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Abstract

The coronavirus pandemic necessitated rapid, radical changes to global systems, structures, and organisations across all
areas of life, including education, healthcare, and social services. These changes were something of a double-edged sword.
On the one hand, widespread adoption of the kinds of remote-working technologies long advocated for by disabled peo-
ple opened up possibilities for inclusion. On the other, some people’s inability to access such technologies, together with
increased social isolation, exacerbated forms of exclusion. This thematic issue considers what lessons can be learned from
the pandemic in striving to design a future which is more inclusive for all. In this editorial, we provide a brief overview of
some of the major challenges the pandemic created for disabled people, who were disproportionately negatively affected
by it. We also suggest that a disability rights lens is a useful way of highlighting both the contingency of disability and the
need for more responsive and humane healthcare systems. The editorial goes on to outline the opportunities to challenge
entrenched ableism and create a “new normal” the pandemic afforded. It concludes by offering a thematic overview of
the articles in this thematic issue, which together reveal a complex pattern of inclusions and exclusions, interdependence,
and intersectionality.

Keywords
ableism; coronavirus; Covid; education; intersectionality; technology

Issue

This editorial is part of the issue “Disability and Social Inclusion: Lessons From the Pandemic” edited by Owen Barden
(Liverpool Hope University), Laura Waite (Liverpool Hope University), Erin Pritchard (Liverpool Hope University), and Ana
Bé (Liverpool Hope University).

© 2023 by the author(s); licensee Cogitatio (Lisbon, Portugal). This editorial is licensed under a Creative Commons Attri-
bution 4.0 International License (CC BY).

1. Introduction

The coronavirus pandemic marked us all deeply, but in
many ways disabled people bore the brunt. The pan-
demic not only highlighted the continuing social and
health inequalities encountered by many disabled peo-
ple; pre-existing austerity measures, which dispropor-
tionately impacted disabled people, exacerbated the
impact of Covid-19 on them (Arrieta, 2022). The preju-
dice and discrimination they so often face have in many
cases been magnified considerably by Covid-19. In the
UK, for example, where we editors are based, the Office
for National Statistics reported in February 2021 that dis-
abled people were three times as likely as non-disabled
people to die from coronavirus. Learning-disabled peo-
ple’s risk of death from Covid-19 in the UK was four times

greater than non-disabled people’s. These figures were
updated in May 2022 and showed that although rates
of death had decreased, disabled people remained sig-
nificantly more likely to die. Inclusion London’s February
2021 report Locked Down and Abandoned: Disabled
People’s Experiences of Covid-19 detailed a range of neg-
ative impacts across mental health, employment and
finance, social care and support, healthcare and commu-
nity access (Inclusion London, 2021). It outlines contribu-
tory factors, including discriminatory attitudes resulting
in disabled people being given low priority for treatment
and vaccination, and increased likelihood of “do not
resuscitate” orders, on top of pre-existing socio-cultural,
health, and economic inequalities. The roots of these
inequalities can be traced back through a long history of
prejudice, discrimination, segregation, and oppression.
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2. Challenges

The pandemic thus amplified many challenges to dis-
abled people. Some of these are reflected in this issue.
It was known relatively early that the virus could have
catastrophic consequences for many people, includ-
ing death. This meant that health systems could eas-
ily become overwhelmed, due to shortages of ventila-
tors and other specialised equipment, and of medical
expertise. There were strong arguments for protecting
populations to try and stop transmission. Some govern-
ments faced difficult decisions between protecting peo-
ple and “business as usual.” However, many disabled peo-
ple who had underlying conditions were more at risk of
contracting the virus and of death, and lack of protec-
tion measures put them even more at risk (Dyer, 2022,
p. 19). This was further compounded when questionable
decision-making was coupled with old age and vulner-
ability. In the UK, when there was a sudden need for
NHS beds, then Secretary of State for Health and Social
Care Matt Hancock mandated that people who may have
Covid could be discharged to care homes, unleashing a
deadly wave of Covid cases in disabled older people living
in such homes (Dyer, 2022). This exemplifies some of the
carelessness and poor decision-making affecting some of
the most vulnerable in our population. Similarly, people
with learning disabilities who had Covid-19 encountered
what charities described as “shocking discrimination,” as
those in the hospital were given “do not resuscitate”
orders (Tapper, 2021). Cuts were made to social care and
it took a very long time for people with learning disabil-
ities to be prioritised in access to vaccinations, despite
them being at greater risk of death.

It was also quickly found that Covid-19 could result
in a post-viral syndrome where people develop symp-
toms that greatly affect them long-term; this became
known as “long Covid.” This is yet another example of
how any one of us can travel from non-disabled to the
realm of disability at any time, yet again dispelling the
myth that impairment is something unfortunate that
happens to a few unlucky individuals. However, it was
staggering to see how so many lessons that should have
been learned previously with similar illnesses such as
ME, fibromyalgia, and many others were simply forgot-
ten here. Studies immediately came out suggesting that
long Covid was supposedly only psychological in nature,
or suggesting interventions that research has shown to
have failed for similar conditions before (Hunt et al.,
2022). This was a very real betrayal of millions of newly
chronically ill people that had entered the disability expe-
rience. This new community found itself having to grap-
ple with a lack of support in health care, social care,
and employment: again, experiences that had previously
been well documented for similar communities (Hunt
et al., 2022). We argue that this was completely unnec-
essary and that our society had the tools to help support
this new wave of people in more positive ways. Although
we understand that not everyone who has long Covid

will want to conceptualise their experience through a
social oppression and disability rights lens, we argue that
this lens allows for an important understanding of this ill-
ness. Looking at it through a disability rights lens means
we understand that better access to healthcare which
is responsive to the needs of the people is essential.
It means that we understand access to social care and
appropriate support in employment are essential tools
for supporting people. It means we understand a pan-
demic could happen again and that people deserve to
inhabit this experience in better and more equal ways.
It means experiences like long Covid are also about polit-
ical decision-making and societal support.

3. Opportunities

At the same time, we editors had a sense—but not the
evidence—that the pandemic offered opportunities for
the flourishing of expression, creativity, resourcefulness,
sturdiness and interdependence that Garland-Thomson
(2015), amongst others, has written about in arguing the
case for the conservation of disability. Early on in the pan-
demic, disability scholar and activist Alice Wong charac-
terised disabled people as “cyborgs and oracles” in her
Disability Visibility Project blog (Wong, 2020): cyborgs
because of their frequent intimate relationships with
technology; oracles because they know what it means to
be vulnerable and interdependent, and therefore have a
vision of what a future in which lives which are increas-
ingly both precarious and interdependent might be like.
Alice argued that this is why everybody should listen to
disabled people; and of course, Covid-19 is not currently
the only threat humanity faces. War, climate change, and
biodiversity loss continue to render us all vulnerable and
life on Earth increasingly precarious. And so it is more
important than ever to listen to disabled people.
Although it is inarguable that the pandemic dispro-
portionately negatively impacted disabled people, some
aspects of responses to the pandemic exposed and
challenged normative social structures and behaviours
in positive ways. For example, the switch to home-
working was a benefit to some disabled people. As a
result, disabled people have pushed for a “new normal”
(Tiago et al., 2020). This “new normal” challenges tradi-
tional ableist practices, which despite disabled people
trying to fight against them for many years, remained
unchanged—until these changes were required for the
protection of non-disabled people. A number of employ-
ment opportunities, including telework, arose for dis-
abled people (Tiago et al., 2020). Prior to Covid-19, dis-
abled people had already been using the internet more
than non-disabled people for daily tasks and social inter-
actions, and so when disabled people became more
reliant on the internet, it was found that they were more
engaged with information about Covid-19 (Dobransky
& Hargittai, 2021). The switch to increased telehealth—
the provision of health and rehabilitation services via
the internet—has been of benefit to some disabled
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people and parents of disabled children. Rosenbaum
et al. (2021) report that the provision of online health
and rehabilitation services for disabled children has
reduced both the time and economic costs associated
with travelling to appointments. Educational institutions
also quickly switched to distance learning, which has
often been seen as a benefit for disabled learners,
who find traditional learning environments exclusionary.
However, caution must be taken, because as Covid-19
becomes less of a threat to the population, society is
quick to return to the old normal, ignoring the needs of
disabled people. The picture is further complicated by
the fact that the switch to remote learning and working
did not benefit all disabled students and employees.

4. Thematic Summary of the Issue

We, the academic editors of this thematic issue, are affil-
iated with the Centre for Culture and Disability Studies
(CCDS) at Liverpool Hope University. When we were
invited to produce this thematic issue, we saw it as
an opportunity to begin to try and make sense of the
pandemic, whilst honouring our commitment to fully
acknowledging the ontology and epistemology of peo-
ple who are disabled. This thematic issue offers inter-
national perspectives on disability and Covid-19, with a
good mix of empirical and narrative accounts. Disturbing
and distressing as some of the stories these articles tell
are, we are proud of the contributions to our understand-
ing of disability, culture, and the pandemic that this evi-
dence makes. The global nature of Covid-19 has meant
that we have been able to assemble a range of research
from around the globe including Austria, Canada, Iceland,
Norway, Poland, the UK, and the US. As disability studies
academics, we recognise the continued issue of the dom-
inance of westernised perspectives in researching disabil-
ity. Kubenz and Kiwan (2023) contribute a useful counter-
perspective with their systematic literature review of the
impact of the pandemic on disabled people living in low-
and middle-income countries.

Some of the articles in this thematic issue pro-
vide solid evidence of the disproportionately negative
impact of the pandemic on disabled people. Balter
et al. (2023) examine the impact of institutional deci-
sions during the pandemic and draw attention to how
these were differently applied to young disabled chil-
dren and the impact this has had on families. Similarly,
Snaefridar- og Gunnarsdottir et al. (2023) highlight how
disabled children were completely overlooked in plan-
ning and implementing measures to deal with the effects
of the virus. Méhlen and Prummer (2023) reveal how
the move to digital learning, while having the poten-
tial to increase the inclusion of disabled learners, only
increased their marginalisation.

The pandemic also offered opportunities to
strengthen the arguments against ableist practices
in society that result in exclusion. Furthermore, it
demanded imagination, ingenuity, and served as a

reminder of the interdependent state in which we all live.
Evidencing this is the contribution by Betts et al. (2023),
which reflects on the development of a “techno-social”
space to increase agency and self-advocacy, and that
of Nowakowski (2023), which confirms the experience
that many disabled people had, in terms of increased
accessibility and inclusion in work. Finally, a number
of the articles in this issue emphasise the importance
of intersectionality in any assessment of the impact
of the pandemic. Klette-Bghler et al. (2023) and Singh
(2023) both demonstrate the multidimensional nature
of discrimination—when disability intersects with gen-
der, race, class, and migration status.

We hope you find this issue as thought-provoking as
we did.
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Abstract

Living on an island in a pandemic has its obvious advantages. However, in a globalised economy, border restrictions can-
not keep the Covid-19 virus completely at bay. Despite coordinated efforts at infection control and extensive vaccination,
Iceland, a sparsely populated island in the north, was placed among the countries in the highest risk category by the ECDC.
In this article, we report a qualitative study carried out at the peak of the fourth Covid-19 wave in 2021, when the pandemic
had severely hit the Icelandic social and healthcare system, with a record-breaking number of infections. Semi-structured
interviews were conducted with parents with seven disabled children. Guided by feminist standpoint theory and critical
disability studies, we focused on how service structures affected and shaped parents’ and children’s experiences during
the first waves of the pandemic. The findings suggest that the pandemic intensified the already precarious position of the
families. During the pandemic, the gaps in the already fragmented services widened, and the families were left to navi-
gate this new reality on their own. Preventive measures enforced by municipalities and healthcare services centred on
non-disabled people’s experiences and needs. Unprepared service systems distanced themselves from the families while
maintaining governance and supervision over defining their need for support.

Keywords
Covid-19; disabled children; family support; Iceland; social inequality

Issue

This article is part of the issue “Disability and Social Inclusion: Lessons From the Pandemic” edited by Owen Barden
(Liverpool Hope University), Laura Waite (Liverpool Hope University), Erin Pritchard (Liverpool Hope University), and Ana
Bé (Liverpool Hope University).

© 2023 by the author(s); licensee Cogitatio (Lisbon, Portugal). This article is licensed under a Creative Commons Attribu-
tion 4.0 International License (CC BY).

1. Introduction

In March 2020, the way of life of people living in Iceland
changed instantly, with a ban on gatherings, social dis-
tancing, polymerase chain reaction (PCR) testing, quar-
antine, and isolation due to the Covid-19 pandemic.
Restrictions were lifted and reinstated in sync with the
rise and fall of the infection waves, but all domes-
tic Covid-related restrictions were dropped in February
2022, despite high infection rates.

There are limited available data regarding the pan-
demic’s effects on different social groups, and disabled
people have remained almost invisible in the media and

public documents during the pandemic. Regardless of
the advice and warnings from international experts and
institutions (Armitage & Nellums, 2020; World Health
Organization, 2020), the official Covid-19 guidelines pub-
lished by the Icelandic Directorate of Health (2022)
do not identify disabled people as at risk of suffering
from the serious consequences of the disease. Prior
to the pandemic, it has been widely reported that dis-
abled people have poorer health outcomes and less
access to health services (Allerton & Emerson, 2012;
Sneefridar- og Gunnarsdottir, 2017). Research on past
pandemics shows that disabled people find it harder
to access critical medical supplies, which can be even
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more challenging as resources become scarce (Campbell
et al., 2009).

In this article, we report on a qualitative study
grounded in the experiences of families with disabled
children during the Covid-19 pandemic. These children
also have long-term illnesses or underlying health con-
ditions, increasing their risk of severe symptoms asso-
ciated with Covid-19. Grounded in standpoint feminist
theory (Smith, 2005; Wylie, 2003) and critical disability
studies (Meekosha & Shuttleworth, 2009) we focus our
critical gaze on the social structures and mechanisms
that shape and coordinate the experiences of the par-
ents. Iceland is a welfare state regime where health-
care and municipal services are universal, comprehen-
sive, and mostly funded through taxation (Government
of Iceland, n.d.). Disabled children and their families
are, by law, entitled to services and assistance pro-
vided by municipalities (Althingi, 2018), and because of
the children’s health conditions, many also rely on a
broad range of healthcare services. It is therefore impor-
tant to explore how these service systems responded
to the challenges that followed the outbreak of the
Covid-19 pandemic.

1.1. Background

Prior studies focusing on the lives and circumstances of
families with disabled children in Iceland have revealed
that although parents value the services and support
available to them and their children, collaborating with
service providers often creates additional stress on fam-
ily life. Services have been described as fragmented, and
parents must demonstrate leadership and advocacy, tak-
ing on a supervisory role to maintain the necessary sup-
port for their disabled children (Egilson, 2015, 2022;
Ingolfsdottir et al., 2018).

According to disabled children and their parents
(Egilson, 2015), an example of this fragmentation is the
lack of collaboration between school and home support.
Most disabled children in Iceland attend their neighbour-
hood school with their non-disabled peers (Olafsdéttir
et al., 2014). During school hours, assistance to disabled
children is provided by the schools and funded by the
municipalities, as is the support provided to their homes.
However, these service provisions are organised by dif-
ferent departments of the municipalities, and with dif-
ferent budgets. Ingdlfsdattir et al. (2018) claim that par-
ents’ experiences of support and services do not align
with the stated aims of the services provided by the state
and municipalities. The reason for this gap, according to
parents, is found in the system’s structure that is cen-
tred around the professionals and the service providers
instead of the children and their families. Parents in
Egilson’s (2015) and Ingdlfsdéttir et al. (2018) call for bet-
ter access to professionals and point out that increased
collaboration between specialists and service providers
would free the parents from the burden of serving as
messengers within the service system. Although parents

want to maintain an active role in meeting their chil-
dren’s healthcare, social and educational needs, that
role must be manageable and supported (Egilson, 2015;
Ingolfsdattir et al., 2018).

According to UNESCO (2021), the pandemic has
exposed the shortcomings in the education of disabled
students worldwide. In the first wave of the pandemic,
parents of disabled children in Iceland vocalised their
fear regarding its effects, stating that many disabled chil-
dren had not received the educational support to which
they had a right (Einarsson et al., 2020). Icelandic law
mandates that students who are either hospitalised orill
at home for longer periods should be offered education
at home or in the hospital (Althingi, 2008). Bjornsdottir
and Asgrimsdéttir (2020) argue that although distance-
learning solutions were used during the pandemic to
help students keep up with their classwork, the imple-
mentation did not consider the children’s social contexts
or situations. Therefore, the use of such solutions was
less available and less accessible to disabled children
and children belonging to other marginalised groups.
During the first waves of the pandemic, Icelandic teach-
ers reported their difficulty in maintaining support for
disabled children in schools, due to physical and social
distancing rules (Bjornsdéttir & Asgrimsdéttir, 2020).
Before the pandemic, these students were already at
risk of missing out on learning and socialisation because
of fragmented services provided during school hours
(Ingdlfsdottir et al., 2018).

In recent years, there has been a shift to increased
personalisation of services in Iceland. This is largely a
response to the advocacy led by disabled people, call-
ing for increased control over the services they receive
as they have found traditional service arrangements to
be lacking and inefficient (Snaefridar- og Gunnarsdéttir
& Arnalds, 2016). Examples of this new kind of ser-
vice arrangement are direct payment contracts, which
many Icelandic families of disabled children have with
their municipalities. According to these contracts, the
municipalities are not directly involved in service pro-
curement, and the families themselves are responsible
for hiring assistants. Such service schemes have been
heavily tested during the Covid-19 global pandemic as
serious questions have been raised about where the
responsibility for infection control training and access to
protective gear lies (Dickinson et al., 2020). In Iceland,
disabled service users criticised authorities and munici-
palities for their inaction and slow response to the situa-
tions of disabled citizens who had to navigate pandemic-
related problems on their own, such as managing sup-
port while shielding and securing assistance if they or
their staff became infected (Haraldsdadttir, 2020).

Since pandemics are likely to exacerbate the precari-
ous position of families with disabled children, it is impor-
tant to gather information about how they were affected
by the Covid-19 pandemic and ask what lessons can be
learned from their experiences.
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1.2. Feminist Standpoint Theory and Critical Disability
Studies

Our project is grounded in feminist standpoint theory
(Smith, 2005; Wylie, 2003) and the belief that centring
marginalized knowledge and starting inquiries from the
standpoint of disenfranchised groups in research, pro-
vides crucial knowledge about oppressive social struc-
tures. Feminist standpoint theory regards the critical
reflections of marginalised groups, thinking from the
outside-in, to hold a certain epistemic advantage, pro-
viding important insights into how social institutions and
systems shape and affect people’s experiences. This has
methodological implications in our study, as we start our
inquiry from the perspective of parents of disabled chil-
dren and direct our critical focus outward, to the power
relations and structures that coordinate and shape their
experiences (Hundleby, 2020; Smith, 2005).

Furthermore, critical disability studies are a guiding
framework for the study. Critical disability studies put
social and cultural norms, conditions, and institutions
under scrutiny as key drivers of the exclusion of disabled
people (Meekosha & Shuttleworth, 2009). Ableism is a
core concept within critical disability studies, highlighting
the network of beliefs, social processes, and practices that
produce and maintain narrow ideals of bodies as perfect
and “normal.” In a world of presumed able-bodiedness,
disability and diversity are devalued and understood as
less worthy (Campbell, 2009). Subsequently, critical dis-
ability studies provide a lens for scrutinizing and prob-
lematizing the discrimination and social exclusion typi-
cally faced by children growing up with disabilities.

Both feminist standpoint theory and critical disability
studies are concerned with power relations and focus on
uncovering processes of knowledge, power, and exclu-
sion. Informed by these critical approaches we focus on
the social structures and institutional processes that pro-
duce and maintain ableist social and cultural norms and
shape the experiences of disabled children and their fam-
ilies. As academic research is not exempted from ubiqui-
tous oppressive social relations, we wish to clarify that
all the authors of this article are white, non-disabled
academics with a background in social sciences, namely
gender and disability studies. As Morris (1992) explains,
knowledge production of non-disabled researchersin dis-
ability studies can become problematic if not grounded
in reflexivity and self-awareness. We strive to work
through these issues by actively engaging with reflexivity
and collaborating with disabled people. We furthermore
share a transformative research focus (Mertens, 2007)
and aim to generate knowledge about social injustices
and issues of importance for marginalized groups and
use our platform to raise awareness about them.

2. Methods

This article draws from a qualitative study undertaken in
Iceland among a group of parents with disabled children.

The study is part of a larger research project where the
experiences, health, and well-being of disabled people
during the Covid-19 pandemic are explored. The project
is funded by the Icelandic Research Fund.

2.1. Data Collection

Qualitative interviews were used for data collection as
they provide means for gathering the thorough and
detailed information necessary for exploring social pro-
cesses and how they, formally and informally, organize
different aspects of daily life (Smith, 2005). Interviews
were conducted with parents with disabled children by
the primary investigator, who is a PhD student and a sea-
soned researcher. The interviews were semi-structured
and therefore provided flexibility to follow up on inter-
viewees’ answers while still anchored in an interview
guide with predetermined topics (Braun & Clarke, 2013).
The interview guide was developed by the primary inves-
tigator and revised as the project progressed. At the
beginning of each interview, broad questions were asked
about the family and their daily lives before the pan-
demic. Participants were asked about the services they
had received prior to the pandemic and their experi-
ences with different service providers, offering munici-
pal, school, and healthcare services. The principal part of
the interview focused on the family’s experiences during
the first waves of the pandemic, up until the time of the
interviews. When all families had been interviewed once,
additional interviews were carried out with the first two
families, to follow up on themes that emerged in later
interviews and had not been a part of the initial inter-
view guide.

