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Abstract

Aim: To explore patients' experiences with early rehabilitation in the intensive care
unit and what they perceive to influence their participation.

Design: A qualitative design anchored in phenomenological and hermeneutical tradi-
tions utilizing in-depth interviews.

Methods: Thirteen patients were interviewed from 5 to 29 weeks following discharge
from three units, in January-December 2022. Analysed using systematic text con-
densation and the pattern theory of self. Reporting adhered to consolidated criteria
for reporting qualitative research.

Results: Interviews described four main categories: (1) A foreign body, how the par-
ticipants experienced their dysfunctional and different looking bodies. (2) From crisis
to reorientation, the transformation the participants experienced from a state of crisis
to acceptance and the ability to look forwards, indicating how bodily dysfunctions
are interlinked to breakdowns of the patients' selves and the reorganization process.
(3) Diverse expectations regarding activity: ambiguous expectations communicated
by the nurses. (4) Nurse-patient: a powerful interaction, highlighting the essential
significance of positive expectations and tailored bodily and verbal interaction for
rebuilding the patient's outwards orientation.

Conclusion: Outwards orientation and reorganization of the self through a reduction
in bodily dysfunctions, strengthening the patients' acceptance of the situation, pro-
viding tailored expectations and hands-on and verbal interaction appear to be funda-
mental aspects of patient participation in early rehabilitation.

Implications: Insights into patients' perceptions show how dysfunctional bodies cloud
individuals' perceptual fields, causing inwards orientation and negative thoughts con-
cerning themselves, their capabilities, environment and future. This knowledge can
improve nurses' ability to tailor care to promote optimal recovery for patients.
Patient or Public Contribution: User representative contributed to the design of the study.
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1 | INTRODUCTION

Advancements in medical treatment and the management of critical
iliness in intensive care units (ICUs) have increased the number of pa-
tients who survive and later require a prolonged period of intensive
care treatment (Minton et al., 2021). Recent research emphasizes the
long-term impact of these life-saving strategies and focuses on early
rehabilitation (Doiron et al., 2018), a multidisciplinary process in which
critical care nurses play an essential role (Sosnowski et al., 2015).

The ways in which critically ill persons perceive participation in
early rehabilitation are sparsely examined (Egerod et al., 2020). This
topic includes the question of how the more existential aspects as-
sociated with critical illness influence such participation. Relevant
knowledge may improve critical care nurses' ability to tailor care to
the individual patient, which is a key principle associated with suc-

cessful early rehabilitation in ICUs (Sosnowski et al., 2015).

2 | BACKGROUND

For critically ill patients, deconditioning takes place as early as 4 days
after entering the ICU and can result in up to 25% peripheral muscle
weakness during the first 4 days on a ventilator and a loss of 18% body
weight by the time the patient is discharged (Zomorodi et al., 2012).
Short- and long-term complications occur, which are often referred
to as post intensive care syndrome. This term refers to physical, cog-
nitive and mental impairments that may occur during and after ICU
and hospital stays, including intensive care unit-acquired weakness
(Inoue et al., 2019), which indicates generalized muscle loss that af-
fects both distal and more proximal muscles, such as the respiratory
muscles. This complication is associated with high rates of morbid-
ity and mortality among critically ill patients (Hermans & Van Den
Berghe, 2015). Other consequences of prolonged bed rest include
decreased circulation leading to blood clots and the risk of pulmo-
nary emboli (Castro et al., 2015), pneumonia and lung damage re-
sulting from prolonged periods on a ventilator (Gilson, 2019). Early
rehabilitation can potentially reduce complications that might lead
to adverse outcomes, improve functional recovery and decrease the
length of high-cost stays in the ICU (Zang et al., 2020).

Early rehabilitation usually includes activities such as bed mobil-
ity exercises, transfer training, ambulation and active movements,
which can be performed independently by the patient or with as-
sistance from a therapist or nurse. It can also involve equipment,
such as an in-bed cycle or ergometer cycle. Moreover, this approach
can consist of active participation in functional tasks, such as eat-
ing, bathing, dressing and elimination (Doiron et al., 2018). The tim-
ing for starting early rehabilitation is individual and can commence
during or after mechanical ventilation (Doiron et al., 2018). It de-
pends on the level of sedation or presence of delirium (Sosnowski
et al., 2015), and if the patient is haemodynamically stable and re-
ceives acceptable levels of oxygen (Dang, 2013). Active patient par-
ticipation may, however, be challenging or impossible due to coma,
sedation or life-threatening ilinesses (Schandl et al., 2017). Although

early rehabilitation in the ICU involves a multidisciplinary approach,
critical care nurses are at patients' bedsides 24/7, which offers sig-
nificant opportunities to practice evidence-based rehabilitation as
an integrated part of routine care (Sosnowski et al., 2015) before the
initiation of regular mobility programs (Dang, 2013).

A recent meta-synthesis reported that patients receiving me-
chanical ventilation suffer from severe physical dysfunction and
exhibit hopelessness, anxiety, frustration, stress and vulnerability
(Danielis et al., 2020). This finding concurs with other qualitative
studies indicating that patients in ICUs exhibit disturbances with re-
gard to their perceptions of their bodies, which involve a component
of human suffering and a decreased ability to retain their existential
will to continue living (Egerod et al., 2015; Haugdahl et al., 2017).
The relationship between bodily and mental functions is at stake
in cases of critical illness (Berntzen et al., 2020), a situation that
demands focus during early rehabilitation. Furthermore, nurses'
experiences with patient participation in the ICU in general were
investigated by Schandl et al. (2017). In summary, research on the
patient perspective in this context is sparse, especially with regard
to how patients' experiences of critical illness affect their ability to
participate in early rehabilitation. In such investigations, the role of
their bodily perceptions and thoughts may indicate a direction that
can inform nurses' clinical practice. The study's findings may offer
valuable insights for critical care nurses, guiding personalized reha-
bilitation approaches for patients in the ICU.

