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Preface

Another pandemic illness is emerging in American society. It
is called, among other things, multiple chemical sensitivity (MCS),
environmental illness (EI), and somewhat ominously, twentieth-cen-
tury disease. It invites comparison with that most deadly modern pan-
demic, AIDS. In two important respects the terms multiple chemical
sensitivity and acquired immunodeficiency syndrome are alike. In a
strict sense, neither term denotes a disease at all. They both refer to
medical conditions that are expressed in a complex array of symptoms
and disorders. One person with MCS, for example, may experience
memory loss and fatigue, while another breaks out in skin wheals and
loses motor control. An AIDS patient, on the other hand, is vulnerable
to a number of cancers or may succumb to pneumonia.

A second feature shared by MCS and AIDS is their common origin
in environments, albeit quite different ones. It appears that HIV, the
human immunodeficiency virus that causes AIDS, was confined to
African rain forests until liberated by commercial deforestation prac-
tices. Indeed, Ebola, Marburg, and AIDS are, by all accounts, tropi-
cal viruses that would likely live in rain forests at no risk to humans if
the forests were left uncultivated. Likewise, MCS is apparently caused
by human intervention into environments. But, unlike AIDS, it is not
an infectious agent freed from ancient ecosystems to hunt for human
hosts. Instead, the commodities of late capitalist society, built envi-
ronments, and consumer goods have unleashed this new pandemic.
MCS is not a virus in search of a remedys; it is, to risk the charge of
hyperbole, a somatic indictment of modernity.

While an antidote for the AIDS virus continues to elude biomedical
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science, it is expected that one (or more) will be discovered. The
shared expectation that a drug will be found to kill the virus originates
in the consensus of the medical community and the wider society that
AIDS is a pathophysiological problem that falls within the boundaries
of normal medicine. While the disease is an uncontested modern cat-
astrophe, a solution to AIDS will be found without radically modify-
ing the biomedical model. Since AIDS is successfully captured within
the biomedical system, it is not likely to upset essential political and
industrial arrangements. The disease, after all, is transmitted via bod-
ily fluids and befalls individuals who make poor choices or are victims
of the poor or negligent choices made by others. The tortured body of
AIDS is among our modern nightmares, but it is not a new body; we
understand it, even if we cannot at present cure it.

The bodies of the multiply chemically sensitive, in contrast, are
medical anomalies. While the biomedical community quickly appre-
hended AIDS, defining it in manageable terms, MCS is demanding
that the biomedical model itself change to accommodate its peculiar
etiology and pathophysiology. People with MCS, for example, believe
that their illness has little to do with contaminating bodily fluids but is
caused, rather, by seemingly benign consumer products and suppos-
edly safe places such as houses, car interiors, and offices. Barely dis-
cernible amounts of chemical irritants found almost anywhere in
modern society can permanently change their bodies, rendering them
physically unstable and emotionally exhausted. An antidote for MCS,
therefore, is not likely to be found through pharmaceutical research or
invasive surgeries; nothing less than changing conventional under-
standings of what are safe and dangerous places and things found in
them will abate this illness.

Moreover, MCS is a relational illness in a way that AIDS is not. The
term relational illness simply means the degree to which debilitating
symptoms are believed to be caused in part by the personal habits and
routines of people who live or work in the social circles occupied by
sick people. While caring for an AIDS patient may require people to
change their customs and habits, those customs and habits are not
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considered the causes or triggers of immunodeficiency symptoms.
People with MCS, on the other hand, believe that at any moment their
relative state of illness or wellness is a function, in part, of the activi-
ties and practices of others. Important, perhaps critical, to a person’s
management of MCS is her ability to persuade other people that they
are partly responsible for her misery and must change if she is to suc-
cessfully manage her symptoms. People with MCS must narrate their
illness stories in order to survive.

Listen to the etiology stories and related narratives of the environ-
mentally ill, and you will hear a new talk about a new body and its
relationships to local environments. Observe their efforts to manage
symptoms and pay attention to how they would rearrange the social
and physical world to accommodate their disability, and you will
witness the transformation of discourse into rhetoric. Ask questions
about the significance of nonphysicians constructing medical expla-
nations for their physical symptoms and miseries, and a broader, more
inclusive trend in contemporary society may be discerned, one in
which ordinary people are borrowing expert rhetorics, locating them
in nonexpert systems, and working to politicize what is routinely con-
sidered natural.

Ironically, while AIDS will, at least in the near future, continue to
devastate our lives, killing our lovers, spouses, friends, and acquain-
tances and mocking our weak and ineffectual attempts to control it,
this most devastating of pandemics is not likely to result in profound
political and industrial change. MCS, on the other hand, will claim
few (if any) lives, but it will lay claim to an alternative strategy for the
construction of rational knowledge in late modern society.
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Introduction

In the early nineteenth century, the air of European cities was
thought to be the source of infection and disease. The word miasma
entered popular conversation and meant, quite literally, dangerous,
deathlike air. It was not acute toxicity that disabled the person, but
noxious exhalations from open sewers and industrial effluents that
together worked in a slower, more villainous fashion. Urban air was
characterized as particularly sinister, and people prone to illness were
advised to spend as much time in the country as their resources would
permit (Sontag 1989).

In 1880 the American neurologist George M. Beard identified a
pattern of symptoms he called “neurasthenia” or “American nervous-
ness.” The reported symptoms included fatigue, short-term memory
loss, and sore joints and muscles, among others. The etiology of neur-
asthenia, Beard argued, was none other than technological progress
itself, namely, steam power, the printing press, and factories (Hileman
1991, 30).

The idea that fouled air or the achievements of modernity were the
sources of disease was successfully challenged, however, by Pasteur
and Koch, who discovered the role of germs in the cause of many ill-
nesses (Dubos 1959). By the twentieth century, the medical commu-
nity had abandoned the miasmic theory in favor of the germ theory.
The subsequent development of the biomedical paradigm shifted
attention away from an exogenous theory of disease, and an etiology
that located disease origins in the physical, social, and spiritual envi-
ronments, and toward an endogenous theory that located disease
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inside the body (Dubos 1959; Young 1976; Freund and McGuire
1991).

In the late twentieth century, however, the idea of sinister air has
returned in the form of a nascent physical disorder called, among
other things, environmental illness, and multiple chemical sensitivity.
A growing number of people claim to be “chemically reactive.” They
firmly believe they are suffering from a disease caused by low-level,
indeed subclinical, exposures to synthetic and nonsynthetic chemicals
found in putatively safe environments. Living rooms, bedrooms,
offices, stores, churches, parks, and other seemingly benign and pre-
dictable habitats are increasingly identified as chemically contami-
nated and pathogenic. If built environments and the products typi-
cally found in them are sources of pleasure, comfort, and symbols of
success for most of us, for the chemically reactive they are often per-
ilous worlds of debilitating health risks.

Expressed in the bodies of the environmentally ill is a blurring of
the recognized boundaries between safe and dangerous places.
Environments, of course, might well be a source of debilitating dis-
ease, but they are commonly recognized as extreme places, strikingly
and conspicuously dangerous: a toxic spill, a munitions explosion, or
a nuclear accident, for example. The immediate task here is to remove
the body from the extreme environment to a nonextreme, safe place.
The troubling message of the environmentally ill, however, is that
what was once thought to be safe is now dangerous. Consider the
words of a thoughtful essayist who suffers from this nascent disorder:

The contamination of our world is not alone a matter of mass spraying.
Indeed, for most of us this is of less importance than the innumerable
small-scale exposures to which we are subjected day by day, year by
year. Like the constant dripping of water that . . . wears away the hard-
est stone, this birth-to-death contact with dangerous chemicals may in
the end prove disastrous. Each of these . . . exposures, no matter how
slight, contributes to the buildup of chemicals in our bodies and so to

cumulative poisoning. (Lawson 1993, 30)
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Thus the chemically reactive propose that disease is caused by more
than nuclear accidents, toxic waste dumps, deadly mold spores, or
DDT. For them, a seemingly endless array of environments and com-
mon consumer items are considered serious health risks. The stocked
shelves of grocery stores, drugstores, and hardware stores pose imme-
diate health risks. Churches and synagogues harbor caustic agents
that threaten to overwhelm the body. Schools might be toxic. Hospi-
tals are potential danger zones, brimming with hazardous effluents.
Even birthday presents might be brightly wrapped threats. It is as if
modern material culture lies in wait to ambush the body of the envi-
ronmentally ill. Writing almost two hundred years ago, Jean-Baptiste
Lamarck anticipated MCS when he observed: “We die when we ingest
too much of the environment” (quoted in Crumpler 1990, 13).

Multiple chemical sensitivity is the latest evolution in a series of
environmental warnings and technological accidents to occur in the
latter decades of the twentieth century. In Silent Spring (1962) Rachel
Carson wrote ominously of the perils of DDT and its effects on the
biosphere. In the 1970s, labor demanded that management clean up
the workplace and fairly compensate the victims of factory and shop
floor injuries. The discovery of dangerous chemicals under a residen-
tial community in Niagara Falls, New York, in the late 1970s changed
forever the public’s perception of parks, schools, and neighborhoods
as environmentally safe. Love Canal alerted the nation to environ-
mental dangers that were no longer limited to nature or industrial
workplaces; now they could be found in backyards, basements, and
playgrounds.

The nuclear accident at Three Mile Island, Pennsylvania, in 1979
highlighted the risks of splitting atoms to boil water. Massive cooling
towers shaped, unsettlingly, like mushroom clouds, became icons of
fear and distrust. The untold casualties from the Chernobyl nuclear
fire in the Ukrainian republic of the former Soviet Union in 1986 con-
firmed the doubts and suspicions of many regarding nuclear energy.
In 1976 twenty-nine people died of exposure to contaminated mold
they inhaled while staying at a grand old hotel in Philadelphia. What
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quickly became known as Legionnaires’ disease called attention to
buildings as possible carriers of disease. The provocative phrase sick
building syndrome soon entered popular conversation and increased
further the number of potentially risky environments.

In the late 1980s and early 1990s EI emerged as a contentious
health issue, exacerbated the debate over what are safe and dangerous
environments, and provoked a political question: Who will control
the definition of the human body and its relationship to the environ-
ment in the waning years of the twentieth century? This book exam-
ines this medical, social, and cultural conflict from the first-person
accounts of the chemically reactive.

People with MCS narrate stories of their misfortune. They speak to
themselves, to one another, and to those of us who do not dwell in
their world of impairment. From our vantage point, EI begins with the
simple idea that people who organize themselves around changes in
their bodies are also organizing their minds to produce accounts of
their miseries. Most of these accounts sound like biomedical theories
of the body and its relationship to the environment. People who claim
they are environmentally ill are theorizing the origins of their distress
and its effects on the body, and are arguing for appropriate treatment
strategies, using the complicated language of biomedicine. In this
manner EI is a strategy for understanding a body that is becoming
disorganized and unpredictable by providing it with a rational story
to account for its untoward changes. Perhaps in theorizing its somatic
distress, the self of the environmentally ill learns to live in a body that
cannot live in putatively benign and safe places. Following the good
advice of Susan DiGiacomo (1992), we will accord the voices of the
sick people found in the pages of this book “an analytic status” (136).

