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ABSTRACT

Objectives of study stage 1 were to: explore people’s
experiences of iliness due to COVID-19 while feeling
socially isolated or socially isolating; identify perceptions of
what would support recovery; and synthesise insights into
recommendations for supporting people after COVID-19.
Study stage 2 objectives were to engage stakeholders

in evaluating these recommendations and analyse likely
influences on access to the support identified.

Design A two-stage, multimethod cross-sectional study

was conducted from a postpositivist perspective. Stage 1
included an international online survey of people’s experiences
of illness, particularly COVID-19, in isolation (n=675full
responses). Stage 2 involved a further online survey (n=43),
two tweetchats treated as large online focus groups (n=60and
n=27 people tweeting), two smaller focus groups (both n=4)
and one interview (both using MS teams).

Setting Stage 1 had an international emphasis, although
87% of respondents were living in the UK. Stage 2 focused
on the UK.

Participants Anyone aged 18+ andable to complete a
survey in English could participate. Stage 2 included health
professionals, advocates and people with lived experience.
Main outcome measures Descriptive data and response
categories derived from open responses to the survey and
the qualitative data.

Results Of those responding fully to stage 1 (mean

age 44 years); 130 (19%) had experienced COVID-19 in
isolation; 45 had recovered, taking a mean of 5.3 (range
1-54) weeks. 85 did not feel they had recovered; fatigue
and varied ‘other’ symptoms were most prevalent and

also had most substantial negative impacts. Our draft
recommendations were highly supported by respondents
to stage 2 and refined to produce final recommendations.
Conclusions Recommendations support access to
progressive intensity and specialism of support, addressing
access barriers that might inadvertently increase health
inequalities. Multidisciplinary collaboration and learning are
crucial, including the person with COVID-19 and/or Long Covid
in the planning and decision making throughout.

INTRODUCTION

COVID-19 is caused by SARS-CoV-2 virus;
highly transmissible and virulent, a global
pandemic has resulted from its identifica-
tion in late December 2019. Diagnosis is

STRENGTHS AND LIMITATIONS OF THIS STUDY

= This study developed recommendations for support
needed by people after COVID-19 based on expe-
riences of a cross-sectional sample of 675 survey
respondents.

= Recommendations were evaluated through consul-
tation with a variety of different stakeholders and
mixed methods enabled deep insights into likely in-
fluences on people’s ability to access support.

= The iterative study stages and expedited ethical re-
view enabled specific exploration of the experiences
of people with enduring impacts of COVID-19, later
called by ‘Long Covid’ by many.

= There was a lack of diversity among participants in
the initial survey, with under-representation of peo-
ple from seldom-heard groups.

= No participants had received critical care due to
COVID-19, possibly because people were cau-
tioned to consider whether they would find survey
completion too distressing; however, this affects
generalisability.

usually prompted by key symptoms, including
cough, fever and fatigue and common tests
are real-time reverse transcripterase PCR and
lateral flow assay.! The pandemic has had
fundamental impacts on society worldwide,
including the need to socially distance and
isolate from other people for varied periods
of time. The pandemic context has affected
people’s experiences of illness in various
ways, which must be explored, along with
their perceptions of support needs.
COVID-19 has increased ill health in several
ways. First, enormous numbers of people
worldwide have contracted COVID-19 and
experienced more and less severe symptoms.
People with the most severe symptoms were
often treated in hospital wards and critical/
intensive care units (ICUs).? Evidence indi-
cates that people have multiple support needs
after experiencing a period of critical care,
due to ‘postICU syndrome’.” Many people
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Support After COVID Study
1

T
Stage 1: Experiences of illness in
isolation- international online
survey (n=675)

Stage 2: Stakeholller consultation
in relation to the draft
recommendations for support and
access to such support

Comparing loneliness and post-traumatic stress Online Stakeholder survey (UK focus) {n=43)

f——symptoms between people who have and have not
experienced illness in isolation

M with ‘WeCt ies’ and
professional communities (Tweeting participants:
n=60; n=27 respectively)

Analysing needs of people who have experienced illness
——in isolation, with a focus on COVID-19 — used to develop
draft recommendations for support

_Focus groups (2 x n=4 participants) and

L——Option for 6-month follow-up survey [ individual interview (n=1)

L——Revision of recommendations for support

Figure 1 Diagrammatic summary of the project with
participant numbers.

had highly distressing experiences of COVID-19 while
at home or other accommodation. Other people were
‘shielding’—socially isolating due to higher risk of experi-
encing life-threatening symptoms of the virus. Frequently
this was due to an existing or new long-term health condi-
tion which may have worsened due to negative impacts
of the pandemic on provision of routine health interven-
tions, lifestyle behaviours and mental health.* Longer-
term impacts of COVID-19 have now been identified.
The Office for National Statistics (ONS) estimated that
in March 2021 around 10% of people in the UK who had
experienced COVID-19 were experiencing ‘Long Covid’.”
This is a term now commonly used to describe ongoing
COVID-19 symptoms and impacts. The ONS found that
around 18% of people self-reporting Long Covid felt that
it significantly limited their day-to-day activities, posing a
further public health challenge due to risk of developing
further non-communicable health conditions.” The
National Institute for Health Research has progressed
successive dynamic reviews focusing on Long Covid in
2020 and 2021.°” They found multiple body systems to be
affected and suggested that Long Covid may be involve
several different syndromes, possibly present at the same
time.

