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Has the UK supported and included individuals suffering with the mental disorder?

Introduction 
This report will be exploring whether people living with autism have been supported by the United Kingdom including local authorities and researching relevant legislations. 
Autism itself will be explored, how it can be diagnosed and defined and what support and treatments are available through the National Health Service. This will be compared throughout history and if support and frameworks have improved to support people living with autism. 
[bookmark: _Int_FklQv5JB]Any gaps or failings in support will be identified and recommendations may be made in order to distinguish what further support can be put into place to try and prevent failings in the future. Comparative practice will be used to compare older practices to newer ones now in use. 

Definition and classification
Autism can be defined as a neurodiverse condition that effects the cognitive way you think and respond within the world. It is a condition which impacts people in different ways, it can be referred to as autism spectrum disorder (ASD). 
The National Autistic Society defines autism as- 
‘Autism is a lifelong developmental disability which affects how people communicate and interact with the world. More than one in 100 people are on the autism spectrum and there are around 700,000 autistic adults and children in the UK.’ (National Autistic Society- no date) 
Symptoms of autism can be that you may interact differently with people, this doesn't necessary mean you can't have or make friends or positive relationships, just that you may need some help understanding non-autistic people's behaviour or language.
To give some examples to this, an autistic person may struggle to understand certain phrases or sarcasm. An autistic person may need consistency and routine and have different sensory needs, like finding loud noises and bright lights overwhelming. They might find new situations hard to deal with and need support with knowing what to expect.
A person with autism can find routine and repetitive activities comforting. It is important that the right help and support is given to help a person live the way they want too. This might mean you need very little support or maybe the help of a carer could be needed.
Autism was first diagnosed in 1911, so in comparison to other mental health disorders it is relevantly new. Autism was previously described as mental retardation. Documented cases date back all the way to 1700’s. One of these reports evidence a young man called Victor, who had lived isolated for many years and lacked social and vocal skills. As such this hindered the support given for many years. 
It wasn’t until 1952 that a system for categorising mental health disorders such as Autism came into use. The Diagnostic and statistical Manual of Mental Disorders (DSM) included autism as its own category and then it was another 7 years until milder versions such as Aspergers were acknowledged. DSM version 5 is now in use. 
The internal classification of diseases (ICD) covers a lot more than just mental health disorders. Internal Classification of diseases was first published in 1948 however now ICD-version 10 (2019) is used. (ICD 2019)
Classifications can allow for quicker diagnosis and supports mental health professionals with more accurate diagnosis. Further to this it allows for patients to understand their diagnosis, their prognosis and possible treatments. 
Both systems have been continuously reviewed and updated since. For example, the DSM system no longer uses the axis 5 which refers to the global assessment of functioning. The newer framework is more accurate at interlinking disorders and how they may have connections between them, this in turn this aids co-morbidity. Co-morbidity is where there is more than a single diagnosis. 
For example, there is a link between ASD (autism spectrum disorder) and ADHD (attention deficit hyperactivity disorder). Very well Minds reports that whilst 10% of the population have ADHD research implies that over 40% of autistic people also have a diagnosis of ADHD. 
ICD 10- Chapter 5 explains autism as:
“F84.1Atypical autism
A type of pervasive developmental disorder that differs from childhood autism either in age of onset or in failing to fulfil all three sets of diagnostic criteria. This subcategory should be used when there is abnormal and impaired development that is present only after age three years, and a lack of sufficient demonstrable abnormalities in one or two of the three areas of psychopathology required for the diagnosis of autism (namely, reciprocal social interactions, communication, and restricted, stereotyped, repetitive behaviour) in spite of characteristic abnormalities in the other area(s). Atypical autism arises most often in profoundly retarded individuals and in individuals with a severe specific developmental disorder of receptive language.”
ADHD is not currently recognised by the ICD 10. However, this may be remedied in version 11. 

Diagnosis
The National Institute of Care Excellence has guidance in situ for the process and procedure of diagnosing autism. (NICE guidelines published 2012, updated 2021)
In 2021 the guidance was reviewed and changed with the recommendations to clarify that when the Autism spectrum Quotient (AQ-10) is in play the score which triggers an assessment should be 6. 
The AQ-10 is a questionnaire that can be used to identify if a person can be referred for an autism assessment. If a person scores 6 or higher than they may be referred. However, this test is not comprehensive and by no means conclusive to a diagnosis. (See Diagram 1)





Diagram 1 
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This is merely a tool in order for a person to be referred for an assessment. Once a person is referred for an autistic assessment there are several different ways this may take place. One assessment method may consist of several appointments across a number of days. This will ensure they get a holistic view of the person and their behaviours. This would usually be conducted with a team of health care professionals (a multi-disciplinary team). They will carry out a diagnostic autistic assessment. During this review there are diagnostic tools that are commonly used. These are:
· Autism Diagnostic Observation Schedule (ADOS)
· Diagnostic Interview for Social and Communication Disorders (DISCO)
· Autism Diagnostic Interview – Revised (ADI-R)
These tools can assist with a more accurate diagnosis. The NHS identifies that getting a diagnosis can help people in a number of ways. Some of these ways are:
· understand why you might find some things harder than other people
· explain to others why you see and feel the world in a different way
· get support at college, university or work
· get some financial benefits