This book is a story of bodies that no longer behave in a manner
modern medicine can predict and control. It recounts the extraordi-
nary efforts of people who inhabit those bodies to narrate plausible
accounts of what went wrong. It is a story of ordinary people strug-
gling to construct biomedical accounts of etiologies, pathophysiolo-
gies, and treatment regimens to explain and manage their debilitating
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physical and psychological symptoms. It is, in short, the story of a
struggle to wrest control of medical discourse from medical science
and challenge the cultural definition of the body and its relationship to
modern environments.

Our interest is in both the processes of classification, abstraction,
and cause-and-effect reasoning undertaken by laypersons who are
organizing a way of thinking about the strange changes in their
bodies, and the products of these processes, the ideas themselves.
Specifically, how do people whose bodies rebel in the presence of
extremely low levels of putatively benign consumer products and
environments fashion accounts of their misery? And, simply, what
kind of body is embedded in their accounts? How does the environ-
mentally ill body differ from the conventional biomedical body? How
are the environmentally ill using their homespun theories to effect
changes in the conventional, agreed-upon boundaries between safe
and dangerous spaces? Finally, and closely related to the issue of safe
and dangerous, how are important institutional others (friends, physi-
cians, bosses, governments, and so on) responding to these accounts
of bodies that no longer work properly? In short, it is not MCS as a
medical reality that is the subject of this work. Our focus, rather, is on
MCS as a biomedical account of imperfections in built environments
and their debilitating effects on the body constructed by ordinary peo-
ple who are frustrated and disappointed in the profession of medicine.

Multiple chemical sensitivity is a medical conflict that throws
into stark relief the recent work of Anthony Giddens (1990), Ulrich
Beck (1992, 1995), Alain Touraine (1995), and other theorists of late
modernity. It is almost as if the environmentally ill are self-consciously
dramatizing the crises and changes proposed in their work, although
we venture to guess that neither the chemically reactive nor the theo-
rists have heard of one another. The correspondences between
abstract theory on the one hand and concrete human activities on the
other is rarely so direct and unmediated.

Late modernity is a world populated by expert systems, expert
knowledge, and an increasing awareness among ordinary people that
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the world is an unpredictable and increasingly dangerous place
(Giddens 1990; Beck 1992). Biomedicine is a good example of an
expert system. It is a set of interrelated statuses and practices orga-
nized around scientific and technical ways of knowing that “system-
atically form the objects of which they speak” (Foucault 1973, 49).
Theories of pathogenesis are confirmed by complex technologies
designed to construct sick bodies and minds. Prescribed treatments
are routinely founded on complex relationships between pharmacol-
ogy and healing. It is physicians who enjoy exclusive access to this
expert knowledge, and statutory authority gives their medical state-
ments the power to create the objects of medicine.

Physicians, of course, are not interchangeable with ordinary
persons. In the ideal world of the professions, “Medical statements
cannot come from anybody” (Foucault 1973, 51). Ensuring that only
licensed practitioners speak a language of expertise limits the use of
expert knowledge to people whose identities and careers are linked
closely to the interests of powerful elites. Thus, it is not surprising that
expert knowledge is likely to be directed away from social criticism
and toward regulating individuals. Medicine, in particular, locates
individuals in the crosshairs of classificatory schemes and definitions
that focus attention on their personal difficulties and shortcomings
(Foucault 1973; see also Sontag 1989).

While states can use force to ensure compliance, most expert sys-
tems survive in part on the simple willingness of nonexperts to trust in
their complicated and often mysterious powers (Giddens 1990). There
are strong cultural pressures for people to follow the advice of their
physicians, or at least not to resist receiving advice. People who nar-
rate stories about bodies that are increasingly intolerant of ordinary
places and things are routinely advised by their physicians to reduce
the stress in their lives, or to medicate daily with allergy drugs, or to
seek psychological or psychiatric help. The problem with this expert
advice is, simply, that it doesn’t work. People remain sick or become
even sicker when they follow their physicians’ recommendations.

Rather than rejecting biomedicine entirely, however, these people
are appropriating the symbols of biomedicine—in effect, separating
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the physicians from their language and shifting the site of biomedical
theorizing from hospitals, clinics, and offices to kitchen tables, living
rooms, and patios. The sick people encountered in these pages are
not abandoning expert knowledge but they are moving away from
the expert system. They perceive the need for expertise at the same
moment they have lost faith in the experts and their administrative
worlds.

What might happen to biomedical knowledge once it is separated
from the profession of medicine and relocated in mundane, ordinary
worlds? One thing seems certain: the constitutive authority of physi-
cians to create and control the objects of medicine in the interests of the
state is not likely to go unchallenged. Ordinary people exercising con-
trol over medical discourse are likely to bend and twist at least a few of
its paradigmatic assumptions to fashion ways of knowing that help
them explain their miseries. In theorizing their somatic distress, the
environmentally ill, in particular, are locating the sources of their trou-
bles outside of themselves, in the practices and habits of intimate and
institutional others. They are claiming to know something biomedical
about the body and environments that is at once an explanation of
chronic somatic distress and a representation of imperfections in the
body politic—at once, in other words, a theory and a social criticism.

Bodies do not talk, of course. We do. But bodies do make noises,
tremble, break, change shapes, and act in unusual ways. In short, our
bodies invite, if not demand, someone to speak for them.! As bodies
become increasingly exposed to environmental dangers whose imme-
diate and long-term health effects are endlessly debated by experts,
ordinary people are frequently compelled to speak for their own bod-
ies. Problems with bodies and environments are challenging the ortho-
dox boundaries between medical experts and lay forms of knowledge.

More generally, we might say that lay expertise is emerging as an
alternative form of rationality, one that begins and ends with concrete
human, indeed physical, experiences. A common denominator of these
physical experiences, however, is their high degree of uncertainty,
ambiguity, or, perhaps better said, mystery. If the cry “I am hungry”
demands not reflection but concrete action, the cry “I am poisoned by
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invisible chemicals whose presence is not detectable using standard
monitoring equipment” is an occasion for reflection, deliberation, sort-
ing out what is known from what is not known, testing, drawing con-
clusions, and checking them against some standard of validity (Beck
1992). Not surprisingly, the “I am poisoned . . .” mysteries must be
transformed into puzzles, changing their status from things that cannot
be known with certainty to things that can be figured out.

The chemically reactive are not the only people who find the ratio-
nal explanations of legitimate medical authorities to be fuzzy and con-
fusing, if not incoherent, accounts of their troubles. Multiple chemical
sensitivity is an example of a broader populist revolt against the hege-
mony of expert medical systems in what Giddens calls “late moder-
nity” and Beck calls the “risk society.” Participants in this revolt do
not reject medical knowledge; rather, they refuse to allow it to be
identified solely with the interests of state-sponsored professions.
Participants, in other words, are likely to criticize the medical profes-
sion while appropriating its complex theories.

A recent article on the AIDS movement in the United States
describes activists who

wrangle with scientists on issues of truth and method . . . [and] seek to
reform science . . . by locating themselves on the inside. They question
not just the uses of science, not just control over science, but sometimes
even the very contents of science and the processes by which it is pro-
duced. . . . They seek to change the ground rules about how the game is
played. (Epstein 1991, 37)

In a similar manner, citizens are claiming to know about “women’s
health, fetal tissue research, and recombinant DNA research” (Epstein
1991, 36). The current controversy over the etiology of the unusual
symptoms and diseases experienced by veterans of the Gulf War is pit-
ting the ordinary soldier against the health machine of the Veterans
Administration (see chapter 7). Workers are learning about accident
rates and types of technology to argue for a safer workplace (Nelkin
and Brown 1984). And the problems of chronic fatigue syndrome and
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repetition strain injury are sending citizens to the libraries in search
of answers physicians cannot provide (Lawson 1993; Bammer and
Martin 1992). The problem of MCS joins a new class of hazards that
are characterized by the absence of concrete, tangible measures of
cause and effect, that are not apprehended immediately but require
rumination, deliberation, cogitation—in short, the construction of
abstract explanations, theories if you will.

Theorizing is a task normally assigned to scientists and intellectu-
als, while nonexperts are likely to improvise ways of knowing that
occur well below the level of genuine theory construction (Berger and
Luckmann 1966). Today, however, an increasing number of average
citizens are appropriating the privileged voice of the theorist to con-
struct coherent groups of general propositions to use as principles of
explanation and persuasion. Consider Ulrich Beck’s (1992) rhetorical
question:

Why shouldn’t laypeople—who are no longer what they used to be,
namely, just laypeople, and who ultimately have to pay for all the
benefits—ask questions that are forestalled by the false a priori of sci-
entific theory, and in that way provide a critical supplement to the

model of experimental testing? (55)

Problems of health and disease are only one example of a popular
struggle to wrest control of a rational knowledge system from its insti-
tutional moorings and challenge society to change based on a claim to
know something “true” or “scientific” about how the world works.
Public hearing testimonies offered by citizens organized to define and
control disposition of nuclear materials at the seventeen Department
of Energy sites in the United States argue in the languages of nuclear
engineering and toxicology for their version of appropriate cleanup
criteria (U.S. Department of Energy 1991). Other citizens are master-
ing the intricacies of zoning and planning regulations to hold indus-
trial developers accountable for various land-use initiatives involving
hazardous or toxic materials (Couch and Kroll-Smith 1994; Minor

1994).
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Human agency in liberal democracies has always depended on the
ability of people to articulate their concerns and grievances using the
discourses of civil rights. Today, however, what is just and unjust is
often confounded with claims to know the world through categoriza-
tion, calculation, and measurement. Civil rights, in other words, are
increasingly dependent on the capacity of ordinary people to appro-
priate the languages of instrumental rationality and cast their argu-
ments for equality and justice in the measured cadence of expertise.

Note, however, the distinction drawn here between acquiring
expert knowledge and soliciting the counsel of experts. As people are
becoming aware of their increasing dependence on expert knowledge
they are also increasingly distrustful of experts. Perhaps this explains,
in part, Beck’s observation that “monopolies on knowledge...are...
moving away from their prescribed places” and found increasingly in
popular arenas (1992, 154). In this new history, to modify Bauman,
“one [must] steal the expertise and play with it, boldly, one’s self”
(1993, 17).

In a provocative image of the problem, Ulrich Beck (1992) argues
that society is changing from one in which “being determines con-
sciousness” to one in which “consciousness determines being” (53). In
the new society, class becomes less important in shaping thought and
experience, increasingly displaced by the production of knowledge
among confederates (arguably representing many classes) who define
themselves as imperiled by unanticipated changes in the biosphere and
unable to trust the opinions of experts. If consciousness, and not
material circumstances, is shaping late-modern lives, it should also be
recognized that somatic states and conditions are shaping conscious-
ness, a point we will return to throughout this book.

