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- Helping disabled children

Our purpose is to improve the lives of low-income
families raising disabled or seriously ill children and
young people.

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.

is that all families raising disabled or
seriously ill children have the same choices, quality of
life, opportunities and aspirations as other families.




Methodology

This report is the findings of the Q1 2023-24 Family Poll. In a break from previous
Family Polls we have themed this edition around physical activity, play, days out
and short breaks. Family Fund grants are often used by families on items to help
with physical activity, play, days out and short breaks so we wanted to get an
insight info how raising a child or young person with a serious illness or disability
impacts on being able to take part in these activities.

Families were eligible to participate if they had not received a grant from Family
Fund in the previous 12 months and had not been invited to take part in Family
Poll in the previous 12 months.

A random sample of eligible families were invited to take part. As a thank you for
their participation, participants were offered the chance to enter a draw for a
£100 Argos voucher.

The initial invitation was sent out on 16" June, with a follow up three days later to
recipients who hadn't opened the email.

This resulted in an achieved sample size for this poll of 1224 families across the UK.
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Profile of Families

1 . Who IIIOOI( Families who took part in

Family Poll are a cross section

of the families Family Fund

pq rlll works with




Who are the families who took part in Family Poll? (n=1,224)

Which of the following regions do you currently live in?

England - North East
What is your ethnic group? [grouped] m England - Yorkshire & Humber
England - North West

m England - West Midlands

2% 2%

m England - East Midlands
m England - East of England
m England - South East

m England - London

m England - South West

m Scotland

m Northern Ireland

m White
m Black or Black British

Asian or Asian British

Mixed

m Other




Who are the families who took part in Family Poll?

1,224

Responses from families
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Parents and Carers n-1224

0% 1%

= 18 to 24 yrs 5" %

Of respondents have a
long-term physical or

mental health condition
35 to 44 yrs 7 1 (o) or iliness

m 45 to 54 yrs Of respond.en’rs were
the sole main carer for

the child/ren
55 to 64 yrs 4 ‘I %

Of these said that their
condition or illness
reduces their ability to
carry out day-to-day

m 25to 34 yrs

®m 65 or over

activities
93% 1%
UK YE4
_ | "oa%
MW Female Male ® Prefer not to say/self-describe O &



Disabled or Seriously ill children and young people

Disabled or
seriously ill
children and
young people

10%

Disabled or
seriously ill
children and
young people

mO0to 4 yearsold

33%

B Female

31%

= 5to9yearsold

m Male m Prefer not to say/self-describe

m 10 to 15 years old

66%

43%

m 16to 17 years old

1%

10% 6%

18 to 24 years old

1730

Children with disabilities or
serious illnesses

1153

Children without disabilities
or serious illnesses




Profile of Families

2. Working
and caring

For many families raising disabled
and seriously ill children and
young people their caring

responsibilities can mean that it is
challenging to work.
1




Employment stafus  “Are you employed?” (n=1,199)
A T e S T N R R R R SR RN

50%
45%
45%
40% 4 7 ;o
35% Of households that
responded have no working
30% adults in the household
25%
50% 19%
15% 13%
10% 8%
6%
5% 3% 0
2% 0 1%
0% [ | [ ] - —
Full time carer Part-time Unable to Full-time  Not working Part-time self- Unemployed  Full time  Full-time self Retired
employed work because employed foranother employed and seeking student employed
of your own reason work
sidability or

sickness




Carin “About how many hours a week, on average, do you spend providing
——-2 help for or looking after your disabled child or young person?” (n=1,199)
60%
50%
50%
40%
30%
o 18%
14%
1 12%
10%
4%
1% 1% 2% .
0% — — —

Oto4 5to9 10to 19 20to 34 35to 49 50 to 99 100 or more | don't know




C arin “Do your caring responsibilities for your disabled child or young person
___9. mean you cannot work as much as you would like?” (n=1,199)

