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Abstract
It is both epistemologically, as well as ethically, problematic if the autistic voice is not heard in relation to social scientific research seeking to further develop knowledge of autism. Ever since autism first emerged, it has remained medicalised and almost exclusively the preserve of non-autistic researchers. More recently autistic individuals have begun to contribute to autism research. However, the vast majority of research in autism is still undertaken on autistic people, rather than with them, and is often not concerned with improving the day-to-day lives of people with autism. We discuss the concepts of participatory research and emancipatory research before presenting a draft framework for what we regard as truly inclusive research in autism. Our proposals are firmly based on ideas developed by the members of a university-based group of autistic adults (the Asperger’s Consultation Group) as well as the knowledge and experience of the other contributors.  
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Introduction

It has been argued that it is both epistemologically, as well as ethically, problematic if the autistic voice is not heard in relation to social scientific research seeking to further develop knowledge of autism (Milton and Bracher, 2013). Ever since autism emerged from the work of Asperger and Kanner (Asperger, 1944; Kanner, 1943), it has remained medicalised and almost exclusively the preserve of clinicians and non-autistic researchers. More recently autistic researchers have begun to contribute to the debates over aspects of autism, to research led by non-autistic scholars, and to the development of our understanding of autism (Arnold, 2010; Chown, 2013, 2014; Graby, 2012; Milton, 2012, 2014; Milton and Bracher, 2013; Mottron et al., 2006; Murray et al., 2005; Robertson, 2009; Yergeau, 2010). However, it remains the case that the vast majority of research in autism is undertaken on autistic people1, rather than with them, and is often focused on theoretical investigation into what causes autism, the search for a ‘cure’, and other matters not concerned with improving the day-to-day lives of autistic people (Milton and Bracher, 2013). Milton and Bracher write that ‘the inclusion of autistic people as equal participants can help to enrich the research process (by increasing) the epistemological integrity of studies that seek to explore important questions relating to the wellbeing of autistic people’ (ibid., p. 63 & 66, author’s italics) by reflecting the different cognition of people with autism. The majority of the co-authors of this article are on the autism spectrum.         

Participatory research
Participatory research is research involving a partnership between academic researchers and people affected by the matter under investigation where the latter share decision-making with the academics (Boote et al., 2002; Cargo and Mercer, 2008; Jivraj et al., 2014; Macauley et al., 2011). In the context of disability this implies a partnership with individuals who have the disability under investigation (Waltz, 2006 in Arnold, 2010) and hence that autistic researchers must be involved in autism research if it is to be classified as participatory research. Despite the “Nothing about us without us” mantra of organisations of disabled people2, and the increasing involvement of people with intellectual difficulties and mental health issues in research, people with autism3 are rarely involved in research other than as subjects of it (ibid.) or, more recently, as research assistants. The very few exceptions to this, such as Michelle Dawson’s partnership with Laurent Mottron at the University of Montreal in Canada, which, inter alia, led to the development of the enhanced perceptual functioning theory of autism, and Wenn Lawson’s work on the monotropism hypothesis with Dinah Murray and Mike Lesser, are notable for indicating the importance of collaboration between autistic and non-autistic academics (Mottron et al., 2006; Murray, Lesser and Lawson, 2005). Waltz concludes that old attitudes to autism die hard so that although few people now believe that only normalised autistic people can qualify as fully human (Lovaas, in Chance, 1974), ‘all too often people with autism are still not seen as part of the diverse human family, unless their differences can be eliminated or camouflaged’ (ibid., p. 2). The remnants of this old attitude to autism, together with its continuing medicalisation, which regards autistic people as ‘patients’, may account for the rarity of truly participatory autism research, despite the valuable contributions of autistic intellectuals such as Dawson and Lawson. 

