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Crompton et al.

Post-diagnostic Peer Support in Adulthood

Autistic people are not solely defined by being autistic and for
peer support to be successful, participants felt it was important
to take into account other aspects of their backgrounds [“I
find T am just as defined as being a carer for my husband
and being a mother to my children than I am my autistic
diagnosis. So those other roles need to be there, for them to truly
understand.” — Participant 10 (F, 33)]. It is also important to
consider compatibility (or incompatibility) of communication
styles and preferences of group members.

“Just kind of finding compatible people. There is quite a few people
who are very similar to me. We get on really well. Cause we are
all quite quiet. We will talk if we are interested in something. But
we won't just talk and talk and talk and we will all be fine in a
group. But as soon as you introduce someone who is louder, they
kind of take over the whole group. Or somebody who can’t control
the volume of their voice or whatever. Then you might get people
going shut up’. People who are more outspoken than me will then
get annoyed and it will turn up into just a big barny, or argument
and I am just like fleeing this issue. So it is hard to kind of . . . having
that empathy for understanding people can’t help how they are.”
Participant 3 (F, 31).

Theme 3: Flexible and Personalised
Support

The third theme focussed on the need for flexible and
personalised support. Participants reported needing a variety of
support following the diagnosis, focussing on different areas,
with different support intensity and length. Participants felt that
peer support may offer the flexibility needed to improve their
post-diagnostic experience.

Subtheme 1: Focus of Support

Peer support offers a flexible way to meet the needs of autistic
people, which may vary both between people and over time.
Participants reported that peer support could have a number
of purposes, including sharing skills and strategies, providing a
space to talk and socialise, or engaging in shared activities.

“T suppose it is what they struggle with in particular. So some
people really struggle with anxiety and depression and other people
might struggle with socialising, someone else might struggle with
sensory things. So there is different things that we struggle with. So
maybe thinking about what area they would need support with.” -
Participant 2 (NB, 48).

Participants felt it was important that the focus of support
should be led by those engaging with the peer support group at
any given time, and so peer support frameworks should be flexible
and responsive to the needs of group members.

Subtheme 2: Practicalities of Support

Preferences regarding the structure of peer support varied
between participants, reflecting a variety of opinions. Peer
support facilitators should be sensitive to the preferences of
group members regarding group size (i.e., 1:1, group support,
or mentoring), frequency of support (weekly, fortnightly, or
monthly), and location (online or offline, and if online, the
type of space used).

Peer support facilitators should ensure accessibility of
spaces for autistic people, including considering the sensory
environment, including photos and bios of facilitators, and a clear
explanation of the roles of peer support facilitators.

“In my area there is. . . another adult who I know through a friend,
who is autistic, has said ‘oh there is this pub meet up for kind of
Asperger’s type people’. It is like going to a pub to meet a load
of people you don’t know, is like my worst nightmare. So I have
never done it. It is just ironic, there is support there, but in order
to access it you have to do the thing that is really difficult.” -
Participant 11 (F 39).

“Trust would be the biggest barrier to overcome for me. I would say
that maybe a get to know the mentors coffee morning’ so you can see
which ones you get along with or maybe, an online bio and a photo,
so you get a better grasp of who they are and what they are about,
before you start trusting in people. Because post diagnosis you are
very raw. . . well  was, and quite guarded about ‘well everybody has
failed me’, not that that was true, but that was what it felt like.” -
Participant 10 (F, 33).

Theme 4: Sustainability of Support

The final theme focussed on the sustainability of support.
Participants expressed a need for peer support to be manageable
and sustainable in the long term. Some participants expressed
distress that they had engaged with formal or informal peer
support groups, and had found that the group had been
discontinued due to a lack of funding, space, or someone to co-
ordinate.

“I went to a sort of support group. Run by our local. . . psychiatric
hospital, run by a chap from there. Which I already knew
about and which I joined in as much as I could. But that has
collapsed. . .because of funding” — Participant 12 (M, 66).

Subtheme 1: Supporting Peer Support Facilitators
Simply being autistic does not provide someone with the
knowledge and skills to be a peer support co-ordinator.
Participants felt that peer support coordinators or mentors
needed to have some training or experience, otherwise peer
support may not function.

“some kind of training on how. .. how to make sure [peer support
coordinators] are communicating effectively to the particular
person that they are mentoring...you need someone who can
communicate with you in a way you respond to positively.
Otherwise you are just going to feel even more alientated: here I
am with this new diagnosis and even other “Aspys” or people on the
spectrum don’t get me either” — Participant 5 (M, 50).

Participants stated that peer support coordinators require
training and support in order to be able to run a peer support
service that meets the needs of a wide range of autistic adults.

“If you are going to mentor someone you would need to tell them
what other support is available. Training on what they are entitled
to, what issues they might experience, where to get help, that sort
of thing. And where to get help if they are having mental health
problems or bullying at work, or anything like that. Some kind of
psychological training or coaching because you don’t want to say
the wrong thing” — Participant 7 (F, 43).
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“Because they [peer support coordinators] are offering
psychological support, they will need training before doing
it.” - Participant 8 (F, 46).

“Training on group dynamics if they are not managed well, if there
is a personality clash or something like that, places of inclusion can
become quite exclusive” Participant 9 (M, 36).

“Some awareness of being a parent or carer...and I don’t know
if they would have to go on a course to educate themselves but
there are other things that non-white autistic people are party to
that white autistic people wont understand. . little bits of racism” -
Participant 10 (F, 33).

Additionally, participants reported that facilitators should
have professional supervision to reduce the risk of burnout, and
to enhance resilience and confidence.

I think kind of like the supervision model is always a really good
one. If you are being the person that is taking an emotional burden
from somebody then you need somewhere to put it as well. So I think
kind of having a forum where I would then be able to. . . either I had
a mentor or there was some sort of group where mentors were able
to chat stuff through and put stuff down, something like that would
be really useful. — Participant 11 (E 39).

“Being a peer support worket, there needs to be thoughts about
workplace mental health, stress at work, how that affects you, the
boundaries of it. . .I guess proper like supervision, where you were
able to talk about these specific issues, that would be a massive part
of it” - Participant 6 (F, 30).

Subtheme 2: Providing Sustainable Infrastructure
Participants reported that long-term secure funding was essential
for providing a stable environment for them to feel comfortable
in the peer support relationship. Some participants had engaged
with peer support or autistic-led support after their diagnosis,
but a lack of sustainable funding had resulted in anxiety around
whether support would be available to them beyond the short-
term.

Providing administrative support to organise and host peer
support is essential to ensure smoothly-run and consistent
support: “...it should be properly constituted, and perhaps even
having some sort of professional workers there as facilitators who
are there just to. .. you know manage the group and maybe the
admin and booking rooms and things like that” - Participant 9 (M,
36).

Subtheme 3: Working With Other Specialist Services
Many participants reported that following a diagnosis of autism,
services were less likely to offer them support or be willing to
provide them with care.

“All of a sudden... IAPT and local community mental health
services wouldn’t actually take a referral because they said it wasn’t
within their expertise and that I should access the specialist service.
But the specialist service was only a diagnostic service, not a general
health and wellbeing and ongoing support service. So it actually
closed things off.” — Participant 9 (M, 36).

Additionally, some services did not consider the
autism diagnosis and gave advice that was difficult to
understand or apply.

“One thing I have found with my chronic fatigue syndrome for
example, some of the things I am expected to do for that are
completely at 180 degrees from the things I am supposed to do to
manage my depression, so it is very difficult to know what to do.
Then when you add autism into the mix as well. It is just a further
complication. . .that has been very, very frustrating and there has
been absolutely no support at any level, from the state sector, the
NHS, or from the third sector, on trying to figure that out.” —
Participant 5 (M, 50).

Participants noted the importance of recognising the
boundaries and limitations of peer support, and acknowledged
that autistic adults may require support from other healthcare
providers. This may include accessing mental health care from
specialist providers. Peer support frameworks should not be used
in place of specialist support: it should work alongside specialist
teams to ensure that autistic adults can access the support that
best suits their needs.

DISCUSSION

In general, participants were very positive about the concept
of post-diagnostic peer support. They felt it offered unique
opportunities to engage with other autistic people, learn more
about autism, and understand how their new diagnosis applied
to their lives in a more meaningful way than the facts-based
information that had been provided to them at their diagnosis.
Participants liked the flexible nature of peer support and the
opportunity to focus on a wide range of topics from an autistic
perspective. Participants provided key insights into what peer
support should focus on, how it should be run, and the specific
benefits it may offer. According to these findings, maximising
the potential of peer support will involve sustained funding,
engaging with other specialist services, and training and support
for facilitators. These findings are a crucial step in future studies
that may examine the efficacy of a post-diagnostic peer support
intervention for autistic adults.

Many of the findings of this research are supported by
recent literature. One of the benefits of peer support indicated
by this study is the relational and emotional benefits of
autistic-autistic interaction. Being with other autistic people
may act as a buffer to the effects of minority stress (Botha,
2020), and being around other autistic people in the post-
diagnostic period may be especially beneficial (Crane et al.,
2020). Alongside lived experience, autistic adults have fairly
high levels of scientifically-based knowledge of autism (Gillespie-
Lynch et al,, 2017), and frame autism in a way that is embodied
and positive (Welch et al., 2020). The need for post-diagnostic
support that meets emotional and relational needs (as well
as informational) has been also emphasised in the literature,
though in the context of supporting parents after a child’s
diagnosis (Legg and Tickle, 2019). Our results suggested similarly
that a relational and emotional approach can be beneficial for
autistic adults to help them re-frame their past experiences
and work out where an autism diagnosis fits into their life.
Providing a space for autistic people to interact and support one
another in a comfortable way may also help build resilience to
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manage everyday life in a world that is designed for the non-
autistic majority (Crompton et al., 2020a). This manuscript is
among the first to explicitly examine how post-diagnostic peer
support may function for autistic adults, exploring the views,
preferences, and priorities of autistic adults relating to post-
diagnostic peer support. Currently, many health and support
services do not know what autistic people need (Doherty et al.,
2020). This manuscript provides key insights from autistic
people and paves the way for their voices to be centred in
creating services that meet the needs of autistic people. By
examining what the function and focus of peer support should
be, future studies may in turn be able to focus on the efficacy
of a post-diagnostic support intervention that is informed by
these views.

Practical Implications and Peer Support

Design

It is essential for autistic people to be integrally involved with
creating, designing, and implementing supports to ensure that
they meet their needs (Monahan et al., 2021), and this study
provides key grounding in post-diagnostic peer support design.
Firstly, good communication is essential to providing peer
support. Many participants were not able to access support
due to inaccessible referral routes, poor communication while
support was provided, or support starting or stopping with
short or no notice. When accessing any new support, flexible
communication is crucially important and this is no different
for peer support. Participants stated a preference for support
that focuses on progressing and re-framing during the post-
diagnosis phase, rather than being based on facts about autism.
While learning about autism was important, participants felt
that it would be most helpful to have a chance to contextualise
that information, and reflect on how their new diagnosis fit
with their past experiences. Participants also stated that peer
support facilitators require training in order to run a peer
support service that meets the needs of a wide range of
autistic adults, and that facilitators require ongoing support
and supervision. To ensure that peer support is accessible,
participants felt it was important that peer support frameworks
take into account the diversity of the autistic population,
the intersectionality of autism with other identities, and the
communication preferences of group members. Participants
felt it was essential that peer support infrastructure was
sustainable with steady, long-term funding, and that engaging
with other specialist services (for example mental health services)
was well supported. They felt these actions creates a peer
support space that feels safe and comfortable for autistic
people to engage with.

Strengths and Limitations

This study has some limitations. First, the sample included
12 autistic adults. The number of participants for this study
was selected before commencing the study and is in line
with similar studies in this area (see Cresswell et al., 2019),
and based on prior research suggesting this sample size is
sufficient to achieve saturation (Guest et al., 2006; Hennink

and Kaiser, 2021). While a moderate sample size is standard
in qualitative research in order to allow for an in-depth
exploration of individual experience, findings may not apply
to all autistic people diagnosed in adulthood. We cannot
be sure from these data that all autistic people will equally
want or benefit from the same kind of peer support. For
example, not all newly diagnosed autistic people will accept
or openly identify with their “new identity” as an autistic
person, and it is important to ensure that autistic people
can access the post-diagnosis support that best suits their
needs at that time. While our sample had good diversity in
terms of gender, age, and length of time since diagnosis, all
participants were White British or European. It is important
to consider that the views of autistic people from other ethnic
backgrounds may differ, and they may have specific support
needs and preferences (Jones et al., 2020). Additionally, all
participants were based in the United Kingdom: their experiences
of services may be shaped by United Kingdom norms and
findings may not apply to autistic people living outside the
United Kingdom. Participants had a variety of prior exposure
to peer support: some had no experience, some had experienced
informal peer support, and some had engaged with formal
peer support. While this variety of experiences meant a range
of views were represented, it did mean that the participant
sample was not consistent in whether they were speaking
from experience or speaking speculatively about peer support.
We used a range of options for engaging with interviews to
diversify the participant sample, including face-to-face, online
messaging, video calls and phone calls. However, the sample is,
of course, self-selecting and we may have over-representation
of participants with an interest in autistic community and
peer engagement.

CONCLUSION

This study found that peer support may be a useful mechanism
to support autistic adults after their diagnosis. Autistic adults
were generally positive about the concept of peer support
and the opportunity it provides to interact with others in a
comfortable way, and to discuss difficulties with empathetic and
understanding others. Peer support offers unique opportunities
not available through other support channels, and can run
alongside other specialist support if required. Peer support may
be a sustainable and low cost option to fill the much-needed post-
diagnostic support gap currently faced by autistic adults; however,
careful planning, ongoing support and training for peer support
facilitators, and centring the voices of autistic adults is essential
to ensure the success of peer support programmes.
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Debate surrounding the validity of the method of supported typing known as facilitated
communication (FC) has been continuous since its inception in the 1990s. Views are
polarized on whether FC can be considered an authenticated method for use by people
with complex communication needs (CCN) or significant challenges in speech, language,
and communication. This perspective article presents an analysis of the research arguing
for—and against—the use of FC, combined with the lived experience knowledge of autistic
adults who utilize FC, to rehabilitate its current standing as discredited and unevidenced.
By considering extant qualitative and quantitative studies, as well as personal accounts
of the use of this particular Augmentative and Alternative Communication (AAC) method,
the authors argue that the current dismissal of FC is rooted in ableist and outdated
approaches. FC research should be reconsidered and reconducted using current best
practice autism research approaches, including coproduction and a presumption of autistic
communication competence, to assess its validity as a potential AAC method for
autistic individuals.

Keywords: facilitated communication, rapid prompting method, complex communication needs, epistemological
violence, communication competence

INTRODUCTION

Autistic individuals with complex communication needs (CCN) are often required to rely upon
Augmentative and Alternative Communication (AAC) methods for functional communication.
Within the available range of AAC methods, support can be necessary to enable typing on
electronic and non-electronic devices for those autistic individuals presenting with co-occurring
motoric and planning/coordination challenges. Two such supported communication methods,
Facilitated Communication (FC) and Rapid Prompting Method (RPM), were developed to
provide greater scope and flexibility for self-expression by end-users (Crossley, 1994).
Despite an initial proliferation in the use of FC after its popularization in the 1990s, such
mediated communication methods soon attracted significant debate (Green, 1994; Stock, 2011).
In the decades following its inception, FC has repeatedly been decried as controversial, and
discredited as unevidenced. This reaction has led to a ban on its use, echoed across peak
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bodies, academia, and medical and allied health professionals
(e.g., American Psychological Association, 2003; International
Society for Alternative and Augmentative Communication, 2014;
American Speech-Language-Hearing Association, 2018).

The uncompromising dismissal of FC largely rests on the
quantitative research conducted predominantly in the 1990s,
when FC was in its infancy. Following the evolutionary trajectory
of autism research (O’Reilly et al., 2019), the 1990s FC research
was undoubtedly colored by the prevailing deficits-based
ideological framework surrounding autism at the time. Three
decades later, with co-production and neurodiversity beginning
to shape autism research questions, design and research priorities,
it is time to reassess. It is time to challenge the potential
impact of research bias underpinned by ableist assumptions
toward nonspeaking autistic people on our current perceptions
of FC and supported communication methods.

Indeed, alongside lived experience testimonies, robust and
peer-reviewed research exists to challenge a categorical anti-FC
position, although, strikingly, the presence of such research
has rarely been acknowledged by those who adhere to an
anti-FC stance. In this Perspective piece, we argue for a
re-assessment of FC. Given advances in autism research and
understood within a human rights frame, all individuals have
an inalienable and basic human right to self-expression through
all forms of communication. That individuals are entitled to
utilize their preferred means of communication is set out in
the Universal Declaration of Human Rights (Article 19, UDHR;
United Nations General Assembly, 1948) and the Convention
of the Rights of Persons with Disability (Article 21; CRPD,
United Nations General Assembly, 2008). Hence, we argue that
accessing preferred means of communication for individuals
with CCN should be upheld as an important avenue to self-
expression and empowerment. Without this avenue, such
individuals might be denied their voice and a means to achieving
communicative competence for participation and autonomy.

A BACKGROUND TO FC RESEARCH

Facilitated communication is a process of communication utilized
by the nonspeaking disabled population, in which the
communicator is supported or assisted physically by a facilitator,
or communication partner (Biklen, 1990, 2000). FC was
introduced initially by Crossley (1994) who described a
communication partner using physical support to assist the
communicator to point to pictures, words, letters, and/or
numbers on a range of communication aids. Such physical
assistance varies considerably depending on the FC-user’s needs,
but might involve stabilizing support at the hand, wrist, forearm,
elbow, or underarm, or touch or pressure on the shoulder or
back, or even simply physical co-presence with no actual
touching occurring. Crossley (1997) argued that with
familiarization with and practice of FC, physical support could
be withdrawn as appropriate to match increasing communicator
proficiency. The original aim of FC, then, was to encourage
individuals toward independent communication, fading physical
support as soon as appropriate, not unlike the process of

prompt fading that is used in other autism interventions
(Cengher et al., 2018).

In model of Crossley (1994), the communication partner
would ensure the necessary physical support to stabilize the
user’s movement, inhibit impulsive typing, and/or to encourage
the initiation of typing or pointing. Importantly, the
communication partner would also give emotional, attentional,
and regulatory support to encourage communication and assist
the user in focusing on the keyboard, pictures, letters, or words
during the communicative process. The quality of relationship
between the communicator and their communication partner
was paramount to the success of the communication.

Many disabled and autistic individuals with CCN received
FC positively, as a new AAC method with the potential to
increase their communicative competence via an effective and
flexible communication method. Yet FC was not received so
optimistically by all. Early in its development, vocal detractors
raised concerns about the method’s validity. Specifically, critics
questioned whether it was the user/typist or the facilitator/
communication partner who authored the typed output (Schlosser
et al, 2014). In the decades since, these arguments have
remained ongoing, with increasing polarization between pro-
and anti-FC positions (Cardinal and Falvey, 2014; Hemsley
et al., 2018).

Throughout the 1990s, several published studies emerged
to challenge the authenticity and authorship of communication
produced through FC (e.g., Eberlin et al., 1993; Green, 1994;
Bebko et al., 1996). These studies followed strict experimental
procedures of message passing, a process in a controlled
environment to ascertain agency under different exposure
conditions, in which researchers used an object, instruction,
or question prompt to solicit a response from the FC-user
alone, and, separately, from the FC-user and their communication
partner or facilitator. In the absence of positive results validating
FC with message passing protocols, findings were interpreted
as indicating the undue influence of the communication partner
on the typed output, and the authorship of the output and
the communication competence of the FC user were questioned.
Based on the conclusion that FC messages are authored by
the communication partner rather than the autistic or disabled
individual themselves, FC was—and continues to be—deemed
invalid and the call to prohibit its use loudly voiced (Schlosser
et al, 2014; Hemsley et al.,, 2018).

