
 
 

 Anxiety in autistic children with 
learning disabilities: A guide  

Introduction  

Anxiety is more common in autistic people than in non-autistic individuals, with up to 62% 
experiencing anxiety in their lifetime 1,2.  

 

 
 

 
This guide is about anxiety experienced by autistic people who have a diagnosis of a learning 
disability, focusing specifically on people who speak few or no words.  
 

 
 
 
 
 
  

 

gives a general overview of anxiety and describes the factors that 
contribute to anxiety in autistic people. 

focuses on signs of anxiety and how anxiety is formally assessed in 
autistic people with learning disabilities.

discusses the ways to reduce the likelihood of anxiety occurring, and 
how to support autistic people with learning disabilities who are 
experiencing anxiety.
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Part 1 – What is Anxiety? 
Everyone experiences anxiety and fear some of the time. Anxiety and fear are our body’s response 
to situations that could be threatening or dangerous and that might have a negative impact on 
our physical and/or psychological wellbeing. When we experience anxiety or fear, there are 
changes happening inside our bodies such as our heart beating faster to pump blood to our 
muscles. Changes to our bodies prepare us to fight and protect ourselves, flee from the threatening 
situation, or freeze in response to a threat.  

 

 

 

 

 

Anxiety and fear are related but they are different. We experience fear when we face a dangerous 
object or situation that places us in immediate danger (e.g., running away from a lion). Anxiety is 
experienced when we anticipate something unfortunate happening in the future that may or may 
not happen (e.g., a pet cat running away).  

 
 
 
 
 
 
 

When does anxiety become a concern? 
As noted, anxiety and fear occur when we perceive a threat, and everyone experiences these 
emotions from time to time, especially when they are facing difficult situations or stressful life 
events. But usually, these feelings are manageable, or these feelings reduce once a stressful and 
difficult situation is over. Additionally, in some situations, anxiety can be helpful as it allows us 
to adapt and plan3. 
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When anxiety is of concern, anxiety that was specific to a few situations may start of appear in 
new situations, or anxiety may appear to be getting worse over time. In these instances, anxiety 
and fear affect the person’s day-to-day living and quality of life, meaning they may no longer do 
activities they enjoy, or they may avoid situations that are important for them (e.g., going to 
school).  
 

Triggers for anxiety in autistic people 

A trigger is an object, situation, or circumstance that immediately proceeds anxiety or fear. 
Triggers can vary from person to person, however, triggers of anxiety in autistic individuals are 
often associated with uncertainty or unpredictability, sensory processing differences, or specific 
interests1,4,5,6. For example, triggers might include changes to routine, transitions, specific fears 
(e.g., coughing, balloons, toilets, hair dryers, or supermarkets), crowds or busy environments, 
visiting the doctor or hospital, or unpredictable people or situations (e.g., young children or 
babies, birthday parties)1,4,5,6,7,8,9,10. 

 

Factors that increase the likelihood of anxiety developing in autistic 
people  

Most of what is known about factors that increase the likelihood of autistic people experiencing 
anxiety is based on studies with autistic people without learning disabilities, or on studies with 
people with genetic syndromes that are associated with learning disabilities and autism. A few of 
these factors are summarised below. It is important to note that anxiety is not inevitable and can 
be reduced.  

Intolerance of Uncertainty  
We can never predict exactly what will happen next in life, and for some people tolerating this 
uncertainty can be more stressful than for others, so that even a small amount of uncertainty 
might cause a lot of distress and anxiety. This may mean someone may try to leave or avoid 
uncertain situations to reduce the anxiety they are experiencing11.  
 
 

Anxiety and fear can become a concern if these feelings are: 
• frequent 
• happen over a sustained period  
• are highly distressing for the person 
• the level of anxiety/fear does not match the actual threat to the person.  
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While most people find uncertainty uncomfortable, autistic people may be more likely to 
experience greater intolerance of uncertainty than non-autistic individuals. Therefore, autistic 
people may experience more anxiety related to uncertainty. In addition, individuals with learning 
disabilities, including those who are autistic, may be more likely to experience a lack of control 
and agency in their day to day lives12, which may increase the uncertainty they experience. 

Differences in sensory processing 

Some sensory experiences can be unpleasant for autistic people. Sensory sensitivity has been 
linked to anxiety in autism 13,14,15,16. This association may be influenced by a person’s ability to 
manage uncertainty or unpredictability in the environment17,18. For example, an autistic person 
who is sensitive to noise might develop a phobia of public toilets from a negative experience of 

Receiving a text like this from a friend may cause some people to have anxious thoughts, 
because there is little information provided and it is uncertain what they want to talk about 

However, these 
thoughts may be less 
likely to occur if the 

friend gives the reason 
why they want to talk. 
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loud hand dryers. This person might avoid entering any public toilets due to the uncertainty of 
the presence of a hand dryer, or the unpredictability of a hand dryer being used.  

 

 

 

 

 

 

 

 

 

 

 

 
 

Difficulties with identifying and communicating anxiety 

Anxiety may be overlooked and underdiagnosed in autistic people with a learning disability when 
the person cannot easily tell someone else what they are feeling. However, many autistic people 
also have difficulties in understanding their emotions. This means that autistic people who use 
more words may still have difficulty communicating their anxiety to others. At present, it is 
unclear if autistic people with learning disabilities experience difficulties understanding their 
emotions due to a lack of research with this population, although it is likely they do19. 
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Genetic syndromes  

Whilst genetic syndromes are individually rare, a large proportion of people with a diagnosis of 
learning disability who speak few or no words will have a genetic syndrome. The two most 
common genetic causes of learning disabilities are fragile X syndrome and Down syndrome. Each 
genetic syndrome has its own unique profile of strengths and support needs, and some are 
associated with very high rates of anxiety, such as Rett syndrome and Cornelia de Lange 
syndrome4,20 Genetic syndromes can also impact the types of anxiety an individual might show, 
for example, fear of physical injury is frequently reported in Fragile X syndrome, and separation 
distress in 7q11.23 duplication syndrome4.   

