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i n t r o d u c t i o n

Why We Wrote This Book

What This Book Is About

Emma had never smoked.1 When she was diagnosed with meta-
static lung cancer at age 52, she was both angry and confused. She 
knew  women her age who had been diagnosed with breast cancer. 
They had outpourings of warmth and support from families, friends, 
and strangers, and embarked on healing journeys full of Facebook 
likes, flowers, and home- cooked casseroles. They  were hero warriors, 
applauded for their bravery and strength. She had entered a dif fer ent 
and darker cancer world, one festooned with shame and blame in-
stead of survivor ribbons. As she put it: “If it’s not pink,  there’s just 
not a lot of sympathy out  there for you.” She knew  others suspected 
she must have done something wrong, like sneaking cigarettes.  After 
all, innocent  people  don’t get lung cancer. For a while, Emma made 
sure to tell every one “I have cancer, but I never smoked.” But it  didn’t 
seem to help. Fi nally, she began to simply say she had cancer in her 
bones. Then came kindness, compassion, and encouragement.

Emma’s strug gle to be seen as worthy of care, to have her illness 
understood by  others as the unfair burden she believed it to be, was 
created by one of the greatest successes of modern public health: the 
campaign against tobacco. In the first half of the twentieth  century, 
new methods for manufacturing tobacco, the invention of the safety 
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match, and mass media advertising created a new market for smok-
ing (figure I.1). It sold the idea of cigarettes as affordable, accessi-
ble, and pleas ur able. Movie stars lit up seductively. World leaders 
puffed as they signed historic deals. Doctors extolled relaxation 
benefits, lit cigarette in hand. Smoking became the cool, social, 
modern, sexy, grown-up  thing to do. By midcentury, the majority of 
Americans, Australians, and Eu ro pe ans  were smokers.

But in the second half of the twentieth  century, the health con-
sequences of tobacco became clear. The discovery that it  causes de-
bilitating lung disease and painful deaths from cancer prompted 

Figure I.1.  Latin American tobacco advertisement, 1936. From the collection of Stanford 
 Research into the Impact of Tobacco Advertising
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energetic, sustained public health efforts to push  people to quit. 
Smoking was banned from public places. Tobacco advertising on 
tele vi sion and in magazines became heavi ly controlled. Smoking 
products  were highly taxed. But quitting a nicotine addiction is  really, 
 really hard.

So, public health pulled out the big guns and used stigma to turn 
public attitudes. By stigma, we mean the pro cess by which  people be-
come classified within society as less valuable, undesirable, or un-
wanted.2 Public health messages changed tobacco from fragrant to 
foul.3 But it  wasn’t just the smoke that was demonized. The smoker, 
too, became newly defined as disgusting and unwanted. They became 
stigmatized, marked as weak and selfish and other wise morally value-
less by their habit. They  were recast in the public imagination as vil-
lains who  were committing the slow murder of  those around them 
with their toxic, second hand smoke (figure I.2).

Smokers found themselves the targets of intense judgment and 
rejection from many around them.  People looked at them sideways, 
refused to kiss them, and instructed them to step outside. In the face of 
this new and power ful stigma, many smokers found the means to 
quit—no  matter how physically difficult. By the turn of the millen-
nium, public health declared the campaign against tobacco a success. 
The power of stigma had changed entrenched be hav iors, overcome 
addiction, and saved millions of lives.

But this is where the success story of smoking starts to turn sour. 
And it is where our book— about the complex, dangerous dance be-
tween stigma and public health— begins. Fervent anti- smoking atti-
tudes can harm Emma and  others like her. In a world where disgust 
 toward smokers is expected and normal,  people find themselves 
blamed for having illnesses associated with smoking (even if they had 
never smoked). They endure particularly deep guilt and shame if they 
actually smoked and anger at the implication if they  didn’t. They are 
treated as exiles among the healthy.4 Compared to  people struggling 
with thirteen other common forms of cancer, not surprisingly  those 
with lung cancer have the highest level of depression during and fol-
lowing treatment.5
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Dodging the dreadful judgment, many  don’t tell their friends and 
 family about their illness or avoid medical treatment altogether. They 
die sooner than they should. Their deaths come with less love, sup-
port, and caring than they deserve, or would other wise get, if their 
diagnosis was for a less stigmatized disease.

And, not every one  stopped smoking. The new stigma was especially 
effective in helping  people higher on the socioeconomic ladder to 
give up tobacco.  Those with more money, contacts, and education had 
more practical means to help them quit. They could get smoking ces-
sation drugs from their doctors or attend classes paid for by their 

Figure I.2.  American Cancer Society anti- smoking advertisement. From the collection of 
Stanford Research into the Impact of Tobacco Advertising
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employers. In contrast, smoking rates remain as high as ever in the 
lowest- income sectors of the wealthy nations.  These more vulnerable 
citizens are now the primary target of a power ful tobacco industry 
desperate for customers. In lower-income communities in the United 
States, for example, tobacco billboards are larger and much more 
plentiful,  there are more stores selling tobacco, more point- of- sale 
promotions touting discounts on price, and greater social pressure to 
smoke.6 The act of smoking itself also provides a way to cope with the 
stressors of being at the bottom of the social and economic ladder. It 
helps to stave hunger, soothe stress, and make  people feel connected 
to  others sharing their prob lems.

At the same time, smokers in  these communities have morphed 
into the primary target of extremely aggressive, shaming anti- smoking 
public health campaigns. In breeding the self- perception that smok-
ers are useless and ignorant, self- efficacy— the sense we can do any-
thing to change—is undermined. So, instead of helping the lowest- 
income smokers to quit, the anti- smoking campaigns may solidify the 
very be hav iors they are trying to discourage. As yet, public health has 
absolutely no plan for how to solve this wrinkle in the anti- smoking 
success story. And the lack of effort to fix it reminds us that in public 
policy, some lives (and deaths)  matter more than  others. The lives of 
“stupid” smokers are viewed as less worthy of public attention and 
investment than  those of “blameless” middle- class  women with breast 
cancer.

Why We Wrote This Book

Smoking offers a power ful parable of how using stigma as a pub-
lic health tool to change social norms can go terribly wrong for  those 
who are already at the margins of society. Understanding how and 
why this happens has been a major motive of our program of research 
over the last de cade. But it  wasn’t tobacco that first spurred our quest 
to unravel and expose the ways that stigma and global health can de-
rail each other. It was a  simple news item that crossed our desks in 
2007, covering a, at the time, new approach to improving sanitation 
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in rural villages in Asia. It was called Community- Led Total Sanita-
tion (CLTS). CLTS provided a very low- cost solution to the challenge 
of getting  people to build and use toilets. The intervention was de-
signed to trigger disgust  toward  those who defecate outdoors or 
 don’t wash their hands, thereby nudging social norms to make  people 
want to be more sanitary. The goal was certainly noble, since diar-
rheal disease is a major childhood killer and better hygiene saves 
lives. And early studies of CLTS showed fabulous results:  People who 
 were shamed  were frantic to build toilets, regardless of the effort or 
cost needed.

What stunned us about CLTS was the explicit use of shame as a 
tool in a public health intervention in such clearly vulnerable commu-
nities.  These interventions  were being rolled out in the types of places 
we have worked as anthropologists throughout our entire  careers: 
impoverished communities with no  running  water and no sanitation 
infrastructure. Having lived with  people living in poverty, we knew 
that they battled constantly to be respected as dignified and valued 
members of society. And we knew too well what the negative conse-
quences of shaming interventions could be. In our fifty combined 
years of fieldwork studying the  human dimensions of health strug-
gles, we had so often seen how shame was emotionally devastating. 
In our work on  family planning in small Micronesian villages in the 
remote central Pacific, we had heard the stories of  women desperate 
for  children, shaking as they explained their failure as wives and 
 daughters  because of their inability to get pregnant. In our studies of 
 water insecurity in dusty South American informal settlements, we 
had listened to  fathers, their heads dipped with humiliation, as they 
told us they felt ashamed  because they  couldn’t bring home enough 
money to buy  water for their families. Observing in schools in the 
United States, our hearts went out when we saw  children being cruelly 
bullied by classmates  because of their body size. Shame dramatically 
undermines  human dignity, our very sense of our basic worth in the 
world.

But shame itself— while dreadful and painful—is not what con-
cerned us most about CLTS. It’s what happens when you mix it with 
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poverty or any other marginalized social status (like being old, female, 
gay, transgender, HIV positive, or an undocumented immigrant, to 
name but a few). Then shame quickly and easily cascades into stigma. 
As this book makes clear, it is stigma that is truly health damaging and 
deadly. And so, we  were acutely aware of the pos si ble risks inherent 
in CLTS just  because it had the potential to create and amplify stigma. 
We asked each other, incredulously:  Didn’t  these global health cam-
paigners see how easily  these new interventions could go awry?  Hadn’t 
they thought that they might end up heaping more stigma on the 
poor?  Weren’t they afraid that the marginalized, the powerless,  those 
without the capacity to push back would be most damaged in their 
wake? And how could they embrace  these risks when they  didn’t have 
solid evidence that the intervention itself made  people healthier over 
the long term? Had nobody warned them that stigma born of shame 
can be a global driver of illness? It seemed the answer was “no.” And 
so, reading about that one case of CLTS training in Bangladesh 
opened a  whole new focus area for our work together.7

The CLTS approach, using disgust and shame to encourage healthy 
handwashing in poor, rural villages, has a thoroughly explicable, sensi-
ble, and sound scientific basis, rooted in the massive success of  those 
anti- tobacco campaigns. Once we started digging, we found so many 
other examples of how using stigma as a tool to push health be hav ior 
change had backfired. Like the early days of the HIV/AIDS epidemic 
in the 1980s, when  there  were calls for forced quarantines to protect 
the “good”  people from the “bad” ones. At that time, blame for the dis-
ease was placed squarely on  those living in ways deemed dangerous 
and morally wrong: drug users, men having sex with men, and sex 
workers. This stigma against  people most at risk of HIV helped fuel 
the epidemic. Understanding the dreadful social damage that being 
diagnosed would inflict,  people acted sensibly: They avoided HIV test-
ing.8 Millions of lives  were lost as a result.

And the story repeats, over and over again, with dif fer ent diseases 
and dif fer ent vulnerable groups. It’s all right  there in front of us, but 
mostly invisible  because no one is looking for it. Recent campaigns to 
promote child health across the globe, for example, provide a very 
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par tic u lar image of a “good  mother” as someone who breastfeeds 
(figure I.3). By promoting this as a social expectation,  mothers who 
formula feed their  children can feel anxious, guilty, angry, uncer-
tain, and ashamed.  These feelings of stigma mean  those unable to 
breastfeed  because of health issues or rigid work conditions  don’t 
seek or get the information they need on safe formula feeding— and 
their babies are more likely to get sick as a result.9

But a larger issue remains, even as sanitation scholars are starting 
to document the harmful stigmatizing effects of CLTS, and child and 
maternal health advocates are beginning to push back against some 
of the “breast is best” messaging.10 Identifying the prob lem  after the in-
terventions are over is simply too late. The damage is already done. 
And our ability to fix  things  after the fact is especially stymied when 

Figure I.3.  While encouraging healthy be hav iors, “breast is best” health messages can 
also inadvertently suggest to  women who formula feed that they are failing as  mothers 
and possibly hurting their babies. Left, National Health Ser vice, UK; right, US National Library 
of Medicine 



Introduction 9

working in communities already made vulnerable by poverty, dis-
ease, or po liti cal marginalization to begin with. So, at one level, our 
book pre sents a basic, necessary message for anyone working in 
health: Watch out for stigma. It’s a basic, fundamentally unrecog-
nized driver of what happens in health.11 Yet many health prac ti tion-
ers barely even recognize it, even within their own work. In the field 
of global health, where many of the most impor tant efforts are hap-
pening in the poorest communities, the implications of this blind spot 
easily escalate.

Many of  those who choose healthcare as a profession care deeply 
about the  people and communities they serve. And  because stigma 
especially attaches to disease, health professionals are in a unique 
position to see, challenge, and redress it.  Those who work in global 
health are often particularly and intimately aware of the challenging 
conditions in which many  people must strug gle to live each day.  Doing 
business as usual, believing—at the very least— they are  doing no harm, 
can mask damage being done. We wrote this book to help make 
stigma more vis i ble. The hope is much of that unintended damage 
can then be better anticipated, planned for, and so avoided.  People 
who work in the health fields are always in prime stigma territory for 
one basic reason: Disease is a par tic u lar magnet for stigma exactly 
 because stigma tends to attach to “what  matters most” to  people.12 
Illness— the suffering that disease brings13—is a fundamental part of 
the  human condition that we are all afraid off and desperately want 
to avoid. It speaks to our deepest fears and anx i eties—of pain, help-
lessness, and death. Thus, all healers and caregivers, who work inti-
mately with  people who are sick, are situated at the front lines of 
stigma.

But this book  isn’t intended just as a conversation with  people who 
manage disease or disability  every day,  whether in Toronto or Tim-
buktu. We  humans are a universally, inescapably judgmental species. 
Our readiness to stigmatize is part of that. And so, it invades all our 
lives, all the time. We strug gle daily to avoid the many pos si ble labels 
that we believe  will make  others reject, avoid, and other wise discount 
us: “crazy” ( mental illness in our  family), “slutty” (histories with herpes 
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or abortion or multiple sex partners), “lazy” (weight), “hopeless” (dis-
abilities), “weak” (smoking), “out of control” (drinking), “unmanly” (im-
potence), or “unfeminine” (infertility) to name just a few. Discerning 
how stigma works and what to do about it is relevant to every one who 
cares what  others think, wants to belong and be valued, and seeks to 
treat  others fairly; in other words, it’s relevant to all of us.

Medical anthropology as a field has produced outstanding ethno-
graphic work that is relevant to our understanding of health- related 
stigma.14 Some excellent case studies are provided in Paul Farmer’s 
analy sis of how structural stigma creates additional vulnerabilities 
around HIV/AIDS in Haiti, Cassandra White’s analy sis of leprosy in 
Brazil, Marcia Inhorn’s work on  women’s experiences with infertility 
in Egypt, Charles Brigg’s exposition of how stigma  shaped a cholera 
epidemic in Venezuela, João Biehl’s detailed study of living with dis-
ability in Brazil, Sarah Trainer’s study of patients with very high body 
weight in an American hospital, and Joan Ablon’s action- focused 
work on impairment disability in the United States.15 Each can be an 
enriching single case to be read as a companion to our more synthetic 
treatment herein. Erving Goffman’s earliest work on  people with  mental 
illnesses confined to asylums, which  later came to utterly define the 
construct of stigma for many social scientists, is also recommended 
reading.16

Yet, even if they have produced some  really detailed, sophisticated 
individual case studies of the damage done by stigma in the last sev-
eral de cades, and most is focused in some fashion on disease and dis-
ability, anthropologists have engaged surprisingly  little in general 
theory building around how stigma and health collide.17 While soci-
ologists and psychologists have long embraced that stigma is a key 
defining concept in their fields, anthropologists have not. Even so, 
our conclusions in this book of the broader damage that stigma 
does in the contexts of global health  will likely be no surprise to an-
thropologists, particularly the idea of stigma as a profound form of 
 human suffering. The most basic but broader question of why  humans 
stigmatize is one our field should have much to say about. This is 
 because the stigma is a complex cultural phenomenon, tightly tied 
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into our social norms— our shared ideas about how  things should be. 
Public health provides a particularly rich context to advance this 
needed agenda, if only  because—as noted— almost all our stigmas 
are rooted in some fashion in our fears of contagion and disease. The 
comparative, integrative approach we take in this book, placing the 
ethnographic cases into a wider picture, is designed to fill this gaping 
hole.

In the social sciences,  there is still significant conceptual confu-
sion about what stigma is, what it does, and— especially— what we 
should do about it. On one hand, po liti cal economic analy sis shows 
how the “stigma power” of disease can be harnessed institutionally to 
control and exploit  people and communities. Stigma can be used as a 
tool to block access to quality healthcare and the basic resources like 
food and  water that are needed to support health. This creates deadly 
cycles of illness that reinforce the existing institutions and power 
structures. In this view, properly formulated global health efforts are 
solutions to the prob lem of stigma— the means to break the cycle of 
poverty and illness and allow  people to thrive. On the other hand, 
evolutionary- minded scholars highlight the connection between the 
 human tendency to create social and physical distance from  things 
deemed as disgusting, improper, or undesirable. This approach high-
lights the need for adaptive strategies to avoid contagion in our hyper-
social species. In this view, stigma is the solution to the prob lem of 
global health. This more biological orientation also helps explain why 
stigma exists even when  there seems to be nothing ostensibly gained, 
no “stigma power.”

Between  these two views lies the unchartered territory that must 
be navigated to create truly just, sustainable health. And this is the 
terrain where this book is purposefully situated. By integrating and 
balancing  these two, quite dif fer ent, perspectives—in the context 
of what we observe on the ground as anthropologists who work in 
the global north and south— the goal is to dig deeper and create a 
new and globally oriented synthesis to understand stigma in the con-
texts of global public health. We are reaching  toward an under-
standing of the intimate, pervasive, power ful— and significantly 



12  LAZY, CRAZY, AND DISGUSTING

more complicated and often unrecognized— relationship between 
stigma and health.

How to Navigate the Book

The book is designed to build an argument: that global health pro-
cesses often unwittingly create and reinforce stigma, and this under-
mines global health’s basic goals to create both health and justice. An 
impor tant point in navigating the text is that our goal is to integrate 
and explain what we have learned from our five combined de cades of 
experiences on the ground with communities across the globe as 
field- based medical anthropologists.18 Our ongoing conversations 
(and writing) with social scientists and public health colleagues, and 
our long- term familiarity with the scholarly lit er a ture, deeply informs 
our perspective.

The book is, as such, not intended to be a systematic review of all 
the available lit er a ture, although certainly it is fully informed by it. 
We use ethnographic cases to illustrate key points,  either from our 
own research or that of other scholars. Ethnographic research involves 
many methods, but the most impor tant is participant observation: 
Researchers live in the research site and experience firsthand the 
prob lems they study. Ethnographic research produces rich descriptions 
of social and cultural phenomena, often as part of a mixed- method 
study design. Many ethnographers supplement their participant 
 observations using surveys with selected samples of respondents, 
social network analy sis, experiments, direct observations, and even 
biological data. When ethnographic exemplars (cases, stories, exam-
ples) are presented, they have under gone an extensive pro cess of 
qualitative analy sis. In this way, they are not merely anecdotes; rather, 
they are selected based on their representativeness of the results of 
rigorous fieldwork. Also note, while the  people whose stories we high-
light in this book are all real, the names we use are not. It is standard 
practice in ethnography to use pseudonyms.

The arguments we make are also informed fully by current evidence 
from epidemiology and other quantitative (empirical, numerical) 
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research in social science. Qualitative and quantitative approaches 
are complementary and, broadly speaking, excel in advancing dif-
fer ent kinds of research. Qualitative approaches are excellent for ex-
ploratory research, particularly focused on new or poorly studied social 
phenomena, cultures, meanings, and lived experiences. Quantitative 
approaches are ideal for testing hypotheses around well- understood 
social phenomena and for producing findings that generalize to a 
population. Each basic approach to data collection and analy sis can 
yield dif fer ent— often complementary— results even when conducted 
in the same place on the same topic.19

Our own field research typically combines the two. We  were lucky 
to be trained in both, and we recognize the analytic advantages of hav-
ing dif fer ent forms of evidence to draw on si mul ta neously as we draw 
our conclusions. For example, we often do larger- scale surveys or sys-
tematic behavioral observation (quantitative), alongside in- depth in-
terviews (qualitative), assuming we  will find our slightly dif fer ent 
 things from each and working through the implications of that as we 
interpret findings. However, most other current research relevant to 
stigma in global health is based on one tradition or another, and part 
of our pro cess of building the arguments herein  were to make in-
formed, integrative decisions in the space between them.

To this end, from the perspective of the reader, we settled on an 
approach for presenting evidence in this book that gives primacy to 
ethnographic cases. The epidemiological or other quantitative data 
that supports or balances is, by contrast, more often presented in the 
endnotes. This  isn’t to say the numbers  aren’t crucial to the argument 
being made. This was done to make it easier (and more enjoyable) 
for readers to follow what is a complicated set of ideas. But for  those 
used to weighing epidemiological or other numerical evidence, con-
stant reference to the notes  will likely be impor tant to a satisfactory 
and convincing read.

 There’s another purposeful reason we give primacy in the main text 
to the case studies and then provide the parallel numerical evidence 
as the support, rather than the other way around. It’s actually much 
easier to use numerical evidence and scientific language to discuss 
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global health outcomes. But  there is plenty of evidence that tells us 
 humans learn better and understand more deeply when information 
is transmitted through storytelling. Sharing the evidence in this way, 
we believe, is the best way to help readers understand in a more nu-
anced way how stigma harms lives. And that shared understanding is 
absolutely crucial to spurring a wider desire and willingness for the 
necessary social change.

We also  don’t want to overextend pathos. To get  people to care 
about stigma and suffering (and to fight for or donate to related  causes), 
scholars, nongovernmental organ izations, and journalists sometimes 
deploy a trope called “development pornography” or “poverty pornog-
raphy.”20 This is the use of evocative language or images to sensation-
alize  people’s strug gles and shame, such as photo graphs of starving 
 children. It’s meant to shock readers— who may other wise ignore so-
cial prob lems  every day— into caring. But as social scientists who are 
driven by a desire for proper and balanced evidence, we work hard to 
be truthful about painful realities without, at the same time, sensation-
alizing in ways that sacrifice  people’s right to dignity. This sets a very 
high bar to clear when writing about stigmatized conditions and be-
hav iors, but  we’ve done our best to meet it in setting a balance across 
both dif fer ent forms of evidence and dif fer ent ways to communicate 
around suffering as we pre sent our case. We  will let you, the reader, 
be the judge of how well we have succeeded.

The core three sections of book are where the argument is detailed. 
Each addresses a dif fer ent major and current public health challenge 
as a way to focus the case studies.  These parts are identified, in the 
titles, by some of the moral judgments that they evoke: community 
sanitation (“disgusting”), obesity (“lazy”), and  mental illness (“crazy”). 
We chose health challenges that we know are ridden with stigma and 
already locked-in with poverty globally. They  were also selected  because 
they are the topics we have grappled with at vari ous points in our 
own research histories.  These illnesses are chronic, complex, and lack 
 simple cures: Exactly the sorts of global health challenges that are 
the greatest magnets to the power ful and damaging social suffering 
that stigma creates. Each part can be read alone as a case study on 
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stigma related to a specific global health challenge but, read sequen-
tially, they provide the explanatory basis for why we are firm in our 
conclusion: Avoid using stigma as a tool to influence health be hav ior 
changes.

In part I, “Disgusting,” we use the case of sanitation efforts in in-
ternational development to explore and explain how and why  humans 
so readily stigmatize, how this derails ongoing public health efforts, 
and why this pro cess invariably runs downhill to particularly damage 
the most vulnerable  people in society. We open chapter 1 with a deep 
dive into the campaign that first shocked us into our current focus on 
stigma a de cade ago: CLTS efforts to rid the world of open defeca-
tion. Global sanitation and hygiene efforts are a cornerstone of 
global public health.

The case of sanitation also helps us understand why dignity  matters 
greatly to a good life and good health. Dignity is about feeling that 
you bring worth to the world and that worth is recognized by  those 
around you. Stigma is so painful  because it replaces dignity with re-
jection, causing  people to feel shame, self- blame, and doubt. It tells 
us we contribute nothing of value and our strug gles are meaningless. 
It is one  thing to be hungry or thirsty or dirty, but it is another to be 
told your suffering is your own fault. To have a sick child is emotion-
ally devastating, but to know that  others believe that sickness im-
plies your failure as a parent moves the dial on that misery up several 
notches. In chapter  2, we use evidence from our own recent cross- 
cultural field research on community hygiene norms to expand a key 
point: Our fearful reactions to vis i ble disease markers are easily pro-
jected onto  people as stigma. We show that— crucially— this projec-
tion of stigma onto  others is more about our desire for prestige, and 
much less about our innate fears of disease. In chapter  3, we move 
from the cultural to the structural, identifying how stigmatizing ideas 
about dirt and contagion become embedded in public health responses 
to epidemics: conflating dirty  things with dirty  people. Examining 
two diseases often associated with lack of hygiene and poverty— 
cholera and leprosy—we show how stigma within global health prac-
tice piles more and more shame, illness, misery, and suffering on the 
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least power ful.21 The ability to ignite self- doubt and shame makes 
stigma an amazingly effective tool for pushing  people down, out, and 
away from  others. Applied to  whole groups, we show how stigma can 
be used as a chillingly effective po liti cal tool. More,  because structural 
stigmas make  people feel hopeless and reinforce the status quo,  these 
stigmas make activism or other forms of fighting back difficult.

In part II, “Lazy,” we explore how new stigmas enter global health, 
and outline why that happens so easily, using the case of anti- fat 
views embedded in efforts to combat obesity and related chronic dis-
eases. This shows how completely new and power ful stigmas can emerge 
 because of our medical and public health efforts, ultimately undermin-
ing their most basic goals: to reduce disease and erase health dispari-
ties. In chapter 4, we outline how anti- fat attitudes are deepening and 
spreading globally, creeping into the public imagination and our daily 
lives almost invisibly but very powerfully. Obesity is a  great example 
to understand that the  human propensity to stigmatize is often im-
plicit and unquestioned; stigmatizing  others often feels morally right, 
and we assume is obviously true. It is just what we do, so we have a 
hard time recognizing it as anything other than business as normal. 
We also then, in chapter  5, explain how efforts to address obesity 
globally are prob ably driving new epidemics of disordered eating and 
depression. This is  because public health approaches to obesity pre-
vention are seeded with stigmatizing notions of individual responsi-
bility and blame, despite growing scientific evidence that the basis 
and solutions of obesity lie in structural  factors— like how our work, 
schools, and neighborhoods are or ga nized. Chapter  6 then applies 
this recognition to anticipating some of the downstream effects of 
the national- level anti- obesity campaigns that are being rolled out 
globally, including how they might very well lock in stigma and pov-
erty. The invisibility of stigma to global health prac ti tion ers is, we ar-
gue, a major part of the prob lem.

In part III, “Crazy,” we examine  mental illness to consider why 
destigmatization is so very difficult. The stigma of  mental illness has 
long been recognized by  mental health professionals as a major im-
pediment to its treatment. Yet despite de cades of hard work, the goal 
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of destigmatizating  mental illness has proven elusive. In chapter 7, 
we explore some of the more common approaches to destigmatization 
that have been applied, and why most are sadly doomed to fail when 
dealing with chronic, complex illness. In chapter 8, we challenge a 
myth that permeates the stigma lit er a ture: that small- scale socie ties 
are exceptional places where  mental illness stigma is less of a prob-
lem. We reexamine the ethnographic evidence and we argue that this 
leads to two damaging views: that  mental illness in small- scale socie-
ties  isn’t as bad as elsewhere and that changing cultural ideas about 
 mental illness is a relatively  simple fix.

In chapter 9, using the case of depression, we continue to build our 
argument for another wrinkle to addressing stigma— how stigmas 
tend to beget other stigmas. Stigma  doesn’t just sicken us by blocking 
access to health ser vices and discouraging us from seeking help. It does 
much more. It makes us more vulnerable to poverty and its effects, 
destroying our health through diet, overwork, indebtedness, and 
stress. It adds additional emphasis to one of our key messages: that 
stigma, once attached to conditions and groups of  people— and most 
especially to  those living in poverty and other wise marginalized—is 
incredibly hard to shift. It can trigger anxiety, depression, and other 
 mental illnesses that can lead to waves of suicide. The case of  mental 
illness also paves the way to consider, in the conclusion, some new 
ways of thinking, with more optimism, about pos si ble ways forward. 
We find that  there are impor tant lessons to be drawn from this 
research that can help us build global health programs that are less 
stigmatizing.

The final chapter, our conclusion, focuses on what can be done to 
prevent, challenge, and fix stigma. We focus on  really difficult cases: 
sanitation,  mental illness, obesity— the chronic, widespread health 
challenges that we highlight in the book.  These prob lems can seem 
intractable, maybe even hopeless. But we believe  there is good reason 
for overall optimism.  There are cases where we have seen real reduc-
tion in stigma making a significant impact on both the experience and 
the course of disease, especially specific infectious diseases that have 
a cure, or at least a reasonably good prognosis. We discussed the case 
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of breast cancer above, a good example of how shifts in popu lar cul-
ture have reduced fear, changed the way breast cancer patients are 
viewed and treated, and thus transformed how the illness is experi-
enced. Activists, doctors, and public health workers have purpose-
fully and successfully removed much of the stigma around HIV/AIDS, 
through large- scale, targeted, public education campaigns about the 
transmission of the disease.22 This has led to more government and 
private investments in basic research and clinical  trials, thereby mak-
ing drugs more affordable and accessible to  those who need them.

In considering how to navigate this book, we want to pause on an 
impor tant point. Having worked on  these prob lems for a long time, 
we know that they can be, in turn, depressing and disheartening. 
It’s impor tant to acknowledge that, for  people living with stigma (or 
even just researching it), it can be hard to overcome feelings of de-
spair. This is something we talk openly about with our students and 
colleagues. And  there are lots of  things we do, big and small, to help 
us maintain our energy and passion for working on this issue. One 
impor tant  thing for us is community— having  people around who 
share our dedication to health and justice. We get  really angry some-
times, and we try to be open about that, too. Making jokes helps. An-
other is staying healthy—we both strug gle with this one, but we try to 
remind each other to take a break, exercise, go to the doctor when 
 we’re sick, and just take care of ourselves. We’ve found that therapy, 
meditation, and other forms of  mental healthcare are especially 
impor tant for  people who live with stigma day in and day out. Last, 
and this is prob ably the hardest one, we have to remind ourselves to 
embrace hope. It’s always  there— change is happening all the time— 
but sometimes we forget to look.

Change can, and often does, come from stigma sufferers themselves. 
Working as anthropologists, over the de cades we have observed, up 
close, how  people come together to push back against— and rise 
above— the most seemingly overwhelming obstacles. In our work on 
obesity, we have marveled at committed fat activists harnessing 
 social media to challenge the status quo of how  people living with obe-
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sity are portrayed in media and on tele vi sion. In Bolivia, we have seen 
impoverished communities pull together and rise up against power ful 
government and multinational companies to return control of  water 
to the  people. Similarly, in Kiribati, we have watched the citizens of a 
small and powerless country learn how to push back to demand global 
redress for climate change, as their low- lying villages flood with rising 
tides and their fresh  water supplies dwindle. We never underestimate 
the power of activists and encourage global health professionals to 
partner with  these brave stigma fighters.

Looking more broadly at modern history, we know truly profound 
societal stigma transformation is pos si ble. Before 1973, homo sexuality 
was classified as a psychiatric disease and being openly gay, even in 
the most liberal social settings, would likely cost you your job and 
your  family. In many states, men having sex with men  were at risk of 
criminal prosecution and imprisonment. But by the end of the first 
de cade of the new millennium, half of all Americans had advanced on 
supporting symbolic and  legal changes (such as the right to marry) 
that underpin a growing view that sexual orientation should not be a 
basis for moving  people down and out of society. That shift— from 
society viewing same-sex love as wrong and stigmatized  toward em-
bracing same-sex partnerships as belonging and inspirational—to 
us, is an incredibly hopeful message of what is pos si ble.

Stigma is, most simply, a pro cess of being labeled as socially un-
wanted and what flows from that. But, as you  will discover through 
the pages in this book, it often manifests as a complex, tricky, wicked 
prob lem23 that defies  simple descriptions, single theories, or straight-
forward fixes. So, at the very end of the book, in an appendix, you can 
find a general primer to help navigate this complexity. It is  there as a 
reference for  those who want to understand more about how we 
think about stigma, such how it tends to work, make sense of confus-
ing terminologies, and outline some of the core scholarly theories ap-
plied to it. It is mostly intended to help as a general reference on stigma 
when the book is used as a text, such as in anthropology or global health 
classes. You  don’t need this primer to be able to understand the book. 
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Skimming it at the outset and then referring to it as you proceed  will 
help you better navigate the book. Reading it at the end  will deepen 
appreciation for the theory woven through the text, providing a bet-
ter theoretical lens with which to understand the arguments we make 
and the cases we highlight.



Part I

Disgusting
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1
Dealing with Defecation

Global health work is sometimes truly disgusting. To save lives, 
you have to deal with shit— literally. In northern Mozambique in 
2016, we visited Pemba, a small, beautiful, rambling, friendly East Af-
rican port town, prone to both droughts and floods. Stretched along 
the world’s third-largest bay, wooden and metal huts crowded 
amid thick- trunked, bulbous baobab trees and skinny, tall coconut 
palms. As we went house- to- house interviewing, we kept our eyes 
carefully focused on  every step. Feces  were everywhere. Mozambique 
has, as a result of concerted public health efforts, seen a shift from 
40 to around 70  percent of  people reporting they use toilets in recent 
de cades. But in areas like Pemba, outdoor, or open, defecation (OD) 
also remains normal, acceptable, and common (figure 1.1).1 Of the 
 house holds surveyed at the time of our visit, 80  percent had some form 
of toilet in the home as a choice, but the  others had only their yards, the 
river bank, or the mangroves at the  water’s edge. For  those who did 
have access to a toilet, another 11  percent admitted they never use it at 
all, preferring the open- air options.2 One- third of all the  people we in-
terviewed  didn’t agree that enforcing toilet use would increase the 
health of the community, and they  were three times more likely to be 
 those who practiced outdoor defecation. Alex discovered all this in 
the most personal way when— exiting a taxi— she accidentally fell 
into a street culvert used for the purpose.
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From a public health perspective, exposure to  human waste is a 
terrible, dreadful disease disaster. Just one tiny gram of feces con-
tains up to ten million viruses, ten million bacteria, and millions of 
parasitic eggs.3 In the low- lying, coastal neighborhoods of Pemba, the 
arrival of monsoon rain marks the time of greatest risk. Flooding dis-
lodges feces. Carried in  water supplies, cholera- infected drinking 
 water  causes severe dehydration, while typhoid  causes body- racking 
fevers. Untreated, both can kill quickly and painfully. Waste from OD 
means flies carry diarrheal disease into homes and onto  people’s food. 
Seeping into soil, the eggs of nutrient- sucking, cognitive- impairing 
hookworms hatch and chew their way into our bodies through bare 
feet.

 These less deadly infectious agents inhibit the gut’s capacity to 
absorb nutrients. They cause diarrheas and other sickness that under-
mine a person’s capacity to do work or get an education. In  children, 
they even cause stunting and damage normal cognitive development. 
In fact, something like 5  percent of all deaths globally are caused by 
what is termed “unimproved sanitation,”4 and mostly young  children 
in low- income countries in Asia and Africa are affected.5  These are 
the deaths that would be preventable through basic sanitation mea-
sures that hygienically separate  people from their waste, such as with a 
flushing or composting toilet and an adequate handwashing station.6

So, if  there are so many good reasons to practice basic sanitation 
by building and then using a toilet, why  isn’t every one in Pemba on 
board with making building and using toilets a priority? First, build-
ing latrines requires supplies that cost money that many families 
 don’t have. Second,  water is often far away or expensive to buy. Get-
ting enough  water to flush and to clean can make maintaining toilets 
a real burden. Public latrines may help solve this in some places but 
are often unsafe for  women to visit on their own  after dark, putting 
them at risk of assault.7 And  there are other explicable, cultural rea-
sons in Pemba that— even if  people do have access to toilets— they 
nonetheless choose to defecate in the open. In our interviews,  people 
explained the plea sure of the ritual of daily walks to the beachfront. It 
is a chance to unwind and catch up with friends. Sitting all alone in a 
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smelly latrine  can’t do that. To  people in Pemba, someone who defe-
cates at the beach or in the tidal mangrove swamp is being social and 
practical, not gross and disgusting.

Similarly, in Butaritari in Micronesia— a low- lying Pacific atoll 
where Alex lived in a rural village for a year in the 1990s— there is a long 
history of open defecation.  There, too,  people wandered to the shore-
line to defecate. Squatting with backside out to sea— even waving as 
 people go by— was seen by the villa gers as hygienic, relaxing, and ap-
propriate. But, obviously also at odds with public health goals to pre-
vent the diseases caused by open defecation. And so, at the time Alex 
was living  there, foreign aid workers arrived, erecting a proud con-
crete toilet block right in the  middle of the main village to deal with the 
prob lem. Residents  were given instructions on the need to clean the 

Figure 1.1.  Houses line the beach front in Pemba, Northern Mozambique. The beach 
is used as an open defecation site. Photo by A. Brewis
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stalls daily and held an opening ceremony complete with ribbon- 
cutting. But right  after the experts left, the island council president 
locked the doors. He explained, “How  else  will we stop  people from 
dirtying them?”  People  were blasé about using them anyway. One 
 woman mused, as she wandered back down to the beach to do her 
business, “Why would you want all your shit piled in one place? That’s 
disgusting.” Another pointed out the unnecessary work of hauling 
 water to flush, explaining “Why bother when you can use the beach, 
and the tide  will come in and wash the shit away for you? It’s better 
that way, anyway.”8

As anthropologists well know,  these refusals to use toilets or to wash 
hands are not simply ignorant objections.  These reflect core values 
about how  people understand what is clean and proper, our hygiene 
norms. Norms are shared, learned, cultural understandings of what be-
hav ior is permitted and what is not.  These hygiene norms are often 
informal and unwritten,  things we learned as  children. Consider the 
cultural rules about the right way to clear excess snot from the nose. 
In France, sniffing it back in is preferable, but this is disgusting to 
many Americans. In the United States, blowing it into a tissue is con-
sidered polite, but entirely gross to the Japa nese, who translate hanakuso 
(handkerchiefs) as “nose waste.” But in all three socie ties the rules 
about what you should do with snot support the idea that rather than 
letting it drip profusely from your nose and onto  others, it should be 
discretely removed. Mostly, it’s a good  thing that all socie ties have hy-
giene norms,  because they are a key social mechanism to keep us sep-
arated from the body fluids and other  things that might carry disease.

Our shared hygiene norms may guide and even compel our public 
be hav ior. Handwashing by using soap, rubbing the hands, and wash-
ing with  water reduces the risk of spreading fecal disease by up to half. 
Currently, 19   percent of  people in the world reportedly wash their 
hands  after using a bathroom. The higher rates in higher-income 
countries, like Australia, the United States, and the United Kingdom, 
clocking in around 50  percent, reflect prevailing hygiene norms that 
say “it’s disgusting not to wash your hands  after toileting.” Yet, that 
still means as many as half of  those in places with ready access to 
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soap and  water, who know this social rule and understand the health 
benefits, actually  don’t always wash their hands at home.9 Even doc-
tors in the best healthcare systems  don’t always wash their hands be-
tween patients as recommended. In one study, UK healthcare workers 
 were told that they  were being directly observed, but  there was no 
mention that the study was about handwashing. They found doctors 
washed their hands less than half as often as would be medically indi-
cated (nurses and other allied workers did much better at 75  percent).10

But, when  others are watching, like when using a shared public 
bathroom,  people seem more likely to hand wash,  because they are con-
cerned  others  will think them unclean. The change is modest perhaps 
but still significant: One recent experiment in Argentina placed a 
complicit user in men’s campus rest rooms and then compared users’ 
be hav iors to  those left alone. The presence of a peer increased hand-
washing rates from 66 to 79  percent.11 Leveraging our quest for social 
desirability (and conversely avoidance of social shame) to help change 
our bathroom be hav ior has emerged recently as a central tool in global 
sanitation efforts.

The Practical Uses of Disgust and Shame

Like other governments everywhere facing per sis tent open defeca-
tion, Mozambique and Kiribati both recognize that improving sanita-
tion is crucial to their national development efforts.12  Until a de cade or 
so ago, most sanitation proj ects in lower-income countries focused 
on physically building toilets and washstands and supplying soap. 
This was often combined with top- down poster or radio advertising 
campaigns about the health benefits of using them.13 Sometimes 
the proj ects worked, sometimes they  didn’t. But, overall,  these con-
crete solutions helped save millions of lives. However, something like 
60  percent of  people globally still live without a flushing toilet, and 
just  under a billion  people globally are without any type of sanitary 
toilet fa cil i ty at all and defecate outdoors. Public health still has much 
work to do to reach the United Nations sustainable development goal 
of 100  percent access to adequate sanitation by 2030. The main snag? 
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It is inordinately expensive to build a toilet and washstand, or even 
just to provide soap, for  those two billion more  people. Someone has 
to pay. And  there’s a second snag: Sometimes you build the toilets but 
then  people choose not to use them.

A  little over a de cade ago, global health experts realized that perhaps 
changing community hygiene norms could be the key to solving both 
prob lems, and thus the global challenge of open defecation. First de-
signed by livestock specialist Kamal Kar in Bangladesh, Community- Led 
Total Sanitation (CLTS) emerged as an effort to activate communities 
to want to build and maintain their own toilets. It is an approach de-
signed specifically to nudge local hygiene norms to make open defe-
cation and failures to handwash socially unacceptable. Pragmatically, 
it is a much cheaper approach for advancing public health,  because 
the costs and effort of building toilets and handwash stations are 
passed on to communities themselves.14

How does this work? As CLTS lit er a ture explains it, you “leverage 
the crucial role that social pressure and social expectations can play in 
sustaining new sanitation be hav iors.” Put more simply: You teach 
that it is disgusting and shameful if you  don’t use a toilet or  don’t wash 
your hands.15 CLTS begins with community meetings that focus on 

Figure 1.2.  CLTS triggering underway in Volta, Ghana, 2014. Photo by Jesse Coffie Danku Sr
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“triggering” exercises (figure 1.2).  These are designed to elicit disgust 
 toward the be hav iors of open defecation by connecting it directly to 
instinctive aversions to body waste. Like in the Chibwe village in Mo-
zambique, where the residents drew  giant maps in the sand and each 
identified, with piles of gray ash, their own defecation sites. Then 
they together calculated that their ninety- three homes would pro-
duce 84,723 piles of feces per year.16 CLTS  isn’t just about individual 
behavioral change; it is about creating a power ful emotional shock 
that  will change community norms to make unsanitary be hav iors 
(like open defecation) socially unacceptable. The value messages 
conveyed in CLTS programs are that  people who wash their hands are 
better, more deserving, and have good reason to be proud. This has a 
mirrored effect on  those who  don’t (or  can’t) meet the new standards, 
reinforcing the idea that they are, by implication, less deserving, less 
valuable, and less necessary to the community. CLTS is social engi-
neering, designed to redefine who is designated as “clean and good” 
and who is “disgusting and bad” (figures 1.3, 1.4, & 1.5).

The explicit point of all this is to create new forms of collective moral 
outrage, so villa gers  will rally to humiliate any resident who doesn’t 
then build and use a toilet. That is, they build new forms of shame. Two 
years  after it was introduced in 2008, some 1.2 million  people had been 
“triggered” in Mozambique,17 and 466 villages  were declared open 
defecation  free (ODF).

 These shaming strategies even lead to communities inventing new 
forms of severe hygiene self- policing. In Sierra Leone, for example, 
CLTS has led to communities adopting fine systems. Being caught 
defecating in the bushes, not having a handwashing fa cil i ty at home, 
failing to report a broken latrine to the local sanitation committee, or 
not showing up for monthly community toilet- cleaning duty can 
lead to US$1 fines.18 This is no small amount of money in Sierra Leone, 
where the per capita GDP is less than $500 a year.

Buoyed by such vis i ble proposed successes, even more extreme 
shaming tactics are now being designed and deployed, like the Super-
Amma soap handwashing campaigns in India and Africa.19 As with 
CLTS, SuperAmma provides no toilets, no  water, nor even soap. 
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 Instead, the hallmark is the public pledging ceremony, in which 
 women commit to handwashing as the right  thing to do and receive a 
certificate as a reward. The names of the pledgers are displayed publicly 
along with photos of public figures washing their hands. Non- pledgers 
become shamed by their absence.

