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Patient involvement in micro-decisions in intensive care
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A B S T R A C T

Objective: The objective of this study was to explore how bedside micro-decisions were made between
conscious patients on mechanical ventilation in intensive care and their healthcare providers.
Methods: Using video recordings to collect data, we explored micro-decisions between 10 mechanically
ventilated patients and 60 providers in interactions at the bedside. We first identified the types of micro-
decisions before using an interpretative approach to analyze the decision-making processes and create
prominent themes.
Results: We identified six types of bedside micro-decisions; non-invited, substituted, guided, invited,
shared and self-determined decisions. Three themes were identified in the decision-making processes: 1)
being an observer versus a participant in treatment and care, 2) negotiating decisions about
individualized care (such as tracheal suctioning or medication),and 3) balancing empowering activities
with the need for energy restoration.
Conclusion: This study revealed that bedside decision-making processes in intensive care were
characterized by a high degree of variability between and within patients. Communication barriers
influenced patients’ ability to express their preferences. An increased understanding of how micro-
decisions occur with non-vocal patients is needed to strengthen patient participation.
Practice Implications: We advise providers to make an effort to solicit patients’ preferences when caring
for critically ill patients.
© 2020 The Authors. Published by Elsevier B.V. This is an open access article under the CC BY license

(http://creativecommons.org/licenses/by/4.0/).
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1. Introduction

Patients on mechanical ventilation in intensive care units (ICUs)
experience communication barriers due to the endotracheal tube
or tracheostomy [1–3]. Patients have described the experience of
trying to communicate without a voice as frustrating, terrifying,
[4,5] and associated with negative emotions, such as anxiety, anger
[6–9] and feeling powerless [4,10]. Current ICU clinical guidelines
[11–13] recommend that ventilated patients should be conscious,
spontaneously breathing, and mobilized as quickly as possible in a
family-engaged environment [13,14]. This has led to an increasing
number of conscious patients on mechanical ventilation.
* Corresponding author at: Lovisenberg Diaconal University College, Lovisen-
berggt 15b, 0456 Oslo, Norway.

E-mail addresses: marte-marie.karlsen@ldh.no (M.M.W. Karlsen),
happ.3@osu.edu (M.B. Happ), arnstein.finset@medisin.uio.no (A. Finset),
Kristin.Heggdal@ldh.no (K. Heggdal), Lena.heyn@ldh.no (L.G. Heyn).

https://doi.org/10.1016/j.pec.2020.04.020
0738-3991/© 2020 The Authors. Published by Elsevier B.V. This is an open access artic
Previously the norm was to use substantial amounts of sedatives,
making patients unable to communicate. There was also less focus
on early weaning from ventilation and increased physical activity,
compared to current recommendations [15–17]. A one-way
communication style dominated bedside interactions, with
healthcare providers being the most active participants [2,18]. In
a very critical phase of their lives, patients experience reduced
ability to participate in decisions about their treatment and care in
ICUs [19–21].

Intensive care treatment is complex and fraught with
ambiguity and uncertainty, [22,23] and bedside decision-making
is often based on limited information [22]. Ofstad et al. [24] define
treatment decisions as an expression from either a provider or the
patient to commit to a particular course of clinically relevant
action, implying a shared understanding of agreement and
patient consent. A decision can also be to withhold treatment
or to wait for further assessment of the situation. The American
College of Critical Care Medicine and American Thoracic Society
describes shared decision-making as “a collaborative process that
le under the CC BY license (http://creativecommons.org/licenses/by/4.0/).
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allows patients, or their surrogates, and clinicians to make
healthcare decisions together, taking into account the best
scientific evidence available, as well as the patient’s values, goals
and preferences” [23, p. 190]. Kukla [25] highlights the
complexity of making autonomous decisions, and how deci-
sion-making relies on previous history, relationships with the
providers, and normative expectations of the patient role;
therefore, they must be seen as part of a larger context. A self-
determined decision can even be to ask providers or relatives to
make the decision.

Micro-decisions [26], small-scale decisions made numerous
times a day at a patient’s bedside, are often not perceived as
treatment decisions. Micro-decisions in ICUs may relate to
mechanical ventilation (weaning attempts from ventilatory
support, use of tracheostomy speaking valve), symptom
management, mobilization, or other procedures (i.e. wound
care).