A review of evidence relating to epidemics and health
emergencies over recent years highlighted the risk of a
‘postpandemic double burden of disease’ due to these
ongoing impacts.® At a time when people’s support needs
have been changing so much and so fast, this study aimed
to:

Study stage 1

1. Explore people’s experiences of illness due to
COVID-19 while feeling socially isolated or socially
isolating.

2. Identify perceptions of what people felt would support
their recovery.

3. Synthesise the insights into recommendations for sup-
porting people after COVID-19.

Study stage 2
4. Engage stakeholders in evaluating these recommenda-

tions and analysing likely influences on access to the
support identified.

Patient and public involvement

At an early stage of the project we contacted a person
who had recently experienced COVID-19 and invited her
to be a member of the research team (KS—coauthor).
She provided valuable insights into the generation of all
project materials, survey length and clarity, interpreta-
tion of analysis and development of the report. During
study stage 1, we were contacted by members of a devel-
oping peer support group called ‘Long Covid Support’
(https://www.longcovid.org/). We involved them as we
moved forward, developing a constructive collaboration
with them and a peer support and campaigning group
that developed in affiliation with them—‘Long Covid
Scotland’  (https://www.longcovid.org/). This group
supported study stage 2 through recruitment and review
of project outputs; we have acknowledged their support.

METHODS
The study took a rapid, pragmatic and postpositivist
approach in order to rapidly generate recommenda-
tions for use in policy and planning relating to service
provision.

Study stage 1 addressed the first two study aims relating
to people’s experiences and support needs, while study
stage 2 sought stakeholder feedback on our draft recom-
mendations and their views on access to support. Figure 1
summarises the different stages.

Study stage 1: international online survey to explore people’s
experiences and support needs

Study stage 1 involved an international online survey to
explore people’s experiences during the period 14 July
2020 to 31 August 2020 (7 weeks). The survey was created
using Qualtrics Online Survey Software (2020 Qualtrics—
licence for use held by the Higher Education Institution).
It was designed to focus on the specific study aims and
included two validated questionnaires (described later).
The survey was piloted within the research team and
then with ten potential participants to ensure its usability.
Some improvements were made to its format to enable
easier completion on a mobile phone. Once final, the
survey was circulated through research team networks
and promoted extensively using social media (eg, using
our Twitter handle @SupportAfterCovidStudy). The
survey was designed for all people aged 18 or over inter-
nationally, who could respond in English, irrespective of
whether or not they experienced illness or social isolation.
The study aimed to recruit as large a number of people as
possible, ideally over 500 in order to ensure that people
who had experienced COVID-19 in isolation were repre-
sented. No sample calculation was conducted; instead,
the aim was to promote the survey widely to ensure wide
participation within the short timescale. People saw an
email, tweet, or post online with a brief invitation to view
the study webpage (https://www.cpcpr.org/COVID-19)
which held further information about the study. Advice
was provided that if recalling experiences of illness while
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feeling isolated would cause unmanageable discomfort or
distress, it would be best not to take partin the survey. The
information explained that people could close the survey
at any time and their data would not be analysed, but
once they clicked on ‘submit’, data could not be extracted
due to anonymous completion. They were informed that
the survey would take 15-20min to complete. If people
felt that they met the criteria and were willing to partici-
pate, they clicked on the web link to the survey in Qual-
trics, which implied consent. The survey questions are
available online at: https://26205d15-9a75-4aa4-b2d2-
185aee599a78.usrfiles.com/ugd/26205d_377147626804
489d92c2aec43e3abbd4.pdf

First, participants were asked about specific demo-
graphic characteristics and any existing physical and
mental health conditions. The next questions asked if
they had felt isolated and if they had, they were asked
if they had experienced illness during this time. When
designing the survey we focused on perception of illness,
as this should be differentiated from disease.” Those who
responded ‘yes’ were asked if they thought this was due to
COVID-19. Where someone did, they were asked for more
detail about their experiences, including timing, support
received and recovery. People who did not feel they had
recovered were asked about the nature and impacts of
their ongoing symptoms. Participants completed the
validated 20-item Post-Traumatic Stress Disorder Check-
list for DSM-5'"" and the 6-item version of the de Jong
Gierveld Loneliness Scale ."' * Data from these question-
naires will be reported in depth elsewhere with treatment
of missing data. Finally, all survey respondents were asked
if they felt that they needed any help to support their
health and well-being, with a space provided for open
responses. This was the final question and all responses
from this section were included in descriptive categorisa-
tion of responses as people had completed and submitted
the survey. People were thanked and given further guid-
ance on how to access support if completing the survey
had led to unexpected distress. We asked people if they
would be willing to be followed up in 6 months, reported
elsewhere.

Data from study stage 1 were imported into R-studio
(V.1.3.1093) running R (V.4.0.3) for further organisa-
tion and advanced statistical analyses. Primarily descrip-
tive analysis was used to develop draft recommendations
about what services and/or interventions people may
need to support them after having COVID-19.

