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Summary
Objective: The aim of this study was to describe and elucidate patient experiences of autonomy
in an intensive care context from a caring perspective.
Background: Patients in intensive care units (ICUs) are critically ill and in a dependent and
vulnerable position. There is thus a risk of staff taking command not only of the patients’ vital
functions but also of their decision-making.
Methods: A qualitative design was selected. Individual interviews were conducted with 11 adult
patients with an intensive care episode of two days or more at six Swedish ICUs. The data were
analysed using Inductive Content Analysis.
Findings: Patient autonomy in intensive care was shown to be ‘A trajectory towards partnership
in care depending on state of health and mutual understanding’. It was experienced through
acknowledged dependence, being recognised as a person, invited participation and becoming
a co-partner in care.
Conclusion: Patients in need of intensive care wanted to be involved in making decisions about
their care as this creates a trusting and healthy care environment. Greater awareness is required
about the ICU patient not only being a passive care recipient but also an active agent and where
involvement in decision-making and participation in care are crucial.
© 2015 Elsevier Ltd. All rights reserved.
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Implications for Clinical Practice
• Patients in the ICU could be highly dependent and at the same time independent and it is therefore important to
handle each nursing care activity in an adjusted way to ensure the patient feels included.
• Staff continuity is essential to ensure a tacit understanding that creates a good care relationship as the communicative
skills of patients in the ICU are often impaired and they rely on a continuous stream of information in order to feel
they are involved in their own care.
• Patients in need of intensive care want to be coached and pushed into activities in relation to their state of health
as this reinforces their conﬁdence in their own ability.
• Creating an ICU environment where the staff attitude is supportive and inclusive is of great importance to the patients’
potential to inﬂuence their care and recovery as they want to play an active role relative to their capacity.

Introduction
Patients in intensive care units (ICUs) are critically ill,
are often receiving life-sustaining treatment and in most
cases their admission is unexpected, unplanned and traumatic. They become highly dependent on staff and technical
equipment as their ability to perform self-care is reduced
(Lykkegaard and Delmar, 2013), thus putting them at risk of
having their autonomy challenged. Increased vulnerability
has been identiﬁed as the antecedent of patient autonomy
in a caring context (Lindberg et al., 2014), i.e. a preceding phenomenon that through a changed interdependence
and/or a need of care support challenges the potential for a
person to manage autonomy. ICU staff must be sensitive to
this vulnerability. They must be alert and develop a ‘clinical eye’, watching over the whole of the patient’s body and
not just focusing on parameters and technical equipment
(Gjengedal et al., 2013). The forced dependence on equipment has been shown to make the patient feel passive and
shut in, preventing them from performing simple actions,
such as getting out of bed or going to the toilet (Almerud
et al., 2007). This often creates a distance between the
patient and the carer as a result of technical monitoring
where the focus is on the biological body. There is therefore
a risk that ICU staff not only take command of the patient’s
vital functions but also their decision-making, leaving the
patients without control of their own body and mind.
The democratisation process in many western societies
has included a change in discourse related to the power balance between staff and patient, with a shift in favour of the
patient (Hewitt-Taylor, 2004). This is not always regarded as
positive for the patient as decision-making can be stressful
and confusing and could create a sense of unease (Pierce
and Hicks, 2001). There is a risk that healthcare professionals develop irrelevant conceptions of a patient’s ability to
be active and self-managing if they regard autonomy to be
an overarching goal of healthcare (Delmar et al., 2011). This
may leave too much in the hands of the patients and have a
possible disadvantageous effect on their dignity.
Due to medication, or for disease- or treatment-related
reasons, patients do not always have the metacognitive
capacity to make decisions about their own care (Levinsson,
2008). This dependence requires the care staff to be
‘‘standing by’’, attentive to the patient at all times and
to have the courage, willpower and knowledge to support
the patients in their attempts to achieve independence and
a sense of control (Karlsson et al., 2012). Consequently, the

