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Abstract

Purpose Research is beginning to quantify the impact of COVID-19 on people with pre-existing mental health conditions.
Our paper addresses a lack of in-depth qualitative research exploring their experiences and perceptions of how life has
changed at this time.

Methods We used qualitative interviews (N =49) to explore experiences of the pandemic for people with pre-existing mental
health conditions. In a participatory, coproduced approach, researchers with lived experiences of mental health conditions
conducted interviews and analysed data as part of a multi-disciplinary research team.

Results Existing mental health difficulties were exacerbated for many people. People experienced specific psychological
impacts of the pandemic, struggles with social connectedness, and inadequate access to mental health services, while some
found new ways to cope and connect to the community. New remote ways to access mental health care, including digital
solutions, provided continuity of care for some but presented substantial barriers for others. People from black and ethnic
minority (BAME) communities experienced heightened anxiety, stigma and racism associated with the pandemic, further
impacting their mental health.

Conclusion There is a need for evidence-based solutions to achieve accessible and effective mental health care in response
to the pandemic, especially remote approaches to care. Further research should explore the long-term impacts of COVID-19
on people with pre-existing mental health conditions. Particular attention should be paid to understanding inequalities of
impact on mental health, especially for people from BAME communities.
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Introduction
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‘lockdown’. Like previous pandemics [1], COVID-19 has
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communities have been found to have higher rates of hospi-
talization and mortality from the virus in the UK and USA
[5, 6], with higher levels of socio-economic disadvantage in
different Black and ethnic minority communities potentially
contributing to an increased risk of infection [7]. Impacts
on mental health may also be unequal. Living in poor hous-
ing during extended spells of ‘lockdown’ has been associ-
ated with greater levels of depression [8]. In a UK survey,
respondents from different Black and ethnic minority com-
munities were most likely to report that financial worries
and problems with housing and employment were having
a negative impact on their mental health as a result of the
pandemic [9].

An evidence synthesis from the earliest phase of the
pandemic [10] suggested that many people with existing
mental health conditions experienced increased difficulties
regarding loneliness and isolation, loss of routine, conflicts
and abuse within the family including domestic violence,
lack of access to services, challenges with the transition to
remote care, and infection control in inpatient environments.
People with existing mental health conditions may be more
adversely affected by the pandemic than the general popula-
tion, with higher rates of COVID-19 infection and concerns
that factors such as comorbidity and substance use may
increase susceptibility to a severe illness course [11]. An
Australian survey found that people with self-reported mood
disorder experienced higher levels of psychological distress
and adverse changes to lifestyle as a result of the pandemic
than individuals reporting no mental disorder [12].

Mental health services face increased demand as a result
of the pandemic [13] in the challenging context of reductions
in capacity and the requirements of infection control and
safe service provision [14, 15]. A survey of 2,180 mental
health staff in the UK [16] found infection control and lack
of meaningful activity for service users were major concerns
for inpatient and residential settings, while staff in commu-
nity services typically struggled with rapid adaptation to
new ways of working, including remote care, and lack of
other community and voluntary sector services to refer into.
Increased workload, introducing telehealth technologies and
altered patient/provider interactions have been identified as
key challenges by US mental health staff [17]. Increased use
of individual self-management strategies has been reported
by people with mental health conditions (such as engaging
in purposeful creative or relaxing activities, keeping journals
or using mindfulness or meditation); as has increased use of
peer or community support [10]. However, the lived experi-
ence commentary to this paper (provided below) questioned
the sustainability of such self-management strategies, in the
continued absence of formal support.

To help understand and address these challenges, rapid
and collaborative mental health research has been called
for [18]. People living with mental health difficulties have
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been active in writing personal accounts of the pandemic
[19]. However, very little work has systematically investi-
gated the views and experiences of the pandemic of people
already living with mental health conditions and receiving
mental health care. This perspective is crucial to inform the
immediate and ongoing mental health service response to
COVID-19. Our study addresses these needs for knowl-
edge by exploring the experiences of a range of people with
pre-existing mental health problems during the COVID-19
pandemic.

