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>3 Family Fund

e Helping disabled children

Our purpose is to improve the lives of
low-income families raising disabled or
seriously ill children and young people.
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Our mission is to provide items and
services to all low-income families in the
UK raising disabled or seriously ill
children, that they could not otherwise
afford or access, and that help improve
their quality of life, realise their rights,
and remove some of the barriers they
face.

.1. ""‘.‘ - —? 4 '\\' - ’ fa
AE - BN ShL¥h 2 S RNt Thie 7 T W

- ety

LR R FOAT a2

Our vision is that all families raising

disabled or seriously ill children have the

same choices, quality of life,

opportunities and aspirations

as other families. §
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Introd_ uction

The aim of the research is:

#® To understand how the coronavirus outbreak is affecting families raising
disabled or seriously ill children in the UK.

® To understand the concerns and needs of families raising disabled or
seriously ill children in UK resulting from the coronavirus outbreak.

The research was undertaken by Family Fund. To date, Family Fund have
conducted three waves of online surveys, as well as in-depth interviews
with a sample of families.

This document sets out the findings from across the three waves of surveys.
The latest survey was undertaken in August 2020. The previous surveys
were undertaken between late March / early April 2020 and late April /
early May 2020.

In total more than 7,000 families raising 2,000 disabled or seriously |l
children have participated in the research. The sample for the first survey
consisted of 1,986 families raising 2,700 disabled or seriously ill children. The
sample for the second survey consisted of 2,531 families raising 3,279
disabled or seriously ill children. The sample for the third survey consisted
of 2,557 families raising 3,204 disabled or seriously ill children.
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Half of families have lost income as a result of the coronavirus
outbreak, and more than three quarters are experiencing increased
household costs.

Two in five families have seen their savings reduce, leaving sevenin 10
families with no money to fall back on and increasing levels of debt.

More than three in five families have seen the levels of formal and
informal support decrease since the coronavirus outbreak, with many
still going without vital forms of support.

The mental health and wellbeing of the majority of disabled or seriously
ill children, as well as their siblings and parent carers, has been
negatively impacted, and showing little signs of recovery.

Addressing these health and wellbeing needs, as well as their growing
financial and support needs are the most pressing priorities put forward
by families.




How has your total household income changed as a result Half of families [50%] have seen their

. ? income fall as a result of the coronavirus
of the coronavirus outbreak? outbreak.

The findings shows no significant change
from the first wave of research that was
undertaken in March/April 2020.

This would suggest the income loss

Survey Three 50% 4% occurred almost immediately after
lockdown was imposed, and despite the
positive financial measures put in place,
many families have now experienced a
significant period on reduced incomes
and are not yet seeing returns to previous

Survey Two 50% 5% income levels.

For a third [33%] of those losing income, it
was a result of a member of the family
member being furloughed. Other reasons
for a losing income included those in self
employment or temporary work getting
no [17%] or less hours [14%)].

These rapid declines in income come on
top of longer-term reductions in incomes
for these families.

3%

Survey One

Findings from our previous research
showed that two in five families [41%)]
experienced a reductionin
their household income in
2019.

EDecrecsed MmRemained the saome mIncreased




Expenditure

How have your household costs changed since the
coronavirus outbreak?

B Decreased BRemained the same

10%

14%

HIncreased

Which household costs have increased since the
coronavirus outbreak?

Food

Energy

Hygiene products

Toiletries
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60%
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83%

97%

100%

This situation of falling incomes is
compounded for many families by
increasing household costs.

More than three quarters of families [76%]
reported that their household bills and
costs had increased since the coronavirus
outbreak.

These levels are consistent with the
previous wave of this research
undertaken in April/May 2020, indicating
increased household costs still show little
signs of relenting.

The increased fime families are spending
at home with their disabled or seriously ll
children is in particular resulting in rising
food [97%] and energy [83%)] costs.




How have your household savings and investments
changed as a result of the coronavirus outbreak?

3%

B Decreased BRemained the same mEIncreased
How much does your household currently have in savings
and investments?
100%
80% 7073%
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As incomes fall and household costs
increase, many families are having to
draw upon their savings.

This is evidenced by more than two in five
families [42%] having seen their savings
reduce as a direct result of the
coronavirus outbreak.

The lack of a financial safety net many
families have to fall back upon is also
evidenced by more than three quarters
of families [78%] reporting having less
than £250 in savings and investments.

While a slight improvement to the
situation reported at the point survey two
was undertaken, the findings reaffirm
many families raising disabled or seriously
il children are unprepared for any further
sudden expenses, emergencies or
continuing rising costs.




How have your household and personal debts changed
since the coronavirus outbreak?

7%

B Decreased BRemained the same mEIncreased

Which, if any, debts do your household currently have?

