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Abstract: 

Growth in autism research necessitates corresponding attention to autism research ethics, 

including ethical and meaningful inclusion of diverse participants. This paper presents the results 

of a review of research ethics literature, strengthened by consultation with a task force involving 

autism professionals, family members, and self-advocates on the spectrum. It reviews research 

ethics concerns around sex and gender; level of support needs; communication modes; race, 

ethnicity, geography, and language; socioeconomic status; and age. Exclusion of marginalized 

subgroups of people with autism is a major ethical concern. Researchers can facilitate inclusion 

by using inclusive terminology, developing accessible communication strategies, or travelling to 

meet participants. A person-oriented research ethics framework described in this paper structures 

the advice offered in the literature to create inclusive and supportive research environments.  

Keywords: person-oriented research ethics, intersectionality, demographics, lived experience, 

stereotypes, inclusion 
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Increasing prevalence of autism diagnoses in the past several decades have been reported 

in many international jurisdictions, with an attendant rapidly growing body of research about 

autism that necessitates corresponding attention to research ethics. At the same time, in North 

America, autism is often associated with particular stereotypes of whiteness, high socioeconomic 

status, and masculinity (Cascio, 2015; Daley, Singhal, & Krishnamurthy, 2013; Fein & Rios, 

2018; Grinker, 2008; Jack, 2014). In the US, for example, autism is diagnosed four times more 

often in males and significantly more often in non-Hispanic white children (Baio et al., 2018). 

Scholars and advocates have expressed concerns about inequities in access to diagnosis by class 

and race/ethnicity (Begeer, El Bouk, Boussaid, Terwogt, & Koot, 2009; Di Pietro & Illes, 2014; 

Durkin et al., 2010; Liptak et al., 2008; Mandell, Ittenbach, Levy, & Pinto-Martin, 2007; 

Mandell et al., 2009; Pierce et al., 2014). They have also expressed concerns about gender 

disparities (Cridland, Jones, Caputi, & Magee, 2014; Davidson, 2008; Gillis-Buck & Richardson, 

2014). These concerns expand upon the ethical obligation of respecting participants as whole 

persons. They are consistent with recent calls, within research ethics in autism and beyond, to 

deepen our understanding of the lived world of research participants, including the impact of the 

intersectionality of autism with other forms of diversity of lived experience (Cascio & Racine, 

2018). The term intersectionality refers to the way in which categories such as sex, gender, 

disability, and ethnicity do not stand alone but rather interact (and intersect) in complex ways 

that affect individual experience, notably to increase marginalization and discrimination 

(Crenshaw, 1989; Martino & Schormans, 2018). In this context of autism research ethics, 

intersectionality means not reducing people with autism to a singular identity, i.e., with autism or 

disability. It also means attending to the disparities mentioned above, which are particularly 

highlighted in the black feminist theory roots of intersectionality (Rice et al. 2019) – just as this 
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theory criticized second-wave feminist movements’ exclusion of women of color, it can be 

applied to criticize autism research, communities, or conversations that exclude participants of 

color and participants who are otherwise marginalized in ways discussed in more details below. 

Intersectionality is important within ethics and research ethics theory. Ethics literature 

has engaged with intersectionality, albeit only relatively recently so explicitly (e.g, Rice et al. 

2019; Rodgers and Kelly 2011). Intersectionality is of longstanding importance in research 

ethics, especially in terms of vulnerability. Kipnis’s (2001) famous taxonomy of vulnerabilities 

points to how different types of vulnerability intersect with the inherent vulnerability of being a 

research participant. Recent research has considered how additional vulnerabilities—i.e., greater 

risk of being harmed by research due to relational asymmetries (Racine and Brachen-Roche 2019 

from the broader social world such as racism, ableism, etc.—compound risks of suffering harms 

and disadvantages. For example, Lahman, Mendoza, Rodriguez, & Schwartz (2011) apply 

“Culturally Responsive Relational Reflexive Ethics” to studies involving participants who are 

undocumented. The researchers reject the evaluation of such participants as Other, as always 

vulnerable, or as lacking capability or competence to participate in research. They focus on the 

imbalance of privilege between documented U.S. citizen researchers and undocumented research 

participants, and suggest strategies like using witnessed consent rather than having participants 

sign their own names to consent forms that might be used to identify them and lead to harm. To 

fully reckon with vulnerabilities, an orientation to research ethics that includes systematic and 

personal dimensions of vulnerabilities is therefore desirable.  
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In this light, addressing intersectional concerns of participants on the autism spectrum1 

aligns with a key guidepost of person-oriented research ethics (Cascio & Racine, 2018), the 

“acknowledgement of lived world.” The person-oriented research ethics approach generally aims 

to synthesize and apply insights from person-centered care to the context of research ethics, 

drawing on bioethics concepts such as relational ethics, relational autonomy, evidence-based 

research ethics, and everyday ethics. It focuses on the ethics of everyday relationships between 

researchers, research participants, and communities. This approach centers on five guideposts: 

(1) respect for holistic personhood; (2) individualization; (3) focus on researcher-participant 

relationships; (4) empowerment in decision-making; and the focus of this paper–(5) 

acknowledgment of lived world. These interrelated guideposts provide a lens for identifying and 

reflecting on ethical issues that go beyond the “dramatic” (Zizzo et al. 2016) or “regulatory” 

(Emanuel and Grady 2007). Acknowledgment of lived world specifically stresses recognizing 

the factors outside the research context that might have an impact within it. It includes attention 

to the relationships participants have and to the significant others in their lives, who might also 

be involved in research directly or indirectly. This guidepost also attends to beliefs, norms, and 

values–both of the participant and of the researcher. An important part of this acknowledgment is 

considering demographics outside of autism as well as diversity within autism populations, and 

how these demographic factors might influence the research process. This consideration 

complements and reinforces other guideposts, attending to diversity when reflecting on how to 

show respect for participants, provide individualization, consider rapport and power differences 

between researchers and participants, and empower participants in decision-making.  