However, naturalistic peer-reviewed journal articles, which
supported FC and argued the validity of its authorship, also
proliferated in the 1990s. In contrast to the comparatively few
quantitative studies published in peer-reviewed journals after
1996 (Cardinal and Robledo, 2012), these have continued to
be published over time. Indeed, peer-reviewed studies confirming
autistic or disabled authorship of FC messages number over
a hundred from the 1990s to the present (Cardinal and Falvey,
2014), and use varied methodologies including text analysis
(Bernardi and Tuzzi, 2011), naturally occurring message passing
(Biklen et al., 1995; Weiss et al., 1996), intensive video analysis
(Emerson et al., 2001), inductive analysis (Broderick and Kasa-
Hendrickson, 2001), and linguistic structural analysis (Niemi
and Karna-Lin, 2002). This body of evidence speaks to the
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need to reassess FC, given that its validity and efficacy are
not so unproblematically dismissed (Williams, 2020).

Autistic adults with CCN who utilize FC are increasingly
attesting to the FC as their chosen AAC method for developing
communicative competence in people with CCN (e.g., Chan
and Chan, 2019; Pefia, 2019). The methodology of FC is evolving
to address the controversy, with a focus on the systemic
development of best practice in effective use and improved
techniques (Broderick and Kasa-Hendrickson, 2001; Rubin
et al., 2001). Such qualitative evidence is underpinned by more
quantitative approaches, including video eye-tracking. Studying
an FC users eye gaze to verify that the autistic or disabled
individual has targeted letters or letter series prior to making
a hand movement toward that target, has been instrumental
in providing additional support for the validity of FC-authorship
(Grayson et al., 2012).

A recent naturalistic investigation utilizing sophisticated
video-based eye-tracking technology, considered the real-world
communication experiences of nine nonspeaking autistics who
communicated by letterboard in the presence of a trained
communication partner (Jaswal et al., 2020). This study
authenticated the authorship of the autistic user/typist. Measuring
the speed, accuracy, timing, and pattern of eye gaze fixation,
the autistic participants (the letterboard users) were found to
be actively typing their own thoughts, and the results negated
cueing from their communication partner.

Another recent quantitative study using accelerometry, or
measures of finger movement, has also provided additional
evidence to confirm the authorship of autistic or disabled user/
typist, signifying FC as a valid potential method of
communication for non-speakers (Faure et al., 2021). In this
study, the index finger of both communicator and communication
partner were measured for fine motor events in typing speed,
time, and acceleration produced during keystrokes. Results
indicated that with a variety of physical supports, the autistic
typist was found to be contributing actively to the typed output
in motion acceleration toward the letters which preceded
the facilitator.

Similar support has come from linguistic analysis of typed
messages that reveal the communicators’ unique use of language
(Zanobini and Scopesi, 2001; Niemi and Karna-Lin, 2002; Tuzzi,
2009). The body of evidence in favor of FC is thus substantive
enough to warrant a reassessment of FC, with new research
designs like that of Jaswal et al. (2020) and Faure et al. (2021)
to utilize not only significant technological advancements to
evaluate FC authorship, but also which are framed by
contemporary research approaches to autism as a
neurodevelopmental condition (Pellicano and den Houting,
2021) and to inclusive autism research (Fletcher-Watson
et al., 2021).

STUDY DESIGN IN FC RESEARCH

In FC research, as elsewhere, the perspective exists that
quantitative research designs are superior (both more reliable
and valid) to qualitative, interpretive, or other methodological

approaches (Schlosser et al., 2014; Travers et al., 2014; Hemsley
et al., 2018; Williams, 2020), resulting in a skewed picture of
FC research. For example, Schlosser et al. (2014) set strict
hierarchical criteria, which effectively excluded all quantitative
descriptive and qualitative data from their review, resulting in
“overwhelming ... evidence for facilitator control” (p. 363) from
the peer-reviewed, experimental, conditional design studies that
the authors deemed appropriate for consideration. A 2018
review by Hemsley et al. (2018) similarly dismissed (or missed)
studies that validated FC, by concluding that sufficient prior
scientific evidence exists from studies prior to 2014 to prove
FC is ineffectual and unauthenticated, and to support a position
banning its use.

While peer-reviewed, experimental, conditional design studies
have undeniable scientific validity, the authors of this Perspective
argue that dismissing descriptive quantitative, qualitative and,
indeed, testimonial first-person evidence ignores the imperative
to understand communication holistically, within an
interpersonal, social pragmatic viewpoint (Kecskes, 2010).
Reducing communication to clinically measurable message
passing is reductive and discounts the very real benefits that
embracing a more socio-cognitive approach to communication
might offer Autistics with CCN.

Importantly, when research designs have taken into
consideration autistic participants’ anxiety, hypersensitivities,
and related issues, and have proactively worked to alleviate
those compounding factors, FC authorship has been more
likely to be authenticated (Cardinal et al., 1996; Sheehan
and Matuozzi, 1996; Weiss et al., 1996). The experimental
designs and methodology used for investigating FC make
an immense difference to the results obtained. Quantitative
methods which employ strict experimental conditions in
message passing, by and large, have not supported validity.
Conversely, qualitative studies, and those quantitative studies,
the design of which allows for the effects of environmental
and participant factors, or which utilize progressive digital
technology, have indicated support for authenticity and
authorship of typists/users. This is unsurprising given that
empirical positivist approaches, which privilege experimental,
quantitative, and statistical analysis studies, in general have
less explanatory power than more qualitative, interpretive
approaches, which recognize the role and impact of subjectivity
and intersubjectivity on what is known or assumed
(Torbert, 2021).

Perhaps most disturbingly, many critiques of FC employ
an antagonistic tone, which undermines “healthy scholarly
engagement and ... other ways of knowing” (Connor, 2019)
and makes it difficult for researchers and Autistic individuals
alike to engage in the kinds of robust dialog that might examine,
for example, researcher bias, implicit bias, ableism, and
unwillingness to embrace a presumption of communication
competence (Lester, 2015). For instance, FC has been termed
“pseudoscience” (Jacobson et al., 1995; Travers et al, 2014)
and deemed totally without merit as a communication tool
for those with CCN (Simpson and Myles, 1995; Myles et al.,
1996; Travers et al., 2014). Such antipathy makes respectful
debate framed by contemporary best practice approaches to
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autism research (Fletcher-Watson et al., 2019, 2021; den Houting
et al., 2021; Keating, 2021) unlikely.

THE ISSUE OF RESEARCH BIAS

As noted, quantitative methodologies are often privileged as
more scientifically valid (Mahoney and Goertz, 2006) in reviews
of FC evidence, since they tend toward objective, neutral, and
generalizable findings. However, we—as researchers—are (or
should be) becoming more aware of the deep impact of implicit
and unspoken biases (the “isms,” like racism, sexism, and
ableism) on all findings and interpretations of findings. Any
claims of “scientific objectivity” and “neutrality” should
be thoroughly interrogated and challenged (Evans, 2002;
Stanovich and West, 2008; Teo, 2010; Williams, 2020).

In FC research, we argue, it should at least be entertained
that strict experimental quantitative research reflects myside
bias (Evans, 2002; Stanovich and West, 2008). Myside bias
refers to evidence generated from experimental designs, with
data evaluated, tested, and analyzed in ways that reflect
preconceptions derived from researchers’ own beliefs, opinions,
and attitudes (Stanovich et al.,, 2013).

Facilitated communication research that suffers from myside
bias is designed—consciously or not—to invalidate FC by
adopting purely deterministic paradigms and experimental
designs with a singular focus on the ability of participants to
pass messages (Eberlin et al., 1993; Wheeler et al., 1993; Green,
1994; Simpson and Myles, 1995; Bebko et al., 1996; Saloviita,
2018; Vyse et al, 2019). Many FC researchers have proposed
that the experimental tasks of message-passing should be the
only proof required for the validity/invalidity of FC (Saloviita,
2018). This position ignores or dismisses the interpersonal
pragmatic dimension of communication, and the humanity of
those communicating. In so doing, many FC researchers project
myside bias into their research design and review analysis by
consistently disregarding contrary research authenticating
authorship of FC users which adopts more comprehensive and
naturalistic data collection methods.

Such myside bias is evident in the dismissal by some
researchers of autistic communicators using FC who can also
independently write or type (e.g., Higashida, 2013;
Mukhopadhyay, 2021) or who have in time become independent
of physical support (e.g., Kedar, 2012; Rubin, 2021; Sequenzia,
2021). It strikes the authors of this Perspective, that such
summary rejection of the lived experience knowledge and
testimonies of independent FC users is indicative not only of
research bias but also perpetuates the routine silencing of the
autistic “voice” in autism research (Milton and Moon, 2012).

Perhaps most importantly, many FC studies have ignored
the unique developmental trajectory of nonspeaking autistics,
as well as the potentially significant challenges autistic individuals
with CCN might experience in clinical, experimental
environments. Such challenges include high anxiety levels,
hypersensitivities and sensory overload, and performance stress
under unfamiliar testing conditions and in unfamiliar
environments (see, Jaswal et al, 2020). Rigorous empirical

evidence emerging from the 1990s onward, incorporating findings
from the fields of psychoneuroimmunology (PNI), epigenetics,
and Dbioenergetics (Segerstrom, 2012), has indicated that
environmental factors, stress, and other mental states have
significant negative effects on the communicative performances
of nonspeaking autistics (Cardinal and Falvey, 2014).
Unsurprisingly, then, studies that take such unique challenges
into account and are designed to recognize communication
as complex systems incorporating many elements of social
interaction, are more likely to validate FC communication
(Emerson et al., 2001).

DISCUSSION: PRESUMPTION OF
COMMUNICATION INCOMPETENCE

Epistemology is the study of the nature and production of
knowledge. Knowledge produced through empirical research
comprises both research data and their interpretations according
to theoretical frameworks. Various interpretations are possible
in examination of data according to the types of theories used,
and “knowledge” is invariably socially constructed within
associated normative and cultural contexts (Teo, 2010).

Take, for example, a presumption of incompetence
associated with cognitive impairment in nonspeaking autistic
children, which is commonplace (e.g., Simmons et al., 2021).
The communicative (in)competence and/or cognitive
impairment of research participants are not inherent in
data but are socially constructed in the interpretations of
data according to frames of references. We would argue
that these data are too often skewed by biased frames (of
presumed incompetence) that distort and misrepresent
individuals with CCN and exclude their perspectives. This
argument is sustained by research that shows conventional
measures for intelligence (e.g., WISC test batteries) generally
underestimate the ability of nonspeaking autistics (Courchesne
et al., 2015; Nadar et al.,, 2016; Akhtar and Jaswal, 2019).
When individuals with CCN, who were identified as having
Intellectual Disability using language-based measures, were
reassessed using more appropriate non-language-based
instruments that employ visual spatial tasks, a significant
proportion were found to be within or above the expected
IQ range (Dawson et al, 2007; Barbeau et al., 2013;
Courchesne et al., 2015; Crossley and Zimmerman, 2019).
The conflation of not speaking, and not having anything
to say, then, is a product of neuronormative and ableist
perspectives that privilege verbal communication and
construct hierarchies of communication competence.

Such issues pertain to epistemological violence which emerges
when interpretive knowledge is accepted as “truth)” despite
the interpretative process being grounded in assumptions of
inferiority and “othering” (Teo, 2010). Epistemological violence
is experienced disproportionately by nonspeaking autistics
because researchers and professionals claim the authority and
prestige of expertise (Willis, 2020), and nonspeaking autistics
are very often multiply marginalized, not least because of
their CCN.
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It is an unfortunate reality that there exists a prevalent
presumption of incompetence affecting so called “low
functioning” or “severe” autistic individuals with CCN, that
is accompanied by a presumed lack of ability, desire, and
capacity to communicate. Thus, some researchers and
professionals accept as self-evident that, given the low level
of language development of a nonspeaking autistic, any typed
communication via FC/RPM demonstrating typical or above
normal linguistic competence, cannot possibly be that individual’s
output (Jacobson et al., 1995; Konstantareas and Gravelle, 1998;
Simmons et al., 2021). Framed by such ableist assumptions,
the voices of individuals with CCN, some of whom are
independent typists, have consistently been ignored or dismissed.

Epistemological violence is evident when researchers insist
that facilitator influence is the only way to account for FC/
RPM users who failed message passing tasks under strict
experimental conditions. This interpretation of data, we would
argue, presupposes that autistic individuals with CCN lack the
ability to communicate (rather than the ability to speak),
although as we have noted, communicative performance is
inevitably impacted by autistic challenges like anxiety,
hypersensitivities, motoric differences, and being confronted
with an unfamiliar environment and novel task requirements
(e.g., Shoener et al., 2008).

Epistemological violence is inherent in denying the autistic
“voice” authenticity of all output from FC users, even those
who have become independent typists/writers (Vyse et al., 2019;
Simmons et al., 2021). Such sweeping assertions “others” not
only the FC/RPM users themselves, but also their social network,
including parents and facilitators with no desire to gain from
manipulating those they support (e.g., Kedar, 2012, 2018;
Mukhopadhyay, 2021; Rubin, 2021).

Fundamentally, it is epistemological violence to deny
nonspeaking autistics the right to self-expression and to silence
their voices by denying their right to explore supported AAC
(Woodfield and Ashby, 2016). It is usually claimed that the
use of FC/RPM should be banned because individuals with
CCN have the basic right not to be manipulated by facilitators
(e.g., Simmons et al., 2021). But given that a reductive dismissal
of FC has been contested by both research and nonspeaking
autistics themselves, it seems prudent to re-evaluate the received
position on FC so that we do not—albeit inadvertently—commit
an even greater rights violation. At the very least, as researchers,
we have a duty of care to acknowledge and listen to the voices
of FC/RPM users who have become independent of physical

REFERENCES

Akhtar, N., and Jaswal, V. (2019). Stretching the social: broadening the
behavioral indicators of sociality. Child Dev. Perspect. 14, 28-33. doi:
10.1111/cdep.12351

American Psychological Association (2003). “Facilitated Communication: Sifting
the Psychological Wheat From the Chaff,” APA Research in Action. Available
at: https://www.apa.org/research/action/facilitated (Accessed January 20, 2022).

Speech-Language-Hearing (2018).  “Facilitated

Communication. Position Statement”, ASHA Practice Policy. Available at:

https://www.asha.org/policy/ps2018-00352/ (Accessed January 20, 2022).

American Association

support and who have irrefutably demonstrated cognitive and
communicative competence (e.g., Kedar, 2012, 2018; Higashida,
2013; Mukhopadhyay, 2021; Rubin, 2021; Sequenzia, 2021).

CONCLUSION

The debate surrounding the validity of FC has continued since
its inception with polarized positions on FC as a valid method
for communication by individuals with CCN. The existing
quantitative studies (approximately 40) unsupportive of FC,
identify facilitator influence within typed output, and were
mostly undertaken in the 1990s. Conversely, over 100 peer-
reviewed articles validate FC, and other evidence authenticating
authorship exists to support the validity and efficacy of FC
for autistic individuals with CCN. Perhaps most importantly,
in personal narrative information using autoethnographic
approaches (Ellis et al, 2011), communicative competence,
agency and autonomy has been established by many nonspeaking
autistic individuals, including those who once used FC.

The authors of this Perspective argue that given this evidence,
our developing understanding of communication as complex
processes of interpersonal, socio-cognitive, and pragmatic
bidirectional exchange, moves within autism research to embrace
coproduced, participatory research. Our evolving understanding
of autism within a biopsychosocial model of disability and a
neurodiversity framework behoves us to reconsider the standard,
accepted position which dismisses and invalidates FC
communications. We must consider the possibility that assisted
typing is valid and offers a flexible communication tool for
self-expression for certain individuals. This is not to say, of
course, that all autistic individuals with CCN will benefit from
FC/RPM, but that it is an inalienable human right to have
the choice to access supported AAC if it is indicated for
any individual.

AUTHOR CONTRIBUTIONS

TC, an FC-user, conceived the Perspective and researched with
the support and guidance of WL and MH. TC wrote a broad
argument. MH revised and prepared this Perspective, based
on TC’s arguments, with iterative input from TC and WL.
All authors contributed to the article and approved the
submitted version.

Barbeau, E. B., Souli¢res, I, Dawson, M., Zeftiro, T. A., and Mottron, L. J.
(2013). The level and nature of autistic intelligence III: inspection time.
J. Abnorm. Psychol. 122, 295-301. doi: 10.1037/a0029984

Bebko, J., Perry, A., and Bryson, S. (1996). Multiple method validation study
of facilitated communication: II individual differences and subgroup results.
J. Autism Dev. Disord. 26, 19-42. doi: 10.1007/BF02276233

Bernardi, L., and Tuzzi, A. (2011). Analyzing written communication in AAC
contexts: a statistical perspective. Augment. Altern. Commun. 27, 183-194.
doi: 10.3109/07434618.2011.610353

Biklen, D. (1990). Communication unbound: autism and praxis. Harv. Educ.
Rev. 60, 291-315. doi: 10.17763/haer.60.3.013h5022862vu732

Frontiers in Psychology | www.frontiersin.org

March 2022 | Volume 13 | Article 864991


https://www.frontiersin.org/journals/psychology
www.frontiersin.org
https://www.frontiersin.org/journals/psychology#articles
https://doi.org/10.1111/cdep.12351
https://www.apa.org/research/action/facilitated
https://www.asha.org/policy/ps2018-00352/
https://doi.org/10.1037/a0029984
https://doi.org/10.1007/BF02276233
https://doi.org/10.3109/07434618.2011.610353
https://doi.org/10.17763/haer.60.3.013h5022862vu732

Heyworth et al.

Presuming Communication Competence

Biklen, D. (2000). Constructing inclusion: lessons from critical, disability
narratives. Int. J. Incl. Educ. 4, 337-353. doi: 10.1080/136031100501
68032

Biklen, D., Saha, N., and Kliewer, C. (1995). How teachers confirm authorship
of facilitated communication. J. Assoc. Pers. Sev. Handicaps 20, 45-56. doi:
10.1177/154079699502000105

Broderick, A., and Kasa-Hendrickson, C. (2001). “Say just one word at first™
the emergence of reliable speech in a student labeled with autism. J. Assoc.
Pers. Sev. Handicaps 26, 13-24. doi: 10.2511/rpsd.26.1.13

Cardinal, D. N., and Falvey, M. A. (2014). The maturing of facilitated
communication: a means toward independent communication. Res. Pract.
Persons Severe Disabl. 39, 189-194. doi: 10.1177/1540796914555581

Cardinal, D., Hanson, D., and Wakeham, J. (1996). Investigation of authorship
in facilitated communication. Ment. Retard. 34, 231-242.

Cardinal, D., and Robledo, J. (2012).
communication,” in Autism: Sensory-Movement Differences and Diversity.
eds. M. Leary and A. M. Donnellan (Cambridge: Cambridge Book Review
Press), 135-144.

Cengher, M., Budd, A., Farrell, N, and Fienup, D. M. (2018). A review of
prompt-fading procedures: implications for effective and efficient skills
acquisition. J. Dev. Phys. Disabil. 30, 155-173. doi: 10.1007/s10882-017-
9575-8

Chan, T, and Chan, S. (2019). Back From the Brink: Stories of Resilience,
Reconciliation and Reconnection. Melbourne: Tim Chan.

Connor, D. (2019). Why is special education so afraid of disability studies?
Analyzing attacks of disdain and distortion from leaders in the field. J. Curric.
Theor. 34, 10-23.