Each interview took about 60-75 minutes, through
videoconferencing technologies. Consequently, it was
recorded and transcribed verbatim. The interviews took
place from September to November 2021 against a back-
drop of a rapid spread of infections and subsequently
stricter domestic prevention measures in November, fol-
lowing prior relaxation of prevention measures in the
end of August (Government of Iceland, 2021).

2.2. Data Analysis

A thematic analysis approach (Braun & Clarke, 2019) was
used. After being thoroughly read by all authors, the
interviews were coded by the primary researcher, where
in which data segments relevant to the study aims were
identified and labelled. The codes were revised in collab-
oration with the second author, who is also a PhD stu-
dent. Subsequently, themes were developed by identi-
fying patterns among the codes, reassessed in collabo-
ration with all authors, and reviewed by going back to
the initial codes and the full dataset (Braun & Clarke,
2013; Creswell, 2008). The analysis was finalised by the
primary investigator and the third author who is a pro-
fessor of disability studies. In line with critical disabil-
ity studies and standpoint feminist theory, the analytical
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focus was aimed at the social structures and mecha-
nisms that affected and shaped parents’ and children’s
experiences during the pandemic, to form a broad pic-
ture of the power relations affecting the lives of families
(Meekosha & Shuttleworth, 2009; Smith, 2005; Wylie,
2003). Examples of critical questions that guided the ana-
lysis were: What characterizes the institutional service
structure and processes that shape and affect the fami-
lies with disabled children? How did service systems and
institutional processes shape the participants’ experi-
ences during the pandemic? How was participants’ daily
life framed or coordinated by power relations during the
pandemic? To validate the accuracy of our findings, we
triangulated among different data sources (participants),
multiple researchers (authors), and through member
checking where participants in the study were asked to
determine the accuracy of the findings (Creswell, 2008).
The interviews were conducted in Icelandic, and direct
quotes were translated by the primary investigator.

2.3. Participants

In total, eight parents, six mothers and two fathers, par-
ticipated in the research. In two instances both par-
ents took part in the interviews and one family had
two disabled children (Table 1). Initially, a purposeful
sampling strategy was employed to recruit participants
who would be able to provide in-depth information
about the experiences of families with disabled children
during the pandemic (Creswell, 2008). This was done
by placing an advertisement about the research in a
Facebook group for parents with disabled children. Five
individuals answered the call, all of which participated.
Snowball sampling was then used, where participants
forwarded information about the research to other par-
ents. This resulted in the recruitment of the last family.
No participants opted to drop out at any time. In total,
eight interviews were conducted, as two families were
interviewed twice. All participants were white, native
Icelanders between the ages of 34 and 52. All the chil-
dren needed support in their daily lives and had physical
impairments, but seven of them also had complex health
issues. Three families lived in the capital region; the other
three resided in towns with under 20,000 inhabitants.
The children, three girls and four boys between 7 and
16 years old, all lived in two-parent households. Table 1
provides an overview of the participants.

Table 1. Information about the participants.

2.4. Ethical Issues

Researchers are obligated to ensure that their research
is scientifically sound. Furthermore, ethical justifications
for research lie in its scientific and social value (CIOMS,
2016). We affirm that we have adhered to scientifically
sound and ethical research practices and believe this
work to be a valid contribution to scientific and practi-
cal knowledge about the topic. The research proposal
was reviewed by the Research Ethics Committee for
Public Higher Education Institutions (SHV2021-009) as
is required when interviewing families from a marginal-
ized population. As stated in their guidelines, the commit-
tee emphasises four core values in research: respect for
human dignity, beneficence, non-maleficence, and jus-
tice (University of Iceland, 2014). All parents participated
willingly in the research and were informed of the study’s
purpose and their right to terminate their participation
at any time. Attention was paid to power relationships,
and trust and security in interactions during the inter-
views were emphasised. An example of this were the
measures taken to protect anonymity. This was, under-
standably, an important concern for participants, who
many lived in tight-knit communities. In collaboration
with participants, it was decided to forgo pseudonyms in
analysis and published findings and omit certain demo-
graphic and background information about the families.

3. Findings

Three main themes emerged from the data. The first
theme, “fragmentary services,” describes the support
system (healthcare, school, or other municipal services)
encountered by the families before the Covid-19 pan-
demic. The second theme, “risky obliviousness,” and its
subthemes, “faulty response measures,” “unprepared
systems,” and “service providers distance themselves,”
depict the circumstances in which the families found
themselves during the first wave of the pandemic, when
gaps in the fragmentary services widened. The final
theme, “on their own,” offers insights into the parents’
concerns about the ongoing pandemic.

3.1. Fragmentary Services

All the participants described having limited trust in the
healthcare system prior to the pandemic. Because of

Participants Region Disabled children Siblings Interviews
Mother and father Rural 1 2 1
Mother Rural 1 2 1
Mother Urban 2 2 1
Mother Rural 1 2 2
Mother and father Urban 1 1 2
Mother Urban 1 1 1
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their children’s health conditions, five of the six fami-
lies had regular contact with the healthcare system for
monitoring their children’s health. This included several
doctors who all limited their interest and involvement to
issues within their fields of expertise. Due to limited col-
laboration among these doctors, they had little oversight,
resulting in fragmentary services. As one mother (id.2)
explained: “I've never felt that the [healthcare] system is
keeping track of us at all.”

Because of this disjointed nature of services and the
lack of oversight, the parents felt that it was up to them
to stay vigilant and ensure the necessary follow-ups.
Lapses in care could have serious consequences, as
described by one mother. While a neurologist on call
in the ER had recommended regular monitoring of her
daughter’s blood levels, her main specialist dismissed
this and minimised the mother’s concerns. This led to
the daughter’s long and dangerous seizure, which could
have been avoided had her blood levels been monitored.
The mother (id.6) explained:

| said: “Well [neurologist on call] said that we need
to monitor this regularly, you know. Don’t we have
to do that?” And he just: “No, no, no, no, no, it’s all
good.” He just could have sent her to this damn blood
test and this wouldn’t have happened six weeks later.
And it was just, we were so incredibly hurt and angry
at him.

Other parents had similar stories to tell, of how being
advocates for their children often meant that they
doubted or second-guessed the doctors’ opinions. Their
advocacy role was often complicated by limited access to
doctors and other gatekeepers. These hurdles not only
lengthened the process of obtaining sufficient care and
support but also cost energy for the parents. The par-
ents were nevertheless adamant that they had to take
matters into their own hands, oversee their children’s
healthcare and fight for the latter’s rights and health.
A mother (id.3) said:

My experience of the Icelandic healthcare services is
that | have to be her specialist because she has a rare
disease, and no one has the time to monitor or follow
up on things regarding what is best to do and ensure
that everything that needs to be done gets done.

Parents’ experiences with municipal service providers
were also described as one-sided interactions. For exam-
ple, service providers rarely showed initiative, antici-
pated the children’s or the families’ needs or provided
practical information beforehand. This was a substantial
barrier as it is difficult to ask for something you don’t
know exists. A mother (id.2) explained:

It’s a kind of a one-way street. We always have to let
them know or wish for or ask for something. And you
don’t always know what is within your right or what

you can ask for, and sometimes, | just don’t know
what they can offer.

Four families had direct payment contracts, where they
organised the services themselves and hired assistants,
with the budget from the municipality. Participants
described how the support they received through these
contracts was insufficient as the contract hours did not
cover the needs of families. As an example, one mother
explained that the municipality had assessed her daugh-
ter’s support needs to be 720 hours a month, or around-
the-clock care. However, citing a limited financial budget,
the municipality only provided the family with a service
contract that amounted to about a third of assessed
hours. The mother (id.5) recounts:

She [the social worker] said to us: “I managed to get
you a 240-hour service contract.” | think | remember
her saying word-for-word: “Can you just please take
it and be happy with it. It’s the best | can do for you
now. Just take it.”

Although supportin school is also provided by the munic-
ipality, in the parents’ experience, it was organised more
or less independently of the circumstances in the child’s
home and limited collaboration with other municipal ser-
vices. The school support is tied to the school premises
and limited to the school’s work hours, leaving little
room for flexibility. This posed a problem for children
who needed around-the-clock support, as their parents
had to be prepared to care for them when schools
were closed due to discretionary days or when school
days were shortened. One mother (id.4) explained that
according to school administrators, there need to be two
or three assistants available to her son at school, at all
times. When assistants became ill or there was a staff
shortage, the school called to let the parents know that
the boy could not attend school that day, regardless of
whether any assistant was at home with the child:

Well, they [the school] believe that there should
always be two assistants by his side and that....Well,
they do it somehow like, there are three assistants
with him and two are always by his side and the
third is [elsewhere] then they change and take turns.
If...well they have allowed him to come when there
were only two assistants at the school, but if two
assistants are off work then it’s just: “Sorry, you
know, it just isn’t, there is no one else that can see
him today.”

Other parents encountered similar problems regarding
the support their children were allocated at school.
One participant (id.1) explained how the problem
was rooted in the ways that the support was organ-
ised. Namely, rather than being arranged around chil-
dren’s needs the support was tied to school facilities:
“Assistants belong to particular buildings; really, it’s just
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unbelievable that it remains that way. The support needs
to be more flexible.”

The parents described how insufficient and fragmen-
tary services before the onset of Covid-19, left them with
limited trust in the different systems with which they
had to interact. They had become used to taking matters
into their own hands to ensure the necessary support
for their children. According to the parents, these issues
would become more prevalent in the pandemic. The fam-
ilies described themselves as in a state of shock in the
first weeks of the Covid-19 outbreak. Six of the seven
children had comorbidities that left them susceptible to
severe infection. Their parents were particularly fright-
ened, and so six of the families were shielded early on
when news of the infection broke, before any lockdown
measures had been taken by the authorities. This meant
taking all their children, including siblings, out of school
and taking leave from work or working from home if pos-
sible. During the first wave, these families lived more or
less in isolation until May 2020, when the infection rates
decreased. Although one family did not shield, their sit-
uation was similar to those of the others as they had
to quarantine several times in a relatively short period
and subsequently isolate themselves because of a fam-
ily member’s infection. When shielding themselves from
the pandemic, participants did not meet close family
members who resided outside their homes or their assis-
tants. Trying to keep up with schoolwork for their chil-
dren, as well as maintaining physiotherapy schedules,
housework, and remote work, many parents soon felt
overwhelmed, as described by a mother (id.2): “We just
closed our doors. And then we were just at home and
saw to everything ourselves, and it indeed ended with
the two of us having to take sick leave. It was just such
awful pressure.”

3.2. Risky Obliviousness

From the interviews, the theme “risky obliviousness”
emerged, as parents described how seemingly unpre-
pared support services did not reach out or provide
meaningful support to the families in the first wave of the
pandemic. The subthemes “faulty response measures,”
“unprepared systems,” and “support providers distance
themselves” depict how, inadvertently, the deprioritiza-
tion of the needs of disabled children and their families
in response measures, increased participants risk of iso-
lation and exhaustion.

3.2.1. Faulty Response Measures

According to the parents, neither healthcare providers
nor doctors contacted the families beforehand in the
wake of the pandemic. Not anticipating much support,
the parents themselves did not refer to any specialist
before deciding to shield. There was one exception; when
news of the pandemic broke, one mother asked her
daughter’s main doctor how the family should proceed.

He replied that he did not see shielding as especially ben-
eficial for her daughter, who was in fact, no different from
anyone else. In the mother’s view, this response was irre-
sponsible and most likely incorrect since the child had seri-
ous health issues and comorbidities. She explained (id.6):
“l was baffled. What kind of answer is that? After that,
| just didn’t talk to anyone.” Not only did the doctor dis-
miss her concerns, but he also did not contact her again
to follow up on or revise his response when further knowl-
edge about the seriousness of the pandemic emerged.

Parents explained how universal response measures
aimed at health and safety usually did not consider
disabled children’s needs. Preventive efforts sometimes
served to complicate things further or create new prob-
lems. Examples include measures taken in Icelandic
schools during the first two waves, when school days
were shortened, and school premises were compart-
mentalised to limit the risk of infections. One mother
described how the compartmentalisation in her son’s
school resulted in his impossibility to return to school.
His three assistants had been vaccinated early, being his
allocated support staff. They were then separated into
different compartments, making it impossible for them
to work together to organise and provide him support.
The mother (id.1) explained:

He was totally forgotten in the first wave...and it
was really awkward of the school to do that [split
up the assistants] because then, there was never a
chance for us to get any assistance. And everyone lost
track, and no one made any contact because every-
one was separated.

Furthermore, schools had seemingly no plans in place to
provide the children with the support that they were allo-
cated in school or to find ways to extend the support
to their homes, for example through remote learning.
One mother (id.3) explained how, during the shortened
school days her son was sent home, without his allocated
support or any consideration for the situation at home:

They were just two hours at school or something, and
then they went home. My son needs one-on-one sup-
port, both on account of his physical and emotional
needs. He was sent home at twelve o’clock. His sup-
port staff was at the school, at work, probably getting
paid to be at work, but the child was sent home. And
we got nothing [no support].

Parents recounted several incidences of such responses
and preventive measures that proved to be “awkward”
or “stupid,” organised without taking the needs or con-
siderations of disabled children into account.

3.2.2. Unprepared Systems

Most of the municipal service support to the families
was put on hold as soon as the virus started spreading.
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As the pandemic progressed, it became clear to the par-
ents that the municipalities and school services had no
measures in place to ensure important support for the
children and their families. As noted previously, support
that the children were allocated during school hours
was not extended to their homes. Physiotherapy, occu-
pational therapy and speech and language therapy were
cancelled, with no protocols in place to ensure these spe-
cialised services. The loss of these services could have
long-term effects on the children, as one mother (id.1)
explained: “He is learning to use [assistive communi-
cation device] but if there isn’t continuity the training
becomes unfocused and futile. We feel that we are los-
ing precious time.” Furthermore, the families had no sup-
port in their homes for extended periods. Afraid that sup-
port staff could bring infection into the home, some of
the parents did not reach out to schools or municipali-
ties for assistance. Others, however, contacted schools
or municipalities to seek ways to secure support for
the families. For those who had direct payment con-
tracts, the municipalities provided little help. After much
advocacy, one family was allowed to bring assistants
into their home for a few days if the assistants wore
protective clothing. The municipality quickly withdrew
this exemption as the home was not equipped with
the necessary features: two bathrooms and a special
room for the assistants to change into protective cloth-
ing. The mother (id.5) explained: “There were no clear
instructions on what you could or couldn’t do. No one
knew anything, and you always had the feeling that
people were just guessing what would be okay and
what wouldn’t.”

Because the hospitals were overloaded and the
healthcare system was under pressure, some parents
were concerned that their children would not be safe
if hospitalised. One mother (id.3) inquired whether
there was a protocol regarding the allocation of venti-
lators, that is, if any group was prioritised over others.
The answer was that there was no protocol, but “every-
one hoped it would not come to that.” In her view, this
was both emblematic of the system that commonly over-
looked her child’s needs and could probably pose a dan-
ger to him. She said:

Worst-case scenario and all ventilators are in use,
then you have to trust that the doctor you get isn’t full
of disability prejudice or thinks his [her son’s] life isn’t
worth living. | mean, really? There are no protocols.
| know that everyone hopes we won’t get there, but
this needs to be written down and decided before-
hand....I mean, | don’t think my house will catch fire,
but I've still told my children what to do if it catches
fire in the middle of the night.

Participants described their feeling of being on their own
as no one seemed to have oversight or take responsi-
bility regarding support for disabled children and their
families. Although aware of the complicated situation in

which the families found themselves, doctors and other
service providers seemingly distanced themselves.

3.2.3. Support Providers Distance Themselves

In the middle of March 2020, the Children’s Hospital of
Iceland sent a message to the families of children with
underlying risk factors, advising them to keep their chil-
dren at home while little was known about the virus.
At that time, the families who had decided to shield had
started already. The hospital never followed up with fur-
ther recommendations, and no institution or authority
seemed to have oversight, take charge of streamlining
information, or coordinate efforts. As a mother (id.6)
pointed out: “It was like no one knew who was supposed
to provide information [for families of disabled children]
or, you know, take charge regarding this group.”

In later waves, support from doctors proved to be
important, particularly regarding vaccinations, yet quite
inaccessible. Securing a place on a vaccination prior-
ity list for their children and themselves was arduous;
the participants received little help from their specialists
and encountered gatekeepers who were supposedly pre-
venting misuse of the priority lists. Although they recog-
nised the children’s precarious situation, few healthcare
providers showed particular interest in the families’ posi-
tion or provided meaningful support. In the parents’
view, the Children’s Hospital and healthcare specialists
took a step back as the pandemic progressed, and they
then withdrew, citing that this was not their field of spe-
ciality and seemingly not wanting to take responsibility.
A mother (id.4) explained: “His [specialist] team just with-
drew and said, ‘You just have to assess the situation.
If you need a medical certificate, we will write it, but you
just have to assess the situation.”

The municipal and school services also remained at a
distance; nobody called to check and hear how the chil-
dren were doing. Although most schools remained open,
the participants chose to keep their children at home dur-
ing the first wave and periodically in later waves, when
infection rates rose. Some parents found it hard to send
their children back to school when infections decreased,
as they did not trust the schools to undertake the nec-
essary precautions for their children’s safety, such as
following the two-metre distancing rule. In some cases,
schools overtly shied away from responsibility. When dis-
cussing with school officials what arrangements could
be put in place to facilitate their son’s return to school,
one family experienced limited cooperation and felt that
the school staff were finding ways to bow out of their
obligations. The mother (id.1) explained: “The school
said at some point in time: We cannot protect anyone,
that is, we cannot 100% protect anyone. And then, you
know, we just backed off even more.” After this response,
which the parents interpreted as a distancing technique
of sorts, it became difficult for them to trust that their
son’s needs would be considered.
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3.3. On Their Own

At the time of the interviews, Covid-19 had lasted for
many months, with fluctuations. The parents felt that
during the pandemic they had been overlooked and for-
gotten, many using metaphors such as “on our own” or
being “alone on a boat” when discussing their experi-
ences. One mother (id.2) explained:

| just feel like we’ve had to be on our toes com-
pletely to monitor and follow everything, but there
isn’t somehow, | don’t feel like, | don’t get the sense
like there is someone that would possibly catch us or
support us. Not at all.

The families who had shielded in the first waves of
the pandemic had, now, relaxed their restrictions some-
what, although remaining very careful. With new vari-
ants posing less health threats, concerns about infections
decreased among the general population, while annoy-
ance with protective measures increased. However, the
participants remained worried about their children’s
health and situation, and the growing dismissal of
the pandemic’s dangers only increased their concerns.
An increasing number of people were brushing off
the dangers of the virus, unconcerned about the pre-
carious position of many people and families, as a
father (id.1) explained:

It’s infuriating to hear people say that this is just a flu
and that only a small percentage of people will have
any problems when you precisely have someone who
will have problems. You know, it’s difficult listening to
people talk about this so carelessly.

Some participants described similar obliviousness by
healthcare staff and specialists who were quite versed in
the children’s situations. One mother had encountered
healthcare staff’s dismissive attitude and lack of under-
standing while she was taking strides to maintain pro-
tective measures when taking her daughter for regular
bloodwork and check-ups at the hospital. Another fam-
ily was asked to participate in an annual meeting and
check-up at the Counselling and Diagnostic Centre, tar-
geting families from rural towns. When the mother (id.4)
declined, pointing out that her son had not been vac-
cinated and it would be unwise to risk infection, the
specialist was surprised, seemingly forgetting about the
child’s situation. She believed that this probably would
not have happened at earlier stages of the pandemic,
when adults had not been vaccinated. “Even the special-
ists have forgotten. But in the earlier wave, when the
infection rates were this high, everything was closed. But
now, because they [the specialists] are vaccinated, every-
thing is just supposed to be moving along.”

The families criticised the authorities whom they
felt had overlooked the situation of people and fami-
lies who needed assistance in daily life, prioritising mea-

sures for the benefit of the economy. Many voiced their
irritation and concerns about travel industry lobbyists
who called for limited restrictions and more governmen-
tal support. As the parents explained, prolonging pre-
ventive measures was imperative since infection rates
were still rising and the consequences on their children’s
health were unforeseen and potentially deadly. As one
mother (id.6) explained:

| just don’t feel that anyone needs to go to Tenerife,
you know. | think it’s more important that my children
get to go to school. But there is no point in discussing
it because it’s such a small group [who has to shield].
Naturally, if the majority was in this position [having
to shield] then it would be different.

Similarly, a father (id.1) pointed out: “It is important that
the government play their cards right, which we are quite
scared they won’t do....I think that too much money is
at stake.” In his view, financial and political interests
seemed likely to win over the health concerns of a minor-
ity group. Being in a minority and “on their own,” par-
ticipants found it difficult to trust that politicians would
prioritise their children’s welfare.

4. Discussion and Concluding Remarks

In this article, we explored the experiences of families
with disabled children during the Covid-19 pandemic.
Consistent with previous research results (Egilson, 2015,
2022; Ingdlfsdéttir et al., 2018), the findings expose a
flawed system of support, prior to the pandemic, best
characterised as fragmentary. Through their experience
of navigating uncollaborative systems and constantly
fighting for the health, education, and safety of their chil-
dren, the parents had become used to taking matters
into their own hands, honing the problem-solving skills
that they subsequently used to tackle the difficulties that
arose during the pandemic.

