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ABSTRACT

Introduction: Interpretations of ‘recovery’ from illness are complex and influenced by many factors, not least patient ex-
pectations and experiences. This paper examines meanings of ‘recovery’, and how it is strived towards, drawing on the example
of COVID-19 infection.

Methods: Drawing on qualitative interviews (n = 93) conducted in the UK between February 2021 and July 2022, we compare
adults' accounts of being admitted to an Intensive Care Unit (ICU) with COVID-19 to accounts of being ill with Long COVID,
defined as ongoing symptoms for at least 12 weeks postinfection. We conducted a multi-stage comparative analysis using Nvivo
to organise and code the data.

Results: We identified similarities and differences in participants’ descriptions of their ‘worlds of illness’. For both groups,
perceptions of recovery were shaped by the novel, unknown nature of COVID-19. Participants questioned the achievability of
full restoration of prior states of health, highlighted the heterogeneity of ‘recovery trajectories’ and described the hard physical
and emotional work of adjusting to changed selves. Themes that revealed differences in ‘worlds of illness’ described included
the different baselines, waymarkers, and pathways of illness experiences. Differences in other people’s responses to their illness
were also evident. For ICU participants, hospitalisation, and especially ICU admission, conferred legitimate patient status and
authenticity to their symptoms. Family, friends and healthcare professionals acknowledged their illness, celebrated their
survival, and granted them latitude to recover. For Long Covid participants, their patient status often lacked comparable
authenticity in others’ eyes. They reported encountering a lack of recognition and understanding of their ongoing need to
recover.

Conclusions: This study highlights how the meanings of illness ascribed by others can influence how recovery is experienced.
Our findings highlight the importance of ensuring people are made to feel their illness experiences are legitimate, regardless of
hospitalisation status, formal diagnosis or lack of medical knowledge and pathways. They also indicate the value of emphasising

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided the original work is properly
cited.

© 2025 The Author(s). Health Expectations published by John Wiley & Sons Ltd.

Health Expectations, 2025; 28:€70253 1of 11
https://doi.org/10.1111/hex.70253


https://doi.org/10.1111/hex.70253
http://orcid.org/0000-0002-9650-2376
http://orcid.org/0000-0001-5627-1684
http://orcid.org/0000-0002-6082-3151
http://orcid.org/0000-0002-5184-2764
http://orcid.org/0000-0001-5377-6222
http://orcid.org/0009-0004-8887-1392
http://orcid.org/0000-0002-2307-5916
http://orcid.org/0000-0002-4372-9681
http://orcid.org/0000-0002-6496-4859
http://orcid.org/0000-0002-5873-3632
mailto:alice.maclean@stir.ac.uk
http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1111/hex.70253
http://crossmark.crossref.org/dialog/?doi=10.1111%2Fhex.70253&domain=pdf&date_stamp=2025-04-09

the different permutations, and lack of linearity, that recovery can take. This may help to help to guard against a lack of

understanding for experiences of recovery which do not meet idealised notions.

Patient or Public Contribution: Both studies were guided by an advisory panel that included patient and public involvement
representatives with lived experience of Intensive Care/COVID experience and Long COVID respectively. Through regular
meetings with the research teams, the advisory panel had input into all aspects of the study conduct, including recruitment
methods and content of the interview topic guide and feedback on preliminary analyses. The Long COVID study also included a
lived experience coinvestigator who contributed to data interpretation and analysis.

1 | Introduction

If illness or injury cannot be avoided, recovery becomes an
understandable ambition. In the early months of the COVID-19
pandemic it was anticipated that ‘the great majority’ of people
infected with COVID-19 would experience ‘mild-to-moderate’
illness ‘similar to seasonal flu’, while a ‘minority [would]
develop complications severe enough to require hospital care
[which for] a small proportion [...]may be severe enough to lead
to death’ [1]. ® At that time it was not realised that this mild
vs severe classification was too simplistic and could not account
for those who did not recover as expected and went on to ex-
perience long term illness [2, 3]. A ‘mild’ vs ‘severe’ dichotomy
of illness presupposes particular needs and pathways of recov-
ery, thereby limiting what stories can be told, and what ex-
periences can be conveyed. In turn, this risks ‘epistemic
injustice’ [4], where some accounts of ‘recovery’ are privileged
while others are neglected or rejected [5, 6]. This article ex-
amines meanings of ‘recovery’ and how it is strived towards,
using the example of COVID-19 infection. We draw on inter-
views, conducted in the UK between February 2021 and July
2022, to compare accounts of striving towards ‘recovery’ by
adults who were critically ill and admitted to an Intensive
Care Unit (ICU) or had Long COVID.

1.1 | COVID-19, ICU and Long COVID

Internationally, the COVID-19 pandemic gave rise to increased
ICU admissions, and unprecedented numbers of critical care
survivors [7, 8]. Survivors of critical illness can experience
multidimensional disability and require rehabilitation following
discharge from ICU [7]. Long COVID, an often-contested con-
dition [9] with 200 fluctuating symptoms spanning 10 organ
systems [10], began to emerge during 2020 [3, 11, 12]. However,
Long COVID displays significant heterogeneity in symptom
experiences and illness trajectory, and hence there is no typical
Long COVID patient [13]. To date, Long COVID occupies ‘a
category of the medically unknown [and] a diagnosis of exclu-
sion’. [14] 1V In March 2024, statistics reported that 2 million
people were experiencing Long COVID in the UK; 71.1% had
experienced symptoms for at least a year and 51.3% for at least
2 years [15].

