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Executive summary 
 
Mencap is the UK’s leading learning disability charity, working with people with a 
learning disability, their families and carers. We want a world where people with a 
learning disability are valued equally, listened to and included. We want everyone to 
have the opportunity to achieve the things they want from life. 
 
Mencap welcomes the social care green paper Shaping the Future of Care Together 
and its proposal to create a National Care Service, including a national assessment 
framework and portability. Our vision of the National Care Service is a system 
designed to promote and protect human rights, using personalisation as the vehicle 
by which individuals are enabled to live independent, healthy and happy lives. 
 
To deliver Mencap’s vision of the National Care Service, the government will need to 
address the failures of the current system to uphold human rights and introduce 
mechanisms to ensure a human rights approach is taken at all levels of the system.  
 
Mencap is calling for: 
 

• personalisation to be the core principle for the National Care Service in order to 
uphold the human rights of the individual 

  
• sufficient funding to meet the vision laid out in the green paper 
 
• further clarity on the funding gap which currently exists in social care for 

disabled adults of working age, including people with a learning disability 
 
• accurate research on how existing money is being spent and clear guidance as 

to what constitutes an efficient use of resources 
 
• further research on how a national resource allocation system could work and 

how it can be achieved locally, with a full impact assessment for local 
government 

 
• further research on the true picture of demand on the social care system by 

people with a learning disability, especially around mild and moderate needs 
of people with a learning disability so that people are not pushed out of the 
system to through inadequate planning and funding 

 
• an end to the unfair current postcode lottery of eligibility, personalisation and 

services in adult social care by implementing a National Assessment System 
and National Resource Allocation System, based on individual outcomes, 
delivered locally 

 
• an improvement of the choice, quality and commissioning of social care 

services by moving towards a better joined-up service approach, based on an 
understanding of need, and removing the barriers to reform 

 
• high-quality crisis prevention, targeted support, transition and employment 

services based on true numbers of need, not just those known to social 
services or under PSA 16.  
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Introduction  
 
Mencap welcomes the social care green paper Shaping the Future of Care Together 
and its proposal to create a National Care Service. Our vision of the National Care 
Service is a system designed to promote and protect human rights, using 
personalisation as the vehicle by which individuals are enabled to live independent, 
healthy and happy lives. 
 
To deliver Mencap’s vision a National Care Service, the government will need to 
address the failures of the current system to uphold human rights and introduce 
mechanisms to ensure a human rights approach is taken at all levels of the system.  
 
The green paper sets out proposals to reform the way services for individuals are 
funded, specifically focusing on older people. While we welcome the focus on 
increasing funding, the green paper does not address the funding gap for disabled 
adults of a working age, including people with a learning disability.  
 
Too many people with a learning disability are left behind by the current social care 
system. As the demand on social care by people with a learning disability is 
increasing,1 more people are set to be left behind without the care and support that 
they need. Eligibility criteria, failures of information and support services and poor 
services have isolated many individuals from having choice, control and 
independence in their lives. Ending this must be a priority for the National Care 
Service.  
 
As the green paper alludes, equality should be the foundation on which the National 
Care Service is built. The current postcode lottery of eligibility, personalisation and 
services has created unfairness in adult social care. Mencap believes that the 
proposed National Assessment System would erode inconsistency as well as making 
the system transparent. However, Mencap believes that the commissioning and 
resource allocation should also be subject to a nationally set system, which would be 
delivered locally. A National Recourse Allocation System, based on individual 
outcomes, should be introduced alongside the National Assessment System.  
 
In order to promote and protect human rights through personalisation, the National 
Care Service will have to improve the choice, quality and commissioning of social care 
services. The system would also have to move towards a better joined-up service 
approach as well as removing the barriers to reform. The green paper’s proposals of 
preventative and early intervention services are crucial to meeting Mencap’s vision of 
a National Care Service that should provide high-quality crisis prevention, targeted 
support, transition and employment services.  

 
1 Eric Emerson and Chris Hatton: Estimating Future Need for Adult Social Care Services for People with a 
Learning Disability in England (2008) 
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Mencap’s Don’t cut us out! consultation 
 
Mencap’s response to Shaping the Future of Care Together is based on the real life 
experiences of people with a learning disability and their families. Between 15 July 
and 31 October 2009, Mencap held a consultation entitled Don’t cut us out!. The 
consultation, aimed at people with a learning disability, their families and carers, 
service providers and members of the public, asked individuals to share with Mencap 
their views and experiences of adult social care in England. Over 1,200 submissions 
were made.  
 
Mencap’s consultation used a wide range of mechanisms to reach as many people as 
possible. These are shown below:  
 
Online 
 
Public online survey 
People with a learning disability online 
survey 
Carers and family members online survey 
Local group online survey 
E-forum 
 

Printed 
 
Standard survey 
Easy read survey 
Postcard 
MNA/AGM standard survey 
MNA/AGM easy read survey 
Transition survey 
PMLD survey 
 

Interactive 
 
Focus groups 
Interviews 
Video submission 
LGA conference questionnaire 
Open Space meetings at three party 
conferences 
 

Other 
 
Case studies 
Text service 
Emails/letter submission 
 

 
Focus groups, online public survey and postcards have been the three most popular 
ways for people to take part.  
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Main issues raised during the consultation 
 
These are the top ten issues that were raised.  
 
1 Choice Lack of choice of services. This was raised by all sections of 

participants. Many participants supported personalisation 
but felt there was not enough choice to meet their needs. 
Many who do not receive a service felt their ‘life choices’ 
were limited as there is no support.  
 

2 Funding The majority of contributions highlight the need for more 
funding or raises issues that are a direct result of an 
underfunded system. Some individuals and local groups have 
called for ringfencing of social care budgets. 
 

3 Employment This issue was raised mainly by people with a learning 
disability and family carers. Many discussed the need to get 
more people with a learning disability into employment. It 
was clear that many people face barriers to getting a job, 
which more support and government action would erode.  
 

4 Housing There was a significant call for more supported living 
schemes; people with a learning disability want choice about 
where they live and who they live with. 
 

5 Postcode lottery 
(and portability 
of care 
packages) 

The online public survey highlighted the issue of the services 
available, quality of services and eligibility criteria being 
subject to a postcard lottery. All comments on this issue 
recognised the unfairness of this and calls for the 
government to make a priority out of addressing this 
inconsistency.  
 

6 Skills of the 
social care 
workforce 

Many participants who are people with a learning disability 
wanted to have better relationships with their support 
workers and social care staff. Some never have the same 
support worker every day and others felt they did not 
understand them.  
 
The public survey, local groups survey and carers/families 
survey highlighted the need to increase the skills and 
understanding of the social care workforce. There was also a 
general feeling that ‘grass roots’ staff needed to be 
consulted more in local decision making.  
 

7 Information and 
advice 

An issue raised in all areas of the consultation: information 
and advice should be widely available, easy to understand 
and of good quality.  
 

8 Involve me and 
my carer in 
decisions 

There was a strong feeling that people with a learning 
disability and their carers are excluded from making 
decisions about their care.  
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It was also a common theme that more power should be 
given to partnership boards; government should ensure that 
local authorities truly involve people with a learning disability 
and carers throughout all decisions on learning disability.  
 

