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Preface

The Politics of Neurodiversity presents a taxonomy of agendas
shaping modern disability policy: cause, care, cure, and celebration. These
distinct agendas create tensions that both help and hinder the development
of effective disability policy in modern democracies. By taking the reader
through the implications of each of these tensions, the book conveys a com-
prehensive framework from which to study the politics and policy of neu-
rodiversity and neurological differences.

Neurodiversity is an emerging area of disability studies. More impor-
tant, however, awareness of neurodiversity and neurological differences is
an increasingly prevalent characteristic of modern societies. The concept
emerged in autism-related activism during the 1990s and has been a devel-
oping topic of academic scholarship since 2003. Although some still reserve
the term “neurodiversity” exclusively for autism and related differences, in
recent years its use has expanded to include the full spectrum of neurolog-
ical differences. I employ this inclusive approach to the concept and draw
from several projects focused on questions surrounding social and political
implications that I conducted in recent years.

Writing from the perspective of political and policy analysis, I employ
theories of issue definition and agenda setting to explore how the efforts of
policy entrepreneurs dedicated to these agenda types interact with one an-
other. I also seek to lay the groundwork for improved relations between
stakeholders representing different agenda types. Ideally, such considera-
tion results in increased potential for collaboration and improved under-
standing of the necessity of variation in political philosophy and policy goals
within modern disability policy subsystems.

The Politics of Neurodiversity begins with two introductory chapters
detailing the politics of neurodiversity and neurological differences. The
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first chapter focuses on the concept of neurodiversity using the foundation
of a constructivist understanding of disability. The chapter also discusses
the distinctions between difference, impairment, disability, and handicap
employed in the development of modern public policy. The second chapter
describes the four primary goals of political activists and policy entrepre-
neurs working in the disability policy arena (cause, care, cure, and celebra-
tion). The next six chapters of the book examine the nature and implications
in all possible pairings of agenda types. The concluding chapter revisits the
concept of neurodiversity and its implications for disability scholarship and
society.
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1

Why Public Policy Matters
for Neurodiversity
(and Vice Versa)

In early 2010, President Barack Obama nominated Ari Ne'eman
to the National Council on Disability (NCD), along with seven other peo-
ple. Unlike the other nominees (and all others who have served on the NCD
since its inception), Ari Ne’eman has autism. The seven other nominees
were relatively quickly confirmed. Ari Ne’eman was not. In the US Sen-
ate, an anonymous hold was put on the motion to allow the vote on his
confirmation.

The National Council on Disability was created as part of Title I'V of the
Rehabilitation Act of 1973. According to the agency’s website:

NCD is an independent federal agency and is composed of 15 members
appointed by the President, by and with the advice and consent of the Sen-
ate. It provides advice to the President, Congress, and executive branch
agencies to promote policies, programs, practices, and procedures that
guarantee equal opportunity for all individuals with disabilities, regardless
of the nature or severity of the disability and to empower individuals with
disabilities to achieve economic self-sufficiency, independent living, and
inclusion and integration into all aspects of society. (National Council on
Disability 2010)

Given this mission and Ne’eman’s status as the founder of the nationally
recognized Autistic Self-Advocacy Network (ASAN)), this hold appears sur-
prising at first glance. After all, one of the key reasons for ASAN’s exis-
tence is to promote independence among a rapidly growing group of people
recognized as having a disability.

However, as described by Amy Harmon in the New York Times in
March 2010: “Mr. Ne’eman is at the forefront of a growing movement that
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describes autism as a form of ‘neurodiversity’ that should be embraced and
accommodated, just as physical disabilities have led to the construction of
ramps and stalls in public restrooms for people with disability. Autism, he
and others say, is part of their identity” (Harmon 2010). Ne’eman, like many
modern disability activists, sees challenges relating to disability as resulting
primarily from discrimination and from a failure to effectively support cel-
ebration of different ways of being human.