Looking Ahead

Chapter 1 describes the conflict between the medical profession
and the environmentally ill, paying particular attention to the difficul-
ties physicians and medical researchers experience when they attempt
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to define MCS. While the medical profession is skeptical and uncer-
tain regarding the idea that bodies are changing in relationship to
ordinary environments, for the environmentally ill, MCS is a practical
epistemology—a strategy for knowing the world that works to reduce
or make manageable a human trouble. Chapter 2 examines two essen-
tial ways of talking (technical and emotive) and how they are used by
the environmentally ill to transform themselves from objects of bio-
medicine into active agents who are inventing and constructing bodies
by the skillful use of an expert language. The image of science joined
with biography is an uncommon one in our society and is important
to our account of MCS as a practical epistemology. Finally, we intro-
duce three descriptive processes that account for how people become
disenchanted with experts, borrow expert languages, and seek public
recognition of their troubles.

Chapters 3 through 5 use narratives of the environmentally ill to
describe in vivid detail the problems of living with a contested disease
that challenges not only the biomedical definition of the body but
commonsense thinking about the relationship of bodies to environ-
ments. In these chapters we encounter the work people do to make
their obscure bodies intelligible by locating them in theories of etiol-
ogy and pathophysiology that lead often to effective treatment strate-
gies. Following Geertz’s pragmatic idea, we refer to these local theo-
ries as practical epistemologies (1983, 151).

Chapters 6 and 7 shift attention from a phenomenological account
of MCS to a consideration of its political and economic effects.
Introducing the idea of representation, we look closely at those arenas
of social and cultural life that are changing to accommodate and, in
turn, recognize the chemically reactive body. To the extent institu-
tional others are modifying routines or policies, passing legislation, or
creating commodities to assist the environmentally ill body, MCS is
becoming a disease in spite of the medical profession’s current refusal
to acknowledge it. In the final chapter we suggest that the amount of
interpretive space created by problems with bodies and environments
is growing. By interpretive space we mean simply the room available
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for theorizing. When citizens or laypersons step into this space, they
appropriate the languages of expertise and join them to subjective,
personal experiences to create an alternative rationality, at once a
local and an abstract knowledge. A discussion of popular epidemiol-
ogy suggests it is not only the individual body and environments that
are opening up space for interpretation. Populations of bodies in the
form of neighborhoods, communities, and so on are collectively
proposing citizen theories of disease clusters and contamination.

Multiple chemical sensitivity and popular epidemiology are among
a number of citizen science movements that are hinting at the emer-
gence of a new history—not one they are making by themselves but
one whose making they both illustrate and contribute to. This new
history is neither modern nor postmodern. Modernity rested on a sim-
ple two-step formula: surrender the sovereignty of the personal, local,
and subjective, and embrace the promises of abstract, rational knowl-
edge administered by experts. Modernity offered little space for first-
person stories. While they can entertain and are of some importance
to social relationships or the occasional news stories—indeed, they are
called “human-interest stories” in newspaper jargon—they could not
be the basis for administrative decisions, legislation, or policy making.
Postmodernity, it would seem, emerged to counter the formula for
modernity by creating a privileged space for the personal narrative. In
this society, self-stories displace expertise, which is shown to be just
another self-story anyway, wrapped up in fancy language.

The environmentally ill and their counterparts in other citizen med-
icine movements are neither modern nor postmodern. They do not
surrender their self-stories to the administration of medical expertise,
as good moderns do; nor do they abandon this expertise to revel in the
pure subjectivity of their stories, as good postmoderns do. Rather,
they join the self-story to expertise, constructing narratives of their
sick bodies using the complicated languages of biomedicine. In this
fashion, MCS is a critique of both modernity and postmodernity and
an invitation to revisit these important ideas as we think about the his-
tory we are making.
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We wrote this book, in part, to make the environmentally ill more
comprehensible than they now are—to make the “other,” we might
say, familiar. We invite the reader to enter their world, stay a while,
and recognize the possibility that our species survives in part by its
irrepressible drive to understand the significance of things, though
agreement on what is or what is not significant often eludes us.






Part One! )






N Environmental Illness as
a Practical Epistemology
and a Source of
Professional Confusion

“Listen to the patient, he will tell you the source of his
disease. Listen more closely and he will likely tell you how
to cure him.” I heard something like that once in medical

school.
(The first author’s family physician)

THE CONFUSING NATURE of MCS is reflected in the number of
terms enlisted to describe it: environmental illness, chemical sensitiv-
ity, cerebral allergy, chemically induced immune dysregulation, total
allergy syndrome, universal reactor syndrome, ecologic illness, chem-
ical hypersensitivity syndrome, universal allergy, and, more alarming,
chemical AIDS and twentieth-century disease. To simplify discussion
we will use the terms multiple chemical sensitivity, or MCS, and envi-
ronmental illness, or El, to refer to the disease and the terms chemi-
cally reactive and environmentally ill to refer to the people living with
the disease.

While the terms describing this medical condition vary, they con-
verge on a number of common premises that together describe a
nascent theory of the body and its relationships to the materials of
modern life: office buildings, houses, shopping malls, yards and gar-

I7



18 Environmental lllness as a Practical Epistemology

dens, common consumer products, and so on. Importantly, what med-
ical science knows about the etiology, pathophysiology, and treatment
of El is derived from the stories the environmentally ill tell about their
bodies. Stories are all we have at the moment because there are no
agreed-upon criteria for defining EI as an official medical condition
and, consequently, there is no consensus regarding appropriate diag-
nostic protocols or treatment regimens (Ashford and Miller 1991;
Bascom 1989). On the second page of their recent collaborative
report, the U.S. Department of Health and the Agency for Toxic Sub-
stances and Disease Registry (ATSDR) reported that the natural his-
tory of EI describes “diverse pathogenic mechanisms . . . but experi-
mental models for testing them have not been established (Mitchell
1995, 2).

Thus, medical researchers and physicians who accept the possibil-
ity that MCS may be a legitimate physical disorder must listen closely
to their patients’ efforts to explain what is wrong with their bodies.
Attending to the stories of people in pain recalls the typical eighteenth-
century dialogue between patient and doctor, which typically began
with the question “What is wrong with you?” Today, however, as
most of us know, a physician is more likely to ask “Where does it
hurt?” reflecting her greater faith in sophisticated technology than in
the commonsense reasoning of her patients (Foucault 1973, xviii).

But the symbols of medical technology are silent on the issue of
EL It is, rather, the phenomenology of MCS, the experiences and
accounts of those living with the malady that are the primary source
of knowledge about this nascent physical disorder.! A remarkable fea-
ture of the accounts collected for this book are their similarities, in
spite of the fact that with a few exceptions the people interviewed do
not know one another. Interviews with plumbers, accountants, phar-
macists, postal workers, homemakers, marine captains, insurance
salespeople, sugarcane workers, college professors, and others from
all fifty states, with little more in common than that they all happen
to be alive at the same time, consistently reveal common patterns.
Discrete people, without recruitment ideologies typical of social
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movements, are thinking about their troubles in an essentially similar
manner.

One explanation for this uncoordinated convergence in the style
and product of thinking about illness is the possibility that common
changes in people’s bodies are shaping common thought processes.
Other, arguably less sympathetic, accounts of this unorganized collec-
tive pattern are found in several academic discussions of the MCS
phenomenon, including arguments that it is a form of hysterical con-
tagion (Brodsky 1984) or chemophobia (Brown and Lees-Haley
1992). Complementing these psychosocial constructions is the unset-
tling idea that MCS is a pandemic outbreak of one of a number of
faulty thinking disorders, including conditioned responses, symptom
amplification, or displacement/avoidance activities (Simon 1995, 45;
Simon, Katon, and Sparks 1990; Terr 1987).

The environmentally ill talk about a polysymptomatic disorder that
starts with an acute or chronic exposure to chemical agents. Many of
these agents are found in ordinary household and work environments
in amounts well below recognized thresholds for toxicity. Following
the initial sensitization experience(s) to a single chemical irritant, the
body begins to express intolerance to an increasing array of unrelated
irritants. A person with EI, for example, can react to volatile organic
compounds emitted from gas stoves, dry-cleaned clothing, ammonia
found in paper products, boron in cosmetics, phenol in air fresheners,
and ethyl chloride in plastics, at doses that are magnitudes below
those known to be dangerous. Ann became ill when she was exposed
to formaldehyde in the new carpet in her office. A few days after the
onset of her initial symptoms, she noticed that her body reacted
aversely to her husband’s colognes, her housekeeper’s cleaning sol-
vents, the painted wooden baskets hanging in her den, her laundry
soap, and so on.?

The body’s increasing intolerance to ordinary, putatively benign
places and mundane consumer products is a key feature of this illness
and one that baffles most physicians. “We don’t dismiss these people,
they are truly ill,” admits a prominent allergist and medical researcher



20 Environmental Illness as a Practical Epistemology

who speaks for the majority of practicing physicians, “but batteries of
chemical tests can’t pinpoint any specific sensitivity. Some are
definitely allergic and we all agree that they are suffering, but we sim-
ply don’t understand the cause of the disease as determined by medical
diagnosis” (Selner 1991, 2—3). Another sympathetic but discouraging
assessment concludes that “there is no laboratory test that can diag-
nose MCS, no fixed constellation of signs and symptoms, and no sin-
gle pathogen to isolate and transmit through a cell line. . . . Even
worse, some chemicals are neurotoxic and may produce symptoms
that resemble anxiety attacks or mood disorders” (Needleman 1991,
33). Still more pessimistic is a public health physician who concludes
that at present what is known about MCS “is insufficient to recom-
mend programs for preventive strategies” (Bascom 1989, 36).

Adding to an already complicated theory is a premise that bodies
are vulnerable to extremely low levels of chemical exposures: “below
exposure levels for various chemicals established by the government,
and usually below exposure levels tolerated by most people” (Pullman
and Szymanski 1993, 17). This a difficult premise to test, however. If
exposure levels are orders of magnitude below those deemed med-
ically permissible, measuring concentrations of chemicals in soil, air,
or water is unlikely to yield any useful information. If the concentra-
tions are lower than permissible levels, the question still remains,
How are they adversely affecting these bodies? The question is cur-
rently unanswerable empirically, though MCS suggests a theoretical
rationale: Is it not possible that some bodies are more sensitive than
others? Is it reasonable to sort bodies into nonsensitive, sensitive, and
“hypersensitive,” where sensitive bodies are more reactive than non-
sensitive bodies, and hypersensitive bodies “are more sensitive than
sensitive”? (Bascom 1989, 10; Ashford and Miller 1991). At least one
person with EI now sorts his world into new categories: “I use to
think in terms of people who are good on the one hand and bad peo-
ple. Now I’'m more likely to wonder whether this person is supersen-
sitive like me or able to tolerate everything.”