	Although some authors have seen evidence of an increased emphasis on PR in autism and other neurodevelopmental conditions covering areas such as healthcare and wellbeing, the actual numbers of studies claiming to be participatory remains small and the number of genuinely participatory studies smaller still (Jivraj et al., 2014). In a review of the influence of researcher-partner involvement on the process and outcomes of participatory research in autism and intellectual disability undertaken by Jivraj and his colleagues, only seven of 636 studies met the inclusion criteria in their carefully structured search strategy (none of these seven studies were from the United Kingdom), and only two studies actually involved autistic co-researchers (ibid.). Jivraj et al. called for authors to provide greater clarity on the nature and extent of partner involvement in research studies, the ways in which decision-making reflected partner perspectives as well as academic perspectives, and the evaluation of these partnerships (ibid.). One study not mentioned by Jivraj et al. – possibly because the article reporting on it was published at around the same time as theirs – is that of Martin who reported on research she conducted with her Asperger’s Consultation Group4 comprising of three adults with Asperger syndrome. Their study was undertaken on the basis of both participatory and emancipatory research principles (which we discuss next), her positionality was informed by the social model of disability (also referred to later on), and she worked with her autistic co-researchers on the enlightened and empowering basis that ‘adults with Asperger’s syndrome think differently rather than in an inferior way to [non-autistic people]’ (Martin, 2014, p. 5). We go on to consider how, in our view, Martin’s study demonstrates that PR research in autism involving autistic co-researchers produces outcomes that could not have been achieved if autism research undertaken by non-autistic scholars does not benefit from autistic perspectives on the subject matter of their investigations. Martin (2014, p. 14) writes: 
The group want to continue their work beyond this piece of research and so have been empowered to do so by the positive experience of being a part of it. The process of the group working provided a safe environment in which to explore issues of identity and share experiences. Surely, this is what emancipatory research aspires to achieve. This was achieved through the partnership of adults with Asperger’s syndrome working with a neuro typical researcher. It took all the researchers together to make this research such a positive experience for us all. 


But, were there specific benefits to the research project in addition to the personal gains for the autistic members of Martin’s team, from this example of researchers with Asperger syndrome (AS) working alongside a predominant neurotype5 researcher? There are plenty of such benefits. For instance, during the research design stage the section of the group’s questionnaire originally entitled ‘navigating the outside world’ was changed to ‘dealing with the outside world’ because it was found that the original title was not always understood (probably because of its use of metaphor). However, the experience of this group also demonstrates that working with persons with AS may, on occasions, introduce what some may regard as limitations but we consider to reflect different ways of thinking. Perhaps the best example of this is that in the data analysis stage Martin felt that she should not encourage her autistic co-researchers to identify respondent themes that did not precisely fit the intention of the questions they were asked as ‘the group was operating in a very literal manner, and this did not allow for responses that were outside the intention of the original questions’ (ibid., p. 10). She goes on to point out that ‘This was not a negation of my expertise as a researcher as might be supposed, but a utilisation of my knowledge of the principles of participatory and emancipatory research and of the different way that people with Asperger’s syndrome think’ (ibid., pp. 10/11). Whilst it might be thought at first glance that this approach reduces the scope of the data analysis we argue that it is a more systematic approach which avoids the risk of digression and ensures the integrity of the research.       

Emancipatory research
The distinction between participatory research and emancipatory research is not always clear. For example, whilst Waltz (2010) regards social change as an objective of emancipatory research that is not a requisite of participatory research, Stoecker and Bonacich (1992) see social change as a criterion for research to be considered to be participatory, and Cornwall and Jewkes (1995) appear to hold a similar view, stating that most participatory research leads to knowledge for action rather than for its own sake. In their discussion of community-based participatory research, Cornwall and Jewkes (ibid.) write that it involves local people controlling the research process which others regard as a feature of emancipatory research distinguishing it from participatory research. It would appear though to be generally accepted that emancipatory research extends the participatory research paradigm to include further criteria regarding the ‘ownership’6 of the research (which may be equated to the ‘empowerment’ that others refer to), a requirement that the research results in social change (presumably, something similar to the requirement for ‘gain’ mentioned by Oliver), and the accountability of the disabled researchers to the non-disabled researchers and vice versa, which we think is probably the same as the reciprocity criterion also referred to (Barnes, 2001; Barnes and Mercer, 1997; Oliver, 1992; Stone and Priestley, 1996; Zarb, 1992). We agree with Waltz (2010) that emancipatory researchers should adopt a reflexive approach to their work, although we think that all researchers should do so. We do not regard reflexivity as a criterion for emancipatory research specifically but for all good research. 

