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Introduction
Take a Break Scotland is one element of Scottish Government’s Short Breaks Fund. It was set
up, and has been subsequently administered, by Family Fund since 2011/12. Family Fund
has over 48 years’ experience in providing grants and services to families raising disabled or
seriously ill children and young people across the UK. We work in partnership with Shared
Care Scotland who deliver the other elements of the Short Breaks Fund. These programmes
provide grants to third sector organisations to support carers to access short breaks.
This report provides a review and analysis of the Take a Break Scotland programme for
2020/21. It presents the performance of the programme against the outcomes agreed for
Take a Break and its alignment with the Getting it Right for Every Child (GIRFEC) approach to
supporting children and young people. The report covers:

•
•
•
•
•
•
•
•
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Aims, outcomes and indicators
Take a Break aims to support carers, including kinship carers, and their families to take a break.
Grants enable unpaid carers of disabled or seriously ill children or young people to have the
opportunity to choose how they would like to take that break, with a view to improving the
quality of life, health and wellbeing of the whole family, helping sustain caring relationships
and enabling carers to have more of a life of their own.
The programme supports the achievement of Scottish Government’s strategic Health &
Wellbeing outcome through targeted grant support: “People who provide unpaid care are
supported to look after their own health and wellbeing, including to reduce any negative
impact of their caring role on their own health and wellbeing”. The agreed outcomes and
indicators for Take a Break in 2020/21, and the results achieved, were:

Outcomes for carers
Outcome

Indicator/s

Result
50% of carers agreed that
they were more aware
of what breaks may be
available to them

Adult and Young
Carers (AYCs) are
more aware of
the provision of
breaks for them
(Short Term)

Carers will be
more aware of the
provision of breaks
available to them
We will provide
information about
the provision of
breaks for carers to
at least 3,000 people

Information about the type
of short breaks available in
Scotland was provided to
100% of carers who applied
to Take a Break. Leaflets
provided to all recipients
of a paper application form.
For online applications, all
information from the leaflet
was available on the Take a
Break website including at
the point of accessing the
online application process.
Information included types
of short breaks available
in Scotland, examples of
short breaks taken by others
and wider details of Take
a Break. A link to Shared
Care Scotland’s website,
signposting the information
and tools available to
help parent carers plan
and fund short breaks
was also included on the
Take a Break website.
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Outcome

Indicator/s

Result
80% of carers agreed
with the statement “I did
something I would usually be
unable to do”

During the break,
60% of carers
will have done
something they are
usually unable to do

AYCs are able
to explore
and maintain
opportunities
outside their
caring role
(Short Term)

AYCs are
supported to
express and
pursue their
aspirations
and desires
(Medium Term)

1
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During the break,
70% of carers
will have had
opportunities to
engage with their
child in ways which
are unrelated to
their caring role
Following the
break, 40% of
carers will feel more
positive about their
ability to explore
opportunities
unrelated to their
caring role

75% of carers will
state that they
would have been
unable to take the
break without this
financial assistance
50% of carers will
have not taken a
break in the last six
months
After the break, 80%
of carers will agree
that they were able
to tailor the Take a
Break grant to their
exact needs

84% of carers reported
being able to engage with
their child/ren in new and
different ways during their
break
85% of carers agreed they
had done activities with their
child/ren that they wouldn’t
normally do together
70% of carers reported that
the break had helped them
spend quality time together
as a family.
49% of carers reported that
the break had helped them
to spend days out and time
away together as a family.
After being awarded a grant,
17% of carers agreed that
they felt regularly able to
pursue opportunities or
participate in hobbies or
activities that matter to them
20% of carers reported that
the break had helped them
to feel better able to explore
and maintain opportunities
outside of their caring role.1

89% of carers said that they
could not have afforded their
break without this financial
assistance
94% of carers had not taken
a break in the last six months
88% of carers agreed that
they were able to tailor the
Take a Break grant to their
exact needs.

Related Carer Quotes
“This is a lifeline. Having a
disabled child means some life
restrictions others wouldn’t
consider but really impact us,
especially his younger sister”
“It allowed me to visit family
members and get support and
respite with my disabled child. It
gave him opportunity to travel
and have more outside space
which he really benefits from”
“With our daughter having cancer,
our lives have been pretty much on
hold then with Covid it was even
harder, we went away to a cabin,
we had such a fun relaxing time
away from all the hospital and
daily stress, it really helped the kids
mental health and ours with being
stuck in, we went to all different
secluded beaches, a big play park
that was empty and the kids could
be kids again it was amazing, we
had the best time.”
“I did activities with my children
that we wouldn’t normally
do together”
“ The biggest difference these
grants make to our family is that
we have that time”

“Now recently separated I would
not have been able to afford a
caravan break. We appreciate
anytime we have as a family
and very grateful to Take a Break
Scotland for helping
us once again”

As a new outcome measure, the target may have been set too high. However, this is also very likely to have been impacted by Covid-19 limiting carers’ ability
to explore opportunities.

www.takeabreakscotland.org.uk

Outcome

Indicator/s

Result

Related Carer Quotes
“It offered us an opportunity to
go away together. To switch off &
appreciate ourselves as a family.
That’s what We are MEANT to be,
but sometimes we forget that we
are because of strains & pressure.
The break gave us that lovely time
together to remind ourselves that
we all have needs & as a family we
were very lucky this break brought
this forward & showed us some
great memories to remember with smiles ;-) “

AYCs are more
able to have a
life alongside
their caring role
(Long Term)

During the break,
60% of carers will
feel that they were
able to do things
they are usually
unable to do.

Following the break,
40% of carers will
feel more positive
about their ability
to balance their
caring with other
responsibilities

80% of carers agreed that
during the break they did
something that they would
usually be unable to do.

