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Abstract

Autistic people report greater comfort socialising and easier communication with each other. Despite autism being
stereotypically associated with lack of social motivation, an autistic community has been described briefly in the literature
but is not well understood. Autistic community connectedness may play a role in promoting wellbeing for autistic
people. This qualitative study involved interviewing autistic individuals (N=20) in-person, via a video-based platform, a
text-based platform or over email to investigate autistic community connectedness. Critical grounded theory tools were
used to collect and analyse the data. There were three elements of autistic community connectedness: belongingness,
social connectedness and political connectedness. Belongingness referred to the sense of similarity that autistic people
experienced with each other. Social connectedness referred to specific friendship participants formed with other autistic
people. Political connectedness referred to a connectedness to the political or social equality goals of the autistic
community. Participants described the benefits of autistic community connectedness as being increased self-esteem, a
sense of direction and a sense of community not experienced elsewhere. Lack of connectedness involved ambivalence
with an autistic identity and/or feelings of internalised stigma. Experiences of autistic community connectedness may
have implications for autistic people’s wellbeing, as well as how they cope with minority stress.

Lay abstract

A sense of being connected to other autistic people has been reported anecdotally. Friendships and connectedness
may be important to autistic people and beneficial for their wellbeing. Our research aimed to understand the autistic
community by interviewing 20 autistic people about their experiences of being connected to other autistic people.
Participants were interviewed in person, over video, using a text-based software to type or over email. Participants
detailed three parts of autistic community connectedness: a sense of belonging, social connection with autistic friends
and political connectedness. The friendships autistic people had with one another were deemed to be very important
to participants because it gave them confidence, provided companionship and made them happy. Some participants did
not experience connectedness to the autistic community. These participants also found autism to be less important to
their identity and had fewer positive feelings about being autistic. This research is important as it raises awareness that
community connectedness is viewed as important to this group. It is possible that community connectedness may help
protect the mental health of autistic people when they face stigma or negative life experiences in society.
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‘community’ used to be described in a restricted sense to
describe only geographic locations, definitions have
expanded it more broadly as a shared form of identity, not
limited by proximity (Douglas, 2010; Slack, 1998). Thus,
a community becomes united through a collective identity
and a shared psychological space (Deaux, 1996; Douglas,
2010). A shared psychological space can be described as
sharing an identity, values or as an emotional cohesion that
unites people (Douglas, 2010). This reflects the cognitive
and affective components of community; emotional bonds
or ideological solidarity (Frost & Meyer, 2012). There are
five elements to a sense of community — membership
(feeling of relatedness), influence (the ability to make a
difference), reinforcement (needs fulfilment), shared emo-
tional connection (Chavis et al., 1986) and conscious iden-
tification (Obst et al., 2002).

A sense of belonging is said to be an innate human need
and is associated with higher wellbeing (Allen, 2021;
Baumeister & Leary, 1995). Thwarted belonging, in com-
parison, is associated with a risk of suicide (Van Orden
et al., 2010). Minority stress (stigma, discrimination and
marginalisation) confers an increased stress burden, and
fewer social resources with which to cope (Meyer, 2015).
Marginalised minorities, however, might also experience
an in-group sense of belonging to similar others which
offers positive self-comparison (instead of normative
judgement) (Crocker & Major, 1989; Meyer, 2003). For
sexual minorities, for example, connectedness to the
LGBTQ community weakens the relationship between
stigma, depressive symptoms and suicidal behaviour
(Kaniuka et al., 2019).

There has been little literature on the experience of
autistic community connectedness, and yet it is a term that
has been used colloquially for some time to refer to autistic
people as a collective population. The roots of the com-
munity began in the 1980s, with communication between
autistic adults seeking the advancement of autistic rights to
education and opportunities (Ward & Meyer, 1999). This
was the precursor to The Autism Network International
(founded by and for autistic people), which united autistic
people into a community primarily over the Internet
(Bagatell, 2010; Sinclair, 2005; Ward & Meyer, 1999).
Thus, the term ‘autistic community’ has existed for dec-
ades, but not particularly as a formalised analytical con-
cept. Autistic community may be undervalued as a
phenomenon, due to the stereotypes society hold regarding
autism, such as disinterest in friendship, and perceived iso-
lation (Wood & Freeth, 2016). Despite this, there is emerg-
ing evidence of a vibrant and vastly understudied autistic
community, with a rich history (Kapp, 2020). There have
been increasing accounts from scholars (Bagatell, 2010;
Ryan Idriss, 2021) and autistic advocates and community
members (see Kapp, 2020 for a history of the term and
community) on how the community developed, but there

is little empirical work which focuses on qualitative expe-
riences of autistic community connectedness.

In accounts of friendship that exist, there appears to be
a benefit in adult autistic—autistic friendships. In Crompton
et al.’s (2019) qualitative study, autistic people reported a
unique feeling of belongingness in their friendships with
other autistic people. Furthermore, in a study of rapport,
autistic-only dyads had increased self-report, and per-
ceived rapport, compared to mixed dyads (Crompton,
Sharp, et al., 2020). A quantitative study of autistic chil-
dren’s friendships found that autistic—autistic friendships
were equally as ‘advanced’ as autistic—neurotypical friend-
ships, the only difference being that autistic children in
mixed friendships were often assigned subordinate roles
(Bauminger et al., 2008). Similarly, research investigating
communication between autistic and non-autistic people
found that communication happens more smoothly and
effectively between homogeneous chains of the same
neuro-types including for autistic people (Crompton,
Ropar, et al., 2020).