A recent review of best practices for promoting handwashing con-
cluded that interventions based on disgust  were among the most ef-
fective ways to promote public health, at least over the short term.20 It 
is less clear if the be hav ior change triggered by  these disgust-  and 
shame- based campaigns is sustained over the long term, or if they 
are directly linked to their capacity to reduce disease exposure. Scien-
tifically, the evidence seems equivocal at best.21 Evaluations of the Su-
perAmma campaigns concluded, “[W]e are not able to distinguish the 
effects of the dif fer ent components of the intervention, for example, 
 whether disgust, nurture, status, or affiliation was the most impor-

Figure 1.3.  Sanitation poster from the Philippines, leveraging the fear that open 
defecation puts  children at risk of malevolent spirits, dangerous  people, and wild 
animals. Used by permission of the  Water & Sanitation Program, World Bank Group
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tant driver of be hav ior change. Neither can we say for how long the 
effects of the campaign  will last.”22

Regardless, this cheap and relatively easy approach to sanitation is 
spreading. Governments in low- income countries also remain enthu-
siastic about CLTS and similar approaches  because shaming  people 
into building and paying for their own toilets is so much cheaper 
than providing them with the required hardware. In the last several 
years, CLTS and similar programs have been rapidly scaled up, grow-
ing into one of the most widely used approaches for improving sanita-
tion in the lower- income countries of the world. They are now applied 
in some seventy countries, mostly in Africa and Asia, including new 
and rapid expansion into South Amer i ca.23

Figure 1.4.  This poster from Indonesia translates as “Defecating in the open makes you 
the talk of the  whole village. The stench is . . .  Yuck! Ugh! Flies follow everywhere you 
go!” Used by permission of the  Water & Sanitation Program, World Bank Group
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Why It Works

 There are good reasons that disgust and shame can be power ful 
tools in the sanitation arsenal. Both are strongly felt, evolved  human 
emotions. Along with fear, anger, sadness, and happiness, they are ob-
served across all  human socie ties.24  Whether in Papua New Guinea or 
Palm Springs,  people display the same physical reaction of disgust to 
 things that gross them out. Mouths gape, lips curl back, noses wrinkle, 
breathing speeds up, hearts beat faster, stomachs sour, and nausea 
rises. We recoil from food wriggling with maggots, the sight of ooz-
ing pus, and the smell of vomit. Even imagining disgusting  things 
can make us distance ourselves from what might be dangerous. 
Close your eyes and imagine a cockroach swimming across a bowl 
of chicken soup. Then think of picking up a spoon and beginning to 
eat it.

Disgust is potent  because it’s designed by evolution to elicit the in-
stinctive reactions that keep us alive.25  Humans are omnivores that  will 
eat a stunning array of dif fer ent species; we are not like humming-
birds born knowing exactly what we should eat. Rather, our brains are 
geared to try many foods. But we have to be careful what we put into 
our mouths in par tic u lar, as it is the easiest way for pathogens or poi-
sons to enter our bodies. Disgust at  things that smell or look wrong 
(like a cockroach swimming in our soup) helps balance our sensation- 
seeking tendencies to try out new foods against the risk of eating 
 things that make us sick or kill us. This explains why the facial expres-
sion of disgust is the same as what happens when we taste foods 
that are too  bitter. It also accounts for why our strong disgust reac-
tions appear around ages 3–4, right when young  humans begin to 
seek out and eat food by themselves.26

 Humans are particularly revolted by body excreta like pus and 
feces, the very materials that most often carry infection. For much 
of  human history,  there was no knowledge of pathogens nor medical 
preventions like vaccines. An instinctual wariness of  people who had 
overt signs of disease, like vomiting, diarrhea, or dripping sores, might 
have been a lifesaving. Having a gut reaction— one that makes us want 
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to avoid the types of  people that disgust us— can help us make fast de-
cisions about what might be dangerous and thereby keep us safer.27 
Disgust, reinforced by local hygiene norms, tells us what and who to 
avoid, keeping us healthy—a “behavioral immune system” if you will.

Consider the lives of many  women living with obstetric fistulas. 
 These fistulas result from abnormally extended birth  labor.28 The baby’s 
head stays pushed against the  mother’s pelvic bone and prevents blood 
flow for so long that her soft tissues begin to die. This can create a 
leaking hole between the rectum and the vagina. Fistulas are uncom-
fortable, messy, and identifiable by their smell.  Because an obstetric 
fistula usually happens in the rural reaches of the poorest countries, 
where medical care is far away, only a small percentage of  women get 
the relatively easy surgically fix. The rest (something like two million 
 women globally) must strug gle with chronic incontinence for the rest 
of their lives.29

The smell and mess of leaking feces are hard for  others not to re-
coil from; this makes sense since other  people’s feces can easily trans-
mit disease and so  humans are well- served to instinctively want to 
avoid  handling it. But that social rejection by  others is socially distanc-
ing and shaming for affected  women. Once loved and valued,  women 
with fistulas find  those around them withdrawing. They are often 
forced to eat, pray, and sleep alone. Their husbands even divorce 
them. One 36- year- old Eritrean  woman explained,  after living with a 
fistula for fourteen years, “You cannot even get close to someone to 
be comforted.”30 This shows the very tight and mostly unconscious 
connections between instinctive disgust, social rejection, and feel-
ings of shame that coalesce around our hygiene norms, or how we de-
fine what clean smells, looks, and acts like.

Shame  here, like disgust, is an intense and power ful emotion. But 
it engages our failures to meet social norms rather than physical re-
volt. It activates when we are told or believe that we are failing to live 
up to ideals or the expectations of  others. It  causes us to hide our  faces, 
contract our bodies, and is often followed by an uncomfortable, rising 
hot sensation and tears. In small doses, feelings of shame remind us 
to attend to social expectations and to modify our actions accordingly 
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and work to fit in. It helps smooth the challenges of being a social 
species that requires cultural rules and a high level of cooperation to 
survive. For actions like using a toilet or washing our hands, it can 
be a useful push for prompting and reinforcing sanitary be hav iors 
that keep us physically safe. But when you are fundamentally un-
able to meet  those basic norms of smelling acceptably clean— such as 
when you have an untreated fistula—it can be devastating, even life 
destroying.

This is  because when shame and disgust collide,  humans too easily 
connect instinctive feelings of revulsion to moral ideas about  people’s 
worth.31 It allows, permits, and even encourages cruel mistreatment. 
It releases  people from an obligation to show empathy. For example, 
all socie ties have some taboos around the  handling of menstrual 
blood. But the idea that reproductive- aged  women are polluting of all 
 those around them for several days of the month is learned.32 In west-
ern Nepal, menstruating girls are accordingly banned from school to 
keep the other students safe.33 Their prospects for a better life are 
dashed as their education is undermined.34  Women of all ages are 
made to sleep in sheds so they  don’t contaminate  others living in 
the  house. They are denied adequate bedding; the reasoning is that 
bedding contaminated by menstrual blood is polluted and  can’t be 
used by  others. Nutritious milk, yogurt, butter, and meat are with-
held from menstruating  women, for fear they  will contaminate it or 
the animals it came from. And this can kill. Like it did for newly mar-
ried Dambara Upadhyay who died cold and alone in a hut  behind her 
in- laws’  house, cast out only  because she was menstruating.35

In large doses, when disgust transforms into rejection, shame, and 
enacted stigma, it can do serious and systematic damage. Importantly, 
too, judgments attached to public or known transgressions of hy-
giene  norms get applied differently on the basis of social distinc-
tions, like gender, but also income, age, or ethnicity. Immigrants 
sweat and stink from a day of “dirty” manual  labor, while the elite glow 
healthfully  after an after noon of vigorous, “clean” exercise at their ex-
pensive gym.36 Disgust and shame might be evolved, but the depth 
and meanings of the feelings they evoke are clearly  shaped by, not 
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just local cultural values, but who within society is being shamed. And 
this is exactly where the real prob lems of CLTS lie.

The Prob lems with Disgust and Shame: Or,  
Why CLTS Needs to Stop

In the Micronesian village of Butaritari where  those  earlier toilet- 
building failures happened, Community- Led Total Sanitation was 
introduced in 2013.37  There, CLTS implementers also led “walks of 
shame,” pointing out the excrement on the ground as  people followed 
them on a tour of their village defecation spots. They collected  human 
feces during the walk,  later placing them in a  water  bottle and offer-
ing it to  people to drink. Thoroughly disgusted and embarrassed at 
the idea they  were “eating their own shit,” families rushed to build 
new pit latrines.

But that rush can derail if the latrine building experts are left out 
of the loop. This happens easily with CLTS, since the point is to avoid 
the cost of not just materials but technical expertise. A  couple of years 
 after CLTS was implemented in Butaritari, a visiting United Nations 
sanitation specialist discovered the new cesspit toilets  were polluting 
the precious, scarce fresh  water lens  under the atoll,38 the main  water 
source on  these dry, low- lying islands. Once again,  people eschewed 
the toilets. However, the new shame they had learned through CLTS 
 toward open defecation meant they now  didn’t want to be seen by 
 others defecating on the beach. Instead, they hid in the bushes. The 
tide used to carry the waste out to sea twice a day, as it had done for 
thousands of years. Now it is piling up on land instead, more likely to 
transmit hookworm from person to person or infect the fresh  water 
supply with the giardia or dysentery amoebas that cause diarrhea.

This suggests that the shame generated by CLTS may endure even 
if the be hav ior change  doesn’t. Some CLTS funders have hinted that 
the shame that it generates might not always be a desirable outcome, 
 because it can generate  these types of publicly acceptable exclusions 
of  people that  don’t—or  can’t— follow the newly instigated hygiene 
norms. One evaluation of CLTS programs noted that that “messages 
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have been seen as too blunt and have had to be modified to create 
triggers which do not excessively shame and disgust.” A 2014 UNICEF 
report suggested that  these approaches could cause  those unable or 
unwilling to meet new community norms to “become excluded (ban-
ished or subject to penalties) from their community where the 
rules around latrine construction and open defecation are strictly 
enforced.”39 They noted, though, that they  hadn’t actually observed 
any cases of banishment, so maybe the prob lem  wasn’t too serious.

As anthropologists, we think this misses the point entirely.  These 
types of hygiene stigmas rarely lead to total physical banishment like 
that endured by some menstruating  women in Western Nepal. Rather, 
they more often trigger lower grade, but still humiliating, forms of 
social exclusion like being mocked, ignored, or other wise mistreated— 
even done with the “best” of intentions. This is exactly what happened 
in the case of Subornokhuli, Bangladesh, a tiny farming and fishing 
village of rice paddies, orchards, and bamboo groves. CLTS arrived in 

Figure 1.5.  Materials from a Community- Led Total Sanitation campaign in rural India. 
Reproduced from A. Biran, W. P. Schmidt, K. S. Varadharajan, D. Rajaraman, R. Kumar, K. 
Greenland, et al., “Effect of a Behaviour- Change Intervention on Handwashing with Soap in 
India (SuperAmma): A Cluster- Randomised Trial,” The Lancet Global Health 2 (2014): e145– e154
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the community in full force, with the goal to ensure  every home had 
access to a proper toilet. Local sanitation committees, led by the more 
out going and often wealthier  women, became the organizers and 
created a mobile court. They withheld old- age pensions or seized 
work carts to demand the payment of fines. It was even announced 
that girls raped while defecating outside would no longer have the 
support of the local  legal system.

The poorer families  were paid to act as “social engineers” to do the 
triggering work. They went through the village with loud speakers to 
announce new penalties for open defecation. The village  children got 
so riled up that they jumped out of bed early  every morning to catch 
 people defecating in the bushes. They blew their CLTS- provided 
whistles to alert  others to offenders. They threw stones at  people squat-
ting in public. They mounted small flags on any feces they found, la-
beling them with the names of the offenders. Responding to the 
widespread and public shaming,  people tried to put up new latrines 
as best they could.

But what about  those who  couldn’t afford to build toilets, such as 
the poorest of the poor? Determined to make their community open 
defecation  free, the committee of village elites took it upon themselves 
to install cheap, flimsy latrines made of local bamboo in the offending 
 house holds. And then they handed the recalcitrant  house holds the bill 
to pay. Within just a few months, CLTS was declared a roaring success. 
 Every  house hold now had access to a toilet. The village committee 
swelled with pride at their clean, open- defecation- free village.

In 2008, monitoring and evaluation specialist Amina Mahbub ar-
rived in Subornokhuli to study what had happened in the intervening 
six years.40 She was especially interested in how the most vulnerable 
house holds had fared in the wake of CLTS. She found the poorest 
families had installed latrines they just  couldn’t afford. Their motiva-
tion was fear of monetary and social punishment. Most concerning 
was the new humiliation of their  daughters. They  were being cruelly 
teased at school for being dirty and disgusting. The poorest families 
in Subornokhuli, the ones who  were essentially destitute to begin 
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with, now found themselves utterly stigmatized. They had no choice 
but to find a way— any way—to pay for that toilet. Some families even 
went without food as a way to meet the debts incurred by the forced 
build.  Others  were forced to take out loans with extremely high, pred-
atory interest rates.

Several years  later, with no money to repair them, many of the toi-
lets  were no longer functioning. The bamboo had rotted away. The 
formerly zealous  children had grown bored of chasing excrement 
and moved on to new excitements. Many had reverted to open defe-
cation. CLTS had created other prob lems, too.  Those who  didn’t have 
extra land to place the toilet had erected it on a public pathway or 
on someone  else’s land. This had created new,  bitter conflicts be-
tween neighbors. Despite all the effort, the village’s sanitation “success” 
 hadn’t lasted,41 but the debt, conflict, and new sanitation stigma left 
in its wake did.

This brings us to the most impor tant point about the potential of 
Community- Led Total Sanitation to cause harm. Although CLTS seems 
to be one way that global health prac ti tion ers can deliver improve-
ments in toilet facilities, it does not deliver its improvements in ways 
that benefit every one equally. From such examples as Subornokhuli, it 
is easy to see how CLTS can too easily undermine  people’s basic dig-
nity and punish the poor for their own misery.  Those most likely to be 
damaged by shame- based social engineering are  those who are poor-
est and other wise marginalized to begin with, like  women or minori-
ties.  Those most affected are already without a voice, at the bottom of 
the social ladder, unseen by  those who oversee the interventions.42 This 
may also explain why CLTS interventions have been found to be most 
successful in places where working toilets are already widely avail-
able and just a few community members still need to be encouraged 
to use them (almost always the poorest families). It is easier for the 
masses and  those with more power to shame the few with less.

Proponents of CLTS argue that if it is implemented exactly as de-
signed, it  won’t cause  these types of humiliation. Instead, it can 
empower the poorest by building pride and the realization of self- 
potential.43 The prob lem, though, is that “communities” have all sorts 
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of divisions across spectrums of wealth, po liti cal power, gender, and 
religion. Our colleague Kathleen O’Reilly, a geographer who has 
worked in India on sanitation for almost twenty years, is an expert 
in understanding how social inequalities shape  people’s ability to get 
and use toilets in India. In one study in West Bengal, O’Reilly selected 
groups of villages that recently won their state’s Clean Village 
Award. The community leaders had used their own versions of CLTS 
“shock and shame” methods to stop open defecation, such as photo-
graphing and threatening  people. O’Reilly documented how  these 
campaigns disproportionately targeted the poorest  house holds. How-
ever, she also found it  wasn’t just  those living in poverty that  were 
harmed by CLTS methods. All sorts of social divisions— including 
language, caste, indigeneity, rurality, and widowhood— were being 
amplified and reinforced by the shaming interventions.44

CLTS may only work exactly as intended if  whole communities— 
especially  people with higher incomes, social class, and social status— 
take collective responsibility for supporting and assisting the poorest 
and most marginalized. For example, resources could be pooled to 
build and maintain shared latrines for all. Unfortunately, forming 
 these types of collective action institutions  isn’t usually part of the de-
sign of  these programs.45 Not every one is able (or even wants) to work 
together, especially on a new challenge that is not based in a rich his-
tory of local values and traditions.

Most concerning, CLTS programs have not been monitoring  these 
damaging impacts much, if at all.46 Moreover, it is not even clear, 
stigma aside, that the overall strategy is actually working especially 
well as a sanitation intervention. In a recent review that assessed the 
amassed scholarly studies claiming successes— evaluating each on the 
criteria of quality of reporting, effort to minimize bias, and appropri-
ateness of the conclusions drawn for each—it seemed that the cur-
rent evidence base was in fact extremely weak.47

At the same time, helping  those with the greatest need to build toilets 
 isn’t enough on its own  either, given the deep social meanings  people 
everywhere place on body waste. Some form of influential, safe health 
education is needed as well. India has per sis tent OD, despite de cades 
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of energetic sanitation interventions that includes affordable options 
for pit latrines. A recent synthesis of multiple lines of evidence for 
rural India (including national surveys, local surveys, and long- term 
ethnographic fieldwork) concluded the prob lem remains that man-
ual latrine cleaning is seen as the work of dalits (untouchables). For all 
 those in higher castes, clearing your own waste from a toilet is thus ex-
tremely degrading. Even if you have the money to pay for the toilet it-
self, it costs a lot to have a dalit come from the city to empty it. And 
having the latrine in the  house, proximate to the places  people eat, is 
also ritually polluting. OD is thus perceived as “cleaner.”48

 There are other, potentially non-stigmatizing, ways to educate 
around sanitation, that could similarly trigger positive change  because 
they leverage dif fer ent innate  human propensities. One that we find 
especially hopeful is efforts that engage our curiosity and love of play. 
In an internally displaced person (IDP) camp in Iraq in 2018, a team 
of public health experts and social scientists pi loted a handwashing in-
tervention that embedded toy animals within bars of soap. Through 
the transfer of glitter when high- fiving, targeted school- age  children 
 were taught how handwashing removed transmissible germs. Com-
pared to  those who got only plain soap and a standard— less fun— 
sanitation training, the  children who experienced the toy- glitter 
intervention  were four times more likely to be washing their hands 
with soap a month  later.49

The Big Questions

Global health is about advancing health as a  human right. So, 
CLTS raises some difficult questions about balancing the need for 
equality and dignity against health itself. Even if CLTS  was 100  percent 
effective at getting  every person in the world a workable toilet, is its 
social damage justifiable? Is sanitation for all worth the painful, dam-
aging humiliation and rejection of some?50 This is a difficult moral and 
philosophical question. As anthropologists, who deal in the downhill 
effects of damaging stigma, we argue that programs like CLTS that en-
gage disgust and shame should be completely abandoned—at the very 
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least  until the social stigma and longer- term sanitation impacts of 
CLTS and similar programs are adequately tracked and addressed. 
Sanitation experts driven to save  children’s lives from infectious diar-
rheas by any available means might conclude differently.

But all this begs a more fundamental question: Why is this hap-
pening at all? Why does disgust jump from being applied to objects 
(feces) to staining  people’s social identities to the point they are dis-
carded as worthless? Why are hygiene norm violations, like defecat-
ing in the wrong place or menstruating at all, such a focus for this? 
And, why do ruinous pro cesses always seem to flow down social hier-
archies, piling up on the least power ful? It’s a story rarely told in public 
health, but it needs to be. The answers can be gleaned from anthropo-
logical studies conducted in communities across the globe and are 
the focus of the next two chapters.

The Bottom Line

 There is no doubt that ensuring adequate sanitation saves millions 
of lives. Reducing open defecation and increasing handwashing are 
rightly a pragmatic, central goal of global health action. But sanita-
tion proj ects that leverage our innate disgust reactions can have a 
dark side for global health efforts, inadvertently proliferating shame 
and rejection. The damage accrues particularly to  those already so-
cially or eco nom ically disadvantaged. We suggest avoiding shame- 
based approaches entirely in sanitation behavior- change efforts and, 
instead, innovating strategies that draw on our very best  human 
tendencies.  These are likely to be much less destructive and may even 
work as well or better to promote sanitary health.



2
Dirty  Things, Disgusting  People

British anthropologist Mary Douglas returned from research with 
the Lele in the Belgium Congo, taking time out from fieldwork to 
raise three  children (figure  2.1). The most influential work of her 
 career, Purity and Danger (1966), was a study of ethnographic and 
historical lit er a ture on dirt, hygiene, and contagion written while 
full- time parenting. It clarified that in all socie ties  people are funda-
mentally concerned with what and who is dirty (“polluted”) and what 
and who is clean (“pure”). Essentially, as she put it, “dirt is  matter out 
of place.” Taboos are the social rules that tell us the  things that we 
must absolutely avoid,  because they are the most contaminating and 
dangerous of all. The notion that hygiene norms, including taboos 
(prohibitions) about what to eat, how to bathe, or who to avoid, are 
essentially prescriptions for health is  counter to Douglas’s basic think-
ing. To her, hygiene norms and the practices they shape are mostly 
idiosyncratic; that is, what is and what is not defined and acted on as 
dirty is all relative.

She certainly agreed the health advantages  were absolutely con-
ferred by some religious rituals, like regular bathing mentioned in 
the Old Testament. But, as she bluntly put it, Moses was no “enlight-
ened public health administrator.”1 Historical hygiene norms like the 
monthly seclusion of menstruating  women in hamlets in New Guinea, 
growing ultra- long fingernails in ancient China, and emptying 
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chamber pots out win dows onto the street in medieval Eu rope might 
be healthy, or they might not be. If hygiene norms have a purpose, 
Douglas reasoned, it is to create and reinforce the broader social or-
der. They shore up the subjugated public roles of  women, or the power 
of the elite. If such norms also happen to confer any health advan-
tages, this just enhanced their symbolic (social) power.

What’s the Danger?

Stigma itself was not a concept that Douglas addressed head-on in 
Purity and Danger. She danced around it, though, and we can learn 
much from taking a whirl with her. India’s Havik Brahmin belief sys-
tem was one of the historical cases Douglas analyzed. Nearly all social 
interactions  were or ga nized into three designations of ritual purity, 
Douglas argued. The highest ritual status was “pure” and is appropri-
ate for worship. The  middle “neutral” state was good for interacting 
with  others but unfit for worship. The lowest state was “impure” and 
unfit for interaction with  others. The bound aries between  these pure 
and polluted states  were policed by a range of core disgust concerns 
involving food, bodily fluids, physical contact, and bathing. To main-
tain a pure status, you had to bathe three times a day, as well as  after 

Figure 2.1.  Mary Douglas (Tew) in front of her hut during fieldwork with the Lele, Zaire, 
circa 1950. Photo by W. B. Fagg, © RAI
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touching blood, pus, animal waste, leather, your own saliva, or anything 
touched by someone in an impure state. The lowest untouchable status 
could contaminate a home, a meal, a rope, and straw flooring by just 
touching them. The state of being unclean (and unable to become 
clean) proves a dominant social identity. As a result, for Douglas, 
hygiene norms and their violations took a central role in creating so-
cial stigma and in policing social status in a hierarchical society— 
with no clear and apparent link to health at all.

When we started our own ethnographic work focused on stigma a 
de cade ago, we  were  eager to learn what field- based research other 
scholars had done testing Douglas’s ideas in the fifty years since 
Purity and Danger was published against the evolutionary predictions 
about hygiene norms as a “behavioral immune system” discussed in 
the prior chapter. We  were surprised by the answer: not much.  There 
has been an open debate about the degree to which cultural notions of 
disgust and stigma are linked cross- culturally to disease risk or other 
health advantages, but no clear empirical demonstration.2 If Douglas 
was right,  there should not be a very tight link observable between 
hygiene stigma and infectious disease risk. Stigmatization would be 
about maintaining social bound aries, not disease prevention. If the 
evolutionary theorists are right that hygiene norms are all about dis-
ease, we should expect to observe cross- culturally a clear link between 
hygiene stigma and infectious disease risk. In this case, stigmatization 
would be about disease prevention, not about managing social power 
structures. Lots of  people had ventured guesses and constructed ar-
guments based on in ter est ing examples, but  there  wasn’t much 
empirical evidence to guide our thinking on stigma  either way.

So, frustrated by a lack of research to draw on to answer our ques-
tions, we did what any self- respecting anthropologists would do. We 
headed off to do fieldwork. We went back to three global sites where 
we have worked previously. Americans have been described by an-
thropologists as a society unusually culturally obsessed with the need 
to smell good, have clean teeth, and other markers of extreme levels 
of hygiene, so the US case was an impor tant one to include as well, 
and we did that work just up the street from our offices in Arizona.3
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What We Did

For the last de cade, we have had enormous fun, and learned a lot, 
together  running a large, cross- cultural, field research proj ect we 
call the Global Ethnohydrology Study.4 The research is a transdisci-
plinary team effort to study cultural norms about  water. We work at 
highly varied sites across the globe, with each site carefully selected to 
advance our understanding of the role of  water scarcity, economic 
wealth, and other po liti cal and ecological  factors in shaping cultural 
norms.5 Our goal is to develop basic theories and practical insights 
about how  people cope when  water is scarce.

We tackle a dif fer ent global health or environmental challenge 
each year, such as understanding cultural views of the basic  causes of 
waterborne disease or  people’s worries about  future climate changes.6 
In 2015, with the assistance of some fifty Arizona State University 
global health undergraduate students, we set off to collect data on 
hygiene norms and stigma from four hundred  people living in cul-
turally distinct sites in four corners of the world (figure 2.2). At each 
research site, we began by asking  people about their daily hygiene 
habits, such as when and how often they washed their hands and 
showered. We checked if they had soap,  water, and handwashing 
facilities. We collected  people’s responses on the “disgust” scales 
that evolutionary scholars had developed by showing them twenty 
dif fer ent photo graphs of insects, diseased bodies, and contaminated 
objects.7

We also asked  people about a long list of pos si ble hygiene norms, 
and how they felt about  others who  didn’t follow them. We asked 
about  things such as their reaction to someone who rarely cleans 
their bathroom at home, wears the same clothes two days in a row, or 
does not wash their hands  after using the toilet. Douglas considered 
how hygiene norms related to what  people perceived as dangerous, 
not just dirty. To capture this, we asked  people how much distance 
they needed from  people they knew  were behaving in less sanitary 
ways, such as not washing their hands  after  going to the bathroom, not 
washing their clothes regularly, and so on.
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Then we asked  people to describe in detail what someone who was 
unacceptably dirty would be like.  People talked about  things like goopy 
eyes, greasy hair, foul clothing, and dirty nails. Then we asked them 
who this person was. That is, we wanted to know if they viewed this 
person as just being physically dirty or labeled them as part of stigma-
tized groups and (if so) what  those groups might be.

Where We Went

We selected four global sites for our hygiene stigma research: Fiji, 
Guatemala, New Zealand, and the United States.  These locations 
 were picked to provide a range of risks posed by sanitation- related 
illness from high to low.8 If sanitation mattered, we reasoned, we 
would see more stigma and cultural concerns around hygiene norm 
violations in the sites with greater sanitation- related disease risks.

Figure 2.2.  Conducting interviews to elicit hygiene norms in Fiji, 2015. Photo by 
D. Williams
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In Guatemala, where sanitation- related disease rates are the high-
est of all four sites, we did research in a small, rural town called Acat-
enango in the center of the country. Our collaborator Jonathan Maupin 
has been  doing participant observation on healthcare in the same 
village for over a de cade. He has known the place well since child-
hood, as his grand father founded the clinic  there.9 In Acatenango, 
 people get their  water from wells. Waterborne parasites like amoebi-
asis are very common and cause diarrheal disease, vomiting, and 
malnutrition. To be safe,  water must be fully treated.

In Fiji, we did interviews in a small, tight- knit village that sits on 
the edge of the Pacific Ocean. We have been visiting the same village 
each summer for some fifteen years with our global health students, 
planting mangroves and helping with reef rebuilding to address cli-
mate change threats. Alex first visited the village some thirty- five 
years ago, when she was herself an undergraduate. In the interim, the 
village has developed their own community  water system by damming 
upriver. Most  houses have easy access to taps that bring the  water 
into the village. Some  houses also have their own rainwater tanks. 
Even so,  water availability can be intermittent and  water quality is 
spotty. In years of flooding, typhoid becomes a concern. Milder diar-
rheal disease from fecal contamination is also common, likely due to 
inadequate handwashing. Alex brought her  daughter on one visit 
and spent days nursing her through dreadful, bright green, rotovirus- 
induced diarrhea. On another trip, a large set of our students staunchly 
endured a nasty wave of cramping, vomiting, and diarrhea thanks 
to what turned out to be a dose of campylobacter.

In the United States, we conducted research in Phoenix, Arizona, 
where we both currently live. Phoenix is a sprawling desert city, 
where searing hot concrete is decorated by blowing dust. While mu-
nicipal  water authorities manage  water wisely, the threat of  water 
shortages and drought is ever- present. The extreme dry heat means 
that we all carry bottled  water with us in the summer. At the end of a 
long day, we come home and find our clothes baked in dried sweat. In 
the summer, our feet crack and chap  after exposure to the dry heat. 
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We regularly experience the symptoms of dehydration, such as head-
aches and confusion.

In New Zealand, Alex’s home country and the site with the least 
infectious disease risk, we interviewed  people in the capital city of 
Wellington. In reputedly “clean and green” New Zealand, the munici-
pal  water supply is almost always safe and most  people drink directly 
from the tap.10 New Zealand has some of the highest handwashing 
rates of any country; the hygiene norms are well- enforced. Illness 
and death related to  water, sanitation, and hygiene issues are some of 
the lowest in the world.

Comparing the scores on reported hygiene and disgust mea sures 
across the four sites, we found a lot of consistencies, despite all  these 
differences in basic sanitation and infectious disease risk ( table 2.1). 
One unexpected finding across sites was that consistent handwash-
ing  after toileting was reported to be significantly lower in the US 
site (Phoenix, Arizona) compared to the other three sites.11 However, 
taking a summary score of frequency of basic hygiene be hav iors (an 
array of handwashing, bathing,  house cleaning practices), average 
levels proved much the same in all four sites.12 New Zealand respon-
dents had slightly lower disgust sensitivities compared to the other 
sites, meaning they found pictures of the gross items less off- putting. 
 Those at the Guatemalan site felt more susceptible to infectious dis-
ease, which makes sense given that rates are higher in Guatemala. 
Guatemalans also identified a preference for a greater social distance 
from  people who are “dirty” than the other sites.

In analyzing the data of what  people said when asked to describe 
hygiene violators, we focused our analy sis particularly on gender dif-
ferences between what  people say about men versus  women. Why? 
Globally,  women (and  mothers in par tic u lar) are more likely than 
men to be responsible for  water procurement— and to be blamed 
and shamed when homes or  children fail to meet cultural standards 
of cleanliness, washing, or  water use.13 Beyond this, much greater hy-
giene expectations are placed on  women than men in most socie ties. 
 Women are expected to invest more time and money in extensive 
grooming activities of hair, skin, nails, and smell.14 Therefore, if dis-
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cernable cross- cultural patterns in disgust, hygiene norms, and stigma 
exist, we reasoned, they would prob ably manifest most intensely in the 
data from and about  women.15

What We Found
What Do Hygiene Norm Violations Look Like in Each Country?

Imagine a  woman that is unclean in a socially unacceptable way. 
What does she look like? What is it about her that makes her unclean? 
Imagine her hair, her face (eyes, ears, nose), her mouth, her skin, her 

 table 2.1.
Summary mea sures of hygiene be hav iors, disgust sensitivity, preferred social distance,  

and perceived disease vulnerability across the four study sites

Viti Levu, 
Fiji  

(N = 59)

Acatenango, 
Guatemala 

(N = 65)

Wellington, 
New Zealand 

(N = 82) 

Phoenix,  
United States  

(N = 61)

 After using the toilet, how often do you wash your hands?
“Always” 93.3% 96.9% 89.2% 68.9%

Hygiene Be hav ior Scores: Based on average site response across twenty- six dif fer ent 
 house hold and personal hygiene be hav iors from 1 (“never do it”) to 4 (“always do it”).
Men 3.27 (.34) 3.4 (.31) 3.01 (.37) 3.12 (.29)
 Women 3.44 (.27)* 3.53 (.23) 3.07 (.34) 3.12 (.44)

Disgust Sensitivity Scores**: Based on average site reaction to nine photos of 
potentially disgusting objects, from 1 (“not at all disgusted”) to 5 (“extremely 
disgusted”).
Men 31.8 (11.4) 30.6 (14.3) 19.4 (11.3) 22.3 (7.8)
 Women 35.5 (13.1) 34.6 (13.7) 25.9 (11.5)* 31.7 (16.3)*

Perceived Vulnerability to Disease Scores**: Based on average site reactions to  
15 items asking about germ/contagion fears and avoidance (pos si ble range 0 to 90), 
with higher scores reflecting higher perceived susceptibility.
Men 44.8 (16.2) 43.7 (13.4) 37.1 (8.3) 40.4 (4.7)
 Women 47.6 (13.4) 48.4 (16.2) 39.1 (9.0) 40.9 (1.4)

Social Distance Scores: Where lower average scores represent increased  
preference for greater social distance from someone who is unclean.
Men 2.31 (.65) 1.73 (.66) 2.27 (.75) 2.22 (.69)
 Women 2.15 (.69) 1.80 (.79) 2.25 (.75) 2.06 (.82)

*Statistically significant gender difference based on t- test.
**Statistically significant difference across sites based on one- way analy sis of variance (ANOVA).
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hands, feet, underarms, and clothing. How can you tell that  these parts 
of her body are unclean? This is exactly what we asked  women to talk to 
us about at the four research sites. Keep your own answer in mind as 
we compare how other  women answered  these questions around the 
globe. While  there  were some differences in the kinds of clothes and 
grooming expected in each country, the answers  were fairly uniform 
in identifying socially unacceptable hygiene norm violations.16 The 
violations tended to be related to body odor, vis i ble dirt, and yellowed 
teeth.

In Guatemala, where deaths from lack of sanitation are most com-
mon, we interviewed María Fernanda, a 43- year- old married  woman.17 
An evangelical Christian, María Fernanda worked as a cleaning lady 
and characterized herself as lower  middle class. Her home had a tele-
vi sion as a luxury, but no cell phone, internet, or other technological 
facilities. Her  family often lacked  water and sometimes  couldn’t af-
ford to eat the foods they preferred. She  didn’t care much if  people 
 didn’t bathe daily and was not worried about being around other 
 people who  didn’t wash their hands. María Fernanda’s description of a 
 woman who was unclean in a socially unacceptable way was typical of 
 those we collected in Acatenango. She described a  woman with a 
dusty, filthy face; disheveled hair; and unclean skin. Her hands, María 
Fernanda told us, would be sooty, dusty, and dirty. Her mouth and 
her armpits would smell bad. Her undergarments would be filthy and 
sweaty.

In Fiji, we interviewed Esiteri. Her responses  were typical for 
 women from her village. A 33- year- old, she characterized herself as a 
married, middle- class, stay- at- home mom. Her village home was de-
scribed as comfortable, with a TV, internet, and a cell phone. She 
always had enough food, but, like  others in the village, she sometimes 
strug gled to get enough  water from the community  water tap. Never-
theless, she reported, she kept a well- maintained home with a clean 
bathroom. She emphasized that she washed her hands meticulously 
and was careful to be clean when she was preparing meals. She 
was clear that she  wouldn’t want to be around  people who  didn’t do 
the same. In her description of someone who is unclean in a socially 
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unacceptable way, she listed red eyes, a drippy nose, dirty ears, and 
yellow and missing teeth. “This  woman has big and scary hair,” Esit-
eri said. “She has dirty, hairy armpits. She has scabies on her skin. She 
has long fingernails and long toenails.”

In Phoenix, we talked with a 22- year- old teacher named Brittany. 
She identified as white, university- educated, and upper class. Brittany 
had a well- equipped  house with  every amenity, abundant food, and 
plenty of heated  water. She admitted she was relatively lax about 
hygiene norms, only occasionally washing fruits before eating and 
utensils  after  handling raw food. She said she sometimes reused clothes 
and underclothes, and sometimes skipped showers. She said she felt 
comfortable having  people who had  violated a range of hygiene 
norms in her personal space. Brittany described a  woman who is un-
clean in a socially unacceptable way as having bad dental hygiene 
and strong body odor. This  woman, Brittany said, would have nails 
that are long and unkempt and feet that are dirty and smelly. She 
would have a dirty face that was breaking out with acne and smudged 
with dirt. Her hair would be a knotty mess and her clothing would be 
dirty and ripped.18

In Wellington, we talked with Vicky, a 27- year- old hostel assistant. 
Vicky was unmarried, university- educated, and came from what she 
described as an upper middle- class  family. She lived in a comfortable 
 house with  every modern amenity expected in a high- income country 
like New Zealand, with plenty of food and hot  running  water when-
ever she needed it. Vicky was not overly fussy about handwashing 
and was okay about being around other  people who  didn’t wash their 
hands  either. Vicky’s description of a  woman who is unclean in a so-
cially unacceptable way described sun- marked, brownish skin and 
dry lips, unshaven underarms and bare feet. She  imagined gray, messy 
hair that was dirty and knotted and nails that  were long and kind of 
beaten. She said that the  woman would not be fully dressed.

When we compare across the sites, we get dif fer ent stories about 
where the blame lies for the violation of hygiene norms. In Guate-
mala, the  woman was ascribed less personal blame  because poverty 
was the compelling reason. In Fiji, the blame mostly fell to the  family, 
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who should have cared better for the  woman. In the United States, 
the person was to blame but was excused in part by bad luck and mis-
fortunate. Fi nally, in New Zealand, the most stigmatizing blame 
was placed on the person themselves, with fewer mitigating excuses. 
Looking at the full dataset, too, we find that blame for hygiene viola-
tions varies across the sites but is lowest in Guatemala and highest in 
New Zealand.

Yes, but Are  These Hygiene Norm Violations Stigmatized?

The next question we wanted to answer was  whether  these hy-
giene norm violations  were merely seen as a distasteful and transi-
tory state of affairs or if they  were stigmatized. Put another way, are 
hygiene norm violations linked to devalued social identities? To an-
swer this, we asked our respondents to tell us the backstory of the so-
cially unacceptable, unclean  woman they had  imagined.

Figure 2.3.  This stock photo taken in Auckland, New Zealand, in 2017, identifies the 
subject as “homeless man eating on the street.” Intended for use by media outlets, the 
composition of the photo was unlikely to be consciously stigmatizing. Yet it reinforces 
the connection of homelessness to both poor hygiene and social rejection. © Shutterstock
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In Guatemala, María Fernanda  didn’t think  there was much she 
needed to say beyond “peasant.” She described the unclean  woman as 
someone who was poor and worked harvesting coffee in the country-
side. Alternatively, she said, she could also be someone who is lazy, 
careless, or lives on the street.

In Fiji, Esiteri told us a story of an old  woman with no relatives 
who love her. She was pushed out of society with no one to depend on 
to make herself clean. This emphasis on dislocation within the so-
cial structure of village life recurred throughout the Fijian stories. In 
Fiji, it is the place and responsibility of the  family to provide the needed 
care for all members. Failures to meet hygiene and other body norms 
signal a lack of love and concern within the rest of the  family, mak-
ing them all look bad by association.19

In the United States, Brittany described a  woman who was very poor 
and so  didn’t have access to a shower. This could be  because she was 
sick, unemployed, addicted to drugs, or mentally ill.

In New Zealand, Vicky created a rich backstory for the socially un-
acceptable, unclean  woman. Vicky told us she had a nasty divorce. The 
 children  wouldn’t talk to her. Her life went the wrong way. She lost her 
job and  couldn’t pay the bills. She ended up “carry ing a trolley” (that is, 
homeless and keeping her belongings in a shopping cart).20

Across all four sites, in our analy sis of the full dataset, we found that 
hygiene norm violations  were clearly stigmatized ( table 2.2). They  were 
associated with other stigmatized identities, like homelessness 
 (figure 2.3), being unemployed, or being a very low- paid worker. Inter-
estingly, across all the sites,  these stigmatized identities carried eco-
nomic stigma; that is, the  women  were socially devalued  because of 
their low socioeconomic class or impoverished economic position.

What Is the Link between Hygiene Stigma  
and Waterborne Disease Risk?

To test the idea that hygiene stigma and infectious disease risk 
are closely related, we next coded respondents’ statements to see if they 
raised illness, disease, or other health concerns in their discussions of 
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hygiene violations. Fiji, by far, had more indicators of ill- health men-
tioned alongside hygiene violations than the other three countries. 
The most commonly identified diseases  were skin infections, espe-
cially scabies and ringworm.  These itchy diseases, caught through 
prolonged close body contact, are relatively minor but common in 
Fiji. Beyond this, drug and alcohol use and abuse also emerged as 
part of the backstories of the unclean  woman. In Fiji, interviewees 
mentioned the overuse of kava, or “grog,” which is a ceremonial drink 
whose sedative properties are also enjoyed through bouts of commu-
nal recreational drinking. Mostly groups of men drink it together, so 
stories of a Fijian  woman having too much kava suggests someone 
who is socially isolated and unaligned with Fijian customs.

In Guatemala, only four  people mentioned disease markers or symp-
toms. One respondent said the socially unacceptable, unclean  woman 

 table 2.2.
Thematic differences in cultural perceptions of hygiene in four global sites

Fiji Guatemala New Zealand United States

Percentage of deaths due to lack of sanitation and hygiene1

3.8% 8.1% 0% 0.4%

Blame burden
Higher, but blame 
placed on the  family

Lower, due to 
economic 
in equality, plight 
of the working 
poor

Higher, 
person mostly 
to blame due 
to bad choices

Moderate, 
mitigating 
circumstances 
like ill- fortune

Social identity of an unacceptably unclean  woman
Person without 
relatives, an outsider, 
“grog”/drug addict, 
mentally ill / crazy

Farm worker, 
low- paid worker, 
beggar, trash 
picker

Homeless, 
unemployed, 
dole bludger,2 
divorced

Drug addict, 
homeless, 
mentally ill

Common adjectives
Unloved, uncaring of 
self, uneducated, 
outsider, old, 
disgusting

Poor, impoverished,  
lazy

Scary, creepy, 
mentally ill

Down on one’s 
luck, abused, 
poor

1. “Mortality and Burden of Disease from  Water and Sanitation,” World Health Organ ization, August 29, 2018, 
http:// www . who . int / gho / phe / water _ sanitation / burden _ text / en / .

2. A person who is able to work but pretends they  can’t in order to receive unemployment benefits from the 
government.

http://www.who.int/gho/phe/water_sanitation/burden_text/en/
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had “many illnesses.” Another said the unclean  woman was intellec-
tually impaired. A third respondent said the unclean  woman was a 
“drug addict,” and a fourth said she was a “drunk.” In Guatemala, where 
 water scarcity and waterborne disease risk  were highest among our 
sites,  there  were no specific signifiers of infectious disease at all. In New 
Zealand, the most common health indicator mentioned was  mental 
health. Examples of such descriptors included “she might have  mental 
issues,” “mad person,” “severe  mental illness,” “depressed,” and “down 
and depressed.”  There was also mention of substance abuse prob lems 
described variously as “alcoholic,” “drugs,” “smoker,” and “strug gles 
with addiction.”

In the United States, like New Zealand, descriptions of the socially 
unacceptable, unclean  woman centered on  mental health and sub-
stance abuse. Common statements included “a drug addict,” “prob-
ably a drug dealer or prostitute,” and “maybe a former drug abuser.” 
 Others thought the unclean  woman might be “mentally ill” or have a 
“ mental condition.”  Here, as in New Zealand,  there was no mention 
at all of infectious disease.

Given the large amount of data we collected and the many ways we 
probed respondents, surprisingly  little was said about disease— but 
enough was said to detect some basic patterns across the sites. In both 
the United States and New Zealand, explanations for why  women 
might violate hygiene norms relied nearly exclusively on  mental illness 
and/or substance abuse. In Fiji, too, substance abuse and  mental ill-
ness emerged as themes, but skin diseases such as sores, scabies, and 
ringworm played a larger role in the narratives. In Guatemala, the 
site where we expected to find the tightest link between infectious 
disease and hygiene stigma,  there  were very few mentions of disease 
at all. In sum, our ethnographic evidence strongly indicates that re-
spondents did not associate hygiene stigma with infectious disease.

Beyond  these basic patterns,  there was some variation across the 
sites in the way that social structure played into narratives about 
 women’s hygiene stigma. In Fiji, hygiene stigma was linked to being 
an outsider, being rejected by the  family, or from the “other village.” 
Moreover, when disease was mentioned, it was in relation to very 
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minor skin infections, not anything that could do much real damage. 
In Guatemala, hygiene stigma was more linked to what academics 
might call structural poverty, or the barriers that prevent  people from 
earning a living wage and removing themselves from poor living con-
ditions. In New Zealand and the United States, responses attached 
hygiene stigma to an urban underclass who had fallen on hard luck 
due to divorce, unemployment, hard life circumstances, and drug prob-
lems or  mental illness.

