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had significant impacts on people living with long-term
health conditions. The specific impacts of COVID-19

Correspondence
Tracy Epton, Manchester Centre for Health on people with asthma across key stages of the pandemic
Psychology, University of Manchester, Oxford are less certain. This study therefore aimed to explore the
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Email: tracy.epton@manchester.ac.uk experiences of people with asthma across the pandemic as

risk levels changed in a retrospective cross-sectional study.
Methods: Semi-structured interviews (IN=20), conducted
at one timepoint, asked about experiences covering pre-
COVID, initial outbreak/lockdown, restrictions lifting,
key-stages salient to them (e.g., vaccination) and longer-
term. Data were analysed using thematic-analysis.
Findings: There were three themes. ‘Doing my own risk assess-
ment’ was an active process using pre-existing/acquired knowl-
edge to determine risk and subsequent asthma-management/
COVID-19 behaviours at all stages. “Asthma from backgronnd to
Joreground” highlighted how asthma that was mostly previously
unobtrusive was suddenly a ‘pre-existing condition’ leading
to prolonged stress and anxiety. ‘Place in society’ describes how
the patticipants were included/excluded by society due to
safety concerns from the initial outbreak onwards, which was
influenced by government, friends, family and neighbours,
the media, health care systems and even themselves.
Discussion: Findings highlight how some people with
asthma experienced the pandemic as a threat to mortality,
with evidence of both poor and good adjustment to their
asthma management, as per the Transdiagnostic model.
When there are future rapid changes in contexts affect-
ing long term conditions, government agencies should use

the present study's findings to (a) guide decision-making,
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(b) inform public health messaging aimed at targeting at-risk
populations and (c) provide support for at-risk populations.
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asthma, COVID-19, pandemic, qualitative, Transdiagnostic model

Statement of Contribution

What is already known?

* Poor adjustment to Covid-19 in people with asthma included: increased loneliness and fear;
decreased mental health.

* Good adjustment included: increased adherence to medication; becoming more health
conscious

* Most previous studies are limited by exploring one stage of the pandemic rather than changes
in adjustment over time.

What does this study add?

* Applies the Transdiagnostic Model of Adjustment to change in asthma management and
perceptions from the start of the pandemic to post-vaccination (2020-2022)

* Identification of critical events: identity changes; vaccine availability; changing status of
asthma

* Perceptual shift from being protected to marginalized from lifted restrictions and public
attitude changes

Asthma is a chronic inflammatory pulmonary disease (Strine et al., 2004) that induces symptoms such
as a tight chest, coughing, wheezing and breathlessness (Asthma UK, 2024). It affects around 262
million people worldwide (WHO, 2024), 4.3 million in the UK (Mukherjee et al., 2016). Poor asthma
symptom control negatively affects perceived quality of life in multiple domains, such as social and
physical functioning and bodily pain (Correia de Sousa et al., 2013; Goldney et al., 2003). Exploring
the experiences of patients with asthma is necessary during respiratory disease pandemics, as anxiety
and stress exacerbate asthma symptoms (Murray & O'Neill, 2018). This research could inform
tailored clinical support services (Juniper, 2005); public health messaging to at-risk groups and inform
governments on how their leadership and actions affected people with asthma during the pandemic.
COVID-19, an infectious respiratory disease, was declared a pandemic on 11 March 2020
(WHO, 2020a), at which point the World Health Organization (WHO) labelled people with mod-
erate and severe asthma as clinically vulnerable to severe symptoms if infected (Assaf et al., 2023;
WHO, 2020b). In the early stages of the pandemic the belief that people with asthma were at increased
risk of contracting COVID-19 and experiencing more severe symptoms was based on evidence from
other respiratory diseases; this belief about increased risk was revised after further research (Assaf
et al., 2023). The Transdiagnostic Model of Adjustment (TMA; Moss-Morris, 2013) states threats to
mortality, such as that experienced by people with asthma in the early stages of the COVID-19 pan-
demic, are key critical events. The model proposes that key critical events and possible ongoing illness stressors
disrupt emotional equilibrinm and current guality of life. These are moderated by personal background factors (e.g.,
values and life goals), illness specific factors (e.g., nature of symptoms) and background social and environmental
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Jfactors (e.g., availability of health care). Successful adjustment is related to cognitive factors (e.g., good
self-efficacy, sense of control) and behavioural factors (e.g., coping through problem focused strategies);
these lead to less distress and impact of illness on life; good illness management and high positive affect.
Poor adjustment is related to other cognitive (e.g., high perceived stress, helplessness) and behavioural
factors (e.g., coping through avoidance); these lead to disproportionate distress and impact on life; poor
illness management and low positive affect.