In terms of explicitly studying experiences of autistic
community connectedness rather than friendships, there is
a case study on an autistic teenager ‘discovering’ the
autistic community (Bagatell, 2007), and an ethnographic
account of an autistic-led community group in a North
America city (Ryan Idriss, 2021). Bagatell (2007)
describes how a teenager, on discovering the autistic com-
munity, had an initial feeling of relief and started creating
friendships. However, the participant ultimately felt torn
between two worlds — one world in which it was accepta-
ble to be autistic, and the other in which it was not.
Furthermore, Ryan Idriss (2021) describes what they
observed in an ethnographic project as an enduring ‘autis-
tic sociality’ of autistic people coming together to build an
invisible ‘autistic infrastructure’ of support for one and
other that — something which confound deficit-based, the-
ory of mind understandings of autism which construct
autistic people as inherently socially disordered. Aside
from this, there is limited research which explores the rel-
evance of an autism identity (elsewhere known as an
autistic identity) for individual, and collective self-esteem,
which found that increased identification appeared to be
protective for mental health (Cooper et al., 2017), yet this
does not elaborate on community identification or experi-
ences, nor what autistic community connectedness might
be. More research is needed beyond these studies as
explicit understandings of autistic peoples’ experiences of
autistic community connectedness do not yet exist. Given
community connectedness’ relationship to mental health
and wellbeing in other minority communities (Kaniuka
etal., 2019), it might prove a useful concept to understand
in relation to autism given the high rate of mental ill-
health (Hannon & Taylor, 2013; Lai et al., 2019) and sui-
cide (Cassidy et al., 2014).
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This study aimed to provide a qualitative investigation
of autistic community connectedness. We aimed to con-
duct this study without a definition of autistic community
connectedness to prioritise the narratives of participants in
defining this. To achieve this aim, critical grounded theory
(CGT) tools (Hadley, 2019; Kempster & Parry, 2014) were
used to collect and analyse qualitative data. Grounded
theory is useful where there is little to none current theo-
retical or empirical data on a subject (Age, 2011; Charmaz,
2008; Glaser & Strauss, 1967). The study aimed to explore
if and how autistic people experience autistic community
connectedness.

Method

Participants

Purposive theoretical sampling (Corbin & Strauss, 2008)
was used to adapt to the heterogeneity of the autistic spec-
trum — data were analysed throughout collection and
guided subsequent recruitment. This approach reached a
wide array of autistic individuals with a range of commu-
nicative and social needs. Face-to-face and online verbal
interviews were offered. Non-speaking, and/or situation-
ally mute autistic people who wanted to take part but
would struggle with these formats asked for alternative
methods; email and text-based interviews were subse-
quently offered.

Inclusion criteria stipulated that participants had to be
autistic (diagnosed or self-diagnosed), over age 18years,
and proficient in English. Reward for participation was
inclusion in a prize draw. Participants were recruited
online and locally at University of Surrey. Posters were
used for local advertising, and digital posters online
through social media. While we did not have a particular
threshold in mind for how geographically varied the sam-
ple should be, participants were involved globally to pre-
vent completely culturally situated understandings of
autistic community connectedness. The final sample
reflects this with more than one-third of the sample living
in either North America, Israel, Europe and South America.
People interested in participating emailed the lead
researcher and were sent information. A time and inter-
view method was arranged for participants. Prior to inter-
view, participants received the information sheet for a
second time before signing a consent form. Overall, twenty
participants took part, three using alternative methods to
participate. Participant ages ranged from 21 to 62years
(M, =37.2 and SD,,.=13.1). Information on gender, age,
race, cthnicity, diagnosis and educational attainment is
available in Table 1. The sample was mostly white, had a
diverse mix of genders, sexualities and education. Specific
data on socioeconomic status were not recorded.

Ethical approval was gained from University of Surrey
before recruitment. Confidentiality of participants was
protected, and pseudonyms are used.

Table I. Participant demographics.

Demographics (N=20) n %
Gender Male 9 45
Female 9 45
Non-binary 2 10
Ethnicity/race White British 13 65
Black British | 5
White European 2 10
White American | 5
Mixed-race South American | 5
White other (New Zealand) | 5
Undisclosed | 5
Autism diagnosis  Asperger’s syndrome® 12 60
Autistic spectrum condition 2 10
Pervasive developmental | 5
delay (not otherwise
specified)
No diagnosis 5 25
Sexuality Heterosexual 13 65
Bi-sexual/pansexual 5 25
Undisclosed 2 10
Education Highschool or below 7 35
Undergraduate 7 35
Master’s degree 5 25
PhD | 5

*Although Asperger’s syndrome is no longer a diagnosis, we have
included it as it is the self-reported diagnosis of participants.

Interview procedure

The lead researcher conducted the interviews: face-to-face
interviews occurred at the University of Surrey (N=9).
Online interviews were conducted over ‘ClickMeeting’ via
audio (N=8), text message (N=1) or email (N=2). Oral
interviews were audio-recorded for transcription. The
duration of the interview varied (32-92min,
(mean=44.23)), excluding three text-based interviews
(mean words=1741). The lead interviewer adapted their
language according to the preference of the interviewee
with regards to the use of person-first (person with autism)
versus identity first (autistic).

The constant comparative approach was used (Corbin
& Strauss, 2008; Kolb, 2012). Here, data were analysed
from the first interview onwards and compared to ques-
tions being asked, to other data collected, and to the frame-
work being developed. Questions were added to reflect
incoming data. Where data were identified contrary to the
framework being developed, the framework was adjusted
to remain grounded in participants’ accounts. The supervi-
sory team (authors aside from the first author) guided the
design of the study as well as specific questions on the
interview schedule.

