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ABSTRACT

Objectives To investigate the lived experiences of Long
COvID.

Design Critical interpretive synthesis of qualitative
research.

Data sources PubMed and Web of Science databases
were searched on 14 September 2023.

Eligibility criteria Original peer-reviewed qualitative
studies describing the experiences of Long COVID were
eligible for inclusion.

Data extraction and synthesis We used established
qualitative synthesis methods to search, screen and
manually code the included studies. Critical interpretation
methods were used to analyse the data and develop
synthetic constructs.

Results 68 articles were identified in the first phase of
sampling, with 16 studies and 879 participants included
in the final synthesis. The analysis of these studies was
organised into three thematic constructions of Long
COVID: (1) the illness, (2) the patient and (3) recovery.
Long COVID was diversely characterised across study
approaches, designs and findings but was underpinned by
shared diagnostic logics, which shaped the identification
and measurement of symptoms. The boundaries between
different constitutions of Long COVID in qualitative
accounts of illness experience were often imprecise.
Slippages between different definitions of Long COVID
had implications for patient experiences in relation to
diagnosis, help-seeking and care, and expectations of
recovery.

Conclusions Long COVID is a site of multiple and diverse
qualitative interpretation. Accounts of lived experience
emphasise the constitutions of iliness, patienthood and
recovery as situated and emergent. The ongoing context-
based negotiation of Long COVID is a defining qualitative
feature of the condition. Approaches to researching,
diagnosing and developing health interventions must be as
adaptive as the varieties of Long COVID lived experience.

INTRODUCTION

This paper synthesises qualitative research
describing the lived experiences of Long
COVID. Long COVID is generally charac-
terised in the literature as an uncertain,
emerging and complex illness or health
condition consisting of a range of possible
symptoms that persist following COVID-19
infection.'™ As research and awareness of the

' Tim Rhodes,"? Kari Lancaster'®

STRENGTHS AND LIMITATIONS OF THIS STUDY

= This study employed a critical interpretive synthesis
method for a review of literature, which enabled the
development of new insights about the constitution
of Long COVID, extending the goals of the included
studies.

= This study developed synthetic constructs that al-
lowed for the analysis of primary evidence and
second-order analyses, which enabled critical re-
flection on how the methods and approaches of the
included studies shaped how Long COVID could be
understood.

= Included studies were primarily recruited from Long
COVID support groups or were developed as qualita-
tive adjuncts to existing Long COVID cohort studies.

= Included studies were sampled primarily from UK
and US contexts.

= The included studies primarily used interview and
focus group methods.

long-term health effects of COVID-19 have
increased, understandings of Long COVID
have broadened to encompass diverse illness
effects, care needs and trajectories of illness
and recovery.4 % This has led to the rapid
development of clinical knowledge and
practice guidelines (coproduced via clini-
cian and patient collaboration) that account
for variations and complex presentations of
Long COVID.® Yet, the classification of Long
COVID and expectations of post-COVID-19
recovery remain a subject of contestation and
social and medical critique.*®”’

Systematic reviews of Long COVID
studies have investigated the characteris-
tics, frequency and heterogeneity of indi-
vidual Long COVID symptoms (eg, fatigue,
cough, chest pain, memory loss, dyspnoea
and depression) 1810 These reviews have also
noted temporal information (eg, average
symptom duration), with one study system-
atically mapping the temporal persistence of
individual symptoms postinfection at 12 weeks
and 6 months.'” Other reviews have synthe-
sised studies focused on specific symptoms
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into categories, such as affected bodily systems (eg, cardio-
pulmonary, respiratory and multisystem)''™* or affected
areas of health (ie, physical, mental and social)."* One
review specifically compared the clinical presentation
and symptomology of Long COVID and myalgic enceph-
alomyelitis/chronic fatigue syndrome (ME/CFS)."

Reviews have also investigated Long COVID interven-
tions, management and implications for clinical prac-
tice.2 21917 One review grouped post-COVID symptoms
into proposed subtypes (eg, non-severe COVID-19 multi-
organ sequelae, pulmonary fibrosis sequelae and ME/
CFS) and identified potential interventions for each
subtype.'®

Previous review work has tended to focus on the clinical
constitutions of Long COVID, with inadequate attention
to how Long COVID is experienced and shaped by social
relations and contexts. Reviews focusing on qualitative
evidence have made greater contributions in such areas,
though these are limited in number and scope. One
qualitative review of four studies focused on the specific
experiences of living with pulmonary sequelae and their
implications for nursing practice.” Other reviews of qual-
itative research on living with Long COVID have synthe-
sised the emotional and psychosocial impacts of Long
COVID and patient experiences in accessing healthcare
and resources.”'? %

One scoping review took a critical sociological
approach, synthesising 93 studies (including qualitative
studies) to explore clinical definitions and diagnostic
constructions of Long COVID.” This review focused on
the consequences of broadening definitions of ‘Long
COVID’ and argued that overly generous diagnostic
boundaries can produce unintended forms of medical
ignorance and uncertainty.” This analysis contributes to
an emerging body of critical literature investigating how
Long COVID has come to be classified across medical
and social domains.*”?'

