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1.      About the Care and Support Alliance  

1.1 The Care and Support Alliance was set up in July 2009, it is a consortium of 
over 40 organisations that represent and support older and disabled people, 
including disabled children, those with long-term conditions and their families. 
The Alliance has been at the forefront of raising political awareness of the 
chronic underfunding of social care and continues to work to achieve 
sustainable reform of the care and support system and how it is funded. 

1.2 The Care and Support Alliance has welcomed the establishment of the 
Commission on the Future Funding of Care and welcomes the opportunity to 
submit evidence to the Commission.  

1.3 Organisations supporting the submission have in addition submitted individual 
responses. 

2. Our Principles 

2.2 The Care and Support Alliance is committed to promoting the principles of 
freedom, fairness and responsibility, through reform of care and support. 

2.3 We are committed to creating a social care system that:  

Sees people of all ages as equal citizens, unique individuals, valued and 
diverse members of society. This means giving people equal respect and 
supporting equal life chances, regardless of age, medical condition, disability 
and caring activity.  

 
Sees social care and support as defined by people’s lives, not the other way 
round.   This means the provision of social care and support should not be 
driven by the capacity of services but instead led by the demands of people.  

 
Promotes human rights, empowerment and participation in family and 
community life.  This means recognising the value of empowering people to 
establish and/or maintain dignity and independence. 

 
Aims at fair outcomes for all alongside efficiency and effectiveness in 
services. This means fairness between different people who use services, 
fairness between those who are or who are not eligible for services, and 
fairness between those who need support and the rest of society as a whole. 

 



Recognises, respects and values the circumstances and values the role and 
contribution of family and friends who provide care. 

 
Is funded in a way that is simple and fair, across generations and for 
generations to come. This means building consensus around what is fair and 
equitable and being open, clear and transparent about how, when and what 
will be funded. 

 
Has the delivery of high quality care and support at its heart and puts people 
in control of their lives.  

 
Is sustainable socially and financially. This means there are reasonable and 
negotiated resources and expectations (now and in the future) from and on all 
sections of society and the system is not based on exploiting workers, carers 
or people who use services. 

 
Promotes integrated and collaborative working across all agencies to ensure 
people enjoy choice and control over a good quality of life through getting the 
support they need in the way they want it.   This includes addressing the 
artificial barriers between health and social care and between children’s and 
adults services. 

 
Challenges and changes attitudes to difference, illness, injury, disability and 
ageing inside and outside social care.  

 

3. Summary 

3.1 The Care and Support Alliance conducted a review of how services had 
changed from November 2009 to February 2011 and the impact this had. The 
review engaged over a thousand respondents who were in touch with 40 care 
and support organisations, with 86% of respondents from England.  

3.2 The Alliance agrees with the Commission that ‘establishing the absolute level 
of unmet need is notoriously difficult’ and agrees that ‘trends in expenditure 
and demand can give us an indication of whether unmet need is increasing or 
reducing.’ 

3.3 The Alliance believes that unmet need is increasing; too often people are 
falling between the gaps in systems, e.g. gaps arising from people being 
expected to make choices for which they are not supported but which impact 
on quality and continuity of their care and independence. Unmet need has 
become a term to define what could be possible within existing resources, 
rather than measuring the shortfall, rather than fully assessing, individuals and 
families who are: 

• in receipt of some care and support services, but not enough; 
• in touch with the care and support system but for whom there are 

no appropriate services; 
• assessed by local authorities but who do not meet the local 

eligibility criteria (i.e. due to rationing) 



• unaware of their care and support needs so do not access support; 
• completely outside the state-funded care and support system but 

who need support. 
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3.4 Future reform needs to meet this historical shortfall as well as being socially and 
financially sustainable in the long term as set out in our principles.  

3.5 In addition to the needs of individuals who require care and support, we believe 
that continuing unmet need will also have a negative impact on families’ ability to 
provide care, stay in employment, healthy, education, maintain independence, 
and have a life outside of caring. 

 

 

 

 

 

 

Our Evidence – Unmet Need 

4. Care and Support Alliance Care Review 2010 

4.1 In terms of responses, 60.7% of people requiring care and support were aged 
between 18-65 years.  31% were aged over 65 and 19.4% were under the 
age of 18.   

• 68% of all respondents felt that they needed more support. 
 
• 22.6% stated that services had been cut back, even though their needs/the 

needs of the person they look after have stayed the same/increased.  
 
• 22 % stated that they or the person they care for needed support but are 

not receiving any services. 

Quotes from carers 

 “There is no package in place to care for me if my husband (carer) is suddenly taken 
ill, although we have tried to get this. Normally we manage without assistance.” 

 “Have had 3 assessments because I have 3 children with autism and other 
conditions. I am told I do not meet criteria for respite care despite nearly having a 
breakdown in November myself”. 

Quotes from respondents: Falling outside the system 

“Dementia means - NO support whatsoever - no respite, no day care –NOTHING. 
My father was told by Social Services that he doesn't exist [he was present with mum 
at all times], he needs help for disabilities, he needs somewhere to go out to 
socialise. We are all prisoners in our own home. I do not have help from anyone - 
most friends have gone, relatives and neighbours pretend we do not exist”. 