Changeable background factors 
Many background factors can influence how likely certain emotions are to occur on a given day 
and our responses to these emotions. For example, being tired and having a stressful journey to 
work may increase the likelihood of you feeling anxious and avoiding a meeting later in the day. 
Usually, you may be able to manage anxiety in a different way, but the stress from the day has 
reduced your tolerance and ability to do so.  

Some background factors, such as sleep difficulties and painful health conditions, occur more 
frequently in autistic people who speak few or no words. This can help explain why on some days 
an autistic person may feel more anxious in a situation whereas on another day the same situation 
would be more manageable for the person. For example, a poor night’s sleep may mean a person 
may experience more anxiety when there is a change of routine at school.    

There are many different background factors that may increase the likelihood of anxiety and many 
of these background factors are an unavoidable part of life. However, awareness and consideration 
of these factors can help us to support an autistic person to manage anxiety. For instance, if it is 
clear that hunger is a significant background factor for a specific person, proactive steps can be 
taken such as bringing extra snacks during a day trip to address their needs and potentially reduce 
anxiety. 

Some examples of background factors are outlined below4:  

 

 

 

 
 

 

hunger/thirst poor sleep being too hot 
or too cold 

tiredness hormone 
changes 

menstruation 

pain illness epilepsy holiday periods/ 
changes to 

routine 

medication 
changes 

sensory 
environment 
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What keeps anxiety going over time? 

 
The Avoidance Cycle  
The easiest and most common way to find immediate relief from anxiety is to either leave a 
challenging situation or avoid it altogether. However, when we consistently avoid, we miss out 
on the opportunity to build confidence in facing our fears and the opportunity to acquire new 
skills. Additionally, we miss the chance to learn that the situation is not as threatening as we 
perceive it to be. Consequently, anxiety about the situation persists or even intensifies, trapping 
us in a cycle known as the avoidance cycle (see Figure 1).  

 

 

 

 

 

 

 

 

 

 

Figure 1. The cycle of avoidance 

 

 

 

 

Situation that causes 
anxiety 

Physical symptoms (e.g. 
heart rate increases, feel 

hot/sweaty)  

Avoid the situation/Safety 
behaviours

Short-term relief 

Do not develop 
experience of coping with 
anxiety. Lose confidence 
and experience to cope. 
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Safety Behaviours  

Safety behaviours are actions we take to feel safer and reduce anxiety21. They can become part of 
our daily routines as a way to avoid potential danger. For example, someone who is worried about 
getting sick may frequently check their temperature when they have a slight sore throat. This 
behaviour aims to reduce anxiety and provide reassurance, as they believe it can help prevent or 
detect illness. However, relying too much on this safety behaviour can reinforce anxiety and a 
cycle of avoidance or hypervigilance. Checking temperature alone may not effectively prevent 
illness, as it is not always a reliable indicator of overall health. In individuals with autism and 
learning disabilities, safety behaviours may involve needing a specific toy or person before 
participating in activities. They may also ask repetitive questions or seek reassurance during tasks. 
It's important to strike a balance by accommodating specific needs (see Case Study 1) while also 
encouraging the development of alternative coping strategies22. 

 

  

Case Study 1 - mitigating sensory differences 

Ben is a 10 year old autistic boy with learning disability. He is hypersensitive to sound, and 
therefore finds the noise that modern hand-dryers make very distressing. When he is 
anxious, he stays in a fixed position and will not move towards the feared situation. He also 
makes distressed vocalisations. Sometimes, this anxiety can take a long time to reduce, even 
after Ben and his mum have moved away from the feared situation. Ben’s mum understands 
that this is difficult for him. However, his anxiety in response to hand dryers has extended to 
all public toilets; this makes going out and about in the community difficult and he has 
experienced physical discomfort as a result of not going to the toilet when away from the 
house.  

Ben’s mum works with a therapist to develop a plan to support Ben to gradually increase his 
confidence around and using public toilets. Ben’s mum and the therapist agree that he should 
not be expected to ever use the hand dryers, and where possible they should not be turned 
on. Ben has a pair of noise-cancelling headphones, and when there is a risk that the hand-
dryers may go off, Ben is offered these in advance to avoid any pain that might occur as a 
result of the loud noise. As Ben progresses through the plan, he moves from initially 
standing outside of a public toilet with a single cubicle, gradually moving closer and working 
through more steps until he is able to use the toilet in a multiple-cubicle toilet block. 
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Part 2 – Identifying Anxiety 
Signs of anxiety in autistic individuals with a diagnosis of a learning disability 

Because anxiety may be expressed differently in autistic people with learning disabilities 
compared to non-autistic people without learning disabilities, it can sometimes be 
overlooked5,18,23. There are several signs that an autistic person with a diagnosis of a learning 
disability might be experiencing anxiety (see Box 1). The signs listed are particularly useful for 
when a person speaks few or no words because many of the signs can be noted by watching a 
person’s behaviour. It is important to note that it is usually seeing multiple changes in behaviour 
and the person’s body that suggests anxiety may be occurring, and it is important to rule out other 
causes of these signs (see following section of this guide).  

Box 1. Changes in behaviour 
• Avoidance or refusal patterns, such as a need to flee, hiding behind a person or object, 

or refusing to go somewhere4,24,25,26.  
• Increased vocalisations indicating distress, such as screaming, crying, shouting4 
• Behaviours that are challenging for caregivers to manage or make sense of, such as 

self-injury, or physical behaviour directed towards others or objects in the 
environment in response to specific situations4,6. These behaviours may include 
pushing, biting, hitting, or throwing or breaking objects. Behaviours that challenge 
indicating anxiety typically lead to escape from situations and are accompanied by 
other indicators of distress. 

• Increases in repetitive behaviour or stimming, such as hand flapping, rocking, pacing, 
bouncing, or insisting on having things in a certain place or way4,27.  

• Repetitive speech or requests, such as repetition of a word or repeating a question 
over and over4,6. 

• Appearing ‘on edge’ or ‘on the lookout’ for danger. 
• Appearing restless and agitated 

 

Changes in the body and movement 
• Changes to the body, such as tensing up, sweating, trembling, and changes to 

breathing or heartbeat. Tiredness, difficulty falling asleep or staying asleep, nausea, 
and stomach aches may also occur.  