9 Public 
awareness 

There was a great consensus in the call for the government 
to increase public awareness on learning disability. Many felt 
that if the public were more aware of the issues for people 
with a learning disability there would be greater support for 
a larger social care budget. Increased public awareness 
would also help people to get a job, reduce hate crime and 
would help to include people with a learning disability in the 
community.  
 

10 Bureaucracy This is mainly in relation to the ‘fight’ that people face when 
applying for a social care service and the process they 
endure. It also refers to the complexity of the benefits 
system. It was felt that the complexity of forms, meetings 
and regular reviews, excluded some individuals from 
receiving social care. Some people with a learning disability 
and carers relayed the stress they suffered while applying for 
social care.  
 

 
 
The next 15 top themes2 (listed in order of frequency)*: 
 

• Transition 
• Respite care 
• Desire to be independent 
• Advocacy 
• Eligibility 
• Assessment process 
• Need for better joined-up working 
• Older people with a learning disability 
• Push for more personalisation (including individual budgets) 
• Simplify benefits system 
• Cuts to services (especially day centres) 
• Safeguarding 
• Out–of-hours care 
• Better monitoring of local authorities 
• Better guidance for local authorities 

 
 

 
2 *More issues were mentioned 
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(A) Mencap’s vision of a National Care Service 
 
Shaping the Future of Care Together is a major step towards improving adult social 
care in England. The demand on social care services is increasing at a significant rate 
and cannot be met in the long term without significant changes to the current social 
care system. Urgent reform is needed to prepare a care system fit to meet the needs 
of today’s society.  
 
Mencap supports the introduction of a National Care Service. Mencap’s vision for the 
National Care Service is a system which upholds the human rights of everyone who 
needs care and support by providing a personalised, outcome-focused service.  
 
“I would like to have further independence and more control of my life.” Sandra Yates3

 
 
1. Human rights 
 
The National Care Service is best placed to promote and protect the human rights of 
people with a learning disability and their families. 
 
“For many adults with a learning disability, the violation of their human rights is seen 
as a normal part of their everyday lives”.4  
 
The lack of respect for the human rights of people with a learning disability is rooted, 
in large part, in a lack of funding for the services and support which are needed to 
ensure they have the same opportunities and choices as other citizens, and a lack of 
political will to deliver the improvements which are needed to realise the policy. The 
current funding crisis in adult social care directly threatens the stability and success 
of government policy and, more importantly, the human rights of people with a 
learning disability. This was confirmed in a recent Commission for Social Care 
Inspection report: “We are unable to avoid the conclusion that the key issue is not 
simply the criteria used to assess people’s eligibility for publicly funded care and 
support, but the amount of resources currently allocated.”5

 
Mencap sees the National Care Service as the vehicle to improve the lives of people 
with a learning disability, providing greater choice and control for every individual 
who needs care and support and giving people the support they need to lead a 
fulfilling life.  
 
The National Care Service must ensure that all aspects of the system are entrenched 
in a human rights approach. Mencap calls on the government to introduce a Social 
Care Constitution for the National Care Service, based on the social care constitution 
proposed by Leonard Cheshire Disability, Demos and the MS Society.6 The constitution 
should provide formal obligations on the National Care Service to respect the human 

 
3 All quotes in this response are from Mencap’s Don’t cut us out! consultation on adult social care 
(2009) 
4 A Life Like Any Other? Human Rights of Adults with Learning Disabilities, Joint Committee of Human 
Rights (2008) 
5 Cutting the cake fairly: CSCI review of eligibility criteria for social care, Commission for Social Care 
Inspection (Oct 2008) 
6 A Constitution for Social Care, Leonard Cheshire Disability, Demos and MS Society (2009) 
www.socialcareconstitution.org.uk  Mencap is a signed-up supporter of the constitution 
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rights of all individuals and families. Based on articles in the Human Rights Act7, the 
Constitution should in particular cover the Right to Dignity, the Right to Respect for 
Private and Family Life and the Right to Liberty, all themes that came out of Mencap’s 
consultation.8

 
“As a whole, care and support is getting a little better for people with a learning 
disability, but it is still not good enough, and they are still not treated as equals and do 
not have the same amount of choice as we do, in all aspects of life.” Janice Keeping 
 
“I just want to live as normal as possible and just have a little more money in my 
pocket than I have now. I want support to go holidays without depending on my 
family.” Sarah Jane Gorman 
 
“Things have improved, but we could all do better. Everyone needs to see the person 
first, not the disability.” Alice Brown 
 
“Why do we have to fight for everything?” Hive focus group, West Cumbria 
 
 
2. Personalised care 
 
Personalisation should be more than a key vision. Personalisation should be the core 
principle of the National Care Service. 
 
We believe that of the six key visions, personalisation is the cornerstone of delivering 
a human rights-based system. It puts the individual at the heart of the care and 
support service they receive, which has allowed many to live independent, healthy 
and happy lives.  
 
Every individual who comes into contact with the adult care system, at any point in 
their lives, should receive a personalised service, whether or not they are eligible for 
services.  
 
Throughout the current government guidance, personalisation is currently 
interpreted as choice and control within health and social care. While Mencap agrees 
with this principle, we urge its interpretation to also include the right to live life fully 
as an active citizen, with the support of a broader range of services available in the 
place where you live. The government needs to encompass this fundamental 
principle throughout the system, which should be underpinned by legislation.   
 
Self-directed support is central to the implementation of personalisation. Mencap 
believes that people with a learning disability should have control of their own 
money, and have access to the best information and advice to make the decisions 
that affect their lives. Mencap believes in empowering people with a learning 
disability to make their own decisions, with support if necessary, from the people they 
choose to help them.  
 

 
7 Human Rights Act (1998) 
8 Mencap’s Don’t cut us out! consultation on adult social care (2009) 
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“Make sure that every person with a learning disability is treated with respect and that 
people with a learning disability are given the options and outcomes appropriate to 
their needs.” Julie Carville 

 
(B) Delivering Mencap’s vision of a National Care 
Service 
 
The success of the National Care Service fully depends on the system’s delivery. 
Mencap’s vision of a human rights-based care and support system, which centres on 
providing outcomes focused on care and support, is achievable and would 
dramatically improve the lives of people with a learning disability and their families.  
 
3. Human rights 
 
The National Care Service must be delivered with the intention to uphold human 
rights. Mencap urges the government to introduce a Social Care Constitution for the 
National Care Service.  
 
The social care green paper announced a basic level of care for everyone who needs 
care and support. Mencap believes that the basic level of care should reflect what 
level of care is necessary to uphold an individual’s rights. For example, if an individual 
needs help to get out and about, giving them a bus pass is not good enough if they 
need support to get on the bus. In this case, the basic level of care would be 
commissioning a support worker and a bus pass. The basic level of care should be 
determined by the individuals needs. 
 
To do so, it is essential that the system has a full grasp of the demand on services. 
The system must also address those currently excluded from the system, provide 
high-quality services and be delivered equally.  
 
 
3.1 Knowing the demands on the system 
 
It is essential for the National Care Service to fully account for everyone who needs 
care and support. Without knowing who and how many need care and support, the 
system would not be able to uphold human rights. 
 
Local authorities do not have an accurate picture of the number of people with a 
learning disability in their areas; this makes it impossible for commissioners to 
strategically plan services to meet local needs. Mencap calls on the government to 
collate learning disability registers to be used for national strategies. As shown by the 
method of recording by Lambeth Council9 and Sheffield Council10, keeping a register 
of people with a learning disability assists in preparing for future care needs.  
 