“The people that I see are not trained in autism or fibromyalgia. Autistic adults are 
referred to mental health teams, who have no idea about autism. But sadly, those 
with autism are not accepted by their learning disability teams/social services teams” 



 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 
4.2 Where people had seen an increase in care, this was either from a very low 

basic level of service or where no previous care and support services had 
been in place.  

 
4.3      83.5% were responding about care and support in the home, 11.1% 

residential care services and 17.5% supported living.  
 
4.4 Of the 11.1% responding to residential care services, when asked has 

anything changed about that care for you or the person you look after? 
 

• 51.5 % they had been charged ‘top-up’ charges or payments on top of 
regular charges 

 
• 15.2% they had been moved to a worse room 
 
• 27.3% they had been moved to a better room 
 
• 9.1% they had been asked to share a room 
 

4.5 Of the 68% of respondents who stated that they needed more support, when 
asked how much extra support they needed each week:  

 
• 16.7% of respondents felt they needed 1-2 more hours support 

 
• 28% of respondents felt they needed 3-6 more hours support  

 
• 21.7% of respondents felt they needed 7-10 more hours  

 

Quotes from respondents: cuts and service reductions 

“We have no social care given to us and I myself also have a physical / mental 
disability for which I used to have help with but has now been withdrawn due to 
'changes in criteria!” 

“We feel we are let down by the system, I feel we don’t get enough support for my 
son and for myself , my illness is as a result of looking after my son. But I still have 
to go on caring for my son.” 

 “We were assessed as needing at least 8 hours extra care due to my having had 
two full knee replacements and my husband having a pin inserted into one of his 
toes. I am 67 years old with multiple health issues and my husband is 71. Now due 
to the cuts the extra 8 hours has been refused.” 

“We have two children with additional needs, and require respite for the youngest 
as he has a sleep disorder. We have been identified to require this service but no 
funding available”. 



• 15.8% of respondents felt they needed 11-20 more hours 
 

• 6.7 % of respondents felt they needed 21-30 more hours 
 
• 11.2% of respondents felt that they needed 30+ more hours more support 

 
4.7 The Care and Support Alliance survey revealed that changes to services have 

overall led to a negative impact to the person with care and support needs. 
These relate to a lack of funding, increasing charges, access to appropriate 
services including transport, the negative impacts restricted people’s ability to 
stay in employment, education, maintain their independence, and a life 
outside of caring. 

5.0 Impact on Independence  

5.1 When asked “What impact have the changes to the services you receive had 
on you or the person with care and support needs?” Over half of respondents 
indicated that changes to services had a  negative impact on their ability to  
maintain their independence.  

• 52% of respondents indicated a negative impact 
 

• 30.1% of respondents indicated a positive impact 
 

• 17.9 % of respondents indicated no impact 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
6.0 Impact on health  

6.1 When asked “What impact have the changes to the services you receive had 
on you or the person with care and support needs?” Over half of respondents 

Quotes from respondents: impact on independence 

“I am unable to go out with my husband because one of us needs to remain at home 
with my mother. Unable to go out with my sister (also disabled) because if I go out 
she needs to stay home to support my husband in caring for our mother. Unable to 
visit friends, have a weekend away or take a holiday. Feel abandoned by the state - 
Carer's Allowance withdrawn when I reached 60 last year, Carer's grant reduced by 
Local Authority from £400 pa to £100 pa this year, top-up fees now payable for the 3 
hour respite per week, no extra help available.” 

“My marriage broke up 14 years ago and I still live with my husband. I don't have a 
life because my daughter won't stay with him. I have no strength for divorce and 
there is not enough money for two houses. Nobody will help. They will move her but 
not me and she does not want to move out without me because she needs help. I 
have no life at all. Could not have respite care because my daughter could not cope 
with the level of noise. I have not had a day off in 22 years. My life as a carer means 
nothing to anyone. I am nothing, only when I die they will care.  I cannot cope with 
my daughter’s pain and it affects me but who cares, no one.” 



indicated that changes to services had a negative impact on their ability to 
maintain their health.  

• 54.4% of respondents indicated a negative impact 
 

• 22.7% of respondents indicated a positive impact 
 

• 23% of respondents indicated a no impact 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
7.0     Impact on ability to work  

7.1 When asked “What impact have the changes to the services you receive had 
on you or the person with care and support needs?” 

 
• 48.4% of respondents indicated a negative impact 

 
• 43.1% of respondents indicated a no impact 

 
• 10.5% of respondents indicated a positive impact 

 
 
 
 
 
 
 
 
 
 
 

 

 

8.0 Impact on ability to afford services you need 

Quotes from respondents: impact on health 

“I care for two and I am disabled myself. Although they have increased the care for 
my father, he still needs extra care from me. I get no help with my husband, who is 
also becoming more demanding and no help for myself. So my life gets harder and 
harder and my health is deteriorating as a consequence.”  

