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Autism research is primarily targeted toward children and at normalizing autistic traits. We conducted a literature review 

of computing research on adult autism, focusing on identifying research priorities set by autistic adults and their allies, 

determining participation levels, identifying how autism is conceptualized, and the types of technologies designed and 

their purposes. We found: 1) that computing research in adult autism is neither representative of older and non-binary 

adults nor of autistic adults living outside the USA and Europe; 2) a lack of technologies geared towards the priorities set 

by autistic adults and their allies, and 3) that computing research primarily views adult autism as a medical deficit and 

builds design solutions and technologies that follow this marginalizing narrative. We discuss the status quo and provide 

recommendations for computing researchers to encourage research built on user needs and respectful of autistic adults. 
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1 INTRODUCTION 

Throughout this paper we choose to use the term autistic instead of person with autism as the majority of 

autistic adults in the European region prefer an identity-first language [1-3] as it is felt that person-first 

language may accentuate stigma [2]. We acknowledge that colleagues in the United States of America and 

other countries and cultures where person-first language is preferred might find this jarring. 

Autism is a lifelong disability
1
. It is estimated that 1% of the global population is autistic [4]. However, 

this figure is known to be an underestimation because it is specific to high-income countries and because 

autism diagnosis remains inaccessible to many adults globally [5]. An autistic person experiences the world 

and interacts with others in differently than most of the human population [6]. In turn, this means that how 

autistic people interact with technology, especially technology that aids human-to-human interactions, will 

be different to non-autistic people. 

Spiel [7] has recently reviewed the agency of autistic children in technology research. They described 

how most research is driven by external goals of non-autistic researchers, making autistic children secondary 

to the direct beneficiaries of such research (who range from teachers to parents or other non-autistic 

                                                           
1 “If you say I have special needs, I‟ll assume you‟re referring to my need for fresh-picked figs. I‟m a Californian & this is non-

negotiable. But if you‟re not referring to figs, then just say the word: #disabled. Euphemisms only fuel ableism. #Disability is not a dirty 

word.” Haben Girma (https://twitter.com/habengirma/status/1433883995104681986?lang=en-GB) 

http://crossmark.crossref.org/dialog/?doi=10.1145%2F3635148&domain=pdf&date_stamp=2024-01-24
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stakeholders) [7]. This review demonstrates the focus of research on the discomfort and challenges faced by 

non-autistic people (mostly adults), rather than the needs and wants of autistic children. They contributed 

guidelines to consider children‟s agency in computing research. This demonstrates that   historically 
researchers have not used a positive autism framing for their research with children. Instead, the predominant 

narrative continues to focus on correcting, othering and normalizing children [7, 8] and infantilizing autistic 

adults [9, 10]. Other work that has written further about normalizing technologies applied to autism. 

Wearable technologies for autism interventions underrepresent sensory and motor integration, executive 

function, emotion regulation and communication [11]. Furthermore, it is unclear if the priorities of current 

computing research align with the research priorities agreed by the autistic community and their allies [12, 

13]. 

In contrast, there are a growing number of autistic and non-autistic researchers who have slowly begun to 

influence and challenge some of the deficit-focused, infantilizing and ableist
2
 narratives that surround much 

of the autism research in computing research and research more generally [7, 15-20]. Their efforts focus on 

promoting fair, accountable, positive, ethical, inclusive, and relevant computing research in autism. 

However, despite the progress being made, much still needs to be improved in the way autism is portrayed in 

research publications and how research priorities are set, particularly in the field of computing. A previous 

critical review explored common practices and problems in user experience studies involving autistic 

individuals of any age  from 2010 to 2016 [21]. Only 22 out of the 98 reviewed papers involved autistic 

adults, the other studies focused on non-specified age, preschool, children, and adolescents. The review 

recommended that future studies should better understand their audience, familiarise all actors with the 

product and the study, and develop more concrete plans [21]. B. Çorlu, Taşel [21] also noted that better 

reporting of participants characteristics and learning was needed, after performing research in this topic. It is 

worth noting that 75% of computing research utilises western participants residing in industrialised rich and 

democratic countries [22]. It follows that existing  autism computing research may also be not representative 

of autistic people living in low resourced settings.  

It is not clear how much positive autism awareness and acceptance has impacted computing research 

relevant to adults, but we know that publications regarding autistic children and their carers or personal 

assistants and parents has not improved significantly, as shown by the recent critical reviews [7, 9, 10, 12, 

13]. This paper builds on past reviews by focusing on a persistently under explored population: autistic 

adults older than 20 years old. We also focus on a database that is heavily favoured by most computing 

research authors (The ACM Guide to Computing Literature), a choice that we find dubious because no 

rigorous past work has scrutinized how adult autism is conceptualized in such database. We contribute a 

detailed account of how adult autism research priorities are largely under researched by computing research. 

Complementing previous work, our literature review focuses on the purpose and topics of researched 

technologies and their subsequent effectiveness and validity. Finally, we uncover how the conceptualization 

of autism affects research decisions pertaining to methods, research phases and participation levels of autistic 

adult participants in computing research. We will begin by explaining adult autism as a disability, the latest 

                                                           
2 Ableism is a value system based on functioning, appearance and behaviours that are considered as standard to live a fulfilling life e 

(Special Rapporteur on the Rights of Persons with Disabilities, 2019). It is also the conception of a perfect body with the implications 

that disability is the loss of ableness (Campbell, 2019). 
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knowledge regarding the lived experiences of autistic adults. We will also summarize past work in 

technology and adult autism. We will then explain the methodological approach and the purposes of the two 

studies performed in this work. We will engage with the questions of whose research agenda is effectively 

been sought and whether autistic have agency in such research. We close with recommendations for 

computing researchers to reflect on what the adult autism research priorities and how their fulfilment -or lack 

of- situates adult autism computing research against the “nothing about us with us” stance [23, 24]. 

2 BACKGROUND 

2.1 Disability and autism concepts 

Disability is a complex experience that indicates an interaction between features of a person‟s body and 
features of the society and environment in which they live [25]. Therefore, disability is also an umbrella term 

that covers impairments, activity limitations and participation restrictions [25]. Where impairment is a 

disruption in body function or structure, activity limitation is a difficulty encountered when trying to execute 

a task or action and participation restriction is a challenge experienced when involved in life situations [25]. 

Approximately 15% of the human population has a disability [25, 26]. In this background section we will 

unpack disability and neurodiversity paradigms and other concepts which are considered paramount in 

modern autism research. 

2.1.1 Disability paradigms applied to autism 

The medical model of autism originated from diagnostic tools and guidelines that work from clinical deficit-

based models. These models are designed with a discourse that promotes the idea that autistic individuals are 

collection of deficits and a minority population that needs to be cured, controlled, and prevented (in line with 

historic eugenic approaches to disability). Psychology has a role in defining, measuring, and supporting 

autistic people. However there is no psychological theory able to describe all autism traits adequately and 

thus there is no single universal standard of diagnosis and care in autism [27]. The Diagnostic and Statistical 

Manual of Mental Disorders is a product of the American Psychiatric Association (APA) in the USA, the 

latest version is DSM-5, released in 2013 and the past version is DSM-4. The DSM-5 introduced autism 

spectrum disorder as a single disorder that combines four previously separate disorders in the DSM-4. As a 

consequence, Asperger‟s syndrome
3
 is not listed separately in the DSM-5. The Autism Diagnostic 

Observation Schedule (ADOS) is a diagnosis protocol that uses structured and semi-structured social 

interaction tasks between an examiner and the person being assessed. The first version of ADOS was 

published in 1989 and designed based on a sample of children between 6 and 18 years old  [29] and was 

followed by a second edition released in 2012 (ADOS-2) that is meant to be relevant to individuals from 12 

months through adulthood [30]. 

The social model of autism proposes that society‟s perceptions and judgements exacerbate or ameliorate 

autistic behavior and cognition, where cognition shapes autism observable features, which in turn influence 

society‟s perceptions and judgements of autistic people [27]. While the social model of disability is more 

                                                           
3 Historical evidence shows that Hans Asperger, that created the term „Asperger‟s syndrome‟, worked with the Nazi regime and 
organizations that publicly legitimized race hygiene policies like forced sterilizations and child euthanasia (Czech, H., 2018).  
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humane to people with disabilities and recognizes the role of society in the topic of disability, it does not 

fully incorporate contextual features and flexibility required for people with invisible disabilities that also 

have physical traits, like sensory sensitivity of autistic people. This aligns with the larger criticism of medical 

vs social dichotomies of disability advanced by more recent byo-psycho-social models [31]. 

The UN Convention on the Rights of Persons with Disabilities has provided a human rights model of 

disability which states that disability results from human interactions, attitudinal barriers and environmental 

barriers that hinder the full and effective participation in society on an equal basis with others [32]. The 

UNCRPD marked a shift in thinking about disability from a social welfare and medical concern to a human 

rights issue that admitted that barriers and prejudices created by society are themselves disabling [32]. 

2.1.2 Neurodiversity, neurodivergence and complementary cognition 

Judy singer is a sociologist that coined the word neurodiversity in her doctoral work in 1998 [33]. 

Neurodiversity is a term that represents the diversity in neurology in the human species. Neurological refers 

to the nervous system, which includes our brain and the nerves in all our body. Judy Singer coined the term 

Neurodiversity as a political term aimed at protecting the undeniable diversity of cognition of the human 

species and for it to be used as a paradigm for social change [34]. Diversity is a measurement of the level of 

variability of a specific characteristic in a specific population (for example, flora, fauna, objects, humans) 

[34]. Hence, diversity is not a measurement that can be applied to a single individual in a population, in other 

words, saying that an individual is neurodiverse is incorrect. Neurodiversity refers to both strengths and 

disability. Not recognizing this complexity leads to misinterpretations of the term neurodiversity, which 

distorts and over-simplified arguments about autism [35, 36]. Approximately a quarter (25%) of the human 

population is neurologically different or neurodivergent compared to most of the human population with 

typical neurology (75%), also called neurotypical. The most common presentations of neurodivergence have 

been labelled as disorders following the medical model of disability; these are autism, attention deficit 

(hyperactive) disorder and dyslexia. 

More recently, Taylor, Fernandes and Wraight [37] suggested that the human species has adapted and 

evolved cognitively to complement each other through cognitive specializations and effective collaboration. 

That is, we are meant to work together leveraging our different cognitive abilities. Yet, humans have created 

cultural systems and practices that undermine our complementary cognitive capacity as a species [38], such 

as neurotypical social impositions and diagnostic labels for learning and neurodevelopmental disorders. In 

the next section, we explain what autism strengths are and how they complement the strengths of the 

neurotypical majority. 

2.1.3 Autism 

Autism is experienced as a constellation of traits and often alongside other neurodivergent traits and mental 

health problems. Autism is better understood as a multidimensional constellation of traits because traits 

change throughout the day with fluctuating support needs. Autism does not fit a linear spectrum because 

autism is experienced dimensionally and heterogeneously [27, 39]. Once one has met one autistic individual, 

they have met one autistic individual – which is true for other disabilities – because autism varies widely 

across individuals. Other typically accompanying diagnoses may be attention deficit hyperactive disorder 

(ADHD), dyslexia, dyspraxia, dysgraphia, alexithymia [40], dyscalculia, interoception impairments, 
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intellectual disability and more [27]. Accompanying mental health problems could be depression, anxiety, 

post-traumatic stress disorder and more [27].  

Autism characteristics can be disabilities or abilities depending on the situation and context. For example, 

sensory sensitivity or sensory processing differences in the visual, hearing, tactile, olfactory, gustatory, 

vestibular, proprioceptive and interoceptive domains can be enjoyable but also overwhelming [41-43]. Social 

systems in which the autistic person lives, for example, being taken advantage of or manipulated due to their 

honesty and ingenuousness to neurotypical social rules, can be troublesome for autistic adults. Nevertheless, 

research has identified autism cognitive strengths or abilities that demonstrate that autistic people have 

superior creativity [44, 45], focus and memory [44, 45], auditory performance [46, 47], attention to detail 

[45], increased efficiency [44], open-mindedness [48], love of learning [48],  and personal qualities like 

honesty [44, 45, 48], fairness [48], loyalty [45], dedication [44], effective information transfer [49] and 

empathy for animals and other autistic people [45]. 

2.1.4 The double empathy problem and power imbalance 

Autistic and neurotypical people experience the world differently and when they try to communicate with 

each other, they face mutual incomprehension. The double empathy problem [15] explains that it is not the 

autistic individual lacking empathy and that empathy is a two way process that involves the neurotypical 

experience. The mutual incomprehension leads to misunderstandings, assumptions and every so often the 

creation of psychological theories and approaches that biased towards seeing failures and deficits in only one 

side of the communication process. Research has provided a qualitative account of the reduced capacity of 

practitioners to empathize with autistic, resulting in the absence of relational depth which unfairly shapes 

pathologizing practices preoccupied with fixing a problem that they assume solely residing in the autistic 

person [50]. 

The double empathy problem is a problem of communication that takes two individuals, but it is also 

compounded with an issue of power. Neurotypical individuals amount for 75% of the population and thus 

they hold a bigger social power that oppress [51] autistic individuals. Thus, the power imbalance and the 

miscommunication problems are often made a problem of the autistic instead of our problem (autistic and 

non-autistic). 

2.2 Key dimensions of the lived experiences of autistic adults 

Experiences past 20 years old and up to death are poorly researched for autistic people [52-54]. Most of what 

we know about autistic adults is dire and originates from personal accounts published in blogs, books, 

communal knowledge within social networks (digitally and nondigitally) and more recently in the peer-

reviewed journals of Journal of Autism in Adulthood and Ought: The Journal of Autistic Culture, that 

provide spaces for live experience narratives and radical research approaches by autistic authors. Production 

of research on autistic adults has been further hampered by funding that is biased to children and genetics of 

autism, instead of issues across adult life [55, 56]. What we know is also not globally representative, with 

most research being performed in high income countries and recruiting predominantly white autistic 

participants [57]. Structural racism persists in autism research and practice [58-61], people of color remain 

underrepresented. Research of autistic adults with intellectual disabilities [62] is not within the scope in this 

paper. 
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2.2.1 Late diagnosis and identity 

Many autistic adults receive their diagnosis later in life, often after battling a system that struggles to 

recognize them. Diagnosis services are not only difficult to access for adults but are also often inaccessible to 

women [63, 64], people of color [58-60, 65] and children who then become adults unaware of their 

disability. Research into adult autism diagnosis is dominated by studies based in high-income countries, 

which are not representative of adult autism globally. Realizing that one is autistic and receiving a diagnosis 

as an adult has tremendous life-changing effects on personal identity [66, 67]. After a late diagnosis, a 

process of acceptance follows: reliving the past, negotiating current relationships and community, changes to 

wellbeing decisions and views of one-self [68]. For most autistic people, a late diagnosis can positively 

impact self-awareness contributing to a positive autistic identity [69]. After the acceptance process, the 

impact of others reaction to autistic adult‟s diagnosis sees them facing autism stereotypes [68] and the 

consequent test on their mental health, support networks and disclosure decisions. Post diagnosis support is 

typically deficient or absent, albeit what we know is mostly from people living in high-income settings [62, 

70-72]. 

Note that not all neurodivergent people identify as disabled [73, 74] and that some neurodivergent 

individuals may have more AD(H)D traits compared to autistic traits, but still have autistic traits, yet prefer 

to identify as someone with AD(HD) and not autistic. The reason for these identity choices has not been 

researched deeply and thus we cannot provide here an explanation for such choices; we can only ask that 

computing researchers consider this when designing research projects involving neurodivergent people. 

2.2.2 Mental health 

Mental health problems can be triggered or influenced by social structures lacking the double empathy 

problem [15] and socially prescribed perfectionism [75], violence [76], stigma [77-80], victimization [81, 

82], inaccessible physical environments [83]. Autistic people experience high rate of mental health problems 

[84-86], have lower life expectancy [87], lower self-compassion [88] and also higher suicide rates compared 

to neurotypical people [89-91]. Lever and Geurts [92] estimated that 54% of autistic adults have had anxiety. 

Distinguishing autism from other conditions like schizophrenia and bipolar and personality disorders, is a 

persistent problem [62]. In addition, there is evidence that suicidal thoughts are experienced differently 

compared to neurotypical people [83]. This has potential implications for technology designed to prevent 

and/or manage suicide that has been designed with neurotypical criteria. 

Unfortunately, general and mental health services do not support autistic adults appropriately and can 

cause additional harm [93, 94], like trauma [95], self-injury, and suicidality [96]. A common, known 

intervention to aid in mental health is talking therapy. However, this is often not accessible to autistic adults. 

The most common challenges in accessing therapy for autistic adults is the therapists‟ lack of adult autism 
knowledge, training, and experience, typically expressed in misconceptions and outdated beliefs of autism 

that further deter autistic adults from seeking therapy [97, 98]. Given that autism diagnosis remains 

inaccessible to many adults globally [5] it is likely that mental health support for autistic adults is absent in 

LMICs. 
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2.2.3 Gender and sexuality 

Damaging studies and theories based on imposed stereotypical binary gender expectations (male or female),  

just as the theory of Baron-Cohen [99], have contributed to the prevalent autism research gender bias [100, 

101] that favors recruitment of male participants and the exclusion of diverse gender experiences of autistic 

adults. The two most common diagnosis tools (DSM and ADOS) have been designed largely for the male 

gender, which also perpetuate gender bias in autism research [100, 101]. However, many autistic adults 

identify with transgender and gender-diverse identities [102-105] and with non-heterosexual sexual 

orientations [106, 107]. Unfortunately, physical and sexual violence is more prevalent in autistic individuals 

[108, 109] and autistic homosexual females are more likely to have negative sexual experiences compared to 

heterosexual females [106]. Further, transgender autistic are more likely to experience depression and 

anxiety [110]. 

2.2.4  Menstruation, pregnancy, childbirth, and menopause 

It should come as no surprise that some autistic humans have a uterus, menstruate, have the potential to give 

birth, and experience menopause. In both, LMICs and HICs, menstrual experiences are influenced by the 

social and cultural context which in turn impact behavioral expectations [111, 112]. Such as the common 

expectation that individuals who menstruate would be cis-gender women. It was noted that social support 

can positively or negatively influence the menstruation experiences [111], but most autistic adult have no 

support network nor access to a health system that is autism aware. 

Furthermore, autism sensory sensitivity exacerbates menstruation, pregnancy, childbirth, and menopause 

experiences or vice versa [113-116]. A preliminary study identified that menstruation exacerbates autistic 

sensory sensitivity and emotion regulation [117]. Autistic people experience higher menopausal complaints 

when compared to non-autistic people [114]. Pregnancy, childbirth, and menopause professional services 

lack awareness of autism and appropriate support is rare [113, 116]. Menopause is viewed as a complex 

transition by autistic people with negative components grounded in uncertainty and unpredictability and 

positive components grounded in increasing self-awareness and autism late diagnosis [115]. 

