Health Expectations W I L EY

| ORIGINAL ARTICLE DD

What Can We Learn Four Years On? A Multi-Centre
Service Evaluation Exploring Symptoms, Functional
Impact, Recovery and Care Pathways in Long Covid

Cassie Lee' | Paul Williams® | Amiad Abrahams'? | Julie Darbyshire* | Helen E. Davies® |
Johannes De Kock®” (i) | Umut Esmer® | Samantha A. Jones® | Vicky Newey' | Janet Scott™'® {l2) | Nikki Smith® |
Darren Winch® | Harsha Master” | Sarah Elkin""' (2) | LOCOMOTION Consortium

1Imperial College Healthcare NHS Trust, London, UK | ?Hertfordshire Community NHS Trust, Hertfordshire, UK | 3Central and Northwest London NHS,
London, UK | *Nuffield Department of Primary Care Health Sciences, The University of Oxford, Oxford, UK | *Department of Respiratory Medicine, Cardiff
and Vale University Hospital Board, University Hospital Llandough, University Hospital of Wales, Cardiff, UK | °NHS Highland, Inverness, UK | NWU
School for Psychosocial Research, South Africa | ®Person with Long Covid, UK | “Development and Innovation Department, NHS Highland,

Inverness, UK | '°MRC-University of Glasgow Centre for Virus Research, Glasgow, UK | ''National Heart and Lung Institute, Imperial College, London, UK

Correspondence: Cassie Lee (cassie.leel@nhs.net) | Sarah Elkin (Sarah.elkin@nhs.net)
Received: 17 October 2024 | Revised: 31 July 2025 | Accepted: 17 August 2025

Funding: This study is independent research funded by the National Institute for Health and Care Research (NIHR) (LOng COvid Multidisciplinary
consortium: Optimising Treatments and services acrOss the NHS [LOCOMOTION], Ref: COV-LT2-0016).

Keywords: Covid-19 | long Covid | long-term conditions | mixed-methods | post-Covid syndrome | service evaluation | user experience

ABSTRACT

Background: Long Covid (LC) is associated with long-term health impacts that require ongoing support from healthcare
services. We aimed to gain insights into patients' perceptions of their ongoing symptoms of LC, the effect on daily living and
vocation, perceptions of what helps with LC recovery, as well as LC care pathways and ongoing care needs.

Methods: An online survey was sent to 513 participants who had used one of three LC services across England and Wales
between 2020 and 2024. Participants were invited to share their experiences. We employed a mixed-methods approach for data
analysis, synthesising findings from quantitative and qualitative data. All data shared between sites was de-identified.
Results: 269 (52.4%) participants completed the survey. The mean age was 52.7 (sd +12.0), 69.1% female and 55.0% were
White-British. The mean duration since initial SARS-CoV-2 infection was over 3 years (1204.4 + 275.7 days). The Post-Covid
Functional Status (PCFS) scale indicated that most participants (94.1%, n = 253) had not fully recovered. When employing a
global rate of change scale, 39.0% (n = 96) of 246 responders indicated they are still making improvements with respect to their
recovery; 40.7% (n=100) had plateaued, and 20.3% (n = 50) reported a worsening trajectory. Those with ongoing symptoms
described fatigue 83.0% (n = 210), cognitive dysfunction 58.5% (n = 148) and breathlessness or wheezing 43.9% (n = 111) most
frequently. Of those who responded, 20.8% (n = 48) were ‘working as prior to their initial LC infection’ and 25.5% (n = 59) were
currently ‘unable to work’. Almost half (44.3%; n = 86) were no longer receiving care whilst also reporting unmet care needs. In
total, 62.7% (n = 126) of participants indicated unmet care needs, and qualitative analysis indicated five overarching domains as
having an important impact on long-term LC recovery and ongoing healthcare needs. These were Living with LC, LC inter-
ventions and recovery, Approach to the delivery of care, Insufficient support and Suggestions and improvement.
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Conclusion: This study indicates the extent to which individuals continue to experience ongoing symptoms of LC, including

aspects related to recovery and vocational impact, highlighting the potential widening gap between the ongoing need to support

those living with LC and the limited provision of care.

Patient or Public Contribution: The survey was co-produced with Experts by Experience, who had previously attended an LC
service and members of the Patient Advisory Group within the Locomotion Consortium. Collaboration and involvement
continued throughout the study, including analysis, interpretation and writing processes.

Clinical Trial Registration: Study registration details are available at ClinicalTrials.gov: NCT05057260 and ISRCTN: 15022307.

1 | Introduction

Long Covid (LC) refers to the symptoms beyond 12 weeks
following SARS-CoV-2 infection, with no alternative ex-
planation [1, 2]. This multi-system condition can manifest as
a wide range of physical symptoms, including fatigue,
breathlessness, palpitations, joint/muscle pain, gastric
symptoms, neurocognitive and psychological symptoms
including attention and memory alterations, anxiety and
depression [3, 4]. The clinical presentation and impact of
symptoms can vary and fluctuate or relapse over time [5].

True prevalence is unknown; estimates in the United
Kingdom vary between 3% and 6% of the population [6]. As
of April 2024, the UK Office for National Statistics reported
3.3% (2 million) people in England and Scotland were living
with LC, of which 19.2% report a negative impact on their
ability to undertake daily activities [6, 7]. At a similar time,
the United States reported approximately 5%-6% of adults
report living with LC, with a quarter experiencing signifi-
cant functional limitation [8]. These ongoing symptoms and
impact present a national and global healthcare demand.

In response, to support the diagnosis and management of those
living with LC, the UK National Health Service (NHS) invested
over £100 million between 2020 and 2022 and developed a
network of 90 specialist clinics across England [9, 10]. The
development of services was carried out at a pace with limited
national guidance or research, and adapting to local contexts
resulted in heterogeneous delivery, and no standardised best
practice model was identified [11-13].

Care for this complex condition took on a treatable traits
approach [14], with self-management as the longer-term strat-
egy after discharge from rehabilitation services [9]. Recent
studies advocate for a standard of care to include a multi-
disciplinary approach to the assessment and management of LC
and suggest that these should be both contextually appropriate
and tailored to the symptoms [15-18].

For some, accessing LC services and navigating the healthcare
system has been reported as challenging [19-21]. Qualitative
evaluation recommends better coordination of care across
multiple pathways with care delivered as a person-centred,
holistic approach, incorporating listening and validation
[21-25]. Quantitative monitoring of LC clinics provides insights
into their clinical effectiveness. This has highlighted that, for
many, symptoms persist for many years [26]; therefore, services
need to support the long-term impacts of LC and associated
complexities [20, 25].

In 2024/5 the commissioning of LC services was transitioned to
integrated care boards (ICBs). While this saw a reduction in
funding it also provides an opportunity for LC service providers
to consider alternative care models and amplify the voices of
those with lived experience in re-design [17, 18, 27, 28].

As identified by Kennelley et al. 2023 [29], ‘As the world begins to
recover from the COVID-19 pandemic, we must promote the voices
and prioritise the needs of those who continue to experience long-
term impacts of the virus in research, clinical, and personal prac-
tice’. This emphasises the need to include views of patients still
symptomatic after many years and to explore their changing care
needs [20]. Therefore, this study considers the longer-term per-
spectives of patients attending three heterogeneous LC clinics.

