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   Foreword   

    On Suffering: What We Do Not See 

     David B. Morris, Author of   The Culture of Pain,   and Emeritus Professor of 
English, University of Virginia, Charlottesville, VA, USA    

  We all believe in life. 
 We feel a certain devotion. 
 We feel called upon to live as good a life as we can. 
 We feel that we are in the dark and that even in darkness we must 
 struggle to know what is best to do. 

 —Agnes Martin (1979) 

   “The philosophers have only  interpreted  the world in various ways,” as Marx wrote 
in his well-known “Theses on Feuerbach” (1888); “the point is to  change  it.” 1  Some 
suffering is certainly political and social in the sense that politics and societies 
create it—or create the conditions that permit it to arise and continue; with signifi cant 
effort and luck, good politics and wise societies can help to un-create it. 2   Praxis  
here trumps  gnosis . It is not necessary to defi ne suffering perfectly or to understand 
suffering perfectly in order, no matter how imperfectly, to relieve suffering. Or, 
realistically, to relieve some suffering. We can relieve the suffering of a child who 
does not have enough food, for example, or who cannot afford life-saving 
medications or who has no access to disease-free drinking water. The ethical and 
pragmatic question is whether we, as individuals, will act. The political and social 
question is whether—and how—organizations and nations will act. It is the great 
virtue demonstrated by specifi c foundations, churches, doctors, social workers, 
teachers, students and ordinary citizens that they see a particular instance of 
suffering and—without waiting for politicians, philosophers, or perfect knowledge—
they act effectively to relieve what they can. 

1   Marx, K. (1983). 
2   See, for just two examples, Kleinman et al. (1997) and Sayad (2004). 
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 Politics, while important, is never more than the art of the possible and never 
suffi cient to address the full spectrum of human suffering, and in addition it encoun-
ters one near-fatal, but possibly preventable, blindness to which individual ethics 
also is subject: that is, politics, ethics, and good intentions can  address  suffering 
only where they  recognize  suffering. This is an implication in painter Agnes Martin’s 
provocative prose meditation—a fragment of which appears as the epigraph to this 
foreword—entitled  What We Do Not See if We Do Not See . The medical name  sco-
toma  applies to a visual-fi eld defect that we all possess: a blindness of which the 
individual is unaware.  Anosognosia  is a rare defi cit of self-awareness, usually the 
result of brain damage following a stroke, in which patients who suffer an impair-
ment seem unaware that they are impaired. What don’t we see, it seems fair to ask, 
in the suffering that we do not and cannot see? 

 I thought, for example, that I knew something about AIDS, but I was wrong. I 
knew something about AIDS in the developed world. I knew nothing about AIDS in 
Africa. I simply did not see it. My abrupt wake up came as a visiting faculty member 
on the Spring 2013 Semester at Sea voyage, where more than 600 undergraduates 
spend 4 months taking classes aboard ship and visiting countries from Asia and 
India through Africa. As I prepared my classes, I encountered the amazing book by 
Stephanie Nolen entitled  28: Stories of AIDS in Africa  (2007). Nolen—award- 
winning Africa bureau chief for Toronto’s  Globe and Mail  newspaper—lived and 
traveled extensively in Africa, reporting from more than 40 countries. Her book 
offers 28 brief individual stories representing the 28 million Africans (at the time 
she wrote) infected by HIV/AIDS. Her book was my introduction to some of the 
confusing cultural, geopolitical, and global complexities attached to suffering. I 
began to see what I had not seen. 

 We see to some extent only what we are willing to acknowledge. HIV, as Nolan 
says, targets the topics that people generally “least like to discuss—the drugs we 
inject, the sex we have, especially the sex with people we aren’t supposed to have 
sex with—and the interactions least open to honest discussion or to change.” 3  
Traditional African societies often treat the discussion of sex as taboo, so that the 
link between eros and HIV/AIDS lends extra diffi culties to prevention and treat-
ment. Most important, however, Nolen emphasizes that HIV thrives on imbalances 
of power. It got its foothold among sex workers, drug users, gay men, and migrants—
the poorest and most marginalized members of African society—but once estab-
lished it found power imbalances and routes of transmission (like the highways 
traveled by long-distance truckers) almost everywhere. Rawanda in 1986 was the 
fi rst country to do a national survey of HIV prevalence. The nightmare results: 
17.8 % of people in cities were infected. In 1990, nearly one in fi ve adults in Uganda 
had the virus. By 2005, at least 20 million Africans had died from AIDS. This was 
devastation on a scale like nothing I had seen or could envision. Similar losses 
would depopulate the entire state of New York. 

3   Nolen, S. (2007). Facts and fi gures cited in my discussion are directly indebted to Nolen’s account. 
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 What I learned aboard ship added another layer of complication. Among my new 
shipmates was Desmond Tutu, the Nobel-prize winning Emeritus Archbishop of 
Cape Town. Tutu played a major role in the peaceful transition from apartheid rule 
in South Africa as head of the Truth and Reconciliation Commission. He is far less 
well known, however, for his contributions in establishing The Desmond Tutu HIV 
Foundation, which he developed in the early 1990s and which is justly acclaimed as 
among the fi rst public clinics in Africa to offer the (then) controversial and inacces-
sible anti-retroviral therapy. 4  As our unoffi cial informant about African life and 
culture, Tutu advised his largely Western colleagues and students about the key 
African concept known as  Ubuntu. Ubuntu —a Bantu word—refers to a traditional 
African alternative to the deeply entrenched Western tendency to identify human- 
ness in our capacity for thought.  Ubuntu , unlike the Cartesian  cogito ergo sum,  situ-
ates our basic human-ness in social connections   . 5  As Tutu once wrote, “ Ubuntu  says 
that we cannot exist as a human being in isolation. We are interconnected. We are 
family. If you are not well, I am not well.” 6  On board ship, for the benefi t of students 
and faculty, he translated it in the brief, simple, strikingly resonant statement “ I am 
because you are .” 

 Suffering, among its multiple impacts, certainly helps to strain the affective 
social bonds that hold individuals together, and HIV/AIDS as a source of both 
illness and suffering struck the world of  Ubuntu  as much more than a sexually 
transmitted infectious disease. As it attacked the individual immune system, it 
simultaneously attacked and undermined the social cohesion at the heart of 
African identity.  Ubuntu , unfortunately, can come undone or work in reverse. 
Nolen offers grim accounts of gaunt villagers demonized and left alone to die 
because fellow villagers suspect them of wasting away with Slim—the local 
name for AIDS. The widely shared stigma isolated patients, fractured families, 
and disrupted the ancient fabric of village life: as the number of AIDS victims 
increased among young parents, the number of AIDS orphans mounted. Villages 
could no longer look after the hungry children increasingly left to fend for themselves. 
In short, HIV/AIDS in Africa held a distinctively African profi le, unlike anything 
I knew in the West. 

 My own work with pain required me to think too about suffering, and at a purely 
conceptual level we can tease them apart. 7  I feel pain when I stub my toe, but I do 
not suffer. I might suffer from the loss of a spouse but not feel pain. Neurosurgeon 
John D. Loeser, internationally respected specialist in pain medicine, described 
the distinctive conceptual relations among pain, nociception, and suffering in a 
now-famous diagram reproduced in numerous medical texts.      

4   See Desmond Tutu HIV Foundation (2015). 
5   For additional discussion, see Battle, M. (2009) and Gade, C. B. N. (2012). 
6   Tutu, D. (2014). 
7   See Morris, D. B. (1991, 2010). 
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    From a different perspective, my thinking about pain produced an hourglass 
diagram that places individual consciousness in the center, where a clean, concep-
tual demarcation between pain and suffering is harder to maintain. “Our concepts 
of pain, impairment, and disability,” Loeser’s colleague Wilbert E. Fordyce writes, 
“must consider environmental factors as well as the person.” 8  The extensive 
sociocultural environment, as solid as a medieval cathedral and as diffuse as 
Augustinian theology, affects pain in complex ways, mediated by multiple biologi-
cal systems, but, no matter how complex its organic processes, no matter how fully 
we sympathize with the pain of others, we experience pain only in and through an 
individual consciousness. When we temporarily turn off consciousness, via anes-
thesia, sleep, or drugs, we turn off pain. Consciousness, therefore, is at the center 
of the hourglass:      

    So too suffering. In an integrative, biocultural model, the focus moves both 
inward and outward: inward toward the micro-level processes of cell biology (good 
nutrition can work wonders) and outward toward the macro-level sociocultural 
environments: families, villages, states, religions, media, and international agencies 
or multinational corporations. Intervention at any level in such an interconnected 
model is likely to have an impact at other levels. 

8   Fordyce, W. E. (1995). 

 Fig. 1    John D. Loeser’s biopsychosocial model for the components of pain (Reproduced courtesy 
of John D. Loeser)  
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 Fig. 2    An integrative model of pain (Reproduced Courtesy of David B. Morris)  

 A truly integrative and biocultural model should be three-dimensional and spin, 
but at least a fl at, static version marks a signifi cant distance from the popular belief 
that pain is an electrochemical signal that registers a direct one-to-one relation with 
tissue damage. Human suffering, like pain, involves complex interrelations among 
social and biological dimensions as they play out, inescapably, in a single con-
sciousness. Even collective trauma, as in the Holocaust or in the forced marches of 
Native Americans, register their added cultural burden in the consciousness of each 
individual member of the group. 

 “The brain,” as John Loeser puts it, “is the organ responsible for all pain.” 9  
Suffering too requires the human brain in all its complex biological networks.  What 
we do not see if we do not see , on the other hand, is how suffering plays out in an 
individual consciousness situated within a particular culture. A global perspective 
cannot afford to overlook the ways in which cultures and consciousness, at the level 
of single individuals, rework the experience of suffering. Agnes Martin, in her writ-
ing, certainly recognizes the diffi culties and darkness in which most of us struggle 
to know what is best to do. Her paintings, however, confront us with almost the 
opposite of anguish and confusion: a serene and geometrical perfection that hovers 
somewhere above or beyond the materiality of everyday life with its almost inescap-
able pain and suffering.         

9   Loeser, J.D. (1991). 

Foreword



x

 “My paintings,” she wrote in 1966, “have neither objects nor space nor time not 
anything—no forms. They are light, lightness, about merging, about formlessness, 
breaking down form.” 10  Such a vision may seem to ignore the awful facts of human 
suffering, but perhaps it also recognizes suffering or a dimension of suffering in 
ways that we do not see if we do not see. That is, did Nelson Mandela during his 
27 year imprisonment—18 years on brutal Robben Island—imagine patterns of 
racial and social harmony that others perhaps did not see? Did such a vision help 
sustain him in times, such as the death of his son, when daily suffering reached a 
crescendo pitch? 

 The value of a global perspective on suffering may lie less in its power to reveal 
a sameness in suffering, exposing core similarities or universal responses, than in 
awakening us to its subtle differences within a particular culture and an individual 
consciousness, its potential for radical strangeness, even its almost inexplicable and 
limitless possibilities, as in ancient Greek tragedy or in the abstract paintings of 
Agnes Martin, for recognizing (where others see only evident turmoil, hunger, 
 privation, and sorrow) larger and perhaps mostly invisible patterns: God’s will, 
Fate’s unseen hand, Zen emptiness, Ubuntu connectedness, the geometry of a 
 harmonious life. The ultimate goal of course is to relieve suffering. From a global 
perspective, however, such a goal requires not only that we address the suffering we 
see but also that we strive to recognize suffering in the lives of individuals who may 
not closely resemble us, who may not suffer in ways that we are familiar with, and 
thus—accounting for our own scotomic blindnesses or built-in cognitive and visual-
fi eld defects—to address the suffering that we do not see.  

  Charlottesville, VA, USA     David     B.     Morris    

10   Martin, A. quoted in Wilson, A. (1966). 

 Fig. 3    Agnes Martin.  Untitled #7.  1992. Acrylic on canvas. 72″ × 72″ (Photo credit: Davis Museum 
at Wellesley College / Art Resource, NY)  
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  Prefa ce       

  Goals     This book grew out of a desire to compile in one place the ideas, perspec-
tives, and fi ndings of researchers who are pioneers in understanding human suffer-
ing around the world. Though suffering is a universal experience, these reports 
reveal surprising diversity in approach, emphasis and fi ndings. Some conceptualiza-
tions highlight close associations between suffering and various worldviews includ-
ing humanitarianism, human rights, caring, and healing.  

 “Global” and “suffering” may be household words, but not until this collection 
has a book explicitly tackled the topic of  world suffering . In this pioneering book 
project, I sought to build momentum for a research tradition that might ultimately 
help reduce world suffering. Toward this end, I assembled leaders who have explored 
the fi elds of suffering and quality of life (QOL) to write exemplary essays and 
reports showing examples of what is known, how to improve methods to study 
 suffering, how to collect new and better data, and otherwise how to expand knowl-
edge about suffering around the world. Those reporting research results used quite 
different methodologies: case studies, surveys, in-depth interviews, participant 
observations, and secondary data analysis. Not only do these pages explicate the 
concept of world suffering, they show how it can be investigated on a global scale, 
and, perhaps most importantly, reveal how suffering relief remains central to the 
purpose of human societies. 

 As we link the notion of freedom from suffering with indicators of QOL, we 
achieve a new depth of knowledge. In taking this approach, progress in research on 
suffering or QOL spills over from one to the other, offering new perspectives for 
both. This collaborative writing project explores ways to improve research on 
 suffering by using paradigms and methodologies from QOL research. It also offers 
improvements to QOL research by taking into account pain and suffering. The 
reader will gain a wealth of insights about the interaction between suffering and 
quality of life, the most up-to-date characterization of worldwide suffering, and a 
grasp of the implications of these data for local and global policy on health and 
social well-being. 
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  Processes     Over the past several years, in preparation for writing a short book, 
 Human Suffering and Quality of Life  (Anderson 2014), I digested hundreds of arti-
cles and books on suffering. In reviewing the bodies of literature on suffering, pain 
and quality of life, I found the diversity of approaches and opinions startling. Such 
divergence made the mission for this book even more compelling.  

 To obtain the chapters for this volume, I emailed invitations to about 100 authors 
of academic books or articles related to suffering. Each was charged with writing 
something important pertaining to  world suffering  in 5,000–7,000 words. I received 
about 70 good abstracts and asked for the authors to write chapter drafts. 

 Over a 9-month period, I worked with these authors and obtained reviews in 
order to create high quality, in-depth but succinct essays or reports for this volume. 
Together, the 32 chapters assembled here represent the best of contemporary thought 
and cutting edge research on world suffering and quality of life. The authors live in 
16 countries and represent each major continent except Antarctica. The authors 
don’t necessarily agree on precisely how to defi ne suffering, but their work contrib-
utes to a cumulative body of knowledge on suffering that ultimately will be 
enormous. 

 The authors chose to focus on one or more of these types of suffering:

•    Physical suffering, especially what we typically call pain  
•   Mental suffering, including depression, anxiety, existential suffering, other 

severe mental illness  
•   Interpersonal suffering, that suffering caused by social rejection, social isolation, 

and defi cits in social interaction  
•   Social suffering (resulting from local or global social institutions that harm spe-

cifi c categories of people, such as the poor, the disabled, etc.)  
•   Co-occurrences of all these four types of suffering, which I call “total 

suffering”    

 By bringing a more precise and complete vocabulary of suffering into every day 
and humanitarian discourse, we have the basic tools to collaborate to alleviate suf-
fering and reduce its future occurrence. 

  Audiences     As I assembled the chapters, I divided them in many different ways, 
including by study methods used and key themes. From this process, the principal 
audience communities became more apparent. Anticipated audiences include:

•    Those concerned with understanding pain and suffering and their effects  
•   Researchers wanting to assess the ongoing quality of life of different groups or 

sectors of the world  
•   Those studying community, including online community, and the role social suf-

fering and interpersonal defi cits, such as isolation, have on members of these 
communities  

•   Those supporting or participating in humanitarian activities, including human 
rights, development and otherwise improving the human condition  

•   Healthcare providers and informal caregivers, especially those who struggle with 
suffering  

Preface 
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•   Anyone who wants to alleviate suffering, including reduction of global  inequality 
from which many people live with life-consuming, intense suffering     

  Challenges     In today’s world, it is nearly impossible to escape images showing 
violence, famine, disease, and other calamities. As noted in Chap.   6    , media scholars 
tend to agree that social media and other new technology, combined with narcissist 
marketing of humanitarian aid, produces half-hearted concern for global suffering. 
Thus, the public sees second-hand a barrage of disasters, epidemics, wars, and ter-
rorism. Existing institutions such as human rights organizations and humanitarian 
relief agencies rally support for relief from these calamities. But often their appeals 
fall fl at because the giving public has not been socialized in the humane values that 
demand social responsibility for all tragically suffering human beings.  

 Avoiding preventable suffering is an ultimate human concern. This means that 
human beings must come to terms with it and understand it as a central social 
responsibility in exchange for life. Research on suffering will help us identify and 
evaluate how best to act responsibly. 

 In contrast, unpreventable suffering, such as natural death, can be a tragedy that 
we learn to approach with serenity and accept as part of life. Toward that end, some 
of the chapters here offer enlightenment on how suffering can become a source of 
meaning and an aid to making peace in a cruel world.  

  Minneapolis, MN, USA     Ronald     E.     Anderson    

Preface 
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    Chapter 1   
 Implications of World Suffering for Human 
Progress 

             Ronald     E.     Anderson    

1.1             Introduction 

 Suffering ranks high on the list of what it means to be human, yet the desire and 
action to alleviate our suffering, and that of others, ranks even higher. However, for 
many historic reasons, suffering tends to be repressed and largely ignored. This 
escape from suffering may account in part for the ease by which large numbers of 
people can be indifferent to the tragic suffering around the world. 

 Despite each individual’s unique suffering, it is possible to study suffering among 
not only individuals, but families, groups, communities, nations, and the world. 
Study after study, conducted in different communities and countries, reveals that 
despite small cultural differences, the structure, patterns, and oftentimes meanings 
of suffering, ring true across all social contexts around the globe (Anderson  2014 ). 
I had expected that many of the most interesting fi ndings would be comparative 
(across communities or countries), but this was not the case. Instead, the most 
intriguing results were from the uniqueness of a study’s methodology. Progress on 
social policies regarding suffering requires multiple methods: subjective and objec-
tive measurements; qualitative and quantitative data collection; formal and informal 
analytical approaches, in both research and policy. 

 A comprehensive discussion of suffering naturally leads to considerations of 
alternative strategies for the relief of suffering. Separating chapters into the catego-
ries of humanitarianism, caregiving, quality of life (QOL), community systems, and 
human rights, led to the realization that to some extent, these are parallel types of 
strategies for the relief of suffering. And while funding is a prerequisite for solving 
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many problems of human suffering, changes in basic social and political institutions 
are the real requirements for long-term solutions to the enormous amount of human 
suffering worldwide.  

1.2     Defi ning and Delineating World Suffering 

 In his classic book on suffering for the caregiving professions, Cassell ( 1991 ) 
defi ned suffering as severe distress that interfered with one’s personhood. I followed 
Cassell in defi ning suffering as distress resulting from threat, major loss, or damage 
to one’s body and/or self-identity (Anderson  2014 ). Cassell distinguished not only 
the body and mind but also the conceptions that a person holds of time, causation, 
and most of all, meanings of life. We all agree that suffering can vary in intensity, 
duration, awareness, source, and preventability, but Cassell as a physician was curi-
ous to understand why his patients responded so differently to not only trauma but 
treatment. While his analysis produced in-depth insights into the suffering of spe-
cifi c individuals, making generalizations about global suffering requires more preci-
sion and succinctness in conceptualizing and defi ning suffering. 

 There are times, particularly in ethnographic studies, when one should focus on 
the meanings (principally for the sense of self) that suffering has, or does not have, 
for different individuals. But for large-scale comparisons, it is important to focus 
upon the principal source of the suffering: physical, mental, interpersonal or social. 
 Physical suffering  is the subset of distress resulting from threat or damage to one’s 
physical being, whereas  mental suffering  is distress perceived as originating in one’s 
cognitive or affective self-identity (Anderson  2014 ). Physical suffering is equated 
with pain, even though it often co-occurs with mental suffering (Black  2005 ; Carr 
et al.  2005 ; Livingston  1998 ; Morris  2002 ; Wilson et al.  2009 ). Mental suffering 
includes cognitive suffering (thoughts that produce suffering) and affective or emo-
tional suffering (Francis  2006 ). Mental suffering does not necessarily have an origin 
in painful sensory events, and is more elusive. Depression and anxiety, perhaps the 
most persistent varieties of mental suffering, when combined with other mental 
maladies such as grief, serious mental illness, and existential suffering, together 
form a major type of suffering labeled here as mental suffering. 

 Physical suffering, typifi ed by chronic pain, usually depends upon neurological 
paths between a sensory organ and the brain as a communication system. However, 
recent neuroscience research discovered a number of ways that pain arises without 
following the simple neurological pathways (Borsook  2012 ). 

 The more extreme the suffering, the more likely the sufferer is to experience 
multiple types of suffering. In fact, it is not uncommon for sufferers to simultane-
ously feel all types of suffering: physical, mental, social, and interpersonal. Cicely 
Saunders ( 2006 ), the founder of the modern hospice movement, called this type of 
suffering, “total pain.” To be specifi c, she defi ned total pain as the intersection of 
physical, mental, spiritual (existential), and social. Some people prefer to equate the 
word suffering to situations of “total pain”; I prefer to reserve the label  total  suffering   
for deep distress that intersects all the major types of suffering. 
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1.2.1     Social Suffering and Social Pain 

 The third major class of suffering,  interpersonal suffering , constitutes another name 
for what many call “social pain.” Common examples of interpersonal suffering 
would be social rejection, forced social isolation, and withdrawal of affection or 
interaction privileges. It can also be defi ned as distress infl icted by a primary group: 
family, friends, or people with whom one might have had regular contact. In Chap. 
  27    , David Franks summarizes the research in neuroscience on social pain (interper-
sonal suffering). Principal fi ndings include (1) the potential for highly traumatic 
responses to social isolation and rejection, and (2) the discovery that interpersonal 
suffering and physical suffering affect the identical areas of the brain. 

 In contrast to interpersonal suffering,  social suffering  results from social institu-
tions, especially from community or societal norms that encourage discrimination 
or harm against members of social groups toward which stigma has been directed, 
e.g., minority belief groups, disability or racial groups. These negative effects are 
legitimized and maintained by powerful organizational institutions like govern-
ments and religions. 

 In the past two decades, the label ‘social suffering’ has come to mean suffering 
produced primarily by social conditions that damage a collective’s sense of self- 
worth and heightens powerlessness produced from socially shared traumas 
(Kleinman et al.  1997 ; Wilkinson  2005 ). One frequent consequence of social suffer-
ing is the loss of caring for self and others as valued human beings. Good examples 
of social suffering are victims of social discrimination, disability, poverty, and oth-
ers treated as second-class citizens. Social institutions typically maintain the status 
quo that perpetuates the stigma and the socially shared suffering (Bourdieu et al. 
 2000 ). 

 Social suffering as a concept concerns more than trauma produced by social 
forces. Those who continue to write about social suffering seek to convey that those 
who experience social suffering, and in some instances, those who perpetuate it, 
come to understand the interconnectedness of all involved. Such illumination of the 
full reality of the imposition on those persecuted presumably leads to awareness of 
the moral-immoral aspects of the social relations in play. 

 Another way of thinking about social suffering is that it exposes the role of the 
larger community and society in maintaining unequal social trauma ranging from a 
structure of violence to subtle disparaging of others (Wilkinson  2012 ,  2013 ). Social 
suffering is generally studied using ethnographic, case study methods (Wilkinson 
 2005 ). Classic case studies applying this approach include community violence in 
Fiji (Trnka  2008 ), street drug addicts (Singer  2006 ) and religious persecution in 
India and Pakistan (Nagappan  2005 ). In this book, Chaps.   2    ,   11    ,   12    ,   13    ,   23    , and   30     
apply the notion of social suffering. 

 Some social suffering occurs in the form of genocide and massive atrocities 
against socially defi ned groups. Sociologist Alexander ( 2012 ) developed a theory to 
explain how individual suffering gets transformed into cultural traumas. His theory 
essentially outlines “cultural work,” such as speeches and campaigns, as the critical 
force behind the social defi nition of horrifi c cultural traumas. Sometimes the cul-

1 Implications of World Suffering for Human Progress
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tural work lacks adequate power to defi ne a trauma; for example, in the United 
States, there remains considerable disagreement over whether mainstream culture 
discriminates against African-Americans. Thus, the social suffering of African- 
Americans goes unrecognized by a large sector of the society.  

1.2.2     The Language of Suffering 

 Thernstrom ( 2010 ) found a word for “headache” in almost every language, but the 
defi nitions for the word “torture” not only differ across cultures, but the amount of 
pain felt from specifi c forms of torture depends on the culture as well as specifi c 
social situations. Cultural differences account not only for variation in emotional 
expressiveness but the assignment of meanings to a wide variety of situations 
involving pain and suffering. Thus the actual intensity of pain and suffering varies 
extensively by cultural context (Davidhizar and Giger  2004 ; Narayan  2010 ). 

 Not surprisingly, those who think about the concepts of pain or suffering, or 
work with those trying to manage their pain or suffering, lack a common vocabulary 
(Thernstrom  2010 ). This greatly constrains discourse on the subject and blocks the 
emergence of theory and research, and curtails the building of a global knowledge 
base. 

 A typology of suffering from the perspective of both the social sciences and 
public health and development could facilitate communication as well as empirical 
research on suffering. My general-purpose taxonomy of suffering, detailed in the 
previous section, addresses research as well as practice needs. To illustrate, statis-
tics from a large, national health survey reported in the second column of Table  1.1  
provide a portrait of suffering in America in 2010.

   One of the most important fi ndings from the suffering prevalence analysis of the 
American health study was that the most common type of suffering found was the 
co-occurrence of two or three types rather than one type (physical, mental, or social) 
alone. Finally, of all the different types of suffering, the only type of suffering that 
dramatically increased with age was physical. Those 60 or older were three times 
more likely than adults in their 20s to report signifi cant pain (Anderson  2014 ).  

1.2.3     Qualitative Depth and Quantitative Breadth in Suffering 
Research 

 Statistical estimates of suffering prevalences are useful for comparing suffering 
across events, places, and conditions. But comparing in-depth, subjective percep-
tions is critical for understanding suffering, its idiosyncratic nature, and its per-
ceived meaning to the individual. Without such qualitative information, it would be 
nearly impossible to assess how any given type of suffering affects a person’s 
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identity, which in turn changes his or her social relationships. The accumulation of 
such shifts in identity affects entire communities and societies. 

 For example, Rummel ( 1994 ) estimated that more than 100,000 reputed female 
witches were burned alive “at the stake” between the fi fteenth and eighteenth centu-
ries. This exemplifi es how throughout much of recorded history, due to their lower 
status, women tended to suffer greater persecution and torture than men.  

1.2.4     The Prevention of Suffering 

 The focus of most research on suffering continues to be on suffering that can be 
prevented, such as torture and other inhumane punishment. Unpreventable suffer-
ing, such as the plague and other infectious diseases, will be considered, but only in 
terms of reducing suffering. For preventable suffering, our goal as caring persons 
should be to try to eliminate the cause as well as the suffering itself. With global 
climate change caused primarily by human choices, the distinction between pre-
ventable and unpreventable suffering increasingly becomes more complex and 
cloudy. Floods, hurricanes, and other catastrophic, climate-related events could for-
merly be considered acts of nature, but undoubtedly they increasingly arise from 
both natural and anthropogenic (man-made) sources. 

 Suffering comes from three places: individuals, social institutions, and forces of 
nature. Suffering that arises strictly from “acts of God,” such as earthquakes and 
tornadoes, does not fall within our primary concern because it is largely unprevent-
able. Suffering is preventable when it follows from human choices, such as driving 

   Table 1.1    A preliminary typology of global suffering, prevalences and associated emotions a    

 Types of suffering 
 Prevalence in USA 
2010 b   Associated emotions 

 1.0 Physical (aka pain)  19 %  Hurt, aching, torture, agony 
 2.0 Mental/Affective (any)  14  See four subtypes below 
   2.1. Depression  9  Misery, desolation, melancholy 
   2.2 Anxiety  8  Agitation, affl iction, obsession, craving 
   2.3 Existential suffering  5  Purposeless, hopeless, angst, helpless 
   2.4 Grief  3  Loss, sorrow, heartbreak, immobilizing 
   2.5 Major mental illnesses  –  Rage, desolation, dread 
 3.0 Interpersonal suffering  –  Isolation, interpersonal rejection or 

neglect 
 4.0 Social suffering  –  Humiliation, shame, stigma-based 

discrimination 

  – The dash refers to a category that was not included in this analysis 
  a This typology and the data were fi rst published in Anderson ( 2014 ) using data from 2010 
Integration Health Interview Study in the United States in 2010 
  b Prevalences overlap categories, thus they cannot be summed to 100 %. Prevalence of any type of 
suffering in the study was estimated as 36 %  

1 Implications of World Suffering for Human Progress
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too fast and playing with a loaded gun. With disasters such as hurricanes, we do not 
know to what extent the ensuing suffering is preventable because hurricanes now 
gain their force from both natural and man-made forces. Table  1.2  gives examples 
to illustrate both preventable and unpreventable instances of each major type of 
suffering.

   Many of the atrocities described in past eras consisted of preventable suffering. 
However, much of suffering was unpreventable—specifi cally, that caused by natural 
disasters and infectious diseases such as the plague. Before the invention of anesthe-
sia, surgery produced unpreventable suffering as well. Here is the narrative of a 
woman in France in 1810 who underwent removal of a breast tumor:

  When the dreadful steel was plunged into my breast, I released an unremitting scream…. I 
felt the knife rackling against the breast bone, scraping it while I remained in torture. 
(Hemlow  1975 ) 

   While one might be tempted to dismiss this as a problem we no longer face 
because of modern medicine, anesthetics, and pain relievers, in the twenty-fi rst cen-
tury, many people in remote, impoverished areas of the world cannot afford the 
anesthetics and pain relievers that the Western world has come to expect as an 
everyday part of life. Illness and suffering remain two very relevant issues in almost 
every corner of the globe.  

1.2.5     Global Traumatic Suffering: Estimating Quantity 
and Quality 

 Global violence may have declined over the past 3,000 years on a per capita basis, 
but it is doubtful that the absolute number of people killed each year has declined 
because the population has been rising so rapidly, particularly in agrarian societies. 
The global population tripled in the twentieth century alone. At some point between 
the distant past and the twentieth century, typical but cruel punishments came to be 
called atrocities. Furthermore, as record-keeping systems improved, the volume of 
deaths, injuries, diseases, and displacements could be estimated with increasing 
precision. Based upon UN and World Health Organization (WHO) statistics, Table 
 1.3  provides estimates of unnatural deaths and other events producing traumatic 
world suffering in 2010.

   Table 1.2    Examples of preventable and unpreventable suffering   

 Types of 
suffering  Preventable suffering  Unpreventable suffering 

 Physical pain  Self-injury  Lightning strikes 
 Mental suffering  Self-pity  Congenital brain damage 
 Grief  Unrecoverable mourning  Short-term mourning 
 Social suffering  Incarceration for possession of illegal drugs  Earthquakes 
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   Keep in mind that these statistical estimates contain error and only approximate 
the number of people actually suffering for a considerable amount of time during 
the year. The table says that at least 22 % of the global population (one in fi ve per-
sons) had a major suffering event such as those listed in Table  1.3  during the year 
2010. However, only about one third of these “suffering events” include actual 
deaths during the year. If you were to add in serious war injuries to these counts, 
which currently add up to about three persons per war death, this amounts to well 
over a half-billion persons left suffering from wars since 1900 (White  2011 ). And 
this does not include those suffering grief over one or more war dead. This numeric 
picture of suffering signifi cantly underestimates the total suffering in another ways: 
some physical suffering, e.g., deaths from infectious diseases other than HIV did 
not get included because many countries do not count them separately from other 
deaths. 

 In the past 25 years the population of the developed world sector rose 0.6 % per 
year, while the 40 least-developed countries increased in size by 2.5 % per year. 1  
Meanwhile, the life expectancy in the top 40 countries increased to 22 years longer 
than those living in the 40 least-developed countries (80 versus 58 years life expec-
tancy at birth). Therefore, rising global inequality leads to greater worldwide suffer-
ing except in so far as greater longevity may increase total suffering. 

 Normally, longevity is seen as a sign of good health, but in fact those who live to 
a very old age tend to report a much higher prevalence of reoccurring illnesses, such 
as stroke. Thus, some affl uent individuals may suffer more in general than the poor 
who do not live so long. Furthermore, those who live in societies with high life 

1   These demographic statistics were derived from the World Health Organization’s online data fi les, 
accessed 25 June 2014. 

     Table 1.3    Global traumatic suffering estimates, 2010   

 Deaths, starvations, assaults, self-injuries, displacements & HIV/AIDS counts a   Estimates 

 Unintended starvation (energy-deprived diets)  766,229,726 
 Non-lethal assaults (offi cially reported)  380,746,682 
 Natural disasters (deaths & displacements) a   257,272,601 
 HIV/AIDS prevalence  33,446,568 
 Suicides and attempted suicides b   20,000,000 
 Needless deaths from non-infectious diseases c   14,281,370 
 Pollution-related deaths  5,030,203 
 Homicides  302,093 
 Civil war deaths  103,437 
 Grand Total (22 % of world population)  1,477,412,680 

  Source: United Nations Development Program (2010) and Human Development Report 
  a WHO suicide database 
  b Displacements were those relocated due to lost housing 
  c This death count was calculated from HDR (2010) data by comparing the top 40 (HDI) nations 
with the remaining 130 less developed nations  
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expectancies also tend to suffer from “affl uenzas” (Graaf et al.  2014 ) – ailments 
such as obesity, diabetes, and depression with associated suicide risk. The estimates 
of suffering in Table  1.3  do not include any direct estimates of social suffering. 
Instances of severe racial discrimination, constant bullying, slavery, severe poverty, 
and disabilities have not been included. Including such prevalences might double 
the number of sufferers.   

1.3     The Humanitarian System and Human Rights Activities 

1.3.1     Humanitarian Versus Human Rights Activities 

 Humanitarian and human rights activities often overlap, and sometimes they can be 
confused. Human rights are standards of behavior to which any person is entitled, 
simply because of being a human (Wronka  2008 ). Both humanitarian and human 
rights concepts have been formalized into law. However, as already noted, 
International Humanitarian Law (IHL) applies to armed confl ict, while International 
Human Rights Law (IHRL) protects people in peacetime as well. 

 Both humanitarianism and human rights primarily play a role of social action in 
the world rather than as instigators of legal statutes. Humanitarian aid focuses on 
delivery of assistance and tries to be as neutral as possible in confl ict situations. 
Human rights workers engage in activism, specifi cally getting political bodies to 
adopt human rights principles and offer solutions to human rights issues such as 
freedom, education, and health. Therefore, humanitarian thought considers immedi-
ate causes of suffering, while human rights thought looks for root causes of suffer-
ing and ways that social justice can be achieved, as well as reduction in suffering. 

 Not surprisingly, human rights workers look for violations of human rights and 
seek social changes that eliminate nonconformity to human rights principles. 
Humanitarian workers don’t have the luxury of attending to violations or criticizing 
political parties; their goal tends to be constrained to reducing the suffering on all 
sides of a confl ict (Fast  2014 ). Both humanitarian organizations and human rights 
groups contend with differences of opinion within their respective systems, how-
ever, the former tend to have the advantage of greater consensus on goals and strate-
gies than does the human rights movement.  

1.3.2     Humanitarianism 

 No single, universally accepted defi nition of humanitarianism exists, but the domi-
nant view is that “humanitarian” refers to alleviating suffering and reducing loss of 
life, especially in emergency situations including armed confl ict. The concept dates 
to the ancient Greeks and continues to expand in importance as International 
Humanitarian Law (IHL) increasingly serves as the basis for the accepted rules of 
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warfare. In this narrow role of armed confl ict, humanitarianism and IHL serve to 
defi ne acceptable international boundaries of humane treatment, proportionality, 
and so on. These rules or laws serve as the legal basis for prosecution of war crimes 
(Barnett and Weiss  2008 ). Sznaider in Chap.   4     defi nes humanitarianism as the study 
and practice of “human benevolence, including compassion, love, and caring toward 
humanity.” Hopefully, this will become a more commonly held defi nition because it 
emphasizes caring action. 

 In its broad sense, humanitarianism is the normative basis for philanthropy, 
widespread charity, desires to improve the human condition, and reduction of 
human suffering (Weiss  2007 ). Calhoun ( 2008 ) believes that humanitarian action is 
legitimized by three somewhat different value orientations or objectives: “to miti-
gate suffering wherever it occurs; to improve the condition of humanity in general; 
and to respond to sudden, unexpected and morally compelling crises.” These three 
foundational platforms would merge as a single force, were it not for the instances 
when two or more of these platforms confl ict. Calhoun documented such confl icts, 
which increasingly occur because violent confl icts seem less and less likely to have 
only one opposing side possessing all the moral high ground. Secondly, the mitiga-
tion of suffering has become more complex and diffi cult over time.  

1.3.3     Humanitarian Aid 

 The organizational complex of global humanitarian aid has grown large and cum-
bersome. A report by the Active Learning Network for Accountability and 
Performance in Humanitarian Action (ALNAP),  The State of the Humanitarian 
System  ( 2012 ), estimated in 2010 a total of 274,000 humanitarian system fi eldwork-
ers, with half working for non-governmental organizations (NGOs) and a third 
working for the UN. The report estimates that at that time, there were 4,400 NGOs 
of which about 18 % were International NGOs. All these sectors spent USD $16 
billion that year. Keep in mind that this does not include any direct governmental 
(national or local) spending for emergencies. Yet, the amount spent and the number 
of workers employed fell far short of that needed to address all of the disasters 
around the world. Nor does it allow them to ensure that full recovery occurs. The 
2010 Haiti earthquake became a textbook example of how large expenditures for 
recovery make little difference without political and civic reform (Farmer  2013 ). 

 Growing tension in the past two decades between the intended neutrality of 
humanitarian assistance and the alignment of humanitarian projects and aid workers 
with specifi c confl icting parties arose because of government alliances (Bornstein 
and Redfi eld  2013 ; Weiss  2007 ). In addition, aid programs typically operate from 
Western countries and promote aid-related practices and lifestyles that make local 
aid recipients suspicious (Fast  2014 ; Kennedy  2011 ; Wilson and Brown  2009 ). 

 Another contextual complication, as noted by Calhoun ( 2008 ), stems from a 
trend toward greater sensibilities for civilian consequences of war. Humanitarian 
aid systems have become so widespread that they are seen as an element of global-
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ization (Barnett and Weiss  2008 ). Emergencies in the wake of climate change are 
becoming the new normal, both in the media and by insurance companies and the 
very large budgets of relief organizations (Fast  2014 ). The expanding requirements 
and costs of the relief industry shift fund-raising toward government sources. 
Another rift in the humanitarian community emerges from the growing pressure for 
military action to curtail genocide and mass killings. Called “military humanitarian-
ism,” this pressure has been rejected by some aid organizations. 

 In such ways, the moral imperative to alleviate suffering became social action 
that could not be achieved without producing some suffering in the process. Thus, 
humanitarian causes become sidetracked by the demands of expanding and operat-
ing in contexts of greater complexity and interconnectedness (Wilson and Brown 
 2009 ). Fast ( 2014 ) proposes taking a more relational approach to humanitarian aid, 
the heart of which demands greater cultural appreciation and greater integration 
with the people who need help.  

1.3.4     Overview of Part I: Chapters on Humanitarianism 
and Human Rights 

 A notable commonality of the authors in this section is that, while beginning with 
very different intellectual worlds, they agree that the foundational moral value for 
the survivability of humanity is the commitment to care, to act with compassion. 
The human rights movement, and the human interchange required by market capi-
talism and democratization, drove away the gross public cruelty of the nineteenth 
century, according to Sznaider (Chap.   4    ). While the causes of the reduction of cru-
elty in punishment may not be fully understood, the fact of major reduction in pub-
lic cruelty makes plausible other social change in the direction of greater humanity 
in the near future. Ironically, while Sznaider may be correct that free markets helped 
reveal the desirability of compassionate relationships, uncontrolled capitalism car-
ries the seeds of greed and power that could crush compassion and human rights. 

 Several authors in this fi rst subset of chapters on the role of humanitarianism and 
human rights reveal the complexity of suffering and the need for better understand-
ing and customization in the delivery of suffering relief. Upon examining the emer-
gence of humanitarianism and human rights, it becomes obvious how globalization 
has helped shape these institutions. Some have come to rely on them for leadership 
in the assault on preventable suffering. This would not be a downfall, were humani-
tarian and human rights projects given the resources, both human and fi nancial, 
needed to establish sustainable social arrangements and initiatives that would put a 
dent in world suffering. 

 Each of the chapters in Part I identifi es ways in which world suffering, humani-
tarian action, and the human rights culture become entwined. Some authors identify 
ways in which the humanitarian and human rights communities morally promote 
the removal of specifi c types of suffering. Other authors found arenas within which 
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suffering continues unabated because the humanitarian or human rights communi-
ties have not acknowledged the priority of specifi c types of suffering. It would 
appear that at present, the main resources to relieve suffering are the institutional 
networks of humanitarian and human rights activities, on one hand, and care deliv-
ery systems on the other. 

  Elise Feron  (Chap.   2    ) pioneered a study of male rape victims during violent con-
fl ict, which could not have been done without ethnographic methods. Because sex-
ual violence against men and boys in confl ict zones had not yet been the focus of 
much research, Feron chose to conduct interviews in Burundi, Rwanda, and the 
Democratic Republic of Congo (DRC) of male victims during violent confl icts. In 
all three countries, she discovered that sexual violence of men against men and boys 
had been widespread and frequent during confl ict times, though silenced and over-
looked by political authorities and non-governmental organizations. Feron discov-
ered that sexual assaults (rape, sexual mutilation, and forcing the victim to rape 
others) usually were accompanied by sexual torture, beatings, castration, starvation, 
and enslavement. After such unimaginable atrocities, the male victims often refused 
to report the event to offi cials or even to friends and family, because being raped like 
a woman, or being a victim of genital mutilation, was seen as the equivalent of los-
ing one’s status and identity as a man. Truly this type of suffering illustrates what I 
referred to earlier as  total suffering , because these victims encountered every type 
of suffering in its extreme. 

  Iain Wilkinson  in Chap.   3     provides a conceptual analysis, as do the two chapters 
following it, rather than a research report. He points out how some technical and 
critical approaches to the study of suffering are self-defeating unless they embrace 
the essence of humanitarianism and “the call to care.” Having worked on social suf-
fering so long and prolifi cally, he serves as the  de facto  leader of sociologists doing 
research on social suffering (Wilkinson  2005 ). He asserts that the essential goal of 
critical humanitarianism is to embrace the burden of those who care about threats to 
humanity; and those who study social suffering necessarily “examine relative con-
ceptions and experiences of human rights.” Building on the work of Chouliaraki 
( 2013 ), he notes how she concluded that recent humanitarian campaigns uninten-
tionally focus their audiences’ attention and identity more on the celebrities than the 
plight of those actually suffering. He also notes that Calhoun ( 2004 ) concluded that 
campaigns of relief agencies often convey the social script that human suffering is 
an inevitable condition and that this state should not be targeted for political and 
social change. In the study of social suffering, Wilkinson claims that human suffer-
ing is viewed as “holding a mirror up to the moral and embodied experience of 
society.” Not only does this raise awareness of the harms done to people by society, 
but it also sensitizes us to “social-structural oppression and cultural alienation.” He 
argues that social researchers should be challenged to conduct research that shapes 
the character of our moral response toward others’ suffering. In so doing, we will 
meet the needs of our audience as well. His concluding claim is that critical thought 
and research must not be an end unto itself, but “a call to care.” 
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  Natan Sznaider  (Chap.   4    ) starts from the premise that the meaning of being 
human moved from acceptable cruelty toward compassion with the rise of democ-
ratization and capital markets. Pressure toward compassion, which is the concern 
for suffering others, including strangers, helped ignite the human rights movement 
and institutionalize humanitarianism. Public compassion in Sznaider’s view is an 
organized, public response to the wrongdoing that results in unrelieved suffering. 
Despite those who demean and trivialize compassion, he views it as an affi rmation 
of humanity, “the organized campaign to lessen the suffering of strangers,” and a 
distinctly modern form of morality. The idea that the sight of suffering imposes a 
duty to ameliorate it “seems like a very old notion but it is largely a recent one.” 

  Ruben Flores  (Chap.   5    ) critiqued critical scholarship, specifi cally “critical social 
science,” by contrasting it with Buddhism. Like Wilkinson’s critique of critical 
scholarship, Flores focused upon the absence of an explicit ethics of care in critical 
social science, and on the need for researchers to gain understanding of the role that 
care can play, both in their own work and in addressing societal needs. Toward this 
end, he advocates using the language of human rights and the ethics of humanitari-
anism. As an alternative approach to the defi nition and relief of world suffering, 
Flores advocates examination of the Buddhist approach to suffering, specifi cally, a 
set of values and practices devoid of the religious and Eastern cultural traditions 
within Buddhism. Its value, he argues, arises from placing value in the self as freed 
by forming social commitments and to engage with compassion to all suffering 
human beings. In addition, Buddhism suggests that the source of most preventable 
personal suffering is the clinging to or craving of needless objects and aspirations. 
Flores principally admonishes us to compare, contrast, and combine different philo-
sophical, theoretical, and methodological approaches so as to avoid paths that are 
self-defeating and unsympathetic to the suffering of the world. 

  Johannes von Engelhardt and Jeroen Jansz  (Chap.   6    ) note that most of today’s 
humanitarian catastrophes occur in countries of the so-called Global South. While 
the Global North plays the role of primary funder for the required humanitarian aid, 
few people in the Global North have fi rsthand knowledge of the cultures or calami-
ties in the Southern Hemisphere. In this confi guration, knowledge is acquired and 
funding decisions made through the lens and stories of the media. Scholars of media 
connections, while interested in this problem, have not made great progress in 
understanding the information and opinion fl ow. Engelhard and Jansz have devel-
oped a conceptual framework to assist in understanding the role of the media. They 
propose four key dimensions:  distance  from suffering persons;  actuality , or believ-
ability of the suffering; s cale , the number of persons affected; and  relievability  or 
resolvability. These draw attention to representations of distant suffering and create 
spaces that allow audiences to cultivate moral sensibilities and act out different 
forms of cosmopolitanism. It should be noted that the more intensive levels of cos-
mopolitanism overlap with universalism as promoted by the core of the human 
rights and humanitarian institutions.   
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1.4     Introduction to Part II Chapters on Caregiving 

 Studies of caregiving tend to use ethnographic and other qualitative methodologies 
to improve deep understandings of social life and the complex cultures associated 
with caregiving. The relationship between caregivers and care receivers is a com-
plex one with idiosyncratic elements. Thus, full understanding depends to some 
extent upon understanding how the persons involved perceive and understand what 
is happening. It is not accidental that most of the caregiving studies in this volume 
use qualitative methods in collection of relevant data. 

 This fi rst chapter underlines the concept of caring as “life’s meaning and as the 
crucial facet of the social fabric of society.” Effective caregiving depends upon 
understanding the individual sufferer and the nature of suffering. Thus, the aggre-
gate relationships involving caregiving contribute in a major way toward the com-
mon good. 

 Care has been defi ned in many different ways, but the most comprehensive and 
practical defi nition can be found in Joan Tronto’s ( 2013 )  Caring Democracy : “a 
species activity that includes everything that we do to maintain, continue, and repair 
our ‘world’ so that we can live in it as well as possible.” Note how this goes beyond 
a person-centric defi nition and includes caring for elements of one’s social and 
physical environments. Later she clarifi es that such caring must be consistent with 
“commitments to justice, equality, and freedom for all.” Caring, as opposed to 
power, popularity, happiness, and other candidates for life’s purpose and meaning, 
has the motivational property of leading one into social relationships that have depth 
and reciprocity. Caring also leads to activities that promote the self-actualization of 
self and others. Philosopher Mayeroff ( 1971 ) described such caring roadmaps as:

  If my carings are inclusive enough, they involve me deeply and [they] fruitfully order all 
areas of my life. Caring then provides a center around which my activities and experiences 
are integrated (Mayeroff  1971 ) .  

   Describing the choice of caring as one’s goal or purpose offers a sense of mean-
ing in life, which Mayeroff ( 1971 ) succinctly summarized as a “ deep-seated har-
mony of the self with the world that is neither passive nor manipulative. ” The 
practice of this philosophy builds a lifestyle of caring or caregiving that can serve as 
a guide for decisions about suffering. Mayeroff wrote these insights more than four 
decades ago, but several chapters in this edited book propose the same philosophy. 
Chapters   3     and   4     by Wilkinson and Sznaider, respectively, support this same empha-
sis on care. 

 Several intellectual pillars support the idea that care and caring provide the most 
useful life purpose for alleviation of suffering. Kierkegaard ( 1941 ) and Frankl 
( 1959 ) essentially designed the fi rst pillar, the “will to meaning.” Both intended to 
provide a deeper, truer purpose than Nietzsche’s “will to power” (cf. Young  2010 ), 
and Freud’s “will to pleasure” (Pruett  1987 ). The “will to” meaning implies that 
meaningful relationships that include mutual caring, or one-way caring for others, 
offer the most satisfying source of purpose, because living becomes more gratifying 
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for both self and others. Those generous in alleviating suffering fi nd new meaning 
in their lives, in the spirit of Frankl’s ( 1959 ) characterization of humanity’s search 
for meaning. 

 The second pillar of the notion of care as an exemplary basis of meaning comes 
from the tradition of care ethics. In the past 10 years, the ethics of caring has 
advanced rapidly, especially by Tronto ( 2013 ) who built a political theory on the 
notion of care in the context of democracy. 

 The third pillar of this position emanates from neuroscience research, mostly in 
the twenty-fi rst century, which demonstrates that the human brain is structured to 
empathize with others and to engage cooperatively with other brains, as noted by 
Franks (Chap.   27    ). Finally, the fourth pillar relates to the deluge of research on posi-
tivity and happiness as the primary goal of human beings. Ironically, fi ndings sug-
gest that unhappiness and suffering more usefully clarify differences among social 
groups than do happiness and prosperity. These research fi ndings imply that solidar-
ity, social trust, mutual caring and suffering reduction serve as more meaningful 
bases of social differentiation than does aggregate happiness (Lelkes  2013 ). 

 The depth of human drive to care emerges from the socialization process through-
out life. Those growing up in violent, aggressive families or communities may be 
less likely to enter a caregiving profession, but they still seek out the advantages of 
informal caregiving relationships. The stage of one’s life course tends to shape one’s 
purpose. E.g., in early adulthood the goals of learning social and work skills often 
have highest priority, but during later life, caregiving skills for those who suffer 
become much more highly valued. Clearly, the concepts of life purpose and mean-
ing greatly enhance the analysis of caregiving in relation to suffering. 

1.4.1     Synopsis of Part II Chapters 

 The chapters in Part II represent stories and perspectives on caregiving to victims of 
suffering. While some focus on the trauma and drudgery of caregiving, others con-
centrate on the potential gains. While several discuss the issues of informal or 
home-based caregivers, others discuss the stress of professional caregivers. The 
papers on loss and grief suggest that giving care to those mourning a major loss 
poses signifi cantly different challenges than caregiving for those who remain alive 
but suffer. 

 Despite these contrasts, commonalities stand out. Caregivers of those suffering 
from grief and those living with chronic illnesses should be aware that both types of 
suffering lead to a struggle with aloneness. The sufferer may not need or want to be 
alone, but loneliness is a common feeling, perhaps a direct consequence of the 
bewilderment of a major loss. Caregivers who recognize this can probably be more 
effective in reducing the burden of the recovery process. 

 The depth of suffering cannot be seen and felt without the lens of culture. 
Caregiving must take this into account. Interpretations of the meaning of the loss or 
the suffering, as stressed by Neimeyer and by Johnston, make a large difference, but 
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they are primarily shaped by local cultures. At the same time, suffering and effective 
caregiving are global in scope, and much can be learned from other societies and 
communities. 

  Cindy Cain , in Chap.   7    , conducted exemplary ethnographic research while work-
ing as a volunteer hospice worker. She collected interview and participant observa-
tion data from 2009 to 2011 on the dynamics of hospices. Here she focuses on the 
ways in which the suffering, which was sometimes very extreme for the patients, 
affects the workers. She found that hospice workers suffered most when the patient’s 
life brought out workers’ greatest fears; when patients reminded them of their own 
personal loss; and when patients made ethical questions salient. While those unfa-
miliar with hospice often assume that it must be depressing and diffi cult work, some 
hospice workers in Cain’s study adamantly refuted this assumption. They described 
work that was worthwhile, meaningful, and gave them new perspective on life. An 
important key to understanding this attitude, and how to maintain it, includes fi nd-
ing meaning in shared suffering or compassion. 

  Nancy Johnston  (Chap.   8    ) in her chapter critiques aspects of the healthcare heal-
ing system, particularly medicalization and biological models, which minimize 
human interaction and empathy, rather than holistic approaches. The chapter’s 
author does so with an enormous amount of empathy for care professionals and the 
sufferers they serve. As she notes, suffering raises deep questions about the meaning 
of our existence and the compassion of our relationships with those who suffer. She 
proposes new approaches to viewing self in commitment to others. She also pro-
poses when to view suffering as a gift and a site for the cultivation of compassion 
and altruism. And she articulates how the societies committed to rapid economic 
growth at the expense of personal, social, and environmental values need a transfor-
mation of fundamental values to be successful in the alleviation of suffering. 
Johnston advocates hopeful views of the self as “hard-wired” for relationships, 
enlightened by suffering, attracted to altruism, and committed to social justice. She 
makes a strong case for restoration of the self as well as a more just society. 

  Robert Neimeyer  (Chap.   9    ) has devoted his career to the study of grief, and here 
he portrays suffering following the death of a loved one from a “meaning systems 
perspective.” This chapter explains this foundation and links secular and spiritual 
struggles fi nding human resilience in addressing suffering. He notes that research 
across a range of bereaved groups (e.g., young adults, older adults, parents, African 
American survivors of a loved one’s homicide), has found complicated grief associ-
ated with an inability to fi nd meaning in the aftermath of loss. The chapter reviews 
quantitative and qualitative measures that assess the degree of re-integration of 
meaning systems after a loss. He also reviews tools for identifying specifi c mean-
ings made during the unwelcome life transition of bereavement. The overall intent 
of such work is “to pave the way for more nuanced research on the global suffering 
engendered by bereavement and on the effectiveness of interventions to ameliorate 
it.” Given the burgeoning research in this area, many remain optimistic about the 
potential contributions of a meaning systems perspective as an integrative frame for 
studying suffering. 
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  Pauline Boss  (Chap.   10    ) writes how squeezed in between the sufferings of dying 
and normal living is a state called “ambiguous loss.” The pioneer and expert on this 
subject, Boss summarizes here: the concept, a theory, and a set of interventions. In 
the interest of space in this volume, she limits her discussion to missing loved ones 
who are physically absent. The other type of ambiguous loss occurs when the loved 
one becomes psychologically absent as in cases of Alzheimer’s disease. In the for-
mer case, when the loss is physical absence, ambiguity arises from not knowing 
what has happened to the loved one. A recent example of such losses is that of the 
families and loved ones of those traveling on Malaysian Airlines Flight 370, which 
disappeared in route to China on March 14, 2014, with 239 people aboard. As of 
this writing, no evidence of the plane or passengers had been found. Boss was called 
in to assist the grieving families. In many ways such loss of a family member causes 
greater suffering than deaths under known circumstances. Therefore, mourners 
often need special assistance in fi nding meanings, purposes, new hopes, recon-
structing identities and revising attachments. What is particularly interesting is that 
Boss found that in Western cultures where people are socialized to greatly value 
achievement or mastery, they need help in reducing their need for control, whereas 
in Eastern cultures where people are socialized to live with little control, they need 
help establishing concrete steps to take, for example, creating a memorial to victims 
of their loss. 

  Graciela Tonon, Lía Rodríguez de la Vega and Inés Aristegui  (Chap.   11    ) exam-
ined the stress of suffering from the perspectives of professional physicians, psy-
chologists, and social workers in Buenos Aires, Argentina. The researchers were 
interested in not only their perceptions of their patients’ suffering but the extent to 
which they suffered from “burnout,” fatigue or any role-related distress. Rather than 
use an ethnographic approach, they gave each caring professional some questions 
and asked them to supply written answers. The questions were thought-provoking, 
for example, how do you defi ne suffering? And does the suffering of those you work 
with affect your life? In general, they found most of their study subjects to be suf-
fering from their work. The authors expressed their fi ndings as follows: “They suf-
fer alongside those they help, dealing with senses of injustice, loneliness, social 
stigma, vulnerability, and unhappiness. Care workers speak of helplessness and 
frustration, especially in those suffering situations that might have been avoided by 
suitable economic or public policy decisions.” Because some healthcare workers 
did not have enough resources, they felt secondary social suffering due to their 
patients being stigmatized by illnesses, disabilities, and other ways in which they 
felt trapped. The researchers felt that existential or contemplative therapy such as 
yoga has the potential of helping to reduce this “secondary suffering.” 

  Gloria Jacques  (Chap.   12    ), as a researcher in Botswana, reviewed the research 
literature on the public health crises in southern Africa created by the HIV and 
AIDS pandemic, especially those studies of the home care system. Like the  previous 
chapter, this study focuses on the distress of caregivers, but principally home- based 
caregivers. She gave special attention to Botswana because it has an exemplary 
African public health system, benefi ting from partnerships with many Western insti-
tutions to try to reduce the devastation to the society from HIV/AIDS. The conclu-
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sion is that the well-being of home-based caregivers has been neglected and requires 
much greater support, given the enormous burden of suffering imposed upon them. 
New and improved caregiver support programs are needed in all countries with high 
HIV/AIDS prevalence. Adequate support for home caregivers is critical for the sur-
vival, as well as the quality of life, of southern Africa because it is affl icted by one 
of the most catastrophic health challenges of the modern era. As considerable strides 
have already been made in countries such as Botswana, there is reason to believe 
that the long-term prognosis could be a decline in the millions of casualties from 
HIV/AIDS in Africa. However, it is by no means certain. 

  Narelle Warren and Darshini Ayton  in Chap.   13     sought to understand how the 
long-term suffering of a major stroke affected the lives of chronic stroke victims 
over age 70. Their ethnographic study of 20 stroke victims in Australia consisted of 
some observation time but mainly three co-interviews of the victim and informal 
caregiver at three points in time: at recruitment, 6 months later, and 9 months after 
the second interview. While lack of fi nances appeared to be a major problem curtail-
ing the options and activities of many victims, social participation predominated 
their lifestyle diffi culties. In general, their physical and mental limitations led to 
reduced social network size, lower levels of socializing and, perhaps most signifi -
cantly, heightened social isolation. Those with a spouse-caregiver were most com-
forted and able to cope with their suffering. Disability victims had less and less 
social contact, because of two types of suffering. One type, social suffering, reduced 
social interaction because of the stigma of having both disabilities and a serious ill-
ness. The other type of suffering was labeled earlier as “interpersonal suffering,” 
because the complexity and reduction of their interpersonal relations led to feelings 
of isolation and perceived rejection even by close friends. Warren and Ayton used 
capabilities theory, chronic illness concepts, grounded theory, and caregiving frame-
works, each yielding strengths and limitations in pointing to the key traumatic con-
sequences of suffering from major strokes.   

1.5     Quality of Life and Part III Chapters 

1.5.1     Introduction 

 When we suffer, our quality of life declines – it is an intuitive idea. What is not so 
obvious, however, is that by intertwining suffering and quality of life in our think-
ing, we can better understand and cope with suffering (whether our own or that of 
others). As a common phrase, “quality of life” (QOL) goes back only a few decades. 
However, in the twenty-fi rst century, the concept has become rather popular, espe-
cially within research on health and economics (Land et al.  2012 ; Mukherjee  1989 ). 
A professional group called the International Society for Quality of Life Studies 
publishes several journals with “quality of life” in their titles. Many national and 
international policy reports also use the phrase, sometimes equating it with general 
well-being and/or happiness (Jordan  2012 ). The governments of several nations are 
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now using the concept in attempting to construct new measures of national or human 
progress. Several research projects are working on indicators of “social progress.” 

 QOL has two major roots, one psychological and the other social. From a psy-
chological base, QOL tends to be equated with well-being, which may be measured 
as the balance of positive and negative experiences from moment to moment. From 
a social base, it may still be defi ned in terms of the balance of positive and negative 
experiences, but it is applied to a variety of social domains such as health, work, 
fi nance, productivity, sustainability, and so forth. Defi ning the relevant domains is a 
good place to start when one desires to apply the QOL concept to communities and 
societies. 

 From the standpoint of the individual, suffering fi ts easily with the notion of 
positive and negative experiences. But for purposes of defi ning the QOL of com-
munities and societies, it may be more useful to associate suffering with crises, 
disasters, or other events that produce catastrophic changes to the community or 
larger system. Both suffering and social calamities are excellent indicators of nega-
tive quality of life. Unfortunately, the technical strategies for combining positive 
and negative elements in social measurement are not necessarily straightforward. 
This may explain why the measurement of QOL has largely ignored suffering as a 
component. Part of the purpose of this book is to rectify that omission.  

1.5.2     Synopses of Chapters 

 The third part of the volume verifi es that the incorporation of negative quality of life 
dimensions (such as suffering) into the assessment of QOL and well-being has 
moved slowly. One reason for the lack of major progress may be that the conceptual 
frameworks for suffering remain somewhat primitive. Greater clarity is needed in 
conceptualizing and distinguishing suffering as separate from causes of suffering 
like fear and anger. Multiple components or types of suffering add to the complex-
ity. And a variety of outcomes or consequences of suffering add greatly to the chal-
lenge of measuring suffering and conceptually integrating it into the QOL 
construct. 

 Meanwhile, QOL has long been closely aligned with “standard of living” and 
even income. Given the many non-economic barriers of world suffering to human 
progress, the use of economic indicators as the primary measure of social progress 
would seem to be short-sighted at best. The increasing use of non-economic mea-
sures of human progress will put pressure on researchers to succeed in integrating 
suffering elements as negative components of QOL. 

  Ken Land, Vicki Lamb and Qiang Fu  (Chap.   14    ) are well known for their work 
on the leading edge of research on child well-being. Not only does the chapter 
review the research literature on well-being and quality of life among children, but 
it also discusses progress on different types of measurement. The authors spend 
considerable time on the history of the UN’s declarations on children’s rights, espe-
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cially the Convention of the Rights of the Child (CRC) and how it helped the United 
Nations establish the rights of children. Land and his associates make a strong case 
for the importance of investigating child suffering and measures of child suffering 
as routes to improving the measurement of the QOL of children around the globe. 
To illustrate the complexity and challenge of such work, they present several scat-
terplots showing the variety of distributions that different indicators of child suffer-
ing have with development as measured by the Human Development Index project. 
They propose the construction of an index of child suffering measures based upon 
systematic representation of the types of suffering outlined earlier in this chapter 
and methodologies that have been refi ned over the past few years to improve the 
quality of measures of cross-national development and well-being among children. 

  Yanjie Bian and Jing Shen  in Chap.   15     report on their survey of two random 
samples of 10,000+ adults representing all one billion Chinese adults in each of 2 
years, 2005 and 2010. Their scientifi c sample of Chinese adults in all provinces 
except Tibet, covering both urban and rural areas, asked each respondent if they had 
a  physical  ailment that “bothered their daily routine activities.” If the person said 
“yes,” they were considered to be “suffering physically.” But if their response indi-
cated its effect was only seldom or not at all, then the person was not considered to 
be physically suffering. The identical question set was asked about  mental  ailments 
too. Based upon these criteria in 2005, 23 % reported having physical suffering and 
30 % reported having mental suffering. Five years later, those percentages had risen 
to 29 % and 34 % respectively. Similar levels of suffering and interactions with 
gender, age, and other such social factors have been found in highly developed 
Western nations (Anderson  2014 ; Johannes et al.  2010 ; Harstall and Ospina  2003 ; 
Tsang et al.  2008 ) but this is the fi rst time that these patterns have been discovered 
to be an integral part of the social fabric of a major nation in Asia. 

  Mariano Rojas  (Chap.   16    ) surveyed a sample representing all adults ages 
17–70 in Mexico. But rather than asking the 10,000+ respondents about their suffer-
ing, he asked about the possible suffering of immediate family members. The “suf-
fering” questions were asked in terms of the presence of any “grave ailments” or 
“addiction problems” among specifi c family members. Of the adults surveyed, 9 % 
reported a family member with an addiction problem and from 4 to 16 % reported a 
family member having a “grave ailment,” the percent depending upon which type or 
role of family member was referenced. Rojas’ remarkable fi nding was that the sub-
jective well-being measures of the respondents were consistently lower when the 
person has a family member with a “grave ailment” or an addiction problem. The 
ailment language used in the survey clearly referenced a potentially suffering family 
member. Qualitative studies of suffering among family members have found it to 
degrade the well-being and quality of life of other family members, but this is the 
fi rst time it has been established in a large-scale survey context. 

  Ferdi Botha  (Chap.   17    ) of South Africa relied on data collected by the United 
Nations, World Health Organization, and a few NGOs. His subject matter was a 
vague, abstract concept generally called “Good Society,” but which also is labeled 
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“Civil Society,” and other terms that refl ect a society devoted to the common good 
of all its members. Botha’s research question was whether he could construct an 
index measuring national priorities for a “good society” in Africa. If so, he wanted 
to know if it would have any analytic value. Using what data he could fi nd on most 
African countries, he built sub-indexes on nine factors. From these domains, he 
selected some indicators of suffering in societies and then examined the extent to 
which having a high standing on what he called the Good African Society Index 
(GASI) was associated with lower suffering. He found that higher GASI scores 
were likely to be associated with lower suffering, especially low child suffering. 
However, he also discovered that given that most African countries had relatively 
low outcomes associated with Good Societies compared to more developed coun-
tries, having a relatively high GASI score did not adequately protect a country from 
disasters and epidemics hindering future social progress. 

