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Abstract
Aims: To explore lived experiences of patients recovering from COVID- 19- associated 
intensive care unit acquired weakness and to provide phenomenological descriptions 
of their recovery.
Design: A qualitative study following hermeneutic phenomenology.
Methods: Through purposeful sampling, 13 participants with COVID- 19- associated 
intensive care unit acquired weakness were recruited with diversity in age, sex, du-
ration of hospitalization and severity of muscle weakness. Semi- structured in- depth 
interviews were conducted from 4 to 8 months after hospital discharge, between July 
2020 and January 2021. Interviews were transcribed verbatim and analysed using 
hermeneutic phenomenological analysis.
Results: The analysis yielded five themes: ‘waking up in alienation’, ‘valuing human 
contact in isolation’, ‘making progress by being challenged’, ‘coming home but still re-
covering’ and ‘finding a new balance’. The phenomenological descriptions reflect a 
recovery process that does not follow a linear build- up, but comes with moments of 
success, setbacks, trying new steps and breakthrough moments of achieving mobiliz-
ing milestones.
Conclusion: Recovery from COVID- 19- associated intensive care unit acquired weak-
ness starts from a situation of alienation. Patients long for familiarity, for security 
and for recognition. Patients want to return to the familiar situation, back to the old, 
balanced, bodily self. It seems possible for patients to feel homelike again, not only by 
changing their outer circumstances but also by changing the understanding of them-
selves and finding a new balance in the altered situation.
Impact: Muscle weakness impacts many different aspects of ICU recovery in critically 
ill patients with COVID- 19- associated intensive care unit acquired weakness. Their 
narratives can help nurses and other healthcare professionals, both inside and outside 
of the intensive care unit, to empathize with patient experiences. When healthcare 
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1  |  INTRODUC TION

Intensive care unit (ICU) treatment has become topical with the pan-
demic of coronavirus disease- 19 (COVID- 19) causing an acute se-
vere illness and ICU admission in 5% of all hospitalized cases (Dong 
et al., 2020). Critically ill patients with COVID- 19 frequently require 
mechanical ventilation, often combined with prone positioning 
(Marini & Gattinoni, 2020). Prolonged duration of mechanical ven-
tilation and ICU stay are important factors associated with inten-
sive care unit acquired weakness (ICUAW) (Latronico et al., 2017). 
ICUAW is defined as “generalized muscle weakness, which devel-
ops during the course of ICU admission and for which no other 
cause can be identified besides the acute illness or its treatment” 
(Hermans & Van den Berghe, 2015). One study found ICUAW in 
26% of the patients with more than 7 days of mechanical ventilation 
(Ali et al., 2008). Another study found ICUAW in 65% of this patient 
group (Sharshar et al., 2009). A recent study among patients with 
COVID- 19 requiring mechanical ventilation found ICUAW in 69% 
of the cases (Medrinal et al., 2021). To prevent long- term problems 
and symptoms corresponding with the post- intensive care syndrome 
(PICS), it is important to start recovery as soon as possible (Fuke 
et al., 2018). Before COVID- 19, patients with ICUAW started reha-
bilitation at the ICU with early mobilization supported by physical 
therapists in close cooperation with ICU nurses and, ideally, accom-
panied by patients' close relatives (Lang et al., 2020). However, es-
pecially in the first surge of COVID- 19, early mobilization and family 
participation were largely impossible (Thornton, 2020). Due to the 
highly contagious nature of the virus, patients with COVID- 19 were, 
and still are, cared for in isolation. The strict infection regulations, 
limited availability of personal protective equipment and lack of staff 
time together with the complicated and relatively unknown patho-
physiology of COVID- 19 created extraordinary circumstances (Liu 
et al., 2021; Maaskant et al., 2021; Marin- Corral et al., 2021). For 
nurses and other healthcare professionals, this meant that they had 
to work in changing working environments and experienced high 
levels of stress (Catania et al., 2021; Nie et al., 2020). For patients 
with COVID- 19- associated ICUAW this meant that they faced sub-
optimal rehabilitation.

2  |  BACKGROUND

“But that tube in my throat that was shocking. […] I 
can still feel it there, but even just the thought of it. 

[…] I couldn't talk and I couldn't move […] they had 
tied my arms to the bed. […] It was like a prison… very 
scary” (Tembo et al., 2015).

This patient quote reflects what it feels like to be treated in an ICU, 
which can be a restrictive and prisonlike experience. The isolation 
measures applied to patients with COVID- 19 might amplify this feeling 
of imprisonment. Source isolation comes with a loss of freedom, sep-
aration from loved ones, and has been associated with post- traumatic 
stress symptoms, avoidance behaviour and anger (Brooks et al., 2020). 
The isolation environment becomes the patient's world, and touch and 
sounds become heightened in the isolation environment (Vottero & 
Rittenmeyer, 2012). It is, therefore, likely that being treated for pro-
longed periods in the restrictive nature of ICU combined with the 
isolation precautions during ICU and rehabilitation result in major chal-
lenges for critically ill patients with COVID- 19- associated ICUAW.