60%

53%

50%

40%

30%
30%
20%
0,
10% 8% 9%
0% . .
| am unable to work | am unable to work as many It does not affect me | don't know
hours as I'd like beingable to work as much as

I'd like




Family Time

3. Family
Mealtimes




Fa min Mealtimes -po you think family mealtimes are important for the
Esmmses. wellbeing of: (n=1,199)

90%

80%

70%

60%

50%

40%

30%

20%

10%

0%

68%

Me

41%

Other adults

79%

717

families report that family
mealtimes are extremely or very
48% important for them and their family
(n=1,199)

11%

Disabled or seriously ill Non-disabled children ~ No one in my family
children and young and young people benefits from family
people mealtimes




Fa milx Meallimes  “Why are you not able to enjoy mealtimes as much as you would like?”

(n=373)

| have to prepare my disabled child a different meal to the rest of my family | 67 %

My child needs other people to behave in a particular way around mealtimes (e.g. they need to be
on their own)

| have to prepare other members of the family different meals to meet their preferences |GGG 36%

I 51%

I need to help my child to eat, but they feed themselves (e.g. by cutting up their food) [INNEGEEEEEEN 31%
Our financial situation means that we don’t always have enough food NG 21%
There isn’t anywhere in our home suitable for us to eat together [NNNIENGGN 21%
My family’s work/school/volunteering schedule doesn’t always mean we can eat together [N 16% 3 1 %

My child has special dietary requirements and it’s hard for me to afford their food [ 16%
families are unable to enjoy

| need to feed my child (e.g. by spooning food into their mouth) [N 14% mealtimes as much as they would
like
Other (please specify) GGG 13% (n=1199)

Our financial situation means that we don’t always have enough gas or electricity to cook [l 9%

My child has a prescription diet | need to prepare (e.g. your child is PEG fed or has another
specialist medically provided diet)

Il 3%
Our financial situation means we don’t have the cooker or fridge we need to cook [l 3%
Our financial situation means we don’t have pots and pans to cook with [l 3%

Our financial situation means we don’t always have plates and knives and forks to eat with | 1%




Fa min Mealtimes “Why do you find mealtimes tiring or stressful for you?
(n=816)

We each eat different meals [N 69%

My child is always moving around at mealtimes [N 57% 6 8 ; (@)
My child struggles to concentrate on eating [N 56% Of parents/carers find
mealtimes stressful or tiring
My child finds mealtimes emotionally overwhelming NG 38% (n=1.199)

I worry about my family's nutrition [ NN N 37%

It sometimes feels like | do nothing but prepare meals, eat
meals and tidy away meals

I 35%

| feel like | have too many things to do at a mealtime | NN 31%

Our mealtimes seem to take a long time [ NN 31%

Mealtimes can be a time of conflict for my family [ NG 25Y%

| sometimes feel overwhelmed by my family's support needs [ 24%

| feel under pressure to give structure to mealtimes || NG 21%

Other M 6%




th are mealtimes important to your family?

“A time to share our concerns what
has made them happy/sad today, do
they feel we could do anything

“It's where we are all together talking different.”

about our days or having a giggle and we
can be together without one of them
running around or wanting to go do a
different thing.”

“A chance to provide the children
with a place and time they feel
included and valuable.”




Mealtime challenges

“Mly child is very picky with food. |

have to make sure she eats

regularly. | have a carer who cooks “It's rare that we do this as he
doesn't sit for long periods of

for us as | can't so mealtimes are
time and gets irritable and

very important.”
upset.”

“We rarely are able to have family
mealtimes because my disabled
children can’t cope with it.”