	The renowned disability scholar Mike Oliver (1997, p.6) sets out six elements of a definition of emancipatory research which he contends will ‘make a contribution to the combating of the oppression of disabled people’. Oliver’s definition of emancipatory research is as follows:
1. a description of experience in the face of academics who abstract and distort the experience of disabled people; 
2. a redefinition of the problem of disability; 
3. a challenge to the ideology and methodology of dominant research paradigms; 
4. the development of a methodology and set of techniques commensurate with the emancipatory research paradigm; 
5. a description of collective experience in the face of academics who are unaware or ignore the existence of the disability movement; and 
6. a monitoring and evaluation of services that are established, controlled and operated by disabled people themselves. 

	Stone and Priestley (1996, pp. 709/710) set out the following slightly different set of emancipatory research principles in their definition of this approach to disability research:
1. the adoption of a social model of disablement as the epistemological basis for research production
2. the surrender of claims to objectivity through overt political commitment to the struggles of disabled people for self-emancipation
3. the willingness only to undertake research where it will be of practical benefit to the self-empowerment of disabled people and/or the removal of disabling barriers
4. the evolution of control over research production to ensure full accountability to disabled people and their organizations
5. giving voice to the personal as political whilst endeavouring to collectivize the political commonality of individual experiences
6. the willingness to adopt a plurality of methods for data collection and analysis in response to the changing needs of disabled people.

	We have compared and contrasted the Oliver and Stone and Priestley emancipatory research criteria. Oliver’s requirement for a redefinition of the problem of disability appears to be reflected in Stone and Priestley’s criterion requiring the adoption of a social model of disablement. In other words, a medical / individual model of disability regarding disability as being something wrong with an individual should be replaced by a social model whereby disability (as opposed to impairment) is considered to be imposed over and above impairment by societal barriers. By replacing a medical model with a social model Oliver’s redefinition requirement is met. We then move on to Oliver’s two ideology / methodology points. Although his requirements for a challenge to dominant research paradigms and development of emancipatory research-appropriate methodology and techniques do not mirror exactly the Stone and Priestley inclusion of a criterion requiring a willingness to adopt a plurality of methods of relevance to disability, there is clearly an intention on the part of both to require a paradigm suitable for disability research. Oliver’s insistence that the individual and collective experiences of disabled people should replace academic abstraction and distortion are accurately mirrored in Stone and Priestley’s criterion requiring voice to be given to the personal as political whilst ‘seeking to collectivize the political commonality of individual experiences’. Both Oliver’s sixth criterion and Stone and Priestley’s fourth criterion refer to the exercising of ‘control’ by disabled people. This brief analysis suggests that all Oliver’s criteria are reflected to a greater or lesser extent in those of Stone and Priestley. However, the latter include some further criteria: overt political commitment to the emancipation of disabled people, and only undertaking research which self-empowers disabled people and/or breaks down disabling societal barriers. We have chosen to adopt the Stone and Priestley criteria as the primary basis for our draft framework as they reflect Oliver’s criteria but also include emancipation, self-empowerment, and breaking down of barriers which are considered important in the context of disability. 

	We advocate autism research that is both participatory and emancipatory7 although in the context of disability we doubt whether research could be emancipatory without also involving the participation of those with the disability being researched. We think that any study adopting the Stone and Priestley emancipatory research principles would most likely be participatory in nature. In particular, we find it difficult to see how the principles of ‘full accountability’ to disabled persons and of ‘giving voice to the personal’ could be fulfilled in the absence of participation on the part of the disabled persons concerned. Our approach avoids the need to develop precise definitions of either participatory research or emancipatory research. Because of our view that research cannot be emancipatory without also being participatory, we refer to emancipatory research only from this point onwards; in doing so we encompass what others may regard as emancipatory research and participatory research.    

