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Patient empowerment is a multi-factorial concept and its relevance has led to a growing body of literature; despite this attention, there is still no agreement regarding the
elements that define its expression. While several studies have already investigated the
positive effect of empowerment interventions on the care process outcome, the aim
of this study is to investigate which factors can foster an empowered management of
the cancer condition from the patient’s perspective. To examine patients’ perception of
empowerment enablers, we asked for participants’ input on the role of three factors frequently cited as positively affected by empowerment: care quality, perception of direct
control and relationships within the care context, during the care process. Three focus
groups were conducted with 34 cancer patients. The results highlight the perception of
direct control on their treatment as the least valued element (2.87, SD 0.566) when compared with care quality (3.75, SD 0.649) and relational support in the care context (3.91,
SD 0.274).
Unlike traditional approaches to empowerment, patient’s expression of empowerment
does not mainly reside in the direct control of their condition as much as in an active role
within the relationship with caretakers, such as the ability to choose the doctor, the care
team or the health organisation in charge of their healthcare. Emerging aspects from this
analysis of patient’s perspective are central in order to adequately consider empowerment in the care process and to provide more effective care strategies.
Keywords: patient empowerment, quality of healthcare, patient participation
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Background
In the last decades, empowerment has gained importance in health care and its relevance has led to a growing body of literature [1]. Even
though the majority of authors agree about the importance of patient empowerment in the healthcare context, there is no unique definition
of this construct. In September 2012, the World Health Organization proposed to define empowerment as ‘a process through which people
gain greater control over decisions and actions affecting their health’ which can be obtained through skill development, access to information
and resources and influencing those factors that affect their health and well-being [2].

The empowerment process, and the expression of all its outcomes, is not something that depends solely on patient’s characteristics and strategies. The relationship with the context in which the patient faces cancer has a fundamental influence on the empowerment process and allows
its representation as a tripartite construct [4] with three dimensions: intrapersonal, interactional and behavioural. The first component takes into
account how people perceive themselves and represents their competence and ability to control the management of their condition. The second
one considers the environment that patients have to deal with during the care process. The behavioural component, finally, describes actions
taken to exert control over what is happening to them. Within this framework, in order to be empowered, patients need to achieve ‘a critical
awareness of the environment and an active engagement in it’ [5]. Since patients do not have direct control over their condition, they need to
be actively engaged to access different information sources and to relate with people involved in the care process, from caregivers, who provide
support inside and outside of the hospital context, to healthcare professionals, who are in charge of the clinical treatment.
Instead of focusing on the effects that empowerment has on the patient’s condition, both from a clinical and psychological perspective, we
aim to investigate what patients perceive as empowerment enablers from their perspective. In other words, we are going to focus on those
elements that patients see as helpful in managing their condition, instead of observing the effect that empowerment-oriented interventions
has on the care process.

The cancer patient perspective
Due to the evolution of treatments and the increase in survival rate of patients, cancer is currently considered one of the most common
chronic diseases [6]. Hence, the empowerment of cancer patients has gained considerable attention for its effect on their treatment [7–11].
Empowerment in patients with chronic diseases has shown several positive effects, such as increased patient satisfaction with care, improved
patient adherence to self-management of the treatment and better clinical outcomes [12–15]. Since several authors have already addressed
the effect that empowerment may have on the care process, to have an integrated view on this concept, we investigated which elements may
influence the development of empowerment from the patient’s perspective.
In order to investigate the elements that allow patients to efficiently manage their condition, we focused on three dimensions that are highly relevant in several framings of empowerment: the patients’ perception of the quality of care, the control they may exert over the care process and
their relationship with healthcare providers and informal caregivers [54]. The perceived quality of care is one of the areas that patients value as
responsible for their empowerment. Quality of care is a complex concept that can be evaluated both by quantitative elements, such as mortality
rates and reduction in adverse events, and qualitative measures, such as patients’ general satisfaction with the care process [16]. The adoption
of empowerment interventions in the care context showed a direct effect on the quality of care as perceived by oncological patients undergoing surgery on clinical outcomes, such as postoperative pain [17]. Moreover, several studies [18–20] also reported that empowering healthcare
professionals has a positive effect on the quality of care and, consequently, on the patients’ reported satisfaction [21].
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However, the complexity of patient empowerment and the wide scope of its effects across the care process induced several authors to investigate
the different dimensions of this construct and to develop different ways to define and describe its components. A recent review [3] of patient
empowerment found 17 different definitions and described ten possible dimensions in which it may be expressed, such as participation in clinical
decision-making, patients’ control over their condition and knowledge acquisition. These elements showed that empowerment can be framed
both as an outcome and as a process: as a process, by considering all those elements that can influence the participation in the different phases of
the care process and shift the decisional power towards the patient; as an outcome, by focusing on the results of this development. In other words,
this means that empowerment may be seen as an enabling process in which healthcare professionals cooperate with patients to help them acquire
knowledge and resources; its outcome is a patient with a greater ability to manage his/her condition and to make informed decisions (ibidem).

Still, elements other than clinical outcomes have an impact on the perceived quality of the care process. An important element that patients
value when assessing care quality is the healthcare providers’ ability to communicate clinical information [22]. Since knowledge gathering
is a crucial skill to empower patients, their access to information is strongly related to the ability of healthcare professionals to provide and
explain knowledge [23, 24]. The ability to manage their condition necessarily starts from the awareness that patients acquire both about their
condition and about the consequences of different treatment options.
The second element frequently associated with patients’ empowerment is their ability to exert control over their condition. From this perspective, it can be framed as the ability to ‘gain greater control over decisions and actions affecting their health’ [25]. From the patient
perspective, control is both an outcome of the empowerment process and an enabling factor that they perceive as fundamental in order to
feel empowered and have an active role in their care process [26]. In other words, this means that empowered patients have more control
over their condition and, on the other hand, being able to exert control over their condition enables them to be more empowered. The most
common expression of control considered in the literature is the ability to make decisions about the treatment they are undergoing, such
as the choice between different treatment options. However, patient’s control may also be expressed in several other ways, such as their
self-management after hospitalisation. In this context, patients have full control over symptoms monitoring and self-administration of pharmacological therapy, fundamental in the treatment of chronic diseases and for cancer survivors.