3 | THE STUDY
31 | Aim

This study aimed to explore how patients experienced early rehabili-
tation, including how aspects such as physical condition and social
interactions influenced their active participation.

We posed the following research question:

What do patients perceive as important influencers in their par-

ticipation in early rehabilitation in the ICU?

4 | METHODS
4.1 | Design

Guided by the research question, we applied an exploratory, qualita-
tive design anchored in the phenomenological tradition, as this posi-
tion provides the possibility of generating new knowledge from lived
experiences (Creswell et al., 2018). We used individual, in-depth in-
terviews which allowed for the exploration of individuals' reflections
pertaining to a particular phenomenon (Brinkmann & Kvale, 2015).
Analysis of the interviews was based on a hermeneutical (interpre-
tive) method of identifying patterns of meaning by a back-and-forth
consideration of whole interviews and parts, explicitly informed by
a particular approach to the concept of self. Because critically ill
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patients have severe bodily dysfunction and participation in early
rehabilitation requires self-related bodily and mental capacities, the
pattern theory of self (PTS) (Gallagher, 2013), provided the most
useful approach. This approach, based on the phenomenology of the
body (Merleau-Ponty, 2013), considers multiple self-related factors
that allowed us to obtain an extended understanding of bodily dys-
function and experiences from early rehabilitation among critically
ill patients.

Reporting is in adherence to the consolidated criteria for report-
ing qualitative research (COREQ) (Tong et al., 2012), see File S1.

4.2 | Theoretical framework

Essential to the phenomenology of the body is the concept of the
body as the centre of experience and expression (body-as-subject),
which operates concurrently with a view of the body as a biologi-
cal organism (body-as-object). An important characteristic of eve-
ryday experience known as outwards directedness or intentionality
is constituted by the entity's movement, sensation and perception
(Merleau-Ponty, 2013) which are bodily functions that may be im-
paired in critically ill patients.

The notion of a self-pattern (as developed in PTS) includes a
variety of dynamic processes or factors that constitute the self. In
the following, some of these factors that are relevant to our study
are highlighted. Prereflective factors involve the body schema (BS),
which is described as a system of sensory-motor capacities that
function without awareness or the necessity of perceptual monitor-
ing (Gallagher, 2005). Body schematic processes, which include pro-
prioception and kinaesthesia, generate (1) a sense of agency for action
(SA), which is based on a strong motor component and described
as the experience of the initiation and control of one's movement,
and (2), alongside interoceptive sensations, a sense of body ownership
(SO), which is described as the feeling that it is my body that is mov-
ing, even in the case of passive or involuntary movement. These no-
tions are described as the minimal self, a prereflective self-awareness
of one's embodied experience (Gallagher, 2005). As the bodily func-
tions involved in the minimal self are often impaired in critically ill
patients, these prereflective aspects of self may serve to deepen our
understanding of their body experiences. Importantly, the minimal
self shapes the more reflective aspects of self-consciousness. These
aspects can manifest as a body image, i.e., a system of perceptions,
attitudes and beliefs pertaining to one's own body (Gallagher, 2005)
as well as the specific affordances that may be available to the pa-
tient. Affordances, i.e., the action possibilities perceived by an agent,
which are essential in early rehabilitation, depend on the person's
bodily capacities or what the person ‘can do’ (Gibson, 2015). The
various bodily capacities and their relation to prereflective aspects
of self-experience (such as the BS, SA and SO) also inform intersub-
jective processes in the self-pattern. In turn, social/intersubjective
processes, such as those that take place between the patient and
the nurse in the ICU, shape the narrative processes involved in
self-understanding. The self-pattern also includes ecological factors

or aspects of the environment, including artefacts and technolo-
gies that support self-related processes. Affective processes rang-
ing from very basic processes, such as hunger and fatigue, to more
typical patterns of emotion and mood are additional aspects of the
self-pattern (Gallagher, 2013, 2024; Gallagher & Daly, 2018). (See
Table 1 for the full set of processes that constitute the self-pattern.)

4.3 | Study setting and recruitment

The participants were recruited from three Norwegian ICUs in one
university hospital and two local hospitals. As the project was con-
ducted during the COVID-19 pandemic, we used two approaches
to obtain a sufficient sample: (1) The local contact persons, LCPs,
(critical care nurses) identified eligible patients in the ICU, and at the
end of their stay, the patients were asked for their consent to par-
ticipate (no data were available regarding how many requests were
made; six patients accepted the invitation). (2) Information regarding
the study and invitations to participate were sent to former patients
fulfilling the inclusion criteria, who had stayed at selected hospital
ICUs, limited to the start date of the project. Fifty invitations were
sent out and 10 patients made contact to participate. However,
three were excluded from the study as they clearly stated that they
had no memory of their stay in the ICU. Written consent was ob-
tained, and information regarding the project and the interviewers
background was provided to all participants by the first author (KK)
prior to the interviews. Characteristics of all participants are visual-
ized in Table 2.