For optimal recovery, close interaction and cooperation with care-
givers are paramount (Laerkner et al., 2019; Söderberg et al., 2020; Van 
Willigen et al., 2020), and the presence of loved ones promotes strength 
and willpower (Engström & Söderberg, 2007; Palesjö et al., 2015). 
Therefore, we anticipated that the typical challenges of ICU stay and 
recovery are amplified in the group developing COVID- 19- associated 
ICUAW and that studying their experiences could result in unique insights.

Due to the novelty of the virus, few studies have described the 
experiences of ICU patients with COVID- 19. Recent studies have 
focused on feelings of anxiety, stress and depression (Berends 
et al., 2021; Sun et al., 2021), however, the lived experiences of these 
patients remain unknown. Their narratives can help nurses and other 
healthcare professionals, both inside and outside the ICU, to gain 
an enriched understanding of lived patient experiences and allow 
them to be more empathic (Carel & Kidd, 2014; Van Manen, 2014). 
Furthermore, these insights could be used to optimize the care de-
livery and to meet patients' needs in this pandemic or the possible 
next.

3  |  THE STUDY

3.1  |  Aims

We aimed to explore the lived experiences of patients recovering 
from COVID- 19- associated ICUAW and to provide phenomenologi-
cal descriptions of their recovery.

professionals connect to the lifeworld of patients, they will start to act and commu-
nicate differently. These insights could lead to optimized care delivery and meeting 
patients' needs in this pandemic or a possible next.
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3.2  |  Design

We designed a study in accordance with a hermeneutic phenomeno-
logical approach (van Manen, 1997; Van Manen, 2014). We aimed to ex-
plore the phenomenon ‘recovery from COVID- 19- associated ICUAW’ 
via staying open to the participants' lifeworld and their meaning. To 
‘grasp the very nature of the thing’ (van Manen, 1997), this sort of in-
quiry requires suspension of taken- for- granted beliefs and the attitude 
of science, in other words leaving ‘the natural attitude’ as described 
by phenomenology founder Edmund Husserl (Van Manen, 2014). Van 
Manen states that there is no strict method for phenomenology but 
he does provide for a methodical structure. In line with his writings, we 
explored participant experiences through a “dynamic interplay among 
research activities: turning to the phenomenon, interviewing, reflect-
ing on essential themes, interpreting and writing a description of the 
phenomenon” (van Manen, 1997). This phenomenological reflection 
was guided by five existentials that give meaning to the life world: 
relationality, corporeality, spatiality, temporality and materiality (Van 
Manen, 2014). Data analysis led to the identification of themes that 
were worked out in phenomenological descriptions.

Reporting of this study followed the Standards for Reporting 
Qualitative Research (O'Brien et al., 2014).

3.3  |  Participants

Patients were eligible for the study if they were treated for COVID- 19 
(polymerase chain reaction [PCR] test confirmed) and diagnosed with 
ICUAW (Medical Research Council- Sum Score [MRC- SS] <48) dur-
ing hospital stay (Hermans & Van den Berghe, 2015). Patients were 
excluded if they were unable to speak Dutch, if they did not have 
access to video- calling equipment, or when they were experiencing 
psychological symptoms for which they were receiving professional 
treatment. Through purposive sampling, patients were recruited 
with diversity in age, sex, duration of hospitalization and severity of 
ICUAW. Patients were selected for potential study participation using 
ICU data, including MRC- SS collected during standard care. Patients 
were approached by the interviewing author (RvO) during their visit 
to the aftercare clinic. During this appointment, they were given an in-
formation letter about the study and an informed consent form. They 
were asked to read the information at home and to return the signed 
informed consent form if they wanted to participate in the study, so 
they had time to overthink their participation without any pressure. 
If the informed consent form was received, the researcher made a 
phone call to answer possible questions and to make an appointment 
for the video- calling interview. This initial sample was complemented 
with patients selected based on the professional opinion of hospital- 
based physical therapists treating this patient group.

All study participants were admitted to the ICU between 
March and June 2020, during the first surge of COVID- 19 in the 
Netherlands. This period can be characterized by the following 
contextual factors; there were fear and limited knowledge among 
healthcare professionals about the virus and doubts about whether 

patients would recover from COVID- 19. A significant increase in the 
number and duration of hospital and ICU admissions required hospi-
tals to expand the number of ICU beds and impose higher patient- to- 
nurse ratios than normal. Due to extensive viral spreading in certain 
regions, many patients were transferred to hospitals in other regions 
requiring visitors to travel farther. Patients admitted to a hospital or 
rehabilitation setting were isolated using source isolation or cohort-
ing and could only receive a limited number of family visits.

3.4  |  Data collection

Video- calling interviews were conducted from 4 to 8 months after 
hospital discharge between July 2020 and January 2021. Interviews 
were performed via Zoom.us, Skype for business, or Microsoft 
Teams, depending on the preferences of the participant. In one semi- 
structured in- depth interview, respondents were invited to share 
their lived experiences. Relatives were allowed to be present if so de-
sired by the patient being interviewed. An interview guide was com-
posed to structure the interview, consisting of the following topics: 
current situation, ICU, hospital ward and recovery after hospital dis-
charge (Appendix S1). All interviews were conducted by the first au-
thor (RvO). The interviewer aimed for experientially rich descriptions, 
exploring first- person experiences, focusing on the experience itself, 
asking for detail and avoiding theory- laden questions. Interviews 
were audio- recorded and transcribed verbatim. In addition, with the 
participants written consent, data on demographical and participant 
characteristics were extracted from the electronic medical records.

