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Abstract

This paper reports on in-depth qualitative interviews conducted with 69 disabled
people in England and Scotland, and with 28 key informants from infrastructure
organisations in the voluntary and statutory sectors, about the impact of COVID-19,
and measures taken to control it. Participants were recruited through voluntary
organisations. As with everyone, the Pandemic has had a huge impact: we discuss
the dislocations it has caused in everyday life; the failures of social care; the use of
new technologies; and participants’ view on leadership and communication. We
conclude with suggestions for urgent short term and medium term responses, so that
the United Kingdom and other countries can respond better to this and other

pandemics, and build a more inclusive world.
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Disabled people in Britain and the impact of the COVID-19 pandemic

Introduction

In the United Kingdom there are over 11 million disabled people, (ONS, 2019). They
account for roughly 20% of the country’s population and at the start of the pandemic
there was widespread concern about their susceptibility to SARS-CoV-2 virus and the
resulting COVID-19 diseases. Of those aged 65 and over, 45% are disabled (ONS,
2019), and older people are known to be at greater risk of the virus (Harrison et al.,
2020). Certain groups, such as those with organ transplants, those living with severe
respiratory conditions such as cystic fibrosis or those who have specific cancers, such
as blood or bone marrow were singled out as being at particular risk of increased
morbidity or mortality associated with Covid-19 (Harrison et al., 2020; Yang et al.,
2020). This group was later expanded to include other conditions such as people
with a neurological condition, people post-stroke and people with diabetes. There
was a general concern that the narrower margin of health experienced by many

disabled people (WHO 2011) would make them particularly at risk from COVID-19.

Not only was it felt that disabled people were at increased risk of morbidity and
mortality following infection, there was also concern that many disabled people were
in living arrangements or receiving care and support services in ways which
increased their vulnerability (Dickinson et al 2020). For example, many disabled
people live in congregate settings, placing them at increased risk of COVID-19
transmission (Daly, 2020). Those disabled people who rely on domiciliary social
care provided by support workers and personal assistants were also seen as being
placed at risk, as many care workers visit large numbers of disabled people (Glynn et
al., 2020) . Self-isolation for many disabled people is difficult or impossible. The
United Kingdom’s Coronavirus Act (2020) suspended the Care Act (2014) in
England, and in Scotland the duty for Local Authorities to assess need, which raised

fears that social support needs would not being met in every circumstance.

COVID-19 placed considerable pressure on already overstretched services. Since
the global financial crisis of 2008, and the election of Coalition/Conservative

governments, cuts have affected resilience of disabled people (Mladenov 2015).
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More targeted welfare benefits, sanctioning, and reductions in entitlements have
affected those unable to work (Glasby et al., 2020). The Institute for Government
estimate that between 2009/10 and 2014/15, local authorities in England cut
spending on adult social care by nearly 9.3% in real terms and that by 2019 social
care funding had been cut by 2% in real terms compared to 2008/9 (Institute for
Government 2019). Cuts of this scale to an already over-burdened service have
meant reductions in the range and quality of services, eligibility criteria have been
changed to reduce access, and there has been an increased reliance on informal care

provided by family and friends (Morris 2011, Glasby et al., 2020).

Despite the raised COVID-19 risk — clinical and social - experienced by disabled
people, this population is strangely missing from important analyses which have
been published during the Pandemic. For example, Andrew et al. (2020) talk about
inequalities in children’s experiences of home learning during COVID-19, but fail to
mention children with special educational needs and disabilities. Hupkau and
Petrongolo (2020) talk about care and gender, but fail to mention disability, disabled
children or disabled parents. Public Health England (2020) talk about disparities in
risk and outcomes of COVID-19, and so does Bibby et al. (2020), but neither
mention disability, despite discussion of economic, gender, age and racial disparities.
The same goes for Johnson et al. (2021). It is astounding that disability is absent
from these studies. It is complex but not hard to disaggregate disability. However,
there may be difficulties bringing together evidence for which specific health

conditions put people at higher risk of COVID-19.