Complicating an already complex theory, another premise of MCS
is that each chemical irritant may trigger a different constellation of
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symptoms in each person and that every system in the body can be
adversely affected. Thus, combinations of body systems and symp-
toms interact geometrically, creating, at least theoretically, a seemingly
endless configuration of somatic miseries (Pullman and Szymanski
1993, 17; Ashford and Miller 1991; Cullen 1987). Consider, for
example, an abbreviated list of EI symptoms distributed by the Chem-
ical Injury Information Network, an MCS support group. Among
the sixty-two symptoms listed are sneezing, loss of smell, nosebleeds,
dysphagia (difficulty in swallowing), dry or burning throat, tinnitus
(ringing in the ears), hearing loss, hyperacusis (sound sensitivity),
coughing, shortness of breath, hyperventilation, high and low blood
pressure, hives, constipation, thirst, spontaneous bruising, swelling
of heart or lungs, night sweats, insomnia, poor concentration, and
depression (Duehring and Wilson 1994).

Robert loses his balance and becomes disoriented when he is around
fresh paint, while Diane is likely to become nauseated and tired. Both
manifest different symptoms when exposed to different chemical
agents, challenging the biomedical assumption that each disease is
caused by a specific aversive agent affecting an identifiable body sys-
tem (Freund and McGuire 1991). Symptoms simultaneously involving
multiple body systems, but affecting each differently, violate a foun-
dational assumption of biomedicine that diseases are classed as specific
pathological configurations (Kroll-Smith and Ladd 1993). A physi-
cian-researcher who frequently testifies against plaintiffs who claim to
be environmentally ill and sue their employers for negligence in the
management of a chemical work environment writes, “The persistence
of symptoms, worsening of symptoms, and appearance of additional
new symptoms during therapy attest to a pattern of fear of the every-
day environment engendered by an unfounded perception of an envi-
ronmentally damaged immune system” (Terr 1987, 693). A theory of
chemically damaged immune systems, however, is only one of several
pathophysiology theories of MCS, as we will see in chapter §5.

Finally, people with MCS are likely to ascribe to a treatment regi-
men that emphasizes avoidance and lifestyle changes rather than
drugs, surgery, or other invasive therapies (Bascom 1989; Ashford and
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Miller 1991; Kroll-Smith and Ladd 1993). Healing the body is
specifically not an invasive procedure. Rather, healing begins with
removing the offending substances from the body and working to
keep those substances at a safe distance. Avoidance and self-discipline
are key elements of successful coping. Avoidance measures can be as
subtle as moving away from a person wearing hair spray or cologne to
moving into an environment built specifically to reduce chemical
exposure. Wimberly, a small town in central Texas, has gradually
become a chemically free refuge for people with extreme MCS. While
only a small number of the chemically reactive move to such special
environments, most are forced into some form of social and spatial
exile to successfully manage their symptoms.

Avoidance can also be more proactive. Increasingly, people who
theorize their bodies’ relationship to environments using some variant
of MCS try to persuade others to change their personal habits, approach
employers with specific requests that would reduce their exposure to
offending substances, and appeal to local, state, and national legisla-
tures to create “safe zones” free of dangerous chemicals.?

A strategy of avoidance based on escape and one based on chang-
ing habits, ordinances, or the materials of production are effectively
redrawing the boundaries between safe and dangerous places, though
with varying social and political effects. Families who leave Los
Angeles and move high into the Sierra Madres to escape a chemically
saturated world are building alternative, “ecologically safe” commu-
nities; they are not, however, directly challenging society to change.
A wife who refrains from wearing a “toxic scent,” an employer who
moves an offending copying machine from a nearby office, and a
county board of supervisors that passes an ordinance establishing a
“fragrance-free zone” in the local courthouse are examples of social
and legal accommodations to the environmentally ill who petition
others to change. When others change, the environmentally ill stand
a chance of living within society rather than merely surviving by
escaping from it.

Whether they manage their symptoms by escaping society or chal-



Environmental Illness as a Practical Epistemology 23

lenging it, or some combination of the two, the environmentally ill are
forced to carve up the meaning of space in a manner unfamiliar to
most people. Thus, while their behavior can appear strange and unto-
ward, perhaps insulting, to others, for them it is a reasonable response
to the management of their symptoms.

~

The exact number of people who claim to be environmentally ill
is not known. The U.S. Department of Health and Human Services
admits it cannot estimate their numbers (Samet and Davis 1995).
Commonsense comparisons, speculation, and anecdotes are the fall-
back strategies for calculating the scope of the problem. The Labor
Institute of New York notes: “While it is clear that a significant por-
tion of the population is sensitive to irritants such as cigarette smoke,
the percentage of individuals who are significantly affected by multi-
ple chemical sensitivities appears to be much smaller” (Pullman and
Szymanski 1993, 18).

Though it does not use the term multiple chemical sensitivity, envi-
ronmental illness, or any of the other variants, the National Academy
of Sciences (1987) suggests that between 15 and 20 percent of the
U.S. population is allergic to chemicals commonly found in the envi-
ronment, placing them at increased risk of contracting a debilitating
illness. The National Research Council’s Board on Environmental
Studies and Toxicology (1992) reports that “patients have been identi-
fied with a condition of multiple and often diverse symptoms that
have been attributed to chemical agents in the environment” (5),
though it does not specify how many.

Complementing this anecdotal approach to determining the
breadth of the problem are several additional facts and figures that
suggest that EI is more than a minor medical annoyance. A nonran-
dom survey of people who identified themselves as having MCS found
sixty-eight hundred respondents (quoted in Ashford and Miller 1991,
5). The Chemical Injury Information Network lists multiple support
groups for people with EI in forty-four of the fifty states. Support
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groups also meet in Finland, Germany, Australia, Canada, Denmark,
New Zealand, France, Mexico, Belgium, and the Bahamas. We
identified twenty-nine newsletters circulating in the United States
devoted to chemicals, bodies, and the environment.

The range of demographic groups reporting the symptoms of MCS
suggest it is a pandemic problem:

A review of the literature on exposure to low levels of chemicals reveals
four groups or clusters of people with heightened reactivity: industrial
workers, occupants of “tight buildings,” . . . residents of communities
with contaminated soil, water, and air, and individuals who have had...

unique exposures to various chemicals. (Ashford and Miller 1991, 3)

This list implies that everyone is susceptible to the ravages of MCS.
There is some evidence to support this unsettling idea.

Industry groups estimate that over a third of new and remodeled
office and storage buildings harbor indoor air pollutants sufficiently
toxic to increase employee absenteeism by as much as 20 percent
(Molloy 1993, 3). In addition to the building materials themselves, the
Occupational Safety and Health Administration counted a minimum
of “575,000 chemical products . . . used in businesses throughout the
U.S.” (Duehring and Wilson 1994, 4; see also U.S. Department of
Labor 1988). In 1989 the U.S. Environmental Protection Agency esti-
mated that employers lose approximately sixty billion dollars a year
to absenteeism caused by building-related illnesses (cited in Molloy
1993, 3). Not every victim of a “sick building” becomes environmen-
tally ill, of course, but “bad air” at work is a common explanation for
the origin of chemical reactivity among the environmentally ill.

But the workplace is not the only source of EI. Aerial pesticide
spraying, incineration practices, and groundwater contamination are
among the causes of MCS in neighborhoods and communities
(Ashford and Miller 1991). In addition, the U.S. Environmental
Protection Agency reported that one in four people in the United
States live on top of, adjacent to, or near an uncontrolled hazardous
waste site (1980; see also Szasz 1994).
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Finally, consider a series of troubling statistics culled from several
sources:

« In 1940 the annual production of synthetic organic chemicals in the
United States was 2.2 billion pounds. By 1991 it had increased to
over 214 billion pounds, an increase of 200 percent in fifty years
(National Research Council 1991, 21).

« “The EPA’s Office of Toxic Substances is called upon to review
approximately 2000 new chemical products a year” (Duehring and
Wilson 1994, 4).

« The EPA can ensure the safety of only six out of six hundred active
pesticide ingredients under its control (Duehring and Wilson 1994,
10).

s Less than 1o percent of the seventy thousand chemicals now in com-
mercial use have been tested for their possible adverse effects on the

“e

nervous system and “‘only a handful have been evaluated thor-
oughly,” according to the National Research Council” (Duehring
and Wilson 1994, 4).

« The EPA has identified over nine hundred volatile organic chemi-
cals in ordinary indoor environments including offices and houses
(reported in Delicate Balance 1992, 9).

= Finally, an EPA Executive Summary on chemicals in human tissue
found measurable levels of styrene and ethyl phenol in 100 percent
of adults living in the United States. The Summary also found 96
percent of adults with clinical levels of chlorobenzene, benzene, and
ethyl benzene; 91 percent with toluene; and 83 percent with poly-

chlorinated byphenols (Stanley 1986).

There is, in short, ample opportunity for individual exposure to a
seemingly endless parade of chemicals whose effects on the body are
simply not known.

While it is not possible to know with any certainty how many peo-
ple claim to suffer from MCS, it is reasonable to assume the number is
substantial and growing. At the very least, it is possible to imagine
how a person might link an array of bizarre and debilitating symp-
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toms to a disease theory based on a premise that the body is exposed
to an extraordinary number of chemically saturated environments.

EI and the Profession of Medicine

People with MCS are theorizing what makes them sick, how
specifically their bodies are changed (immune system, limbic system,
and so on), and what can be done to decrease or manage their symp-
toms. When they speak of MCS, there is often a tone of certainty in
their voices. While certain, they are not arrogant, however. The surety
of knowing is typically accompanied by self-doubt, anger, fear of the
future, and other troubling emotions. While a chemically reactive per-
son is reasonably confident in his theory of what is wrong with his
body, why, and how he can manage his symptoms, MCS is not recog-
nized by the profession of medicine as a legitimate physical disorder.

Indeed, medical professionals are likely to admit that currently
what they do not know about MCS is considerably more than what
they know. A physician’s report to the Maryland Department of the
Environment on the problem of EI, for example, is primarily a list of
things medicine does not know about this nascent disorder, herein
called chemical hypersensitivity disorder, or CHS.

. There is no single universally accepted terminology for or definition
of CHS.

« There is no known cause of CHS.

« There is no prognosis for individuals with CHS.

» There are no criteria or procedures for reporting sensitivity disor-
ders as diseases.

« There are no prevalence studies of CHS.

= It is not known if the incidence or prevalence rate of CHS is
increasing.

« A “risk profile” for CHS does not exist.