Our paper responds to and extends upon critiques
regarding broad and fluctuating classifications of Lon
COVID and their implications for practice and policy.*>”*!
We develop a critical interpretive synthesis of qualitative
research describing patient experiences and clinical
interpretations of Long COVID. Our synthesis attends to
both qualitative accounts of these experiences within the
literature and to how Long COVID becomes understood
through the framing, methods and analysis of qualitative
empirical studies themselves. This enables us to attend to
Long COVID in relation with three separate but intercon-
nected concerns: Long COVID as an illness or diagnosis,
Long COVID patients and their care needs and experi-
ences of (Long) COVID recovery.

We approach Long COVID as an illness category that is
relationally constituted along with emerging knowledge
and practices of scientists, clinicians, patients and other
stakeholders.” Making sense of Long COVID is thus ‘a
matter [...] of negotiation’, in which we eschew any goal
of a single and definitive description of Long COVID.*
Our synthesis instead develops tools for understanding

the experiences, stakes and implications of Long COVID
in different health and social situations and for patients
themselves.

METHODOLOGY

This paper uses critical interpretive synthesis (CIS)
methods to review qualitative studies on patient expe-
riences of Long COVID illness, recovery and care. CIS
methods prioritise sampling of rich and diverse data and
are preferable in cases where the goal of the review is to
generate theoretical insights and contributions beyond
the findings of the original studies.**® This requires crit-
ical, iterative and reflexive approaches to developing a
research question and undertaking sampling and analysis,
rather than the systematic strategies used in many other
review methodologies.” 7 We outline the steps of our
methods below, which build upon an existing, adapted
approach to CIS methods.*

Search strategy

We employed a combination of search strategies to iden-
tify literature for potential inclusion. First, we conducted
searches of PubMed and Web of Science databases on 14
September 2023, using analogous search queries (online
supplemental table 1). As CIS methods do not require
a systematically generated sample of literature, addi-
tional manual searches and citation chaining methods
were periodically conducted (until 15 December 2023)
to identify other relevant studies for consideration.” *’
These manual search strategies did not yield additional
articles for inclusion.

Inclusion

We developed four phases of sampling, adapted from an
existing CIS approach.28 These are presented in a simpli-
fied form in figure 1; however, in practice, these phases
were not discrete or linear steps but instead unfolded
during the review process through reflexive, overlapping
and iterative practices of testing and analytical refine-
ment. Eligibility for inclusion was kept intentionally
broad in Phase I and narrowed as we refined our analyt-
ical focus, with additional criteria developed to support a
higher overall interpretive value across the final sample.**
Quality was appraised with the goal of maximising concep-
tual inclusion®! using previously developed appraisal
prompts28 (online supplemental table 2). Final inclusion
was determined according to principles of conceptual
saturation,Q4 27 wyith studies included on the basis of their
contribution to theory development. Studies that did not
produce any new insights from other included studies
were excluded in Phase IV.

Our final sample included 16 studies and 879 partic-
ipants with Long COVID or similar experiences (not
accounting for potential duplication between studies),
with most participants living in the UK or USA (table 1).
Primary study data were generated from these studies
between July 2020 and May 2022. Most studies generated
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PHASE |

Articles are screened for Phase |
eligibility and relevance and
duplicates are removed.
Selected articles are imported
with PDFs into EndNote V.20 for
full-text indexing (n=68).

v

PHASE Il

A sample (n=13) of articles are
read in full. Emerging themes
are identified and manually
coded. Analytical focus is
refined based on emerging
themes. Articles that do not
meet Phase | eligibility when
read in full are excluded (n=65).

v

PHASE Il

Additional inclusion criteria are
identified to support refined
analytical focus. Articles in
EndNote are screened for
Phase Ill eligibility on the basis
of abstract or full text (as
necessary to determine
eligibility) (n=38).

v

PHASE | ELIGIBILITY
Qualitative study or mixed-method study
including qualitative data, e.g., interviews,
surveys with free-text responses, focus
groups, observation.
Explores experiences of people reporting
long-term illness effects of Covid-19,
including participants with formal or
suspected diagnosis of Long Covid, Post-
Covid syndrome, or similar.
Primarily focused on patient experiences.
Original study collecting primary data
(does not include review articles or study
protocols).
Peer-reviewed.
Available to read online in English
language.

PHASE IV

All articles included in Phase IlI
are read in full and screened
for final inclusion according to
Phase IV eligibility (n=21). Final
sample determined once
conceptual saturation is
reached (n=16).

A 4

PHASE Ill ELIGIBILITY
Does not focus on assessing impacts of a
specific intervention for Long Covid.
Includes information about the time of
data collection (and/or recruitment).
Recognises experiences of Long Covid
(or similar) as potentially distinct from
typical or expected recovery from acute
Covid-19 illness or hospitalisation.

~————

A4

PHASE IV ELIGIBILITY
Demonstrates appropriate quality (see
Table 2).

Presents rich empirical data.

v

CONCEPTUAL SATURATION
Presents data that meaningfully vary
from and produce additional insights to
other included studies.