As much as issue stakeholders who are focused on the interests and
experiences of individuals with autism might otherwise be thrilled at the
prospect of having the voice of an individual with autism serve in such a
high-profile, national-level capacity, when it came to the question of
Ne’eman’s service, many hesitated or even publicly balked at the proposi-
tion. In an online newspaper titled The Age of Autism, Kim Stagliano
(2010) wrote:

I know of no one opposed to self-advocacy for those who are able, de-
spite the cries within the Neurodiversity community that we in the treat-
ment community are “anti-autism.” The reality is that many of our loved
ones cannot self-advocate due to the severity of their autism. We use treat-
ments in order to elevate our children’s functioning to a place where they
too can self-advocate. We bristle when we’re told that our children do not
deserve treatments and research that could move them “up” the spectrum.

Stagliano went on to argue that when it comes to disability policy, limited
resources should be focused on those whose disabilities appear to be most
severe from the perspective of the general population. According to
Stagliano, the most important challenges relating to disability are tied to an
absence of a cure for distressing conditions.

Others, such as the director of Autism Society of America, Lee Gross-
man, described those who are working to create better policies and pro-
grams for autism as “battle-hardened” (Harmon 2010) and sometimes
turning on one another rather than working together in their pursuit of dif-
ferent agenda types. Grossman believes that this hardening has come about
because “we have this community out there frustrated and bewildered and
reaching out for any assistance” (Harmon 2010). The struggle between the
various agendas gets in the way of otherwise positive efforts to reframe con-
versations about disability, such as Ne’eman’s nomination.

The Senate ultimately and unanimously approved Ne’eman’s nomina-
tion in late June 2010. At the time of this writing, though, the identity of
the responsible senator or senators, the exact reason for the hold on
Ne’eman’s nomination, and the reason the hold was ultimately removed re-



Why Public Policy Matters for Neurodiversity 3

main unknown. What is clear from this event is that the politics surround-
ing neurological difference are far from simple.

Connecting Policy and Neurodiversity

Diversity means strength. From our basic biology to international relations,
a narrow attraction to sameness weakens the human experience. Neverthe-
less, even our thinking about diversity tends toward homogeny (Gregory
2006; Spinner-Halev, Bowman, and Sanders 2005). At the beginning of the
twenty-first century, consideration of diversity in industrialized nations ha-
bitually involves organized celebration of the coexistence of individuals
with differences conceived in terms of relatively observable characteristics
such as race, ethnicity, gender, or sexual orientation. Often, consideration of
diversity is limited to racial or ethnic differences.

Diversity is more than skin deep, however. In recent years, human un-
derstanding of neurology has progressed beyond its infancy. Part of this ex-
pansion in basic knowledge has involved development of increasingly
sophisticated taxonomies of neurological differences. Our evolving under-
standing of the human brain, combined with the engagement of a greater
proportion of the population of industrialized nations in knowledge- or serv-
ice-based work, has stimulated increasing public notice of neurological dif-
ferences.

Effects of this new awareness extend to both systemic and formal gov-
ernment agendas, making an understanding of the politics of neurological
difference important for anyone interested in policy, politics, and public ad-
ministration, as well as for those interested in neuroscience and neurology.
One aspect of this political conversation is the consideration of differences
in brains as an element of diversity within societies—this is the realm of
neurodiversity. Furthermore, studying the politics of neurological differ-
ence, including neurodiversity, can create “renewed interest in the question
of how to promote diversity in all its manifestations and to further a more
inclusive society” (Bumiller 2008, 967) for those interested in sociology
and other social sciences. Furthermore, since conscious engagement in di-
versity is a cornerstone of the twenty-first-century experience, the politics
of neurological difference and neurodiversity should be intriguing to those
interested in social justice in general. Finally, as with much that will be ex-
plored in this book, these principles, while being exceptionally well-illus-
trated in the politics surrounding neurological difference and neurodiversity,
hold for all disabilities. As Marta Russell put it in Beyond Ramps: Disabil-
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ity at the End of the Social Contract over a decade ago, “disability and dis-
ability policy—past, present and future—is a tool for all to rate our present
socio/economic order” (1998, 9).