1.1 | Objectives
This study aimed to explore individuals' perspectives following
attendance at an LC service to explore:

1. Ongoing symptoms, functional limitations and current
vocational status.

2. Understanding of recovery trajectory and facilitators.

3. Patients' perceptions of the LC care pathway and identify
unmet care needs.

2 | Methods

2.1 | Methodology

We utilised a cross-sectional online survey, using a convenience
non-probability sampling method to explore LC patients' perspec-
tives and experiences of LC clinics. Three LC clinics from the
LOCOMOTION consortium each independently completed a ser-
vice evaluation survey to inform local ongoing care needs. The
study protocol for LOCOMOTION, with details of management,
governance and patient involvement, has been published elsewhere
[30]. Ethical approval and subsequent amendments were granted
by Yorkshire and The Humber—Bradford Leeds, Research Ethics
Committee (REC ref: 21/YH/0276).

2.2 | Patient and Public Involvement

The service evaluation survey was co-produced with Experts by
Experience who had previously attended an LC service, some of
whom were members of the LOCOMOTION Patient Advisory
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Group. Collaboration and involvement continued throughout
the study including analysis, interpretation and writing
processes.

2.3 | Participant

231 | Setting
LC services varied in set-up and delivery. See Table 1 for
summaries of clinics.

2.3.2 | Sampling and Recruitment

An invitation to take part in the service evaluation was sent to
patients who had attended the clinic between August 2020 and
May 2024. This represents approximately between 15% and 30%
of each site's clinic attendance (data not shown). Invites were
sent via email or text, including a link to the online survey (see
Supporting File 1 and 2—Additional survey details and Online
Survey). The survey was available online in Microsoft Forms
and was available to complete between November 2023 and
May 2024. The survey was only available in English.

2.4 | Survey Components

241 | Development of Survey

The self-report survey was designed by the multidisciplinary LC
team at Site A. Patients were involved in survey design,
including question development, survey content, structure and
language. The survey was tested on 30 patients over the tele-
phone and amended according to patient and clinician feed-
back. The survey included the following key areas: Functional
impact and symptoms; Recovery and trajectory; Local health-
care support and unmet needs; and Vocational status and
additional comments. It included a 3-point Global Rate of
Change (GRoC) scale [32] and the Post-Covid Functional Status
(PCFS) [33]. The PCFS scale includes a Likert scale (0-4)
measuring symptom severity and functional limitations, where
0 is no symptoms, 1 negligible limitations (can perform all usual
duties/activities, but with some symptoms), 2 slight limitations
(occasionally needing to avoid or reduce usual duties), 3 mod-
erate limitations (unable to perform all usual duties or activities
including work) and 4 severe limitations, (being dependent on

nursing care or assistance from another). See Supporting Files 1
and 2—Additional survey details and online survey, for further
information.

2.5 | Data Collection

Participants were given a pseudonymised ID number to use
when completing the survey; no personal identifiable data was
requested or recorded. Health-related data were captured from
local trust databases and/or clinical notes. Demographic data
were taken directly from available data stored on Trust data-
bases. Information was stored at each local site in accordance
with the trusts’ information governance policies.

2.6 | Data Management

Survey responses were stored locally to permit analysis, and de-
identified data were shared between the three sites using secure
online SharePoint. All sites adhered to local governance pro-
cedures and were compliant with the study's ethical approval.

2.7 | Analysis

The survey recorded all data digitally on the Microsoft (MS)
Forms platform. All data were exported to MS Excel and addi-
tional demographics data were added by each site to create the
full dataset. Quantitative data were analysed using MS Excel to
synthesise descriptive analysis, frequency distribution, percent-
ages and measures of dispersion. Questionnaire and demo-
graphics data were cross-tabulated to investigate relationships
between multiple variables in line with our aims.

Qualitative data from the free-text sections of the questionnaire
consisted of short sentences and paragraphs, which were ana-
lysed using thematic analysis following Braun and Clarkes
approach [34] adapted for brief written responses [35]. Re-
searchers from each site (P.W., C.L., and S.J.) conducted
line-by-line inductive coding independently to ensure codes
were grounded in the data. Coding was informed by the
research objectives—to explore the impact LC continues to have
on patients, their perceptions of their recovery, the LC care
pathway, care provided, and ongoing care needs. The local
evaluators discussed and compared initial codes to develop an
agreed-upon coding framework. Codes were grouped into

TABLE 1 | Description of long Covid service site structure using a tiered classification (as previously described elsewhere [12, 31]).

Site Description

Site A Tier 3 clinic led by a respiratory consultant with a small multidisciplinary team (MDT) (psychologist, occupational
therapist and physiotherapist). Primarily assessment service with referral for specialist input. Links with community-

based rehabilitation service.
Site B Hospital-based tier 3 clinic run by a respiratory physician and clinical research fellow. No formal MDT support, but
can refer to the community rehabilitation team.
Site C Entirely virtual community-based tier 2 clinic jointly led by a general practitioner (GP) and an occupational

therapist, and with a large MDT of allied professionals. Complex patients are reviewed by the GP and referred on to
secondary care specialties as needed.
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higher-order conceptual concepts from which themes and sub-
themes were subsequently identified. This process was iterative
and reflexive, where discrepancies were resolved through dis-
cussion with the wider team to enhance rigour. Themes were
identified through an active interpretive process that allowed
the team to recognise common and recurrent patterns in the
data, while remaining attentive to variations across sites. This
supported a rich and contextualised understanding of patients’
experiences and perceptions of their LC service (see Supporting
File 3—Qualitative Analysis) [36].

Data from the three sites were combined and analysed in con-
junction with a mixed-methods convergent parallel design
principle permitting numerical data to be situated in the context
of qualitative data [37], see Figure 1 for details.

3 | Results

3.1 | Participants

Of the 513 patients who were invited, 269 (52%) responded, of
which 30 (11%) completed it via telephone with a healthcare
professional. Similar participant characteristics, response rate
and survey results were observed across all three sites. Response
rates for each site were A =52.4%, B=61.5% and C =47.3%,
with a mean of 52.4%. Data were combined and analysed as one
dataset with no between-site analysis.

Demographic data for both responders and non-responders are
listed in Table 2. Responders had a mean age of 52.7 (= 12.0); it
was noted that under 40-year-olds responded less frequently
(n=38, 14.1% vs. n=61, 25.0%). The sample was predomi-
nantly female 69.1% (n=186) and white-British 55.0%

(n=148). Indices of multiple deprivation (IMDs) saw some
differences between responders and non-responders. While
similar in the lower two quintiles (1 and 2), IMD groups 3 and 4
saw more non-responders, compared to an elevated response
rate in those least deprived (IMD 5) (n =79, 29.9% vs. n =47,
19.3%). This may reflect access to clinics, as the service eva-
luation was not designed to explore predictions of participation.
We did not analyse this further.

Duration of LC was on average > 3years (mean 1204.4 days,
+ 275.7). Duration between survey completion and first contact
with the LC specialist team was largely within the previous 1
(39.0%, n =105) or 2 (32.3%, n = 87) years. The initial infection
variant period for responders was mainly pre-Alpha (42.0%) or
Alpha (24.5%), and most acute infections were managed in the
non-hospital setting (84.2%, n = 144 out of 301 for two sites). We
had a high rate of missing data regarding infection details, and
one site did not provide the severity of infection, so it was
omitted from this category.