Figure 1 Flow diagram of phases of sampling for qualitative interpretative synthesis, adapted from existing critical interpretive

synthesis approach.?
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Table 1

Included studies

Sample Definition of Long COVID to determine Data collection
First author (year) Country description (N) study eligibility period Data description
Aghaei (2022)* USA Female long haulers Infected with COVID-19 and having April to mid-June Interviews
(15) experienced at least one COVID-19 symptom 2021
lasting 4 weeks or longer after a COVID-19
diagnosis
Bergmans (2023)*' USA Black patients with  Physical or mental health symptoms May-September  Interviews
Long COVID (15) that lingered over 1 month after an acute 2021*
COVID-19 infection
Burton (2022)% UK People who self- A positive swab test or antibody test or November 2020- Interviews
reported Long one or more commonly reported COVID-19 September 2021
COVID (21) symptoms at illness onset (persistent cough,
loss or change in taste or smell or high
temperature) and experiencing one or more
broader symptoms >3 weeks following the
onset of their first symptoms
Callan (2022)* UK People with self- Not specified October— Focus groups
defined Long November 2020
COVID and
people from an
online support
group dedicated
to Long COVID’s
neurocognitive
effects (50)
Chasco (2022)* USA Patients of a Persistent health concerns more than 3 July-October Interviews
midwestern months after SARS-CoV-2 infection 2021
academic hospital’s
post-COVID-19
clinic (15)
Cooper (2023)*® UK People from a Documented history of SARS-CoV-2 infection May-July 2021 Interviews
West London Long and reported persistent or new symptoms
COVID clinical (>12 weeks) following COVID-19
assessment centre
(13)
Fang (2023)* UK People self- Reported COVID-19-related symptoms for November 2021- Interviews
identified as over 4 weeks, particularly focused on those March 2022
experiencing Long  who indicated having persistent symptoms for
COVID symptoms  over 8 weeks
(80)
Maclean (2023)*” UK, USA, People with (Long)  Not specified November 2020- Interviews
Netherlands, COVID (72) March 2022
Canada and
Australia
Moretti (2022)%® Italy Women with Long  Experiencing Long COVID symptoms for at November— Interviews
COVID (17) least 3months following confirmed COVID-19 December 2021
infection; having perceived a significant
impact of Long COVID symptoms on
quality of life and having consulted multiple
healthcare professionals in order to receive a
diagnosis
O’Brien (2023)* Canada, USA, Adults who self- Signs and symptoms that develop during December 2021- Interviews and
Ireland and identified as living  or following an infection consistent with May 2022 participant visual
UK with Long COVID COVID-19 that continue for 12 weeks or illustrations
(40) more and are not explained by an alternative
diagnosis
O’Hare (2022)* USA Veterans with Long Documentation of a positive result on a PCR  February—-May Electronic health
COVID (200) test for SARS-CoV-2 and an International 2022 records
Classification of Diseases-10th revision
diagnostic code for Long COVID
Ruthforth (2021)*° UK People with Long Not specified May-October Interviews and

COVID (114)

2020

focus groups

Continued
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Table 1 Continued

Sample

First author (year) Country description (N)

Definition of Long COVID to determine
study eligibility

Data collection

period Data description

Self-identified

long-haulers from
online COVID-19
communities (20)

Russell (2022)"" USA

symptoms

Long-term symptoms and effects from
COVID-19 with one or more consultations with
a healthcare professional about COVID-19

Symptoms that develop during or after an
infection consistent with COVID-19, continue 2022
for more than 4 weeks and are not explained

March-April 2021 Interviews

Interviews and
graphical artist
interpretations

January-May

by an alternative diagnosis

Schmachtenberg ~ Germany Long COVID

(2023)* patients (25)

Taylor (2021)*® UK Doctors with Long  Not specified
COoVID (13)

Wurz (2022)* International  Adults living with

(92% from
UK, USA or
Canada)

Long COVID (169)

Currently experiencing long-term symptoms
due to COVID-19 (at least 4 weeks since the 2021
acute illness or positive COVID-19 test, with
symptoms not predating the acute illness)

July—August 2020 Interviews
February-April Open-ended
responses in
online survey

and having tested positive for COVID-19 or
with probable infection (based on an illness
mimicking the acute phase of COVID-19,
having close contact with a confirmed case
or being linked with an outbreak), in line with
the clinical case definition for post-COVID-19

condition

*This is the period of participant recruitment, as the period of data collection was not specified.

qualitative data through semistructured interviews or
focus groups (of samples ranging from 13 to 114 partic-
ipants recruited via a combination of surveys, cohorts,
social media and clinical or community networks)***
with two studies additionally generating visual data
through participant illustration®® and artist interpre-
tation” methods. Other studies generated qualitative
data via electronic health records (n=200)* and open-
ended responses from a larger observational online
survey (n=169).** Studies used interpretive or descrip-
tive thematic analysis methods, with half of the included
studies developing sociologically informed theoretical
frameworks, 31 3 36 37 39-42

Data extraction and analysis

MH identified and manually coded emerging themes in
Phase II of sampling (figure 1) and developed a concep-
tual argument in collaboration with TR and KL.** All
three authors have expertise in critical social science
approaches to the analysis of qualitative data in health,
which informed our theoretical approach to theme
generation. These early themes guided the development
of additional eligibility criteria, which were used to refine
the final sample based on contribution to the conceptual
goal of the synthesis.

