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Understanding Autism
Resource Toolkit for SCAMHS Professionals
 See Me Hear Me: Being Autism Aware, Autism Accepting and ready to adapt practice 

We will be referring to children and young people in this document, not patients or clients. We will use autism first language – an autistic person rather than a person with autism. There is a brief PowerPoint introduction for this toolkit which you may find useful before reading this. We have also added links to support further reading.
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1. Introduction
What is Autism? – Definitions and terminology matter.
Definitions of Autism have changed considerably over time. Accounts from autistic individuals and groups have been significantly influential and have given invaluable insights and different perspectives. There has been a shift from thinking in terms of disorder and impairment to difference. (*See footnote – From Deficit to Difference)
For the purpose of this Toolkit, we will use the following definition – 
“Autism is a lifelong neurodevelopmental condition which affects how people communicate and interact with the world”
Autism describes a different way of perceiving, thinking, and relating to the world. This can create great strengths but also difficulties for an autistic individual. We know that autistic individuals are significantly more likely to develop mental health difficulties NAS-Good-Practice-Guide-A4.pdf (thirdlight.com). There is also the additional challenge of non-autistic (also referred to as neurotypical/NT) people having difficulty knowing or understanding what autistic individuals think or feel. It is important that these differences are recognised and understood. This resource is aimed at supporting recognition and understanding. 
 *Footnote – From Deficit to Difference! 
“Behavioural” symptoms from early childhood of impairments in social interaction and social communication combined with restricted repetitive interests and behaviour often with sensory sensitivities and stereotyped mannerisms” (NICE, 2011)
“A relatively common neurodevelopmental condition, usually associated with normal range IQ, that represents a form of natural variation, bringing both challenges and strengths” (Mandy, 2019)
Who is this toolkit for?
This Resource Toolkit is for all professionals working in Specialist CAMHS but primarily for CAMHS clinicians working with neurodivergent/neurodiverse children, young people, and their families to understand, explain, explore and support wellbeing and positive outcomes.
The toolkit will look at different areas and themes including preparing for appointments, formulation, intervention, and possible issues of concern. It offers advice on how best to prepare the environment and to support autistic children and young people’s experience in accessing Specialist CAMHS.
It will take longer to put preparations in place, and it will be necessary to sensitively consider amendments and adaptations to usual practice. As a clinician, it is really important that these increased demands are recognised and supported by your service/health board particularly when waiting lists are growing and there are more demands on services.
In the longer term, making services more accessible will increase the possibility of a positive outcome for everyone and be more cost effective. Indeed, without adapting practice, autistic children and young people will receive a less effective or poor service. 
Why have we developed this toolkit? CAMHS professionals in HDUHB approached the National Autism team with some questions and concerns on how to support their workforce to meet increasing referrals for autistic children, young people, and their families. Autistic support groups were also highlighting a desire for more guidance for services working with children, young people, their families, and their support networks.
From deficit to difference.
Far too often, Autism, ADHD, and other neurodivergent conditions have been seen from a deficit model. There is a need for a different approach that encompasses diversity and supports positive emotional wellbeing.
To borrow from Carl Rogers and Authentistics -
    “Am I living in a way that is deeply satisfying to me and truly expresses me”.
The Authentistic Research Collective describes its aim in adapting psychological therapy for Autistic adults -  
“For a therapist to think from the autistic person’s perspective”.
For further information please click on the PDF below Psychological Therapy for Autistic Adults – A Curious Approach to Making Adaptations:

Authentistic.pdf
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Autism – how does it present?

We have drawn from Schopler et al, Division TEACCH the metaphor of observed behaviour being “the tip of the iceberg” to look at how autism may present. 
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We see what is above the surface, not what lies beneath. But to understand better, we need to consider why certain behaviours are happening and to think about what we do not see or necessarily understand.
When we understand better, we are in a better place to support and advise and to paraphrase Maya Angelou – “when you know better, you do better”.
In the world of Autism, the “Iceberg” metaphor is often associated with behaviours that challenge and this metaphor is frequently applied in a problem-solving way.  It is our view the Iceberg metaphor could be used in a more general way to look at all human behaviour and responses – in other words, to look at what lies underneath and why all individuals may respond differently. In the clinic setting, clinicians, and referred individuals bring their unique presentation, strengths, differences, and challenges.
Neurodiversity means all of us – whether we consider ourselves to be Neurotypical, Autistic, Neurodivergent, or something else. We all have different minds and ways of being in the world that come with varying strengths, needs, and aspirations.
Areas to consider…..
We have focussed on seven areas to support understanding of potential differences, see below.  These dimensions have been highlighted by conversations and discussions we have had with autistic people. There are other dimensions that you may also want to consider in addition to these. 
Autism is also associated with other conditions and these co-occurring conditions must be considered too when thinking about interventions.
But remember –
“When you have met one autistic person…..you have met one autistic person….”
The 7 Areas              
1. Feeling and Seeing
2. Social Ease & Connectedness
3. Communication and Language
4. Thinking and Learning
5. Energy and Arousal levels (physical and emotional health)
6. Organising and Planning
7. Interests and Motivation
When individuals are referred to Specialist CAMHS, these areas should be considered carefully and sensitively as this will support understanding and help shape necessary adaptations to interventions typically offered. 
The areas overlap considerably, so you may wish to focus on what seem to be the most relevant areas initially. Autism is frequently associated with other conditions (co-occurring conditions) which will also need to be considered and this adds to the complexity of any intervention.
And 8, Consider co-occurring conditions alongside autism.
Finally, we strongly recommend that CAMHS clinicians apply the “Iceberg Principle/Perspective” or something similar, to reflect on their practice and address any possible unconscious bias. This could help to address the issue of “Double Empathy” which can lead to misunderstanding and poorer outcomes.
Double Empathy –Autistic individuals are said to struggle with empathy, although research shows that they do not struggle with their autistic peers[footnoteRef:2]. Clinicians bring their values, understanding, and training to their clinical work. They may have a neurotypical understanding of an autistic young person and may not easily understand the responses or perspectives of an autistic individual because they are seeking to understand and communicate with the person by comparing them to their values and understanding. This could also be seen as a “double blind” situation where the clinician and the “referred” individual do not see or understand the other person’s responses or perspective.  [2:  Double empathy problem.pdf (kent.ac.uk)] 

Awareness, acceptance, and respect of individual differences should support understanding and reciprocity and enhance outcomes. Please see our 
“What is Autism?” film and 
Understanding Autism - Awtistiaeth Cymru | Autism Wales | National Autism Team Module 1 online which is part of our autism awareness certification scheme. If you have time to complete this scheme please do, it is a good way of learning about Autism from the perspective of autistic people.
The main points to keep in mind are:
· Every autistic person is different.
· Be accepting; Autism is not a condition to be fixed.
· If things change let the young person and parent/ carers know beforehand. 
· Be mindful of the possibility that some children and young people may be experiencing PTSD and lived experience of trauma. 
· Research has shown that Autism will often overlap with other neurodevelopmental conditions[footnoteRef:3]; be mindful that co-occurring conditions are the norm, not the exception. [3:  Cleaton & Kirby A. Journal of Childhood & Developmental Disorders. 2018
] 

· Remember that the young person may be masking/camouflaging and trying to pass as neurotypical.
· Please be mindful that some parents/carers may also have an ND condition – that they may be aware of or not. 
· Please ensure that the young person has understood what you have said
· Give more than enough time for the young person to process and respond. 
· Think about the length of your session – are they long/short enough for that particular young person? 
· Build up trust; keep communication meaningful, relevant, and respectful communication. For additional information on Effective Communication please see our e-learning Module 2 Effective Communication in process of development INSERT LINK
· Work in partnership with the autistic young person and their family.
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2. Things to consider before 1st appointment

Preparation.
We have listed lots of factors for you to consider in preparing for meeting. This is not intended as a checklist but you may wish to prepare a service checklist or framework. This will ensure the young person and their family are well informed and involved from the outset, should control for uncertainty and anxiety, and support a collaborative, successful intervention.

Have you contacted the child/young person and their family to find out what works for them and if they have any requests or requirements? Are you able to accommodate these/make reasonable adjustments?
 Have you asked about - 
· meeting virtually or face to face 
· preferred language, Welsh, English…
· use of gender pronouns
· issues relating to ethnicity, race, gender, sexuality, religious beliefs, background, and cultural values
· preferred communication style, such as the use of symbols, pictures
· any difficulties in understanding and processing information
· sensory requirements/preferences such as lighting, noise volume, and smells
· other health conditions
· where the young person feels most comfortable – and if you can accommodate this
· timing - afternoons may work better than mornings, ask what might work best for the young person and their family, accommodate if you can. Remember autistic people may rely heavily on routines e.g.  they may always have lunch at 12, so if you know the meeting is going to take an hour, allow enough time
Autism is a protected characteristic under the Equality Act 2010. Please see the following links for more information and guidance on statutory requirements:
The Equality Act 2010 - Hywel Dda University Health Board (NHS.Wales)      
https://gov.wales/sites/default/files/publications/2021-03/code-of-practice-on-the-delivery-of-autism-services-supporting-guidance-document.pdf         
Have you sent details regarding the appointment? And how? By email/letter/text?
1. Arrival time, start and finish time
1. Location (online or face to face in clinic) 
1. Clinic appointments – directions, parking (extra time if parking is difficult to reduce stress), including a photograph of the entrance and exit of the building – or other useful photographs showing the location
1. Waiting area online or in the clinic – waiting area, clinic room, toilets, etc
1. Entry to clinic room and leaving clinic space
1. Virtual clinics – details on joining arrangements and how these will work

Virtual tours/video clips could be very helpful for face-to-face clinic appointments as well as written/pictorial information. For virtual clinics, a video clip or link will also be helpful regarding issues such as confidentiality and how these meetings are managed including the agenda for and timing of these. Virtual clinics require as much careful preparation and information as face face-to-face appointments.

Have you confirmed/stated the purpose or reason for this meeting including details of the referral received?
· Have you checked if the young person and their family are able to/still want to meet?
· Have you checked for any mismatches or possible misunderstandings?
· Have you received all relevant information from the referrer?

[bookmark: _Hlk71127183]Have you asked the child/young person and their family about their hopes and expectations? What are their views? 
You could send the family a proforma to help them think about this. This could also give examples of questions they might want to ask? Add proforma from “About Me”?
Have you asked the child/young person and their family to send or bring along any useful supporting information such as a one-page profile Child personal profile - Awtistiaeth Cymru | Autism Wales | National Autism Team) or “passport”, or other health, educational or personal records. It will be particularly helpful to know about possible signs of distress or discomfort and how to address these. 
Maybe you could co-produce a one-page profile for this intervention, supporting the young person to be heard and, learn how best to support them?
Have you provided information on who will be present and who needs to be present at the meeting? 
· Which Health professionals? 
· Which family members?
· Any advocates or support staff for the child/young person? 
· Other professionals – education/social services?

Please check if the child/young person wishes to attend for all or part of the interview and if they might need time out or a break at any time and how to signal this. Similarly, let them know that they can request to terminate the interview. It will be important to know why they wish to terminate the interview.
Have you provided information on what will happen during the appointment and after the appointment?
· You have already said who will be there and why?
· You will explain what the meeting is about 
· You will detail the structure of the meeting – give an agenda?
· [bookmark: _Hlk107522925]You will ask questions –provide a brief agenda to explain the purpose of the meeting. This could include a picture of the clinician. Attach a copy of possible questions. 
· You will ask them about what is happening at home or in school
· You may need to check their height, weight….
· You will listen to their responses
· At the end of the interview, you will talk about what happens next…..
· You will say if you can help or think someone else can.
· You will give them the opportunity to ask you questions (provide a few examples when in the actual interview), you will need to ensure that they know they can ask questions and what they can ask, how, and when.
· You will check if they are okay during and at the end of the meeting

It may be helpful to provide a social script of questions typically asked in an interview but also add that these are examples of questions that could be asked. You could use a video clip if you prefer. It would also be useful to provide information on what happens following a first interview – do you have any leaflets about this? And/or will you write a letter to explain? Check the information you are sending out – does it seem “just right”/ a good fit?
And remember that your personal qualities and conduct – non-judgmental, respectful, accepting, empathic, and compassionate will make all the difference.
Additional advice and guidance if attending in person
Have a “flag” on the system so all reception staff are aware that the person attending an appointment is autistic or awaiting diagnostic assessment. Staff ideally should have accessed some training on what they might need to do to make the child and their family feel less anxious and welcome. The “flag” should also note any known specific triggers for the individual such as a fire alarm going off. You may also wish to consider the use of lanyards to indicate that the child or young person and family members attending the interview have some requests or requirements regarding helpful adaptations. You may wish to create a personal profile, informing staff of any known environmental triggers or necessary adaptations. 
Waiting areas in clinics and hospitals can be noisy and distracting and may increase anxiety. Please remember that appointments are highly likely to be anxiety-provoking and managing the environment (waiting area and clinic room) will help maintain a calm and welcoming environment. Reception staff would benefit from accessing training.  eLearning - Awtistiaeth Cymru | Autism Wales | National Autism Team   Reducing anxiety is key.
“Anxiety may also be a response to difficulties we may regularly face that non-autistic people may find less challenging, such as socializing”.
Authentistics

Please also check the clinic room in terms of acoustics, lighting and even smells! You may need to tidy or declutter the room and rearrange the furniture to accommodate interaction e.g., chair position at an angle rather than directly opposite. Ask the young person and their family if you are unsure. You may wish to use a table or desk to allow for writing and drawing to support communication. See Good Practice Guide, NAS
You might find it helpful to re-familiarise yourself with the individual’s profile before the appointment. If the appointment will take place in person, staff might find our Primary Healthcare Professionals film helpful.

































3. During the appointment
Introduction 
Start on time, keep to time as much as possible.
Introduce yourself. Avoid too much small talk and consider the usefulness of “breaking ice” activities. Some autistic children and young people may understand and tolerate small talk and similar activities, but others may find these unnecessary and anxiety-provoking. Check once again for preferred names, use of gender pronouns, and conventions regarding speaking and taking turns. Use their name to get the attention of the child or young person. Establish/determine “ground rules” for interviews such as turn-taking, asking questions, moving from one item to the next. Check if the clinic room is okay – lighting, acoustics, the layout of the room, the position of chairs…..and make any necessary adaptations if possible.
     Outline the structure of the interview and the reasons for this. 
· Finding out more, asking questions.
· Sharing ideas and possible explanations
· Supporting participation, ensure that the young person and family members can ask questions in a format/way they find helpful
· Identifying ways to help in future interventions
· Considering future interventions
· Planning ahead 
Check your use of language and explanations throughout the interview.
· Remember to use the child or young person’s name to get their attention and to maintain their attention.
· Explain clearly and simply and check for understanding throughout the interview. 
· Break things down.
· Monitor your communication style, how and what are you communicating?




· Check and review your language for ambiguity and vagueness. See below for ideas on framing questions:   

[bookmark: _MON_1718136090]                                                                   
· Ask questions politely and directly, allow sufficient time for processing and responding. 
· Use visual prompts/written or pics? Using stick diagrams/ visual representation may be useful – helps people to visualise their own thoughts.
· If you use specialist terms, explain what they mean and check the child/young person has understood e.g., ‘So, when I described anxiety/intrusive thoughts/obsessive behaviour just now, can you tell me what that is for you?’  Consider preparing a list of commonly used words and terms to give to the children/young people and families. Please see commonly used terms at end of this document. Also please see the link on “ideas for questioning” above.
· Recognise that a computer literate young person could research or check anything spoken about in the interview. Remember to signpost them to appropriate sources of online information. 
· Be aware that some phrases you believe are clear could be misinterpreted. E, g, “Do you ever hear people talking about you but there is no one there?”. You could be trying to identify auditory hallucinations but in actual fact identify the patient has incredibly good hearing and can hear people next door.
· Be mindful that a person who is expert at masking will very easily pick up on and, reuse a clinician’s words and therefore may appear to have a level of understanding that they don’t have.
Be aware and sensitive to the child’s/young person’s presentation and their autism and any other associated conditions alongside their profile of strengths and needs – in particular check the following.
· Understanding and processing speed 
· Eye contact and nonverbal communication
· Difficulties in recognizing or naming emotions
· Emotional regulation, recognition of discomfort or distress 
· Social interaction difficulties and reciprocity
· Attention span and organizational difficulties
· Ability to initiate, transfer learning and generalize
· Motivation or need to change/respond differently
· Sensory profile and variation in individual sensitivities
· Facial expression or body language may not match a person’s internal state!
· If the child or young person is using non-harmful repetitive movements (stimming) reassure them that this is acceptable during the interview/okay and explore with them how/why it is helpful for them to do this. 
Keep an eye on the time and inform the child/young person and family 10 -15 minutes before the conclusion of the interview. You may also need to allow for a break/time out during the interview or earlier finish.
Concluding the interview
· Summarize the main points
· Check for shared understanding and perceptions
· Check with child/young person and family how useful this has been e.g. using a scale if appropriate or emoji. 
· Encourage and listen to feedback.  Listen, accept and try to address any issues arising.
· Plan next steps together.
· If possible, provide a brief written summary - bullet points, pictorial summary or both
· Discuss and plan the next appointment 
· After the interview consider what worked well and what you might need to change/adapt. Check this with family before and at the next meeting.
Building trust and having meaningful conversations will help establish a relationship and gain insight and understanding. Understanding is key.