1.2 | Problematising ‘Recovery’

A single understanding of what recovery from illness means is
lacking, and may even be undesirable. Interpretations of

recovery are complex and influenced by many factors, not least
patient expectations and experiences [16]. Yet some argue that
certain narratives, such as ‘success stories’, are preferentially
told, heard and valued, whereas narratives of ongoing, relapsing
or episodic illness are more likely to go untold or afforded lesser
validity [17, 18]. In the context of novel, contested, and/or
invisible illnesses, it is especially hard to occupy the ‘sick role’
[19]. In relation to depression, O'Brien [20] ®7® argues that
recovery is positioned as ‘an exercise of individual responsibility
to return to a functioning and productive norm and prevent
recurrence’. She suggests a ‘recovery imperative’, which
neglects individual biography, values, goals, and social posi-
tioning, underpins notions of expected recovery, and imbues
slow recovery or relapse with a sense of failure. Thus the
‘recovery imperative’ gives rise to a harmful discourse, posi-
tioning those who struggle to recover as not ‘trying’ hard en-
ough [21].

1.3 | Healthcare and ‘Recovery’ in the Context of
COVID-19

Research on the healthcare experiences of those who were
critically ill with COVID-19 during 2020-22 highlights many
positive aspects of ICU care despite pandemic disruption,
including relationships of reciprocal care, admiration, and
gratitude for healthcare professionals [22-25]. However, the
evidence around ICU discharge and transition to recuperating
at home highlights a deterioration in guidance and continuity of
care [7, 26]. Over the same period, people with Long COVID
reported predominantly negative healthcare experiences,
including a struggle for recognition of their illness [3], having
their candidacy for care rejected or diverted, leading them to
feeling disbelieved and even abandoned by medical profes-
sionals, perhaps particularly among ‘vanguard patients’ who
developed Long COVID early in the pandemic [27].

While after the initial months of the pandemic, there were
clearer healthcare pathways and an immediate sense of urgency
to develop treatments for people admitted to ICU with COVID-
19 [28], validated treatment pathways or those with Long
COVID have been slow to materialise [10]. Cheston et al. [11]
attribute this partly to ‘a deprioritisation of the chronic when
dealing with the ongoing life-threatening emergency of the
acute’. Many with Long COVID have reported managing their
symptoms without guidance or support from healthcare pro-
fessionals, resulting in them experimenting with pacing (i.e.
doing tasks in repeated bursts, planning activities so that pauses
can be built in, prioritising valued tasks over others) and other
adjustments [29, 30]. However, pacing and resting are less
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accessible symptom management options for people with job
inflexibility or financial insecurity [31], which impacts their
recovery [32, 33].

In relation to recovery from COVID-19 critical illness, Onrust
et al. [25] who administered questionnaires to ICU survivors
(n=56) and family members (n = 67) and conducted interviews
with survivors (n=6), reported that participants perceived
returning to paid employment as representing recovery and a
return to ‘normality’. Gongalves et al. [7] (whose 23 inter-
viewees included health professionals, patients critically ill with
COVID-19 and relatives), argue that recovery implies being
‘cured’ which does not align with the concepts of ‘survivorship’
and ‘recalibration’ that participants described.

Summarising Long COVID studies with 2-3 years quantitative
follow-up data, Al-Aly & Topol [34] ®53D state “spontaneous
recovery or return to baseline status is uncommon”. Data from
the UK-based REACT study (n = 242,712) showed that only 31%
of those with persistent symptoms at 12 weeks had recovered
within a year [35]. ®¥ Qualitative explorations of Long COVID
reveal complex patterns of ‘recovery’, such as varying under-
standings of what ‘getting back to normal’ entails [36] and how
the ‘ongoing unknowns’ of the condition can impact the ability
of people with Long COVID to (re)construct a coherent and
stable sense of self [37]. ®¥ Qualitative studies and syntheses
highlight evidence which disrupts any idea that recovery from
Long COVID follows a linear transition between binary states of
illness and wellness [38, 39].

Our aim here is to add to understandings of the ways in
which recovery from illness is understood and strived for by
comparing the accounts of participants who were admitted to
ICU with critical COVID-19 illness (ICU participants) with
the accounts of participants who experienced Long COVID
(LC participants).

2 | Materials and Methods
2.1 | Design and Theoretical Approach

The data are from in-depth narrative interviews (n =93) from
linked qualitative UK studies on COVID-19 which used iden-
tical methods of data collection and overlapping teams. The
studies were conducted between February 2021 and July 2022.
Ethical approval was granted by Berkshire Ethics Committee
(12/SC/0495).

2.2 | Participants

Sampling in the studies aimed to achieve maximum variation
[40] by including participants of diverse ages, occupations,
ethnicity, gender, and geographical locations. The researchers
recruited from a variety of sources including clinicians, support
groups and social media, and employed snowball sampling
when accessing ‘hardly reached’ groups (e.g., ethnic minorities).
For a discussion on the term ‘hardly reached’ instead of ‘hard-
to-reach’ see Sokol et al. [41].

The analysis reported here includes 30 adults who had been
admitted to ICU with COVID-19, and 63 adults with Long
COVID. At the time of the interviews none of the ICU parti-
cipants identified as having Long COVID. Participants' ages
ranged from 20 to 80 years, with the majority (n =65) aged
between 30 and 59 years. The sample comprised a majority of
female (n = 56) and white participants (n = 68 white British or
other white).