In our analysis, we set out to examine the service
structure and processes from the standpoint of parents
with disabled children and how participants’ experiences
were shaped and coordinated by institutional power rela-
tions. We argue that the service system responses and
preventive measures taken during the pandemic were
ableist in nature as they centred on non-disabled bod-
ies and experiences (Campbell, 2009). This was particu-
larly prominent regarding organizations of restrictions in
school settings and the prioritisation in the health care
system. The disregard for the importance of education
and other specialised services for disabled children dur-
ing the pandemic reflects ableist notions about children
who are fully valued and those who are not. The depriori-
tisation of disabled children and their families, described
by participants, is emblematic of the marginalised posi-
tion they hold in society. Indeed, the problems and
barriers encountered by the families during the pan-
demic were not alien to them but perpetuated and
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highlighted systemic issues and problems that they pre-
viously faced.

The parents’ fear for their children’s safety was
exacerbated by their limited trust in healthcare and
municipal services, which in many ways overlooked and
underestimated disabled children’s needs and complex
situations. Since the interviews were conducted, the
National University Hospital of Iceland (2021) published
guidelines for critical care, allowing the rejection of crit-
ical care for frail patients, regardless of age, during the
Covid-19 pandemic. Based on these guidelines, disabled
people who rely on support in daily life, and may there-
fore be categorised as frail, are at risk of being refused
intensive care treatment. Grounded in ableist percep-
tions and judgements about the quality of people’s lives,
such decisions confirm that the participants’ anxiety
regarding their children’s safety was warranted. Similar
issues have been raised elsewhere (Inclusion London,
2020; McKinney et al., 2021; Rockwood & Theou, 2020).
Recognising that societies’ structures and institutions
are offsprings of existing ableist power relations, this is
undoubtedly a global issue.

This article contributes to emerging literature about
the experiences of disabled children and their families
during the pandemic. Our findings highlight the impor-
tance of prioritising the needs and concerns of dis-
abled people, children, and their families in policy mea-
sures taken by institutions and authorities in response
to pandemics and other disasters. Covid-19 remains a
threat, particularly to those with serious health issues.
The long-term outcomes of the virus and the social con-
ditions it has fostered are not yet fully known. It is impor-
tant to draw lessons from the experiences of disabled
children and their families and use them to improve sup-
port and ensure access to rights and social inclusion at all
levels of society. The findings have implications for the
service systems and institutions and indicate practical
issues that need to be addressed. The fragmented nature
of the service systems, established in prior research
(Egilson, 2015, 2022; Ingdlfsdottir et al., 2018), remains
a substantial barrier to services for disabled children
and their families. Although inclusive education is the
official policy in Iceland and mandated by law (Althingi,
2008), school support shows limited regard for the social
or familiar context of the children. This results in a
gap between the support provided in schools and in
homes, which has further jeopardised the families’ sit-
uation during the pandemic. It is imperative that ser-
vices be more flexible and adjustable to the different
needs of children. Rules must ensure children’s rights to
assistance and not be limited to the school grounds or
particular facilities. Furthermore, service providers must
fulfil their legal obligations and make certain that sup-
port is provided. Whereas direct payment contracts have
introduced an important alternative to inflexible tradi-
tional service arrangements and have enhanced users’
autonomy and well-being (Snaefridar- og Gunnarsdottir
& Arnalds, 2016), in this study, current arrangements

conveniently provided space for municipalities to dis-
tance themselves, seemingly exempt from legal obliga-
tions in the face of a serious event—a pandemic. This not
only resulted in children and their families not receiving
the support to which they are entitled by law, but also
put them at risk for further marginalisation and isolation.

Limitations of the study stem from the small sample
size, which is to be expected from such a small popula-
tion. Notwithstanding, the study offers important insight
into the experiences of these families. There was much
agreement in the participants’ accounts which are also in
accordance with previous studies about families’ experi-
ences of services. Another limitation are the fluctuations
in the pandemic and the fact it is still ongoing when this
article is written. This issue is superseded by the fact that
Covid-19 is an ongoing global threat. Our study is a con-
tribution to the continuing endeavour to uncover and
understand the effects of the pandemic and responses
to it from institutions and service systems.
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Abstract

The ongoing Covid-19 pandemic has catalyzed long-needed changes in accessibility and flexibility for work tasks. Disabled
and chronically ill people have often experienced unprecedented inclusion during this time. As someone who is both dis-
abled and chronically ill, I have experienced this firsthand. My work as a medical educator, public health program evaluator,
and community advocate has been more accessible in recent months than at any prior time. As the pandemic escalated in
early 2020, people readily embraced a “new normal” that would allow them to sustain their own livelihoods while staying
as safe as possible. Yet even as Covid-19 cases increase sharply both locally and nationally with the spread of new virus
variants, many abled people from both my institution and others increasingly demand a return to pre-pandemic practices.
The “normal” state for which abled individuals ardently long violates the basic human rights of disabled and chronically
ill people. This desire for “normalcy” is fueled by false notions of the pandemic being over. It remains preferred by many
for the sake of their own comfort—even though sustaining the inclusive approaches to collaboration introduced during
the pandemic often requires little effort and offers advantages for abled people as well. This experiential piece describes
ableist implications of seeking “post-pandemic” work environments—and how these constitute “generic processes” in the
reproduction of ableism—using both oral history from the author and emerging literature from fellow scholars. In response,
it recommends inclusive strategies for anti-ableist work collaboration that achieve justice in accessibility while fostering a
welcome sense of normalcy for all.
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1. Introduction

Recently | had to forego an accepted conference pre-
sentation because the organizers refused to provide
accommodations for people to participate safely. After
| pointed this out, the organizers not only persisted in
their refusal to provide reasonable accommodations for
distance participation, but also chided me for not under-
standing that this refusal “was stated clearly in the con-
ference information.” | reflected on how dishonoring of
basic human rights is stated clearly in many laws passed
in the US and elsewhere (Anderson & Philips, 2012).
Including something in regulatory language does not

automatically make it either ethical or just (Rioux et al.,
2011). My hope that sociologists might grasp this princi-
ple readily has long since dissolved.

Indeed, all of this occurred two years into a global
pandemic of monumental scale and impact. It also was
not a remotely unique occurrence. | had engaged in sim-
ilar exchanges with multiple other conference coordina-
tors in recent months. Yet the “stated clearly” language
from this communication lingered in my mind for days
afterward. Every time | tried to figure out what to say
in response, | felt impossibly exhausted. It seemed as
if I literally had no words left—something anyone who
knows me would consider deeply unusual. | still feel

Social Inclusion, 2023, Volume 11, Issue 1, Pages 16-25

16


https://www.cogitatiopress.com
https://www.cogitatiopress.com/socialinclusion
https://doi.org/10.17645/si.v11i1.5647

S Cooitatio

that same exhaustion weeks later. Speaking feels labori-
ous; interactions drain me to an unprecedented degree.
Emerging scholarship suggests this frazzled and over-
whelmed mental state may define the “new normal” of
daily living during the Covid-19 era (Hoyt et al., 2021).

As abled people romanticize “post-pandemic” life,
many disabled people wonder when we will even see
the basic human rights actions we have needed through-
out the “pre” era (Lund et al., 2020). The notion of
post-pandemic anything also seemed fallacious to a pos-
itively insulting degree given | sent those emails about
the sociology conference presentation during the initial
Omicron variant surge of SARS-CoV-2 infections. In addi-
tion to being immense as predicted (Mohapatra et al.,
2022) this surge also concerned scientists because of the
first Omicron variant’s already substantial ability to elude
both vaccine-induced immunity and available antibody
treatments (Kozlov, 2021).

Many of these patterns had already become clear
in public health data and publicized in national media
outlets by the time | emailed the coordinators for
this conference. Yet | was framed as problematic for
asking—in the explicit context of my cystic fibrosis, a
life-threatening and disabling chronic disease that makes
me especially vulnerable to harm from this virus—about
basic accommodations for remote participation. Such
gaslighting behavior by people in positions of power,
and the debasementinvolved in responding, undermines
our dignity and erodes our achievement of justice (see
Barclay, 2018).

Ultimately | let the email sit unanswered. | resigned
myself that nothing would change no matter how many
emails | sent or to whom. | would only waste my remain-
ing energy while recovering from another surgery and
the ongoing infection in my mouth that necessitated it.
Available evidence also indicated | would likely repro-
duce my own cognitive trauma in the process (Buzolits
et al., 2020). So | decided the organizers could clean up
their own mess—i.e., pursue further contact if they des-
perately needed to know whether | would risk my life to
attend in person. In this case, my silence was the answer.

People cannot treat us as if we are invisible (see
Jung, 2002) and then expect us to have words left
for them. We have been doing this for two years at
peak intensity in the face of vicious oppression (Lund,
2020). Many universities now offer course content specif-
ically focused on pandemic preparedness and response
within and beyond health care (Elengickal et al., 2021) in
addition to offering broader accessibility improvements
across disciplines. Truthfully though, chronically ill and
disabled educators spent entire lifetimes doing accessi-
bility work before Covid-19 forced basic acknowledge-
ment of the injustices we face every day (Hannam-Swain
& Bailey, 2021). | am profoundly tired. Yet politicians,
managers, and administrators continue to pontificate at
every opportunity about how desperately we need to
“get back to normal” (Tomé et al., 2022).

2. Problematizing Normalcy

For people like me, and many of my closest colleagues,
normal was always anything but. Rather, it remains a
violent status quo “steeped in ableism” that reinforces
interlocking systems of power and inequality, especially
for academics facing intersecting forms of socioeco-
nomic oppression (Saia et al.,, 2021). The concept of
normalcy has long served as a “generic process” in the
reproduction of ableism and associated social inequal-
ity (see Schwalbe et al., 2000). Such processes compre-
hensively entrench inequity in both specific resources
for socioeconomic mobility and general inclusion in
social spaces, including professional settings (Parrotta &
Rusche, 2011).

The fundamental injustice of having to work just
to survive has been explored and critiqued in numer-
ous other sociological manuscripts (Spies-Butcher, 2020).
Here | focus on specific injustices related to remote
accessibility and related accommodations in the context
of calls for restoring “normalcy” as the Covid-19 pan-
demic continues.

| identify four interrelated generic processes that
reproduce ableism by impairing the practice of disabled
and chronically ill professionals, devoting a section of this
article to each. “Going remote” describes generalized
resistance to offering remote participation options for
activities that include in-person components. “On ‘cop
shit’” details how pervasive surveillance of remote par-
ticipation options that do get implemented penalizes
marginalized individuals under the guise of promoting
ethically sound conduct. “When and where we work”
explores how rigid thinking about acceptable work set-
tings restricts access to gainful employment and genera-
tive activity. “Notes on risk” highlights how framing peo-
ple as “high risk” becomes a justification for purposive
denial of basic human rights.

3. Going Remote

Physical access to conference proceedings is one of many
barriers chronically ill and disabled scholars navigate in
the name of maintaining normalcy for those more priv-
ileged (Reinholz & Ridgway, 2021). Providing distance
participation options via videoconference platforms like
Zoom is necessary for justice in event organizing (Rice
etal., 2021). Although this has been true since such tech-
nologies first emerged, Covid-19 and resulting changes
in resource allocation have clearly demonstrated how
providing remote access increases justice in education
(Xiao, 2021a).

As of July 2022, new and highly transmissible vari-
ants of the SARS-CoV-2 virus continue to proliferate
unchecked. When | wrote the first draft of this article,
the BA.2 Omicron strain was driving new case surges in
many parts of the US (Rahimi & Abadi, 2022). There are
now many major Omicron strains circulating in the US
and elsewhere, each often more resistant to vaccines
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and antibodies than the last. Although epidemiologists
and clinicians around the globe continue to urge extreme
caution and continued efforts to flatten transmission
curves, many communities have significantly relaxed or
completely rescinded Covid-19 restrictions (Huang &
Zeng, 2022). Scholars of disability justice and educational
equity alike have stressed that this should be a time
for bold thinking and intentional action to make learn-
ing environments inclusive and safe for the most vul-
nerable people in our communities via distance options
(Themelis & Tuck, 2022).

Videoconference access to activities with in-person
components has long since become vital. Lack of remote
options is one among many pervasive and widespread
barriers that chronically ill, disabled, and otherwise
marginalized academics face in our work (Olsen et al.,
2020). And with the advent of increasingly diverse and
virulent vaccine-elusive variants of SARS-CoV-2 (for gen-
eral information see Haque & Pant, 2022; for specific
details about Omicron strains see Liu et al., 2022) the
consequences of these willful failures of accommoda-
tion may become yet more dire for larger portions of
the population.

The essentiality of remote access for justice also
goes well beyond the specific context of viral pan-
demics. Closed captioning offers a prominent example.
Providing high-fidelity automated and/or manual cap-
tioning during online meetings has never been easier or
more widely achievable. Yet familiar excuses continue
to abound across multiple settings and contexts for why
people cannot provide these services (Lyngback et al.,
2021). Disparities also persist in access to captioning
resources, sustained in part by purely “optical” use of
such tools—i.e., using them only to give the surface
impression of ethical conduct rather than upholding the
deeper spirit of same (Jones et al., 2021).

My university remedied similar inequities after fac-
ulty and staff campaigned to get students access to
the same types of features in their Zoom suite that
we had in ours from the beginning. Our central IT
office also embraced general feedback about caption-
ing being a human right. They adjusted default settings
for employee accounts to activate captioning features
for users who had not enabled them manually. Such
pragmatic approaches can increase justice in accessibil-
ity. Even if the technology is imperfect, making it read-
ily available and enabling captioning by default greatly
increased the use of these resources during events—and
thus accessibility for participants (Lazar, 2007).

4. On “Cop Shit”

Yet more often, technological innovations that could
facilitate transformational advancements in accessibil-
ity instead get used for surveillance and punishment.
Activist scholars have accurately referred to such prac-
tices as “cop shit” (Darbyshire & Thompson, 2021).
The use of sophisticated digital technologies to moni-

tor and sanction people appears widely throughout cap-
italist societies, with nuances specific to unique work
contexts such as university education (Wan & Albracht,
2021). Teaching frequently involves pressure to main-
tain punitive “discipline” that supposedly facilitates stu-
dent success (Aagaard, 2021). Scholars exploring these
dynamics in the Covid-19 era have described a “pan-
demic panopticon” of carceral practices masquerading
as social cohesion (Aloisi & De Stefano, 2021).

For example, Covid-19 has brought tremendous
increases in online exam administration. University
administrators have pressured instructors to use Web
proctoring services for assessment activities conducted
remotely (Hamamra et al., 2021). Many schools have
also required cheating detection software. Some instruc-
tors have also contributed to these injustices in the
name of “integrity” by making students keep their cam-
eras active during exams and other assessments (Gordon
et al., 2021). Forcing students to video broadcast during
discussion sessions—and sometimes even lectures—has
also been remarkably commonplace throughout the pan-
demic (Daeizadeh & Babaee, 2021).

This type of enforced surveillance is one of many
generic processes reproducing social inequality under
the guise of supportive teamwork (see Sumerau et al.,
2021). The Covid-19 pandemic has exposed these famil-
iar patterns in novel circumstances related to safety
and accessibility (Lyon, 2021). These dynamics also
offer insight into why the “just stay home” idea poses
additional problems beyond its unfair burdening of
already oppressed people with sole responsibility for our
own survival. Home means different things for individ-
ual people. Every dwelling offers different spaces and
resources—and thus different signs and signifiers of class
and other elements of social location (Howlett, 2022).

Work environments outside the education sector
likewise persist in toxic practices that limit accessibility
and harm employee wellness (Bromfield, 2022). These
include aggressively micromanaging employees’ active
work time while simultaneously expecting availability
for tasks 24 hours a day. Many such carceral practices
in remote work regulation have also followed onsite
employees home during the pandemic—and even inten-
sified in some cases, fostering a “post-trust” society
(Andrejevic & Volcic, 2021).

Humiliating and otherwise punishing people for their
children “interrupting” videoconference meetings offers
one common example (Freisthler et al., 2021). Social and
behavioral inquiry has long since explained why groups
of economically and socially privileged people who have
never shouldered primary responsibility for caregiving—
even for their own children among those who are
parents—might view such ordinary occurrences as dis-
ruptive (Shockley et al., 2021). People who have caregiv-
ing experience can readily see how meetings are inter-
rupting activities necessary for surviving and thriving.

These generic processes of inequality reproduc-
tion become clearer still in considering who does get
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to experience such moments without adverse conse-
qguences. Indeed, the people whose interruptions get
either ignored or celebrated are those who already
have substantial social and economic privilege (Clark
et al., 2021). Memetic videos quickly abounded online
of gender-conforming white men in lucrative profes-
sions getting interrupted by their young children during
news broadcasts or transformed into cats during court
hearings without facing any negative fallout (McIntyre
et al., 2022).

Widespread recalcitrance about constructive tech-
nology uses such as closed captioning seems even more
disturbing in this context. Considering how enthusiasti-
cally and copiously people have embraced punitive uses
of technology, it feels chilling to see so much insistence
on status quo practices when inclusive alternatives avail
themselves more readily than ever.

5. When and Where We Work

Conceptualizing work away from home as the default
“normal” practice also has little basis in historical context.
Indeed, most subsistence activities throughout human
existence have been done either specifically at home or
generally in the immediate community. Even in cases
where people worked for outside employers in positions
of considerably greater social and economic privilege,
often they lived on the same land without need for signif-
icant commuting. Living and working at nearby sites also
invites greater flexibility with working hours and time
management, allowing employees to maintain healthy
boundaries elastic to their unique circumstances and
responsibilities (Allen et al., 2021).

Covid-19 has clarified that the concept of working
hours in education and other professions alike is essen-
tially a subtle flavor of the carceral surveillance described
above (Li, 2021). Some institutions seem to be grasping
this more thoroughly than others—whether they have
led prospectively on flexible work since the early days
of the pandemic or made substantial adjustments after
initially outlining harmful policies. Others now wrestle
with the “technoskepticism” earned by their own puni-
tive practices (Adams et al., 2021).

My university embraced flexible work in principle but
struggled with operationalizing related details in prac-
tice. Leadership responded to critiques with improved
policies highlighting the importance of such accom-
modations for multiple position types. Indeed, many
faculties—especially those focused more on research
and service over classroom teaching—have always
enjoyed substantial flexibility with worksites and hours
(Bhuyan et al., 2017).

| felt hopeful when leaders at our medical school
developed a university-wide advocacy initiative on flex-
ible work collaboratively with administrative staff—and
more so when this initiative dissolved because our cen-
tral human resources office released updated policies
addressing these goals. This process illustrated a differ-

|II

ent and truly better “normal” in which leaders contin-
ually explore needed improvements and pathways to
achieving them.

Of course, some work does need to occur at spe-
cific sites. Non-remote work invites significant innova-
tion of its own within and beyond higher education set-
tings (Xiao, 2021b). Flexible coverage for onsite staffing—
basically a similar model to the remote work accommo-
dations discussed above—can help substantially in mak-
ing employment accessible. Likewise, remote work does
not automatically obviate economic inequality as noted
in prior examples about gender roles and intersecting
oppressions (Bonacini et al., 2021).

Physical accommodations can also dramatically
improve accessibility for chronically ill and disabled pro-
fessionals while meeting additional needs such as sen-
sory modulation (Rice et al., 2003). The core building
access provisions of the Americans With Disabilities Act
remain vital. Indeed, now-commonplace structural fea-
tures such as ramps and elevators have shaped our collec-
tive concept of normalcy over time (Burch, 2020). People
without personal experience of disability embrace the
utility and convenience of such resources—whether
attempting to transport heavy objects or simply feel-
ing tired.

These basic ADA-mandated features also account
for only a portion of physical accommodations that can
improve workplace justice for intersectionally marginal-
ized people. Covid-19 has demonstrated how actively
challenging ableism, rather than simply meeting min-
imum requirements for reasonable accommodation,
transforms employee engagement and quality of life
alike (Hickson, 2021). For example, some health and func-
tioning experiences introduce unique safety concerns
that can be addressed by providing specialized personal
protective equipment and other essential supplies.

Building modifications can also help to make onsite
work safer for everyone while vastly improving accessibil-
ity (Mackelprang & Clute, 2009). The Covid-19 pandemic
has demonstrated how many different approaches, used
either individually or collectively, can bolster workplace
safety. Common strategies for air quality management
during the pandemic have included filtration, ventilation,
distancing, and barriers.

Economic resource constraints can introduce chal-
lenges in implementing physical accommodations for
workplace safety. True normalcy means prioritizing good
faith efforts to accommodate people as fully as possible,
as quickly as possible (Sniatecki et al., 2018). It does not
mean expecting immediate perfection, but rather center-
ing continuous growth and accountability in ways appro-
priate to people’s unique contexts. These include consid-
erations specific to disability as well as intersecting needs
such as child care (Platt et al., 2022). Truly safe work envi-
ronments require protection not only from infectious
pathogens but also from oppressive social norms and
policing actions that disproportionately penalize those
already disadvantaged (Dhawan et al., 2021).
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Indeed, safe onsite work looks different for everyone.
I may be uniquely equipped to understand this as a clin-
ical educator living with a progressive chronic disease
that introduces substantial infection control require-
ments and contact precautions. Much of what people
with cystic fibrosis do for routine health maintenance
only became “normal” to other people because of the
pandemic (O’Neill, 2021). For example, abled appropri-
ation of “crip aesthetics” during the early stages of
Covid-19 (Smith, 2021) has made face masks relatively
familiar and nonthreatening even to those who eschew
using them. | can now buy groceries while masked with-
out people antagonizing me—or suggesting that | remain
home instead of living my life autonomously. Similarly,
justice does not mean “normalizing” work so that every-
one’s equipment and process look exactly the same.
Rather, it means normalizing the adaptation of work to
meet individuals’ unique needs.

As suggested by the elevators and ramps example,
all of this also calls into question what makes someone
“need” an accommodation. When abled people “need”
something, pure convenience is often the main consider-
ation. But as Covid-19 has shown, the burden of proof
on chronically ill and disabled people remains extraordi-
narily high for accommodations, benefits, and services
(Price, 2021). The moment something inconveniences
abled people, change begins to happen. Yet such change
still involves privileged groups getting their demands met
before awareness and support begin to reach marginal-
ized people (Xafis, 2020).