There is a paucity of knowledge regarding micro-decisions in
ICUs, compared to other decision-making [3,27], such as life-
sustaining treatment decisions. A more thorough understanding of
the interaction between patients and providers could improve
patient participation. In this study we explored how micro-
decisions were made between conscious patients on mechanical
ventilation and healthcare providers in intensive care with the
following research questions:

� What types of micro-decisions are made between patients and
healthcare providers in intensive care?

� In what ways does decision-making occur at the bedside in
intensive care?

� How are patients on mechanical ventilation engaged in decision-
making?

2. Methods

2.1. Study design, setting and data collection

A phenomenological-hermeneutical approach [28–30] was
chosen to describe and interpret the participants’ interactions
and the phenomena of micro-decisions as we observed them. This
entails moving between descriptions and interpretations towards
the content of meaning in the data collected to achieve a new and
deeper understanding of the observed interaction [28–30].
Hence, we used video recordings to collect data, enabling
repeated access to the subtle details of natural interaction [29].
It was necessary to capture non-vocal communication since
mechanically ventilated patients are unable to produce vocal
speech. The study was conducted in two ICUs at a university
hospital in Norway. The units had 10 and 11 beds, respectively.
Patients had single rooms and a nurse was always present. We
installed two surveillance cameras and two sound-recording
devices in each patient’s room in the morning and left them to run
continuously for 3–4 h. The first author stayed outside the
patients’ rooms making field notes. We collected demographic
data from each patient.

2.2. Participants

We purposively recruited patients receiving mechanical venti-
lation between 2016–2017. The inclusion criteria were patients
over the age of 18, mechanically ventilated for at least 48 h, a
Richmond Agitation and Sedation Scale [31] score of 0–2, without
diagnosed delirium for the previous 24 h, and negatively screened
for the Confusion Assessment Method for the ICU (CAM-ICU) [32]
at study enrollment. Patients were excluded if they did not speak
Norwegian, had severe visual, hearing, or cognitive deficits; or
were in end-of-life care.

2.3. Data analysis

The first author watched the videos numerous times to become
familiar with the data. The segments of the video recordings
related to micro-decisions (the series of scenes that form a distinct
narrative unit, connected by the continuity of time, where a
specific decision-making process occurs), were first identified and
transcribed. We used Ofstad et al.’s [24] definition of decisions to
identify the bedside micro-decisions. We then performed a two-
step analysis, first grouping the types of micro-decisions that
occurred and then analyzing the meaning of the decision
processes.

2.3.1. Analysis of the types of micro-decisions
We observed that decisions evolved in several ways, leading to

patients’ involvement on different levels. Each identified micro-
decision segment was therefore analyzed according to a stepwise
model for shared-decision making (initiation of dialogue, presen-
tation of options, exploration of patient preferences, and making
the decision) [33]. We also described other characteristics such as
how the communication unfolded, who was present and what
occurred in the room [29]. The situations were compared for
commonalities and differences and eventually grouped into types
of decisions. Observed non-medical micro-decisions were exclud-
ed from the analyses (i.e. morning bath or bed-positioning). This
analysis led to a typology of micro-decisions, presented in the
results. We used Mangold Interact1 16.4 to organize the visual data
[34].

2.3.2. Analysis of the micro-decision processes
The interactions between patients and the healthcare providers

were initially interpreted through naïve descriptions of what we
observed, focusing on both verbal and non-vocal actions [28–30].
We then analyzed the meaning in the interaction before creating
subthemes and themes. An example of this is displayed in Table 1.
The first author attained a deeper understanding of the written and
visual material, moving between parts of the data and the data as a
whole [30], and by watching the selected video segments
repeatedly and revising the written analysis accordingly.