  Francisca Dussaillant and Pablo Gonzalez  in Chap.   18     report the results of an 
important, large-scale survey that for the fi rst time asked about  lifetime  suffering. In 
2012, under the auspices of the UNDP–Chile project, they included in a survey a 
question asking: “Taking into account that all persons sometimes in their lives must 
face pain and suffering, could you tell me how much suffering you have experienced 
in your life?” Respondents gave their answers on a 10-point scale from 1 (no suffer-
ing) to 10 (a lot of suffering). Surprisingly, 75 % of the respondents responded with 
an answer from 5 to 10 (on a 10-point scale) indicating that upon refl ection, most 
Chileans considered their suffering to be considerable. The survey was designed 
with the help and the vocabulary of the  capabilities approach  (Nussbaum  2011 ; 
Nussbaum and Sen  1993 ). On a theoretical basis, it distinguishes between  function-
ings , which are enacted personal capabilities, and  evaluations , which are self- 
perceived capabilities. The article explores the infl uence of capabilities and 
functionings on lifetime suffering beyond traditional controls such as personality 
traits, demographic characteristics and recent exposure to negative events. Those 
factors that signifi cantly predict lifetime suffering include the following: being a 
woman, older age groups, lower income groups, social bonds, self-evaluated poor 
health, self-reported maltreatment, self-reported discrimination, exposure to recent 
negative events, and a high score on a “neurosis” scale. 

  China Mills and Diego Zavaleta  (Chap.   19    ) asked questions in poverty surveys 
in Chile and Chad about loneliness and diffi culties in fi nding companionship. Of the 
adults, 20 % reported they could never or could rarely fi nd companionship when 
they wanted it. More than two-thirds of those unable to fi nd companionship were 
women. And for both men and women, real companionship was considerably harder 
to fi nd among the poor in contrast to the wealthiest in their society. The signifi cance 
of both the discrimination against the poor and the social isolation of those in pov-
erty is that it indicates substantial social suffering experienced by those struggling 
with poverty. Undoubtedly many of the poor experienced social suffering from spe-
cifi c types of violence and disability as well, but the survey was not designed to 
assess all forms of social suffering.   
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1.6     Part IV Chapters on Community and QOL 

 Community continues to be an amorphous entity but remains at the center of human 
social life and welfare. Communities guard the front lines of most disasters, even if 
the size of the emergency demands help from regional, national, or even interna-
tional organizations. Tragically, in mega-disasters communities may be destroyed. 
The  community indicators  movement began several years ago largely because most 
communities, except the largest cities, felt demand for more information in planning 
and for building resilience to natural disasters and other calamities. 

 Reports in this part of the book include not only geographically located commu-
nities but also online communities of human interaction. While measuring quality 
of life in geographical communities adds obvious value to human and community 
progress, measuring it in online communities may not be useful to the participants 
themselves. The principal value of research within online communities likely 
derives from understanding basic human and social interaction. Thus, the three 
papers here about online communities address questions of emotional expression, 
identity formation, symbolism and expressed meaning. 

 Studies of suffering in the future will almost certainly continue to focus consid-
erable attention on communities. Humans become more vulnerable to suffering 
from the lack of supportive social connections, and the harm of social isolation. 
Furthermore, communities provide the social context within which children fi rst 
broaden their sources of social identity outside of their immediate family. It has 
been said that without community there can be no peace, which means ultimately, 
no life. 

1.6.1     Synopses of Part IV Chapters 

 The chapters here implicitly, if not explicitly, try to answer the question as to what 
communities need to be more resilient or insulated from harm due to unexpected 
emergencies and a variety of obstacles. Sometimes they address the challenge of 
indicator priorities for a tracking system and how such indicators can be measured. 

 An attribute of communities that often receives attention in this context is social 
cohesion. While this is important, survival also depends on making good decisions 
and putting them into action. Karraker’s (Chap.   23    ) community had enough of both 
attributes to survive two racial crises, but it might not survive another without vigi-
lant attention to the social tensions and preparedness for additional crises. Larger 
communities pose greater challenges as revealed by  Jones and Murphy  (Chap.   21    ) 
in their case study of a community responding to a bureaucratic disaster that caused 
major injury or death to 150 children. The New Orleans community studied by 
 Harvey  (Chap.   20    ) appeared to have an unusual degree of resilience or at least 
toughness. Neither of these two communities appeared to have adequate community 
organization and leadership to keep them on track with common solutions. All three 
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communities uncover many of the complexities of community functioning in the 
face of disaster and widespread suffering. 

 The last three chapters with the interactive web as a backdrop may provide a bit 
of a jolt for the reader upon discovering how deeply human feelings related to suf-
fering can be expressed online with both words and visuals. Forty years ago, online 
communication was almost totally impersonal, so as the web evolves, much interac-
tion may become indistinguishable from face-to-face emotional communication in 
natural social settings. As society moves in that direction, more and more research 
opportunities will be available as we attempt to understand suffering and the social 
dynamics associated with it. 

 What then, if anything, do the geographically located case studies offer the 
researcher and analyst of online communities and their suffering? Community 
members in an online forum could describe the physical characteristics of their 
neighborhood communities. However, it would take much longer for the researcher(s) 
to grasp and validate the role of the tangible environment in the survivability of the 
community. Secondly, while website discussion groups offer rapid response to 
opinion questions – without very costly creation of large databases of respondents – 
it is very diffi cult to collect data about communities needed in community indicator 
systems for planning and emergency response analysis. Finally, the major problems 
of disastrous emergencies tend to be physical, like fi nding food and shelter and 
creating a habitable space. Online services to provide assistance for these calamities 
are technically feasible, but as the Affordable Care Act in the United States has 
shown, building user-friendly systems requires lots of funding, time, and expertise. 

 Perhaps the most important fi nding to arise out of the online community studies 
was the discovery reported by  Döveling and Wasgien  (Chap.   24    ) of “virtual interac-
tion chains.” What they found was that in grief support relationships online, a care- 
giving posting very often followed a care-seeking post or message. Furthermore, 
over weeks or months, most online users gradually moved from care-seeking to 
care-giving. These types of interaction sequences may sometimes be easier to iso-
late online or in a laboratory rather than in natural fi eld settings. 

  Daina Harvey  (Chap.   20    ) conducted an ethnography of the Lower Ninth Ward of 
New Orleans in the aftermath of Katrina in 2005. His conclusion was that much like 
many developing countries with ongoing violence from warfare and other adversi-
ties, the Lower Ninth Ward’s history can be characterized as a  culture of suffering . 
In this geographical region, suffering is normative and the dominant basis for inter-
acting with others. Their condition can also be appropriately labeled  social suffering  
because discrimination, racism, and neglect by governmental agencies directly pro-
duced the trauma of the residents of the Lower Ninth Ward. In addition to extensive 
interviews, Harvey lived in the community for almost a year and helped them with 
all aspects of their community. In his interviews and conversations he discovered 
many victims felt deep empathy for others in parallel circumstances. Perhaps 
because of this empathy, a number of his interviewees in dire straits refused to 
acknowledge they had personally suffered. This distancing of suffering themselves 
from pain and distress, he concluded, served a kind of boundary-maintaining func-
tion, analogous to establishing the distinctiveness of their neighborhood from sur-
rounding geographical areas. 
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  Eric Jones  and  Arthur Murphy  (Chap.   21    ) conducted an in-depth case study of a 
disaster in 2009 when a fi re destroyed a day care center in Mexico killing 49 chil-
dren and leaving 100 others with serious injuries. Behind the fi re were a series of 
neglected safety measures, political stalemates, and failures to regulate. Jones, 
Murphy, and their research team carried out both structured and unstructured inter-
views with 226 parents and caretakers from 95 of the 134 families affected by the 
fi re. Their primary interest was prolonged grief (defi ned as longer than 6 months) 
and the politics of grief. They completed two sets of interviews, one in early 2011 
and the other in 2012. Jones and Murphy concluded “layers of diffuse responsibility 
created by the neo-liberal reforms with lax or absent regulations produce a system 
where blame cannot be assigned and laws are not enforced by the justice system.” 
As the public interest was not served by the existing political system, the families 
who lost children had no clearly defi ned agency on which to focus their rage and 
grief. The Mexican day care disaster, like the Exxon and BP oil spills in the United 
States, revealed a legal context with entrenched political and economic interests that 
block attempts to deliver justice to those individuals directly affected by the break-
down of confi dence in government. 

  Rhonda Phillips , in Chap.   22    , explores what can be learned from community 
indicators of QOL related to community suffering and resilience. After tracing the 
history of  community indicators , she describes cases of community disaster and 
tragedy to show how a community indicator system can greatly improve community 
resilience, which in turn minimizes suffering. Community indicators provide one 
type of community capacity and have the potential to bring out the benefi ts of a 
community’s social capital. Community indicators, given that they are meant to 
represent the spectrum of the community’s values and desires, as well as the 
resources citizens want to protect, can serve as a bridge between community-based 
planning and traditional disaster and risk assessment. Indicators can also be used to 
identify inequities and social suffering, independently or in tandem with a natural 
disaster. 

  Meg Wilkes Karraker  (Chap.   23    ) emphasizes how racism engenders deep social 
suffering in communities, thereby depreciating QOL in profound ways. This chap-
ter gives the history of a small city in Middle America toward the end of the twen-
tieth century.  Small City ’s black citizens and their families suffered through 
cross-burnings and rocks thrown through the windows of their homes, as well as a 
rally organized by the Ku Klux Klan. Karraker used mixed methods to study the role 
of religious culture and caring capital in the mobilization of civic and religious 
leadership, to avoid additional suffering and improve the citizens’ QOL. Many 
small cities face new challenges of immigration and racial discrimination, and 
Small City offers lessons for community resolve and action. Small City seems to 
have banked caring capital against future suffering; e.g., in 2012 a cross was, once 
again, burned in the front yard of a mixed-race family, but the mayor immediately 
issued a powerful statement to the media, condemning the action and committing 
law enforcement to stop such actions. Karraker’s analysis of the community’s civil 
history confi rms that the nurturance of caring capital provides a foundation that 
transforms into community resilience when crises emerge. 
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  Katrin Döveling and Katrin Wasgien  (Chap.   24    ) sought to understand the attrac-
tion and interaction patterns of people using online communities intended to help 
those challenged personally by grief. More specifi cally, how does interaction related 
to  personal suffering  affect those who are sharing their grief and ultimately, how 
does it affect their quality of life? Three different bereavement platforms were 
examined in a qualitative content analysis. Emotional communication chains and 
their effects reveal that many care seekers in time become caregivers. The bereaved 
turn to social networking platforms largely because they don’t feel adequate support 
from their face-to-face family members or friends. The authors’ qualitative analysis 
discovered that privately shared emotions are now often expressed within these 
online communities.  Emoticons  as well as  ritualistic symbols  (such as candles) rein-
force text messages. Without a doubt, many youth and older adults manage emo-
tional distress and share emotional support through their online interactions. 

  Laura Robinson , in Chap.   25    , illuminates the use of cosmopolitan identity frames 
in response to suffering caused by the 9/11 attacks in New York City in 2001. 
Drawing on empirical data from Brazilian, French, and American digital news 
forums shortly after the attacks, the analysis reveals the use of cosmopolitan and 
transnational frames to identify with those suffering. To do so, individuals redefi ne 
and expand identity boundaries to include those suffering through discourses bridg-
ing the distance between observer and sufferer. The most universalistic form of 
cosmopolitanism comes from those participants on the Brazilian forum. In the 
French forum, individuals were more likely to adopt more circumscribed versions 
of cosmopolitanism based on perceived transnational similarities. In the American 
forum, nationalism, transnational cosmopolitanism, and universalistic cosmopoli-
tanism appeared side by side, albeit produced by different constituencies. While all 
cosmopolitans erase boundaries between themselves and those suffering, the 
Brazilian case offers the most vibrant example of cosmopolitan identifi cation. The 
Brazilians show how empathy may be extended to those suffering as members of 
humanity regardless of any other identity category. 

  Anna Johansson and Hans Sternudd  (Chap.   26    ) conducted a visual analysis, 
using words, of a common image found on the web of a girl sitting hunched over. 
Over and over, they found this dark image on websites devoted to self-cutting and 
other self-injury. They also discovered it on numerous video montages on YouTube. 
Johansson and Sternudd argue that the iconic images symbolize mental illness and 
depression elements of suffering. They conclude that the popularity of this icon 
stems from its generic character, making it easily remixed in new ways through 
social media. Furthermore, they argue that it both magnifi es the suffering of depres-
sion and alleviates the dread of suffering by transmitting a sense of rebellion or 
opposition. Specifi cally, they suggest that the dramatization of shame, loneliness, 
and withdrawal from the world forms the basis for collective recognition, 
community- building, social support, and improved QOL by evoking unsuspected 
identifi cation with the depicted, suffering girl.   
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1.7     Conclusions 

 An unintended outcome of this collection of eclectic chapters is that many of the 
authors have started using a similar language of suffering. Partly, this resulted from 
the defi nitions of suffering that I included in my recent book (Anderson  2014 ) and 
refi ned in this chapter. A common vocabulary takes time to emerge, and its direction 
cannot be predicted. In this instance, the words, phrases and defi nitions needed must 
encompass the relief of suffering as well as suffering itself. 

 The social contexts relevant to each instance of suffering vary from study to 
study. Some authors concentrate on the family, others on the community, and others 
on the society or societies as the principal social context that shapes the underlying 
suffering processes. Such questions as the degree of support from the social context 
determine for the most part the outcomes of the suffering, 

 Humanitarian actions and human rights protection play a critical role in the relief 
of suffering. In a parallel manner, the formal and informal caregiving systems play 
a critical function in ensuring adequate levels of quality in people’s lives. Creative 
ideas will continually be needed to improve upon these systems, either separately or 
together. Helping crisis victims deal with adjustments in personal meaning may 
seem like a luxury, but several authors here argue that it often plays a critical role in 
successful recovery.     
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    Chapter 2   
 Suffering in Silence? The Silencing of Sexual 
Violence Against Men in War Torn Countries 

             Élise     Féron    

2.1             Introduction 

 Sexual violence against women within armies, or as a weapon of war in confl ict 
zones such as in Syria, has recently attracted a large amount of media and academic 
attention. In the US for instance, a documentary fi lm called “The Invisible War” was 
launched in 2012; it was widely acclaimed and has spurred various changes in how 
the US military deals with such crimes. However, much less has been said about the 
staggering fi gures published by the US Department of Defense about male soldiers 
as victims of sexual assault: of an estimated 26,000 soldiers who have been victim 
of sexual assault in 2012, 54 % were men (Department of Defense  2012 ). Similarly, 
a study conducted by Johnson et al. ( 2010 ) has reported that 23.6 % of men and 
boys living in Eastern DRC (39.7 % of women and girls) have experienced some 
form of sexual violence because of the confl ict. This has not yet led to a major 
debate on how international funds for helping victims of sexual violence in that 
region were used. These examples highlight that victims of sexual violence, in its 
various forms such as rape, sexual torture, sexual mutilation, sexual humiliation and 
sexual slavery, can be both male and female. But why are we seemingly paying less 
attention to sexual violence perpetrated against men than when it is perpetrated 
against women? Is our understanding of sexual torture framed in such a way that it 
cannot be reconciled with situations in which men are the victims? 

 It is increasingly diffi cult to ignore a phenomenon that some researchers and 
NGOs have been describing and analyzing since the mid-1990s. As explained by 
Don Sabo, “whereas researchers and public health advocates began to recognize the 
sexual victimization of women in Western countries during the late 1960s, it was 
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not until the latter 1990s that the sexual abuse of men began to receive systematic 
scrutiny from human service professionals and gender researchers” ( 2005 : 338). 
In the wake of research on sexual torture of male prisoners during civil wars in 
Chile, El Salvador and Greece, reports have begun to unveil how widespread sexual 
violence against boys and men is in military settings and confl ict zones. It has been 
a constant feature of most confl icts and wars, though most of the time silenced by 
political and military authorities, if not by victims themselves (Nizich  1994 ; 
Schwartz  1994 ; Stener  1997 ; Oosterhoff et al.  2004 ; Carpenter  2006 ; Sivakumaran 
 2007 ). 

 These publications have also begun to shed light on the extent, features, and 
consequences of this phenomenon through exploring the destructive power of such 
violence on individuals and communities. It has been shown that sexual violence 
against men is not unlike that committed against women in that it is mostly perpe-
trated by men in arms who belong either to armed groups or to conventional armies. 
The combination of rape and sexual mutilation has been described as the most prev-
alent form of sexual violence against men and boys, especially in detention 
(Carpenter  2006 : 94). 

 Beyond these scattered publications, no major international or national cam-
paigns or funding have been set up in order to adequately respond to the suffering 
induced by these acts of violence. A few organizations in the humanitarian fi eld 
have admittedly begun tackling the matter. The UNHCR has issued guidelines in 
July 2012 for UNHCR staff and other aid workers on how to identify and support 
male victims of rape and other sexual violence in confl ict and displacement situa-
tions ( 2012 ). Such initiatives are so far isolated. The media and international com-
munity are capable of functioning as receptacles and amplifi ers of testimonies in 
regards to suffering, but the case of sexual violence against male victims is being 
ignored. But what is exactly triggering such a downplay? This contribution, based 
on data collected in the Great Lakes Region (specifi cally in the Democratic Republic 
of Congo, Burundi and Rwanda), argues that gender roles and discourses hinder the 
acknowledgement of the various types of suffering faced by male victims of sexual 
violence. After a section presenting an overview of the phenomenon, we will dis-
cuss different types of suffering it entails for the victims. The chapter then explores 
what accounts for the silencing of this suffering, from representations of sexual 
violence where men stand as perpetrators, to patriarchal cultures associating mascu-
linity to strength, protection and invulnerability.  

2.2     Methodology 

 This paper builds on data collected mostly in the Great Lakes region of Africa, 
where I have been spending between 3 weeks and a month per year since 2009. I 
have collected data in the Kivu region of DRC (both North and South Kivu), which 
appears to be one of the regions in the world where sexual violence against both 
males and females is the most widespread, as well as in Burundi, where it is 
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recognized as being one of the main features of the confl ict that tore the country 
apart between 1993 and 2005. I have also used some data collected in Rwanda, and 
during interviews with Rwandan refugees settled elsewhere, on the issue of sexual 
violence during the genocide. All in all, my data includes more than 60 semi- 
structured as well as life-history interviews with combatants (former and still active) 
and refugees (both male and female), 30 semi-structured interviews with various 
local NGO leaders, doctors and surgeons, and numerous observation sessions. Some 
representatives of international organizations have also been interviewed. 

 Collecting data on the topic of suffering induced by sexual violence is far from 
being easy. Victims will rather talk about suffering infl icted upon others, than upon 
themselves. Similarly, perpetrators seldom acknowledge their direct participation 
and responsibility in these acts. They frequently use metaphors to speak about it, 
which is a good indication of the weight of the stigma surrounding these acts, but 
which also represents an obvious challenge when analyzing interviews. Moreover, 
fi eldwork data on sexual violence perpetrated against men is diffi cult to gather 
because of the taboos surrounding that issue, but also because many people, includ-
ing professionals in the fi eld of gender, or in the medical fi eld, are not familiar with 
the problem. I have often found, for instance, while trying to gather testimonies of 
doctors or of medical personnel, that many confused male on male rape with homo-
sexuality. That was not the case of course in some highly specialized places such as 
the Panzi Hospital in South Kivu, well known for its expertise in dealing with the 
consequences of sexual violence, especially obstetric fi stula. Public awareness on 
these issues seems to be a bit higher in DRC than in the rest of the sub-region 
(though still limited to hospitals and some specialized NGOs), but this is not a real 
surprise since over the past few years in DRC the issue has been brought up by some 
international NGOs such as Médecins Sans Frontières. In Rwanda, because of the 
numerous trials and cases involving sexual violence that have been examined by the 
traditional tribunals or gacaca, there is a growing awareness not only of the role 
played by women in violence (a fact which used to be taboo too), but also of the 
sexual violence perpetrated during the genocide on men, by both men and women. 
In Burundi, even those with a good awareness on issues pertaining to gender-based 
violence seemed to be totally unaware of the issue, and most people I spoke to even 
displayed surprise and dismay when I mentioned the matter and the cases or fi gures 
I had come across. This lack of awareness seems to be linked to the taboo existing 
around homosexuality, as well as to its penalization. (Homosexuality has been 
banned in Burundi since 2009. Those found guilty of engaging in consensual 
same- sex relations risk imprisonment of 2–3 years and a fi ne of 50,000–100,000 
Burundian francs.) 

 Meeting perpetrators, and victims, has also been quite a challenge, since this is 
obviously not the kind of experience people would usually publicize and boast 
about. I have been quite lucky, though, since I fi rst met several perpetrators and 
victims in 2009, while conducting several rounds of interview with former combat-
ants (both male and female), on the issue of daily life within armed groups of the 
region. I subsequently decided to renew the experience, and, instead of conducting 
interviews on this issue of sexual violence only, met with combatants to speak more 
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generally of their experience “in the bush”. This was also a way for me to try to 
minimize as much as possible the risk of re-traumatizing my interviewees by asking 
questions that might have sounded intrusive or even offensive. In other words, a few 
spoke about it, most didn’t, and in the latter case I did not push the matter. 

 Much could be said about my position, as a white, western and female researcher 
gathering data on such issues in one of the most unstable regions of Africa. Some 
local researchers have already told me that, as a Mzungu (a Swahili word meaning 
“someone with white skin”), local people were a lot more likely to speak to me, in 
the hope either of getting some money in return, or of having their situation some-
how improved as a consequence of my research. I however have no way to say 
whether such dynamics were indeed at play when I investigated this specifi c issue. 
It is thus very diffi cult for me to have a precise idea of the proportion of my “sam-
ple” who has indeed been victim of such a type of violence; however I do not con-
sider this a problem, since my research belongs unambiguously to the qualitative 
realm, and its objective is to unveil and explain processes rather than to come up 
with fi gures, which a few others have begun to gather (see in particular Johnson 
et al.  2010 ). I have also spoken to numerous NGOs workers dealing with sexual 
violence, and they have told me the stories of some of the victims, and sometimes 
put me in contact with them. Quite obviously, I have anonymized my data, and some 
dates/places have been changed in order to protect my interviewees. I have almost 
never recorded the interviews, and instead used a paper notebook, which I thought 
was less likely to destabilize the interviewees. Worth mentioning also is the fact that 
in some cases I have had to use the services of an interpreter, as some of my inter-
viewees were not profi cient in French or English. This might have caused misunder-
standings, since the word “rape” for instance, especially when applied to men, 
doesn’t have close equivalents in some local languages, for instance in Kirundi. 

 One of the main lessons I learned while working on this issue is that, when it 
comes to sexual violence against men in confl ict situations, the usual clear-cut dis-
tinction between perpetrators and victims often doesn’t stand. It appears that in the 
complex dynamics that characterize the situation in the Great Lakes region of 
Africa, some of the boys and men who had been, for instance, abducted, enslaved 
and raped by armed men (and, less often, by armed women), stayed in the group, 
and later became perpetrators themselves. The fact that a lot of authors who research 
sexual violence during confl icts tend to treat men as the obvious perpetrators has, in 
my view, veiled these interaction processes, and has prevented us from fully under-
standing these patterns of violence. This of course does not mean that I am trying to 
diminish or overlook the immense suffering induced by such practices.  

2.3     Sexual Violence Against Men – An Overview 

 Reliable and precise fi gures on sexual violence against men are almost impossible 
to fi nd. Some NGOs document an increase in such practices (Human Rights Watch 
 2005 : 20), but it is diffi cult to say whether this is because such cases are indeed 
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more numerous, or simply better reported. This phenomenon has been present in the 
great majority of contemporary confl icts, and during the last decade only it has been 
reported in 25 confl icts across the world (Russell  2007 : 22). This type of violence 
often occurs in captivity, and marginalized groups, such as members of minority 
ethnic or religious groups, are particularly vulnerable. Many NGOs report such 
practices and underscore the fact that, even if there has been an improvement in 
reporting over the past few years, a large majority of cases are neither recorded nor 
reported. In Eastern DRC, Johnson et al. ( 2010 ) reports that 23.6 % of men and boys 
of that region (39.7 % of women and girls) have experienced some form of sexual 
violence; in 90 % of the cases, the perpetrators were male compared to 59.9 % in 
cases of sexual violence infl icted upon women. In some cases, perpetrators might 
have been prisoners, forced to rape or sexually assault others. These instances com-
plicate the results. In any case, sexual violence against men during confl icts is not 
anecdotal, and deserves more political, medical and academic attention than it has 
been given. 

 My fi eldwork compellingly shows that in all three countries covered by my 
study, sexual violence against men and boys has been widespread and frequent dur-
ing confl ict times, though silenced and overlooked by both political authorities and 
non-governmental organizations. Dionise, 1  a former combatant in the Burundian 
rebellion, explains that when he was abducted and forcefully integrated within the 
ranks of the combatants, he was fi rst treated with great brutality. He was beaten and 
tortured, but as with many other men, he had to choose between the acceptance of 
“being treated as a nobody”, “being used like a female slave”, or being killed. He 
has stayed 2 years in the rebellion, and now feels broken, and incapable to “resume 
a normal life”. Deo, 2  who used to be high in command in the Burundian rebellion, 
insisted that both men and women who had been kidnapped to be used as auxiliaries 
or as future combatants had “to be broken to be tamed.” 

 At the Panzi hospital in Bukavu, Eastern DRC, the chief doctor reported 3  two 
cases that had been treated recently. The fi rst involved a driver who had been stopped 
on his way to Bukavu by an armed group, and was forced to rape all the people, 
male and female, who were in his van. The members of the armed group then raped 
the driver. Interestingly, the doctor mentioned that none of the other male victims 
had come to the hospital, showing the low level of reporting of such acts. The sec-
ond case included a young man who had been forced to help an armed group by 
carrying around goods they had stolen from various houses (including the young 
man’s) and had been subsequently raped by the members of the gang. In both of 
these cases, there is a deliberate wish to instill terror, and to infl ict pain and public 
humiliation. According to a person working for the International Rescue Committee 
in the Great Lakes Region of Africa, 4  sexual violence against men, and more 

1   Interview, Bujumbura, Burundi, 03 May 2011. 
2   Interview, Bujumbura, Burundi, 04 May 2011. 
3   Interview, Panzi Hospital, Bukavu, South Kivu, DRC, 30 April 2012. 
4   Interview, Bujumbura, Burundi, 12 May 2012. 

2 Suffering in Silence? The Silencing of Sexual Violence Against Men in War Torn…



36

specifi cally male on male rape, has become just another strategy of war for armed 
groups active in the region. Victims almost never report it, which makes this  strategy 
increasingly successful. When this violence is perpetrated during raids on villages, 
males are often forced to rape their own family members (forced incest). This 
clearly entails humiliation, immense suffering and trauma for both the rapist and his 
victim, and family relations can never be fully mended. But in many instances, 
sexual violence happens during detention periods, or shortly after men and boys 
have been abducted by armed groups. 

 Combatants perpetrating such acts undoubtedly wish to emulate the hegemonic 
masculinity model (Connell and Messerschmidt  2005 ) embodied by their military 
leaders. In impoverished countries torn apart by decades of warfare, few men have 
the opportunity to attain the traditional model of masculinity promoted in their com-
munities. In order to “be a man” in traditional cultures, one has to fi nd a house (or 
build one), marry, have children and be able to feed and protect them. But confl ict 
dynamics have complicated the fulfi lling of such “simple” wishes. Parents often 
cannot help their children anymore, so young men have to fi nd the money for build-
ing or buying a house, which is extremely diffi cult considering the tough economic 
confl ict conditions. As a consequence, men marry and enter symbolic “manhood” 
later. Men also have trouble fi nding work, even in the sector of agriculture, and the 
lingering issue of land scarcity deprives them of a main source of power. Losing 
access to land implies a loss of control over economic and sometimes political 
resources. These diffi culties explain why some men adopt a violent behavior as a 
way to gain or regain “respect”. Men who do not comply with the conception of 
“hegemonic masculinity” are marginalized by the other men and face the harshest 
judgments, which in turn generate low self-esteem, sexual violence, and participa-
tion in armed groups. Getting involved in armed groups, and perpetrating atrocities, 
is seen as a way to reaffi rm one’s masculinity—even on individuals whose personal 
situation is very similar. Such processes might also explain why some male victims 
of sexual violence can turn into perpetrators, since this exercise of domination over 
both women and “weaker” men symbolically empowers the perpetrator and under-
scores his retrieved masculinity. 

 Strikingly, men who have been raped, forced to rape family members, or been 
mutilated, do not describe this as sexual violence. It is as though this concept is 
reserved to women only. Repeatedly, the men I talked to confused sexual violence 
against males with violence in general, or with homosexuality. According to a local 
source quoted in a report by OCHA ( 2011 ), “Men do not use the word rape, which 
is too hard. They prefer to talk about torture, abomination”. My interviewees were 
no exception. In a sense, I had the feeling that it was less an attempt to euphemize 
what had happened, than an indication of their own incapacity to recognize that 
such a thing had happened to them. My interpretation of the metaphors and verbiage 
they used was made easier by the parallels they made between female prisoners and 
themselves. In that sense, it is clear that the main consequence of these acts – and 
probably also one of their main purposes – is to break their gendered male 
identity. 
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 There are a few NGOs, like SERUKA in Bujumbura, that try to help both men 
and women of all ages who have been through such traumatic events. According to 
the person with whom I spoke, 5  only 5 % of the victims they receive are men and 
boys. In all of these cases, the major obstacle is that adult victims experience diffi -
culty speaking about it and more so in sharing it with their wives: “How can I tell 
my wife than I have been turned into a woman?”. 6  The taboo around homosexuality 
in extremely patriarchal societies partly explains their reluctance to ask for help, 
and some of their diffi culties in coping with the suffering. Male victims of rape feel 
ashamed and mocked, and can be excluded from their local communities if the fact 
becomes public.  

2.4     How the Suffering of Male Victims of Confl ict-Induced 
Sexual Violence Is Silenced 

 As underscored by Ronald E. Anderson ( 2014 : 8–27), suffering is not just physical, 
it often occurs with mental and social suffering. While many authors have high-
lighted such physical (e.g. fi stula, HIV infection), mental (e.g. anxiety, humiliation) 
and social (e.g. social rejection, distrust) consequences for women who have been 
victim of sexual violence, including in confl ict settings (see for instance Okot et al. 
 2005 ), research on what it entails for male victims is still lacking. For male survi-
vors, suffering spans across these three dimensions too, with dire consequences. 

 First, as with female victims of sexual violence, male victims suffer from various 
types of physical pain, which can be related to castration, genital infections, rup-
tures of the rectum, and physical impotence. Because they are too ashamed to ask 
for help, many victims prefer to bear the suffering on their own with sometimes fatal 
consequences: “Aid workers here say the humiliation is often so severe that male 
rape victims come forward only if they have urgent health problems, like stomach 
swelling or continuous bleeding. Sometimes even that is not enough” (Gettleman 
 2009 ). The lack of training and of preparation of medical staff and health care pro-
fessionals explains how these physical symptoms are often overlooked, and thus 
often not addressed in time. Communities in some regions where sexual violence 
against men is widespread, such as in the Great Lakes Region of Africa, do not view 
men as a possible victims of rape. In a rural hospital of South Kivu for instance, one 
of the doctors I spoke to did not understand when I was asking him about sexual 
violence against men. He thought that I was speaking about forced incest, or of 
cases where men have to watch other female family members being raped. 7  As a 
consequence, victims and sometimes health care professionals prefer to use more 
abstract categories for describing the abuse that veil its sexual nature, such as torture. 

5   Interview, Bujumbura, Burundi, 25 April 2012. 
6   Interview, Bujumbura, 25 April 2012. 
7   Interview, FOMULAC Hospital, Katana, South Kivu, DRC, 29 April 2012. 
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Most programs on sexual violence set up by international or national organizations 
in confl ict areas specifi cally target female victims of sexual violence, and men may 
not be accepted in these facilities, thus impeding their access to adequate and indis-
pensible medical care. As underscored by Chris Dolan, director of Uganda’s 
Refugee Law Project: “There are indeed more raped women. But 100 % of raped 
men need medical help. It is not the case for women” (Dumas  2011 ). 

 Physical pain is often accompanied by mental and psychological suffering, 
which is similar to what female victims of sexual violence have to face; loss of 
appetite and sleep, exhaustion, anxiety, suicidal thoughts, and nightmares are the 
most commonly reported symptoms, all consistent with a post traumatic stress dis-
order syndrome (Christian et al.  2011 : 236). While there are places where raped 
women can go and get some psychological help – though admittedly many of them 
don’t or can’t take advantage of these facilities – nothing of that sort exists for men. 
Even if there was, many of them would be too ashamed to ask for help. They strug-
gle against a feeling of emasculation, of shame, of guilt, and they fear retaliation by 
perpetrators. Victims also often blame themselves for what happened and fear that 
they no longer will be able to function as men. In many patriarchal cultures of the 
developing world, a man is defi ned by his ability to cope with what befalls him. 
Male victims of sexual violence often think that they have to bear the mental and 
psychological suffering just as they have coped with the physical pain. Seeking help 
and speaking out would be another acknowledgement of the fact that they cannot act 
as men anymore. As a consequence, isolation, self-imposed exile, and fl ight often 
characterize the experience of survivors. 

 Suffering is also evident at the societal level. Social suffering, as defi ned by Ron 
Anderson ( 2014 : 11), includes “suffering whose sources are social collectivities 
and/or social institutions. (…) Research on social suffering has uncovered that those 
affected by such dreadful events suffer in part from a devastating loss of their iden-
tity as human beings”. Male victims may experience marital problems, alcohol and 
drug abuse, lack of trust, but also ostracism, segregation or even discrimination. 
When they speak out, they are often ridiculed by others, and many are left by their 
wives: “Not only do other adults mock survivors and their wives, children in the 
village will say to the children of male survivors, ‘your father is a woman’, stigma-
tizing the children of survivors” (Christian et al.  2011 : 239). I have heard several 
stories of men being ostracized by their own families and wives after their “unfor-
tunate experience” became known: “My wife and children thought it had happened 
because I was homosexual. I could not be their father anymore”. 8  Since support 
mechanisms are almost non-existent for male victims of sexual violence, this soci-
etal suffering is not addressed either. Criminal justice systems are not taking the 
matter seriously because these cases of violence are not reported, so perpetrators 
are not prosecuted. This creates a climate in which sexual torture of men can 
become more widespread. Victims risk being accused of having engaged in illegal 
homosexual acts, making reporting and prosecution of sexual violence diffi cult. 

8   Jean-Claude, interviewed in Bujumbura, Burundi, 04 May 2011. 
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This would have both penal and social consequences for the survivor. He may be 
condemned to pay a heavy fi ne, or jailed, and he would also have to bear the stigma 
of being labeled homosexual in a homophobic society.  

2.5     Men Are Assumed to Be Perpetrators, Not Victims 

 Research on sexual violence during confl icts, as well as international programs that 
address this type of violence, focus mainly on female victims. Girls and women 
indeed make up the great majority of victims of such type of violence, to the extent 
that “rape as a weapon of war” has almost become synonymous with sexual vio-
lence against girls and women during confl icts. The idea that the rape of women can 
be used as a weapon of war has become popular since the UN Resolution 1820 
(2008) on Women and Peace and Security noted that “women and girls are particu-
larly targeted by the use of sexual violence, including as a tactic of war to humiliate, 
dominate, instill fear in, disperse and/or forcibly relocate civilian members of a 
community or ethnic group.” Although researchers and NGO workers have tried to 
raise awareness of male victims there is still no facility, clinic or hospital service 
specifi cally targeting men and boys. 

 Men are often viewed as the perpetrators of sexual violence and not the victims. 
Several factors can explain this myopia. First, no Human Rights instruments explic-
itly address sexual violence against men or male sexual abuse. Further, it seems that 
international law acknowledges men only insofar as their participation in preventing 
violence against women: “Men, like boys, are typically only included in language 
about violence in their instrumentalist capacity – as actors who are important to its 
reduction” (Stemple  2009 : 623). The current international human rights framework 
is inadequate in addressing the problem and raising awareness about it. But interna-
tional law is simply a mirror of national law. Many countries do not include male 
victims in their legal defi nitions of sexual violence, thus implicitly refusing to con-
sider them as potential victims of that type of suffering. The only exception is sexual 
violence against boys in industrialized societies, whose suffering is fully acknowl-
edged: “Where do male victims rank in the sexual violence hierarchy? Boys, with 
innocence still intact, certainly stand high above men, and arguably, very close to 
girls. But adult men are viewed as the aggressors” (Stemple  2009 : 629). 

 Second, the understanding and framing of suffering induced by sexual violence 
in confl ict areas is tightly related to how Third World masculinities (and related 
Third World femininities) are viewed. This is not to say that violent confl ict only 
happens in developing countries, but rather that our understanding of sexual vio-
lence in confl ict areas is shaped by accounts from Eastern DRC, Uganda or the 
Central African Republic. Women in developing countries are usually viewed as 
victims of a patriarchal order, in which men are preoccupied by struggles for 
power and domination: “How are we to understand “black men”? This is not a 
question that has received the attention it deserves, as the focus of gender work in 
underdeveloped world contexts and in terms of race has been insistently on women. 
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An ironic consequence has been to silence or to render black men invisible” 
(Morrell and Swart  2005 : 96). When attention is drawn to men in confl ict areas, 
they are usually seen as responsible for the very high levels of violence against 
women, as well as against other men. Such narratives explain that men are excluded 
from accounts on sexual violence in confl ict areas; they also feed the assumption 
that sexual violence is a phenomenon only relevant to women and girls. 

 Third, it seems that speaking about sexual violence against men would under-
mine policies and programs designed to fi ght rape of women during wartime, 
through demonstrating that women are not the only victims – and might even also 
be perpetrators – of sexual violence. For instance, a UNHCR worker interviewed by 
Charli Carpenter argued: “I recognize our discourse is a bit outdated. But it’s very 
diffi cult because as soon as you stop talking about women, women are forgotten. 
Men want to see what they will gain out of this gender business, so you have to be 
strategic” (Carpenter  2006 : 99). It is true that the recognition of the plight of women 
during confl ict times is relatively recent, and arguably still fragile. This feeds a 
competition between categories of victims, which is useless. Consequently, the suf-
fering of men is almost completely invisible in the sexual and gender based violence 
narrative. Some authors even assert “health care workers have internalized stereo-
typical gender roles (men as aggressors, women as victims), to the extent that they 
are unable to recognize male victims of sexual violence who seek help, and may 
even dismiss them” (Oosterhoff et al.  2004 : 68).  

2.6     Men Should Be Strong and Able to Protect Themselves 

 Patriarchal cultures usually assign a role of protectors to men; they have to be strong 
and unyielding in order to protect themselves, their family, their community, but 
also their nation or State. Men who have been victim of sexual violence have failed 
to protect themselves and are thus less likely to be able to protect their family, pro-
vided that their family still accepts them. Male survivors have essentially failed to 
emulate the model of hegemonic masculinity that assigns to men the most important 
positions within the family, as backbones of their family and community. They are 
not “real men”. Whether such sexual violence happens under the eyes of external 
witnesses or not is clearly important for understanding the victims’ reaction and his 
ability to cope with the suffering – many male victims of rape fl ee their regions of 
origin or commit suicide. 

 The consequences on future gender relations, and society are severe. The fi gure 
of a glorifi ed combatant is that of a cruel, fearless and extremely violent man, who 
intends to dominate physically but also psychologically all the individuals he is in 
contact with. In other words, this conception of masculinity gives birth to an 
extremely hierarchical social order, where “real” masculinity is defi ned by the abil-
ity to dominate others physically, men and women alike: “Yes, such things have 
happened, but not because we liked it, but because some combatants thought it was 
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the only way to get local men to obey them”. 9  The amount of frustration and resent-
ment that is created by such practices is incommensurable; it also gives birth to a 
vicious circle by generating further episodes of symbolic and physical violence, 
either from the local communities on the victims themselves, or between spouses. 

 In this “exercise of power and humiliation” (Russell  2007 : 22), one of the main 
goals seems to be the “feminization” of the victim and the “masculinization” of the 
perpetrator. Sexual violence against men and boys embodies the ultimate expression 
of hegemonic masculinity, as it has the power to symbolically turn male victims into 
women and to reinforce the masculinity of the perpetrator. The men with whom I 
spoke had the feeling of having been “homosexualized”. Many of them fi nd it 
impossible to report such acts, as complaining would symbolically reinforce their 
“feminization” by taking on the status of victim that is usually reserved to women: 
“They are treating only women over there. They do a good job, but this is not a place 
for me”. 10  Most international programs dealing with sexual violence during con-
fl icts focus on women and indeed tend to imply that only women can be victims. 
This leads to devastating consequences for male victims. They think that these pro-
grams are “made for women” and do not dare come forward. Male victims feel as if 
their own suffering was ignored, silenced, or too outrageous to even be spoken 
about. The equation that is made between women and victims further alienates 
them, because it confi rms what most of them are already feeling—that having been 
raped or mutilated has “turned them into women”, into “lesser men”. The focus put 
on female victims of sexual violence furthers the suffering of male victims, by rein-
forcing the “de-masculinization” and “feminization” induced by what they went 
through.  

2.7     A Collective Suffering 

 Some of my interviewees believe – and the existing literature tends to agree with 
them – that raping men stems from a similar strategy to that of raping women: an 
ethnic cleansing. 11  In societies where ethnicity is seen as being transmitted by males 
only, it is effi cient to target specifi cally the bearer of ethnicity and hence destroy his 
own capacity to perpetuate his ethnic group. Sexual violence against men and boys 
can be considered as another weapon, both physical and psychological. It is thought 
to be more effective than sexually assaulting women as it targets the ones who are 
supposed to protect their community and to perpetuate the ethnic group (Zarkov in 
Moser and Clark  2011 : 78). In that perspective, groups to which male victims of 

9   Jean-Baptiste, interviewed in Bujumbura, Burundi, 05 May 2011. 
10   Aimable, interviewed in Bubanza Province, Burundi, 18 April 2010. 
11   This was mentioned to me by an interviewee from the International Rescue Committee 
(Bujumbura, Burundi, 12 May 2012) as well as by another working for Caritas International 
(Goma, North Kivu, DRC, 03 May 2009). 
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sexual violence belong are also targeted through these practices, and they would 
rather silence these attacks that deeply undermine them. 

 This capacity of sexual violence against men to destroy family and community 
linkages is striking. In the Great Lakes Region of Africa, just like in most patriar-
chal societies (Sivakumaran  2007 : 268), men are expected to protect their wives, 
their children, their aging parents, but also their whole community. If they cannot 
protect themselves, then their ability to protect the rest of the group can also be 
questioned. The suffering induced by sexual violence against men expands to 
include the whole community, which is left humiliated, unprotected and disempow-
ered. As a result, the communities to which they belong lose their ethnicity. They 
symbolically become communities of women, of homosexuals, symbolically and 
psychologically deprived of any ability to regenerate and perpetuate themselves. 

 As I have discussed elsewhere (Féron and Hastings  2003 ), this type of violence 
is part of a repertoire where the perpetration of unforgivable and imprescriptible 
acts signals a rationale of a “defi nitive breach” of barbaric extravagance. In highly 
and traditional societies where sexuality remains extremely taboo, sexual violence 
against men and boys seems to embody the ultimate transgression. It will underline 
the omnipotence of the transgressor, while depriving the victim of the means and 
the will to revolt. It is a form of territorial domination that builds on the destruction 
of core political, cultural and social links. Sexual violence against men and boys, 
alongside that exerted against women and girls, thus illustrates the link underscored 
by Haugen and Boutros ( 2014 ) between the spread of violence and of other viola-
tions of human rights, as well as the deterioration of political and social orders. 
Communities and individuals alike are broken, more malleable, and less likely to 
revolt against the armed groups or armies that rob, loot, abduct, rape and seize pre-
cious natural resources.  

2.8     Conclusions 

 Sexual violence against men and boys during confl icts is a tactic developed by 
armed groups in order to enforce domination on local men through a suffering that 
is symbolic, social, psychological, and physical. In many ways, it pushes the logic 
of gendered violence during confl icts to its utmost limits. Because this type of vio-
lence directly targets the ones who are considered to be the bearers of ethnicity and 
the protectors of their communities, it deeply breaks down the spirit of local popula-
tions by destroying core social links. It further deprives the victims and their fami-
lies, and empowers the perpetrators, at the individual as well as at the collective 
level. It causes traumas that are almost impossible to overcome, and that may in turn 
feed the cycle of confl ict. This type of violence is thus a product of the confl ict as 
much as it produces it. 

 A series of assumption regarding “typical” masculine values and behavior how-
ever impede a wider recognition of, and response to, this suffering. Many also fear 
that acknowledging the suffering of men, or paying “too much” attention to it will 
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distract attention from the suffering of women. However, this research highlights 
the multiple links and common characteristics existing between the suffering 
induced by sexual violence against women and girls, and that against men and boys. 
Just as sexual violence against both men and women has to be tackled jointly, an 
encompassing approach to the various categories of victims concerned has to be 
promoted, taking notice of the extreme complexity of such a phenomenon.     
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    Chapter 3   
 Social Suffering and Critical 
Humanitarianism 

             Iain     Wilkinson    

3.1             Introduction 

 In research and writing on social suffering, human suffering is viewed as holding a 
mirror up to the moral and embodied experience of society. The concept of social 
suffering is designed to draw a focus to the ways in which experiences of pain and 
misery are caused, constituted, and conditioned by the social circumstances in 
which people are made to live. Researchers operate with the understanding that 
social worlds are inscribed upon the bodily experience of suffering and that we 
should take such experience as a moral barometer of social life. This involves more 
than an attempt to have us recognize the harms done to people by society or the tor-
ments borne through culture; it also intends to make us critically oriented toward 
forces of social-structural oppression and cultural alienation. It aims to draw moral 
and political debate to both how social life takes place in lived experience and to 
people’s social being. Here human suffering is taken as a social script and as a matter 
to awaken us to the imperative to care for the human-social condition as such. 

 Recent studies of social suffering share in the understanding that by documenting 
experiences of human affl iction and providing spaces for individuals to voice their 
anguish and pain, scholars are also engaged in acts of social disclosure. They operate 
from the premise that, in having us attend to the brute facts of human suffering, readers 
are not only made open to a form of sociological/anthropological enlightenment, 
but are also equipped to think critically about human-social conditions. Seminal 
publications such as Arthur Kleinman’s  Illness Narratives: Suffering, Healing and 
the Human Condition  ( 1988 ), Nancy Scheper-Hughes’  Death Without Weeping: 
The Violence of Everyday Life in Brazil  ( 1992 ), Pierre Bourdieu and colleagues’ 
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 The Weight of the World: Social Suffering in Contemporary Society  ( 1999 ), João 
Biehl’s  Vita: Life in a Zone of Social Abandonment  ( 2005 ), and Philippe Bourgois’s 
and Jeff Schonberg’s  Righteous Dopefi end  ( 2009 ) ask readers to consider what 
suffering does to people in  experience  before embarking on the task of sociological 
and anthropological analysis. In this regard, social reality is understood to inhere in 
the welter of the individual, moral experience of life. Researchers take it as their 
sociological and anthropological task to trouble us in the recognition of this fact, 
foregrounding how social life is met in experience and focusing on social suffering 
so that we might root our analysis of societies in a concern for how this matters 
 for people .  

3.2     Social Suffering 

 In this chapter, I contend that a focus on social suffering leads social science not 
only in a humanitarian direction, but also traces back to the tradition of using the 
humanitarian appeal as a provocation to awaken social conscience. I aim to defend 
this practice against the arguments of contemporary critics. Writers such as Didier 
Fassin ( 2012 ) are inclined to cast the incorporation of “humanitarian reason” within 
projects of social science as an anathema to critical thinking and as a form of ideo-
logical corruption. By contrast, I maintain that it is a vital component of the pursuit 
of social understanding and the nurturing of social life. To be sure, I acknowledge 
the potential for humanitarian culture and its associated moral sentiments to be 
appropriated in the service of ideological agendas; nevertheless, I argue that a “criti-
cal humanitarianism” is essential in the attempt to understand social life in terms of 
the incidence and experience of social suffering. 

 First, I outline some of the arguments featured in recent sociological critiques of 
humanitarian culture and politics. I also review how these might be involved in a 
critical dismissal of research and writing on social suffering. In the second section, 
I contend that these critical standpoints lock us into an excessively narrow account 
of humanitarian political culture, when there is much more to uncover and explain 
in relation to the traditions of critical praxis developed within the history of cam-
paigns for humanitarian social reform. In the third section, I locate recent develop-
ments in research and writing on social suffering as part of a critical tradition that 
courts moral and political controversies surrounding humanitarian motives and 
actions as a means to awaken social consciousness and action. In conclusion, I argue 
that insofar as problems of social suffering are brought to the heart of sociological 
and anthropological concern, they involve us not only in the attempt to apply tools 
of social analysis to conditions of human suffering, but also in a reconfi guration of 
the terms of social understanding. More directly, I argue that here we are challenged 
to have our thinking about society and our research conduct shaped by the character 
of our moral response toward the suffering others. In this setting, moreover, the 
value of social inquiry is to be sought not so much in its applications to critique, but 
in its service to the promotion of care.  
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3.3     The “Humanitarian Social Imaginary” and Its Reason 

 Charles Taylor argues that in any period of cultural history it is possible to identify 
distinct “social imaginaries” through which “people imagine their social existence, 
how they fi t together with others, how things go on between them and their fellows, 
the expectations that are normally met, and the deeper normative notions and images 
that underlie these expectations” (Taylor  2003 : 23). A social imaginary advances a 
conception of a presiding “moral order” and the appropriate behaviors that can and/
or should take place within this. While it operates as a social compass, the social 
imaginary also equips people with value orientations for determining how to live. 
On Taylor’s account, as a social imaginary incorporates common apprehensions 
about “how the world works now,” it also serves as a guide to the actions that are 
suited “to bring change to our world.” 

 Recently this notion has been adopted to frame the cultural artifacts of humani-
tarian campaigns for analytical scrutiny. In this setting, however, it appears that 
commentators are chiefl y occupied with casting humanitarian culture as a detriment 
to critical social understanding, creating a morally debased form of politics. For 
example, in studies of the ways in which celebrity ambassadors are used within the 
construction of “the humanitarian social imaginary” by organizations such as 
UNICEF, Lilie Chouliaraki ( 2013 ) contends, increasingly, publics encouraged to 
identify more with the feelings of celebrities than with the conditions of people in 
real life situations of adversity. Seizing upon the emotively laden performances of 
Angelina Jolie in her role as a UNICEF Goodwill Ambassador, Chouliaraki argues 
that audiences are encouraged to preoccupy themselves more with Jolie’s feelings 
than with the plight of those actually in suffering ( 2013 : 173). Insofar as celebrity- 
fronted media appeals are widely used to draw the human tragedy of large-scale 
disaster to public attention, Chouliaraki suggests that the humanitarian social imagi-
nary encourages only the “low-intensity, fl eeting sensibilities of a feel-good altru-
ism,” confi ning sympathizers to acting in “ironic solidarity” with distant sufferers 
rather than in any virtuous or authentic “solidarity of pity” ( 2013 : 172–205). 

 In a similar vein, Luc Boltanski ( 1999 ) contends that modern humanitarian 
emergency appeals, such as those orchestrated by  Médecins Sans Frontières  
(Doctors without Borders), ultimately undermine people’s sense of political agency 
as well as their faith in the possibility of substantive social change (Boltanksi  1999 ). 
He contends that being a “detached observer” of human affl iction creates a shared 
sense of powerlessness and moral inadequacy. On his account, the visibility brought 
to mass events of human suffering by modern communication media has created a 
cultural experience in which individuals are left feeling inadequate and impotent to 
respond to the imperative of action demanded by humanitarian appeal. 

 In a further development of this theme, Craig Calhoun ( 2004 ) argues that it may 
well be the case that people’s apparent lack of concern and care for the suffering 
of others is connected to the fact that, in the context of humanitarian campaign 
work, the spectacle of human suffering is tethered to an “emergency imaginary” 
that normalizes a vision of the world as fi lled with frequent unforeseen crises. 
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Calhoun argues that “[a]pproaching confl icts as emergencies is, perhaps, the least 
unpalatable way of accepting their ubiquity, but it feeds unfocussed fear even as it 
reassures, and it encourages responses that may do good, but usually not deeply” 
( 2004 : 393). He worries over the extent to which the cultural artifacts of humanitar-
ian appeals are involved in the creation of a social imaginary where global condi-
tions of human suffering are seen as the result of “exceptional” and “unanticipated” 
disaster (Calhoun  2004 ,  2008 ). Suffering, then, is not an ongoing problem to be 
addressed on a global scale, but a series of short-term crises, each of which can be 
addressed individually. On this account, insofar as we are committed to the develop-
ment of critical theories of our society, we should suspect a great deal of organized 
humanitarianism to “de-politicize” the public portrayal of large-scale events of 
human suffering. Calhoun contends that, consciously or otherwise, the social script 
that is offered discourages the privileged from a critical focus on the normalcy of 
human suffering in the conditions of global capitalism. Rather than applying our 
attention to the critical task of questioning the presiding order and ethos of society, 
we are more likely to be taken up with the task of marshalling resources in support 
of the efforts made by humanitarian organizations to “manage” its most damaging 
effects. Accordingly, Calhoun encourages us to associate modern humanitarianism 
with ideological discourses that not only provide tacit support for a status quo of 
grossly unequal power relations, but also prevent the arrangement from being taken 
up as a matter for critique. 

 This association is forcefully embraced by Didier Fassin, who, at the same time 
as he portrays humanitarianism as corruptive force within our politics, also casts it 
as an obstruction to the development of critical thinking within social science. In 
this regard, Fassin’s critique of humanitarian culture is distinguished by an attempt 
to group it together with an angry dismissal of research and writing on social suffer-
ing so as to argue that social understanding is left skewed by “humanitarian reason” 
(Fassin  2012 ). On Fassin’s account, research and writing on social suffering is part 
of a new development in modern culture that both fetishes the public spectacle of 
human suffering and is all too easily beguiled by moral sentiment. While such work 
might be portrayed as part of an effort to promote human rights and extend the 
bounds of social care, it is  really  a component of governmental discourses that 
police moral boundaries and impose categorizations of “victimhood” on the desti-
tute, poor, and misfortunate (Fassin  2012 : 252–57). 

 Singling out Pierre Bourdieu for particular criticism, Fassin claims that, in  The 
Weight of the World  ( 1999 ), Bourdieu was involved attempted to re-model sociology 
as a means to police the documentation of human experience. On Fassin’s reading, 
this work served to advance the understanding that it is only insofar as we hear, see, 
and share in feeling for people’s suffering that suffering should be recognized as a 
pressing social concern. Fassin writes:

  [O]n the basis of the sociologist’s authority, social suffering acquired offi cial status and 
empathetic listening became a legitimate tool, with the social sciences acting as a model for 
social work—and all the more because the book’s success was partly due to the fact that 
unlike previous studies of exclusion, it showed that everyone was or potentially could be 
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affected by suffering. Rather than perpetuating the idea of a social world divided between 
excluded and included, as the sociologists of the second left asserted, Pierre Bourdieu, who 
can be seen as representative of the “fi rst left” (neo-Marxist), revealed that everyone suffers, 
presenting a mirror in which all could recognise themselves. (2012: 32) 

 Bourdieu’s promotion of social suffering as an issue for public concern served, 
to Fassin’s mind, more to institute “a national policy of [only] listening.” On these 
grounds, social suffering should be decried as a “mode of government” intent on 
making “precarious lives livable” by recognizing individual “misfortune” whilst 
leaving social conditions beyond critical scrutiny (Fassin  2012 : 42). Fassin portrays 
Bourdieu not only as operating to diminish our social understanding of the world, 
but also as involved in the active creation of a cultural apparatus that serves to 
impose a sense of moral order on society rather than to hold it up for critical 
investigation. 

 More generally, Fassin regards the tendency for studies of social suffering to 
draw a particular focus to deprivations of health and embodied manifestations of 
suffering as representative of a movement to “reduce” people to problems of “bio-
logical life.” Evoking arguments drawn from the works of Georgio Agamben ( 1995 ) 
and informed by Michel Foucault’s later concern with issues of “biopower,” Fassin 
declares an overwhelming disposition within humanitarian reason to only grant 
people social recognition insofar as they can be portrayed as “victims” of some 
form of detrimental health condition. Fassin argues that this focus on biological life 
operates to the exclusion of a concern for “biographical life” and that humanitarians 
intent on regulating bodily-health conditions operate with no concern for how the 
subjects of their interventions “give a meaning to their own existence” (Fassin  2012 : 
254). Accordingly, research and writing on social suffering within medical anthro-
pology is held up as part of a culture that both obfuscates social analysis and dimin-
ishes our capacity for human recognition. 

 In all these studies, particularly the work of Didier Fassin, humanitarianism is 
cast as an enemy to social understanding—a force of political corruption and an 
obstacle to critique. In what follows, however, I aim to show that this casting relies 
on an excessively narrow conception of humanitarianism and draws a veil over the 
complex histories of humanitarian culture and politics. More directly, I contend that 
much of the incorporation of humanitarianism within works of social suffering is far 
more sophisticated and conscious of the political and moral risks inherent in its 
practice than critics are prepared to recognize or credit. I aim to defend the role of 
critical humanitarianism in the quest for social understanding and the promotion of 
human-social care.  

3.4     Critical Humanitarianism as Praxis 

 Bartolomé de las Casas’s  A Short Account of the Destruction of the Indies , published 
in 1552, may well be the fi rst document explicitly designed to illuminate human 
rights abuses in Western history (Las Casas  1992 ). Distinguished by his protest 
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against the enslavement and violent persecution of the Amerindians, Las Casas 
points, above all, to the brute facts of suffering. In a series of graphic accounts of 
tortures, mass murders, and atrocities (in later editions, embellished by copper plate 
engravings of particularly gruesome acts of cruelty), Las Casas builds the vast 
majority of his case not so much on an appeal to matters of Christian conviction and 
theological principle, but on the evidence of human suffering. He repeatedly moves 
to bring moral recognition to the humanity of the Amerindians by describing the 
terrible details of their suffering. The public outrage and political controversies this 
account aroused across Europe were so destructive to the national reputation of 
Spain that considerable efforts were devoted to suppressing the details of his trea-
tises. It was not until 1875 that Las Casas’ full  History of the Indies  was fi nally 
published (Pagden  1992 ). 

 By this time, there was already a highly sophisticated politics of compassion 
within humanitarian campaign work. As Karen Halttunen records, by the mid- 
nineteenth century, humanitarian social reformers understood that graphic depic-
tions of human suffering were liable to court public controversy, not least because it 
was widely understood that these accounts may be used for promiscuous pleasure 
rather than as prompts to civic virtue (Halttunen  1995 ). In this setting, the ongoing 
debates surrounding the motives behind Las Casas’s documentation of atrocity (as 
most famously recorded in the dispute between Voltaire and Corneille de Pauw over 
the character of Las Casas’s involvement in the conquest of the Americans) also 
helped cultivate a deep-seated awareness of the potential for people to be caught up 
in many morally confl icted states and actions by the force of sentimental feeling 
(Castro  2007 ; Arias and Merediz  2008 ). Particularly in the aftermath of the hostile 
literary and political condemnations of “sensibility” following the outbreak of revo-
lution in France, it was widely feared that “the passion of compassion,” as Hannah 
Arendt put it in a later refl ections, might be deployed to erode commitments to 
rational public debate and to justify acts of violence (Arendt  1963 ). 

 Importantly, in this context, those who remained committed to the pursuit of 
humanitarian social reform via an appeal to the brute facts of human suffering did 
so in recognition of the fact that their campaign tactics risked public condemnation. 
They knew they were likely to fall under the moral condemnation of opponents 
committed to more rational-utilitarian approaches to managing social problems 
(Roberts  2002 ). There is now a literature devoted to detailing how anti-slavery cam-
paigners, early feminist pamphleteer writers, and advocates of children’s rights 
sought to broker with “the economy of attention to suffering” so as to craft texts that 
served the education of compassion (Abruzzo  2011 ; Spelman  1997 ). In the record 
of their diaries, letters, and public speeches, it appears that humanitarian campaign-
ers such as Lydia Maria Child were all too aware that the graphic portrayal of human 
suffering might operate more as an erotic exploitation than as means to shock pub-
lics into supporting the cause of humanitarian social reform (Sorisio  2000 ). 

 Some of the more elaborate accounts of the politics of sentiment of the period 
are found in studies of the literary tactics of writers such as Charles Dickens and 
Harriet Beecher Stowe (Jaffe  2000 ; Ledger  2007 ; Roberts  2002 : 258–331). Indeed, 
as far as the latter is concerned, Gregg Crane records that following the enormous 
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public response to  Uncle Tom’s Cabin  (1852)—the best selling novel of nineteenth 
century—Stowe actively attempted to clarify and defend the moral character and 
intention of her sentimental characterization of  Uncle Tom  in her next writing, 
 Dred: a Tale of the Great Dismal Swamp  (1856) (Crane  1996 ). Here, Crane records 
that not only did Stowe understand the rational culture of established law to operate 
in a conservative manner that set morally unacceptable limits on the issues that 
were taken up for public debate, she also understood that the strength of moral feel-
ing than surpassed the processes of rational argumentation in moving people to act 
for the needs of others. Crane argues that while Stowe intended her depiction of 
Dred, the revolutionary leader of the slaves living on the swamp, to convey her 
misgivings over the potential for humanitarian sentiment to breed insurrectionary 
violence, she also sought to make clear her understanding that the struggle to imag-
ine and realize better ways of living in the world was sustained more by passion 
than by point of principle. In this regard, Stowe’s work might be taken as a manifes-
tation of a critical praxis. Stowe regards the passion of compassion, whilst involving 
people in volatile feelings that might overwhelm their capacity to reason, each a 
necessary part of inspiring good reasons for involvement in the creation of humane 
forms of society.  

3.5     The Return to Social Suffering 

 The origins of the concept of social suffering lie in the awakening of humanitarian 
social conscience in the second half of eighteenth century. The term conveys an 
early understanding of social life as mobilized and sustained by force of “fellow 
feeling,” and it belongs to the “enlightenment of sympathy” (Frazer  2010 ). In this 
context, it was widely understood that, in the moral feelings aroused by the specta-
cle of human suffering, people were not only being made alert to their social ties to 
others, but also being challenged to care for their fellow humans’ condition and 
needs (Mullan  1988 ). It is not merely the case that social suffering encourages us to 
understand that people’s suffering as caused and conditioned by social circum-
stance; the perspective also invites us to recognize that, in what we feel for and how 
we respond to the suffering of others, we are  involved  in social experience and 
enactments of social value. Suffering is an incitement to social conscience and a 
spur to moral debate over the bounds of social responsibility and appropriate forms 
of humanitarian social action. 

 The more recent development of research and writing on social suffering marks 
a  return  to this tradition of social understanding. It ventures to rehabilitate a praxis 
that has been marginalized and/or denigrated within the institutionalization of social 
inquiry as a “science” within the academy. Once again, albeit through ethnography 
(the visualization of people’s condition and circumstance through documentation of 
the ways people voice their experience of life), attempts are made to fashion social 
understanding through the arousal of moral feeling. In this regard, it is also vital to 
appreciate the extent to which such practices, embraced as a necessary component 
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of the movement to awaken social consciousness and conscience, are also identifi ed 
as inherently volatile risk-laden. 

 For example, Paul Farmer openly worries about the ways in which his graphic 
portrayals of human suffering serve to make his readers either ‘habituated to horror’ 
or outraged by the extent to which the stories might be taken as a form of voyeurism 
or pornography. Nevertheless, Farmer makes it his mission to court the provocation 
of a humanitarian social imaginary so as to shock readers into critical thinking and 
action. Following Susan Sontag ( 2003 ), he resolves “to locate our privilege on the 
same map as the suffering of our contemporaries,” and, for this purpose, argues:

  …the road from unstable emotions to genuine entitlements—rights—is one we must travel 
if we are to transform human values into meaningful and effective programs that will serve 
precisely those who need our empathy and solidarity most (Farmer  2005 : 152–6). 

   Similarly in their photo-ethnography of “dopefi ends,” Philippe Bourgois and Jeff 
Schonberg aim to make the moral disquiet aroused by images of bodies suffering 
the ravages of addiction a means to humanize the social perception of drug users 
(Bourgois and Schonberg  2009 ). Whilst anxiously concerned by the potential to 
encourage “a voyeuristic pornography of suffering,” Bourgois and Schonberg hold 
it necessary to broker many moral tensions and unstable emotions so as to bring the 
human experience addiction to public attention: it is an issue for social conscience 
and political debate. 

 In both these examples, the acquisition of social understanding is taken to require 
a reconfi guration of moral feeling. Acknowledging the danger that their portrayals 
of human suffering might be culturally appropriated for ends that stand radically 
opposed to their humanitarian aims and objectives, nevertheless, these scholars still 
move to invoke the passion of compassion and, thus, social concern. They credit the 
most morally troubling, emotionally diffi cult, and semantically unstable passages of 
their work as those most capable of making the human-social condition a pressing 
matter for public debate. 

 A “critical humanitarianism” is at work here. At the same time these authors 
attend to concerns about sectional interests and even the possibility that their work 
might be fashioned as part of an arsenal of social abuse, they also see it as necessary 
for the cultivation of human-social understanding. In the struggle to make sense of 
diffi cult moral and intellectual tensions aroused through the witness of human suf-
fering, readers might “see” the social situations occupied by others and become 
engaged in the challenge to care for all humans’ social being.  

3.6     Concluding Remarks 

 Pierre Bourdieu celebrated the potential for tools of critical social analysis to be 
directed towards privileged methods of social research and genres of writing about 
social life. Whilst he valued sociology and anthropology as disciplines that provided 
social enlightenment, he was wary of the ways in which they could be developed to 
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eclipse the human-social condition. Refl ecting on the motives that lay behind his 
documentation experiences of social suffering, Bordieu admitted that, in part, this 
was intended to draw debate toward the failure of social science to provide an ade-
quate encounter with experiential suffering. Moreover, he was particularly worried 
by the potential for the language of social science to become a form of “symbolic 
violence” further contributing to the harms done to and suffered by people (Bourdieu 
 1999 : 607–26). He sought to combat the conservativism of a critical counter-culture 
that critically denounced the world without venturing to involve itself in positive 
action. 

 The tendency toward technical, even clinical, writing in the social sciences risks 
obscuring more of the world than we bring to light. More troubling, sociologists and 
others risk a loss of social understanding in human terms. It is seems all too easy for 
social science to operate without human recognition, unintentionally renunciating 
care for the human as such. Under this conviction, research and writing on social 
suffering tries to enact a critical refl exivity that makes social science both con-
sciously and conscientiously committed to exposing the moral experience of people 
in society (Kleinman  1999 ). We are encouraged to critically question our own val-
ues and to take up a critical stance with regard to how the culture of social science 
operates. 

