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Abstract

This article draws upon qualitative interviews in order to examine how UK based research psychologists understand public
engagement activities and interactions with autistic advocates. Researchers describe public engagement as difficult and
understand these difficulties as stemming from autistic impairments. In particular, it is reported that a heterogeneity of
autism impairments means there is little agreement on the form research should take, while socio-communicative impair-
ments make interactions difficult. Conversely, researchers describe autistic individuals as having the capacity to positively
influence research. In this paper we discuss the nature of these claims and stress the need for autism-specific modes of

engagement to be developed.

Keywords Public engagement - Autism advocacy - Qualitative research - Ethics

Introduction

In recent years there has been an increasing drive to mean-
ingfully engage users, publics, and stakeholders with scien-
tific research (Gibbons et al. 1994; Guston 2014). This drive
for engagement is often imposed ‘top down’ by funding
bodies such as the Economic and Social Research Council
in the United Kingdom, the National Science Foundation
in the United States, and the European Commission, all of
which require a research ‘impact agenda’ to be written into
grant proposals (Boswell and Smith 2017; Greenhalgh et al.
2016; Lok 2010). The drive is also ‘bottom up’, however,
as increasing numbers of scientists recognize the important
contributions that can be made by those outside of the acad-
emy (Watermeyer 2014; Wehrens 2014).

Public engagement is less of a novelty for autism scien-
tists than it is for researchers in many other fields. Histories
of autism in both the US (Eyal et al. 2010; Silverman 2012)
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and the UK (Evans 2017) demonstrate that since at least
the 1960s psychiatrists and psychologists have engaged in
extensive dialogue with parental advocates and activists
who have radically shaped the nature of scientific research.
Further, and at least since Jim Sinclair’s influential paper
‘don’t mourn for us’ (Sinclair 1993), researchers have also
needed to consider the voices of autistic' individuals them-
selves. Although it is argued that autistic voices have not
been incorporated as fully as possible (Milton and Bracher
2013) and that there remains a degree of distrust on the part
of autistic community (Milton 2014; Pellicano et al. 2014a),
there is still significant evidence that autistic individuals
have shaped autism science (Hart 2014). In particular, the
emergence of a ‘neurodiversity movement’ which challenges
the ‘tragedy’ or ‘medical’ model of autism is perceived to
have been highly influential (Kapp et al. 2013).

! The term ‘autistic’ is used throughout the paper as research has
suggested that the term is preferred by a large proportion of autis-
tic adults (Kenny et al. 2015). We also draw a distinction between
‘impairment’ and ‘disability’ and avoid the term ‘deficit’ entirely.
In line with the Social Model of Disability (Oliver 1990) we use
‘impairment’ to refer to an underlying cognitive or biological state.
The term ‘disability’, meanwhile, should not be understood as ‘a cor-
poreal [or cognitive] deficit but in terms of the ways in which social
structure excludes and oppresses disabled people’ (Hughes 2002).
This is a position largely consistent with ‘neurodiversity’ perspectives
on autism, although we do not have space to explore the connections
here (Kapp et al. 2013; Moore 2014; Yergeau 2018).
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In order that impact agendas may be best shaped to the
needs of the autistic community, a small body of research
into public engagement has begun to systematically consider
the research deemed most important to autistic individuals.
This research has determined that much of the autistic com-
munity believes that research oriented to the resolution of
day-to-day difficulties should occupy a more central position
than is currently the case (Pellicano et al. 2014b). This litera-
ture also notes that many autistic individuals have numerous
ethical concerns with scientific research (Daley et al. 2013).
As is the case in other areas (Shakespeare 1995; Thomas
and Rothman 2016), many of these concerns orient around
the possible eugenic potential of research leading to pre-
natal diagnostics or autism cures. These are not perspectives
held by all individuals, however, and fundamental disagree-
ments within the autistic community mean that consensus
on ‘acceptable’ research is unlikely and that various demo-
cratic mechanisms need to be forged in order to determine
appropriate scientific responses to concerns raised (Russell
et al. 2017).

While public engagement activities ensure that the
views of autistic communities are becoming increasingly
well known, a smaller body of research has also consid-
ered researchers’ views on engagement. Pellicano and
colleagues (Pellicano et al. 2014a) found significant con-
vergence between the views of autistic individuals, their par-
ents, and researchers but also noted that researchers were
less concerned about public service provision and autistic
individuals’ ‘place in society’ than other stakeholders. Pel-
licano et al. also found divergent views within the scientific
community on the importance and form that engagement
should take. As similarly reported elsewhere (Carrington
et al. 2016) it was found that researchers consider themselves
to be more engaged with stakeholders than do autistic indi-
viduals or their families.

This existing research into public engagement provides
important insights into the priorities of both researchers
and autistic individuals. What has not been provided, how-
ever, is an in-depth consideration of the experiences, hopes,
fears, and understandings of researchers during engagement
activities. Given that engagement is necessarily dialogic and
shaped by researchers’ perceptions and beliefs, we suggest
that understanding researchers’ experiences is of crucial
importance if future engagements are to be successful. In
this paper we address this gap in the literature by drawing
upon qualitative interviews in order to analyze research-
ers’ claims about the undertaking of public engagement
activities.

Our core finding is that researchers describe engage-
ment activities as particularly difficult due to an interaction
between substantive political differences within the autistic
community and impairments specific to autism. While exist-
ing research has noted conflict and political difference within
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the autism community (Pellicano and Stears 2011; Russell
et al. 2017), that impairments—most notably socio-commu-
nicative impairments—are perceived by some of our inter-
viewees to significantly affect engagement is an important
and novel finding which has consequences for determining
the nature of future engagement activities.