2.2.5 Adulthood and older age 

Accounts of the experiences of autistic adults in older age are rare in the literature [55, 118, 119] because 

their participation has not been considered central to research [120]. Autistic adults engage in masking or 

camouflaging autistic traits to appear neurotypical, to fit into neurotypical social structures, and obtain 

employment [67, 121, 122]. Camouflaging has severe detrimental physical and mental health consequences, 

such as burnout [83, 123]. Autistic adults experience burnout as chronic exhaustion, loss of skills and 

diminished tolerance to stimulus [83, 123]. While autistic adults can meet education and employment 

requirements with the right support, they face inaccessible working environments, inaccessible career, and 

social systems, which are very likely to contribute to the pervasive underemployment of autistic adults [44, 

118, 124, 125]. Further, autistic traits appear to worsen with older age, which exacerbates loneliness [126], 

anxiety, depression, and suicidality [113, 127]. To make matters worse, autistic adults may also be at a 

higher risk of drug and alcohol misuse, due to the amelioration of some autistic traits; however, autistic 

adults are underrepresented in drug and alcohol support services [128, 129]. 
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Parenthood by autistic adults of autistic children is an under researched area [130]. Yet there are reports 

of autistic adults feeling incompetent and isolated, finding it difficult to communicate with health 

professionals, and facing detrimental experiences [131]. 

Older adults may experience intricate physical and mental health comorbidities [118]. Preliminary studies 

have suggested that dementia and Parkinson‟s are more prevalent in autistic adults but it is not understood 

whether these neurodegenerative disorders present earlier or progress more quickly in autistic adults [132]. A 

multidisciplinary group that included autistic adults identified residential care services that would be needed 

for older adults, these needs spanned through supporting transitions to residential care, staff training, and 

supporting physical health [133]. 

2.3 Past work in technology and adult autism 

Over the last two decades, studies looking at current and potential use of technology by autistic adults have 

proliferated. Consequently, many scholars have begun conducting reviews to synthesize, evaluate and 

critique the quality of the evidence on the topic. Many of these reviews focus on assessing the potential of 

technological interventions aimed at teaching or training a specific set of skills which are often valued by 

neurotypical individuals [134-136]. Unfortunately, most research and technology are catered towards 

children [21], to finding a cure [138] or to "fix" autistic traits (to normalize). For example, the systematic 

review by Wainer and Ingersoll [136] focused on studies featuring interventions that leverage computerized 

technology to improve the development of social and communication skills among autistic individuals. 

Intervention methods varied from computerized behavioral learning programs, educational ABA
4
-based 

software such as TeachTown to virtual environments, development of vocabulary skills and functional 

language to emotion recognition and social understanding [136]. The review does not focus on a particular 

age group and the 14 studies reviewed included participants between 3 and 52 years old [136]. Another past 

review focused on specific types of technologies or technological interventions, such as robotics, telehealth, 

or computer assisted learning [141-146]. 

In most cases these reviews focus on technology applied for therapeutic purposes such as behavioral 

analysis, diagnostic assessment, self-management, or functional communication training [142-144, 146]. In 

contrast, another subset of reviews focused more on measuring the impact of different technologies on more 

general skills applied to educational or work contexts [147, 148]. For example, technology-mediated 

interventions examined in the review by Walsh, Holloway [148] focused on practical and specific 

employment-skills such as sorting mail, cooking, fire safety and clerical skills. On the other hand, other 

reviews such as the one by Chen [149], examined relevant literature to identify challenges and opportunities 

for the design of technologies with specific interaction modalities, in this case multitouch tabletop 

technology, regardless of their purpose of application. More recently, scholars have also started to look at 

how autistic adults themselves use technology, not for any pre-defined therapeutic or training purpose, but in 

their everyday lives. An example of this is the recent systematic review by McGhee Hassrick, Graham 

Holmes [150] which examines how autistic youth and adults leverage ICT for communicating with others. 

                                                           
4 ABA stands for Applied Behaviour Analysis, it is a controversial technique used to induce behaviour modification based on rewards 

and punishments (Leaf et al., 2022). ABA is deemed abusive, ineffective long term and known to cause PTSD in autistic individuals. 

(Sandoval-Norton, et al., 2021 and Wilkenfeld and McCarthy, 2020).  
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Results, highlight that patterns of ICT use were influenced by demographic characteristics (such as age, 

gender or ethnicity), cognitive level, ICT preferences (communication interface, social media use, or other 

engagement), and the relationship between sexuality and ICT (including online dating, sexual arousal and 

seeking information about sexuality) [150]. Social interactions through ICT also generated several benefits 

for autistic people from the development of social skills to the increase of social capital and mental health 

support [150]. At the same time, these interactions could also lead to negative outcomes such as 

misinformation, addiction or experiencing cyberbullying [150]. 

Finally, a handful of literature reviews have focused on a critical examination, rather than a systematic 

appraisal of the literature [16]. One work critically reviewed 66 studies about games examining the target 

population for these games, the research methodology, the play scenarios envisioned, and the purpose of play 

embedded in the games. Results showed that existing literature over-focuses on children, fails to consider 

non-binary or transgendered, neurodivergent players and relies on disempowering medical classifications. 

Furthermore, research methods were often established by researchers in a non-participatory way, limiting 

participant agency and conceptualizing play as an extrinsically motivated activity that overemphasizes 

therapeutic and educational aims disregarding enjoyment, self-determination, and immersion [16]. 

In summary, despite the presence of numerous reviews focusing on technology and autistic adults, most 

of this work often tends to focus on the technology used in a particular context and with specific purposes. 

Critical examinations of the literature that consider the agency and priorities of autistic adults is rare. So far, 

have been conducted on selected topics rather than looking at the ACM literature more generally and 

specifically about autistic adults. 

3 METHODOLOGY 

Having gone through a late autism diagnosis and having undertaken 2 years of voluntary research of autism 

literature across all aspects of being human, for self-awareness and self-management, the first author 

determined that major literature and critical reviews were needed. The first author noted how adult autism 

research was minimal, frequently ableist and normalizing and a particular lack of multidisciplinary 

approaches, with most studies not citing important work outside computing research found in the The ACM 

Guide to Computing Literature. To test this hypothesis, the first author of this paper formulated the idea of 

performing this work and decided on the research approach, with subsequent advice from the rest of the 

authors. The first author sought autistic and non-autistic collaborators in non-HCI and HCI fields via email. 

This work took more than three years, starting in April 2019; it took an extra 2 years for the first author to 

lead, considering a pandemic, personal extenuating circumstances closely tied to disability, and illness leave. 

In this section we present our positionality using an intersectional framework followed by the methodology 

that enabled a literature review of adult autism computing research, a scoping synthesis of broader adult 

autism research priorities and a critical review adult autism computing research. 

3.1 Positionality 

We are a group of HCI researchers who live in a HIC. One of us is autistic, was born and lived until their 26 

years of age in an LMIC country, and while writing this paper they do not hold an academic tenure because 

of choosing a 100% research academic trajectory. They have left the institutionalized discrimination in 

academia to work in the tech industry. Here we draw attention to an autistic older adult, Cos Michael‟s 
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words - “as more neurodivergent researchers join academia, stasis will be challenged, but those pioneers 

are forging uncharted paths, battling marginalization and prejudice” Cos Michael, autistic adult [151]. Most 

of the papers included in the corpus were unknown to the first author, allowing for the analysis to be 

developed from the content of the papers rather than the first author‟s individual familiarity with the broader 

(not HCI specific) autism research literature. While performing this work, it became impossible for the first 

author to remain unaffected emotionally from the ableist narratives and approaches that dominate computing 

research, in the topic of adult autism. The first author developed a method to empty the first reactions and 

emotions into a digital repository, that then allowed work to continue distanced from emotions. 

The second author does not identify as disabled or neurodivergent and, despite having worked as a 

researcher and clinician in the field of assistive technology has no firsthand experience of disability. 

Throughout the analysis carried out for this paper they relied on previous experience conducting literature 

reviews and engaging in critical scholarship, including critical disability studies, in the context of HCI and 

beyond. To help ground their understanding of autism and neurodivergence, the second author asked the first 

author to recommend a series of essential reading that they completed before starting the review of included 

studies. 

The last author identifies as neurodivergent. She has recently been diagnosed as having ADHD, traits of 

autism and dyslexia. During the diagnosis journey, it was suggested that autism traits were most prevalent 

due to ADHD not being successfully managed. Her neurodivergent traits make systematic reviews very 

difficult, and the challenges she faces sometimes affect her confidence as an academic. However, she felt it 

was important to persevere with this review.  

3.2 Literature Review 

This literature review is intentionally limited to The ACM Guide to Computing Literature because it is the 

most comprehensive database in existence that focuses on computing. It is our intention to identify the 

dominant conceptualization of adult autism research in work compiled by The ACM Guide to Computing 

Literature with the hope that this demonstrates our hypothesis that by looking at this one database, although 

deemed „comprehensive‟, authors will miss the ways autistic adults and allies are challenging research 

outside computing research and fall into the trap of thinking that current computing research approaches in 

adult autism are fine, when they are not fine. We followed the systematic review process, which included 

searching of one database and utilizing the PRISMA 2020 [152]. We chose to utilize the PRISMA 2020 

because it is a guideline that recommends principles, some of which we have found useful to follow. These 

are: describing the inclusion and exclusion criteria, describing the method to tabulate and display results, 

describing the methods used to synthesize results and describing studies and utilizing the PRISMA flow 

diagram for new systematic reviews. 

3.2.1 Corpus construction 

The ACM Guide to Computing Literature was searched on April 2022 for (adult*) AND (autis* OR asperger 

OR aspie OR ASD) with no time limit and limited to publications in English. The search identified 1,903 

references that were then transferred to Rayyan [153]. After duplicates were removed and agreement on the 

inclusion or exclusion by at least two authors, 464 references were left to screen for eligibility by reading the 

full text. 44 papers were included that included autistic adults (>20 years old) alone or in combination with 
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other disabilities, excluding intellectual disability. Studies were excluded when they were not related to adult 

autism, focused on autistic children with no contribution relevant to autistic adults, did not include autistic 

adults as participants, did not utilize data originating with or from autistic adults and if the type of 

publication was not a research article or conference proceeding. The Prisma flow diagram showing the 

corpus selection process is available in Appendix A. We chose 20 years old because adulthood is the period 

at which physical and intellectual maturity has been reached and is typically considered to start at 20 years 

old. Individuals under 20 years old are adolescents [154]. We acknowledge that many countries will have 

varied legal definitions of when an individual is considered and adult.  

3.2.2 Analysis 

To visualize the corpus the following analyses were performed: geographical origin of autistic participants, 

frequency analysis across venue publishing the work, distribution of publications across time, the purpose 

and topic of the study and type of the technology being studied. The general characteristics of participants 

(age, gender, occupation, education, living conditions and ICT experience) were extracted alongside specific 

research methods used and identified research phases in each paper. We also identified reported ethical 

approval, searched for the presence or lack of acknowledgement to participants in the acknowledgement 

section, identified the recruitment method and any reported compensation to participants, and determined the 

participation level of participants in each paper following the participation ladder guide [155]. 

3.3 Review and scoping synthesis of research priorities 

The first author determined that it was necessary to create a synthesis of research priorities relevant only to 

autism in adulthood, for the purpose of determining how and if computing research trends have been 

fulfilling the research priorities set by autistic adults and their allies, in line with “nothing about us without 
us” [23, 24]. Autism research priorities set by autistic adults and their allies have been published but are 

scattered in the literature and often hidden among the literature that focuses on autistic children and their 

parents. One past effort in synthesizing research priorities of the autism community exists; however, it is not 

focused on adult autism as it combines priorities for children and by stakeholders that are not explicitly 

identified as autistic adults [156]. Therefore, a scoping review to obtain only adult relevant research priorities 

was necessary adapting the aim to the specific goal of identifying research priorities rather than gaps. 

3.3.1 Corpus construction 

Google scholar and the Autism in Adulthood Journal were used to identify key documents that mentioned 

"autism AND research AND priorities". This database has access to relevant papers in general autism 

journals and was complemented with the past work on research priorities that the first author had already 

collected by engaging with the autistic community and autism-related stakeholders. 

3.3.2 Analysis 

We adopted a deductive content analysis method [157] that consisted in selecting a corpus, coding according 

to an inclusion and exclusion criteria, gathering content, grouping content, merging duplicates, and 

categorizing. It is adapted in that we did not have an already developed structured analysis matrix but rather 

an exclusion and inclusion criteria. Deductive content analysis is a flexible method that is useful when 
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wanting to determine categories and then use them in comparison studies. All the reports, guidelines and 

research papers found were deductively analyzed for content that was recommendations for future research 

or explicit statements of research gaps relevant to autistic adulthood. This deductive content analysis saw us 

coding the research gaps that fit our inclusion criteria. Any autism research priority that was explicitly 

relevant to infants, children, adolescents younger than 20 years old and their parents and educators, or they 

were purely relevant to genetics, neurology, neuroimaging, and clinical trials of medications and/or sought to 

cure autism, were excluded, and thus not coded. The coded autism research priorities were then grouped by 

generic topics. Repeated research priorities were merged and counted as one. For example, if various 

references recommended adult autism research of sensory sensitivity, the resulting autism research priority 

was one and the references recommending such priority cited along that one research question. The resulting 

identified adult autism research priorities were grouped into themes and then into categories. The first author 

(autistic) and another author (not autistic) of this paper then discussed the categories and together agreed on 

categories. 

3.4 Review of autism conceptualization 

We used the same corpus used for the literature review. We focused on extracting information from the 

corpus related to the conceptualization of autism and to the level of participation of autistic adults in the 

research studies of the corpus. For us, the conceptualization of autism is framed by theories (double empathy 

problem), definitions (disability paradigms, autism classifications) and practices (participation level, ethics, 

funding, recruitment methods) followed by research studies that involve autistic adults and the narratives that 

emerge from the framing chosen by computing research authors. 

3.4.1 Analysis 

To visualize the corpus the following analyses were performed: identified the autism classification tool used 

or not used, identified the presence of consideration or lack of consideration of the double empathy problem 

in any part of each paper (excluding the abstract, references, appendices, keywords, and acknowledgements), 

searched for phrases that convey assumed interpretations about autism and phrases that convey attitudes 

towards autistic adults. Then we classified such interpretations and attitudes to form a picture of 

interpretations and attitudes regarding autism and specifically autistic adults in the computing literature. 

Specifically, we searched for paragraphs in the papers where definitions of autism and description of autistic 

adults were given. Then when reading the texts, we asked these questions: Which words and what specific 

attitudes are these words conveying? What community is this text including or excluding or representing? Is 

the text revealing biases or assumptions about the topic of autism or about autistic people specifically?  

4 LITERATURE REVIEW RESULTS 

4.1 Global representation, venues, and open access 

Most studies recruited autistic adults from high income countries in the global north, 21 times from the USA 

[158-177] in the Region of the Americas (AMR) and 21 from the European Region (EUR), where 

participants were recruited from the UK 14 times [172, 178-190]. Four studies recruited autistic adults in 

Italy [191-194] and one time in Sweden [195], Spain [178], Netherlands [196], Denmark [197], and Bulgaria 
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[178]. Only one study recruited autistic adults from Brazil [198] and another one from Australia [199]. No 

study represented autistic adults in the Eastern Mediterranean Region (EMR), South-East Asia Region 

(SEAR), African Region (AFR), nor in central America. One study recruited autistic adults from three 

countries (UK, Spain and Bulgaria) [178] but still within Europe and one other from two countries in 

different WHO regions (USA, UK) [172]. It was not possible to determine the geographical location of 

autistic adults recruited by two studies because it was not reported [200, 201]. Two papers did not explicitly 

report the country of recruitment thus, we estimated these [182, 190] to be based in the UK. This regional 

distribution of autistic participants represents mostly autistic people living in high-income countries that 

speak English. 

 

Figure 1 Number of papers that have recruited adult autistic participants computing research for each WHO regions. 

WPR: western pacific region. 

Overall, the accepted corpus had contributions published across 14 different conferences and 7 different 

journals. The most common conference was CHI (6 papers), followed by 4 papers published at the 

International Conference on User Modeling, Adaptation and Personalization (UMAP), International Web for 

All Conference (W4A) and the International Conference on Computers and Accessibility (ASSETS) each. 

Only 3 papers were published in the Conference on Computer-Supported Cooperative Work and Social 

Computing (CSCW) and 2 papers in the International Conference on Pervasive Computing Technologies for 

Healthcare (PervasiveHealth) and the International Conference on Mobile Human-Computer Interaction 

(MobileHCI) each. One paper was published at the International Symposium on Pervasive Displays (PerDis), 

the Pervasive Technologies Related to Assistive Environments Conference (PETRA), the Conference on 

Designing Interactive Systems (DIS), the International Conference on Virtual-Reality Continuum and its 

Applications in Industry (VRCAI), the International Conference on Multimodal Interaction (ICMI), the 

Automotive User Interfaces and Interactive Vehicular Applications (AutomotiveUI) and the Annual 

Computer Security Applications Conference (ACSAC) each. Regarding journals, the most published was 

Computers in Human Behaviour Journal with 3 papers. Only one paper was published at each of the 

following journals: Computers & Education Journal, International Journal of Cyber Ethics in Education, 

Computer Vision and Image Understanding Journal, Psychological Science Journal, Expert Systems with 

Applications Journal and the ACM Transactions on Accessible Computing (TACCESS). In addition, the 

majority (90%, 37 papers) of the literature was not open access. 

4.2 Technologies, purposes, and themes 

We looked at the temporal study of technologies in studies in our corpus (Figure 2). Papers span from 2007 

tol 2022, from 2007 to 2012 there was only 1 paper published per year (excluding 2011) that recruited 
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autistic adults. The most popular research technology is online interactions with 17 papers being 

continuously researched from 2007 to 2021, followed by interaction interfaces with 8 papers but researched 

only from 2015 to 2021. Notably, 2015 and 2019 are the only two years in which 8 studies were published 

that included autistic adults, and they studied a varied range of research technologies. In 2015 three papers 

researched online interaction, 2 papers researched gaming, while augmented reality (AR), interaction 

interfaces, and no specific technologies were studied once. 
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Figure 2 Alluvial plot of the number of publications per year (left side) and the 10 respective specific technology 

identified (right side). 
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Taking each technology in turn, the first paper looking at AR, which recruited autistic adults as participants, 

was published in 2014, followed by 2015, 2016, and then a long gap until 2020. Only one paper has 

investigated robots while recruiting autistic adults in 2022. Computational algorithms are markedly 

researched recently with two papers in 2020 and 2021. Only two papers have research mobile applications in 

2016 and 2017. Only two papers have studied VR while recruiting autistic adults in 2017 and 2019. 

Having looked at the temporal distribution of technologies researched, we wanted to further understand 

the purpose with which such technologies were studied and to which topic those technologies and their 

purposes were studied. We identified 8 purposes of the technologies researched in our corpus, and 19 topics 

covered such purposes. The purposes identified are understanding user‟s experience [162, 169, 172, 176, 

180, 187, 190, 195, 200], assisting [160, 164-166, 177, 182, 185-187, 196, 198, 201], affect detection [167, 

183], behaviour analysis [163, 173, 183, 188, 194, 198], education [158, 159, 161, 171, 178-180, 197, 199], 

inclusion of autism trait [191, 193, 194], change behaviour [168, 184, 192] and diagnosis [175, 181, 189]. 

The 19 topics identified are: anxiety [187], employment [172], online search [180], social skills [158, 160, 

162, 164, 166-169, 176, 179, 183, 192, 195, 197, 201], affective responses [163, 170], information 

processing [188, 190], anxiety management [182, 186, 187], driving a car [185], independence and 

caregiving [165], communication skills [159, 174, 184, 192, 198, 200], basic daily living skills [171, 196], 

ICT security skills [173], online learning [199], reading comprehension [178], programming [159], 

teamwork [159], vocational skills [161], sensory sensitivity [191, 193, 194] and diagnosis [175, 181, 189]. 