• Changes to facial expressions. Face may appear tense, or the person may have an 
‘anxious’ expression4. 

• Changes to movement, such as freezing, rigidity or being rooted to the spot in 
response to specific situations4.  
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Some of these signs of anxiety, such as avoidance and bodily changes, are like the signs of anxiety 
that we see in people without an autism diagnosis. Autistic people may find it easier to identify 
physical sensations in their bodies if they find it difficult to label or describe emotions6. Other 
signs of anxiety, such as behaviours that challenge and increases in repetitive behaviour, are more 
common in autistic people and people with a learning disability28. In addition, if autistic people 
experience phobias, these are more likely to have an unusual focus. Anxiety around changes in 
routine or specific interests are also common5.  

The challenge of identifying anxiety in autistic people with learning disabilities  

While there are several signs of anxiety in autistic people with learning disabilities, it is important 
to hold in mind other explanations for behaviours. Many anxiety-related behaviours and signs 
can overlap with autism characteristics and signs of physical discomfort or pain4,6,29. For example, 
repetitive behaviours, such as rocking or repetitive speech, or increased sensory seeking, are 
autism characteristics, however, a change in the intensity or frequency of these behaviours may 
be a sign of anxiety6. 

 

 

 

 

 

 

 

While anxiety can be associated with physical symptoms such as stomach aches and feeling sick, 
the opposite is also true, health difficulties or feeling unwell can cause physical discomfort and 
pain that is associated with anxiety4,30,31. Self-injury is an example of a behavioural sign of anxiety 
that could also be a sign of physical discomfort or pain32. Self-injury directed towards a specific 
part of the body (e.g., ear or teeth) may indicate localised pain (e.g., many children with middle 
ear infections bang their heads), and the sudden onset of new behaviours that challenge may be a 
sign of pain4. 

Assessments and scales to detect anxiety 

Because signs of anxiety and physical discomfort or pain can overlap, it is important for a health 
professional (e.g., GP or paediatrician) to rule out any underlying health conditions if a person is 
showing signs of anxiety. This is particularly important if the autistic person speaks few or no 
words and may be unable to communicate pain. The FLACC scale can also be used to assess the 
possible presence of pain in people with learning disabilities and this can be accessed from: 

Behaviours that are associated with anxiety and autism characteristics: 

repetitive behaviour 

repetitive 
speech 

sensory seeking 
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https://cerebra.org.uk/download/flacc-pain-scale-infographic/. Further information about 
understanding pain in people with learning disabilities can be found in the Cerebra Pain Guide 
https://cerebra.org.uk/download/pain-a-guide-for-parents/.  

 
How is anxiety assessed within health settings? 

There are many ways that anxiety can be assessed. Checklists or questionnaires completed by 
parents are often used by professionals as a starting point to find out what anxiety symptoms a 
person may be experiencing33. Unfortunately, many of these assessments may not be appropriate 
for autistic people with learning disabilities because they rely on verbal communication of worry 
or because they were not developed with autistic people in mind29,34.   

 

 

 

 

 

 

 

 

 

The Clinical Anxiety Screen for Persons with Intellectual Disabilities (ClASP-ID) has been 
developed for parents of autistic people with learning disabilities to complete. This rating scale 
also provides information on behaviours associated with low mood and pain to help parents and 
professionals disentangle signs of these difficulties (information on the ClASP-ID can be 
requested by clinicians and researchers from https://www.laddersproject.co.uk/anxiety-and-
autism-1.  

While questionnaires can provide useful information, they cannot be used by themselves to 
diagnose anxiety. For this, a mental health professional will need to also conduct interviews and 
observations. There is no gold-standard way for professionals to assess anxiety in autistic people 
with learning disabilities, and assessments may take time if people cannot report on their 
symptoms34. Mental health professionals should try to speak to several people who know the 
autistic person well and use a range of assessments to investigate anxiety35. It is important to 
remember that anxiety symptoms and behaviours of autistic people with learning disabilities may 
not fit traditional anxiety disorder descriptions36.   

Multimodal Assessment of Anxiety: 

Caregiver Questionnaires 
Observation of 
individual in 
different contexts 

Caregiver Interviews 

https://cerebra.org.uk/download/flacc-pain-scale-infographic/
https://cerebra.org.uk/download/pain-a-guide-for-parents/
https://www.laddersproject.co.uk/anxiety-and-autism-1
https://www.laddersproject.co.uk/anxiety-and-autism-1
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Part Three: Reducing anxiety for autistic people 

This section presents strategies that families can use to support autistic people in reducing 
anxiety. While these strategies can be helpful when someone is feeling anxious, many of them 
are beneficial to incorporate into everyday life, regardless of anxiety's presence. For instance, 
supporting communication benefits everyone, as it allows autistic people to express distressing 
experiences that may otherwise increase anxiety. Similarly, providing access to enjoyable and 
calming activities offers opportunities for self-soothing and reduces the likelihood of anxiety 
occurring in the first place. Once anxiety becomes significant, reducing distress is still possible 
but should be done with the support of a mental health professional.  
Anxiety research specific to people with both autism and learning disabilities is limited37, so some 
suggestions made in Part 3 of this guide may be based on research focused solely on autism. The 
effectiveness of new strategies can vary, and what works one day may not work on another. This 
variability is not unusual, and it may be influenced by background factors (see Part 1) that 
contribute to the persistence of anxiety behaviours. 

Environmental adaptations 

It is important to recognise that anxiety can sometimes prevent autistic people from accessing 
important services such as health care and school. If services understand more about autism and 
anxiety, they can make changes to how services are delivered to increase accessibility for autistic 
people38,39,40. The increased impact of sensory differences, differences in social communication 
and factors unique to each autistic person, will mean that accessing some environments may be 
challenging.  