NOTE - Check Icebergs and monitor your understanding and responses.                                                                 Remember - Double Empathy! Also, remember to factor in the possible impact of sensory trauma[footnoteRef:4], traumatic experiences, masking and the impact these may have on emotional wellbeing.   [4:  Sensory Trauma | Autism Wellbeing] 



4. Icebergs
1. Seeing and Feeling                
“It’s not just about Autism” Some of these conditions may be more obvious, others more subtle in their presentation.
Observable Presentation “What you see”
[image: Iceberg Below Above Vector Images (12)]May seem uninterested
Distant, frozen
Very shy, withdrawn
Standing aside - Observing
Too friendly, in your face
May copy others, may mask

Not able to identify and describe how they feel (Alexithymia)
“Fight, flight and freeze”
Sensory regulation/dysregulation
Clumsy, “awkward”









2awkward 












Trying to make sense of a confusing world 
Strong sense of justice
Overwhelmed & very upset by the actions of others 
Pick up on negative vibes
Emotional sensitivity 
Need time to process
Exhausted by trying to understand and respond in NT world
Emotional sensitivity

Sensory differences
Interoception – difficulties in sensing internal world – pain, hunger
Exteroception difficulties in sensing the outside world – sound, smell taste, emotions in others 














Differences - “What you possibly don’t see”

Useful ways to support
Social stories and scripts could help the young person to develop alternative responses.
Check what emotions the young person can describe and identify. Consider using images such as thermometers to gauge how they are feeling.
Develop their “language” for emotions.
Be practical - recommend using noise-cancelling headphones, sunglasses, and caps to support young people who struggle with noise or light….
Develop tools to support monitoring wellbeing – smartwatches, apps on phones

Autistic individuals clearly see and experience the world differently. At a very simple level their sense of taste and smell can be different. They seem to both hear sounds others cannot but also be oblivious to someone speaking to them which can be very confusing for an NT individual to understand. They can present as clumsy, heavy-handed but also very athletic. It would be fair to say that there seem to be many contradictions and that probably the best strategy in trying to ascertain how an autistic person perceives and experiences the world, is by checking this with them and not making any assumptions. We know from autistic individuals that sensory experiences can be intense and sometimes very problematic and unpleasant. This can vary hugely for an autistic individual on a daily basis and within a day, so hence the need to ascertain directly and to adapt the environment/context appropriately and sensitively. 
 “Intensely preoccupied with the movement of a spinning coin or lid, I saw nothing or heard nothing. People around me were transparent and no sound intruded on my fixation. It was as if I was deaf. Even a sudden loud noise didn’t startle me from my world. But when I was in the world of people, I was extremely sensitive to noise.”
Temple Grandin (Grandin and Scariano,1986)

The insights of autistic individuals are powerful and enriching but it can be hard for autistic individuals to be heard and understood and respected in an NT world. Some autistic individuals have “adapted” by masking or passing as NT. It is important that autistic Individuals are supported to be their true self and to achieve a sense of wellbeing, belonging, and contributing.

Ask, Assess, Ascertain, Accept and Adapt.


2. Social Ease and Connectedness
“It’s not just about Autism” Some of these presentations may be more obvious, others more subtle in their presentation.
Observable Presentation “What you see”.
[image: Iceberg Below Above Vector Images (12)]Not knowing the rules of social interaction
Being too quiet/being too noisy
Talking too much and interrupting
Regulating social contact variable
Can initiate but has difficulty maintaining and finishing conversation
Giving intense or avoiding eye contact, not being able to regulate eye contact

















Has to constantly work on comprehension and to make sense of social rules and customs 
Does not know the social rules or conventions.
Has different rules
Finds eye contact difficult/aversive
Starting & finishing conversations can be difficult
Finds social situations very anxiety-provoking and exhausting.
Avoidant 
Not knowing when/how to join in Masking/observing and copying others














Differences “What you possibly don’t see”

Useful Ways to Support
Are there any special interests which can be used to put someone at ease or encourage engagement? (Understand that these interests could wane/change.)
Use social stories/ scripts
Develop new routines and exit strategies.
Learn when, how and whom to ask for help
Acceptance, self-compassion and develop knowledge of self
Develop self-care routines, allow for “time out” to restore and recover
Role play alternative responses.
Address rumination!

Social Instincts, Social Differences, and Social Relatedness
An autistic individual’s social instincts are different from the beginning, but this may not be obvious, particularly if the individual has “masked” and worked hard to fit in.[footnoteRef:5] [footnoteRef:6] [5:  Social camouflaging in autism: Is it time to lose the mask? - Will Mandy, 2019 (sagepub.com)]  [6:  Autistic Body Language » NeuroClastic] 

For instance, a young person may have learned to appear to give eye contact, looking at someone’s forehead or over their shoulder. Other autistic individuals may avoid eye contact or give only brief /fleeting eye contact. Some may give intense eye contact or may give but do not enjoy this and do so at the cost of significant personal distress and discomfort.
Autistic individuals may range from being very expressive and vivacious to presenting as shy to being quite flat and avoidant to being oblivious. Others may be constantly working to fit in and not stand out at all. Their differences may not be obvious, but they are real. Ask the young person how they feel and function but do remember to adapt your questions, possibly using more closed questions and drawing upon information provided by others. Family members and school staff may be able to provide some useful insights.
Autistic individuals do develop friendships, particularly around their interests. They may not have close friendships but many wish to develop these. They may feel very lonely and their desire for friendship could make them vulnerable to exploitation. In a clinic/educational situation, they may need guidance about the professional relationship.
Non-autistic people often have the luxury of being able to rely on gut instinct and intuition but this is not so for the autistic person. Autistic individuals report how mentally exhausting it can be having to memorise and learn by rote how to act in situations that non-autistic people can take for granted.




3. Language and Communication
“It’s not just about autism” Some of these presentations may be more obvious, others more subtle in their presentation.
Observable Presentation “What you see”.

[image: Iceberg Below Above Vector Images (12)]Situational non-speaking (please infographic below) 
Talking too much/too little 
Dominating a conversation, not understanding, interrupting 
Unsure about turn taking and pauses in conversation        
Vocabulary can be very sophisticated- pedantic or limited
 Disfluency in communication









Preferred language is Autistic or Aspergese







Higher levels of anxiety will affect communication
“Will struggle with ‘neurotypical language’ when anxious” (David Fox- Autistic UK)
Masking and imitating neurotypical communication, may speak in NT language to get by in NT world but struggle to do so.


Alexithymia - not easily able to identify and label emotions
Vocabulary can be precise/specific
Need longer to process language and responses
May not recognise when someone is trying to communicate with them












                     Differences “What you possibly don’t see
          
Useful ways to support 
Use banks of words, reinforce the connection between words and emotions.
Consider role-playing/drama sessions to develop comprehension and delivery.
Practise turn-taking.
Allow for quiet, “free from talk” time
Use other ways to communicate – drawing, texting
Resources- may need additional support with their communication (visual prompts/ schedules). Thermometers, emoji’s for expressing/ understanding emotions
Remember that despite adaptions for sensory overload there could still be significant issues with underlying sensory sensitivities, masking and tolerating distress which could significantly impact communication
Tips- Ask the young person to paraphrase what you have just said or asked them to do. This way you will know they have understood. Be aware that a child or young person  who is proficient at masking their autism or who may feel unsafe, could repeat back words or phrases without full understanding. If they have not paraphrased but directly quoted you, check, explore further.
Keep communication clear and simple
[bookmark: _Hlk107526708]Ensure that all communication is clear and specific. Avoid asking open-ended questions such as “how are you feeling?”, instead try and be as specific possible e.g., which lessons were good, which lessons were not good. 
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4. Thinking and Learning
“It’s not just about autism” Some of these presentations may be more obvious, others more subtle in their presentation.

Observable Presentation “What you see”.
[image: Iceberg Below Above Vector Images (12)]Logical thinking.
Good at seeing patterns/details at expense of bigger picture 
Focus/too much focus on the details
Literal and concrete thinking
May struggle with abstract concepts
Pedantic - need to be correct
Perfectionism/ will correct others
Good on visual tasks.
Need to learn across settings to generalise.















Learning patterns
Uneven Profile (Spikey Profile) surprising strengths and weaknesses
May not see the bigger picture as focusing on the finer details
Slower to process information and responses/Can be very creative  Pedantic! Good at editing!
Needs things to be correct – Perfect!
Organisational and planning difficulties














Differences “What you possibly don’t see

Useful ways to support
Break things down, allow more time to process.
Use logic and concrete examples to explain
Provide visual reminders and supports
Encourage areas of expertise and address difficulties
Use special interests to motivate.
Ensure that learning is generalized across settings
Processing Time
Some autistic children and young people take longer to process information or a question, so allow more time and wait for the response, even if it takes longer than you expected. Please be mindful that processing speed and intellect are not the same. Some autistic children and young people will not be intellectually impaired but may still need longer to process information. An elevated state of anxiety will also diminish communication and impact processing, so it is important to reduce anxiety before commencing. 
Be patient and wait until they are ready to answer, allow at least 6 seconds for processing. If asked to repeat something, repeat what you said in exactly the same way so that there is no new information for the individual to process. It may be tempting to rephrase things in the hope that this will make it easier to understand, but this can actually increase processing difficulties.  If in doubt, check whether the person would like more time or if they would prefer you to ask the question a different way.
Also, consider how to support moving from one topic/interest to another and how to ensure motivation as well as knowing what is “enough”. Using scales, emojis, visual prompts and, social stories and scripts could be helpful as well teaching helpful habits and using schedules and plans.













5. Energy Levels and Arousal
“It’s not just about autism” Some of these presentations may be more obvious, others more subtle in their presentation.

Observable Presentation “What you see”.
[image: Iceberg Below Above Vector Images (12)]Variation in levels; some may appear ‘hyper’ whilst others may appear quite ‘flat’
Variable presentation 
Meltdown/ shutdown and burn out















Physical and emotional exhaustion
Interoception - difficulties with the ‘inner sense’ 
 Exteroception – difficulties with external world 
Alexithymia
Sensory trauma contributing to exhaustion












 Differences “What you possibly don’t see
Useful ways to support
Develop routines for self-care
Check energy levels and “restock”/restore/recover
Do Less - 
“Today is not a good day to do more/ communicate more” 
 “I need a break”.
 Stop, rest, take time out. Less is more!  
[image: A picture containing text, clock
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Autistic adults have told us how exhausting living in a world that is not designed for your neurology can be. Consider adolescence - constantly trying to navigate social rules that do not make any sense, the pressures of education, trying to fit in, plus the complexities of puberty, it should be no surprise that we see increased rates of anxiety and depression in our autistic children and young people [footnoteRef:7]  [7:  https://www.autistica.org.uk/downloads/files/Anxiety-in-Autism-Guide.pdf] 

Understanding energy accounting can alleviate some of the pressure and stress that can lead to anxiety and depression. This is important not just for children and young people but for families too. It’s OK to say no to things that only add to stress and anxiety, doing less can help. Indeed, it will be necessary to say “no” to maintain a sense of wellbeing. Less can be more. There are different ways to monitor energy levels [footnoteRef:8].  [8:  Home (majatoudal.com)] 

[bookmark: _Hlk85730301]Energy accounting is about individuals monitoring their energy levels (emotionally and physically). This could be on a scale of 1 – 10 or 1 – 100 and could simply be done by placing a marker on a line or a dial. This will need to make sense to the young person and be practised to become “routine”. If energy levels are low or falling, then it will be useful to “top up”. This sounds deceptively simple but will require an individual to start monitoring themselves and become more aware of their internal self. Then they will need to know how they can best “top-up” and restore their emotional energy. 
6. Organising & Planning

Observable Presentation “What you see”.
[image: Iceberg Below Above Vector Images (12)] Appears disorganised in terms of learning or too ordered and rigid
Disorganization impacting learning, home life, personal care – “chaotic”
Appears stressed/anxious/overwhelmed
Struggles to get started, cannot easily move onto next task
Struggles to prepare resources and finish tasks 
 
















Close to burn out due to the high level of work being undertaken just to manage life and appear “normal”
Struggling with organisation and planning, cannot easily start or finish
Highly anxious and avoidant. 









Differences “What you possibly don’t see

Useful ways to support
Use to do lists, timetables, alarms/timers on phones. 
Develop daily/weekly schedules 
May be supported with “scaffolding” and support networks to plan and organise - by family members/carers and teachers/support staff.
Develop simple and purposeful work/life routines
An autistic person may not see or share the same priorities as an NT person, particularly if these are social in nature. They may need to use a visual schedule to plan and execute tasks to ensure that some tasks are not overlooked - particularly those that seem irrelevant, unimportant, or difficult. The autistic individual may have previously experienced criticism and negative feedback for their lack of planning and organization but often in the absence of support to address this. 
“To do” lists with a time factor and stated purpose can help, as well as a daily organizer and schedules can help. Also consider longer term planning (weekly/monthly and beyond), purpose, and goals. These can be used alongside energy accounting to support an autistic individual’s emotional wellbeing or indeed for any individual. 























7. Interests and Motivation Iceberg 

Observable Presentation “What you see”.
[image: Iceberg Below Above Vector Images (12)]May only engage in intense/special interests
May struggle to move on to other functional things
Struggle with daily chores – neglecting necessary self-care 













Intense interests
Passionate and well informed.
Good researcher on things that interest. Indifferent to other things/chores
Some of the intense interests may evoke an immense feeling of wellbeing and can be hugely rewarding but also displace other daily functional activities










                           
Differences “What you possibly don’t see
Useful ways to support
Use special interests to support functional tasks.
Ensure access to motivating activities.
Detail purposes and benefits of tasks to be done, particularly for less favoured activities and tasks.

Autistic individuals may have a narrower range of interests and be more intense and passionate about their interests. This can lead to excellence, creativity and insight in their particular areas of interest but could also mean they overlook some necessary tasks in their daily life. It is important to consider how these needs are incorporated in a purposeful and meaningful way to ensure the development of independent positive life skills and daily functioning.
Resources – all planning and schedules need to include special interests/passions They also have to be purposeful, support independent functioning and include less favoured but necessary activities in an achievable way.






























8 Co-occurring Conditions

“It’s not just about Autism” Some of these conditions may be more obvious, others more subtle in their presentation.
Observable Presentation “What you see”
[image: Iceberg Below Above Vector Images (12)]Emotional Wellbeing & Mental Health
Resilience/vulnerability
Sensory Processing Differences
Daily levels of chronic and heightened stress
Social relationships & lack of connectedness, loneliness
Anxiety, Depression, OCD, Disordered Eating, Self-harm
Anger









Physical Health & Wellbeing

               Diet & eating patterns
Poor Sleep
Skin conditions
Asthma
Fatigue and burnout 
Medical Conditions- Epilepsy, FASD, Autoimmune conditions, Fibromyalgia 






ggg











Life History, Lived Experience
Perceptions and understanding of parents
Social learning and experiences
Impact of Trauma (culmination of frequent “minor” trauma)
Abuse and Neglect (societal, familial, school)
Impact of Sensory Processing Differences 
Poverty and Adversity
Disrupted education






Neurodevelopmental Conditions
Developmental profile
Unrecognised, missed or not meeting "criteria"
Early difficulties and presentation to services but delayed/late diagnosis Anger/frustration – needs not recognised or met
ADHD / ADD, Tourette’s DCD 









Differences “What you possibly don’t see” or “know”
 
We are still learning so much about co-occurring conditions through the accounts of autistic individuals. It is important to consider these accounts alongside the limited evidence and research that we have. Consider the interrelated, compounding effects of these co-occurring conditions so you can better understand and support the young person and family.


                     And finally - “It’s not just about Autism” 
                            You – how do you present?
Observable Presentation “What do you think others see”
[image: Iceberg Below Above Vector Images (12)]

























Differences “What don’t they see”

                               Is there anything you need to address?








5. Other Significant Considerations 

1. Anxiety and Demand Avoidance including Pathological Demand Avoidance         
2. Sensory Trauma
3. Trauma and PTSD
4. Masking
5. Missed Diagnosis/Misdiagnosis and delayed/late diagnosis
6. Differential diagnosis - Either/Or thinking
7. Learning Disability
8. Disordered eating
9. Race and Ethnicity – Intersectionality
10. Class 
11. Gender and Gender dysphoria
12. Suicide and self-harm

Other considerations
1. Anxiety and Demand Avoidance
Anxiety and autism go together and are often referred to as “Autism plus”. High levels of anxiety are probably one of the most debilitating issues for an autistic individual and there are many factors as to why this may be so. Please see the presentation below for additional detail.