Summer Fun - Physical activity, play and days out




Physicql Ac‘l'ivi‘l'y “Which of these has disabled or seriously ill child or young person done in the last

Walking to get to school, the shops or another place
Going on a walk e.g. walking the dog

Swimming

Trampolining

Kicking a ball about

Climbing or swinging in the park or garden
Dancing

Playing it, tag or other running and catching games
Football

Riding a scooter to get to school, the shops or another place
Cycling for fun

Other (please specify)

Running, jogging or cross country

Gym or fitness

Frisbee, throwing and catching or skipping

Cycling to get to school, the shops or another place
Climbing or swinging in the park or garden

Horse riding

Netball/Basketball
Gymnastics/Acrobatics/Cheerleading

Water sports

Martial arts

Boxing

Rounders/Baseball/Softball

Rugby

Skateboarding/roller blading

Other team sport (not mentioned above)

Tennis

Cricket

Boccia

Other racket sport

seven days?” (n=953)

e 3 8%,
e 34.%,

e ) 7%,
e D /.9,
e ) D %,
I | 7%
I ]| 6%,
IS ] 5%,
—__plA
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0 5% 10% 15% 20% 25% 30%

35%

46%

21%

Of respondents said that their
child is able to talke partin
physical activity, exercise or
sport (n=1,199)

697

Of respondents said their disabled
or seriously ill child or young person
taking part in physical activity,
exercise or sport is
important/extremely important
(n=1,199)

YE4
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40% 45% 50%



PhYSiCGl AC'"V"'Y Children who meet the definition of physically active

44

Average number of
minutes of physical
63% activity children took

part in per week
(n=953)

70%

60%

50%

“The Chief Medical Officer’s

40% guidelines recommend

doing 150 minutes or more

30% of moderate intensity

23%

equivalent a week.”

20% - Sport England

14%

10%

0%
Zero/Not sure Less than guidelines (<150 Meets guidelines (>150 mins) (
mins)




Physicql AC‘l'ivi‘l'y “Why do you think your disabled or seriously ill child or young person is unable to

you/they would like?” (n=606)

We can't afford it

access as many opportunities to take part in physical activity, exercise or sport as

53%

My child/young person isn't confident enough to take part T 37%

There is nothing that my child/young person is interested in locally IS 309% 5 47
My child/young person is worried about the reaction of other children/young people IS 299%, o

Of respondents said their disabled or

We don't know what activities would be accessible to my disabled or seriously ill child or young person I 26% seriously ill child or young person

Providers of mainstream activities are unwilling to make adaptations to enable my child/young person to
take part

I 2 6%
| don't know what is available locally I 249%
My child/young person's mental health means they are unable to take part I 24%

does not have as many opportunities
to take part in physical activity,
exercise and sport as they would like
(n=953)

Available activities for disabled or seriously ill children or young people aren't suitable for children and
young people with the needs my child/young person has
Available activities for disabled or seriously ill children or young people are aimed at the wrong age
group for my child or young person

My child/young person has had a previous bad experience I 18%

I 2 1%
I 2 0%

My child/young person is worried about getting hurt N 12%

My child/young person's physical health means they are unable to take part I 10%

When we talk about “accessible”, we mean
having the range of facilities that meet your
particular disabled or seriously ill child or
young person’s needs to enable them to fully
take part. This includes things like wheelchair

access, hearing loops and quiet spaces efc.

Other (please specify) I 10%
I haven't got time to take them N 9%

I'm not sure why not [l 3%

My child/young person hasn't gottime W 1%

YE4
LR

4

o A
A Q-
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Familx’s experiences of taking part in physical activity

“[Child] suffers with too much anxiety

to partake in group activity, and
social anxiety going out the house to
partake in 1-2-1 activity, also lack of

money for 1-2-1.”

“There is never anywhere local to
offer these types of things, so you
give up looking.”

“Mly child needs 1:1 support to
access any activity and this isn’t
provided, or it costs too much.”



