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1. Introduction “He does not go out alone and 
can’t access public transport 
alone. We have to take him 
everywhere. Without this 
money, life would be extremely 
difficult... We need to know 
that he lives in a caring society, 
where he will not be pushed into 
poverty and isolation because 
of his disability when we are no 
longer here to care for him.”
Parent of an adult with autism and accompanying 
learning disability

“I am increasingly concerned 
for my future when I leave 
university and as my parents get 
older. I’m also worried that I 
will have to be very ill before I 
can get help, which has happened 
in the past. Even then, this 
has not been specialist help. I 
want to be able to maintain 
my current level of physical and 
mental health, which without my 
current level of support I fear I 
will be unable to do.”
Adult with Asperger syndrome
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An autism spectrum disorder (ASD) is a lifelong 
developmental disability, and coping with it makes 
everyday life much more expensive. Disability 
Living Allowance (DLA) is a lifeline for many 
people with an ASD and their families as it helps 
to cover these costs and, as such, is absolutely 

What is Disablity Living Allowance?

Disability Living Allowance (DLA) is a key benefit for many people 
with an ASD. It is designed to meet the additional costs associated 
with the impact of their disability on day-to-day life. Having a 
disability will often make life more expensive – for example, 
you might need to travel by taxi because public transport is 
inaccessible, or you might need to pay for support to help you 
wash, cook or organise your bills and bank accounts.

There are two components to DLA. The care component helps 
with the additional cost of personal care needs and the mobility 
component helps with the additional cost of getting around. To 
apply, claimants are required to fill out a complex form outlining 
the impact of their disability on their everyday life. Some people 
may also be required to undertake a further face-to-face 
assessment before determining their eligibility. 

Eligibility for DLA is based on the effects of a person’s disability 
and the help that they need, not the help they may already 
receive. It is not an out-of-work benefit and is payable regardless 
of whether or not someone is in work. In fact, for some 
disabled people, the funding they get from DLA to support their 
independence is crucial in enabling them to work.

fundamental to giving them the same opportunities 
as others in society.

As part of its broader public spending cuts, the 
Government has announced a 20% cut in DLA 
spending over the next three years. To implement 
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this cut, the Government is currently reviewing adult 
DLA and proposing to replace it with a new benefit: 
the Personal Independence Payment (PIP), which 
will focus on those people with the greatest needs. 

Because ASD is largely a ‘hidden’ disability, we are 
concerned that, under the new system, the very real 
needs of adults with an ASD will not be picked up. 
The resulting denial of the benefit and the crucial 
support it affords will, in many cases, lead to a loss 
of independence, deteriorating mental health and 
ultimately a far greater cost to the UK taxpayer. 
In addition, the proposed introduction of an 
‘objective face-to-face assessment’ for all adult DLA 
claimants, which will be inappropriate for many 
adults with an ASD, will increase the likelihood that 
their needs will be misunderstood or overlooked. 

The National Autistic Society recognises that the 
current system for applying for DLA does not always 
work for people with an ASD. We often hear from 
them and their families that they find it difficult 
to access DLA, that their needs are frequently not 
understood, and that they face regular reassessments 
for a disability which is lifelong. Many of these 
difficulties arise because the criteria and assessment 
for DLA are focused on physical disabilities, so a 
review of the DLA assessment process is certainly 
needed. But the Government’s new proposals are 
at risk of making the process worse, not better, for 
people with an ASD.  

It is crucial therefore that any new assessment process 
properly acknowledges the unique challenges faced by 
by people with an ASD so that they do not unfairly 
and disproportionately lose out on this vital benefit, 
due to a lack of understanding of their disability. 

Finally, we believe that the proposal to remove 
the mobility component of DLA for adults living 
in residential care is a misguided one, because it is 
based on the incorrect assumption that people living 
in residential care always have alternative access 
to transport. The proposal could lead to a loss of 
independence for hundreds of people with an ASD.

Getting the new system right 

Many people with an ASD have significant support 
needs and countless families have contacted us to 
express their strong concern about the proposed 
changes. We therefore urge the Government to 
ensure that the proposed new benefit reflects the 
true needs of people with an ASD. 

This report outlines why the proposed DLA 
reforms are in danger of failing people with an 
ASD, how important DLA is to people with an 
ASD and their families, and what the Government 
can do to make its reforms work better for 
them. We have focused on adults with an ASD 
- but acknowledge that DLA is also a lifeline for 
thousands of children with the same condition.  
We are therefore pleased that the Government 
has stated that they do not currently expect to 
make changes to child DLA, and we strongly 
support this course of action. 
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> the design of any new assessment takes full account the difficulties 
experienced by people with an ASD in their daily life

> people with an ASD and their families are fully involved in the 
development of the new assessment

> professionals carrying out the assessment have full training in ASD 
and are able to access expert support when they need it

> professionals who know the person with an ASD well are included in 
the assessment process

> people with an ASD have a right to appoint an independent advocate 
to help them through the process

> the Government carefully considers the requirement to attend a  
face-to-face assessment, so that those who are evidently entitled to 
the benefit do not have to go through the assessment unnecessarily

> the decision to remove access to the mobility component for people 
in residential care is reversed

> the Government stands by its initial decision not to cut or reform DLA 
for children

> the Government takes steps to make sure that people who lose their 
DLA as a result of the reforms are not doubly disadvantaged by 
losing out on other benefits and concessions for which DLA acts as 
a ‘gateway’.