We draw upon the sociological and political science lit-
eratures in order to help us both understand and act upon
these conclusions. Political scientist Pielke Jr. argues that
divergent views and a multiplicity of perspectives, like those
reported here, are reasonably common in discussions of sci-
entific research (Pielke Jr. 2007). Pielke Jr. use the ideal-
types of ‘tornado politics’ and ‘abortion politics’ in order to
consider how value dissensus may affect the role of scientific
knowledge in public deliberation and decision-making. A
group of people in the path of a tornado can agree that their
goal is to avoid said tornado and use scientific knowledge
to help achieve their goal. In the case of abortion, however,
value-laden matters such as morality, religion, and human
rights may outweigh scientific knowledge in decision-mak-
ing processes. Pielke Jr.’s argument, in sum, is that when
there is significant value consensus scientific knowledge
(‘tornado politics’) may straightforwardly guide commu-
nity action. When there is disagreement and value dissensus
(‘abortion politics’), however, it is unlikely that additional
scientific knowledge will lead to political consensus.

Brown (2015) and Miller (2001) extend upon Pielke
Jr’s work, arguing that when there is value dissensus and
questions of power, morality, justice, and group identity are
raised, science can become a site of politics. Here science
becomes politicized, not in the pejorative sense of partisan
interference with research, but as a “process whereby peo-
ple persistently and effectively challenge established prac-
tices and institutions, thus transforming them into sites or
objects of politics” (Brown 2015, p. 7). Brown argues that
contestation and deliberation over political differences may
be productive (Brown 2009), affecting both the direction of
science and its constitutive practices (Hartley et al. 2017).
These findings, we suggest, are directly relevant for public
engagement in autism science given the value dissensus that
we report upon and we conclude this article by considering
the way in which they may be used to shape future engage-
ment practices.

Methods

The analyses within this paper rely upon data obtained
through qualitative interview and were part of a larger socio-
logical project examining the science of autism which was
conducted by the first author. Participants were eligible for
inclusion in the project if they held an academic post (above
PhD level) within a British university and had self-declared
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interests in psychology, neuroscience, and autism. While
a minority of participants also held clinical positions and
were therefore involved in some form of medical provision,
participants were interviewed as academic researchers and
questions were not oriented towards clinical matters.

Twenty academics participated in the study. The sam-
ple consisted of seven Professors, two Readers, one Senior
Lecturer, one Associate Professor, two Lecturers, and seven
Postdoctoral Researchers. This sample represents a good
cross-section of researchers working in the UK although
the possibility of selection bias is impossible to avoid in a
project such as this: an additional 12 researchers declined
to take part in the study, while a further 12 did not respond
to request for interview.

In addition to existing knowledge of the field, potential
participants suitable for interviewing were sought through
a variety of means; internet searches, through discussion
with autism scientists at the authors’ own academic institu-
tion, and by asking interviewees for further contacts. All
participants who agreed to take part in the research provided
fully informed consent prior to the interview and agreed for
quotations to be used in subsequent publication. Approval
for the study was secured through the School of Sociology
and Social Policy at The University of Nottingham’s internal
ethics procedures.

Interviews lasted between 38 and 73 min, with a mean
length of 55 min. Interviews covered a range of topics but
were oriented to the following areas of enquiry; (i) how the
interviewee came to be interested in autism, (ii) the nature of
autism itself, (iii) the participant’s research, (iv) the impact
of neuroscientific methodologies upon autism science,
(v) the role of stakeholder and public engagement in the
research process. It is the last of these topics which is the
concern of the current paper.

During the interview participants were explicitly asked
what they felt about the involvement of autistic advocates
and charitable organizations in research endeavours. After
this explicit invitation to dwell upon stakeholder engage-
ment, discussion was largely participant led and there was
significant flexibility in the direction of the interview. This
is an approach designed to allow interviewees the space
to raise topics which are most important to them (Bryman
2008). Although all scientists offered opinions on autistic
advocacy, participants were not chosen because of their
public engagement activities, nor were participants asked
to state or defend their record of engagement.

For the duration of the interview conversation was
audio-recorded and subsequently transcribed in full by
the first author. During the transcription process text was
anonymized and extracts are presented here simply with a
note of the interviewee’s job title at the time of interview.
Some extracts presented also include utterances made by the
interviewer (the first author) and these sections are preceded

by an ‘I:’. The interviewee’s utterances during these inter-
actions are tagged with an acronym based upon their job
title (e.g. PD for Post-doctoral researcher). Extracts have
been cleaned for legibility with repetitions and hesitations
removed.

Once produced, transcripts were interrogated for sec-
tions concerning autistic advocacy and public engagement.
These sections were then coded by hand so that any reoc-
curring themes within the data could be noted and explored.
This coding procedure followed a general inductive method
(Thomas 2006) where, rather than testing specific hypoth-
eses, the core meanings were allowed to arise from the data.
This is a widely used approach within the social sciences,
and builds on previous literature highlighting that:

qualitative research...has a great deal to offer in under-
standing the experiences and practices of individuals
with ASD [autism spectrum disorder], families and
practitioners; and in gaining knowledge in the areas
of communication, behaviour, and social interaction
(O’Reilly et al. 2016, p. 356).

Here we focus on autism researchers as public engage-
ment practitioners, but similar methods could be employed
to investigate the meanings attached to public engagement
by other key stakeholders. The quotes selected and presented
here were chosen to provide coherent illustrations of wider
themes that emerged during the analysis.

To be clear, we do not suggest that through the use of
interview data we are able to obtain unproblematic access
to the thoughts of research scientists, far less procure accu-
rate descriptions of actual engagements (Potter and Hep-
burn 2005). These are sensitive topics under discussion
and, like anyone else, scientists will be aware of the social
milieu within which their utterances are produced. However,
and like others who have interviewed similar groups (e.g.
Fitzgerald 2014), we do not find evidence to support the
claim that interviewees were being particularly strategic in
these conversations. Similarly, we would not wish to claim
that the views of these researchers stand unproblematically
for the views of the entire research community, although
they do represent an illustrative cross-section within the UK.
No matter how partial we take the accounts offered here to
be, however, we believe they should provoke reflection on
public engagement within autism science.