MH led the development of synthetic constructs to
organise the conceptual argument. These constructs
were refined in collaboration between the authors
through our reflexive and iterative sampling strategies
(figure 1). Synthetic constructs allow for both underlying
evidence and second-order analyses in included studies
to be assembled, critically analysed and transformed, with
the goal of developing new conceptual arguments and

analytical insights.24 We thus approached data analysis of
the included studies at two orders: analysis of the primary
data presented in the articles and analysis of the interpre-
tations of the primary data developed by the authors of
the studies.** %

Following Dixon-Woods et al,24 our analyses of included
studies develop a synthesising argument that is grounded
in the data yet extends upon the findings of included
studies. This enables us to develop new insights and make
sense of the research in a novel and explanatory way.
Our synthesising argument assembles both our synthetic
constructs and second-order interpretations of the data
presented by the included studies. This is an established
approach to CIS methods,24 2 put it is especially valu-
able for our analysis of Long COVID. A key concern has
been how Long COVID is studied and understood by
academics, clinicians, patients and activists.*> 72! Our crit-
ical interpretation of the study authors’ interpretations of
Long COVID data is therefore not only an appropriate
approach to CIS analysis but also constitutes a crucial
line of inquiry for investigating how Long COVID has
become known, diagnosed, experienced, researched and
cared for as an emerging, uncertain and contested health
condition.

Patient and public involvement
There was no patient or public involvement in this study.

FINDINGS

Our synthesis investigates the lived experiences of Long
COVID. We organise our analysis into three thematic
constructions of Long COVID: the illness, the patient
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and recovery. Illustrative participant extracts from the
included studies, organised by theme and subtheme, are
presented in table 2.

The iliness

The first question that studies on Long COVID have
addressed is: “‘What is Long COVID’? All but two of the
included studies were published in 2022 or 2023, yet the
complexity of this question remains a concern. Studies
defined Long COVID using clinical guidelines and criteria
(such as those of the WHO and the UK National Institute
for Health and Care Excellence),*? %% a5 well as on the
basis of self-identification, noting the role of patient advo-
cacy in the naming of Long COVID.” o-5TAD AL 45 e
term Long COVID was generally used, though studies
also acknowledged other labels such as ‘post-COVID
syndrome’, ‘Post-Acute Sequelae of COVID-19” and ‘long
haulers’.*® **7 % One study explicitly distinguished
terms, using ‘long COVID-19’ to describe ‘the lived
patient experience’ and ‘post-COVID-19 syndrome’ to
describe ‘the medically diagnosed condition’.*

These working definitions of Long COVID informed
participant inclusion criteria, which varied across the
studies (table 1). Most studies identified a minimum
number of weeks that participants must have experi-
enced persistent or new symptoms after an acute illness
(usually 4 or 12 weeks) 052343638 39424 g me also stated
preference for confirmed SARS-CoV-2 infection, such as
through a positive test or a diagnosis from a clinician.”* **
One study required a formal Long COVID diagnosis from
a clinician.”” A handful of studies determined eligibility
through self-identification or did not define Long COVID
in their reported eligibility criteria.* 574043

All studies described Long COVID as a complex condi-
tion consisting of many and varied symptoms. While
none of the included studies identified specific symp-
toms or illness effects as requisites for (or not included
within) Long COVID diagnoses, the symptomology and
aetiology of Long COVID were primary concerns. All
studies we reviewed described specific symptoms expe-
rienced by participants, with some studies addition-
ally tracking how common particular symptoms were
across the study sample® * or how long symptoms had
persisted.” *** 73941 Symptoms tended to be described
in generally recognisable terms (such as ‘brain fog’,
‘fatigue’, ‘headaches’ and ‘shortness of breath’), with a
focus on how symptoms were managed and impacted on
participants’ daily lives.

Yet, in several studies, participants also emphasised
the ‘strangeness’ of their symptoms, suggesting that
commonly used terms inadequately described their
embodied experiences.37 104148 4 Recognising  these
‘strange’ symptoms in others allowed people with various
illness experiences to collectively identify with the termi-
nology of Long COVID. When these diverse presentations
were not widely recognised or accepted (especially early
in the pandemic), some participants avoided disclosing
symptoms they considered to be ‘implausible’.*”” * Other

participants made sense of the complex Long COVID
effects through comparisons to health conditions with
better understood or more widely accepted biolog-
ical mechanisms, such as stroke or traumatic brain
injury,33 35 4143

Several studies have emphasised that symptoms should
not have predated COVID-19 infection or be explained
by ‘alternative diagnoses’.”” * ** * Yet, in practice, the
presentation of Long COVID symptoms was often fuzzy
and revealed slippages between descriptions of the symp-
toms of Long COVID and its extended effects. This was
particularly common with psychological and mental
health symptoms, with some studies describing symptoms
such as anxiety and depression as direct manifestations of
Long COVID and others framing mental health impacts
as part of a more complex chain of illness effects, for
instance, as a consequence of fatigue.’’™* %3 4 Thege
ambiguous causation chains also intersected with the
broader pandemic context.”” In cases where participants
had a pre-existing disability or health condition, experi-
ences of Long COVID were sometimes described as an
‘exacerbation’ of these conditions, further complicating
the actualisation of Long COVID as a distinct and trace-
able illness.”! %%