 In the space of this chapter, I have sought to move beyond a mere review of how 
the concept of social suffering is featured and applied in contemporary social 
research. I hope to have emphasized how social suffering invites us to debate the 
character and conduct of our engagements with the task of social understanding. At 
various points, outlining its association to and involvement with the a critical praxis 
of humanitarianism, I have also noted that here there is a particular concern that we 
might see social inquiry fashioned not merely for purpose of critique, but also as a 
provocation to involve ourselves in real acts of care. A movement is at work here to 
have us recognize the quality of our social understanding to reside in the quality of 
our involvement in care for the suffering of people. Its ‘critical humanitarianism’ is 
far more an option taken up as an attachment to social inquiry, rather it is embraced 
as a necessarily troubling requirement for those who have any care for the human 
situation in social life. Critique must not be an end unto itself but a call to care.     
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    Chapter 4   
 Compassion, Cruelty, and Human Rights 

             Natan     Sznaider    

           Say this city has ten million souls , 
  Some are living in mansions, some are living in holes:  
  Yet there’s no place for us, my dear, yet there’s no place for us  (Auden  1967 ). 

 This poem, “Refuge Blues,” was written by W. H. Auden just before the outbreak 
of World War II. It is a poet’s outcry for a more humane world, for a world with-
out cruelty. It is a poet’s wish that his words and their display of compassion can 
make for a better world. Today, this outcry is couched in the language of human 
rights. 

 Rights and compassion mean much to many, and yet have no fi rm defi nition. Are 
we talking politics? If so, what are the political implications of human rights? Or are 
we talking aesthetics, a kind of “human rights experience” without great political 
consequence? Poets, politicians, and intellectuals seem only to agree that human 
rights matter. 

 In fact, contemporary societies are suffused with images making just this point. 
Imagine watching TV or browsing the Internet. Pictures of brutal beatings, forcible 
eviction, or military assaults on innocent civilians parade before your eyes. These 
are not movie clips; they are glimpses of reality near and far. Do we have a language 
that can make sense of these images and our reactions to them? 

 This essay is based on arguments developed in my jointly written book with Daniel Levy (Levy 
and Sznaider  2010 ) and my book  The Compassionate Temperament  (Sznaider  2000 ) .  I dedicate it 
to my former teacher Allan Silver, who introduced me fi rst to the ideas of the Scottish Enlightenment 
and taught me to think sociologically. 
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4.1     Human Rights 

    All human beings are born free and equal in dignity and rights. They are endowed with 
reason and conscience and should act towards one another in a spirit of brotherhood  
(UN  1948 ) .  

 These noble words are Article 1 of the Universal Declaration of Human Rights. We 
must ask whether they have political meaning and, if so, consequential implications. 
The language of human rights provides a framework to begin to understand why 
pictures of strangers being beaten and tortured by other strangers concern us. Why 
do we care? Should we care? What is it about the power of human rights that makes 
the violation of them revolting? Is our passion for human rights historically 
contingent? At least rhetorically, human rights have become a kind of universal 
currency in politics; few politicians can afford to be  against  human rights. But 
rhetoric alone does not guarantee a world without violations. 

 Some believe the concept of human rights is nothing more than a Western ideo-
logical assertion, another sophisticated form of colonial imposition. Compassion 
and the public representation of suffering, too, have seen increasingly bad press 
among critical thinkers in the social sciences. These concepts are considered masks 
and screens covering up political realities (see Fassin  2012 ). Even if this may be the 
case, we still need to understand the phenomenon at hand. 

 There is a strong relationship between human rights consciousness and the emer-
gence of a globalized cosmopolitan and liberal society, with its distinctive features 
of an expanded global awareness of the presence of others and the equal worth of 
human beings driven by memories of past human rights violations (Beck and 
Sznaider  2006 ; Levy and Sznaider  2005 ). Through these memories and their insti-
tutionalization in international conventions, the nature and sentiments of compas-
sion have changed. Cruelty is now understood as the infl iction of unwarranted 
suffering, and compassion is an organized, public response to this evil, as in human 
rights politics. With the lessening of profoundly categorical and corporate social 
distinctions triggered by the memories of barbarism, compassion can become more 
expansive, setting a politics of universal human rights into motion. The capacity to 
identify with others (in particular, with others’ pain) is promoted by the profound 
belief in shared humanity, ontological equality. Compassion is also a revolt. It 
revolts against contempt, against torture, against humiliation, and against pain. It is 
more than “just” sentiment. It is the affi rmation of humanity. 

 In addition, the globalization of media images plays a crucial role in society 
(Tester  2001 ). Compassion enters into current debates on foundations of ethics as 
depicted in the global media (Linklater  2007 ). Globalization has the potential to 
transform culture and through vocabulary infl uence meaning (Morley and Robins 
 1995 ). This transformation becomes most evident when the particularities that make 
up a culture are divorced from their original spatial (i.e., local and national) con-
texts. Transnational media and mass culture, such as fi lm and music, loosen the 
national framework without abandoning it entirely (just note Sting’s protest song 
1987s “They Dance Alone,” which was a symbolic gesture against Latin American 
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dictatorships). Even those who never leave their hometown are challenged by the 
images on their televisions and computers to integrate global value systems that are 
produced elsewhere into their national frame of reference.  

4.2     Compassion 

 Thus, my argument is that compassion – the organized campaign to lessen the suf-
fering of strangers – is a distinctly modern form of morality that, itself, played an 
important role in the rise of modernity (Orwin  1980 ; Snow  1991 ; Sznaider  2000 ). 
And if we understand the nature of compassion and its connection to social struc-
ture, we can explain many social movements today that otherwise seem accidental, 
unprecedented, and post-modern. The idea that the sight of suffering imposes a duty 
to ameliorate it seems like it should be very old, but it is, in fact, a very recent one. 
There is a big distance between the duties that once bound (and even marked out) 
saints and that which is now considered incumbent upon all reasonable people. So 
little was suffering considered an evil before the nineteenth century that the guard-
ians of morality paraded the spectacular suffering of evildoers before the public as 
a means of moral improvement (Gatrell  1994 ). Thus, for example, public hangings 
continued until the end of the eighteenth century. Even during the Reformation, 
often thought of as the fi rst turn on the road toward modernity, people whose only 
crimes were doctrinal were routinely burned in the city squares of Europe’s capitals. 
The movement to reform such cruelties refl ected a change in the conception of 
human nature. No longer were public displays of cruelty thought to be salutary. 
They were thought brutalizing – to the people that watched them. 

 The moral sentiments that result from this process – what Norbert Elias ( 1978 ) 
called “The Civilizing Process” – constitute qualitatively new social bonds. I argue 
that the idea that we must remove “brutalizing” conditions in order to “civilize” 
people developed in tandem with capitalism and its “dark satanic mills.” The result 
has been a qualitatively new outpouring of compassion (Haskell  1985 ). 

 I suggest two broad interpretations of the emergence and rise of public compas-
sion. The  democratization  perspective suggests that with the lessening of pro-
foundly categorical and corporate social distinctions, compassion becomes more 
extensive. A second perspective is linked to the emergence of  market society . In this 
perspective, the market itself can be understood to extend the public scope of com-
passion. By defi ning a universal fi eld of others with whom contracts and exchanges 
can be made, market perspectives extend the sphere of moral concern, however 
unintentionally. 

 In both perspectives, the nature and sentiment of compassion changed with the 
onset of civil society. As a “natural” moral sentiment, public compassion involves a 
revolution in sensibility and a new relationship to pain. Public compassion was 
initially the fi ght against cruelty, understood as the unjustifi able affl iction of pain. 
Modern humanitarianism protests against a wider vision of suffering and pain. In its 
philanthropic version, it has tried to establish bonds of compassion among social 
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groups and classes (for early formulations of this point, see Crane  1934 ). These 
modern humanitarian movements arose in the eighteenth and nineteenth centuries 
with fi ghts to abolish slavery; cruelty to prisoners, animals, and children; and fac-
tory, sanitary, and prison reform. All of these movements continue today. 

 Humanitarian movements de-legitimized earlier values and practices as morally 
reprehensible. In the rhetoric of humanitarian reform, older practices were redefi ned 
as  cruelty , the infl iction of suffering, stripped of its outdated justifi cations. 
Compassion, in organized form, was framed as a public response to this evil. From 
that point on public executions, torture, and slavery all came under moral scrutiny 
(Peters  1985 ). Given the timing of these redefi nitions and humanitarian sensibilities 
alongside the rise of market society and capitalism, it is no long stretch to see a con-
nection (Haskell  1985 ). 

 I am aware that this is a counter-intuitive argument, particularly for sociologists. 
The more intuitive argument is that market behavior consists of the relentless pur-
suit of profi t, so it is impossible to deduce a capitalist “moral cosmology.” But the 
intuitive argument thinks of modernity as corrosive to moral sentiment. Sociologists 
see clearly the way in which modernity breaks down older social bonds, but they are 
much less attentive to the way in which it builds new ones. When waves of compas-
sion break out into demands for political action, scholars searching for an explana-
tion are forced to consider this humanitarianism exceptional – an atavism, an excuse, 
a subterfuge, or an irrelevancy. 

 To be sure, there are many ways to argue that modernization corrodes compassion. 
Hannah Arendt ( 1963 ), Michel Foucault ( 1965 ,  1977 ), Zygmunt Bauman ( 1989 , 
 1993 ,  1995 ), and Giorgio Agamben ( 1998 ,  1999 ) are probably the most important 
and infl uential of these thinkers. Their indictments of modernity are the most origi-
nal, as they are not simply a recycling of the Gemeinschaft/Gesellschaft distinction 
found at the base of so much other anti-modernism (Toennies  1965 ) or of critical 
theorists’ accounts of the pitfalls of the Enlightenment (Horkheimer and Adorno 
 1971 ). Instead, these four scholars fasten on the most diffi cult empirical issues and 
carry their premises to logical conclusions. In so doing, they raise the most crucial 
objections to my own argument. 

 In the large outlines, I agree with those critics’ characterization of the pre- modern 
era as one of “punishment” and exemplary cruelty. I also follow them in seeing an 
intellectual and experiential break between that era and our own. And I applaud 
them for putting the institutions of social control at the center of the analysis of 
society. But where we part company is in the characterization of the present. Where 
they see discipline, I see compassion. Where they see power, I see moral sentiments. 
And where they see social control as the state’s control over society, I see social 
control as society’s control over  itself . 

 What critics of modernity ignore, on principle, is the experience of people. Under 
the fi rst regime (pre-modernity), people are capable of taking their children to a 
public hanging as if it were family entertainment. Under the second (modernity), 
they feel queasy about violence on TV. The hypocrisy that, despite our queasiness, 
there is lots of violence on TV, should not obscure the sea change: real, physical 
violence – not the regulated violence of sports nor the stylized violence of the 
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 cinema – makes modern people shiver with disgust. To simply hear the details of 
torture produces, in most moderns, a physical revulsion. Sometimes it leads to out-
rage and clamoring that something must be done; sometimes merely to the desire to 
switch the channel. But what it does  not  lead to is laughter or a feeling of satisfac-
tion. In the unusual cases in which we encounter people who enjoy killing or we 
come to believe a person must be put to death, it requires explaining. That is to say, 
we encounter real violence, cruelty, and unanswered suffering as an exception that 
needs to be reconciled with our worldview. 

 This shift – from people and societies that reveled in and prided themselves on 
killing and torture to societies that feel the pain of others so much that they have to 
hide it away or crusade against it – is essential. Many critics miss this, ironically, 
because they focus on continuities. It is true that there are still torturers in the world. 
But they are at the margins. They are hidden where they were once paraded. They 
are the exceptions where they used to rule (just note how popular culture has 
depicted the hero of a series “24” Jack Bauer as being in and outside the establish-
ment of the security apparatus). This signifi es a change in how we experience the 
world as well as how the world  is . 

 I do not ignore this softening of manners as an epiphenomenon: I treat it as of 
central importance. The rise of modern compassion and human rights is not only the 
effect of structural changes, but also a contributing factor in its own acceleration. It 
is one of the keys to understanding the interaction between changing social structure 
and changing human nature. On my reading, the great critics of modernity share two 
main shortcomings when they argue that modernity has corrupted compassion. 
First, their concept of power seems to have neither actors nor responsible parties. 
Second, they rely on a State stretched so thin that it is in the end coextensive with 
the society over which it rules. I argue that the concept of society as constituted by 
moral sentiments overcomes both these problems in the best possible way – pre-
serving their insights while resolving their contradictions.  

4.3     Global Media 

 Another important criticism of the media portrayal of human suffering is known as 
“compassion fatigue” (Sontag  2003 ). That is, we are “becoming so used to the spec-
tacle of dreadful events, misery or suffering that we stop noticing them. We are 
bored when we see one more tortured corpse on the television and we are left 
unmoved” (Tester  2001 : 13). While it is perfectly reasonable to consider these nega-
tive features to be part of the global media, there is little question that a moral pro-
posal is made to the viewer. It can be accepted or rejected, but hardly be ignored. 
Even the viewer whose compassion for others is  not  triggered by stories and images 
of the suffering of distant others must come to terms with those visions. 

 In global times the media are not only decisive in accelerating boundary- 
transcending processes but they also constantly remind us that the stories we tell 
ourselves are not the only sources of identifi cation. It was Roger Silverstone ( 2007 ) 
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who turned these insights into a complex media theory of moral and political space 
in which the new political space in which morality (and compassion for human 
rights) is negotiated is called “Mediapolis.” Silverstone does not talk about a unifi ed 
worldview, as we are constantly negotiating and moving between the universal and 
the particular. Instead, the Mediapolis is about plural experiences. Plurality, in turn, 
depends on the unique and the particular. 

 This is how the global media relates to the politics of human rights. It involves a 
moral minimalism that cannot be reduced to culture and nation. The moral space 
created by the media presupposes a universalistic minimum involving a number of 
substantive norms which must be upheld at all costs. The principle that women and 
children should not be sold or enslaved, the principle that people should be able 
speak freely about God or their government without being tortured or having their 
lives threatened – these are so self-evident that no violation is tolerated.  

4.4     Moral Obligations 

 This is where contemporary human rights politics start: the highest principle is 
human well-being, and the greatest obligation is to prevent suffering wherever it 
occurs. This form of reasoning was embodied in the Scottish Enlightenment, spe-
cifi cally in the idea that there are duties imposed by sympathy and benevolence, 
motivated by exposure to heart wrenching stories (Silver  1990 ). The thinkers of the 
Scottish Enlightenment (like David Hume and Adam Smith) developed a theory of 
“moral sense”, addressing the problem of compassion. They considered “natural 
compassion” both normative and descriptive of human nature (Hume  1751 ; Smith 
 1759 ). Human beings both have, and  ought  to have, fellow feelings for others. As an 
automatic mechanism for the common good, sympathy is thus seen to lie in the very 
nature of civil society. In this conception, imagination is key to compassion. Human 
beings are cruel when they cannot put themselves in the place of those who suffer. 

 Like the French Enlightenment, the Scottish Enlightenment also had a political 
program of reform. But unlike the French, its proponents did not place all their faith 
in reason and the wisdom of state offi cials. They instead argued that the social con-
ditions that fostered sympathy were greater wealth, greater interaction, and greater 
equality, and that all of these conditions would be enhanced by the growth of the 
market. In other words, they argued that market cosmopolitanism and moral cosmo-
politanism were mutually supportive. Thus it is perhaps not surprising that the 
Human Rights Regime began to take shape in hand with the spread of Neo- 
Liberalism after the end of the Cold War. That this mercantile outlook would pro-
duce a form of human rights activism targeting the market as a major source of 
social and economic human rights violations is only another manifestation of twists 
in the conditionality of human rights. 

 I am aware that to base human rights on sentiment rather than reason needs calls 
for justifi cation. One view is that philosophy can become religion (Durkheim  1912 ). 
By embodying philosophy in rituals, such identities are created, reinforced, and 
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integrated into communities. Richard Rorty ( 1989 ) makes the same argument in 
different terms. For Rorty, all moral philosophy an attempt to rationalize beliefs 
handed down as part of our religious heritage. We have been inculcated with them 
and believe them to be valid, but we do not believe the theology behind these beliefs. 
Hence moral philosophy – the attempt to provide a different foundation for ideas we 
already believe on faith. Secularized moralities, then, are moralities that are accepted 
on faith and anchored in identity. It matters very much to people if such things are 
questioned or if norms are fl agrantly violated. Cruelty, violence, and breaches of the 
social contract make them feel personally injured, spur outrage, and connect those 
who feel similarly. And this provides the basis for political mobilization. A commit-
ment to these values does not imply that moral cosmopolitans are rootless individu-
als preferring humanity to concrete human beings. Global values are  embedded  in 
concrete rituals such as war crime trials, with the extensive media and scholarly 
attention they garner (Turner  2006 ).  

4.5     Relief of Suffering 

 Anderson ( 2014 ) offers some theoretical and philosophical suggestions as to how to 
ground ethical theories for a collective relief of suffering, claiming “human suffer-
ing is the greatest humanitarian challenge today” (p. 124). Compassion needs to be 
institutionalized and human rights are one important way of doing it. 

 I hope to complete some of Anderson’s suggestions by providing some socio-
logical underpinnings for such a task. It is not impossible and one’s mind should not 
be clouded by the prevalent sociological discourse of suspicion around modern 
morality. Power and interests, of course, are important factors for understanding the 
social world, but they are not the  only  factors. Thus, I believe that a sociological 
study of compassion can and should clarify the historical processes through which 
compassion can shape the defi nition of “social problems” and investigate the means 
by which specialists in organizing moral sentiments strive to alleviate suffering. If 
we better understand the social and historical conditions that make this moral state 
possible, we can also move away from suspicion and look at morals as a social fact. 

 Compassion in liberal society involves not only action but also a strong belief in 
universal benevolence, optimism, and the idea that happiness can be achieved in this 
life on earth. That is, it requires humanitarianism. A nineteenth century humanitar-
ian reformer concisely described the sentiment: “By humanitarianism I mean noth-
ing more and nothing less than the study and practice of human principles – of 
compassion, love, gentleness, and universal benevolence” (Salt  1891 , p. 3). 

 We need to distinguish public compassion from earlier models of compassion 
like religious charity, as well as models like the bureaucratic welfare state. Modern 
humanitarian movements are now venerable, the precursors to the current concep-
tion of human rights. Humanitarian movements de-legitimized earlier values and 
practices as morally reprehensible, even  cruel . Compassion in this ethical system 
takes individualism and one’s own experience of suffering as points of departure. 
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Emotional separateness and distance, essential to individualism, are constitutive of 
fellow feeling, as distinct from  agape  and  caritas . Emotional separateness and dis-
tance, prevalent in market society, thus enables members of civil society to form a 
bond that shapes encounters with the suffering of others as in human rights 
consciousness. 

 Smith, in particular, emphasized the consistency between concern for the self 
and distance from others, on the one hand, and the emergence of moral conduct on 
the other. If sympathy grows out of the separate experiences of individuals, it is 
consistent with market society. Smith emphasizes the self-love of humankind in 
what he calls commercial society. People who were previously indifferent to each 
other can enter now into contractual market exchanges (Silver  1990 ). This reduction 
of structural distance between individuals makes it possible to bring them together 
in a common public realm (Boltanski  1993 ), and compassion arises as each recog-
nizes the humanity of the other. This sort of compassion is an unheroic quality, 
unlike the absolute goodness of saints. Self-love and compassion are intrinsically 
linked and co-exist within individuals (Mizuta  1975 ). 

 Clearly, there is ambivalence about the concept of modernity and its moral senti-
ments. But just as clearly, there are more than two dichotomous answers for the 
relationships between modernity and barbarism or compassion. One view holds that 
the civilizing process is the principle of modern society. Modernity is characterized 
by the taming of aggression and the domestication of our psychic household. This 
view is now considered naïve by most social scientists. A second grand narrative 
came to answer the fi rst:  barbarity  is an integral part of modernity. Moral senti-
ments like compassion become instruments of domination. 

 What of a potential third option: the project of modernity is being defi ned through 
a consciousness of the potential to barbarity and the attempt to overcome it though 
processes like compassion and human rights. If we are to see phenomena which are 
hostile, brutal, and violent as such, we need a moral baseline. Modernity is able to 
recognize barbarity in a self-refl exive process fostered by compassion and institu-
tionalized through human rights. 

 Thus, one does one have to take the side of the deconstructionist, post-modernist. 
and other assaults on “foundationalism” in order to accept that human morality is 
historically contingent and a product of social relations? I have attempted, in this 
piece, to suggest a small alternative to these views by reconstructing the language of 
compassion from bourgeois discourse itself. We need to try to transcend idealistic 
or materialist theories concerning the origin of humanitarianism and maintain both 
aspects at the same time (see also Haskell  1985 ). There is indeed historical contin-
gency with regard to the emergence of human rights consciousness which includes 
moral compassion. There are sociological forms of understanding that recognize the 
social origin of moral sentiments without reducing them to epiphenomena or ideo-
logical superstructures of the will to power or attempts by the ruling elements of 
society to control the masses or curb unrest. 

 Moral compassion is not merely epiphenomenal. It has arisen in a specifi c his-
torical and social context – namely through the emergence of capitalism. The 
 market, through its universal features, allows people participating in it to enter – 
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independently, of their will – into universal moral relationships. The market expands 
the horizons of people’s moral responsibility, formerly limited by exclusivist bonds of 
memberships in corporate groups. Public passion emerges from market relationships 
and shows the possibility of compassion in a society of individuals. The rather common 
sense view found in the social sciences treats morality from a stance of skepticism, 
cynicism, even indifference. If at all, compassion is treated as an epiphenomenal, 
ideological superstructure, objectivizing practice, or method of carrying out symbolic 
violence. As useful as these approaches are in opening our eyes to hidden motives, 
they at same time obscure a tradition of modernity that  stimulates  this specifi c 
cultural value. Compassion and individuality are not mutually exclusive.     
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    Chapter 5   
 Making Sense of Suffering: Insights 
from Buddhism and Critical Social Science 

             Ruben     Flores    

5.1             Introduction 

 Seeking to enrich our framework for studying and alleviating suffering, this chapter 
refl ects upon the points of contact and tension between critical social science (CSS) 
and Buddhism—two traditions that have been compared at different times to the 
practice of medicine (Batchelor  1998 ; Bresnan  1999 ; Conze  1951 ; Eagleton  2011 ; 
Levine  2007 ) in that a key aspect of their  raison d’etre  concerns the alleviation of 
suffering. Both Buddhism and CSS offer causal understandings of suffering and 
recommendations for its alleviation. However, diagnoses and remedies differ in 
substantive ways, as it is to be expected from discourses developed in radically dif-
ferent historical contexts. 

 Part of my argument is that a dialogue between Buddhism and CSS is both nec-
essary and useful. Necessary because, as Andrew Sayer has argued, CSS is bound 
to benefi t from a constant engagement with different ethical perspectives (Sayer 
 2009 ); Buddhism, on the other hand, though strong on ethics, lacks a coherent 
understanding of societal suffering, which understanding CSS could provide. And 
useful because such debate could enrich the analytical perspectives of anyone inter-
ested in understanding and alleviating suffering. 

 Both Buddhism and CSS have long histories. I have attempted to avoid oversim-
plifi cations, especially regarding Buddhism, a tradition that, with over 25 centuries 
of refl ection and practice, has given rise to a wide variety of schools and sub- 
traditions spanning continents, languages, and times (Buswell and Lopez  2014 ; 
Bresnan  1999 ). My approach is best understood as drawing on Weberian “ideal 
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types,” or conceptual constructions that seek to represent a given phenomenon, but 
that should not be confused with the varieties and nuances of its many 
manifestations.  

5.2     Critical Social Science (CSS) 

 In a sense, all social research is critical. Varieties of CSS like Marxism or feminism 
can be clearly distinguished from mainstream social research in that they aim to 
dispel illusions not only in academic discourse, but also “in society itself” (Sayer 
 2009 : 769). For example, “Marxism generally incorporates a critique of practices or 
social structures as contradictory and productive of unintended and destructive con-
sequences (Callinicos  2006 ),” while feminism has criticized the incongruity of gen-
der notions underpinning sexist/patriarchal practices (Sayer  2009 : 769–770). 
Following Marx’s celebrated eleventh thesis on Feuerbach, CSS has historically 
committed to understanding and criticizing social reality, as well as to transforming 
it through conscious individual and collective action (Feagin and Vera  2008 ). 

 In seeking to transform the world for the better, though, one is bound to benefi t 
from taking a clear ethical standpoint. This is when CSS runs into trouble. 
Traditionally, CSS has implicitly aligned itself with notions like emancipation, thus 
effectively tending a bridge between “positive (explanatory/descriptive) social sci-
ence and normative discourses such as those of moral and political philosophy” 
(Sayer  1997 : 476). CSS has, however, tended to avoid spelling out the normative 
grounds on which it stands. While this uneasiness did not derail CSS at the time 
when criticism was fashionable, it has become a serious obstacle to its aspirations 
during more conservative times. The upshot is that, in the last three or four decades, 
critical researchers have been unable to go beyond shy demands for heightened 
refl exivity and “unsettling” discourses. Necessary though these activities may be, 
they can only amount to a “weak” version of critique (Sayer  2009 ). 

 Against this background, Sayer ( 2011 ) suggests CSS would be well advised to 
embark on a serious effort to make explicit and develop its normative dimension. 
This means defi ning what is taken to be human “good”—a task more diffi cult than 
it may at fi rst appear. As Sayer argues, the categories of  suffering  and  fl ourishing  
could offer a useful starting point. After all, an aspiration to combat social suffering 
has always been a powerful impetus not only for CSS but also for sociology more 
generally (Wilkinson  2005 ). CSS would be rendered intelligible if we were unable 
to understand that social practices that are typically the object of CSS’s critique 
(capitalism, patriarchy, environmental destruction, compulsory heterosexuality, rac-
ism, or imperialism) bring about suffering and impede fl ourishing (Sayer  2009 ). 
CSS practitioners would be able to generate stronger versions of critique were they 
to recognize that one of their tasks concerns not only dispelling illusions about 
social life, but also unveiling the mechanisms through which human practices and 
structures bring about suffering. CSS could also free itself to explicitly search for 
social conditions that lead to individual and societal fl ourishing (Sayer  2009 ; Dussel 
 1998 ). 
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 What we take to constitute suffering and well being is, of course, a function of 
our ethical framework. It is thus imperative for critical social scientists to engage in 
a permanent dialogue with ethical discourses, regardless of their provenance. The 
possibilities are as vast as the scope of humanity’s ethical and political traditions, 
which include the religious and spiritual systems that have provided humanity with 
ethical guidance for thousands of years (Queen  2000 ).  

5.3     Buddhism: Individual Suffering and Compassion 
for All Beings 

 Born around 500 BCE in the Indian sub-continent during what Karl Jaspers called 
the Axial Age (Bellah and Joas  2012 ), Buddhism remains one of the world’s major 
spiritual traditions, as well as a visible “cultural institution” and “system of healing” 
(Safran  2003 ). As other such traditions, Buddhism provides an answer to the age- 
old question: “How do we fi nd meaning in the midst of the pain, suffering and loss 
that are inevitably part of life?” (Safran  2003 ). 

 Buddhism is notoriously diffi cult to classify, with some interpretations highlight-
ing its philosophical facet and others its more ritualistic and religious sides (Revel 
and Ricard  1998 ). In Western circles, Buddhism has been characterized as a “reli-
gion of no religion” (Watts  1999 ) and as a “religion without beliefs” (Batchelor 
 1998 ; cit. Safran  2003 ). In this account, “the goal in Buddhism thus becomes not 
one of transcending worldly experience [and suffering] but rather one of fi nding a 
wiser way of living within it” (Safran  2003 : 461–462). Buddhism here is character-
ized as an agnostic, non-theistic and pragmatic way of life intent on addressing 
mental suffering through the letting go of attachments to ego, and the simultaneous 
cultivation of virtues like compassion, which in the Buddhist tradition is understood 
as “the wish that we may be free from suffering and the causes of suffering” (Wallace 
 2011 : 137). 

 While there is truth in these descriptions, the history and practice of Buddhism is 
more complicated and not without numerous tensions. For one, like Christianity, 
many strands of Buddhism have sought to abolish the very realm where suffering 
and fl ourishing take place (Taylor  2011 ); for another, magic has historically played 
a very important role in Buddhist practice (Conze  1951 ). Buddhism thus inhabits a 
tension fi eld that, far from undermining its credibility, has conferred it with vitality 
and dynamism throughout the centuries. Buddhist practitioners and schools have 
historically had to navigate their way between “the poles of agnosticism (or athe-
ism) and faith (or commitment)” and “individualistic and communal orientations” 
(Safran  2003 : 3). One of the reasons behind this diversity lies in Buddhism’s remark-
able ability to adapt to the different cultural contexts it has encountered (Conze 
 1951 ). It blended with Shamanic practices in Tibet, with the cult of the ancestors in 
Japan, and today is in dialogue with naturalistic discourses in the west (Flanagan 
 2011 ; Wallace  2006 ). 
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 Common across the different schools of Buddhism is an understanding of 
 suffering as stemming from the (wrong) view of self as a fi xed, impermanent entity 
(as opposed to an ever changing construct) (Safran  2003 ), as well as an ethics sys-
tem that stresses compassion, loving-kindness, equanimity, and sympathetic joy for 
all beings (Conze  1951 ; Flanagan  2011 ; Revel and Ricard  1998 ). These two features 
can be seen as standing in a productive tension with one another. On the one hand, 
the view of the self as non-substantial “leads to boundless contraction of the self—
because everything is emptied out of it” (Conze  1951 : 129). On the other hand, we 
are invited to identify with the suffering of ever wider circles of sentient beings and 
to strive for their liberation, a task leading to “a boundless expansion of the self—
because one identifi es oneself with more and more living beings. (…) The true task 
of the Buddhist is to carry on with both contradictory methods at the same time.” 
(Conze  1951 : 129; see also Wallace: 133). 

 In a very important sense, the interpretations outlined above hardly matter. For 
Buddhism, doctrine and theory are secondary to the question whether teachings/
practices can be useful in overcoming suffering. Likewise, intellectual understand-
ing of Buddhist teachings amounts to little, if anything, in the absence of the prac-
tice of virtues like compassion and loving-kindness for all beings and (in some 
sub-traditions) an utter detachment from the world, including our own bodies 
(Conze  1951 ). A multiplicity of methods is available to those aspiring to follow the 
Buddhist path, from lay rituals to the meditative practices traditionally associated 
with monastic life. Buddhist practitioners aim at cultivating a sense of serenity and 
inner peace that are independent of external conditions and the unavoidable ups and 
downs of life (Ricard  2003 : 16–22). 

 Yet one can think of the basic condition of sitting in meditation as not adding 
much to the alleviation of the world’s suffering or be as broad as helping to release 
all living beings from suffering. A key point to bear in mind is that scholars and 
practitioners of the Buddhist tradition have been much more interested in working 
with our minds in order to alleviate suffering via “world-denying love” (Bellah 
 2006 ) than in changing our social and natural environment (Wallace  2011 ). In other 
words, Buddhism has developed an avenue for overcoming suffering in which the 
stress is on changing our relationship to the world, rather than on changing the 
world. This has led a number of scholars to claim that drawing only on Buddhist 
teachings in order to understand and alleviate suffering under conditions of moder-
nity leads to an aporia or irresolvable internal contradiction (Bellah  2006 ). 

 Buddhism’s seeming inability to address modern social sources of suffering 
stems from its lacking a coherent understanding of political, economic, and social 
life (Smithers  2012 ; Van Arnam  2013 ; Flanagan  2011 ). As philosopher Owen 
Flanagan puts it: “Buddhism is a comprehensive philosophy that is very weak in the 
political philosophy department, overrating compassion and underrating the need 
for institutions that enact justice as fairness.” ( 2011 : xii). This shortcoming compli-
cates the Buddhist response to the socially conditioned forms of suffering resulting 
from the dynamic of economic and political systems such as capitalism or authori-
tarianism. (See, however, Loy  2002 ). In fact, at some points during Buddhism’s 
long history, rulers have found in Buddhist calls for compassion and non-violence 
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an effective tool for pacifi cation, conformism, and legitimation (Conze  1951 ). This 
is not to say that Buddhism is inherently “conservative”; there have been moments 
where social/resistance movements have adopted a Buddhist language in order to 
make sense of their struggles, the Chinese Boxer rebellion being a case in point 
(Conze  1951 ).  

5.4     Healing Suffering 

 Though their approaches differ, some parallels are apparent between CSS and 
Buddhism. Both traditions share the conviction that we can avoid and overcome 
suffering, provided we are able to dispel delusions about its causes through an 
appreciation of the nature of reality (Ricard  2003 : 22–24, 27; Wallace  2011 ). 
However, those aspects of reality to which they draw our attention differ: CSS bids 
us to pay heed to historical social processes while Buddhism advises refraining 
from giving undue attention to impermanent phenomena. 

 In spite of the aforementioned differences, or perhaps because of them, Buddhism 
and CSS are well placed for the tasks of dialogue, critique, and self-critique. Neither 
tradition exists, after all, for the sake of winning arguments; rather, just like medi-
cine, each is intended to help us cope with the challenges of human existence and 
liberate humanity from suffering (see, however, Eagleton  2011 , for a different take 
on Buddhism). The desirability of a dialogue has not been lost upon representatives 
of either “cultural institution”, to use Safran’s term (Safran  2003 ). Sayer has criti-
cized CSS for its recent shyness and has encouraged a more active engagement with 
ethical traditions. And numerous Buddhist communities have come to the realiza-
tion that addressing suffering in the contemporary world involves facing social 
problems (Malkin  2003 ; Van Arnam  2013 ; Queen  2000 ). Socially engaged 
Buddhism has emerged “in the context of a global conversation on human rights, 
distributive justice, and social progress” (Queen  2000 ). The same could be said 
about the 14th Dalai Lama’s repeated statements on Marxism, which acknowledge 
the need to enrich Buddhism with other traditions in order to make sense of the 
socio-economic inequalities and political oppression found across the world, e.g., “I 
think of myself as half-Marxist, half-Buddhist” (Dalai Lama  1996 : 110; see also 
Dalai Lama  1999 ) and “as far as sociopolitical beliefs are concerned, I consider 
myself a Marxist” (Dalai Lama as quoted by Namgyal  2011 ; see also Smithers 
 2012 ). 

 We could imagine the outcomes of the potential integration between the two 
traditions in concrete settings. Buddhism-inspired mindfulness interventions are 
already used to alleviate pain related to some medical conditions, like depression 
(Feldman and Kuyken  2011 ; Fraser  2013 ), as well as to combat compassion fatigue 
and stress among healthcare professionals (McClure  2013 ; Shapiro et al.  1998 , 
 2005 ; Fraser  2013 ). In spite of their value, however, such interventions can do little 
to address the social inequalities that make such a big difference in the life expec-
tancy and quality of life of people around the world. In order to challenge those 
inequalities, CSS speaks with a clearer voice than Buddhism. 
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 Still, the salience of Buddhism in the spiritual landscape of contemporary societ-
ies can be interrogated as a possible symptom of the ideological problems of our 
time, and construed as a central piece in the ideological core of the twenty-fi rst 
century capitalist “post-ideological era” (Žižek  2001 ; see also Smithers  2012 ). In 
this account, Buddhism allows people to search for salvation without having to 
confront the contradictions of capitalism and capitalist societies. Though this cri-
tique may be justifi ed, its validity is limited. Reducing “Western Buddhism” to a 
form of escapism risks throwing out the baby with the bathwater. For the value of 
Buddhism and other achievements of the Axial Age arguably go well beyond the 
historical specifi city of the capitalist age. 

 Dissonances should not be reasons for despair. Clashing notions can be fruitful 
grounds for the development of new ideas (Turner  2014 ), as the dialectical tradition 
teaches (Farr  2008 ; Jay  1996 ; Van Arnam  2013 ). Both sides require, however, the 
ability to listen attentively to the other (Barenboim  2010 ), a point worth mentioning 
because many strands of CSS have not been particularly good at listening. This fl aw 
partly explains the charges of authoritarianism leveled against them in the past 
(Sayer  2009 ). How Buddhism fares on this count is an empirical question. We 
should note that, given its standing “in between” religion and philosophy, Buddhism 
is particularly well placed for building bridges between different traditions (Dalai 
Lama, cit. Revel and Ricard  1998 : 25); that listening constitutes an important part 
of socially engaged Buddhism (Malkin  2003 ); and that some strands of Tibetan 
Buddhism in exile have shown a keen interest in encouraging a dialogue between 
science and religion (Wallace  2006 ). And yet, in spite of having anticipated many 
insights from sociology for thousands of years, in general Buddhism has arguably 
failed thus far to engage in a serious dialogue with social research (for an exception 
see Loy  2002 ).  

5.5     Towards a Framework for the Study of Suffering 

 A process of active listening and dialogue could open up a “cycle of critique” 
(Abbott  2004 ), with both traditions addressing each other’s weaknesses. A dialogue 
with Buddhist ethics could provide CSS the tools to counter its excessive emphasis 
on the individual self, which by the way is also common to much current social 
research (Anderson  2014 ; and personal communication). There is, of course, noth-
ing wrong with individual emancipation and freedom. However, in taking the “free 
individual” as an implicit, ultimate goal when criticizing “undesirable social deter-
minations,” CSS has failed to grasp that fl ourishing requires not only liberation and 
“freedom from” undesirable social constraints, but also “freedom to” form social 
commitments (e.g., freedom to join communities and adopt responsibilities) (Sayer 
 2009 ). 

 In this context, Buddhism and traditions like care ethics (Tronto  1993 ) could 
help CSS gain clarity about the role of care as a positive social determination, and 
more generally on the social conditions that facilitate human fl ourishing for fragile 
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yet resilient beings like us (Sayer  2011 ; see also Johnston [Chap.   8    ] and Wilkinson 
[Chap.   2    ]). For instance, engaging with Buddhism could help social researchers 
make sense of instances where suffering can be transformed into compassion 
(Johnston [Chap.   8    ]; Flores  2014 ). On a more applied level, CSS could benefi t from 
Buddhist techniques for cultivating compassion and virtue in order to advance 
towards more humane forms of struggle against oppression; this is not a minor task 
given the cruelty committed in the name of the construction of revolutionary proj-
ects in the twentieth century (on compassion and politics, see Paz  1990 ). The ideals 
and actions of Mahatma Gandhi and the Rev. Dr. Martin Luther King, Jr. illustrate 
the potential for bringing together struggles for social emancipation with “world- 
denying love” (Bellah  2006 ). 

 As far as Buddhism is concerned, a dialogue with CSS could help make sense of 
suffering brought about by historical social practices and structures. As Conze 
writes, no major Buddhist school has developed in the last 1,000 years or so, but the 
conditions of the modern world may encourage a new creative impetus for Buddhism 
(Conze  1951 : 68). Queen ( 2000 ) argues, similarly, that socially engaged Buddhism 
may be part of the formation of a new Buddhist stream—one more attuned to the 
needs of the modern world and the need to attain collective liberation and fl ourish-
ing alongside personal liberation from suffering (see also Levine  2007 ). 

 But the more general point is this: in seeking to frame, explain, and alleviate suf-
fering, we necessarily draw on the manifold intellectual, religious, and philosophi-
cal traditions that constitute humanity’s heritage. Even when attempting to reject 
past understandings of the nature, causes, and solutions of suffering, human beings 
never start  ex nihilo —they build on the stock of knowledge available to them (Berger 
and Luckmann  1966 ; Vera  2013 ). From these traditions, we have inherited some 
basic distinctions and intuitions leading to different conclusions as to the best 
courses of action individuals and whole societies might follow in their ethics, poli-
tics, and policies. Taking these traditions on their own terms and in dialogue could 
open new vistas for those interested in understanding and alleviating suffering. In 
seeking to illustrate this point focusing on Buddhism and critical social science, I 
have argued that both traditions could benefi t from listening attentively to what the 
other has to say. This involves focusing on the harmonies between traditions as well 
as the points of dissonance. To the extent that these perspectives converge, they can 
enrich our toolkit to frame and heal suffering; to the extent that they collide, they 
call for dialogue, critique, self-critique, and refl exivity. This dialogue could also be 
useful to those who, without subscribing to either tradition, share a common goal to 
intellectually and practically address the challenges that suffering raises for human 
existence.     
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    Chapter 6   
 Distant Suffering and the Mediation 
of Humanitarian Disaster 

             Johannes     von     Engelhardt      and     Jeroen     Jansz    

6.1             Introduction 

 Many of the most extensively mediated events of the early twenty-fi rst century have 
been instances of large-scale human suffering caused by violent confl ict or natural 
disaster in countries belonging to the so-called Global South (World Bank  2010 ). 
What Western audiences know about victims of humanitarian disaster is therefore 
almost exclusively derived from various media. As Susan Sontag observed in her 
generative work  Regarding the Pain of Others : “[B]eing a spectator of calamities 
taking place in another country is a quintessential modern experience” ( 2003 : 16). 

 The fi rst part of this chapter provides a brief overview of how Western media 
represent humanitarian disaster in the Global South. In the second part, we move 
our focus to Western audiences and the circumstances under which people tend to 
care and act. For this purpose, we propose four dimensions in the representation of 
distant suffering that can either open up or close down spaces in which audiences 
might engage with distant suffering:  Distance  encompasses the various ways repre-
sentations render humanitarian crises distant or proximate to the spectator.  Scale  
refers to the depiction of suffering as that of single, identifi able individuals as 
opposed to that of collectives.  Actuality  describes the extent in which stories of 
human suffering are told as real and consequential. And  Relievability  highlights the 
signifi cance of representational practices that present distant suffering as something 
that can be mitigated in the present or prevented in the future. 

 We conclude with a brief refl ection on the changing media landscape as social 
media and other online platforms challenge the dominant position of traditional 
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mass media, in particular television. We present a number of pointers for future 
research that might contribute to a more balanced and engaging portrayal of distant 
suffering.  

6.2     Representation of Distant Disaster 

 Through the mass media, we learn about and make sense of large-scale human suf-
fering in distant countries. As simple and commonplace as this statement may 
appear, it offers a valuable entry point, as it forcefully draws our attention to the 
signifi cance of two slightly more contentious observations: not all instances of mass 
human suffering receive the same amount of international media coverage; different 
types of human suffering are covered in different ways. Since this chapter focuses 
on audience engagement as manifested in emotional, cognitive, or behavioral 
responses vis-à-vis media coverage of humanitarian crisis, these two observations 
are key. 

 With respect to the fi rst, research has repeatedly shown that contrary to a naïve 
window-to-the-world understanding of the media (McQuail  2010 ), the amount of 
media coverage received by a particular humanitarian disaster is only partly deter-
mined by its scope and severity. A number of quantitative studies have attempted to 
statistically model media attention as a function of both disaster- and country- 
specifi c attributes, revealing that the scope of human suffering typically explains 
merely a small proportion of the variance in media attention. What have repeatedly 
been identifi ed as important predictors of Western disaster coverage are measures of 
cultural, economic and geographical proximity (Belle  2000 ; Adams  1986 ; Simon 
 1997 ; Singer et al.  1991 ; Joye  2010 ; CARMA  2006 ). For example, both Belle 
( 2000 ) and Adams ( 1986 ) fi nd that the level of popularity that a given country 
enjoys among U.S. tourists can serve as a signifi cant predictor of the amount of 
disaster coverage. 

 Some of the world’s largest humanitarian crises therefore hardly register with 
Western audiences (see Moeller  2006 ) or policy makers (Hawkins  2002 ). 
Specifi cally, devastating catastrophes such as the 1994 genocide in Rwanda and the 
second Congo War from 1998 to 2003 received little or belated coverage despite the 
fact that the latter was the most deadly confl ict since World War II (IRC  2008 ). This 
partiality in coverage is often understood as a consequence of institutional, eco-
nomic, and ideological structures that shape (and often constrain) the work of media 
professionals (Galtung and Ruge  1965 ; Harcup and O’Neil  2001 ). 

 These “forgotten crises” run the risk of remaining largely invisible to Western 
audiences. We observe the most direct and palpable effects in donation behavior. 
Not surprisingly, research has confi rmed that the more coverage a disaster receives, 
the more people are willing to give money (Martin  2013 ; Simon  1997 ). For crises 
that are already ongoing, donations start pouring in only after media attention picks 
up (Waters and Tindall  2011 ). The sheer visibility of distant suffering is indisput-
ably a necessary condition for any form of public engagement, but we will see that 
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it is by no means a suffi cient one. Our concern here is therefore not focused on 
 whether  but on  how  stories of suffering others are told. 

 Western publics are more likely to donate when a set of criteria regarding the 
disaster, its victims, and its media reporting are met. In an extensive literature review 
of studies on charitable giving, Bekkers and Wiepking ( 2010 ) identify a set of 
mechanisms that infl uence donation behavior. For example, they show that the per-
ceived deservingness and helplessness of the benefi ciary plays a decisive role. 
While there is some evidence that portraying victims as having a certain degree of 
agency (rather than as completely helpless) can increase willingness to give (Bennet 
and Kottasz  2000 ), fi ndings from the same study also suggest representations should 
employ “unashamedly emotive advertising imagery” (p. 358) that shows benefi cia-
ries as utterly destitute. At the same time, overly negative and offsetting depictions 
of suffering seem to work counter-productively in fundraising efforts (Dyck and 
Coldenvin  1992 ). Bekkers and Wiepking ( 2010 ) posit, “[i]t may well be that instead 
of the most needy, those with the best marketers receive the highest contributions” 
(24). 

 The high volume of research regarding media coverage of crises is, for the most 
part, critical towards representations of distant mass suffering for its frequent cul-
tural stereotypes and imagined binaries of “us” and “them” (Joye  2009 ; Chouliaraki 
 2006 ; Konstantinidou  2007 ). For example, Joye’s analysis of Belgian television’s 
coverage of international disasters ( 2009 ) leads him to conclude that disaster report-
ing reproduces “a division of the world in zones of poverty and prosperity, danger 
and safety” (58). Contemporary discourses on distant disaster are also often said to 
deepen and reproduce historical chasms between colonial spectators and colonized 
sufferers by drawing on neo-colonial discursive repertoires and narratives of back-
ward tribalism and pre-modernist irrationality (e.g., Bankoff  2001 ; Brookes  1995 ; 
Wall  1997 ; Franks  2005 ; Philo  2002 ). Additionally, mainstream Western media 
coverage of humanitarian disaster has been described as delivering little more than 
sensationalist sound bites, failing to provide audiences with suffi cient context and 
meaningful explanations to inform action (e.g., Moeller  1999 ; Joye  2009 ; Franks 
 2005 ; CARMA  2006 ). 

 A related concern has been the degree to which victims are presented as  mere  
victims, stripped of human agency, aspirations, self-suffi ciency, or competence. In 
his analysis, Joye ( 2009 ) fi nds that distant victims are depicted as passive, vulnera-
ble, and “part of the scenery” (Joye  2009 : 52). The increasing focus on children in 
disaster reporting further serves to oversimplify complex tragedies: “Skeletal chil-
dren personify innocence abused. They bring moral clarity to the complex story of 
a famine” (Moeller  2002 : 36). In the case of famine in Africa, the eternal picture of 
the innocent, anonymous, starving child “reinforces the spectacle of an Africa full 
of passive, suffering victims” (Franks  2005 : 134). 

 It should be noted, however, that while “the media” commonly is used as if refer-
ring to a coherent and homogeneous whole of outlets, this is a gross and precarious 
simplifi cation. Relevant differences in coverage remain even within mainstream 
media. For example, with respect to the representation of Africa, Scott’s study 
( 2009 ) uncovers large differences among UK newspapers. This study is also one of 
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the very few exceptions in the overwhelmingly critical body of literature as it 
 concludes “coverage [of Africa] is not as marginalized, negative or trivial as it is 
often accused of being” ( 2009 : 554). In short, Western coverage of humanitarian 
disasters in the Global South is neither all homogeneous nor all negatively 
skewed. 

 Futhermore, the literature is almost exclusively concerned with the study of 
Western media. Only recently, a handful of studies have attempted to also include 
analysis of non-Western media, often leading to valuable and unexpected fi ndings 
(Scott  2009 ; de Beer  2010 ; Fingenschou  2011 ). For example Figenschou’s ( 2011 ) 
study of the representation of distant suffering suggests a different kind of portrayal 
of victims on Al-Jazeera English.  

6.3     The Audience: Reception & Responses 

 On the surface, media representations of humanitarian disaster provide audiences 
information about the scope and nature of an ongoing calamity. On a more essential 
level, these representations of suffering imply moral frameworks for how to relate 
to and care about the wider world (Chouliaraki  2006 ; Silverstone  2007 ; Tester  2001 ; 
Boltanski  1999 ): “teaching [us] how to feel and act ‘right’ – ‘a sentimental educa-
tion’ – falls under the remit of journalistic work” (Pantti et al.  2012 : 62). Moeller’s 
( 1999 )  Compassion Fatigue  provides an in-depth analysis of the U.S. media’s cov-
erage of a range of humanitarian crises, such as the famines in Sudan and Somalia 
during the early 1990s and the genocide in Rwanda in 1994, arguing the U.S. televi-
sion audience is oversaturated. Viewers have lost their ability to feel for those in 
misery due to an overfl ow of decontextualized stories and visuals. They feel power-
less. For Moeller, compassion fatigue is “a consequence of rote journalism and 
looking-over-your shoulder reporting… sensationalism, formulaic coverage and 
perfunctory reference to American cultural icons” ( 1999 : 32). 

 This thesis has received serious scholarly criticism and has been described as “an 
urban myth” (Cohen  2001 : 191; also see Campbell  2012a ). Compelling empirical 
evidence is lacking and a few studies seem to actually contradict its main argument. 
For example, a study by Höijer ( 2004 ) does not support the notion of an overall 
decline in compassion, but instead paints the picture of an audience that differently 
experiences and makes sense of distant suffering. Similarly, the results of Seu’s 
focus group study ( 2010 ) also remind us that audiences actively re-interpret mes-
sages and respond in diverging ways. 

 Chouliaraki’s ( 2006 ) work features this diversity in interpretations of and 
responses to “mediatized” distant suffering, contesting both overly pessimistic and 
optimistic generalities on the media’s potential to facilitate moral engagement. In 
 Spectatorship of Suffering  ( 2006 ), she explores various modes of representation that 
may either invite or foreclose a spectator’s position of cosmopolitanism—“a funda-
mental orientation to the stranger, a welcoming of differences” (Ong  2009 : 450). 
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 While Chouliaraki’s work has inspired a number of recent studies (Joye  2009 , 
 2010 ; Verdonschot and Von Engelhardt  2012 ), how and to what degree different 
forms of disaster reporting facilitate a cosmopolitan stance has not been suffi ciently 
addressed empirically. Thus far, researchers have continued to concentrate on 
 representation rather than on reception.  

6.4     A Conceptual Framework for the Reception of Mediated 
Suffering 

 The framework discussed below is intended as a conceptual tool to think about and 
research the relation between mediated distant suffering and its interpretations and 
responses in Western audiences. The framework has four distinct yet interrelated 
dimensions:  distance ,  scale ,  actuality , and  relievability.  These should be understood 
as ways through which media representations can create or close down spaces for 
audience engagement. 

6.4.1     Distance 

 The extent to which we care about others in pain seems to be closely related with 
perceived cultural and geographical proximity. Loewenstein and Small ( 2007 ) have 
shown that proximity can play a potent role in fostering compassionate responses to 
suffering. The authors highlight what they call  sensory proximity , suggesting that 
“one is more likely to care about other persons to the extent that one can… see them, 
feel them, touch them, or hear them” (117). Similarly, researchers have found a 
“here-and-now bias” when it comes to the arousal of empathy (Hoffman  2000 ). 

 Importantly, the positive sense of familiarity we experience towards those with 
whom we habitually interact face-to-face can be extended to distant others, pro-
vided the other is presented as not so different from us (Batson and Shaw  1991 ). The 
question of distance inevitably becomes an issue of representation. For example, 
Cialdini et al. ( 1997 ) developed the concept of “one-ness” to conceptualize how 
much of ourselves we see in a suffering other. In a series of experiments, one-ness 
was shown to be correlated with compassionate responses and was a signifi cant 
predictor of a willingness to help. As Hoffman, a leading empathy scholar asserts, 
“[S]eeing that people in other cultures have similar worries and respond emotion-
ally as we do to important life events … should contribute to a sense of oneness and 
empathy across cultures” (Hoffman  2000 : 294–295). 

 In addition, we posit another form of distance that carries implications for the 
way in which Western audiences make sense of mediat(iz)ed suffering. This dis-
tance stems from the audiences’ limited capacity to imagine what it is like to be that 
other person. This limitation is not the result of a media-induced apathy, as the 
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compassion fatigue thesis has it, but of the fact that the nature of the depicted suf-
fering might remain truly  incomprehensible . We must assume that few members of 
the Western public can empathetically relate to the lived experiences of constant 
food insecurity or famine, fl eeing from civil war, or life in a refugee camp. 

 Psychological research has shown how a lack of shared experience restricts the 
capacity for empathetic responses. For example, experimental research on “empathy- 
gaps” has demonstrated that thirsty respondents are more likely than non-thirsty 
individuals to empathetically appreciate thirst-induced suffering (Van Boven and 
Loewenstein  2003 ). Correspondingly, research confi rms that going through a trau-
matic experience, such as rape, increases the level of empathy for victims of the 
same type of suffering (Barnett et al.  1986 ). 

 We contend that this lack of fi rst-hand experiential memory fundamentally 
shapes the Western experience of witnessing the suffering and dying in distant 
countries. This lack of “experiential overlap” is an obstacle to empathetic responses 
towards distant victims that is much greater than those created by geographical 
distance and perceived cultural or ethnic dissimilarity.  

6.4.2     Scale 

 The suffering of individuals is perceived and processed differently from that of 
groups or masses. In an extensive review of studies on charitable giving, Bekkers 
and Wiepking ( 2010 ) show that awareness of need is a main mechanism affecting 
people’s decision to make a contribution. As understood by the authors, this encom-
passes, but is not limited to, the scale of the humanitarian crisis. If the need is per-
ceived as greater, overall willingness to donate tends to be higher. 

 Unfortunately, however, the mechanisms that underlie moral responses towards 
others have also been shown to not be ‘well-tuned’ to respond adequately to large- 
scale atrocity (Slovic  2007 ). Based on a review of a signifi cant body of studies from 
cognitive and social psychology, Slovic ( 2007 ) explores what he refers to as “psy-
chic numbing” in the face of mass atrocity. This is essentially different from a pro-
cess of compassion fatigue; it does not point to an incremental emotional tiring of 
the audience, but instead emphasizes a fundamental human inability to “feel” for 
the masses. There is some evidence that this also applies to small groups. Participants 
in an experimental study (Kogut and Ritov  2005 ) showed signifi cantly greater emo-
tional response and willingness to help when shown a picture of a single child in 
need than when confronted with the suffering of a group of eight children. This 
“identifi ed victim” effect, which leads people to respond more signifi cantly to iden-
tifi ed victims than to anonymous masses or small groups, corresponds to studies 
showing audiences respond more empathetically to news stories employing a human 
interest frame (e.g., Valkenburg et al.  1999 ). 

 Two explanatory vantage points emerge from the discussion on psychic numb-
ing. In the fi rst, researchers argue that people are simply less capable of being emo-
tionally moved even by small groups than by the more psychologically coherent and 
concrete need of an individual (Slovic  2007 ). In the second explanatory model, the 
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lack of empathetic reaction results from a mechanism of self-defense. People regu-
late their emotions to keep from becoming overwhelmed, leading to relative insen-
sitivity towards the pain of groups (Cameron and Payne  2011 ). In either case, it 
needs to be stressed that whether a crisis is perceived and processed as the suffering 
of individuals or a mass is dependent on representation.  

6.4.3     Actuality 

 The third dimension of  actuality  draws attention to the non-material nature of dis-
tant suffering. While related to  distance , the dimension of  actuality  covers a more 
fundamental and radical detachment. 

 Witnessing suffering through the mass media differs from witnessing unmedi-
ated suffering: the sufferer and the spectator do not share a physical space. Tester 
( 2001 ) speaks of “material solidity” and postulates that “the [suffering] other is, in 
a profound sense, not present in the world” of the spectator (79). Cohen ( 2001 ) 
states, similarly, that mediated distant suffering might be perceived as less real since 
“[t]televised images of distant misery don’t seem to belong to the same world as our 
familiar daily round” (17). The fact that large-scale human misery fails to become 
real for Western audiences reiterates the perceived chasm between the world of the 
spectator and that of the victim; the former is a world of order, predictable risks, 
familiarity, and safety. The latter is an unfathomable place of chaos, brutality, and 
inconceivable (seemingly inexplicable) human tragedy. 

 Audiences are also removed from distant human suffering in that any potential 
action to ease the other’s pain is also mediated. Compassionate action never carries 
the promise of ending the mediated suffering that one is confronted with. Pantti 
et al. ( 2012 ) draw on Boltanski ( 1999 ) to postulate that “the distinction between 
reality and fi ction may lose its relevance when the sufferer and the possibility of 
action are far away” (77). Similarly, Vestergaard ( 2008 ) argues that representations 
of suffering cannot enter the life world of the audience as real  unless  they result in 
meaningful action by the spectator. Actual suffering achieves realness mainly 
through the behavior that it triggers in audiences. Vestergaard pessimistically con-
cludes that even in instances where members of an audience act by donating money, 
the moderate amounts they typically give do not even elicit a true feeling of sacri-
fi ce. Thus, the suffering of the other remains abstract, unable to elicit even mediated 
fi nancial “pain”.  

6.4.4     Relievability 

 Refl ecting on the implications of depicting suffering, the ever-quotable Sontag con-
tends “[C]ompassion is an unstable emotion. It needs to be translated into action, or 
it withers” ( 2003 : 90). In line with this, Moeller ( 1999 ) saw a widespread lack of 
audience effi cacy as an integral element of what she observed as a general compas-
sion fatigue in U.S. audiences. 
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 Moral psychologists have provided empirical evidence that perceived  self- effi cacy 
can increase feelings of compassion towards others who are suffering (e.g., Goetz 
et al.  2010 ). Bekkers and Wiepking ( 2010 ) identify effi cacy as one of eight mecha-
nisms that affect decisions to donate. As their review shows, effi cacy is primarily 
related to the amount and type of information potential donors have about how their 
contribution would be used to alleviate suffering. If this information is missing or 
unfavorable, the willingness to engage decreases. 

 Chouliaraki ( 2013 ) speaks of the  ironic spectator  who, rather than viewing a 
humanitarian crisis campaign from heart-felt compassion, views the suffering 
reports skeptically in light of persuasive techniques used previously by humanitar-
ian organizations. An audience that increasingly consists of ironic spectators creates 
new challenges for humanitarian organizations, as recently illustrated by the mas-
sive critical backlash faced by the makers of the KONY2012 campaign video (see 
Madianou  2012 ; von Engelhardt and Jansz  2014 ; Nothias  2012 ). 

 We can also deduce that more public engagement can be expected for humanitar-
ian disasters that appear more suitable for outside humanitarian intervention (e.g., a 
post-earthquake scenario) than crises that seem to have less straightforward reme-
dies or even clear-cut victims (as in the case of a long-lasting civil war). When it 
comes to donation, experimental evidence provides support for this partiality, show-
ing that donations for victims of “man-made” disaster are less likely than donations 
for victims of “natural” disasters (Zagefka et al.  2011 ). 

 At the same time, the perception of suffering as relievable is a matter of represen-
tation. How audiences understand suffering caused by poverty or complex humani-
tarian disasters is dependent, then, on the type of stories that are told. For example, 
it has been observed that famines – created by a combination of both man-made and 
natural factors – are routinely covered merely in terms of their “natural” causes, 
underexposing their social, political and historical genesis (Ploughman  1995 ; 
Campbell  2012b ). While these reductionist accounts do not do justice to the realities 
on the ground, they might be more successful in rallying the public to donate money. 
Some encouraging evidence does show that more sustained engagement and interest 
in distant humanitarian disasters can be fostered by highlighting connections and 
interdependencies with the distant, suffering other (Philo  2002 ). 

 A tension may therefore exist between the agendas of different storytellers of 
suffering: humanitarian organizations and media organizations. In particular, when 
it comes to complex humanitarian disasters that typically also have a political 
dimension (such as famines and most refugee crises), the funding efforts of humani-
tarian organizations might be hampered by quality media coverage that foregrounds 
complexity. This tension becomes particularly visible and problematic whenever 
journalists in disaster zones must rely on humanitarian staff for access to local peo-
ple and as primary news sources (Rothmyer  2011 ; Cottle and Nolan  2007 ; Franks 
 2008 ). 

 In addition, the effects of perceived relievability undoubtedly favor the plights of 
individuals (related to the dimension scale). Research shows that audiences are 
much less inclined to donate money when presented with statistical information 
about potential benefi ciaries than when given descriptions of an individual victim. 
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One study even showed that when the description of an individual victim is 
  complemented   with general statistical information, average donations drop (Small 
et al.  2007 ).   

6.5     Comments on New Technologies 

 When surveying the fi eld, research on media and distant suffering has mostly 
focused on traditional mass media. It has had a slow start in refl ecting on the conse-
quences of contemporary information and communication technologies (ICTs). 
While a systematic discussion of potential implications of new ICTs is beyond the 
scope of this chapter, we conclude by briefl y touching upon important aspects of 
these new forms of news gathering and reporting. 

 The ubiquity of the Internet in many countries affords the production and distri-
bution of user generated content  during  crises. In some cases, this has resulted in an 
endless stream of pictures offering fi rst-hand accounts of the disaster before inter-
national journalists even arrive. Some promising work has started to explore the 
implications of these trends in disaster coverage (see Cooper  2011 ), but if and to 
what extent these forms of amateur reporting might contribute to compassionate 
engagement deserves more empirical attention. 

 Furthermore, contemporary ICTs enable humanitarian organizations to engage 
new audiences, for example, by means of online petitions and persuasive “serious 
gaming,” in which Internet users say, play a word game to trigger a donation (and 
are quietly exposed to a brand name) (Neys and Jansz  2010 ). Facilitating this form 
of online engagement is not without controversies, as forcefully demonstrated by 
the rise and fall of aforementioned KONY2012 campaign (Madianou  2012 ; von 
Engelhardt and Jansz  2014 ; Nothias  2012 ). Critics regard online activism “slacktiv-
ism”— a low-intensity, low-commitment, and low-impact form of political engage-
ment. Authors such as Evgeny Morozov contend that it is not authentic engagement 
with a cause that makes people sign online petitions and join Facebook groups. 
Instead, “much of it happens for reasons that have nothing to do with one’s commit-
ment to ideas and politics in general, but rather to impress one’s friends” (Morozov 
 2012 : 186).  

6.6     Looking Ahead: Avenues for Future Research 

 Future media and communication research will need to more fully address the ques-
tion of how different forms of representation can cultivate a cosmopolitan position 
towards those who suffer. The four dimensions of our framework might serve to 
structure such research. 

 With respect to  distance , research should explore what kind of imagery has the 
potential to increase the spectator’s sense of proximity. This could be achieved by 
deliberately highlighting connections and interdependencies between the world of 
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those who are watching and that of those who are being watched. Here, current 
practices of journalistic domestication (Clausen  2004 ) might provide a fruitful area 
of investigation. In their coverage of the 2010 Pakistan fl oods, Dutch public televi-
sion news repeatedly linked the distant suffering to the devastating fl oods the 
Netherlands experienced in 1953 (Verdonschot and Von Engelhardt  2012 ). As triv-
ial and far-fetched these attempts may appear, they might also be critical in connect-
ing “us” with “them.” As Pantti, Wahl-Jorgensen, and Cottle posit, “[s]stressing our 
common vulnerability can be a powerful tool for cosmopolitan education and 
encouraging cosmopolitan empathy that extends beyond the realm of the nation 
state.” ( 2012 : 136). 

 Research relating to  scale  has unveiled that feelings of compassion are most eas-
ily incited by individual cases. But that does not necessarily imply that human 
beings are insensitive to mass suffering. Research in collaboration with news report-
ers could help to develop the types of journalistic narrative and visualization that 
have the potential to counter a collapse of compassion and encourage audiences to 
feel and care even for large distant groups. In relation to  actuality , empirical atten-
tion should be paid to the question to what extent and under which circumstances 
distant suffering runs the risk of being fi ctionalized – and what kind of representa-
tions can counter this. Also, on  relievability  more research is needed that investi-
gates how different ways of representing humanitarian crisis affect perceived 
self-effi cacy and the degree to which suffering is seen as inevitable, rather than 
relievable.  

6.7     Conclusion 

 Coverage of distant suffering in Western media is generally described as decontex-
tualized reporting that emphasizes the helplessness and passivity of local victims. 
The four dimensions we present above draw attention to specifi c characteristics of 
media representation that may allow or bar audiences from meaningful engagement 
with distant suffering. By no means do we argue that individuals will respond uni-
formly when faced with a particular representation of distant suffering. Rather, we 
follow Chouliaraki to contend that depictions of suffering carry frameworks that can 
allow audiences to cultivate and act out different forms of cosmopolitanism. The 
question of whether and how this actually happens is determined by factors outside 
representation.     
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    Chapter 7   
 Suffering and Identity: “Diffi cult Patients” 
in Hospice Care 

             Cindy     L.     Cain    

7.1             Introduction 

 Hospice, an end-of-life care philosophy that emphasizes quality over quantity of 
life, takes many different forms worldwide. The fi rst hospice opened in 1967 in the 
United Kingdom. Then, as now, U.K.-based hospice care primarily took place in 
small inpatient facilities, free to anyone in the end-stages of a progressive illness. In 
contrast, hospice in the United States has been more focused on home-based care, 
and has become institutionalized as part of the conventional care continuum. 
Hospice organizations have been slower to arrive in developing countries, but in the 
early twenty-fi rst century, just under half of all countries worldwide offer hospice 
services (Lynch et al.  2013 ). Hospices in developing countries face shortages of 
pain medications and incomplete integration into the healthcare system (Twycross 
 2007 ), but as worldwide rates of HIV/AIDS and cancer remain steady, there is 
increasing need for hospice care (Clark  2007 ). Variation in organizational features 
of hospices by setting was an intentional decision. The original founders of hospice 
anticipated and encouraged variation, training new hospice leaders across the world 
to “adapt what you have seen to local circumstances, systems, needs, human and 
fi nancial resources, and all of the other things that will make your programs distinc-
tive and appropriate on the ground” (Corr  2007 : 113). 

 Across organizational differences, the foundations of the hospice philosophy 
remain consistent. Summarizing the hospice approach 40 years after the fi rst hos-
pice opened, Twycross ( 2007 ) defi ned it as “the active total care of patients with 
life-limiting disease, and their families, by a multi-professional team when the dis-
ease is no longer responsive to curative or life-prolonging treatments” (9). For 
Twycross, the “essential task in palliative care is to help patients (and their families) 
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make the transition from fi ghting death to seeking peace” (9). Another scholar 
dubbed hospice “a safe place to suffer,” emphasizing that relief of pain is one goal 
of hospice, but some suffering is inevitable (Stedeford  1987 ). More recently, hos-
pice practitioners have argued that the goals of hospice should be to “companion” 
patients during their suffering, not necessarily try to end suffering (Yoder  2012 ). 

