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ANONYMOUS WRITTEN SUBMISSION  

I am the parent / carer of a child with a disability.  I am in receipt of Carer's 
Allowance and Income Support, and my son was awarded DLA after his Autism 
diagnosis.  I have a couple of points I would like to be considered in respect to social 
security benefits and their allocation within Scotland.  
 
I am a member of a parental support group. This has made me aware of the fact that 
there are many people claiming DLA for children not yet diagnosed.  While the 
diagnosis process can be lengthy and difficult, I believe awarding parent’s additional 
funds 'before diagnosis' is a mistake.  
 
For example, I have followed a story of a family successfully claiming hundreds of 
pounds only to be then told their child had no developmental delay; their difficulties 
stemmed from a behavioural issue, 'a learned behaviour' and not a disability.  
However difficult it may be, learnt behaviours can be sorted out through teaching at 
home and school.  
 
A developmental delay, such as a processing disorder, begins in the womb, and may 
never be fully conquered.  By only awarding DLA to those formally diagnosed would 
make the process fairer and more readily available for those in need of additional 
help.  
 
I am aware of the difficulties an autistic person faces; I was only recently diagnosed 
as being on the spectrum after my son's diagnoses.  I had absolutely no support as a 
child.  The system, as it was back then, made it easy for someone like me – 
someone not yet diagnosed – to fall through the cracks.  I have no education to 
speak of; I have never sat an exam.  I have struggled socially and economically all 
my life.  I did not understand why until my diagnosis.  Since my diagnosis, I have 
concluded that I am not stupid: I have a processing disorder.  I now know I could 
have had an easier, happier life if I have had some form of intervention and support 
as a child.  
 
The current scare stories regarding cuts to DLA – Housing benefit, Carers Allowance 
– has added significant stress to our family.  The threat of cuts, and the financial and 
psychological assault that creates, compound exponentially the daily stress and 
coping capabilities for an autistic person.  Under stress, a person on the autistic 
spectrum will ruminate, fret, amplify, and become consumed by worry more than a 
neural typical person. 
 
After my son was excluded from his first school (primary 1, second morning of 
school!) he was quickly moved to the top of the waiting list and diagnosed.  I chose 
another mainstream school that had been recommended by parents for its forward 
thinking and great staff.   
 
My son was, and is, prone to sensory meltdowns.  After several incidents where he 
walked off the top of the stairs injuring himself and me, I knew I would need a home 
without stairs; within a short walking distance of the school.  Part of my son's 



meltdowns sometimes consist of him shutting down and growing uncooperative.  
Only time spent cooling off gets him out of his meltdowns.  Being within walking 
distance of the home makes these downtimes less frightening and easier to cope 
with.   
 
Luckily I found a bungalow within 5 minutes walk of the school.  Although it is more 
in rent than our housing benefit covered, I use my son's DLA benefit to make up the 
shortfall; the house is for his safety, health and happiness.   
 
Now you might wonder why I am giving so much information about our particular 
circumstances?  
 
If housing benefit is reduced, and carer's allowance stopped – unless you are on 
Universal Credit, which means you are actively job-seeking (not something a carer 
can do being constantly 'on call' to help school with meltdowns) – I'll lose income 
support and additional help, such as leisure centre discounts, free school meals, and 
various services that directly help disabled families.  
 
Add to this DLA taken away or reduced, and we would no longer be able to afford to 
live in our bungalow.  I simply could not afford to make up the extra towards the rent, 
pay bills and eat. Our home is actually priced low on the rental market, it went up at 
the start of the previous year and eventually after 12 months I informed the owner 
that the increase was causing me financial worry.   
 
I expected the worst, but she sought legal advice, set herself up as a landlord and 
then cut out the letting agency altogether bringing my rent back down! (I am happy to 
say not all private landlords are bad!)  The thought that we would need to move to a 
place with stairs and if I couldn't find one within a short walking distance of the 
school, my son then losing his place there really frightens me!  
 
I would also like to add information about the services that have and have not been 
provided to my disabled son.  I requested my son see someone from Child and Adult 
Mental Health Services over a year ago.  As he has really been struggling mentally 
with his diagnosis, and I am not sure how best to help him with this, so he grows up 
to be both healthy and happy.  
 
Firstly our paediatrician referred us to CAMHS and they refused him a place on the 
waiting list (we were not even informed of this!)  So after emailing repeatedly 
querying the appointment, I brought it up at my sons next review meeting with his 
paediatrician 6 months later.  I was told he had been refused an appointment, I then 
asked for him to be re-referred.  I received a phone call from them a month ago, and 
after explaining his difficulties in detail I was promised an appointment for my son, 
and so far nothing.  
 
Social services were also brought in by our paediatrician, they came out to the 
house, had a chat with us, told me my son looked healthy and promised they would 
look into additional services for myself and my son, and get back to me within the 
week…that was last summer!  They have been invited to the school to give their 
opinion and no one has ever shown up, that is what is wrong with the services we 
currently have! 



My son has never had a friend at school; he does not know how to socially interact 
with children his own age.  He has had no additional services since his diagnosis; he 
has not needed speech therapy because we have worked so damn hard on it as a 
family.  We worked on learning to recognise facial expressions, and appropriate 
responses, I have worked so hard so he has not needed the additional resources on 
offer to autistic children, and yet he has not even qualified for basic mental health 
services.  
 
The only reason I do not home school him is because I want him to have the best 
possible chance at a future, and that means exposing him to his peers as much as 
possible.  He spends every day struggling in a classroom environment and I know 
only too well how difficult that is.  On top of that he is then trying to learn, just like all 
the other children, thankfully he is intelligent, but he is different, and his differences 
should be acknowledged and supported so he can become a self-sufficient and 
productive member of our Scottish society. 
 
In summary, I would like to thank you for taking the time to read this letter, I hope 
that it helps to highlight the current practice of DLA being awarded to those without a 
formal diagnosis.  The results of the cut in Housing Benefit.  The probable removal of 
access to Income support (and all the added benefits associated with it) and the 
likely removal of access to Carers Allowance if not on Universal Credit.   
 
I also hope that my story brings to light the gaps in the current system that are 
allowing children to go without social services support and access to mental health 
services, two of the most important services for children in this country.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 


