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Abstract: Clinical and scientific data show a higher risk of adverse events and
trauma in people with an autism spectrum disorder (ASD). These experiences are,
however, often undiagnosed and untreated in autism. Diagnosing trauma- and
autism-related symptoms is complicated due to the overlap between these two.
Several pitfalls and points of attention can be mentioned. This chapter highlights
the importance of recognizing trauma-related symptoms at an early phase and
start of trauma treatment. It also provides an overview of the current knowledge
about the feasibility and effectiveness of treatment of trauma-related symptoms in
people with ASD. Simultaneous training of self- and emotion regulation skills,
taking into account autistic features, is recommended.
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INTRODUCTION

Adverse events, trauma and their consequences are frequently overlooked in peo-
ple with autism spectrum disorders (ASD). At the same time, people with ASD are
at increased risk of repeatedly experiencing such events (1), leading to underdiag-
nosis and undertreatment of trauma-related symptoms. Conversely, emergent
co-morbid problems may mask autism-related symptoms. This chapter provides
information about prevalence of exposure to adverse events, trauma, and post-
traumatic stress disorder (PTSD), and discusses possible explanations for
overlooking of adverse events and trauma in people with ASD. Throughout this
chapter, the term ‘trauma’ will refer to the DSM-5 definition of trauma and requires
“actual or threatened death, serious injury, or sexual violence” (2). The descrip-
tion of adverse events refers to experiences that can result in PTSD symptoms but
does not meet the criteria for PTSD.

There is a growing body of research that pertains to the prevalence of exposure
to adverse events and trauma in children with ASD, and the consequences in
terms of physical and mental health (3, 4). For example, in a population-based
study, it was found that children with ASD reported a significantly higher level of
exposure to neighborhood violence, parental divorce, traumatic loss, poverty,
mental illness and substance abuse in the family. These situational indicators of
stress and trauma experienced by the family are called adverse childhood experi-
ences (ACE) and the probability of reporting one or more of them was higher in
children with ASD compared to children without ASD (3).

This difference is especially pronounced in lower income families (5). Also,
adults with ASD are exposed to a significantly greater number of adverse events in
comparison with individuals without ASD. This has been described as a
vulnerability to negative life experiences, which is suggested to be an important
factor in the development of co-morbid mental health conditions such as anxiety
and depression symptoms (6). Common adverse events with a major impact are
loss of study and work, and bullying (6, 7). In clinical practice, we see a chronic
mismatch between the needs and possibilities of the person with autism, as well
as difficulties facing up to the expectations of family and treatment providers.
Individuals in whom autism is diagnosed at a later age are most at risk of these
chronic mismatch (8).

Exposure to adverse events and trauma does not automatically result in PTSD
and has been found to be associated with many other forms of psychopathology,
with the strongest link to anxiety and depression (6, 9). Anxiety and mood
symptoms were found in 50-70% of children and adults with ASD (10, 11, 12).
One study showed that nearly 90% of youth with ASD and clinical-level mood
symptoms reported at least one trauma, compared to 40% of those without mood
symptoms (13). Adverse events partially explain the higher rates of anxiety
and depression symptoms and lower life satisfaction in adults with ASD com-
pared to non-autistic adults (6). Thus, in individuals with ASD there seems to be
a strong association between exposure to adverse events and trauma and the
presence of anxiety and depressive symptoms.

A proportion of people who experience trauma develops symptoms appropri-
ate to post-traumatic stress disorder (PTSD). In children and adolescents with
autism, PTSD appears to occur at a similar or higher rate compared to the general
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population (7). Adults with ASD are more than four times likely to be diagnosed
with PTSD than adults without ASD (6). Thus, there are indications of a higher
prevalence of exposure to traumatic events and post-traumatic stress disorder
(PTSD) in children and adults with ASD. Children and adults with ASD and
intellectual disabilities are especially at risk for exposure to adverse events and
trauma (14).

Above-mentioned issues regarding trauma and ASD are illustrated using a case
study that follows below.

CASE STUDY

Beline is a 25-year-old woman with autism. She has been seeing social workers
since the age of 13 and has followed various (clinical) treatments aimed at mood
and anxiety symptoms and eating problems. She was diagnosed with ASD only
recently. She lives with her parents and brother and has had no further education
or work after graduating from high school. She always felt excluded by other
pupils at school. At the time of her admission to a specialized outpatient autism
clinic when she was 25 years old, mood and anxiety symptoms were prominent.
She also had a negative and empty self-image. In daily life, she experiences prob-
lems around daily activities, social contacts, and home situations.