 Hospice workers argue that once they put aside their own agenda or inclination 
to “fi x” the problem of suffering, they are able to “be there” with patients in a mean-
ingful way. In this chapter, I use qualitative data gathered from U.S. hospice work-
ers to show how this commitment to “being there” sometimes challenges hospice 
workers’ sense of meaning about their jobs and identities.  

7.2     The Work of Hospice 

 Hospice organizations in the U.S. approach the emotionality of caring for those at 
the end-of-life differently than other types of health care. In addition to emphasizing 
the value of “being there” with people during times of suffering, hospice organiza-
tions permit workers to express their emotions through two structural features of the 
work: the use of teams to provide care, and the administration of care in recipients’ 
own residences. Working within a hospice team encourages hospice workers to 
form mutually benefi cial connections with one another (Cain  2012 ). It also permits 
the sharing of emotions. Meanwhile, working in the homes of care recipients means 
that hospice workers are exposed to family life, personal items, and evidence of life 
beyond the illness, humanizing patients in the process (Cain  2014 ). Hospice organi-
zations reconstruct workers’ relationships to care for recipients and the emotional 
expressions surrounding those relationships, frequently accepting more emotional 
expression than is found in other care settings. 

 A source of meaning in hospice is the intentional reconstruction of ideas about 
death and dying. Hospice workers resist common understandings of death as scary 
or something to be avoided, reconstructing it as a beautiful, natural, and meaningful 
part of life. They emphasize that it is an honor to be present during this process. 
These reconstructed meanings about death can be helpful to workers as they try to 
make sense of loss. Ira Byock, an infl uential hospice physician and author wrote:

  I have learned from my patients and their families a surprising truth about dying: this stage 
of life holds remarkable possibilities. Despite the arduous nature of the experience, when 
people are relatively comfortable and know that they are not going to be abandoned, they 
frequently fi nd ways to strengthen bonds with people they love and to create moments of 
profound meaning in their fi nal passage ( 1998 : XIV). 

   Another form of meaning is found in hospice workers’ sense of self as care pro-
viders during diffi cult times. They see themselves as realistic about death and dying, 
while also sensitive to the needs of patients and their family members (Cain  2012 ). 
Because hospice has a long history of social movement action and advocacy, hos-
pice workers in my study frequently adopted a mission to change others’ ideas about 
death and dying. In this way, they also saw themselves as pioneering a much needed 
reform to American ideas. 
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 These benefi ts (of accepting emotionality, reconstructing meaning about death, 
and forming identities around the work) do not completely mitigate the potential for 
suffering among hospice workers. Dealing with death and decline can be diffi cult, 
even when the hospice philosophy re-orients emotional responses.  

7.3     Diffi cult Patients 

 Medical practitioners typically categorize diffi cult patients as those who are unwill-
ing or unable to comply to orders. For example, a review of nursing literature found 
that patients whose illness or behavior made them diffi cult to work with were con-
sistently considered “bad” or diffi cult by nurses (Kelly and May  1982 ). Non- 
compliance challenges the social order and makes it harder for practitioners to carry 
out normal routines of care. Non-compliance is certainly present in hospice, but the 
hospice philosophy seeks to redefi ne this struggle as an issue of patient autonomy. 
Ramon, a social worker, explained that he sometimes has to remind others on his 
team of this reframing:

  I will say, “Well, she’s not going to do this because you have told her a thousand times, and 
she’s not going to change her behavior. So, our only job is to change our behavior and our 
expectations to realize it’s the client’s right to lead their lives the way they want. They don’t 
have to stop smoking; they don’t have to stop drinking; they don’t have to check their blood 
sugar four times a day; they don’t have to go to a nursing home. You know? 

 This reframing puts patients in charge of their own lives, humanizing the medical 
encounter by encouraging hospice workers to see their patients as whole people, 
with complex needs, wishes, and desires (Gregory and English  1994 ). 

 The emphasis on seeing people as complex social entities is thought to improve 
care (Hutchinson  2011 ), but it also implicates another set of “diffi cult patients.” I 
conceptualize diffi cult patients as those who challenge hospice workers’ ability to 
continue to maintain a hospice approach of “being there.” During 41 semi- structured 
interviews with hospice workers from all positions (physicians, nurses, social work-
ers, counselors, chaplains, volunteers, and administrators), I asked workers about 
diffi cult patients and experiences as well as times they felt emotional about their 
work. Through the responses, I found that patients whose lives and experiences 
challenge workers’ sense of meaning and identity create a diffused form of suffering 
that expands from the patients to the hospice workers. 

7.3.1     Own Greatest Fears 

 Seeing patients at the end-of-life brought up workers’ own fears about death. One of 
the greatest fears within this group was uncontrollable pain—physical or mental. 
Because controlling physical pain is so central to the hospice approach, unmanage-
able pain was sometimes taken as a signifi er of failure, a challenge to the hospice 
identity. Ramon detailed one situation of uncontrollable pain: A typically tough, 
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serious RN was overcome with emotion at a meeting and had to stop in the middle 
of her sentence in order to remain calm. She was discussing the corporeal state of 
the patient, who had ulcers and tumors all over his neck and face. Ramon said it 
seemed to be especially hard for her because “she is used to fi xing the body and 
there was nothing she could do to make this better.” The patient’s condition brought 
out two fears: the fear of experiencing uncontrollable pain and the fear of not being 
able to offer relief. The latter is a powerful example of a threat to the hospice 
identity. 

 Another fear that contributed to workers’ suffering was the fear of deaths that 
seemed to happen out of sequence. These deaths created what Boss ( 2007 ) calls 
“ambiguous loss” and were characterized as coming too soon, too suddenly, or 
without a sense of closure. In this context, an ambiguous loss can be either “leaving 
without good-bye,” as is the case with sudden death, or “good-bye without leaving,” 
as is often the case with Alzheimer patients. Ambiguous loss is diffi cult for families, 
but can also challenge workers. These processes of decline disrupt routines and 
force workers to relate the experience to their own lives. One administrator told a 
story about a patient whose experience caused a great deal of turmoil for workers in 
her hospice:

  We have a 45-year-old guy who’s a quad, he’s quadriplegic, and he decided—he’s been a 
quadriplegic since 21, and he decided, “I’m done. I want the vent taken out. I’m done.” So 
that was done, and he’s still alive. What a freaking nightmare for everybody, the family, the 
staff. It’s just—it’s awful. It’s sad. It’s sad that he became quad at 21. It’s sad that he—he 
was able to live for 24 years. I don’t think I’d make it that long. I think I’d be insane. And 
then that he’s still alive [after the removal of life support]… Well, sometimes it takes hours, 
sometimes it takes some days, but—and it’s still—it’s still looking like that’s what will hap-
pen, but it hasn’t happened yet. And the fear is that the 45-year-old heart and lungs are 
strong enough to keep him going, so that’s sad. 

 Family and workers had prepared for the inevitability of the patient’s death once 
the vent was removed, but because he was still young, it took some time. Additionally, 
he had suffered a great deal already, and his hospice team’s knowledge of this suf-
fering pushed the administrator to admit that she did not think she could have stayed 
sane if she were in his situation. 

 She went on to explain that the staff struggles in situations like these because 
they do not have a routine way to help the family through the process. Because the 
death is out of sequence, it is harder:

  [The staff are] having a hard time with it, they’re having a really hard time with it. In other 
situations where a ventilator is pulled, the person is usually unconscious and pretty close to 
death already, and the family just says, “Come on. We’re done.” In this case, the guy’s com-
pletely conscious and with it in decision-making. And he said, “I don’t want to be conscious 
when you remove this, so please just give me something to sleep and then take it out.” That 
didn’t work. He didn’t fall asleep. We had to go back the second day. So that is extremely 
hard on the staff, and then there’s the poor family in the room fi nally having gotten to the 
place where they’re in agreement and supportive with the brother or son—Mom’s in the 
room—decision, and it’s not happening. 

   In these situations, workers’ own fears about decline and death are manifested in 
patients’ experiences. For some, this was a matter of uncontrollable pain. For others, 
the most diffi cult patients were those who had already experienced hardship and 
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were now dying out of sequence. These are both sets of problems with no immedi-
ate resolution, making it harder for hospice workers to reconstruct the experience as 
beautiful and meaningful. It also challenges their identities as hospice workers in 
that they are not able to produce “the good death” they see as their mandate and 
which is typically defi ned as a peaceful death, free of pain, and accepted by the 
decedent and the family members (Hart et al.  1998 ).  

7.3.2     Reminders of Own Loss 

 Workers’ selves become implicated again when patients or situations remind them 
of their own experiences of loss. When dealing with personal loss, many workers 
had a hard time “being there” with each individual patient. An administrator, for-
merly a nurse, explained how the loss of her dad colored her experience with a 
patient:

  So, I had a patient who not through any fault of his brought up lots of stuff about my rela-
tionship with my dad. And, at that time I hadn’t completely explored all that to—it probably 
never would be but, you know, to a certain point. And, I had done enough of that that I was 
surprised at how emotional it was for me. 

 Even though her father’s death had not been recent, this patient brought up resid-
ual feelings she was not prepared for. 

 The relationship between personal loss and ability to handle hospice work cre-
ated a tension between caring for self and caring for others. Recent losses made the 
work of hospice diffi cult enough that some reported needing to take time away. 
When I asked one volunteer coordinator what made her work diffi cult, she said:

  Well, I guess the fi rst thing that comes to mind is my own father died in April, and my 
42-year-old niece died in September. And when you deal with your own personal loss, it’s 
different. You can go sit with somebody. They die. You’re sad. You were there for the family. 
It could have been a hard, a diffi cult, a stressful time, but when it’s your own, it’s com-
pletely different… I guess what really comes to mind is, in our staff meeting, we honor the 
patients that have died. And, right after my niece died, the chaplain read a poem, and I had 
to get up and leave because I started crying. I was just, you know, I had to get out of there. 
Because when she read it, she was reading it for a memory of the patients that we had 
served, but all I could hear is my own loss. 

 Hospice workers do not generally condemn crying in response to loss. In fact, 
crying to honor the patient who had died likely would have been seen as appropri-
ate. Crying was a problem here because it was not about the patient and drew atten-
tion to the hospice provider. 

 Another form of personal loss is the imagined loss of self that accompanies 
watching others decline (Charmaz  1983 ). This came up most often when hospice 
workers discussed patients who were younger than they were. One nurse said:

  Well, I had a patient that was younger than I was and he had almost bottomed out four or 
fi ve times when I’d been taking care of him for a year and a half and it does a real number 
on you when a patient’s younger than you…. You’re not supposed to think, “Well, you’re 
going to get well.” You’re just not supposed to because it’s a protection, but in so many ways 
I almost wish this person could have gotten well. And, it was emotional. 
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 Because the patient was younger, this nurse had a hard time protecting herself 
from hoping for recovery. Part of the hospice identity includes accepting that all 
patients are going to die and supporting patients and family members as they move 
to greater acceptance as well. 

 Patients who had a hard time accepting their decline, especially when they were 
young, posed a challenge, too. A volunteer said,

   …  it’s a lot easier dealing with people who are older than I am than people who are younger. 
It really bothered me, because [the patient] wanted me to take him to get a computer, 
because he wanted to start a home business, and he wanted to get a new apartment, and he 
wanted all this stuff. And he admitted he knew, he talked about the fact that he was dying, 
and he probably didn’t have much more time, but yet he wanted to do these things. And, 
inside, I was screaming at him in my own mind, “Why are you doing this? You’re dying. 
Give it up.” And obviously, fortunately, I knew that emotionally I couldn’t tell him that, 
obviously. And that was very hard. 

 The volunteer knew his obligation was to “be there” with the patient and not try 
to change his thinking. However, he was upset that the patient did not seem to 
understand his condition. He wanted the patient to be in a place of acceptance, but 
the patient was young and unwilling to give up on dreams of starting a business or 
moving. The situation violated the norms of the hospice care relationship, and it 
threatened the identity of the hospice volunteer. 

 When workers were dealing with their own loss, it was all too easy to relate to 
the patients; it caused distress when care workers struggled to separate out the hos-
pice reconstruction of death with their own feelings of senseless loss. Younger 
patients also sometimes challenged hospice meaning and identities as young patients 
did not always decline gracefully. This frustrated some workers who liked to imag-
ine they would approach the situation more realistically.  

7.3.3     Ethical Questions 

 Envisioning one’s self in patients’ situations makes ethical questions salient. 
Because of the ethic of “being there,” hospice workers sometimes fi nd it diffi cult to 
determine appropriate lines of action. This frequently came up in cases of suspected 
neglect. While overt physical abuse in nursing and assisted living facilities is rare, 
workers told me neglect was more common. Several hospice workers expressed 
how this posed a dilemma: if they reported the neglect, they harmed their relation-
ships with care home staff and it was unlikely that anything would change. But if 
they did not report the neglect, they feared patients would not get the care they 
deserved—the care hospice workers wanted for themselves and their loved ones. 
Volunteers were more privy to neglect than other types of hospice workers, because 
they made regular, unannounced visits to care facilities. One volunteer said:

  I had another client that I felt in the home that she was in that she wasn’t really being treated 
well. And again, I reported that to [the volunteer coordinator]. And this is just my interpreta-
tion of what I was seeing. And, she was kind of a cantankerous woman. She and I hit it off 
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right from the start. So, we had no trouble at all. And, I’d see her every single week. But, I 
felt that the staff there—it was another adult care home—I felt that the staff was not being 
very nice to her the way they were treating her and the way they were talking to her and the 
way they would ignore her. And so, again those were just emotional things for me because 
the more they were doing that, the more I was trying to overcompensate on the other side. 

 The volunteer reports trying to “overcompensate” because of the suspected 
neglect, but felt uneasy because she could not imagine letting her patient be ignored. 

 Workers also felt ethical diffi culties when patients revealed information that 
could be reported, but patients expressed a desire to keep it private. This frequently 
came up in terms of some patients’ desires to hasten death. A chaplain tells the fol-
lowing story:

  I’ll say a situation where a patient indicated that she wanted to take her own life. And we’re 
dealing with psychological stability in addition. But personally, philosophically I’m not 
opposed to the right to die for people, but that’s not what our system and the laws allow. 
And so, I have to separate some of that out. And, in one case she was really confi ding in me 
confi dentially about a way in which she was going to attempt suicide and I was pretty fear-
ful about what I should do about that in the sense of the extent to which I need to be inform-
ing people and so on… But I was kind of fearful about what was my obligation to her, how 
much I should be keeping confi dential as opposed—you know, in other words there is, in 
the training that a priest receives, the idea of the seal of confession, which is legally and in 
other ways you’re not supposed to—you are not to share anything that someone tells you 
under the seal of confession. Now legally that’s being challenged these days so you can be 
called into court on it. 

 The irony in this situation is that, because the chaplain related to the patient as 
another person, not as a medical worker, she felt comfortable sharing this informa-
tion. The chaplain had to consider his dueling ethical obligations. He describes the 
situation’s resolution:

  Actually here’s how it sort of plays out: because of the fact that she was confi dent and trust-
ing me that she wouldn’t—that I wouldn’t go and call the police and tell other people, then 
she went into it in more depth than she did with other people. Now that also then opened the 
door for me to have conversations with her about, “Now how will your granddaughter 
respond to that when she comes and fi nds you? Is that what you want to leave with her?” 
and so on. I mean, kind of, “Let’s play this out,” and able to talk about some dimensions of 
it that she may not have talked about with other people otherwise. 

 Because of this in-depth conversation, the chaplain felt confi dent that the patient 
was not a threat to herself, but the experience still made him feel very uneasy. It 
brought out many of his own thoughts about death with dignity and one’s right to 
end their own life, while also complicating his sense of responsibility to patients and 
his profession. 

 Lines of action are not always clear within caring work, especially in settings 
like hospice where people are facing complex issues and workers are encouraged to 
relate to patients. These ethical issues were diffi cult for hospice workers to handle, 
and remained with them as they tried to think through the appropriate response. 
They felt two pains through this process: one that was in response to the pain of the 
patient, and another as they tried to make sense of their own identity in relation to 
patients’ life and care.   
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7.4     Discussion 

 Hospice workers’ experiences show that suffering can be reframed and directly con-
fronted as part of the work of caring for the dying. For instance, hospice’s reframing 
of death as a meaningful, beautiful part of the life cycle provides hospice workers 
with cultural tools that allow them to build relationships with patients, construct 
meaning from suffering, and establish an identity around their work. But, some 
patient experiences are more diffi cult than others. Patients who challenge workers 
by making fears salient, reminding them of their own loss, and bringing up ethical 
dilemmas pose a problem for the hospice approach of “being there.” 

 Social scientists have expanded perspectives on pain by theorizing suffering. 
Suffering is a subjective state goes beyond physical pain: it can include psychologi-
cal, spiritual, family, and mental anguish. In fact, Charmaz ( 1983 ) refers to suffering 
as a “loss of self,” providing a defi nition that encompasses all arenas of social life. 
Suffering might also be a product of loss of identity or a challenge to one’s sense of 
self (Anderson  2014 ). Loss that seems to be without meaning is much more diffi cult 
to recover from than loss that fi ts meaning (Boss  2007 ; Neimeyer  2014 ). From these 
perspectives, we can see how experiencing the suffering of others can disrupt hos-
pice workers’ sense of meaning and identity, causing the diffusion of suffering 
beyond the initial patient and their family members. 

 Other researchers have tried to capture the same phenomenon. For instance, 
some scholars have used the term “compassion” to mean suffering that is shared: 
“compassion is defi ned as a sense of shared suffering, combined with a desire to 
alleviate or reduce such suffering” (Schulz et al.  2007 : 6). However, compassion 
does not completely capture the processes described in hospice. First, “being there” 
and “companioning” are explicitly premised on not trying to solve the problem of 
suffering. In fact, Byock, wrote:

  Most fundamentally, clinicians can serve the dying person by being present. We may not 
have answers for the existential questions of life and death any more than the person dying. 
We may not be able to assuage all feelings of regret or fears of the unknown. But it is not 
our solutions that matter. The role of the clinical team is to stand by the patient, steadfastly 
providing meticulous physical care and psychosocial support, while people strive to dis-
cover their own answers ( 1996 : 250). 

 By acknowledging suffering that diffuses between people, but not seeking to fi x 
the problem, hospice workers’ experiences of suffering extend beyond the common 
defi nition of compassion. 

 Reciprocal suffering is a concept that seeks to explain why one person may feel 
suffering in response to the pain of another. Some research has found that team- 
based care may mitigate suffering if team members support one another and feel 
empowered to call upon mental health experts (Swetenham et al.  2011 ). While the 
application of this concept does help to understand the social nature of workers’ 
experience of suffering, it does not theorize how workers’ identities and larger con-
structions of death and dying condition suffering. In fact, by looking at how identity 
intersects with suffering, this chapter is able to make sense of how diffi cult experi-
ences become integrated into workers’ general responses to the work. 
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 In particular, some of these instances of suffering later became some of the most 
meaningful parts of hospice work. A chaplain explained:

  But I really was drawn to it because I recognized, especially in the retirement activities and 
conversations with people when I left parish ministry, that it was these kinds of times when 
people were facing signifi cant change in their lives, and certainly including death and 
dying, experiences within their families that we have made bonds that were really signifi -
cant, that it seemed like the most meaningful ministry I was doing, so I wanted to focus on 
that. 

 Like many other hospice workers I interviewed, this chaplain came to realize that 
his work was most meaningful when he was able to intervene in critical life 
moments—like death. Others described end-of-life care as “where the juice [of life] 
is” or “when the bullshit is over and there is honesty.” Working as a volunteer, I real-
ized that the imminent end to the relationship made many of my encounters with 
patients intimate quickly. Many hospice workers in this study reported that this level 
of intimacy was what made the work worthwhile, especially when they contrasted 
it to other types of medical work that was always too hurried. 

 While meaning is possible in these diffi cult situations, hospice workers are not 
equally prepared for the process of making meaning. Handling emotional aspects of 
the work is a learned skill, and professional training differentially prepares hospice 
workers. Those with counseling backgrounds had a refi ned language for discussing 
how to “be present” while still recognizing problems with becoming too involved 
with another’s pain. For instance, one counselor said,

  Young parent—parents with small children are very poignant and very deeply touching. Or 
sometimes somebody’s whose child is dying that’s the same age as my kids or somebody 
who’s my age and I deal with their children who are the age of my children. And there are 
similarities in my personal life that are refl ected in the cases I work in. Those can be—those 
are emotional if I start to over-identify with them, I feel I can get pulled too far, and I need 
to kind of do whatever work I need to do to get my perspective back and remember that they 
too need to do their suffering. They need to do their grief and have their hurt so that they can 
experience the healing that awaits them on the other side of their hurt. 

 Another counselor describes this as “knowing where [we] end and they begin.” 
Those without counseling backgrounds, especially nurses, were often thought of as 
unprepared to walk the line of sharing suffering without moving attention off the 
patient. Nurses’ sense of self was sometimes seen as too bound up with the experi-
ences of patients.  

7.5     Conclusion 

 Those unfamiliar with hospice may assume that it must be depressing, diffi cult 
work, but hospice workers in this study adamantly refuted this assumption. They 
described work that was worthwhile, meaningful, and gave them new perspective 
on life. Reconstructed meanings about death, openness to emotional expression, 
and strong hospice identities allow hospice workers to fi nd meaning in their work, 
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even as it is sometimes emotionally diffi cult. However, there are limits to these 
approaches. Some patients or experiences are nearly impossible to fi nd meaning 
within and sustain one’s identity. Those patients who brought out workers’ great 
fears, who reminded workers of their own loss, and who made ethical questions 
salient were frequently described as the most diffi cult patients. Each demonstrates 
the ways that diffi cult patients challenge hospice meanings and workers’ identities, 
causing a diffusion of suffering from the patient to the worker.     
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    Chapter 8   
 Healing Suffering: The Evolution 
of Caring Practices 

             Nancy     E.     Johnston    

8.1             Technology and the Biologic Model: At a Crossroads 

 Considering that our modern era has been distinguished by nothing so much as its 
conquest of nature through scientifi c methods, it is ironic that our scientifi c and 
technical achievements have precipitated many new forms of the perplexities they 
were designed to diminish. While it is evident that suffering at the global level 
cannot be considered apart from technological, economic, and political factors, 
there is also clear evidence that suffering at the level of individual human beings 
has been influenced by the incursions of science, technology, and economic 
markets. Up until recent times suffering has been understood as part of the human 
condition; the unsought misfortune that sooner or later comes to us all. Explanatory 
frameworks that privilege biological models have changed the way we think about 
suffering and provided the footing for the development of lucrative Western business 
enterprises; consider for example, that the sale of antidepressants in the US alone 
has reached 12 billion dollars in total sales annually (Hirsch  2010 ). Particularly in 
Western, developed nations, suffering is now understood as medical illness, 
diagnosed by psychiatrists and general practitioners, managed by classifi cation 
(e.g. depression, anxiety, and post traumatic stress disorder), and treated as 
biochemical imbalance to be corrected by psychotropic medication (Horwitz and 
Wakefi eld  2007 ; Mehl- Madrona  2010 ). 

 Positive recovery rates and symptomatic relief have been lauded. Indeed, 
psychotropic medication can play an important role in relieving some suffering of 
a psychological, persistent, and life-threatening nature. However, there are ques-
tions about the legitimacy of many of the medical claims. Critiques point to the unrea-
sonably wide range of criteria used to diagnose, as well as fl aws in the process of 
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 choosing which studies come to be cited in professional journals, given the many 
potential confl icts of interest among clinical medicine, biomedical sciences, jour-
nal publishing, and scientifi c advisory panels (Horwitz and Wakefi eld  2007 ). In 
one striking example, a meta-analysis on the effectiveness of antidepressants 
reported directly to the Food and Drug Administration (as opposed to those pub-
lished in professional journals), showed no difference from placebo when all trials 
were reported (Hirsch  2010 ). 

 Responding to increasing concern about confl icts of interest, Cosgrove et al. 
( 2006 ) investigated the fi nancial ties between the pharmaceutical industry and 
170 panel members who contributed to the diagnostic criteria produced for the 
revised DSM-IV and the DSM-IV-TR. A full 56 % of the panel had one or more 
fi nancial associations with pharmaceutical companies. Connections were espe-
cially strong in those diagnostic areas where drugs are the fi rst line of treatment 
for mental disorders. 

 Recent literature adds to the criticism of the biological model by showing that, 
after diagnosis, some individuals report a loss of a sense of personal agency and free-
dom. They have come to see their behavior and choices as primarily infl uenced by a 
disease beyond their personal control. Kaiser, cited in Mehl-Madrona ( 2010 ), docu-
ments this erosion of personal agency and the effort required for patients to regain 
sustaining relationships, commitments to meaningful causes, and, ultimately, self-
healing. In 2007 Horwitz and Wakefi eld drew attention to an “epidemic” of depres-
sion in North American society. Pointing to statistics that one in ten people suffer from 
depression every year and 25 % are diagnosed with the “disease” at some point in their 
lives, the researchers delved into the etiology of the epidemic. They found that the 
diagnosis of depression had now come to include transient and completely reasonable 
responses to life events such as loss of fi nancial security and death of a spouse. They 
argued persuasively that the DSM-IV criteria professionals (and, indeed, the public) 
used to diagnose depression did not suffi ciently distinguish between “normal sad-
ness” and depression. By showing how normal, transient feelings had become 
diagnosed as pathologies and treated with medications, these authors argued that 
normal emotional response has been almost completely medicalized. 

 A revised version of the diagnostic manual, now titled DSM-V, was published in 
2013, 6 years after Horwitz and Wakefi eld criticized the previous volume’s depres-
sion criteria. Unfortunately, much of their critique still stands. Diagnostic criteria 
continue to lack the power to differentiate between normal sadness and depression. 
It can even be argued that the emotional territory represented by the DSM-V actu-
ally  expands  the territory claimed by the medical profession. Dowrick and Frances 
( 2013 ), in their incisive critique of the DSM-V, point out the problems of assuming 
depression in cross-cultural consultations with patients who have experienced loss 
and are seeking asylum. They further express concern about replacing distress and 
loss with psychiatric diagnosis. Such an approach individualizes and conceals issues 
that were previously seen as social problems. Diagnosing  grief  within the category 
of major depressive disorder adds unnecessary medication, increases the risk of side 
effects, and adds signifi cantly to the cost of care for those who may suffer painfully, 
but for good reason and for relatively short periods of time. 
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 Joel Paris, a prominent psychiatrist in Canada, was asked in a leading newspaper 
(Kirkey  2014 ) what he thought about Canada having “achieved” the third highest 
level of consumption of antidepressants among 23 member nations surveyed by the 
Organization for Economic Co-operation and Development. Paris said:

  We’re not always happy, and there are often good reasons for unhappiness. But there’s this 
idea that we should all have high self-esteem, fantastic relationships and tremendous jobs. 
It’s like cosmetic psychopharmacology: If you don’t like the way you look, you go to a 
plastic surgeon and get it fi xed. If you’re not happy enough, go to a doctor and go on 
antidepressants. 

   Somber refl ection on the mutually-infl uencing relationship of heightened, unreal-
istic life expectations and the legitimization of pharmaceutical agents to manage emo-
tional life raises questions of great consequence: Is the medicalization of emotional 
life weakening our capacity for resilience? Has the time come to retrieve the notion 
that suffering may offer opportunities to gain wisdom, empathy, and compassion? Is 
it possible to recover humanism and work with it in a way that is complementary 
rather than hostile to the materialist, biologic paradigm, which  has  assembled a prodi-
gious body of knowledge about how our brains work? 

 Fricchione ( 2011 ) believes in the value of humanist approaches, empirical science, 
 and  principles and practices drawn from the wisdom traditions—traditions which 
represent mankind’s deepest source of knowledge regarding harmony, sustainable 
existence, developing the inner self, and the realization of enlightenment (Chodron 
 1997 ,  2010 ; Miller  2006 ). Using insights, concepts, and fi ndings drawn from all 
three spheres, Fricchione ( 2011 ) advances a theory and new philosophy of medicine 
that empowers the re-integration of love and compassion into the science of medi-
cine. Drawing on Bowlby’s ( 1973 ) seminal “attachment theory,” evolutionary/com-
plexity theory, and cutting-edge neuroscientifi c research, Fricchione’s theory shows 
potential for overcoming the materialist/humanist divide, deepening our respect for 
the wisdom traditions, and furthering our understanding of how suffering can be 
healed. He shows that positive neurochemical and neurobiological states occur in 
humans when just, fi tting, attuned, and compassionate responses are experienced. 
These positive states can be perpetuated, even when threatened. Strategies to call 
forth and perpetuate positive states are labeled “attachment solutions”, while the 
situations that activate fear and the loss of integrity, meaning, and connection con-
stitute “separation challenges”. When we return to suffering, it is clear the separa-
tion challenges lie at the very heart of human suffering. Attachment solutions, which 
involve restoring meaning, then, lie at the heart of caring and healing.  

8.2     What It Means to Be Human: The Self and Social Justice 

 Newer understandings of what it means to be human that have emerged in the past 
two decades offer a crucial dimension: they advance our knowledge of our rela-
tional nature as humans and give  centrality  to this understanding, which is backed 
up by empirical science. Asserting emphatically that humans are self-interpreting 

8 Healing Suffering: The Evolution of Caring Practices



104

entities, new scholars recognize that humans build humanity within relationships. 
What is truly signifi cant and meaningful to us happens within and between us  as 
humans  (   Jordan et al.  1991 ; Jordan  1997 ,  2004 ; Miller and Stiver  1997 ; Fricchione 
 2011 ). Johnston ( 2007 ) writes bluntly that the self is not a thing. It is not an intrinsic 
substance or entity, but is assembled from the stories we tell ourselves  about  
ourselves in making sense of our relationships with other people. Neibuhr (cited in 
Harland  1960 ) asserts that there are certain conditions that attend the relational self, 
with its endless internal conversations and its external dialogues with other people. 
These include acknowledgement of the following:

  The self faces the other self as a mystery which can never be fully penetrated; the self sees 
the other as an instrument for its purposes and as a completion for its incompleteness; the 
self cannot be truly fulfi lled if it is not drawn out of itself into the life of another; the self 
recognizes the other as the limit of its expansiveness… there must therefore be an element 
of reservation and reverence for the other in even the most mutual relations; the uniqueness 
of the individuals which enter into any dialogic relation makes each one of these relations 
highly unique, and fi nally while the self is a unique center of life it is indeterminately ‘open’ 
to other selves. (p. 61) 

   Refl ection on the conditions that attend the self raises important implications for 
healing practices. The self is shifting, changing; we can never get to the bottom of 
who we or others  are . The changeability of self-identity is both an irremediable prob-
lem for “objective” science and a cause for hope. This is because our human nature, 
essentially open, liberates us from determinate causes and effects. The fl exibility of 
self places us in novel situations, unlocks an infi nite number of contextual analyses, 
invites new self-interpretations, and perpetuates an ongoing range of possibilities. 
Standing before others and ourselves as a mystery not only inspires awe and rever-
ence, but also ignites the expectation of surprise. It promotes the exciting prospect of 
continual transformation and the transcendence of the past (Johnston  2005 ). 

 Research based on observation of mothers and infants reveals just how essential 
connections are to well-being. Stern ( 1985 ) writes that human connections are per-
manent, healthy parts of mental growth and that forming relationships is the pri-
mary task of infancy. Schore (cited in Robb  2007 ), commenting on the neurobiology 
of connection in infants and children, asserts that we are hard-wired to develop in 
tandem with an “other,” even before words are spoken. Miller and Stiver ( 1997 ), 
eschewing an understanding of the self as isolated and greedy, write that “The goal 
of development is not forming a separated self or fi nding gratifi cation but something 
else altogether—the ability to participate actively in relationships that foster the 
well-being of everyone involved” (p. 2). Suggesting implications for the healing 
(and healers) of suffering, relational-cultural theorists assert that only a good rela-
tionship can teach a person to limit the damage from bad relationships. To the relief 
of most, such good relationships can be built even by adults who have experienced 
disappointing or disruptive early bonds. New possibilities arise when these same 
adults are able to experience the pain of another person and stay engaged. Robb 
( 2007 ) writes that it occurs for both the sufferer and the caregiver: “It is apparent 
that we cannot touch without being touched” (p. 189). Staying engaged when we 
feel averse or terrifi ed requires altruism (a subject to be taken up in more detail later 
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in this chapter); altruism dilutes aversion, domesticates fear, and points in the direction 
of self-respect and personal fulfi llment Johnston  2002 . It also points the way for 
concrete action toward ameliorating suffering at the societal level. The notion is 
only beginning to dawn on conventional, mainstream psychotherapy. 

 Comas-Diaz ( 2012 ) writes,

  Currently mainstream psychotherapy addresses the individual, family, group and commu-
nity. However, the next developmental step in psychotherapy will be to address the societal 
realm… and will involve the promotion of societal change under the rubric of social justice. 
(p. 474) 

 Personal authenticity involves speaking the truth, ending abuse, and resisting 
oppression. For many who are healing from various forms of trauma, the fi nal stage 
of healing involves a commitment to the kind of social and political action that is 
meaningful to the individual’s own particular form of suffering. Herman (cited in 
Robb  2007 ) writes this approach to healing trauma: “while there is no way to com-
pensate for an atrocity, there is a way to transcend it, by making it a gift to others. 
The trauma is redeemed when it becomes the source of a survivor mission” (p. 412). 
Evolutionary progression in healing practices demands that counselors, therapists, 
and other health-care practitioners not only understand the potential redemptive role 
in healing of their client’s “survivor missions,” but that they facilitate and actively 
play such roles themselves. 

 Urging practitioners to end uncritical acceptance of injustice, Comas-Diaz 
stresses the importance of revealing the gap between the special privileges of domi-
nant groups and the misery of marginalized and radicalized groups. Gilbert ( 2002 , 
 2009 ,  2010 ) also writes about the necessity of reform at the societal level. 
Hypothesizing a link between western, materialist values and psychiatric illness, 
Gilbert fi nds the roots of psychological disorders in the self-rejection of individuals 
who cannot live up to the demands and values those values. Coulehan ( 2003 ) asserts 
that nothing short of a radical reevaluation and rebalancing of North American soci-
ety is required: emphases on individual rights, personal entitlement, and self- 
determination (to the exclusion of social duty, sharing, and communal responsibility) 
have perpetuated suffering and hindered healing by concealing our hard-wired need 
for empathetic connection. Since human beings are seen to be self-interpreting, 
intensely relational entities with the capacity for compassion and self- transcendence, 
it seems reasonable that the call to address the root causes of social injustice will be 
key to the next wave of caring practices. Getting there, however, necessitates a more 
fi nely nuanced understanding of the paradox of suffering.  

8.3     Can Suffering Be a Gift? 

 With an increasing awareness of the social and political causes of suffering and our 
obligation to address them, the notion that suffering includes gifts can seem outra-
geous. Many believe that suffering and loss—especially among the poor and the ill 
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and the oppressed—are simply irredeemable (Young-Eisendrath  1996 , p. 2). They 
understandably argue that some forms of suffering—genocide, the death of children, 
and catastrophes visited by natural disaster, industrial accident, or war, to name but 
a few—defy any possibility of acceptability. Some authors (Anderson  2004 ) go 
further to warn that the acceptance and valorization of suffering, let alone the idea 
that it may hold benefi ts for the sufferer, risks the perpetuation of suffering: it may 
allow for acquiescence rather than resistance to social oppression. 

 These compelling perspectives require an unambiguous position: inviting or con-
ceding to suffering in order to experience and expand the self is neither reasonable 
nor defensible. Without exception, suffering introduces great risks and painful 
uncertainties and gifts are never guaranteed. 

 That being said, the possibility of receiving or being able to convey benefi ts to 
others in the wake of suffering cannot be refuted. Johnston ( 2007 , pp. 128–130) 
illuminates this paradox of suffering by providing numerous vignettes drawn from 
her qualitative research. How is does the process of experiencing suffering as gift 
unfold? What conditions and ways of dwelling amidst suffering infl uence the prob-
ability of meaningful versus meaningless suffering? 

 Johnston ( 2007 ) and Young-Eisendrath ( 1996 ) write of the jolt that can accom-
pany suffering. Illusions of personal control are shattered and people come to 
question “who” they are and their very purpose in life. The scholars’ research 
reveals how the unavoidable mysteries of pain and suffering inaugurate prolonged 
and unrelieved despair, but their work also shows evidence that such suffering can 
be gradually transformed into hidden resources of compassion, courage, and soli-
darity with others. The self expands. Those who suffer see that they are not alone in 
their struggles and that new resources are needed to address their own and others’ 
needs. When the illusion of self-suffi ciency breaks down, habitual barriers are 
destroyed and new intersubjective fi elds are built, which bring pain to expression, 
overcome isolation, and join the sufferer to others. 

 When the vitality of suffering is not dulled and obscured, when it is not viewed 
as disease or dysfunction and rationalized away, suffering can teach. It offers an 
opportunity to mine the inevitable losses of life to enrich notions of ourselves and 
the nature of being human. Thus, suffering can be a useful and helpful—indeed, a 
transformative—gift when it reveals the truth; enables self-awareness awakens 
responsibility for our own attitudes, thoughts, and actions; reveals what is truly 
important in life; and promotes compassion (Young-Eisendrath, pp. 6, 33, 42; 
Johnston  2002 , pp. 114–128). 

 Suffering, then, can be (but will not  necessarily  be) much more than anguish, 
misery, and travail. For care practitioners working in systems increasingly driven by 
the demand for “effi ciency” the challenge, indeed the obligation, is to resist the pres-
sure to privilege effi ciency over caring approaches. When effi ciency is valued over 
the human imperative to care for and connect with others, visible signs of suffering 
are ignored, and the sufferer agonizes in silence and isolation. Meaning can break 
down for client and practitioner alike. When patients cannot trust that their emotional 
needs will be responded to, hospitals lack hospitality and agencies are emptied of the 
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sense of devotion to meaningful causes. Social service providers become spawning 
grounds for burnout and despair among their workers (Pask  2005 ). 

 Instead, when the notion that suffering could bring gifts rather than just misery 
is, in itself, cause for hope. Hope, in turn, enables alertness to new possibilities for 
alternate sources of meaning and purpose. This empathy-centered approach has the 
power to transform suffering.  

8.4     The Wound as the Locus of Compassion 

 Next, I must turn to the means by which suffering becomes transformative and 
redemptive by appreciating how the psychological and spiritual wounds infl icted by 
suffering can become a locus for compassion and a vital impetus for healing of the 
self and others. 

 The word compassion derives from the Latin  com patior , to suffer with. 
Compassion involves feeling another’s suffering as keenly as one’s own, and being 
moved to succor.  Pity , the emotion of tenderness aroused by the suffering of another, 
and  mercy  toward the powerless, are subsumed in compassion and intertwined with 
 empathy— the ability to understand and enter into another’s feelings—a twentieth- 
century coinage from the German  Einfühlung  (Gregory  2004 ). Current views accept 
compassion as a form of humanitarian benevolence that includes the interrelated-
ness of all life and the welfare of the planet itself. In tracing our unfolding under-
standing of compassion, Gregory characterizes it as a

  tender-mindedness outraged at the deliberate infl iction of pain; it extends across national 
boundaries to the distant and unknown victims of persecution, to all social classes and 
ethnic groups, to domestic and wild animals, and in the past twenty years to the planet 
itself. ( 2004 ) 

   Olthuis ( 2001 ) deconstructs the word compassion, pointing out that  com  “with” 
and  patior  “to feel” mean more together than resistance evil and suffering. 
Compassion transforms them. Suffering may befriend pain in a way that is neither 
coercive nor dominating, but is rather inviting, congenial, mutual. Rather than pre-
venting or removing pain, compassion lets pain be shared, shouldered by many and 
thus lightened. Practicing compassion involves “connecting with one’s self and 
owning one’s own woundedness” (Olthuis  2001 , p. 46). Younger ( 1995 ) shares the 
view that one’s own wounds and fl aws (aspects of the self she calls the “shadow 
side”) must be confronted and accepted. Instead of accepting our negative traits, 
however, we tend to project them on others rather than ourselves. In their most 
extreme form they become the impulse for scapegoating others. Compassion may 
be a hallmark of humanity, but it is still no easy feat. 

 Based on Buddhist teachings, Chodron ( 2010 ) offers an understanding of the 
roots of suffering, the wounds that arise from it, and the practices that ameliorate it. 
She shows how our natural inclination is to avoid unpleasantness, holding tena-
ciously to all that we experience as pleasant and striving to get things on our own 
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terms (that is, we bend to ego). But, according to Buddhist thought, everything is 
impermanent and pain is inevitable. When we avoid facing the ephemeral nature of 
all things and insist on doggedly clinging to that which has and must pass, when life 
satisfaction is judged by the extent to which our cravings are satisfi ed, we turn 
ephemeral pain into intense and lasting suffering. Chodron says the reason we 
behave in ways that intensify our suffering is easily explained: our actions and 
thoughts are protective. There is, in each of us a soft spot—what she calls “the ten-
der, warm vulnerable heart of  bodhichitta , which we instinctively protect so that 
nothing will touch it” (Chodron  2010 ; 88). Likening the “protected” ego to an 
imprisoning room, Chodron urges a gradual opening of the door, not through judg-
ing our actions toward others or toward ourselves, nor through clinging to comfort, 
but by cultivating and acting upon a courageous intent to gather humor, curiosity, 
openness, and knowledge (p. 89). 

 Chodron offers the view that compassion for another arises because we all 
share the basic experience of raw, painful vulnerability. We “have been there.” 
Opening up to, rather than resisting, the pain of our own wounds enables us to 
get past the identifi cation of self as victim. Yes, others have injured us, but a sin-
gular focus on how we have been hurt leads to more and more protective maneu-
vers; more anger, more bitterness, more withdrawal, more closing off of life. A 
willingness to experience pain while cultivating kindness and compassion (to 
others and the self), on the other hand, results in a gradual opening up to life. 
Greeting pain in this way shifts the focus from “me” to “we”—the Buddhist 
statement “the light that is within me bows to the light within you” also creates 
its companion, “the pain that is in me is within you.” Embrace of pain enables a 
sense of solidarity and agency. 

 Feldman and Kuyken ( 2011 ) also affi rm the importance of altering the “story 
line.” They write that those who suffer from anxiety and depression must reframe 
their personal narrative in order to develop self-compassion. The story that the self 
is inadequate or a failure shifts to one in which the self is suffering—in need of and 
 deserving  of compassion. 

 The idea that healing requires  explicitly  non-judgmental and compassionate 
approaches to the self is not new; in fact, it is one of the central tenets of Buddhism, 
which has been around since 520 BCE. Only within the last 10–15 years, however, 
has this notion found its way into western therapies. New approaches integrate tra-
ditional cognitive behavioral approaches with fresh strategies infl uenced by 
Buddhist teachings and spiritual practices. One example of such an approach is 
Mindfulness Based Cognitive Therapy (MBCT) (Segal et al.  2012 ). The goal of 
MBCT is to teach clients to interrupt automatic processes of negative and depres-
sive thinking, focus less on reacting to incoming stimuli, and accept and observe 
such stimuli without judgment. This mindfulness practice enables a refl ective, 
 curious approach to diffi culties and the fostering of resilience. Research supports 
the effects of MBCT in people who have been depressed three or more times; it has 
been demonstrated to reduce relapse rates by 50 % (Hougaard  2011 ). 

 Compassion Focused Therapy (CFT) (Gilbert  2009 ), another example of this 
genre of therapies, is specifi cally directed toward individuals for whom 
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“ woundedness” takes the form of heightened sensitivity and overactivity of the threat- 
protection and/or drive systems. Such sensitivity and overactivity results in constant 
vigilance, a tendency toward protective stances, creates confusion and confl ict, and 
a high drive to constantly search for resources. Readers may note that this sounds 
rather like popular depictions of Post-Traumatic Stress Disorder (PTSD). As cited 
earlier in this chapter, Gilbert associates this preoccupation with the values of west-
ern culture, which emphasizes amassing material possessions, status, and power. 
Accordingly, when extreme levels of vigilance are activated, when the drive to 
acquire is unleashed, and when intense needs for self-protection result in unremit-
ting demands on the self, severe levels of shame and self-criticism can be experi-
enced. People who suffer in this way are unable to generate feelings of contentment 
and warmth in their relationships with themselves and other people. Sharing some 
similar theoretical underpinnings with MBCT and drawing upon Buddhist thought 
and conceptual viewpoints similar to Fricchione ( 2011 ), Gilbert ( 2009 ) stresses the 
importance of early patterns of attachment in protecting against such later diffi cul-
ties. These early patterns, he writes, either lay down (or fail to lay down) the neuro-
chemical substrates responsible for self-soothing capabilities. The role of CFT is to 
help clients develop an internal compassionate, appreciative relationship that 
replaces their aggressive, blaming, bullying, cold, condemning, and self-critical 
inner tone. Once such a relationship is formed, thought patterns and behaviors 
can change. 

 The understanding of the wound as the locus of compassion has signifi cant 
implications for the evolution of healing practices. As a place of painful vulnerabil-
ity  and  the motivating force that ignites and motivates empathy, understanding, 
warmth, and acceptance, the wound carries great risks and opportunities. The risks 
are that, when suffering is extreme, meaning breaks down. Fear, projection, and 
estrangement ensue. The goal of caring practices is not to take the pain away, but to 
render the suffering bearable, and a site of insight (Feldman and Kuyken  2011 ). 
Helpful, empathic, and stabilizing relationships, both professional and personal—
what Johnston ( 2007 ) calls “skilled accompaniment” and Fricchione ( 2011 ) labels 
an “attachment solution,” can bring about that enormous change. In a climate of 
warmth, compassionate acceptance, and safety, mute suffering fi nds a voice, self- 
rejection is transformed, isolation is overcome, and healing begins.  

8.5     Self-Transcendence and Healing Through Altruism 

 Interspersed throughout this chapter have been fl eeting allusions to self- 
transcendence and the attraction to altruism as a natural consequence of experiencing 
compassion born of suffering. In this section, some of these assertions are revisited 
alongside emerging research that supports the proposition that altruism can be as 
much a route to healing as a manifestation or outcome of healing. In fact, this is 
what characterizes the fourth evolutionary development in caring practices related 
to suffering. 
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 In further support of the idea that suffering may be transformed into a redemptive 
gift, I offer the personal story of Abraham, gathered as part of a qualitative research 
study (Johnston  2007 ). In the Israeli/Palestinian confl ict, Abraham’s son was killed 
by a suicide bomber on a bus. In discussing the initial impact of his son’s death and 
his subsequent attempts to make meaning of this loss, Abraham told Johnston:

  I felt that life had stopped completely, that everything was over for me…. I became terribly 
depressed; I couldn’t do anything. I couldn’t eat; I couldn’t sleep. I couldn’t make any sense 
of it at all. I wanted to die just to be with my son again…. Then one day I am watching TV. 
I see Palestinian people weeping and wailing because Israeli soldiers have killed their sons. 
Their coffi ns are being carried through the streets and suddenly it just hits me. They feel just 
as bad as I do. Their hearts are breaking just like mine, and I feel so close to them. They are 
not my enemies they are by brothers and sisters. And then I know what I have to do. I go to 
a Palestinian family and I say to them that I am so, so sorry and I tell them that I lost my son 
too and then we just all sit down and we weep together… We are family… and then the idea 
takes root that we have to do more…. Now we have formed an organization for Palestinian 
and Israeli families who have lost children and want the war to stop. Today I am a different 
man, and some people don’t want anything to do with me. They want to keep up the barriers 
that I want to tear down. Still I know what is important and I realize that it is my pain that 
connects me with the suffering of other people and [that] has made me a better person. 
(pp. 128–129). 

   In this story, two “great evils” of suffering (Cushing  2010 )—the loss of relation-
ship and the loss of hope—are redeemed. The self is transcended and intense suffer-
ing becomes the impetus for profound identifi cation with others who suffer. 
Enabling the rejection of the categorization of others as enemies, Abraham’s experi-
ence reinforces a sense of common humanity and propels an intense desire to reach 
out to others who suffer. A renewed sense of purpose and personal growth evidence 
community benefi t in the wake of extreme suffering. 

 Staub and Volhardt ( 2008 ) affi rm that altruism born of suffering (ABS) is differ-
ent than resilience or even posttraumatic growth (PTG). This is because “altruism 
requires a focus beyond the self…. [T]o develop altruism in the context or aftermath 
of suffering experiences beyond those that foster resilience are necessary” (p. 269). 
While it can result in positive self-regard for the actor, altruism involves action that 
is primarily driven by caring and the unselfi sh desire to benefi t others (Staub and 
Volhardt  2008 , p. 276). Understanding the kind of experiences that call forth altru-
ism is extremely important: it sheds light on how suffering can be translated into 
social justice and expressed in actions that benefi t individuals  and  communities. 
While research on ABS is still in its infancy, fi ndings do show positive, signifi cant 
correlations between the severity of suffering, commonality with victims, and 
involvement in pro-social activities that extend to outgroups in activities like, for 
example, volunteer work with victims of disasters, the elderly, and the homeless 
(Staub and Volhardt  2008 ). 

 Placed in perspective with the understandings that have infl uenced the evolution 
of healing practices, such fi ndings should not be surprising. Newer philosophic 
understandings supported by empirical research reveal the self to be a self-in- 
relation. Since this is a self which is hard-wired for and inseparable from relation-
ships, healing from suffering for sufferer and personal growth for healer (or altruistic 
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giver) occur simultaneously. This is because as Robb ( 2007 , p. 189) reminds us, we 
“cannot touch without being touched.” 

 Accordingly, a circular and continuous relationship can be proposed among: 
healing by learning to care for, be compassionate toward, and have positive regard 
for the self; healing by developing and maintaining a cohesive self by way of 
experiencing oneself compassion and caring from others (Fricchione  2011 ; Gilbert 
 2009 ); and healing by engaging in altruistic acts that involve extending compassion 
and social justice to others (Staub and Volhardt  2008 ; Volhardt and Staub  2011 ; 
Comas-Diaz  2012 ). The circularity of the feedback loops inherent in this circuit of 
compassion can be expected to enhance healthy regard for the self.  

8.6     Conclusion 

 Evolutionary developments in caring practices for suffering hinge on conceptual 
breakthroughs in the understanding of self and society. They also depend on new, 
catalyzing infl uences arising from confl uences of thought in areas that have been 
quite separate. Buttressed by scientifi c evidence, we now understand the self to be 
much more fl exible and relational than ever before. Confronted with the precarious 
nature of western society, committed as it is to rapid economic growth at the expense 
of social and environmental health and security, we have begun to appreciate the 
need for a transformation of fundamental values if we are to reduce suffering. 

 In a manner that will likely characterize the ongoing evolution of caring prac-
tices, an exciting new trend can be observed: the converging conversation about the 
interaction of spiritual traditions and science. By describing the integration of 
ancient spiritual, contemplative, wisdom traditions, and practices with recent devel-
opments in evolutionary biology and neuroscience, this chapter has shown that out-
moded perceptions of the self and suffering have been upended. The self is not 
isolated and alone. The wound is not a fl aw. Suffering is not irreparable loss. More 
hopeful views reveal a self that is “hard-wired” for connection, fulfi lled in relation-
ship, enlightened by suffering, attracted to altruism, and committed to social justice. 
These understandings guide and will, in the future, provide vital momentum for 
caring practices aimed at not only the restoration of the self, but also development 
of a more just society.     
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    Chapter 9   
 Meaning in Bereavement 

             Robert     A.     Neimeyer     

9.1             Introduction 

 If suffering is universal, so too is one of its most profound causes: death and loss as 
an ineluctable reality of the human condition. When we pause to think of it—as we 
rarely choose to do—we recognize that every person, every project, every place, and 
every possession we hold dear will one day be lost to us (at least in an earthly sense). 
Indeed, most readers of this volume, whatever their culture or geography, will 
already have already lost many and much. How we live with this intimate knowl-
edge of impermanence shapes who we become, as individuals, families, communi-
ties, and nations. 

 Working as a psychologist engaged with loss and transition in both research and 
applied contexts, my interest in this phenomenon is one part theoretical, one part 
practical. In both domains I have found that viewing human suffering through the 
lens of the  meaning systems  people use to orient to loss is clarifying. This is true 
whether I am focused on the molar secular and religious discourses with which dif-
ferent cultures and traditions shroud the human encounter with death or concen-
trated on the more molecular meanings individuals place on the intimate losses of 
family members. 

 In a similar vein, discussing the psychology of spirituality, Paloutzian and Park 
write:

  religion should be conceived in terms of religious meaning systems, that is, as a subset of 
meaning systems in general. Meaning systems, as we understand them psychologically, 
comprise mental processes that function together to enable a person… to live consciously 
and nonconsciously with a sense of relative continuity, evaluate incoming information rela-
tive to his or her guidelines, and regulate beliefs, affects and actions accordingly. ( 2013 : 6–7) 
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 Nowhere are such meaning systems—whether secular or spiritual—more 
relevant than in conferring signifi cance on the end of life and offering perspective, 
understanding, and consolation to survivors. 

 Working within the specifi c fi eld of bereavement studies, my colleagues and 
I fi nd this perspective both congenial and comprehensive, comfortably conjoining 
with the constructivist conceptualization (Kelly  1955 ; Neimeyer  2009 ) that under-
girds our research. In the present chapter, I hope to illustrate the utility of a meaning 
systems perspective in addressing the effort to (re)establish meaning in the wake of 
the loss of a loved one, with special attention to the signifi cant struggles that arise 
for some mourners. Briefl y reviewing our longstanding program of research on the 
quest for meaning in loss, I hope to illustrate its relevance to understanding and even 
ameliorating human suffering, touching not only on our chief fi ndings to date, but 
also on several new methods we hope will prove useful to other researchers.  

9.2     Loss and the Quest for Meaning 

 Framing our study of secular and spiritual sense making in the wake of loss is a 
 meaning reconstruction  model of bereavement (Neimeyer  2001 ,  2006 ). In this per-
spective, a central feature of grieving is  the attempt to reaffi rm or reconstruct a 
world of meaning that has been challenged by loss  (Neimeyer  2002 ). In distinction 
from highly “cognitive” theories in psychology, such meanings are understood here 
in terms of the sometimes explicit but often implicit ways that we human beings 
seek “replicative themes” (Kelly  1955 ), discerning and imposing regularity and sig-
nifi cance on the unfolding patterns of our lives (Neimeyer  2000 ). When these lives 
are relatively unproblematic, the prerefl ective meaning and coherence of experience 
go largely unnoticed; this forms a tacit ground for an orderly perception of the world 
and our actions within it (Merleau-Ponty  1962 ). 

 But there are times when the conscious need to fi nd meaning in experience stub-
bornly or even agonizingly asserts itself. Deeply unwelcome life transitions such as 
the death of a beloved other, especially under tragic circumstances, are among these 
moments when the taken-for-granted coherence of life is disrupted. The simplest 
routines of daily living require painful review and revision, as when we no longer 
need to wake to nurse a baby that has died, or in our widowhood, go to bed alone. 
These and a hundred other violations of the “micro-narratives” of our lives can ulti-
mately vitiate our capacity to make sense of the larger “macro-narrative” of loss and 
our existence in its wake. The disjuncture launches a search for meaning that may 
fi nd few simple answers (Neimeyer  2004 ,  2011 ). 

 In summarizing our research program on grief and the quest for meaning, I 
should acknowledge at the outset that I will adopt primarily a clinical psychological 
approach in view of my active concern with the lives of those challenged and 
changed by tragic transition. I recognize—and indeed demonstrate—that many 
mourners negotiate their losses with surprising resilience, such that even in their 
bereavement, the meaning of life (and death) remains secure and unproblematic 
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(Bonanno  2004 ; Bonanno et al.  2004 ). When it does not, however, grief can be 
complicated by a profound struggle to integrate loss in both secular and spiritual 
terms, sometimes to a point that professional assistance is warranted (Neimeyer 
 2012 ). This focus on life vitiating losses of a sort that often leads people to seek 
psychotherapy situates our work at a mid-level of Paloutzian and Park’s ( 2013 ) 
multi-level model of meaning systems (MS). It is concerned primarily with the per-
sonal resources (and vulnerabilities) that individuals bring to bereavement, though 
these of course both presuppose basic neurological processes (Gundel et al.  2003 ) 
and are in turn nested within broader family interactions (Hooghe and Neimeyer 
 2012 ) and social/cultural structures (Neimeyer et al.  2013 ) involved in processing 
and integrating the loss. 

 One of the clearest and best researched implications of the MS model concerns 
just interface where abiding meanings meet with apparent challenge and invalida-
tion. As Park notes:

  [W]hen individuals encounter potentially stressful or traumatic events, they assign a mean-
ing to them… and trauma is thought to occur when appraised meanings “shatter” or violate 
aspects of one’s global meaning system. ( 2013 : 360) 

 The death of a loved one certainly ranks high on the list of potentially traumatic 
events, and can carry serious consequences for survivors at the levels of both symp-
tomatology and life signifi cance. The struggles that can attend bereavement are 
painfully apparent in our research on African Americans who have lost a loved one 
to homicide. Studying a group of 54 survivors on average less than 2 years from the 
death, we discovered that more than half struggled with intensely complicated grief 
marked by preoccupation with the death, the sense that a part of  themselves  had 
died, and an inability to function in the spheres of family, work, and the social 
world. Nearly as many suffered clinically signifi cant depression, and almost 20 % 
met criteria for a diagnosis of posttraumatic stress disorder (PTSD), whether or not 
they were present when their loved one was killed. Importantly, the majority con-
tended with more than one of these syndromes; nearly all of those with PTSD, for 
example, also tested positive for depression and complicated grief. However, it is 
worth noting that even in the wake of this horrifi c loss, a resilient 37 % somehow 
emerged with none of these diagnoses (McDevitt-Murphy et al.  2012 ). 

 What role does the search for meaning play in accommodation to such horrifi c 
loss? Evidence from our research on general meaning making suggests that the 
answer is “a great deal.” For example, one study of over 1,000 ethnically diverse 
young adults confi rmed the signifi cantly greater complication that followed the 
shattering impact of violent death (by homicide, suicide, or fatal accident) than of 
natural death losses, even when the latter were sudden and unanticipated. Consistent 
with our rationale, however, meaning making emerged as an explanatory mecha-
nism for the difference in outcome following these forms of loss, as an inability to 
make sense of the loss functioned as a nearly perfect mediator of this relationship 
(Currier et al.  2006 ). Even in the case of the loss of a partner to natural causes in late 
life, an anguished search for meaning that extended 6 or more months prospectively 
predicted exacerbated grief and depression several months or years later (Coleman 
and Neimeyer  2010 ). 
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 Fortunately, whether in the context of formal psychotherapy or simply in the 
course of living, most survivors ultimately accommodate the unwelcome transi-
tions introduced by many kinds of losses (Currier et al.  2008 ; Neimeyer and 
Currier  2009 ). Here too, current research from a meaning-based perspective is 
beginning to illuminate some of the underlying processes in accommodation. For 
example, a study of bereaved parents demonstrates that the ability to make sense 
of the loss is a potent predictor of grief symptomatology, accounting for fi ve times 
the variance in normative grief symptoms (e.g., missing the loved one, crying) and 
15 times the variance in complicated grief responses (e.g., feeling that the future 
is bleached of purpose, being unable to function in one’s work) as other factors, 
such as the passage of time or whether the death was violent or natural (Keesee 
et al.  2008 ). 

 Particular patterns of meaning making triggered by different causes of death 
(e.g., violent vs. natural) also have been reported (Lichtenthal et al.  2013 ). The 
salutary effect of sense making is further supported in longitudinal research on 
older widows and widowers; those who are better able to fi nd signifi cance in the 
loss by 6 months report higher levels of positive emotion and wellbeing as much as 
4 years into the future (Coleman and Neimeyer  2010 ). These and several other 
studies by our group (see Neimeyer and Sands  2011 , for review) comport with 
Park’s argument that

  the meaning making process helps people reduce their sense of discrepancy between 
appraised and global meanings and restore a sense that the world is comprehensible and that 
their lives are worthwhile. ( 2013 : 360) 

9.3        Religion and Meaning Making in the Context of Loss 

 In many communities and cultures, as Park ( 2013 ) also recognizes, meaning making 
in the wake of loss naturally involves recourse to religious and spiritual beliefs. 
These provide a sense of divine purpose in or consolation for the death of a loved 
one. This was certainly the case in our sample of parents struggling with the death 
of a child. Beyond the general relation between sense making and improved adjust-
ment, our systematic coding of parents’ narrative responses suggested patterns of 
meaning that were especially associated with better outcomes, including viewing 
the death as congruent with God’s will, endorsing the prospect for reunion in an 
afterlife, and the (potentially more secular) belief that the child was no longer suf-
fering. Likewise, better accommodation of the loss was reported by parents who 
found unsought spiritual benefi ts in the tragedy (e.g., deepened faith, the prospect of 
reunion in an afterlife), who realigned life priorities, or who dedicated themselves 
to needed lifestyle changes (Lichtenthal et al.  2010 ). 

 When such meaning making proves elusive, evidence suggests the impact can be 
severe in terms of survivors’ spiritual and psychological wellbeing. For a substantial 
subset of the predominantly Christian, African American homicide survivors we 
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studied, the murder of their loved one not only ushered in depression, PTSD, and 
complicated grief, but it also gave rise to  complicated spiritual grief , understood as 
an intense form of spiritual struggle precipitated by the death. When it occurred, 
complicated spiritual grief often suggested a disruption in the mourner’s relation-
ship to God, as illustrated by the comments of one 69-year-old woman grieving her 
grandson’s murder:

  I felt that God had allowed the capriciousness of life to invade our world. I wondered aloud 
if our entire family and our belief system were merely a cosmic joke. I questioned why God 
permitted such a painful and horrendous act when he had the power to stop it. 

 For others, the complication arose from changed relationships with fellow church 
members. Another 59-year-old woman spoke of the aftermath of her husband’s 
homicide:

  I thought I could rely on my church community, but they grew tired of trying to console me 
and took advantage of my vulnerability. They said they would be there for me, but I didn’t 
know there would be a time limit. 

 For many survivors, the two forms of struggle were conjoined, becoming a con-
stellation of “negative religious coping” (Koenig et al.  1998 ) that compounded the 
literal loss with a symbolic and social one. We have subsequently documented the 
association between such spiritual struggle and poor grief outcomes in ethnically 
diverse, but predominantly Christian, samples grieving a variety of natural and vio-
lent deaths (Burke and Neimeyer  2014 ). 

 Longitudinal study of the relation between attempts at religious meaning making 
and distress has also begun to suggest some interesting overlap. For example, trac-
ing the adaptation of the African American homicide survivors across 6 months, we 
discovered that complicated grief at Time 1 prospectively predicted complicated 
 spiritual  grief at Time 2, suggesting that the violent sundering of attachment associ-
ated with this horrifi c loss also undermined a sense of meaning and relationship 
with God and the spiritual community in the months that followed. Interestingly, the 
reverse was not the case. Spiritual struggle earlier in bereavement did not portend 
later complicated grief. Nor, to our surprise, was “positive religious coping” in the 
form of grounding oneself in one’s beliefs or turning to God or coreligionists for 
consolation predictive of less complicated grief (Burke et al.  2011 ), a fi nding we 
have replicated in other samples (Burke and Neimeyer  2014 ). Further study has 
demonstrated that neither Time 1 depression nor PTSD forecasts spiritual struggles 
at Time 2; instead, intense grief uniquely seemed to provide the instigating context 
for such crisis (Neimeyer and Burke  2011 ). 

 The absence of a clear link between positive religious coping and attenuated 
grief notwithstanding, a strong spiritual orientation may nonetheless predispose to 
positive bereavement outcomes in another sense: those who self-identify as reli-
gious and who practice their tradition tend to report greater post-loss growth in our 
studies, as do those who mourn a violent death as opposed to a natural death (Currier 
et al.  2012 ). Thus, while religiousness might not mitigate the pain of loss, it may 
nevertheless set the stage for greater growth through the experience.  
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9.4     Methodological Contributions 

 If research is to do more than document the existence of global suffering, and even 
hope to illuminate the mechanisms that exacerbate or ameliorate suffering, then 
appropriate methods are required to render these visible and open to analysis. From 
a psychological standpoint, the concept of meaning systems holds promise, but only 
if psychometrically valid and existentially relevant methods are devised to do so. 
Here, I summarize some of our own attempts to construct such methods, several of 
which are currently being translated to permit their application and adaptation to 
other cultural settings. 

 Park and Paloutzian ( 2013 ), too, argue for a “multilevel methodology,” rightly 
recognizing that methodologically distinctive studies—such as those using quanti-
tative questionnaires, qualitative interviews, and experimental research—when con-
verging on similar conclusions, contribute to the identifi cation of more robust 
principles than do those relying on a single methodological base. In keeping with 
this principle, and to augment the fairly narrow range of measures currently avail-
able to advance the MS research agenda in bereavement studies, we have con-
structed a number of quantitative and qualitative assessments of relevant constructs 
to which I will briefl y orient the reader. 

9.4.1     Assessing General Meaning Systems 

 Because my colleagues and I have been interested in the role of meaning systems in 
general in helping people accommodate unwelcome life transitions and losses, we 
have developed both quantitative and qualitative approaches to the assessment of 
meaning amenable to both secular and spiritual contexts.  

9.4.2     Inventory of Stressful Life Experiences Scale 

 One such measure is the 16-item  Inventory of Stressful Life Experiences Scale , or 
ISLES (Holland et al.  2010 ). This is an easy-to-use, multidimensional, and well- 
validated measure of the meaning made after a stressful life event. In two samples 
of young Americans—178 who experienced a variety of stressors and 150 who 
experienced a recent bereavement—ISLES scores were shown to have strong inter-
nal consistency and, among a subsample of participants, to exhibit moderate test–
retest reliability. In both samples, support was also found for a 2-factor structure, 
with one factor assessing one’s sense of  Footing in the World  (e.g., “This event 
made me feel less purposeful”) and a second measuring the  Comprehensibility  of 
the event (e.g., “I am perplexed by what happened”). Convergent validity analyses 
revealed that ISLES scores are also strongly associated with other theoretically 
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related measures and with mental and physical health outcomes, offering support 
for the potential utility of this measure in research and clinical settings. Subsequent 
research on a large sample of 741 bereaved adults confi rmed the factor structure of 
the scale in both its original and in an abbreviated 6-item form and demonstrated the 
incremental validity of both formats in predicting health and mental health out-
comes even after such factors as demographics, circumstances of the death, and 
prolonged grief symptoms were taken into account (Holland et al.  2014 ).  