The focus on community connectedness was based on
the situated knowledge and position of the first author who
is autistic, alongside the theoretical and empirical work on
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community connectedness in the minority stress literature,
and so the original interview schedule was created with
these concepts in mind. The original interview schedule
(available in Supplementary Appendix A) was as broad as
possible to capture wider context and prevent leading
despite this insider positionality, and so any questions spe-
cifically mentioned community were asked last. Three
broad domains were included — diagnosis (how people
realised they are autistic), identity and community con-
nectedness. Example questions across around diagnosis
and process included, for example, ‘did being diagnosed
(or suspecting) you were autistic/on the autism spectrum
change the way you thought about yourself or your life?’.
Questions around identity included ‘do you feel being
autistic/on the autism spectrum autism is a core part of
your identity? Why so’. Questions about community
included ‘do you have other friends that are on the autism
spectrum/autistic? What are these friendships like?’

The main topics that were not originally included, but
became prominent during the data collection were stigma,
stereotypes, representations of autism and ‘sensing’ other
autistic people. Questions on these topics were added as
they appeared across multiple interviews including ‘How
do you think society feels about autism?’, ‘do you think
there are stereotypes attached to autism? Why? What are
they?” and ‘do you feel you notice when someone else is
on the spectrum/autistic?’. Stigma and identity were
exceptionally prominent in the data and to cover these
areas in as much depth as possible are discussed elsewhere
(Botha et al., 2020).

Community involvement

The study was led by the first author who is an autistic
researcher, under the guidance of a team of non-autistic
researchers, and focused on social issues which is of high
priority in the autistic community (Pellicano et al., 2014).

Data analysis

CGT tools were used in this study (Hadley, 2019; Hoddy,
2018). CGT applies grounded theory tools (Charmaz,
2008; Corbin & Strauss, 2008; Glaser & Strauss, 1967)
within a critical realist framework (Hadley, 2019).
Critical realism posits an ultimate reality which exists
independently of interaction with it, but also that all
descriptions of reality are mediated through meaning and
context (Bhaskar, 1997). Using CGT, researchers relate
experiences between participants, but they also abstract
their accounts into the contextualisation of the ecological
systems the participants may or may not be aware of
(Hoddy, 2018; Kempster & Parry, 2011). For a further
explanation of CGT methods in the study, please see
Botha et al. (2020). In line with grounded theory tools,
the literature review was conducted after data analysis

was complete to allow for the prioritisation of participant
narrative over the prior knowledge of the researchers
involved. This does not mean that the researchers were
blank slates to the topic (we all acknowledge our prior
knowledge by virtue of our positions), but rather that we
did not want to shape the data according to prior theory,
and instead build theory based on the data from these
interviews instead.

We used NVivo 10 and 11 (QSR International, 2015) to
manage and analyse data. The first author coded the data,
allowing for continuity between interviewing, coding and
initial ideas of how the data related to other participants.
All data from all interviews were coded entirely to ensure
participants or narratives were not favoured. The coding,
interpretation and write-up of the results were subse-
quently discussed by the supervisory team, who met fre-
quently to identify any potential differing interpretations
of the data. As such, the wider team guided the project
throughout.

Grounded theory coding techniques were used — open,
axial and selective coding (Hoddy, 2018; Kempster &
Parry, 2011). Open coding consisted of coding the data
line-by-line according to people’s own understandings of
phenomena (Hoddy, 2018) and positing links. Axial cod-
ing started after interviewing three participants, and
included highlighting regularities between data (Charmaz,
2006; Corbin & Strauss, 2008; Hoddy, 2018). During axial
coding, we made explicit the relationship between open
code categories describing possible mechanisms. During
selective coding, core categories were highlighted (Hoddy,
2018; Vollstedt & Rezat, 2019) and their relationship to
other categories were made explicit. The relationships
between codes and categories were based on the common-
alities and contrasts between participants and how they
narrated their experiences. Some relationships were based
on overt and direct data where multiple participants pos-
ited relationships between phenomena themselves, for
example, between salience of identity and closeness to the
autistic community. Whereas other relationships were
based on the key difference in how the participant describe
themselves or their experiences, in comparison with the
wider data set; for example, the relationship between inter-
nalised stigma and autistic community connectedness. The
final stage involved abstracting these data upwards relat-
ing them to other systems in people’s lives (Hoddy, 2018).
The whole process of coding was iterative, and involved
moving forwards and backwards between stages to gener-
ate a cohesive model as more data were collected, and as
the schedule and focus of participants shifted, making the
whole process highly adaptive participants narratives. The
final model being a product of iterations means that it
closely reflected the overall data. This model was then
compared to existing literature in a final stage of abstrac-
tion to see the ways in which these data contrasted to wider
community literature.
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Reflective journaling

Reflective journaling (Janesick, 2015) was used for retro-
spection, to ensure the coder’s epistemic responsibilities
were met and for transparency. Epistemic responsibility
refers to a process of active acknowledgement and recog-
nition of the impact and implications of ones’ interpreta-
tions and work (Barad, 2007). Given that critical realism
acknowledges that phenomena are shaped by perspective
(Bhaskar, 1997), this openness and transparency is
critical.

Results

Core categories identified were autistic community con-
nectedness, identity and stigma. An overview is presented
in Figure 1. While the research was designed to understand
autistic community connectedness, participants’ engage-
ment with the concept evolved over the course of the inter-
view. The discussions of community emerged organically
in the initial generic part of the interview and were further
refined in the later part of the interview in response to
direct questions about community. Our analysis indicated
that autistic community connectedness consisted of
belongingness, social connectedness and political connect-
edness — three subdomains of an overarching concept of
autistic community connectedness. Belongingness related
to an emotive feeling of recognising similar others. Social
connectedness reflected the social capital provided by
social connection to autistic people. Political connected-
ness was a goal-orientated connectedness whereby partici-
pants focused on rights acquisitions and advocacy. Being
connected in one domain did not mean being connected in
all. There were benefits attached to being connected to the
autistic community such as easing loneliness, improving
confidence and generating social change.