2.3 | Interviews

One researcher interviewed all ICU participants and a team of
ten conducted the Long COVID interviews; all are experienced
qualitative researchers trained in the same protocols. All par-
ticipants gave informed verbal consent to participate and have
their interview recorded. All but two interviews were conducted
remotely via videoconferencing platforms or telephone to
comply with any public health restrictions in place, minimise
infection risk and accommodate participants' preferences and
IT literacy. Remote interviews enabled participants to cancel
interviews when too fatigued or unwell and/or split the inter-
view across various time points to reduce participant burden.
On average, interviews lasted between 60 and 90 min (range
20-210 min).

Interviewers invited participants to recount how they first
became ill with COVID-19 and how this had affected their lives,
and then prompted further discussion using a semi-structured
topic guide, which included questions about their experiences
of treatment (including post-discharge for ICU participants),
current health, future expectations of ‘recovery’ and coping
with the aftermath of their illness.

Interview audio-recordings interviews were transcribed verba-
tim and checked for accuracy. Participants had the opportunity
to read and redact their transcript before assigning copyright to
use extracts from interview recordings and transcripts in writ-
ten publications, broadcasts and on the public facing Health
Experiences Insights (HEXI) platform.

2.4 | Data Analysis

All direct identifiers were removed from transcripts before they
were imported into NVivo and coded systematically using a
coding framework, developed by each research team, which
included anticipated and unexpected themes in the data [42].
We held cross-study discussions which identified important
thematic commonalities and disparities across the datasets,
specifically related to experiences of illness and perspectives on
‘recovery’. One researcher (AM) then conducted a comparative
analysis using a mind-mapping ‘one sheet of paper’ (OSOP)
technique [43]. The more refined themes generated using this
technique were written up descriptively and separately for ICU
and LC participants to aid comparison by viewing similarities
and differences side by side. Further discussions among the
authorship team, informed by these descriptive accounts of the
data and existing literature, helped refine the line of argument
to include understandings of participants’ accounts as
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descriptions of their ‘worlds of illness’ [44, 45] and to pay close
attention to how areas of convergence and divergence in these
worlds can inform understanding of illness experiences and
meanings. Interview extracts (IEs) are used to illustrate the key
themes (longer extracts are presented in Tables 1-5). Pseudo-
nyms (assigned by the researchers) are used throughout.

3 | Results

Radley [44, 45] argued that individual illness accounts, as
shaped by and given meaning within socio-cultural environ-
ments, can shed light on ‘worlds of illness’. He asserted that
accounts of illness “do more than report the events which the
person has suffered [as they are] fabricating a world of ‘illness™
[45] @779 and “articulate a person's situation in the world and,
indeed, articulate that world, in which the individual will be
held accountable to others’ [46] 22D, Using these ideas, we
identified the similar and different ways in which ICU and LC
participants described their ‘worlds of illness’. We first detail
the themes capturing similarities in their illness experiences: (i)
losses, scars and unknown futures after COVID-19; (ii) adjust-
ing to changed selves: the hard work of striving for recovery;
and (iii) ‘recovery trajectories’: balancing hope and uncertainty.
Themes that demonstrate differences in the illness worlds of the
two groups included: (i) illness experiences with different
baselines and ‘recovery trajectories’ with distinct waymarkers;
(ii) following a notional pathway vs negotiating unmapped
territory; and (iii) professional and societal responses to taking
time to ‘recover’: being granted or denied latitude by others.

3.1 | Similarities in the ‘Worlds of Illness’ of ICU
and LC Participants

3.1.1 | Losses, Scars and Unknown Futures After
COVID-19

ICU and LC participants described losses they had experienced
since COVID-19 infection and numerous ways in which their
bodies, lives and selves were still changed many months, or
longer, after their initial infection. Their accounts challenge the
possibility of returning, physically, mentally or emotionally, to a
‘before illness’ version of themselves and, instead, suggest that
their COVID experiences had permanently altered them.

ICU and LC participants highlighted bodily and physical losses,
such as of strength, stamina and weight, and spoke of debili-
tating bodily changes and symptoms that persisted

TABLE 1 | Losses, scars and unknown futures after COVID-19.

postinfection, including extreme fatigue, weakness, breathless-
ness, loss of taste and smell, forgetfulness and brain fog. These
changes were described as resulting in a loss of normality,
independence and spontaneity, leaving participants feeling they
had lost their prior selves (Table 1 IEs 1-2).

In both groups, participants reflected on the aspects of their
health and life they wanted to regain, such as strength, inde-
pendence and feeling like their ‘old self, suggesting that
recovery for some meant a return to the same state as before
illness, Eddie (ICU) said he wanted help ‘working out how to get
[...] back to the same level of capacity, capability that [I had]
before’. Many LC participants also spoke of their desire for a full
return to their prior state but felt wary of hoping for too much
(‘To be honest, I try not to think about [whether I'll improve]
because I don't know how hopeful I am’ (Philip, LC)). As COVID-
19 was a new virus when participants were interviewed, the
many unknowns about their illness, and its future course, were
highlighted by participants in both groups as emotionally
challenging and casting doubt on the prospect of full recovery
(Table 1 IE 3).

Across both groups, participants highlighted how the trans-
formative nature of the ongoing physical and emotional ef-
fects of COVID-19 made them unable to return to ‘normal’ as
others could when the general public began to emerge out of
COVID-related lockdowns; participants felt at odds with this
changing and ‘recovering’ world. While Moira (ICU) found it
difficult to align the ‘massive event’ she had been through
with the world getting back to normal all of a sudden [...] like
[the pandemic] didn't happen’, Elsa (LC) feared her lack of
recovery would ‘hit more’ and feel increasingly isolating as
society shifted towards (new) ‘normal’ and she did not feel
well enough to join friends in enjoying the easing of public
health restrictions.