Early reports on the impact of the pandemic and the response to curtail its spread
give substance to many fears from the disability community. Disabled people’s
organisations and activists have carried out surveys of their members and have
drawn attention to the disproportionate impact of the COVID-19 pandemic on the
disability community (Campbell 2020; Greater Manchester Coalition of Disabled
People 2020; Inclusion London 2020; Inclusion Scotland 2020). Glasgow Disability
Alliance, for example, telephoned over 5000 disabled people across Glasgow in the
early months of the pandemic to survey their wellbeing. Their report concludes that
the barriers disabled people face and the inequality they experience has made them

less able to respond to the challenges COVID-19 has placed on them. They also found
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that disabled people have been excluded from the decision-making process and that
their needs have been overlooked. A survey carried out by Inclusion London with
over 300 respondents concludes that disabled people are ‘are experiencing
increasing levels of psychological distress, social isolation, a lack of social care
support, workplace discrimination, food poverty, and unequal access to health care’

(2020, 4).

There is now also a growing body of quantitative evidence to suggest that the changes
implemented to prevent the spread of COVID-19 and the request for people to ‘stay
home to stay safe’ has had a considerable impact on the wellbeing of disabled people
with many reporting increased mental health problems (ONS 2020b, 2020c¢; Theis et
al 2021). Above all, there is now good evidence that disabled people have died in
disproportionate numbers during the pandemic (ONS 2020a). This is well known
for older people (Sinnathamby et al 2020), but is also particularly the case for

people with intellectual disabilities (LeDeR 2020).

However, there has to date been little detailed qualitative research exploring the
impact of Covid —19 on disabled people, their lives and the services they receive.
This paper aims to fill that gap. Drawing on interviews with 69 disabled people and
28 disability organisations, it provides authoritative evidence about how disabled
people in England and Scotland are experiencing the COVID-19 pandemic. We
describe how COVID-19 has disrupted their lives and their support, the impact it has
had on the provision of social care, the role of new technologies and messaging and
leadership. Based on our analysis of this data, we recommend the response
measures to help disabled people and their families, both now and as we emerge
from this crises. This study has highlighted existing inequalities, and the need to
bring back better after the pandemic.

Methods

The data presented here are drawn from a UKRI-funded study exploring the impact
of the pandemic on disabled people. We adopted a strategy that would allow us to
collect detailed evidence of the experiences of individual disabled people but also
provide breadth to the study. In total, 69 in-depth semi-structured interviews were

conducted with disabled people, including 11 carers of disabled children. People who
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were interviewed had a wide range of impairments: physical, sensory, intellectual
and mental health conditions. People with dementia and autistic people were also
included. We conducted 28 semi-structured interviews with organisations of and for
disabled people and other key informants including social services. These data are
from the first wave of interviews in June-August 2020; we will be carrying out a
second wave of interviews in February — April 2021. Full ethical review and
approval has been conducted by the London School of Hygiene & Tropical Medicine
Research Ethics Committee (Approval number: 21878).

Participants

In total, 30 interviewees were recruited from England (mainly Greater London and
East Anglia) and 38 from Scotland (mainly Glasgow but also across Scotland: 41
were female, 27 male, and one gender neutral, four identified as being from a Black
or Minority Ethnic (BME) community. A total of 33 lived with other family, 26 lived
alone, and seven lived in a residential setting. We sought to recruit people from
urban, suburban, rural and remote-rural settings. The breakdown by impairment
category is given in Table 1, noting that many participants reported more than one
impairment. Participants were recruited via a range of disabled people’s
organisations and other NGOs. All interviewees were volunteers and were given a
£20 voucher to compensate for their time. We approached organisations and asked
them to publicise the research to their members, leaving it up to individuals to
contact us. Working with us, the organisations used a range of methods including
publicising the research on their web sites, emails to their members and mailshots.
We wanted to ensure that we recruited participants who did not have internet
access, and worked with organisations to specifically target this group. All

participants were guaranteed anonymity and all names used are pseudonyms.

Table 1. Respondents by impairment category

Impairment Number
Autism/neurodiversity 8
Cognitive impairment 5
Intellectual impairment 19
Mental health condition 18
Physical impairment 33
Sensory impairment 15
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Total 98

(some participants had multiple conditions)

Interviews were conducted remotely, via telephone, Zoom, or where requested, by
email. The pandemic has meant that we have all had to adapt and change our way of
working and there has been a huge increase in the use of video conferencing and
other technologies as a means of data collection (Lobe et al 2020) All three modes of
interview have previously been shown to be useful: the quality of data obtained does
not differ markedly from face to face interviews, although we found it can be harder
to develop rapport with people with learning disabilities online ( Mason & Ide, 2014,
Deakin and Wakefield 2013; Mealer and Jone 2014). Our interviews took between
30 minutes and 60 minutes. All the interviews were transcribed verbatim for
subsequent analysis. Each interview was then coded using NVivo 12. Thematic
analysis (Guest et al 2012) provided the framework and involved initial coding of
interview transcripts to identify the key themes emerging from the data. These were
discussed across the entire team, and a coding scheme and codebook was developed
collectively and iteratively. The team exchanged transcripts and cross-reviewed

coding of 8 transcripts to maximise consistency of coding across the whole project.