» Educational materials on the subject of CHS are limited, and it is
not possible to determine the accuracy of the information that is
available. (Bascom 1989, 2-19)
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Not surprisingly, the author concludes her report by observing that
not enough is known about CHS “to recommend programs for
preventive strategies. . . . There is no consensus as to the cause of
CHS, the appropriate medical treatment, or the appropriate policy
approach” (36-37). The U.S. Department of Health and Human
Services concurs: while an increasing number of people are defining
themselves as environmentally ill, the definition of MCS “is elusive
and its pathogenesis as a distinct entity is not confirmed” (Samet and
Davis 1995, 1). An occupational medicine researcher expresses his
frustration over this elusive problem: “If the question cannot be
answered as to what MCS is, how can there be approval of research
protocols or acceptance of investigative results? In order to appropri-
ately address the controversies surrounding this phenomenon we must
know where we’re going!” (DeHart 1995, 38).

The first official recognition of MCS was probably a 1985 report
by the Ad Hoc Committee on Environmental Hypersensitivity Disor-
ders (1985) in Toronto, Canada. Two years later Dr. Mark Cullen, a
medical researcher at Yale University, published a definition of MCS
based on his observations of people exposed to chemical irritants at
the workplace. While his definition is the most frequently cited in the
biomedical literature, it clearly expresses biomedicine’s uncertainty
regarding this nascent disorder:

Multiple chemical sensitivities is an acquired disorder characterized by
recurrent symptoms, referable to multiple organ systems, occurring in
response to demonstrable exposure to many chemically unrelated com-
pounds at doses far below those established in the general population
to cause harmful effects. No single widely accepted test of physiologic

function can be shown to correlate with symptoms. (Cullen 1987, 655)

The biomedical research community is divided over the meaning of
MCS and the numbers of people who have it. For some researchers,
“evidence does exist to conclude that chemical sensitivity [is] a serious
health and environmental problem and that public and private sector
action is warranted at both the state and federal levels” (Ashford and
Miller 1991, v). For others, however,
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a great deal more research is needed before there will even be a consen-
sus on a definition of chemical hypersensitivity. It is premature to clas-
sify CHS [chemical hypersusceptibility] as a purely environmental
problem. . . . Health related environmental standards are based on not-
mally accepted exposure units. They do not take into account individu-
als who may be sensitive to chemicals at limits far below the norm, per-
haps at undetectable limits given current technology. (Maryland
Department of Environment, letter to Governor Donald Schaefer, in

Bascom 1989)

In striking contrast to the difficulty of the biomedical research com-
munity in reaching agreement on the meaning of MCS, the clinical
medical profession speaks with one voice in rejecting the legitimacy
of this proposed disorder. From its perspective, MCS is a fugitive,
hopefully transitory, concoction of beliefs with no rightful claim to
legitimacy.

Local medical boards reportedly threaten to censure physicians
who diagnose people with MCS (Hileman 1991, 27-28). National
medical societies, including the American Academy of Allergy and
Immunology (1989), the American College of Occupational Medicine
(1990), and the American College of Physicians (1989) officially deny
the reality of MCS as a physical disorder and caution physicians not
to treat patients “as if” the disease existed. The executive committee
of the American Academy of Allergy and Immunology could be said
to speak for the other professional medical societies in its position
statement on MCS:

The environment is very important in the lives of every human being
[sic]. Environmental factors, such as chemicals and pollutants, have
been demonstrated to influence health. The idea that the environment is
responsible for a multitude of human health problems is most appeal-
ing. However, to present such ideas as facts, conclusions, or even likely
mechanisms without adequate support, is poor medical practice. The

theoretical basis for ecologic illness in the present context has not been
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established as factual, nor is there satisfactory evidence to support the

actual existence of . . . maladaptation. (quoted in DeHart 1995, 36)

The California Medical Association reported that “scientific and
clinical evidence to support the diagnosis of environmental illness is
lacking” (1986, 239). The report went on to argue that evidence sup-
porting the existence of a low-level chemical etiology to such health
problems is based on hearsay and anecdote, not controlled clinical tri-
als (243). A study published in the New England Journal of Medicine
found the clinical testing for MCS to be seriously flawed and the typi-
cal environmentally ill patient to be unusually stressed and personally
unhappy (Jewett, Fein, and Greenberg 1990). In a report prepared for
the State of Maryland, a health policy analyst summarized the hostil-
ity of the medical profession toward a biomedical interpretation of EL,
observing that the “controversy surrounding the chemical hypersensi-
tivity syndrome begins with a debate as to its very legitimacy as a dis-
tinct entity” (Bascom 1989, 8).

Results from a survey of physician members of the Association of
Occupational and Environmental Clinics—the one medical society
most likely to be sensitive to people who claim they are suffering from
MCS—are also worth considering. First, the survey found that only 9
percent of the physician population believe EI is predominantly phys-
ical in origin. Sixty-four percent, on the other hand, believe it to be a
psychological disorder (Rest 1995, 61). With this bias toward a psy-
chogenesis model of MCS, we should not be surprised to learn that
occupational physicians were more likely to consult psychiatrists and
psychologists when treating a patient who theorized his misfortune as
MCS (63). Similarly, 64 percent of the occupational physicians
reported referring people who claim to be chemically reactive to psy-
chologists or psychiatrists. Fifteen percent did so “always,” while 49
percent did so “at least half the time” (65).

A report in the Annals of Internal Medicine labeled people claiming
to suffer from MCS a “cult” (Kahn and Letz 1989, 105).4 Adding
insult to injury, an allergist reports that he can reduce the symptoms of
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the disorder by “deprogramming” patients who internalize “environ-
mental illness beliefs” (Selner 1988). A psychiatrist writes: “In the
absence of objectively verified abnormalities detected in physical
examination, the illness is subjective only. . . . Multiple Chemical Sen-
sitivity constitutes a belief, not a disease” (Brodsky 1984, 742). A
study of twenty-three people who identified themselves as environ-
mentally ill found fifteen of them suffering from a mood, anxiety, or
somatoform disorder (Black, Rathe, and Goldstein 1990). The
authors of this study, published in the Journal of the American Med-
ical Association, conclude that all people with EI “may have one or
more commonly recognized psychiatric disorders that could explain
some or all of their symptoms” (3166).

Finally, Gregory Simon, another psychiatrist and coauthor of a
well-known article on MCS, “Allergic to Life: Psychological Factors
in Environmental Illness” (Simon, Katon, and Sparks 1990), argues
that MCS is simply a product of faulty reasoning. Recalling the classic
anthropological question, “Can ‘primitive’ people distinguish fact
from fancy or do they muck around in a hodgepodge of spirits,
sprites, myths, and legends?” Simon and colleagues label the environ-
mentally ill victims of, simply put, bad reasoning. Like Lévy-Bruhl’s
primitive, they cannot discern what is real from what is imaginary.
Thus for some experts MCS is a result of behavioral sensitization.
People associate a smell or taste with a physical symptom, in spite of
the fact that there is no clinical relationship between the two. For oth-
ers, MCS is a consequence of a tendency to react unreasonably to
physical symptoms such as a sore throat or a rash. Investing too much
attention in these symptoms, they search for causes and find them in
the local environment. Finally, for still others MCS is a result of a
faulty mode of reasoning perhaps best called “displacement confu-
sion.” Here a person avoids thinking about the “real” causes of phys-
ical distress, unhealthy lifestyles, excessive stress, and so on, and
focuses instead on modern culture’s overconcern with the environ-
mental causes of disease (Simon, Katon, and Sparks 1990; see also

Simon 1995, 45).
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What are we to make of this confusing array of biological and psy-
chological accounts of EI? Those in the medical research community
are more sympathetic than their counterparts in clinical medicine to
the idea that MCS is a legitimate medical disorder. But research on
MCS is just beginning. Indeed, as we write this book, there is not even
a commonly accepted case definition of the problem. Thus medical
researchers are still debating the essential question: What is it? The
clinical medical community appears to be ahead of its research col-
leagues, at least in knowing what MCS is not. It is not a legitimate
physical disorder. While there is some confusion over what MCS
might be—a belief, a cult, a psychiatric disorder, or a process of faulty
reasoning—it is not recognized as a physical disease by the medical
profession.

Thus, what happens when a person who has been closely monitor-
ing his body, matching symptoms with environments, and organizing
his local world to make some sense of his distress visits a physician
trained to look beyond a patient’s account and examine the body as
the source of disease?

Doctors, Patients, and Paradigm Disputes

When physicians receive patients’ complaints, it is their profes-
sional responsibility to translate them into a language that is created
and controlled by the normal science model of medicine. Although
they use the most sophisticated medical technology and are guided
by the cultural authority of biomedicine to “define and evaluate their
patients’ condition” (Starr 1982, 16), most physicians who treat the
environmentally ill fail to heal them.

Imagine the physician presented with a patient such as Howard,
complaining of nasal obstruction, sinus discomfort, chest pain, flush-
ing hives, itching eyes, loss of visual acuity, fatigue and insomnia, gen-
ital itch, and nausea. Imagine that no accepted tests of organ system
function can explain the symptoms. Imagine also that the patient is
nonreactive to any conventional treatment plan the physician pre-
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scribes. The complaints persist. Finally, imagine that the patient has a
theory that explains the origins of the symptoms, but that such a the-
ory does not correspond to any of the accepted etiologies within the
biomedical model. It is not unreasonable to assume that patient and
physician will tire of this cycle of frustration. The physician might sug-
gest another doctor, or the patient might simply give up and go else-
where. Whatever happens, the bioscience model of medicine has failed
to provide the means for the patient to act like a patient and the doc-
tor to act like a doctor; that is, the physician did not heal and the
patient did not recover. If the enactment of biomedicine occurs at the
moment its body of knowledge encounters a body, the body of the
environmentally ill obscures that moment and effectively prevents the
encounter.

Why is the profession of medicine unable to certify MCS as a legiti-
mate physical disorder? Perhaps it isn’t one. That is the simplest
answer. It is more complicated and more interesting, however, to con-
sider MCS as a theory of the body and the environment that contests
both the medical profession’s responsibility to define bodies and sev-
eral of its paradigmatic assumptions about disease.

First, medicine works closely with the state to define and regulate
bodies in the interest of cultural and capital production (Foucault
1973; Turner 1995). Capitalism in the waning years of the twentieth
century is interested in bodies insofar as they are able to work and
consume, and do so in a flexible manner (Martin 1990; Harvey 1989).
The healthy body, in other words, is one that goes to work regularly,
purchases and consumes the products of its or others’ labors, and is
capable of adapting quickly to changing modes of production and
skill requirements. A putative somatic disorder that denotes change in
the definition of the body in its relationship to common consumer
products and domestic and workplace environments, therefore, is
likely to be scrutinized closely before it is officially recognized as a dis-
ease. The environmentally ill body is, of course, anything but flexible.
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But something more basic than an abstract political economy is at
work here.

Howard’s unfortunate predicament suggests that a formidable
problem for attending physicians is the result of the limitations of
their diagnostic technologies in certifying something called MCS.
Medical technology is built to measure and test the assumptions of the
biomedical model. Among the many assumptions in this model are
two that are particularly relevant to MCS. From classic toxicology
comes the supposition that a relatively small number of individuals
are sensitive to low, but nevertheless measurable, exposures to certain
toxins. From allergy comes the classic IgE-mediated responses by
atopic individuals with overactive antibodies that mistake ordinary
environmental stimuli (ragweed, pollen, dust, and so on) for poison.
What the biomedical model does not assume, however, is a third,
entirely different, type of sensitivity.