Methods
Study design

We used a participatory, coproduction approach to conduct-
ing a qualitative interview study [20]. Coproduction of quali-
tative research has been described as enabling shared deci-
sion-making, alongside reflection on the interpretive process,
across researchers working from experiential, clinical and
academic perspectives [21]. The longstanding tradition of
community participatory research encourages community-
based researchers to actively use their lived experience in
shaping the research process [22] and can attend to health
inequalities through embedding cultural context into the
research [23]. In our study, in keeping with a community
participatory approach, lived experience researchers (LERs)
with personal experience of mental distress and membership
of service user or community organisations were encour-
aged to actively use this personal experience to inform
their approach to interviewing and analysis. Methods were
adapted to respond to the challenges of working remotely
during the pandemic.

Ethical approval for a study focusing on loneliness was
obtained from the UCL Research Ethics Committee on
19/12/2019 (Ref: 15249/001). An amended topic guide
covering experiences of COVID-19 was approved on
04/05/2020. Findings relevant to experiences of the pan-
demic are reported in this paper.

Team

The fifteen authors met weekly to manage the project
and collectively wrote this paper. This group included six
researchers who worked from a lived experience perspective,
and ten (including three clinical academics) who worked
in university research staff roles from a range of discipli-
nary perspectives. Twelve authors were women and three
were from different Black and ethnic minority community
backgrounds. Eight additional LERs, together with five LER
authors, contributed to developing topic guides, conducted
all interviews and undertook initial coding of interviews.
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All 13 LER interviewers had personal experiences of using
mental health services and/or mental distress. Of these
13 LER interviewers, three were employed in university
research roles; others were members of research advisory
groups and had honorary research contracts with Univer-
sity College London. Eleven of the LER interviewers were
female and five came from different Black and ethnic minor-
ity backgrounds.

Sampling and recruitment strategy

The study population was adults who self-identified as hav-
ing had experiences of mental health difficulties that pre-
ceded the pandemic. We sampled purposively to achieve
diversity regarding participants’ diagnoses, use of mental
health services, and demography regarding age, gender, eth-
nicity and sexual orientation, and from rural and urban areas.
We reviewed our sample during the recruitment and targeted
further recruitment to ensure diversity.

To reflect the experiences of a broad range of people with
pre-existing mental health conditions, we aimed to recruit a
large qualitative sample of 40-50 participants. We recruited
through community organisations, mental health networks
and social media. To achieve an ethnically diverse sample,
we approached community organisations working specifi-
cally with different Black and ethnic minority communi-
ties in South London, using targeted recruitment materials
and images (e.g. with culturally-specific images). A list and
brief description of organisations contacted during recruit-
ment to this study is provided in the Data Supplement (DS3).
Researchers responded to potential participants to check
eligibility, provide a participant information sheet, answer
questions and set up interviews, where informed consent
was given.

Data collection

Interviews were conducted between 18th May and 8th July
2020 by LERs using videoconferencing or freephone options
within the Microsoft Teams application, with a second study
researcher present to support recording and saving the inter-
view in password protected university files. Audio-recorded,
verbal informed consent was taken before the interview. We
developed and used a semi-structured interview schedule,
building on a previous study on loneliness and informed by
emerging literature on COVID-19 and mental health [10,
16], and lived experience within the research team. Questions
explored experiences of the pandemic, including its impact
on people’s mental health and mental health care. The study
team developed a guide to online and telephone mental health
resources from national and local organisations, which was
shared with all participants to provide signposting to support

following the interview. Participants were offered a supportive
follow-up telephone call or e-mail.

Training for all LERs was provided by university research-
ers (authors BLE, EP, AP, MB) through an online workshop. A
weekly lived experience reflective space provided LERs with
emotional support and space to discuss the research process,
peer-facilitated by four experienced LERs.

Analysis

We sought to integrate experiential knowledge into the inter-
pretive process. Following an online training session delivered
by members of the study team, nine LERs each undertook a
preliminary analysis of an interview they had conducted using
general principles of thematic analysis [24], listening back to
recordings and each proposing a maximum of five emerging
thematic ideas per interview onto a coding matrix, capturing
interviewees’ experiences of mental health and COVID-19.