Study stage 2: stakeholder consultation (UK focused) on draft
recommendations and access to support

A stakeholder consultation focused on finding out if the
draft recommendations were appropriate, clear and suffi-
cient, as well as gaining insights into access to support.
It was important to find different ways of engaging
remotely with people with diverse experiences and exper-
tise relating to COVID-19, for example, people who had
experienced COVID-19, who had family or friends who
experienced COVID-19, who were involved in providing,

designing or funding services for people affected by the

pandemic, or in relevant policy. All participants were

expected to be aged 18 or over and able to respond in

English. The aim was to achieve as much participation as

possible within the tight timescales of the study (approx-

imately 3weeks for stage 2 data collection). Three strate-
gies were used:

Stakeholder survey: a second online survey using Qual-
trics asked for the person’s role and degree of agreement
with each recommendation in turn (5-point Likert scale:
strongly disagree—strongly agree). For each recommen-
dation, an open question asked for the person’s thoughts
on access to the service/strategy/intervention. Partici-
pants were asked if anything was missing in the draftrecom-
mendations. Participants could also email the Principal
Investigator directly if preferred. As for the first survey,
the survey was promoted through research networks and
social media. Survey questions can be viewed at: https://
26205d15-9a75-4aa4-b2d2-185aee599a78.usrfiles.com/
ugd/26205d_a9882a2c2cd0455994c302becd90a682.pdf
. Descriptive analysis of the results focused on frequen-
cies of agreement with each recommendation and cate-
gorisation of open responses to questions about access to
support.

Tweetchats with professional online communities:
Numerous professions have online communities which
meet on a regular basis for scheduled 1-hour discussions
on specific topics. Two tweetchats were held as large
online focus groups:

1. In collaboration with WeCommunities.org (28
September 2020, including member communities
such as nurses, mental health nurses, allied health pro-
fessionals and healthcare managers).

2. With physiotalk.co.uk (5 October 2020: physiotherapy-
focused online community).

Both tweetchats were carried out as large online
focus groups, with information on the study, the draft
recommendations and the key discussion questions
uploaded to the appropriate websites 2weeks before
the chat. Tweets were sent out in this period and during
the tweetchat to remind people that this chat would be
analysed for the Support After COVID-19 Study. Partic-
ipants were informed that if they wanted their tweet(s)
to be removed from analysis they could contact the
researchers in the 2weeks following the chat to request
this. Full chat information and transcripts can be found
at: http://wecommunities.org/tweet-chats/chat-de-
tails/5589, and https://physiotalk.co.uk/2020,/09/19/
support-after-covid-physiotalk-mon-5th-october/.

The questions and polls are provided in online supple-
mental file 1. Both tweetchats took place 20:00-21:00 and
the Symplur transcript of the chat was downloaded for
75min to capture the end of the discussion. A pragmatic
categorisation of the tweets was undertaken.

Online focus group discussions and individual inter-
views: In order to address a lack of diversity in responses to
the first survey and emergence of Long Covid we carried
out further qualitative data collection. The Scottish
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675 respondents

|
[ |

180 respondents were not / did not feel
socially isolated

495 respondents were / felt socially isolated

!—I—\

299 respondents did

not feel ill 196 respondents felt ill

130 thought this was due to
COVID-19

66 thought this was not due to
COVID-19

Figure 2 Study stage 1: summary of isolation and illness
showing how many people were or felt they were socially

isolated, how many felt ill and how many thought this was
due to COVID-19.

campaigning arm of LongCovid.org (https://www.long-
covid.org/) forwarded our email inviting their members
to participate in focus groups, resulting in two separate
online focus groups with four people (all women) in each.
Study information was sent to the distribution list of the
Third Sector Research Forum in Scotland (https://eval
uationsupportscotland.org.uk/tsrf/). This has member
organisations that work with people who may be under-
represented when it comes to research and who may
experience quite specific influences on their access to
support. One person agreed to participate, representing
people living on low incomes. Focus groups and the inter-
view were carried out using Blackboard Collaborate and
recorded with flexible use of a topic guide. The topics
focused on people’s experiences relating to COVID-19,
views on the draft recommendations (clarifications and
additions), access to support, experiences that the partic-
ipants would have liked to be different and key messages

for people making decisions about supporting people
during this time. Thematic categorisation of responses
was undertaken from a postpositivist perspective.

RESULTS

Figure 1 summarises participant numbers in study stages
1 and 2. Results include participant characteristics, results
of study stage 1 and development of the draft recom-
mendations relating to people who have experienced
COVID-19 in isolation, then results of study stage 2 and
modification of the recommendations.

Study stage 1: international online survey results

In total 835 people responded to this survey, 675 of
whom provided answers to all survey questions. Most
were living in the UK (86.52%) while others were based
in India (3.7%), Ireland (2%), the USA (1.3%), Canada
(1%), Germany (0.7%) and other countries (4.6%). The
mean age of the participants was 44 years (18-87 years).
Detailed participant characteristics are provided in online
supplemental file 2). Figure 2 summarises the numbers of
participants in relation to their experiences of isolation
and illness, including COVID-19. A total of 202 people
provided their email addresses, permitting us to contact
them for follow-up in 6 months’ time.

