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«Philip»



«Philip»



So why didn’t we see it?
• We did not consider trauma and abuse, and we did not ask him

• Did not consider it as a hypothesis
• Lack of available assessment tools and strategies
• Interpersonal sensitivity

• He tried to tell us – indirectly
• Communications of distress
• Unusual sexual topics
• Reluctant to be discharged

• Possible signs of abuse were attributed to ASD or depression
• Irritable
• Angry outbursts
• Guarded and anxious
• Guild and shame
• Few expressions of joy



What is trauma?
• Trauma-related disorders, including PTSD, have their origins in the 

physiological system regulating responses to perceived danger and 
need for self-protection in all mammals (van der Kolk, 2014)

• Trauma-related disorder – when the immediate reaction to perceived 
danger does not pass

• «Damage to the safety system of the body and the mind»

• Recognition of trauma and PTSD in autistic people with intellectual 
disabilities is vital in order to provide appropriate and sufficiently 
adapted services (e.g. Truesdale et al., 2019; Rich et al., 2021)



So what would that look like? (van der Kolk, 2014)

• Intrusion (altered memory processes for the event(s))

• Altered arousal/reactivity

• Persistent avoidance

• How would these phenomena appear in autistic people with 
intellectual disabilities?
• Limitations in verbal language skills, smaller repertoire of coping strategies, 

difficulties regulating emotional reactions, depending on others in their daily 
lives





PTSD in the DSM-5
• A: Exposure to actual or threatened death, serious injury, or sexual 

violence

• B: Intrusion symptoms (intrusive memories/flashbacks)

• C: Persistent avoidance of stimuli associated with the traumatic event(s)

• D: Negative alterations in cognitions and mood associated with the 
traumatic event(s)

• E: Marked alterations in arousal and reactivity associated with the 
traumatic event(s)
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E: Marked alterations in arousal and reactivity 
associated with the traumatic event(s)
• Most easily observable symptom(?) – «Driven and tense, stressed out 

and anxious»

• Hypervigilance («guarded»), irritability, anger outbursts, sleep 
difficulties, restlessness, difficulties concentrating, episodes of panic

• «Challenging» behaviours, as measured using the Aberrant Behavior 
Checklist (see also Rittmannsberger et al., 2020; Mehtar & Mukaddes, 2011; Brenner et al., 
2018)



D: Negative alterations in cognitions and mood 
associated with the traumatic event(s)

• The other easily observable symptom

• Manifestations affected by intellectual ability and social cognition

• Sceptical of other people, negative social interpretations

• Lack of initiative/joy

• Negative feelings



C: Persistent avoidance of stimuli associated 
with the traumatic event(s)
• More challenging to recognise, and seem to manifest in a wider range of 

ways in this population
• Specific avoidance, as described in the diagnostic criteria
• Overgeneralisation of avoidance
• Apparent lack of planned avoidance

• May be challenging for others to understand that it is associated with the 
traumatic event

• Criteria for PTSD in young children does not require avoidance (APA, 2013; 
see McCarthy, 2001)



B: Intrusion symptoms (intrusive 
memories/flashbacks)
• No «behaviour equivalents» – challenging to identify

• Possible behavioural manifestations:
• Co-occurring changes to reponsivity and arousal
• Behaviour that does not fit in the context, unusual for the person. May be minor and 

subtle, may be agressive and self-injurious behaviours
• «Re-enactments» - verbal, behavioural

• The reported manifestations are similar to «dissociative flashbacks» (DSM-5). 
«Milder» versions not reported. Why?

• How do we understand that something is an intrusion and not happening in the 
moment? What level of mental development is necessary to make this inference?



A: Exposure to actual or threatened death, 
serious injury, or sexual violence

• We may not know what has happened (e.g. Philip)

• We may not understand that something was traumatic for the person

• How accurate are proxy ratings of distress? (e.g. Scott & Havercamp, 2018; 

Andresen et al., 2001; Dalhaug et al., 2022)



Challenges

• «If we do not look for it, we do not see it» - requires thorough assessment

• The most easily observable symptoms are non-specific and may easily be 
misattributed to anxiety, depression, autism, or «challenging» behaviours

• Diagnostic complexity (e.g. additional co-occurring mental disorders, 
sensory disabilities)

• PTSD symptoms making assessment more challenging (e.g. irritability and 
diagnostic self-report)



Challenges
• Using «challenging behaviour» as a diagnostic conclusion without further 

exploration and assessment

• Failure to explore idiosyncratic communication, including unusual sexual 
and violence-related utterances

• Lack of assessment tools

• Use of proxy report is not interchangeable with self-report and may be 
problematic
• No direct access to subjective, psychological phenomena (e.g. flashbacks)
• «associated with the traumatic event(s)» – easier to make an anxiety diagnosis 

(Kildahl et al., 2021)
• What if the proxy informant is also the perpetrator?



So how do we recognise it?
• Changes in behaviour: Particular attention to restlessness, irritability, new 

or worsened «challenging» behaviours, self-injurious behaviours

• Comparing the person to themselves over time, not making general 
inferences  based on others in the same population:
• There is “a risk that behaviours that are not a part of the specific individual’s ASD 

presentation, but have developed later as a response to insufficient care conditions, 
are interpreted as relating to the ASD only because they may present as ASD 
symptoms in other individuals” (Kildahl et al., 2019)

• Using multiple informants, multiple instruments, clinical observation, 
emphasizing change

• Remind yourself that it happens: «You won’t see it until you believe it». Ask 
about trauma and explore trauma histories (e.g. Kildahl & Jørstad, 2022)



A different set of traumatic events? –
«Joseph» • Events not featured in conventional 

trauma assessment tools
• Coercion

• Negligence in services

• Trauma history + behavioural 
measures (using a timeline)

• Assessment possible in autistic 
people with severe ID and limited 
verbal language skills!



Conclusions
• The most easily observable symptoms are non-specific signs of stress 

responses, including anxiety, «depressive» symptoms, and 
«challenging» behaviour

• Risk of diagnostic overshadowing is substantial – including 
misattributing PTSD symptoms to autism, anxiety/depression or 
«challenging» behaviours

• Are we so used to seeing autistic people with intellectual disabilities 
having stress responses, that we have started to think of it as inherent 
to autism? And is it really?



Thank you for your attention!



• https://oslo-universitetssykehus.no/fag-
og-forskning/nasjonale-og-regionale-
tjenester/nasjonal-kompetansetjeneste-
for-utviklingshemning-og-psykisk-helse

• www.facebook.com/NasjonalKUP

• NKUP@ous-hf.no

• Newsletter (in Norwegian): 
https://ext.mnm.as/s/4163/11881
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