6. Notes on Risk

Chronically ill and disabled Americans felt largely unsur-
prised when initial responses to the Covid-19 pandemic
largely took the form of telling people at elevated risk
for severe harm from SARS-CoV-2 to “just stay home”
(Brooks, 2021). Many saw these patterns readily with-
out formal social science training. Seeing how govern-
ment officials intentionally reinforce the oppression of
minority groups using coded language like “high risk”
(Woods, 2022, pp. 163-216) hardly requires a sociol-
ogy degree. The “normal” society continues to chase
still depends on simultaneous vilification and erasure of
sick and disabled people (Rutherford, 2021). Although
exposing these dynamics has inspired entire subfields
within the social sciences, awareness and inquiry alone
have not eradicated these willful oppressions (Chen &
McNamara, 2020).

Framing safety and survival as questions of individual
responsibility for people who already occupy precarious
positions within unjust systems is both highly intentional
and deeply eugenic (Mosley, 2020). | wonder where all
the people who said “never again” after learning about
extermination campaigns against sick and disabled peo-
ple throughout history have been during Covid-19. Their
silence now sustains violence against those who have
feared for our lives watching our peers perish from pre-

ventable infections. Our longstanding entreaties for peo-
ple to take advantage of widely available flu vaccines
and practice basic hand hygiene diligently both ampli-
fied as the pandemic began and swiftly drowned in the
ire of those who valued their own convenience exclu-
sively. These patterns continue, demonstrated by people
eagerly welcoming technological innovations that pun-
ish and exclude others while resisting ones that affirm
and include.

Work itself, and how we frame it in human rights
context, lies at the center of this polemic. Whether we
work in paid jobs ourselves or struggle to demonstrate
continued eligibility for disability benefits, the so-called
“right to work” touted by elected officials remains prob-
lematic and often deadly (Blume, 2022, pp. 57-86).
The current system punishes those chronically ill and
disabled individuals who can participate in its economy
directly by denying us basic worker protections (Wilson
et al.,, 2020). It likewise punishes those who cannot
participate—because of structural features inherent in
the system itself—by sustaining these barriers no matter
the cost.

Framing disabled people as being somehow lucky to
live on public benefits that pay barely a pittance seems a
uniquely Western practice, if not a specifically American
one. Public officials often add insult to injury by gaslight-
ing disabled people receiving public assistance about
how far those meager funds should go (Smith-Carrier &
On, 2021). The notion that people should “pull them-
selves up by their bootstraps” in navigating a global pan-
demic and its exacerbation of poverty (O’Connor, 2020)
seems especially egregious in this context.

7. Closing Thoughts

For chronically ill and disabled people, normalcy has
always been overrated. The same things many of our
peers yearn to experience again as Covid-19 gradually
becomes endemic represent distinct regression for those
who began to experience something resembling human
rights during the pandemic. As safety restrictions ease
and disappear—despite significant community spread
of SARS-CoV-2 persisting—we see our lives being dis-
counted and devalued with similar vigor. The idea that
being “high risk” means we should live isolated and fear-
ful lives, with constant reminders of our own precarity,
remains normal in the minds of many. After over two
years of both witnessing mass death in the news and los-
ing several of my own friends in the cystic fibrosis com-
munity to Covid-19, this dismissal of our human rights
feels deeply personal in unprecedented ways.

The toxicity of the “high risk” ethos does not end
with my own disease and the functional limitations it
causes, though. Indeed, disability results from the fail-
ure of society to accommodate people—not simply the
presence of the limitations themselves (Donoghue, 2003).
This denial of human rights sets people inexorably apart
from the communities of which we are members. Like all
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“generic processes in the reproduction of inequality” (see
Schwalbe et al., 2000), institutionalized inaccessibility not
only limits opportunity and mobility (Tomaskovic-Devey,
2014) but also constrains the “informal networks” (see
McGuire, 2002) that allow marginalized people to fight
injustice together and support one another in the process.
Perhaps most cruel of all, the denial of accessibility keeps
us from one another—from the support we share recipro-
cally and from the simple pleasure of those connections.
It requires us to keep our distance from those we love and
especially from those who are best poised to understand
our experiences.

I am not the only “high risk” person in my family.
My father, who had a liver transplant in March 2019, has
spent most of the pandemic inside his house. He and
my mother even moved their porch furniture indoors
as SARS-CoV-2 began spreading, understandably afraid
the virus would somehow find them. Although | read-
ily accept heightened awareness of my own mortality,
| shared my parents’ intense fear. The idea of losing my
father just months after his life-saving transplant terri-
fied me then and still does now. Yet colleagues who
should know better often treat us as afterthoughts.

As ever, the burden falls unjustly on sick and disabled
people to protect ourselves and each other (Sabatello
et al., 2020). Many beneficial practices universities have
adopted and sustained throughout the pandemic (see
Brammer & Clark, 2020) have originated with us—
those who have persistently and wearily reminded peers
of danger and spoken truth to power with superiors.
The transformational benefits of resulting innovations,
not only in access but also in education itself, are well
documented (see Almarzooq et al., 2020). Yet resistance
abounds to including us in the very advancements our
collective advocacy has spurred.

Two years into the pandemic, anger has given way
to feelings of exhaustion and disconnection. Many edu-
cators feel this immense burnout even as we celebrate
innovations this global moment has produced, such as
refinement of the “flipped classroom” strategy invit-
ing greater learner engagement (see Pokhrel & Chhetri,
2021). We cannot enjoy transformation in education
without surviving to see it. Had my own departments
not consistently helped me protect myself and my fam-
ily, I might never have written these words.

Even in this reasonably safe and supportive context,
| still cringe frequently at cavalier behavior from oth-
ers. | saved my father’s email to the whole school from
when the original Omicron variant of SARS-CoV-2 was
beginning to spread in Florida. At that point, | had only
seen him once in two years—and then only at the dis-
tance behind KN95 masks. Although his experience con-
tinues to surpass those of many liver transplantees, the
remaining immunosuppression still leaves him vulnera-
ble to harm even from commonplace viruses like colds.
Our family always took more virulent pathogens like
influenza seriously because of my own illness, never miss-
ing routine flu shots or hand washing opportunities.

These nuances in risk management (for a gen-
eral sociological overview of risk theory see Lidskog &
Sundqvist, 2013; for its specific applications in sociology
of health see Zinn, 2009) between different individuals
highlights the importance of context in advocacy on dis-
ability justice. One of my reviewers for this manuscript
thoughtfully noted that:

For colleagues of [theirs] with physical and sensory
impairments their participation in live conferences—
even if accessibility is poor—is also a form of activism.
In other words, for some the act of simply travelling
and being out in public forces people to think about
accessibility and to acknowledge the presence of dis-
abled people in public spaces.

They reflected on how activism can take different and
often equally impactful forms depending on the unique
circumstances and needs of each individual.

Noting how “if conference participants with dis-
abilities opt not to travel to conferences because of
poor accessibility, nothing will change because there
is little pressure to make accommodations,” this ref-
eree aptly pointed out the importance of social clo-
sure in stimulating progress toward inclusivity (for a
general overview of closure in professional spaces see
Roscigno et al., 2009; for its specific application to aca-
demic settings see Swartz, 2008). Likewise, their feed-
back reflected the importance of closure in advocacy cir-
cles themselves. They noted that attending conferences
in person for activist purposes “may not apply to those
with conditions where catching an illness could be life-
threatening...pushing for distance or hybrid conferences
and teaching is one form of activism and inclusion, but
the live setting is for people with other kinds of impair-
ments.” By intentionally supporting one another’s risk
management best practices for our own unique contexts,
activist scholars can achieve collective impacts while
maintaining individual well-being.

Before Covid-19, many treated these individual risk
management behaviors as paranoia for myself and oth-
ers in the chronic illness and disability communities
(Jesus et al., 2021). | can presently buy groceries without
invasive questions about high-filtration masks and hand
hygiene. Awareness of the immense financial and envi-
ronmental benefits of remote access options has likewise
proliferated (see Klower et al., 2020). Yet | still cannot
seem to convince abled people that my life matters as
much as theirs. My CV keeps the score: asterisks along-
side conference presentations | never got to make, foot-
notes explaining denial of reasonable accommodations,
reflections on core principles my disciplines should proac-
tively defend. These barriers to dissemination and collab-
oration remain widespread even among otherwise priv-
ileged scholars susceptible to adverse outcomes from
Covid-19 (Rashid & Yadav, 2020).

For every professional who has managed to pub-
lish and advance and otherwise convince people of
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some basic value, there are countless others silenced—
by persistent exclusion, by willful denial of accommo-
dations, and ultimately by death (see Galloway et al.,
2020). The fact that dying often makes others finally
heed our voices (Siegel & Tani, 2021) never becomes
less dystopian or grotesque. We continue to forfeit our
lives in the name of normalcy never meant for us at all.
Our foreshortened time upholds a status quo that not
only excludes us from society overall but also denies us
community with one another, curtails our access to vital
supports in enduring ableism and intersecting forms of
oppression (see Gil et al., 2021). The “normal” life many
yearn to reclaim instead remains more of the toxic same.
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Abstract

The Covid-19 pandemic has disproportionately affected disabled people across the globe. This review article maps the
impact of the pandemic on disabled people in low- and middle-income countries (LMICs) during the first ten months of the
pandemic, based on a semi-systematic review of 113 articles of empirical and “grey” literature. We highlight the multiple
exclusions faced by disabled people across the sectors of health, education, economy, community, and pandemic manage-
ment. Following this, we discuss the broader issues arising from the literature, including the systematic de-prioritisation
of disabled people in emergency planning, the ongoing framing of disability as a medical rather than a social or human
rights issue, a recognition of how the complexity of societal structures creates systematic disadvantage, and local, national,
and global policymakers’ lack of engagement with disabled people during pandemic management. We identify the need
for both stronger quantitative evidence on disability in LMICs to inform planning and policy processes, and the need for
equitable collaboration with disabled people from LMICs across research, policy, and development programming, in the
spirit of “Nothing About Us Without Us.”
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1. Introduction suggests that disabled people have been excluded dur-

ing the critical phase of emergency management for pre-

The Covid-19 pandemic has disproportionately affected
the 1 billion people, or 15% of the world population, who
are disabled (United Nations, 2020). In this article, we
present and discuss evidence on the impact of Covid-19
on disabled people in low- and middle-income coun-
tries (LMICs), focusing on the initial global emergency
response during the first ten months (March-December
2020) of the pandemic. The focus on the first wave
of Covid-19 was chosen to assess how the immediate
response to a global pandemic took into account—or
failed to account for—the inclusion of disabled people.
This is particularly relevant as previous evidence strongly

vious pandemics or environmental disasters (Abbott &
Porter, 2013; Battle, 2015; Gartrell et al., 2020; Gérgens
& Ziervogel, 2018; King et al., 2019). We argue in this arti-
cle that the data which emerged during the pandemic
provides clear evidence that, once again, disabled peo-
ple have not just been “left behind” but have been depri-
oritised and had their human rights violated during the
response at a global level.

The evidence presented draws on a semi-systematic
literature review, carried out to inform the development
of an analytical framework for a disability-inclusive recov-
ery for the UN Partnership for the Rights of Persons With
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Disabilities (UNPRPD). While we map the impacts across
the five sectors of health, education, economy, commu-
nity, and pandemic management, we aim to pay partic-
ular attention to the broader themes emerging across
these different sectors. Our findings confirm the asser-
tion that the impact of the Covid-19 pandemic goes far
beyond health, having been described as a health, psy-
chological, and socioeconomic “triple pandemic” (United
Nations Office for Disaster Risk Reduction, 2020).

1.1. Disability in Low- and Middle-Income Countries

Approximately 80% of disabled people live in LMICs
(United Nations, 2020). Despite the ratification of the
UN Convention on the Rights of Persons with Disabilities
(UNCRPD) by 182 countries, in practice implementation
of the Convention’s rights has been inconsistent and
variable. The measuring of progress towards UNCRPD
implementation is complicated by the lack of accurate
data on disability, which is compounded by both lim-
ited medical understandings and stigma around disabil-
ity, meaning disabled people may be unwilling or unable
to identify their disability status (Berghs, 2015b).

Disabled people thus continue to face discrimina-
tion and barriers, while also being disproportionately
affected by poverty (Shakespeare, 2019). Disability is
both a cause and a consequence of poverty (Economic
Commission for Latin America and the Caribbean, 2020;
Thorpe et al., 2020), which is exacerbated by a lack of
social protection, with only 1% in low-income countries
of disabled people having access to disability-specific
benefits (United Nations, 2020). Financial burdens also
are increased through a fragmented approach to pub-
lic healthcare provision (Mills, 2014; Orach, 2009), lead-
ing to poorer health outcomes for marginalised groups
that are financially excluded from access to healthcare
(Marmot et al., 2008; Orach, 2009; Wagstaff et al., 2014;
Xafis, 2020). Globally, only around 50% of primary-aged
disabled children attended school prior to Covid-19,
although this figure is as low as 1% for some countries
(UNICEF, 2020), and in particular affecting disabled girls
(Rohwerder, 2020; Said-Fogahaa et al., 2020). In addition,
disabled people present the majority of institutionalised
people globally, and are also overrepresented in prisons
(Sakellariou et al., 2020; United Nations, 2020). In the
community, a lack of formal support means reliance
on informal care from family and friends for many dis-
abled people (King et al., 2019; United Nations Economic
and Social Commission for Western Asia & World Health
Organization, 2020). Disabled people are also at greater
risk of sexual violence and abuse (Clugston & Spearing,
2020; Giang & Huong, 2020; UN Women Africa, 2020)
and violence from family members (Said-Fogahaa et al.,
2020; Stars of Hope Society for the Empowerment of
Women With Disabilities, 2020).

Poverty and lack of government funding for health-
care, education, and the economy means that many ser-
vices are supported by development aid programmes.

These often do not address disability issues (CBR Africa
Network, 2020; Clugston & Spearing, 2020) and can
reproduce disabling conditions if not taking emancipa-
tory approaches or accounting for the broader geopo-
litical influences that contribute to disablement in the
Global South (Berghs, 2015b). Research on development
interventions is equally dominated by medical model
approaches focussing on health interventions, with a
lack of evidence on the effectiveness of rights-based
approaches and empowerment initiatives (Saran et al.,
2020). The limited funding available for development
programmes means that there is often a focus on “quick
fixes” (Shakespeare, 2019), rather than on building holis-
tic and sustainable long-term systems (Berghs, 2015a;
OECD, 2020), meaning the provision of healthcare, edu-
cation, and financial support are limited and not able to
withstand a global pandemic, especially in countries also
simultaneously experiencing conflict or other crises.

2. Methods

The evidence presented emerged from a research
project to assess the impact of Covid-19 on disabled
people in LMICs and develop an analytical framework
for the UNPRPD to enable their programming partners
to conduct comprehensive situational analyses at coun-
try level and identify the key priorities for a disability-
inclusive recovery. LMICs were defined as countries
included on the Development Assistance Committee list
of countries and territories eligible to receive official
development assistance countries and territories eligi-
ble to receive official development assistance (OECD,
2022). To ensure the literature review results and devel-
opment of the framework reflected the priorities and
concerns of those with lived experience, an advisory
group was recruited using snowball sampling through
the researchers’ existing networks. The group was com-
prised of disabled activists and scholars from LMICs
(Bangladesh, Brazil, Indonesia, Jordan, Kenya, Namibia,
Uganda, and Zambia).

In order to assess how disabled people in LMICs
had been affected during the first ten months of the
Covid-19 pandemic, we conducted a semi-systematic lit-
erature review, which combines the literature selection
principles of a systematic review with narrative and dis-
course analysis approaches (Snyder, 2019; Zunder, 2021).
The semi-systematic review methodology is better suited
than a fully systematic review to mapping themes across
a diverse range of evidence and theoretical approaches,
as well as identifying gaps in knowledge (Snyder, 2019),
and was therefore judged to be most useful to review
a broad range of evidence from both empirical and
“grey” literature. The literature review was carried out
by a research fellow with lived experience of disability,
with regular input from the project’s principal investiga-
tor. The review followed the framework developed by
Templier and Paré (2015) for conducting a standalone lit-
erature review, which comprises six steps:
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formulating the problem;
searching the literature;
screening for inclusion;
assessing quality;

extracting data;

analysing and synthesizing data.

ok wWwNE

For step 1, the research question was formulated as: How
has the first wave of the Covid-19 pandemicimpacted dis-
abled people in LMICs?

A UN policy brief on a disability-inclusive response
to Covid-19 (United Nations, 2020) was used to map
out four broad sectors in which disabled people experi-
enced inequality (health, economy, education, and com-
munity). Sub-themes within these four sectors were
mapped out through initial reading of emerging evi-
dence, and this provided a rough structure for the for-
mal literature review searches. The themes were revis-
ited and refined throughout the literature review pro-
cess. The initial sub-themes identified within each sector
are included in Table 1.

The literature search was carried out in two phases.
The first phase identified academic literature through
searches in eight social science databases, using Boolean
operators to combine search terms around disability and
Covid-19 with terms covering the above-identified sub-
themes. In addition, the same searches were carried out
to identify literature around disability, the above sub-
themes, and previous major pandemics, epidemics, or
disasters that affected LMICs, to identify past literature
from similar emergencies.

Backwards and forwards citation searching was
employed to identify further relevant literature, and
search alerts were set up to ensure any newly emerg-
ing evidence during the review period (September 2020—
February 2021) was included. The second phase focused
on identifying “grey” literature, including reports from
NGOs and disabled people’s organisations (DPOs), UN

Table 1. Initial subthemes mapped out prior to literature review.

and WHO reports, national government documentation,
and non-peer-reviewed research reports. “Grey” litera-
ture was identified through citations in academic litera-
ture, searches on Google scholar and on Google by coun-
try domain to identify government reports. In addition,
we searched UN, WHO, and IMF databases, NGO and
DPO websites, and sites where relevant reports had been
collated, such as the Disability Debrief archive (https://
disabilitydebrief.substack.com).

The initial process yielded 893 potentially relevant
results. These were subjected to a light-touch review
to identify literature meeting the following criteria and
assess the quality of the data (steps 3 and 4 in the frame-
work proposed in Templier & Paré, 2015):

e The focus was on disabled people, as defined by
the UNCRPD, rather than caregivers/family mem-
bers, and examining disability from a social sci-
ence, rather than a medical, viewpoint.

¢ Disability was a major focus (i.e., there were five
or more mentions of the words “disabled” or
“disability”).

¢ The focus was on disability in LMICs or was more
global (papers focusing on situations specific to
OECD countries were excluded).

¢ Academic articles were original research or review
articles (exclusion of comment/opinion pieces).

e “Grey literature” reported on actual data (rather
than guidance or recommendations).

Using these criteria, 113 articles were selected for
in-depth review. These included 67 “grey” literature arti-
cles and 46 academic articles. Of the 46 academic arti-
cles, 14 focused on previous disasters and emergencies
rather than Covid-19. Articles were coded using the sub-
themes in Table 1, with new themes and codes included
as they emerged from the literature. In particular, a
fifth broad section focussing on pandemic management

Health Education

Economy

Community

Infection and mortality School closures

Poverty and austerity

Social care and independent
living

Access to hygiene and Home learning

protection

Social protection and relief

Informal support systems

Access to treatment Remoting learning

Unemployment and loss of jobs

Institutionalisation

Non-Covid-19 healthcare Return to school

Informal employment

Homelessness

Public health
communications

Remote working

Public transport and
infrastructure

Return to work and

Access to services

accommodations

Unpaid and care work

Violence and abuse

Religion, culture, and leisure
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generally was added to the review structure during the
coding process. Coding focused particularly on recur-
ring evidence within the themes, as well as particu-
larly extreme cases that highlighted the stark impact
of the pandemic on disabled people. While the pri-
mary aim was to produce a qualitative, narrative review
report for the UNPRPD to synthesize the existing evi-
dence, some quantitative data to understand the nature
and distribution of the literature reviewed was gener-
ated by recording up to three of the most prevalent
themes of each paper. The most common theme emerg-
ing within literature were either related to health (55%)
or economic (48%) impacts of the pandemic. Community
emerged as a major theme in around 33%, with pan-
demic management being a focus in 25% and educa-
tion in only 16% of articles. “Grey” literature made
up the majority of the evidence (59%), particularly by
NGOs (31) and UN-affiliated agencies (19). While articles
reviewed were published between March and December
2020, most of the evidence on the first wave emerged
early on in the pandemic, with almost two-thirds (64%)
of the literature reviewed published between March
and June 2020. This effect was exacerbated for grey
literature, whereas the publication of academic peer-
reviewed literature was more evenly distributed across
the 10 months of the review.

3. Findings

In this section, we will be discussing the major emerging
findings across the five thematic areas investigated in the
literature review: health, economy, education, commu-
nity and, pandemic management.

3.1. Health: Deprioritised

Disabled people faced significant barriers and exclusion
across all aspects of healthcare, from access to pub-
lic health communications, information about Covid-19
and preventative measures such as personal protective
equipment and hygiene facilities, to Covid-19 treatment
to essential and routine non-Covid-19 care.