This all suggested to us that hygiene stigma is ultimately more about 
maintaining social status and bound aries, than it is about protecting 
 people from infectious diseases. The notion that stigma is more about 
social inequalities and less about disease prevention is impor tant in 
understanding the social damage stigma can do. This is the focus of 
our next chapter.

The Bottom Line

Based on the data we have collected, early anthropologist Mary 
Douglas was right.  People everywhere attach local, socially devalued 
identities to  those who violate local hygiene norms. But this stigma-
tization is not  doing much to help  people maintain a distance from 
disease contaminations, and  people largely fail to make that connec-
tion. Instead,  people consistently tie hygiene violations to social and 
economic marginalization. This underscores why stigma- based in-
terventions in global health (like Community- Led Total Sanitation) 
 will always carry the potential to do significant damage to the most 
vulnerable members of society.
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Dirty and Disempowered

In Pain and in Debt in Appalachia

Tonya’s front tooth is killing her.1 Eating anything hot, sweet, 
chewy, or hard shoots intense waves of sharp pain up the side of her 
face. Living in a borrowed manufactured home at the end of an un-
paved dead- end road in rural  Virginia, United States, she is sticking to 
a diet of applesauce and milk  until she can get it fixed. Down to her 
last seven, wobbling teeth in a mouth of red, inflamed gums, she 
maintains a careful daily routine of  gently brushing and flossing despite 
the pain. She says the best  thing would be to have all her remaining 
teeth pulled and dentures made. But  there’s no cash to pay a dentist. 
Her husband’s chronic lung disease has pushed him into disability, 
halving the  family income. She used to work as a part- time school bus 
driver. But now, like many of her neighbors in poverty- stricken central 
Appalachia, she is both unemployed and uninsured.

Worse, as she explained to anthropologist Sarah Raskin, Tonya 
knows her mouth looks like a “damned carved pumpkin.” She rarely 
smiles  because it is so humiliating. Her profound dental damage also 
means she  isn’t welcomed at the local hospital emergency room, 
where she could at least get some serious pain relief. The medical 
staff  don’t see a 47- year- old struggling  mother in desperate need of 
their care. Her “bombed- out” mouth evokes  those shocking health de-
partment anti- methamphetamine drug use posters. They signal a 



58  DISGUSTING

pos si ble addict, using phantom tooth pain to extract a  bottle of pre-
scription opioids (figure 3.1).

To Tonya, her mouthful of decay reflects a lifetime of effort and 
brave suffering. But to  others, it quickly stigmatizes her as an unwor-
thy person. White, straight teeth and sweet breath are highly socially 
valued in the United States. Good teeth suggest a good person, one 
who has invested the expected time, effort, and money in self- care 
and regular dental visits. By contrast, her decayed, broken, and miss-
ing teeth conjure a long past of moral failings. Not just pos si ble drug 
use, but perhaps improper or absent parenting, long lapses of poor 
personal hygiene, or an uncontrolled diet of sugar and junk food.2 
Bad teeth are also sometimes taken to suggest other deficits, like 
low intelligence,  mental illness, homelessness, and poverty.3

Figure 3.1.  Anti- methamphetamine poster from Appalachia, United States.  From Nexus 
Co ali tion for Drug Prevention
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But this ready judgment by hospital staff and  others Tonya en-
counters belies an obvious economic fact. Dentistry is mostly a pri-
vate profession, and, in many countries, the mouth is one of the most 
expensive body parts to treat. Even in some of the wealthier nations 
like the United States, the costs of basic, regular preventive care stretch 
beyond easy affordability for many. In low-  and middle- income coun-
tries, it is completely out of reach for large sectors of society.4 Perhaps 
it’s no surprise then that between 60 and 90  percent of schoolchildren 
globally are walking around with untreated dental cavities in their 
mouths, making it the most common chronic childhood disease.5 
Having bad teeth  doesn’t make you a “bad” person; it more likely means 
you  can’t easily afford to visit a dentist.

A lifetime of denied access to regular preventive care cascades into 
oral catastrophes like Tonya’s. And, for  people who can barely afford 
dental prevention, emergency procedures are economic catastrophes 
too. Estimated globally, the cost of a single treatment is, on average, 
over 40  percent of  family monthly bud gets. As a result, millions of fam-
ilies worldwide are pushed over the poverty line by getting their tooth 
pain fixed, forced to take loans they  can’t afford or forgo basic neces-
sities like food and  water.6

But add the discrimination that comes from the association be-
tween bad teeth and bad  people, and every thing worsens.7 Once her 
teeth  were visibly decayed, this further eroded Tonya’s chances to get 
dental or hospital care, a good job with dental insurance, or other wise 
get out of her situation. Tonya’s painful tooth exemplifies how easily 
damaging hygiene stigmas— like the assumption that good  people 
have good teeth— are locked-in with poverty and with often inescap-
able consequences to physical health.

Dirty and Depressed in Bolivia

This toxic combination of hygiene stigma and need  doesn’t just ex-
aggerate physical and economic suffering. It devastates emotionally 
too, feeding self- doubt, worry, and distress in ways that even further 
undermine  people’s capacity to cope. When Amber first met Doña 
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Juana in 2003, she had been living in the dusty Bolivian informal set-
tlement of Villa Israel on the margins of Cochabamba city for twenty 
years.8 Always quick- witted and insightful, she and her husband 
worked night shifts to support their four  children, and his  mother and 
 brother. Their neighborhood— painstakingly self- built homes, stores, 
and churches— was established on illegally subdivided land.  After a 
long and costly fight for recognition from the municipality, Doña 
Juana knew city ser vices like  running  water  weren’t coming to Villa 
Israel any time soon.

So, the community worked hard together to improve  things as 
best they could. The year before, with support they had won from a 
government program, Doña Juana and other neighborhood  women 
had worked to dig out stormwater channels. The  women spent days 
hauling and stacking boulders to divert a river’s course away from 
their homes during summertime flash floods that may endanger 
their  children and cut their neighborhood off from jobs and schools 
in the city. Years previously, they had built their shared tap stand sys-
tem to bring  water closer to their homes, fed by pipe from a well in 
the hills above the settlement.

Figure 3.2.  Amber washing dishes with  limited  water in Villa Israel, during fieldwork 
in Cochabamba, Bolivia, 2004. Photo by R. Aguilar and W. Valencia 
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As one of the first settlers in Villa Israel, Doña Juana remembered 
early days when  there was enough  water for growing corn and other 
crops in her own small garden. Now, with the community growing 
so fast,  there  wasn’t enough  water for even a quarter of the homes 
(figure 3.2). As a homeowner, Doña Juana knew she was one of the 
lucky ones, eligible to pay the monthly fee and wait in line each day for 
her allotted four buckets of  water from the community  water system.9 
This might be enough to drink, but Doña Juana constantly worried 
about how her  family would flush the toilet, keep their home present-
able, and wash themselves and their clothes. Without enough  water to 
splash off the dust of the neighborhood, Doña Juana fretted that her 
 children would be teased at school for having dirty  faces and clothes.

When they had the money, one option was to buy more  water from 
the large tanker trucks that passed through the neighborhood each 
day. This took effort  because the  drivers  didn’t like to stop for small 
purchases like hers, their arrival was unpredictable, and the  water was 
expensive. Even if you could beg a driver to stop and fill your bucket, 
you had to endure their disdain at your poverty. Some days, her hus-
band would have to take hours off work to search further afield for 
someone to sell them  water. But worse, when all  else failed, she was 
forced to beg her neighbors to sell her what  little  water they had. The 
experience was so painful that Doña Juana often found herself avoid-
ing any contact with them for weeks  after.

The constant strug gle to get  water took a heavy toll. The  family ar-
gued often, seething  under the constant stress. Doña Juana was always 
working, tired, and fighting back despair. Her  family and  house  were 
not as clean as she thought they should be,  because without  water she 
 couldn’t get the dust out of the  house or off their clothes. She felt con-
stantly judged by  others  because she was dirty. She was chagrined by 
what she saw as her own failure to live up to the most basic expecta-
tions of sanitation, and so, decency.

Amber heard many similar stories, of the daily worry and humili-
ations around meeting social and hygienic expectations, from the 
seventy- two  house hold heads that  were in that 2004–2005  water 
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 insecurity study in Cochabamba.10 The  house hold heads she inter-
viewed  were randomly selected from the total of 415  house holds Am-
ber’s team identified and mapped in the small community. Almost 
three- quarters reported they had less than the five buckets (fifty 
liters) of  water per person for daily use, the minimum daily require-
ment for survival according to the World Health Organ ization. As clean 
 water ran out, families resorted to drinking contaminated  water;11 
nearly a quarter of  house holds reported dehydration or intestinal ill-
ness (i.e., diarrhea) as a result.

And, the numbers showed, that profound stress around inadequate 
and unsafe  water is highly associated with the types of distress that 
can be associated with depression and anxiety: 92   percent said they 
had been fearful, 88   percent said they  were worried, 79   percent re-
ported they  were angry over  water issues within the prior week. But 
it was  those  women who had to regularly plead neighbors for help 
who had the most per sis tent signs of extreme emotional distress. 
They  were deeply humiliated that they had to beg for  water. For some, 
this emotional distress could become debilitating, making it hard to 
accomplish even the basic social and economic functions like  running 
a  house hold or getting or keeping a job. This is another example of 
how living with hygiene stigma— the strug gle to prove “I am a clean 
and, therefore, a good person” even when you do not have the ameni-
ties available to do so— can push  those in poverty down even further.

 These  women’s strug gles to manage the social consequences of liv-
ing without  water provides us a tiny glimpse at what is a constantly 
unfolding, nearly invisible, global tragedy. Consider three key facts. 
First, more than two billion  house holds globally are struggling to get 
enough safe  water and shortages are increasing. Second, depression 
is already one of the most common illnesses globally.12 Third, encour-
aging better sanitation remains a main focus in global health efforts 
and promoting the idea of cleanliness as a virtue is central to that. This 
suggests that millions upon millions, all across the globe, are living 
with the same anguish as Doña Juana: feeling distress that they  aren’t 
“decent, worthy ”  people— just  because they  don’t have enough  water. 
When considering  water insecurity in places like Cochabamba as a 
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public health challenge to solve, it is easy to assume that having enough 
safe  water to drink is where the prob lem ends. But,  until we recog-
nize how the effort to avoid hygiene stigma raises the stakes, five 
buckets of  water a day is simply not enough to keep  people healthy, 
mentally and physically.

Unsanitary and Undermined across South Amer i ca

Hygiene stigmas  aren’t just a burden to individuals. They can eas-
ily adhere to  whole groups of po liti cally powerless  people, triggering 
wider suffering in the form of epidemics. This is exactly what hap-
pened with the wave of deadly waterborne cholera that raced through 
South Amer i ca in the early 1990s.13 Cholera is a diarrheal disease that 
triggers stigmas of being “unclean” and “disgusting” easily,  because it 
is transmitted by untreated  human waste.

In August  1992, in Venezuela’s remote, forested Mariusa delta re-
gion where the wide, brown Orinoco River meets the ocean, Santiago 
Rivera died (figure 3.3).14 The middle- aged governor of a small indige-
nous Warao community, Santiago supported his  family by pulling crabs 
from their holes in the muddy river floor. He had first doubled over with 

Figure 3.3.  Warao village on the Orinoco River, Venezuela. © Shutterstock



64  DISGUSTING

painful abdominal cramps on a foraging trip to gather palm starch with 
his  sister and wife. Then came the explosive diarrhea and vomiting. The 
 family immediately suspected malicious magic was the cause. An  enemy 
of Santiago’s had crossed their path in the rainforest that day. But none 
of the local curers’ songs, massages, or herbs worked, and Santiago 
passed shortly  after. Seven more  people in their village died with the 
same symptoms in the next four days. In such a small place— where 
every one was related in some fashion— the new and mysterious 
spreading illness was creating confusion, panic, and terror.

When public health officials at the regional head office in Tucupita 
 were alerted about the deaths in Mariusa, they immediately recognized 
cholera. Transmitted through infected sewage entering drinking  water 
supplies or contaminating shellfish, it is extremely contagious. Death 
by dehydration can happen within hours. But cholera is also easy to 
identify and responds well to antibiotic treatment and  simple efforts 
at rehydration. This means public health is well- equipped to easily 
and cheaply treat it—if caught soon enough. No one needs to die. 
They knew the key was educating the public and medical staff in how 
to recognize the signs and letting them know they had to then move 
quickly. So, they did one round of training for medical staff in the 
large central town. Further, they provided information in the local 
newspaper to residents so they would know to treat their drinking 
 water with bleach to make it safe and to rush to the hospital at the first 
sign of profuse, watery diarrhea.

But for the forty thousand Warao who lived rurally in the delta 
around Santiago Rivera’s community, none of this happened. Too far 
from the cities and with  little economic or po liti cal power, they  were 
already underserved by the country’s medical and public health infra-
structure. Many families also lacked any practical means for a safe 
 water supply or the money to buy soap or toilet paper. The Warao, 
 those most at risk of contracting cholera,  were never provided with 
this key information that could have helped them prepare themselves 
for the rapid spread of the disease that followed.

This was  because they  were already stigmatized by  those in the cities 
as dirty, disgusting, unsanitary  people. As the epidemic unfolded, 
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public health officer press statements  were quick to highlight their 
ignorance. They explained how they  didn’t want to use toilets or want 
to wash their hands and  didn’t understand how to use toilet paper. 
Their accounts never acknowledged how the lack of facilities or medi-
cal ser vices in the delta might be responsible, nor that someone from 
the outside must have brought in the disease to the Warao (likely a 
passing commercial fisherman from a large city to the southwest). Au-
thorities, from the president on down, even initially chalked the out-
break up to the “normal” types of diarrhea that inevitably hit “filthy” 
indigenous  people.

This official narrative, that the prob lem was dirty  people not dirty 
 water, made  those in the larger towns and cities feel safe from what 
was happening to the Warao. But this calming version of the growing 
calamity also meant the public health response was slow and lacklus-
ter in the rural areas of the delta. Minimal medical staff and supplies 
 were dispatched and only with delay. And so, the epidemic spread, 
killing hundreds that could have been saved by an  earlier, more ag-
gressive, and more appropriate public health response.

By early 1993, the epidemic had spread to the cities of northeastern 
Brazil.  There, too, cholera was an intimate ally of poverty and power-
lessness, particularly striking the massive favelas (impoverished urban 
communities). The same dangerous pattern of blaming  these “dis-
gusting” favelados for their lack of sanitation repeated itself. But this 
time, the  people living in the favelas pushed back against the stigma 
and shame assigned to them by public health workers. And, when this 
happened, the epidemic spread even faster.

The 440 families— that crowded in their small, self- built, stick- 
and- mud homes along Avenida Gonçalves Dias in Brazil’s coastal For-
taleza city— had no city  water or sewerage ser vices.15 Raw waste was 
thrown out from the tightly packed homes into the gutters. And they 
certainly  didn’t have desperately needed public amenities. They had al-
ready been expelled by the city four times as unwanted residents in 
recent years. Medical researchers from the local university expected 
the incoming cholera epidemic would hit  these families hard. They 
had been tracking diarrheal disease on the Avenida for several years 
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and knew it was already the main cause of the many child deaths 
 there.

Traditional healer and Avenida resident Dona Zilnar had already 
herself lost several  children to diarrheal illnesses. But when a com-
munity health worker handed her the note confirming the lab identi-
fication of Vibrio cholera from her stool sample, she responded unex-
pectedly: “ Here, we  don’t have cholera, no!” she spat. “Somebody 
in ven ted it, and they are  going to invent more to come!” Balling up the 
paper and throwing it to the ground she yelled: “What do you think 
I am, some low- down, stray mutt dog?” She  didn’t want any of their 
treatment. She suspected this talk of cholera was prob ably some form 
of con, devised to take advantage of the poor and once again displace 
them from their housing.

Figure 3.4.  Anti- cholera poster, Venezuela, 1993, reads “ don’t close your eyes to life.” 
Reproduced from M. K. Nations and C. M.G. Monte, “ ‘I’m Not Dog, no!’: Cries of Re sis tance against 
Cholera Control Campaigns,” Social Science & Medicine 43, no. 6 (1996): 1007–1024
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The Avenida’s residents had heard the announcements on the ra-
dio, warning about the rising epidemic. They understood the impli-
cations  behind all the talk about the squalid conditions that created 
cholera— neighborhoods with open sewers and  children playing in 
the streets without shoes. They knew  these reports  were describing 
places like the Avenida. It meant they  were filthy and disgusting, like 
stray dogs in the street. The national cholera campaign slogan, “Get 
out cholera!” sounded to them like “Get out, you worthless, cholera- 
infected person.”

The official campaign posters portrayed a blindfolded man with a 
 giant red X slashed across his face (figure 3.4). The image of the poster 
suggested the cholera- infected  were marked to die, po liti cal pawns in 
a larger conspiracy. To the residents of Avenida, the war against chol-
era was a war on them. They  were the cholera that threatened every-
one  else, most especially the city’s elite. They responded as best they 
knew how. Suspecting they  were being poisoned, they began spitting 
out antibiotic pills and tossing away the bleach. Fearing they may be 
rounded up, they misled health workers as to who was sick, avoided 
diagnostic tests, and refused hospital care.

Denied real po liti cal power to challenge their living conditions or 
respond to their everyday stigma as “disgusting”  people, the Aveni-
da’s residents fought back in the only way they could: They denied the 
disease itself. A culture of blaming the poor for their own plight and 
labeling them as dirty had backfired badly. It had completely eroded 
even the most basic community trust in public health institutions. 
The result was cholera hitting higher-income parts of the city too. The 
disease roared in Brazil  because the  people of the favelas  were given 
no voice.

Nearly three de cades  later, we saw exactly the same deadly game—
of shifting the blame of cholera down onto the poorest and least power-
ful— unfold all over again. Haiti has been in the grip of a new cholera 
epidemic since 2010. It arrived from Nepal in the intestines of United 
Nations (UN) peacekeepers,  there to provide assistance in the wake 
of a devastating earthquake. The bacteria leaked from poorly treated 
sewage at the UN camp into the Artibonite River, snaking through 
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Haiti and along the border of the Dominican Republic. The UN was 
very slow to respond with even a declaration of responsibility, let 
alone any major, concrete assistance to prevent further deaths.16

In a low- income country dealing with a serious and costly natu-
ral disaster, Haitian public health and  water infrastructures  were 
utterly inadequate to manage a cholera outbreak (figure 3.5). When 
we did community- based interviews  there in 2017, the epidemic 
was still in full swing. Nearly ten thousand Haitians  were dead and 
nearer to a million had been sickened. But, when we talked with 
 people in the most underserved communities where many  house holds 
often ran out of food and  water, they  didn’t blame the cholera deaths 
on the UN or their own government. They said the cause was simply 
dirty  water.17

But as the epidemic started to seep into the waterways of the wealth-
ier Dominican Republic next door, the blame took on a dif fer ent 
shape.18 It  wasn’t dirty  water spreading disease,  people said, but the 
“dirty Haitian” mi grant workers. Accordingly, the Dominican author-
ities  were not inclined to help. Instead, many blamed Haitian mi-
grant workers— most living without basic ser vices, healthcare, and 
with dreadful discrimination— for their misfortune. This predictable 
downhill flow of stigma onto  those who are most vulnerable nearly 
always accelerates disease epidemics.

In both of  these major waves of cholera—in the 1990s in South 
Amer i ca and more recently in Haiti—we are able also to see how the 
stigma  toward “disgusting”  people living without basic sanitation is 
embedded within po liti cal and healthcare institutions, both large and 
small. And, over and over, this undermines the capacity of  these insti-
tutions to help the very  people that most need it. This begs the ques-
tion: Why does this same pattern keep repeating, even though it is 
clear the stigma is feeding the very epidemics it seeks to vanquish? 
The answer is  because declaring  people “unsanitary subjects”— 
disgusting, diseased, and dangerous— has power.19 Sometimes the 
gains might be small (if valuable), like when the authorities in Vene-
zuela  were able to reassure the majority of their worried voters that 
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they  were still safe despite the cholera outbreak on the delta. Other 
times the benefits could be very large. One benefit could be, for in-
stance, gaining valuable land for urban development in Brazil. An-
other benefit could be saving the millions of dollars it would cost to 
provide adequate  water infrastructure for all Haitians. The same sce-
nario repeats again and again  because someone is benefitting.

Diseased and Deposed in Hawaiʻi

Dona Zilner suspected a  grand conspiracy against the  people like 
her, struggling on the margins of society. And sometimes,  there actu-
ally is one. History shows that applying hygiene stigmas to  whole 
groups can prove to be an especially potent force for consolidating 
power. By tapping into  people’s deep- seated fears of contagion, gains 
can be as  great as entire countries. This is exactly what happened in 
Hawaiʻi in the second half of the nineteenth  century.

Figure 3.5.  Roadside vendor selling clean  water by the pouchful to “tap tap” passengers 
in Port- au- Prince, Haiti. © Shutterstock
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In 1882, young cowboy Kaluaikoʻolau spent his days working in the 
mountains of the lush Hawaiʻian island of Kauaʻi, wrangling  cattle with 
his rawhide rope and hunting with his  rifle.20 Life was certainly not easy 
for Hawaiʻians at the time. Deathly epidemics new to the islands, like 
measles and smallpox,  were raging. With no acquired immunity,  these 
diseases had been decimating the Hawaiʻian population.

Yet Kaluaikoʻolau himself was happy and had good reason for opti-
mism. The previous year he had married his childhood sweetheart 
Piʻilani in the church at Waimea. His joy was now compounded with 
the birth of a strong son, Kaleimanu (figure 3.6). But life complicated 
for the young  family in 1889, when Kaluaikoʻolau noticed a strange 
rash on his cheek. At first, the  couple thought perhaps it was a reac-
tion to the sun or to soap. But then similar rashes appeared on their 
son’s body. They realized, with growing dread,  these  were likely the 
early signs of leprosy.21 They  were terrified and kept it to themselves.

The  family’s terror  wasn’t due to a fear of the disease itself. 
Hawaiʻians, unlike Eu ro pe ans,  didn’t fear or stigmatize the disease at 
all. They  were happy to eat with, sleep with, and care for  those in-
fected.22 Rather, the  family’s fear was based on what happened  after 
the telltale rashes and scars of the bacterial infection  were discovered 
by the authorities. The Eu ro pean and American settlers that  were de-
scending on the Hawaiʻian islands had been declaring  people with 
leprosy as morally “unclean” since the  Middle Ages.23 And the authori-
ties  were quick to quarantine Hawaiʻians with leprosy. It was the rea-
son Hawaiʻians sometimes referred to leprosy as mai hoʻokaʻawale, the 
separating sickness.

In 1865, the newly formed Hawaiʻian Public Health Board had 
passed their “Act to Prevent the Spread of Leprosy,” mandating quar-
antine for  those identified with the disease.24 The board selected and 
purchased the distant, isolated Kalaupapa peninsula on the island of 
Molokaʻi for the purpose. The highest sea cliffs in the world provided 
a formidable physical barrier, only reached by a single steep trail with 
twenty- six switchbacks covering a drop of 1,700 vertical feet. Who 
went and who  didn’t was determined by the government. In the years 
that followed, some eight thousand native Hawaiʻians  were shipped 
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to the new leper colony, most torn away from their families against 
their  will. They called Kalaupapa “the grave where one is buried alive.”

As the young  family had feared, Kaluaikoʻolau’s facial marks  were 
noticed one day in the market. The government doctor declared him 
sick and slated him for transfer by ship to Molokaʻi. But the rest of the 
 family  were to stay  behind. Desperate to be together, they packed 
their  horses and rode for a remote valley. For the next several months, 
Piʻilani and Kaluaikoʻolau quietly gardened and foraged a living from 
the cool, rainy mountainside, banded together in a small community 
with other leprosy refugees.

One clear midmorning in 1893, right  after the overthrow of the 
Hawaiʻian monarchy, Deputy High Sheriff Louis Stoltz rode in from the 
town of Waimea. The board of health was rounding up  those slated for 
quarantine for transport to Molokaʻi. Anticipating re sis tance  because 

Figure 3.6.  Kaluaikoʻolau and Piʻilani with their son, Kaleimanu, and Kaluaikoʻolau’s 
 mother, Kukui Kaleimanu. From the Hawaii State Archives
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the families  were being wrenched apart, armed police  were dis-
patched. In the ensuing melee, Kaluaikoʻolau shot the sheriff and an-
other officer. The  family hastily retreated into the thick bush in the 
remote reaches of the valley. The president of the health board him-
self, William Owen Smith, sailed in from Honolulu to help with the 
hunt for the resisters, with more army soldiers and three coffins in 
tow. But the  family was never captured, and they stayed lost for the 
next four years. Once her son and then husband weakened and died 
from complications of malnutrition and leprosy, Piʻilani walked out 
to tell their story.

Kaluaikoʻolau’s death is wrapped within a larger tale, one with all 
the hallmarks of  grand conspiracy. The Public Health Board was more 
effective at solidifying control of the islands than dealing with the dec-
imation of the indigenous Hawaiʻian population by infectious disease. 
The board that criminalized so many Hawaiʻians for their leprosy was 
comprised of the sons of missionaries and businessmen from the 
United States. They saw fortunes to be made by turning large tracts 
of land into the cane plantations that could produce sugar for the 
rapidly growing US market. But control of Hawaiʻian land required 
the full dismantling of the Hawaiʻian monarchy’s power.

The health board fully embraced the notion that Hawaiʻians  were 
getting sick and  dying  because they  were unsanitary and other wise 
constitutionally weak. The notion that Hawaiʻians  were especially 
susceptible to leprosy also bolstered the argument that their queen 
was unfit to rule. This was of  great use to their close friends on 
the thirteen- member “safety committee” that  later engineered her 
removal— with the help of the US military. It also reinforced the idea 
that the islands would inevitably lose self- rule anyway and would be 
much better managed by (white) Americans. By leveraging fear around 
and stigma  toward leprosy, they also made sure that Kaluaikoʻolau 
and anyone  else displaying any form of re sis tance to the new govern-
ment  were portrayed as dangerous.

Quarantine, thus, proved itself a highly effective means to main-
tain po liti cal control following the fall of the monarchy, right as 
native Hawaiʻians began organ izing for Queen Liliʻuokalani’s resto-
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ration.  Those high sea cliffs  were not just about public sanitation, 
they  were in many ways a po liti cal prison too. But it was the stigma 
that was foisted on the Hawaiʻians as unclean,25 dangerous lepers 
that made  those cruel, lifelong internments seem somehow right, 
proper, valid, and justified.26 In 1895, the Kingdom of Hawaiʻi was for-
mally dissolved. Two years  later, the US government successfully an-
nexed the islands. Hygiene stigma had been deployed to  great po liti-
cal advantage, quelling Hawaiʻian re sis tance and benefiting the new 
American leaders with control of the islands and what would become 
highly profitable plantations.27

The Bottom Line

The strug gles of Tonya, Doña Juana, Santiago Rivera, Dona Zilnar, 
and Kaluaikoʻolau are all cautionary tales about how labeling  people 
as dirty and disgusting creates more illness and suffering. Dental dis-
ease worsens. Depression sets in. Epidemics flare. Livelihoods are ru-
ined. Families are wrenched apart.  People who are powerless and in 
poverty,  those typically denied adequate sanitation to begin with, 
then become even more so.

But, together,  these stories— spanning two centuries and the en-
tire globe— pull into focus a bigger picture. Hygiene stigma is very 
damaging  because it connects to our core emotions and is then easily 
projected onto  whole groups. By defining  those with less power as un-
sanitary, hygiene stigmas can be all- too- easily deployed for the po liti-
cal and economic gain by  those who already have it.28

This is why any form of sanitation intervention in poor and other-
wise marginalized communities— from teaching dental hygiene to 
responding to outbreaks of waterborne disease— needs to take heed of 
Dona Zilner’s suspicions. Constant vigilance is required to recognize 
public health efforts that blame, shame, and stigmatize  people who are 
seen as “dirty.” Without this, the best- intentioned efforts can quickly 
cause damage, distance, and disempowerment. In  doing so, they can 
undermine the ideals of global health as a major force for creating 
health, reducing poverty, and advancing social justice.
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4
Fat, Bad, and Everywhere

Fat.1 It’s a very power ful word— one loaded with failure, blame, 
and shame. It’s common to hear comments suggesting fat  people are 
lazy and ignorant, have no self- respect or self- control, or are less 
lovable. Even the medical term for excess weight, “obesity,” implies 
an impending doom and disaster. It’s cast as a deadly epidemic 
caused by fat  people’s bad choices. They are solely responsible for 
their own plight. From policy makers to media, from families and 
friends to strangers on the street, every one agrees on one  thing: Fat is 
bad. But it seems our fear of excess weight has evolved into a disgust 
for the  those who have it. Our collective public health efforts to 
fight fat often feel like a campaign against fat  people themselves.2 The 
message to each of us is clear: to be normal, to be acceptable, to be 
healthy, you must take control. Stop being lazy.

 These moralizing views of fat are everywhere, and they permit sys-
tematic and serious discrimination. Solid data from studies in the 
United States, the United Kingdom, and Western Eu rope show when 
body fat goes up, wages go down, no  matter how well they do their job 
or how well- educated they are.3  People who are the largest have the 
hardest time landing a job, more trou ble getting accepted into col-
lege, less chance of getting promoted, and greater risk of being fired. 
The stigma of living with extreme weight is not just an emotional 
strug gle; it is a physical strug gle too. Just consider flying. Airline seats 
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have shrunken considerably over the last de cade. Many provide just 
16.5 inches for each passenger to sit in. This is not a comfortable or ad-
equate size for one- third or more of adults from places as diverse as 
Australia, Samoa, and the United Arab Emirates. And for  people who 
are especially large,  those categorized as morbidly obese,4 getting up 
to the use the tiny airline bathroom is a particularly difficult physical 
challenge. To add to the humiliation and punishment further, if you 
are too big to fit in a “normal”- sized seat, airlines  will make you pay 
extra for a second one. The entire experience seems designed to 
constantly remind that you  don’t belong out in public society. This 
example shows why weight stigma has been called the last socially 
acceptable discrimination.5 The result:  People suffer their  whole lives 
through chronic, all- consuming efforts to shed both weight and 
the  dreadful shame, social rejection, and physical discomfort that it 
carries.

This severe anti- fat bias seeps into many other unexpected aspects 
of modern daily life, too,6 most of it unconsciously. Juries are more 
likely to convict someone who is fatter, in de pen dent of the details of 
the crime.7 Fat  people are seen to be less trustworthy. Parents pay less 
college tuition for overweight  daughters,8  because they are viewed as 
a less promising investment.  People are less willing to date someone 
larger. Fat  people  aren’t considered as sexy, or if someone slimmer 
prefers to date them, it might be called a fetish. Larger  children are 
teased, bullied, and left out. They  aren’t desirable as friends, and they 
somehow seem easy, acceptable fodder for schoolyard humiliation.9 
Parents of larger  children are blamed too, considered the neglectful 
cause for their  children’s unacceptable size. Some have even had their 
 children taken away.10

The casualness of everyday weight stigma also means that it is barely 
seen for what it is. Giggling at “fatties” on tele vi sion and sizing them 
out of booths at restaurants feels “natu ral”— how  things are and how 
they should be. It’s so taken for granted that even an elementary school 
book designed to increase empathy  toward overweight  children has 
a subtly fat- shaming cover. More overtly, the text inside declares 
that stupidity and ignorance are the real cause of weight gain. It of-
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fers advice like “[fat kids] need someone like their friends or  family 
or teachers to learn how to take care of themselves by eating less 
and exercising more.”11 In other words, it’s fat kids’ prob lem to fix 
themselves.

Excess, unhealthy body weight is absolutely an impor tant public 
health challenge to be addressed. It triggers health- destructive, meta-
bolic changes like uncontrolled blood sugar and hardening arteries. 
Sufficient, sustained weight loss can often fix chronic, expensive- to- 
treat diseases like diabetes without medi cation, reduce disability, and 
add years to  people’s lives. But this entire approach often assumes that 
 people (even kids) can lose weight easily if they just apply themselves. 
However, study upon study shows that dropping weight permanently 
(especially once you are technically obese) is  really,  really hard.

 There is not a new worldwide epidemic of laziness; obesity rates 
are skyrocketing  because of changing food and exercise environ-
ments. Take for example the fact that you need a car to get to your of-
fice, where you then sit all day at a computer screen. The solutions to 
changing societal patterns such as  these must be much bigger than 
any individual losing weight. We need thoughtful, public transpor-
tation systems within walking distance and redesigned office spaces 
with walking desks. But that’s not the public message being deliv-
ered about why  people are getting bigger. Instead, the message  we’re 
giving and getting is putting the blame elsewhere: It’s your fault.

The public would rather pay for treatments for cigarette addiction 
than for preventing weight gain or, especially, supporting weight 
loss.12 Being fat is less excusable, it seems, than being a pack- a- day 
smoker. Perhaps it is no surprise then that  those struggling with 
weight issues are likely to self- stigmatize, to believe their treatment 
is justified  because it stems from their own inexcusable failure to 
control what they eat. When you are fat in a fat- hating society, the 
scales  don’t just mea sure your weight. They mea sure your worth. 
 People see your fat first, and many  can’t look beyond it. They assume 
 because you are big that you are lazy, stupid, lacking self- control, 
and unworthy of love. Strangers stare and snicker.  Family members 
offer unsympathetic and unwanted diet advice. Doctors ignore what 
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you try to tell them, assuming any medical prob lem you have must 
be  because of your weight. Even in the most advanced healthcare 
systems— right  under our highly educated and informed noses— 
blaming  people for their fat is utterly embedded in  every aspect of 
how we treat them. This mistreatment is mostly perfectly  legal and 
socially tolerated.

And it hurts emotionally. In our several de cades of studying the 
social dimensions of obesity, we have heard the same distressed mes-
sage expressed in many dif fer ent ways, by many dif fer ent  people, 
and in many dif fer ent languages. Karin Kwambai, writing of her life-
time strug gle with her weight explains

I am obese. That phrase is actually very hard for me to say out loud. 
Saying it feels as if I am standing at an “obesity anonymous” meeting, 
except  there is nothing anonymous about being fat. Every one knows 
it. I often feel that it is the first and only  thing  people notice about me. 
I’ve been overweight, chubby, fat my entire life. My mom enrolled me 
in Weight Watchers when I was 12 years old . . .  I’ve learned a lot of 
maladjusted be hav iors around food over a lifetime of trying to lose 
weight. I’ve tried meal replacement shakes, pills, souping, juicing, and 
the “Master Cleanse” . . .  All of  these tactics only messed up my mind 
and body even more. The summer before my freshman year of college, 
I literally ate only an apple a day  because I was so worried about not 
making new friends  because of my weight. It was not about being 
healthy; it was about being accepted. Following medical advice works 
 until it stops working, and the weight comes back— plus some.13

This desperation to find any solution, however unhealthy, is under-
standable given the  really nasty  things  people say, openly, when it 
comes to fat. In 2011, our cross- cultural research on weight stigma 
was featured on the front page of the New York Times (NYT). It gener-
ated a mass of online comments,14 many of which  were deeply hateful. 
The NYT broke their own policy and left this hateful trolling online. 
The writer that we worked with explained their decision in an email 
to us that said, “The  people who post negative comments about larger 
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 people are simply proving the point of the story— that bias and stigma 
against overweight  people is pervasive and damaging.” Yes, even the 
NYT’s educated, worldly readership thinks being nasty to “fatties” is 
just fine. Consider the comment from Muriel in London that gener-
ated 337 approving “likes” from other readers:

About time. Fat  people  shouldn’t complain when  they’re given a dose 
of real ity— that they spill onto other  people’s seats, drive health costs 
for every one sky high and, in the case of obese  women, even endanger 
their own unborn babies. They seem to be complaining that selfishness 
is not regarded as admirable.

Of course, some readers  were just as surprised and horrified as the 
NYT writer, like a commenter naming themselves Barbara from 
 Virginia, who wrote, “This thread has to be one of the saddest and most 
vicious I have ever read. Too many comments show no understand-
ing or encouragement, just judgment.”

Figure 4.1.   Conducting participant observation in hyper thin- obsessed Seoul, linguist 
Cindi SturtzSreetharan being talked through pos si ble cosmetic surgeries, June 2016. 
Photo by A. Brewis
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This “fat equals bad” thinking is already in full- force across all high- 
income nations. Two such places we have studied recently, South 
 Korea and Norway, are vastly dif fer ent in their cultural histories and 
current lifestyles. However, they illustrate how dramatically core be-
liefs about fat have globalized and converged. In 2015, the Oslo- based 
Center for Advanced Studies hosted Alex for a delightful summer of 
research and writing on the social dimensions of food. Fitness- obsessed 
Norway is a particularly fat- judgmental place, where excess weight is 
not tolerated.15 It  wasn’t hard to find examples. The new Norwegian 
prime minister at the time, Erna Solberg, was heavi ly fat shamed in 
the press and on social media. Newspaper photos zoomed in on the 
candy package she bought to share with her cabinet. They featured 
humiliating shots of her bouncing on a trampoline. Norwegian social 
media chided, “It must be difficult to think when the  woman is 
99.9  percent fat with just a head on top for decoration.”

Solberg went on Norwegian tele vi sion to confront her trolls. She 
read this and other online comments out loud. Her summary mes-
sage to help  others cope with the shaming? You need a thick skin if you 
want to be in the public eye.16 Self- stigma around fat is so pernicious 
and rampant that even one of the most successful  women in the 
world saw herself as responsible for both the prob lem and the solu-
tion to being fat.

The following summer, we headed off to bustling Seoul with linguist 
Cindi SturtzSreetharan (figure 4.1) and demographer SeungYong Han 
to learn more about what  people  were saying and  doing about weight 
in what we expected to be an especially stark case: Among the higher-
income countries, South  Korea has the very lowest obesity rates, in the 
order of 4–6  percent of adults. And, it is one of the most anti- fat socie-
ties in the world.17 Cosmetic surgery rates  there are, by far, the highest 
globally.

We visited South Korean schools, interviewed plastic surgeons, 
hung out at public bath houses, lunched in private homes, and ventured 
onto soap opera sets. It quickly became clear that anti- fat messages and 
anx i eties  were everywhere.  People would tell each other straight out, “I 
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 haven’t seen you in a while, and— wow— you’ve got fatter.” A colleague’s 
 mother told Alex, in a kind voice, “You are not fat . . .  for an American.”

South Koreans know their preferences for thinness, and concerns 
 toward fat, are extreme. As we sat with colleagues at the Korean 
 Women’s Development Institute working through new research ideas, 
they galvanized when we demonstrated snippets of “fat talk,” self- 
disparaging conversations where  people connect to and get reassur-
ances from  others that they are not fat and thus they are okay.18 
Yes, they said, we do that all the time.

 After the trip, we spent some time analyzing Korean national- level 
data to test some of the theories Korean experts and lay  people sug-
gested to us about the effects of fervent anti- fatness on other aspects 
of health.19 Adults of all body sizes  were  really worried about being 
overweight. We found that efforts at weight loss  were widely practiced 
among  those who  were ostensibly slim, even technically underweight. 
For  women and men, overweight and underweight alike, displaying 
high levels of concern over the need to lose weight predicted a much 
higher risk of depression. As  people’s income and education increased, 
the effect just got worse.20 And, in the context of a very unstable and 
competitive  labor market in South  Korea,  those currently with steady 
employment seemed the most stressed about becoming or staying 
slim, engaging in potentially unhealthy weight- loss be hav iors like 
taking pills and skipping meals.

Globalizing Fat Stigma

Despite this rampant, global, fat stigma  today, the anthropological 
rec ord is replete with examples from many socie ties of body fat being 
viewed as a good  thing. In fact, the  Human Relations Area Files (HRAF)21 
suggest that the majority (81  percent) of  human socie ties historically 
have preferred plump bodies.22 In many socie ties, large body size re-
flects moral virtue rather than failing. It means power, fertility, or 
plenty. Poor  people are thin, while plump  people are power ful and de-
sirable. Rulers and leaders are fat.
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One of the most detailed modern ethnographies that explains how 
fat is viewed as good is anthropologist Rebecca Popenoe’s study with 
semi- nomadic Azawagh Arabs (Tuareg) in Saharan Africa.23 She spent 
1991 documenting how girls are force- fed to fatten their bodies into 
extreme beauty. Sitting immobile in the corners of tents, girls are 
goaded to drink buckets of camel’s milk and eat mounds of porridge 
 every day. The ample rolls of fat that resulted reflected their hard work 
and closeness to god. They also helped attract a good husband.

That very same year, Alex was  doing long- term fieldwork on the 
opposite side of the globe. She was interviewing  women about fertil-
ity and child- rearing on a small atoll in the Republic of Kiribati on the 
Pacific equator.  Women  there  didn’t purposefully fatten girls like the 
Tuareg did, but they did consider large bodies to be good bodies, and 
that skinny bodies needed to be fattened up. Bigger bodies  were strong 
and could do impor tant work, like gardening and feeding babies. 
Alex was subject to constant comments about being too skinny— 
having “legs you could see through.”  People would insist she ate 

Figure 4.2.  Alex being fed to fatten up in Kiribati, Central Pacific, 1990. Photo by A. Brewis
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mountains of cold, white rice with dinner so she would plump up— 
and snag a good husband (figure 4.2).

A  couple years  later (1993–1995), Alex was  doing fieldwork in nearby 
Samoa, where obesity rates had been high for some years. Large and 
strong bodies in Samoa had long been viewed as chiefly and power-
ful, but recently new ideas about the value of slimness had started to 
creep in. All the eighty- four  women Alex interviewed (and most of them 
 were very large) said they would like to be thinner than they  were. Many 
of them had high body mass indexes, with the average body being in 
the “obese” category (BMI of 34.0). Their responses around weight 
concerns and need for weight loss  were not that dif fer ent than Sa-
moan  women living in New Zealand. For example, more than half of 
the  women in both locations (56  percent and 66  percent respectively) 
had made some efforts to lose weight within the prior year. The main 
differences between the two sites was that Samoan  women in New 
Zealand wanted to lose more weight and felt more compelled to do so 
even though they had lower body weights. In Samoa,  women noted 
that losing weight  didn’t  really  matter to them—as  people said they 
 were fine as they  were even if it would be a good  thing for their 
health to lose some weight.24 Thin idealism and worries around the 
medical issues weight created had both started to influence how 
 people saw their bodies, but being fat was still okay too.25

Fast- forward another six years (2001), and Alex was  doing research 
with middle- class, middle- school  children in urban Mexico.26 Much to 
her surprise, she discovered that many of  these  children  were techni-
cally overweight or obese. In the sample of 219  children she mea sured, 
24.9  percent  were classifiable as overweight. The team spent several 
months observing kids at school; interviewing them, their parents, and 
classmates on standard psychometric scales and in one- on- one, open- 
ended interviews; and following them around during recess (a tech-
nique called “focal follows”) to see what they  were  doing and who they 
hung out with. It turned out, statistically, that heavy  children reported 
no greater experiences or feelings of stigma. They had similarly high 
self- esteem and the same risk of anxiety or depression as other  children 
based on the standard scale mea sures. Importantly too, their classroom 
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peers rated them no better or worse as friends. Basically, the data 
showed that body size  didn’t  matter in their lives at all. And the doc-
tors we talked with  weren’t worried  either. They saw hungry, underfed 
 children all the time, especially from the many informal settlements 
spread throughout the city. At that point, the value of the Mexican peso 
had collapsed, middle- class incomes  were in freefall, and food insecu-
rity was rife at the bottom of the socioeconomic ladder. Much better to 
be fat than thin, they explained.