94% of autistic adults reported experiencing anxiety and almost 6 in 10 said this affected their ability to get on with life[footnoteRef:9].  [9:  NAS-Good-Practice-Guide-A4.pdf (thirdlight.com)] 

As already mentioned, autistic individuals may struggle to recognize and identify how they are feeling and to describe this. They may be much more affected by sensory input and have to work much harder to be in certain environments. They may struggle or be unable to tolerate certain sensory experiences. Their discomfort and distress levels can be very high and they could be feeling unsafe and need to escape. Autistic individuals also struggle with uncertainty and unpredictability. Structure, routine, and predictability can prove powerful and significant supports to an autistic individual even though the individual may shy away from these.
Autistic individuals with elevated levels of anxiety can struggle to initiate tasks. Some autistic individuals can be very fearful of new tasks and avoid these. They can also avoid daily tasks. For some autistic individuals, their anxiety levels are so high that this really impacts their day-to-day functioning e.g., self-care, going to school or college, attending appointments…
Avoidance is not necessarily a negative response and indeed it can be the most useful and appropriate response at times. When autistic individuals are unable to respond to requests, initiate tasks, or engage in activities such as going to college – it is extremely important to find out why. The journey to college could be on a crowded, noisy bus, or someone on the bus or at college could be teasing or bullying them. Find out before offering a solution.
When demand avoidance becomes pervasive and is severely limiting the quality of life of an autistic individual and their family, clinical and other interventions need to be carefully considered and planned. Extreme demand avoidance also referred to as Pathological Demand Avoidance (PDA) needs to be understood and managed appropriately. 
Pathological Demand Avoidance/PDA is not listed in any international diagnostic classification systems (ICD or DSM) and the term Pathological has very strong, negative overtones. It reflects a different era – Elizabeth Newsom coined the phrase in the 1990s. Nonetheless, pervasive, and debilitating demand avoidance which severely limits an individual’s quality of life needs to be understood and addressed rather than be the subject of endless debate. Some autistic individuals with an extreme demand avoidant profile may need to be supported differently as they struggle to deal with any demands and the quality of their life and that of their family is severely compromised. Their families may also need significant additional support and understanding. 
Information for healthcare professionals – PDA Society
Dr Ross Greene, Collaborative and Proactive Solutions (CPS) https://livesinthebalance.org/




2. Sensory Trauma 
Autistic people frequently describe sensory differences which impact their daily life and functioning. We know that autistic people are commonly and significantly traumatized by events and environments that are not adapted to suit their sensory profile. This can lead to high levels of fear, stress, higher levels of repetitive behaviour, self-injury, and in the long-term PTSD. 
Schools, colleges, and hospital and clinic environments can be overwhelming for autistic young people.  Environments may need to be adapted and managed differently to support autistic individuals. Check with the autistic individual about their sensory experiences and how they manage sensory regulation. Many individuals (non-autistic and autistic) engage in stimming to help regulate themselves, but it can be particularly helpful for autistic individuals. Everyone at some point may use stimming to help manage and regulate emotions.  Stimming can be very obvious but also subtle. Ask the individual about using stimming and reassure them, that it is okay to stim when necessary.  For more information on Sensory Trauma please click on the following links: 
Sensory Trauma | Autism Wellbeing
free, polyvagal-informed infographic
3. Trauma and Post Traumatic Stress Disorder/PTSD
School/College - Unfortunately, many young autistic people report that they have been teased, bullied, and marginalised at school by their fellow students leading to high levels of anxiety, trauma, and sometimes the development of PTSD. Some young people have also been mismanaged and misunderstood by staff and they too experience elevated levels of anxiety and PTSD. These traumatic experiences can lead to higher rates of school and college refusal and nonattendance by autistic children and young people, poorer academic outcomes and decreased opportunities for employment.
[bookmark: _Hlk105447290]GP/Health settings - Autistic adults have also reported negative experiences of attending GP surgeries and other health settings. This could lead to poorer health outcomes with individuals avoiding further visits to GP surgery or other health settings. In a recent survey, only 13% of autistic adults found their GP very helpful.[footnoteRef:10] [10:  NAS-Good-Practice-Guide-A4.pdf (thirdlight.com)
] 

Family settings -Young autistic people are at more risk of experiencing trauma and adversity at home if their Autism is not recognised, understood, and managed. Research findings suggest that autistic children are at a higher risk of experiencing ACES. 
“If I knew then what I know now, I would have done things differently. She wasn’t being naughty or defiant, she was struggling to understand people. She really hated swimming lessons and has told me how overwhelming these were. - the noise, the lights, and being in the water. She still finds the sensation of water on her skin unpleasant at times. I would have done things differently had I known she was autistic”
The parents and family members of autistic young people may also have autism or another neurodevelopmental condition and may also have similarly experienced trauma and adversity particularly if their differences and difficulties have not been recognised. This increased risk of ACES and familial trauma makes intervention more complex. Webinar: Trauma and NDCs | Embracing Complexity
Prolonged and/or intense trauma can also lead to PTSD which will also need to be considered in developing formulation and possible intervention. The impact of adversity, trauma, and PTSD need to be considered and managed alongside the autism.
A word of caution – Do not assume that a challenging family background must have caused a child’s problems. 
Similarly, thoughtful, and sensitive consideration should be given to supporting the parent and child/young person relationship and relatedness. Too many families report feeling dismissed, undermined, and judged with regard to their parenting and family relationships. Please see Community of Practice on Autism and Fabricated or Induced illness: Videos - Awtistiaeth Cymru | Autism Wales | National Autism Team
4.  Masking.
“The privilege of a lifetime is to become who you truly are” Carl Jung
Masking Autism through imitation is common in the autistic community but is much more reported in females.  Please see Autism, Girls, & Keeping It All Inside, Autistic Girls Network for a comprehensive review of female presentation. 
Many autistic children and young people will have learned to join in through imitation. The cumulative effect of pretending to be someone you are not can have a significant negative effect on emotional and mental health;
“I’ve done such a great job of pretending to be normal that nobody believes I’m autistic”.
Feelings of anxiety, depression, and stress may follow, particularly in the home environment where the mask may be dropped. Masking whilst at school and then presenting quite differently at home can often lead to differences in opinion between education and families over presenting behaviours. This is particularly an issue for autistic adolescents who may have managed to mask and fit in whilst at primary school but on transition to secondary school the “wheels start to fall off”. The onset of puberty, coupled with camouflaging/masking and hiding the true self, can lead to a referral to CAMHS for a secondary issue, anxiety, depression, self-harm, disordered eating. Be mindful of what may be going on under the surface. Remember – Icebergs! Also, remember the young person may continue to mask in hospital and clinic settings.
The NAT in conjunction with The Wales Autism Research Centre have created the Birthday Party Film that highlights the differing presentations of autism please click on the link below: The Birthday Party - Awtistiaeth Cymru | Autism Wales | National Autism Team

Confirming a diagnosis of Autism could be the first step in the development of self-awareness and self-acceptance. The autistic individual can begin to socialize authentically as an alternative to camouflaging but may need considerable support to do this. Interestingly some older autistic adults seem to camouflage less as they get older, they see no point in continuing to do so! Personal accounts from autistic individuals report how exhausting masking can be. 
A society and culture which accepts and understands Autism and Neurodivergence should remove the need for camouflaging which will truly support the long-term emotional health of autistic individuals and all of us. 
Why Camouflage Autism? - Attwood and Garnett Events
Autcasts | Autside (autsideeducation.co.uk)

5. Missed Diagnosis/Misdiagnosis and delayed/late diagnosis
The IAS teams across Wales have been in operation since 2017/18. They have identified individuals who have been previously diagnosed with other conditions but sadly, incorrectly so. 
“There may be a particularly strongly overlap between autism and certain personality disorder diagnoses, namely borderline personality disorder, avoidant personality disorder, obsessive-compulsive compulsive personality disorder and schizoid personality disorder. Three studies have looked at autism in people with a diagnosis of BPD, finding that on average they score more highly than the general population on self-report measures of autism, and in some cases as high or higher than autistic people who do not have a BPD diagnosis” Dr Kirsten Barnicot. (Please see link to our Community of Practice event with the RCPSYCH, Mental Health & Autism with Dr Kirsten Barnicot & Jennie Parker, Co-principal investigators, research project exploring overlaps in autism and personality disorder diagnosis) 
Community of Practice sessions - Awtistiaeth Cymru | Autism Wales | National Autism Team
Research by Au-Yeung et al, highlighted that 12% of people with diagnosed or self-identified autism, had also been diagnosed with a personality disorder and half said they thought this was a misdiagnosis [footnoteRef:11].  [11:  Au-Yeung et al. 2019 Experience of mental health diagnosis and perceived misdiagnosis in autistic, possibly autistic and non-autistic adults - PubMed (nih.gov)] 

Individuals have been seen and deemed as not having autism, but to be later diagnosed as autistic. Misdiagnosis missed diagnoses and late diagnosis are costly in so many different ways leading to possible misunderstanding, inappropriate interventions, missed opportunities, frustration, unhappiness, and poorer life outcomes including mental health difficulties. In a recent study, late-diagnosed children had higher IQ and were more likely to be female, compared to earlier-diagnosed children.[footnoteRef:12]  [12:  Will Mandy https://doi.org/10.1111/jcpp.13587] 

There will always be a possibility of some human error in diagnosis and recognition, but it is of vital importance that the risks of late/delayed diagnosis, misdiagnosis or missing a diagnosis are minimized.  All appropriate staff across agencies and services for children and young people should have access to high quality, training in the recognition and assessment of Autism and other ND conditions (Code of Practice on the delivery of autism services | GOV.WALES). Similarly, professionals across health, education. social services and public services will need access to training in the area of intervention and support.
6 Differential Diagnosis - Either/Or thinking
Either/or thinking is not always helpful as more often than not, co-occurrence and overlapping are more likely possibilities. It is of course important to assess accurately and rule out certain possibilities. Differential diagnosis is important but should not blind us to other considerations. It is important to consider that a range of factors have to be considered and move towards a situation where an autistic individual and their family are able to access specialist support and not marginalized or denied services whilst further being assessed. Autistic adults have reported being denied access to services as their presentation is “too complex” and paradoxically receive no support. This is unacceptable.
For more information on Differential Diagnosis please click on the link below to view our Autism Community of Practice with Professor Tony Attwood:
Community of Practice sessions - Awtistiaeth Cymru | Autism Wales | National Autism Team

7 Learning disability/Intellectual disability
No one should be excluded from services on the basis of their intellectual functioning whether they have been identified as very able or learning disabled, or indeed “complex”.
Some health boards and social services have specialist Learning disability services who can work alongside services. 
If you do not have access to specialist services or advice, it is even more important to work in collaboration with the young person, their family, and school. 
You will need to pay particular attention to your communication and the language you use. Keep this clear and simple. Support your work with visual prompts – photographs, and symbols. Consider meeting for a shorter time but more often. Check with parents/carers more frequently if needed. Establish clear, concrete goals, break things down into manageable chunks.
Observe behaviours closely as this may be the best indicator of the young person’s emotional state. High levels of self-injury may indicate sensory distress or pain. Similarly high levels of repetitive behaviours may indicate high levels of anxiety and stress. Behaviour is communication.
Also pay attention to diet, sleep patterns, physical exercise and general physical health and that of the family.
Consider the need for respite and additional support.

8 Disordered Eating/ Eating Disorder/ARFID
There has been much written about Anorexia nervosa, females and Autism but ARFID – avoidant restrictive food intake disorder is now recognised as a more frequently occurring concern for very many autistic individuals. Many of the differences associated with Autism can impact on eating behaviours such as interoception, exteroception, the need for consistency and predictability in food, sensory differences and regulation, and the social nature of eating can impact eating behaviours. It is really important to understand the individual profile to support the physical wellbeing and emotional wellbeing of autistic individuals.
Please see additional resources in section 10 and view our Community of Practice with Paola Falcosi, Emma Reardon & Emma Durman:
Community of Practice sessions - Awtistiaeth Cymru | Autism Wales | National Autism Team
Autcasts | Autside (autsideeducation.co.uk)
PEACE Pathway - Home
Autistica Research Festival: How Can Mental Health Services for Autistic People Be Improved? - YouTube
[bookmark: _Hlk105454383]9 Race and Ethnicity – Intersectionality
Autistic individuals come from all races, ethnic and cultural backgrounds. We know that people from Black, Asian, and minority ethnic (BAME) groups, People of Colour, and People of Other and Dual Heritage can experience significant, additional barriers in accessing services. They may also have experienced and continue to experience significant trauma in terms of systemic and institutional racism and marginalization. 
Race and Autism intersect, and this must be considered in formulation and intervention. Clinicians could use the Iceberg principle to consider their conscious and unconscious biases/perceptions. 
Please see our digital story featuring Hazel Lim about how autism is viewed in the Chinese community, and what information and advice she has to share with professionals, and those who work with autistic people, about how this can affect practice:
Hazel Lim - Digital Story - Awtistiaeth Cymru | Autism Wales | National Autism Team

10 Class, Adversity and Poverty
Individuals from working-class backgrounds can also experience barriers in accessing services and marginalization. This needs to be considered in the formulation and intervention. Now more than ever, we need to be aware of increasing levels of poverty and adverse economic circumstances for many families as well as the long term and generational impact of poverty and adversity. 



11 Gender and Gender dysphoria
Societal attitudes and values about gender and sexual identity have changed significantly in the last 50 to 60 years. This has led to positive acceptance and inclusion for so many more individuals, also protecting individuals both physically and emotionally. Many challenges remain but a lot of young people have grown up with a more accepting and fluid conceptualization of gender and sexual identification than in previous decades.
The personal accounts of autistic individuals reflect that they have had to work harder to develop a sense of authenticity and belonging in an NT world. Many autistic individuals have also presented with higher levels of gender variance and gender dysphoria than in the general population. It is critically important that young autistic individuals who identify as having questions about their gender are heard and respected. This is particularly important given the higher incidence of gender dysphoria, vulnerability and reported levels of attempted suicide in young neurodivergent people[footnoteRef:13].  [13:  ] 

Please see additional resources in section 10 and our Community of Practice with Dr Wenn Lawson, Autism & Gender:
Community of Practice sessions - Awtistiaeth Cymru | Autism Wales | National Autism Team

12 Suicide and risk
Autistic adults and children are at a higher risk of taking their lives than the general population. Research shows that autistic people are significantly more likely to think about, attempt, and die by suicide than the general population.[footnoteRef:14] As a clinician, you will need to ask specific questions to assess intent. NICE guidance on preventing suicide in community and custodial settings [NG105]. National Institute for Health and Care Excellence.
https://www.nice.org.uk/guidance/ng105 [14: NAS-Good-Practice-Guide-A4.pdf (thirdlight.com)] 

Autistic people and suicidality (autism.org.uk)
Other Considerations
These are just a few issues to consider. There are many others to consider such as friendships, relationships, loneliness, vulnerability, and feelings of isolation and marginalization. Many autistic individuals have found friendships and a sense of freedom through gaming and online groups. Online gaming and the use of technology can be positive social activities supporting a sense of identity and belonging but can also bring difficulties and issues such as the need to manage time and balance commitments. Autistic individuals can be more vulnerable online, taking situations at face value and not having checks in place to protect themselves. It is important to keep in mind the factor of vulnerability across situations for autistic individuals and how this changes with age.
*Please see “Health and Wellbeing Section” currently under development?
























6. Formulation
It is important that young people and families understand what we mean when we talk about “formulation”. Typically, “formulation is the explanation that a clinician/MDT develops to best explain the functioning/behaviour of any individual in their current situation”. This is usually when “a problem” has been identified which an individual and their family/others might wish to address. This explanation is based on an assessment that looks at biological, psychological, and social factors – the Biopsychosocial model. This model draws from both the Medical and Social model. It accepts the need for assessment and identification of developmental differences and medical/biological conditions but also in the context of the individual, their family, and social world, their lived experience as well as the impact of the wider society. (Some clinicians also add the term “ecological” to include community and environmental factors). This model is often the stated, preferred way for Specialist CAMHS to work but this is not necessarily simple or straightforward as so many factors need to be considered in terms of understanding individual presentation and how best to support an individual. The lead therapist will need to elaborate on all these factors and explain precisely what they mean. 
The formulation developed should suggest possible interventions based on what a clinician or MDT and the referred individual see as the underlying causation, purpose, and maintenance of the identified “problem”. The formulation should consider the individual’s past experiences, current situation, strengths, and particular challenges. Any formulation should provide the best explanation and understanding of the individual’s functioning and presentation at that moment in time and context. Any formulation will/could change and develop over time and through experience and will need to be reviewed and amended – reformulation.
As a clinician, you may also use terms like “presenting problem” and talk about the individual’s purpose in seeking help/intervention. You may also talk about predisposing factors (why this behaviour occurs), precipitating factors (triggers to behaviour), perpetuating factors (what maintains behaviour) and positive and protective factors (what helps) all leading to a plan for intervention based on understanding these factors. As a clinician, you will need to ensure that the young person and their family understand all these terms and understand your formulation/explanation.
Discussions with autistic individuals strongly reflect how important it is that the Autism is first understood in developing the formulation and before planning any interventions and most importantly that interventions are amended and adapted through the lens of Autism. The Authentistic Research Collective advocate for co-production and describe formulation as a - 
“psychological map that the autistic person accessing therapy and the therapist co-produce which describes the difficulties currently experienced and what is causing and maintaining them”.
This joined up approach seems key to improved outcomes and adapting practice.
A collaborative approach should support understanding and focus on the shared work to be done. It should engage individuals and incorporate autistic strengths and challenges. The formulation could also be presented in a range of accessible ways e.g., making use of visual media, pictures, diagrams….
In conclusion, any formulation should be underpinned by an understanding of autism and co-produced with the autistic individual and their family.       

