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INTRODUCTION

In the past decade, there has been increasing concern about the disconnect between researchers and the autism community (autistic people and their family members) (Pellicano and Stears, 2011; Milton and Bracher, 2013; Milton, 2014; Chown et al., 2017; Woods and Waltz, 2019). This disconnect may be due to a number of factors, including a lack of involvement of the autism community in research (Gowen et al., 2019), rare (or non-existent) dissemination of findings to the community, and use of demeaning language about autistic people in scientific works (Gowen et al., 2019). This, alongside a history of controversial claims from scientists (from “refrigerator mothers” to claims vaccines cause autism) has contributed to growing distrust of autism researchers by autistic self-advocates (Dawson, 2004; Bagatell, 2010).

Fortunately, there is a solution—participatory research. Participatory research involves incorporating the views of the autism community about what research gets done, how it is done and how it is implemented (Cornwall and Jewkes, 1995). Specific manifestations of participatory research include “leadership by autistic researchers, partnership with autistic people or allies in research, engagement with the community (e.g., via social media) and consultation with relevant individuals or community organizations” (Fletcher-Watson et al., 2019). In addition, an important component to participatory working is making research accessible to all members of the autism community—for instance by adapting the research environment (see Pellicano et al., 2017), methodology and dissemination routes to permit the widest engagement and inclusion of under-represented groups in research (e.g., non-speaking autistic individuals and people with co-occurring learning disabilities).

Another key principle of participatory research is the acknowledgment, and undermining, of the power imbalance between researcher and participant (Nelson and Wright, 1995). One way to conceptualize this power imbalance is using the ladder of participation (Arnstein, 1969), which outlines that power varies across different types of participation: from no power (e.g., recipient of therapy), through tokenism (e.g., informing after instead of consultation in advance) to devolved power (e.g., partnership and citizen control), where planning and decision-making are shared. Researchers should aim to level the traditional power imbalance by adopting participatory practices and, in their reporting of community involvement, highlight the power dynamics involved (Pickard et al., 2021).


Why Is Participatory Research Important?

There are a multitude of benefits of participatory research. Community input can (a) improve the quality of research methods and place findings within a real-world context, thus facilitating the translation of findings into practice (Grinker et al., 2012; Parsons and Cobb, 2013; Carrington et al., 2016; Fletcher-Watson et al., 2019), (b) ensure that research yields relevant and meaningful benefits for the autism community (Long et al., 2017), and (c) enhance involvement, collaboration and trust between researchers and autistic people and their allies (Gowen et al., 2019). Despite a multitude of benefits, unfortunately, there is evidence to suggest that participatory research is not yet the standard, but rather the exception.



How Common Is Participatory Research?

At present, it is thought that a large proportion of autism research involves no community participation or only tokenistic participation of the autism community (Nicolaidis et al., 2011; Fletcher-Watson et al., 2019). Indeed, the UK report “A Future Made Together” (Pellicano et al., 2013), elucidated that opinions on the prevalence of participatory research were contrasting—whilst autism researchers perceived themselves to be engaged with the autism community (e.g., dissemination and consultation), autistic people and their families did not share this view (Pellicano et al., 2014). This report also highlighted that research funding and output in the UK is not in line with the priorities of autistic people, their families and practitioners, with two-thirds responding that they were either dissatisfied or very dissatisfied with current spending/output.

Unfortunately, in the rare circumstances where there is autism community involvement, at present, this is rarely more than tokenistic (Fletcher-Watson et al., 2019; Michael, 2021). In other words, some researchers will adopt a participatory approach in order to “tick a box” (i.e., to meet a funder, journal of ethics board requirement) rather than to provide the opportunity for the autism community to actually influence outcomes. At best, these tokenistic approaches may fail to deliver meaningful results for the community, and at worst, they are insulting and damage the relationship between autistic people and academics, thus leading to non-participation in research (Fletcher-Watson et al., 2019). This is exemplified in the experiences of Cos Michael, who has reported that they have sometimes felt like they were the “token autistic” and have subsequently given up on university-based autism research (Michael, 2021). In order to avoid tokenism, researchers should work with community members who have expertise and experiences relevant to the topic of research; actively listen and learn from this expertise and make changes based on feedback; and recognize the power imbalance in most research scenarios (Fletcher-Watson et al., 2019).



Why Is Effective Participatory Research Not Happening?