When accessing different places and situations, an autistic person may have a unique sensory 
profile with varying levels of need. It is important to consider carefully how sensory differences 
may vary across different senses and at different times. A person may show sensitivity to touch in 
some situations, and under-responsiveness in others. Where possible tailoring the environment 
to meet individual needs should be encouraged. Some changes that can be made to these situations 
are:  
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When an autistic person is due to take part in events or situations that may involve interacting 
with lots of people, or that may involve high levels of sensory input, it may be helpful to prepare 
a space that is quiet, with enjoyable activities present, to enable the person space to decompress. 
This could be accessed before they show any anxiety, helping to prevent emotional arousal from 
increasing. However, it could also be used if you notice that they are feeling anxious and need 
some time-out before returning to the situation. Being open with friends and family can be 
helpful to ensure this is possible. For example, at a family gathering, you may wish to speak to the 
homeowner in advance of the event and ask if the autistic person can access a room in the house 
that is away from the gathering.  

 

 

 

 

 

 

 

 

 

 

Visual strategies: 

Using lighting that 
can be adjusted to a 
preferred level of 
brightness or colour. 
Opting for neutral 
colours in learning 
environments and 
avoiding clutter and 
distracting visuals.  

 

 

Access to calming tools: 

Consider creating a box of 
items used for self-regulation, 
to give the person control 
over their environment. It 
might include headphones, a 
favourite toy/blanket or a 
favourite perfume. Try to 
make this easily accessible or 
portable so it can be carried 
from place to place. 

Movement breaks: 

Creating an environment 
where the person can have 
movement breaks, use fidget 
toys or have a choice of 
seating may help the person 
feel more comfortable when 
seated for long periods of 
time, as some autistic people 
find movement helpful for 
self-regulation41.  
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Understanding sensory processing differences 

There are a number of evidence-based tools that can be used by specialist health care professionals 
to help identify a person’s sensory profile, such as the Sensory Profile or the Sensory Integration 
and Praxis test42,43. It is important to speak with multiple people who know the autistic person 
well to build a thorough picture of the person’s sensory needs. It can also be valuable to conduct 
observations of the autistic person to understand their needs. Finding a professional to administer 
these assessments can be difficult, as they will often require specialist training. If an autistic person 
is waiting for an assessment, or if sensory processing differences are having a smaller impact, 
those supporting the person may find it helpful to consider keeping a record of sensory 
preferences. For example, a parent or carer could keep a diary to help you identify sensory 
experiences that may cause distress, but also those that are calming (see Figure 2). 

  

 

 

 

 

 

 

 

 

Figure 2. Example of a sensory diary 

Further information in relation to sensory processing and sensory assessments can be found in 
the Cerebra guide to Sensory Processing. 

A note about sensory-related resources 
As awareness of sensory processing differences has increased, so has the popularity of certain ‘sensory 
toys’ and equipment such as fidgets and weighted blankets. It is important to carefully consider 
manufacturer guidance regarding safe use alongside the autistic person’s ability to understand and use 
these safely and it is advisable to speak to a specialist before purchasing any expensive equipment. For 
more information, see the information box about accessing specialist services at the end of this 
section. 
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Preparation  

In previous sections of this guide (see Part 2 pp. X), intolerance to uncertainty has been outlined 
as a theory explaining why some autistic people may feel anxious. Families report that preparing 
their child for upcoming events is helpful; the amount of time required to prepare may differ for 
every person. Some people will require lots of time to prepare, for others, this may increase 
anxiety, so providing shorter time frames to prepare (e.g., a couple of hours) may be more helpful.     

 

 

 

Figure 3. Example of a now and next communication card 

 

Routines 

By providing routines, uncertainty is be reduced, and may explain why some autistic people show 
a preference for routine and consistency in day-to-day life44. It can be helpful to provide routine 
and structure for autistic people with learning disabilities; this can be done through visual 
timetables, calendars, and now/next charts (See Figure 3). For individuals who may find it 
difficult to understand these communication tools, ‘objects of reference’ may be useful, for 
example a toy stethoscope to represent the doctors, or a schoolbook-bag to represent school.  

Flexible Scheduling 

Routines can help ease anxiety, but daily life can't always stick to a strict schedule. Sudden 
cancellations or unexpected weather changes can be upsetting for autistic people who rely on 
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routines. Creating overly rigid routines to reduce anxiety might backfire, as they limit 
opportunities to learn resilience in the face of uncertainty. Research suggests that children with 
genetic syndromes associated with autism (like Prader-Willi Syndrome and Fragile-X Syndrome) 
showed less difficulty with unexpected changes later in life when they had fewer established 
routines during childhood. To promote flexibility and reduce over-reliance on rigid routines, it 
may be beneficial to make small adjustments to routines, like changing routes travelled to a 
location or scheduling ‘?’ activities to visual schedules (see Figure 4). This technique, known as 
Flexible Scheduling, aims to strike a balance between routine and change, as completely removing 
routines can lead to increased anxiety45. 

 

Figure 4. Example of flexible scheduling 

Increasing Opportunities for Communication 

Autistic children with learning disabilities need extra support to understand what's happening 
around them, especially given the world is uncertain. For instance, when a non-autistic person 
attends a hospital appointment, they might have questions like "Who will I see?" or "How long 
will it take?" and getting answers from hospital staff can reduce anxiety. However, autistic 
individuals with learning disabilities may experience similar anxiety without having access to 
such information. Providing accessible information tailored to each child can help reduce their 
anxiety by addressing uncertainties. Communication strategies should be personalised since 
everyone communicates differently. Here are some suggested communication strategies: 

Social StoriesTM 

Social Stories46 are personalized explanations of events or experiences created by Carol Gray. 
They can be useful for explaining things like hospital visits and changes to routines. Social Stories 
include statements written in the first person, like "I am going..." or "My mom/dad/carer will 
take me...". The level of detail depends on the individual's ability level. It's best to use photos to 
describe places, activities, and things that are relatable to the child. The language used in a Social 
Story should be meaningful and avoid unnecessary words. Depending on the individual's abilities 

 

 

 

 

  

 

 

 

 

 ? 
Evening Afternoon Midday Morning 



       

17 
 

and preferences, activities can be added, such as making choices (e.g., When I go to the shop, will 
I visit the milk aisle or the pasta aisle first?),  or filling in blanks in the story blank’ (e.g.,  When I 
get to the doctors, _______ people are sitting in the waiting room). 