caring and technological aspects of ICU care should not be
seen as separate entities, or viewed in relation to a speciﬁc
health profession, but as parts of ‘the crafting process’, balancing the many skills that are intrinsic to patient care in
a high-tech environment and working in the patients’ best
interests (Price, 2013, p. 284).
There is a lack of research in the ﬁeld of patient autonomy related to ICU care that involves the patient’s own
experiences. Patients in need of intensive care are critically
ill, the mortality rate is high and their recollection of the
time spent in the ICU is often affected (Bergbom-Engberg
et al., 1988; Capuzzo et al., 2001), all of which impede
involvement in research or the ability to reﬂect on care provision (Lykkegaard and Delmar, 2013). Other concepts, such
as empowerment, have been investigated and the results
reveal that ‘nursing maternalism’ could be an obstacle to
restoring patient control (Christensen and Hewitt-Taylor,
2007, p. 160) and that ‘strengthening and stimulating the
patient’s inherent joy of life and will to ﬁght’ could be
a prerequisite for restoring patient control (Wåhlin et al.,
2006, p. 375). Nevertheless, it has been shown that it is not
self-evident for intensive care RNs to regard the patient as
an active subject, since patient self-determination is not a
speciﬁc goal for nursing care in this high-tech environment
(Meijers and Gustafsson, 2008) even though Western healthcare is oriented more and more towards person-centred
care (Ekman et al., 2011; McCormack and McCance, 2010).
If patient autonomy is to be considered an issue in future
intensive care, where the patient is thought of as an active
agent, there is a need to address the patient’s perspective.

Aim
The aim of this study was to describe and elucidate patient
experiences of autonomy in an intensive care context from
a caring perspective.

Ethical considerations
This study was conducted in line with the ethical principles for research outlined in the Declaration of Helsinki
(World Medical Association, 2013), and was approved by
the Regional Ethical Review Board in Lund (No. 2012:343),
Sweden. The patients were given oral and written information about the study and their right to discontinue
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participation at any time. Prior to the interviews, informed
consent to participate in the study was signed and the
patients were offered the opportunity to contact the members of the research group if necessary.

Methods
A qualitative design was chosen and the point of departure
was the phenomenological tradition with a holistic understanding of human experiences (Patton, 2002). Qualitative
methods facilitate the in-depth study of issues and with
openness to data, often involving the researcher as the
instrument. The sample is generally smaller, allowing the
researcher to understand the world as viewed by the respondents (ibid.). Individual interviews were conducted in order
to reveal the very personal level of patient experiences and
feelings when being cared for in an intensive care unit.

Data collection
Settings
The study was carried out between March 2013 and April
2014 at ﬁve county hospitals in south-east Sweden (A—E).
One thoracic and ﬁve general ICUs were included. Each ward
could accommodate ﬁve or six patients, had a nurse-topatient ratio of 1:1—2 and was staffed by RNs (intensive
care specialisation is mandatory for RNs in Swedish ICUs) and
auxiliary nurses. The exception was the thoracic ICU, which
was staffed exclusively by RNs. The rooms were either single rooms with isolation facilities or multi-bed rooms (two to
four patients) with folding screens to help preserve patient
integrity. The patients were not physically restrained, were
never left alone and visitors were allowed at any time, day
or night.

Data collection process
The study was performed with assistance from intensive care
RNs, the majority of whom were linked to the intensive care
after-care service. The RNs identiﬁed the informants, provided verbal information about the study and handed over an
information letter on behalf of the researcher to avoid the
patient feeling obliged to participate. For the purposes of
short-term memory transition, the interviews took place on
the general hospital wards to which the informants had been
transferred following discharge from the ICU. The interviews
took place within the following post-ICU time ranges — 1
week (n = 7), 2 weeks (n = 1), 3 weeks (n = 1), 4 weeks (n = 1)
and 7 weeks (n = 1) — and in relation to the process of identifying informants and their health condition. The interviews
followed a guide based on the following two main openended questions:
‘‘Could you tell me about your stay at the intensive care
unit?’’
‘‘Could you tell me about the opportunity to participate
in and inﬂuence decisions about your care?’’
Additional questions and probe questions were asked
when appropriate. The length of the interviews varied from
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12 to 97 minutes (median 54) and they were recorded and
transcribed verbatim, including remarks on pauses, laughter
and so on.