A principal characteristic of MCS is that after the initial sensitiza-
tion, there is no identifiable threshold or exposure level below which
there is a negligible risk of becoming sick (Davis 1986, 12). People
who identify themselves as environmentally ill report that an acute
or chronic exposure to chemicals sensitizes their bodies to respond
adversely to extremely low, subclinical exposures to a seemingly end-
less array of unrelated chemical compounds. (The term subclinical is
used here to denote the absence of a diagnostic technology capable of
identifying the quantity of chemicals that purportedly change the bod-
ies of the chemically reactive.)

Canada’s Ministry of Health concludes in a report on MCS that
“affected persons have varying degrees of morbidity and no single lab-
oratory test including serum IgF is consistently altered” (Davis 1986,
35). Acknowledging this limitation, the National Research Council
(1992) concludes quite simply that the “symptomatology related to
multiple chemicals is a distinct feature of [EI] patients that is not
classifiable by existing criteria used in conventional medical practice”
(5). Multiple chemical sensitivity, in other words, is a medical anom-
aly; and like all scientific anomalies it is approached as an “untruth, a
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should-be-solvable-but-is-unsolvable problem, a germane but unwel-
come result” (Mastermind 1970, 83).

But MCS is more than an awkward fact for the profession of med-
icine. Indeed, medical anomalies are common. At this time, for exam-
ple, the etiologies of Sjogren’s syndrome and idiopathic pulmonary
fibrosis are simply unknown and treatments difficult to prescribe. A
new strain of tuberculosis is resisting proven antidotes and spreading
to dangerous levels in urban areas. And AIDS continues its deadly
course, labeled but eluding cures. But most medical anomalies, includ-
ing those just mentioned, are puzzles whose solutions will not change
the cultural definition of the body. Multiple chemical sensitivity, on
the other hand, is more a mystery than a puzzle. If a puzzle is a game
to exercise the mind by encouraging a search for the solution, a mys-
tery admits of no solution unless the rules of the game itself are
changed. More than a puzzle or awkward fact, MCS would change
the rules of the game by changing what is known about bodies and
supposedly safe environments.

At the heart of this undecided battle are the environmentally ill,
challenging the received wisdom about the body by linking their
somatic disorders to rational explanations borrowed from the profes-
sion of medicine. It is not, in other words, the languages of the occult,
New Age, or Eastern philosophy that are adopted by the chemically
reactive to interpret their somatic misery. It is not crystal therapy,
homeopathy, past-life regression, or obeisance to self-appointed gurus
that serves as a resource for knowing. Rather, these individuals are
apprehending their bodies using the rational, Enlightenment language
of biomedicine. If Carl Sagan (1996) truly laments the modern revolt
against science and the resurgence of a “demon-haunted world,” he
should be pleased to hear of ordinary people who are struggling to
know something logical and reasonable about their bodies.

The environmentally ill are likely to apprehend their somatic mis-
ery using the technical language of biomedicine rather than some vari-
ation of New Age knowledge for at least one rather obvious reason:
they experience their bodies changing in the presence of consumer
items commonly regarded as safe and in ordinary environments com-
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monly regarded as benign. Consider, for example, the following field
note describing an incident that occurred during an interview with a
person who claims to be environmentally ill:

I sat roughly twenty feet from Jack. We were in his living room. Jack’s
house is set up for someone who is environmentally ill. Air-filtering
machines are running in several rooms. Magazines, newspapers, and
other printed materials are noticeably absent. A plastic housing covers
the TV screen to block harmful low-level electromagnetic waves emit-
ted from the picture tube.

I am properly washed and attired. (That is, I showered without using
soap and am wearing all cotton that has been washed dozens of times.)

Shortly after starting the interview, Jack became visibly agitated, lift-
ing himself from side to side and up and down in his chair. Red blotches
appeared on his arms and face. He started to slur his words. He
explained that he was reacting to something new in the house. Since I
was the only new thing around, he started to ask me questions: Was I
wearing a cologne? Was I wearing all cotton? Could I have washed my
clothes using a fabric softener? And so on. With the exception of the
cotton question, [ answered “no” to each query.

His symptoms were increasing in severity. He looked at my pen and
asked if it contained a soy-based ink. I told him I bought it at a book-
store without checking the chemical composition of the ink. He smiled
knowingly and asked me to put the ink pen outside. Within a few min-

utes his symptoms subsided.

The question is not whether Jack’s body changed in front of me.
It did. The question, rather, is how to interpret the change. Using a
process of elimination, Jack concluded that the one foreign item in his
house responsible for his somatic distress was an ordinary ballpoint
pen. Remember, the distance between Jack and the pen was approxi-
mately twenty feet. I asked him to explain how he knew the cause of
his symptoms was the pen and how an ink pen that was twenty feet
away could affect him so seriously. He told me about the synthetic
chemicals in ink and their particular effects on him. He explained how
the air circulator in the living room was pointing at my back and fac-
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ing him. Thus, it blew the offgassing ink from the point of my pen
toward him.

Jack’s carefully thought-out explanation of his somatic distress
struck me as interesting, if debatable. Every move in his “first-this-
and-then-that” style of reasoning is grounded in a testable assump-
tion. And Jack was not surprised when his symptoms subsided after
the pen was removed from the house. “What else could it have been?”
he reasoned. Jack is in the habit of theorizing his illness by construct-
ing what for him and, at least some, others are reasonable accounts of
the causes of his misery. For Jack, theorizing his illness in a language
of instrumental rationality allows him to explain his body to others
and, importantly, allows him to live with some degree of self-respect
in a very sick body.

For some people, however, Jack’s story is questionable, indeed
bizarre. He tells a fantastic tale about bodies and environments.
Moreover, he requests that others modify and change what have
always seemed benign, if not aesthetic or pleasurable, behaviors. If
they do not do so, they are implicated in the exacerbation of his ill-
ness. His spouse, a friend, the teller at the corner bank, an office mate,
a sociologist who requests an interview, and even a complete stranger
become potential sources of acute, debilitating distress; once safe,
innocuous places are now health risks. Jack approaches his new life as
environmentally ill armed with an explanation of his body and its
complicated relationship to common consumer items and local places.

For Jack, MCS is not only a chronic sickness; it is a vocabulary of
motives, a type of “justificatory conversation” (Mills 1967). The
“truth” of Jack’s story can be measured in the degree of accommoda-
tion people make to his disabled body. The success of the environ-
mentally ill in convincing others of the threat to health posed by mun-
dane environments and ordinary consumer items, while also claiming
the right to institutional recognition of their sickness, depends, as we
will see, on the ability to borrow liberally from the vernacular of bio-
medicine to lobby for the transformation of their illness experiences
into an official disease.
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Environmental Illness as a
Practical Epistemology

What is true for Jack is true for thousands of people living with
bodies they believe are made sick by the environment. Multiple chem-
ical sensitivity is a nascent theory of bodies and environments. It is a
novel form of theorizing the relationships of people, bodies, and envi-
ronments that unhinges an expert knowledge from an expert system
and links it to historical and biographical experience to make a par-
ticularly persuasive claim on truth. It is a local knowledge, con-
structed in situ by people who believe they need to reorganize how
they think about their bodies and the environments that surround
them. Power may be a source of knowledge in a post-Enlightenment
world, as Foucault announced, but rational knowledge nevertheless
remains a powerful social resource. Indeed, if modernity has a com-
mandment it is to act in accord with reason.’ Rational knowledge is
always an assertion of the correct, the logical, the appropriate. If
something is accepted as true, then rational organizations and human
beings are expected to organize their conduct to reflect this truth.
Rational knowledge “is always a legitimating idea” (Wright 1992, 6).
In fact, it is self-legitimating insofar as its claim to truth rests on the
premise that “all that is real is rational, [while] all that is rational is
real” (Lyotard 1992, 29). Thus, to accept someone’s account as ratio-
nal is to tacitly commit to the line of conduct and belief embedded in
that account, or to risk the charge of behaving irrationally.

Society places a particular premium on the authority of rational
knowledge to regulate nature and health (Wright 1992; Touraine
1995; Freund and McGuire 1991). Knowing nature, including the
nature of the body, depends upon a detached observer trained to iden-
tify by means of calibrated instruments the intricacies of biological
and physical systems. It is not surprising, therefore, that the privilege
of theorizing the body and its relationship to the environment is lim-
ited to people educated and licensed by the state to speak the language
of biomedicine.
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It is the chemically reactive, however, and not the medical profes-
sion, who are classifying and explaining their anomalous medical con-
dition. People who identify themselves as environmentally ill are shift-
ing the social location of theorizing bodies and environments from
medical professionals to nonprofessionals, from experts to nonexperts.
When theorizing somatic distress in the language of biomedicine shifts
from experts to laypersons, it enters a new social world, one governed
by purposes other than institutional legitimation. Thus, when expert
knowledge is separated from its institutional moorings and taken
into another world, it is likely to be fashioned into a new cultural tool,
or, as Geertz (1983) would have it, a “practical epistemology” (151).
While Geertz leaves this term purposively vague, we will mean by it a
technical, rational way of knowing that is responsive to the immediate
personal and communal needs of nonexperts. A practical epistemol-
ogy, in other words, joins the world of personal and biographical expe-
riences to forms of instrumental rationality. Jack’s story of an ballpoint
pen is a good example of a practical epistemology at work. The state-
sponsored owners of biomedical knowledge most likely would dismiss
his account as nonsense, if not evidence of delusion. Jack, however,
borrows liberally from biomedicine and common sense to conceptual-
ize and organize a world of signs that allows him to explain and
respond to a body his doctors cannot understand.é

It is not a desire to engage the medical profession in spirited debate,
however, that is motivating the environmentally ill. A person who
confiscates the privilege of physicians to explain bodies in relationship
to environments is thinking about something more elemental than
an epistemological dispute, to wit, simple survival. “We are always
searching for ways of explaining to others what we have,” acknowl-
edges a woman with MCS, “and I guess . . . to explain to ourselves
too.” An engineer with a long history of the disorder recalls that “at
first it was a search for a vocabulary that could express what I, or I
guess my body, was going through. Crazy-sounding words like ‘toxic
toys’ and ‘VOC reactivity’ became a standard way of talking for me;
and still is.” The efforts of the environmentally ill to find the words
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necessary to apprehend their misery constitute one part of this study;
the specific ways they use these words to alter the social landscape and
change their life circumstances constitute the other.

