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Living during COVID-19:
qualitative analysis of Experts by
Experience UK University
Associates’ socioeconomic
Inequalities, including readiness
recommendations

Joy M. Rooney*

Independent Researcher, Birmingham, United Kingdom

A vulnerable group of people with disabilities and carers (Experts by Experience)
wished for research during the COVID-19 pandemic to assist other people
with disabilities in the future. Consideration of this vulnerable group seems
to be limited in future policy pandemic readiness despite huge potential
mortality. Literature reviewed critical public health theory through assessing
health inequalities and health equity in relation to disability/chronic ill health.
A standard qualitative thematic method distinguished socioeconomic health
inequalities for people with earlier mental/psychosocial distress and other
Experts by Experience-including people with physical, visual, self-identified
hidden disabilities, and their carers. Environmental, community, and individual
challenge were part of the overarching theme. Up to five sub-themes were:
shielding, diminished quality of life, use of social media vs. the digital divide,
people with hidden disabilities, activism, celebrating lockdowns’ ends, loss in
stability of outlook, loneliness/isolation, coping strategies, developing new skills,
re-evaluating lives because the world will change. Discussion of findings relied
on four critical public health pillars; included were future recommendations for
pandemic/emergency readiness.

KEYWORDS

critical public health, equity in health, socioeconomical inequalities in health, disability,
experts by experience, COVID-19, hidden disabilities, vulnerable group

1 Introduction

Globally, including the UK, the viral COVID-19 pandemic or syndemic affected
vulnerable or bioprecarious groups of people through hugely disproportionate mortality,
and potential microbial resistance to antibiotics continues (1-6). Such vulnerable groups
contain individuals or communities experiencing for example, homelessness, poverty,
disability, mental illness, substance use/addictions, physical illness, young or old age
and/or ethnicity, race or Indigenous (3, 7-9). The World Health Organization defined
disability as individuals with impairment in body structure or function, or mental function
(for example, loss of a limb, loss of vision or memory loss), activity limitations [such
as working, engaging in social and recreational activities, and obtaining healthcare and
preventative services, World Health Organization (10)]. In the UK, people Clinically
Extremely Vulnerable (CEV) with chronic ill health were increasingly identified four times
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as communication improved. They were requested to shield
through Government letters asking them to stay at home. People
with disabilities, including mental health, and CEV had the
highest mortality numbers (11). Yet in the UK the Office for
National Statistics (ONS) was only able to report on these
vulnerable individuals following death (12). The most recent
World Health Organization Disability Summit resolutions included
disaggregating surveillance methods to identify susceptible people
with disabilities within 5 years.

While there is much critical public health theory, more recently
Schrecker (13) relied on five intersecting and interacting pillars.
Rearranged these are:

History and legacy.
Health
arrangements or institutions.

inequalities result from underlying social
Over-medicalization and the dominance of medical frames
of reference.

Commitment to health equity.

Socially driven increased scientific knowledge governed by

materials and institutes.

The first four pillars will be considered in relation to people
with disabilities.

Chen and Wang (14) and Hanson et al. (15) reported
people with disabilities held least assets/social economic status,
and so lost wellbeing due to ongoing austerity of Governments
through freezing/reducing benefits, health and social care. These
authors recommended that nations should understand people
with disabilities to support their self-perpetuating recovery. In
the UK the practiced (Exercise Cygnus), influenza preparedness
strategy was initially implemented by government, however, was
not designed for a more virulent virus (16-18). Rietveld et al. (19)
concentrated on reporting UK preparedness and early response
January 2020-March 2020 finding it woefully lacking. While the
British Medical Association (BMA) Report Four, the Public Health
response of Government, was intensely critical (5). BMA Report
Five concentrated on reporting poor population health due to
austerity prior to the pandemic and inequitable groups during
the pandemic, including those people with disabilities (6). Effects
of COVID-19 on people with different impairments (learning
disabilities, hearing and mental health) were distinguished (6).
Within the 1st year of the pandemic it was debatable whether
authoritarian and neoliberal principles or the public health of
social democracy were employed by the UK government (20). In
the UK, decision-making conflicted between central government
interference, and earlier local authority emergency civil planning
(21). Was there censorship of information, or was accessible
information not aligned (22, 23)?

Underlying social or institutional arrangements facilitated
health inequalities for those with disabilities (24). The
disability/CEV/chronic illnesses UK mortality was 58% (11).
Included in this figure was the 2.5 times increase in mortality of
people CEV compared with a matched general population during
shielding (25). Yet globally, this vulnerable group is 16% of the
worldwide population (26). Beresford et al. (27) and Duffy et al.
(28) recommended that any research should include people CEV.
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Analyses of NATO nations’ responses to protect this differentiated
population suggested they were inadequate, not reducing reported
mortalities (29). In Wales, UK the shielding populations’ mortality
was high (30). Governments did not consider people with hidden
disabilities as any priority during the COVID-19 pandemic,
including people with earlier mental distress, and visual challenges
(not using any aids (31, 32)). Although much later, it was suggested
that people with disabilities, although challenged, showed great
resilience to the COVID-19 pandemic (33).

people with disabilities/CEV/chronic illnesses/
shielding may have never known understood/implemented any,

Initially,

or all safe practices to keep living, for example, hand washing,
isolating themselves from others, and the right to be tested
for COVID-19 because no targeted communication/provision
of information, based on special need resulting from different
disabilities, was provided by, for example, the devolved UK
governments. Later, such people again had no differentially
targeted communication/provision of information and guidance
regarding face mask wearing/PPE for themselves/carers, social
distancing when leaving home, and receiving vaccinations as
priorities (34-37).

People with disabilities were disregarded and ignored due
to an inhuman belief in “normalcy” (38, 39). Nations favored
citizens without disabilities, who formed an ableist majority
for survival (40, 41). To date literature reviews concentrated
on people with disability or types of impairment, those with
CEV/chronic illnesses, occasionally distinguishing conditions (33,
42-44). Barriers were cited as changes to care and rehabilitation,
mental health impact, access to information, financial impacts,
ease of communication, access to essential services, educational
challenges, and physical safety (42) While facilitators were new
innovations, changes to care and rehabilitation, familiar and social
support and inclusive policy changes (42). Lombe (44) highlighted
violence experienced by individuals with disabilities, unequitable
healthcare for those with pre-existing mental distress and those
people disabled through visual challenges, and non-inclusivity of
those who were disabled. Beevi et al. (33) took a completely
different stance suggesting disabled people were supported by
governments, authorities and were resilient to their challenges.
Holm et al. (45) statistically significantly linked psychological
distress of people with mobility, vision, hearing, cognitive, and
any others to increased sleeping problems/nightmares, and reduced
daily exercise for people with mobility challenges. The COVID-
19 pandemic caused concern for guide dog owners health,
reducing their mobility by 83% (46). In addition, COVID-
19 reduced work, study, exercise, volunteering, hobbies, other
activities, and staying connected with others (46). People with
earlier mental distress undertook less exercise during the first
lockdown (47-50).