3.5  |  Ethical considerations

During the interviews, recall of intense memories could be distressing 
to the participants. Our first priority was the comfort and well- being of 
the participants. At the start of the interview, it was emphasized that the 
interview could be paused or stopped at any moment without giving a 
reason. The Radboudumc ethical committee (file number 2020– 6708) 
judged that this study did not fall within the scope of the Dutch Medical 
Research Involving Human Subjects Act (WMO). General principles from 
the Declaration of Helsinki and Good Clinical Practice were followed. All 
participants received written and oral information and signed informed 
consent. All data, including personal data, audiotapes and transcripts 
were stored in the digital research environment of the research insti-
tute and will be kept for 15 years. The paper- informed consent forms 
were stored in a secured room at the research institute. Only primary 
researchers and relevant regulatory bodies had access to the data.

3.6  |  Data analysis

For the data analysis, we followed specific steps of hermeneutic 
phenomenological analysis (van Manen, 1997; Van Manen, 2014). 
These steps are displayed in Table 1.
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3.7  |  Rigour

Open and transparent data analysis was promoted using ATLAS.ti 
software (version 8.4, Scientific Software Development GmbH) for 
data aggregation and analysis. Authenticity was elevated by extensive 
use of participant's quotes in the theme descriptions. Transferability 
was improved by providing context information and thick description.

To optimize thoroughness and to correct for individual blind spots, 
two different researchers independently read, re- read and coded all 
data. Both analysing authors (RvO and EK) were hospital- based physical 
therapists involved in the care of patients with COVID- 19- associated 
ICUAW and trained in qualitative methodology and interviewing. Before 
the study, they bracketed their personal experiences with the phenome-
non under study in a reflection report, to set aside their own experiences 
related to COVID- 19 and to direct their focus to the participants' expe-
riences. The other researchers had a background as ICU nurse (MvdB), 
hospital- based physical therapist (NK), physical therapist (PvdW) and 
ethicist (AO). The group discussions and collaborative writing process 
improved the rigour and credibility of the data analysis. A professional 
third- party native English speaker translated all participant quotes.

4  |  FINDINGS

A total of 13 participants were enrolled and completed the interview 
with a mean length of 49 minutes (standard deviation: 9, minimum: 
29, maximum: 60). Participant characteristics are displayed in Table 2.

Our analysis yielded five main themes: ‘waking up in alienation’, 
‘valuing human contact in isolation’, ‘making progress by being chal-
lenged’, ‘coming home but still recovering’ and ‘finding a new bal-
ance’. The way in which the themes relate to each other is visualized 
in Figure 1.

4.1  |  Waking up in alienation

All patients woke up at some point after a period of being sedated. They 
were lying in a hospital bed in an unfamiliar room, unable to move their 
body and unable to speak. Patients struggled to make sense of their 
situation. They wondered: ‘where am I’?, ‘what am I doing here’? and 
‘what happened to me’?. Patients needed answers but could not ask 
questions because a tube kept them from talking. Their weakness pre-
vented them from producing readable writing or using a letter board, 
resulting in an inability to communicate, which frustrated patients.

“Waking up was such an odd sensation. And I won-
dered: where am I, and what happened to me? And 
because you have something in your throat, you can't 
ask anything. That was very annoying." 

(patient 13)

Patients struggled to process the days/weeks that passed by with 
them being unconscious. There was little daylight, and patients could 
not tell day and time. They searched for points of recognition, like 

Analysing step Description

1) Wholistic reading The first two authors read and re- read the transcripts to fully 
understand the patient's experiences as a whole.

2) Selective coding The first two authors selected statements or phrases that seemed 
particularly essential or revealing about recovery from COVID- 19- 
related ICUAW.

3) Thematic coding The first two authors took the selected statements and grouped them 
into themes. In addition, thematic descriptions were constructed.

4) Collaborative 
discussions

Deeper insights were generated by analysing the themes and thematic 
descriptions with all authors. In digital meetings, the first two 
authors presented their selective codes and themes to determine 
whether their thematic descriptions resonated with the views 
of the others. In three group sessions, themes were examined, 
articulated, re- interpreted, omitted, added and reformulated.

5) Textural 
description

The first author wrote a textural description of ‘what’ experiences 
were found including verbatim examples.

6) Structured 
description

The first author wrote a structural description of ‘how’ the experience 
happened, reflecting on the setting and context in which the 
phenomenon was experienced.

7) Composite 
description

The first author wrote a composite description of the phenomenon 
incorporating both the textural and structural descriptions grasping 
the very nature of recovery from COVID- 19- related ICUAW as 
experienced by patients.

8) Re- writing The composite descriptions of the experiences were reviewed by all 
authors and re- written in several rounds until all authors strongly 
felt that the text grasped the experiences of patients.