4.4 | Inclusion and exclusion criteria

The inclusion criteria were as follows: adult patients (218 years old)
who (1) had resided in the ICU>7 days, which is the definition of a
long-term intensive care patient (Minton et al., 2021); (2) qualified
to register in the Norwegian Intensive Care Registry, which en-
sured the inclusion of patients with manifest or threatened organ
failure who were in need of intensive care treatment from highly
trained personnel in adequate facilities (The Norwegian Intensive
Care Registry, 2020) and (3) a Clinical Frailty Scale Score (CFS)<4
when admitted to the ICU, which indicates a patient living with
very mild frailty, patients who are not dependent on others for daily
help but who have symptoms that can limit their activities (Church
etal., 2020). Using this score, we aimed to include patients who could
partake in early rehabilitation. Terminal patients were excluded, as
the care these patients received was palliative and not rehabilitative.
These patients were identified by the LCPs.

4.5 | Data collection

The data collection process lasted from January 2022 to January
2023. The location for interviews was mainly the patient's home
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TABLE 1 Elements of the self-pattern (Gallagher, 2024).

Elements of the pattern Brief description

Bodily processes

Includes core bio-systemic and autopoietic processes related to motoric, autonomic, endocrine, enteric,

immune, interoceptive functions, allowing the overall system to maintain homeostasis necessary for
survival, and to distinguish between itself and what is not itself.

Prereflective experiential processes

Includes prereflective self-awareness, a structural feature of first-person consciousness constrained by

bodily factors; the sense of ownership (mineness) and the sense of agency, which can involve various
sensory-motor modalities, such as proprioception, kinaesthesia, touch and vision. These aspects form
the experiential core of what is sometimes called the minimal self.

Affective processes

The fact that someone manifests a certain temperament or emotional disposition reflects a particular mix

of affective factors that range from very basic and mostly covert or tacit bodily affects (e.g., hunger,
fatigue, libido) to what may be a typical emotion pattern, a set of existential feelings, a background

mood.

Behavioural/action processes

Behaviours and actions make us who we are - behavioural habits and skills reflect, and perhaps actually

constitute, our character. This is a classic view that goes back at least to Aristotle.

Social/intersubjective processes

Humans (possibly some non-human animals) are born with a capacity for attuning to intersubjective

existence; at a certain point in social relations a more developed self-conscious recognition of oneself
as being distinct from others, a sense of self-for-others, and a sense of being part of a group or

community.

Cognitive/psychological processes

These are aspects emphasized in traditional theories of personal identity highlighting psychological

continuity and memory, including one's conceptual understanding of oneself, beliefs, cognitive
dispositions, as well as personality traits.

Reflective processes

The ability to reflect on one's experiences and actions - closely related to notions of autonomy and moral

personhood, including the capacity to reflectively evaluate and form second-order volitions about

one's desires.

Narrative processes

Self-interpretation has a narrative structure and recursively reflects (and often reinforces) the self-pattern.

On some theories, selves are inherently or constitutively narrative entities.

Ecological processes

We tend to identify ourselves with our stuff - physical pieces of property, clothes, homes, and various

things that we own, the technologies we use, the institutions we work in, etc. Our embodied-situated
actions engage with (and sometimes incorporate) artefacts, instruments, bits and structures of the
environment in ways that define us and scaffold our identities. Situations shape who we are, and
affordances define our possibilities.

Normative processes

Our extensive engagement with the environment includes social and cultural practices. These are not

just what we do, but involve what we ought to do, and obligations that we keep or not. Constraints
(and sometimes well-defined roles) imposed by social, cultural, institutional factors shape our habitual
behaviours and our self-conceptions of who we are, and who we think we should be.

(9), according to their choice. Four interviews were completed
in convenient and neutral locations. The interview times ranged
from 31 to 73 min, with a total time of 573 min and a mean time
of 52min. All interviews were audio-recorded digitally and tran-
scribed verbatim, resulting in a total of 96 A4 pages. All audio and
text files were assigned a numerical code at transcription that was
used to facilitate further identification, thus ensuring the partici-
pants' anonymity.

During the interviews, the first author (KK) remained observant
of whether the participants were suffering any kind of distress. In
some cases, it was obvious that participants' memories of their ICU
stays were emotional. In such cases, participants were given a short
break before the interview continued. Some patients who were still
undergoing the rehabilitation process became visibly tired, which
made it necessary to end the interview earlier than planned; how-
ever, the main themes had already been covered. The majority of
participants had family members in the same house while the inter-
views were conducted, although those family members were not in
close proximity and did not participate in the interviews.

A theme-based interview guide featuring open-ended questions
was used, which allowed for rich and detailed data to emerge. An
example of an open-ended question was “Can you tell me about
situations where you were active in bed or out of bed?” Follow-up
questions could include “can you describe how this happened?” or
“how did you feel then?” The researcher questioned previously pro-
vided data throughout the interview for the purpose of validation
and took field notes. The guide was developed by the first and fifth
authors based on previous research, clinical experience and input
from a user representative, a previous intensive care patient. In this
process, preconceptions were identified. The guide (File S2) covered
themes such as descriptions of situations in which participants were
active, their interaction with the nurses and their experiences and
reflections regarding their body, themes that aimed to highlight their
narratives and experiences with early rehabilitation.

After the interviews, data regarding diagnosis, clinical frailty
score, days in the ICU, days on the ventilator, and admission/dis-
charge date were collected from local contact at the ICU with the
patient's consent.
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TABLE 2 Characteristics of participants at the time of the
interview.