32% of carers felt better
able to balance their caring
responsibilities with other
responsibilities.2

“Thank you so much for the grant.
Take a break along with Family
Fund grants really helped us to
survive and enjoy the home and
garden during lockdown and
the sensory den will be well used
again as we head into a winter
lockdown.”
“It helped our family to book a
cottage which we would have not
been able to pay for so that grant
made a massive difference. Also
in a way, because we received the
money we just find the strength to
just do it.”
“We were able to take a break
away as a family without my
disabled son. Which gave us a
break and renewed our energies
from caring from him. Which
had a positive impact on how we
maintained our caring role when
we returned.”

When asked about how, if at all their break had benefitted
their own health and wellbeing, carers also reported the
following benefits:
“We both relaxed for the first time in years.
My daughter smiled and her confidence grew.”
“We were all feeling lockdown fatigue and just having
somewhere new to go for a short break re-energised all
of us, gave us good quality time away from home and
lots of memories made.”

2

52%
I feel more
relaxed

37%
I’ve been feeling
more energised/
reinvigorated

As a new outcome measure, the target may have been set too high. However, this will also have been impacted by Covid-19 placing increased care and support demands,
including home learning, upon parent carers.
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“We got to spend time together as a family, a week at the seaside away from the reality
of being shielded. We had very little support throughout shielding and had all become
very down. Our week together was just what we needed to cheer us all up. We
couldn’t have done this without Take a Break. Thank you!”
“We had a few very educational trips with the award. We were able to stay in a
hotel to visit other cities which was essential as driving both ways in one day
would have been too much. My children enjoyed time together away from home.
It reinvigorated all of us during difficult times. Particularly as the children had
been off school for so many months- this was a welcome escape.”

21%
I’ve been feeling
more useful

“I was so grateful this year more than ever to receive a grant. We were able to take a
short notice break during summer, which we all benefitted from so much
during the Lockdown. A change of scenery and the natural environment
gave us all a very much- needed emotional boost. Gave us some hope
for the future and helped us feel closer to each other.”

29%

I’ve been feeling
more optimistic
about the future

“Due to Covid our break ended up having its date changed
and was postponed, however it has still made a huge difference
to everyone’s mental health as it is something exciting to look
forward to and make plans for about here to eat and things
to see when away.”

20%
I’ve been thinking
more clearly

“The funding was very useful and allowed us a little escape
from the pressure and exhaustion of being so restricted
and isolated during the period of national lockdown.”
“The grant let us bond more as a family especially this year as it has been so hard living
with lockdown the kids seamed to cope better as we had no outside socialising but
it certainly made a huge difference to me as me and the rest of the family struggled
greatly with our mental health.”
“The general feeling of togetherness- we have missed this a lot not just with the
conditions my son has but I myself am disabled and this grant really brought us
together to enjoy some quality time as a family. It brought us much
closer to each other”.

25%
I’ve found it easier
to care for my
disabled or seriously
ill child/ren

I’ve felt close to
other people

“It’s given us a sense of relief, that at any moment when things
get too much, I can pack some food, grab our camping gear
and go. We don’t need weeks to organise a huge trip and
it costs less than if we stayed in the house as our activities
are then outdoor based and mostly free. Both kids
love exploring outdoors, investigating nature
and having a bit more freedom than usual, so
it definitely helps build their confidence in ways I
couldn’t have imagined.”

15%
I’ve been dealing
with problems
better
6

20%

www.takeabreakscotland.org.uk

“After being stuck in the house for months on end
because of Covid and lockdown it was good to
get new scenery and just refresh ourselves again.”

9%

I’ve been able to
make my mind up
about things

Family Wide Outcomes
When asked how their Take a Break grant had affected their
family as a whole, carers responded as follows:

“The grant has lifted a little weight off my shoulders. I often feel
like I am letting my other children down and I don’t do enough for
them because caring for my disabled son is so exhausting. The grant
has enabled us to get out more as a family. It took away the financial
burden and allowed us to focus on joy and making memories.”

70%
It has given us
quality time together
as a family

“We managed to spend time together in a relaxed and safe setting
where there were activities for everyone to do.”

84%
I engaged with my
children in new or
different ways

“My son and I had forgotten how to be around each other, how to
interact. Time away together removed the stress we were going
through and we were able to spend time together properly as a
family.”

“We received funds for an inflatable hot tub, this allows fun family
time incorporated with mental and physical benefits for all of
our family but particularly our son who has learning and physical
disabilities. Its therapy without even realising it thank you!!”

Wellbeing is at the centre of Scottish Government’s Getting it Right for Every Child approach
to supporting children and young people. The approach is based on the United Nations
Convention on the Rights of The Child and supports children and young people so that they
can grow up feeling loved, safe and respected and can realise their full potential. Feedback
from the 630 carers who responded to a survey regarding the impact of their Take a Break
grant clearly demonstrates that in the majority of cases, the wellbeing benefits extend to the
cared for disabled child or young person as well as to any siblings within the family.

Getting it Right for Every Child provides a shared understanding of
the various aspects of wellbeing in relation to children and young
people. At home, in school or the wider community, every
child and young person should be: Safe, Healthy, Achieving,
Nurtured, Active, Respected, Responsible and Included.
Carers’ feedback which provide examples of how Take
a Break grants supported children and young people’s
wellbeing within each of these indicator domains is
provided below.

Two in three families

(67%)
said the break improved
their disabled children’s
general wellbeing.

www.takeabreakscotland.org.uk
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Safe
One in three families [34%] said the break improved their disabled children’s behaviour
and conditions
“It provided an opportunity for my son to promote independence and try
new things, enhancing his happiness and wellbeing and in turn ours.”
“Allowed my children to play together safely with things suited to their needs.”
“Thank you for giving me and my family the opportunity for this much needed break
due to shielding at such a difficult time in life. We were extremely safe and didn’t go
to the entertainment centre but my son just loves caravans and the open space.”