The environmentally sick use their theories of the body and envi-
ronment to ask others to understand their misery, alter their behav-
iors, allocate time and money, and, generally, change the world to
accommodate their illness. Specifically, rational theories of chemical
reactivity become rhetorical idioms for assigning moral significance to
previously amoral behaviors or habits and traditionally inconsequen-
tial environments and consumer products. When a chemically reactive
husband requests that his wife of twenty years refrain from using her
usual dry skin lotion, she will probably ask him why. If we listen to his
reply, we are likely to hear a biomedical explanation of the effects of
such chemicals as butylene glycol or phenoxyethanol on his immune
system or his central nervous system. Whatever the particularities of
his response, he is likely to make a causal link between chemicals in
the lotion and his somatic troubles. In this fashion, what he knows
about his illness becomes a lingual resource for both managing his
somatic distress and critiquing behaviors, products, and environments
that are routinely defined as appropriate, safe, and benign.

In theorizing the origins, pathophysiology, and effective manage-
ment of their illness, the environmentally ill understand why their
symptoms intensify and subside in accordance with the presence or
absence of mundane consumer items and the personal habits and
practices of people around them. Knowing what makes them sick
and learning to avoid debilitating symptoms are cognitive resources
for personal survival. With these resources these individuals can
inhabit bodies that are routinely out of control with some degree of
self-assurance.

Among its many manifestations, MCS is a dispute over the privi-
lege to render a rational, in this case biomedical, account of a disabled
body and the peculiar content of that account. It is a dispute over the
ownership of expertise. It is a story about how institutions learn in a
historical period wherein nonexperts wield languages of expertise to
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persuade influential others to modify their habits, regulations, and
laws.

Narratives of the Environmentally Ill:
A Word about Methods

It is said that human misery is bearable only if we can tell a
story about it. Perhaps it is because each of us is a storyteller that our
lives have a measure of coherence and clarity. Life without narrative
would be discontinuous, formless, seemingly random. Narrators cre-
ate story lines, linking occurrences and ideas into plots, and give time
and space a linear order. Moreover, “Personal experience must be
assigned a central role in accounting for the understandability,” and,
we would argue, origin, “of theoretical categories and concepts”
(Calhoun 1995, 86).

Except for those whose symptoms are truly severe, who cannot
write or talk without considerable discomfort, most people with MCS
are willing to talk about their distress. To learn about the experiences
of the environmentally ill, the first author attended an environmental
illness support group for approximately ten months and conducted
separate interviews with each of the four members who regularly
attended the group. Each person was interviewed on several occasions,
and a biography of his or her illness experience was constructed. Illness
biographies were written in this fashion for twelve additional people
with MCS who were not members of this support group.

To provide a rough check on the reliability of these illness biogra-
phies, we subscribed for two years to four nationally circulated
newsletters distributed by organizations for the environmentally ill:
Our Toxic Times, the Wary Canary, the New Reactor, and Delicate
Balance. We searched these documents for personal accounts of the
origins of the illness, its pathophysiology, and suggested treatment
regimens. Comparing the newsletter accounts with our illness biogra-
phies, we found striking similarities in the interpretive strategies peo-
ple use for understanding their bodies and environments. Next, we
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examined two biographies written by people with EI (Lawson 1993;
Crumpler 1990) and again found considerable overlap in the types of
explanations typically used to make sense of bodies unable to live in
ordinary environments.

Reasonably confident that the patterns of theorizing MCS discov-
ered in the initial interviews and confirmed in newsletter accounts and
biographies were generalizable to the population of people who are
chemically reactive, we obtained the membership directory of the
Chemical Injury Information Network. While no list can be represen-
tative of the universe of the environmentally ill, this directory is the
most exhaustive list we found, and perhaps the most exhaustive list
in existence. It identifies people with MCS in every state of the Union
and eleven foreign countries.

We constructed a simple, open-ended questionnaire designed to
solicit information on how people experienced the illness and what
specifically they thought about it. We mailed this questionnaire to
seventy-five people listed in the membership directory. We also asked
several newsletters to print a short notice announcing our study and
directing people who were interested in participating to write or call.
Between the seventy-five questionnaires mailed to directory addresses
and the appeals in the newsletters, we obtained an additional 147 inter-
views. The quality of these interviews varied. Some people responded
in short, curt sentences to each question, making it difficult to learn
much from their answers. Responses to 42 interviews were too cursory
to be of much help.

Other people wrote between ten and twenty pages—essays steeped
in reflection and pain. Still others answered the questionnaire in five to
ten pages. Narratives of this length were brimming with insights into
how people organized their thoughts to apprehend their miseries.
Through this technique we obtained 105 interviews. Combined with
the 16 interviews we conducted during the first several months of
work, we collected a total of 121 usable interviews.

In addition to the interviews, we searched Med File and other
library databases for medical studies of MCS. We also purchased the
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Chemical Injury Information Network’s bibliography on toxic chem-
icals and human health, which contains 1,106 entries. These sec-
ondary materials were also treated as stories of the illness.

Finally, we took our emerging conclusions back to several of the
environmentally ill to ask for their comments. While a few people did
not see the political importance of this type of work, expressing some
disappointment that it was not a forthright call for public support,
others found our story personally affirming, validating their hard-
fought claim to know something important about modern bodies and
environments. We are pleased to report that no one with EI who com-
mented on our story disagreed with it.

While it is the stories of the environmentally ill that interest us, we
are ever mindful of the importance of these stories to the identities of
the narrators. And we are also mindful of the importance of these sto-
ries to the success of this project. The real strengths of this book are
not found in our abstract musings (though we hope some readers find
them useful) but in the compositions of the environmentally ill, their
often insightful and always revealing accounts. We were privileged to
hear and read these stories and report them in this book.

Chapter 2 continues our discussion of MCS, practical epistemol-
ogy, and social critique. It develops further the conflict between the
environmentally ill and the medical profession, and places this conflict
in a broader historical movement identified by Alain Touraine as the
return of the Subject (1995).



' Chemically Reactive
Bodies, Knowledge,
and Society

What will become of . . . thought itself when it is subjected

to the pressure of sickness?
(Nietzsche 1987, 34)

MULTIPLE CHEMICAL SENSITIVITY, at its core, is a dispute over
knowing. It is a dispute over what will count as rational explanations
of the relationship of the human body to local environments. One
stake in this struggle is the privilege to render an authoritative expla-
nation of the body and its relationship to the environment by, in part,
accessing and applying the language of biomedicine; while the out-
come may not change the traditional organization of rational knowl-
edge, it will at the very least suggest an alternative. Also at stake in this
dispute are the cultural understandings of what are safe and what are
dangerous places. If social order depends in part on tacit agreement
among participants that the world is divided into places to avoid and
places to inhabit, MCS portends a reordering.

At this moment the dispute is little more than a skirmish of words
waged between outlying detachments of opposing forces. The chemi-
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cally reactive on one side, armed with their somatic experiences, bor-
rowed biomedical interpretations, and a profound determination,
look across the “no-man’s-land” at the profession of biomedicine,
armed with the authority of science and the state to control the
definition of disease and pronounce bodies sick or well. Each side is
supported by important confederates.

Siding with the chemically reactive are dozens of physicians who
accept the idea of El in spite of the resistance of their medical societies,
several biomedical researchers who are working to document the
physiological basis for the disorder, and an unknowable number of
ordinary people who believe local environments can make people
sick. Allied with the medical profession are such powerful groups as
the Chemical Manufacturers Association, the Pharmaceutical Manu-
factures Association, and the health insurance industry.

The state’s interest in promoting the use of chemicals is not hard to
figure out. Approximately 8o percent of the commodities in this coun-
try are manufactured through some type of industrial chemical process
(Chemical Manufacturers Association 1994). Americans bought a
record high $47 billion in tobacco products in 1995 and also a record
$86 billion in prescription and nonprescription drugs (World Almanac
1997, 150). In 1995 the U.S. Department of Commerce reported
export sales of chemicals for manufacturing and chemical commercial
products in excess of $50 billion. Organic and inorganic compounds
alone accounted for $21 billion, while cosmetics and plastics totaled
almost $19 billion (World Almanac 1997, 241). Also in 1995, the U.S.
produced 71.16 quadrillion Btu of energy (a quadrillion is 1 with
fifteen zeros behind it). Of that number, §7.40 quadrillion Btu were
produced by fossil fuels (World Almanac 1997, 23 5). Finally, over a
million people work in the chemical industry, including 78,400 scien-
tists and engineers. Women make up 30 percent of the work force
(Chemical and Engineering News 1994, 29).

Assume for the moment that society determines the knowledge
claims of the environmentally ill to be true. Assume people really do
become sick from exposure to a seemingly endless array of chemicals
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found in ordinary environments. Assume the chemicals that cause ill-
ness are present in the environment at orders of magnitude lower than
current regulatory levels. Moreover, assume that exposure to one
chemical compound sensitizes the body to an array of unrelated chem-
ical compounds. Finally, assume any body system is subject to the dis-
ease. If these assumptions are true, what is at stake is more than the
public right to assign a rational explanation to a human trouble. At
stake in the struggle to theorize a new relationship of the body to the
environment is the vast process of chemical production, disability
rights legislation, housing, commercial and public building construc-
tion codes, personal habits and codes of conduct, and local, state, and
federal tolerance regulations, among other significant societal changes.

Consider the account of one environmentally ill woman who
struggles to reduce the number of chemical agents that trigger her
symptoms:

I stopped coloring my hair, stopped having my nails done, and stopped
wearing makeup, as the petrochemicals made my eyelids swell, the tis-
sue around my eyes dry out, and my eyelids crusty. I haven’t sat on my
living room chairs and couches since 1989. They are foam filled and
polyester covered. I sit only on cane Breuer chairs in my own home.
Shower curtains, plastic implements, plastic bags, and plastic wrap for
foods are out. I avoid plastic- and polyester-covered chairs whenever
possible. This, of course, is almost impossible to do in our world. . . . I
gradually eliminated the restaurants and auditoriums I would normally
frequent, as the chemically treated air hurt a gland in my neck. I now
never go to . . . theaters, movies, concerts, or plays, or into any com-
mercially air-cooled or heated environment. I rarely go into stores of
any kind as the chemicals in the treated air cause me pain which lasts
for days after, and further open me to reactions from other sources. . . .

This is not an environment I can tolerate.

This account portrays a body unable to tolerate routine beauty tech-
niques for making it attractive; a body that severely reacts to ordinary
commercial furniture designed to offer it at least a modicum of rest; a
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body that responds violently to air passed through conventional heat-
ing and cooling systems designed to make it more comfortable; and a
body that is intolerant of the seemingly countless products lining the
shelves of stores and markets. It is as if this body is in protest against
the products of modernity and, in its distress, is calling for a radical
change in the conventional boundaries between safe and dangerous. If
the built environment, in combination with any consumer item that is
made with a chemical compound, renders the body chronically sick
and unable to work or consume, nothing less than the transformation
of material culture is warranted. Resistance to the cultural legitimation
of this new and troublesome body is hardly surprising.