Although it may be thought in critical public health theory
over-medicalizing occurs, people with disabilities may require
increased medical interventions. Across the world people with
disabilities had poorer access to healthcare services (51, 52).
The first wave of COVID-19 pandemic affected people with
chronic conditions psychologically, and therefore they required
rapid support (53, 54). Most people who shielded with earlier
mental distress, were more likely to have poor mental health,
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and life satisfaction during the pandemic, so demonstrating
perpetuation of existing mental health inequalities, and social
injustice (55-58).

Equity in health is the absence of unfair, avoidable, or
remediable differences among groups of people, whether those
groups are defined socially, economically, demographically, or
geographically, or by other dimensions of inequality such as sex,
gender, ethnicity, disability, or sexual orientation, or race, ethnicity
or Indigenous (59) Providing equity may result in equality under
the UK Equality Act (2010). Clearly, as an ideal, equity might ensure
fair distribution and implementation of public health interventions
in preparedness driven by the public health needs of differing
population groups (59). However, from recognition of a COVID-19
global pandemic, world governments concentrated on protecting
themselves, their countries’ economies, health and social caring
professionals, and supporting the majority. Prolonged duration
of this pandemic enabled a limited number of governments to
enact the Rights of Persons with Disabilities (UNCRPD) (60).
In fact, most nations, including the UK, did not successfully
implement human rights to life, health, education, work, standard
of living, and community for people living with disabilities.
This was due to unpreparedness, through holding insufficient
knowledge of complex socioeconomics, despite organizations such
as the international disability movement creating “invited and
invented space” (61). The disabled rights movement of people
with disabilities-led third sector organizations, supporters, allies,
and academics, maintained campaigning activities including social
justice, rights-to-life/equity, and co-produced research of this
marginalized group during the COVID-19 pandemic. Most of these
people used new, remote, online, social media platforms, despite
their challenges (27, 62). Such UK organizations included, for
example, Disability Rights UK, Comensus,” Shaping Our Lives,’
National Survivor Users Network,* Centre for Mental Health (63),
and Gilbert (64). These organizations, and individuals continued
to campaign for appropriate policies, and procedures before, and
during the UK Public Inquiry® (28, 65). Cullingworth et al. (66)
reported on much supplementary, complementary and adversarial
involvement of multiple UK Disabled People’s Organizations in
stepping in immediately the pandemic was apparent. Interactions
between Government agencies and the UK Third Sector were more
complex than a demand supply model, rather it was as a reflection
and enabler of civil society, building and mobilizing social capital
(66). From March 2020, two struggling third sector organizations
in Ontario, Canada demonstrated grass roots “essential” disability
justice in contrast to discrimination of authorities against disabled
people (67). In USA it was not until September 2021 that
partnerships with disability-led organizations were formed for
emergency response and vaccination planning (68).

Equity includes socioeconomic challenges which were through
poverty (economics/access to government payments/finances/
debt); exclusion from education and employment/ability to work;

Disability Rights UK www.disabilityrightsuk.org.
Comensus www.uclan.ac.uk.

Shaping Our Lives www.shapingourlives.org.uk.
Survivor Users Network www.nsun.org.uk.

UK COVID-19 Public Inquiry https://COVID19.public-inquiry.uk/.
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access to digital/IT technology, and barriers faced within the
health system (69-72). Any workers with zero hour contracts who
were unable to work during COVID-19 were not eligible for any
UK Government grants, including those Experts by Experience
in the current study, and overseas (41). In fact, in Germany
during COVID-19, subjective wellbeing was most significantly
demonstrated to be affected by those with disabilities and chronic
illnesses rather than socioeconomic status (73).

Many belonged to the “digital divide”, and therefore upskilling
in the use of the Internet, and social media was challenging due
to poor accessibility within programs on their devices, including
mobile phones, non-available training and inadequate personal
funds (74, 75). Social media use through Internet connectivity
during lockdown was associated with increased anxiety, or anxiety
and depression in China (76). It also exacerbated sleep difficulties,
paranoia about acquiring COVID-19 infection, distress, and panic
in South Asian nations (77). However, there was also potential
benefit to people with disabilities, and their carers, through
increased contact with others during COVID-19 isolation, across
the “digital divide” (78).

Socioeconomic determinants of public health including
environmental, community, and individual challenges resulted
in exclusion, loneliness, isolation, poor coping strategies, and
suicide in some individuals (57, 79-89). Yet in others, overcoming
such barriers were through developing coping strategies to stay-
alive/well, continuing to work, modifying lifestyles, for example,
with
others (family, friends, third sector organizations, professionals),

ensuring communication/social ~ bonding/relationships
keeping busy, exercising, undertaking hobbies/interests/activities,
and study/education (46, 47, 50, 57, 72, 90-98). Kahlon et al.
(99) identified lay-people as potential beneficial telephone
advocates during the pandemic. Clearly, all individuals with
disabilities/ CEV/chronic illnesses/shielding had a wide spectrum
of character strengths/positive psychology, irrespective of health
challenges (9, 100). Indeed in the USA, subjective wellbeing
in people with reduced activities of daily living was increased
with social support (101). However, those most severely limited
also might require increased instruments (physical and financial
resources) during a future pandemic (101).

People with disabilities live within communities, and
environments distinguished by their socioeconomical challenges.
Community challenge for people with disabilities was reported
to be inclusion to live day to day, with equity (69, 71, 72).
often were abused,
citizens

In addition,
stigmatized

(92, 102-104). Many environmental challenges were reported
to be through inaccessibility/emergency prohibition/lack of
prioritization, for example, inaccessibility of shops to buy food,

people with disabilities

and discriminated against by other

GP surgeries/mental health/other health services/medication,
and COVID-19 vaccinations/social  services/support/respite
care, transportation/buses and public buildings for financial
support/disability =~ benefits, =~ and  employment  support
(45, 69, 92, 96).

To alleviate such enormous, future mortalities The UK
COVID-19 Public Inquiry® seeks to include all stakeholders.
It seems those people with disabilities and CEV form a very
small proportion in their deliberations compared to such huge
mortalities (105). How will it ensure equity in accessing health
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for those vulnerable people with disabilities and CEV through
stakeholder participation and social justice, employing public
health interventions socio-economically? Certainly, the UK’s most
recent policy Green Paper “Health and Disability Benefit Reforms”
predictions suggest reduced disability benefit payments for most
adults, with 1,000 more work coaches employed to encourage those
with disabilities to enter the workforce (106).