 

1 In keeping with APA guidelines, we use person-first language such as “person with autism” or “person on 

the autism spectrum” in this manuscript. However, we acknowledge that preferences vary and that many people with 

autism prefer identity-first language such as “autistic person” (Kenny et al. 2016)  
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Intersectionality is a key concept when it comes to the demographics under this guidepost, and 

the social categories they constitute (Crenshaw, 1989; Martino & Schormans, 2018).  

Intersectionality is particularly important in the case of research with people with 

disabilities because such participants are often reduced to their label or diagnosis, and other 

aspects of their identities and experiences are ignored. An intersectional lens accounts for the 

fact that “disability status is but one part of a person” and considers the ways in which “the lives 

of people with disabilities are shaped by various social locations and experiences” (Martino & 

Schormans, 2018, p. 12). In addition to its importance for research ethics, described above, 

intersectionality has been important in autism studies more broadly. Scholars have taken an 

intersectionality lens to the disparities in autism diagnoses mentioned above, as well as 

disparities in access to care (Singh and Bunyak, 2019). A review of qualitative literature on the 

experiences of racial and ethnic minority families with children with autism found barriers to 

access rested at the junction of ideological, economic, and political domains–but that this 

junction was experienced differently in different communities (Latino communities faced 

language barriers and hostility towards bilingualism; African-American communities faced 

distinct forms of racial discrimination, etc.) (Singh and Bunyak, 2019). Scholars have also 

applied intersectional analysis to inform the design of community college supports for students 

on the spectrum which address the intersectional needs of female, gender nonconforming, and 

racial minority students with autism (Shmulsky and Gobbo 2019). A self-advocacy project 

known as “neuroqueer” asserts the fundamentality of intersectionality particularly along axes of 

disability and queerness (see e.g., Egner, 2019; Yergeau, 2017). Finally, in keeping with the 

black feminist origins of intersectionality theory, intersectionality is important to autism studies 
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for issues of racial justice (Jampel, 2018) and representation (Brown, Ashkenazy, and Onaiwu, 

2017).  

In this paper, we focus on the intersectionality of autism with other social categories, 

specifically sex and gender; level of support needs; preferred communication modes; race, 

ethnicity, geography, and language; socioeconomic status; and age. We draw on a critical-

interpretive review of the literature (McDougall, 2015) on autism research ethics combined with 

deliberative co-reflection on these issues with autism stakeholders. We argue that taking 

intersectionality into account is a useful strategy for researchers to pursue the acknowledgment 

of the lived world, as proposed in the model of person-oriented research ethics (Cascio & 

Racine, 2018; Barned et al. 2019). Reflecting on these issues can help researchers plan and 

conduct studies involving participants on the autism spectrum ethically and meaningfully. 

Although the specific issues at stake differ when considering different aspects of 

intersectionality, the common themes are that research that does not consider intersectional needs 

excludes diverse experiences of autism and reproduces autism stereotypes. These findings 

demonstrate the importance of this strategy for pursuing justice within research. 

Methods 

The review of ethical aspects of intersectionality presented in this paper derives from a 

combination of literature review and task force deliberation aimed at understanding autism 

research ethics issues broadly. The literature review process, discussed in more detail below, 

used a systematic-interpretive method in keeping with best practices in bioethics (McDougall, 

2015). Results of this literature review were shared with a task force of 17 individuals concerned 

with autism research, including the three authors of this paper, other researchers, self-advocates 

on the spectrum, parents of people with autism, professionals who work with people with autism, 
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and advocacy and service organization representatives associated with Autism Canada, Autism 

Ontario, Autism Speaks Canada, the Canada/Israel Autism Research Initiative, the Fédération 

Québécoise de l’autisme, H.A.L.E. Autism, SaskFEAT, and the Worktopia Project. This task 

force composition reflects people who might be conducting studies, participating in studies, or 

giving permission for researchers to approach children, students, or service users with autism 

about participating. More information about the task force can be found at our website 

(https://www.autismresearchethics.net/task-force), which we also use to connect with broader 

autism communities, share updates, and solicit feedback on the project. This feedback led to 

further refinement and brainstorming.  

To identify literature relevant to autism and research ethics, ProQuest Philosopher’s 

Index, Web of Science, and Ovid Medline were searched (in fall 2016) for keywords related to 

autism spectrum conditions and research ethics, broadly defined. We used a broad range of 

autism-related keywords. Given that we did not have a date limit on our search, we also included 

keywords and MeSH terms that were used in the former DSM-IV and ICD-10. We also searched 

for Rett Syndrome in recognition of its similarity with autism spectrum conditions. Although 

there are important clinical and neurobiological differences between Rett Syndrome and autism 

(Percy, 2011), we recognize that several academic and popular sources considered Rett 

Syndrome to have been part of the autism spectrum (Autism Support Network, 2016; Chien, Lin, 

Chou, & Chou, 2011; Cukier et al., 2012; Deweerdt, 2011; Konstantareas, 1998; WebMD, 2018) 

and therefore informative for understanding everyday ethical issues. We similarly searched for 

Fragile X Syndrome, due to the wealth of genetic research on autism focused on Fragile X 

specifically, but excluded articles about Fragile X that were not associated with autism (e.g., 

https://www.autismresearchethics.net/task-force
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Fragile X-associated tremor/ataxia syndrome). In this paper, we specify if an article is 

specifically concerned with Fragile X syndrome or Rett syndrome. 

