
Time to invest in care

The immense personal, 
social and economic 
value of social care



Introduction

The care and support 
system in England 
is in crisis
Services that are designed to help 
older and disabled people and their 
carers to live well and independently 
are letting them down. Too often we 
hear from people who are unable 
to access the services they need, or 
forced to put up with reduced or poor 
quality services that fail to treat older 
and disabled people with the dignity 
they deserve.

The Care and Support Alliance is a 
coalition of over 70 charities with a 
single, unifying aim: to end the care 
crisis. This booklet contains case 
studies from members of the Care and 
Support Alliance. Each is different, 
but they all show the immense value 
of social care for older and disabled 
people. This is why we must ensure 
that sufficient funding is available 
to provide this crucial, highly cost 
effective service – one that allows 
millions of our fellow citizens to live 
fuller lives, to their benefit and to ours 
too.
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Laura
Laura is 25 and has a learning 
disability and autism.

She has been assessed as having 
‘substantial’ needs. Laura turned her 
life around after leaving college. With 
her mum’s help, she manages her own 
personal budget and makes it work to 
give her a very full, varied, useful and 
interesting life. 

She is a committee member of 
Worcestershire’s self-advocacy group, 
Speakeasy NOW and has a paid job 
there, for four hours a month, as a 
researcher for their Health Checkers 
Project. This would not be possible 
without her personal budget – she 
uses some of the money to pay for 
transport to get there, and she uses 
the rest of her money to take part 
in activities that build her skills and 
confidence.

Laura uses her budget to attend a 
Care Farm three days a week, where 
she helps with things like looking after 
the animals and tending the kitchen 
garden. She studies art for ASDAN 
qualifications and has passed London 
School of Music exams under the 
tuition of the Worcester Snoezelen. 
Laura also works as an ambassador to 
introduce Snoezelen’s multi-sensory 
centre to people with more complex 
learning disabilities. 

Laura even manages to get involved 
with other activities such as 
volunteering as a steward at the Swan 
Theatre and, once a week, working in a 
British Heart Foundation charity shop. 
Laura is very keen on making sure that 
people with a learning disability are 
valued equally, participate fully in their 
communities and are treated with 
dignity and respect. 

With the right care and support 
Laura is making an outstanding 
contribution to her local community, 
to her personal benefit and to the 
benefit of many others around her 
too. The support of a loving family 
has been crucial to Laura but none of 
her achievements would have been 
possible without good social care. 

Case sTudy
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Catherine
Catherine is 50 and was born 
profoundly deaf.

She is now blind as well and relies on 
communication support.

Catherine says, “Everything I do is 
with communication support, and life 
without it isn’t worth living.

“British Sign Language is my first 
language, but because I can’t see 
the signs anymore I need to feel the 
interpreter’s hands to understand. 
Without an interpreter it is completely 
impossible for me to communicate 
with anyone at all. My eldest daughter 
often acts as an interpreter for me, but 
she is only 12 and I want her to be able 
to do things other girls her age do.

“Without support I just sit at home, 
alone and bored all day. But when I 
do get support it makes me feel alive, 
like a human being - if I didn’t I would 
simply go insane, and then cost the 
Government more money.

“Because I look ‘normal’ and do my 
best to cope, social services cut my 
hours in half. They think that if you can 
survive, that’s enough.

“Social services seem to want people 
to be trapped in their homes and 
be ‘safe’. But I’m not even safe 
there because I fall over things and 
sometimes burn myself. I wouldn’t 
even know if someone was at the door.

“Since my hours were cut I feel like 
I can’t be a proper mum anymore. I 
don’t know if my girls are happy or 
sad unless the communicator-guide is 
there to tell me. I feel social services 
took my family life away when they 
cut my support. I am terrified for the 
future and I am so worried about all 
the cuts. I am so frightened. I love my 
house, but I view it as a prison when I 
don’t have support.”

Catherine’s situation shows how lack 
of access to appropriate care and 
support can severely compromise 
people’s ability to do everyday things, 
like parent their children, that most 
of us take for granted.  This is such a 
false economy; if Catherine’s children 
are unable to continue to live with 
her not only will this be a tragedy for 
her and her family, the cost to the 
State will be huge.