3.2 | Stage 1: Quantitative Analysis

Data are presented as counts, percentages, and measures of
dispersion. Responders answered questions based on the
response to the previous question; therefore, the denominator
value varies between questions. For survey results, the
denominator includes pre-defined category responses and ex-
cludes ‘other—free text’ or unanswered ‘missing’ data. The
exception is where free text, via explicit wording or content,
strongly aligned with the categories. Where there was agree-
ment by two researchers, it was re-coded as quantitative count
data. The free-text data remained available for qualitative
analysis and coded into themes in Stage 2 of the analyses.

Data
collection

Quantitative and
qualitative and
questions in one
survey

Stage 1 Analysis
Quantitative data

Stage 2 Analysis
Qualitative data

Stage 3 Integration

Integration of both data
sources to compare,
contrast and interpret

measure of dispersion for numerical data.

fully supplementary material

Stage 1: Quantitative analysis, usingexcel, to analyse perform descriptive statistics, including averages and

Stage 2: All free text data included in thematic analysis using a stepwise sequential coding approach [42],
[43] was used, to identify categories and sub-categories from within the data sets. The process is described

Stage 3: Integration: Bi-weekly tri-site meetings with representatives from; the LC multi-disciplinary clinical
team, LOCOMOTION researchers and PPl were held to review the qualitative and qualitative data separately,
together to permit comparison and interpretation of all data together.

FIGURE1 |

Ilustration demonstrating the mixed-methods convergent parallel design approach employed for analysis.
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TABLE 2 | Characteristics of participants with comparison of responders and non-responders.

Responders Non-responder All
N =269 % or SD n=244 % or SD n=>513 % or SD

Age
<30 10 3.7% 20 8.2% 30 5.8%
30-39 28 10.4% 41 16.8% 69 13.5%
40-49 61 22.7% 63 25.8% 124 24.2%
50-59 93 34.6% 64 26.2% 157 30.6%
60-69 52 19.3% 37 15.2% 89 17.3%
> 70 22 8.2% 19 7.8% 41 8.0%
Missing 3 1.1% 0 0.0% 3 0.6%
Mean age 52.7 12.0 (SD) 49.4 13.6 (SD) 51.1 12.9 (SD)
Sex
Sex (female) 186 69.1% 178 73.0% 364 71.0%
Sex (male) 80 29.7% 66 27.0% 146 28.5%
Missing 3 1.1% 0 0.0% 3 0.6%
Ethnicity
White—DBritish 148 55.0% 128 52.5% 276 53.8%
White—Any other White background 34 12.6% 29 11.9% 63 12.3%
Asian—Asian British (including British 3 1.1% 7 2.9% 10 1.9%
Indian/Pakistani)
Asian—Any Other Asian Background 19 7.1% 17 7.0% 36 7.0%
Black or Black British—African/Caribbean 9 3.3% 12 4.9% 21 4.1%
Mixed—Any other mixed background 4 1.5% 4 1.6% 8 1.6%
Other Ethnic Groups—Any other ethnic 37 13.8% 34 13.9% 71 13.0%
group
Missing 15 5.6% 13 5.3% 28 5.5%
Total 269 100.0% 244 100.0% 513 100.0%
Index of multiple deprivation—(Quintiles)
1 24 8.9% 27 11.1% 51 9.9%
2 42 15.6% 34 13.9% 76 14.8%
3 48 17.8% 63 25.8% 111 21.6%
4 54 20.1% 60 24.6% 114 22.2%
5 79 29.4% 47 19.3% 126 24.6%
Missing 22 8.2% 13 5.3% 35 6.8%
Total 269 100.0% 244 100.0% 513 100.0%
Predominant UK variant at time of infection
Pre-Alpha 113 42.0% 111 45.5% 224 43.7%
Alpha 66 24.5% 46 18.9% 112 21.8%
Delta 25 9.3% 21 8.6% 46 9.0%
Omicron 25 9.3% 10 4.1% 35 6.8%
Missing 40 14.9% 56 23.0% 96 18.7%
Total 269 100.0% 244 100.0% 513 100.0%
Mean duration of LC (known only) 1204.4 275.7 (SD) 1262.1 252.6 (SD) 1230.5 266.8 (SD)
**Severity of initial infection (n = 306) only available for two sites
Community 144 84.2% 118 87.4% 262 85.6%
(Continues)
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TABLE 2 | (Continued)
Responders Non-responder All
N =269 % or SD n=244 % or SD n=>513 % or SD
Hospital-Ward 18 10.5% 13 9.6% 31 10.1%
Hospital-ITU 4 2.3% 2 1.5% 6 2.0%
Vaccine triggered 0.6% 1 0.7% 2 0.7%
Missing 4 2.3% 1 0.7% 5 1.6%
Total 171 100.0% 135 100.0% 306 100.0%
Duration of long Covid
<1lyear 1 0.4% 0 0.0% 1 0.2%
1-2 years 16 5.9% 3.3% 24 4.7%
2-3 years 49 18.2% 34 13.9% 83 16.2%
3-4years 106 39.4% 89 36.5% 195 38.0%
> 4 years 59 21.9% 60 24.6% 119 23.2%
Missing 38 14.1% 53 21.7% 91 17.7%
Total 269 100.00% 244 100.00% 513 100.0%
Interval since first assessment at the LC clinic
< lyear 105 39.0% 108 44.3% 213 41.5%
1-2years 87 32.3% 54 22.1% 141 27.5%
2-3 years 32 11.9% 22 9.0% 54 10.5%
> 3 years 7 2.6% 7 2.9% 14 2.7%
Missing 38 14.1% 53 21.7% 91 17.7%
Total 269 100.0% 244 100.0% 513 100.0%
Long Covid service
Site A 99 36.8% 90 36.9% 189 36.8%
Site B 72 26.8% 45 18.4% 117 22.8%
Site C 98 36.4% 109 44.7% 207 40.4%
Total 269 100.0% 244 100.0% 513 100.0%

*Data is only known for two sites; the third reported a similar dominance of community-managed infections.

**English IMD for 2019 and Welsh IMD for 2019 were used.

3.21 | Current Functional Impact and Symptoms
(Questions 2, 3, 4, 17 Functional Impact, Symptoms and
Vocational Status)

3.21.1 | Functional Status. The PCFS scale identified that
most participants had not fully recovered (253 out of 269, 94.1%)
with differing levels of functional impact: negligible (10.0%), mild
(28.3%), moderate (42.0%) or severe (13.8%) (see Supporting File 4
Table Al). Note, when comparing demographics across the PCFS
levels, some counts are small (n <5), particularly ethnicity and
IMD, and therefore should be interpreted with caution.

3.2.1.2 | Symptoms. The 253 responders, indicating they
had not fully recovered, reported their top five most frequently
experienced symptoms as fatigue 83.0% (n=210); cognitive
dysfunction 58.5% (n = 148); breathlessness or wheezing 43.9%
(n=111); joint/muscle pain 38.7% (n =98) and mental health
impact 30.8% (n = 78). For mental health, we combined anxiety
(n=44) and depression (n =46) into one category, where 12
participants indicated both, and therefore, were only counted
once. Figure 2 shows the percentage of reported symptoms by

PCFS (see Supporting File 4—Figure A4 for bar chart presen-
tation). This highlights that symptom groups are comparable
across the PCFS mild/moderate/severe scale.