Healthy
Half of families [52%] said the break improved their disabled children’s mental
health Three in 10 families [29%] said that the break improved their
disabled children’s physical health.
“I just want to thank you for keeping this going through what I
am sure was an incredibly hard year for you, it has meant the
absolute world to us having the money to be able to get out of
the house and get a much needed break from each other whilst
giving my youngest son some much needed exercise as he has
fatty liver illness and desperately needs to lose weight, so thank
you all so much for always being there for us, you have no idea
how much of a difference it makes to the quality of our lives”
“After 5 months of shielding, our son really benefitted from
doing socially distanced activities and his mental health
improved. He got fresh air and lots of fun with his family”
“When I applied to Take a Break during the Covid pandemic I was increasingly
struggling with my 3 disabled children. My littlest child has complex needs and started
to become very mentally ill and have a breakdown. During that period, he could not
wear clothes, leave the house, use the toilet or communicate clearly. We bought an
indoor trampette which has seriously improved the mental and physical health of my
other children and myself. My littlest continues to struggle but does use the trampette
and Lego we bought as part of special play time. I can’t say enough of a thank you!”

Achieving
“We used it to buy some fishing equipment and tutoring for him. He has felt connected to
the outdoors and has an interest other than technology. It’s really helping his dexterity
and hand eye coordination.”

8
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Nurtured
“The children and I did a little road trip over to the West Coast for a short break. Having
been stuck at home during lockdown it was great to get out and do some fun
activities and enjoy time together. We went exploring and visited with family whom
we hadn’t saw for months, on our way home. We all really enjoyed ourselves and saw
some amazing castles, waterfalls and took a gondola up a mountain. It brought us
closer together as a family and helped the boys bond sharing fun memories”
“We went away with extended family who helped in the caring role- I
had some much needed ‘me’ time and my son enjoyed being spoiled
by other family members and not ‘stuck’ to me all weekend.”
“Being able spend time with people who really care about my disabled child.”

Active
“With Covid this year we opted to get our son a large trampoline for the back garden
and it has brought him so much joy, he goes and has a bounce when he feels
anxious and sometimes just goes out to lie on it and feel calm and relaxed.”
“We bought a bike with the grant, we now go out together cycling in the countryside.”
“Being able to afford to do physical activities outside the house has been amazing
and really helped the whole situation this year, my eldest who is also autistic and has
ulcerative colitis had to move home from university to shield and three of us in the house
with autism is challenging in normal circumstances but especially when we are all stuck
inside, so the take a break grant allows me and my youngest son to play tennis at our
local club and also go on day trips out of the house which is very beneficial to all of us.”

Respected
“To see our son take his time and play with his siblings and for our other children to be more
understanding of the challenges he faces.”
“We used the funding to purchase lots of games and resources to help our son with fine
motor skills and encourage his speech, and skills for reading, writing and counting. He’s
just started school, and after lockdown, it’s been challenging for him to transition from
nursery to primary without the usual visits and getting to know you sessions. All the
colourful and fun resources we bought made our time at home during lockdown much
easier. We bought games that we can play as a family and that will grow with him learning
new skills with each level played. Some of the resources we bought were to help encourage
more independent play, and he has loved gaining more independence and we are very
proud of the progress he has made, and how well his is now coping with primary school life.”

www.takeabreakscotland.org.uk
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Responsible:
“Allowed independence for my daughter without us enduring the hardship of saving up to
buy a laptop. She is so happy with it and uses it not only for school work but to write stories
and watch her programmes. She is learning new skills all the time using it!”
“It has helped with his general well-being. Gained more confidence and independence.
It made him feel good. Much happier and helped him with school work.”

Included:
“It made us more able to communicate with our child, it has aided
his communication with others, has helped with his learning
and education, it has helped his behavioural issues.”
“It has let my boy stay close to all of his friends during lockdown.
He can communicate with them now whereas before he couldn’t.”
“It helped my son to socialise with other people and it made it possible to take him on
holiday to places we would otherwise not be able to take him Family Fund has been very
helpful to us can’t thank you enough for the joy and richness you brought into our lives.”
“We chose to use our grant for an event shelter to keep the sun off my son in the
garden. My other children have also used it to have friends in the garden when
they needed to be socially distant and not allowed in each other’s houses. It
has meant we can get out for fresh air, even when the weather isn’t great.”

10
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2020/21 Grant Statistics
A total of 2,660 grants were provided to help parents/carers and their families through Take a
Break in 2020/21, against a target of 2,650. This is the highest number of grants made in one
year since the scheme started in 2011.

Ten most prevalent conditions

Applications received
Total Applications
First time applications
Repeat applications

3,001
863
(against minimum
target of 750)
2,138

Grants made to carers
Total grants

2,651

Condition

2020/21

Autism Spectrum Condition

1,604

Attention deficit hyperactivity
disorder (ADHD)

357

Global developmental delay child
aged over 3 years

286

Learning disability

257

Epilepsy or convulsions

203

Named syndrome

172

First time applications

623

Cerebral Palsy

142

Average grant value

£282

Behavioural and emotional disorder

134

Asperger syndrome

118

Behaviour disorders

118

Total grant spend

£766,765

Age of child
Age at application

No of children

0 to 5

372

6 to 10

1,010

11 to 15

1,060

16

137

17

136

18+

80

www.takeabreakscotland.org.uk
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What did carers need the most?
The greater flexibility this year (due to Covid-19), to award grant items that enabled breaks at
home, was welcome. Breaks away remained the most popular grant item but only accounted
for 63.6% of grant items awarded compared with 89.8% in 2019/20. Similarly, outings and
days out only accounted for 3.5% of grant awards this year compared with 6.1% in 2019/20,
when they were the second most popular grant item.

1.

Breaks
away

1,687
2.

3.

186

132

Computers
or tablets

115

4.

5.

