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Dear Parents,             

Receiving a diagnosis and understanding what this means for your child, your family, and those working with your child requires a significant adjustment. There is an overwhelming amount of information available. 
Many parents have told us that it has been helpful to have some key information given to them, and that this has been useful in making sense of what the Autism Spectrum means. We have therefore created this pack which collates important information regarding the diagnosis of ‘Autism Spectrum Disorder’ which we hope will be both informative and helpful to you.
The pack includes information from The National Autistic Society and information on diagnosis, causes, interventions, parenting and resources for support. 

We would positively encourage you to join the National Autistic Society (www.autism.org.uk, 0808 800 4104), which has a wealth of information available to parents and schools. 

We hope that you find this information to be of help,

Kind regards,
The Social Communication & Autism Spectrum Service Team
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The National Autistic Society (NAS)
A UK charity for those people with autism and their families

There is a lot of information on their website www.nas.org.uk
Some of which is included this pack.

What is an ‘Autism Spectrum Disorder’?

An ‘Autism Spectrum Disorder’ (ASD), or autism for short, is a set of lifelong developmental differences that affect how a person communicates with, and relates to others. Autism also affects how they perceive, make sense of and cope with the world around them. 
The word ‘disorder’ in the official diagnostic term comes from a medical model of autism that sees these differences as ‘abnormal’. Another newer and more positive way of understanding autism is as a natural part of ‘neurodiversity’. Neurodiversity, like biodiversity in the natural world, is an umbrella term referring to all of us: the full range of human brains there are in the human population. The majority of these (‘neurotypical’ brains) are set up and develop in ways that society expects and is built around. A minority (‘neurominority’) of brains have developmental differences which can affect different aspects of learning and being – these are sometimes referred to as ‘neurodivergent’ and include ‘conditions’ of brain development such as autism, ADHD, dyslexia, dyspraxia, Tourette’s syndrome, and intellectual (learning) disabilities. 
Some aspects of modern society are not always so easily accessible to neurodivergent people, including autistic people, but this is gradually changing for the better, and autistic people and their allies are leading the way, helping us all understand what it is like to be autistic and what needs to change. We know that understanding, support and adjustments to the environment at home, at school and in the community can make a huge difference. With this understanding and support, autistic people can live happy, healthy and successful lives. 
The ‘fit’ between the person’s unique characteristics and their environment at any given time will affect how their autism appears to others and what the person finds challenging. Many autistic people see autism as a positive identity that brings them strengths as well as challenges at times. The diagnosis can help them and others around them to understand and appreciate their own unique ways of seeing the world, to get support and learn to self-advocate, and to find environments which are a good ‘fit’. It can also help them connect with others who share that identity,and find relevant information and social support.
Why ‘Autism Spectrum’?
The term ‘autism spectrum’ is an umbrella term which aims to capture different presentations of autism. Although there are differences between individuals, the core components that make up the diagnosis are the same. They consist of a range of differences in areas of language, communication, social interaction, emotion, flexibility of thinking, and social imagination. People on the autism spectrum also often have heightened sensory perception, for example they may be sensitive to noise, bright light or touch. The use of the term ‘spectrum disorders’ highlights that it is likely that people in the general population have similar traits, but not everyone has them at a significant enough level to meet the cut off used to make a diagnosis.  
ASD diagnosis terms: 
 Before 2013 these were the ASD diagnoses that could have been given:
· ‘Classic’ Autism: Characterised by a history of speech delay, difficulties with learning and problems in all three areas of the triad of difficulties which includes ‘Social and Emotional’, ‘Language and Communication’ and ‘Restricted, Repetitive and Stereotyped Behaviours.
· Asperger’s Syndrome: People diagnosed with Asperger’s Syndrome met the developmental milestones for speech and language, however their use and understanding of language and social reciprocity was similarly impaired to those with classic autism. People with a diagnosis of Asperger’s also usually have average/above intelligence. 
· High Functioning Autism: Characterised by difficulties in a triad of areas as in classic autism, and a late onset of language. People with this diagnosis have a good level of processing information and an IQ in or above the ‘typical’ range.
· Atypical Autism: Similar to that of classic autism, however, these children may not have the range of difficulties in all three domains of the triad. Typically they do not demonstrate difficulties associated with having special interests, sensory interests or difficulties with flexibility.
NOW, we only use one diagnostic term:

· Autism Spectrum Disorder

Added to this umbrella term, professionals will describe the person’s learning and language abilities, and to what extent they are able to manage independently/require support.
It was felt by the professionals and other stakeholders in the world of autism diagnosis that the previous terms were not useful, as every child has very specific and individual needs that were not captured by the terms. It was also felt that the previous terms such as high or low functioning were misleading as someone’s level of intelligence does not necessarily tell you how they will be affected by their autism or how independent they will be in adulthood. For example, someone with a lower IQ could function well in their daily life and have good quality of life, and someone with high IQ could really struggle to cope in their daily functioning and quality of life (e.g. if the demands of their environment were overwhelming or not a good ‘fit’).
What causes autism? 
The exact causes of autism are still not yet fully understood.