The patient

Because of the complexity and diversity of Long COVID
symptoms, another challenge in characterising Long Covid
was determining who counts as a Long COVID ‘patient’
(and in what situations). A priori study eligibility criteria
inevitably stabilised the constitution of the Long COVID
patient to some extent; yet, the Long COVID patient was
still heterogeneously defined in studies. For example,
some participants referenced an imagined threshold
of severity at which a person becomes ‘sick enough’ to
be considered a ‘Long COVID patient’ (as defined by
themselves or by healthcare professionals).” *' Overall,
however, the ‘patient’ of Long COVID was presented
with two defining features: symptoms that brought about
disruption in daily life; and a need for care as a conse-
quence of symptoms.

Studies generally evidenced ‘disruption’ in daily life
in relation to the capacity of participants to maintain an
active social life, 3032303839424 Lo (0 work, 30323436 3841-44
engage in physical activity and exercise™ ™ #720 #2 4 o
carry out domestic tasks.” ** ** % 57394244 por example,
‘fatigue’ was described in several studies in terms of
participants having insufficient stamina to play the sports
they enjoyed prior to COVID.” #% # % The boundaries
of these illness effects were fuzzy and complex, with Long
COVID'’s disruptiveness intersecting with multiple other
social and environmental factors; for example, experi-
ences of patienthood might impede the assumed caring
responsibilities of motherhood.” *!

Many studies framed experiences of seeking care
for Long COVID in relation with other experiences of
‘chronicillness’, ‘hidden disability’ and ‘contested illness’,
including through comparisons to ME/CFS, HIV-related
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illnesses or fibromyalgia.*® ** %! ¥ Management of
Long COVID via formal health services was described
as ‘fragmented’, insufficiently resourced, ‘poorly coor-
dinated’ and lacking relevant knowledge or treatment
options. ¥ BB participants expressed frustration at
being expected to develop their own treatment plans and
at insufficient or ambiguous diagnostic and monitoring
technologies for ‘making sense’ of their Long COVID
illness experience.””** * Participants also reported diffi-
culty in understanding processes for securing referrals
to appropriate specialists,” *” ** especially if neurological
issues made it harder for them to advocate for them-
selves and explain their experiences.” Other barriers to
accessing services included requiring formal diagnoses
or positive COVID-19 tests™*” *! and changing eligibility
criteria.”® Some participants also described feelings of
‘guilt’ for accessing an under-resourced health system,
especially when people were dying from COVID-19.%” **

Another care-related concern described in studies was
in relation to the diagnostic category of Long COVID.
Studies described experiences of medical ‘gaslighting’
(especially earlier in the pandemic), where participants
had to try to ‘prove’ the reality of their illness and felt that
their experiences were often ‘minimised’ or ‘dismissed as
anxiety’,” 73384048 payticipants emphasised the impor-
tance of having ‘weird’ symptoms ‘validated’ by a medical
professional as part of Long COVID and described this
validation as a form of care in itself.** % %7 *** participants
also reported mixed experiences of care and support from
family and friends, noting similar challenges to those of
formal care seeking, such as insufficient knowledge and
resources or ‘disbelief”.” *' # % 3 40 por example, some
participants found initial support from friends and family
became strained over time,” especially when symptoms
were ‘invisible’ or ‘unpredictable’.*’

Acrossstudies, care was actualised via ‘self-management’,
self-investigation and ‘hypothesising’” about Long COVID
illness. For instance, some studies described the manage-
ment of Long COVID through processes of embodied
experimentation, such as trying different diets, phar-
macological interventions, vitamins and supplements
or alternative therapies.” ** % % % * Many participants
described managing their illness as a series of ‘trade-offs’
or ‘compromises’ where they worked out what they had
the energy to do each day.” *' #* % ¥ 40 # These exper-
iments required participants to monitor their bodies to
determine what was working or what could be triggering
particular illness effects. Several participants also engaged
in collective ‘sense-making’ and knowledge generation
via online Long COVID communities.”" ** % % *1 While
these communities provided practical support and valida-
tion, participants in one study highlighted the potential
dangers in these cultures of knowledge sharing, which

. . . !
could include ‘unverified medical advice’.

