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Abstract
Purpose  We sought to understand how the experiences of people in the UK with pre-existing mental health conditions had 
developed during the course of the COVID-19 pandemic.
Methods  In September–October 2020, we interviewed adults with mental health conditions pre-dating the pandemic, whom 
we had previously interviewed 3 months earlier. Participants had been recruited through online advertising and voluntary 
sector community organisations. Semi-structured qualitative interviews were conducted by telephone or video-conference by 
researchers with lived experience of mental health difficulties, and, following principles of thematic analysis, were analysed 
to explore changes over time in people’s experience of the pandemic.
Results  We interviewed 44 people, achieving diversity of demographic characteristics (73% female, 54% White British, 
aged 18–75) and a range of mental health conditions and service use among our sample. Three overarching themes were 
derived from interviews. The first theme “spectrum of adaptation” describes how participants reacted to reduced access to 
formal and informal support through personal coping responses or seeking new sources of help, with varying degrees of 
success. The second theme describes “accumulating pressures” from pandemic-related anxieties and sustained disruption 
to social contact and support, and to mental health treatment. The third theme “feeling overlooked” reflects participants’ 
feeling of people with mental health conditions being ignored during the pandemic by policy-makers at all levels, which was 
compounded for people from ethnic minority communities or with physical health problems.
Conclusion  In line with previous research, our study highlights the need to support marginalised groups who are at risk of 
increased inequalities, and to maintain crucial mental and physical healthcare and social care for people with existing mental 
health conditions, notwithstanding challenges of the pandemic.

Keywords  COVID-19 · Pandemic · Mental health · Qualitative

Introduction

Since the World Health Organization declared COVID-19 a 
pandemic in 2020, the consequences for human health and 
society continue to be experienced globally. The social detri-
ments of the virus and the restrictions put in place to reduce 
its spread include increased poverty, unemployment, and 
domestic violence, which all present continued stressors for 
mental health [1]. However, little has been published about 
how the ongoing impact of the pandemic is experienced by 
people with mental health conditions.
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Research conducted following initial “lockdown” meas-
ures, which prohibited all but essential activities outside of 
the home, reported international increases in population 
levels of anxiety, depression and other common forms of 
mental distress [2–7]. People with pre-existing mental health 
conditions were identified as particularly vulnerable to nega-
tive psychological outcomes [2, 6, 8, 9], as were women and 
young people [3, 5–9]. Two large UK national surveys [10, 
11] reported conflicting findings about whether anxiety and 
depression increased for people with existing mental health 
conditions during the early months of national lockdown. 
These surveys suggest that the impact of the pandemic on 
people with mental health conditions may not be uniform 
and is not yet fully understood: qualitative exploration of 
people’s experiences is needed. Existing qualitative studies 
suggest that for some people, previous experiences of cop-
ing with adversity have been protective from the negative 
psychological effects of the pandemic; while for others the 
pandemic has worsened pre-existing difficulties [12–14]. For 
example, a study of people with eating disorders in the UK 
found that the pandemic had been a trigger for either recov-
ery or problematic eating patterns [14]. Negative impacts for 
people with existing mental health conditions have included 
reduced access to mental health services, social isolation, 
and disruptions to daily routine or normal coping strate-
gies. Reported benefits include reduced social pressures and 
increased engagement with recovery-promoting activities 
[12, 13]. Unequal impacts of the pandemic were also identi-
fied among people with existing mental health conditions 
[12], with additional hardships amongst Black, Asian, and 
minority ethnic (BAME) communities, those with physical 
health conditions and socioeconomic disadvantages [12]. 
These hardships are likely to persist with ongoing restric-
tions. Changes to mental health service delivery, including 
transition to remote technologies [15], have remained in 
place and may continue to influence the experiences of peo-
ple with mental health conditions.

Most existing qualitative studies have investigated the 
experiences of people with mental health conditions at 
early stages of the coronavirus outbreak. However, this 
fails to capture the impact of prolonged experiences of the 
pandemic, ongoing restrictions on day-to-day living, and 
reduced or changed access to mental healthcare and social 
support [12, 15], necessitating a longitudinal approach to 
capture prolonged experiences. Studies exploring impacts 
of the pandemic over time in the general population have 
mixed findings. A UK online survey study found spikes in 
levels of anxiety and depression at the start of the pandemic, 
which then reduced during its early course [11]. However, an 
online survey study from Israel found a decline in national 
resilience during the first year of the pandemic, attributed 
to increased perception of social and economic threats, and 
reduced trust in political leaders [16]. To date, no qualitative 

research has explored the experiences of people with men-
tal health conditions over the course of the pandemic. This 
paper addresses this gap by reporting findings from second 
interviews with participants from our previously published 
participatory, qualitative interview study which was based 
on interviews conducted between May and July 2020 [12]. 
The follow-up interviews reported in this paper took place 
3 months later. In retrospect (although not at the time the 
study was planned), it is clear this only captures experiences 
of part of the enduring pandemic. However, this follow-up 
period was sufficient to capture changes in attitudes and 
experiences at an autumn 2020 follow-up point where sus-
tained impacts of the pandemic might become apparent, 
and a variety of lockdown regimes were experienced. These 
follow-up interviews took place following changes in many 
areas of England to permit social contacts and the opening 
of most non-essential shops, and the introduction of compul-
sory face coverings, but with social distancing restrictions 
still in place. However, localised lockdowns with different 
restrictions were also introduced during this time. Our aim 
was to explore whether and how participants’ day-to-day 
experiences and mental health difficulties had changed or 
stayed the same for participants since their first interview.