Summer Fun - Physical activity, play and days out
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“Where would you look for information about outdoor and adventurous family activities

Social media support group/website relevant to your child

General parenting website

Local face to face support groups

Other families with children with similar needs

We don't need information about outdoor and adventurous activities

Provider website

Previous providers

Ask a support worker

| don't know

Other

Friends/family

30%
30%
25%

20%

20%

20%

10%
5%

50%

50%

that would be accessible to your disabled or seriously ill child or young person?” (n=953)

60%

Of respondents said they

as they
would like
(n=953)

YE4

O i

=

A 4

o A



Ovutdoor and
Adventure

My child/young person is worried about the reaction of other children/young people

Providers of mainstream activities are unwilling to make adaptations to enable my
child/young person to take part

Available activities for DSICYP are aimed at the wrong age group for my child or young
person

My child/young person has had a previous bad experience

Available activities for DSIPCYP aren't suitable for children and young people with the
needs my child/young person has

My child/young person is worried about getting hurt

My child/young person's mental health means they are unable to take part
We can't afford it

My child/young person hasn't got time

My child/young person's physical health means they are unable to take part
| haven't got time to take them

There is nothing that my child/young person is interested in locally

My child/young person doesn't feel comfortable to take part

We don't know what activities would be accessible to my DSICYP

“Why do you think your family is unable to take part in as many outdoor and
adventurous activities as you would like?” (n=767)

T 61%
T 61%
T 52%
T 50%
T —— 2%
T 45%
A 35%
A 31%
A—— 30%
A—— 30%
B 29%
I 28%
B 27%

I— 23%



Summer Fun - Physical activity, play and days out

6. Play and
Ielsure

RN 58 P DR




P|qy and leisure How oftenin the last 12 months have you been able to use play and leisure
E———————— ©JUiPpMent to have fun with your child? (n=1199)

We have never used play and leisure equipment to have fun
as a family

We have not used play and leisure equipment in the last 12
months

Once or twice a year

Less than once a month

About once a month

A couple of times a month

Weekly

More than weekly

I'm not sure

I 1.6%

I 1.4%

I  14%

I 10%

I <7

I 11%

I 13%

I

I 275



P|qy and leisure Where would you look for information about play and leisure equipment that would
E———————— D@ QCCesSible to your disabled or seriously ill child or young person? (n=1199)

0% 5% 10% 15% 20% 25%

40% 45%

267

Friends/Family | 4296

DSICYP support social media group/website

Other families with childen with similar needs

Provider website e.g. Atlantic Trampolines

| don't know

Ask a support worker

Previous providers

General parenting website e.g. Netmums

Local face to face support groups

N/A - we don't go on days out or short breaks

Other

I, 41%

Of families said they are able
to get the information they
need before buying or using
play and leisure equipment

I 35% buying

I 24%
I 20%
I 17%
I 17%
I 15%

I 7%

4%

3%

25%

of families said they just
have to hope for the best
before buying

776

Of families said they don't buy
play/leisure equipment
because they can’t get the
information they need about
accessibility to their child




Play and leisure

Do you think you ever have to pay more for play and leisure equipment as a result of &

————————es YOUI Child's illness or condition? (n=1199)

40%

35%

30%

25%

20%

15% 13%

10%

5%

0%
Always

10%

Often

22%

Sometimes

18%

Rarely

37%

Never

38%

Of families said they pay £50

or more per play and leisure

equipment item as a result of

their child’s illness or condition
(n=760)



P|qy and leisure How easy isit to find play and leisure equipment suitable for the different needs of
E————————s ©@CACh Of yOUr disabled or seriously ill children or young people? (n=440)

40%

35%

“We have to make sure it is the safest
33% option available. My son has a high pain
threshold and doesn’t realise when he is

35%

30%

seriously hurt. We have to try and limit

this by buying extra secure items and
making sure that they are well built to
last.”

25%

20%

20%

15%

10%

10%

5%
2%

w

Very easy Easy Neither easy nor Difficult Very difficult
difficult




P|qy and leisure How easy isit to find play and leisure equipment that your disabled and non-
E————————— (ISADl€d children can enjoy together? (n=731)

40%

35% 34%
32%

30%
25%
20% 19%
15% 14%
10%

5%

2%
Very easy Easy Neither easy nor Difficult Very difficult

difficult




Window to our World

7. Days out and
short breaks

Families share their
experiences of days out and
short breaks




‘How often do you take day trips or short breaks as a family?”