Identity and stigma were core categories because they
related to connectedness (or lack thereof). Stigma in non-
autistic communities pushed autistic individuals to autistic
community connectedness, while ambivalence towards
autistic identity and internalised stigma seemed to relate to
a disconnect; thus, this relationship appears reciprocal.
Some aspects of autistic community connectedness would
exist regardless of stigma and marginalisation, but political
connectedness exists because of it. Thus, stigma relates to
autistic community connectedness (potentially pushing
people towards it), while autistic community connected-
ness also relates to stigma, by potentially disrupting stigma.
Similarly, importance of autistic identity seemed to relate to
autistic community connectedness, while a lack of autistic
identity related to a lack of connectedness. It should be
noted that while identity and stigma are core categories,
below they are integrated and discussed throughout because
they describe the relationship between other subcategories
of data and were pervasive. For an in-depth exploration of
this stigma and identity data, see Botha et al. (2020).

Autistic community connectedness

Belongingness. Belongingness appeared to involve feel-
ings of similarity, a sense of a ‘tribe’! among autistic peo-
ple (reflecting language from the book NeuroTribes
(Silberman, 2015)). Participants described feeling con-
nected to and accepted by other people who are autistic
or neurodivergent. The similarity was expressed in terms
of being on the same wavelength and instant connection:
‘There is an instant connection, I feel like we’re kind of
the same ... (my autistic friend) talks about things
the way I think’ (Andrew, 22, Black British, male,
diagnosed).

Participants described feeling accepted for their ‘quirks’
not despite them. Participants discussed a constant rejec-
tion until discovering an autistic community:

I could relate to everyone on there really quickly, which was
odd for me . . . There is just a feeling, I can recognize myself
in other [autistic] people . . . (Ava, 35, Peruvian American,
female, seeking diagnosis)

Participants described being able to sense similar oth-
ers. Most could not identify what it was that made them
sense other autistic people, describing it only as a gut feel-
ing, or ‘just a sense’, but other participants could:

I can sense [other autistic people], there is something just off,
not in a bad way, about their timing. But yeah just like, like
something about their timing . . . | have off timing, too. It’s
not like a great name but you know in the way of continuing a
conversation or something, I mean like talking for a really
long time. Its also a feeling, I don’t know, I feel I can recognize
myself in autistic people. (Ava, 35, Peruvian American,
female, seeking diagnosis)

Importantly, participants described gravitating towards
people who are different and ‘weird like them” describing
these connections as instant and valuable:

I sense that we have a lot in common. In those cases, [ am very
attracted to them. It already happened that after a minute’s
conversation | already felt closer to such a person than to
people I had known for decades. (Abi, 47, Isreali, male,
diagnosed)

Similarly, connecting with other autistic individuals
was routinely described as being easier or providing more
success than with non-autistic individuals:

I’d say it is easier to connect to people on the [autism]
spectrum . . . [ have a better success rate. (Ava, 35, Peruvian
American, female, seeking diagnosis)

Social  connectedness. Social connectedness was the
specific social connections formed with other autistic peo-
ple. While belongingness was a general feeling that the
autistic community was ‘home’, friendship constituted the
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Figure |. Overview of results.

Core categories are bolded ovals, categories are in non-bold ovals, while the relationships between categories are described with lines.

individual relationships created in these spaces and
referred to specific people rather than the community in
general. Participants discussed how accessibility of spaces
which cater to autistic people’s needs facilitated social
connectedness. Giving and receiving advice was a part of
social connectedness.

Participants had appreciation for all friendships but felt
there was something unique to autistic—autistic or autistic—
neurodivergent friendships. For example, one participant
argued that neurotypical people can be good friends, but
do not understand:

Neurotypical friends, whilst they can be good, they just don’t
get it. (Carley, 21, female, white British, diagnosed)

Participants described the rapid expansion of forums
for autistic people, which demonstrates the demand for
spaces:

I joined this particular forum, I joined when I was about one
in 10 or 20 . . . And over . . . three or four months, I’ve seen
it grow to . . . about 600 people. (Emma, 40, white, female,
seeking diagnosis)

The predominant ‘space’ where social connectedness
occurred was the Internet, which facilitated connections
regardless of geography, and removed constraints of social
community (eye contact, body language and speaking).
Accessibility was frequently mentioned as environments
are rarely designed with neurodivergent people in mind,
making them overwhelming, confusing or stressful.
Community events (offline) were also mentioned though.
Participants looked for autistic-run events:

[ am] participating in events which are organised by
autistics, for autistics — meetings, hikes, Autistic Pride Day

events, Autscape, Autreat, etc. (Abi, 47, Isreali, male,
diagnosed)

I run a group for autistic adults each month, and we see each
other at the meetings. (Polly, 32, white, female, diagnosed)

Part of social connectedness was giving and receiving
advice, allowing the opportunity to learn about oneself.
Topics of advice included handling experiences with neu-
rotypical people, sensory overload and raising autistic
children:

I am a part of communities . . . to learn how to deal with
neurotypical people and to offer advice and support to parents
of people like us. (Maximillian, 54, male, white British,
suspected)

There was considerable variance in the friendship
experiences described by participants. Most described
friendships with neurotypical and autistic people, others
only with other autistic people or neurodivergent people.
Some who described only having neurodivergent or
autistic friendships questioned how any autistic person
manages to have neurotypical friends, indicating sense of
incompatibility:

I think . . . how do they do it? How do they have neurotypical
friends? (Charlie, 29, gender non-binary, white British,
diagnosed)

Participants described an appreciation that friendship
looks different between autistic people, but were highly
appreciated:

I’ve made some friends there [at Autscape] . . . we rarely see
each other outside of scheduled meetings . . . sometimes we
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will talk over the internet . . . it’s probably not quite how
other people would see a friendship but I'd get very
overwhelmed if they wanted to talk all the time (May, 35,
white British, female, diagnosed)

Political connectedness. Political community connectedness
was a goal-oriented subdomain of autistic community con-
nectedness. Participants described varying levels of politi-
cal connectedness, meaning some were engaged highly
with belongingness and social connectedness, but did not
express a high political connectedness, while fewer others,
took political steps (such as signing petitions) without
expressing a high belongingness or social connectedness
to other autistic people. This suggests belongingness,
social connectedness and political connectedness individ-
ual subdomains of a larger overarching construct rather
than a single construct. Similarly, one participant summed
up the difference between personal and political engage-
ment in saying that some autistic people with whom he
shares interests are his friends, while those whom he shares
goals with are comrades.

Rights acquisition was a part of political connected-
ness. It describes the political movement in which autistic
individuals come together to access equal rights. The goals
are, about gaining rights, such as a ban on fake ‘cures’,
ensuring all autistic children are in appropriate education,
and that access to diagnosis and/or support is a global
right:

There’s been a rise on MMS [bleach] treatments on autistic
children. I recently signed [a petition] banning them. (May,
35, white British, female, diagnosed)

the fact there’s been quite a strong push towards, you know,
women finding their diagnosis, because we’ve been kind of
overlooked in the past quite a lot. (Emma, 40, white, female,
seeking diagnosis)

Political connectedness also involved wanting to be
seen as equal, fighting to end stigmatising campaigns, and
against the desire to normalise autistic people. Participants
described writing to politicians to protest events, like the
roll back on autism diagnoses. This fits with the anti-aus-
terity narrative in grey literature with autistic people fight-
ing against the roll back of disability services in the United
Kingdom (Pring, 2019).

Furthermore, participants discussed making decisions
about what research they would take part in based on polit-
ical agendas around autism — disagreeing with the concept
of curing autism:

I avoid cure research because . . . I feel that all such research
hinders the acceptance of autistics as a social minority group.
(Abi, 47, Isreali, male, diagnosed)

Concerns about, and deliberate attempts to avoid any
genetic research:

It depends on the research and who does it as well, because
the medical side of it, I'm kind of wary because there’s a lot
of focus on people trying to find the cause of autism, because
you know they found the cause of Down Syndrome and look
what happened. Like what if there is a prenatal test for autism?
What’s going to happen to autistic people? So I kind of shy
away from genetic research and the like. The idea we shouldn’t
exist is awful. (Charlie, 29, gender non-binary, white British,
diagnosed)

The motivations seemed to be about participating in
‘good research’ which helps other autistic individuals:

If it’s a topic that I think is important then I’d be more likely
to participate . . . also if the researcher is autistic . . . autistic
researchers are more likely to know what’s actually relevant.
But people research cures and how to make autistic people
more acceptable to non-autistic people. Reasons for a cure are
never anything to do with us. (May, 35, white British, female,
diagnosed)

Participants described how neurodiversity can forge
connections between other minorities to advance the goals
of everyone, showing a political motivation spanning mul-
tiple disadvantaged social identities:

I view everything from a neurodiversity perspective, and
therefore I do my best to cooperate with various social
minorities, to promote solidarity . . . and to advance the rights
of all of us. [I have] a desire to join other autistics in
discussions about how to promote awareness and acceptance
of ourselves, as a social minority group, within larger society.
(Abi, 47, Israeli, male, diagnosed)

As specific examples, participants discussed the inter-
section of race and gender, and autism:

Whenever they show a person of colour they’re shown as
more classically functioning . . . less verbal and less able.
(Charlie, gender non-binary, white British, diagnosed)

As well as culturally situated stigma:

In Nigeria, mental illness and [disability] are downplayed . . .
you know, just pretend to be normal. (Andrew, 22, Black
British, male, diagnosed)

Some described political autistic community connect-
edness as being connected to a power grid of activists
working to promote social justice, while others embraced
it as a grand counter-culture. These descriptions hold
power and pride in resistance:
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I’'m a part of that wider tradition of disability rights
activism, basically with what I do it like through the
autism stuff, but then add to it, neurodiversity . . . It’s
being a part of a grand tradition, a grand counter-culture
which involves communities that have been in some cases
oppressed by willing people. (Luke, 23, white, British,
Male, diagnosed)

Benefits of community connectedness. Benefits of autistic
community were many and varied, according to the type of
connection. Although the subdomains were distinct, taken
together, these subdomains gave purpose and joy to autis-
tic people, and ended a social isolation they experienced in
neurotypical communities:

I was very isolated and then I met autistic people. (May, 35,
white British, female, diagnosed)

The benefits of belongingness and social connectedness
included learning about oneself, offering and receiving
advice, making connections and friends, and having a
‘home’. The space among autistic people was presented as
safe, validating and supportive:

I think, knowledge of where am I and the [community] are so
helping me understand myself more. And it’s helping me be
more forgiving of my weaknesses. (Emma, 40, white, female,
seeking diagnosis)

Political connectedness gave individuals a sense of
purpose and a feeling of control; furthermore, it gave
them a network of individuals who were fighting for simi-
lar goals:

It gave me a social network and a cause to work towards . . .
It gives me a sense of belonging and of fulfilment because I
feel I am contributing towards improving the quality of the
lives of many fellow autistics. (Abi, 47, Isreali, male,
diagnosed)

A lack of connectedness. Three participants experienced
disconnectedness from the autistic community, with one
hoping to become connected with time. Factor seemed to
be that autism was not central to their identity, internalised
stigma and/or a turbulent diagnosis process with disparate
parental responses.