Results

The COVID-19 pandemic has significantly impacted on disabled people and their
lives. A CEO of a large disability organisation put this succinctly:

‘I mean without being dramatic | think it's been catastrophic. | think it has taken existing
inequalities that disabled people experience and it has magnified them and exaggerated
them’. (SO12)

In this section we present the emerging key findings from our interviews under four
themes. First, we explore how the pandemic has impacted on people’s day to day
lives and their social routines, showing the dislocation it has caused. Second, we
examine the role of social care and how this has been affected by the pandemic.

Third, we explore the ways in which new technologies have been used by disabled
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people. Finally, we examine participants’ perspectives on leadership and messaging.
These themes were both common and highly relevant in this crisis. It is urgent to

resolve these problems and minimise these disadvantages.

Disabling disruptions

In this section we document the way that the pandemic has disrupted the established
social practices and routines of our research participants, impacting for many on
their mental health and wellbeing. While this disruption will be a common feature
of the pandemic for all, there are specific issues faced by disabled people that have
magnified that disruption. Disabled people have a narrower margin of health (WHO
2011) and many of our participants feared that their impairment or other co-
morbidity would place them at significant risk of harm, should they be infected by
SARS-CoV-2. Many disabled people are more dependent than non-disabled people
on medical or rehabilitation interventions, and disruption to services therefore
affects them more (Dickinson et al 2020). All the organisations we spoke to
expressed concern about the long-term impact of Covid and the lockdown on

disabled people's mental health and wellbeing.

People described how their health care and support had changed significantly.
Routine physiotherapy, speech and language therapy and occupational therapy were
cancelled, causing particular problems for young disabled people. Attempts to
replicate these therapies either via video conference or phone were not perceived to
be particularly successful. Caregivers expressed real concerns of long-term negative
impacts for disabled children, affecting their health and development. Many routine
annual check-ups were cancelled, raising the risk of preventable medical problems
being missed. Provision, repair and service of assistive products and aids to daily
living was severely affected. All this may lead to lack of functioning and increased
dependency, with potential negative impacts on caregivers. The young people with
disabilities and their parents/guardians we spoke to commented on how thay have
lost up to a year of therapy, education and socialisation. Other groups of disabled
people reported similar impacts on assistive technology, rehabilitation and other

therapies. For example, people with dementia reported losing confidence about
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participating in the mainstream, a decline in their physical capacity and the ability to

travel independently.

Having an impairment increased the impact of the pandemic for many (Theis et al
2021). Lily, for example, who struggles with mental health issues and obsessive

compulsive health anxiety, described the effect it was having on her:

I can’t go out for the fear of dying, and then when I do go out, sorry, when I do go

out, I'm running...I'm moving away from people quicker’ (S19).

The demands of social distancing interfered with people’s ability to communicate

and participate, so Alan told us:

T'm missing out on, say...you know, it’s serious. You know, it’s...like, missing out the
shaking hands with people and given them a hug and things like that. As a blind

person I'm missing out on the whole lot because of social distancing.’ (S15)

People have also talked about how they had faced increased stigma, particularly

those whose impairment mean they have trouble maintaining social distance:

‘You know, it's the social distancing. LD, dementia, blind. Oh, yeah. Blind. Yeah.
assistance. Dogs are not trained in social distancing. Don't jump the queue and go
straight for the door. Can you imagine the social consequences of that? So I've got
any number of blind friends with assistance dogs, who are normally really
independent, who are now not going out except with family, because they re saying

the risk of them bluntly being thumped is too high.” (E21)

People who were deafened or hard of hearing talked abut the problems facemasks
caused and the abuse they received if they asked people to remove them to help
understanding: transparent masks for lipreading have been in very short supply,

leaving people excluded from the spoken world.



