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Introduction

The Disabled Children’s Partnership (DCP) in collaboration with Pears Foundation
established the Pears Learning Hub to research the impact of the Covid-19 pandemic on
disabled children and their families. As part of this work, we set up a survey panel of parents
and undertook a series of surveys234 between January and June 2021. The results
provided an understanding of disabled children’s and their families’ experiences in real time.
To date, 898 parents have taken part in the series of surveys.

The surveys revealed that, during the pandemic, parents with disabled children consistently
experienced significantly lower levels of mental wellbeing, and higher levels of social
isolation, anxiety and stress, compared with the general population. And families reported a
lack of support from education, health and social care services.

The pandemic has both severely exacerbated the challenges that all families with disabled
children were already facing and brought ethnic inequalities into sharp focus. The surveys
found a strong association between ethnicity and poor outcomes for disabled children and
parents from black and Asian ethnic minority groups: Disabled children from ethnic minority
groups were more likely to be isolated than their white peers, and parents from ethnic groups
were more likely to have high rates of anxiety, stress and isolation, and poor mental
wellbeing than white parents.

To explore these differences further, we:

e Conducted a literature review to understand if wider evidence exists on the
experiences of disabled children and their families from ethnic minority groups during
the pandemic.

¢ Organised, two focus groups of parents of disabled children from ethnic minority
groups about their experiences during the pandemic.

Key Findings

Despite the pandemic highlighting the structural inequalities that already existed for disabled
people from black and Asian minority ethnic groups, the number of research studies
specifically investigating the impact on disabled children and their families from ethnic
minority groups is severely limited. They are also overlooked in the wider research agenda.
From the few available studies, the detrimental impact of Covid-19 on disabled children and
their families from ethnic minority groups can be grouped into four themes:

1) The additional risk of Covid-19 infection
2) Inequality in health protection measures
3) Impact of lockdown and restrictions

4) Access to services and support

The two focus groups confirmed the heightened and cumulative impact of the pandemic on
disabled children and their families, from ethnic minority backgrounds. The reported higher
risk to Covid-19 to most ethnic groups left families fearful, isolated during the pandemic,
stigmatised, subject to increased racial abuse, and unable to access the support they
needed.

The only thing they just kept saying was you don't meet the criteria. There's nothing
we could do. You don't meet the criteria and it's constantly. Now you've got to be



under the floor, literally for them to support you...... because of my name,
definitely....... there was no support from them at all when | really needed them.

Although parents acknowledged the valuable practical and emotional support they received
from charities, the vacuum of support, combined with heightened fear of risk of racial
discrimination and abuse, resulted in developmental regression for disabled children and
severe mental health problems and isolation for their parents.

In summary during the pandemic:

parents of disabled children from black and Asian ethnic minority groups were more
likely to experience declining mental health and increasing levels of anxiety and
isolation than their white peers

parents of disabled children from black and Asian minority groups attributed
increased anxiety, isolation and racial abuse to the increased reporting of and
messaging around the higher risk of Covid-19 to most ethnic minority groups

a lack of support alongside the increased risk of Covid-19 has had a long-term
impact on families with disabled children from black and Asian ethnic minority groups

Recommendations

We have four clear recommendations on the findings of this research project

1.

4.

The Government must ensure that its response during future national emergencies
includes designated, targeted support for families of disabled children that recognises
the differential impact on families from ethnic minority backgrounds and is tailored to
their needs. The Government should co-produce with local communities, and embed
the lessons learned from charities approach during the Covid-19 pandemic.

The forthcoming Covid-19 Inquiry must acknowledge the experiences of families with
disabled children from black and Asian ethnic minority groups. It is critical that it
examines the role that ethnicity and ethnic inequalities played in their experiences,
and understands the intersectionality between disability and ethnicity from the
perspective of disabled children and their families.