9.4.3     Meaning in Loss Codebook 

 A complementary approach to meaning assessment is grounded in the qualitative 
analysis of the narrative responses of a diverse sample of 162 mourners. The study 
concerned the survivors’ attempts to make sense of loss and fi nd some compensa-
tory benefi t in the experience. The result was the development of the  Meaning in 
Loss Codebook , or MLC (Gillies et al.  2014 ), a reliable and comprehensive coding 
system for analyzing meanings made in the wake of the death of a loved one. The 
MLC encompasses 30 specifi c categories of meaning made, demonstrating excel-
lent reliability and comprising both negative (e.g.,  Lack of Understanding ,  Regret ) 
and positive (e.g.,  Compassion ,  Moving On ) themes that arise. The MLC could thus 
prove useful in ethnographic or laboratory research on meaning making as expressed 
in interviews in the wake of political violence or natural disaster, analysis of natu-
ralistic fi rst-person writing about bereavement experiences in grief diaries and 
blogs, communal accounts of shared losses, and clinical assessment of meanings 
made in the course of bereavement support or professional intervention. A further 
advantage of such a narrative coding system is that it does not require literacy 
(though, like other methods described in this paper, the MLC would require transla-
tion and probable adaptation to capture the nuances of meaning-making in different 
cultural settings).  

9.4.4     Assessing Spiritual Struggle 

 Although we have found general measures of religious coping (Hill and Pargament 
 2008 ) useful in studying the spiritual struggle that often follows the death of a loved 
one, we have ultimately found it valuable to develop a measure specifi cally vali-
dated for use with bereaved populations. The result is the  Inventory of Complicated 
Spiritual Grief  or ICSG (Burke et al.  2014a ). With two diverse samples of 
bereaved adult Christians (total = 304), we found that the ICSG had strong internal 
consistency and high test-retest reliability for its constituent subscales in a sub-
sample of participants. Analyses of both samples supported a 2-factor model, with 
one factor measuring  Insecurity with God  (e.g., “I don’t understand why God has 
made it so hard for me”) and the other assessing  Disruption in Religious Practice  
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(e.g., “I go out of my way to avoid spiritual/religious activities [prayer, worship, 
Bible reading]”). Analyses further supported the convergent and incremental valid-
ity of the 18-item ICSG relative to other theoretically similar instruments and to 
measures of poor bereavement outcome. This suggests its specifi c relevance to 
studying spiritual crisis in bereavement. 

 Finally, as with our general assessment of meaning systems, we have pursued 
qualitative research that fl eshes out our understanding of the meanings made in the 
context of spiritual struggle (Burke et al.  2014b ). Using 84 participants’ written 
responses to open-ended questions along with systematic exploration of this topic 
with a focus group, we conducted a directed content analysis. This revealed 17 dif-
ferent themes subsumed in an overarching narrative of resentment and doubt toward 
God, dissatisfaction with the spiritual support received, and substantial changes in 
the bereaved person’s spiritual beliefs and behaviors. Thus, the study clarifi ed the 
construct of complicated spiritual grief and laid the groundwork for the develop-
ment of more specifi c study and treatment of this condition.   

9.5     Conclusion 

 To an even greater extent than the measures of general meaning making described 
above, methods bearing on spiritual meaning making are particularly likely to be 
culture specifi c. For example, both the ICSG and the qualitative study described 
here concentrated on the spiritual struggles of Christian samples, both black and 
white, most of whom presumed a personal relationship with a benefi cent deity they 
construed as watching over them. They were typically quite active, at least prior to 
the death of their loved one, in their church communities. 

 The generalization of our fi ndings to other cultural or religious settings can be 
legitimated only by study of the relevant groups, and should not be assumed in 
advance. For example, although a sense of anger and betrayal by God following the 
unjust killing of a loved might characterize survivors from other monotheistic tradi-
tions that feature an omnipotent God who hears our prayers—as in Judaism or 
Islam—spiritual struggle is likely to take different forms in religious traditions such 
as Buddhism or Hinduism. Similarly, in a world that is increasingly secular, chal-
lenges to a world of meaning occasioned by loss are likely to take more psychologi-
cal, naturalistic, and social forms. Given this, forms of therapeutic intervention 
relying on a broad range of psychological (Neimeyer  2012 ) and expressive arts 
(Thompson and Neimeyer  2014 ) may prove effective across quite different personal 
and cultural systems of meaning and to be robust resources in addressing the world 
of suffering that can follow loss. 

 In conclusion, my colleagues and I are optimistic about the potential contribu-
tions of a meaning systems perspective as an integrative frame for studying the 
psychology of suffering. We are encouraged by the burgeoning research in this area 
and hope that our own line of investigation into the quest for meaning and spiritual 
signifi cance in the wake of loss makes a modest contribution in the understanding 
and amelioration of suffering.     
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    Chapter 10   
 Coping with the Suffering of Ambiguous Loss 

             Pauline     Boss    

10.1             Introduction 

 Ambiguous loss has no resolution or closure. Unlike with death, there is no offi cial 
verifi cation of loss, no funeral or rituals of support, and no ending for grief (Boss 
 1999 ,  2004 ,  2006 ; Boss and Greenberg  1984 ). There are two types of ambiguous 
loss. In the fi rst, the missing person is  physically absent  but kept psychologically 
present in the minds of family and friends, because there is no proof of death and 
their whereabouts are unknown. Examples are loved ones kidnapped, politically 
disappeared, vanished in explosions such as New York’s 9/11 or from nature’s 
fury—swept away by tsunamis, earthquakes, or landslides. In the second type, a 
family member is  psychologically absent  while physically present. They are “here, 
but gone,” as in the case of Alzheimer’s disease, autism, severe mental illness, or 
addiction, among others. The fi rst type of ambiguous loss—the  physically miss-
ing —is the subject of this chapter. 1  

 Here I address the relentless pain of not knowing the physical whereabouts or 
fate of a loved one who has been kidnapped or disappeared. With no body to bury 
or proof that the loss is permanent, families understandably maintain some hope. As 
a result, grief is frozen, decisions are postponed, and relationships remain in limbo 
(Boss  1999 ,  2006 ). Having to live with such uncertainty embodies a kind of suffer-
ing that terrorists now know wounds and tortures families longer than even the hor-
ror of a witnessed killing. Unending suffering becomes chronic sorrow (Boss et al. 
 2011 ; Roos  2002 ), often lasting a lifetime or even across generations. Adding to the 
agony, the family’s grief is disenfranchised (Doka  1989 ), because no one died. In 

1   For more information about Type II ambiguous loss, psychologically absent while physically 
present, see Boss ( 1999 ,  2004 ,  2006 ); Boss and Dahl ( 2014 ). 
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the eyes of the law, religious institutions, and the larger community, ambiguous loss 
is not real. Families cope alone. 

 The suffering from ambiguous loss is all too often attributed to the pathology of 
the remaining family members. While individuals often exhibit symptoms of 
depression and anxiety, and families exhibit more confl ict and secrets, the source of 
pathology lies in the external social context, not in personal defi cits, despite how 
families are treated when suffering ambiguous loss. With no script or rituals for 
moving forward with ambiguous loss, and with no ending to the loss story, the fam-
ily’s plight is akin to what Frost and Hoggett ( 2008 ) call “double suffering”: fi rst, a 
loved one is lost, and second, never found. 

 Today, this suffering is caused globally by genocide, war, terrorism, crime, and 
natural disasters (Boss  2006 ; Faust  2008 ; Robins  2013 ; Sluzki  1990 ,  2003 ,  2006 ). 
Such losses are redoubled by the agonizing doubt that comes with the inability to 
“know” a loved one’s fate. I think of T. S. Eliot who, perhaps because of his wife’s 
institutionalization, wrote, “And what you do not know is the only thing you know.” 2  
Indeed, this paradox lies at the center of the pain from ambiguous loss.  

10.2     Brief Background 

 The theory of ambiguous loss was introduced to the social sciences in the 1970s 
(Boss  1977 ,  1980a ,  b ,  1987 ; Boss and Greenberg  1984 ). Since, it has been applied 
and tested with families of physically missing loved ones, e.g., pilots missing in 
action (MIA) in Vietnam and Southeast Asia; families of workers who vanished 
after the 2001 World Trade Center terrorist attacks (Boss  2002 ; Boss et al.  2003 ); 
and most recently, with the villages and families of men and boys kidnapped in 
Nepal and East Timor (Robins  2010 ,  2013 ). 

 Ideas about ambiguous loss are now linked across disciplines to resilience and 
trauma (Becvar  2012 ; Boss  2006 ) as well as grief and loss (Neimeyer  2015 ; 
Neimeyer et al.  2011 ), chronic sorrow (Boss et al.  2011 ), and humanitarian work 
globally (Robins  2010 ,  2013 ). Perhaps most important, the theory has been recog-
nized as a model for bridging science and practice (Neimeyer and Harris  2011 ; 
Neimeyer et al.  2011 ).  

10.3     Effects of Ambiguous Loss on Families and Individuals 

 From a systems perspective, ambiguous loss has a negative effect on families  struc-
turally  when parent or spousal roles are ignored, decisions are put on hold, daily 
tasks are left undone, and family members are fi ghting or alienated, cut off from one 
another’s support. Customary family rituals and celebrations are cancelled, thus 
inhibiting essential meaning-making processes. Ambiguous loss has a negative 

2   From “Four Quartets.” Eliot ( 1980 ). 
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effect on individuals  psychologically  when there are feelings of hopelessness and 
helplessness that lead to guilt, anxiety, depression, or life-threatening behaviors 
(Boss  2006 ). 

 Overall, the most frequent stressor reported, individually and collectively, is the 
impossibility of closure. People are held in a state of uncertainty, oscillating between 
hope and despair. They understandably resist change, because they still hope to fi nd 
the missing person and continue with life as it was “before.” Their lives are frozen 
in a complexity of loss. Even just a bone providing DNA verifi cation would give 
some clarity, some measure of peace. 

 To ease the suffering, a multi-disciplinary stress-based approach is essential. In 
 sociological  terms, ambiguous loss is a stressor that prevents the maintenance of 
family boundaries. In  psychoanalytic  terms, it is an uncanny loss that combines the 
known and the unknown to violate one’s trust in reality (Feigelson  1993 ). In  psycho-
logical  terms, it severely complicates the search for meaning, a necessary compo-
nent in easing the pain of any loss (Boss  2006 ; Frankl  1963 ; Neimeyer  2015 ; 
Neimeyer and Sands  2011 ). All of these approaches are valid.  

10.4     Cultural Differences 

 In more Westernized cultures, which tend to be more mastery-oriented, the assump-
tion is that every problem has a solution. This is impossible with ambiguous loss. 
Instead, we need to increase our tolerance for ambiguity. 

 After decades of working with families of the missing and training other thera-
pists, I fi nd that the more people are accustomed to mastery, having agency, being 
in charge, and being able to solve problems, the more they seem to suffer from 
ambiguous loss. For example, many New Yorkers accustomed to fi nding answers 
were stunned and even angry just weeks after 9/11, when families of the missing 
continued to hope that their loved ones would turn up alive somewhere (a few actu-
ally did). Perhaps because the pain was so raw, there was little patience for linger-
ing; New Yorkers wanted closure and the ambiguous grief of others was a constant 
reminder of something many wanted to move past. A year later, a New York reporter 
asked me why I thought New Yorkers weren’t over 9/11 yet. My answer: “Because 
you’re trying to get over it.” Paradoxically, as T. S. Eliot suggests, what we do not 
know about a missing loved one becomes  all  that we know. Living in this void, 
those who persist in trying to master ambiguity will suffer more. Another poet, John 
Keats, recommended in his letters to a young poet that he develop a capability for 
the void. He called this “negative capability” (Forman  1935 ). 3  

 While Western poets address ambiguity, it is a more integral part of Eastern cul-
tural practices. There, values of mastery, independence, and self-suffi ciency are 
considered barriers to the reduction of suffering. Eastern views encourage us to fi nd 
a “way beyond the excesses of rationality and individualism” (Mishra  2004 : 51). 

3   Portions of this paragraph appeared in  The Guardian  Op Ed, “The Pain of Flight MH370 Lies in 
Its Ambiguity,” by Pauline Boss, on March 18,  2014 . 
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This appears to be more useful when individuals’ problems are irrational and have 
no solution. For those who live with ambiguous loss, the goal is not to get rid of 
suffering, but to allow for its coexistence with some joy in a life well lived. 

 Recently, Simon Robins with the International Committee of the Red Cross and 
Red Crescent (ICRC) tested the theory of ambiguous loss in the Eastern cultures of 
Nepal and East Timor (Robins  2010 ,  2013 ). While the theory of ambiguous loss was 
found more useful than the truth and reconciliation model previously used, he also 
found that one intervention component, tempering mastery, did not hold in patriar-
chal cultures where wives of kidnapped men were left without identity or status. 
Robins concluded that to survive, their mastery did not have to be tempered, but 
heightened. 4  

 What we learn from Robins is that the theory of ambiguous loss, corrected to 
include his fi nding, provides a useful framework for guiding interventions with 
families of the missing in both Eastern as well as Westernized cultures. Where 
 people are more mastery-oriented, their suffering will be eased if interventions 
lower their expectations for fi nding clear and absolute solutions. Where people are 
disenfranchised and have little or no mastery, interventions to ease suffering must 
empower. 

 The degree of suffering from ambiguous loss is highly infl uenced by the cultural 
belief systems of family members and the community frame (Boss  2006 ; Goffman 
 1974 ; Reiss and Oliveri  1991 ; Robins  2013 ). What the powerful demand or what the 
neighbors think will still infl uence how families perceive loss and whether they 
receive social support for living well, despite the ambiguity. Especially with 
 problems that have no solution, human suffering can be lowered if the community 
as a whole acknowledges that the family’s anguish is justifi able. One of the most 
effective ways is local memorializing (Robins  2013 ). The names of the missing are 
displayed in the village square so that families are no longer alone in their suffering 
and have a sanctioned place to mourn in lieu of a grave. The 9/11 Memorial in 
Lower Manhattan is a fi ne example.  

10.5     Interventions to Ease the Suffering of Ambiguous Loss 

10.5.1     Setting the Stage 

10.5.1.1     Family and Community Meetings 

 For most families experiencing ambiguous loss, the most effective support mecha-
nism is meeting with peers—other families with missing persons (Boss et al.  2003 ; 
Robins  2010 : 261). For this reason, it is best not to rely solely on medical treatment, 
and instead, look beyond symptoms of pathology to further assess the social and 
relational environment. People with missing loved ones often fi t the diagnoses of 

4   As a result of Robins’ fi ndings, I have adjusted Guideline #2, “Tempering Mastery,” and re-titled 
it “Adjusting Mastery,” which can mean either raising or lowering one’s mastery orientation, 
depending on the culture. 
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depression or complicated grief, but they are having a typical reaction to an atypical 
loss. Diagnostic manuals do list atypical losses, such as suicide or death of a baby, 
but the atypical loss of ambiguous loss should also be added to this list. 5  

 To hold family meetings, fi nd a familiar community setting like a school, church 
basement, or community hall. In the case of families of New York workers missing 
after 9/11, it was their labor union hall in Lower Manhattan. Families were self- 
defi ned, yet part of the same community (the union) and with the same type of loss. 
When families travel long distances, offer them food and beverages upon arrival and 
before leaving for home. The group ideally is comprised of multiple families, often 
three generations. Early on, it is essential to triage to determine if anyone needs 
medical treatment. After this, people sit in a large common circle to listen to each 
other’s stories. These narratives, surprisingly, are not just focused on suffering, but 
also on resilience and survival. The elders in such groups are especially helpful to 
the younger participants because they know the cultural traditions of the group, and 
can enlighten, if not guide, the intervention team, and second, having faced hardship 
and suffering in their earlier years and survived, they know what resilience is and 
can share what helped them to become stronger despite adversity.  

10.5.1.2     The Psychological Family 

 We are reminded, however, that one’s family and community may  not  always be 
helpful and empowering. Some family members may be judgmental and shaming; 
others may stay away because they feel helpless in the face of unclear loss. Still 
others may be part of families and communities where strict social traditions and 
mores are barriers to coping, especially for women and girls. Without positive sup-
port from family members, the person suffering ambiguous loss needs what I have 
called a  psychological family  (Boss  1999 ,  2006 ): a  chosen  family of empathic and 
supportive peers. With the previously discussed wives of kidnapped men who were 
now neither wife nor widow, support and empowerment was found only by joining 
a “psychological family” with other women experiencing the same type of loss 
(Robins  2013 ).  

10.5.1.3    Dialectical Thinking 

 With ambiguous loss and its lack of facts, meaning will not emerge from absolute 
thinking. Rather, it comes from being able to hold two opposing ideas at the same 
time (Fitzgerald  1945 ). Dialectical thinking indicates a cognitive shift toward 

5   To ease the pain of ambiguous loss, traditional grief therapies are insuffi cient: the family will 
resist the fact of death and the idea of closure. They will exhibit symptoms of unresolved grief, but 
that may refl ect a normal sadness, not depression. While the treatment for depression is often 
medication, the treatment for sadness is human connection. Such connection lies beyond that of 
therapist and patient; it requires a steady community connection to the people in one’s everyday 
life—relatives, friends, and neighbors (Boss  2006 ; Landau  2007 ; Robins  2010 ; Saul  2013 ). 
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multiple meanings—the only way one can make sense of the incongruence of 
absence and presence. Decades after her boy was kidnapped, a mother says, “He’s 
probably dead… but maybe not.” A year after 9/11, the father of a missing electri-
cian told me, “My son has been missing so long now. He’s probably dead. But I feel 
he’s here with me and always will be.” Such ability to hold confl icting ideas pro-
vides the resilience to ease suffering even while ambiguity persists (Boss  2006 : 91). 
Given the absurdity of ambiguous loss, the meaning that promotes emotional growth 
and well-being comes from holding a complexity of possibilities, not one absolute 
truth.   

10.5.2     Six Guidelines for Living with Ambiguous Loss 

 The following guidelines are useful both in family meetings and psychotherapy set-
tings. The guidelines are not linear; they can be used in any order. Space allows only 
a brief description here, but each of the six guidelines is described in depth in Boss 
( 2006 ). 

10.5.2.1    Finding Meaning 

 When facts are unavailable, perceptions are the only window for change and easing 
the stress of ambiguity (Boss  1992 ,  1999 ,  2006 ). Families of the missing desper-
ately want an explanation (Robins  2010 ). Was he killed? Did she suffer? Where is 
his body? Is she still alive in prison somewhere? Most often, answers are elusive, so 
meaning has to be socially constructed. 

 The fi rst step is to name the problem. Keep it simple: “What you are experienc-
ing is an ambiguous loss. It’s one of the most stressful kinds of loss because there is 
no possibility of closure. This is not your fault. The problem is the ambiguity, not 
you.” This is called  externalizing the blame  (White and Epston  1990 ). 

 Providing people a name for their pain provides some understanding that it is not 
their fault and thus allows for movement. As Viktor Frankl said, “Suffering ceases 
to be suffering as soon as we form a clear and precise picture of it” ( 1963 : 117; in 
Boss  2006 : 90). The picture for these families may not be that clear, but once named, 
the agonizing doubt can be acknowledged by the larger community. Survivors feel 
less alone. This is the power of family- and community-based interventions—they 
provide human connections that, unlike psychotherapy, can continue back in the 
neighborhood and validate, day-to-day, that one’s loss is real. 

 The beliefs and values of the people we work with usually differ from our own, 
so always ask: “What does this situation mean to you?” Some believe it is a punish-
ment from God; some believe it is a challenge that they can meet; others believe in 
fatalism (what will be, will be), destiny, karma, or a spiritual acceptance by trusting 
and having faith in God or Allah. Still others believe in the harmony of nature and 
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are more sanguine with what they cannot see or prove. Robins ( 2010 ) found that for 
some families in East Timor who believed in a spirit world, the dreams of the healer 
or a family member erased all doubts about the fate of a missing person: “Many 
interpreted repeated dreams of the disappeared as evidence that the missing person 
was still alive and that his spirit was communicating” (Robins  2010 : 262). 

 While such thinking may ease the suffering in the short term, it is likely not use-
ful long term. When religious beliefs are insistent about absolute truth (e.g., alive or 
dead), the family is more brittle. Missing family members are “closed out” and 
considered dead and in a “better place” now. Such closure is concocted, however, 
and can cause even more pain, because secrets and silence are needed to keep the 
door closed. Sooner or later, a younger family member discovers the story of the 
family’s missing person and feels betrayed for not having been told.  

10.5.2.2    Adjusting Mastery 

 People accustomed to being in charge of their own destinies understandably try to 
stop pain by seeking closure. They want to stay in charge. They use the best technol-
ogy, but in the end, their lost person may remain lost. To balance living with the 
unmanageability of ambiguous loss, we encourage the suffering to fi nd something 
in their lives that they can control. For empowerment and agency, we must allow 
people with missing family members “to choose their own forms of both expression 
and action” (Robins  2013 : 172). For example, Robins found that some women from 
poor and marginalized communities “made the decision to believe that their disap-
peared husbands were dead and move on with their lives in what appears to be a 
conscious mastery of ambiguity” ( 2010 : 263). This, too, is a way to empower one-
self in the absence of truth.  

10.5.2.3    Reconstructing Identity 

 Ambiguous loss is confusing, and family members no longer know who they are 
supposed to be. When someone goes missing, they wonder about their roles and 
status within the family and community. They ask, “Am I still a wife if my husband 
is missing? Am I still married?” Later on, we ask, “Who are you now? What roles 
do you play now? What could help you in doing this? Is there any gender, age, or 
generational discrimination or bias that makes reconstructing your identity more 
diffi cult?” 

 Telling and listening to stories and questions in interaction with others who suf-
fer the same loss sets the stage for one’s identity to be relationally changed. Who 
one “is” becomes gradually reconstructed through the symbolic interaction of lan-
guage and rituals. Peers serve as “the looking glass” to discover who one is now, 
understanding that the missing person, in all probability, is not coming back (Boss 
 2006 : 129).  
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10.5.2.4    Normalizing Ambivalence 

 Ambivalence, a term originated in  1911  by psychiatrist Eugen Bleuler, refers to 
confl icted feelings and emotions (Boss  2006 : 144). But unlike psychiatric ambiva-
lence, the ambivalence from ambiguous loss is sociological (Merton and Barber 
 1963 ). It ruptures relationships and confuses people. As a result, the ambiguity 
feeds the ambivalence about which action to follow, which decisions to make, what 
roles to play, and how to feel about the missing person. If feelings are too horrifi c—
such as  wishing  the missing person dead, if only for closure—family members may 
suffer traumatizing stress. 

 Ambivalence is an expected outcome of ambiguous loss. In the social sense, this 
means recognizing that others feel the same way. Predictably, there is a fl ood of 
confl icted emotions such as love for the missing person and also hate toward them, 
since their absence is causing so much suffering.  

10.5.2.5    Revising Attachment 

 When someone vanishes without a trace, others feel abandoned. Their attachment is 
severed and now, painfully insecure. Re-connection is not possible, nor is grieving 
and closure. The family is in a double bind. Anxiety heightens. Revising attachment 
means using “both-and” thinking to break the immobilization. As we emphasize 
that closure is not expected, people are relieved to know that they can hang on while 
also moving forward. We repeat over and over again: There is no  need  for closure. 
It is, after all, not the attachment that ends, just the relationship as it once was.  

10.5.2.6    Finding New Hope 

 Paradoxically, telling family members that closure is not necessary helps them 
focus on fi nding meaning and new hope. This takes time and is best done in the 
company of others who are experiencing a similar loss. By asking questions and 
sharing stories, people become more open to new interpretations of their struggle. 

 People with missing loved ones often fi nd hope in helping others to prevent such 
suffering. They discover a greater good and see their plight in a larger frame that can 
help others, even though they cannot help themselves. The mother of a kidnapped 
boy begins a national website that revolutionizes the speed at which information 
about missing children is posted worldwide; the nephew of an MIA WWII soldier 
renews the search to bring his uncle home, bringing attention to MIA soldiers in 
today’s wars. Finding a greater good in one’s life balances the nonsensical with a 
way to honor the missing person and help others to avoid such pain. The suffering 
then is not entirely in vain. There is new hope in it.    
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10.6     Summary 

 My goal within this chapter is to increase awareness of a unique kind of suffering—
ambiguous loss—so that social science researchers and practitioners are more able 
to recognize this all too common phenomenon, name it, and ease human suffering. 

 What I see clinically and in the fi eld is that the suffering of ambiguous loss can 
deepen people’s humanity and, thus, their ability to have a good life. They live with 
the opposing ideas of pain for what they lost and joy for what they still have. While 
ambiguous loss is cruel, uncanny, irrational, confusing, and unrelenting, we can live 
well despite unanswered questions. Painful as that may be, especially for those of us 
accustomed to mastery, this newfound negative capability, as the poet John Keats 
put it, makes possible the coexistence of human suffering and well-being.     
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    Chapter 11   
 Social Suffering and an Approach 
to Professionals’ Burnout 

             Graciela     Tonon     ,     Lia     Rodriguez-de-la-Vega     , and     Inés     Aristegui   

11.1             Helping Professions 

 In their earliest iterations, professions and occupations of “helping” were associated 
with religion. Physicians, priests, and lawyers were dedicated to service and believed 
they had been “chosen.” As their practices involved moral rules and values, these 
professionals often took oaths, such as the Hippocratic Oath, which exhorts physi-
cians to “do no harm.” Only in modernity have such professions been emancipated 
from the religious sphere and become more fi rmly grounded in autonomous ethics. 

 There are several characteristics that legitimize a profession: the ability of to 
provide services—exclusive or not—to certain social demands; the existence of 
institutions with the capacity to recruit these professionals (Montaño  2000 ); and 
additionally, professionals maintain standards of good practice and ethical 
behavior. 

 Every profession has a subjective dimension related to the “pride of producer” 
and includes both rights and duties and the social recognition of those functions 
(Offe  1982 ). Of course, money and lifestyle factor into our estimation of profes-
sions, as well. Regarding the orientations professionals develop around their work-
ing spheres and economic activity, Offe ( 1982 ) identifi es two mechanisms that 
regulate the role work plays in personal organization: a pivot of a “proper” life 
(what should be done) or a necessary condition of survival. 

 The known “helping professions” differ from other work based on the social, 
material, and temporal uncertainty of the cases they handle, as well as their 
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 heterogeneity. Additionally, this work responds to a wholly different set of metrics 
than most professions. Its utility is not based on technical function or criteria for 
needs that must be met, largely because the outcomes of such work are often subjec-
tive and based on the self-evaluation of quality of life—if a patient or client feels 
satisfi ed with the work, the professional “helper” has done their job. Indeed, success 
in a helping profession may change the client’s goals, creating a new marker of suc-
cess; an improvement in quality of life may allow for new avenues of exploration 
and growth and change the care relationship. 

 Another distinguishing feature of the helping professions is that professionals in 
these areas work with people experiencing personal and social suffering. In this 
way, care professionals unavoidably experience some level of social suffering, too.  

11.2     Method 

 During the months of July and August of 2013 we conducted an informal, anony-
mous and voluntary consultation of professionals serving people in situations of 
suffering. A message was sent by email to 30 medical professionals—psycholo-
gists, physicians and social workers- who work at institutions such as hospitals, 
municipalities, universities and organizations devoted to health care. 

 The instructions sent to the respondents requested information regarding gender, 
profession, types of suffering situations addressed and the type of institution where 
they work. Next, participants were invited to write text answers such questions as 
these:

•    How would you defi ne the concept of suffering considering the personal and 
social spheres?  

•   How does the suffering of people you work with affect their quality of life?  
•   How does the suffering of people you work with affect your quality of life?    

 After receiving the texts, we analyzed the answers and selected some for in- 
depth analysis and reporting here to illustrate our fi ndings.  

11.3     Defi ning Suffering 

 Cassell ( 1999 ) states that suffering involves some symptom or process that threatens 
fear, whether regarding the meaning of the symptom or concerns about the future. 
Among patients seeking therapy or medical care, suffering can start with anguish 
over the possibility that if the symptom continues, the person will lose control, and 
that fear of the future contributes to suffering (Cassell  1999 : 531). He further defi nes 
suffering as a specifi c state of distress that occurs when the integrity of the person is 
threatened or disrupted (Cassell  1999 : 531). Though suffering is related to the 
severity of the affl iction, it is measured subjectively, in individuals’ own terms. In 
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this sense, suffering is an affl iction of the  person , not the body (Cassell  1999 : 532). 
His implication is that healing professionals must understand the characteristics of 
the individual to understand their suffering. 

 While Cassell is the leading voice in defi ning suffering from the point of view of 
healing professionals, in the past three decades much research has been done on 
what has is now called social suffering. Social suffering has come to refer to suffer-
ing that is produced primarily by social conditions that damage a collectivity’s sense 
of self-worth, dignity and functioning because they are stigmatized by race, disabil-
ity, poverty, low social status or other characteristics that should not be relevant 
(Kleinman et al.  1997 ). Social institutions typically maintain the status quo that 
perpetuates the stigma and the socially shared suffering (Bourdieu et al.  2000 ). 
Social pain, on the other hand, differs from social suffering in that it is based upon 
distress infl icted by a primary group, family, friends, or people with whom you 
might have regular contact. Social pain results from isolation or withdrawal of 
affection or interaction privileges by others that one cares about (Anderson  2014 ).  

11.4     Helping Professionals Views of Suffering 

 When we asked professionals about suffering, they said that personal and social 
suffering are caused by the frustration of losing functions and social positions due 
to a particular disease and they are surprised how different and subjective this topic 
is for different people. They frequently observe how suffering is associated with 
certain individuals’ pattern of response, rather than related to a particular disease. 
Social suffering can be analyzed by personal and social dimensions, some associ-
ated with injustice, loneliness, social stigma, vulnerability, or unhappiness. 

 One professional who assists people who suffer defi ned suffering “As a situation 
where the feeling of well-being disappears, giving rise to fears fueled by insecuri-
ties and uncertainties; an unpleasant type of sensation related to grief and/or physi-
cal or psychological pain.” Another said that the causes or levels of intensity are 
totally subjective, facing the same situation; peoples’ responses might be different. 
It can be assumed that people have a certain threshold and suffering appears beyond 
that, as they also have levels of tolerance to it. A female psychologist said, “It is like 
if a bomb had exploded destroying everything that was around and familiar to the 
person, and used to provide security and containment.” 

 In describing her view of what it is like to suffer, a female physician said in the 
social sphere, she believes that suffering is what is seen as a common factor by a 
certain group of people who may be going through the same situation. It can be 
either the absence of health or the lack of work, as both situations are accompanied 
by pain, which is refl ected in peoples’ faces, their listlessness, and lack of interest in 
what happens around them, which leads some to a total state of lethargy. 

 A female social worker described suffering as “Appearing when people face cer-
tain situations or confl icts but do not have the tools to deal with it or resolve it. 
Social relationships bring support. Institutions also provide sustenance. In the 
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 current crisis situation, with poverty, violence and abandonees people all are vulner-
able. Given this situation, those discourses that hold social bond and the symbolic 
structure that organizes ideals and beliefs are weakening. Thus, there is an impover-
ishment of the meanings that provide the necessary protection against the incompre-
hensible and suffering emerges.” Another female physician defi ned suffering as a 
very subjective state of mind and each individual experiencing it differently, accord-
ing to his/her personal history, experiences and personality characteristics. Further 
she wrote,

  Regarding the personal sphere, suffering is experienced in loneliness and sometimes there 
is no one to accompany that person to cope with it. There are many patients who do not 
count with someone to share their suffering, especially their emotions, anxiety and fears. 
Their internal and external stigma, do not allow them to share with their signifi cant others 
what they are going through, in order to avoid being rejected by them or causing more suf-
fering. In this sense, the professional is the person absorbs patients’ anxiety as they do not 
trust in other people to share what they are experience. This type of patient also requires 
psychological support in order to better cope with suffering, even to solve it, if that were 
possible. 

 Social suffering is more general and broader; one can suffer for the injustice observed 
every day. Patients tell about how they are treated and discriminated in different fi elds of 
their lives, for the children who suffer, for brutal abuse, but this social suffering impacts 
very differently than personal suffering. Social suffering has such an impact in certain peo-
ple that generate fi ght against others’ suffering. From a social perspective, there is dissatis-
faction or frustration for not being able to relate to others, the loss of opportunities and 
injustice. 

   Finally, another female social worker said, “Suffering is the affl iction, grief or 
pain that a person experiences. It can be physical or psychological and it brings 
unhappiness. Social suffering is mainly related to vulnerable groups in our society 
to whom public policies fail to address. In the case of people who use drugs, have to 
do with the inability to have control over their lives, when the addiction is in the 
foreground, thinking and doing is subordinated to consumption. People stop being 
the protagonists of their lives becoming an unwitting viewer of something that does 
not generate satisfaction anymore, but rather causes fear and loneliness. Suffering is 
a constant feeling in the stories of those who we receive everyday looking for help. 
Substance abuse affects all spheres of patients’ lives, not only individual but also 
interpersonal relationships within the family, social, and working environments are 
modifi ed.” 

 The professionals we interviewed referred not only to suffering, but also the 
places where these stories are told and received. Thus, helping encounters shape not 
only the scope of what is possible in a narrative of suffering, but also what is impos-
sible—the limits of that story. Suffering is communicable in a framework of social 
conditions; its meaning varies according to different times and fi elds; and it involves 
ethical, political, and epistemic issues for all immersed in this relationship, as well 
as their social groups.  
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11.5     Quality of Life and Quality of Working Life 

 Quality of life refers to the perceptions, aspirations, needs, satisfactions, and social 
representations members of social group experience in relation to the social dynam-
ics and environments in which they are immersed, including services that are offered 
and social interventions derived from social policies (Casas  1996 : 100). In this way, 
quality of life considers the citizens’ involvement in assessing their needs, and so it 
gains political signifi cance. Integrating psychological and social measures of sub-
jects’ perceptions and evaluations of quality of life contributes to the study of well- 
being from a physical, psychological, and socio-affective and material needs 
perspective (Casas  1999 ). The study of the quality of life also refers to both the 
physical environment (social welfare) and the psychosocial environment (psycho-
logical well-being). The latter is based on the individual’s experience and evalua-
tion, including positive and negative measures and an overall perception of his/her 
life—what is known as  life satisfaction . It involves both objective and subjective 
aspects, aggregated in the seven domains operationalized in the quality of life scale 
(Cummins  1998 ). 

 Michalos ( 2007 : 4) states that the quality of life of an individual or a community 
can be thought of as a function of the current conditions of that life, and it refers to 
what that subject or community does with those conditions. That function refl ects 
how these conditions are perceived, what the individual or community thinks and 
feels about those conditions, and which consequences might occur. 

 Thus, quality of life can conceptually give rise to a new theoretical point of view 
that involves working from potentialities rather than from defi ciencies and empha-
sizing community by analyzing socio-political context. In this particular perspec-
tive, the individual (traditionally considered an “object”) becomes the “subject and 
protagonist” where quality of life is based on the social and political situation, 
grounded in respect for human rights and prompting integrative work approaches to 
alleviating suffering (Tonon  2003 ). 

 Subjective well-being is based on the conditions in which people’s lives develop 
and refers to an overall balance of life opportunities, social and personal resources, 
and personal outcomes. Thus, life satisfaction can be defi ned as the degree to which 
a person perceives their overall quality of life in a positive way. Quality of  working  
life is, to be sure, related to job satisfaction. Individuals have a general expectation 
of how they think things should be in their jobs and the signifi cant aspects related to 
that work. When people compare these ideals to actuality, a general evaluation 
results: an individual assessment of working life satisfaction (Diener et al.  1998 ). 
This is one of the classic indicators of people’s general attitude toward their careers.

  Besides being a relationship of technical production, is the support to enlist the social struc-
ture, establishing a close relationship among the place one occupies in the social division of 
labor, the social networks and social security systems. (Vélez Restrepo  2004 : 88) 

   Then, if the center of the quality of life is the individual, we can summarize by 
saying that quality of life recognizes people’s perceptions of their living conditions 
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as an entity unto itself, giving it equal or more weight than to the material or 
 objective conditions defi ned by experts.  

11.6     The Social Suffering of Care Professionals 

 In order to describe how the suffering of the people they work with affects profes-
sionals’ quality of life, we consulted those caring for people suffering from either a 
chronic or terminal disease, going through anxious or depressed states, or living in 
conditions of social emergency, poverty, and unemployment. These professionals 
mentioned feelings of helplessness and frustration, especially when they see situa-
tions that could have been avoided by adequate economic or public policy deci-
sions. A female physician pointed out that she “Feels impotence, when facing the 
suffering of others and the impossibility of solving the problem over and over every 
day.” A female social worker comments that “Suffering appears by not being able to 
respond to people’s demands and problems because of their lack of material, fi nan-
cial, and human resources.” 

 Feelings of injustice increase when professionals tend to children and youth. 
Some of them said that they suffer a lot when something happens that could have 
been avoided, and it “tortures” them to face unfair situations when youth and chil-
dren suffer at the unnecessary hands of adult family members. What causes the most 
distress are the situations of injustice and preventable suffering but the helping pro-
fessional cannot change the course of things. One female physician did point out 
that she worked to differentiate between her responsibility for providing care and 
guilt for failing to solve the problem. Others commented on the need for supervi-
sion, support and companionship of a team, especially to sustain daily tasks and 
avoid burnout. 

 Social support is defi ned as a source of basic psychological support, a resource 
for coping, and a stress inhibitor (Maya Jariego  1999 : 65). Gil Monte and Peiró 
( 1997 ) states that social support in work settings increases personal fulfi llment, 
diminishes emotional exhaustion, and decreases negative attitudes and behaviors 
towards others. This support can be provided by team leaders and co-workers, as 
well as by the informal social groups generated in everyday working settings (Tonon 
 2003 : 51). In this regard, a female psychologist commented that her “Quality of life 
is affected by the intensity of the affl iction that patients experience.” Patients’ situ-
ations of extreme suffering led her to a state of dejection and hopelessness that she 
needs to counterbalance by working with other resources that connect her again 
with a healthy state such as literature, art, meditation, relaxation and healthy bonds. 
It helps to accept personal limits and reject a sense of omnipotence related to the 
scope of her interventions. She said, “When working with patients who suffer dis-
eases with high levels of physical and mental pain, we must work on preventing 
burnout.” 

 “Burnout” can be defi ned as a response to chronic stressful working situations, 
particularly among those in the helping professions. While it is not expected that 
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professionals in these areas take  on  the problems of those with whom they work, 
they  are  required to show an interest in such problems. Transference and exhaustion 
seem inevitable. Particularly, in countries like Argentina, these professionals are 
expected to meet the demands of both the individuals they care for and the organiza-
tions they work for. Confl ict arises when time is limited and the problems are com-
plex (Tonon  2003 : 37). 

 From this perspective, burnout is not only a personal problem, but also a social 
and political problem. It concerns people from whom these professionals require 
public-policy decisions that might enable the development of working conditions 
and preserve the quality of working life of these professionals (Tonon  2003 ). 

 The interviewed professionals referred to supervision as necessary; skillful 
supervision helped them handle the feelings and emotions that working with people 
in suffering conditions generates: “It is essentially a personal analysis that depends 
on supervision and networking,” says a female psychologist. In this line, Tonon 
( 2004 ) defi nes supervision as:

  A theoretical and methodological process which aims to acquiring the necessary new 
knowledge and skills to the daily professional practice; as well as to provide a space to think 
about the emotional impact that every situation of care, in which the professional has acted, 
has on the supervised individual. It is based on a holistic understanding of the situation 
where theoretical knowledge and practical experience interact (16). 

   Professionals also expressed the ameliorating effect of focusing on the positive 
feelings evoked from “success stories” with their clients, as well as focusing on 
themselves and others as individuals who are capable of producing changes in their 
lives. They said that is does not always affect them in the same way. Sometimes they 
can better overcome the feeling of frustration that produce not having enough tools 
to help that person to resolve what is causing him suffering. Sometimes, they feel 
distressed when facing suffering and bring those feelings with them to home, in 
detriment of their quality of life and those around them. The successful cases, 
although small and individual, give them a positive feedback that helps to overcome 
failures. They explained that later they try to analyze failures in order to understand 
what had happened and to learn from their mistakes.  

11.7     Yoga to Alleviate Suffering Among Care Workers 

 Ravettino ( 2008 ) has related the practice of some disciplines such as Yoga with a 
“light” lifestyle and highlights how major business organizations are increasingly 
incorporating physical activity into working settings through a wide range of fi tness 
and relaxation sessions. Several Argentinean companies are offering these to 
employees during working hours, with the intention of reducing absenteeism and 
boosting performance. 

 As Halpern ( 2011 ) and others (Kellner et al.  2002 ; Coulter and Willis  2004 ) 
argued, “alternative techniques” for wellness are now common practice in Western 
cultures. Yoga is one of the most well-known and frequently practiced techniques 
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for alleviating stress and promoting resilience. It includes physical practices (pos-
tures or  asanas , breathing exercises, relaxation, and meditation) as well as philo-
sophical formulations regarding reality and consistent lifestyles. 

 The word “yoga” comes from the root  yuj  (to join or to yoke) and is used to refer 
to “any technique for asceticism and any method of meditation” (Eliade  1988 : 18). 
However, there is a classic Yoga, a system of philosophy ( darshana ) expressed by 
Patanjali in his  Yoga-Sutra  (the best known formulation in the West), as well as 
countless other popular forms. 

 Besides its practical, physical benefi ts as a movement or exercise regimen, a use-
ful feature of Yoga is its initiation structure. The practice is learned under the guid-
ance of a teacher (or guru), akin to other Indian philosophical systems. Thus, Yoga 
has an initiatory and oral. As yogis begin to the profane world (family, society) and 
become dedicated to exceeding the behaviors and values of mundane human behav-
ior as guided by a teacher, it is said that this practice involves both death (of an “old” 
way of being) and rebirth (or release) (Eliade  1988 ). Of course, much of the rejec-
tion aspects of a yogic approach must been seen as symbolic; a person who prac-
tices Yoga need not reject family or society, but may learn to adapt their interactions 
with family and society in a new, more open and peaceful way. They may learn to 
release stress and unnecessary attachment, each of which produces suffering. 

 As it is expressed in the  Yoga Sutra , mere existence is associated with suffering: 
“everything is sorrow for the wise” ( Yoga-Sutra  ll: 15). However, this universal suf-
fering (of all living beings) has a positive, intrinsic value: it can spur practitioners 
toward liberation. 

 In the  Yoga Sutra , the author enumerates the eightfold path of yoga (or  Ashtanga 
Yoga  in Sanskrit):

    1.     Yama  (control of the body and mind)   
   2.     Niyama  (ethical principles to promote well-being through self-discipline)   
   3.     Asana  (control of body postures and functions)   
   4.     Pranayama  (the regulation of breathing, energy, and mental processes)   
   5.     Pratyahara  (withdrawal of the senses)   
   6.     Dharana  (concentration)   
   7.     Dhyana  (meditation and contemplation)   
   8.     Samadhi  (total merging with the object of meditation) 
 (Iyengar  2002 ; Lorenzen and Preciado Solis  2003 )    

  There are many approaches with regard to yogic practices, although they differ 
in their quality, populations, and methods. While some of these approaches consider 
effects on the overall quality of life, others address the effects on the quality of the 
 working  life from different perspectives, particularly the therapeutic one (Asuero 
et al.  2013 ; Araiza Díaz  2009 ; Duro Martín  2002 ; Fajardo Pulido  2009 ; Janakiramaiah 
et al.  2000 ; Raub  2002 ; Shannahoff-Khalsa  2006 ; Taylor Gura  2002 ). 

 Valente and Marotta ( 2005 ) have explored the impact of regular Yoga practice on 
the personal and professional life of psychotherapists, categorizing their percep-
tions into four areas of therapists’ professional growth and self-care behavior: self- 
awareness, balance, self-acceptance and acceptance of others, and yoga as a way of 
life. 
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 Consistently, Hartfi eld et al. ( 2011 ) shows the effectiveness of yogic practice in 
improving resilience and well-being in the workplace. Their sample of university 
employees who practiced 6 weeks of yoga reported feeling more confi dence in 
stressful situations, higher levels of energy, and an increase in their life satisfaction 
and sense of purpose. These fi ndings have been replicated in several studies con-
ducted with different populations (Granath et al.  2006 ; McDonald et al.  2006 ). 

 Furthermore, Nikolic-Ristanovic ( 2011 ) considers the application of Yoga prac-
tice to work with crime victims, including victims of war. Here, yoga is used not 
only to provide support to the victims, but also to prevent the burnout of the profes-
sionals who work with them. From her personal experience, the author highlights 
the following positive effects: increased capacity to cope with the experiences of 
victims; greater ability to facilitate the perception of a traumatic experience within 
a broader life experience and better aptitude in separating from victims’ experi-
ences. Nikolic-Ristanovic also argues that these professionals become better at 
establishing good communication and empathic expression among themselves, 
making them better able to recognize the signs of burnout ( 2011 ). Although Nikolic- 
Ristanovic ( 2011 ) posits the need for more detailed studies on the topic, she believes 
yogic practice holds value for care workers: “Yoga, then, apparently, has a positive 
effect on the quality of the overall relationship with the victim and the provided sup-
port, while simultaneously reducing the negative effects on researchers, and provid-
ers of assistance” (159).  

11.8     Conclusions 

 Quality of working life is related to job satisfaction, and individuals have a general 
expectation of how things should be in their jobs, as well as signifi cant aspects of 
their work. Those in the helping professions work with people experiencing per-
sonal and social suffering, and their own discourses reveal personal and social suf-
fering, too. They suffer alongside those they help, dealing with senses of injustice, 
loneliness, social stigma, vulnerability, and unhappiness. Care workers speak of 
helplessness and frustration, especially in those suffering situations that might have 
been avoided by suitable economic or public policy decisions. To continue working 
with people in suffering conditions, professionals report the need for professional 
support and companionship in a team. These supports help workers in their daily 
tasks and to avoid burnout. 

 In this regard, the practice of Yoga appears as an opportunity and alternative to 
improve quality of life and general resilient capabilities. In research in working set-
tings, in particular, Yoga serves to decrease stressful situations, strengthen personal 
abilities, and the opportunities for a joint construction. Further, similar, alternative 
practices among workers not only hold promise for those qualities that make for a 
“better” worker: yoga and other contemplative physical and emotional practices 
also provide moments for the deep consideration of ethical, political, and epistemic 
issues that relate to the construction of social relationships and social suffering.     
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    Chapter 12   
 The Invisible Suffering of HIV and AIDS 
Caregivers in Botswana 

             Gloria     Jacques    

12.1             Introduction 

 Barnett and Whiteside ( 2002 : 14–15) claim that the worst impact of HIV and AIDS 
is felt in households where “social reproduction occurs at its deepest level.” They 
also note that “government(s) and (the) international community have most diffi -
culty responding” to the home care dimensions of the pandemic. 

 HIV and AIDS have decimated many societies (especially in southern Africa) 
since the early 1980s. With the pandemic has come isolation, discrimination, and a 
severe threat to the quality of life of individuals and families largely due to the 
sexual and intimacy-related implications of the disease and the rapidity of its spread. 
Family care and responsibility, cornerstones of African culture, seemed a logical 
resource in addressing the demands of the situation. However, a signifi cant ingredi-
ent of a holistic approach to the issue has to be an understanding that care for HIV 
and AIDS patients should also include care and support for their families, especially 
the caregivers, throughout the process, including – signifi cantly – the bereavement 
stage (Stegling  2000 ). This ideal practice should encapsulate: counseling of patients 
and family members in the home environment; material support; home visits by 
health workers; and co-ordination of the work of hospitals, clinics, social welfare 
organizations, community groups, and families. Furthermore, it is essential that 
caregivers be specifi cally trained in the intricacies of HIV and AIDS support in 
order that the patient receives quality care and caregivers know how to protect them-
selves (Botswana Ministry of Health  2005 ). This, in Africa, has not always been the 
case. This chapter considers the case of the southern African nation of Botswana as 
representative of the tragic HIV and AIDS pandemic in southern Africa. To some 
extent, it applies globally as well.  
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12.2     Research on HIV and AIDS and Home Care 
in Southern Africa 

 In African communities, home-based care has been acclaimed as advantageous in 
dealing with the HIV and AIDS crisis through its apparent enhancement of the pro-
cess of dying and death for both patients and family caregivers. Uys ( 2003 ), in a 
study of seven South African communities, found that many affected families pre-
ferred that their relatives die with dignity at home rather than in hospitals, despite 
the burden that HIV and AIDS impose on households (Barnett and Whiteside  2002 ). 

 Family caregiving is especially important in poor rural settings where health care 
services are virtually nonexistent (Kipp et al.  2006 ). However, with few other sup-
port systems in place, this can be stressful for the caregivers. Brouwer et al. ( 2000 ) 
stressed the problems for Buganda women in Uganda associated with caring for 
their HIV positive relatives, especially children. They also identifi ed lack of training 
for family caregivers in Kenya. Research in the Democratic Republic of Congo by 
Kipp et al. ( 2006 ) found that caregiving responsibilities included feeding, bathing, 
and medicating patients while only 25 % of caregivers interviewed reported receiv-
ing support from signifi cant others, linking this directly to the issue of stigma. 
Ostracism and reduction in social contact exacerbated the situation culminating in a 
pervasive feeling of unhappiness and little interest in life. As dire as these fi ndings 
appear, the caregivers (mostly women) were, in fact, being given some support 
through community home-based care programs. Many more in Africa do not receive 
any assistance; thus caregiver support needs to be a funded component of all HIV 
and AIDS programming. 

 HIV-related caregiving very often has a deleterious effect on the physical and 
mental health of caregivers. A study in Tanzania by Nnuko et al. ( 2000 ) indicated 
that family caregivers spent 3–7 h a day in care-related activities and that this con-
stituted a considerable socio-economic burden for them. In a cultural context, 
women are disproportionately affected through societal expectations of having to 
fulfi ll caring roles especially in HIV- and AIDS-affected households (Steinberg 
et al.  2002 ; Lindsay et al.  2003 ). The research by Nnuko et al. ( 2000 ) established 
that most men were unwilling to care for the sick. Gender approaches relate to soci-
ety’s expectations, social roles, behaviors, and attitudes of men and women. These 
are defi ned by cultural norms and social mores intersected with variables such as 
economic status, religion, race, ethnicity, and age, culminating in a tsunami of atti-
tudes and opinion. In the care economy women predominate, and this cross cuts 
generations (Elson  2002 ) with particular reference to HIV- and AIDS-affected 
households (Budlender  2004 ). 

 Home care in an African context involves the transfer of medical supervision 
from a formal institution to the patient’s family in a community setting. Ideally this 
includes other professional and non-professional actors (Jacques and Stegling  2004 ; 
Ngwenya and Butale  2005 ). In theory the envisaged goals of community home- 
based care programs are to provide appropriate care to patients and their families in 
a home setting and to help families to maintain their independence and achieve the 
best possible quality of life (WHO  2002 ). Social support networks are, therefore, 
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crucial for emotional and spiritual wellbeing of caregivers and their patients for, 
without this essential element, the effect is one of social isolation (at best) and (at 
worst) ostracism. 

 In a South African study on gendered home-based care (Akintola  2006 ) the bur-
dens of care expected of women included the physical (disability and illness); the 
cultural (declining the use of protective clothing such as gloves, seen as a barrier to 
love); the emotional (feelings of guilt, distress, and fear of death); and socio- 
economic hardships. Highly emotional experiences included watching their loved 
ones die (usually without the support of signifi cant male others), particularly during 
the grieving process both before and after death. Furthermore, the risk of contract-
ing HIV is heightened among primary caregivers who have had little or no training 
in providing hands-on care (   Ndaba-Mbata and Seloilwe  2000 ; Akintola  2006 ). 

 A study of the psychosocial impact on caregivers of people living with HIV and 
AIDS in South Africa (Orner  2006 ) found that poverty, prejudice, and gender bias 
constituted extreme challenges. These considerations should, it was recommended, 
inform home-based care policies, programs, and interventions. Furthermore, care-
givers did not always have money for transport and thus had to walk long distances 
to collect medication from clinics leading to high levels of emotional distress. Many 
suffered disruption of work and social patterns culminating in loneliness, despair, 
and diminished quality of life. Orner ( 2006 ) recommended care training to enable 
optimal contribution to the needs of the patient, as well as positive support for the 
caregiver. 

 African countries supporting home-based care have incorporated variations of 
the methodology depending upon perceived need and interpretation of its underly-
ing philosophy. In Rwanda, services are provided through volunteer networks in the 
community with assistance from nongovernmental organizations’ staff. Both 
patients  and  caregivers benefi t from psychosocial support, stigma reduction, 
income-generating activities, and assistance with school fees for the children of 
those living with HIV and AIDS (Chandler et al.  2004 ). In Uganda caregivers derive 
signifi cant benefi t from monthly support group meetings organized by program 
counselors and social workers where issues relating to health education, HIV pre-
vention, and nutrition are discussed (Mmopelwa et al.  2013 ). 

 In Malawi, a study by Pindani et al. ( 2013 ) found that the program was perceived 
to be benefi cial by people living with HIV and AIDS although affected by chal-
lenges such as lack of transport to health facilities and limited resources and knowl-
edge on the part of caregivers. They found that, despite its benefi ts, the “noble task” 
of caring for people living with HIV and AIDS had been left to family members 
who were frequently overburdened with, and overwhelmed by, the responsibility. 
Another issue of concern was that caregiver support structures, such as group work 
for education and sharing of concerns related to caring, were located principally in 
urban centers denying access to those in more remote areas. Furthermore, in Malawi, 
young girls missed school to assist in the caregiving process producing a vicious 
cycle of poverty and poor physical and mental health, which increased the risk of 
HIV infection of caregivers themselves and negatively affected their quality of life 
(Chikalipo  2007 ).  
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12.3     Botswana and Its HIV and AIDS Epidemic 

 As stated in the previous section, the practice of home based care for people living 
with HIV and AIDS is commonly accepted in the countries of sub-Saharan Africa 
where the pandemic has reached crisis stages. Botswana is one of those countries 
and, with a prevalence rate for 15- through 49-year-olds of 24.8 %, is second only 
to Swaziland. Botswana is an upper middle income country (nominal GDP per cap-
ita $7,096 in 2009) with a stable government, which has implemented effective 
development policies since independence in 1966 (CIA World Factbook  2013 ; 
NACA and US Government  2010 –2014). Prior to independence the country was a 
British Protectorate. As a result of wealth, largely related to diamonds, combined 
with the government’s commitment to democracy and the rule of law, there has been 
signifi cant growth and major reduction in poverty levels over the past 40 years. Key 
areas of health progress include: 97 % antenatal care coverage; 94 % deliveries 
attended by a skilled health worker; 97 % of 1-year-old children fully immunized 
for DPT3; and 100 % facilities providing antenatal care also provide HIV testing 
and counseling (NACA and US Government  2010 –2014). 

 Notwithstanding these statistics, HIV and AIDS threatens the future of the coun-
try. Furthermore, despite the foundation of a relatively strong health system, human 
resources and infrastructure are severely stressed necessitating focus on cost- 
effectiveness of service delivery, human resources, and fi nancial management of the 
epidemic. 

 The Botswana government confronted the issue by developing a National 
Strategic Framework and introducing, in 2001, the Masa (New Dawn) program pro-
viding free reliable antiretroviral drugs and counseling to citizens. Similarly the 
Prevention of Mother-to-Child Transmission initiative has reduced the rate of trans-
mission of the virus to less than 3 % of those enrolled in the program. 
Nongovernmental, community based, and civil society organizations are active 
partners in the fi ght against HIV and AIDS related suffering at national and local 
levels (Jacques and Mmatli  2013 ). 

 As early as 1992 the National AIDS Control Program (NACP) developed opera-
tional guidelines on community home-based care for people with AIDS in Botswana; 
these were revised in 1996 by the Ministry of Health’s AIDS/STD Unit (NACP 30) 
and form the basis for the ongoing program of home-based care in the country. The 
rationale for the program was that the extended family is traditionally considered to 
be the greatest resource for people in need of care and support due to long term ill-
ness. Members are capable of sharing responsibility for care with social welfare 
workers and health personnel but the main responsibility lies with the family (NACP 
30,  1996 , 2001, 2005). 

 The overall goal of the Community Home Based Care (CHBC) Program is to 
prevent HIV transmission in society and reduce the impact of HIV and AIDS on 
those infected and affected. Specifi c objectives include: ensuring an optimum level 
of care; offering nursing care in a homely and familiar setting; extending ongoing 
counseling services to patients and their families; and establishing functional refer-
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ral systems between hospitals, district health teams, and clinics, (NACP 30,  2005 ). 
Specifi c and comprehensive CHBC activities include: health related needs assess-
ments of patients and their families; the development of a plan of action for identi-
fi ed needs; provision of continuing support and care to patients and their families; 
identifi cation of community support groups; education and training of social wel-
fare offi cers, patients, and community caregivers on home care management; and 
establishment of a comprehensive referral system to ensure continuity of care (ibid). 

 Notwithstanding the country’s commitment to controlling the epidemic and 
reporting no new cases by 2016, the 2008 Botswana AIDS Impact Survey (BAIS 
III) found that the national HIV and AIDS prevalence rate was 17.6 % (20.4 % for 
females and 14.2 % for males) (Botswana Ministry of Health  2009 ). The Survey 
further established that only 23 % of men and 10.4 % of women reported having 
multiple sexual partners. Furthermore, only 45.8 % of men and 34.6 % of women 
used condoms in nonregular relationships. In 2010 studies by CoBaSyS & UB 
TARSC ( 2011 ) found that the percentage of people voluntarily testing in public 
facilities had decreased. A consequential study in Old Naledi (a high-density, low- 
income suburb of the capital city, Gaborone) established that community response 
in HIV and AIDS treatment, care, and support was compromised in many ways. The 
research found that health services required improved resource allocation including 
vehicles for ambulatory services. One astounding observation was that, at times, 
caregivers had to transport patients to health centers in wheelbarrows, which is 
painful and demeaning for both. Mobile clinics for dispensing antiretroviral drugs 
were also needed. Furthermore, the community felt that health workers required 
more relevant and in-depth training to enhance the quality of life of people living 
with HIV and AIDS and their caregivers.  

12.4     Home Care in Botswana 

 The HBC program encompasses, ideally, the provision of health care to ailing per-
sons in their homes by family or non-family members supported by skilled non- 
medical professionals such as social welfare offi cers and community volunteers 
(Mmopelwa et al.  2013 ). In the context of Botswana, a home-based care “patient” is 
a person who has been medically diagnosed as terminally or chronically ill (includ-
ing HIV- and AIDS-related illnesses) and who, after evaluation of their socio- 
economic status, is found to be in need of material assistance on medical grounds 
(Botswana Ministry of Health  2005 ). 

 In resource-rich environments where antiretroviral drugs (ARVs) are available, 
HIV and AIDS are conceptualized as a chronic condition. In sub-Saharan Africa, 
where most are poor, it is a terminal condition. However, Botswana has been a pio-
neer in the provision of medication free of charge to the population. Furthermore, 
the adoption of the philosophy of routine testing as part of general medical care has 
served to demystify the disease to some extent (Jacques  2004 ). 
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 The concept of life expectancy at birth is a measure of overall quality of life in a 
country and may be conceptualized as indicating the potential return on a state’s 
investment in human capital (Browning  2008 ). Life expectancy in Botswana has, as 
a result of HIV and AIDS, fallen from 65 in 1995 to 40 in 2005 but rose to 55 in 
2013 (CIA World Factbook  2013 ). 

 Caregivers require personal support in this physically and emotionally challeng-
ing situation. When a holistic approach is adopted, including (essentially) care for 
the caregiver, the program can yield signifi cant health and social benefi ts (Jacques 
and Stegling  2004 ). This was reinforced by a 2004 study by Akintola of home care 
for people living with HIV and AIDS in South Africa that found female caregivers 
tended to suffer from exhaustion, malnourishment, and psychological distress. 
Jacques and Stegling ( 2004 : 191) conclude that: “Home-based care, while politi-
cally correct, expedient, and culturally relevant, embodies the germ of exacerbated 
human suffering for patients and caregivers alike, unless vigorously controlled and 
supported through appropriate allocation of material and psychosocial resources.” 

 This form of care in Botswana is conceptualized and implemented in a variety of 
ways throughout the country as programs and communities have access to different 
resources. Although the range of services differs, it generally includes (ideally) 
counseling and psychosocial support; social services (fi nancial, legal, and material); 
and medical/nursing care (Ogden et al.  2004 ). However, in a country sampling of 
urban and rural CHBC programs, Browning ( 2008 ) identifi ed poverty and fi nancial 
restraints, stigma and discrimination (linked to sexually transmitted diseases and 
same sex practices), overburdening of family members, and inadequate support 
structures for caregivers to be threatening the effi cacy of the initiative. Many house-
holds lacked basic facilities such as toilets and regular collection of solid waste. 
This led to improper handling of soiled laundry and inadequate ventilation, increas-
ing caregivers’ risk of infection. Botswana’s fragile, drought-affected environment 
also challenges regular bathing of patients, threatening the health status of both 
patients and caregivers (Ngwenya and Kgathi  2006 ). 

 Protective clothing is not always included in care packages for informal caregiv-
ers and arrangements for disposal of clinical waste are, at times, erratic. Furthermore, 
exposure to infection carries no compensation for family caregivers as it does for 
professionals such as nurses, for example (Kang’ethe  2010 ). Community volun-
teers, when present, spend less time with patients and more on attempting to earn a 
living as the government stipend is insuffi cient for their needs. This further threat-
ens the wellbeing and quality of life of family caregivers (Browning  2008 ).  

12.5     Gender and Care in Botswana 

 There is a robust association between gender equality and development as measured 
by the UNDP’s Human Development Index (HDI) (Anderson  2014 ). Unless female 
caregivers are appreciated and supported, the care system is likely to fail. 
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 Kang’ethe ( 2010 ), in one program in Kanye in the South East District of 
Botswana, found that 98 % of the caregivers were women who felt that they were 
community scapegoats. They complained that the process of caregiving subjected 
them to physical and emotional pain with inadequate government or societal recog-
nition, support services, supervision, counseling or care packages. Lack of neces-
sary equipment created stress compromising their psychological and emotional 
health and wellbeing or quality of life. 

 Other studies found female caregivers in Botswana unable to discharge their 
roles due to old age or disability (Jacques and Stegling  2004 ). Specifi c challenges 
for women associated with caring for HIV and AIDS patients include feelings of 
helplessness, insomnia, unresolved grief, despondency, and hopelessness (Uys and 
Cameron  2003 ; Kang’ethe  2010 ). Furthermore, the Kanye study identifi ed that the 
majority were over 50 and crippled by poverty. Seventy-four percent (74 %) had 
never attended school and 88 % had no source of income, largely due to their care-
giving responsibilities. Stipends and other support services are thus urgently needed 
for caregivers (Kang’ethe  2010 ). 

 Anecdotal evidence supports the fact that elderly caregivers may themselves 
become HIV positive through transmission of the virus during the caring process. A 
study in Botswana by Ndaba-Mbata and Seloilwe ( 2000 ) of caregivers’ perceptions 
of their situation pointed to a sense of isolation, feeling drained economically and 
emotionally, dealing with distressing symptoms including pain, and not being aware 
of the nature of the patient’s illness. The latter is related to the controversial issue of 
human rights in the context of health care and the needs of the sick. Competing 
rights and responsibilities are becoming more openly discussed and evaluated, espe-
cially in Botswana, where the 2013 Public Health Act has generated a strong debate 
over issues of confi dentiality and “the need to know.” The Act makes provision for 
health professionals to inform signifi cant others of HIV-positive patients of the 
health status of those for whom they are responsible and through whom they could 
be at risk (Botswana Ministry of Health  2013 ). 

 It is estimated that up to 49 % of all households in the country are likely to have 
at least one member infected with the virus (Botswana Ministry of Health  2009 ). 
Although support mechanisms are in place for family caregivers, they do not ade-
quately ease their burden of care (Mmopelwa et al.  2013 ). A study conducted in the 
North West District of Botswana found that female parents were most commonly 
caregivers to their ailing children of all ages. A majority of these primary caregivers 
was also from households with no cash income. This constituted a heavy burden for 
those caring for critically ill patients, involving (apart from care-related tasks) col-
lecting fi rewood, drawing water, cleaning the physical environment, and washing 
the patients’ children (Ngwenya and Kgathi  2006 ). 

 One of the measurements of cost used in the study by Mmopelwa et al. ( 2013 ) 
was the wellbeing valuation method, which calculates the cost of loss of wellbeing 
(quality of life) of the caregiver (Phaladze et al.  2005 ). This includes the level of 
happiness experienced in the pursuit of caregiving and the balance between cost and 
benefi t. The research found that care was burdensome because it involved terminal 
illness, fulltime care, and, possibly, more than one patient. Hidden costs subsisted 
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in reduced quality of life, and the researchers recommended that this could be 
addressed, in part, through increasing the budget for community “volunteers” and 
organizing regular support group meetings based on a successful Ugandan initiative 
which contributed signifi cantly to allaying suffering and improving quality of life. 

 In Botswana, the understanding is that primary caregivers are family members 
(almost all female) while community caregivers (so-called “volunteers”) assist them 
and move from home to home within a specifi c geographical area (Kang’ethe  2013 ). 
Although modifi cation of cultural beliefs and practices is a lengthy process it is 
essential in the face of life threatening forces. Uys and Cameron ( 2003 ) recommend 
that ongoing training and refresher courses, stress management sessions, and devel-
opment seminars be provided to hone and upgrade family and community caregiv-
ers’ skills and knowledge. Kang’ethe ( 2013 ) also suggests that the government of 
Botswana follow the lead of the state in Mozambique, whose policy is to pay com-
munity caregivers 60 % of the country’s minimum wage rate to encourage greater 
participation in supporting family caregivers. Furthermore, as in many child foster 
care programs in developed societies, a system of respite care by community mem-
bers may provide opportunities for recharging of caregivers’ emotional and physical 
batteries, thereby enhancing the quality of life and of care for both patients and care 
providers. 

 Another signifi cant issue for some female caregivers in Botswana is their paid 
employment outside the home. In a study on the spill-over effects on work and fam-
ily wellbeing for employed HIV caregivers in Botswana, Rajaraman et al. ( 2008 ) 
found that they were more likely than other caregivers to take leave from work, for 
longer periods, and at an unpaid level. This led to job loss in some cases with nega-
tive consequences for household economic security and quality of life for all con-
cerned (Heymann  2006 ). The 2008 study also found that HIV and AIDS caregivers 
who were in employment faced a greater burden of care as a result of needs of the 
sick being exacerbated by the absence of the caregiver. They also had less time to 
spend with their own children leading to the latters’ poorer academic and behavioral 
outcomes. Where the caregivers themselves were HIV positive, the physical, emo-
tional, and fi nancial burdens were immense.  