The final analytic step involved a review of all the types of
micro-decisions and the themes to ensure coherence between
presentation and understanding of the data as these were two
separate analytic phases. The first and last authors watched an
entire three-hour video recording of one patient separately, and
discussed differences in their interpretations to ensure rigor and
reflection. The other authors watched numerous segments of the
micro-decisions and participated in the analysis and discussion of
findings via regular meetings. Malterud’s concept of information
power was applied to evaluate the data from our sample [35]. The
information power was considered high as the aim of the study
was specific and a considerable amount of interaction relevant to
the research questions was collected from key informants.
Saturation was reached during the analytic phase by the amount
and meaning of micro-decisions that occurred during the 30 h of
recordings [29].

2.4. Ethical considerations

The South-Eastern Regional Committees for Medical and Health
Research Ethics in Norway approved this study (2015/2012). We
performed it in accordance with the Code of Ethics of the Helsinki
Declaration [36]. Videos were stored on a digital server following
the university hospital’s regulations. Participation was voluntary,



Table 1
This is an example of a micro-decision and how the process unfolded between the provider and the patient. Each type of micro-decision we observed is identified and
transcribed in the left column. Then, we captured the essence of the observation in the next column before creating preliminary subthemes. The subthemes were then
grouped into the three themes as described in the analysis. We also documented the time the segment occurred to be able to refer to it.

Micro-decision Interaction as observed Essence of the interaction Subthemes

The need for
tracheal tube
suctioning

Patient Rebecca increases her respiratory rate and it sounds
like there is mucus in the tube. Nurse Elizabeth tells her. “I
believe we need to suction because you seem bothered by
mucus in your lungs.” Nurse Elizabeth turns on the
suctioning. “Should we go down and remove it?” She asks
this as she inserts the catheter down into the tracheostomy.
Rebecca looks down and forms words with her mouth and
starts to cough several times. “breath calmly,” Elizabeth
says. After some seconds while Rebecca breathes heavily,
Elizabeth says “Is it better, still some left? There is still some
left. Should we try once more? Regain your breath first.”
After some seconds of rest, again Elizabeth says, “Should we
try to make you cough properly and I will go down?” She
performs the suctioning. After this suctioning Rebecca
coughs several times and also spit up some mucus from her
mouth which Elizabeth removes with some paper. “There is
some left, but I think it must come gradually,” she says.

Suctioning to relieve symptoms (deciding together), but it is
still ultimately the healthcare provider’s decision

Information

01:31:00 Invitation to participate
in decisions

Decision to withdraw from performing suction
Guiding the patient
towards agreeing to the
decision

Guiding the patient towards tracheal suctioning by explicit
statements of the need for it Balancing decisions up

against one other
Decision to delay suctioning because of previous actions
and the professional’s assessment

1 The names of all the patients and providers mentioned here have been modified
to ensure confidentiality
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and the video recordings could be turned off at any time. The
patients consented non-vocally (e.g., by nodding) during their ICU-
stay. Each participating patient’s ability to understand the
information provided was systematically ensured (through the
use of CAM-ICU, assessment of communication skills and dialogue
with the nurses). Each patient was also informed orally several
times about the study. After ICU discharge, they signed a written
consent form. The nurses were asked to be sensitive to indications
from the patients to stop the recordings. The providers involved in
the care and the relatives who visited during the video recordings
received oral and written information and signed a written consent
form.

3. Results

Fourteen patients were invited, and ten agreed to participate
in the study (seven and three from respective ICUs). No provider
declined participation. A visiting relative was present in two of
the videos. In total, we collected 30 h and 23 min of video
recordings ranging from 1 h and 7 min to 3 h and 30 min per
patient.

The patients were five females and five males of European
ethnicity representing a variety of diagnoses. The mean age was
53.6 years (range: 36–72). The median length of days on
mechanical ventilation before inclusion was 20 days (range: 4–
68). The mean severity of illness score (SAPSII) was 42.0 (Standard
deviation [SD]: 13.1). More detailed patient demographics are
published elsewhere [37]. Sixty providers (29 nurses, 18 physi-
cians, 9 physiotherapists, and 4 radiographers) cared for the
patients during the video recordings. The interactions varied from
a few minutes to being present throughout the entire video
recording. Most often, physicians visited the patient once
(5–25 min), physiotherapists visited for mobilization routines
(10–40 min), radiographers visited for X-rays (5–10 min), and
nurses spent most of the time at the patients’ bedside.