Defining Politics:
Political Discourse and Public Discourse

For many people, polite conversation excludes politics. Also, declaring
one’s hatred of or distaste for politics is often considered a reasonable po-
sition for a person to take, even in a democratic setting supposedly de-
pendent on the political participation of (at least) citizens. Despite this,
all human beings engage in political behavior to some degree or another.
The political behavior most people engage in may be on a smaller scale
than the governance of even the tiniest of formal political entities. How-
ever, from the time a child begins to formulate strategies other than utter
loss of self-control to achieve his or her interests, political behavior be-
comes a part of the day-to-day human experience. Because the experience
of human neurological differences involves many unknowns and unsettled
questions, and thus creates potential for differing interpretations of norms
and situations, this experience necessarily becomes politicized in modern
societies.

In essence, politics is conflict management, which ideally turns into
collaboration and cooperation. As Oliver Woshinsky describes, “while we
may detest politics, the alternative can be worse . . . If conflict cannot be
resolved politically, it often denigrates into violence . . . In the ordinary,
workaday mode, ‘politics is damage control,” says Peter Berkowitz in one
of the best aphorisms I know on the subject . . . Politics provides an arena
where people can vent their hostilities without actually killing each other”
(2008, 22; emphasis in original). Within the politics of neurodiversity and
neurological difference, it may at first glance be difficult to conceive of a
potential for outright violence surrounding political debates on the
subject of human difference. After all, no known society has ever reached
the point of violent revolution over management of functional differences
in human beings per se. Nevertheless, an extensive history of depriving
individuals of both liberty and life as a response to observed differences
in their minds, bodies, or spirits exists (Shapiro 1994). There have also
been countless acts of interpersonal violence resulting from the clash
between the infrastructures of society and society itself, perpetrated by
both those considered normal and those considered atypical. Finally, there
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exist long traditions of objectification of individuals on the basis of func-
tionality.! Such objectification itself constitutes a form of violent op-
pression.

Politics involves substantial self-expression in a variety of forms by a
plethora of stakeholders. Arguments in this book make a distinction between
political and public discourse. As used here, the term “political discourse”
refers to any statements and expressions made with formal political intent—
in other words, statements made by those who deliberately engage the dis-
ability policy subsystem with the intent of promoting and supporting
specific public policy and programs. Most often, political discourse comes
from politicians, government officials, bureaucrats, policy entrepreneurs,
and activists. In fact, some scholars of democracy have argued that policy
entrepreneurs (or other policy experts) exclusively define policy options for
the general public in most cases. As Roger Pielke explained about the writ-
ings of E. E. Schattschneider in the late 1970s: “democracy is a competitive
system in which the public is allowed to participate by voicing its views on
alternatives presented to it in the political process . . . such alternatives do
not come up from the grassroots any more than you or me telling an auto
mechanic what the options are for fixing a broken car . . . policy alternatives
come from experts” (2007, 12). Although such thinking naturally raises
questions about what constitutes expertise (including grassroots expertise),
it resonates in practice in that, for the most part, innovative issue framing
and policy proposals come from political actors directly engaging the pol-
icy subsystem, usually through formal roles. Though such arguments limit
interpretation of the practice of democracy, they do emphasize the need to
distinguish between political and public discourse.

The term “public discourse,” on the other hand, comprises a more gen-
eral category including statements and expressions made by individuals or
groups who are contributing to the politicized discussion surrounding neu-
rological difference and neurodiversity, but not necessarily consciously
seeking a specific change in policy. Public discourse can come from anyone
in a given society, so long as the statement is intentionally made in public
(rather than in private conversation or in contemplation).

Why Are Neurological Differences Public Issues?

Taxonomies of neurological difference remain somewhat theoretical be-
cause they commonly rely on behavior-based diagnoses. In other words,
most definitions of neurological differences are circular—a person becomes