Access to Covid-19-related care and treatment was
affected by triage protocols which deprioritised disabled
people, based on the implicit assumption of disability
equalling lower quality of life, and conflating disabil-
ity and frailty based on medical models of disability
(McKinney et al., 2020; Scully, 2020; Singh, 2020; Women
Enabled International, 2020). In addition, disabled peo-
ple faced structural barriers in purpose-built Covid-19
treatment centres which did not provide facilities for dis-
abled patients, including lack of accessible toilets and
beds. Being separated through quarantine from personal
assistants, caregivers, or parents in the case of disabled
children, left some patients, including deaf or non-verbal
people, without support to communicate with health-
care staff. The diversion of healthcare resources to
Covid-19 provision disproportionately affected disabled

people, with many (ranging from 19% to 70% across
different surveys) unable to get their healthcare needs
met. Disability-specific services were often classified as
“non-essential” and therefore ceased (Disability Working
Group, 2020; Goyal et al., 2020; McKinney et al., 2020).

Global shortages of personal protective equipment
during the early stage of the pandemic, as well as pro-
hibitive costs, led to many disabled people being unable
to access cleaning and protective equipment. Another
barrier to protection against Covid-19 was presented by
lack of accessible public health communications, with
the vast majority of national health authority websites
not meeting minimum accessibility standards (Dror et al.,
2020) and 36% of LMICs not providing sign language
interpretation during press briefings (Yap et al., 2020).
Technological and literacy barriers to official sources of
information also put disabled people at increased risk
of misinformation about the virus. In addition, the lan-
guage used in public health communication reproduced
ideas about disabled lives being less valuable (Abrams &
Abbott, 2020; Goggin, 2020; Meaney-Davis et al., 2020),
and negative healthcare messages added to mental dis-
tress for disabled people.

Two gaps identified in the health theme are around
the impact of “long Covid,” which has the potential to cre-
ate significant numbers of newly disabled people (Wise,
2021), and access to vaccination for disabled people in
LMICs, as few LMICs had begun the vaccination process
at the time the review was carried out.

3.2. Education: Inaccessible

The evidence reviewed suggests that Covid-19 has exac-
erbated disabled children’s already limited access to
schooling. The closure of schools in 188 countries
affected 1.5 billion children across the globe (UNESCO
Bangkok, 2020). As well as disrupting access to educa-
tion, it also affected crucial services delivered through
schools, including food programmes, access to sanitary
facilities, safeguarding mechanisms to identify and pre-
vent abuse and trafficking, and medical (including vacci-
nation) and therapy programmes for both general health
and disability-specific services (McClain-Nhlapo et al.,
2020). Disabled children were both more likely to be
severely impacted by the cessation of these services, and
unable to access them in the first place.

Home and remote education both presented chal-
lenges for disabled children. Disabled children’s fami-
lies were often ill-equipped to support them with learn-
ing at home, for example, due to parents and care-
givers needing to work to sustain families, or not being
able to afford learning materials or necessary equip-
ment (McClain-Nhlapo et al., 2020). The two main bar-
riers to remote education were (a) access and (b) acces-
sibility to technology. Firstly, internet connectivity is
poor in many LMICs, particularly in rural areas, and the
costs of both data and technological devices can be pro-
hibitive (Castres & O’Reilly, 2020; Humanity & Inclusion,

Social Inclusion, 2023, Volume 11, Issue 1, Pages 26—37

29


https://www.cogitatiopress.com

S Cooitatio

2020). While remote education was delivered through TV
and/or radio in some LMICs, only 18% of parents felt this
was accessible or useful learning (McClain-Nhlapo et al.,
2020). Secondly, major IT platforms such as videoconfer-
encing software are not designed to be inherently acces-
sible, and this was compounded by teachers, parents,
and learners not being familiar with accessibility fea-
tures. Some of the access issues reported included lack
of sign language interpretation, captioning, and screen
reader compatibility.

Disabled children were at increased risk of not return-
ing to school when they reopened after lockdown, due
to multiple reasons. Parents may have been concerned
about the increased risk of infection if their children
attend school (Pregel & Le Fanu, 2020; UNICEF, 2020),
or may not believe that there is any value in attend-
ing school for disabled children (Meaney-Davis, 2020).
The sharp rise in poverty during lockdowns may also
increase the need for children to contribute to the
household income, rather than continuing their edu-
cation (Azevedo et al.,, 2020). Those who did return
likely faced increased attainment due to the inaccessibil-
ity of home learning. With already stretched resources,
many schools would have been ill-equipped to address
these attainment gaps (Jones et al.,, 2020; UNICEF,
2020). However, the exact impact is uncertain due to
a lack of disaggregated data being collected both dur-
ing and before the pandemic, meaning there is no base-
line data available. The literature review also identi-
fied no evidence of the impact of the pandemic on ter-
tiary education.

3.3. Economy: Impoverished

The evidence reviewed indicated strongly that many
disabled people, particularly those who were also
marginalised in other ways, faced increased poverty as
a result of the pandemic, due to both reduced income
and increased cost of living, particularly health-related
costs. Food poverty was cited as the most significant
type of poverty experienced, leading some disabled peo-
ple to describe hunger as a bigger threat to their health
than Covid-19 (Gahatraj, 2020; Humanity & Inclusion,
2020). Disabled people also faced housing insecurity and
increased debt due to needing to borrow money as a
result of poverty.

Most countries took relief measures to mitigate the
economic impact of Covid-19, although most countries
did not offer disability-specific support (Gentilini et al.,
2020). Economic relief most commonly took the form of
short-term or one-off cash or in-kind assistance. In prac-
tice, several barriers prevented disabled people from
accessing financial support. Some relief measures specif-
ically excluded those already in support of disability
allowances or other social protection payments. Other
barriers included lack of awareness about the avail-
able support, bureaucratic hurdles including the need to
prove disability status in order to access payments, inac-

cessible distribution points, and ineffective distribution
at the local level. Multiple reports (e.g., Brennan et al.,
2020; Gurung & Gahatraj, 2020; Pregel & Le Fanu, 2020;
Zayed et al., 2020) indicate that DPOs were instrumen-
tal in ensuring relief measures were delivered to their
members at the local level, in the absence of govern-
ment support.

Disabled people’s employment was also dispropor-
tionately affected by the pandemic, due to disabled peo-
ple being more likely to be informal or insecure work
(Banks et al., 2021; Castres & O’Reilly, 2020; Gurung
& Gahatraj, 2020; Meaney-Davis, 2020). Small-scale
traders, such as market traders were unable to access
loans or government support due to the small size of
their businesses. Disabled people were also at greater
risk of having their hours reduced or cut, or being
made unemployed during the pandemic, with disabled
women particularly affected. Those disabled people for
whom working from home was an option also faced
additional barriers, including lack of accessible equip-
ment and software (International Labour Organization,
2020). The literature review found no evidence on the
impact of Covid-19 on unpaid work, including domestic
and care work.

3.4. Community: Isolated

Lockdowns affected 58% of the world’s population dur-
ing Spring and Summer 2020 (Singh et al., 2020). These
were usually implemented with short notice, disrupting
the provision of both formal and informal assistance for
disabled people. In a global survey, 45% of people said
their governments took no action to mitigate this disrup-
tion and, as a result, a significant number of disabled
people were unable to get their essential needs met
(Brennan et al., 2020), including access to personal care,
food and medicine, and maintenance of assistive devices
and mobility aids. Lockdowns also increased isolation for
many disabled people as they were cut off from their sup-
port networks, exacerbating stress and affecting partic-
ularly those in poverty and in rural areas (Light for the
World, 2020; Meaney-Davis et al., 2020).

Deaths in residential homes amounted to between
42% to 57% of Covid-19 deaths in OECD countries
(United Nations Human Rights, 2020). Similar data is not
available for LMICs. However, reports suggest increased
infection among institutionalised disabled people due
to overcrowding and lack of cleanliness, along with
no access to information about Covid-19 or its pre-
vention, and increased isolation during lockdown. One
report suggests that lack of oversight and breakdown of
reporting mechanisms led to abuse and neglect, includ-
ing human rights violations in institutions (Brennan
et al., 2020). Crucially, similar conditions of overcrowd-
ing, lack of hygiene, and no access to information, were
also reported in a number of other settings including
informal settlements and refugee camps, prisons, and
among the homeless populations, with disabled people
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overrepresented in all of these settings (Brennan et al.,
2020; Clugston & Spearing, 2020; Jones & Tulloch, 2020;
Pregel & Le Fanu, 2020; Sakellariou et al., 2020).

Violence and abuse against disabled people
increased during the pandemic, particular against dis-
abled women, girls, and non-binary people (Humanity
& Inclusion, 2020; Lund, 2020; Women Enabled
International, 2020). This violence took several differ-
ent forms. Domestic and caregiver violence increased
as disabled people became less likely to access support
systems or escape violent situations. There were also
reports of police violence against disabled people, with
excessive force being used to enforce lockdowns and cur-
fews (Brennan et al., 2020; Goyal et al., 2020; Panda et al.,
2020). Disabled people also faced aggravated stigma and
discrimination, including assumptions that they were
infected with Covid-19.

Restrictions to public transport services increased
barriers for many disabled people, with access to
transport being identified as a significant unmet need
(Hillgrove & Pryor, 2020; Zayed et al., 2020). With many
essential services moving online, disabled people were
more likely to be affected by digital poverty, particularly
in rural areas, with cost and inaccessibility of informa-
tion technology presenting major barriers. There was no
discussion in the literature reviewed of how disabled
people’s access to public spaces, to religious practices
and worship, or to leisure, culture, arts, and sport was
affected by the pandemic.

3.5. Pandemic Management: Excluded

General evidence on national approaches to the initial
management of the Covid-19 pandemic indicates that
many countries adopted a “one-size-fits-all approach”
(Qi & Hu, 2020, p. 849) that neglected the specific
requirements of disabled people. Where consideration
was given to disability, this was not necessarily imple-
mented locally (Sakellariou et al., 2020), or took the form
of recommendations rather than being enshrined in law.
There was little evidence of consultation taking place at
local, national, or international levels with disabled peo-
ple and their organisations, and in some cases, DPOs
encountered resistance from official authorities (Gartrell
et al., 2020; Poudel & Subedi, 2020) when implement-
ing local support for their members. A major finding
of our literature review was the dire lack of disability-
aggregated quantitative data being collected at national,
international, and global levels on the impacts of the
pandemic. In particular, we identified the lack of disag-
gregated data relating to infections and death rates, the
impact on people incarcerated in institutions, and the
socio-economic impacts on disabled people.

4, Discussion

The results section has presented the key issues iden-
tified by sector. However, during the analysis process

of the literature review, we also identified four over-
arching themes that emerged from and spanned these
five sectors. These present the key learning points of
how the pandemic has been handled in the immediate
response with regard to disability. Following discussions
of these four cross-cutting themes, we discuss the limi-
tations of our study and make recommendations for fur-
ther research, including several gaps in the data which
have been identified.

4.1. Theme 1: De-Prioritisation of Disability

Firstly, we highlight the de-prioritisation and system-
atic exclusion of disabled people across all aspects of
planning and service delivery. While the importance of
involving and consulting with disabled people in disas-
ter and crisis management has been frequently high-
lighted (e.g., Abbott & Porter, 2013; Campbell et al.,
2009; Gorgens & Ziervogel, 2018), our literature review
was not able to identify a substantial body of evidence
that indicated that positive change has been achieved
or lessons learned either during or in the aftermath
of previous disasters or pandemics. As discussed previ-
ously, we only identified 14 relevant articles on prior pan-
demics and disasters in LMICs as part of our literature,
and many of these describe similar failings during the
immediate emergency response phase as we have iden-
tified in the literature review. This suggests that learn-
ing points and recommendations identified in the liter-
ature have not been taken on board by policymakers
and therefore not translated into improved emergency
management responses. Despite the widespread ratifi-
cation of the UNCRPD, disability continues to be at best
an afterthought, with measures to ensure disabled peo-
ple’s access either retrospectively or not at all imple-
mented. We argue therefore that disabled people have
not merely been “forgotten” in the pandemic response,
which implies a passive kind of neglect, but that dis-
abled people have been actively de-prioritised during
the Covid-19 pandemic due to being seen as expend-
able. The de-prioritisation of services for disabled people
as “non-essential” perpetuates the continued discrimina-
tion and stigma of disabled people as less than human.

4.2. Theme 2: Medicalisation of Disability

The second emerging theme is the conceptualisation of
disability as a medical issue, rather than a category of
social oppression and disadvantage. Definitions of dis-
ability continue to be based on medical or deficit models,
and this was replicated in some of the literature reviewed.
In addition, disabled people have often been labelled
“vulnerable” both in official government health commu-
nications, as well as in some of the reports reviewed,
without questioning the social factors that produce dis-
ablement and make disabled people “vulnerable” (see
also Abrams & Abbott, 2020), particularly when Covid-19
emergency responses both de-prioritised disabled
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people and often exacerbates the barriers disabled peo-
ple faced. We argue therefore that a stronger focus on
social models and understandings of disability, particu-
larly those originated by disabled people from the Global
South, is crucial for a more nuanced and less essentialist
understanding of the experience of disability in LMICs.

4.3. Theme 3: Interconnection of Issues

While the literature review was structured into the four
sectors of health, education, economy, and community,
the analysis and writing processes highlighted that these
were not discrete categories but were often intercon-
nected. Access to food provides a good example of this,
being simultaneously (a) an economic issue due to food
poverty being the most common form of poverty, (b) an
infrastructural issue due to lack of transport to access
markets and shops, and (c) a healthissue due the lack of a
nutritious diet potentially exacerbating existing and cre-
ating new impairment. It is, therefore, crucial to under-
stand the complexity of contemporary social systems and
how they work together in creating structural disadvan-
tage, and considering this in pandemic management and
development programming, rather than opting for “quick
fixes” that do not affect long-term substantial change.
One methodology to achieve this may be through imple-
menting systems theory into the practical implementa-
tion and delivery of development programmes (Reynolds
et al., 2018). This could support a more holistic approach
that enables positive change without focusing on issues
in isolation, as well as fostering cooperation and commu-
nication between different stakeholders involved in both
policy and delivery of programmes.

4.4. Theme 4: Collaboration With Disabled People

The final emerging theme is around the inclusion of dis-
abled people in the pandemic management and recov-
ery process. The evidence indicates that little consulta-
tion took place at national and international levels with
disabled people during the pandemic process. While it
is possible that not all consultation that took place was
documented, this highlights the need for transparency
and accountability in how disabled people have been
involved in policy- and decision-making. Disabled people
have historically been the subjects of research done by
non-disabled people (Goodley, 2011) and many “disabil-
ity charities” are not in fact disability-led. In this liter-
ature review, much of the “grey” evidence came from
international NGOs, rather than DPOs. This risks repli-
cating “charity model” approaches with disabled peo-
ple being spoken about, contrary to the global disability
rights motto “Nothing About Us Without Us.”

4.5, Limitations

While we have aimed to provide a broad overview of
the impact of Covid-19, this literature review has a num-

ber of limitations. Firstly, it focuses on the emergency
response during the first ten months of the pandemic.
While therefore providing valuable evidence of how dis-
ability is deprioritised in times of acute crisis, further
comparative evidence is needed on how barriers may
have lessened or new barriers emerged during subse-
quent waves of Covid-19. For example, access to vacci-
nation was not covered in the literature as vaccination
programmes were just beginning to emerge at the time
the review was concluded. Secondly, due to publishing
times, particularly for peer-reviewed evidence, evidence
was sparse in the early months of the pandemic. One of
the challenges faced during the review was the distinc-
tion between empirical evidence and recommendations,
guidance, and opinion. Thirdly, the review only focused
on English language articles, meaning evidence pub-
lished in other languages may have been missed, poten-
tially further excluding knowledge from marginalised dis-
abled people. Fourthly, the literature review took a broad
approach in focussing on all LMICs, which necessitated
some conflation while recognising that the Global South
is not a monolith. Efforts were made to recognise where
experiences were specific to a cultural context while
seeking to draw out experiences common across LMICs.
We hope that this literature review thus provides a par-
ticular focus on the many commonalities experienced by
disabled people not just across the Global South, but also
similarities to the experiences of disabled people faced
in developed countries. Finally, while the researchers
have lived experience of disability, they are based in
the Global North. This position of privilege means that
researchers do not have first-hand experience of the
pandemic in LMICs. This was mitigated through regular
consultation with advisory groups of disabled experts
from LMICs.

4.6. Recommendations

While providing an initial overview of the impact of the
Covid-19 pandemic on disabled people in LMICs, this
review also highlights a considerable amount of work to
be done to fully understand how disabled people are con-
tinuing to be impacted and how they can be included in
the eventual recovery from the pandemic.

There is an urgent need for more quantitative evi-
dence on disability and Covid-19. This literature review
has highlighted the lack of disability-disaggregated evi-
dence that has been collected by policymakers dur-
ing the Covid-19 pandemic at the national, interna-
tional, and global level, making it difficult to assess
the full impact of the emergency response on disabled
people. Additionally, where data has been collected,
there is often no baseline data available for comparison.
Researchers and governments need to ensure that any
general data collected can be disaggregated by disabil-
ity status, and that specific research on disability issues
is commissioned to generate robust evidence that can
inform policy. The findings section highlighted a number
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of gaps in each sector where more evidence is required
to fully understand the impact of Covid-19, including
data on infection and death rates for disabled peo-
ple, return to school and attainment gaps for disabled
children, updated disability poverty rates, the impact
on disabled people performing unpaid and care work,
guantitative and qualitative data on the experience of
disabled people in institutionalised settings, and access
to leisure, religion, and public spaces. We would also par-
ticularly like to highlight the need for further data on the
implementation of priority access to vaccination for dis-
abled people in LMICs, as recommended in World Health
Organization (2020) guidance.

Simultaneously, more thought needs to be given
by research and development programmes, particularly
those originating in high-income countries, on how to
ensure a more equitable collaboration with partners in
the Global South, and particularly with disabled people
who are directly affected by these issues. This includes
working with DPOs, whose crucial contribution to sup-
porting disabled people has been highlighted in this
review, as well as working with disabled people as
co-researchers, and crucially, ensuring disabled people
are remunerated for their time and contributions.

5. Conclusion

This article has summarised the exacerbation of exist-
ing barriers faced by disabled people across the world,
and particularly in the Global South, during the first
nine months of the Covid-19 pandemic. For many dis-
abled people in LMICs, the pandemic has simply com-
pounded existing crises and hardships; as one first-hand
report puts it: “[It was] a domino-like chain reaction
of discrimination and exclusion” (International Disability
Alliance, 2020). We have sought to highlight how this
exclusion was not rooted in inherent “vulnerability” but
was socially produced through the systematic exclusion
of disabled people from pandemic management and
planning. It is crucial to continue to resist individual
and medical approaches to disability and recognise it
as a social and human rights issue A stronger focus
on co-production and equitable working with disabled
people and their organisations is therefore crucial for
researchers, development professionals, and other stake-
holders, to ensure that research and policy are fit for pur-
pose (Gartrell et al., 2020; Goérgens & Ziervogel, 2018;
Pineda & Corburn, 2020; Pregel & Le Fanu, 2020). In the
spirit of “Nothing About Us Without Us,” disabled people
need to not just be involved, but lead on everything that
affects them, to ensure that the recovery from Covid-19
is disability-inclusive.
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Abstract

The Coronavirus pandemic has caused significant disruption and change in most aspects of society, and there are concerns
that disabled people may be particularly disadvantaged. This article, written by disabled activists and non-disabled allies,
shares data extrapolated from focus groups regarding the lived experiences of twelve disabled people and disability allies
during the Covid-19 pandemic, eleven of whom were based in the UK, and one based in Iraq. We describe the key issues
and learning points from this data, arguing that the measures taken by the government and organisations to protect the
public during the pandemic have instead brought to the fore long-standing ableist narratives regarding which bodies are
valuable in society. This ableist agenda has acted to control and silence the voices of disabled people by objectifying disabil-
ity and defining “pre-existing health conditions” as being more expendable, and therefore less worthy of attention during
the pandemic. In presenting our position for change and call to action, we will argue that it is only when disabled peo-
ple’s experiences and voices are heard in decision-making that policymakers can begin to learn from the inequalities that
have been demonstrated through the pandemic. Here, we will introduce our Wellcome Trust-funded “We Are the People”
Disability Research Collective programme (2021-2026). This programme develops a new disability activist-led research
network, whereby disabled people can conduct research into topics that are important to them.

Keywords
ableism; activism; Coronavirus; disability; silencing; social change

Issue

This article is part of the issue “Disability and Social Inclusion: Lessons From the Pandemic” edited by Owen Barden
(Liverpool Hope University), Laura Waite (Liverpool Hope University), Erin Pritchard (Liverpool Hope University), and Ana
Bé (Liverpool Hope University).

© 2023 by the author(s); licensee Cogitatio (Lisbon, Portugal). This article is licensed under a Creative Commons Attribu-
tion 4.0 International License (CC BY).

1. Introduction

Evidence points to disabled people potentially being at
particular risk of experiencing disadvantage as a con-
sequence of the Coronavirus pandemic that has been
impacting the globe since December 2019 (Armitage &
Nellums, 2020). Confirmation of the depth and extent
of inequalities is beginning to be reported. In the
UK, Shakespeare et al. (2022) demonstrated how the
Coronavirus pandemic has affected established social
practices that allowed disabled people to navigate their
lives. Examples provided by disabled people included

how their access to much-needed health and social care
had changed, with particular therapies being cancelled
altogether; or how they experienced challenges in nav-
igating new social norms, such as people with hear-
ing impairments being unable to lip read with opaque
face masks, or when people with visual impairments
found maintaining appropriate social distancing diffi-
cult. Recommended practices to help respond to the
Coronavirus pandemic, such as self-isolation, can specif-
ically disadvantage disabled people for a number of
reasons, for example, when public health information
is not provided in accessible formats, where disabled
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people require support from care workers, or where
disabled people’s social interactions with others are
restricted due to limited digital literacy or because they
do not have access to stable internet connections (Caton
et al.,, 2022; Kuper et al., 2020; Shakespeare et al.,
2022). In addition, through the Coronavirus pandemic,
disabled people reported being at particular risk of expe-
riencing financial stress and instability, such as food
insecurity and needing to use food banks, as well as
difficulty in accessing welfare support (e.g., Emerson
et al., 2021; Inclusion London, 2020; Loopstra, 2020;
Scope, 2020). It is perhaps unsurprising then that stud-
ies have shown how disabled people have reported
poorer mental health as a consequence of the Covid-19
pandemic (Kavanagh et al., 2022), and significant anx-
iety regarding the impact that this period is continu-
ing to have on their lives (Office for National Statistics,
2022), as well as feelings of social isolation and aban-
donment by the UK government (Inclusion London, 2020;
Scope, 2020).