“Complete breakdown of family dynamics due to being offered nothing .They were 
warned this would happen via an independent report I commissioned and this was 
ignored”. 

“Caring for 3 to 4 family members with care needs takes too much time so 
necessitating packing in work. My health is more fragile, especially the ability to cope 
with the day to day battles required to access appropriate support.” 

Quotes from respondents: impact on ability to work 

“We are not able to holiday or travel without extra support. My daughter's mobility is 
lessening (despite my funding weekly physiotherapy sessions). I am not always at 
my best at work, due to pain and stress, and now avoid extra career commitments. I 
have stopped having my hair cut professionally, so I look less smart.” 

“Transport was provided to enable people with a disability to access college. This 
Service is now going to be changed and will not collect door to door and individuals 
need to be dropped and collected from local Children Centre. As I (carer) work 8hrs 
a day I am unable to collect at 3.30pm every day, I now need to reconsider my 
working hours, as my son is an adult and child minders are not insured to look after 
adults. Whereas I had a good friend to whom my son was dropped off by transport 
she is unable to leave her house as she has to wait for her disabled son to be 
dropped off by his care centre at the same time. So I either leave my employment or 
my son leaves college.” 



8.1 When asked “What impact have the changes to the services you receive had 
on you or the person with care and support needs?” 

• 48.2% of respondents indicated a negative impact 
 

• 38.1% of respondents indicated no impact 
 

• 13.7% of respondents indicated a positive impact 
 

 

 

 

 

9.0 Impact on ability to afford essentials (like food or heating)  

9.1 When asked “What impact have the changes to the services you receive had 
on you or the person with care and support needs?” 

45.8% of respondents indicated a no impact 
 

43.15 of respondents indicated a negative impact 
 

11.1% of respondents indicated a positive impact 
 
 
 
 
 
 
 
 
 
10.0 Impact on your ability to take a break from caring 

10. When asked “What impact have the changes to the services you receive had 
on you or the person with care and support needs?” 

57.1 of respondents indicated a negative impact 
 

22.9% of respondents indicated no impact 
 

19.9% of respondents indicated a positive impact 
 
 
 
 
 
 

Quotes from respondents: impact of increased charges 

“Benefits increased by around £3.00 per calendar month, care charges went up by 
£5.00 per calendar month. I’m already in severe debt following my stroke”. 

Quotes from respondents: impact on incomes 

“I struggle to pay the bills, have not had a break for 8 yrs.” 

“Due to my contribution for my care, I can not always afford food, can’t afford 
disability aids etc”. 

Quotes from respondents: breaks from caring 

“We now get overnight respite services one night per week, and this allows us to 
have a proper break and a rest to recharge our batteries. This also allows us to 
cope better with the stress and strains of caring throughout the week. It allows us to 
do things we otherwise cannot do, and have precious time to ourselves.” 
 



11.0 When asked “Do the care and support needs you are answering about 
result from…” 

• 43% a physical disability  
• 26.6% a learning disability  
• 17.4% needs that arise from being older (like mobility or care needs)  
• 36% a neurological condition (like, dementia, Parkinson’s or MS) 
• 14.3% a sensory impairment 
• 16.1% a mental health condition 
• 21% long term health condition (like cancer or stroke)  
• 18.6% an autism spectrum disorder (ASD) 
• 9.3% other 

 
11.1 Respondents were able to tick as many boxes as were relevant as many have 

multiple disabilities.  

12. Conclusion 

12.1 As already mentioned, this survey reveals significant levels of unmet need 
within the current care system, which we are concerned, will be exacerbated 
by the cuts to government funding to local authorities. With the changing 
demographic situation, with more people living for longer and with more 
complex conditions in the community it is vital that any funding settlement 
deals with this unmet need in the short term as well as bringing forward the 
longer term solutions. Future reform needs to meet the historical underfunding 
and build a sustainable funding basis to meet the additional challenges of our 
changing community.  

Supporting organisations:  
Age UK Mencap 
Alzheimer’s Society Motor Neurone Disease Association 
Carers UK MS Society 
Centre for Policy on Ageing National Centre for Independent Living 
Contact  A Family  Parkinson’s UK  
Counsel and Care Princess Royal Trust for Carers 
Crossroads Care Relatives & Residents Association 
Every Disabled Child Matters Rethink 
Grandparents Plus RNIB 
Guide Dogs RNID 
Huntington’s Disease Association Scope 
Independent Age SENSE 
Joseph Rowntree Foundation Shaping Our Lives 
Learning Disability Coalition Stroke Association 
Leonard Cheshire Disability Sue Ryder Care 
Macmillan Cancer Care United Response 
Marie Curie Cancer Care  

 

For more information, contact: Emily Holzhausen, Director of Policy, Carers UK 
(T: 0207 378 4935, E: emily.holzhausen@carersuk.org)  



 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 
 

 

 

 

 

 
 

 

 

 
 

 

 

 

  
 

 

   

 
  

 

 

 



 
 
 
 
 
 
 
 
 

   

 

 

 

 

 

 