Age Range 22-81
Mean 61
Median 67
Gender Male 10
Female 3
ICU admission diagnosis Surgical (elective and acute) 6
Sepsis 4
Covid+ 1
Neurological 1
Cardiac 1
CFS (1-4) 1 1
2 3
3 5
4 4
LOS, days Range 7-27
Mean 16
Median 14
LOVT, days Range 0-24
Mean 10
Median 10
Weeks since discharge Range 5-29
Mean 18
Median 16
Rehabilitation program Usual care? 13

Abbreviations: CFS, Clinical Frailty Scale; LOS, length of stay; LOVT,
length of ventilator treatment.

?Routine nursing care combined with individually customized
physiotherapy 1-2 times a day.

Following the predefined inclusion criteria and within the desig-
nated timeframe, a total of 11 interviews were conducted consecu-
tively. Throughout this process, the first, second and fifth authors
continuously evaluated the informative strength provided by the vari-
ous interviewees. An additional two interviews were carried out; how-
ever, they yielded limited new insights. Consequently, the sampling
procedure concluded with a total of 13 participants. We employed
convenience sampling, also referred to as availability sampling, which
encompassed all individuals who met the inclusion criteria and will-
ingly participated. To gauge the information richness inherent in the
sample, we adhered to the recommendations of Malterud (2016). We
determined our sample to possess a high degree of information power,
attributable to the study's focused objective, the concentrated speci-
ficity represented within the sample and the application of theoretical
frameworks during the analysis and the findings.

4.6 | Data analysis

The data were transcribed and systematized using NVivo soft-
ware by QSR international, version 12, and were analysed using

systematic text condensation, a thorough four-step process of
decontextualization and recontextualization inspired by phenom-
enology (Malterud, 2012). Step 1: To obtain an overview of the
data, the first author read all the interviews multiple times. The
second and fifth authors read most of the interviews, which led to
a discussion and ultimately an agreement regarding possible pre-
liminary themes. Step 2: The first author identified meaning units,
i.e., pieces of fragmented text that were relevant to the research
question. These meaning units were then sorted into preliminary
themes, which were subsequently given names that described
their content; these themes became the codes used in further
analyses. Step 3: Based on the meaning units associated with
each code, a condensate, i.e., a short artificial summary in first-
person format, was written. These condensates were important
and served as the foundation for the final step of the analysis. Step
4: The final step was a recontextualization, which involved putting
the pieces back together again. An analytical text was produced,
and a great deal of consideration was invested into the task of
ensuring that all common features were highlighted while simulta-
neously allowing all stories to be heard. The text was validated by
reviewing the transcriptions to ensure that no important themes
were omitted. Specific quotations that illustrated the content
were identified and included in the presentation of the results.
Through discussions and workshops including the first, second
and fifth authors, the final categories were given new names that
described the content of the codes. Table 3 shows an example of
the analysis of one category, and the progression of the analysis
is visualized in File S3. The theoretical analysis (Malterud, 2016)
was informed by concepts drawn from PTS and is elaborated in
the discussion section.

4.7 | Ethical considerations

The study was conducted in accordance with the Declaration of
Helsinki and was assessed by the Regional Committee on Health
Research Ethics on 4 November 2020, where approval was deemed
unnecessary according to national legislation (#179247). The study
was further assessed and approved by the National Agency for
Shared Services in Education and Research, and data privacy offic-
ers and department heads of each participating hospital.

4.8 | Rigour and reflexivity

In this qualitative study, rigour and reflexivity were obtained by
our clear descriptions of all steps involved in the research pro-
cess. Additionally, the use of theoretical concepts contributed to
the preservation of methodological rigour and reflexivity (Jamie &
Rathbone, 2022; Malterud, 2016) due to a theoretical generalization
that may contribute to new knowledge.

Researcher triangulation based on various backgrounds repre-
sented in the author group (i.e., critical care nurses, physiotherapists,
nurse managers and phenomenologists), allowed us to be open and

85U8017 SUOWWIOD @A1eR.D 3(deol(dde auy Aq peusenob aJe saolfe YO ‘88N 4O Sa|ni J0j AfeiqiT@UIIUO A8]IA UO (SUOIPUOD-PUE-SWLIBYW0D A8 | IMATe.d1BUI|UO//SHRY) SUORIPUOD Pue SWiB | 841 88S *[Z02/E0/6T] U0 Areiqi auljuo A8|im ‘s eAIUN PION AQ 66GT UR/TTTT 0T/I0p/w00 A8 | M Aelq1jeul uoj/Sdny woij papeojumoq ‘0 ‘8792S9ET



13652648, 0, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/jan.15949 by Nord University, Wiley Online Library on [19/03/2024]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

KNUTSEN ET AL.

UOI3eZI|ENIX33U0DY uoljezijen}xajuodaq

"(6d) [9A3)