There is evidence that experiences of the COVID-19 pandemic resulted in poor adjustment to
asthma. Surveys and interviews found that wellbeing (i.e., ‘a positive state experienced by individu-
als...; WHO, 2021, p.10) was negatively influenced. People with asthma reported decreases in mental
health such as increased anxiety (Higbee et al., 2021; Philip, Cumella, et al., 2020; Santillo et al., 2023),
stress (Pedrozo-Pupo & Campo-Arias, 2020) and depression (Higbee et al., 2021; Pedrozo-Pupo &
Campo-Arias, 2020). They reported increased loneliness (Philip, Cumella, et al., 2020) and insomnia
(Pedrozo-Pupo & Campo-Arias, 2020) that can lead to declines in mental health. Throughout the pan-
demic there were also reports of increased risk perceptions (i.c., an individual's perceived susceptibility
to a threat that includes cognitions and /or affective components) such worry (Higbee et al., 2021;
Santillo et al., 2023), fear (Philip, Lonergan, et al., 2020), perceived vulnerability (Santillo et al., 2023);
perceived severity due to asthma complications (Santillo et al., 2023); and concerns about health (Philip,
Cumella, et al., 2020). There were also background social and environmental factors that influenced the
negative impact of COVID-19 on adjustment such as disruptions to health care (e.g., appointment can-
cellations; lack of asthma reviews; change to appointment delivery mode) (Philip, Cumella, et al., 2020;
Santillo et al., 2023). Other health protective behaviours may have been negatively influenced due to the
pandemic. For example, there were reports that some people with asthma were reducing their physical
activity (Rogers et al., 2020); possibly for fear of it worsening their symptoms, requiring health care ser-
vices and increasing the chances of COVID-19 exposure (Tyson et al.,, 2022). This is concerning as evi-
dence suggests that physical activity acts as a protective factor against asthma development (Eijkemans
et al., 2012) and is beneficial for health in general (Kokkinos, 2012; Rhodes et al., 2017).

In contrast to the factors related poor adjustment, there is also some evidence suggesting that the
pandemic may have affected asthma management behaviours suggesting good adjustment. The pan-
demic prompted some asthma patients to take their diagnosis more seriously to become more health
conscious generally (e.g., keeping fit) (Santillo et al., 2023; Tyson et al., 2022); to increase use of their
self-management strategies (e.g., avoiding triggers; brushing up on inhaler techniques; monitoring peak
flow; Philip, Cumella, et al., 2020; Santillo et al., 2023) and seek more information about their risk
(Santillo et al., 2023). Furthermore, medication adherence improved as more asthma medication was
prescribed and taken (Dhruve et al., 2022; Santillo et al., 2023).

The adjustment of asthma patients during the pandemic remains under-researched with most research
focusing on the initial stages (March — May 2020; Dhruve et al., 2022; Higbee et al., 2021; Pedrozo-
Pupo & Campo-Arias, 2020; Philip, Cumella, et al., 2020; Rogers et al., 2020; Tyson et al., 2022) or the
latter stages of the pandemic (2021-2022; Santillo et al., 2023). Moreover, there are few studies that
examine change in adjustment in asthma patients over multiple key stages of the pandemic as messaging
and risk levels changed. The aim of the present research was to understand asthma patients' retrospec-
tive experiences of the pandemic and explore wellbeing and behaviour with cross-sectional interviews
covering key stages of the pandemic (from March 2020 to Autumn 2021).

METHODS
Participants
Opportunity sampling was used to recruit 20 participants who met the inclusion criteria of: 18 years

old or over; a self-reported diagnosis of asthma; and living in the UK at the time of the COVID-19
pandemic. All potential participants who approached us were eligible, which we confirmed via email
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correspondence, and were included in the study. There were no dropouts. The study design enabled
in-depth exploration of dynamics in health-related experiences, increasing the information contri-
bution of each participant. Seventeen participants were included in the initial sample, reflecting
a considered judgement of adequacy in relation to the study design and aims during the analysis.
We included a further three additional participants as they had already been recruited. These addi-
tions contributed to an opportunity to further develop our analysis across the different time points.
Consistent with reflective thematic analysis, sample size was not determined by saturation (Braun
& Clarke, 2021) but was driven by our team's ongoing, reflexive consideration of the richness, rel-
evancy, and explanatory potential of the dataset, especially at these different time points. The study
was advertised via Twitter (X) and Facebook. An advertisement was also sent via a daily update email
to students and staff working within a university in the Northwest of England. Data were collected
between September 2021 and June 2022.

Materials
Demographics

A demographic questionnaire included items on age, gender, ethnicity, and education level.

Asthma characteristics

Asthma characteristics were gathered using two questionnaires. The 7-item Asthma Control
Questionnaire (ACQ, Juniper et al., 2006; adapted to 6 items for this studyl) measures the extent to
which current asthma treatment is minimizing symptoms over the previous week (0= o impairment in
asthma control; 1= severe impairment). For example, one question asks, ‘During the past week how were your
asthma symptoms when you woke up in the morning?’. The 32-item Asthma Quality of Life Questionnaire
(AQLQ, Juniper et al., 1999) measures perceived quality of life across 4 domains: activity limitation,
symptoms, emotional function and environmental. Answers are given via a 7-point scale, with higher
scores indicating better quality of life.

Topic guide

The topic guide was developed to address all topics pertaining to the research aims. The topic guide
was designed to retrospectively proceed through several key stages across COVID-19, in chronologi-
cal order (see Table 1 for a COVID-19 timeline; Brown et al., 2021; Gov.UK, 2020; Gov.UK, 2021;
Guardian, 2020; Runswick-Cole, 2020), which were selected due to the differing levels of restrictions,
and therefore the perceived risk, that were in place during the pandemic at each time. The stages were:
ptior to the pandemic (S0); beginning of the outbreak/lockdown (March 2020; S1); lockdown lifting
with some restrictions in place (July 2020; S2); and all restrictions lifted/freedom day’ (July 2021; S3).
A final section asked questions pertaining to the vaccine (December 2020 onwards) and longer-term
experiences (S4) as well as experiences of contracting COVID-19 (if applicable). The topic guide was
piloted before the study and amended according to feedback (See supplementary materials for full
Topic Guide). It covered information received; changes in behaviour (including asthma management,
health behaviours); and thoughts, feelings and experiences around asthma (including wellbeing and
physical health).