12.6     HIV and AIDS and Stigma in Botswana 

 The ongoing stigma associated with HIV and AIDS results in caregivers and fami-
lies becoming isolated and alienated from their communities. Browning’s  2008  
study found that they experienced loneliness and isolation as people did not want to 
associate with them. This in turn led to many complaining of exhaustion, depres-
sion, and distress. Young female caregivers reported dropping out of school, partly 
because of prejudicial attitudes of others, and participating in illegal activities such 
as commercial sex work to provide economic support to the family (Lindsey et al. 
 2003 ; Browning  2008 ). Browning’s research established that, in general, caregivers 
expressed feelings of helplessness, guilt, anger, and alienation. Since caregiving is 
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location-oriented social mobility of a caregiver is reliant on external social support 
and palliative care from friends and neighbors (Ngwenya and Kgathi  2006 ). If this 
is not available due to stigma and exclusion, the role of the caregiver is further com-
promised. Research into HIV- and AIDS-related stigma in Africa generally (and 
Botswana in particular), focusing specifi cally on home-based care, recommends the 
development of income-generating projects and food security initiatives to increase 
stability and improve the quality of life for caregivers. Also needed are greater allo-
cations of state funding for support services; educational programming demystify-
ing HIV and AIDS at the community level; closer collaboration between 
professionals and household members; and planned emotional and psychosocial 
support for those involved in caregiving (Lindsey et al.  2003 ; Browning  2008 ). 

 Considering the dynamics of the HIV and AIDS situation in sub-Saharan Africa, 
Campbell ( 2003 ) suggests that the social capital perspective constitutes a relevant 
framework for the construction of a health enabling community context. This per-
spective emphasizes specifi c processes among people and organizations, especially 
collaboration and trust, in pursuing mutually benefi cial goals. These networks have 
to operate effectively within households, communities, and with outside institu-
tions. Thus, quality of life is achieved if both the cared  for  and the care givers  are 
cared  about  by others.  

12.7     Conclusion 

 Some consider quality of life as perceived by the individual and not by what their 
life means to others in the society. Alleyne ( 2001 ) believes that a life of quality 
should also be measured by the extent to which those touched by that life are 
enhanced in some manner. A holistic approach embraces both perspectives as care-
givers are also sufferers and sufferers, caregivers. 

 Adequate support for home caregivers is critical for the survival, as well as the 
quality of life, of southern Africa because it is affl icted by one of the most cata-
strophic health challenges of the modern era. As considerable strides have already 
been made in countries such as Botswana, there is reason to hope that long-term 
progress will be assured. The alternative is unacceptable.     
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    Chapter 13   
 Loneliness as Social Suffering: Social 
Participation, Quality of Life, and Chronic 
Stroke 

             Narelle     Warren      and     Darshini     Ayton    

13.1             Introduction 

 Stroke is a catastrophic health event that, similar to many other long-term conditions, 
blurs the distinction between disability and chronicity (Manderson and Smith- Morris 
 2010 ; Warren and Manderson  2013 ), leading to long-term cognitive, physical, and 
social impairments. This occurs in multiple ways. Stroke is disabling by nature: it 
leads to changes in the physical capacity of the body. This can be seen immediately 
after stroke when the person affected may experience a wide range of mental and 
bodily symptoms including (but not limited to) weakness, balance problems, 
difficulty controlling movement or speech, issues with swallowing, or loss of 
proprioception. At the same time, stroke causes ongoing disability and may lead to 
limitations in mobility (e.g., requiring a wheeled walker or wheelchair), communi-
cation, or functional ability to undertake the activities of daily living, including 
self-care. As with other disabilities, the physical (or biological) and social dimensions 
of stroke, individually and in composite, are central to the production of individuals’ 
suffering (Manderson and Smith-Morris  2010 ). 

 In this chapter, we posit that recovery from stroke is a profoundly social experi-
ence, though it has been largely emphasised as an acute biomedical process. Most 
improvements, centred on ideas of regaining “functioning” and resuming activities 
of daily living, occur in the fi rst 3 months post-stroke (Teasell et al.  2012 ). After this 
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point, fewer functional gains are made, and stroke enters the realm of chronicity. 
Most people are discharged to home or a long-term care facility (such as a nursing 
home). Recovery extends over months and years (Aziz et al.  2008 ; Legg and Penn 
 2013 ; Teasell et al.  2012 ). Psychological, social, and psychosocial recovery is 
primarily achieved during this chronic phase, when the longer-term effects of stroke 
are felt, realized, and lived (Gallagher  2011 ; Wottrich et al.  2012 ). 

 This transition in the site of stroke recovery, from the hospital or clinic to the 
home or care setting, is foregrounded against a series of losses that accompany or 
follow stroke. While biomedical and rehabilitative efforts have concentrated on the 
functional (e.g., in terms of speech or movement) and cognitive (e.g., changes in 
memory, concentration, or affect) capacity changes that occur around the stroke 
event, longer term, more subtle losses in personal identity and social participation 
coexist. These losses contribute essentially to a keen type of social suffering, marked 
by distress and sadness (Rock  2003 ). The various stroke-related losses may be inter-
twined, with one type of loss pre-empting another. For instance, since changes in 
communicative abilities are common after stroke, especially within the context of 
aphasia, there may then be profound challenges for the maintenance of friendships 
(Davidson et al.  2008 ; Hilari et al.  2010 ). Similarly, impaired cognitive functioning 
may act to inhibit social engagement if the stroke sufferer is unable to maintain 
conversation or contribute meaningfully to interactions (Davidson et al.  2008 ); lim-
ited physical mobility may mean that opportunities for social participation are 
reduced (McKevitt et al.  2011 ). Alone or in concert, all these factors may act 
together to produce a profound sense of social isolation and loneliness. 

 In Charmaz’s ( 1983 ) still-relevant report, suffering occurs through changes in 
self-image and the loss of self following the onset of a chronic condition. Here, suf-
fering has its basis in four interconnected sources. First,  living a restricted life  occurs 
when one is housebound due to an illness. Illness becomes the focus of everyday life, 
restricting opportunities to reconstruct the self as an autonomous individual. 
Dependency is a focus of this restriction. Second,  social isolation  occurs as people’s 
opportunities to share social worlds with others wanes. The reciprocity of social rela-
tions (predicated on equal effort expended by all parties in the interaction) is dis-
rupted. This serves to weaken social ties, heightening isolation from former networks. 
Charmaz’s third source,  discrediting defi nitions of the self , relates to the loss of past 
positive self-image. Illness prevents people from fulfi lling obligations or meeting the 
expectations of others; illness-determined limitations are then interpreted by others 
as some sort of personal frailty. Social isolation is, in this condition, “chosen” as a 
strategy to preserve a sense of self. Finally,  becoming a burden  refl ects progressive 
reliance on others through dependence on others, including in terms of mobility. 

 These four dimensions speak to the known parameters of social life following 
stroke. For the most part, stroke renders the affected person necessarily reliant on 
others to move around the home or the community (Mayo et al.  2002 ), increases the 
need for someone to provide care, and reduces the size and range of a person’s 
social networks (Northcott and Hilari  2011 ). Suffering in this context is relational: 
it is derived from, interpreted through, and tested and (sometimes) contested by 
social interactions.  
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13.2     Suffering, Quality of Life, and Capabilities 

 People aspire to live a life they perceive as meaningful and as having “quality” 
(Warren and Manderson  2013 ), even where their bodily or health context does not 
appear to support this. Following stroke, people employ multiple strategies to 
enhance their quality of life. This often involves a reordering or reinterpretation of 
their priorities as well as a greater reliance on their resources, especially their social 
support networks (Clarke and Black  2005 ). Precisely how they make these changes 
extends beyond the individual social and bodily contexts, and is infl uenced by 
sociocultural, economic, political, environmental, and psychological factors. 

 Expanding on this idea, the central question examined in this chapter is: How do 
people reconstruct their lives in the face of such social suffering to attain a sense of 
quality in their lives? To answer this question, we draw on the capabilities approach 
(Nussbaum  2005 ; Sen  1987 ) which conceptualizes quality of life as a person- 
centred concept. The  capability  of a particular person, or their ability to live a life 
that they perceive as having “quality,” refl ects their access to certain types of  func-
tionings , shaped by the  resources  available to them (Warren and Manderson  2013 ). 

 Resources can be both instrumental (related to material things that people can 
use, such as nutritional food, a wheelchair, walking stick, commode chair, and so 
forth) and affective (related to psychosocial aspects of existence, such as the pres-
ence of a supportive social network). While Sen ( 1987 ) argues that the notion of 
resources extends beyond the level of income, fi nancial resources are undoubtedly 
important. They shape individuals’ access to affective resources by providing a buf-
fer against the socially isolating effects of poverty, as Mills and Zavaleta poignantly 
demonstrate in this volume. 

 Functionings are perceived as the range of “beings and doings” that the individ-
ual can choose from and understand as valuable; yet, as Robeyns ( 2006 ) argues, 
these remain underspecifi ed and diffi cult to understand in an applied sense. 
Individuals can  be  or  do  in a range of ways. Being healthy, active, lonely, safe, edu-
cated, a burden, mobile, or a good friend are varying types of being important to this 
chapter. Within the context of the present research, “doings” could include com-
munication, mobility, social participation, subjective well-being, or even symptom 
control. In more conventional approaches to quality of life, “functionings” might be 
understood as outcomes. 

 Quality of life (or well-being) can be derived from both capabilities—a per-
son’s abilities, opportunities, or “possibilities” (as termed by Sen  1987 )—and 
functionings (what people can achieve through these capabilities). Extending this 
approach to social suffering in the context of chronic stroke, we posit that suffer-
ing operates by impeding a person’s access to or mobilization of their social 
resources (i.e., it shapes their capabilities). The shrinking social networks experi-
enced by people after stroke (i.e. limited resources) also  contribute  to suffering by 
reducing individuals’ ability to achieve a specifi c set of functionings around social 
participation. 
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 Through a series of short case studies, this chapter describes how people with 
stroke and their caregivers have actively sought to deploy their available social 
resources (usually social relations) to achieve specifi c sets of doings. For some, 
this was constrained by a lack of material resources. Our data, therefore, provide 
the ground to evaluate the utility of the capabilities approach for examining how 
the concepts of suffering and quality of life intersect for people recovering from 
chronic stroke.  

13.3     The Ethnographic Study of Chronic Illnesses 

 The research on which this chapter is based was conducted as part of a larger ethno-
graphic study on the social infl uences shaping the management of stroke and 
Parkinson’s disease over time in the state of Victoria (Australia). We draw on a 
subset of data exploring the experiences of people who had experienced a stroke in 
the previous 5 years and the experiences of their family caregivers. Between 2011 
and 2014, participants living in urban and regional parts of the state took part in 
three in-depth interviews: at recruitment, 6 months later, and then 9 months after 
that. Interview data were supplemented with photo elicitation (Allotey et al.  2003 ) 
and observational methods in an attempt to identify factors of which we were other-
wise unaware. Recruitment was purposive, supplemented by a network sampling 
technique (“snowball sampling”), and occurred through advertisements placed in 
community newspapers, online noticeboards, and support organization newsletters; 
several participants also contacted the research team after attending a presentation 
about the study. 

 Overall, 20 people who had experienced a stroke and 19 informal caregivers 
participated in this study. With some exceptions, participants were over 70 years old 
and living in their own home, receiving care from a family member. All were of 
European descent (Anglo-Australian) and many were receiving some sort of gov-
ernmental assistance (either through subsidised health care or age-related welfare). 
Most interviews were undertaken as “dyad” interviews, whereby both the person 
who had experienced stroke and their primary caregiver took part together. This 
enabled the involvement of people with greater levels of disablement, particularly 
those with ongoing memory and communication issues, and followed recommenda-
tions on interviewing people with cognitive impairment (Paterson and Scott-Findlay 
 2002 ). In some instances, the caregiver took part in an additional, separate inter-
view. Consent was negotiated immediately prior to each interview to ensure that 
participation was voluntary. 

 During interviews, we sought to gain participants’ narratives of stroke and 
attempted to capture their experiences of stroke, how they understood their (or their 
family member’s) stroke, what it was like for them during the acute phases, how it 
impacted their lives in the longer term, as well as their care arrangements, engage-
ment with health professionals, self-management strategies, psychosocial issues, 
access to formal and informal social support, and concerns for the future. Data col-
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lection was iterative within and between each interview, allowing the researchers to 
follow up on any unexpected or novel topics raised by participants. All interviews 
were audio-recorded and later transcribed verbatim. 

 Data were analyzed via a grounded theory approach, using the constant compari-
son method outlined by Markovic ( 2006 ). Working together through the initial 
phases of analysis, we identifi ed and named the thematic concerns (codes) that were 
expressed during participants’ accounts. Coding occurred at two levels: while some 
codes were identifi ed based on what the participants had actually said ( semantic 
themes , Braun and Clarke  2006 ), other codes represented our awareness of a deeper 
meaning or mechanism at play. Such  latent themes  (Braun and Clarke  2006 ) form 
the theoretical foundation of this chapter. The excerpts from interviews selected 
here demonstrate the different ways in which we see social relations impacting peo-
ple’s experience of social suffering following stroke. Each excerpt provides insights 
into the relationship between suffering and quality of life. All participants are 
referred to by pseudonyms. Ethical approval for the conduct of the study was 
obtained from the Monash University Human Research Ethics Committee.  

13.4     Our Findings 

13.4.1     Suffering as a Consequence of Reduced Resources 

 For all participants in our study, stroke had profound and lasting effects on social 
participation. This caused considerable distress and led to a sense of loneliness; 
we conceptualized this as a form of social suffering. Many described how they had 
fewer friends in the years following their stroke; the long-term physical effects of 
stroke had social implications. For example, a number of participants became pro-
gressively more isolated as a result of ongoing fatigue. They tired easily, and over 
time they had less energy or interest in going out and socialising. Indeed, partici-
pants typically reported that their primary reason for leaving the home was to 
attend medical appointments or to undertake chores such as grocery shopping. In 
this way, their lives gradually become more focused on the home environment 
(speaking to Charmaz’s  1983  defi nition of the  restricted life  in chronic illness) and 
eventually participants had access to fewer social resources. This, in turn, reduced 
the person’s opportunities for socialization (leading to  social isolation ) and often 
prompted a restriction in the  functionings  available to participants. In addition, 
that most participants relied on others for help with their day-to-day life echoed 
Charmaz’s  being a burden  aspect of suffering, impacting on the functionings 
available to caregivers. 

 The cognitive impairments associated with stroke left many participants 
feeling overwhelmed in social situations, as they often felt unable to “keep up” 
with conversations or express themselves properly. Eileen said, “I have trouble 
when I want to say something, [my brain] doesn’t process it.” Gus found that he 
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was unable to express himself properly in social settings: “I used to be able talk 
alright but now I get tongue-tied and forgetful.” Participants found it difficult to 
sustain concentration and required social assistance from their family care-
giver, as this excerpt from an interview with Arthur (person with stroke) and 
Joan (his wife) illustrates:  

 Interviewer:    What’s it like for you having Joan to help you with eating and 
bathing?   

  Arthur:    I can’t keep up with anybody else.   
  Joan:    [She] said, do you mind I’ve got to help you?   
  Arthur:    No, I don’t mind.   
  Joan:    Do you like it? Do you like me helping you?   
  Arthur:    No, I don’t mind.   
  Joan:    You wished you could do it yourself.   
  Arthur:    Yeah.   
  Joan:    Sometimes he tries to do things and he has several falls doing that. 

He thinks he’ll help me, and of course he can’t manage and then 
we’ve got to scoop you up, haven’t we?   

  Arthur:    What?   
  Joan:    [I’ve] got to pick you up.   
  Arthur:    Yeah. That’s hard to do. You wouldn’t do it.   

 In “losing track” of conversations like Arthur, participants often felt self- 
conscious and reluctant to take part in social activities, ultimately choosing to stay 
home in order to avoid the awkwardness of many interactions. 

 Where participants experienced diffi culties in communication, their sense of 
social restriction was heightened. Following his stroke, Jamie was left aphasic and 
communicated through the use of a digital speech device. Even with the device, it 
was often diffi cult to understand what he was trying to communicate, as his sister 
Sharon explained: “Jamie’s communication is quite good now, even single words.” 
This refl ected Charmaz’s ( 1983 ) concern with  discrediting defi nitions of the self , 
whereby participants (both those who experienced stroke and their carers) struggled 
with their inability to behave in socially normative ways. Nicholas had continence 
issues and required assistance in toileting after his stroke:

  He was incontinent… This is a condition that you have after a stroke. Nobody talks about 
it… I could have been sitting next to him and by the time he could verbalise [his need to use 
a toilet], it was too late… But the brain obviously couldn’t verbalise it in time and often 
when I looked at him after a disaster happened… he had this foggy look on his face as if to 
say he couldn’t really see what was the problem. (Evka, Nicholas’s partner and carer) 

   Bodily changes, as well as changes in motor skills or emotional responses, 
shaped how participants chose to engage with others socially. Many participants 
in our study described how their ongoing challenges with swallowing or feeding 
themselves led them to deliberately avoid particular social settings. Experiences of 
unexpected or random crying also shaped social participation. Eileen, for example, 
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described how her increased emotionality after stroke led others to avoid her as a 
way of managing their own inability to respond appropriately:

  I’m still very emotional, like when you’ve had a stroke, you can cry and you don’t know 
why… One of the things that really, really upset me [was that] a lot of people who haven’t 
had strokes can’t cope. [My friends have] all gone, never come back. I can count my friends 
on [one hand] now and that, you know… at times I cry about it… I know they don’t under-
stand it. Maybe they fi nd it hard looking [at me] when I get [emotional –  Eileen is weeping ]. 
When I think of them, it just gets to me. 

 Gus, too, became very emotional after his stroke. He related this both to the 
associated cognitive changes and to his struggle with his lost independence:

   Gus:    I cry, and I can’t control it. Doesn’t matter if I go somewhere. [I was 
out] the other night and a guy asked me about the stroke and I burst 
out crying. It’s something that just happens.   

  Interviewer:    Is it something that relates to you just feeling sad about the stroke?   
  Gus:    Yeah, it’s [also] about my life sort of thing.   

 Not long after his fi rst of fi ve strokes, Gus’s wife left him and he was forced to 
retire. Since then, one of his children had stopped talking with him. He described 
how these factors, combined with his lingering hurt over his child and inability to 
understand what had caused the rift, left him feeling very lonely and unable to fi nd 
a sense of well-being:

  I was lonely too, being here on my own… You like to be able turn around and say good day 
[to someone], it makes you lonely… After stroke… you [have to] learn to start life all over 
again. And its like you are going backwards. [So] to stop work dead and you got no hope, what 
do you do? That’s where loneliness sets in as well. You’ve got to stay in touch with people. 

 In addition, Gus found that the loss of his driver’s licence further impacted on his 
quality of life as he became more reliant on others to drive distances:

  I have to get someone else to drive. Which means you’ve got to rely on someone else. That’s 
a problem, relying on someone else… I like being independent. 

 Gus, however, was able to combat his loneliness through several means. First, he 
enjoyed being social, but not dependent on others, and sought out opportunities for 
socialization: “There’s not many people that I can’t ring up and go and have a coffee 
with or sit down and chat to.” In addition, he became involved in several stroke and 
brain injury support groups, which provided further opportunities for interactions. He 
also turned to the Internet to develop new connections. In this way, Gus used his 
sociability as a resource (a type of functioning), and that heightened his quality of life.  

13.4.2     Alleviating Suffering Through Redeploying 
or Finding New Resources 

 Despite feeling socially isolated and unable to participate in social life in the 
same way that they had before stroke, participants described how they used social 

13 Loneliness as Social Suffering: Social Participation, Quality of Life…



166

resources to achieve a sense of quality of life. This occurred in two ways: through 
the development of new resources, such as support groups, and the redeployment of 
pre-existing social relations, which involved the transformation of existing 
 relationships into a new form. 

 Like Gus, some participants in our study looked for new types of resources that 
they could employ to achieve their desired goals around social participation (i.e. 
new functionings). For many, this involved participation in a support group or other 
types of organized socialising. For Jamie, aphasia both contributed to his social 
isolation and presented a challenge for his family in trying to alleviate his suffering 
and distress:

   Sharon:    Our biggest hiccup this year has probably been when you had your low 
patch at the end of winter, wasn’t it Jamie? But you’re feeling better 
again now, aren’t you?   

  Jamie:    Yes yes   
  Sharon:    Jamie managed to communicate to a carer that he’d been feeling suicidal 

and that he was… just been bored a lot and I think a long winter in this 
[aged care institution]… It was just driving you crazy, wasn’t it Jamie?   

  Jamie:    Yes yes   

 Sharon and her siblings worked to increase Jamie’s opportunities for social par-
ticipation in order to help him feel better about life. As a result, he became actively 
involved in a stroke support group and developed new friendships; he started going 
out for dinner regularly and attended sporting events. Involvement in these social 
activities allowed Jamie to feel more independent and as though he was important 
in the lives of others; in response, his suicidal ideation ceased. 

 Stroke support groups were, as may be evident already, especially important, as 
they formed a new type of resource for social interactions that was accepting of the 
limitations of the post-stroke body. The groups alleviated the potential for being 
discredited that concerned some participants. Joan and Arthur, among others, per-
ceived support groups as an ideal way to balance their desire for social interactions 
against managing potentially embarrassing situations:

   Joan:    We made new friends going to the stroke support group, because they are 
understanding and it’s very relevant to be among other stroke victims. 
Some [are] worse than Arthur, some [are] better than Arthur, some you 
wouldn’t know had a stroke. We’ve certainly made new friends…   

  Arthur:    It’s quite a friendly one. We go every month.   
  Joan:    Every month. It doesn’t matter if you need to eat your food with a spoon 

or be fed or need your meals cut up, everyone’s the same, everyone 
understands… Generally, I have to help [Arthur] sometimes. But I always 
make sure it’s [what he wants].   

 The sense of safety and lack of judgement truly supported participants, both 
those who experienced stroke and their caregivers, in attaining a sense of well-being 
and social participation. In this way, support groups acted as a resource to alleviate 
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participants’ isolation and formed a new type of functioning. They alleviated some 
of the social suffering around stroke. 

 Support groups also provided participants with an opportunity to reclaim their 
independence through being a “safe space”. They encouraged participants, regard-
less of marital status, to get out of the house and move forward in their recovery. As 
Samantha, who has had a stroke, explained:

  [After stroke,] you do sit around in a bit of self-pity. Which quite rightfully, you are allowed 
to I suppose, but I am not one of them people. So I found that very hard to cope with. But 
you think, well you are very lucky, get on with life. Found [stroke group] quite good actu-
ally… I just go along by myself. It’s good because… I had really lost all my confi dence as 
well… Just going out and doing things by yourself [helps]. 

 Although she had become increasingly reliant on her husband, Samantha 
believed that doing things on her own was a signifi cant step in her recovery. 

 Close family members and friends became a more important resource than ever 
for giving participants, especially the caregivers, a sense of social engagement. Still, 
the role these connections took in the lives of our participants (regardless of whether 
they had stroke or were a carer) was fundamentally transformed by stroke. After 
stroke, social ties as resources were used in a different way: they transformed from 
a reciprocal to a more unidirectional style of relation. Limited mobility following 
stroke meant that friends and family members often had to visit participants in their 
home. This did prompt a shedding of some social relations, as Walter (person with 
stroke) explained:

   Interviewer:    What about your friends, have they given you much support?   
  Walter:    Not really. It’s amazing how they disappear. Probably only one or 

two kept up the [contact]… Really and truly, [most people] don’t 
want to know. They expect you to be a dribbling idiot. I really 
haven’t had [much contact with my old friends]. The friends I have 
now are probably stroke people… Probably only one or two [old 
friends keep in touch], whereas before we had heaps of people.   

 While Joan and Arthur experienced a similar process, Joan explained how the 
important people in their lives had stayed in touch: “We don’t see some of our 
friends as much now of course. But on the whole, our real friends, will still be our 
real friends.” Their interview was heavily focused on the social impacts of stroke 
and, during it, Joan clearly described how they had redeployed their existing 
relations:

  We can’t get to church anymore. We just can’t. Arthur can’t cope anymore. So we have a 
visitor coming every few weeks [who] tells us what’s happening. Things like that. [There 
are] not many days, consecutive days, when someone hasn’t called in. The family ring 
every day. So, we have lots going on still. 

 Pre-illness membership of groups, such as church groups, appeared to play an 
important role in participants’ ability to transform their social relationships into new 
and lasting types of resources.  
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13.4.3     Suffering and Reduced Social Connectedness 
Due to Limited Finances 

 For a number of study participants, changes in employment status led to a reduction 
in opportunities for socializing with friends and family. After a series of mild strokes 
in her early 40s, Allie left work. Due to ongoing fatigue and concentration issues, 
she was unable to return to work, even though she had made a “good” recovery. She 
had to live on a disability pension. As her interview illustrates, Allie lost contact 
with many friends and instead became reliant on a good friend, her children, and the 
stroke support group:

  [The benefi ts from the support group relate to] just getting out and meeting people, just 
getting out of the house. ‘Cos I can’t work, so I’ve lost all that contact with people that I 
used to see every day or whatever. I still see like one girl that I used to work with… Um, I 
saw her a couple of months ago out at the market place. And that’s the fi rst time I’d seen her 
in about three years. So you just lose contact with everyone. 

   The cost and effort required to go to restaurants, to the movies, or on a holiday 
was often out of reach for those on a carer’s allowance or disability pension. All of 
our participants were living on some form of welfare following their stroke; only 
one person with stroke (Samantha) and two carers had contemplated returning to 
work. Their accounts describing reduced opportunities for social participation 
occurred in the context of limited fi nancial resources; although we did not explore 
it here, fi nances may also underscore the importance of stroke support groups: par-
ticipation was often free or minimal. Similarly, participants’ lower incomes may 
have prompted their retreat from engaging with friends and family, which has impli-
cations for their well-being. As the effects of stroke persist, people often do not 
recover fully; similarly, the losses of social connections were neither transient nor 
short term.   

13.5     Conclusion 

 Ultimately, this chapter tells stories of hope. Our participants related accounts about 
how they used a range of strategies to attempt to overcome their sense of social 
isolation and the associated suffering. Many were successful in alleviating their suf-
fering to some extent, although the lingering social isolation caused by their persis-
tent disabilities continued to resonate for many. The older age of our participants is 
likely to be infl uential here. Through increased likelihood of disability and the 
shrinking of social networks due to mortality, longevity itself may contribute to suf-
fering (Anderson, Chaps.   1     and   32    , this volume). 

 By applying a capabilities approach lens, this chapter highlights the ways in 
which social (presence of friends and family members, availability of support 
groups, and access to technologies) and economic resources mediate experiences of 
social suffering. Social resources supported our respondents in achieving a range of 
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social functionings, evidenced by their engagement in supportive social  environments 
and close relationships with others. These provided a sense of quality in patient and 
caregivers’ lives. In contrast, and although it is not explored in detail here, the low 
incomes of participants may have prevented them from achieving their full func-
tionings and capabilities. 

 The contribution of an ethnographic approach to this volume lies in its detail of 
the intimate ties between suffering and social relations. In particular, the relations of 
care evidenced in and through participants’ accounts highlights the ways in which 
people actively resist or attempt to reframe suffering. Carers especially sought, 
through their actions and their ethos of care, to alleviate the suffering of their loved 
one, often making compromises in their own lives to ensure that the person with a 
stroke was able to achieve quality of life through an  engagement  in life (see 
Manderson and Warren  2013 ). 

 The concept of compromise is central here; people make decisions based on the 
best options available to them. These facets of experience are complex and nuanced. 
While they may be partly captured through the capabilities approach, we believe 
that it overlooks the affective dimensions of care relations in responding to suffering 
and enhancing quality of life. In this way, our fi ndings refl ect Dean’s ( 2009 ) critique 
of the method: he argues that the capabilities approach is unable to refl ect the reali-
ties of the interdependency in human interactions precisely because of its empha-
sises on the independence of individuals. Instead, Dean highlights the pervasive 
vulnerability that characterizes human relationships and, thus, the drive for connec-
tion. As he points out and as we have illustrated here, people negotiate, struggle, and 
deal with competing priorities in order to achieve a “good life”. 

 Regardless of our participants’ outcomes, meaning and quality in their lives was 
achieved through a sense of connection with others. Samantha’s account highlights 
how the alleviation of suffering relies on a premise of simultaneous interdepen-
dence and autonomy (Dean  2009 ). Central to all of these accounts is the diffi culty 
of defi ning the concept of love, overlooked by the capabilities approach and oft- 
maligned elsewhere. With an understanding that they are loved and cared about by 
someone, usually their spouse, our participants’ suffering was conquerable, even in 
the face of considerable physical, cognitive, and communication diffi culties.     
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    Chapter 14   
 Child Well-Being and Child Suffering 

             Kenneth     C.     Land     ,     Vicki     L.     Lamb     , and     Qiang     Fu    

14.1             Introduction 

 Child well-being research stems from the social indicators movement of the 1960s 
and 1970s (Lamb and Land  2015 ), and it has received increasing attention since 
UNICEF’s annual reports on  The Progress of Nations  began in 1993. The reports 
were designed to monitor the well-being of children across the globe in order to 
chart the changes and advances made since the 1990 World Summit for Children 
(UNICEF  1997 ). The very existence of the reports documents that the available 
indicators were not adequate for monitoring children even in the developed world. 
The reports also recognized that suffering is a barrier to the realization of child well- 
being and happiness, whether in the form of physical suffering, mental suffering, or 
social suffering (Anderson  2014 : 10). 

 This chapter describes the well-being research literature and the extent to which 
it can be used to infer about child suffering. It commences with a review of the 
objective and subjective approaches to measuring well-being and moves into a look 
at the United Nations Convention on the Rights of the Child and how it has been 
referenced in cross-national studies of child well-being. This leads to a descriptive 
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analysis of country-specifi c indicators of child suffering in relation to correspond-
ing values of the Human Development Index and consideration of what this tells us 
about child suffering in relation to human development. We conclude with future 
directions for advancing the global monitoring of child suffering.  

14.2     Approaches to Well-Being Measurement 

 Researchers approach measurements of child well-being both objectively and sub-
jectively. 1  Objective measures focus on the state or status of the child, whereas 
subjective views focus on the expression of opinions, behaviors, beliefs, feelings, or 
experiences. 

 Objective measures of child well-being are based on available statistical data and 
can include indicators associated with health (e.g., infant mortality or low birth 
weight), education (e.g., completion or graduation rates), economy (e.g., child pov-
erty), or behaviors (e.g., teen pregnancy rates). Such measures generate reports on 
the “State of the Child” and have been produced for children of varied age-groups 
and from different population settings including local, state or sub-regional, 
national, and multinational regions. Literature reviews have revealed that such 
reports date back to the 1950s, although the majority of early reports are singular 
reports rather than a series of reports (Ben-Arieh and Goerge  2001 ; Ben-Arieh 
 2006 ,  2012 ). However, there are notable series reporting objective measures of chil-
dren. These include UNICEF’s  State of the World’s Children  reports since 1979 and 
 The Progress of Nations  reports published since 1993. In the United States, the 
Annie E. Casey Foundation has published the  KIDS COUNT Databook  since 1990, 
ranking and comparing the 50 U.S. states on ten negative, objective indicators of 
child well-being and the U.S. Federal Interagency Forum on Child and Youth 
Statistics has issued reports entitled  America’s Children: Key National Indicators of 
Well-Being  since  1997 . 

 Subjective measures or indicators of child well-being are usually obtained 
through sample surveys designed to measure opinions, attitudes, or responses from 
children or adults speaking on behalf of children. These metrics are important for 
more fully understanding expressed or experienced notions of well-being. Efforts to 
harmonize comparisons across nations have yielded survey instruments used in 
various countries. In Europe, child well-being indicators from sample surveys of 
children include the Program for International Student Assessment (PISA), the 
Health Behavior in School-aged Children (HBSC), European School Survey Project 
on Alcohol and other Drugs (ESPAD), and indicators regularly collected via surveys 
by international organizations such as UNICEF, the World Bank, and the World 
Health Organization. As the titles indicate, such surveys are usually collected for 

1   This review of approaches to well-being measurement is based on Lamb and Land ( 2015 ), which 
can be consulted for more details. 
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specifi c reasons, yet also yield important indicators for comparative research of 
child well-being. 

 The term  social indicators  was coined in the early 1960s to refer to efforts to 
detect social change and to evaluate the impact of specifi c programs, such as the 
U.S. space program. The basic social indicator question is “How are we doing?” 
(Land  2000 ). Work on social indicators during the 1960s and 1970s followed two 
basic traditions. One was the  development of objective measures  through the review 
of available data to provide descriptive evaluations of the status of society and to 
recommend unmet data needs for such evaluations. The other direction was the 
 development of subjective indicators of well-being and quality of life . Both tradi-
tions have impacted the monitoring and measurement of child well-being (Land 
et al.  2007 ). 

 In the tradition of subjective indicators, Cummins ( 1996 ) conducted a review of 
empirical studies of adult quality of life (QOL). He found that a vast majority of the 
total reported data could be grouped into seven domains of life, subjectively reported 
in focus groups, case studies, clinical studies, and sample surveys: (1) economic or 
material well-being; (2) health; (3) safety; (4) productive activity (e.g., employ-
ment, job, work, schooling); (5) place in community or community engagement 
(e.g., education and job status, community involvement, self-esteem, and empower-
ment); (6) intimacy (e.g., relationships with family and friends); and (7) emotional 
well-being (e.g., mental health, morale, spiritual well-being). According to 
Cummins, the empirical studies indicate that all seven domains are relevant to the 
overall concept of subjective well-being or QOL. As recommended in a comprehen-
sive review of numerous QOL indices (Hagerty et al.  2001 ), these domains identi-
fi ed can and should be used to guide the selection and classifi cation of indices of 
QOL based on  objective  data.  

14.3     The United Nations Convention 
on the Rights of the Child 

 In 1989, the United Nations (UN) adopted the Convention on the Rights of the Child 
(CRC) (United Nations  1989 ), 2  which has been ratifi ed by all UN countries except 
the United States and Somalia. Prior to 1989, a number of other international resolu-
tions and declarations regarding children included the Geneva Declaration of the 
Rights of the Child of 1924, the Declaration of the Rights of the Child adopted by 
the UN General Assembly in 1959, plus International Covenants on Civil and 
Political Rights and on Economic, Social, and Cultural Rights adopted in 1976. The 
CRC was formulated to recognize that children are citizens of society in their own 
right, rather than merely future adults; thus, the overriding purpose was to grant 
children the full range of human rights including: the right to survival; to develop to 

2   See Lamb and Land ( 2015 ) for additional materials on the CRC and cross-national studies using 
concepts and measures based on the CRC. 
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the fullest; to protection from harmful infl uences, abuse and exploitation; and to 
participate fully in family, cultural, and social life ( UNICEF n.d. ). 

 There are four core principles in the CRC that encompass the human rights to be 
held by all children:

    1.    non-discrimination ( Article 2 ),   
   2.    devotion to the best interests of the child ( Article 3 ),   
   3.    the right to life, survival, and development ( Article 6 ), and   
   4.    respect for the views of the child ( Article 12 ) (United Nations  1989 ).    

Under the CRC, children are to be recognized as active members of a society with 
entitled rights (though also family dependents) and the international community is 
to establish criteria regarding the improvement of child well-being and child QOL 
(Casas  1997 ). 

 According to Article 1 of the Convention, a child is defi ned as “every human 
being below the age of 18 years unless, under the law applicable to the child, major-
ity is attained earlier” (United Nations  1989 : 2). The CRC indicates that childhood 
should be recognized as a  separate phase  in life, and children are  active members  of 
the society. Part I of the Convention on the Rights of Children lists 41 articles that 
defi ne the numerous rights of children. In addition to the four core principles listed 
above, the CRC includes other specifi c rights:

•    citizenship, and an identity that is separate from adults ( Articles 7, 8 ),  
•   the implementation and legal protection of children’s rights including when 

arrested, imprisoned, or accused of infringing penal law ( Articles 4, 16, 37, 40 ),  
•   freedom of thought, religion, and other basic freedoms ( Articles 13, 14, 15 ),  
•   access to “the highest attainable standard” of health care and health facilities, 

which include accommodation for children with disabilities or in institutions due 
to physical and/or mental health needs ( Articles 23, 24, 25 ),  

•   the right to a standard of living that promotes proper “physical, mental, spiritual, 
moral and social” development as well as equal access to education at all levels 
( Articles 27, 28 ),  

•   protection from child traffi cking, economic exploitation, sexual exploitation and 
abuse, and other exploitation that adversely affects the child’s welfare ( Articles 
11, 32, 34, 35, 36 ), as well as  

•   respect for parents and family and the duties they fulfi ll in nurturing and protec-
tion of children ( Articles 5, 9, 10, 18 ).    

 The fourth CRC core principle impacted the development of indicators and 
methodologies in the study of child well-being. It is important that children’s voices 
are heard and understood, as their perspectives may differ from those of adults. This 
emphasis on respecting children as persons can contribute to informing policymak-
ers and child advocacy concerns, and children can become better informed about 
legal and political issues that directly affect their lives (Ben-Arieh  2005 ). In fulfi ll-
ing these obligations, an increasing number of countries, particularly European 
countries, are collecting data or reviewing available data to establish the baseline 
rights and concerns of children as outlined in the CRC.  
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14.4     Cross-National Studies of Child Well-Being Using 
the CRC Approach 

 Several recent, cross-national studies of child well-being have emerged from the 
CRC. Starting with the credo  “to improve something, fi rst measure it,”  and incorpo-
rating the CRC in the conceptualization and interpretation of child well-being, 
UNICEF ( 2007 ) conducted a study of child well-being across Organisation for 
Economic Cooperation and Development (OECD) countries. The results were pub-
lished in an  Innocenti Report Card  on  Child Well-Being in Rich Countries  (UNICEF 
 2007 ) in which multiple domains of child well-being were calculated—a vast 
improvement over UNICEF’s earlier use of income and poverty as a proxy. The 
ranking of countries varied across the domains, demonstrating that no one indicator 
could serve as such a unilateral proxy. 

 Jonathan Bradshaw and colleagues Petra Hoelscher and Dominic Richardson 
were members of the group of external advisors for the UNICEF Report Card 7 .  
This team has conducted a number of cross-sectional, cross-national studies of the 
well-being of children, one of which was a report in conjunction with the 2007 
UNICEF report. In comparing child well-being in OECD countries, Bradshaw et al. 
( 2007a ) provided additional information regarding the selection of indicators and a 
more detailed explanation regarding the methodology used to develop the rankings. 
In the same year, Bradshaw and colleagues ( 2007b ) published a multi-dimensional 
child well-being index for the 25 European Union countries (EU25). This study was 
more detailed due to the availability of indicators for the EU25 countries as com-
pared with the OECD nations. Bradshaw and Richardson ( 2009 ) went on to conduct 
another study of child well-being in 27 EU countries plus Iceland and Norway. The 
results were similar to those in their EU25 study: In general, the Nordic countries 
(the Netherlands, Sweden, Finland, and Denmark) ranked in the top third, and the 
former Eastern bloc countries, except Slovenia, were in the bottom third. Iceland 
and Norway, when included in the second model, ranked third and fourth in child 
well-being (respectively), between Sweden, ranked second, and Finland, ranked 
fi fth (Bradshaw and Richardson  2009 ). 

 Richardson et al. ( 2008 ) expanded their global multidimensional study of child 
well-being by focusing on 21 countries from Central and Eastern Europe (CEE) and 
the Commonwealth of Independent States (CIS), covering the fi rst decade of the 
twenty-fi rst century. As the authors explained, “the CEE/CIS region is very hetero-
geneous in terms of geography and natural resources, demographic structure, eco-
nomic and political developments” ( 2008 : 212). All the countries were experiencing 
social changes, particularly in demographic reforms and economic structures, so 
they emphasized the importance of studying child well-being amid such transitions. 
Richardson et al. ( 2008 ) identifi ed trends in the ranking of dimensions: Belarus, 
Bulgaria, and Russia ranked high in dimensions associated with standard public 
services, such as economic and material situation, child health, and education, but 
ranked poorly on personal and social relationships and indicators of risk and safety 
behaviors. The opposite was evident for countries that in turmoil, such as Bosnia 
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Herzegovina, Uzbekistan, and Azerbaijan. For example, ethnic confl ict and divi-
sions in Bosnia Herzegovina stalled the establishment of public services to support 
the diverse population, and thus, poverty rates were high along and the country had 
many displaced persons. The new EU members Romania and Bulgaria ranked in the 
middle and lower third, respectively, indicating that children in these countries have 
yet to benefi t from their countries’ EU membership. The authors’ research also 
aimed to determine how infl uential a country’s wealth, or GDP per capita, was when 
associated with overall rankings of the CEE/CIS countries; wealth only explained 
about a third of the variation in ranking of child well-being in the countries studied 
(Richardson et al.  2008 ). 

 For their part, Lau and Bradshaw ( 2010 ) evaluated children’s well-being in 13 
countries at various levels of successful economic growth and development in the 
Pacifi c Rim. A number of countries – Australia, Japan, New Zealand and the Asian 
newly developing economies of Singapore, Hong Kong, and South Korea – ranked 
highly on the global HDI, 3  whereas Malaysia, Thailand, China, the Philippines, 
Indonesia, and Vietnam had high to medium HDI rankings (Lau and Bradshaw 
 2010 ). By comparison, Japan, Singapore, Taiwan, Hong Kong, and New Zealand 
were the fi ve top-ranking countries in overall child well-being. As with other multi-
national studies of child well-being, no Pacifi c Rim country was consistent in its 
ranking among the seven domains. Indonesia and the Philippines, at the bottom of 
the overall rankings, each scored high for subjective well-being. Thailand ranked 
high for living environment. Wealthier countries were associated with higher scores 
(R 2  = 0.54), although there were some notable exceptions: Australia and South 
Korea (Lau and Bradshaw  2010 ). 

 Existing cross-national comparisons of child well-being notably omits the sys-
tematic study of child well-being in Africa, Central and South America, and South 
and West Asia. There are international publications of objective indicators of the 
state of the child, such as the aforementioned UNICEF reports and indicators pub-
lished by the World Bank, but, to date, there has been no systematic study of the 
available data for child well-being in these parts of the world.  

14.5     Child Suffering and Human Development 

 The main emphasis of recent cross-national studies of the condition of children has 
been on measures of well-being, the positive end of a suffering-to-well-being scale. 
The question to which we now turn is the extent to which existing sources of cross- 
national data can be used to assess the suffering end of this spectrum for children. 

 Insofar as we seek comprehensive comparisons across large numbers of coun-
tries that range from developed to less developed, the available indicators of child 
suffering are very limited, concentrated among indicators of health and education. 
Thus, we focus our analysis on the extent to which cross-national indicators of child 

3   The Human Development Index is to be discussed more fully in the next section of this chapter. 
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suffering correlate with human development indicators (specifi cally, the HDI). The 
HDI is a composite social indicator and well-being index based on life expectancy, 
education, and income statistics at the country or national level. Its objective is to 
rank as many countries as possible on a scale of human development. The following 
is a brief summary of its conceptual and methodological foundations. 4  

 The HDI has been produced and updated yearly since 1990 by the United Nations 
Human Development Programme (UNDP). See   http://www.undp.org/content/undp/
en/home.html    . In 2013, the UNDP operated in 177 countries, working to help each 
draw on the UN’s resources to fi nd its own solutions to development challenges. As 
an executive board within the UN General Assembly, the UNDP’s Administrator is 
the third highest-ranking offi cial in the UN. The UNDP works in four main areas: 
poverty reduction and achieving the Millennium Development Goals (MDGs; 
United Nations  2000 ); democratic governance; crisis prevention and recovery; and 
environment and sustainable development. The Millennium Development goals are 
to, by the year 2015:

    1.    eradicate extreme poverty and hunger;   
   2.    achieve universal primary education;   
   3.    promote gender equality and empower women;   
   4.    reduce child mortality;   
   5.    improve maternal health;   
   6.    combat HIV/AIDS, malaria, and other diseases;   
   7.    ensure environmental sustainability; and   
   8.    develop a global partnership for development.    

With the institutional sponsorship and consistent support of the UNDP and the 
efforts of the HDI project team to update and improve the index, the HDI has 
become one of the most well known composite social indicators. 

 Conceptually, the HDI is based on the work of Sen and Nussbaum (Nussbaum 
and Sen  1992 ; Sen  1987 ), who developed the  capabilities approach to human well- 
being  , which focuses what human beings can do and be, instead of on what they 
have. Sen and Nussbaum defi ned  capabilities  as individuals’ abilities and the power 
to do certain things, obtain what they desire, achieve desired states of being, utilize 
the resources they have in the way they desire, and be who they want to be (Stanton 
 2007 : 9). Capabilities facilitate using goods in ways that are meaningful to individu-
als. Sen used the term  functionings  for the capabilities that individuals actually used 
or participated in, while the more comprehensive capabilities term refers to the full 
set of functionings that are feasible or can be used by a given individual or group of 
individuals. Capabilities also can have intrinsic value by adding worthwhile options 
or positive freedoms to individual’s lives (Sen  1999 ; Crocker  1992 ,  1995 ). 

 Based on the Sen-Nussbaum capabilities conceptualizations, Mahbub ul Haq 
directed the “human development project” of the UNDP in the late 1980s. This 
project sought to develop a new conceptualization of human well-being that went 
beyond national income and measures such as GDP to make well-being measures 

4   For a more detailed exposition and assessment of the HDI, see Land ( 2015 ). 
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based on the new defi nition available. The project produced its fi rst  Human 
Development Report (HDR 1990 , UNDP) in  1990  (and a new volume has followed 
every year).  HDR 1990  stated that the human development process is one of enlarg-
ing people’s choices. 

 With the 2010 HDI Report, the HDI was revised. It combined the following sta-
tistical measures of the three dimensions:

•    A long and healthy life as measured by life expectancy at birth (LE)  
•   Education index as measured by mean years of schooling (MYS) and expected 

years of schooling (EYS)  
•   A decent standard of living as measured by Gross National Income per capita 

(GNI pc ) in purchasing power parity with the United States dollar (PPP US$)   

For a calendar year for which the HDI is calculated, country-level measures are 
scaled as proportions of the maximum observed value for that year in that category. 
Prior to the  HDR 2010 , the scaled values of each of the education statistics were 
arithmetically averaged to calculate a country-level arithmetic mean Education 
Index, and then the scaled values for each of the three component dimensions were 
arithmetically averaged to yield country-level HDI values. Beginning with the  HDR 
2010 , the arithmetic means were replaced with geometric means, less affected by 
extreme values on any one of the three component indices of the HDI (see, e.g., 
Hines  1983 ). Thus, the Revised HDI geometric mean formula places more emphasis 
on consistency across a country’s three HDI component statistics and makes an 
extremely large or small value on any one of the three components less infl uential. 

 The  HDR 2010  contains HDI numerical values and rankings for a total of 186 
countries. These are grouped into quartiles: Very High Human Development, High 
Human Development, Medium Human Development, and Low Human 
Development. 

 Now we can ask, what is the cross-national relationship of the HDI to indicators 
of child suffering? At this inclusive, global level of cross-national comparisons, in 
contrast to the region-specifi c studies of child well-being reviewed above, the avail-
able indicators of child suffering are very limited and concentrated among indica-
tors of health and education. 

 Figure  14.1  shows cross-national scatterplots of six child suffering indicators (on 
the vertical axes) for 2010 or 2011 with HDI values (on the horizontal axes) for 
2010. The HDI values are bounded by 0.34 and 0.955. The fi rst three panels show 
scatterplots of bivariate relationships between health statistics that are indicative of 
early childhood suffering. Panel A plots the infant mortality rate (deaths between 
birth and age 1 per 1,000 live births) for 2010 and the HDI. The infant mortality 
rates range from a low of 3 to a high of 114; overall, countries scoring in the Very 
High and High quartiles have relatively low infant mortality rates. The overall rela-
tionship is a reverse J-curve as the HDI ranges from lower to higher levels. The 
scatterplot also shows evidence of heteroscedasticity, with countries in the lower 
quartiles having a larger range of infant mortality rates than countries in the higher 
quartiles. These properties of the Panel A scatterplot are evident in the next two 
graphs as well. Panel B shows the scatterplot of the child mortality rate for children 
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ages zero to 5 per 1,000 live births in 2010 and the HDI values. Again, the relation-
ship is heteroscedastic with larger variance among the rates at lower levels of human 
development. The relationship is strongly negative in that higher HDI levels are 
associated with lower child mortality rates. Panel C displays the scatterplot of the 
percentage of children under age 5 who are moderately or severely underweight for 
their age in 2010 and the HDIs. Data for this statistic is missing for 77 countries. 
Nonetheless, the scatterplot shows a reverse J-curve, heteroscedastic relationship 
between levels of human development and this health indicator of child suffering.  

 Panels D and E in Fig.  14.1  show relationships between the HDI and measures 
of public health immunizations against childhood diseases. Panel D contains plots 
of the percent of children with DTP (Diphtheria, Tetanus, and Pertussis/ Whooping 
Cough) immunization in 2010 and the HDIs. Panel E gives similar data for measles 
vaccinations. These scatterplots show quite different cross-national relationships. In 
Panel D, it is evident that DTP immunization coverage is 90 % or above for coun-
tries at Very High and High levels of the HDI. At Medium and Low HDI levels, all 
countries have DTP immunization percentages of 60 % or greater and many are at 
the 80 % or greater level. The measles immunization percentages plotted in Panel E 
are more dispersed – at all levels of the HDI, there are countries with percentages of 
coverage below 80 %. The numbers of such countries are larger at Low to Medium 
HDI levels. 

 In addition to the health indicators of child suffering in Panels A through E of 
Fig.  14.1 , another indicator for which there are data on is the combined (both sexes) 
gross enrollment in primary educational institutions percentage plotted in Panel F. 5  
Higher education levels can be associated with lower levels of child suffering, in the 
sense that more education opportunities are indicative of lower levels of social suf-
fering in Anderson’s ( 2014 : 10) conceptualization. The scatterplot of school enroll-
ment and HDI statistics in Panel F show a positive linear relationship, with higher 
levels of human development associated with higher percentages enrolled. This 
positive relationship is to be expected, since Education is one of the three dimen-
sions of the HDI. At the same time, the plot also evidences some heteroscedasticity 
at the Very High and High levels of the HDI, with some countries having percent-
ages enrolled in the 60–80 % range even though most countries at this level of 
development have enrollment percentages of 80 % or more. There also is some 
heteroscedasticity at the Low end of the HDI scale, with some countries having 
percentages enrolled in the 20–40 % range even though most countries at this human 
development level are in the 40–70 % range. In sum, Panel F shows that higher 
levels of human development as measured by the HDI are associated with greater 
educational experiences of children and, by inference, lower levels of social 
suffering.  

5   While this statistic is defi ned as the number of students enrolled in primary, secondary and tertiary 
levels of education, regardless of age, as a percentage of the population of school age for the three 
levels for each country, values range up to 105 % due to inconsistencies in the enrollment and/or 
population data (UNESCO  2009 ). 
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  Fig. 14.1    Cross-national scatterplots of relationships between 2010 Human Development Index 
Values (Horizontal Axes) and Measures of Child Suffering (Vertical Axes) ( a ) Infant Mortality 
Rate (Deaths Between Birth and Age 1 per 1,000 Live Births), 2010, ( b ) Under Age 5 Mortality 
(per 1,000 Live Births), 2010, ( c ) Children Under Age 5 Who Are Underweight For Their Age
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14.6     Conclusion: What Needs to Be Done 

 We began this chapter by noting Anderson’s ( 2014 : 10) conceptualization of suffer-
ing as including physical, mental, and social stress. We also noted that suffering is 
the negative end of a suffering-to-well-being spectrum or dimension along which 
individuals, countries, and other units of analysis can be arrayed. With a focus on 
children, our review and summary shows that much research has pursued a well- 
being, rather than a suffering, perspective, at least among the more developed coun-
tries of the world. It also is clear, however, that the absence of child suffering, and 
indicators thereof, are very much consistent with the principles and rights identifi ed 
in the CRC. 

 We have described international comparisons of several country-specifi c indica-
tors of child suffering in relation to corresponding values of the HDI. On the basis 
of these analyses, two tentative generalizations can be made. First, national level 
(and likely, subnational level) indicators of the incidence or prevalence of child 
physical, mental, or social suffering generally decline as human development, con-
ceptualized in the human capabilities terms of Sen and Nussbaum and as measured 
by the HDI, increase. For some indicators, the nature of the functional relationship 
to the HDI will take the form of a reverse J-curve, with large decreases in child suf-
fering as human development increases from the Low to the Medium and High 
levels of the HDI. Others will exhibit a linear functional relationship. Second, for 
those countries for which suffi cient statistical data are available to construct a broad 
array of child well-being indicators, there generally will be a negative relationship 
between increases in the child well-being indices and indicators of child suffering. 

 Does this mean that we need not work to develop a more complete array of indi-
cators of child suffering at the national level? Not at all. To begin with, a systematic 
application of Anderson’s physical, mental, or social suffering constructs to develop 
a more complete array of country-level indicators is a clear starting point. The few 
examples of child suffering indicators we have presented in this chapter are only 
illustrative. A systematic identifi cation of a full range of such indicators, especially 
in conjunction with the CRC, would be most desirable. In addition, while the gen-
eral negative functional relationships of national level child suffering indicators 
with the HDI and with indices of child well-being stated in the previous paragraph 
might hold on the whole, there are likely a number of indicators of specifi c forms of 
child suffering that deviate from the general cross-national functional forms, pro-
viding additional information and courses of action to prevent child suffering. In 
this way, the child suffering perspective can advance the global monitoring of child 
suffering and add value to existing HDI and well-being data and analyses.     
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    Chapter 15   
 Felt-Suffering and Its Social Variations 
in China 

             Yanjie     Bian      and     Jing     Shen    

15.1            Introduction 

 In this chapter we measure “felt-suffering” and examine its social variations in 
China. Quality of life (QOL) is directly impacted by individuals’ physical and men-
tal suffering in a variety of ways (Anderson  2014 ). By using the 2005 and 2010 
Chinese General Social Surveys (CGSS), we conceptualize felt-suffering as feeling 
limited in daily life, due to physical and mental conditions. We measure felt- 
suffering on three indicators: poor health, physical suffering, and mental suffering. 
We are particularly interested in the uneven distribution of felt-suffering among 
different social groups in contemporary China. We ask: How does the level of risks 
of felt-suffering vary among different social groups? Which groups are the most 
vulnerable to felt-suffering? And are there any changes in the level of felt-suffering 
for each of the social groups in the second half of the 2000s?  
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15.2     Existing Studies on Suffering 

 While all human societies pursue happiness and well-being as the ultimate goal, 
suffering is the perpetual barrier that makes this goal not always, and sometimes 
rarely, achievable. The study of suffering and solutions to it has thus increasingly 
become a pressing issue. An analysis of the 2000–2003 National Health and 
Nutrition Examination Survey shows a chronic pain level of 10 % among adults in 
the USA (Hardt et al.  2008 ). A more recent Institute of Medicine report estimated 
that 45 % of adults in the USA, or 100 million, are at risk of chronic pain. Beyond 
the United States, Harstall and Ospina ( 2003 ) evaluated 13 major studies of chronic 
pain in Europe, Canada, Australia, and Israel. Across these 13 large studies, the 
prevalence of chronic pain ranged from 10 to 50 % in adult populations, with a 
weighted average of 31 % across developed countries. In  Human Suffering and 
Quality of Life , Anderson ( 2014 : 10) defi ned suffering as “perceived threat or dam-
age to a sense of self,” and “distress resulting from threat or damage to one’s body 
or self-identity.” This includes distress resulting from threat or damage to one’s 
physical being (i.e., physical suffering), distress originating in one’s cognitive or 
affective self-identity (mental suffering), and distress cumulating from threat or 
damage to one’s social identity (social suffering). 

 Although physical and mental suffering usually refer to inner discomforts of a 
human body while social suffering is often caused by external forces, these two 
sides are inherently correlated. Social suffering impacts an individual by either or 
both physical and mental means, so that social suffering is ultimately shown as 
either physical or mental suffering—or both. Physical and mental suffering do not 
just concern individuals, but constitute a social issue that needs to be dealt with at 
the societal level. As Wilkinson ( 2005 ) argued, suffering is a social result of indi-
viduals’ loss of the sense of worth and humanity. Kleinman ( 2009 ) also emphasized 
social institutions, global systems, and culture as causes of human suffering. From 
a sociological viewpoint, Anderson ( 2014 ) has related suffering to the interpretation 
of the meaning of modern history and an inhuman state produced by institutions and 
policies. This points to the importance of the roles of societal factors in causing—as 
well as relieving—human suffering. 

 Following these scholars, we do not distinguish social suffering from physical 
and mental suffering in our measures of felt-suffering. In fact, we  focus  on social 
factors in our analysis of the variation of felt-suffering. 

 In addition to individuals’ demographic differences (such as gender, age, race, 
and ethnicity), social factors of suffering have been explored in the existing litera-
ture. In Lelkes’ ( 2013 ) policy analysis, religion, marital status, education, employ-
ment, and income were taken into account as effective aspects to minimize suffering. 
These variables were also included in studies of happiness, subjective well-being, 
and QOL. Following the existing studies, we will use social factors relevant to 
China to study social variations in the Chinese’s felt-suffering. Despite the perva-
sive existence of suffering in human societies, studies directly focusing on suffering 
are still scarce, particularly in developing countries. Suffering is not evenly 
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 distributed across the globe. Individuals in the Global South are more likely to suf-
fer from poor and worsening living conditions resulting from the lack of abilities to 
cope with natural and human disasters, poor economies, and the deteriorating envi-
ronment (Anderson  2014 ). Studying the case of China is thus of great empirical and 
theoretical importance, for it helps identify the sources of human suffering within 
the context of a rapid economic growth.  

15.3     Suffering in a Transitional Context: Research 
Hypotheses 

 Since market-oriented reforms were launched at the end of the 1970s, China has 
made impressive progress in socioeconomic development. During the past three 
decades, an estimated 400 million people have been lifted out of poverty. The aver-
age years of schooling among adult Chinese aged 15–64 rose from 5 to 9 years, and 
life expectancy extended from 67 years in 1980 to 75 years in 2013 (WHO 1  and 
World Bank 2  websites as of January 2014). Still, as China has offi cially become the 
world’s second largest economy, the improvement of Chinese health has taken a 
much slower pace, according to the report titled  China: Health ,  Poverty ,  and 
Economic Development  by World Health Organization and China State Council 
Development Research Center ( 2005 ). Despite Chinese people’s positive feelings 
towards the rapid economic growth (Liu et al.  2012 ; Bian et al.  2014 ), negative 
consequences of the socioeconomic changes and an aging population have gener-
ated new sources of social suffering. We focus on the impacts of the demographic 
change, the increase in social inequality, and the changing social relations on the 
level of felt-suffering among Chinese citizens. 

15.3.1     Elders and Women as the Most Vulnerable 
Demographic Groups 

 In 2009, China’s population aged 65 years and above reached 113.1 million, or 8.5 
% of its total population. This indicates China’s formal international classifi cation 
as an “aging society” (Sun et al.  2011 ). Within this aging population, the subgroup 
of elders aged 80 and above—known as the “oldest old”—is the fastest growing 
group. Based on data released by the National Bureau of Statistics of China ( 2002 ), 
by 2000, the size of the oldest-old population had already reached approximately 

1   Retrieved on January 20, 2014:  http://www.who.int/countries/chn/en/ 
2   Retrieved on January 20, 2014:  http://search.worldbank.org/data?qterm=life+expectancy+in+Ch
ina+2013&language=EN&op= 
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11.5 million and accounted for nearly 9 % of all elders aged 60 years and older. One 
demographic study predicts China’s population aged 60 years and older will repre-
sent approximately 25 % of the total population by the year of 2050 (Zeng et al. 
 2010 ). The two CGSS datasets used in this study refl ect this fast aging trend of the 
Chinese population. Changes in proportions of all other age groups have been mild 
between 2005 and 2010, but the proportion of respondents aged 60 and above 
increased from 17.9 % in 2005 to 23.2 % in 2010. This represents a nearly 6 % 
increase in the population of elders within 5 years. 

 The supply of long-term care for elders lags far behind the growth of the elder 
population. Traditionally, care for elders in China is almost solely provided by off-
spring, other family members, relatives, or informal (unpaid) caregivers (Wu et al. 
 2008 ). As the size of the usual Chinese family decreases (not only due to the imple-
mentation of the one-child policy, but also, increasingly, because of the high costs 
of living and education), it has become more diffi cult for the elderly to rely on the 
care and support of adult children/grandchildren (Bartlett and Phillips  1997 ). 
Unfortunately, institutional care for elders is still underdeveloped, despite its quick 
growth in recent decades. At the end of 2004, institutional beds were available only 
for 0.9 % of elders aged 60 and above, and elders who suffered from physical and/
or mental disabilities were most likely to be denied admittance to such an institution 
(Wu et al.  2008 ). Taken together, these facts indicate that Chinese people have an 
increasing risk of felt-suffering with age. 

 The other salient demographic change lies in the shrinkage of the female popula-
tion in the labor market from 2005 to 2010. The proportion of working women 
consistently constituted above 40 % of the labor force in the fi rst half of the 2000s. 
For example, the proportion of working women represented 42.4 % and 44.7 % of 
the total population in the labor market, in 2002 and 2004, respectively; and around 
46 % of new employees were women each year in the same period. However, the 
proportion of employed women reduced to about 37 % in 2010. 3  The lingering 
impacts of the global economic recession and the reform in the higher education 
system in the early 2000s, among other factors, created the tightest ever labor mar-
ket since the start of the socioeconomic reform. Consequently, women have increas-
ingly been marginalized in the Chinese labor market. Those women who are able to 
actively participate in the labor market face rising discrimination, unjustifi ably 
demanding working conditions, and increasing diffi culties to balance work and 
family obligations (He and Wong  2011 ; Zuo and Bian  2005 ). We expect the 
following:

    Hypothesis 1: Women and older people are more likely to feel suffering than men 
and younger people, respectively.      

3   Computations were based on information from China Labor Statistical Yearbooks in 2003, 2005, 
and 2011. 
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15.3.2     Suffering Deepened by Increasing Social Inequality 

 Existing studies on the sense of happiness have documented the positive impacts of 
economic development on Chinese citizens’ subjective well-being. According to 
data issued by the government-run social media, the percentage of “happy” Chinese 
people increased from 44.8 % in 2010 to 47.9 % in 2012. 4  Using CGSS data from 
2003 to 2010, Liu et al. ( 2012 ) confi rmed the positive association between eco-
nomic development and the sense of happiness among the Chinese. A similar trend 
was also found in Bian et al.’s  2014  study, based on data collected from 12 prov-
inces in West China. However, the measure of the sense of happiness used in those 
studies seems to focus heavily on respondents’ perceptions of changes in living 
standards as measured by a variety of subjective material criteria. To the best of our 
knowledge, no study has focused directly on physical and mental suffering that 
Chinese people have encountered in the context of a rapid economic growth (though 
negative impacts of economic development on individuals’ well-being have gradu-
ally drawn scholarly attention). 

 The most obvious consequence of a rapid economic growth may lie in environ-
mental costs. As Kan ( 2009 ) pointed out, China’s environmental problems (includ-
ing outdoor and indoor air pollution, water shortages and pollution, desertifi cation, 
and soil pollution) have become more pronounced and damaging to the health of 
Chinese residents in recent years. According to estimations made by the WHO, 
each year, approximately 300,000 premature deaths are caused by outdoor air pol-
lution and 420,000 premature deaths are caused by the use of solid fuels in China 
(Smith et al.  2004 ). The World Bank estimated that the health cost of cancers and 
diarrhea associated with water pollution reached approximately $8 billion (all dollar 
amounts in US dollars) in rural areas of China in 2003 (Kan  2009 ). In 2008, the 
government spent $66 billion (1.49 % of the national GDP) to cope with pollution 
(National Bureau of Statistics of China  2009 ). Risks of suffering resulting from 
environmental problems are visible and have drawn public attention. 

 Increasing social inequality, another consequence of fast-paced economic devel-
opment, is less visible. Social disparities are as great as, if not more severe than, the 
impacts of environmental issues on individuals’ levels of felt-suffering. Thus, in this 
study, we pay particular attention to how the changing trend in the level of felt- 
suffering can be explained by the increase in social inequality. 

 Although under-studied, the association between economic development and 
social members’ physical and mental health can be seen in a few studies regarding 
Asian countries. Friedman and Thomas ( 2009 ) used data from the Indonesia Family 
Life Survey to examine the impact of the 1997 Asian fi nancial crisis on individuals’ 
psychological well-being. Their fi ndings show that the economic crisis was detri-
mental to psychological well-being (measured by depression, anxiety, and lowered 
aspirations) across all age groups. Liang et al. ( 2000 ) found a socioeconomic 

4   Retrieved from the Financial Channel, CCTV, March 7, 2012:  http://fi nance.jrj.com.
cn/2012/03/07132012427439.shtml 
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 gradient in old age mortality in China and Taiwan. Using multiple health outcome 
measures for data collected in Thailand, Zimmer and Amorbsirisomboon ( 2001 ) 
found strong socioeconomic associations with self-assessed health and functional 
limitation. They did not, however, fi nd a signifi cant association between one’s 
socioeconomic status (SES) and self-reported chronic health conditions, such as 
cardiovascular diseases. 

 Following the conventional wisdom, we consider education and self-reported 
social class position as the measures of one’s SES. In today’s China, as in many 
societies, education is directly associated with income. This is rather accurately 
refl ected by one’s self-assessed social class position (particularly when an accurate 
report about income is not available). Those who experience improvement in their 
SES tend to have higher subjective well-being scores (Xing  2012 ; Steele and Lynch 
 2013 ; Bian et al.  2014 ). Lowered SES causes suffering from the scarcity of resources 
and opportunities. Thus, using education and self-reported social class position as 
indicators, we hypothesize that:

    Hypothesis 2: Individuals who have lower socioeconomic statuses tend to suffer to 
a greater extent, compared to their counterparts who have higher socioeconomic 
statuses.     

 We distinguish two measures of one's SES:

    Hypothesis 2(a): Poorly educated individuals are more likely than highly educated 
ones to suffer.   

   Hypothesis 2(b): Individuals who perceive themselves at lower social classes are 
more likely than those perceiving themselves at higher social classes to suffer.     

