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A Cross-Cultural Neuroethics View on
the Language of Disability

Judy llles, University of British Columbia
Hayami Lou, University of British Columbia

Scientific discoveries and technological advances, in com-
bination with evolving sociocultural understanding of
health and ability, continue to reshape the definition and
perspectives of disabilities around the world. New dis-
coveries about variations in brain structure and function
within the general population, and technological advan-
ces that may influence brain activity, can impact the
range and continuum of conditions that are viewed by
society and experienced by a child or adult as disabling.
The World Health Organization (WHO) estimates that
about 15% of the global population lives with a form of
disability, of which 2-4% experience “significant difficul-
ties in functioning” (World Health Organization 2011). In
Canada, where we are writing, the disability rate in 2006
was 14.3%, accounting for about 1 in 7 Canadians; 8.6%
of Canadians were found to experience mild to moderate
disabilities, and another 5.7% severe to very severe dis-
abilities (Statistics Canada 2013). While the medical
model of disability focuses largely on biological factors,
more integrated approaches such as social and cultural
models recognize the complex interactions of biology
with environment and societal attitudes." This implies
that in both policy and practice, society and government
must uphold the rights of people with disabilities, not
only by implementing appropriate environmental sup-
ports and accessibility, but also by promoting positive
attitudes and an inclusive society. The United Nations
Convention on the Rights of Persons with Disabilities
(CRPD), for example, ratified by 174 countries as of July
2017, is grounded in such a model (Office of the United
Nations High Commissioner for Human Rights 2015).
The language around disability can offer a barometer
to gauge and a potential tool to guide social attitudes
and perspectives. In a similar way to racism or sexism,
ableism can manifest in negative attitudes and stereo-
types that lead to prejudice of members of the affected
group (Miller et al. 2004). These negative attitudes and

stereotypes can directly affect the way that disabled indi-
viduals are treated and perceive themselves, and may
limit their expectations and negatively influence their
self-concept and determination, which in turn affect soci-
etal views and expectations of a disabled individual
(Barnes et al. 2000).

Over the past years, concerted efforts have been
made to reduce, if not eliminate, harmful terminology
from general usage, academic discourse, and policy,
although perspectives around which terms society views
as stigmatizing or elevating are both contested and con-
tinually evolving. Stigmatizing words are assumed to
not only reflect but also to propagate and magnify nega-
tive perceptions. In contrast, some terms have positive
connotations that empower individuals or destigmatize
pejorative perspectives of the deficit, and can be consid-
ered elevating. For example, in 2010, Rosa’s Law in the
United States mandated that two terms related to neuro-
disabilities, “mental retardation” and “mentally retarded,”
be replaced with the terms “intellectual disability” and
“individual with intellectual disability,” respectively, in
federal policies (Mikulski 2010).

These policies and recommendations signify critical
interest in word choices among stakeholders. However,
they do not reflect consensus on use of the terminology.
While some words are generally considered stigmatizing
and unacceptable, such as use of the term “Mongoloid”
to refer to individuals with Down syndrome, much of
the conversation around disability terminology is
nuanced and varied. Proponents of person-first termin-
ology, for example, advocate respect for persons by
emphasizing the person instead of the deficit. In contrast,
critiques of this view have promoted the identity-first
view. They suggest that the disability is an integral part
of the phenomena of identity and individuality, and that
attempts at deemphasis propagate a narrative that dis-
ability is a misfortune. Some members of the

1. Myopia or nearsightedness is an impairment that affects a significant percentage of the population globally and is generally not

considered disabling where prescription eyeglasses are accessible.
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autism community hold the neurodiversity view that
defines the condition as an example of human diversity
rather than as a disorder that requires a cure. In
the world of journalism, the British Broadcasting
Corporation (BBC) issued guidelines for which English
words should be used to refer to people with disabilities
just ahead of the 2012 Paralympics (British Broadcasting
Corporation [BBC] 2012). Perhaps unsurprisingly, how-
ever, international journalists reported challenges in
applying or adapting these guidelines while conducting
interviews in languages other than English, speaking to
the need to recognize the subtleties of how language is
used to refer to individuals with disabilities (Public Radio
International 2012). While different perspectives about
which words should be used are likely to persist, the very
existence and prevalence of these conversations speak to
the importance of disability terminology for people with
disabilities, their families, and society in general.