Short breaks and days out }n=1199)

Short breaks in the last three years

27%

18%

|
I'm not More  Six times Five times Four Three Twice Once
sure than six since thensince then times times since thensince then
short since thensince then
breaks
since then

13%
11%
9%
. %
2% 2% 2% %
m % % IR o
m 2

Family days out in the last 12 months

32%

16%

I'mnot Morethan Weekly A couple of About once Lessthan Once or
sure weekly timesa  amonth once a twice a
month month year

14%

8%

We have We have
not been never
on a family taken a day
dayoutin outasa
thelast 12 family
moths



Days out and short breaks

Friends/Family

Social media support group/website relevant to your child

Other families with childen with similar needs

Provider website e.g. Alton Towers' website

Previous providers

| don't know

Ask a support worker

General parenting website e.g. Netmums

Local face to face support groups

Other

N/A - we don't go on days out or short breaks

your family?” (n=1199)

I 48%

I 6%
I 39%
I 32%
I 19%
I 179
I 17%
I 15%

N 8%

9%

Of families said they do not go
on days out or short breaks

“Where do you find out if a day trip or short breaks is accessible to

26%

Of families said that they are
able to get the information
they need before deciding if a
place is accessible to their
child or young person before
they go

18%

Said they can’t get the
information they need, and just
have to hope for the best when
deciding where to go for days

out/short breaks

because they can’t get the

4%

information they need when
deciding if a place is

accessible for their child or

young person

B 3%



“When you are visiting a new place for a day out or a short break,
DCI S OUt cmd Short breaks how often do you feel that it is accessible for your child?” (n=1199)

50%

45%

45%

“Sometimes it's not clear, that
because I'm a carer if | should or

40%
should not have to pay to help my

359% daughter on some things.”

30%

25%

20%

20%

15%

15%

10%

7%
0
6% 5%
0,
> 3% o YE4 P
[ "’ g
0% 8
All the time Most of the time  Some of the time None of the time We only visit places We never go for I'm not sure
-

we know days out or short
O Q;\
breaks Sypp©



Days out

30%

25%

20%

15%

10%

5%

0%

26%

Always

“How often do you have to spend more on a day out as a result of

your child’s disability or illness” (n=1199)

24%

Often

27%

Sometimes

13%

Rarely

10%

Never

£17.85

Average amount more paid
for a day out by families

38%

Of families said that they pay
more than £30 more per day
out as aresult of their child’s
illness or condition
(n=1078)



“How often do you have to pay more for a short break as a result of
your child’s disability or illness” (n=1199)

Short breaks

30%

25%

20%

15%

10%

5%

0%

25%

Always

18%

Often

27%

Sometimes

11%

Rarely

19%

Never

£85.50

Average amount more paid
for a short break by families
raising a seriously ill or disabled
child or young person

447,

Of families said that they pay
more than £150 more per short
brealk as aresult of their child’s

iliness or condition
(n=973)



“How easy is to find short breaks and days out which are svitable for
DCI S OUt Gnd ShOI"" breGkS your child’s development? ” (n=1199)

45%

0 40%
40% 38%

35%
32%

31%

30%
25%
20%

15% 14%
11%

10%
10%

37%
5%

34%
18%
15%
12% I
0% o YE4 N

Very easy Easy Neither easy nor difficult Difficult Very difficult ("’a )

B Physical development B Emotional development B Cognitive development o
/S

<
suppO®



Days out and short breaks

50%

45%

40%

35%

30%

25%

20%

15%

10%

5%

0%

ill children or young people?(n=449)

44%
38%
27%
20%
7% 7%
3% 2%
Very easy Easy Neither easy nor Difficult
difficult
m Short breaks H Days out

27%
24%

Very difficult

“How easy do you find it to plan days out and short breaks that are
suitable for the different needs of each of your disabled or seriously

“It's difficult to enjoy these things
when your children require

constant supervision, and you are
unable to relax.”