Similar challenges have also been evidenced among
disabled children and those with caring responsibili-
ties (Banerjee et al., 2021; Gillespie-Smith et al., 2021;
Onwumere et al., 2021). For instance, Banerjee et al.
(2021) have argued that the lockdown period and sub-
sequent closure of schools may have had detrimen-
tal effects on disabled children’s mental well-being,
with parents reporting that their child was more anx-
ious as a result of the lockdown. The uncertainty of
the lockdown period may have also promoted wors-
ened emotional and academic development for disabled
children, as well as a loss of structure and routine
(Banerjee et al., 2021). In addition, Shakespeare et al.
(2022) have described how disabled children learning
at home during the pandemic may have been provided
with poor quality and inaccessible education materials.
Family carers of disabled children have also reported
increased psychological distress as a consequence of
the pandemic (Gillespie-Smith et al., 2021). Myriad fac-
tors might be attributed to poorer mental health in
carers, but there is concern that this population have
faced considerable unmet care needs (Onwumere et al.,
2021) in terms of difficulties in navigating unclear pub-
lic health advice and reduced access to respite support
and other needed disability services (Gillespie-Smith
etal., 2021).

Alongside the above challenges, reports have evi-
denced how disabled people are concerned about
whether they will receive equal access to healthcare
provision and medicine (Inclusion London, 2020; Scope,
2020), specifically regarding the possible rationing of ven-
tilators for disabled people (Abrams & Abbott, 2020).
Disability health inequalities have also been highlighted
in mortality rates attributed to Covid-19. For instance,
disabled people commonly experience other health
conditions, and potentially ill health, and may be at
increased risk of health complications should they
become exposed to Covid-19 (Shakespeare et al., 2022).

Reports from the Office for National Statistics (2020)
revealed that the vast majority of individuals who have
died as a result of Covid-19 had pre-existing health con-
ditions and that disabled people accounted for approxi-
mately two-thirds of all recorded deaths due to Covid-19
in England and Wales (see Office for National Statistics,
2021). The Office for National Statistics (2021) report
also revealed the mortality rate for disabled people, par-
ticularly people with learning disabilities, was far higher
than that of non-disabled people. Indeed, the Care
Quality Commission (2020) expressed concern thatin the
UK, there has been a “significant increase in deaths of
people with a learning disability as a result of Covid-19.”
Therefore, the consistent message discussed in this sec-
tion is that the response from the UK to Covid-19 risks
reinforcing and exacerbating existing systemic health
and social inequalities already experienced by disabled
people (Shakespeare et al., 2022).

While there is no single, straightforward, explana-
tion for these inequalities, researchers in the disabil-
ity studies field argue that they may be due, in part,
to ableism guiding the systems, decision-making pro-
cesses, and communication about disability during the
pandemic era (e.g., Abrams & Abbott, 2020; Goggin &
Ellis, 2020; Liddiard, 2020; Lund & Ayers, 2020; Lund
et al., 2020), leading to a silencing and erosion of dis-
abled people’s voices. “Silencing” of disabled people, in
the context of this article, refers to how disabled peo-
ple are denied opportunities to share their experiences
due to oppressive practices of powerful others (Yoshida
& Shanouda, 2015). Ableism refers to the value that
society places on being “able-bodied” or “able-minded,”
and how existing systems and procedures contribute to,
and reinforce, perceptions of disabled people as infe-
rior (Campbell, 2008). Goodley et al. (2014) have argued
that disabled people are likely not to be viewed as fully
human, which in turn, places a lack of value and worth
on their lives. As Goodley and Lawthom (2019, p. 247)
described, “disabled people risk becoming the collat-
eral damage of neoliberal-ableism: justifiably excluded
because they simply cannot survive the demands of
everyday living.” Turning to the pandemic, there are
concerns that ableism is being demonstrated in multi-
ple powerful ways. For instance, Liddiard (2020) argued
that ableism may be shaping a perceived lack of worth
regarding disabled people’s lives in policy and discourse.
Concerning the pandemic, others have suggested that
ableist policies may be guiding healthcare decisions that
in turn, deny disabled people’s rights in the global rush
to manage the pandemic (Andrews et al., 2021; Bigby,
2020). As Bigby (2020, p. 2) indicated, the Coronavirus
pandemic has raised concerns “that human rights for
people with disabilities are fragile and not yet deeply
embedded in service systems or practice. It is too easy,
in times of crisis, to slip back into paternalism and denial
of rights.”

This potential denial of rights is reflected through
discourse applied to Coronavirus patients. In the UK
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in particular, discourses about disability are commonly
framed with terms such as “pre-existing” or “underlying
health conditions,” and “vulnerable.” These terms are
not necessarily controversial in and of themselves,
given the increased likelihood of disabled people hav-
ing pre-existing health conditions (Shakespeare et al.,
2022). However, while acknowledging this, researchers
have argued that descriptors like “pre-existing health
conditions” move away from a strict health association,
to one of a paternalistic and stigmatising nature that is
used to “other,” devalue and segregate particular groups
of people from the “healthy” norm (Abrams & Abbott,
2020; Ktenidis, 2020). This separation, effectively divid-
ing people between those deemed “healthy” and those
“unhealthy,” risks creating legitimacy and acceptability
about disabled people’s mortality rates associated with
Covid-19, due to their lives being perceived as less valu-
able (Abrams & Abbott, 2020; Shakespeare et al., 2022).
In other words, the ableist narratives that emerge from
discourse and policy regarding responses to Covid-19 risk
problematising disabled people for falling outside the
norm, rather than addressing the systemic inequalities
that exist (e.g., in terms of healthcare funding and dis-
abled people’s access to support) in a neoliberal struc-
ture (Abrams & Abbott, 2020).

2. A Call to Action: An Overview

In this article, we will seek to argue two points. First,
that the disadvantages that disabled people have expe-
rienced in the wake of the Coronavirus pandemic can
be attributed to long-standing systemic ableism that has
permeated political and social discourse. It is this ableism
that has resulted in disabled people being silenced, and
as well as being viewed as expendable, and as though
they are less than human. Second, notwithstanding
the human suffering that has taken place through the
Coronavirus pandemic, this period represents a unique
opportunity in time for disabled people’s voices to be
heard in building back a more just and equitable society
than that prior to the crisis.

There are concerns within the literature regarding
the apparent dearth of research to date exploring the
impact of Covid-19 on disabled people (Shakespeare
etal., 2022). In making our points, we attempt to address
this gap and draw on empirical data we collected with
disabled people and disabled allies about their experi-
ences of the pandemic. We will first describe the method-
ology of this project, before discussing and applying our
data according to theoretical interpretations of silencing
and ableism. We will then make our position for change
and call to action by introducing our ongoing Wellcome
Trust-funded programme (2021-2026). We will discuss
our forthcoming plans for the research programme, as
well as broader recommendations for reforming the
ableist exclusion that disabled people have likely encoun-
tered through the Coronavirus pandemic.

3. Methodology

Data for this article were collected through four focus
groups with disabled activists and allies. Across the four
focus groups, participants were asked to discuss their
thoughts regarding different contemporary issues con-
cerning disabled people and disabled people’s research,
for instance, the Coronavirus pandemic, access to
goods and services, health, well-being and compassion,
activism, and participation in research. The focus groups
were therefore not strictly discussing experiences of the
Coronavirus pandemic as a central issue, though as all
data collection took place during the pandemic, the pan-
demic organically underpinned many of our discussions.

In total, we collected data from twelve participants
across the four focus groups, of which eleven were based
within the UK, and one was based in Irag. The first three
authors of this article participated in the focus groups in
dual roles as researchers and as disabled activists. Some
participants, such as the first three authors of this arti-
cle, attended more than one focus group, though this
was not a prerequisite for participation. We did not col-
lect data about specific participant characteristics (e.g.,
gender, nature of any impairment, geographical loca-
tion etc.) to ensure the anonymity of all participants’
experiences, including those of the authors. Each of the
focus groups took place virtually via Google Meet, lasted
approximately 60—90 minutes, and were audio-recorded
and transcribed. The School of Education Research
Ethics Committee at Bath Spa University granted ethical
approval for this research to take place.

For our analysis, the first three authors analysed all
focus group transcripts for content that related to our
central interest in disabled people’s experiences of the
Coronavirus pandemic. We used thematic analysis as
described by Braun and Clarke (2006), which involved the
construction of key codes and emerging larger themes.
We were keen to ensure that the reported data did not
simply become an autobiographical description of our
own experiences, but rather, reflected the communal
accounts of the disabled people across the focus groups.
To achieve this, the first three authors each engaged
in independent thematic analysis of the data regard-
ing experiences of the Coronavirus pandemic. Following
our independent analyses, the first three authors met
as a team to conduct a further collective thematic ana-
lysis, whereby we discussed our thoughts on the data.
This allowed for fruitful collaborative discussions about
the thematic content that had emerged, resulting in
the finalisation of the key collective experiences. From
these discussions, three broad themes emerged from the
data: (a) feeling ignored and treated as less than human
in responses to the Coronavirus pandemic; (b) barriers
encountered by disabled people during the Coronavirus
pandemic; (c) learning opportunities for a more inclusive
post-pandemic world. In the next section, we present
these three themes before stating our call to action in
the final section of this article.
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4. Findings

4.1. Feeling Ignored and Treated as Less Than Human in
Responses to the Coronavirus Pandemic

A consistent narrative across the data was that the
Coronavirus pandemic has been an intensely difficult
period for disabled people. A central experience from
participants was that disabled people did not have a sig-
nificant voice or representation in Coronavirus-related
decision-making and so, at times, felt silenced and pow-
erless. In particular, participants felt as though disabled
people and carers had largely been ignored and segre-
gated by government and organisations in responses to
the Coronavirus pandemic. One participant described
this sense of feeling ignored by the lack of consistent sup-
port for people with hearing impairments during govern-
ment briefings in England:

We know the real issue that we’re all having at the
moment is that government is not engaging with dis-
abled people’s experiences, and therefore because
they’re not engaging with those experiences, there
is “no issue,” you know? That’s why we see, time
and time again, [that] there is no BSL [British Sign
Language] interpreter on the daily briefings, because
they’re [the government] not considering engaging
with the disabled community. (Participant 1)

Participants suggested that this lack of representation
could be attributed to at best, ignorance from govern-
ment and organisations regarding the importance of
making reasonable adjustments for disabled people, or
at worst, viewing disabled people’s lives as lacking in
worth. For some participants, such as those who shared
the forthcoming quotes, there was a concern that poten-
tially long-term ableist ideals within society were being
used as justification for the ongoing decisions that were
being taken by the government and other organisations.
Such decisions led to participants feeling a strong sense
of abandonment, and at times, intense anxiety over
the salience of their potential personal vulnerabilities to
infection, and how disabled people would have to man-
age for themselves. These fears in particular were around
the legitimacy of the prevailing narrative within govern-
mental and societal discourse regarding disability and
mortality due to Covid-19. One participant challenged
the implication in the language adopted by government
representatives that deaths due to Covid-19 were more
“justifiable” if the individual was disabled and/or had a
pre-existing health condition(s):

| think that there’s been a real devaluation in how
modern society is viewing disabled people and | think,
for me personally, | always knew that that devalu-
ation was there, but | think in the last few years
it’s really been shown overtly and it’s really come
to the fore. Whereas, before it’s kind of bubbling

beneath the surface...it began really vividly with the
austerity agenda...in that...disabled people were vil-
lainised...burdens, all of those things, and, you know,
the nature of that was [to] justify a very brutal change
in welfare policy....I think particularly with Covid, my
concerns have been, as a disabled person, that...my
perceived lack of value is becoming very real, in a way
that I've kind of always known, but I didn’t really see it
as overt necessarily. So, we can talk about how the UK
government has shown very little support to help the
disabled community in terms of the pandemic....And
actually...the UK government has shown, or [has]
used disabled people as a means of justifying its mor-
tality figures, so that we know...whenever they did
the daily briefings...[they’d say that] the majority of
mortalities that has come from Covid has been with
pre-existing health conditions, but I've always ques-
tioned why just having a pre-existing health condition
matters in mortality figures, why should that make
any difference? (Participant 1)

Another participant argued that government rhetoric
was based upon perpetuating a “eugenic logic” and “sur-
vival of the fittest,” whereby disabled people were seen
as disposable. This was reinforced by what they felt was
an unwillingness from government representatives to
engage in constructive discussions with disabled commu-
nities about how they were experiencing the pandemic:

I think all this shows really is [that] this has just been
a very thin veil that has been covering up really what
the policy and opinion is, which is that disabled peo-
ple’s lives...they’re not important. And actually, in the
grand scheme of things, if a few thousand disabled
and old people die, well, you know....It’s just another
form of eugenics, and, so why would they [the gov-
ernment] be listening to disabled people? There’s no
need for them because it’s just part of their eugenic
logic that makes sense. It’s like survival of the fittest.
So, | think we’re maybe being a bit naive to think that
they do, would, might like to care, and they might like
to involve us in the conversation. I’'m getting more
and more pessimistic that | just, | think it’s very hard
to see why they would even try. (Participant 4)

4.2. Barriers Encountered by Disabled People During the
Coronavirus Pandemic

Participants spoke of the challenges disabled people
were encountering through the pandemic. Reported
challenges were many, and included factors such as diffi-
culties in understanding and following inaccessible gov-
ernment pandemic guidance, accessing needed health
and social care, maintaining physical and mental health,
protecting against the risk of infection (e.g., for dis-
abled people who were immunocompromised), and nav-
igating inaccessible technologies, such as for online
video communication. Some participants described how
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these barriers were long-standing in nature, in that
they existed before the onset of the pandemic, already
having been intensified during the roll-out of the UK
government’s austerity agenda described above by
Participant 1. However, they attributed the pandemic
with bringing and exacerbating these long-standing barri-
ers to the fore. For instance, participants spoke at length
about how their support infrastructure had fundamen-
tally changed as a consequence of the Coronavirus pan-
demic and gave several examples of how they would
typically access support to assist them in their every-
day lives, such as health and social care services. Others
spoke of more social or informational support, such as
in communicating with others. In some cases, partici-
pants described how their ability to access needed sup-
port had significantly reduced, and some services had
stopped completely, resulting in them having to man-
age their health and well-being in other ways. One par-
ticipant spoke of known challenges for disabled peo-
ple in accessing social care, which became exacerbated
through the pandemic:

A [disabled] lady...went five days without any carers
coming in, so did not get washed or change her cloth-
ing for those five days...because she had nobody to
look after her, to help her. Now that, that’s treat-
ing somebody worse than an animal isn’t it?...Lots of
people have become really, really isolated, because
they’re not able to get out and about, because there’s
no places that they would normally go to, as part of
their weekly routine...disabled people, I'm speaking
for myself in this...life is hard enough, but you throw
something like the Covid situation into the mix, and
you are back of the pile. (Participant 8)

For other participants who were able to access sup-
port, the Coronavirus pandemic provided additional chal-
lenges, stresses and concerns regarding how they man-
aged their own health and well-being. One participant
described how interacting with others placed them at
additional risk of infection, but in spite of this increased
risk, they were required to locate their own protective
equipment in order to stay safe:

I think relying on personal assistants means that I'm
completely open to the virus when they are com-
ing in, even though they’re so careful, so caring, so
concerned themselves about potentially passing that
onto me, but | haven’t been given any PPE [per-
sonal protective equipment]. I've just had to scram-
ble around on Amazon and places like that to find
it. So, my physical health is very vulnerable, my men-
tal health is probably the lowest I've ever been, and
that’s quite unusual for me, | don’t think I've really
experienced any of these things before. (Participant 4)

This experience of poor mental health and well-being
was also felt by other participants. As the previous quote

indicates, participants felt intense anxiety and vulnerabil-
ity over potentially being put at risk of infection. At the
same time, while not wanting to expose themselves to
the virus, some participants were also concerned about
pre-existing issues of social isolation not only for them
as individuals, but also for those around them who were
similarly isolated:

| do have a lot of people around me that have men-
tal health issues, or are very, very isolated in their liv-
ing circumstances. And I've found trying to keep up
with everyone, and just, sort of, try and support peo-
ple with their mental health issues, people who have
been there for me...it’s great, I’'m happy to do it, but
it’s quite emotionally difficult. (Participant 6)

Other participants spoke of a broader long-standing
barrier of inaccessible communication, and how they
attributed reduced mental health and well-being to how
the pandemic was being communicated by policymakers
and politicians. Participant 5 spoke of new “social rules”
that members of the public were supposed to follow,
but felt lost as these rules “have been quite hard for me
to understand, or to grasp quickly, ‘cause | think some-
times they haven’t always been that well-supported by
evidence, or they haven’t been clearly communicated.”
Some participants found the negative rhetoric and news
stories around Coronavirus distressing, and so opted to
avoid or reduce their consumption of news, such as via
radio and television, due to mental health concerns.

4.3. Learning Opportunities for a More Inclusive
Post-Pandemic World

Notwithstanding the challenges described in the previ-
ous themes, many participants felt that the Coronavirus
pandemic had promoted positive changes in behaviours,
which in turn, could help support a more inclusive soci-
ety going forward. For example, participants appreciated
that there appeared to be a wider acceptance of the
diversity of people’s needs. One participant gave the
example of society possibly becoming more aware of
mental health issues:

| often talk about that kind of exhaustion that one
has just getting [by] day to day with a disability, and
I think because of the anxiety and the fear that people
have actually been feeling...there’s been lots of talk
about the Corona rollercoaster, and people feeling
very fatigued and needing to lie down and sleep and
rest a lot. | do hope that people maybe grow in under-
standing that that is...it’s really important to factor
thatin, not just for disabled people but for everybody
in terms of your work-life balance. (Participant 2)

The clearest example related to the positive shift in soci-
etal discourse towards more inclusive working condi-
tions, with Participant 6 describing how “some of the
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measures that were previously thought to be reasonable
adjustments are now being taken up by a wider pool
of people.” For several participants, the pre-Coronavirus
world, particularly in relation to work, such as having
to deal with long commutes and fatigue, was a stress-
ful and problematic experience. During the pandemic,
and at the time of writing this article, many participants
had taken up working from home. While participants
did acknowledge that home-working did raise new chal-
lenges, such as those regarding their own care needs
and sense of isolation, and the changing uses of tech-
nology as a means of communication, they felt that the
pandemic provided a valued sense of relief for them in
that some pre-pandemic work-related practices were no
longer required. However, participants were concerned
that rhetoric from government and organisations indi-
cated that working from home could only be a temporary
measure, and agreed that it was important that appro-
priate reflection take place to establish the enablers and
barriers to different types of working practices:

One of the things...[about] working from home,
because, really, people who don’t go to the work-
place every day have been sharing that experience
now with, say, 80 percent of the working population.
Does that mean anything? Does that teach anything
to anybody? It’s a curious thing. Or, was it so awful
that we just want to relegate a very small population
of disabled people to having to put up with work-
ing from home? Because it’s nasty and nobody else
wants to do it ever again because they’re all lonely
and sad when they work from home, you know? It’s
that sort of issue. (Participant 3)

As the previous quote alludes, a particular concern
from participants was that Coronavirus-related decision-
making from government and organisations appeared
to be focused on going back to normality, which was
defined as synonymous with life before the pandemic.
Participant 6 described how “at the moment, we prob-
ably do have a government that wants to go back to
the normal that was, because they were the ones at
the top of the pecking order in that system.” For some,
this rhetoric promoted an intense fear because this
would mean them experiencing pre-pandemic barri-
ers once again. Moreover, navigating the pre-pandemic
barriers would potentially be coupled with pandemic-
related tasks, such as involving protection of their
health. For instance, Participant 3 spoke of how they
may have to manage competing interests of remain-
ing employed, and protecting themselves from being
exposed to Covid-19: “So, if you're in shielding like | am,
does that mean that | have to deal with, ‘do | risk death,
or do | keep my job?’ And that’s quite a tough one.”

In light of the challenges and fears that disabled peo-
ple had encountered through the pandemic, participants
stressed the importance of hearing disabled people’s
voices in decision-making to challenge possible rever-

sals back to pre-pandemic ways of working. Participant
6 described how it was important to convince govern-
ment and policymakers “to understand that actually, a
new normal is what is widely wanted”:

And maybe this is why...disabled people’s voices [are]
so important now, in order to challenge some of
those before the big decisions...before everything
returns back to the normal that was, now is the time
to be elevating these voices that are celebrating the
good aspects of the diversity and all of that.

In this sense, participants agreed that the pandemic
period provided an important and unique opportunity
to learn from the inequalities of the past and build a
more inclusive society going forward, as described by the
above participant. They acknowledged that expressing
this would require significant activism and engagement
from disabled people and non-disabled allies. It is this
need for activism and engagement that drives our call
to action.