The World Health Organization stepped down COVID-19
pandemic status during the first week of May 2023 (107).
Partners across the world continued to work together through
the International Pandemic Preparedness Secretariat (IPPS) to
promote a global availability of diagnostics, therapeutics, and
vaccines within the first 100 days of a pandemic threat (108).
A World Health Organization Pandemic Agreement was adopted
by member states at the 78th World Health Organization
Summit during 2025 for proposed global health governance
during future pandemics to ensure strengthened pandemic
prevention, preparedness and response (109). Although Lazarus
et al. (110) suggested that the World Health Organization remains
challenged because sufficiently clear compliance, accountability,
and enforcement mechanisms are not present.

In the UK, recently, updated guidelines for emergency
responders within Local Resilience Forums were published for
identifying and supporting people who are vulnerable in an
emergency (111). How to identify those people with hidden
disabilities was not included. Case studies for data sharing
arrangements, and Community Champions were mentioned,
and exercise TOLLARD materials are available for practicing
emergency responses for vulnerable people, where vulnerable
was defined as “people who are less able to help themselves in
the circumstances of an emergency, who must be given special
consideration in plans.” [108, p. 7]. Accessible disabled persons
advice was prepared through consultation with all stakeholders
and is kept under review (112). However, not all people with
disabilities will find this online communication method accessible.
The UK Office of National Statistics risk vulnerability tool for
people with disabilities will be employed during a national large
scale pandemic response exercise during Autumn 2025 (113). It was
reported to allow identification proportionately impacted disabled
groups ahead of and during crises, and enable targeted local support
where required (113). From the beginning of the UK COVID-
19 pandemic, Experts by Experience, with lived experience of
disabilities, many of whom were also CEV/chronic illnesses, and
their carers, as associates of a UK university (named IMPACT),
met using an online platform. They communicated experiences to
each other and provided mutual support (Experts by Experience
who were visually challenged opted out). A research idea to benefit
other people using their insights to stay alive during the current
COVID-19 pandemic formed.

The research objective included the socioeconomic effects of
COVID-19 on a group of university Experts by Experience, a year
apart, nearing the end of the first and third UK lockdowns.

The Experts by Experience in this study had such disabilities or
were carers of those adults who did. Their ages were below those
who might experience disabilities, for example, in the UK, adults,
14-25 years before death (114). Their insights were important
when critiquing power imbalances in capital, medicine, availability
of commodities, and equity. The wishes of these Experts by
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Experience to make a difference were conducted by an experienced
academic, and survivor researcher who was also an Expert by
Experience associate of this university. UK national, and local
actions toward equity in health access of this vulnerable group were
not thought sufficient. Although all were thankful to remain alive
possibly due to devising their own coping strategies and mutual
support provided. The outcomes of this study were used to generate
ideas for recommendations to enable preparedness for another
pandemic, especially during the first 100 days following declaration.

2 Methods
2.1 Study design

An academic researcher/survivor researcher/Expert by
Experience associate, and IMPACT facilitator (a principal lecturer
in social work) reached out to invite all Experts by Experience
associates by e-mails (n = 23; where n was the total number of
active Experts by Experience associates, minus the researcher)
to join a mixed methods study. A survey monkey generated and
collected results from anonymous participants; each allocated
a different code number. A pocket voice recorder recorded
telephone interviews, 30-60min in length. Semi-structured

interview questioning of Experts by Experience concerned:

1) Perceived changes in mental health; also determining whether
an Expert by Experience specialized in mental health due to
lived experience.

2) How time was spent at home during lockdown.

3) How connection with others was achieved, including use of
social media.

4) Contributions

roles/developing new skills.

made  through  undertaking  new

5) Perceived long-term effects because of COVID-19, even if
Experts by Experience remain virus-free.

6) Lasting changes to be made for the future.

7) Celebrations planned at end of lockdowns.

8) Any other comments.

In addition, unused research outputs from a 2015 study
regarding the voices of similar self-selecting Experts by Experience
facilitated comparison of activism, pre- and during the COVID-
19 pandemic.

2.2 Participants

Experts by Experience were people with an expectation of
equal relationships between health and care professionals because
they used health and social care services due to their disabilities,
the Clinically Extremely Vulnerable (CEV), or carers of such
people; they had training and practice [adapted from McLaughlin
(115)]. Involvement of Experts by Experience was mandated
in English Universities by the regulatory bodies of professions
taught, for example, Social Work (116), Nursing and Nursing
Associates (117, 118), Occupational Therapy, Physiotherapy,
and Paramedics (119). Recommended but not mandated was
Experts by Experience involvement in the training for Physicians
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Associate whose profession body is the Royal College of
Physicians (120).

Thus, for more than 10 years, this university had Expert
by Experience associate staff members awarded Oh contacts.
Their paid tasks were student/staff selection, sharing personal
stories/narratives of individual disabilities resulting in health
interventions and social care support, preparing/delivering
complete teaching/assessment sessions within university student
teaching modules, sitting on university committees, original
research, and validating course content.

Most Experts by Experience received Royal Mail letters
from the UK government advising shielding for twelve weeks
during the first UK lockdown because they appeared on medical
databases classified as CEV. The researcher interviewed Experts
by Experience toward the end of the first UK lockdown in
May 2020, and third lockdown during May 2021; each sampling
took place over a time interval of 1 week. No demographic
information was collected because all Experts by Experience lived
in one region of UK, and there was a risk of identification.
Ten Experts by Experience self-identified their disability as
earlier (pre-COVID-19) mental/psychosocial distress, for example,
bipolar, post-trauma(s) (PTSD), obsessive compulsion(s) (OCD),
anxiety, depression, psychosis, and anorexia. Six other Experts
by Experience self-identified their disabilities to include people
being visually challenged, a person who was a wheelchair user
with cerebral palsy, and CEV/chronic ill health survivors, for
example, a person living following stroke, with diabetes, and
people caring for family members with mental/psychosocial
distress or learning disabilities. During 2021, a single Expert by
Experience, self-identified with earlier mental/psychosocial distress
declined a second interview. Two other Experts by Experience
also volunteered; another person was visually challenged, the
other person had chronic obstructive pulmonary disease (COPD).
Therefore, there were 16 anonymous respondents interviewed
in 2020 (designated an anonymous number), and 17 in 2021
(designated an anonymous letter) resulting in a total of 33
telephone interviews including 18 Experts by Experience.