Courchesne, V., Meilleur, A. A. S., Poulin-Lord, M. P, Dawson, M., and
Souliéres, I. (2015). Autistic children at risk of being underestimated: school
based pilot study of a strength-informed assessment. Mol. Autism 6:12. doi:
10.1186/s13229-015-0006-3

Crossley, R. (1994). Facilitated Communication Training. New York: Teachers
College Press.

Crossley, R. (1997). Speechless: Facilitating Communication for People Without
Voices. New York: Dutton.

Crossley, R., and Zimmerman, L. (2019). “Moving the Goalposts: Cognitive
Assessment of Children With Little or No Speech” Paper presented at
AGOSCI, Perth, October 2019.

Dawson, M., Soulieres, I., Gernsbacher, M. A., and Mottron, L. (2007). The
level and nature of autistic intelligence. Psychol. Sci. 18, 657-662. doi:
10.1111/j.1467-9280.2007.01954.x

den Houting, J., Higgins, J., Isaacs, K., Mahony, J., and Pellicano, E. (2021).
“'m not just a guinea pig”: academic and community perceptions of
participatory autism research. Autism 25, 148-163. doi: 10.1177/136236
1320951696

Eberlin, M., McConnachie, G., Ibel, S., and Volpe, L. (1993). Facilitated
communication: a failure to replicate the phenomenon. J. Autism Dev. Disord.
23, 507-530. doi: 10.1007/BF01046053

Ellis, C., Adams, T, and Bochner, A. (2011). Autoethnography: an overview.
Hist. Soc. Res. 36, 273-290. doi: 10.12759/hsr.36.2011.4.273-290

Emerson, A., Grayson, A., and Griffiths, A. (2001). Can’t or won't? Evidence
relating to authorship in facilitated communication. Int. J. Lang. Commun.
Disord. 36, 98-103. doi: 10.3109/13682820109177866

Evans, J. (2002). “The influence of prior belief on scientific thinking,” in The
Cognitive Basis of Science. eds. P. Carruthers, S. Stich and M. Siegal (Cambridge:
Cambridge University Press), 193-210.

Faure, P, Legou, T., and Gepner, B. (2021). Evidence of authorship on messages
in facilitated communication: a case report using accelerometry. Front. Psychol.
11:543385. doi: 10.3389/fpsyt.2020.543385

Fletcher-Watson, S., Adams, J., Charman, T., Crane, L., Cusack, J., Leekam, S.,
et al. (2019). Making the future together: shaping autism research through
meaningful participation. Autism 23, 943-953. doi: 10.1177/1362361318
786721

Fletcher-Watson, S., Brook, K., Hallett, S., Murray, E, and Crompton, C. J.
(2021). Inclusive practices for neurodevelopmental research. Curt. Dev. Disord.
Rep. 8, 88-97. doi: 10.1007/s40474-021-00227-z

Grayson, A., Emerson, A., Howard-Jones, P, and O'Neil, L. (2012). Hidden
communicative competence: case study evidence using eye-tracking and
video analysis. Autism 16, 75-86. doi: 10.1177/1362361310393260

“The evolution of facilitated

Green, G. (1994). “The quality of the evidence,” in Facilitated Communication:
The Clinical and Social Phenomenon. ed. H. Shane (San Diego: Singular
Publishing), 157-226.

Hemsley, B., Bryant, L., Schlosser, R., Shane, H., Lang, R, Paul, D., et al.
(2018). Systematic review of facilitated communication 2014-2018 finds no
new evidence that messages delivered using facilitated communication are
authored by the person with the disability. Autism Dev. Lang. Impair. 3,
1-8. doi: 10.1177/2396941518821570

Higashida, N. (2013). The Reason I Jump. New York: Random House.

International Society for Augmentative and Alternative Communication (2014).
ISSAC position statement on facilitated communication. Augment. Altern.
Commun. 30, 357-358. doi: 10.3109/07434618.2014.971492

Jacobson, J. W, Mulick, J. A., and Schwartz, A. A. (1995). A history of facilitated
communication: science, pseudoscience, and antiscience (science working
group on facilitated communication). Am. Psychol. 50, 750-765. doi:
10.1037/0003-066X.50.9.750

Jaswal, V. K., Wayne, A., and Golino, H. (2020). Eye-tracking reveals agency
in assisted autistic communication. Sci. Rep. 10:7882. doi: 10.1038/
$41598-020-64553-9

Keating, C. T. (2021). Participatory autism research: how consultation benefits
everyone. Front. Psychol. 12:713982. doi: 10.3389/fpsyg.2021.713982

Kecskes, 1. (2010). The paradox of communication: socio-cognitive approach
to pragmatics. Pragmat. Soc. 1, 50-73. doi: 10.1075/ps.1.1.04kec

Kedar, I. (2012). Ido in Autismland: Climbing Out of Autism’s Silent Prison.
US: Ido Kedar.

Kedar, 1. (2018). “T was born unable to speak, and a disputed treatment saved
me,” WS] Opinion. September 23, 2018. Available at: https://www.wsj.com/
articles/i-was-born-unable-to-speak-and-a-disputed-treatment-saved-
me-1537723821 (Accessed September 18, 2021).

Konstantareas, M. M., and Gravelle, G. (1998). Facilitated communication: the
contribution of physical, emotional and mental support. Autism 2, 389-414.
doi: 10.1177/1362361398024005

Lester, J. N. (2015). “Presuming communicative competence with children with
autism: a discourse analysis of the rhetoric of communication privilege,” in
The Palgrave Handbook of Child Mental Health: Discourse and Conversation
Studies. eds. M. O'Reilly and J. N. Lester (London: Palgrave Macmillan),
441-458.

Mahoney;, J., and Goertz, G. (2006). A tale of two cultures: contrasting quantitative
and qualitative research. Polit. Anal. 14, 227-249. doi: 10.1093/pan/mpj017

Milton, D., and Moon, L. (2012). The normalisation agenda and the psycho-
emotional disablement of autistic people. Crit. J. Interdisciplinary Autism
Stud. 1, 1-12.

Mukhopadhyay, T. R. (2021). “Autism is my destiny” The Art of Autism.
Available at: https://the-art-of-autism.com/tito-autism-is-my-destiny/ (Accessed
September 9, 2021).

Myles, B. S., Simpson, R. L., and Smith, S. M. (1996). Impact of facilitated
communication combined with direct instruction on academic performance
of individuals with autism. Focus Autism Other Dev. Disabil. 11, 37-44.
doi: 10.1177/108835769601100105

Nadar, A.-M., Courchesne, V., Dawson, M., and Souliéres, I. (2016). Does
WISC-IV underestimate the intelligence of autistic children? J. Autism Dev.
Disord. 46, 1582-1589. doi: 10.1007/s10803-014-2270-z

Niemi, J., and Karna-Lin, E. (2002). Grammar and lexicon in facilitated
communication: a linguistic authorship analysis of a Finnish case. Ment.
Retard. 40, 347-357. doi: 10.1352/0047-6765(2002)040<0347:GALIFC>2.0.
CO;2

O'Reilly, M., Lester, I. N., and Kiyimba, N. (2019). “Autism in the twentieth
century: an evolution of a controversial condition,” in Healthy Minds in
the Twentieth Century. Mental Health in Historical Perspective. eds. S. Taylor
and A. Brumby (Cham: Palgrave Macmillan), 137-165.

Pellicano, E., and den Houting, J. (2021). Annual research review: shifting
from “normal science” to neurodiversity in autism science. J. Child Psychol.
Psychiatry doi: 10.1111/jcpp.13534, PMID: 34730840 [Epub ahead of print].

Pefia, E. V. (ed.) (2019). Leaders Around Me: Autobiographies of Autistics Who
Type, Point, and Spell to Communicate. Kindle Direct Publishing.

Rubin, S. (2021). Susan Marjorie Rubin. Available at: https://sites.google.com/
site/suerubin696/home (Accessed September 20, 2021).

Rubin, S., Biklen, D., Kasa-Hendrickson, C., Kluth, P, Cardinal, D. N., and
Broderick, A. (2001). Independence, participation, and the meaning of

Frontiers in Psychology | www.frontiersin.org

March 2022 | Volume 13 | Article 864991


https://www.frontiersin.org/journals/psychology
www.frontiersin.org
https://www.frontiersin.org/journals/psychology#articles
https://doi.org/10.1080/13603110050168032
https://doi.org/10.1080/13603110050168032
https://doi.org/10.1177/154079699502000105
https://doi.org/10.2511/rpsd.26.1.13
https://doi.org/10.1177/1540796914555581
https://doi.org/10.1007/s10882-017-9575-8
https://doi.org/10.1007/s10882-017-9575-8
https://doi.org/10.1186/s13229-015-0006-3
https://doi.org/10.1111/j.1467-9280.2007.01954.x
https://doi.org/10.1177/1362361320951696
https://doi.org/10.1177/1362361320951696
https://doi.org/10.1007/BF01046053
https://doi.org/10.12759/hsr.36.2011.4.273-290
https://doi.org/10.3109/13682820109177866
https://doi.org/10.3389/fpsyt.2020.543385
https://doi.org/10.1177/1362361318786721
https://doi.org/10.1177/1362361318786721
https://doi.org/10.1007/s40474-021-00227-z
https://doi.org/10.1177/1362361310393260
https://doi.org/10.1177/2396941518821570
https://doi.org/10.3109/07434618.2014.971492
https://doi.org/10.1037/0003-066X.50.9.750
https://doi.org/10.1038/s41598-020-64553-9
https://doi.org/10.1038/s41598-020-64553-9
https://doi.org/10.3389/fpsyg.2021.713982
https://doi.org/10.1075/ps.1.1.04kec
https://www.wsj.com/articles/i-was-born-unable-to-speak-and-a-disputed-treatment-saved-me-1537723821
https://www.wsj.com/articles/i-was-born-unable-to-speak-and-a-disputed-treatment-saved-me-1537723821
https://www.wsj.com/articles/i-was-born-unable-to-speak-and-a-disputed-treatment-saved-me-1537723821
https://doi.org/10.1177/1362361398024005
https://doi.org/10.1093/pan/mpj017
https://the-art-of-autism.com/tito-autism-is-my-destiny/
https://doi.org/10.1177/108835769601100105
https://doi.org/10.1007/s10803-014-2270-z
https://doi.org/10.1352/0047-6765(2002)040<0347:GALIFC>2.0.CO;2
https://doi.org/10.1352/0047-6765(2002)040<0347:GALIFC>2.0.CO;2
mailto:10.1111/jcpp.13534
https://sites.google.com/site/suerubin696/home
https://sites.google.com/site/suerubin696/home

Heyworth et al.

Presuming Communication Competence

intellectual ability. Disabil. Soc. 16, 415-429. doi: 10.1080/09687590120
045969

Saloviita, T. (2018). Does linguistic analysis confirm the validity of facilitated
communication? Focus Autism Other Dev. Disabl. 33, 91-99. doi:
10.1177/1088357616646075

Schlosser, R. W, Balandin, S., Hemsley, B., Iacono, T., Probst, P, and von Tetzchner, S.
(2014). Facilitated communication and authorship: a systematic review. Augment.
Altern. Commun. 30, 359-368. doi: 10.3109/07434618.2014.971490

Segerstrom, S. C. (2012). The Oxford Handbook of Psychoneuroimmunology.
Oxford: Oxford University Press.

Sequenzia, A. (2021). “About Amy Sequenzia” Ollibean. Available at: https://
ollibean.com/author/amy-sequenzia/ (Accessed September 20, 2021).

Sheehan, C., and Matuozzi, R. (1996). Validation of facilitated communication.
Ment. Retard. 34, 94-107.

Shoener, R. E, Kinnealey, M., and Koenig, K. P. (2008). You can know me
now if you listen: sensory, motor and communication issues in a nonverbal
person with autism. Am. J. Occup. Ther. 62, 547-553. doi: 10.5014/ajot.62.5.547

Simmons, W. P, Boynton, J., and Landman, T. (2021). Facilitated communication,
neurodiversity, and human rights. Hum. Rights Q. 43, 138-167. doi: 10.1353/
hrq.2021.0005

Simpson, R. L., and Myles, B. S. (1995). Effectiveness of facilitated communication
with children and youth with autism. J. Spec. Educ. 28, 424-439. doi:
10.1177/002246699502800403

Stanovich, K. E., and West, R. E (2008). On the relative independence of
thinking biases and cognitive ability. J. Pers. Soc. Psychol. 94, 672-695. doi:
10.1037/0022-3514.94.4.672

Stanovich, K. E., West, R. E, and Toplak, M. (2013). Myside bias, rational thinking,
and intelligence. Curr. Dir. Psychol. Sci. 22, 259-264. doi: 10.1177/0963721413480174

Stock, B. (2011). Mixed messages: validity and ethics of facilitated communication.
Disabil. Stud. Q. 31, 10-25. doi: 10.18061/dsq.v31i4.1725

Teo, T. (2010). What is epistemological violence in the empirical social sciences?
Soc. Personal. Psychol. Compass 4, 295-303. doi: 10.1111/j.1751-9004.2010.00265.x

Torbert, W. (2021). New social science paradigms for the 21st century. Acad.
Lett. 112, 1-7. doi: 10.20935/AL112

Travers, J. C., Tincani, M. J., and Lang, R. (2014). Facilitated communication
denies people with disabilities their voice. Res. Pract. Persons Severe Disabl.
39, 195-202. doi: 10.1177/1540796914556778

Tuzzi, A. (2009). Grammar and lexicon in individuals with autism: quantitative
analysis of a large Italian corpus. Intellect. Dev. Disabil. 47, 373-385. doi:
10.1352/1934-9556-47.5.373

United Nations General Assembly (1948). Universal Declaration of Human Rights.
Paris: United Nations.

United Nations General Assembly (2008). Convention on the Rights of Persons
With Disabilities. New York: United Nations.

Vyse, S., Hemsley, B., Lang, R., Lilienfeld, S. O., Mostert, M. P,, Schlinger, H. D.,
et al. (2019). Whose words are these? Statements derived from facilitated
communication and rapid prompting method undermine the credibility of
Jaswal and Akhtar’s social motivation hypotheses. Behav. Brain Sci. 42, 48-49.
doi: 10.1017/S0140525X18002236

Weiss, M. J. S., Wagner, S., and Bauman, M. L. (1996). A case of validated
facilitated communication. Ment. Retard. 34, 220-230.

Wheeler, D. L., Jacobson, J. W, Paglieri, R. A., and Schwartz, A. (1993). An
experimental assessment of facilitated communication. Ment. Retard. 31, 49-59.

Williams, R. M. (2020). Falsified incompetence and other lies the positivists
told me. Can. J. Disabil. Stud. 9, 214-244. doi: 10.15353/cjds.v9i5.696

Willis, E. (2020). Medical Dominance, 2nd Edn. New York: Routledge.

Woodfield, C., and Ashby, C. (2016). “The right path of equality”: supporting
high school students with autism who type to communicate. Int. J. Incl.
Educ. 20, 435-454. doi: 10.1080/13603116.2015.1088581

Zanobini, M., and Scopesi, A. (2001). La comunicazione facilitata in un bambino
autistico [Facilitated communication in an autistic child]. Psicol. Clin. Svilupp.
5, 395-421. doi: 10.1449/635

Conflict of Interest: The authors declare that the research was conducted in
the absence of any commercial or financial relationships that could be construed
as a potential conflict of interest.

Publisher’s Note: All claims expressed in this article are solely those of the
authors and do not necessarily represent those of their affiliated organizations,
or those of the publisher, the editors and the reviewers. Any product that may
be evaluated in this article, or claim that may be made by its manufacturer, is
not guaranteed or endorsed by the publisher.

Copyright © 2022 Heyworth, Chan and Lawson. This is an open-access article
distributed under the terms of the Creative Commons Attribution License (CC BY).
The use, distribution or reproduction in other forums is permitted, provided the
original author(s) and the copyright owner(s) are credited and that the original
publication in this journal is cited, in accordance with accepted academic practice.
No use, distribution or reproduction is permitted which does not comply with
these terms.

Frontiers in Psychology | www.frontiersin.org

179

March 2022 | Volume 13 | Article 864991


https://www.frontiersin.org/journals/psychology
www.frontiersin.org
https://www.frontiersin.org/journals/psychology#articles
https://doi.org/10.1080/09687590120045969
https://doi.org/10.1080/09687590120045969
https://doi.org/10.1177/1088357616646075
https://doi.org/10.3109/07434618.2014.971490
https://ollibean.com/author/amy-sequenzia/
https://ollibean.com/author/amy-sequenzia/
https://doi.org/10.5014/ajot.62.5.547
https://doi.org/10.1353/hrq.2021.0005
https://doi.org/10.1353/hrq.2021.0005
https://doi.org/10.1177/002246699502800403
https://doi.org/10.1037/0022-3514.94.4.672
https://doi.org/10.1177/0963721413480174
https://doi.org/10.18061/dsq.v31i4.1725
https://doi.org/10.1111/j.1751-9004.2010.00265.x
https://doi.org/10.20935/AL112
https://doi.org/10.1177/1540796914556778
https://doi.org/10.1352/1934-9556-47.5.373
https://doi.org/10.1017/S0140525X18002236
https://doi.org/10.15353/cjds.v9i5.696
https://doi.org/10.1080/13603116.2015.1088581
https://doi.org/10.1449/635
http://creativecommons.org/licenses/by/4.0/



https://www.frontiersin.org/journals/psychology
https://www.frontiersin.org/journals/psychology
https://www.frontiersin.org
http://crossmark.crossref.org/dialog/?doi=10.3389/fpsyg.2022.741213﻿&domain=pdf&date_stamp=2022-08-23
https://www.frontiersin.org/articles/10.3389/fpsyg.2022.741213/full
https://www.frontiersin.org/articles/10.3389/fpsyg.2022.741213/full
https://www.frontiersin.org/articles/10.3389/fpsyg.2022.741213/full
https://www.frontiersin.org/articles/10.3389/fpsyg.2022.741213/full
https://www.frontiersin.org/journals/psychology#editorial-board
https://www.frontiersin.org/journals/psychology#editorial-board
https://doi.org/10.3389/fpsyg.2022.741213
mailto:amanda.roestorf@autistica.org.uk
https://doi.org/10.3389/fpsyg.2022.741213
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/

Roestorf et al.

better quality of life (QoL; Hornby-Turner et al., 2017). There
are various definitions of QoL and Subjective well-being
(SWB) but both concepts encompass domains of physical,
psychological, environmental, and social well-being. The
World Health Organization (2002), in their report on Active
Ageing suggests that 60years of age should be a marker of
“older” adulthood, but caution that:

‘chronological age is not a precise marker for the changes that
accompany ageing... [since] There are dramatic variations in
health status, participation and levels of independence among
older people of the same age”

Autism spectrum disorder (henceforth “autism™) is a lifelong
neurodevelopmental condition that is estimated to occur in at
least 1% of the general population (American Psychiatric
Association, 2013; Lord et al,, 2020). Autism is characterized by a
specific yet diverse profile of characteristics that include
differences in social communication and social interactions; a
strong need for routine and sameness that includes differences in
information processing and thinking, specific patterns of interests,
and sensory sensitivities (Lord et al., 2018). In turn, these
differences can affect everyday functioning and autonomy, social
relationships, mental health, and QoL (Shattuck et al.,, 2011;
Geurts and Vissers, 2012; Howlin et al., 2013; Fortuna et al., 2015;
Lever and Geurts, 2016). In addition, recent evidence suggests that
increased difficulties related to depression, sleep quality, and
general psychological well-being are also determinants of poor
QoL (Lawson et al., 2020).