This discussion is only a glimpse into the disability
terminology conversations within an English-speaking
Western context. What of the terminologies across other
parts of the world and within multicultural communities
in countries with significant cultural minority popula-
tions? To this end, we generated a sample of disability
terms from around the world, and applied a pragmatic
framing inherent in the field of neuroethics to examine
our findings.

We identified 103 unique descriptive terms for study
from 24 countries (Table 1). Our method for data gener-
ation involved mining the peer-reviewed literature and
dissertations, and advocacy and health policy websites,
as well as consulting with multilingual individuals. The
final list included terms that refer either to a disability in
general, to neurodevelopmental disorders specifically, or
to persons with any of these conditions.

Using a consensus approach, we organized all terms
into descriptive categories—aside from nominative terms,
which are based on the name of a person, such as Down
syndrome—that emerged organically from the list of
terms and discussion, taking into consideration the con-
text of the terms provided by each source (Figure 1).
Identified categories were relating, which indicates social
perspectives of how the person relates to the world, and
included subcategories of internalizing (e.g. social with-
drawal) and externalizing behaviors (e.g. hyperactivity);
valuing, which denotes the valence of the terms and was
further subcategorized based on whether the term had
elevating (positive) or stigmatizing (negative) connota-
tions; and medicalizing, which represents a clinical or bio-
logical description of the condition. Forty-six percent of
the terms were assigned into the category of stigmatiz-
ing, 14% into the category of elevating—either independ-
ently or in context of its evolution from prior use of
more stigmatizing terms—and 39% into the category of
medicalizing (Figure 1). Categories are not mutually
exclusive; for example, a term can be classified as both
stigmatizing and medicalizing.
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We found seven terms that were categorized as relat-
ing, including the internalizing Chinese term for autism
directly translated as “the lonely disease,” which
describes the difficulties that some individuals with aut-
ism experience with socialization, and the externalizing
Japanese term “KY,” an abbreviation of the term “kuki
ga yomenai,” which describes a difficulty in relating to
the world around them. This term is commonly used in
referring to individuals with autism, but can be used to
describe “neurotypical” people who have trouble
“reading the room or situation” (Teruyama 2014).

In total, 63 terms were identified under the category
of valuing. This includes elevating terms such as “jang-ae-
in,” a Korean term described as an uplifting term for dis-
ability and disabled people, as compared to the stigmatiz-
ing Korean term “michin aeja,” which translates to
“crazy disabled people; or those whose minds change
erratically” (Hwang and Charnley 2010). Indeed, we
found that a majority of elevating terms were adapted as
a response to or against stigmatizing language against
disabilities and those who are affected by them. For
example, in Indonesia the term diffability, abbreviated
from the English phrase “differences in abilities,” encom-
passes individuals who are visually impaired or sighted,
deaf or hearing, those who move differently, and those
who learn differently (Suharto et al. 2016). This term has
emerged as part of grass roots advocacy movements to
emphasize differences in abilities as normal variations of
humanity, as opposed to disabling deficits.

In contrast, we also identified 48 terms that were
classified as stigmatizing in nature. This includes Bayat’s
description of the term snake children, which can be used
to describe children with Down syndrome in the Ivory
Coast (Bayat 2015). The use of this term reflects the com-
munity perspective that given the psychomotor deficits
of these children, they “crawl longer, like a snake ... So,
they [children] are bothersome, just like snakes are both-
ersome.” These stigmatizing views of disability can
sometimes come with tragic consequences; Bayat (2015)
goes on to describe children with disabilities being
referred to in Ghana as spirit children, who are believed
to be spirits sent to harm the family and community and
are ritually killed as a consequence.

We identified 41 medicalizing terms, some of which
encompass a definition different from our Western cultural
understanding of conditions and diagnosis. In Japan, the
term hattatsu shogai, translated as “developmental dis-
ability,” is currently used to encompass learning disability,
attention deficit/hyperactivity disorder, and autism spec-
trum disorder as described by the Diagnostic and Statistical
Manual of Mental Disorders (DSM). Historically, in Japan, a
related term keido hattatsu shogai, translated as “mild devel-
opmental disability,” was used, but has been largely
replaced because “this term came to be criticized for its
connotation suggesting that the suffering and the level of
challenge faced by those with hattatsu shogai is ‘mild” (i.e.,
not significant)” (Teruyama 2014). Those more familiar
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Figure 1. Descriptive categories.