3.2.1.3 | Vocational Impact. Vocational status was pro-
vided by 85.9% (n = 231). Data were analysed and grouped into
four categories: (1) ‘working—but not the same as before LC’,
that is, with adjustment, reduced hours, change in duties or
role, or lost job but since found a new role, 42.0% (n=97); (2)
‘unable to work’ either on long-term sick, lost job or unable to
work, 25.5% (n =159); (3) “Working—as prior to their initial LC
infection’, 20.8% (n=48); and (4) ‘N/A—not working prior to
LC, 11.7% (n=27). Duration of LC was cross-tabulated with
vocational status, see Figure 3. The majority with LC beyond
2 years reported ‘working—but not the same as before LC’ as
the most frequent, and beyond 3 years ‘working as prior’ was
the least reported status.

3.2.1.4 | Trajectory of Recovery and Faciliatory Factors
(Questions 5, 6 and 7). Using a GRoC scale with a simple
3-point scale [32], it was possible to capture participants'
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FIGURE 2

FIGURE 3

Comparision of predominant symptoms across the PCFS scale

1 = Negligible functional limitations (n=27) e=====? = Slight functional limitations (n=76)

=73 = Moderate functional limitations (n=113)

== Grand Total (n=253)

4 = Severe functional limitations (n=37)

Fatigue

90.0% ¢
80.0%
70.0%

Reduced / altered
smell / taste

60.0%

Mobility problems 50.0%
40.0%
30.09
20.09

Dizziness or
vertigo
Headache

Palpitations

Cognitive
dysfunction

Breathlessness or
wheezing

Joint or muscle
pain

Mental health
combined

Sleep
disturbance(s)

Chest pain

Radar chart comparing the most frequently reported predominant symptoms across different PCFS levels.

Duration of Long COVID and vocational status

40

35
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N
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[y
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Number of responders
N
=]

=
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v

1-2 years

o

< 1lyear 2-3 years 3-4 years

Duration - years since initital infection

Duration of LC symptoms according to vocational status.

previous 6-month recovery. There were 246 who responded,
47% (n=100) were at a plateau, 39.0% (n=96) were making
progress, and 20.3% (n=50) were worse. Those with a more
limited PCFS score (moderate and severe) reported a worse

B Working
(same as before LC)

® Working
(not as before LC i.e.
adjustment / new role)

Not working due to LC
(Unable, lost job, ling term
sick)

>4 years

trajectory, but recovery was relatively consistent regardless of
initial assessment date (see Supporting Information 4—
Additional tables and figures). Further insight from those re-
porting recovery identified provision of information and advice




from the LC clinic (40.6%, n =41), medication (22.8%, n =23)
and onward referrals (16.8%, n = 17) as aiding recovery.

3.2.2 | LC Healthcare Provision and Ongoing Care
Needs (Questions 13, 14, 15 and 16)

3.2.21 | Current Provision of Care/Support. Current
access to care/support was reported by 245 participants. Over
half, 56.7% (n=139), reported they were not receiving care
despite being symptomatic, 33.0% (n=381) were currently
receiving care/support and 10.2% (n=25) identified ongoing
care as not necessary. On a follow-up question, 95.0% (n =77)
provided further details about the provision of care (they could
select more than one option). Healthcare support was provided
by the NHS (56.6%, n = 73), private/alternative (29.5%, n = 38)
and others (4.5%, n=7), such as the ENO breathe programme
[38] or participating in LC research (8.5%, n =11).

For those who had not recovered, vocational status was cross
tabulated with current care provision. Out of 200, 150 reported
they were not working in the same capacity as before Covid-19
infection (either not working or working with adjustments). Of
these 150, 40.7% (n = 61) were receiving care/support, and over
half, 59.3% (n = 89), were not (see Figure 4).

3.2.3 | Perceived Ongoing Care/Support Needs

All who had ‘not fully recovered’ were asked about additional
care/support needs. There were 201 who responded, 62.7%

100
90
80
35
» 70
[}
e
S 60
Q.
(%]
g
= 50
8 40 6 |
£
b= 57
30 24
20
10 16
0 3 |
Working Working

(same as before LC)

B N/A (recovered)
(not recovered)

FIGURE 4 |

(not as before LC i.e.
adjustment / new role)

Not current receiving any care/support

(n=126) additional care (including 36 who were receiving some
care/support). 194 answered both questions (receiving care and
additional care needs), which revealed four groups: (1) Receiving
care—no additional care needed, (2) Receiving care—identified
additional care is needed, (3) Not receiving care—identified care
is needed and (4) Not receiving care—no support/care needed.

44.3% (n = 86) had not fully recovered and had unmet care needs,
while the other groups ranged between 18.1% and 19.2% (see
Figure 5. Participants' current and perceived ongoing care needs).
Furthermore, those who were ‘no longer working’ (n =26 out of
36) or ‘working with adjustments’ (n =42 out of 68) reported a
high frequency of unmet care needs, compared to those working
in the same capacity (n = 14 out of 30) (see Figure 6).

Overall, perceived unmet care needs were noted to be slightly
greater in those who were younger (mean age 50.4 + 11.6, vs.
54.6 + 11.6), had a longer duration of LC (mean 1223 + 263 vs.
1196 + 263), and had their initial infection treated in the com-
munity. Low numbers in ethnicity and IMD categories with
missing data make extrapolation of findings for diversity and
inclusion difficult. Further analysis to explore the statistical
difference was not performed, as we did not design the study to
explore this.

3.3 | Stage 2: Qualitative Thematic Analysis

Thematic analysis of the qualitative data identified five over-
arching domains. Contained within the domains were themes
and sub-themes identified by the similarity and recurring

26

32 “

12

Not applicable - didn't
work pre Long Covid

Not working due to LC
(Unable, lost job, ling
term sick)

M Currenlty receiving care / support
(not recovered)

Self-reported identification of current care provision by vocational status category.
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18.6% 18.0%

Receiving care - no additional care needed
Receiving care - identified additional care is needed
= Not receiving care - identified care is needed

Not receiving care - no support/care needed

FIGURE 5 | Self-reported identification of current care provision
and perceived ongoing care needs.

nature of text supplied by participants (see Figure 7). The five
domains were as follows:

« LC Interventions and recovery (5 themes; 17 sub-themes).
« Approach to the delivery of care (3 themes, 10 sub-themes).
« Insufficient support (2 themes, 12 sub-themes).

 Living with LC (4 themes, 15 sub-themes).

+ Suggestions and improvements (4 themes, 14 sub-themes).

The overarching domain, ‘LC Interventions & Recovery’, en-
compassed all themes related to patients’ perceptions about the
support provided by LC clinics, including the care pathway and
subsequent clinic referrals. Unlike the domain ‘LC Interven-
tions & Recovery’, the overarching domain ‘Approach to the
Delivery of Care’ captures participants’ perceptions relating to
the way in which care pathways and referrals were delivered.
Participants indicated they experienced a level of ‘Insufficient
support’. This domain was constituted by two themes relating to
navigating the care pathway and those related to the provision
of care. The domain ‘Living With Long COVID’ involved both
the immediate impact of LC (i.e., symptoms and coping with
such symptoms) and the wider impact (i.e., on family life,
activities for daily living, ability to work and financial impli-
cations). Finally, ‘Suggestions & Improvements’ focused on
participants’ suggestions for service improvement.