Methodology
Clearly, in developing methodology that we hope other researchers will make use of, it would be remiss of us not to have adopted a suitable process for developing methodology. The process began with the inauguration of a group of autistic adults (Asperger’s Consultation Group) by one of the establishments involved to begin a process of identifying the important elements of a framework for emancipatory research in the field of autism. This was followed by a widening of the team to include other universities, and independent researchers, who added to and finessed the work of the Asperger’s Consultation Group. This included three separate mapping exercises. An initial mapping of the proposed elements of the framework against the stages of a research project was carried out to validate the elements and ensure that all stages of a research project were covered adequately. This was followed by mapping the framework elements against the Stone and Priestley (1996) definition of emancipatory research in the field of disability (with a focus on autism rather than disability more generally) to ensure compliance with this definition. The results of our Stone and Priestley mapping exercise are set out at Appendix 2. It will be noted that each criterion within our proposed framework maps against one or more of the elements of the definition. A final mapping exercise was carried out to check that the resulting framework was consistent with the draft Code of Practice for researchers prepared by the Shaping Autism Research project (Hampton and Fletcher-Watson, 2016). We amended various aspects of the framework following our review of the Code of Practice. The outcome of this final mapping (see Appendix 1) reassured us that the framework, based on the work of the Asperger’s Consultation Group, is consistent with an important definition of emancipatory research, and with the draft Code of Practice for autism researchers. This, in turn, validates the framework sufficiently for us to present it in this article. We would want to revisit our framework if Shaping Autism Research made any significant changes to their Code of Practice.   

A framework for emancipatory research in the field of autism 
We now propose a framework for emancipatory research in the field of autism substantially based on ideas developed by the Asperger’s Consultation Group working in conjunction with one of the University’s predominant neurotype scholars. It is our belief that this framework is consistent with the Stone and Priestley emancipatory research principles. The various items in the framework reflect aspects of work undertaken by one of us for her PhD thesis entitled ‘Participatory research with adults with Asperger's syndrome: using spatial analysis to explore how they make sense of their experience’ (Robinson, 2014). Another one of us investigated the elearning experience of an autistic, mature-aged university student (Downing, 2014). Although we do not contend that either study met all the requirements to be considered emancipatory research, they were highly influential both in bringing us together and in enabling the identification of matters relevant to participation and emancipation in autism research. The identification process we adopted involved listing the stages of the research process, developing what we felt should be requirements for emancipatory research research in autism at each stage, mapping the initial set of requirements against the stages, together with reviewing and amending a draft framework over various iterations to produce the final draft at Appendix 1. We describe our proposed framework as a draft because we would be surprised if we have got it ‘right first time’. It is our hope that others will find our draft of interest and work it up into something that researchers regard as a useful tool for undertaking autism research.       

	We propose that a framework for emancipatory research in the field of autism should encompass criteria relating to the usual stages in academic research (research design, data collection, data analysis, reporting, and publishing). In many cases items we would include in such a framework relate to all the stages of the research process; for instance, the criterion ‘ Understand and respect how each member of the group of researchers functions in a working capacity and as people’ clearly relates to the design, data collection, data analysis, and reporting elements of the framework. The criteria relating to the stages of the research process, all of which we believe to be self-explanatory, are set out in Appendix 1. 

General requirements
We now discuss additional requirements of a general nature, reflecting certain of the Stone and Priestley criteria, and some specific requirements designed to ensure compatibility between an emancipatory research project and those funding it.

1. A researcher with autism either identifies and defines the matter(s) requiring investigation or confirms the identification and definition of the problem by others8 

This first general requirement is designed to overcome the issue that autism research is very often undertaken for interests other than that of people with autism. Because few research projects are likely to be identified and defined by an autistic researcher, we propose that one or more autistic researchers should validate the identification and definition of a research project devised by non-autistic researchers. This should help to ensure that an autistic perspective is taken into account in the initial development of a project and in applications for funding from external organisations. This requirement reflects an aspect of item 4 of the Stone and Priestley criteria for emancipatory research into disability.