There has been relatively little systematic research into the
impact of ageing among autistic adults, whether diagnosed in
childhood or later life (Mason et al., 2022; and see Magiati
et al., 2014; Steinhausen et al., 2016, for systematic reviews).
Information on the prevalence or persistence of mental health
difficulties in older autistic adults is particularly limited;
similarly, little is known about QoL changes in older age or the
degree to which autism-related difficulties and mental health
affect QoL (e.g., Howlin and Taylor, 2015; Roestorf and
Bowler, 2016; Wise et al., 2017; Mason et al., 2018). However,
there is evidence that autistic adults experience more physical
and mental health difficulties than age-matched non-autistic
peers (Croen et al., 2015; Hirvikoski et al., 2016; Zerbo et al.,
2019; but see Lever and Geurts, 2016), with approximately
70-80% of autistic individuals having co-occurring physical

1 The term autism is used in this manuscript to reflect the general profile
of autistic features related to Autism spectrum disorder. We acknowledge
that while there is still ongoing discussion in the autistic and scientific
communities about the preferred terminology when referring to diagnosed
individuals, the present paper has used ‘identity-first’ language (i.e., autistic
individual; autistic adult) as this was identified as the preferred terminology
for autistic people involved in our study (and see Kenny et al., 2016;
Bottema-Beutel et al., 2021).
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and/or mental health conditions (e.g., Bishop-Fitzpatrick and
Rubenstein, 2019; Hand et al., 2020). These difficulties are
exacerbated by the lack of access to appropriate services in
adulthood and across the lifespan (Parr, 2016; Wright et al.,
2016; Robison, 2019). Some recent research suggests a
generally poorer QoL in older autistic adults (e.g., Van Heijst
and Geurts, 2015; Bishop-Fitzpatrick et al., 2016; Roestorf and
Bowler, 2016; Mason et al., 2018; Yarar Zivrali et al., in press;
and see Ayres et al, 2017 for a meta-analysis) although
findings are inconsistent (see Chiang and Wineman, 2014 for
a review). Factors related to social support, long-term
relationships, engaging in meaningful employment, and
lifestyle autonomy have been linked to positive mental health
and improved QoL (e.g., Ratto and Mesibov, 2015; Van Heijst
and Geurts, 2015; Lever and Geurts, 2016; Mason et al., 2018;
Park et al., 2019). However, the cumulative effects of long-
term, co-occurring, physical or psychiatric conditions on
everyday functioning and QoL are largely unknown (Howlin
and Moss, 2012; Howlin et al., 2013; Kats et al., 2013).
Similarly, little is known about the availability or effectiveness
of health, care and social support services to accommodate the
individual differences of older autistic adults who may need
continued support related to autistic traits, mental/physical
health difficulties, or daily living skills (Mason et al., 2019;
Charlton et al., 2021, 2022; Lord et al,, 2021; Oakley et al,,
2021). Thus, more longitudinal research is needed to evaluate
the effects of long-term co-occurring conditions and their
relation to QoL in older age (Michael, 2016; Oakley et al.,
2021). Stress and anxiety-related difficulties have substantial
implications for the social functioning, cognitive abilities, and
adaptive behaviours of autistic individuals (Maisel et al., 2016;
Wallace et al., 2016; South et al., 2017), and are further
compounded by intolerance of uncertainty, and aversiveness
to emotional experiences whilst simultaneously experiencing
difficulties identifying and interpreting emotions (e.g., Maisel
etal., 2016). Because of the complex associations between the
clinical features of anxiety and autism, it remains important
for clinicians to dissociate core autistic symptoms from mental
health conditions and physical health, when considering the
primary care and service needs of autistic people across the
lifespan (Roestorf et al., 2019; Oakley et al., 2021). A critical
evaluation is needed of individualised long-term support
needs, alongside physical and mental health as an autistic
person grows older (e.g., Charlton et al., 2022).

The present study focuses primarily on depression and
anxiety symptoms since these are the most common mental
health conditions in autism (e.g., Maisel et al., 2016; Hollocks
etal., 2019). The negative effects of depression are far-reaching in
terms of cognitive, social and psychological functioning, reduced
QoL, increased disability, and premature mortality (McClintock
et al., 2010; Khanna et al., 2014; Mason et al., 2019; Lawson et al.,
2020), and these effects may be exacerbated in individuals with
co-occurring intellectual disability and/or neurodevelopmental
conditions including autism (e.g., Coppus, 2013; Ratto and
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and separate domain index scores (T-scores; range 30 to >90,
mean 50, SD 10) for Social Communication, Social Motivation,
Restricted Interests and Repetitive Behaviours (RRBs), Social
Awareness, and Social Cognitive functioning. Studies with
autistic adults have reported sensitivity and specificity of 0.85
and 0.83, respectively (Bolte, 2012). The SRS-2 was
administered at T1 and T2 explore possible age-related
changes over time.

Physical and mental health

Passport to individual autism support

The PIAS was designed by the National Autistic Society to
assist autistic individuals who have difficulties advocating for
themselves when accessing health and social care services. The
resulting information (see Appendix 3 in Supplementary material;
Figure 1) provides a summary of co-occurring conditions and
other self-reported difficulties associated with autism, such as
sensory sensitivities, limited motor function, and difficulties
related to cognitive processing and social interactions (National
Autistic Society, 2012).

Patient health questionnaire—9-item

The PHQ is a standardised assessment based on DSM-IV
(American Psychiatric Association, 1994) diagnostic classifications
for psychiatric conditions. The PHQ is a self-rated questionnaire
comprising core items designed to screen for depression and other
conditions, including anxiety and panic syndrome, somatoform
symptoms (e.g., pain and digestive problems), risk of eating
disorders and alcohol abuse. A single item reflects everyday
functional difficulties: “How difficult have these problems made it
for you to do your work, take care of things at home, or get along
with other people?” Scores determine clinical diagnostic thresholds
for anxiety- and depression-related conditions, indicated by a
minimum number of symptoms, yielding accuracy of 0.85,
sensitivity of 0.75, and specificity of 0.90 (Spitzer et al., 1999).
Participants completed the PHQ at T1 and T2, based on symptoms
experienced during the previous 4-week (major depression, panic/
other anxiety syndromes); 2 weeks (other depressive syndrome);
3months (eating disorders); or 6months (alcohol abuse).
Additionally, a single item question evaluated the degree of
everyday difficulty experienced from any reported symptoms.
Reliability in the present sample was excellent, with Cronbach’s a
0.93 (Spitzer et al., 1999).

Beck anxiety inventory—second edition

The BAI-II is a 21-item self-rated standardised measure that
captures the physical symptoms associated with anxiety that
cannot be explained by biological reasons (e.g., hypoglycaemia;
peripheral neuropathy, or other non-anxiety factors). Item scores,
rated on a scale from 0 (“not at all”) to 3 (“severely”), provide a
Total anxiety score (0-63) and clinical cut-offs indicating the
severity of anxiety symptoms, yielding 0.92 reliability, and 0.75
test-retest reliability (Beck and Steer, 1993). The BAI-II was
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administered at T1 and T2. In the present sample, reliability was
good, with Cronbach’s & 0.88 (Beck and Steer, 1993).

Beck depression inventory—second edition

The BDI-II is a 21-item self-rated standardised measure, based
on DSM-IV-TR (American Psychiatric Association, 1994)
diagnostic criteria, that is widely used to screen for depression and
related physical and psychological symptoms, e.g., suicidal
ideation, rumination, sleep disturbances, weight loss, and change
in appetite in adolescents and adults. Item scores, rated on a scale
from 0 (“not at all”) to 3 (“severely”) provide a Total depression
score (0-63), and clinical cut-offs indicating the severity of
depression symptoms, yielding 0.86 reliability and 0.90 test-retest
reliability (Beck et al., 1996). The BDI-II was administered at T1
and T2. In the present sample reliability was excellent, with
Cronbach’s @ 0.94 (Beck et al., 1996).

Quiality of life and subjective well-being

At the time this study began, very few investigations had evaluated
QoL in autism and even fewer had explored QoL in older autistic
adults (e.g., Geurts and Vissers, 2012). Accordingly, two QoL measures
were used (see below); these are designed to capture similar domains
but use different methods of calculating outcome scores. Thus, a
conversion formula (see International Well-being Group, 2013) was
applied to the World Health Organisation Quality of Life-Short Form
(WHOQOL-BREEF) scores for Overall-QoL, Health-QoL, and degree
of Support received, for comparable reporting in relation to the PWI-A
scores. Both the WHOQOL-BREF and the PWI-A were administered
at T1and T2 to evaluate any (positive or negative) change in quality of
life and well-being.

World health organisation quality of life—short form

The WHOQOL-BREF assesses the effects of physical and
cognitive difficulties on everyday living and QoL. Items are self-rated
on a Likert-type scale from 1 (“worst”) to 5 (“best”). The measure
provides a Total score and four domains outcome scores (all 0-100;
mean 50), namely: Physical-QoL (e.g., activities of daily living, sleep,
pain, and illness), Psychological-QoL (e.g., negative/positive feelings
and memory/concentration), Social-QoL (e.g., relationships and
social support), and Environmental-QoL (e.g., financial status, living
arrangements, and access to and quality of social care). Three
additional questions provide measures of Overall-QoL, Health-QoL,
and degree of Support received from others. One of the benefits of
the WHOQOL-BREF is that it asks about the individual’s satisfaction
with life-domains rather than being based on normative assumptions
about what constitutes a “good” quality of life (e.g., having a range of
friends). In the present sample, reliability was good, with Cronbach’s
a 0.85 (Skevington et al., 2004).

Personal well-being index, adult

The PWT1 is a self-rated standardised measure of quality of life that
focuses on subjective well-being (SWB) and global life satisfaction
(GLS). It has good index reliability (Cronbach alpha 0.70-0.85;
International Well-being Group, 2013), and 0.84 test-retest reliability
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FIGURE 1

Self-reports of di  culties experienced by autistic adults, reported on the Passport to Individual Autism Support (PIAS, National Autistic Society, 2012).

(Cummins and Law, 2005; Lau and Cummins, 2005). Seven core
items evaluate “health,” “standard of living,” “relationships,” “safety;’
“achievement,” “future prospects,” and “community;” with scores
averaged to provide a measure of SWB. Two optional questions
evaluate GLS (item-1: “Thinking about your own life and personal
circumstances, how satisfled are you with your life as a whole?”) and
Religion (item-8: “How satisfied are you with your spirituality or
religion?”). Each item is rated from 0 to 10 (0="no satisfaction at all,”
10="completely satisfied”). Because almost half the participants
(42%, n=29) did not answer the optional item about religion, data for
this item were excluded from the overall analysis. In the present
sample, reliability was good, with Cronbach’s & 0.88 (International
Well-being Group, 2013).

Statistical analysis
T1 and T2 cross-sectional comparisons were carried out with

t-tests between younger and older groups. Statistical significance
(alpha, p<0.05) and effect sizes (d) are reported for between-group
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contrasts. A secondary analysis was carried out using Bonferroni
corrections for multiple comparisons (p<0.001). At the time of this
study, there was no precedence for evaluating analysis of change in
autistic adults. The general ageing literature was consulted to inform
the analytic approaches to the data reported here. In our study,
analysis of change (Table 3) was calculated using individual change
scores for each participant, followed by a SD method of variance
between T1 and T2 scores for each participant to establish a reliable
change index (RCI; see Jacobson and Truax, 1991; Frerichs and
Tuokko, 2005), using the formula: X2-X1/SD, where X2 represents
the individual score at T2 (averaged for each Age Group) and X1
represents the individual score at T1 (averaged for each Age Group),
and SD is the T1 standard deviation of the mean for each Age Group.
The RCI scores +1 indicate change; scores >+1SD indicate improved
change, whereas scores <—1 SD indicate deterioration (Frerichs and
Tuokko, 2005, p. 324). A detailed description of the method is
provided in Supplementary material (Appendix 4). Additionally, to
check the above calculation outcomes, paired t-tests were run to
confirm any group differences between T1 and T2 scores (see
Table 3).
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At T1 and T2, multivariate linear regression analyses were
carried out to determine Overall-QoL and Health-QoL as
outcome variables, using a stepwise regression method for autistic
traits and mental and physical health conditions as independent
variables. Stepwise backward regression analysis was used to
assess which factors were predictors of Health and Overall QoL
outcomes. This method was used since the data were exploratory
and no prior theoretical basis for selecting particular variables as
predictors over other variables. Furthermore, the stepwise
backward method controls for suppression effects in analysing
the relative contribution of each variable to the regression model.
The following variables were significant predictors and were
subsequently included in a second regression using the Enter
method: age, processing speed, self-report autistic traits, self-
report RRBs, anxiety, depression, Somatic complaints, and
difficulties in daily living. At the time this study was conducted,
this statistical approach was a recommended method (e.g.,
Howell, 2002) for the exploratory investigation in this study.
Alternative approaches have subsequently been suggested (e.g.,
Smith, 2018), but these statistical guidelines were not available at
the time the present study was conducted.

TABLE 3 Change scores between T1 and T2.

10.3389/fpsyg.2022.741213

Missing data analysis

In the typical ageing literature, longitudinal studies of this
nature report participant attrition between 10 and 32% depending
on the age and gender of participants (Young et al., 2006), the
duration of the study and intervals between follow-up
assessments (Saiepour et al,, 2019). In the present study, every
effort was made to collect completed data sets for all participants.
However, where background information or test data were not
available (e.g., ADOS), these are reported as missing data [Little’s
MCAR test: ¥* (632)=555.06, p=0.99; see Appendix 2 in
Supplementary material].

Study 1: T1 cross-sectional
Results of T1 study
Sample characteristics

Table 1 describes the sample characteristics at T1. Given the
study design, younger (n=37) and older (n=31) groups differed

Follow-up sample (n=49) Statistics

Measure T1 T2 Cl 950 cr Cohorts d

Mean (SD) Mean (SD) 95% R 1(47) p ohens
Autistic traits®
SRS-Total 70.01 (11.58) 70.08 (11.81) 66.51-73.96 —0.04 1.50 0.14 —0.01
SRS-SCI 69.53 (11.56) 70.85 (12.90) 65.74-75.96 —-1.33 0.00 1.00 —0.11
SRS-RRB 68.70 (11.59) 72.52(12.85) 65.13-77.60 0.13 2.22 0.03 —0.31
Mental health®
Anxiety 13.40 (8.92) 13.83 (10.42) 9.94-17.73 —0.34 0.26 0.80 —0.04
Depression 16.39 (13.35) 16.00 (11.66) 11.72-20.45 —0.34 0.18 0.85 0.03
Quality of life®
PWI outcome
variables
Support 45.00 (27.39) 48.28 (26.67) 34.77-58.42 0.04 —0.21 0.83 —0.12
SWB 38.43 (12.53) 38.90 (13.41) 33.79-44.00 —-1.02 -1.07 0.29 —0.04
GLS 51.82 (21.70) 54.14 (19.91) 45.22-61.71 —0.49 —0.57 0.57 —0.11
WHOQOL-BREF outcome
Overall 59.15 (20.73) 60.00 (20.34) 52-40-67.60 —0.62 -1.07 0.29 —0.04
Health 51.22 (27.92) 52.50 (24.87) 42.41-61.79 —0.38 —0.57 0.57 —0.05
Physical 60.63 (18.17) 58.33 (16.63) 52.12-66.37 —0.83 1.47 0.15 0.13
Psychological 54.49 (18.83) 52.17 (16.62) 41.94-58.37 -0.73 0.17 0.84 0.13
Social 47.98 (19.13) 44.40 (19.45) 37.14-54.01 —0.68 —0.20 0.84 0.19
Environmental 65.51 (15.66) 63.83 (16.04) 57.84-70.45 -1.00 0.31 0.76 0.11

"RCI is the Reliable Change Index score calculated as the difference between T1 and T2 scores.

*Autistic traits (SRS-2): Total and index (T-scores) for Social Communication (SCI) and Restricted Interests and Repetitive Behaviours (RRBs) are reported (range 30 to >90), where

higher scores indicate greater related difficulties.

®Mental health total scores reported for Anxiety (BAI-II, range 0-63), and Depression (BDI-II, range 0-63), where higher scores indicates greater related difficulties.
“Quality of life scores (PWI and WHOQOL-BREEF, range 0-100) are reported for Subjective well-being (SWB), Global life satisfaction (GLS), Support received from others, and quality of
life (QoL) domains related to Overall-QoL, Health-QoL, Physical-QoL, Psychological-QoL, Social-QoL, and Environmental-QoL, where higher scores indicate better quality of life or

support.

Cohen’s d effect sizes indicate small (d=0.20-0.49) effect of change scores. See Supplementary material for detailed description of change analysis (Appendix 4).
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significantly on chronological age. Groups did not differ on years
of formal education, despite five older adults holding fewer. There
were also no group differences in gender [ 7*(1)=0.005, p=0.94],
or any IQ scale scores (see Table 1).

Table 4 summarises autistic profile scores for younger and
older adults. There were no age group differences in ADOS-2
or SRS-2 scores (Table 4). As previously mentioned, all
participants had existing clinical diagnoses of an autism
spectrum condition. Although 12 participants (younger, n="7;
older, n=5) did not meet the cut-off for ADOS-2 Total scores
for ‘Autism Spectrum’ (>7), they did meet or exceeded the
cut-off for both index scores (Communication >2; Social
Interaction >4). These findings are consistent with variable
sensitivity and specificity of the ADOS for adults who also
have co-occurring mental health conditions (Maddox
et al., 2017).

Physical and mental health

Figure 2 summarises the PIAS self-reported data related to
everyday difficulties with social skills, mental and physical
health indicated high rate of co-occurring conditions in
younger and older adults. Overall, participants reported high
rates of symptoms related to anxiety (n=50 [74%]) and
depression (n=47 [69%]), and related difficulties in
identifying and describing emotions (alexithymia, n=28
[41%]; for further information see Appendix 3 in
Supplementary material; Figure 1). Sleep disturbances (e.g.,
difficulty falling asleep; frequent waking) were common in
more than half to two-thirds of adults (7 =48 [71%]) as were
sensory hypersensitivities (1 =58 [85%]). Conditions related
to sensory sensitivities (e.g., visual, auditory, touch, taste/
texture, and olfactory, n=27 [40%]) were reported more by
younger than older adults, whilst only five adults (younger,
n=1; older, n=4) reported hyposensitivity or sensory-seeking.
Social difficulties and stresses were related to social

TABLE 4 T1 comparisons of autistic traits in younger and older adults.

10.3389/fpsyg.2022.741213

conversation (n=26 [39%]), social anxiety (n =28 [42%]), and
loneliness or social isolation (1=26 [39%]). Additionally,
somatic conditions that presented greatest difficulties were
related to neurophysiological symptoms (heart racing, n=10
[14%]; shortness of breath, n =14 [21%]); digestive problems
(bowel, n=14 [21%]; indigestion, n=28 [41%]); and pain
(stomach, n=19 [28%]; back, n=10 [14%]; and joints or
limbs, n=28 [41%]).

Figure 3 summarises the percentage of adults who met the
threshold for at least one co-occurring condition (measured by
PHQ) and experienced everyday difficulties related to those
conditions. Overall, at T1 59% of the younger (n=22) and 30% of
older adults (n=9) met the criteria for at least one other condition.
The number of co-occurring mental health conditions ranged
from 0 to 4, with almost half (46%) of all autistic adults having
multiple co-occurring conditions. Although there were no
significant differences between younger and older adults on any
mental health measures (Table 5), 37% of younger (n=14) and
22% of older adults (n=7) met the criteria for three or more
co-occurring mental health conditions. Both groups reported
being on multiple pharmacological treatments for those
conditions, which aligns with the self-report background data
collected (using the PIAS; see Appendix 3 in Supplementary
material).