3.4 | Stage 3: Integrated Findings

The mixed-methods approach enabled quantitative data to be
enriched by adding the patients’ experiences captured by the
qualitative component.

. What impact does LC continue to have on patients who

have attended the LC Clinic, including symptoms, func-
tional limitation and vocational status?

Fatigue, breathlessness, cognitive dysfunction, chest pain
and a negative impact on mental health were the preva-
lent ongoing symptoms of LC as demonstrated by the
quantitative data. The domain ‘Living with Long COVID’
involved aspects of participants’ experiences in relation to
LC symptoms, such as fluctuation and unpredictability, as
well as the ongoing nature of the condition, which is
difficult to understand. Further, nearly all (94.1%)
responders identified ongoing symptoms as having an
impact on daily function. This was expressed in the
domain ‘wider impact of LC’, where it was reported that
LC impacted personal life, activities for daily living such as
housework, and difficulties with family life due to fatigue.

From the quantitative analysis, it was evident that LC was
experienced as having a significant impact on work and
vocation status, for example, only 20.8% of participants
were currently working in the capacity they had held
before LC. This was echoed in the participant narratives,
with accounts of making concessions for work or stopping
work altogether due to LC. Finally, the culmination of
reducing or stopping work had inevitable financial and
psychological implications for some.

. What is the trajectory of patient recovery, to what extent

do patients believe they have recovered from LC, and what
aspect of care facilitated recovery?

Quantitative analysis indicated aspects of LC services and
healthcare support that aided recovery, such as the pro-
vision of information and advice (40.6%), medication
(22.8%) and onward referrals (16.8%). The domain, ‘LC
Interventions & Recovery’, encompassed participants’ ex-
periences of support provided by LC clinics. Noteworthy
aspects that patients reported as aiding recovery included
LC group programmes, energy management principles,
breathing exercises and psychological support, as well as
support found outside the healthcare system, such as non-
NHS services and medication and supplements (Table 3).

Quantitative analyses indicated that participants reported
LC recovery as a non-linear process, 39.0% identifying an
upward trajectory within the 6 months before completing
the survey and 20.3% indicating worsening symptoms.

The domain ‘Living with LC’ indicated that participants
perceived LC clinics as providing a general role in recov-
ery as well as bespoke interventions provided by LC clinic
specialists. The way in which such services were perceived
was, in part, related to the knowledge and competence of
clinical staff and practitioners. This was reflected in the
emphasis placed upon receiving an accurate diagnosis of
LC. Non-clinic themes (e.g., non-NHS services) were also
indicated as playing an important role in aiding recovery.

The domain ‘Coping’ involved important perceptions
related to the role of support networks such as family,
friends and peers. The importance of being self-resolving
in identifying and employing strategies to manage living
with LC was also a strong theme. Some illustrated an
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45 42
40
35
30 26 26
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20 16
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Working - No adjustments needed No long able to work due to LC Working - same job with
adjustments i.e reduce hours,

. hift, duties, phased ret t
Vocational category shift, duties, phased return etc

M |dentified additional support NOT needed Identified additonal support needed

FIGURE 6 | Self-reported identification of additional healthcare needs by different vocational status.
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Medium of Delivery
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Shared Decision Making Online Vs B2E
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Difficulty getting a GP appointment Advice: Conflicting views
Lack of continuity Unanswered questions
maufiGent FoRow Up Poor/Lack of knoviledge (staff)
Lack of inf about referral Discharged against wishes
Had to seek alternative support Treated Badly

Living With Long Covid (LC)

LC Symptoms

Symptoms difficult to understand

Wider Impact of LC
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Self-Management

Self-Efficacy

Suggestions & Improvements

Logistics of Care Delivery Additional Clinic Support Further Support & Exploration External Support
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FIGURE 7 | Qualitative analysis: Emergent domains, themes and sub-themes.
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TABLE 3 | Thematic analysis results of free text survey comments, presented as domains, themes, sub-themes and illustrative quotes.

Themes Sub-themes

Ilustrative quotes

Domain: LC Clinic and Recovery

Support in general General support

Group sessions

Referrals to other services

Specific strategies Physical/exercise support

Management strategies:
Dysautonomia

Management strategies: Energy
conservation, that is, pacing/
relaxation

Management strategies: Breathing

Vocation rehab/adjustment

Meditation/Mindfulness
techniques

Psychological support

Cognitive strategies/exercises

Clinical competence Knowledge, advice and

competence

Effective plan and/or Intervention

Accurate diagnosis

Additional diagnosis (other
conditions)

Non-clinic specific Heart rate/sleep monitor

Medication and supplements

‘Support from the COVID Rehab service. Access to my GP for
help was not available so I found the service really helpful, as
I often could not understand my symptoms’ (C12)

‘T was supported from the beginning of the long covid clinics
being set up for a number of months. The support groups and
the medical care was such a help throughout’ (C70)

‘Support, advice, knowledge and referrals to the right
specialist with symptoms that have happened or been made
worse by long Covid’ (C43)

‘T did have relapses but they got less severe and further apart.
The pacing, particularly of taking up exercise again, did help
but I still don't feel I have regained my pre-Covid fitness
levels, although I'm still working on it’ (C84)

‘Received advice and support for pots type symptoms, 48 h
ecg and bloods. Given support and information including the
WNO wellness’ (B11)

‘The pacing I found invaluable as did ruling out any other
reasons for my ongoing symptoms.’ (C5)

‘Recovery group 360 mind body & soul—peer support, mind-
body approach, breathwork and yoga’ (A455)

‘Going back to work successfully and understanding fully
that my body is more or less fully recovered and functioning
well’ (A988)

‘Meditation and breath work to support my autonomic
nervous system and severe anxiety and overwhelm’ (B42)

‘Psychologist has helped me and have bad dreams. XXXX has
been very good with my progress’ (A1513)

‘T believe the help given to me was showing a good
understanding of all I was going through, the advice really
helped and also it was good to know that I was listened to
and knowing that the Dr was thorough in their knowledge

and understanding of how Covid were truly affecting the
patients of this illness’ (C47)

‘The overall plan was well put together and has made it
possible for me to function in a way that I am able to work
and live a relatively normal life’ (C52)

‘T am most terribly grateful for all the care, attention and
support I have received. When I first attended in March/
April 2021 I had not up to then had a formal diagnosis of
long covid, and felt that I had finally found a place of safety,
somewhere that knew what they were doing and would look
after me, and you did’ (B26)

(The LC clinic) ... ‘enabled me to get a diagnosis of
autonomic dysfunction. Exclude POTs and start medication
to help me get back to work’ (C21)

‘Wearing a Fitbit to monitor exertion and sleep’ (C96)

‘My GP has suggested various non-medical tablets: NADH,
NAC+, MAGNESIUM FLYCINATE, COQ-10,
GLUTATGIONE, PQQ, AND NAC’ (C71)

(Continues)
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TABLE 3 | (Continued)

Themes Sub-themes

Ilustrative quotes

Other services (Non-NHS)