Methods

We took a coproduced, participatory approach to conducting 
qualitative interview research, as developed and described 
in full in our previously published paper, with a research 
team including people with experience of using or working 
in mental health services [12]. In our initial recruitment, we 
recruited people with pre-existing mental health problems 
using targeted recruitment materials through community 
organisations, mental health networks, and social media. 
We used purposive sampling to reflect diversity of experi-
ence based on participants’ diagnosis, use of mental health 
services, and demographic factors, and to reflect a range of 
rural and urban areas. Participants were recruited to that 
study between 7th May and 8th July 2020, and as part of 
the informed consent process they were asked if they would 
like to take part in a second interview. All participants in 
the original study who stated they’d like to take part in a 
second interview, were approached for the follow-up inter-
view by a member of the research team and invited to re-
affirm audio-recorded verbal informed consent prior to being 
interviewed a second time. Participants were offered a £20 
shopping voucher as a gift of thanks for their participation in 
the follow-up interview. Interviews were undertaken by nine 
members of the research team working from a perspective 
of lived experience of mental distress and of using men-
tal health services, namely Lived Experience Researchers 
(LER), supported by researchers who recorded and saved the 
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interview securely directly onto the UCL cloud-based secure 
storage system. Where possible, the follow-up interview was 
conducted by the researcher who conducted their original 
interview, using videoconferencing or freephone options 
within Microsoft Teams. The interview topic guide sought to 
explore changes in participants’ experiences of the COVID-
19 pandemic in relation to their mental health, ongoing 
experiences, and new experiences identified by participants 
since their first interview. The topic guide is provided in the 
supplementary materials (DS1). Interviews typically lasted 
between 45 and 90 minutes. Participants were asked if they 
would like to receive a summary of findings from the study, 
and this was sent to all who requested it.

Interview recordings were transcribed verbatim by 
researchers within the Division of Psychiatry or an exter-
nal transcription company and anonymised prior to coding. 
Thematic analysis followed a modified version of the process 
described in detail in the original study [12]. We used the 
final thematic framework reported in our first study [12] as 
a starting point for analysis. Five descriptive themes devel-
oped from the first set of interviews were: impact of COVID-
19 on everyday life and mental health; impact of changes 
to mental health care; psychological impact; relationships 
and (dis)connections; and unequal impact. Preliminary cod-
ing of eight interviews was conducted by, wherever possi-
ble, the LERs who had undertaken each first interview, as 
they were well-placed to identify points of continuity and 
changes in each interviewee’s experience. LERs all attended 
training in interview coding and data analysis provided by 
senior academics in the study team, and followed general 
principles of thematic analysis [17]. They coded data that 
articulated change, or a lack of change, in the range of expe-
riences participants had identified in the first study, as well 
as inductively coding aspects of participants’ new accounts 
not captured in the original framework. A revised thematic 
framework, which retained, adapted or added to themes from 
the previous paper, was then coproduced discursively with 
the wider research team. LERs used the revised framework 
to code the full set of interviews, proposing additional codes 
where data did not fit the framework. No specialist quali-
tative analysis software was used; text was coded within 
themes in a spreadsheet.

Through this process, eight descriptive or semantic-level 
themes were developed. Summary reports of these prelimi-
nary themes were produced through an iterative process 
of analytical writing [18], with university researchers and 
LERs working together in small groups to write analyti-
cal narratives with illustrative quotations, before refining 
each theme through team discussion. These descriptive 
theme summaries are provided as supplementary material 
(DS2). In subsequent wider team meetings, and through a 
process of reviewing these descriptive theme summaries, 
three interpretative themes were developed collaboratively, 

that provide a more latent analysis. Each quotation from the 
eight descriptive theme summaries provided in the data sup-
plement DS2 was located within one of the interpretative 
themes by the researchers, as a check that the interpretative 
themes were sufficiently broad and relevant to include all 
findings from our descriptive themes. Figure 1 shows how 
the five descriptive themes from the first interviews paper 
were used as a starting point to generate eight descriptive 
themes in this paper, and how these mapped onto the three 
interpretative themes reported in this paper.

Ethical approval for a study focussing on loneliness 
and mental health problems was originally obtained from 
the UCL Research Ethics Committee on 19/12/2019 (ref: 
15249/001). An amended topic guide covering experiences 
of COVID-19 and follow-up interviews was approved on 
04/05/2020, and an amended topic guide for the follow-up 
interviews reported here (DS1) was approved on 14/08/2020.