Mencap believes that the government should encourage the use of Joint Strategic 
Needs Assessments (JSNA) in planning for personalised care because they take a 
more joined-up approach to service provision for individuals’ needs and help to 

 
9 www.registerservices.nhs.uk/sites/defult/files/reports/lambethpld.pdf 
10 www.publichealthsheffield2008.nhs.uk/learningdisabilities/ld1php 



 11

                                           

identify need in the area. As stated in Valuing People Now, the JSNA should include 
accurate information about the lives of people with a learning disability (in order to 
comply with disability discrimination legislation) and encourage local learning 
disability partnerships to establish their own outcome indicators and publicly report 
on progress against them.  
 
Mencap believes the government needs to bring together JSNA and learning disability 
registers together with a local set of commissioning indicators in order to get a true 
picture of demand on the National Care Service.  
 
“Agree definitions of learning disability and work with PCTs and social care to identify 
the numbers of people with a learning disability, maintain a register of adults with a 
learning disability as a duty and enforce it by giving enhanced funding to those who 
maintain a register properly.” Jan Sunman 
 
“Find out exactly how many people over the age of 18 actually have a learning 
disability, then decide how they will be supported.” Hilary Truss 
 
 
3.2 Eligibility criteria 
 
To deliver a truly fair care system, the National Care Service must be underpinned by 
the human rights of all people with a learning disability.  
 
“Every time I ask for help I get turned down. I feel everyone that has a learning 
disability should get the help they need even if it is only an hour a week.” Donna Bailey 
 
Mencap’s main area of concern is the failure to provide care and support to everyone 
who needs it. Local authorities are cutting people out of the social care system by 
only providing care for those with the highest assessed needs. In 2007/08, 74% of 
local authorities set eligibility criteria at ‘substantial’ or ‘critical’.11 This leaves many 
people with a learning disability without the care and support that they need to live 
independent lives.  
 
Of the 800,000 working age adults with a learning disability,12 660,000 are left 
without a social care service. Individuals who miss out on care and support are often 
prevented from doing the day to day things that they need to do in order to live 
independently.13 For many, minimal care and support can help the individual to enter 
the workplace or live an independent and fulfilling life. Where individuals do not 
receive any care or support, their wellbeing and, in turn their human rights are at 
stake.  
 

 
11 p32, Cutting the cake fairly, CSCI review of eligibility criteria for social care, Commission for Social Care 
Inspection (2008) 
12 Valuing People Now, 2009 
13 Mencap’s Don’t cut us out! consultation on adult social care (2009) 
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Corrine 
 
Corrine is 26 and has a learning disability. She lives with her elderly 
grandmother in north west London and does not receive any care and support 
from the local authority. 
 
Corrine does not have much to do during the day. She sits in the local library all 
day, every day. Although Corrine likes going to the library and talking to staff, 
she wants to take part in more activities and meet new people. Corrine dreams 
of working with children.  
 
Her grandmother, who is blind in one eye and severely deaf, is trying her best to 
help. She regularly takes Corrine out in the evenings because she is bored and 
frustrated. However with little support she is unable to help Corrine do the 
things that Corrine wants to do. 
 
Mrs Blackwood (Corrine’s grandmother) worries about Corrine when she is alone 
as she is extremely vulnerable and regularly tries to make friends with strangers
and is extremely worried about Corrine’s future, especially what will happen to 
Corrine when she dies. She said: “I hope I can live as long as possible to ensure 
Corrine can settle down and cope without me”. 

Individuals without care or support often find themselves facing breaking point and 
will return to the local authority in the critical banding needing a high level and costly 
package of care.  
 
“A short-term fix for a funding problem, which creates longer-term care problems, is 
more costly. A person assessed as low to moderate needs become totally dependent 
on parents or carers, become isolated, quite likely depressed and eventually a crisis 
occurs, often precipitated by carer breakdown through age or stress. A small level of 
support at the outset would avoid a much bigger issue later.” Russell Burton, carer 
 
“If I’d had support I wouldn’t have got in a mess. I get in a muddle with my money and 
need help filling in forms.” Margaret (Tynemouth Mencap focus group) 
 
“When he was given the right placement his behaviour improved very quickly. There 
was no need for him to have had the distress he suffered for two years of increasingly 
aggressive behaviour because we could not access the support he needed.” Robin 
Lomas 
 
Mencap suggests that the National Care Service provides care and support for 
everyone with a learning disability, who falls within the four bands of eligibility, and 
explores specific services designed to meet the needs of individuals in the lower two 
bands of eligibility. It should include flexible services that we know have an 
immediate effect, for example advocacy and drop-in information services.  
 
Without addressing the failures of eligibility criteria too many individuals will be left 
without the care and support that they need to have choice and control to live 
fulfilling lives.  
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“Ensure that people with moderate or low needs are not denied care, and that local 
authorities are made to provide support for all levels of needs as the eligibility criteria 
are too high at present.” Jan Sunman 
 
“Support local authorities to provide support for people who do not necessarily meet 
current criteria but who may if their situation deteriorates (a stitch in time, saves nine - 
and all that).” Carole Shelton 
 
 
3.3 Quality of care 
 
The quality of care will need to match the vision of the National Care Service. A poor 
care and support service fails the individual and abuses their basic human rights, as 
well as putting their lives at risk. Mencap has received numerous reports of varying 
quality services and in some situations the poor care service has led to catastrophic 
consequences. 
 
High-quality services regularly coincide with efficient services and will benefit the 
National Care Service. Poor services waste tax-payers money and can cause long- 
term damage for the local authority, including future legal costs or future high 
packages of care to mend harm caused by poor services. High-quality services can 
only be maintained with sufficient funding.  
 
“Services have to be improved across the board.” Frank Glanz  
 
“I find it appalling that contracts for care are often given to the lowest bidder rather 
than quality care.” Kresh Ramanah 
 
“The government should insist on county councils working to the same standards and 
rules throughout the country with a financial package for individuals that is 
transferable between counties, with greater control by the individual on how their care 
money is spent. Work harder to build partnership working with independent providers 
whom can often provide services at a lower cost, especially charitable organisations.” 
Hastings and Bexhill Mencap 
 
To establish a high quality of services, the Care Quality Commission and the 
Department of Health must continue to monitor and scrutinise all social care 
services. With an increase in individual budgets the Commission must establish a 
strategy to meet the changing services, including the monitoring of personal 
assistants and self-employed support workers.  
 
A barrier to quality of services directly relates to the lack of choice and a monopoly of 
services. We believe that improvements to the levels of choice will assist in rooting 
out underperforming services.  
 
It is vital that the National Care Service works with the social care workforce to 
improve the quality of care. In our consultation many individuals felt their care 
suffered because they never got the same support worker or carer or they felt their 
carer failed to understand their needs. High-quality training should be provided 
throughout the workforce, designed to uphold the human rights of people with a 
learning disability and their families.  
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“Offer safe environments where meaningful help from trained professionals allows 
progression in a person centred way. Ensure safe access to these environments.” Ann 
Langrishe, carer 
 
“Ensure social workers have the skills and experience to help families. Value social 
workers and ensure they receive the appropriate salary, I was horrified to see how low 
the salary is for such important and stressful work.” Alison Tupling, carer 
 
 
3.4 Equality  
 
The creation of the National Care Service presents a significant opportunity to end the 
current ‘postcode lottery’ of care which has created huge unfairness in the system.  
 