 

 

 

  
Figure 5. Example of a social story 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

 

 

 

 

 

I am going to the garden 

centre with my mum 

 

It has lots of plants  

 

We will go in the car 

 

 
 

Mum will put the timer on the 

number 30 

 

 

 

I am going to the garden centre 

 

I will go in the car 

 

 

I will look at the books with my 

mum 

 

Then I will go home 

 

If I feel worried I can: 

Sing my special song 

 

Squeeze my squishy 

 

We will look at the plants at 

the garden centre 

 

Then we will go home 
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Augmentative and Alternative Communication 

Augmentative and Alternative Communication (AAC) refers to the ways that people 
communicate without talking. It is reasonable to suggest that if somebody is not able to 
communicate that they are feeling distressed, or need to stop or leave a situation, that they may 
instead show their distress through behaviours that can be experienced as challenging for parents 
and caregivers to make sense of and manage. Autistic people with learning disabilities may 
therefore benefit from access to alternative ways of communicating in the absence of verbal 
speech. If an autistic person does not currently have a way of communicating ‘stop’, methods such 
as Picture Exchange Communication Systems (PECS), or Makaton signs may be useful to prevent 

anxiety from increasing in feared situations.  
 
 

 

 

 

 

 
 

What can I do to reduce my child’s anxiety? 

Decompression time 

As noted earlier, an autistic person with a learning disability may find it difficult to make sense of 
aspects of the world. In addition, factors such as sensory differences and social communication 
differences may mean that some activities and situations can take time for autistic children to 
recover from48. After going into an anxiety-provoking situation, parents or carers may wish to 
avoid placing additional demands on the person, or demands could be removed. This allows the 
person space to decompress and engage in enjoyable activities.  

 

 

 

A note on communication  

It is important to note that communication strategies can be very useful, but considerable 
support and resources may be required to aid the learning of new strategies, which are not 
always available. When communication strategies have been learned, there may be additional 
time needed to support the generalisation of the skills to new contexts, such as by providing 
consistent environmental markers (e.g. caregiver, location, time47).  If you feel that access to 
communication strategies is something significantly impacting an autistic individual, working 
with specialist Speech and Language Therapists is important for supporting them to develop 
effective communication strategies.  
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Language/communication  

Reducing verbal communication 

Families took part in interviews about their experiences of supporting their autistic child with 
anxiety49. Families reported that, regardless of the strategy they were using, it was important to 
reduce the number of words that they used to communicate to their child. Autistic people with 
learning disability are likely to have difficulty processing verbal information, and this has been 
linked to behaviours that challenge50. Therefore, it is important to use as few words as possible 
when communicating to an autistic person, particularly when they are feeling anxious. For 
example, when attending an appointment with a doctor, you could say ‘Doctor’s room now, then 
snack’, instead of ‘we’re going into see the doctor, but we won’t be there for very long and then 
we’ll get a snack’.  If a person is showing behaviour that is challenging to manage, using fewer 
words can help to de-escalate the behaviour; using lots of language during this time may lead to 
an increase in distress.  

Increasing emotional ‘literacy’ 

Many autistic individuals experience unpleasant bodily sensations when they are anxious, but 
they may not understand why or be able to express their feelings. This difficulty in 
communication, particularly for autistic individuals with learning disabilities, can contribute to 
their anxiety being expressed through challenging behaviours that are hard for parents and 
caregivers to handle. 

Educational settings often use resources like the Zones of Regulation51 and the five-point scale52 
to help children recognize and label their emotions. These tools help individuals identify and 
describe their physical sensations on a visual chart, ranging from calm to distressed. If the autistic 
person is a child attending school or receiving support from respite or residential services, 
speaking with the staff can provide insights into how they address emotions with the person. 

Using visual cues, such as showing a red card or a picture of a worried face, can be helpful to 
support autistic individuals when they are distressed, although the effectiveness of these strategies 
depends on each person's individual abilities. For individuals with better language skills, 
identifying specific sensations and using familiar language (like "bubbly tummy" or "hot hands") 
to label them may be more beneficial. Simple strategies to enhance emotional understanding 
include looking at emotion flashcards together or creating a traffic light system as a visual 
representation. 
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Self-soothing strategies 

When feeling anxious, we often engage in activities to help us feel calmer, like taking a bath or 
having a hot drink. Autistic people with learning disabilities can also benefit from similar self-
regulating strategies. They may need support in identifying helpful strategies and recognizing 
when to use them. Some people may find calming videos or music soothing, while others may use 
sensory items like squeezing a ball, chewing on a chewy tube, or self-massage. It's important to 
identify specific activities that bring calmness for the person, such as warm baths or spending 
time outdoors. 

Parents or caregivers can model these self-calming activities as a way to teach them to the autistic 
person. This modelling may need to be done consistently whenever the person could benefit from 
it. After repeated modelling, the autistic person may start using these activities on their own when 
feeling anxious or when prompted with visual cue cards. Modelling breathing techniques can be 
helpful since individuals with learning disabilities may struggle with slowing down their 
breathing correctly. There are many engaging online videos, like guided square breathing 
exercises, that can assist in teaching these techniques. It's crucial to practice new behaviours like 
breathing techniques in non-anxiety-inducing situations initially, as learning new strategies 
during high anxiety can be challenging and less successful. 

Reducing avoidance 

As discussed in Part 1 of this guide, avoiding feared situations can keep anxiety levels high. 
Helping individuals reduce avoidance is crucial for developing coping skills and reducing anxiety. 
By gradually facing feared situations, individuals can learn that these situations are not as scary as 
they initially believed, and that bad experiences may not repeat themselves. 

