
 
 
 
DLA: why it matters 
Results from a survey exploring usage of Disability  
Living Allowance (DLA) by people with a learning disability.  
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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 is committed to protecting essential benefits for people with a learning 
disability. Disability Living Allowance (DLA) is paid to disabled people in 
recognition of the “extra costs” that their disability has on their ability to get 
around or look after themselves. Since coming into power, the coalition 
government has stated a commitment to promoting social justice for disabled 
people, including increasing independence, autonomy and employment 
opportunities.  However, subsequent announcements threaten to undermine 
these promises. 
 
In the June Budget 2010, the coalition government announced reform of 
Disability Living Allowance (DLA). It was announced that the government 
intended to introduce new “medical assessments for all DLA claimants from 
2013–14”1.  The predicted savings to government are of over £1 billion a year by 
2014/15. Following the announcement in June, Mencap was contacted by a 
significant number of people with a learning disability and their families 
expressing concern about the proposal. Consequently, we conducted a survey 
(launched in July 2010) to find out how people with a learning disability spend 
their DLA with the aim of sharing with government the importance of DLA for 
people with a learning disability and the beneficial impact it has on their lives. The 
on-going consultation on reform of DLA2 presents a timely opportunity to present 
the findings from the survey to government.  
 
In total, 996 completed surveys were retuned to us. We were primarily interested 
in people with a learning disability of working age, and the majority (86%) of 
those completing the survey were over the age of 18 (or completing it on behalf of 
someone with a learning disability over this age).  

 
Of those who completed the section on rates of DLA (87% of respondents), 45% 
received the higher rate of DLA care component, 37% received the middle rate 
and 18% received the lower rate of DLA.   
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1 Budget, HM Treasury, June 2010 
2 Public Consultation: Disability Living Allowance reform, DWP, December 2010 



Key findings: 
 
66% of respondents were in receipt of social services in addition to their DLA. 
 

"I have a care provider, a social worker and live in 
supported living.  I have 24 hour support as I have high 
support needs." 

 
 
 
 
84% of respondents spent their DLA on paying for care and support including 
help around the home and support with leisure activities and transport needs. 

 

“I use my DLA to pay for taxis. I do not like using buses. I have been teased on 
buses.”  

61% of respondents commented that they spent more money on “everyday” 
things as a result of their learning disability. 
 

“…to have an ‘ordinary’ experience generally costs money”  
 
71% of respondents commented that DLA made a difference to their lives. 

 
"(DLA is) a major component in my limited financial resources.”  

 

“Without the DLA allowance my daughter would become 
very isolated…she would lose a lot of her independence” 

 
 
 
 
As indicated above, the survey’s findings highlight the central role DLA plays in 
the lives of people with a learning disability, helping them to afford the support 
they need to live an independent and fulfilling life.  Mencap believes access to all 
rates of DLA must be protected otherwise people with a learning disability will be 
left socially and financially vulnerable and isolated. 

Key points 
• DLA buys additional support for people with a learning disability not covered 

by the support received, if any, from social services. 
• DLA is an important financial resource for people with a learning disability.  

However, for practical purposes, it is often placed in the “general pot” making 
the individual contribution of DLA more difficult to determine. 

• The government is planning to change the way benefits are paid, introducing a 
face to face assessment for DLA, removing DLA mobility component for people 
in residential care and the eventual replacement of DLA with the Personal 
Independence Payment (PIP). 

• Mencap is concerned that such plans could dramatically reduce the money 
that some people with a learning disability are entitled to, significantly 
diminishing their quality of life. 

• Steps must be taken to protect DLA for people who rely on it for the vital 
support they require as a result of their learning disability. 
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About Disability Living Allowance (DLA) 
 
Background 
 
Disability Living Allowance (DLA) replaced and extended Attendance Allowance 
and Mobility Allowance in April 19923 for people who become disabled before the 
age of 65. Attendance Allowance can still be claimed from the age of 65 onwards.  
However, DLA can be claimed up to the age of 65 and, once awarded, can remain 
in payment beyond 65 as long as the entitlement conditions continue to be 
satisfied.  
 
 
What is DLA for? 
 