Sense

Case sTudy
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su
Eventually Su contacted the local 
council and they stepped in to pay for 
a care package.

“Originally mum received care that 
was paid for by the local council. 
Carers got her up and dressed, helped 
her eat, got her ready for bed and 
also tried to help her walk in order 
to rehabilitate her. In addition, we 
received additional sums as direct 

payments which we used to take mum 
out on trips. I think it added up to 
about £1,700 per year. The council also 
provided eight hours of respite where 
somebody came and sat with mum so I 
could go out and have a break.”

Last year Su and her parents moved to 
other accommodation nearby which 
came under a different local authority. 

“We moved three miles down the road 
and were told we had to be reassessed. 
They concluded the care we received 
would be cut. I was so shocked, I just 
assumed the amount of care you 
received was based on a national 
system. In our new location we have 
carers for half the amount of time. I 
don’t have time to help mum with her 
physiotherapy alongside everything 
else, so she’s become immobile. 
The new council also cut our direct 
payments so we can’t afford to go out. 
We’re even more isolated now.”

su and her parents have been hit by 
a social care system that is not fit for 
purpose. They received no support 
when they initially needed care, 
meaning Su couldn’t carry on working. 
Then, when they needed to move they 
experienced the postcode lottery of 
care, a matter that has been picked 
up in the Care Bill 2013. Eligibility 
should be national and assessments 
made portable. This requires sufficient 
funding so that the eligibility threshold 
can be set at a fair and reasonable 
level.

Age UK
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In 2004, Su moved across the country 
to live with her mum and dad who 
were not coping. 

Su balanced her job and caring 
responsibilities for two years until her 
mum had a stroke and Su needed to 
care full time. 

Su says, “Mum suffers from Vascular 
Dementia, she can get paranoid and 

has hallucinations. She’s awake most 
nights and can’t walk. I have to do 
everything for her, from putting her on 
the toilet to feeding and clothing her. 
Dad has arthritis and problems with 
his legs so he can’t look after her.”

When Su’s mum was first taken ill, Su 
didn’t know they were entitled to any 
help. So she used their savings to pay 
for care until they ran out of money.
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Jane
Jane has a moderate learning 
disability.

For 26 years she received a few 
hours of care each week to help her 
maintain her household, stay on top 
of her health and independence. This 
support was invaluable to Jane.

However, all of this support was 
suddenly cut by her local authority. 
This left Jane extremely distressed 
and, very soon after, she became 
overwhelmed by housing problems 
that she lacked the skills or confidence 
to resolve herself. At the same time, 
Jane’s confidence went steeply 
downhill; she was often in tears and 
too depressed to leave the house, and 
she stopped taking medication for a 
chronic health condition. In short, both 
her mental and physical health were 
threatened.

In some ways, Jane was fortunate. 
A member of staff from United 
Response visited her, saw how rapidly 
her wellbeing had gone downhill 
and alerted relevant agencies. It was 
agreed that Jane would appeal the 
decision and in the meantime use 
her modest savings to buy in some 
critical support. She eventually won 
her appeal and now receives two 
hours of support a week. This may 
have prevented worse consequences, 
although Jane still sometimes struggles 
to cope. 

Had united Response not stepped in 
to help Jane might well have ended 
up in hospital, costing much more 
to the state than if her social care 
support had been maintained. Most 
people with moderate disabilities do 
not have the savings that Jane had 
to tide her over at her lowest ebb, 
and cannot count on having people 
visit them at home to see what is 
happening and do something about it. 

United Response
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Grace
Grace is 74 and has dementia. She 
had been living at home for many 
years, but increasingly she had been 
finding it difficult to cope.

She was having trouble managing her 
personal care and her diet was very 
poor. She was very isolated with no 
family to provide support and regular 
contact, and had become anxious 
about leaving the house.

She was referred to Moxley Court extra 
care scheme by a joint housing and 
social care allocation panel. Although 
Grace has a dementia diagnosis, she is 
able to retain her independence in her 
own self-contained flat, rented on an 
assured tenancy, with both care and 
support staff available around the clock.

Grace says, “I am much happier at 
Moxley Court. I’ve made lots of friends 
here. I’m enjoying life and I love 
having my independence with my own 
apartment. That’s what’s important to 
me.”