Through online workshops, we produced a preliminary
coding framework, refining and amalgamating thematic ideas
from individual matrices where these were meaningfully
similar while retaining idiosyncratic thematic ideas (not ech-
oed in other LERS’ proposed themes) identified within the
completed coding matrices, or in subsequent discussion at the
online workshops. LERs used the preliminary framework to
code all interviews, listening back to interviews and chart-
ing quotes and analytical memos, and adding new themes or
sub-themes with illustrative quotes to the framework where
considered necessary. At a further workshop, we finalised the
framework, adding and modifying themes as necessary. The
interview themes were thus all developed inductively by the
LER interviewers and analysis group, but at the second, main
coding stage, LERs coded interviews with reference to a pro-
visional thematic framework developed at the previous stage.

Results were produced through an iterative process of
analytical writing [25, 26], with university researchers and
LERs working together in small groups to write analytical
narrative around exemplary quotes, before refining each
theme through team discussion and rewriting.

Role of the funding source

The study sponsors had no role in study design; in the col-
lection, analysis, and interpretation of data; in the writing
of the report; and in the decision to submit the paper for
publication.

Results

We recruited 49 people: most (69%) were female, 78% were

age 25-54 years, and two-thirds (69%) identified as hetero-
sexual. A majority (53%) were White British, with Black/
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Black British (14%) and Asian/Asian British (12%) the next
most represented ethnic groups. Just over half (53%) lived
in London. The majority (76%) reported current or recent
mental health service use. See Table 1 for full details.

Five key themes were identified, each with inter-related
subthemes. An analytical summary of each theme is reported
here. A description of the analytic framework, generated by
our co-produced analysis process, and additional illustrative
quotations can be found in the supplementary material.

Impact of COVID-19 on everyday life and mental
health

Lockdown affected participants’ home life, employment
and finances. Difficulties included access to essential goods,
services, healthcare and leisure activities, and maintaining
social distancing. Several people described how their exist-
ing mental health difficulties made these challenges more
worrying or harder to manage.

Food shopping, being able to get stuff online was diffi-
cult. I don’t drive so [this] was hard. My social anxiety was
going up so it affected me going out for food or anything
else [P32].

Lockdown increased the extent and frequency of contact
with other confined household members, which for some
explicitly contributed to a deterioration in mental health.

There’s eight of us in a two-bedroom house which isn’t
easy... Since lockdown, everything has been contained to
within the home. My mental health condition is worsened
[P17].

Those in work described difficulties getting equipment
for remote working or, for one person with physical disabili-
ties, necessary workspace adaptations. Disruption to work or
studies reduced people’s independence and caused financial
hardships, which affected their mental health.

The biggest impact [was] almost certainly going bank-
rupt. Trying to live on universal credit [P14].

Impact of changes to mental healthcare

Reductions or disruption to mental healthcare were directly
worrying to participants. The negative impact was exac-
erbated for some participants by perceived unfairness or
lack of concern or adequate communication in how these
decisions were made. The nature of support from services
changed substantially for many; for instance with the switch
to remote care or the environment within services due to
covid safety restrictions. Adapting to these changes was
challenging for many. Some participants sought alternative
sources of support in response to reduced NHS care pro-
vision, often in the voluntary sector or local community:
for some, these new sources of support were a positive
development.

@ Springer

Some participants described how mental health services
seemed slow to adapt and offer support during COVID-
19, especially where they thought service provision was
already limited. They reported issues with continuity of
care (e.g. access to medication, cancelled appointments),
not getting treatment as usual, service changes, and a feel-
ing that professionals were firefighting rather than provid-
ing planned care. Some felt they were missing out on care:

Lockdown has made me feel very angry. I feel the
professionals have used it as an excuse to stop offering
appointments [P4].

I was seeing her every week and it’s been cut to every
3 weeks [by telephone] [P25].

Some noted a lack of communication from services,
which caused anxieties about if and when support would
be available. One participant worried that if they were not
proactive their care would be discontinued:

I’'m really worried that if I don’t ring them, they will
perceive me to be fine and discharge me ... so I need to
ring them and remind them I'm still here and need sup-
port [P21].