Lack of centrality of autistic identity. Not holding a diagnosis
closely in terms of personal identity appeared to be impor-
tant to a lack of connectedness. A diagnosis later in life
appeared important to this disconnect:

If I stop and reflect, I have to remind myself of [being autistic]
sometimes . . . [t’s not part of my core identity . . . Maybe if
I were diagnosed younger it would be. (Michael, 55, white
British, male, diagnosed)

A turbulent parental response to diagnosis. A turbulent
parental response to diagnosis was also important — two
participants who had been diagnosed as children described
themselves as autistic but struggled with the identity as
autistic due to different responses from parents. In both
cases, mothers had been supportive during, and post-diag-
nosis but fathers had been upset or angered about the
diagnosis:

Both my parents gave really different approaches. My mum
was very much on it . . . she literally did all the research. My
dad, he’s more laid back and part of Nigerian culture . . .
That’s how my dad approached it with me . . . I was also good
at math, so he less likely believed there was something
actually wrong with me . . . he kept pressuring me, just be
normal, be normal, there’s nothing to it, be normal. (Andrew,
22, Black, British, male, diagnosed)

Interestingly, both participants questioned whether they
really were autistic, asking whether they were ‘too high-
functioning’. Both talked about becoming more interested
in the autistic community but worried they would be con-
sidered ‘imposters’. These participants talked about con-
nections to neurotypical communities, but also described
themselves as not really belonging in them either.

Internalised stigma. Among participants on the outskirts of
the community or unconnected, one of the biggest con-
cerns about accessing community spaces was fear that the
other individuals there would be ‘more autistic’. The lan-
guage they used might also suggest internalised stigma
because they reflect the endorsement of negative anti-
autistic stereotypes, as well as a psychological distancing
of the self from other autistic people:

I have Aspergers and I'm extremely intelligent and joined
MENSA but I’m not like other autistic people . . . Also there
is a worry that what if they are not high functioning people
and I couldn’t relate to that so. I mean, the other people with
autism, smell is a big problem because a lot of them aren’t
very hygienic . . . I couldn’t stand to be near them at all.
(Michael, 55, white British, male, diagnosed)

Furthermore, this quote also pointed towards the con-
cept of ‘Aspie Supremacy’; the idea of the superiority of a
certain kind of autistic person over other autistic people
based on normative ideas of intelligence, economic ‘pro-
ductiveness’ and perceived utility to society (de Hooge,
2019) — something which has pervaded autism since Hans
Asperger’s categorised autistic people by their perceived
utility and burdensomeness deeming only some autistic
people as worthy of life or personhood (Czech, 2018; de
Hooge, 2019).

Disconnectedness from both communities. One participant
appeared completely disconnected from both neurotypical
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communities and autistic communities, feeling like he did
not fit into neurotypical communities and was always con-
sidered ‘weird’, but simultaneously, did not feel there
would be benefits to connecting with the autistic
community:

I don’t really have a family any longer. I don’t have any
friends. No-one to tell really and no-one cares . .. I once
joined up with something called Wrongplanet, but because of
the way I am, I didn’t really see the point in trying to talk to
other people. (Allen, 35, male, New Zealand, diagnosed)

Discussion

This study aimed to develop a construct and understanding
of autistic community connectedness using grounded the-
ory tools. Our analysis of participants’ lived experiences
indicated that autistic community connectedness consisted
of three different subdomains of community — belonging-
ness, social connectedness and political connectedness.
Each domain provided something unique to the overarch-
ing construct of autistic community connectedness in par-
ticipants’ lives. Belongingness related to a feeling of
seeing oneself in someone else. Social connectedness con-
sisted of the specific friendships and social capital. Finally,
political connectedness was a goal-orientated domain of
acquiring rights and provision for themselves and other
autistic people. Disconnectedness was apparent in a few
participants and related to either a lack of salience in autis-
tic identity, ambivalence with the autism diagnosis, or
potentially internalised stigma about how other autistic
people might be. Tentatively, it appears that while internal-
ised stigma acted as a barrier to autistic community con-
nectedness, perceived external stigma pushed autistic
people towards autistic community connectedness (i.c.
stigmatising experiences with non-autistic people, and
pushed autistic people towards each other). This is a
hypothesis generated from the present research that should
be tested in future studies.

The accounts given by participants of autistic commu-
nity connectedness demonstrate the five elements sense of
community: membership, influence, reinforcement, shared
emotional connection and conscious identification
(McMillan, 1996; Obst et al., 2002). Participants described
strong belongingness to the autistic community (McMillan,
1996). This relatedness was something many participants
did not tend to feel elsewhere. Participants described influ-
ence, mattering and the ability to make a change, with a
focus on what ‘I’ can do for the group. The data show rein-
forcement, both integration and needs fulfilment
(McMillan, 1996). Finally, participants detailed a shared
emotional connection, and most had a conscious identifi-
cation with the autistic community. Furthermore, where
other research (Lam et al., 2020) has explored autistic

narratives which described a general connectedness to
geographical community and the environments around
them, this work specifically refers to a psychological con-
nectedness and feeling of community between autistic
people, thus broadening the understanding of sense of
community experienced by autistic people.

Belongingness to the community has been described
elsewhere in the same ‘instantaneous’ manner (Bagatell,
2010), as in these data. This feeling of “home’ could relate
to the sense of belongingness referred to by Baumeister
and Leary (1995). In participants’ accounts, a sense of
belongingness allowed participants to develop a sense of
self-worth. Researchers have found that sense of belong-
ing predicts higher meaningfulness in life beyond social
support or social value (Lambert et al., 2013). Furthermore,
for minority communities, belongingness to the in-group
community is associated with increased wellbeing (Barr
et al., 2016; Kaniuka et al., 2019) and the role of belong-
ingness in relation to wellbeing should be considered in
the future for the autistic community.