Recovery

Studies presented the experience of Long COVID

. 31-33 37-30 41 45 .
recovery as marked by ‘uncertainty’. ” While

some participants described recovery as an incremental
process towards becoming well again,” ** far more
studies included participants who described recovery in
terms of ‘episodic illness’ or ‘disability’.”> ** *** In these
cases, the illness became ‘unpredictable’ in nature and
was marked by ‘relapses’ or periods of worsened symp-
toms, 235 37 L5 Thig episodic experience of Long
COVID disrupted narratives of recovery as a ‘linear
pathway’ from ‘sick” to ‘better’.”” %= 3% participants who
had experienced Long COVID earlier in the pandemic
found this particularly troubling, as their lived experi-
ences of Long COVID differed greatly from the public
understanding of COVID-19 illness (where the danger
was perceived to lie in whether or not the acute illness
caused death).* * Some participants also described
an initial period of ‘recovery’ following acute illness or
periods of ‘partial recovery’ from Long COVID, which
troubled this trajectory further.”*’

The chronicity of recovery raised ontological ques-
tions about the relationship between acute illness and
Long COVID. Long COVID was characterised by some
participants as existing on a ‘continuum’ from the time
of acute illness, while others saw it as ‘fluctuating’ and
organised as ‘clusters’” or ‘coming in waves’.” * * One
study described conflicting participant perspectives as to
whether Long COVID even existed as a discrete illness
or condition; some participants instead described their
experiences as simply a period of recovery from COVID-
19, as one might expect following any flu-like illness.*
Others described Long COVID as an especially significant
experience of recovery that might not ever result in a full
return to their previous health.*’ The separation between
recovery from acute illness and Long COVID as a distinct
condition was complicated further when relapses resulted
in hospitalisation, which could produce additional illness
events from which to recover.*

The terminology of Long COVID also related to how
recovery was characterised. For some participants, labels
like ‘Long COVID’ validated their experiences as distinct
from other illnesses (such as acute COVID-19 or ME/
CFS) and as a recognisable illness shared with other
people.**** ¥ However, one study described some partic-
ipants feeling as though the label implied that their expe-
riences were part of the same illness as acute COVID-19.%
Other languages rendered the chronicity and ontology
of Long COVID similarly complex. For example, some
participants identified as being ‘disabled’ or having a
‘chronic’ illness or health condition.” *** * * These
terms designated Long COVID as a stable and ongoing
condition rather than something to be recovered from
(or a process of recovery in and of itself) , which was a shift
in framing that some participants found distressing.” *°

These experiences all intersected with expectations of
what recovery ‘should’ look like. Participants described
social and professional pressures to ‘recover’ and return to
‘normal’.*’*! *** Participants’ ‘guilt’ about being unable
to perform their previous social roles was compounded
when they additionally required care from their family
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or partner.”’ ** ** Some participants internalised these
expectations and questioned their own sense of what it
means to recover from illness.”” ***! One study summed
up the conflict between expectations of recovery and
the lived experience of Long COVID illness as a tension
between the roles of Long COVID patient and ‘COVID-19

survivor’.*

DISCUSSION

Our synthesis generates three intersecting analytical
themes relating to the epistemic construction of Long
COVID: the illness, the patient and recovery. We find
that the constitution of Long COVID across these themes
produces different implications for the research, manage-
ment and lived experience of Long COVID. This reso-
nates with other social science literature on the diverse
constitution of Long COVID.* "' One sociological review,
for instance, has cautioned that flexible approaches to
describing and diagnosing Long COVID can produce
challenges for developing pragmatic care information
and targeted health interventions.

Our discussion responds to this critique by accentu-
ating the importance of flexible yet situated approaches
to understanding Long COVID. We call attention to the
many ways that Long COVID has been constituted in
and by studies and the effects of this constitutive work.
This underscores the importance of reflecting on how
the methods and approaches of qualitative studies them-
selves shape the understandings of Long COVID they
produce.”® We conclude by reflecting on the emergent
fluidity and diversity of lived experience in qualitative
accounts as defining characteristics of the Long COVID
condition. In doing so, we highlight the need for adaptive
strategies in diagnosis and care.

Reflections on study design
The design and methods of qualitative study constitute
the object of Long COVID, and thus, how Long COVID
comes to be understood, in specific ways. Studies vari-
ably framed Long COVID as a diagnostic category, a
lived experience of illness or recovery, a social identity, a
medical object of research or care, a policy concern and
more. Studies also defined Long COVID in relation to
health guidelines and/or accounts emerging through
patient advocacy, which diversely characterised Long
COVID; for example, Box 1 presents descriptors that were
applied to and demarcated from definitions and accounts of
Long COVID across the studies. Inconsistencies between
these characterisations of Long COVID (as well as across
lived experiences and clinical interpretations described
within study data) were generally navigated by framing
Long COVID as an ‘uncertain’, ‘contested’ or ‘emerging’
lness, 38 35-98 41 43 44

The constitution of Long COVID within participant
eligibility criteria similarly varied across study methods.
Most studies recruited participants through Long COVID
supportgroups or by publicly advertising the study, though

Box 1 Descriptors used in Long COVID studies
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= Acute COVID-19 illness.

= Recovery following an acute COVID-19 illness.

= Post-COVID syndrome or a similar formal diagnosis.

= Extended effects of acute COVID-19 illness, hospitalisation and/
or rehabilitation including being unable to exercise or being on a
ventilator.

= COVID-19 symptoms persist for a specified minimum length of time
following the onset of COVID-19.

= Symptoms with understood and verifiable underlying biological
mechanisms.

= Adiscrete list of recognised and validated Long COVID symptoms.

= Symptoms of pre-existing iliness or disability that are exacerbated
following COVID-19 illness.

= Mental illness or psychological distress.