We do know that there isn’t one single explanation for autism.  There is strong evidence to suggests that  is arises through a variety of factors, all of which influence brain development and function.  This can include genetic, environmental, hormonal and biochemical factors. 

Autism is not visible on an MRI scan. There is no single medical test that can diagnose autism. 

Research shows a genetic influence, and traits of autism are more frequently seen in family members of autistic people. 

Please see our website for more information on autism. 
Who is affected? 
Autism is more common than people think. There are over half a million autistic people in the UK - that's around 1 in 89 people. Some estimates are even as much as 1 in 69. It is more prevalent in males than in females; however there is no hard evidence of precise prevalence. This could be due to the fact that it is harder to detect in girls as they are more inclined to learn ways of being social and communicating by observing others and there is a higher expectation of girls in society to be more social. In addition, our current assessment tools do not always take into account the strategies that some girls with autism use to manage social situations. 
What is it like being autistic? 
An unfamiliar culture: Imagine being suddenly placed in a culture alien to your own, where the people seem different from you, where you are always in danger of breaking social rules you don’t understand, and you struggle to keep up with the flow of interaction that comes naturally to those around you. This is what it can feel like for autistic people in school and other social situations.  
“They behave OK at school, but at home they meltdown every night”
This is a common occurrence for autistic children. This can be a child’s coping mechanism in which they hold their anxiety and fear in at school. These true feelings inevitably come out when they are at home and they can vent their frustration and tiredness in safety. On the other hand, it can be a result of having a consistent and strict routine at school as opposed to unstructured leisure time at home. Moreover, how we support the child and respond to their meltdown can also affect the length of meltdown and how likely it is to happen again. 
Characteristics of the Autism Spectrum
The Autism Spectrum is characterised by a dyad of differences (communication/social interaction AND restricted, repetitive and stereotyped behaviour), which can be broken down into three different areas (as illustrated in the model below). Communication and social interaction are very much interlinked, so we often group them together (hence thinking nowadays about a dyad of differences, rather than a triad, as was previously done). 

It is important to note that the differences and strengths listed below are examples, but every autistic child is different and unique, so some may not apply to your child. It’s always important to consider a child’s individual abilities, needs and preferences, and not to stereotype them according to others’  perceptions of what autism is.





Strengths

Although many people will concentrate on the difficulties that people with autism have, it is important to remember that autistic children have many strengths too:

· They can often be very honest and have a strong sense of social justice. 

· They can be very focused on certain things such as school work and be good at following rules.

· Their special interests can often be channelled into developing knowledge and skills in a particular area that will then help them in a future career, give lots of joy and be a source of relaxation and social connections with others who share that interest. 

· They may also be very determined and show high levels of focus on things that motivate them.

· They may be interested in seeking knowledge & learning about many topics and situations.
· They can be highly creative in music, drawing and many other areas.

· They may have an excellent eye for detail, and be great at identifying and making patterns (useful for lots of tasks e.g. art, computing and maths, musical perception)
Children with ASD will often notice that they are different from their peers which can cause them some distress. They may be rejected by peers and consequently this will result in feelings of depression and low self-esteem. It is therefore highly important for the child to develop an understanding of their strengths and for others around them to highlight these, making sure that they feel valued and accepted. 
…
Other conditions which commonly co-occur with the Autism Spectrum
	 
Disorder

	   
Explanation

	.
Attention deficit hyperactivity disorder (ADHD)
	.
Affects ability to concentrate/stay focused and reduces ability to maintain attention without being distracted, to control their behaviour (because of impulsivity) and to control the amount of physical activity appropriate to the situation (restless and fidgety).


	.
Tourette’s Syndrome
	An inherited neurological condition (affecting 1 in 100 children).  It involves tics which are involuntary and uncontrollable and can be sounds and movements. 


	.
Obsessive compulsive disorder (OCD)
	.
An anxiety condition where a person experiences frequent intrusive and unwelcome obsessional thoughts, often followed by repetitive compulsions, impulses or urges. .

	.
Anxiety
	.
Worries or feeling tense which can affect sleeping, appetite and ability to concentrate.

	.
Depression
	.
Feelings of extreme sadness which interferes with someone’s life, lasts for long periods of time, and can come back frequently.