3.1. Types of micro-decisions

We extracted 142 segments from the video recordings that
involved micro-decisions (5–28 segments per patient). Patients’
involvement in the decision-making was grouped into six
communicative patterns. Table 2 presents the types of decisions
and the criteria for each group as well as examples of the micro-
decisions that were made within each group.
Decisions about the same treatment or procedure unfolded in
different ways and varied from patient to patient. More than half of
the decisions we observed were non-invited decisions, meaning
the decisions were both initiated and decided by the provider,
without explicitly asking for the patient’s preference. Approxi-
mately one quarter were invited decisions meaning that the
patients were asked to express their opinion about the decision at
stake.

3.2. Bedside micro-decision-making processes

Three themes were identified after observation and further
analysis of the patients’ and healthcare providers’ interactions: 1)
being an observer versus a participant in treatment and care, 2)
negotiating decisions about individualized care, and 3) balancing
empowering activities with the need for energy restoration. The
first theme illuminates the patients’ involvement in the micro-
decisions, the second theme describes how the providers and
patients interacted to achieve some type of agreement, and the
third theme illustrates how the procedures and intense activity
were balanced with rest. The three themes are presented below
and illustrated with narrative examples, and references to types of
decision-making. Examples of types of decisions across themes are
given in appendix 1.

3.2.1. Being an observer versus a participant in treatment and care
Patients’ preferences and desires were manifested via non-

vocal techniques, such as eye gazes, forming words with their lips,
writing, grimacing, or pointing. The patients’ capability to express
desires non-vocally on one hand, and the degree to which the
provider facilitated this communication on the other, influenced
the degree of patients’ involvement in the micro-decisions. Table 3
illustrates how patient Dina1 became an observer rather than a
participant in the decision-making about the ventilator strategy.
Because the provider both initiated and made the decision, and
Dina was informed but not asked about her preferences, we
categorized this as a non-invited decision.

In other situations, the patients asked treatment-related
questions, expressed their preferences, or signaled by pointing
(e.g., back to the bed). They expressed reluctance by shaking
their heads or moving restlessly around in the bed, which we



Table 3
BEING AN OBSERVER VERSUS A PARTICIPANT IN TREATMENT AND CARE.

Patient Dina expresses that it feels heavy to breathe when the physicians assess her condition. Physician Victor asks nurse Cristian whether there have been any changes
on the ventilator, and he responds looking at the ventilator, “The pressure support and the PEEP have been the same. I raised the oxygen since she had some feeling of
dyspnea.”

Physician Victor goes over to the ventilator before he looks down at Dina and says, “I will try to make it easier for you to breathe.” After making the adjustments, he asks
her “Does it feel better?”

Dina forms “a little” with her lips and nods, still breathing heavily.
“I think the setting can be like this; it seems more important that she is comfortable than to reduce the support of the ventilator. Let’s wait until the lungs recover,” Victor
says looking at nurse Cristian. Then he turns around and repeats the same thing to Dina. She looks at him and nods slightly, Victor does not ask her any more questions
and leaves the room.

Table 2
The definitions illuminate the differences and similarities between the different types of micro-decisions observed. The last column explains the decisions being made within
each type of micro-decision more in-depth.

Types of decision-making Criteria Identified micro-decisionswithin each type of decision-making

Non-invited decisions The healthcare provider initiates and makes the decision. Patients
may receive information or ask about a specific decision, but the
provider does not solicit patient preferences or include the patient
in the (final) decision.

The use of a tracheostomy speaking valve
Treatment options (various procedures, increase/decrease medication,
changes in ventilator-settings, wound care)
The timing and type of activity during physiotherapy and mobilization
Plans to discharge from the ICU Hygienic procedures (such as
disinfection of central venous lines)
The need for tracheal suctioning

Substituted decisions The healthcare provider initiates and makes the decision, indicating
knowledge about the patient’s preferences and involving the
patient in the process via assumed consent.

Ways of performing procedures
Treatment options (i.e. increase/decrease of medication)
The use of a tracheostomy speaking valve

Guided decisions The healthcare provider initiates and proposes the decision to the
patient, as a decision that the patient would benefit from.
Preferences are not actively solicited unless the patient actively
expresses something related to the decision. The provider assumes
the patient’s consent.