The most common conditions reported by younger adults
were Anxiety (27%; of which 16.2% other Anxiety syndromes;
10.8% Panic syndrome), Major Depressive syndrome (21.6%),
Eating disorders (21.6%; of which 18.9% Binge Eating; 2.7%
Bulimia Nervosa), Somatic disorders (16.2%, e.g., bodily
pain), and Alcohol abuse (8.1%). For older adults, the most
common conditions were Depression (15.6%; of which 12.5%
Major Depressive syndrome; 3.1% other Depression
syndrome), Binge Eating disorder (12.5%), Anxiety (9.4%; of
which 6.3% other Anxiety syndromes; 3.1% Panic syndrome);
Alcohol abuse (6.3%), and Somatic disorders (3.1%).

Age Group Statistics
Measure Younger (n=25) Older (n=25) £(48) Cohen’s d
Mean (SD) Mean (SD) p
Autistic traits
ADOS-2 Total* 8.44 (2.83) 9.76 (3.83) -1.39 0.17 —0.39
ADOS-2 Comm.? 2.88(1.48) 3.48 (1.33) —-1.51 0.14 —0.43
ADOS-2 Social Int.* 5.56 (2.16) 6.28 (2.77) —-1.01 0.32 —0.29
ADOS-2 RRB* 1.41 (1.30) 0.95 (0.95) 1.33 0.19 —0.17
Younger (n=33) Older (n=27) t(58) P Cohen’s d
Mean (SD) Mean (SD)
SRS-2 Total® 72.61 (9.60) 69.00 (12.79) 1.25 0.22 0.32
SRS-2 SCI? 71.36 (9.68) 69.41 (12.48) 0.68 0.50 0.17
SRS-2 RRB® 71.39 (10.27) 68.96 (12.48) 0.83 0.41 0.21

*ADOS-2 indices (threshold scores): Total (>7); Comm, Communication (>2); Social Int, Social Interaction (>4); and RRB, Restricted interests and repetitive behaviours (>1).
"SRS-2 T-index scores (threshold > 57): Total; SCI, Social Communication Index. RRB, Restricted Interests and Repetitive Behaviours.
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FIGURE 2
(A) Self-reported mental health conditions. Error bars indicate 1 SE. (B) Self-reported sensory and sleep conditions. Error bars indicate 1 SE.
(C) Self-reported social di culties. Error bars indicate 1 SE.
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FIGURE 3
Co-existing conditions and everyday di culties (measured by PHQ). Error bars indicate 1 SE.

Moreover, both groups reported difficulties in everyday
functioning (e.g., doing housework, employment, and social
relationships), as “somewhat” to “very difficult,” related to
these conditions.

Table 5 summarises the statistical analyses for T1 comparisons
between younger and older adults, on the standardised assessments
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of mental health and quality of life. Although the standardised
measures captured a lower rate of mental health concerns than those
self-reported in background descriptive information (using the
PIAS), these were nevertheless still predominant for the majority of
adults, indicating at least “moderate anxiety” symptoms (as measured
by BAI-II), and “mild mood disorder” to “borderline clinical
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TABLE 5 T1 comparisons of mental health and QoL in younger and older adults.

Age group Statistics

Measure Younger (n=29) Older (n=25) t(52) P Cohen’s d

Mean (SD) Mean (SD)
Mental health
Anxiety* 16.28 (9.12) 12.24 (8.93) 1.63 0.11 0.45
Depressionb 19.11 (12.54) 14.08 (13.76) 1.41 0.17 0.38
Somatoform disorder® 0.22 (0.42) 0.04 (0.21) 1.84 0.07 0.54
Major depressive syndrome* 0.30 (0.47) 0.17 (0.39) 1.00 0.32 0.45
Other depressive syndromes® 0.00 (0.00) 0.04 (0.21) -1.09 0.28 —0.30
Panic syndrome® 0.15 (0.36) 0.04 (0.21) 1.22 0.23 0.35
Other anxiety syndrome* 0.22 (0.42) 0.09 (0.29) 1.30 0.20 0.37
Bulimia nervosa® 0.04 (0.19) 0.00 (0.00) 0.92 0.36 0.27
Binge Eating disorder* 0.26 (0.45) 0.17 (0.39) 0.72 0.48 0.20
Alcohol abuse® 0.11 (0.32) 0.09 (0.29) 0.28 0.78 0.08
Extent of daily difficulties® 1.44 (0.83) 1.01 (0.83) 2.33 0.024 0.67
Quality of life
PWTI outcome variables
Subjective Well—beingd 35.10 (12.36) 42.08 (11.72) —-2.11 0.04 —0.58
Global life satisfaction? 50.67 (20.50) 57.08 (24.93) —1.04 0.30 —0.28
WHOQOL-BREF outcome variables
Overall-QoL® 52.38 (17.51) 65.22 (22.28) —=2.11 0.04 —0.64
Health-QoL*® 46.43 (25.35) 57.61 (29.61) 1.34 0.19 —0.41
Support* 46.43 (23.73) 43.75 (30.96) 0.26 0.80 0.10
Physical-QoL¢ 57.35 (18.93) 62.30 (17.56) -1.19 0.24 —0.34
Psychological-QoL¢ 47.85 (17.67) 60.25 (18.27) —2.40 0.02 —0.68
Social-QoL¢ 47.46 (19.49) 53.33 (17.01) -1.71 0.09 -0.32
Environmental-QoL¢ 62.15 (17.97) 69.08 (14.44) —1.50 0.14 —0.43

*Anxiety (BAI-II) calculated for Total score (range 0-63); clinical cut-off scores: 0-7, “Minimal’; 8-15, “Mild”; 16-25, “Moderate”; and 26-63, “Severe””

®Depression (BDI-II) calculated for Total score (range 0-63); clinical cut-off scores: 1-10, “normal ups-and-downs”; 11-16, “Mild mood disturbance”; 17-20, “Borderline clinical
depression”; 21-30, “Moderate depression”; 31-40, “Severe depression’; and >40, “Extreme depression.”

“Clinically significant mental health conditions (PHQ). Daily difficulties: 0="“not difficult at all”; 1 = “somewhat difficult”; 2 =“very difficult”; 3 = “extremely difficult”

dSubjective well-being and Global life satisfaction (PWT). Scores range from 0 to 100 (mean =50, SD =15).

¢Quality of Life domains and Support received from others (WHOQOL-BREF). Scores range from 0-100 (mean =50, SD=15).

Bold values are significant at p <0.05.

depression” symptoms (as measured by BDI-II), which were also
observed on the PHQ (reported in Table 5).

Quality of life and subjective well-being

As set out in Table 5, scores across SWB and QoL domains were,
overall, poor for both younger and older adults, indicated by below-
average scores (<50; scale 0-100) on the PWI and WHOQOL-BREF
scales, respectively (see Roestorf and Bowler, 2016; Roestorf, 2018 for
reports of significant lower QoL for autistic adults compared to
non-autistic groups). Moreover, both groups reported low degree of
Support received for their everyday needs. The most common
indicators of low SWB were related to lack of Personal Relationships
and feeling isolated from the Community; lack of Achievement; and
concerns about Health and Future. Scores for these factors were also
below normative population mean scores of 70-80 points (see
Cummins et al, 2003; International Well-being Group, 2013).
Standard of Living and feeling safe (Safety) were amongst the highest
SWB indicators.
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Predictors of quality of life at T1

Table 6 sets out the main predictors of QoL domains across all
participants. Age was not consistently related to QoL [all
1(44) <0.17, all p>0.25] as low QoL scores, across domains, were
observed across the lifespan. The only exceptions to this were
Overall QoL and Social QoL domains, for which older adults
reported greater satisfaction. Overall, depression and anxiety
symptoms (as measured by BDI-II and PHQ, and the BAI-II,
respectively) were the strongest consistent predictors of Global
Life Satisfaction and Subjective Well-being, and most QoL
domains including Overall-QoL, Health-QoL, Physical-QoL,
Psychological-QoL, and Environmental-QoL. However, these
symptoms did not predict Social-QoL scores [R*=0.07;
F(2,46)=1.83, p>0.05].

Difficulties related to autistic traits (as measured by SRS-2 Total
scores), predicted Subjective Well-Being, and to a much lesser extent
Overall QoL, Global Life Satisfaction, Psychological-QoL, and
Environmental-QoL.
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By contrast, factors related to age, gender, and autistic traits (as
measured by ADOS-2 and SRS-2 Communication and RRB scores)
did not predict any QoL or SWB outcomes [all F(8,30)<1.60, all
p>0.05].

Discussion of T1 results

At T1, there were no age group differences in autistic traits
(Table 4) or mental health (Table 5). Although older adults reported
slightly better Social-QoL and Overall-QoL, in general QoL was low
in both groups. Poor QoL was strongly linked to depression
symptoms, anxiety, and autistic features, and was associated with
difficulties in everyday functioning (e.g., autonomy, self-care, doing
housework, holding employment, and maintaining social
relationships; and cf. Park et al,, 2019). The high rates of co-occurring
physical and mental health conditions identified in the present study
concur with many recent reports of everyday difficulties and poorer
QoL in younger and older autistic adults (e.g., Khanna et al., 2014;
Bishop-Fitzpatrick et al., 2016; Mason et al., 2018; Lawson et al.,
2020). The findings replicate observations of recent studies that
outline comparisons between older autistic and non-autistic adults
(see Yarar Zivrali et al. (in press); and see Van Heijst and Geurts, 2015;
Ayres et al.,, 2017 for reviews).

Study 2: T2 longitudinal follow-up
Results of T2 study

Sample characteristics

Table 2 summarises the characteristics T2 participants (25
younger and 24 older adults). The mean interval between T1 and
T2 assessments was 2.4 years (range 1.2-3.8 years) and was not
significantly different between age groups [#(25) < 1.00, p>0.05].

TABLE 6 T1 predictors of quality of life.

10.3389/fpsyg.2022.741213

Comparisons of the profiles of participants who continued to the
T2 follow-up with those who did not, revealed significantly greater
T1 depression symptoms in the non-continuing group
[#(36)=2.33, p=0.03, d=0.78], but no other differences in
T1-derived cognitive or health profiles.

Autistic traits profiles (as measured by the SRS-2; Constantino
and Gruber, 2012) were re-assessed in younger and older participants.
As at T1, there were no age-related group differences at T2.

Mental health

As indicated in Table 2, there were no significant Age Group
differences in anxiety or depression symptoms (measured by the
BAI-II and BDI-II, respectively). Nor were there any differences
in PHQ-measured symptoms of somatic complaints (e.g., bodily
pain), or eating disorders, or alcohol abuse. Once again, daily
difficulties related to co-occurring conditions were rated by both
groups as “somewhat” to “very difficult”

Quality of life and subjective well-being

Table 2 summarises the T2 QoL scores. As at T1, QoL at T2
was low across domains. The T2 data followed a similar pattern to
T1 observations, with older adults once again reporting greater
Overall-QoL,
Social-QoL. However, in contrast to T1 data, older adults also

satisfaction in Subjective Well-being, and

reported greater Psychological-QoL than younger adults.

Analysis of change over time

Table 3 indicates the change in T1-T2 scores that were
assessed by comparing individual scores for autistic traits,
mental health (anxiety, depression), and QoL, following the
procedure set out earlier (see section “Statistical analysis”).
There were no significant differences between T1 and T2
scores on any mental health or QoL domain scores [all
1(26) < 1.96, all p > 0.05]. Regarding autistic traits, only RRBs
showed significant change presented as increased at T2

Measure B SE Beta t(52) 4
PWI outcome variables
Subjective well-being
Depression —0.53 0.11 —0.60 —4.70 0.003
Anxiety —11.05 4.69 —0.30 —2.36 0.025
Social Responsiveness Scale — Total —0.54 0.12 —-0.53 —4.33 <0.001
Global Life Satisfaction
Depression —1.22 0.17 -7.21 -7.27 <0.001
Social Responsiveness Scale — Total —-0.56 0.26 —-0.30 -2.19 0.033
WHOQOL-BREF outcome variables
Overall-QoL
Depression —0.65 —26 —0.44 —2.55 0.017
Social Responsiveness — Total —0.56 0.25 —-0.33 —2.22 0.032
Health-QoL

Depression —0.75 0.34 —0.36 —2.22 0.03

Bold values are significant at p <0.05.
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[t(26)=2.22, p<0.04]. However, the analysis was not
significant after applying Bonferroni corrections (p <0.001)
for multiple analysis (p=0.16, 1,>=0.13).

Predictors of quality of life at T2

Table 7 summarises the main predictors of T2 QoL for all
autistic adults. Once again, Age did not predict any QoL
outcomes, across domains [all 7(29)<0.17, all p>0.18],
which followed the pattern observed at T1. However, Age at
T2 was significantly correlated with Subjective well-being
[r(29)=0.40, p=0.015] and Global Life Satisfaction [all
r(29)=0.34, p=0.036], which was explained by higher
satisfaction in these domains reported by older autistic adults
(see Table 2).

Autistic traits were significantly negatively correlated with all
QoL domains, except for Health-QoL, (all 7(29)>0.32, all
p<0.05). Given the marginal increase in autistic traits observed at
T2, these were also explored in relation to QoL outcomes. RRBs,
but not social communication or total scores (measured by
SRS-2), were a significant predictor of Subjective Well-being
(R*=0.14, F(1,27)=4.43, p<0.05), Physical-QoL (R*=0.2,
F(1,27)=4.35, p=0.05), and Environmental-QoL (R*=0.14,
F(1,28)=4.62, p<0.05).

Difficulties related to anxiety, depression, and eating
disorders were consistent predictors of Health-QoL [R*=0.60,
F(3,22)=11.16, p<0.001], Physical-QoL  [R®=0.65,
F(3,22)=13.34, p<0.001; Table 7]. Whilst depression alone
predicted Overall-QoL [R*=0.51, F(2,23) =12.16, p<0.001],
and anxiety and difficulty in everyday living predicted
Psychological-QoL [R*=0.50, F(2,23)=11.42, p<0.001].
Social-QoL, however was predicted by multiple factors
including anxiety, depression, and autistic traits difficulties
related to social communication, and difficulty with everyday
living [R*=0.71, F(6,19)=7.80, p=0.005]. The significant
predictors of respective QoL outcomes are presented in
Table 7.

Discussion of T2 results

There were no overall changes in autistic traits over time
(as measured by SRS-2). In relation to quality of life outcomes,
although older autistic adults reported significantly elevated
satisfaction, compared to younger adults, in domains of
Subjective Well-being, Overall-QoL, Psychological-QoL, and
Social-QoL, statistical comparisons between T1 and T2
outcomes showed no general improvement in QoL, over time.
Similarly, there were no changes in mental health, again
reflecting continuing difficulties in this group, and poor QoL
across domains (cf. also Mason et al., 2018; Lai et al., 2019).
Furthermore, co-occurring depression symptoms at T2 were
a consistent significant predictor of all QoL outcomes.
Overall, these findings mirror the pattern of associations
observed at T1 (Table 6).
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General discussion

In the present study, we set out to describe the patterns of
autism traits and well-being in the context of ageing, by exploring
age-related differences between younger and older autistic adults.
We also explored changes that occurred over a short follow-up
(approximately 2 years) period. This paper describes our findings
related to general ability, autistic traits, mental and physical health,
and several quality of life domains. The present findings concur
with emerging literature that highlights how increased difficulties
related to autistic traits and mental health (e.g., anxiety, depression;
Lawson et al., 2020; Oakley et al., 2021; Mason et al., 2022) are
strong predictors of poor quality of life in autistic adults. The
results highlight specific areas of concern for autistic adults, as well
as domains that may contribute toward a more positive QoL in
older age.

Overall, existing data from cross-sectional and longitudinal
studies suggest that the core features of autism remain relatively
stable over time (e.g., Magiati et al., 2014; Gotham et al., 2015;
Lever and Geurts, 2016; Steinhausen et al., 2016), including up to
middle age (Howlin et al., 2013). However, low well-being and
poor QoL outcomes are frequently reported for autistic people,
particularly in adulthood (e.g., Ayres et al., 2017; Mason et al.,
2018; Lai et al., 2019; Lawson et al., 2020). Poor mental health is
also known to have adverse effects on cognitive abilities, social
isolation, and QoL (e.g., McClintock et al., 2010; and see Lai et al.,
2019; Mason et al., 2019), whereas increased facilitation of social
integration is linked to higher QoL and fewer anxiety and
depression symptoms (Lever and Geurts, 2016; McConachie
etal, 2018; Mason et al., 2018) but this is not well understood in
older autistic adults (Mason et al., 2019). Therefore, accounting
for individual differences is an important consideration for future
autism ageing studies.

The pattern of findings in the present study broadly
reflects the findings in previous studies. In our study, no
age-related changes were observed for most outcome
measures. Regarding autistic traits, social communication
difficulties remained generally stable, although there was
some increase in restricted interests and repetitive behaviours
(RRBs) from T1 to T2.

Restricted Interests and Repetitive Behaviours were also a
significant predictor of QoL outcomes related to Subjective Well-
being, Global Life Satisfaction, and Environmental-QoL. The
underlying causes of these associations are unknown but it may
be that continuing difficulties associated with RRBs could
adversely impact environmental autonomy, related to the home
environment, access to and quality of health and social care, and
participation in community activities or opportunities for leisure
and recreation (e.g., al., 2021; and see
Park et al., 2019).

Similarly, age-neutral outcomes were observed across
mental health and QoL domains, over time. Thus, whilst there

Oakley et

were no further significant declines, overall, in these domains,
nor were there any improvements. At T1, around two-thirds
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TABLE 7 T2 Predictors of quality of life.

10.3389/fpsyg.2022.741213

Measure B SE Beta 1(47) P
PWT outcome variables

Subjective Well-being

Depression —-0.38 0.18 —-0.38 —2.12 0.044
Anxiety —0.44 0.20 —-0.39 —2.22 0.036
Autistic traits RRBs -0.97 0.31 —-0.88 —-3.18 0.005
Difficulty in daily living —6.55 2.90 —0.44 —2.26 0.035
Global life satisfaction

Depression —0.58 0.24 -0.39 —2.40 0.027
Autistic traits RRBs 2.00 0.98 1.14 2.05 0.05
WHOQOL-BREF outcome variables

Overall-QoL

Depression —0.04 0.01 —0.53 —-3.22 0.004
Health-QoL

Anxiety —0.04 0.02 -0.39 —2.55 0.018
Depression —0.04 0.01 -0.49 —-3.24 0.004
Eating disorder 1.58 0.71 0.31 2.24 0.036
Physical-QoL

Anxiety —0.85 0.25 —0.50 —3.43 0.002
Depression —-0.59 0.22 —0.40 —2.74 0.012
Autistic traits RRBs 0.63 0.30 0.46 2.09 0.05
Eating disorder 3431 11.44 0.39 3.00 0.007
Psychological-QoL

Anxiety —0.59 0.25 —0.36 —2.36 0.027
Depression —0.73 0.24 —0.51 —-3.08 0.005
Difficulty in daily living —12.43 3.69 —0.52 -3.37 0.003
Social-QoL

Anxiety —0.84 0.34 —0.46 —2.47 0.023
Autistic traits Social —14.68 4.52 -0.55 -3.25 0.004
Communication

Difficulty in daily living 4.81 2.00 2.84 2.41 0.026
Environmental-QoL

Anxiety —0.57 0.23 —0.43 —2.53 0.021
Depression —11.80 5.03 —0.32 —-2.35 0.030
Autistic traits RRBs —0.49 0.23 —0.38 —=2.15 0.040
Eating disorder —20.01 5.60 —0.49 —3.58 0.002

Bold values are significant at p <0.05.

of participants reported co-occurring physical and mental
health conditions which were associated with poorer
QoL. Anxiety and depression were experienced by more than
two-thirds of the autistic adults in the study and difficulties
related to both of these conditions were significant predictors
of poor QoL at T1 and T2. Mental health difficulties were also
strongly (e.g.,
housework, employment, social relationships; and ¢f. Gotham
etal, 2015; Mason et al., 2018; Park et al., 2019). Accordingly,
the findings at both time points suggest that anxiety and

associated with everyday difficulties

depression have a widespread impact on many aspects of
everyday life, including participation in social activities (see
Park et al.,, 2019 for similar findings in and adolescent-young
adult sample). In the present study, reliability across the
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mental health and quality of life measures used was good
(>0.85) to excellent (0.94). These findings concur with
previous reports of sustained difficulties related to mental
health and QoL (see Roestorf and Bowler, 2016; Roestorf,
2018; Yarar Zivrali et al., in press, for cross-sectional
comparisons with non-autistic groups; and see, e.g., Gotham
et al,, 2015; Van Heijst and Geurts, 2015; Lever and Geurts,
2016; McConachie et al., 2018).