Preprints (www.preprints.org) | NOT PEER-REVIEWED | Posted: 27 January 2021

Connected to these problems is an even greater social and political problem, which is
that disabled people appear to have been an afterthought in the response to COVID-
19. Perhaps because they are a minority — perhaps 15-20% of the population — they
have been neglected in responses which have prioritised the majority. For example,
we heard how provision was often made for non-disabled children who were learning

from home, but not, at first, for children with special educational needs and
disabilities, and learning materials were often inaccessible or inappropriate. As the

CEO of a large organisation of disabled people told us:

‘And as usual social care and disabled people in the community were the Cinderella,
even more so than the care homes. Care homes hit the headlines first. ....... Whereas
we were always at the end of the list. We're even more so at the end of the list. Last

thing people think about. ...you know, people don’t think about people trying to live

their lives in the communities in the same way’. (SO11)

Personal Protective Equipment (PPE) was provided for hospitals, but not for care
homes, and then in care homes, but not for homecarers and personal assistants.
Some disabled people’s organisations had to step in and source PPE for their
members. One of the organisations we spoke to were so successful at this that they
became, for a while, a major centre for the distribution of PPE for the area, replacing
the statutory health and social care providers. Symbolic of disabled people being an
afterthought is that at the time of writing, the Prime Minister’s regular 5pm
television briefings have not been sign language interpreted for Deaf people (in
contrast to the daily briefings in Scotland that were interpreted from day one).
Ethan, who is Deaf, describes having to watch a news report and a British Sign
Language (BSL) translation of it on a different channel. When asked whether he felt
that needs of disabled people had been adequately considered by the government
during this epidemic, he replied:

‘No, certainly not, certainly not, and definitely not BSL users. Lowest of the low,

we’re right at the bottom of their list and falling off of it.’ (E11)
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The same is true for people who were deafened or hard of hearing but were not BSL
users, with little concern or thought given to meeting their needs, despite their

prevalence in the community.

Social care reversions

Our research participants described how the pandemic and protective measures to
avert contagion had led to increased reliance on their family and other informal
carers, There were two key drivers for this. First was the closure, or suspension of
day centres, day services and large sections of the social care system, large numbers
of social care contracts were cancelled, put on hold, or severely limited. Second,
some of our participants were anxious about having too many people coming into
their own homes and wanted to reduce contact. As a result, where it was possible,
they preferred using family members who were already part of ‘their social bubble’.
In many cases this was made easier because their partners, parents or other informal
carer were furloughed or were working from home and were able to provide this
support. Many of those we spoke to reported concern about the impact this may have

on the security and stability of their care in the future.

If new needs arose it was often hard to get support and in some areas social care
assessments were suspended for up to four months, leaving those with newly
acquired impairments or where support needs increased, without the help they

required:

Tue ... been stuck upstairs for fourteen weeks because my [stair]lift has broken
down and the local authority has been arguing with me about replacing the lift.
They’re wanting me to live downstairs. I've stayed in my bathroom, my study and

my bedroom after fourteen weeks.” (So2 Jonathan, physical impairment)

Before Covid, Michael who has autism and intellectual disabilities, lived in his own
house with support. He moved back in with his elderly parents because of
the closure of support services and the family’s fear of him contracting Covid . This

affected both his physical and mental health as his sister Alice told us:
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‘Then the next thing that happened was his day centre closed pretty rapidly so all
that day care support that he had went overnight, so that was another rapid
change for him... It really hit him really hard and his behaviours that had been well
under control, sort of repetitive behaviours, behaviours that are distressing for him,
lashing out verbally, lashing out physically, started to come back and we started to
see quite a rapid breakdown in his mental health, basically. Also on top of that, he
has life threatening epilepsy and... he had five seizures in the first few weeks of
lockdown whereas he would normally have one every six weeks. We consulted his
consultant on that and he said it was down to the stress of what was happening in
his routine due to the COVID outbreak and that he was seeing that in many other

patients as well.” (S27 Michael, interview with Alice, sister and guardian)

Social services appear to have been largely absent in some authorities where we

conducted interviews:

‘They’re just not answering their phones. Social work and that, you’re not allowed
to have their email address so you're literally...you’ve got to just sit and hope for the
best that they phone you, as simple as that. There’s only so much anybody can
take.[...] People don’t realise like how much harder it is for people that are severely
isolated, mental health or disabilities it’s been a nightmare, it really has.” (Hannah,

S21, physical impairment/mental health issues).

People told us how for some funding for their normal support services had been
stopped completely and they had been left without any other alternative. Others had
been offered phone support, one person we spoke to for example described how his
support had been reduced from 12 hours a week to one short phone call a week. A
mother of a young man with profound learning disabilities described how the normal
respite and short break support she received had been stopped completely and she

had not been contacted by social care for over four months.