Credit card debts GGG 38%
Debt with family / friends [ 24%
Catalogue / Mail order debts NG 23%
Overdraft/s NN 22%
Personal loan debts NN 21%
Fuel / Energy bill arrears NN 18%
Water rate arrears  [INIEEGEGGGN 15%
Council tax arrears [N 14%
Rent / Mortgage arrears [ 12%
Store card debts NG 12%

0% 10% 20% 30% 40% 50%

The financial difficulties resulting from the
coronavirus outbreak are further
evidenced by the increasing debts
facing families.

More than two in five families [44%]
reported their debts had increased since
the coronavirus outbreak.

The most common debts held by families
include credit card debts [38%], debts
with family and friends [24%)], catalogue
and mail order debts [23%] and
overdrafts [22%)].

The challenges families are facing
managing these debts is demonstrated
by one in five [21%] reporting them as
being a heavy burden.

With the fall in incomes, rising household
costs, and limited and rapidly depleting
savings to fall back on, growing levels of
debt seem likely to become an
increasing problem for many families.
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Formal support

How has the formal support for your disabled or seriously ill
children changed due to the coronavirus outbreak?

Survey Three 29% 8%

Survey Two YA 28% 7%

Survey One 65% 5%
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The financial circumstances alone are
significant and potentially lasting,
however, the research shows these are
coupled with vital support being
withdrawn, and families having to take
on increased caring responsibilities for
their disabled or seriously ill children.

More than three in five families [62%)]
report formal support for their disabled or
seriously ill children had declined since
the coronavirus outbreak.

The results from the latest survey are
consistent with the previous two surveys
conducted, suggesting that in many
cases it is still proving difficult to get
formal support back in place for families
raising disabled or seriously ill children.




Formal support

Which types of formal support are you and your disabled Since the last survey was undertaken in

or seriously ill children no longer receiving following the April/May 2020, there has been reduction
in the formal support families and their

coronavirus outbreak? disabled or seriously ill children have been
forced to go without.
P 69%

Educational psychologist D 78% However, when examining the formal
I 477 support they were receiving prior to the
SPeeCh / LaNgUage theraDy I 77% coronavirus outbreak, many families are
. I 547, still being left waiting for even basic levels
e of provision fo return.
Physiotherapy ﬂ s The most common types of formall
° support families are still going without
Audiology / Ophthalmology ﬂ 76% include educational psychologists [69%)].
° speech and language therapy [67%],
Respite / Short Break provision ﬂ 78% occupational therapy [64%], and
ot e, — 537 o physiotherapy [617%].
Mo her Ay /RO OOy e 427 With schools being closed and the range
Psychologist / Psychiatrist . 52% of other service providers being unable to
I——— 637 find safe ways of delivering support, many
Child and Adolescent Mental Health I 49% families raising disabled or seriously ill
Services (CAMHS)  INII——— 597 children are still left going without.

Health care worker / Community [N 44%
Nurse I 57%

C N 36%
Paediatrician / Consultant I 0%

. N 35%
Carer / Personal assistant e 557
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Informal support

How has the informal support for your disabled or seriously
ill children changed due to the coronavirus outbreak?

Survey Three 28% 9%

Survey Two 22% 9%

Survey One 73% 8%

EDecrecsed MmRemained the saome mIncreased

It is not only formal support that families
have seen withdrawn.

More than three in five families [63%)]
have reported the informal support
available to them has declined as a result
of the coronavirus outbreak.

The current position is an improvement on
the situation immediately after going into
lockdown, when nearly three quarters of
families [73%] reported the informal
support they and their disabled or
seriously ill had declined.

However, the results from the latest survey
highlight the ongoing challenges facing
families in accessing informal support.




Informal support

Which types of informal support are you and your disabled As with formal support, the number of
families missing out on informal support

or seriously ill children no longer receiving following the .
. has reduced since the early weeks of
coronavirus outbreak? lockdown.

I 70 However, the latest survey reveals a

Recreational / Play ACtivilies IS 827 significant number of families are still
Resoite M 607 going without many types of informail
O e ————— 827, support on which they depended prior to
] i
Travel / Transport 53% 29% the coronavirus outbreak.
. . I 50% The main types of informal support
Information and advice  —" 4577 families remain without include
: I 47% recreational and play activities for their
Emotional support
PPOT s 58% disabled or seriously ill children [70%],
Physical help (e.g. with walking) _46% 59% respite [60%)], fransport [53%], and
° information and advice [50%)].
Gardening . 42% o .
—— 607 This evidence, and that relating to formall
Shopping =%52% support, indicate that there is still some
way to go in returning to pre-pandemic
Paying bills / Organising finances _407 52% levels of support for families raising
_ I 387 disabled or seriously ill children.
Housework (e.g. cleaning, laundry) _° 55%
Personal care (e.g. washing, dressing) =29Z§4%

: . I 24%
Collecting medicine I 297,

0% 20% 40% 60% 80% 100%
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Health and wellbeing

Has the coronavirus outbreak impacted negatively on any
of the following?