Research funding bodies should ensure that future research includes the
experiences of disabled children and their families from black and Asian ethnic
minority groups and focuses on the intersectionality of disability and ethnicity in order
to plug gaps in current knowledge. This research should explore:
e the relevance, quality and level of information, advice and support available to
different ethnic minority groups
¢ how different groups access that support
¢ the impact of experiences of discrimination, prejudice and abuse on children
and families.

The Department for Education, Department for Health and Social Care and NHS
England should review how they collect data to ensure that it can be analysed by
ethnic group to support better research in the area. This includes data on access to
services, assessments and waiting times, outcome data and qualitative data on
patient/user experience.



Ethnic Inequalities Pre-Covid-19 Pandemic

Ethnicity-based health inequalities clearly existed before the recent Covid-19 pandemic. We
know for example, that people from some ethnic groups are more likely to experience long-
term health problems - for example, Bangladeshi, Black Caribbean, Pakistani people are
estimated to live 6-9 fewer disability free years than white people®. And there was a higher
mortality rate among ethnic minority groups during the 2009 pandemic influenza A(HIN1)®.

The same applies to disability: an increasing number of children and young people from
ethnic minority groups are identified as having special needs and more profound disabilities
than their white peers, but they struggle to access services. For example, a higher
proportion of children from South Asian populations have been diagnosed with learning
disabilities, but this is not reflected in service usage data’. There is also evidence that black
children with special education needs are significantly less likely than white children with
special educational needs to receive special education services®.

Inequality in access to services for children with disabilities is not confined to the UK. In the
US, a study using the records of 2576 autistic children, aged between six and 18 years
found racial bias in the provision of medication use®: children from ethnic minority groups
were less likely to have access to medication to support behavioural and hyperactivity needs
than their white peers. In social care, there is also evidence internationally that racial bias
contributes to social care practitioners’ perception that children from black and Asian ethnic
minority groups are more at risk than white children, and children from these groups are
therefore subject to safeguarding / protection services?.

The links between poverty and disability and poverty and black and Asian ethnicity are also
well reported. Before the Covid-19 pandemic, around a third of people with disabilities (40%
if the household included a disabled child) were in poverty compared with a fifth of the non-
disabled population!!. And before the pandemic, in England 60% of Bangladeshi children,
54% of Pakistani children and 47% of black children were living in poverty*2. Children and
their families from ethnic minority groups therefore experience multiple disadvantage.

At the onset of the Covid-19 pandemic in England, the threat to children was considered low.
The narrative was dominated by the term ‘underlying health conditions’ with older people
deemed to be more at risk. This obscured the needs of those disabled people with
communication and sensory needs, and those unable to adhere to social distancing
measures. Disabled children from ethnic minority groups were therefore overlooked
because of their age, disability and ethnicity as the pandemic progressed.

Part 1: Literature Review
Methodology

We searched online open access journals during April and May 2020 (see Figure 1 for key
search terms) in order to understand the impact of the pandemic specifically on disabled
children, young people and their families from ethnic minority groups. Key words for
disabilities were based on the categories used in the DCP parent panel survey. However,
due to the paucity of articles available, we undertook additional searches for specific
disabilities such as cerebral palsy, down’s syndrome, muscular dystrophy and sickle cell.



Figure 1: Key search terms

Disabled or disability or child(ren) with disability

Or ADHD, Autism Spectrum Disorder, complex needs, genetic condition, hearing impaired,

learning disability, life limiting condition, life-threatening condition, physical disability, rare

condition, speech and language and communication disorder, social emotional and mental
health, visual impairment.

AND
Covid-19 or pandemic or coronavirus or lockdown

AND

Ethnic(ity) or BAME, or Black or Asian or Minority Ethnic or race/racial

Articles focused specifically on disabled children, young people and their families from ethnic
minority groups were sparce. However, because we know from wider research that
inequalities were exacerbated by Covid-19, we have drawn on relevant, findings from
studies focused on one protected characteristic and drawn inferences. For example,
findings about financial impact of the pandemic on people from ethnic minority groups give
us some idea about the impact on adults in the families of disabled children from ethnic
minority groups. Such studies may not focus specifically on parent carers but demonstrate
the inequalities common for families from ethnic minority groups during the pandemic.