Coupled with this was a new uncertainty about the future funding of social care —
particularly given the vast increase in public sector borrowing. Many of the
organisations we spoke to expressed fears about a reversion to a residualist state with

responsibility placed in the family, as the ‘carer of last resort’, where aspirations to
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participation and independent living become a thing of the past for many people.
Many families are struggling, both financially and emotionally. And for many, it has
caused deep stress, when juggling caregiving and working from home, and for
parents of young children, schooling also thrown in the mix. Lockdown and furlough
has at least meant that in some cases thay are able to provide this support, but this

will cease when there is a return to normal patterns of work.

Another dimension of this has been how the pandemic has illuminated the fragility of
social bonds for disabled people, particularly people with intellectual disabilities.
Many daily activities are not under their control. The valuable communities and
bonds they create are fragmented and piecemeal, contingent on the support of
others. If a person goes to a day centre, or a drama group, or goes shopping, this is
activity depends on availability both of state funding, and of support workers. Once
funding and staffing are withdrawn, a person with autism or intellectual disability or
a mental health condition might be isolated, spending most of the day alone or
inside, and with no meaningful activity. There is increased anxiety and loss of
confidence. For example, Basil, who has intellectual disability and lives together with

his partner, said:

‘On a Tuesday, I go to life skills before the lockdown but since the lockdown I
haven't been able to go ‘cause they wouldn't leave, and all packed up ‘cause of the
virus. I'm wanting to get back but we can't ‘cause it’s the problems with the buses

and everything’ (E12).

Archie, a young man with cystic fibrosis, autism and an intellectual disability, has

lost many of his day to day activities, as his caregiver explained:

‘So he belonged to swimming clubs and disability football clubs, disability
basketball clubs, so he's day involved around seeing lots of people. And it's, you
know, the other people within his peer group. And that has completely stopped.
Before all of this he very, very rarely did anything with us as a family. Because he
found it too difficult and so everything he did was one on one. If he did do
something with us it would be one on one rather than a family event. So, we didn't

really see a lot of him, because he was always out with his PA, and that's been in
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contrast to how it's been now that's been quite different. But he doesn't really know
how to, he isn't very good in group situations, he is very good one-on-one, but in
that we have six of us in our household so that is a group. And so he spent the
majority of the time confined to his bedroom, watching TV, which is his favourite
thing to do and he's very happy doing that... is a very different life to the one that
he knew before.” (Vanessa, E14)

For many we spoke to, with limited social options, boredom was one of the key

features of the lockdown period:

‘There’s nothing I can do to make my day shorter. At the moment I'm trying to sleep

to get rid of some of the day.” (Megan, S10)

These issues would have been much worse but for the role played by the third sector.
At the start of the pandemic many organisations completely changed the way they
work, filling in the gaps left by social care and making a material difference to

people’s mental health and wellbeing;:

‘ENABLE have been running sessions for months really on Zoom, and we’ve been
doing exercise, we’ve been cooking, we’ve done karaoke, we’ve done

mindfulness. We have that in the morning before we start our day and it generally,
it really helps. Also they’ve got a helpline as well.” (Helen, S33 — women with a

learning disability and mental health issues)

The third sector not only acted to bring people together, they also provided direct
services. Glasgow Disability Alliance for example, provided emergency support,

preparing and delivering food to its members:

‘The people that are helping out, most, are the charities, they re catching people
falling through the net. If it wasn’t for, you know, you see online, like the Food
Train, and they re delivering food to older people, or the Glasgow Disability
Alliance are doing the same, and reaching out to people, then people would, you
know, they would just be, I don't know where they would be, you know.’ (Caitlin,

So07, living with complex health needs).
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Third sector organisations have been flexible and changing the way they have
worked, to help meet in the needs of those they work with. The approach contrasts

markedly with that of the statutory agencies.

Whilst people have experienced real predicaments, hardships and uncertainties as a
result of the withdrawal or reduction of their established social care, some people
told us that this has been ameliorated by the exceptional support from individual
health, social care and educational workers, as well as from the pivoting of the third
sector. Without state investment, this support cannot be maintained, and any future
withdrawal or reduction either in funding for the third sector or of social care will

reinforce and amplify the harm already done by the pandemic.

Touch and presence

The pandemic has been a moment when social media and online communications
have been more important than at perhaps any time in their history. Many areas of
life — health, education, employment, retail, entertainment — have been largely and
sometimes exclusively accessed via the internet. This has benefitted many disabled
people. Not only have they been able to be safe during the pandemic, but they have
also avoided many of the barriers to which they are usually subjected. No matter if
transport or buildings are physically inaccessible, or are tiring to use, if everyone is
online. No matter if you find it hard to interact with people, if you can do so online

and not even turn your webcam on.