Finally, empowerment may also be defined as ‘a process and outcome arising from communication between healthcare professionals and
patients’ [26]. In recent years, the relationship between patients and physicians has become increasingly important [3], focusing on the
benefits of communication and cooperation with professionals in the healthcare context [15, 26, 29–32]. This interpersonal dimension of
empowerment [33] considers communication, education and the sharing of values, knowledge and power as fundamental components of the
patient–clinician relationship which fosters the process of empowerment.
Several authors [22] highlight the risk of misunderstanding the relational value of empowerment. Often, an improved compliance and adherence to the care plan are expected consequences of patient empowerment; sometimes, however, the latter can be considered the antithesis
of the first two (ibidem). Believing that a more informed patient will agree with the clinician just because he can better understand the medical reasoning underlying the decision-making process does not take into consideration that the patient’s priorities and preferences may not
be the same as the clinician’s. In this context, the empowerment-based approach on medical decision making provides a radically different
perspective when compared with the traditional approach based on compliance [33]. While in the latter approach, the patient’s role is to
be a ‘passive recipient of care’ [34], the first approach considers patients as an active part of the care process, sharing responsibilities with
healthcare professionals for the outcome of their treatment [33].
We recognised three main areas (patients’ perception of the quality of care, patients’ control over the care process and relationship with
healthcare providers and informal caregivers) as the ones that mainly rely on the patients’ perspective. We believe that information on these
areas, as reported by patients themselves, can foster a deeper understanding of those elements that can actually empower patients in the
management of their condition.
One potential technique for exploring quality of life (QoL) concerns is the use of focus group methodology. Focus groups have been described
as a useful yet underutilised research technique in health care research, yet long used in business and industry [45, 46]. Focus group interviews or discussions have proven to be quite effective in obtaining perceptions on a deﬁned area of interest in a permissive, nonthreatening
environment [47, 48]. Howard et al. [49] deﬁned focus groups as ‘a discussion in which a small group of people…under the guidance of a
moderator facilitator, discuss topics selected for investigation.’ Basch’s [50] deﬁnition of focus groups is ‘a qualitative research technique
used to obtain data about feelings and opinions of small groups of participants about a given problem, experience, service or other phenomenon’. Focus groups have been utilised in both clinical and research settings. The impetus for using focus groups in the clinical setting has
been on improving practice and quality care through consumer input [51, 52]. Several examples of the use of focus groups in research can
be identiﬁed in the literature.
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One of the less considered forms of control over their care process is the patients’ ability to choose which physician and hospital to go to in
order to receive care [27, 28]. From this perspective, patients’ expression of control affects specific clinical decisions and also broader logistical issues that may steer their preference in the selection of the care provider and, hence, may change their treatment entirely.

Methods
The conceptual framework for this study relies on the empowerment model for cancer based on the analytical themes identified in the literature and the recent review by Jorgensen et al. [35].
The main aim of this study is to investigate (1) the importance of the three main elements we provided in the patient’s management of their
condition and (2) how those elements can foster patient empowerment.

Participants
We conducted three separate focus groups with 34 cancer patients followed by European Institute of Oncology (IEO) clinicians. Both day
hospital and hospitalised patients were considered eligible to participate.

Psychologists of the psycho-oncological division informed eligible patients during the psychological support
process
Those who decided to participate were contacted by phone and randomly assigned to one of the scheduled focus groups. Participants provided signed informed consent and completed a brief initial demographic survey.

Focus group procedure
The focus group [36] sessions were conducted in the IEO centre and facilitated by two psychologists.
A moderator trained in qualitative research methods conducted the focus groups using a semi-structured interview as a guideline. Participants were introduced to the concept of empowerment as defined by the literature and were informed of the main topics of the session
(quality of care, direct control over their treatment and the relationship with the healthcare professionals) as elements of support in dealing
with the disease condition. In order to clarify and foster an open discussion, we firstly asked them to grade those elements from 1 to 5, and,
from their feedback, we prompted a discussion for each topic of the session.
Table 1. Focus group participants’ demographic, cancer and
treatment characteristics.
N (% female)

33 (97%)

Age (mean (SD); Range min–max)
Cancer type (N(%))

53 (10, 97); 30–80

Breast

21 (62%)

Ovarian

4 (11%)

Uterine

5 (15%)

Prostate

1 (3%)

Sarcoma

1 (3%)

Urogenital

1 (3%)

Bladder

1 (3%)
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A convenience sample was derived from review of records and physician’s/nurse’s referrals. All participants were recruited at the IEO, Milan,
Italy, where we also conducted the focus groups. The inclusion criteria required to be enlisted for focus group sessions were to be (1) a cancer
patient, (2) an adult (+18 years/old), (3) currently listed as a patient of the IEO (Table 1). Since we aimed to investigate patient empowerment
components, we decided to explore their perception on average without sampling for a specific condition (e.g., breast cancer).