Figure 3 depicts the flow of technologies researched, their purposes and topics of research, considering 

when papers researched various combinations of these. The number of times flows were identified in the 

corpus are represented by the width of the chord joining technology to purpose and topic to purpose. For 

instance, for the purpose of diagnosis (which is also a topic), interaction interfaces have been researched 

twice and computation algorithms only once; only these two technologies have been investigated for the 

purpose of diagnosing adult autism. The purpose of including autism traits has been identified only as 

relevant to sensory sensitivity and leveraging a computational algorithm once and online interactions twice. 

Research with the purpose of changing behaviour has focused on communication and social skills while 

utilizing three types of technologies, once each: AR, VR, and computer mediated interactions. Interaction 

interfaces (once) and online interactions (twice) have been researched for the purpose of affect detection but 

only applied to social skills. 

The most researched purposes are to understand user experiences (11), assisting (12) and education (11). 

Six types of technologies have been researched with the purpose of education and related to 8 topics. Online 

interactions (5), gaming (1), computer mediated interactions (2), interaction interfaces (1), VR (1) and robots 

(1) were researched with the purpose of education in relation to social (2) and communication skills (2), 

basic daily living skills (1), online learning (1), reading comprehension (1), programming (1), teamwork (1) 

and vocational skills (1). Five types of technologies were researched to understand users‟ experiences and 
related to 7 topics. Online interactions (4), AR (1), gaming (2), computer-mediated interactions (1) and 

interaction interfaces (2) were researched with the purpose of understanding users‟ experiences in relation to 

anxiety (1), employment (1), online search (1), social (4) and communication skills (1), affective responses 

(1) and information processing (1). Five types of technologies have been researched to assist and relate to 6 

topics. Online interactions (4), AR (4), mobile apps (2), computer mediated interactions (1) and interaction 
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interfaces (1) were researched with the purpose of assisting in relation to social (5) and communication skills 

(1), anxiety management (3), driving a car (1), independence and caregiving (1) and basic daily living skills 

(1). Note that not all technologies and purposes have been researched on all the topics mentioned. 

 

Figure 3 Alluvial plot of the technology researched (10), the identified purpose (8) and the topic of research (19). 

 

Some papers had more than one combination of technology and purpose and topics. We classified each 

combination separately. Begel, Dominic [159] researched programming, communication and teamwork for 

the purpose of education utilizing only online interactions. Tarantino, Gasperis [192] researched 

communication and social skills for changing behaviour utilizing only VR. Matthews, Eraslan [183] 

researched social skills for two purposes (affect detection and behaviour analysis) utilizing two technologies 

(online interaction and interaction interfaces). Passerino and Santarosa [198] researched communication 

skills for two purposes (behaviour analysis and to assist) utilizing only computer-based interactions. Simm, 

Ferrario [187] researched anxiety management for two purposes (understanding users‟ experience and 
assisting) utilizing AR. Downing [199] utilized computer based interaction and online interactions for the 

purpose of education in the topic of online learning. Eraslan, Yaneva [180] utilized online interactions and 

interaction interfaces for the purpose of understanding users experience in the topic of online search. 
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4.3 Age and gender 

Most papers (28) recruited autistic adults between the age of 20 to 30 years. Followed by 18 papers in the 30 

to 40 years old, 8 papers in the 40 to 50 years old and 3 papers in the 50 to 60 years old range. No paper has 

reported explicitly to have recruited autistic adults who were over 60 years old. For three papers it was not 

possible to discern the age of autistic adult participants, the age of autistic participants age could not be 

separated from the rest of a sample that was not autistic [165, 172]. Additionally, nine papers did not report 

participants‟ age at all [159, 168, 175, 178, 182, 186, 193, 200, 201]. 

From 2007 to June 2020, the computing research literature recruited 702 autistic adults identifying them 

as male, 289 as female and one undisclosed. We say “identifying them” because studies do not disclose the 
way they have determined the gender. Thus, it is unclear if researchers have provided a binary choice only 

(male or female) or more inclusive options. Seven papers did not report gender in a measurable way or 

reported it incompletely. Thus some of their autistic adults with unidentified genders have not been included 

in the participants‟ gender description of the corpus [164, 165, 172, 174, 186, 193, 202]. In addition, seven 

papers did not report the gender of participants [161, 168, 175, 182, 183, 200, 201]. 

4.4 Occupation, education, living conditions and ICT experience 

There is an overwhelming lack of agreement in the way participants‟ occupation, education, ICT experience 
and living conditions are measured and reported in the literature. Nevertheless, we analysed the number of 

participants for whom a measurable and specific employment, education, ICT experience and living 

condition was documented (Figure 4). 

From 15 papers, we know that most of the autistic adults recruited have been employed (308 participants), 

while 144 have been students, and 84 unemployed at the time of their participation in research. From 9 

papers, we know that 66 autistic adults lived with their family, 23 lived independently alone, 16 lived 

independently in shared accommodation, and 20 lived in a residential school. 

From 12 papers, we know that most of the autistic adults who have taken part in computing research have 

been educated to pre-university and university levels. Yaneva, Ha [188] reported that participants had 16±3.3 

years of formal education, unfortunately the meaning of “formal education” was not defined by the authors 
and its units could not be matched to the way education is documented in the rest of the literature. 

From 22 papers, we know that the largest number of autistic adults have been involved in videogames 

research (131adults), followed by autistic adults with skills in using social media (108 adults), web access 

(103 adults) and basic computer skills (25 adults). One study reported recruiting two autistic adults that used 

feature phones [166]. Three papers reported that 25 participants used smartphones [166, 191, 196]. 

Bozgeyikli, Bozgeyikli [161] only reported that participants had no VR experience. Zolyomi, Begel [176] 

reported that participants made video calls in a variety of devices but did not explicitly state if all participants 

were able to do video calls on all the devices mentioned. Although the participants recruited by Morris, 

Begel and Wiedermann [172] were software engineers, we could not make assumptions about peoples‟ ICT 
experience or separate those relevant to the recruited autistic adults. We were not able to classify 

“engagement with e-learning platform” among the other ICT skills observed in the corpus because this 
statement is too vague in the paper of Downing [199]. Burke, Kraut and Williams [162] reported various 

percentages of participants that had specific ICT skills but did not indicate if these were mutually exclusive, 

thus we were not able to document number of participants for whom general ICT skills were reported; for 
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instance, we were not able to determine from the reported data if a participant was included in the percentage 

of participants who knew how to use email (13.8%) were also amongst those who knew how to use 

discussion forums (9.5%). This analysis excludes papers that did not report data on education (32 papers) 

[158, 160-164, 167-169, 171, 172, 174-177, 179-182, 184-187, 190, 191, 193-197, 200, 201], occupation (29 

papers) [160, 163, 165, 167, 168, 171, 175, 177-191, 193-196, 198, 200, 201], living conditions (35 papers) 

[159-161, 163, 164, 167-169, 171-182, 184-187, 189-197, 200, 201] and ICT experience (22 papers) [158, 

160, 163-165, 167, 168, 171, 174, 175, 177-179, 182, 185, 186, 190, 192-194, 200, 201]. 

 

Figure 4 Matrix of bar charts of the number of participants recruited for whom ICT experience (top left), level of 

education (top right), living conditions (down left) and occupation (down right) were documented. 

4.5 Research methods 

We identified the research phases used in the overall corpus and present here the number of papers that used 

each research phase (Figure 5). No single paper was expected to follow all the identified research phases. 

The most common phase identified was user tests (present in 19 papers). Despite all featuring autistic adults 

as study participants, only 15 out of 44 included papers performed studies focused on identifying and 

understanding their experiences as users of technology. Notably, only one study presented a research phase 

that involved community engagement aimed at transferring knowledge and making a sustainable intervention 

by and with the community [187]. We classified six papers as having a core of data collection (like social 

media) or purposeful creation of data (like eye tracking). 17 papers had dedicated sections focusing on the 

analysis of existing or created data in their studies [164-166, 169, 172, 173, 176, 177, 190, 195, 198, 200, 

201]. Some papers designed or built solutions that were then tested through user tests that do not capture user 

experiences, for example by measuring time to complete a task rather than asking participants about their 

experience when completing a task (19 papers) or tested through targeted user experience methods (6 

papers). 
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Figure 5 Number of papers for which a research phase was identified. Twelve research phases were identified in the 

corpus: identify users experiences, design, pilot test, redesign, data collection, build solution, performance evaluation, 

user tests, user experience, evaluation, analysis, community engagement. 

We present a synthesis of the methods and the number of papers that have used them Figure 6. Most 

papers used a combination of these methods; thus, we present only the number of papers and not percentages 

of the corpus. The most used methods were surveys (24 papers) [158-161, 163, 166, 169, 172-174, 178, 182-

185, 187-190, 192, 194-197] and semi-structured interviews (20 papers) [162, 165, 166, 172, 174, 176, 177, 

184, 187, 191-194, 196, 198, 199], followed by 10 papers that used observation [159, 160, 162, 165, 171, 

184, 191, 192, 197, 198] and another 10 papers that used video recording [159-161, 167, 171, 177, 188, 192, 

196, 198]. Nine papers used computer-based experiments or tests [163, 173, 178, 179, 181, 183, 185, 191, 

196]. Six papers used audio recording [159, 160, 162, 171, 176, 184] and another six used field notes [160, 

176, 191, 192, 197, 198]. Five papers used data mining [164, 166, 187, 200, 201] whereas five other papers 

used group discussions or meetings [159, 165, 182, 187, 198]. Four papers each, used eye tracking [183, 

188-190], prototyping [159, 165, 186, 187], and brainstorming [159, 176, 186, 187]. Similarly, three papers 

each used focus groups [165, 171, 187], workshops [177, 186, 187], usability tests [168, 171, 196], 

structured interviews [160, 168, 170] and think aloud method [177, 191, 192]. Affinity mapping [177, 196], 

sketching [160, 191] and in the wild tests or evaluations [186, 187] were used in two papers. 28 other 

methods were matched to one paper each once: online feedback form [182], group induction [182], narrative 

elicitation [182], group feedback [182], peer evaluation [182], activity log [199], online experiment [179], 

questions via email [162], motion tracking [161], speed dating exercise [160], informal chat [158], follow up 

questions [171], iterative crafting [160], highlight report [176], play partner and observer [184], show and 

tell [187], individual user‟s feedback [178], project pitch [187], knowledge sharing training session [187], 

hand-on exploration [177], exit interview, guided conversation [167], mirroring game [167], thumbs 

up/down game [167], yes and… game [167], ball game [167], electroencephalography [175] collection and 

action telephone game [167]. An interactive visualization of a temporal analysis of the methods used is 

available at https://zuleimamorgado.wixsite.com/beautiful-data/adult-autism-research-priorities. 
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Figure 6 Number of papers that used specific research methods identified in the corpus. 

4.6 Participation level, acknowledgement, and compensation 

48% of the corpus engaged in non-participatory studies and 45% of the corpus in tokenistic participation 

styles.  Non-participation was observed in 17 papers (39%) which manipulated participants [159, 163, 164, 

167, 171, 173, 175, 178, 179, 181, 183, 184, 190, 192, 198, 200, 201] and in 4 papers (9%) which sought 

normalization of autistic people towards neurotypical behaviours [160, 165, 174, 176]. Token participation 

was identified in 18 papers (41%) that offered an informing participation [158, 161, 162, 166, 169, 170, 177, 

180, 182, 185, 188, 189, 193-197, 199], 1 paper (2%) offered consulting participation [168] and 1 paper 

(2%) offered placating participation [172]. Three papers (7%) offered authentic participation in the form of 

partnership [186, 187, 191]. No paper in the corpus offered participation in the form of delegation nor full 

control to autistic adults. 

Only 34% of the corpus (15 papers) thank participants for their participation in the acknowledgement 

section [160, 162, 163, 165-167, 169, 170, 172, 176, 177, 186, 190, 192, 199], while other 34% (15 papers) 

did not acknowledge participants but acknowledged funders, colleagues, organizations, and individuals [159, 

161, 164, 168, 171, 173, 174, 178, 179, 184, 187, 191, 193, 194, 200]. And 32% (14 papers) of the corpus 

did not thank anyone [158, 175, 180-183, 188, 189, 195-198, 201]. 

Only 18% (8 papers) of the corpus explicitly stated that they compensated autistic adults for their 

participation in computing research, with an average payment of 30.8±21.1 USD and with some studies 

offering such compensation in cash and others through gift cards [162, 163, 166, 169, 172, 173, 176, 185]. 

Only one paper reimbursed expenses [187]. Most of the corpus (77%, 34 papers) did not report having 
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compensated autistic adults for their participation in research. Compensation for participation was not 

possible to calculate specifically for autistic adults in the study of Hong, Gilbert [164]. 

4.7 Funding, ethical approval and recruitment method 

Half of the corpus (22 papers) did not report funding. Nine papers reported funding from a university [160, 

163, 168-171, 177, 179, 184] and 10 papers reported funding from a national government [160-162, 167, 

171, 174, 178, 179, 186, 187]. Both universities and national governments were largely from UK and USA. 

Only four papers reported funding from private companies [164, 166, 168, 176] and three papers reported 

funding from a civic association [191, 193, 194]. Two papers reported funding from the European Union 

[178, 179]. Funding from a consortium [167], a charity [179], and individuals [160] were reported once each 

by different papers. Six papers reported a combination of the funding sources mentioned [160, 167, 168, 171, 

178, 179]. 

Only 16% (7 papers) of the corpus reported having ethical approval to perform their studies with human 

participants [163, 173, 175, 183, 189, 194, 195], all from universities located in the USA, UK, Italy and 

Hungary; 14% (6 papers) of the corpus did not report having ethical approval explicitly but mentioned 

information sheets and consent forms [160, 162, 176, 177, 181, 197]. One paper from a USA company 

review board was not explicitly presented as an ethics review board [177]. Sadly, most of the corpus (70%, 

31 papers) did not report ethical approval nor gave any indication of having asked participants for their 

consent to participate in the research [158, 159, 161, 164-172, 174, 178-180, 182, 184-188, 190-193, 196, 

198-201]. 

29.5% of the corpus (13 papers) did not report how they recruited autistic adults [161, 168, 174, 175, 178, 

180, 185-187, 191, 193, 194, 196]. Seven papers reported their recruitment of autistic adults via social media 

[162, 164, 176, 195, 200, 201] or via a charity [171, 181, 183, 184, 188-190] or via colleges or schools [158, 

162, 165, 167, 176, 197, 198]. Five papers recruited participants via a university [159, 173, 183, 188, 192]. 

Similarly, four papers used local contacts, local support leaders, local support groups or local associations 

[160, 162, 176, 195]. Three papers used a recruitment database [169, 173, 179] to contact autistic adults and 

three other papers did so via an autism centre [163, 176, 177]. Eight other approaches of recruitment were 

mentioned only once by one paper each: advertisements [189], private company [172], medical center [170], 

public events [166], MTurk [164], supported living residence [182], direct contact with an autistic adult 

[199] and employment program [160]. 

4.8 Summary 

Overall, computing research in autism is representing mostly autistic adults that live in the USA and in the 

UK, mostly male and between 20 and 40 years old. Older autistic adults and non-binary autistic adults are 

grossly underrepresented. While we only specifically included papers that recruited autistic adults, they are 

rarely involved in research in a self-determined and truly participatory way. Most of what is being researched 

tends to focus on communication and social skills. The most researched technologies are online interactions, 

interaction interfaces and computer mediated interactions. The most researched technologies purposes are 

determining user experiences, assisting and education. There is an overwhelming lack of information about 

autistic adults so far recruited in computing research since 2007. We know very little about them in relation 

to their occupation, education, ICT experience and living conditions. We could not identify papers utilizing 



 

ACM Trans. Comput.-Hum. Interact. 

modified methods to include autistic adults in research. Most computing research utilizes mostly surveys, 

semi-structured interviews, and observation. Most studies do not start with determining users‟ experiences, 
and only one paper included a research phase that involved community engagement. There is an 

overwhelming sense of lack of appreciation of autistic participants, with almost half of the corpus employing 

non-participatory methods, 77% of the corpus not compensating their participants, 66% of the corpus not 

acknowledging the participation of autistic adults in the acknowledgements section and 29.5% of the corpus 

not reporting how they recruited their participants. This is worsened by the finding that half of the corpus has 

not reported their funding, and 70% of the corpus not reporting ethical approval. 

5 REVIEW AND SCOPING SYNTHESIS OF RESEARCH PRIORITIES 

5.1 Scoping synthesis of research priorities 

This corpus was constructed through a scoping review to obtain only adult-relevant research priorities 

(section 3.3.1). We describe the corpus in chronological order and focus on the methods, stakeholders 

involved and their geographical location when determining research priorities. A 2012 research effort 

gathered the views of autistic adults on sexuality and intimate relationships through group meetings. It 

determined 10 research priorities that focus on supporting autistic sexual health and relationship satisfaction 

[203]. We excluded one of these priorities because it was relevant to autistic adults with intellectual 

disabilities, which is not within the scope of this article. Through focus groups and interviews that included 

14 autistic adults in the UK and through online surveys that included 398 autistic adults in the USA, two 

studies determined 5 similar research priorities relevant to issues of immediate practical concern and relevant 

to autistic adults [204, 205]. Followed by a similar study that identified five similar research priorities. In 

May 2015, a survey was released in the United Kingdom to ask what autistic individuals and autism 

stakeholders thought the top ten autism research priorities were [206]. Stakeholders included autistic 

individuals, parents, professionals, extended family, and NGOs [206]. In April 2016, the survey results were 

narrowed to 25 priorities relevant for children and adults, with no specific differentiation between both. 

However, some priorities were drafted specifically for autistic children. Thus they have been excluded from 

the selected research priorities, along with priorities relevant to investigating cures and causes of autism, 

which we deemed out of the scope of computing research and HCI. A study over 2 years recruited 297 

autistic adults from the USA, and through stakeholders meetings, focus groups and an online survey, 

determined five mental health related research priorities, but these were aggregated. Thus we separated them 

into 7 priorities [207]. A panel that included representatives from Argentina, Kenya, Pakistan, Bangladesh 

and India, two of which were autistic adults, explored the concerns in the topic of autism in low- and middle-

income countries in 2019. They chose 19 research priorities relevant to autistic adults, but we chose only six 

research priorities after applying our exclusion criteria [12]. The Autism Research Editorial Board and 

Associate Editors ahead of the INSAR Conference of 2019, wrote what they thought were research gaps 

[208]. Notably, 17 of these Editors were based at the USA, three in the UK, two in Australia and one editor 

representing each of the following countries: Canada, Argentina, Belgium, Bangladesh, Japan, South Africa 

and Spain. None of these editors declared themselves to be autistic adults. The statements of 13 editors were 

excluded as they were not relevant to adults, or purely relevant to genetics, neurology, neuroimaging, and 

clinical trials of medications and/or sought to cure autism. After exclusion, 59 overlapping research priorities 
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relevant to autistic adults were identified. Included research priorities are represented by 10 editors from the 

USA and one editor from each of the following countries: Canada, Australia, Argentina, Bangladesh, Japan, 

and South Africa. 