We recommend that:
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An autism spectrum disorder (ASD)1  is a lifelong 
developmental disability that affects the way a person 
communicates with, and relates to, other people. 
It also affects how they make sense of the world 
around them. Around 1 in 100 people have an ASD. 
It is a spectrum condition, which means that while 
all people on the autism spectrum share three main 
areas of difficulty, their condition will affect them in 
different ways. 

Asperger syndrome is a form of ASD; people with 
Asperger syndrome are often of average or above 
average intelligence. They have fewer problems 
with speech but may still have difficulties with 
understanding and processing language. 

The three main areas of  
difficulty are:

> social interaction 
This includes difficulty in recognising and 
understanding other people’s feelings and managing 
their own. Not understanding how to interact with 
other people can make it hard to form friendships. 
It can mean, for example, that people are reliant on 
the internet for social interaction, or that they need a 
support worker to help them access facilities in their 
local community.

1 We use the term autism spectrum disorder or ASD throughout this document to refer to all 

conditions from across the autism spectrum, including classic autism, Asperger syndrome 

and high-functioning autism.

2. What is an autism spectrum 
disorder? 
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> social communication 
This includes difficulty in using and 
understanding verbal and non-verbal language,  
including gestures, facial expressions and tone of  
voice. Some people with an ASD rely on things 
such as social skills groups or mentoring to help 
them overcome this barrier.  

> social imagination   
This includes the inability to understand and 
predict other people’s intentions and behaviour 
and to imagine situations outside of their own 
routine. Often this leads to social naivety, 
extreme literal thinking and a profound need for 
rigid routine in all aspects of life. Any events that 
fall outside that routine, such as an unexpected 
detour on a bus, or a compulsory interview, 
can be extremely stressful, even painful, and 
impossible to cope with. 

People with an ASD typically also experience some 
form of sensory sensitivity or under-sensitivity, for 
example to sounds, touch, tastes, smells, light or 
colours. This can mean that busy, noisy environ-
ments are unbearable for many people with an 
ASD. Others may be particularly sensitive to the 
texture or pressure of certain fabrics and so have to 
buy particular types of clothing. Because of their 
difficulty in understanding the world around them, 
people with an ASD can also face disabling levels of 
anxiety, which can in turn exacerbate the effects of 
their condition.

Some people with an ASD are able to live relatively 
independent lives but others may need a lifetime of 
specialist support.

People with an ASD routinely struggle 
to access the services and support they 
need. Research indicates that:

> over 60% of adults with an ASD rely on their 
families for financial support and 40% live with 
their parents2 

> 63% of adults with an ASD report that they do 
not have enough support to meet their needs. 
As a result, one third have developed a serious 
mental health problem3 

> only 15% of adults with an ASD are in full-time 
work, although 79% of those on Incapacity 
Benefit told us they would like to work4.

2 Rosenblatt, M. (2008). I Exist: the message from adults with autism in England. London: 

The National Autistic Society

3 ibid

4 Redman, S. (2009). Don’t Write Me Off. London: The National Autistic Society
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3. What’s wrong with the proposed 
reforms to DLA?

“I currently use my DLA to 
access community activities 
and groups and also to pay for 
certain elements of support. 
It is also used to get me out 
and about and to achieve my 
independence... If this support 
is taken away, this will be very 
detrimental to my overall health 
and well-being, and will mean 
that I will no longer be able to 
be independent.”
Adult with Asperger syndrome 

The Government’s intention to ‘ensure our 
resources are focused on those with the greatest 
need’5 can only work if needs are correctly identified 
and understood in the first place. Our fear is that, 
following their face-to-face assessment, many adults 
with an ASD who have genuine and significant 
support needs will become ineligible for a benefit 
they completely rely on, simply because their 
disability is misunderstood or underestimated. With 
the Government aiming for a ‘reduction target’ of 

5 Department for Work and Pensions. (2010). Public consultation: Disability Living 

Allowance reform. London: The Stationery Office



11

20% in DLA payments, as set out in the Budget 
report in June 20106, we are concerned that many of 
the adults with an ASD who are already unable to 
access social care support from their local authority, 
due to ever tightening eligibility criteria7, will end up 
losing their only means of paying for the help they 
need to live independently, or even just to get by.