Participants
Thirteen patients who met the inclusion criteria were asked
to participate in the study. They were all adults (18 years or
over) and they had an ICU care episode of two days or more,
including a need for various forms of medical technology
(indicating their dependence and the severity of their health
condition, see Table 1). They could also recall the ICU care
episode and they were oriented in terms of time and space.
Seven men and four women (n = 11) were included (dropouts n = 2, [death prior to interview n = 1; late withdrawal
n = 1]). They were aged 34—75 years (median 54.5), had an
ICU care episode of 2—28 days (n = 7), 29—56 days (n = 2),
57—84 days (n = 1), 85—112 days (n = 1), (median 10) and
a variety of admission diagnoses, mainly related to major
surgery, severe infections and/or respiratory failure. None
of the participants suffered from a chronic condition prior
to the ICU care episode and they had all been admitted to
an ICU for the ﬁrst time.

Data analysis
The analysis was carried out in accordance with the inductive approach of the content analysis model produced by
Elo and Kyngäs (2008), thus corresponding to conventional
content analysis (Hsieh and Shannon, 2005), which is often
used when existing theory or research literature is limited,
as was the case in this study. Each step in the model involving
overview reading, open coding, grouping, the use of coding sheets, categorising and abstracting the revealed data
(Fig. 1) was performed in relation to the aim of the study.
The ﬁrst two steps were performed by the ﬁrst author.
The ﬁrst and second authors then worked together on the
remaining parts of the analysis. Finally, to avoid bias, the
last author validated the analysis by reading all the interviews and checking the categorisation and interpretation of
the texts.

Findings
Patient experiences of autonomy in intensive care were
shown as ‘‘A trajectory towards partnership in care depending on state of health and mutual understanding’’. The
ﬁndings showed that this partnership begins with acknowledgement of the patient’s dependence, and ends with
the patient becoming a co-partner in care. The partnership was experienced as varying between different states
of dependence and independence and was guided by the
patient’s return to health. This return could change rapidly,
and quite often unexpectedly, thus causing a setback or a
step forward in the recovery process. The different states
of autonomy could also overlap and in a way that the
patient could be in more than one of the states at the
same time and that the recovery process could lead to
increased capacity related to certain nursing care procedures but not to others. In the presentation of the ﬁndings,

Patient experiences of autonomy in intensive care
Table 1
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Technical equipment used (A—H) for each of the informants (1—11).*

Patient No.

VentilatorA

NIVB

Iv infusion
pumpsC

MonitoringD

Enteral feeding
pumpE

1
2
3
4
5
6
7
8
9
10
11

Aa
Aa

Ba

CIab
CIab
CIabc
CIab
CIab
CIab
CIab
CIIab

Dabcf
Dabcf
Dabcf
Dabcef
Dabcf
Dabcf
Dabcdf
Dacf
Dacf
Dabcf
Dabcf

Ea
Ea

Bb
Aab
Aab
Aab
A

a

Bac
Bb

Iabc

C
CIab

Ea
Eab
Ea
Ea

Epidural analgesia
pumpF

VAC pumpG

DialysisH

F
F
F
G
Ha
F

G

* Information obtained from RNs.
Clariﬁcation of purpose and/or equipment used:
A Endotracheal tubea , tracheostomy tubeb .
B CPAP (continuous positive airway pressure)a , NIPPV (non-invasive positive pressure ventilation)b , Oxyﬂowc .
C CVC (central venous catheter)I , Port-à-CathII , medicationa , nutritionb , blood transfusionc .
D ECGa , CVPb , Artery cannulac , PA catheterd , Intra-abdominal pressuree , Pulse oximetryf .
E Feeding tubea , PEG (percutaneous endoscopic gastrostomy)b .
F Epidural catheter.
G Vacuum-assisted closure.
H Intermittent haemodialysis.

the sub-categories (see Fig. 2) are interwoven in the overall presentation of the generic categories. To safeguard the
anonymity of the quoted informants, the patients are named
1—11 (in accordance with Table 1) and the hospitals are
designated A—E.