Another participant described how the impact of the pan-
demic on the psychiatric ward environment became an acute
source of distress:

The ward was really hectic. One day they were discharg-
ing everyone, then the next day the consultant came in wear-
ing scrubs ... [it] felt a really scary place, I felt unsafe, really
wanted to be at home... there was fear on the ward [P42].

Community mental health services started to offer remote
support by telephone, text and online. This could involve
multiple changes to how care was provided, each requiring
time to adjust and adaptation from participants, e.g. from
face-to-face care, to text or telephone care, then to video
calls. While one participant shared a positive experience,
others found the level of care deteriorated:

I had full length appointments with my care co-ordinator
over the telephone throughout and they are keeping it really
consistent. Every week [P44].

She did text me few times, we keep conversation texting,
but it is not good enough really [P48].

For some people remote support was challenging, because
of their mental health, other conditions, or lack of access to
technology:

For my paranoia, it [video calls] makes it worse, so I tend
not to do them [P17].

Privacy could be problematic when attempting to access
therapeutic support at home, as not everyone had access to
a private space where they could guarantee not being inter-
rupted or overheard:

I was wary about having my telephone appointment with
my psychiatrist over the phone, because of my family situa-
tion ... I don’t talk much about my mental health with them
and it was harder talking from home [P17].
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Table 1 Characteristics of
participants (N=49)

Characteristics Category Number (%)
Gender Female 34 (69%)
Male 15 (31%)
Age 18-24 2 (4%)
25-34 15 (31%)
35-44 12 (24%)
45-54 11 (22%)
55-69 3 (6%)
>70 4 (8%)
Information not available 2 (4%)
Ethnicity White British 26 (53%)
White other 5(10%)
Mixed/multiple ethnic groups 4 (8%)
Asian/Asian British 6 (12%)
Black/Black British 7 (14%)
Other ethnic group 1 (2%)
Sexual orientation LGBTQI* 9 (19%)
Heterosexual 34 (69%)
Prefer not to answer or information not available 6 (12%)
Region of UK North (North East, North West, Yorkshire and Humber) 9 (18%)
Midlands (West Midlands, East Midlands) 6 (12%)
South (South East, South West, East of England) 7 (14%)
London 26 (53%)
Wales 1 (2%)
Urban/rural location City 38 (76%)
Town 9 (18%)
Village 2 (4%)
Employment Full-time paid employment 9 (19%)
Part-time paid employment 11 (22%)
Furloughed® 4 (8%)
Not in paid employment 25 (51%)
Current mental health service use None (n=09), or on waiting list (n=3) 12 (24%)
NHS community mental health services® 23 (47%)
Inpatient services? 3 (6%)
GP or primary care counselling 5(11%)
Private sector psychotherapy only 2 (4%)
Voluntary sector mental health services only 4 (8%)
Self-reported diagnosis Personality disorder 6 (12%)
Mood disorders (depression, anxiety, PTSD) 23 (47%)
Bi-polar disorder 5 (10%)
Schizophrenia/psychosis 7 (14%)
Other (addictions, suicidal thoughts, OCD) 3 (6%)
Not stated 11 (22%)

LGBTQI included: gay (n=1), lesbian (n= 1), bisexual (n=6), pansexual (n=1)
®Furloughed: temporarily laid off from work due to the pandemic, with wages still paid in part by a govern-

ment assistance scheme

“Community mental health services included: community mental health team (n=18), reablement team
(n=1). Therapist (n=2), NHS peer support service (n=2)

dInpatient services included: acute inpatient ward (n=2), crisis house (n=1)
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Some sought help from other sources, including phone
calls with their General Practitioner (GP), or turned to the
voluntary sector for support that participants felt statutory
services were not offering. These new sources of support
were often valued, and for a few, even preferred:

I was supposed to receive 1:1 person-centred counsel-
ling but I got the appointments with the charity and I would
rather have it with them [P34].