Results

Forty-four of our original sample of 49 participants took 
part in a second interview. Three people could not be con-
tacted and two declined. Follow up interviews were con-
ducted in September and October 2020. The characteristics 
of follow-up interview participants are fully reported in 
Table 1. Nearly three quarters of participants were female. 
Just over half (54%) were White British, with over a third 
from Black, Asian or mixed ethnic groups. Participants’ ages 
ranged from 18 to 75; eight (18%) were of LGBQ sexuali-
ties. Just over half the sample (57%) lived in London and 
most (80%) lived in cities. Half our sample were currently 
using NHS community mental health services, with others 
using a mixture of primary care, private or voluntary ser-
vices, or receiving no mental health support. Participants’ 
reported diagnoses were most commonly mood disorders 
(43%), but people with psychosis, bipolar disorder and per-
sonality disorder were also represented.

Three overarching, interpretive themes are presented 
below with sub-headings representing concepts within those 
themes rather than specifically coded sub-themes. Where 
there were marked differences in experience between par-
ticipants, we have described this within each theme.

Theme one: spectrum of adaptation

Reflecting on the period since the first interviews 3 months 
earlier, participants reported a wide spectrum of experiences 
in learning or being forced to adapt just to cope with the 
ongoing pandemic. However, not everyone reported being 
able to adapt successfully.
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Seeking alternative forms of external support

While many participants described reduced access to or 
quality of support from NHS mental health services dur-
ing the pandemic, many participants had looked for alterna-
tives to support their mental health, including online support 
groups, digital forums and social media, apps, meditation, 
art therapy and other activities. Use of the voluntary sector, 
community, and faith-based support, as well as self-manage-
ment, became increasingly important:

“I use Mind because I’m comfortable with them, 
because I do volunteering with them and I’m very 
familiar with the people… so I’d rather use their ser-
vices than any other service.” [P10].
“As I said, that… mental health forum has been really, 
really helpful as well, because it’s an opportunity for 
me to check in with other people with lived experi-
ence. So, that’s been really helpful.” [P24].

However, although use of these alternative forms of sup-
port was helpful for many people, for some there was a sense 
of having to rely on them because no other options were 
available—a forced adaptation—rather than having benefited 
from connecting to a wider array of support sources. Several 
participants who felt let down by statutory services had been 

unable to find or develop suitable alternatives to care, or new 
ways of coping in the absence of formal help.

“I attempted to download a mental health app, but it 
was free and wanting my information, so I didn’t trust 
it, so I then uninstalled it.” [P27].
“I tried to do [a group] with [a voluntary sector men-
tal health charity] but I just found it really negative. 
I feel maybe the people in the group were maybe in 
quite a significantly worse state possibly or even the 
way the facilitator was structuring it, it just all felt a 
bit doom and gloom. I think I did one and then I left 
it be.” [P41].

Personal adaptation strategies

In addition to seeking external forms of support, some peo-
ple developed new routines in their home life, creative and 
active pursuits, and self-care strategies to cope with daily 
life, adjusting these as the pandemic continued. Participants 
reported adapting their home environment as well as acquir-
ing new pets, which had a positive impact on mental health.

“[The new puppy is] something else to focus on and 
forces me out of the house. So, it definitely was a 
conscious decision in terms of improving my mental 

Fig. 1   Analysis process: three interpretative themes derived from eight descriptive themes, developed from five initial interview descriptive 
themes
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Table 1   Demographic 
characteristics of participants 
(n = 44)

1 LGBQ included: Lesbian (n = 1) Gay (n = 1) Bisexual (n = 5) Pansexual (n = 1)
2 Furloughed: temporarily laid off from work due to the pandemic, with wages still paid in part by a govern-
ment assistance scheme
3 Community Mental health services included: Community Mental Health Team (n = 16) Therapist (n = 5) 
NHS Peer Support Service (n = 1)

Characteristic Category Number (%)

Gender Female 32 (73%)
Male 12 (27%)

Age (years) 18–25 3 (7%)
26–35 14 (32%)
36–45 13 (29%)
46–55 6 (14%)
56–65 3 (7%)
66–75 3 (7%)
Information not available 2 (4%)

Ethnicity White British 24 (54%)
White other 4 (9%)
Mixed/multiple ethnic groups 3 (7%)
Asian/Asian British 6 (14%)
Black/Black British 6 (14%)
Other Ethnic Group 1 (2%)

Sexuality LGBQa 8 (18%)
Heterosexual 30 (68%)
Prefer not to answer or information not available 6 (14%)

Region of UK North (North East, North West, Yorkshire and Humber) 8 (18%)
Midlands (West Midlands, East Midlands) 5 (11.5%)
South (South East, South West and East of England) 5 (11.5%)
London 25 (57%)
Wales 1 (2%)

Urban/rural location City 35 (80%)
Town 8 (18%)
Village 1 (2%)

Employment Full-time paid employment 10 (23%)
Part-time paid employment 10 (23%)
Furloughedb 3 (7%)
Not in paid employment 21 (47%)

Current mental health service use None or on waiting list 13 (29.5%)
NHS Community mental health servicesc 22 (50%)
Crisis house 1 (2.3%)
GP or primary care counselling 5 (11.4%)
Private sector psychotherapy only 1 (2.3%)
Voluntary sector mental health services only 5 (11.4%)

Self-Reported diagnosis Personality disorder 6 (14%)
Mood disorder (depression, anxiety, PTSD) 19 (43%)
Bi-polar disorder 6 (14%)
Schizophrenia/psychotic illness 5 (11%)
OCD 1 (2%)
Not stated 7 (16%)
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health and giving me purpose and structure, which I 
didn't have before.” [P32].