Figure 2

Cumulative Impact of COVID-19 on
families with disabled children from ethnic minoritie:

Impact on Parent Carer Impact on disabled child
More likely to besocially Higher levels of poor Higher levels of
isolated mental health inactivity
. . Lower Rates of COVID-19 Lower uptake in
Longer stay in hospital ) L
testing vaccinations
. . More likely to be admitted to More likely to be
bichegmeraliograte intensive care admitted to hospital
Poor level of mental wellbeing Higher levels of anxiety Higher levels of stress
More likely to be unaware of government More likely to be affected by Associated at risk
support available school closures conditions
More likely to live'in larger family & | More likely to live in area of socio . .
. . . s More likely to live in poverty
multi-generational household economic deprivation
More likely to be at risk of losing | More likely to be exposed to COVID19 due . .
. More likely to live in an urban area
employment to occupation

Figure 2, illustrates the cumulative impact on the family of a disabled child in further detail.
The impact of the pandemic on families with disabled children are reported below across



four themes: Additional risk from Covid-19 infection; Inequality in health protection; impact of
lockdown and restrictions and access to services and support.

Although studies generally refer to ethnicity not disability, the impact of the pandemic on
those from black and Asian minority groups, gives an insight into the experiences of children
within households, which would include those with disabilities.

Additional risk to Covid-19 infection

During the early part of the first wave, it became apparent that a person’s ethnicity may be a
risk factor for serious Covid-19 infection and mortality. For example, 21% of NHS staff were
from ethnic minority backgrounds however 64% of NHS staff who died were ethnic minority
groups®. It was reported that people from ethnic minority backgrounds were more likely to
have the underlying conditions that put them at greater risk of Covid-19 infection and
death4.

However, studies investigating the association of co-existing conditions within ethnic
minorities and Covid-19 risk, reported that co-existing conditions could not fully explain the
inequalities in infection and mortality. Social determinants of health and such as socio-
economic status, employment, housing and access to health services'® were important
factors.

Children in general were overlooked in terms of risk when considering serious illness from
Covid-19 infection. However, although children may not be as at risk of serious illness from
Covid-19 as older people, disabled children may also have co-existing conditions that make
them more at risk of serious iliness if infected'®. A study reviewing the characteristics of
child deaths from Covid-19 for those aged 0-17 in England, reported a higher rate of Covid
positive deaths for children from ethnic minority groups than those from white populations?’.

A study examining the hospital records of 2.6 million children in England, reported ethnicity
specific disparities in Covid-19 hospital outcomes. Asian children were more likely to be
hospitalised and more likely to be admitted to intensive care than white children. And black
children and children with a mixed ethnic background were more likely to have longer
hospital admissions?®. Another study examining children’s hospital admissions, confirmed

that children with black ethnicity were significantly more likely to be admitted to critical care
19

As Covid-19 infection spread, the Government initiated an extensive number of clinical trials.
However, despite increased risk of Covid-19 infection among ethnic minority populations, a
systematic review of 1,518 Covid-19 related studies revealed that just six studies reported
collecting data on ethnicity?°. There was some limited evidence of children infected with
Covid-19, experiencing the onset of multi-inflammatory conditions similar to Kawaski
Disease, 80% of whom from ethnic minority backgrounds. An Italian study investigated this
observation further but found that data was not collected about ethnicity.

Inequality in health protection measures

In England, the initial public health response to the pandemic was to reduce social contacts
in an attempt to control the spread of the virus. This was later followed by the introduction of
Covid-19 testing programme. During the first winter of the pandemic, older people were
prioritised in the vaccine rollout; disabled young adults and children and parent carers were
further down the list of priority groups. Many disabled young adults weren'’t included on the
priority list due to the absence of a specific diagnosis listed under the banner of clinically
extremely vulnerable or clinically vulnerable.