Search terms for ProQuest were autis* OR asperger* OR “Fragile X" OR Rett; ethics-

related search terms were not used because this database already focused on philosophy 

(including ethics), and the 224 articles identified were manageable analyze; this allows us to cast 

a wide net. Search terms for Web of Science were TS=(autis* OR asperger* OR "Fragile X" OR 

Rett) AND TS=(research ethics OR bioethic* OR neuroethic* OR consent* OR assent* OR 

dissent* OR confidential* OR privacy OR disseminat* OR decision-making OR vulnerab* OR 

autonom* OR rapport). This search identified 1976 articles. Search terms for Ovid Medline 

expanded on these search terms through the use of MeSH terms that are not available in Web of 

Science. Altogether, Medline search terms were (exp Child Development Disorders, Pervasive/ 

OR exp Fragile X Syndrome/ OR exp Rett Syndrome/ OR autis*.mp. OR asperger*.mp. OR 

fragile x.mp. OR rett.mp.) AND (exp Confidentiality/ OR exp Informed Consent/ OR exp Ethics/ 

OR exp Research Design/ OR research ethics.mp. OR bioethic*.mp. OR neuroethic*.mp. OR 

consent*.mp. OR assent*.mp. OR dissent*.mp. OR confidential*.mp. OR priva*.mp. OR 

disseminat*.mp. OR decision-making.mp. OR vulnerab*.mp. OR autonom*.mp. OR 

rapport.mp.). This search identified 2574 articles. After removing duplicates, we screened 222 

articles from ProQuest, 1186 from Web of Science, and 2426 from Medline, for a total of 3834 

articles. For screening purposes, titles and abstracts were reviewed to determine which articles 

might contain information on research ethics and participants on the autism spectrum. Exclusion 

criteria were applied to exclude articles that were not about humans, were only abstracts with no 

full paper (conference abstracts), were in a language other than those read by the researchers 

(English, French, and Italian), or were not about people on the spectrum. Articles about parent 
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perspectives were included only if they were about parent perspectives on the participation of 

people with autism in research; studies with parent participants that were about parent 

experiences or perspectives on other topics were excluded. Remaining articles were then 

reviewed in full to determine if they addressed autism research ethics. Common reasons to 

exclude articles at full review were that they did not discuss ethics at all, or only included 

minimal information on ethics (e.g., they had no information beyond noting that an ethics 

committee approved the project or that participants gave consent). Both articles explicitly about 

ethics and those that contained “hidden” ethics data (Dubois, 2008) were included. Dubois 

defines “hidden” ethics information as the useful empirical data (and we might add – normative, 

philosophical justifications) that are discussed in an article that “is not published in a journal that 

[research ethics committee] members might regularly read,” “does not include any keywords or 

subject headings that pertain to research ethics,” and/or “when the authors of the study 

themselves either do not recognize or do not explicitly discuss the ethical significance of their 

findings” (Dubois, 2008, p. 3). 

 This process excluded 3455 articles, leaving 379 articles included. Content related to the 

person-oriented research ethics guidelines was extracted from these 379 articles. This 

information was organized in spreadsheets with columns for each guidepost. Articles often 

addressed more than one guidepost. Across all included articles, 235 addressed respect for 

holistic personhood, 112 individualization, 79 researcher-participant relationships, 77 

empowerment in decision-making, and 184 acknowledgement of lived world. The extracted 

information was then read in a more holistic fashion to identify themes. Themes were listed in an 

outline format with specific articles or excerpts referenced as supporting evidence. This 

generated a large volume of content which was then condensed and reorganized iteratively until 
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an outline of interrelated ideas, issues, and suggestions under each guidepost was created. This 

paper presents a subset of the extracted data regarding the guidepost ‘Acknowledgment of Lived 

World’ which focus on intersectional concerns, from 39 identified articles summarized in Table 

1. Table 1 describes the article (bibliographic information, whether the ethics content was 

explicit or hidden, and the general article type), classifies it into the categories described below 

(sex and gender; level of support needs; communication modes; race, ethnicity, geography, and 

language; socioeconomic status; and age), and identifies the part of the research process to which 

its ethics content refers. As such, it provides multiple avenues of entry for researchers seeking 

inspiration in the literature, whether they begin by considering a specific intersectional concern 

(e.g., gender) or a specific part of the research process to make more inclusive (e.g., recruitment).   

[Table 1 near here] 

Given the nature of this paper and the critical-interpretive review method adopted 

(McDougall, 2015), the following section is organized to combine results and commentary. It 

first provides a review of the literature on a given aspect of intersectionality and then comments 

on its relevance for the acknowledgment of the lived world of research participants. The rotation 

between review and comment section (on single topics) is intended to make the paper easier to 

read. 

Review and comments 

The literature identified key demographic factors associated with intersectionality and 

autism: sex and gender; level of support needs; communication modes; race, ethnicity, 

geography, and language; and socioeconomic status. Ethical considerations regarding each of 

these factors are presented in turn, followed by the implications of each for research ethics and 

ethical research. 
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Sex and Gender: Review 

A growing number of sources note that girls and women are understudied and 

underrepresented in autism research, which also excludes them from the indirect benefits of 

research such as services (Krahn & Fenton, 2012; Shefcyk, 2015). Shefcyk (2015) further calls 

for the inclusion of girls and women on the spectrum throughout the research process, to provide 

input on how to address the perspectives and needs of such participants. Although sex and 

gender were occasionally considered in other ways (e.g., sex of the child does seem to influence 

parent attitudes towards genetic research in small but significant ways; Johannessen et al., 2016), 

most concerns about sex and gender were about inclusion and exclusion.  

Sex and Gender: Comment 

This literature focuses on the key theme of exclusion resulting from lack of attention to 

intersectional needs, which may perpetuate stereotypical representations of autism as only 

affecting men and limit understanding of how others experience autism. 

Exclusion based on sex is an issue of justice in terms of the distribution of risks and 

benefits in research as well as the right to science. In clinical research, researchers may exclude 

in order to keep a homogenous sample and increase clarity of results. The trade-off is limited 

generalizability. This important issue extends beyond autism. For example, clinical research 

which excludes female participants may then generate results which are not applicable to 

women, with dangerous health consequences (e.g., unknown efficacy in or risks to fertile women 

by drugs that were developed without such participants; lack of attention to women’s health 

issues) (Charo, 1993). Non-clinical research may also exclude female participants, perhaps 

unintentionally through issues like recruitment material design, discussed in more detail below. 