Acknowledged dependence
‘‘In the beginning I was so sick. I felt grateful that there
was someone to make the decisions for me! Waking up in
the morning and being shaved, we bathed . . . I mean, it
was incredibly nice. And, I felt that it was part of . . . my
recovery.’’ (A2)

Figure 1

Due to a lack of experience and knowledge about being
critically ill, as well as a lack of strength, the ICU patients
often had limited interest in exercising autonomy. They did
not feel vulnerable despite their condition as they felt a
sense of safety and gratitude for being able to put their
power into someone else’s hands. They wanted to be able
to ask for help and thus enjoyed acknowledged dependence.
The patients experienced the technical aspect of care as
normal, a necessity and a source of security, which were
non-negotiable in this life-saving environment. They could
not and did not want to interfere with the technologyrelated procedures and, as the staff were always close by,
the patients handed over responsibility to those who had
the knowledge and experience, i.e. the specialists. The difference in the level of attainment created docility and the

The analysis process — overview.
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A trajectory towards partnership in care
depending on state of health and mutual understanding

Acknowledged
dependence

Being recognised as a
person

Invited
participation

Becoming a co-partner
in care

Feeling trust

Being noticed

Being
encouraged

Participation
in decisionmaking

Surrendering

Being asked

Being invited
to initiate care
activities

Exerting an
active
influence on
care

Losing
control

Being listened
to

Being part of
the care
relationship

Accepting
dependence

Being shown
respect

Experiencing
independence

Taking
personal
responsibility

Being given
information

Figure 2

Overview of the ﬁndings; main category, generic categories and subcategories.

patients felt conﬁdent that the staff members were doing
their very best:
‘‘. . . in the ICU . . . it was never an issue for me to have
views on (care decisions) . . . I realised that they (the staff)
were doing things that were necessary.’’ (C11)
The patients’ poor state of health caused them to surrender things that they usually controlled, such as their
insulin doses and injections. At the beginning of the intensive care period in particular, most of the patients suffered
from impaired cognition and for that reason they put themselves in the hands of the staff:
‘‘. . . I didn’t think of anything. No. I put up with it. . . I just
let them decide . . . I wasn’t really aware of what they did
at ﬁrst . . . No.’’ (C5)
The patients’ physical limitations, such as swollen hands,
being connected to a ventilator or suffering from paralysis, sometimes led to a feeling of resignation as their
strength was poor and the effort was too great. Despite
explanations by the staff and their comforting conduct, the
patients felt a loss of control in this unfamiliar environment.
They were being monitored constantly and they sometimes
became nervous because of the wires and tubes surrounding
them. Their dependence was partial or total and they found
themselves in the hands of others, dependent on both the
technology and the staff, and at times this scared them.
‘‘No, but I was very dependent, especially on the ventilator. It was my lifeline . . ./. . . I was grateful for it after
having . . . traumatically experienced, little by little, the
loss of breathing . . . Finally . . . you sort of die, before

you are connected . . ./. . . scared to death that something would happen to it (the ventilator) . . . and I was
also scared that they . . . would leave me . . . At the beginning I was very scared when I couldn’t see or hear the
nurses.’’ (D8)
Being critically ill created passivity and very often the
patients accepted being persuaded as they relied on the
staff’s professional knowledge. Patients with long periods of
ICU care freely accepted being dependent. They said that
they learned to put aside their control as a way of handling
their vulnerable health condition, which had become their
everyday life situation.

Being recognised as a person
The attitude of the staff caused the ICU patients to feel
conﬁrmed and sometimes unique. They wanted to be cared
for as individuals, including the need to be noticed.
‘‘Well, they did have more time. . . they have more staff
. . ./. . . in my room there were two beds, but at times I
was there on my own, and then all the attention was on
me, so that was just perfect.’’ (E9)
They also wanted to be asked for their opinion, as being
consulted helped them to participate in nursing care decisions:
‘‘And then the staff ask you questions all the time. How
you feel. If it is good in this way or that, or if you want
it another way, and all the time you can say what you
think.’’ (A3)