In England the Government introduced the ‘Stay at home, Save lives message, intended to
reduce social contacts at the height of the first wave. There were reports that families from
ethnic minority groups, who didn’t speak English as a first language and refugees and
asylum seekers, had believed that the Government message was to stay at home despite a
lack of food and medication?!, putting children within those families at risk.

It was reported that racial disparities also existed in the testing rates of children: rates of
Covid-19 tests usage were greater for white children than children from ethnic minority
groups?2. There was also a disparity in vaccination rates: a scoping review of the
international literature reported that parents from ethnic minority groups were generally more
cautious about Covid-19 vaccines for their children than for other groups?.

Impact of lockdown and restrictions

Disabled adults from ethnic minority backgrounds were more likely to say that the pandemic
affected their health or impairment than white disabled adults (90% compared to 78%).
They were also more likely to be concerned about the impact of the pandemic on their rights
23 In terms of school closures, it was reported that the impact of closures was more likely to
be more severe for children from ethnic minority backgrounds. And employment risks for
adults in the family, were greater for families from ethnic minority backgrounds?!4.

The DCP conducted four surveys, between January and June 2021 to understand the
experiences of families with disabled children as restrictions eased. Parents were asked to
indicate the number of social that their disabled children had during this period of time. The
survey results revealed a strong association between ethnicity and social isolation: disabled
children from black and Asian minority ethnic minority groups, were more likely to be socially
isolated than their white disabled peers.

We used the research tool, the Lubben Social Network Scale? to assess levels of isolation
for all members of the family. This tool allows you to measure the number of social contacts
made by each individual. Low scores indicate higher levels of isolation and the tool also
confirms categories of isolated and not isolated, used with family members.

Over the course of the four surveys, the isolation score for just 26% of white disabled
children and 24% of disabled children from ethnic minority groups improved. Looking at the
categories of isolated and not isolated, the experience of none of the disabled children from
ethnic minority backgrounds improved to the extent of feeling “not isolated”, even as
restrictions eased.

We observed similar patterns with parents’ levels of isolation: 68% of parents from ethnic
minority groups reported the same or a worsening level of isolation over the survey period,
compared with 53% of white parents.

We used The Edinburgh-Warwick Mental Wellbeing Scale?® to understand the levels of
wellbeing and the General Anxiety Disorder Scale?® to understand the level of anxiety
parents experienced. Analysis revealed that an association between ethnicity and level of
mental wellbeing. 53% of parents from black and Asian ethnic minority groups experienced
decreasing levels of mental wellbeing compared with 18% of white parents. There was also
ethnicity-related difference with parents from ethnic minority groups more likely than white
parents to experience worsening anxiety over time (38% compared to 31%).

A research study by the NHS mental health provider Kooth?’, reported a greater increase in
calls for support from young people from ethnic minority backgrounds than white young
people (26.6% compared to 18.1%). And significantly more children and young people from
ethnic minority background experienced suicidal thoughts, self-harm and anxiety than those



from white backgrounds. Unsurprisingly, it was also reported that lockdown measures had
had a detrimental impact on those already suffering with mental health issues. For example,
refugees or asylum seekers living with mental health issues or PTSD due to past issues?.

In terms of physical health, children’s inactivity has increased since the pandemic began and
children from black and Asian ethnic minority groups are more likely to be less active than
white children. 40.1% of black children and 41% of Asian children are inactive since the
pandemic began compared with 35.3% pre-pandemic and 29.2% respectively pre-
pandemic?.

Access to services and support

We know that prior to the Covid-19 pandemic, families from ethnic minority groups weren't
offered the same level of service and treatment as white families leading to worse health
outcomes for these groups. Research shows that during the pandemic, families that did not
speak English as their first language both struggled to follow government advice and access
online and digital services, as well as specific services like 119 and 111?1. Families with
disabled children from ethnic minority groups therefore experienced barriers not just to
Covid-19 specific treatments and advice but general health monitoring and advice.