Questions were designed to explore the experiences of patients regarding these main topics at the time of diagnosis and during treatments.
The interview guide format allowed the moderator to use probes to explore participants’ responses further while maintaining consistency
across the focus groups [37].
During the focus groups, participants were prompted to express their opinion about these areas and to provide new components that they
valued as fundamental in the management of their current condition.
At the end of the focus groups, the moderator summarised major discussion points between questions, which provided participants with an
opportunity to share any final thoughts and to clarify anything they felt was not correctly understood by the moderator. Focus groups lasted
approximately 90 minutes each. Study staff took handwritten notes during each group and sessions were audio recorded for transcription.

Analysis

Results
We conducted three focus groups with 10, 12 and 12 participants, respectively. Participants’ mean age was 54 (range: 30–89; SD: 12.57).
The vast majority of participants were female (97.06%), with the exception of one single male patient: this was due to a high participation
of patients from the breast and gynaecology cancer units. Participants were cancer patients suffering from breast (21, 61.8%), uterine (5,
14.7%), ovarian (4, 11.8%), urogenital (3, 8.8%) cancer and sarcoma (1, 2.9%).
Aim 1: What is the value given to different empowerment components?
We asked participants to rate from 1 to 5 the importance in the management of their condition of the three elements we proposed: Care
quality, perception of direct control, relationships within the care context (Figure 1). The results allowed us to observe that the perception
of direct control over their treatment was, by far, the least valued element (2.87, SD 0.566) when compared to care quality (3.75, SD 0.649)
and the support given by relationships within the care context (3.91, SD 0.274).

Figure 1. Patients’ evaluation of different elements that lead to empowerment.
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The focus group audio recordings were transcribed with all identifiers removed. Subsequently, the authors read the transcription and selected
meaningful text extracts in order to recognise the main themes addressed, using steps outlined by Strauss and Corbin [38]. First, a codebook
was developed by examining the transcripts to identify themes and create initial coding categories. Second, all the authors examined quotes
and decided to allocate each reported text piece as informative for a specific theme. Finally, initial codes were classified into broader categories and examined for emerging themes [39].

Table 2. Codes representative of specific domains for each theme.
Theme
1. Care quality

Codes
Knowledge
Competence and research advance
Communication between different healthcare professionals

2. Relationship in the care context

Therapeutic empathy
Family members support
Professional psychological support

3. Perception of direct control

Control over treatment decisions
Managing treatment schedule
Choice of the care team

From the analysis of the contents which arose during the focus group sessions, we observed that for each main theme, several aspects
emerged to describe it. Patients reported how these aspects have a direct influence on the effectiveness of their management of cancer
experience.
Each code was linked to a more general theme, as shown in Table 2.

Care quality
Participants reported three main elements that express the quality of the care process they follow: the clarity and availability of explanations
provided by the caring team, professional competence and research advancement and the amount of communication between different
healthcare professionals about each patient.

Knowledge
Patients reported that one of the most important things within the care process is the feeling of knowing and understanding what is happening to them. Participants reported that, in order to deal with this, it is fundamental that doctors take time to explain their decisions and the
consequences of those decisions in order to present an informed choice.
Knowledge is important…it’s really important …because you put yourself in the hands [of the doctor] but you don’t know, you
don’t know how to move, you just don’t know. I like my doctor because she’s always there; if I need anything I simply have to
call her
Patients often recognise that they do not have the ‘technical’ knowledge of their doctors and they recognise that it is essential for them to
stay in touch with their oncologist…
I’m ignorant, I didn’t go to college or finish high school, so if they told me things so that I could understand them more… I always
ask it blatantly… ‘I don’t get it’… until now, they have always answered…
It’s important for me to have the ability to have telephone contact with my doctor
…so that physicians can explain everything that is not clear about diagnosis and treatment.
My oncologists and I, before doing anything have always spoken, they explained to me everything and we compared our views,
I have always been sincere…
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Aim 2: What facilitates the management of cancer patients’ condition?

I have been following the therapy for 3 months and kept receiving email for all sorts of lab reports and [the doctor] told me: ‘we
are not doing the chemotherapy […] we are shifting to immunotherapy’, like that, no explanation given, nothing, zero, he just
hands me my box and says: ‘you’ll start taking these’. If he informed me, instead, if you take these you’ll have these kinds of side
effects, I can make a choice.

Competence and research advance
Another critical feature of a quality care process is the competence and research advance of the care team. In order to feel that a care process
is trustworthy, patients reported the importance of trust both in the single clinician and in the treatment protocol itself.
Research is everything, it was chemo [therapy] 2 years ago, now it’s immunotherapy (…) maybe in 2 years, who knows, a Martian
will cure you by hand imposing (…) if they lead to results
In this regard, patients report the desire to have information about the most innovative treatment plans, in a useful and quick way.
I believe that it is important to have information on more innovative care
It’s important that [clinicians] behave professionally, that people do their job with heart

Communication between different healthcare professionals
Finally, an additional element valued by patients in assessing the care quality is the level of communication between different specialists that
are in charge of the care process of each patient.
I think it is better to have a team of people that decide what is best for me [instead of a single doctor], period.
I need the certainty that the team talks, according to different shift works, so that any clinician who is currently on duty knows
my clinical history
It is very important for me to know that I can always contact the doctors who operated on me if I need them or if I have concerns
about something that is happening to me
Patients’ perception of care quality was revealed to encompass different components. The competence and ability to treat their condition
is, as expected, one of these, but along with those communication played an important role as well. Patients reported that communication
between different healthcare professionals is valued in order to feel that the whole team of care providers are working to help the patient.
Finally, a fundamental element is the ability for the staff to provide clear and adequate information to patients about their condition, the
status and planning of their treatment and the motivations that lie behind important clinical decisions.

Relationships in the care context
The most valued element in the management of the patient condition, though, is the relationship. This factor was reported to be fundamental
in three different aspects: the relationship with healthcare professionals, the assistance of family members and the ability to receive psychological support, in either an individual or group setting.