In study stage 1, 29% of survey respondents experienced
illness while socially isolating and/or feeling isolated and
19% of respondents thought they had COVID-19 due to
positive COVID-19 tests and/or exhibiting one or more
of the signs identified by the government.

Perceptions of support from general practitioners (GPs)
and from family and friends are illustrated in figure 3.
Summing the % frequencies that indicate a person did not
getany, or all, of the help they needed, this was around 20%

® Family and/or Friend

w IS IS «
& S o S

w
S

% Covid Sample (130 people)
& 5 i

=
S

@

I did not need help

help I needed

‘When you had Covid-19 symptoms, were you looked after by -

H Your GP or general practitioner

I wasn’t able to get all the No, I wasn’t able to get any Yes, I was looked after as Yes, some of my needs were  Missing/ Not applicable
of the help I needed

much as I needed met

Figure 3 Perceptions of support from GP and from family/friends while ill with COVID-19. GP, general practitioner.
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in relation to support from family and/or friends, and over
35% when seeking help from a GP.

Of the 130 people who reported COVID-19, 16 had been
hospitalised. Seven people were admitted to a general ward
and were there for 3.4days on average. Nine people were
admitted to a COVID-19 ward and were admitted for 3days
on average. No participant was admitted to the ICU.

Four people reported that their symptoms started
in December 2019 (3.29%), 4 reported February 2020
(3.29%), 89 reported March 2020 (65.93%), 26 reported
April 2020 (21.97%) and 6 reported May 2020 (4.39%).
Forty-five people out of 130 felt recovered and reported that
this took an average of 5.26 weeks (range 1-54 weeks).

The remaining 85 participants did not feel that they
had recovered at the point of completing the survey.
People who had not recovered were asked about which
difficulties they had, and how much each bothered them
(options: not at all, a little bit, moderately, quite a bit,
extremely; 45 people provided this score). The most prev-
alent ongoing challenge was fatigue, with 93% of people
with ongoing symptoms or challenges selecting this.
The next was breathlessness (65%), followed by ‘getting
around’ (56%), home care (51%) and ‘other’ (44%). No
one selected 0 (no bother) for any ongoing symptom or
challenge, indicating that all caused some degree of diffi-
culty for people. For most items people selected Likert
scores from 1 (a little bother) to 4 (extreme bother)
except for ‘self-care’ and ‘other’, where the minimum
score was 2 (moderate bother). When looking at the
mean Likert score for each symptom or challenge, on
average the most concern was caused by ‘other’ symp-
toms, listed in figure 4. This was followed by similar scores
for fatigue, getting around, self-care and home care. The
mean Likert scores did not vary widely, however, ranging
from 2 to 3.4. The more symptoms or challenges a person
had, the greater the degree of difficulty they reported for
each of these symptoms or challenges.

Of those who had had COVID-19, 72 (55% of 130)
provided further information in an open response ques-
tion relating to whether, at that point in time, they felt
that they needed help to support their health and well-
being. Responses were categorised and frequencies of
response analysed (online supplemental file 3). Overar-
ching categories were derived from these:

» Recognition, understanding, clarity and reassurance.
» Social/community support and participation.

Respiratory e.g. lung scarring, dyspnoea, cough, chest irritation
Gastrointestinal e.g. reflux, appetite loss, nausea

Dizziness, blurred vision and eye problems  EGE_——_—
Cognitive / neurological e.g. confusion, ‘brain fog,” stroke G ———

Cardiovascular e.g. increased / fluctuating heart rate, oedema)  IEEEEEEG—_|—

Pain (throat, chest, back, ears, head, intestinal area, kidney area)

0 5 10 15 20 25 30 35 40

Figure 4 Frequencies of ongoing symptoms/challenges
listed by respondents under ‘other’

Support with medical needs.

Support for mental health.

Support for physical function and activity.

Support for cognitive function and neurological

symptoms.

Support for life roles and activities.

» Preferred model of service provision post-COVID-19.
Types of support from which people might benefit

were derived from these needs and triangulated against

the difficulties that people were having when recovering

from COVID-19 to ensure that these were addressed.

Both enabled development of draft recommendations

(online supplemental file 4). The way in which the data

contributed to these recommendations is provided in

online supplemental file 5 for auditability. Draft recom-

mendations were revised based on reviews of all research

team members and four people who have had COVID-19.

>
>
>
>

v

Study stage 2: stakeholder consultation on the draft
recommendations (UK focused)

Stakeholder survey (survey 2) participants

Forty-three people responded and their different interests
or roles are summarised in figure 5. Most lived in the UK
(93%), with 22 in England, 16 Scotland, 2 in Wales and 0
in Northern Ireland. Three people were from outwith the
UK (Ireland, Italy). A wide spread of geographical areas
across each country were represented.

Participants in tweetchats with professional online
communities

At least 180 people participated in the WeCommunities
tweetchat and completed the first poll. Of these partici-
pants, 60 people contributed a total of 368 tweets. This
tweetchat included representatives of several different
member communities and included a higher number of
nurses, as well as some allied health professionals. At least
34 people participated in the physiotalk tweetchat and
completed the first poll, with 27 people contributing 241
tweets. Participants were primarily physiotherapists, some
of whom were also discussing the topic from the perspec-
tive of a person living with Long Covid.