2.3 Procedures and data collection

The design ensured all participants were able to participate
despite their disabilities. The researcher coded each interview
differently to ensure anonymity between years, uploaded to the
university’s cloud system, for subsequent transfer, and transcription
by an independent transcribing company via a secure drop-
box. This company returned transcriptions, password protected,
for analysis.

A total of 18 anonymous respondents completed an online
survey, however, very few people participated in the 2021 survey,
possibly because a single email invited participants to both
telephone interview, and online survey simultaneously. This
researcher discounted online surveys in both years because most
Experts by Experience self-identified as experiencing earlier mental
distress in the Ist year. Therefore, linking the two methods of
sampling proved to be impossible, and more insights were gained
from interviews.
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2.4 Data analysis

The researcher electronically stored, printed and qualitatively
thematically analyzed interview transcriptions through step-by-
step guidelines (121-128). Interview transcriptions were analyzed
through independently coding interesting features of the data
systematically across the entire data set, collating data relevant to
each code, and then counted (coding and electronic transcription
“find navigation”) four times to ensure accuracy, with no bias.
Emergent themes, and sub-themes, containing commentary and
verbatim quotations, suggested that participants occurred as two
sub-groups: Experts by Experience self-identifying with earlier
mental/psychosocial distress, and others. Others included carers
and those with impairments in sight, limbs, physical illnesses
and CEV/chronic illnesses. Those with hidden disabilities were
self-identifying and included those people with disabilities in
mental/psychosocial health and those visually challenged.

2.5 Ethical considerations

A UK University Ethics Board (reference CHLES) granted
ethical approval during 2020, including an extension during 2021.
During 2015 this university also granted ethics approval for earlier,
mostly published research by this author. Thus, all procedures
contributing to this study complied with the ethical standards
of the relevant national and institutional committees on human
experimentation, and with the Helsinki Declaration of 2008.

3 Results

Insights of Experts by Experience produced the following
key themes: health inequality/inequity in socioeconomics, with
interconnecting environmental, community and individual
challenges. There were up to five sub-themes emerging for each
interconnected theme- shielding, diminished quality of life, use of
social media vs. the digital divide; people with hidden disabilities,
activism, celebrating lockdown’s ends; loss in stability of outlook,
loneliness/isolation, coping strategies, developing new skills,

re-evaluation of life because the world will change.

3.1 Socioeconomics

All those interviewed had no income streams from their work
as Experts by Experience during the first and third UK lockdowns
of the COVID-19 pandemic, so relied on earlier UK Government
benefits to continue living. They were not eligible for finance from
UK Government grants or subsidies during this period. However,
most were eligible for weekly Government food-boxes.

3.1.1 Shielding

Of the 18 Experts by Experience who participated in this study,
most were shielding toward the end of the first UK lockdown in
May 2020, and many were continuing to shield a year later, toward
the end of the third lockdown (May, 2021). This was despite advice
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letters for the Clinically Extremely Vulnerable (CEV) sent by UK
Government during lockdown one, suggesting shielding for a 12-
week duration. An example of a quotation from an other Expert
by Experience who was CEV, shielding for longer that Autumn
2020 was:

“Yes I did because I went for a long, long period without
meeting anyone. I do recall, particularly the first lockdown March
2020, it was a full 12 months after that, I had no contact with
anyone” (other Expert by Experience 2021 E).

None of the participants contracted COVID-19 during
this study.

3.1.2 Diminished quiality of life

During the first lockdown, all participants were dependent,
in different ways, on health and social care, and they perceived
that their quality of life had diminished through, for example, the
majority had cancellation of all NHS appointments, the majority
had difficulties obtaining food and prescriptions when shielding.
One example, provided by an expert with experience with earlier
mental distress who became unwell during the first UK lockdown,
demonstrated how health professionals had to enforce social
distancing, not seeing anyone in crisis:

“I think the mental health team, although they were in
lockdown as well, I think not having face to face contact in crisis is

‘ quite difficult. Because the guy who came round and dropped the
diazepam, he just put it on the windowsill.” (person with earlier
mental distress 2020 9).

All Experts by Experience mentioned ongoing reduced quality
of life toward the end of UK lockdown three, however, they
accepted its “normalcy”.

3.1.3 Use of social media vs. the digital divide

With isolation during all lockdowns, use of social media was
hugely important to most Experts by Experience. Some spoke
out regarding making new contacts, mutual support, and the
advantages of online communication. Two examples of quotations
from both groups of Experts by Experience demonstrated
their positivity:

“Working remotely has been a godsend for me because
my mobility has got a lot worse.” (person with earlier mental
distress 2021 J).

“I think social media has been a good thing. I have wondered
if I'd have maybe felt more isolated and lonelier if I hadn’t have
been able to have that contact.” (other Expert by Experience
2021 0).

However, an equal number of others chose to disengage
into the digital divide. Their reasons included: destructive forces
of misinformation, tiring sitting at a screen, and missing clues
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about people when not engaging in person/in venue. Examples of
quotations of such negative beliefs from both groups suggested that:

“It can be perhaps destructive, because you miss out on all
sorts of other cues...But I find it very tiring, I much prefer that
face-to-face contact”. (other Expert by Experience 2021 L).

“I don’t use social media, I decided to disengage myself from
it about six months ago, and I feel a whole lot better for having
done so.” (person with earlier mental distress 2021 M).

3.2 Environmental

3.2.1 People with hidden disabilities

Several Experts by Experience spoke out about how the public
were treating them toward the end of the UK 2021 lockdown
while they were navigating their local environments. Their voices
highlighted lack of sympathy, support, and verbal/potentially
physical abuse. People with hidden disabilities fared the worst, for
example, with transportation, a person with earlier mental distress
traveling on a bus being verbally, and potentially physically abused:

“T have a real worry about that, I've been sworn at, I've been
threatened before because I've been sitting in a disabled seat when
I happen not to have a walking stick with me. And I thought I
was going to get beaten up, and the driver did absolutely nothing
about it, and I just don’t feel safe.” (person with earlier mental
distress 2021 J).

Secondly, with ever-changing signs regarding navigation within
local food shops, a visually challenged person (not using any aids)
believed they had no hope of success:

“if you've got a visual impairment just because of the non-
contact, the social distancing, any support you might need.
‘ If ...you made a bit of a mistake, its not that easy to stop

someone,... can you just help me out a bit with navigation?
(other Expert by Experience 2021 E).