Reinfection was a significant concern for many, particularly
before COVID-19 vaccines became available. Ralph (ICU) said
he was fearful of being hospitalised again: ‘I'll be glad tomorrow
when I get the initial [vaccine]’.

3.1.2 | Adjusting to Changed Selves: The Hard Work of
Striving for ‘Recovery’

Participants in both groups spoke of trying to adapt to their
altered capacity so they could get by day-to-day and strive to-
wards regaining independence. Their accounts highlighted the
physical, mental and emotional toll of ‘doing’ recovery work.

IE 1. [T was] previously active, playing rugby |[...] living a normal life, and now [...] everything has to be planned|like]
“Where am I going to park [at the supermarket]?” [...] Previously I could just leave the house without a concern [it's| hard
to adjust to. (Elliott, LC)

IE 2. Everything is different. What I feel, [...| what I think, how I behave [...] I have to think before I do anything. Even watching
TV. [...] It's like I'm a different person. (Nina, ICU)
IE 3. [T[here's no clear answers really to say, “Well, this is going to happen and then that's going to happen” [and] you're left

worried, thinking, “Oh, is this normal to be feeling like this? [Is it] expected or has [COVID] damaged something?”

(Cathie, LC)
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TABLE 2

Adjusting to changed selves: The hard work of striving for ‘recovery’.

IE 1.

IE 2.

IE 3.

1IE 4.

I got a perching stool for the kitchen and a shower stool [...] if I had a shower I had to go back to bed for an hour - it
absolutely wore me out and that went on for [a while]. (Amanda, ICU)

So, to pace properly you need to have a very strict timetable of rests. [...] If I had a morning of doing something I would be
in bed all afternoon [and it's] not a choice |[...] it's like ‘If I don't go to bed now, I am going to fall down’. (Elsa, LC)

You have to do things totally differently and respect your body [more, but] also find out that you can't do what you used to
be able to do. (David, ICU)

[what's helped me most is| learning what my new rules are in my body |[...] you're building up a map of yourself and once
you have the map, it becomes easier to traverse. (Charles, LC)

TABLE 3

‘Recovery trajectories’: Balancing hope and uncertainty.

1IE 1.

IE 2.

IE 3.

IE 4.

[F]or the first few days [after I came out of hospital] I continued getting stronger [...] then after about 2 weeks things
started to slow down [...] like I was backpedaling, I was getting worse [and it's| been the same [since]. (Kenneth, ICU)

So things are improving [but when] I spoke to [my consultant] I said, ‘Oh, this recovery, it's taking so long’ he said, ‘Okay,
just go back to February. [...] how were you then? The same as [now]?’ [...] I went, ‘Oh, no, no’. And my nurse [said],
‘You're not on the oxygen now either’. [...] And I looked at them both and went, ‘Yeah okay, point made’. (Amanda, ICU)

So, I suppose every month that I can look back and think, ‘Okay, I did just a tiny bit more that month’. I feel [...] good [it's]
going in the right direction. The difficult thing is when you have the blips and horrible relapses [...] that's really quite
depressing. (Holly, LC)

I can potter around and do [...] simple things [...] and [the healthcare professionals] just tell me it's time [and] can take
5 years before you're totally over [admission with critical illness]. (Ella, ICU)

TABLE 4

Illness experiences with different baselines and ‘recovery trajectories’ with distinct waymarkers.

IE 1.

IE 2.

IE 3.

IE 4.

IE 5.

IE 6.

Within half an hour [of phoning for help] two paramedics were in my front room hooking me up [...] giving me oxygen,
checking my blood pressure. And before I knew it, I was in the back of an ambulance on the way to the hospital.
(Rod, ICU)

They told me I was being taken up to intensive care, because I wasn't breathing well on my own, and I was going to be put
on a [CPAP machine.] Yeah, I was scared, obviously. (Beth, ICU)

At the start [of the pandemic], Long COVID wasn't really a thing. [The media] was just showing the daily deaths, and
people that were hospitalised. So [...] you were kind of overlooked [...] I didn't want to pester the A&E team, and my GP
didn't have any answers for me either, so I was [...] stuck in a hard place. (Murray, LC)

I couldn't understand why I wasn't getting better [...] there I was months [after initial infection] with evolving symptoms,
different systems affected, things that the news [or press conferences] hadn't spoken about [...]. It was really confusing, and
overwhelming, and worrying. (Stephanie, LC)

I feel guilty because |[...] I remember when [my mum] had chemo, her hair...she was so brave. And I think my God, I
haven't had all of that [and] I feel traumatised by not having the same hair [...] without a valid excuse, if that makes
sense? I feel like it's less valid. (Joanna, LC)

I hadn't been to hospital, I'd never had a definitive [COVID] diagnosis and therefore I [...] felt a bit of a fraud; [T would say

to myself] “What's all this about? [...] It's not like you've been really ill, Jane. People have been really ill.” [...] I probably

made assumptions about how other people were feeling about me [not recovering], which may or may not have been true.
(Jane, LC)

This included: learning how to do essential activities of daily
living while managing debilitating symptoms and depleted
strength and energy (e.g., using physical aids, such as shower
seats, and strategies, such as pacing); rearranging their homes
spatially, at least temporarily, to make them easier to navigate;
and recognising and responding to signs of fatigue (Table 2
1Es 1-2).