“Nothing about the individual without the individual”


















7. After the appointment - Intervention

Ensure that the child/ young person and their family know and understand what is happening next.
Ideally, the clinician will plan and agree this with the autistic person, their family, and any other significant person/party.

1. Always consider adaptations to therapeutic intervention through an Autistic lens. 
If you do not keep the autism in mind, the intervention will be limited in terms of effectiveness and could even be harmful.
2. Also consider any learning difficulties or disabilities, and co-occurring conditions. 
3. Be mindful of current levels of distress and presentation of the young person and their family and their response to the intervention.  How will this be contained and managed sensitively?
4. Access to Supervision
Clinicians will benefit from access to supervision from skilled and experienced Autism practitioners as well as being able to access further training in autism and neurodiversity alongside their other training and supervision. Some autism strategies will seem counter-intuitive such as less talking. How does the adaptation fit with “usual therapy”, acknowledge conflicts/tensions. 

Autism specific interventions - Psychoeducation – Autistic individuals, Parents, and family members, professionals – EarlyBird/ EarlyBird plus/Cygnet/ Incredible Years/ Healthy Minds and bespoke locally developed post diagnostic packages
TEACCH intervention/SCERTS/Social Stories
Support groups - Peer and Family, group interventions can be useful! 
Sensory interventions – Occupational Therapy (OT)
Supporting communication – Speech and Language Therapy (SALT) 

Autism Adapted Interventions 
CBT – examples of specialist programmes. T.Attwood, Greig and MacKay – The Homunculi Approach to Social and Emotional Wellbeing (2013)
Adapted EMDR
Dietectics - ARFID

Other Therapeutic interventions 
Autistic individuals may struggle with the language of these and the accompanying work on thoughts and emotions. Typically, “Talking therapies” have been developed from a neurotypical perspective and if not sensitively adapted could be ineffective and sometimes even harmful.
Feedback from autistic adults suggest that interventions need to be significantly adapted. Autistic individuals have reported feelings of inadequacy and lower levels of esteem and self-efficacy as these interventions do not work for them, unless adapted. Autistic individuals may more readily achieve a place of calm through their special interests or stimming rather than meditation. Mindfulness practice can prove problematic if not sensitively adapted. Yoga may also be more effective than meditation:
Yoga and Autism Part 1 by Dr Michelle Garnett - Attwood and Garnett Events
Self-acceptance, and self-compassion, “Becoming Oneself” See post diagnostic work – has the young person and their family accessed post diagnostic support? Are there support groups in your area that could help?
Consider Trauma and Attachment theory and intervention (Dyadic Developmental Psychotherapy, DDP) where trauma has been identified and family relatedness has been impacted. As a clinician this will require skilled management and sensitivity as families regularly report feeling blamed and stigmatized as “bad parents” or inadequate.
Interventions to address self-harm, drug and alcohol addiction and support self-care also need to adapted. Some older autistic individuals report using drugs and alcohol to address their high levels of anxiety or feelings of depression and loneliness*. Holistic approaches that encompass self-care of emotional and physical wellbeing can also support an improved quality of life by incorporating these as part of daily routines.  Learning to identify signs of distress and then how to recover/restore wellbeing could also be invaluable. 
*There are future plans for a Community of Practice on drug and alcohol abuse. 

Medication
There is a role for medication for associated conditions with autism such as anxiety but this should complement intervention not replace intervention.
This needs to be very carefully considered where an autistic individual has been described as “challenging”. This is particularly problematic where the environment and/or context are causing stress for the autistic individual or where their autism has not been understood or recognized. This suggests a need for different approaches and adaptation, not medication.

Self-Care for Clinicians - Take time to look after yourself 
Clinical work can be complex and demanding as you work to understand how autism impacts the intervention at an individual and family level and you are trying hard to provide support, understanding and achieve positive outcomes.

Finally, a word of caution 
Be mindful of the limits of therapy! And embrace the power of “belonging and being accepted” for autistic individuals – “Finding your tribe” can be very powerful and help to address feelings of loneliness and isolation for everyone, not just autistic individuals. 

The Future 
Research on autism evidence-based practice is limited but as work and research emerge, this will support advances and development. We would welcome anonymized examples or case studies of successful interventions from you to share with colleagues across Wales and beyond.  








8. Tips and Strategies for autistic individuals to help       day to day

· Structure your day, embrace predictability - use schedules lists, timetables, keep things in boxes or where you can find them, use alarms and timers. 

· Sometimes, things change – develop strategies to help cope with uncertainty and change.

· Sensory - make as many adjustments as needed! Handy hints - consider ear defenders, noise-cancelling headphones, hats, ear mufflers if sounds are bothering you.  Eliminate unpleasant smells using eucalyptus or a favourite perfume. If feeling under aroused, use fidget toys including socially acceptable/ discreet items such as rings, bangles. Wear hats, baseball caps, sunglasses if needed to manage visual overload or shield from bright light. These can help to reduce stress levels and anxiety.

· Sense of self - describe yourself, get to know yourself, monitor, and look after  yourself. “Being Me” -  Dr Tony Attwood – Welcome to Tony Attwood's Website

· Self-care, self-compassion, and acceptance – be kind to yourself, look after yourself - physically and emotionally. Know your strengths and what might challenge you.

· Pace yourself – check energy balance – physical and emotional and “top-up” as you need. Consider yoga, physical exercise, going for a walk or run, spending time alone or in the garden or outside in nature.. Practise relaxation techniques - this may be deep breathing or allowing time for your special interest. Playing a musical instrument, roller skating, crocheting, knitting, drawing – what restores you? Learn to pace yourself!

· Positive toxicity- Identify and avoid toxic people and toxic situations whenever possible.

· Power – Empower yourself, accurate information is power! Keep learning and informing yourself.

· It is okay to ask for help – find ways of asking for help and identify who can help.


9.Top Tips for clinicians

· Be sincere and honest, if you don’t know, admit you don’t

· Be clear and straightforward

· Listen to and learn from the young person and family.

· Be curious, ask questions (but not vague, open-ended questions, ask precise focussed questions)

· Take time to get to know the young person and their family – it will save time in the end.

· Demonstrate respect and acceptance, be flexible and prepared to adapt practice, develop and learn. 
 
· Know yourself - what are you bringing to the table? 

· Manage expectations – keep to your word, deliver on commitments.

· Seek help and advice as and if you need it.

· Keep learning  and developing knowledge. See Wales Autism website, 
Autism Wellbeing , NAS website …... 

                                          And finally, be kind to yourself!








10. Further Reading and Resources

Depressions and Anxiety
https://www.amazon.co.uk/gp/product/1849055025/ref=ox_sc_act_title_1?smid=A3P5ROKL5A1OLE&psc=1
https://www.autistica.org.uk/downloads/files/Anxiety-in-Autism-Guide.pdf
Disordered Eating and Autism
PEACE Pathway - Home
Videos - Awtistiaeth Cymru | Autism Wales | National Autism Team
1-Autism-and-Eating.pdf (autismwales.org)
Avoidant/restrictive food intake disorder (ARFID) - Beat (beateatingdisorders.org.uk)
https://www.paolafalcoskidietitian.co.uk/
Autcasts | Autside (autsideeducation.co.uk)
Food Refusal and Avoidant Eating in Children, including those with Autism Spectrum Conditions – Jessica Kingsley Publishers - UK (jkp.com)
http://www.foodrefusal.co.uk/
Energy Accounting 
Home (majatoudal.com)
The emotion repair toolbox – Dr Tony Attwood

Gender and Sexuality
Coming Out Again: https://uk.jkp.com/collections/author-sabrina-symington-pid-209234?_pos=1&_psq=Sabrina&_ss=e&_v=1.0
https://queerlyautistic.com/ 
Yenn & Wenn's Trans guide to life: Published by Jessica Kingsley: https://uk.jkp.com/collections/author-wenn-b-lawson-pid-208579?_pos=2&_psq=Wenn%20&_ss=e&_v=1.0
The Anxiety Book for Trans People: https://uk.jkp.com/collections/author-freiya-benson-pid-211080/products/the-anxiety-book-for-trans-people
Umbrella Cymru
Gender.Wales – Empower | Inform | Support

Videos - Awtistiaeth Cymru | Autism Wales | National Autism Team
Masking
Autistic Body Language » NeuroClastic
What Exactly Is Camouflaging? - (attwoodandgarnettevents.com)
Why Camouflage Autism? - Attwood and Garnett Events

Mental Health 
Mental health and social difficulties of late‐diagnosed autistic children, across childhood and adolescence - Mandy - - Journal of Child Psychology and Psychiatry - Wiley Online Library

Autistica Research Festival: How Can Mental Health Services for Autistic People Be Improved? - YouTube

NAS
NAS-Good-Practice-Guide-A4.pdf (thirdlight.com)

NICE
Overview | Autism spectrum disorder in under 19s: recognition, referral and diagnosis | Guidance | NICE

Self- harm
Self-harm (autism.org.uk)

Sleep
Sleep and Autism by Dr Michelle Garnett - (attwoodandgarnettevents.com)
SLEEP-advice-section-adults.docx (live.com)
SLEEP-section-children-and-young-people.docx (live.com)

Suicide
Autistic people and suicidality (autism.org.uk)
Trauma
Webinar: Trauma and NDCs | Embracing Complexity
Wellbeing
Yoga and Autism Part 1 by Dr Michelle Garnett - (attwoodandgarnettevents.com)
Asanas for Autism and Special Needs: Yoga to Help Children with their Emotions, Self-Regulation and Body Awareness : Shawnee Thornton Hardy: Amazon.co.uk: Books
Women & Girls presentation of autism




















11. Commonly Used Terms
All businesses and services develop a “language” of their own. They use words and phrases not regularly used in daily life – “jargon” or specialist language.
We have added a short list of commonly used terms. You may wish to add some more of your own.

	Term
	What does this mean?

	ACES
	Adverse childhood experiences, or ACEs, are potentially traumatic events that occur in childhood (0-17 years)

	ADD/ ADHD
	This stands for Attention Deficit Disorder, Attention Deficit Hyperactivity Disorder


	Alexithymia
	Difficulty in recognising and naming emotions

	Anorexia Nervosa
	An eating disorder and mental health condition

	ARFID
	Avoidant/restrictive food intake disorder (ARFID) previously known as Selective Eating Disorder. ARFID is characterised by a pattern of eating that avoids certain foods or food groups entirely and/or is restricted in quantity (eating small amounts)

	Attachment
	Attachment is the term given to the emotional bond that forms between infant and caregiver

	Co-occurrence 
	Previously known as Co morbidity. When two or more medical conditions are found in the same person at the same time

	
	

	DSM
	This stands for the Diagnostic and Statistical Manual of Mental Disorders used by many professionals around the world to diagnose mental health conditions. It is the American Psychiatric Association diagnostic categorisation.
The various DSM editions are referred to by numbers and the most recent one is known as the DSM-5

	Exteroception
	The way the body senses the exterior (external) world – sound, sight, touch, smell, taste and emotions in others.

	Gender Dysphoria
	A term used to describe the sense of mismatch a person may have between their biological sex and their gender identity

	ICD
	This stands for the International Statistical Classification of Diseases and Related Health Problems. It is a medical list that classifies diseases. It is created by the World Health Organisation and is used by doctors around the world.
The various ICD editions are referred to by number, the most recent one is ICD 10 and is soon to be replaced by ICD 11

	Intellectual Disability/Learning Disability
	A group of conditions characterised by significant difficulties with general intellect and everyday functioning. They are developmental conditions and are present from birth. This term includes conditions such as Down Syndrome. In the UK, Intellectual Disability is called Learning Disability or is termed LD

	Interoception
	Interoception is the way the body processes internal signals that allow us to “feel” certain signals, e.g., need to use the toilet, hunger, pain

	MDT
	Multidisciplinary team

	Neurodevelopmental Disorders/ND
	This term refers to a cluster of related conditions and includes ADHD, ASD, Autism, DCD, Dyscalculia, Dyslexia, ID/LD and Tic Disorders

	Neurodivergence
	This term is identical or very similar in meaning to Neurodiversity. It refers to people whose neurology diverges from the typical/norm

	Neurodiversity
	This term was originally coined by Judy Singer, an Australian social scientist, to refer to Autism. Its meaning has now expanded to include other neurodevelopmental conditions…..

	Non-Speaking 
	Whilst selectively mute is currently a frequently used term, we are moving away from this terminology and using the term non-speaking

	
	

	
	

	
	

	
	

	Resilience
	Resilience is the capacity to adapt in the face of challenging circumstances, whilst maintaining a stable mental wellbeing. It is often referred to as the ability to “bounce back” 

	Self-stimulatory behaviour / “Stimming”
	Making repetitive movements, sounds or words or observing repetitively moving objects. For example, hand flapping, rocking, head banging or watching spinning objects. Self-stimulatory “Stimming” can be therapeutic and help relieve anxiety and other negative or heightened emotions, happiness, boredom and/or to block out unpredictable or unwanted environmental stimuli 

	Sensory
	To do with the senses – touch, taste, smell, hearing and/or sight, proprioceptive, vestibular. See interoception and exteroception.

	Sensory Trauma
	Individual sensory experiences which can cause stress, fear and distress as frequently reported by autistic adults. Sensory Trauma | Autism Wellbeing  

	Tourette’s Syndrome
	A condition characterised by motor (movement) and vocal tics that have lasted for more than one year

	Trauma/PTSD
	Going through very stressful, frightening, or distressing events is sometimes called trauma. Traumatic events can happen at any age and can cause long-lasting harm. Everyone has a different reaction to trauma, some people may notice effects quickly, whilst others may be affected a long time afterward. PTSD is a condition that some individuals develop after experiencing or witnessing traumatic events
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Suggestions for creating greater clarity when asking questions in a CAMHS appointment:

		Question:

		Potential interpretations:

		Suggestions:



		“How are you today?”



And other questions about wellbeing that are commonly used as greetings.

		The person may not understand whether this is a direct question or a form of greeting.



The person may struggle to notice, interpret, and/or name their emotions. The question may increase distress by placing demands on the person.

		When greeting the person, stick with “Hello” or similar and do not ask about their wellbeing as a form of greeting.



Make it clear when you are wishing for them to tell you how they are.



When genuinely enquiring how they are; ask more specifically. “Has anything made you particularly happy or sad today?”



		“Do you have any worries?”

		The person may not understand whether you mean in general, or specifically. They may not know whether you mean new worries, or old worries – and they may not identify or be able to express the severity of the worry.

		Use a series of specific questions and seek clarity each time to ascertain the severity and frequency of the worry:



“What worries you the most?”

“How often does that bother you?”

“When you worry about X what do you do?”

“Does that worry prevent you from doing your favourite activity?” 



		“Do you have any unusual fears?”

		The person may not regard “unusual” in the same way as the clinician. 



The person may not consider something unusual that is normal for them.

		The person may seek out a response that they feel will match the questioner’s expectations. They may become focused on this line of questioning. If you are aware of an unusual fear, it may be best to ask directly. “I am told that you are scared of XXX – please describe that to me”



		“Do you ever hear/see/smell/feel things that other people don’t?”



“Do you ever hear people talking about you when there is no one there?”

And other questions about potential hallucinations.

		These questions may be seeking to identify possible hallucinations, but actually identify sensory differences such as intense auditory processing.

		It may be helpful to ask the person to share their sensory experiences so that you can identify what is typical for them. This could be done via a game or challenge e.g. “Let’s see which of us can hear the people in reception from here”

“Who can hear the fan/overhead lights/traffic?”

“Can you spot which of these items is round the wrong way?”

“I’m afraid I may have put on too much perfume this morning, can you smell it?”



These questions will also help identify sensory processing differences.



Regarding hallucinations, it may be useful to establish whether the person has an internal monologue or not – and whether that presents as thoughts or a voice, before questioning further about potential hallucinations. 



		“Do you think someone is trying to poison you?”



And other questions relating to paranoid delusions.

		This question may be in response to a situation where the person describes their food being tampered with – or other potential paranoid delusion.



They may have used logical thought to explain why their food has tasted different – if the person has intense gustatory processing experiences, they may notice changes in recipe that others miss. Their senses may be more responsive when they are hypervigilant, thus increasing awareness of sensory input even further.



Other people expressing that the food is exactly the same as normal – or definitely not tampered with – and demonstrating that it is fine to them; may increase paranoia as the person knows that the food tastes different (due to their sensory processing differences) and is seeking a logical explanation for this.

		Explore the context of the delusional thought and seek the line of reasoning behind it. 



Be aware of confirmation bias – from the person seeking to explain their experiences – and from the clinical team seeking to confirm a suspected diagnosis.



		“Do you ever….?”



“Have you ever…?”



And other questions about mood, behaviour, thoughts etc

		A person may give a yes/no answer that is technically correct, but not representative of their usual presentation. 



Their response may not indicate the severity, frequency or duration of the experience they are describing – and their mood, level of interest in the topic, and engagement may not be representative of this either. Their body language, gestures, tone etc may not reflect their inner state or be a safe indicator of risk.

		Use a series of specific questions:



“Tell me the best/worst…”

“When was this?”

“Has it ever happened again?”

“Why do you think you…?”
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Understanding
and Managing
Anxiety

Anne Marie McKigney, Professional

Advisor and Chartered Psychologist.






Why understanding?

Understanding why will help towards management

Generate ideas to address anxiety

Increase resilience

Empower — knowledge is power!