2. Social model of disability at the heart of the project ethos
The second item is a requirement for the social model of disability to be at the heart of the project ethos. This item is designed to ensure that the project is based on a belief that the main reasons for autistic people not being able to live a fulfilling life are the barriers placed in their way by a non-autistic society, and that it is a societal responsibility to remove these barriers, not put the blame for the difficulties faced by autistic people on them as individuals. It is essential that funding bodies believe in this principle if they are not to be in conflict with the ethos of a project identified and defined by, or validated by, one or more researchers with autism. A conflict of ethos between the funding body and researchers represents a serious conflict of interest which is likely to have damaging impacts on the project. This requirement reflects item 1 of the Stone and Priestley criteria for emancipatory research into disability.

3. Projects are either owned or jointly owned by representatives of the autism community
We also consider that for research to be emancipatory research it must be ‘owned’ in whole or in part by members of the autism community to ensure that the research is valued by the community. This requirement reflects an aspect of item 4 of the Stone and Priestley criteria for emancipatory research into disability.

4. Research outcomes are focused on improving the lives of people with autism 
Finally, and perhaps most importantly of all, emancipatory research must be focused on producing outcomes with the potential to improve the lives of people with autism. It is likely that a project with this potential would be valued by the autism community, and hence be one the community would be willing to ‘own’. However, we contend that overt ownership of a research project by persons with autism is an essential requirement over and above the need for outcomes that can improve autistic lives because it demonstrates the commitment of persons with autism to the project. This requirement reflects item 3 of the Stone and Priestley criteria for emancipatory research into disability.

Funding body requirements
It is also considered that various criteria should be applied to those organisations which fund autism research if such research is to be regarded as emancipatory. We propose the following three criteria in this regard to ensure a compatibility of ethos between a research project and an external body funding the research:
1. The research is either funded by the autism community or the ethos of an ‘external’ funding body is consistent with the emancipatory approach set out in this framework.
2. The funding body does not stipulate requirements as a condition of funding the research inconsistent with an emancipatory approach.
3. The funding body signs up to a suitable emancipatory research framework for the project.

Conclusion
Oliver (1997) asked whether emancipatory research is a realistic goal or an impossible dream. He thinks that the scope of participatory research is insufficient, and that emancipatory research is needed as a (research) game changer. His following comment makes this plain: ‘Thus participatory and action approaches, it seems to me, share a limited vision of the possible. To use a game metaphor, these approaches are concerned to allow previously excluded groups to be included in the (research) game as it is whereas emancipatory strategies are concerned about both conceptualising and creating a different game, where no one is excluded in the first place’ (ibid., p. 27). It is not clear whether he thinks that emancipatory research is a realistic goal though. Barnes (2002, p. 16) writes that ‘(eroding the forces creating and sustaining disability) is not an easy task but no one said that it would be. Nonetheless, it is a task that all of us involved in doing disability research should be aiming for. If we aren’t then, for my money, there’s little point in doing it’. Following Barnes, we argue there is little point in researching autism unless the forces creating and sustaining the barriers to autistic people living fulfilling lives are tackled.

	To facilitate the carrying out of emancipatory research in the field of autism we have developed a framework of criteria for emancipatory research in this field based on the Stone and Priestley (1996) definition of emancipatory research and influenced by Oliver’s (1997) emancipatory research criteria. Our proposed framework consists of a set of requirements relating to each of the key stages of the research process together with some general requirements, and items necessary to avoid any conflict of interest between the autism community and external bodies funding individual research projects. We put forward our ideas not as a definitive set of requirements for emancipatory research in the field of autism but as a discussion document. It is intended that publication of this draft framework will provoke a debate amongst autism researchers and thereby lead to better practice. Our framework, suitably ‘translated’, may also be of benefit to researchers working in other areas of disability. We echo Barnes’s (2002) thoughts in arguing that all researchers of disability should be doing their utmost to erode the forces creating and sustaining disability; our aim is for the framework to make a contribution towards this erosion both in general and in relation to autism in particular. We are also hopeful that Yergeau (2010) would not regard our paper as an example of what she has described, disparagingly, as a ‘typical autism essay’9.