A therapeutic empathy
The most valued element, when dealing with cancer treatment, was the presence of an empathic relationship. Specifically, patients reported
the importance of a relationship with the clinician not just limited to the communication of medical information but also encompassing an
amount of ‘therapeutic empathy’ that provides a ‘humane’ interface that the patient can interact with.
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It’s important to decide your care process swiftly

It’s been a month now, she [the clinician] calls me twice or three times every week and asks me how I feel, the other [doctor]
never showed interest (…) the greatest fortune is to have a doctor [like her] to count on
The most important thing, in my opinion, is to have a relationship with the oncologist … this is the first thing, therapy comes
second … the oncologist is a clinician, but he also has to be a friend
When I talk about empathy, I don’t mean pleasantness, I refer to a therapeutic empathy so that you find a doctor that makes
you feel comfortable while discussing all the options (…) that can give you some humane support, some practical support. (…) I
believe that healthcare staff (…) should follow a common line tailored to a specific individual, for you, for me, for anyoneI
believe that is important for clinicians to be more humane with patients because not all the doctors treat you like they should.
It’s important that clinicians are available to listen to the patient’s need (…) [they] should pay attention not to humiliate, even
accidentally, the patients.
The team should have patience and comfort towards the patients

Family members’ support
Another important element of support during the care process is the close presence of family members.

Research

I managed to deal with it, to accept it, to go on… as I said, my family granted me the strength necessary
It’s hard for those who do not have a family by their side (…) it’s important to have them close

Professional psychological support
Finally, the importance of psychological support, from individual, couple and group settings—as evidenced in other studies [40]—is often
reported as necessary, especially during the hardest phases of the diagnosis and care process.
[In some moments] it would be better to have psychological support more than medical support that, in the end, tells you ‘the
CT scan is OK, the mass reduced, increased, there is a new metastasis…
I think this [group meeting] it’s a stimulus to be more involved, not that this changes anything, but to have some kind of
exchange. For instance, I meet people with my same problem
When facing a critical situation, like receiving a cancer diagnosis and undertaking treatment, the support provided by people around them is
highly valued by patients. The importance of empathy, patience and humane support from the care team was sometimes reported as even
higher than that of the therapy itself. The feeling of being listened to by clinicians is reported as necessary when facing important treatment
decisions and when information is communicated. When patients have to deal with their condition outside of the clinical context, a great
deal of importance is given to family support and to having someone who will accompany the patients in the most difficult moments, from
the communication of the disease to the burden of daily life implementation of treatments. Patients reported the importance of professional
psychological support to help them understand and overcome the emotional distress related to having cancer.

Direct control
Participants expressed opinions regarding the ability to exert direct control over two elements of their care process: clinical decision-making
and treatment management.

Perception of direct control
When expressing their opinions about direct choice of their treatment, patients presented conflicted points of view. While they valued the
ability to select between treatment options, patients also acknowledged the inability to make a complete informed decision because of their
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lack of clinical competence. Hence, their choice is necessarily influenced by the selection of options provided by the clinician. They also
expressed the importance of other people being involved in the choice more than the choice itself and claimed that they were the one who
intentionally retired from the decision in favour of the doctor’s opinion.
That was my choice because I chose it (…) and I opted for it because of the fact that you can slow the treatment down if you
are too tired
You get to a point where you are not the one who makes the decisions, it depends on what others tell you, it depends on your
condition, it depends totally on the people you meet, I mean on the doctor you meet (…) on the ability of the clinician to understand you
I asked her [the clinician], ‘what would have you done in my shoes?’ … at this point, I had to say this because I’m not able to
make a decision (…) so I trusted the clinician.
The doctor knows why I chose this or that drug, so (…) clinicians are the first who route the choice; they know that I chose this
one because I had no other choice, that he [the clinician] chose it because it was the best option. So clinicians are more aware
of us (…) none of us chose a drug choice that no one offered us, that no clinician offered us.

Managing treatment schedule
Another element that emerged about the importance of having direct control over their treatment is the ability to manage everyday life.
Patients valued the ability to choose and organise the treatment schedule according to their life rhythm.
I take the drug every day, I skip weekends, to let my body rest, it makes you sleep, so I’m glad I can take it before going to sleep
so that I can live my life outside of those 2–3 hours.
Patients’ opinions about the control of their condition were slightly different from what the literature anticipates. While control over their
disease is still an important element to help them manage their condition, the expression of this control does not focus on the clinical decision
made by clinicians. Patients reported to be aware of the lack of specific knowledge required to make important medical decisions directly and
they tend to trust their clinicians instead of controlling the direction of specific decisions. They, instead, value control when dealing with the
daily management of the treatment, especially in the follow-up of the treatment when they are back home.

Choice of the care team
When prompting patients to express their opinion about elements that helped them manage their condition, an original element emerged in
all three groups. Several participants expressed that the dimension that allowed them to perceive to have control over what was happening
to them was the awareness of having the power to choose or change the doctor, the care team or the health organisation that was taking
care of them. This ability was reported as one of the main choices completely entitled to them as patients’ choice of their caretaker since it
has a direct influence on the future of their care process.
It’s a matter of choice. The choice here is not to pick a vaccine that you simply choose the one that gives you less side effects (…)
this is completely different. The only time when I really faltered, and I opted for hearing another opinion, the [former] surgeon
told me that [the tumour] was not operable (…) and then I started to think ‘what should I do?’ since I already followed the whole
radiotherapy course. (…) but then I chose to get the operation and to seek another opinion (…) I trusted a surgeon I felt empathic
I had the feeling, when I arrived here, that if there is any chance of survival this is the place where I could get it. (…) There are
hospitals that I have been to where [I thought] ‘Ok, what have I done, I’m going to die for sure here
This commonly reported element provided insight to a dimension in which patients feel they have a direct and un-modulated control. This
choice was reported as strictly related to the other dimensions emerging during focus group sessions. Patients’ decision to change the
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At a certain point, I just stepped back, just for the sake of choice … I said I’m suffering … I won’t say, I won’t do (…) sometimes
you just lose contact with reality

healthcare staff could be due to problems related to the relationship with the clinicians or, in general, with the lack of empathy with the rest
of the staff. Other reasons to change provider of care could be related to the quality of care perceived by patients in terms of information
communication or advancement of the treatment.