'We excluded the last question as the ethics committee suggested that people would not have access to a peak-flow meter.

a 't ‘9202 ‘28280

woyy

SUONIPUOD PUe SLLB | 84} 39S *[9202/60/70] U0 AIqIT 8UIUO A3]1M ‘90UB|BOXT 212D PUE U eaH Jojanisu| feuoiieN ‘IO IN Aq 80T0L dyla/TTTT OT/I0p/wod Ao 1M

foym:

o

35UB0 1T SUOLLILLIOD BAIES.D) 3|aedtjdde ay) Ag peueAof afe Sap e YO ‘38N JO Sajni 10§ ARiqiT auljuQ A3|IM uo



PATIENTS’ RECONCEPTUALIZATION OF ASTHMA DURING

COVID-19

50f 18

TABLE 1 COVID-19 timeline.

Study time Date General population People with asthma
SO Pre March 2020 No pandemic
S1 11 March 2020 COVID-19 pandemic declared
23 March 2020 Full lockdown in United Kingdom
End March 2020 Asked to shield, if severe asthma, and
aid provided (e.g., food & medication
deliveries)
May 2020 Some removed from shielding list
S2 July 2020 Lockdown lifted
August 2020 Shielding paused
December 2020 Vaccinations available for prioritized Priority for some with severe asthma
S3 July 2021 Restrictions lifted ‘freedom day’
S4 Autumn 2021 Vaccinations available for lower risk
Procedure

Interested participants were emailed the participant information sheet and a suitable date and time was
arranged for the online interview (conducted on Zoom, audio recorded and autotranscribed with no
field notes taken). The participants did not meet the interviewer (AK; Female) before the interview; the
participant information sheet advised them that she was an MSc student who was an inexperienced in-
terviewer conducting the research for her dissertation under the supervision of experienced qualitative
researchers. The participants were not made explicitly aware that the interviewer had asthma although
this was often implicit from the interaction during the interview. All participants were interviewed with-
out anyone other than the interviewer and interviewee present. At the interview consent was obtained
and the questionnaires were completed verbally. Prior to the interview, participants were given a defini-
tion of asthma management for the purposes of clarity. The participants were then interviewed by AW
using the topic guide. Participants were thanked for their time. Each participant took part in a single
interview and did not comment further on the transcripts/findings.

Reflexivity statement

The first author is a female with asthma and experienced living with asthma in the UK for the duration
of the pandemic (AK). This may have impacted the data as participants may have recognized a shared
understanding of pandemic experiences. The data analysis was conducted with the research team (AW
TE; CK; DG) who have specific expertise in behaviour change during pandemics which led to an
interest in what happens when information is evolving and changing. A member of the research team
(DG) has expertise in the management of long-term conditions, and this may have focused the analysis
on changes to conceptualization and self-concept. These experiences, expertise and interests may have
influenced the analysis and shaped the findings.

Analysis

Because of the uniqueness of the data set covering different stages of the pandemic we used a hybrid
framework (Gale et al., 2013) and thematic analysis (Braun & Clarke, 2019) to explore the themes over
multiple stages of the pandemic. We first performed a thematic analysis on the data and then mapped the
data supporting each theme onto the stages of the pandemic (see supplementary materials). An inductive,
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realist approach was taken during analysis, whereby the accounts given were assumed to be an accurate re-
flection of the participants' experiences. Braun and Clarke's (2019) guidance for thematic analysis was fol-
lowed to produce the results: Data familiarization was achieved by reading and re-reading each transcript.
Initial codes were compiled, by one coder (AK), by reading each transcript and labelling information rel-
evant to the research question with codes line by line using N'Vivo software. These codes were discussed
with the team which led to themes compiled by grouping together associated concepts. The themes were
then reviewed by checking against codes, extracts and transcripts to validate the pattern; then defined and
named (all the research team). This process ensured confirmability and transferability of findings. Prior
to the final task of writing up the themes, they were mapped (i.e., Framework analysis), by one researcher
(TE) to allow for a different member to familiarize themselves with the organized data, against each stage
of the pandemic exploted (SO prior to the pandemic; S1 start of the outbreak/lockdown; S2 lifting of lock-
down with some restrictions; S3 complete lifting of restrictions/ freedom day; S4 when vaccines had been
developed). Each quote presented includes the stage of pandemic for reference.

Ethical approval

Ethical approval for the study was granted by a University Research Ethics Committee (reference:
2021-11163-200625).

RESULTS

Twenty participants were recruited. Most participants were female (80%). Mean age was 38.75years
(range: 23—-54; §D=9.81). The mean score for the ACQ was 1.17 (range: .00-2.42; §D=.58), showing
good control and for the AQLQ it was 5.74 (range: 4.00—06.69; SD=.83), indicating a fairly high quality
of life at the time of interview. (See Table S1).

Three key themes were developed from the data: ‘Doing own risk assessment’s ‘Asthma: backgronnd to
Joreground’ and “Place in society: left out and left behind’. Table 2 shows the themes within each stage of the
pandemic (Tables S2—84 in the supplementary materials show all the quotes for each theme).

Theme 1: Doing own risk assessment

This theme explotres an active process using pre-existing/acquired knowledge to determine risk and
subsequent asthma-management and COVID-19 behaviours used at all stages of the pandemic. There
are two subthemes: ‘Filling the knowledge void® and ‘Making own decisions’.

Filling the knowledge void

During the initial outbreak/lockdown participants reported a dearth of advice and information from
governments and health organizations about COVID-19, generally and about COVID and asthma
specifically. As the pandemic progressed, there was conflicting or changing information and advice as
scientific knowledge developed and was disseminated.