3.3 Community

3.3.1 Activism

More grass roots activism within statutory and/or community
third sector organizations occurred pre-COVID-19, with less
activity by all Experts by Experience during lockdown one.
Pre-COVID-19 paid work at a different university, or within
professionals’ organizations, was greater with people with earlier
mental distress compared to other Experts by Experience. In
addition, there was more face-to-face volunteering by the majority
of other Experts by Experience compared to people with earlier
mental distress. There was more telephone support of people
with disabilities by the majority of other Experts by Experience
compared to people with earlier mental distress at the end of both
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lockdowns. However, a few Experts by Experience with earlier
mental distress led community organizations during lockdowns.

Pre-COVID-19, two examples of quotes by Experts by
Experience who were either visually challenged, or had earlier
mental distress, demonstrated both communities, and universities
benefited from each other:

“I'm a trustee of Sight Concern, which is the local sight loss
charity, and I think some of my experience at the university
spreads just by being there, walking in and out, with a dog...”
(participant 3 2015).

“Well, my involvement with the police work would be as
an independent advisory group member definitely benefited,
because 1 think they cross over, because again the police is
education or best practice sort of thing.” (participant 19 2015).

3.3.2 Celebrating lockdowns’ ends

All participants viewed returning to universities’ work in the
community, following the third UK 2021 lockdown as celebratory.
However, some Experts by Experience viewed the end of both
COVID-19 lockdowns as not the time to celebrate in any other way,
due to their financial circumstances. Indeed, celebrations by most
involved friends and family, travel and holidays:

“Well, I think very soon after that the family will be getting
together as a big group.” (other Expert by Experience 2021 K).

All other Experts by Experience were more likely to be meeting
up for meals out, and at coffee shops only following the first
lockdown. Other celebrations included being with real live people
again, returning of carers’ respite, completing a sports management
course and applying for continued funding of a community-based
mental health support group.

3.4 Individual challenges

3.4.1 Loss of stability in outlook

It was noteworthy that only half the other Experts by
Experience reported any issues in loss of stability in outlook
during the first 2020 lockdown. They spoke of, for example,
boredom, and increased stability/productivity following on-line
meetings’ interactions. Most people with earlier mental distress
believed their mental health was in decline following 10 weeks
of lockdown, especially during the 2 weeks prior to interview.
Other Experts by Experience who were visually challenged had
lost confidence. They were anxious and panicky about going into
all shops due to the social distancing requirements and not being
able to follow protocols. Voices of loss in stability by all Experts
by Experience toward the end of lockdown one in 2020, in order
of frequency included: worry, anxiety, awareness of COVID-19,
frustration, concern, feeling locked up, strange, doomed, panic,
anger-threatened by the virus, annoyance and solidarity/affinity
with others.
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These following three quotations provided examples of
declining mental health and substance misuse by an Expert by
Experience with earlier distress, or no effect on mental health of
an other Expert by Experience, both provided during the first UK
lockdown. The third quotation following a year of the COVID-19
pandemic from an earlier mentally distressed Expert by Experience
demonstrated continued poor mental health:

“Yes, I do consider it has changed. I consider I've changed for
the worse, and I've become aware, certainly over the last two or
three weeks that my mental health is going downhill somewhat. ..
So I will drink over the weekend and then sometimes I'll have
a bottle of rum as well.” (person with earlier mental distress
2020 6).

“I don’t think that my mental health has changed...I don’t
think that any of us can be entirely free from the worries and
concerns of what COVID-19 might bring and lockdown and the
consequences of that..” (other Expert by Experience 2020 11).

“Yes, I would say that I have had experiences of being much
more depressed and anxious than I would have been without it..”
(person with earlier mental distress 2021 J).

Near the end of the third UK lockdown COVID-19 in 2021
the mental health of several other people with earlier mental
distress reported they were no longer affected. In contrast to
the last quotation, the voice of one Expert by Experience with
earlier mental distress, regarding their ability to withstand adversity
through trauma and hardship was noteworthy:

“I feel that some of the most, people whove been the
most resilient to the challenges of lockdowns and the pandemic
have been people with pre-existing mental health, because we've
already experienced such trauma and hardship in certain ways
that have made us mentally in the first place.” (person with

earlier mental distress 2021 I).

Most Experts by Experience considered loss of stability in
outlook, was less nearing the end of 2021 UK lockdown, excepting
the frequency that they mentioned frustration, and anger.

3.4.2 Loneliness/isolation

For many participants living alone, all other Experts by
Experience spoke of loneliness. However, many people with earlier
mental distress did not believe they were lonely near the end
of lockdown three in 2021. An example, provided by an Expert
by Experience with earlier mental distress demonstrated his
acceptance of being alone. This quotation demonstrated that such
people were already socially isolated:

“I think I am isolated. I'm certainly alone, and most of the
time I don’t mind my own company, in fact I need it.” (person
with earlier mental distress 2021 M).
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Descriptions of isolation were indistinguishable between the
two groups of Experts by Experience.

3.4.3 Coping strategies

A hierarchy of coping strategies included activities to alleviate
more home-spent-time, for example, regular physical exercise,
using on-line media platforms, reading more, cooking and baking
more, gardening, planning and being organized, staying connected
with others, watching TV more, arts and crafts including repairing,
spring cleaning, and sleeping/drinking more alcohol. For all
other Experts by Experience there were more limited activities
at the end of the first lockdown. However, such differences
disappeared during the third UK lockdown in 2021. Although
most other Experts by Experience undertook more exercise
than a few people with earlier mental distress during the first
lockdown. Between 2020 and 2021 all Experts by Experience
with earlier mental distress increased their physical exercise.
Therefore, any initial difference had disappeared by the end of the
third lockdown.

Use of on-line media platforms was much higher for all people
with earlier mental distress. Many from both groups of Experts by
Experience read more during the first lockdown which diminished
during the third lockdown. Cooking and baking was higher in
other Experts by Experience at the end of the first lockdown.
In contrast, gardening appeared more popular for people with
earlier mental distress during the first lockdown. There were
similar levels of both these activities across both groups during the
third lockdown.

There was an indication that most Experts by Experience
with earlier mental distress watched more TV and undertook
more arts and crafts activities during the first lockdown.
In addition, this group undertook more spring cleaning,
sleep and alcohol consumption. Several other Experts by
Experience mentioned household chores/tasks more often in
both years. A wide range of other ideas for coping strategies with
lower frequencies included: DIY and decorating, carrying
on as normal, quizzing, eating, doing tax return, getting
supplies/medications, song writing, playing golf, undertaking
pet care, developing IT skills, developing indoor exercises,
clapping for NHS and meeting neighbors, erecting garden
fence, tutoring, undertaking word searches, making a band
video, attending on-line church services, studying, and
passing qualifications.