1X3Uu ay3 03 paadoud pnod |

jeyy os Aem e uj aoe|d ojul

3u11398 aJ1om s3uiyj jey3

pue 3upjiom aiam s3ulyy

1eY3 |93} 0} 1e}S SW apew
1] *dn 358 03 3uijesaqi| semyy,
:uonejond

‘ujuoiouny

Apoq Aw 3ui|93) pue dn

3ui3a8 | ‘peaye oo|

‘ysijdwodoe aw apew jeyl s3ulyl o3|
0] 2J0W pey ays 1eys ‘41| Jay ul op 03 aiow 3yl sem 1| ‘paq ay3 o1 pueqgsny Aw pue
pey ays jey3 Ajaes|d pajels juedpijied pauljuod 3q 03 uoljdo ue spiy Aw ‘ppypuesd Aw noge y3noyy
UQ "941| AepAuans pue spusiiy ‘Ajiwey 1,USeMm 11 pue ‘op 0} pajuem | 'Paq B Ul 32N3S 8¢ 0} JueM jJou pIp |,
‘asnoy J1sy] 03 uinjal 01 Ajljige J1ayl 03 anp | yonw os pey | asnedaq " JI9SAW Jo 21ed 3ye] p|nod |
UOI1BAIIOW SNOPUSWI] B SEM S9A[aSWAY] a41] Ayriom e uoj padoy | 1ey3 os adeys ul yoeq 198 01 pajuem |,
JO 2.e2 3e)] 03 3|ge Sulaq pue awoy oeq ‘Allwey Aw pue swoy 1e aJ|| .punoue 1938 0} 3|ge aq 03 JUeM |
3u11398 moy paquidssp sjuedidijied sy jo Aw 03 uinjal pue JjasAw ‘ulede 3|em 03 JUeM | ‘|[|om 333 0] JUBM |,
yoe3 'auniny ayj spiemol 30o| o3 a|qissod JO 2Je2 3)e] p|nod | jey} SALIp pue 2lqissod
uoljejualioal sem 11 jeyisiuedidilied syl 0] Jes|d awedaq 0S ||9M 198 0] W 10J Sem spJemuos uoljeAlow se 1sej] se 1l 0] 32eq 193 01 pajuem
0} S95140 Wou4 1 ‘ssau||l J19Y3 JO 954n0d 3y} ul julod e 1y 3u1yy Juejsodwi 3sow ay | 3upjoo |euosiad | ‘9w Joj Suiyem auay 31| Aw aAey |, UOI}BAIOIN
A1083318) 1X9} |[eanjAjeuy uos.iad dnoiSqns apo) sjun Suluesiy away)
1S41J 9y} Ul UonesuUapuo) Areuiwifaud
s3|nsaJ pue suo13das’uod ‘suoi3dlIdSap 0} UOIJBSUBPUOD WY :SISDYIUAS Juajuod saway) Ateujwidad Sunyios pue Suipod :syun Suluesip saway}
pajoeJisqe 03 SSPOd WOy :uoijesusapuo) Aseuiwijaud
0} JapJosip
woJy
:uoissasdwi
IEEELYe)

*,UOI3EIUD1I034 0} SOSID Wo4y, A103a3ed ay] - sisAjeue jo ojdwexy ¢ 379VL




KNUTSEN ET AL.

ask different questions regarding the interpretation of the material
and understand the findings from different perspectives. Discussion
about reflexivity was oriented towards personal, interpersonal,
methodological and contextualized issues that arose during the re-
search process (Olmos-Vega et al., 2023).

5 | FINDINGS

The analyses generated four main categories that described the pa-
tients' experiences, supported by direct participant quotes to high-
light meaning and context.

e A foreign body

e From crises to reorientation

e Diverse expectations regarding activity
e Nurse-patient: A powerful interaction

5.1 | Aforeign body

The interviews disclosed how the participants experienced the mal-
functioning of their own bodies and the elements on which they re-
flected when looking at their bodies. They described a body that
to some degree did not work, and one patient had the following

example:

It is like a frozen computer. You press the button, but
nothing happens. You can see that it is processing, but
nothing happens (ID11).

A main feature of the interview material was the descriptions of
the terrible feelings experienced when the participants looked at
their arms and feet, urging them to move, but with no results. The
patients frequently described how they felt by making reference
to their phones; they were not able to use their phones for weeks
because they could not hold them due to their weight, or they had
forgotten how to use them.

The participants' feelings of weakness and tiredness arose in-
stantly and were perceived as frightening; in addition, the decline of
bodily energy was described as worrisome. One patient recounted
the experience of exhaustion as follows:

| remember looking at the clock on the wall and fol-
lowing the second hand, but | was so exhausted that |
couldn't follow it for 60 seconds. | just had to close my
eyes and breathe (ID1).

Thoughts and descriptions regarding the appearance of their bodies
emerged, and expressed astonishment about what they saw. They
described seeing a skinny version of themselves and pointed out that
they could see that their muscles had disappeared. One participant

recounted how the skin on his calves looked like an accordion. The
visual difference was obvious to the participants, and it caused them
to be concerned about the future, making them wonder whether

they ever could return to their previous state.

| could almost see the difference from one day to the
next day. | saw the muscles were gone, and | felt it too.
You could see that the body kind of curled together...
Normally, the body is connected, but at the end, it
wasn't... That was tough for me (ID10).

Simultaneously, some participants expressed satisfaction with their

weight loss, as overweight had been an issue for them in the past.

5.2 | From crises to reorientation

After waking up in the ICU and realizing their grave situation, the
participants described emotional reactions such as fright and anger
and a sense of failure. They recounted how they made a conscious
choice to focus on staying in the present because worrying and
thinking about what might happen in the future was either too dif-
ficult for them or felt useless.

A key aspect expressed by the participants was the acceptance
of their situation during this early stage. They indicated acceptance
of their non-functioning bodies, as well as the help on which they
were dependent. Furthermore, they reported how they contained
unwanted and negative thoughts concerning the difficult situation
they were in. They accepted whatever was necessary, did as much
as they possibly could and acknowledged that the process of return-
ing to their previous condition would take time. One participant de-

scribed this situation as follows:

If you are ill, you must accept the help you need and
adapt to the situation... If | hadn't told myself that this
was a temporary situation, | don't know how well |
would have done that (ID6).

