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• Employed by Newcastle University, UK full-time; no lived experience

• Various sources of research funding – including from Autistica; NIHR, Wellcome Trust, ESRC; 
my employment is not directly reliant on funding

• I will present results from a number of research papers describing research undertaken at
Newcastle University

• I will mention some measures and interventions we have designed and evaluated; all are 
available either free of charge or on a ‘not for profit’ basis.

Register of interests
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Just a note…

Identity-first language (e.g. autistic 
people) is the preferred language of 
many people on the autism 
spectrum (Kenny et al., 2016). 

In this talk I will use identity-first 
language to reflect this preference
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Autism and 
mental health 

• Autistic people experience high 
rates of co-occurring conditions, 
including mental health 
conditions (Simonoff et al 2008)

• Today we will focus on anxiety
(but note depression, self-harm, 
eating disorders, suicidality etc… 
are also elevated in autistic 
people)
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What is 
anxiety?

• An emotional state which is characterised by 
feelings of apprehension and worry

• Often associated with physical sensations 
such as racing heart, sweaty palms, upset 
tummy, muscle tension.

• It can result in a fight or flight or freeze
response.

• Frequent anxiety can lead to low mood.
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Anxiety and 
Autism

• Anxiety is common, 50-70% (van Steensel 2015, 

Hollocks,et al., 2019, Kerns et al, 2021) – but not
inevitable

• Causes significant distress, functional 
impairment, reduced opportunities and 
leads to  poorer quality of life (Mason et al., 2018)

• Multiple and competing anxiety conditions 
are common (Trembath et al., 2012, Brice, Rodgers et al 
2021)

• Research priority for the autism community 
(Autistica, 2016)
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Types of 
anxiety 
experienced 
by autistic 
people

• Some types of anxiety are particularly 
prevalent for autistic people 

• specific phobias (Bitsika & Sharpley, 2015) 

• social anxiety (Wood & Gaddow2012, Magiati et 
al., 2015 )

• generalised anxiety (Simonoff et al., 2008) 
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But…….

• Measures developed for neurotypical 
people may not be valid for autistic 
people (Rodgers et al., 2022)

• Anxiety symptoms are not always 
consistent with DSM sub-types (Kerns et al., 
2014, 2021,  Rodgers et al., 2016)

• Complex relationship between autism 
characteristics and anxiety (White et al 2014, 
Kerns et al,  2014, Maisel et al., 2016, South & Rodgers 2017)
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Anxiety around 
routines (in the 

absence of generalised 
worry)

Unusual specific fears 
(in the absence of 

generalised 
sound/sensory 

sensitivity) 

Social fearfulness (in 
youth who lack an 

awareness of social 
judgment)

Compulsive/ritualistic 
behaviour (in the 

absence of a desire to 
prevent distress/feared 

outcome) 
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Autism specific anxiety assessments
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Anxiety Scale for 
Children – ASD 
(ASC-ASD) 
Rodgers et al 2016
• Parallel parent and child versions (24 items each)

• 4 subscales (separation anxiety, performance anxiety, anxious arousal and uncertainty)

• Preliminary evaluation indicates good reliability and validity (Rodgers et al 2016, Keen et al 
2018)

• Available in 22 languages (including Spanish)

Freely available to download at 

https://research.ncl.ac.uk/neurodisability/leafletsandmeasures/anxietyscaleforchildren-asd/
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Parent rated Anxiety Scale for ASD (Scahill et al 2019)

• 25 item parent report based on items that are anxiety provoking for 
autistic children

• Single factor 

• Suitable for 5-17 years

• Good reliability and validity
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A  framework for assessing anxiety in autism
(Kerns et al 2016)

Consider anxiety 
symptoms in the 
context of the 
child’s 
developmental 
level

01
Assess if anxiety 
symptoms cause 
significant 
impairments 
separate from 
autism traits

02
Differentiate 
anxiety from 
emotion regulation 
difficulties and 
sensory 
differences

03
Assess whether 
anxiety symptoms 
are in addition to 
traits that might be 
explained by 
autism

04
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The Anxiety Scale for Autism – Adults (ASA-A; Rodgers et al., 2019). 