AUTISM SPECTRUM DISORDER AND TRAUMA

Traditionally, autism has been associated with three cognitive styles: a limited
theory of mind, weak central coherence, and executive functioning disorders.
Recently, however, the enactive approach for autism, coined by Klin in 2003 (15),
has shown to be helpful in understanding where difficulties originate from. The
enactive approach has its origins in phenomenology and encourages one to view
the world as the individual with autism experiences it (16). This requires exploring
how someone makes sense of what goes on around him and how that subsequently
directs his activities. Sense-making depends to a certain extent on innate qualities
like sensory processing (17). For example, when the neurological threshold is low,
sounds may be experienced as painful by individuals with autism, which influ-
ences the sense-making process. The way people with autism understand the
world can therefore differ from the shared opinion, which may provoke negative
feedback, conflict, or ridicule. This, in turn, will influence the way the person
with autism regulates his activities in the environment, which will manifest in
behavior. In other words, behavior as we see it originates from the phenomeno-
logical experience of the world, which may differ from that of persons without
autism. This explains why events that would generally not be considered as
traumatic may impact as such in people with autism.

Experiencing adverse events and trauma more frequently, combined with a
genetic vulnerability when it comes to self-regulation and sense-making, make
people with autism more susceptible to the psychosocial consequences of
experiencing adverse events (18). Wood and Gadow (19) hypothesized that
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autism-related sensory hyperreactivity to everyday stimuli, social confusion, mis-
understanding, and rejection by others might lead to baseline elevated anxiety
levels, affecting resilience to cope with stressors. A possible consequence is a
severe overload in (young) adults with autism and their family and friends. This
can lead to a range of additional problems in the areas of attachment, identity,
anxiety, and mood symptoms and subsequently a maladaptive way of regulating
themselves through, for example, compulsive behavior, restrictive eating, socially
isolating themselves and/or substance use.

UNDERDIAGNOSIS AND UNDERTREATMENT

As mentioned before, certain stressful events, such as bullying, do not meet the
definition of trauma as described in the DSM-5. Patients reporting these experi-
ences are not formally diagnosed with PTSD, and mostly trauma treatment is not
provided. In addition, because of a different sense-making, negative events, which
people without autism merely see as unpleasant, can be experienced as upsetting
or even traumatic by people with autism. Conversely, disturbing or traumatic
events experienced by people without autism may not be experienced as traumatic
in people with autism (13). Also, people with autism do not always recognize
when situations are unsafe, and they are less inclined to share their experiences
spontaneously with others (20). These factors increase the risk of underdiagnosis
and under-treatment of traumatic symptoms in people with ASD. This is com-
pounded by a phenomenon called diagnostic overshadowing: symptoms attributed
to autism may be stress reactions to traumatic or other adverse events. For exam-
ple, hyperarousal (a symptom of PTSD) overlaps with autism-related sensory
hyperreactivity. Feelings of detachment from others (a symptom of PTSD) partly
overlap with deficits in social-emotional reciprocity associated with autism. An
impaired ability to mentalize and recognize emotions is observed in both people
with PTSD and in people with autism. In conclusion, trauma, adverse events,
stressful events and trauma-related symptoms may be overlooked or overshadowed
by autistic features or other psychopathology and therefore remain untreated.
Conversely, autistic features may also long be overlooked or overshadowed by
co-morbid problems such as trauma-related symptoms.

If the impact of traumatic events is recognized, however, there is still a risk of
undertreatment due to insufficient availability of therapists who understand
trauma and autism. If the impact of traumatic events is only recognized at an adult
age, there are often serious additional problems in (young) adults. Because of this,
trauma treatment becomes more difficult or is not seen as feasible, which leads to
a vicious circle.

TREATMENT METHODS

Little is known about the feasibility and potential effectiveness of treatment of
trauma in individuals with ASD and trauma-related symptoms. This may partly be
caused by the problem of overlooking and overshadowing as mentioned above.
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Another impeding factor may be that people with ASD are often excluded from
participating in research (21). This section gives an overview of what is known
about treatment of trauma in autistic children and adults with and without intel-
lectual disabilities.