Patient experiences of autonomy in intensive care
The patients had also experienced situations where there
was no discussion and where they were treated as objects.
Their interpretation of these situations was that the staff
were acting rationally and were used to caring for heavily
sedated patients. This reduced the patients’ comfort and
conﬁdence. At the same time, they assumed that in certain
situations, i.e. caring for the critically ill, the staff needed
to override the patients: ‘‘. . . a lot of things are done routinely, it’s second nature. That’s what I think. . . . they know
best. After all it is their profession.’’ (D8). The patients
felt a sense of participation when they were listened to.
The more their communicative skills increased, from simple mimic to direct speech, the more the patients felt that
their will was being taken into account: ‘‘. . . they listened
to me. . . It was important.’’ (A1). The sensitivity of the
staff, found more frequently among the younger RNs, helped
them to work up the courage to express their wishes, which
could take the form of having the pace adjusted to their
strength when getting out of bed or a non-verbal expression of pain being heeded. There were also experiences of
not being listened to, e.g. in relation to a reduction in pain
management when they had not consented to a reduction.
At the time there was a sense of being bypassed but after
they had recovered they had a feeling of acceptance and
gratitude for not becoming addicted to opium. Sometimes
new dependences arose as a result of the recovery process,
requiring the staff to be attentive in a different way than
before:
‘‘When they removed my urinary catheter, it was a little
chaotic./And I didn’t really make it all the way . . . but I
was not offended or anything but I did say that they had
to hurry up because I couldn’t make it much further.’’
(A2)
In some situations, as in the case of personal hygiene,
patients felt exposed and wanted respectful treatment and
not, as some patients had experienced, insulting, impersonal treatment with the RNs standing in the room talking
not with the person concerned but about him. At times they
needed some privacy with their partner or family and it was
appreciated when this need was respected and arranged
well by the staff. The patients were in most cases unfamiliar
with the ICU setting. When they were not able to talk or did
not have enough knowledge or strength to ask questions, it
was extremely important for the patients to be given information continuously. Sometimes it became a monologue,
with explanations, which the patient had to adjust to as
they were not able to give their consent although they often
found this to be sufﬁcient to acquire a feeling of participation. Among the narratives, a traumatic situation, related
to not being given information, arose and caused a sense of
violation on the part of the patient in question.
‘‘It was actually a doctor who did something bad . . . with
the best of intentions. They wanted to see if I could
breathe unaided, so they reset the ventilator . . . without
telling me . . . or the staff and they then left the room.
After a minute or two I began to panic and the staff didn’t
understand a thing until they realised that the ventilator had been reset. First I was afraid and then I became
angry, realising what had happened. It was a tremendous
violation.’’ (D8)
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Invited participation
The ICU patients felt that they were trusted by the staff
and that they were expected to be a party in their own
care. There was always room for questions, which created
a trusting atmosphere and this encouraged the patient’s
participation in the decision-making process. They were
coached and pushed into trying different activities, which
gave them conﬁdence in their own ability.
‘‘They were so good at it, trying all the time to push me
. . . To see if I could move myself a little bit in bed . . .
small things that made . . . It was a step forward every
time you managed . . . Then you grew — this went really
well.’’ (B4)
As their health improved and they became less dependent, the patients felt greater strength and motivation to
take the lead regarding activities such as getting out of bed.
They felt that they wanted to be of help, initially by telling
the staff how they wanted to be positioned in bed, and later
on they tried to assist by moving themselves, even if they
could not do so fully. At times they had an immediate feeling
of both dependence and independence:
‘‘Well, I could turn myself in bed as I wanted to, but I
couldn’t go to the toilet because I still had the urinary
catheter as they were measuring how much . . . because I
had infusions, you know.’’ (C5)
When they were being weaned off the ventilator, the
patients’ fear diminished as they became more and more
independent and from time to time they were able to cope
without the technology, thus increasing their ability to initiate nursing care activities. Although they were still unable to
act entirely on their own, they sensed that they were being
encouraged to be a part of the care relationship, which they
felt was important for their self-esteem and to activate the
brain. The patients found the atmosphere inviting, as if they
existed in a ‘philosophy of care’, characterised by mutual
understanding, interplay and consensus among staff, which
helped facilitate their move towards autonomy. Staff continuity was essential to a tacit understanding that created a
good care relationship, marked by mutual respect and working towards a common goal. To be invited to be a part of
the relationship was a prerequisite for cooperation with the
staff, with whom they wanted to get on well.
‘‘It is the staff’s attitude towards me and the environment that you experience as a patient that determine
whether you want to ‘plant yourself in the grove of
ﬂowers’ or not (The patient described the ward as a
‘grove of ﬂowers’.)/. . . if the staff’s attitude had been
the opposite. . . surely it would have turned out the same,
but I wouldn’t have felt as good and I guess neither would
they.’’ (A2)