Neoliberalism and Neo- norms

But a lot was changing in the 1990s and early 2000s. Perceptions of 
bigger bodies  were starting to change in many places, including Mex-
ico, Samoa, and Kiribati. Neoliberalism was spreading rapidly, and 
with it, new thinking about bodies and health that valorized individu-
alism and self- responsibility.27 New digital technologies also enabled 
faster and wider dissemination of stories and pictures of thin models 
and movie stars. As more countries  adopted the cash economy,  there 
 were major changes in food production and more sedentary working 
lives. As a result, obesity rates  were also rising sharply. For example, 
in Samoa,  people  were shifting from farming and fishing to less 
active jobs in tourism or factory work. Tele vi sion and then the internet 
arrived, bringing new images of slimmer (and often utterly unat-
tainable) bodies into  people’s daily lives.

By 2009, we had started to won der what  these new, power ful trends 
might mean for how  people in historically fat- positive socie ties 
viewed big bodies. Our plan was to conduct a modest, exploratory 
study to map  people’s positive and negative attitudes  toward obesity in 
ten countries around the world.28 We included sites in places that we 
knew  were historically fat- positive such as American Samoa, Mexico, 
Puerto Rico, and Tanzania. We also included, for comparison, some 
sites we considered likely to exhibit strong, anti- fat attitudes, like the 
upscale spa and golf vacation city of Scottsdale, Arizona, United States; 
London,  England; and Buenos Aires, Argentina. We also threw in some 
wildcards to add more cultural diversity, like sites in New Zealand, 
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Iceland, and Paraguay,  because  there  wasn’t enough lit er a ture to 
know what to expect. In each place, we asked  people  whether they 
agreed or disagreed with the same list of statements, such as, “ People 
are overweight  because they are lazy.” The results  really surprised us. 
We found high levels of fat stigma in all of the ten countries we sur-
veyed. Tanzanians scored an average of 10.4 (the least fat- negative of 
the sites surveyed), American undergraduates  were at 12, and Para-
guay  were the very highest at 15 on the scale we developed.

In the years since we published this first, ten- country, cross- cultural 
study showing how common weight stigma was around the globe, 
many other anthropologists have confirmed the same basic finding. 
Fat stigma has been culturally  adopted in many historically fat- 
positive places like India, Bolivia, and Dominica.29 Unfortunately, we 
also see signs of a new global wave of discrimination in its wake. Take 
airline policies as an example. An Indian high court recently ruled 
that Air India, a state- owned enterprise, could refuse to employ over-
weight cabin staff. Similarly, Samoa Air has introduced a pay- by- 
weight system for domestic travelers. Weight itself has now become 
globally negative. Moreover, as incomes and education go up in low-  
and middle- income countries, this fat hate only seems to be getting 
stronger.

When we did our initial cross- cultural interviews in 2009, we  were 
surprised to find that the small country of Paraguay popped up with 
the highest scores for explicit fat stigma— agreeing, for example, 
with the statement that “obese  people should be ashamed of their 
bodies.” Intrigued, we went back to Paraguay— where Amber has 
 family and conducts fieldwork  most summers— the following year 
to try to figure out why.

This time, we used implicit association tests (IATs) to assess fat 
stigma in Paraguay’s capital city of Asuncion. Psychologists believe that 
IATs do a better job of capturing deep- seated, practiced prejudice. 
IATs are reaction- time tests that determine how quickly  people con-
nect the idea of fat to the idea of “bad” versus the idea of “good.” The 
more experienced  people are at thinking something, the faster they 
should be able to make connections. Essentially, IATs are designed 
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to capture “what  people think” about biases they may be unwilling or 
unable to admit.

Amazingly, we found that Paraguayan reaction time for “fat is good” 
and “fat is bad”  were identical. This means that when Paraguayans 
insult someone  else’s weight, they are saying “fat is bad,” but they are 
thinking “fat is fine.” In other words, they are stating aloud the cul-
turally, fat stigmatizing view, but they  don’t  really mean it. The idea of 
“fat is bad” in Paraguay is not deeply internalized. Incidentally, this is 
exactly what  people in Paraguay told us, but—as we learned in our other 
sites— you  can’t always take what  people tell you about fat stigma at 
face value.

Our findings in Paraguay  were very dif fer ent from what we ob-
served in places like the United States, United Kingdom, and New 
Zealand.  There,  people often talked “fat is fine” but thought “fat is bad.” 
In  these countries, IATs typically showed very high rates of implicit 
anti- fat thinking, often much higher than  people would admit to when 
asked directly. For example, the American undergraduates we tested 
yielded an average IAT fat- negative score of 12, compared to 2.6 in 
Chennai, India, and 0.03 in Paraguay. At the same time, on self- reported 
questionnaires, anti- fat bias scores  were much the same across the 
sites (64.6, 63.1, and 55.6 respectively, where higher scores indicate 
that  people are less stigmatizing).30

At the same time though,  people in all  these countries  will rarely in-
sult someone’s weight to their face. This apparent contradiction oc-
curs  because of a cultural rule that  people are expected to suppress 
their prejudiced ideas in public. Psychologists call this a justification- 
suppression of prejudice.31 American students we interviewed  were 
 doing just this. Paraguayans in our study  were  doing the exact oppo-
site: expressing a prejudice on the surface that  didn’t seem to be held 
as a core belief deep down.

It’s Complicated

Ethnographic research is arguably the best way to sort through 
 these types of cultural incongruities. Paraguay is a place Amber knows 
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very well. She has a second home and a vast network of beloved in- 
laws  there. And of course,  every time she visits,  people comment on 
her weight and let her know exactly what they think about it. The 
data for Paraguay shows that rates of being overweight are very high 
(around 60  percent), while the rates of obesity are very low.32 How-
ever, thin- idealizing body norms are everywhere. Walking down any 
city street, you see billboards, posters, and corner stores with images 
of scantily clad, thin- waisted  women with well- endowed breasts and 
buttocks.

Amber spent the summer of 2017  doing more detailed, one- on- one 
interviews with Paraguayan  women. She found them all highly con-
flicted about weight gain. It  wasn’t unusual to hear  people say “wow, 
you got fat” or to make a fat joke, and a booming industry of nutri-
tionists prescribe diet plans and sell diet foods to urbanites worried 
about their weight. At the same time, Paraguayans pride themselves 
on not having the extreme body norms and weight discrimination 
that they consider typical of neighboring Brazil and Argentina. Para-
guay’s “Miss Gordita” beauty pageant typifies  these contradictions. 
The pageant crowns an ambassador to speak out against fat discrim-
ination, even as pageant contestants are asked for advice on how 
 others can lose weight. This follow-up research suggests that the 
neutral IAT findings may not mean that Paraguayans  haven’t inter-
nalized weight stigma. Instead, it’s pos si ble that they just  haven’t had 
anti- fat thoughts for long enough for it to have become a practiced 
pattern yet.33

Back in the Pacific, other ethnographers are starting to paint a 
similar picture of ambiguity and ambivalence around fat. A three- 
hour flight to the north of Fiji, in the least traveled part of the Pacific, 
is the tiny nation of Nauru. Alex used to travel through Nauru regu-
larly. It is a singular and isolated place, where energetic British guano 
mining operations removed the topsoil and with it the traditional 
crops. Almost all foodstuffs are now imported. A single, circular road 
around the island and high levels of car owner ship mean that  people 
get  little exercise. Figuring out ways to be physically active in the 
equatorial heat, with a lack of places to go, is a challenge. For  these 
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reasons, Nauru has long been labeled as “the fattest country on 
Earth.” It’s a distressing claim to fame for Nauruans who know that 
the world has declared them outstandingly unhealthy and defined 
them nationally by their high obesity rates. In response, Nauru has 
 stopped reporting its obesity rates to the World Health Organ ization 
and it no longer appears on the annual list.

Australian anthropologist Amy McLennan recently spent a year 
talking to Nauruans about bodies, fat, and life  there. McLennan ex-
plains how time spent each day socializing (“yarning”) with  others is 
seen as key to being well and happy. The obligation to spend time yarn-
ing also means that Nauruans feel they  don’t have time to fit in other 
 things like exercising, even if they believe they should. In this context, 
 people feel that if  others see them spending time on activities to con-
trol their weight, they may view this as a lack of comparable and ex-
pected effort to connect with and support  others.34 Consequently, the 
Nauruan moral meanings of fat bodies are a complex mix of positive 
(being a good friend) and negative (being unhealthy) at the same time.

In her recent study of the meanings of food in Samoa, our collabo-
rator, cultural anthropologist Jessica Hardin, has also shown how 
 people si mul ta neously apply multiple, conflicted meanings to large 
bodies.35 Highly religious, Samoans see piety, power, and godliness in 
large bodies. Churches validate largeness as fitting in, part of com-
munity feasting, and other impor tant social activities. However, anti- 
obesity and diabetes public health campaigns, which have existed 
for de cades in Samoa, have also generated and made  people adopt 
bad (“unhealthy”) messages around fat. Weight- related teasing and fat 
jokes are common. Hardin has explained that the presence of  these 
competing cultural models, saying that fat is both bad and good, 
means the teasing and jokes around weight seem to hurt  people far 
less.

While  these forms of body ambiguity may make fat less emotion-
ally taxing, it  doesn’t mean they  don’t ultimately damage  people’s 
health. Psychological anthropologist Anne Becker has been  doing 
ethnographic work on body image in neighboring Fiji since the 
1980s.36 As it has in all central Pacific nations, eating in Fiji remains 
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fully intertwined in the social fabric. Care of  others is communicated 
by giving  people plenty of food, and love means encouraging con-
sumption. We bring Arizona State University global health undergrad-
uate students to Fiji for a village stay each year, just down the road 
from where Becker does her research. Eating is always a major and 
fabulous part of the stay. As village guests, we are welcomed with 
feasts of fish, pork, chicken, taro roots and leaves, breadfruit, rice, 
and bread. Eating goes on for hours and we are constantly encour-
aged to eat as much as we can.

Becker’s work has explained how the large body of a well- fed Fijian 
(and visitor) demonstrates the caring and the support of  family and 
friends. It expresses love. A skinny body screams neglect and brings 
shame to the  family. But more recently, with a new idolization of 
slimness gaining traction, young Fijians have been struggling to build 
bodies that are slim and muscular at the same time. By being slim 
and muscular, you can communicate the love of  family and village 
(being fed), while also confirming you are modern and worldly (being 
slim). Young girls are now using both purgatives and appetite stimu-
lants in a complex plan designed to create a body neither too fat nor 
too slim. The result is an epidemic of eating disorders in Fiji, a  factor 
that is well- established as an easy trigger for depression.

Surely not Every one?

But surely not every one, everywhere is buying into the belief that fat 
is always bad? One place we initially guessed that we might find 
 people immune to fat stigma— even as body weight, incomes, and 
education go up— are places where  women’s bodies are never on pub-
lic display. What about places like the United Arab Emirates (UAE), 
where  there are strict dress codes and serious penalties for showing 
uncovered images of  women, and where two- thirds of adults are 
now  overweight? Our collaborator, cultural anthropologist Sarah 
Trainer, has conducted hundreds of hours of participant observation 
in the UAE with  women university students. She hung out on cam-
pus, at coffee shops, and in homes. All the  women she interviewed 
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greatly respected local tradition and law. They dressed in the abaya 
(overgarment) and shayla (head covering or veil). They never went 
anywhere without  family permission. They also knew well that their 
families  didn’t want them to be too skinny. Amani, for example, ex-
plained, “A girl who ‘filled out her skin’ . . .  showed her  family had 
enough to feed her well . . .  my grand mother always tries to feed 
me.”37

And yet, Trainer also found  these young  women spent extraordi-
nary and extreme worry and effort on avoiding any appearance of fat. 
They embraced extreme dieting and squeezed into elastic girdles (aka 
Spanx). They saw fat as unhealthy and  were well- aware of the global 
media coverage of rising obesity and the thin- idealism of the fashion 
world. The magazines they read  were filled with pictures of scantily 
clad pop and social media stars. Foreign movies and soap operas de-
picted thin, glamorous  women in revealing and expensive dresses. 
They  were bombarded with advertising for skin care, fashion, and 
diet products. Fat for them was intolerable. It had become symbolic 
of being lazy and backward, out- of- date and ignorant of the ways of 
the modern world. It also sparked vicious teasing by other girls. For 
young  women in the UAE, fat had to be avoided at all costs.

So, we then tried a dif fer ent tack. We wondered about places where 
food shortages are common.  Wouldn’t constant worry about getting 
enough to eat make fat seem like a good  thing? Our collaborator cul-
tural anthropologist Jonathan Maupin interviewed hundreds of adults 
and  children in the relatively small, rural town of Acatenango in the 
Guatemalan highlands in 2013 to help us figure this out (figure 4.3).38 
Guatemala has one of the highest rates in the world of the so- called 
“dual burden” of over-  and under- malnutrition. Some families within 
communities are struggling with food insecurity and  others  aren’t. 
Bodies in Acatenango range from extremely thin to very fat.39

Maupin began visiting Acatenango as a child, when his grand-
father started the regional medical clinic. He has personally witnessed 
de cades of hunger in the town. More recently, he has also watched the 
rise in obesity and an increase in chronic diseases like diabetes that 
are now straining the clinic. He asked adults in Acatenango to list 
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adjectives they knew to describe bodies, both good and bad. Common 
answers  were “intelligent,” “strong,” “ugly,” and “lazy.” He then worked 
with the school to interview and weigh most of the  children in the 
town. Each schoolchild was given drawings of differently sized bodies 
and asked to match them with a preselected list of  these adjectives.

Maupin found that the  children of Acatenango had few kind words 
to say about larger bodies.40 They called them “ugly” and “lazy.” Over-
weight  children in the village also told Maupin stories of being teased 
 because of their weight. He saw bullying firsthand during visits to the 
school. Given Acatenango is rural and poor and in the global south, this 
finding of widespread weight cruelty was unanticipated and new. 
But we also found that the food insecure students attached a lot of 
negative words to thin bodies too, and thin teasing was also quite 

Figure 4.3.  An ASU global health student mea sur ing  children’s weights at the school 
in Acatenango, Guatemala, 2013. Photo by J. Maupin
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common. It turns out that, for young  people in Acatenango, you 
 shouldn’t be fat— but you  shouldn’t be too thin  either.41

We have worked with Maupin more recently to analyze national 
data for a larger sample of 12,074 Guatemalan  women. The goal was 
to see if evidence of damaging weight stigma extends beyond Acat-
enango. We detected amazingly high levels of weight teasing and mis-
treatment across all of Guatemala.42 Importantly, this unwanted body 
teasing is extremely distressing.  Those  women reporting weight- 
related teasing  were 2.1 times more likely to report mild distress and 
3.7 times more likely to report moderate- to- severe symptoms of anxi-
ety/depression. Importantly, risk of body teasing was highest in 
 women who  were already vulnerable in other ways— those who are 
younger, poorer, and less food secure. In the analy sis, we found that 
the emotional impact of weight- related teasing on  mental health was 
similar to living through civil war, domestic abuse, and hunger. For 
Guatemalans at least, anti- fat ideas are being deeply internalized as 
self- stigma43 and this is driving a wave of subclinical depression. We 
suspect this is just one glimpse of a much larger, power ful, depress-
ing, and damaging wave of self- doubt that now spans the globe— 
one that is developing and spreading without much notice.

The Bottom Line

Socially acceptable, discriminatory, anti- fat attitudes are deep-
ening and spreading. Fat stigma is now a global prob lem. Its rapid 
and recent rise shows how new stigmas can emerge almost invisibly 
but powerfully. In places where large bodies  were historically highly 
valued, this  doesn’t seem to be protective. Instead, we see the emer-
gence of dual demands where  people are trying to avoid being too fat 
and too thin at the same time. This seems to be driving new epidem-
ics of disordered eating and depression.



5
The Tyranny of Weight Judgment

The power ful and socially tolerated stigma of extreme weight is 
embedded in a set of widely accepted and deeply ingrained beliefs. We 
just know them to be true, regardless of the  actual scientific evidence. 
Together,  these shape our globalizing views of what fat  people are 
and what their weight  really means. Let’s explore this by separating 
the cultural facts from the medical ones.

Cultural Belief 1: You Control Your Weight! Weight Loss Is Easy!

 There is clear and consistent scientific evidence that the power ful 
predictors of obesity in places like the United States include advanc-
ing age, poverty, policies (such as commuter transportation, medical 
care coverage), and spatial  factors (such as neighborhood disameni-
ties) that more greatly affect groups that are marginalized or disad-
vantaged to begin with (such as minorities).1 Yet, most  people believe 
that adults with extreme weights are fully at fault for their predica-
ment.2 As an example, take the readers’ online comments in response 
to another, more recent article covering our work in the New York 
Times. The article discussed the fat shaming of a former Miss Uni-
verse by then- presidential candidate Donald Trump. One reader had 
this to say,
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The difference between being fat and being black, disabled, or female 
is that all the latter traits are not  under your control. You cannot be 
blamed for being born with a par tic u lar skin color, gender or disability. 
But your weight IS  under your control. Being fat is the result of eating 
too much for your metabolism and lifestyle. No amount of empty 
verbiage  will change this  simple fact.  People have predispositions 
 toward a par tic u lar body type but nobody is fated to weigh 300 pounds 
if they  don’t consume more calories than they expend in their daily 
activities. Being fat is about the failure of the  will to control your food 
intake. So no, I  don’t feel guilty when a fat  woman in the clothing store 
winces when I ask for a size 4 dress when she cannot get into a 14. And 
what am I supposed to do? Gain weight to make fat  people feel better?

And many  people maintain the prob lem is laziness and lack of effort:

The vast majority of  people do have a choice.  People lose weight all the 
time.  There’s an entire TV industry that documents morbidly obese 
 people losing weight (Heavy, the Biggest Loser) . . .   People are delud-
ing themselves to believe that it  can’t be done. Obviously, it can.

The “fatties” are also blamed for every thing from uncomfortable 
public transportation to sky- high health costs, to unreasonable carbon 
footprints, and endangering unborn babies’ lives. As a result, many, 
such as this reader, reason that they get what they deserve for their 
“poor choices”— utter social rejection.

Every body has known for at least the last 10 years that a regular diet 
of fast food and sodas is bad for you just like smoking yet  people 
CHOOSE  these poor options at their own expense and  others . . .  they 
should not be led to believe it’s okay  unless they want to live exclusively 
among  those of their ilk.

Ln, New York, April 1, 2011

A core cultural idea underpinning  these comments is that weight 
is always an individual responsibility.  People think your body directly 
reflects the amount of effort you put in. Thus, they reason, obesity is 
created by lack of discipline, laziness, and lack of appropriate effort 
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and care. Fat bodies reflect indulgence in key vices, gluttony and 
sloth. In contrast, attaining and maintaining slimness reflects our 
goodness. Weight loss can be achieved by practicing proper self- care 
and the correct amount of discipline. If you have self- control, weight 
loss is easy.

 People around the world vary in how much they blame individuals 
for weight gain. Germans and Saudis alike are convinced the key 
 drivers of obesity are poor personal diet or exercise choices.3 Ira ni ans 
blame government policy, school environments, and personal choices 
acting together.4 Where to place blame varies not only between coun-
tries but also within socie ties too, such as along lines of class, gender, 
and body size. Lower- income Brazilians stress the roles of heredity and 
stress. High- income Brazilians, especially  those who  aren’t obese, place 
greater blame on poor diet and exercise choices.5 Perhaps not surpris-
ingly, Brazil’s government has focused on strategies that use media 
programs to “teach”  people (especially lower- income groups) how to 
eat, live, and be healthier through better self- control.

In 2012, we launched a new proj ect in partnership with the Mayo 
Clinic’s bariatric (weight- loss surgery) clinic in Phoenix, Arizona 
 (figure 5.1). We followed and repeatedly interviewed thirty- five  women 
and men as they went through weight- loss surgeries and for two years 
after ward. At the same time, we also collected survey data with three 
hundred other patients who had gone through the same surgery 
within the Mayo Clinic hospital system in the preceding five years.6 
The goal was to understand how  people deal with the stigma of ex-
treme weight and how that connects with their efforts to lose it. In the 
course of that proj ect, our research team learned much from  people 
struggling through myriad, repeated efforts to slim down “by them-
selves.” All of the patients in the study  were considered “morbidly 
obese” when they arrived at the bariatric clinic. Many had been techni-
cally “obese”— and felt fat— for much of their lives.  After years of lis-
tening to what patients shared, we now fully understand that  people 
who resort to surgery have years of repeated, humiliating failures to 
lose weight  behind them.  People are utterly determined to do what-
ever is needed to succeed.
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Sarah Trainer, having finished her long- term fieldwork on  women’s 
body issues in the United Arab Emirates, led the data collection in 
this study, repeatedly interviewing patients before, during, and in the 
years following their surgeries. Bariatric surgery is a long, detailed, 
and committed pro cess at the Mayo Clinic. The surgery itself  causes 
your stomach to be shrunk and your intestines rerouted. But, at the 
Mayo Clinic, healthcare for bariatric patients is much more extensive 
and holistic. Patients have to go through complex dietary training 
and practice prior to surgery.  After the surgery, they must comply 
with complicated dietary rules. Recovery itself can be challenging, 
as the body copes with the surgery and its aftermath. Enormous weight 
loss is almost guaranteed—at least in first year.

However, with major weight loss comes new challenges, such as 
uncomfortable, loose skin.  Those new dietary rules— which patients 

Figure 5.1.  Chairs in the general waiting room area at Mayo Clinic in Arizona, designed to 
fit all sized bodies. Too few medical and other public spaces are designed to allow for 
larger bodies. Photo by A. Brewis
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have to obey for the rest of their lives— are strict and difficult to fol-
low. If a patient breaks them, they could suffer “dumping,” a condi-
tion in which food gets painfully pushed into the small intestine 
without being digested.  People told us it feels like being stabbed by 
sharp knives or swallowing razor blades. In other words, even weight- 
loss surgery, considered by many to be the “easy way out” of obesity, 
requires an extraordinary amount of work, effort, and commitment.

In fact, if we use number of days dieting as the metric, the  people 
who put the most effort into weight loss are actually  those who are 
classified as morbidly obese. As one especially empathetic endocri-
nologist colleague at the Mayo Clinic said to us, “What is more he-
roic than trying something  really hard again and again even though 
you know it is likely to fail?” If we wanted to actually support 
 people’s weight- loss efforts, viewing the morbidly obese as heroes— 
people who are fighting against heredity, environmental constraints, 
and changing food environments— would be a more helpful cultural 
maxim. But it  isn’t the one that dominates. Instead, most  people 
see fat and think “failure.”

Even when someone manages to lose the weight, the stigma often 
persists. And this per sis tent stigma seems to make maintaining weight 
loss harder. For example, in the surveys of  those three hundred post- 
bariatric patients, we found that  those who had the highest levels of 
stigma  were likely to have more difficulty following the recommended 
postsurgical diet and exercise regimes. They had more significantly 
disordered eating habits, ate more calories and items considered less 
healthy (like ice cream and alcohol), and  were less willing to exercise 
in public places (like jogging outdoors, lifting weights at the gym, or 
visiting the local swimming pool). The effect was unrelated to how 
much weight  people started with or had lost, rather it was all about how 
much stigma they had internalized.

What we discovered from the detailed, patient interviews was that 
 those they interacted with at work or elsewhere in their everyday 
worlds would suggest that weight loss only “counts” as a personal suc-
cess if it also proves you have managed the requisite self- discipline. 
Thus weight- loss surgery or new- line phar ma ceu ti cals that promote 
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major weight loss are widely viewed as “cheating.” Accordingly, many 
bariatric patients are very selective about who they tell about their 
surgeries and  were worried  others would judge them even as they lost 
weight simply on the basis of having had the surgery. This is why they 
are at pains to point out how much work they had to do to lose the 
weight before and  after surgery.7 It is  really hurtful to not get moral 
credit when you do what society told you was required. One bariat-
ric patient, Sally, told Trainer, “I had one person say to me, ‘ Well, you 
did it the easy way ’ . . .  He  will never say that again. I lashed out at 
him. He got it full force and he  will never say that again. I mean, if you 
think having surgery and  going through what I went through is easy, 
I said, ‘ You’ve got a lot to learn.’ ”8

The basic idea that you control your own weight and that weight 
loss is merely a  matter of self- control is reflected in most medical and 
public health approaches to obesity. When you talk to a doctor, the 
advice they give is focused on the effort you should be making: exer-
cise more and eat less to meet the requisite body mass index (BMI) 
goals.9 In public health, this is termed the “behavior- change” ap-
proach. It tries to change  people’s attitudes and, thereby, adjust their 
eating and exercise “choices.” Motivating be hav ior change is often 
done via health communication,  whether through a doctor’s advice, 
through posters and tele vi sion spots, or through other forms of social 
influence. As with the handwashing example in part I, an assumption 
of the behavior- change model is that we must eliminate ignorance.

And yet, despite much public education,  there is  really no good ex-
ample of any country managing to reverse the obesity epidemic to date. 
This failure  isn’t due to flat- out ignorance,  because whenever we sur-
vey  people— anywhere in the world— every one already knows the eat 
less / exercise more mantra. Nor is it caused by a lack of widespread 
personal effort.  People at high body weights actually diet more often 
than the general population.

The failure to stop the obesity epidemic is instead related to the 
underestimation of the real and sustained efforts that  people with 
the largest bodies invest in trying to lose weight. When  people are 
handed the personal responsibility of trying to lose weight, most fail.10 
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The current estimates suggest one in twenty  people that lose weight 
manage to keep it off long- term. The behavior- change model is so 
fully ingrained in how we approach obesity that we seem to ignore the 
growing scientific evidence that it is a failing strategy, and that  there 
is a better one.

Alex wrote a book about obesity in 2011 that pre sents the argument 
that the most effective way to curb obesity is through hard- to- make 
structural changes.11  Things like making cities more walkable, shap-
ing classrooms to be activity- focused, providing healthier food op-
tions, and addressing poverty are the difficult yet ultimately suc-
cessful changes that  will decrease obesity. Moreover, underpinning 
 these efforts is a very dif fer ent cultural belief: Removing excess weight 
is a shared responsibility that  will require sustained, collective effort. 
To fix obesity no one should ever strug gle alone, and yet, that is all 
 people seem to be  doing.

Cultural Belief 2: Fat Is Dangerous!

Another highly influential cultural belief that defies medical fact is 
that the obese body is always unhealthy. The fat body is thus seen as a 
dangerous body— one that is killing itself. In addition, it is seen to be 
damaging the rest of us by extension.  There is no doubt that very high 
levels of obesity are associated with a long list of medical conditions 
that lead to serious illness and disability, such as diabetes, arthritis, 
sleep apnea, high blood pressure, high cholesterol, and soft tissue in-
fections. But it  isn’t always or inevitable that  people with high levels 
of body fat are unhealthy.  There is growing understanding of “meta-
bolically healthy obesity.” This is the idea that you can be overweight 
but still have excellent physiological markers of health. Certainly, a 
substantial subpopulation of obese  people— especially  those who 
exercise regularly— are  free of any weight- related diseases. In the 
same manner,  people who are so- called “normal” weight— especially 
 those not getting regular exercise or with very poor diets— can have 
metabolic profiles (high blood sugar, high cholesterol, high blood pres-
sure) that look like ones we associate with obesity. In other words, we 
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have culturally conflated the correct association between poor diet 
and  little exercise and physical danger with the incorrect assumption 
that “fat” equals unhealthy.

Moreover,  these days we think of obesity as a disease, which is a 
pretty arbitrary call. The American Medical Association (AMA) only 
declared it a disease in 2014  after long- term discussion about  whether 
obesity in itself (i.e., without other associated medical conditions) is a 
deviation from a healthy bodily state. This suggests that the AMA rec-
ognizes that it is at least debatable  whether obesity is itself a dis-
ease, rather than just signifying the likelihood of other diseases.12 In 
fact, their own Council on Science and Public Health argued that, 
“Given the existing limitations of B.M.I. to diagnose obesity in clini-
cal practice, it is unclear that recognizing obesity as a disease, as 
opposed to a ‘condition’ or ‘disorder,’  will result in improved health 
outcomes.”

Cultural Belief 3: The Helping Professions Help

 There are so many  people whose job is to help us lose weight. But 
primary care physicians, nutritionists, and personal trainers are 
like every one  else: They, too, are  shaped by  these cultural ideas and 
endorse weight stigma,  either consciously or unconsciously. UCLA 
psychologist Janet Tomiyama has been studying weight stigma for 
over a de cade. She recently designed a fascinating study to use IAT to 
mea sure the internalized weight stigma of attendees at a major scien-
tific and medical international conference on obesity called Obesity-
Week. By comparing her results to similar IAT tests done with the 
same conference attendees a de cade  earlier, she found that negative 
judgment of fat  people had actually increased.  People’s stigmatizing 
reaction times had become faster.13 In other words, the very  people 
whose job is to help  others lose weight have been becoming more 
prejudiced against them.

Many studies have shown that anti- fat attitudes are harbored at 
the very core of medicine. Larger medical students report high levels 
of derogatory humor or derogatory comments about their weight from 
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their peers and instructors. Trainee nurses and doctors avoid obesity- 
related specialties  because they are viewed as a less rewarding or 
rewarded  career path.14

Patients who  don’t lose weight are viewed as difficult and hard to 
treat, as noncompliant “failures.” Yet, primary care physicians spend 
less time consulting with obese patients than non- obese patients. 
They also expend less effort in establishing emotional rapport, such 
as being empathetic, reassuring, and involving patients in medical 
decision- making.15 Many see consults with obese patients simply as a 
waste of their time. And the heavier the patient, the more they report 
they  didn’t enjoy the work or lost their patience.16 Apparently, doctors 
also trust their patients less:  Those struggling unsuccessfully to lose 
weight report doctors  will imply they are lying when they tell them 
they have been following the diet or exercise prescriptions, but they 
 don’t lose weight.

Given the cultural myth that obesity is always extremely unhealthy, 
clinicians often focus on an obese patient’s weight during consulta-
tions even if the patient is  there for entirely unrelated reasons. Simi-
larly, slimmer  people with unhealthy metabolic profiles are often not 
counseled to make lifestyle changes,  because their doctors assume they 
are healthy. As one of our bariatric study participants put it, “You 
know, you go in  there, ‘I got a headache.’ [The doctor says] ‘It’s  because 
 you’re fat.’ ‘My toes hurt.’ ‘It’s  because  you’re fat.’ ”

The website First Do No Harm17 is replete with  people’s stories of 
doctors refusing to diagnose and treat serious illnesses  because they 
remain convinced that any health prob lem in someone classified as 
obese must stem from their weight. Take Katie, for example, whose 
walking pneumonia was missed  because the doctor was convinced 
she had obesity- triggered sleep apnea. Or Rachel, who was congratu-
lated for losing so much weight, which turned out to be the result of 
debilitating Crohn’s disease. Or Erica, who was struck by a drunk 
driver and seriously injured, but the ER doctor de cided he  couldn’t set 
her broken arm  because of her size.

Even when doctors try their best, the gowns, chairs, and medical 
equipment  don’t fit extremely obese  people. As one patient explained, 
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“A doctor’s surgery is not, and has never been, a safe place . . .  The 
AMA’s decision to further medicalize my body and refer to it as dis-
eased— a body that I love, a body that is carry ing me around with no 
health prob lems, is just another reason for me to fear the medical es-
tablishment that wants to hurt me and have me thank them for it.”18

Unsurprisingly, many  people struggling with their weight feel mis-
treated. They forego any noncritical visits such as annual checkups or 
cancer screenings.19 They “doctor shop,” moving from practice to 
practice to find someone they feel comfortable with. Accordingly, 
they end up with worse continuity of care,20 or they refuse to engage 
with the unwelcoming medical system at all. All of this means that, 
while the anti- fat attitudes that seep into patient care are painful 
emotionally, they also have wider, unwanted, public health impacts 
such as lower rates of referral and diagnosis of other deadly condi-
tions like cancer.

Fat activists,  those pushing for better treatment of large  people, 
have provided clear guidelines for how clinicians can help improve 
the patient experience.  These include understanding the upstream and 
complex  causes of obesity, the psychological and emotional burdens 
of weight and weight stigma, and being willing to stick with patients 
over the long term.21 While this  doesn’t seem like a lot, the real ity for 
most morbidly obese patients is that they find it difficult to forge em-
pathetic, long- term relationships with clinicians. Emerging efforts 
to include “structural competence” training for medical school stu-
dents should help,  because it is designed to help  future clinicians to 
better recognize the broader social and po liti cal forces that shape 
who gets sickest and why.

Cultural Belief 4: Shame Spurs Weight Loss!

 There’s one more key prevailing cultural belief that is common in 
both the media and medicine: Fat stigma helps motivate  people to 
lose weight. As the United Kingdom’s public health minister told the 
BBC, doctors should call patients “fat”  because it  will motivate  people 
to lose weight and to take more personal responsibility. Again, this is 



T he Tyranny of Weight Judgment 105

exemplified in our New York Times reader comments, one of whom said, 
“Let’s have more stigma against fat  people. Not less. More stigma would 
help fat  people do what they  can’t do on their own. Eat less.” But the 
scientific evidence does not support this. Actually, weight stigma 
actively undermines the possibility of weight loss and ultimately leads 
to longer- term weight gain. For this reason, we should be concerned 
that chronic experiences of weight stigma are a largely unrecognized 
and power ful driver of the obesity epidemic.

So how does this extremely ironic pro cess work?  There are several 
dif fer ent mechanisms that contribute.22 One  factor is that fat stigma 
makes  people not want to go out in public to exercise. If you feel 
 others are judging you, you are less likely to want to jog in a park, 
swim in a public pool, or join a sports team. Our studies with bariatric 
surgery patients reinforced this, even when patients  were losing 
substantial weight  after their surgeries. Many had chronically en-
countered fat stigma in everyday life for so long that they personally 
endorsed it. This internalized stigma— rather than  actual experiences 
when they  were out exercising— made them hesitant to be physically 
active.

We have observed other ways that negative feedback loops be-
tween weight stigma and obesity function among undergraduates on 
the ASU campus, right outside our office win dows. We often pi lot 
the tools we design for our international, weight stigma research on 
campus with students, since they come from 120 countries. Using 
ASU as our test bed has also yielded a lot of information about weight 
stigma on our own campus. To begin, we conducted surveys of weight 
stigma and its effects on students’ health- relevant be hav iors using a 
geo graph i cally randomized sample of 445 students in 2013.23 More 
recently, in 2015 and 2016, we worked with our nutritionist colleague, 
Meg Breuning, who led a systematic effort to collect data on diet, ex-
ercise, weight stigma, and friendship in 1,443 freshmen students living 
in the Arizona State University residence halls during their first year.24

Through  these vari ous studies,  we’ve found that ASU is a typical uni-
versity in three ways: A lot of students worry about weight, many stu-
dents have high weights, and students on average gain a significant 
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amount of weight during the years they are in college. About 10  percent 
have a BMI greater than thirty, meaning about 8,500 of our students 
are clinically defined as “obese.”

In addition, from interviewing and mea sur ing thousands of stu-
dents over the last five years, we can say with some certainty that anti- 
fat thinking is the norm on campus.25 Our students exhibit extremely 
high levels of implicit weight stigma (i.e., what they are thinking), and 
reasonably high levels of explicit weight stigma (i.e., what they are say-
ing), compared to other US and international populations.26

Our studies on our own Arizona State University campus also show 
that students with high body weights  really feel this judgment. Some 
15   percent of the students surveyed felt so ashamed of their bodies 
that they actively avoided public events and making friends as a means 
to cope, and this  wasn’t just the students with the largest bodies say-
ing this. But  those students that are technically “obese” are  those that 
more often tell us in one- on- one interviews that campus is often a 
particularly unwelcoming and unfriendly place for them. Large bodies 
 can’t fit them into lecture hall seating and getting through campus 
parking lots is a strug gle.  There is plenty of direct, cruel discrimina-
tion on display, too, once you start to pay attention. For example, “No 
Fat Chicks” bumper stickers are displayed with pride. In our inter-
views, we discovered the place on campus where  people felt the most 
weight stigma was ironically the recreation center. The huge mirrors 
in the workout rooms made  people feel especially uncomfortable. As a 
result, many larger students said they avoided the gym altogether. The 
interview data also showed that feeling fat stigma breeds exercise 
avoidance. Breuning’s more detailed tracking of students’ exercise for 
an entire year also showed the same  thing:  Those who felt more stig-
matized  were less likely to want to exercise, including  those who 
 weren’t even overweight. And they  were more likely to be depressed.

In addition, exposure to weight stigma, such as through teasing or 
even just viewing slim- centric media images, seems to make it harder 
for  people to control their eating, as we noted above in our findings 
from the Mayo Clinic study. It particularly triggers comfort eating, 
bingeing, and yo-yo dieting.  People who are already overweight seem 
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most susceptible.27 For example, bariatric patients with greater levels 
of internalized stigma had the hardest time following the complex, 
post- bariatric dietary guidelines.28 All  these types of “disordered” eat-
ing and exercise avoidance can reset body metabolism and change 
appetite cues. As such, they help to promote weight gain over the 
longer- term, reinforcing the negative feedback loop.29

Just feeling stigmatized in itself can trigger weight- inducing 
stress responses within the body. In one illuminating study, Janet 
Tomiyama’s team borrowed an idea from “top model” Tyra Banks’s 
infamous fat suit experiment (figure 5.2).30 They asked half of their 
participants to don a regular shirt and pants. They had the other half 
put on a shirt and pants that looked the same but  were much larger, 
with a fat suit under neath. The participants walked around in public 
on a predetermined route. When they got back to the lab, the fat- 
suited participants reported feeling more anger, anxiety, sadness, 
hurt, and rejection. They also ate more of the candy and drank 
more of the soda that Tomiyama’s lab team gave them. And, impor-
tantly, their cortisol levels shot up as well. Cortisol is one of the 
main reactive stress hormones in our endocrine system. For  those 
already overweight, chronic activation of cortisol leads to addi-
tional weight gain over time.31

The physiological stress from weight stigma not only affects  those 
who are overweight, but also “normal”- sized  people. In another ex-
periment, Tomiyama’s team recruited UCLA students to participate 
in a “shopping” experiment. Once in the study, half of the students 
 were told they  couldn’t continue  because their size and shape  were 
wrong for trying on “fash ion able clothing.” Regardless of their weight, 
 those who  were told that they  weren’t the right size for the study had 
significant rises in cortisol compared to  others. Considering the 
 constant stigma and discrimination experienced by  people with 
large bodies,32 it is easy to see how increased cortisol from such con-
stant rejection could drive up weight over time. One study found 
larger  women reported an average of twenty- two stigmatizing events 
in just one week of tracking, including nasty comments and public 
staring.33
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Feeling weight stigma also, unsurprisingly, leads to depression, 
and research shows that depression, and the pills used to treat it, in 
turn, spur yet more weight gain.34 In the last several years, we have 
analyzed large, longitudinal data sets from across the globe to see if 
the pattern is per sis tent. We have found that results are always much 
the same,  whether for new  mothers in Norway or middle- aged men in 
 Korea. The more  people worry about being overweight, the more de-
pressed they become over time and the more weight they gain.

Figure 5.2.  The “fat suit” used for Janet Tomiyama’s weight stigma experiments at 
UCLA. Photo courtesy of  J. Tomiyama
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Whenever weight stigma triggers strong, negative, internalized 
responses it has the potential to make weight gain more likely and 
harder to reverse. Moreover,  because exposure to stigma and discrim-
ination only magnifies as  people get fatter,35 it is a slippery downhill 
slide to full-on misery.

Shoot the Messenger

Media, public health and medical messaging around the “obesity 
epidemic” all constantly reinforce the idea that excess fat is danger-
ous, deadly, and against the public interest.36 Headlines  we’ve seen 
include the colorful “Aporkerlypse now” (The Sun); “Obesity as Dan-
gerous as Terror Threat” (The Times); and “Big Mums Risk Babies’ 
Health” (New Zealand Herald).37 This type of dramatic media coverage 
that highlights the perils of obesity has been escalating for years.38

Media coverage of obesity  matters  because it shapes and reflects our 
ideas about both causation and blame. From news reporting of public 
health and medical findings, we learn much of what we know about 
why  people gain weight, and how it and they should be treated. Gen-
erally, the media focus heavi ly on poor lifestyle decisions (eating too 
much, exercising too  little) as the explanation for why  people are fat.39 
 There is less examination of structural reasons for growing obesity 
rates, such as inadequate transportation systems that give  people  little 
choice but to drive to work. The media gives short shrift to schools’ 
trend to cut recess time to save money, which forces schoolchildren 
to spend more of their day sitting. We  don’t often hear stories about 
why high- carb, pro cessed foods are cheaper and more accessible, 
making them a rational choice for  people living in poverty.

Individual blame remains a constant theme. Not surprisingly, many 
legislators— who read the news but not the scientific studies being 
cited— assume that increased individual levels of physical activity  will 
reduce obesity. However,  there is absolutely no scientific evidence of 
this, even if it does improve health.40

The reporting of obesity as an epidemic41 is based on a pop u lar ized 
version of the messages coming from medicine and public health 
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about the rising chronic disease risks associated with it. Such stories 
seem to suggest at some level that obesity (or rather obese  people) 
damage society. When we  were in Ireland in 2014, a major govern-
ment investment was underway to enhance  people’s physical activity 
by encouraging sports and other social exercise. The prominent pub-
lic face of obesity prevention efforts was endocrinologist Donal 
O’Shea,  brother of Irish rugby star Conor O’Shea. He was constantly 
cited in the media, saying  things such as, “But if we  don’t address the 
obesity epidemic,  we’re just  going to continue feeding cancer into 
waiting lists, feeding diabetes into waiting lists.”42 He provided fod-
der for headlines like “Ireland’s obesity prob lem  will be worse than 
cholera or Aids for our health ser vice, Professor warns.”43

The images of obese  people that accompany such media reporting 
also reinforce stigma. One analy sis of five major media sources showed 
that almost three- quarters of all images of overweight or obese  people 

Figure 5.3.  Often in media coverage of the “obesity epidemic,” images like this one are 
cropped to focus on a headless torso eating unhealthy foods, giving the impression that 
the person is defined by their size. © Shutterstock
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 were fundamentally dehumanizing (figure  5.3). Examples include 
shots of headless bodies and  faces depicted as places to shove 
cheeseburgers.

Of course,  there are differences around the world in exactly how 
the blame for obesity is apportioned. In Ireland, failure to get in-
volved in popu lar social sports like rugby pops up commonly. In 
Australia,  mothers tend to get more than a fair dose of blame in the 
media. A recent headline  there read, “ Family Meals Cut Teenage 
Fatness,” and another reporter boldly claimed, “The research sug-
gests  women who are overweight before they fall pregnant, and dur-
ing it, may be condemning their  children to a life of overeating and 
obesity.” 44

The media also reports on  people who defy or overcome weight 
prejudice and stigma, but the way they are portrayed still reinforces 
the notion that being fat is “not normal.” Overweight dancers, for ex-
ample, are invariably described as “brave” and “challenging discrimi-
nation.” For example, 15- year- old ballerina Lizzy Howell “Challenges 
Body Ste reo types,” 45 Whitney Thor is reported to dance as a form of 
plus- size “activism,” 46 and the Cuban dance troupe Danza Voluminosa 
(“Voluminous Dance”) are called “courageous” to dance while fat.47

Beyond the news, tele vi sion shows contribute to reinforcing and 
growing stigma too. Overweight  people are rarely portrayed as the love 
interest. Fash ion able  people are skinny. Insulting “fattertainment” is 
everywhere.  These real ity shows convey a fictional, scientific narrative 
about how every one can and must manage their weight.48 The format 
on one British show, You Are What You Eat, consists of shaming the 
obese participant by laying out an array of all the (unhealthy) foods 
they eat in a typical week. This is followed by a truly humiliating 
analy sis of their feces so the host (a nutritionist) can prove if they are 
being dishonest about their “deadly” dietary choices.