Given that these difficulties still remained significant at T2,
the findings raise important issues about the mental health and
well-being needs of autistic adults in the context of ageing.
However, the direction of any association is unknown and the
underlying causes and exacerbating factors related to these
difficulties need to be systematically explored in future research
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(see Lord et al, 2021 for current review and future-focused
recommendations).

Study limitations and future directions

The main limitation of the present study relates to the
generalisability of the findings to the wider autistic
community. In common with most other research that
directly includes autistic people (i.e., not via proxy reports),
the data are based on relatively small volunteer groups of
participants with average to above-average cognitive skills.
The ADOS is not designed to account for age-related
differences or trajectories over time and revised ADOS CSS
algorithm (Hus and Lord, 2014) were not available at the
time. There is emerging literature to suggest the revised
algorithm can provide a more robust evaluation of differences
in symptom profiles and behavioural outcomes. However,
there is still little evidence to support its use and sensitivity
in the context of ageing and autism (Morrier et al., 2017).
Moreover, we do not know if the same associations would
be found in participants with more severe autistic or
psychiatric conditions, or by those less able to share their
and difficulties,
participation without individual supports (e.g., Charlton

own experiences or engage social
etal, 2022). Similarly, whether the pattern of results reported
here would be mirrored in a more intellectually disabled
sample, particularly in low-middle income countries where
resources for post-diagnostic support and health care are
more scarce is an open question (e.g., McCauley et al., 2020;
Frankish and Horton, 2021).

The findings are also limited by a lack of detailed information
on variables such as socioeconomic status. Whilst we did record
years of education, measures of income, employment status, and
residence were not systematically collected, and this further
compromises the generalisability of these findings to autistic
adults living in different circumstances. The inclusion of
non-standardised measure of physical health status was primarily
due to the lack of an autism-specific measure in this area, but
again is a methodological concern that should be considered when
interpreting these findings. Although the measures selected to
assess mental health and well-being were based on the best
available at the time, that had also been used in previous autism
research, more autism-specific measures have since been
developed, such as for assessing anxiety (e.g., Rodgers et al., 2020)
and Quality of Life (e.g., ASQOL; McConachie et al., 2018 but see
Williams and Gotham, 2021 for caution on interpreting the
ASQoL composite score). The present study did not report the
internal consistency of the standardised general population
measures that were used with an autistic community sample.
Therefore, caution should be exercised in interpreting the present
study findings, subject to future replication. However, we note that
more recent literature has validated the use of measures, such as
the BDI-II (Williams et al., 2021) and PHQ (Arnold et al., 2020)
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with good construct validity and reliability, respectively, in autistic
adult samples.

In the present study; only around two-thirds of participants at T1
went on to complete the T2 follow-up. This was primarily because of
participant ill-health or death, life commitments, or withdrawal from
the larger research programme. It is possible that the demands of
ongoing research participation may have been too challenging for
some adults with greater cognitive, functional or mental health
difficulties, or that poorer health, or lower Socio-Economic Status may
have affected the ability or means to take part in the follow-up study
(e.g, Howlin et al., 2014; Van Heijst and Geurts, 2015).

A third limitation centres on gender. Like the majority of
other autism studies, most of our participants were male.
Although some recent studies on gender differences suggest that
masking of autism-related symptoms by autistic females may
underpin more pronounced mental health difficulties (e.g.,
2019). (2020)  highlights
methodological quality of much research in this area (and see

Mandy, Fombonne the poor
Williams et al., 2021). Therefore, better representation of autistic
women in the context of ageing research is needed.

A fourth limitation is the statistical analyses used in the
present study. Given the present study is one of the few
longitudinal studies of autistic adults, there was little precedent for
the exploratory investigation of change in this study. Furthermore,
there is still little consensus in the general ageing literature on the
“right” reliability of change analysis, since change scores are
influenced by the type of assessment, cognitive and mental
“health” of participants at baseline compared to follow up, and the
duration the of interval between test and retest, and the
heterogeneity of the participant group (Ivnik et al., 2000; Maassen,
2001; Frerichs and Tuokko, 2005). To evaluate the predictors of
quality of life, stepwise regression was used based on a review of
the literature available at the time of this study. Whilst alternative
approaches have subsequently been suggested (e.g., Smith, 2018),
these guidelines were not available at the time the present study
was completed. Moreover, while the present study did not
demonstrate significant age effects over time, the validation of
“age-neutral” outcomes is required from replication studies. The
findings should therefore be interpreted with caution and subject
to replication in future studies using alternative statistical analyses.

A final limitation is the short time between the T1 and T2
assessments, which may have reduced the chances of detecting
significant patterns of change. This coupled with the problems of
attrition noted above, points to the need for greater attention to
be paid to reducing attrition rates especially in the context of
longer follow-up studies.

Strengths and contributions of the
present study

The present findings provide new and important insights

into health and well-being outcomes for autistic adults as
they grow older. The majority of existing autism research
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relies on cross-sectional studies between autistic and
non-autistic comparison groups (Raz et al., 2005). However,
it is only in longitudinal evaluations that true changes over
time can be observed (Salthouse, 2004).

In the present study, both cross-sectional and longitudinal
methods were used to assess age related changes across a wide
range of standardised and self-report measures of autistic traits,
health and well-being. This comprehensive approach enabled us
to identify and evaluate the factors that are associated with ageing
and autism to a better understanding of well-being outcomes for
autistic adults as they grow older.

Conclusion

To our knowledge, the present study is among the first to
combine cross-sectional and longitudinal methodologies,
across a breadth of measures, to assess mental health and
quality of life in a community-based sample of younger and
older autistic adults. The findings highlight the adverse
effects of co-occurring physical and mental health conditions
on everyday living and quality of life over time. Thus, the
present research contributes to furthering our understanding
of the specific challenges that may be associated with ageing
and autism. However, more work is needed on larger, more
with
follow-ups at multiple time points. Only through continued

representative  cohorts, sustained longitudinal
efforts can we understand the potential factors that may help
or hinder transitions across the lifespan (Roestorf and
Lambrechts, pre-print; https://osf.io/ygkw5/) and support
autistic individuals to lead longer, healthier, and happier

lives.
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Autistic people, and other community stakeholders, are gaining increasing
recognition as valuable contributors to autism research, resulting in a growing
corpus of participatory autism research. Yet, we know little about the ways in
which stakeholders practice and experience community engagement in autism
research. In this study, we interviewed 20 stakeholders (academics, autistic people,
family members/careers, research students, and service providers) regarding their
experiences of community engagement in Australian autism research. Through
reflexive thematic analysis of interview data, we generated four themes. First,
our participants perceived academia as an “ivory tower,” disconnected from
community members’ lives and priorities. Second, our participants identified that
di erentstakeholders tended to hold di erent roles within their research projects:
academics typically retained power and control, while community members’
roles tended toward tokenism. Third, our participants spoke of the need to “bridge
the gap” between academia and the community, highlighting communication,
accessibility, and planning as key to conducting e ective participatory research.
Lastly, participants emphasized the changing nature of autism research, describing
participatory research as “the way of the future.” Our findings reflect both the
progress achieved to date, and the challenges that lie ahead, as the field advances
toward genuine co-production of autism research.

KEYWORDS

patient and public involvement, autism, community engagement, participatory
research, co-production

Introduction

Over the past decade, there has been increasing recognition of the value of community
engagement in autism research. As recently as 2014, examples of participatory research
were rare in the autism literature (Jivraj et al., 2014). Following trends in health research
and a range of other fields, however, a growing body of participatory autism research has
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developed since that time (see Crane et al., 2019; Fletcher-Watson
et al., 2019; Nicolaidis et al., 2019; Benevides et al., 2020 and
Keating, 2021, for further discussion and examples).

The term participatory research refers to research conducted
with meaningful input from members of the relevant community/
ies during the research process. In autism research, this typically
involves academics (research professionals and/or research
students) working together with community members (autistic
people; their families, friends, and carers; service providers; and
other stakeholders) to produce research. Ideally, community
members will be involved across all stages of the research process,
sharing power and control as equal partners in a research team—a
participatory approach known as co-production (Filipe et al., 2017;
Roper et al., 2018; Redman et al., 2021).

In Australia, the Cooperative Research Centre for Living with
Autism (Autism CRC) has contributed a considerable proportion
(approximately 45%) of national autism research funding since its
establishment in 2013 (den Houting and Pellicano, 2019). Autism
CRC is the world’s first national, cooperative research effort
focused on autism, and comprises a collaborative network of more
than 50 participant and partner organizations, including
universities, autism service providers, autistic and other advocacy
organizations, industry entities, and government departments
(Autism CRC, 2021). Autism CRC promotes inclusive and
community-engaged research practices, with a strong focus on
research co-production. Autism CRC has established a range of
initiatives to promote and incentivize participatory research
including, for example, the Participatory and Inclusive Autism
Research Practice Guides (den Houting, 2021), which provide
information and guidance regarding the conduct of participatory
autism research; the Co-Production Partner Initiative, which
recognizes organizations that show a commitment to sustainable
research co-production (Autism CRC, 2022a); and the Sylvia
Rodger Academy Research Program, which provides training to
equip researchers and autistic adults with the skills needed to
co-produce autism research (Autism CRC, 2022b). In previous
research, we examined the extent and nature of community
engagement in research commissioned by Autism CRC (den
Houting et al., 2021), using an online survey. We identified that,
while Autism CRC stakeholders expressed strong support for
community engagement in research, these positive attitudes often
failed to translate into participatory research practices. Our
findings suggested that there remain barriers— in particular,
systemic constraints and knowledge gaps regarding participatory
research—limiting the conduct of high-quality participatory
autism research in Australia.

While community engagement in autism research continues
to increase, our understanding of the attitudes and beliefs
informing such engagement remains limited. To our knowledge,
the first investigation of attitudes toward community engagement
in autism research was conducted by Pellicano et al. (2014), who
gathered both researcher and community views. Overall,
researchers reported engaging with the autism community to a
moderate extent,

while community members reported
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significantly lower levels of engagement. Researchers held varied
opinions regarding the value of community engagement, with
some believing that community input should be central to the
research process, while others felt that research should remain in
the hands of scientists. Researchers were concerned that there is a
lack of diversity among the community members who are most
frequently engaged in research, and felt that autistic characteristics
can make it difficult to work with autistic people. Community
members, in contrast, felt that their contributions to research were
often undervalued. Some described a lack of opportunities for
engagement; others described one-sided engagement during
which they were “treated like guinea pigs” (Pellicano et al., 2014,
p- 7). As a result, community members found that research
findings were often inaccessible, and lacked relevance to their
daily lives.

More recently, both Hollin and Pearce (2019) and Pickard
et al. (2022) elicited autism researchers’ attitudes toward
community engagement in research. In both studies, participants
reported the belief that community insights are valuable, but also
voiced a range of concerns. Hollin and Pearce’s participants
described challenges they encountered when working with
autistic people and tended to attribute these challenges to autistic
characteristics; for example, stating that disagreements between
autistic and academic stakeholders arose due to autistic people’s
perceived impairments in perspective-taking. Pickard et al’s
participants noted similar communication challenges, which they
attributed as resulting both from autistic characteristics and
community members’ unfamiliarity with research. Participants
in both studies were concerned that the autistic people who
contribute most frequently to participatory research may not
fully represent the diversity of the autistic community. At the
same time, though, participants expressed confusion regarding
how to respond to the at-times conflicting views held by different
autistic stakeholders. Additionally, while Pickard et al’
participants believed that participatory approaches are becoming
more common in autism research, they noted that this shift
toward increased community engagement may be hindered by
considerable systemic barriers and a confusing lack of clarity
surrounding participatory research terminology and practices.

To examine experiences of participatory research from the
perspective of research participants, Pellicano et al. (2022)
interviewed autistic adults who had taken part in the Hidden
Histories project, an oral history research project co-produced by
a team of autistic and non-autistic researchers. Almost universally,
participants in the Hidden Histories project felt that the
involvement of autistic researchers had improved their experience
as participants. Indeed, for some participants, the co-produced
nature of the project was a key factor in their decision to take part,
as it provided reassurance that the research ethos was aligned with
participants’ own values and priorities. Participants described
feeling supported by the research team throughout the study, and
were able to form connections with the autistic researchers (who
conducted the oral history interviews) that would be less likely to
develop with a non-autistic researcher. As a result, participants felt
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safe and comfortable sharing their stories, despite the often-
confronting content of their narratives.

These studies have provided preliminary insights into
stakeholders’ perceptions and experiences of participatory autism
research. With the growing trend toward participatory research in
this field, though, deeper understanding will be vital in informing
future community engagement. In this study, we focused on the
practicalities of participants’ involvement in participatory
research, to elucidate the factors they perceive to have most
shaped these experiences. We examined (1) how stakeholders
practiced and experienced participatory research within Autism
CRC research projects; (2) why participatory research was
practiced and experienced in this way; and (3) how we might
improve participatory autism research going forward.

Materials and methods
Participants

Participants in this study comprised a sub-sample of
participants from a previous online survey study examining
perceptions of participatory autism research in Australia (den
Houting et al., 2021). Recruitment was initiated by Autism CRC,
who contacted all Autism CRC Project Leaders with a request to
nominate current and previous members of their research team/s
(including both academic and community stakeholders) for
participation in the online survey. Project Leaders and nominated
team members were invited to complete an online survey, with the
option to participate in a follow-up interview. Of the 79
participants who completed the survey, 25 consented to being
contacted for participation in a follow-up interview. Of those 25,
20 participants (80%) took part in the interview (four did not
respond to email invitations and one declined to participate).

Each participant completed a brief demographic questionnaire
prior to interview (see Table 1). Sixteen participants (80%) were
women, three (15%) were men, and one reported non-binary
gender. Participants’ ages ranged from 24 to 72 years (M=45.15,
SD=13.69). All reported some tertiary education, with more than
half (55%) holding a PhD or Doctoral degree, and most (70%)
engaged in full-time employment or study. Most participants (70%)
reported a white European racial background. Participants identified
their various (often multiple) roles within the autism community,
with 15 identifying as an autism researcher; six as a family member
or carer of an autistic person; four as an autistic person; four as
service providers; and three as research students studying autism.

Interviews

Each participant took part in one semi-structured interview,
either via Zoom (n=17) or face-to-face (n=3). All interviews
were conducted by the first author, an autistic early-career
academic. Interviews ranged from 38 to 77min in length
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(M=54min). Nineteen interviews were audio recorded, using
Zooms inbuilt recording function and/or a digital voice recorder,
and transcribed by a professional transcription service. One
participant did not consent to being recorded, and the interviewer
took notes by hand during this interview. All transcripts were
returned to participants for review and correction prior to
analysis. Community stakeholders were offered a AUD$20 gift
card for their participation (participants employed in paid roles in
autism research did not receive gift cards).

asked
participants to describe their own personal and professional

During the semi-structured interview, we
experience with autism and, specifically, autism research.
We asked them to describe their understanding of
participatory research, and how participatory research differs
from more traditional research. Next, we asked participants to
bring to mind their experience of one specific Autism CRC
research project of their choosing, and to describe this
research process. We asked them to explain whether and how
community members were involved in their research process,
to describe the relationships between different stakeholders in
their research process, and to describe the outcomes of their
research process. We also asked about the benefits and
challenges of community engagement within their specific
research project, and how community engagement impacted
their research project. Lastly, we asked participants to talk
about autism research more generally. We asked questions
about historical and current perceptions of autism research,
perceptions of autistic people’s roles in research, and ways to
improve meaningful community engagement in autism
research (see Supplementary material).

Data analysis

Data were analyzed using reflexive thematic analysis.
We approached analysis through an interpretivist/constructivist
perspective, recognizing that individuals create meaning, with
each persons individual reality influenced by their social
context. In so doing, we approached analysis with the
understanding that, just as our data reflected participants’
contextually situated experiences, our analyses reflect our own
contextually bound interpretations of the data. The community
of autism researchers in Australia is relatively small and well-
connected, meaning that many of our participants were
acquainted with the interviewer prior to taking part in this
study. Our findings should be considered within this immediate
interview context, as well as broader academic and social
contexts. We adopted an experiential orientation, with language
(and therefore our data) assumed to accurately reflect
participants’ constructions of their experiences and realities
(Braun and Clarke, 2021).

The first author is an autistic early-career researcher and
activist, with expertise and experience in participatory autism
research. This author led analysis, working through Braun and
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TABLE 1 Participants’ demographic characteristics.

10.3389/fpsyg.2022.876990

Participant ID Gender Age Education Occupation Role/s in autism community
01-R Woman 33 PhD/Doctorate Full-time employment Researcher studying autism
02-A Man 69 VET*, Diploma, or Retired Autistic person
Associate Degree
03-StF Woman 40 Master’s Degree or Full-time study Student studying autism; family member/
Postgraduate Diploma carer of autistic person
04-R Woman 54 PhD/Doctorate Full-time employment Researcher studying autism
05-StF ‘Woman 24 Bachelor’s Degree Full-time study Student studying autism; family member/
carer of autistic person
06-RSp Woman 36 PhD/Doctorate Full-time employment Researcher studying autism; service
provider
07-AR Woman 35 Master’s Degree or Part-time employment Autistic person; researcher studying
Postgraduate Diploma autism
08-R Woman 35 PhD/Doctorate Full-time employment Researcher studying autism
09-RSp Woman 59 PhD/Doctorate Full-time employment Researcher studying autism; service
provider
10-F Woman 49 Bachelor’s Degree Full-time carer/domestic Family member/carer of autistic person
duties
11-R Man 54 PhD/Doctorate Full-time employment Researcher studying autism
12-R Man 38 PhD/Doctorate Full-time employment Researcher studying autism
13-ARSp Woman 31 Bachelor’s Degree Full-time employment Autistic person; researcher studying
autism; service provider
14-RF Woman 46 PhD/Doctorate Part-time/casual employment  Researcher studying autism; family
member/carer of autistic person
15-AR Non-binary 72 Bachelor’s Degree Part-time/casual employment ~ Autistic person; researcher studying
autism
16-StSp Woman 28 Bachelor’s Degree Full-time study & part-time ~ Student studying autism; service provider
employment
17-RF Woman 40 Bachelor’s Degree Part-time employment & Researcher studying autism; family
part-time study member/carer of autistic person
18-RSp ‘Woman 63 PhD/Doctorate Full-time employment Researcher studying autism; service
provider
19-RF ‘Woman 55 PhD/Doctorate Full-time employment Researcher studying autism; family
member/carer of autistic person
20-R Woman 42 PhD/Doctorate Full-time employment Researcher studying autism

*Vocational education and training.

