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Under the UK Equality Act 2010, a person is deemed disabled if they have a physical or mental
impairment that has a ‘substantial’ and ‘long-term’ negative effect on their ability to do normal
daily activities. https://www.gov.uk/definition-of-disability-under-equality-act-2010

In this report we are using the term disabled people in preference to other terms, this is in line
with UK government guidelines (GOV.UK, 2021) and the Greater Manchester Coalition of Disabled

People (nd).

Figure 1: The disproportionate impact of COVID-19 on disabled people 6
Table 1: Summary explanations of themes 11
GP General Practitioner

laSCs Inclusive and Sensitive Conversations/Contributions

PTSD Post-Traumatic Stress Disorder

UK United Kingdom

We would like to thank the Comensus service users and carers who contributed and the two peer
researchers for their invaluable assistance in collecting the data for this study
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I hope this [study] somehow helps as a testament to where the governing
bodies and healthcare system failed me and countless others who
suffered in silence with their mental health during the COVID pandemic.

Disabled people are especially vulnerable during global crises such as the recent COVID-19
pandemic. During the pandemic, this already marginalised group experienced further
marginalisation through disruptions to relied-upon services, the impacts of the measures taken to
prevent the spread of the virus, and their greater risks of poor outcomes from the virus. This
report highlights these challenges and includes the findings from a small-scale study which aimed
to explore the first-hand experiences of disabled people in the UK during the COVID-19 pandemic.

For this study, members of the UCLan, UK team collaborated with a service-user and carer
community engagement group, known as Comensus, to explore the experiences of disabled
people and their carers. Thirteen Comensus members contributed to the study via their preferred
method of individual or group informal conversations, or a written account.

The three themes constructed from a thematic analysis of their contributions tell the story of how
measures put in place to mitigate the pandemic resulted in increasing levels of marginalisation,
social injustices, and a failure to respect the rights of disabled people and their carers.
Furthermore, given that disabled people and carers were already disadvantaged, and that the
restitution of services to pre-pandemic levels has been slow in the UK, it seems that there is still
much ground to be made up. This report sets out three primary themes which summarise the
experiences of those who participated in our study.

Disruptions and
deteriorations in
services

Life got {and stayed)
smaller

Grappling with rules
and new information

Z S . < : Pixabay
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2.Introduction

Background

Approximately 1.3 billion or 16% of people across the globe experience significant disability (World
Health Organisation, 2023). In the UK during 2020-21, 14.6 million people or 22% of the population
were disabled, a figure that has risen from 19% in 2010-11 (UK Parliament, 2022). As an already
marginalised group, disabled people are especially vulnerable to further marginalisation during
global crises such as the recent COVID-19 pandemic.

Commenting in The Lancet, leading bioethicist and disability researcher Tom Shakespeare (2021a)
characterised the plight of disabled people during the pandemic as a ‘triple jeopardy’ (p1331)
highlighting: ‘the increased risk of poor outcomes from the disease itself, reduced access to routine
health care and rehabilitation, and the adverse social impacts of efforts to mitigate the pandemic’
(2021, p.1331). The UK population as a whole experienced disruptions to health, education and
social care services during the pandemic. However, as illustrated by the micro-briefing below from
the Glasgow Disability Alliance (2021), the burdens borne and the continuing impact felt by
disabled people have been exacerbated by longstanding social inequalities and injustices
(Disability Unit, 2021; Shakespeare et al. 2021b).

The disproportionate impact of
COVID-19 on disabled people

Evidence is clear that disabled people are more
likely to become seriously ill or die from COVID-19
and are particularly vulnerable during lockdown

Elevated clinical risk does not Fully explain
the disproportionate burden of VID-19
on disabled people

A range of existing barriers to services,
inequalities and disadvantage endured by

disabled people have been worsened by the
pandemic B

Lockdown has been acutely Felt by disabled
:ooplo. who are more likely to have mental

ealth conditions, to be socially isolated and
to be digitally excluded

N

The sustained involvement of
disabled people in designing
pandemic recovery policy,
practice and research is essential
—

Find out more:
www.policyscotland.gla.ac.uk/covid-disability

https://gda.scot/2021/02/09/disabled-peoples-voices-amplified/
Figure 1: The disproportionate impact of COVID-19 on disabled people (Glasgow Disability Alliance, 2021)
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A relatively small amount of qualitative research has been conducted into the experiences of
disabled people in the UK during the pandemic. Most of the research conducted to date has
focused primarily upon disabled people’s disrupted interactions with public services (Flynn et al.,
2021; Linden at al., 2022; Pearson et al., 2022; Scherer et al., 2022; Shakespeare et al., 2021b).
While the wider population also experienced changes in their access to public services during the
COVID-19 pandemic, disabled people generally have a greater engagement with, and thus a
greater reliance upon, health and social care systems. Reductions in these services left many
people feeling abandoned and led to an increased dependance on informal care from family and
friends. However, these fragile social bonds were put under increased strain by the all-pervading
fear of the virus and the need to observe infection control measures (Linden et al., 2022; Scherer
et al., 2022; Shakespeare et al., 2021b).