TA B L E  1  Followed steps in 
hermeneutic phenomenological analysis
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hospital logos, but oftentimes, they were in an unfamiliar hospital in a 
different country region.

“At first I didn't even know where I was. This is where 
you are they told me. Well yes, but where is that? 
Where am I? I had no clue where I was. Yes (I knew), 
they transferred me to [name local hospital] the first 
week. […] But then I woke up in [a hospital in a differ-
ent region], after about five to six weeks.” 

(patient 4)

The healthcare professionals that helped them turn, wash and 
change were fully covered in suits, caps and facemasks. Patients re-
ferred to them as Martians or astronauts, and some found them scary. 
No one in the ICU looked like a normal human being, even visiting fam-
ily members were fully covered.

“Now where did I end up? In heaven or on Mars? 
[laughs] But I was in the [name hospital] when I came 
to, people with masks and blue suits, so I thought, 
shit, am I in heaven or hell?" 

(patient 12)

Making sense of the situation was also complicated by the lively 
delusions that many patients experienced. The strange delirious 
dreams could sharply be recalled many months later. Typically, these 
delusions seemed very real and items and sounds in the room were 
interpreted as part of the dream. For instance, a round medication desk 
was perceived as an ice- cream machine and beeps produced by room 
technology seemed to be caused by an old sailing ship.

“I am on an old sailing ship. Everything squeaks and 
creaks. The squeaking corresponds to the machine, 
but I do see a lifelike nurse in a suit standing right 
next to me.” 

(patient 2)

All patients explained that they felt physically fit before being admit-
ted to the hospital. The contrast with their physical abilities when waking 
up in the ICU was immense. Patients were unable to move their limbs or 
change positions. Patients could not control the alarm or the television 
above the bed. They typically say: ‘I could not do anything’. Patients felt 
as if they woke up in a different body, a body that was not theirs.

“It felt like it [the body] didn't belong to me, and that 
felt very strange. I couldn't even hold on to a plastic 
cup, so that was odd. And if they sat me up straight, 
I felt just like a rag doll, I would collapse again. Now 
that was a peculiar sensation for sure.”

(patient 5)
Additionally, patients had an altered experience of material things. 

Pencils, cell phones and tableware seemed much heavier than before. 
Patients were unable to handle these objects like they used to, which 
meant a strong confrontation with their weakness.

“I couldn't lift a normal cup, like a mug for instance, it 
was too heavy. I was holding my cell phone, and then 
I told my son I wanted a new one, as it was too heavy. 
Everything felt very heavy, I couldn't use my legs, 
arms or neck.” 

(patient 11)

4.2  |  Valuing human contact in isolation

Patients wanted to be self- sufficient, however, due to their weakness, 
they were dependent on healthcare professionals for even the simplest 
activities in daily life. Oftentimes, patients had to wait, and time was going 
by slowly. They had worrying thoughts like: ‘will I survive’?, ‘how will I 

TA B L E  2  Participant characteristics

Characteristic N = 13 Value

Gender male/female (n) 7/6

Age at interview (years; mean ± SD, range) 60 ± 10 (39– 75)

First reported MRC- SS (mean ± SD, range) 24 ± 16 (0– 46)

Initial admission to other hospital (n) 10

Hospital length of stay (days; mean ± SD, range) 41 ± 27 (14– 98)

ICU length of stay (days; mean ± SD, range) 30 ± 23 (10– 76)

Duration of mechanical ventilation (days; 
(mean ± SD, range)

25 ± 20 (9– 70)

Tracheostomy (n) 4

Discharge destination (n)

Geriatric rehabilitation 6

Specialist rehabilitation 4

Home 3

Abbreviations: ICU, Intensive Care Unit; MRC- SS, Medical Research 
Council— Sum Score; SD, Standard Deviation.

F I G U R E  1  Visual display of patients' lived experiences in 
recovery from COVID- 19- associated intensive care unit acquired 
weakness
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recover’? and ‘how long will this take’?. Several patients described feelings 
of loneliness. This loneliness was reinforced by a sense of being locked up. 
The isolation precautions required doors to be closed, and patients were 
prohibited from leaving the room or ward at their own initiative.

“I was lying all alone in that room, I couldn't do any-
thing, I could hardly move, and well, yes, then you 
feel really lonely. That's when you think: where am 
I heading?” 

(patient 3)

Patients experienced a basic need for human contact. They de-
sired contact with their helpers, and their presence brought feelings of 
safety and security. Despite the fact that all faces were hidden behind 
facemasks, patients did recognize different healthcare professionals. 
They listened to their voices and looked at their eyes, posture and 
contours. Patients felt the difference in handling and touch between 
different healthcare professionals.

“What I do recall, and now think of as something 
I would never do, is the moment I was lying in bed, 
and I felt very lonely you know, I couldn't talk, I was 
just lying there. And then someone stood at my bed-
side, well several people really, but I grabbed the one 
closest to me by the hand, and I held on, something 
I would never do normally. But I remember, I had a 
need to hold on. I think he will think, that person is 
crazy. Well yes and I held on to him like, I need to hold 
on to something, something human.” 