Becoming a co-partner in care
The patients stated that the participatory aspect of making
decisions about their care was essential for their recovery,
acquiring a greater degree of control and by doing so avoiding being left to the goodwill of the staff. A common way of
being involved in the decision-making process was through
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informed consent to different nursing care activities: ‘‘. . .
it was consent, as they asked if I wanted to get rid of it
(the feeding tube) and I said yes.’’ (D8). At times, when
the patients had difﬁculty communicating their needs or
wishes, this was done by a next of kin becoming a proxy,
thus creating a sense of safety.
The ICU patients found it difﬁcult to think of participating in decision-making in terms of self-determination as they
were in a more or less constant state of dependence, and
they preferred to talk about co-determination. The better
the patient’s communication skills became the more they
felt that they could inﬂuence care, and getting to know the
staff made this easier. This inﬂuence was expressed as wishing (e.g. not using the same trolley for feeding and lower
body hygiene procedures), directing (e.g. instructing the
staff in how to decrease the pain when taking a shower), pre/post-planning (i.e. changing the relative timing of nursing
care activities and hence the planning of daily routines), or
ﬁrmly questioning/rejecting different nursing care activities (e.g. when they did not make sense or when their lack
of strength was too tangible). When it came to inﬂuencing
the technology it had to do with what, when and for how long
they were used, especially different respiratory devices:
‘‘. . . I’m tired and it is kind of hard to breathe. . . I could
say. I want the mask (CPAP) for a while. . . then, I got it.’’
(B4)
They did not assign the same level of inﬂuence to the
medical care because of the many medical considerations,
but they did let the staff know if they felt bad due to their
medication. Their gradual recovery was a precondition for
resuming command.
‘‘. . . I could also exert more inﬂuence as time passed, as I
became more and more healthy. Then it was not . . . such
an acute phase . . . as it was at the beginning. Besides
. . . I was affected less and less by strong medication and
that caused me to have . . . reason to actually . . . make
decisions and have opinions about things.’’ (D8)
As the patient was gradually weaned off the ventilator,
independence and freedom increased as the general atmosphere became more relaxed and the staff adopted a less
watchful approach. The patients regarded independence
as gaining control, for example, of their personal hygiene
and the ability to eat unaided when the feeding tube was
removed — even sweets. Other examples of gaining control
that were cited were related to the medication for patients
who were used to taking a lot of different medicines, and the
simplicity of the self-controlled pain management device
that led to a sense of freedom as they did not need to disturb the staff as often. Although the patients could be in a
very vulnerable situation they stated that their responsibility for assuming an active role in their recovery, in relation to
their capacity, was important and that they should not simply accept things passively but should also make informed
decisions. They also stated that their attitude to their personal care was an inner force behind wanting to get well and
it was an extremely important part of the recovery process.
‘‘I think that my attitude . . . is very important for my care
and I believe that . . . to recover you also need the desire
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to recover . . . you need to show them that you have . . .
You have to decide!’’ (B4)