Discussion
When facing cancer, being able to adopt an active stance is a fundamental element that allows patients to better manage their condition.
Empowerment, in this perspective, is often defined as an increased control over the care process in the treatment definition process. From
the clinician’s perspective, this often translates as the patients picking a treatment option among those presented by the clinician. However,
patient contributions on this topic showed that other elements in the care process enable an improved management of their condition.
Empowerment, in the wider scope of a process that enhances patient management, was revealed to encompass different elements and
actions other than medical decision making.

Relational support benefits patients in the hospital setting with health care professionals, as well as in the domestic environment with informal caregivers when patients are in charge of the self-management of their treatment, symptom monitoring and maintenance of a healthy
lifestyle.
Another important relational support valued by patients comes from professional psychological support, especially in the first phases of the
care process that may entail fears and doubts which may disorient patients and provide an obstacle to their perceived efficacy in facing their
condition [42]. The ability to receive psychological support was reported as an element that let patients perceive themselves to be considered as more than just clinical cases.
Communication within the patient–clinician relationship was also valued as an element of the quality of care. The ability to effectively inform
patients and exchange information within the care team was recognised to be as valuable as research advancement and the efficacy of the
care itself. In this perspective, a synergic and cooperative relationship with all members of staff makes patients feel part of the care process,
even though they realise the different degree of competence and education that differentiates them from clinicians.
For this reason, patients reported that their degree of control over their condition does not focus only on a direct intervention on the clinical
decisional process but implies a broader scope that begins with the choice of the care team itself. In this account, the ability to switch from
their physician who is currently taking care of them to a new team of health care professionals, that they feel more empathic and trustworthy,
makes them feel in control of their care process. Choosing who is going to make decisions for their treatment is actually the first decision
that impacts their care.
The most common definition of empowerment frames its major benefit as an enhancement of patient–clinician relationship [43]. Patient
information, though, is not a sufficient factor to guarantee cooperation with the caretaker. An informed patient may, in some cases, disagree
with the clinician’s treatment plan or decide to make tweaks and changes to the daily schedule. From this perspective, the choice to adhere
to a care plan proposed by the physician is highly influenced by the choice of the physician itself. Deciding to delegate and follow the decision
plan made by someone else does not necessarily mean that the patient is not empowered. On the contrary, it may be the consequence of a
very direct and first-hand choice regarding the care plan [29]. The evaluation that patients carry out in order to make decisions cannot rely
on a technical competence that they do not possess, but it may rely on a relational and emotional competence that allows the patient to have
information about how much they can trust the person who is making the calls for them [53]. The relationship with the clinical team could
have a modulating effect on compliance and adherence which is independent from the literacy or information level. In this perspective, the
relational and clinical level of care of the patient cannot be differentiated.
In this sense, patients consider both the quality of care and of the care relationship. Competence and the relationship taken individually do
not seem to be sufficient to predict patients’ choice of the caring team. This means that taking care only of the disease, not considering the
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The element that was most valued by the participants was the relational component of the care process. As commonly expressed in the
literature [41], this primarily translates with an empathic approach by clinicians that leaves room for patient’s doubts and worries in order
to provide a better understanding of their condition and to assess potential complications and difficulties that may emerge in the therapy
process.

patient’s preferences and emotional response, is not enough in the same way in which caring only for the relationship, avoiding the sharing
of unpleasant information, is not enough.
Thinking about empowerment just as a process aimed to increase patient’s direct control or literacy [44] does not fully consider their involvement in the care plan and cooperation with health care providers.

Limitations and future directions
Our study suffered from some important limitations that have to be considered in order to correctly understand the extent of our considerations.
Firstly, it must be considered that the sample was composed almost completely of women and the majority of the participants suffered from
breast cancer. The specificity of this sample could express the needs and perception of a specific population and this could have implications
on the generalisability of our results.

Another limitation relative to our sample is the small size. Even though the sample is reasonable for a qualitative focus-group study, the
number of people recruited influences the generalisability.
For these reasons, we think that it would be very interesting in the future to investigate patients’ perception of empowerment on a wider and
more heterogeneous sample to capture differences that could be relevant.
The other limitation that must be considered for this study is the absence of a standardised measure. In order to investigate these themes
with a greater reliability, a future direction of this study is to confirm our results adopting a quantitative approach.
Despite these limitations, our study provides an original overview of facilitators to empowerment from the patients’ perspective and may
contribute a new angle to the existing literature on patient empowerment. Future directions of our work will focus on a further exploration
of patients’ perception of empowerment in a quantitative stance and with a bigger and more balanced sample to confirm what we observed
and increase the relevance of our results.

Conclusions
Patient reporting on empowerment’s enablers provided a valuable perspective on a complex and multi-faced concept. Revising the definition
of empowerment from a non-clinical point of view stressed the importance of elements that may not always be implemented in the actual
care process.
The consistency and clarity of these results support the hypothesis that a deeper consideration of the relational needs of the patient could
lead to a better care practice and a stronger cooperation between patients and health care providers. A cooperative stance can have positive
effects in terms of self-management and compliance to the treatment plan. We think that, in order to foster actual empowerment, patients’
perspective on what and what is not is up to them has to be considered.
Future researchers should investigate with a wider sample the effect of the themes identified by patients as highly relevant in different contexts of the care process.