All this presumes that people have access to the internet. For those without tablets,
laptops or other computer access, or internet access, then there has been a double
exclusion. Disabled adults make up a large proportion of non-internet users: in
2017, 56% of adult internet non-users were disabled, while only 22% of the UK
population are disabled (ONS 2019). As well as this digital divide, others may have
computer and internet access, but lack privacy to learn or work or shop or interact
with others as they would wish too. The best disability organisations understood the
threat of a digital divide, and moved fast to prevent it. Glasgow Disability Alliance,

for example, converted their budget for events into funding for electronic notebooks



Preprints (www.preprints.org) | NOT PEER-REVIEWED | Posted: 27 January 2021

and online access, so that disabled people at risk of social exclusion could access the

internet:

‘They’re also supplying me with a brand-new iPad so that I can then take part in
more Zoom events and training until the groups can actually meet again in person.

So I must admit they have been a saving grace in all this...” (Hannah, S21,).

Similarly, The Family Fund shifted its funding from providing holidays and short
breaks to providing funding for computing, new technologies and internet access.
Entirely new networks, such as “The Staying Inn” have been established for people
with learning disabilities and organisations have used social media to bring disabled
people together. There are of course concerns here: some worry that technology
may be used to further exclude disabled people in the future. Ashley, who has
multiple sclerosis, believes technology may limit efforts to include disabled people in

other ways:

‘What worries me is that I don't want that, after this crisis is over, for people to say,
oh, well actually we don't need to make that meeting accessible, because disabled
people, you can Zoom it, or WebEx it, or Teams it. And that really worries me that
you know, actually this whole online connectivity will lead to more isolation. Not
less. Of course it is wonderful, for some people it is absolutely fantastic and
brilliant, but I don't want it to be the only thing.” (Ashley, Eo5)

Online access can do many things. But it cannot replace human touch and
togetherness (Zulueta 2020). Touch is central to the work of primary care doctors
and health workers, rehabilitation therapists, and social care workers (Zulueta
2020). Children crave to be in school with their peers. Adults want to go to work, or
to day centres, to see their friends. This highlights the value of being together in real
life - in both impairment-specific and generic groups, and of human touch.

Collective gatherings are necessary for almost everyone’s sense of self and wellbeing.
Covid has provided insight that technology is not an adequate substitute for real life.

As one respondent said to us: ‘You can't play pool on Zoom' (S34 Anne).
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Messaging and leadership

‘Every single public announcement has been around keeping the vulnerable
safe. You have to keep the vulnerable safe — that’s been the main highlighted
propaganda announcement from both...from Government at all levels. Yet what

they actually do is to cut services to vulnerable people.’ (S02, Jonathan)

The fourth key message concerns how government has communicated about the
pandemic. Clear communication in a health emergency is indispensable (Goggin and
Ellis, 2020). But there has been frustration, verging on fury, particularly over the
actions of the UK government. For example, text messages and letters about
shielding were, initially at least, a failure. Shielding letters were received by a
minority of our sample. Many that did not were then placed in a ‘responsibilisation’
predicament (Liebenberg at al., 2015); they needed to make the choice about whether
and how to electively shield due to specific health concerns, but without the formal
protections and benefits accrued through receiving a letter. Many people were also
unsure about the steps they had to take to protect themselves: some went to
extremes, while others choose to be less restrictive. Communication about the
easing-off of restrictions was also very badly handled and many people were unsure

what they could and could not do, and what was safe for them and what was not.

Daily announcements of death tolls suggested that deaths of younger people were
usually associated with “pre-existing conditions”, as if this was somehow more
acceptable. This not only sent a very negative message to disabled people, but it also
made them very fearful, in many cases unnecessarily. As a result, we believe that
some people have been shielding who did not need to be, from a health perspective.

Kathleen, who has a functional movement disorder, highlighted this point:

‘You know, we've recently had people being told by text oh, you're no longer in the
highly vulnerable group, and so I'm not quite sure where it screwed up there, but I
actually am looking more at the consultants than the government on that one
actually. They were supposed to have told their patients by letter why they weren't
in the highly vulnerable group. Now, that might be the quick clinical decision. But I
do wish those consultants had A, bothered to write the letter. But B, bothered to
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think it through. Because some of those people that were in that group what might
not be highly vulnerable medically, and just vulnerable.’ (Kathleen, E21)

The science about COVID-19 has been evolving, which cannot be blamed on anyone,
but the messaging as to which people needed to shield and which did not have to

continued to be unclear. Shielding places significant strain on health and wellbeing.