In social connectedness, accessibility was key, whereby
autistic made spaces that were more welcoming. This is
also supported in wider literature about what an ‘autistic
space’ is: Buckle (2020) describes ‘events for autistic peo-
ple that are organised by neurotypicals can be autistic-
friendly, but they will never be truly autistic spaces’ (p.
118). Participants described how going to autistic-led
events meant a degree of certainty that space will be for
them. Architecture and space are not designed with autistic
individuals in mind (Toronyi, 2019). Participants described
arelatedness with environments that suited their needs and
allowed them to cultivate relationships.

Political connectedness was a key component of autis-
tic community connectedness. Participants described how
their political role was to advocate against stigma, vio-
lence against autistic people and ‘snake-oil’ cures, such as
the supposed Miracle Mineral Supplement [MMS; bleach]
treatments. The goals to end stigmatising campaigns, edu-
cate the public, progress bans on unethical cures and direct
research funding into areas considered important to those
of the community (Dalamayne, 2017; Kapp, 2020; Kras,
2010; Lewis, 2016; Pellicano et al., 2014).

Participants described refusing to take part in genetic
research which may lead to the potential for the removal of
autistic genes or a cure. Prior commentary has found that
autistic people often feel detached and dehumanised by
autism research (Cowen, 2009; Gernsbacher, 2007,
Luterman, 2019; Rose, 2020). It is unsurprising that autis-
tic people may inadvertently control the direction of autism
research by refusing to engage with studies they feel are
unethical. This finding may also represent the frustration
that the funding landscape in autism research is far
removed from the needs and wants of autistic people
(Pellicano et al., 2014b).
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The benefits of political connectedness included con-
necting to other autistic people who shared their goals and
having a sense of direction by aligning with neurodiver-
sity. This goal was specifically to better the place of minor-
ities in society, which is not unique to the data presented in
this study (Bagatell, 2010; Kapp, 2020). Furthermore, it
appeared that political connectedness allowed people a
chance to challenge stigmatising representations and nar-
ratives. Challenging stigma may have important implica-
tions for ensuring it does not become ‘attached to the self’
and degenerate into internalised stigma (Wang et al.,
2017).

Political connectedness was described as connected-
ness for a reason. It is not simply a motivation to further
the needs and rights of autistic individuals; instead it is
akin to being connected to a ‘power grid’ of disability tra-
dition of reclaiming human dignity (Tisoncik, 2020),
whereby other autistic individuals are ‘comrades’. It is not
motivation because motivation is individualistic, and the
political movements in autism were born out of collectiv-
ism (Kapp, 2020). This political connectedness might fur-
ther be understood through the lens of politicised collective
identities (Simon & Klandermans, 2001) where autistic
people have an awareness of shared grievances (genetic
research and a fear of eradication), identify adversaries
with whom they have a power-struggle with (researchers
and professionals who advocate for these genetic under-
standings) and use neurodiversity to challenge this power
and gain support from a third party (the general public) for
their understanding of autism.

This connectedness may also be conceptualised within
what is termed ‘Imagined Communities’ (Anderson,
1991): members of the autistic community cannot possibly
know all autistic people face-to-face as individuals, but
may identify broadly as a collective and share a real affin-
ity with one and other regardless, almost as a nation of
people sharing a psychological space. Participants’ narra-
tives clearly reflected the space and solidarity that autistic
people made for each other, and experienced with each
other, akin to the observations of Ryan Idriss from observ-
ing a North American autistic-led group (Ryan Idriss,
2021). Ryan Idriss makes a pertinent point that ‘autistic
and other disability communities, are at work building
invisible infrastructures in communities across the globe’
(2020; p. 9), and this was clear given that participants
actively aimed to create and partake in spaces where autis-
tic people could be themselves, experience belonging,
socialise on their own terms and partake in creating endur-
ing political change for the autistic people who come next.

A few participants experienced disconnectedness from
the autistic community, supporting the necessity of con-
scious identification (Obst et al., 2002). Some of these
individuals displayed what could be argued as internalised
stigma (whereby they acknowledge that they are autistic,
but stress that they are not like other autistic individuals).

These same participants described an ambivalent relation-
ship to an autism identity. Interestingly, this is one of the
ways that identity acted as a gatekeeper to autistic com-
munity connectedness — participants who did not have a
strong identity, or those who experienced self-stigma were
disconnected from communities (autistic and neurotypi-
cal). This is like Bagatell’s (2010) case study of the teen-
ager discovering the autistic community, but feeling an
increased sense of stigma, and that identification with the
community would bring him no closer to connection with
the non-autistic community.

However, that is not to say that all autistic people who
are not connected to the community may have internalised
stigma, nor that connectedness is a completely ideal state
— the autistic community also has systemic issues as other
communities do, which may make it harder for multiply
marginalised people to engage. Racism is a systemic prob-
lem throughout autism rhetoric (Czech, 2018; Heilker,
2012), in research (Jones & Mandell, 2020; Jones et al.,
2020), services and in the diagnosis process (Mandell
et al., 2009; Slade, 2014). Nuance is needed when consid-
ering the reasons why people may or may not experience
autistic community connectedness.

These findings have important implications for both
how different autistic people might deal with the exposure
to minority stress, and also for understanding wellbeing in
autistic people (Botha & Frost, 2020). Increased group
identification can buffer against the effect of discrimina-
tion (Major et al., 2003) but only for those who hold that
identity central (Major & O’Brien, 2005). This suggests
that autistic community connectedness may buffer against
the impact of minority but perhaps only for those who hold
the identification closely. Our findings also qualitatively
supports findings that for some individuals who have inter-
nalised stigma, increased belongingness may be associated
with increased self-stigma (Lambert et al., 2013).
Belongingness may be able to reduce stigma and discrimi-
nation, but not the internalisation of it, making internalised
stigma particularly insidious. While belongingness or
increased group identification may not help with this,
political connectedness may play a role as it involves chal-
lenging these narratives specifically. Overall, most partici-
pants expressed the role of autistic community
connectedness for bringing joy, companionship, and as
such further consideration for autistic community connect-
edness as a source of wellbeing should be explored in
future research.