During the pandemic there were 215,000 undocumented children in the UK due to their
parent’s immigration status, meaning these families had no recourse to public funds?:. A
small London based project reported that 20% of families in this situation had a disabled
child (with a diagnosis)?®. We estimate that there are approximately 43,000 disabled
children in the UK with no recourse to public funds.

The project, reported that 90% of all families receiving support and advice from them were
from ethnic minority groups. Despite there being a wide financial package of Government
support during the pandemic, the Government maintained the No Recourse from Public
Funds policy during the pandemic, with just one amendment: undocumented children could
receive free school meals. The project also reported that families with a disabled adult or
child suffered additional discrimination as they were unable to work and therefore at risk of
destitution.

In terms of financial impact, people from ethnic minority groups were more likely to have
suffered a loss of income and less likely to have heard about the government financial
measures introduced to protect against the economic impact of lockdown?®. A survey in
2020, by the charity Family Fund found that families from ethnic minority backgrounds non-
white backgrounds were more likely to report a decrease in income than white counterparts
(60% compared to 47%).

Part 2: Parent Carer Focus Groups

In May 2022 we conducted two parent carer focus groups with 15 parent carers (11 mothers
and four fathers) of disabled children from ethnic minority backgrounds to discuss their
experiences during the pandemic. We shared the findings of the literature review, with each
group as a prompt for this discussion. Here we present the findings from these focus
groups.

Methodology

Charity and DCP member, Contact recruited parent carers via email. The project team
comprised a white DCP member of staff and two parent consultants from ethnic minority
backgrounds. The team developed the questions for the focus groups, facilitated the groups



and identified and analysed the dominant emerging themes. Key findings were agreed by
consensus.

There were four key themes.

e Covid-19 and racial discrimination

e Lack of support for families with disabled children;
e Impact of lack of support and racial discrimination
e Future national emergency or crisis

1. Covid-19 and Racial Discrimination

Participants highlighted racism experienced throughout the various stages of the pandemic.
The examples they provided that covered the emergence of Covid-19, infection and
transmission of the virus. As Covid-19 was first reported in Wuhan China, participants
reported racism initially towards Chinese people from other ethnic minority groups.
Participants felt that gaps in information and poor communication from authorities meant that
racial discrimination became overt towards particular groups. They also felt that reporting
and Government announcements scapegoated and stigmatised people from ethnic minority
groups.

“Chinese families | know got extra stigma because they were blamed for Covid, that
they had got it [were infected with Covid-19] and although it was nothing to do with
these families, well the language and then isolation from within other communities”.

“There were all these rumours everywhere there were so much misinformation,
everybody was just, you know, everyone grabs at something. Nobody really had
concrete information, so people used that opportunity to project how they really feel
towards some certain type of people”.

The stigmatisation of ethnic minority groups in the narrative around Covid-19 compounded
the fear in parent carers. Participants felt that this should be acknowledged by the
Government.

“Because it was said that people of African descent and Africans mostly would be
dropping down, like in large, vast amounts. And | think because there wasn't a lot of
information about it, then it centred a lot on what we know about viruses like Ebola
and what we see is black people”.

“They [the Government] should put a public apology for the distress it's caused, like
the sweeping statements that they've made about ethnic minorities and how that's
impacted on the lives of, you know, people who are ethnic minorities”.

Despite reports that people from ethnic minority groups were at greater risk of serious illness
and death from Covid-19, participants felt this wasn’t acknowledged clearly by authorities
and that no subsequent advice or action was provided.

“So when in the first place because all the news, like the news outlets are reporting
that people of black, Asian and minority backgrounds are more likely to be infected
and die from Covid”.