Psychological impact

Wide variation in the impact of COVID-19 on an individu-
al’s mental health was reported. Many described a decline
or large fluctuations in mood resulting both from direct
concerns about infection risk and physical health; and from
subsequent impacts of lockdown and the response to the
pandemic. These include loss of social contact and support
resulting in isolation and loneliness; loss of access to usual
activities or ways of coping resulting in a loss of purpose;
stressful practical challenges such as overcrowded housing
or loss of employment, and for some, the experience of stig-
matising reactions from others. Confusion about government
guidance regarding lockdown and distancing also prompted
anxiety or anger for some participants.

Loss of structure and routine ways of managing mental
health difficulties were reported by many.

Before the coronavirus, the gym became my life and went
there 3, 4, 5 times a week and was my structure...it helped
me cope with my isolation ... with coronavirus, it removed
my structure. Just gone. And I don’t function well like that
[P6].

Some people reported anxieties about lockdown easing
and life returning to ‘normal’:

It’s spiked my anxiety thinking that things are going to
get back to normal and it’s a bit soon ... People are kind of
acting like it’s over and that just makes me incredibly nerv-
ous going outside [P26].

There was no clear pattern associated with the diagnosis.
Participants described the negative impact of living with
specific conditions and how this intersected with associated
symptoms:

It’s kind of impacting on ... hearing voices and stuff ... 1
can’t escape them, can’t go out really just to kind of get like
fresh air and clear my head, and I think kind of ruminating
thoughts that I guess you’d describe as paranoid thoughts
have been getting a bit worse since the lockdown [P20].

Some people described a positive impact on their mental
health; lockdown provided a relief from external pressures,
allowed enjoyment of a quieter world, while slowing down
helped ‘contain’ mental health symptoms and provided
more time for activities and self-care. Some participants
had adapted and developed coping strategies. There was
also optimism and hope, with some reporting that they had
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valued trying new activities or ways of connecting with peo-
ple and hoped to maintain this:

[I've] been doing gardening, colouring in, and exercise in
last couple of weeks. And also, weekly catch-up with friends,
have set it as every Wednesday evening so is good to have
something to look forward to [P32].

Relationships and (dis)connections

Participants experienced changes to relationship dynamics
due to lockdown: changing caring responsibilities, parenting
new babies and home-schooling children alone; and anxi-
ety around bringing the virus home to at-risk family mem-
bers. Lockdown tended to push families towards extremes;
some moved in together while others reduced contact with
relatives they did not live with. Sense of connection with
families, friendship groups and the wider community varied
among our participants, but both disconnection from sup-
portive family and friends, and enforced closer contact with
others within a household heightened existing mental health
difficulties for some.

Lack of regular social interaction from going to famil-
iar community venues also increased anxiety and feelings
of isolation. For some, existing therapeutic relationships
were lost, either because the lack of privacy at home meant
therapy was discontinued, or through losing informal peer
support from friendships formed within services:

I've really missed ... seeing the friends that you make
through the [therapy] groups, other people that have got a
mental health illness [P12].

Like the general population, participants connected in
new ways during the lockdown. Online communication
seemed particularly useful for various faith and community
groups:

I’m part of a gay man’s community... and have created an
online event for men to get together... we are talking about
and planning on meeting in person in the future [P40].

Some people’s difficulties prevented online connection,
especially video calls which two participants said triggered
paranoid thoughts. Most interviewees reported increased
loneliness that affected their mental health, even if living
with others. Some felt touch deprived [P40]; others noted
that imposed isolation could be frightening or lonely in a
way that chosen solitude was not. Some found it hard to
discuss their problems during a universal crisis:

I couldn’t talk to anyone about my personal problems in
full because everybody was coming with their own problems.
Everybody, my social worker was feeling the pressure and
everyone else I knew [P48].

Some benefited from increased support from family mem-
bers spending more time at home or from new connections
made:



Social Psychiatry and Psychiatric Epidemiology

There’s people coming up and down my road all the time.
1t’s really nice to see so many people ... People have been a
lot more neighbourly and, you know, communicating [P25].