Some participants were not emotionally or socially con-
nected to the autistic community but still engaged in col-
lective action. This may mean different types of autistic
community connectedness result in individual versus col-
lective engagement. In our related work on stigma and
identity (Botha et al., 2020), participants described a
process of language reclamation and strategic disclosure
to unsettle stigmatising narratives around autism.
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Furthermore, challenging negative narratives around
autism requires challenging one’s own belief in them. It is
important to consider how identity, political connected-
ness and aspects such as language reclamation and refram-
ing might work together to buffer against exposure to
minority stressors and how this relates to a politicised col-
lective identity (Simon & Klandermans, 2001) and collec-
tive action (Velez & Moradi, 2016).

Reflection

Five tentative criteria for establishing transgressive valid-
ity have been suggested for qualitative research (Dennis,
2013; Lather, 2009:): it should be substantive and add to
understanding of social life; have ‘aesthetic merit’; address
the complexity of representation through reflexivity; pro-
duce positive impact for participants; and be experience
near (Dennis, 2013; p. 7). This body of work aims to
strengthen and deepen an understanding of the social and
cultural life of autistic people, and to add to what has been
elsewhere described as an ‘autistic sociality’ (Ryan Idriss,
2021). The rich data transgress the predominant biomedi-
cal understandings of autism which construct autism as a
social communicational disorder with inherent impair-
ments of theory of mind, which elsewhere, have been said
to make an autistic community ‘impossible’ (Barnbaum,
2008). This work also includes narratives from partici-
pants who are non-speaking and often denied sociality or
agency in autism literature. Their inclusion contributes to
the studies aesthetic merit by providing vibrant accounts of
autistic sociality from those who are often unjustly ignored.
This study has a limited ability to make a difference for the
participants beyond having their voices raised on to a plat-
form but may make a bigger difference for autistic people
more generally by challenging the biomedical notion of
autistic social deficits.

More complicated, is whether the study addresses the
complexities of representation through reflexive and par-
ticipatory engagement. The use of critical realist grounded
theory demanded a reflexive practice because critical real-
ism highlights that, despite a singular reality, all representa-
tions of it through knowledge are historically, culturally
and socially situated (Oliver, 2012). Our focus was on cre-
ating ethical a rights-based, ethical, and affirmative research
process and product. To do this, we coded all the data to
reduce how much power we had as researchers to be selec-
tive. Furthermore, we used the constant comparison
approach to continually adapt to incoming data, alter our
questions to reflect the direction of participants’ narratives,
and collected data using multiple methods of data collec-
tion to be inclusive. This iterative process was central to the
use of grounded theory tools and means that we were nearer
to experience than we would have been if we had used non-
reflexive, non-adaptive, rigid methods. Despite this, a fully
participatory approach would have been beneficial. While

the first author is autistic, it is not their duty nor place to
speak for the wider autistic community and participatory
research can embody more autistic voice into autism
research. This approach is particularly important given that
autistic individuals at other intersections of identity (like
Black autistic individuals) are under-represented (Jones &
Mandell, 2020).

Limitations and future research

Although our methods of data collection were varied,
allowing us to interview participants who do not commu-
nicate in conventional ways, we did not interview anyone
who disclosed a co-occurring learning disability. Future
research should address autistic community connectedness
for people with co-occurring learning disabilities who
might have increased barriers for accessing community.
Furthermore, the role and benefits of autistic community
connectedness in buffering against stigma and minority
stress would be important to explore given how prevalent
stigma (Botha et al., 2020; Butler & Gillis, 2011; Holton
et al., 2014) and minority stress (Botha & Frost, 2020) are
in autistic people’s lives. Research should, however, also
focus on individuals who are disconnected as these people
might be more vulnerable to increased exclusion — a limi-
tation of this article is that it particularly focused on con-
nectedness. Future work should explore the nuance of
being disconnected from the autistic community. Finally,
given that the sample was predominantly diagnosed autis-
tic people, future work should aim to recruit a balanced
sample, or a sample of self-diagnosed autistic people to
understand if there are nuanced differences between these
groups with regards to autistic community connectedness,
given that while self-diagnosed people also experience a
belongingness to other autistic people, they might experi-
ence diagnostic doubt or struggle with identity (Lewis,
2016).

Conclusion

The aim of the study was to investigate autistic community
connectedness using grounded theory tools to centre the
experiences and narratives of autistic people. Although
preliminary, these results establish a grounded, experi-
enced-based construct of autistic community connected-
ness. The multifaceted community which includes
elements of belongingness, social connectedness and
political connectedness is a vibrant, and welcoming space
for autistic people — having said that, not all autistic par-
ticipants experienced connectedness to the community.
More research is needed to expand our knowledge of autis-
tic community connectedness, and the ways in which
autistic people experience community with one and other,
and its resulting implications for autistic people’s wellbe-
ing. Attention in future research should be paid to autistic
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community connectedness, including potential benefits of
connectedness, along with facilitators and barriers to expe-
riencing connectedness to a community of autistic people.
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Note

1. Although this reflects the language of Steve Silberman’s
book NeuroTribes, and was used by multiple participants,
there are issues of appropriation of culture and language that
need to be considered in continuing the use of this term here,
including continuing to reproduce its use by white autistic
people uncritically.
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