“Disability is expensive…  DLA pays for necessities, not luxuries”  
 
 
DLA is a non-contributory, non-means tested and tax free benefit that helps meet 
the extra costs associated with disability.   The Department for Work and Pensions 
has described DLA as providing: 
 
“a financial contribution towards the generality of extra costs experienced by… 
disabled people as a direct result of their disabilities… [DLA was] introduced as a 
policy response to the evidence that disabled people and their families suffered 
greater disadvantage and poverty than their non-disabled peers...”4 
 
DLA was always intended to be a ‘flexible’ benefit, allowing people to decide how 
they use their benefit according to their own circumstances and needs:  
 
“The provision of a flexible cash benefit can help to promote disability equality in a 
number of ways, for example, by facilitating greater involvement in everyday and 
social activities (including work, where that is an option).”5  
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3 The Social Security Contributions and Benefits Act, 1992 
4 Attendance Allowance, Disability Living Allowance and Carer’s Allowance, Retrospective equality 
impact assessment, September 2010 
5 Ibid 



 
Eligibility for DLA 
 
 

“Learning disability is for life and does not go away.  Why keep 
being tested to check still got it?”   

 
 
DLA is a flexible cash benefit and can be used in any way to meet the additional 
costs of living with a disability.  An individual can get DLA whether they work or 
not.  Instead, eligibility for the benefit is based around care or supervision needs 
and/or problems getting around. Correspondingly, DLA has two “components”: 
 

Care component- awarded if an individual needs help looking after 
themselves or supervision to keep them safe. The care component of DLA 
has three rates; higher, middle and lower.  The higher rate (£71.40 per week) 
is paid to individuals who require help or supervision frequently throughout 
the day and during the night.  The middle rate (£47.80 per week) is paid to 
individuals who need help with personal care or supervision during the day 
or night. Finally, lower rate (£18.95 per week) is paid to individuals who need 
supervision for some of the day to assist with everyday tasks, such as 
cooking and personal care or to administer medication.6  Whether or not an 
individual is receiving the level of care or supervision required is not valid 
when judging eligibility. 

Mobility component- paid to those who need support or equipment to move 
around.  There are two rates; higher (£49.85 per week) and lower (£18.95 per 
week).  The higher rate is relevant to people with physical and sensory 
difficulties in walking.  For people with a learning disability, the higher rate of 
mobility may be relevant only where the individual gets the higher rate of the 
DLA care component and satisfies a number of other strict conditions.  People 
with a learning disability can receive the lower rate of the mobility component 
if they need guidance or supervision from someone else when in unfamiliar 
places.  DLA mobility allows people to leave their home independently and 
participate in everyday activities that non-disabled people can often take for 
granted. 

 
Some people may be entitled to receive just one component; others may get both.  
How an individual decides to spend their DLA to meet their care and mobility 
needs is entirely up to them. Receiving DLA is crucial for many people with a 
learning disability, as it can affect entitlement to other benefits, such as Working 
Tax Credit or Housing Benefit.7 
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6 Rates of DLA at April 2010, http://www.patient.co.uk/health/Disability-Living-Allowance.htm 
7http://www.direct.gov.uk/en/disabledpeople/financialsupport/dg_1001173 
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Numbers and people with a learning disability 
 

• As at November 2009, 3.1 million children and adults in Great Britain were 
receiving DLA. Of these, just under 1.8 million were of working age8.  

 
• The total number of people with a learning difficulty9 receiving DLA as at 

July 2010 is estimated to be about 347,90010. 
 

• Within the 347,900 people receiving DLA, 307,400 are in receipt of the care 
component of DLA: 

 
 - 28% (n=86,600) of the 307,400 receive higher care rate:  
o 6,700 – higher care only 
o 35,400 – higher care and higher mobility 
o 44,500 – higher care and lower mobility 

 
- 55% (n=168,800) of the 307,400 receive middle care rate:  
o 22,300 – middle care only 
o 10,200 – middle care and higher mobility 
o 136,300 – middle care and lower mobility 

 
-  17% (n=52,000) of the 307,400 receive lower care rate:  
o 10,900 – lower care only  
o 1000 – lower care and higher mobility 
o 40,100 – lower care and lower mobility  

 
• Total mobility only (higher or lower): 40,500. 
 
• Of 350,000 people with a learning disability receiving DLA (11.3% of the 

total number of claimants), 140,000 receive social care services11.   
 