The social consequence is the perpetuation of the stereotype that people with autism are men. 
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Lack of representation can be seen as an issue of justice. It also means fewer resources for 

women and girls with a diagnosis or who suspect they may be diagnosable, who are looking to 

the literature to understand their experiences. Recently the field has begun to document a 

‘camouflaging’ phenomenon, particularly in women with autism, who mask social difficulties by 

hiding socially unacceptable behavior or acting out socially valued behaviors, essentially 

pretending to be neurotypical (Lai et al., 2017). This body of research includes the development 

of a self-report scale (Hull et al., 2018) and examinations of how camouflaging is associated with 

particular reasons, social contexts, or demographics as well as anxiety and stress (Cage & 

Troxell-Whitman, 2019). For these reasons, there is a call for more research that explicitly 

includes people with autism of diverse genders.  

Moreover, the above concerns focus primarily on inequities of sex and gender conceived 

of in a binary way. However, this binary conception itself generates under-addressed ethical 

issues because of the harm and discomfort it can cause to people with non-binary gender 

identities. Such harm includes non-recognition of the identity of such individuals, which both 

demonstrates a lack of respect for persons and an injustice in terms of lack of representation.  

Many people, including many people with autism, identify with genders outside the man-woman 

binary, including genderqueer, genderfluid, and agender (Cage & Troxell-Whitman, 2019; 

George & Stokes, 2017). Attention to these gendered experiences of autism is important to many 

people with autism in both published literature (Yergeau, 2017) and in the authors’ experiences 

with research participants. One source identified through this literature review did acknowledge 

potentially high rates of gender non-conformity among people with autism who were assigned 

female at birth, but this possibility was not identified as an ethical issue (Bargiela, Steward, & 

Mandy, 2016). However, there are research ethics concerns emerging from these neurodiverse 
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experiences of gender (or gendered experiences of autism). Not only can it be disrespectful to not 

recognize non-binary gender identities, it can also lead to actual exclusion from research and 

therefore raise concerns of justice with respect to the right to science described in the previous 

paragraphs. Recruitment materials that use binary gender terminology may also be off-putting 

for potential participants who do not recognize themselves in the materials and therefore may be 

disinterested in participating. It could also lead to misgendering in reports by researchers who 

assign binary sex categories to participants who take part anyway (and sometimes label these sex 

categories as gender). 

Level of Support Needs: Review 

 Another intersecting factor that plays an important role in variation among people on the 

autism spectrum is level of support needs. We use this phrase to refer to the amount of assistance 

a person with autism needs in various aspects of life, and include a number of indicators 

researchers often use, such as measured IQ, severity, degree of adaptive behavior, and specific 

diagnosis (particularly from studies pre-2013, which used DSM-IV categories such as autistic 

disorder, pervasive developmental disorder–not otherwise specified, and Asperger’s syndrome). 

For instance, children’s level of behavioral difficulties and IQ can impact parents’ satisfaction 

with research (Tierney et al., 2007) or influence parents’ willingness to participate in research 

(Glasson & Wray, 2004). Other have documented how specific diagnosis can impact parents’ 

opinions on research (Johannessen et al., 2016). We chose to use the language of ‘support needs’ 

over the commonly used language of ‘high vs. low-functioning autism,’ due to compelling 

arguments against functioning language made by self-advocates and critical autism studies 

scholars that such labels are stigmatizing and imprecise (Orsini & Davidson, 2013; Silberman, 

2015). 
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 As with sex, the studies that addressed levels of support need generally focused on the 

ethics of including or excluding different groups, aiming to tackle the question: Is it better to 

include a narrow or broad range of participants, based on levels of support needs? Scahill and 

Lord (2004, p. 23) aptly summarize the tension from a statistical standpoint in treatment-oriented 

research, noting, “The scientific debate usually turns on the issue of heterogeneity versus 

homogeneity of the sample. From a practice perspective, highly restrictive entry criteria ensure a 

homogenous sample, but may make it more difficult to identify and recruit subjects and limit the 

generalizability of findings.”  While some have argued for including a broad range of 

participants in order to maximize the potential for productive research findings (Lajonchere & 

Consortium, 2010), including wide variation may raise difficulty in interpreting results, limiting 

the ability of knowledge users to make treatment decisions or otherwise to effectively understand 

a subgroup of the spectrum. Using participants with more similar support needs increases such 

clarity, but raises difficulty of external validity. It may be unclear how findings are applicable to 

people with different levels of need.  

 The issue of representation across the spectrum of levels of support needs emerged in the 

literature not only with respect to research design, but also in the context of stakeholder 

involvement in the research process and in research agenda setting. Elsabbagh and colleagues 

(2014) note that “individuals diagnosed with autism and representing this stakeholder group may 

lead independent lives and have the capacity to express their own views, but the impact of autism 

on others is more severe, therefore precluding their participation in traditional engagement 

frameworks” such that “not all stakeholders will be adequately represented and engaged.” The 

lack of engagement with stakeholders with higher levels of support needs is therefore ethically 

relevant in terms of fair representation of all stakeholders’ needs and perspectives in research and 



Making Autism Research Inclusive 16 

research priority-setting and, as a consequence, of eventual access to services based on research 

and policy representing the interests of people on the spectrum.  

Level of Support Needs: Comment 

As with sex and gender, there are trade-offs statistically between clarity and 

generalizability with respect to level of support needs. Nonetheless, these findings address a 

similar theme: some research and research collaborations may not include the experiences of 

people with autism and higher levels of support needs. People with intellectual disability are 

especially excluded from non-beneficial research and/or research that asks them to share their 

own perspectives (Martino & Schormans, 2018). While there are important reasons for this 

exclusion, there are also arguments that people with ID want to be involved in research and 

should be empowered to do so (McDonald, 2012; Tilly, Money, & Group, 2015; Williams, 

Ponting, & Ford, 2015). People with ID and autism are similarly able to participate and many are 

interested in doing so (Beresford, Tozer, Rabiee, & Sloper, 2004; Loyd, 2013, 2015; Preece & 

Jordan, 2010; Ruef & Turnbull, 2002; Tozer, Atkin, & Wenham, 2014). The research ethics 

issues may be distinct. For example, some suggestions for working with people with ID include 

using eye contact as a sign of engagement (Cameron & Murphy, 2007), which may not be the 

same for people with autism. 