Figure 6 shows results of the first poll in both tweet-
chats, broadly indicating the types of service represented.
Similar proportions of tweetchat participants in both
WeCommunities and Physiotalk represented the acute
sector. Far more people in the WeCommunities tweetchat
worked in the community, with more Physiotalk partici-
pants working in rehabilitation. It was clear that perspec-
tives were gained from a wide variety of health providers
across the UK and from diverse health contexts. It is
possible that some participants represented social services
as well, but this is less clear.

Participants in online focus group discussions and individual
interviews

Two separate online focus groups were conducted with
four people (all women) in each. All had Long Covid
and were members of ‘Long Covid Scotland.” One
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Other: please give us further details in the text box | N I
Designs or manages services that may be of value to —
people who have experienced COVID-19
Provides services and/or interventions that may be of _

value to people who have experienced COVID-19
Represents / advocates for people who may
experience / have experienced COVID-19

Stakeholder category

Knows / is close to someone who has experienced
CcoviD-19 —

Has experienced coviD-19

o
«

10 15 20 25

Number of participants

Figure 5 Numbers of stakeholder survey respondents within
each ‘stakeholder category’.

interview was carried out with a person who worked for
an organisation that represents people living on a low
income.

Findings: stakeholders’ views on the draft recommendations

for support

Focusing first on results of the stakeholder survey:

Frequency (n) of Likert scoresrelating to stakeholder

views on the appropriateness of recommendations

for support were calculated, followed by percentage

frequency of responses to the survey (% of 43) (figure 7)

Second, considering the qualitative stakeholder data—
pragmatic categorisation of the comments (see mind
maps in online supplemental files 7-10) enabled refine-
ment of the recommendations for support, based on:

» Open responses within the Stakeholder survey.

» Online tweetchats with professional online communi-
ties: WeCommunities and Physiotalk.

» Focus groups with people from the LongCovid.org
Scottish campaigning group, and one individual inter-
view (representing people living on low incomes).

Categories that supported and/or suggested modifica-

tion to each recommendation are summarised in table 1.
There was support for all recommendations, and sugges-
tions for refining recommendations were made in rela-
tion to all except recommendation 9. There were also
suggestions for additional recommendations that relate
to people who have not necessarily had COVID-19 but
who have been affected negatively by the pandemic,
reported elsewhere.
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B % frequency in WeCommunities tweetchat (n=180 respondents)

Figure 6 Summary of services represented in each
tweetchat.
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m Total % for Likert scores 4 & 5 (Disagree, Strongly Disagree)
Total % for Likert score 3 (No opinion)

m Total % for Likert scores 1 & 2 (Strongly agree; Agree)

Figure 7 Stakeholder survey: summary of overall agreement
with each draft recommendation.

Findings: analysis of factors that may affect access to support
for people who have had COVID-19

Pragmatic categorisation of qualitative data (see mind
maps in online supplemental files 7-10) also enabled
summary and interpretation of factors that may affect
access to the support suggested in the first draft recom-
mendations. It was interesting that, for the most part,
similar concerns came up in discussion with different
stakeholders. These are summarised in box 1 and provide
valuable insights into the many possible barriers to access
that should be considered in the design of policies, strat-
egies, services and interventions.

Revised recommendations

For auditability, (online supplemental file 11) tracks the
draft recommendations (full and abbreviated), the modifi-
cation suggested with data source, and the revised recom-
mendations (full and abbreviated). The abbreviated revised
recommendations are included below in figure 8.

DISCUSSION

Nearly one-fifth of the survey respondents reported
having had COVID-19. Over 35% did not feel they had
received all the support they needed from their GP,
which may partly relate to the fact that the majority
reported their symptoms as having started in March or
April 2020, early in the pandemic. Although 35% of those
with COVID-19 felt they had recovered, this had taken
an average of over 5weeks. A much higher proportion
than expected were still experiencing symptoms, with
fatigue as the most common, which is in line with further
research.”” This was followed by a variety of different
symptoms provided by participants under the category
‘other’. These two challenges were also perceived to be
having the greatest negative impact on people, followed
by breathlessness, reduced mobility and difficulty taking
care of the self and the home. People who experienced
COVID-19 and may have been experiencing Long Covid
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Table 1 Summary of responses relating to each recommendation from stakeholder engagement activities
WeCommunities Focus groups (2)/
Recommendation Stakeholder survey tweetchat Physiotalk tweetchat interviews (1)
1 Recognition of long-term Supportive; recording  Supportive Supportive Supportive; recording
impacts (Long COVID-19) of Long COVID-19 of Long COVID-19
diagnoses is needed diagnoses is needed
2 No discrimination in Supportive; diagnosis of Supportive; add no Supportive Supportive; add no

support

3 National guidelines
for health, social care,
community

4 National guidelines
relating to workplace
support

5 Online support

6 Telephone support

7 Person-centred

Long COVID-19 based
on patient history/
clinical evaluation

Supportive; guidelines
should be evidence
based

No comments

Supportive; must be
current, specific to
COVID-19, easy to
navigate

Supportive; should be
accessible; current;
consider interpretation

discrimination by age/

ethnicity/living context (eg,

care home)