In the following analysis we detail three related themes
which emerged within interviews. The first theme suggests
that disagreements within the autistic community are caused,
in part, by the heterogeneity of the autistic condition. The
second theme suggests that conflicts within the community
are exacerbated by socio-communicative impairments which
make it difficult for autistic individuals with divergent views
to understand one another. The final theme suggests that,
despite these difficulties, researchers recognize traits in
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autistic individuals which make them particularly valuable
research partners. While we are clear throughout that we do
not treat the scientists’ assertions uncritically, we do stress
their importance for future public engagement activities.

Analysis
A Short Story of Impasse

Before detailing three core themes arising from the inter-
views in detail, we prefigure our analysis with a ‘short story
of impasse’—a story detailed by a number of participants
and which brings into relief various facets of autism engage-
ment. The story, retold in these extracts by a Professor (inter-
view 7), involves a public engagement debate over the nature
of autism research which results in an impasse. During the
debate one individual stands up and says ‘I am a neurodi-
verse person and you must respect me’. At this point another
autistic individual invariably rises and says ‘if I could throw
a switch tomorrow and get rid of it I would’. An argument
ensues and no compromise or agreement is reached. The
Professor recounting this story describes looking on in a
state of bewilderment. Back in the comfort of their office,
they muse on this situation and ask ‘who am I to say one
way or the other?’ or, in a more despairing tone, ‘Well, you
know, where does that leave me as a scientist looking in
from the outside?’

This story captures something about the ways in which
researchers describe lay engagement in autism science. In
particular, we suggest that within these interviews a number
of scientists describe engagements with autistic individuals
as being consistently and radically shaped by the autistic
impairment itself. Two aspects of this shaping are made evi-
dent from the above story, and which map onto key themes
outlined in greater detail below. First, engagement is shaped
by the heterogeneity of the autistic experience. Individu-
als may experience autism very differently to one another
and reach very different conclusions about what constitutes
valuable research. These stark differences of opinion make
determining an agreed-upon path forward almost impossi-
ble. Second, the socio-communicative impairments typical
of autism are described by the tellers of The Story as make
any form of rapprochement or compromise particularly dif-
ficult. This is made apparent in the above story by the fact
the two arguing individuals are apparently unable compro-
mise or engage in deliberative dialogue. What is missed
from the story, but is perhaps more positive, is that what
several scientists (Reader, interview 3; Professor, interview
7) described as an autistic ‘way of being’ can contribute a
significant amount to autism research. The same conviction
and singlemindedness which is deemed problematic during
some forms of engagement is, at other times, understood
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as making autistic participants valuable research partners—
natural employers of the scientific method.

In the rest of this analysis we expand upon and detail the
diverse ways in which, according to practicing scientists,
engagement activities are shaped by autistic impairments.
We focus upon the themes introduced above: autism het-
erogeneity, socio-communicative impairment, and ‘a way
of being’ consistent with the use of the scientific method.

Heterogeneity

As is evident in the above story, during interview a num-
ber of scientists report that autistic individuals have funda-
mental value disagreements over autism and the nature of
research; this is a finding that is supported by the existing
literature (Pellicano and Stears 2011; Russell et al. 2017).
Importantly, fundamental value disagreements over autism
are framed throughout interview as being, in part, caused
by the heterogeneous nature of the condition itself. Autism
is a notoriously heterogenous condition (Happé et al. 2006)
and ‘heterogeneity’ itself is a term used by scientists in a
heterogenous manner (Hollin 2017). For current purposes,
however, ‘heterogenous’ can be taken to mean that there
are significant inter-personal differences between autistic
individuals. This may be a matter of individuals occupying
different positions on an autism spectrum; for example, two
people may have qualitatively similar characteristics but the
prominence of these characteristics may differ widely. (So,
for example, mutism may be said to be continuous with a
dislike of social chit-chat.) Alternatively, two people may
have qualitatively distinct characteristics; one individual
may have particular sensory sensitivities which do not affect
a second individual in the slightest.

Throughout interviews, scientists argued that the hetero-
geneous nature of autism makes it harder to incorporate an
autistic voice into research, or to generalize from one autistic
voice to a broader community. When one autistic individual
suggests that research into sensory sensitivities should be
prioritized, scientists are aware that others would disagree
for the simple reason that, for them, sensory sensitivity is
not part of the autistic experience at all.

This problem is made clear in the below extract wherein
the generalizability of ‘an autistic identity’ is discussed:

I think there is this very strong notion of an autistic
identity that seems important. Not being neurotypical
and then some of the things you hear around the way
people describe sensory experiences. I still want to
hear more about how common I think those are within
the autistic experience. I’'m happy to hear individuals
tell me that that’s their experience, but I’'m not going
to take that as what autism is internally for those who
have autism because these are just the voices that hap-
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pen to be heard at the moment and particular people
are just more demanding that their voice is heard. So |
think the [scientific] community almost feels that they
know what the voice of autism is saying but we haven’t
been listening to it for very long so I think I’d probably
give it a little bit longer before we really feel that we
know what it’s saying.

Here the interviewee, a Professor (interview 17), ques-
tions the ‘strong notion’ that all individuals with autism
claim an identity premised upon their condition—that is,
that all individuals identify as neurodiverse or ‘non-neuro-
typical’—and struggle with sensory difficulties. While this
Professor is happy to hear about these aspects of the ‘autistic
experience’, there is a marked reluctant to assume that this is
‘what autism is internally’ for all those with the condition.
The researcher, then, disputes any notion of a value-con-
sensus among autistic individuals and is reluctant to shape
their research around those whose ‘voices that happen to be
heard at the moment’.

That wariness about generalizing from voices that ‘hap-
pen to be heard’ is made more acute because active self-
advocates are assumed to disproportionately come from the
‘high-functioning’ end of the spectrum. The following two
extracts make that disproportionality clear and also make
the stakes evident.