“l think the major difficulty at the beginning was the one not acknowledging that there
was a difference in this and people were making out that it was a myth. And they
were saying that was due to poverty rather than ethnicity”.
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“It should be that they were honest about whether ethnic minorities were more
vulnerable to Covid”.

Participants expressed frustration at the lack of acknowledgement of black and asian
ethnicity as risk factor in practical terms — for example, in access, vaccinations for disabled
young people, and limiting working parents’ exposure to Covid-19 at work. This was
particularly the case for key workers who were unable to work at home.

“My daughter is mixed race ..... she was getting a lift to the day centre, but she was
the last person to get inoculated along with 18 year olds, which would have been six
months down the line and we were going back to say she's much greater risk
because she is mixed race and black and because she has autism and they were
saying because she wasn't classed as having a learning disability and just autism we
couldn't get it done. And as much as you were telling people, race has got something
to do with it, they would ignore it. That fact that happened at all points, and it took us
four to five months to get her the first injection”.

“And | think by that point [September, 2020] | was quite furious that, you know, the
Government had clearly announced and said that BAME people affected, but there
was nothing put in place to protect my husband and his colleagues who had medical
conditions who were from the BAME background”.

Participants described barriers to accessing support for their families on the basis of their
ethnicity before the pandemic (see next section). As a consequence of such ongoing
experiences, mistrust of authorities and organisations was evident during the vaccination
programme.

“And then a lot in the, | would say in the black community because I'm black, there's
a lot of mistrust for the vaccine and for it because it's like: when do you ever give me
anything good? The things that | need that | desperately need that | literally beg you
for. That it's obvious that | need for my survival, for my children’s survival. You
refuse? You outright refuse to give it to me. And here's the thing you're giving to me
with very little explanation of what this is gonna do to me. What's gonna be the long
term impact on me and my children. But here, just take it, because it's gonna save
lives”.

Participants felt the Government’s communication strategy and their approach to restrictions
and the roll-out of the testing and vaccination programmes wasn’t productive.

“If you have English as an additional language and you're not very clear and there's
no one there to reach out to tell you what the guidelines are, then again, you're not
gonna use the services that are available”.

They felt community-based approaches were more effective for families from ethnic minority
groups. This included targeting families without English as a first language and ensuring
messaging was clear. Families also highlighted the effective support provided by local
disability charities.

“They opened up our Covid testing centre and they were basically working enormous
24 hours a day and it was very, very good for the Muslim community. The fact that in
the mosque they were saying come and get vaccinated here - it became more
acceptable because of that”.
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“ feel like the they kind of pushed it really heavily on minorities like this is what you
need because you're minority and | don't think a lot of explanation around things
we're given. It was kind of like a lot of blanketed statements”.

“And | think one thing it wasn't clear when it said when they said vulnerable, you
know, is it in care? Does it mean that, you know, your parents have disabilities and
special needs? What does vulnerable mean? And so there was, like, schools were
letting different types of children to come you know, it was just really confusing”.

“And other disability groups were very, very good giving out things. What foods and
parcels, but not within the government organisations”.

2. Lack of support for families with disabled children

Families with disabled children reported feeling abandoned during the pandemic. Lack of
support meant that additional pressures were placed on families at a time of increased
stress.

“We're totally alone. And you have to just roll your sleeves up and just carry on with
everything that you do”.

“Support was not there. | have to shield my daughter but | was having to run into
supermarkets and | didn't feel comfortable. | didn't want to do it because it took a
good month before | was finally identified as being a parent who needs to shield so
she needs to stay at home. And | finally got a supermarket slot but it took a month”.

“It's the personal responsibility on our families and sometimes families like ours can't
really take that extra burden and | hope that's acknowledged and | hope that is”.

It was evident that a number of services, such as therapies, mental health and primary care,
did not identify or meet families’ needs during the pandemic. Parents of disabled children
stressed the importance of their children being seen by clinicians face to face to avoid
misunderstandings, especially if a clinician is unfamiliar with the disabled child.