The extremely popu lar show The Biggest Loser is one of the most 
watched— and hence influential— shows about losing weight. The 
format encourages, cajoles, and shames obese contestants into losing 
colossal amounts of weight through diet and exercise over a twelve- 
week season.49 It reinforces the idea that one cannot be happy or 
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successful and large at the same time. We certainly share the con-
cerns of  others that the show  isn’t helping  people create better lives; it 
cheapens the strug gle to lose weight and seems to drive the audience 
to have less empathy for  those who are overweight.50

By making extreme weight loss look quick and easy, shows like The 
Biggest Loser reinforce that anyone who remains fat is just being lazy. 
In one study, undergraduates who reported watching more of  these 
shows  were more likely to believe that body weight is  under personal 
control and obesity is due to personal responsibility.51 All this “fat porn” 
is  really not helping anyone— except perhaps  those who make a living 
from tele vi sion ratings. And it’s  going international too. During Am-
ber’s last fieldwork trip to Paraguay,  people  were buzzing about the 
latest episode of Cuestión de Peso (“Weighty  Matters”), an Argentine 
version of The Biggest Loser. This is  after The Biggest Loser has appar-
ently gone into hiatus in the United States in the midst of growing 
questions around both the medical mistreatment and the massive 
weight regain of contestants.52

The Inescapability of Fat Stigma

I’ve been big all my life . . .  I guess you would call it super obese, but 
I hate  those words . . .  As a wife, it makes you unsure about yourself and 
 whether your spouse is truly attracted to you. My husband reassures 
me all the time that I am beautiful, but the prob lem lies in myself that 
I  don’t believe that I am . . .   There are times, I just  don’t want to leave 
the  house or my room even. I  don’t want to go anywhere or see anyone. 
I joke that I wish I could call in ‘fat’ like some  people call in ‘sick.’ You 
 can’t escape it. I was at Disneyland for my son’s Make- a- Wish trip and 
got stuck in the turnstiles. I feel ashamed of myself  because I  can’t get 
up the energy to care what awful shape I have let my body and health 
get to . . .  If only I could lose the weight and become the person I want 
to be. Honestly, at this point I  don’t think it’s ever  going to happen. 
I’m just not strong enough.

Coleen, Scottsdale, Arizona, United States, 2012
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The misery of the fat stigma portrayed in media and health mes-
sages is very intensely felt by  people with large bodies. One of the 
main reasons is that the messages are so pervasive and inescapable. 
You  can’t just unplug and be safe. They remind you that you should be 
skinny, that you  don’t fit in the physical world.  Every movement in 
public spaces can remind you of how you are not “normal.” You  can’t 
buy your “abnormal”- sized clothes in regular stores. Just visiting a 
restaurant can be a nightmare. The booths  don’t fit, and worse,  people 
judge  every bite you eat. If you eat pie, expect sideways looks and 
sneers. Other than complete social withdrawal,  there are few ways to 
avoid the constant cruelty.

This explicit stigma cannot be easily managed in public settings 
 because— unlike many other types of stigmatized conditions— there 
is no way for  people to hide their weight when out in the world. With 
HIV or herpes, you might decide not to share your diagnosis with 
every one you meet. But very large bodies cannot be hidden or denied, 
so “passing” as skinny in public is just not an option. Furthermore, 
for many stigmas— like physical disabilities or a cancer diagnosis— 
family and friends can provide a space of refuge, of ac cep tance and 
relief. This is often not the case with weight stigma, for which  family 
and friends can be the cruelest.  Those closest to you may feel it is okay 
to note that you  shouldn’t be eating dessert, even if every one  else is. 
They find it within reason to tell you they are embarrassed to be seen 
in public with you. They are happy to provide unsolicited, soul- crushing 
weight loss and exercise advice or giggle when you strug gle to fit in a 
seatbelt.

This is not to say that  people  don’t deploy a wide array of strategies 
to cope with this hurtful, everyday treatment. They do.  People may do 
 things like staying at home and avoiding social contact, breaking 
with  family, working to become indifferent, or stepping out as a proud 
fat activist. At the same time, though, one of the real challenges of 
weight is that it  can’t be hidden: In regular social interactions, bodies 
are omni-vis i ble.

A  couple of years ago, we began to won der if new, online environ-
ments might be a safer space for  people struggling with weight. We 
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thought maybe they could help  people try to lose weight without hav-
ing to worry about what observers thought. We started by analyzing 
blogs, since online bloggers, theoretically, have a  great deal of control 
over how they pre sent their bodies and stories to an audience. Our 
hope was that weight- loss bloggers, including  those with higher ini-
tial body weights, would feel empowered by their weight- loss efforts, 
regardless of  whether they lost weight or not. During 2014–2015, we 
tracked the date- stamped entries of 234 active bloggers based in the 
United States. We then analyzed their writing for themes such as 
weight- loss success, weight- loss failure, and body ac cep tance.53 Un-
fortunately,  these results show that virtual worlds are often just as 
miserable for  people struggling with their weight. The texts  were rid-
dled with laments over the authors’ failure to lose weight. Bloggers 
confessed their lack of discipline, failure at self- control, and failure to 
eat or exercise as they believed they “should.” Even worse, the few 
bloggers that embraced fat- positive views and encouraged  self- 
acceptance became targeted by vicious trolling. Weight stigma appears 
to be inescapable, even when the body is invisible.

The Beneficiaries

When we see stigmatizing cultural ideas that persist despite so 
much obvious pain and suffering, we always ask: who benefits? For ex-
ample, why would it be impor tant for members of the American Med-
ical Association that obesity is presented as a dangerous disease? One 
obvious answer is that medical insurance is more likely to cover the 
cost of weight- loss treatment. Bariatric surgery is currently one of 
the highest profit- margin medical procedures on offer in the United 
States.

The focus on obesity as a disease with detrimental medical effects 
also allows our government legislators, educators, corporations, and 
city planners to imagine that the solutions to obesity  will be found in 
medical or phar ma ceu ti cal treatments. A recent study in Canada,54 
for example, identified near universal support among policy makers 
for individual- focused policies designed to help  people eat less and 
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exercise more. Just like the Community- Led Total Sanitation efforts 
we explored in part I, responsibility for and the cost of  these policies 
is borne by the consumer (or, in the case of obesity, their insurance 
com pany). Consequently,  there is less pressure for legislators to ad-
dress obesity by implementing thoughtful solutions that scientific 
evidence suggests  will be both better and fairer. They are  free from 
pursuing efforts that take time and money, like walkable cities, cor-
recting unhealthy physical workspaces, retooling school curricula, or 
providing antidiscrimination protections.

A major proliferator of the idea that weight loss is easy is the 
multibillion- dollar diet industry. In the United States alone, some 
$60 billion is spent annually on  people trying to lose weight. Advertis-
ing hawks this idea that weight loss is pos si ble for every one— with 
just the right product or ser vice. All you need is a master cleanse that 
 will eradicate all carbs and proteins from your diet; a specially de-
signed exercise tool that targets weight loss on the inner thigh; or 
small, frozen, prepackaged, “healthy” meals that might be low in calo-
ries but are extremely high in sodium. All  these types of products ben-
efit greatly from the repeated, failed efforts that so many of us go 
through to lose weight. Unfortunately, their only real goal is profit. 
Think about it: If  people  didn’t believe weight loss could be easily 
achieved, and it was their job to achieve it—if, instead, they followed 
the statistics rather than the hype— then weight- loss product sales 
would plummet.

“Big snack” and “big soda” greatly benefit from the “weight loss is 
easy” belief, too. As codirector of the Mayo Clinic– ASU “Obesity Solu-
tions” initiative, Alex was once invited to visit with the head of research 
and development at Kraft, a huge multinational snack com pany. She 
was naively expecting the first question to be, “How do we make our 
products better to help  people lose weight or be healthy?” But instead 
it was, “What can we do to get  people to buy more of our products?” 
This should give every one pause: No com pany has been pushing the 
idea of individual exercise as key to a healthy weight more than Coca- 
Cola. They (and prob ably Pepsi, too) have had arguably suspicious re-
lationships with health- promoting charities. For example, Save the 
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 Children, which had promoted soda taxes to improve childhood health, 
shifted their message following a $5 million donation. Coca- Cola  were 
caught covertly sponsoring a “Global Energy Balance Network” through 
the University of Colorado School of Medicine, which seriously down-
played the role of diet in weight gain. By  these and many other means, 
multinationals are “lean- washing” their products.55 If  people think that 
their weight is their own fault, the corporations  won’t get sued or taxed, 
and customer boycotts  won’t damage their profits.

Unfortunately, such tactics damage the most vulnerable fat  people 
the most. Recent research in the United States suggests that the emo-
tional impacts of weight stigma most affect  those with less social, 
economic, or po liti cal power. Lower- income  women are now show-
ing the greatest emotional and psychological toll.56

The Bottom Line

The stigmatizing messages about obesity are communicated 
constantly—in the schoolyard and on social media; through tele vi-
sion casting, advertising, and doctors’ advice; in the comments of 
 family members, science reporting in the news, public health ser-
vice announcements, and corporate sponsorships. This new epidemic 
of stigma is so riveted into the fabric of our daily lives we take it for 
granted. It is almost invisible. It is causing profound emotional mis-
ery, driving active and  legal discrimination, and leaving  people with 
extreme weight on the margins of the health system, unheard and mis-
treated. Fat stigma is also making us fatter, while making it easier for 
companies to shirk responsibility and governments to avoid more ef-
fective reforms to promote healthier communities.
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World War O

New stigmas can emerge and spread easily, as our research on 
global fat stigma shows. Anti- obesity efforts started globalizing at 
nearly the same time as new anti- fat ideas. This poses an impor tant 
question: Could anti- obesity efforts in global public health be fueling 
the fire, by promoting weight stigma as they try to fight obesity?

Global public health efforts around obesity are often alarmist, blam-
ing and shaming, or combative and menacing. The World Health 
Organ ization declares obesity “one of the greatest public health chal-
lenges of the twenty- first  century.” The Robert Wood Johnson Foun-
dation tells us that excess fat “threatens [our]  future.” The US Armed 
Forces have declared weight a national security threat, rendering a 
third of their potential recruits unfit to fight.1 Wealthy, industrialized 
nations— the so- called global north— have been fighting their war on 
obesity2 for several de cades. Middle- income countries are heading into 
the same emotionally fraught, expensive  battle right now. The lower- 
income countries, who have to deal with obesity’s complicated coex-
istence with undernutrition, see what is coming for them.

Overweight and obesity are certainly now a truly planetary phenom-
enon. In countries as diverse as the United States, Egypt, Iceland, 
Mexico, Hungary, and Saudi Arabia, over two- thirds of adults are now 
classified as overweight or obese.3 The United States clocks in at nine-
teenth on the list of “fattest nations,”4 with obesity at 67% of the adult 
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population. This means the United States is  behind six Pacific Island, 
two Ca rib bean, and ten  Middle Eastern / Gulf countries. The remain-
der of the top thirty includes a wide array of countries with rapidly 
growing or recovering economies. Rough estimates suggest at least 
two billion  people are currently affected, and the numbers are grow-
ing quickly.

Obesity’s recent and rapid rise is partly due to globalization. Since 
World War II, pro cesses such as economic growth, market integra-
tion, trade liberalization, urbanization, mechanization, and com-
puterization have made high- calorie, high- fat foods cheaper and more 
accessible. This pro cess has also changed the ways we or ga nize our 
work, transport, and leisure time, mostly  toward inactivity.  Until re-
cently, most  people in the world did active  things to feed their families: 
growing taro, fishing from a canoe, husbanding camels, or pounding 
millet. Increasingly, we make our living sitting at a desk. It should be no 
surprise then that we weigh more.

Increasing physical inactivity started  earlier and more slowly in 
high- income countries like the United States, Canada, and the United 
Kingdom. In  these countries, the rise of obesity is now de cades old, and 
adult obesity rates may even now be plateauing. However, “plateau” 
is a deceptive word when it involves one- third of adults technically 
overweight and one- third technically obese. Moreover, child obesity 
rates continue to rise pretty much everywhere.

In the rest of the world— places like China, South Africa, India, 
and Brazil— the pro cess started much  later but is progressing much, 
much faster. This has raised serious concerns in many middle- 
income nations who face projected rises in direct healthcare costs 
associated with treating chronic, complex, expensive conditions like 
diabetes and cardiovascular disease. One recent estimate suggests 
obesity (as a trigger for chronic disease) currently explains more than 
20   percent of global healthcare spending. In addition, the indirect 
costs of obesity include lost workforce productivity due to absentee-
ism during hospital stays, illness treatment, and long- term disability. 
In Mexico, that total is estimated to already absorb 2.5  percent of the 
country’s entire GDP.
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Mexico, China, and other middle- income nations have already 
geared up their anti- obesity efforts within the last de cade. And now al-
most  every nation is following suit. Even South  Korea, the leanest of all 
the G20 nations with around 5  percent of adults defined as overweight/
obese, has begun educating its public about the dangers of weight. And 
it  isn’t just governments pushing anti- obesity agendas. Hospitals, non-
governmental organ izations (NGOs), and private foundations are all 
pitching in, too. One recent suggestion that has a familiar ring: graphic 
images of rotting teeth on the side of soda  bottles. Australian public 
health researchers suggest that  these visual health warnings in par tic u-
lar,  because they are so immediately “revolting and frightening and 
shocking,” could do a good job of putting  people off soda, just as they 
do tobacco.5 The  battle against excess weight has now morphed into a 
full-on World War O, using disgust as one of its tools.

Shock and Awe

Despite the energy put into  these passionate anti- obesity efforts, 
they have a rather surprising lack of overall strategy and coordina-
tion. For infectious disease, public health efforts are often clear and 
straightforward, with messages like “vaccinate all  children against 
measles.” In contrast, for obesity,  every group of actors has their own 
plan. The reasons for this lack of cohesiveness are the complexity and 
social- structural nature of the prob lem; a lack of clear science to clar-
ify best practices; and the lack of examples of effective campaigns 
that have successfully reversed obesity.

The World Health Organ ization tried to cut through the chaos 
with a set of solid guidelines about how to address obesity in their 
2004 Global Strategy on Diet, Physical Activity and Health— but to  little 
avail.6 Only a few governments have so far designed a set of policies 
or strategies that fully adhere to the guidelines. Accordingly, local 
cultural views and idiosyncratic po liti cal agendas about weight— 
differently defining “what fat is” and “why fat  matters”— fill in the 
gaps. In this way, inherently stigmatizing ideas that blame  people for 
their weight easily seep into interventions.
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Some of  these ideas are what we might call soft stigma. They  aren’t 
overtly blaming or shaming, but they fully embrace the idea of indi-
vidual responsibility in ways that likely reinforce stigmatizing beliefs. 
For example, take one of the more comprehensive, coordinated anti- 
obesity efforts in Northern Eu rope: Iceland’s government, school 
system, and the private sector came together in a national effort to re-
verse high levels of obesity. They focused on young  children who are 
often viewed as the easiest target for be hav ior change.

A wildly popu lar, English- language  children’s tele vi sion show, 
called LazyTown, was designed as the centerpiece of Iceland’s anti- 
obesity efforts. The show depicts a colorful, cartoonish place where 
the villa gers are ignorant about healthy food choices and the benefits 
of exercise. Now shown in over one hundred countries, the archvillain 
Robbie Rotten encourages kids to enjoy video games and junk food, 
while hero Sportacus (played by show creator, gymnast, and national 
hero Magnús Scheving) shows the junk food addicted, video game ob-
sessed, lazy inhabitants that exercise is fun. The approach is not an 
overtly stigmatizing or shaming one; none of the  children in Lazy-
Town are overweight. They are just portrayed as needing to be saved 
from their own ignorance.

In Iceland, LazyTown was leveraged into a national campaign. All 
4- to-7- year- old  children  were encouraged to make health contracts 
with their parents.7 They earned “energy points” by eating “sport 
candy” (fruit). The participation rates  were amazing, with claims that 
almost 100   percent of young  children in Iceland participated. Fruit 
and vegetable consumption at retail outlets went up 22  percent, and 
soda use went down 16  percent— for the first month, anyway. Consid-
ered the shining model of how to address childhood obesity, Scheving 
was awarded the Nordic Public Health Prize in 2004.8

However, the most recent childhood obesity data from Iceland 
shows that long- term obesity trends  were not affected at all by the cam-
paign. In fact, childhood obesity rates in Iceland  rose 35  percent be-
tween 1990 and 2014. It now has the second highest obesity rate in 
Eu rope.9 What about the rates of public obesity stigma in Iceland? 
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They are extremely high too, at least according to the preliminary 
data we collected  there in 2011 and again in 2017.

The prob lem with the LazyTown campaign from the start was that 
the entire enterprise was based on the shared belief that more exercise 
and more fruit and vegetables lead to weight loss. The science just 
 doesn’t show that is true, though. The only interventions that seem to 
have any lasting impact on individual weight are highly personalized 
ones with considerable amounts of social and other practical support 
given to individuals. Unfortunately, even a good chunk of  those fail as 
well. So, starting yoga programs or handing out oranges to  children 
and expecting a noticeable drop in body mass index (BMI) as an out-
come is a  recipe for failure and frustration, regardless of how well- 
funded or engaging the idea.

The most we can realistically hope for with anti- obesity strategies 
that sidestep the scientific evidence is that they do no harm. This is why 
the disgust- focused campaigns being rolled out globally are especially 
concerning. New York City’s Department of Health and  Mental Hy-
giene de cided shock would be the best approach in their 2009 anti- 
obesity campaign. Billboard and video ads showed liquid fat being 
poured or drunk from a soda can with the message “ Don’t drink 
yourself fat.” Western Australia’s Department of Health funded the 
LiveLighter campaign, which highlighted the unhealthiness of vis i ble 
body fat using a “grabbable gut” tag line alongside pictures of internal 
organs ravaged by fat.10 Mexican posters say, “No one dreams of be-
coming an overweight adult,” implying that to end up fat is a wasted 
life. In the United Kingdom, legislators proposed labeling junk foods 
with pictures of bodies damaged by obesity, just like what had been 
done with the damaged body parts of smokers that appear on ciga-
rette box labels.11

Do as We Say

Governments also sometimes legislate what  people can eat or how 
they should behave, which has been strongly influenced by the success 
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of anti- smoking efforts.12 Making smoking illegal in public spaces, re-
quiring dire health warning on cigarette boxes, and “sin- taxing” have 
driven mammoth reductions in smoking over the last several de cades. 
Similar strategies for obesity are being tried around the world. Such 
strategies pass the costs of implementation onto food producers or 
consumers, so they are po liti cally highly desirable.

Tactics that have been tried include penalizing obese employees by 
making them pay more for health insurance, taxing soda and junk 
food, and requiring warning labels on unhealthy food. The USDA 
(US Department of Agriculture), for example, states that food label-
ing is a “mechanism for consumers to make better dietary choices and 
thus increase their own and society’s welfare.”13 The goal of such 
approaches remains fixed on consumer choice (rather than system- 
wide interventions).

The often- incorrect assumption that consumers are ignorant about 
which foods are fattening is also a common feature in  these interven-
tions. For childhood obesity in par tic u lar, the blame is generally placed 
on caregivers, especially  mothers. Consider the World Health Organ-
ization’s strategy which states, “Unlike most adults,  children and ad-
olescents cannot choose the environment in which they live or the 
food they eat. They also have a  limited ability to understand the long- 
term consequences of their be hav ior. They therefore require special 
attention when fighting the obesity epidemic.”14

Puerto Rico’s government was debating a bill that would have 
schools identify overweight  children and then provide monitored diet 
and exercise programs that would cost parents hundreds of dollars in 
fines if their child  doesn’t lose weight. Similarly,  Children’s Health-
care of Atlanta’s Strong4Life campaign against childhood obesity in 
the United States included billboards rife with parent- blaming slo-
gans such as, “Fat prevention begins at home and the buffet line.” 
Australian anti- obesity campaigns went straight for the punch with 
the line, “Child obesity is child abuse.” Posters from Israel show the 
naked stomach of a fat child, telling parents that fat is making their 
child depressed.
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One of the most extreme mother- blaming anti- obesity policies has 
been rolled out in New Zealand.15  There, the chief science advisor 
to the prime minister has been knighted for his world- class research 
showing that  mothers’ diet, stress levels, and weight shape the grow-
ing fetus’ risk of obesity and chronic disease  later in life.16 His policy 
interpretation of  these findings has become fully ingrained in govern-
ment spending decisions. Money previously allocated to community- 
based interventions is being redirected onto be hav ior change for obese, 
pregnant  women.

All obese, pregnant  women in New Zealand are now targeted and 
treated as “high risk.” They are then subjected to increased testing 
and surveillance  under the state’s control, regardless of the  mothers’ 
 actual health status. New Zealand’s approach monitors and manages 
 women, rather than treating them as partners in creating better health 
for their  children. It also ignores  women’s personal choices of how to 
manage their own pregnancies or births.

New Zealand excludes obese  women from state- funded fertility 
treatments on the basis that their wombs are not safe for babies, a 
policy that pregnancy experts call arbitrary and unjust.17 This policy 
has a socially exclusionary effect, since obesity rates are highest in 
low- income and Māori and Pacific Islanders. Once again, the more 
vulnerable socioeconomic groups carry the undue burden of  these 
stigma- driven policies.

 Doing the Opposite of What Was Intended

Policing pregnant  women’s weight  causes them to worry that 
their weight is harming their unborn babies.18 Instead of experienc-
ing pregnancy as a time of joy and hope, pregnant  women subjected 
to  these fat interventions feel doubt, frustration, worry, powerless-
ness, and guilt. Once born, the  children then carry the stigma. Inter-
views with New Zealand  children show they also understand they 
are partly to blame for being fat, as they attributed not exercising 
enough to their own laziness.19
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Globally, public health interventions around obesity seem to be 
having  these same negative impacts on  mental health and well- being. 
A study of Canadian adolescents compared how they reacted to vari-
ous public ser vice announcement posters from the United States, 
Australia, the United Kingdom, and Canada.20 One such poster showed 
an overweight  woman in a pink bathing suit with a line drawn along 
her body showing her body at a smaller size, with the tag line, “Started 
 going for short walks during lunch hour.”21 Viewing the ad made  people 
immediately anxious.

A recent analy sis of public health obesity prevention campaigns 
showed that exposure to weight- focused obesity messages seemed to 
encourage  people to want to change unhealthy be hav iors. But the same 
exposure also decreased  people’s reporting of their “self- efficacy” or 
ability to make be hav ior changes compared to campaigns that  didn’t 
mention weight at all.22 Food warning labels— which list calorie, fat, 
carbohydrate, and other nutritional content— seem to impose a “psychic 
tax” by generating shame and fear.23 We also suspect  those mother- 
blaming messages in New Zealand prob ably do  little to help  women 
keep their stress levels down during pregnancy. This stress, of course, 
can be treated as more evidence that the  mothers are not providing 
an “optimal womb environment.”

Even the very use of the term “obesity” can provoke judgmental 
feelings and drive anxiety. In our first round of interviews with 202 
Arizona State University students, we had them list all of the words 
they could think of relevant to describing larger body sizes.24  There 
 were twenty- one commonly given words, including “fat” and “obese,” 
as well as such variants as “chubby,” “plump,” “hefty,” “unfit,” and 
“high BMI.” Then we or ga nized  these and had a further sample of 243 
students categorize the list of twenty- one terms based upon which 
terms  were most and least acceptable to use when talking with a 
friend about someone  else, or to have a friend, healthcare provider, or 
stranger direct  toward you if commenting on your weight. It proved 
that being labeled as “obese” was just as unwanted as being called “fat.” 
In the more detailed interviews with a subset of students that  followed, 
we  were able to isolate that being labeled with “obesity” not only sug-
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gested you are socially unacceptable (which provides at least the op-
tion of saying “so what?”) but also that you are dangerously unhealthy 
and a threat to public health. So, it seems to be difficult to design 
large- scale, obesity campaigns that  don’t perpetuate stigma and 
judgment.

Trying to Get It Right

Can anti- obesity efforts work better if they actively avoid stigma? 
In 2009, the United Kingdom launched a huge and expensive, social- 
marketing campaign called Change4Life. It purposefully avoided any 
use of the term “obesity” and eschewed images of overweight  people. 
It talked of “fat in the body” rather than “fat bodies.” But despite the 
good intentions, analyses suggest the campaign still created stigma 
damage. This may have been  because the strategy focused on the 
need for decreases in weight; pounds lost was the marker of suc-
cess. The conflicting messages generated— that fat is bad but fat is 
okay— were confusing and ultimately negative.25 The campaign’s lack 
of focus on “fat” also led to public debate over  whether that was fat- 
shaming itself.

In the early years of Barack Obama’s presidency, we sat down for 
an after noon with chef Sam Kass. Kass was then director of Let’s 
Move, US First Lady Michelle Obama’s signature, long- running, child- 
focused anti- obesity campaign. Let’s Move avoided talking about obe-
sity and focused on health instead. It also included efforts to reduce 
anti- fat bullying. It was purposefully designed as an extremely kind 
campaign. Even so, it still focused on changing eating and exercise 
be hav ior, anchored on the importance of individual motivation. It 
also assumed that parents have at least some control over what hap-
pens to their  children’s weight. While Let’s Move materials  were scored 
by experts as less stigmatizing than other weight- focused public 
health efforts, their focus on helping overweight  children continued 
to highlight them as the core prob lem.26

 Legal scholar Paul Campos, a long- term critic of the “moral panic” 
that is generated by health efforts to tackle obesity, has passionately 
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argued that Let’s Move is yet another “particularly invidious form of 
bullying.” Campos believes the anti- bullying  angle itself is a prob lem, 
 because it

is in effect arguing that the way to stop the bullying of fat kids is to 
get rid of fat kids . . .  [T]he profound shaming and stigmatization of 
fat  children that is an inevitable product of the campaign’s absurd 
premise that the bodies of heavier than average  children are by 
definition defective, and that this “defect” can be cured through 
lifestyle changes . . .  [F]at kids have enough prob lems without the 
additional burden of being subjected to government- approved pseudo- 
scientific garbage about how they could be thin if they just ate their 
vegetables and played outside more often.27

To paraphrase, anti- obesity campaigns are fueling the stigma fire. 
Framing obesity as a public health prob lem that requires action to 
change  people’s bad lifestyle choices creates power ful moral overtones 
about how  people should behave. A thin body is implied or expressed 
as the primary, sometimes only, sign of health and good citizenship.28 
In this way, efforts to tackle obesity are perhaps the most power ful and 
influential  factor affecting how  people globally see both their health 
and their bodies.29

Poverty Complicates Every thing

Another related challenge is that anti- obesity strategies that em-
brace individual be hav ior change assume that every one has the op-
portunity, capacity, and capability to make “healthy choices.” This is 
especially problematic in the poorest communities. Choice is dimin-
ished by lack of available resources such as money, time, public ame-
nities, or information.  People who are struggling to make ends meet 
often feel they  don’t have many choices about anything.

Consider the efforts to improve the quality of food consumed 
as a means to improve population health.  People are not just choosing 
foods based on taste preference but also  house hold schedules and 
economics. Purchased high fat, sugar, and sodium meals are often 



World War O 127

cheaper, and easier to access, for  people with  limited means or time. 
For example, Alex, along with Cindi SturtzSreetharan, has recently 
been working on a study of how middle- class Japa nese commuters in 
Osaka, Japan, navigate their anx i eties around an overwhelming array 
of outlets selling delicious foods as they traverse the city twice each 
day. Similarly, in many lower-income urban neighborhoods of higher-
income countries, fast- food options tend to dominate and can pro-
vide cheaper and faster  family meals than can be produced through 
home cooking. (Notably, some studies have found that  these “food 
swamps” predict higher neighborhood obesity rates and/or worse 
nutrition,  others have not.)30 Perhaps more importantly, “fast- food 
bans,” like the one enacted in South Los Angeles to control the density 
of fast- food outlets, do not seem to reduce obesity and may even in-
crease it.31

Raising the cost of  these con ve nience or pro cessed foods or con-
trolling fast- food outlets as a means to dissuade purchases may or 
may not work, but it seems to negatively impact lower- income 
 house holds. And  there are other ways discrimination or lower power 
can block access to healthier food for such vulnerable groups. When 
we  were  doing interviews with Latinx  house holds in South Phoenix, 
Arizona, in 2008  in the wake of new anti- immigrant legislation, 
 people explained to us that travel to supermarkets to buy healthier, 
cheaper food had become too risky. For undocumented people, Ari-
zona traffic stops could lead to detention or deportation. It was much 
safer to buy closer to home, in more expensive, less healthy, neigh-
borhood corner stores.

In low- income  house holds, sometimes food  isn’t just about having 
enough to eat,  either; it can be about how  people eat together. We 
have seen this firsthand, over and over, in our own research. For ex-
ample, take a study Alex did in the mid-1990s to understand how 
parents in the American Southeast or ga nized their  children’s meals. 
She was working in rural Washington- Wilkes County, Georgia, a re-
gion with extremely high rates of overweight in an already overweight 
part of the country. Diabetes rates  were off the charts, which is why 
we  were invited to work in the town. Walmart had recently opened a 
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mega store around twenty miles out of town, which meant all the 
town’s local supermarkets had been shuttered. The county had been 
turned into a classic rural “food desert.”32

Washington- Wilkes parents, many of whom worked long hours at 
minimum wage, had  little time to plan meals, travel to shop, and home 
cook food. This meant they had to rely on packaged and con ve nience 
foods or takeout. Moreover, having to work so hard to support their 
families meant that the  little time they had together was precious. 
The one time each day every one connected was over dinner. When the 
team surveyed eighty- nine parents of 3- to-6- year- old  children in the 
one preschool in the county, and then did in- depth interviews about 
 children’s food, eating, and weight with nine of the parents.33 In the 
surveys, parents  were able to identify correctly what a healthy pre-
school diet should be, but what the  children  were eating was, on aver-
age, much higher in calories— with a mean of 2,025 calories a day— 
than what is recommended as appropriate for preschool  children 
(1,400–1,600 calories per day). Interviews made it clearer what was 
happening: The most impor tant  thing for  these families was for every-
one to be together over dinner each eve ning, enjoying each other’s 
com pany and the food. Taking time away to cook and clean dishes or 
spending time fighting with the kids to eat their broccoli undermined 
the  family’s experience of togetherness. On the other hand, bringing 
home (high calorie) takeout made sense: it was cheap, quick, and 
close; no need to spend time prepping a meal; and every one enjoyed 
it. If parents cooked, they tended to  favor a traditional southern- style 
meal, also highly caloric but appealing and meaningful to every one 
eating it.34

Campaigns that focus on individual be hav ior change often forget 
that  people live with and want and need to relate to other  people. Nu-
trition  isn’t the only  thing  people consider when they decide what to 
eat: cost, accessibility, time, preference,  family, and identity all  factor 
in, too. Poverty complicates the notion that all “healthy” choices are 
the best ones for families. Similarly, “fat taxes” are implemented with 
the goal of changing what  people purchase by making junk foods less 
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attractive. Extreme poverty complicates this  simple formula, but no 
one seems to be considering exactly how. We suspect such strategies 
also become shaming, and often counterproductive, when they play 
out in real- world communities where poverty severely reduces  people’s 
purchasing options.35 Mexico is a good case study to think about how 
this could happen.

Downstream Effects: The Sweet Case of Mexico

Obesity rates are sky- high in Mexico, and diabetes is a leading 
cause of death. According to one study published right before the na-
tional anti- obesity strategy was implemented in the 2000s,  these 
rates  were predicted to push direct healthcare costs up by US$1 bil-
lion.36 Diabetes treatments cost something like $800 per person per 
annum and they are particularly burdensome on healthcare systems 
 because diabetes is a lifelong condition. Mexico also has the world’s 
highest per capita consumption of sweetened beverages at 0.4 liters 
per person daily, more than 20   percent of the average calorie re-
quirement (figure 6.1).37

The Mexican government responded to this situation with one of 
the most comprehensive, centralized anti- obesity initiatives in the 
world, the National Agreement for Healthy Nutrition (ANSA).38 ANSA 
targets  people’s intake of sweetened drinks as public health  enemy 
number one in the Mexican war on obesity and diabetes.39

Phase 1 of the ANSA campaign was to raise public awareness of 
obesity and related chronic diseases, emphasizing the importance of 
making good diet and exercise choices.40 The public  were told through 
national media campaigns: “ Don’t harm yourself drinking sugary 
drinks” and “Soft drinks are sweet. Diabetes is not.” Community- level 
education efforts included a spandex- suited Mexican Lucha Libre 
wrestler “wrestling against obesity” to demonstrate healthy lifestyle 
choices.41 In parallel to this campaign, the Alianza por la Salud Alimen-
taria (Alliance for Healthy Food), funded by the anti- tobacco World 
Lung Foundation, launched a campaign in 2015 implying that parents 
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are abusive when they allow their  children sweet drinks. In true parent- 
blaming fashion, they asked, “What did your  children eat  today?”

Phase 2 of the ANSA campaign added new “sin taxes.”42 In 2013, 
Mexican President Peña Nieto proposed a 10  percent tax on all soda. 
Multinational corporations like Coca- Cola pushed back, suggesting 
that the tax was part of a global conspiracy led by New York Mayor 
Michael Bloomberg. As a result, Ley Antiobesided, enacted in 2014, placed 
a much less punitive 1 peso (<1 cent) per liter tax on all sweetened bev-
erages (except juice). It also introduced an 8  percent tax on the high-
est energy (junk snack) foods.

Evidence suggests that soda consumption in Mexico is down a  little 
from the high of 172 liters per capita drunk in 2011. The decrease was 
highest in the lowest income  house holds at around 9  percent.43 How-
ever,  there  isn’t any evidence yet that this decrease is  doing anything to 
lower obesity rates per se. The government has happily raked in the ad-
ditional revenue nonetheless (70 billion pesos as of mid-2017, accord-
ing to the finance ministry). Some of the income is supposedly slated to 
be used to improve drinking  water access in Mexican schools.44

So, on the surface,  these efforts have brought some success for some 
stakeholders. But understanding the impact of stigma on health re-
quires us to always look at the downstream effects. This case, there-
fore, gives us an opportunity to think through how we might anticipate 
and predict the pos si ble negative outcomes of weight- focused global 
health interventions. In par tic u lar, we can make a best guess at how 
 these national efforts might inadvertently hurt the poorest and the 
most vulnerable. But first, we need a  little background.

In Chiapas, in southern Mexico, Coca- Cola consumption is prob-
ably the highest in the world. According to anthropologist Jaime Tomás 
Page Pliego, one village he was working consumed on average 2.25 
liters per person daily.45 This translates to about half of the daily aver-
age calories needed, without contributing any protein or other basic 
nutrients. Why are  these consumption rates so high  here? The answer 
lies in how Coca- Cola has become so embedded in everyday life. It is 
used as a gift around impor tant events, like betrothals and birthdays. 
It is used in Catholic church ser vices in place of wine.
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Drinking soda is also tied to other aspects of stigma in complex and 
subtle ways. In the late 1990s, we conducted a detailed study of 
8- to-12- year- old  children living in the tumbled, dusty informal settle-
ments around the small city of Xalapa in central- east Mexico. We ob-
served how the poorest  house holds dealt with money shortages by 
gradually cutting out more and more foods  until homemade tortillas 
 were the only food left.46 Eating only tortillas was considered to be hu-
miliating as it showed  others the depth of your poverty.

Serving soda helped offset this shame. The extra calories also helped 
you feel full. So, the cheapest, socially acceptable  family meal that could 
fill you was a pile of homemade tortillas and a large  bottle of soda. 
Moreover, when visitors (like the anthropologists) came to your  house, 
offering soda was the most cost- effective way to show hospitality. A 
huge  bottle of  water from a tap simply did not fill this same social 
need.47 Similarly, in Amber’s recent fieldwork doing participant ob-
servation and interviewing  women in Paraguay, she confirmed that 

Figure 6.1.  Advertising Coca- Cola in San Cristóbal, Chiapas, Mexico. © Alamy
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offering an off- brand soda was considered by some to be a sign of 
poverty or poor taste— a reason for  others, who are only slightly less 
poor, to mock or refuse the gift.

Given this context, when a sin tax is introduced, poor  people are still 
socially obligated to buy and give Coca- Cola— now it just costs more. 
Not buying Coke just  because the price went up is not an option when 
the under lying social obligations remain.48 In such communities, the 
new taxes add to the already long list of intersecting economic and 
social exclusions already faced by  those living on the margins of soci-
ety. As this example shows, we can reliably predict that the negative 
effects of direct or indirect stigma as a public health tool always tend 
to run downhill, onto the poorest, the most excluded, and the most 
stigmatized communities.

What we expect  will happen next, if the handwashing and cigarette 
smoking examples that we discussed in part I are anything to go by, 
is that drinking soda  will soon become a stigmatized index of igno-
rance and poverty.  People who drink Coke  will be viewed like  those 
who smoke cigarettes or  don’t wash their hands. And, indeed, we have 
heard one parent from Latin America say of another— upon viewing 
a toddler drinking soda out of a  bottle— “I just  don’t feel comfortable 
arranging a play date with that child’s  family. I mean, they give the 
baby soda in a  bottle. We clearly  don’t share the same values.”

Globally, too, this shift appears to be happening in the public 
health industry. A recent public health assessment of what to do about 
sugar- sweetened drink consumption in South Africa ended with the 
ominous recommendation that, “One impor tant task is to ensure 
greater public awareness of the harmfulness of sugar . . .  Sugar should 
be portrayed as the ‘new tobacco.’ ”49 And that brings us full circle, 
right back to where we started at the beginning of this book.

What Next?

So, what’s next for weight stigma? Our planet  will continue to get 
fatter for some time yet. Given the rising costs of healthcare, the 
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threats of the “obesity epidemic” are  going to keep governments 
panicking. Anti- obesity strategies and media coverage of obesity as a 
public threat  will continue to intensify anti- obesity discourse, edu-
cation, and activity.

More  people  will be in the way of inescapable public stigma. And 
 unless we completely overhaul our public health strategies for tack-
ling obesity, they  will continue to cause the stigmatizing shame and 
blame. Weight  will continue to grow as an emotional issue. It  will 
depress  people even further. The culmination of all of  these efforts 
 will likely promote, not discourage, weight gain.

For  people who work to deliver health, what can be done?  There 
 doesn’t seem any easy way to remove the power ful “fat as bad” mes-
sage that is so encoded in almost  every aspect of modern, digital life. 
Regardless, constant attention to how obesity programs and cam-
paigns are framed is vital. We especially need a constant and critical 
analy sis of the infiltration of blaming messages.50

Campaigns that avoid a direct focus on obesity, instead promoting 
healthy lifestyles and self- esteem, are a sensible place to start. In many 
countries, the immediate and expensive health issue  isn’t actually 
obesity— it’s diabetes. As a result, we suspect that  there  will be a shift 
in focus from obesity reduction to diabetes prevention. If historical 
cases of stigma prove true, this  won’t spell the end of the stigma but 
rather the stigma  will be reshaped against diabetes. In places like In-
dia, where diabetes rates are extremely high, this pro cess has already 
begun. Anthropologist Emily Mendenhall has found that diabetic 
adults in Delhi are starting to cope with growing stigmas by focusing 
on the nonmedical meanings of diabetes.51 This reduces their emo-
tional stress and risk of depression but also erodes their self- care and 
likelihood of seeking medical support.

The effort to remove individual stigmas one- by- one  really is an 
uphill  battle. We need health professionals to be more aware of inter-
secting and layering stigmas. We need to think about designing 
obesity interventions in ways that unlock and release stigma. For ex-
ample, let’s say the goal is to reduce diabetes in a low- income town in 
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Latin Amer i ca where soda consumption is extremely high and  water 
security is very low. A stigma- free solution is to provide taps or 
fountains for drinking  water in schools and other public places. This 
approach addresses an under lying structural prob lem ( water access), 
gives  people an easy health- promoting solution (drink  water), and 
possibly supports obesity destigmatization (omitting the mention of 
obesity).52

Even if such an approach  doesn’t always work, at the very least it 
does no harm. Like with handwashing, no amount of be hav ior stig-
matization is  going to work if  people  don’t have access to the basic 
infrastructure they need (toilets and taps) to make healthier choices. 
By insisting on this approach, we are likely to create new stigmas 
and risk profiles. Stigma- free solutions tend to be about designing 
better infrastructure and more equitable socie ties. Such solutions 
are also the ones that have the best chance of working. A stigma- free 
public health strategy is much better at creating real and sustainable 
solutions.

As a first step, what  matters most for dealing with fat stigma is ren-
dering it more vis i ble. The seeming invisibility of stigma to every one 
that  matters— policy makers, health educators, friends,  family, and 
self—is what makes it truly dangerous in this context. Compare the 
invisibility of fat stigma to the in- your- face, hypervisibility of obesity 
prevention efforts right now. We need to become aware and attuned 
to the real ity that fat stigma is a second globalizing epidemic.

The rapid growth of fat stigma, completely globalized within a de-
cade, also shows we need to be tracking real- time changes in stigma. 
This  will require us to develop and apply better tools for a public health 
of stigma epidemiology. A regularized, systematic means to test for 
generalized weight- related stigma within and between populations 
would be a  great start. This would help identify and highlight con-
cerning trends, while also explicating the conditions— social, economic, 
and other wise— where fat stigma is most damaging. It would also 
allow us to build, then test, anti- obesity and other public health ef-
forts that—at the very least—do no harm.
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The Bottom Line

Public health approaches to obesity prevention are seeded with stig-
matizing notions of individual responsibility and blame. Anti- obesity 
campaigns initiated across the globe are contributing to growing fat 
stigma. We  can’t say conclusively what effective, non- stigmatizing 
campaigns look like,  because we are not yet tracking the relevant mea-
sures of stigma. To fight the global, compounded impacts on almost 
 every aspect of  human health, we need to galvanize efforts that make 
stigma vis i ble.
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7
Once Crazy, Always Crazy

Clara was born in the early 1930s in New Zealand, a doctor’s 
 daughter. In her teens, she had been a rising track and field star. Pho-
tos of her show a stunning, tall blond soaring above the high jump bar 
in the 1950 British Empire Games (figure 7.1). However, the  family 
tells the story of how she  couldn’t  handle the pressure of the competi-
tion, or the transition to university that happened about the same 
time. She “broke down” and became disor ga nized, dirty, confused, 
withdrawn, and agitated. Despite every one’s best efforts to set her up 
with jobs and dates, she repeatedly proved both unemployable and 
unmarriageable. She “refused” and “defied” the medical treatments 
or ga nized by her  father. She was “crazy Clara,” “unstable,” “selfish,” 
“demanding,” “unwanted,” and— most of all— “useless” and “an em-
barrassment.”  Family would say she needed to “just snap out of it,” 
“grow up,” “behave herself,” and “stop being so darn self- involved.”

Clara’s medical rec ords show a life of chaos and confusion, of 
numerous doctors, institutions, diagnoses, and treatments. She was 
diagnosed on and off with schizo phre nia and bipolar depression, both 
very disabling conditions. At that time, effective modern treatments 
for such serious  mental illness  were in their infancy. For Clara,  there 
 were years of electroshock therapy and other years of forced injec-
tions of long- acting antipsychotic drugs. She was given a cascade of dif-
fer ent prescriptions with notations about her complaints of intolerable 
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side effects. Pages upon pages of medical notes swam with a sense of 
her isolation and confusion. When she died in 2006, the email in-
forming the  family read, “It’s . . .  difficult to think what was in Clara’s 
life that can be celebrated. It has been the saddest life I have ever 
known.” Even in death, it proved hard for  those who knew her best to 
place any value on her life even in retrospect; her entire life was pitied 
and seen as wasted.

 These views of Clara’s life illustrate the social devaluation that often 
accompanies severe  mental illness. Of all  mental illnesses, schizo phre-
nia is one of the most debilitating and the most stigmatized. As a re-
sult, it is also one of the best conditions to study why destigmatization 
is crucial for effective medical treatment. In this chapter,  we’ll use the 
term “ people diagnosed with schizo phre nia,” or PDWS for short. The 
fact that this term even exists is the result of long, hard work by anti- 
stigma activists. As  we’ve tried to show— and as the terminology around 

Figure 7.1.  Clara competing in the high jump in the 1950 Commonwealth Games in 
Christchurch, New Zealand.  Photo provided by A. Brewis
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 mental health so clearly demonstrates— language is one of the very 
impor tant frontlines for  people fighting against stigma.

Schizo phre nia affects some twenty- five million  people globally, and, 
as it did for Clara, it typically emerges in early adulthood. A debilitat-
ing brain condition with both ge ne tic and environmental triggers, 
schizo phre nia distorts how  people think and relate to the world around 
them.  People with untreated schizo phre nia find it difficult to distin-
guish real from  imagined and to function within society. Expressing 
emotion, like smiling, in social settings becomes a trial. Their off- kilter 
be hav iors make observers uncomfortable or scared, as they seem con-
fused, talk oddly, and  don’t show the appropriate sympathy for  others’ 
suffering. Untreated, they can find it especially hard to maintain rela-
tionships, parent effectively, or manage work. Medical treatment is 
clearly needed and warranted.