Under normal circumstances, disabled people are more likely to suffer with mental health
conditions (Shakespeare, 2021a). Hence the burden of increased health anxiety, the loss of
connections, support, and routines, during periods of lockdown impacted profoundly on their
mental health (Flynn et al., 2021; Linden et al., 2022; Pearson et al., 2022; Scherer et al., 2022).
Although some people were able to stay connected via online platforms, many were left feeling
isolated and alone, missing the physical presence of their loved ones and usual care assistants
(Shakespeare et al, 2021b).

Frustration with the leadership and messaging from governments is highlighted by Shakespeare
et al., (2021b) and the work of Goggins and Ellis (2020) regarding the predominant medical ableist’
rhetoric and a lack of efforts to promote inclusivity in communications about the pandemic
(Rotarou et al., 2021). Those with intellectual or learning disabilities struggled with understanding
the frequently changing information about restrictions intended to mitigate the spread of the
virus. This in turn put an additional burden on their carers who had to encourage their relatives to
comply with social distancing, restricted travel and mask wearing (Giebel et al., 2021).

Some positive trends were identified including the swift and decisive actions of voluntary sector
organisations which were vital to plug some of the gaps left by reversions in usual services
(Shakespeare et al., 2021b). Some disabled people reported feeling freed up from usual routines
and discovering an increased sense of independence (Disability Unit, 2021; Flynn et al.,2021). The
increased availability of online activities was advantageous to many, including adults and children
with learning disabilities (Flynn et al., 2021). The potential of flexible working arrangements to

1 Ableism refers to the discrimination of and the social prejudice against people with disabilities.
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reduce barriers to employment for disabled people is also of note and offers hope for improved
inclusivity (Disability Unit, 2021; Goggins and Ellis, 2020).

Nevertheless, despite some positive trends, the overall story for disabled people and their carers
during the COVID-19 pandemic is one of social injustice, hardship, struggle, and increased
marginalisation:

For disabled people it has exposed and magnified existing structural failings and
inequalities and has differently impacted on disabled people; in many cases their
needs were not protected and the response of the state has compromised their
human rights (Shakespeare et al., 2021b)

As part of Prepared task 1.2, we were asked to contribute to the gathering of key insider
perspectives associated with the broader contextual challenges of COVID-19. This report gives an
account of a qualitative research project conducted with disabled people and carers about their
experiences of the COVID-19 pandemic in the North-West of England.

The people we worked with to conduct this research are members of a service-user and carer
community engagement group, known as Comensus, which has been part of UCLan UK since
2004. Initially conceived as an action research group, its remit has expanded to include
embedding the voices of service-users and carers across all professional health and social care
programmes delivered by UCLan. Led by Comensus facilitator Janet Garner, a team of staff
organise and support members who volunteer to share their lived experiences of health and
social care services to give students insights into service-user perspectives. Comensus’ members
experience various disabilities and chronic illnesses which include but are not limited to physical,
intellectual and learning disabilities, dementia, and mental health issues.

The research question of this small-scale study was:

How did disabled people and carers of disabled people in the UK experience the COVID-19
pandemic?
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The need to gather accounts of the experiences of disabled people and their carers during the
pandemic necessitated a qualitative approach. Building on the work undertaken for the Wellcome
Trust-funded LENS project (https://lens-project.org/ ) we trialled the use of Inclusive and Sensitive
Conversations/Contributions (1aSCs) for data collection. This approach is designed to be sensitive
to the preferences and needs of people taking part in research. Having flexibility in data collection
methods promotes broad and ethical inclusion in research, even for those who might otherwise
be marginalised or excluded from having a voice.

In this study, we offered a choice of ways to contribute via group or individual conversations
conducted in a relaxed and informal manner by JG and a peer researcher?, or the submission of
reflective thoughts in writing or by audio recording®. To reduce invasion of privacy we collected as
little personal data as possible. To this end, conversations were not audio or video recorded and
notes were taken to summarise the main issues of concern rather than to record a verbatim
conversation. The Comensus members who took part in the study were known to JG and her team
who already held their members’ contact details. All data was anonymized before submission to
HP and KC for analysis.