(patient 1)

“When you are lying in a bed you are really aware of 
whether or not people do it from the heart, and if 
they are emotionally involved, or whether they just 
think, I have work to do. They just do their what they 
have to, their job, and there is no reproach to make 
on that count. But you are really aware of whether or 
not someone is doing it from the heart.” 

(patient 10)

Patients were amazed by the caring attention they received, par-
ticularly because these were obviously busy times for healthcare 
professionals. They valued the kind and patient responses of their pro-
fessional support. It made them want to express their thankfulness and 
to find out what the healthcare professionals' faces looked like.

“I was healthy to begin with, and then I couldn't do 
anything anymore, I couldn't walk, couldn't go to the 
toilet by myself. That makes you feel very, very small, 
and very grateful to the male nurses and the female 
nurses, who did a fantastic job. And who have a lot of 
patience for you.” 

(patient 9)

Obviously, the support of loved ones was crucial as well. While 
visiting policies were restricted in every facility, there were large dif-
ferences between places, leading to confusion and frustration after 
transfers. When visitors were allowed, patients felt strengthened by 
the closeness and connection with their loved ones. Moreover, fam-
ily members could recognize patient- specific characteristics, which 
helped alleviate patients' sense of alienation. Patients tried to deal with 
the restrictions by use of telecommunication, and seeing each other 
from a distance or behind glass. As time passed, the desire to be close 
to loved ones was growing stronger, making patients long for the mo-
ment that they could leave quarantine.

“When I first woke up, I spoke in dialect so they 
thought I had a stroke in [different region hospital], 
because I was not intelligible. Then one of my kids 
said, well he speaks just like he usually would). […] I 
apparently spoke in a, well, language they couldn't 
understand.” 

(patient 7)

“My wife and son came to see me almost every day. 
In the [rehabilitation center], also on Saturdays 
and Sundays. Yes they invited her in so she could 
see my progress. Show her that I could walk with 
a walker, that I could advance alone, and do my 
thing. That was great, I am very grateful for that.” 
(patient 12)

4.3  |  Making progress by being challenged

From the moment, the patients became aware of their situation they 
started longing for progress. Their situation was uncomfortable and 
restricting. As long as patients were unable to actively move their 
arms or legs, healthcare professionals had to do it for them. Passive 
motions stimulated limb sensations, which felt nice. Patients re-
ferred to this as gaining back their tactile senses.

“The therapist also came to the ICU and she would 
move my legs and my arms. And that made a differ-
ence to my body, just like before, when I used to be 
on the road a lot, driving a car and I would often go 
for an hour- long walk or bike ride in the evening. That 
is when you feel your body recover. Well, that's how 
this felt too." 

(patient 10)

However, being moved by someone else could also feel strange. 
Patients had no control over their body. Movements and changes 
in postural positioning were mainly induced by healthcare profes-
sionals. Patients felt that they were put straight up, or put on their 
feet by their helpers and these situations were qualified as weird 
and scary.
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“The nurses would pull me upright in bed, turn me 
over, take me to the toilet, sit me in a chair, and bring 
me everywhere. The therapist also came to my bed-
side with this bike and I could pedal the bike while in 
bed. Yes, at the beginning when I couldn't really do 
anything as yet.”

(patient 4)

The way in which activities were announced was incoherent with 
the actual feelings that they gave rise to. The first time sitting up typ-
ically came with dizziness or nausea and patients felt inadequately 
prepared for this. Healthcare professionals used diminutives when 
referring to mobilizing actions. However, in contrast, patients experi-
enced these activities as huge and exhaustive undertakings.

“Yes that was difficult, with the physical therapists pres-
ent, holding on to both sides, I had to just sit on the edge 
of the bed for a little while, yes that was distressing […] 
and I did not expect that it would be that difficult.

(patient 3)”

Typically, the idea to try a new step in recovery, like standing or 
walking, was not suggested by the patient but by a healthcare profes-
sional. Patients were encouraged to try actions that they considered 
impossible. Performing a new step was perceived as scary and came 
with all sorts of bodily sensations including instability, weakness and 
shortness of breath. Patients experienced fear of falling and needed 
the healthcare professionals to stay close to provide safety and sup-
port while exploring their abilities. When patients were able to per-
form such a new action, this was experienced as liberating and as a 
victory. These moments strengthened their belief in recovery and 
brought a lot of energy.

“At one point I was able to stand, and a week later 
he [the physiotherapist] arrived with a walker all of a 
sudden explaining: “I have a feeling that you will suc-
ceed today”. I said: “I won't be able to do that.” But we 
were going to do it anyway. My legs swayed in all di-
rections, “but you are walking” he said. That was very 
motivating. And of course you do make progress and 
at a certain point when you are actually walking, you 
continue progressing.” 

(patient 5)

Patients struggled to see improvement. Progress became partic-
ularly obvious when reaching new mobilizing milestones, but patients 
were not always aware of the small steps in between. They gained con-
fidence when their caregivers pointed to these small steps and empha-
sized that they did see improvement.