For both groups, much of this adjustment ‘work’ involved
making sense of their changed selves and experiential

learning about their diminished capacities, often after push-
ing themselves too far, and appropriate adaptations (Table 2
IEs 3-4). Adjusting to changed selves also required both ICU
and LC participants to rely on partners and close family
members for practical and emotional support. As some ICU
patients were discharged relatively quickly, due to pressures
on hospitals, their care needs at home were greater than
might usually be the case. Participants highlighted the
necessity of this support; it was not uncommon for family
members to help with activities of daily living such as
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TABLE 5

Professional and societal responses to taking time to ‘recover’: Being granted or denied latitude by others.

IE 1.

IE 2.

IE 3.

I came home [from hospital and] people [locally] were absolutely pouring out of their houses to talk to me and wish me
well [...] which gives you so much strength. It makes a huge difference [...] you feel a bit like a celebrity [...] which is a bit
weird. A celebrity for the wrong reasons. (Lee, ICU)

I just had this huge sense of kind of hopelessness, when I came home [from hospital]. Grateful to be alive, but [...] really
hopeless [and] everyone wants you to be, ‘You've survived it, you did it!’ I didn't feel like that at all [...] I felt like, I'd got
back from war, and I didn't know how to adjust to civilian life [...] [guilt is] definitely something that's stayed with me [...]
I dragged [my family] on a horrible journey [and] it's touched our family in a way that's changed it forever. (Tessa, ICU)

Normally people think of [...] the post-viral state, as something that you would experience for a week or two, possibly a
few weeks after a very bad cold or flu. And that's something most people understand and recognise. [...] so when people
have spoken to me [saying], ‘Good luck with your recuperation’ [...] I found myself thinking [...] ‘Well actually, I'm not
recuperating’ [...] I'm managing [...] a very different, long-term situation [with] no indication that it's getting any better for

me. (William, LC)

showering and cooking. Adam (LC) said of his wife, ‘T can't
imagine having a carer who's better than her’.

3.1.3 | ‘Recovery Trajectories’: Balancing Hope and
Uncertainty

Across both groups, participants described monitoring
themselves for signs of improvement or deterioration. Tra-
jectories towards a hoped-for recovery were heterogeneous
but rarely smooth or steady in terms of their directional or
temporal nature. For some, their symptoms were static, and
they did not feel they were improving when interviewed (‘I'm
not in any kind of recovery phase’ (William, LC)). Others said
they had improved to a degree then levelled off (‘In the last
three, 4 months I seem to have got stuck [and] I wonder is this
[...] as good as I'm going to get?’ (Linda, LC) or had started to
regress (Table 3, IE 1).

A few ICU and LC participants suggested they were on a steady
path to recovery, albeit at an extremely slow pace. Hugh (ICU)
reflected on how it felt like he had ‘to do everything in slow
motion’ when first discharged but had carefully and gradually
built his ability to walk for two miles. Elsa (LC) described her
progress as ‘slow [and] fragile’. Only one LC participant said she
had fully recovered, with reservation—°I think I will always have
a little bit of something saying, “Is this going to come back?”
(Jane, LC). A few ICU participants also felt physically recovered
when interviewed but remained afraid of reinfection.

In both groups, participants’ emotions were closely linked to
their understandings of the temporal and directional nature of
their ‘recovery trajectory’. Times of progress were characterised
by hope and relief, whereas setbacks and plateaus brought
sadness, frustration and worry. The slow pace of improvement
was linked to frustration or tensions between frustration and
acceptance (Table 3 IEs 2-3). Some participants were faced with
coming to terms with ‘new normals’ reflecting the severity of
their ongoing symptoms, either in isolation or in combination
with pre-existing or newly acquired disabilities or the effects of
ageing. For example, Marzia (LC) had a chronic health condi-
tion before COVID-19 and had experienced increased pain,
worse fatigue and decreased interest in life since having Long
COVID. Ella (ICU), who had severe osteoarthritis before con-
tracting COVID-19, suggested she needed to accept a changed

version of herself and find ways of living alongside her dis-
abilities long-term (Table 3 IE 4).

3.2 | Differences in the ‘Worlds of Illness’
Described by ICU and LC Participants

3.2.1 | Illness Experiences With Different Baselines
and ‘Recovery Trajectories’ With Distinct Waymarkers

While both groups were existentially changed by COVID-19
infection, our comparative analysis revealed marked differences
in their ‘worlds of illness’. Their accounts suggested their illness
experiences started from different ‘baseline’ positions and their
recovery trajectories featured distinct waymarkers or interim
destinations. Participants admitted to ICU early in the pan-
demic described the stark and dramatic baseline of their illness
experience. Being admitted to ICU was a decision that was
taken out of their hands by paramedics or hospital staff and
could be frightening, especially because people were aware of
the high mortality rates for severe COVID-19 at the time
(Table 4 IEs 1-2).

For ICU participants, hospitalisation marked the onset of pa-
tienthood, swiftly followed by a succession of treatments and
interventions beyond their control. Not only was their medical
care escalated to the point of ICU admission, ICU participants
also survived the harrowing and unique experience of being
surrounded by others who were also critically ill with COVID-
19. Some spoke of being haunted by memories of dreams, hal-
lucinations and events they experienced or witnessed in ICU,
such as the illness and deaths of others with COVID-19. Some
suggested this was ‘like mental torture’ (Lee, ICU) and psycho-
logically scarring (‘COVID is not a thing that comes and goes. It's
always with you, somehow, in your mind, its always there’
[Rayhanna, ICU]).