12

92

Outdoor play
equipment

Outings and
days out

www.takeabreakscotland.org.uk

Bikes or
tricycles

Reach to carers
Family Fund’s network of relationships across the voluntary and statutory sectors supports
the delivery of Take a Break, and are developed and nurtured on an ongoing basis. Such
relationships have never been more important than in 2020/21 given the challenge of
services, including schools, being closed and partner organisations having to adapt to
deliver services differently or on a more limited basis. Nevertheless Family Fund proactively
sought, and received timely and welcome support in reaching carers across Scotland with
information being shared on social media, via e-bulletins, network updates etc. Digital
promotional activity hosted by sector partners also provided the opportunity to deliver
information and guidance to professionals and parent carers.
Such activities during the Take a Break 2020/21 application period included:

•
•
•
•
•

Visibility Scotland WhatsApp group meeting.
Genetic Alliance UK Rare Resources ‘Not on the road-show’ event via Zoom.
Webinar delivered in partnership with Children in Scotland.
Down Syndrome Scotland parent carer support group via Zoom.
Webinar promoted via CHIP+ (Highlands).

Throughout the year, Take a Break has a large reach to carers of disabled or seriously ill
children or young people across Scotland through dual promotional activities with Family
Fund. In 2020/21 Family Fund Information & Support Days have been disrupted by Covid-19.
As an alternative, email communications providing signposting to sources of information,
support and advice were sent out to families and sector contacts in the Kirkcaldy and
Inverness areas where support days had been planned.
During the 2020/21Take a Break application period, as with previous years, Family Fund
undertook digital advertising targeted upon specific geographical areas. The focus of
promotional activity was adapted during the application window, based on applications
received, with a view to attracting a representative number of applications from each Local
Authority area. In total, our digital channels had a reach of 22,703, with 18,468 visitors to the
Take a Break website, from 1 May to 31 August 2020, and 4,235 followers across our
social channels.

Joint work with Shared Care Scotland
As partners in delivery of the Short Breaks Fund, Family Fund and Shared Care Scotland
work together to identify geographical areas that require targeted promotional activity to
continue to improve equity of opportunity for parent carers of disabled children and young
people across Scotland to benefit from the Take a Break and Better Breaks Short Breaks
Funds. In 2020/21, areas identified as initially requiring focus were Aberdeen City, Dundee
City, South Ayrshire, Dumfries and Galloway, North Ayrshire, Aberdeenshire and Angus.
Applications received were monitored and area-focused promotional activity tweaked to be
responsive to changing priorities.
The data exercise has been repeated to inform planning of promotional activity in relation
to the 2021/22 Take a Break funding round.

www.takeabreakscotland.org.uk
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Families helped by Local Authority
Local Authority

14

2019/20 families helped

2020/21 families helped

Aberdeen City

37

48

Aberdeenshire

63

84

Angus

41

53

Argyll & Bute

20

17

City of Edinburgh

157

173

Clackmannanshire

16

15

Dumfries & Galloway

53

69

Dundee City

33

47

East Ayrshire

45

71

East Dunbartonshire

33

49

East Lothian

35

42

East Renfrewshire

37

53

Comhairle nan Eilean Siar

3

1

Falkirk

76

74

Fife

118

154

Glasgow City

312

417

Highland

90

108

Inverclyde

26

42

Midlothian

61

76

Moray

28

41

North Ayrshire

45

69

North Lanarkshire

284

332

Orkney Islands

1

4

Perth & Kinross

47

59

Renfrewshire

49

51

Scottish Borders

35

51

Shetland Islands

3

5

South Ayrshire

41

49

South Lanarkshire

251

269

Stirling

13

24

West Dunbartonshire

38

39

West Lothian

64

74

www.takeabreakscotland.org.uk

Families helped by Local Authority 2020/21
See the table oppposite for
the number of families helped
in each local authority.
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In 2020/21 an initial discussion also took place between Family Fund, Shared Care Scotland,
Minority Ethnic Carers of People Project (MECOPP) and Coalition of Carers in Scotland in
relation to exploring the wider accessibility of the Short Breaks Funds. MECOPP and Coalition
of Carers in Scotland both agreed to help in promoting the available support to different
ethnic communities. Family Fund has since funded a research project to provide further
insight into the uptake of our support and to help inform planned work on Diversity, Equality
and Inclusion to be undertaken in 2021/22. We will be happy to share relevant learning and
will continue to work with the National Carers Organisations in relation to this aspect of our
shared support to Carers in Scotland – addressing identified barriers to awareness/access.