Although Grace needs a high level 
of care at Moxley Court, Accord 
staff work with her to maximise 
her independence, providing 
flexible assistance with all aspects 
of daily living, such as support with 
shopping and meal preparation. The 
accommodation is accessibly designed 
and residents have the option of an 
emergency alarm system. This is the 
benefit of providing dementia care in 
an extra care housing context. 

If Grace had been left in her flat alone, 
it is likely she would have deteriorated 
further and been less able to live a 
normal life in the community. Ensuring 
Grace is in the most appropriate 
housing, with the care and support 
she needs, has prevented hospital 
admissions which may have occurred 
if she was left in her own flat. It is 
estimated that living at Moxley Court 
extra care scheme currently presents a 
potential saving to social care budgets 
of £17,222 per year.

Grace’s story demonstrates how ‘extra 
care housing’ – accessibly designed 
accommodation with flexible care 
and support - enables older people 
to stay as fit and well as is possible, 
sustaining their independence for 
longer. This is of immense value to 
them and also reduces costs to the 
NHS and other public services. 

National Housing Federation
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Miss Taha
Miss Taha is a disabled woman who 
is over 40 years old and has used a 
wheelchair from childhood. 

She lives in London with her mother in 
a 2 bedroom flat. She used to receive 
four hours per week care from a care 
agency. This was not enough to meet 
all her needs. 

She says, “My mother was supporting 
me with personal care, cooking, 
shopping, and socialising.  But my 
mother got heart problems and she 
could only help with small things but 
not with big things.”

Miss Taha was struggling to maintain 
her independence. This was affecting 
her tremendously, causing despair, 
anxiety and high blood pressure. 
When she heard about personal 
budgets she called Disability Rights 
UK’s independent living helpline for 
advice and assistance on how to get it 
and how to request an increase of her 
care package.

Miss Taha then asked her social worker 
to be re-assessed; she also asked to 
get direct payments rather than care 
through an agency. 

Her care needs assessment concluded 
that Miss Taha was entitled to an 
increase in hours to meet her needs. 
She is now receiving 20 hours of 
support via direct payments which 
she uses to employ two personal 
assistants. She has also been allocated 

direct payments funding for regular 
reflexology. The occupational therapist 
has provided equipment to enable her 
to achieve her independence. 

Miss Taha says, “I am now far more 
independent. Before I could not plan 
anything as I was dependent on the 
care agency. I used to go to a day 
centre but that closed down and I was 
stuck at home. Now, with more help 
and direct payments I can go out. My 
friends and I use our direct payments 
to meet and do things together every 
Monday and Thursday. My mother is 
also far more relaxed now she only has 
to help me with small things. More 
hours and direct payments have made 
a massive difference to me.”

Miss Taha’s case shows how much 
difference good social care, delivered 
in ways that keep them in control, 
makes to people, enabling them 
to improve their physical and 
mental health and sustain their 
independence. 

Disability Rights UK

Case sTudy
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Rachael
Rachael is a parent carer to daughter, 
saskia who has Polymicrogyria which 
causes underdevelopment of the 
brain, and Worster Draught Syndrome 
which affects her speech and eating.

Saskia also has mild Cerebral Palsy, 
severe epilepsy, Attention Deficit 
Hyperactivity Disorder (ADHD) autism 
and learning difficulties.

Rachael has brought up Saskia and her 
other children on her own for the last 
13 years. Saskia goes to a special school 
and is learning Makaton sign language.  
Rachael does a lot of voluntary work 
and used to run the ADHDF support 
group for Cumbria and is Chair of 
Governors at the local school. She is 
currently working on getting her degree 
in health and social care.

Saskia needs 2:1 care. Rachael gets 
seven hours a week overnight care 
for Saskia through direct payments. 
During the school holidays this is 
increased to 15 hours a week. Saskia 
attends a youth group once a week 
which has enhanced her social abilities 
immensely.  Rachael has never been 
offered a carer’s assessment and 
would benefit from having some time 
for herself. 

Saskia’s main overnight hours were 
given by the NHS at a local respite 
centre. Those hours have been cut 
to one night a month and one tea-time 
once a month. Rachael fought hard 
against this cut and managed to

negotiate with her local council who 
agreed to fund the shortfall in hours. 