And he [GP] said as long as you keep up with your asthma medication, and you're sensible you
should be okay. But then, fairly soon after the official lockdown, I had a phone appointment
with the asthma nurse. And she said, be exceptionally careful, because this is a respiratory
virus, you've got a respiratory disease, even if you're not officially told to shield I would do so.

(Julia; ST)
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TABLE 2 Thematic map of stages of the pandemic and themes.

Theme Subthemes SO |S1 |S2 |S3 |s4

Doing own risk assessment Filling the knowledge void

Making own decisions

Asthma background to
foreground

Place in Society Being left out

Being left behind _

Note: S0=pre-COVID; S1=beginning of the outbreak/lockdown (March 2020); S2=lockdown lifting with some restrictions in place (July
2020); S3=all restrictions lifted/‘freedom day’ (July 2021); S4=vaccine (December 2020 onwards)/longer-term experiences/contracting

COVID-19. Shading=theme mentioned at that stage of the pandemic.

At the initial outbreak/lockdown participants petceived a lack of help from government soutces ot from
asthma organizations so some participants were using their own specialist knowledge, from their profes-
sional backgrounds (e.g., medical student, biological background; official guidance obtained from their job
in HR, historian), to determine what they should do to protect themselves.

I mean, when people sort of doing crazy things like not sitting on benches ... it seemed
to me like from having a biological background and that kind of behaviour was, was not

necessary
(Molly; S1)

Other people either actively avoided gaining new knowledge at the beginning of the outbreak by avoiding
the news to reduce anxiety or passively avoided it as the pandemic progressed when it wasn't foregrounded
in the news.

I guess kind of with all it the not being in the news anymore, you're not seeing the daily
death counts like you were before, so you do sort of start to think about it a bit less
(Amy; S3)

Other participants, without any perceived relevant specialist knowledge, used scientific or health-related
credible sources (e.g, published academic papers; WHO, Asthma helplines; Asthma UK). Some did not seck
further knowledge but used common sense both in the initial phases and when restrictions were lifted. For
the participants, they felt that it posed a serious threat for them, even when others viewed it as less threat-
ening as the pandemic progressed.

[Friend was saying] ‘Oh they're hysterical over here you know, it's ridiculous, you know, it's
only like a flu’. And I was saying ‘it's not like a flu they wouldn't close the whole fucking
economy down for fucking flu’.

(Chris; S3)

Most participants also sought out knowledge about the vaccine. This included information about if they
were prioritized for getting the vaccine early, which vaccine to have, vaccine effectiveness; how the vac-
cine wotked and vaccine safety. This information was from credible sources; (i.e., Asthma UK; JVCI/
government; WHO; Independent Sage; NHS webpages; academic articles; GPs); news outlets; their own
knowledge (e.g., from their lived current experience working from a pharmacology company) and personal
contacts.
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I read the, the primary, the primary articles, and of AstraZeneca, and the Pfizer and 1
decided at that point that I wanted Pfizer [...] I kept checking the government JVCI guid-
ance, erm because I wanted to know what priority. I was in, and I wanted to know how
quickly I was gonna get it.

(Matt; S4)

Making own decisions

People made their own decisions about asthma management (both prior to and during COVID-19);
COVID-19 prevention behaviours and vaccine uptake did not necessarily stem from medical or public
health advice but by “doing my own risk assessment” (Chris, S1).

Pre COVID-19 participants varied in adherence to asthma management advice with some people
strictly adherent to medications and advice (e.g,, after a severe event). Some were not fully following ad-
vice (e.g., not carrying inhalers), taking alternative medications (e.g., ordered cheaply from India; home
remedies) or increasing medications when they felt it was needed (e.g., when fell ill; when near triggers).

I tend to if I'm having a really bad attack, I'll tend to have a teaspoon of turmeric and
boiling water
(Daisy, SO)

The initial outbreak/lockdown affected asthma management in various ways. Some participants made
no changes to their asthma management as they thought it was unnecessary as it was managed well
(e.g., as some triggers were avoided). Others became more adherent due to concerns about contract-
ing COVID-19 (e.g., regular peak-flows, taking preventers) although one stopped once they felt safer
(e.g., reduced preventer use after initial increase). Others did extra because of their fear of COVID-19
(e.g., bought pulse oximeter, gave up smoking, stocked up on inhalers/medications/home remedies).
However, the lockdown also had negative effects on asthma management, despite understanding the
risks, as they failed to follow medical advice due to breaking habits during lockdown or because the risk
of contracting COVID-19 outweighed the risks of asthma.

. eventually it was lunchtime and I realized, oh no I haven't even brushed my teeth yet
and therefore I haven't taken my inhaler
(Francesca, S1)

During the period of some restrictions lifting, people still weighed up their risks. Some carried on as they
had done during lockdown as their asthma was well controlled; others made more effort as they felt they
needed more protection after being de-prioritized from getting the vaccine or because they wanted to avoid
hospitalization. Others found their management continued to be less successful than pre COVID-19 de-
spite their best efforts.