Added value
We always look for opportunities to expand the help provided to those supported by Take a
Break, and aim to provide wider support to carers raising disabled or seriously ill children and
young people across Scotland. Additional support provided via our wider charitable activity
in 2020/21 includes:
• Family Fund’s First Contact Team received approximately 6,765 contacts from
carers in Scotland.
• Family Fund’s First Contact Team have provided 308 carers in Scotland with additional
signposting information.
• Family Fund’s First Contact Team have provided 98 carers in Scotland with HMRC Tax
credit support (Child Tax Credit).
• 8,468 families have received grant items via the Family Fund Scotland programme.
• 42 disabled young people in Scotland, aged 18-24, received grant items via the
‘Your Opportunity’ programme.
• 8 siblings grants were awarded in Scotland (this is lower than usual due to staff
focus on administering increased grant volumes within the main government
funded programmes).
• 8 families in Scotland have been provided with Family Fund Mobility Support
(funded car leases, in conjunction with Motability).
• Family Fund’s Power Up project aims supports parents and carers to develop the
confidence and skills to use online tools to manage money. We have had 272 project
registrations from parent carers in Edinburgh and Glasgow and conducted 47 face
to face Zoom sessions.
• Family Fund’s online Power Up training offer was made available to parent carers
of disabled children across Scotland.
• Two digital skills groups were run in partnership with the Autism Resource Co-ordination
Hub in South Lanarkshire
• 57 Carers in Edinburgh & Glasgow received a Connecting Scotland device and/or data
and we’re currently offering training and support as SCVO Digital Champions through
our Digital Skills and Power Up training offers.
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Summary of 2020/21
2020/21 was a year like no other due to the Covid-19 pandemic and the subsequent
restrictions. For carers of disabled children and young people with complex additional needs
it was especially challenging, with opportunities to have a life alongside caring and to look
after their own health and wellbeing severely constrained.
Much of the feedback from Take a Break Scotland beneficiaries also indicates that amidst the
pandemic, relationships were suffering as opportunities to enjoy quality family time together
or indeed time apart away outside the home were severely restricted. Nevertheless, when
those limited opportunities to access a short break or breaks were available, many carers
would have struggled to do so due to lack of available funding. Family Fund undertook
two surveys to ascertain the impact of receiving a Take a Break grant on carers and families.
When asked in August 2020 when was the last time that they went on an overnight break or
holiday, 77% of carers reported that it was over a year, and 29% over two years. At that time,
89% reported that they could not have afforded their break without the financial assistance
provided by Take a Break Scotland.
As such, Family Fund was grateful to receive additional funding from Scottish Government to
support a further 650 carers with a short break grant. Carers have been vocal in extolling the
additional benefits of the grant during the pandemic.
“We just felt that it really brought a big difference this year. It created a time to recognise our
values as a family. Highlighting our strengths - when at this time the mood was at an all -time
low. That extra help financially to create some great memories, moments & resources that
changed the dynamics - was really more than appreciated. It really was the biggest ‘me/the
family,’ pick up of the year!”
“During lockdown our son’s mental health deteriorated the grant allowed us to do something
as a family that we could not afford to do due to furlough. I am a nurse and it is tough at the
moment so the week away recharged all batteries and allowed us to engage as a family”
“It meant a lot to do something as a family and make special memories to cherish especially
going into a long dark cold winter hiding away from Covid-19. Thank you so much”
In 2020/21 Scottish Government agreed to Take a Break Scotland funding an even wider
range of grant items then normal, including, for example, digital devices such as tablet and
laptop computers and online subscription services. This flexibility was agreed in recognition
of the need to ensure that carers could fund short breaks at home, at a time when taking
short breaks away from home was limited. This flexibility was utilised by carers and enabled
an even greater degree of responsiveness to their diverse circumstances.
“We feel very fortunate as a family to have received funding, take a break where also very
flexible due to the current Covid situation with how we could use our funding. Both boys have
so much fun together and also on their own when needed”
We were delighted to work with the National Carers Organisations to support the delivery
of the first online Carers Parliament in 2020. Family Fund hosted a workshop entitled
‘Transitions to adult life in the age of Covid-19; Tools, tips and support to help you and your
child navigate the journey’ – with Contact and Action for Real Change presenting.

www.takeabreakscotland.org.uk
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Take a Break next steps – supporting carers in
the context of Covid-19 recovery
The Covid-19 pandemic is a global health emergency which has had a profound impact on
the life of carers in Scotland. For unpaid carers of disabled children and young people with
complex needs the impacts of the pandemic and the associated restrictions are ongoing and
likely to be long lasting.
Family Fund’s research regarding the impact of the pandemic on families on a low income
raising disabled and seriously ill children and young people in Scotland found the following:
• 80% reported that the overall support available to them has decreased since the beginning
of the pandemic
• 78% reported their financial situation has worsened as a result of the pandemic
• 86% report their overall health and wellbeing has deteriorated as a result of the pandemic
• 38% believe it will take more than a year before their lives return to normal.

When asked in February 2021 what was the most significant lasting impact on changes in the
support they have received during the pandemic, one carer in Scotland responded:
“No respite (to get decent rest/sleep as my son needs 24/7 care and we’ve no family network,
just me and the two kids) and no regular NHS Healthcare appointments has put the ongoing
health of my disabled son and his sibling, as well as my own health, under immense threat
and pressure. We’re exhausted. Sometimes, it all just feels desperate.”
Taking the above into account, the support available via Take a Break to enable parent carers
of disabled children and young people with complex needs to access a short break will be all
the more vital in the coming year.
As well as the activity outlined within this report, Family Fund has undertaken a range of
activity throughout the year to ensure that carers are aware of their rights and the support
which is available to them, including via Take a Break. We have done so with the support
of partners including, but not limited to: National Carers Organisations, Local Carers
Organisations, Contact, Visibility Scotland, National Autistic Society Scotland, Glasgow City
Health & Social Care Partnership, Thriving Families, Differabled Scotland, National Deaf
Children’s Society and Forth Valley Disability Sport.
Family Fund will continue to work in collaboration with the National Carers Organisations
and Scottish Government to deliver better outcomes for carers across Scotland and to
help ensure that policy development is responsive to the current needs of parent carers of
disabled children and young people.
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Background
Milly is 10 years old and lives in the Highlands with her mum,
Sylvia, dad, brothers Tate and Drew, and sister Evie. Milly has West
syndrome, which her mum describes as “A severe type of epilepsy in
kids. She was fine until she was six months old.
“When she got a bit older, they said she was on the autism spectrum,
and as she’s grown up that’s become more noticeable. Covering her
ears when she hears loud noises, she’s very sensory, she doesn’t sleep,
and she screams if she hears loud noises. At seven years old she didn’t
speak, and she’s still in nappies.

“Our schedule is
built around Milly,
all life is around
Milly. Keeping her
safe and happy.”

“It’s like having a baby, but she’s fully grown.”

The impact of Milly’s condition
One of the biggest challenges Milly faces is meltdowns and outbursts, which can be dangerous.
“It’s not so bad now, but she used to have terrible meltdowns, her room is padded now because she
used to put her head through the wall, and throw herself at the wall, and make holes in them. Dad
lost his front teeth because she head-butted him. We’ve got things in place now so that she is safe,
and she’s better now, but she does have her moments.
“She’s on an iPod now because she smashes iPads off of her head, and we’ve gone through
about 40 of those.”
One of the biggest challenges for Milly and her family is Milly’s difficulty with sleeping.
“I’d say you get used to her sleep pattern, but you never do. She can be up until 4.00am and then
wake up at 6.00am. Sometimes you just don’t want to get up. The dread. Sometimes you’d wake
up and just feel dread.
“She’s so loud, the house is awake as well. The two little ones are across from her, and even though
there’s a big landing, they can still hear her. Even if she makes happy screams, it’s still loud noise.”
Though Milly doesn’t speak, her mum has learnt to understand her. “She’s always spoken,
she just doesn’t use words. She’s still a little person with her own choices.”

www.takeabreakscotland.org.uk
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How it affects the family
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Sylvia explains that “Our schedule is built around Milly,
all life is around Milly. Keeping her safe and happy.”
Milly’s younger siblings understand Milly’s needs, and know that
she might behave differently to them. They “Just know that Milly is
having a meltdown, and having grown up with her, they know it as
Milly. But when we’re out and people laugh and stare, they feel that.
“People used to video her, people have been chucked out of shops
because they’ve been laughing at her, and the younger siblings see it all.
Thankfully Milly doesn’t notice.”