I really wanted to move forward. The initiatives they 
took, and the positive words they spoke, were very 
important. And also in my own surroundings, there 

were people who told me you can do it. They saw 
progress when I didn't see it yet, when I thought noth-
ing would change, and that was the worst feeling. 

(patient 3)

Patients wanted to work hard for their recovery. They were 
convinced that they could only recover by putting in a lot of effort. 
However, at the same time, they experienced their weakness and the 
need to rest. It was a struggle to find a good balance between exer-
cise and rest. They found out that working hard was not necessarily 
beneficial. When the dosage of mobilization or therapy was too high, 
patients felt setback for the rest of the day, or even for a couple of 
days. Patients talked about this in terms of ‘going into the red’ or ‘being 
presented with the bill afterwards.’ These small setbacks were very 
frustrating.

“I did get more energy eventually, but it was always 
two steps forward, and one step back. And that is 
when I would push my body past its limits, because I 
would think I was doing really well, but then, uncon-
sciously, I would have crossed my own boundaries 
and be flat on my back for two days.” 

(patient 2)

4.4  |  Coming home but still recovering

At the time of the interview, all patients were at home. They spoke 
of coming home as a beautiful moment. At the same time, it was a 
shocking confrontation, as they were still weak and not anywhere 
near their old functional capacities. Some patients felt that they 
might have gone home too early, and wished they had stayed in the 
hospital because they could hardly manage themselves. Especially 
those with a busy households had trouble to find the energy to live 
in harmony with their family and be social.

“I really wanted to go home but when I finally did get 
home I wanted to return after about an hour and a 
half. Because then you are very happy to see your 
children again, but at the same time it is also very tir-
ing. So usually I can handle quite a lot but now I had a 
very short fuse. I got angry very quickly. And I would 
flee upstairs. But I would also, for example, like, go 
upstairs and take a shower, and then I really needed 
to lie down on the bed afterwards to gather enough 
strength to go downstairs again.” 

(patient 2)

Coming home also meant that patients were liberated from 
quarantine. While admitted they had to follow annoying and in 
some cases, unreasonable rules, like wearing a facemask outside 
with nobody around. For many patients leaving quarantine was a 
big relief.
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“You remain in quarantine all the time. If you go out, 
you put your facemask on, if you are on a bike, you 
put a facemask on, as well as gloves. Well that is very 
annoying if you have to make a physical effort. At one 
point I was sitting on the balcony with my mask on 
and my gloves on. Yes, outside in the sun. So that feels 
strange. Sitting there on your own with your mask 
on. Weird. So I was very happy to finally get out of 
quarantine.” 

(patient 8)

Recovery still proceeded after coming home. Some patients 
went for outpatient treatment in rehabilitation clinics, others were 
supported by first- line therapists. Patients wanted the best possible 
treatment and, as COVID- 19 was a new disease, they were insecure 
about which therapist to choose. They looked for therapists expe-
rienced with patients with lung problems, or practices with richly 
equipped training facilities.

While at home, some patients still relied on oxygen therapy, 
walkers or wheelchairs. These were necessary aids but they also 
represented the illness period. Patients typically wanted these 
things out of their house as soon as possible.

“I had a Zimmer frame, a walker, a bed. Basically all 
the amenities I needed to be at home. A commode, 
everything I required. By the way, I didn't use the 
commode, nor the wheelchair. That was also there. 
I sat in it once. But I wanted that thing out of my 
house.” 

(patient 7)

4.5  |  Finding a new balance

The extent to which patients recovered their abilities over time 
strongly differed. Several patients largely regained their old lives. 
Some started working again. Others still struggled with severe 
complaints hindering them from participating in social activities. 
Patients experienced a wide range of complaints including: lack 
of energy, fatigue, shortness of breath, morning stiffness, hip or 
shoulder complaints, foot drop, altered feeling in arms and legs, 
quick acidification in the legs, troubles concentrating and mus-
cle aches. For some complaints, physicians predicted that they 
would not disappear entirely, for example neuropathic complaints. 
However, for most complaints, it was unknown to what extent 
 patients might recover and what their final functional abilities 
would be.

“I suffer from tingling in both feet. And that foot drop, 
that has also started to play up again. But the tingling 
in the feet continues day and night. And that bothers 
me. I've been to the neurologist, and they researched 

it […] and then the neurologist said: "yes, what you 
have, that's a gift for life, it won't go away." 

(patient 4)

Patients talked about their ordeal with their partners and families, 
oftentimes using the diaries and photos taken during their ICU stay. It 
was difficult to imagine what it had been like for their families to see 
them this critically ill and to deal with the isolated circumstances. In 
the interviews, patients typically became emotional when they spoke 
about the experiences that their families went through.

“If you look back at the photos and see what you 
looked like lying in the hospital bed that is when 
you really know how sick you have been. They even 
started arrangements for my funeral at home. I still 
need to process that.” 

(patient 5)

Several patients expressed a certain degree of acceptance of their 
situation. They were thankful for the fact that they survived their crit-
ical illness, particularly because they also heard about patients not 
surviving COVID- 19. They pointed at this as being a miracle or they 
felt helped by a higher power. They valued life more than before their 
illness and recognized an altered mindset of being more generous and 
loving. These aspects helped them put their actual problems in a dif-
ferent perspective.