However, while some formed new relationships through
the weekly ritual of the communal ‘Clapping for Carers’
that took place from March to May 2020 in the UK, oth-
ers found the ‘blitz’ spirit rhetoric hollow alongside long-
standing social divisions:

There have always been elderly people, and people with
mental and physical health difficulties struggling ... why are
we only taking it seriously now? [P4].

Unequal impact

Some participants explained how many of the impacts were
exacerbated or felt unequally in relation to their race, culture,
socioeconomic status or disability. These additional impacts
were reported in relation to the response of families, com-
munities and society, and mental health services. Feelings of
isolation and disconnection were intensified because partici-
pants were no longer able to connect with the community in
ways which previously supported their mental health. Some
highlighted the impact of racism and stigma, noting that
lockdown coincided with the Black Lives Matter protests of
May 2020 and the increased media focus on systemic rac-
ism. Participants explained that increased risks in relation
to COVID-19 for people from different Black and ethnic
minority communities intensified their fears and anxieties:

With the news that people from Black and ethnic minority
communities are more likely to get it, and die from it ... a
fear of a lot of people has been that we’ll go into hospital,
and they’ll look at me and say ‘you’re not really worth that
much, and we just won’t give you a ventilator if we don’t
have enough’ [P17].

Some participants from different Black and ethnic minor-
ity communities told us they had experienced increased rac-
ism and these experiences increased feelings of worthless-
ness and anxiety:

People have been rude and nasty, they think they will
catch it if they stand next to you ... I was already in that
margin of people who were stigmatised, and now we are all
stigmatised [P17].

For one participant this had a profound effect on her men-
tal health as it triggered past memories of discrimination
[P37] and reminded her of previous trauma.

Being in lockdown with family or close community posed
a challenge where people felt their mental health problems
were not understood. They felt judged and stigmatised by
relatives and community, and without usual support from
services this compounded feelings of disconnection and
worsened mental health problems. The intersection of men-
tal health difficulties with specific religious needs intensified
some impacts. One Muslim participant moved in with family

during lockdown but was on a specific medication timetable
so had to get up while fasting family members slept, exacer-
bating the tensions of close-quarters living.

The shift to remote services and online therapy was a bar-
rier for several participants as their disabilities or finances
limited access to technology. Lack of privacy further exac-
erbated tensions in families where mental illness was not
accepted. A few participants noted that services were not
culturally competent and did not account for the impact that
race and culture would have on individuals during COVID-
19, thus limiting access to appropriate support:

They didn’t have cultural training, wasn’t their fault, but
it felt alien to me ... we live in a multi-cultural Britain ...
there should be more representation in services [P4].

The restrictions on activity during lockdown and the
impact on health services exacerbated the mental health
impacts of COVID-19 for those with co-occurring physical
health issues, especially those with life-threatening condi-
tions who had their treatment suspended:

I have a physical health condition as well as mental
health, but I still used to try and get out as much as I could
... I find it really hard not to do the things that were part of
my routine [P23].

Discussion
Main findings

Our study identified five themes describing the experiences
of people with pre-existing mental health difficulties dur-
ing the COVID-19 pandemic. These captured difficulties in
coping with day-to-day functioning, specific psychological
impacts of the pandemic, struggles with social connected-
ness, inadequate access to mental health services, and an
unequal impact of the pandemic, disproportionately affecting
people who were already disadvantaged or from particular
social groups, including people from different Black and
ethnic minority communities. Findings convey a sense that
these factors had exacerbated existing mental health difficul-
ties for many during the lockdown. For some individuals,
aspects of their mental health improved in the absence of
some of the stressors of pre-pandemic life.

People with pre-existing mental health conditions expe-
rienced serious disruption to their access to, and the qual-
ity of, mental health care as a result of the pandemic. The
opportunities and challenges of remote mental healthcare
were an important aspect of our findings. While for some
people, telephone and digital support provided continuity
of care, for others there were issues around access to tech-
nology, maintaining therapeutic relationship remotely, and
digital interfaces exacerbating difficult feelings or symptoms
associated with their mental health.
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Inequalities in impact were widespread, including fears of
people from different Black and ethnic minority communi-
ties about poorer health outcomes, not receiving treatment
equitably, experiences of stigma resulting from perceived
association between ethnicity and COVID-19, and direct
experiences of racism and the trauma which that invoked.