There are multiple factors that can complicate attempts to adopt collaborative research practices (Pickard et al., 2021; Redman et al., 2021). One key reason is that the infrastructure of scientific research is not conducive to participatory working in a number of ways (Fletcher-Watson et al., 2019; Pickard et al., 2021). Firstly, there are significant time and funding constraints within academic environments that may prohibit a participatory working style (Fletcher-Watson et al., 2019; Pickard et al., 2021). Secondly, participatory approaches are not incentivized, for instance in terms of career progression, within the current academic structure (Pickard et al., 2021). Finally, some early career researchers feel that there is an absence of support for participatory working from more senior academics (Pickard et al., 2021). Therefore, systemic change is necessary to ensure that participatory practices can be accommodated within current research frameworks.

Another reason that researchers may not adopt a participatory approach is due to challenges relating to objectivity and methodology. Some researchers have raised concerns that objectivity could be compromised through engagement with autistic partners (see Pellicano et al., 2014). However, as Fletcher-Watson et al. (2019) highlight, “serious biases—for example, towards maintenance of the status quo—can occur when research takes place without community influence.” Alternatively, some researchers may be concerned that autistic people will say something they disagree with or ask them to do something that is not easy to implement. However, as other researchers have highlighted “the irony of this should be obvious: researchers have been asking autistic people to put up with both of these for decades” (Fletcher-Watson et al., 2019).

In addition, researchers may not engage in participatory practices because they believe effective participatory research requires them to have strong relationships with the community, and forging these relationships takes time (Pickard et al., 2021). However, as one academic explained, investing this time is hugely valuable as it can foster “an extremely powerful interpersonal connection or relationship with people for whom participation had never been very meaningful” (Pickard et al., 2021). Ironically, participatory research can enhance rapport and trust between researchers and the autism community (Gowen et al., 2019), and therefore comprises a strategy, in itself, to improve the relationships that are seen as necessary for effective participatory working. Consequently, researchers should adopt a participatory approach imminently to facilitate the formation of these constructive alliances, thereby improving the efficacy of their collaborations with the autism community in the long-term.



A Brighter Future

Fortunately, more recently there has been increasing recognition that it is time for change, with autistic advocates, academics and activists insisting that participatory research is the way forward (e.g., Pellicano and Stears, 2011; Milton and Bracher, 2013; Fletcher-Watson et al., 2019; Gowen et al., 2019). Indeed, there are some great examples emerging of collaborations that have involved the autism community in priority-setting and research (e.g., Nicolaidis et al., 2011, 2013; Bertilsdotter Rosqvist, 2019; Crane et al., 2019; Fletcher-Watson et al., 2019; Vincent, 2019; Young et al., 2019; Pavlopoulou, 2020; Pellicano et al., 2020).

One gold-standard example of how researchers, autistic people and their allies can effectively collaborate is the “Shaping Autism Research” seminar series (Fletcher-Watson et al., 2019). During this seminar series, members of the autism community played prominent roles in every event, including as co-applicants for funding, co-convenors, speakers, panelist and discussion group leaders. Crucially, the organizers also ensured that each seminar was as accessible to autistic individuals as possible by creating a suitable sensory environment and providing a quiet space. The authors reduced power inequalities between delegates by including clear terms of reference for participation, so that all contributors had a shared expectation of what the sessions would involve. In all materials, language was selected that characterized autism in neutral terms (e.g., not a disease or misfortune), thus making respect overt and creating a space where all people were equal. From this seminar series, Pellicano et al. (2017) have produced a starter pack for participatory autism research, providing principles for how academics and the autism community can work together to shape research. Since then, other research teams have built on these principles, providing detailed guidelines for researchers to consider in order to increase involvement, collaboration and trust between researchers and the autism community (Gowen et al., 2019). As such, the “Shaping Autism Research” seminar series has laid the foundation for more effective participatory research, in which relevant communities and stakeholders can work collaboratively to create a better future for autistic people, together.

Another good practice example is the work of Pavlopoulou (2020), which adopted a participatory approach throughout the entirety of the research process to investigate facilitators of sleep for autistic adolescents. At the onset of the study, a consultation group provided input on study objectives, research design, procedures and tools, ideas for public engagement, and other areas relating to the specifics of the project. This work involved participant-driven data collection, in which participants were asked to take 10–15 photographs and keep notes or drawings for one week of various environments, activities and objects that were related to their sleep (e.g., the place they sleep and its surroundings, activities/objects/people that may help them to fall or stay asleep, etc.), and participant-driven data coding. Following this, the consultation group created visual aids that were then used for dissemination at a community exhibition alongside panel discussions and workshops involving various members of the autism community (parents, psychologists, autistic people, etc.). By adopting an experience-sensitive participatory approach grounded within the lifeworld framework (see Hemingway et al., 2015 and Pavlopoulou, 2020), the authors acknowledged the autistic participants as active agents in research, recognized their autonomy of thought, perspectives and ideas, and facilitated the translation of findings into practice (see Pavlopoulou, 2020).