Clarkes six-phase reflexive approach: (1) familiarization with the
data; (2) generating initial codes; (3) searching for themes; (4)
reviewing potential themes; (5) defining and naming themes; and
(6) producing the manuscript (Braun and Clarke, 2012, 2019;
Braun et al,, 2019). Because many of our participants identified
with multiple roles in the autism community, it was not possible
to create distinct participant groups (e.g., academics versus
community members); therefore, data from all participants were
analyzed collectively.

After familiarizing themselves with the data, the first author
generated and applied codes to each transcript using NVivo
version 12. In line with our experiential orientation, we coded
the data at the semantic level, based on the explicit meanings of
the data. We coded data inductively, aiming to construct codes
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from the data, rather than from pre-existing knowledge or
theories. After coding all transcripts, the first author developed
preliminary themes by collating similar codes and discarding
codes that did not appear relevant to the research questions.
This process produced 12 candidate themes, which were
explored through thematic mapping. Through re-engaging with
the data coded within each candidate theme, the preliminary
themes were revised and a thematic structure consisting of five
themes and nine subthemes was constructed. Next, the first
author selected data extracts to illustrate each subtheme, and
sought participants’ approval to publish the relevant
de-identified extracts from their interview transcripts in this
manuscript. The first author then generated descriptive names
for each theme and subtheme.
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With input from the last author, an experienced non-autistic
researcher with expertise and experience in participatory autism
research, the first author produced a draft of this manuscript.
During the writing process, it became clear that one of the five
themes was better conceptualized as a subtheme within one of the
other themes. The themes were revised accordingly, resulting in
the current thematic structure of four themes and ten subthemes
(Figure 1).

Community engagement in this study

Members of the autistic community were engaged throughout
the process of this research project. The project plan (including
funding application) for this study was developed by the last
author, in consultation with the first author. An Autistic Advisory
Group, consisting of five autistic adults with experience as both
peer researchers and research participants, was established during
the early stages of this project. The Advisory Group acted as
consultants throughout this study, providing input via web
conferencing and email.

The semi-structured interview template was initially
developed by the first author, with input from the last author.
This template was then revised based on feedback from the
Advisory Group. The first author led participant recruitment,
conducted all interviews, and led data analysis. Members of the
Advisory Group contributed to this manuscript and are
credited as authors, where appropriate. Advisory Group
members were paid for the time they spent consulting on
this project.

10.3389/fpsyg.2022.876990

Results

We developed four themes that addressed our research
questions, described below. Quotes from individual
participants are identified by participant number and the
participant’s role/s in the autism community (R =researcher;
A =autistic person; F=family member/carer; Sp=service
provider; St =student).

Theme 1: Academia is an ivory tower

Autism research is out-of-touch with the “real”
world

Participants, including researchers, described the field of
autism research as being largely out-of-touch with the realities of
autistic people’s lives. They spoke of autism research as failing to
address the autistic community’s priorities, instead being “more
focused on things like genetics, or parent stress, that are quite
stigmatising or... not vital to their day-to-day functioning”
(06-RSp), or “addressing stuff that just does not matter. It’s just
irrelevant. It just does not matter” (04-R). Participants felt that
autism research often failed to improve the lives of autistic
participants, who were “just... contributing their information,
contributing their experiences to studies that... would never help
them, in the end” (05-StF).

Academics themselves were described as similarly out-of-
touch with autistic people’s experiences: “I mistakenly thought
that researchers would know a lot about autism, but they know a
lot about autism research and that does not mean to say they know

2. Stakeholders have
different roles
in research

1. Academia is

an ivory tower

3. Bridging the gap
between academia
and the community

4, Autism research

is changing

1.1. Autism research
is out-of-touch with
the real world

2.1. Academics
retained power

3.1. "More than
anything, it's about
working with people”

4.1. Participatory
research is “the way
of the future”

| | |
1.2. Academic priorities 2.2. Community 3.2. Accessibility
are at odds with members' roles were facilitates
community priorities unclear and tokenistic engagement

1.3. Academic systems

2.3. Community input

3.3. Setting up

aren't built for

is valuabl |
participatory research is valuable and valued

for success

FIGURE 1

Participatory autism research practices and experiences: themes and subthemes.
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a lot about autism, the lived experience” (15-AR). Beyond autism
itself, academics were perceived as disconnected from the
community more generally. As one autistic person noted, “they are
very much steeped in academia” (02-A). This participant
described how,

You learn nothing more because all the conversation revolves
around is the academia... Now, I can understand living in that
sort of research type environment, it’s a bit like being an
archeologist and wanting to be going away and scraping away
in a trench all day long, oblivious of time and everything,
because you can immerse yourself in it... They’re living their
life through academia. (02-A)

Some researchers shared this sentiment:

It’s easy to get lost in the data, the ethics applications, the
measures, the validity and the reliability, but actually
constantly being reminded that these are people with real
lives... If that’s not constantly reminded to you, it’s easy to get
lost in that rabbit hole of academia. (01-R)

For one participant working in a basic science setting, it
was important to introduce a sense of humanity into his
team’s work:

There were people that... would deal with the samples and do
the biological research, that would have no interaction
whatsoever with that family. I try to instil into some of the
research staft and students that work on these projects, that
when you're talking about the cells, you're talking about...
these are Peter’s cells, Peter is eight years old, he loves cars.
You try and add that personal touch to it. This is actually a
person that we're working with. (11-R)

Some participants also noted the downfalls that can arise
when an awareness of the real-world context is lacking in research.
One participant, for example, perceived this to limit the utility of
research outputs in community settings:

A lot of things developed in universities, they’ve used a lot of
exclusion criteria and they’ve excluded all the people with
challenges. .. they have communication difficulties or learning
difficulties or whatever... So, we often end up having to adapt
what universities have produced because it's not meeting the
needs of the people that come to us. Or we have to develop our

own anyway. (18-RSp)

Academic priorities are at odds with
community priorities

Participants often faced difficulties conducting research that met
community needs, while also meeting academic expectations
regarding scientific rigor: “There were certain rigidities around
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methodology, and certain rigidities in the classroom around
curriculum and what has to be done, so there was a bit of negotiation
having to happen to get those two things to work together” (14-RF).
One participant was frustrated that rigid ideas around research
methodology overshadowed the value of her work:

I keep getting feedback that, “Well, you didn’t do a randomized
controlled trial. Well, that’s not what this is about. This is
about people being able to express what’s important to them,
so how can I possibly do a randomized controlled trial? It’s
really about individuals and what’s meaningful to them, so
I can’t compare one person to another. There’s nothing
standardized about it. (18-RSp)

Another participant described a similar experience:

With the focus being on something real-world and actually
useful, I think the challenge as an academic is that it’s probably
going to result in one paper that we're probably going to have a
hard time publishing because it’s real-world data, its messy,
there’s missing data, sample sizes maybe aren’t perfect, it's not a
randomized controlled trial but... We've learnt a lot, and we've
really tried to make it very real-world, and it’s been [difficult]
trying to balance that with the demands of, you know, the whole

‘publish or perish’ and so on. (06-RSp)

Disparities between university priorities and the priorities of
community organizations were highlighted as a particular challenge,
with universities described as “all about the thesis and the student
and... not terribly good at working with community organizations
and thinking that you have anything to offer” (18-RSp), and
community organizations perceived as being “unaware... of the
processes and the checks that we had to go through for the PhD
student at the university, those requirements from the university”
(04-R). As one participant explained,

There were also competing priorities within the organization
at the other end, because at a university level, you are here to
do that research project, or you are teaching your research and
that’s it. Whereas if you are a not-for-profit organization and
you are running multiple research projects, plus all of the
other things that you do, there’s a lot more priorities going on
at one time. (16-StSp).

On an individual level, researchers felt that community
members had “a very different sense of what research can be”
(20-R), which led to difficulties in “getting the stakeholders to
really understand what rules we, they, need to abide by” (04-R).
Others, though, felt that it was academics’ responsibility to ensure
scientific rigor in participatory research projects:

Sometimes you might need to be trying to explain to one of

the advisors why... advice might not be able to work because
of the context of the research methodology and things like
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this. I think that’s part of working together as a team. That’s
what the researchers will bring - is that deeper understanding
of methodologies and approaches to the science. That’s one of
the skills of the researcher groups. (12-R)

Academic systems are not built for
participatory research

Participants consistently reported that academic systems pose
major barriers to the conduct of participatory research. One
researcher spoke about academic processes as being “in
opposition... to participatory research,” describing how they have
to “figure out how to make [participatory research] fit within the
existing protocols and systems” (04-R). Another participant

agreed, stating,

I think organizational structures don’t reward that, too. Like
if you're thinking about what universities want on the time
and space they provide, it’s really hard... They have structures
around what people can and can’t do. So it’s often harder to
engage in collaboration where you've got organizational rules

about what can and can’t happen. (16-StSp)

Participants highlighted funding and time constraints: “I
guess it’s still limited by issues like funding, just time constraints.
The pressure... for people to just constantly publish to justify
funding... those constraints make it difficult” (05-StF). More
specifically, participants were concerned that the academic
funding system lacks adequate provisions to ensure that
community members—particularly autistic people—are paid
appropriately for their work “right at the stage of writing the
grant” (12-R). As one researcher noted,

If an autistic person is going to come in and contribute, they
absolutely deserve to be paid for their time... it's part of the
challenge... how to work that within an institution and a
funding model and a grant and all of that sort of thing. (17-RF)

Theme 2: Stakeholders have different
roles in research

Academics retained power

Perhaps unsurprisingly, participants reported that researchers
typically retained the majority of power within their research
projects. As one participant described, “the decisions sat with the
academic research team, really. Even though that should not have
been the case, that's how it worked... that power imbalance is
definitely there, at the end of the day, if everyone’s honest” (01-R).
One community member clearly described this power imbalance:

I admire all the credentials of those people and that, but it’s a

question of whether you feel like you can contribute to that
group, because it seems like there’s two levels. You know,
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you've got the researchers who are dominant, and you've got
perhaps a few others that have had a lot of life experiences and
are certainly far from unintelligent... but are unable to meet
on the same plane. (02-A)

Often, power dynamics followed a hierarchical structure,
with Chief Investigators holding the balance of power, “I think
the head of the project definitely had the majority of the power.
Most people were kind of just looking to her to say, okay, well,
what do we need to do next?” (08-R). Some participants felt that
this was necessary to ensure projects ran efficiently, “Of course,
at the end of the day the leader—the research team needs to
make... those decisions” (20-R), noting that such decisions
would involve a “negotiation process” (20-R) with community
members.

Some participants were aware that the existing power
dynamics are not in line with best practices for participatory
research, “the power exchanges, because it’s collaborative and it’s
genuinely — well, it should be, T'll clarify that — should be a genuine
power sharing. So, there should not be, ‘well, the academics hold
more power because they came up with the initiative™ (16-StSp).
Despite acknowledging that “you have to let go of control” (04-R),
however, some researchers held concerns about the practicalities
of sharing power:

Letting go of control is one thing, but how much control do
you need to let go of and how much do you still need to
maintain? Because sometimes when you get too participatory,
nothing ever happens. There's too many voices, they never
come to a decision. (04-R)

Importantly, participants expressed the belief that, within
autism research, there are some “academics who are incredibly
resistant and do not want to change things at all... who do not
want to let go of their power. They like things done a certain way;,
and they like the way things work right now and the current
reward structures” (06-RSp).

Community members’ roles were unclear and
tokenistic

Some participants expressed a lack of clarity regarding
community members’ intended roles within their various research
projects. Community members, in particular, were uncertain of
how they were expected to contribute to research: “What are
we supposed to be doing? Are we advisors or are we actually
providing the material [data] that you can use?” (02-A). They were
even unclear about the nature of the research that they were
involved in:

I did one [advisory role] and then I think one of those
may have merged into something else, I think. So, I think
it was two [projects]... I think it was somebody's
PhD. I think it was her - I'm almost certain it was her

PhD research. (10-F)
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Community members typically held advisory or ancillary
roles and were perceived by researchers as “external collaborators
rather than project team members” (14-RF). This perception was
consistent with community members’ own experiences, “I would
not say that I felt a part of a team. Definitely not, and I would have
liked to” (10-F). Community members described working in
isolation from other project stakeholders, “I do not know anyone
who was involved in it... I only know them by their name, but
they could just—they could walk past me now, I would not know”
(10-F), often performing their roles “via the computer... through
emails and transfer of documents” (02-A). Some participants felt
that community members were not given “the opportunity... to
really influence or change how the project worked in any way”
(16-StSp), and community members agreed that they “definitely
would have liked... probably a stronger input or influence” (10-F).
The lack of clarity regarding one participant’s role, and lack of
engagement with the wider project team, left him “feeling
sometimes that it is almost like I am the token autistic person that
isnotinvolved, like all the others, in research professionally” (02-A).

Consistent with the ancillary roles that community members
often played, some participants questioned whether attempts at
community engagement were genuine:

I feel like each time they say ‘we need to ask the autistic
community; it’s... ‘oh, we have to do this, or else we might get
in trouble’ It feels like... we're only doing it because were
being told we have to do it. (03-StF)

Another participant felt that community members were
engaged “when it suited the organization’s aims to look
that  there
acknowledgement across the board that these people brought

participatory,”  noting wasnt “a  genuine
expertise to the project, that could have been used in a lot of
different ways” (16-StSp). An autistic researcher described this ad

«

hoc consultation as a common experience, “Oh, can you just read
the survey and make sure that autistic people are not going to get
upset about my language?’ It’s like, ‘Yeah, I can do a lot more than

that” (13-ARSp).

Community input is valuable and valued

In contrast, many researchers reported that they highly
valued community members’ input. Participants felt that
community input assisted them in “understanding the needs of
individuals” (11-R), and “brings in a whole new perspective
[that has] been extraordinarily valuable to what we do. It makes
the team think about how we go about doing research, and
about our priorities” (09-RSp). Some autistic participants
shared these positive perceptions, feeling that their “input was
valued and that it was a genuine part in shaping the research”
(07-AR).

In particular, participants described community engagement
as having beneficial impacts on research findings, outputs, and
outcomes. One participant stated, “I wished that they were
brought in earlier, to help me with the process, just because
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I thought they were so valuable to my interpretations in the end”
(05-StF), while others felt that input from community members
had “really made a big impact on the findings” (12-R), “helped to
ensure that the study that 'm doing is worth it” (03-StF), and
demonstrated “how much better outcomes and results you can
get... when you do get involved with a bigger range of
stakeholders” (17-RF).

In some cases, community members were engaged due to
having a particular skillset relevant to a research project, and
therefore “contributed to the areas that they were most passionate
about and... actually drove a lot of those areas... that was a great
benefit to have that in the project” (06-RSp). In other cases,
community members’ insights into the lived experience of autism
were an asset that academics prized:

I think there’s perception, potentially, from them that they
have to have some sort of skillset related [to research]; they
have to be able to read academically or write academically...
it's like, maybe some people don’t actually know the value
that their experience of day to day, that’s actually invaluable
to us and that’s exactly what were trying to get at. It’s not
about whether you can read an academic paper or not or
whether  you the
approach. (01-R)

might understand statistical

Despite these generally positive attitudes toward participatory
autism research, some participants felt that there remains “room
for improvement” (18-RSp), with “steps to be made in making
sure participation is even more valued and has even more, kind of,
concrete contributions” (17-RF). One participant noted that this
is not unique to autism research, but extends across the broader
disability community: “[we need] almost an attitudinal shift about
the value of people with disabilities’ voices... we are not very good
at that, if you look across any of the disability groupings, we do not
value [their voices]” (16-StSp).

Theme 3: Bridging the gap between
academia and the community

“More than anything, it's about working with
people”

For some participants, the diversity of academic and
community perspectives was managed by simply working together
as people. Participants described the processes of communication
and relationship-building that took place between different
stakeholders in their research projects, noting that “really open
communication was key” (17-RF), and that “there’s no shortcut to
building trust in good relationships” (07-AR). For some
participants, developing a positive working relationship with other
stakeholders was relatively easy, “We've had really good rapport
I think... [I] got to know the team there, I think, pretty well and
had no hesitation... I think we built up a pretty good relationship”
(06-RSp). Some participants connected over shared experiences,
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“I feel real empathy for her and with what maybe she is going
through... we were in tune together, which was nice” (02-A).
Others were able to work together to build strong and meaningful
partnerships over time:

I think that we actually work well as a team... we’re able to
be upfront with each other and also we were able to support
each other through it... We've got the opportunity to learn
from each other, you know, and we do appreciate each other’s
strengths. (15-AR)

One research student described benefitting from her team’s
established relationships with community members, which
facilitated open communication and collaboration:

It was good that there was already an established network of
advisors... theres already a relationship between the
[research] team and them, so the communication felt open,
almost in some cases very friendly and conversational... they
weren't afraid of making suggestions, because they already
knew the team would be open to them... it was a strong
relationship between the team and the advisors, and that
paved the way for it to be more of a collaborative thing.
(05-StF).

For many participants, though, communication between
stakeholders was a source of tension. Occasionally there were
difficulties with communication across neurotypes, “there are
some challenges with communication obviously on the autistic
side, but also on that neurotypical side of things, people—they
have their own communication quirks and it does not always
work” (13-ARSp). One autistic participant described his academic
peers’ communication as overly “formal... rigid... just, bloody get
on with it” (02-A). These challenges were not limited to
communication between autistic and non-autistic stakeholders,
however, with participants equally often describing tensions
arising between non-autistic team members from different
academic and/or community organizations. Participants felt that
these conflicts reflected “a problem of perspective” (04-R) due to
different professionals “not understanding each other’s ways”
(09-RSp):

I think that [relationships were] an ongoing challenge and
struggle as well, because I think there was definitely a
perception of very differing aims from different departments...
then add on top of that, different personalities, just of the
human kind, which really did influence the politics of working
through some of these projects. (01-R)

Accessibility facilitates engagement

Accessibility was frequently highlighted as a priority for
research involving autistic people as team members or consultants.
One autistic participant noted that the process of community
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engagement should be approached with as much care as the
research process itself: “The projects themselves are very important,
but there should be equal amount of thought put into the actual
community meetings or the input of individuals... the mechanics
if you like, need to be really looked at” (02-A). Another participant
spoke of her annoyance upon witnessing meetings conducted
without necessary accommodations for autistic team members:

I think its just good meeting practice to make sure it’s
inclusive of who’s in a space... some of those things didn’t
happen, which then actively excluded or made it difficult for
the people on the spectrum to participate... I found it
frustrating to be in a room where we weren't setting things up
for people to actually be part of the process. (16-StSp)

Encouragingly, many researchers spoke about the strategies
in place within their projects to facilitate accessibility for
community members, and autistic people in particular.
Participants described a wide range of strategies, including
accommodations for sensory processing differences (“Somebody
says it’s too bright or it’s too noisy, there were adjustments. ‘Can
I wear ear plugs?’ Yes, of course you can wear ear plugs, can
we buy them for you?” So we get some noise cancelling ear plugs”;
09-RSp); preferences regarding social interaction (“One of our
advisors — maybe more than one - has actually commented that
they actually prefer not having a group interaction situation...
They’re quite happy to provide their feedback individually to
researchers working on the project”; 12-R); executive functioning
difficulties (“doing things like sending a reminder the day before”;
RSp-06); and differing levels of education and cognitive ability
(“We put together a template of how you might present the results
[to community members] ... Youd still include potentially the
table of numbers, but then under it would be a blurb written in
not necessarily strict academic writing”; 01-R). Regarding which
specific strategies to implement, participants noted the
importance of being “flexible, and understanding that every
autistic person... will have different preferences for the way that
they engage with the project... being aware of that and changing
your approach” (12-R).