I knew that actually my asthma's not controlled, I need to get it sorted because I need to
protect myself if I'm not gonna be prioritised for a booster. I mean, I can't, I can't be living
like suboptimal

(Hadley, S2)

People also made their own decisions about which COVID-19 prevention behaviours they did based on
their own risk assessment which occurred throughout the pandemic. People who felt vulnerable due to their
asthma reported a suite of protective behaviours. This included (a) completely avoiding contact with poten-
tially infectious people (e.g;, eatly lockdown and shielding even if not advised); (b) behaviours that facilitated
shielding (e.g., practical social support; food deliveries; prescription deliveries); (c) behaviours that avoided
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the likelihood of coming into contact with people (e.g., going places at less busy times; driving rather than
public transport; shielding after advice was lifted); and (d) behaviours that stopped the spread of particles
(e.g., physical distancing; mask wearing; wiping down objects; using hand sanitizer; washing hands; limiting
number of people in groups).

I just kind of missed out on shielding but to my mind I kind of counted myself within
that, because I thought well, I it's only just by accident that I'm not in that group, erm so
I did take it quite seriously at the start ... And you know, we did really try our best to, my
husband was doing the shopping rather than me going out, erm, that kind of thing, so yeah

(Amy, S1)

It was terrifying. And er I'm sure you've heard this a lot. The so-called Freedom Day was
lockdown day again for me

(Julia, S3)

In addition to the standard COVID-19 protection behaviours some participants also weighed up the risks
of allowing service people into the house; doing other health behaviours such as physical activity or seeking
emergency or standard medical care.

I don't think so. but I didn't go out cycling, because I was concerned about if I had an
accident, that actually that would be a burden on the NHS or I could put myself at risk.
(Hadley, S1)

So I'm like again in my head, Dooms Day thinking, I'm thinking yeah if there's 30 people
in that GP surgery one might have it, well sod's law, I might get it. And I haven't got a
vaccine, so it's gonna, it's going to topple me over quite so yeah I was very much like, to
be honest you know you said about the asthma review, they wanted me to come for face to
face and I was like nah

(David, S2)

For most people whether they had been vaccinated and/or were up to date on their boosters affected their
decisions around work, socializing and COVID-19 protective behaviours. A few people did not reduce their
COVID-19 protective behaviours, were still cautious or were performing some protective behaviours as
they were still concerned about their asthma because of the overburdened health service.

So, I'd already made the decision that I wasn't coming out until my vaccine, so I was com-
pletely staying in the house
(Matt, S2)

I think as soon as I got the first one I really did become quite slack, at sort of protecting
myself.
(Molly, S4)

Theme 2: Asthma — background to foreground ‘it's only mild or moderate until
it's not’

This theme highlights how asthma that was mostly previously unobtrusive was suddenly foregrounded
leading to prolonged stress and anxiety. Pre-COVID-19, many people did not really think about their
asthma; it was in the background and managing it was habitual.
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I rarely ever think about it and the inhalers just become part of my brushing my
teeth routine and it's just it's just something I do and I often forget that this is
medicine...

(Francesca; S0)

Asthma was only salient when it was uncontrolled or there was a severe incident (e.g., severe asthma at-
tack, hospitalization) but some were aware that asthma could become more severe. Indeed, contracting
COVID-19 also made asthma more salient.

And this is one of the things that annoys me so much when you define it as 'oh it's mild or
moderate or severe', well it's only mild or moderate until it's not

(Julia, SO)

The pandemic brought asthma to the foreground for many people with the realization that asthma was a
“pre-existing condition’ (Amy, S2) with an accompanying change in illness perceptions. This was especially
apparent during the initial outbreak/lockdown but did continue over the stages of pandemic and in the
longer-term.

It [asthma] was always quite like just an average thing and then I guess it was like being
classed as severe asthma and then it was like you need to shield, it was a bit like, it changed
it did change my diagnosis in my head.

(Louise, S1)

Although some were less concerned as they didn't consider themselves at risk (e.g., they only had mild
asthma; it was well controlled); whereas others felt ‘not completely vulnerable but you're not normal either’
(Joanna, S1).

I felt okay about it at that point, cos it was still like pretty controlled and I wasn't doing

much that would make it worse at the time.
(Millie, S1)

For some people getting the vaccine bought asthma to the foreground as they weighed up the risks from
asthma and COVID-19 and vaccine risks; recognizing they had it early due to their asthma or because they
needed the vaccine to reduce their vulnerability.

Yeah. just remember hearing like the negative effects of how poortly it [the vaccine] made
people and that worried me about getting it and then me getting poorly off it ... because I
knew I was already at risk with my asthma, and I didn't want to risk for, like, heighten the
risk... I knew my risk was still there of getting it [COVID] but it wasn't as much as what it
would be if I didn't get the vaccine.

(Millie, S4)

Some participants still had their asthma foregrounded even after the vaccine and/or the pandemic risk had
subsided.

Even with the injections part of me goes, well, if a bit of hay fever mixes with it, I think I'd
end up at the hospital. So, you know, even though I've been jabbed and boosted I think it's
in my head that I'd probably end up in hospital

(Annie, S4)
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Theme 3: Place in society — Protected and liberated vs. left out and left behind

This theme desctibes the extent to which participants felt they were included/excluded by society, and
their affective reactions, at different stages of the pandemic from the initial outbreak, through restric-
tions lifting and removal; vaccine rollout and life in the long-term. Inclusion/exclusion covers the physi-
cal environment (i.e., from shielding, locking down), the social environment, health care and society as
a whole. Those tesponsible for the extent of inclusion/exclusion were the participant (e.g., self-excluding
themselves and their family), government, media, health care services, friends, family and neighbours.
The level of inclusion in society was related to perceptions of fear and safety; those who were fearful were
excluded; and those who felt safe were included. Exclusion by someone else led to anger and frustration.