Note
1. Decisions as to which terms to use when referring to autistic individuals (or should it be persons with autism?) are always difficult and nuanced (Kenny et al., 2016). We use the identity-first language preferred by many autistic individuals (Sinclair, 2013) in addition to the person-first alternative recommended by the American Psychological Association, as avoiding one form of language would imply its superiority over the other. In taking this stance we follow Dunn and Andrews (2015) who argue that both forms should be used. Kenny at al. (2016, p. 459) conclude that ‘The overriding principle for those who are unclear about appropriate terminology should … be to inquire of the people with whom they are working or describing for clarification’. That is precisely what we did.
2. We distinguish between an organisation such as the UK’s Developmental Adult Neuro-Diversity Association (DANDA) run by and for neurodiverse individuals, and organisations led by non-autistic stakeholders.

3. Autism is a developmental (social learning) disability, not an intellectual learning disability or a mental health issue. However, it may be accompanied by an intellectual learning disability and/or mental health issues.

4. The members of the Asperger’s Consultation Group are Katrina Fox, Duncan MacGregor, and Laura Hickman. Asperger syndrome is an autism spectrum diagnosis under the fourth edition of the American Psychiatric Association’s Diagnostic and Statistical Manual (DSM-IV) (APA, 1994).

5. The term “neurotypical” – short for neurologically typical – is in common use in the autism community to refer to non-autistic individuals. However, one of us introduced the term “predominant neurotype” – which focuses on autistic people being in a minority – because the “typical” in “neurotypical” was considered too close to the word “normal” for comfort (Beardon, 2008). 

6. By “ownership” we mean that the overall control of a project lies with members of the autism community (although day-to-day management of the project may be delegated to others), not just that the project deliverables are for the benefit of this community.

7. For details of what the autism community regard as priorities for autism research funding please see the work of Pellicano, Dinsmore and Charman (2014). By definition, these priorities are emancipatory in nature.

8. An autism research project undertaken by one autistic researcher working alone cannot be classified as participatory even if it otherwise meets all the requirements of the proposed framework. However, such research does not need to be included in the framework because it is in the total control of an autistic scholar.

9. In relation to articles on autism written from a predominant neurotype perspective, Yergeau (2010, n.p., our italics) writes: ‘I am loath to believe that readers of the typical autism essay doubt the importance of autism: it’s the importance of autistics that they largely doubt’.
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            Appendix 1: Principles for inclusive research with adults with autism
	







Framework requirements
	General
	Funding body
	Research design
	Data collection
	Data analysis
	Reporting 
	Publishing 

	· The autism community and/or a researcher with autism either identifies and defines the matter(s) requiring investigation or confirms the identification and definition of the problem by others.
	
	
	
	
	
	
	

	· The social model of disability is at the heart of the project ethos.
	
	
	
	
	
	
	

	· The project is either owned or jointly owned by representatives of the autism community. 
	
	
	
	
	
	
	

	· The outcomes of the research are focused on improving the lives of people with autism.
	
	
	
	
	
	
	

	· An advisory group of stakeholders is set up prior to any application for funding. 
	
	
	
	
	
	
	

	· The research is funded by the autism community or the ethos of an ‘external’ funding body is consistent with the emancipatory/participatory approach set out in this framework.
	
	
	
	
	
	
	

	· Funding body does not make requirements inconsistent with an emancipatory/participatory approach.
	
	
	
	
	
	
	

	· Funding body signs up to this framework in respect of the funded project.
	
	
	
	
	
	
	

	· Understand and respect how each member of the group of researchers – both autistic and predominant neurotype[footnoteRef:1] – functions in a working capacity and as people. [1:  From this point on all references to “researchers” encompasses both autistic and predominant neurotype researchers unless stated otherwise.] 