Acknowledgments
The authors would like to thank Ludovica Scotto M.Sc., Florance Didier Psy.D., Derna Busacchio M.Sc. and Alice Viola Giudice Psy.D, the
group of clinical psychologists who helped in recruiting the patient sample.

ecancer 2019, 13:912; www.ecancer.org; DOI: https://doi.org/10.3332/ecancer.2019.912 

11

Research

A second element that must be considered is that all participants were recruited by the psychological support service of one single institute.
The sample was recruited among people who were either receiving long-term psychological assistance or undergoing psychological assessment. People that decided to avail themselves of psychological assistance may be individuals who already value relational support within the
care process and this could have had an influence on our results.

Conflicts of interest
The authors declare that they have no conflict of interest.

Funding statement
The authors did not receive any funding for this work.

References
1. Chatzimarkakis J (2010) Why patients should be more empowered: a European perspective on lessons learned in the management of
diabetes J Diabetes Sci Technol 4(6) 1570–1573 [http://www.ncbi.nlm.nih.gov/pubmed/21129355] Date accessed 28/5/2018 https://
doi.org/10.1177/193229681000400634 PMID: 21129355 PMCID: 3005070

3. Cerezo PG, Juvé-Udina M-E, and Delgado-Hito P (2016) Concepts and measures of patient empowerment: a comprehensive review
J Sch Nurs USP 50(4) 664–671 [http:www.ee.usp.br/reeusp] Date accessed 11/05/2018
4. Zimmerman MA (1995) Psychological empowerment: issues and illustrations Am J Community Psychol 23(5) 581–599 [http://www.ncbi.
nlm.nih.gov/pubmed/8851341] Date accessed 11/05/2018 https://doi.org/10.1007/BF02506983 PMID: 8851341
5. Rappaport J (1981) In praise of paradox: a social policy of empowerment over prevention Am J Community Psychol 9(1) 1 [http://
grow.ie/wp-content/uploads/2012/03/In-Praise-of-Paradox-A-Social-Policy-of-Empowerment-Over-Prevention-.pdf] Date accessed
11/05/2018 https://doi.org/10.1007/BF00896357
6. Phillips JL and Currow DC (2010) Cancer as a chronic disease Collegian 17(2) 47–50 [http://www.ncbi.nlm.nih.gov/pubmed/20738055]
Date accessed 21/05/2018 https://doi.org/10.1016/j.colegn.2010.04.007 PMID: 20738055
7. Ganz PA and Hahn EE (2008) Implementing a survivorship care plan for patients with breast cancer J Clin Oncol 26(5) 759–767 [http://
www.ncbi.nlm.nih.gov/pubmed/18258984] Date accessed 11/05/2018 https://doi.org/10.1200/JCO.2007.14.2851 PMID: 18258984
8. Loh SY, Ong L, and Ng L-L, et al (2011) Qualitative experiences of breast cancer survivors on a self-management intervention:
2-year post-intervention Asian Pac J Cancer Prev 12(6) 1489–1495 [http://www.ncbi.nlm.nih.gov/pubmed/22126487] Date accessed
11/05/2018 PMID: 22126487
9. McCorkle R, Ercolano E, and Lazenby M, et al (2011) Self-management: enabling and empowering patients living with cancer as a
chronic illness CA Cancer J Clin 61(1) 50–62 [http://www.ncbi.nlm.nih.gov/pubmed/21205833] Date accessed 11/05/2018 https://doi.
org/10.3322/caac.20093 PMID: 21205833 PMCID: 3058905
10. Wilson K, Lydon A, and Amir Z (2013) Follow-up care in cancer: adjusting for referral targets and extending choice Heal Expect 16(1)
56–68 Date accessed 11/05/2018 https://doi.org/10.1111/j.1369-7625.2011.00691.x
11. Renzi C, Riva S, and Masiero M, et al (2016) The choice dilemma in chronic hematological conditions: why choosing is not only a medical
issue? A psycho-cognitive perspective Crit Rev Oncol Hematol 99 134–140 Date accessed 11/05/2018 https://doi.org/10.1016/j.critrevonc.2015.12.010 PMID: 26762858
12. Lorig KR and Holman HR (2003) Self-management education: history, definition, outcomes, and mechanisms Ann Behav Med 26(1)
1–7 [http://www.ncbi.nlm.nih.gov/pubmed/12867348] Date accessed 11/05/2018 https://doi.org/10.1207/S15324796ABM2601_01
PMID: 12867348

ecancer 2019, 13:912; www.ecancer.org; DOI: https://doi.org/10.3332/ecancer.2019.912 

12

Research

2. World Health Organization (2013) Health 2020: a European policy framework and strategy for the 21st century World Heal Organ 182
[http://www.euro.who.int/__data/assets/pdf_file/0011/199532/Health2020-Long.pdf] Date accessed 11/05/2018