I do worry about the kinds of groups who play this
[neurodiversity] card so forcefully that the wider pub-
lic forgets that there are people on the autism spectrum
who are frankly profoundly disabled. I think that’s the
problem. (Senior Lecturer, interview 2)

And:

I think these people [neurodiversity advocates] tend to
be high functioning and when you see someone who’s
low functioning, who’s sitting in a corner, can’t com-
municate with anyone and seems constantly in turmoil
and is so frustrated, then I think it is, yes, it’s a disor-
der. (Research Fellow, interview 12)

Across these extracts there appears an agreement that,
at the ‘higher functioning’ end of the autism spectrum,
autism should be understood as a difference or a condition.
For those at the other end of the spectrum, however, sci-
entists describe individuals who are ‘profoundly disabled’
and ‘constantly in turmoil and so frustrated’. As we have
seen in the story introduced earlier, even amongst ‘high
functioning’ individuals there are reported disagreements
about whether it would be desirable to ‘switch it off’. It is
important to note that many autistic activists and scholars
reject the notion of an autism spectrum with ‘high’ and ‘low’
functioning individuals (Yergeau 2018). It is equally clear

from these extracts, however, that for some scientists the
concept of a spectrum with ‘high functioning’ individuals
is a powerful framing device when it comes to understand
engagement activities. What we suggest here is that one of
the ways—although certainly not the only way—in which
scientists explain differences between autistic individuals is
through recourse to the heterogeneity of the autistic impair-
ment itself; where someone sits on the spectrum, the par-
ticular traits they exhibit, and so forth.

The problems encountered by autism scientists appear
typical of ‘abortion politics’ we discussed during the intro-
duction (Pielke Jr. 2007). Accordingly, contending with
significant value dissensus in relation to scientific research
is hardly unique a unique problem. Indeed, scientists rec-
ognized this and, reflecting upon dissent and diversity with
various communities (including the scientific community),
compared this diversity to disagreements over autism.
Similarly, another scientist noted their ‘general scepticism’
towards individuals who claim to speak for whole commu-
nities, regardless of whether those people are autistic self-
advocates or ‘community leaders in Palestine’ (Professor,
interview 7). What we suggest here is that autistic hetero-
geneity is taken by scientists to exacerbate this problem,
although it is hardly unique to autism.

Generating Sociability

In the previous section we argued that, during interview, sci-
entists claim a lack of value consensus amongst the autistic
community over the direction autism research should take
and, further, that this dissensus was exacerbated by the het-
erogeneity of autistic experience. An additional barrier to
the production of successful engagements, we suggest, is a
reported difficulty in generating sociable relations between
researchers and advocates.

In a comprehensive study examining the nature of
successful engagement within genetics research, Panof-
sky argues that, quite aside from economics or control of
resources, a key factor in successful researcher-advocate
partnerships is the generation of personal relations (Pan-
ofsky 2011). ‘Generating sociability’, Panofsky contests, is
core to both the initial forging, and subsequent shaping, of
research partnerships. Singh (2016) and Silverman (2008)
attest that such sociable relationships are found between
researchers and autism parental advocacy organizations,
while histories written by Silberman (2015) and Feinstein
(2010) are replete with stories of highly charismatic parental
advocates who are able to attract research interest and main-
tain influence. While there are huge numbers of charismatic
individuals with autism (and researchers do describe them-
selves as particularly drawn to autistic individuals (Hollin
and Giraud 2017)) Panofsky’s focus on sociability does pose
questions of engagement in autism science.

@ Springer
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A core trait associated with autism is socio-communica-
tive impairment (American Psychiatric Association 2013).
Two aspects of this socio-communicative impairment are
relevant for the current discussion. First, many individu-
als may be uncomfortable in situations which require sus-
tained interpersonal interaction. Second—and amongst
UK-based psychologists this is likely to be a prominent
area of academic interest given the history of research into
Theory of Mind (Baron-Cohen et al. 1985)—autistic indi-
viduals may struggle to take another’s perspective.

It is important to note here that many authors who
favour the Social Model of Disability and Neurodiversity
movements reject this framing of autism (Yergeau 2018).
Damien Milton, for example, describes socio-communica-
tive breakdown as a matter of “reciprocity and mutuality”
(p- 884) wherein two parties occupying very different life-
worlds both struggle to comprehend each other; no one is
less able or more deficient and the breakdown is, instead,
socially situated. While significant differences arise from
these perspectives, and while we believe there are impor-
tant gains to be made by following Milton’s lead, in the
present context what is important is that, in both accounts,
difficulties in communication between autistic individuals
and scientists may be expected and several interviewees
explicitly argued that impaired socio-communicative func-
tioning was at least partially responsible for problematic
engagements. Again, regardless of whether we agree or
disagree with these researchers, these experiences and
opinions are surely important in shaping engagement
activities.

In the below extract a scientist recounts an experience
wherein they received criticism for suggesting that ‘special-
ist interests’ weren’t ‘always a great thing’:

I mean I got in trouble with a lot of autism advocates
for suggesting that having specialist interests wasn’t
always a great thing. You know, they came down on
me like a ton of bricks but, you know, then this is it,
they can’t sometimes see that it’s not. (Reader, inter-
view 1)

The conclusion reached by the interviewee here is worth
considering. Following criticism, the scientist does not
reconsider their original position that specialist interests
can be problematic but nor do they suggest that the autis-
tic individuals to whom they were speaking were incorrect;
autistic heterogeneity ensures that different experiences of
the matter in hand are possible, probable in fact. What the
interviewee finds problematic in this interaction however is
that ‘they can’t sometimes see that it’s not’; the inability to
take another’s perspective ensures that they ‘come down’ on
the scientist ‘like a ton of bricks’. It is the inability to rec-
ognize the diversity of the autistic experience which make
engagement problematic.
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A very similar point is made in the following extract,
again concerned with sensory sensitivity:

One thing I have noticed with autistic people I've
worked with is that they sometimes think that because
they can’t bear light, they find it really difficult to grasp
that not all autistic people will think like [that], you
know, they have problems generalizing sometimes.
(Professor, interview 20)

In contrast to disagreements about heterogeneity, in this
extract the Professor specifically details something about
autistic people as a particular group. ‘They find it really dif-
ficult to grasp’ the heterogeneity of the autistic experience,
they ‘have problems generalizing’. This has the potential to
create conflict between autistic individuals but also between
advocates and scientific researchers.