Rachael’s biggest fear is that as they 
start planning Saskia’s future, and the 
transition to adult care services, the 
family will face more cuts to their care 
services.  Rachael worries she will 
have to give up her degree and the 
opportunity to return to work, meaning 
the family will face a future in even 
more debt and the stigma of living on 
benefits.  For Saskia, isolation from her 
peers and community will increase. 
Rachael would like to feel confident 
that adult care services can fund the 
services the family needs to participate 
in work and their local community.  

Rachael says, “Getting the balance 
between being a carer for a teenager 
with complex needs, working, being 
a mum and having a relationship is 
almost impossible.”

Rachael’s case shows how good and 
sufficient social care benefits not only 
the recipient but entire families too, 
allowing carers like her to continue 
to work and develop their careers 
through study and volunteering.

Contact a Family
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Home Group

John’s story began in 2006 when his 
wife lost her fight with cancer.

His subsequent breakdown revealed a 
long history of child abuse and mental 
ill-health. 

John says, “After a referral from my 
psychiatrist, Home Group found me 
at my lowest point and began helping 
me with daily living problems, like 
benefits and basic household finance, 
things that the outside world just 
imposed upon me. When the initial 
work in getting me back on my feet 
was completed my project worker 
continued to support me in realising 
that I was reclusive, not leaving the 
house for months - I would have my 
shopping delivered, rather than go 
outside.” 

With the help and support of his 
project worker John gradually 
became aware that there was a wider 
community out there beyond his 
front door. Gradually he realised that 
he wanted to become part of that 
community again. Above all he knew 
that he wasn’t alone in his fight with 
mental ill-health. 

After two years of working together 
John felt able to move on to one 
of Home Group’s employment and 
training services. It was while in this 
service that he said he wanted to give 
something back to others like him by 
becoming a volunteer at a local mental 
health drop-in service.  

Having gained experience as a peer 
support worker John was finally 
offered a full time paid role with Home 
Group in 2012. 

John’s story shows that anyone can 
be affected by mental illness and see 
their life dramatically change. But it 
also shows that with the right support 
people can rebuild their lives and go 
from sitting at home on benefits, afraid 
to leave their front door, to being able 
to make a positive contribution to 
society. 

14
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alex
Alex lost his wife Dorothy to cancer 
two years after diagnosis.

Her primary cancer was unknown, 
but at diagnosis she had secondary 
bone cancer. Dorothy died in hospital, 
despite wishing to be at home. 

Alex says, “Dorothy was in hospital for 
six weeks at the end of life and was 
admitted eight or nine times in her last 
year.  During all this time no one told 
her she was at the end of life or asked 
her about what she wanted. No one 
offered us social care support.”

Alex felt that the health and social 
care system was not set up to support 
Dorothy at the end of her life. He 
believes that having the appropriate 
social care could have made an 
enormous difference. He also felt 
that it could have freed him to spend 
the final weeks with Dorothy more 
meaningfully.

Alex only got information from the 
consultant about end of life care by 
proactively approaching him.  His GP 
said that home support would not be 
available and he could not get a stair 
lift or hospital bed in the home, and 
ended up approaching a charity for 
this vital equipment off his own back. 

“Caring for someone can be so tiring 
and stressful, you never get to clock 
off. We also couldn’t get the home 
adjustments needed to care for 
Dorothy at home. My biggest regret 
was not getting Dorothy home to die. 
I’m going to have to live with that until 
I die.”

People like Dorothy often wish to 
die at home rather than in hospital 
but end of life care is not currently 
sufficient to enable this to happen 
in many cases. This is not only 
profoundly sad for individuals and 
their families, it also puts additional 
pressure on the NHS.

Macmillan Cancer Support
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davina
davina has complex epilepsy and 
is on the autism spectrum; she has 
difficulty processing everyday sensory 
information such as sounds, sights 
and smells.  

For many years Davina lived at 
home with a loving family who were 
tired and barely coping.  The day 
service that Davina attended was not 
equipped to provide the specialist 
care and support that Davina needed.   
As a result Davina was disengaged 
from others in the group.  Staff at 
the day service were unable to take 
Davina out into the community due 
to her difficulties in processing the 
environment that led to challenging 
behaviour.