“The sleep is amazing.
It’s just a lovely time.
You come home and
feel so much better. It
gives the kids time to
enjoy themselves too.”

Sylvia added “Having Milly completely changed me. I used to be really
polite, and I still am, but if I know she needs something then I’ll fight for it.”

How we helped
With their Take a Break grant, the family enjoyed going to theme parks and staying
at Premier Inn hotels, which are Milly’s favourite.
“We used it with a Premier Inn, and Milly loves the Premier Inn. Milly doesn’t sleep, but when
she’s at the Premier Inn, she sleeps. It’s just easier for everyone.
“I think because they’re all the same, and she gets a big breakfast. She’ll watch videos of the
Premier Inn on her iPad when we’re at home, and we’ll video her going so she can watch it.
“We also take her to the theme park because her sensory brain loves getting thrown about on rides,
and it really calms her down. We’ve done Alton Towers, Drayton Manor, and we managed to get
away in October to just outside Birmingham and go to a safari with a theme park in it.”

How it made a difference
“We have two rooms, so she shares a room with her dad, and I share a room with the other two
children. It gives me time to spend with the younger ones, while dad is looking after Milly next
door. The sleep is amazing. It’s just a lovely time. You come home and feel so much better. It gives
the kids time to enjoy themselves too.”
Going to theme parks helps to calm Milly down, and Sylvia
remembers when they went to Butlins, “Which has a mini theme
park inside, and if we get her on the trampoline then it fills her
sensory brain and makes her calmer.
“It’s got a huge impact because you know it’s coming, and you’ve
got it to look forward to. It’s like a saviour in the distance.”
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“Having Milly
completely changed me.
I used to be really polite,
and I still am, but if I know
she needs something then
I’ll fight for it.”
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Background
Catriona is 15 years old and lives in North Lanarkshire with her mum,
Pamela. She has a rare condition called Haberland Syndrome.
Pamela explains “Catriona has a rare brain defect which means that she is a
wheelchair user, she has vision problems, and she has severe epilepsy and various
other complex medical conditions.
“She only communicates with one word sentences, and has
high care needs. She needs 24 hour care.”

Daily life
Pamela is Catriona’s main carer, but they also have carers who
come in for some extra support.
“It’s just me and Catriona at home so it is quite labour intensive.
She’s 15 years old and requires hoisting, moving in and out of her
wheelchair. I physically couldn’t do that on my own, so we do
require a high level of outside support.
“She goes to an independent special needs school. I
think the provision for special needs children across
the UK is very varied. And school for Catriona isn’t just
about education, it’s also about therapy, so we don’t have
access to that at the moment which is a big loss.”

“She’s 15 years old and
requires hoisting, moving in
and out of her wheelchair. I
physically couldn’t do that on
my own, so we do require a
high level of outside support.”

Lockdown
The family had to shield when lockdown began, causing further challenges. “Because I’m
on my own with Catriona, it’s been fairly isolating for me. I’m missing that opportunity to go on
holiday with extended family.”
Fortunately, Catriona coped well with shielding. “She’s incredibly resilient, though she is missing
school. We’re just trying to make life as fun as possible here. Getting her to engage in the things
that she enjoys.”
When Pamela tested positive for coronavirus, Catriona’s carers stopped coming in to care for her.
“Obviously I went straight into self-isolation, and was too physically unwell to be able to look after
Catriona. So she was moved into emergency respite via social services, and she was in there for
about three weeks while we tried to find a new support service.
“We’ve had to find a new provider, but we now have a more robust service than we had previously.
“Despite the fact that I had asked since March what would happen if either of us had tested
positive, and been reassured that care for Catriona would continue, when it actually got to it they
just left us because they got scared. That was a pretty stressful few weeks.”

www.takeabreakscotland.org.uk
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How we helped
Pamela and Catriona have benefitted from the Take a Break grant in previous years,
but lockdown encouraged Pamela to be more creative when organising a break for her
and Catriona.
“We would usually use the Take a Break fund for a family break, but this year it wasn’t possible, so
we decided to create a break.
“Because my daughter was shielding, we were restricted to home and garden, so we used the grant
to turn the summer house into a sensory den for Catriona. It meant that she could go outside and
have her own space for chill out time.
“So the money went towards a bubble tube, some sensory lights for the walls, and a TV because
Catriona likes music. Because she’s got a visual impairment she couldn’t see her teachers through
the Zoom calls on the phone or iPad, and we managed to link it up to the TV so that it was easier
for her to see and interact with the teacher during the lessons.
“We’ve moved some of the items inside the house for the winter, and that gives her the chance to
relax even now. The sensory lights are up in her bedroom, and the TV is in the kitchen which is her
space for zoom calls, music therapy and a zoom dance class.”

How it made a difference
“It was a place for her to go, which was obviously helpful for her but it also created a break for me
because she could go out there with her carers and I could have some time in the house. We live
in a two bedroom apartment, so there isn’t much space for us to get away from each other! So it
allowed me also to have a break.”
“She gets a bit agitated in the living room, so being able to move the TV into the kitchen means she
can still be in a safe space with music or Mr Tumble playing.”
“That was important, because last year it was difficult to escape from the house. But at least the
den gave us a different environment.”