As Comensus coordinator, JG identified members who would be relevant to this study and
circulated an invitation to contribute along with an information sheet and consent form. Those
who were interested then contacted JG to notify her how they would like to take part and to set up
appointments for conversations. Those who preferred to send in a piece of freewriting did this via
email to JG. Although it was offered as an alternative way to participate, nobody chose to send in
an audio recording of their contribution.

Fourteen contributions were received from thirteen members of Comensus. These comprised:

e two group conversations; the first group included three people, the second included four
people;

e three individual conversations and

e four contributions of freewriting via email.

2 Peer researchers are people with experience of the issues being studied who take part in conducting research. In this
project, two members of Comensus who had been trained in conducting interviews and focus groups assisted JG in running
the group 1aSCs. The peer researchers also contributed to the study through individual conversations with JG about their
own experiences, hence they are not named as authors to protect their anonymity.

3 Audio recording was offered in this instance to increase accessibility.
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One of the email contributions was from someone who had taken part in a group conversation
and felt that they had more to add after reflecting on the group conversation. Hence, fourteen
contributions from thirteen members.

People who contributed to the study included:

e participants with deafness, learning disabilities

e participants with mental health conditions such as schizophrenia, personality disorder,
depression, anxiety, Post-Traumatic Stress Disorder (PTSD) and other non-specified mental
health conditions

e participants with multiple physical health conditions including myalgic encephalitis, cardiac
and respiratory conditions, joint problems and other chronic health conditions which were
not specified

e participants who cared for children with Down syndrome and complex needs, and who
cared for an elderly relative with dementia

Some of the carers were also suffering from chronic ilinesses themselves.

Ethical approval was granted by the Health Ethics Panel at UCLan (HEALTH 0376). Comensus
members may be regarded as vulnerable by virtue of the impact of their health conditions on
their lives. To account for this, Comensus members receive substantial support from a team of
UCLan staff and peer mentors to ensure that they can contribute in a safe and equal environment.
Comensus staff stay well-informed about the health and wellbeing of their members and
encourage them to take time out from their volunteer activities if needed. Thus, we were able to
ensure that we did not approach people who were acutely unwell to take part in the study. People
who took part were compensated for their time by a payment of £25 or provision of an equivalent
shopping voucher which is in line with the reimbursement practices of the National Institute for
Health and Care Research.

For this study, the conversations with volunteers were led by Comensus coordinator (JG), who
already had an established and trusted relationship with members. JG was supported in running
each group conversation by one of the two trained peer researchers who were recruited from the
Comensus membership. Data was collected from December 2022 to February 2023. Notes were
taken by JG as well as the peer researchers to summarise the issues raised during conversations.
They were checked and agreed with the volunteers before the close of the conversation. The
notes were then uploaded into a dedicated Microsoft Teams space for analysis by HP and KC.
Email contributions were sent to JG, who anonymised them and uploaded them to the Teams
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space. Brief contextual details of health conditions experienced by the people who took part were
added to the data by JG.

Data was analysed inductively using thematic analysis techniques to construct themes which
represented the experiences of those who took part. Additionally, an Ipoem* was constructed
based on one of the email contributions.

Three main themes describe the primary areas of impact. Underpinning and threaded through
these three themes is the impact of the pandemic on the health, wellbeing and quality of life of
disabled people and their carers. Prior to the pandemic, contributors to our study could already
be seen to be somewhat marginalised from society by their conditions. Measures taken in the UK
to mitigate and contain the COVID-19 virus, although intended to protect the whole population,
served to further marginalise those with disabilities and their carers in restricting their access to
relied-upon services and both formal and informal support networks.

Table 1: Summary explanations of themes

Themes Main concepts in themes

Disruptions and Disrupted access to regular services. Delays in receiving treatment.

deteriorations in services The continuation of deteriorations in services. Feeling failed or
abandoned.

Life got (and stayed) smaller Separation, isolation, missing social and physical contact.
Deterioration in self-care. Becoming more cautious. Continued
restriction of activities. Relief for those with social anxiety but
concerns about the long-term implications. Impact on employment.

Grappling with rules and Confusion. Hard to keep up with the information. Need for sign

information language interpreters on national briefings. Overwhelmed by the
information. Avoiding the news for the sake of one’s mental
wellbeing. Sceptical about the reliability of the information and the
trustworthiness of the rule makers. Annoyed about rule breaking.