For non-autistic individuals without learning disabilities, a technique called "graded exposure" is 
an evidenced-based technique for reducing anxiety. This technique involves gradually 
approaching anxiety-inducing situations or objects by taking small steps over an extended period 
of time (see Case Study 2). While the evidence is limited and ongoing research is being conducted, 
initial findings suggest that graded exposure may also benefit autistic children with learning 
disabilities53. Interventions based on this approach are currently being developed54. Collaborating 
with a Clinical Psychologist or behavioural specialist is crucial for selecting appropriate goals and 
ensuring the correct implementation of the approach. It is very important that a situation chosen 
for this strategy is not one that involves high levels of sensory input which may cause an 
individual pain or discomfort, or that these factors are accounted for through guidance from an 
Occupational Therapist (see Case Study 1 in Part 1 of the guide).  
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Case Study 2 – gradually reducing avoidance and anxiety  

Anna is a 10 year old autistic girl with Down syndrome and learning disability. She is fearful of dogs 
as they are unpredictable, and this means that getting out and about in the community can be 
difficult. When she is anxious, Anna will reach to be picked up, may drop to the floor, pull at her 
own hair, or try to escape the situation. When Anna’s mum is working with a therapist to plan how 
Anna’s anxiety can be reduced in this situation, they discuss what the end goal will be. Anna’s mum 
recognises that dogs can be scary, and actually quite dangerous depending on the dog’s 
temperament. She does not think that Anna should ever have to stroke a dog if she does not have 
to, as many other people would avoid this too. However, she feels that it is important that Anna can 
walk past a dog without showing behaviours that might put herself in danger such as running away 
or into the road, or dropping to the floor.  

With the therapist, Anna’s mum makes a plan to gradually support Anna to be able to be near a dog 
briefly, within a 2 metre proximity, which would mean that she can walk past a dog on a wide 
footpath. She and the therapist discuss working initially on Anna looking at enjoyable books about 
dogs, followed by a small activity that Anna finds enjoyable and rewarding. Each step is explained to 
Anna through a social story, with a page added to the story each time she moves onto a new step. 
The next step involves watching a video about dogs, again followed by a small, fun activity. Anna 
and her mum work through more steps at a gradual pace over a number of weeks, until Anna is able 
to walk past dogs with some distance between her and the dog and her mum gradually relies on 
rewarding activities less and less. Working on this goal enables Anna to access the community more 
than previously without feeling anxious, and it also means that there is less risk of her running out 
into the road. 
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Important points for working with anxiety: 

Working with a mental health professional who has specialist training in autism and 
learning disability, such as a Clinical Psychologist, is important for correctly identifying 
the presence of anxiety, and when considering which strategies and interventions may 

be best placed to support an autistic person. If you feel that sensory differences are 
related to the anxiety experienced by the autistic person, seeking the support and 

assessment from an Occupational Therapist would be helpful, as some sensory 
strategies, such as weighted blankets (which can pose a risk of suffocation55), may not be 

appropriate depending on the person’s medical and physical needs. Support such as 
those highlighted here can be accessed in a number of ways, depending on where you 
live and what settings (e.g. educational or residential) the person you support accesses. 

These could be:  

• CAMHS (Child and Adolescent Mental Health) team 
• Specialist Learning Disability Team 

• Community Occupational Therapy Team 
• Community Paediatric Team 

• School 

In some areas, the support offered to families can be limited, and families unfortunately 
report that funding private support is sometimes needed. For 0-25 services, speaking to 
your local Special Educational Needs and Disabilities Information, Advice and Support 

Service (SENDIASS) can be helpful for finding support available in your area. 



       

23 
 

Acknowledgements 

This guide was made possible by funding from Autistica and Cerebra.    

 

 

Authors 

Jessica Hughes, Assistant Research Psychologist, Aston University. 

Ruth Roberts, Assistant Research Psychologist, Aston University. Ruth Roberts is also a 
qualified Occupational Therapist. 

Dr Effie Pearson, Research Associate, Aston University. 

Jessica Mingins, PhD Student, Aston University. 

Lauren Shelley, PhD Student, Aston University. 

Dr Rachel Royston, Research Programme Manager, University College London. 

Dr Hayley Crawford, Associate Professor, University of Warwick. 

Dr Jane Waite, Senior Lecturer, Aston University. Dr Waite is also a qualified Clinical 
Psychologist. 

Peer reviewer 

Dr Andrew Surtees, Assistant Professor and Clinical Psychologist, University of Birmingham. Dr Surtees 
is an expert in social cognition, autism and mental health.  He combines cutting-edge research on 
social understanding with practice as a Clinical Psychologist. 

Contact  

For further information or to provide feedback on this guide contact Dr Jane Waite, Aston University 
(j.waite@aston.ac.uk).  



       

24 
 

 

References 

1- Hollocks, M. J., Lerh, J. W., Magiati, I., Meiser-Stedman, R., & Brugha, T. S. (2019). 

Anxiety and depression in adults with autism spectrum disorder: a systematic review 

and meta-analysis. Psychological medicine, 49(4), 559-572. 

2- Vasa, R. A., Keefer, A., McDonald, R. G., Hunsche, M. C., & Kerns, C. M. (2020). A 

scoping review of anxiety in young children with autism spectrum disorder. Autism 

Research, 13(12), 2038-2057. 

3- Barlow, D. H. (2000). Unraveling the mysteries of anxiety and its disorders from the 

perspective of emotion theory. American psychologist, 55(11), 1247. 

4- Edwards, G., Jones, C., Pearson, E., Royston, R., Oliver, C., Tarver, J., ... & Waite, 

J. (2022). Prevalence of anxiety symptomatology and diagnosis in syndromic 

intellectual disability: A systematic review and meta-analysis. Neuroscience & 

Biobehavioral Reviews, 138, 104719. 

5- Kerns, C. M., Kendall, P. C., Berry, L., Souders, M. C., Franklin, M. E., Schultz, R. T., 

... & Herrington, J. (2014). Traditional and atypical presentations of anxiety in youth 

with autism spectrum disorder. Journal of autism and developmental 

disorders, 44(11), 2851-2861. 

6- Tarver, J., Pearson, E., Edwards, G., Shirazi, A., Potter, L., Malhi, P., & Waite, J. 

(2021). Anxiety in autistic individuals who speak few or no words: A qualitative study 

of parental experience and anxiety management. Autism, 25(2), 429-439. 

7- Edwards, G., Tarver, J., Shelley, L., Bird, M., Hughes, J., Crawford, H., & Waite, J. 