Eye Movement Desensitization and Reprocessing (EMDR) therapy, Cognitive
Behavioral Therapy (CBT) with a trauma focus, and Prolonged Exposure are
strongly recommended for the treatment of adults with PTSD. Secondly, standard
recommendations for the treatment of adults with PTSD are CBT without a trauma
focus, guided internet-based CBT with a trauma focus, Narrative Exposure
Therapy and Present-Centred Therapy. Emerging evidence comes from newer
interventions such as Virtual Reality Therapy (22).

EMDR therapy is an individual therapy originally designed to alleviate the
negative feelings associated with the traumatic memories (23). During EMDR ses-
sions the patient attends to emotionally disturbing material in brief sequential
doses while at the same time focusing on external stimuli. Distracting stimuli can
vary from the most common used lateral eye movements to a variety of other
stimuli including audio stimulation, hand tapping, and making calculations.
Shapiro suggested that EMDR treatment facilitates the access to the traumatic
memory network so that information processing is enhanced, while new associa-
tions are forged between the traumatic memory and more adaptive memories or
information. The internal and external triggers are desensitized and thereby
trauma related symptoms are alleviated (23).

Data on the application and effectiveness of trauma treatment in children and
adults with autism are scarce. Preliminary findings from a few case reports suggest
EMDR therapy for PTSD to be feasible and potentially effective for children and
adults with ASD also in case of comorbid intellectual disabilities (24, 25).
Controlled studies are lacking. Only one controlled study has been published that
describes the feasibility and efficacy of EMDR for trauma-related symptoms in
adults with autism (8). Results showed a significant reduction of symptoms of
post-traumatic stress (measured with the Impact of Event Scale-Revised, IES:
d=1.16, Figure 1), and a variety of other mental health problems among which
severity of autistic features (measured with the Social Responsiveness Scale-Adult
version, SRS-A: d=0.39, Figure 2). The positive results were maintained at
follow-up. The results suggest EMDR therapy added to TAU (treatment as usual)
to be a feasible and potentially effective treatment for individuals with ASD who
suffer from the consequences of exposure to distressing events. It should be noted
that the study was based on a small sample of participants (n=21).

The significant reduction of autistic features concerning social motivation and
communication following EMDR therapy, and at follow-up, albeit with a small
effect size, is remarkable. A possible explanation for this finding might be that the
clinical manifestation of autistic symptoms decreases when individuals with ASD
experience less trauma-related stress and psychological distress. Hence, it is con-
ceivable that trauma-related symptoms are a moderator for the severity of ASD
symptoms, such that exposure to trauma and other adverse events exacerbate
autistic core features. Another possible explanation for the observed reduction of
autistic features in the study is diagnostic overshadowing: symptoms of PTSD can
be masked by symptoms of autism, therefore symptoms of PTSD, previously seen
as features of ASD, might have declined as a result of EMDR therapy (8).
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Figure 1. Mean scores IES-R at four moments in time. Post-traumatic stress burden measured
with the Impact of Event Scale-Revised (IES-R). T1, 6-8 weeks before, and T2, at the start of
EMDR treatment. T3, End of EMDR treatment (weekly for eight weeks), and T4, after 6-8
weeks follow up period.
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Figure 2. Mean scores SRS-A at four moments in time. The level of self-reported problems in
social communication and interaction, measured with the Social Responsiveness Scale-Adult
version (SRS-A). T1, 6-8 weeks before, and T2, at the start of EMDR treatment. T3, End of
EMDR treatment (weekly for eight weeks), and T4, and after 6-8 weeks follow up period.
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CBT with a Trauma Focus (CBT-T) includes all treatments aiming to alleviate
trauma related symptoms by addressing and changing the thoughts, beliefs, and
behavior. CBT-T includes doing homework, psycho education, and doing behav-
ioral experiments such as exposure and working on stress management (22). For
the treatment of children with PTSD it has shown to be important to involve the
caregivers to strengthen caregiver-child relationships (22). Modified versions of
CBT interventions may result in reduced trauma symptoms in people with ASD
(26). Preliminary recommendations of adapting current trauma focused cognitive
behavioral therapy for patients with ASD are provided (26). The most important
adaptions are to limit assessment and interventions relying on verbal language
and abstract reasoning. Reliance on the verbal report of a patient with ASD during
exposure to a traumatic event may be challenging because of a different sense
making. It is important to use multiple reporters (e.g., caregivers, parents).
Providing concrete descriptions can be helpful and combining oral speech with
visual representations. Furthermore, attention should be paid to generalizing new
skills in different settings (26).