Communication Modes: Review 

 The way a person with autism communicates–particularly whether or not they 

communicate with verbal speech–forms another important form of diversity that needs to be 

considered. Similar to people with intellectual disability, people who communicate non-verbally 

have also often been excluded from research (Beresford et al., 2004; Loyd, 2013, 2015; Preece & 

Jordan, 2010). Communication styles as an ethical concern was particularly raised by Nicolaidis 
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and colleagues (Nicolaidis et al., 2011), writing about participatory research that included 

individuals with autism not only as research participants but as members of the research team 

actively involved in planning studies. The authors write about the power of the internet to 

“equalize communication for autistic adults [sic; identity-first language is preferred by the co-

authors and collaborators with autism on this project] who may experience challenges 

interpreting body language, who cannot process auditory language in real time, or who require 

longer response times in conversations” (p. 147). While the internet can facilitate inclusion of 

some people on the spectrum, the authors raise the ongoing concern, “how do we include autistic 

[sic] individuals who do not have Internet access or who cannot communicate well in writing?” 

(p. 149). This remains an ongoing tension and one that is reflected in literature calling for 

attention to the representativeness of community partners in research including by gender 

(Shefcyk, 2015) and level of support needs, (Elsabbagh et al., 2014); as well as cautioning 

against tokenism (Pellicano, Dinsmore, & Charman, 2014). 

Communication Modes: Comment 

The autism research community increasingly recognizes that ensuring meaningful 

representation of people with autism in research design and implementation is beneficial, and 

that the voices of people with autism should be heeded. At the same time, there is concern that 

the only voice heard is of those that are able to communicate verbally (Elsabbagh et al., 2014). 

Although it may difficult for verbal researchers to communicate with nonverbal participants, it is 

possible and has been done using written forms of communication (Nicolaidis et al., 2011), and 

also the “five finger” system that uses gesture to vote on key issues (Nicolaidis et al., 2011). 

Other systems include, Talking Mats (Cameron & Murphy, 2007), alternative and augmentative 
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communication (Fuentes & Martin-Arribas, 2007; Trehin, 2003), and observation of non-verbal 

communication (Parsons, Reid, Bentley, Inman, & Lattimore, 2012).  

Race, Ethnicity, Geography, & Language: Review 

 In this section we have chosen to group a number of categories which themselves 

represent intersections that are difficult to disentangle: race, ethnicity, geography, and language. 

While we might group these social categories together as “culture,” the term itself has been 

highly contested by experts (Boggs et al., 2004), and its operationalization in clinical and social 

research has been heavily criticized for only using proxy variables and for ignoring structural 

factors like poverty and discrimination (Kao, Hsu, & Clark, 2004; Singer, 2012; Viruell-Fuentes, 

Miranda, & Abdulrahim, 2012; Vogeley & Roepstorff, 2009). In this section we therefore seek to 

be more precise, drawing on the language used in the literature that reflects a series of 

interrelated concerns. 

 Daley and colleagues (2013) provide rare in-depth coverage of issues in cross-cultural 

autism research. They write about a range of ethical issues relevant especially to clinical and 

epidemiological research, including stigma associated with the language of genetics and 

implications of heredity; the ethics of screening and diagnosis in low- or no-service availability 

contexts; as well as the ethics of recruitment and possibility of meaningful consent in such 

settings. With respect to demographics and intersectionality, they specifically discuss the 

importance of cross-culturally validated screening tools for epidemiological studies, which goes 

beyond simple linguistic translation, and includes attention to the cultural relevance of checklist 

items as well as examining the underlying assumptions of these tools regarding parental 

knowledge of child development. They specifically discuss problems with translations of the M-

CHAT tool, and raise questions about observational tools as well (e.g., ADOS).  
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Cross-cultural issues related to challenges of international collaboration have also been 

raised. International multi-site studies involve differences in ethics review as well as legal and 

regulatory issues affecting databases (Johnson et al., 2010; Leonard et al., 2013). Low and 

middle income countries may lack the skilled professionals necessary for certain components of 

research and research ethics administration (Daley et al., 2013; Hens, Peeters, & Dierickx, 2016). 

Similarly, autism practice guidelines themselves may have limited utility in these contexts 

(Elsabbagh et al., 2014). While these sources talk about the challenges of multinational and 

cross-cultural research, other scholars have noted that the lack of international and cross-cultural 

research in itself is a limitation to the generalizability of findings (Bailey et al., 2014). 

While attention to cross-cultural research has been limited, much more attention has been 

dedicated to research in multicultural, multilingual, or immigrant communities (Dietrich et al., 

2005; Glasson & Wray, 2004; Pasiali, LaGasse, & Penn, 2014; Warnell et al., 2015; Zamora, 

Williams, Higareda, Wheeler, & Levitt, 2016). Themes include translation and cultural 

adaptation of validated instruments (Dietrich et al., 2005), language barriers to recruitment and 

participation (Glasson & Wray, 2004; Pasiali et al., 2014; Warnell et al., 2015), and the need for 

researchers with language and cultural competence skills (Dietrich et al., 2005). Computer-

assisted tests to reduce examiner effects that may be linked to cultural differences may also be 

useful, but such tests may not be appropriate for participants with little familiarity with 

computers (Dietrich et al., 2005). Particularly in the US, much of this attention is Latinx 

communities2. Dietrich and colleagues (2005) overview options for translated and/or “culture-

 

2 The term “Latinx” has been put forth by intersectional activist communities (particularly Spanish speakers in the 

United States) as a gender-neutral or non-gendered alternative to “latino” or “latina,” and an alternative to 

formulations such as “latin@.” 
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fair” tests, but also raise concerns that it is sometimes difficult to determine significance using 

these tests. Zamora et al. (2016) focus on recruitment strategies tailored for Latinx communities. 