“The fact that I got so sick is just part of life. And I 
want to process it and move on. And when I woke up 
after being on the ICU, I was so glad I was still alive. 
At Klimmendaal as well, going outside for the first 
time, seeing those little flowers, well everything you 
remember from the past and you get to experience 
again was wonderful to me. And I am still grateful for 
that.” 

(patient 11)

The confidence that one could live on in a meaningful and accept-
able manner seemed to grow over time. All progress on a physical level 
was welcomed, but the urgent striving for progress seemed to slow 
down. Some patients expressed that they found a new rhythm and bal-
ance, which they could accept and live with.

“As weird as it sounds and knowing how damaged my 
lungs were. I wasn't afraid. And maybe, of course, I 
say that now I know that my organs have recovered, 
but I do think that I have become a better person. In 
retrospect, selfishly, I'm glad I had it. […] I knew that I 
should be a little less involved in the hectic work pace. 
I always had both feet on the ground, but even more 
so now. I also made an agreement with myself to hold 
on to this feeling. I do not have to be happy every day, 
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but I should try to be more realistic, more composed 
and more balanced overall.” 

(patient 2)

5  |  DISCUSSION

In this study, we explored patients' lived experiences in recovery 
from COVID- 19- associated ICUAW. Hermeneutic phenomenological 
analysis yielded five main themes: ‘waking up in alienation’, ‘valuing 
human contact in isolation’, ‘making progress by being challenged’, 
‘coming home but still recovering’ and ‘finding a new balance’. These 
themes were worked out in phenomenological descriptions reflect-
ing a recovery process that does not follow a linear build- up, but 
comes with moments of success, setbacks, trying new steps and 
breakthrough moments of achieving mobilizing milestones.

We found that recovery starts with experiencing a strong sense 
of alienation. The alienation is applicable to all existentials (lived 
time, lived space, lived body, lived human relations and lived mate-
rials) (Van Manen, 2014). The alienating character of illness found in 
this study complies with the conceptualization of ‘illness as unho-
melike being- in- the- world’ (Svenaeus, 2011). Patients express that 
in this alienation they look for familiarity, for security and for recog-
nition. They want to return to the familiar situation, back to the old, 
balanced, bodily self. Patients long for health and ‘homelikeness’: 
“Health is a non- apparent attunement, a rhythmic, balancing mood 
that supports our understanding in a homelike way without calling 
for our attention” (Svenaeus, 2000).

In the isolation environment, patients strongly value human con-
tact. The presence and contact with healthcare professionals and 
family members are crucial in supporting them through desperate 
moments and to regain belief in recovery. Patients initially have lim-
ited control over their body and are being moved by others. They 
rely on healthcare professionals to create situations in which they 
can experience improved physical functioning.

At first, this is frightening, requiring much reassurance and sup-
port from healthcare professionals. By being challenged, and experi-
encing some degree of physical activity and control, patients regain 
confidence. It seems that their body has to be reminded of what it 
felt like to perform active movements, which suggests that mobility 
training increases body knowledge. Body knowledge, or body mem-
ory, is a noncognitive knowing that guides much of our daily doing 
and acting. This can be illustrated with the example of a coffee mug: 
“Our body knows how to pick up a coffee mug from the table with 
just the right grasp and lift” (Van Manen, 2014).

When patients come back to the familiarity of their homes, leav-
ing the isolation precautions means a big relief, however, in some 
way they are alienated again. They are confronted with the fact that 
they are still recovering and are unable to take on their old lives yet. 
The extent to which patients regain back their abilities over time dif-
fers strongly between patients. The same holds true for the extent 
to which patients find a new rhythm and balance. As acknowledged 
by recent literature the feeling ‘to want to come back’ can be strong 

and imply a silent form of suffering (Alexandersen et al., 2021). 
Therefore, patients recovering from ICUAW should be offered 
health- promoting follow- up support.

5.1  |  Relating findings to the existing literature

There is a vast amount of qualitative studies looking into the 
experiences of patients who are admitted and/or mechani-
cally ventilated in the ICU. In line with our findings, many of 
these studies have described some form of alienation in the 
ICU (Almerud et al., 2007; Carruthers et al., 2018; Johansson & 
Fjellman- Wiklund, 2005; Locsin & Kongsuwan, 2013; Lykkegaard 
& Delmar, 2013). The importance of human contact and the pres-
ence of significant others have also been described previously 
(Alexandersen et al., 2019; Fredriksen & Svensson, 2010; Karlsson 
et al., 2012; Lykkegaard & Delmar, 2015; Mylén et al., 2016; 
Tingsvik et al., 2018). The last decade has seen a growing body 
of qualitative literature regarding ICU recovery (Abdalrahim & 
Zeilani, 2014; Ågård et al., 2012; Apitzsch et al., 2021; Calkins 
et al., 2021; Corner et al., 2019; Deacon, 2012; Ewens et al., 2018; 
Jensen et al., 2017; Kang & Jeong, 2018; Kean et al., 2017; Maley 
et al., 2016; Nelderup et al., 2018; Palesjö et al., 2015; Thurston 
et al., 2020; Umberger & Thomas, 2019; Vogel et al., 2021). It is not 
surprising that our findings show overlap with these studies, such 
as ‘dealing with setbacks’ (Vogel et al., 2021), ‘learning to live in a 
changed body’ (Palesjö et al., 2015) or ‘regaining a mental balance’ 
(Nelderup et al., 2018). However, the phenomenological descrip-
tions provided in this study highlight the immense impact of the 
isolation precautions that ICU patients with COVID- 19 must en-
dure. Moreover, our findings bring across that muscle weakness 
impacts many different aspects of ICU recovery. This results in 
specific implications for the care delivery aiming to alleviate these 
problems.