Moreover, the work of Cassidy et al. (2020a,b, 2021a,b) constitutes a good example of effective participatory research. First, in this program of work, autistic people identified a need for better tools to assess suicidality in autism (Cassidy et al., 2020a, 2021a). Following this, the authors conducted two studies to adapt the suicidal behavior questionnaire to improve the clarity and relevance of the items to autistic adults. In the first study (Cassidy et al., 2020b), three focus groups identified potential issues with the original version of the questionnaire (that was designed for non-autistic adults) and suggested adaptations. Following this, autistic and non-autistic adults completed the initial adapted version of the questionnaire to explore the equivalence of the tool between groups and identify problematic items. In the second study (Cassidy et al., 2021b), the authors completed cognitive interviews, that had been co-designed with an autism steering group, with nine autistic adults to assess the initial adapted version of the questionnaire. After making the necessary changes, a large sample of autistic adults provided qualitative feedback on each item of the original and refined versions of the tool. Following this, a large sample of autistic and non-autistic adults provided feedback on, and completed, the finalized version of the questionnaire. Lastly, a focus group discussed the findings from the project and potential next steps at an open public engagement event, thus providing the community with an active role in the dissemination of findings. As such, this work comprises a gold-standard example of participatory research in which there was extensive involvement of the community throughout the research process. Without this involvement, the authors would not have been able to capture the unique experiences of suicidality in autistic adults, thus rendering the tool less effective.



Areas to Focus on

Although there is increasing community involvement in research, autistic individuals with communication differences, such as those who are non-speaking or minimally-speaking (Lebenhagen, 2020) and those with a learning disability (Long and Clarkson, 2017) are less well-represented in this movement (e.g., in Fletcher-Watson et al., 2019; Pavlopoulou, 2020 and Cassidy et al., 2021b, the authors noted that their projects were not fully inclusive of these individuals). Importantly, people with communication differences may require personalized support, unique modes of communication, and well-planned engagement for their voices to be heard (Long and Clarkson, 2017; Long et al., 2017; Lebenhagen, 2020). Without the use of these personalized approaches, communication differences can result in autistic people facing exclusion from processes of consultation and research (Long and Clarkson, 2017) due to communicative normativity (see Lebenhagen, 2020).

The work of Long et al. (2017) exemplifies best practice for conducting research with and for autistic people with communication differences. Specifically, this study aimed to gain the perspective of autistic people with learning disabilities on their experiences of support services (for example regarding support for their health and well-being, support for communication and involvement, the presence of low stress service environments, etc.). Importantly, participants were given the opportunity to communicate in a way that accommodated communicative differences—some moved cut-out photographs or symbols cards around, others wrote or drew onto sheets of paper, and others engaged in purely verbal discussion (see Long et al., 2017; Scott-Barrett et al., 2019 for further guidance on accommodating communicative differences). By accommodating these communication differences, the authors were able to better understand the autistic participants' experiences of their support services, thus allowing their voices to be heard and changes to be implemented accordingly. As such, this work has paved the way for greater participation of autistic individuals with communication differences (for example some individuals with learning disabilities or those who are non-speaking or minimally-speaking) in the research process.




PARTICIPATORY RESEARCH IN THE CONTEXT OF CONSULTATION

One particular strategy that is increasingly being used, more broadly, to promote active involvement of autistic individuals and their allies in the research is consultation with the autism community. The idea here is that members of a research team consult a group of individuals from the autism community to discuss their research. Community input can be highly valuable at all stages of research: from initial conception of a study, through data collection, all the way to dissemination of scientific messages. To illustrate this point, we will run through the typical stages of the research process and give some (but not exhaustive) examples of how consultation can be useful both for the autism community and for researchers themselves.