“l think at the beginning it was harder to access healthcare and especially therapy,
Speech therapy was really hard because for some assessments and therapies, well it
can't be done over zoom or virtually, and it really needs to be carried out in a space
where there's direct contact and direct interaction and just getting that was really
hectic”.

“And | struggled with my mental health. And | remember telling the doctor. | felt so
tired and she said to me well, you may need to sleep”.

“And for too long the GPs are still doing phone appointments. We are struggling to
get face to face appointments even now when people are practically not even
wearing masks anymore”.

“ feel like the interaction, the interaction should be more. Back and forth. Like you
should be able to you know, interact with these healthcare people”.

Parents also described needs not understood by educational services, especially for
younger children who had limited or no time in education before the pandemic started.

“I'm like, how - how - how does he start school in September? He's been out of
nursery. He hasn't had a plan put in place no-one has spoken to me. He's not even

11



been diagnosed with anything. How are you sending him to school? And they were
basically strong arming me and | had to be really firm. Said | am not sending him
because if | was to send him, he would not cope. He has never been in an
environment where there's 30 kids anywhere”.

Racial discrimination was raised as a barrier to accessing support for disabled children
during usual times. Parent’s from ethnic minority groups felt that services were less inclined
to believe the diagnosis of their children.

“And I'd rang social care for some support, and the only thing they just kept saying
was you don't meet the criteria. There's nothing we could do. You don't meet the
criteria and it's constantly. Now you've got to be under floor, literally for them to
support you...... because of my name, definitely....... there was no support from them
at all when | really needed them. So | have no confidence in the system”.

“With being black and the kind of issues that ...In my community, for instance, that
don't believe that you, you can suffer from things like oh autism and stuff. And even
when you show them the diagnosis and stuff. And this is the diagnosis but they’re
suspicious that they still don't have that”.

3. Impact of the lack of support and racial discrimination during Covid

The absence of support, and additional pressures, such as risk of infection had a wide-
ranging, multi-layered and cumulative impact on both disabled children and their parents
from ethnic minority groups. Families described their children’s development as not just
stalling but regressing, and the detrimental impact on parents’ mental health was a common
discussion point.

“So | feel like they failed our kids in so many ways socially, medically, educationally,
them being out of school”.

Regression

“We closed their world out and shut it down and then it was like, OK. This proceeds
as usual and it's like the damage that was done to everybody, but the damage that
was done to these children, | don't even know how to start rebuilding. | mean now
he's in school and | think he's settled, but I still to this day cannot leave the house
without him having a mental breakdown”.

“He'd had years of speech therapy from the age of two, and at the time when he had
started school at four, he had a few words. And so when speech therapy was taken
away, he lost all of his words. And the pandemic | would say traumatised him”.

“That [no catch up for speech therapy] doesn't really help him one single bit, and I've
reached the point where | feel he needs to move schools and | need to move
somewhere else that can cater to his needs because he hasn't made any progress.
He's regressed essentially”.

Mental health

“l was so scared of doing the wrong thing because, you know, in the news it was very
much about as an individual you have to do the right thing, you know, don't go near
people, don't do this, don't do that. And it really like weighed down on me so much
that anxiety and stress, so | was actually able to get some, like, free counselling. That
was an offer at the time because | couldn't rationalise how scared I'd become”.
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“You know, my background is Bangladeshi. | was just hearing so many stories about
people passing away or getting very ill, you have that sort of scaring you all the time.
Like, what if I've got it? What if | catch it? What if | don't know I've got it? What if it's
really bad if | get it? Those are the fears that are kind of hard to carry the whole time”.

Isolation

“Because they were telling us, weren't they you’re more likely to get it, if you're from a
minority background but no support was put in place with that, nothing was done to
help you. I think it was just. Yeah. You're more likely to get it, so make sure you just
lock yourselves away even more than you already can”.