 
 
 
 

 
8 Attendance Allowance, Disability Living Allowance and Carer’s Allowance, Retrospective equality 
impact assessment, September 2010 – based on data extracted from the DWP data tabtool 
9 “a significantly reduced ability to, understand new or complex information and learn new skills 
[impaired intelligence] with a reduced ability to cope independently [impaired social functioning], 
which started before adulthood with a lasting effect on development.” -  DWP definition: 
http://www.dwp.gov.uk/publications/specialist-guides/medical-conditions/glossary-of-terms/#l 
10 PQ answered by Maria Miller, Minister for Disabled People, on 19 July 2010, Figures taken from 
DWP 5% sample data. 
11 People with Learning Disabilities in England 2010.  Improving Health and Lives: Learning Disability 
Observatory, January 2011.  
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Background to survey 
 
“Disabled people are particularly vulnerable to cuts in services and benefits – 
they are disproportionately reliant on health, social care, housing and transport 
services, and also, as a result of low employment rates and the additional costs 
associated with living with an impairment, more likely to live in poverty and/or 
rely on benefits for a large proportion of their incomes.”- DEMOS, 201012. 
 
In June, Chancellor George Osborne announced plans in the emergency budget to 
phase in a new medical assessment for new and existing DLA claimants of 
working age, from 2013, to drive a 20% reduction in costs. The Chancellor said 
that the new assessment will "ensure support is targeted to those with the 
highest medical need" and save the government £1.4 billion by 2015. Mencap fear 
that short term cost savings could unfairly penalise people with a learning 
disability having long term implications for them, their families and carers.  
Following the budget announcement, Mencap was contacted by many people 
with a learning disability, their families and carers expressing concern over the 
potential loss of this “vital benefit” for people with a learning disability. 

Despite further detail being presented as part of the consultation on DLA reform, 
there remains a general lack of clarity about the numbers likely to lose or receive 
a reduced rate of DLA as a result of the proposed changes – or who they are likely 
to be. If there is scope for a reduction of 20% ‘expenditure and caseload’ the 
inference is of abuse of or wastage in the current system, yet there is no evidence 
to suggest that this is the case. We are very concerned that government does not 
know what the impact of removing DLA from people with a learning disability will 
be. Mencap believes that careful consideration of the original purpose of DLA and 
a more thorough understanding of how it supports disabled people is needed. Any 
reform must not come at the cost of people’s quality of life. Mencap wants to 
ensure that the proposed changes do not unfairly disadvantage people with a 
learning disability.  
 
 
 
 
 
 
 
 
 
 
 
 
 

 
12 Destination Unknown, DEMOS, 2010. 
http://www.demos.co.uk/publications/destinationunknowndisability 
 



Methodology 
 

In July we released a survey, exploring how people spend their DLA and the 
impact it has on their lives.  Respondents were asked a series of open and closed 
questions about how they use their DLA.  The aim was to explore the use and 
impact of DLA in people’s daily lives.  The survey was available online via the 
Mencap website and was also sent out in paper form to people within the learning 
disability community.  Quotations from respondents’ answers are used 
throughout the report to illustrate the points highlighted. 
 
 
 
Results 
 

996 people responded to the survey.
86 % of respondents were over the age of 18.  

 
 
 
 
An analysis of the survey responses provided the following results which can be 
broken down into five overarching themes: 
 

A. Rate of DLA 
B. Receiving Social Services 
C. Care and Support 

• Help around the home 
• Transport 
• Leisure activities 

D. Everyday Things 
E. Does DLA make a difference to your life? 
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A. Rate of DLA 
As anticipated and in line with national figures the majority of respondents were 
receiving higher or middle rate DLA (care component) whilst a minority were 
getting lower rate. 
 
Our survey      National picture 
 
 
 
 
 
It was noted that 78% of surveys were filled out by a carer/family member on 
behalf of someone with a learning disability illustrating the level of support 
required, which DLA is often used to fund and/or subsidise.   
 