The objective, face-to-face assessments that the 
Government is proposing for all applicants will be 
inaccessible to many people with an ASD and will 
be an ineffective way of assessing their needs.  
ASD is a spectrum condition which affects different 
people in different ways. But all people with an 
ASD experience difficulties with communication, 
interaction and making sense of the world around 
them, even if these difficulties take various forms 
and are not always immediately apparent. 

For those on the ‘low-functioning’ part of 
the spectrum, communication may only be 
possible through specialised means, such as by 
communicating using pictures with the help of a 
skilled support worker or carer. This would make 
it extremely difficult for them to explain their 
needs adequately to an assessor in a face-to-face 
interview. Others, for example, may have difficulty 
in understanding what is being asked of them by 
the assessor, but be unable to say so due to their 
communication difficulties - or they may simply say 
what they think the assessor wants them to say. 

Some people’s ASD is invisible. They may speak 
articulately and be highly intelligent, but this can 

6 HM Treasury. (2010). Budget 2010 Policy Costings. London: HM Treasury

7 Three quarters of local councils only support adults with social care needs who have 

substantial or critical care needs. See Dunning, J. ‘Councils to deny social care support to 

all but most needy’ at www.communitycare.co.uk/Articles/2010/09/15/115321/councils-

to-deny-social-care-support-to-all-but-most-needy.htm

mask other aspects to their disability that are only 
apparent in certain situations (for example, they 
might not be able to travel without support due to 
difficulties in processing information or with 
sensory balance). 

Without a proper understanding of the nature 
of ASDs, an assessor simply cannot make a fair 
judgement on the level of need of a person  
with an ASD. 

The proposal for a compulsory face-to-face 
assessment also poses other challenges for people 
with an ASD. Because many find it difficult to 
anticipate unexpected events, and often suffer acute 
anxiety if placed in an unfamiliar environment 
or situation, they tend to develop and adhere to 
very rigid routines. The requirement to attend an 
assessment at a time and place outside of their 
control can cause genuine stress and anxiety, 
especially if they need to travel to get there. The 
environment of the interview room may even 
cause them physical pain, if, for example, they are 
acutely sensitive to the buzzing of a strip light or 
the texture of their seat. They may not be able to 
articulate this to anyone. 

For all these reasons, it is vital that the 
Government’s proposals take full account of the 
unique needs of people with an ASD. If the assessor 
underestimates a person’s level of need because 
they don’t appear to have an obvious disability in 
the interview, or a person is denied DLA because 
they did not turn up at the appointed time (due 
to anxiety or simply not understanding what they 
needed to do) then people with an ASD are at risk 
of being unfairly disadvantaged by the new reforms. 
Similarly, those people whose disability means 
that they would simply be unable to take part or 
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cooperate in such an assessment will be at risk of 
being disadvantaged.

In a survey on the use of benefits by people with 
disabilities, carried out by the Disability Benefits 
Consortium, 80% of the people with an ASD who 
responded to the survey were in receipt of DLA8.  
Over half of the respondents used their DLA to pay 
for support or help from someone and 44% relied 
on it to contribute towards the cost of transport.

We carried out our own research9 among people 
with an ASD and their families to find out how 
DLA makes a difference to their lives. Over 250 
people responded to our survey, often telling us 
that they were reliant on their DLA for independent 
travel, for accessing community services and for 
getting the support they need to manage their 
day-to-day lives. Without their DLA, many people 
told us they would be socially isolated and far more 
likely to experience poor mental health.

Because ASD is a spectrum condition that affects 
different people in different ways, the type of support 
they need also varies. So a person with classic autism 
may need help with, for example, incontinence; but 
a person with Asperger syndrome may need help to 
manage their personal finances and pay their bills. 

Many people with an ASD will also want to socialise 
and participate in their communities but may need 
additional support to do so.  

8 Report from the Disability Benefits Consortium due to be published later in 2011.

9 We carried out a survey into how adults with autism use their DLA in January and 

February 2011. The survey received 251 responses.

Susan10*
Susan is the parent of Richard, an adult 
with autism and an accompanying 
learning disability. She told us some 
of the ways in which her son uses his 
DLA to promote his independence and 
improve his quality of life.

“Computer programs to help 
him understand how other 
people think and books to 
explain life skills... Transport 
to college and petrol to 
get to placements, because 
buses are too stressful and 
confusing... It helps to pay 
for extra lessons including 
cooking skills for when he 
is older... He uses it for 
extra phone calls to find 
information... He pays for a 
support worker when he needs 
one to take him to places.” 

10 The majority of our case studies were collected anonymously through our survey. Where 

we have used pseudonyms, these are marked with *.
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Sophie*
Sophie is an adult with Asperger 
syndrome who told us about the various 
aspects of day-to-day life that are 
affected by her disability, and why these 
lead to additional costs.