“That was important,
because last year it was
difficult to escape from
the house. But at least the
den gave us a different
environment.”
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Background
Innes is 11 years old and lives in Argyll and Bute with his mum Christina,
Dad, and younger sister Anna. He has a rare chromosome disorder
known as 48 XXYY.
Christina explains “As a result of the disorder, Innes’ is on the autism
spectrum, has Tourette’s, and attention deficit hyperactivity disorder
(ADHD). It affects everything we do. His level of anxiety is really high, he
needs to feel reassured all the time, and he needs to feel safe all the time.”

Daily life and challenges
The family need to plan what they do in advance in order to suit Innes’
needs. “Everything we do we have to monitor. If we go to a park and there’s too
many people there, we can’t stay. My partner, he works away, and I stay at home.
So everything’s adjusted around Innes.

“It’s hard for my
daughter because we have
to adapt everything for
Innes. She’d love to go to
discos, or Spain, but we
can’t do that with Innes.”

“We’re constantly in this fight or flight, wondering when a bomb’s going to go off.”
As a result, there are limits to what the family can do, from taking breaks to everyday life.
“Because my partner works away, Anna can’t do something like go swimming unless there is a second
adult. There’s no way you could cope with Innes and Anna in an environment like that. She says I do
love him but I hate his autism.
“It’s hard for my daughter because we have to adapt everything for Innes. She’d love to go to discos,
or Spain, but we can’t do that with Innes.
“Other people might say ‘I’ll just pop into Tesco’s on the way home with the kids’, whereas I couldn’t
really do that. People just run into Tesco’s with their kids to pick up a few things, I couldn’t do that.
Taking him into the shop is not good. I couldn’t even leave Innes in the car because he’d run away.
“Other people have a summer camp that gives them a break during the summer, where they can drop
kids off at 9.00 am and pick them up at 2.00 pm. That gives them a break. We can’t do that.”
Innes also has Koumpounophobia, a phobia of buttons, which is a rare condition that
impacts his everyday life even further.
“We can’t eat out in a restaurant because someone there would be wearing buttons. We would love to go
to Spain, but he can’t fly because the screws on the back of aeroplane chairs look like buttons to him.”
His condition also has an effect on his social skills. “He’s got no filter, so if he see’s someone that’s
a bit overweight, he’ll shout ‘You’re fat’. He doesn’t really like young kids, he says they’re smelly and
they scream. He doesn’t quite have the skills to just say that a baby’s really annoying him.”
“Nearly 12 years down the line, I’ve got a really thick skin. I just smile. I used to really worry about
judgement and what people think of me and now I just don’t care. I always think in my head,
Innes isn’t giving me a hard time, he’s having a hard time.”

Lockdown
Christina things that lockdown is helping families to understand what it’s like to live with a
disabled child.
“There’s a lot of families who are isolated because the world’s not equipped to fit them in it. I
think the world is getting a glimpse of what it’s like for us every day, not being able to go to the
swimming pool, and that kind of thing.
www.takeabreakscotland.org.uk

23

Take a Break Scotland Outcome Report 2020/21

Christ

ina & I

“When lockdown happened, and everyone started saying ‘Oh no, beavers is shut, rainbows is
shut’ all these clubs and we were just there thinking, we can’t do any of that anyway. All of these
activities that have closed, we couldn’t do anyway.”

nnes

Their support system has also been removed. “I’m on auto-immune suppressants for my
crohns, and my usual support system is my mum. But my mum lives on an island, and she’s
73 years old, so I told her to stay on that island! Which meant I didn’t have that support.”
During the first lockdown, neither of the children could go to school. But this time round,
more allowances have been made to support Innes in his transition into secondary school.
“Innes would refuse to go to school if Anna wasn’t, so they’re both going now. During the first
lockdown, the high school were opening up a hub but the head teacher called and said it would
likely be too busy for Innes.
“But this time round, the head teacher called and said ‘Innes is our most vulnerable child due to
his conditions, and we can get a place for Anna too’. It’s good, because it’s only a small school,
80 pupils, and at the moment it’s very quiet. There are only about 10 children in at the
moment. Innes’ idea of hell is sitting in a room with 20 other children.”

How we helped
The family used their Take a Break grant to get away to the beach and
have some time to recharge and see family for the first time that year.
“We got a bungalow on the beach and it was amazing. My dad stays
in Rothesay, he’s 73 years old and has got a one bedroom flat, but he
hasn’t been able to come up to visit us because he’s too old to sit on a
bus or a train for the with a mask on for four hours.
“We actually got to see him as well, and he got to spend time with us. He’s
on his own and hasn’t really seen anyone for a year, so I said that if we
went down and stayed nearby, it would give us some time to be together.”

“It was amazing.
We probably wouldn’t
have had the funds to go
away for the weeks break
without them. And if we
hadn’t had that break, we
would have been much
nearer to a breaking point.

The family were able to spend time together doing different activities,
getting away from the stress of everyday life. “We managed to go horse riding.
The girl at the stables was amazing, and asked if we wanted her to take Innes out with
Anna, and he found it amazing. He still talks about it. This girl took them through the forest
and was chatting to them, and Innes just clicks with some people, so he did and he really enjoyed that.
“I hadn’t realised how down I was, how claustrophobic I felt, because I’d been stuck. So when we
were in a different place, it felt like it was recharging all of us. I hadn’t realised how cooped up we’d
felt. Just being in a different environment and going for different walks felt great.”

How it’s made a difference
“It was amazing. We probably wouldn’t have had the funds to go away for the weeks break without
them. And if we hadn’t had that break, we would have been much nearer to a breaking point.
“Because both of us are there, if Innes gets frustrated or starts shouting, one of us could take Anna
away and do something that she enjoys.
“It really recharged us all, there’s not many charities out there for kids with disabilities, and I think
it’s quite overlooked. It’s just amazing that someone is recognising that we’ve got it tough and
that we need that break.
“Being able to have all of us there, a week away together, it’s lovely for my partner because
he has time to bond with the children.”
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Background
Lewis is 21 years old, and lives in Renfrewshire with his mum, Julie.
He has the conditions hemiplegia and intractable epilepsy.
His mum Julie explains, “He was born with quartile dysplasia where the
cells in the brain didn’t migrate properly, and obviously it took a lot of back
and forth to medical professionals. It led to intractable seizures, which can’t
be treated using medicine.”