No comments

Supportive; needs to
address work contexts
without occupational
health support

Supportive; stepped
services required; virtual
follow-up

Supportive; different
intensities of intervention
available

No comments

No comments

Supportive; include
education for employers

No comments

No comments

discrimination by
gender/age/income

Supportive; guidelines
should include
diagnosis and
management of Long
COVID-19

Supportive; include
education for
employers

No comments

Supportive; consider
access to the number;
ensuring trust; support
to use online resources

Supportive; involve
patients in design
as experts in lived
experience

Supportive; access should
be needs-led not based

on age/diagnosis; include
support for return to work

Supportive; involve
patients in design
as experts in lived
experience; treat

healthcare services

8 Home care support

9 Specialist talking and
therapy services

10 Appropriate
rehabilitation

11 Support for exercise
and health promotion

12 Peer support network

13 Add people with
ongoing impacts of

COVID-19 to shielding list

Supportive; according
to assessed need

No comments

Supportive; emphasise
recovery rather than
rehabilitation

Supportive; with
appropriate safety
training relating to
cardiac symptoms and
reducing risk of relapse

Supportive; ensure
focus on wellness and
recovery

Supportive; if assessed
on an individual basis

No comments

Supportive

Supportive; must be

needs led; ensure smooth

transitions between
services; add evidence-
based case management
vocational rehabilitation
guidelines

No comments

No comments

No comments

No comments

No comments

Supportive; ensure smooth

transitions between
hospital and community
services; ensure
appropriate skill mix—
for example, ‘specialist
generalist’; ensure
understanding of chronic
fatigue and learning in
relation to pacing and
reducing risk of relapse

Supportive; ensure
understanding of chronic
fatigue and learning in

relation to pacing, rest and

reducing risk of relapse

Supportive; involve peer
support networks in

service design as experts

in lived experience
No comments

the person not the
symptoms

No comments

Supportive

Supportive; involve
patients in design
as experts in lived
experience

Supportive; ensure
understanding of
chronic fatigue and
learning in relation

to pacing, rest and
reducing risk of relapse

Supportive

No comments

Continued
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Table 1 Continued

WeCommunities
tweetchat

Recommendation Stakeholder survey

Focus groups (2)/

Physiotalk tweetchat interviews (1)

14 Education of relevant Supportive; include

No comments

Supportive; draw on Supportive; include

professionals listening to the stories other areas of learning education on issues
of people with lived such as chronic fatigue that affect access to
experience management services

15 Multidisciplinary Supportive; Supportive; increase data No comments Supportive;

collaborative research meaningfully involve
people with lived
experience; evaluate the children
experience of research

participants

Further recommendations No comments

needed

sharing; include research
across lifespan including

Recommendations are
needed in relation to:

meaningfully involve
people with lived
experience; research is
needed into influences
on seeking and gaining
support relating to
COVID-19 for people
on lower incomes and
in BAME communities

Recommendations are
needed for people who

support for health and care have experienced other

professionals to receive
appropriate support;
support for people who
have been shielding

to overcome impacts
such as deconditioning
and increased frailty,

or exacerbation /

illness and disability

in isolation as well as
COVID-19, relating to:
clear guidance on remote
assessment; support for
people working at home
and at risk of developing
back and neck pain;

deterioration of long-term
conditions; improved
messaging and health
education relating to
accessing existing health
services; support for public
health across the lifespan;
mental health support for

all

described substantial support needs. Data suggested huge
variation in the amount, specialism and timing of help
needed. The stakeholder consultation demonstrated
strong support for the recommendations and enabled
these to be refined and clarified. Numerous possible
barriers to accessing services were identified by stake-
holders and provide insights that can be used by policy
makers and service providers.

This is a developing area of research which has gath-
ered pace over recent months, demonstrated through
the Office for National Statistics data and through
the National Institute for Health Research Dynamic
Reviews.”” Both have substantial strengths in the sample
size and rigour of the former, and the ongoing critical
synthesis of emerging literature for the latter. This study
has found greater prevalence of Long Covid among those
who have had COVID-19 than the Office for National
Statistics: approximately 20%, compared with 10%.° This
may relate to a response bias in the current study, with
people more likely to respond where they have specific
interest in the topic. The first study stage was a cross-
sectional survey promoted by social media. Potentially

related to different preferences for use of social media,
participants lacked diversity, with greater participation of
women and with under-representation of seldom-heard
groups. It is also important to note that a large propor-
tion of respondents were from the UK, despite interna-
tional distribution of the survey. We chose to honour the
respondents by including all usable data, and we were
interested in perceived support needs as more universally
experienced—what people felt that they needed rather
than what they had received. It is possible, however,
that people may not have expressed a ‘support need’
if it was being met; this may have led to differences in
response from people experiencing different health
systems and public health measures as regional differ-
ences exist."” Recommendations for support were based
most heavily on people’s responses to open questions,
with closed questions providing further descriptive infor-
mation about what people had experienced. The open
questions required people to type their thoughts into
the online survey tool, which could feel cumbersome or
time consuming to some. Despite this, numerous very
detailed responses were provided. This study was carried
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Box1 Summary of factors thought to affect access to
support for people who have had COVID-19

Concerns regarding access to support with consensus in
all stakeholder groups.