In our consultation,14 we learned of the impact of the postcode lottery of services 
and eligibility for care and support; a direct result of a localised system. The current 
postcode lottery of services and funding effectively creates a postcode lottery of 
human rights. Care packages should be based on need, not on where an individual 
lives. Mencap believes that, alongside the delivery of visions, the postcode lottery can 
only be eroded by introducing a national assessment system and a national Resource 
Allocation System.  
 
“I met all the criteria, but was told can not afford what was assessed in full” Don Jones 
 
 
3.5 National Assessment System 
 
Mencap welcomes the green paper’s vision of a National Assessment System because 
it would increase transparency, consistency and fairness in the social care system. 
Mencap believes the system should be set and managed at a national level and 
delivered locally. 
 
“…Provide fair and equal but independent assessment of support needs towards 
funding for care.” Pauline Nolan 
 
“A standard national assessment would guarantee the same service wherever you 
live.” Wayfarers club  
 
The green paper does not make it clear who would be assessing individuals in the 
proposed National Assessment System. At the moment local authorities assess, 
commission and provide social care services. Many individuals and carers felt this was 
a conflict of interest and did not guarantee the protection of the rights of the 
individual. We urge the government to consider the role of an independent body in 
the assessment process. 
 
Mencap has been told of instances where families have had to battle to get assessed 
and have found the entire process distressing often leading to individuals giving up 
on the care and support that they need. The proposed National Assessment System 
should consider ways to minimise the amount of stress and anxiety felt by the 

 
14 Mencap’s Don’t cut us out! social care consultation (2009) 
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individual and their family. The assessment system must also be designed to meet 
the needs of family carers, including assessments for carer’s services.  
 
“Personal questions can make assessments humiliating! They asked me and my mum 
some terrible questions including my mum why she did not have an abortion.” Kylie 
Lawrence  
 
“People with a learning disability being ignored and not assessed – one lady with a 
learning disability had slipped through the net and did not received the social care she 
needed for 15 years. Social services were forced to act after the lady was admitted to 
hospital with serious ulcers on her legs.” Central London focus group 
 
The National Care Service must ensure that every individual who requests an 
assessment receives it within a reasonable time. The government should consider a 
statutory obligation on all local authorities.  
 
Often people find the process inaccessible, including failures by local authorities to 
provide easy read or audio information, making forms too long and complex and not 
dealing with communication challenges. Information and support should be tailored 
to all individuals. This is a particular issue for assessing people with profound and 
multiple learning disabilities. Commissioners need to be trained to a high standard in 
assessing people with a learning disability.  
 
Carers and circles of support should be widely involved in the assessment process. 
They generally know the individual well and have a greater understanding of what 
services can improve the choice and control for the individual. They should be treated 
as an expert in their own right.  
 
The government should consider the implementation of self-assessment in the 
creation of a National Assessment System. 
 
“Remove the layers of bureaucracy which dis-empowers people and creates barriers to 
using direct payments and individual budgets.” Pamela Peacock 
 
“Bureaucracy was seen as the biggest hurdle.” Hertfordshire focus group 

“The quality of assessment is often poor and is still not separated enough from the 
commissioning process. There is no reason why assessment could not be done by a 
completely separate agency that is centrally run, as with inspection. They could draw 
on the skills of practitioners from four star authorities to do this. They also need to 
address the needs of people with PMLD particularly as there are no agreed standards 
for defining who they are.” Jan Sunman 
 
 
3.6 National Resource Allocation System 
 
Mencap believes that having over 150 different resource allocation systems is 
inequitable; this only serves to retain the current confusion about entitlements and 
reinforce the postcode lottery of care. The government must address the lack of 
transparency and consistency of the locally interpreted resource allocation systems. 
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“When I was living in Hackney I had a lot of support, but when I move to another 
borough my support was taken off from me and I was upset about it. I had to fight to 
get my bus pass back.” Ismail Kaji 
 
While the National Assessment System will help to minimise its impact, it will not 
eliminate the postcode lottery. Mencap calls on the government to create a national 
Resource Allocation System. A national Resource Allocation System, which would be 
delivered locally, would enshrine consistency, transparency and equality in the 
National Care Service.  
 
A national, points-based Resource Allocation System would create consistency and 
fairness. However, it must be able to respond to the differing support needs of 
individuals. People with profound and multiple learning disabilities, for example, may 
require specialist support staff, which will cost more than support from non-specialist 
staff. There must be scope for this to be taken into account when budgets are being 
calculated. Likewise, not every individual will require the same type of support to live 
independently and have choice and control over their lives. The choices that some 
people make may need more support than others. People must not be prevented 
from making these choices because they are more expensive – any system which 
does this will undermine the government’s vision and deny people genuine choice 
and control.  
 
More work must be conducted by government to establish how such a system can 
accurately reflect geographical variations in labour rates and specifically the 
difference in costs of specialist support staff. The government should also conduct 
extensive research into how a national system of eligibility and entitlement would fit 
with local variations in the commissioning and cost of care provision. Consideration 
also needs to be given to how such a system would work in practice and its 
implications for local democracy. The national system must be flexible, but it must 
also be fair.  
 
 
4. Personalisation 
 
Personalised care and support is the key to upholding an individual’s human rights.  
 
Mencap believes that social care should be the support for individuals to live 
independent, healthy and happy lives. The National Care Service must have 
individuals and outcomes at its heart. The services should not define an individual’s 
life but rather play a supporting role to enable them to live as they choose. 
 
Where personalisation has been implemented properly it has transformed the lives of 
people with a learning disability. The National Care Service must be based on the 
underlying principle that everyone who comes into contact with the system receives 
a personalised service. By providing an outcomes-focused personalised service, the 
system will uphold individual’s human rights.  
 



Personalisation has happened in an ad hoc manner. Although the green paper refers 
to the revised edition of Putting People First15, tangible and practical reform proposals 
need to be introduced in the National Care Service.  
 
Self-directed support is an important element of personalisation. Mencap believes 
that people with a learning disability should have control of their own money, and 
have the access to the best information and advice to make the decision that affect 
their lives. Mencap believes in empowering people with a learning disability to make 
their own decisions, with support, if necessary, from the people they choose to help 
them.  
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Ronnie 
 
In 2007 Ronnie was supported to get an individual budget. Mencap staff, 
Ronnie and his local authority worked together to create a care plan.  
 
Ronnie told the local authority that he liked gardening and his ambition was to 
grow his own fruit and vegetables to sell. Ronnie used his individual budget to 
rent an allotment and buy tools and a shed. He also bought support from an 
outdoors activities organisation for six hours per week.  
 
A year later, Ronnie has grown and sold vegetables and provides vegetables 
for two day centres. He is renting a second allotment and is putting his profits 
back into his business. 
 
Ronnie’s health has improved, as the exercise means he has lost weight. Most 
importantly, Ronnie is using his individual budget to live the life he wants, with 
the support that is right for him.  