Some participants also described learning through the 
pandemic about how to self-care, with an increased aware-
ness about what helps them to cope.

“It just made me realise that. I always thought I could 
manage without people and you could send me off to 
a little island to go and count penguins or whatever, 
but actually, now, I don’t think I could.” [P30].

Participants frequently observed that lockdown had 
initially led to a welcome relief from personal and social 
pressures to see others, particularly if previous social 
interactions had tended to raise individual anxieties. How-
ever, for some, their loneliness had increased with contin-
ued absence of human contact leading to further feelings 
of isolation, highlighting an often unmet need to interact 
with other people.

Digital connections had been helpful during the lock-
down, and people continued their use of video call plat-
forms, including to speak with friends and family globally.

“A lot of my friends are like scattered around the 
country, or where I grew up or where I studied 
before, so it’s kind of, in a cheesy way, not closer to 
them but it’s been nice to mix the friendship groups a 
bit more and get the home girls together on a Skype, 
which we would normally never do.” [P3].

Some people had become more boundaried and mindful 
about their use of social media, having learned their limits 
in balancing the downsides versus benefits and subsequent 
mental health impacts.

“I have dropped out of social media, so I am hav-
ing less of those surface friendships. More trying to 
focus on the friends that I can see, and that we spend 
time together rather than just commenting on each 
other’s Facebook statuses.” [P19].

Participants also described adapting the degree of in-
person contact in response to the changing guidelines, 
such as forming support bubbles and being able to hug, 
and their positive impacts:

“When we were allowed to form the support bub-
bles, that was really good for me. I was able to start 
going and having lunch with my mum. My mum and 
I formed our support bubble and we started doing 
Sunday lunch again. Every other weekend we were 
doing a movie night. Just things like that, which was 
really lovely, just to be around somebody again and 
actually hug someone…” [P23].

Theme two: accumulating pressures

Participants described feeling mounting pressures caused 
by sustained exposure to the pandemic restrictions, trying 
to manage conflicting needs, and changing personal circum-
stances, as well as the inconsistencies or sudden changes 
they perceived in local and national restrictions. This was 
commonly experienced as a subtle ratcheting of pressure:

“It certainly feels as if there has been a tightening of 
the noose.” [P11].

Changing circumstances

Factors such as changes during the pandemic to the support 
provided by mental health services, people’s social relation-
ships, financial circumstances, and lockdown restrictions 
and government guidance all served to increase pressures 
on some participants. One participant described frustration, 
anticipation, then dismay at trying to re-establish support 
from mental health services.

“I obviously got seen, and reviewed, and then dis-
charged in one appointment.” [P21].

Another participant described no change in contact with 
mental health services or GP as he had been discharged 
before the first lockdown and had not been able to see his 
GP to ask them to follow-up with mental health services.

“I am in exactly the same situation [having been dis-
charged by the community mental health team just 
before the first lockdown]. There has been no develop-
ment with them. I actually don’t even know… I haven’t 
seen my GP to be able to follow that up…I saw him 
just once shortly after the lockdown to do some blood 
tests, but… I think I saw him a couple of times, but 
that was at the very beginning of lockdown and I have 
not seen him since.” [P40].

Another participant reported that their partner was strug-
gling with lockdown and there was a role reversal in sup-
porting them after they had supported her for years: “it’s my 
turn now” [P48]. Others described anxieties resulting from 
increasing financial pressures and a new need to engage with 
the benefits system.

Since the previous set of interviews, a national easing 
of restrictions had enabled many participants to meet up 
with others in-person, and this was felt to have had a posi-
tive impact on mental health. However, many participants 
referred to the emotional impact of changes to the levels of 
permitted contact with family and friends. One interviewee 
described how it felt to have restrictions lifted but then reim-
posed locally:
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“It was good while it lasted. It was very positive to 
be able to see a few people during the time where 
we could. I think it’s more frustrating having had it 
taken away than perhaps if we’d never had it in the 
first place.” [P22].

Trust in the government appeared to have eroded since 
the first set of interviews: many described official guidance 
as illogical, inconsistent and badly communicated. This 
was perceived as anxiety-provoking and left many feeling 
isolated.

“They [the government] increase anxiety, they increase 
my anxiety, they…just keep chopping and changing 
with things, which means that you can’t tell what’s 
good or what’s not. All of their advice seems to be 
conflicting.” [P27].

Despite some participants starting to venture out again 
using public transport following the introduction of legisla-
tion to wear masks on public transport, which supported 
their mental health, other participants reported increas-
ing negative mental health impacts of compulsory mask 
wearing:

“I find that wearing a face mask has a negative impact 
on my anxiety levels…so we are all wearing face 
masks, and my anxiety is actually very bad at the 
moment. In college it’s really bad. Everytime I go to 
talk, I have a panic attack.” [P8].

Conflicting needs

Over time, responding to these pressures created conflict-
ing needs, for example for activity and social contact versus 
minimising infection risks.

“I was very near self-harm. I cannot sit in my flat all 
day on my own. Even if I’m going to die of COVID, I 
have to go out for a bit.” [P6].