13. Holman H and Lorig K (2004) Patient self-management: a key to effectiveness and efficiency in care of chronic disease Public Heal
Rep 119(3) 239–243 [http://www.ncbi.nlm.nih.gov/pubmed/15158102] Date accessed 11/05/2018 https://doi.org/10.1016/j.
phr.2004.04.002
14. Hibbard JH and Greene J (2013) What the evidence shows about patient activation: better health outcomes and care experiences;
fewer data on costs Health Aff 32(2) 207–214 [http://www.ncbi.nlm.nih.gov/pubmed/23381511] Date accessed 11/05/2018 https://
doi.org/10.1377/hlthaff.2012.1061
15. Jerofke T, Weiss M, and Yakusheva O (2014) Patient perceptions of patient-empowering nurse behaviours, patient activation and
functional health status in postsurgical patients with life-threatening long-term illnesses J Adv Nurs 70(6) 1310–1322 [http://www.
ncbi.nlm.nih.gov/pubmed/24847530] Date accessed 11/05/2018 https://doi.org/10.1111/jan.12286 PMID: 24847530
16. Leggat SG, Bartram T, and Casimir G, et al (2010) Nurse perceptions of the quality of patient care Heal Care Manage Rev 35(4) 355–364
[http://www.ncbi.nlm.nih.gov/pubmed/20844360] Date accessed 11/05/2018 https://doi.org/10.1097/HMR.0b013e3181e4ec55

18. Laschinger HK, Finegan J, and Shamian J, et al (2001) Impact of structural and psychological empowerment on job strain in nursing
work settings: expanding Kanter’s model J Nurs Adm 31(5) 260–272 [http://www.ncbi.nlm.nih.gov/pubmed/11388162] Date accessed
2/05/2018 https://doi.org/10.1097/00005110-200105000-00006 PMID: 11388162
19. Laschinger HK and Wong C (1999) Staff nurse empowerment and collective accountability: effect on perceived productivity and selfrated work effectiveness Nurs Econ 17(6) 308–316, 351 [http://www.ncbi.nlm.nih.gov/pubmed/10711183] Date accessed 2/05/2018
20. Scotti DJ, Harmon J, and Behson SJ (2007) Links among high-performance work environment, service quality, and customer satisfaction: an extension to the healthcare sector J Healthc Manag 52(2) 109–124 [http://www.ncbi.nlm.nih.gov/pubmed/17447538] Date
accessed 2/05/2018 https://doi.org/10.1097/00115514-200703000-00008 PMID: 17447538
21. Donahue MO, Piazza IM, and Griffin MQ, et al (2008) The relationship between nurses’ perceptions of empowerment and patient
satisfaction Appl Nurs Res 21(1) 2–7 [http://www.ncbi.nlm.nih.gov/pubmed/18226757] Date accessed 11/05/2018 https://doi.
org/10.1016/j.apnr.2007.11.001 PMID: 18226757
22. Anderson RM and Funnell MM (2010) Patient empowerment: myths and misconceptions Patient Educ Couns 79(3) 277–282 [http://
www.ncbi.nlm.nih.gov/pubmed/19682830] Date accessed 11/05/2018 https://doi.org/10.1016/j.pec.2009.07.025 PMCID: 2879465
23. Kondylakis H, Koumakis L, and Genitsaridi E, et al (2012) IEmS: a collaborative environment for patient empowerment In: 2012 IEEE
12th International Conference on Bioinformatics & Bioengineering (BIBE) pp 535–40 [http://ieeexplore.ieee.org/document/6399770/]
Date accessed 24/05/2018 https://doi.org/10.1109/BIBE.2012.6399770
24. Kondylakis H, Kazantzaki E, and Koumakis L, et al (2014) Development of interactive empowerment services in support of personalised medicine Ecancermedicalscience 8 400 [http://www.ncbi.nlm.nih.gov/pubmed/24567757] Date accessed 28/03/2018 https://
doi.org/10.3332/ecancer.2014.400 PMID: 24567757 PMCID: 3922652
25. O’Cathain A, Goode J, and Luff D, et al (2005) Does NHS direct empower patients? Soc Sci Med 61(8) 1761–1771 [http://www.ncbi.nlm.
nih.gov/pubmed/15894416] Date accessed 11/05/2018 https://doi.org/10.1016/j.socscimed.2005.03.028
26. Small N, Bower P, and Chew-Graham CA, et al (2013) Patient empowerment in long-term conditions: Development and preliminary
testing of a new measure BMC Health Serv Res 13(1) 1 [BMC Health Services Research] https://doi.org/10.1186/1472-6963-13-263
27. Saltman RB (1994) Patient choice and patient empowerment in Northern European health systems: a conceptual framework Int J Heal
Serv 24(2) 201–229 [http://www.ncbi.nlm.nih.gov/pubmed/8034390] Date accessed 11/05/2018 https://doi.org/10.2190/8WMPRR2K-ABM7-NVNH

ecancer 2019, 13:912; www.ecancer.org; DOI: https://doi.org/10.3332/ecancer.2019.912 

13

Research

17. Schmidt M, Eckardt R, and Scholtz K, et al (2015) Patient empowerment improved perioperative quality of care in cancer patients aged
≥ 65 years – a randomized controlled trial (H Bruns, ed.) PLoS One 10(9) e0137824 [http://www.ncbi.nlm.nih.gov/pubmed/26378939]
Date accessed 21/05/2018 https://doi.org/10.1371/journal.pone.0137824 PMCID: 4574984