Being labeled schizophrenic elicits par tic u lar fear. This fear is partly 
a result of movies and stories that paint PDWS as homicidal maniacs. 
However, the evidence suggests something quite dif fer ent. PDWS 
are much more likely to be victims than perpetrators of violent crime. 
As one British PDWS commented, “If it’s on the news or TV it’s usu-
ally  because  they’ve brandished a sword on the high street or at-
tacked someone.  There’s never a story about a schizophrenic who 
saves [the] life of granny who falls in canal.”1

Stigma around schizo phre nia also stems from the widely held be-
lief that it is untreatable; essentially: once crazy, always crazy. Cer-
tainly, a large proportion of  people institutionalized in  mental health 
facilities are PDWS. But with treatment, a full and lasting recovery is 
pos si ble in half of cases and about a third completely recover. Even in 
full recovery, though,  people diagnosed with schizo phre nia must still 
 battle with stigma. Studies in high- income countries show that even 
fully treated PDWS are not trusted in positions of authority, as 
friends, or as partners.2  Because of the fear their diagnosis elicits, they 
find it hard to connect socially, get good jobs, or rent housing.  People 
 don’t want them near  children.  These forms of active discrimination 
push them  toward underemployment and unemployment, homeless-
ness, and poverty.  These conditions in turn worsen  mental illness, 
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 because they reduce access to ser vices, undermine consistency in 
treatment, and generally stress  people out.

The basic key to successful treatment of schizo phre nia is starting 
early and sticking with it. Many patients only need outpatient medi-
cation. But even in the high- income countries like the United States, 
half of  those with noticeable symptoms never seek medical treatment 
at all.3  People with early warning symptoms like unusual thoughts or 
odd speech may retreat into denial or adopt a deep sense of futility. 
Their families often follow suit.

Even if they do seek medical help,  people with schizo phre nia re-
port they are poorly treated, and they  aren’t imagining it. Consider a 
study that compared PDWS in a large government hospital in Hong 
Kong to  people in the same fa cil i ty being treated for diabetes. The 
PDWS dealt with rude hospital staff and excessive use of physical and 
chemical restraints. They  were given less information about their 
treatment and side effects and had more infringements of their pa-
tients’ rights.4 Not surprisingly, they often  didn’t show up to subse-
quent scheduled clinic visits.

The stigma of schizo phre nia can also worsen the symptoms that 
patients are experiencing. One study of PDWS in fourteen Eu ro pean 
countries found that  people who  were exposed to more stigmatized 
reactions from  others had worse hallucinations and  were more likely 
to develop other prob lems like depression.5 Hearing constantly that 
you are useless, dangerous, or incompetent means it is hard to even 
trust yourself and your own treatment decisions. It can make you 
wary of reaching out to  those with the same condition or who under-
stand it in ways that could provide real emotional support. Why 
would you connect to  others labeled as “crazies” if you, too, believe 
they are dangerous and unpredictable?6

Schizo phre nia is a relatively rare, serious  mental illness that affects 
some 1–2   percent of  people. But something like a quarter of us  will 
grapple with some significant  mental health challenge at some point 
in our lives.7  Mental illness is a catch- all category that also includes 
autism, attention- deficit disorder, learning disabilities, depression, and 
eating disorders. Yet, despite how common it is, all  mental illness is 
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highly stigmatized. Crazy. Loony. Mad.  Mental. Nuts. Even  children 
can list more than 250 disparaging terms for someone with  mental ill-
ness,8 each of which resonates with a sense of danger, disability, vio-
lence, incapacity, untreatability, unwantedness, and loneliness. It is 
common for  people living with schizo phre nia to report that  these stig-
matizing ideas, and the fear and rejection they evoke, are more dis-
tressing and disabling than the  mental illness itself. Stigma damages 
 mental health  because it unravels our most valued, core social identi-
ties. It fundamentally diminishes who we are.

Consider Zoe, a British  woman who has been diagnosed with post- 
traumatic stress disorder (PTSD), depression, and anxiety. Her doc-
tors told her to take a leave of absence from her job, but she knew she 
enjoyed it, knew she was good at it, and wanted to stay working. Un-
fortunately, her colleagues found out about her illness. They called 
her “mad” and “difficult” and “griefy.” She saw emails they sent making 
fun of her. One day, removing something from her handbag, her su-
pervisor asked jokingly if she was pulling out a weapon. The constant 
negative attention from coworkers took a toll on both her physical 
and  mental health. She was forced to give up the job she loved. She 
said, “I can cope with work despite my  mental health prob lems, but not 
with all this discrimination, hostility, bullying, and harassment . . .  
This trauma from work caused me such im mense despair and lack 
of hope . . .  My question is this: Is my life any less valuable than my 
supervisor’s or colleagues’  because I have  mental health prob lems 
and they  don’t?”9

To avoid pain and rejection,  people like Clara and Zoe may hide 
and deny their  mental health condition from  others, worsening or ex-
tending their illness. Or they, quite understandably, may avoid seek-
ing treatment at all. This damage created by public stigma  toward 
 those with  mental illness is widely appreciated and understood by the 
 mental health profession. In fact, destigmatization has long been a 
major ele ment of global  mental health promotion efforts. But despite 
de cades of hard work, the removal of sustained stigma around  mental 
illness has proven elusive. This section explains why, and what we 
can do about it.
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Goffman, Stigma, and Labels

None of this is news to modern  mental health prac ti tion ers. They 
know that stigma can impede and undermine effective  mental illness 
treatment in the clinic and out in the community. That’s why fighting 
stigma is at the heart of modern public health approaches to  mental 
wellness. Much of this current thought about why destigmatizing is 
critical to  mental health treatment stems from sociologist Erving Goff-
man’s writing in the 1960s.10 Goffman understood what stigma felt 
like in the most personal terms. Growing up in provincial Canada in 
the 1920s and 1930s, he was the only son of a Rus sian immigrant. He 
was Jewish in a town with no other Jewish families, and— perhaps 
most painfully—he was very short.11 He was dreadfully teased and 
bullied as a child.

Possibly as a result of this childhood, Goffman’s first academic work, 
based on two years of fieldwork in the small, isolated Scottish Shetland 
Islands, tackled the idea of how  people act constantly in their daily lives 
to avoid humiliation.12 He hung out at the island’s only  hotel, at-
tended socials in the community hall, and talked with small- scale 
sheep farmers, fishermen, and their wives. But mostly, he observed 
what  people did when they  were together. He de cided that the ways 
that  people interacted  were mostly  shaped by their efforts to ensure 
they  weren’t embarrassed or  didn’t embarrass  others. To him, the daily 
rituals of social interaction— how  people presented themselves— 
were all complex efforts to avoid shame.

Goffman’s next long- term ethnographic fieldwork took him di-
rectly to what was then the heart of modern  mental illness treatment: 
the psychiatric hospitals around Washington, DC. For three years, he 
worked in the wards, followed doctors on rounds, and talked to pa-
tients. The resulting book, Asylums (1961), was a power ful indictment 
of the institutional treatment of  mental health patients at the time.13 
Comparing the clinical staff to guards and the patients to inmates in 
concentration camps, he explained how the daily rituals of the asy-
lum  didn’t work to treat or cure patients but rather taught patients 
to behave in ways that made them easier for caretakers to manage 
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(figure 7.2). Psychiatrists, to Goffman,  were part of the prob lem, 
 because patients’ compliance was valued over a cure for their condi-
tion. Their words and actions also reinforced the idea that  people in-
stitutionalized with  mental illness  were incurable, which then be-
came self- fulfilling.

Goffman’s work and other studies around this time explained that 
 mental illness could be created by the diagnosis itself.14 Labeling some-
one with a  mental disorder, they argued, leads  people to self- identify 
with the attached moral messages and ste reo types. Their be hav ior then 
conforms with the label. Following this argument, then,  people diag-
nosed with schizo phre nia become incompetent, unpredictable, vio-
lent, and dangerous  because society tells them that is what is ex-
pected and normal for someone with their condition.15 Goffman’s 
concise 1964 book Stigma identified that stigma is at the core of how 

Figure 7.2.  Male patients being washed on admission to Long Grove Asylum, United 
Kingdom, circa 1930s. From the Wellcome Collection, https:// wellcomecollection . org/

https://wellcomecollection.org/
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 mental illness is constructed and why treatment fails.16 The single 
most influential so cio log i cal text ever published, Stigma described the 
constant, draining work that stigmatized  people have to do as they 
strive to pre sent themselves to  others as normal.17 To Goffman, this 
only contributed to the progression of  mental illness, which he con-
sidered to be, fundamentally, a social construction, not an inescapable 
biological fact. In other words, Goffman realized that labeling some-
one crazy is a product of consensus, and stigma is at the heart. This 
was progressive thinking at the time, and by the 1970s,  mental health 
efforts caught up.18

Removing  Mental Illness Stigma

Thanks to Goffman and his colleagues, stigma reduction has been a 
key part of  mental health campaigns for half a  century. Dif fer ent strat-
egies are now commonly applied, most of which are focused on chang-
ing the attitudes of the general public  toward  mental illness.  These 
efforts roughly sort into five types: relabeling the illness itself, refram-
ing how  people see the  causes of illness, educating the general public 
or health professionals to build empathy, connecting  people socially to 
build empathy, and supporting anti- stigma activism. So, what have 
we learned about the best ways to destigmatize effectively? Surpris-
ingly  little, it turns out— and not for lack of trying on all five fronts.

Relabel

If Goffman and his colleagues  were right that labeling is the core of 
the prob lem, then the simplest fix is to rename  mental illnesses with 
terms that remove judgment and shame. Words are used that com-
municate the biological basis for the condition and that imply its cur-
ability. For example, schizo phre nia has variously been renamed 
“dopamine dysregulation disorder,” “integration disorder,” “youth onset 
cognitive and real ity distortion,” and “salience syndrome.”19

Relabeling is a  great idea in theory. In real ity, the prob lem seems 
to be that a new label is still a label and fear is still fear.20 In Japan, an 
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advocacy group of relatives of PDWS pushed for a replacement of the 
established term for schizo phre nia: seishin bunretsu byo  (“mind- split 
disease”). The label conjured up images of extreme vio lence and the 
impossibility of recovery. The term was so bad that only 7  percent of 
Japa nese psychiatrists said they habitually used the term with their 
patients. In 2002, schizo phre nia was renamed togo shitcho sho (“inte-
gration disorder”). This made psychiatrists more comfortable with 
sharing the diagnosis with patients, and patients  were more optimis-
tic that they could be successfully treated.21 Since this name change, 
newspaper coverage of vio lence associated with schizo phre nia seems 
to have gone down. But, at the same time, coverage of vio lence associ-
ated with bipolar disorder seems to have gone up. This suggests one 
wrinkle in the renaming strategy: The threat of vio lence associated 
with severe  mental illness may just transfer to a dif fer ent severe con-
dition in the public imagination.22

To combat this prob lem, a recent effort is to relabel  mental illness 
as part of a continuum of brain types. This “neurodiversity” effort is 
based on neuro- cognitive research that suggests brain disorders might 
confer some advantages, too.23 For example,  people diagnosed with 
autism spectrum disorder (ASD) may pro cess system information 
like computer languages or mathe matics more effectively than  others.24 
Dyslexia seems to allow clearer 3D visualization, which could lead to 
better per for mance in tasks like computer graphics. Attention-deficit/
hyperactivity disorder (ADHD) allows for creativity, and hyper focus, 
and the types of peripheral acuity that may be useful for emergency 
responders.25

The label of “neurodiversity” promotes brain diversity as being good 
for society, just like biodiversity is good for ecosystems.26 Some com-
panies like HP Enterprises and Microsoft have started hiring programs 
to recruit a neurodiverse workforce, with the argument that it is not 
only socially responsible but may also help their bottom lines.27  There 
 isn’t much evidence of  whether this approach is working yet,  because 
 there  haven’t been many studies. But  because the neurodiversity push 
works to destigmatize through positive messaging, at least it (like good 
renaming) prob ably  isn’t  doing too much damage.
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Reframe

The prevailing post- Goffman wisdom in psy chol ogy is that  mental 
illness is  shaped— but not completely determined—by its negative so-
cial labels.28 This suggests that public stigma still socializes  people 
diagnosed with schizo phre nia to expect they  will be mistreated and 
rejected. In turn, they then feel more stigma from  people around 
them. Their efforts to cope (e.g., withdrawing from  others, hiding 
treatment, or educating  others) then damage their jobs, social con-
nections, and self- esteem. This view remains highly influential in social 
science and suggests that changing public beliefs and self- stigma 
are crucially impor tant.

Currently, the vast majority of stigma interventions focus on refram-
ing or changing public perceptions of  mental illness. Since stigma is 
often about blame, much effort has focused on reframing public 
perceptions about the  causes of  mental illness. Theoretically, if  people 
believe prob lems are “medical” in origin rather than due to a bad choice 
or weakness of character, they might reduce their blame of the per-
son and, thereby, reduce stigma.29

Unfortunately, reframing public perceptions to emphasize the 
medical aspects of  mental illness  doesn’t help as much as hoped. Com-
pared with fifty years ago, a much greater proportion of the public 
 today perceives that genes play a role in causing schizo phre nia. Tell-
ing  people that  mental illness is a disease “like any other” does reduce 
some notions of blame. However, the level of rejection  toward  people 
with  mental illness seems to have gone up, not down, over time.30

In 1990 and 2001, German researchers read  people vignettes that de-
scribed the clinical signs of schizo phre nia, without naming the con-
dition. They asked participants to tell them what they thought was 
the cause of the listed symptoms. Popu lar answers focused on stress-
ful life events, stress at work, broken homes, lack of willpower, and 
immoral lifestyles. Biological and hereditary explanations of the dis-
ordered be hav iors increased markedly over the studied de cade, indi-
cating an increase in public perceptions of medical causality.
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But it turned out that a reframed medical understanding of schizo-
phre nia  didn’t make  people less stigmatizing— especially in the 
ways that would  really  matter. Participants said they still  didn’t want 
to rent a room or live next door to  people with  these symptoms.31 
In addition, it seems that the focus on medical and ge ne tic aspects 
of  mental illness also makes  people less optimistic about long- term 
prognosis, reinforcing the idea that  those who are sick are also 
dangerous.32

For  these reasons, the reframing approach does not often seem to 
work well as a destigmatization effort. Moreover,  there is some evi-
dence that reframing may shift stigma from traits that are perceived 
as less permanent or durable categories (e.g., stress, willpower, im-
morality) to traits that are perceived as more permanent or durable 
(e.g., ge ne tics, incurable medical conditions). In  doing so, reframing 
efforts may even do more harm than good.

Reeducate

So, what about direct efforts at public education by increasing 
knowledge about what living with the condition is like for  people? 
 These approaches, strongly influenced by social psy chol ogy, assume 
stigma is rooted in learned ignorance and prejudiced ste reo types. As 
a result, if  people acquire better information about a condition, re-
placing misinformation with facts, then stigma should be reduced 
(e.g., “PDWS are more likely to be victims than perpetrators of vio-
lence”).  These approaches are often  adopted  because they are rela-
tively cheap and easy. The effects of  these types of interventions, 
however, seem to be mostly transitory.33

One of the very first campaigns was the brainchild of Canadian 
sociologist Elaine Cumming. For six months in 1951–1952, she and 
her husband plastered a small prairie town community with radio 
spots, brochures, and school visits. The key message was “What we 
define as normal is relative.” Unfortunately, their energetic efforts 
had very  little mea sured impact on public attitudes.34  People’s ideas of 
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what was abnormal proved to be well- established and resisted 
adjustment.

Nonetheless, anti- stigma efforts have stuck with this same general 
approach since Cumming’s campaign and the results have been much 
the same. For example, the Australian federal government spent 
millions on a national public advertising campaign to increase com-
munity awareness regarding  mental illness.35 They worked hard to 
monitor the impacts of the campaign (unlike most similar proj ects), 
so the results of their program evaluation are likely more reliable. The 
outcome was “no practical impact on community attitudes or be-
haviour  towards  people with  mental illness, with consumers report-
ing that stigma and discrimination remained at the high level that 
existed prior.”

One prob lem with the education approach is that  there are so 
many other competing messages in the media that reinforce the 
idea that  people diagnosed with schizo phre nia and other  mental 
health conditions are “not like us” and should be feared and avoided. 
However, public education efforts still  don’t seem to work well even 
when  there is  little media exposure.

In India, the SMART  mental health anti- stigma effort included vis-
iting forty- two remote villages. The anti- stigma education included a 
theater troupe, screening of a video of a person living with  mental 
illness describing their experiences, and a well- known local actor dis-
cussing stigma. Moderated discussion followed. Immediately  after 
the intervention,  there was a mea sur able improvement in commu-
nity members’ disagreement with the statement that “ people with 
 mental illness cannot live a good, rewarding life.” But  there was no 
change at all in more fundamental views that “mentally ill  people 
 shouldn’t get married” and “mentally ill  people tend to be violent.”36 
 These are exactly the impor tant public attitude changes that are needed 
for real improvement to  people’s daily lives.

 There is a further fundamental flaw in focusing on changing the 
public: The worst stigma comes from health professionals. Time and 
time again, studies of patients with access to adequate psychiatric care 
highlight that the most damaging stigma for them is encountered 
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inside the clinic once they seek medical help. Patients complain of 
feeling “experimented on” as psychiatrists manipulate the type and 
dosage of their drugs. They feel rejected when asked about their sui-
cidality. They feel very emotionally disconnected from their doctors.37

Studies of psychiatrists and other  people who manage mentally ill 
clients suggest their views are not much dif fer ent from the public at 
large. For example, clinicians say they  don’t want to be friends with 
or other wise hang out with mentally ill  people, even if they treat 
them.  Because of their professional positions, they hold more power 
than most to help or hurt, and sadly, studies show that clinicians 
are unaware of the systematically poor treatment the severely men-
tally ill receive while  under their care. Their be hav ior is so ingrained 
as “business as usual” that it is often completely invisible to them. 
Such is the nature of institutionalized stigma.

As a result, some education efforts have focused, sensibly, on chang-
ing attitudes of the groups with the greatest ability, opportunity, and 
power to make a difference:  future doctors. One example, the Educa-
tion Not Discrimination intervention, was rolled out in four medical 
schools in  England.38 It included a short lecture about stigma and dis-
crimination, had  people with  mental health challenges tell their sto-
ries, and had the students interact with actors playing patients and 
caregivers. Short- term outcomes seemed good; the students gained 
knowledge and exhibited more empathy. However, six months  after 
the intervention, the improvements had all but dis appeared. One ex-
planation is that the students had started their psychiatric rotation in 
the interim. As soon as they had contact with real  people with severe 
 mental illness conditions, the stigma reemerged.39

Connect

Creating personal social connections is another approach, built on 
the idea that we are more sympathetic to  those we get to know or feel 
we have  things in common with.40 This one- person- at- a- time approach 
has done well for addressing the stigma of  people with physical dis-
abilities. For example, meeting  people in wheelchairs at social or 
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sporting events can result in able- bodied  people being willing to be 
closer to  those with disabilities. Add a ser vice dog and the smiles and 
positive interactions increase even more.41 This empathy adjustment 
seems to work best when the  people being targeted belong to social 
groups that are similar (e.g., in terms of class and race/ethnicity) to 
 those experiencing stigma.42

This approach has been much less successful in reducing the stigma 
of severe  mental illness compared to physical disabilities. For exam-
ple,  people who  were given headphones so they could “hear” the audi-
tory hallucinations associated with schizo phre nia, reported feeling 
more empathy for PDWS, but they also wanted more social dis-
tance. And knowing  people living with chronic and serious  mental ill-
ness has not proven to be a  recipe for building empathy.

In a study of  people with  mental illness in Hong Kong, some 
60   percent of patients said their families assumed they  were highly 
violent; more than half thought their families hated them.43 One 
 sister shouted, “Crazy  people  shouldn’t live with normal ones! I’ll 
sever any connection with you! If you  don’t move out, I’ll just throw 
away all your belongings!” 44 Being more aware of serious differences 
can make  people want to steer clear, not get closer. Consequently, 
 these types of empathy interventions for severe  mental illness can 
backfire, and experts suggest they should only be used with extreme 
caution.45

Advocate

Advocates work on behalf of stigmatized  people to increase empathy 
and decrease stigma. Advocacy, not surprisingly, works best when  there 
is a power ful, popu lar, and legitimate public face to it— someone that 
 people already choose to listen to. Large, well- organized, public health 
anti- stigma campaigns know this well, and often use celebrities to 
garner attention, create empathy, and endorse the stigmatized con-
dition as acceptable.

Celebrities can help normalize and give a sympathetic (and even 
pretty) face to a condition. Public figures’ self- disclosure may encour-
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age  others to move into treatment. It can stimulate public debate and 
reflection, with the possibility of not only creating empathy but also 
improving  legal protections or insurance coverage— things that  really 
 matter.

When US First Lady Betty Ford revealed she was in treatment for 
substance abuse in the 1970s, she was hailed as brave rather than 
weak. Suddenly, the idea of inpatient drug treatment (at least for 
wealthy, white  women) became more acceptable. Similarly, when ac-
tor Brooke Shields revealed she was using medi cation for postpartum 
depression— and fellow actor Tom Cruise publicly lambasted her de-
cision—it spurred public sympathy for Shields and helped normalize 
the condition. She was able to spread her message that, “If any good 
can come of Mr. Cruise’s ridicu lous rant, let’s hope that it gives much- 
needed attention to a serious disease. Perhaps now is the time to call 
on doctors, particularly obstetricians and pediatricians, to screen for 
postpartum depression.” 46

Carrie Fisher, actor- writer of “Star Wars” fame, was diagnosed 
with bipolar disorder in her twenties.47 She strug gled with the  mental 
illness and the associated stigma through much of her life. In 2008, 
she used her autobiography to advocate for a kinder way of under-
standing  mental illness. She wrote, “living with manic depression 
takes a tremendous amount of balls. Not unlike a tour of duty in Af-
ghan i stan (though the bombs and bullets, in this case, come from the 
inside). At times, being bipolar can be an all- consuming challenge, 
requiring a lot of stamina and even more courage, so if  you’re living 
with this illness and functioning at all, it’s something to be proud of, 
not ashamed of.”

Such messages in part work  because we feel we “know” celebrities 
and already feel intimately and positively connected to them. We 
would have them around to dinner if we could. Moreover, the media 
shows more kindness to celebrities with stigmatized conditions than 
other members of the public.48 They are less likely to paint them as 
dangerous or stupid or useless. The version of  mental illness or other 
disability or disease that is projected is often sanitized and, hence, 
much less threatening. Leonardo DiCaprio and David Beckham live 
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with obsessive compulsive disorder. Adam Levine manages ADHD. 
Princess Diana and Elton John strug gled with eating disorders. But all 
of  these famous  people look good and appear in full control of their 
lives, even as they cope “heroically” with their conditions. In fact, this is 
another way that Carrie Fisher was special in her stigma- busting: She 
made it clear that  mental illness  wasn’t something that she had hero-
ically conquered. She was  wholeheartedly open about the complicated, 
chaotic, ongoing challenges of living with serious  mental illness.

But, as with all the other anti- stigma approaches, demonstrating 
any longer- term impacts of this strategy beyond the news commen-
tary seems difficult. Even more,  there are plenty of examples of how 
celebrity advocacy can go wrong. US tele vi sion host Katie Couric 
lost her husband to colon cancer in 1998. Two years  later, she tele-
vised her own colonoscopy to destigmatize colon cancer screening. 
Screening rates went up—at least for a while— but mammography 
rates went down. It seems that many  women who saw the experiment 
substituted a colonoscopy for a mammogram.49 Studies have also 
shown how advocacy on behalf of stigmatized groups can also lead to 
serious blowback.50 In 2016, the actress Amber Heard spoke out about 
the shaming and stigma she experienced  after publically identifying as 
a victim of domestic vio lence. She was pilloried in the press as a liar 
and con artist.

Be an Activist

Some good successes have come from using activism to directly 
challenge stigmatizing beliefs and be hav iors. Using a range of 
tactics— from petitions to boycotts to lawsuits to protests and civil 
disobedience— activism aims to disrupt (and even dismantle) exist-
ing social and power structures. Effective activism often comes di-
rectly from the grassroots mobilization of “communities of suffering,” 
 people with firsthand experiences of an illness who come together 
to encourage treatment and advance justice.51 Such activism can 
sometimes challenge the structural  causes of stigma in ways that 
have a significant impact.
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SANE Australia, a  mental health charity, devised a “stigma watch” 
program to help such communities fighting against  mental illness 
stigma and to challenge damaging media depictions. Any member of 
the community that saw a stigmatizing portrayal could sound the 
alarm. SANE would then send a formal letter to media outlets or busi-
nesses explaining the complaint and suggesting fixes or removing 
the item. Many of the recipients seemed embarrassed by the callout 
and complied. SANE suggests this has made a real difference to how 
schizo phre nia is portrayed in Australian media.52 The power of such 
groups to create positive change through activism depends on many 
 factors, including how much po liti cal savvy and media access the 
group can harness. SANE Australia, for example, has a board and pa-
tronage populated with doctors, professors,  lawyers, and the former 
governor- general. Social class can make a big difference:  Those with 
money and connections seem to be able to push back the hardest.

A good example of the combined power of activism and high social 
status is the success of AIDS Co ali tion to Unleash Power (ACT UP) in 
the United States. In the 1980s, HIV/AIDS was a newly identified dis-
ease, perceived as a “gay plague” and carry ing with it the promise of 
certain death. Overcoming fear, grief, and despair, gay HIV- positive 
men and their allies created a power ful social movement to fight the 
enormous stigma then attached to HIV/AIDS and LGBTQ+ status.53 
ACT UP and allied organ izations used many forms of activism: pro-
tests, art and  music, lit er a ture and press, scientific research and 
collaboration, and pressure on doctors and federal agencies.54 Ulti-
mately, they won stunning successes in scientific advancements, 
legislative victories, and shifts in public opinion.  Today, the need for 
destigmatization is widely understood among global public health 
prac ti tion ers working on HIV/AIDS.55 To understand the move-
ment’s success, it is impor tant to acknowledge that ACT UP and other 
gay HIV- positive activists of the 1980s— while facing enormous ho-
mophobia and HIV/AIDS stigma— were disproportionately male, 
white,  middle or upper class, and well- educated.56 Higher social status 
helped the activists increase the impact of their activism in the realms 
of science, art, and media. In contrast, many communities of suffering 
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have very few social privileges they can leverage in support of their 
activism.

Turning back to  mental health, the overall scientific evidence on ac-
tivism as an approach to addressing  mental health stigma is equivo-
cal as  there have been very few  actual studies. Diseases that are 
well- established, incurable, and widely associated with marginal-
ized populations are less likely to see major, successful destigmati-
zation campaigns. Once a disease “ settles into” an association with 
poverty, much of the capacity to push back against stigma through ac-
tivism and protest dissipates.57 It becomes less of a media interest and 
less of a po liti cal concern.58 Protests and other calls to action by  those 
communities of suffering that are already disempowered, unpop u-
lar, or mistrusted may even then serve to bolster negative views about 
the disease.

 Doing It All: Comprehensive Public Campaigns

Most large- scale campaigns  today try to use a broad anti- stigma 
tool kit to relabel, reeducate, reframe, connect, leverage celebrity advo-
cates, and work in collaboration with local activists all at once. Does 
this multi- pronged approach lead to better outcomes? The World 
Psychiatric Association launched the “Open the Doors” (OTD) global 
anti- stigma campaign in 1996.59 They chose to focus on schizo phre nia 
as the most widely feared and one of the most serious  mental ill-
nesses. The stated aim of the OTD was “to dispel the myths and mis-
understandings.”60 The goal was for  people with schizo phre nia to be 
able to work, go to school, be with their families, and live with hope. 
To date some twenty- one countries from Austria to Uganda have 
rolled out OTD programming.61

OTD was impor tant  because it was the first long- term, large- scale, 
anti- stigma effort, rolled out across multiple countries and sustained 
through time. It required in- depth partnering with multiple local 
organ izations. Strategies varied from place to place but included 
social marketing to increase public knowledge and shift perceptions of 
the disease being untreatable. The campaigns used websites, tele vi sion 



Once Crazy, A lways Crazy 157

ads, public lectures, and art exhibits to get the message out. They held 
community social events to connect  people. They supported activists, 
pushing governments for greater spending on  mental health ser vices 
or improved  legal protections around discrimination. Local celebri-
ties  were deployed to spread the word.

Sadly, it seems that OTD was not nearly as successful as was hoped, 
given the level of investment and effort. But it is hard to say with any 
certainty  because  there was no emphasis in the OTD (or other similar 
campaigns) on systematically tracking the resulting changes in 
how  people think and behave.62 Say, for example, the goal is to reduce 
stigma so that  people with  mental illness find it less challenging 
to rent housing.  These types of concrete outcomes  were simply not 
monitored.63

Still, overall, the evidence suggests that even fully coordinated de-
stigmatization efforts in high- income countries mostly fail, espe-
cially when they are trying to change attitudes around severe or “set-
tled in” illnesses like schizo phre nia.64 Since serious action to challenge 
 mental illness stigma started a half- century ago, public stigma has 
barely changed at all, and yet the strategies employed have also 
largely remained the same.65

Moreover, this largely in effec tive approach is now being exported 
from high- income to low- income nations.66 The World Health Organ-
ization’s stance is that, “Public education and awareness campaigns 
on  mental health should be launched in all countries.” 67 Norman Sato-
rius, the Croatian psychiatrist who ran the World Health Organ-
ization  mental health program from 1967–1993, led the development 
of OTD. He has long been committed to the idea that global  mental 
health can only improve if we first  handle stigma.68 He also has been 
open in discussing the flaws in the WHO anti- stigma efforts. His basic 
conclusion was that “stigma should be tackled in a fundamentally dif-
fer ent way from most of the efforts carried out so far.”

We agree. Launching copycat campaigns in low-  and middle- income 
countries is a fundamentally flawed idea. We suspect they  will cost a 
bundle and do very  little.69 Worse, they could do real damage. Each 
 mental health anti- stigma effort  will need to be highly tailored, and in 
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sophisticated ways, to each and  every place they are delivered. Then 
the impacts need to be followed carefully to reduce unwanted blow-
back effects or other unintended damage. (The good news is that rela-
tively simplistic and low- cost social media monitoring can produce a 
rough longitudinal estimate of stigma shifts at a country- wide 
level.) This  matters even more for low- income countries with high 
inequality— given that resources are  limited and the power differ-
ences between the public health and medical establishment and the 
 people being treated can be substantial.

Consider one of the simplest and most straightforward strategies, 
the local relabeling of serious illnesses like bipolar disorder or epi-
lepsy to reduce stigma. Without the necessary ethnographic and lin-
guistic groundwork to discern the cultural and moral roots of how 
and why the illnesses are stigmatized in that specific context,  there is 
a pretty good chance efforts  will go belly- up.70 And if you  don’t bother 
to track shifts in stigma afterward, you  won’t even know this has 
happened.

 Mental illness can be debilitating and needs medical treatment, 
and stigma can easily interfere with this. This leads to a fundamental 
question that no one seems to be asking: In the wake of all this re-
peated effort and failure, is full removal of the stigma from severe 
 mental illness even pos si ble? We address this question next by investi-
gating  whether  there are any socie ties where the stigma of  mental 
illness is adequately managed.

The Bottom Line

Profound stigma means  those struggling with  mental illness can 
endure lives of rejection, treated as unwanted and useless. This wors-
ens  mental illness treatment at  every turn. Recognizing this, destig-
matization has been a core strategy in  mental health efforts for half 
a  century. Most current efforts are aimed at removing public stigma. 
Public health is  doing a poor job of tracking how stigma changes and 
how this impacts the daily lives of  people diagnosed with  mental illness. 
Our best guess: It mostly fails.
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The Myth of the Destigmatized Society

In the 1990s, the World Health Organ ization (WHO) published 
what has been described as the most impor tant findings ever in psy-
chiatric epidemiology,1 the International Study of Schizo phre nia 
(ISoS).2 The study was based on epidemiological data collected for 
1,704  people in seventeen sites over the course of fifteen years, includ-
ing India, Colombia, Ireland, and the Czech Republic. The study be-
gan by identifying a subset of  those  people in dif fer ent countries who 
had contacted psychiatric ser vices, examined them using a standard 
protocol for core symptoms of schizo phre nia, then track what hap-
pened to them for at least two years afterward. One of the study’s 
aims was to see if  there  were differences between lower- and higher-
income countries and how  people with schizo phre nia fared over time 
 after they  were diagnosed.

The study leads concluded that  people diagnosed with schizo phre-
nia in low-  and middle- income countries (LMIC) did better, over 
time, than  those in high- income countries (HIC). They  were less likely 
to display signs of schizo phre nia  after treatment,  were less reliant on 
antipsychotic medi cation once released from hospital and appeared 
to be better integrated into their communities.3 At several sites,  there 
was an extraordinary finding: The majority of  those diagnosed with 
schizo phre nia  were  free of symptoms years  later. For example, of the 
cohort of one hundred patients followed in Chennai, India, only 
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eight had shown continuous signs of illness five years  later. This 
 wasn’t to say every one in low- income countries got better, but their 
odds of  doing so appeared significantly higher.4 They  were also 
more likely to be “working.” This was considered extraordinarily 
good news about a potentially debilitating, chronic— and some even 
argue incurable— disease. The Geneva- based director of WHO’s De-
partment of  Mental Health said at the time, “If I become psychotic, 
I’d rather be in India than in Switzerland.”5

 These findings  were especially surprising given that  people in LMIC 
have much poorer access to  mental health treatment. For example, 
the WHO’s own Global Health Observatory shows that  there is one 
psychiatrist for  every 7,000 or so residents in the Western Eu ro pean 
countries that reported data. In India,  there is one psychiatrist per 
330,000 residents. In some of the poorest countries in Africa, it is one 
per 10 million. Why would India— with its lack of doctors, drugs, and 
all other health resources that should  matter— have such better out-
comes than Switzerland, sometimes said to have one of the best health-
care systems in the world? Cultural differences, particularly tied to 
the stigma of  mental illness, were used to explain  these widely vary-
ing outcomes for  people diagnosed with schizo phre nia. But deter-
mining exactly how stigma might  matter for long- term outcomes 
depends on how you or ga nize and interpret the evidence. Two very 
dif fer ent stories can be told.

Story A: Smaller- Scale Socie ties Promote Less Suffering

The first version of the story was the one often told by the WHO 
study leaders. They concluded that recovery was better in LMIC  because 
 those with schizo phre nia had less complex social demands placed on 
them and more  family support.6 This was embedded in the greater cul-
tural ac cep tance of  people with  mental illnesses. Not having to strug gle 
with rejection, hostility, and mistreatment in their daily lives,  people 
recovered faster from illness episodes and did better over time.

In this story, the under lying reason for better outcomes is that many 
 people in LMIC live in communities and families where relationships 
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come first. In  these sociocentric socie ties,  people place priority on sus-
taining long- term relationships. Collective  family and community 
needs are more impor tant than individual desires. In such settings, 
support is expected at some level for all members, even  those with 
severe challenges. As a result,  people with signs of schizo phre nia are 
less likely to be rejected, isolated, or institutionalized (figure 8.1).7 In-
stead, they get love and caring from  family and friends.

Studies of  people with schizo phre nia from Japan, Hong Kong, and 
Singapore— highly industrialized socie ties but with family- oriented 
cultures— seem to support this theory. Extended kin networks provide 
social connections, better tolerate “strange” symptoms, and generally 
buffer against stigma.8 By contrast, the nuclear  family rules in places 
like the United States and United Kingdom, and  people have few real, 
formalized obligations to cousins, distant aunts, or other extended 
 family. They only need to help if they want to. This means  people who 
are sick are more likely to be pushed  toward hospital treatment and 
other forms of institutional care.

Some cross- cultural studies from smaller-scale socie ties have helped 
bolster this story version. In 1970, sociologist Nancy Waxler followed 
 people diagnosed with schizo phre nia (PDWS)  after they  were dis-
charged from a Sri Lankan psychiatric ward in 1970. She then tracked 
them down five years  later to see how they  were  doing.9 The PDWS 
 were mostly Buddhist farmers, so had modest means and lifestyle. 
The large, strong Sinhalese families  were highly tolerant of their 
 family members’ differences and limitations. They willingly took them 
back into their homes  after treatment and accepted the extra work to 
care for them.  Family members described schizo phre nia as trouble-
some but curable. They said this often and in the presence of  those af-
fected, and they  didn’t blame the person for their illness. For Waxler, 
this absence of stigma was what drove excellent long- term outcomes 
for PDWS, including the low rate of hospital readmission.

The Sinhalese view of the curability of schizo phre nia contrasts 
sharply with the perceptions of schizophrenic relapse that continue 
to dominate in high- income nations and that reinforce the condition’s 
inevitable chronicity— that the disease would persist and that full 
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recovery was mostly hopeless. American families from a wide array of 
backgrounds, for example, are more hostile  toward  family members 
with schizo phre nia  because they see the condition as unrecoverable. 
In turn, this makes them less willing to care for the relative at home. 
Medical institutions must take over, and, as Erving Goffman had 
explained, they then make  people even crazier.10

Importantly, Waxler’s Sri Lankan study suggested that the destig-
matization of severe  mental illness is a real possibility. It also provided 
some clues about the best way to do it: teach the hope of recovery. It 
provided an early, optimistic view of what could be pos si ble. The 
broader view of the crucial role of cultural  factors play in success for 
treating schizo phre nia also highlights that interventions should be 
focused in the community and how  people are treated as patients, 
neighbors, and  family members.11

Figure 8.1.  A patient looks through the win dows of Pabna  Mental Hospital, the first 
and oldest  mental hospital in Bangladesh, founded in 1957.  © 2011 Fahad Bin Solaiman, 
courtesy of Photoshare
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Story B: Smaller-Scale Socie ties Promote More Suffering

The other interpretation of the complex cross- national evidence 
around schizo phre nia is a less hopeful one. Story B challenges the 
WHO conclusions that small- scale socie ties in low-  and middle- income 
countries are somehow safe spaces for  people with  mental illness, 
rather suggesting that  people diagnosed with schizo phre nia in LMIC 
may suffer more, not less. Part of the argument against the WHO 
conclusions is based on criticism of the study design itself.12 For one 
 thing, the finding representing all “developing” countries was based 
in data for only 234  people from India and 138 from Colombia. And 
moreover, the study recruited  people who  were admitted to hospitals: 
Hospital treatment for  mental illness is less available to  those in low- 
income countries to begin with. Families hiding away sick members 
to avoid shame would be less likely to show up at a hospital regard-
less. Two participants in one study of PDWS in India  were beaten to 
death when wandering at night.13 Dead  people also  don’t show up as 
hospital admissions.

But, also, Story A  doesn’t fit well with what anthropologists tend 
to observe on the ground. For one  thing, the classic signs of 
schizophrenia— with its myriad emotional and social miscues— are 
interpreted as “odd,” “wrong,” or “off” in all kinds of socie ties. As early 
as the mid-1970s, cultural anthropologist Jane Murphy wrote about this 
phenomenon in her ethnographic work with Yupik- speaking  people in 
the Bering Sea and the Egba Yoruba in Nigeria.14 At the time, no one in 
 either place had any concept of schizo phre nia as a disease. But when 
they saw  people exhibiting the signs of schizo phre nia, they knew some-
thing  wasn’t quite right, like a sickness in desperate need of a cure.

Our colleague, biological anthropologist Karen Schmidt, has stud-
ied  people’s reactions to the signs of severe  mental illness in two very 
dif fer ent settings: New Zealand Māori in Auckland and Papua New 
Guineans in Port Moresby.15 She interviewed PDWS on video, asking 
them to answer questions like: What was it like growing up in (your 
country)? Where do you think your country is headed in the  future? 
Can you tell me a  little about yourself ?
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Schmidt then asked members of the public to watch and rate the 
videos from both sites. The facial cues  were enough for viewers to 
easily identify the  people diagnosed with schizo phre nia as “odd,” even 
if they  didn’t understand the language they  were speaking.  People di-
agnosed with schizo phre nia tend to have a hard time emoting in the 
same way  others do, and one common sign is that they display “fake” 
smiles.  These seem unspontaneous  because it takes too long for the 
corners of the mouth to elevate.16 The viewers  didn’t understand what 
they  were seeing, but they knew that something  wasn’t quite right.

It appears that the “that’s not right” reactions to the signs of schizo-
phre nia and other severe  mental illnesses occur in all  human socie ties. 
Sociologist Bernice Pescosolido and her colleagues told the following 
story to  people in sixteen dif fer ent countries:17

Up  until a year ago, life was pretty okay for John. But then,  things 
started to change. He thought that  people around him  were making 
disapproving comments and talking  behind his back. John was 
convinced that  people  were spying on him and that they could hear 
what he was thinking. John lost his drive to participate in his usual 
work and  family activities and retreated to his home, eventually 
spending most of his time on his own. John became so preoccupied 
with what he was thinking that he skipped meals and  stopped bathing 
regularly. At night, when every one  else was sleeping, he was walking 
back and forth at home. John was hearing voices even though no one 
 else was around.  These voices told him what to do and what to think. 
He has been living this way for six months.

The researchers found that in a wide array of places, even where 
schizo phre nia  wasn’t well- known as a concept,  people responded 
similarly to the vignette. They  didn’t want John to be around  children, 
feared he would be unpredictable and violent, and  didn’t want him to 
marry into their  family.

Why do the signs of oddness associated with  mental illness cause 
us to want social distance so consistently? It may be hardwired into 
our brains, part of being a species that relies so heavi ly on social in-
teraction for survival. Moreover,  there is an ever- growing set of 
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ethnographic studies that suggest  people with symptoms of severe 
 mental illness are poorly treated in small-  and large- scale socie ties 
alike.18 If you look carefully, rejection, shunning, mocking, and abuse 
of  people with signs of  mental illness are found everywhere— even in 
India, one of the key sites of the WHO study.

In the interviews done by public health scholar Kaaren Mathias in 
Western Utter Pradesh in northern India, we can see an example of 
this. Raju, a middle- aged man with schizo phre nia, explained his ex-
periences of  mental illness and stigma. He told researchers, “Not just 
outsiders but my  family also maintained distance . . .  even my wife and 
 children. I feel bad still as my  children do not talk to me. I feel hurt 
when my  children do not come to me often.”

Nilofer, the same age and from the same village said, “My husband 
does not tell me when he takes some decision. When I ask him some-
thing, he says ‘Why do you need to know? You are mad’ . . .  And my 
sisters- in- law  didn’t even allow me to bathe in their bathrooms.  After 
my child was born, I had to raise the cot on all sides and take my bath 
 there . . .  And then, when they let me use their bathroom just occa-
sionally, they would wash their bathroom afterward, as if I had some 
bad disease. I felt  really bad at that time.

Their neighbor, 35- year- old Faiz, said similar  things about her middle- 
aged  brother: “No friend of his has ever come to see him. When he goes 
out, he recognizes  people, but  people do not talk to him.  People say he is 
mad and  there is no use talking to him . . .  No one actually hates my 
 brother, but I wish that  people would stop pitying him.  People keep say-
ing, “Poor fellow, what has become of him?” But no one says anything to 
him at all, and instead they talk about him amongst themselves.”19

One of the most convincing studies that supports Story B was based 
in rural villages to the south of Chengdu, China. House- by- house in-
terviews revealed 510 adults who had exhibited signs of schizo phre-
nia then or in the past.20 Two years  later, a third of  these patients had 
received no medical treatment. Mostly this was due to a lack of money 
and relatives deciding that professional help was unnecessary.  Those 
patients who had stayed solely in the care of families  were  doing much 
worse; most had obvious symptoms like delusions of persecution or 
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severe social withdrawal. Other studies in places such as India and 
Ethiopia have shown similar results. Even in the most rural, family- 
centered socie ties,  people not being treated for schizo phre nia tend to 
have more symptoms and more related disability. Once they are 
taken from homecare and placed into medical treatment, they tend 
to do significantly better.