By contrast, LC participants highlighted the comparative
invisibility of their illness experience ‘baseline’, which took
place behind closed doors, was not recognised or broadcast by
mainstream media, and was unfamiliar to the medical profes-
sion (Table 4 IE 3).

For many LC participants, their early days, weeks and months
of illness were characterised by feeling their lives had been
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‘turned upside down’ (Fraser, LC) and an inability to explain
their ongoing symptoms. Many, including some who were
healthcare professionals, were bewildered by their symptoms.
For example, Stephanie (Table 4 IE 4) said the absence of media
attention on persistent symptoms compounded her concerns. It
was perhaps the stark contrast between how visible, closely
monitored and reported hospitalisations for severe COVID-19
were in the media and how invisible the experience of Long
COVID was in the early stages of the pandemic which led some
LC participants to compare themselves to people who had been
critically ill or had died as a result of COVID-19, and indeed
other illnesses. While hospital, and especially ICU, admission
confirmed legitimate patient status for those critically ill with
COVID-19, participants with LC suggested their struggle for
legitimacy gave rise to feelings of guilt for struggling with their
symptoms, especially when testing for COVID-19 infection was
not available (Table 4 IEs 5-6)

Signs of improvement in the ‘recovery trajectories’ described
also differed. For ICU participants, key markers of progress
were being moved out of ICU and being discharged from hos-
pital. Some recalled staff clapping them out of ICU to celebrate
this major milestone. Lee (ICU) recalled the significance of
hospital discharge as a waymarker on his illness trajectory; it
represented being ‘on the mend’.

For LC participants, ‘recovery trajectories’ featured few con-
crete markers of progress comparable to hospital discharge,
although a few described more nebulous signs of improvement,
including: ‘fewer days of having to sleep all the time’ (Gemma);
‘having extra energy’ at the end of the day (Elsa); and beginning
to live more spontaneously (‘to be most of the day out of the
house without having to be too rigid in my planning’ [Elliott]).

3.2.2 | Following a Notional Pathway vs Negotiating
Unmapped Territory

Participants in both groups faced the task of making sense of
and adjusting to their changed bodies. Nevertheless, ICU and
LC participants’ accounts differed in the extent to which their
sense-making work and practices of patienthood were re-
cognised and supported. For some (by no means all) ICU par-
ticipants this was underpinned by explanations for losses they
had experienced, often informed by ICU staff (through con-
versations, diaries or medical notes) or family members. This
information helped them understand how critically ill they had
been and the experiences from which their body needed to
recover. For example, Rod said ‘I got told in intensive care I lost
muscle mass in my legs, so my legs felt like jelly [...] because I was
laid not moving for 11 days’. Some ICU participants described
how, following discharge, they had ongoing professional sup-
port to inform their expectations of recovery, guide them in
adapting to their changed capacity and advise on strategies for
regaining strength. However, standard systems of care were
stretched due to the pandemic and access to ongoing support
varied greatly. While Lee said he felt ‘there were a lot of people
from the NHS that were concerned [...] making sure that I was
doing everything correctly [after discharge[’, Eddie said profes-
sional support dropped off significantly following discharge,
leaving him ‘working out how to get better’ without a

rehabilitative pathway. Thus, although an infrastructure existed
for post-ICU care generally, which could serve as a notional
pathway for ICU patients, healthcare professionals caring for
COVID-19 ICU patients did not seem to have specific protocols
for caring for patients with this new virus nor resources to
provide ongoing care for so many patients.

The LC participants did not have the benefit of medical
recognition or explanations for their symptoms, nor was there
any notional healthcare pathway to follow. William expressed
his frustration: ‘it would be very nice to know why it is that my
body feels totally exhausted just doing [gentle exercise, when] T
used to climb mountains’. LC participants often reported feeling
unsupported by healthcare professionals in their efforts to make
sense of and adjust to their changed selves. Participants were
aware that the lack of consistent and clear guidance from
healthcare professionals was because there was little evidence
about treatments nor experience of advising patients how to
manage symptoms, especially early in the pandemic. As a
result, LC participants developed alternative practices to man-
age their symptoms. Gemma, for example, reported being told
by healthcare professionals ‘to push through’ her fatigue by
increasing physical activity levels daily, but later decided, when
this approach left her “floored”, that she “was going to ignore
that advice and just pace” herself. Some reported seeking help
from private healthcare practitioners who some described as
helpful and supportive. However, for many it was a case of
trying to work out for themselves, or through other LC patients
in online support groups, the best ways of adjusting to
symptoms.

3.23 | Professional and Societal Responses to Taking
Time to ‘Recover’: Being Granted or Denied Latitude by
Others

The ‘worlds of illness’ which ICU and LC participants inhabited
also differed in relation to others' responses to their ‘recovery’.
ICU participants (particularly those admitted early in the pan-
demic) described receiving considerable support and strength
from the help and good wishes from ICU/hospital staff, friends,
other ICU survivors, and people, even strangers, in their local
community (Table 5 IE 1).