Prolonged Exposure is a type of CBT during which the patient with PTSD is
helped to confront his traumatic memory by using a verbal narrative technique
that involves detailed retelling of the traumatic experience that is then recorded
and listened to on a repeated basis with the goal of habituation (22). This is com-
bined with real life (in vivo) exposure to fear-evoking situations, also with the aim
of habituation. It is recommended to make a step-by-step plan in a structural way.
External rewards are essential when conducting in vivo exposure with people
with ASD (26). It may be necessary to modify the rating scale to measure distress
during exposure, e.g., by providing clear examples of different ratings along with
personalized cues. The therapist may also rate the severity of the symptoms during
the exposure (26).

Narrative Exposure Therapy (NET) is based on CBT. The therapist guides the
patient in the development of a chronological, autobiographical narrative of his
life including the most significant positive and negative events. Emotional
processing is facilitated by using CBT techniques. Especially the difficult moments,
such as traumatic events will be discussed in detail. The aim is to process
overwhelming experiences and alleviate trauma related symptoms (22). There
are, however, no research data available about NET in adults with autism.

Present-Centred Therapy, recommended as the second best in the treatment of
PTSD symptoms, targets daily challenges related to trauma symptoms. It consists
of psycho-education about PTSD symptoms and its effect on daily life, training
effective strategies to deal with daily challenges and homework to practice new
skills (22). No research data are available about Present-Centred Therapy in adults
with autism. From clinical practice it is however known that identifying daily
challenges and developing self- management skills are essential elements of the
treatment of people with ASD.

CASE STUDY: TREATMENT COURSE

Belines outpatient treatment started with psycho-educational therapy.
Subsequently, the psychological treatment focused on emotion regulation,
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including affect-education, training in the use of a phased crisis plan, and reduc-
ing anxiety. During the treatment, the severity and complexity of her complaints
became increasingly clear, and it became more difficult to include her surround-
ings in this. Never-mentioned negative experiences came up during the treatment
sessions, such as bullying, sexual assault, and experiences of confinement during
earlier admissions. A start was made with EMDR. Because of Beline’s difficulty in
putting her experiences into words, the therapist and Beline decided to visualize
her experiences by making drawings of them. After the first EMDR sessions, the
tension increased enormously. At that time, there were several changes and disap-
pointments. Suicidality, which could not be accurately assessed, played a role in
deciding that the EMDR treatment in an outpatient setting could not be continued.
Admission to an enclosed ward of a general psychiatric clinic followed. Since
then, it has not been possible to find a suitable treatment setting for Beline.

At the general psychiatric clinic, most of the team members did not have any
experience with working with people with an ASD. Furthermore, the noisiness
and unstructured daily rhythm at the clinic had a negative effect on Beline’s status
and her suicidal behavior increased. Not only Beline but also the nurses were
overloaded which resulted in moving from clinic to clinic.

POINTS OF ATTENTION AND PITFALLS IN THE DIAGNOSIS
AND TREATMENT OF TRAUMA IN AUTISM

Trauma history and associated trauma-related symptoms should be routinely
questioned at the diagnostic stage in people with autism, considering their limita-
tions in social communication. That what is not explicitly asked often remains
undisclosed. A helpful instrument is the Diagnostic Interview Trauma and
Stressors for individuals with mild intellectual impairment, (DITS-LVB [Dutch],
(27) because of the concrete, visualized, and structured way in which potentially
traumatic events and trauma-related symptoms are questioned.

Once severe impairments in self- and emotion regulation are present, like sui-
cidal and self-harming behavior, it is crucial to train adaptive regulation skills
systematically before and during trauma treatment. Dialectical Behavior Therapy
offers a treatment philosophy for this purpose that is currently being scientifically
investigated in adults with autism. An autonomy-promoting policy that is uncon-
ditionally supported by the patient, family, and care system is essential because of
a risk of parallel processes, such as the repetition of overly exclusive relationships
with the patient or the constant taking over of control. Therefore team-wide
consensus about treatment policy is relevant. Without paying special attention to
this, treatment lines and teams can fall apart.

CONCLUSION

Early recognition of traumatic experiences and early treatment of their
consequences is very important. Particularly in the case of late recognition and
treatment, training of self- and emotion regulation skills is crucial in addition to
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the treatment of trauma in a context that considers several aspects of autism. The
different forms of treatment of trauma described in this chapter are needed to be
further investigated in people with ASD. This can be helpful to improve our
understanding of the factors that play a role in the treatment of choice.
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