Physical environment

After the initial shock and worry surrounding the outbreak, many people were relieved to be away from
people as they were advised by the government to lock down or shield as they wanted to be protected
from society and by society. Inclusion occurred at all stages of the pandemic when they felt that other
people were ‘being really respectful about sitting far apart, wearing masks’ (Joanna, S2) and enacting other
COVID-19 preventative behaviours.

I know I was relieved that I wouldn't have, I wouldn't have to be out there with people
mixing and, you know, and that kind of thing
(Olivia, S1)

Many participants experienced fear due to safety concerns that often led to further self-exclusion such as
voluntarily shielding, locking down early and isolating themselves from family members to protect them-
selves from the severe risk. Over time some people were still choosing to self-exclude and remain physically
apart from society. This was especially apparent when the government lifted all restrictions as ‘Freedonz Day
was lockdown day again’ (Julia, S3) as some people were terrified as they were no longer protected by the gov-
ernment and society.

I didn't go near him [husband who was keyworker|. We stayed metres apart and we slept

in two separate bedrooms.
(Shauna, S1)

Social environment

Lockdown and shielding provided time for people to connect online with family, current friends and old
friends. People also distracted themselves from the social isolation by finding activities they could do
alone. As restrictions were lifted and after freedom day, people some people ‘definitely took full advantage’
(Helen, S2). People felt grateful to be able to socialize and ‘#here was a little sense of liberation’ (Francesca,
S2.); although for most this was with a sense of caution (e.g., avoiding crowded places, avoiding risky
activities).

1 did see more people but in the very careful situations, and more generally, I thought, well,
if I can avoid going to anywhere that's crowded or inside or I don't have to that I'm going to
(Julia, S2)

Some people experienced exclusion in the initial lockdown as @/ of a sudden_your life became very very insular
(Daisy, S1). As lockdown and restrictions lifted, the people who were concerned about safety (e.g., from
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contracting COVID-19 due to risky behaviours of others) were socially excluded as they didn't start up ac-
tivities they had done previously (e.g., going to the gym, going into shops; socializing with friends) or limited
what they did take part in (e.g,, only outdoor parent and baby activities). Some people excluded their family
members from society (e.g, by keeping their children off school; (restricting family members activities) that
led to guilt. Others were left behind by their friends or the social environment had changed (e.g., their local
friends had moved away) by the time they felt safe to go out. One person reflected about how the ‘Rue of 6 2
excluded as ‘I didn't like it, either way, whether it was me that was being excluded or whether we had to exclude somebody else’
(Molly, S2).

But my social life really took a dip at that point. Reason being, everybody else was going
out and had the rules of six and you know, they weren't in a lockdown anymore. So it was
very, I thought, you know we'll forget about him now, so that, yeah, that's kind of what
happened around that time

(Matt, S2)

Health care

Some people experienced inclusion through good health care that accommodated their needs. Most
people felt more protected, relieved, and able to enter society again once they had had their vaccine,
although most proceeded with caution.

thought, as soon as I'd been injected I was like, thank goodness, I've made it. I've actually
made it. Erm because I was just scared about, you know, when you see in the news, they'll
let the bodies pile high and things and it's like they're talking about me.

(Matt, S4)

Others felt they were excluded from health care because asthma services declined which led to %’ just that

Jeeling of like abandonment really’ (Molly, long-term). Some did not feel safe accessing medical treatment at all
stages of the pandemic. Others felt that their lives were worth less than others as they were disposable due
to their pre-existing condition. The de-prioritization of people with asthma for the vaccine caused the most
anger and frustration (towards government bodies) and the fight to get the vaccine was regarded as very
stressful; this was compounded with fear when they had the first vaccination early but there was a long wait
for the booster that left them without protection.

So I'm like again in my head, Dooms Day thinking, I'm thinking yeah if there's 30 people
in that GP surgery one might have it, well sod's law, I might get it.
(David, S2)

Society as a whole

Some participants felt protected, but with caveats, as “we were being looked after as a population. Not necessaril)
asthmatics but the population as a whole (Hadley, S1).

At times participants felt ‘abandoned, 1 guess, and anxious agaiw’ (Hadley, S4) (e.g., after vaccine de-
prioritization), Znvalidated” (Matt, S1) (e.g., not immediately being on shielding list) or discriminated against
(e.g., stigma from wearing masks) by governments and society. The issues with the Government were ‘basi-
cally that the government that we have, just wasn't trustworthy enough to be able 1o feel safe’ (Chris, S3). People also felt that

*The ‘Rule of 6’ was a UK government regulation restricting the number of people you could meet outside to 6 people in total.
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there was a lack of understanding about the plight of people with asthma in general society and even with
friends. Conversely, people also started to feel they didn't understand the behaviours of the public and felt
negatively about other people because of their attitudes towards COVID-19 prevention.

with certain friends it was the case of, will you come to the pub? Well I don't want to. Why?
because there's a fucking pandemic going on.
(Chris, S3)

people judge you they think, Why are you bothering with 2 metre crap? Why are you wear-
ing a mask outdoors if you're meeting a group of people?
(Stephen, S2)

The lack of interest and empathy from various sources was also a source of frustration and anger. This came
from friends who did not understand the safety concerns of someone with asthma and the media who were
not interested in the de-prioritization around the vaccine.

and she was like going on saying she's so relieved to get the vaccine, and the lack of empa-
thy from my best friend was unbelievable, because she was sorted
(Hadley, S4)

We've tried and tried and tried to get the media to take up what's happened. How asthmatic
were excluded, so many were excluded.
(Olivia, S4)

DISCUSSION

The aim of the present research was to understand asthma patients' experiences of the pandemic and
explore wellbeing and behaviour across key stages of the pandemic. Thematically analysing the data
resulted in three key themes: ‘Doing own risk assessment’; ‘Asthma: background to foreground’ and ‘Place in society:
left out and left behind’ which fit within the Transdiagnostic Model of Adjustment (Moss-Morris, 2013)
that is used to explain the findings below.