Treatment options (i.e. increase/decrease medication)
The need for sleep/rest

Invited decisions The healthcare provider initiates the decision. The provider solicits
the patient’s preferences by indirectly asking for permission or
directly providing options about the decision.

Physicians treatment plan
The need for tracheal suctioning
The amount and timing of weaning attempts
The timing and type of activity during physiotherapy and mobilization

Shared decisions Either the patient or the healthcare provider may initiate the
decision. Both the patient’s preferences and the provider’s
assessment are considered, and the patient takes an active role in
the dialogue. Both agree on the final decision.

Long term plans for treatment
The amount and timing of weaning attempts and changes in ventilator-
settings
The need for tracheal suctioning
The timing and type of activity during physiotherapy and mobilization

Self-determined
decisions

The patient initiates the decision either by communicating non-
vocally using communication aids or by physically expressing
preferences/needs. The decision is carried out with the assistance of
the healthcare provider.

The need for tracheal suctioning
The amount and timing of weaning attempts
The timing and type of activity during physiotherapy and mobilization
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interpreted as a desire to become a participant rather than an
observer. Each patient’s level of involvement in decisions as
well as their overall level of involvement varied across
decisions.

3.2.2. Negotiating decisions about individualized care
Patients and providers sometimes negotiated aspects of a

micro-decision, such as the timing of procedures, who would be
present, the level of assistance, the order of steps to complete the
procedure, or whether the procedure was necessary. This was most
typically seen in invited, shared, and self-determined decisions
(appendix 1). Either the patient or the healthcare provider could
initiate a negotiating dialogue. However, the patients tended to
indicate opposition either by forming words, making gestures
showing reluctance, or shaking their heads (“no”) if they disagreed.
Patients also used subtle non-vocal signs such as facial expressions
(grimacing) or shoulder shrugs to express themselves. An example
of how negotiations unfold in this context is provided in Table 4,
where patient Raphael negotiated the duration of a nasal cannula
procedure. We categorized the situation as a self-determined
decision, as Raphael initiated the dialogue and negotiated the
timing based on his preferences.

The negotiations led to multiple pathways to manage treatment
decisions, exemplified in the various approaches to the use of
tracheostomy speaking valves. One of the patients used the
tracheostomy speaking valve extensively; however, the physician
wanted to ensure that the patient’s lungs were sufficiently
humidified. After negotiating several alternatives, they agreed
upon using another treatment option (OptiflowTM) when the
patient was resting, to provide humidity. This decision integrated
both the patient’s desire to communicate and the physician’s
professional judgment. Another patient expressed feeling anxious
using the tracheostomy speaking valve, therefore, she only used it
for brief periods. These tailored and shared decisions showed that
treatment decisions were adjusted to each patient’s needs and
preferences.

Raphael made self-determined decisions, as well as being
invited into the decision-making by the providers. Fig. 1 illustrates



Table 4
NEGOTIATING DECISIONS ABOUT INDIVIDUALIZED CARE.

Nurse Benjamin says, “I will now disconnect the tube, and you get this plastic device instead and some extra oxygen supply, and you get the same amount of oxygen as
what you

get on the ventilator.”
Benjamin is holding up the nasal cannula, pointing towards his neck in front of Raphael, who is grimacing.
Nurse Benjamin says, “It is going to feel different to breathe compared to the ventilator, but you are supposed to breathe normally . . . only through the tube in your neck. If
it is uncomfortable, I will put you back on the ventilator immediately. I’ll be here all the time and won’t run away.”

Raphael makes first one signal with his right palm out in the air, and then another signal with both hands crossing them as a stop signal as nurse Benjamin is about to
connect him to the nasal cannula.

“A time out? No time out now, let’s just do this,” Benjamin responds and finishes the procedure and disconnects the ventilator.
Raphael makes signals to write, and he writes on the communication board that he is scared.
Benjamin responds, “Yeah, you get scared . . . but you were also scared yesterday, and then I did not hook you up to the device to get you used to the idea.”
The dialogue is interrupted by Raphael’s coughing, Benjamin removes some mucus from the tracheostomy. Afterward, Raphael writes once more and shows it to Benjamin
who reads it out loud standing next to him, “when it stops . . . I get more afraid because it gets so quiet.”