The resulting list of 117 identified adult autism research priorities were grouped into 24 themes and then 

five categories: 1) activities and participation, 2) services and systems, 3) interpersonal interactions and 

relationships, 4) communication, and 5) life experiences (Figure 7). The research priority questions were 

synthesized in Figure 7 but are available in full in Appendix A.2. 

 

 
Figure 7 Priority adult autism research priorities identified and classified into 5 categories, 24 themes and 117 priorities. 

To interact with this visualization via a computer go to this link (interaction via a mobile is not recommended): 

https://zuleimamorgado.wixsite.com/beautiful-data/adult-autism-research-priorities. 

 

5.2 Review of autistic adult research priorities in computing research 

More than half of the literature (24 papers, 54%) did not perform research that fulfills any autism research 

priority. Three papers researched adult autism priorities for each of the following: communication and 
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language skills, diagnosis, lived experience and education. Four papers researched mental health priorities, 

two researched parents and extended family and services delivery, and one researched employment. We 

found that the literature related to autistic adults did not research 66.6% of the adult autism research 

priorities, that is, the following 16 out of 24 adult autism research priorities themes: sensory preferences, 

social skills, fostering and supporting activism and advocacy, distress and burnout, power of language, 

awareness, understanding and tolerance, parenthood, sociocultural, linguistic and economical diversity, 

ageing, relationships, sexuality and intimacy, drug and alcohol use, training for autism researchers, the 

criminal justice system, non-verbal and minimally verbal individuals, identity and social care. 
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Figure 8 Horizontal histogram of adult autism research priorities researched by the computing literature. Only 8 out of 24 

themes of adult autism research priorities were studied and no theme was researched by 24 papers. 

5.2.1 Mental Health 

Four papers researched interventions to reduce anxiety and stress in autistic adults [182, 186, 187, 193], we 

considered that studying technology to help autistic adults self-manage anxiety was closely related to 

reducing anxiety. However, two papers did not report the participants‟ sample size and ages. Thus we 
include them in the corpus based on the assumption that they included autistic adults over 20 years old. 

5.2.2 Communication and language skills 

Although some papers [158, 159, 168] investigated technology within the communication and language 

skills theme, we considered their approaches inadequate. In contrast, other papers did not fulfil any research 

priority within this theme [160, 162, 184, 200]. The approaches of two studies [158, 184] are patronizing and 

prescriptive, lacking understanding of the double empathy problem and promoting the idea that autistic 

adults need to improve their communication skills to better match neurotypical expectations. Specifically, the 

study of McGowan, Leplâtre and McGregor [184] seeks to fulfil the priorities of parents and other 

stakeholders (not those of autistic adults) while infantilizing autistic adults. The work of Begel, Dominic 

[159] is only relevant to autistic-autistic interactions, which are intrinsically easier for autistic adults 
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compared to autistic-neurotypical interactions (recall the double empathy problem). Lin, Huang [168]‟s 
augmented reality study promotes “appropriate” empathetic responses that appear normalising and exclude 
the possibility of an autistic doctor facing a neurotypical patient, focusing most of the time on the idea that 

doctors are neurotypical facing neurotypical and autistic patients. Boyd, Rangel [160] designed a wearable 

device to detect atypical prosody. Their approach is normalizing (trying to make autistic speak like 

neurotypical), thus not fulfilling any autism research priority. 

5.2.3 Education 

A case study exploring the experience of an autistic student of a vocational course [199] is relevant to the 

identified research priorities within the education and lived experience themes. Thus, classified once under 

each theme. In contrast, the work of Barbu, Martín-Valdivia [178] could have implications in education. 

Still, the research community has chosen more pressing priorities that do not include technology for text 

simplification. Although the work of Morales-Villaverde, Caro [171] focused on supporting the learning of 

basic skills (recognition of shapes, numbers, colour, currency) through technology, it has non-transferable 

contributions since it was tested only with two autistic adults and the system was designed with exclusively 

non-autistic stakeholders. And, Shahid, Voort [196] focused on the interface design of a mobile app aimed at 

helping autistic adult students with organization and planning. 

5.2.4 Social skills 

No paper studied interventions to improve social skills specifically, while other papers did work related to 

social skills broadly but not relevant to the identified research priority [169, 179, 195, 198]. The paper of 

Mazurek [169] and Sundberg [195] do not research a specific intervention to improve social skills. They 

provide empirical evidence that could be utilized to test technology as an intervention, social media, and 

online gaming. The approach of Cassidy, Stenger [179] tested a realistic avatar presenting neurotypical facial 

expressions without consideration of the double empathy problem. While the prominent infantilization of 

autistic adults in the work of Passerino and Santarosa [198] only interpretations of researchers that focus on 

seeking self-control on autistic adults and social interactions judged without autistic voices, thus lacking 

knowledge of the double empathy problem and the human rights model of disability. Lastly, investigating if 

violent content in games increases the risk of aggressiveness in autistic adults is not a research priority and it 

is unfortunate that research funding is dedicated to challenging socially constructed misunderstandings led 

by neurotypical people, namely the implicit suggestion that aggression is a problem within the autistic 

community [163].  

5.2.5 Parents and extended family 

Only two papers were relevant to this theme and both employed social networks. Hong, Kim [165] 

developed an online social network restricted to autistic adults and a “trusted” network of family, friends, 
and professionals, which was used to provide advice and enable autistic to practice life skills. Hong, Yarosh 

[166] explored the impact of a social network that enabled autistic adults to connect with extended family 

members who then were able to communicate with them and provide them advice with everyday life 

questions.  
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5.2.6 Diagnosis 

Diagnosis of autism utilizing eye tracking was explored in a similar way by 2 studies [181, 189] and only 

one utilized EEG [175]. Yaneva, Ha [189] proposed that the correlation between searching for information in 

webpages and autism could be used as a diagnosis test, however causation is not the same as correlation and 

thus even when this paper fits within the diagnosis theme, its classifier achieved a maximum accuracy of 

0.75. All these three studies offer only a preliminary exploration of a technology-based solution to the 

overall global problem of scarce access to autism diagnosis. Although Salekin and Russo [175]‟s model 
achieved 85% accuracy, it is limited to a sample of 105 individuals that is not representative globally. 

5.2.7 Service delivery 

Two studies leveraged technology and awareness of sensory differences in autism to study two interventions, 

one to design crowdsourced maps of sensory inclusive places [191] and the second to support sensory 

differences and individual preferences in a recommender system [194]. We considered these two papers 

relevant to service delivery because digital maps and recommender systems are technologies used to deliver 

services in multiple industries. The aim of the study by Hong, Gilbert [164] of crowdsourcing a service that 

provides advice to autistic adults, is aligned in theory but not in practice with the identified priorities. They 

purposefully excluded advice by individuals that disclosed being autistic, only accepted advice from 

neurotypical people and the authors determined the usefulness and “appropriateness” of neurotypical 
answers to questions posted in the online community by autistic adults.  

5.2.8 Lived experience 

Studies that explored perceptions, feelings, needs, expectations, and experiences of autistic adults in any 

aspect of living with autism were accepted for meeting the lived experience theme. Zolyomi, Begel [176] 

explored the experiences of autistic adults using video calling and the strategies they have built around their 

sensory and communication needs. Whereas Hong, Abowd and Arriaga [201] explored experiences of 

autistic adults seeking advice on everyday life challenges in online forums. Managing warnings while 

driving a car [185] may be a priority for a minority of highly independent autistic adults living in high 

income settings and being privileged enough to own a car. However, this is not a priority shared by the 

broader community as there are more pressing needs to research. 

5.2.9 Employment 

A study focused on researching how employers could be more inclusive towards autistic adults and 

maximize their potential when employed in Software Engineering [172]. Bozgeyikli, Bozgeyikli [161] 

designed a virtual reality system that is focused on improving the experiences of vocational trainers, this is 

not an autism research priority and the “rehabilitation” approach taken by the authors incorrectly assumed 
that autism is something that humans can, or indeed should, recover from. In contrast, a concerning approach 

by Ramnauth, Adeniran [174], sought to teach normalizing responses to meaningless and meaningful at work 

interruptions alike to autistic adults through a robot, which is not a research priority and could perpetrate 

harmful consequences by encouraging masking as appropriate. Research that is focused on fixing the 

individual only and not the environment in which the individual is employed does not meet adult autism 

employment research priorities. 
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5.2.10 Noteworthy work outside research priorities 

Even though the work of Burke, Kraut and Williams [162] does not fulfil any adult autism research priority, 

it is noted that understanding how autistic adults use computer-mediated communication may be important 

for designing interventions. However, this study did not involve autistic adults throughout the study from 

design to data analysis, thus designing technology and reached conclusions that lack consideration of the 

double empathy problem. Another study focused on studying the usability, effectiveness, and enjoyment of 

touch based and touchless interactions for autistic adults [197], which could have valuable implications in 

how interaction interfaces are designed for this specific population. Yaneva, Ha [188] make a valid point that 

inclusive web design relies on guidelines that often do not include the needs of neurodivergent people, thus 

even when their work does not fit any adult autism research priority, it could have implications in how 

information is presented online for accessing information, for instance, booking an appointment with a 

doctor online. A similar point is made by Yaneva, Temnikova and Mitkov [190] with documents that 

combine text and images and by Eraslan, Yaneva [180] that explored the barriers when seeking information 

on the web. We can identify value in research exploring the adoption of technology by autistic adults is 

useful, as in the work by Tarantino, Gasperis [192] that researched the adoption potential of VR technology 

by autistic adults. However, it is not useful to replicate approaches that deny the voices of autistic adults, 

Tarantino, Gasperis [192] did not once seek to communicate with autistic adults and instead relied on 

observations and perceptions of non-autistic stakeholders. We appreciate that this might have been due to 

restrictions such as insufficient ethics approval, but we would advocate for improvements in engagement for 

future research. Finally, although not fulfilling any research priority chosen by the autistic community, we 

want to recognize that entertainment is important for wellbeing and that the work by Zolyomi, Gotfrid and 

Shinohara [177] and Mazurek, Engelhardt and Clark [170] could have implications in multiple areas of the 

autistic lived experience that are worth investigating through smart textiles and video games. 

5.2.11 Research that is unsubstantiated and not user-centred 

Although some studies made great efforts in recruiting autistic adults and attempted to link autism to their 

topic of research in computing, they did not meet any autism research priority theme, utilized non-user-

centred approaches or did not offer any contribution which aligned with to computing research priorities set 

by the adult autistic community. Neupane, Satvat [173] established the hypothesis that autistic adults are 

vulnerable and susceptible to deception according to psychological theories, and therefore, they are more 

susceptible to online phishing. However, whilst deception is observed in in-person interactions, there is not a 

proven link to online interactions, thus, it is incorrect to assume the same for online remote interactions. In 

addition, the authors would have benefited greatly from performing interviews with autistic adults in advance 

of establishing such a hypothesis. Meanwhile, Matthews, Eraslan [183] expected autistic adults to show 

greater arousal associated with stress while accessing the web. Still, autistic arousal is interest dependent 

[209, 210] and varies greatly within autistic adults (recall the constellation model of autism). In lay terms, 

showing websites with content outside the interest of each autistic adult was set to show low arousal, thus 

invalidating the hypothesis. And Kaliouby and Teeters [167] set to improve real-time facial processing 

systems while posing that communication difficulties reside only in the autistic adult, thus this fails to 

acknowledge the double empathy problem this research set to solve a problem that is not articulated 

correctly. 
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6 REVIEW OF AUTISM CONCEPTUALIZATION 

6.1 Autism classification and disability paradigms 

Most of the corpus did not acknowledge nor report any autism guide or paradigm used to define or frame 

autism in their introductions and background sections (40%, 18 papers), 17 papers (38%) used an autism 

definition from the DSM5 [159, 163, 172-175, 179, 181, 185, 190-197], 3 papers (7%) cited the now 

outdated DSM4 [166, 169, 200], 2 papers (4%) referred to the ADOS version applicable only to children 

[170, 180], only 1 paper (2%) cited the ADOS-2 applicable to adulthood [175], only 1 paper (2%) referred to 

the social model of disability and the spoon theory [176] and 3 papers (7%, [164, 198, 199]) cited other not 

widely used or outdated criteria: an outdated book [211], the Virginia Department of Education in USA 

without any reference, and two guides that refer to Asperger‟s [212, 213]. Only one paper mentioned two 

guides (DSM5 and ADOS2), this paper was counted once in each category [175]. A problematic paradigm 

found in 14 papers was the use of unsubstantiated mentions of high-functioning and low-functioning, which 

incorrectly assume that autism is a linear spectrum and often promotes the idea of neurotypical functioning 

as optimal [158, 161-163, 165, 166, 179, 180, 186, 188, 191, 194, 196, 201]. 

Most of the corpus (77%, 34 papers) utilized a medical or deficit model to frame autism, only 1 paper 

(3%) utilized a social model of disability [171] and 8 papers (18%) used a combination of the medical and 

social paradigms [164, 166, 168, 172, 173, 179, 200, 201] and only 1 paper (2%) of the corpus referred to the 

neurodiversity paradigm [176]. Similarly, most of the literature (79%, 34 papers) utilized person first 

language (people with autism) while 4 papers (9%) used autistic or „ASD people‟ [168, 177, 192, 201], and 5 

papers (12%) alternated between autistic and with autism [159, 176, 191, 193, 194]. No paper in the corpus 

mentioned any autism conceptualization similar to the theory of complementary cognition [37] or at least did 

not cite it directly. 

6.2 Double empathy problem 

Although no paper within the corpus explicitly mentioned or cited the double empathy problem [15], we 

identified that 16% (7 papers) had instances where they indirectly considered the double empathy [162, 170, 

172, 177, 186, 187, 191]. In contrast, the majority of papers (59%, 26 papers) did not consider the double 

empathy problem, not even accidentally. In addition, 11% (5 papers) presented statements and approaches 

that both considered and did not consider the double empathy problem [165, 168, 176, 193, 199]. We neither 

found instances of consideration nor inconsideration of the double empathy problem in 6 papers (14%) 

because the double empathy problem is relevant only when a study researched a topic that is relevant to or 

affects communication between two humans [163, 175, 181, 182, 185, 188]. We compared papers that 

presented instances of not considering the double empathy problem (31 papers) against identified papers that 

utilized the medical paradigm of autism alone (34). In combination with any other paradigm (8), we 

identified 31 matches. In general, this means that papers that utilized the medical model, which is fixated on 

deficits, were more likely to ignore the non-autistic side of the autistic-non-autistic human interaction and 

thus failed to consider the double empathy problem.  

Six papers are noteworthy because they succeeded in considering the double empathy problem in parts of 

their narrative while utilizing the medical paradigm of autism [162, 170, 172, 177, 186, 191]. Throughout 

their study, two papers [162, 191] took steps to listen to the needs of their participants while volunteering for 
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research. Mazurek, Engelhardt and Clark [170] made a statement through which they acknowledge that 

researchers mostly speculate the motivations of autistic people and that no research had solicited autistic 

themselves for their perspectives. Morris, Begel and Wiedermann [172] state in their discussion that 

educating all employees about neurodivergent presentations is beneficial for all. This statement considers 

that empathy is paramount for neurotypical employees and employees still unaware of their neurodivergence. 

Zolyomi, Gotfrid and Shinohara [177] demonstrated how it is possible to avoid the imposition of 

neurotypical ways of communication in research.  

In contrast, 31 papers show a lack of awareness of the double empathy problem in their justification of the 

problem, their aim, their methods and their analysis. 21 papers justified their research with a one-sided view 

of communication, that is, attributing a communication deficit on the autistic adult and denying the same 

neurotypical deficit [158-161, 167, 171, 173, 174, 179, 180, 184, 190, 193-200]. Three papers set to achieve 

aims that were preoccupied with fixing the communication of autistic adults teaching them neurotypical 

ways of communication, denying that neurotypical people also have a deficit in communication (based on a 

medical model) [160, 173, 178]. Eight papers utilized methods that denied a voice to autistic adults and 

elevated that of other stakeholders, usually neurotypical, or leveraged methods gave no opportunity to 

autistic adults to have a voice. Thus all data captured was limited to neurotypical observations and 

understanding [166, 168, 171, 173, 183, 190, 192, 194]. Eight papers developed analyses or 

recommendations that attribute results to the communication deficits of autistic adults but miss out on 

acknowledging neurotypical stakeholders‟ experiences (or deficits based on the medical model) [165, 168, 

169, 173, 176, 183, 189, 201].  

6.3 The abnormal, the improper, and their deficits 

We found that autistic adults are often described as a collection of deficits [158, 164, 167, 169, 173, 174, 

185, 192, 193, 195, 196, 200], hindered by mental conditions [158], with hindered mental growth [158], with 

atypical prosody [160], with abnormal vocalics [158], abnormal proxemics [158], abnormal chronemics 

[158], abnormal haptics [158], being overly literal [158], with abnormal reactions [191] a burden to a 

caregiver [166], a societal issue [172], mysterious [200], peculiar [193, 214], “a person whom we cannot 
connect with” [198] and as “people suffering from autism” [173]. 

Some papers communicated an ableist position claiming that if a human cannot integrate visual cues with 

vocal information simultaneously, then they do not have the abilities necessary to interpret emotional 

responses [158, 179]. This is a troublesome ableist position that then assumes that also people with visual 

impairments, dead/Deaf and deafblind would be equally described as unable to interpret emotional responses 

because they would also lack the ability to interpret visual and vocal cues simultaneously. These ableist 

discourses “other” disabled communities with visual, hearing, and cognitive impairments. Further, it is a 
discourse that is designed to favour non-disabled and neurotypical communication styles. We caution that 

research studies grounded on these types of discourses are set to fail autistic adults from the start and to 

exacerbate the power held by most non-disabled computing researchers. Other papers list difficulties such as 

making eye contact in a way that assumes that it is a behaviour universally expected and that such 

expectation is acceptable [172, 174, 200]. One paper went further into arguing that autistic adults are difficult 

to contact and that it is challenging to ask them questions about themselves, in an attempt to justify the 

tokenistic informing participatory method used [194]. Whereas one other paper assumed that autistic people 
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could not be relied upon in reflecting and self-reporting their own behaviours and emotion [192],  in another 

attempt to justify the method used in the study that denied autistic adults a voice and humanity. Yaneva, 

Temnikova and Mitkov [190] cite a limitation in their study referring to it as an “imposition” due to the 

difficulty of autistic participants in concentrating for long periods of time. This is a troublesome framing in 

that it places the blame on the autistic participants instead of computing researchers acknowledging that they 

failed to design inclusive methods. 

Additional culturally influenced discourses refer to what is “proper” [174, 178, 179, 194, 195] or “not 
performing well” [167] or refer to autistic adults as in need of changing [160] as if it was universal across 

societies and cultures, and by doing so perpetuating an ableist and exclusionary narrative that favours the 

majority non-disabled computing researchers that are predominantly from USA, UK, Spain, Bulgaria, Italy 

and Sweden.  

7 DISCUSSION 

Computing research in adult autism is not globally representative as it is skewed towards recruiting 

participants mostly from USA and Europe (mostly from the UK). No study represented autistic adults in the 

Eastern Mediterranean Region (EMR), South-East Asia Region (SEAR), African Region (AFR) or the 

central America region. No literature review has looked at the global representation of autistic people in 

computing research before this work.  

Overall, there is a predominant focus of computing researchers on communication and social skills. 

However, their efforts are largely focused on deficits and lack consideration of the double empathy problem. 