Whichever course of action participants decided on was 
seen to potentially threaten mental wellbeing. “I did eat out 
a few times, although, again, it was with caution, and I was 
scared…. I thought, “God, I might just die because of this 
half-price thing.” [P42].

“Sometimes it’s better to be in your bedroom but it’s 
not healthy and I’m losing skills, I’m losing friends.” 
[P48].

Some participants also expressed feeling conflicted about 
whether to access much-wanted mental health support. One 
felt that she was not a priority for help:

“Part of me feels I don’t desperately need it, and also 
I know when things are stretched and at these stress-

ful times there are definitely gonna be so much more 
desperate people that need it way more.” [P4].

Cumulative impact

Participants’ experiences of changes in their mental health 
during the pandemic were not uniform. A few reported 
improvements in wellbeing:

“Luckily, I went into lockdown in like a good place, 
even though I’ve been up and down on lockdown, I 
don’t think it’s been as bad as pre-lockdown.” [P3].

However, many people reported a progressive deteriora-
tion in their mental wellbeing, attributed to factors includ-
ing: lack of contact with family, friends and society; worry 
about loved ones’ health; the absence of support from mental 
health services; frustration over guidelines and others’ non-
adherence to them; and loss of optimism and hope of life 
ever returning to normal. Reported mental health difficulties 
included a worsening of depressive symptoms, paranoia and 
anxiety:

“I’m just getting so depressed. But my mind is getting 
distorted with the horror of this feeling. This feeling 
that I’m completely abandoned and it’s going to go 
on forever. I do feel like I don’t want to live like that.” 
[P6].
“My symptoms have got a bit worse. My paranoia has 
got worse. I can hear people talking about me, and I'm 
sure it's not real.” [P8].

While most participants tried to stay active at the begin-
ning of the first lockdown, many reported leading more 
sedentary lifestyles and hardly going out by the time of 
the second interview. This was exacerbated by pre-existing 
physical health conditions, being hospitalised, and the end 
of the summer season. As a result, many reported that they 
had gained weight or developed bodily aches over the past 
months.

“Well, I put on weight, I’ve been less active and some-
times I have neck and shoulder pain because I’m on the 
computer inactive.” [P48].

Increasing physical health concerns and lack of activity 
could in turn increase feelings of isolation and loneliness, 
increasing the pressures participants experienced.

“I’m losing my mobility, which is absolutely freaking 
me out, because now the loneliness has got worse … I 
can’t walk, and it’s absolutely freaking me out, because 
now I’m really stuck, you know.” [P6].

People described feelings of being in limbo, a sense of 
uncertainty, and frustration from ongoing exposure to the 
pandemic and restrictions, where accumulating pressures 
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increased mental vulnerability, and made it hard to maintain 
hope of life returning to normal.

“ If something negative happens, it’s probably hitting 
me harder than it used to.” [P9].
“But I'm not sure that the outbreak is temporary. I 
think that may be semi-permanent. That's what gets 
me quite scared.” [P11].

Theme three: feeling overlooked

Participants reflected that, as described in the first interview, 
the government’s response to the pandemic lacked consid-
eration of the specific needs of people with mental health 
problems. For people from marginalised communities in 
particular, this compounded a sense of being overlooked by 
government and societal responses to the pandemic com-
pared to the general population.

Mental health not a focus

Several participants felt that the government guidance and 
restrictions did not take account of those with pre-existing 
mental health issues. They expressed the view that this 
blinkered policy-making conveyed a lack of understanding 
of the needs of people with mental health problems that 
heightened the detrimental impact of isolation on these 
groups.

“I think they [policy-makers] get side-lined by COVID 
to the point where they forget that people have mental 
health problems.” [P46].

Participants felt frustrated by apparently mixed messages, 
for example, that it was safe to travel to work or socialise, 
but not to see a mental health professional with infection 
controls in place.

“How comes someone can go to the pub, but I can’t see 
my therapist?” [P4].
“It’s the one thing that has changed in my opinion of 
the government since your last interview, because I’ve 
got angrier at them. So, I am just going with my own 
instincts, going with what the experts are saying.” 
[P27].

Participants voiced frustrations about navigating benefits 
systems for the first time during the pandemic and felt the 
needs of those with mental health problems were not being 
recognised, particularly given the benefits system was per-
ceived as unduly complicated.

“I have been looking into benefits, which has been 
annoyingly complicated. Universal Credit is a mess, 
as far as I can tell, and trying to look at any benefits 
I might be eligible …that hasn’t been good, at all… 

there is a gap there, as far as I can see, for people 
who suffer with mental health problems.” [P26].

Health services hard to access

For some participants, their access to mental health ser-
vices had improved since their first interview. However, 
others felt mental health services were erratic, hard to 
navigate, or not responsive to needs. Lack of investment 
in mental health services was mentioned as something that 
heightened these perceptions. Participants conveyed a per-
ception of a lack of duty of care within the mental health 
system, as well as services not being person-centred, there 
being a lack of options, and a sense of having to fit into the 
service rather than vice versa.

“I need to be speaking to somebody, like a coordina-
tor, who's going to show a bit of compassion, once 
every two weeks, and I'm not getting that. Really, I 
need to see the psychiatrist, and not for it to be open-
ended, when the next appointment is, or if I'm even 
getting another appointment. It needs to be struc-
tured.” [P9].