Benjamin remains at the bedside and nothing is said for a while. Then Raphael writes again and shows it to Benjamin who responds, “You want to get back on the
ventilator? You have been six minutes on the nasal cannula now. Do you want to get connected back to the ventilator?”

Raphael looks at him and nods slightly. Benjamin reconnects him to the ventilator.

Fig. 1. The figure demonstrates each micro-decisions made in the recording of patient Raphael. The puncutate decision points are illustrated in the types of micro-decision it
was grouped within. Further elaboration and exemplification of the decisions that occurred: 1. No analgesics: Patient is asked if he is in pain and needs more analgesics,
responds no with lips shaking head. 2. Nasal cannula: Patient is being put on nasal cannula, says no both by shaking head and holding out a hand. Nurse says “I let you off
yesterday, today we`ll just do it. I will be with you the whole time.” 3. Tracheal suctioning: Patients coughs, nurse asks If it is okay if he removes mucus and patient nods. 4. End
nasal cannula: Patient writes to stop attempt and shows it to the nurse. He puts him back on the ventilator. 5. Mobilization: Patient writes that he would like to sit on bedside if
physician allows. Nurse confirms decision. 6. Standing up during mobilization: Patient tries to stand up on his own initiative, gets told by nurse and physiotherapist he cannot
do that so quickly and should just sit down on the bedside. 7. End mobilization: Patient tries to lay back in bed on his own initiative signalizing by moving in the bed, assisted
by the nurses and physiotherapist. 8. Ventilator settings: Patients express dysponea and nurse adjusts ventilator. Asks afterwards about patient comfort.
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how his level of involvement in the micro-decisions varied over
time within the types of decision-making identified. We also saw
this pattern in other patients.

3.2.3. Balancing empowering activity and energy restoration
The amount and appropriate timing of activities were frequent

topics in the videos. Balancing procedures with patients’ prefer-
ences and need for rest was not easy. Often, plans of care and
providers’ workflow conflicted with patients’ wishes. For example,
some patients expressed reluctance towards procedures to wean
from mechanical ventilation and to do physiotherapy due to the
amount of energy it required. We interpreted these dialogues as
the providers trying carefully not to overly pressure the patient,
constantly assessing the patients’ tolerance for the potentially
painful or energy-consuming procedures. Sometimes they pushed
patients a step forward in the process of weaning from the
ventilator or tried to increase the amount of physical activity,
whereas other times they held back, preserving the patients’
energy. This contradiction appeared most typically in non-invited
and guided decisions, illustrated in the dialogue between patient
David and his providers (Table 5). We interpreted the situation as a
guided decision, since the providers encouraged David to rest after
the activity to benefit his recovery.

The balancing act required the providers to invest time in
dialogue and interpret the patients’ signs of energy/exhaustion
while considering what other activities and procedures would
need to be prioritized. Sometimes, limiting the activities was
beneficial; whereas other times they expected increased effort and
progress. The level of activity seemed to be guided by professional
judgment, as decisions about balancing activity and rest were often
made without inviting the patient to participate in the decision-
making.

4. Discussion and conclusion

4.1. Discussion

The present study provides a novel understanding of ICU
patients’ involvement in their treatment and care. We found the
interaction between patients and the healthcare providers to be



Table 5
BALANCING EMPOWERING ACTIVITY AND ENERGY RESTORATION.

David has been 21 days in the ICU, struggling with prolonged weaning from mechanical ventilation, ICU-acquired weakness, and postoperative complications. During the
physiotherapy, David has worked hard, and physiotherapist Bridget comments as she is about to close the session “Well done, now I think you are tired.”

David responds forming “no” with his lips, looking at her shaking his head.
“You never get tired?” Bridget responds laughing, and Davis smiles at her shrugging his shoulders. Bridget then continues “A physiotherapist will be back to get you up on
the bedside later, but you`ll get some rest first.”

Nurse Oscar comes up to the bedside and says “I thought you would lay on the side and rest a bit. Do you think you will be able to relax some? You have worked out now. It
is good to sleep in the morning and not in the evening, to not interrupt the night sleep.”