(2022). Utilising interview methodology to inform the development of new clinical 

assessment tools for anxiety in autistic individuals who speak few or no 

words. Journal of Autism and Developmental Disorders, 1-21. 

8- Goodwin, G. M. (2022). The overlap between anxiety, depression, and obsessive-

compulsive disorder. Dialogues in clinical neuroscience 17(3), 249-260. 

9- Lau, B. Y., Leong, R., Uljarevic, M., Lerh, J. W., Rodgers, J., Hollocks, M. J., ... & 

Magiati, I. (2020). Anxiety in young people with autism spectrum disorder: Common 

and autism-related anxiety experiences and their associations with individual 

characteristics. Autism, 24(5), 1111-1126. 

10- Van Steensel, F. J., Bögels, S. M., & Perrin, S. (2011). Anxiety disorders in children 

and adolescents with autistic spectrum disorders: A meta-analysis. Clinical child and 

family psychology review, 14(3), 302-317. 

11- Dugas, M. J., Hedayati, M., Karavidas, A., Buhr, K., Francis, K., & Phillips, N. A. 

(2005). Intolerance of uncertainty and information processing: Evidence of biased 

recall and interpretations. Cognitive therapy and research, 29(1), 57-70. 

12- Wehmeyer, M. L. (2020). The importance of self-determination to the quality of life of 

people with intellectual disability: A perspective. International Journal of 

Environmental Research and Public Health, 17(19), 7121. 

13- Green, S. A., & Ben-Sasson, A. (2010). Anxiety disorders and sensory over-

responsivity in children with autism spectrum disorders: is there a causal 

relationship?. Journal of autism and developmental disorders, 40(12), 1495-1504. 

14- Green, S. A., Ben-Sasson, A., Soto, T. W., & Carter, A. S. (2012). Anxiety and 

sensory over-responsivity in toddlers with autism spectrum disorders: Bidirectional 

effects across time. Journal of autism and developmental disorders, 42(6), 1112-

1119. 

15- MacLennan, K., Roach, L., & Tavassoli, T. (2020). The relationship between sensory 

reactivity differences and anxiety subtypes in autistic children. Autism 

Research, 13(5), 785-795. 



       

25 
 

16- Wigham, S., Rodgers, J., South, M., McConachie, H., & Freeston, M. (2015). The 

interplay between sensory processing abnormalities, intolerance of uncertainty, 

anxiety and restricted and repetitive behaviours in autism spectrum disorder. Journal 

of autism and developmental disorders, 45(4), 943-952. 

17- Boulter, C., Freeston, M., South, M., & Rodgers, J. (2014). Intolerance of uncertainty 

as a framework for understanding anxiety in children and adolescents with autism 

spectrum disorders. Journal of autism and developmental disorders, 44(6), 1391-

1402. 

18- Jenkinson, R., Milne, E., & Thompson, A. (2020). The relationship between 

intolerance of uncertainty and anxiety in autism: A systematic literature review and 

meta-analysis. Autism, 24(8), 1933-1944. 

19- Kinnaird, E., Stewart, C., & Tchanturia, K. (2019). Investigating alexithymia in autism: 

A systematic review and meta-analysis. European Psychiatry, 55, 80-89. 

20- Basile, E., Villa, L., Selicorni, A., & Molteni, M. (2007). The behavioural phenotype of 

Cornelia de Lange syndrome: a study of 56 individuals. Journal of Intellectual 

Disability Research, 51(9), 671-681. 

21- Salkovskis, P. M. (1991). The importance of behaviour in the maintenance of anxiety 

and panic: A cognitive account. Behavioural and Cognitive Psychotherapy, 19(1), 6-

19. 

22- Muskett, A., Radtke, S., White, S., & Ollendick, T. (2019). Autism spectrum disorder 

and specific phobia: The role of sensory sensitivity: Brief review. Review Journal of 

Autism and Developmental Disorders, 6, 289-293. 

23- Adams, D., Simpson, K., & Keen, D. (2018). School-related anxiety symptomatology 

in a community sample of primary-school-aged children on the autism 

spectrum. Journal of school psychology, 70, 64-73. 

24- Adams, D., Clark, M., & Keen, D. (2019). Using self‐report to explore the relationship 

between anxiety and quality of life in children on the autism spectrum. Autism 

Research, 12(10), 1505-1515. 

25- Bearss, K., Taylor, C. A., Aman, M. G., Whittemore, R., Lecavalier, L., Miller, J., ... & 

Scahill, L. (2016). Using qualitative methods to guide scale development for anxiety 

in youth with autism spectrum disorder. Autism, 20(6), 663-672. 

26- Ozsivadjian, A., Knott, F., & Magiati, I. (2012). Parent and child perspectives on the 

nature of anxiety in children and young people with autism spectrum disorders: A 

focus group study. Autism, 16(2), 107-121. 

27- Rodgers, J., Glod, M., Connolly, B., & McConachie, H. (2012). The relationship 

between anxiety and repetitive behaviours in autism spectrum disorder. Journal of 

autism and developmental disorders, 42, 2404-2409. 

28- Hofmann, S. G., & Hay, A. C. (2018). Rethinking avoidance: Toward a balanced 

approach to avoidance in treating anxiety disorders. Journal of anxiety disorders, 55, 

14-21. 

29- Flynn, S., Vereenooghe, L., Hastings, R. P., Adams, D., Cooper, S. A., Gore, N., ... & 

Waite, J. (2017). Measurement tools for mental health problems and mental well-

being in people with severe or profound intellectual disabilities: A systematic 

review. Clinical Psychology Review, 57, 32-44. 

30- Carr, E. G., & Owen-DeSchryver, J. S. (2007). Physical illness, pain, and problem 

behavior in minimally verbal people with developmental disabilities. Journal of Autism 

and Developmental Disorders, 37(3), 413-424. 

31- Hsieh, K., Scott, H. M., & Murthy, S. (2020). Associated risk factors for depression 

and anxiety in adults with intellectual and developmental disabilities: Five-year follow 

up. American journal on intellectual and developmental disabilities, 125(1), 49-63. 