Their accounts sometimes suggested they were ascribed hero
status by people in their wider social networks. Indeed, Martin,
a member of a support group for mechanically ventilated
COVID-19 patients, had recovered to such an extent that he had
managed a sustained return to full-time employment and
described feeling touched when called ‘an inspiration’ by group
members. However, not all ICU participants felt easy about
being ascribed a hero or survivor identity. In describing her
struggles with survivor guilt and concerns about the trauma her
family had sustained, Tessa described a strong disconnect
between her feelings and her perceptions of others' expectations
of how she should feel (Table 5 IE 2).

While ICU participants were recognised as ‘legitimate’ patients
and their survival celebrated by those around them, LC parti-
cipants’ accounts suggested others did not recognise their need
to (take time to) recover, suggesting their patienthood was not
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ascribed comparable authenticity. Instead, they reported feeling
that others assumed they were already on a pathway to recov-
ery. This particularly applied to people outside immediate
family who were unlikely to see them on “bad days” when most
debilitated by their symptoms (Table 5 IE 3). LC participants’
accounts highlighted how people around them were confused
by their ongoing symptoms and how to respond to the fact they
had not yet returned to their prior state of health. Early in the
pandemic, lockdown restrictions meant that the ‘work’ LC
participants did to adjust to their changed selves was not visible
to wider social networks, being only witnessed by partners,
immediate family and carers. This lack of visibility may have
contributed to the surprise often expressed by others, and cer-
tainly people they saw infrequently, on hearing or seeing that
they were still experiencing symptoms. Additionally, LC parti-
cipants described ways in which people, perhaps as part of their
own sense-making work, proffered alternative explanations for
ongoing symptoms. Stephanie said that people's responses
suggested they were ‘subconsciously, perhaps, attributing a lot of
what I've been going through to psychiatric symptoms, which isn't
right' and that even people who were close to her had tried ‘to
reason through’ her illness by ‘attributing the symptoms to
something else’, “Well, could you be menopausal?’ [...] ‘Is it your
thyroid?’ [...] they just want something concrete. [...] I have found
that really difficult.” Although LC participants could see people
around them trying to make sense of their symptoms and
attribute them to illnesses with better understood trajectories,
this was experienced as emotionally challenging and appeared
to cast doubt on their status as legitimate patients.

4 | Discussion

This paper aims to contribute to a wider understanding of what
‘recovery’ means, by comparing accounts from adults who were
admitted to ICU with COVID-19 and those with Long COVID
in the early stages of the pandemic.

Underpinning all participants’ narratives, regardless of patient
group, was the novel and unknown nature of COVID-19 and
scant healthcare knowledge and services available at the time
they were interviewed. As we [23] and others [33, 36, 39] have
found in relation to the multiple and intersecting unknowns
associated with a new emerging disease, “the uncertain future is
a constant presence” [11]. For participants in the current study,
this shaped their accounts and arose from there being no tried
and tested ‘road map’ to guide either group towards regaining
health, or to a clear point of completion of that quest. Even for
ICU participants, pathways to regaining health could be
notional at best.

Our comparative analyses suggest the ‘worlds of illness’ of ICU
and LC participants were similar in some respects. Accounts
from both groups complicate idealised and widely-held notions
of recovery as a linear transition between binary states of illness
and wellness [36, 39, 47]. Similar to others’ descriptions of the
‘end of normality’ [3] ®17° inflicted by Long COVID, partici-
pants in both groups described how their body and sense of self
were altered, sometimes profoundly, by the physical, mental
and emotional losses and scars resulting from COVID-19
infection [22, 48], and (for the ICU group) life-saving

treatment. Participants in both groups questioned the achiev-
ability of full recovery, in the sense of returning to a ‘before
illness’ version of themselves, yet did not know what to expect
of or hope for their future selves either [11, 36].

We describe elsewhere the ‘adjustment work’ done by people
with Long COVID in relation to the challenges faced on
attempting to return to employment [32]. In the current study,
we highlight how adjusting to their changed selves required
participants to undertake hard physical and emotional work,
such as striving to make sense of their symptoms, discovering
and respecting the ‘new rules’ of their body, often through trial
and error [49] or ‘embodied experimentation’ [38], as others
have described. We identified heterogeneity in the ‘recovery
trajectories’ described by both groups, as identified for people
with Long COVID [39, 47]. Positive emotions characterised
times of ‘progress’ whereas slowing improvement or regressions
engendered sadness, frustration and concerns about the future.
Participants’ feelings may be founded on their own expecta-
tions, and perhaps their perceptions of others’, that ‘successful
recovery’ comprises steady (even rapid) trajectories towards
improvement, suggesting the active influence of a ‘recovery
imperative’ which casts certain types of recovery as more
desirable and acceptable than others [20, 21].

Key differences in ‘worlds of illness’ stemmed from the fact that
ICU participants’ hospitalisation conferred them status as
legitimate patients in ‘medically clear and understandable ways’
[14] ®19 whereas LC participants’ ‘patienthood’ was neither
evidenced nor authenticated in the same way. ICU participants
recounted piecing together memories of being surrounded by
others with the same unknown virus and witnessing severe
illness and death. Thus their trajectories started from a stark
baseline, although blurred by uncertainty as to what was real;
their very survival symbolised them reaching a major way-
marker on their ‘recovery map’. In contrast, LC participants’
illness baseline happened behind the closed doors of their
homes, characterised by a chasm between their symptom ex-
periences and lack of medical knowledge or a diagnosis [14].
This challenged their claim to a patient status or ‘survivor
identity’ [7], in contrast to ICU participants. Indeed, initially,
LC participants could only compare their experiences of
COVID-19 with mainstream media images of severe disease and
death in ICU [33], perhaps contributing to some participants
feeling they should have comparatively little to complain about.
While (at least early in the pandemic) ICU participants' tra-
jectories were dotted with interim destinations (e.g., moving out
of ICU, being discharged from hospital) this was not the case for
LC participants whom we have previously described as ‘van-
guard patients’ [27]; for these people there was not even a
notional ‘map’ of how they might return to health, and, as
others have also reported, it was unclear whether they ever
could [3, 11, 36].