It is noteworthy that of the 996 respondents to the survey 134 did not state their 
DLA rate.  This implies that a number of individuals are unaware or uncertain 
about the rate of DLA they receive.  This could be due to a lack of understanding 
about to how much they receive or how the benefit itself is allocated.  It is 
important that the government take this issue on board in any changes to the 
benefit so that claimants are made more aware of how much money they are 
receiving and why. 
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Higher Rate 45% (n=390)
Middle Rate 37% (n=321 
Lower Rate 18% (n=151)  

Higher Rate 28% (n=86,600)
Middle Rate 55% (n=168,800) 
Lower rate 17% (n=52,000) 

Mark’s Story
Mark receives higher rate DLA (care component) which is paid to his 
mother who carries out the majority of his care requirements.  This 
includes; cooking and feeding, personal care, continence products, 
washing and drying, shopping and help with administrative and legal 
matters.  His mother has been providing this level of care for over 40 
years, 18 of which as a single carer. 
 
Unable to talk since suffering severe brain damage from the flu virus 
in 1969 at the age of three.  Unable to walk without considerable 
assistance, Mark now relies on a wheelchair to go any distance and 
therefore is unable to use public transport.  His mother can no longer 
drive because of deteriorating sight problems, meaning that Mark 
depends on ambulift buses or private taxis to attend day services, go 
to social clubs, hospital appointments, or outings of any description. 
 
Mark’s DLA is essential to cope with all the extra costs and needs of 
looking after someone with this life-long condition.  It is unlikely that 
he would be able to remain at home if his DLA was reduced. 



B. Receiving Social Services 
An individual may be eligible for DLA care and/or the mobility component but 
not be eligible for support according to local authority eligibility criteria13.  
However, a majority of the survey respondents stated that they were 
in receipt of social services in addition to their DLA (care component); 
66%.  
 
As would be expected, the majority of those who said they were receiving social 
services (over 80%) were receiving higher and middle rate DLA care component.  
Respondents commented that they rely on DLA to supplement social services due 
to the quality, amount and availability of support. These findings corresponded 
with what Mencap was told by the 1200 people with a learning disability who took 
part in our 2009 survey into social care. This highlighted the inability of our 
current social care funding system to meet the growing demand on care and 
support services.14 This places local authorities under significant pressure to 
reduce the costs of providing care and support, improve efficiency whilst meeting 
the needs of a growing number of individuals with complex needs all in the 
context of increasing cuts to government funding.  

 

“The night carer ensures I am safe as when my trachi blocks it needs cleaning 
immediately or I can't breathe.” 

What social services were survey respondents receiving? 15 
- A social worker: to offer advice, support and assistance. 
- Day services: allows people to receive assistance and support with carrying 

out everyday activities away from their homes. It also gives them the 
opportunity to learn or improve upon skills and hobbies, to socialise and 
travel out on field trips and take part in leisure activities.  

- Direct payments: cash payments given to service users in lieu of community 
care services they have been assessed as needing.  This gives individuals 
greater choice in and control over their care.  

- Individual budgets: money people can use flexibly to buy the support or other 
things they need to meet the outcomes they have identified in their support 
plans. 

- Care provision, such as supported and assisted living. 
- Respite care and carers respite providing short-term, temporary relief from 

the day-to-day responsibility of full-time carers. 
- Adult placement schemes: giving people the opportunity and support to live 

an ordinary domestic life as part of your local community. 
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13 In 2007/08, 74% of local authorities set eligibility at ‘substantial’ or ‘critical’ only – from Cutting 
the cake fairly, CSCI review of eligibility criteria for social care, Commission for Social Care 
Inspection, 2008. This figure is expected to rise according to the Care Quality Commission and 
Coalition on Charging with many councils already consulting on tightening eligibility and 
increasing costs of care.    
14 Don’t cut us out!  Mencap’s consultation on adult social care, 2009.   
15 These are a list of examples given by respondents. We do not know how much social services 
each individual was receiving.   



 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Tink’s story 
“I forget to do things like putting away shopping and 
this costs as they go off. I also often need to be 
accompanied when I go to meetings and have to have 
someone with me. I also need care when my anxiety 
levels get too high. 
 
My mum is my primary carer but she is retired and on 
pension credit. This is not a lot of money, so without my 
DLA our lives would be very limited. I am a student, so 
cannot contribute anything. I am also in receipt of 
Incapacity Benefit, following a review in March of this 
year. This enables me to have some independence and 
to go to some clubs with support.” 
 
- Receiving Lower Rate DLA (care) 

C. Care and support 
We know that the majority of local authorities will only fund needs that they 
deem to be critical or substantial.  Consequently, the overwhelming majority of 
those with moderate and low needs are not provided for.  For these people, DLA is 
regarded as an absolute lifeline. It is often used to fund the care and support that 
is not being provided for by the local authority.  
 