One participant described how appointments were 
increasingly difficult to arrange:

“In terms of official mental health services, they have 
just not been very responsive or available during the 
pandemic. If I have an appointment with the doctor 
or the psychiatrist, then I know never to cancel those. 
Because they are like gold-dust.” [P35].

For some participants, the groups run by mental health 
services that they attended to support their mental health 
pre-March 2020, had not resumed at the time of the second 
interviews, and others had ongoing difficulty accessing spe-
cific services:

“I have also had a lot of problems with the person-
ality disorder unit. I haven’t seen them face-to-face 
since March, and I have raised it lots of times, over 
and over and over. Although in part that is because my 
care coordinator is working from home, but in part it is 
just because of whatever their own agenda is.” [P44].

There were also difficulties reported in accessing physi-
cal healthcare because of anxiety regarding using pub-
lic transport, and of COVID-19 overshadowing needs for 
appropriate physical health checks. This was particularly 
anxiety-provoking given well-publicised information about 
the extra threat of COVID-19 to those who were overweight, 
had heart disease or diabetes, and the impact of lockdown 
on general health, for example, reduced exercise and weight 
gain experienced by some participants.
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Cultural needs unheeded

Some participants expressed perceptions of shrinking emo-
tional and practical support systems within their community. 
Participants thought the government overlooked the reli-
gious needs of groups such as Muslims, particularly in its 
handling of restrictions over Eid. This was felt to impact on 
the mental health of those communities specifically, given 
the value placed by the Muslim community on the support 
inherent to gathering together at Eid.

“For example, Eid, because of being Muslim. We have 
had two Eids now, where we couldn't even celebrate 
them together. Waiting the night before the second Eid, 
to find out whether we would be allowed or not… I 
think, on the government's part, that was really unfair. 
If it had been Christmas Eve, I don't think they would 
have left it so late, put it that way.” [P23].

Economic and digital needs overlooked

The financial impact of the pandemic was seen more clearly 
in these follow-up interviews for people living on low 
incomes. Issues related to not being able to pay rent or hav-
ing insecurity over work and finances was a major cause of 
anxiety for individuals.

“And it has sort of got to the point where I can’t pay the 
rent in its entirety until l get my next pension amount. 
And then when I take that money out of the pension, 
I am stuffed for the next lot because it is just a self-
perpetuating shortage.” [P13].

The government’s reliance on digital access to food, edu-
cation, and social connections was felt to ignore those digi-
tally excluded through poverty or age group due to a lack of 
access to equipment or the skills to use it. Older populations 
felt particularly left behind by the quick transition to online 
services.

“And then you've got internet poverty and not having 
the right equipment or having the right speed or having 
the right tech and stuff like that.” [P17].

Discussion

Main findings in context

Our findings highlight the particular and ongoing strug-
gles of those with pre-existing mental health problems 
during the COVID-19 pandemic, and the degree to which 
they felt forced to adapt to the lack of services available to 
address their mental health needs. These findings highlight 
the challenges for healthcare services and service users in 

maintaining access to physical and mental healthcare, and 
people’s experience of reduced access to social support and 
economic opportunities. The accumulation of pressures 
which many participants described represents a very clear 
threat to mental health, which could worsen existing mental 
health problems. The sense of injustice and abandonment 
conveyed by participants in feeling their needs were over-
looked by policy-makers at all levels was an added burden.

To our knowledge no other longitudinal qualitative stud-
ies have probed the impact of the pandemic and its accom-
panying restrictions on people with pre-existing mental 
health conditions. Other UK qualitative studies have identi-
fied similar themes of disruption to mental health services 
and the personal difficulties created for people with men-
tal health conditions by ongoing uncertainty and a sense 
of lack of control [13]. However, our longitudinal study is 
able to explore more explicitly how experiences of the pan-
demic changed for individuals over time. Finding new ways 
of coping with the change to circumstances caused by the 
pandemic and lockdown was described: for instance, getting 
a pet, reducing social media use after noting its negative 
effects during early lockdown. Participants reported how, 
even where circumstances remain unchanged during the pan-
demic, the impact for the individual may increase over time: 
for example, with ongoing unresponsiveness from health 
services or financial pressures. For some, ideas for possible 
sources of support were exhausted during the pandemic, 
for example where a voluntary sector group was found but 
proved unsatisfactory, or an appointment with mental health 
services arrived, but only led to discharge from care. Partici-
pants described the emotional toll of repeatedly needing to 
adapt to changing pandemic circumstances or government 
guidance, and of the increasing sense that the pandemic 
could go on indefinitely. All of this led for some to reduced 
perceived capacity to cope with day-to-day challenges of life 
generally, and a sense of pressure ratcheting up over time.

These cumulative impacts over time are reflected in the 
differences between themes from our first interviews paper 
[12] and the follow-up interviews reported in this paper, 
where disconnection and isolation, concerns about physical 
health and care, and perceptions of policy-makers all war-
ranted separate themes. For many however, changes over 
time in experience of the pandemic were more about the 
degree of impact than very different experiences compared 
to the first time we spoke to them, reflected in our inter-
pretative themes. These highlight that variation in people’s 
adaption to the pandemic situation, accumulating pressures 
and sense of unequal impacts for some had all became more 
marked by the time of the follow-up interviews.