	
	
	
	
	
	
	

	· Agree how to work together. 
	
	
	
	
	
	
	

	· Define functionality in the group i.e. who performs which role.
	
	
	
	
	
	
	

	· Agree and define the objective as a group for each stage of the analysis.
	
	
	
	
	
	
	

	· Meeting together as a group and discussing the data in the light of shared experiences led to a richer data analysis.
	
	
	
	
	
	
	

	· Create an environment where all researchers feel safe to share their experiences.
	
	
	
	
	
	
	

	· Respect the individuality of all researchers and allow for people to work differently.
	
	
	
	
	
	
	

	· Rather than training researchers with autism on how to conduct data analysis, work with the way that the researchers think and analyse in a way that makes sense to them and use their natural skill set. 
	
	
	
	
	
	
	

	· Each researcher with autism should be allowed to be themselves, express what they want to say and use their experience as a person with autism to be creative and positive.
	
	
	
	
	
	
	

	· Agree how to present the data for all researchers and this might be different for different people.
	
	
	
	
	
	
	

	· Agree how the group will make sense of the data and theme it.
	
	
	
	
	
	
	

	· Make sense of the themes together through discussion and sharing of experience.
	
	
	
	
	
	
	

	· Agree how the themes relate to each other and to the question being investigated.
	
	
	
	
	
	
	

	· Open access publication where practical (more autism research needs to be open access as a matter of course so that the ‘where practical’ proviso is no longer required).
	
	
	
	
	
	
	

	Participant requirements* 
	
	
	
	
	
	
	

	· Create a collection environment where participants feel safe to share their experiences, which avoids face-to-face contact if a participant requires, and allows sufficient time for a participant to compose their response to questions, avoiding pressure to respond more quickly.
	
	
	
	
	
	
	

	· Respect the individuality of all participants and allow for people to contribute differently.
	
	
	
	
	
	
	

	· Each participant should be allowed to be themselves, express what they want to say and use their experience as a person with autism.
	
	
	
	
	
	
	

	· Provide an opportunity for participants to review and comment on content relating to their contributions.
	
	
	
	
	
	
	

	· Where a participant disagrees with a conclusion drawn by the researchers such disagreement should be recorded in publications relating to the research project.
	
	
	
	
	
	
	

	· Request feedback from participants on a regular basis including at the end of the project.
	
	
	
	
	
	
	

	· Publish lay versions of reports for the benefit of participants. 
	
	
	
	
	
	
	

	· Offer to hold an informal session with participants after completion of the project. 
	
	
	
	
	
	
	

	Researcher requirements 
	
	
	
	
	
	
	

	· Each researcher has different expertise and all should be respected. 
	
	
	
	
	
	
	

	· Passion for a full inclusion of all researchers and a commitment to finding a way to make this work together with the researchers with autism.
	
	
	
	
	
	
	

	· Ensure that differences of opinion are handled in a respectful and supportive manner.
	
	
	
	
	
	
	

	· Establish Clear boundaries. 
	
	
	
	
	
	
	

	· Communicate in a manner sensitive to the needs of each individual.
	
	
	
	
	
	
	

	· Respect limits.
	
	
	
	
	
	
	

	· Listen and allow people time to speak.
	
	
	
	
	
	
	

	· Allow the group to be itself and grow organically.
	
	
	
	
	
	
	

	· Adopt a reflexive approach to their work.
	
	
	
	
	
	
	


       	* These requirements are over-and-above the general requirements expected of all rigorous research such as obtaining informed consent. 


            Appendix 2: Principles for inclusive research with adults with autism mapped against Stone and Priestley’s criteria
	







Framework requirements
	Social model
	Commitment to emancipation
	Practical benefit
	Full accountability
	Giving voice to the personal
	Methodological flexibility

	· The autism community and/or a researcher with autism either identifies and defines the matter(s) requiring investigation or confirms the identification and definition of the problem by others.
	
	
	
	
	
	

	· The social model of disability is at the heart of the project ethos.
	