Approach to the Delivery of Care

Style of delivery Patient-centred care

Shared decision-making

Helpful/supportive

Validation and reassurance

Professionalism

Holistic approach

Medium of delivery Online/Apps

Online versus FtF

Waiting times

‘T wish there was a focused tai chi or similar group, with an
opportunity to meet others, like the WNO programme (but
with some social interaction too). Other groups have regular
meet ups to give information for the first part like a speaker,
or updates on research, techniques to learn then have a
general chat session. It can be face to face, on line or
hybrid’ (B16)

‘Support and communication from Llandough and the Long
Covid Rehab team was excellent, especially considering this
was the early days of recognising Long Covid.
Communication from both teams was also excellent. If I
needed information you responded promptly and this was
really important to my wellbeing at the time’ (B58)

‘The whole process was a two way dialogue, in which I was
able to share my journey of recovery in the hope of helping
others and 1 was able to ask about others and how they were
affected. This was very important to me in terms of trying to
understand my illness and what was happening’ (A988)

‘T honestly wasn't expecting much of a follow up but I saw a
physio for the breathlessness. She was helpful, offering
breathing exercises and answering my concerns’ (C12)

‘Long Covid Clinic has provided invaluable support.
Validation and assistance with my symptoms has made a
great difference to me’ (B11)

‘Thorough examination which identified how long covid was
affecting my body. Professional advice, when other
professionals had limited knowledge on the subject, help and
support at a very difficult time’ (B71)

‘T think your service was invaluable it actually looking at me
as a whole person and breaking down all the blood tests and
realising what was happening to me regards lack of ferritin,
b12 and vitamin D and other symptoms and getting
appropriate treatment’ (C47)

‘B12 Zoe app, self-treatment and research’ (B77)
‘psychologist, he helped but no referral, downloaded a few
apps on the phone but feel my issues remain the
same’ (A110)

‘Once I eventually got referred, the Covid Rehab team
where quick to put in place the referrals for me. Although I
did not have any Face to Face appointments, that the
webinars I attended online where useful and informative, it
was great to hear advice and the stories of other Long Covid
sufferers. The online and telephone support of a counsellor
help also’ (C22)

‘Having some face to face meetings would be beneficial
however i do appreciate at the time it was not always
possible’ (C52)

‘Good response and adequate waiting time, appointment
times were flexible and achievable’ (C23)
‘It took a while to be referred to the Long Covid Clinic but
once picked up I was given a plan very quickly’ (C43)

(Continues)
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TABLE 3 | (Continued)

Themes Sub-themes

Ilustrative quotes

Clinic logistics Efficacy

Flexible appointments

Insufficient Support

Navigating the care
pathway

Lack of support from GP

Difficulty getting a GP
appointment

Lack of continuity

Insufficient follow-up

Lack of information about referrals

Had to seek alternative support

Concerns not taken into
consideration

Provision of care

Advice: Conflicting views

Unanswered questions

Poor/Lack of knowledge (staff)

Discharged against wishes

‘T was very lucky in that I happened to ring the doctors on
the day the service opened so I was seen, tested and
assessed quickly’ (H84)

‘Everything was carried out quickly and I was referred to
the appropriate healthcare team to help me manage my
long covid’ (B85)

‘Good response and adequate waiting time, appointment
times were flexible and achievable’ (C23)

‘All the referrals and the way it was dealt was great just the
after support from my own GP surgery had been poor as they
was almost unable to understand my needs’ (B80)

‘No they were cancelled and I was not informed. Go back to
my GP ... you try and get an appointment!” (C76)

‘The local G.P was not aware of my being part of a trial Long
Covid scheme and was dismissive and or unknowledgeable ...
so much so, it took me to move practices in order to review
my meds which Id been kept on since July 2023 which under
my new G.P have been weened off. In answer to this
question, probably a line of communication between the
Trial/referral team to my local G.P at that time’ (B104)

‘T went to a long covid clinic once. Was assessed by four
practitioners and was then sent a letter confirming i had long
covid and that was it. No treatment. No referrals. No support.

Nothing whatsoever’ (A532)

‘It was all very stressful and didn't know what I had been
referred for as not everything was in the email’ (C29)

‘T have been awaiting PCAC service at UCLH to see a
particular doctor—I paid to see someone privately [name],
and am unable to work for 3yrs and I got in touch with my
private doctor and asked me to see him via NHS but has not
been able to see him. I have been asked to be referred again
and test has been done but has not been able to seen in the

last 4 months’ (A594)

‘I felt my concerns were not always taken into account.... I
advised that my other health conditions were an issue and
that my other conditions were made worse’ (C31)

T just feel my breathing problems have not been fully
investigated’ (B102)

‘Given lots of conflicting advise from different specialist and
has not made any material difference’ (A594)

‘T have no answers to what I should or shouldn't be doing.
Just been left to get on with life’ (A408)

‘It felt like there was a complete lack of understanding of post
viral illness and the enormity of the impact it can have on life
but that with good support, improvement is possible’ (A644)

‘The pacing I found invaluable as did ruling out any other
reasons for my ongoing symptoms. Although, like many
others I was discharged against my wishes from the service
whilst still ill and left to fend for myself which was/is very
disappointing’ (C5)

(Continues)
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TABLE 3 | (Continued)

Themes Sub-themes

Ilustrative quotes

Treated badly

Living With Long Covid (LC)
LC symptoms Ongoing symptoms

Symptoms difficult to understand

Symptom fluctuation/pattern

Mental health

Wider Impact of LC Daily living

Family

Work/Vocation

‘T genuinely feel like I am invisible to the world and to the
NHS. I have had to spend the last two years finding a way to
survive on my own without help. I have had numerous
referrals and each and every time I am told they have no
solid answers for this’ (A1041)

‘T am 4 years in now and still struggling to hold down my job
as a teacher. Because I am managing lots of my symptoms
through pacing and I know how to look after myself with diet
and exercise etc., I feel I've just been left to get on with
things, yet it would appear I have a long term chronic
condition. I am not aware if treatments have been found that
might help me, or tests to try and find out why I'm still
suffering. In particular I want to try and find out whether the
neurological issues are likely to be permanent or if there is
anything I can do to help that side of things. I don't know
how to access support with that’ (B58)

‘The above list didn't mention my spontaneous allergic
reactions, mast cell problems and I'm left in limbo generally
without an immunologist who “believes” in mcas (last one

told me he didn't believe in Ehlers-Danlos Syndrome or

MCAS then discharged me-not very useful)’ (B16)

‘A timeframe of continued support, whether support would
be ongoing and how often to expect contact would be
beneficial due to the ongoing and changing symptoms of
Ic’ (B11)

‘One thing I don't think has been fully taken notice of is my

mental health and I feel I have PTSD from catching covid19

in work, having colleagues die, bringing covid home to my

family, lack of appropriate PPE and loosing my career. All

because NHS didn't fully protect or help me. I absolutely hate
going near hospitals now. I haven't once seen or been
referred to a psychiatrist. I relive all these experiences

everyday and I want it to stop’ (B5)

‘T go to the office three days a week and that is basically my

social life. No eating out, no point because I cannot taste or

smell anything. Confidence destroyed with society because of

the amount of times I have been pushed and barged around

even though I have to use a walking stick to get around now’
(A1041)

‘Although I'm working 3 h 45 a day I am so exhausted I have
to sleep when I get home. The exhaustion has not changed. It
effects my family life as I have no energy’ (C69)