At a certain point in the course of their ilness, it became clear to the

participants that it was possible to look towards the future.

It was liberating to get up. It made me start to feel
that things were working and that things were falling
into place in a way so that | could proceed to the next
level (ID9).

A common perception was the great motivation in the prospect of
returning to their homes and regaining the ability to take care of
themselves. Their house, family, friends and everyday life were con-
sidered important. One participant clearly noted that she had more
to do in her life, more to accomplish. Another participant described

his thoughts about the future as follows:
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| wasn't going to let this rock in the road destroy the
rest of my life. | was told my condition could last up
to a year and | thought that one year out of maybe

80years was nothing (ID11).

The experiences of small improvements and changes in both their
environment and their functions were of great importance during
this process. One example of improvements was getting rid of med-
ical equipment, such as removing tracheostomies and catheters and
requiring less monitoring. However, thoughts regarding their quality
of life in the future also emerged. Concerns regarding whether their
future lives would be worthy and acceptable lives were mentioned.

5.3 | Diverse expectations regarding activity

This category contains two opposing subgroups; on the one hand,
patients recounted experiences of passivity, while on the contrary,
multiple patients described their participation and cooperation be-
tween themselves and the nurse.

A common experience among participants pertained to the fact
that they spent a great deal of time in bed. They described becom-
ing dull, bored and ultimately restless while lying in bed. They were
washed by others even though they might have been able to wash

themselves. One participant made the following statement:

You're just lying there; there is nothing you need to

keep up with. No one wants you to do anything (ID2).

Another procedure recounted by the participants pertained to situ-
ations in which they were lifted from the bed and placed into a chair.
This process was easy and comfortable because they did not have
to do anything themselves; it was also perceived as less work for

the nurses.

You got very used to the routines. You got used to
being lifted into the chair. | didn't react to it. | saw that
getting up myself would be a lot of work, and | am a bit
indolent. So | thought it was fine to avoid that... (ID2).

In contrast, there were descriptions of situations that involved
participation and cooperation. The participants described how
the nurses clearly communicated the expectations of the patients.
Examples included requests for the patients to lift their heads, pro-
vide help while turning in the bed, use their hands to grab a hold
and facilitate the movements as much as possible. The fact that the
nurses clearly explained what was supposed to happen and how
they could participate was important to the participants. One par-

ticipant recounted the following:

Many times, they gave me the washcloth and asked
me to wash myself. They explained that it was good
exercise to do this myself (ID10).

Another prominent feature was descriptions of the cooperation that
took place between the participants and the nurses in situations in
which the patients were unable to perform tasks independently.
Such situations could include shifts to an upright sitting position and
grounding their feet, support while sitting on the bed, transfer train-
ing and ambulation. Nurses always had a hand on the participants to

give them an adequate amount of support.

| needed help to sit up; there were two of them. They
held me until | had grounded my feet on the floor, and
| was ready to stand up. It was necessary (ID4).

5.4 | Nurse-patient: A powerful interaction

The interaction between the patients and the nurses emerged as a
crucial part of the patients' experiences in the ICU. This interaction
appeared to be important because it caused the participants to feel
seen, made them feel safe and provided them with motivation.

It emerged as highly important for the participants to spend time
with the nurses and become familiar with them. Being able to have
a conversation with someone nearby helped the participants man-
age their thoughts and worries regarding the situation. Some partic-
ipants also noted that this close interaction with the nurses caused
them to want to work more diligently and put more effort into their

training.

| felt like.... It was almost embarrassing not to be able
to do it when you're around friends (ID4).

The participants experienced being closer to some nurses, particularly
nurses who took an interest in the participants' lives by asking about
their work, family or hobbies while simultaneously sharing some of
their own everyday stories. There were accounts about how some of
the nurses did things that were perceived as extra, i.e., as outside the
scope of ordinary care. Examples of such actions were putting out a
flag on birthdays, wrapping participants' feet the way they preferred
at night and searching for suitable podcasts and helping participants
listen to them. One participant showed his appreciation of the fact
that the nurses followed him all the way to his new floor upon transfer
and noted that this action made him feel that he received excellent
care. Another interviewee made the following statement:

They wanted me to sit on the side of the bed, but |
was terribly tired. The male nurse offered in a humor-
ous way to sit shoulder-to-shoulder with me while he
wrapped his arm around me. So in the end, | sat up
for a while. | just had to laugh at the whole thing, but
it was things like this that made a big difference for
me (ID9).

Another experience mentioned was the atmosphere in the ICU,
which was described as a relaxed atmosphere, despite participants'
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grave situation. The nurse's calm appearance, laughter and jokes
were perceived as positive.

Nurses who were positive, encouraging and motivated were
also highlighted. There were plentiful descriptions of nurses who
exhibited positive attitudes when the patients did not, nurses who
cheered the patients on when they made progress, no matter how
small. In addition, nurses who motivated the patients when the pa-
tients could not find their own motivation were appreciated, as de-

scribed by one patient:

| didn't have the guts, so they transferred it to me.
| didn't have it... They just didn't give up; they were
dead set on what they believed in (ID10).

The feeling of safety that the nurses contributed was a common ex-
perience. The nurses were always around, and they were very atten-
tive to what the participants might need. Even other personnel who
were not involved with the participant on a given day could stop by,
which was meaningful for the participants. One participant noted

that he felt helpless but simultaneously received excellent care:

| felt that they were there all the time, that they were
there to take care of me (ID6).