Researchers have also raised concerns about certain populations being underserved and 

under-researched. Geographically, this includes both rural and inner city residents (Glasson & 

Wray, 2004; Lord et al., 2005). Geographically diverse rural settings may necessitate doing the 

research in participants’ homes or schools, in multiple sites “to accommodate families and 

prevent loss to follow-up” (Dietrich et al., 2005). Other under-researched groups include Native 

American and African American people in the United States (Johnson et al., 2009), and 

indigenous peoples living in Canada (Di Pietro & Illes, 2014; Johnson et al., 2009). A history of 

research and political abuses against these minority populations can contribute to lack of 

research or lack of interest in participating (Di Pietro & Illes, 2014; Johnson et al., 2009). 

Information about participant ethnicities is difficulty to find, as Pierce and colleagues (2014) 

demonstrate in a comprehensive review of ethnicity reporting (or lack thereof) in autism 

research. While one study examined the role of ethnicity as a potential moderator of satisfaction 

with research (Tierney et al., 2007), most discussion of ethical concerns regarded the ways in 

which researchers should be mindful of race, ethnicity, geography, and language, and how these 

factors may influence the research experience or exclusion from it. 

Race, Ethnicity, Geography, & Language: Comment 

Findings from this literature provide another angle on the theme that certain experiences 

of autism are under-represented. As with sex, stereotypes play a role here. Just as the stereotype 

of people with autism is that they are male, it is also that they are white. Participants’ 

experiences of racialization and other forms of minoritization can create situations of “double 

vulnerability” or “double minority” status. Racial and other minorities have been harmed by 
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research in the past and researchers need to attend to mistrust of research that may have resulted  

when engaging potential research participants or communities. While some of these harms may 

be linked to the history of research involving people with developmental disabilities (e.g., the 

Willowbrook Hepatitis study), others are tied to intersectional histories linked to race, ethnicity, 

geography, and language (e.g., the Tuskegee Syphilis study). 

Task Force members shared similar concerns to the literature when discussing the 

guidepost of acknowledgement of lived world. Task Force members advocated using or creating 

“culture-free” tests and integrating “cultural awareness” into tools like ADOS, similar to the 

literature described above. Some Task Force members had experience working with First 

Nations in Canada, and advocated for the engagement of established networks and the leadership 

of First Nations communities using a partnership model. 

Socioeconomic Status: Review 

Another important factor, sometimes overlapping with the above, is socioeconomic status 

(SES). As has been argued for most axes of inclusion, excluding people with low SES from 

research can lead to harm by ignoring their risk and burden (Dietrich et al., 2005). People with 

low SES may be excluded in recruitment due to various barriers, and therefore be 

underrepresented (Warnell et al., 2015). Even for relevant results, “stakeholders in different 

communities are likely to confront very different challenges in making use of research advances 

in autism, if they need to simultaneously focus on issues of survival and physical health” 

(Elsabbagh et al., 2014). 

 There are ethical implications to research design based on SES. Methods where the 

researcher travels, such as focus groups in community settings, could help mitigate recruitment 

biases based on access. Online research is a popular, low-effort way to recruit participants. 
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However, not everyone has an internet connection (Bocchi et al., 2012; see also Daley et al., 

2013; Nicolaidis et al., 2011) or familiarity with computers (Dietrich et al., 2005). As with the 

other social categories, SES has been investigated as a measure in parent satisfaction (Tierney et 

al., 2007). However, the focus is on what barriers to recruitment are posed by socioeconomic 

challenges, and what biases in research arise from socioeconomic homogeneity of participant 

populations. 

Socioeconomic Status: Comment 

Again these findings address the theme that lack of attention to intersectional needs leads 

to exclusion, in this situation often unintentional. Socioeconomic barriers may make it difficult 

for people to participate in research including travel time, costs, and differences between 

researcher and participant resources like internet. Task Force members noted several ways in 

which SES affects the research process, most notably by virtue of the fact that it impacts who 

tends to be able to participate. The lack of a vehicle or the ability to take time off work can make 

getting to research studies difficult, and results may be skewed due to these biases. There also 

may be lower buy-in from potential participants who are more focused on addressing day to day 

needs. Researchers can work to overcome these barriers by being the more mobile party, going 

to where participants are. 

Age: Review 

 Finally, age arises as an important demographic category that affects research ethics. 

Autism is often, although not always, diagnosed in childhood, making childhood research ethics 

overall quite important in autism research. Childhood research ethics is too comprehensive a 

field to review here (for more detail see for example Nuffield Council on Bioethics, 2015), but it 

addresses key issues in how to ethically and meaningfully include children in the research 
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process, represent children’s perspectives in research, and empower children to make decisions 

about participating in a study. The studies identified in this literature review do include both 

child and adult participants. Although many people associate autism primarily with children, 

children are often excluded from many important types of research. Children are often enrolled 

in many studies, especially genetic studies, by their parents (Lappe, 2014; Singh, 2015; Tabor et 

al., 2011), but they are often excluded from research on first-person perspectives (Beresford et 

al., 2004; Loyd, 2013; Preece & Jordan, 2010) and pharmacological research (Persico et al., 

2015; Scahill et al., 2001), both of which have important implications for the lives of children on 

the spectrum. 