Moreover, if the environmentally ill body portends a social trans-
formation in production and consumption patterns, it also threatens
the delicate filigree of personal habits and tastes, and their mutual
confirmation in the highly stylized world of intimate and casual rela-
tionships. In the presence of one another, we depend on a shared,
unspoken sense of what may be done or said without giving offense or
committing an impropriety. For the chemically reactive, however, sim-
ple expressions of good taste and regard for others may become the
sources of debilitating somatic distress. A man in his early thirties
remembers

asking the people in my office to stop putting on so much cologne and
perfume; I asked my office partner to stop using starch in his shirts. . . .
My mom was willing to use another bathroom air thing (freshener) but
my dad thought all this was much too strange. . . . I know it sounds

strange but these things make me sick.

Somewhat indelicately, a more assertive woman reminds people
around her, “Perfume causes brain damage. Think before you stink.”

The judges who decide the winner of these skirmishes are arrayed
throughout society, from intimate others, friends, work associates,
and strangers who encounter the chemically reactive to municipal,
county, state, and federal governments that are petitioned to accom-
modate them. These official and unofficial judges hear both accounts,
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the marginalized voices of the environmentally ill and their allies on
one side and the powerful voices of medicine and trade groups on the
other, supported by the suasive plea of an internalized culture that
pronounces the domestic environments and products of modernity
“safe” for human use. The important question is whether or not peo-
ple and organizations are willing to change their behaviors regarding
bodies and environments based on stories by nonprofessionals who
borrow from the vernacular of biomedicine to fashion explanations of
the origin of their troubles. If there is change, it is in opposition to the
medical profession that refuses to acknowledge the legitimacy of envi-
ronmental illness as a bio-organic disorder. If there is evidence that
people and especially organizations are listening to the stories of the
chemically reactive and modifying social and physical environments
to assist them in coping with their troubles, then an arguably new
form of social learning is surfacing, one in which organizations are
bypassing a profession as a source of knowledge and modifying their
practices in accord with citizens’ professionally discredited accounts
of bodies and environments.

This complicated conflict over knowing, embedded in the contro-
versies surrounding MCS, begins with the body. To paraphrase Lévi-
Strauss, the chemically reactive body is good to think and talk; indeed,
its peculiar somatic changes insist on thinking and talking. People
with MCS are forced to think about why their bodies change in the
presence of common consumer products and ordinary environments;
and they are often forced to explain these peculiar somatic changes to
skeptical others.

Two Ways of Talking and Thinking, and
the Reappearance of the Subject

We can think about our bodies because we both are bodies and
have bodies (Berger and Luckmann 1966). The question, “How do we
have bodies?” is routinely answered in sociology with some variant of
the word symbol. We “have” bodies because we talk about them.
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Indeed, bodies are fabricated in talk; they are, literally, figures of
speech, tropes, embodied conversations, social constructions. Many
conversations about the body are occurring simultaneously, however,
some more privileged than others. The power of physicians and med-
ical researchers is embedded in their use of biomedical talk to promote
a culturally preferred account of the body and disqualify other
accounts. To the profession of medicine society has given the right to
author the body: to pronounce it legally alive, to name its systems and
diseases, to control its capacity to labor by defining when it is sick and
when it is well, and, finally, to pronounce it legally dead. From the
birth certificate to the death certificate and everything in between, bio-
medicine is charged by the state with writing the somatic text.!

Consider, for example, a proud father who looks at his newborn
daughter and observes, “She has my eyes and nose,” and thus locates
her body in his lineage. Important as this moment is in the life of the
father and daughter, of equal or greater importance is the issuance of
a state birth certificate signed by a physician that officially recognizes
the infant body as living and legally belonging to the father who gave
her the eyes and nose and the mother who birthed her. In the absence
of state certification of the live body of the infant, the date of birth,
and her legal father and mother, recognizing a similarity between her
nose and that of an adult would not be sufficient to establish paternity.

Two strategies for knowing the body are evident in the configura-
tion of the father, the infant, and the state that are important in under-
standing the epistemological controversy over MCS. The father appre-
hends the physical features of his child in talk that embeds them both
in a familial world supported by history and emotion. In this fleeting
moment, everyday language about the body links two subjects to a
past, present, and future based on reciprocal feelings and expectations.
This is truly the common language, a dramatic vocabulary creating and
mediating attitudes, history, and community to fashion communal
relationships governed by common sentiment and reciprocal expecta-
tions about behavior.

A state’s bureau of vital statistics, on the other hand, issues a
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certificate that literally licenses the body but does so anonymously,
abstractly, without face, if you will. It separates the persona from the
soma and locates the body in demographic and numerical coordi-
nates. This second talk about the body is guided by technical rules,
not social norms. Its goal is the elimination of attitudes and other
emotional factors that might complicate an objective location of the
body in society. If the communal world is constructed through a dra-
matic vocabulary, the biomedical world is possible only by avoiding
drama. When experts speak, scientific-technical talk works to elimi-
nate emotion while providing, in Kenneth Burke’s words, the “name
and address of every event in the universe” (1973, 88).

While both talks are symbolic conversations, biomedical talk is pre-
sented as context-free, that is, ahistorical and apolitical, a “natural
fact.” It does not construct and sustain existential experiences; rather,
it claims to mirror external reality. Diseases and treatments are dis-
covered by the languages of anatomy, physiology, hematology,
immunology, and so on. The body is a materialist product of these
vocabularies, unencumbered by experiential or communal ways of
knowing.

Alain Touraine would likely find our example of the father with his
newborn and the bureau of vital statistics an apt illustration of his
recent theory of modernity. The foundation of modernism, he con-
tends, is the separation of the ordinary person from the instruments of
rationality (1995, 219). Modernity, he argues, suffers from a cultural
bipolarism, “a divorce between the world of nature, which is gov-
erned by the laws discovered and used by rational thought, and the
world of the Subject” (57). Personal identity, biography, the emotive
and affective culture of the individual are isolated from a managerial
power legitimated by a claim to efficiency-based instrumental reason.
When the world of technical rationality is dissociated from the world
of subjectivity, “reason becomes an interest of might” and no longer
the measure of a just and equitable society (5).

Touraine’s Subject, the person who dissolves the chasm between
instrumental rationality and communal, experiential history, figures
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prominently in the narratives of the environmentally ill. People who
explain the origins of their somatic problems in chemically saturated
environments are, to borrow an image from Geertz, constructing ill-
ness narratives “ostensibly scientific out of experiences broadly bio-
graphical” (1983, 10). A chemically reactive person invents and con-
structs a body by the skillful use of a technical language that helps him
adapt to a world he no longer assumes is safe. The image of science
joined with biography is an uncommon one in our society and is
important to our account of environmental illness as a practical epis-
temology.

Recall the example of the father and the newborn in contrast with
the bureau of vital statistics; while biography is created in ordinary
speech that embeds both father and daughter in a common culture
and history, in an entirely different and anonymous act the newborn is
officially registered and classified as alive and belonging to a mother
and father through a formal certification process that is nothing if
it is not objective, rational, and independent of social involvements.
What makes the illness narratives of the environmentally ill unique is
their pattern of joining these two traditionally separated strategies for
apprehending the world. Without exception, the illness stories of the
chemically reactive collected for this book weave together the pain,
loss, embarrassment, and challenge of a debilitating chronic illness
not recognized by the profession of medicine, with a complex account
of its etiology and pathophysiology, and frequent mention of sophisti-
cated strategies for avoiding reactions and managing symptoms.
Consider the following narrative.

An EI Narrative

Joan calls herself multiply chemically sensitive. Unable to use
common cleaning products without experiencing debilitating head-
aches, nausea, and heart palpitations, she found baking soda compar-
atively nontoxic and buys it in bulk at her local grocery store:
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On one occasion [ was bringing a five-pound box of baking soda to the
checkout line and my body began to react violently to something or
someone in the store. I responded by pulling a cotton bandanna from
my pocket and wrapped it around my nose and mouth, tying it in back
of my head. I approached the checkout line. Now picture this. I am
trembling, my face is masked, and I am breathing hard. Several cus-
tomers looked at me and stood aside, leaving me staring, with my
mouth and nose covered by a black bandanna, at the cashier.

I told the cashier that I was multiply chemically sensitive and my
body was reacting to the store. I gave them my standard line: “I’m sorry
for the confusion. I have environmental illness. Something happens to
me when I get around certain chemical products. As you can see, my
body shakes and my breathing becomes difficult. The mask blocks
some of the toxins.” I remember my symptoms steadily intensifying.
Talking became difficult. My mouth refused to form the words I needed
to speak. I was unable to grasp my wallet in my purse because my
hands were trembling uncontrollably. I handed the purse to the cashier
who found the wallet and rang up the sale.

I asked the cashier to call the store manager. I tried to explain to him
that I drove to the store but could not drive home. At this point in my
reaction, I could not hold my package or my car keys in my fingers. The
manager wanted to call an ambulance. I told him that an ambulance
and an emergency room would make me more sick than I was at the
moment. I told him, “This is going to sound dumb, but ambulances and
hospitals are full of chemicals and I know I will get sicker. I need to get
home where I can take care of myself.” I asked the manager to call me
a cab and ask for a smoke-free cab. He took the initiative, however, and

personally drove me home.

A few days following Joan’s emergency at the grocery store, she
wrote the store manager a thank-you card. She remembers trying to
explain her problem to him so he would understand that she was “not
crazy and not blaming the store.” She wrote:
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I have a new disease called environmental illness. I got it when I was
exposed to the chemicals 2,4-D and Diazinon while spraying my house
for fleas. The chemicals damaged my immune system and I get reactions
now to almost everything around me, but I am learning how to control
them. . .. I know I acted crazy in your store, but it is due to the chemi-
cals. I don’t mean to say your store is contaminated. I just can’t toler-
ate things like I use to. Doctors don’t believe I get sick from chemicals

like those in your store. But I do.

If the Cartesian revolution successfully silenced the authorial voice
of the body, rendering it a mechanical thing, in a passing moment in a
nondescript grocery aisle, Joan’s body found a voice, its own. Giving
voice to their bodies, however, is a necessity for the environmentally
ill. As exemplified in Joan’s predicament, the chemically reactive are
frequently required to tell illness stories while in acute states of dis-
tress and dependent on the help and understanding of others. It is in
this manner that illness narratives become a claim on other people by
describing new and disturbing relationships between bodies and envi-
ronments.

Several observations are suggested in Joan’s emergency in the gro-
cery store and her situated explanations of her body’s failure to adapt
to this mundane setting. First, it is possible to account for Joan’s ill-
ness narrative as a theory about her body in relationship to the envi-
ronment. She uses a coherent group of propositions regarding the
relationship between pesticide exposures and her immune system to
account for her body’s inability to adapt to routine, putatively safe
environments, such as grocery stores and hospitals. Grocery stores,
and perhaps to a lesser extent hospitals, are not routinely experienced
as sources of acute illness. While someone may question the health
effects or safety of a specific item on the shelves, most people experi-
ence grocery stores as safe, domestic environments. Joan’s somatic
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