The survey found that the vast majority of respondents used their 
DLA to pay for care and support; 84%.  This included paying for: help 
around the home, care/support workers, help accessing leisure activities and 
support with transport. 
 
People across all rates of DLA said they used the benefit to fund the care and 
support they required to live a “normal” life.  This finding supports the view that 
DLA often acts as a “top up” to social services. Some people with a learning 
disability will have additional difficulties including physical disabilities, mental 
health issues or speech/sight or hearing impairments all of which can magnify 
their support requirement.  Furthermore, the need for additional support becomes 
of increasing importance if parent/family carers are elderly due to limited family 
finances and/or an inability to work.   Consequently, DLA can mean the difference 
between living in the family home or being forced into care. 

“Our resources as a family are very, very stretched.  As parents of a profoundly 
disabled young adult with complex needs, our earning capacity is affected 
adversely and we must always work flexibly - this is not good for most 
businesses. 
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With reform of DLA focussing on those disabled people with “the greatest need”, 
as outlined in the consultation document, the concern is that this will exclude 
many disabled people – who are deemed to have ‘lower need’ – who still face 
additional costs associated with their disability or condition.  Tightening social 
care eligibility criteria mean that many disabled people who currently claim DLA 
receive no support from their local social services department – a situation that is 
worsening. Those accessing lower rates of DLA are often unlikely to be able to 
access support elsewhere and cuts to these individuals could lead to 
unsustainable pressure on social care or NHS budgets. The current climate of cuts 
could leave peoples needs unmet forcing the burden onto families/carers.  This 
could undermine the feasibility of unpaid care financially untenable for many 
families or push them to breaking point.  This is unacceptable.   
 
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.16  Mencap believes that people with a learning 
disability should be afforded the care and support they require as a result of 
their disability so that they can participate in life.  DLA makes a valuable 
contribution to this and must be protected.  
 
Specific examples of the types of support required by people with a learning 
disability which were identified in the survey include: 
 
 

I. Help around the home 
Over half of respondents said they spent their DLA on help around 
the home; 58%.  
 
Examples of the types of help they were paying included 

- Personal Assistants. 
- Support workers. 
- Providing parents/family members with a carer’s allowance (carers 

assessment). 
- Day service and respite costs. 
- Home maintenance support; cleaners, gardeners and “handy men.” 

 
 
 
 
 
 

“Support staff do LOTS for me. They help (do) my personal care as I need 
attention, showering, teeth cleaning, hair washing, medication administering, 
home and personal safety, cooking and drink preparation, cleaning and 
budgeting.” 

 
What help is provided? 

- Personal care needs; showering, toileting and personal hygiene needs. 
- Help with shopping. 
- Assistance with cooking and feeding. 
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- Home maintenance and upkeep; cleaning, gardening and repairs. 
- Support with budgeting and paying bills. 
- Help with excessive laundry demand created by soiling. 
- Making necessary adaptations to the home for individual’s safety, such as 

installation of alarm systems, stair lifts and hoists. 
 

We all need help around the home now and again.  For someone with a learning 
disability this need can be magnified as a result of their disability which can 
generate a higher demand for such services. This subsequently increases the 
cost.  DLA helps reduce the financial burden of such costs on the individual. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Patrick’s story 
“I live in supported accommodation funded by the local council with 
four other people who have learning disabilities.  Care workers are 
with me 24/7.  They help with personal care, cooking, general 
household duties and shopping. The care staff where I live support 
me when I clean my room and help to keep our bungalow clean and 
tidy. 
 
I am unable to travel unaccompanied and need transport provided for 
all my leisure activities. Support staff will either provide transport or 
accompany me on my leisure activities.  Transport is otherwise 
provided by my parents or taxis.  I cannot find my way around 
independently so if I am going out a care worker, or someone else, 
has to plan my journey and the activities when I am out. 
 
I attend a day service but need support there throughout the day. I 
also help at a coffee shop (voluntarily) and again need support 
throughout the activity. 
 
Without the financial support of the DLA I would have very little 
income and would be unable to afford to participate in the 
meaningful activities throughout my week.  Life would be miserable!” 
 