 Literature explicitly about age issues in autism research ethics largely focuses on the role 

of significant others’ in children’s lives, especially around consent. Many sources stress the 

importance of ensuring children can assent or dissent even if they are not formally consenting 

(Cridland, Jones, Caputi, & Magee, 2015; Francois, Powell, & Dautenhahn, 2009; Goldstein et 

al., 1989; Loyd, 2013; Preece & Jordan, 2010; Racine, Bell, & Shevell, 2013; Stein & King, 

2016). Others, usually parents but sometimes teachers or service staff, are often asked to provide 

the formal consent. This raises the question of who has the right to give proxy consent (Carlson, 

2013; Hens et al., 2016; Perry, 2012). Notably, Perry (2012) argues that parents may not be the 

best people to provide proxy consent due to the prominent disagreements between parents and 

adult self-advocates within autism movements about the dissonance between a narrative focused 

on reducing autism symptoms or “curing” autism and one that advocates for support and 

acceptance. Perry instead suggests considering the role of the narratives of adults with autism in 

planning and executing autism research involving children, including in designing consent and 

assent information. This issue is also relevant when considering the common study format in 
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which researchers ask for information from parents of people with autism (including adults), 

without involving people with autism themselves as participants. In one study on Fragile X, 

researchers report considering with the research ethics committee whether it would be 

permissible to ask parents to report on their adult children in this way without their consent 

(Bailey et al., 2014).3 

Age: Comment 

While age can be considered another demographic factor relevant to research ethics, a 

full discussion is beyond the scope of this paper. In brief, as with sex and ethnicity there are age-

based stereotypes around autism, namely that the stereotypical person with autism is a child. 

Therefore, adults with autism are often excluded from consideration in conversations about 

autism. At the same time, most research on first-person perspectives of autism is conducted with 

adults. Children are often excluded from the opportunity to present their perspectives, and 

children who are framed as doubly-vulnerable by virtue of both age and diagnosis are even more 

excluded (Priestley, 1998). Age is often raised in ethics about consent, particularly relationships 

with parents and others providing consent on the behalf of children. 

Conclusion 

People with autism are diverse and this diversity springs from many different sources. 

Accordingly, intersectionality is an important concept that draws attention to the exclusion of 

marginalized subgroups of people with autism (e.g., by sex, gender, language, ethnicity, level of 

support needs, SES, age, and so on) as a major ethical concern. Autism intersects with other 

demographic characteristics of participants leading to sometimes unique needs and 

 

3 They decided it was permissible for males (all presumed "decisionally impaired") and that it was 

permissible for females only when they had legal guardians (not for females without legal guardians). 
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considerations that researchers should address, such as using inclusive terminology, developing 

accessible communication strategies, or travelling to meet participants with access barriers. 

Thinking about addressing these needs within a person-oriented research ethics frameworks 

gives researchers the tools to create inclusive and supportive research environments and to 

acknowledge the lived world of research participants.  

Research and practice that aims to support people with autism benefits from attention to 

intersectionality that strives for greater inclusion. Quantitative research results are more 

generalizable when inclusive, as researchers can be more confident that the results apply to a 

wider range of people. Research, often qualitative, that specifically addresses the unique needs 

and experiences of marginalized subgroups can also broaden understanding of autism by 

unpacking stereotypes and their impact in everyday life. Participatory research is also 

strengthened by attention to the diversity of stakeholders on the spectrum and how to best 

support engagement in the participatory research process. Practice, especially evidence-based 

practice, often draws on research and can therefore also be strengthened by studies that consider 

intersectionality and research designs that address intersectional needs. Attention to 

intersectionality in research ethics promotes justice by combatting exclusion and 

marginalization.  
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Bailey et al 2014 

Explicit 

Empirical Ethics 

   x  x 

• Consulted research ethics committee about asking parents to 

report on their adult children without children's consent. 

• Noted lack of international and cross-cultural research as a 

limitation to the generalizability of findings. 

 x x    

Bocchi et al. 2012   

Explicit 

Conceptual Paper 

    x  • Noted that high speed internet access in participants' homes 

cannot be taken for granted. 
   x x  

Carlson 2013 

Explicit 

Conceptual Paper 

     x • Discussed who might be appropriate surrogate decision-makers 

in light of potential motivational differences.  
  x    

Cridland et al. 

2015 

Explicit 

Conceptual Paper 

     x 

• In-depth discussion of methodological and ethical issues in 

interview studies involving people with autism and families 

• Stressed importance of child assent and confidentiality of 

child's data from parents. 

  x  x  

Daley et al. 2013 

Explicit 

Conceptual Paper 

   x x  

 

• Discussed ethical issues in cross-cultural autism research in low 

and middle income countries. 
x x  x  x 

Di Pietro & Illes 

2014  

Explicit 

Conceptual Paper 

   x   • Identified and criticized lack of autism research among Native 

American Peoples and Canadian Aboriginal Peoples. 
x x     
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Dietrich  et al 

2005 

Explicit 

Conceptual Paper 

   x x  

• Lessons learned from large-scale research in developmental 

assessment.  

• Identified and criticized lack of research including people with 

low socioeconomic status, and addressed issues related to 

socioeconomic status as well as ethnicity and geography.  

• Reviews translated and/or “culture-fair” tests, use of alternative 

research approaches to accommodate geography. 

x x  x   

Elsabbagh et al. 

2014 

Explicit 

Clinical/ 

Intervention Study 

 x x x x  

• Discussed community engagement in autism research.  

• Identified lack of representation of people with higher levels of 

support needs or lack of verbal communication.  

• Identified limited utility of certain practice guidelines in low- 

and middle- income countries. 

• Identified challenges posed by more immediate concerns of 

survival and physical health for some stakeholders. 

x     x 

Francois, Powell, 

& Dautenhahn 

2009   

Hidden 

Clinical/ 

Intervention Study 

     x • Honored one child's request not to be videorecorded despite 

permission for recording from parents. 
   x   

Glasson & Wray 

2004 

Explicit 

Clinical/ 

Intervention Study 

 x  x   

• Evaluated protocol for obtaining consent from parents to allow 

data about their child with autism to be forwarded to a register.  

• Urban/rural residence, intellectual disability, birth country, and 

first language were associated with lower consent rates. 

 x     

Goldstein et al. 

1989 

Hidden 

Clinical/ 

Intervention Study 

     x • Excluded children who expressed reluctance or resistance to 

participation, even against parents' desires. 
  x    
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Hens, Peeters, & 

Dierickx 2016 

Explicit 

Conceptual Paper 

   x  x 
• Noted problems with lack of skills professionals needed for 

certain tasks in low and middle income countries.  

• Reflected on appropriate proxies for consent. 

  x    

Johannessen et al. 

2016  

Explicit 

Empirical Ethics 

x x     

• Demographic factors affected parents’ attitudes towards genetic 

research involving their children with autism. 