5.2  |  Implications

Our study bears important practical implications for nurses and 
other healthcare professionals who work with patients recover-
ing from COVID- 19- associated ICUAW. It is in no way our inten-
tion to deny the importance of diagnosis and treatment of muscle 
weakness, neurosensory problems or functional capacities. We 
argue that both ‘technical/objective’ as well as ‘meaningful/sub-
jective’ aspects need to be addressed in patients' recovery. While 
the language in recovery is mostly directed towards objective and 
quantifiable outcome measures and therapeutic goals, it is crucial 
to connect to and empathize with the lifeworld of patients. When 
healthcare professionals are conscious towards patients' experi-
ence, it stands to reason that they start to act and communicate 
differently (Jones et al., 2020). For example, when the healthcare 
professional is aware that a patient might see her as an ‘astronaut’, 
she could be more inclined to introduce herself and explain what 
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is going on and what she is there for. Moreover, when one can 
empathize with the desperate questions that critically ill patients 
may have such as ‘what happened to me’? or ‘will I recover’?, one 
might be inclined to explain why someone is experiencing weak-
ness, how one could keep perspective and emphasize small steps 
of progress.

Understanding of the impaired body knowledge in patients with 
ICUAW could be vital for their rehabilitation as well. We argue that, 
because body knowledge plays a role in recovery, rehabilitation 
training should aim not only to increase muscle strength, but also for 
the patient to explore and reclaim a bodily knowing. For instance, 
patients might feel that they are unable to stand up when sitting 
on the side of the bed. If they are brought in a standing position 
passively, their bodily knowledge is addressed and awakened. From 
here on, one can work towards active standing, and phase out sup-
port. This might feel counter- intuitive, as one might think that mus-
cles must be strengthened first to create the conditions to take the 
next step in recovery. However, thinking from bodily knowledge, 
bringing patients into a new posture could promote the regaining of 
functional abilities and self- efficacy.

Finally, our study findings imply that healthcare professionals 
should not only ‘explain’ patients' weakness but also try to ‘un-
derstand’ what this weakness means to patients (Ahlzén, 2011). 
This understanding is not self- evident and can be promoted by 
education. In healthcare education, there are trends to stimulate 
empathy development through experiential learning (Vanlaere 
et al., 2010). In experiential learning labs, materials are used to 
mimic patient experiences like limited mobility or sight. These 
methods offer opportunities to increase awareness of the unique-
ness of every single patient in clinical practice (Honkavuo, 2021). 
However, to our knowledge, no laboratories have developed ma-
terials to mimic ICUAW or critical illness. Lively written accounts 
of patients' experiences, as we provide here, might be used as a 
fundament for teaching healthcare professionals.

5.3  |  Limitations

There are some limitations related to this study. Methodical choices 
were constrained by pandemic- related restrictions. Therefore, data 
triangulation with the use of participant observations was not possi-
ble. The restrictive measures were also the reason that all interviews 
were conducted through video calling. The physical distance be-
tween interviewer and participant might have limited data richness 
through a lack of rapport and non- verbal communication. However, 
literature indicates that in- person interviews are only marginally 
superior to video calls (Krouwel et al., 2019). Another limitation 
concerns the frequent occurrence of delirium among critically ill pa-
tients. Some experiences as expressed by the patients in this study 
could be interpreted as delirious, for instance disorientation in time, 
place and person. Delirium can disturb memory and evoke amnesia 
(Jones et al., 2000). The lack of recall as a result of delirious phases 
during ICU stay could have influenced our findings. One could also 

argue that delirious experiences expressed by patients at that mo-
ment were not real. However, in phenomenology there is no such 
thing as an ‘unreal experience’. When the patient, for instance in-
terprets himself as being on an old squeaky sailing ship, this is the 
meaning given to that situation at that point, which undoubtedly 
adds to a sense of disorientation and alienation.

6  |  CONCLUSIONS

In this study, we found that recovery from COVID- 19- associated 
ICUAW starts from a situation of alienation. Patients long for home-
likeness and rely on healthcare professionals to regain feelings of 
familiarity, security and recognition. It seems possible for patients to 
feel homelike again, not only by changing their outer circumstances 
but also by changing the understanding of themselves and finding 
a new balance in the altered situation. Nurses and other healthcare 
professionals can help them in this process when they not only ex-
plain the weakness from a biological perspective, but also try to un-
derstand the patient's experiences and empathize with their illness.
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