“Often public transport is 
very over-stimulating so I 
need someone out with me for 
support, which tends to cost 
more. I have a limited diet, 
which can be more expensive. 
I am very sensitive to the 
way clothes feel, so they need 
to be tumble-dried. I am 
unable to cook safely.”

Our research demonstrates the importance of the 
care and mobility components of DLA if people 
with an ASD are to live fulfilling lives and meet 
the additional costs that arise due to their disability. 
In particular, young adults with an ASD and their 
parents told us they are concerned about the impact 
that changes to DLA could have on their future 
prospects. For them, DLA can be vital in helping 
them make a successful transition to adulthood  
and independence.

Those accessing the lower rates of DLA are often 
unlikely to be able to access support elsewhere – 
and some of them may be facing other benefit cuts 

as well, either through Government reforms or 
where DLA is used as a ‘gateway’ to other benefits.
 

DLA as a ‘gateway’ benefit

DLA is not only an important benefit in its own 
right but is also a gateway to other benefits, 
including Carer’s Allowance.  

We carried out a survey of carers in 200911. Of 
the 300 carers who responded to our survey, 83% 
cared for someone with an ASD for over 50 hours 
a week. This had a significant impact on their 
ability to work, among other things. Only around 
50% of respondents received Carer’s Allowance, 
which suggests it is already difficult in many cases 
to access this benefit. If the switch from DLA to 
PIP means that fewer people with an ASD receive 
the benefit, this will in turn make it harder for their 
carers to claim Carer’s Allowance. 

Concessionary travel benefits, such as blue badges 
and bus passes, are another source of support that 

11 Rennison, R. (2009). Who cares for the carers?. London: The National Autistic Society



14

many people with an ASD find invaluable. Some 
people with an ASD, for example, find walking 
through crowds highly stressful due to painful 
sensory overload. 

A concessionary bus pass helps them to avoid 
this, while blue badges allow those with cars to 
park closer to their destination – both simple 
solutions that can make the difference between 
isolation and independence. In some areas, people 
with a concessionary bus pass can also apply for a 
companion pass, which is essential for those people 
with an ASD who struggle to travel independently. 
DLA is an important way to access benefits like this. 

Although local authorities must not use DLA or 
PIP as the only proxy for access to such benefits, 
the Government must also take steps to 
ensure that people with an ASD and their 
families are not doubly disadvantaged by 
losing out on both DLA and the other vital 
benefits and concessions.

In many cases, the loss of DLA will have a 
detrimental outcome not just for the person with 
an ASD but for society as a whole. Our research 
shows that the degree of independence and control 
afforded by DLA has a major positive impact on the 
lives of people with an ASD.  Without it, a person 
could lose their independence and struggle without 
support until they reach crisis point, creating 
further unsustainable pressure on social care and 
health budgets. 

“[If I no longer received DLA] 
I would have to move, probably 
into a town, where I wouldn’t 

cope at all due to a tendency 
to acute depression and I’d 
likely kill myself or at least 
attempt to... Since living in the 
village I have had a healthier 
life in all areas. I wouldn’t 
be able to afford to go out 
to day and evening activities, 
thereby increasing isolation and 
depression. I wouldn’t be able to 
keep my animals, taking away 
much of my purpose in life and 
my company. Food shopping 
would be much harder and I 
probably wouldn’t manage to 
eat very well. If I couldn’t 
afford internet access as well 
then my life would be almost 
totally isolated and miserable.”
Adult with Asperger syndrome

“Without DLA I can say with 
absolute assurance my daughter 
would have to give up her entire 
independence. This would lead to 
a return of the depression and 
suicidal ideas and I do not think 
she would be able to cope. I live in 
fear of this happening to her.”
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4. DLA care component for people 
with an ASD

Parent of an adult with Asperger syndrome

People with an ASD use the care component of 
DLA to cover a wide range of costs arising from 
their disability. This is crucial to maintaining their 
physical and mental health and independence, 
preventing social isolation and helping them to live 
their day-to-day lives without reaching crisis point.

Many people with an ASD will not be eligible for 
social care support under their local authority’s 
Fair Access to Care Services (FACS) eligibility 
criteria. However, in most cases they will still have 
support needs and will face additional costs as a 
result of their ASD. It is precisely those people 
who are ineligible under FACS, and who therefore 
rely entirely on DLA to pay for their support, 
who seem most likely to lose out as a result of the 
Government’s proposed cuts and reforms. 

Without DLA, this group is less likely to be able 
to find employment, and highly likely to develop 
more complex and severe difficulties as their needs 
escalate through lack of support. The social care 
system will eventually be forced to intervene, 
but only once they have reached crisis point and 
become significantly more expensive to support.
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Our research found a number of common 
themes in the way people use their DLA 
care component.