We also identified the exclusion of older autistic adults, autistic adults that do not fit the binary gender 

sociocultural expectation. Computing research in adult autism is skewed towards recruiting individuals 

identified as male, with papers following a predominant tendency to report binary genders and do not report 

how such genders were determined. This gender bias and lack of acknowledgement of non-binary gender 

identities are also predominant in research with autistic children [7]. Autistic advocates and clinicians have 

collaborated and agreed on three recommendations for researchers that include autistic people: (1) sex and 

gender should be acknowledged and measured as separate constructs that should also include nonbinary 

experiences; including considerations of sociocultural gender norms, (2) work with the autistic community to 

understand their gender terms and their lived experiences while avoiding stereotypes and (3) research should 

focus on how autistic traits overlap with gender diversity and advance gender understanding, while 

respecting autistic people undergoing gender exploration [215]. 

As noted before by Çorlu, Taşel [21], computing research in autism is in urgent need of better reporting 

practices or participant characteristics. Our findings concur with this statement, and in addition, we highlight 

how participants‟ ethnicity is gravely underreported. We believe that this is important because people of 
color are often excluded from diagnostic services and their voices are pervasively missing from autism 

literature [58-60, 65]. The systemic disparities in recruitment (skewed towards young white male autistic 

individuals) observed in the corpus are in agreement with the systemic disparities and methodological 

concerns that contribute to the absence of black autistic experiences in autism research [216]. 

Although our review found several issues with existing HCI and computing related research involving 

autistic adults in the ACM Digital Library up to April 2022, progress has been made by both autistic 

researchers and their allies. However, much key work spearheading change in the conceptualization of 
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autism and examining the implications for technology is not necessarily available on the ACM Digital 

Library, such as the Ought Journal of Autistic Culture or the Autism in Adulthood Journal, and in many 

cases is featured in grey literature or blogs and websites of neurodivergent activists. We recommend that 

computing researchers that engage in adult autism research broaden their background research beyond The 

ACM Guide to Computing Literature and beyond searching databases dedicated to academic publications 

alone. This will allow computing researchers to do research that matters to autistic adults and their allies. We 

strongly encourage researchers to consider adult autism research priorities set by autistic adults and their 

allies, consider the double empathy problem, consider the International Classification of Functioning 

Disability and Health, consider the human rights model of disability. Researchers should include autistic 

adults as partners in research, consider reporting ethical approval, funding, participants characteristics and 

keep up to date with autistic identity and culture across cultures and geographical regions. We encourage 

researchers to stop using as a reference past work that is misinformed, biased, dehumanizing and ableist 

towards autistic adults. 

7.1 Accessible, ethical, and participatory research 

In answer to the hope expressed by Spiel, Frauenberger [7] in their limitations section, the notion of othering 

is also prevalent in adult autism computing research. While some employment and self-sufficiency related 

technologies are researched, these are not geared towards the actual needs of autistic adults but are 

dominated by a tokenistic and othering conceptualization of autistic adults, comparable to the state of 

computing research with autistic children. 

Autistic adults have outlined that communication difficulties are influenced by the environment and other 

people, proving that autistic adults have a voice when given a chance to speak [217]. Some autistic adults 

benefit from communication skills interventions but focusing only on autistic adults and not on the 

environment and other human interactions is both inappropriate and ableist. 

Autistic participants have an overwhelmingly positive experience when research is truly participatory 

[218]. This is a crucial experience that is missing in computing research. Autistic adults are autism experts 

and should be involved as partners in any research related to adult autism [219]. We invite computing 

researchers to strive to utilize participatory research principles and if systems are not designed for 

participatory research, then let‟s speak up to change the systems together. There are multiple guidelines and 

papers with recommendations that are useful to study as researchers thinking of doing computing research in 

adult autism. A practice-based guideline for the inclusion of autistic adults has been suggested as a starting 

point for a research team [220]. Other guidelines are dedicated to making the research methods empathetic 

and accessible for autistic individuals [221], participatory and ethical [222]. A recent guideline helps 

researchers to acknowledge their own identity and how it affects the research [223], a skill that we believe is 

sorely needed in computing research in autism. Various papers provide a detailed list of the type of sensory 

differences to which autistic adults are hyperreactive, hyporeactive or which they seek, which we consider 

paramount for computing researchers to know in advance of working on the topic of adult autism [42, 43, 

224]. 

An example of how involving older autistic adults has helped to identify technology that they consider 

useful and thus is worth exploring and improving is in the work by Zheng, Foley [225]. Older autistic adults 

prefer AT that supports and blends into their daily life with a scaffolded effect [225]. We invite computing 
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researchers to: embed truly participatory methods, study autism paradigms, perform long-term community-

based and interdisciplinary research (rather than the current yearly sprint to submit to inequitable venues 

[22]) and maximize reaching autistic adults in the global south with research methods that give control to 

autistic adults or delegates part of the control or is a partnership. 

7.2 Attending to research priorities that matter to autistic adults 

We encourage computing researchers to work in under-researched adult autism research priorities in the 

themes of sensory preferences, social skills, fostering and supporting activism and advocacy, distress and 

burnout, power of language, awareness, understanding and tolerance, parenthood, sociocultural, linguistic 

and economical diversity, ageing, relationships, sexuality and intimacy, drug and alcohol use, training for 

autism researchers, the criminal justice system, non-verbal and minimally verbal individuals, identity and 

social care. Although the themes of mental health, communication and language skills, diagnosis, lived 

experience, education, parents and extended family services delivery, and employment had one to four 

dedicated papers each, such research is still only representative of autistic adults, mostly in the USA and 

Europe, not globally representative. Thus, we consider that greater efforts (starting from funding bodies) 

need to be given to planning research that seeks to represent autistic adults in the global south, from 

disadvantaged communities, and that speak languages other than English. Further, more research is needed 

that focuses on what is relevant instead of what is valid or reliable. In this literature review we showed how 

studies might provide contributions that are technically valid. However, they fall short of being useful in that 

they do not follow the adult autism research priorities and utilize non-participatory methods. Furthermore, it 

is concerning that we identified computing research work that is unsubstantiated, not representative of the 

global autistic community, and alarmingly, many lack ethical approval. Our recommendations are in 

agreement with Jones [226] that recommended research  to be relevant and useful for autistic people to 

ensure policies and practices meet the lived experiences of autistic people. 

Notably, the lived experience of autistic adults is often bleak, and the scoping synthesis shows how this 

has impacted the choices of research priorities into themes that represent access to basic needs, inclusion in 

communities and employment. This has likely shadowed other not-so-paramount aspects of life, such as 

entertainment, recreational travel, fashion, and art. Autistic adults will focus on choosing autism research 

priorities that are relevant to practical things. It is up to us, the computing community (disabled and non-

disabled together), to determine how to compartmentalize the more specific research questions that will lead 

us to fulfil adult autism research priorities. For example, we suggest research that explores the design of 

interactive interfaces that are inclusive to autistic sensory sensitivity is a worthwhile and important topic of 

research that could have a positive implication on how technology for practical as well as recreational 

aspects of living is designed. 

It is important for future research to be aware of and work towards solving the autism research priorities 

before engaging in autism related research, before applying for funding and before planning research. Ask 

autistic adults what is meaningful research for us [227]. This paper has contributed a synthesis of such 

research priorities, set by autistic and their allies. 

The Global Autistic Task Force on Autism Research has provided perspectives on the gaps in research 

that the future of clinical autism research is not likely to consider in the next five years [228], thus, it is up to 



 

ACM Trans. Comput.-Hum. Interact. 

us in computing research to help through technology research to support these themes: advocacy ad 

scholarship of autistic people, challenge stigmatizing terms such as “profound autism”, embrace 
participatory research, research autism research priorities set by autistic people and their allies (not by 

eugenicists), challenge harmful research and treatments, support only behavioral concepts and interventions 

that consider the double empathy problem. 

7.3 Conceptualizing autism 

This literature review on adult autism has shown that computing research compiled in The ACM Guide to 

Computing Literature is broadly ignoring adult autistic culture and engaging in the dehumanisation, 

objectification, and stigmatisation of autistic adults. Dehumanising, objectifying, and stigmatizing research is 

against the UNCRPD convention. Admittedly, not all countries have ratified the UNCRPD (Eritrea, Holy 

See, Niue, South Sudan, Timor-Leste); nevertheless all the computing corpus included in this work was 

authored by people with affiliations to countries that have ratified the UNCRPD. The use of medicalized 

narratives in autism research suggests an increased likelihood of ableism compared to using other disability 

paradigms [229]. Computing researchers that utilize medicalized models of autism will likely end up 

designing dehumanising, objectifying, and stigmatizing technology. Sadly, we have demonstrated that in 

most cases, this is applicable to computing research in adult autism that has recruited autistic adults over 20 

years old and up to April 2022. Furthermore, computing research is exacerbating autism stereotypes (for 

example, the assumption that autism is a linear spectrum) and engaging in narratives that place 

communication difficulties solely on autistic adults, thus dismissing the landmark double empathy problem 

theory. 

 The framework of the International Classification of Functioning Disability and Health (ICF) enables the 

integration of the biological, psychosocial and environmental aspects of disability [230], yet, no article from 

our corpus used this framework and thus missed the opportunity to holistically research technology for 

autistic adults. Bölte, Lawson [231] speculated how the medical and neurodiversity paradigms are 

complemented in the ICF framework [230]. Autism researchers are already adopting radical changes in the 

way they do their research [232-234], computing research in adult autism is lagging by utilizing outdated and 

stigmatizing autism concepts and approaches. In 2018, an opinion piece by Fletcher-Watson, De Jaegher 

[235] suggested that future diversity computing could focus on developing technology to support 

neurotypical people accepting autistic characteristics instead of seeking the normalization of neurodivergent 

behavior. Four years later, we saw no evidence of any impact of that think piece on computing research in 

adult autism. 

It is unfair that the work on mitigating the harms of autism research performed without consideration of 

the potential risks and harms of damaging narratives continues to fall onto the neurodivergent community 

and their allies. Instead, we encourage a research process that analyzes the justifications, the aims and the 

autism conceptualizations use and their potential risks and harms from the start. 

Autistic adults have reclaimed the autism term and incorporated it into an identity and culture that follows 

UNCRP, the double empathy problem, neurodiversity, and complementary cognition concepts. As autistic 

and ally researchers, we echo this community and hereby invite computing research researchers to value the 

UNCRPD, neurodiversity, and complementary cognition concepts as first steps to acknowledging and 
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accepting autistic adults with both a disability and abilities and as human beings. We believe that adult 

autism computing research requires a fundamental shift in the way autism is conceptualized toward adopting 

an ethical position of acceptance of neurodiversity and complementary cognition. Various research studies 

have provided recommendations on how to avoid ableist language in autism research [35], how to 

Incorporate neurodiversity approaches to research in adult autism [236] and subgrouping participants instead 

of subtyping in order to prevent stereotypes through research [237]. The autism definition given in this paper 

tends to a positive to neutral way of preventing “othering”. It moves away from a deficit-based and ableist 

discourse from influencing computing research in autism. We encourage computing researchers to check 

their privileges and their biases, specifically asking, am I treating autistic adults as I would treat my 

neurotypical peers? 

7.4 Reading autism research considering author’s positionality 

For this section we each switch to our own personal voices and experiences and reflect on the impact that 

analyzing this research had on each of us. 

7.4.1 First author 

My analysis comes with limitations shaped by my positionality. My review is more easily achieved than 

those white privileged neurotypical researchers that govern their work by unwritten and unspoken social 

rules and academic politics that hamper intellectual exploration and radical and timely investigations into the 

norms and assumptions in adult autism computing research. Every description that I read in 44 papers could 

have been about me, oriented on deficits, ignoring my voice, misunderstanding me, dismissing my 

communication skills, and bombarding me with narratives of how I should talk and interact with others. This 

has been emotionally and cognitively difficult and physically painful [238]. I do not claim that my reading 

experience of autism research holds for all autistic adults. I belong to a community that is violently attacked 

and marginalized by research. I refuse to leave my passion for fairness and abandon my community into a 

complicit silence facing the lack of rigor in autism research. I wish I had better news, but the data presented 

here speaks the truth loudly. Non-autistic computing researchers need to start building partnerships with 

autistic researchers, we are here and we “want to cut our own keys” [239]. 

7.4.2 Second author 

Having worked as an accessibility and assistive technology researcher, and as a rehabilitation professional 

before that for about 15 years I was familiar with ableism. As reflected on by others before me [240], I am 

also painfully aware that my own work has at times failed to be truly inclusive, has helped to promote 

negative stereotypes, or has pushed for "well intentioned” normalizing technologies that silence disabled 
people. What is worse is that I know that there are many instances in which I fail to recognize this as a result 

of my own privilege. As I read through many of these 44 papers and had the opportunity to engage in critical 

discussions with my co-authors, I felt often disappointed and outraged at how as HCI and computing 

researchers we often fail the communities we want to support. Many of the participant descriptions felt 

dehumanizing, stemming from the idea that as neurotypical researchers we know what is best for others. As a 

non-disabled researcher working in accessibility, I believe that lived experience of disability is not a pre-

requisite for good research on the topic, but acknowledging that we lack this epistemological expertise is a 
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requisite. We must do better as a community, and to do so we need to start by admitting where we are 

currently failing and ask our disabled colleagues and participants to call us out on our shortcomings. 

7.4.3 Third author 

I have always been fascinated by what constitutes disability. This interest has been present from an early age. 

Working and living in my parents‟ nursing home, I would question why some people were there at all. I was 
also fascinated by people‟s reactions to having a disability or seeing loved ones with a disability. People‟s 
lived realities of having a disability were often not those projected onto them by others. I was re-remined of 

these early days of disability exploration when reading the papers reviewed. Being a person with ADHD I 

find systematically extracting data quite a challenge and therefore whilst I didn‟t take part in that part of the 
paper formally, I did take time to read the papers in my own way – jumping between them and between 

sections. They were challenging to read for many reasons. First, they were incorrect – plain wrong, my 

experience of working with autistic people and interacting with their family members was not in any way 

represented in most of the neurotypical presentations of research. Second, I could feel the pain these 

representations must be causing the first author of this paper. Third, I felt sad (I don‟t go to outrage often like 
the second author) instead I often reflect on the interconnectivity of us all and how misrepresenting people in 

this way is deeply saddening for us as a profession. I also know that I am guilt of ableist norms within my 

work practices. They are what we grow up with and so we can quickly default to them especially when we 

are feeling stretched and tired. There is no excuse for ableism and like others have reflected [240] – I too 

have failed to live up to what I believe should be best practice, and during the writing process I spent 

considerable time thinking of how we can produce a more inclusive culture within HCI research and 

academia more generally. 

In contrast to the wide range of challenges, I also found hope. The bar is in all honestly quite low. We can 

do a lot better very quickly. However, tempering this hope was the ableist norms which persist in Academia 

– this are baked into core services on occasion. For example ethical review boards believing that people with 

Autism are vulnerable, making it more difficult to co-design especially for short term projects like Masters‟ 
dissertations or capstone projects. 

8 CONCLUSION 

Most computing research in adult autism has focused on recruiting male, English speaking adults between 20 

and 30 years old living in the USA and Europe. About 50% of computing research in adult autism lacks 

contributions that focus on autism research priorities set by autistic adults and their allies, thus further 

marginalizing this minority community. Outdated, and sometimes unsubstantiated and medicalized deficit-

based autism paradigms are predominantly used in adult autism computing research, compounded with 

misinformed, dehumanizing, and ableist sociocultural norms (which are not acknowledged by authors) and 

lacking acknowledgement of autistic adult participants. 

Computing researchers need to carefully reflect on their biases, privileges and sociocultural norms when 

working in the field of autism. We have provided a series of recommendations to seek partnerships with 

autistic researchers and to perform autism research that is respectful, relevant, and inclusive to autistic 

people.  



 

ACM Trans. Comput.-Hum. Interact. 

ACKNOWLEDGMENTS 

The research in this paper was made possible by funding from the UK Department for International 

Development through the AT2030 Programme (www.AT2030.org), which is led by the Global Disability 

Innovation Hub (www.DisabilityInnovation.com). We would also like to say thank you to all autistic adults that 

were participants in the studies that we reviewed and who were not acknowledged for their participation, 

thank you. 

REFERENCES 

[1] Bury, S.M., R. Jellett, J.R. Spoor, and D. Hedley, ―It Defines Who I Am‖ or ―It‘s Something I Have‖: What Language Do [Autist ic] 

Australian Adults [on the Autism Spectrum] Prefer? Journal of Autism and Developmental Disorders, 2020. 

[2] Gernsbacher, M.A., Editorial Perspective: The use of person-first language in scholarly writing may accentuate stigma. Journal of Child 

Psychology and Psychiatry, 2017. 58(7): p. 859-861. 

[3] Kenny, L., et al., Which terms should be used to describe autism? Perspectives from the UK autism community. Autism, 2016. 20(4): p. 

442-462. 

[4] The Parliamntary Office of Science and Technology UK, Autism, in POSTNOTE, M. Laurie and P. Border, Editors. 2020, UK 

Parliament. 

[5] Durkin, M.S., et al., Autism screening and diagnosis in low resource settings: Challenges and opportunities to enhance research and 

services worldwide. Autism Research, 2015. 8(5): p. 473-476. 

[6] Laurie, M.H., A. Manches, and S. Fletcher-Watson, Design implications from Cognitive Event Analysis: A case study of digitally 

mediated interaction in autistic children, in International Conference on Interaction Design and Children. 2019, Association for 

Computing Machinery: Boise, ID, USA. p. 476–481. 

[7] Spiel, K., C. Frauenberger, O. Keyes, and G. Fitzpatrick, Agency of Autistic Children in Technology Research—A Critical Literature 

Review. ACM Transactions of Computer-Human Interacttion, 2019. 26(6): p. Article 38. 

[8] Williams, R.M., Metaeugenics and Metaresistance: From Manufacturing the ‗Includeable Body‘ to Walking Away from the Broom Closet. 

The Canadian Journal of Children's Rights, 2019. 6(1). 

[9] Frymiare, J., M. Gernsbacher, and B. Harp, Infantilizing Autism. Disability Studies Quarterly, 2011. 31: p. 17. 

[10] Akhtar, N., J. Dinishak, and J.L. Frymiare, Still Infantilizing Autism? An Update and Extension of Stevenson et al. (2011). Autism in 

Adulthood, 2022. 4(3): p. 224-232. 

[11] Williams, R.M. and J.E. Gilbert, Perseverations of the academy: A survey of wearable technologies applied to autism intervention. 

International Journal of Human-Computer Studies, 2020. 143: p. 102485. 

[12] Singhal, N., et al., An Expert Discussion on Autism in Adulthood in Low- and Middle-Income Countries. Autism in Adulthood, 2019. 1(4): 

p. 241-247. 

[13] Warner, G., J.R. Parr, and J. Cusack, Workshop Report: Establishing Priority Research Areas to Improve the Physical Health and Well-

Being of Autistic Adults and Older People. Autism in Adulthood, 2018. 1(1): p. 20-26. 

[14] Campbell, F.K., Precision ableism: a studies in ableism approach to developing histories of disability and abledment. Rethinking 

History, 2019. 23(2): p. 138-156. 

[15] Milton, D.E.M., On the ontological status of autism: the ‗double empathy problem‘. Disability & Society, 2012. 27(6): p. 883-887. 