Many individuals responded to difficulties in accessing
statutory mental health care by developing their own cop-
ing strategies, reporting positive experiences in finding new
sense of purpose, turning to other sources of support includ-
ing the voluntary sector, and finding new ways of connecting
to others and to community.

Findings in the context of other studies

Our findings build on the international literature describing
early impacts of the pandemic on people with pre-existing
mental health conditions, detailing deteriorations in symp-
toms, experiences of loneliness and social isolation, and lack
of access to services and resources, but also accounts of
resilience, effective self-management and peer support [10],
also reflecting our participants’ concerns about the sustain-
ability of alternative forms of support. Our findings comple-
ment research exploring the experiences of mental health
staff during the pandemic [16], also highlighting challenges
and opportunities around new remote care. Our data hint at
differential effects of COVID-19 for people with different
mental health conditions, as reflected in the wider literature
[4,9,12].

Many of the challenges of the pandemic reported by our
participants—impact on psychological wellbeing, social
connection, finances and access to services—are not unique
to people with pre-existing mental health conditions. How-
ever, our paper reinforces findings from population surveys
[27]: that the impacts of Covid are greater for some people
more than others; and that people with diagnosed mental
health conditions are starting from a lower base of psycho-
logical wellbeing and social connection than the population
as a whole. The additive stresses and impacts of the pan-
demic may, therefore, be correspondingly more profound
for people with pre-existing mental health conditions, as
reflected in the experiences reported by our participants.

Strengths and limitations

Embedding lived experience into study design and conduct
was a strength of our approach to understanding people’s
experiences of mental health during the pandemic. Inter-
views conducted by researchers with lived experiences
can enhance disclosure [28], while the central role of lived
experience in the analysis process, and particularly in under-
standing inequalities of impact, further enhanced the validity
of our findings [21].
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Purposive sampling achieved demographic diversity,
including people with a range of mental health conditions
and experiences of mental health services. Our analysis and
reporting focused on describing the experiences overall of a
diverse group of people with existing mental health condi-
tions. We reported findings relating to participants’ particu-
lar characteristics or circumstances where we found them but
did not specifically seek to compare the experiences of spe-
cific social or clinical groups within our sample. While we
were proactive in exploring the experiences of people from
Black and ethnic minority communities, we recognize this
is not a homogenous group. The diverse sample achieved
through our purposive sampling approach, coupled with a
rapid, collaborative approach to analysis, promptly provided
an overview of the experiences of the pandemic of a range
of people with mental health conditions, to meet a pressing
evidence gap. We recognise, however, that a more nuanced
exploration is required in future research, including under-
standing the experiences of people from different Black and
ethnic minority communities and marginalised groups, and
the experiences of people with mental health conditions who
are currently using mental health different mental health
services or none. Because we recruited online our sample
under-represents digitally excluded people whose experi-
ences are particularly important to understand.

We acknowledge that there is some overlap in concepts
and content between the five main themes in our analysis
(e.g. changes to relationships and connections also contribut-
ing to the psychological impact of the pandemic). We believe
these themes, generated through iterative discussions within
the study analysis team, nevertheless helpfully distinguish
particular aspects of people’s experiences of the pandemic.

Practice and policy implications

COVID-19 has reminded us that social determinants,
including poor housing, continue to impact mental health
and increase demand on services [29]. The pandemic also
disrupted people’s self-care and access to essential physical
health care. The poor physical health outcomes of people
with mental health conditions are well-established [30] and
a requirement for holistic integrated physical and mental
health care, where mental health services provide or facili-
tate access to care to meet the physical health needs of
mental health service users, has been identified before the
pandemic [31]. This need seems more important than ever
in the context of Covid-19.