There were several events during the pandemic that seemed to be ey critical events that disrupted emo-
tional equilibrium and quality of life as per the TMA. The announcement of the COVID-19 pandemic and
the initial statement that people with asthma were at high risk was a threat to mortality. There was a
corresponding change in identity, as illustrated in Theme 2: Asthma from background to foreground, whereby
people with asthma were seen as having a pre-existing condition that was a risk factor for poorer
COVID-19. The availability of vaccines was a positive critical event; however, the downgrading of
asthma as a risk factor and people's removal from the vaccine priority risk was a negative critical event.

The above critical events were fed into by iuess specific factors such as pre-COVID-19 asthma related
incidents; prior severe medical incidents increased the level of emotional disruption and mild or lack of
incidents was related to lower emotional disruption (see Theme 2: Asthma from background fo foreground).
The background social and environmental factor that influences the impact of the key critical event was the
restricted availability of routine asthma care (Theme 3: Place in society: left out and left behind). This was also
evident in the literature as some people were not receiving asthma reviews or were only receiving these
remotely, which were regarded as inadequate (Santillo et al., 2023). There was evidence of the disrupted
emotional equilibrinm and quality of life in line with prior findings (Higbee et al., 2021; Philip, Cumella,
et al., 2020; Santillo et al., 2023); the current study identified worry, fear and panic, particularly at the
start of the pandemic.

The findings of this study reflect components of both successful adjustment (leading to good ill-
ness management, less distress, high positive affect and less impact on life) and adjustment difficulties
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(leading to poor illness management, high distress, low positive affect and greater impact on life).
Successful adjustment was influenced by cognitive factors such as an increased sense of control by
participants doing own risk assessment (Theme 1). People were Making their own decisions (Theme 1.2) such as
using their own specialist knowledge to understand their level of risk. The weighing up of risk was also
evident in the extant literature as a response to the lack of information whereby people used sources
such as Asthma UK (Santillo et al., 2023). There were variations in perceived social support in those
who felt they were protected & liberated but not those who felt they were /left out and left behind (Theme 3).
This was in relation to regulations (e.g., feeling protected by lockdowns, mask mandates in early stages;
feeling excluded when these were lifted); the extent to which others were performing behaviours (e.g.,
feeling protected when people performed protective behaviours; feeling excluded when people didn't
perform those behaviours) and availability of health care (e.g., feeling protected when health care was
available; feeling excluded when health care was not available). This lack of inclusion was also reflected
in the literature as people felt the restrictions had been lifted prematurely (Santillo et al., 2023).

Behavioural factors related to successful adjustment were the adherences to asthma medication and
self-management through making own decisions (Theme 1.2) as people were taking more care about asthma
management as a protective factor against COVID-19. Management strategies such as stocking up on
medication, avoiding triggers, adjusting medications as needed, and monitoring peak flow were also
mentioned in the literature (Dhruve et al., 2022; Philip, Lonergan, et al., 2020; Santillo et al., 2023).
Performing COVID-19 behaviours based on doing own risk assessment (Theme 1) that was regarding the
participants' perceived risk due to their asthma. Those participants who felt most at risk performed
COVID-19 behaviours that were above and beyond those recommended (e.g., locking down earlier
and for longer; wearing masks after the mandate had lifted). This was also reflected in other studies
whereby high risk perception was related to performance of COVID-19 prevention behaviours and low
risk perception was related to a reduction in that performance (Santillo et al., 2023). Problem focused
strategies were used to facilitate good asthma management (e.g., Theme 1.1: filling the knowledge void)
mentions participants seeking information from credible sources about vaccines and COVID-19 (also
see Santillo et al., 2023). People also sought out social support to facilitate their lockdown and shielding
(e.g., shopping deliveries).

Adjustment difficulties were illustrated by both cognitive and behavioural factors. Cognitive factors
included high perceived stress whereby participants felt abandoned by their governments and health
care providers; there was fear about contracting COVID-19 and anger, frustration and helplessness
when lockdowns ended leaving them feeling left out and left behind (Theme 3). This level of concern was
highlighted in other studies where people who had not had an asthma review became increasingly
worried about their health care and illness (Santillo et al., 2023) and perceptions of inadequate national
responses (Philip, Lonergan, et al., 2020).

Behavioural factors related to poor adjustment were mainly avoidance-related coping. As people
were fearful for their health because of their asthma, they avoided the news to reduce stress and they
avoided health care and recreational activities to reduce the risk of contracting COVID-19. Other be-
havioural factors that inadvertently occurred were the breaking of asthma medication habits as their
routine changed.