[16] Spiel, K. and K. Gerling, The Purpose of Play: How HCI Games Research Fails Neurodivergent Populations. ACM Trans. Comput.-

Hum. Interact., 2021. 28(2): p. Article 11. 

[17] Farahar, C. UPDATE: Detailed what IS autism? 2022  [cited 2022 23 May]; Available from: https://soyoureautistic.com/update-detailed-

what-is-autism/. 

[18] Botha, M. Dr Monique Botha. 2022  [cited 2022 23 May]; Available from: https://www.moniquebotha.com/. 

[19] Williams, R. Rua M. Williams. 2022  [cited 2022 23 May]; Available from: http://www.ruamae.com/. 

[20] Keyes, O., Automating autism: Disability, discourse, and artificial intelligence. The Journal of Sociotechnical Critique, 2020. 1(1): p. 8. 

[21] Çorlu, D., et al., Involving Autistics in User Experience Studies: A Critical Review, in Conference on Designing Interactive Systems. 

2017, Association for Computing Machinery: Edinburgh, United Kingdom. p. 43–55. 

[22] Linxen, S., et al., How WEIRD is CHI?, in Proceedings of the 2021 CHI Conference on Human Factors in Computing Systems. 2021, 

Association for Computing Machinery. p. Article 143. 

[23] Spiel, K., et al., Nothing About Us Without Us: Investigating the Role of Critical Disability Studies in HCI, in Conference on Human 

Factors in Computing Systems. 2020, Association for Computing Machinery: Honolulu, HI, USA. p. 1–8. 

[24] Williams, R. and J. Gilbert, ―Nothing About Us Without Us‖ Transforming Participatory Research and Ethics in Human Systems 

Engineering. 2019. p. 113-134. 

[25] World Health Organization. Disability and health. Fact sheets 2021  [cited 2022 13 September]; Available from: 



 

ACM Trans. Comput.-Hum. Interact. 

https://www.who.int/news-room/fact-sheets/detail/disability-and-health. 

[26] Global coalition. #WeThe15. 2021  [cited 2021 7 October]; Available from: https://www.wethe15.org/. 

[27] Fletcher-Watson, S. and F. Happéh, Autism: A new introduction to psychological theory and current debate. 2019: Routledge. 

[28] Czech, H., Hans Asperger, National Socialism, and ―race hygiene‖ in Nazi-era Vienna. Molecular Autism, 2018. 9(1): p. 29. 

[29] Lord, C., et al., Austism diagnostic observation schedule: A standardized observation of communicative and social behavior. Journal of 

Autism and Developmental Disorders, 1989. 19(2): p. 185-212. 

[30] Lord, C., R. Luyster, K. Gotham, and W. Guthrie, ADOS‐2. Autism Diagnostic Observation Schedule. 2nd ed. 2012, Torrance, CA: 

Western Psychological Services. 

[31] Mitra, S. and T. Shakespeare, Remodeling the ICF. Disability and Health Journal, 2019. 12(3): p. 337-339. 

[32] United Nations. Convention on the Rights of Persons with Disabilities. 2006 3 May 2008 [cited 2022 13 September]; Available from: 

https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities. 

[33] Singer, J., NeuroDiversity The birth of an idea. 2017: Kindle. 

[34] Singer, J., Reflections on Neurodiversity, in What is ND? 2022, Blogger. 

[35] Bottema-Beutel, K., et al., Avoiding Ableist Language: Suggestions for Autism Researchers. Autism in Adulthood, 2020. 

[36] Ballou, E.P., What the Neurodiversity Movement Does—And Doesn't—Offer, in THINKING PERSON'S GUIDE TO AUTISM. 2018, 

Blogger. 

[37] Taylor, H., B. Fernandes, and S. Wraight, The Evolution of Complementary Cognition: Humans Cooperatively Adapt and Evolve 

through a System of Collective Cognitive Search. Cambridge Archaeological Journal, 2021: p. 1-17. 

[38] Taylor, H. and M.D. Vestergaard, Developmental dyslexia: neurodevelopmental disorder or specialisation in Exploration? Frontiers in 

Psychology, 2022. 13(889245): p. 1-19. 

[39] Hearst, C. Constellation model. 2006  [cited 2022 23 May]; Available from: https://www.autangel.org.uk/resources/#constellationmodel. 

[40] Cuve, H.C., et al., Are Autistic and Alexithymic Traits Distinct? A Factor-Analytic and Network Approach. Journal of Autism and 

Developmental Disorders, 2022. 52(5): p. 2019-2034. 

[41] Crane, L., L. Goddard, and L. Pring, Sensory processing in adults with autism spectrum disorders. Autism, 2009. 13(3): p. 215-228. 

[42] MacLennan, K., S. O‘Brien, and T. Tavassoli, In Our Own Words: The Complex Sensory Experiences of Autistic Adults. Journal of 

Autism and Developmental Disorders, 2022. 52(7): p. 3061-3075. 

[43] Robertson, A.E. and R.S.R. David, The sensory experiences of adults with autism spectrum disorder: A qualitative analysis. Perception, 

2015. 44(5): p. 569-86. 

[44] Cope, R. and A. Remington, The Strengths and Abilities of Autistic People in the Workplace. Autism in Adulthood, 2022. 4(1): p. 22-31. 

[45] Russell, G., et al., Mapping the Autistic Advantage from the Accounts of Adults Diagnosed with Autism: A Qualitative Study. Autism in 

Adulthood, 2019. 1(2): p. 124-133. 

[46] Bonnel, A., et al., Enhanced Pitch Sensitivity in Individuals with Autism: A Signal Detection Analysis. J. Cognitive Neuroscience, 2003. 

15(2): p. 226–235. 

[47] Remington, A. and J. Fairnie, A sound advantage: Increased auditory capacity in autism. Cognition, 2017. 166: p. 459-465. 

[48] Kirchner, J., W. Ruch, and I. Dziobek, Brief Report: Character Strengths in Adults with Autism Spectrum Disorder Without Intellectual 

Impairment. Journal of Autism and Developmental Disorders, 2016. 46(10): p. 3330-3337. 

[49] Crompton, C.J., et al., Autistic peer-to-peer information transfer is highly effective. Autism, 2020. 24(7): p. 1704-1712. 

[50] Robinson, A., I. Galbraith, and L. Carrick, Practitioner experience of the impact of humanistic methods on autism practice: a preliminary 

study. Advances in Autism, 2021. 7(2): p. 114-128. 

[51] Hollomotz, A., Disability, Oppression and Violence: Towards a Sociological Explanation. Sociology, 2012. 47(3): p. 477-493. 

[52] Kirby, A.V. and K.E. McDonald, The State of the Science on Autism in Adulthood: Building an Evidence Base for Change. Autism in 

Adulthood, 2021. 3(1): p. 2-4. 

[53] Geurts, H.M., et al., Ageing and heterogeneity regarding autism spectrum conditions: A protocol paper of an accelerated longitudinal 

study. BMJ Open, 2021. 11(3). 

[54] Howlin, P. and I. Magiati, Autism spectrum disorder: outcomes in adulthood. Current Opinion in Psychiatry, 2017. 30(2): p. 69-76. 

[55] Bennett, M. and E. Goodall, Exploring the Needs of Autistic Seniors, in Addressing Underserved Populations in Autism Spectrum 

Research. 2022, Emerald Publishing Limited: Bingley, UK. p. 11-25. 

[56] den Houting, J. and E. Pellicano, A Portfolio Analysis of Autism Research Funding in Australia, 2008–2017. Journal of Autism and 

Developmental Disorders, 2019. 49(11): p. 4400-4408. 

[57] Hoekstra, R.A., F. Girma, B. Tekola, and Z. Yenus, Nothing about us without us: the importance of local collaboration and engagement 

in the global study of autism. BJPsych International, 2018. 15(2): p. 40-43. 

[58] Jones, D.R., et al., An Expert Discussion on Structural Racism in Autism Research and Practice. Autism in Adulthood, 2020. 2(4): p. 

273-281. 

[59] Bennett, M. and E. Goodall, Researching African American Autistics, in Addressing Underserved Populations in Autism Spectrum 



 

ACM Trans. Comput.-Hum. Interact. 

Research. 2022, Emerald Publishing Limited: Bingley, UK. p. 75-97. 

[60] Ames, J.L., et al., Racial/Ethnic Differences in Psychiatric and Medical Diagnoses Among Autistic Adults. Autism in Adulthood, 2022. 

[61] Giwa Onaiwu, M., ―They Don't Know, Don't Show, or Don't Care‖: Autism's White Privilege Problem. Autism in Adulthood, 2020. 2(4): p. 

270-272. 

[62] Huang, Y., S.R.C. Arnold, K.-R. Foley, and J.N. Trollor, Diagnosis of autism in adulthood: A scoping review. Autism, 2020. 24(6): p. 

1311-1327. 

[63] Murphy, S., R.L. Flower, and R. Jellett, Women seeking an autism diagnosis in Australia: A qualitative exploration of factors that help 

and hinder. Autism, 2022. 

[64] Harmens, M., F. Sedgewick, and H. Hobson, The Quest for Acceptance: A Blog-Based Study of Autistic Women's Experiences and 

Well-Being during Autism Identification and Diagnosis. Autism in Adulthood, 2022. 4(1): p. 42-51. 

[65] Davis, A., M. Solomon, and H. Belcher, Examination of Race and Autism Intersectionality Among African American/Black Young Adults. 

Autism in Adulthood, 2022. 

[66] McDonald, T.A.M., Autism Identity and the ―Lost Generation‖: Structural Validation of the Autism Spectrum Identity Scale and 

Comparison of Diagnosed and Self-Diagnosed Adults on the Autism Spectrum. Autism in Adulthood, 2020. 2(1): p. 13-23. 

[67] Cage, E. and Z. Troxell-Whitman, Understanding the Relationships Between Autistic Identity, Disclosure, and Camouflaging. Autism in 

Adulthood, 2020. 2(4): p. 334-338. 

[68] Leedham, A., A.R. Thompson, R. Smith, and M. Freeth, ‗I was exhausted trying to figure it out‘: The experiences of females receiving 

an autism diagnosis in middle to late adulthood. Autism, 2020. 24(1): p. 135-146. 

[69] Lilley, R., et al., ‗A way to be me‘: Autobiographical reflections of autistic adults diagnosed in mid-to-late adulthood. Autism, 2022. 26(6): 

p. 1395-1408. 

[70] De Broize, M., et al., Exploring the Experience of Seeking an Autism Diagnosis as an Adult. Autism in Adulthood, 2022. 4(2): p. 130-

140. 

[71] Evans, K., et al., A Survey of Autistic Adults from New Zealand on the Autism Diagnostic Process During Adolescence and Adulthood. 

Journal of Autism and Developmental Disorders, 2022. 52(2): p. 771-781. 

[72] Wigham, S., et al., Consensus statements on optimal adult post-autism diagnosis support and services: Delphi process following a UK 

survey of autistic adults, relatives and clinicians. Autism. 0(0): p. 13623613221097502. 

[73] Kapp, S.K., K. Gillespie-Lynch, L.E. Sherman, and T. Hutman, Deficit, difference, or both? Autism and neurodiversity. Developmental 

Psychology, 2013. 49(1): p. 59-71. 

[74] Botha, M., B. Dibb, and D.M. Frost, "Autism is me": an investigation of how autistic individuals make sense of autism and stigma. 

Disability & Society, 2022. 37(3): p. 427-453. 

[75] Flett, G.L., et al., The destructiveness and public health significance of socially prescribed perfectionism: A review, analysis, and 

conceptual extension. Clinical Psychology Review, 2022. 93: p. 102130. 

[76] Gibbs, V., J. Hudson, and E. Pellicano, The Extent and Nature of Autistic People‘s Violence Experiences During Adulthood: A Cross-

sectional Study of Victimisation. Journal of Autism and Developmental Disorders, 2022. 

[77] Perry, E., W. Mandy, L. Hull, and E. Cage, Understanding Camouflaging as a Response to Autism-Related Stigma: A Social Identity 

Theory Approach. Journal of Autism and Developmental Disorders, 2021. 

[78] Tang, L. and B. Bie, The stigma of autism in china: an analysis of newspaper portrayals of autism between 2003 and 2012. Health 

Communication, 2016. 31(4): p. 445-452. 

[79] Someki, F., et al., Stigma associated with autism among college students in Japan and the United States: An online training study. 

Research in Developmental Disabilities, 2018. 76: p. 88-98. 

[80] Han, E., K. Scior, K. Avramides, and L. Crane, A systematic review on autistic people's experiences of stigma and coping strategies. 

Autism Research, 2022. 15(1): p. 12-26. 

[81] Pearson, A., K. Rose, and J. Rees, ‗I felt like I deserved it because I was autistic‘: Understanding the impact of interpersonal 

victimisation in the lives of autistic people. Autism, 2022. 

[82] Trundle, G., K.A. Jones, D. Ropar, and V. Egan, Prevalence of Victimisation in Autistic Individuals: A Systematic Review and Meta-

Analysis. Trauma, Violence, and Abuse, 2022. 

[83] Raymaker, D.M., et al., ―Having All of Your Internal Resources Exhausted Beyond Measure and Being Left with No Clean-Up Crew‖: 
Defining Autistic Burnout. Autism in Adulthood, 2020. 2(2): p. 132-143. 

[84] Crane, L., et al., ‗Something needs to change‘: Mental health experiences of young autistic adults in England. Autism, 2019. 23(2): p. 

477-493. 

[85] Zheng, S., et al., Depression in independent young adults on the autism spectrum: Demographic characteristics, service use, and 

barriers. Autism, 2021: p. 13623613211008276. 

[86] Hossain, M.M., et al., Prevalence of comorbid psychiatric disorders among people with autism spectrum disorder: An umbrella review of 

systematic reviews and meta-analyses. Psychiatry Research, 2020. 287: p. 112922. 

[87] Smith DaWalt, L., J. Hong, J.S. Greenberg, and M.R. Mailick, Mortality in individuals with autism spectrum disorder: Predictors over a 

20-year period. Autism: the international journal of research and practice, 2019. 23(7): p. 1732-1739. 



 

ACM Trans. Comput.-Hum. Interact. 

[88] Cai, R.Y., et al., ―Self-compassion changed my life‖: The self-compassion experiences of autistic and non-autistic adults and its 

relationship with mental health and psychological wellbeing. Journal of Autism and Developmental Disorders, 2022. 

[89] Chaplin, E., et al., Self-harm and Mental Health Characteristics of Prisoners with elevated rates of autistic traits. Research in 

Developmental Disabilities, 2021. 114: p. 103987. 

[90] Cassidy, S. and J. Rodgers, Understanding and prevention of suicide in autism. The Lancet Psychiatry, 2017. 4(6): p. e11. 

[91] Hedley, D. and M. Uljarević, Systematic Review of Suicide in Autism Spectrum Disorder: Current Trends and Implications. Current 
Developmental Disorders Reports, 2018. 5(1): p. 65-76. 

[92] Lever, A.G. and H.M. Geurts, Psychiatric Co-occurring Symptoms and Disorders in Young, Middle-Aged, and Older Adults with Autism 

Spectrum Disorder. Journal of Autism and Developmental Disorders, 2016. 46(6): p. 1916-1930. 

[93] Brede, J., et al., ―We Have to Try to Find a Way, a Clinical Bridge‖ - autistic adults' experience of accessing and receiving support for 

mental health difficulties: A systematic review and thematic meta-synthesis. Clinical Psychology Review, 2022. 93: p. 102131. 

[94] Strömberg, M., L. Liman, P. Bang, and K. Igelström, Experiences of Sensory Overload and Communication Barriers by Autistic Adults 

in Health Care Settings. Autism in Adulthood, 2021. 4(1): p. 66-75. 

[95] Belcher, H.L., On Being Autistic and in Mental Health Crisis Care. Autism in Adulthood, 2022. 4(3): p. 179-182. 

[96] Camm-Crosbie, L., et al., ‗People like me don‘t get support‘: Autistic adults‘ experiences of support and treatment for mental health 
difficulties, self-injury and suicidality. Autism, 2018. 23(6): p. 1431-1441. 

[97] Lipinski, S., et al., A blind spot in mental healthcare? Psychotherapists lack education and expertise for the support of adults on the 

autism spectrum. Autism, 2022. 26(6): p. 1509-1521. 

[98] Adams, D. and K. Young, A Systematic Review of the Perceived Barriers and Facilitators to Accessing Psychological Treatment for 

Mental Health Problems in Individuals on the Autism Spectrum. Review Journal of Autism and Developmental Disorders, 2021. 8(4): p. 

436-453. 

[99] Baron-Cohen, S., Chapter 11 - Empathizing, systemizing, and the extreme male brain theory of autism, in Progress in Brain Research, 

I. Savic, Editor. 2010, Elsevier. p. 167-175. 

[100] Haney, J.L., Autism, females, and the DSM-5: Gender bias in autism diagnosis. Social Work in Mental Health, 2016. 14(4): p. 396-407. 

[101] Adamou, M., M. Johnson, and B. Alty, Autism Diagnostic Observation Schedule (ADOS) scores in males and females diagnosed with 

autism: a naturalistic study. Advances in Autism, 2018. 4(2): p. 49-55. 

[102] Hillier, A., et al., LGBTQ + and autism spectrum disorder: Experiences and challenges. International Journal of Transgender Health, 

2020. 21(1): p. 98-110. 

[103] Kourti, M. and A. MacLeod, ―I Don't Feel Like a Gender, I Feel Like Myself‖: Autistic Individuals Raised as Girls Exploring Gender 

Identity. Autism in Adulthood, 2019. 1(1): p. 52-59. 

[104] Cooper, K., W. Mandy, C. Butler, and A. Russell, The lived experience of gender dysphoria in autistic adults: An interpretative 

phenomenological analysis. Autism, 2022. 26(4): p. 963-974. 

[105] Steinberg, H., T. Garfield, A. Becker, and L. Shea, What Category Best Fits: Understanding Transgender Identity in a Survey of Autistic 

Individuals. Autism in Adulthood, 2022. 

[106] Pecora, L.A., et al., Gender identity, sexual orientation and adverse sexual experiences in autistic females. Molecular Autism, 2020. 

11(1). 

[107] McAuliffe, C., R.J. Walsh, and E. Cage, ―My whole life has been a process of finding labels that fit‖: A Thematic Analysis of Autistic 

LGBTQIA+ Identity and Inclusion in the LGBTQIA+ Community. Autism in Adulthood, 2022. 

[108] Gibbs, V., et al., Experiences of physical and sexual violence as reported by autistic adults without intellectual disability: Rate, gender 

patterns and clinical correlates. Research in Autism Spectrum Disorders, 2021. 89. 

[109] Dike, J.E., et al., A Systematic Review of Sexual Violence Among Autistic Individuals. Review Journal of Autism and Developmental 

Disorders, 2022. 

[110] Murphy, J., et al., Autism and transgender identity: Implications for depression and anxiety. Research in Autism Spectrum Disorders, 

2020. 69. 

[111] Barrington, D.J., H.J. Robinson, E. Wilson, and J. Hennegan, Experiences of menstruation in high income countries: A systematic 

review, qualitative evidence synthesis and comparison to low- and middle-income countries. PLOS ONE, 2021. 16(7): p. e0255001. 

[112] Hennegan, J., et al., Women‘s and girls‘ experiences of menstruation in low- and middle-income countries: A systematic review and 

qualitative metasynthesis. PLOS Medicine, 2019. 16(5): p. e1002803. 