Increased use of remote, and especially digital, mental
healthcare is advocated by governments and healthcare pro-
fessionals [14, 18]. Lack of privacy in the home to engage
in therapy or conversations with mental health professionals
was prominent in our data. Consideration might be given
to providing technology to enhance privacy or prioritising
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individuals for face-to-face care where these issues are insur-
mountable. Particular attention might also need to be paid to
forming new relationships remotely at the start of treatment
or therapy [16]. Remote working in the early response to
the pandemic might not offer longer-term solutions; service
providers should work with the people who use their ser-
vices to offer flexibility in the range of available approaches
to remote care [18].

Mental health services might do more in providing, or
connecting people to other services which provide, social
interventions that specifically support building social con-
nectivity [32] at this particularly challenging time. A lack
of awareness of the cultural context to people’s experiences
of the pandemic represents an additional systemic challenge
in providing equitable mental healthcare to people from dif-
ferent Black and ethnic minority communities that needs to
be better understood and addressed in future service provi-
sion [7].

Future research

Our interviews were conducted between May and July 2020
when COVID-19 restrictions and the public’s responses
were still evolving. Experiences and concerns may change,
with further work needed to explore the cumulative impacts
of continued uncertainty around COVID-19, the main-
tenance or tightening of social distancing measures, and
ongoing challenges in the provision of mental health care.
Follow-up studies, capturing both in-depth exploration of
people’s experiences and validated outcome measures, are
necessary, complemented by analyses of large routine data-
sets to understand the effects on specific groups over time
[18], and how far impacts of the pandemic and responses to
it are sustained or change over time. Research is also needed
to better understand digital exclusion for people for whom
access to or use of technology is a substantial barrier [33],
and to understand how the digital therapeutic relationship
can be built and sustained.

Conclusions

Our co-produced, qualitative study identified the difficulties
reported by people with pre-existing mental health problems
during the COVID-19 pandemic in the UK, relating to cop-
ing with day-to-day functioning, psychological impacts of
the pandemic, struggles with social disconnectedness, and
inadequate access to mental health services. We identified
the experience of inequality of impact by those in margin-
alised groups defined by ethnicity, disability, and socio-
economic status. Our findings accord with international
literature; that the pandemic has exacerbated existing men-
tal health difficulties for many during the lockdown, whilst

offering a sub-set of individuals relief from some of the
stressors of pre-pandemic life. The experiences described
reflect the relatively early days of the pandemic in the UK,
but highlight the need for planned, sustainable, evidence-
based adaptation of service provision to minimise further
harmful impacts. We suggest that experiential knowledge
and service co-design should be at the forefront of that
endeavour, with service providers and researchers working
in partnership with community organisations and people
who use mental health services.

Lived experience commentary by BC and TK

We participated in this study as Lived Experience research-
ers (LERs) and were satisfied by this partnership of true co-
production which enhanced our qualitative research skills.
We also had a weekly peer-led reflective space which proved
a valuable forum for mutual learning and support. This
involvement also boosted our self-confidence and general
wellbeing. The time spent on the research benefited us dur-
ing the pandemic as this was a valued and enjoyable activity.

Utilising LERs provided a deeper understanding of the
interviewees’ experiences which helped guide the interview,
and also provided a more natural rapport making the inter-
view feel more conversational.

During interviews, we noted similarities in terms of our
lockdown experience and the experience of participants,
such as negative psychological impact due to lack of face-
to-face contact, particularly social contact, but also clinical
contact.

The study has revealed that there were people who
seemed to be coping or even feeling better during the lock-
down. Given that therapy may disturb difficult issues, not
having sessions or having them in a less intense way might
be associated with feelings of wellness due to not being chal-
lenged. Similarly, with disorders such as social anxiety or
agoraphobia, the easing of pressure translates to a loss of
resilience and hard-won progress. This could have long-term
negative effects.

Although this paper highlights some of the self-manage-
ment strategies developed by most of the participants during
the lockdown, we are questioning how sustainable these are
without regular support, and longer studies would be mer-
ited. The paper also failed to fully capture the perspective
of those who were digitally excluded or those excluded by
disability or language barrier.

Ethnic minority groups reported significant anxiety
around the virus due to disproportionate mortality. The com-
pounded effect of such stress upon existing mental health
challenges of diverse populations should be studied further.
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