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Neurodiversity and community-led rights-based movements: Barriers and opportunities for global
research partnerships

We are a group of autism researchers and autistic self-advocates living and working within Europe,
Asia, and Africa. In this Editorial, we initiate discussion on the topic of the neurodiversity movement
and community-led rights-based movements within these contexts. We particularly reflect upon
examples of the socio-cultural and political conditions that Asian and African movements need to
engage with and respond to, plus share examples of indigenous scholarship and practice, drawing
upon our individual perspectives and experiences as researchers and/or self-advocates. We do not
intend to comprehensively represent the experiences of those within the communities under
discussion, nor make points that are unique to these communities. We also acknowledge the
sensitivity and complexity of these issues. This article is written in the spirit of curious and respectful
conversation, and we do not claim to have all the answers.

The neurodiversity movement is a grassroots civil rights movement arising primarily in response to
the marginalization of, and discrimination against, autistic people (Kapp et al., 2013; Shaw et al.,
2022). Its proponents reject the default pathologisation of differences, which presumes that any
deviation from the norm must be inferior or disadvantageous. This movement has been driven
primarily by English-speaking White autistic people and allies living within pockets of Europe and
North America (Botha & Gillespie-Lynch, 2022; Giwa Onaiwa, 2020; Kourti, 2022) and, as such, it
reflects and responds to the socio-cultural and political circumstances and concerns of these
communities. For example, it opposes intervention practices used within these communities that
attempt to ‘fix’ autistic people in line with a normative agenda, and instead focuses on addressing the
attitudes and environmental barriers that prevent autistic people from living a good life (Leadbitter et
al., 2021; Shaw et al., 2021). It seeks to redress the dehumanisation of autistic people inflicted by
research (Botha, 2021), redistribute power to autistic people through respectful partnerships and
participatory methods (Pellicano & den Houting, 2022), and avoid reinforcing ableism through
language (Bottema-Beutel et al., 2020). Whilst there are lively ongoing debates around issues of
language and representation (e.g., Ellis, 2023; Kapp, 2023), the neurodiversity movement is bringing
about significant positive shifts within these communities in public understanding and acceptance,
and in research, policy, and practice.

The subject of community-led rights-based movements outside of Europe and North America has
been given little attention, at least within English-language autism-centred academic discourse. The
fundamental underlying values of the neurodiversity paradigm - equality, dignity, and respect for all
people - could be said to be universally understood, with these core values recognised by many
countries in national or international law, such as the United Nations Convention on the Rights of
Persons with Disabilities (2006). The need for rights-based movements to ensure that these values
are enshrined and enacted in relation to autistic people is also of relevance to all communities. The
neurodiversity movement is one framework of understanding, form of activism, and set of practices
that aims to do this. It may represent a movement that holds relevance and potential within some
Asian and African communities (and there are already autistic self-advocates within these
communities embracing this movement). However, the uncritical transportation and application of
this wholesale framework from European and North American communities to those of Asia and



Africa must be avoided. Movements to decolonise knowledge production and global health research
challenge the dominance and imposition of Euro-North American-centric knowledges, practices, and
research paradigms (Chilisa, 2019; Kwete et al., 2022; Ndlovu-Gatsheni, 2015). The neurodiversity
movement shares many of the same fundamental goals, namely: (1) reconstructing ingrained
structures of power and privilege; (2) pushing back against biomedical model beliefs and practices; (3)
raising the knowledges, truths and priorities of lived experiences to an equal status with insights
generated from ‘objective’ scientific research; and (4) providing space for communities and
individuals to identify their own concerns and find their own solutions (Botha, 2021; Chaudhuri et al.,
2021; Gibson et al., 2021; Khan et al., 2021; Kwete et al., 2022).

Global research partnerships and multi-directional knowledge exchange are fundamentally
important, particularly when they concern the urgent wellbeing needs of marginalised people.
However, an approach that aligns with both neurodiversity and intellectual decolonisation agendas
must acknowledge that Asian and African communities can have - and do have - their own theoretical
frameworks, rights-based movements, and sets of practices that foreground indigenous philosophies
and approaches (Goodley et al., 2019; Smith, 1999). These attend to the needs of communities’ own
socio-cultural, political, and linguistic conditions. For example, there is a body of uniquely South Asia
scholarship within the context of disability studies that explores the intersection between
disability/neurodivergence, family- and community-centred care, poverty, social class, gender, and
neocolonialism (e.g., Addlakha, 2018; Staples, 2020; Vaidya, 2020). There is academic writing on
disability rights movements in China (e.g., Huang, 2020), plus disability activism particular to Black
communities (Schalk, 2022). These forms of scholarship and activism are often not noticed or valued
by those in the West: they may look and sound different to white-dominated rights movements; they
may take place on a small scale; and they may not be shared through the internet or in English
(Milton, 2022; Schalk, 2022).