“Because of Covid-19
we couldn’t go, and
everything was put on hold.
Everybody in every hospital
is dealing with coronavirus
now, so any future surgery
has been put on hold too.”

The impact of Lewis’ condition
Lewis has had to undergo brain surgery at Great Ormond Street Hospital in London to try
and help his condition, where he “Had the right peripheral lobe removed to try and reduce the
seizures. It did work for a while, but obviously as he hit puberty it came back with a vengeance.
“The surgery lead to left side cerebral palsy, and he also has autism and pervasive developmental
disorder (PDD). He didn’t get diagnosed with PDD until he was 14 years old. It has an impact on
everyday life, and obviously with the seizures he has medication.”
“When he did get surgery at Great Ormond Street Hospital it was a couple of invasive procedures
and they did say that there wouldn’t be any more surgery. But things have progressed in the last
10 years, and they’re doing some studies now to see if the residual tissue that has been left can be
removed with a craniotomy.”
Lewis was due to have a scan on his brain last year in London, but “Because of Covid-19 we
couldn’t go, and everything was put on hold. Everybody in every hospital is dealing with
coronavirus now, so any future surgery has been put on hold too.”

Challenges for the family
Julie has to be a single parent carer for Lewis, who needs 24/7 support. She also left her job
to make sure she could be there for him full time.
“I was a quality control engineer manager, but as the dad didn’t want anything to do with Lewis, I had
to give my profession up because the support and provision wasn’t there otherwise, and there was no
other option. I had to be the mum and the carer.”
Julie has had to balance caring for Lewis with her own health. “I’ve been diagnosed with fibromyalgia,
and they say that it can be a life event that has caused it. It’s as if your muscles are tense all the time.
You can hear that from any carer that you do tend to put your own health on the back burner.
“You just have to get on with it. With support and resources, everything has been a fight, a battle.
Education, health, I usually have to fight for every bit of resource. That’s why I’ve appreciated this
grant, because everything is quite straightforward and easy to do.”

www.takeabreakscotland.org.uk
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“My son’s understanding of it has made him very anxious as he’s not been wanting to go out. If we
don’t understand it greatly, then someone who has additional needs, who sees the world differently
anyway, must find it incredibly difficult. Mood swings, not wanting to come out of his room. We
have had to have some psychiatric and psychology nurses in. That’s been through the adult learning
disability team.
“From our own personal circumstances, it’s been bad enough before coronavirus, but this has definitely
exacerbated things. He does a special needs class at college, that’s all online, but it means I don’t even
get those three hours that I would if he went to college in person for it.”

How we helped
The family used their Take a Break grant to book a cottage in the Midlands. “We go down to the
Midlands, to the Malvern’s, where we have extended family. My son absolutely loves getting away and
seeing family, so that’s what we use the money for. We book a cottage, and we like to go there every year.
“It’s beneficial for all sorts of reasons. With me being a 24/7 parent/carer, it’s good to get away and just
have an hour or so to myself. We have lots of family down there, so we try to see them all when we can.”
Visiting family helps Julie to have some respite, when they can help look after Lewis to give
her some time for a break. “If I’ve got my parents there, or my aunt, they might book a day where
we just go shopping, or have some lunch. Of course it was all easier pre-covid. The year before we
booked to get our nails done. It just gives me some time to get away from the usual duties, and gives
me a few hours to myself. It allows me to have some me time and not feel guilty.”
Julie and Lewis also have the opportunity to visit different sites and spend time relaxing in nature.
“My son loves getting away, and it’s a change of scenery away from the norm. Obviously we do go and
visit family, he likes the Malvern Hills, certainly we’re limited but we drive up to the car park and walk
from there. He likes to eat out and there are certain places he likes to go. We’re creatures of habit, he
likes to do the same thing each year.
“There’s the winter gardens, where there’s a big area with a pond, you can go and get coffee. It’s
nothing exuberant, but it’s very peaceful for us. We’ve always been quite lucky with the cottages we
can book, it becomes a home away from home. The grant we get from Take a Break really does help.”

How it made a difference
“It’s good to have a few hours to yourself and know that everything’s fine and
everything’s safe. If anything was to happen, we’re not that far away that I
couldn’t be back in time if anything was to happen.
“As a parent-carer you do have that guilt of having time to yourself, but you
need to have that time or you would just totally go under.”
Julie added that the Take a Break grant was “An absolute godsend,
because nothing is easy. Family Fund have been really good with us over the
years, and the grants are totally imperative to families like mine.”
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“As a parent-carer
you do have that guilt of
having time to yourself,
but you need to have
that time or you would
just totally go under.”

Appendix: Breakdown of child/ young person’s condition
– two year comparison.
Name of Condition

2019/20

2020/21

Asthma

10

83

Autistic spectrum conditions

938

1,604

Behaviour disorders

56

134

Blind or impaired vision

36

68

Blood or circulatory disorders

7

5

Bone condition

24

3

Bowel/Urogential disorders

17

29

Cancers & tumours

15

10

Cerebral palsy

77

142

Chromosome-genetic

36

48

Communication/Hearing

69

59

Cystic fibrosis

5

3

Diabetes

5

2

Down’s syndrome

60

118

Dyspraxia

4

52

Epilepsy or convulsions

22

203

Failure to thrive

1

1

Foetal/environmental defects

11

7

Heart disease

31

46

Hydrocephalus

18

38

Learning disabilities

336

257

Leukaemia

11

9

Meningitis

1

2

Microcephalus

1

2

Muscle disorders

5

7

Muscular dystrophy

7

4

Named syndrome

64

172

Premature baby

8

14

Skin conditions

4

4

Spina bifida

10

13

Spinal muscular atrophy

3

6

Undiagnosed condition

48

109

Lung or respiratory condition

21

29
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