Setting up for success

Participants explained that, to conduct effective participatory
research, community engagement needs to occur “right from the
beginning” (04-R) of a research project. Processes for community
engagement must be deliberately planned as a core component of
the research,

I think you have to build it in from the get-go. You can’t retro
fit it. You can’t add it on as something that looks good or meets
a requirement because neither of those are going to be genuine
and they’re not going to work... You need to plan in the power
structures and the power sharing, so that that’s actually
intentionally done, rather than just kind of ad hoc approaching

things. (16-StSp)
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This planning process should involve all relevant stakeholder
groups, and take into account the research context and the individual
needs of each stakeholder, “establishing early on how, when, why the
engagement is going to happen and how people want the engagement
to happen, both the autistic individuals and the researchers... it's got
to be individual to every project and every person” (12-R).

Participants acknowledged that conducting high-quality
participatory research can require considerable effort but felt that
investment was justified by the potential benefits: “when the
academics are willing, you can really see the effort they put in... it
becomes a smoother process. Just that willingness to bridge that
gap makes a huge difference” (05-StF). Some found benefit in
departing from typical research processes to engage creatively with
different stakeholders: “What this project has shown is, if you do
think creatively about ways that people can express themselves in
different ways... then they can be a lot more involved, actively
involved” (18-RSp). One participant explained the importance of
planning and sustained effort for facilitating inclusion:

If the structures are right, anybody can participate at any time,
but it has to be set up for people to be successful... You take
little steps, and you keep trying and you keep doing more, and
you keep building skills and capacity, and then eventually,
you’ll get there. (16-StSp)

Theme 4: Autism research is changing

Participants overwhelmingly agreed that “autism research is
really in a changing space” (16-StSp), describing “a huge amount of
change in our knowledge in the field, and how we look at autistic
people” (04-R). Participants agreed that this change is a positive
development in the field. They acknowledged that “if you go back far
enough, you can see why there’s very good reasons to have skepticism
and concerns around research that was done” (12-R). They also
noted that “you do not get changes in research trajectories quickly”
(16-StSp), but felt that the field is “slowly improving” (07-AR), and
that the current shift is “a change in the right direction” (05-StF).

Participatory research is “the way of the future”

As well as identifying a broad environment of change within the
autism research field, participants identified a specific shift toward
participatory research and increased involvement of autistic people
in research: “I think it’s definitely shifting towards more involvement
and more in every area, research priorities being set by autistic
adults... being involved in the project from beginning to end rather
than just as that participant” (17-RF). Participants believed that
there exists “a growing body of researchers that do acknowledge the
benefits and the value of participatory methods” (01-R), and felt
that, despite some initial resistance (see subtheme 2.3) “some
researchers might be realizing that they might be running out of a
choice not to be inclusive” (12-R).

Participants attributed this shift toward participatory research
to “a combination of [autistic people] pushing more and researchers
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finally realizing, ‘oh, maybe we should get their opinion on this’
I think that’s been making autistic individuals more involved in the
research that’s supposedly being done for them” (05-StF). Another
participant noted: “There’s just a lot more recognition of including
the community in research, I think... autistic adults saying, ‘well,
hang on a minute. You cannot do all this research without including
us and asking us what we want”™ (08-R).

Some participants had witnessed or contributed to increased
community engagement within their own organizations, which is
“very formalized now rather than being hap-hazard” (RSp-09);
“my involvement in the project was part of that transformation of
[the organization] moving from that tokenistic, ‘hey, look, we are
training an autistic to be a researcher’ into that genuine respect
and recognition and inclusion” (13-ARSp). Others noted a similar
shift across the process of a research project, describing how “the
participatory side of [the project], if anything, has continued to
grow and increase and is actually a solid part of the project now”
(01-R). Participants were confident that this evolution will
continue, with one participant speaking optimistically about the
future of community engagement in autism research:

I think that, going forward, every research project will have a
participatory element. I think it is the way of the future and
I think, in another 10years’ time, to think that people used to do
research projects to groups of people and those people were not
involved, will just be a little bit absurd. Let us hope,
anyway (01-R).

Discussion

How did stakeholders practice and
experience participatory research within
Autism CRC research projects?

In this study, we sought to understand the varied ways in
which stakeholders practice and experience participatory research
within projects supported by Australia’s Autism CRC. Consistent
with previous research (Pellicano et al., 2014; Hollin and Pearce,
2019; Pickard et al., 2022), many of our academic participants
spoke about the benefits of participatory research and believed
that community members had made valuable contributions to
their work. Like previous findings, and in line with evidence
regarding participatory research beyond the autism field (Brett
etal, 2014; Forsythe et al.,, 2019), community members’ insights
were perceived to improve research outcomes and inform research
findings that are more relevant to the autism community.

Yet, almost universally, participants’ experiences reflected
community engagement consistent with a consultation approach,
as opposed to the co-production approach endorsed by the
Autism CRC. As with our own previous work (den Houting et al.,
2021), community members were frequently described—both by
academics and by community members themselves—as “advisors”
who provided “feedback” to research teams, rather than as
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members of those research teams. In some cases, autistic people
were employed as Research Assistants, which afforded community
representation within research teams, albeit in subordinate roles.
Academics largely retained decision-making power and control
over the research process itself, and also over processes for
community engagement, including decisions regarding how and
when community members’ input was sought. Unsurprisingly,
then, some community members felt that they had little or no
influence over research processes and perceived their engagement
as tokenistic. This finding echoes the sentiments of community
members in Pellicano et al’s study, who asked, “Whatever we say,
is that really going to influence anyone?” (Pellicano et al,
2014, p. 4).

Consistent with previous research (Pellicano et al.,, 2014;
Hollin and Pearce, 2019; Pickard et al., 2022), some of our
participants faced challenges in communicating across different
stakeholder groups, describing incidents of conflict and
misunderstanding. In contrast to previous reports, though, our
participants spoke of communication challenges occurring across
a range of (autistic and non-autistic) stakeholder groups, and
therefore tended not to attribute these difficulties
communication deficits on the part of autistic stakeholders.

to

Instead, our participants perceived these communication
challenges as arising from the varied experiences and perspectives
that different stakeholders brought to the research process. In their
Guidelines for the inclusion of autistic adults in research,
Nicolaidis et al. (2019) warn against pathologizing autistic
community members in instances of disagreement, noting that
such challenges are usual in academic-community partnerships
beyond the autism field. We echo this warning, and put forward
our findings here as evidence that communication challenges in
participatory autism research stem from factors far more complex
and diverse than presumed autistic communicative “deficits.”
Discussion of the need for diversity in community
representation is a theme consistently raised in previous relevant
work (Pellicano et al., 2014; Hollin and Pearce, 2019; Pickard et al.,
2022). In previous work, this emphasis on diversity perhaps stems
from the perception that autistic people’s primary role in research
is that of participant, with diversity and representativeness
favorable within a participant group. When autistic people are
instead engaged as research co-producers, however, there may be a
tendency to erroneously apply these same expectations of diversity
and representativeness. This is despite the striking lack of diversity
evident among researchers—in our participant group, for example,
a considerable majority of academic participants were white
women. In our data, a focus on diversity was notably absent.
Instead, many of our participants emphasized the importance of
making research involvement accessible for community members,
describing a range of different strategies that their research teams
had implemented to facilitate the engagement of stakeholders with
varying skills and expertise relevant to the particular research
project. This finding signals an important distinction in how our
participants approached the issue of diversity. Rather than
implicitly placing the onus on the autistic and autism communities
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to make available a diverse range of representatives, this framing
suggests that academics hold responsibility for providing a
research environment that is accessible and welcoming to a range
of collaborators (see Cascio et al., 2020 and Gowen et al., 2019, for
discussion). The development of strong, trusting relationships
between researchers and autistic community members should help
to ensure that the accessibility needs of all team members are met.

Barriers to access, though, extend beyond the sensory
processing differences, executive functioning difficulties, and
other accessibility considerations discussed by our participants.
In the autism field, the substance of research itself can serve as
a considerable barrier to engagement by autistic people. Our
participants spoke of autism research as being stigmatizing,
irrelevant, alienating, and even harmful to autistic people. In
writing about their experience as an autistic academic and
activist, Botha (2021) describes regularly encountering
dehumanizing, objectifying, and violent content and attitudes.
Other autistic academics (Yergeau, 2013; Raymaker, 2019;
Dwyer et al., 2021) have similarly described how the harmful
and ableist nature of autism research has detrimentally impacted
their experiences of academia, an experience that the first
author of this manuscript shares. The autism research field is
permeated by systemic violence against autistic people, ranging
from ableist language (Bottema-Beutel et al., 2021) to efforts to
prevent autism (e.g., Qiu et al., 2022). As oppressive as this is,
autistic academics have the benefit of familiarity with the
academic system, allowing us to engage with such content and
attitudes from a position of relative privilege. For lay autistic
people, engaging with such accounts may prove even more
confronting. It is vital, therefore, that academics support their
lay collaborators to safely engage with research and minimize
exposure to offensive content, while at the same time working
to enact systemic change to ensure that autism research can
be safely accessed by all stakeholders.

Why was participatory research practiced
and experienced in these ways?

Within the academic setting, there exists an inherent
power imbalance between researchers—who are typically
highly educated, familiar with academic systems and
structures, and perceived as “experts”—and lay community
members, who may have few or none of these attributes. Also,
community members in participatory research are often
members of minority groups with little social power (e.g.,
Nicolaidis and Raymaker, 2015; McFarlane et al., 2022), an
added complexity that may serve to exacerbate the power
imbalance. One key aspect of participatory research is an
epistemological shift—the ability to change the way we perceive
community members and see them as experiential experts and
equals, rather than as research participants or otherwise
subordinate (Cargo 2008; Ocloo
Matthews, 2016).

and Mercer, and
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Several of our themes and subthemes highlight the
persistence of conventional perceptions regarding academics,
academic systems, and the respective roles that researchers
and community members can and should play within the
research process; perceptions that are largely incompatible
with meaningful community engagement. Participants across
various stakeholder groups described the academic context,
and academics themselves, as “out-of-touch” with the
community. Participants described the priorities of the
academic system as being disconnected from community
priorities, and even as hindering efforts to ensure research
has real-world applications. This finding mirrors closely the
experiences of community members in Pellicano et al’s
(2014) study, who described research—and researchers—as
“isolated” and “detached” (Pellicano et al., 2014, p. 9) from
the practical issues faced by the autism community. This
enduring perception of academia as an “ivory tower,
reported by both researchers and community members, is
likely to reinforce existing power structures and serve
as a barrier to meaningful community engagement
in research.

Encouragingly, our participants often problematized the
academic system, recognizing the limitations the “ivory tower”
imposed. Even so, participants tended to accept current academic
processes—including rigid protocols and tight constraints on time
and funding—as inexorable and even necessary elements of the
research process. Rather than highlighting the need for systemic
change, participants spoke of adjusting participatory research
processes to “fit” within the confines of academia, in some cases
even suggesting that community members must also conform to
these rigid academic standards if they are to contribute to
knowledge production.

While participants expressed frustration with the academic
orthodoxy, this orthodoxy was nonetheless evident in the roles
that different stakeholders played within research processes. Some
participants spoke candidly about the power imbalances that
existed within their research teams and acknowledged these as
inconsistent with best practices for participatory research. Lay
community members’ roles were, at best, described as valuable but
peripheral to the core research team; and, at worst, as disingenuous
and tokenistic. Given this finding, it is evident that there remains
a perception of community members—particularly autistic
people, who have historically been limited to the role of
participants in research—as less-than-equal contributors
to research.

The establishment of strong working relationships
between stakeholders is key in mitigating power imbalances.
Current perceptions of community members may hinder the
development of these relationships. Academics may be less
motivated to build relationships with stakeholders who they
perceive as being subordinate or ancillary to a research team,
and reluctant to place trust in these stakeholders. Similarly,
community members may have difficulty relating to and
trusting “out-of-touch” academics, who they perceive as
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having limited understanding of the reality of lived experience.
This may be particularly true for autistic community members,
who have—as our participants noted—good reason to be wary
of placing their trust in researchers. While these dynamics
persist, participatory autism research teams will likely struggle
to establish effective strategies for mitigating power
imbalances. As a result, efforts to achieve genuine
co-production of research may be hampered.

It is worth noting that several of our participants
described research projects in which the only community
members involved were autistic people employed as Research
Assistants. Though participants typically perceived the
employment of these Research Assistants as constituting
community engagement, their descriptions suggested that
these individuals’ roles might be more accurately framed as
that of insider-researchers; that is, research staff (or students)
who share an identity with the researched. Insider-researchers
can bring considerable value to participatory research teams,
occupying a “middle-ground” with access to both community
and academic experiences, knowledge, and resources
(Muhammad et al., 2015). There are, though, at least some
aspects of a community member’s role that an insider-
researcher will not typically be well-placed to undertake—for
example, making judgements regarding accessibility for lay
Additionally,
Assistant’s role ordinarily exists within a hierarchical

participants. and crucially, a Research
academic team, with team members working under the
supervision of a (most often non-autistic) Principal
Investigator. Such a hierarchy inherently dictates the
distribution of decision-making power and control within
the academic team, with Research Assistants typically
afforded relatively little of this power; equitable power
sharing between the academy and the community is likely
unachievable in these circumstances. It is vital, then, that
participatory research teams do not rely solely on the
expertise of insider-researchers, but include lay community
members as equal partners in the research process.

How might we improve participatory
autism research going forward?

Consistent with previous research (Pickard et al., 2022),
our participants described the autism research field as being
in the midst of a broad shift in terms of attitudes toward
autism and autistic people, with increasing recognition of
autistic people as key stakeholders in the production of
knowledge about autism. Although they often found
participatory research challenging in practice, participants
invariably expressed positive attitudes regarding community
engagement in autism research. This context of attitudinal
change toward autistic people and widespread support for
community engagement provides a rich opportunity to
advance participatory autism research.
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To move toward a more participatory future in autism
research, it is important also to recognize the historical and
ongoing epistemic injustice practiced against autistic people.
Broadly, epistemic injustice refers to a range of injustices
carried out against a person in their capacity as a knower or a
producer of knowledge; see Catala et al. (2021) for a detailed
discussion of the many types of epistemic injustice autistic
people face. In short, autistic people face both testimonial
injustice, in which biases against autistic people serve to
their
hermeneutical injustice, in which the epistemic resources (e.g.,

diminish credibility as epistemic agents; and
concepts and language) necessary for autistic people to
understand and articulate their experiences are lacking
(Fricker, 2007; Catala et al., 2021; Dinishak, 2021). Addressing
this epistemic injustice is both a necessary precondition for,
and a likely result of, effective participatory autism research.
Autistic people must be recognized as credible producers of
knowledge if they are to contribute to participatory research;
that is, testimonial injustice must be addressed. At the same
time, autism research produced by and/or with autistic people
will likely be better placed to produce the epistemic resources
needed to overcome hermeneutical injustice. This is evidenced
by, for example, Milton’s Double Empathy Problem (Milton,
2012), and recent co-produced and autistic-led work on autistic
burnout (Raymaker et al., 2020; Higgins et al., 2021) and
autistic inertia (Buckle et al., 2021; Phung et al., 2021), all of
which have introduced to the academic literature new epistemic
resources for understanding autistic experiences.

As discussed above, our participants predominantly adopted
a consultative approach to community engagement in research.
While this approach lacks the power-sharing that is central to
more genuinely participatory work, it can nonetheless serve as a
key foundational step in establishing an equitable co-production
partnership. Consultation between academics and community
members can provide a valuable opportunity to establish working
relationships and identify shared values and interests. To move
beyond consultation, it will be critical to build upon these
incipient relationships, working over time to establish effective
communication and mutual trust.

As our participants explained, effective participatory
research must be “set up for success,” with community
engagement intentionally established as core to the research
from the earliest stages of a project. We suggest that, to
be most beneficial, community engagement can be established
even earlier. Rather than approaching community engagement
as subsumed within a particular research project, we encourage
researchers to consider community engagement as an

Ideally,
trusting

independent—but important—process.
stakeholders establish
relationships, open communication, and processes for power-

equally
could first work to
sharing, before collaboratively identifying research topics of
mutual interest and beginning the process of research
co-production. The Academic Autism Spectrum Partnership

in Research and Education (AASPIRE) is an example of a
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long-term participatory partnership that has successfully
followed this approach (Nicolaidis et al., 2011, 2019).

Establishing and maintaining participatory partnerships
of this type can require considerable resourcing. As our
participants observed, existing academic systems are often
designed to facilitate conventional research processes, and
lack the flexibility to accommodate participatory research. To
foster meaningful community engagement in research, then,
change is needed at the systemic level. Our participants noted
three elements of current academic systems that serve as
barriers to participatory research: academic protocols and
rules; time pressures; and funding constraints. We suggest that
two overarching changes within academic systems are
necessary to mitigate these barriers. First, greater flexibility
and responsivity within the academy, allowing for the tailoring
of protocols, timelines, and budgets to better accommodate a
range of research processes and stakeholders. Second, cultural
change, promoting greater recognition of the value of
community engagement in research, and ensuring that the
additional labor inherent in such work is acknowledged
and rewarded.

Limitations

While this study provides valuable insights into stakeholders’
experiences of community engagement in Australian autism
research, these findings must be considered in the context of the
study’s limitations. First, participation in this study was open to
any stakeholder involved in producing Autism CRC-funded
research, regardless of their level of experience with participatory
research. It is therefore possible that our participants were
motivated to take part due to a particular interest in the topic of
participatory research, which may be reflected in our findings. As
a result, the extent and nature of the challenges identified herein
may well be an underestimate of those experienced in autism
research more broadly.

Second, although we did not specifically recruit participants
for their participatory research experience, we asked each
participant to identify and describe a participatory autism
research project in which they had been involved. While every
participant was able to identify and discuss a project they
perceived as participatory, some participants noted that they felt
their projects were not “good” examples of participatory research,
and others described projects with minimal or no community
engagement in the research process. Consistent with our previous
work (den Houting et al., 2021), participants in this study had
varied understandings of what constitutes participatory research,
which did not always align with accepted definitions. As a result,
the findings presented here describe participants’ experiences of
research that they perceived as participatory, some of which
appeared to lack meaningful community engagement.

Third, our recruitment process relied on Autism CRC
Project Leaders to nominate members of their project team/s as
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potential participants. To encourage the nomination of a range
of different stakeholders, we specified that project teams may
comprise both academic and community members, in paid or
unpaid roles, including advisors and consultants. Despite such
encouragement, most nominated participants were academics
(see den Houting et al, 2021). Only two of the current
participants held exclusively non-academic roles in the autism
community (02-A, an autistic person; and 10-F a family
member/career); the remaining 18 participants all held academic
roles, either exclusively or in addition to non-academic roles. As
a result, our findings provide only limited insight into lay
community members experiences of participatory autism
research. In addition, most participants were women, white,
highly educated, and engaged in full-time employment or study.
Given that previous findings indicate considerable disparity
between academic and community experiences of autism
research (Pellicano et al., 2014), future studies should make
additional efforts to ensure that the perspectives of non-academic
community members, particularly those from marginalized
communities, are represented.

Conclusion

The findings presented here paint a picture of a field in flux,
facing a shift from the “normal science” (Pellicano and den
Houting, 2022) of the ivory tower to a more inclusive, real-
world paradigm with community members valued as key
agents in knowledge production. It is clear, though, that much
remains to be done if the field of autism research is to achieve
epistemic justice for all stakeholders. At an individual level,
we must continue working to forge meaningful, sustainable
academic—-community partnerships to facilitate the power-
sharing that is key to genuine research co-production. At a
systemic level, considerable change is needed to eliminate the
barriers that hinder community engagement in research. By
moving forward with such changes, we may indeed find that
participatory research is “the way of the future”
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