 In addition to the SES dimension, social inequality in China's context is also 
often observed in a spatial dimension. China has long struggled with the urban-rural 
division and regional disparities. While two-thirds of the total population reside in 
rural areas, resources are concentrated in the cities. Urbanites enjoy signifi cantly 
higher earnings and standards of living, as well as easier access to the government’s 
medical insurance plans and better healthcare facilities. By contrast, rural health-
care has been described as often administered by “barefoot doctors,” practitioners 
briefl y trained to provide frontline service and often on a part-time basis (Sidel 
 1993 ). In other words, the rapid economic growth due to China's transition has sig-
nifi canlty benefi ted the healthcare system in urban areas, but not in rural areas. 
Particularly, the community aspects of healthcare in rural China have been slowly 
dismantled in the process of privatization of healthcare, which has further exacer-
bated the unequal opportunities for healthcare between rural and urban citizens. 

 Increasing social inequality has also been driven by the imbalanced economic 
development across Chinese regions. In the beginning of the reform, east coastal 
areas along the Pacifi c were given priority in practicing market mechanisms by 
attracting foreign investments directly (Naughton  2007 ). Almost two decades later, 
the market economy was established in the western regions, where poor peasants 
and ethnic minority groups constituted the majority of the population (Bian et al. 
 2014 ). While the government successfully led the nation through the transitional 
process by opening up regional markets step by step, this differential developmental 
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strategy deepened regional gaps in economic development and income distribution. 
We hypothesize that social inequality, shown as the urban-rural division and regional 
disparities, would have a signifi cant impact on the Chinese citizens’ well-being. In 
brief,

    Hypothesis 3: Urbanites are less likely than rural residents to suffer, and individuals 
living in highly developed regions are less likely to suffer than those living in less 
developed regions.      

15.3.3     Social Disconnection: A Source of Suffering 
in Modern Society 

 Suffering due to social disconnection has often been seen as a by-product of indus-
trialization in developed countries. Using data drawn from the 1985 General Social 
Survey in the United States, Marsden ( 1987 ) found a decreasing trend in the net-
work size of an average American. Physical and mental suffering occurred in people 
who had fewer contacts to discuss important matters. This argument was echoed by 
Putnam’s infl uential book  Bowling Alone  ( 2000 ), which expressed concern for 
Americans’ well-being in a time of social isolation, identifi ed by their shrinking 
social connections with the government, the church, the community, and even the 
family. 

 Recent studies using Chinese data revealed similar fi ndings about the importance 
of social connection for happiness (Bian et al.  2014 ), particularly among elders 
(Sun et al.  2011 ). Based on data from the 2008 National Household Health Survey 
(NHHS), Sun et al. found that elders who lived alone were signifi cantly more likely 
to report problems with mobility, pain/discomfort, and anxiety/depression. However, 
if those elders retained close relationships with their relatives and/or friends, their 
likelihood of reporting health-related problems decreased signifi cantly. Similarly, in 
another study about rural elders in China, Zhen and Silverstein ( 2008 ) found those 
who retained positive relationships with their daughters-in-law were more likely to 
report high scores in both physical and mental health. Socially isolated individuals 
are more likely to feel unhappy, which may in turn increase their chances of devel-
oping physical problems. Our hypothesis is thus as follows:

    Hypothesis 4: Individuals who are integrated to the society through marital and/or 
social relations are less likely to feel suffering than those who lack these types of 
social connections.       

15.4     Research Design 

  Data     In this study, we used data from the Chinese General Social Surveys (CGSS) 
in 2005 and 2010. The CGSSs are large, cross-sectional household surveys using 
the countrywide representative sampling frame. Excepting Tibet, all provinces and 
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regions of China are covered. Only civilian residences are sampled. A mapping 
method is used to randomly sample households, ensuring that “migrant population” 
residents in the cities and towns are sampled with equal probability as permanent 
residents with urban household registration. Data collection is based on the use of 
structured questionnaires through face-to-face interviews. A detailed methodlogical 
report of the CGSSs can be found elsewhere (Bian and Li  2012 ).  

 Because of the rapidly increasing social inequality in the second half of the 
2000s, we chose to focus on the survey data collected in 2005 and 2010. Another 
advantage of using data from these two years is that similar questions about physi-
cal and mental limitations in one’s daily life were asked in both surveys. A similar 
sampling frame was also used in both years, resulting in similar sample sizes 
between these two surveys. In 2005, 10,372 Chinese adults, aged between 18 and 
94, were sampled, including 4,919 men and 5,453 women. In 2010, the total sample 
size was 11,783, among which 5,677 were men and 6,106 were women, with an age 
range of 17–96. The comparable samples between the two years offer fairly robust 
evidence to test our hypotheses. 

  Felt-Suffering     We measured the concept of felt-suffering by three dichotomous 
variables. Based on a 5-point measure of self-reported general health conditions, we 
generated the fi rst measure—“poor health” (with “yes” coded as 1 and “no” coded 
as 0) to measure if there were identifi able causes of one’s suffering. Respondents 
who reported that their general health status was “excellent,” “good,” or “OK” were 
included in the group of “0”, while those who reported that their general health 
status was either “poor” or “very poor” were included in the group of “1”. People 
with poor general health are expected to be more likely to feel suffering in their 
daily lives.  

 The second measure is physical suffering. Similar to the Integrated Health 
Interview Series database used in Anderson’s ( 2014 ) study, the CGSSs measured 
physical suffering by the extent to which the respondent felt limited in his or her 
daily routine activities. In our study, we coded physical suffering as “yes” (=1), if 
the respondent reported that their physical conditions bothered their daily routine 
activities, either “sometimes,” or “often,” or “always.” We coded physical suffering 
as “no” (=0), if the respondent reported that their physical conditions did not at all 
bother, or seldom bothered their daily routine activities. 

 The third measure, mental suffering, was coded in a similar way. The group of 
“yes” (=1) includes respondents who reported that their daily routine activities were 
interrupted by their emotional problems (i.e., anxiety and depression), either “some-
times,” or “often,” or “always”. The group of “no” (=0) includes respondents who 
reported that their daily routine activities were not at all interrupted, or seldom 
 interrupted by their emotional problems. 

  Social Factors     We used two demographic variables: gender (male = 1; female = 0) 
and age (coded in year). Our socioeconomic status (SES) variables include educa-
tion (coded in year) and self-assessed SES (lower = 1; lower-middle = 2; middle = 3; 
upper-middle = 4; and upper = 5). In the regression analysis that follows shortly, 
squared age and education were also used to control over possible quadratic effects 
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of age and education, respectively. To take into account social inequality in the spa-
tial dimension, we used two locality variables. “Urban” is a dichotomous variable 
referring to the location of a respondent’s residence, with urban areas coded 1 and 
rural areas coded 0. We generated the variable of “region”, based on GDP per cap-
ita 5  across province-level units: 3 units (Beijing, Tianjin, Shanghai), in which GDP 
per capita was above 20,000  yuan , were coded as the highly developed region; 7 
units along the coastal line, where GDP per capita was between 10,000 and 
20,000  yuan , were coded as the fairly developed region; and all the remaining units, 
where GDP per capita was below 10,000  yuan , was coded as the least developed 
region. For the convenience of coding, we named the three categories high, medium, 
and low developmental regions. Finally, we used two variables to measure one’s 
social connections. Marital status is a dichotomous variable, with living with a part-
ner coded 1 and otherwise coded 0. We also considered the strength of ties one had 
with family members, relatives, and friends. All respondents were categorized into 
two groups: “pro-social” (coded as 1) and “anti-social” (coded as 0). Respondents 
who reported that they were not at all close to, or not very close to, anyone else were 
considered anti-social; all other respondents were categorized into the pro-social 
group.  

  Analytic Strategy     Following descriptive statistics, Binary Logit Regression models 
were used to estimate the three dichotomous dependent variables. We pooled the 
2005 and 2010 CGSS datasets together by using the survey year as a binary variable 
(with the year of 2010 coded 1, and the year of 2005 coded 0). We also controlled 
over the interaction effects between all independent variables and the binary vari-
able of the survey year, so that we were able to distinguish the average effect of an 
independent variable from its changing effect between 2005 and 2010.   

15.5     Results 

  Level of Suffering     Figure  15.1  presents the three measures of suffering in 2005 and 
2010. In 2005, about 16 % of respondents reported poor health. The percentages of 
reported physical suffering and mental suffering are higher, around 23 % and 30 %, 
respectively. In 2010, the percentages of reported suffering went up in all three 
measures. More than 18 % of respondents reported poor health, 29 % physical suf-
fering, and 34 % mental suffering. While existing studies show a slight increase in 
Chinese people’s sense of happiness or subjective well-being in the 2000s (Xing 
 2012 ; Steele and Lynch  2013 ), there seems to be an increasing level of health- 
related suffering among the Chinese from 2005 to 2010.   

 In Fig.  15.2 , we presented a series of binary cross-tabulation results. Descriptive 
statistics show that the proportions of women who felt suffering were greater than 

5   Information was collected from Table 3–9 in China Statistical Yearbook 2003, complied by 
National Bureau of Statistics of China. 
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those of men in all the three measures and in both years. Moreover, from 2005 to 
2010, more respondents reported the feeling of suffering in all the three measures 
and in both genders. Similar trends are generally observed in the dimensions of age, 
urban-rural division, relationship status, education, and self-reported SES. In gen-
eral, higher proportions of individuals who reported suffering were observed in the 
groups of elders, rural residents, individuals living without partners, the poorly- 
educated, and those who ranked themselves at lower social classes, in all the three 
measures and in both years. The proportions also increased in general overall during 
the 5 years. Interestingly, however, the distribution of suffering by the self-reported 
SES seems to display a “U-shape” relationship. The lowest level of suffering was 
not found in the upper class, but rather, in the upper-middle class, across three mea-
sures. Also, while more individuals seemed to suffer in 2010, fewer individuals 
aged under 40 reported poor health in 2010, compared to the numbers of individuals 
with poor health in the corresponding age groups in 2005. In 2010, individuals with 
some post-secondary education also reported poor health less often than their coun-
terparts in 2005.  

  Demographic Attributes     We further examined the impacts of social factors on the 
likelihoods for one to feel suffering in three measures. Table  15.1  confi rms a clear 
gender gap in all three measures of suffering, with women having a signifi cantly 
higher probability of having poor health, and feeling suffering physically as well as 
mentally than men. The non-signifi cant interaction effects show that this gender gap 
is persistent and unchanged between 2005 and 2010. In both years, men were 33 % 
(coef. = −0.401) less likely than women to report poor health, 31 % (coef. = −0.365) 
less likely to report physical suffering, and 18 % (coef. = −0.201) less likely to report 
mental suffering. In terms of age, one’s risk of having poor health increases by 9 % 
(coef. = 0.088) for every year increase in age. The statistically positive yet extremely 
small coeffi cient of the quadratic term indicates that although aging could have a 
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positive impact on one’s well-being, the positive effect of aging would not occur in 
a reasonable lifespan of human beings. Turning to the interaction effects, we 
observed that the risk of poor health became much higher in 2010 than in 2005. The 
patterns of risks for physical and mental suffering were similar. Other covariates 
being equal, older people have higher risks of feeling physical and mental suffering 
in both 2005 and 2010; for every year of increase in age, physical suffering went up 
by 7 % (coef. = 0.066), and mental suffering went up by 5 % (coef. = 0.047). The 
gender and age effects confi rm that Chinese women and older people are indeed 

  Fig. 15.2    Distribution of three measures of felt-suffering by individual traits, CGSSs 2005–2010. 
( a ) By gender ( b ) By age ( c ) By urban-rural division ( d ) By relationship status ( e ) By education ( f ) 
By self-reported SES       
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   Table 15.1    Binary logit regression of general, physical, and mental suffering   

 Independent 
variables 

 Poor health  Physical suffering  Mental suffering 

 Main effect 
 Interaction 
with year  Main effect 

 Interaction 
with year  Main effect 

 Interaction 
with year 

 Year (2010 = 1)  −1.417***  0.075  0.787** 
 (0.541)  (0.426)  (0.350) 

  Demographic attributes  
 Male  −0.401***  0.056  −0.365***  0.030  −0.201***  −0.013 

 (0.061)  (0.082)  (0.053)  (0.071)  (0.047)  (0.063) 
 Age  0.088***  0.065***  0.066***  0.025  0.047***  −0.006 

 (0.014)  (0.019)  (0.011)  (0.015)  (0.010)  (0.013) 
 Age square  −0.0004***  −0.001***  −0.0002**  −0.0002  −0.0002**  −0.000 

 (0.0001)  (0.000)  (0.0001)  (0.0002)  (0.000)  (0.000) 
  Socioeconomic status  
 Education  −0.014  −0.019  −0.066***  0.014  −0.045***  −0.029 

 (0.020)  (0.027)  (0.018)  (0.024)  (0.016)  (0.022) 
 Education square  −0.003*  −0.001  0.001  −0.001  0.0001  0.002 

 (0.001)  (0.002)  (0.001)  (0.002)  (0.001)  (0.001) 
 Lower- middle 
SES 

 −0.507***  −0.194*  −0.380***  −0.193*  −0.442***  −0.097 

 (0.073)  (0.113)  (0.066)  (0.106)  (0.059)  (0.098) 
 Middle SES  −0.830***  −0.455***  −0.674***  −0.474***  −0.896***  −0.233** 

 (0.073)  (0.114)  (0.065)  (0.105)  (0.059)  (0.098) 
 Middle- upper 
SES 

 −0.910***  −0.650***  −0.799***  −0.574***  −1.275***  −0.181 

 (0.140)  (0.200)  (0.120)  (0.170)  (0.113)  (0.159) 
 Upper SES  −0.472  −0.499  −0.620**  −0.918*  −0.987***  −0.132 

 (0.311)  (0.560)  (0.288)  (0.541)  (0.269)  (0.463) 
  Locality  
 Urban  −0.287***  0.202**  −0.215***  −0.076  0.001  −0.022 

 (0.069)  (0.095)  (0.061)  (0.083)  (0.054)  (0.075) 
 Fairly- developed   0.242**  −0.284*  0.220**  −0.134  0.241***  −0.111 

 (0.119)  (0.161)  (0.099)  (0.134)  (0.086)  (0.118) 
 Least- developed   0.473***  0.018  0.406***  0.067  0.513***  0.022 

 (0.114)  (0.154)  (0.094)  (0.128)  (0.082)  (0.114) 
  Social connections  
 Living with a 
partner 

 −0.128  −0.012  −0.087  −0.130  −0.233***  −0.027 

 (0.090)  (0.118)  (0.081)  (0.106)  (0.071)  (0.094) 
 Pro-social  −0.427***  0.114  −0.188*  −0.085  −0.396***  0.229** 

 (0.112)  (0.125)  (0.106)  (0.116)  (0.096)  (0.106) 
 Constant  −3.522***  −2.729***  −1.332*** 

 (0.376)  (0.317)  (0.263) 
 N  21,418  21,387  21,394 

  Note: Presented in the table are regression coeffi cients followed by standard errors in parentheses. 
Two detailed level of signifi cance: ***p < 0.001, **p < 0.01, *p < 0.05, + p < 0.1  
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more likely to be in poor health conditions, and feel suffering physically and men-
tally. These fi ndings are in support of Hypothesis 1.

     Socioeconomic Status     Both education and self-perceived SES generate consistent 
results for a negative association with the risks of suffering. That is, the risks of suf-
fering were lower for a highly educated or higher-status person. While education 
presented a curvilinear, negative effect on the risk of poor health, its effects on 
physical and mental suffering were linear and negative. The effects of education did 
not change from 2005 to 2010, as education-year interactions were not signifi cant. 
SES exerted more consistent effects and the cross-year changes were also rather 
signifi cant: The higher the social status at which one ranked him- or herself, the 
lower the risk was for one to report poor health, and feelings of physical and mental 
suffering. One exception is the non-signifi cant effect of being at the upper class on 
the risk of poor health. However, the risks of suffering steadily decreased as one’s 
social status increased. The signifi cant interaction effects show that gaps in the risks 
of suffering widened between the lower class and other social classes, indicating the 
sharp increase in the feeling of suffering among the most socioeconomically disad-
vantaged individuals. Overall, the results of educational and SES effects on suffer-
ing are in strong support of Hypothesis 2. Namely, socioeconomic status makes 
great differences in individuals’ risks of suffering in all the three health-related 
measures.  

  Locality Effects     Urbanites were 25 % (coef. = −0.287) less likely than rural resi-
dents to report poor health in 2005, and this difference was further enlarged by 19 
% in 2010 (the urban-year interaction coef. = −0.202). Urbanites were also 20 % 
(coef. = −0.215) less likely than their rural counterparts to feel physical suffering, 
and this effect did not change from 2005 to 2010. There was no urban-rural differ-
ence in mental suffering. Furthermore, levels of poor health, physical, and mental 
suffering were highly associated with economic development of the region where 
the respondent resided. Compared to those in the region with the highest level of 
economic development, individuals in fairly-developed provinces were about 
25–27 % more likely to report poor health, physical, and mental suffering; and indi-
viduals in least-developed provinces were about 50–67 % more likely to report suf-
fering in the three measures. Interaction terms show that these estimated differential 
margins remained the same between 2005 and 2010, other than one exception. 
Altogether, the general tendency is that urbanization and economic development 
reduce the risks of suffering, in support of Hypothesis 3.  

  Social Connections     Living with a partner did not make a difference in one’s risk of 
having poor health and feeling physical suffering in 2005 or 2010, but it made a 
great difference in mental suffering in both years at a similar level. A person who 
lived with a partner was 21 % (coef. = −0.233) less likely to suffer mentally than a 
person who shared similarities in other characteristics but did not live with a partner. 
On the other hand, pro-social individuals had signifi cantly lower risks of suffering 
in all three dimensions. Compared to those who did not have close relationships 
with anyone else, individuals who reported close relationships with family mem-
bers, relatives, or friends were 35 % (coef. = −0.427) less likely to report poor health, 
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18 % (coef. = −.188) less likely to feel physical suffering, and 23 % (coef. = −.396) 
less likely to feel mental suffering. While the positive effect was reduced on mental 
suffering in 2010, effects on the risks of poor health and physical suffering were the 
same between the two years. These fi ndings thus support Hypothesis 4 mainly when 
mental suffering is considered.  

  Between-Year Change     We now revisit trends in the increase in the levels of suffer-
ing in all three measures from 2005 to 2010, as shown in Figs.  15.1  and  15.2 . It is 
evident that the between-year increase in poor health resulted mostly from the fact 
that from 2005 to 2010, health worsened for older people, lower-status ones, and 
those who lived in less-developed regions, implying worsening living conditions for 
these groups due to the increase in social inequality over the 5-year span. The 
increases in physical and mental suffering, on the other hand, were due mostly to the 
greater effects of one’s socioeconomic status in 2010 than in 2005.   

15.6     Conclusion 

 Our analysis shows that the relative levels of poor health, physical suffering, and 
mental suffering increased in China from 2005 to 2010. A number of social factors 
might have contributed to this increase. 

 Gender, education, level of economic development of the region, partner status, 
and social connections were found to exert generally consistent effects on felt- 
suffering among the three measures in both 2005 and 2010. Namely, being male, 
being more educated, living in the highly developed region, living with a partner, 
and having close social connections signifi cantly reduce risks of felt-suffering. 
These results have three implications for how suffering can be reduced in the future. 
First, the increase in higher education and economic growth in less developed 
regions will signifi cantly reduce the risks of suffering. Second, social justice and 
social equality between men and women will reduce the risks of suffering, espe-
cially for women. Finally, China must increase quality of marital and social life in 
order to maintain a low level of suffering among citizens. 

 Age, rural-vs.-urban residence, and self-perceived socioeconomic status also 
affected one’s felt-suffering in all three measures, and the effects of these factors 
varied from 2005 to 2010. First, the risk of poor health increased with age and the 
age effect nearly doubled in 2010. This implies that living conditions and social 
support system for Chinese elders must be improved in order to prevent them from 
suffering from poor health. Second, compared to rural residents, urbanites were 
signifi cantly less likely to report poor health in 2005, but this urban-rural difference 
nearly disappeared in 2010. Whether this was due to the improved rural living con-
ditions or the worsening living conditions in the cities should be a research task for 
future studies. Third, socioeconomic status has a signifi cantly positive effect on all 
three measures of suffering, and the effect was much stronger in 2010 than in 2005. 
This indicates that as a fast-growing economy, China must actively improve living 
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standards for the poor and constrain the rich from benefi tting in an already very 
unequal distribution of income and wealth. 

 The increase in all three of our suffering measures should be further studied with 
a much greater effort than we could give in this chapter. If suffering were to con-
tinue to rise at the rate we found, that would indicate serious problems for China, a 
second largest economy of the world. Does the rise imply a rise in expectations of 
freedom from suffering due to higher income and wealth in more recent years? 
Could the rise be that increasing environmental problems caused certain physical 
and/or mental issues, which were formerly not labeled as suffering, to become iden-
tifi ed as suffering? Might the rise be caused by some other unknown factors? Also, 
can the rise be replicated in newer studies? These questions need be taken seriously 
in future studies.     
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Chapter 16
Suffering Ailments and Addiction Problems 
in the Family

Mariano Rojas

16.1  Introduction

The family is an ancient and essential human institution; family members often 
constitute a close and intimate network of ties that systematically constitute major 
socializing effects on all members. Even though well-being is a personal experi-
ence, it is important to recognize that well-being does not exist in a bubble—that is, 
it is not independent of what happens to those we care about. Family could be 
understood as the first-level human ecosystem in the generation and sustainability 
of people’s well-being (Bronfenbrenner 1979).

Unfortunately, many factors may generate problems within the family, and these 
have serious implications for each family member’s well-being. Illnesses, for exam-
ple, are part of life, and people may face not only their own ailments but also the 
ailments of family members and other loved ones. Thus, a person’s well-being is 
expected to be affected by illnesses other family members face. The main purpose 
of this chapter is to study this issue in Mexico.

In 2012, Mexico’s National Statistical Office administered a representative sur-
vey to gather information about the subjective well-being of citizens. The survey 
also inquired about possible grave ailments and addictions (alcohol or drug) within 
the family. This data is leveraged to learn how the health and addiction problems of 
family members affect the subjective well-being of the interviewed person.
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16.2  Well-Being and the Family

16.2.1  The Family: A Central Human Institution

The family is an ancient institution and almost universally recognized as a pillar of 
society. Most children grow up within families, and the majority of adults live in 
families. Human beings are familiar with words such as mom, dad, brother, sister, 
son, daughter, wife, and husband. Words for more distant relations, such as grandpa, 
grandma, uncle, aunt, and cousin, are also common. Though most people are well- 
acquainted with the concept of the family, its nature and understanding is highly 
diverse across cultures (Zimmerman and Frampton 1935).

Most understandings of the family make reference to close emotional and eco-
nomic ties among family members. Emotional ties are expected to be mostly posi-
tive, while economic ties emphasize cooperation and even altruism. The list of 
qualities associated with the family vary but, in general, it is common to think about 
love, respect, caring, understanding, acceptance, encouragement, guidance, secu-
rity, recognition, nurturing, empathy, reciprocity, and long-run commitment (Becker 
1981, 1991; Lowman 1987). Negative aspects such as abuse, dispute, control, fear, 
fighting, anxiety, burden, and conflict may also come to mind when thinking about 
the family (Palomar 1999).

Joaquim Vogel points towards the important role the family plays in providing 
the conditions in which people’s well-being emerges. Vogel states:

In the case of the labour market the distribution of resources is based on competition and 
individual performance. The welfare states’ redistribution is focused at solidarity between 
citizens. In the case of the family the principle is reciprocity and an informal contract 
between family members concerning responsibilities for the welfare of family members. 
There is a contract between spouses, between parents and their children, between adults and 
their elderly parents, and between adults and further relatives (Vogel 2003: 393).

It is clear that the family implies a long-run shared project for all family mem-
bers, in which commitment, formal or informal, plays an important role. A “family 
is more than just a collection of people who might expose each other to infections 
and pollutants” by inhabiting the same house (Ross et al. 1990: 1059). The family 
is expected to make an important contribution to the satisfaction of each member’s 
material and psychological needs (Antonucci 1990; Demo and Acock 1996; Evans 
and Kelley 2004; Kim and Kim 2003).

The literature on family structure, family arrangements, and intra-family arrange-
ments discusses such important topics through the existence of size economies 
within the family, the economic and emotional costs and benefits from additional 
members, and the intra-family distribution of the benefits from living in family 
arrangements (Rojas 2007a; Yang 2003). Censuses commonly define the family as 
“two or more individuals related by blood, marriage, or adoption who reside in the 
same household” (Cherlin 1981). Different family typologies may be advanced 
within this definition, such as nuclear two-parent family, nuclear one-parent family, 
extended family, and three-generation extended family. Still, this definition may 
neglect important emotional and economic links that prevail among people who do 
not reside in the same household. The concept of extended family helps us reference 
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those who understand themselves as emotionally linked, either because they grew 
up together, share the same progenitors, or share a special, stable bond (Murtan and 
Reitzes 1984; Ofstedal et al. 1999; Schwarze and Winkelmann 2011).

Each person defines the boundaries of his or her own family on the basis of his 
or her own understandings and expectations. For some, and in some countries, the 
family does not go beyond spouse and parental links, while for others it includes 
uncles, aunts, grandparents, cousins, and even close friends. Caring about those 
considered “part of the group” is an important feature in all families (Altonji et al. 
1992; Rossi and Rossi 1990).

16.2.2  Well-Being and the Subjective Well-Being Approach

16.2.2.1  The Experience of Being Well

The subjective well-being approach understands well-being as the experience peo-
ple have of being well. Well-being happens in the realm of the person, not in objects. 
And even though the experience of being well can be analytically separated from 
the person for academic purposes, it is a subjective experience that does not exist 
without the person who is experiencing it.

It is in the human condition to be able to recognize different types of well-being 
experiences, such as: first, sensorial experiences associated to pain and pleasure; sec-
ond, affective experiences related to emotions and moods which are usually classified 
as positive and negative affects and understood in terms of enjoyment and distress; 
third, evaluative experiences assessed on the basis of the attainment of goals and 
 aspirations individuals hold and are usually termed as achievements and failures in 
life; fourth, very intense, short, and global experiences of being well which are usually 
classified as flow states. Thus, when talking about well-being, it is common to make 
reference to affective, sensorial, evaluative and even mystical experiences (Argyle 
2002; Csikszentmihalyi 2008; Rojas and Veenhoven 2013; Veenhoven 1991).

16.2.2.2  A Synthesis: Life Satisfaction

The subjective well-being approach also recognizes that people are able to synthe-
size their essential experiences into a measure of how well life is going. For exam-
ple, it is very likely for people experiencing pleasure, joy, and achievement to make 
a synthesis in terms of their life going great or being highly satisfied with their life. 
In other cases, when there are conflicting experiences, people are challenged to 
come up with a synthesis. They may end up reporting being modestly satisfied or 
unsatisfied with their life, depending on the weight or personal importance they give 
to the conflicting experiences.

A crucial feature in the subjective well-being approach is the recognition that 
every person is in a privileged position to judge and report his or her well-being. The 
best way to learn about people’s well-being is to ask them. One common question 
is, “Taking everything in your life into consideration, how satisfied are you with 
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your life?” The incorporation of this approach into academic studies of well-being 
is relatively new; some sociologists, psychologists, and economists started using 
subjective well-being information in the 1970s and 1980s (Andrews and Withey 
1976; Argyle 1987; Campbell 1976; Campbell et al. 1976; Diener 1984; Easterlin 
1973, 1974; Michalos 1985; van Praag 1971; Veenhoven 1984). While still new, this 
is now a well-accepted approach, included in the OECD guidelines for measuring 
subjective well-being (OECD 2013) and used by national statistical offices around 
the world, including Mexico.

16.2.2.3  Understanding People’s Well-Being: Domains of Life

Life satisfaction can be understood on the basis of people’s essential sensorial, 
affective, and evaluative experiences. The domains-of-life literature states that a 
person’s life can be approached as a general construct of many specific domains and 
that life satisfaction can be understood as the result of satisfaction in the domains of 
life (Cummins 1996; Headey et al. 1984, 1985; Headey and Wearing 1992; Rojas 
2006, 2007b; van Praag and Ferrer-i-Carbonell 2004; Veenhoven 1996). The 
approach attempts to understand a general appraisal of life as a whole on the basis 
of a vector of specific appraisals in more concrete spheres of being.

The enumeration and demarcation of the domains of life is arbitrary; it can range 
from a small number to an almost infinite recounting of all imaginable human activ-
ities and spheres of being. Thus, there are many possible partitions of a human life, 
and the selected partition depends on the research’s objectives. Nevertheless, any 
partition must value parsimony, meaning, and usefulness. Van Praag et al. (2003) 
studied the relationship of satisfaction in different domains of life (health, financial 
situation, job, housing, leisure, and environment) and satisfaction with life as a 
whole. They state that “satisfaction with life as a whole can be seen as an aggregate 
concept, which can be unfolded into its domain components” (van Praag et al. 2003: 
3). A similar approach is followed by Rojas (2006), who argues for a non-linear 
relationship between satisfaction in domains of life and overall life satisfaction.

16.2.3  Ailments and Addiction Problems in the Family 
and People’s Well-Being

Researchers have stated that the family constitutes a first-level human ecosystem in 
the generation and sustainability of individuals’ well-being (Bronfenbrenner 1979). 
Following this human ecosystem approach, whatever happens to one family mem-
ber will affect others’ well-being (Ross et al. 1990; Winkelmann 2005). The strength 
of links, which can be thought of as both economic and emotional, between a per-
son’s well-being and the events that take place in his or her family may depend on 
the specific event under consideration.

Economic links refer to the generation and allocation of scarce resources used to 
satisfy material needs. The family can be understood as a production unit in which 
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many resources need to be efficiently allocated in order to generate and distribute 
well-being across all members. Many such economic decisions are made within the 
family. For example, there is an intra-household division of labor that requires fam-
ily members to perform specific tasks; the benefits from the total goods and services 
generated by the household resources then have to be allocated among household 
members on the basis of some norms. Because of specialization and division of 
labor, sharing and reciprocity rules may emerge within the family (Rojas 2009). It 
is expected that these within-family decisions will make an important contribution 
to the well-being of all family members; any disruption within the family may be 
detrimental to people’s well-being.

To return, however, to the earlier metaphor, a family is not only a production unit 
but also an ecosystem in which people grow up and develop as persons. Strong and 
close emotional links emerge in this process. Within the family, regard for others, 
nurturing, and care allow members to satisfy psychological needs and develop iden-
tity. Affection is expected, and emotions play a crucial role in generating long-run 
stable bonds (Olson and Barnes 1987; Rettig and Leichtentritt 1999; Stevens 1992). 
Any problem within the family can impact all family members’ well-being to differing 
degrees. In this chapter, two specific kinds of problems are studied: grave ailments and 
addiction problems, both of which are generally associated with suffering.

16.3  Database and Variables

16.3.1  The Survey

Mexico’s National Statistical Office (INEGI) ran its first subjective well-being sur-
vey in 2012. The Self-Reported Well-Being Survey (BIARE, for its name in 
Spanish) is representative at the country level and included 10,654 observations of 
respondents aged 18–70 years old. This is the first survey done by a Latin American 
National Statistical Office to gather subjective well-being information. Due to its 
experimental nature, the survey is rich in subjective well-being variables as well as 
in information about life events. The database incorporates expansion factors, which 
are used in this study.

16.3.2  Variables in the Survey

16.3.2.1  Subjective Well-Being Variables

The following variables are used to represent the subjective well-being situation of 
the population of adults:

 – Life satisfaction: How satisfied are you with your life?
 – Satisfaction with affective life: How satisfied are you with your affective life?
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 – Satisfaction with life achievements: How satisfied are you with your  achievements 
in life?

 – Domain satisfaction: Availability of free time, economic situation, job, family 
relations, and health.

The response scale for these variables goes from 0 to 10, implying that it is reason-
able to treat these variables as cardinal or interval measures.

Table 16.1 presents the subjective well-being reported by Mexicans. Life satis-
faction is relatively high, with an average value above 8. The affective situation 
(satisfaction with affective life) is higher than the evaluative situation (satisfaction 
with achievements in life). This is common in Latin America, and points toward the 
importance of the effects in generating Latin Americans’ well-being and toward 
their relatively poor situation regarding access to those goods and services consid-
ered as necessary for high standards of living. Another constant in Latin American 
studies is the relatively high satisfaction with family relations and the relatively low 
satisfaction with their economic situation.

16.3.2.2  Grave Ailments and Addiction Problems in the Family

The survey also gathered information about whether a relative was experiencing a 
grave ailment. The questionnaire accounted for different kinds of affinity: spouse or 
partner, mother or father, sister or brother, daughter or son. The response scale was 
dichotomous: yes (1) or no (0). Unfortunately, the survey does not provide in-depth 
data about the nature of the ailments family members are experiencing.

There is also information about somebody at home (presumably a relative) fac-
ing alcoholism or drug addiction problems (again, the response scale is dichoto-
mous). Table 16.2 shows the situation in Mexico; approximately 15 % reported that 
their mother or father had a grave ailment, and more than 7 % reported a grave ail-
ment affecting a sister or brother. The situation is similar in the case of the spouse 
or stable partner. Only about 4 % of people in the survey reported that at least one 
of their children had a grave ailment. Almost 9 % reported facing alcoholism in 
their home, with drug addiction at 2.5 %.

Table 16.1 Subjective 
well-being situation  
Mexico 2012

Variable Mean Std. Dev.

Life satisfaction 8.04 1.94
Satisfaction with
Life achievements 7.55 2.13
Affective life 8.20 1.99
Free time 6.86 2.68
Job 7.78 2.33
Economic 6.50 2.32
Family 8.53 1.76
Health 8.22 1.91

Source: BIARE 2012, INEGI
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16.3.3  Some Descriptive Statistics

My main objective is to understand how experiencing ailments and addiction prob-
lems in the family affect personal well-being. Table 16.3 presents the situation for 
some subjective well-being indicators (life satisfaction, satisfaction with life 
achievements, and satisfaction with affective life) for people who report having a 
family member with grave health problems or an addiction problem. As expected, 
people who have a relative with a grave ailment or other problem at home had, on 
average, lower life satisfaction as well as lower affective and achievement 
satisfactions.

In the case of grave ailments, the difference in life satisfaction between those 
who had a relative with a serious illness and those who did not was greater when the 
relative was a spouse or a child. The pattern repeats in the case of the satisfaction 
with achievements in life. However, in the case of satisfaction with affective life, the 
impact was larger in the case of a daughter or son having a grave ailment.

Table 16.2 Grave ailment 
and addiction in the family

Variable Percentage

Grave ailment of
Spouse or partner 5.89
Mother or father 15.59
Sister or brother 7.48
Daughter or son 3.82
Addiction problems at home
Alcoholism 8.95
Drug addiction 2.58
Number of observations 10,649

Source: BIARE 2012, INEGI, Mexico

Table 16.3 Descriptive statistics – subjective well-being by problems in the family

Satisfaction with

Life as a whole Achievements in life Affective life

Grave ailment of Yes No Yes No Yes No
Spouse or partner 8.06 7.39 7.56 7.36 8.21 8.04
Mother or father 8.08 7.82 7.57 7.43 8.24 7.99
Sister or brother 8.06 7.84 7.56 7.41 8.22 7.97
Daughter or son 8.06 7.43 7.56 7.27 8.22 7.63
Addiction problems  
at home

Yes No Yes No Yes No

Alcoholism 8.10 7.47 7.59 7.12 8.24 7.78
Drug addiction 8.06 7.32 7.56 6.95 8.22 7.43

Source: BIARE 2012, INEGI, Mexico
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Alcoholism and drug addiction seem to be associated with lower life satisfaction 
as well as lower satisfaction with life achievements and with affective life; the 
impact is larger in the case of drug addiction than in alcoholism.

16.4  The Impact of Grave Ailments in the Family

Regression analyses were used to further explore the well-being impact of ailments 
in the family. This allowed me to control for other variables that may play a role in 
people’s well-being and helps show the net impact of grave ailments in the family.

The following regression specification was estimated:
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(16.1)

Where:

SWBi: Proxy for subjective well-being of person i.
ASpouse: Dummy variable with value of 1 if spouse or partner has grave ailment.
AParent: Dummy variable with value of 1 if father or mother has grave ailment.
ASisterBrother: Dummy variable with value of 1 if sister or brother has grave ailment.
ADaughterSon: Dummy variable with value of 1 if daughter or son has grave ailment.
Yhpc: Total household current expenditure
Age: age in years
Gender: gender
Edu: vector of dichotomous variables for schooling level
MS: vector of dichotomous variables for marital status

Table 16.4 presents the results from the econometric exercise regarding the coef-
ficients for grave ailments in the family. It also shows the estimated coefficient for 
household total current expenditure. Regarding people’s life satisfaction, there was 
a substantial well-being cost when a child had a grave ailment (a decline of 0.4 on a 
scale of 0–10). For perspective, it is handy to compare this to the estimated coeffi-
cient for household current expenditure. An increase of 100 % in household per 
capita expenditure raises reported well-being by 0.3. It is possible to monetize the 
well-being impact of having a daughter or a son with a grave ailment; this cost is 
about 125 % of household per capita expenditure.

The life satisfaction cost of the spouse having a grave ailment is also large, about 
0.3 points in life satisfaction. The cost of a father or mother having a grave ailment 
is 0.24 points and statistically significant.

Table 16.4 allows for further understanding of the impact of grave ailments in the 
family. The evaluative well-being experience associated with “achievements in life” 
was impacted by grave ailments in the family; especially those ailments of or 
 sibling. Notably, ailments of a son or daughter have a non-significant impact in 
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satisfaction with the evaluative situation. On the other hand, the affective situation 
is highly impacted by a grave ailment of a child or parent.

Satisfaction with free time is highly impacted by a grave ailment of a daughter or 
son, and to a lesser degree by an ailment of a parent. Satisfaction with the economic 
domain of life is strongly impacted by grave ailments of a spouse or children, while 
satisfaction with one’s own health is impacted by any relative’s ailment. In general, 
Table 16.4 shows that what happens to other members of the family ends up impacts 
everyone’s well-being. The magnitude and nature of this impact depends on the 
relationship of the individual to the family member suffering.

16.5  The Impact of Alcoholism and Drug Addiction 
in the Family

A similar econometric exercise explored the impact of alcoholism or drug addiction 
in the family. Table 16.5 shows that addictions at home have a significant well-being 
cost. From a life-satisfaction perspective, the impact of alcoholism seems larger 
than the impact of drug addiction; however, drug addiction more strongly affects 
people’s affective situation. Alcoholism has a larger impact on family and health 
satisfaction.

From a monetary perspective, the life satisfaction cost of alcoholism in the fam-
ily is a reduction of 0.5, while a 100 % raise in household per capita expenditure 
increases life satisfaction by 0.2. Thus, having alcoholism at home implies a well- 
being burden that can be valued at about 166 % of household per capita expenditure. 
Following the same methodology, it is possible to observe that a drug addiction 
problem at home implies a burden that can be valued at about 130 % of household 
per capita income.

16.6  Final Comments

The experience of being well is personal; it is never accurate to generalize the well- 
being of groups such as the family or society. Yet, it would also be incorrect to 
understand the experience of being well as an individual phenomenon, devoid of 
context. Well-being depends on what happens in individuals’ surrounding relational 
and physical context. The family constitutes a first-level human ecosystem and, as 
such, a full understanding of well-being requires knowing what happens at the 
 family level.

This chapter discovered the well-being effects of problems taking place at the 
family level. As expected, it is shown that people significantly suffer as a conse-
quence of ailments and addictions in their family. Overall assessments of life  
(life satisfaction) as well as evaluative and affective assessments are largely impacted 
by these family-related problems. The well-being impact of these problems depends 
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on the kinship role of the person directly suffering. Disruptions within the family 
due to grave ailments and addictions also affect the well-being of other members of 
the family.

Though well-being is a personal experience, its understanding requires moving 
beyond individualistic perspectives. The concept of the person as somebody who 
has attributes associated with their family and social context has been validated by 
this study. Given the emotional and economic links that predominate within fami-
lies, it is necessary to emphasize the “we” rather than the “I” in the study of people’s 
well-being. It is possible to understand statements like “we are suffering an illness” 
rather than “I am suffering an illness.”

Finally, while this study did not ask persons they were personally suffering, the 
observed drops in well-being suggest that suffering is contagious within families. 
While we can only infer that a decrease in well-being represents an increase in suf-
fering, the study may have shown a direct connection between the suffering of fam-
ily members. Several chapters in this volume, as well as an extensive literature on 
caregiver burden, suggest that some family caregivers suffer from that role. While 
the burden of caregiving may be one significant route by which suffering spreads, 
this chapter shows that many other routes exist, particularly when close emotional 
and economic links prevail, such as in the case of the family.
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    Chapter 17   
 Suffering and Good Society Analysis Across 
African Countries 

             Ferdi     Botha    

17.1            Introduction 

 Within the context of research on societal quality of life (QOL), the concept of the 
Good Society (GS) has emerged as a paradigm or framework for formulating how a 
public can create and maintain a well-functioning society. Many different intellec-
tual communities have focused on the concept of the Good Society. The fi rst book 
called  The Good Society  (Lippmann  1937 ) was written by a journalist and public 
opinion researcher, but another came 60 years later and was written by several phi-
losophers and sociologists (Bellah et al.  1991 ). Many social scientists have been 
interested in the challenge of defi ning the key elements of the Good Society but 
referred to it as the Civil Society (Ehrenberg  1999 ); others referred to it as Social 
Capital (Bourdieu  1983 ; Coleman  1988 ). Political scientists focused on democratic 
processes in society (Draper and Ramsay  2011 ), while economists evaluated soci-
etal well-being in terms of a combination of economic and socio-political goals 
(Schiller  2013 ). A group of political scientists, economists, and philosophers 
launched a scholarly journal in 2002 titled “The Good Society”; it is still published 
twice a year by Penn State University Press. 

 Jordan ( 2012 ) discusses the GS primarily in psychological terms and provides 
some insight into contextual aspects of good societies for the individual. Using the 
GS framework as an overarching foundation, Holmberg ( 2007 ) and Anderson 
( 2012a ) developed quite different Good Society indexes. A society is considered 
“good” if the combination of qualities and factors incorporated improves the lives 
of all citizens. For the 20 richest societies, Anderson’s ( 2011a ) Good Society Index 
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(GSI) includes “Compassion” as one of the sub-indexes. Three Nordic countries 
(Sweden, Norway, and Denmark) topped the index and the United States scored 
very low. An important conclusion from Anderson’s ( 2011a ) research was that 
countries’ wealth explained very little of the differences in QOL across countries, 
and that only a very few countries managed to score high on the GSI, suggesting 
that being a good society is challenging. Using the same 20 developed nations, 
Anderson ( 2012a ) later expanded his original GSI to include a total of 48 indicators 
based on 12 main components, with additional focus on the issues of social cohe-
sion and factors such as social and environmental sustainability. 

 One important area that has not been studied suffi ciently within the GS frame-
work is the African continent. The African continent is home to some of the poorest 
countries in the world which, coupled with political and economic strife, is detri-
mental to the well-being of African citizens and cause substantial suffering (Guest 
 2006 ; Meredith  2006 ; Mills  2011 ). Moreover, in constructing a multidimensional 
index of global suffering, Anderson ( 2012b ) found that of the ten countries with the 
highest levels of suffering, nine are in Africa. Holmberg ( 2007 ) constructed a GSI 
with three components (life expectancy, infant mortality, and life satisfaction) for 71 
countries, eight of which were African: Algeria, Egypt, Morocco, Nigeria, South 
Africa, Tanzania, Uganda, and Zimbabwe. Among these, Algeria ranked highest on 
the GSI, but was only ranked 55th overall. Tanzania and Zimbabwe took the lowest 
spots on the list. Democratic countries scored higher on the GSI, as did countries 
with attributes such as low corruption and a high gross national income per capita. 

 Concurrently, literature is addressing the concept of suffering and its various 
dimensions (Anderson  2014 ). Knowing which factors positively affect the overall 
well-being of countries and how this relates to suffering is important for under-
standing how countries can help their citizens fl ourish. 

 Using a Good African Society Index (GASI), this study aims to examine the 
association between the GASI and some of its selected sub-components (the latter 
serve as indicators or likely causes of suffering). This allows for an investigation 
into how suffering differs across African countries at various points on the GASI 
and whether pursuit of GASI criteria could pave the way for reducing suffering. The 
better a country manages to attain the various elements contained in the GASI, the 
closer that country moves towards being a “good society”. The traits of such a soci-
ety in broad terms include, for example, genuine caring for others, sensible policy, 
and the state pursuit of improving citizen well-being (DeLeon and Longobardi 
 2002 ; Holmberg  2007 ; Tronto  2007 ; Anderson  2012a ; Jordan  2012 ). Possessing the 
traits of a good society, and thereby obtaining a high GASI score, could contribute 
substantially to the reduction of suffering in a variety of domains.  

17.2     The Good African Society Index 

 Originally developed and reported in Botha ( 2014 ), the Good African Society Index 
(GASI) was constructed for 46 African countries. Countries excluded due to data 
unavailability were Eritrea, Equatorial Guinea, Libya, Mauritius, Sao Tome and 
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Principe, Seychelles, Somalia, and South Sudan. The GASI has nine sub-indices or 
components and each sub-index has four indicators, for a total of 36 indicators. The 
nine sub-indices and their indicators are 1 : 

17.2.1     Economic Performance 

•      Population living below poverty line of $2 a day  (UNDP  2007 ; World Bank 
 2013b ): Good societies have appropriate poverty alleviation programs and have 
low proportions of the population living in poverty.  

•    Real GDP per capita growth ,  2010 – 2011 (in 2000 $)  (World Bank  2013b ): High 
levels of growth in real GDP per capita generally signify an improvement in 
overall living standards.  

•    Export diversifi cation  (World Bank  2013b ): The more diversifi ed a country’s 
exports, the higher the GASI score is expected to be, since countries are not vul-
nerable to global demand shocks. Ranges from 0 (low diversifi cation) to 1 (high 
diversifi cation).  

•    Income inequality  (UNDP  2013 ): In good societies, income is relatively evenly 
spread across the population. The Gini Index ranges from 0 (perfect equality) to 
1 (perfect inequality).     

17.2.2     Democracy, Freedom and Governance 

•      Democracy index  (EIU  2012 ): More democratic societies allow citizens to voice 
their opinions and have freedom of choice, among other things. The democracy 
index falls between 0 (no democracy) and 10 (full democracy).  

•    Freedom of the press  (RWB  2012 ): In good societies, there is freedom of expres-
sion and freedom of the press. This indicator is based on the 2011–2012 World 
Press Freedom Index, with a higher score denoting less press freedom.  

•    Proportion of female parliamentary members  (UNDP  2013 ): Good societies are 
focused on achieving greater gender equality.  

•    Government effectiveness  (World Bank  2013a ): Good societies have effective 
governments that provide for the needs of their citizens. The index used ranges 
from −2.5 (weak performance) to 2.5 (very high performance), and measures 
issues such as the quality of public services, the quality of policy formulation and 
implementation, and the credibility of government commitment to such 
policies.     

1   Though some components are based on intuitive and theoretical reasoning, the various sub- 
components and how they relate to the relevant primary component are also supported by existing 
research. Due to space constraints, the various studies are not listed here but can be found in Botha 
( 2013 ). In the current study, the various GASI components are only briefl y summarized. Refer to 
Botha ( 2013 ) for a more detailed discussion of and motivation for the respective components. 
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17.2.3     Child Well-Being 

•      Child mortality  (World Bank  2013a ): Good societies have low rates of child 
mortality. Measured as the probability per 1,000 that a newborn baby will die 
before reaching age fi ve, if subject to current age-specifi c mortality rates.  

•    Immunization against measles  (World Bank  2013a ): Coverage of treatments for 
immunization against various diseases is broad in good societies. Measured as 
the child immunization rate against measles for children ages 12–23 months.  

•    Teen fertility rate  (UNDP  2013 ): Good societies have fewer teen pregnancies. 
Measure relates to teen (age 15–19) fertility rate per 1,000 women.  

•    Child nutrition  (AfDB  2013 ; WHO  2013 ): In good societies, very few children 
are underweight and malnutritioned. Measured as the percentage of underweight 
children younger than 5 years.     

17.2.4     Environment and Infrastructure 

•      CO   2   emissions  (AfDB et al.  2011 ): Good societies have relatively low carbon 
dioxide emissions, measured as CO 2  emissions per capita.  

•    Forest area lost  (UNDP  2013 ): Good societies look after the environment, 
including their forests. Denotes the percentage change in forest area between 
1990 and 2010.  

•    Percentage of roads paved  (AfDB et al.  2013 ): The more comprehensive the road 
transport infrastructure of the country, the better a society. Measured as the per-
centage of paved roads relative to total roads.  

•    Communication networks  (World Bank  2013a ): Good societies have well- 
established networks that foster effi cient communication between citizens and 
businesses. Measured as total main line and mobile telephone subscribers per 
100 people.     

17.2.5     Safety and Security 

•      Homicide rate  (UNDP  2013 ): Good societies have low rates of intentional mur-
der. Measured in this study as the number of intentional homicides per 100,000 
population.  

•    Road fatalities  (World Life Expectancy  2012 ): In good societies, there are few 
road accidents and, more important, few fatalities from the road accidents that do 
occur. Measured as road traffi c deaths per 100,000 population.  

•    Political stability and absence of violence  (World Bank  2013a ): Good societies 
have stable political systems, and low political violence. Ranges from −2.5 
(weak performance) to 2.5 (very high performance) and relates to perceptions of 
the likelihood that the government will be destabilized or overthrown by uncon-
stitutional or violent means.  
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•    Security apparatus  (FFP  2013 ): Good societies do not have severe security issues 
such as protests, rebel activities, and riots. Indicator relates to the prevalence of 
security issues such as internal confl ict, riots, protests, military coups, rebel 
activity, and bombings.     

17.2.6     Health and Health Systems 

•      Life expectancy  (UNDP  2013 ): In good societies, people have the opportunity to 
live long lives. Denotes life expectancy at birth, in years.  

•    Infant mortality rate  (AfDB et al.  2011 ): Infant mortality is low in good societ-
ies. Measured as infant mortality rate per 1,000 births.  

•    Obesity levels  (WHO  2013 ): High levels of obesity are detrimental to the health 
of citizens and thus less prevalent in good societies. Measured as the prevalence 
of population (age 15+) that is obese, i.e. BMI >30.  

•    Doctors per 100 , 000 population  (AfDB et al.  2011 ): Indicates the availability of 
essential health care to citizens. The greater the density of doctors, the better the 
society.     

17.2.7     Integrity and Justice 

•      Corruption  (Transparency International  2012 ): Indicates perceived levels of cor-
ruption, expected to be lower in better societies. Measured by the 2012 Corruption 
Perception Index, ranging from 0 (highly corrupt) to 100 (very clean).  

•    Enforcement of contracts  (World Bank  2013a ): Contracts are easier to enforce in 
good societies. Indicated by the number of days from the fi ling of a lawsuit in 
court until the fi nal determination and payment.  

•    Prison population  (ICPS  2011 ): Good societies have low prison populations. 
Measured as number of people incarcerated per 100,000 persons.  

•    Rule of law  (World Bank  2013a ): Good societies manage to uphold the prevail-
ing rule of law. Indicator ranges from −2.5 (weak performance) to 2.5 (very high 
performance), and measures the extent to which agents have confi dence in and 
abide by the rules of society, specifi cally issues such as the quality of contract 
enforcement, police, and the courts, as well as the likelihood of crime and 
violence.     

17.2.8     Education 

•      Combined gross enrolment ratio in education  (UNDP  2011 ): Higher enrolment 
ratios are found in better societies. Measured as the number of students enrolled 
in primary, secondary and tertiary education, regardless of age, expressed as a 
percentage of the population of theoretical school age for the three levels.  
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•    Expected years of schooling  (UNDP  2013 ): In good societies, people can expect 
to attain reasonably high levels of education. Measured as the years of schooling 
a child of school entrance age can expect to receive if prevailing patterns of age- 
specifi c enrolment rates persist throughout the child’s life.  

•    Youth literacy rate  (CIA  2013 ): Good societies place emphasis on improving 
literacy levels. Measured as proportion of people aged 15–24 who can read and 
write.  

•    Pupil/teacher ratio  (AfDB et al.  2011 ): A proxy for educational quality. Good 
societies have lower primary school pupil/teacher ratios.     

17.2.9     Social Sustainability and Social Cohesion 

•      Group grievance  (FFP  2013 ): Lower levels of group grievance are associated 
with better societies. Indicates tension and violence among particular groups, 
including factors such as discrimination, powerlessness, ethnic violence, and 
religious violence.  

•    Human fl ight and brain drain  (FFP  2013 ): Better societies have less human fl ight 
and brain drain. The indicator relates to migration and human capital fl ight given 
lack of suffi cient opportunities and includes factors such as migration per capita 
and emigration of educated population.  

•    Stock of immigrants  (UNDP  2013 ): Great numbers of immigrants are associated 
with poorer societies, based on the assumption that more immigrants make group 
confl ict more likely. Measured as the stock of immigrants as proportion of 
population.  

•    Uneven economic development  (FFP  2013 ): More equal economic development 
is associated with better societies. Indicator is related to issues such as income 
inequality, urban-rural service distribution, access to improved services, and 
slum population.    

 Standardized scores of each indicator were calculated and re-standardized to a 
mean of 100 and standard deviation of 15: A GASI score of 100 implies that a coun-
try is ranked as average, while a GASI score above (below) 100 would imply an 
above-average (below-average) score. The overall GASI is obtained by summing 
the mean index scores of all nine components. Where necessary, index scores were 
reversed prior to summation. Cronbach’s alpha for the overall index is 0.82, while 
sub-component alphas range from 0.78 to 0.84.   

17.3     Indicators of Suffering 

 For the purpose of this paper, the overall GASI is compared to the following indica-
tors of suffering. Note that each is a reverse-scored sub-index of the GASI, except 
for Poverty, which is the fi rst indicator of the fi rst sub-index above labeled Economic 
Performance.
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•     Poverty . “Population living below poverty line of $2 a day” (an indicator of 
Economic Performance). This component serves as a proxy for personal suffer-
ing including food deprivation and psychological strive associated with being 
poor. This indicator is used separately from the overall economics sub-index, as 
there is virtually no correlation between the overall GASI and the remaining 
three economics indicators.  

•    Child Ill - Being  (reverse-scored sub-index). The purpose of this measure is to 
provide an indication of the suffering of children, and covers areas such as child 
mortality and malnutrition. The better the well-being of a country’s children, the 
lower the suffering of those children.  

•    Insecurity  (reverse-scored sub-index). This measure is deemed an indicator of 
suffering due to violence and fear for safety. In countries with very little safety, 
severe violence, and fear of such violence, suffering is a major outcome.  

•    Poor Health  (reverse-scored sub-index). People who are exposed to poor health 
and health services will experience greater levels of suffering, as poor health or 
a lack of medical facilities are important factors that negatively affect the quality 
of life.  

•    Low Cohesion and Social Sustainability  (reverse-scored sub-index). This mea-
sure serves as a proxy for the social suffering of individuals.     

17.4     The Results 

 Table  17.1  contains the GASI’s sub-index scores, the overall GASI score, and coun-
tries’ GASI rankings. Tunisia ranks highest, followed by Cape Verde and Botswana. 
Chad fares worst on the GASI, followed by the Central African Republic (CAR), 
Cote d’Ivoire, and the Democratic Republic of the Congo (DRC). Countries prone 
to confl ict and civil war score lowest on the GASI, which implies high levels of suf-
fering. The suffering of children is particularly high in countries such as Chad, Mali, 
and Niger. Citizens in countries such as Cote d’Ivoire and Sudan experience con-
stant suffering due to lack of safety and security (it is well known, of course, that 
Sudan has seen ongoing civil war and genocide for over a decade), whereas 
Botswana and Djibouti do particularly well in this domain. Health-related suffering 
is rife in countries such as Chad, Lesotho, and Sierra Leone, whereas social suffer-
ing is a problem in areas such as Cote d’Ivoire, Nigeria, and Sudan. In general, the 
picture emerging from Table  17.1  is that suffering is not high in countries due to a 
single indicator. Rather, on average countries that fare badly do so across most, if 
not all, suffering measures.

   Table  17.2  presents correlation coeffi cients between the overall GASI and the 
fi ve indicators of suffering. All suffering indicators negatively correlate with the 
GASI, with the GASI’s correlation with Child Ill-Being as the being the strongest. 
The proportion of people living below $2 a day and all of the four additional indica-
tors of suffering are negatively associated with the GASI. Of additional interest in 
Table  17.2  are the positive associations among all of the indicators of suffering.
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   In plotting poverty prevalence with the GASI in Fig.  17.1 , an  R  2  of 0.39 suggests 
that the GASI explains only a moderate proportion of the variation in the population 
living below $2 a day. Keep in mind that a huge difference exists among African 
countries in the percent living on less than $2 a day. In the DRC, 95 % live on less 
than $2 a day; only 8 % of Tunisians do the same.  

 Nations that meet more GASI criteria on average have fewer people living below 
the $2 a day poverty line. The scatterplot in Fig.  17.1  reveals some interesting pat-
terns. Despite the DRC and Cote d’Ivoire having roughly similar GASI scores, in 
the DRC a much higher proportion of people live below $2 a day than in Cote 

    Table 17.2    Correlation coeffi cients   

 GASI  Poverty 
 Child 
ill-being  Insecurity 

 Poor 
health 

 Low social 
cohesion 

 GASI  1.000 
 Poverty  −0.622***  1.000 
 Child ill-being  −0.822***  0.597***  1.000 
 Insecurity  −0.731***  0.293**  0.545***  1.000 
 Poor health  −0.677***  0.632***  0.674***  0.329**  1.000 
 Low social 
cohesion 

 −0.723***  0.336**  0.493***  0.602***  0.359**  1.000 

  Note: p <0.01***, p <0.05**  
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d’Ivoire. A similar case is found, for example, between Cameroon (lower poverty) 
and Burundi (greater poverty), with a possible explanation being Burundi’s higher 
incidence of long-term civil war, which had negative and long-lasting effects on the 
poor (Guest  2006 ). Tanzania scored above-average on the GASI yet has very high 
poverty. One likely explanation for Tanzania’s relatively high poverty can be the 
“supertax” previously levied on its poorest communities, which were forced to sell 
grain to the government far below its true value (Guest  2006 ). This policy further 
entrenched poverty among the already poor. 

 Signifi cantly, a clustering of countries occurs around a GASI slightly below the 
average, all of which mean high percentages of people living below the $2 a day 
poverty line. While getting high scores on the GASI will to some extent help in 
reducing the incidence of poverty, it does not guarantee lower poverty nor insulate 
the poor from suffering. 

 Shown in Fig.  17.2 , the GASI is associated closely with Child Ill-Being 
( R  2  = 0.68). While there are few outliers in this case, partly because of high child 
mortality rates, Chad by far is the worst in terms of both Child Ill-Being and the 
GASI. Tunisia, in contrast, has the highest GASI score and also does best in limiting 
the suffering of its children, for which one likely explanation is a low teen fertility 
rate relative to other nations. The results for Rwanda show that while this country 
only ranks average on the GASI, it does very well in enhancing the well-being of its 
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children. While Rwanda has had a long history of attending to child well-being, the 
large-scale genocide in the country in 1994 demonstrated that without paying atten-
tion to all dimensions of the Good Society, a nation remains vulnerable.  

 Regarding Insecurity (Fig.  17.3 ), nations with high GASI also have lower 
Insecurity for their citizens, which may explain much of the variation in the 
Insecurity sub-index. Cote d’Ivoire owes most of its high ranking on Insecurity to 
an extremely high homicide rate relative to other countries. Levels of suffering are 
adversely affected by such violence. One notable outlier in the present case is 
Algeria, scoring below-average on Insecurity despite faring quite well on the 
GASI. One potential reason for Algeria’s high level of violence-based suffering is 
its long history of serious, internal political and religious confl ict (Meredith  2006 ). 
High levels of violence and their psychological impact produce severe suffering.  

 GASI scores are also related to quality of health, as is evident in Fig.  17.4 . Chad 
scores lowest on the GASI and third-lowest in Poor Health, with Sierra Leone scor-
ing highest on the Poor Health sub-index. Although Madagascar is average on the 
GASI score, it is substantially above average on Health. Lesotho, on the other hand, 
performs poorly in Health even though the country scores above-average on the 
GASI. South Africa falls in a similar position to Lesotho. There are two main rea-
sons that scores on the health sub-index are sometimes out of line with the GASI. One 
is that Africa’s public health challenge is enormous because of Neglected Tropical 
Diseases (NTDs) and highly infectious diseases like  E. coli . The health systems are 
uneven in part because both private and governmental intervention programs often 
focus on specifi c countries rather than all of Africa. For example, the HIV/AIDS 
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prevalence rates in South Africa and Botswana are high, despite their relatively 
strong economic progress. Second, none of the African countries has a suffi ciently 
advanced healthcare system, despite both NGO and governmental aid, to administer 
the high quality health care needed to cope with epidemics like HIV/AIDS.  

 The Low Cohesion/Sustainability sub-index, as shown in relation to the GASI in 
Fig.  17.5 , generated numerous outlier countries. Countries prone to civil war or 
other violent confl ict are low in societal cohesion and sustainability. People in these 
nations are highly prone to extreme social suffering because of the race/ethnicity 
aspect of much of the confl ict in Africa. Namibia and Gabon have relatively good 
GASI scores, yet both nations score high in Low Cohesion. Guest ( 2006 ) notes that 
Namibia has experienced constant ethnic violence, eroding almost all public and 
community trust. In contrast to the Child Ill-Being case, Rwanda scores very highly 
on the Low Cohesion and Social Sustainability component, likely due to the legacy 
of its 1994 genocide, which continues to cause massive social suffering. Madagascar, 
an opposite type of outlier to Rwanda, shows outstanding Cohesion and Social 
Sustainability, but only has an average GASI score. In general, having a high place 
on the GS scale provides some social protection in that the GASI represents activi-
ties intended to benefi t the common good of the society as a whole. However, a 
moderate or moderately high GASI does not insulate a society from attack by either 
a deadly virus or deadly civil war. Once such an outbreak becomes widespread it 
may take decades, if not generations, to return to normal civility and practices that 
minimize pain, mental suffering, and social suffering.   
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17.5     Conclusion 

 This study makes the case for African countries to focus on policy consistent with 
the Good Society concept by either focusing on the common good or reducing suf-
fering. The results suggest that improvements in the GASI ranking are likely to be 
associated with lower child suffering especially. Social suffering and violence- 
based suffering may also decline as a country attains a higher GASI score. 

 On all indicators examined, CAR, Chad, Cote d’Ivoire, and DRC fare worst and 
have the most devastating social problems (including widespread suffering). These 
are the so-called “failed states,” which are plagued by continued civil war, famine, 
and internal confl ict. The fi nding that the DRC is among those countries with the 
worst suffering is consistent with the Anderson ( 2012b ) study fi nding that this 
nation has the greatest suffering among those analysed. In addition, while Anderson 
( 2011b ,  2012b ) reports that most countries with severe suffering are in Africa, this 
study shows signifi cant variation in the degree of suffering across African 
countries. 

 Many countries do consistently poorly on most of the suffering indicators. This 
suggests that in countries with the greatest suffering, the types of suffering may be 
diverse, rather than limited to suffering in only one domain. When there is suffering 
in these countries, people experience a range of sufferings rather than only a few. 
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 The measures used as indicators of suffering are preliminary, indirect measures, 
and they are certainly not exhaustive. This study provides some idea as to how fac-
tors that may cause suffering differ across African nations. One potential policy 
implication is that while indicators of economic development are potentially impor-
tant deterrents of suffering, it is generally non-economic factors that are most useful 
in reducing suffering. African societies that focus on attaining the various GASI 
components are likely to see improvements in many important areas that may sub-
stantially reduce the overall degree of suffering. However, none of the African coun-
tries may be suffi ciently high on a large number of Good Society indicators to make 
them resilient to civil wars, health epidemics, or other major disasters.     
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    Chapter 18   
 Lifetime Suffering and Capabilities in Chile 

             Francisca     Dussaillant      and     Pablo     A.     González    

18.1             Introduction 

 This chapter analyzes the determinants of lifetime suffering in Chile. A key contri-
bution is that, in addition to the standard variables considered in the literature, the 
chapter explores the relationship between suffering and individual capabilities. As 
the audience of this book might not be familiar with the capability approach, it is 
worthwhile to start with a brief summary of its basic concepts before explaining 
how this chapter attempts to bridge a gap between this approach and human 
suffering. 

 Amartya Sen and Martha Nussbaum pioneered the capabilities approach that 
draws attention to what human beings can do and be, instead of looking at the 
resources they have or their subjective wellbeing. Sen and Nussbaum defi ned func-
tionings as “beings and doings that people value and have reason to value” (Alkire 
 2008 : 5) and capabilities as “the various combinations of functionings (beings and 
doings) that the person can achieve. Capability is, thus, a set of vectors [or n-tuples] 
of functionings, refl ecting the person’s freedom to lead one type of life or another… 
to choose from possible livings” (Sen  1992 : 40). 

 Most traditional statistical indicators measure functionings (e.g. number of years 
of education or level of education attained, body-mass, etc.). However, both func-
tionings and capabilities are necessary to assess a person’s wellbeing. For instance, 
the functioning “being hungry” might be experienced by a person who is well off in 
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terms of wellbeing if this functioning is a consequence of fasting for religious or 
other personal reasons or by a person who has a very low wellbeing when a person 
lacks access to food. What differs between the two persons is the capability set, not 
the observed functioning. 

 However, there are only a few attempts to measure capabilities (Anand and van 
Hees  2006 ; Robeyns  2005 ; Alkire  2008 ). Moreover, standard surveys only record 
what might be called “ traditional ”  functionings . These are the variables typically 
considered relevant by public policies and that can be measured with some objectiv-
ity, such as health, nutrition, housing and education. In our case, we also have non- 
traditional dimensions (both as capabilities and functionings) such as respect and 
human security. More importantly, the survey included a direct measure of lifetime 
suffering as well as most independent variables usually included in subjective well-
being studies. In this sense, the survey we conducted with UNDP Chile in 2011 for 
its 2012 Human Development Report is unique due its design, scope and sample 
size. 

 Using these measures, in this chapter we analyze which capabilities are more 
associated with lifetime suffering. Our key research question is therefore: from the 
list of capabilities selected by Chileans for a good life, which ones are related to 
lifetime suffering? To check the robustness of this association, we control for differ-
ent variables usually related to subjective wellbeing in the empirical literature. The 
question is relevant both to achieve a deeper understanding of the relationship of 
suffering and capabilities as well as to get a fi rst approximation to the policy ques-
tion of which capabilities should be strengthened to reduce suffering in Chile. 