A minority of all Experts by Experience demonstrated their
ability to procrastinate, through making unachieved to do lists
during lockdown one, and feeling continuously bored through all
lockdowns. Examples of quotations were:

“I'm very good at making lists of things that I could do during
lockdown, and I've not achieved many of them.” (person with
earlier mental distress 2020 2).

“Well, I'm still very bored, because I was going to the gym
before I think, but then they locked down obviously so I couldn’t
go.” (other Expert by Experience 2021 C).
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3.4.4 Developing new skills

Understandably, all Experts by Experience developed more
new skills between the first and the third lockdowns in 2021
compared with the first lockdown during 2020, because of
differing time durations. These included by frequency: the
majority of other Experts by experience social media platform
learning, crafting, learning indoor exercises, making damson
gin, editing photographs, starting a new job from home,
increasing interview techniques, checking text for accuracy (paid
word at home), learning how to negotiate online, undertaking
a holiday role, learning pet care, planning adaptations for
home, learning through webinar workshops, reading/scoping,
learning physical skills to care more. A few other experts by
experience obtained new qualifications, increased speaking and
listening skills. An example quotation for developing a skill in
singing was:

“Yeah, I had a go at singing with my guitar, and I enjoyed
that because that was entertaining, and I do sound like I've
improved.” (other Expert by Experience 2021 E).

3.4.5 Re-evaluation of life because the world will
change

Most Experts by Experience made lasting changes to their lives
during and immediately following the first UK lockdown. One
other Expert by Experience did not. Most also continued to believe
that the COVID-19 pandemic would have a long-term effect on
their lives nearing the end of lockdown three, even if they did not
catch it. However, dissent was evident from a person physically
disabled, using a wheelchair:

“Well before today funnily enough I would have said yes, but
I've been out in a park today for the first time since lockdown, and
it felt quite natural. So as of a few minutes ago I'm now going to
say no I don’t think so.” (other Expert by Experience 2021 K).
Changes, toward the end of lockdown one in 2020, by frequency

included: planning ahead, increasing important relationships,
becoming less materialistic, traveling more outside UK, buying a
motorbike or car, seizing the day, shopping more locally through
walking, using a car less, keeping garden tidy, doing more exercise,
returning to Slimming World, doing more writing, upskilling in
maths and IT, increasing lobbying and thanking others, working
more from home, spending more time face to face, being careful
about touching things, increasing event participations, moving
house. Planning was apparent more often by Experts by Experience
in 2020 compared with 2021. Several Experts by Experience moved
home, partly explaining this reduction.

In 2021, there were also more defined long-term goals of all
Experts by Experience, for example, regaining one’s voice to make
choices, maintaining fear of strangers socially, maintaining social
distancing, creating a better diet, contacting people more often,
undertaking more me/personal care time.

Between the two UK lockdowns in 2020 and 2021 there was a
notion of slowing down for all Experts by Experience. Their aim
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was to improve mental health, and by learning to know themselves
more, for example:

“Yes, I do feel my mental health changed, and I feel that
its changed for the better, which is probably quite different to
most people... I'm not rushing around and going here, there and
everywhere, I've had the time to learn how to pace myself.” (other
Expert by Experience 2021 O).

“I might choose a slightly less busy life, I might. Knowing
myself yeah, hard to politely disentangle.” (person with earlier
mental distress 2021 P).

4 Discussion

4.1 Importance of critical public health
theory

The COVID-19 pandemic or syndemic was the most
indiscriminating in recent human history leading to high rates of
mortality in vulnerable people across the world, especially people
who were disabled/CEV/chronic illnesses/shielding (1, 11, 129).
Given that the International Pandemic Preparedness Secretariat
activity will result in the existence of globally available medicine
within the first 100 days of a future pandemic, and that the
World Health Organization Zero Treaty acceptance strengthens
pandemic prevention, preparedness and response, there remains
huge challenges of immediate emergency actions to safeguard the
lives of citizens (108). In this study Experts by Experience who
self-identified with pre-COVID-19 mental distress were compared
with others who had physical impairments of mobility, sight,
those CEV/chronic illnesses and their carers, including intellectual
disabilities. Those with hidden disabilities self-identified either with
pre-COVID mental distress or had visual challenges. Below is
discussed the importance of critical public health theory for four
of the five pillars which characterize those people who volunteered
their time for this study to save lives of vulnerable or bioprecarious
people with disabilities/CEV/chronic illnesses/shielding for 100
days, and beyond in case of future emergencies (3, 10, 13).

4.2 Pillar one—legacy

4.2.1 Use of social media vs. the digital divide
Experts by Experience grew in confidence using social media
as COVID-19 lockdowns proceeded unlike others’ reports (74,
75). Views on social media by Experts by Experience in this
study were equally proportioned, irrespective of disability. When
positive, benefits were through making new contacts, for mutual
support, and the advantages of online communication in agreement
with earlier reports (78, 98). When negative, disadvantages
were through destructive forces of misinformation, tiring sitting
at a screen, missing clues about people when not engaging
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in person/in venue in agreement with other earlier reports
(76, 77).

4.2.2 Coping strategies

Individual Experts by Experience mentioned more than 30
coping strategies to fill their lockdown time, although not
everybody enjoyed keeping busy, in contrast to an earlier report
(94). People with earlier mental distress undertook less exercise
during the first lockdown, in agreement with others (47-50).
However, any differences between people with earlier mental
distress, and other Experts by Experience disappeared near the end
of the third UK lockdown. People with earlier mental distress were
likely to have already understood the importance of developing
coping strategies during recovery training following ill-health; most
were able to adapt their coping strategies during lockdowns by
listing a huge variety of activities, unlike early research findings
(92). During this study, individual other Experts by Experience
did more cleaning, and housework. Earlier reports have not
made such detailed comparisons (46, 92). However, storytelling
might provide a wide range of reported self-initiated coping
strategies (63, 64).

4.2.3 Developing new skills

Individual other Experts by Experience developed 19 new skills
between the first and third UK lockdowns. Notably, other Experts
by Experience learnt via online social media platforms and, studied
to pass qualifications to aid their careers. People with earlier mental
distress also developed new skills, including indoor exercising. Such
a finding is under-reported in the literature.

4.2.4 Re-evaluating of life because the world will
change

Individual lives of Experts by Experience were re-evaluated
and most thought there would be long-term effects of COVID-
19. However, across both lockdowns, a quarter of the Experts by
Experience from the current study believed COVID-19 would have
no effect on their lives. Of the 29 distinct changes suggested, most
mentioned were the importance of relationships, becoming less
materialistic, more traveling outside the UK, buying a motorbike or
car, slowing down, working from home more, and moving home.
Earlier studies also mentioned the importance of relationships
(46,72, 92, 95).