‘T have only been able to get back to part time work as I'm
self-employed, home based and because we had savings to
fall back on. My life and my family's life has completely
changed’ (C69)

‘Reduced my hours on health grounds as Manager wouldn't
support working from home’ (B85)

‘Recently LC has affected my work greatly, as a result of
that I have been missing work quite often. I feel I only have
certain amount of energy and when i have been used it up, I
get very ill and need long time to recover’ (A9303)

(Continues)
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TABLE 3 | (Continued)

Themes Sub-themes

Ilustrative quotes

Financial difficulties

Self-management Knowledge

Self-efficacy

Time and recovery

Coping Support network

Acceptance

Fear about the future

Loss of purpose

Suggestions and Improvements

Logistics of care and
delivery

Ongoing contact/frequency

Individual-focused care

Make the clinic easier to contact

Additional clinic
support

Mental health support

‘Having to stop work, though I now have little money to live
on and lack any real purpose in life’ (C5)

‘Understanding what saps my energy most so I'm able to
plan, prioritise and pace’ (C7)
‘Awareness/knowledge resulting in acceptance’ (B27)

‘My determination to help myself and take to act upon the
advice of the Covid Rehab team and my Life Coach’ (C22)

‘Just got better over time’ (C83)

‘The support of my partner’ (C45)
‘T do not receive any support/care for Long Covid, apart
from my family’ (B109)
‘The support given by the long covid multidisciplinary
Team was helpful at the beginning of the illness’ (B13)

‘T have adapted to my fatigue and memory problems,
accepting my current condition as my new normal. I have
managed to retain my old job, that was fortunately always

home based, but need to work a longer day than paid for to
allow for extra breaks and additional memory aids’ (C30)

‘T am really grateful for the support I have received, and
continue to receive, from the Long COVID Rehab team, OT
[occupational therapy] team and IAPT team. It took a long

time to get to speak to people who could help and I have

been very fortunate to have been seen faster than initial
appointments were allocated thanks to interventions from
the team. I know that the team is small, under-resourced and
overstretched. They have been so helpful and supportive. I
would not be where I am without their support. I am trying
to go back to work and hope I will succeed but am worried
that I won't be able to and what will happen to me
then’ (C60)

‘Having to stop work, though I now have little money to live
on and lack any real purpose in life’ (C5)

‘T am being forced to retire from a job I loved in the nhs
because of an illness I caught working for the nhs. I feel
regular follow ups would help with the anxiety and
depression and not make me feel it's all in my head and not
believed’ (B9)

‘A recognised diagnosis of Long COVID with individualized
support that takes account of symptoms’ (B36)

‘For the condition to be viewed holistically by healthcare
providers, not having each body part looked at in isolation,
and for the referrals to look at the specifics of the
condition’ (A834)

‘It would be good to have contact details of the Long Covid
clinic’ (C71)

‘T would appreciate mental health support via the NHS,
specialised in Long COVID. I have been diagnosed with
“reactive depression” during these sessions, namely as a
reaction to having now longstanding fatigue and not being
able to do the things I was able to do before’ (A489)

(Continues)
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TABLE 3 | (Continued)

Themes Sub-themes

Ilustrative quotes

Combined physical and mental
health support

Support for everyday activities

Further support/ Continue the service

exploration

Further support and investigations

Effective ongoing guidance

Future involvement in research

External support Government scheme for LC

Better resourced

Regular vaccine boosters

New medicines/treatments

‘T'm not sure if combined physical/mental health rehab
might have helped me’ (C7)

‘My dad used to help me with lots of things like finances and
forms, but he died suddenly in September. My reading is not
always good, so things are hard. Maybe some support
here?’ (C88)

‘continue the service and work needed to increase knowledge
and ways of dealing with patients left to suffer with long
covid’ (C45)

‘But even if you don't have a solution for us, it would be nice
if we could at least see that you are trying, by being actively
involved in ongoing investigations/trials/updates/therapies
and just general willingness to still be available to us as we
still very much need help and support’ (A528)

‘Effective guidance on how to manage long covid’ (C57)

‘T also would like to be involved in any potential research
with medication or alternatives that could help. I am taking
biologics injections (immunosuppression) and this worsens
my fatigue. I would be willing to participate in any research

in medication (or alternative treatments) that could
potentially help to improve fatigue’ (A489)

‘Maybe some kind of government scheme that helps
rehabilitate long covid sufferers’ (C14)

‘T just wish the service was better resourced. However, that,
sadly, applies to the whole NHS’ (C60)

‘T really appreciate your work but I feel you have not been
given the financial support or resources to investigate fully
or investigate the multi-systemic nature of this’ (B16)
‘Incredibly grateful for the tireless efforts of Dr XXXX and
team. often despite lack of dedicated funding and time, she
has led the way in provision of care for LC patients (who are
often despairing, exhausted and very much in need), as well
as local research and links with others for research. Her
expertise and constant hard work is without question.
Better funding for dedicated service, which is sustainable, is
needed’ (B31)

‘T'm strongly feel that those living with long covid ought to
receive regular vaccine boosters. The last thing I want to
happen is to catch COVID *again*. I dread this and it is a
constant source of stress and worry. I fear I will get knocked
back to the beginning and have a major fatigue
relapse’ (C60)

‘T was urged to get the vaccine which I had a bad reaction
to, then urged to have a booster which I had an even worse
reaction to and made my condition very bad again’ (B42)
‘More research, referrals to covid vaccines (we do not
automatically get them from the nhs even though we're at
risk once we got long covid)’ (A1039)

‘We need medications to combat the enormous fatigue.
Group chats don't cut it. I'd already worked out that zero
exercise helped and radical pacing was the most effective.
Could have done with a referral to a benefits agency as I

(Continues)
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TABLE 3 | (Continued)

Themes Sub-themes

Ilustrative quotes

was unable to work for over a year. I am still working much
less and more slowly’ (C77)

‘It's unfortunate that I got Covid again approx 3.5 years later
although being so careful, after being so ill with initial
infection. I know that treatment was limited in the
beginning. Could you please inform me if you have a
greater variety of treatment options for Long Covid patients’
(A1019)

acceptance that it had become their ‘new normal’. How-
ever, there were many participants who indicated the
condition had a negative impact on their mental health
and expressed challenges in relation to living with a
condition that is unpredictable, leading to fears about the
future. Some also reported that LC had an impact on their
self-perception and that they had experienced an overall
loss of purpose.

3. How do patients perceive the LC care pathway, care
received and ongoing care needs?

The domain ‘Approach to the Delivery of Care’ captured
participants’ perceptions relating to the way in which the
care pathway and referrals were delivered. The theme
‘style of delivery’ encompassed participants’ perceptions of
the way in which care was delivered by clinical staff.
Participants indicated the importance of care being de-
livered in a professional and supportive manner, being
listened to and validated, being patient-centred and the
importance of shared decision-making.

The mode by which care was delivered, or the ‘medium of
delivery’, also emerged as an important theme. The medium
by which care was delivered was clinic-dependent, where
some participants did not receive face-to-face (FtF) ap-
pointments. Participants expressed both positive and nega-
tive perceptions of online and FtF methods. ‘Clinic logistics’
related to the way in which LC clinics were run. Some
participants perceived clinics to be effective from the initial
point of contact, and the notion that patients could have
some flexibility around their appointments was indicated as
important with respect to being able to attend appointments.
Some participants experienced waiting times positively; that
is, waiting times were considered acceptable under the cir-
cumstances of a pandemic. However, for others, waiting
times for clinic appointments were perceived as lengthy and
unacceptable, and some reported having to seek help
elsewhere.