Restriction of services due to availability of funding, staff and other re-
sources which have been impacted by the pandemic.

Impacts on access from further periods of high infection, lockdown or
shielding.

Increased waiting lists due to the pandemic, with implications for peo-
ple who have had COVID-19 accessing specialist services.

Better understanding is needed of longer-term effects of COVID-19 to
expedite early diagnosis and timely, effective treatment.
Population-level data on long-term symptoms, their prevalence, dura-
tion and response to interventions should be recorded by general prac-
titioners (GPs) and other health and social care professionals to inform
optimal services and interventions.

Involvement of people with lived experience is crucial to evaluate ser-
vices and enable improvement.

Employment policies should support phased work return/restricted or
adapted roles to enable people to recover and remain within the work-
force, with financial support for this journey.

Online information on COVID-19 and signposting to support services
should be freely available on a range of online platforms, by telephone
and in-person, using community languages, to ensure accessibility and
allow people to access this by their preferred means.

There should be other forms of support that are accessed through lo-
cal third sector and community organisations and libraries to support
people who do not have access to the internet or the ability to navigate
online resources sufficiently to gain full benefit.

Access to support services should be based uponon need, irrespective
of positive COVID-19 testing, diagnosis, or other personal characteris-
tics such as age, living situation, gender or ethnicity.

Nurses and allied health professionals discussed frequent funding of
services for specific health conditions or age groups, for example, some
rehabilitation services are not available to people of younger ages who
are now experiencing need for support due to longer term impacts of
COVID-19.

People need their GPs and health professionals to be aware of available
services to provide signposting.

The right skill mix is needed to support people with highly varied long-
term impacts of COVID-19, involving multiple body systems and support
needs.

The value of a ‘one stop shop’ or ‘COVID-19 Clinic’ was emphasised by
people with lived experience to reduce the strain of navigating services
and facilitate development of expertise.

Access to support should not be based on severity of acute COVID-19 as
this was not seen by professionals to correlate with severity of ongoing
cognitive impacts.

There should be attention given to patient pathways and transitions be-
tween services, especially post-discharge.

The challenges of accessing health services can impact negatively on
mental health and compound existing challenges.

People living on lower incomes and with unstable employment may be
less able to access testing and support for COVID-19 and have greater
difficulties advocating for themselves, especially where these issues
intersect with others such as rurality, digital deprivation and exclu-
sion as well as being from a Black, Asian and minority ethnic (BAME)
community.

Continued

Box1 Continued

There is evidence emerging relating to lack of trust in circulating infor-
mation and a growing antiexpert agenda which requires further atten-
tion to facilitate access to support.

Any national guidelines would require some form of oversight, to ensure
they remain evidence based and to explore ways of ensuring that they
are implemented.

out at a time of rapid change and learning in relation to
experiences of COVID-19. The iterative study stages and
expedited ethical review enabled response to some of
the changes and learning from the first stage. As a result,
perspectives from people with Long Covid were explored
through focus groups. The recruitment strategy for this
sub-study did not focus on women, however, only women
responded to the invitation. A further study could be
carried out that focused on recruiting men, however, it
may be necessary to use a different recruitment strategy.
Additional strategies in the study also enabled some
learning about seldom-heard groups, although this did
notinclude people from Black, Asian and minority ethnic
communities. It was unexpected that none of the study
stage 1 participants had been admitted to the ICU. This
may be because the introductory survey information
emphasised that the person should only participate if
they felt that it would not be unduly distressing. It does,
however, affect generalisability.

This study findings align with those of the second
National Institute for Health Research dynamic review’
and Office for National Statistics data* in relation to the
debilitating impacts of Long Covid on people’s family
and working lives. with similar findings in relation to one
of the most prevalent ongoing symptoms being fatigue
and a variety of other reported symptoms demonstrating
involvement of different body systems. Findings are also
aligned in finding Long COVID-19 to be prevalent in
people of working age and who were not hospitalised
due to COVID-19. It is important to note that the Office
for National Statistics and National Institute for Health
Research dynamic reviews highlight disproportionate
impacts on people living on lower incomes and from
minority groups.”® The current study adds rich insights
from varied stakeholders into both support needs and
aspects of policy and service design that are important
to address in order to ensure people can access such
support.

It is evident that long-term effects of COVID-19 are
highly prevalent and people have substantial support
needs. The prevalence of people living with Long Covid
will keep increasing and will have substantial economic
impacts due to the severity of impact in many cases and
the ages of many people affected. The highly varied
presentation and lack of knowledge in relation to Long
Covid pose barriers to recovery. These issues intersect
with lack of availability and further barriers to accessing
individual services, making it exhausting for people
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\ The longer-term experiences of people who have had COVID-19 should be recognised and
/ recorded internationally.

Receiving diagnosis and treatment of longer-term conditions relating to COVID-19 should be
equal for everyone and evaluated based on patient history and clinical evaluation.