Days out and short breaks

45%

40%

35%

30%

25%

20%

15%

10%

5%

0%

42%
38%
28%
23% 23%
20%
11%
10%
3% 29
Very easy Easy Neither easy nor Difficult Very difficult
difficult
B Short breaks m Days out

“How easy is it to find days out and short breaks that your disabled
and non-disabled children can enjoy together?” (n=731)

“I take my children out during
school time for ease of access to
places so not so busy as he doesn't
do well with noise etc, meaning |

end up with additional costs from
school also for taking not just him
but his brothers also.”




Days out and short breaks

40%

35%

30%

25%

20%

15%

10%

5%

0%

37%

Never

35%

22%

Once a year or less A couple of times a
year

I ]

Monthly

1%
|
Weekly

“How often are you able to enjoy short breaks or days out with
family who do not live with you or friends?” (n=1199)

797

Of families said that they
would like to spend more
time on days out and short
breaks with family and

friends
0% NE4
0 ° Rs
More than weekly ( a )
N



Dgys OUi' a nd shor’r breCI kS “Why are you unable to go on days out or short breaks with friends

and family who do not live with you” (n=953)

(can'tafford it | 74%
It's difficult to find things that are suitable for my friends and family and child to do together _ 51%
My child's mental health means they struggle _ 37%
My friends and family find my child too challenging to include on a day out _ 37%
My friends and family can't afford it _ 18%
My mental health is too poor _ 13%
My friends and family are too busy _ 12%
My friends and family live too far away _ 12%
My physical health is too poor _ 9%

My child has to be careful when socialising because they are at high risk of illness (e.g. vulnerable to covid) - 8%
We don't have any friends or family who we could meet for a day out or short break - 6%

I'm too busy - 6%

Other members of my family have physical or mental health problems which prevent us from days out or short breaks - 6%
My child's physical health is too poor - 5%

Other - 3%

It's hard to find places that meet my child's accessibility needs . 2% N E A4
O Q
© ¢
I'm at high risk of illness [ 2% ( /a
I'm not sure I 1% A : .
N
suppO®



Window to our World

_&‘_Exp_e_[j_enge_s_ Families share their

experiences of discrimination

of discrimination




Experiences of discrimination “Do you ever avoid going on short breaks or days out because you are

e WOITied about other people's reaction to your child's disability or serious
illness?”: (n=1199)

40%
35% 34%

30%

947

Of families report that they've
experienced a negative reaction
to their disabled or seriously ill
children when on a family break

0 or day out
7% (n=1123)

2% 23%

Always Often Sometimes Rarely Never

20%

15%

15%

11%

10%

5%

0%




Experiences of discrimination  -who did you experience a negative reaction from":
O 59 S L A L S i ed (=] 199)

90%

“when out, places do not provide
thought for disabled children. And
unfortunately, other members of the
public don't either, making it

54% extremely difficult.”

81%
34%

80%
70%

60%

50%

40%

30%

20% 18%

10%

3%
0% I

Other people we Adults at the place Children at the place Staff at the place we Other (please specify)
know we visited we visited visited




Experiences of discrimination “Do you ever avoid going on short breaks or days out

40%

35%

30%

25%

20%

15%

10%

5%

0%

15%

Always

23%

Often

because you are worried about other people's reaction to

your child's disability or serious illness?”: (n=1199)

34%

Sometimes

11%

Rarely

17%

Never

87%

Of families report that other people’s
behaviour or attitudes towards their
children affects what they do as a
family when on a family break or day

out
(n=1199)

“I have a high level of anxiety
about how my child will cope
and how others will view my

child’s behaviour.”