> People with an ASD can find it hard to organise 
and prioritise their personal affairs. Many use 
DLA to pay for a person to help them manage 
bills and other important paperwork.

> Some people with an ASD have particular 
sensory sensitivities which mean that they can 
only wear certain fabrics or types of clothing. 

> Many people with an ASD are intolerant of 
certain types of food and therefore may need 
to spend more money on, for example, dairy or 
gluten-free alternatives.

> Challenging behaviour or poor motor skills often 
cause wear and tear to household furniture and 
clothing, leading to additional costs.

> Some people with an ASD are reliant on the 
internet to reduce their social isolation. They 
may also have higher phone bills if, for example, 
they need regular advice or reassurance from 
parents or carers. 

> Some people with an ASD may be incontinent, 
meaning they have to buy incontinence pads.

It is clear that people with an ASD are reliant on 
the care component of DLA to meet a wide range 
of needs. Some only require support for specific 
functions in their life, such as personal care, but 
others need a lifetime of constant care and support 
in order to communicate, interact, manage their 
anxiety and cope with day-to-day life. For many 
adults with an ASD, informal care and support 
from family members can be a lifeline – but it is 
often a financial burden on those families.

“[We use the DLA to cover the 
costs of] telephone bills and 
maintaining two mobile phones 
- one for parent and one for 
son. We need to be constantly 
available on the phone for 
support throughout the day in 
respect of unpredictable events, 
reassurance, support and health 
needs and reminders... Our son 
receives different types of 
support from us throughout 
each day, often in the form of 
prompts, conversations, planning 
schedules, organising time and 
telephone contact. Our lives are 
extremely limited and governed by 
the needs of our son.”  
Parent of an adult with high-functioning autism

Even with this informal support and care, people 
with an ASD can struggle to form and maintain 
social connections. For many, their isolation would 
be impossible to overcome without DLA. For those 
with higher support needs, DLA can be a vital means 
of accessing the round-the-clock care they require.
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Stephen
Stephen is 20 years old and has a diagnosis of Asperger syndrome and ADHD. He completed 
his education in 2008 and since that time his condition has forced him to remain at home, 
unable to go out to work, socialise or even go shopping. Now, he uses his DLA to pay for a 
support worker to help him combat his isolation. Stephen’s mum told us:

“He began with three hours on a Thursday morning meeting up with 
a support worker, going on buses, doing simple things like going to the 
library and reading papers, to a cafe to buy himself a drink, playing 
snooker. From this he was encouraged to attend a local social group but 
this meant travelling to a town ten miles away on the bus. Initially my 
husband travelled with him and waited the two-and-a-half hours for 
him and then travelled back. [The bus journey] cost Stephen £12 so his 
DLA again came into use. He now has a travel trainer working with 
him because we feel it is really important that it is not us [travelling 
with him] all the time because we don’t open up his world.  

“The change in my son is immense, he is now more at ease with other 
people, he is happy to go out and about: he went with his support 
worker to do his Christmas shopping and buy his dad a birthday card 
and didn’t have to wait for me to have some time to be able to do 
it with him. He has joined the local snooker club and is comfortable 
going there. He is becoming slowly more independent and enjoying that 
independence. He looks forward to his two days out and it gives him 
some additional routines and structure.  

“If Stephen did not have access to these benefits his world now would 
be very small and his ability to communicate and interact with others 
would become very limited. I want my son to be happy, to be a part 
of the community and to open up his world.”

/
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Abhita*
Abhita has autism and an accompanying learning disability. She receives the high level of 
the DLA care component and the high level of the DLA mobility component. This support 
makes it possible for Abhita to live in her own home with the 24-hour support she needs. 
As well as contributing to her independence, DLA covers other costs such as food, 
transport and telephone costs. Her mother told us:

“It is important that Abhita remains in this independent living 
situation which addresses her autism and gives her a quality of life 
- she has already lost her father and when I die there would be no 
one to look after her.” 

With the help of DLA, those with higher support needs can achieve a level of independence 
that might otherwise be impossible. Once their needs are met by DLA, it is less likely that 
their difficulties will escalate to a crisis point and require more expensive intervention.

“Without DLA... Abhita would have a very poor quality of life 
and be so limited in her opportunities it is likely that challenging 
behaviour would develop and the level of support would need to  
be increased.”



20

5. DLA mobility component for 
people with an ASD

For a number of reasons, many people with an ASD 
struggle to use public transport. Tasks that other 
people take for granted, such as buying train tickets, 
reading timetables, finding the correct platform and 
knowing when to get off a train can be impossible 
for many people with an ASD, without clear visual 
or audio instructions. Furthermore, people with 
an ASD can find being in crowded, confined 
spaces unbearably stressful because of their sensory 
difficulties and inability to communicate or to 
interpret the actions of others. 