Based on these findings, there are practical implications to consider around supporting and com-
municating with those with long term conditions during pandemics. This study highlighted poor
communication around the lack of information, conflicting information and changing information
that caused elevated distress among participants. Although this is always likely to be the case for
novel health risks and with rapidly changing scientific knowledge about those novel health risks
there are ways to reduce the level of the distress through better communication strategies actions
(Epton & the BPS COVID-19 behavioural science and disease prevention taskforce, 2020; Ghio
etal., 2021). First, framing messages to use clear and appropriate language to emphasize the efficacy
of recommended actions (Epton & the BPS COVID-19 behavioural science and disease prevention
taskforce, 2020; Ghio et al., 2021) could have helped to reduce the feelings of panic experienced
early in the pandemic. Second, ensuring unified messaging including identifying and explaining
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inconsistencies from other sources (Epton & the BPS COVID-19 behavioural science and disease
prevention taskforce, 2020; Ghio et al., 2021) to reduce the uncertainty people felt when receiving
conflicting advice (in one instance even from the same GP practice). Third, addressing uncertainty
and changing information quickly and transparently (Epton & the BPS COVID-19 behavioural
science and disease prevention taskforce, 2020; Ghio et al., 2021) would likely reduce the anger and
frustration with perceived delays in information and likely overestimation of risk from doing their
own research (Jackson et al., 2021). Also, communicating about changing risks and priorities around
shielding and vaccination, and explaining the reasons behind those decisions, may have reduced the
distress felt. For example, those patients with well-controlled symptoms were not as high risk as
initially thought (Adir et al., 2021; Mendes et al., 2021; Sunjaya et al., 2022), though it is unclear as
to whether this became widespread knowledge.

The adjustment difficulties related to the disruption to in person health care during the pandemic
highlighted the need for digital tools and interventions (e.g., electronic monitoring devices, messaging
based interventions, mobile apps) for asthma management (Caponnetto et al., 2024; Chan et al., 2022).
In addition, findings around people striving to improve their asthma self-management provide health
professionals with a unique opportunity to converse with patients about further improvements to their
asthma management and lifestyle behaviours more generally (Tyson et al., 2022); the pandemic has
possibly created a teachable moment as it seems that patients may be more motivated to manage their
condition compared to pre-pandemic. This was also highlighted in other studies where asthma reviews
with their primary care providers were sought, as a chance to discuss management during the pandemic
(Santillo et al., 2023).

Where patients are likely to experience emotional disruption and a reduction in quality of life from
pandemics leading to poor adjustment, appropriate psychological support should be signposted and
provided to maintain emotional equilibrium. For example, signposting for psychological support could
accompany shielding letters (Fisher et al., 2021). Ideally, an integrated care model of physical and men-
tal health support should be provided so referral to mental health pathways would be timely (Isaacs &
Mitchell, 2024).

The main strength of the present study is that framing the topic guide longitudinally, with specific
stages of the pandemic as contexts changed, was a novel approach to the literature and thus adds value
to existing literature. The study had a gender breakdown that reflected the prevalence of asthma in the
adult population (NICE, 2025). The study also covered a mid-point of the pandemic where there is a
dearth of research. The present study has limitations that should be noted. First, participants were asked
to recall their experiences retrospectively. Although this was unavoidable given that the stages of the
pandemic had already passed at the time of the study, asking participants to rely on memory for their
responses may have led to slight biases in reporting or accidental omission of interesting information
(Snelgrove & Havitz, 2010). However, retrospective recall tends to be more accurate when the topic of
recollection relates to salient events (Ericsson & Simon, 1980). Given that COVID-19 was an unprec-
edented and therefore highly salient event, it seems that recollection is likely to be accurate. In future
pandemics, research should be conducted longitudinally to explore different stages of the pandemic.
Second, all participants in the study were white, and the majority white British. It is possible that peo-
ple with asthma from different ethnic backgrounds had different experiences with the topics covered
in the present study and had interesting insights to provide (Burgess et al., 2022). Moreover, only two
participants in the present study had been labelled as clinically extremely vulnerable and were advised to
shield, meaning the majority had mild or moderate asthma. Although results were still valuable and in-
sightful, the lack of diversity in asthma severity may have limited the breadth of experiences. Although
it is noteworthy that even those with mild and moderate asthma underwent a reconceptualization of
their health condition and acted to improve their self-management. Future research should explore the
experiences of a more diverse sample. Third, the Transdiagnostic Model of Adjustment was used in the
interpretation of results but not used to shape the topic guide so specific questions about each factor
were not included. Although this approach ensured that responses were not restricted by the model, this
could have resulted in some factors being missed.
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This study provides novel insights into how people with asthma experienced and adapted to the
changing risks, uncertainties and social contexts associated with the COVID-19 pandemic. Viewing
participants' experiences through the lens of the Transdiagnostic Model of Adjustment proved partic-
ularly useful in identifying and demonstrating how key pandemic-related events — including the initial
classification of asthma as a risk factor for severe COVID-19, changing public health guidance, vaccine
rollout and the removal of restrictions — acted as critical events that disrupted adjustment and prompted
ongoing reassessment of risk. The findings illustrate the interaction of personal factors (e.g., prior expe-
riences and perceptions of vulnerability), illness-specific factors (e.g., asthma severity and symptom his-
tory) and social and environmental factors (e.g., health care access, public health messaging and societal
attitudes) which shaped both adaptive and maladaptive responses. For example, participants frequently
engaged in proactive risk assessment, information secking and enhanced self-management behaviours
that supported adaptation, while others experienced heightened anxiety, avoidance, social exclusion,
disrupted health care access and feelings of being left behind as the pandemic evolved. These findings
demonstrate that adjustment is not static but is shaped by changing contexts, evolving knowledge and
shifting perceptions of risk throughout a public health crisis. Future pandemic preparedness and re-
sponse planning should therefore recognize the dynamic nature of adjustment among people living with
long-term conditions. Clear, transparent and responsive communication; continuity of health care pro-
vision; and timely practical and psychological support are likely to be essential for promoting adaptive
adjustment and reducing the unintended negative consequences of future public health emergencies.
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