Discussion
The patients’ state of health and level of knowledge
prevented autonomy from becoming fully extended participation. Nevertheless, the patients wanted to become
a co-partner in care but preferred to think about codetermination rather than self-determination, which has
also been shown in an earlier study of autonomy related
to patients in need of palliative care (Sahlberg-Blom et al.,
2000). The ﬁndings revealed patients’ experiences of autonomy to be a trajectory towards partnership in care, which
starts when the patients’ dependence is acknowledged by
the staff and accepted by the patients. Historically, partnership in care has not been considered evident as ‘informed
consent’ has been the primary expression of autonomy
related to medical ethics (Rendtorff and Kemp, 2000). Creating a partnership calls for mutual understanding, leaving
both parties in a state of interdependence (Lögstrup, 1992).
The interests of patients are intertwined with those of
the healthcare professionals and are discussed in terms of
patients being experts in their ﬁeld, acknowledging at least
two bodies of knowledge — that of the staff and that of
the patient (Kennedy, 2003). The former is related to professional clinical knowledge and experience, the latter to
the experiences, fears, feelings, hopes and desires of the
patients. Lögstrup (1992) refers to humans as having a will
to be respected and to share power and if a person, due
to illness, is impeded in the development of abilities and
strength, other people need to intervene without taking
away the person’s independence. Will seemed to have an
important role to play in the recovery process of the patients
in this study and in becoming a co-partner in care. The
patients talked about their will to ﬁght as an inner force for
wanting to get well. This concurs with the ﬁndings of Wåhlin
et al. (2006) regarding patient empowerment in an ICU and
a study by Alpers et al. (2012) dealing with experiences of
inner strength in critically ill patients on ventilator treatment, where factors such as ‘the wish to go on living’ and ‘to
be seen’, were shown to promote this inner strength. Nevertheless, this study showed that recognising the patient as a
person and to be noticed, asked, listened to, shown respect
and given information, are ways of assisting the vulnerable
patient on the trajectory towards partnership in care.
In contrast to the study by Almerud et al. (2007), where
clinical vigilance was experienced as marginalising and the
patient became invisible at the personal level, the part of
care involving technical equipment was found to be normal
for the patients in this study and was thus not regarded
as being a threat to their autonomy. They felt safe with
regard to the technical equipment, over which they did not
envisage exerting any personal inﬂuence, and they trusted
the staff. In another study, which examined the meaning of
being cared for in an ICU patient room, the room and space
were described, among other things, as a place of trust and
security through the interaction with staff (Olausson et al.,
2013). The life-saving technology was of paramount importance for feeling safe and trust was fundamental. These
different ways of experiencing technology in the ICU do not

Patient experiences of autonomy in intensive care
need to be exclusive, as the aims of the studies differ in
focus but still reveal the difﬁculty of balancing the numerous patient care skills in a high-tech environment (Price,
2013).
To become a co-partner in care, the patient must be
thought of as homo capax (Ricoeur, 2011), i.e. capable of
health and well-being irrespective of disease and illness
even in an environment such as an ICU. This presumption is ﬁrmly in line with the strategies underlying Health
Promoting Nursing (HPN) (WHO, 1984). In the Health Promotion Model, nursing practice involves assumptions, such as
persons having the capacity for reﬂective self-awareness,
including assessment of their own competencies, and for
interacting with both the external and interpersonal environment (Pender, 1996). In a philosophical discussion on
health and adaptedness, Pörn (1993) argues that humans
experience good health when there is a balance between
abilities, capacities and the wish to adapt, and that a person’s health is less good/the person is ill if and only if
the repertoire of adaptedness is inadequate. This deﬁnition omits the concept of disease as well as disease-oriented
views on health and opens up alternative views. HPN could
be a way of focusing on a non-traditional way of understanding patient autonomy in intensive care, regarding the
patients as being capable and having a will of their own. Further research focusing on this perspective in an ICU context
would be an interesting way of linking the values of today’s
society into a highly technological healthcare environment.

Study strength and limitations
In order to ensure variation and avoid ward- or settingdependent ﬁndings, six different ICUs at ﬁve different
hospitals were included. The patients had all experienced
ﬁrst-time admission to the ICU but formed a heterogenic
sample in terms of age, sex, admission history and length
of stay as well as medical diagnosis, which strengthens the
trustworthiness (Lincoln and Guba, 1985) of the ﬁndings with
regard to variety. The planning and gathering of data took
place alongside the selection of articles included in a study
(Lindberg et al., 2014), the aim being to identify and construct the meaning of the concept of patient autonomy in a
caring context. The extensive reading of articles related to
patient autonomy may have inﬂuenced the authors, hence
their preunderstanding. This inﬂuence could be seen as a
prerequisite for face validity and credibility (Patton, 2002),
asking probe questions during the interviews and gaining a
better understanding of how the concept might appear in
the data. However, discussions did take place among the
authors to reveal preunderstanding and thus enhance objectivity towards the analysis.

Conclusions
Patients in need of intensive care wanted to be involved
in decisions about their care as this creates a trusting and
healthy care environment. When their state of health did
not allow them to participate in the decision-making process
they wanted to be able to surrender control. When recovering, their experiences of patient autonomy were related
to different ways of co-determination, i.e. being invited to
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participate, thus leading to a partnership in care. To
enhance the autonomy of patients in intensive care there
is a need for greater awareness about the patient not only
being a passive care recipient but also being an active agent
and where involvement in decision-making and participation
in care are crucial.
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