4.2.5 Celebrating lockdown’ ends

Toward the end of both lockdowns most individual Experts
by Experience voiced planned celebrations in their communities,
holding positive outlooks, especially looking forward to resuming
their work at/income from universities. However, a significant
proportion did not plan to celebrate due to insufficient funds in
agreement with the findings of Vaitsiakhovich et al. (101). Other
Experts by Experience hoped to visit coffee shops, have meals
out, and attend family gatherings, more at the end of the first
UK lockdown. Any differences between Experts by Experience had
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disappeared by the end of the third lockdown, a year later, with
more than ten different types of celebration planned by all.

4.3 Pillar two—health inequalities result
from underlying social arrangements or
institutions

4.3.1 Activism

Certainly, community face-to-face volunteering by a sub-set of
Experts by Experience was less during the COVID-19 pandemic.
Yet people visually challenged, or living following stroke, increased
their community telephone support during this study. Such a
possibility of beneficial advocacy using lay-people was earlier
suggested (99).

4.3.2 Loneliness/isolation

In this study, individual challenges of other Experts by
Experience were increased loneliness when living alone, but not
people living alone with earlier mental distress. This contrasts with
earlier findings (81, 83-85, 93). It was people visually challenged,
living alone who were lonely. Yet, Experts by Experience with
earlier mental distress, resulting in hospitalizations, equated their
ability to cope with living alone, and therefore lockdowns; these
may be new findings. Less than half of the Experts by Experience
considered themselves isolated, during both lockdowns. This may
be due to these Experts by Experience associates being a cohesive
IMPACT group, communicating with each other through online
meetings during lockdowns (excepting people who were visually
challenged) in agreement with earlier findings (98, 130).

4.4 Pillar three—over-medicalization and
the dominance of medical frames of
reference

While there is dominance of medical frames of reference,
most Experts by Experience shielded much longer than the 12
weeks recommended by UK Government letter. Many were also
shielding a year later and none caught COVID-19 during this
study. Therefore, the questioning of success of lockdowns and
shielding during the UK COVID-19 Inquiry> when there was
increasing widespread UK vaccination by the conclusion of this
study, demonstrated a public health success for these Experts by
Experience. However, during the period of this study Experts by
Experience were unable to newly access health, social care, and
had respite challenges in agreement with others (51, 52). No rapid
support was available to any Experts by Experience despite being
CEV/chronic illnesses in agreement with others (53, 54). Initially,
shielding affected some Experts by Experience with earlier mental
distress, so demonstrating perpetuation of existing mental health
inequalities, and social injustice as reported by others (55-58). This
contrasts with findings that there were facilitators in the review of
Croft and Fraser (42).
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4.5 Pillar four—commitment to health
equity

4.5.1 Government controlled entitlements

Socioeconomic challenges were known to this IMPACT group
because all lost most income streams, occupation, and therefore
quality of life from their involvement in student selection, teaching
and learning within this, and other universities because of their
0h contracts and ineligibility for any UK Government grants, as
was evident overseas (41, 70). This concurs with earlier reports of
an ableist powerful majority considering their own needs foremost
(40, 41, 69, 71).

4.5.2 Diminished quality of life

Environmental challenges reduced quality of life, including, for
example, accessibility of shops to buy food, GP surgeries/mental
health/other health services/medication, COVID-19 vaccinations,
social services support and respite care, transportation/buses,
and public buildings for financial support/disability benefits, and
employment support agreeing with earlier reports (45, 69, 92, 96).
However, in this study following a year of hardship Experts by
Experience normalized their reduced quality of life, being thankful
they remained alive, especially people with mobility challenges, in
contrast to an earlier report (86).

4.5.3 People with hidden disabilities

Environmental and community challenges occurred for people
with hidden disabilities, for example, people with visual challenges,
and people with earlier mental/psychosocial distress. Citizens
publicly abused people with hidden disabilities, for example,
seeking food, medicines/medical support, and undertaking
necessary travel during lockdowns. Citizens particularly abused
people visually challenged (without a guide dog, or stick) possibly
because of difficulties reading any written instructions to navigate
shops/supermarkets during social distancing requirements.
Therefore, people visually challenged did not leave their homes,
with consequential reduced mobility, in agreement with an earlier
report (46). Next affected were people with hidden, earlier mental
distress during the first UK lockdown in 2020, in agreement with

others (92, 102).

4.5.4 Loss of stability in outlook

Individual loss of stability in outlook was greatest as lockdown
one proceeded, especially people with earlier mental distress, in
agreement early reports (92, 131). A year later, while all Experts
by Experience voiced frustration and anger, they believe loss of
stability in outlook had reduced, irrespective of whether they
had earlier mental distress or not, in contrast with findings 3
months following the first lockdown for people with earlier mental
distress and others (58, 73). This may be due to greater resilience
through experiencing earlier trauma and hardship. Experts by
Experience who were visually challenged reported their mental
health had declined during both lockdowns, in agreement for
increased anxiety, during the first lockdown (46).
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4.6 Dynamic continuum identified

Character strengths/positive psychology of all Experts by
Experience associates dynamically varied between interviews, a
year apart, especially with respect to loss of stability in outlook.
Thus, responses were identified as a continuum also relying
on the findings of others (9, 91, 100). Trends due to hidden,
mental/psychosocial and physical disabilities were found that both
agreed and disagreed with earlier reports (31, 32) Agreement
occurred for differentiation in need of provision for those Experts
by Experience visually challenged and/or mental/psychosocially
distressed, as earlier reported through review, although there was
little evidence of any facilitators (42-44). Coincidentally, these
people had hidden disabilities. As a cohesive group Experts by
Experience were more positive overall, which may have contributed
to them surviving the COVID-19 pandemic.