- Receiving Middle Rate DLA (care) and Lower Rate mobility 
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II. Transport 
People with a learning disability have the right to use public transport in the same 
way that people without a disability can and be supported to do so if necessary.  
Access to transport is essential for promoting independence, choice and 
opportunity.  DLA is an important means of people with a learning disability 
meeting the extra costs associated with travel, as reflected in the existence of the 
mobility component.  Interestingly, our survey found that over half of 
respondents were using their DLA care component to pay for 
transport; 62%.  This finding suggests one of three scenarios: 

a) individuals were not in receipt of DLA mobility and therefore relied 
on the care component to meet their transport costs; or 

b) DLA care component was used as a “top up” to cover the costs not 
met by DLA mobility alone; or 

c) Respondent’s did not make a distinction between the two types of 
DLA received and simply used them to meet their needs as and 
when required.  

 
 
 

 

“He is entirely reliant on me or anyone else to transport him anywhere” 

 “Cost of transport means that in addition to the mobility element of DLA the 
care component is used too (amount varies).” 

Why is DLA used to pay for transport? 
- Safety: there was an implication by some respondents that taxis were being 

used due to anxieties over safety.  Respondents noted an unwillingness to 
use public transport when it is dark, late at night or when travelling alone.  

 
- Independence: due to their learning disability, many respondents are unable 

to drive and thus rely on others for their transportation requirements, 
whether via public transport, carers/family members or private services eg. 
Taxis. 

 
- Support: people with learning disabilities may require support when travelling 

due to physical or communication difficulties.  This can have implications in 
relation to travel costs if a companion also needs their transport costs paid 
for.    

 
- Access: respondents commented on the inaccessibility of public transport 

due to practical reasons (no disabled access or limited space) and/or 
geographical issues (do not live on/near a bus/train route).  In addition, 
people with a learning disability have reported difficulties understanding 
transport information, such as timetables and signs. This inaccessibility 
creates a corresponding dependence on private means of transport. 

 
 “We need the car and extra transport to get around…as it is 

not possible to use the wheelchair on public transport.”  
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What travel needs is DLA being used to fund? 

- Paying for buses and/or trains for themselves and/or companion if they do 
not have access to a free or concessionary pass and/or companion pass. 

- Payment of or contribution towards mileage/petrol if using staff/family 
member/ friends vehicle. 

- To pay for taxis, if public transport is inaccessible or the individual cannot 
travel independently.  

- To make necessary adaptations to vehicle(s). 
- Pay parking costs. 
- Purchase mobility support; motability cars, mobility scooters, walking frames 

and wheelchairs. 
 
Access to and use of transport is important to all of us.  Mencap believes that 
transport should be safe, affordable and accessible for people with a learning 
disability.  It is imperative that steps are taken by the government and wider 
society to recognise the transport needs of people with a learning disability, 
promoting a transport system that meets the needs of everyone. Equality of 
access, both financially and physically, should be the underlying standard. 
 
 

III. Leisure activities  
Everyone wants to be able to access leisure activities in order to live a fun and 
fulfilling life.  However, for people with a learning disability this is often difficult 
without the support of a carer, support worker, family member or friend.  
Consequently, DLA may be used to pay the additional cost of a companion when 
doing a social activity, whether it be paying for their dinner or an extra ticket for a 
sporting event or film.  This was reflected in our findings with over half of 
respondents spent their DLA on paying for support to access leisure 
activities; 66%.  
 
 
 
 
 
 
 
 
 

“My DLA gets me out of my bedroom and into society” 

“Without DLA I might just be able to manage my bills but I would not be 
able to go out at all and I would get very fed-up.  These things are 
important and other people do them without thinking.  I need support” 

 
What leisure activities are they paying for? 
 

“My DLA gives me confidence to continue socialising and 
my growing independence but with support from staff.”  
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Entrance fees to and access/transport costs for: 
- Theatre and Cinema. 
- Sporting activities (playing and watching) such as football, rugby, boccia17 

and swimming. 
- Visiting family and friends. 
- Work placements. 
- Holidays/day trips (also pay for supporters’ tickets, accommodation, food 

etc). 
- Museums. 
- Gym. 
- Youth clubs 
- Art classes. 

 
For inclusion to become a reality, people with a learning disability must be able 
to participate in their local community.  DLA allows individuals’ to pay for the 
support they need in order to access social and leisure activities, allowing them 
to enjoy what society has to offer and live an active, social and fulfilling life. 