We now present examples of socio-cultural and political circumstances, drawing from the authors’
experience within Ethiopia, India, and Hong Kong, and reflect upon how community-led, rights-based
movements might —and do - address those circumstances. The neurodiversity movement has
flourished within some Western communities because of the existence of communities of people
with a shared diagnosis and identity, who have formed a common agenda and organised collective
action. In Ethiopia, several factors (e.g., lack of autism knowledge, diagnostic services, and material
resources) mean that families often only seek help when an autistic child has significant co-occurring
intellectual, language or physical disabilities (Tekola et al., 2016). There are, therefore, fewer people
who are diagnosed as autistic, and fewer still autistic self-advocates. In addition, in Ethiopia, there is a
strong emphasis on interdependence, community, and family; recognition, inclusion and belonging
within the local community is a primary concern (Abebe, 2019; Poluha, 2008). Identity is tied up in
familial and community collective relationships and a movement focussed on the identity and rights
of the individual might therefore seem socially and culturally unfamiliar. Family- and community-
driven movements that address acceptance, inclusion and participation would be more aligned with
cultures in Ethiopia and could address local social-cultural priorities. There are examples of such
activism in practice. Zemi Yenus was a parent advocate based in Addis Ababa, Ethiopia, who practised
radical acceptance of autistic children and campaigned successfully for their inclusion and
participation within the local community (Yenus, 2012). Her work was firmly rooted in real-world local
ways of doing, very visible within the local community and, in many ways, also well-aligned with
neurodiversity-affirmative principles, even if that language was not used.

Within the context of India, there are autistic self-advocates, usually socio-economically privileged,
educated in the West, and living within urban centres, who have built autistic social networks,
accessed English-language neurodiversity-related discourse, and can see the potential of an India self-
advocacy movement. However, there are socio-cultural barriers to kickstarting this movement. There



is stigma around autism that brings real world consequences for wellbeing, community inclusion, and
livelihood (Divan et al., 2012). People with an obvious and visible disability may be treated with
compassion, care, and charity, but kindness and understanding are not always extended to those with
less immediately visible differences (Vaidya, 2020). This can make it difficult to be an openly autistic
advocate. Moreover, within traditional Indian culture, identity and status are rooted in familial and
community groupings (Staples, 2020; Vaidya, 2020). Stigma around neurodivergence, and its
associated consequences, can therefore impact upon the whole family. A further consideration
concerns language. Within some Western countries, access to a shared language has facilitated the
development and dissemination of neurodiversity-informed thinking not only within and across
countries, but also across academic, advocate, and lay communities. When Indian self-advocates and
allies use neurodiversity-informed discourse, it sounds anglicised and can therefore be met with
suspicion and rejection by the wider community. Together, these factors inhibit the formation of
autistic communities and the ability to share alternative perspectives and fight for change. Sangath,
an Indian not-for-profit organisation (Sangath, 2023), is attempting to address some of these factors
by partnering with local self-advocates and an India-based design and innovation consultancy
(Quicksand, 2023) to carry out a community engagement and participatory design process within
Delhi and Goa. This work is in its early stages but aims to produce and disseminate digital and physical
resources - in local languages and drawing upon locally familiar concepts — to improve the
understanding, acceptance, and inclusion of autistic people.

A third example reflects upon socio-cultural and political circumstances within Hong Kong, an East
Asian city and former British colony. Self-advocacy movements rely upon the political freedom to
speak out against the status quo. In Hong Kong, political challenges render social changes particularly
difficult to achieve. Tense relationships with China have made it risky for people of marginalized
groups to speak out and engage in social movements. Particularly in countries under authoritarian
regimes, democratic knowledge production practices that question power and aim to address
inequalities, such as qualitative, inclusive, and participatory research, are perceived as inferior to
traditional quantitative studies and are potentially subversive in a culture concerned with normality
and conformity (Ho et al., 2018a). Chinese scholars and activists attempting to democratise research
or conduct critical academic research have to exercise self-censorship and find their academic
freedom compromised (Ho et al., 2018b). These factors make it increasingly difficult to engage in
research or activism that goes against the grain, including that which challenges dominant pathology
narratives about autism. Cultural values also influence attitudes towards autism. In Hong Kong,
neoliberalism and the strive to become Asia’s world city have created a competitive culture that
places great emphasis on a child’s academic performance. Hong Kong culture also strongly values
social conformity. These socio-cultural norms can make it difficult, if not unrealistic, for parents to
accept and celebrate their autistic child’s difference and individual value (Kwok & Kwok, 2020) and
most research and practice continue to adopt a deficit model and normative approaches to ‘help’
children fit in and achieve. The Red Swastika Society Tai Po Secondary School® has taken a brave and
innovative approach to change this agenda by discarding a fixed rigid curriculum for an inclusive one
that promotes differentiated, tailor-made learning, in recognition of the children’s rights to inclusive
education (Poon & Lin, 2011; Poon & Lin 2015). A small number of Hong Kong researchers have
started to incorporate neurodiversity concepts in their work (e.g., Kwok & Kwok, 2020; Lam et al.,
2021). The first author is an autistic self-advocate conducting research into autistic wellbeing and
trying, in her own way, to advocate for better understanding and acceptance of autism through
various means, including writing to a local newspaper to counteract the misrepresentation of autistic
people (Cheng, 2018).

! There are cultural differences in the use of the word ‘swastika’ and its symbol. In Chinese and other cultures, it
is a spiritual symbol denoting good fortune and infinity, and has no connection to Nazism (Thou, 2017)



To conclude, as the autism research field moves towards more respectful and equitable practices,
there will be challenges along the way, especially when working across continents and communities.
We present this discussion to reflect upon how the neurodiversity movement and other rights-based
movements could and should engage with local circumstances to improve the lives of autistic people.
Socio-cultural, political and language differences can easily impact upon international collaborations
and impede research activity and improvements to practice. We need courage and integrity to
engage in multi-directional conversations, to share our circumstances and perspectives but also to
learn those of others; and to recognise and celebrate the shared values underpinning our work (Giwa
Onaiwu, 2020; Kara, 2022).
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