approval
	Personal background

	Results
	Factors that influence the perception of control
	Uncertainty about future suffering
	Character traits underlying the need for control
	Sense of lack of care as a source of loss of control

	Perceiving control over an uncontrollable illness
	Perceived control over subjective wellbeing
	Adjusting the focus of control


	Discussion
	Contextual representativeness
	Implications for practice
	Limitations

	Conclusions
	Acknowledgements
	References