Going into the pandemic, this was a child who didn't require settling in at nursery. He
went on the first day and he was able to just go through. He was so happy. He would
be able to stay with family members. All that stuff. | can't leave him. The only place |
could leave him right now is at school. And that is like, it's devastating for me
because it makes my world really small because | can't do anything unless I'm doing
it with him.

4. Future national emergency or crisis

Parents reported that strategies to communicate with and support families with disabled
children from ethnic minority backgrounds should be localised, tailored and sensitive to
ethnicity, culture and disability needs. The vacuum in information and support experienced
by families could be addressed by establishing designated contact points for families with
disabled children.

“So | think if there was someone that parents and carers could reach out to, then
even though it must have been a very difficult period for everyone and that would
have been very helpful as well”.

Parents reported feeling supported by local disability charities and other parents of disabled
children, with online support from other families during the pandemic highlighted.

“When things went online, like the charity work, went from having peer support
groups and the community to online. And in actual fact, a lot of parents joined who
wouldn't have been able to before because of childcare and things like that”.

Parents expressed frustration that support withdrawn in response to the pandemic has not
resumed, leaving disabled children and, young people without the vital support that they
need.

“l think we've got to go back to face to face services. Two years on, we've still got all
our social workers, all our doctors working from home there. There's no reason
services stopped for services like autism. There's now a three or four year

backlog. And nobody's looking at it. So the only way we can improve services is by
having workers back in the offices and providing us face-to-face services”.

It was felt that the Government should acknowledge the role parents and families of disabled
children played throughout the pandemic in the absence of statutory support. The upcoming
Covid-19 Inquiry in the UK provides an opportunity to do this.

“And then people like ourselves, we took a conscious effort to protect ourselves and
our neighbours and our friends and family by making the right choice. So, it should
be acknowledged, shouldn't it? We need this all acknowledged”.
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Conclusion

This research project has highlighted and confirmed the serious and multiple disadvantage
experienced by disabled children and their families from ethnic minority groups during the
Covid-19 pandemic.

Families from ethnic minority groups are more likely than white families to have been at
higher risk of exposure to Covid-19 and experienced serious illness or death of a famiiy
member from Covid-19. This is due to factors like the parents’ occupation type, larger
families or multi-generational households, and increased likelihood of living in a lower socio-
economic, urban or deprived area and more likely to live in poverty®!. They are also more
likely to have lost their income during the pandemic. Therefore, disabled children from black
and Asian minority groups may be at risk from the emotional and mental impact due to
greater risk from adverse effects from the pandemic by way of their ethnicity.

The parent carers in the focus groups confirmed the heightened impact of the pandemic on
disabled children and their families, from ethnic minority backgrounds. The reported higher
risk of infection and serious illness was not addressed by authorities leaving families fearful
and isolated. This narrative also led to their stigmatisation and increased racial
discrimination and abuse.

Disabled children and their families from ethnic minority groups experienced isolation and
much poorer mental health than their white counterparts but were less able to access
support they needed. However, parents acknowledged the valuable practical and emotional
support they received from charities.

The detrimental impact of pandemics on families from ethnic minority backgrounds or on
disabled people is not a new concept; similar ‘at risk’ groups have emerged in previous
pandemics. Despite this, research on the impact of Covid-19 specifically on disabled
children and their families from ethnic minority backgrounds is largely absent. It should be
noted that such gaps in evidence can further compound inequalities, leaving high risk or
marginalised groups excluded further from society®2.

As well as severe mental health problems and isolation for parents, the vacuum of support
for families, combined with increased fear of Covid infection and led to regression in their
children’s development.

Lessons learned from charities’ approach to supporting families during the pandemic should
be embedded in future strategies for managing such emergencies to ensure that the national
response includes designated, targeted support for families of disabled children. And the
delivery of any response should be managed by local communities and be tailored to the
needs of disabled children, young people and their families from ethnic minority groups.
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