Our findings can also be triangulated with findings from 
quantitative studies of the general population: for instance, 
a longitudinal survey of the UK population, which found 
less favourable depressive symptom trajectories in people 
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with pre-existing mental and physical health conditions [19]. 
The longitudinal UK survey also found that, for the general 
population, elevated levels of anxiety and depression at the 
start of the pandemic then reduced during the first 20 weeks 
of national lockdown, during the period covered by our 
study [11]. This contrasts with our findings of accumulating 
pressures and a deterioration in mental wellbeing for many 
participants at follow-up. It suggests the experience of the 
pandemic might be markedly different and more challeng-
ing for many people with existing mental health conditions, 
compared to the general population.

Participants’ experiences in our study were varied. While 
they were negative for many, some people developed per-
sonal adaptation strategies and located new sources of sup-
port. Some people reported benefits during lockdown from 
reduced social contact and pressures. This mixed picture 
has also been reported in other qualitative studies during the 
pandemic: of older adults, where some participants mourned 
the loss of 'normal life’ and the activities that normally pro-
tected their wellbeing, whilst others reported that the slower 
pace of life was protective of mental wellbeing [20]; and 
of people with mental health problems [13]. In our study, 
these positive experiences of the pandemic and lockdown 
were only reported by a small minority of participants. For 
most people, the adjustments were experienced as a forced 
adaptation, due to having so few other options available.

Strengths and limitations

By following up participants from our earlier interview study 
[12] we addressed a gap in the literature providing a longitu-
dinal exploration of the impact of the pandemic beyond the 
first UK lockdown on people with pre-existing mental health 
conditions. Our work provided critical detail and depth to 
complement the findings of longitudinal national surveys, 
gaining a rich understanding of the specific issues affecting 
people with mental health problems. The purposive sam-
pling we used for our original interview sample achieved 
a diverse participant sample, and the uptake of follow-up 
interviews was high (44/49; 90%). The experiences of people 
in a range of ethnic groups were thus well represented. This 
is important due to the unequal mental health impacts of 
the pandemic on people from minority ethnic groups [21]. 
We also over-sampled people identifying as from a sexual 
minority: 18% compared to the national proportion of 4% 
[22]. Our sample was drawn from a wide geographical area, 
but will have under-represented the digitally excluded, and 
over-represented people living in urban areas (and London in 
particular). We included people with a broad range of mental 
health conditions and who were supported in various health-
care settings. One further limitation of this paper is that the 
breadth of issues covered prevented an in-depth exploration 
in this paper of specific issues encountered by ethnic and 

sexual minority groups, or groups defined by specific mental 
health problems.

Using peer interviewers, who shared with participants 
a first–hand experience of a mental health condition, may 
have encouraged trust and empathy, contributing to our high 
response rate for the follow-up interviews. Our coproduced, 
participatory approach to collecting and coding data meant 
that our analysis, much of which took place through regular 
team discussions, reflected a range of perspectives and expe-
riences. Team discussions allowed researchers to question 
each other’s decisions about within which theme specific text 
was best located, and about the need for proposed additional 
themes. Group reflective space meetings allowed LERs to 
reflect on their personal response to the interviews and how 
this might be affecting their coding of the data. Our trans-
parent approach to coding is demonstrated by presenting 
our initial framework of eight themes, and how we derived 
three over-arching themes from this starting point. Our cod-
ing and development of themes sought to describe changes 
over time and developments in people’s experience of and 
reaction to the pandemic since the first set of interviews. We 
recognise, however, that some participants perceived little 
change during the period covered by these two studies, and 
this continuity has been less fully described in our results.

This study was supported by funding for the NIHR Men-
tal Health Policy Research Unit, and emerging findings were 
reported back to national policy-makers during the course of 
the research. A 3-month follow-up period between first and 
second interviews was chosen to provide timely evidence 
about ongoing experience and changes in experience of the 
pandemic for people with existing mental health conditions, 
at a time when the overall duration of the pandemic was 
uncertain. Participants’ recall of changes in their experience 
over 3 months is likely to be fuller and more accurate than 
for a longer period; however, the 3-month follow-up did 
not allow us to explore longer-term experiences or people’s 
experience of the pandemic period as a whole. Our inter-
views were only able to provide a perspective on experiences 
of the pandemic up to October 2020: people’s experiences 
and responses are likely to have changed further since then, 
particularly with the reinstitution of national lockdowns in 
England in November and December 2020. The geographi-
cal diversity of our sample complicates the process of locat-
ing these experiences in context, as participants were expe-
riencing different degrees of local lockdown at the time of 
interview.

Clinical and policy implications

Our research study presents policy-makers and commis-
sioners with a valuable needs assessment for this vulnerable 
group, suggesting that it is unsustainable to expect people 
to rely almost solely on digital resources (online support 
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groups, digital forums, social media, apps), voluntary sec-
tor support, religious communities, or self-care to man-
age mental health conditions which predate the pandemic. 
Whilst some had found these new sources of support accept-
able, more had found a forced adaptation to these resources 
inadequate. Even in our study sample, which will not have 
included the most digitally excluded, tele-mental health care 
was problematic for some, due to lack of necessary equip-
ment and connectivity, or lack of appropriate privacy in their 
home environment.