Freely available from: https://tinyurl.com/Anxiety-Scale-for-Autism-Adult

Available in Spanish

https://tinyurl.com/Anxiety-Scale-for-Autism-Adult
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Personalised Anxiety Interview Supplement – Autism 
(PAIS-A) (Brice, Rodgers et al…. In prep)

• A work in progress…….

• An interview supplement that:

• Can be used alongside any clinical 
interview for anxiety for adults

• Is able to identify the triggers and 
mechanisms of anxiety that are 
key in autism

• Is acceptable and feasible to use 
with autistic people who access 
mental health services 

• Can inform personalised
treatment plans
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Autism related anxiety 
constructs

• Sensory differences

• Alexithymia

• Intolerance of 
Uncertainty

• Restricted and Repetitive 
Behaviours 
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Sensory differences and anxiety

• Approximately 90% of autistic people 
experience sensory differences (Leekam et al., 2006) 

• Anxiety related to sensory hypersensitivity is 
frequently reported (Reynolds & Lane, 2009; Green & Ben-
Sasson, 2010; Ben-Sasson et al., 2008, Lidstone et al 2014, Wigham et al 
2015,)

• Sensory related anxiety may be associated with 
uncertainty (MacLennen et al 2021, Moore et al., 2022)



From Newcastle. For the world.

Alexithymia

• Autistic people may experience 
difficulties identifying and 
describing emotions  - alexithymia 
(Kinnaird et al., 2020)

• Difficulties in identifying feelings 
associated with anxiety symptom 
severity (Oakley et al., 2020)

• Developing emotion awareness 
may be an important aspect of 
anxiety intervention programmes
for autistic people (National Institute of 
Health & Care Excellence, 2013)

https://www.cambridge.org/core/journals/psychological-medicine/article/alexithymia-in-autism-crosssectional-and-longitudinal-associations-with-socialcommunication-difficulties-anxiety-and-depression-symptoms/E682D1AC555FB579EE5247C1E9215761#ref61
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Uncertainty and 
anxiety

Autistic people tell us 
they often have 
difficulties with 
changes to routine 
and unpredictable 
and uncertain 
situations 
(Rodgers et al 2016, 2018, Moore et al 
2021, Vasa et al 2022).
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Difficulties with uncertainty & anxiety… 

• Uncertain situations are 
experienced as stressful, upsetting 
and threatening

• Uncertain events are believed 
to be negative and should be 
avoided

• Difficulties with uncertainty 
contribute to a range of anxiety 
disorders – transdiagnostic construct
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Anxiety, Uncertainty & Autism
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Repetitive behaviours 
and anxiety
• Anxious autistic people may engage 

more than usual in restricted, 
repetitive behaviours (Rodgers et al., 2012, 
Wigham, Rodgers et al., 2015, Joyce, Rodgers et al 
2017, Glod, Rodgers et al 2019, Hwang et 
al.,2020, Moore et al., 2022)

• Rigid thinking styles, and restricted 
and repetitive behaviours may make 
autistic people ‘stuck’ in anxious ways 
of thinking (Kerns et al 2014, Vasa et al 2016).



From Newcastle. For the world.

Psychological Therapies for Anxiety
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• Psychological therapies for anxiety have demonstrated mixed efficacy for 
autistic children and adults (Spain et al., 2015) and their improvement is a 
community priority (Autism Top Ten, 2016)

• To be acceptable & effective – mental health services must adapt to meet 
the individual’s needs (NICE, 2012; Walters, Loades & Russell, 2016)

• Basic/ essential adjustments to promote accessibility 
(Brice et al., 2021)

• Psychological therapies must go a step further and take into account 
autism related anxiety mechanisms (e.g. IU and alexithymia)

Psychological therapies for autistic people
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Psychosocial 
treatments 
for anxiety 
for autistic 
people

• Emerging evidence for the effectiveness of 
adapted CBT for anxiety (Sharma et al., 2021 for  
review)

• Some growing evidence for mindfulness 
therapies  (Hartley et al., 2019 for review)

Great review paper:

White, et al. Psychosocial Treatments Targeting 
Anxiety and Depression in Adolescents and Adults 
on the Autism Spectrum: Review of the Latest 
Research and Recommended Future 
Directions. Curr Psychiatry Rep 20, 82 (2018). 
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Practical 
Adaptations 
to CBT for 
autistic 
children