	.
Feeding and eating disorders

	.
Problems which include: refusing or avoiding food for a variety of reasons, feeding/eating aversions, extreme selectivity and lack of interest in food.

	.
Intellectual Disability and Specific Learning Disorder
	.
These are conditions which can effect academic and functional abilities across a wide range of learning (Intellectual Disability) or specific to certain key areas such as reading, writing or maths (Specific Learning Disorder/dyslexia/dyscalculia).

	.
Developmental Coordination Disorder

	.
Impairment of the organisation of movement/lack of co-ordination.


Experience of Receiving a Diagnosis

Each family member may react differently to a diagnosis of autism spectrum. Initial feelings of disbelief, worry, sadness, and loss are not uncommon. Sometimes a feeling of relief comes from reaching an understanding of the reason for your child’s difficulties. Receiving any diagnosis can be overwhelming. A lot of parents describe the journey toward receiving a diagnosis as lengthy, tiring, and often confusing. Even though many parents said they knew all along that their child fitted somewhere on the autism spectrum, the official diagnosis still marked an unforgettable moment in their life. 
Families often have different journeys to reaching the stage of assessment and diagnosis, and this can affect the initial feelings you experience after receiving a diagnosis. 
Lengthy assessments, tests, and other medical appointments may lead to increased stress in the family. Fear of the unknown, uncertainty about the future, and a general sense of emotional overload may be common following a diagnosis. Each family member, depending on their beliefs, experiences, and understanding about autism, will cope differently. Time is needed to fully grasp what the diagnosis means for your child and family.
Parents have described how the diagnosis gave a name to what many of them knew was different about their children, and gave them “something to work with”.

Once a diagnosis is obtained, it can be helpful to share this with school or college and review any strategies already in place to support your child.  You could think together with those who work with your child about whether any new strategies might help.  This includes recommendations from your child’s diagnostic assessment report.  Each child with an autism spectrum diagnosis is different and each family and child will have different needs.   If your child sees several different professionals, it is usually helpful to have a meeting with all the professionals who are involved; often the SENCO (Special Educational Needs Coordinator) at school can help with arranging this.  

Learning about the autism spectrum will help you interpret your child’s needs, perspectives, frustrations and behaviours.  Even though autism can represent challenges of many kinds for your child and for your family, there are things to be celebrated as well. Every child, regardless of their difficulties, has strengths and gifts. 
Explaining Your Child’s Diagnosis to Others

It is a personal choice with whom you share your child’s diagnosis. In most cases, it is helpful to tell certain people, such as members of the family or your child’s school. 
 
Family Members: Other members of the family may have noticed your child is different to others, or has a different profile of strengths and difficulties. Try to include your child as much as possible in the decision-making and allow them to choose who will tell which people, and if they would like to be present. Many families choose to tell siblings, as they may have noticed some differences and this often helps them to understand and to help to implement support and strategies at home. For strategies to work, it is best to have all family members acting consistently.
School: Your child may or may not be showing difficulties at school, but they will often benefit from the school having an understanding of their strengths and difficulties, and strategies being put into place to support them at school. Many schools now have a SENCO (Special Educational Needs Co-ordinator) who should have an understanding of the autism spectrum and the effect it has in a school environment. You can apply for your child to have an Education Health and Care Plan (EHCP) if your child has a significant level of behavioral, emotional or learning difficulties and if the school is unable to meet the child’s needs without extra support. An EHCP would mean that your child may benefit from a significant level of additional support from both school and external specialists e.g. educational psychologist, and last until age 25 if your child stays in full-time education up to Level 3 (below university level). However, obtaining an EHCP can be very time consuming and might not always be necessary. It would be best to discuss with professionals involved and the school if this process is needed for your child. 
Your friends: During your time of adjustment, and beginning to understand autism, you may find this takes a lot of time and becomes your priority. However, it is important to remember you also need support, and your friends can help you. Explain to your friends in a similar way to others, and try to discuss how you are feeling. A chat or an opportunity for you to leave the house, engage in a different activity or recharge your batteries can be essential. 
Treatments and Interventions
Now that your child has received a diagnosis of autism, or ‘Autism Spectrum Disorder’, you may be wondering about possible treatments and interventions. There is currently no ‘cure’ for Autism Spectrum Disorders (ASD) although research into the causes helps to increase our understanding of autism and inform treatments and interventions. As autism is a part of who a person is, seeking a ‘cure’ is not a helpful way of trying to improve autistic lives. Currently, the treatments and interventions for children and young people on the autism spectrum aim to help improve language and communication skills, enhance social functioning and improve quality of life.  
Increasingly, autistic people themselves are advocating for and working with researchers and clinicians to work out what best helps autistic children to meet their potential and have happy, healthy and successful lives as they learn and grow. Some autistic adults feel that treatments and interventions they had as children did not accept their autistic selves as a valid way of being, and that this was damaging to self-esteem and mental health. The neurodiversity movement seeks to help autistic children to be accepted for who they are, and to receive support that helps them develop a positive autistic identity and good mental health, rather than encouraging children to try and learn to exclusively behave in ‘neurotypical’ ways, which can be difficult or impossible, and contribute to poor mental health. 
It is very important to check, before engaging your child in any sort of intervention, whether the intervention or therapy in question has good scientific evidence that it is helpful and effective. Any therapy that is advertised as a ‘cure’ is not to be recommended as this is false. Interventions should be supportive of your child’s unique profile, improve their quality of life, agency and/or wellbeing, and place responsibility on the environment around them (including other people) to change, not just on the child to change. 
The following website is currently being updated and once completed is a good source of information about the evidence-base for interventions and therapies:

http://www.researchautism.net/autism-interventions/our-evaluations-interventions 
	Area of concern
	Interventions / strategies

	Speech and Language 


	Some autistic children have delays in their understanding and use of language and/or problems with making speech sounds.  Other autistic children have average or advanced language, but may have difficulties with how they use language for a social purpose.  They may also have difficulties interpreting the language and communication used by others and so may take things literally and find non-verbal communication (e.g. gesture, facial expression) and tone, difficult to respond to effectively.  

Many autistic children benefit from Speech and Language Therapy support. Therapy will vary depending on the needs and functional impact on the young person.  Some of the following may be targeted:

· Developing ways to communicate functional needs (e.g. being able to request wants, needs and wishes to others consistently).
· Increasing functional vocabulary – words related to the young person’s every day activities.
· Developing language to use it for a social purpose e.g. greetings, conversations, taking turns, asking about others, thinking about how others are feeling in a situation.
· Emotional vocabulary.
· Understanding of language that can be more abstract i.e. the ‘hidden’ meaning in words depending on the situation, tone used, as well as metaphors, idioms etc.
· Understanding instructions and developing strategies to be able to compensate for any difficulties e.g. asking for help, using visuals. 

· Using language to recall events using appropriate grammatical structure and extending language into longer narratives.

· Verbal comprehension from stories.

· Preparing, understanding and tolerating events (e.g. using visuals and social stories®).

· Generalising skills learnt in therapy session to additional contexts and people.

Schools can often have an array of strategies to help develop a child’s language skills, including the social use of language and interaction.

	Anxiety and mood disorders
	Young autistic people commonly have associated mood or anxiety problems. This can often be triggered by difficulties with peer relationships or difficulties coping with changes and uncertainty. It can be helpful to think about whether any changes to the child’s environment might help them to feel more confident and less anxious.  

Cognitive Behaviour Therapy (CBT) is an evidence based therapy that has been found to be effective when working with children and young people with anxiety and/ or low mood When it is appropriately adapted for autism, CBT helps individuals identify the negative cycles in which their thoughts, feelings and behaviours in different situations help to maintain the emotional problem.
In severe cases, medication can be used to reduce anxiety and improve mood.



	Attention and hyperactivity
	Sometimes autistic children have co-occurring difficulties with attention and hyperactivity (e.g. ADHD). There are several forms of evidence-based medications (e.g. Methylphenidate, Atomoxetine) that work to target these symptoms, alongside psychological intervention and strategies at school to help with learning.  

	Social skills
	
Interventions that target social skills have a good evidence base. Sometimes these are carried out by a professional in a CAMHS or an Autism Service and sometimes teachers can access programs in schools to assist the young person in developing appropriate social skills. For example the ‘circle of friends’ approach, Lego Therapy, Zones of Regulation or Social and Emotional Aspects of Learning (SEAL) programs used in schools.  



	Difficulties with anger, ‘meltdowns’ and behavioural difficulties


	Autistic children may have significant difficulties with behaviour because they become very distressed over significant changes, or when they find it difficult to understand what people are saying.

The first step for supporting a child who has meltdowns or behaviour difficulties is understanding the child’s perspective and accepting that they may see things differently.  

Psycho-education is a way of learning about autism in a clear and concise way. It can be offered to a whole family or individually and it can be offered in a group format. The goal is for the child or young person and their family to understand the strengths and difficulties associated with autism and how to manage it.  This understanding can then be used to think of strategies to help.  
Positive behaviour support (PBS) is a framework which is sometimes recommended for thinking about the behaviour of autistic children, and also children with other needs such as learning disability.    It is about helping children to learn new skills and improving their quality of life; it is a positive approach to supporting behaviour.  You can find out more about PBS here: https://www.challengingbehaviour.org.uk/learning-disability-files/03---Positive-Behaviour-Support-Planning-Part-3-web-2014.pdf.  PBS uses a technique called a ‘functional analysis’ to analyse a sequence of events in order to identify triggers and consequences of behaviours. It is then possible to establish appropriate support and strategies to lessen the likelihood of the behaviour and associated distress. Functional analysis is often supported and carried out by CAMHS professionals, specialist teachers in schools or specialist autism services. 