I 87%
Kb
I 7275

I 82%
I 827
I 8%

I 647
I 637
I 327

I 51%
I 47%
I 267

A 93%
e 947
I 897

0% 20% 40% 60% 80% 100%

Your disabled or seriously ill children’s
behaviour and emotions

Your disabled or seriously ill children’s
mental health

Your disabled or seriously ill children’s
general wellbeing

Your disabled or seriously ill children’s
physical health

SOME FORM OF NEGATIVE HEALTH
AND WELLBEING IMPACT [COMBINED]
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The research suggests that all of these
factors are having a significant and
sustained negative impact on the
wellbeing of disabled or seriously ill children.

93% of families said the coronavirus
outbreak had negatively affected their
disabled or seriously ill children’s health and
wellbeing, an increase from 89% in first few
weeks of the lockdown.

In particular, families are reporting this had
negatively affected their disabled or
seriously ill children’s behaviour and
emotions [87%], and their mental health
[82%].

This includes their disabled or seriously ill
children feeling increasingly anxious and
stressed, becoming upset and experiencing
more regular mood swings, and escalating
challenging behaviour.

The evidence also suggests the coronavirus
outbreak has set back the development
and learning of many disabled or seriously ill
children.

More than three in five families [64%)]
reported the coronavirus outbreak has had
a negative impact on their disabled or
seriously ill children’s
development, and nearly >
nine in 10 families [87%] said

it had negatively impacted ‘V"‘
their learning. .




Health and wellbeing

What, if any, challenges has having disabled or seriously ill These impacts extend to the whole

. PTIN T . . family, with no one seeming to escape
chltllgirenkgresenied for their siblings since the coronavirus ihis lasting negative health and wellbeing
outbreak?

effects of the coronavirus outbreak.

This includes the siblings of disabled or
seriously ill children, with almost half of
families [47%] saying they have had their
mental health negatively impacted on
since the coronavirus outbreak.

Their mental health has been
negatively impacted on

47%

Their general wellbeing has been

negatively impacted on 39%

Two in five families [39%] also reported
that siblings general wellbeing had been
negatively impacted on, and more than
28% a quarter of families [28%] said it had
negatively impacted their physical
health.

Their physical health has been
negatively impacted on

0% 20%  40%  60%  80%  100%




Health and wellbeing

For each of the following questions, please say how often
you feel that way in the last two weeks?

100%

80%

60%

40%

20%

0%

46%

35%84%
16% 1978818% 21 7gpo% e 67
0% 12%
5% I I 67 6% I I * %
.- [ | -_ - | .
I've been I've been I've been I've been I've been I've been I've been
feeling feelinguseful feeling dealing with  thinking  feeling close able to make
optimistic relaxed problems clearly to other  up my mind
about the well people  about things
future
ENone of the fime  ®Rarely mSome of thetime ®mOften mAll of the time

Wellbeing score

Pre-coronavirus

HOOO

Survey 1 Survey 2 Survey 3

As well as the impact on their children,
the research also indicates an increasing
negative effect on the health and
wellbeing of parent carers.

The shortened Warwick Edinburgh Mental
Wellbeing Scale was used as part of the
research to help assess the mental
wellbeing of parent carers, which
provides a score ranging from seven [low
level of wellbeing] to 35 [high level of
wellbeing].

The latest survey revealed an average
wellbeing score for parent carers of 19.74.
While their mental wellbeing was already
significantly lower than the general UK
population, the results suggest the
coronavirus has further set back the
mental wellbeing of parent carers.

While this decline from pre-coronavirus
levels is fairly minimal [2%], the continued
negative trend in each survey suggests a
lasting impact on parent carers’ mental
wellbeing.
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Shielding

Which, if any, activities have your family done together
since the Coronavirus lockdown restrictions have been
relaxed?

Visited friends or family 55%

Played together away from home 36%

Eaten out at a restaurant or café 33%

Had a day out 28%

Been shopping (for leisure) 24%

Played sport or done a physical
activity

22%

Gone on a holiday or short break 19%

Travelled on public transport . 9%

None of the above 21%

0% 20% 40% 60% 80%  100%

As well as the potentially lasting financial
and wellbeing effects of the coronavirus
outbreak, even with the lifting of many
restrictions, many families raising disabled
or seriously ill children will be continuing to
restrict their day-to-day activities.

A third of families [32%] said they will not
be changing their actions in line with the
easing of restrictions due to their
children’s conditions.

