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SUBMISSION FROM DEBORAH BROWN 
 
Difficulties I experience as an adult with autistic spectrum disorder (ASD) 
 

 People misunderstanding my communication. For example, people 
might think I’m being rude when I am just being very direct, without 
any intention to be rude. 

 Me, understanding other people’s communication. For example, 
people speaking to me in a non-literal way, and I may miss the hidden 
meaning behind the literal words. 

 Not understanding how most people think.  This leads to not being 
able to predict how other people will react to what I do or say. I can 
upset people without meaning to. Sometimes I think I have a different 
moral code, because what would upset me is not always the same as 
what would upset other people. 

 Difficulty being tactful when communicating. 

 Difficulties with my body and processing signals from my body. 

 Difficulties in understanding mine and others’ emotions. 

 Difficulty in crowded places due to not being able to process sensory 
information quickly enough. 

 Not being able to listen and look simultaneously. 

 Not being able to think and listen simultaneously. 

 Not being able to look and think simultaneously. 

 Being slow to process sensory information. 

 Not able to focus on one sound whilst blocking other sounds. This 
means difficulty in understanding speech in noisy environments. 

 Difficulty with driving because I cannot take in information fast enough 
to be able to judge the traffic quickly enough and be safe on the roads. 
This limits me to public transport and hence limits my ability to travel. 

 Not able to concentrate in some noisy environments. 

 Having to think twice as hard, to work out logically what other people 
know instinctively. 

 Most people not recognising I have a disability because I am high 
functioning and used to being in the main-stream. So, when I make a 
social error, this is presumed to be because I am a nasty person, and 
my communication issues are not noticed by most people. 

 Difficulty feeling isolated, alien and different to other people because 
of all the above issues. 

 Difficulty with managing anxiety because all of the above makes me 
very anxious. 

 Difficulties in the work place because of the above issues. 
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Help that I need but don’t already get 
 
1. ASD-specific support, once per week, with an autism professional to 

discuss difficulties and problem-solve.  
 
2. Better recognition of ASD in the Disability Living Allowance (DLA) system. 

Presently, the two areas which give entitlement to DLA are personal care 
and travel. However, my main issues are communication-related and social 
related (understanding how other people think). The DLA system needs to 
be adjusted to be more relevant to people with ASD. ASD is a genuine 
disability and it is right that people with ASD get DLA and other associated 
benefits (e.g. working tax credit if person with ASD does part-time work). 
Although I do have some personal care and travel-related difficulties, the 
biggest reason for me needing DLA isn’t personal care or travel needs. Full-
time work is difficult for people with ASD because of the exhaustion due to 
all the extra thinking required to logically process things that other people 
don’t, the tiredness which comes from concentrating hard to understand 
what people say, the stress and tiredness from having miscommunications 
with other people. After a miscommunication, I need to find someone who 
can explain what happened to me and what I can learn for the next time. 
So, I have to seek out support and do some extra learning. We therefore 
need the TIME in which this can happen and the SUPPORT for this to 
happen.  We therefore have a real disability, the focus of which is primary 
communication and social-interaction based and only secondarily personal 
care and travel-based. I am concerned that the DLA system does not 
always recognize our genuine needs, being too focused on personal care 
and travel needs. So, some people who really need DLA do not get it. I am 
concerned that I appear much more capable than I am and without 
significant knowledge, my difficulties and severe impairments might be 
overlooked by the current system in the future. 

 
Why the passage of the Autism (Scotland) Bill into law matters to me and to 
other people with ASD 
 
3. The passage of the Autism (Scotland) Bill into law matters to me and to 

other people with ASD because: 
 

 Many people with ASD do not get any services at all. 

 When services are available, some people are not entitled due to 
having the wrong post-code; some people are not entitled due to 
services only available between 9am and 5pm, so they might have a 
full-time job and not be able to access them. 

 Only 15% of people with ASD are in full-time work and a lot of us are 
on incapacity benefit. I think this is because society is not autism-
friendly and we do not receive understanding and adaption in the 
workplace.   
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 It is much more humane to have a system which only requires us to 
work part-time; however, when I had a full-time job, I had no legal right 
to get this changed to part-time work, even after my diagnosis of 
autism was made. 

 The trend with ASD seems to be AWAY from ASD-specific services 
and TOWARDS being placed with either mental health services, 
learning disability services, or some people get no service at all.  I 
think this is completely wrong.   

 High-functioning people with autism will not fit into learning disability 
services if they don’t have a learning disability.  The person may not 
have a mental health problem.  Even if they do have a mental health 
problem, this is secondary to the ASD.  If it was a person with 
tetraplegia was depressed due to being confined to a wheel-chair, they 
would get help with the tetraplegia and mobility.  You wouldn’t just 
send them to a mental health service to deal with their depression and 
not give them any service that was to do with their primary disability. 
And yet, this is what is happening with autism when we get given 
mental health services and not autism services. 

 Housing agencies may not recognise our disability or award us any 
disability points, so we may be stuck at the bottom of a housing list for 
years. 