Difficulties in accessing public transport 
can include:

> anxiety about travelling on unfamiliar 
routes or by modes of transport that could be 
unpredictable; for example, if they are delayed

> an inability to complete a journey if a situation 
changes; for example, if a return train is cancelled 
or a journey detours

> sensory overload; for example, due to being 
hyper-sensitive to noise

> vulnerability, either because the person with an 
ASD misunderstands another person’s intentions 
and reacts inappropriately, or because their reliance 
on familiarity and routine means that they cannot 
cope if they encounter unexpected problems

> being unable to travel alone without intensive 
support at every stage; for example, because  
they have difficulty comprehending and 
processing information.
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Our research found that many people with an ASD 
needed their DLA to contribute towards the cost of 
taxis or running a car, otherwise they simply would 
not be able to get out of their house independently. 
But because ASD affects different people in 
different ways, others can cope with public 
transport but may be unable to drive safely. Either 
way, without the mobility component of DLA, 
many people told us they would be completely 
socially isolated.  

“I cannot use public transport as 
that would involve interacting with 
other people... I would be totally 
crippled by anxiety and sensory 
overload. Same goes for taxis - so 
I have to finance my own car.”
Adult with Asperger syndrome

 
The mobility component of DLA is important not 
only because it enables people with an ASD to be 
more independent but also because it allows them 
to play an active role in their local community.

“DLA mobility... was required to 
obtain a concessionary bus pass, 
reducing the expense of travel 
because my sensory issues prevent 
me driving... I do voluntary work 
for the Citizens Advice Bureau, 
which wouldn’t be possible 
without DLA mobility.”
Adult with Asperger syndrome

But the vulnerability of some adults with an ASD 
can also mean that they are unable to travel alone. 
The DLA mobility component is vital if these 
people are to cover the cost of a parent or carer 
accompanying them wherever they go. 

Helena*
Helena has an adult daughter with 
Asperger syndrome. When her daughter 
uses public transport, she often finds 
the noise and crowds overwhelming, and 
this can make her anxious and lead to 
her running away. Helena‘s daughter is 
vulnerable on public transport, so taxis 
are a safer way for her to get around. 

“She has to use [taxis] 
because she cannot travel 
by public transport unless 
accompanied... she is very 
vulnerable and can get taken 
advantage of.”
Helena’s daughter can misinterpret 
people’s reactions on public transport 
and the stress of not understanding 
those around her can mean that she 
reacts inappropriately and her behaviour 
can become quite challenging. Part of 
her DLA covers the extra cost of getting 
taxis instead of public transport, and 
contributes to the additional fuel costs 
Helena incurs when driving her daughter 
around by car. 
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DLA mobility component for 
people in residential care

We are extremely concerned that the proposed 
removal of the mobility component for people 
living in residential care will reduce independence, 
autonomy and opportunities for this group of 
people, which includes many with an ASD. 

If the Government goes ahead with this proposal, 
it will have a significant and adverse impact on 
the everyday life of those affected. The possible 
outcome can only be one of two things: people will 
be forced to remain indoors and have a diminished 

Louise
Louise has two sons – Daniel, aged 34, and Joel, aged 24. Both are on the lower-functioning 
end of the autism spectrum and neither speaks. They live in a specialist care home in 
Sussex, a long way from the family home in London where they lived until they left school. 
The family made the tough decision for Daniel and Joel to move to Sussex because there 
was no other way to access the support they needed. 

Daniel and Joel both receive the higher rate DLA mobility component due to their complex 
needs. The Government would argue that this is unnecessary, as care homes provide 
transport for their residents. The reality is that many homes do not have the money to do 
so. In Joel’s case, his DLA money pays for his share in a vehicle he uses along with other 
residents. 

For Daniel, shared transport is not an option. He has additional impairments and behavioural 
issues which mean he cannot travel with others. His DLA funds a separate car with a seat 
right at the back, as ‘he has a tendency to take his T-shirt off and flick it at the driver’. 

Without the lifeline of their DLA mobility payment, Daniel and Joel would be stuck on site and 
their isolation could result in a deterioration of their mental health, ultimately costing the state 
more to support them in the future.

quality of life; or social services will need to make 
up the difference in funding. With local authority 
funding for social care already extremely tight, 
and with further budget cuts to come, the latter 
outcome seems unlikely.12 

The Government has recently indicated that this 
decision will be delayed and subject to a review. 
We welcome this acknowledgement that further 
analysis is needed. However, we remain opposed 
to the proposal, which will affect 80,000 people 
with a disability, with many left unable to afford to 
leave their home and denied the independence most 
people take for granted. We therefore believe that 
the review is unneccessary and the proposal should 
simply be abandoned.
  