Although the participants generally had positive experiences when
interacting with the nurses, there was one notable instance of nega-
tive feedback: the participants frequently expressed a strong need
for water. This thirst was either not recognized by the nurses or the
nurses did not fully grasp its importance for the patients. This was a
significant concern for the participants.

6 | DISCUSSION

Based on the findings, which are organized into four categories, two
main aspects appeared to be important with regard to patients' abil-
ity to participate in early rehabilitation: (1) the close relationships
among perceived bodily appearance, capacities and thoughts and (2)
the embodied interactional and contextual factors.

The inability to move and do things was described by the partic-
ipants as an obvious barrier to their participation in early rehabilita-
tion, a result which is in line with previous findings (Falk et al., 2019;
Schandl et al., 2017). In light of PTS, these experiences indicate
changes in patients' sense of agency and sense of ownership, im-
plying that both their bodily processes and prereflective experien-
tial processes (the minimal self) are altered and may influence their
thoughts negatively and restrict their orientation towards the en-
vironment, other people or participation. Furthermore, we argue
that the patients' affordances (Gibson, 2015), i.e., their perceived
possibilities for action, which the participants take for granted when
healthy, are diminished in the ICU. Examples mentioned by several
participants were their lost ability to move or their inability to use
their cell phones. Corner et al. (2019) found that unexpected and

rapid deterioration of physical ability blur patients' selves, support-
ing the descriptions provided by our participants. Interestingly,
our findings contained descriptions of a foreign body that indicate
that patients adopt an observer-view towards their own bodies, a
third-person view of their bodies, which is similar to previous reports
of experiences of illness (Normann, 2021). This finding implies that
patients' own bodies dominate their perceptual fields and prevent
them from being fully oriented to their surroundings, which may to
some degree block outwards orientation and attention. Accordingly,
bodily dysfunctions are not merely biological dysfunctions (Hermans
& Van Den Berghe, 2015; Zomorodi et al., 2012) but rather distur-
bances in the patients' intentionality and prereflective aspects of
self. These processes can be physically strengthened through the
activation of sensorimotor body functions, i.e., touch, actions and
movements performed by the nurse, or especially in a cooperative
process with the nurse, which may enhance the patient's sense of
ownership and active participation, leading to increases in the pa-
tient's sense of agency and ability to orient outwards.

The participants' narratives revealed a transition in their
thoughts and affective feelings from crises to acceptance and fu-
ture orientation, which is consistent with previous findings regarding
a recalibration of the self during recovery in the ICU and an inner
will that helps patients reconstruct a desirable future (Alexandersen
et al., 2019; Corner et al., 2019; Séderberg et al., 2020). Based on
PTS, we can understand this acceptance phase as an activation and
reorganization of the reflective and affective aspects that facilitates
outwards orientation. The conscious choice to keep their thoughts
in the present to avoid experiencing frightening thoughts regard-
ing an unknown and uncertain future points to a pragmatic strat-
egy, thereby highlighting the forementioned reorganization and this
choice is thus a valuable illustration of the dynamic relations that
are present within the self-pattern (Gallagher, 2013). We interpret
the end of the transition described by the participants as return-
ing function (improved body-schematic processes and a gain in the
sense of agency) and the removal of medical equipment along the
way (reorganizing the immediate environment) as a return of affor-
dances (Gibson, 2015) that were diminished at an earlier stage in the
course of illness. Our findings indicate that the nurses play a role
in this transition process by providing verbal and physical support
in terms of movements, including the example of the nurse sitting
shoulder-to-shoulder with an arm wrapped around the patient. The
significance for the patients may be a complex sense of the inter-
subjective relation with the nurse, an experienced success or “l can”
in an activity such as sitting on the side of the bed, and a sense of
shared agency. The nurse thus contributes to the patient's accep-
tance of the situation and accordingly supports outwards orienta-
tion and an increase in affordances.

The diversity of expectations communicated by the nurses re-
garding patient participation in activities in bed was interesting.
As early rehabilitation contains an extensive line-up of activities
(Doiron et al., 2018), there are several opportunities for includ-
ing patient participation, including in functional tasks. Schandl
et al. (2017) found that patient participation was dependent on the

85U8017 SUOWWIOD @A1eR.D 3(deol(dde auy Aq peusenob aJe saolfe YO ‘88N 4O Sa|ni J0j AfeiqiT@UIIUO A8]IA UO (SUOIPUOD-PUE-SWLIBYW0D A8 | IMATe.d1BUI|UO//SHRY) SUORIPUOD Pue SWiB | 841 88S *[Z02/E0/6T] U0 Areiqi auljuo A8|im ‘s eAIUN PION AQ 66GT UR/TTTT 0T/I0p/w00 A8 | M Aelq1jeul uoj/Sdny woij papeojumoq ‘0 ‘8792S9ET



KNUTSEN ET AL.

nurse's ability to include patients in various care actions. Our find-
ings illuminate variations in this ability; some patients were asked
to wash their face and to try the best they could while the nurse
supported them. Others described passivity, such that no expecta-
tions of active participation were communicated to them, despite
the fact that they were able to participate in such activities. Being
able to wash your own face is an example of an affordance that
is often diminished due to illness but can easily be restored if the
nurse includes the patient and provides the necessary adaptations,
as the findings in this study show. The pivotal role of the nurse in
the patients' recovery becomes evident based on a tailored amount
of expectation, support and cooperation with the patient, i.e., in
transfer training. To the best of our knowledge, the curricula de-
signed for the education of critical care nurses covers little to no
literature on early rehabilitation. Furthermore, the absence of na-
tional guidelines concerning early rehabilitation is evident. Thus,
clinical practice may reflect a random variability in regard to patient
participation, and may be an explanation for the diversity of expec-
tations and the patients experienced.