The above point is discussed at length and with clear ref-
erence to autistic impairment, in the following extract:

I think one of the challenges is that one of the kind
of key characteristics of autism is lack of insight and
lack of ability to take somebody else’s point of view
and I think this makes it really challenging. I mean I
have been to meetings where there have been just mas-
sive rows and disagreements because one person with
autism is saying one thing and somebody else affected
by autism is saying something completely different and
they just cannot accept that the other point is valid
or should be heard, you know? So, I think it would
be a big challenge to have some kind of group where
all views could be expressed and taken into account.
I mean you just have extremes, some people really
thinking that you shouldn’t do intervention because
we shouldn’t be able to cure autism because autism is
a brilliant thing, other people saying “well of course
we should [cure autism] because autism is terrible and
we need to sort it out”. That’s quite difficult. (Reader,
interview 1)

Once again, this scientist elucidates their point through
reference to a public discussion wherein two autistic indi-
viduals engage in a lengthy row. It is explicitly stated here
that this row occurs because of an interaction between diver-
gent views and a ‘lack of insight and a lack of ability to take
somebody else’s point of view...they just cannot accept that
another point is valid or should be heard’. The end result is
aresearcher describing themselves as being in a particularly
challenging, and confrontational environment. As a Profes-
sor states:

I suppose the answer is yes of course we take into
account what they have to say because sometimes they
have very interesting things to say. But on the other
hand they have things which are just bewilderingly
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contradictory and so how do you take that on board?
(Professor, interview 7)

The contributions of autistic individuals are ‘just bewil-
dering contradictory’ and this, combined with an inability
to compromise or take another’s perspective, makes it hard
for a researcher to know what to do.

An Incredible Capacity

The previous sections make it seem as though the scientists
interviewed showed little willingness for engagement with
autistic advocates. Such an image is not accurate, however,
for scientists consistently said that they valued the input of
autistic individuals and advocates.

Interviewees were positive about the ways in which
engagement with autistic individuals had shaped their
research, repeatedly claimed that they valued insight into
the ‘inner experience’ of autism, and paid greater atten-
tion to the social and ethical consequences of their work
on the basis of input from autistic individuals. One Reader
argued that they were more attuned to the implications of
their research following dialogue— ‘The people I've worked
with have most certainly shaped my social or my ethical
stance on autism research’ (Reader, interview 3)—and this
belief that ‘you learn so much from speaking to people with
autism or families in terms of what’s important, what mat-
ters’ (Lecturer, interview 11) was widespread.

Researchers were also keen to stress that engagement
with autistic individuals not only shaped research priorities
but also shaped particular experiments or theoretical posi-
tions. This is made particularly clear in the following extract:

I: Can speaking to people with autism affect the
research process?

L: Yeah, definitely. I mean it directly affects it by
changing your experiments to suit them so they can
do the experiments but also what they say makes you
think and you try and put what they’re saying into your
theory. (Lecturer, interview 15)

Indeed, the benefits of engagement can be so significant
that some interviewees attempted to formalize relations and
incorporate autistic voices into the laboratory group. A Pro-
fessor makes exactly this point, saying of one individual:

We’re hoping to get them on our steering group in the
lab’ because they’re genuinely insightful and thought-
ful [and have] things to say about the inner experience
of what it’s like for one person to have autism. (Profes-
sor, interview 7)

What is particularly noteworthy is that many of the
same traits which were described as making engagement
difficult are here articulated as particularly beneficial. The

following interview extract speaks directly to the benefits of
autistic experience for laboratory research. Here a Professor
describes an autistic individual who is a practicing scientist
and laboratory member:

They’re an amazing researcher. Our last paper they’re
on that and I mean the contribution I mean they are
just the most incredibly analytical thinker. I mean an
absolute mine of information. You know, the way that
people with autism won’t compromise with the truth
and won’t cut corners and won’t do any of those things,
you really see the advantages when you actually co-
author a paper with somebody with autism. They’ve
got a unique view of it but also just has an incredible
analytical capacity. (Professor, interview 20)

Within this extract some of the same traits which were
elsewhere described as problematic—for instance, that the
individual in question ‘won’t compromise’—are here viewed
positively. Within the laboratory ‘you really see the advan-
tages’ of an autistic individual with a “‘unique view’ and ‘an
incredible analytic capacity’. We see in this description the
flip-side of the problematics presented earlier and there is a
real sense that you can’t have one without the other.