12 Alltimes, J. et al. (2011). Don't limit mobility. London: published by a coalition of disability 

organisations including The National Autistic Society, Mencap, Leonard Cheshire Disability 

and Sense
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6. Getting the Personal 
Independence Payment (PIP) 
right for people with an ASD

The National Autistic Society recognises that 
improvements are needed to the way DLA supports 
people with an ASD. We welcome the opportunity 
that the Government’s reforms provide to make the 
benefit work better. However, we are concerned that 
people with an ASD may lose out if their needs are 
not fully taken into account in the proposed change 
to PIP. 

The difficulties faced by people with an ASD in 
communicating, interacting and making sense of 
the world around them mean that a face-to-face 
assessment conducted by a stranger is likely to cause 
serious stress and anxiety.

For people with Asperger syndrome and high-
functioning autism, whose support needs may 
be less apparent to those with little knowledge 
of ASD, the assessment process risks being too 
generic to recognise the unique challenges that 
people with an ASD face in their daily lives. It is 
crucial that the PIP is allocated to people based 
on a real understanding of need, and not used to 
exclude people based on the incorrect assumption 
that they have a weaker claim than those with more 
immediately obvious disabilities.

“With the continued assistance 
of DLA and other benefits, 
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my daughter will one day be a 
productive, tax-paying member of 
the community. I know she has 
this determination and I know 
she’ll succeed... I would plead with 
the Government to understand 
that appearances can be very 
deceptive. My daughter may not 
look disabled but she is at more 
of a disadvantage than others 
with a disability, purely because 
people expect more of her.”
Parent of an adult with Asperger syndrome

ASD is a complex disability which affects different 
people in different ways, so it is absolutely vital that 
assessors understand the nature of the disability. 
In particular, assessors need enough autism-specific 
training to recognise the sometimes very specific 
support needs of people whose disability is not 
immediately apparent. They also need to know when 
to ask for expert advice before making a decision. 
A brief face-to-face assessment with someone with 
an ASD, who may have significant difficulties with 
communication, cannot adequately identify their 
needs. The person being assessed will usually, for 
example, have a very literal interpretation of language 
or may not understand the way the questions are 
posed, yet not have the communication skills to 
say that they don’t understand. Others may have 
no speech or limited language, and would require 
intensive support to be able to communicate at all 
in this context. In some cases, a person may not be 
aware of what their own needs are, and might require 
an advocate to speak on their behalf.

People with Asperger syndrome or high-functioning 
autism, by contrast, may display advanced language 
skills and above average intelligence in their 
assessment, thereby appearing very able - but this  
all too often masks an underlying disability. 

Paula
Paula is in her early twenties and was 
recently diagnosed with Asperger 
syndrome. She was keen to get the 
support she needed to find work, so 
applied for Employment and Support 
Allowance (ESA). 

When Paula had her ESA medical 
assessment, the doctor carrying 
out the assessment rushed through 
the appointment in just 15 minutes, 
asking nothing about Paula’s Asperger 
syndrome and ignoring a seven-page 
psychiatrist’s report about her diagnosis. 
The doctor then recorded that he saw ‘no 
evidence of communication difficulties’ 
in his report to the ESA decision-maker, 
despite communication difficulties 
being fundamental to Paula’s diagnosis 
of Asperger syndrome. Six days later, 
Paula’s application for ESA was rejected. 
She later found out that she had been 
scored zero points on her medical 
assessment. It was only after going to a 
tribunal that Paula was finally awarded the 
benefit to which she was entitled.

People with an ASD often need help to communicate, 
so it is also crucial that someone who knows them 
well, such as a parent or advocate, is able to attend 
their face-to-face assessment with them. The next 
example shows how important this is for people with 
an ASD who attend Work Capability Assessments.
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Stefan
The mother of an adult with autism describes her experience of translating for her 
daughter at a Work Capability Assessment.

“My intention was not to speak for Stefan. Stefan was going 
to answer every question herself. When we went in, the doctor 
asked Stefan questions and all I did was translate. 

“So if he asked Stefan a question like ‘What are you doing at 
the moment?’ I just translated that into ‘Can you tell us what 
you’ve done this week?’ 

“Stefan had not answered one question directly, only through me. 
The doctor came to the last question and said, ‘How do you see 
yourself, Stefan, in three years time?’ and I started to try and 
explain what he meant because Stefan didn’t understand. It’s 
too abstract for Stef. Then the doctor said to me ‘I don’t want 
you to do this any more. I want Stefan to now answer questions 
from what I’m saying.’ 

“Stefan really just didn’t understand how he was putting it, 
and he said ‘This is just what I wanted to know, that she 
really wouldn’t understand everyday conversation from an 
unfamiliar person.’”
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It is important to get the assessment right the first 
time – both for the sake of the person with an ASD 
(to avoid the distress and financial problems that an 
appeal process and delayed payment can cause) and 
for the public finances. Tribunals are expensive in 
terms of time and money – around 40% of people 
who appeal to tribunal when their claim for ESA is 
rejected are successful, illustrating the fallibility of 
current face-to-face assessments.