This apprehension is reflected in the
activities families said they done since the
lockdown restrictions have been relaxed.

Only just more than half of families [55%)]
had begun visiting friends and family and
less than three in 10 families [28%] have
had a day out together.

This compares to three quarters of families
[78%] who previously visited friends and
family and half [47%] who took days out
together.




Concerns

Which, if any, of the following things are currently worrying

you most?

Managing your disabled or seriously il
children’s emotions and behaviour

Educating and entertaining your
disabled or seriously ill children

Keeping your disabled or seriously il
children safe from the coronavirus

Managing your physical and mental
health

What to do if your disabled or seriously
il children gets the coronavirus

Managing your disabled or seriously il
children’s care and support needs

What to do if you get the coronavirus

Managing your finances and
household bills

Reassuring your disabled or seriously il
children about the coronavirus

Getting food and groceries

e WA
I 71 %
I 72%,

I 5%
I 74 %
I 72%,

I 59%
I 69%
I 73%

70%
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The biggest concerns for families right
now focus around two core areas:

#® Educating and entertaining their
disabled or seriously ill children at
home.

® Their disabled or seriously ill children’s
health and wellbeing.

Managing their own health and
wellbeing, as well as the household
finances also remain high priorities for
parent carers.

Concerns around food and essential
items, as well as about coronavirus itself,
while still high, have declined most
significantly since the first few weeks of
the outbreak.




Which, if any, of the following things could potentially be

provided that would be most helpful right now?

Cash grant

Day trip or family break

Food voucher

Energy or fuel voucher

Tablet, computer or laptop

Outdoor play and leisure equipment

Sensory toy and equipment

Games console, games, books and
music

Clothes

I 59%
I 547%
I 547

I 587%

I 53%
- 50%
I 547

P—— 477
I 36%
I 40%

The biggest concerns raised by families
are reflected through to the things they
felt would be more helpful right now.

Since the last survey in April/May 2020,
the priority is furning to things that can
help resolve the day-to-day and growing
financial pressures families are facing. This
includes cash grants [59%], food vouchers
[563%] and energy and fuel vouchers
[47%].

The need for respite and breaks is also
reflected, with almost three in five families
[58%] saying grants for day trips or breaks
would be most helpful right now.

Whilst they have reduced to an extent
since the last survey, items to help
educate and entertain their disabled or
seriously ill children, such as digital
devices [43%], outdoor play and leisure
equipment [43%], and sensory toys and
equipment [42%], remain a high priority
for families.

0% 20% 40% 60% 80% 100%
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Which, if any, topics could we or other organisations The biggest concerns raised Sﬂd issues
potentially provide information on that would be most arising for families are also reflected in

heloful to families riaht now? their information and advice needs.
elpiu n | W¢
P g Mental health and wellbeing was raised

I 457 by nearly two thirds of families [65%] as an

CelR{Volclelygg——-—————— 547?,1% In addition, the growing financial
. I 527 pressures facing families are also
EdUCaiON e 527 reflected through in their information and
o I i
Benefits 32%8% advice needs.
Caring ™ —— 347 Since the last survey in April/May 2020,
9 m—— 31% increasing numbers of families are now

34% indicating they need grant, benefits, debt

]
Debt
I 25% and budget management support.

Shielding / Social distancing T KGA
Budget management 22%,

Housing / Accommodation . 187
Medicq TS 19%

Employment rights . 15%

Digital skils et 14750/
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As the research demonstrates, the increased pressures and ongoing lack
of support appear to be having a lasting negative impact on the financial
and mental wellbeing of families raising disabled or seriously ill children.

Even if they return to previous income levels in the near future, for many it
looks likely to be a long recovery. Many families won't quickly be able to
replenish their savings that for significant numbers have depleted to
nothing, pay back the money they have borrowed and debts they have
accumulated, or be able to catch up on their household bills they have
fallen behind on.

Likewise, even if support returns to pre-coronavirus levels soon, the
negative effect the outbreak has had on the mental and emotional
wellbeing of many disabled or seriously ill children, as well as the setbacks
it has had on their development and learning, will take some time to
recover from. This also applies to the wider family, who without respite and
support, have also seen their mental wellbeing continuing to deteriorate.

All of this seems to suggest the post-coronavirus world will likely bring a
'new normal’ in which families raising disabled or seriously ill children are
even further disadvantaged.




Sharing our findings

We have undertaken this work to
understand how the coronavirus
outbreak is affecting families raising
disabled or seriously ill children
across the UK.

Having gathered this evidence and
listened to the voices of families, we
are looking at how we can best act
upon the issues raised. That is why
we are keen to share our findings
with key bodies, organisations and
networks that can help address their
immediate concerns and needs.

If you want to discuss the research,
please contact:

research@familyfund.org.uk
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