Conclusion

Drawing upon extensive interviews with practicing research
scientists we have argued that many scientists understand
engagement with autistic individuals as being shaped by
an interaction of two factors. First, scientists argue that
engagement with autism science is akin to ‘abortion poli-
tics’ (Pielke Jr. 2007) because there is widespread disagree-
ment within the autistic community over the best course of
action for scientific research to take. On this point our find-
ings match those made in the existing literature (Pellicano
and Stears 2011; Russell et al. 2017). Second, interviewees
attributed the cause of these profound disagreements to the
autistic impairment itself—first, because autism is such a
heterogeneous condition and, second, because individuals
with autism are understood as struggling to take others’
perspectives and as frequently being uncompromising. The
other side of this particular coin, we have suggested, is that
the very same skill set possessed by those with autism might
actually make them particularly suitable research partners.
As noted previously, these data should not be treated
uncritically; unlike the data used by many conversation ana-
lysts (O’Reilly et al. 2016), interview data are not naturally
occurring and the words spoken in the context of a research
interview should not be assumed to map on straightforwardly
to interviewees’ thoughts. Nor should scientists’ descriptions
of engagement events be assumed unproblematically depict
what happens. Nor should those scientists who agreed to
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be interviewed be assumed to be entirely representative of
the entire scientific community. In line with these reserva-
tions, we think it is important not take scientists’ utterances
uncritically. The assertion that the autistic individual is the
‘problem’ in engagement, in particular, can and probably
should be problematized (Milton 2012, 2014). Nonetheless,
one does not need to be uncritical in order to take the expe-
riences of these scientists seriously. What is described is a
situation wherein autistic voices are not heard when it would
be both ethical and scientifically productive for them to be so
and, accordingly, condition specific mechanisms need to be
put in place which allow a plurality of voices to be heard. To
this end, we conclude with suggestions for improved engage-
ments as well as noting areas in need of further study.
First, and in common with other areas of politicized
science, it is important that dissensus is recognized and
embraced (Rescher 1995; Sarewitz 2011). Pielke Jr. sug-
gests that treating examples of ‘abortion politics’ as if they
adhered to the principles of ‘tornado politics’—that is, as if
there were value consensus about the ideal contribution of
scientific research—is unlikely to be a successful strategy.
Pielke Jr. suggests such attempts are likely to fail for as “long
as there is dispute over values in a particular context, appeals
to science can offer little to resolve those value differences”
(Pielke Jr. 2007). In other words, increasing certainty about,
e.g., the role of pre-natal testosterone in autism is unlikely
to change anyone’s values. It is important that the scientific
community recognize both the limits of their possible con-
tribution in this regard and the views of divergent parties.
Second, we suggest that far greater effort needs to be
invested in developing mechanisms and venues which allow
fruitful dialogue. Brown argues that deliberative reasoning
over conflict should be at the centre of bioethical debate
(Brown 2009). The stories told by participants in this study
strongly suggest that while Town Hall style debates are
potentially good venues for exposing conflict they are likely
very poor venues for deliberation. Accordingly, we think
there are grounds to query their utility in autism engagement.
As an alternative to Town Hall debates, Pellicano and
colleagues used focus groups as part of a mixed-methods
study asking stakeholders what autism research should
focus upon (Pellicano et al. 2014b). The focus groups
in this study were “kept exclusive (e.g. researchers only,
autistic adults only) to avoid potential disagreement
between groups, p. 759” (Pellicano et al. 2014b). These
focus groups improved significantly upon the aforemen-
tioned town hall debates by allowing a greater plurality of
voices to be heard. Nonetheless, the exclusivity of these
focus groups also entailed the curtailing of deliberation
by keeping diverse perspectives apart. While the focus on
plurality in this work is highly positive, following Brown
(2009) we suggest that in a considered and well moderated
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environment, deliberation and conflict can be channelled
productively. To take an example from another area of
politicized science, climate change, Porter et al. demon-
strate how a carefully moderated climate change blog acted
as a locus for attempts to resolve tensions between polar-
ized actors (Porter et al. 2018). It should not be assumed
that such deliberative efforts can—or should—achieve
consensus. However, they can be valuable as a means of
navigating the political tensions within autism science in
a more productive manner than the impasse of The Story
related by some interviewees.

It seems highly likely to us that, as in this example
from climate science, alternative modes of engagement
will often orient around online activities, although the
form these may take requires further investigation. It is
well known that there are extensive and diverse autistic
communities online (Bagatell 2007, 2010; Brownlow et al.
2006). Certain voices remain excluded from online spaces
but it seems likely that a wide array of stakeholders may
be able to take part in discussion and that online spaces
may open avenues for increased deliberation and conversa-
tion. As Russell and colleagues demonstrate (Russell et al.
2017) there remains a need for researcher commitment
to ensure that diverse and dissenting views are heard and
future research should be undertaken to find mechanisms
which ensure such practices.

Acknowledgments Hollin would like to thank Antonia Hamilton,
Paul Martin, and Alison Pilnick for their support during this project.
Pearce’s current research includes a project on public inclusion in
research governance. Earlier versions of this paper were presented at
‘The Globalization of Autism: Historical, Sociological, and Anthropo-
logical Reflections’ at Queen Mary, University of London and at ‘Sci-
ence, Technology and Humanity. The 11th Annual Science in Public
Conference’ at the University of Sheffield. We thank audiences at both
of these conferences for their discussion of the paper.

Author Contributions Data was collected by GH as part of a PhD pro-
ject. Both GH and WP contributed to the analysis and writing of the

paper.

Funding This study was partially funded by the Economic and Social
Research Council (Grant Number ES/I01196X/1).

Compliance with Ethical Standards

Conflict of interest All authors declare that they have no conflict of
interest.

Ethical Approval This article does not contain any studies with animals
performed by any of the authors. All procedures on human participants
were in accordance with the ethical standards of the authors’ institu-
tional research committee and with the 1964 Helsinki declaration and
its later amendments.

Informed Consent Informed consent was obtained from all individual
participants included in the study.



Journal of Autism and Developmental Disorders

Open Access This article is distributed under the terms of the Crea-
tive Commons Attribution 4.0 International License (http://creativeco
mmons.org/licenses/by/4.0/), which permits unrestricted use, distribu-
tion, and reproduction in any medium, provided you give appropriate
credit to the original author(s) and the source, provide a link to the
Creative Commons license, and indicate if changes were made.

References

American Psychiatric Association. (2013). Diagnostic and statisti-
cal manual of mental disorders, (5th ed.). Washington, DC:
American Psychiatric Association.

Bagatell, N. (2007). Orchestrating voices: Autism, identity and the
power of discourse. Disability & Society, 22(4), 413-426. https
://doi.org/10.1080/09687590701337967.

Bagatell, N. (2010). From cure to community: Transforming notions
of autism historical trends influencing the emergence of an
autism community. Ethos, 38(1), 33-55. https://doi.org/10.111
1/j.1548-1352.2009.01080.x.34.

Baron-Cohen, S., Leslie, A. M., & Frith, U. (1985). Does the autistic
child have a “theory of mind”? Cognition, 21(1), 37-46.