The ‘worlds of illness’ which ICU and LC participants navigated
were further differentiated by professional and societal
responses they encountered. Indeed, it was with regard to the
meanings and social interactions associated with their ‘recov-
ery’ that the differences between the socio-cultural worlds
described by the two groups were especially salient. Whether
they were met with admiration and sympathy or suspicion and
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frustration, our findings demonstrate that both forms of societal
response can be challenging to navigate. Many ICU participants
said they were told they would need time to recover, even if an
overwhelmed health service was too stretched to provide suf-
ficient support [26]. Many we interviewed were buoyed by
support and encouragement from partners, families and wider
social networks, who, in acknowledging the symbolic signifi-
cance of their hospitalisation, recognised their patienthood and
ascribed them a “reframed ‘survivor identity” [7]. ®*® These
responses allowed grace for recovery to be fragile, ongoing and
incomplete, whilst celebrating ICU patients as inspirational for
elements of ‘successful’ recovery, defined for example by a
return to paid employment. Those with LC, by contrast, spoke
of a lack of recognition and clear guidance from healthcare
professionals regarding how to adjust to and treat their symp-
toms, requiring them to carry out sense-making work in isola-
tion or, in time, alongside others with LC online [50]. Cheston
et al. [11] highlight the ‘social suffering’ experienced by people
with LC, stemming from a ‘twofold lack of support—medical
and social’. In the current study, instead of being granted lati-
tude to be ill and time to recover, LC participants described
surprised or confused societal responses to their ongoing
symptoms. Indeed, the contested nature of LC was brought into
sharp relief as participants recounted others' efforts to explain
their ongoing symptoms by reaching for what they perhaps
believed to be ‘real’, more likely, or more credible causes [21,
36]. The differing social responses perhaps reflect the meanings
ascribed by others to the illness experiences of our two groups;
while ICU admission confers legitimate patienthood, LC rep-
resents a ‘messy category’ [14] (-15) by comparison wherein
patienthood is contested and questioned.

A strength of this study lies in the robust and significant corpus of
data (93 in-depth interviews). Participants also gave permission for
interview extracts, redacted according to their wishes, to be used
for purposes including teaching, secondary analysis and on an
online platform (hexi.ox.ac.uk). Although all participants had the
option of safeguarding their identity by making their data fully
anonymous, we acknowledge this may have led some people to
censor aspects of their experiences. A further limitation is the
limited ability to explore longer term perspectives of recovery. Our
data were not longitudinal, and interviews were conducted
between February 2021 and July 2022. Hence these ‘recovery
narratives’ are somewhat truncated and must be understood as
situated within early stages of the pandemic when the recency of
COVID-19 meant healthcare knowledge and treatment pathways
were nascent. Longitudinal research with a variety of COVID-19
patient groups could elucidate longer-term ‘recovery’ trajectories
[34, 36]. Indeed, it is important to follow lived experiences of
ongoing symptoms of COVID-19 to assess whether people's abil-
ities to reconcile illness and identity will be affected by improve-
ments in understandings of Long COVID in the future. The high
numbers of people affected by Long COVID may in time challenge
wider notions of recovery [36].

5 | Conclusions
We have presented findings of comparative analyses which

illustrate how the ‘worlds of illness’ described by these two
participant groups converged and diverged in illuminating

ways, showing how notions of recovery and ways of striving
towards it are impacted by similarities and differences in illness
experiences, and others' reactions to these. While the paper
draws on experiences of COVID-19, the findings have impli-
cations for wider understanding of recovery, which has received
little attention in qualitative social science. Similarities across
the participant groups' accounts related to daily symptom ex-
periences and the functional ways they strived towards the
accomplishment and recovery of health. Differences related to
social accomplishments of patienthood and how these were
recognised or disputed by others. Of note were the differing
professional and societal responses reported by the two groups,
which lend insight into how the social processes of recovery are
entwined with (wider) understandings of the illness.

Our findings have clinical implications. They emphasise the
importance of ensuring people are made to feel their illness
experiences are legitimate, regardless of hospitalisation status,
formal diagnosis or lack of medical knowledge and pathways.
In relation to healthcare practices, this involves listening care-
fully to patients as individuals and demonstrating belief of their
experiences. Our findings also highlight the value of empha-
sising to patients and family members the different permuta-
tions and lack of linearity, that recovery can take, to help them
guard against internalising idealised notions of recovery which
can engender negative experiences of a perceived lack of
progress. When illness severely disrupts everyday life, pro-
foundly altering people's sense of self, the desire to return to a
‘before illness’ version of the self is entirely understandable,
both for those experiencing illness and those caring for/about
them. However, if accepted societal understandings of recovery
are limited, prescriptive and experienced as imperative, there is
a danger that illness trajectories which are faltering, unex-
pectedly slow or not moving towards a person's prior state of
health will be imbued with ‘failure’. Acknowledging and valu-
ing alternatives to the ‘recovery imperative’, within healthcare
relationships and wider societal understandings, is a vital part
of improving illness experiences, which, paradoxically, may
facilitate a more positive use of (limited) energy.
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