Focus — Autism/Neurodiversity

 Starting point is Autism but relevant to all but particularly to individuals with
ADHD and other ND conditions

* BUT also could be helpful to NeuroTypicals and family and friends of Autistic/ ND
individuals






Statistics

| in 100 with autism ? Some say 1 in 54!

Increase — “high functioning”/ Type 1/ Aspergers

Female/Maleratio—1in4tolin3tolin2?

1in 10 ND - including individuals with Tourette's, Dyslexic, ADHD

A lot of the population.....






Autism and Anxiety — Why?

* “Anxiety may also be a response to difficulties we may regularly face that non-

autistic people may find less challenging, such as socialising”. Authentistic
Research Collective, February 2021

e Anxiety and autism very common, go together. Autism + Can be very problematic
in puberty and at times of transition. Many autistic behaviours there to manage
anxiety — RRB, mannerisms, 85% of autistic individuals struggle with anxiety.
(Tony Attwood ACAMH seminar, July 2021).






Autism ~ Why?

* Theory of Mind?

* Ability to read and interpret emotional cues particularly problematic in highly
social context/environments.

* Ability to reflect on self, to perceive and think about one’s own thoughts and to
identify, monitor, communicate and manage one’s own emotions

e Executive Functioning?
* Ability to process, plan and organize responses

* Ability to see the bigger picture, move beyond the detail






Autism and Anxiety ~ Factors

Why are children and adolescents with ASD so prone to high levels of anxiety?
—T. Attwood, July 2021

* Neurology

* Exteroception

* |nteroception

e Alexithymia

* Emotional sensitivity and Empathic Attunement
e Social experiences

* Genetics

* Poor sleep

* Maladaptive thinking






Neurology ~ Amygdala

Differently wired!
Over responding to low levels of threat, more easily triggered
The five F’s — Flock, Fluster, Freeze, Flight and Fight

Frontal lobe not sufficiently activated and less connectivity






Exteroception

* Sensing the exterior(outside) world — sound, sight, touch, smell, taste and
emotions in others.






Interoception

e Sensing the interior/internal world — pain thresholds, heart rate, hunger, thirst,
body temperature and personal emotions - Alexithymia






Alexithymia

 Difficulty in identifying feelings and describing emotions.

* More limited vocabulary to describe emotional experiences
but especially for subtle and complex emotions

 Autistic individuals can use other forms of expression to do
so and with much more fluency and ease sometimes — art,
drawing, texting, emails, drama......






Emotional Sensitivity

* Highly sensitive to another person’s negative mood

* Highly sensitive to disappointment, anxiety or agitation






Empathic Attunement

* A ‘sixth sense’ picking up on certain cues/negative vibes

* Avoidance of some social situations and withdrawal






Social Experiences

Fear of being judged by peers and adults

Fear of making a social mistake

Fear of being noticed/standing out

Experience/history of being bullied, teased and rejected by others

Not knowing the social ‘script” or rules for social situations

Too much noise, too many people - aversive






Genetics

e Family history of mood disorders

e Sensitivity ...... “runs in the family”






Sleep difficulties

* Insufficient sleep and poor quality of sleep

* Whilst sleeping, the body recovers and emotions and thoughts are processed by the

brain
* The importance of “ A good night’s sleep “!

* See Top Tips — Autism Wales website






Adaptive and Maladaptive thinking

Maladaptive

Catastrophizing™®

Blaming others*

Self-blame*

Ruminations™

* characteristic of ASD

Adaptive

* Positive refocussing

* Positive reappraisal
(optimism)

e Refocus on planning (flexible
thinking)

* Putting it in perspective

e Self-soothing

T.Attwood, July 2021






Recognising Signs of Anxiety

Restless, agitated behaviour and not easily able to calm down

Needing frequent reassurance regarding the sequence of events and
what to expect

Seeking certainty, fearful of uncertainty and resisting change
Avoidance and withdrawal
Speech affected — becoming mute, repetitive speech/questions

Not wanting to be separated from a parent






And more ...

e Sensory sensitivities more noticeable/pronounced

e Routines and rituals intensify- lining things up, repetitive behaviours increase

* Trying to control — telling others what to do, refusing or indeed unable to
comply with requests






How to support....

* Education on emotions - start with happiness!

* Make a scrapbook describing and illustrating emotions (reference point)
e Use a diary to describe emotions (reference point)

* Play guessing games — name the emotion

e Use emotion thermometers with visual prompts (reference point)

* Use technology to measure stress, monitor and inform.

» Use apps to monitor mood/sleep/diet






And more....

e Use Social Stories — Carol Gray, also Dr Siobhan Timmins.

Also see other resources — K.l. Al-Ghani — The Panicosaurus, Kathy Hoopman — All
Birds Have Anxiety

Consider physical exercise!!

Practise relaxation techniques and breathing exercises well beforehand

Consider Yoga and similar activities — highly recommended

Quiet time/solitude

Use “intellect”/logic ....






And even more

e Spend time outside in nature/gardening

* Spend time with special people or pets

* Consider energy accounting, monitoring emotional energy levels and replenishing
* Soothing exercises/activities

* Use special interests to relax and distract

* Thinking cards or prompts — what would mum/dad do?






Your individual guide

How do you best cope?

What is in your tool box?

What helps you and what bothers you?
* Your Personal Passport - emotional wellbeing

* Your emergency bag/strategies — squishy toys, noise cancelling headphones,
water...






Trouble shooting

* Meltdowns and recovery

e Tantrums and meltdowns — knowing the difference?
* Times of transition — planning ahead...

* Maintaining structure and predictability

e Complacency — beware!






PDA

We need to talk about PDA but particularly pathological

Demand avoidance and Anxiety go together, ......... it is not pathological

Demand avoidance and Autism go together......... it is not pathological

Making sensible, reasonable decisions with someone about what is necessary to
do to live a fulfilled live.






What is missing?

* Medication
e Other interventions — OT/ SALT/Psychology

 CBT —amended and adapted for autistic individuals






Acknowledgments.

Please see — Anxiety and Adolescents, 10 Top Tips , Autism Wales website:

https://autismwales.org/en/

With thanks to Prof. T. Attwood — ACAMH seminar, July 2021
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Contact details

Anne Marie McKigney

Professional Advisor and Chartered
Psychologist

Neurodiversity, Identity & Belonging (NI&B)
Email — ammckigney@outlook.com







image9.emf
keeping it all inside  autistic girls network 2022.pdf


keeping it all inside autistic girls network 2022.pdf
Qutistic

girls network

Autistic Girls Network

Autism, Girls, &
Keeping It All Inside






First published in 2022 by Autistic Girls Network
www.autisticgirlsnetwork.org

ISBN: 978-1-3999-1659-2

©Autistic Girls Network 2022

The right of Autistic Girls Network to be identified as the author of this book has
been asserted by them in accordance of the Copyright, Designs and Patents Act,
1988. All rights reserved.

No part of this publication may be reproduced, stored in a retrieval system or
transmitted by any means including photocopying, electronic, mechanical,
recording or otherwise without prior written consent to the publisher.

No liability shall be attached to the author, the copyright holder or the publishers
for loss or damage of any nature suffered as a result of reliance on the
reproduction of any contents of this publication or any errors or omissions in its
contents.

Registered Charity No. 1196655

A catalogue record of this publication is available from the British Library.

From Autistic Girls Network, January 2022

Authors:

+ Cathy Wassell, CEO Autistic Girls Network
« Emily Burke, Trustee of Autistic Girls Network

With thanks to our contributors:

Reena Anand, Dr Paula Clarke, Warda Farah, Claire Farmer, Dr Judith
Hebron, Dr Wenn Lawson, Victoria Lynn, Andrew McDonald, Trudi Rainsberry,
Dr Elizabeth Shea, Holly Smale, Sarah Wild, and the pupils of Limpsfield Grange.

Qutistic

girls network

(1






Contents

Autism, Girls and Keeping it All Inside

Diagnosis

Processing Differences

What may differ for girls

What to look out for in an internal presentation of autism
What it’s like to be undiagnosed for decades

Problems with diagnosis

What happens when not recognised

Co-Occurrence with Eating Disorders

School

Why we'd like autism to be recognised before secondary school
Current Research with School Staff

Sex Education should be tailored for autistic young people
Exploring autism with autistic girls and teenagers

Being diagnosed in adulthood

Ethnicity and Autism

Gender and Autism

The future

What AGN would like to see happen

References






The topic of autism and girls has been much discussed in recent years, but
while many are aware that girls may present differently, there is widespread
misunderstanding about exactly how. This is a huge issue because autistic girls
(and those who present in the same way) are being missed and outcomes for
autistic females are particularly poor.

Official statistics still say that 1in 100 people in the UK are autistic, but these
figures are out of date. Official US figures from the Centers for Disease Control
and Prevention (CDC - though autism is neither a disease nor should it be
prevented) now say 1in 44 but this is based on 8 year olds, and as we know alll
too well at Autistic Girls Network, many people are diagnosed as autistic after
the age of 8. Official figures in Northern Ireland are 1in 22. So all we can really
say with certainty is that there are more than you think! This is not because
autism has become more prevalent but because it has become better
recognised. Girls in the UK are still being diagnosed autistic on

average 2-3 years later than boys though (Russell et al, 2021). -
Given what we are coming to understand about the damage a

late diagnosis and subsequent camouflaging of autistic traits
can do to an autistic person’s mental health, confidence

and self-esteem, this is a statistic which needs to change
fast. But girls aren’t diagnosed later because there is a
female phenotype of autism (there isn't), they are missed

for complex reasons the largest of which are masking

and presenting internally.

What do we mean by that?

When we talk about an external presentation of autism,
we mean one that is probably more recognisable to the
majority of people where the person behaves in a way
which is visibly different to their non-autistic peers. They
might stim (move, perform an action or make a noise

in a repetitive way) by rocking or flapping their hands,
they might be non- or minimally-speaking, they might
exhibit distressed behaviour. As a generalisation, children
brought up as girls don’t tend to present that way as
much (but some do and if they do, they are probably
diagnosed earlier). Their autistic traits Zcmd those of some
boys and non-binary young people) are camouflaged
and internalised to help them fit in with their peers, which
can be a conscious or unconscious decision to avoid the
stigma of being autistic. However, masking comes with a
high cost in terms of mental health and keeping a strong
sense of identity, and it's no coincidence that children
and young people who present in an internal way are
being diagnosed autistic at the time - and because -
they have reached breaking point.






Autism has to be diagnosed by behaviours, but unfortunately these behaviours
often end up being those of traumatised and distressed autistic people, who only
stop internalising them when they are at breaking point. Autistic children who
present in an external way will be noticed and referred early, partially because
they are causing disruption in school, and the school is invested in helping

that disruption to stop or be more controlled. Autistic children who present

in an internal way tend to behave much more passively and to be ignored.
They are not causing a disruption so the added incentive is not there for them
to be referred, and frequently the signs are not spotted until mental health

has deteriorated to such a point that behaviour becomes more externalised
and disruptive - albeit disruptive in a different way. But until we can start to
recognise autistic children who present in an internalised way while they are
still at primary school (or before), we won't break this cycle of lack of knowledge
about internalised presentations, and these people not appearing in research
because they are not yet diagnosed.

The diagnostic process is less likely to favour those brought up as girls (Hull,
Petrides and Mandly, 2020) especially when there is no intellectual disability
present - the ratio of girls:boys is 1:2 for autistic people with an intellectual
disability, whereas it's 1:3 (Loomes, Hull and Mandly, 2017) in those without. The
assessment tools used for diagnosis and research in the field of autism have
almost always been developed from research using predominantly male
samples. Girls and women need to be struggling more than male peers to
get a diagnosis, and on average it takes 2-3 years longer (Russell et al, 2021).
In the UK, there is a wide geographical difference in how likely girls are to be
diagnosed. Some areas have a ratio of 1girl to 30 boys, while others have a
ratio of 1:2 (Roman-Urrestarazu, 2021). This is not just a statistical anomaly,
rather a difference in how diagnostic teams recognise autistic girls. There is
research suggesting that more women are referred for diagnosis as adults
than men, which implies that more girls are being missed (Happé et al, 2016).

Bias

The history of autism diagnosis is also biased towards males. Neither Leo Kanner
nor Hans Asperger, who might (controversially) be considered the founding
fathers of autism diagnosis, paid much attention to girls. Kanner also considered
autism a condition of childhood only, and dismissed those who did not conform
to his rigid criteria - a subset who subsequently came to be diagnosed with
Aspergers. Even now in autism research we are still dealing with some of the
leftover unconscious bias from the 1950’s, and when you consider that it generally
takes 17 years for research to start changing things in real everyday life (Morris,
Wooding & Grant, 2011) we still have a long way to go! Sadly, pioneer Lorna Wing
identified in 1981 that there was a gap in diagnosis of autistic women, and this
has still not been rectified (Wing, 1981).

What's really important in the diagnosis of any autistic person but especially
tweens and teens who have already experienced years of knowing they
were different to their peers, is that the diagnosis is presented in a positive
way (in contrast to the medical model of deficiency) and is accompanied by
experienced autistic voices and the formations of a positive autistic identity.
The young people themselves need to be given agency to have some control
over this process. Our diagnostic pathway in the UK is a long way from this
ideal now.





We couldn’t complete this paper without touching on the subject of autistic
inertia. You may already know about executive dysfunction, but we prefer not
to use the ‘dis’ words like disorder, dysfunction and all the other pathologising
language that surrounds autism. To understand autistic children, you really
need to understand autistic inertia and monotropism.

By monotropism, we mean someone is funnelling (probably unconsciously)
most of their attention into one thing, which can lead to what you might know
as ‘special interests’. But we'd like to open your mind to the idea that there’s
nothing weird or out of the ordinary about these interests. They are just strong
interests, and it's no more odd to be interested in, for example, flags of the world,
or K-POP stars, than it is to be interested in a game which involves some players
being paid very large sums of money to kick a ball around a field of grass. Some
football fans have very strong interests in their favourite teams. We don't calll
this a special interest. However, for an autistic person, their topic of passionate
interest forms what Fergus Murray (2019) caills an ‘attention tunnel. The great part
of cognitive processing is funnelled into barrelling your way along that attention
tunnel. And this is where the inertia (having difficulty stopping and starting
activities) comes in. Because if you're having a lovely time processing stuff
about a topic you love, it's not a welcome intrusion to be pulled away from it.

Murray rather beautifully puts it:

“Thinking in terms of inertia also gives some insight into the discomfort of
being interrupted, or plans changing. It's as if we've loaded a cart to the
brim with thoughts and feelings, and then we suddenly have to steer it
round a sharp corner.”

Other changes like transitions can also be deeply disconcerting for autistic
people (and that includes all the ones you don't realise are autistic yet), and
cause a feeling of control being lost. Demand avoidance and meltdowns

are a reflection of a truly bewildering lack of control, of frustration at being
misunderstood even at the same time as being accused of misunderstanding
others. So autistic inertia makes transition difficult and also accounts for

a delay in processing, because when the brain has allocated the bulk of
processing load to your interest of choice, there’s not much left to deal with
interruptions. As Murray points out, a neurotypical (non-autistic in this case)
brain is adept at dealing with lots of topics at the same time and filtering out
lots of the information that comes in and the brain deems useless. An autistic
brain hyperfocuses on one topic and doesn't filter in the same way (hence
sensory overload). Both methods are useful for different tasks. Neurodiversity
is a wonderful thing.

It's important for teachers to realise that it's much better to join a pupil in

their ‘attention tunnel’ than to spend all day trying to drag them out of it. But

it's important for parents to understand this too. Contrary to popular belief,
relationships are very important to autistic children and young people, and
joining them - genuinely - in their passionate interests is a great way to connect.
If you can’t join them,do your best to find other young people for them to share
these interests with.





We've said that we're talking about internal presentations of autism rather than
a specific female presentation. All of the items we mention below could also
apply to the presentation of some boys and non-binary young people too, in
which case they probably haven't been recognised as autistic until their mental
health has started to break down. But it's impossible to deny the data that shows
that it’s largely those brought up as girls who have been missed. So why might
this have happened?

Autistic traits in girls are frequently missed, overlooked, ignored, or their
behaviour put down to “just being a girl”. An autistic girl having a meltdown

is said to be emotional and hysterical (a word historically only demeaning to
women), because that's how girls are stereotyped to be. An example of this
may be an autistic girl who struggles with dirt because of the texture and the
idea of it, yet may be praised because historically girls were expected to be
clean and tidy, and not messy. This is where societal expectations of women
and girls (North, 2021) can create barriers to recognising, understanding and
supporting autistic girls.

Autistic girls may have passionate interests which are viewed as more socially
acceptable than the ‘special interests’ of their male counterparts. For example,
animals and reading are common passionate interests amongst girls, alongside
others. The common stereotypes of autistic people as liking trains or other

more stereotypical male interests may not be true for many autistic girls. They
may spend long hours drawing or reading, but because these are deemed
acceptable interests, they are not picked up on as ‘special interests’ and an
autistic trait. It's also important to realise that trying to fit in with non-autistic
friends, and studying how to behave and what to say in order to fit in, can
become a passionate interest on its own.