 
 

D. Everyday things 
 

“Due to soiling of clothes and bedding the washing machine has 
to be on once and very often twice a day.”

 
 
 
Survey participants reported that some required items or services are perceived as 
“extra” or everyday items “cost more” increasing the financial burden on the 
individual in comparison to non-disabled adults.   In total, 61% of respondents 
commented that they spent more money on “everyday” things as a 
result of their learning disability, as well as physical disability in 
some cases.  As would be expected, this figure was highest among people 
receiving higher rate DLA with three-quarters of respondents listing a number of 
“everyday” items that they spent more on due to the day-to-day realities of living 
with their disability.   
 

Examples included: 
- Excessive laundry: people with profound and multiple learning disabilities 

may require several changes a day due to soiling of clothes and bedding 
creating a high laundry demand. 

- Higher than average heating, electricity and phone bills due to medical, 
physical and personal care needs. 

- Regular replacement of appliances due to high wear and tear of TVs, DVD 
players, computers, dishwasher, washing machine etc. 

- Clothes and shoes: high level of wear and tear and fluctuations in weight due 
to medication and/or lack of activity result in a high turnover of clothes and 
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17 Boccia is a target ball sport, in the same family as bowls, designed for athletes with severe 
disabilities that affect their motor skills.   



shoes.  Additionally, some people may require specialised clothing and/or 
footwear due to their medical needs. 

- Food: due to special dietary requirements and purchasing of ready meals due 
to difficulty with cooking. 

- Cleaning products. 

 

“Obsessions result in excessive use of everyday items. For example, household 
items; washing up liquid, cleaning sprays, toilet tolls, liquid soap, kitchen 
towels etc. Personal items; shower gel, body sprays, breakages of mobiles and 
music equipment etc.” 

- Personal care and hygiene products: some people with more severe learning 
disabilities have high personal care needs which results in higher usage of 
such products. 

- Home maintenance. 
 
Respondents comments illustrated how people with a learning disability have to 
pay extra for items and services that feature in most people’s daily living 
expenses in addition to those extra costs associated with their disability. 
 
Mencap believes that people are entitled to financial support to ease the burden 
of the extra costs associated with living with a learning disability and should not 
have such support taken away from them without the provision of a viable 
alternative. 
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E. Does DLA make a difference to your life? 
We invited respondents to tell us how their DLA made a difference to their quality 
of life.  71% of respondents chose to answer this question, all of 
whom described how DLA made a positive difference to their lives 
for various reasons. 
 

Responses included: 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

“How would we pay the bills?” 

“To not access different places, integrate in community, meet my 
friends, expand my knowledge would greatly affect my life” 

“Sean would be unable (due to his difficulties) to get a part time job 
like most boys of his age so he feels like he gets his own money 
without having pressure to earn it.” 

“I am not very social but I like to go to the cinema or a day 
activity with staff support as they understand me” 

 
“Every penny is essential.” 

 
 
 
 
 

“If DLA was taken away it would make people like me vulnerable, 
isolated and in debt”- 

 
 
 

 
 

DLA relieves financial pressure allowing people to meet the extra costs of living 
with a disability. The examples listed above illustrate the vital role DLA plays in 
the lives of people with a learning disability and cements Mencap’s belief that 
people on all rates of DLA must be protected. 
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Conclusions 
 

“The Government should not be targeting the least able 
in society”- mother of someone with learning disabilities. 

 
 
 

“We need more money.  Not less.” 
 
 
DLA helps recipients’ access employment and services by providing 
necessary support.  It allows people to maintain relationships with 
friends and family through meeting the additional costs of transport 
and allowing them to be active members of their community.  In 
essence, DLA improves people’s quality of life, physical and mental 
health and allows them to maintain their independence and control. 
 
At present, DLA plays a key role in reducing the potential demand for formal 
services, enabling people to find their own solutions and support rather than 
relying solely on the state.  Mencap believe that, in the long term, the proposed 
changes could well result in higher costs on the state due to the likely decline in 
individuals’ personal and physical wellbeing, and the increased likelihood of a 
crisis.  An individual’s package of support does not provide for all aspects of their 
life.  It only funds basic care. DLA helps people overcome the additional costs and 
barriers they encounter as a result of their disability.  For some families, it can 
mean the difference between poverty and a reasonable standard of living. 
 