Generating a Research Question

Input at this early stage of the research process may highlight opportunities to align study objectives with community priorities. To demonstrate the utility of community input at this stage, we will discuss the work of Crane et al. (2019). In this study, the ‘community' comprised a group of young autistic people, between the ages of 16 and 25 years, referred to as the myVoice team (from the UK charity Ambitious about Autism). When asked about their priorities for research, the myVoice team unanimously selected mental health in young autistic people, reflecting the views within the wider autism community (Autistica, 2016). Following this, three members of the myVoice team collaborated with a group of academics, as full and equal partners, during all stages (design, implementation, analysis, interpretation and dissemination) of the research process to address their research question. Crucially, gaining their insight from initial conception of the study ensured that the research was relevant and useful outside of academia (Adams et al., 2018), and would have the largest impact on the lives of those who need it most (Pellicano et al., 2014).



Designing the Study

Insight from the community when designing a study can be highly useful: from input on experimental design to construction of questionnaires or other participant-facing documents. To demonstrate how input from the community can be invaluable at this stage, I will draw on my own experiences of working with an autism consultancy committee1 (Birmingham Psychology Autism Research Team Consultancy Committee; B-PART-CC). We have recently started a project that aims to explore the autism-related language preferences of a diverse set of autistic individuals. We had drafted a questionnaire that asked participants about a broad range of autism-related terminology, for instance asking how they believe is best to refer to someone with an autism diagnosis (e.g., person with autism vs. autistic person etc.). Firstly, the group commented on the clarity and length of each of our questions, thus ensuring the questionnaire was clear and accessible to a range of autistic individuals. In addition, through consultation with the group, we identified some additional terms (e.g., “is neurodivergent”), and an additional category of terms, concerning how we refer to non-autistic people (e.g., “typical” vs. “neurotypical” vs. “non-autistic,” etc.). Multiple members of the group made the point that how we refer to people without autism is just as important as how we refer to those with autism. This is because the terms we use to speak about non-autistic people intrinsically have connotations about autism and autistic people. Accordingly, we have added this category of terms to our questionnaire. Therefore, input at this stage not only improved the clarity of participant-facing documents, but also elucidated a priority for the community (to establish how we should refer to non-autistic people) and broadened the potential impact of our paper.



Data Collection

At the point of data collection, the autism community could advise on how to create an enabling environment for autistic individuals. For example, they may suggest that you ask each of your participants if they have any specific needs and/or have a preferred way to communicate (e.g., through spoken or written language or symbols and pictures). In my own experience, they may also provide some more general advice like give plenty of warning of any changes to the setting or situation, or to appreciate that not everyone likes eye contact (see Pellicano et al., 2017). They may also identify ways to adjust your study to make it accessible to groups typically under-represented in research (e.g., non-verbal individuals or those with co-occurring learning disabilities), thus making the research and data applicable (and generalizable) to a more diverse range of autistic individuals. Creating an accessible and enabling environment for participants is a necessity—as researchers, we have a duty of care to protect participants and ensure they are as comfortable as possible.



Dissemination of Findings

During this final stage, community input can facilitate the creation of scientific messages that are maximally accessible to members of the autism community. For example, the community could provide feedback on the clarity of messages by commenting on whether the content is written in an accessible manner for the target audience (e.g., jargon-free). They could also comment on whether the medium of the message is accessible to the target-audience and suggest other forms that might facilitate broader engagement (e.g., talks, videos), including engagement of specific groups (e.g., those with co-occurring learning disabilities). The benefits here are broad—the autism community are more able to access scientific messages, thus enhancing trust between scientists and the community, and there is a greater “impact” of researchers' scientific works (which may be seen, for example, in higher Altmetric scores).




DISCUSSION

This article discussed the importance of participatory autism research with a particular focus on the benefits of consultation with the autism community. Through worked examples, we have highlighted that consultation is important throughout all stages of the research process. We appreciate that researchers might not have the means to get input from the community at all stages research (for instance if they don't have the funds to pay for this service repeatedly), and therefore we recommend that academics consider at what stages of the research process input would be most useful. Whilst we have separated our examples into different segments, it is important to note that academics can get input from the community about several parts of the research process in one consultation: for instance, in the final stages of preparing an experiment, one can get recommendations about the design of the study, the wording of participant-facing documents, recruitment, data collection and suggested dissemination routes. Of course, continual involvement of the community is preferable (rather than one instance of engagement), and therefore academics must also consider other manifestations of participatory research such as leadership by autistic researchers, continued partnership with autistic individuals, and repeated engagement with the community (e.g., via social media). However, we believe that, for those who are new to participatory research, consultation with the community comprises a good starting point. Regardless of its specific manifestation, autism researchers should commit to involving the autism community, thus promoting a brighter future for autistic people, together.
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