4 |poems are a type of research poem constructed from qualitative data by extracting the ‘I’ phrases and placing them together in in the
same sequence in which the phrases appear in the transcript to form a poem. Developed by feminist researcher Carol Gilligan (2015),

Ipoems can help to convey a relatable essence of people’s experiences
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Disruptions and deteriorations in services

I'm under the Rheumatology team and supposed to have appointments every 6
months. Didn't see anyone and only had a phone appointment after 2 years during
the pandemic. My GP (General Practitioner) was around the corner and had phone

appointments, but my prescriptions were handed to me through a side window!

While most of the UK was impacted in some way by changes to health, social care and education
services as a result of the COVID-19 pandemic, disabled people and their carers have a greater
level of engagement with public services and were thus particularly vulnerable to such
disruptions. As illustrated by the quote above, people felt disconnected from services that they
relied upon; not only had this person missed out on regular appointments with their specialist
team, but they also felt held at a distance by their GP practice.

Several contributors to our study told of their sense of having been abandoned by their usual
services with some saying that they would have welcomed even brief check-ins to know that they
were not alone. One person with schizophrenia felt that they had been unfairly treated when the
community mental health nurse stopped visiting and monitoring their condition. This person
subsequently had a seven month stay in a psychiatric hospital. One carer told us of her sense that
‘Everything stopped’ her daughter’s routine attendance at a day centre was halted, meaning that
the carers lost any periods of respite from the pressures of care, and the child lost the care and
stimulus provided by the day centre. Another carer described how their daughter’s attendance at
her special school had been so disrupted that she had now refused to return to school. One carer
summed up her feelings as having been ‘dumped on and forgotten’.

There was a general sense from contributors that the standards of service received had
deteriorated, not least due to the move to telephone or online appointments which were felt to be
less effective than face-to-face consultations. One contributor described self-medicating for six
months when their regular treatment was cancelled, and they could not access a GP. Another
reported that they had been made to feel guilty for trying to access services and as though their
health was not bad enough for them to be seen by a professional.

Even those who said that they had adapted to virtual appointments reported that they would still
prefer to see health professionals face to face. In January and February 2023, when the data was
collected, people reported still feeling dissatisfied with access to services such as seeing their GP.

5 As data was analysed anonymously, no identifiers are attached to quotes used in the presentation of findings. Some extracts are taken
from emails and are quoted verbatim, while others are extracts from summarising notes of group or individual conversations.
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Some suspected that the infection control measures introduced during the pandemic were being
used as an excuse to continue to provide a reduced service:

It was very hard to get a GP appointment. Even now it's not face to face, just a
telephone appointment only. What does a doctor look like?

Contributors reported delays in planned surgery and struggles to obtain medications and
vaccinations. One carer reported a negative experience while trying to get the COVID-19
vaccination for her child with Down syndrome because there was confusion about her eligibility
when they arrived for their pre-booked appointment. Some Comensus members experienced
difficulties with the requirements for patients and staff to wear masks during clinical
appointments. This was especially difficult for those with hearing issues, people with learning
difficulties, people with autism, people with communication difficulties, and for some people
suffering with mental health issues. One potential indicator of progress is the recent development
of a British Sign Language interpreting app which gave one of the deaf contributors hope for
easier communications with services going forward.

While a small number of good experiences were reported, the majority of comments on the topic
of interactions with services were negative and conveyed a sense of injustice at their perceived
abandonment by those they relied upon.

I hope this somehow helps as a testament to where the governing bodies and
healthcare system failed me and countless others who suffered in silence with their
mental health during the COVID pandemic.

Life got (and stayed) smaller

I hate the fact | couldn't hug and kiss people and the physical contact or lack of it was
a huge problem for me.

This theme encompasses how the fear of the virus and the imposition of infection control
measures such as lockdowns, travel restrictions, social distancing and the wearing of masks
resulted in a diminution of disabled people’s daily lives. Many of the issues highlighted in this
theme would also have impacted the general population, but for those with disabilities the risk of
poor outcomes from COVID-19 was greater and the need to be connected to a network of support
was much more acute.

Several Comensus members spoke of their sadness at being physically and socially isolated from
friends and family. For some, the impact of reduced social activity was linked to a decline in their
own self-care; one person told us that they ‘couldn’t be bothered getting out of bed some days".
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Others reported a decline in physical health, personal hygiene and house cleanliness due to
inactivity and staying indoors too long.