Our work shows that policy-makers and service planners 
need to prioritise maintaining and optimising access to men-
tal and physical health care for people with existing mental 
health conditions, as this was a concern expressed by our 
interviewees. This will require initiatives to address digital 
exclusion of those with mental health problems and optimise 
the implementation of tele-mental health care, as advocated 
in national policy guidelines [23, 24]. It may also require a 
more proactive approach to maintaining safe face-to-face 
assessment and treatment of mental and physical health dur-
ing the pandemic and beyond, as well as better initiatives to 
address social connectedness. Voluntary sector organisations 
and local community groups may be well-placed to provide 
agile, bespoke responses to developing local needs [25] but 
are also often constrained by social distancing and online 
capability and may find it hard to access or retain funding 
during periods of economic uncertainty [26]. The impact 
of COVID-19 and pandemic restrictions on people with 
mental health problems might be regarded as a civil rights 
issue [27], requiring governments to focus their resources on 
redressing the inequalities and compounding intersectional 
inequalities we observed.

Further research

With virus mutations, and despite the roll-out of the vac-
cination programme internationally, further waves of infec-
tion and cycles of restrictions are possible. These, together 
with its long-term economic impacts, suggest the pan-
demic is likely to have sustained and potentially increas-
ing mental health impacts [1]. Therefore, further qualita-
tive research, including longitudinal follow-up studies, is 
needed to understand people's developing experiences over 
time and the challenges they are facing. This should include 
a focus on specific groups among those with mental health 
conditions whom we identified as feeling overlooked and 
facing challenges, including the digitally excluded, people 
with comorbid physical health conditions, and people from 
minority ethnic communities. Understanding people’s cop-
ing responses to the pandemic and how these may help or 
hinder wellbeing over time is also of high importance: ongo-
ing cohort studies can help identify predictors of worsening 
mental health problems during the pandemic [28]. Further 

quantitative work using anonymised health records can help 
identify key correlates of access and inequalities in access 
to mental health care. Emerging findings [29] indicate a 
widespread shift to remote consultations and a reduction 
in access to community mental health crisis care during the 
early months of the pandemic, and this is likely to have an 
unequal impact, worsening health inequalities.

Conclusions

As the COVID-19 restrictions continued throughout 2020, 
our longitudinal follow-up of a UK sample of people with 
mental health problems describe a ‘tightening noose’ of 
pressures and the restrictions on access to formal and infor-
mal support sources, and the impact of these pressures on 
people’s pre-existing mental health difficulties. Despite 
being forced to find ways to adapt to COVID-19 restrictions, 
both during lockdown and in the period after this, many par-
ticipants in our study reported struggling to cope and a dete-
rioration in psychiatric symptoms. Policy responses should 
seek to optimise tele-mental health, to offer personalised 
options for care delivery that meet people’s needs and prefer-
ences, and strategies to reduce digital exclusion, including 
alternatives to remote healthcare where required. Our study 
suggests the need to reach and adequately support further 
marginalised groups who are at risk of increased inequali-
ties and maintain crucial mental and physical healthcare and 
social care for people with existing mental health conditions, 
notwithstanding the logistic and financial challenges of the 
pandemic.

Lived experience commentary

The use of Lived Experience Researchers and a participatory 
approach brings this research closer to the ideal of co-pro-
duction, although ultimately this would include equal power 
sharing, including the budget, research question, design, and 
Primary Investigator role.

This study highlighted the vulnerability of people liv-
ing with mental health challenges, especially when faced 
with calamities, such as the COVID-19 pandemic. We are 
disturbed by the extent to which access to mental health 
services was side-lined, whilst priority was given to the con-
tainment of COVID-19. ‘No Health Without Mental Health’ 
was very easily forgotten.

The research highlighted the wide range of responses to 
this. Deeper research may be needed to understand variation 
in people’s experiences and coping responses. People with 
mental health conditions are not a homogenous group: it is 
important that we are not treated as such. Although some 
interviewees succeeded in finding alternative forms of sup-
port during the pandemic, this should not be interpreted as 
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people being able to find their own way. Not everyone has 
the capacity to hunt for alternatives, and substitutions could 
not necessarily be found. Available alternative support may 
not be evidence based, sustainable or affordable. Further-
more, a trial-and-error approach could lead to experiences 
which are damaging.

A strength of the research was the active recruitment of 
respondents from Black, Asian and minority ethnic (BAME) 
communities, who are often excluded from research. We 
echo this paper’s recognition of the role of these communi-
ties and faith groups, and encourage policy-makers to work 
closely with such groups to ensure public health initiatives 
truly meet their needs.

The sum personal impact of care disruptions is yet to be 
seen; however, this study suggests there may be prolonged 
and potentially permanent effects arising from an intersec-
tional carbuncle of factors. These need particular attention 
once normal health services resume. We urge health and 
social care services to set up a robust and holistic plan to 
attend to those who have been overlooked during the pan-
demic, especially the digitally excluded who were under-
represented in this study.

We support the paper’s recommendations and would wel-
come further co-designed qualitative research beyond the 
easing of the COVID-19 restrictions.
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