What Helps Most

This is a key point in weighing Story A and Story B: It  isn’t just in-
dustrialized socie ties that make serious social demands on  people, 
small- scale socie ties can too. A large extended  family might give you 
support when you are sick and needy, but they also make demands on 
you in return. You may be expected to hold down a job and contribute 
money to support them, or ga nize complex funereal rites when they 
die, or help find good spouses to help care for them and their  children. 
 These are exactly the types of complex, stressful social obligations 
that  people with severe  mental illness often strug gle with the most.21

One revealing finding from the Chengdu, China, study is that three- 
quarters of  those untreated  were still managing to work at least part- 
time two years  later. In this rural area, some form of valued produc-
tivity was still pos si ble even for  those with severe symptoms.  Women 
could still often perform the expected combination of  house hold tasks, 
childcare, and farming. However, this  doesn’t mean  these village socie-
ties are less stigmatizing. It does mean that  there are socially accept-
able, productive roles available that can accommodate some of the 
symptoms of  mental illness, even though the symptoms are still viewed 
as highly undesirable.

Ethnographic studies can help us better understand what is  going 
on  here, and why it  matters for managing  mental illness stigma. An-
thropologist Roger  Sullivan spent several seasons in Palau working 
with psychiatrists and patients at Belau National Hospital.22 A small 
Micronesian island- nation in the Pacific Ocean east of the Philip-
pines, Palau has the highest reported rates of schizo phre nia in the 
world. The rates are unusually high for men, almost twice that of 
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 women, which is surprising given that most studies show  women 
are considerably more at risk of diagnosis.

 Sullivan has been trying to unravel why men are more at risk than 
 women in Palau to determine if demanding social roles are to blame. 
He found that the clinical symptoms of the disease  here looked gener-
ally the same as elsewhere, and certainly negatively affected  people’s 
lives. Like some of the LMIC in the original WHO ten- country study, 
Palau treats the majority of  people with diagnosed schizo phre nia, es-
pecially  those with milder cases, as outpatients. Most live at home with 
their families. But a major and impor tant difference is that Palauan 
 women diagnosed with schizo phre nia  were more likely to get mar-
ried and have  children than Palauan men.

In Palauan culture, the social and economic “value” assigned to 
 women is generally higher than that assigned to men (figure 8.2).23 
Traditional Palauan society is strictly matrilineal, which means that 
land, titles, and inheritance are passed down through  women. Men’s 
social standing and marriageability relies on their capacity to hold 
down a job and earn in the cash economy.  Women, on the other hand, 
are viewed as “earners” even if they  don’t work outside the home, 
 because when they marry, have  children, or even when they divorce, 
the husband’s  family  will pay cash for goods (such as a new  house). 
Accordingly, families are motivated to support adult  women even 
when the  going gets tough. The prognosis for  women with schizo-
phre nia, who can still provide a valued social role, is much better than 
for men with the disease, who may find it difficult to hold down a 
paying job and, therefore, have no social standing.

This example shows that what seems to  matter most is the capacity 
of the person to adjust to fit morally and socially acceptable roles and 
niches. In Palau,  women with symptoms of schizo phre nia are still 
able to marry and have  children. That means they can be successful 
in achieving the cherished  family goals of creating new kinship and 
inheritance. As a result, it’s more pos si ble for  women’s families (and 
society at large) to deny, ignore, or tolerate stigmatized symptoms 
and diagnoses. The stigma is  there, but the social dysfunction  isn’t—
or at least not so much that it  matters.
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Ethnographically informed studies like this one in Micronesia 
provide the needed clarity about why culture  matters in stigma stud-
ies. Social demands,  shaped by norms about what is culturally ex-
pected to be “successful,” can make or break  people. When  people  can’t 
find a way to contribute in ways that are locally valued, they suffer. 
But when  people can meet cultural expectations, they take on social 
roles and identities that are positive enough to balance out their de-
valued, stigmatized ones. Mathematician John Nash, whose life was 
portrayed in the award- winning film A Beautiful Mind, lived with obvi-
ous signs of schizo phre nia but was also seen as a genius. The latter 
identity allowed him to work on and off in Ivy League academic jobs 
through de cades of serious illness, culminating in the receipt of the 
1994 Nobel Prize in Economics.

Similarly, stigma can be lessened when  people have other, more 
valued social roles, even when  those roles come, ironically, from hav-
ing a stigmatized condition. Take, for example, a case of  people living 

Figure 8.2.  A young  mother is presented with gifts by her husband’s  family  after the 
birth of her first child, Palau, Micronesia, 2005. © Alamy
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in extreme poverty in New York City.24 Being labeled as mentally ill is 
highly stigmatizing. But if  people are placed by their doctors on long- 
term disability  because of their  mental illness, psychiatric outpa-
tients earn a relatively steady (if small) income. This income can help 
support a  family and provide stable housing. As such, it can generate 
the forms of re spect especially impor tant to men faced with the social 
requirement that they act as breadwinners—as we see very clearly in 
the tragic story of Kumar and his Nepalese  family in the next chapter. 
 Women are more often able to manage the stay- at- home status with 
less innate stigma than men. This gendered access to social roles that 
allow valued forms of productivity while managing  mental illness can 
explain in part why outcomes can be dif fer ent for men and  women.

Engineering Social Roles?

When it comes to  mental illness, social roles are very impor tant for 
determining if stigma becomes utterly incapacitating or more of a 
nuisance. Stigma’s effect can be lessened by  people’s participation in 
socially valued roles. What helps is finding ways that  people with se-
vere  mental illness can successfully inhabit socially valued roles— 
especially roles that offset the stigmatized identity. At that same 
time, it is impor tant to remember that social demands that are too 
burdensome can be harmful to  people with delicate  mental health.

If social roles  matter most, then we need a completely new agenda 
for how to deal with destigmatization in  mental illness. This means 
abandoning the long- term emphasis on public education that has 
been favored in the past. Instead, we need to be identifying and creat-
ing social roles in which  people with  mental illnesses can contribute 
to and participate in society and the economy. This suggests that 
our approaches should be systematic, but culturally informed and 
culturally specific. What works for men may not work for  women; 
what works for farmers may not work for urbanites. We need to look 
closely at social roles and find places where  people with stigmatized 
conditions can succeed in them. And it suggests that all the effort to 
change public opinions about stigmatized  mental illness may be a 
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costly distraction from the more complex, impor tant work that needs 
to be done.

To complicate  things further, the definition of what are accessible 
and acceptable social roles is in flux right now. Gender roles are chang-
ing in many places, with stay- at- home dads and working moms gain-
ing greater social acceptability. With globalization,  there is a move 
away from farming and other subsistence lifestyles. The new demands 
of the cash economy— holding down a job, completing a degree, or be-
ing successful in a highly competitive dating and marriage market— 
are based much more on looks.25 In many ways, it becomes increasingly 
difficult to find the types of jobs that can easily accommodate  people 
who deviate from the prevailing norms of acceptable appearance and 
be hav ior.26

We can expect  things to change even more in coming years. Ef-
forts to “disrupt” industries using computer and robotic technology 
are expected to decrease employment globally. Tech titans have be-
gun discussing  whether universal basic income, a living stipend for 
every one, might be a way to deal with this potential rise in under-
employment and unemployment. This thought experiment gives us the 
opportunity to rethink the socioeconomic organ ization of our soci-
ety. Are  there ways we can redesign our working lives so that every one 
can be socially valued, so every one can contribute meaningfully? This 
is an impor tant question, and one we return to in the next chapter as 
we consider how notions of being useless and unproductive—of 
having no value in society— don’t just stem from  mental illness but 
can also drive them.

The Bottom Line

Stigma  toward severe  mental illness is evident even in small- scale, 
family- focused socie ties. This suggests that, while stigma can be re-
duced, it might never be removed. But the ethnographic rec ord also 
shows that help with fitting in through access to valued social roles 
can help significantly with reducing dysfunction and improve long- 
term prognosis.
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Completely Depressing

Our colleague Ashley Hagaman recently completed eigh teen months 
of field research in mountainous Nepal.1 She has been investigating 
the social triggers of suicide in this small, South Asian, mainly Hindu, 
nation. Her time was split between noisy, bustling Kathmandu and 
the quiet, snow- capped rural district of Jumla. Suicide rates in urban 
and rural Nepal are estimated to be some of the highest in the world,2 
although suicide is widely underreported. Part of the prob lem is that 
suicide is both illegal and highly stigmatized.

To get around suicide underreporting, Hagaman used a “psychologi-
cal autopsy” approach to find cases of suicide that  were not reported. 
Hagaman scoured police and hospital rec ords, and when she found a 
potential case of suicide, she tracked down more information by talking 
to  others in the local community. Fi nally, she would approach the  family 
and close friends. Many  were willing to share painful stories about what 
might have led the person to die by suicide (figure 9.1).

One of the cases Hagaman tracked was a young man named Kumar. 
Like many Nepalese men, Kumar’s social standing (ijat) was impor-
tant to him and depended on his ability to be a good financial pro-
vider. In talking about his death, his relatives told stories about a 
disastrous work trip he took to Malaysia.

Kumar had arranged to take a high- earning job at a prestigious 
 hotel in Malaysia. The  family invested their life savings into paying 
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the up- front costs— immigration fees, bribes, a  middle man—so 
Kumar could work abroad in Malaysia and send money home to Nepal. 
When he arrived in Malaysia, the promised prestigious  hotel job 
turned out to be a scam.

Kumar found himself hauling heavy furniture parts in an unbear-
ably hot factory. He was forced to work more than twelve hours each 
day without adequate breaks. He fell ill. He desperately wanted to re-
turn to Nepal, and he begged his  family for help. It was two months 
before they could pull together enough cash to get him out of the 
 labor contract and onto a plane.

His  uncle explained what happened next:

When he came back from Malaysia, he felt ashamed  because he could 
not bring any money or anything. He  couldn’t do anything for his 
 family, you know? He came back with nothing.  There  were also so 

Figure 9.1.  As part of a verbal autopsy, a  family member discusses the circumstances 
of suicide, Nepal. Photo by A. Hagaman
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many prob lems with his wife . . .  she  couldn’t take it anymore, so she 
left. They said it was  because he  couldn’t earn money and that he was 
foolish. Every one [ else] told him it was his fault. All  these  things, 
they destroyed his ijat. They destroyed him.

Despite his  family’s efforts to make him feel better, Kumar was 
wracked with guilt. He knew he was now a burden. He  wasn’t the man 
he should be. The loss of his ijat brought shame to his  family, who he 
knew deserved better. Kumar killed himself by hanging at the age of 
twenty- two. The note he left to his wife simply said, “You left me. My life 
is meaningless. I  won’t able to live in this place, so now I am leaving.”

Many other stories Hagaman collected explained suicide in this 
way: a failure to live up to other  people’s expectations for how you 
should be. In Nepal, loss of ijat is so laden with dreadful meaning that 
it drives  people to take their own lives.3 Certainly, as we explored in 
chapter 7, stigma seriously inhibits  people’s recovery from  mental ill-
ness. And so, even if most destigmatization efforts fail, we must keep 
trying to find better solutions that work.

The story of Kumar and millions other like him speaks to how stigma 
unravels our core sense of self and washes away the meaning of our 
existence. How stigma drives forward our  mental illness, such as de-
pression and even suicide, is the focus of this chapter.

Social Disadvantage and Depression

We have been studying for several years how stigmatized social 
failures so easily shape unipolar depression. Feeling sad, tired, and 
hopeless sometimes are inherent parts of being  human. It is normal 
for us to feel grief when someone we love dies or to be despondent 
when we are rejected for a job we  really want. However, depression 
occurs when the low mood persists for an extended period, and it is 
often accompanied by disabling self- criticism, apathy, fatigue, and 
social withdrawal. It may even manifest itself as physical aches and 
pain. Depression often co- occurs with anxiety and is a major con-
tributing  factor to suicide.4
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In milder cases,  people can often muddle through their daily lives, 
albeit with feelings of inadequacy and fatigue. With severe depres-
sion, though, it is hard to do even basic tasks. You strug gle to get 
out of bed, let alone to meet the demands of work, raising a  family, 
and functioning as part of a community. Even the most basic social 
interaction— the interpersonal give- and- take of daily living— can be 
excruciating.

Depression thrives in adversity. Rates skyrocket whenever  there is 
conflict, hunger, chronic physical illness, or massive social and eco-
nomic in equality. It is, therefore, no surprise that India— a country 
with extreme poverty, social in equality, and a history of famine and 
natu ral disasters—is among the most depressed and anxious nations 
in the world. Around a third of the Indian population is thought to 
have suffered at least one major depressive episode at some stage in 
their lives.5 Countries with even worse socioeconomic conditions (for 
example,  those in the wake of civil war, famine, or humanitarian 
disaster) contain even greater numbers of  people with anxiety or de-
pression. For example, Liberia in West Africa, which endured a trau-
matizing five- year civil war in the early 2000s, had depression rates 
of about 40  percent for years to follow.6

But it  doesn’t take war, disaster, or extreme poverty to increase the 
incidence of depression. Seemingly small, everyday social rejections 
and micro-stigmatizations are also building blocks for depression. In 
rural Uganda, where rates of HIV and AIDS are extremely high, almost 
a quarter of adults are depressed at any time. The high depression 
rates are attributed partly to poverty and partly to illness- related 
stressors. However, the major  factor in driving depression appears 
to be the stigma associated with HIV/AIDS.7

Depression also increases in groups fighting their own daily 
 battles against in equality and social exclusion. For example, in the 
United States, members of racially minoritized groups experience 
casual, everyday degradations (“microaggressions”), or subtle (and 
often unintentional) discriminatory treatment. Asking someone, 
“Why  don’t you have an accent?” or saying, “But you look so white!” 
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are subtle, but pernicious, forms of racism. They predict higher lev-
els of blood pressure, depression, and other clinical correlates of 
stress.8

Gender discrimination  causes similar damaging stress. For exam-
ple, in rural northern Pakistan,  women have  little opportunity to be-
come literate and educated. They have  little chance to gain formal 
employment or own property or goods. Rural  women in northern 
Pakistan must cede to male authority in many areas of their lives. 
They strug gle with poverty. This reflects prevailing, established social 
norms and the way institutions are designed to run in Pakistan. But 
living as second- class citizens, alongside their more power ful hus-
bands and  fathers,  causes as many as half of Pakistani  women to suf-
fer from depression or anxiety, or both.9

 These connections between stigma,  women’s disempowerment, and 
depression  were apparent in our study of Uzbek  women living in the 
wake of national in de pen dence.10  Under Soviet rule, the law required 
that  women have access to education and employment. The removal 
of Soviet power in Uzbekistan in the 1990s led to a resurgence in cer-
tain Islamic traditions that subjugated  women. As a result,  women 
 were removed from schools, pushed out of jobs, and many  were no 
longer permitted to go to the doctor or shop alone. We identified high 
rates of depression among  women overall, much higher than among 
men. Moreover, the very highest rates  were among  women who be-
lieved they should have real autonomy.  Women who  were fine with 
the new social order— who  didn’t think it was patently unfair— had 
relatively better  mental health.

Food, Social Failure, and Depression

Anthropologist Lesley Jo Weaver has been  doing fieldwork in Brazil 
recently to study the links between food and depression.11 Like the 
United States, Brazil is a huge, diverse country with many social and 
economic inequalities.  People are discriminated against and socially 
discredited based on many  factors. For example, not having a slim 
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body shape, not having light skin, and not eating the right high- 
prestige foods (like pizza and ice cream)12 all mark you as being 
“ behind the times,” “unmodern,” and less impor tant to an advanc-
ing country. Weaver interviewed men and  women living in six hun-
dred  house holds in a farming community, where the standard cuisine 
is rice, beans, and meat. For them, a shameful diet lacked variety, con-
tained  little meat, and  wasn’t cooked fresh. At the same time, most 
 people  didn’t think food insecurity was a prob lem,  because as far as 
they could tell their neighbors always had enough to share. Herein 
lies the rub.

Certainly, being short of food is depressing. Weaver, along with 
our colleague Craig Hadley, has shown that experiences of food inse-
curity make  people more likely to suffer anxiety and depression all 
over the world.13 But the deep shame of not having enough food to 
meet social expectations is what seems to  really intensify depression. 
The more  people understand they are failing socially, and strug gle to 
meet  those norms, the more depressed they seem to become. Food is 
something we must deal with  every day of our lives. It is also at the 
core of how we relate to  others in our  family and our community, by 
sharing meals. Food sits at the heart of our social relationships.

Similar to ijat in Nepal, it  isn’t the shortage of food alone that de-
presses  people. It is about a failure to live up to basic social expecta-
tions. Giving and receiving food is a key social activity in the Brazilian 
community where Weaver conducted research. You should offer a 
plate of food to neighbors  after an event or invite friends who stop by 
to join your  table. Weaver explains that the shame and self- stigma of 
not having enough food makes  people desperate to hide their food 
shortages from  others. As a result, they  can’t engage in food reciproc-
ity, nor explain why they are defaulting.

Luisa, who lived on the edge of the community, explained it by say-
ing, “We do what we can. Sometimes we have to eat only rice with noth-
ing on top of it. That’s it. That’s how it is for us. We  don’t have to be 
ashamed of how our situation is, it is normal.” Luisa’s statement of 
“We  don’t have to be ashamed,” ironically shows just how humiliat-
ing it  really is for her. The shame of food insecurity, as much as food 
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insecurity itself, was driving depressive symptoms in  house holds 
like Luisa’s. In addition, not having enough food to connect socially 
with neighbors was also socially isolating, which is another major risk 
 factor for depression. But which families  were the most depressed of 
all? The worst symptoms  were experienced by  those who  were driven 
by shame to buy and share luxury food items that they simply  couldn’t 
afford.

 These types of daily social failures are making  people depressed in 
countries all over the world, not just in places like Nepal and Uzbeki-
stan and Brazil, where globalization and social change are wreaking 
havoc. Arizona State University  anthropologist Ben Trumble has been 
working with a large team of anthropologists to track health shifts 
among the Tsimané hunter- gatherers of lowland Bolivia. While Trum-
ble’s field site is in the same small country as Amber’s, it would take her 
seven days of uncomfortable travel by bus, canoe, and foot to get from 
her field site in Cochabamba to the Tsimané villages where Ben works.

Figure 9.2.  Tsimané hunter bringing home a peccary, Bolivia. Photo by B. Trumble
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The Tsimané are rainforest hunters and swidden farmers. They 
earn a  little additional cash by selling wood or farming bananas and 
manioc, or taking small jobs at the market town of San Borja. They 
live in about ninety highly social, family- based villages. The Tsimané 
have a relatively fair, egalitarian society where both men and  women 
can have a voice of authority. Elders are heeded, and older  people 
look  after younger.  People are expected to share. They are expected to 
support each other.

The Tsimané understand depression and can feel it intensely.14 
They describe it as yoquedye’ (“thinking too much”), which  doesn’t 
exactly match the En glish description.15 To them, depression is worry, 
pure and  simple; it is about losing someone you love or the effects of a 
serious illness. But what makes  people most distressed? When Trum-
ble’s team surveyed the Tsimané, in asking what they would change 
in their lives to be happier, bringing home more food and sharing it 
more with  others topped the list. The least productive adults  were the 
most depressed,  because they felt they  were failing to meet their obli-
gations and worried about getting their families enough to eat. More-
over,  because the older Tsimané are expected to be better hunters and 
fisherfolk and thus provide more, being both older and unproductive 
proved the most depressing combination of all (figure 9.2).16

Across socie ties, depression symptoms generally correlate with 
 people’s deep concerns of who they should be in their daily lives. They 
also tell us a substantial amount about “what  matters most” to  people.17 
We seem to be especially likely to get depressed when we feel we are 
utterly failing to meet  those expectations— when we know that  others 
see our failings.18 Nothing more clearly represents utter social failure 
than stigmatization, and any type of stigma can trigger depression— 
even very  simple, almost incidental  things like where you live.

The Depressing Stain of Tainted Places

Just down the road from our offices at Arizona State University is 
South Phoenix. We have been  doing applied, community- based ethno-
graphic research  there since 2006, mostly around the issue of obesity. 
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Over the years, we had heard many  people talk with pride and care 
about their community. They expressed positivity, appreciation, soli-
darity, and hope about living  there. But  people living outside of South 
Phoenix  didn’t tend to share this view, and it seems they never have.

The city of Phoenix emerged as a new, booming agricultural center 
in the late 1860s, on the remains of the abandoned ancient Hohokam 
canal system that distributed  water from the Salt River. When the 
railway came through Phoenix in 1887, mi grants arrived in search of 
work. Mostly Spanish-speaking, they  were forced to live on the south 
side of the tracks. Their shacks and tents were clustered amid the 
stinking mills, factories, stockyards, and foundries that supported 
the growing city. Their homes in South Phoenix  were cordoned off 
from the rest of the citizenry.

Reliable  water, sewage, and paved roads  were investments made 
only to the north of the tracks, where new, white- only neighborhoods 
like Scottsdale  were rapidly expanding. By the start of World War II, 
only 5   percent of homes in South Phoenix met acceptable housing 
standards such as  running hot and cold  water and a flush toilet. With 
severe overcrowding and rampant poverty and malnutrition, newspa-
pers reported that babies  were  dying at alarming rates, many from 
typhoid and tuberculosis.

From early on,  those living in South Phoenix  were clearly marked 
by the rest of the city as classic “unsanitary subjects.”19 Our colleague 
Bob Bolin has been studying the history of such injustice in  these 
neighborhoods.20 Bolin showed us a very telling 1879 local newspaper 
clipping:

[They] do their washing and cooking on the sidewalks, and all manner 
of filth is thrown into the ditches. They have no out houses, and the 
stench arising from the numerous adobe holes is simply fearful . . .  
Some portions of our town surpass that of the Chinese quarters 
in San Francisco for filth and stench.

This sense of contamination reinforced the physical separation of 
the occupants and their neighborhoods from the rest of the city. They 
 were stained by place, and the place was stained by them.
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This stain has continued to be reflected in urban planning decisions 
made over the last  century. The railways have shrunk in importance, 
but South Phoenix is now sandwiched between the mountains and 
downtown, two major freeways, and the main airport. The neighbor-
hoods have dusty streets of small homes with pockets of factories and 
light industry (figure 9.3).  Today, around two- thirds of South Phoe-
nix’s residents are Latinx and half of them  were born outside the 
United States, mostly in Mexico.

We began to won der: Lots of prior research has shown that living 
in poverty and health strug gles can place  people at risk of depression; 
could something as seemingly innocuous as feeling stigmatized for 
where you live also cause depression? This would be significant, given 
that previous studies had suggested the stigma of a place could stick 
with  people long  after they even lived  there. One study showed that 
residents from public housing proj ects in Chicago remained tarred 
by their neighborhood’s reputation for drugs and vio lence long  after 
they had moved far away to Iowa.21

In 2013, we began to study the effects of neighborhood stigma by 
recruiting and interviewing eighty- four  people in two Phoenix, Ari-
zona, area neighborhoods: lower- income South Phoenix and nearby 

Figure 9.3.  Residential street view in South Phoenix, Arizona, United States.
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North Scottsdale.22 North Scottsdale is a place of prestige and com-
fort, often seen as a vacation delight with luxurious spas and cowboy 
kitsch, predominantly wealthy and almost 90   percent white.23 It has 
high- end retail stores and restaurants, along with well- maintained 
parks, lakes, golf courses. It is as socially distant as you can get from 
South Phoenix’s lower-income, high percentage mi grant neighbor-
hoods, even though it is less than ten miles from the edge of one to the 
other. We asked our participants describe both their own and the 
other neighborhood. Residents of the predominantly Latinx South 
Phoenix described Scottsdale and its residents as rich, clean, and ex-
pensive. Scottsdale residents described the  people of South Phoenix 
and their neighborhoods as poor, dirty, and full of criminals. It was 
classic stigma of place.

We also then interviewed three hundred Latinx people living in 
other parts of the city as a comparison  later that same year, from de-
mographically similar neighborhoods but without South Phoenix’s 
stigmatized reputation. We also asked  people about their health, the 
types of other stressors they had in their everyday lives, and what 
they thought was good and bad about their neighborhoods— things 
like  whether  there  were parks and walkable streets, their relation-
ships with neighbors, and graffiti, trash, and crime. We then mea-
sured their level of depression.

Compared with Latinx people in other similar, but unstigmatized 
neighborhoods,  those living in South Phoenix  were much more likely 
to perceive themselves as judged negatively  because of where they 
lived.  Those living in South Phoenix (28   percent), in low- income 
tracts (26  percent), in predominantly Latinx tracts (34  percent), and 
Latinx people (25   percent)  were more likely than the overall sample 
(4   percent) to report they had been discriminated against or been 
treated badly  because they lived in their neighborhood. Even once 
we took such  factors as income, being Latino, and having low in-
comes into account, we found that South Phoenix residents also had 
much higher risk of exhibiting symptoms of depression.24

The  simple stigma of living in the “wrong” place was emotionally 
distressing and depressing for  people. While  there  isn’t a lot of 
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 research yet from other locations, we suspect the same pattern is re-
peated in the many stigmatized places around the world.25

Gender, Stigma, and  Mental Health

 Women are estimated to have higher rates of depression and anxi-
ety at any time and across their lifetimes, something like one- and- a- 
half to two times the risk that men do globally.26 The  causes of this 
gender difference are not solely or particularly biological, but rather 
depression shadows adversity and social suffering associated with 
being female.  These can then interact with biological vulnerabilities 
to exaggerate risk. For example, globally,  women are more likely to be 
living in poverty than men.27  Women are also more often held to ac-
count for failures in how they or their  family looks or eats or acts, 
such as having hungry or unacceptably dirty  children. Much of this 
judgment is created or amplified by lack of resources.

Consider  women’s experience of infertility in Egypt. A  couple’s in-
fertility triggers more psychological distress in  women than men. 
 Women are more often blamed for the  couple’s infertility itself, 
even though something like half the time the medical issue may be 
with the husband. Married  women’s social worth lies more immedi-
ately in meeting expectations of motherhood compared to her hus-
band’s. Divorce becomes more likely in a society where men can start 
over with a new wife and  women  can’t— and a divorced wife has 
much reduced social and economic circumstances compared to her 
former husband. Relative wealth  matters to the equation of  women’s 
suffering as well,  because the capacity to fix infertility, such as through 
in- vitro fertilization, is totally dependent on the ability to pay.28 Infer-
tility might be something that happens to both the husband and the wife, 
but the blame and shame is far greater for  women, and so too are its 
damaging psychological effects.

As we discussed  earlier in the book regarding hygiene norms, gen-
dered social standards for physical attractiveness tend to place dis-
proportionate hygienic burdens on  women and girls. In the wake of 
the Bangladeshi floods of 1998, the period of recovery was especially 
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emotionally destructive for young, unmarried, menstruating  women. 
 There  were much higher standards of modesty and cleanliness im-
posed on them, and they strug gled to meet them  every minute of 
 every day. The ubiquitous floodwater made their clothing see- through 
and made them prone to harassment. Crowding meant they  were at 
constant risk of being seen as they washed their menstrual cloths. Their 
sense of self- worth was replaced with constant worry and humilia-
tion. One girl told of how she  couldn’t relax even when she was 
sleeping,  because she was worried about someone seeing something 
they  shouldn’t. She lamented, “Can you imagine the lajja [shame] 
for us girls?”29

 Women are also disproportionately exposed to domestic/intimate 
partner vio lence compared to men, which is, in itself, highly stigma-
tized. Globally at least one  woman in three lives through serious 
physical abuse, such as a rape or severe beating.30 Take the case of 
 women sex workers living in the proximate cities of Beihai and Gui-
lin, in Guangxi province, China.31 The mostly young, minority  women 
from nearby rural areas have  little education or other skills to help 
them earn a living. Located near the Viet nam ese border,  these cities 
attract tourists willing and able to pay for sex. Around four thousand 
 women work in the hair salons, karaoke bars,  hotels, and massage 
parlors that front the trade. Their occupation is both illegal and highly 
stigmatized, yet it is an economic necessity for them and their fami-
lies. They know they are judged as immoral, dirty, and diseased. They 
agree that they are shaming their families and themselves. However, 
what seems to do real and additional damage is not only the stigma of 
the sex work, but also the shame of intimate partner vio lence (IPV). 
 Women are more likely to suffer verbal abuse, too. As one Serbian 
 woman living with domestic vio lence explains, “Emotional abuse 
is worse. You can become insane when you are constantly humiliated 
and told that you are worthless, that you are nothing.”32 All this helps 
explain why being female adds to a potent cocktail for stigma- driven 
depression.33 Being raped, kicked, slapped, dragged, humiliated, and 
belittled by a sexual partner is a major predictor of depression and 
suicidal thoughts.
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Self- Reinforcing Stigma Cycles

We suspect highly damaging, self- reinforcing cycles of stigma and 
depression are causing millions to suffer all over the globe. But  there has 
been almost no epidemiological work to show if and how this happens. 
One exception is a study of young  children orphaned by HIV in Henan 
Province in central China, one of the poorest regions in the country.34 
Unfortunately, this study shows how awful such cycles can be.

In the late 1980s and early 1990s, impoverished rural Henan adults 
sold their blood at a poorly managed, government- run scheme. Hav-
ing numerous donors hooked to the same blood- plasma machines led 
to a sudden and deadly epidemic of HIV. The count may have been as 
high as one million adults infected. Their  children, too young to do-
nate blood,  were left  behind as orphans. In the words of one of  these 
9- year- old girls,

[ After my parents died], the kids in the village did not play with me 
anymore. Nobody in school wants to speak with me. I have not spoken 
to anyone for a long time  because no one  will listen to me . . .  I wanted 
to speak with my good friend before, but she is not willing to talk to 
me at all and always covers her mouth with her hand.  Today, I fi nally 
found someone I can talk to: the big, yellow dog in my  family. He is 
quietly listening when I talk and he  will cry when I cry.35

Many thousands of  these young  children  were rejected by their ex-
tended families. They ended up in the government- run orphanages set 
up to respond to the crisis. Most found that the physical living condi-
tions  were an improvement over the mud huts they left  behind,36 but 
they  were socially tainted by their parents’ stigmatized deaths. This 
stigma was reinforced  because  people  were not only afraid of HIV; they 
also viewed giving blood as something only poor, desperate  people did.

For three consecutive years, Henan  children with HIV- infected 
parents and AIDS orphans  were tracked, recording their awareness 
of stigma around HIV/AIDS, the level of mistreatment they felt from 
 others, and their levels of depression.  Children  were asked if they 
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 were teased or picked on, ignored by relatives, or other wise mis-
treated  because of how their parents had died. What emerged was a 
portrait of a vicious cycle.  Children who reported more mistreatment 
became more depressed. Depression seemed to make them more 
aware of and alert to their stigma and mistreatment. This then led to 
more stigmatized treatment by  others, then more depression.

This is one of the few direct cases where the empirical effects of 
layered vulnerabilities have been unraveled and disassociated in a way 
that recognizes their additive, layered, intersecting, and compounding 
effects. In ethnographic fieldwork, though, we anecdotally observe this 
again and again, manifested as cycles of anger, frustration, depression, 
and illness. We need a lot more data- driven epidemiological studies to 
better help  those trapped inside  these awful cycles.

The Real Challenge: Compounded Stigma

Following Kimberlé Crenshaw’s groundbreaking work37 on inter-
sectionality, social scientists have come to understand that axes of 
risks for stigma (such as being racially minoritized, female gendered, 
large- bodied, living in a devalued neighborhood, or belonging to a 
marginalized or disadvantaged social group) do not act alone. Black 
 women in the United States, for example, experience multiple, over-
lapping, and compacting stigmas in ways that other stigma- sharers 
(e.g., white  women and Black men) do not.  Because Goffman’s early 
work centered on dominant norms (implicitly understood to be male, 
white, heterosexual,  etc.) and conceptualized stigma as a deviation 
from  these norms,38 the stigma lit er a ture has yet to fully address how 
intersectional experiences of stigma produce fundamentally dif fer-
ent  mental health risks.39

So, stigmas rarely travel solo. Disempowerment and isolation can 
hit from multiple  angles: A person with untreated schizo phre nia is 
also more likely to be unemployed, substance- using, homeless, and 
HIV positive. Each stigma then permits  others by association. A poor 
person smoking crack is judged more harshly as a social failure and 
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criminal than a rich one inhaling cocaine.  People already living with 
the stigma of obesity are then judged more harshly for being unem-
ployed or single, and so on.

Coping with stigma, depression, and social isolation can drive 
 people to participate in risky, stigmatized be hav iors like drug use, al-
coholism, and stress eating. The depressive effects of stigma are, 
thus, often complexly compounded. One study in highly urban Balti-
more, Mary land, USA, showed that homelessness is often a prob lem 
for heroin, crack, and cocaine users. Having no place to live caused 
depression, but this effect was small compared to the shame induced 
by their drug use. The compounding of shame- based depression made 
it harder to get off the streets, creating a downward spiral.40

Compounding this further, depressed  people seem to be more aware 
that they are being stigmatized. Fi nally, the proverbial cherry on the 
cake: The more depressed you become, the more sensitive you are to 
feeling shamed and humiliated. In  these ways, stigma and depres-
sion seem to feed off and intensify each other.

The power of stigma to depress and other wise sicken in this way 
has been mostly invisible to public health and medicine to date. But 
 there is good reason to suspect that stigma could be one of the basic 
 drivers of global  mental illness, as well as a fundamental and wide-
spread cause of health inequalities.41  Until we have contrary evidence, 
we need to act on the assumption that stigma is a major, mostly un-
recognized global force, shaping and compounding depression and 
prob ably  every other  mental illness too.

The Bottom Line

Stigma strikes at the core of our social identities, telling us that we 
are devalued by  others or should devalue ourselves. Multiple types of 
stigma and other forms of low power intersect, compounding  people’s 
distress. This worsens depression and other  mental illness. Stigma is 
likely a major, unrecognized driver of global  mental illness.
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What We Can Do

Our goal in this book has been to show exactly how and why stigma 
creeps into public global health efforts, usually just outside of our vi-
sion, and the damage this does. We have also discussed how and why 
chronic, complex physical and  mental health conditions— such as 
obesity,  mental illness, and sanitation- related diseases— are extremely 
difficult to destigmatize. But  there is much that can be done, and this 
is the focus of this final chapter. In fact,  those who work in global 
public health are often best able to enact impor tant changes in how 
we recognize and challenge stigma (figure C.1). Global health prac-
tice might be a source of some of the prob lems, but global health 
prac ti tion ers are themselves the keys to the solution.

How Do We Remove Stigma from Global Public Health Efforts?

Obviously perhaps, the most effective way to undo the damage of 
stigma within public health is to prevent it from happening in the first 
place. So, as a first, crucial, fundamental point we want to make in this 
book is that stigma should not be used in any way, for any reason, to promote 
public health. Doctors  shouldn’t be quietly shaming obese patients to 
motivate them to exercise more. Development workers  shouldn’t be 
shaming  people into building toilets,  either. That gets in the way of 
what they are  there to do in the first place— help communities thrive. 
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Shame in all its forms needs to be removed from the public health 
tool kit,  because it too easily misfires.

Some may argue that stigma evolved to keep  people healthy when 
avoidance was the only way to prevent disease, so it remains legiti-
mate to deploy it in public health efforts, like triggering Community- 
Led Total Sanitation or dissuading consumption of sugar- sweetened 
beverages. Regardless, it  doesn’t  matter. The conditions of modern- 
day society and healthcare are nothing like the social conditions in 
which  humans evolved. Solutions that worked back then are quite 
obviously inadequate and inappropriate  today. In small- scale socie-
ties, using stigma to socially isolate a few “undesirables” may have re-
sulted in personal tragedies— lives lost and wasted— but they did not 
have the capacity to create large- scale social inequalities and suffering. 
In our own complexly structured socie ties, stigmatization deepens 
and entrenches massive, systemic injustices, harming our health, our 
economy, and the quality of all our lives.

We have other health promoting options anyway— ones that avoid 
the prob lem of creating stigma altogether. Public health strategies, 
ranging from hospital isolation units to sick days at work, to do the 

Figure C.1.  Arizona State University global health students in Chennai, India, 2017, 
assisting with anti- HIV/AIDS stigma programs. Photo by A. Brewis
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work of distancing us from disease more effectively than stigma ever 
could. Public health messaging can motivate be hav ior by using social 
desirability and pro- social incentives. It is likely to be just as effective, 
for instance, to design health messaging that suggests  people make 
an effort not to be “forgetful” about using a condom so they  don’t 
hurt  others, rather than suggesting non- condom use means they are 
being stupid, dangerous, or malicious.1 Patients respond far better to 
empathetic caregivers than to judgment and disapproval. Under-
funded and overworked healthcare providers around the world al-
ready have enough trou ble connecting with patients— stigmatizing 
messages just further weaken the sadly tenuous bond between patients 
and caregivers.

It is morally right and tactically impor tant to destigmatize global 
health practice, but that does not mean it  will be easy. One of the great-
est challenges is that  every decision made in medicine and global 
health has the potential to create more stigma harm. One reason for this 
is that the social  human brain is designed to judge and does so quickly 
and easily.  Those who stigmatize, especially when they have power like 
that provided by the medical establishment, may not be immediately 
aware of what they are  doing. Or if they are, they  don’t feel any discom-
fort or guilt  because the words or action that follow just feel normal, 
right, and natu ral. Moreover, stigmas tend to intersect and cluster. 
 Those who hold socially devalued roles with much less power (such as 
 women, racial and ethnic minorities, immigrants,  people living in pov-
erty) are often more likely to develop stigmatized health conditions 
and more likely to be blamed for them. This greatly complicates profes-
sionals’ capacity to see and react to stigma in ways that help. Even the 
most well- meaning professionals can make assumptions— culturally 
common beliefs but medically wrong inferences— about  people’s mo-
tivations, be hav iors, and circumstances.

The unquestioned nature of stigma, embedded in our norms as 
what feels “normal and right,” is what makes it so insidious. Wrong 
assumptions can lead well- meaning professionals to design treat-
ments and interventions that reinforce intersecting stigmas, rather 
than advance the destigmatization work that medicine and global 
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health so desperately need. So how can global health professionals, 
who are mostly not stigma researchers and may not have time or op-
portunity for an eight- week training course, identify and counteract 
hidden and intersecting stigmas in health programs? We have devel-
oped a short checklist to help evaluate the likelihood of stigma in any 
intervention, proposed policy, or medical consultation ( table C.1).

If you checked any of the items, you are working with a social group 
or global health prob lem that is at high risk of highly damaging forms 
of stigma. You should think very carefully about the way the global 
health program, public health intervention, or medical consultation 
is designed to ensure that it does not inadvertently shame or blame 
 people whose health is at risk, and that best practices for building 
provider- patient communication and rapport are followed. This means 
showing re spect for patients (no  matter who they are or what they 
can afford to pay), making an effort to build trust, communicating 
with  people in ways they value and understand, and engaging care-
givers and communities in patient care and health outreach.

If you checked two or more boxes, we recommend that your global 
health program, public health intervention, or medical consultation 
should have an explicit destigmatization approach. Given the presence of 
two or more existing stigmas, our work indicates that— even if the pro-
gram promotes no stigmatizing messages—it is extremely likely that 
(1) health workers  will inadvertently convey stigmatizing messages in 
the delivery of neutral health or medical content or (2) patients or 
beneficiaries  will implicitly perceive stigmatizing messages, as  these 
are embedded in their typical day- to- day interactions.

Addressing stigma within existing global health programming 
should always be done at the local level, in ways that speak to the 
specific concerns, priorities and understandings of the patients or 
community.2 The ILEP Guidelines to Reduce Stigma (of leprosy) are 
some of the most cogent in this regard.3 They lay out steps for assess-
ing leprosy stigma, using locally relevant quantitative and qualitative 
methods to identify what stigma exists on the ground and suggest 
dif fer ent procedures for testing public versus self- stigma. We recom-



 table c.1.
Stigma checklist for interventions, policies, or consultations

Social indicators Examples

Is the patient or target population . . .  

primarily composed of  people in vulnerable 
gender or age groups? 

 Women, girls, boys, el derly

primarily composed of  people identifying as 
LGBTQ+ or sexual minorities?

Lesbian, gay, transgender, 
non- binary

a marginalized racial, ethnic, or religious 
group?

Black and indigenous people in the 
United States, Muslims in Eu rope

part of a group characterized by low, highly 
unstable, and/or non- legal income?

Itinerant/undocumented farm 
workers, garbage pickers, recipients 
of public assistance, sex workers

part of a group characterized by lack of 
adequate access to basic amenities/
resources?

 People living in very low- income 
neighborhoods, food-  or water- 
insecure communities

one that speaks a dif fer ent language from 
the rest of the society, has high rates of 
illiteracy, or does not understand the formal 
language of government?

Asylum seekers in Australia, 
Quechua speakers in South 
America, non- French speakers  
in Haiti

Health indicators Examples

Does the health risk or medical condition . . .  

have a risk profile that is often called “cultural”? Domestic vio lence, alcohol abuse

have a risk profile related to poor living 
conditions? 

Malnutrition, cholera

have a behavioral component, through 
which  those at risk are commonly blamed 
for their own illness? 

Obesity, lung cancer, HIV

have an association with patients 
considered socially undesirable or 
problematic?

Drug addiction,  mental illness

qualify as a complex, poorly understood 
condition that is difficult to diagnose and 
treat?

Fibromyalgia, chronic fatigue 
syndrome, autism/ASD, infertility
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mend  these guidelines as a solid starting point for any teams wanting 
to design better approaches that take  these  factors into account. The 
general approach is suitable for tackling many types of stigma, not 
just leprosy.

The more tools in the tool kit, the better. To recap,  these are the 
tactics that can be deployed in anti- stigma efforts, each discussed in 
some depth in this book ( table C.2). Although  these are the best avail-
able anti- stigma approaches developed over many years to combat 
stigma, it’s impor tant to note, too, that none of them have  really solid 
evidence— collected over time or across cultures—to suggest that they 
 will actually work in all the many complex, dynamic contexts of global 
health. In fact, we have presented cases in the book where each of 
 these approaches has failed in some destructive way, regardless of the 
best intentions. It is safe to say that even partly successful destigmati-
zation effort  will likely need to be working through multiple means 
and at multiple levels:  family, community, and institutional.4

In some situations, such as an unfolding infectious epidemic of 
Ebola or H1N1 influenza,  there is  little time to study and test all op-
tions. Immediate action is required. The strategies to destigmatize 
need to be developed and applied quickly and need constant reassess-
ment and adjustment. In such cases, we highly recommend calling in 
anthropologists who can move quickly to extract the key cultural in-
formation and transform it into action.

This approach is increasingly used in real- world global health 
crises— and it’s a proven success. Our medical anthropologist col-
league, Sharon Abramowitz, has done long- term fieldwork in Liberia 
in Western Africa, where the recent Ebola outbreak was concentrated. 

 table c.2.
Some basic destigmatization strategies

Relabel Give the condition a new name
Reframe Remove blame, often emphasizing biological  causes
Reeducate Expose popu lar misconceptions and reduce fear
Connect Meet with real patients, show them as valuable  people 

with full lives
Advocate Social activism, public disclosure, community building
Build Self- Esteem Help stigma sufferers reject self- stigma
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In 2014, Abramowitz was passionately working to coordinate the 
American Anthropological Association / Emergency Ebola Anthropol-
ogy Initiative (figure C.2). In the main city of Monrovia, during the 
accelerating outbreak, she demonstrated that properly developed 
and delivered public health messages could rapidly spread in ways 
that would quickly reduce fear and forestall further infection.5

Despite such successes,  there  isn’t yet as much uptake as we need 
in global health organ izations. In 2014, at the height of the Ebola cri-
sis, Abramowitz documented the details of a phone call she made to 
the New York City office of Médecins Sans Frontières (Doctors With-
out Borders):6

Abramowitz: Hi. I’m a medical anthropologist with fourteen years of 
experience studying healthcare, health systems, and humanitarian 
aid in Guinea, Liberia, and Côte d’Ivoire. I heard your director put out 
a call for help on Ebola on NPR  today, and I  really think I can help you.

Médecins Sans Frontières: I’m sorry, but we  don’t work with medical 
anthropologists in general, except for  under very rare circumstances. 