(NHS.gov.uk 2021)
It has been documented that getting an assessment is not as it easy as it seems. People have been waiting unreasonable amounts of time to be assessed. This has caused significant stress and pressure to people waiting for their assessments and their families. 
A report from the Royal College of Psychiatrists released December 2023 documents that between July- September 2023 the wait time for an assessment was 323 days, compared to data from the same time period from the previous year reporting that the wait was 142 days. 
This time delay has been reported as ‘painting a stark picture of the problems that children and adults experience’. The report also raises concerns about a ‘huge gap for specialist services’ (Royal college of Psychiatrists December 2023)
So, whilst having all the tools in place and legislation is great in theory, in practice if the resources are not available to follow through with the recommendations the support is floored. 
The Autism Act 2009 was the first legislation passed through Parliament in order for people living with autism to be supported. 
There were many years between autism being recognised and Parliament passing supportive legislation. This left a huge gap between people being diagnosed and not being supported correctly. (legislation.gov.uk 2021)
The Autism Act was reviewed and updated in 2021. Gaps were recognised and an in-depth strategy was implemented alongside the changes to ensure they were not only implemented but there were consequences where they are not followed. This ensures that agencies are held accountable for their actions or lack of. 
The All-Party Parliamentary Group on Autism (APPGA) have created a report critically reviewing the legislation in place after liaising with over 10,000 autistic people and their families as well as prominent medical professionals. Even with all these changes the report clearly outlines failings that include:
· 71% of people asked felt they were not getting the support they needed. 
· 14% of people asked felt they had enough services in their area to meet their needs.
· 36% of people felt involved in their case. 
It is clear from this report that whilst improvements have been made there are still large gaps in support in the UK. 
Receiving a diagnosis can be helpful to individuals living with autism as they may feel less alone and having an explanation as to why they feel or behave a certain way. 
However, some people do not feel this way, they feel that they are being ‘labelled’. 
The Autism society explain that a diagnosis can be helpful for many people because it can provide support not only for the person but their family, employers and friends. 
Once a person has been diagnosed, they may have access to specialist services and benefits including financial aid which they otherwise would not have been. These benefits can pay for care or other daily living expenses. 
There may be draw backs that prevent people from wanting to be diagnosed. For example, they may be fearful to being ‘labelled’ or being treated differently because of their diagnosis.



Treatment
There are several treatments available for people living with autism. The same as two people living with autism are not the same, neither would their treatment plans be. In order for a treatment plan to be as effective as possible it must tailored to meet their needs based upon their needs. 
There is no cure for autism, the purpose of treatment is to ensure their ability to function is maximised. Treatment options may include:
· Behaviour therapy 
· Educational therapies 
· Family therapies 
· Medications 
Behaviour therapies may include social and language therapies aimed on reducing behavioural issues in aim to support the person. Behavioural therapies can be independent or in group sessions, knowing which would be most beneficial would be determined following a full assessment. 
Educational therapies are aimed at school aged children for highly structured programmes integrated with in their schooling. 
Family therapies include support for family members to support not only them but educate them on the best way to support their family member. This may include living skills as well as how to manage behaviours. 
There is no medication to cure or improve Autism, however some medications can manage symptoms. Medications can be prescribed for hyperactivity, anxiety and antipsychotics. 
a treatment plan would consist of an intricate detailed plan following several assessments from a multi-disciplinary team. 
It is important to ensure the treatment plan is a continuous working tool, that it is reviewed regularly to ensure the most current and effective tools and being implemented. The plan should be adapted as the persons needs and wishes change.  
Evidence based treatments (EBT) review the current treatments following a review in the interest to vet their effectiveness as well as reviewing risk and negative outcomes as well as being one of most ethical measures. EBT’s is the safest way to implement treatments as they will include expect validation. 
A good example of this would be Applied behaviour analysis (ABA). 20 different studies were reviewed and evidenced that it improved outcomes for people living with autism. This is according to Autism Speaks. 