The notion of insufficient and a lack of ongoing care was
apparent in both the qualitative and quantitative data.
Only 33.0% reported they were currently receiving care,
despite 84.1% describing mild, moderate or severe ongoing
daily functional limitations. The qualitative analysis
included the domain ‘Insufficient support’. Some partici-
pants, for example, found it difficult to access GP ap-
pointments, and whilst others felt their initial assessment
was beneficial, they did not feel the same about onward
referrals, which were reported as poor or having a lack of

continuity. A small number of participants indicated they
felt they had been discharged against their wishes, and
some felt they had been treated badly.

The domain ‘Suggestions and Improvements’ included
themes and sub-themes relating to participants’ percep-
tions relating to ongoing care and what the LC service
might look like going forward. Suggestions included that
LC clinics include some method of ‘checking in’ with
patients as they experienced long periods of time mana-
ging the condition without feedback. Similarly, making
clinics easier to contact was indicated as being beneficial.

Participants’ perceptions of what additional services could
look like as well as what emphasis could be placed on
providing future comprehensive LC care included more
mental health support as well as support for everyday
activities. The theme ‘Further Support & Exploration’
included participants’ desires for the service to be con-
tinued for guidance and investigations, as well as oppor-
tunities for involvement in future research.

4 | Discussion

We conducted a mixed-methods evaluation of three LC services
across England and Wales. This involved a total of 269 parti-
cipants who had attended one of the LC services within the
previous 4 years. Participants completed an online survey that
focused on current LC symptoms, recovery from LC and the
role LC services play in recovery. Participants were predomi-
nantly female (69.1%) and white British (55.0%), with a mean
age of 52.7 +12.0.

Quantitative data indicated that most participants had not
fully recovered from LC, reporting ongoing mild (28.3%),
moderate (42.0%) or severe (13.8%) limitations. Similar to
previous research [3, 4], this study reports that the most
frequently reported symptoms are fatigue (83.0%), cognitive
dysfunction (58.5%), breathlessness or wheezing (43.9%),
joint/muscle pain (38.7%), and anxiety and depression
(30.8%). According to previous research, the clinical presen-
tation of LC symptoms involves fluctuation and relapses over
time [39, 40]. Similarly, participants who took part in this
study indicated that LC recovery was a non-linear process,
with 20.3% indicating worsening or symptoms that had pla-
teaued (40.7%) over the 6 months before completing the
survey. Symptoms were reported as variable, unpredictable
and difficult to understand.
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It has previously been reported that approximately 25% of those
suffering from LC have significant functional limitations [8]. In
our study, 28.3% of participants reported limitations which were
mild, 42.0% moderate and 13.8% severe. In relation to vocational
impact, only 20.8% indicated they were working as they were
before the initial Covid-19 infection, with just under half
(42.0%) not able to work in the same capacity as before LC. A
quarter of participants who completed the survey indicated they
were currently unable to work for reasons such as losing their
job or long-term sickness. Over half of the participants reported
they were symptomatic but not receiving care. Supporting those
with LC to maintain, or return to work, is an essential role for
LC services from a clinical [41] and economic perspective [42].
We acknowledge this is a relatively small snapshot; nonetheless,
it identifies the need for longer-term vocational support.

The picture that emerges from these results is that participants
who still experience symptoms, —61.5% (n =150/244), describe
ongoing recovery needs (e.g., report their condition as ongoing or
worsening) and a negative impact on their ability to work, with
almost half report they are not receiving care. This evaluation
demonstrates the ongoing need for LC clinics to support patients
with their recovery and the necessity for the provision of inter-
ventions to reduce symptoms with a view to reducing the wider
negative impacts of LC, for example, family life and work.

In relation to LC services, research has previously indicated that
patients experience barriers to accessing and navigating the
healthcare system [19, 20, 22, 23, 43, 44]. It has also been rec-
ommended that the coordination of LC care needs to be im-
proved [21]. It was evident from our data that barriers
experienced by participants included a lack of information in
relation to referrals, a lack of continuity and integration of
health care services across the care pathway, and insufficient
follow-up appointments. Furthermore, participants reported
waiting times as being too long and expressed frustration at the
difficulty contacting their GP and booking appointments.

Previous studies have suggested that a person-centred approach
is necessary to support those with LC [21]. Participants included
in this study reflected positively on a patient-centred approach
as well as shared decision-making as being beneficial to
recovery. Some participants also indicated they felt their con-
cerns were not always taken into consideration, some had
unanswered questions, and some believed they were treated, or
discharged against their wishes.

This study had several limitations. It was cross-sectional by
design and therefore not able to draw on perceptions that may
change over time. However, it adds value to previous literature,
which has primarily focused on exploring the recovery experi-
ence of post-hospital patients with shorter durations of LC
[27, 28]. We explored the perspectives of patients with an
average disease duration of over 3 years, where 21.9% had a
duration of 4 years or more and 84.2% were treated in a com-
munity setting.

The survey utilised for the study is not a validated measure,
limiting its generalisability; however [17, 18], public involve-
ment was embedded in the design to ensure its development
was guided by patient experience. Additionally, the data is

presented as one cohort, and we recognise that services were
heterogeneous, that is, the delivery of care, care pathways, staff
and geography. We did not explore contextual nuances between
sites [12, 21, 43].

Lastly, research has shown that those who decide to participate
in online surveys are more likely to adhere to measures that can
minimise the risk of being infected with SARS-CoV-2 [45].
Therefore, the relevance of these findings to the general popu-
lation is limited, as it is likely that those who took part were
more likely to adhere to treatments and interventions designed
to improve LC, therefore, presenting a more positive picture
than what perhaps exists in the general population. Despite this
tendency for positivity, a significant number of respondents still
felt their needs were not met by their LC service.

5 | Conclusion

This evaluation adds to the body of LC literature through the
exploration of patient perspectives from community-based
healthcare settings, including participants living with LC for
extended durations. It examined the ongoing impact that LC
has on patients’ lives, the trajectory of their recovery and
ongoing care needs, and patients’ perspectives of the LC care
pathway. Positive perceptions of the role LC services play in
recovery, centred on the interventions for LC itself and the way
in which care was delivered.

The findings highlight that LC services need to extend beyond
the immediate recovery stage to address and support the long-
term complexities and impactof the condition. A significant
proportion of participants (44.3%) identified unmet care needs,
reinforcing the necessity for ongoing LC service provision that
is underscored by the importance of holistic, patient-centred
approaches to care, acknowledging the non-linear recovery and
uncertain trajectory of this complex condition.

The persistent clinical and socio-economic burden of LC is
clear, with only 20.8% of participants working at pre-infection
capacity. Policymakers and service leaders should act to close
the gap between LC service provision and patient need. There is
a critical window of opportunity for ICBs to redesign services in
collaboration with and informed by the patients’ voice, learning
from local contexts and ensuring care models are equitable,
responsive and integrated. Without this, the burden of LC will
continue to fall on individuals and families alone.
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