 People in the mainstream do not seem to know what to do with us a lot 
of the time.  But, this is where the policy is aiming us at, AWAY from 
autism-specific services that do actually understand and CAN help. 

 A disability-specific organisation gave me an appointment for help, but 
I had to spend most of the appointment explaining ASD to them 
because they didn’t know what it was. Afterwards, they did not know 
how to help me, so I did not get help. 

 My initial experience of approaching mental health services for help 
was a doctor telling me that he didn’t think he could possibly help me 
because my problems were too pervasive for them to deal with. 

 My experience is that, because there is not presently an Autism 
(Scotland) Bill, it seems that no-one is really obliged to understand our 
difficulties and cater for us. There are lots of services for Learning 
Disability. There is hardly anything for ASD. 

 The Autism (Scotland) Bill would make it a duty for people to 
acknowledge and help us. This seems to be necessary for us to get 
taken seriously. 

 Many adults with ASD do not have their diagnosis yet.  So, we have a 
society with people with significant disabilities who are misunderstood 
and disadvantaged, and they don’t know it.  Currently, Professor Tony 
Attwood thinks we are diagnosing only 50% of children.  In the past, 
diagnosis was a lot worse, so only around 15% of adults with ASD 
have a diagnosis. 

 When parents try to get a diagnosis for their child, they sometimes 
have to wait years.  Early intervention is very important in autism.  So, 
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it’s completely unacceptable to have to wait years for a diagnosis, 
because you have lots valuable years of early intervention time. 

 As an adult, having to wait for a diagnosis was extremely scary, 
because I was pretty sure I was autistic and yet could not access any 
help or even confirmation of what I thought until I got my diagnosis, 
three months later.  I was left on my own, with my mental health 
plummeting, reading about how I had a “pervasive developmental 
disorder” and “severe impairments in communication and social 
interaction”, without any help or support. 

 After I was diagnosed, I got almost no support for two years (okay, I 
think I had about three support meetings in this time, but that was it) 
due to the fact that I was working full-time and the support centre 
appropriate for me (Autism Resource Centre - ARC) in Glasgow was 
only open during my working hours.  It is unacceptable to diagnose 
people with ASD and then not be able to offer any support that is 
accessible.   

 During a period of crisis and sick leave, I then managed to access 
support at the ARC. That support was excellent. Unfortunately, ARC 
was only a pilot project with a limited amount of funding – the initial 
allocation was three years. Following this, ARC obtained some of its 
funding from spare money that the local hospitals had. Now, in the 
current financial climate, such money is no longer available and the 
ARC has had to reduce its services, which had been excellent, to 
people on the spectrum. Its art and drama classes have been 
cancelled, the ARC has relocated to a building in which us service 
users are struggling with its small size, and its opening hours to 
service users have been reduced from 9-5 daily to two afternoons per 
week. 

 The problem here is that no money had been allocated specifically for 
autism from the general NHS budget and managers could choose to 
withdraw it at will.  Specific allocation of money for autism, and 
protection of this allocation seems to be needed, because otherwise 
we as a group are getting ignored and left out. 

 
4. Mostly, I think we need the Autism (Scotland) Bill BECAUSE THINGS ARE 

NOT WORKING WITHOUT ONE.  We have tried NOT having an Autism 
Bill, and the result is: 

 

 being shoe-horned into inappropriate mental health or learning 
disability services or, much more likely, getting NO SERVICES at all.   

 mis-diagnosis of other things and/or no diagnosis of ASD.   

 no awareness of ASD, even in disability-related organisations (see 
example above).   

 no support after a diagnosis of ASD has been made if you live in the 
wrong area or if you work full-time. I now do not wish to work full-time 
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again, partly because I would again not be able to access any ASD 
services.   

 no awareness of ASD in the workplace. It was extremely stressful 
when it was left to me to educate my bosses and colleagues about 
ASD, and not always effective. Employers can find it hard to 
understand ASD and to make the right adjustments for us. 

 difficulty accessing the benefits system – due to our disability, the 
people who most need the benefits the most often cannot apply to get 
them, unless they have very good parents to do it for them. Many of us 
have parents with ASD or other disabilities or who we do not have 
good relationships with we have not bonded with them, and therefore 
cannot help us do this. 

 A Disability Living Allowance system that is overly complex and biased 
towards people whose primary disability is physical and which is not 
properly taking into account our greatest areas of difficulty in the social 
and communication realms. 

 difficulty and perhaps impossibility of accessing appropriate housing 
and a social housing system that is not set up for us and which may 
not award us medical points. 

 Poverty due to difficulties of finding and maintaining appropriate 
employment, the exhaustion we experience if we work fulltime, due to 
not being diagnosed and/or not being able to access the benefits that 
could be applicable. 

 ASD organisations may have money withdrawn from their services 
due to autism not being a priority in the NHS.  There needs to be an 
Autism (Scotland) Bill so that someone has a duty to do something for 
us, and in the absence of such duty, this is clearly not happening. 

 
5. This is not a system that is working.  Please help build a better one. 
 
Deborah Brown 
23 September 2010 