Autistic girls, much like other autistic people, may engage in different repetitive
behaviours. This may not look like lining up objects or repeating words out

loud (known as echolalia), although it could. It may instead look like re-reading
the same book or re-watching the same film over and over again because

it provides a sense of comfort and predictability. It may involve re-doing
homework until it's ‘perfect’ (as it is common for autistic girls to be perfectionists),
or repeating a certain behaviour which is comforting to them.

Autistic girls, and boys or non-binary young people, who present
in an internal way may tend to internalise problems too, and this
can cause damage to their mental health which is already in peril
from camouflaging their autism. It can lead to increased anxiety and

situational mutism (being unable to speak in situations
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feature of the diagnostic criteria of autism,
despite being common in the cohort we're
looking at, it can also cause these young
people to be misdiagnosed if the
- assessor doesn’'t understand internal
presentations (HuII, Petrides and
Mandly, 2020).

this is an internal behaviour and is not a core
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Anxiety can be a major part of an autistic girl's everyday life, especially when
they are masking and trying their best to fit in. This may mean that they keep it
together all day at school, so to teachers there doesn’'t seem to be a ‘problem’.
This emotion and anxiety may all be released in meltdowns, shutdowns or
anxiety attacks when they get home. This build-up of anxiety can cause anxiety-
based school avoidance, (often called school ‘refusal’, but that implies a choice
- there is no choice when you are so anxious). It could also cause situational
mutism. Persistent absence from school and situational mutism might be put
down to ‘behaviour’ in a child not yet recognised as autistic, but it may be a sign
that needs to be understood in the context of anxiety and autism.

Friendships can be very important to autistic girls and also cause a great deal
of anxiety, especially if there is conflict (Sedgewick, Hill and Pellicano, 2019).
Autistic girls may be extremely sociable or chatty, or very shy and isolative. It is
common for them to have one or two strong friendships, but struggle socialising
in groups. This may not be obvious though, as they may have learned to mask
their difficulties well. Unfortunately, feeling left out and being bullied is a very
common experience for autistic people at school, and even in the workplace in
adulthood. A 2016 paper found that although autistic girls identified less conflict
in their friendships than non-autistic girls did, interviews by the researchers
found more aggression in those friendships (Sedgewick et al, 2016). This indicates
that the autistic girls may have found it difficult to identify the conflict. The 2016
study also found that autistic girls tended to have mostly non-autistic female
friends, whereas autistic boys tended to have been shunned by their non-autistic
peers. This suggests that as-yet unrecognised autistic girls are
partially sheltered by their friendship group. Interviews with
autistic women identified that a common theme was to
not really feel as if they fitted into the friendship group,
and for the friendships to easily drift away or peter
out in conflict (Milner et al, 2019). Others felt that
they had more difficulty keeping friendships than
making them in the first place, but however lonely
they sometimes felt or however difficult the
friendships became to navigate, all respondents
in the study wanted friendships above all.

We need to lose the idea that there is a ‘right’

way of playing, or socialising or communicating.
Autistic people are often accused of being unable
to do these in the ‘right’ way, but their way is

just a different way. Damian Milton’s Double
Empathy theory suggests that we all need to

y consider both sides.

“Simply put, the theory of the double empathy
problem suggests that when people with very
different experiences of the world interact with
one another, they will struggle to empathise with
each other. This is likely to be exacerbated through
differences in language use and comprehension.”

- (Mitton, 2018)





Autistic girls may feel an intense desire to fit in. This is why masking is so common.
Although neurotypical social skills and behaviour don't come automatically

to them in the way it does to their non-autistic peers, they may be experts at
observing those around them and copying what they ‘should’ be doing, so that
they don't stand out. Many have been doing this since a very young age. A 2016
paper found that autistic girls masked their unhappiness and anxiety in order

to fit in with their peers and avoid disrupting friendship groups (Tierney, Burns
and Kilbey, 2016). At the same time, autistic girls may also feel a desire to express
their individuality, for example through piercings or brightly dyed hair. This may
provide them with an emotional outlet. Girls and those who present internally
may also use compensation to balance their strengths and weaknesses and to fit
in with peers. Livingston and Happé (2017) talk about girls using different cognitive
routes to reach the same skill level, for example in navigating a social situation

or analysing facial expressions to identify emotion. Social interaction and the use
of inference can also be problematic and autistic people can end up feeling like
everyone else knows about a secret code and they don’t. You can help at school
and at home by really thinking about what you say and cutting down on the
amount of inference needed to understand the conversation.

A particularly difficult time for those who grow up as autistic girls is puberty.

At a time when they are struggling to understand and deal with their emotions,
hormones can exacerbate their emotional dysregulation. The arrival of periods
can also cause sensory issues which tend to be ignored due to periods still being
taboo to talk about in many areas of society. It can be difficult for autistic people
to manage periods, due to sensory issues created by period products, physical
pain and nausea and hormones exacerbating existing sensory difficulties. It

is important for this to be acknowledged and for autistic young people to be
supported in managing at this time of the month. It can also be expensive for
parents who may need to buy many different products before finding any that
can be tolerated. These sensory needs, which can have the same financial
implications, for those highly impacted, when buying clothes and food, should
be considered in benefits applications.






Friendships

May be on the edge of friendship groups or have intense friendships
vulnerable to falling out.

May be very uncomfortable with conflict.

May prefer to play in their own waty.

School

May not raise a hand in class or be reluctant to speak when called on.

May be unable to use strategies like Time Out cards because of
situational mutism.

May misunderstand pop culture or trends.

May experience less difficulty and anxiety if seated with a friend, and if the
seating doesn’t change.

May also vastly prefer pair or group work with a friend - it's difficult and
anxiety-inducing to speak to someone they don’t know well.

May mask at school, explode at home.
May be disinterested in sport.
May use compensation techniques to disguise difficulties from teachers.

May get by in primary school but transition to secondary is an explosion in
sensory and cognitive input - a step too far.

May have an ability to spot patterns and/or consider a subject without bias
(if you can get them talking in the first place).

May avoid or be uncomfortable with unstructured time at school and need
support for these times more than lessons.

May find aspects of school uniform (or other clothes) difficult or impossible -
reasonable adjustment needed.

May find transitions between classrooms very difficult.

May be unable to eat in the dinner hall due to the sensory aspect of smell
and so many people.

May find assembilies difficult due to proximity of so many people.
Will be startled and scared by teachers shouting at them or at the class.

May find lessons like PE (or perhaps Food Tech and Design and Technology)
difficult due to lack of structure or predictability and sensory reasons.

Will need specific and adapted sex education.





Anxiety

May have situational mutism.

May be prone to extended absence from school.

May have an eating disorder.

May self harm.

May have anxiety manifesting in physical symptoms eg. stomachache.

May be more likely than peers to have mental health issues.

Emotional

May experience intense empathy (including with animals or objects).
May pretend to be a cat or other animal.

May value soft toys and plushies for longer than their peers (or not stop).
May seem emotionally and socially younger than their peers.

May shutdown (freeze, stop processing what's going on and)/or isolate
themselves) as likely as meltdown.

May exhibit a strong love of animails.
May have Alexithymia (difficulty identifying and expressing emotions).

May internalise problems and when unrecognised as autistic for too long
may hear voices or develop an internalised presentation of OCD.

May have a strong sensory reaction to clothes, touch, noise or smell.

May avoid baths and showers, hair brushing, tooth brushing for sensory
reasons.

May have poor Interoception (identifying physical sensations in the body
which can be linked to identifying emotions).

May self-soothe sensory overload by listening to music with headphones,
pacing up and down or other favoured technique.





Social

May try hard to understand and learn social codes.
More likely than peers to be LGBTQIA+.
May be more likely to be bullied than peers.

May have a strong sense of social justice or moral compass - likely to stick
up for the underdog in whatever way they are able to.

May not play along with society’s rules or recognise authority figures as
anything other than equals.

May laugh at inappropriate moments.
May use echolalia (repeated, scripted speech) likely to be from TV shows etc.

May have a tendency to people please and give the answers they think you
want to hear (fawning).

May be more likely to self-identify as Emo and/or Geek.
May work extra hard to understand people.

May have intense interests in common topics for their peers - eg. animals,
fiction (especially Harry Potter) and also psychology and marginalised groups.

May be less conforming to gender stereotypes eg shaving legs and armpits,
long or straightened hair.

May be more likely (when old enough) to have brightly coloured hair and
multiple piercings.

Masking or lots of ‘peopling’ will cause exhaustion.

May need time alone to recover from the ‘peopling’.

Autistic Inertia

May have difficulty with organisation.
May find it difficult to get started on a project or assignment.

May find it difficult to build a plan without breaking it down into much
smaller segments.

Likely to have an intense focus on what is of interest.
May find it difficult to be interrupted when ‘in flow”.
Likely to find transitions of all kinds difficult.
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Other possibilities

May have a vivid imagination.

May enjoy collections - collecting IS the play, rather than doing
something with the items collected.

Can be perfectionists.

Stimming (repetitive behaviours) less likely to be noticeable - small
movements or internalised.

Likely to have strong opinions when not masking in a safe space, and
difficult to convince they are wrong.

May have trouble with directions.

May have a large or advanced vocabulary.
May make strong use of routine or ritual.
May have poor posture.

May have restricted eating choices.

As likely to be creative as into STEM.
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What it’s like to be undiagnosed for decades

Holly Smale is the best-selling author of the ‘Geek Girl’
series and was diagnosed autistic recently.

‘I spent nearly four decades believing | was
“broken”, and being told that the different
way | experienced the world was a result of
something “wrong” inside me. It was only after
my late autism diagnosis that | finally started
making sense of not only my neurology, but
of my past and who | actually am. It started
me on the path to loving and understanding
myself, in my entirety, and it has changed my
life completely. | am proud of my beautiful,
autistic brain, I no longer feel “broken”, and |
am passionate about not only the advocacy
of autistic people but of the diagnosis -
however late - that allows us to fully know
and celebrate ourselves.”

14
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Problems with diagnosis

Autistic girls are let down repeatedly when it comes to accessing a diagnosis.
On average, autistic girls are diagnosed 2-3 years later than boys. Stereotypes
of autism and a lack of understanding of how autistic girls may present by
professionals at all parts of the pathway can play a huge part in this.

Take a look at this image, showing all the reasons we've been told (in our
Facebook group) why autistic girls have been refused an assessment or

a diagnosis:
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The referral process can be very challenging. Even when an autistic girl, boy
or non-binary young person have very similar presentations, autistic girls
tend to be overlooked by professionals. Speech delays have been known to
have been put down to shyness and anxiety, and many still view autism as
more of a “boy condition” so are more reluctant to refer girls for assessment.
Where an autistic girl has more of an internalised presentation, they may not
even pass the screening process to be referred. Many of the questions on the
screening questionnaires do not reflect internal presentations, and frequently
families are forced to choose a private assessment after not passing an NHS
screening pre-assessment.

Even once a referral has gone through, the delay in waiting for assessment is
significant. A questionnaire conducted by AGN pre-pandemic found that 43%

of autistic girls waited up to two years for diagnosis, and 24% waited more than
three years. This waiting time is, of course, worse now. There are Local Authorities
in England where children have already been waiting for four years and have not
yet had their assessment appointment date. The NICE guidelines say that the wait
time between referral and assessment should be 13 weeks. This delay is failing
autistic children and their families. It leads to the exacerbation of mental health
difficulties and a lengthier time of not receiving adequate support for their needs.





When autistic young people who present internally go unrecognised, they are
likely to be struggling with anxiety, depression and other mental health problems,
as well as poor self-esteem (Livingston and Happé, 2017). This can be due to
feeling different from their peers, not receiving the right support for their needs, or
feeling forced to mask their difficulties. Unrecognised autistic people who present
internally may also have difficulty developing a sense of their own identity
(Mogensen and Mason, 2015) and can develop unhelpful coping strategies such
as self-harm, eating disorders or self-medicating with drugs or alcohol. They may
be offered therapies such as CBT for their mental health without these being
adapted for use with autistic people, meaning they are often ineffective.

There are higher rates of suicide attempts and completed suicide amongst
autistic people (Keating et al, 2021). Autistic girls and women in particular are
disproportionately represented in these statistics, with a four-times higher risk of
suicide attempts than men (Kélves et al, 2021) - and these figures don't account
for the vast numbers of those who are undiagnosed. Mental health issues are
common in autistic people. One study of autistic adolescents aged 10-14 found
that 71% had co-occurring mental health disorders (Simonoff et al, 2008). Rates of
anxiety and depression disorders are alarmingly high with one study indicating
prevalence rates of 54% for anxiety conditions and 47% for depression.

(Hossain et al, 2020)

Autistic young people who present internally and go unrecognised may also find
it harder to engage with their education to achieve their full potential. They may
refuse to go to school because of high anxiety levels, or struggle to pay attention
in a classroom, impacting on academic achievement. Furthermore, school
exclusion is common amongst children with additional needs, and autistic young
people who present internally who are not supported in the school environment
may be excluded (Sproston et al, 2017), especially if it is not known that they

are autistic. 45% of autistic pupils are excluded at some point (Ambitious About
Autism, 2016), but this statistic is only counting those who have been diagnosed
as autistic.

Ultimately, as well as a diagnosis hopefully opening doors to some support,
autistic people also need it to have a chance to build their own identity and self-
esteem. If you were unable to walk and using a wheelchair, you wouldn’t blame
ourself for that inability to walk. In the same way, if autistic people feel disabled
chnd the framework of disability has a place in the neurodiversity movement too),
they need to be able to understand that there is a reason so that they aren’'t hard
on themselves or believe they are ‘broken’. There’s a huge boost too in finding a
group of people you can relate to when you've felt different for most of your life.

Autistic young people have a right to know that they are autistic. They deserve the
chance to receive the right support and to understand themselves. They deserve
the chance to thrive.





, Consultant Clinical Psychologist says:

‘Approximately 1.25 million people in the UK are affected by an eating
disorder (Beat, 2018) with impacts including poor quality of life
and higher mortality rates (Schmidt et al, 2016; Arcelus et al,
2011). The prevalence of eating disorders in autism is not
known, although it is estimated that 20-35% of females
with anorexia nervosa may be autistic (Westwood
and Tchanturia, 2017). It is now increasingly recognised
that eating disorders frequently co-occur with autism
and that autistic individuals are more vulnerable to
Dr Elizabeth Shea developing problems with food and eating.

Clinical experience suggests these issues are primarily
ones of restriction varying in severity and cause. For example, from sensory-
based aversions to the look, smell, taste and feel of certain foods (Which forms
part of the new diagnostic label Avoidant and Restrictive Food Intake Disorder,
ARFID) to significant calorie reduction and life-threatening weight loss which may
lead to a diagnosis of Anorexia Nervosa (DSM, 2013). Many autistic women present
with a complex combination of symptoms with potential causal factors including
sensory sensitivities, social interaction differences, identity, cognitive style and
a need for control and predictability (Babb et al, 2020). The social impacts of
eating disorders, such as inability to eat with others, are likely to disproportionally
affect autistic people.

When it comes to interventions there remains a significant gap in the knowledge
base (All Party Parliamentary Group on Eating Disorders, 2021). The UK NICE
guidelines (NICE, 2017) for eating disorders do not include ARFID nor how to

treat eating disorders in autistic people. In particular, the lived experience of
autistic women indicates barriers to effective treatment which include a poor
understanding of autism, a lack of individualised care and difficulties accessing
services (Babb et al, 2021). More research and professional knowledge are
imperative. Not least to improve the understanding of how autism and eating
disorders co-occur and to provide better and more effective interventions.”





From , Head of Junior School:

“At the start of Key Stage 2 (ages 7 to 8) girls tend to be more socially advanced
than boys of the same age. They tend to have more advanced communication
skills, are more co-operative to instructions and can negotiate and collaborate
with peers.

Whereas it becomes clear for boys at this age that they may be facing
challenges of interpreting social cues and interacting, girls work much harder
to be accepted socially and begin masking behaviour at this age. Crucially,
difficulties are hidden from the professional (usually the class teacher) as girls
are most motivated to build a good relationship with teachers at this age.

Early diagnosis of girls is therefore difficult and owing to coping strategies their
emotional reservoir begins to fill. The emotional toll of masking and silently
adapting begins to build and is often only detected at a tipping point.

Late diagnosed autistic girls may often have faced several years of struggling
to respond in a challenging situation whilst not being able to communicate their
confusion to the main education provider, usually a class teacher.

Anecdotally, | feel that there is a skills shortage in Key Stage 1and Key Stage
2 of professionals trained to look closely at social behaviour of girls. Lots of
educational literature tends to be focussed at Key Stage 3 and above.”






By a on the British Psychological Society’s Register of
Qualified Educational Testers who wishes to stay anonymous.

“‘My background is in education, supporting Inclusion, mainly, but not

exclusively in Secondary schools. In retrospect a number of

the female students who were referred by school staff or

parents, or self-referred, to be investigated with challenges

to learning, would today, | think, be diagnosed as having
autistic traits. | now feel quite uncomfortable to realise that
with more experience, training and understanding, | could
have met their needs better and pointed them in the right
direction for a professional assessment. However, with
cash-strapped CAMHS services, schools increasingly meet
a different barrier.

Specialist Assessor

Have | detected a difference in the way boys and girls present themselves?