Last year, after many years of fighting, 
Davina’s parents were finally able 
to secure a comprehensive care and 
support package to meet Davina’s 
needs.  This is funded by the local 
authority and provided by Epilepsy 
Society. A specialist support team work 
alongside psychiatrists, neurologists, 
and therapists to provide round-the-
clock specialist care to Davina.  As 
well as achieving better control of 
her seizures Davina is supported 
to communicate and cope with her 
sensory processing difficulties.  Now 
Davina attends college and goes on 
regular trips out.

Receiving the right care and support 
package not only means that Davina 
is able to live a full life, her parents 
are also able to feel confident their 
daughter is safe and happy.  Time 
together as a family is now quality 
time.  

davina’s case shows how access to 
good quality care and support opens 
doors to a positive future for many 
younger disabled people. Davina can 
now go to college and contribute 
to society, whilst at the same time 
relieving some of the incredible stress 
on her family.

Epilepsy Society
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Geoff
Canon Geoff Almond, 66, cares for 
his wife Jean who has secondary 
progressive multiple sclerosis.

A former primary school headteacher, 
Geoff met his wife when they were 
both teaching. They have been 
married 36 years and 16 years ago 
Jean was diagnosed with MS aged 47. 

Geoff says, “I care for my wife out of 

love and compassion. Caring is without 
doubt a reward itself. When your 
family, your loved ones are affected by 
serious illness and disability you want 
to do everything you can to be there 
for them. But that does not mean you 
should have to lose a sense of self 
and of wanting to be able to continue 
with your own life. Jean’s needs have 
increased as her MS has progressed 

Carers UK

and when we are on our own I am 
there for her.”
Receiving the right support has allowed 
both Geoff and Jean to balance their 
everyday lives as Jean’s condition has 
advanced. The assistance of paid care 
support workers enabled Geoff to 
continue in work as a headteacher for 
several years. 
“We have been very lucky to have 
wonderful paid support workers to 

assist me with this care but we are also 
very keenly aware that this is under 
threat. The amount of Independent 
Living Fund we receive has already 
been reduced. Clearly this is a 
worrying trend for the future.”
Now, in retirement, this support has 
allowed him to move into public 
office as Mayor of St Helens and is, 
Geoff says, critical in allowing him to 
keep healthy and well for both his 
and Jean’s sake, today and into the 
future. Jean now needs higher levels 
of assistance but being able to depend 
on her paid support as well as her 
husband’s care means Jean is also able 
to preserve her own independence. 
Jean says, “My life could not continue 
in the way it has done without my 
husband’s support. Although we also 
use paid care support workers there 
are many gaps that my husband fills. 
My husband provides stability, comfort 
and love. He is my soulmate and I take 
great strength from that. Having the 
right support means that Geoff can 
do that and it means that both he and 
I are able to have independence and 
live normal lives.”
There are millions of people like Geoff 
who willingly care for loved ones but 
they can’t do it all on their own. Access 
to good social care allows them to give 
their best of themselves without all 
the responsibility and sheer hard work 
overwhelming them. It also allows 
them to live a healthy life and continue 
to do everyday things – or even quite 
special things as in Geoff’s case in his 
role as Mayor of St Helens! 

Case sTudy



22

david
David has a diagnosis of autism and 
schizophrenia.

He is 23 years old and currently lives 
with his parents. He was assessed 
by his local authority as having 
‘moderate’ level needs. 

David needed support to engage in 
activities and look for suitable jobs. 
He needed guidance to gain a better 
understanding of social rules and to 
develop his awareness of dangers 
in the community. David also had 
difficulties understanding boundaries 
in regard to friendships. 

David had funding agreed for flexible 
support from the National Autistic 
Society where he was supported 
to develop his social skills and 
understanding. David learns skills 
around socialising, social boundaries, 
employment and money management 
in a classroom environment and then 
puts these into practice. 

The staff team who have supported 
David within the National Autistic 
Society have also carried out joint 
working with other agencies and 
David’s family to ensure his needs are 
met and all support works towards the 
agreed outcomes for David. Using all 
the skills gained and with consistent 
support from those around him, David 
has recently got a volunteering job and 
is now working towards moving into 
supported living. 