4.7 Limitations, strengths and insights

Experts by Experience associates within this UK university (an
IMPACT group) contained people with disabilities, CEV/chronic
illness, and carers (n = 23). They experienced a wide range
of challenges during the COVID-19 pandemic. Critical public
health theory of inequalities and equities in health used to derive
the themes in this study were lack of income and occupation
rather than any educational considerations. A social model of
disability was not exclusively used in this study. Further analysis
of this data and that of others might distinguish whether results
and their interpretations might change. It was not possible to
distinguish intersectional challenges during this study due to
small sample size. In addition, no demographic information
was collected because all Experts by Experience lived in one
region of UK, and there was a risk of identification. The
University ethics committee approved all studies, and studies
used well established planning, interview methodology, recording,
transcription, and qualitative thematic analyses with coding,
and internal fidelity checking techniques. Experts by Experience
were known to the researcher for up to 13 years through
earlier involvement, conducting interviews during other research
projects, and the researcher also attended pre-COVID-19 face-
to-face IMPACT group meetings at this university. The Experts
by Experience interviewed acknowledged this researcher’s earlier
career in academic scientific research, and publishing. Therefore,
this researcher’s dual role—also as an Expert by Experience—
enabled interview participants to feel comfortable sharing their
views widely as each question was asked. Because there was
professional structure to the interviews, and the researcher did
not over-reach boundaries, potential bias was eliminated. Data
interpretation was completed anonymously on four independent
occasions. All four analyses were compared, and contrasted before
generative themes were finalized, again to reduce bias. Experts by
Experience, and researcher contrasted with other UK university,
well-funded teams, undertaking research using large-scale external
surveys, interviewing financially maintained panels of selected/self-
selected people that met predefined criteria. In addition, there
may be significant differences in voices of people who were
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renumerated for their time as Experts by Experience, compared
with this IMPACT group of volunteer/Experts by Experience
associates of a university who wished for this research. The
latter suggested this study for the benefit of other people with
disabilities, CEV/chronic illnesses, and carers. They wished to
provide suggestions to alleviate a future pandemic that would
benefit vulnerable or bioprecarious people this IMPACT group
identified with. The cohesive Experts by Experience associates
within a UK university (IMPACT) had individual personal insights
to report lived experiences during the COVID-19 pandemic.
However, findings reflect the specific experiences of these Experts
by Experience and might not represent all people with disabilities
in the UK.

4.8 Recommendations to reduce mortality
during future pandemics

4.8.1 To combat initial spread

(1) Recognize the World Health Organization agreed Pandemic
Accord/Instrument pandemic prevention, preparedness, and
response (PPPR), and the World Health Organization
International Health Regulations (IHR).

(2) Enact new/temporality appeal legislation by national
governments following point (1).

(3) Enact new legislation, containing penalties, to reduce other

citizens abusing people with disabilities, especially people with

hidden disabilities, and people with CEV/chronic illnesses, by

an ableist majority.

(4) Educate (including annual re-examination/certification)

government agents planning for pandemics, disaster relief

personnel, people employed in health and social care, in the

needs and risk to vulnerable groups of people, including

people with all types of mental/psychosocial and physical

disabilities and people with CEV/chronic illnesses.

4.8.2 To combat mortality of vulnerable or
bioprecarious citizens
(5) New funding for increased needs of vulnerable groups,
including people with hidden, and other disabilities, people
with CEV/chronic illnesses and, their carers. This will include
communications for emergencies, and other guidelines to
keep vulnerable citizens alive, increase health and social
care needs (including unmet mental health need/support for
people with hidden disabilities, GP appointments, respite
for carers), access to food, medicines, testing, vaccinations,

transportation, employment protection/adjustments for
home working/information for employers.
(6) Consult, prior/early with stakeholders/people  with

disabilities/ CEV/chronic illnesses who experience health and
social care, socio-economic, community, environmental,
intersectional, and individual challenges, including carers by
government agencies to inform point (7).
(7) Communicate immediate, effective, consistent emergency
actions people need to take, and their priority entitlements

frontiersin.org


https://doi.org/10.3389/fpubh.2025.1645667
https://www.frontiersin.org/journals/public-health
https://www.frontiersin.org

Rooney

to remain alive in multiple accessible formats, and methods
by government agents.

(8) Proactively contact people with hidden disabilities, especially
people visually challenged, inviting them for early mental
health/psychological support by national health and social
care services.

(9) Proactively contact people with CEV/chronic illnesses,
inviting them for new, early mental health/psychological
support, including maintenance of such support for people
with earlier mental/psychosocial distress by national health
and social care services.

(10) Create a single list of people with disabilities, people
CEV/chronic illness according to detailed, medical diagnoses
of health challenges, and people vulnerable according to their
complex socio-economic indicators through environment,
community, individual and intersectionality (gender,
ethnicity, class, geography; obtainable from UK Office of
National Statistics, or any nation’s equivalent), and individual
needs by government agents.

(11) Choose contact method preferences of people with

disabilities, CEV/chronic illnesses/shielding to rapidly
disseminate emergency information, and guidelines from
stored list by a nation’s health and social care systems.

(12) Maintain, and update

agents/people employed across any nation’s health, and

single list by government
social care organizations.

(13) Store single list revised/reformatted with evolving technology
for rapid data sharing across organizations by government
agents/people employed across any nation’s health, and
social care organizations.

(14) Provide further information to aid survival during any future
lockdowns to people on stored list, for example, different
lists of possible coping strategies, with links to online “how
to” information, based on people with diverse disabilities,
especially people with hidden disabilities, and people with
CEV/chronic illnesses; how to develop new skills, and join
online certificated training courses to enter new careers; how
to reflect, and develop individual, and families’ relationships
over their life courses in light of the current emergency, and
ideas for planning low costs end of lockdown celebrations,
giving hope for a better future.

(15) Create accessible directory of third sector organizations,
through providing new funding for National Council for
Voluntary Organizations (NVCO), or equivalents across
other nations, and regularly maintain/update to include
national, and local organizations, classified by alleviation of
need offered/availability, and county/community, including
contact information for example, email addresses, telephone
helplines, and online resources.

(16) Make available to all directory at (15), including national
organizations, providers, and the third sector, to provide
effective support to vulnerable groups of people/individuals,
also through signposting by advocates.

(17) Combat loneliness to access communities, and groups of
people using social media platforms through using directory
at (15).

(18) Engage all stakeholders to regularly practice, monitor, review
and update 1-18 to ensure validity.
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5 Conclusions

Experts by Experiences associates within a UK university were
service users, with a wide range of disabilities, and their carers,
most of whom were also CEV during the COVID-19 pandemic
or syndemic. Their insights interpreted through a lens of critical
public health of inequality and inequity in health to include
socioeconomic complexities of environmental, community,
and individual challenges, suggested that this vulnerable, or
precarious group, needed differential prioritization by nations’
governments to remain alive, especially those with hidden
disabilities. Character strengths/positive psychology responses
were complex, and dynamically changing as the COVID-19
with disabilities,
their carers, allies and people CEV/chronic illness deserve to

pandemic progressed. Vulnerable people
remain alive, and experience equitable lives of quality they self-
determine. This study provided recommendations to combat initial
spread, mortality and inequity to prepare for future pandemics.
Preparedness requires ensuring the functioning of all systems
despite circumstances. Long-term research and monitoring might
prepare for various health threats, which will enable anticipation,
rapid response, support for decision-making and prevention,
including all stakeholder involvement. International cooperation
in preparedness is important.
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