= Chronic illness or disability.

= Asyndrome or collective label for many different illness experiences.

= Symptoms that cannot be explained by other diagnoses.

= ME/CFS.

34-36 45 .. . .
some ? sampled from clinical settings or existing

cohorts, which enabled researchers to identify eligible
participants from a broader repository of health data. All
recruitment strategies required participants, researchers
or clinicians to identify Long COVID patients, which
meant that inclusion was shaped by evolving understand-
ings and public awareness of Long COVID at the time of
recruitment.

Future qualitative studies need to be more open in
their iterative sampling and exploration so as not to
close-off or narrow Long COVID as a site that is emer-
gent in its experience. Different qualitative study designs
delimit the constitutions of Long COVID differently a
priori, which can shape as well as potentially narrow the
accounts of lived experience that are produced; further-
more, participant accounts can suggest a greater fluidity
and diversity of experience than a priori study definitions
of Long COVID imply. This points to the limits of narrow
definitions of Long COVID at the outset of studies and
the need for study designs to remain attentive to the
more open accounts of lived experience that studies may
produce.

We suggest that researchers should carefully consider
how Long COVID is defined and understood beyond
clinical and biomedical understandings. Several studies
in our synthesis designed eligibility criteria in terms of
selfidentification ®® 30737 40 41 44 45 However, there was
limited reflection on what might influence individuals to
feel included or excluded from illness categories and how
information about illness is accessed and understood by
publics. Future study designs that use self-identification
might therefore pursue multiple recruitment strategies
that use different language and descriptions to invite
diverse experiences of the illness, health, or care concern
being studied. A defining characteristic of the condition
of Long COVID is its inherent fluidity, diversity and multi-
plicity, and thus, it is important for future studies to avoid
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building into their designs a priori definitions of Long
COVID that are overly narrow, given how this can shape
inclusion, recruitment and accounts of illness experience.

We also emphasise a more general need for greater
transparency and reflection on how conceptualisations of
Long COVID shape study design, recruitment and anal-
ysis. We found, for instance, that even studies with highly
specific inclusion criteria extrapolated their findings to
more loosely defined and diverse accounts of Long COVID
that emerged in their analysis. It is important that future
studies make transparent how their conceptualisations
of Long COVID shape the constitutions of Long COVID
produced. Similarly, studies should ensure epistemolog-
ical consistency in how they frame and conduct their anal-
yses. A general observation is that qualitative research in
this emergent field is relatively under-theorised.

Studies in our synthesis largely employed ‘realist’ and/
or ‘critical realist’ approaches and conducted descrip-
tive and/or interpretive thematic analyses of semi-
structured interview data. A minority of synthesised
studies adopted ‘critical’ and/or ‘social constructionist’
approaches,” ** 472 focusing, for instance, on how
narratives ‘enact’ or ‘perform’ constitutions of Long
COVID.* #3744 There is greater scope for critical socio-
logical qualitative analyses in this field—in particular,
analyses that treat narrative as a process of enactment for
study, rather than simply a resource of lived experience
description.”” * The constitution of Long COVID as an
emergent, situated and negotiated lived embodiment
emphasises the importance of qualitative designs that
approach illness, patienthood and recovery as matters of

. )
‘construction’ and ‘enactment’.?

From Long COVID symptoms to Long COVID patients

Across our synthesis, Long COVID was framed as an
inherently symptomatic illness experience. Studies we
reviewed did not identify specific symptoms as proving
or precluding a Long COVID diagnosis or experience.
Instead, studies accentuated Long COVID as an open
category that included symptoms felt to be persistent or
recurring following acute COVID-19 infection, symptoms
felt to be new and different, as well as symptoms that came
and went over time and with varying degrees of severity.
Studies used different minimum timeframes of recurring
or ongoing symptoms as a condition of Long COVID, yet
the ‘long’ and ‘symptomatic’ nature of Long COVID was
consistently identified as a defining feature of the illness
experience and without a clear end point.

Another defining feature across studies was the consti-
tution of Long COVID as a disruption to the ‘normal’.
Studies noted, and some deployed in their inclusion
criteria,” * * Long COVID symptoms as unexplainable
by alternative diagnoses. However, we found that other-
wise familiar symptoms, including those from existing
medical or health conditions,” ***** were made ‘strange’
in studies through complex symptom clusters, height-
ened illness effects and unpredictable recovery trajecto-
ries that disrupted ‘normal’ life,37 40 41 43 44 Furthermore,

the boundaries between the effects of Long COVID as
a biomedical illness and the complex social worlds of
patients (whichincluded experiencingaglobal pandemic)
were often fuzzy and variably defined.’- 3% 3 38 39 44 45
This fuzziness made responding to and caring for Long
COVID (in formal and informal settings) difficult and
could result in participants feeling they had been denied
Long COVID patienthood, especially when symptoms
were excluded from diagnostic consideration,”' ™ %=1 43

These inconsistencies and complexities in Long COVID
criteria have been subject to critique.*”® Yet, our findings
suggest that many of the challenges related to more open
and changeable constitutions of Long COVID emerge as
a result of insufficiently situating this constitutive work.
There is a need for researchers and care providers to
embrace broader and more open understandings of Long
COVID ‘symptoms’ and ‘diagnosis’ that reflect the diver-
sity of experiences examined across qualitative studies—
not to capture more people within a singular definition of
the ‘Long COVID patient’ with standardised ‘care’ needs,
but to acknowledge the complex reality of Long COVID
experiences. For example, our synthesis shows that a Long
COVID diagnostic label can provide validation and help
individuals make sense of their illness experience even in
the absence of clinical care pathways,* = % 374041 43 Tpjg
emphasises the clinical and social value of Long COVID
diagnosis beyond its capacity to support linkage to care
or treatment.