David looks towards Oscar and forms words with his lips and grimaces.
“No? You think it will be painful?” Oscar responds and David nods. “why don’t we try, if it is uncomfortable for you, we will change position again?” Oscar asks and David
again nods a, a bit slower this time and he looks around.

Bridget and Oscar position David on his right side and make sure he is comfortable. Before Bridget leaves the room, she says “goodbye, rest now it`s been a tough session.
Great job!” to David. David forms words with his lips looking at her while he nods.
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more varied across and within patients than previously reported
both in terms of the types and processes of micro-decisions
[18,19,27]. We identified six types of decision patterns: non-
invited, substituted, guided, invited, shared and self-determined
decisions. The analysis revealed variations in how micro-decisions
evolved and were influenced by providers, patients, and other
factors such as the disease characteristics. We identified three
main features in the decision-making processes: how the patients
continuously shifted between being in observer or participant
positions when interacting, how the patient and the provider
negotiated micro-decisions, and how decision-making was limited
by the need for energy restoration. These features have not been
addressed in previous studies, which have tended to highlight that
patients often feel vulnerable, struggle to communicate, and are
isolated from the treatment [18,27].

This study contributes to a more situation-specific understand-
ing of decision-making, in ICUs. Even when patients made self-
determined decisions, their physical limitations meant a provider
needed to carry them out (e.g., tracheal suctioning). We
interpreted patient-initiated communication about treatment or
care as self-determined decisions (perhaps an over-statement
considering the patient’s communication barriers). However, we
did observe treatment decisions based on the patients’ explicit
bodily signals, such as pointing to the tracheostomy.

Our findings illustrate how autonomy is not a fixed state, and
that patient involvement must be understood in the cultural,
social, physical and embodied practice where it occurs [38]. Kukla
argues that autonomy is not necessarily measurable by punctuated
decision points but should include several health decisions made
over time and considering the degree to which the patients can
make a conscientious decision [25]. Thompson [39] interviewed
both patients and members of voluntary health care organizations
about their involvement in treatment decisions, finding that many
prefer providers to make decisions during critical illness. Micro-
decisions do not pose the same dilemmas or significance as
decisions about life-sustaining treatment; therefore, the severity
of the decision may affect the patients’ desire to participate in the
decision-making. Our study indicates that ICU patients’ autonomy
depends upon the context, the severity of the illness, the
communication barriers, information needs, and the time available
to communicate. However, even though the patients were critically
ill they also exressed a desire to participate. Patient participation in
treatment decisions does not necessarily imply that they should be
making only self-determined decisions; however, we recommend
that providers invite patients into decision making whenever
possible and to explore the patients’ preferences.

The study is one of the first to investigate how micro-decisions
are made at the patients’ bedsides in ICUs. In a focused
ethnography of weaning from prolonged mechanical ventilation,
Happ et al. [18] found that 12 out of 30 (40%) patients they
observed were involved in making decisions about their care.
These decisions included bedside decisions such as weaning
procedures and initiation/withdrawal of mechanical ventilation,
surgery, feeding tubes, tracheostomy insertions, or withdrawal of
dialysis, which is similar to our study. Happ reported that only 19%
of the decision-making processes were patient-initiated, and in
55% of the processes, patients were not invited. This concurs with
our findings, as many of the observed micro-decision processes
were non-invited decisions, and the patients’ opinions were not
solicited. We do not know whether the patients agreed to the
decisions being made or not if they did not express their opinions
in the observations.

Negotiations in micro-decisions, such as mobilization, have
been reported in other studies [19,40]. Negotiating ways of
performing painful and exhausting procedures may be interpreted
as patients’ ways of gaining control of their somewhat chaotic and
uncertain existence [41–43]. These negotiations may challenge
providers’ professional judgement, which must be incorporated in
decision-making in ICUs, but with consideration of the patients’
experiences, resources, and cognitive capacity, as well as the best
available evidence for the different choices [24,26,44]. Mechani-
cally ventilated patients are completely dependent on the
providers’ assistance and attention [37], and they lack negotiation
power. Encouragement from providers, to become gradually more
involved, can lead to patient empowerment [26,27]. Invitation to
participate in decisions, by providers, is described by patients in a
previous study as a positive act [19] and is empowering over time
[19,42,24]. Patient involvement in micro-decisions is therefore an
important part of the recovery process [19,42,45]. However, this
requires that enough time be spent soliciting patient preferences
to ensure correct understanding, due to the communication
barriers [44,46].