The responses to the survey highlight and confirm some of the key issues which 
we have also outlined in our consultation response to the reform of the Disability 
Living Allowance:  
 
Focus on those with the greatest need 
This report has highlighted the important, beneficial role DLA plays in the lives of 
all people with a learning disability including those with more moderate learning 
disabilities. Having ‘lower need’ does not negate the fact that an individual does 
have real need. This must be recognised and respected.  The existence of lower 
rate DLA is recognition in itself of the extra costs faced by people with mild to 
moderate needs. We are therefore very concerned that the new ‘daily living 
component’ of the Personal Independence Payment (PIP) will have only two rates.  
 
 

“Without DLA I would be isolated as I could not go anywhere 
on my own.  This would make me depressed and my life 
would be spent in my room.” 
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The wider context 
It is important that the government considers the reform of DLA within the 
context of additional changes to the benefits system and as a result of the 
announcements made in the June Budget and the October Comprehensive 
Spending Review. The coming months will see extensive cuts across all areas of 
public spending, including benefits that people with a learning disability rely upon.  
Current estimates suggest that disabled benefits claimant will lose £9 billion in 
support over the course of this Parliament18.  Our challenge is to protect the most 
vulnerable in society from being penalised by such changes.  The sheer volume of 
responses to the survey gives an indication of the importance people attach to 
DLA and the level of concern regarding the Chancellor’s budget proposals last 
year.   
 
Too many people with a learning disability are left behind by the current social 
care system. Furthermore, the demand on social care by people with a learning 
disability is increasing,19 meaning that more people are set to be left behind 
without the care and support that they need. 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.  Tight eligibility criteria, failures of 
information and support services have isolated many individuals from having 
choice, control and independence in their lives.   
 
 “We seem to be being squeezed from all sides with cuts 

happening locally and now DLA. I’m not sure the government 
is seeing the bigger picture.” 

 
 
 
 
Range of disability-related costs 
This report highlights the wide range of ways in which people use their DLA to 
meet the extra costs of disability. It has shown how DLA can work to prevent 
isolation and promote independence and integration by enabling people to buy 
some of the support they need and helping them to get “out and about” in the 
community. Any changes to eligibility for DLA (or PIP) will need to be sensitive to 
the multi-dimensional drivers that impact on the costs that disabled people incur. 
It will be a challenge to design an assessment which considers both the 
functional impact of a person’s disability and the social and environmental factors 
that impact on an individual’s daily costs.20  Further, concerns about the 
inappropriateness of the Work Capability Assessment (WCA) for people with a 
learning disability – including a lack of knowledge and understanding of learning 
disability by the healthcare professionals undertaking the face to face 
assessment– is increasing anxiety. 
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“(Medical assessments) could cause worry and stress 
and confusion to some people.  Tests can be scary!”  

18 Code of Practice on Consultation, BERR,  2008 
19 Estimating Future Need for Adult Social Care Services for People with a Learning Disability in 
England, Eric Emerson and Chris Hatton, 2008. 
20 Counting the Cost, Claudia Wood & Eugene Grant, Demos, 2010 



“[S]ome people with mild learning disability may lose out…where on 
appearance a person seems OK.  They [healthcare professionals] may 
not understand/recognize the additional support needs they have.”  

 
The importance of DLA 
Although the proposed changes would not take place until 2013/14, the proposals 
have caused an enormous amount of distress and anxiety amongst people with a 
learning disability, their families and carers.  The Chancellor's commitment to take 
tough action to reduce public spending must not come at the cost of peoples 
support and independence. DLA does not pay for luxuries but forms a vital lifeline 
for many people with a learning disability. Proposed changes could have a lasting 
and damaging impact on people’s lives.  It's imperative that people who need 
support continue to get it. The government has made a commitment to fairness, 
dignity and respect for people with a disability - removing DLA will break these 
promises.  Efforts must be made to guarantee that any assessment of eligibility 
for DLA is rooted in an accurate understanding and awareness of the additional 
costs of living with a learning disability.  Mencap is committed to protecting DLA 
for all people with a learning disability who deserve to be guaranteed the quality 
of life they are entitled to and that many others take for granted.   

 
“All disabled people should have certain rights.”

 

“He would not be able to be independent of us if he were to lose it…In 
time I imagine his health would suffer and he would incur debt” 
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