In general, most certainly, the girls have tended to mask their behaviour at
Key Stage 3, using coping strategies to avoid notice, their often unpredictable
ways almost invisible, hidden by clever phrases or anonymous action. Their
characteristics appear to be more diverse to me. The boys, in my experience,
will be more forthright. They do and say it as it is irrespective of the response
this may evoke from their peers.

Currently, | only have a fleeting conversation, usually just 10 -15 minutes, with Key
Stage 4 students who are referred to me as a specialist assessor, with a brief

to gain evidence for schools’ applications for exam access arrangements. One
very recent anecdote immediately comes to mind which sadly demonstrates
the difficulties some girls have faced over their entire school career. This

is not unusual. | do acknowledge that it isn't easy for boys either and some
characteristics are the same.

An able Year 1l student is running out of time in mock exams, unable to achieve
to her ability level she struggles to say what she means, sometimes verbally,
more often on paper. This difficulty with expressing herself and also the subtle
misinterpretation of exam questions is not unusual. In exams this is exacerbated
by her anxiety and what she described as zoning out’ which she said was
something beyond concentration. It leads to her having to re-read text to absorb
and grasp an understanding. Her speed of processing, on the day | assessed

her, scored as very slow. She wants to succeed but doesn't, as yet, have an equal
opportunity. During exams she becomes increasingly frustrated and totally
overwhelmed, then loses her temper.

| asked her how she has coped in school since Primary and she inferred that

it has been easier to mask in the past by remaining quiet. However, with the
increasing pressure at Key Stage 4 it has become very difficult. There have been
sessions of confidential counselling. She talked about her anxiety, how this has
impacted on her mental health and the irrational fears which haunt her. Her
surname at the beginning of the alphabet involves her sitting at the front of the
Main Hall for exams where she feels everyone is watching her. Similarly she rarely
eats lunch because she dislikes what she perceives as being at the centre of
attention in the school canteen. The school will now take discreet action for her.

Raising the possibility of exploring a diagnosis with parents and students is not
always an easy conversation. Most are desperate for greater understanding and
support because they have reached the end of the road. It is not easy for schools
with limited budgets. | do believe that we are moving in the right direction, there
is a much greater interest in neurodiversity and opportunities for professional
development. It isn't yet enough though.”





is Headteacher of Limpsfield Grange School in Surrey,
the UK’s only school for autistic girls.

“For too long the biggest misconception about autism has been that girls
can’t be autistic. *

Over recent years there’s been an increased awareness across society that

autistic girls can present very differently to autistic boys. However

getting a diagnosis is still challenging for autistic girls, especially

i in their primary years. Many autistic girls at primary school can

make conversation, want to have friends and are desperate
to fit in and be “normal.” The stereotype of an autistic child
being locked into themselves and obsessive doesn't apply
to autistic primary aged girls, who are reaching out and
trying to socially engage with their peers. Autistic girls can
be deceptively good at faking neurotypical behaviours
from a very young age, and are experts at hiding in plain
sight at school.

Sarah Wild

It is time for society to reimagine what autism looks like.

Masking or camouflaging

Masking or camouflaging is when an autistic person copies someone else’s
social behaviour and tries to make it their own — without fully understanding
where that behaviour comes from. This can lead to serious problems.

Masking or camouflaging is mentally exhausting and isolating. At primary
school autistic girls are often surrounded by peers who really don’t get them.
They have to mask their difficulties all day, and pretend to be a different version
of themselves. In many cases this leads to meltdowns at home as a result of
an overwhelming and confusing day, with family life becoming very difficult.

This is why understanding, regulating and managing emotions is absolutely
crucial to autistic girls’ emotional and mental wellbeing. It is key to feeling well,
happy and together and to accessing opportunities. It's the difference between
autistic girls functioning and attending school each day or being stranded at
home by their anxiety.

What can primary schools do?

Primary schools are lovely places populated by staff who are deeply committed
to giving their all and ensuring great outcomes for children. Very often staff

in primary schools will go the extra mile to make sure that children are well
supported and are included in their school communities. Primary schools

are usually smaller than secondary schools, and children at primary school
experience a high level of staff continuity — so the adults who work with them
know them very well. These protective factors can mask the problems that
autistic girls face.

Over the past decade | have heard, many times, tales of parents talking to class
teachers and SENCOs in primary schools about regular meltdowns at home at
the end of the school day; only to be told that there is no problem in school so it
must be about something else.

This is not strictly true. Autistic girls are professional maskers — the fact that they
have meltdowns at home indicates that the school day isn't working, and is





causing them extreme distress and anxiety.

It is vitally important for primary SENCOs and class teachers to listen, really listen,
to what a parent or carer tells them about how things are at home, and that
parents, carers and school staff try to piece together the cause of the meltdowns
as a team. It is useful to map meltdowns with parents and carers. Find out if they
are happening on a certain day or every day. Can the young person identify what
happened during the day to trigger a meltdown, or is it just an overwhelming
sense that they can’t cope or manage the day to day situation? Essentially
primary school staff and parents and carers need to be partnered detectives
trying to unravel the mystery of the day that went wrong.

Tips for educating autistic girls at primary school:

1. Build a relationship. Relationships are crucial to autistic girls — they need
to feel accepted by you, and that you understand them.

2. Make learning concrete, contextual and visual.

3. Ask them how they would like to be supported in social situations —
autistic girls will want to engage with others socially but may find this
overwhelming or confusing.

4. Build in quiet space and time each day where the girls can process their
thoughts and feelings without being socially “on show.” Remember that
masking all day is exhausting.

5. Create some bespoke sex and relationships opportunities. This cannot
start too early as autistic girls have multiple vulnerabilities:

they want to please people.

they are sociable without understanding context.
they are concrete literal thinkers.

they can be very trusting.

they often have low self-esteem.

Sarah Wild
Headteacher — Limpsfield Grange School

You can find Sarah on Twitter: @Head_Limpsfield
Limpsfield Grange School @LimpsfieldGrang
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Feedback about primary school from Limpsfield
Grange Year 7 students

(December 2021)

We asked Year 7 students at
Limpsfield Grange, the UK’s only
school specifically for autistic girls,
to reflect on their experiences at
primary school.

Great things avout Limpsheld Grange:

| would hawve liked people at
primavy school to know:

Pvimawy school would hawve been
vetter 1£:

Limps-field Gromge
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We asked Dr Judith Hebron about her ongoing research project looking at
autistic girls in school through the eyes of school staff. This is her summary of
the first part of the project, unpublished at the time of writing.

Perspectives, knowledge and understanding of autism in girls
among school staff

Dr Judith Hebron, Associate Professor, School of Education, Dr

Paula Clarke, Associate Professor, School of Education and Miss

Victoria Lynn, Laidlaw Scholar, School of Law, University of
Leeds, UK.

Background

While knowledge of autism has developed significantly
over the past few decades, attention has largely focused

Dr Judith Hebron on boys and the male presentation, with the belief that

girls (and women) were less likely to be affected. This

assumption has now been widely challenged, and there is growing consensus
that autism is far more prevalent in girls and women than previously thought.
The stress and long-standing pressure to be seen as ‘normal’ is believed to result
in unacceptably high levels of mental health problems. Indeed, many girls and
women only receive a referral for an autism diagnosis following treatment for a
mental health condition.

Our project

We administered a UK-wide questionnaire to gather the perspectives of all
categories of teaching staff. We asked about staff knowledge, experience,
training and confidence when working with autistic girls. In addition, we asked
some open-ended questions about perceived challenges for autistic girls, useful
strategies for supporting them, as well as barriers to effective support.

Findings

The questionnaire ran in early summer 2021, with 256 staff responding from
across the UK. Respondents came from a wide range of roles, encompassing
primary, secondary and further education, and with different levels of experience.
Knowledge of autism was generally good, and most staff reported that they felt
confident when working with a young autistic person, although nearly a quarter
reported not having had any autism-specific training.





When asked to consider prevalence of autism, 40% of respondents felt that
autism was as common in girls as it is in boys (50% felt it was more common in
boys and 10% were unsure). Some worrying trends emerged when participants
were asked about observed differences in the presentation of autism between
boys and girls:

Autistic girls were reported to be more likely to have friends than boys, and
this may be because their interests are more similar to those of their peers
than those of autistic boys. In addition, they tended to copy the behaviour
of others more and try to hide their autistic traits compared to autistic boys.

However, autistic boys were more likely to be bullied than girls (although the
figures are worryingly high for both groups at 64.2% and 54.7% respectively)
and were reported to have much higher levels of challenging behaviour.
Both groups were observed to have difficulties coping with change and
sensory over/under-sensitivity, with this being slightly higher for boys.

Although reported prevalence of mental health difficulties was worryingly
high for both groups, it was much higher for autistic girls (83% compared
to 63.4% for autistic boys), and girls were reported to have more frequent
absences from school than boys.

Most respondents felt that autistic girls are often misdiagnosed or diagnosed
later than boys due to their ability to mask and camouflage their autistic traits.
When asked about the perceived challenges autistic girls face at school, the
most common responses were in terms of making friends and trying to fit in.

It was frequently reported that other diagnoses had been given ele.g., anxiety)
prior to recognition of autism. Mental health concerns were frequently mentioned
by respondents in relation to masking, sensory overload, and difficulties arising
from the school environment. There was consensus that a lack of awareness and
understanding among teaching staff could be a challenge, with one respondent
writing: “Just because girls mask so fantastically well, it shouldn't be deemed

that they are fine in school. Wider education and understanding of autism in girls
are required”. Staff reported that receiving a diagnosis of autism was helpful, as
difficulties could arise in providing adequate support without one.

Implications and directions for future research

Important themes are emerging regarding staff awareness and confidence,
mental health concerns about autistic girls and masking. Respondents in this
research project have shared a range of valuable strategies and highlighted
priorities for staff training and development of a more inclusive school
environment. The next stage of this study involves a more comprehensive and
in-depth analysis of the data which will be used to inform a more detailed
report and publications. It is hoped that the findings will contribute to further
educational research and be used to inform school practice and staff training,
and consequently the educational experiences of autistic girls.





The reasons below highlight why we believe regular sex education in schools
doesn’t serve autistic young people well. Time needs to be found for this
without creating a further feeling of segregation for autistic pupils.

Euphemisms don't work - autistic young people need clear, explicit
language with no need for inference, factual information, and support
to put it in social context.

Instruction needs to be adapted to the pupil's communication style eg.
may be a visual learner.

Autistic pupils may not have peer to peer conversations on sex so adults

shouldn’t assume they gain knowledge this way.

It can be a neurotypical assumption that autistic people aren't sexual or

shouldn't be sexually active. This is very unhelpful.

Autistic pupils may not share neurotypical norms of what is public versus

private, and need support to keep the most necessary aspects private.

Autistic young people, particularly girls, can be highly vulnerable to sexual
abuse. This is a safeguarding concern but education is needed to ensure
that they understand consent, and that they are able to talk about body

parts or sexual feelings.

There is an increased likelihood that autistic pupils may be LGBTQIA+ and

all sex education should reflect this and be inclusive.

There is a possibility autistic young people will have sensory issues with sex,
eg. touch and smells, and they may need support to find ways round this or

communicate their clear boundaries to partners.

The autistic community is a very sexually heterogenous and non-conformist
population, and some may for example have strong interests in particular
sexual activities, parts of the body or fetishes. While sex education doesn'’t
need to cover this specifically, it should be inclusive and non-judgemental
while still maintaining the young person and their partner’s right to consent

or not, always.

Equally an autistic young person may be asexual and it's important to be

inclusive and non-judgemental about this also.
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From , Specialist Teacher in autism and SEND.

Working in mainstream and special education, it is my privilege to support
autistic girls and teenagers to explore autism and what this means to

them. It is important not to project personal perspectives of an
autistic identity, but to facilitate exploration and enquiry. With

younger autistic children of primary age, it can be supportive
to facilitate this through small groups, providing guidance
to develop a shared understanding. When engaging
individually with secondary age autistic girls and teenagers,
enabling a supportive empathetic, non-judgmental
environment is essential. This may be provided whilst

e engaging in preferred activities or interests, enabling the

Trudi Rainsberry young person to feel empowered to be themselves.

Relating autistic young people’s shared experiences can be beneficial, providing
an opportunity to talk about autism in relation to particular talents, strengths, and
interests, as well as areas in which they may have previous negative experiences,
such as relationships, or people’s attitudes towards ‘stimming’. A focus on a young
person identifying with their autism through strengths can be key to facilitating

a positive experience and understanding of autism. In discovering what they like
about themselves, the autistic young person can feel heard and begin to develop
their autistic identity. It is also essential to enable autistic girls and teenagers to
feel empowered to discuss their concerns and anxieties in a safe and genuinely
empathetic environment.

In my experience in both mainstream and special school settings, exploring
emotions can be problematic. Feeling’ emotions in an atypical way, due to
Alexithymia, can be compounded by communication differences and create
anxiety that others interpret them as lacking empathy. This includes sharing and
interpreting emotions through facial expressions. In my experience, autistic girls
mask their emotions, sometimes appearing ‘passive, or ‘shy.” Supporting autistic
young people to focus on their ‘likes’ and ‘dislikes’ can be a more constructive
alternative to discussing emotions, exploring ‘strengths’ and ‘needs.’ Empowering
the young autistic person to identify their preferences and begin to express the
accommodations they might find beneficial to improve their environment.





In recent years, there has been a significant increase in the number of women
being diagnosed with autism during adulthood. In the past 20 years, the number
of people diagnosed with autism has risen by 787% across the United Kingdom,
particularly amongst women (Russell et al, 2021). This is not because there is a rise
in the number of autistic people, but that we have become better at recognising
autism. Our understanding of what autism is and what it can look like has grown,
and our diagnostic methods have improved. In adult diagnostic services the
gender gap is much smaller than in child services, which leads to the conclusion
that those who present as female are being missed at an early age (Leedham
et al, 2020). This makes it even more important to research those late diagnosed
people brought up as girls, so that we can discover what we're missing.

There remains a lack of research into autism and ageing, which raises concerns.
For starters, many older autistic people remain undiagnosed. Others who have
received a diagnosis later in life share feelings of shame, difficulty finding others
to relate to and having to deal with stereotyped assumptions (Leedham et al,
2020). This lack of research is concerning when it comes to healthcare provision
for elderly autistic people, as there are few guidelines for adjusting healthcare to
meet the needs of autistic people, for example in dementia inpatient care. There
has been a particular lack of research into older autistic women, because in the
rare studies into older autistic people, women didn’t greatly feature.

However, things are changing. There is an ever-growing group called Autistic
Doctors International who are a group of - you guessed it - doctors who are
autistic. They include GPs, consultants, psychiatrists, anaesthetists and others
and are mainly women, with a keen interest in autism in the over 50’s and in
menopause. They are contributing to a growing body of research - by actually
autistic researchers - in these areas.

If you're interested in
reading more from

you can see some of their

ever-growing body of
output here:
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Estimates of the prevalence of autism in the population tend to be based on
wealthy Western countries, and the statistics record less people as autistic in
less developed or lower income countries, so the likelihood is that there are
many autistic people as yet unrecognised in these countries (Hull, Petrides and
Mandly, 2020). Black and, in the US, Hispanic families particularly struggle to get a
diagnosis for their autistic children. There is potential bias all along the diagnostic
pathway from recognising developmental concerns (which may present
differently in different cultures), to referral (bias or lack of knowledge about
presentation in different cultures may result in dismissal), to biased screening
tools (for example, it is a Western notion that eye contact is necessary, in some
countries making eye contact is rude or threatening), to bias in assessing what
support is needed and how long it should continue%Straiton and Sridhar, 2021).
All practitioners need to be conscious of their bias and endeavour to use tools
which give a fairer result.

From , Speech and Language Therapist and Trustee of
Autistic Girls Network:

“As an autistic Black woman, it was only when | turned 30 that | began to self-
identify as being autistic. Throughout the years | had many challenges in
education and the workplace.

I remember when given a classroom task | would ask lots of
“;;-& questions, this was deemed by the teacher as being defiant,
bl

% andthat was the first time | was ever excluded from school.
e 3 My teachers said that my behaviour was a choice and
that | was attention-seeking.

On other occasions | was labelled as rude and disruptive.
The school told my parents that | was emotionally disturbed
and my parents, who had no knowledge of Autism or ADHD,

warde Faran did not question this.

Even in my 30’s, medical professionals dismissed the possibility that | could
be autistic because ‘I had friends, | had done well academically and | did not
look autistic™. | gave up on the idea of being officially diagnosed because of
the trauma of not being believed by my GP.

Being diagnosed with Autism is hard enough for girls, but when you're a black girl
it is even more difficult as there seems to be a lack of awareness on the topic.

There is a gap in the research looking into how Black girls experience autism.
There needs to be open discussion and acknowledgement that girls from Black
communities are also autistic.

Research is needed to tackle the inherent racism and bias in the diagnostic
process for Black girls, which requires us to step away from the Western lens
that autism is viewed in, to adequately address this group'’s needs.”





There are other issues which need to be considered too, which take into account
the intersection of autism and different cultural expectations or ideas regarding
both disability and gender.

Why is autism less recognised in black and brown people and what can be done
to change that?

There have been studies showing that professionals can attribute
communication issues to ethnic background, and therefore don't refer
a child for an autism assessment (Begeer et al, 2009; Wiggins et al, 2020).

It's true that there may be issues with English as a second language, and
there may be social problems where families have difficulties getting
access to health care, but if children are going to school, theoretically
all should have an equal chance of being noticed and referred - that
isn't happening.