There are many evidence-based behavioural interventions which we would recommend before medication is considered for children with behaviour that challenges. There are some specific evidence-based medications that target aggressive behaviour (e.g. Risperidone, Aripiprazole).  However, this medication can come with adverse side effects and needs to be used as a last resort when dealing with behavioural difficulties in autistic children. 



	Motor coordination difficulties 
	
It is common for autistic children to have some difficulties with fine motor skills, which can affect everyday activities such as handwriting, using cutlery or doing zips and buttons.  Some children also have difficulty with gross motor skills, such as running and throwing and catching a ball.  When these issues impair a child’s day-to-day functioning, they may benefit from a referral to an Occupational Therapist for specialist assessment and advice. 

	Sensory difficulties
	Understanding sensory difficulties is important when working with autistic children and young people.  The following video by the National Autistic Society (called Can You Make It to The End) gives an idea of what it might be like to experience sensory needs, such as being oversensitive to noise and lights:

https://www.youtube.com/watch?v=Lr4_dOorquQ 

It can be helpful to think about your child’s sensory needs and whether any simple strategies can help, such as ear defenders or avoiding places at the busiest times.   

Occupational therapists, CAMHS professionals or specialists teachers can often support families of children on the autism spectrum in order to help them with supporting their child with sensory difficulties.  This could include working out a child’s sensory profile and advising strategies to help manage these.  

	Sleep difficulties
	Many children on the autism spectrum have difficulties sleeping.  This leaflet on the National Autistic Society website has some great tips to start with when thinking about how you can help your child.  

https://www.autism.org.uk/about/health/sleep.aspx 

For some children with persistent sleep difficulties, medication can be helpful; this can be discussed with a GP, Paediatrician or Psychiatrist.

  

	Feeding difficulties
	Many children on the autism spectrum have eating difficulties, such as a restricted diet or over-eating.  This webpage provides many helpful ideas when trying to make sense of your child’s eating patterns:

https://www.autism.org.uk/about/health/eating.aspx 

It is important to seek help and advice from your GP or Paediatrician if your child has very restricted eating patterns, is losing weight rapidly or is very overweight.  



	Difficulties with self-care
	It is common for autistic children to have some difficulties or delays in learning self-care skills, even children with average or above intelligence.  Strategies such as social stories can be helpful for explaining why and how to self-care.  It can be important to consider a child’s sensory needs, for example, some children don’t like getting a haircut or brushing their teeth because it feels uncomfortable to them.  This page provides some helpful ideas for supporting a child with developing self-care skills: 

https://www.autism.org.uk/about/health/self-care.aspx 




Changes and Transitions
As autistic children approach periods of transition such as changing from primary to secondary school or moving house, new challenges can be faced and current strategies may need reviewing.
Taking a Break

Dealing with behaviours that challenge can be highly demanding for parents and carers. All parents need a break from caring for their children from time to time – this is normal and healthy. Making sure that you have the energy to respond appropriately to and to support your child and their needs is essential. Support from partners, family, friends or neighbours can be extremely important. Help can sometimes also be requested from social services; it will vary according to the child and their particular needs, but can include respite, home help, funding for equipment or home modifications.
We also recommend joining a local or online group for parents of autistic children and young people. Other parents who may be going through similar things to you can be among the best sources of support. The National Autistic Society has local groups, many of which offer support groups for parents. If there isn’t one in your area, it may be worth contacting the NAS for support in setting up your own!
Seeking professional help

You should always think about getting professional help if your child has:

· Behaviour which is putting themselves/others at risk e.g. self injury/aggression.
· Difficult-to-manage behaviour is happening in several situations and behavioural strategies are not working after trying them for a number of months.
· If you are finding it difficult to cope with your child’s behaviour.