The object of Long COVID recovery
Like Long COVID patienthood, recovery is multiply
interpreted across the studies we reviewed. Our synthesis
suggests that non-linear trajectories of Long COVID
recovery, where illness does not become progressively
better over time but is instead marked by unexpected or
relapsing symptoms, are experienced as a disruption of
recovery itself.* ™ # % This produces new health uncer-
tainties when expectations of what Long COVID recovery
‘should” look like fail to materialise.” *" * ¥ #1™5 Across
studies, these effects were most noticeable for partici-
pants who had experienced Long COVID earlier in the
pandemic when there was less knowledge about post-
COVID-19 illness and recovery.”* S7A0 4145

The non-linearity of Long COVID experiences also
challenged notions of ‘full’ recovery or ‘partial’ recovery.
Some participants experienced COVID-19 recovery as
a separate process to Long COVID (recovery),” * and
othersresisted assumptions of recovery entirely, describing
themselves as disabled.**®**'* Here, our synthesis reso-
nates with existing research on experiences of chronic
illness, which argues that the so-called ‘restoration’ of
bodily capacities following illness and disability is not
always realistic or possible.47 * Furthermore, while diag-
nostic labels can give patients ‘permission to be ill’,* >’
our findings suggest that this social permission is pred-
icated on the assumption that illness is temporary and
that patients will soon resume ‘normal’ professional and
social activities.” > ** ** Such conditional freedom from
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social obligations also mirrors broader experiences of
chronic illness and disability.*” ' 52

As observed in other social and health research
contexts,” ™ diverging understandings of what constitutes
illness and recovery produce challenges for designing
research and health interventions. Our analysis identi-
fies multiple health ‘problems’ from which participants
were described as recovering, including SARS-CoV-2 viral
infection, COVID-19 illness (and in some cases hospi-
talisation), Long COVID or something less precise and
entangled with broader social factors and the pandemic
context. Processes of recovery were also diversely char-
acterised. While a ‘return to normal’ was both possible
and desirable for some, recovery was also characterised
as an unpredictable process requiring ongoing care, a
process of working towards a new version of normal, or
was rejected entirely.

These insights highlight the importance of interro-
gating the problem and goal of care and recovery when
discussing Long COVID. Notions of care, patienthood,
recovery and being ‘recovered’ held different meanings
for participants across studies, which had implications
for how the experience of Long COVID became under-
stood—for participants, their clinicians, people in their
social and professional lives and through the framing and
analyses of the studies themselves. While one person’s
definition of being recovered from (Long) COVID might
require the complete absence of symptoms or illness
effects, others might feel recovered when they feel well
enough to work or no longer require frequent medical
interventions.

Rather than standardising clinical definitions of Long
COVID,”™ we propose that practical approaches to the
study and care of Long COVID be developed at the inter-
sections of emergent illness, care and recovery experi-
ence. Our recent study of COVID care practice suggests
that situating uncertain illness in this way is not only
possible but is in many ways, a familiar element of adap-
tive healthcare practice and research that can be built

upon.”’

Limitations

Qualitative research on Long COVID has emerged along-
side rapidly evolving clinical understandings of COVID-19
and post-COVID illness. We have highlighted inconsisten-
cies within and between studies regarding what counts
as ‘Long COVID’. There is an opportunity for compar-
ative approaches to qualitative research that characterise
how Long COVID is differently understood in relation
with illness experience, care needs and recovery expec-
tations. We have also noted a need for greater consis-
tency and reflection within studies regarding how they
frame, design and analyse the accounts of Long COVID
they produce. Many qualitative studies included in our
synthesis were developed as adjuncts to surveys, cohorts
and/or clinical studies rather than as stand-alone qual-
itative studies. There is scope for greater theoretical,
sociological and critical methodological engagement in

this emergent field of qualitative study. Included studies
primarily draw from the UK and USA and are limited to
studies published in English.

CONCLUSION

We accentuate Long COVID as a site of multiple quali-
tative interpretation, giving rise to coexisting versions of
illness, patienthood and recovery. Crucially, we find that
Long COVID develops meaning through its social rela-
tions of varied and diverse lived experience. We caution
against attempts to align or stabilise constitutions of Long
COVID illness, patienthood and recovery in a singular
trajectory or understanding. Accounts of patients’ expe-
riences illuminate how illness, patienthood and recovery
are sites of continual negotiation and thus, are also
defining qualitative features of what Long COVID is.
Efforts to diagnose and intervene must be as adaptive as
the varieties of Long COVID lived experience.
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