Boswell, C., & Smith, K. (2017). Rethinking policy ‘impact’: Four
models of research-policy relations. Palgrave Communications,
3(1), 44. https://doi.org/10.1057/s41599-017-0042-z.

Brown, M. B. (2009). Three ways to politicize bioethics. The Amer-
ican Journal of Bioethics: AJOB, 9(2), 43-54. https://doi.
org/10.1080/15265160802670992.

Brown, M. B. (2015). Politicizing science: Conceptions of politics in
science and technology studies. Social Studies of Science, 45(1),
3-30.

Brownlow, C., O’Dell, L., & Taylor, S. J. (2006). Constructing an
autistic identity: AS voices online. Mental Retardation, 44(5),
315-321.

Bryman, A. (2008). Social research methods (3rd ed.). Oxford:
Oxford University Press.

Carrington, S. J., Uljarevi¢, M., Roberts, A., White, L. J., Mor-
gan, L., Wimpory, D., ... Leekam, S. R. (2016). Knowledge
acquisition and research evidence in autism: Researcher and
practitioner perspectives and engagement. Research in Develop-
mental Disabilities, 51-52, 126—134. https://doi.org/10.1016/j.
ridd.2016.01.011.

Daley, T. C., Singhal, N., & Krishnamurthy, V. (2013). Ethical con-
siderations in conducting research on autism spectrum disorders
in low and middle income countries. Journal of Autism and
Developmental Disabilities, 43(9), 2002-2014.

Evans, B. (2017). The metamorphosis of autism: A history of child
development in Britain. Manchester: University of Manchester
Press.

Eyal, G., Hart, B., Onculer, E., Oren, N., & Rossi, N. (2010). The
autism matrix: The social origins of the autism epidemic. Cam-
bridge: Polity Press.

Feinstein, A. (2010). A history of autism: Conversations with the
pioneers. Chichester: Wiley.

Fitzgerald, D. (2014). The trouble with brain imaging: Hope, uncer-
tainty and ambivalence in the neuroscience of autism. BioSocie-
ties, 9, 241-261. https://doi.org/10.1057/biosoc.2014.15.

Gibbons, M., Limoges, C., Nowotny, H., Schwartzman, S., Scott,
P., & Trow, M. (1994). The new production of knowledge: The
dynamics of science and research in contemporary societies.
London: SAGE.

Greenhalgh, T., Raftery, J., Hanney, S., & Glover, M. (2016).
Research impact: A narrative review. BMC Medicine, 14(1),
78. https://doi.org/10.1186/s12916-016-0620-8.

Guston, D. H. (2014). Building the capacity for public engagement
with science in the United States. Public Understanding of Sci-
ence, 23(1), 53-59.

Happé, F., Ronald, A., & Plomin, R. (2006). Time to give up on
a single explanation for autism. Nature Neuroscience, 9(10),
1218-1220. https://doi.org/10.1038/nn1770.

Hart, B. (2014). Autism parents & neurodiversity: Radical transla-
tion, joint embodiment and the prosthetic environment. BioSo-
cieties. https://doi.org/10.1057/biosoc.2014.20.

Hartley, S., Pearce, W., & Taylor, A. (2017). Against the tide of depo-
liticisation: The politics of research governance. Policy & Politics,
45(3),361-377. https://doi.org/10.1332/030557316X 1468150383
2036.

Hollin, G. (2017). Autistic heterogeneity: Linking uncertainties and
indeterminacies. Science as Culture, 26(2), 209-231.

Hollin, G., & Giraud, E. (2017). Charisma and the clinic. Social Theory
& Health, 15(2), 223-240.

Hughes, B. (2002). Disability and the body. In C. Barnes, L. Barton
& M. Oliver (Eds.), Disability studies today (p. 292). Cam-
bridge: Polity.

Kapp, S. K., Gillespie-Lynch, K., Sherman, L. E., & Hutman, T.
(2013). Deficit, difference, or both? Autism and neurodiversity.
Developmental Psychology, 49(1), 59-71. https://doi.org/10.1037/
a0028353.

Kenny, L., Hattersley, C., Molins, B., Buckley, C., Povey, C., & Pel-
licano, E. (2015). Which terms should be used to describe autism?
Perspectives from the UK autism community. Autism. https://doi.
org/10.1177/1362361315588200.

Lok, C. (2010). Science for the masses: The US national science foun-
dation’s insistence that every research project addresses’ broader
impacts’ leaves many researchers baffled. Corie Lok takes a looks
at the system. Nature, 465(7297), 416—419.

Miller, C. A. (2001). Challenges in the application of science to global
affairs: Contingency, trust, and moral order. In C. A. Miller & P.
N. Edwards (Eds.), Changing the atmosphere: Expertise knowl-
edge and environmental governance (pp. 247-285). Cambridge:
MIT Press.

Milton, D. E. (2012). On the ontological status of autism: The ‘double
empathy problem’. Disability & Society, 27(6), 883—887. https://
doi.org/10.1080/09687599.2012.710008.

Milton, D. E. (2014). Autistic expertise: A critical reflection on the pro-
duction of knowledge in autism studies. Autism, 18(7), 794-802.
https://doi.org/10.1177/1362361314525281.

Milton, D. E., & Bracher, M. (2013). Autistics speak but are they
heard? Journal of the BSA Medsoc Group, 7, 61-69.

Moore, M. 1. (2014). On the spectrum: Autistics, functioning, and care.
Santa Cruz: University of California.

O’Reilly, M., Lester, J. N., & Muskett, T. (2016). Discourse/conversa-
tion analysis and autism spectrum disorder. Journal of Autism
and Developmental Disorders, 46(2), 355-359. https://doi.
org/10.1007/s10803-015-2665-5.

Oliver, M. (1990). The politics of disablement. Basingstoke:
Macmillan.