Z There should be national evidence-based guidelines to help develop coordinated policy and
services across sectors that improve the experiences of people experiencing COVID-19 and its
X long-term impacts.

There should be national guidelines and education for employers to help people return to all
workplaces in a way that supports their recovery.

4

£ There should be a central, interactive online resource that helps people find current and
appropriate support at the time when they need it, developed together with people who have
experienced COVID-19.

Where people need more support or find it hard to use online resources, they should be able
to talk to someone on a trusted telephone helpline about how to find health-related, financial,
community, and/or social support.

10,

People need person-centred, needs-led support from their local health-services where they are
referred quickly for investigations, and specialist support relating to physical and/or mental
health needs, ideally through COVID-19 Clinics.

According to assessed need, people recovering from COVID-19 should have help with self-care,
caring for others, and domestic tasks, including decontamination of the self-isolation space.

People should be able to access specialist therapy services that can help them cope with the
impacts of COVID-19 on their mental health.

OCYO¥ONYO!

\

People should be able to access needs-led support for recovery from professionals with
appropriate expertise to help them with the impacts of COVID-19, and help them safely
increase their activities.

1O,

©

People should have support from appropriately trained exercise and health promotion
professionals to help them safely increase their physical activity and exercise after COVID-19.

There should be support for the development and ongoing provision of a network of local and
national support groups for people who are recovering from COVID-19.

list of people who need to shield.

People who are recovering from COVID-19 should be individually assessed for inclusion in the

® ® @

Professionals who work with people who have had COVID-19 should be educated about their
experiences, needs, strategies and interventions, and influences on access to support.

Z Researchers should work meaningfully with people of all ages who have had COVID-19 to
@ explore diverse short-term and long-term experiences of COVID-19 and how to provide effective

\ and accessible support.

Figure 8 Revised recommendations for supporting people after COVID-19.

who are ill to navigate service pathways. There was some
consensus among different stakeholders that for such a
new health condition, with such complexity and need
for knowledge development, a ‘one-stop shop’ would be
most beneficial, providing support from multiple health
professions, social services and vocational rehabilitation.
Such support would also help people navigate other
systems with potential to impact on their abilities to
focus on and benefit from rehabilitation, such as seeking
financial support. It was clear that need for support
varies greatly, and it makes sense that the insights learnt
through a focused service are then disseminated to
people who need less intense help, for example, through
websites and telephone helplines. This would enable

specialist resources to be more focused on people who
need them. Stakeholders commented on the erosion of
trust in relation to health-related messages, with people
experiencing feelings of abandonment that impact nega-
tively on their mental health. It is crucial to seek ways
to regain credibility and clarity. People are having very
different experiences of seeking help and access to
support depending on their income, type of employ-
ment, culture, experience of existing health conditions
and journeys relating to COVID-19. Services must care-
fully consider barriers to access in their design to ensure
that they do not inadvertently exacerbate health inequal-
ities. Policy development should ensure communication
between sectors such as health and social care, the third
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sector, workplace and employment, with careful consid-
eration of how policies intersect.

Over 200 participants from stage 1 consented to being
contacted after 6months in order to explore their expe-
riences longitudinally through a follow-up survey and
qualitative interviews. This will be reported elsewhere.
There is much to learn from existing literature and
practice experience that relate to the management of
chronic fatigue and Chronic Fatigue Syndrome / Myalgic
Encephalomyelitis (ME), and to supporting people after
critical illness. Evaluation of telehealth strategies in
supporting people is crucial, hopefully enabling more
intense and/or in-person intervention to be made more
accessible to those with greatest need. Parallel research
and development are needed, however, in relation
to solutions for people who are not able to use online
or digital solutions for various reasons. Specific areas
that emerged as requiring research and development
include: impacts of COVID-19 on mental health, cogni-
tion and cardiorespiratory symptoms; its illness trajectory,
relapse triggers, interventions and return to work strat-
egies. All should meaningfully involve people with lived
experience. Specifically designed research is needed
that engages meaningfully with people who are seldom
heard, including people from different Black, Asian and
minority ethnic communities. As the field develops, it
may be appropriate to conduct an expert consensus study
that includes people with lived experience, focusing on
optimal support strategies. The area has also progressed
through the development of vaccines and there is a need
for further research into vaccine hesitancy—the extent of
which differs regionally."”

CONCLUSION

This two-stage, multimethod study used online quanti-
tative and qualitative tools to describe explore people’s
experiences of illness due to COVID-19 while feeling
socially isolated or socially isolating and to develop
recommendations for supporting people after COVID-
19. This study found around one in five people who have
had COVID-19 to be experiencing enduring symptoms
and challenges. Fatigue and varied ‘other’ symptoms
were most prevalent and also had most substantial nega-
tive impacts. Recommendations were made that support
access to progressive intensity and specialism of support,
addressing access barriers that might inadvertently
increase health inequalities. Multidisciplinary collabora-
tion and learning are crucial, including the person with
COVID-19 and/or Long Covid in planning and decision-
making throughout. This field is at an early stage, with
much further research needed. One area that might easily
be neglected is how to support people who are vulnerable
and seldom-heard, particularly people who are living on
low incomes and who are from minority groups.
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