[113] Moseley, R.L., T. Druce, and J.M. Turner-Cobb, ‗When my autism broke‘: A qualitative study spotlighting autistic voices on menopause. 

Autism, 2020. 24(6): p. 1423-1437. 

[114] Groenman, A.P., et al., Menstruation and menopause in autistic adults: Periods of importance? Autism, 2022. 26(6): p. 1563-1572. 

[115] Karavidas, M. and R.O. de Visser, ―It's Not Just in My Head, and It's Not Just Irrelevant‖: Autistic Negotiations of Menopausal 
Transitions. Journal of Autism and Developmental Disorders, 2022. 52(3): p. 1143-1155. 

[116] Samuel, P., et al., Sensory challenges experienced by autistic women during pregnancy and childbirth: a systematic review. Archives of 

Gynecology and Obstetrics, 2022. 305(2): p. 299-311. 

[117] Steward, R., et al., ―Life is Much More Difficult to Manage During Periods‖: Autistic Experiences of Menstruation. Journal of Autism and 



 

ACM Trans. Comput.-Hum. Interact. 

Developmental Disorders, 2018. 48(12): p. 4287-4292. 

[118] Sonido, M., S. Arnold, J. Higgins, and Y.I.J. Hwang, Autism in Later Life: What Is Known and What Is Needed? Current Developmental 

Disorders Reports, 2020. 7(2): p. 69-77. 

[119] Mason, D., G.R. Stewart, S.J. Capp, and F. Happé, Older Age Autism Research: A Rapidly Growing Field, but Still a Long Way to Go. 

Autism in Adulthood, 2022. 4(2): p. 164-172. 

[120] Edelson, S.M., et al., Strategies for Research, Practice, and Policy for Autism in Later Life: A Report from a Think Tank on Aging and 

Autism. Journal of Autism and Developmental Disorders, 2021. 51(1): p. 382-390. 

[121] Miller, D., J. Rees, and A. Pearson, ―Masking Is Life‖: Experiences of Masking in Autistic and Nonautistic Adults. Autism in Adulthood, 

2021. 3(4): p. 330-338. 

[122] Pearson, A. and K. Rose, A Conceptual Analysis of Autistic Masking: Understanding the Narrative of Stigma and the Illusion of Choice. 

Autism in Adulthood, 2021. 3(1): p. 52-60. 

[123] Mantzalas, J., et al., What Is Autistic Burnout? A Thematic Analysis of Posts on Two Online Platforms. Autism in Adulthood, 2021. 4(1): 

p. 52-65. 

[124] Hayward, S.M., K.R. McVilly, and M.A. Stokes, ―I Would Love to Just Be Myself‖: What Autistic Women Want at Work. Autism in 
Adulthood, 2019. 1(4): p. 297-305. 

[125] Nicholas, D.B., et al., An Expert Discussion on Employment in Autism. Autism in Adulthood, 2019. 1(3): p. 162-169. 

[126] Ee, D., et al., Loneliness in Adults on the Autism Spectrum. Autism in Adulthood, 2019. 1(3): p. 182-193. 

[127] Stewart, G.R., et al., Self-harm and Suicidality Experiences of Middle-Age and Older Adults With vs. Without High Autistic Traits. 

Journal of Autism and Developmental Disorders, 2022. 

[128] Brosnan, M. and S. Adams, The Expectancies and Motivations for Heavy Episodic Drinking of Alcohol in Autistic Adults. Autism in 

Adulthood, 2020. 2(4): p. 317-324. 

[129] Brosnan, M. and S. Adams, Adapting Drug and Alcohol Therapies for Autistic Adults. Autism in Adulthood, 2022. 4(3): p. 214-223. 

[130] Adams, D., M. Stainsby, and J. Paynter, Autistic Mothers of Autistic Children: A Preliminary Study in an Under-Researched Area. 

Autism in Adulthood, 2021. 3(4): p. 339-346. 

[131] McDonnell, C.G. and E.A. DeLucia, Pregnancy and Parenthood Among Autistic Adults: Implications for Advancing Maternal Health and 

Parental Well-Being. Autism in Adulthood, 2021. 3(1): p. 100-115. 

[132] Geurts, H.M., R. Charlton, and L. Bishop, Ageing when Being Autistic, in Handbook on Ageing with Disability. 2021. p. 148-157. 

[133] Crompton, C.J., C. Michael, M. Dawson, and S. Fletcher-Watson, Residential Care for Older Autistic Adults: Insights from Three 

Multiexpert Summits. Autism in Adulthood, 2020. 2(2): p. 121-127. 

[134] Desideri, L., et al., Assistive Technology for Cognition to Support Executive Functions in Autism: a Scoping Review. Advances in 

Neurodevelopmental Disorders, 2020. 4(4): p. 330-343. 

[135] Pennington, R.C., Computer-Assisted Instruction for Teaching Academic Skills to Students With Autism Spectrum Disorders: A Review 

of Literature. Focus on Autism and Other Developmental Disabilities, 2010. 25(4): p. 239-248. 

[136] Wainer, A.L. and B.R. Ingersoll, The use of innovative computer technology for teaching social communication to individuals with 

autism spectrum disorders. Research in Autism Spectrum Disorders, 2011. 5(1): p. 96-107. 

[137] Wilkenfeld, D.A. and A.M. McCarthy, Ethical Concerns with Applied Behavior Analysis for Autism Spectrum ―Disorder‖. Kennedy 
Institute of Ethics Journal, 2020. 30(1). 

[138] Lo, J. Why A European Autism Research Program Has Sparked Fears Of Eugenics. 2018 6 December 2018 [cited 2021 6 August]; 

Available from: https://theestablishment.co/why-a-european-autism-research-program-has-sparked-fears-of-eugenics/index.html. 

[139] Sandoval-Norton, A.H., G. Shkedy, and D. Shkedy, Long-term ABA Therapy Is Abusive: A Response to Gorycki, Ruppel, and Zane. 

Advances in Neurodevelopmental Disorders, 2021. 5(2): p. 126-134. 

[140] Leaf, J.B., et al., Concerns About ABA-Based Intervention: An Evaluation and Recommendations. Journal of Autism and 

Developmental Disorders, 2022. 52(6): p. 2838-2853. 

[141] Begum, M., R.W. Serna, and H.A. Yanco, Are Robots Ready to Deliver Autism Interventions? A Comprehensive Review. International 

Journal of Social Robotics, 2016. 8(2): p. 157-181. 

[142] Boisvert, M., R. Lang, M. Andrianopoulos, and M.L. Boscardin, Telepractice in the assessment and treatment of individuals with autism 

spectrum disorders: A systematic review. Developmental Neurorehabilitation, 2010. 13(6): p. 423-432. 

[143] Chia, G.L.C., A. Anderson, and L.A. McLean, Use of Technology to Support Self-Management in Individuals with Autism: Systematic 

Review. Review Journal of Autism and Developmental Disorders, 2018. 5(2): p. 142-155. 

[144] Ferguson, J., E.A. Craig, and K. Dounavi, Telehealth as a Model for Providing Behaviour Analytic Interventions to Individuals with 

Autism Spectrum Disorder: A Systematic Review. Journal of Autism and Developmental Disorders, 2019. 49(2): p. 582-616. 

[145] Fletcher-Watson, S., A Targeted Review of Computer-Assisted Learning for People with Autism Spectrum Disorder: Towards a 

Consistent Methodology. Review Journal of Autism and Developmental Disorders, 2014. 1(2): p. 87-100. 

[146] Sutherland, R., D. Trembath, and J. Roberts, Telehealth and autism: A systematic search and review of the literature. International 

Journal of Speech-Language Pathology, 2018. 20(3): p. 324-336. 

[147] Valencia, K., C. Rusu, D. Quiñones, and E. Jamet, The Impact of Technology on People with Autism Spectrum Disorder: A Systematic 



 

ACM Trans. Comput.-Hum. Interact. 

Literature Review. Sensors (Basel, Switzerland), 2019. 19(20): p. 4485. 

[148] Walsh, E., J. Holloway, A. McCoy, and H. Lydon, Technology-Aided Interventions for Employment Skills in Adults with Autism Spectrum 

Disorder: A Systematic Review. Review Journal of Autism and Developmental Disorders, 2017. 4(1): p. 12-25. 

[149] Chen, W., Multitouch Tabletop Technology for People with Autism Spectrum Disorder: A Review of the Literature. Procedia Computer 

Science, 2012. 14: p. 198-207. 

[150] McGhee Hassrick, E., et al., Benefits and Risks: A Systematic Review of Information and Communication Technology Use by Autistic 

People. Autism in Adulthood, 2021. 3(1): p. 72-84. 

[151] Michael, C., Is Being Othered a Co-Occurring Condition of Autism? Autism in Adulthood, 2021. 3(2): p. 118-119. 

[152] Page, M.J., et al., The PRISMA 2020 statement: an updated guideline for reporting systematic reviews. BMJ, 2021. 372: p. n71. 

[153] Ouzzani, M., H. Hammady, Z. Fedorowicz, and A. Elmagarmid, Rayyan—a web and mobile app for systematic reviews. Systematic 

Reviews, 2016. 5(1): p. 210. 

[154] World Health Organization. Adolescent health. 2022  [cited 2022 22 December]; Available from: https://www.who.int/health-

topics/adolescent-health#tab=tab_1. 

[155] Arnstein, S.R., A Ladder Of Citizen Participation. Journal of the American Institute of Planners, 1969. 35(4): p. 216-224. 

[156] Roche, L., D. Adams, and M. Clark, Research priorities of the autism community: A systematic review of key stakeholder perspectives. 

Autism, 2021. 25(2): p. 336-348. 

[157] Elo, S. and H. Kyngäs, The qualitative content analysis process. J Adv Nurs, 2008. 62(1): p. 107-15. 

[158] Banskota, A. and Y.-K. Ng, Recommending Video Games to Adults with Autism Spectrum Disorder for Social-Skill Enhancement, in 

Conference on User Modeling, Adaptation and Personalization. 2020, Association for Computing Machinery: Genoa, Italy. p. 14–22. 

[159] Begel, A., et al., How a Remote Video Game Coding Camp Improved Autistic College Students' Self-Efficacy in Communication. Sigcse 

'21, 2021: p. 142–148. 

[160] Boyd, L.E., et al., SayWAT: Augmenting Face-to-Face Conversations for Adults with Autism, in Conference on Human Factors in 

Computing Systems. 2016, Association for Computing Machinery: San Jose, California, USA. p. 4872–4883. 

[161] Bozgeyikli, L., et al., Vocational Rehabilitation of Individuals with Autism Spectrum Disorder with Virtual Reality. ACM Trans. Access. 

Comput., 2017. 10(2): p. Article 5. 

[162] Burke, M., R. Kraut, and D. Williams, Social use of computer-mediated communication by adults on the autism spectrum, in Conference 

on Computer supported cooperative work. 2010, Association for Computing Machinery: Savannah, Georgia, USA. p. 425–434. 

[163] Engelhardt, C.R., et al., Effects of Violent-Video-Game Exposure on Aggressive Behavior, Aggressive-Thought Accessibility, and 

Aggressive Affect Among Adults With and Without Autism Spectrum Disorder. Psychological Science, 2015. 26(8): p. 1187-1200. 

[164] Hong, H., E. Gilbert, G.D. Abowd, and R.I. Arriaga, In-group Questions and Out-group Answers: Crowdsourcing Daily Living Advice for 

Individuals with Autism, in Conference on Human Factors in Computing Systems. 2015, Association for Computing Machinery: Seoul, 

Republic of Korea. p. 777–786. 

[165] Hong, H., J.G. Kim, G.D. Abowd, and R.I. Arriaga, Designing a social network to support the independence of young adults with autism. 

2012, Association for Computing Machinery: Seattle, Washington, USA. p. 627–636. 

[166] Hong, H., et al., Investigating the use of circles in social networks to support independence of individuals with autism, in Conference on 

Human Factors in Computing Systems. 2013, Association for Computing Machinery: Paris, France. p. 3207–3216. 

[167] Kaliouby, R.e. and A. Teeters, Eliciting, capturing and tagging spontaneous facialaffect in autism spectrum disorder, in international 

Conference on Multimodal Interfaces. 2007, Association for Computing Machinery: Nagoya, Aichi, Japan. p. 46–53. 

[168] Lin, T., et al., Empathics system: application of emotion analysis AI through smart glasses, in International Conference on PErvasive 

Technologies Related to Assistive Environments. 2020, Association for Computing Machinery: Corfu, Greece. p. Article 34. 

[169] Mazurek, M.O., Social media use among adults with autism spectrum disorders. Comput. Hum. Behav., 2013. 29(4): p. 1709–1714. 

[170] Mazurek, M.O., C.R. Engelhardt, and K.E. Clark, Video games from the perspective of adults with autism spectrum disorder. Comput. 

Hum. Behav., 2015. 51(PA): p. 122–130. 

[171] Morales-Villaverde, L.M., K. Caro, T. Gotfrid, and S. Kurniawan, Online Learning System to Help People with Developmental 

Disabilities Reinforce Basic Skills, in International ACM SIGACCESS Conference on Computers and Accessibility. 2016, Association for 

Computing Machinery: Reno, Nevada, USA. p. 43–51. 

[172] Morris, M.R., A. Begel, and B. Wiedermann, Understanding the Challenges Faced by Neurodiverse Software Engineering Employees: 

Towards a More Inclusive and Productive Technical Workforce, in International ACM SIGACCESS Conference on Computers & 

Accessibility. 2015, Association for Computing Machinery: Lisbon, Portugal. p. 173–184. 

[173] Neupane, A., et al., Do Social Disorders Facilitate Social Engineering? A Case Study of Autism and Phishing Attacks, in Computer 

Security Applications Conference. 2018, Association for Computing Machinery: San Juan, PR, USA. p. 467–477. 

[174] Ramnauth, R., et al., A Social Robot for Improving Interruptions Tolerance and Employability in Adults with ASD. Hri '22, 2022: p. 4–13. 

[175] Salekin, A. and N. Russo, Understanding Autism: The Power of EEG Harnessed by Prototypical Learning. Mcps '21, 2021: p. 12–16. 

[176] Zolyomi, A., et al., Managing Stress: The Needs of Autistic Adults in Video Calling. Proc. ACM Hum.-Comput. Interact., 2019. 

3(CSCW): p. Article 134. 

[177] Zolyomi, A., T. Gotfrid, and K. Shinohara, Socializing via a Scarf: Individuals with Intellectual and Developmental Disabilities Explore 



 

ACM Trans. Comput.-Hum. Interact. 

Smart Textiles, in Conference on Human Factors in Computing Systems. 2019, Association for Computing Machinery: Glasgow, 

Scotland Uk. p. Paper LBW0217. 

[178] Barbu, E., M.T. Martín-Valdivia, E. Martínez-Cámara, and L.A. Ureña-López, Language technologies applied to document simplification 

for helping autistic people. Expert Syst. Appl., 2015. 42(12): p. 5076–5086. 

[179] Cassidy, S.A., et al., Expressive visual text-to-speech as an assistive technology for individuals with autism spectrum conditions. 

Comput. Vis. Image Underst., 2016. 148(C): p. 193–200. 

[180] Eraslan, S., V. Yaneva, Y. Yesilada, and S. Harper, Do Web Users with Autism Experience Barriers When Searching for Information 

Within Web Pages?, in Conference on The Future of Accessible Work. 2017, Association for Computing Machinery: Perth, Western 

Australia, Australia. p. Article 20. 

[181] Eraslan, S., Y. Yesilada, V. Yaneva, and S. Harper, Autism Detection Based on Eye Movement Sequences on the Web: A Scanpath 

Trend Analysis Approach. W4a '20, 2020. 

[182] Ferrario, M.A., et al., Computing and mental health: intentionality and reflection at the click of a button, in Conference on Pervasive 

Computing Technologies for Healthcare. 2017, Association for Computing Machinery: Barcelona, Spain. p. 1–10. 

[183] Matthews, O., et al., Combining Trending Scan Paths with Arousal to Model Visual Behaviour on the Web: A Case Study of 

Neurotypical People vs People with Autism, in Conference on User Modeling, Adaptation and Personalization. 2019, Association for 

Computing Machinery: Larnaca, Cyprus. p. 86–94. 

[184] McGowan, J., G. Leplâtre, and I. McGregor, CymaSense: A Novel Audio-Visual Therapeutic Tool for People on the Autism Spectrum, in 

International ACM SIGACCESS Conference on Computers and Accessibility. 2017, Association for Computing Machinery: Baltimore, 

Maryland, USA. p. 62–71. 

[185] Shim, L., et al., Evaluating multimodal driver displays of varying urgency for drivers on the autistic spectrum, in International Conference 

on Automotive User Interfaces and Interactive Vehicular Applications. 2015, Association for Computing Machinery: Nottingham, United 

Kingdom. p. 133–140. 

[186] Simm, W., et al., Anxiety and Autism: Towards Personalized Digital Health, in Conference on Human Factors in Computing Systems. 

2016, Association for Computing Machinery: San Jose, California, USA. p. 1270–1281. 

[187] Simm, W., M.A. Ferrario, A. Gradinar, and J. Whittle, Prototyping ―clasp‖: implications for designing digital technology for and with 
adults with autism, in Conference on Designing Interactive Systems. 2014, Association for Computing Machinery: Vancouver, BC, 

Canada. p. 345–354. 

[188] Yaneva, V., L.A. Ha, S. Eraslan, and Y. Yesilada, Adults with High-functioning Autism Process Web Pages With Similar Accuracy but 

Higher Cognitive Effort Compared to Controls, in Web For All Conference. 2019, Association for Computing Machinery: San Francisco, 

CA, USA. p. Article 34. 

[189] Yaneva, V., et al., Detecting Autism Based on Eye-Tracking Data from Web Searching Tasks, in Internet of Accessible Things. 2018, 

Association for Computing Machinery: Lyon, France. p. Article 16. 

[190] Yaneva, V., I. Temnikova, and R. Mitkov, Accessible Texts for Autism: An Eye-Tracking Study, in International ACM SIGACCESS 

Conference on Computers & Accessibility. 2015, Association for Computing Machinery: Lisbon, Portugal. p. 49–57. 

[191] Rapp, A., et al., Designing an Urban Support for Autism, in International Conference on Human-Computer Interaction with Mobile 

Devices and Services. 2019, Association for Computing Machinery: Taipei, Taiwan. p. Article 43. 

[192] Tarantino, L., G.D. Gasperis, T.D. Mascio, and M.C. Pino, Immersive applications: what if users are in the autism spectrum?, in 

Conference on Virtual-Reality Continuum and its Applications in Industry. 2019, Association for Computing Machinery: Brisbane, QLD, 

Australia. p. Article 32. 

[193] Rapp, A., et al., Holistic User Models for Cognitive Disabilities: Personalized Tools for Supporting People with Autism in the City, in 

Conference on User Modeling, Adaptation and Personalization. 2018, Association for Computing Machinery: Singapore, Singapore. p. 

109–113. 

[194] Mauro, N., L. Ardissono, and F. Cena, Personalized Recommendation of PoIs to People with Autism. 2020: p. 163–172. 

[195] Sundberg, M., Online gaming, loneliness and friendships among adolescents and adults with ASD. Comput. Hum. Behav., 2018. 79(C): 

p. 105–110. 