Experien ces of discrimination “As a result of their disability, have you ever been concerned that
. Y OUI Aisabled or seriously ill child or young person has:” (n=1199)

46%

42%

38% 39%

20%

6%
4% 4%

YE4
Been physically attacked Been insulted/called Avoided attending Felt unsafe N/A my child does not None of the above {oo Q@
names/threatened or attend
shouted at

M School/College = Using public transport M In a public, indoor place B At a public, outdoor space




Experiences of discrimination
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“Everyone stares and starts judging
us and he causes a scene so it's
easier to buy it quick and get out.”

“My youngest child has autism and
Tourette's. Their tics have drawn
comments, staring, laughing etc from
other people.”

“My youngest has quite an
_ , unusual dress sense and has
“In public we can feel people looking often had things shouted or been
at us and judging our behaviour and laughed at in the street.”
nowadays we do not apologise and
that has been a big deal.”




Family wellbeing

We ask how children’'s health

9,_DiSC| bled and wellbeing has changed

Children over the last 12 months
4 - 1




Wellbeing of disabled
children

60%
50%
40%
35%
30% 28%
26%
20%
14%
12%

10% I I :

0%

Much worse

B Mental health (including stress, anxiety and depression) B Physical health B Behaviour and emotions

Somewhat worse

“How would you say the following as changed over the past 12 months for your

disabled children and young people?” (n=1199)

52%

45%
43%

38%

32% 31%

27%

25%

Stayed the same

Mmool
Somewhat better Much better
B General wellbeing m Development

767

families report that an element of

their disabled child’s health and

wellbeing has declined over the
past 12 months

19%

9%

5%
2% 2% 29 2%




Wellbeing of disabled children

“To see him happy being the way
that he is and to see him progress
as he grows brings me all the
happiness that | need.”

“She could not cope with the school environment, it
was too overwhelming meaning she was unable to
learn. Bullying and social anxiety led to trauma and
mental health issues. Now home educating and
things so much better for us all as a family . ”

“My son has ADHD /ASD and takes everything literally,

so if playing football, he doesn’t understand why
people break rules, and it would get him into
“My youngest child has been out of arguments. He also doesn’t understand team
education for 2 years and the LA have failed to member’s frustrations at his level of understanding
provide funding for education or a school rules, is slow and really isn’t interested in winning as

place. Missing 2 years of secondary school has much as they are. This often results in melt downs,
had a massive impact on the physical and withdrawals from the activities as it affects his

mental wellbeing my child” wellbeing .”




Family wellbeing

10. Non-
Disabled

children

We ask how non-disabled
children’s health and
wellbeing has changed over
the last 12 months




We"being ol non-cisanblec chilcren  “How would you say the following as changed over

the past 12 months for your non-disabled children
and young people?” (n=731)

70%
62%
60%
56% o
families report that an element of
50% their non-disabled child’s health
and wellbeing has declined over
42% the past 12 months
40%
33%
30%
22%
20%
15%
14%
12%
9%
10% 7% % o
5% 4% 0 5% o | EAQ
1) $
N =’
0%
Much worse Somewhat worse Stayed the same Somewhat better Much better

B Mental health (including stress, anxiety and depression) I Physical health B General wellbeing i SUppoQ.



Family wellbeing

Many parents and carers
have poor wellbeing across a

1 1 . quen'l's range of dimensions




|mpc| Ci‘ On pCIren'l'S Clnd quers “Do you think you have been treated worse than other people as a result of

== your child's disability or serious illness?” (n=1199)

40%
36%

35%

31%

30%

25%

20% 19%

15%

11%

10%

5% 3%

Strongly agree Agree Neither agree nor Disagree Strongly disagree
disagree

0%




ImpCICi On paren’rs Clnd CCII'eI'S Wellbeing score (Short Warwick-Edinburgh Mental Wellbeing Scale)
— e s == (n=1199)

42% 6.81

Mean UCLA Loneliness Score

26%

Registered an exiremely high
loneliness score equal to 9
23.61 (maximum)

26%

Probable depression (adjusted
score of less than 18)

Low wellbeing (adjusted score
High wellbeing 35 of less than 19.5)