 
4.1 Choice 
 
Personalisation is currently interpreted as choice and control within health and social 
care.16 Mencap believes that the interpretation should also include the right to live 
life fully as an active citizen, requiring a broader range of services in the place where 
you live. The choice of services is a key part of personalisation and underpins vital 
human rights. Without choice, individuals are often stuck with services that do not 
meet their needs, which can lead to long-term damage for the individual.   
 
“There needs to be a recognition that if we move to a more individualised approach to 
social care (rather than block contracts of institutionalised care) that this needs to have 
an investment – it cannot be done as a cost-cutting exercise.” Solihull Life 
Opportunities 
 
Choice underpins human rights. This means that the National Care Service must 
remove all barriers to choice and address the sporadic, in some places non-existent, 

 
15 Prioritising need in the context of Putting People First: A whole system approach to eligibility for social 
care, Department of Health (2009) 
16 Putting People First: a shared vision and commitment to the transformation of adult social care, 
Department of Health (2007) 
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levels of choice.17 Mencap believes that in order to have genuine choice, the system 
needs to be properly funded.  
 
The National Care Service must ensure people are given real choice. Too often people 
with a learning disability are told to move in with people or told to attend a day 
service they don’t want to. The system must also ensure that an individual is not 
prevented to do what they want or need to do because of a failure to provide support 
and transport.  
 
“The system should allow for flexibility in terms of being creative with meeting people's 
needs. Many people are expected to accept one type of service, irrespective of what 
their needs.” Patrick Howarth 
 
“They need to help to set clear parameters for councils to follow. This will allow for 
consistency between regions and local authorities and ensure the sequential 
development of the third sector in order to meet the specifications of the 
personalisation agenda. This needs to occur in tandem with the development of the 
provider market, and the introduction of individual budgets to ensure real choice is 
available at the time it will be taken up.” Maureen Goodin 
 
“My direct payment has been cut down; this means I have to compromise. I do not 
have as many day trips to the seaside. Instead I spend as much time as I can afford 
out in the community my brother organises this on my behalf with my Pas. My dream 
for the future is to live an ordinary life just like any one else.” Don Jones 
 
Local authorities must ensure that the local social care market responds to choice.  
 
Real choice is only provided by good-quality commissioning and a build up of services 
that are actually wanted. 
 
The National Care Service needs to establish the true demand on services to allow 
commissioners to strategically plan in their local area and ultimately to ensure that 
there is the choice to fulfil the personalisation agenda. As well as a national study on 
the numbers of people with a learning disability as suggested earlier, local authorities 
should be accountable for holding an accurate register of people with a learning 
disability in their area, as found in Sheffield.18  
 
“Access to individualised budgets and personalised support must be applauded for the 
opportunities it brings for people to have greater choice and control over their support, 
however, local authorities and campaigning organisations must do more to make sure 
that true choice is really available. It's no use being told that you have choice, when the 
options are just not available.” Hinckley and district Mencap  
 
People with a learning disability and their carers have shared with Mencap, 
experiences where the commissioners struggled to communicate with the individual 
and the family and therefore commissioned inadequate services. The National Care 
Service will have to ensure that all commissioners are highly trained to commission 

 
17 Putting People First: a shared vision and commitment to the transformation of adult social care, 
Department of Health (2007) 
18 www.registerservices.nhs.uk  
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services for people with a learning disability, in particular, working with people with 
profound and multiple learning disabilities.  
 
Individuals have told us about how they have successful care packages, because they 
took an ‘outside-the-box’ approach to finding services. The government needs to 
invest time and money into exploring innovative services. Development should be a 
continuous programme, ensuring the choice of services safely meet changing 
demands. 
 
Alongside the widening of bespoke services, the National Care Service should seek to 
improve the social care workforce. Across England, individuals enter into a 
competition for good staff, which has often resulted in those able to financially ‘top-
up’ care packages to secure the best staff. The government needs to revaluate the 
social care workforce and implement a strategy that aims to have a workforce that 
matches the vision of the reformed system as well as recognising where staff make a 
real difference to uphold the human rights of those who require care and support.  
 
“Tackle the gross discrimination and lack of services for those with multiple and 
profound disabilities, offering care and support to them and their carers. 
Personalisation will only work if we are prepared to resource it properly. That means 
making adequate monies available to buy individual services and making sure that 
those services are there to buy.” David Crowson 
 
“Setting time limits for specific tasks doesn’t work, i.e. getting up in the morning, 
different people take different times.” Cumbria focus group 
 
The government and the Care Quality Commission should monitor the levels and 
quality of choice. This includes monitoring the mechanisms by which individuals 
make decisions about their care. The way decisions are made is as important as the 
level of choice itself. All individuals should be empowered to make a well informed 
decision. Information and support is a key aspect of the choice process, this includes 
providing independent services that are designed to support individuals throughout 
the process.  
 
Mencap wants to see a statutory obligation to provide advocacy services. 
Independent advocacy would be a strong mechanism to enable all individuals to 
choose services. 
 
Local authorities should aim to provide a one-stop-shop for informing individuals of 
available services. The government, working with the Care Quality Commission, 
should establish a rating system for local authorities to adopt. Based on the principle 
of comparison websites, people with a learning disability needing social care services 
should be able to compare services to make a decision based on quality and value for 
money. As well as the obvious informative benefit to the individual, direct 
comparisons would increase competition in the local area, raising standards and 
service costs.  
 
For some individuals, making a decision may be a daunting process, and they may 
find themselves choosing a service which they subsequently find to be inappropriate 
for their needs. Mencap believes that it is crucial for the wellbeing of the individual 
that the right choice is made. As well as introducing independent advocacy services, 
individuals should have the chance to ‘try before they buy’. Individuals should have 



 20

                                           

the chance to explore services on a trial period to find out what suits them best. This 
not only benefits the individual but will save the local authority money in the longer 
term.  
 
“Due to funding issues and a lack of support from local social services, people with a 
learning disability have been put at risk of losing a choice of where they want to live 
and who with.” Krzysztof Augustyn 
 
“All services need reshaping, not just social care.” Labour Party Conference  
fringe event 
 
 
4.2 Information, support and advice 
 
Information and support underpins the social care agenda and should form part of 
the ‘basic level of care’ highlighted in the green paper. The National Care Service must 
ensure that information and support are enshrined in fulfilling the personalisation 
agenda and uphold human rights for all. Information and support should be available 
to everyone, regardless of whether or not they are eligible for support.  
 
“Social services do not tell me anything.” Corrine Gilbard 
 
Mencap supports option 2 in the green paper impact assessment (Create a national 
brand for care and support information and advice services)19 but calls for greater 
work to be undertaken to find new and successful methods to provide information, 
support and advice. Mencap urges the government to work with a cross section of the 
sector to establish best-practice models, including user-led organisations and the 
voluntary sector. Information and support must evolve and improve to meet the 
changing needs of society.  
 
Information and support is also a preventative measure and can stop many people 
reaching a crisis. Many individuals enter the care system at times of crisis because 
they were not aware of the care and support they could receive. The National Care 
Service must introduce specific information and support services for individuals and 
families prior to assessment or commissioning of social care services for them.  
 
All information and support must be accessible to everyone, including people with a 
learning disability.  
 
 
4.3 Independent advocacy  
 
Mencap encourages advocacy provision to include the use of peer advocacy – where 
self advocates with a learning disability get to know and speak up for people with 
profound and multiple learning disabilities (PMLD) at the individual level and also 
speak up for them at the regional and national level. It can be a powerful way to 
ensure that the voices of people with PMLD are heard along with those of other 
people with a learning disability. 
 