[196] Shahid, S., J.t. Voort, M. Somers, and I. Mansour, Skeuomorphic, flat or material design: requirements for designing mobile planning 

applications for students with autism spectrum disorder, in International Conference on Human-Computer Interaction with Mobile 

Devices and Services Adjunct. 2016, Association for Computing Machinery: Florence, Italy. p. 738–745. 

[197] Gentile, V., et al., Touch or touchless? evaluating usability of interactive displays for persons with autistic spectrum disorders, in 

International Symposium on Pervasive Displays. 2019, Association for Computing Machinery: Palermo, Italy. p. Article 10. 

[198] Passerino, L.M. and L.M.C. Santarosa, Autism and digital learning environments: Processes of interaction and mediation. Comput. 

Educ., 2008. 51(1): p. 385–402. 

[199] Downing, J., Applied or Denied? The eLearning Experience of an Autistic, Mature-Aged University Student. Int. J. Cyber Ethics Educ., 

2014. 3(2): p. 1–15. 

[200] Newton, A.T., A.D.I. Kramer, and D.N. McIntosh, Autism online: a comparison of word usage in bloggers with and without autism 

spectrum disorders, in Conference on Human Factors in Computing Systems. 2009, Association for Computing Machinery: Boston, MA, 

USA. p. 463–466. 

[201] Hong, H., G.D. Abowd, and R.I. Arriaga, Towards designing social question-and-answer systems for behavioral support of individuals 



 

ACM Trans. Comput.-Hum. Interact. 

with autism, in International Conference on Pervasive Computing Technologies for Healthcare. 2015, ICST (Institute for Computer 

Sciences, Social-Informatics and Telecommunications Engineering): Istanbul, Turkey. p. 17–24. 

[202] Ferrario, M.A., et al., Values-first SE: research principles in practice, in Conference on Software Engineering Companion. 2016, 

Association for Computing Machinery: Austin, Texas. p. 553–562. 

[203] Dewinter, J., A.I.R. van der Miesen, and L.G. Holmes, INSAR Special Interest Group Report: Stakeholder Perspectives on Priorities for 

Future Research on Autism, Sexuality, and Intimate Relationships. Autism Research, 2020. 13(8): p. 1248-1257. 

[204] Pellicano, L., A. Dinsmore, and T. Charman, What should autism research focus upon? Community views and priorities from the UK. 

Autism, 2014. 18(7): p. 756-770. 

[205] Gotham, K., et al., Characterizing the daily life, needs, and priorities of adults with autism spectrum disorder from Interactive Autism 

Network data. Autism, 2015. 19(7): p. 794-804. 

[206] James Lind Alliance. Autism PSP final report. 2015  [cited 2021 26 July]; Available from: https://www.jla.nihr.ac.uk/priority-setting-

partnerships/autism/. 

[207] Benevides, T.W., et al., Listening to the autistic voice: Mental health priorities to guide research and practice in autism from a 

stakeholder-driven project. Autism, 2020. 24(4): p. 822-833. 

[208] Amaral, D.G., et al., Gaps in Current Autism Research: The Thoughts of the Autism Research Editorial Board and Associate Editors. 

Autism Research, 2019. 12(5): p. 700-714. 

[209] Caldwell-Harris, C.L. and C.J. Jordan, Systemizing and special interests: Characterizing the continuum from neurotypical to autism 

spectrum disorder. Learning and Individual Differences, 2014. 29: p. 98-105. 

[210] Sasson, N.J., G.S. Dichter, and J.W. Bodfish, Affective Responses by Adults with Autism Are Reduced to Social Images but Elevated to 

Images Related to Circumscribed Interests. PLOS ONE, 2012. 7(8): p. e42457. 

[211] Hobson, R.P., El autismo y el desarrollo de la mente. 1995, Madrid: Alianza Editorial. 

[212] Attwood, T., The Complete Guide to Asperger's Syndrome. 2007: Jessica Kingsley Publishers. 

[213] Powell, A., Taking Responsibility: Good Practice Guidelines for Services for Adults with Asperger Syndrome. 2002: National Autistic 

Society. 

[214] Cena, F., et al., Personalized Tourist Guide for People with Autism. UMAP '20 Adjunct, 2020: p. 347–351. 

[215] Strang, J.F., et al., Both sex- and gender-related factors should be considered in autism research and clinical practice. Autism, 2020. 

24(3): p. 539-543. 

[216] Malone, K.M., et al., The Scholarly Neglect of Black Autistic Adults in Autism Research. Autism in Adulthood, 2022. 

[217] Cummins, C., E. Pellicano, and L. Crane, Autistic adults‘ views of their communication skills and needs. International Journal of 

Language and Communication Disorders, 2020. 55(5): p. 678-689. 

[218] Pellicano, E., et al., "i Knew She'd Get It, and Get Me": Participants' Perspectives of a Participatory Autism Research Project. Autism in 

Adulthood, 2022. 4(2): p. 120-129. 

[219] Gillespie-Lynch, K., et al., Whose Expertise Is It? Evidence for Autistic Adults as Critical Autism Experts. Frontiers in Psychology, 2017. 

8(438). 

[220] Nicolaidis, C., et al., The AASPIRE practice-based guidelines for the inclusion of autistic adults in research as co-researchers and study 

participants. Autism, 2019. 23(8): p. 2007-2019. 

[221] Ashworth, M., et al., Toward Empathetic Autism Research: Developing an Autism-Specific Research Passport. Autism in Adulthood, 

2021. 3(3): p. 280-288. 

[222] Cascio, M.A., J.A. Weiss, and E. Racine, Person-oriented ethics for autism research: Creating best practices through engagement with 

autism and autistic communities. Autism, 2020. 24(7): p. 1676-1690. 

[223] Rosqvist, H.B., et al., Being, Knowing, and Doing: Importing Theoretical Toolboxes for Autism Studies. Autism in Adulthood, 2022. 

[224] MacLennan, K., et al., ―It Is a Big Spider Web of Things‖: Sensory Experiences of Autistic Adults in Public Spaces. Autism in Adulthood, 
2022. 

[225] Zheng, L., et al., The use of everyday and assistive technology in the lives of older autistic adults. Autism, 2021. 26(6): p. 1550-1562. 

[226] Jones, S.C., Measuring the Wrong Thing the Right Way? Time to Rethink Autism Research Tools. Autism in Adulthood, 2022. 4(2): p. 

104-109. 

[227] Poulsen, R., C. Brownlow, W. Lawson, and E. Pellicano, Meaningful research for autistic people? Ask autistics! Autism, 2022. 26(1): p. 

3-5. 

[228] Pukki, H., et al., Autistic Perspectives on the Future of Clinical Autism Research. Autism in Adulthood, 2022. 4(2): p. 93-101. 

[229] Botha, M. and E. Cage, "Autism Research is in Crisis": A mixed method study of researcher's constructions of autistic people and 

autism research. 2022. 

[230] World Health Organization, International Classification of Functioning, Disability and Health (ICF). 2001, World Health Organization. 

[231] Bölte, S., W.B. Lawson, P.B. Marschik, and S. Girdler, Reconciling the seemingly irreconcilable: The WHO's ICF system integrates 

biological and psychosocial environmental determinants of autism and ADHD: The International Classification of Functioning (ICF) 

allows to model opposed biomedical and neurodiverse views of autism and ADHD within one framework. BioEssays, 2021. 43(9). 



 

ACM Trans. Comput.-Hum. Interact. 

[232] Happé, F. and U. Frith, Annual Research Review: Looking back to look forward – changes in the concept of autism and implications for 

future research. Journal of Child Psychology and Psychiatry and Allied Disciplines, 2020. 61(3): p. 218-232. 

[233] Pellicano, E. and J. den Houting, Annual Research Review: Shifting from ‗normal science‘ to neurodiversity in autism science. Journal 

of Child Psychology and Psychiatry and Allied Disciplines, 2022. 63(4): p. 381-396. 

[234] Wright, B., P. Spikins, and H. Pearson, Should autism spectrum conditions be characterised in a more positiveway in our modern 

world? Medicina (Lithuania), 2020. 56(5). 

[235] Fletcher-Watson, S., et al., Diversity computing. interactions, 2018. 25(5): p. 28–33. 

[236] Dwyer, P., The Neurodiversity Approach(es): What Are They and What Do They Mean for Researchers? Human Development, 2022. 

66(2): p. 73-92. 

[237] Richards, Z. and M. Hewstone, Subtyping and Subgrouping: Processes for the Prevention and Promotion of Stereotype Change. 

Personality and Social Psychology Review, 2001. 5(1): p. 52-73. 

[238] Ferris, L.J., J. Jetten, M.J. Hornsey, and B. Bastian, Feeling Hurt: Revisiting the Relationship Between Social and Physical Pain. 

Review of General Psychology, 2019. 23(3): p. 320-335. 

[239] Bertilsdotter Rosqvist, H., et al., Cutting our own keys: New possibilities of neurodivergent storying in research. Autism, 2022. 0(0). 

[240] Hofmann, M., D. Kasnitz, J. Mankoff, and C.L. Bennett, Living Disability Theory: Reflections on Access, Research, and Design, in 

Conference on Computers and Accessibility. 2020, Association for Computing Machinery. p. 1-13. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

ACM Trans. Comput.-Hum. Interact. 

A.1 PRISMA-STYLE FLOW CHART FO CORPUS SELECTION 
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A.2 FULL TABLE OF ADULT AUTISM RESEARCH PRIORITIES 

 

Theme Priority research questions 

1. Mental Health 
[12, 204-208] 

1. Which interventions improve mental health or reduce mental health problems in people with 

autism? 

2. How should mental health interventions be adapted for the needs of people with autism? 

3. What mental health problems are common in autism? 

4. Does Applied Behaviour Analysis improve wellbeing/developmental progress in autistic people? 

5. Which behavioural interventions are most effective for autistic people? 

6. Which interventions reduce anxiety in autistic people? 

7. How can we provide counselling to autistic adults in settings where such services are not 

currently available? 

8. How can we stop stigmatizing “restrictive and repetitive behaviours” that soothe anxiety, yet 

being able to identify them and intervene to reduce anxiety? 

9. What is the impact of trauma on mental health outcomes? 

10. What approaches can be used to effectively address trauma among autistic adults (e.g. trauma-

informed care)?  

11. What are the best indicators or measures of PTSD, trauma, and adverse childhood experiences in 

autistic individuals? 

12. What is the impact of social isolation, stigma, discrimination, and other forms of marginalization 

on mental health and well-being in autistic individuals? 

13. What is the impact of radical inclusion, such as being part of a social movement, on mental 

health and well-being? 

14. What is the effect of employing community-available approaches and techniques such as 

exercise/physical activity, yoga, mindfulness and meditation, tai-chi, animal-assisted therapy, art 

and music-based approaches to well-being? 

15. How can we develop better measurement tools for autistic quality of life, depression, anxiety, 

social well-being, and sleep as experienced by autistic adults? 

2. Communication 

and language skills 

[206] 

16. Which interventions are effective in the development of communication/language skills in 

autism?  

17. What is the clinical and cost-effectiveness of augmentative communication devices for autistic 

adults? 

3. Social care [206] 18. What are the most effective ways to support/provide social care for autistic adults?  

19. How can training for health and social care professionals be improved so that they are more able 

to recognize symptoms of autism/treat autistic people appropriately? 
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Theme Priority research questions 

4. Education [206, 

208] 

20. Which environments/supports are most appropriate and effective in terms of achieving the best 

education outcomes in autistic people?  

21. What are the best ways to support autistic adults in higher education to achieve optimal 

outcomes?  

22. What assessment tool can identify individual strengths, challenges and needs at the point of entry 

into higher education? 

5. Parents and 

extended family [206] 

23. How can parents and family members be supported/educated to care for and better understand an 

autistic relative?  

24. What parent training approaches benefit autistic adults but also reduce parental stress?  

25. How can we increase the reach of interventions? 

6. Diagnosis [12, 206, 

208] 

26. How can autism diagnostic criteria be made more relevant for the adult population?  

27. How do we ensure that autistic adults are appropriately diagnosed?  

28. How can we help train clinicians, so they no longer feel unqualified to diagnose autism in 

adults?  

29. How can we help reach geographical regions that lack adult autism diagnosis services?  

30. How can we focus on characterization rather than categorization?  

31. How can we expand the diagnosis approach to be cross diagnostic beyond ASD?  

32. Can the local community play a role in adult autism diagnosis and support?  

33. Is the Neurodiversity App useful for autistic adults in parallel or instead of an autism clinical 

diagnosis, and how?  

34. What is the difference not between autistic and neurotypical groups, but between autistic 

individuals?  

35. How can we better understand the variability of autistic individuals and how can we put this 

knowledge to good use? 

7. Employment [12, 

204, 206, 208] 

36. How can we encourage employers to apply person-centred interventions and support to help 

autistic people maximize their potential and performance in the workplace? 

37. How can autistic adults be supported to find job opportunities, vocational training, and job 

placements? 

38. How can we increase autism awareness of employers and provide networking support between 

autistic adults and potential employers? 

39. Which of the multiple barriers to employment for autistic adults, should be prioritized? 

40. Does the way forward lie in giving autistic adults pre-employment skills training or is 

incentivizing employers also required? 

41. When individuals are employed, should employers be responsible of maximizing their skills or is 

external autism expertise or advocacy also required? 

42. What are the enablers of employment of autistic adults? 

43. What alternatives for recruitment are inclusive for autistic adults? 

44. Is currently available vocational training truly understanding autism and matching autistic adults 

with appropriate jobs? 
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Theme Priority research questions 

8. Sensory 

preferences [204, 

206] 

45. How can sensory processing in autism be better understood? 

46. How can sensory processing be better self-managed? 

47. Which interventions improve sensory processing in autistic people? 

48. How do sensory features impact sexuality and relationships? 

9. Services delivery 

[13, 204-206, 208] 

49. How should service delivery for autistic people be improved and adapted to meet their needs?  

50. Are online autism services effective and accepted by autistic adults and their stakeholders? If 

not, which other technological delivery or approach would be? 

51. What changes do service delivery systems and pathways need to be inclusive for autistic adults? 

52. What changes do diagnosis and mental health services need to be equitable for autistic adults?  

53. What are the underlying obstacles to service access? 

54. How can service delivery reach non-urban areas in low resource settings? 

55. Does service provision need to change to be appropriate for older autistic adults? 

56. Could service delivery move away from “diagnosis treatment” to “symptom-based treatment” 
and implemented by local communities? 

10. Distress and 

burnout [206] 

57. Which interventions are effective in the treatment/management of distress in autism? 

58. How can we help autistic adults and their families when facing distress? 

59. How can we help autistic adults and their families when facing burnout? 

11. Social skills [205, 

206] 

60. Which interventions improve social skills in autistic people? 

12. Lived experience 

[13, 206, 208] 

61. What is the experience of living with autism? 

62. How can non-autistic people better understand what it‟s like to be autistic? 

63. How can autistic people better understand themselves? 

64. What are the needs of autistic adults?  

65. How does autism impact the lives of adults? 

66. What are the enablers of autistic adults living independently? 

67. How can we help in establishing and validating an autism appropriate quality of life 

measurement tool? 

68. How can we better understand which factors influence well-being of autistic adults? 
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Theme Priority research questions 

13. Awareness, 

understanding and 

tolerance [12, 204-

206] 

69. How can public understanding and tolerance of autism be improved? 

70. And what is the impact of any improvement in awareness on the wellbeing of autistic people? 

71. How to help the general population to understand that autistic adults are different and have 

abilities that can benefit society? 

72. How can media (social media, film industry, TV, and radio) help to build positive and effective 

awareness, understanding and tolerance of adult autism in the general population? 

73. How can we dismantle unverified theories about autism? 

74. How can we dismantle unverified therapies that use autistic individual for money making? 

75. How can the benefits of autism/abilities of autistic people be recognized and used more widely? 

14. Socio-cultural, 

linguistic, and 

economical diversity 

[12, 208] 

76. How can we reach unrepresented populations, identify their needs and support them by 

amplifying their voice? 

77. Will investigating autism in multiple cultures clarify the diversity of adult autism? 

78. In what culturally sensitive ways can we inform strength-based models of autism without 

ignoring challenges? 

79. What are the needs of culturally, linguistically and socio-economical diverse autism 

communities, systems, and stakeholders? 

15. Fostering and 

supporting activism 

and advocacy [12, 

208] 

80. How can we help autistic adults to be heard further and louder? 

81. How can we help autistic adults to utilize social media effectively (and other platforms)? 

82. How can advocacy for autism research be supported? 

16. Power of 

language [208] 

83. How is the term of autism used, applied, and defined? And how it can mislead? 

17. Relationships, 

sexuality, and 

intimacy [203, 208] 

84. What number and quality of extra familial relationships are sufficient for good health and high 

quality of life of autistic adults? 

85. How can we help autistic adults to develop relationships that are healthy, enjoyable, and 

sustainable? 

86. How can we help autistic adults to enhance or enable safe and satisfactory sexual engagement, 

considering their sensory preferences? 

87. How to prevent sexual victimization and sexual offending? 

88. How to involve parents, partners, and professionals to support the sexual well-being and 

relationship satisfaction of autistic people? 

89. How do autistic adults experience and navigate sexuality across the lifespan? 

90. How does sexual and gender identity develop in autism? 

91. What is unique about autistic sexuality and intimacy? 

92. What works for whom in relationships? 

93. What are the experiences and needs of LGBT+ identifying autistic individuals? 
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Theme Priority research questions 

18. Parenthood [208] 94. Is pregnancy experienced differently by autistic mothers? 

95. And if so, how should pregnancy care change to be appropriate? 

96. How to parent being an autistic adult?  

97. How can we help autistic adults to achieve positive parenting to experiences? 

98. How can be harness autistic strengths towards positive experiences of parenting? 

19. Ageing [13, 208] 

[13, 208] 

99. How do older adults experience autism? How does autism affect vulnerability in ageing? 

100. What are the experiences of autistic adults in residential facilities? 

101. What lifestyles after retirement doe autistic adults pursue and are these satisfactory or 

challenging? 

102. What are the experiences of autistic adults regarding death (loss of loved ones and terminal 

diseases)? 

103. How aware are gerontologists of the needs of autistic older adults? 

104. Are changes in cognitive processes due to age in autistic older adults different to neurotypicals? 

20. Drug use [208] 105. How can we support autistic adults in preventing episodes of heavy alcohol drinking? 

106. What type of support do autistic adults having episodes of heavy alcohol drinking need? 

107. Some autistic adults report using internet searching for support when having heavy episodic 

drinking, is this efficient and successful? 

21. Training for 

autism researchers 

[208] 

108. How can we increase capacity building of local autistic and non-autistic autism researchers in 

low resource settings? 

109. How can we increase research co-produced with autistic researchers? 

110. How can we train autistic researchers to contribute best to autism research efforts? 

22. Criminal justice 

system [208] 

111. How can court staff and legal professionals understand, accept, and respect the needs of autistic 

adult litigants? 

112. What ways of communication are efficient between legal professionals and autistic adults? 

23. Non-verbal and 

minimally verbal 

adults [208] 

113. How can research include non-verbal and minimally verbal autistic adults in all stages of 

research? 

24. Identity [208] 114. How can computing research be more inclusive of diverse gender identities of autistic adults? 

115. How can computing research help autistic adults through their sexual and gender identity 

definition? 

116. How can we support autistic adults to feel free from the pressure to conform to gender binaries? 

117. A late autism diagnosis is a life changing event, how can we support adults in developing their 

identity after this? 

 

 