       

26 
 

32- Richards, C., Davies, L., & Oliver, C. (2017). Predictors of self-injurious behavior and 

self-restraint in autism spectrum disorder: Towards a hypothesis of impaired 

behavioral control. Journal of Autism and Developmental Disorders, 47, 701-713. 

33- Oliver, C., Ellis, K., Agar, G., Bissell, S., Chung, J. C. Y., Crawford, H., ... & 

Woodcock, K. (2022). Distress and challenging behavior in people with profound or 

severe intellectual disability and complex needs: Assessment of causes and 

evaluation of intervention outcomes. International Review of Research in 

Developmental Disabilities, 62, 109-189. 

34- Appleton, H., Roberts, J., & Simpson, K. (2019). How is anxiety identified and 

diagnosed in individuals with autism spectrum disorder and intellectual disability? A 

scoping review. Journal of Mental Health Research in Intellectual Disabilities, 12(3-

4), 152-175. 

35- Hagopian, L. P., & Jennett, H. K. (2008). Behavioral assessment and treatment of 

anxiety in individuals with intellectual disabilities and autism. Journal of 

Developmental and Physical Disabilities, 20, 467-483. 

36- Groves, L., Moss, J., Oliver, C., Royston, R., Waite, J., & Crawford, H. (2022). 

Divergent presentation of anxiety in high-risk groups within the intellectual disability 

population. Journal of Neurodevelopmental Disorders, 14(1), 54. 

37- Russell, G., Mandy, W., Elliott, D., White, R., Pittwood, T., & Ford, T. (2019). 

Selection bias on intellectual ability in autism research: A cross-sectional review and 

meta-analysis. Molecular autism, 10(1), 1-10. 

38- Barton, E. E., Reichow, B., Wolery, M., & Chen, C. I. (2011). We can all participate! 

Adapting circle time for children with autism. Young Exceptional Children, 14(2), 2-

21. 

39- Petty, S., Bergenheim, M. L., Mahoney, G., & Chamberlain, L. (2021). Adapting 

services for autism: Recommendations from a specialist multidisciplinary perspective 

using freelisting. Current Psychology, 42, 1-12. 

40- Lowe, C., Gaudion, K., McGinley, C., & Kew, A. (2014). Designing living 

environments with adults with autism. Tizard Learning Disability Review, 19(2), 63-

72. 

41- Kapp, S. K., Steward, R., Crane, L., Elliott, D., Elphick, C., Pellicano, E., & Russell, 

G. (2019). ‘People should be allowed to do what they like’: Autistic adults’ views and 

experiences of stimming. Autism, 23(7), 1782-1792. 

42- Ayres, A. J. (1989). Sensory Integration and Praxis Tests manual. Western 

Psychological Services. 

43- Brown, C., Tollefson, N., Dunn, W., Cromwell, R., & Filion, D. (2001). Adult Sensory 

Profile [Database record]. APA PsycTests. 

44- Kuenssberg, R., Murray, A. L., Booth, T., & McKenzie, K. (2014). Structural validation 

of the abridged Autism Spectrum Quotient–Short Form in a clinical sample of people 

with autism spectrum disorders. Autism, 18(2), 69-75. 

45- Haig, E. L., & Woodcock, K. A. (2017). Rigidity in routines and the development of 

resistance to change in individuals with Prader–Willi syndrome. Journal of Intellectual 

Disability Research, 61(5), 488-500. 
46- Gray, C. A., & Garand, J. D. (1993). Social stories: improving responses of students with 

autism with accurate social information. Focus on Autism and Other Developmental 

Disabilities, 8, 1–10. 

47- Carruthers, S., Pickles, A., Slonims, V., Howlin, P., & Charman, T. (2020). Beyond 

intervention into daily life: A systematic review of generalisation following social 

communication interventions for young children with autism. Autism Research, 13(4), 

506-522. 

48- Raymaker, D. M., Teo, A. R., Steckler, N. A., Lentz, B., Scharer, M., Delos Santos, 

A., ... & Nicolaidis, C. (2020). “Having all of your internal resources exhausted 



       

27 
 

beyond measure and being left with no clean-up crew”: Defining autistic 

burnout. Autism in adulthood, 2(2), 132-143. 

49- Tarver, J., Pearson, E., Edwards, G., Shirazi, A., Potter, L., Malhi, P., & Waite, J. 

(2021). Anxiety in autistic individuals who speak few or no words: A qualitative study 

of parental experience and anxiety management. Autism, 25(2), 429-439. 

50- Park, C. J., Yelland, G. W., Taffe, J. R., & Gray, K. M. (2012). Brief report: The 

relationship between language skills, adaptive behavior, and emotional and behavior 

problems in pre-schoolers with autism. Journal of Autism and Developmental 

Disorders, 42, 2761-2766. 

51- Kuypers, L. (2011). The Zones of Regulation. Social Thinking Publishing. 

52- Buron, K. D., & Curtis, M. (2003). The Incredible 5-point Scale: Assisting Students 

with Autism Spectrum Disorders in Understanding Social Interactions and Controlling 

Their Emotional Responses. AAPC Publishing. 

53- Moskowitz, L. J., Mulder, E., Walsh, C. E., McLaughlin, D. M., Zarcone, J. R., 

Proudfit, G. H., & Carr, E. G. (2013). A multimethod assessment of anxiety and 

problem behavior in children with autism spectrum disorders and intellectual 

disability. American Journal on Intellectual and Developmental Disabilities, 118(6), 

419-434. 

54- Waite, J., Tarver, J., Pearson, E., Hughes, J., Edwards, G., Bird, M., & Greenhill, C. 

(2022). A parent-led intervention to reduce anxiety in autistic children with a severe to 

profound intellectual disability: protocol for the LADDERS pilot feasibility trial 

55- RCOT weighted blankets guide for occupational therapists. (2023). RCOT. 

https://www.rcot.co.uk/news/rcot-launches-official-weighted-blankets-guide-

occupational-therapists 
 

https://www.rcot.co.uk/news/rcot-launches-official-weighted-blankets-guide-occupational-therapists
https://www.rcot.co.uk/news/rcot-launches-official-weighted-blankets-guide-occupational-therapists