 
19 p23, Impact Assessment of the Care and Support Green Paper, Department of Health (2009) 
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Mencap strongly suggests that along side the independent advocacy service, local 
authorities should provide an independent outlet of information which can be 
tailored to the needs of those requesting information and support. A good example of 
this is a ‘drop-in’ service. This could be made available to those who are about to 
request an assessment, those in the assessment process and those assessed, 
whether they are eligible or not.  
 
“Place advocates at the heart of every service. Include this as a mandatory feature of 
social care policy and ensure the funding and information is there.” Cal Sullivan 
 
“Provide more effective and skilled advocates to help people with learning disability 
have a voice.” Kara Seremwe 
 
 
5. Preventative services 
 
To uphold human rights and provide a personalised service the National Care Service 
must take a proactive approach by identifying individuals early, stopping them from 
reaching crisis point and reducing the number of individuals who need care in the 
future. 
 
Preventative and early intervention services will help reduce the cost of emergency 
placements and provide earlier information for long-term planning. For example, 
people with a learning disability who get support to live independently are less likely 
to need mental health services. As stated in our response to the Department of 
Health consultation, New Horizons; towards a new vision for mental health 2009: 
 

“As services become further restricted because of cuts to local authority and 
health budgets, people are in danger of becoming more isolated and 
economically and socially deprived and thus at higher risk of developing a mental 
health problem. Between 25 and 40 per cent of people with a learning disability 
are likely to have a mental health problem in their life, compared to 16 to 25 per 
cent of the general population20. Studies suggest that psychiatric problems affect 
approximately a quarter of those who live in the community and four in ten of 
those in hospitals.”21

 
Mencap supports option 4 of the green paper impact assessment (Invest in improving 
the evidence, the provision of information and advice, and the provision of more 
state-funded cost saving preventative interventions).22 The proposal sets out 
investment in improving evidence, the provision of information and advice and the 
provision of more state-funded, cost-saving preventative interventions. Mencap urges 
the government to publish how it is going to gather knowledge and evidence on 
preventative and early intervention services.  
 

 
20 Health needs of people with learning disabilities; The Foundation for People with Learning Disabilities 
(2003) 
21 Services for people with learning disabilities, challenging behaviour or mental health needs, Project 
Group Report; Mansell, J.L. (1993) 
22 p25, Impact Assessment of the Care and Support Green Paper, Department of Health (2009) 
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5.1 Emergency and crisis prevention 
 
People with a learning disability, like any other individuals, can face a sudden change 
of circumstances. Unlike many other individuals, the changes in circumstances are 
often exacerbated by their disability and become a crisis, which requires urgent care 
and support. By introducing preventative and early intervention services, local 
authorities would be able to reduce crisis placements.  
 
Local authorities need to be encouraged to introduce good preventative services. 
Many of the parents, who took part in Mencap’s consultation,23 told Mencap about 
occurrences when they have needed flexible care or care in an emergency but 
services were unable to be provided for them. This included a failure to provide out-
of-hours care, weekend services or restrictions of support staff contracted hours. 
Services must be flexible and able to deal with sudden changes in circumstances and 
keep the individual’s needs at its heart.  
 
5.2 Older carers 
 
The approach of prevention and early intervention in the green paper needs to 
address the escalating needs of extremely vulnerable groups of individuals and 
target services accordingly. We are particularly concerned about people with a 
learning disability who are living with ageing parents who are their sole carers.  
 
Mencap’s research shows that only half of local authorities know how many people 
live with parents aged 70 or over, leaving many vulnerable older carers isolated and 
struggling to cope.24 People with a learning disability, in this situation, often reach 
crisis point when the family carer is unable to care for them because of ill health or 
death. Individuals then face an acute crisis as they commonly lose both a full-time 
carer and their home. This is compounded by older carers’ fears that if they ask for 
help their sons and daughters may be taken away. Local authorities must become 
more proactive and have a better understanding of the number and needs of older 
carers in their area, so they can provide the right support before carers reach 
breaking point. 
 
“I am extremely concerned about my daughter’s future when my husband and I are no 
longer here to take care of her. I do not think she will be cared for adequately by the 
state. I am extremely concerned for the welfare of myself and my husband as we get 
older, and our daughter gets bigger and stronger – I am not confident that we will get 
the help we will need.” Kate Whitaker 
 
“I hope I can live as long as possible to ensure Corrine can settle down and cope 
without me.” Mrs Blackwood, carer aged 75 
 
“More support for families so that their dependant could stay at home longer. More 
localised residential facilities. More respite facilities.” Angela Cornborough 
 
Preventative and early intervention services also need to be targeted towards carers 
and families as often they find themselves needing costly care and support or their 

 
23 Mencap’s Don’t cut us out! consultation on adult social care (2009) 
24 Mencap, The Housing Timebomb: the housing crisis facing people with a learning disability and their 
older carers (2002) 
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careering abilities suffer.25 Mencap urges the National Care Service to review the 
provision of respite care, as this is a service that has direct benefits on the carer and 
family, as well as the individual.  
 
5.3 Transition 
 
Transition services need to be at the heart of the green paper’s vision on preventative 
and early intervention services. Both the individual and the local authority reap the 
benefits from good transition. Good transition improves the health and wellbeing of 
people with a learning disability. If transition is done properly, it can lead to greater 
independence and even employment for the individual, reducing the financial burden 
on the system as well as improving the wellbeing of the individual.26

 
Young people with a learning disability have higher rates of mental health problems. 
Thirty-six percent have a diagnosable mental health condition, compared with 8% of 
young people without a learning disability.27 Unemployment and insufficient positive 
daytime activities can result in low self-esteem which may contribute and exacerbate 
existing conditions; only 1 in 10 people with a learning disability known to social 
services are in work.28  
 
Young people with a learning disability and their families are not being well 
supported in their transition to adulthood. Local authorities are failing to ensure 
every young person has a personalised transition plan. The National Care Service 
should ensure that every young person in transition receives an outcomes-focused 
personalised plan that is reviewed annually, whether they are in education or not.  
 
Mencap urges the government to reconsider the method of monitoring transition 
services. At present, monitoring of transition is fairly weak and is not providing the 
government with the true picture. Option 4 of the impact assessment (Invest in 
improving the evidence, the provision of information and advice, and the provision of 
more state-funded cost saving preventative interventions)29 should include specific 
intentions to explore transition services and encourage investment in this area. 
 
“Transition for young children to adulthood needs more funding and a cohesive 
approach.” Andrea Colson 
 
“Access children from birth and ensure that there are regular reviews and not abandon 
them when they leave the education system.” William Leslie 
 
“Our children’s’ life chances are not as good because they have not had the support 
and intervention.” Nannette Holliday 
 
“Separate transition planning from child protection work in social service teams.”  
Brent Mencap 

 
25 Carers UK policy briefing, Facts about carers (2009) 
26 Emerson, E and C Hatton, The Mental Health of Children and Adolescents with Learning Disability in 
Britain, Foundation for People with Learning Disabilities (2007) 
27 Emerson, E and C. Hatton, The Mental Health of Children and Adolescents with Learning       Disabilities 
in Britain, Foundation for People with Learning Disabilities (2007) 
28 Disability Rights Commission (2002) 
29 p25, Impact Assessment of the Care and Support Green Paper, Department of Health (2009) 
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Tom Wakefield 
 
Tom died on the 25 May 2004. He was 20 years old. Despite the fact that his 
parents repeatedly told social care and health professionals that the change in 
his behaviour was because he was in pain, no assessment of his physical 
health needs was made until it was far too late to save him.  
 