Conversely those with anxiety in social situations experienced some relief from not having to
interact with people during lockdowns. However, this clearly had implications for long-term
wellbeing as expressed in the following comments from two carers of children with disabilities:

| feel X benefited in some ways from the COVID Pandemic and lockdowns. This suits
her personality and what she likes to do. Long term is this a good thing? I'm not so
sure.

We tried to get Y out for regular walks, but she refused after a few days and she just
sat in the chair for hours instead, occasionally looking out of the window.

People told us that they had become more cautious since the pandemic and were still restricting
their activities. There was a strong sense that the shrinking of people’s lives had continued into the
present day; one elderly person with chronic physical and mental health conditions described
herself as having become more insular and still preferred to ‘keep socially distant, travel alone and
not engage generally’.

A small number of contributors to our study were employed at the time of the pandemic. Two of
them switched to working from home but keenly felt the loss of support from interacting with
colleagues in an office environment. Sadly, the impact of mask wearing in public spaces severely
impacted one young woman with deafness and resulted in her leaving her job. The following extract
is presented in the form of an IPoem which has been constructed from her email contribution:

My job was to greet clients, they had to wear masks too
I would struggle - the masks would muffle their voices & I couldn't lip-read
| started to have paralysing anxiety
| started to feel isolated, very anxious and depressed
I felt like | couldn’t do my job effectively anymore
I'd leave work crying because of the amount of times | had been shouted at
| felt like | wasn't contributing meaningfully to society anymore
A year after the pandemic started
| just collapsed at work in the middle of a panic attack
| couldn’t do it

A couple of months later | left altogether
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This Ipoem tells the tale of someone struggling in difficult circumstances to continue to do her job
and the impact of this on her mental health. Communication, which was already hampered by her
deafness, became impossible when she was unable to lip-read through protective masks. Her
statement that she felt she was no longer able to make a meaningful contribution to society
poignantly illustrates how her mental health, self-worth and sense of identity were severely
impacted by her difficulties at work and, ultimately the loss of her job.

Grappling with rules and information

Very hard to keep the rules, felt it unfair that couldn't see anyone. Couldn't keep up
with all the changing rules.

This theme summarises issues that arose for Comensus members as they attempted to navigate
and understand the information being circulated about COVID-19 and the rules in place to try to
mitigate the impact of the virus. Rules about COVID-19 restrictions were frequently changed as
new information about the transmission of the virus became available, and in response to varying
levels of infection in different areas in the UK. In each of the countries that make up the UKS®, the
devolved governments provided daily briefings on television to update the public about levels of
infection, mortality and the rules that they must follow which sometimes differed between
countries. Deaf contributors to our study complained about the lack of sign language interpreters
at the English government'’s daily briefing and felt it unfair when provision for this had been made
by the other UK governments.

Comensus members told us of their difficulties in keeping up with the changes in rules and felt
unsupported in being able to understand them:

Why did the differing UK countries have different rules? Couldn't understand differing
restrictions in different areas.

In addition to the government daily briefings, the outputs of news programmes and other
mainstream media sources were dominated by stories, reports, and statistics concerning the
coronavirus pandemic. This level of information, although arguably necessary, was hard to cope
with, especially for those with anxiety and other mental health issues:

The main challenge | faced everyday was avoiding the news. The negatives were
immense that were being reported. It was every half hour on radio which | mainly
listen to and the adverts about covid were everywhere. Because | obsess a lot this was
a huge challenge for me.

6 The United Kingdom of Great Britain and Northern Ireland (UK) is comprised of mainland Great Britain (England, Wales
and Scotland) and the northern part of the island of Ireland (Northern Ireland) along with numerous small islands.
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One person told us of their efforts to stay positive being hampered by what they saw as a
hysterical pessimism in the media. Another went further still and described media outputs as
scaremongering, which combined with having been told that they were extremely clinically
vulnerable, had left them in fear for their life. Not all our contributors were overwhelmed by the
briefings about COVID-19 and the restrictions. Instead, a significant number mentioned a distrust
of the information circulated, and of the agendas of those who were providing the information:

From the start there was disinformation, contradictory information e.g., mask wearing
and exemptions and how serious it was. Didn’t know what to believe.

The difficulty in understanding rules and restrictions was especially challenging for those with
cognitive issues, and, in turn, this impacted upon their carers. One carer of an elderly lady with
dementia told us that her relative’s inability to comprehend why she couldn’t go outside led to her
behaviour becoming aggressive and violent.