Measurement of rehabilitation
Effective treatment is essential to people living with autism to ensure their outcomes are as positive as possible. The goal should be for a person to live as independently as possible ensuring their needs and wishes are executed wherever possible. 
In aim to ensure treatment is effective, implementation of treatment must be reviewed and measured. 
This is to ascertain whether treatment is effective, finding the right treatment in the beginning is essential. This must then be reviewed regularly and documented. There are several ways to measure the effectiveness of treatment. However, these may be objective, for example- is that person having a ‘bad day’. Like everyone people have bad days which may affect the outcomes. 
The CDC recognise that regular reviews of the persons treatment and having a multi-disciplinary approach is the best way to measure whether treatment is effective. (CDC 2022)
There is a tool called the ATEC Autism Treatment Evaluation Checklist that is used to assess what treatment may be used and its effectiveness. It is widely evidenced that there is a lack of means to evidence the effectiveness of those treatments, Bernard Rimland and Stephen M. Edelson developed the ATEC tool to help to fill this lack. The ATEC tool is a one-page form with four sub tests consisting of speech, sociability, sensory & physical aspects. (Autsim.org 2023)
 A report from the National Library of Medicine systematically reviewed the interventions based upon ABA. This is an approach that identifies environmental variables that may affect behaviour. Not only that they are also used to develop interventions. Their study identifies that ABA has ‘contributed to the steady accumulation of intelligence, language and social functions...’
They reviewed cases of people using ABA versus other methods and this consisted of several different sessions. Interventions were noted to be most effective for socialising, communicating and expressive language. (National Library of Medicine 2020) 
The measurement of rehabilitation has been widely evidenced and some similarities were noted however a study by the BMC of Physiatry claim that the ABA are not evidence based. (BMC 2023) 

Recommendation for future practice
It is clear that as a society the United Kingdom has reviewed and improved support for people living with autism. The support that is now available has largely increased and improved. There have been several fundamental shifts within the legislation which has guided improved practices within the UK. 
However, with that said, there are still massive gaps within the support systems for people living with autism. The legislation has improved, and frameworks put in place to guide health care professionals in their efforts. 
It is clear from the reports analysed throughout this report that there is not enough funding for people to be supported consistently. People are experiencing increased waiting times for assessment and support due to the lack of resources. For the programmes of support to be successful consistently, the financial demand needs to be consistently met. This is having a detrimental effect on their health and well-being. People lose faith in the services when they feel they have been let down by the NHS. 
Early diagnosis is paramount to ensuring the person maximises their potential. For this to be consistent, training for all front-line workers such as teachers must be implemented. The government must ensure their advocates have the necessary skill and tools in aim to not only identify but support those individuals. 
Following on from that, the local authorities need to ensure they are consistently assessing people to the highest standards to ensure people ‘don’t slip through the cracks.’ There needs to be clear and consistent assessment boundaries. Local commissioners need to ensure that they are being held to account when they are not adhering to the new legislation framework. 
There is very little in the way of evidence for local authorities being held to account until there is a serious case review. By which the persons have already been failed and either put at risk or harmed. 
The legislation barely touches upon training for community staff. For the legislation to be effective all people who come in to contact with potential people living with autism need to be able to not only understand how to identify the signs but how to act upon that and be accountable for referring into the correct services. 
According to a report by Dr James Cusack, CEO of a major national autistic charity- 
 “These findings reveal a huge lack of knowledge about autism across the UK and clearly show that awareness isn’t enough. As a society we need to learn and grasp what the world is like for autistic people. Only when we make an effort to properly understand can we truly create an equal society for all.”
For improved services and better services, the following could be recommended:
· Clearer assessment boundaries 
· Set out clear requirements to local health commissioners on the need to commission community mental health services 
· Mandatory training for schools
Conclusion
In summary, whilst people living with autism are better supported than they have ever been people are still being failed consistently. This is largely due to financial pressure put upon the NHS. The government are making key recommendations such as the revised legislation 2021 however this is impractical when there isn’t enough funding to support such schemes. Another key point of improvement must be training for front line workers, not enough is being done for early intervention. In conclusion, Autism support is improving but the United Kingdom should be doing more for people living with Autism to feel supported and enabled in their own lives. This is the case for some people, but it should be the case for all. 
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A quick referral guide for adults with suspected autism who do not have a learning disability.

Definitely Slightly ~Slightly Definitely

Please tick one option per question only: Agree  Agree Disagree Disagree

J |1 often notice small sounds when others do
not

5 |1 usually concentrate more on the whole
picture, rather than the small details

5 | find it easy to do more than one thing at
once

4 |IFthere is an interruption, | can switch back to
what | was doing very quickly

5 |Lfind it easy to ‘read between the lines’ when
someone is talking to me

& |1 know how ta tell if someane lstening to me
is getting bored

7 |When 'm reading a story 1 find it aificult to

work out the characters' intentions

1 like to collect information about categories of
8 |things (e.g. types of car, types of bird, types
of train, types of plant etc)

| find it easy to work out what someone is|
thinking or feeling just by looking at their face

10 | I find it difficult to work out people’s intentions

SCORING: Only 1 point can be scored for each question. Score 1 point for Definitely or
Slightly Agree on each of items 1, 7, 8, and 10. Score 1 point for Definitely or Slightly
Disagree on each of iterns 2, 3, 4, 5, 6, and 9. If the individual scores more than 6 out of 10,
consider referring them for a specialist diagnostic assessment.

This test is recommended in “Autism: recognition, referral, diagnosis and management of adults on
the autism spectrum’ (NICE clinical quideline CG142). www nice org uCG142

Key reference: Allison C, Auyeung B, and Baron-Cohen S, (2012) Journal of the American Academy
of Child and Adolescent Psychiatry 51(2): 202-12
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