Panofsky, A. (2011). Generating sociability to drive science: Patient
advocacy organizations and genetics research. Social Studies of
Science, 41(1), 31-57. https://doi.org/10.1177/030631271038585
2.

Pellicano, E., Dinsmore, A., & Charman, T. (2014a). Views on
researcher-community engagement in autism research in the
United Kingdom: A mixed-methods study. PLoS ONE. https://
doi.org/10.1371/journal.pone.0109946.

Pellicano, E., Dinsmore, A., & Charman, T. (2014b). What should
autism research focus upon? Community views and priorities
from the United Kingdom. Autism, 18(7), 756=770. https://doi.
org/10.1177/1362361314529627.

@ Springer


http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1080/09687590701337967
https://doi.org/10.1080/09687590701337967
https://doi.org/10.1111/j.1548-1352.2009.01080.x.34
https://doi.org/10.1111/j.1548-1352.2009.01080.x.34
https://doi.org/10.1057/s41599-017-0042-z
https://doi.org/10.1080/15265160802670992
https://doi.org/10.1080/15265160802670992
https://doi.org/10.1016/j.ridd.2016.01.011
https://doi.org/10.1016/j.ridd.2016.01.011
https://doi.org/10.1057/biosoc.2014.15
https://doi.org/10.1186/s12916-016-0620-8
https://doi.org/10.1038/nn1770
https://doi.org/10.1057/biosoc.2014.20
https://doi.org/10.1332/030557316X14681503832036
https://doi.org/10.1332/030557316X14681503832036
https://doi.org/10.1037/a0028353
https://doi.org/10.1037/a0028353
https://doi.org/10.1177/1362361315588200
https://doi.org/10.1177/1362361315588200
https://doi.org/10.1080/09687599.2012.710008
https://doi.org/10.1080/09687599.2012.710008
https://doi.org/10.1177/1362361314525281
https://doi.org/10.1007/s10803-015-2665-5
https://doi.org/10.1007/s10803-015-2665-5
https://doi.org/10.1177/0306312710385852
https://doi.org/10.1177/0306312710385852
https://doi.org/10.1371/journal.pone.0109946
https://doi.org/10.1371/journal.pone.0109946
https://doi.org/10.1177/1362361314529627
https://doi.org/10.1177/1362361314529627

Journal of Autism and Developmental Disorders

Pellicano, E., & Stears, M. (2011). Bridging autism, science and soci-
ety: Moving toward an ethically informed approach to autism
research. Autism Research, 4(4),271-282. https://doi.org/10.1002/
aur.201.

Pielke, R. A. Jr. (2007). The honest broker: Making sense of science
in policy and politics. Cambridge: Cambridge University Press.

Porter, A.J., Kuhn, T. R., & Nerlich, B. (2018). Organizing authority
in the climate change debate: IPCC controversies and the man-
agement of dialectical tensions. Organization Studies, 39(7),
873-898. https://doi.org/10.1177/0170840617707999.

Potter, J., & Hepburn, A. (2005). Qualitative interviews in psychology:
Problems and possibilities. Qualitative Research in Psychology,
2,1-217.

Rescher, N. (1995). Pluralism: Against the demand for consensus.
Oxford: Oxford University Press.

Russell, G., Starr, S., Elphick, C., Rodogno, R., & Singh, 1. (2017).
Selective patient and public involvement: The promise and perils
of pharmaceutical intervention for autism. Health Expectations.
https://doi.org/10.1111/hex.12637.

Sarewitz, D. (2011). The voice of science: let’s agree to disagree.
Nature News, 478(7367), 7-1.

Shakespeare, T. (1995). Back to the future? New genetics and disabled
people. Critical Social Policy, 15(44—45), 22-35.

Silberman, S. (2015). Neurotribes: The legacy of autism and how to
think smarter about people who think differently. Sydney: Allen
& Erwin.

@ Springer

Silverman, C. (2008). Brains, pedigrees, and promises: Lessons from
the politics of autism genetics. In S. Gibbon & C. Novas (Eds.),
Biosocialities, genetics, and the social sciences: Making biologies
and identities (pp. 38-55). Abingdon: Routledge.

Silverman, C. (2012). Understanding autism: Parents, doctors, and
the history of a disorder. Princeton: Princeton University Press.

Sinclair, J. (1993). Don’t mourn for us. Our Voice, 1(3), 1-7.

Singh, J. S. (2016). Multiple autisms: Spectrums of advocacy and
genomic science. Minneapolis: University of Minnesota Press.

Thomas, D. R. (2006). A general inductive approach for analyzing
qualitative evaluation data. American Journal of Evaluation,
27(2), 237-246. https://doi.org/10.1177/1098214005283748.

Thomas, G. M., & Rothman, B. (2016). Keeping the backdoor to
eugenics ajar? Disability and the future of prenatal screening.
AMA Journal of Ethics, 18(4), 406.

Watermeyer, R. (2014). Issues in the articulation of ‘impact’: The
responses of UK academics to ‘impact’as a new measure of
research assessment. Studies in Higher Education, 39(2),
359-3717.

Wehrens, R. (2014). Beyond two communities—from research utiliza-
tion and knowledge translation to co-production? Public Health,
128(6), 545-551. https://doi.org/10.1016/j.puhe.2014.02.004.

Yergeau, M. (2018). Authoring autism: On rhetoric and neurological
queerness. Durham: Duke University Press.


https://doi.org/10.1002/aur.201
https://doi.org/10.1002/aur.201
https://doi.org/10.1177/0170840617707999
https://doi.org/10.1111/hex.12637
https://doi.org/10.1177/1098214005283748
https://doi.org/10.1016/j.puhe.2014.02.004

	Autism Scientists’ Reflections on the Opportunities and Challenges of Public Engagement: A Qualitative Analysis
	Abstract
	Introduction
	Methods
	Analysis
	A Short Story of Impasse
	Heterogeneity
	Generating Sociability
	An Incredible Capacity

	Conclusion
	Acknowledgments 
	References