Government daily briefings were necessary to highlight the general public health
significance of COVID-19, particularly for those who struggle with online media, but
were not sufficient to help people with learning difficulties in particular to
understand what they should do differently. Nor has there been routine sign
language interpretation of UK government briefings, which sends a very negative
message to all disabled people in England. Also in contrast to the UK Government,
the Scottish Government has held daily televised briefings throughout, benefitting

Maurice who has learning disabilities:

‘The television is really important to Maurice, and I think that if it wasn’t for the
government spokespeople doing that regular briefing by television, he wouldn’t
have any meaningful information about what’s going on ... he doesn’t understand a
lot of what they’re saying, but because there’s a consistent format to it ... he phones
me every day after it to find out what was actually being said, and what it means

for him....” (S25 interview with Maurice’s guardian)

In this confusion, the third sector have also struggled to make sense of the
Government’s messaging and have often been left as much in the dark as the
communities they serve. Voluntary organisations and schools have received
conflicting information, often -at the very last minute. Nevertheless, our evidence is
that many disabled people’s organisations and other community groups have played
a key information role, getting the right message across. They have translated
information into Easy Read and disseminated it via their webapges. Throughout this
process they have continued to be trusted, whereas government (at least in England)
rapidly lost that trust. The position in Scotland has been slightly different, and there

has been more trust in the Scottish Government:
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‘Nicola Sturgeon has been very clear, concise, empathetic. It doesn’t help you, but

it’s all been very clear and direct.” (Ingrid, S13)

However, it has been unclear to some people whether to follow instructions from

London or Edinburgh.

Positive messaging was undermined by a few well-publicised errors of judgement —
such as blanket use of DNAR (Do Not Attempt Resuscitation) without discussion in
one instance, and the NICE (National Institute of Health and Care Excellence)
equation of social care with extreme dependency — at the start of the pandemic,
which led to a suspicion amongst some disabled people that they would not receive

fair treatment, particularly among those with complex health conditions:

‘We honestly felt, if we'd went into hospital, we would have been denied a ventilator
because of our conditions. And we'd rather have died here together, than be taken

in.” (Caitlin, So7)

Discussion and conclusions

The COVID-19 pandemic has been a terrible time for all those who have lost loved
ones, and for NHS who have borne the brunt of caring for people affected by the
virus. But it has also exposed inequalities and differing vulnerabilities within British
society that may have previously been obscured or ignored (Bambra et al.

2020; Scambler 2020). Not only have many disabled people been at greater risk of
both contracting the virus — because of reliance on social care, for example — but
some people who are older or have co-morbidities have been at greater risk of dying

or having severe adverse consequences.

How relevant is this paper to wider policy? We researched only in England and
Scotland, but Northern Ireland has a similar social care system to Scotland. Wales is
different again from England and Scotland. We did not recruit enough people from
BME backgrounds to say anything about the specifics of that experience. We cannot
say much about care homes, because we only included seven people who lived in

residential settings, and few older disabled people. However, we spoke to
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infrastructure organisations who could speak about these experiences. Social care
was not working as it should be prior to the pandemic — and has been exposed even
more during it, as Daly (2020) explains in her analysis of failure to manage the
COVID-19 impact in UK care homes. Our data confirms this, and the reversion to

family as carers of last resort.

Most respondents in this study had internet access, although we did make efforts to
speak to some individuals who did not. It should be remembered that although we
have spoken to many people, achieving both breadth and depth, this is a qualitative
study, so it cannot be representative in the same way as a survey. We should also
note how internet interviews overcame barriers of remoteness and distance in many

cases, facilitating data collection.

Our data suggest that many disabled people and their families have felt abandoned
and forgotten during the pandemic (Simmons 2020). Bambra et

al (2020) have drawn on ideas developed by Singer on the impact of HIV

and AIDS to discuss COVID-19 as a syndemic, where a pandemic becomes magnified
by pre-existing inequalities and co-morbidities. According to Bambra et al

(2020) COVID-19 has acted as ‘co-occurring, synergistic pandemic that interacts
with and exacerbates’ pre-existing conditions, social inequalites and disadvantage
and poverty. For disabled people it has exposed and magnified existing structural
failings and inequalities and has differentially impacted on disabled people; in many
cases their needs were not protected and the response of the state has compromised

their human rights.