We have been highly involved in the Harrington 
Review into the Work Capability Assessment  
(WCA)13 since it superseded the Personal Capability 
Assessment. Our experience with this has shown 
us how important it is that assessment criteria 
fully take into account the needs of people with 
an ASD and the difficulties they may have with 
communication and interaction. We endorse 
the recommendations in the Harrington 
Review and believe it is vital that Professor 
Harrington’s findings and recommendations 
are reflected in the assessment for the PIP. 

To make sure that the PIP fully recognises 
the needs of adults with an ASD and 
offers them the support they need, we 
recommend that:

> the design of the PIP assessment takes into 
account the unique difficulties adults with an 
ASD have as a result of their disability. This 
must include their social and communication 
difficulties as well as their sensory sensitivities;

> people with an ASD and their families  
must be fully involved in developing the  
PIP assessment;

13  Harrington, M. (2010). An independent review of the Work Capability Assessment. 

London: Harrington Review

> those carrying out the PIP assessment 
must have full training in ASD so that they 
can recognise when someone has ASD and 
understand the support they may need as a result;

> those carrying out the PIP assessments must 
be able to access expert support. This would be 
similar to the “mental, intellectual and cognitive 
champions” proposed by Professor Harrington14;

> professionals who know the person with 
an ASD well must be included in the PIP 
assessment process. Due weight must be given 
to external evidence, such as psychologists’ 
reports, to ensure a robust and accurate 
assessment process. Where appropriate, 
professionals should also be invited to attend 
the assessment to help the person with an ASD 
communicate their needs;

> people with an ASD should have the right to 
appoint an independent advocate to help them 
through the process of applying for the PIP.

ASD is a lifelong condition and those on the ‘low-
functioning’ part of the spectrum have profound 
specialist support needs that will last a lifetime. For 
this group of people, face-to-face assessments will 
cause severe anxiety, while regular reassessments 
would be an entirely unnecessary drain on the 
public finances.

In some cases, a person’s needs will be so apparent 
that it would be pointless to force them to attend a 
face-to-face assessment when their medical records 
make them unquestionably eligible to receive the 
benefit. Those with higher-functioning autism will 

14 Ibid.
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also usually have thorough, detailed reports about 
their disability and its impact from psychiatrists, 
social workers and other relevant professionals. A 
short assessment from a less-qualified professional 
should not be allowed to override this evidence.

We therefore call on the Government to ensure 
that people are not required to have a face-
to-face assessment when they have sufficient 
existing evidence about their disability and can 
therefore demonstrate their entitlement to the 
PIP without one.

We recommend that the PIP assessment should 
be a tiered process that first takes into account:

> reports from experts, such as a full diagnostic 
report which would detail the needs of a person 
with an ASD

> evidence from professionals who know the 
person with an ASD well, such as a social worker 
or GP

> a form completed by the claimant or their carer 
detailing their needs.

A person with an ASD should only be invited for a 
face-to-face assessment if these forms of evidence 
fail to demonstrate their needs. 
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7. Conclusion

Unless the Government’s proposed reforms to DLA take into 
account the unique difficulties facing people living with an ASD, 
they will result in many unnecessary costs.

1. The cost of providing unnecessary face-to-face assessments to people who 

have existing evidence to demonstrate that they are eligible for the benefit.

2. The cost of tribunals for those who have been let down by an inadequate 

assessment process that failed to acknowledge their needs first time round.

3. The cost to health and social care services of supporting those people whose 

needs will escalate once they lose their only means of paying for support.

DLA is a lifeline for many people with an ASD and their families, and the 
personal cost of losing this lifeline is enormous. The Government’s planned 
20% cut to spending on DLA will inevitably mean that many will miss out. 
We urge the Government to reconsider this huge cut and to carry out 
extensive analysis on take-up and usage of DLA before imposing it.

Furthermore, the proposal to cut the mobility component for those in 
residential care unfairly targets an extremely vulnerable group of people 
based on a false assumption that that they already have access to transport. 
This decision must be reversed.

We urge the Government to take forward the recommendations in this report 
to ensure that the proposed reforms to DLA, including the new eligibility 
criteria and face-to-face assessment, adequately reflect the needs of people 
with an ASD.

It is vital that the Government involves people with an ASD and their families 
in the design of the new system, and takes steps to ensure that the cuts do 
not pose a disproportionate risk to this uniquely vulnerable group.
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Over 500,000 people in the UK have autism. Together 
with their families they make up over two million 
people whose lives are touched by autism every single 
day.

Despite this, autism is still relatively unknown and 
misunderstood. Which means that many of these 
two million people get nothing like the level of help, 
support and understanding they need.

Together, we are going to change this.