Figure C.2.  Medical anthropologist Sharon Abramowitz advocating for a more culturally 
appropriate response to the Ebola outbreak in Liberia, 2014. Courtesy of  S. Abramowitz
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If you  really want to help out Doctors Without Borders, you are 
 going to have to go to our website to register as a volunteer. The 
pro cess takes nine to twelve months, and even if we decide that we 
need your skills, we still  won’t guarantee that you  will go to the 
country where you have done research. But please understand that 
it’s extremely rare that we ever have a need for a medical 
anthropologist.

How Do We Make Stigma More Vis i ble?

To tackle the pernicious effects of stigma on  human health, we 
also need to render its scale and impacts fully apparent. By making 
stigma more vis i ble, we mean two  things. First, most global health 
prac ti tion ers know that stigma is a bad  thing, but view it mostly as a 
side issue— just one of a myriad of impediments to preventing and 
treating specific conditions like HIV/AIDS or epilepsy. Second,  there 
is  little understanding of stigma’s pervasive power, operating as a 
 silent but deadly force creating widespread illness. This is  because we 
 aren’t orienting our global health efforts in the right ways to reveal 
this. We  aren’t even identifying and tracking stigma as part of nor-
mal global health efforts.

In the early 2000s, Mitchell Weiss and his colleagues laid an impor-
tant agenda for how to advance  these goals through the application of 
solid social science and epidemiological research.7 Yet, as our anthro-
pologist colleagues Emily Mendenhall, Kristin Yarris, and Brandon 
Kohrt recently pointed out in an essay, too few scholars  today use the 
full tool kit. By a tool kit, we mean the full range of research methods 
that can help us understand stigma and its impacts.8 So, we suggest 
that revisiting, updating, and expanding Weiss’s practical sugges-
tions is a  great place to start to make stigma more vis i ble.

Step 1: Increase Practitioner Awareness

To begin, we need to make global health prac ti tion ers sufficiently 
aware of ways stigma can undermine their efforts, and then we can 
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provide the tools to be able to better foresee and forestall it. This book 
is an effort in that direction. In the field of epidemiology, the role of 
stigma as a crucial driver of population health must be clearly high-
lighted. A number of impor tant efforts in this regard have begun. But 
in our conversations with  people trained in traditional medical models 
(such as the behavior- change model in public health), many seem to 
find it difficult to imagine that stigma is much more than a periph-
eral aspect of  human illness. Rendering stigma and its damage vis i-
ble requires health professionals to be able to more easily and readily 
identify it in their everyday working lives.

This perspective is a product of a medical training system that fo-
cuses on proximate rather than ultimate  causes of illness. Shifting 
health training is the right place to begin. More medical schools are 
considering some form of “structural competency” training within 
their curriculum. The approach shifts the clinician’s view to recogniz-
ing how health disparities are produced through social and institu-
tional disadvantages. It steps well away from the notion that illness is 
produced by individuals’ (often poor) own decisions, emphasizing 
instead how  people’s decision- making is profoundly constrained by 
their economic, po liti cal, and social environment.

Universities and medical residencies can play an impor tant role in 
helping health professionals recognize the biases and limitations of 
their medical training and personal experiences.9 Stigma is an out-
standing example of how  these biases work. We have been applying 
case studies at the intersection of stigma and poverty at the core of our 
global health undergraduate curriculum at Arizona State University 
for some years,10 and we see it is creating health professionals with the 
capacity to see stigma for what it is. The goal is to help a new genera-
tion of structurally sensitive health professionals navigate the often 
unfamiliar, complex, and interconnected constraints and vulnera-
bilities their stigmatized patients face.

Joseph (Joe) Canarie is a former student of ours who exemplifies 
how such forms of training can benefit both doctors and their patients. 
When Joe was an undergraduate in ASU’s Global Health program, he 
designed a unique research proj ect to explore transgender  people’s 
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experiences of homelessness. Working closely with our team, he 
learned new techniques for  doing ethical ethnographic research with 
vulnerable LGBTQ+ populations.  After graduating from ASU, Joe 
continued on to medical school at Dartmouth University.  Today, he is 
a resident physician in pediatric and internal medicine at Yale New 
Haven Hospital. He also serves as an advisor on LGBTQ+ Affairs, con-
tributing his expertise on transgender  children’s medical needs to 
medical student training.

Another goal of our program, and  others like it, is to enculturate 
the idea that destigmatization is a form of social justice activism 
that must underlie all highly effective healthcare. In our own classes, 
we have started testing which forms of instruction around stigma 
and discrimination have the most impact on global health students’ 
awareness of structural barriers, such as caused by racial, ethnic, gen-
der, and age discrimination.11 One impor tant proposed aspect of 
this emerging area of “structural competency” training to promote 
sufficient humility to appreciate the crucial systemic change mostly 
happens slowly, requiring long- term effort and broad collaborations 
with affected communities.12 Our hope is that this  will shape how 
this new generation of health professionals who are particularly 
well- equipped to advance health as a  human right throughout their 
 careers.

For  mental health stigma, psychiatrists are arguably the set of health 
professionals who can do the most to help. Our colleague Brandon 
Kohrt, who is a psychiatrist- anthropologist and global health expert, 
found in his fieldwork in Nepal that local “stigma systems”— how 
 people recognize and react to what is normal or not in a specific cul-
tural context— may overlap from place to place in useful ways.13 This 
thinking laid the groundwork for his work in designing the George 
Washington University’s innovative, eight- week training program 
for resident psychiatrists. In this program, stigma is understood as 
“an affliction of normal  people and normal brains.” It should always 
be expected and planned for.14 Thus, core modules include how to an-
ticipate and manage  mental health stigma in the clinic and  family 
settings, helping patients identify and cope with internalized stigma, 
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and working around the stigma of medical colleagues, families, com-
munities and patients themselves.  Here, Kohrt and his colleagues are 
making the key point that destigmatization is not just a moral impera-
tive; it’s a basic requirement for creating high- quality psychiatric 
healthcare.

Step 2: Track Stigma

We need to be  doing a better job of tracking levels of stigma as they 
vary from place to place and change through time. The good news is 
that we can use epidemiological and social science forms of evidence 
gathering to achieve this goal.  Doing so  will help us address ques-
tions such as: Who is most at risk, both in terms of public stigma ex-
posure and the internalization of stigma (as the most damaging form 
of self- stigma)? And, why? Which health interventions worsen stigma, 
 either intentionally or unintentionally? What forms of stigma inter-
ventions are most effective?

The successes and failures of destigmatization efforts them-
selves need to be tracked, too. Much effort has been put into fighting 
against single stigmas as part of a broader strategy for solving specific 
disease prob lems, like HIV/AIDS and  mental illness. However, not 
enough has been done to track the long- term impacts of  these ef-
forts.15 In other words, we  don’t yet know what works to quell stigma 
over the long term in the real world, even in the best studied cases 
(like HIV or leprosy). And, as we explored in part III, stigmas tend 
to cluster together and the compounding effects of each can be 
very hard to disentangle. We need to develop and use validated in-
struments that capture the felt impacts of general and compounded 
effects of stigmas. Tracking one stigma at a time  will always be 
insufficient.

A good example of how to begin comes from obesity research. We 
have clues that weight- loss interventions are promoting new stigmas— 
ones that actually make it harder to lose weight. Although fat activists 
had been sounding the alarm, few scholars  were making efforts to track 
how much stigma  people feel before, during, and  after interventions. 
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To address this in our research with weight- loss surgery patients at 
the Mayo Clinic, we mea sured levels of stigma on standard psycho-
metric scales. Ostensibly, stigma should drop off with the pounds. 
However, the results show that weight stigma persists even as  people 
lose weight  after bariatric surgeries. Moreover, that stigma makes 
it harder for patients to follow the complex postsurgical dietary 
rules, such as only eating small amounts and having protein at the 
start of  every meal.16 We suspect higher levels of residual felt stigma 
play a role in explaining which patients are most likely to regain weight 
years  later. Better tracking, in this way,  will help us gather evidence for 
what works, what  doesn’t, and why.

Tracking stigma meaningfully  isn’t just about quantifying it— 
figuring how much stigma  there is and how many  people are affected. 
We must also understand the quality of stigma experiences— what it 
is, what it is  doing to  people, and how this differs based on where some-
one sits in the social hierarchy.17 Such work demands a more explic-
itly ethnographic approach to our anti- stigma efforts. For example, 
destigmatization efforts must be evaluated not just by how much 
stigma  people are exposed to. They must also assess where  those most 
affected by stigma are socially located, and the level of harm and dys-
function  people experience in their daily lives as a result.

Stigma tracking must be grounded in local knowledge and experi-
ences. This means examining what  matters most18 for  people locally, 
given that the forms stigma takes can change from place to place. We 
need to ask: On what basis do  people think they are being judged by 
 others? When and how does this bother them? How does this mani-
fest in specific social hierarchies? When does stigma translate into 
distress or other wise harm  people? Where and how do they find ways 
to cope and overcome?

Ethnographies are often the best way to answer questions about 
how  people construct and live in worlds of meaning. Ethnographies 
are especially power ful ways to pre sent the profound emotional mis-
ery of living with stigmatized labels. Two examples we often recom-
mend to our students are Loïc Wacquant’s work on urban marginality 
and Joan Ablon’s work on physical disability.



Conclusion 199

French sociologist Loïc Wacquant’s work on “urban outcasts”19 be-
gan when he was listening to French and American officials talk with 
similar disgust about the  people living in their public housing proj ects. 
Drawing on Erving Goffman’s work about how stigma is created, 
Wacquant provides a compelling account of what he meta phor ically 
calls the “leprous badlands.” The French stigmatized neighborhoods, 
and the stigmatized  people they contained,  were viewed as a product 
of the overextension of the welfare state. The US neighborhoods  were 
created by racialized segregation, criminalization, and denial of 
welfare to Black people. But the overall story has major similarities 
in both cases. Po liti cal and social systems, constructed and propelled 
by stigma, act to marginalize and victimize the  people living in 
them.

Joan Ablon was an anthropologist trained in the 1950s–1960s who 
worked in many of the same contexts we have—in rural Mexico, with 
Samoans, and in the southwestern United States. With this global 
perspective, she was one of the first social scientists to recognize and 
articulate the recurring links between being labeled with illness or a 
disability, being on the outskirts of society, and being stigmatized.20 
 Later in her  career, she wrote a compelling ethnography of  people of 
very short stature in the United States.21 She explains through this case 
how stigmas attached to the most deeply held moral values become 
 those that damage the most. In the United States, where height is a 
core value associated with leadership, attractiveness, and capability, 
the ge ne tic condition of dwarfism pushes you down and out of soci-
ety, triggering both practical and emotional difficulties. Her work 
explains in vivid detail how the world just  isn’t built to fit, or always 
willing to include, the least tall members of society.

At the same time, detailed ethnographic narratives help us under-
stand in power ful ways the costs that accrue to groups of  people who 
become targets of stigma. And more— and  here we come back to our 
deeper sense of optimism— ethnographies have also provided com-
pelling portraits of how stigmatized individuals and groups have 
found hope and improved their lives. Ablon explains how the efforts 
of the organ ization  Little  People of Amer i ca has created spaces for 
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resisting stigma. A careful read of such ethnographies can provide 
impor tant information as we seek to create destigmatization strate-
gies that have a better chance of success. They are also one of the 
best ways to build empathy, which is a power ful way to break down 
ste reo types and can open up new, needed conversations to challenge 
stigma.

Step 3: Connect Evidence to Policy

To make awareness  matter, we need to better connect academic 
and applied findings on stigma to policy. Wacquant centered this in 
his scholarly writing, pointedly examining how urban housing was 
being mishandled by a stigmatizing government.22 But we need to 
find ways to move  these ideas more directly to effective action.

We need better and more easily available scientific proof of how 
and why some groups are more affected than  others. This  will make it 
easier for  people in stigmatized situations to argue for policies and 
practices that reduce burdens on the more vulnerable members of 
society.23 Many  people working in global health are well- situated to 
help with this challenge, including journalists, activists, healthcare 
workers, development workers, advocacy groups, and, of course, our 
elected officials.

Anthropologist- physician Paul Farmer is an inspiring example of 
this princi ple in action: He has spent de cades using ethnographic 
stories to inform the medical establishment about the relationship 
between stigma, infectious disease, and poverty in Haiti. His work 
pushes for changes in the way health efforts are implemented on the 
ground.24 But, frustrated by the lack of adequate institutional action, 
he worked with four colleagues to start Partners In Health, a medical 
charity in Haiti, in 1987. Now working with community organ izations 
in ten countries, Partners In Health provides medical care in ways 
that destigmatize and provide a preferential option for the poor.

With stigma all around us, it is impossible to combat  every form of 
stigma at all times. We need the right tools to address  those stigmas 
that are most damaging. We must differentiate what merely  causes 
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transitory discomfort or slight embarrassment from that which is re-
lentlessly, mortifyingly, emotionally devastating. For example, the pol-
icy that tells  people they cannot smoke in public places is not nearly as 
damaging as the policies that deny the poorest among us (who are 
more likely to smoke) from having adequate healthcare coverage.

 After de cades of field research, we believe the most damage is done 
by stigmas that particularly target the socially disadvantaged and mar-
ginalized. Good examples of this are the cases of leprosy and cholera, 
which we discussed in chapter 2.  These stigmas destroy lives and rip 
apart the fabric of socie ties. This is where we need to start our most 
serious and focused work. If we do this well, we  will also learn how to 
combat the smaller, less destructive stigmas that make every one’s 
lives more difficult and less healthy as well.

I  Don’t Work in Global Health. What Can I Do?

Changing how we deliver healthcare is only part of the solution. 
The rest has to come from all of us, in our everyday lives. But what can 
we do to help, if we  don’t work in public health, development, or 
public policy?

 Because stigma is so ubiquitous in our lives, each of us has the 
chance to act against and challenge it  every single day. One place to 
start is to support legislation that provides basic protection and dig-
nity to every one. In the United States, providing high- quality univer-
sal healthcare would go a long way in addressing stigma- related 
denial of care. In addition, antidiscrimination legislation, too, is much 
needed. Weight discrimination, as we discussed in part III, remains 
perfectly  legal even as other forms of discrimination are outlawed.

Even without legislation, the harm of stigma can be mitigated by 
creating socially valued roles where  people with stigmatized identities 
can thrive. The case of  mental health covered in part II showed—as 
with married  women with schizo phre nia in Palau, Micronesia, and 
depressed mi grant men from Nepal— the availability of socially val-
ued roles can make or break  people’s lives. Many of  these roles  will 
be related to work opportunities, simply  because productive roles are 
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universally valued. In this way, nonprofit efforts to train  those on the 
autism spectrum to succeed in the new software development profes-
sions are absolutely on point. Similarly, efforts to provide decent paid 
work for  people with other types of  mental or physical challenges are 
a power ful way to contribute.

Not all socially valued roles need be in the realm of paid  labor. Be-
coming woven into the fabric of their society greatly  matters for  people 
to enjoy a sense of belonging and dignity. Being able to marry and 
raise  children allows  people to occupy the valued social roles of cher-
ished spouses and loving parents. Serving one’s community, through 
work in a voluntary or religious organ ization, allows  people to build 
social networks of mutual support. Housing that is nonsegregated, 
affordable, and accessible allows  people to take on the social role of 
good neighbors. And being an activist— working to fight stigma and 
change society—is an incredibly impor tant, valuable, and often per-
sonally rewarding social role.

For  those who are themselves the targets of stigma, finding  others 
who have similar experiences can be another power ful step to com-
batting it. Erving Goffman talked about the value of what he called 
“sympathetic  others”— people who know or other wise understand 
and relate to our pain  because they share it. By locating support 
groups, reaching out to  others, and bravely sharing our stories,  there 
is the potential for awareness, action, and change. For  those living 
with stigma,  there is already a large set of materials around how to 
reach out for help and support. The internet now is brimming with 
supportive materials, ideas, and groups to connect with. Many of 
 these focus around a single health condition like tuberculosis, obe-
sity,  mental illness, or HIV.

One of the challenges with this approach is that sometimes con-
necting in power ful ways with other sympathetic stigma- sharers  causes 
the stigma to define us even more. Consider our recent research on 
weight- loss bloggers, which showed that blogging empowered and 
helped them connect to  others who could support them but also ex-
posed them to vicious internet trolls.25 Moreover, many  people at the 
bottom of the social hierarchy who strug gle most with stigma are least 
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able to connect with  these types of support networks. They  don’t 
have the time or resources. Solving stigma is never a  simple, one- 
step solution. Like stigma itself, it’s more of a pro cess, and one that 
demands amazing bravery and resolve.

So, the support of friends and  family  matters greatly. By supporting 
 people and encouraging them to engage with so- called communities of 
suffering, every one can make a real and crucial difference. Goffman 
highlighted the importance of stigma solutions that connect  those 
living with stigma to what he called “wise  others.”  These are  people 
who  don’t carry the stigma but who empathize and can provide sup-
port as a fellow traveler for  those that do. This can be complicated, 
since some of the most painful stigma interactions arise from the 
judgments of  those closest to us, such as  family, colleagues, and class-
mates. But  these are the  people who can also most help.

We are not saying any of this is easy. When we resist expressing 
stigma we are fighting some of our core, evolved  human tendencies 
to judge  others. Even Erving Goffman himself (figure C.3), no less 
than the preeminent stigma scholar of all time, had trou ble applying 
his theoretical positions to  those he interacted with most in his daily 
life.  After his death, many of his former colleagues and students  were 
interviewed at length to better document his life and work. One de-
scribed his take- no- prisoners approach:

 There was a badly crippled  woman in the class yet he persisted in 
talking about “gimps.”  There was also a student with a severe 
stuttering prob lem. This did not prevent her from asking ques-

Figure C.3.  Erving Goffman at his desk. Source unknown.
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tions. Acting as if she was not pre sent, Goffman offered material 
which was sometimes humorous about how stutterers managed 
(e.g., by taking jobs as night watchmen). He reduced another female 
student to tears during an office hour meeting. He was critical of her 
ideas and told her he did not think  women should be in gradu ate 
school. At the end of the last class session a black student said, “This is 
all very in ter est ing Professor Goffman, but what’s the use of it for 
changing the conditions you describe?” He stood up, slammed shut the 
book he had open on the desk and said “I’m not in that business” and 
stormed out of the room. During an open meeting in the midst of one 
Berkeley crisis or another [in the early 1960s], someone said “Professor 
Goffman, where do you stand?” He responded, “When they start 
shooting students from the steps of Sproul Hall I guess I’ll get involved, 
but not  until then.” I recall being stunned.26

A major takeaway from this book, then, is that stigma is always 
 going to be fundamental to the  human condition. We need to ap-
proach stigma reduction with profound humility, and a deep under-
standing that our first responsibility must be to minimize the harm 
that we ourselves do. Stigma is something we all are making  either 
worse or better through  every interaction.

We are cultural beings who take on and reflect the values of the 
socie ties to which we belong. Thus, many stigmas slip in unnoticed or 
are enacted without any cost or guilt to  those who express them. We 
are all a  little Goffman- like at some level— incredibly good at judging 
every one we come across, finding them lacking, and finding defensi-
bility in our reaction. If we are not actively considering our choices, it 
is easy to hire “that nice boy”  because we know just by looking at him 
that he  will work harder. Or it is easy to laugh when the fat kid gets 
teased. Or think it is okay to want to keep someone with HIV out of 
our dorm or neighborhood,  because they may be dangerous or other-
wise morally dubious.

In  these everyday decisions and actions, together we create and re-
inforce stigma. To undo this stigma, we need to accept  those defined 
as dif fer ent and less valuable.  These actions are mostly small and 
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 simple in the moment. We can resist telling loved ones with  mental 
illness to “man up” or “get over it.” We can modify how we react to 
strangers unlike us at the mall or the airport, and try to avoid obvious 
signs of judgment like staring or making snide comments or laugh-
ing. We can muster our courage, too, and tell  those who shame  others 
that it is unacceptable. Noticing stigma and working to address it in 
each of our daily lives builds better communities for all of us. It can 
have positive impacts on every one around us, ourselves included.

Just noticing our own stigmatizing thoughts and be hav iors is the 
first, and sometimes trickiest, crucial step. Often, we only notice our 
own stigmas when prevailing social attitudes change and like- minded 
friends no longer surround us. We might be criticized for our out- of- 
touch views of same- sex marriage. Or we may find ourselves in a law-
suit when our practiced be hav iors suddenly illegally exclude  people 
with disabilities. Goffman would have been horrified, we hope, to read 
his colleagues’ accounts of how his interpersonal style wrought such 
damage on  others. We can try to do a bit better.

Knowing that social norms can change— and becoming a part of the 
vanguard making that change happen—is the next step. We need to 
get better at catching our own stigma, while it is still socially accept-
able, and work harder  toward destigmatization. Cultural norms can 
change slowly, one interaction at a time. That means that  every effort 
we make to destigmatize our thoughts, speech, and actions  really can 
count. We can be more aware of the ways we communicate our nega-
tive judgments to  others and  really try to temper them. If nothing  else, 
this  will make our own small social networks happier and healthier.

If we learn a final lesson from Erving Goffman— that very compli-
cated hero and antihero of stigma—it should be this: Knowledge about 
stigma  isn’t enough. We need empathy and action, too. Harnessed, it 
can create anti- stigma power— a force with the capacity to help heal 
us all.
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What Is Stigma?

Stigma is best viewed as a pro cess rather than a  thing.1 Through the pro-
cess of being stigmatized,  people become socially stained and discredited 
 because they hold a characteristic that is classified as unacceptable or unde-
sirable.2 They lose social standing and become viewed as “less than.” They 
are then moved out, down, or away from society. In this sense, stigma is 
about the consequences of a failure to meet prevailing social norms.  Human 
dignity is something we all value and seek. Stigma is the opposite—it is a 
force that strips away our social status and self- worth. This is  because at 
the heart of most stigmatizing pro cesses is the belief that  people are to be 
blamed and shamed (their fault) or pitied (not their fault) for having the 
characteristic.

The effect of stigma is strongest when moral meanings are attached to 
that failure. For example, in the United States,  people with disabilities are 
stigmatized when they cannot meet cultural norms of autonomy and in de-
pen dence.  People with leprous skin lesions  were defined in Eu ro pean his-
tory as not just diseased but also unclean and immoral, and they  were 
ostracized as a result. Similarly,  people living with obesity are increasingly 
stigmatized by associations of body fat with laziness, lack of self- control, 
and other devalued moral characteristics. Thus, even though obese bodies 
are increasingly common (now one- third of adults in many countries), the 
“fat” body is still defined as an abnormal one. This supports teasing, bully-
ing, and other forms of rejection and discrimination as socially acceptable.

Forms of Stigma

Among academics, stigma is divided into a number of subtypes. Pub-
lic stigma refers to the widespread, approved ways that stigmatizing ideas 
and actions are evident in our everyday lives. Widespread public stigma 
reflects broad social agreement that the ste reo type is true, that the nega-
tive judgment is correct, and that discriminatory action seems warranted. 

Appendix

Stigma
A Brief Primer
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Public stigma can be communicated in a myriad of ways: the punchline in 
a sitcom, schoolyard bullying, the “helpful” nagging of a  family member, a 
doctor’s questions, the trou ble you have getting a job or an apartment, the 
averted gaze of strangers when you are out in public, or the image on a pub-
lic health poster.3 When stigma turns into action in  these ways, it is some-
times termed enacted stigma.4

Sometimes the signs we direct outward to  others are communicating a 
judgment or prejudice that we are fully or vaguely aware of (our explicit 
stigma). Other times they happen outside of our self- awareness  because we 
are just  doing what feels normal, natu ral, and expected (our implicit stigma).5 
This becomes felt stigma when the  people who are the targets of explicit or 
implicit stigma become aware of prejudicial attitudes and notice the stigma 
enacted  toward them. It need not be acts directly experienced,  either. Hear-
ing stories of mistreatment by other  people who are similar to us, such as 
other  people with the same disease, makes us feel stigma too.

Structural stigma refers to stigma that is created and reinforced by insti-
tutions such as governments, medical practice, schools, businesses, or 
community associations. For example,  people with high body weights find 
the physical environments of public spaces, such as airline seats, deliber-
ately exclude them. Similarly, research funding or insurance coverage for 
drug addiction is seen as less impor tant than for other diseases (like breast 
cancer or childhood leukemia) where  people are considered blameless for 
their affliction.

Self- stigma is the most personally damaging form of stigma,  because it 
has profound emotional power. It is the internalization of public stigma in 
ways that push us to question and devalue our core identities. Self- stigma 
happens when  people are aware they are being stigmatized, they agree 
the negative judgment has merit, and they apply it to themselves. For ex-
ample,  people struggling with obesity may notice public stigma  toward 
 people with obesity and agree that fat  people are lazy and ugly. They would 
then conclude, “I am fat; therefore, I too am lazy and ugly.” You can feel 
stigma without then self- stigmatizing (“I may be fat, but I disagree that 
means I am lazy or ugly.”) or you can self- stigmatize without feeling stigma 
(“I am fat and I agree that fat  people are lazy— but I  don’t believe that  others 
 are judging me for it.”).

Courtesy stigma is when  others connected to the stigmatized are also them-
selves socially discredited by association. Healthcare workers in aged- care 
facilities are themselves stained by managing the “disgusting” incontinence 
of residents,6 and  those working with  people with disabilities are viewed as 
having no quality of life or job satisfaction. Courtesy stigma can extend to 
families too, such as parents with HIV- positive  children who are judged as 
having raised someone who was sexually indiscriminate or a drug user.
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How Does Stigma Work?

To explain in more detail how stigma is created and perpetuated,  here 
we identify eight core theoretical understandings that explain current 
thinking and that are reflected in the pre sen ta tion of cases throughout the 
book.

1. Stigma is embedded in our cultural norms and values.

Stigma is one pos si ble result of failing to meet prevailing public cul-
tural norms. By norms, we mean what  people generally and collectively 
agree is normal, acceptable, or desirable. The hygiene norms discussed in 
chapters 1 and 2 are a good example of this. In places such as the United 
States, United Kingdom, and Canada, handwashing  after using the bath-
room is a norm— every one is expected to do it. Norms need not exactly 
match what  people actually do. Many  people  don’t always wash their 
hands, even if they know it is the right  thing to do.

 These types of judgmental norms that define stigma become attached to 
any number of characteristics. They may be identifiable by body characteris-
tics: vis i ble tooth decay, being too hairy or too bald, being too short, or in a 
wheelchair. They can be applied to be hav iors that may not be directly ob-
served: drinking alcohol, sexual indiscrimination, or bulimic vomiting. 
They attach easily to a diagnosis with an undesirable or  little understood 
condition: epilepsy, HIV, or prostate cancer. The stigmatized trait need 
not even actually exist. It must only be perceived to exist.

Stigmas tend to be strongest where  people are seen as morally respon-
sible for their condition; overweight  people may be seen as lazy or unmo-
tivated or  people who test HIV positive may be seen as sexually promiscuous 
or using illegal drugs. Where disease is seen as outside of one’s own con-
trol, a twist of fate, or just bad luck, stigma tends to be softer and easier to 
manage. Yet even though some conditions carry less moral blame— like 
blindness or Alzheimer’s or epilepsy— they can draw pity. The assump-
tion that pitiful  people have no quality of life can add to the felt stigma 
 because it also allows and encourages social distancing and exclusion.

This close association between stigma and blaming  people for their 
condition also explains why discriminatory treatment by  others (such as 
teasing or bullying), especially when enacted within institutions (like quar-
antine laws for leprosy), are seen within mainstream society to be both ap-
propriate and justified. Queen Elizabeth I is said to have bathed about 
once a month— about as often as Doña Maria from Bolivia, who we intro-
duced in chapter 3. But smelling bad was not seen as a moral transgres-
sion in Elizabethan  England. It was instead viewed as a practical real ity 
that transcended classes, and thus, it  wasn’t as socially damaging.
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Stigmas always make local sense. They map onto, remind, and reinforce 
our core social values.7 For example, as we discussed in chapter 9, the symp-
toms associated with severe depression— like social withdrawal and 
thoughts of suicide— are a  great concern in all socie ties. But the basic rea-
sons for why they are so socially threatening, and hence who they most 
stigmatize, differ. In China, where preserving  family lineage was histori-
cally a core concern, depression in unmarried adults might be concerning 
if it is seen to undermine the ability of the  family to engage in the types of 
social relationships (like marriage) that are needed to meet this social goal. 
In contrast, in Latin Amer i ca, depression in married men might be worri-
some if it suggests someone is unable to fulfil the patriarchal role of pro-
vider and protector of the  family.

The way stigma applies may be dif fer ent by gender, ethnicity, income, or 
age based on social roles. A man carry ing herpes or  human papilloma virus 
might be judged as a “player,” whereas a  woman with the same disease is 
more likely to be judged as sexually indiscriminate and “damaged goods.” 
An el derly person with extra body weight is more acceptable than a 
younger one,  because some weight gain is seen as a “normal” part of aging.

Stigmas are also dynamic. They change through time. Diseases, it seems, 
are most likely to be stigmatized when they have no known cause nor cure.8 
Advances in medical knowledge can, thus, be very influential. Leprosy stigma 
decreased markedly when the bacteria causing the disease was identified 
and better therapies  were developed. In prior generations, breast cancer was 
surrounded by shame and secrecy, but, with new treatments and a better 
prognosis, it has shifted from being seen as a death sentence to a heroic fight 
for life.

2. Stigma is created and reinforced both  
institutionally and interpersonally.

Illnesses  don’t stigmatize  people;  people and the institutions they cre-
ate do.9 Stigmas, and the norms that permit them, are created and rein-
forced  every day.  People  aren’t stigmatized  because of having HIV or lep-
rosy or chlamydia; they are stigmatized by the thoughts, speech, and 
actions of  people around them. Stigma is communicated in the words we 
choose (“fat,” “retarded,” “gimp”); in mocking, teasing, and physical bully-
ing; and by cruel postings on social media. It is created when we avoid a 
gaze, look away, or cross the street. It is reinforced when we take longer 
to serve someone in a shop or to treat them in an emergency room. It is 
embedded in the choices made when a landlord rents an apartment, a boss 
offers a promotion, a teacher calls on someone in class, or peers decide 
where to sit during lunchtime.  Because stigmatizing thoughts, speech, 
and actions align so closely with barely questioned core cultural values, 
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 people colluding in this everyday production of stigma often consider 
their be hav ior fully justified. They also may not be fully aware of the mes-
sages they are sending  because it just feels like business as usual.

Institutions like media, law, religion, industry, and government com-
municate and reinforce stigma, too. Churches decide who “deserves” 
charity. Our governments determine who should be quarantined for public 
safety, denied treatment to spare the public purse, or allowed access based 
on their disabilities. “Fash ion able” stores  don’t offer clothing in larger 
sizes, and “standard” seat  belts and seats on airplanes fail to fit many com-
fortably, reminding  people that it is unacceptable to be large. Employers 
decide comfortable breastfeeding facilities  aren’t impor tant, forcing 
 women to pump their breastmilk in toilet stalls or to give up breastfeed-
ing—or working— altogether. Tele vi sion pre sents images in ways that rein-
force the superiority of such traits as youth, slimness, and elevated mood 
over being older, fatter, or depressed. News stories reinforce the idea that 
low- income, minority, and immigrant neighborhoods are dangerous and 
less deserving, shaping fewer government investments in the provision of 
green space, hospitals, pollution mitigation, and policing. This then adds to 
the likelihood that  people in such neighborhoods  will get or stay hurt or sick.

3. Diseases are par tic u lar magnet for stigma.

Global health is one of the ripest areas for studying stigma pro cesses. 
This is  because disease is a particularly strong magnet for them. Illness is 
one of the shared conditions that all  humans worry about, and the most 
damaging stigmas reflect and feed on what  people care about.  Those 
permutations of “what  matters most” are culturally defined.

 Mental illness is more likely to be stigmatized, as we discussed in chap-
ter 8, when it interferes with culturally defined “productive” social roles, 
such as holding down a nine- to- five job or getting married. Moreover, dis-
ease follows and reinforces poverty, and a  whole host of other intersecting 
vulnerabilities as we discussed in chapter 9. Stigma can become an easy 
tool for signaling fear or distrust, as we explained in chapter 3, and so a 
common lever for pushing  people further down and out in society.

Diseases that are considered contagious and deadly evoke the most 
fear. Contagious diseases are more likely to evoke pernicious stigmas, such 
as the cholera epidemics discussed in chapter 3. Diseases with less hope of 
permanent recovery also tend to be a focus of per sis tent stigma, such as 
the case of schizo phre nia detailed in chapters 7 and 8. The introduction of 
modern phar ma ceu ti cal treatments for tuberculosis, leprosy, and HIV/
AIDS have all been helpful in reducing fears about the disease and accord-
ingly its stigma.  Those diseases where moral failings are generally believed 
the central  causes of disease (such as laziness and lack of self- control in 
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obesity, or sinful indulgence in addiction or sexually transmitted diseases) 
tend to be more stigmatizing than  those where moral fault is considered 
absent, a point clearly made in chapter 5.

Stigma and medicalization, the shift to conditions being defined by and 
treated via medical knowledge and practice, have a complex dynamic. Label-
ing conditions as disease and recognizing or preferring medical treatments 
can both variously increase and decrease risk of stigma for the affected per-
son, as explored in chapter 7 on  mental illness. The stigma of addiction has 
reduced with growing recognition of it as a somewhat treatable medical dis-
ease, in part  because this shifts away the notion of personal blame in the 
etiology of the related alcohol abuse or drug use. In our own research, we 
have seen how parents of “badly behaved” school children often find a diag-
nosis of ADHD is useful not only to their  children’s school per for mance and 
provision of better ser vices, but also their own sense of their worth as par-
ents as blame shifts from them to “ge ne tics.”10 Yet, a child’s diagnosis can also 
bring new felt courtesy stigma to the parent also, such as believing  others 
judge the use of psychoactive drugs as a crutch for their poor parenting.11

Similarly, bariatric patients in our studies with Mayo Clinic patients have 
revealed how impor tant demonstrating to every one around them that they 
are medically compliant (such as exercising regularly) is crucial to control-
ling the stigmatization they experience from  others around them.12

However, sometimes defining a medical condition or getting a diag-
nosis can itself create or reinforce stigma. For example, as we showed in 
chapter 6, increasing efforts to address obesity as a medical condition seem 
to be only exaggerating the stigma and resulting suffering, in part  because 
the medical approach emphasizes weight as an index of personal failure. 
Diagnosis with a severe  mental illness can trigger new stigma, exactly 
 because it now has a name, as we explained in chapter 4. And, to add to the 
complex relationship between stigma and disease, sometimes playing 
into and embracing stigmas can in itself reduce the social or physical suf-
fering of disease and help with treatment. Shared stigma suffering can 
bring  people together in ways that connect them, so the very experience of 
the stigma in turn becomes part of their healing.13

4. Coping with and resisting stigma is hard work.

 People do not just give in to stigma; they find ways to push back. For 
conditions that can be hidden from  others, one choice is to conceal them. 
This is commonly referred to as passing for normal. Many  people with mild 
 mental illness use this strategy, deciding not to share a diagnosis of anxiety 
or depression with colleagues or  family.

For traits that  can’t be masked, like body weight or physical disabilities, 
 people have fewer options. Sometimes they withdraw socially. Sometimes 
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they fight the ste reo types that reinforce the stigma, such as protecting 
how hard they work or how capable they are. Sometimes they work to 
change the story around their attribute. For example, parents may pursue 
a diagnosis of ADHD for their  children to prove that the “bad” be hav ior is 
not the result of poor parenting. E- cigarette users often explain their use 
of nicotine through vaping as safer than traditional smoking, thereby 
pushing for more acceptability.14

Finding supportive allies who are dealing with the same stigma or 
“wise  others” who understand and can sympathize also helps many deal 
with stigma, as we discussed in the last chapter. It can also provide  people 
with a sense of belonging and boost self- esteem and psychological resil-
ience to the effects of stigma. For example, older deaf  people in California 
have been found to identify as members of a supportive community.  These 
meaningful social connections to  others helps them to manage stigma as 
they age and navigate disability. Similarly,  women in Ontario living with 
HIV have rallied together through friendships, support groups, and church 
membership to resist self- blame.15

Joining together with like- minded  others can also create po liti cal op-
portunities to challenge the structural basis of stigma, such as through 
public protest. When the ACT UP AIDS activist movement started in New 
York and San Francisco in the late 1980s, half of all Americans wanted 
 people with HIV quarantined. Through “die- ins” and other public displays 
of collective outrage, they successfully pushed for major investments in 
HIV research and drug  trials. Their tactics  were shocking at the time. They 
invaded medical pre sen ta tions wearing lab coats, and they chanted “Fight 
back! Fight AIDS!” at baseball games. They disrupted tele vi sion productions 
portraying  people with HIV as purposeful killers, and they wore shirts 
stained with bloody handprints to show they  were victims of government 
power.16 But, as we discussed in chapter 7, this was an incredibly effective 
and successful approach.

5. Stigma has power that can be harnessed.

Power relations are central to the perpetuation of stigma. By power, we 
mean the ability to maintain your own interests and get what you want 
or need.17 Power makes it pos si ble for members of one group to stigmatize 
members of another group.

 Because stigma creates barriers to some groups getting resources, it 
can be a tool for reinforcing authority and privilege and can be mobilized 
to maintain the social order.18 The disparaging ways  people talk about spe-
cific urban neighborhoods, which we discussed in chapter  9, is a good 
example of this. When neighborhoods are already characterized by low 
income, minority status, and other stigmatized traits, this facilitates 
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po liti cal pro cesses that deny further amenities. The neighborhoods then 
end up with more underfunded schools, more polluting industries, and 
more intensive policing.

The story of Hawaiʻi in chapter 3 is an excellent historical example of 
the power relations  that drive stigma. Leprosy stigma was used to legitimize 
the types of exclusions and discriminations that kept  others down, to rein-
force the advantaged position and authority of the Anglo- American elite. 
Accordingly, academic definitions of stigma are evolving to emphasize 
that it can only persist in a context where  those in power allow it to do so.19

6. Stigma is self- reinforcing.

One reason that stigmas reinforce low power so effectively is that they 
tend to cluster and layer together (e.g., HIV, tuberculosis, homelessness, 
and drug addiction). This compounding of stigma can be exacerbated by 
other co- occurring structural vulnerabilities such as poverty, sexism, and 
racism. The intersectional clustering of other stigmas and diseases can act 
at the same time to legitimize the stigmatized nature of each.

The case of neighborhood stigma in Phoenix that we discussed in chap-
ter 9 is also a good example of this clustering. Many  people living in the 
most stigmatized neighborhoods are dealing with the stress of undocu-
mented immigration and the threat of deportation. They are unable to get 
steady paid work, lack health insurance coverage, and may not be able to 
get enough to eat. They have higher risk of obesity, diabetes, depression, 
tuberculosis, asthma, and many other infectious diseases and conditions 
compared to other areas of the city. The compounding of all  these stigmas 
then further denies them access to the types of po liti cal, social, and eco-
nomic resources with which they might other wise be able to improve 
their living conditions or challenge the social order.20

The implications of this is that compounding, reinforcing stigmas are 
much harder to intervene on and improve than simplistic stigmas. Fur-
thermore,  people suffering from such stigmas are much more vulnerable 
and should be treated with greater sensitivity by health and medical 
professionals.

7. Stigma may confer other benefits.

The points above suggest that stigma persists within complex, hierar-
chical socie ties  because it allows some  people to maintain and grow their 
power over  others. Yet, as we discuss in chapter 8 on  mental illness, stigma 
is also apparent in smaller, more egalitarian socie ties. So why would 
stigma exist where  there is no clear power advantage? Put another way, 
why would a species that relies heavi ly on culture and cooperation have a 
universal capacity to so readily reject its own?
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In applying evolutionary theory, some social scientists explain stigma as 
an evolved cognitive mechanism. It helps avoid some of the major inherent 
pitfalls of being an ultra- social species.21  People, it seems, can only man-
age a finite number of relationships.22 Thus, having a means to easily 
discriminate who might be the best  people with whom to engage in trade 
or other social exchanges (having sex, getting married, making friends) 
makes sense. It makes  those who do the stigmatizing of  others feel closer 
to and identify more with each other. It can help reinforce in- group 
membership and provide social cohesion.

Another theory, also difficult to test directly, is that the  human capacity 
to stigmatize is a protective mechanism that helps  humans actively avoid 
contagion. This would fit with some scholars’ reports that the types of stig-
mas most commonly seen in small- scale socie ties relate to hygiene or symp-
toms of pos si ble parasitic disease, like skin lesions. It also makes sense in 
light of the observation, discussed in chapter 2, that  there is a clear propen-
sity for  people to react to most stigmatized traits as if they are contagious— 
with emotions like disgust, anger and fear— even when they rationally 
under stand that the traits are not  really dangerous at all and  don’t in fact 
associate them with disease.

 These two theories explain an obvious contradiction in the current aca-
demic scholarship on stigma as it relates to global health. Political- economic 
analyses, which focus on how “stigma power” is produced and reinforced 
structurally, show how stigma can be deployed to block access to basic re-
sources like food,  water, and healthcare. This then leads to self- fulfilling 
and often deadly cycles of illness that reinforce the existing power struc-
ture. In this view, global health efforts are the solution to the prob lem of 
stigma. They break the cycle of need and allow  people to thrive.

On the other hand, evolutionary models highlight the connection be-
tween the  human tendency to create social and physical distance from 
 things deemed disgusting, improper, or undesirable and the need for 
adaptive strategies to avoid contagion in our hypersocial species. In this 
approach, stigma is the solution to the prob lem of global health. This helps 
explain why stigma exists and persists even when  there seems nothing 
ostensibly to be gained, no “stigma power.”

The two models are not, actually, incompatible. An evolved mechanism 
that aided survival and reproduction in the deep  human past could easily 
be exploited for power as socie ties grow more complex and inequalities 
begin to emerge. However, the academic scholarship has done  little to in-
tegrate  these two perspectives. Clearly, the field needs better, deeper theo-
retical synthesis to understand stigma in the context of global public 
health before we can develop any sort of comprehensive strategy to fix it.
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8. Stigma is a major under lying driver of global disease.

As this entire book illustrates, stigma sickens and kills. First, anticipat-
ing or experiencing stigma changes  people’s health- seeking decisions and 
narrows their options. To avoid humiliation,  people deny the signs of ill-
ness or avoid medical treatment. Sexually transmitted diseases like syphi-
lis and gonorrhea are highly contagious, but most are easily treatable once 
diagnosed. However,  people avoid treatment or telling their partners 
about their condition  because they fear being labeled as promiscuous. 
Stigma also drives us to disconnect from a  whole host of opportunities 
and efforts around us that could help. It creates a “why bother?” mentality.23 
As a result, epidemics spread even faster.

Second, being discriminated against, socially rejected, treated unfairly, 
and feeling low on the social hierarchy are physiologically stressful.24 Hu-
miliation and shame, the emotions that stigma promotes, are especially 
intensely felt. Rooted in the mammalian fight- or- flight response, the body 
adaptively and instinctively reacts. It raises blood pressure, hormone cor-
tisol levels, and pro- inflammatory cytokines. Prolonged, chronic activation 
of  these stress- response systems can lead to impaired immune function, 
making illness more likely. If this happens chronically, it can accelerate a 
variety of negative conditions such as cardiovascular disease, unwanted 
weight gain, and diabetes, as discussed in chapter 6. Moreover, as we also 
discussed at length in chapter  9,  because stigma erodes our most inti-
mate sense of self and identity, and, in so  doing, drives  mental illness, too.

Third, stigma that is enacted as systematic and systemic discrimina-
tion means less access to all the resources that are needed to help us stay 
well. Concretely,  these are basic  things like food,  water, healthcare, and 
steady employment. Equally impor tant, stigma prevents us from accessing 
social support and feeling we have value in the world.

Fi nally, as explained through the cases of depression and obesity, stig-
mas and other vulnerabilities such as poverty and lack of po liti cal power 
tend to clump together, and hence compound the illness and suffering of 
each. Anthropologists have termed  these power ful, complicated, often 
locked-in, pro cesses stigma syndemics.25 Together, as we showed in chap-
ter 6 in relation to the example of obesity,  these add up to a growing set of 
reasons we need to start studying stigma as a major driver of global health 
disparities.
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