The right social care support can 
put young people like david on the 
path to a successful and fulfilling 
adult life, enabling them to engage 
in volunteering or training to build 
their self-confidence.  David has only 
‘moderate’ needs but without the 
extra help he receives it is clear that 
his future would be far less positive. 
It is crucial that the Government sets 
the eligibility threshold for access to 
social care at ‘moderate’ and provides 
the funding necessary to make this 
happen.

National Autistic Society
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night, my role as a full time carer is 
to make sure Mick is safe and looked 
after.  It can be lonely too as people 
not in contact with dementia have 
little understanding of what and how 
the condition affects life – not just for 
the person who has been diagnosed 
but the whole family.”

Mick and Jenny needed support but 
didn’t know where to go as their local 

social care services were closing due to 
a lack of funding. In March 2011, they 
found Sue Ryder’s Dementia Synergy 
Café. 

Mick says, “The café is a safe place 
where I can relax and am understood.”

Jenny says, “Without the Synergy Café 
there would be nowhere else to go 
to get support.  The Café is a great 
place to meet people and talk honestly 
about what living with dementia 
is really like.  We share day to day 
problems as well as practical solutions 
to overcome them.  We all learn from 
each others’ experiences.  We’ve met 
lots of lovely people who we have 
become good friends with.  The staff 
are very helpful finding out things 
for us if we’re not sure. The future is 
uncertain.  We live day by day as we 
don’t know how Mick’s dementia will 
progress.”          

The voluntary sector has a big role 
to play in supporting people like 
Mick and Jenny. The help provided 
through these services can make 
a big difference and prevent small 
problems becoming crises that 
precipitate emergency admission 
to hospital or use of other acute 
services. But the voluntary sector 
cannot deliver these services for 
free. For such services to continue 
adequate funding is needed.

Sue RyderMick and Jenny
Mick is 65 and was diagnosed with 
dementia two years ago.

He was forced to retire early as his 
condition worsened. Mick is cared 
for at home full time by his wife of 32 
years, Jenny.

Mick says, “When I was diagnosed 
with dementia I was given a load of 
leaflets and left wondering, what 

am I going to do now?  It’s a difficult 
diagnosis to have because I don’t 
look any different so people don’t 
understand when I’m slower to say 
something or can’t do something.  
There didn’t seem to be anywhere to 
go where I could be me so I stayed at 
home a lot.  It was easier.”

Jenny says, “From the moment I wake 
up till the moment I go to sleep at

Case sTudy



Contact details:
T: 0207 923 5723 
E: csa@nas.org.uk
http://careandsupportalliance.wordpress.com

The Care and Support Alliance is a consortium of over 70 organisations that represent and support older and 
disabled people, including disabled children, those with long-term conditions and their families. Members of 
the Alliance are ACEVO, Action Duchenne, Action for Advocacy, Action on Hearing Loss, Advice UK, Afiya Trust, 
Age UK, Alzheimer’s Society, Ambitious about Autism, Anchor, Arthritis Care, British Heart Foundation, British 
Lung Foundation, British Red Cross, Carers Trust, Carers UK, Centre for Policy on Ageing, CLIC Sargent, Contact 
a Family, Disability Living Foundation, Disabilities Trust, Disability Rights UK, Down’s Syndrome Association, 
ECCA, EDCM, Epilepsy Society, Grandparents Plus, Guide Dogs, Help the Hospices, Home Group, Housing 21, 
Huntington’s Disease Association, Joseph Rowntree Foundation, Independent Age, International Longevity 
Centre, Leonard Cheshire Disability, Macmillan Cancer Support, Marie Curie Cancer Care, Mencap, Mind, MND 
Association, MS Society, Muscular Dystrophy Campaign, NAT, National Autistic Society, National Care Forum, 
National Council for Palliative Care, National Family Carers Network, National Housing Federation, National 
Rheumatoid Arthritis Society, National Voices, Neurological Alliance, Papworth Trust, Parkinson’s UK, Real 
Life Options, Relatives and Residents Association, Resolution Foundation, Rethink Mental Illness, RNIB, Royal 
Voluntary Service, Scope, Sense, Shaping Our Lives, Shared Lives Plus, Stroke Association, Sue Ryder, Terrence 
Higgins Trust, Turning Point, United Kingdom Homecare Association, United Response, Vitalise, VoiceAbility.