Several Comensus members expressed the anger they felt when they saw people breaking the
rules:

| felt annoyed that some people were flouting the rules which affected the lives of
everyone else in the region.

People were also sceptical that some decisions about changes to mitigating measures were based
on economic factors rather than the guidance from medical experts

Strange how football matches and pubs were prioritised to re-open over health
concerns. The economy seemed to be prioritised over people’s health in the end.

Our findings largely concur with existing research, most of which was published in 2021-22. This is
especially so in terms of the magnifying effect of the pandemic on the social inequalities and
derogation of human rights already experienced by many disabled people (Disability Unit, 2021;
Pearson et al., 2022; Scherer et al., 2022; Shakespeare et al., 2021b). From our position, analysing
data collected from people in 2023, we can see how difficulties accessing services appear to have
continued in spite of the lifting of pandemic restrictions. Our findings also show the long-lasting
impact of the pandemic in diminishing the scope of disabled people’s lives. Finally, in terms of
setting and communicating rules and guidance during crises, we highlight that one size does not
fit all; marginalised groups need measures that are suitably adjusted to ensure inclusivity and
respect for the rights of disabled people.
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In common with existing literature (Flynn et al., 2021; Linden et al., 2022; Pearson et al., 2022;
Shakespeare et al., 2021b), the most frequently mentioned issue in our study was that of
disruptions and deteriorations in health, social care and education services by which disabled
people and carers were deprived of normal avenues of support. Consequently, the burdens upon
carers and voluntary organisations increased to fill the gaps (Giebel et al., 2021; Linden et al.,
2022; Shakespeare et al., 2021b).

Our second theme of life getting smaller is reflected to an extent in the work of Linden et al.
(2022), Pearson et al. (2022), and Shakespeare et al (2021b). However, as contributors to our study
were able to look back on the trajectory of their lives through the times of maximum pandemic
restrictions to the present, we were able to discern that life was continuing to stay smaller for
many.

Our third theme described the difficulties that disabled people and their carers had with accessing
and understanding information about pandemic mitigations. Shakespeare et al (2021b) make the
point that the provision of inclusive information is both practically and symbolically important.
Disabled people need to be able to understand the rules that they need to follow, and they need
to feel that they are included in communications. We would also suggest that thought needs to be
given to how to communicate in a supportive manner, especially for those with mental health or
cognitive difficulties for whom the volume of frightening news was overwhelming.

Positive aspects of the pandemic were more evident in previous studies than in ours. The UK
Government's Disability Unit (2021) pointed to the potential benefit of remote working to allow
disabled people more flexibility in working practices, but the two people in our study who had
switched to working from home missed the contact with colleagues. Shakespeare et al (2021b)
highlighted the work by voluntary organisations to address some of the gaps left by service
reversions during the pandemic. This was echoed in our study as people continue to feel
supported by the Comensus team at UCLan who provide devices to enable members to stay
connected and keep up with their volunteering activities. Other positives mentioned were the
wider use of the Sunflower ‘hidden disability’ lanyard’, and a sign language interpreting app.

7 The Sunflower Lanyard Scheme was launched in the UK by Hidden Disabilities in 2016. Originally designed to support
neurodivergent travellers who needed assistance at Gatwick airport it was then rolled out nationally and later, globally. Its
use in the UK grew during the pandemic when people who were unable to wear face masks used the lanyard to signal they
had a valid reason for non-compliance with infection control guidance (Marcus, 2022).
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The backdrop to our study is encapsulated by Scherer et al.'s description of a ‘structured
marginalisation of people with disabilities, entrenched by government action and inaction’ which had
placed disabled people in an unenviable state of vulnerability before the pandemic began (2022,
p2).

The three themes constructed from a thematic analysis of the data in our study tell the story of
how measures put in place to mitigate the pandemic resulted in increasing levels of
marginalisation, social injustices, and a failure to respect the rights of disabled people and their
carers. Furthermore, given that disabled people and carers were already disadvantaged, and that
the restitution of services to pre-pandemic levels has been slow in the UK, it seems that there is
still much ground to be made up.

We close this report with quotes from three Comensus members about the overall impact of the
pandemic and their fears for future similar events:

The pandemic highlighted the differences between the different layers of society and
culture.

It was a wake-up call for a lot of people... People realise they are more vulnerable
than they think - one small virus spreading, and mutating can have such a
devastating impact.

The thought of going through another pandemic and having to go through face
coverings again would be devastating especially for the deaf community. We already
feel isolated in certain situations, but full-face coverings make everything even more

isolating as reading lips are our ears.
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