The first point of contact should be your GP. You will need to describe your difficulties and then ask to be referred to your local Child and Adolescent Mental Health Service (CAMHS) or Emotional and Wellbeing and Mental Health Service (EWMHS). 
These are services that work with children and young people who have difficulties with their emotional or behavioural wellbeing. Local areas have a number of different support services available. These might be from the statutory, voluntary or school-based sector, such as an NHS trust, local authority, school or charitable organisation.
Children and young people may need help with a wide range of issues at different points in their lives.  Parents and carers may also need help and advice to deal with behavioural or other problems their child is experiencing. 
Children with ASD may need CAMHS support at some point in their lives. It is important to note that research has shown that 71% of children with ASD have mental health difficulties or other diagnoses such as ADHD, anxiety disorders, depression and obsessive compulsive disorder (OCD).
Understanding your Child’s Behaviour
There is usually a function underlying your child’s behaviour, so think about what your child is trying to achieve by behaving in this way. Behaviour difficulties generally arise due to:



· Confusion or fear produced by unfamiliar events and situations

· Interference with daily routine or repetitive activities

· Inability to understand instructions

· Lack of knowledge about how to behave appropriately

· Inability to communicate needs/feelings

· Sensory-sensitivities

· Specific fears of situations or objects

· Pressure to do tasks that are too difficult.

Behaviour: Making Positive Changes

The following are some general strategies to implement to try and improve behaviour: 
(If difficulties persist seek professional help to discuss specific strategies for you and your family)
Environment
· Keep the environment around the child calm with low amounts of stimulation.
· Set out expectations about what you expect from your child/what they can expect. 
· Create a visual timetable or a list of house rules to help conceptualise expectations and to help your child understand what needs to happen and when. https://www.autism.org.uk/about/strategies/visual-supports.aspx
· Social stories are an evidence-based strategy for teaching children of all ages with ASD about particular situations.  Find out more on this webpage:
http://www.autism.org.uk/about/strategies/social-stories-comic-strips.aspx
Improving communication
· Provide a wide a range of communication/social opportunities appropriate for your child.
· Use words your child will understand - Avoid sarcasm, metaphors and ambiguous phrases.
· Say things in the order in which they will happen – be clear and concise.
· Be patient, slow down communication for them to process the new information. 

· Avoid arguing or raising your voice if they are angry/upset as they can be sensitive to noise.
Managing feelings

· Relaxation – Deep breathing, thinking positively, redirection to pleasant, calming activities.
· Anxiety management – Identify the physical sensations that show they are becoming agitated and develop a range of alternative activities to help them calm down e.g. time out to do activities they find relaxing, exercising, use of sensory activities that may be relaxing (individual to each child).
· Feelings thermometer – A visual prompt to help your child communicate how they feel.
Increasing desirable behaviours

· Positive reinforcement is strengthening a particular behaviour by following it with something desirable such as favourite toy, activity or verbal praise. Token systems can also be used in which your child collects points, ticks, stars, stickers.

Behaviour: Management Strategies

As well as introducing positive behavioural strategies, it is sometimes necessary to have a range of strategies available to respond to a behavioural incident or outburst, such as:

Ignoring: 
· Some difficult behaviours can be ignored, i.e.  providing no response to the behaviour, including verbal comments, body language, facial expression or eye contact. This can help the child to learn that these behaviours do not lead to attention or things that could make them more likely another time.
Redirection and Distraction: 
· Redirecting your child’s attention to a preferred topic of conversation or activity can be an effective way of preventing a situation getting worse or diffusing a difficult situation.
Reducing Sensory Overload: 
· This approach involves supporting the child to take time out from the situation they are in. This may or may not include physically removing your child from the area. Time out can provide your child with the opportunity to calm down by limiting external stimulation and can give them activities to help them to relax (but are not too rewarding). 
Punishment: 
· This involves an unpleasant response to reduce an undesirable behaviour (e.g. smacking or shouting). This strategy is not effective as it does not address the root cause of the behaviour. The only thing it teaches is that it is okay to be aggressive and can also lead to aggression in response to the person administering it. It also leads to a child feeling bad about themselves which can worsen their behaviour.  It may also be traumatic and difficult for the child with ASD to forget or move on from afterwards. All in all, punishment is counterproductive.

Sources of Support

The National Autistic Society

National Autistic Society (NAS) The NAS has a wealth of information for parents, young people and schools about ASD. It also has information about support in the local area, and about conferences they are running, which are usually of high quality. This information can be accessed from the website http://autism.org.uk
Particular pages that may be of interest on the NAS website are:

http://www.autism.org.uk/services/helplines/main/contact.aspx - This is a link from the National Autistic Society which gives contact details for the Autism Helpline.
http://www.autism.org.uk/services/helplines/main/specialist.aspx - Specialist Behaviour Advice service. 
http://www.autism.org.uk/about/adult-life.aspx - This link is for information on living with autism and provides information on employment and transition to adulthood with ASD.
Local Care Assessment:  http://www.autism.org.uk/about/benefits-care/community-care/support-for-carers.aspx - This NAS link also provides some information on young carers and carers.
Social Stories and Comic Strip Conversations: These are a really useful way for children who find insight into social situations difficult. They provide information about social situations and can help children understand why and how certain activities are done. The book ‘The New Social Story Book’ by Carol Gray provides a helpful introduction. The NAS also has this useful information:  http://www.autism.org.uk/about/strategies/social-stories-comic-strips.aspx 
Technology: http://www.autism.org.uk/technology - This is a helpful page all about the use of technology. It gives some practical ideas on how to best use technology and also so useful tips on how to manage time spent on devices. 
Book List: http://www.autism.org.uk/shop/books.aspx - The NAS website has a whole range of books which cover different aspects of ASD for parents, siblings and for children with ASD. 