Policies need to be put in place to try and ameliorate and rectify the harm caused to
disabled people by the pandemic. Lessons need to be learned from the difficulties
and solutions identified in the pandemic, both to enable better provision

in any subsequent wave of COVID-19 or future pandemics. This information also
needs to be shared to-inform responses in other countries (Kuper et al., 2020). Data
is already emerging to suggest that, as in the UK, disabled people have felt the brunt

of the pandemic internationally (Inclusion Europe 2020)

a. As a matter of urgency
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The needs of disabled people have to be fully considered in COVID

responses. Assessments need to consider the implications of decisions on different
impairment groups and those with combined impairments. - Thought also needs to
be given to how decisions are communicated. Easy Read formats need to be easily
available for all key decisions: whereas organisations were funded to provide this,
people with learning disabilities did not know where to go to access this. Sign
language interpretation should be provided for daily government broadcasts, because
it is practically but also symbolically important. These serve two functions, they not
only directly inform groups of disabled people, they also serve a cultural purpose,

making disabled people feel included.

At a minimum and as a matter of urgency, local authorities should make it clear that
social care packages will be fully reinstated and resources will be invested to address
the backlog in social care assessments . Prior to the pandemic many of these services
had already been cut and many disabled people already felt that their needs were not
being fully met (Glasby 2020) COVID-19 has magnified many of the pre-existing
problems with social care (Bottery 2020) . Some research participants expressed
concern that their social care would not be reinstated to their pre-COVID level,
justified by the fact that they had survived during the pandemic. Given the
prospective financial position of local authorities, this is a legitimate fear. Social care
provision is central to enabling disabled people to live independently in society and

a reversion to the family as social care of last resort is not acceptable.

The reestablishment of social supports and services, including day centres and other
activities, is urgently needed to support disabled people, particularly people with
learning disabilities and people with autism. COVID-19-safe alternatives need to be
developed and health and social care funders and providers must to work with
disabled people and their organisations to develop new ways of delivering

support. The withdrawal of these services has had a detrimental impact on these

individuals and put intense pressure on their families and other support networks.

Measures need to be taken to ensure that disabled children receive support to ‘catch

up’ on the educational provision that they were excluded from during the
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pandemic. Again, here there are many pre-existing problems faced by children with
special educational needs (Chatzitheochari et al 2016). They are more likely to live
in poverty and less likely to have access to new technologies (Black 2019), both of
which have been linked to less intensive home learning during the pandemic

(Cullinane and Montacute 2020).

Health and rehabilitation services need to urgently address the physical health needs
of disabled people; this includes impairment and non-impairment related

needs. Services such as physiotherapy and speech and language therapy have to
urgently undertake needs assessments and develop plans to help to tackle the
problems faced by disabled people. This is particularly true for habilitation for
disabled children and young people. The provision, repair and service of assistive

products and aids to daily living needs to be prioritised.

The third sector played a central role in supporting disabled people through the
pandemic, with both practical and social support. Third sector organisations

were essential to maintaining services; their actions were swift and decisive and
without them things would have been much, much worse. For some, the sector was a
life saver. The precarity of the third sector needs to be addressed ensuring it can
continue to provide support to disabled people and their families. Three ways to
achieve this are: to work with the sector as equal partners rather than contractors; to
reduce unnecessary reporting and administration; and to provide fair and longer-

term funding.

b. Inthe medium to long term

The social care system has been broken for some time; its vulnerability has been
exposed by the pandemic. The current system is not working for disabled people nor
is it working for those employed to provide social care (Glasby et al 2020). Years of
austerity measures and cuts to social care harmed our ability to respond to

this pandemic. An overhaul of the system is required that places the individual and
their care at the centre. A system is needed that is responsive and humane. In order

to achieve good quality social care provision, secure funding is required.
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Policymakers and social care providers must work collaboratively with disabled
people and their organisations to address their needs during the rest of this
pandemic and after and in anticipation of comparable future crises. The pandemic
has significantly impacted on the health and wellbeing of disabled people and
Governments in Edinburgh and London must put in place systems to measure the
challenges disabled people face and develop strategies and polices to help reduce
their impact in the future. Post-pandemic social change is required to enable
disabled people not only to regain what has been lost through the pandemic, but also

to gain full citizenship rights in the United Kingdom.
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