If there is a reason why some cultures don’'t want an autism diagnosis,
we need to work with those communities to raise awareness about why
it's important, both to secure support for the child and to help them
understand their own identity.

There may be less information about autism, diagnosis and support
available in other languages - this can be a big barrier to some
communities. We need better translation services and access

to interpreters.

There can be cultural issues around interacting with health/social care/
education professionals, and likewise these professionals may have little
understanding of that culture, and may use inaccessible language.

Some communities have a stigma surrounding disability in general, and
autism included in that. Therefore some families don't like to be open
about an autism diagnosis - sadly this will make the autistic person feel
even more isolated and ‘other’.

Better awareness and understanding is needed on all sides, and all
professionals should be aware that skin colour doesn’t make a difference
to neurotype.






By , writer & speaker on Autism in BAME communities.

“Asia encompasses a multitude of cultures, from the Indian subcontinent to the
vast plains of central Asia. And so, the term Asian doesn'’t really do justice to the
broad richness of cultures and identities whom it is intended to envelop. This
section focuses on the intersectional difficulties experienced by British citizens
whose ethnicities derive from the Indian subcontinent.

Research around the impact of cultural difference on the experience of
families with an autistic child — whilst limited — has consistently
identified that these children are further disadvantaged
because of the layering effect from an intersectionality
perspective of having multiple protected characteristics
(Equality Act 2010) thereby compounding the victimisation
they experience. Families often experience shame and
judgement from their communities because of a lack of
understanding of autism and misconceptions around its
cause in addition to cultural expectations around how
children should behave and what good parenting looks like.
This is compounded by a general lack of representation
and cultural competency in healthcare services resulting in families not
accessing support for their child.

Va

Reena Anand

With regard to girls in particular, some parents have reported that they've
rejected autism diagnoses for their daughters out of fear that other siblings’
marriage prospects will be adversely impacted in the future. On the other hand,
some professionals have reported that parents appear more willing to accept
an autism diagnosis for a daughter than a son because of cultural expectations
around continuing the family name and how they define what success looks like
for their child, often rooted in academic prowess.

Moreover, girls can often present as more structured and ordered in their thinking
and play, present with good language capability as well as being able to mask
longer so their autism isn't identified as early as their male counterparts. Many of
the quailities they exhibit are considered respectful in South Asian cultures which
can further hamper identification such as, maintaining quietness, lack of eye
contact or internalising emotions rather than freely expressing them.

It is therefore imperative that investment is made into generating greater
awareness and acceptance of autism in girls within South Asian communities
so that the myths which prevent parents accessing support can be addressed
and these girls receive appropriate support and interventions so that they
aren’t impacted by resulting poor mental health as they progress through their
teenage years.”
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Dr Wenn Lawson, Psychologist, autism researcher and author.

“The neurodiversity paradigm shift, encompassing all neuro types as being

of equal benefit to society, raises questions that need further attention. What
are we doing to prevent the need for masking? How are we protecting autistic
girls and women from severe mental ill health?

The gender and subsequent policy divide have only served to push the
gap between us further apart. We must refocus on the bigger
picture and broader dilemma, the intersectionality debate. This
highlights issues of powerlessness, pathology, providence
and other problems which are causing inner despair.
Already females (however gender diverse) have struggled
over centuries with such labels as hysterical, emotional, the
fairer sex, and so on, then as practitioner eyes were opened
to the reality of autism not being exclusively male, the issue
T for policy and appropriate resources for all, is hitting home.

Like autism, gender is also a spectrum of difference. Learning to be at home

with difference, diversity and gender disparity while finding common ground
can only profit the autistic individual, the family and society at large. Focussing
upon quality of life in autism, uniting gender under the equality banner, remitting
gender dysphoria and building mental fitness in the autistic and autism
community create an intersection, not as a crossroad of indecision but more a
roundabout that exits each in the direction of prosperity.”

It would be hard to think of an area where society has taught us the right’ way
more than gender. Many of us have grown up thinking of gender as a binary
concept - male and female. But we know now that gender identity is a spectrum,
and also that autistic people are more likely to identify in a gender diverse way.
In fact, according to a 2020 study, people who don't identify as the sex they were
assigned to at birth are 3 to 6 times more likely to be autistic (Dattaro, 2020).

LGBTQIA+

Autistic young people are more likely to identify as LGBTQIA+ (a term
used to encompass lots of different gender identities — see the link
for a complete explanation) than their neurotypical peers, and
this puts them into a double minority, with double the chance
of ‘minority stress’. Some of this stress can be alleviated by
acceptance and support, whatever their gender identity or
sexuality. How much you support and advocate for them
needs to be led by them, but the importance of a simple
acceptance of their identity can't be overestimated.

Follow the link below for a full definition
of the meaning of LGBTQIA+:

LGBTQIA+ Acronym Explained
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https://abbreviations.yourdictionary.com/what-does-lgbtqia-stand-for-full-acronym-explained.html



A Personal Perspective about Identity from , Co-Chair of
Trustees at Autistic Girls Network, local government SEND advisor and
former Headteacher.

s “There is an obvious possible correlation from my experience and it is
one that simply comes down to: as an Autistic person, | am myself.
This may sound oblique, but when one considers the social
hoops and niceties we are all expected to learn, my world
has been filled with stark contradictions that clearly make
sense to many neurotypical friends and family members. For
example, we are told from a young age to tell the truth, oh but
not that truth as it's rude. Add a thousand more of those and
it's no surprise that my internal truth, my sexuality, was just
Claire Farmer simple and was mine; was me.

My identity, initially as a young woman who was attracted to men and women, but
more so women, was just who | was. | tried to put on that different skin that might
make me more palatable to others but it just never worked. Instead, | held on to

an internal acceptance within a world that was full of such nonsensical —to me -
hate and bigotry. This presented a double bind in that not only was | clearly quite
different to my peers, but | was also deemed a deviant by many, who made their
mind up because of who | loved rather than who | was.

Add to this that | was called ‘aggressive’, because | spoke the truth or because |
stood up to any injustice no matter what the consequences, you get a cocktail

of truly feeling like you have been born on the wrong planet. Whilst it may be a
generalisation, girls tend to internalise such things. It is not that the world is wrong
for being so judgemental and appearing to have no ability to rationalise in the way
you can, it is because you are wrong inherently. And herein can lie the beginning of
a life of self-hate.

It can also form something that is so easy to feel is your safety net, even if it means
you are far more open to bullying and others’ hate or lack of understanding. It could
also be that it feels like it is a ‘more acceptable’ way of being different. | appreciate
that this seems to contradict what I've just said, but there are young people who
can stick their stake in the ground in relation to their LGBTQIA+ identity more than
being autistic, dependent on how they feel they may be received or indeed how
comfortable they are internally with either. Whether this is or isn't the case, is almost
irrelevant, the issue is that there is even an issue.

Honest and Open Communication

We need to therefore support honest and open communication (or not, as some
young people may not wish to directly engqge) when it's sought and not induce any
form of shame. Have honest conversations with yourself about why certain things
matter to you and actually — do they really matter? Try to not use cliches such

as 'l just worry about how others will treat you, or ‘are you sure, we all go through
phases. Just have a think, do you really think that anyone would place themselves in
such a vulnerable position (at least in the current climate) on a whim? And are you
worried about how others will treat them or is it because you are uncomfortable or
embarrassed? Do people go through phases? Of course, every single person does
but you don'’t tell someone to not ever be in a relationship because they're likely to
get hurt as how would any of us ever learn?

Support, genuine support and an ability to shift your own perspective and
understanding if necessary, is key. Your relationships with these young people will
be all the better for it in the long run, but more importantly you will be actively telling
them that who they are, fundamentally, is just who they should be; themselves.

Both autistic and LGBTQIA+ pupils are at proven increased risk of bullying in schools,
so that’s something senior leadership teams should carefully monitor. Social
relationships may already be difficult to navigate for autistic young people, and
starting a new romantic relationship is always tricky - adding an additional layer of
intersectionality makes it all harder to navigate without understanding support. *





How parents and/or schools can help

Questioning your identity can be lonely - be there for them in a non-judgemental way.

Let them know there’s no rush. They don't have to get it right straight away, and they
don’'t have to be like everyone else, including other LGBTQIA+ young people they know.
But please don’'t imply that you don’t believe them or that they don’t know what they
are talking about. It’s likely they will have researched and thought long and hard about
this before bringing it up with you.

Try to find an online or face to face group for them if they are up for it - meeting other
young people who understand will be important.

If therapy is needed, make sure the therapist understands the intersectionality of
autism and LGBTQIA+.

Listen to the young person when they talk about finding their sexuality or gender
identity with your full attention. At this moment, it's the most important thing in the
world for them.

Respect their wishes if they want to use new pronouns or a new hame. Explain that
you might sometimes make a mistake because your brain will naturally use the old
pronouns/name for a while, but that you will try to get it right as quickly as possible.
And ask friends and family to do the same if that’s what the young person wishes.

What is gender dysphoria?

Some of the gender diverse group of people above will feel there is such a
difference between the gender identity they were assigned at birth and their
real gender identity that it causes much emotional pain and distress. This is
gender dysphoria, and it's these group of people who may seek gender-related
medical care (if they do, make sure their care is autism-adapted). The dysphoria
can be physical (related to gender-specific parts of the body) or social (related
to how people perceive their gender).

Risk of suicide or institutionalisation is worrying in the case of autistic trans people.
Research by Murphy et al (2020) suggests not only that autistic people are more
likely to be trans but that trans autistic people suffer higher levels of mental
health issues such as anxiety and depression. It is vital, therefore, that access

to diagnosis and to mental health support is improved for autistic trans people.

As for all the difficulties we mention in this paper, young people in care can be
especially unsupported. Outcomes for autistic children and young people in
care are “significantly poorer” (Parsons et al, 2018) than outcomes for autistic
children and young people not in care, and poorer also than for other
children with SEND in care. Statistics show that 3% of children and
young people in care have an autism diagnosis but the actual
figure is likely to be higher due to diagnosis delays and lack of
referrals (Parsons et al, 2018), so the percentage of autistic
children in care is higher than in the general population.
Authorities responsible for these ‘looked-after’ children

and young people have a responsibility to recognise and
support both their autism and their gender identities

when they have no families advocating for them.

How can you help?

It's very challenging for a child or young person to reveal that they
don't feel they have been identified as the right gender. They will
have struggled a lot internally before they got to the point where they

decided to tell you. No matter your initial views, the best thing you can do for
them at that time (and every other time) is to tell them that you support them,
and (for parents) that you love them no matter whait. If it's something that you
have difficulty coming to terms with, make sure the young person knows that's no
reflection on them. They need a rock - be that rock for them.
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The future

Currently, the statistics for life outcomes for autistic people are very poor -
severely lessened in educational and employment, more likely to have mental
health issues, even a significantly lower life expectancy. But these statistics come
from a period where we really didn’t know or understand much about autistic
people, and where we weren't even recognising most people as autistic. In the
last 20 years, diagnosis rates have jumped by 787% (Russell et al, 2021), and alll
those people who had gone and still go unrecognised weren't included in any
statistics. They got jobs, got married and carved out relatively stable lives (though
not perhaps without a need for support and accommodations). Including them

in statistics going forward is going to transform statistical outcomes just as much
as understanding and accommodating autistic people better and decreasing
the stigma of being autistic.

The foreword to the National Autism Strategy (DfE and DHSC, 2021) states “We've
never had a greater public awareness of hidden disabilities like autism.” But while
there is increased awareness that autism exists, and increased diagnosis, there is
still a worrying gap in understanding how autism should be accommodated and
supported in mainstream schools, and an alarming rise in the referrals to mental
health services. We've all had our lives turned upside down by the pandemic, but
the rapidly rising trends in mental health referrals and in extended absence from
school were there before COVID and remain after. NHS England funding is being
poured into pilots like the Keyworker pilot, working with young people who are in
danger of admittance to Tier 4 CAMHS inpatient units, the Mental Health Services
and Schools pilot which established links between local mental health services for
children and young people and schools, and the Autism in Schools pilot which has
rolled out around England and aims to increase understanding around the needs
of autistic pupils in order to decrease referrals to Tier 4 mental health units. The
fact that the educational environment can affect mental health can't be denied,
but if we continue to ignore the 72% of autistic pupils in mainstream schools

(a figure which is going to be deceptively low given that we are still diagnosing
people too late) we are incubating a bigger mental health disaster.

We believe that autistic pupils need to be diagnosed before the transition to
secondary school, which is a huge transition for any pupil but even more so

for autistic pupils. We talked about why this transition was so important, and so
traumatic, as part of a study in 2021 (AGN, 2021), and our Facebook group is full
of families whose young people were diagnosed after this and bear the mental
scars to prove it. If the government really wants to meet the target set in the
National Autism Strategy of Improving autistic children and young people’s
access to education and supporting positive transitions into adulthood’ by 2026
then there is much work to be done in providing earlier diagnosis for ALL autistic
people, whether they present internally or externally.






Systemic change is required to address the dire outcomes of autistic girls
and expected increase in the number of people identified as autistic —

we need more government funding, appropriate research into supporting
autistic people, widespread cultural understanding and acceptance of
autism, co-production with autistic people and radical changes to and
improvements in autism-appropriate service delivery.

Development of diagnostic criteria and diagnostic tools is needed which
are appropriate to identify those with the more internal presentation of
autism such as is common amongst autistic girls.

There is urgent need to reduce waiting lists for diagnosis of autism
(NICE guidelines specify 13 weeks between referral and assessment).

In the internal presentation of autism, stereotyped characteristics of
autistic behaviour such as lack of friends, flapping hands or a passion for
train related trivia may not be apparent. Sensory or organisational issues
may be as or more important than social issues. Look out for the quiet girl
in the classroom, the one who has sensory issues with uniform, the one
who cannot face the dinner hall or is overwhelmed when transitioning
between lessons.

Schools should be designed so they are universally accessible to autistic
children with or without a diagnosis, including for example sensory calm
environment, explicit instructions and presentation of materials in ways
accessible to children with different communication and processing styles.
Autistic children should be encouraged to be themselves at school and
harmless activities such as stimming should be permitted. The need for
masking at school traumatises autistic people.

Autistic children are significantly more likely to be bullied at school. School
staff need to proactively monitor and intervene. Do not tell a bullied
autistic child to go and sort it out themselves. For this reason, and to
remove the need to mask, we need to be working with a whole school
approach to understanding and inclusion. Remove the bias and prejudice,
and the stigma removes itself.

There is a need for widespread awareness training about autism and the
internal presentation of autism. In particular, training needs to be given to
teaching staff at Key Stage 1and Key Stage 2 to support earlier recognition
of children with an internal presentation of autism.

Transition to secondary school is a huge change for all children but
especially so for autistic ones. It’s vital that we can upskill to recognise pupils
as autistic while they are at primary school so that nobody needs to make
that traumatic leap unsupported. Once that happens, research within
Autistic Girls Network Facebook group shows that breakdown (or what may
be autistic burnout) generally happens by the February half term of Year 7,
and anxiety-based absence from school is likely to follow.

Neurotypical people’s lack of understanding can seriously harm autistic
children. If a parent tells you their autistic daughter has meltdowns in the
evening, take it seriously and work with the parents, do not tell the parents
she must be OK because she is OK at school. Similarly, if the autistic child
tells you they cannot bear a sensory stimulus, believe them, you probably
do not understand their sensory world.





A key tip for teachers is to use the autistic person’s ‘special interests’in
teaching delivery — it is vital to work with rather than against the grain
of an autistic child’s attentional focus and processing style.

Reasonable accommodations for autistic people in examinations must

go much further than the current expectations of additional time and
availability of a reader. For example, examination boards must write the
questions in a way accessible to autistic people so that the questions are
clear, unambiguous and without the need to make inferences. Exam boards
should employ neurodivergent proof-readers to sense-check exam papers.

Given the prevalence of co-occurring mental health conditions such

as anxiety and depression, presence of these should trigger automatic
investigation to see if autism is also present. Given the prevalence of
eating disorders amongst autistic girls this should also be treated as a

red flag. Diagnostic tools for anxiety and depression should be developed
which have proven reliability for the way these conditions present in autistic
girls. Holistic health services need to be developed and commissioned that
can support people who are both autistic and have mental health issues.

Tailored sex and relationship education is needed for autistic girls.
In addition, professionals and carers need to be aware that autistic girls are
highly vulnerable to sexual abuse and take appropriate safeguarding steps.

More research — co-produced with autistic people — is needed on a wide
range of topics including autism in girls, appropriate support packages,
autistic wellbeing, ethnic diversity, aging, menstruation and menopause in
autistic people, autism in non-binary children, interaction with doctors and
other healthcare professionals and many other matters.

It is important that the full heterogeneity of autistic people is understood
and supported effectively and that misleading stereotypes such as the
autistic person as young, white, male, computer nerd are challenged.

We need to move from a pathological and deficit model to one that
respects human diversity and autistic people’s strengths and potentiall.
Currently as a society we do not adequately understand what wellbeing
and happiness look like for autistic people and it may well be different to
what it is for non-autistic people. We need to go beyond fixing problems
to actively help autistic people achieve wellbeing and happiness and fulfil
their potential as autistic human beings.
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