- Emotion recognition training 

- Mindfulness to address anxiety 
sensitivity/distress intolerance

- Relaxation strategies

- Visual supports and structured worksheets 

- A more concrete and structured approach 

- Repetition

- Video modelling, for hard to grasp concepts

- Simplified cognitive activities (e.g. multiple-
choice worksheets for teaching helpful and 
unhelpful thinking)

- Involving a parent or carer to support the 
implementation

- Incorporating interests

jacqui.rodgers@ncl.ac.uk 
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Theoretical 
adaptations
Let’s circle back to 
uncertainty……
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Higher levels of pre-
intervention IU predicted 
higher anxiety and worry 
pre and post-intervention.

Is uncertainty: the fly in the ointment?
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Higher levels of pre-
intervention IU predicted 
higher anxiety and worry 
pre and post-intervention.

Is uncertainty: the fly in the ointment?

These findings suggest that 
targeting responses to 
uncertainty may improve 
outcomes for autistic young 
people experiencing  anxiety.
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The Principles:

• We cannot make the world an 
entirely certain place

• Tackle the uncertainty mechanism

• Develop strategies to cope with 
and manage everyday uncertainty

• Reduce reliance on strategies that 
aim to reduce uncertainty 
(avoidance, over-preparation, 
impulsivity)

• Provide a personalised approach 
to coping with uncertainty

These training materials are copyrighted to Newcastle University 2020.  They must 
not be used without prior permission

Coping with 
Uncertainty in 
Everyday Situations 
(CUES©) 
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Conclusions

• Parents found CUES to be acceptable and would 
recommend it to others

• Trained practitioners were able to deliver CUES with 
fidelity to the manual

• There were no adverse events associated with the 
programme

• There was some preliminary evidence of 
improvement in functioning associated with 
uncertainty related treatment targets

The study was not fully powered and therefore we 
cannot draw conclusions regarding clinical and cost 

effectiveness.
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The Personalised Anxiety Treatment – Autism (PAT-Aⓒ) Trial

PAT-A

Understanding 
and describing 

emotions

Mindfulness 

Newcastle 
Blue Room CUES -A

Adapted CBT 
for social 
anxiety

Dr Sam Brice
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Even the most cutting 
edge therapies and 

interventions will not be 
effective

If we can’t get the person into the room… 

38
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Autistic people are more likely to experience a range of physical and mental health 
conditions

Average life expectancy 12 years lower than neurotypcial people (Hirvikoski et al., 2016)

Many autistic people face disadvantages to healthcare access 

Engagement/ satisfaction with services is often lower

Poorer treatment outcomes are common

Improving all aspects of healthcare is a research priority for the community

Autistic people need access to effective healthcare
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Are treatments being adapted?
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“Asking to grade 
feelings on a 1 to 10 

scale is 
meaningless” 

“Recognition that my feeling 
of difference might be due to 
actual difference and not 
misperceived”

“Email communication, 
communication support to 

help me open up” 

“Quieter therapy rooms.  Same 

room each session.  No pictures on 
walls/distractions.  No patterned 
carpets or upholstery.  No radio in 

waiting area.”

“the room not being so dark/hot, it was too 

quiet which increased anxiety. even holding it 
in a more casual setting instead of two chairs 
a table facing each other, which is really 

awkward”

“Clearer language. What 

am I actually being 

asked?”

“We need time and not 

medication”

“Training in Autism, 

Understanding 

Autism ”

“clearer instructions as 
what to expect including 

photos and details of 
practitioner

in advance”
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Effective communication with and by professionals and between services 
often not present

Sensory differences are not considered

Autism training often lacking in health care professionals

Complex referral pathways/ systems, lack of specialist services

Telephone triage /appointments are problematic

Change & uncertainty in services 

+Anxiety not taken into account

Adaptations not routinely on the agenda

Barriers to Healthcare
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In 
Conclusion……

• Anxiety is common for autistic people 

• Anxiety may be harder to spot using 
traditional measures

• Anxiety may be complex and multi-faceted

• Transdiagnostic constructs, such as 
intolerance of uncertainty and alexithymia 
may be important

• Interventions and support may need to be 
adapted to make them suitable for autistic 
people

• Systemic barriers to accessing healthcare 
need to be addressed
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Muchas gracias!