Other Organisations, Websites and Numbers:
https://www.ambitiousaboutautism.org.uk – Ambitious About Autism – a great resource with lots of high quality information. Includes videos of young people talking about their diagnosis, and an online platform for young people to meet others in a safe moderated environment, learn about their autistic identity, and meet others.

http://researchautism.net/ - Research Autism 
www.resourcesforautism.org.uk Resources for autism Centre aims to improve the lives of children and adults who are diagnosed with autism.  Has a library of books and DVDs about autism and of sensory equipment. Greater London and Manchester.   Tel:  020 8458 3259

https://www.mentalhealth.org.uk/sites/default/files/all_about_autism.pdf - This website has a lot of online resources to help with understanding autism spectrum disorders. For instance this is a link for a booklet primarily written for parents, carers and other family members to understand a diagnosis of autism spectrum disorder. 
http://www.autismeducationtrust.org.uk/ - The Autism Education Trust believes that all children and young people with autism should receive an education which enables them to reach their individual potential to engage in society as active citizens (and that individuals, families and professionals are informed, supported and equipped to enable this to be achieved).
http://www.cafamily.org.uk/connect-with-families/ - Link to Contact a Family

Tony Attwood website (www.tonyattwood.com.au) has lots of information regarding Asperger’s and some interesting articles, some of which are more aimed at professionals.
Independent Parental Special Educational Advice (http://www.ipsea.org.uk/) is a charity which supports parents in obtaining support for children in education.
New legislation for Special Educational Needs: https://www.gov.uk/government/publications/send-guide-for-parents-and-carers. This is a guide for parents around the changes to legislation which come into effect in September 2014.
http://www.autism.org.uk/services/community/family-support/parent-to-parent.aspx:   Parent to Parent Service is a UK- wide confidential telephone support service for parents and carers of young people with autism. 

Telephone: 0808 800 4106

Autism Helpline: 0808 800 4104

Girls with ASD: It can be very helpful for your daughter to see positive examples of self-realisation by other young girls with ASD. There are some lovely talks done by young women with ASD and can be found on the following links: http://www.ted.com/talks/rosie_king_how_autism_freed_me_to_be_myself and   http://www.ted.com/talks/alix_generous_how_i_learned_to_communicate_my_inner_life_with_asperger_s
https://thegirlwiththecurlyhair.co.uk/ The Curly Hair Project is a social enterprise that aims to help people with ASD and their loved ones, providing a number of different services including books, counselling and workshops. 
Apps:

· Trello – This app allows you to create list boards and share them on a page with your family. It allows you to track what’s being worked on and if something changes. 

· Social Stories – This app allows you to create your own social stories and also download pre-made ones.

· Mindly – This app lets you create colourful and detailed mind maps.
· Autismapps- Library of different apps available 

· Molehill Mountain – CBT based app for helping autistic young people learn to manage anxiety
Sibling Support/ Young Carers Information:

https://www.sibs.org.uk/ - Support for Siblings 

https://carers.org/about-us/about-young-carers – Information about young carer rights and online support pages. You can also search for local support groups through this website.
Explaining autism to younger siblings

https://www.bbc.co.uk/cbeebies/joinin/pablo-talking-to-your-child-about-autism
http://autism.sesamestreet.org/storybook/we-are-amazing/
https://www.ambitiousaboutautism.org.uk/understanding-autism/life-at-home/supporting-siblings
Local Support Groups:
http://www.autismlinks.co.uk/support-groups - Autism Links provides information on local support groups. 


Click on the support groups Icon and a drop down menu will appear, allowing you to select the region you want. The page will refresh, scroll down and there will be a list of groups. Each one will have a brief summary of the type of group and the contact details. 

http://www.autism.org.uk/services/local/england.aspx - This is another link which provides information on local support groups for different areas around the UK.

A Google search for autism support groups and your local area should also produce some links to local groups that you could look into. 