The negotiations we observed revealed how patients who
underwent bedside procedures numerous times (such as tracheal
suctioning) gained personal experiences that they subsequently
applied in the decision-making. For example, patient Rebecca’s
(Table 1) previous bad experience with the tracheostomy speaking
valve and Raphael’s (Table 4) reluctance towards the nasal cannula.
Providers can ensure they consider patients’ wishes in the micro-
decisions over time by both documenting and sharing their
preferences with other healthcare team members. Shared deci-
sion-making processes often involve soliciting preferences and
reaching an agreement from both the patient’s and the provider’s
perspectives [33]. In the “negotiating space” there is potential to
involve the patients and to ensure individualized care. The current
study shows that micro-decisions can impact important treatment
decisions, such as weaning off ventilation, eventually affecting
patient outcomes.

For patients on mechanical ventilation, it is difficult to explore
options in depth. Exploration of options is an important step in
shared decision-making [33]. Facilitative strategies could be to use
communication aids, or to involve relatives in the decision-making
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as communication partners. Our study demonstrates the variety of
micro decisions in intensive care and that different decision-
making processes occur within this healthcare setting. Decision-
making must be understood in the context in which it occurs [46].

Our definition of shared decisions (Table 2) is as follows: “Either
the patient or the healthcare provider may initiate the decision.
Both the patient’s preferences and the provider’s assessment are
considered, and the patient takes an active role in the dialogue.
Both agree on the final decision.” Our understanding is not focused
specifically on eliciting treatment options, such as Stiggelbout el
al.’s or others’ suggestions [33,47–49], but it is more on the
immediate “here and now” agreement with the patient. Nor is it a
stepwise model to reach an informed decision where one first
focuses on choices, then options, before the final decision stage, as
Elwyn et al. recommend [47]. It is a situation-specific understand-
ing of decision-making, not explicitly integrating the best evidence
available in the decision [23–25]. Further attention on decision-
making is therefore required, especially due to the changes of
treatment philosophy in ICUs, with more conscious ventilated
patients than before. To reduce the patients’ difficulties, commu-
nication and decision tools suitable for intensive care are vital
[1–3], to foster a systematic approach to patient involvement [49].
The findings from our and former studies [18,19,27,50], reveal that
providers seem to lack frameworks to understand and enhance
patient participation within a clinical context with non-vocal
patients.

This study’s main limitations include the risk of participants
being affected by the cameras and loss of privacy. We implemented
numerous measures to help the participants feel comfortable
while being video recorded. A few of the videos contained
segments with poor lighting, but most of the data had good audio
and visual quality [29,51]. Collection of additional data on the
participants’ experiences by, for example, interviews, could have
contributed to a deeper understanding and strengthened the
credibility of the interpretations [52]. Other types of decision-
making processes may have occurred over a longer period than we
observed.

4.2. Conclusion

The study revealed a variety of ways in which conscious
mechanically ventilated patients participate in bedside decision-
making, from being an observer of treatment decisions to making
self-determined decisions. Decision processes varied considerably
between and within patients, and communication barriers
influenced patients’ ability to express their preferences. Under-
standing how micro-decisions evolve between patients and
providers delivers an opportunity to discuss how shared decisions
can be applied bedside in ICUs. Situation-specific decision-making
processes, such as guided decisions, should be recognized as
important in intensive care.

4.3. Practice implications

Today’s standard of care requires a comprehensive understand-
ing and multi-disciplinary approach toward decision-making in
intensive care. Our findings reveal the potential for improvement.
We would like to emphasize the importance of providers’
responsibility to invite patients to participate in decision-making
while being mechanically ventilated. Despite the complex
communication barriers, providers should create a secure envi-
ronment for patients to communicate. Continuing education is
needed to understand and embrace the negotiating dialogues with
the patients to potentially involve them in their treatment and care
to promote their recovery and health.
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