Tom had profound and multiple learning disabilities and complex health 
needs. When Tom turned 19 in 2003, he was due to be transferred from his 
school to adult accommodation.  This transition was being managed by a 
social worker and staff from the Community Learning Disabilities Team.  
However, the council were unable to find Tom suitable accommodation in 
time, so it was agreed that he would stay at school until he was 20. 
 
By early 2003 Tom’s health had deteriorated and he was showing signs of 
distress and losing weight.  Tom’s parents were convinced that this was 
because Tom was in pain, although his school maintained it was because Tom 
was not happy in his environment.  From March 2003, Tom was regularly 
reviewed at a hospice for children and adolescents by a pain management 
team.  His GP also tried to get input from a psychologist or psychiatrist but was 
unsuccessful. 
 
Because of the deterioration in Tom’s health, his school felt they were no 
longer able to cope and, in October 2003, asked him to leave.  He was 
admitted to the Windrush Unit, an NHS in-patient unit which was part of the 
Partnership Trust.  The Unit has since been closed.  Tom stayed at the 
Windrush Unit for almost 14 weeks, longer than the usual length of stay for 
assessment patients.  Throughout this time, he continued to lose weight and 
his health and behaviour became worse. 
 
By the end of February, Tom had moved to an adult care home.  In April 2004, 
he was admitted to the Acute Trust and was found to have an ulcerated 
oesophagus and an impaired swallow reflex.  During this admission a PEG was 
performed but by then it was simply too late and Tom, weakened by his loss of 
weight, died shortly after the operation. 
 
The local government ombudsman upheld the complaints against the Council 
for failing to properly plan Tom’s transition from school and maladministration 
around their investigation of the complaint.  
 
The ombudsman said: ‘It will never be known, if everything had been in place, if 
his life would have been longer and he could have had some improved 
enjoyment of his last year of life’. 

 
5.4 Employment 
 
Mencap is concerned that people with a learning disability have been steadily 
marginalised by barriers to education and employment. People with a learning 
disability remain the disabled group most excluded from the workplace. Fewer than 
10% of people with a learning disability known to social services are in paid 
employment. Where they do work it is often for low pay and for part-time hours.  
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Employment serves as a key link between personal growth and the reduction of 
poverty. But, in addition to the financial benefits it brings, employment also gives 
people the opportunity to become more independent and take greater control of 
their own lives, to expand their social relationships, to play a more active part in the 
wider community and to develop confidence and self-esteem. Option 4 of the impact 
assessment (Invest in improving the evidence, the provision of information and 
advice, and the provision of more state-funded cost saving preventative 
interventions) should include specific intentions on working with employment 
services to increase individual’s opportunities to enter employment. 
 
“More opportunities need to be made available for those with a learning disability and 
more support given to help individuals get into paid work.” Hertfordshire focus group 

Over the past couple of years there have been a number of government policy 
documents published which have made significant statements about employment 
and ‘employability’. These have had an increased focus on better support for 
vulnerable groups to access employment, including people with a learning disability.  
 
In particular, Mencap welcomes the cross-government learning disability 
employment strategy for people with a learning disability, Valuing Employment Now, 
which was published earlier this year. The emphasis in the strategy is on the more 
effective use of existing resources, including day services provision, education, adult 
learning and employment support. While it is appropriate to look at how this money 
can be used more effectively in supporting people to move into paid work, it is also 
the case that only a limited number of people currently receive these services. 
 
While the employment rates of people with mild or moderate learning disabilities is 
estimated to be higher than those known to social services, it still remains very low, 
at just 28% – still way below the 47% for disabled people as a whole and 74% for the 
working-age population as a whole. While this is the group that could most easily be 
supported into paid employment, the focus of both PSA 16 and the employment 
strategy risks excluding this group. As a result they will neither access employment or 
– with eligibility criteria as it stands – social care and support, potentially leaving 
them with very little to do with their time. Even for those who do qualify for some 
form of support, this does not always meet individual need and can often lead to 
isolation and a lack of choice and independence.  
 
The underpinning principle behind Valuing Employment Now is about embedding 
long-term cultural change, but this will take time. In the meantime, there is a risk 
that the numbers accessing day services and further education courses may reduce 
at a greater rate than any increase in employment, leading to an increase in those 
with nothing to do. 
 
“I would like to go to work and give something back to the community.” Hampshire 
focus group 
 
“Need more support for people with a learning disability to get a job, employers should 
be encouraged by the government to employ people with a learning disability.” Leroy 
Binns 
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6. Joined-up services 
 
Mencap understands the real difference that can be made to people with a learning 
disability if all agencies work together, particularly to people with complex packages 
of care. The cases of Fiona Pilkington30 and Steven Hoskin31 provide clear examples, 
of where a serious breakdown between local agencies can lead to serious 
consequences, in these cases resulting in a loss of life.  
 
 
6.1 Role of the government 
 
The government role will be one of leadership. The National Care Service will need 
strong leadership at the national level, to guide local authorities in the delivery of the 
system. 
 
The government will need to ensure the transformation of adult social care is 
properly funded, all government departments are working together and that there is 
a co-ordinated approach. It will be vital for the government to guarantee that the 
new system has a strong safeguarding framework.  
  
 
6.2 Role of local authorities 
 
The local authority has the role of delivering the National Care System at a local level, 
including the important role of market shaping. 
 
Although the government is best placed to lead, local authorities are best placed to 
strategically plan and implement the joined-up approach, as a ‘one-size-fits-all’ 
model would fail to factor in the makeup of local agencies and the demographics of 
the local community. All partners should be involved in the development and 
implementation of the joined-up service. Mencap encourages local authorities to 
proactively involve user-led groups, partnership boards and the voluntary sector 
throughout the process.  
 
It is inevitable that there will be disputes as to how much each agency contributes, or 
who is responsible for the service. Mencap sees local authorities as being best placed 
to lead negotiations. We recommend the government works closely with local 
authorities and other agencies, to determine what these financial barriers are. It is 
crucial that all disputes be dealt with in a timely and efficient way to limit the 
damage on both the relations of the partners and the progression towards reform. 
 
 

 
30 www.equalityhumanrights.com/media-centre/council-s-compliance-with-disability-equality-duty-
to-be-checked-following-inquest-findings/ 
31 Steven Hoskin (2006), violently tortured before being forced to take a lethal does of painkillers and 
fall from a bridge to his death 
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7. Fair funding 
 
There needs to be sufficient funding to meet the proposals laid out in the green 
paper.  
 
Evidence shows that people with a learning disability are living longer and that more 
people with profound and multiple learning disabilities are moving into adulthood32. 
This means there will be an increase in the demands on the system. However, 
demand will also increase if the preventative approach is followed for people with a 
learning disability. This is because it will require up-front financial investment in low-
level services for people who do not currently meet the eligibility criteria and who 
may not be known to social services. There is currently no measure of unmet need.33

 
Mencap is aware that the proportional spend of adult social care funding on learning 
disability has increased from 17% to 23%.34 However, despite this increase, 71% of 
Mencap local groups report cuts to social services in their area and 82% report that, 
where people are receiving individual budgets, there is not enough local funding to 
meet their needs. This discrepancy between spend and the experience of people on 
the ground needs to be explored as a matter of urgency. Mencap calls for accurate 
research on how existing money is being spent.  
 