5. A Call to Action: Reflections on Findings, and the
“We Are the People” Disability Research Collective

What is clear from the above is that disabled people may
have experienced significant hardship as a consequence
of the Coronavirus pandemic, both in terms of restricted
access to goods and services, as well as how they navi-
gated a dehumanising discourse of disability rooted in a
“eugenic logic” (Participant 4). Governmental responses
to the pandemic have left some of our participants with
intense feelings of fear and anxiety, as well as a sense
of frustration and powerlessness. In reflecting on our
findings, we wish to apply theoretical ideas of silenc-
ing (Yoshida & Shanouda, 2015) and ableism (Campbell,
2008), which are emerging during this era, specifically,
those identifiable in the accounts that we have collected
through fieldwork.

Some participants related that they were concerned
about the lack of attention given to disabled people’s
rights in decision-making processes, and spoke of feeling
silenced due to their voices and needs not being heard
or considered in public responses to controlling the
virus. Others spoke of the various opportunities for pos-
itive learning and meaningful social change that could
develop from disabled people’s experiences, if policy-
makers were willing to listen, such as regarding the tran-
sition from office to home-working and the advantages
this may present, including reduced fatigue and better
work-life balance for staff. This reliance on policy mak-
ers’ willingness to listen created tension in terms of par-
ticipants feeling both hopeful that positive social change
was achievable, whilst also feeling great concern about a
possible desire within the UK government “to go back to
the normal that was” before the pandemic (Participant 6)
in a post-pandemic world, due to a feeling that this pre-
vious normal best served the general population.
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Other clear examples of silencing were observed in
terms of disabled people feeling excluded and isolated
from others. This is perhaps most evident through the
imposed lockdown across the population, but, to an
even longer extent, confinement to a particular place
(the home) was recommended for those likely to be
severely harmed by the virus. This confinement posed
a further significant tension for participants, as while
the imposed lockdown may have reduced their risk of
infection and provided respite from potentially difficult
pre-pandemic working practices, such as long commutes,
this period also placed them at risk of considerable
social isolation, which in turn was potentially destructive
to their mental well-being. In terms of support, some
participants reported being potentially unable to—or
chose not to—access it. A few expressed the view that
the support they conventionally received involved addi-
tional risks due to the pandemic, and reported having
to manage these as best they could. Other participants,
cognisant of not being simply focussed on their own chal-
lenges, described having a sense of duty towards indi-
viduals who needed support, whether this concerned
giving emotional or practical physical assistance. Given
that availability of health and social care services dur-
ing the pandemic has been markedly affected, the ability
to access essential provisions has very likely been nega-
tively impacting disabled people.

A third form of silencing related to participants’
expressed concerns that their lives were deemed as lack-
ing value: that a “eugenic logic” was guiding decision-
making processes under the pandemic emergency,
which led some to consider that a regime of “survival of
the fittest” (Participant 4) had been instituted. This could
be considered a most extreme form of ableism whereby
those bodies not considered “fit and healthy” were to
be written off as unfortunate but unavoidable casualties
of the pandemic. A point of real tension related to what
easing of Covid-19 restrictions could mean for maintain-
ing the well-being of disabled people in the future, for
instance, disabled people within the workplace. As this
created particular challenges, queries were raised as to
whether the UK government and employing organisa-
tions understood disabled people’s needs and potential
fears, and whether clear information and support would
be provided in order to allow disabled people to manage
their job roles effectively. If this was not the case, then
this would, in effect, be marking out disabled people as
burdens, which could act as a justification for ascribing
aninferior status to them (Campbell, 2008), as compared
with other non-disabled members of work teams.

Taken together, the Coronavirus pandemic has
brought to the fore, and potentially exacerbated, var-
ious longstanding barriers that have affected disabled
people’s lives, such as being viewed as less than human.
It is apparent that at the societal level, particular voices
have been silenced in terms of raising issues that call out
ableist inequities. The isolation and removal from partici-
pating in society of certain groups of people has likewise

been undertaken and justified by certain governmen-
tal authorities. As mentioned above, describing disabled
people as vulnerable or as having pre-existing health
conditions is, apparently, being deployed as a particu-
larly insidious justification for problematic death rates
(e.g., Abrams & Abbott, 2020), and arguably, perhaps in
a similar way to justify the silencing and confining of dis-
abled people. Notwithstanding, our findings emphasise
the desire of many disabled people to raise awareness
of, and challenge, deep-rooted ableist norms that have
led to these practices. Specifically, the uncertain period
of the Coronavirus pandemic provides an unprecedented
moment in history for disabled people’s voices and expe-
riences to be heard in creating a more equitable society.

In noting these interpretations, we acknowledge that
the experiences of the Coronavirus pandemic described
in this article cannot be considered indicative of all dis-
abled people, since there is considerable variation in how
this period has affected different populations. Further,
as we chose not to record characteristics of participat-
ing disabled people, we cannot conclude whether expe-
riences of the pandemic are shaped by factors such as
gender, impairment, and location, amongst others. For
instance, it could be hypothesised that the closure of
health and social care services in order to prevent the
spread of infection may be more acutely felt by disabled
people in rural locations owing to the spatial isolation
of some communities. Moreover, it is becoming appar-
ent that what could have been expected at first glance
to have extreme impacts, positive or negative, might on
deeper examination, be giving rise to a mixed pattern of
experiences for individuals who are likely to be similarly
situated. We recommend that further research be con-
ducted to address these questions.

In the final part of our article, we present a call
to action. This call to action centres on elevating the
voices of disabled people who have been silenced (e.g.,
Read et al., 2021). Taking such a stance is essential for
ensuring that the feelings of exclusion that disabled peo-
ple have faced, and will likely continue to face, during
the Coronavirus pandemic and beyond, are addressed.
As Lund and Ayers (2020, p. S211) described in rela-
tion to the Coronavirus pandemic response, “disabled
lives must not be sacrificed, and disabled voices must
not be silenced.” Academic activism led by disabled and
non-disabled researchers is our proposed way forward
as we seek to build on the complex experiences encoun-
tered in the wake of the pandemic, for we are convinced
that this is a unique opportunity in time for disabled
people’s voices to be heard. We recognise that build-
ing back society to be more just and equitable will take
time as social change is incremental. That is, it is not
a linear process and is likely to face recurring ableist
challenges in policy discourses and across conventional
academia similar to those encountered prior to and dur-
ing the pandemic crisis. The authors of this article are
currently leading a research programme (2021-2026)
entitled the “We Are the People” Disability Research
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Collective, which is funded by the Wellcome Trust. This
programme focuses on creating and developing a disabil-
ity activist-led research network for South West England,
founded upon principles of disability activism, equity,
and co-production. The purpose of our network is for
disabled people, disabled people’s organisations, and
their allies to work with a team of academic partners
to co-produce and participate in accessible and inclu-
sive research that addresses issues of importance to
the region and leads to positive social change in pol-
icy and practice. Example topics include, but are not
limited to, understanding the legacy of the Coronavirus
pandemic for disabled people; to what extent disabled
people’s experiences of the pandemic are influenced
by factors such as gender, race, sexuality, differences
in urban versus rural environments, etc.; what positive
learning and change for disabled people has emerged
through the pandemic; and how change for disabled
people in a post-pandemic world can be achieved and
sustained. Our programme hopes to directly challenge
the ongoing silencing of disabled people’s voices in sev-
eral ways. First, shifting power and control over research
away from universities to disabled people and disabled
people’s organisations at the grassroots level. In so doing,
we hope to understand and show how academic institu-
tions can work better with underrepresented communi-
ties to share their experiences. Second, creating innova-
tive research questions and new research methodologies
that accurately reflect the needs of disabled people.
Third, forging collaborations between disabled people
and policymakers, so that ongoing norms of silenc-
ing and ableism associated with disability in discourse
and decision-making can be challenged. Through forg-
ing these collaborations between disabled people and
policymakers, we will seek to enact and embed positive
social change in all the research that emerges from our
“We Are the People” Disability Research Collective pro-
gramme. In making this call to action, we welcome any-
one who is interested in learning more about our pro-
gramme to contact us.
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1. Introduction

This article uses critical disability studies (e.g., Goodley,
2016) and disabled children’s childhood studies (e.g.,
Curran & Runswick-Cole, 2014) to theorize social inclu-
sion and exclusion for families and disabled children dur-
ing the Covid-19 pandemic. We present new theoreti-
cal insights about social inclusion and exclusion gleaned
from previously published work from the Inclusive
Early Childhood Service System (IECSS) project, as well
as other literature, which underscores how pandemic
responses to early childhood education and care services
impacted families’ access to services and the choices

they could make with what was on offer (Underwood,
Frankel, et al., 2019; Underwood et al., 2021). We first
explore institutional flexibility, which relates to how orga-
nizations structure the menu of services for families.
Institutional flexibility impacts how families access, nav-
igate, and choose services for their disabled children.
We then address the “fallacy of choice,” which refers to
an illusion of authentic choice around accessing early
childhood service systems that institutions present to
parents/caregivers (Underwood, Frankel, et al.,, 2019,
p. 146). Finally, we examine safety, whereby disabled
children are both simultaneously constructed as need-
ing enhanced protection for their own safety as well

Social Inclusion, 2023, Volume 11, Issue 1, Pages 48-59

48


https://www.cogitatiopress.com
https://www.cogitatiopress.com/socialinclusion
https://doi.org/10.17645/si.v11i1.5722

S Cooitatio

as constructed as threats to the safety of others (see
Ivery & Endicott, 2018; Stoughton, 2006). We use crit-
ical disability and disabled children’s childhood studies
to interpret these findings, which pushes the paradigms
of early childhood service systems in ways that affirm
value and inclusion of disabled children and their fam-
ilies. We turn to disability justice (e.g., Mingus, 2011;
Piepzna-Samarashinha, 2018; Sins Invalid, 2019), a move-
ment that is implicit in its inclusion of disabled children
and aims to center the valuing of disabled children’s lives.

The IECSS project is a longitudinal, institutional
ethnography of the ways that families and children
are organized around categories of disability. Our pre-
vious findings show that exclusions through the pan-
demic did not account for the complexity of the closure
of early childhood service systems for disabled chil-
dren (Underwood et al., 2021). Rather, how early child-
hood service systems are structured and how they have
responded to the pandemic illuminate existing ableism
and other injustices. Yates and Dickenson (2021, p. 1)
state that “underlying social structures and systems
mean some groups are more at risk in a pandemic con-
text and are therefore more affected [in all aspects of
their health, physical, emotional, social, spiritual] than
others.” Specifically, our previous findings on pandemic-
imposed changes to how early childhood service systems
organize and deliver services to disabled children demon-
strate that institutional responses led to exclusions for
many families, while other institutional adaptations to
the pandemic demonstrated opportunities for connec-
tion and inclusion (Underwood et al., 2021).

We begin this article by discussing critical disability
and disabled children’s childhood studies and describe
tenets of the disability justice movement. We then offer
a general description of pre-pandemic disability services
in Canada and show how ableism is at the center of
pandemic discourse and service changes. We hold the
complexity of institutional flexibility, fallacy of choice,
and safety as intricate concepts dependent on how dis-
ability is constructed and interpret these from the lens
of critical disability and disabled children’s childhood
studies. We highlight disability justice actions for insti-
tutional responses that are more inclusive and affirm-
ing of difference with an emphasis on the implications
of pushing this paradigm forward in early childhood ser-
vice systems.

2. Theoretical Frameworks: Critical Disability and
Disabled Children’s Childhood Studies

Critical disability and disabled children’s childhood
studies offer rich theoretical and political resources
to explore tensions around disability, normalcy, and
social inclusions/exclusions made visible by institutional
responses during the pandemic. Critical disability stud-
ies is an interdisciplinary field that rethinks impair-
ment and disability beyond a western medical model of
deficit and its emphasis on fixing or remediating indi-

viduals (Garland-Thomson, 2013; Goodley et al., 2019).
Instead, critical disability studies make a “paradigm
shift” (Goodley, 2011, p. xi), troubling normative con-
ceptions of the human and re-orienting to disabil-
ity as a fundamental way of being with something
of value to contribute to our human life together
(see also Michalko, 2002; Titchkosky, 2003). Human
complexity and disability are constituted by material,
socio-political, socio-cultural, discursive, geopolitical, his-
torical, and other processes (Garland-Thomson, 2013;
Goodley et al., 2019). Critical disability studies present
alternatives to deficit and medical views, including more
affirming ontologies and representations of disability
(Douglas, Rice, et al., 2021), intersectional, global, and
post-colonial analyses of disability along multiple axes
(race, class, gender, sexuality geopolitics, and others
(see, for example, Erevelles, 2011; Puar, 2017), interven-
tions in exclusionary policy and practice, and the valuing
of disabled childhoods (Underwood et al., 2021).

Critical disability studies thus critique and contest

0 ]etthe assemblage of institutions, knowledges,
discourses, policies, practices, and relationships that sys-
temically advantage and value able-bodied/minded indi-
viduals (Campbell, 2009; Goodley, 2014; Goodley et al.,
2019)—and ]+ 0 ]the systemic devaluing, stigmatiz-
ing, marginalizing, and disadvantaging of disabled people
(Abberley, 1987; Thomas, 2007, pp. 13—14). Within our
contemporary moment of advanced capitalism, under-
standing neoliberal ableism, or what Goodley et al.
(2019, p. 981) term “neoliberal ableist capitalism” is
particularly salient for theorizing pandemic responses
to disability. Neoliberalism is the marketization of all
of life through ideology, policy, and forms of gover-
nance that simultaneously compel hyper-individualism,
choice, and self-reliance within ever-expanding markets,
shrinking public support and increasing demands for
hyper-productive, competitive, and adaptable workers
(Goodley, 2014; Larner, 2000). Neoliberal ableism means
austerity rules the day, casting disability as devalued,
a potential drain on systems in need of a solution in
which the labor of parents and custodial adults, and par-
ticularly mothers, is implicated (Douglas, Runswick-Cole,
etal., 2021).

The field of critical disability studies is tied to a rich
legacy of critical scholarship and activism. During the
1970s in the UK, a group of disability activists and Marxist
sociologists put forward the social model of disability as
a radical contention that disability is a social rather than
individual or medical phenomenon: “Disability is some-
thing imposed on top of our impairments by the way we
are unnecessarily isolated and excluded from full partic-
ipation in society” (UPIAS, 1975, p. 14; see also, among
others, Oliver, 1996). It is not individual impairments that
disable, exclude, and stigmatize people, but inaccessi-
ble physical and ideological environments. Fueled by the
Black Power, feminist, Marxist, queer, and other political
and academic movements of the 1960s and 1970s, pro-
ponents of the social model of disability made strategic
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interventions into exclusionary policies and advanced
disability rights in education, accessibility, independent
living, and more. This mushroomed into a vibrant field of
critical work and disability models (cultural, social, rela-
tional, feminist, minority) with broad academic and polit-
ical influence (e.g., Goodley et al., 2019; see also Davis,
1995; Garland-Thomson, 1997; Morris, 1991; Snyder &
Mitchell, 2006; Wendell, 1989).

Critical disability studies emerged over the past
decade in response to provocations (Goodley et al.,
2019) by feminist, queer, crip, feminist of colour, Global
South, and other scholars and activists whose work
illuminates some of the limitations of the social and
other disability models to substantively take up inter-
sectionality and decenter white, male, physically dis-
abled experiences (Bell, 2006; Erevelles, 2011; Garland-
Thomson, 2013; Kafer, 2013; Schalk, 2018; Sins Invalid,
2019). It also developed to theorize impairment and lived
experiences of impairment (including painful or difficult
ones; see Douglas, et al., 2020; Patsavas, 2014; Tremain,
2015), decentre Global North experiences of disabil-
ity, take up provocations from decolonial, post-colonial,
and Global South disability studies (Erevelles, 2011;
Ineese-Nash, 2020; Nguyen, 2018; Puar, 2017); and move
beyond western Enlightenment ontologies centered on a
humanist perspective (as opposed to relationality or the
non-human; see Braidotti, 2013; Rice et al., 2021).

Disabled children’s childhood studies (Curran &
Runswick-Cole, 2013, 2014; Runswick-Cole et al., 2018)
extends critical disability studies by centering the expe-
riences and perspectives of disabled children and the
role of (m)others, families, kin, and care, aspects of dis-
ability experience typically associated with the deval-
ued feminine and missing within critical disability stud-
ies (Douglas, Runswick-Cole, et al., 2021; Underwood,
Angarita Moreno, et al., 2020). Curran and Runswick-Cole
(2014) describe the emergence of disabled children’s
childhood studies stemming also from childhood studies
that challenge, among other things, normative assump-
tions of the child and human development as a univer-
sal progression toward identity with the economically
productive, non-disabled, self-fashioning, autonomous
individual (Curran & Runswick-Cole, 2013). The “norma-
tive” child is based on assumptions that are moored in
western “psy” disciplines (i.e., developmental psychol-
ogy, childhood psychiatry) and Global North deficit mod-
els of disability that also underpin institutions of early
childhood including education, service systems, and care
(Douglas, Runswick-Cole, et al., 2021). Ableism affects
both disabled children and their families, who often
experience systemic discrimination along with their chil-
dren (Douglas, Runswick-Cole, et al., 2021).

According to Curran and Runswick-Cole (2014), dis-
abled children’s childhood studies have three main
tenets: a conscious repositioning of disability discourse
“‘about’ disabled children, which is so often conflated
with talk of impairment, inequality, and abuse” (p. 1618);
it centers disabled children’s narratives and experiences

in research; and it seeks to “trouble the hegemony of the
‘norm’” (p. 1618). Together, these principles:

[Create] an agenda for change [which] rejects the
mythical status of the “normal” child as an end
point and instead promotes ongoing action against
poverty, and a recognition of the distinction between
disabled children’s “ordinary” and productive child-
hoods and their experiences of inequality, and
attempts to widen understandings of children’s iden-
tities in a global context. (Curran & Runswick-Cole,
2014, p. 1622)

In the next section, we use both critical disability and dis-
abled children’s childhood studies to interpret the reoc-
curring findings of institutional flexibility, the fallacy of
choice, and safety within the IECSS project to help us
understand social inclusions and exclusions during the
pandemic and question whether disabled children’s lives
were valued. We use our new theoretical insights to con-
tribute to disability justice in childhood, a focus that has
not yet been taken up in the literature.

3. Arriving at Disability Justice in Childhood

Disability justice is an intellectual, political, and artis-
tic movement that pushes beyond the whiteness of
disability studies and activism, centering the expe-
riences of Black, Brown, queer, sick, and disabled
people. As such, disability justice also collectively cre-
ates worlds that affirm the difference between disabil-
ity and other non-normative bodyminds alongside the
right to care as a fundamental part of being human
together (Mingus, 2011; Piepzna-Samarashinha, 2018).
Sins Invalid (2019), a performance group that forwards
disability justice states:

Disability justice is not yet a broad based popular
movement. Disability justice is a vision and practice
of what is yet-to-be, a map that we create with our
ancestors and our great-grandchildren onward, in the
width and depth of our multiplicities and histories, a
movement towards a world in which every body and
mind is known as beautiful. (para 11)

Of the 10 key principles identified that shape a commit-
ment to disability justice work, prioritizing the follow-
ing is pertinent in putting forth disability justice in child-
hood: (a) intersectionality, a term coined by Crenshaw
(1989) that speaks to the multiplicity of individual iden-
tities that result in unearned privileges and oppressions
in socio-political and socio-cultural contexts; (b) resisting
capitalist notions of work and production (Sins Invalid,
2019); (c) valuing disabled individuals as a whole, and
recognizing many facets to one’s life; and (d) interdepen-
dence, which captures the necessity of togetherness and
inclusion to value all lives (Mingus, 2022) and is contrary
to concepts of independence, which on a systemic level
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works to maintain the status quo of ableism, disablism,
and neoliberal ableism and other dominant oppressions
(e.g., racism, classism, sexism). We come back to these
principles in our interpretation of the findings and advo-
cate for disability justice in childhood.

We recognize the inclusivity of the disability jus-
tice movement with its strong focus on collective lib-
eration, its cross-movement nature, and cross-disability
solidarity (Sins Invalid, 2019). We use this opportunity
in theorizing about pandemic responses to disabled
children resulting in social inclusions and exclusions to
tie in ideas from critical disability and disabled chil-
dren’s childhood studies, to bring forth disability jus-
tice in childhood. We do this by first describing, albeit
briefly, the pre-pandemic experience of accessing dis-
ability services in Canada to set the stage that institu-
tions are embedded within ableist, disablist, and nor-
mative constructions of childhood. We then discuss our
findings from previous IECSS work (Underwood, Frankel,
et al.,, 2019; Underwood et al., 2021), and illuminate
how the concepts of institutional flexibility, fallacy of
choice, and safety are understood through the lens of
critical disability and disabled children’s childhood stud-
ies which informs new insights into disability justice
in childhood.

4. Pre-Pandemic Disability Services

There is a multitude of pathways from which families
access disability services which vary between provinces
and territories across Canada. We present a generalized
picture of pre-pandemic organizational structures of dis-
ability services in early childhood which situates the con-
text from which changes were made during the pan-
demic. This organization of disability services is based
on families’ experiences shared in the IECSS project (e.g.,
Underwood, Frankel, et al.,, 2019; Underwood, Ineese-
Nash & Haché, 2019; Underwood et al., 2021; van Rhijn
et al., 2021).

Disability services are accessed through multiple
sites including therapeutic services, childhood care and
education, and school systems, although they are largely
triggered through health services. Some families are
referred to services as early as pregnancy, while others
inherit service relationships from before a child was in
their care in the case of adoption, fostering, or change
of custody. Some families are connected with disability
services later in the child’s life through referrals to health
or therapeutic services, early learning settings, childcare,
and/or school. Some families already have experience of
disability services with another child in their family and
may make self-referrals to early intervention or advocate
for a referral from a health care provider. Early childhood
services can also connect families to developmental ser-
vices. For example, “drop-in” and childcare centers can
often be one of the first places where families interact
with early learning professionals (e.g., Underwood et al.,
2018; Underwood, Frankel, et al., 2019).