20.03

Parents and carers General population

Low wellbeing 7




Impact on parents and carers

60%

50%

40%

30%

20%

10%

0%

37%

32%

25%

7%

Life satisfaction

35%

30% 30% .
0,
25% 26%
15%
I 11%

Worthwhile Happiness

B low N Medium ®High B VeryHigh

ONS Wellbeing Scale (n=1199)

52%

23%

16%
9%

Anxious

Medium
Average Life satisfaction
score

Medium
Average Worthwhile
score

Medium
Average Happiness
score

Very High
Average Anxiety score
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Parenis experlencesof ihe |mpaci carlng

“As a parent | am absolutely
overwhelmed with caring for 2 special
needs children, | wish | could have a job
and a life outside of the 4 walls.”

“There is very little respite locally
for disabled children to access
meaning as parents we are lacking
in sleep/rest.”

“I think the world of a carer can be lonely.
Nobody really understands, it's a constant
battle and it's draining. | love my kids but
wish things could be better for both of them
sometimes. Just this week alone we've had

hospital appts every single day.”

“Being a single parent, | feel like |
never ever get a break. | worry
constantly and never have time to

myself.”




Parenis experlencesof ihe |mpaci carlng

“I feel so isolated and alone. | try my
best for my children but really worry
about the future and how | will cope.”

“I've been a carer for over 22 years
for 3 of my children. It’s been a
struggle and I’ve not been able to
get a job or have respite due to
mainly being a single mum.”

“It’s very isolating as a single parent. | had to
give up work to look after him. The demands
means very limited social life, no opportunity for
a relationship, and your life revolves round your
child. It’s very rewarding and | wouldn’t change
him for anything, but it can be tough. ”




Other family needs — access to services

“Being aged 16 we find it difficult to access services.
o . - A lot of the time we find that he is too old to access
Ser. vices are b ?/ ng cut and this is any of the children’s service (for example mental
having a huge impact on support

= ; > health support) yet he is too young for the adult
for families and children. services.”

“There isn’t any one person to go to
for support. You’re passed around the
different services and years later
you’re still in the same position after
trying and fighting for so long.”




Other family needs - education

“I wouldn’t change my son to the world. | would
however change systems. He is due to start
school in September and still haven’t started any
transition process into his new school.”

“[We] found out last Monday my son's
school is closing this July and there
isn't another one that can meet his
needs so all very bleak right now.”

“More practical support is needed in our
education system. It's hard to bring all
suggestions practically into the classroom.
Particular modern technology, white boards,
iPads etc are missing in our schools, also the
training given to use them is not provided.”

“We have been seeking a special needs school
for our son for over a year, There are not enough
schools available that are within distance, can
meet needs and have available space.”



Other family needs - transitions to adulthood &

“Our child was 16 before we got any support and a PA to
take him out once a week. Our child is now 18. The
transition to adult services is terrible, the transition from
paediatrics to adult consultant is still ongoing. There is no
transition plan , 1 minute you have a team of 5 people in
paediatrics then you are transferred to adult consultant

with no support at all.”

“No matter how much we ask social care for
help all we get is "no funding" and are told
things will get worse as he gets older as there
is even less help in adulthood.”




Contact us

T e

If you are interested in finding out more
about this research or sharing the
findings, please get in touch with either
our research or partnership teams:

research@familyfund.org.uk

partnerships@familyfund.org.uk



mailto:research@familyfund.org.uk
mailto:partnerships@familyfund.org.uk

O A
~ Q
Supvp©

Family Fund

Helping disabled children

Family Fund Trust. Private company limited by guarantee. Incorporated in England and
Wales. Registration no. 3166627. Registered charity no. 1053866. Scottish charity no.
SC040810. Family Fund Trust is authorised and regulated by the Financial Conduct
Authority (FCA) under reference number 912508. Registered office: Unit 4, Alpha
Court, Monks Cross Drive, Huntington, York, YO32 9WN.
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