28. Saltman RB and Figueras J (1998) Analyzing the evidence on European health care reforms Health Aff (Millwood) 17(2) 85–108 [http://
www.ncbi.nlm.nih.gov/pubmed/9558787] Date accessed 11/05/2018 https://doi.org/10.1377/hlthaff.17.2.85
29. Fumagalli LP, Radaelli G, and Lettieri E, et al (2015) Patient empowerment and its neighbours: clarifying the boundaries and their mutual
relationships Heal Policy (New York) 119(3) 384–394 [http://www.ncbi.nlm.nih.gov/pubmed/25467286] Date accessed 21/05/2018
https://doi.org/10.1016/j.healthpol.2014.10.017
30. Rodwell CM (1996) An analysis of the concept of empowerment J Adv Nurs 23(2) 305–313 Date accessed 2/05/2018 https://doi.
org/10.1111/j.1365-2648.1996.tb02672.x PMID: 8708244
31. Wentzer HS and Bygholm A (2013) Narratives of empowerment and compliance: studies of communication in online patient support
groups Int J Med Inform 82(12) e386–e394 [http://www.ncbi.nlm.nih.gov/pubmed/23523082] Date accessed 21/05/2018 https://doi.
org/10.1016/j.ijmedinf.2013.01.008 PMID: 23523082
32. Fioretti C, Mazzocco K, and Riva S, et al (2016) Research studies on patients’ illness experience using the narrative medicine approach:
a systematic review BMJ Open 6(7) e011220 [http://www.ncbi.nlm.nih.gov/pubmed/27417197] Date accessed 28/05/2018 https://
doi.org/10.1136/bmjopen-2016-011220 PMID: 27417197 PMCID: 4947803

34. Cutica I, Vie GM, and Pravettoni G (2014) Personalised medicine: the cognitive side of patients Eur J Intern Med 25(8) 685–688 Date
accessed 21/05/2018 https://doi.org/10.1016/j.ejim.2014.07.002 PMID: 25060407
35. Jørgensen CR, Thomsen TG, and Ross L, et al (2018) What facilitates “patient empowerment” in cancer patients during followup: a qualitative systematic review of the literature Qual Health Res 28(2) 292–304 Date accessed 11/05/2018 https://doi.
org/10.1177/1049732317721477
36. Stewart DW and Shamdasani PN (2014) Focus groups: theory and practice (Sage publications) [https://www.ibs.it/focus-groups-theorypractice-libro-inglese-generic-contributors/e/9781452270982] Date accessed 11/05/2018
37. Silverman D (2000) Doing qualitative research : a practical handbook (Sage Publications) p 316 [https://books.google.it/books/about/
Doing_Qualitative_Research.html?id=orAZ8N1YBbIC&redir_esc=y] Date accessed 11/05/2018
38. Strauss AL and Corbin JM (1998) Basics of qualitative research : techniques and procedures for developing grounded theory (Sage Publications) p 312
39. Neuendorf KA (2002) The content analysis guidebook (Sage Publications) p 301
40. Ruddy KJ, Greaney ML, and Sprunck-Harrild K, et al (2013) Young women with breast cancer: a focus group study of unmet needs
J Adolesc Young Adult Oncol 2(4) 153–160 [http://www.ncbi.nlm.nih.gov/pubmed/24380034] Date accessed 11/05/2018 https://doi.
org/10.1089/jayao.2013.0014 PMCID: 3869463
41. Castro EM, Van Regenmortel T, and Vanhaecht K, et al (2016) Patient empowerment, patient participation and patient-centeredness
in hospital care: a concept analysis based on a literature review Patient Educ Couns 99(12) 1923–1939 Date accessed 11/05/2018
https://doi.org/10.1016/j.pec.2016.07.026 PMID: 27450481
42. Šoštarič M and Šprah L (2004) Psychological distress and intervention in cancer patients treated with radiotherapy Radiol Oncol 38(3)
193–203
43. Jerofke TA (2013) Concept analysis of empowerment from survivor and nurse perspectives within the context of cancer survivorship
Res Theory Nurs Pract 27(3) 157–172 [http://www.ingentaconnect.com/content/springer/rtnp/2013/00000027/00000003/art00003]
Date accessed 20/08/2018 https://doi.org/10.1891/1541-6577.27.3.157

ecancer 2019, 13:912; www.ecancer.org; DOI: https://doi.org/10.3332/ecancer.2019.912 

14

Research

33. Aujoulat I, d’Hoore W, and Deccache A (2007) Patient empowerment in theory and practice: polysemy or cacophony? Patient Educ
Couns 66(1) 13–20 https://doi.org/10.1016/j.pec.2006.09.008

44. Asimakopoulou K (2007) Empowerment in the self-management of diabetes: are we ready to test assumptions? Eur Diabetes Nurs 4(3)
94–97 Date accessed 20/08/2018 https://doi.org/10.1002/edn.87
45. Goldman AE (1962) The group depth interview J marketing 26(3) 61-68
46. Reiskin H (1992) Focus groups: a useful technique for research and practice in nursing Applied nursing res 5(4) 197-201
47. Krueger RA (1988) Focus groups: a practical guide for applied research (Beverly Hills: Sage Publications, Inc)
48. Friedman EH (1990) Friedman’s fables (New York: Guilford Press)
49. Howard E, Hubelbank J, and Moore P (1989) Employer evaluation of graduates: use of the focus group Nurse educator 14(5) 38-41
50. Basch CE (1987) Focus group interview: an underutilized research technique for improving theory and practice in health education
Health education quarterly 14(4) 411-448
51. Peters DA (1993) Improving quality requires consumer input: using focus groups J Nursing Care Quality 7(2) 34-41
52. Meisenheimer JR II (1992) How do immigrants fare in the U.S. labor market? Monthly Labor Rev 115(12) 3-19 [http://wdr.doleta.gov/
research/rlib_doc.asp?docn=3684]

54. Marzorati C, Bailo L, and Mazzocco K et al (2018) Empowerment from patient’s and caregiver’s perspective in cancer care Health psychology open 5(2) 2055102918815318

ecancer 2019, 13:912; www.ecancer.org; DOI: https://doi.org/10.3332/ecancer.2019.912 

15

Research

53. Vergani L, Marton G, and Pizzoli SFM et al (2019) Mobile applications to train cognitive functions: a resource for breast cancer patients?
A systematic review JMIR mHealth uHealth 6(Preprint)