	
	
	
	
	

	· The project is either owned or jointly owned by representatives of the autism community. 
	
	
	
	
	
	

	· The outcomes of the research are focused on improving the lives of people with autism.
	
	
	
	
	
	

	· An advisory group of stakeholders is set up prior to any application for funding.
	
	
	
	
	
	

	· The research is funded by the autism community or the ethos of an ‘external’ funding body is consistent with the emancipatory/participatory approach set out in this framework.
	
	
	
	
	
	

	· Funding body does not make requirements inconsistent with an emancipatory/participatory approach.
	
	
	
	
	
	

	· Funding body signs up to this framework in respect of the funded project.
	
	
	
	
	
	

	· Understand and respect how each member of the group of researchers functions in a working capacity and as people.
	
	
	
	
	
	

	· Agree how to work together. 
	
	
	
	
	
	

	· Define functionality in the group i.e. who performs which role.
	
	
	
	
	
	

	· Agree and define the objective as a group for each stage of the analysis.
	
	
	
	
	
	

	· Meeting together as a group and discussing the data in the light of shared experiences led to a richer data analysis.
	
	
	
	
	
	

	· Create an environment where all researchers feel safe to share their experiences.
	
	
	
	
	
	

	· Respect the individuality of all researchers and allow for people to work differently.
	
	
	
	
	
	

	· Rather than training researchers with autism on how to conduct data analysis, work with the way that the researchers think and analyse in a way that makes sense to them and use their natural skill set. 
	
	
	
	
	
	

	· Each researcher with autism should be allowed to be themselves, express what they want to say and use their experience as a person with autism to be creative and positive.
	
	
	
	
	
	

	· Realise that having autism is an advantage in the data analysis.
	
	
	
	
	
	

	· Agree how to present the data for all researchers and this might be different for different people.
	
	
	
	
	
	

	· Agree how the group will make sense of the data and theme it.
	
	
	
	
	
	

	· Make sense of the themes together through discussion and sharing of experience.
	
	
	
	
	
	

	· Agree how the themes relate to each other and to the question being investigated.
	
	
	
	
	
	

	· Open access publication where practical (more autism research needs to be open access as a matter of course so that the ‘where practical’ proviso is no longer required).
	
	
	
	
	
	

	Requirements for participants (in addition to usual good ethical practice such as informed consent)
	
	
	
	
	
	

	· Create a collection environment where participants feel safe to share their experiences, which avoids face-to-face contact if a participant requires, and allows sufficient time for a participant to compose their response to questions, avoiding pressure to respond more quickly.
	
	
	
	
	
	

	· Respect the individuality of all participants and allow for people to contribute differently.
	
	
	
	
	
	

	· Each participant should be allowed to be themselves, express what they want to say and use their experience as a person with autism.
	
	
	
	
	
	

	· Provide an opportunity for participants to review and comment on content relating to their contributions.
	
	
	
	
	
	

	· Where a participant disagrees with a conclusion drawn by the researchers such disagreement should be recorded in publications relating to the research project.
	
	
	
	
	
	

	· Request feedback from participants on a regular basis including at the end of the project.
	
	
	
	
	
	

	· Publish lay versions of reports for the benefit of participants.
	
	
	
	
	
	

	· Offer to hold an informal session with participants after completion of the project.
	
	
	
	
	
	

	Requirements for researchers 
	
	
	
	
	
	

	· Each researcher has different expertise and all should be respected. 
	
	
	
	
	
	

	· Passion for a full inclusion of all researchers and a commitment to finding a way to make this work together with the researchers with autism.
	
	
	
	
	
	

	· Challenge negative opinions.
	
	
	
	
	
	

	· Establish Clear boundaries. 
	
	
	
	
	
	

	· Be prepared to communicate.
	
	
	
	
	
	

	· Respect limits.
	
	
	
	
	
	

	· Listen and allow people time to speak.
	
	
	
	
	
	

	· Allow the group to be itself and grow organically.
	
	
	
	
	
	

	· Adopt a reflexive approach to their work.
	
	
	
	
	
	


       

	