• Parents of boys were less positive to genetics. 

• Parents of people with infantile autism were more positive than 

parents of people with Asperger's syndrome. 

• Effects were small. 

 x     

Johnson et al. 

2010   

Explicit 

Conceptual Paper 

   x   

• Described issues related to the use of identifies in autism 

databases, including confidentiality and data management.  

• Particular attention to multi-national studies involving different 

ethics review processes, laws, and regulations. 

 x  x x  

Johnson et al. 

2009 

Explicit 

Conceptual Paper 

   x   • Identified and criticized lack of inclusion of Native American 

and African American perspectives in research.  
x x     

Krahn & Fenton 

2012 

Explicit 

Conceptual Paper 

x      • Identified and criticized the lack of inclusion of female 

participants in autism research. 
x      

Lajonchere,  et al. 

2010 

Hidden 

Conceptual Paper 

 x     • Described the database's philosophy to include a broad range of 

autism spectrum disorders. 
 x     

Lappe 2014 

Explicit 

Empirical Ethics 

     x • Presented ethnographic data on the experiences and motivations 

of parents who enroll their children in autism research studies. 
 x  x  x 
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Leonard et al. 

2013 

Explicit 

Conceptual Paper 

   x   
• Described issues related to secondary datasets on intellectual 

disability and autism. 

• Attended to ethico-legal differences in different countries. 

   x x x 

Lord et al. 2005 

Explicit 

Conceptual Paper 

 x  x   
• Stressed the need for recruitment of diverse under-represented 

populations including those living in rural areas, ethnic 

minorities, and non-English speakers. 

 x     

Loyd 2013  

Explicit 

Conceptual Paper 

 x x   x 

• Identified and criticized lack of research on first-person 

perspectives that includes children and youth on the spectrum. 

• Identified and criticized lack of inclusion of people who 

communicate non-verbally.  

• Stressed the importance of empowering children to assent or 

dissent. 

x x x    

Loyd 2015 

Explicit 

Conceptual Paper 

 x x    • Identified and criticized lack of inclusion of people who 

communicate non-verbally in research. 
x x     

Nicolaidis et al. 

2011 

Explicit 

Conceptual Paper 

  x  x  

• Described strategies for participatory research involving autistic 

partners, particularly to address communication differences.  

• Identifies lack of internet access as a barrier. 

• Raises concerns about how to better include people who do not 

communicate in writing. 

x      

Pasiali et al. 2014 

Hidden 

Clinical/ 

Intervention Study 

   x   • Reported that one eligible participant was unable to complete 

the task due to language barriers, and therefore was excluded. 
   x   

Pellicano et al. 

2014 

Explicit 

Empirical Ethics 

  x    • Cautioned against tokenism when including autistic people as 

community partners in research. 
x      
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Perry 2012 

Explicit 

Conceptual Paper 

     x 

• Considered the ethics of proxy consent for research involving 

children with autism. 

• Questioned the appropriateness of parents as proxies given 

conflicts between parents of children with autism and autistic 

adults on questions of treatment and identity. 

  x    

Persico et al. 2015 

Explicit 

Conceptual Paper 

     x • Identified and criticized lack of pharmacological research 

specifically concerning children. 
x x     

Pierce et al. 2014 

Explicit 

Conceptual Paper 

   x   • Identified and criticizes lack of ethnicity reporting in autism 

research. 
     x 

Preece & Jordan 

2010 

Explicit 

Qualitative Study 

 x x   x • Identified and criticized the lack of inclusion in research of 

children and people who communicate non-verbally. 
x x     

Racine et al. 2013 

Explicit 

Conceptual Paper 

     x • Stressed the importance of ensuring children can assent or 

dissent even if they aren’t formally consenting. 
  x    

Scahill & Lord 

2004 

Explicit 

Conceptual Paper 

 x     • Debated subject selection and characterization needs, 

particularly diagnosis and clinical rating scales. 
x      

Scahill et al. 2001 

Explicit 

Clinical/ 

Intervention Study 

     x • Identified and criticized lack of pharmacological research 

specifically concerning children. 
x x     

Shefcyk 2015 

Explicit 

Conceptual Paper 

x  x    • Identified and criticized lack of autism research involving 

women and girls. 
 x     
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Singh 2015 

Explicit 

Qualitative Study 

     x • Presented ethnographic data on the experiences and motivations 

of parents who enroll their children in autism research studies. 
 x  x  x 

Stein & King 2016 

Explicit 

Conceptual Paper 

     x 

• Evaluated ethical issues in a clinical trial for participants with 

autism.  

• Asserted the right of participants to withdraw from research 

even if their parents have relocated in order to participate. 

  x    

Tabor et al. 2011 

Explicit 

Empirical Ethics 

     x 
• Presented results of a study on parent perspectives on pediatric 

genetic research involving children with autism and children 

with diabetes. 

 x     

Tierney et al. 2007 

Explicit 

Clinical/ 

Intervention Study 

 x  x x  
• Family socioeconomic status, children's behavioral difficulties  

and IQ, and ethnicity impacted parent satisfaction with a trial 

involving children with autism. 

 x     

Warnell et al. 2015 

Explicit 

Clinical/ 

Intervention Study 

   x x  • Noted underrepresentation of families with a first language 

other than English in a UK autism research database. 
 x     

Zamora et al. 2016 

Explicit 

Conceptual Paper 

   x   

• Presented strategies for recruitment and retention of Latino 

families in autism research.  

• Partnered with a Latino community-based organization.  

• Used word of mouth.  

• Flexibility with rescheduling.  

• Provided transportation or transportation costs. 

 x     

Legend: S/G = Sex and Gender; LVL = Level of Support Needs; COM = Communication Modes; R/E/G/L = Race, ethnicity, 

geography, and language; SES = Socioeconomic Status; AGE = Age; RD = Research Design; REC = Recruitment; CON = Consent; 

DC = Data Collection; DM = Data Management; DISS = Dissemination 