A recent report from the Department of Health states that local authorities spent 
over half of their adult social care budget for learning disability on residential and 
nursing care for a relatively small number of people. In addition local authorities that 
spend a higher share of their adult social care budget on care tend to spend more 
overall but achieve worse results than local authorities with a lower use of residential 
and nursing care.35 This shows that existing funding is not being spent wisely. 
Mencap therefore welcomes the push for efficiency savings within the green paper 
and calls for clear guidance as to what constitutes an efficient use of resources.  
 
Without a considerable investment in social care from a national level, and given an 
increase in the number of people with learning disability, especially those with 
profound and multiple learning disabilities, there will be significant budgetary 
pressures on local authorities. This can only increase with the announcement of free 
domiciliary care for over 65s. The Department of Health has announced that this will 
cost £670 million annually, with councils expected to contribute £250 million through 
efficiency savings.  
 
The proposals in the green paper for a national assessment system and other 
improvements, as well as the proposals that everyone who is eligible for social care 
would have a proportion of their cost paid for by the state, will inevitably lead to an 
increase in spending because more people would be using the system. Unless funding 
for this is explicitly identified, it can only be paid for by reducing funds available for 
those currently assessed as eligible – i.e. by raising the bar or by giving less to those 
who are eligible. Either way, it is an equally unacceptable form of rationing.  
 

 
32 Emerson, E., Estimating Future Need for Services for Adults with Learning Disabilities (2008) 
33 John Bolton, Uncorrected transcript Health Select Committee, Department of Health (29 October 
2009) 
34 p22, Use of Resources in Adult Social Care, Department of Health, 2009 
35 p43, Use of Resources in Adult Social Care, Department of Health, 2009 
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Having listened to people with a learning disability, their families and carers, Mencap 
is aware of the absence of fairness and equality in the current system. We have heard 
from them that this needs to be urgently addressed. This would therefore, point 
towards the introduction of a national resource allocation system. It is crucial that 
this system be based on accurate population data so that local authorities receive 
funding which enables them to truly meet local need. Funding allocated should be 
ringfenced in order to guarantee fairness and equality in service delivery. However, 
Mencap acknowledges the concerns of local authorities who want the flexibility to be 
responsive to changing needs. We do not think that these have to be mutually 
exclusive and we call on the government to commit to exploring the implications of 
this vision.  
 
Mencap therefore is calling for further research on how a centrally funded national 
resource allocation system could work and how it can be delivered locally, with a full 
impact assessment for local government.  
 
Mencap is also calling for the government to undertake urgent research to monitor 
future demand for health and social care to support a robust resource allocation 
system in order that certain groups do not get pushed out of the system through 
inadequate planning and funding.  
 
To meet transformation and rising demands, the system overall needs more money. 
As a member of the Learning Disability Coalition, Mencap fully supports its 
submission to this consultation, which details the need for increased funding. 
 
“Lives are dominated by funding issues – nothing is ever settled.” Bridget Reigar 
 
“Ensure equality of funding throughout the country across geographical boundaries 
goes with equality of access and assessment criteria.” Winchester and district Mencap 
 
“This report starts the debate, but it does not at all cover the needs of those who need 
care of working age and this needs further discussion. More money needs to be found 
to fully meet the needs of all people with a learning disability, especially those with 
PMLD.” Mandie Lewis 
 
 
7.1 Partnership, Insurance and Comprehensive Models 
 
Along with other organisations, Mencap is concerned about the lack of clarity as to 
how the funding models proposed in the green paper would impact adults of a 
working age. Even though the models do not affect the majority of people with a 
learning disability, we are concerned about individuals with assets or family carers 
who may be charged for services.  
 
Although we are not fully satisfied with the Comprehensive Model, we do see this as 
the better option in comparison to the Partnership and the Insurance models. 
Mencap sees this as the option which benefits individuals from lower incomes. 
Although the model will not directly affect people with a learning disability who 
currently receive free social care, we are concerned about family members and carers 
who have a lower income as a result of being a full-time carer.36  

 
36 Carers UK, Carers in Crisis (2008) 
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Our consultation also found that 88.7% of the public said that they would be willing 
to pay more tax to improve social care services for people with a learning disability37 
and we would welcome the opportunity to bring this model back into the debate.  
 
“Increase government budget/funding to local councils through small tax rise.”  
Mrs J Carroll 
 
“Fund the care and support for people with all forms of disabilities and chronic illness 
direct from government funds e.g. increasing National Insurance and Tax 
contributions.” Patricia Hagger 
 
 
7.2 Disability Living Allowance 
 
We are pleased that government has confirmed that the Disability Living Allowance 
will not be a possible source of funding to expand the funding of social care.  
 
Many of the 263,000 people of working age with a learning disability38 who receive 
the Disability Living Allowance are not eligible for care and support services or other 
forms of financial support and rely on these benefits to meet the extra costs of living 
with a disability. We seek assurances from the government that this commitment to 
protect Disability Living Allowance will be protected in the long term.  
 
Mencap urges the government to clarify how the suggestion that Attendance 
Allowance is subsumed into the broader funding of social care will ensure that some 
older people are not left to bear the additional costs associated with their 
impairment themselves.  
 
 

 
37 Mencap’s Don’t cut us out! consultation on adult social care (2009) 
38 Eric Emerson & Chris Hatton, Estimating Future Need for Adult Social Care Services for People with 
Learning Disabilities in England in the CeDR Research Report (November 2008) 
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Conclusion  
 
Mencap welcomes the green paper on social care and appreciates the opportunity to 
help shape the new system for people with a learning disability, their families and 
carers.  
 
The National Care Service should set out to uphold the human rights of people with a 
learning disability. To deliver the vision laid out in the green paper, the government 
will need to address the failures of the current system and ensure that a personalised 
approach is taken at all levels of the new one.  
 
The green paper sets out proposals to reform the way services for individuals are 
funded, specifically focusing on older people. While we welcome the focus on 
increasing funding, the green paper does not address the funding gap for disabled 
adults of a working age, including people with a learning disability, which will be 
exacerbated by increasing levels of future need. We strongly urge the government to 
address this issue. 
 
As our consultation process has shown in this response, the accompanying video 
submission and our joint Social Care Speed Debating events39, social care is often 
perceived as a gift from the state and not a right.  
 
Only by ending the appalling postcode lottery of eligibility criteria, personalisation 
and service provision will the system stop being a barrier to an independent, healthy 
and happy life and start to truly uphold every individual’s human rights.  
 
 
 
 
 
 
 
 
 
 
 
 
 

 
39 Shaping the Future of Care Together: a Social Care Speed Debating Response, Mencap, Leonard 
Cheshire Disability, MS Society (2009) 
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Thank you  
 
Mencap would like to thank the 1,200 people with a learning disability, families, 
carers, party activists, and members of the public who took the time to contribute 
to our consultation. We would also like to acknowledge the input and support of 
staff and local societies across England without which the consultation would not 
have been possible.  
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