Specific Book Recommendations:

Executive Functioning:

Late, Lost and Unprepared: A Parent’s Guide to Helping Children with Executive Functioning (2008) by Joyce Cooper-Kahn and Laurie Dietzel

Smart But Scattered (2009) by Peg Dawson and Richard Guare – This is a guide for parents to deal with executive functioning difficulties in children aged 4-13. They have also written the equivalent for teenagers, Smart But Scattered Teens (2013) by Richard Guare, Peg Dawson and Colin Guare.

Executive Function 101 (2013) National Centre for Learning Disabilities – https://www.understood.org/~/media/040bfb1894284d019bf78ac01a5f1513.pdf. This is a very detailed but easy to read guide for understanding executive functioning difficulties. 

Interventions for anxiety:

Exploring Feelings CBT to manage anxiety (2004) by Dr. Tony Attwood – This is a simple workbook style guide that can be used with children with ASD and anxiety. There is also an anger management version also available.

Social Skills:

Coping: A Survival Guide for People with Asperger Syndrome by Marc Segar – This is a brilliant guide for parents and young people about how to navigate lots of potentially difficult situations-may be best used just in parts for some children.
Survival Guide for Kids with Autism Spectrum Disorders (and their parents) by Elizabeth Verdick and Elizabeth Reeve.
Resources recommended by service users and their parents:

Autism Eye journal - Magazine you can subscribe to either in print or online https://www.autismeye.com/ 
The Autism Show - Annual show at the ExCel-info via The National Autism Society
The Curious Incident of the Dog in the Night-time - Novel about a boy with ASD
Wrong Planet Forum – This is an online forum for kids and parents - www.wrongplanet.net
Information about other common areas associated with ASD:
	Name
	Website
	Telephone/Helpline

	Tourette’s Syndrome
	www.tourettes-action.org.uk
	0300 777 8427

(Mon-Fri, 9am-3pm)

	Anxiety & Depression
	www.mind.org.uk
	0300 123 3393
(Mon-Fri, 9am-6pm)

	Attention Deficit Hyperactivity Disorder (ADHD)
	www.addiss.co.uk 

	020 8952 2800


	Obsessive Compulsive Disorder (OCD)
	www.ocduk.org 
	03332 127 890. (Mon-Fri, 10am-4pm)

	Bullying
	www.bullying.co.uk 


	0808 800 2222

Mon-Fri, 9am-9pm & Sat-Sun 10am-3pm


Current Autism Research and Opportunities 
The clinical team at GOSH works closely with the research department at the Behavioural and Brain Sciences Unit (BBSU) at UCL Great Ormond Street Institute of Child Health (ICH). We collaborate with colleagues around the world to try and understand the genetic, psychological and neurophysiological basis of disorders on the autism spectrum. All information we obtain in terms of interview, observation and other investigations is compiled into anonymised computerised files. From our database of nearly 2000 children, we are able to compare a child’s problems with others seen in our clinic and can look for similarities and differences.

Our clinic often has a number of ongoing research projects. If you are interested in taking part, please do not hesitate to get in touch with the clinic. We are always looking for people to be involved in our ongoing research; both children and adults. We also welcome enquiries from young people to help us develop and improve the service we provide, and to produce helpful information for our website.
We also very much welcome contributions of artwork by autistic children and young people, for our website.
Other research 

On the NAS website they explain research which is in progress and needs participants involved. If you would like to be involved or would like to know more information on these projects please look on this website: http://www.autism.org.uk/about/what-is/research.aspx
Autistica UK is the UK’s main research charity and you can join their list of families interested in taking part in research – they will let you know regularly of opportunities to take part in projects.
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Restricted, Repetitive and Stereotyped Behaviours, and Sensory Differences





Autistic children can find it hard to: 





Predict what will happen next


Adjust to change of routine


Cope in unfamiliar situations


Enjoy imaginative play


Plan for the future


Children with ASD may also be over or under sensitive to sounds, touch, smell or have other sensory needs show some repetitive movements, such as flapping hands, spinning or pacing have an intense special interest which can seem like an obsession











Difficulty with Language      and Communication





Autistic children may find it       difficult to use or understand:





Facial expressions


Tone of voice


Jokes and sarcasm


Processing and retaining   verbal information


Common phrases


How to use language every day for different purposes e.g. to start up conversations and tell people about themselves





Difficulty with Social and 


Emotional Interaction





Autistic children may:





Prefer to spend time alone (or find this easier)


Not seek comfort from others


Appear to be insensitive as they   struggle to recognise others thoughts, feelings and actions


Appear to behave inappropriately as it is not easy for them to express their feelings


Have difficulty forming and keeping valuable friendships


Struggle with unstructured time 


Have trouble understanding unwritten social rules 








�Should we include discussion of body dysmorphic disorders here too like anorexia and bulimia? Might be what many people think of when they read eating disorders.
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