Turning to the last main finding, there were plentiful descrip-
tions of how the engaged interaction between patient and nurse
increased the patients' effort and motivation to actively participate.
A previous study showed patients' negative experiences in such in-
teractions (Kisorio & Langley, 2019), and others identified the lack
of both willingness and resources in the ICU as barriers to develop-
ing meaningful relations (Burns et al., 2018; Falk et al., 2019). Our
findings contrast with these reports, as the participants highlighted
the kindness, availability, engagement and personal contact they
experienced while in the ICU. With respect to the intersubjective
aspects of the self-pattern, we can interpret the meaning of the in-
teractive relation as a way of strengthening the patient's embodied
subject; the patient is encountered as a human being with a history,
not merely as a physical body lying in a bed. Both our study and
previous research (Falk et al., 2019; Schandl et al., 2017) agree on
the importance of nurses' role in such interactions. However, by ex-
amining the social and intersubjective processes that are essential
for reorganizing a self-pattern, we might deepen our understanding
of the patient's role in this interaction. These intersubjective pro-
cesses may be restricted by the patient's illness, bodily capacities,
and medical equipment, thus conveying interactional challenges for
the nurses, especially when the patient is unable to talk and move.
Another aspect of the interaction that participants remembered and
appreciated was when the nurses created a light-hearted environ-
ment by using humour. Combined with descriptions of nurses doing
something extra, such as finding a suitable podcast or putting out a
flag, we consider that in addition to intersubjective processes, eco-
logical processes are also enabling elements for partaking in early re-
habilitation. The nurses may strengthen the patients' relations to the
environment and shape their narrative about the future by bringing
in familiar and meaningful objects or initiating conversations about
family and home, resulting in the outwards orientation that is neces-

sary to optimize recovery.

6.1 | Strengths and limitations of the work

Several different authors contributed to the interpretations and dis-
cussions throughout all phases of the study, which may be viewed as
a strength of this work in regard to the complex issue that subjectiv-
ity poses to qualitative research. Transferability might always be a
limitation in qualitative research; however, by applying theoretical
concepts of a general character, such as PTS, we seek to provide
insights that are recognizable and of relevance within the ICU field
in general.

We consider the fact that this research included participants
who varied in terms of age, gender, Clinical Frailty Scale and various
amounts of time spent in the ICU and on the ventilator, including
patients who were drawn from three different ICU units, to be a
strength of this work. Face-to-face interviews were preferred due
to the confidentiality and calmness they provided, which we con-
sidered to be important for such vulnerable patients. When dealing
with a vulnerable group of patients such as this, a limitation to con-
sider is that there might be an inclusion bias. Patients with illness,
little resources and negative experiences in the ICU might not make
contact to participate, possibly yielding a sample dominated by pos-
itive experiences. Another relevant limitation is that patients might
not have a memory of their ICU stays (Chahraoui et al., 2015). During
interviews, there were occasionally themes that the participants did
not remember well, but overall, it was not perceived as a challenge.
The disparity between invited patients and those who actually par-
ticipated poses a limitation to this study. Including patients imme-
diately after intensive care hospitalization was equally challenging
as inviting letters after discharge. It is important to acknowledge
the challenges of including critically ill patients in research, as high-
lighted by Dahlberg et al. (2020). Further investigation into this area
is warranted. Returning the interviews for member check was not an
option due to a presumed decontextualization from the interview
situations and respect for participants who still showed various im-
pairments following their critical ilinesses.

Utilizing PTS as a theoretical framework allowed us to produce
valuable insights. The findings, however, indicate a complex in-
teraction between patient and nurse, a joint creation that results
in something more than either party could achieve individually.
We believe that these findings imply a kind of co-construction of
meaning that is undeveloped in the context of PTS and requires
additional research.

6.2 | Recommendations for future research

In future research, it would be useful to explore how nurses can
tailor their expectations and to identify necessary considerations
for doing so. Furthermore, the importance of interaction suggests
further investigations into the precise nature of the interaction be-
tween critical care nurses and patients while performing early reha-
bilitation in the ICU.
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7 | CONCLUSION

The aim of this study was to explore patients' experiences with early
rehabilitation in ICUs, particularly focusing on aspects that might
have influenced their ability to participate in this process. We found
that bodily dysfunction influenced patients' perceptual fields and
thoughts, causing disturbances in their prereflective processes that
restricted their orientation towards the environment and other peo-
ple, thereby influencing their ability to participate. The described re-
orientation from crises to being able to focus in a forward direction
is a necessary step in rehabilitation that can be supported by nurses
through verbal and hands-on interactions alongside the initiation
of shared agency between nurse and patient. Furthermore, nurses
should communicate adequate expectations to patients to enhance
their participation in early rehabilitation. Finally, we found the inter-
action between nurses and patients to be very important because it
allows nurses to understand and support patients' self-reorganiza-
tion and outwards orientation during their recovery through means
such as personal contact, humour and environmental factors.

By using PTS as an interpretative approach, the analysis revealed
that embedded in all four categories, patients' embodied intentionality
(especially their sense of agency), their capacities for outwards orien-
tation and engagement with affordances and other persons, appeared
as fundamental for patient participation and for the improvement in
function that accompanied that participation. Thus, nursing practice in
this area should enhance bodily, contextual and interactional aspects

that enable the patient to orient themselves to outwards engagement.
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