Waitlists to access early intervention and disability
services are common. There is often a transition pro-
cess between services for pre-school and school-aged
children who access developmental services, with some
families experiencing long waitlists for assessments or
severance in services once they enter the school system.
The IECSS project has heard from many families that ser-
vices in schools look significantly different from the early
years (Underwood, Frankel, et al., 2019).

Families’ access to early intervention is impacted by
many factors including income, geographic location, race,
culture and language, housing status, disability, and the
approach of service providers (e.g., Underwood et al.,
2021). There are both public and private early interven-
tion services. Some families access one or the other,
while some use a combination, and many are funded
through workplace benefits. Many families living out-
side of large metropolitan areas travel to access services.
For some families, traveling to access services can involve
time away from their community and can include trav-
eling to a different province, all of which involves work
for families to access travel grants, or other funds, and
to coordinate care between communities. Families’ ini-
tial connection with developmental services, their expe-
riences with waitlists, and transitions between services
are often shaped by external factors. In early March 2020,
the Covid-19 pandemic resulted in unprecedented world-
wide closures of public and social service spaces and
specifically impacted how early childhood service sys-
tems responded to public health measures to mitigate
the effects of Covid-19 transmission. These changes dra-
matically shifted which services were deemed essential
and how services were accessed.

The Covid-19 pandemic has resulted in new pub-
lic discourses on health care, which have illuminated
inequities in our society (e.g., Mingus, 2022), but were
evident prior to the pandemic. There are countless exam-
ples of blatant ableism evident throughout the pan-
demic discourse and response. For example, Abrams and
Abbott (2020) share that, at the beginning of the pan-
demic, Covid-19-related deaths in care homes in the
UK were not reported; Parekh and Underwood (2020)
describe the long-standing systemic issues in long-term
care facilities in Canada for both its residents and work-
ers, which were and continue to be at the heart of
Covid-19 outbreaks; and media reports frame deaths
resulting from Covid-19 within the rhetoric of “under-
lying and pre-existing health conditions” (Abrams &
Abbott, 2020, p. 169) as an excuse in the deaths of dis-
abled individuals (Mingus, 2022). These examples and
more simultaneously dismiss, devalue, and “other” dis-
abled individuals and feed the socio-political context
of how disability is understood and constructed, which
extends to the response of early childhood service sys-
tems in the pandemic.

Throughout the pandemic, childcare and school clo-
sures and the suspension of essential services for dis-
abled children revealed the inequitable structure of
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Canadian’s lives and those all over the world. In our
previous work (Underwood et al., 2021), we document
institutional responses to the pandemic and share the
standpoint of families with disabled children navigating
and accessing early childhood services since March 2020.
The pandemic has accentuated how institutional deci-
sions to delay or omit disability-specific early childhood
services are rooted in ableism and constitutive, at least
in part, of exclusion (Underwood et al., 2021).

5. Institutional Flexibility: Meeting the Needs of
Families With Disabled Children

Institutional procedures are exposed when we look to
the everyday experiences of individuals who navigate
these systems (Smith, 2005) which reveals how institu-
tions are organized and impact access and interactions
with services for families with disabled children. The ten-
ants of critical disability studies invite a view of disabled
children’s childhoods beyond services poised to normal-
ize disabled children (Goodley et al., 2019). The expand-
ing view of disabled children often calls for malleable
approaches to supporting children to be included in
ways where they are valued. As such, we see families
of disabled children advocate for institutional flexibil-
ity to support their children’s inclusion, recognizing the
complexity, variety, and value of their children’s and
families’ experiences (Underwood, Frankel, et al., 2019;
Underwood et al., 2020; Wright & Taylor, 2014).

In our findings previous to Covid-19, institutional
flexibility was needed for “programs to adapt needs to
be in response to children, but also to their families”
(Underwood, Frankel, et al., 2019, p. 148). Throughout
the pandemic, there have been examples of greater inclu-
sion for disabled children that “are situated primarily in
interactions that are outside of the typical institutional
conceptualizations of inclusion” (Underwood et al., 2021,
p. 20). Inclusion often happens outside of systems work-
ing to have “normative” or non-disabled experiences,
which is often the experience institutions are aiming to
create through their medicalized view of disability. This
undermines disabled identity which is central to criti-
cal disability studies (Curran & Runswick-Cole, 2013) and
necessary in how we understand the institutional flexibil-
ity needed for disabled children’s inclusion. Institutional
flexibility moves inclusion beyond what Mitchell and
Snyder (2020) and other disability scholars (see, e.g.,
Collinsetal., 2022; Jones et al., 2022) have called “neolib-
eral inclusionism,” an institutionalized, ableist, and func-
tionalist response to disability that “tends to reify the
value of normative modes of being developed with
respect to able-bodiedness, rationality and heteronor-
mativity” (Mitchell & Snyder, 2020, p. 179) and, we
would add, in relation to western individualist, capitalist,
and colonialist ways of being. In our previous work, we
describe the role imposed on families as being “respon-
sible for normal” (Underwood, Church, & van Rhijn,
2020, p. 89).

Families have always had to maneuver early child-
hood systems; however, new protocols initiated in
response to the pandemic created opportunities for
greater inclusion, for some families. Before the Covid-19
pandemic, many families and kin, in more rural and
northern communities, were required to travel to access
services. When closures occurred as a response to
the pandemic, many health services moved online
or to phone appointments, and some therapeutic
services offered virtual services, while some private
providers continued to offer in-home in-person services
(Underwood et al., 2021). Through the lens of disabled
children’s childhood studies, these changes align with
valuing families’ time, safety, other services, and rela-
tionships, both in valuing disabled children and their
families’ experiences (Curran & Runswick-Cole, 2013;
Runswick-Cole et al., 2018). These remote options,
pulled forward by the Covid-19 pandemic, act as an
example which demonstrate how flexibility in accessing
services is in accordance with valuing all the other activ-
ities, services, relationships, joy, work, pace, etc., that
are involved in disabled children and their families’ lives,
recognizing the wholeness of disabled children and their
families and pushing inclusion beyond inclusionism (Sins
Invalid, 2019).

Though some institutions have adapted and offered
flexibility within services during the pandemic, it has not
necessarily resulted in greater inclusion for all children.
For example, flexible learning is a concept that requires
individual students to be more adaptable to environmen-
tal changes (Huang et al., 2020). Increased learning flexi-
bility can mean less structured routines which blurs work
and leisure and can put more work on individuals to cre-
ate the structure for themselves. Removing structure and
access to people outside of homes does not prioritize
the interdependence that can exist for disabled children.
Many parents took on additional roles in remote set-
tings, including creating routines and supporting children
to participate in online schooling and therapy programs
(Underwood et al., 2021). The expectation that fami-
lies (predominately mothers) take up work in supporting
children’s participation in school and therapy has long
existed and is something disabled children’s childhood
studies have highlighted (Curran & Runswick-Cole, 2013;
Runswick-Cole et al., 2018). The closures resulting from
the Covid-19 pandemic exasperated the demands and
workload placed on families for their disabled children
to connect with school and therapies. The anti-capitalist
political principle of disability justice values the often
invisible work families (predominately mothers) carry
out on behalf of institutions, while current capitalist
values exploit them (Sins Invalid, 2019). The pandemic
brought the hidden labor of inclusionism and frictions
around access to the surface.

Participants in the IECSS project living with disabled
children during the pandemic describe rigid institutional
policies that exclude them from a variety of programs
and services (Underwood et al., 2021). For example,
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remote options were not offered to everyone, leading
to exclusion from programs, including school, early years
programs, early intervention services, recreation pro-
grams, etc., meaning that some programs were paused
and did not offer services for a time, while other pro-
grams closed (Underwood et al., 2021). Disabled chil-
dren’s lives and experiences were not centered. Disability
justice calls for justice for all and recognizes that any
exclusion is injustice (Sins Invalid, 2019). We hold onto
the glimpses of institutional flexibility during the pan-
demic that moved inclusion beyond inclusionism and in
so doing, value disabled children and families. The result
is altered ways of being, through interdependence, rela-
tional autonomy, and flexibility. We see possibility in
applying disability justice to the programs that children
and families are accessing and recognize how flexibility is
needed for their inclusion. We contend that flexibility can
be carried out at various levels, including institutional lev-
els that can facilitate access and inclusion (Gordon, 2014)
in a way that values disabled children and their families.

6. Is there Authentic Choice in Accessing Early
Childhood Services for Disabled Children?

The structure of early childhood services is limited in
scope—families are required to fit into a pre-determined
menu of available services. We coined the term “fallacy
of choice” in our previous work, where our research find-
ings illuminate a “fallacy in the claim of choicel[s] that
families have” (Underwood, Frankel, et al., 2019, p. 146).
In reference to accessing disability services in schools,
“parents are able to gain access to services if they com-
ply with the procedural aspects of the system, which
often requires multiple forms of privilege” (Underwood,
Frankel, et al., 2019, p. 146). Indeed, while choice is for-
warded as a site of freedom within neoliberal discourse
and capitalist education and service systems, critical dis-
ability studies scholars (among many others) have shown
how choice operates instead as an instrument of ableism
and inclusionism (Mitchell & Snyder, 2020; Underwood,
Frankel, et al., 2019). Conforming with the expectations
of service systems to gain access to pre-set offerings hin-
ders choice and highlights “conflicts that can arise for par-
ents who are forced to make a choice, given the dilemma
of [often choosing between] two [or more] less than
desirable options” (Bartlett & Rice, 2019, p. 56).

Thus, institutions set the stage and create the struc-
tures that shape early childhood services. Early child-
hood services are informed by “ableism [which is] inher-
ent in [institutional] decisions that lead to disabled chil-
dren being pushed out of the institutions of childhood”
(Underwood et al., 2021, p. 25). Institutional structures
also impact and constrain how families can make choices
for their disabled children. The reality of constrained
choice precedes the pandemic, and families and dis-
abled children have had to contend with the outcome
of such choices made in accessing developmental ser-
vices including learning loss, school disruption, as well

as cross-sectoral barriers and integration in a way that
the rest of society is only adjusting to as a result of
the pandemic.

Institutional responses to the pandemic have fur-
ther constrained choice and self-determination for fam-
ilies with disabled children. For example, the choice to
send children to school or early intervention programs
was limited during the closures of services deemed
non-essential by governments, which provided evidence
of a false narrative of self-determination around access-
ing services and programs for disabled children. The lim-
itations in the options that were available from the pre-
determined menu of early childhood services during the
pandemic led to social exclusions within organized pro-
grams (Underwood et al., 2021). The choice to send dis-
abled children to school was, in many cases, not a choice
at all as disabled children’s realities were not consid-
ered in plans for school re-openings. Restricting school
and the very act of deeming services for disabled chil-
dren as non-essential magnifies both ableism (Campbell,
2009; Goodley, 2014; Goodley et al., 2019) and disab-
lism (Abberley, 1987; Thomas, 2007). This devaluing of
disabled lives as discardable is a point disability activists
have long articulated and fought against (see, for exam-
ple, Church et al., 2016), and we extend this point to pan-
demic disabled childhoods here. During the pandemic,
non-disabled children were advantaged and disabled
children were disadvantaged in accessing educational
and developmental services.

Additionally, an intersectional framework is needed
in discussing social inclusions and exclusions as “disabil-
ity cuts across and is at times indistinguishable from age,
gender, race, mortality, class, trauma or sexuality [which]
are ripe for cross-movement building work and has the
potential to deepen and expand our understanding of
oppression and violence like never before” (Withers
et al., 2019, p. 182). In our previous research findings,
it was noted that privately funded services, including
schools, saw less disruptions and were largely accessed
by middle- to high-income families (Underwood et al.,
2021). This example ties in with how multiple oppres-
sions work together to marginalize individuals, which
was evident during the pandemic. Taking power and
privilege into consideration and using an intersectional
framework in understanding the institutional design of
accessing and choosing early childhood services is an
important part of disability justice in childhood. Mingus
(2011) states:

We need to think of access with an understanding
of disability justice, moving away from an equality-
based model of sameness and “we are just like you”
to a model of disability that embraces difference, con-
fronts privilege and challenges what is considered
“normal” on every front. (para. 5)

Furthermore, in thinking with Mingus (2011) it is evident
that choices concerning access in the pandemic follow
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the same pattern of “institutional control over devel-
opment, social participation, family engagement, and
accommodation or adaptation” (Underwood, Frankel,
et al., 2019, p. 149) where government allocations of
“essential” and “non-essential” presented a landscape of
unequal and unfair choices. Disability justice challenges
inclusionism, or access, and focuses on justice and valu-
ing disabled children’s childhoods.

7. Navigating Safety: Whose Safety Matters?

Disabled children are persistently centered in debates
around safety. Disabled children’s childhood studies pro-
vide theoretical resources to explore how pandemic
responses have been shaped. Normative understandings
position the disabled child as simultaneously vulnerable
(to disordered development, for example) and in need
of support, and dangerous (a threat to already scarce
resources within a neoliberal context of austerity; see
Curran & Runswick-Cole, 2013; Douglas, Runswick-Cole,
et al., 2021; Underwood et al., 2020). For instance, the
calls for greater resources in schools to support student
safety with eating, mobility, and personal care is often
juxtaposed against the calls for greater resources to pro-
tect staff from their students (see Miller, 2019). Although
Stoughton (2006, p. 147) was referring to children identi-
fied with “emotional disturbance,” their observation that
such children “can become the focus of fear and moral
concern” could be applied to the experience of many dis-
abled children in school. The perception of threats to
safety and well-being also extends to the threat to nor-
mative school programming, where disabled students
are often removed to reduce their perceived impedi-
ment to the success of their peers (Danforth et al., 2006;
Erevelles et al., 2006). Concerning Covid-19, disabled
children have been identified to be at increased risk of
serious health outcomes, while at the same time being
positioned as contributing to the increased risk of trans-
mission to school staff (Viau, 2022). Throughout the pan-
demic, policymakers have been attempting to respond to
the evolving science and rhetoric around safety—what
constitutes safety, whose safety should be prioritized,
and how.

For many disabled school-aged children, services
and therapies are accessed through special education
programming in school. Over the pandemic, schools
across Canada have been frequently shuttered due to
rolling lockdowns. For example, schools in Ontario were
closed for 20 weeks between March 2020 and May 2021
(Gallagher-MacKay et al., 2021) while other early child-
hood services were closed for an even longer period.
Even when schools re-opened, there were continued
interruptions and limitations in early childhood and
school-related activities.

At the same time families were asking for authentic
choice, the discourse around the reopening of schools
in Ontario in September 2020 was driven, to some
extent, by an equity-based discourse. The narrative sug-

gested that in-school learning was key to the equaliza-
tion of learning opportunities, particularly for historically
marginalized communities. Yet, when the demographic
data were reviewed within Ontario’s largest public board
of education, the Toronto District School Board (TDSB),
communities that were largely racialized, lower-income,
and had been impacted more significantly by Covid-19
(for more on the intersection of race, class, gender, and
precarity of work during the pandemic see Kantamneni,
2020) were the least likely to opt for in-person school-
ing (Crawley, 2020; TDSB, 2020). Withers et al. (2019)
remind us that “systems of oppression come into exis-
tence in and through one another” (Fellows & Razack,
1997, p. 335, as cited in Withers et al., 2019, p. 180)
and “ableism [specifically] is both dependent on and
necessary for every other oppression to exist” (Withers
et al., 2019, p. 183). Intersectionality (Crenshaw, 1989;
Sins Invalid, 2019) helps us see why the return to school
privileged abled, white, wealthier families who lived in
communities that were more protected from infection
(Timmons et al., 2021). Families with privilege were more
likely to manage and keep up with the demands of online
learning, such as having devices for every child, sepa-
rate spaces where each family member could work flexi-
ble work schedules to accommodate supporting children
during remote learning, their own computer literacy
and the uploading and printing demands that were put
on many families during remote learning, thus even in
remote settings online school was inequitable (Timmons
etal., 2021).

Additional concerns around the implications on chil-
dren’s health and safety because of extended school clo-
sures (SickKids, 2020) emerged from concerns around
school safety and the conditions in classrooms that
were exacerbating Covid-19 transmission (Fox, 2021).
Questions raised around learning loss, the implications
on child development and socialization as well as men-
tal health arose, with some analyses including particu-
lar attention to disabled children (Engzell et al., 2021;
Gallagher-MacKay et al., 2021; Whitley et al., 2021).
Examinations of what disabled children have lost over
the pandemic have been well documented and demon-
strate the significant disruption in and loss of program-
ming and services (Underwood et al., 2021). However,
the risk of contracting Covid-19 within schools was and
remains an important safety consideration. For many dis-
abled children, who access self-contained special edu-
cation programming or schools, consistent masking and
social distancing may not be possible. Therefore, poli-
cymakers have had much to consider in weighing the
safety risks of facing the heightened risk of transmission
of a potentially fatal virus with the ongoing risks associ-
ated with interruptions of service, support, and program-
ming. As such, even when schools were closed to the
general population, many continued to offer in-person,
self-contained, special education programming (Bowden,
2021), in part because there was no mechanism to pro-
vide the range of services in online environments.
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Maintaining in-person learning for disabled children,
when deemed too dangerous for the general popu-
lation, was a strategy aimed to mitigate the risk of
delays or interruptions in development and socializa-
tion. Conversely, disabled children accessing in-person
learning were simultaneously positioned as contribut-
ing to the heightened risk of Covid-19 transmission,
particularly to the teaching team and their classmates
(Sharpe, 2021; Wong, 2021). The narrative of return-
ing to in-person learning also positioned the return to
school as necessary for the families of disabled chil-
dren who may be in a heightened need of respite
(SickKids, 2020). However, in many discussions around
the return to school, disabled children are positioned
as the locus of risk to families’ well-being as opposed
to advocating for the reorganization of a care system
that ensures families are adequately supported. Despite
this push, when TDSB families were asked to indicate
whether their children would return to in-person school-
ing, special education schools had, overall, notably lower
response rates with lower proportions of students con-
firmed returning compared to the system average (TDSB,
2020b, 2020c). As the section addressing the fallacy of
choice argues, this finding suggests that families were
not really presented with an authentic choice; instead,
families whose children could not participate virtually
were often presented with two options—in school or no
school—neither of which offered support and protection
for their children. The false choice presented to fami-
lies in the form of binary options for school results in
exclusion. It also undervalues the work that families are
doing in assessing risk for their children, family, and com-
munities, while they imagine, create, and advocate for
something outside of the binary options they are pre-
sented with. If systems adopted the tenets of disability
justice, particularly anti-capitalist principles and princi-
ples of interdependence, support would be organized in
a way that recognizes the critical knowledge families hold
and enhances families’ authentic choice over how they
access support while overall reducing safety risks for dis-
abled children.

An examination of how capitalist values intercede
and hinder disabled children is illuminated by Hall’s
(2022) observations of schooling during the pandemic:
“the problem of sending some disabled students into
schools at this time is a similar problem to long term care
homes—an inability and/or unwillingness to imagine
something different for disabled people that doesn’t use
cost as an excuse.” In addition, a return to school also alle-
viates systems of educational governance from having to
ensure access to support disabled children and their fam-
ilies through other, arguably more responsive, means.
For instance, tying access to supports and services to
in-person attendance in congregated care or classroom
settings at the height of a viral pandemic results in three
key outcomes and considerations: The responsibility to
conceptualize, evaluate, and navigate all “safety” consid-
erations related to in-person learning is placed onto the

families of disabled children, creating a false sense of
choice for families coupled with less than ideal options;
attitudes of ableism and the devaluing of disabled lives
emerge, where safety appears to play into the “unwilling-
ness [of systems] to imagine something different” (Hall,
2022); the positioning of disabled children as both vul-
nerable and in need of protection, as well as contributors
to risk and unsafe conditions both at home and school
continues to be reflected through the return-to-school
approach. Either way, Covid-19 responses have not and
do not center disability or disabled children.

8. Concluding Thoughts: Re-Imaging Inclusion and
Moving Towards Disability Justice

As highlighted by many disabled advocates and
researchers, disabled lives, including disabled children’s
lives, were not considered essential during the pandemic
(Gurza, n.d.; Mingus, 2022; Parekh & Underwood, 2020;
Thorneycroft & Asquith, 2021). The devaluing of dis-
abled lives has also persisted in the wake of ending the
pandemic and the narratives around the economic toll
the pandemic has had and continues to have. Capitalist
neoliberalism is continued through the demands that are
placed on disabled children and their families during the
pandemic and in the broad call for “a return to normalcy”
to end the pandemic. In all, critical disability studies and
disabled children’s childhood studies help us theorize
(a) the ableism and disablism of pandemic responses
to disability, (b) the intersectionality of disabled child-
hoods and how this played out in pandemic responses,
(c) the implication of institutions in maintaining systemic
discrimination through recruiting parent/family labor to
“solve the problem” of disability, (d) the fallacy of choice
produced through neoliberal ableist discourse and policy,
and alter conceptions of the child beyond vulnerability
and danger. Disability justice calls for the re-imagining of
inclusion throughout all systems and emphasizes valuing
disabled children and their families

Adopting the principles of disability justice in child-
hood means challenging the sense of neutrality through
which policies and practices around care and access to
services are delivered and urges us to recognize and rec-
oncile the underlying ableism, racism, and colonialism in
shaping our early childhood services and the rigidity of
our institutional practices. In forwarding disability justice
in childhood, we have shown how understanding inter-
sectionality (Crenshaw, 1989), resisting neoliberal capi-
talism, and implementing concepts of interdependence
(Mingus, 2011; Piepzna-Samarashinha, 2018; Sins Invalid,
2019) creates the opportunity to re-imagine dismantling
early childhood systems that place explicit value on dis-
abled children’s childhoods.
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