with disability conversations in places such as Canada or
the United States may find this rationale to be counterin-
tuitive, given the negative connotation often associated
with the valence of the concept of suffering. Teruyama
(2014) compares the term “bogenbyo,” or “illnesses caused
by the mother,” to the English term “refrigerator mother,”
which emerged from Leo Kanner, the first to diagnose
children with “infantile autism” in 1943; until this point,
autism had largely been used to describe adults with
schizophrenic symptoms. Kanner suggested that autism
was caused by a lack of “maternal warmth” (Kanner
1949), a theory that he later rejected and that has since
been debunked in both Japan (which leads autism
research in Asia) and the United States, but still sees sup-
port in some parts of Europe and has been viewed as a
predominant cause of autism in South Korea (Cohen 2007;
Grinker, 2008).

Many questions arise from the database of disability
terms we have assembled here. Among them, we ask:
Given that language can be empowering or disabling,
what place should cultural terminologies for disabilities
have within disability conversations globally and in
multicultural and pluralistic nations in the context of fos-
tering an inclusive society? Are dialogues around disabil-
ity terminology unique to the English language, Western
nations, or high-income countries? To what extent are
dialogues around disability terminology representative of
or responsive to the viewpoints of children of culturally
diverse backgrounds? Are affected children from minor-
ity groups able to engage with and benefit from the con-
versations taking place either in their place of origin or in
the countries to which they have migrated?

The term neuroethics was initially used to refer to
ethical issues associated with the treatment and enhance-
ment of the human brain, but as the field has expanded
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bothersome".
(developmental disabilities,
Downs syndrome)

in scope, it has become increasingly clear that the chang-
ing understanding of the brain is having a profound
influence on many more aspects of human life (Marcus
2004). The cross-cultural element brings to the foreground
a departure from Western-oriented ethics and highlights
the importance of diversity in perspective and values,
and the way that these are expressed from the research
context to daily life (Di Pietro et al. 2016; Di Pietro and
Illes 2016; Stevenson et al. 2013). It is likely that over the
next few years, the conversation around linguistic appro-
priateness for disabilities will, and we argue should,
begin to envelop cross-cultural considerations even more
than in the past. Given the relevance of neurodevelop-
mental and neurological conditions as contributors to
various forms of disabilities, the history of neuroethics in
tackling ethical challenges with both clinical and sociocul-
tural relevance, and the impact of scientific discoveries
and technologies on the human condition, the lens of
cross-cultural neuroethics is well suited to focus pluralis-
tic dialogues about the use of language and human rights
goals such as those set forth in the CRPD. Situating the
cross-cultural disability terminology dialogue within the
field of cross-cultural neuroethics offers synergistic
opportunities between the field and the topic (Illes 2017).

Practical challenges around the accessibility and
acceptability of new and costly technologies, including
cultural perspectives of health, ability and normalcy, and
policies around accessible services, have led to a world
in which an individual with a specific impairment can
have significantly different experiences of disability.
Resource allocation can influence which impairments
remain disabling, as the fruits or consequences of scien-
tific, clinical, and technological advances are not equit-
able across different parts of the world, and even when
resources are available, their application may need to be
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negotiated within the context of the local social and cul-
tural norms to optimize their use.

In multicultural and pluralistic nations such as Canada
and the United States with progressively diverse popula-
tions, the interplay of different cultural perspectives in the
health of the population can influence service utilization
and acceptability (Lombera and Illes 2009). Whether stra-
tegic efforts through advocacy, legislation, or education to
modify terminology correlate with improvements in social
perspectives and attitudes remains unclear and difficult to
establish, and emergence of empirical evidence for which
terms are preferred by whom is at its infancy. Concerted
efforts to identify and bridge cultural challenges in cross-
cultural medicine—which have, for example, led to
increased ethical and more effective health care delivery
through development of culturally appropriate accessibil-
ity services and assessment tools—provide a model to
identify and address opportunities to utilize the know-
ledge around culturally diverse terminology.

Words matter not only for how social perspectives of
disability are tailored but for how they define benefi-
cence and nonmaleficence across cultures. Engaging in
conversations about disabilities openly confers benefit to
children, adults, and societies overall, and can increase
opportunities for cultural minority groups who have dis-
abilities to advocate for themselves. To this end, cross-
cultural neuroethics, with a history of tackling similar
challenges, brings a fresh lens to this dialogue.
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