 The article is organized as follows. The relationship between the capability 
approach and suffering is briefl y discussed from a theoretical point of view in Sect. 
 18.2 . Section  18.3  discusses the less-than-perfect association of positive and nega-
tive measures of wellbeing in the literature. Our capability indicators are introduced 
in Sect.  18.4 . Our measure of lifetime suffering is introduced and compared with 
life satisfaction in Sect.  18.5 . Section  18.6  presents the empirical association 
between suffering and capabilities and summarizes our main fi ndings. Section  18.7  
concludes.  

18.2      Suffering from a Capabilities Perspective 

 Subjective wellbeing and capabilities have been proposed as different approaches to 
development that concentrate on what happens to people’s lives, questioning the 
dominant focus on economic growth (Alkire  2002 ; Comim  2005 ; Frey and Stutzer 
 2010 ). However, both approaches have for the most part drifted along diverging 
paths except for a few exceptions, such as Comin ( 2005 ), UNDP ( 2012 ) and Binder 
( 2014 ). These authors build bridges for a reconciliation of both approaches suggest-
ing a focus on  capabilities to produce subjective wellbeing . In particular, in UNDP 
( 2012 ) we suggested that governments must act building capabilities to advance 
valued human objectives such as subjective wellbeing. Acting directly on subjective 
wellbeing is not morally legitimate, as illustrated by Nozik’s happiness machine or 
Huxley’s soma. 
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 It is less clear that this moral objection against acting directly on happiness car-
ries over to suffering. Even soma might be more acceptable for relieving pain rather 
than boosting happiness, as the discussion regarding the medical use of marihuana 
illustrates. Moreover, it can be argued that concern for suffering is an implicit con-
cept in champions of capability theory, especially suffering produced by lack of 
access to rights and freedoms (see for instance, Nussbaum  2001 ; Sen  2009 ). The 
concept of moral obligation of power in Sen’s work (which can be traced back to the 
concept of compromise in Sen  1977 ) is particularly attractive to refl ect on the place 
of suffering in capability theory. It is tempting to argue that what is at the basis of 
this moral obligation is the possibility to avoid or lessen human suffering. 

 If the later is true, then suffering deserves much more attention from capability 
theorists than it has received so far. In particular, capability theory has been silent, 
to our knowledge, on the question of evil, so clearly stated by Hutcheson ( 2002 ): 
“Evil is proportionate to the number of people made to suffer.” This argument would 
imply that suffering could not be treated only as another functioning as Sen himself 
has suggested for happiness (Sen  1992 : 39). 

 Nonetheless, it would be true that suffering, as happiness or other measures of 
subjective wellbeing are outcomes, is the combined realization of capabilities, deci-
sions and social events that lead human beings on a particular path and not on others 
that were also possible. However, if our interpretation is correct, then it is a func-
tioning that deserves particular attention as the key source of moral obligation and 
therefore of concern for justice. 

 Hence, from the perspective of justice within the capability framework, the dis-
tribution of suffering should be of interest on its own, much more than the distribu-
tion of happiness. In addition, a key question of interest is what capabilities are 
more related with suffering, as these would be the capabilities that might be targeted 
when the purpose is to reduce suffering. This is our key research question and is also 
a question of interest to the wider audience of this book, more concerned with the 
determinants and distribution of suffering, as it adds a new set of variables to care 
about. 

  A priori , one would expect that an expansion of the capability set might reduce 
suffering, but this effect would be higher for certain capabilities and functionings 
than others. For instance, an improvement in the access to health care is likely to 
reduce suffering. Similarly, an increase in the chance of fi nding a partner might 
make life more enjoyable and relieve the suffering of loneliness and boredom. Other 
capabilities might not be related to suffering. For instance, the effect of education 
opportunities on wellbeing seems to occur mostly through income and health. This 
might be also true for the case of suffering.  

18.3       Subjective Wellbeing and Suffering 

 Table  18.1  presents a list of the different measures of subjective wellbeing available 
in international surveys. In the second column, the ranking of Chile based on the 
average value of each indicator is reported (strictly speaking, it is misleading to 
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speak of a “ranking of countries” because sample sizes were small), as well as the 
number of countries included in the survey. As judged by these international survey 
measures, Chile is a country with above average life satisfaction, happiness, and 
positive affect while at the same time a high frequency of negative affect, i.e., 
Chileans report to be angry, stressed, worried, bored, and sad with a higher fre-
quency than inhabitants of most other countries covered in the survey.

   Most scholars use in their analyses measures of life satisfaction or happiness 
while neglecting the negative side of the equation. This may be founded, at least 
somehow, on the infl uence of utilitarianism, which through neoclassical economics 
extended well beyond the realms of political philosophy. Its recognized father, 
Jeremiah Bentham ( 1789 ), suggested that the objective of good government should 
be to maximize aggregate happiness or the happiness of the greatest number, and 
most utilitarian scholars follow his lead, in general replacing the word happiness by 
the concept of utility. For Bentham, both individual and societal objectives are to 
maximize the difference between pleasure and pain, what is called hedonic calcu-
lus. Mainstream modern economics still sticks to this assumption, both as the sole 
driver of human behavior and as the measure for effi ciency of allocation and use of 
scarce resources. 

 Popper ( 1956 ) suggested that from the moral point of view, pain could not be 
offset by pleasure, and “especially not one person’s pain by another person’s plea-
sure. Instead of asking for the greatest happiness for the greatest number, one should 
demand, more modestly, the least amount of avoidable suffering for all; and further, 
that unavoidable suffering – such as hunger in times of food shortage – should be 

    Table 18.1    International 
indicators of subjective 
wellbeing  

 Indicator 
 Rank of Chile/
No. of countries 

 Life satisfaction a   36/99 
 Life satisfaction b   55/129 
 General happiness a   69/100 
 Happiness yesterday c   52/148 
 Positive emotions (affect) d   41/156 
 Negative emotions d   134/156 
 Affect balance d   73/156 
 Best possible life d   43/156 

  Source: First World Happiness Report ( 2012 ) 
  a World Values Survey and European Values Study 
(1999–2008) 
  b World Gallup Survey (2007–2010) 
  c World Gallup Survey (2008–2011) 
  d World Gallup Survey (2005–2011): countries were 
ordered from low to high frequency of negative 
emotions. Therefore, being in the fi rst places of the 
ranking implies a better outcome (and vice versa) 
for all indicators reported in the Table  
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distributed as equally as possible” (Kadlec  2007 ). Furthermore, there is a moral 
appeal in human suffering: the appeal for help. There is no similar moral appeal to 
increase happiness when the person is doing fi ne anyway. Anderson ( 2014 ) also 
made a compelling argument in favor of putting the reduction of suffering as the 
center of humanitarian action. 

 A key problem to operationalize this approach is the lack of indicators. For 
instance, some scholars have dealt with the lack of available measures of suffering 
by simply working with the lower end of standard subjective wellbeing indicators, 
which might be considered a measure of dissatisfaction rather than suffering. Leikes 
( 2013 ), for instance, considers dissatisfi ed those responding between 0 and 3 in the 
life satisfaction scale. 

 However, negative aspects of human subjectivity are not just the opposite of 
positive states, as Bentham’s hedonic calculus – questioned by Popper – seems to 
suggest. Even when analyzing affect balance, it is clear that the frequency of nega-
tive moods or emotions is not just the reverse of positive ones. The case of Chile in 
Table  18.1  illustrates this: while it ranks in the fi rst third of positive emotions it is at 
the same time classifi ed in the worst 20 % of negative emotions (i.e. has a high fre-
quency of both positive and negative emotions, for international standards). In Sect. 
 18.6  we will see that our data confi rms the less-than-perfect correlation between 
positive emotions and lifetime suffering in Chile.  

18.4        Capabilities to Reduce Suffering: Data 

 In UNDP ( 2012 ) a list of basic capabilities was elaborated on the basis of the pro-
posals of various authors (Alkire  2002 ; Nussbaum  2001 ) and various focus groups. 
This list was discussed with different socioeconomic and demographic groups. The 
result, a list of capabilities considered valuable for “having a good life” by Chileans, 
was measured with different indicators. The fi nal UNDP ( 2012 ) list includes: being 
healthy (hereafter health); fulfi lling basic physical and material needs (basic needs); 
self-knowledge and inner life (self-knowledge); feeling secure and free from threats 
(human security); participation and infl uence in society (participation); experienc-
ing pleasure and emotions (pleasure); enjoying relationships and social bonds with 
others (social bonds); being recognized and respected in dignity and rights (respect); 
comprehension of the world we live in (education); enjoying and being part of 
nature (nature); and being able to develop a life project (project). It is possible that 
the deliberation exercise might have produced a slightly different list had the ques-
tion been posed referred to suffering, but we still believe this is a complete list of 
capabilities because it is consistent with most lists proposed in the literature, and it 
is also one of the most complete lists ever measured. 

 Although capabilities have a social component, measurement requires assessing 
each individual’s perception, experience, or appropriation. All these capabilities 
were measured in a survey along two dimensions: entitlement and evaluation. Our 
entitlement indexes summarize information obtained from questions like “If you 
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wanted/needed more… how hard it would be to…?” or “Do you have the alternative 
of…?” On the other hand, our evaluation indexes summarize the individual’s sub-
jective assessment of their capability endowment, with questions such as, “Do you 
feel that it is enough/adequate to your needs or expectations?” or “Do you have all 
what you need?” 

 Information relative to the “functionings” for each capability, which go over the 
actual realization or attainment in each dimension, was also gathered. In this sense, 
entitlements and evaluations are proxies of the opportunity sets of individuals, while 
functionings measure the realization, which depends on the opportunity set, actual 
decisions (partly dependent on preferences), and social circumstances (including 
luck). 

 The relationship between suffering, on the one hand, and capability and func-
tioning indicators on the other, is the subject of Sect.  18.6 . The theory would predict 
that smaller and restricted opportunity sets would lead to constrained choices that 
will in many cases lie far away from the optimal unconstrained choices the individu-
als would have made if they had the chance and opportunity. It is possible that this 
distance from the unconstrained optimum should be associated with levels of suffer-
ing. In addition, as suggested in the last Section, there might be some capabilities 
that are more related to suffering than others are, and there might be some that are 
not even related at all. It is also possible that our sample size is too small for discov-
ering the true relationship, especially if the effect is small.  

18.5       Lifetime Suffering Index and Positive Affect in Chile 

 We use a direct scale of self-reported lifetime suffering similar to the life satisfac-
tion scale. The survey asks, “Taking into account that all persons sometimes in their 
lives must face pain and suffering, could you tell me how much suffering you have 
experienced in your life?” The respondent answered using a 10 point scale where 1 
means “no suffering” and 10 “a lot of suffering.” Mean lifetime suffering in our data 
is 6.23, and standard deviation 2.51. 

 We can examine how the lifetime suffering index correlates with positive mea-
sures by studying its relation to two alternative measures of positive affect. These 
arise from the answers to the questions: a. (Have a good life) “Overall, how satisfi ed 
are you with your life as a whole these days?” (1 to 10 scale where 1 means 
 “completely unsatisfi ed” and 10 means “completely satisfi ed”); and b. (Satisfi ed 
these days) “In a 0 to 10 scale, where 0 means the worst possible life and 10 the best 
possible life, where would you locate yourself?” 

 The correlation between our two measures of positive affect is positive and high 
(0.63), meaning that people who are “satisfi ed these days” tend to report to “have 
had a good life” and vice versa. On the other hand, correlations of lifetime suffering 
with each of our positive affect measures have the expected negative sign (the more 
satisfi ed tend to report, on average, less suffering), but they are low (coincidentally, 
the correlation is −0.20 in both cases). 
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 Table  18.2a, b  show the bivariate distribution of combinations of the three vari-
ables mentioned above. Each cell in Table  18.2a  represents the percentage of the 
population that ascribes to a certain combination of levels in the “Have a good life” 
index and the “Satisfi ed these days” index. Similarly, cells in Table  18.2b  represent 
proportions of the sample ascribing to each combination of levels in the “Satisfi ed 
these days” and lifetime suffering indexes. For the sake of space, we collapse index 
categories into fi ve (remember that each of the indexes has ten distinct values).

   We observe the high correlation between our positive affect measures in Table 
 18.2a . In this case, 56.2 % of the occurrences lie on the dark grey diagonal line, and 
almost all 90.6 % lie on the diagonal or its immediate neighbors (dark and light gray 
cells). In other words, each respondent reporting a high/low value in one measure 
also displays a high/low value on the other, with few exceptions. 

 On the other hand, in Table  18.2b  there is less correspondence between indexes. 
Gray categories represent cases where reported lifetime suffering is, as one would 
expect, inversely related to reports of having had a “good life.” This time, only 54.3 
% fall in any of the gray categories. Actually, we see a large concentration of cases 
in the lower right corner of Table  18.2b . One possible source of this is that respon-
dents really recall a very hard lifetime with a lot of suffering, even though at the 
moment “these days” they are satisfi ed. Nevertheless, the bivariate distribution of 
“Have a good life” (which does not have the temporary component of the “satisfi ed 
these days” index) and lifetime suffering is qualitatively similar to Table  18.2b , with 
only 58.8 % of the responses lying in the would-be gray cells. This low correlation 
is not new in the literature. For example, Helliwell et al. ( 2012 ) show that Chile 
ranks relatively high in the positive affect scale, and at the same time it ranks high 
in the negative affect scale (see Table  18.1  in this chapter). Chile is not the only 
country displaying these counterintuitive results: Our neighbors Peru and Bolivia, 
among others, seem to be quite similar. 

 This may be read as confi rmation of Popper’s argument quoted in Sect.  18.3  so 
that pain couldn’t be offset by pleasure. Although Popper’s argument is moral and 
applies especially to the aggregation of different people (“especially not one per-
son’s pain by another person’s pleasure”), it seems verifi ed on empirical grounds for 

(a) “Have a good life” index (b) Lifetime suffering index
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1−2 0.95 0.56 0.91 0.2 0.28 0.28 0.12 0.44 0.6 1.47

3−4 0.99 2.42 2.1 0.6 0.24 0.16 0.68 1.03 1.67 2.82

5−6 0.64 1.87 14.81 5.68 1.03 1.19 3.34 8.07 5.68 5.6

7−8 0.4 0.95 8.66 20.41 4.73 2.46 6.04 11.08 9.77 5.8

9−10 0.04 0.48 3.65 9.81 17.59 4.25 5.8 8.78 7.19 5.68

            Table 18.2    Bivariate distributions of wellbeing and suffering indexes a        

   a Each cell displays percentage of population that reports the combined index values. Percentages 
in Table  18.2a  add to 100; percentages in Table  18.2b  add to 100  
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the case of Chile even at the individual level, in the sense that suffering is not simply 
the reverse of positive affect. 

 It also stands out from Table  18.2b  that both having had a good life and lifetime 
suffering are represented by remarkably skewed distributions. Very few respondents 
(9.3 %) rated themselves with less than a 5 in the “Have a good life” scale, and only 
24,3 % report as having minimal suffering (scores 1–4) in their lifetimes. Thus the 
estimations of effects on suffering that we present in the following sections are dis-
criminating between those who have had a huge amount of suffering and those who 
have had a moderate amount of suffering.  

18.6        Suffering and Capabilities: An Empirical Inquiry 

 In the analyses that follow we seek to get a deeper understanding of the associations 
among suffering, capabilities and  functionings . As explained previously, UNDP 
( 2012 ) characterized capabilities with indexes of  entitlement  and indexes of  evalu-
ation . It also included measures of corresponding functionings. Entitlements and 
evaluations intend to describe the opportunity or choice set the individual faces, 
regarding a certain scope of her life (education, health, basic needs among other). 
Functionings refer to the actual attainments or realizations of the individual (educa-
tional level, health service usage, income) given opportunity constraints. 

 We estimate standard regression analyses to look, among other things, for an 
association between size of the opportunity sets, represented by the evaluations, and 
lifetime suffering levels. This is of great interest because there is scarcely any 
research that considers this type of index in the prediction of either wellbeing or 
suffering. We also report results on the much widely studied association of what we 
call  functionings  (achieved levels of a certain dimension) on lifetime suffering. We 
next describe the variables used in the empirical analyses. 

18.6.1     Description of Variables 

 The dependent variable we used in the empirical analysis of the following sections 
is the 10 point scale index of lifetime suffering described in detail in Sect.  18.5 . The 
independent variables can be grouped in two main categories: basic controls and 
variables associated with capabilities. Both are described next. 

18.6.1.1      Basic Controls 

 Our data set is rich, so we were able to control for several basic characteristics of 
individuals that might be good predictors of lifetime suffering. In our model, we 
control by sex, age (and its square), indexes associated with personality traits 
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(extraversion, emotional stability, neuroticism, conscientiousness and openness) 
and measures of recent positive and negative exogenous events in the past 6 months. 
We also include a variable associated to religion and/or spirituality. 

 Our indexes of extraversion, emotional stability, neuroticism, conscientiousness 
and openness were drawn from a 10-question personality inventory included in the 
survey. Nine of the questions are very similar to the TIPI (Ten Item Personality 
Inventory) proposed by Gosling et al. ( 2003 ), but with different scales. The scales 
range from −1 to 1 and take fi ve possible and equidistant values each. More on the 
inventory used can be found in UNDP ( 2012 ). 

 Positive events include whether the interviewee got married, was part of a couple 
or fell in love, whether there was a planned pregnancy of self or partner, birth of a 
child, a wage increase or work promotion, a housing acquisition, or any other posi-
tive event. Negative events in the last 6 months include deaths, severe illness (own 
or a relative), breakup of relationship or divorce, severe family problem or breakup 
within the family, job loss (own or someone in the household), unplanned preg-
nancy (self or partner) or any other negative event. The number of positive events, 
by construction, has a minimum of 0 and a maximum of 5. The number of negative 
events has a minimum of 0 and a maximum of 8. 

 The variable “spirituality” is a categorical variable that indicates frequency of 
prayer or meditation. In the sample we analyzed, 52.8 % report praying or meditat-
ing frequently, 34.5 % say they do sometimes and 12.7 % never.  

18.6.1.2     Variables Thought to Be Associated With Capabilities 

 Although in UNDP ( 2012 ) we characterized eleven different capabilities (see Sect. 
 18.4  above), after many trials we realized that six of them were redundant or defi -
nitely not relevant in the prediction of lifetime suffering. Thus, these were excluded 
from our fi nal analysis: “self-knowledge,” “nature,” “participation,” “project,” and 
“human security.” The capability “basic needs” was simplifi ed from its original 
specifi cation since the questions related to housing were redundant to income. The 
capability “understanding the world we live in,” mostly related to educational lev-
els, was also found redundant to income and therefore also excluded.  Entitlement 
indexes  were also less related to lifetime suffering than their  evaluation  or  function-
ing  counterparts; therefore entitlements were omitted from the analysis. 

 The capabilities we maintained were Health, Income, Pleasure, Social Bonds 
and Respect. In our empirical analysis, each of them is represented by an  evaluation 
index  that represents the individual’s subjective assessment of her capability endow-
ment, summarizing answers to questions like “Do you feel that it is enough/ade-
quate to your needs or expectations?” or “Do you have all that you need?” 
Evaluations are constructed as continuous indexes with 0 as a minimum and 1 as a 
maximum value, where higher levels of the index represent the more desirable out-
comes. Details on index construction can be found in UNDP ( 2012 ). The character-
ization also includes variables related to  functionings , or the actual realization or 
attainment for each dimension. 
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18.6.1.2.1     Functionings 

 A description of each of the functionings included in our analyses follows. 
 In Health, the functioning variable is a binary indicator of the presence of an ill-

ness or health problem of the respondent in the last year. About 23 % of the popula-
tion reports a health issue in the past 12 months. 

 In Income, the functioning is a categorical variable containing seven income 
slots. Respondents were asked to classify their household monthly income in one of 
the categories. The slots were designed to be representative of Chilean income lev-
els. Each of the fi ve lower slots comprise between 14 and 22 % of the sample. The 
higher income slots are smaller in size and comprise about 8 % for the second high-
est and 5 % for the highest. 

 In Social Bonds, we include three functionings, each of them a binary variable 
indicating whether the respondent is a parent (80.7 %), has a partner (66.9 %) or is 
a widower (8.3 %). We decided to include widowhood when we realized that, unlike 
other civil statuses, being a widow did relate to increased lifetime suffering even 
after taking into account the existence of a living partner. 

 In Pleasure, we include two indexes of pleasurable activities, each taking values 
from 0 to 1. The  monthly index  gathers information as to whether, in the past month, 
the respondent read a book, listened to music, took a nap, danced, practiced a hobby 
or played sports. The  yearly index  gathers information of whether, in the last year, 
the respondent went out to the cinema or theater, to concerts or to the stadium. In 
both cases a value of 0 means that the respondent did not perform any of the activi-
ties (4.3 % in the monthly index, 57.8 % in the yearly index), and a value of 1 means 
that all the activities mentioned in the list were carried out (6.7 % in the monthly 
index, 6.0 % in the yearly index). Values in between refl ect that respondents carried 
out only some of the activities. 

 In Respect, we include two categorical variables as functionings. One represents 
the respondent’s report of the frequency with which she experienced situations of 
maltreatment (never: 64.6 %; very small/small frequency: 29.2 %; some/high fre-
quency: 6.2 %). The other represents the respondent’s report of the frequency with 
which she experienced situations of discrimination (never: 61.3 %: very small/small 
frequency: 31.7 %: some/high frequency: 7.0 %). When considering these variables 
as functionings we are assuming that they are objective measures of maltreatment 
or discrimination. It can be argued that these are subjective measures, since the 
respondent is not given a defi nition of maltreatment or discrimination, and the 
meaning of high/low frequency is also subject to interpretation. We are, neverthe-
less, comfortable with this assumption. Note that the question requests the report of 
maltreatment or discrimination  situations  (not feelings), facilitating a more objec-
tive answer. Also note that the percentage of people reporting these events is rela-
tively low, especially for those reporting some or high frequency, which, as we will 
see later, is the category that correlates signifi cantly with lifetime suffering. We 
think these low percentages are refl ecting a correct and more objective reading 
(from the respondent) of what a maltreatment or discrimination event is. On the 
other hand, since we have no means to prove our previous statements, the interpreta-
tion of the coeffi cients associated to this variable should be cautious.  
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18.6.1.2.2     Evaluations 

 As explained in Sect.  18.4 , evaluation indexes summarize the individual’s subjec-
tive assessment of her capability endowment, with questions such as “Do you feel 
that it is enough/adequate to your needs or expectations?” or “Do you have all that 
you need?” As just stated, in the present analysis the fi ve categories of capabilities 
we included are Health, Income, Pleasure, Social Bonds and Respect. Each cate-
gory is represented with one evaluation index. These indexes are all on a continuous 
scale, with a minimum of 0 and a maximum of 1, where 0 is the most undesirable 
outcome and 1 the most desirable. 

 The Health evaluation index arises from a survey item that asks the respondent 
how she perceives her health overall on a fi ve-point scale from very good to very 
bad. The respondents with value 0 (very bad) amount to 1.6 % of the sample; those 
with value 1 (very good) amount to 10.9 % of the sample. 

 The Income evaluation index is built using a question about suffi ciency of total 
family income. Answers come in a four-point scale (not suffi cient, experiences 
great diffi culties to cover basic needs: 7 %; not suffi cient, experiences diffi culties to 
cover basic needs: 27 %; just adequate: 51 %; more than enough, can save 15 %). 

 The Social Bonds evaluation index is constructed using two questions that ask 
about agreement (in a four-point scale from “strongly agree” to “strongly disagree”) 
with the sentences “I think I am a loved and valued person” and “I frequently feel 
lonely.” A value of zero in the overall Social Bonds evaluation index means that the 
person strongly disagrees with the fi rst and strongly agrees with the second (0.5 %) 
sentence. A value of 1 in the index means that she strongly agrees with the fi rst 
sentence and strongly disagrees with the second (10.8 %). Values in between cor-
respond to intermediate combinations, with both questions having equal weights. 

 The Pleasure evaluation index relates to the subjective perception of the respon-
dent about whether she carried out in suffi cient amount the activities she reports 
enjoying the most (as much as you like, almost as much as you like, less than you 
would like, much less than you would like). Of the sample, 9 % report carrying out 
pleasurable activities as much as they like, therefore obtaining a value of 1 in the 
index; 19 % report carrying them out much less than they would like, obtaining a 
0 in the index. 

 The Respect evaluation index relates to how fully the respondent perceives dig-
nity and rights of persons like her are respected in society. In this sample, 5 % get a 
1 in this variable, 15 % get a 0, and the rest obtain values in between.    

18.6.2     Estimation and Results 

 We estimate four standard regression models with lifetime suffering as the depen-
dent variable. The results are provided in Table  18.3 . The original database had 
2,526 cases, but some cases were lost in the analysis due to missing values. In the 
worst case (or column 4 in Table  18.3 ), we are able to keep 78 % of the original 
sample.
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         Table 18.3    Linear regression analysis. Dependent variable: lifetime suffering   

 Model 1: 
Base model† 

 Model 2: Base 
plus functionings† 

 Model 3: Base 
plus evaluations† 

 Model 4: 
All† 

  Female   0.402***  0.228  0.335**  0.229 
 (0.105)  (0.117)  (0.105)  (0.118) 

  Age   0.068***  0.059**  0.046**  0.049** 
 (0.015)  (0.018)  (0.015)  (0.019) 

  Age squared   −0.000**  −0.000*  −0.000  −0.000* 
 (0.000)  (0.000)  (0.000)  (0.000) 

  Positive events in last 6 
months (number)  

 0.004  0.020  0.074  0.048 
 (0.073)  (0.078)  (0.072)  (0.078) 

  Negative events in the 
last 6 months (number)  

 0.307***  0.197***  0.225***  0.166*** 
 (0.040)  (0.044)  (0.040)  (0.044) 

  Personality (Big Five)  
 Extraversion  −0.254***  −0.174*  −0.118  −0.119 

 (0.073)  (0.080)  (0.074)  (0.081) 
 Openness  −0.196*  −0.104  −0.131  −0.111 

 (0.083)  (0.090)  (0.083)  (0.090) 
 Neuroticism  0.429***  0.343***  0.226**  0.270** 

 (0.084)  (0.089)  (0.085)  (0.092) 
 Agreeableness  0.098  0.083  0.025  0.055 

 (0.059)  (0.064)  (0.059)  (0.064) 
 Conscientiousness  0.066  0.218  0.164  0.219 

 (0.133)  (0.146)  (0.134)  (0.147) 
  Spirituality  
 Sometimes prays or 
meditates a  

 −0.011  0.021  −0.097  −0.030 
 (0.109)  (0.117)  (0.109)  (0.119) 

 Never prays or meditates a   −0.365*  −0.351*  −0.419**  −0.382* 
 (0.159)  (0.172)  (0.159)  (0.174) 

  Health  
 Subjective evaluation 
index 

 −1.355***  −0.906** 
 (0.255)  (0.288) 

 Health problem in last 12 
months 

 0.318*  0.206 
 (0.125)  (0.130) 

  Income  
 Subjective evaluation 
index 

 −0.875***  −0.180 
 (0.262)  (0.311) 

 Household monthly 
income b : U$301 to U$440 

 −0.265  −0.215 
 (0.175)  (0.178) 

 U$440 to U$600  −0.537**  −0.432* 
 (0.189)  (0.194) 

 U$600 to U$920  −0.762***  −0.670*** 
 (0.183)  (0.191) 

 U$921 to U$1,460  −0.989***  −0.885*** 
 (0.202)  (0.211) 

(continued)
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Table 18.3 (continued)

 Model 1: 
Base model† 

 Model 2: Base 
plus functionings† 

 Model 3: Base 
plus evaluations† 

 Model 4: 
All† 

 U$1,461 to U$3,000  −1.193***  −1.025*** 
 (0.239)  (0.252) 

 More than U$3,000  −1.263***  −1.060*** 
 (0.276)  (0.291) 

  Pleasure  
 Subjective evaluation 
index 

 −0.381*  −0.374* 
 (0.169)  (0.185) 

 Index of monthly 
pleasurable activities 

 0.016  0.199 
 (0.233)  (0.237) 

 Index of yearly 
pleasurable activities 

 0.001  0.098 
 (0.201)  (0.203) 

  Social Bonds  
 Subjective evaluation 
index 

 −1.468***  −0.660* 
 (0.271)  (0.306) 

 Has a partner  −0.327*  −0.359** 
 (0.127)  (0.128) 

 Is a widower  0.557*  0.464* 
 (0.227)  (0.229) 

 Is a parent  0.348*  0.368* 
 (0.166)  (0.167) 

  Respect  
 Subjective evaluation 
index 

 −0.238  −0.156 
 (0.184)  (0.202) 

 Experience situations of 
abuse: very small/small 
frequency c  

 0.097  0.032 
 (0.122)  (0.123) 

 Experience situations of 
abuse: some/high 
frequency c  

 0.822***  0.727** 
 (0.230)  (0.233) 

 Experience situations 
of discrimination: very 
small/small freq c  

 0.214  0.161 
 (0.119)  (0.120) 

 Experience situations of 
discrimination: some/high 
frequency c  

 0.932***  0.792*** 
 (0.215)  (0.219) 

  Constant   3.794***  4.502***  7.160***  6.106*** 
 (0.378)  (0.474)  (0.493)  (0.589) 

 R-squared  0.096  0.153  0.134  0.164 
 N  2,522  2,022  2,453  1,979 

  †Unstandardized coeffi cients, standard errors between parentheses. *p < 0.05; **p < 0.01; 
***p < 0.001 
  a Reference category: frequently prays or meditates 
  b Reference category: less than U$300 
  c Reference category: no experience of abuse/no experience of discrimination  
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   Our base specifi cation (model 1) includes the control variables described in Sect. 
 18.6.1.1 . These are variables that (with the exception of spirituality) are exogenous 
and not modifi able. Although their coeffi cients are helpful to the characterization of 
lifetime suffering, what we mostly want to know is how suffering is determined  with 
these as a given . Therefore, our second specifi cation (model 2) includes the vari-
ables from the previous model adding the functionings that we characterized in 
Sect.  18.6.1.2.1 . The third specifi cation (model 3) also includes the controls and 
adds the evaluation indexes depicted in Sect.  18.6.1.2.2 . We end with model 4, that 
includes basic traits, functionings, and evaluation indexes altogether. 

 Results from the estimation must be read carefully: A signifi cant coeffi cient does 
not necessarily imply causation. In addition, we are estimating a model with a large 
number of independent variables so there are potential problems of multi- collinearity. 
Therefore, ours must be understood as an initial effort to analyze the rich data that 
is available. Several specifi cation refi nements can be tried in subsequent research, in 
order to answer the specifi c questions that arise from this general overview. 

 The parameters in the different models seem relatively stable (with few excep-
tions). Results from the complete model (model 4 in Table  18.3 ) show that some 
capabilities predict suffering mainly through their subjective evaluations (Pleasure 
and Health) while others are predictive through their functionings (Respect and 
Income). The capability related to Social Bonds is signifi cant both through its evalu-
ation index and through its functionings. Its subjective evaluation is especially sig-
nifi cant when the corresponding functionings (being a parent, having a partner, 
being a widower) are excluded. We will later analyze results capability by 
capability. 

 The number of negative events in the past 6 months is a very signifi cant predictor 
of increased suffering, while positive events do not seem to decrease its level. Older 
individuals evaluate their life’s suffering higher. These results are consistent through 
the four models. Personality traits do not seem to predict signifi cantly the lifetime 
suffering levels with the exception of  neuroticism , which is signifi cantly related to 
suffering throughout models. People with more neurotic traits seem to suffer more. 
Extraversion has a loosely signifi cant effect (the more extroverted suffer less) only 
in the base model, and the model that excludes evaluations (models 1 and 2, in Table 
 18.3 ). Signifi cance disappears in the complete specifi cation. Gender shows a loose 
relation to lifetime suffering in two of the models but sign praying or meditating 
(lower spirituality) seem to suffer less. This outcome may be the result of reverse 
causality, meaning that people that suffer less have a lower urge recur to spiritual 
practices. Nonetheless, the signifi cance of the coeffi cient is loose (p < 0.05 in three 
of the models, p < 0.01 in model 3). Given the size of the sample it might be prema-
ture to draw defi nitive conclusions regarding this result. 

 Next, we will discuss the estimation’s results capability by capability, 

18.6.2.1    Health 

 In the health dimension, the subjective evaluation of health is more predictive of 
lifetime suffering than the report of a health problem in the past 12 months 
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(functioning). Estimations from the complete model (model 4, Table  18.3 ) show 
that people who consider themselves very healthy (with the highest value in the 
health evaluation index) place themselves 0.906 points lower in the 1–10 suffering 
scale than those who evaluate their health as very bad. On the other hand, having 
had a health problem in the past 12 months has some signifi cance only in the model 
where the evaluation indexes are absent and the coeffi cient amounts to less than a 
third of a point in the 1–10 lifetime suffering scale.  

18.6.2.2    Income 

 The income dimension exhibits a behavior that is opposite to that observed with the 
health capability. In this case, the functioning (i.e. household monthly income) is a 
better predictor of suffering than the subjective evaluation index (that relates to 
survey items asking about suffi ciency of reported income). Subjective evaluation of 
income is signifi cant only in the model specifi cation where actual income is absent 
(model 3, Table  18.3 ). When income is included, its signifi cance vanishes. 
Coeffi cients show that increased income is related to decreased lifetime suffering by 
an amount that is quite stable when moving from one income step to the neighbor-
ing one (about 0.25 suffering points per step). Nevertheless, additional tests showed 
that coeffi cients for adjacent income categories do not signifi cantly differ from one 
another probably due to the restricted sample size. On the other hand, differences 
between any two coeffi cients on income categories that are not adjacent are always 
signifi cant.  

18.6.2.3    Pleasure 

 Neither of the functionings associated with this capacity appear related to lifetime 
suffering in any model specifi cation. However, the evaluation does relate to lifetime 
suffering in a slightly signifi cant way (p < 0.05). Those who report carrying out 
pleasurable activities as much as they would like score between 0.37 and 0.4 less 
suffering points than those who report carrying out these activities with a frequency 
that is much lower than preferred.  

18.6.2.4    Social Bonds 

 This capability is important in the prediction of lifetime suffering, both through the 
subjective evaluation index and the functioning. Our results indicate that she who 
feels loneliest and least loved (as indicated by the evaluation index), suffers more. 
Regarding the functionings, we observe that having a partner is inversely related to 
suffering, and that being a parent or being a widow is predictive of increased life-
time suffering. Overall, from the complete model (model 4 in Table  18.3 ) we extract 
that a person who feels very lonely (and not loved or valued), does not have a 
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partner, is a widower and a parent scores 1.85 more points in the suffering scale than 
another who never feels lonely (and feels loved and valued), has a partner, and is 
neither a widower nor a parent. This amounts to three quarters of a standard devia-
tion of lifetime suffering.  

18.6.2.5    Respect 

 This capability is one in which the subjective evaluation index does not show sig-
nifi cant relation to lifetime suffering. Nevertheless, the functionings that we associ-
ate to it throw very signifi cant coeffi cients, regardless of the model specifi cation. 
Reports of frequent discrimination events and frequent abuse events are related to 
lifetime suffering quite strongly, though lower frequencies do not. Someone who 
reports frequent abuse and discrimination scores between 1.52 and 1.75 (depending 
on the model) more points in the lifetime suffering scale than she who reports never 
having been subject to a maltreatment or discrimination situation.    

18.7      Conclusions 

 This chapter explores the relationship between capabilities and suffering from a 
theoretical and mostly empirical point of view using a unique data set for Chile. 
Theoretically, we would expect that the larger the capability set, the lower the level 
of lifetime suffering. Of course, the relationship is imperfect, as long as outcomes 
depend on multiple sources aside capabilities, such as actual decisions and social 
circumstances, including luck, as well as on adaptive preferences. Capabilities and 
functionings are additional (and sometimes novel) determinants of lifetime suffer-
ing. On this basis, we advanced in the answer of which capabilities and functionings 
are more associated to lifetime suffering in Chile. 

 The fi rst part of the empirical analysis reports evidence of a less-than-perfect 
correlation between positive emotions and lifetime suffering in Chile. We fi nd that 
suffering seems not to be simply the reverse of positive affect. This corroborates 
previous data on Chile from international surveys. 

 Several standard regression analyses gave us opportunity to study the associa-
tions among several variables and lifetime suffering. Among the results, we found 
that Social Bonds, both as evaluations and as functionings, have a relationship to 
lifetime suffering. Feeling lonely, not having a partner and being a widow or wid-
ower increases lifetime suffering. However, having children also increases suffer-
ing. This might be related to the fact that having children yields more concern and 
responsibility for others’ wellbeing and the fact that our child’s suffering may be 
experienced as suffering as well by parents. 

 In the case of Pleasure and Health capabilities, the variables signifi cantly associ-
ated to lifetime suffering correspond to their evaluations rather than their function-
ings. This means that, in the second case, it is not medical events but the evaluation 
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of one’s own health that matters for the experience of suffering. Similarly, it is the 
feeling of not having enough opportunities for pleasure that affects lifetime suffer-
ing rather than its actual frequency. It is of course possible to have reverse causality: 
More lifetime suffering might reduce our possibilities for pleasure. 

 On the contrary, it is actual income and the experience of being respected in 
rights and dignity that are associated to lifetime suffering and not their  corresponding 
subjective evaluation. In the former case, moving two income brackets (considering 
7 groups) is linked to a signifi cant reduction in lifetime suffering. Finally, it is note-
worthy that the actual experience of repeated discrimination and maltreatment is 
one of the most important predictors of lifetime suffering. 

 Regarding the other variables included in the analysis we found, as expected, that 
age and negative recent events are positively associated with lifetime suffering. Of 
the Big Five personality traits, only neuroticism is positively related to suffering. 

 Our analyses must be understood as an initial effort to study a rich data set that 
permits us to generate unique variables that allow an empirical study of suffering 
using a framework based on the capability approach. This is novel in that empirical 
indexes related to capabilities have seldom been used in the literature of subjective 
wellbeing. We were able, therefore, to check whether the inclusion of these atypical 
variables improves our understanding of lifetime suffering. The drawback is that in 
this initial stage of research, when trying to respond to general questions, our mod-
els come with a large number of independent variables, generating the potential of 
multi-collinearity. For instance, it is well known that education infl uences the 
dependent variable through the enlargement of other capabilities, especially income, 
and both are highly correlated in the case of Chile. We nonetheless provide the 
reader with results from traditional model specifi cations to make the study compa-
rable with other mainstream investigations of suffering from other countries. 

 On the other hand, the fact that only fi ve out of eleven capabilities considered 
valuable by Chileans were relevant predictors of suffering, suggests focusing poli-
cies on the enlargement of these capabilities if the objective is in reducing suffering. 
Of course, this proposal requires more evidence to be safely sustained. 

 This is only a beginning. Several specifi cation refi nements should be tried in 
subsequent research in order to answer the specifi c questions that arise from this 
general overview. Of interest are possible modeling and data improvements to allow 
identifi cation of causality.     
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    Chapter 19   
 Shame, Humiliation and Social Isolation: 
Missing Dimensions of Poverty and Suffering 
Analysis 

             China     Mills      and     Diego     Zavaleta    

19.1             Introduction 

 While ‘suffering is a problem in life that affects everyone’ (Schulz et al.  2010 : 782), 
“not all suffering is equal” (Farmer  2005 : 279). Like poverty, suffering – the distress 
resulting from threat or damage to one’s body or self-identity (Anderson in this 
same volume) – is multi-dimensional; it is imperative to understand how its various 
dimensions interact and interconnect: their dynamics, intensities and types, and 
their implications on wellbeing and quality of life. Little current information exists 
on the extent, distribution, quality or quantity of suffering internationally, largely 
due to lack of refi ned measures (Anderson  2014 ). 

 In an attempt to overcome this lack of information, Anderson ( 2014 ) has pro-
posed using a series of indicators of both objective and subjective suffering to assess 
its prevalence on a global scale. One of the key indicators used (and one of two 
defi ned to assess  social  suffering) is that of poverty, and, in particular, poverty mea-
sured in a multidimensional way. Multidimensional poverty differs from traditional 
measures of poverty in income space and aims at measuring several deprivations that 
a person suffers at the same time (e.g. the situation of that person in terms of health, 
education, and living standards and not only through income level). One specifi c way 
of measuring this is the Multidimensional Poverty Index (MPI) used by the United 
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Nations Development Programme to calculate worldwide multidimensional acute 
poverty (Alkire and Santos  2010 ,  2013 ), and used by    Anderson ( 2014 ) with data on 
corruption as a proxy of social suffering. In this same work, Anderson suggests two 
ways to continue the quest for more accurately estimating global suffering. One is to 
limit the estimates of suffering to indicators of severe suffering, and the second is to 
expand the number of indicators in order to be more inclusive. 

 We suggest that a key obstacle in the refi nement of the measurement of suffering is 
the assumption that poverty equals suffering, and thus the use of poverty as a proxy 
for suffering within the literature. We argue that the use of this proxy conceals the 
multidimensional nature of poverty and the differential distributions of suffering 
among the poor, overlooking the fact that some people in poverty suffer more than 
others. Therefore, this chapter aims to begin addressing the challenge of refi ning mea-
surement of suffering by focussing on specifi c and concrete aspects of poverty that 
poor people report are important in their lives, and by exploring how these aspects 
may relate to suffering. We will argue that drawing upon research into multidimen-
sional poverty and focusing attention on concrete aspects of suffering is fruitful as it 
enables more precise conceptualisation of differential experiences of suffering. 
Specifi cally, this chapter will outline the importance of social connectedness in the 
lives of the poor, and discuss fi ndings in relation to deprivations in this connected-
ness – social isolation, shame, and humiliation – as concrete dimensions of poverty.  

19.2     The Multidimensionality of Poverty and Suffering 

 A growing number of local and global initiatives (spanning the developing and 
developed world) attest to the importance that human beings place on social rela-
tions in the evaluation of their wellbeing, alongside other dimensions of life (see 
Zavaleta et al.  2014  for an outline of a number of initiatives exploring aspects of 
social connectedness.) They refl ect the acknowledged gap between what people 
value and the dimensions currently used for assessing the wellbeing of people. An 
example of this attention to the importance of social connectedness is provided by 
the commission established by former French President, Nicholas Sarkozy, to iden-
tify the limits of current indicators of economic performance and social progress. It 
also suggests how to improve indicators for all countries, with a primary focus on 
Europe. The commission, led by Joseph Stiglitz, Amartya Sen, and Jean-Paul 
Fitoussi, concluded that “social connections and relationships” should be among the 
dimensions taken into account for measurement of quality of life globally. Moreover, 
they argue that social connections should be considered  simultaneously  alongside 
other dimensions, such as material living standards (income, consumption, and 
wealth) and health (Stiglitz et al.  2009 ). The report emphasises the need to docu-
ment the diversity of people’s experiences, the linkages across different dimensions 
of wellbeing, and the need to look across different types and domains of inequalities 
(for example, being both poor and female, or being disabled and poor) “to see how 
these can compound one another and are combined in both experience and affect” 
(White et al.  2012 : 770). 
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 The research outlined in this chapter is part of the work currently being under-
taken by the Oxford Poverty and Human Development Initiative (OPHI) to examine 
those aspects of life that people living in poverty often state are important to them 
and yet on which there is little to no international data – the “missing dimensions” of 
poverty analysis. In particular, OPHI explores aspects of quality of work, empower-
ment, physical safety, psychological and subjective well-being, and social connect-
edness (for further details, see:   www.ophi.org.uk/research/missing-dimensions/    ). 

 The development of indicators that measure these dimensions, and the inclusion 
of these indicators as short modules on household surveys, allows not only for 
different aspects of one dimension to be explored (for example, different experi-
ences of social isolation) but furthermore enables exploration of the connections 
between different dimensions (for example, between empowerment and shame, or 
between income and social isolation). Highlighting the multidimensional nature of 
both suffering and poverty is important because

  The predicaments of people below the poverty line are not by means homogenous even 
when their respective abilities to convert commodities into capabilities are identical, since 
they differ from each other in the size of their respective shortfalls of income from the pov-
erty line (Sen  1983 : 165). 

   Because few attempts have been made to quantify the distribution of suffering on 
a global scale, and due to the need to refi ne measures of suffering, some early 
research views poverty as an indicator of suffering (see Anderson  2014 ). While 
these early attempts are admirable and welcome, it may be problematic to assume 
that all poor people suffer, and that poor people suffer equally or homogenously. 
Thus, Sen’s call for “distribution-sensitive measures of poverty” (Sen  1983 : 165) 
may also be useful for attempts to measure differential distribution of suffering, 
both between and within communities. 

 Furthermore, Anderson ( 2014 : 54) points out that “when multiple types of suffer-
ing occur together, their individual effect may multiply rather than add to one another”. 
In Anderson’s ( 2014 ) research into the global distribution of suffering, he found that 
major types of suffering often co-existed. This is particularly signifi cant when looking 
at suffering in contexts of poverty because developing countries with high rates of 
(income) poverty are likely to have higher co-existence of all three major types of suf-
fering; mental, physical, and social. Through understanding poverty and suffering as 
multidimensional, we can explore how people experience deprivations and suffering in 
some dimensions and not in others, and the ways these dimensions may interact. We 
can also identify those who may be experiencing deprivations in all dimensions, and 
thus those who’s suffering (or poverty) may be most acute or chronic.  

19.3     What Matters Most: The Intrinsic and Instrumental 
Importance of Social Connectedness 

 “Social connections…. are among the most robust correlates of subjective wellbe-
ing” and indeed, people place such high value in this aspect that they “report that 
good relationships with family members, friends or romantic partners – far more 
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than money or fame – are prerequisites for their own happiness” (Helliwell and 
Putnam  2004 : 1437). Many people attach high intrinsic value to social contacts: 
they value the sense of belonging to a community, having friends and emotional 
attachments, and being able to participate in society. This is evident in a quote from 
Voices of the Poor, participatory research into poverty conducted in 60 developing 
countries, where a woman living in poverty in Bulgaria states that, “I like money 
and nice things, but it’s not money that makes me happy. It’s people that make me 
happy” (cited in Narayan and Petesch  2002 : 258). 

 Research consistently shows that social support is a key factor in the relationship 
between poverty (low income) and wellbeing (Biswas-Diener and Diener  2001 ). 
Helliwell et al. ( 2012 ) found that when social support was taken into account, the 
explanatory value of income fell dramatically. This implies that psychological well-
being may result from a “horizontal” interaction between physical, social, and 
psychological needs, with some of the negative effects of material deprivation coun-
terbalanced by positive social relationships (Biswas-Diener and Diener  2001 ,  2006 : 
201). This aligns with Anderson’s fi ndings of a stronger association between higher 
social support and lower suffering, where “social support networks play a very large 
role in diminishing suffering” ( 2014 : 85). This may provide a more nuanced frame-
work for understanding how poverty (or low income) may relate to suffering. For 
example, while social connectedness may help mitigate the negative relationship 
between income and life satisfaction, low income may result in people being unable 
to engage in the reciprocal exchanges that often constitute community participation 
(e.g. poor people may not be able to afford food to share at communal gatherings). 
This means that the chronic poor may remain so because of their inability to recip-
rocate in terms of material resources (Gonzalez  2007 ). 

 Through the lens of Sen’s capability approach, it seems that people, and per-
haps especially poor people, have “good reason to value not being excluded from 
social relations”, and thus social isolation (and social exclusion) would seem to be 
direct elements of capability poverty and of suffering (Sen  2000 : 4). Adam Smith 
makes the point that “the inability to interact freely with others is an important 
deprivation in itself (like being undernourished or homeless)” (Sen  2000 : 5). This 
makes a strong case for understanding social isolation (and shame and humilia-
tion) as constitutive components of poverty and suffering. For Sen, absolute depri-
vation also includes being ashamed to appear in public and not being able to 
participate in the life of the community ( 1985 ). Social isolation and shame can 
lead to other deprivations and limit other freedoms. For example, being isolated 
may exclude a person from job opportunities, which can in turn lead to depriva-
tions in being able to purchase food; feeling discriminated against within the 
health system may lead to deprivations in health. 

 There is plentiful literature on the deleterious effects of social isolation on both 
psychological and physical health – where it is related to feelings of loneliness and 
despair (Biordi and Nicholson  2013 ), along with research into the affective responses 
to social exclusion, including social anxiety, jealousy, loneliness, and depression 
(Baumeister and Tice  1990 ; Leary  1990 ). Like social exclusion and rejection, social 
isolation can have “intense and often disruptive effects…on individual cognitive, 
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motivational, and emotional functioning” (Brewer  2005 : 344–45). This is something 
that poor people seem painfully aware of. An interviewee from Bangladesh in the 
Voices of the Poor study explained that being too poor to participate in community 
gatherings, and thus having to remain isolated in the house, is when a “person goes 
mad and wishes to commit suicide” (cited in Narayan et al.  2000 : 258). 

 The  pain  of subjective isolation – or “social pain” – is a deeply disruptive hurt 
that also has striking effects on physical health (See Cassidy and Asher  1992 ; 
Cole et al.  2007 ; Eisenberger et al.  2003 ; Gustafsson et al.  2012 ; Hawkley and 
Cacioppo  2010 ; MacDonald and Leary  2005 ; Stranahan et al.  2006 ; Westerlund 
et al.  2012 ; Wilson et al.  2007 ). Furthermore, Eisenberger et al. ( 2003 ) have tested 
the neural correlates of social exclusion through neuroimaging studies and con-
cluded that the brain bases of social pain are similar to those of physical pain. The 
quality and quantity of individuals’ social relationships has been linked not only 
to mental health but also to both morbidity and mortality. The magnitude of risk 
to health is comparable to the effect of high blood pressure, lack of exercise, obe-
sity, or smoking (Cacioppo and Patrick  2008 ; House et al.  1988 ) and is a predictor 
of functional decline and death among individuals older than 60 years (Perissinotto 
et al.  2012 ). The  distress  produced by subjective social isolation is a serious and 
common problem and the effects can be considerable, especially if it becomes 
chronic. While all individuals are prone to feel loneliness at several points in their 
lives, this becomes “an issue of serious concern only when it settles in long 
enough to create a persistent, self-reinforcing loop of negative thoughts, sensa-
tions, and behaviors” (Cacioppo and Patrick  2008 : 7). 

 Social isolation, shame, and humiliation, could be “constitutively a part of capa-
bility deprivation as well as instrumentally a cause of diverse capability failures” 
(2000: 5). Despite what poor people say about the intrinsic importance of social 
connectedness, and a growing literature on social support as playing a mediating 
role between income and low subjective wellbeing, little policy exists to develop 
and strengthen support networks, especially in developing countries. It is important 
for research to take seriously the need to expand people’s relational capabilities and 
the real freedoms that people value.  

19.4     Shame, Humiliation and Isolation  –  Unpacking 
the Terms 

 Shame and humiliation are affective states that defi ne distinct yet related aspects of 
human psychology. Shame is a

  “global, painful, and devastating experience in which the self, not just behaviour, is 
painfully scrutinized and negatively evaluated…This global, negative affect is often 
accompanied by a sense of shrinking and being small, and by a sense of worthlessness 
and powerlessness” (Tangney  2003 ). “Shame is likely to be accompanied by a desire to 
hide or escape from the interpersonal situation in question…” (Tagney quoted in Sabini 
and Silver  1997 ). 
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 Shame is both a moral emotion (in the sense that it acts as an evaluator of self) 
and is linked to the self in relation to others (as actions by others or our perception 
of their judgement may affect our sense of shame). Humiliation refers to both an 
act – to humiliate someone or feeling humiliated – or to a feeling. In reference to an 
act (an  external  event), it is commonly linked to the feeling or condition of being 
lessened in dignity or pride and associated with unequal power relations (Lindner 
 2007 ). In terms of the feeling (an  internal  event), humiliation is “the deep dysphoric 
feeling associated with being, or perceiving oneself as being, unjustly degraded, 
ridiculed, or put down—in particular, one’s identity has been demeaned or deval-
ued” (Hartling and Luchetta  1999 : 7). 

 Although both are negative emotions that refer to the self, and although these 
terms are frequently used interchangeably as synonymous in common language, 
there are several important differences between shame and humiliation. Shame 
emphasises an individualistic evaluation; humiliation is inherently interactional. 
They may occur simultaneously, as suffering from a humiliating act may entail feel-
ing ashamed; yet one emotion does not result ipso facto in the other (e.g. one can 
have the feeling of being humiliated without the sensation that one has failed one’s 
own standards). While shame is the result of a personal judgment of failure (and 
thus involves the belief that one deserves the shame), humiliation tends to involve 
the belief by the target that he or she does not deserve the treatment he or she is get-
ting (Jackson  1999 ; Hartling and Luchetta  1999 ). The response to both experiences 
is quite different. While shame can result in withdrawal, humiliation typically 
arouses hostility (Jackson  1999 ). 

 Social isolation is the inadequate quality and quantity of social relations with 
other people at the different levels where human interaction takes place (individual, 
group, community and the larger social environment) (Zavaleta et al.  2014 ). This 
implies that the social isolation of a person has both quantitative and qualitative 
aspects, such as the number or frequency of interactions with other people (e.g. the 
social networks we belong to, the number of groups in which we participate, or the 
frequency with which we meet friends and family), and how  meaningful  these rela-
tions are (e.g. if they satisfy a person’s expectations or standards). Both quantitative 
and qualitative aspects of deprivations in connectedness contribute in a myriad of 
ways to the social isolation of a human being, yet the relationship between these 
aspects is not direct. For example, being alone (lack of or inadequate number of 
relations) may trigger feelings of loneliness (a qualitative aspect), and feeling iso-
lated may result in being alone. One may feel lonely while being surrounded by 
people, family or friends, and people with few social contacts may not feel isolated 
at all (indeed, many individuals enjoy their solitude and value it) (see, for example, 
Fromm  1942/2001 ; Hawkley and Cacioppo  2009 ). 

 The importance of social connectedness has been documented both conceptually 
and empirically in the rich and overlapping literatures on social capital, social cohe-
sion, and social exclusion. (While there is not space here to elaborate on these theo-
ries, see Zavaleta et al. ( 2014 ) for a more detailed discussion of how the research 
outlined in this chapter connects to, and diverges from, the wider literature). This lit-
erature has contributed enormously to increasing focus on, and developing measures 
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of, aspects of social connectedness. However, along with problems in defi ning and 
operationalizing concepts, research into the measurement of social capital, social 
cohesion, and social exclusion has tended to concentrate mainly on the instrumental-
ity of social connections – the positive impact they can have on key aspects of life, 
such as a person’s health, well-being, or job opportunities, and how they may enable 
people to gain access to resources (Berkman and Glass  2000 ; Coleman  1988 ; Easterly 
et al.  2006 ; Grootaert  1998 ; Putnam  2000 ; Woolcock  1998 ,  2001 ). While the instru-
mental importance of social connectedness is important, much of this research over-
looks the intrinsic value that many people attach to having social connections. 

 The point of this research lies in the emphasis placed on the intrinsic  and  instru-
mental importance of social connectedness, specifi cally for those living in poverty. 
It aims to develop indicators that measure both external and internal (objective and 
subjective) aspects of deprivations in social connectedness. The inclusion of inter-
nal characteristics follows an increasing number of studies that use data refl ecting 
people’s perceptions of their own life (Hawthorne  2006 ; Hortulanus et al.  2006 ; 
WHO-QoL Group  1993 ). Anderson ( 2014 ) highlights a similar need for the combi-
nation of subjective and objective indictors in the conceptualisation and measure-
ment of suffering as multidimensional.  

19.5     Data Resources 

 In this chapter, we use two specifi c indicators – discrimination and loneliness – to 
explore their intensity and relationship with other variables in two different coun-
tries: Chile and Chad. These two indicators are part of a series of concrete indicators 
proposed to collect data on shame, humiliation and isolation (Zavaleta  2007 ; 
Zavaleta et al.  2014 ). The analysis draws on two datasets collected by the Oxford 
Poverty and Human Development Initiative (OPHI). The fi rst dataset was collected 
in Chile using a nationally representative subsample of Chile’s national household 
survey (CASEN) in 2009. A total of 1,432 households were interviewed using sev-
eral modules of traditional socio-economic variables available in the CASEN 2006, 
alongside fi ve modules on “missing dimensions of poverty data” developed by 
OPHI and collected in 2009. 

 The second dataset comes from the Multidimensional Poverty and Vulnerability 
in Chad (EPMVT) household survey. This survey was designed and collected by the 
Institute of National Statistics of the Government of Chad (INSEED), the Oxford 
Poverty and Human Development Initiative (OPHI) and UNICEF-Chad. Data col-
lection took place in 2012 and gathered information from a nationally representative 
sample of 4,426 households. As with the Chilean exercise, the dataset contains a 
rich array of traditional socio-economic variables alongside modules on quality of 
employment, empowerment, shame, humiliation, isolation, psychological well- 
being, and physical safety. 

 The datasets drawn upon here allow preliminary exploration of these diverse 
variables within two extremely divergent realities. Chile is a high-income country 

19 Shame, Humiliation and Social Isolation: Missing Dimensions of Poverty…



258

with low levels of poverty (with 2.7 % of its population living under less than US $2 
a day in 2009), and high levels of human development (it ranks 40 of 186 in the 
Human Development Index). Chad is a low-income country and one of the poorest 
in the world by any standard: 83.3 % of its population lived with less than US $2 a 
day by 2003; 62.9 % of the population is multidimensionally poor (OPHI  2013 ); 
and the country ranks 184 of 186 in the Human Development Index (all income 
poverty data from The World Bank Databank 2014, The World Bank, accessed 
25-02-2014,   http://data.worldbank.org/topic/poverty    ; Human Development data 
from UNDP dataset, United Nations Development Program, accessed 25-02-2014, 
  https://data.undp.org/dataset/Table-1-Human-Development-Index-and-its- 
components/wxub-qc5k    ). 

 We use data on discrimination from the Chilean dataset here to exhibit some 
basic results. Discrimination has been characterized as the “most overt form of 
ascriptive humiliation” (Lukes  1997 : 44) and is characterized by unequal power 
relations and actions that affect the dignity and pride of individuals and result in 
feelings of being degraded. This affective state has been associated with numerous 
psychosocial maladies, such as low self-esteem, school-related diffi culties, perni-
cious child-rearing practices, delinquency, poverty, social phobia, anxiety, depres-
sion, paranoia, marital discord, domestic violence, sexual aggression, rape, serial 
murder, torture, and suicide (Hartling and Luchetta  1999 ). 

 Data on discrimination is obtained on the basis of responses to three questions:

    1.    Have you been treated in a way that you felt was prejudiced during the past 
3 months? (Response alternatives: Yes, always; Yes, often; Yes, occasionally; 
No, never; Don’t Know or No answer)   

   2.    Who treated you in a way that you felt was prejudiced? (the response alternatives 
included a series of institutions, people, situations or places);   

   3.    Why were you treated in a way that you felt was prejudiced? (Response alterna-
tives: Ethnic or racial background, Gender, Sexual orientation, Age, Disability, 
Religion, Other – open question, Don’t know).      

19.6     Results from Chile 

 The general results for this set of questions in Chile are as following: up to 16.6 % 
of the population claims to have been treated with prejudice either “always”, “often” 
or “occasionally” in the last 3 months, while 82.2 % claimed to have never been 
treated with prejudice, and 1.3 % did not know or did not respond. As can be 
observed in Table  19.1 ., of the people who claimed to have been the subject of a 
discriminatory act, a large majority stated that these acts took place either in the 
health services (26.3 %), at work (21.1 %), in the street by an unknown person 
(11.4 %), or by a close relative (9.1 %). Finally, the alleged reason for this act of 
prejudice can be seen in Table  19.2 . The most often cited reason in the experience 
of prejudice is the socio-economic condition of the respondent (40 %), followed by 
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an unknown reason or refusal to answer (26.5 %), the level of education of the 
respondent (8.7 %), or his or her ethnic, racial, or cultural background (7.7 %). The 
large percentage of respondents who do not know or refuse to answer why they 
perceive they have been subject to a prejudicial act is telling, as it is possible that a 
portion of these respondents refuse to provide a concrete answer due to the shame 
of exposing a particular background.

    However, these general results conceal important sub-group realities, including 
differences by income level, gender, age, and ethnic, racial or cultural background. 
As can be observed in Fig.  19.1 , the sense of discrimination varies signifi cantly. We 
fi nd a negative, signifi cant relationship between the income group of the respondent 
and discrimination, varying from 24.2 % in the poorest 20 % of the population to 

 Category of prejudice location  Percent 

 Health care services  26.3 
 School  1.5 
 Work  21.1 
 Police/judicial system  3.5 
 Social services  5.4 
 Shops/restaurants  2.7 
 Bank/insurance company  3.8 
 Government housing offi ce  2.4 
 Close relative  9.1 
 Unknown person in a public 
place 

 11.4 

 Other  6.4 
 DK/NA  6.3 

  Source: own estimates using OPHI-CASEN 
survey  

  Table 19.1    Who treated you 
in a prejudiced way?  

 Location prejudicial exposure  Percent 

 Ethnic, racial or cultural 
background 

 7.7 

 Gender  2.5 
 Sexual orientation  1.2 
 Age  5.4 
 Disability  1.9 
 Religion  3.0 
 Socio-economic group  40.0 
 Education  8.7 
 Other  3.2 
 DK/NA  26.5 

  Source: own estimates using OPHI- CASEN 
survey  

  Table 19.2    Why were you 
treated in a prejudiced way?  
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10.3 % in the highest income-earning group. How regularly the respondent feels 
treated with prejudice also tends to decrease the higher the income group. Similarly, 
we observe signifi cant differences between the poor and non-poor populations in 
being the subject of a prejudicial act (14.5 % versus 21 %) [The income cut-offs are 
those used by the Ministry of Planning of Chile (MIDEPLAN) for the offi cial 
poverty estimates of 2009]. The result of the main perceived cause for the discrimi-
natory act being the socio-economic background of the respondent remains the 
highest perceived cause for each income group.  

 Where the discrimination takes place also has important variations, with 
respondents in the fi rst two quintiles claiming it takes place predominately in 
the health services (39.4 and 31.1 %, respectively), while respondents in the 
higher three quintiles claiming that it takes place at work (36, 29.3 and 24.9 %, 
respectively). Gender differences are also evident in these two spaces of dis-
crimination, with women feeling signifi cantly more discrimination in the health 
care system (30.9 versus 19.8 %), while men tend to experience more at work 
(28.8 versus 15.7 %). Finally, differences due to ethnic background exhibit the 
largest variations. For example, the Aymara group – the second largest ethnic 
group, based in the less populated northern part of Chile – identifi es the main 
source of discrimination as coming from an unknown person in a public place 
(42.5 %) with the perceived reason for discrimination given being due to their 
ethnic background (51.9 %). Space limitation does not allow for a comparison 
between countries, which add examples of the variety and magnitude of dis-
criminatory acts. In Chad, for example, the main source of discrimination by far 
comes from a close relative, showing important intra- household dynamics of 
discrimination (Fig   .  19.2 ).   
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  Fig. 19.1    Percentage of respondent being treated with prejudice by income group (Source: own 
estimates using OPHI-CASEN survey)       
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19.7     Results from Chad 

 Results from Chad show relevant insights for poverty analysis by introducing informa-
tion on loneliness. Loneliness is “the distress that results from discrepancies between 
ideal and perceived social relationships” (Hawkley and Cacioppo  2009 ). Loneliness is 
relevant because it can be argued that, in its chronic form, it is one of the most extreme 
forms of social disconnection, carrying deleterious effects on physical and psychologi-
cal health (as discussed earlier). Information for this variable was obtained from specifi c 
statements from version III of the UCLA Loneliness scale (Russell  1996 ). Respondents 
were requested to indicate how often they feel they can fi nd companionship when they 
want it. The response structure is a 4-point scale ranging from “never” to “often”. 

 Results from the Chad survey show that 20.2 % of the population claimed they 
“never” or “rarely” fi nd companionship when they want it, while 25.6 % fi nd compan-
ionship only “sometimes”, and 53.7 % claimed they can “often” fi nd companionship. 
These general results hide important sub-group differences. For example, gender 
differences show the strongest size effect found in the loneliness data with women on 
average reporting 0.16 points higher on the score than men (see Fig.  19.3 ). The worse 
the results, the more skewed the gender difference, with women reporting over 70 % 
of the entire results of people not being able (“never”) to fi nd  companionship when 
they want it.  
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  Fig. 19.2    Gender differences in where discrimination took place (% of female and male respon-
dents per each category) (Source: own estimates using OPHI-CASEN survey)       
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 Being able to fi nd companionship when you want it is negatively and signifi -
cantly correlated with per capita household expenditure and education level. The 
higher their per capita household expenditure (per quintile), or level of education 
(by category, e.g. from primary completed to secondary completed), the less lonely 
people are compared to their counterparts in lower levels. Urban dwellers also feel 
less lonely than their rural counterparts.  

19.8     Conclusions 

 This chapter has argued that focusing attention on concrete and poignant aspects 
that affect people’s lives – namely shame, humiliation, and social isolation – can 
help refi ne the measurement of both poverty and social suffering. The motivation 
behind moving to measure poverty in a multidimensional way is rooted in people’s 
lived realities of experiencing multiple forms of deprivations simultaneously. 
Although income is a crucial aspect for understanding poverty, it is insuffi cient in 
capturing this diversity, leading to important shortcomings in poverty measurement. 
Measuring poverty in a multidimensional way can enrich the understanding about 
this social malady. In this respect, using multidimensional poverty as a proxy to 
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  Fig. 19.3    Gender differences in perceptions of how often can respondents fi nd companionship 
when they want it (% of female and male respondents per each category) (Source: own estimates 
using OPHI-CASEN survey)       
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social suffering is a sensible move. Yet, data on the crucial aspects for people living 
in poverty are still missing. This includes the lack of agency to live a life in the way 
that one values, or the demeaning of one’s identity due to the stigma of poverty, 
discrimination or social isolation. These aspects, we argue, are intrinsically linked 
to potential, perceived, or actual damage to one’s body or self-identity, and thus 
need to be developed and incorporated to refi ne the measurement of both poverty 
and suffering. 

 The basic results shown in this chapter provide a glimpse into the reality of dis-
crimination: its magnitude, its sub-group differences, the links between the income 
level of a person and how often she or he suffers from discriminatory acts, and the 
areas of life most affected by it. Group-based discrimination (ethnic, racial, cultural, 
or religious) is especially relevant as it can lead to important political instability and 
even violent confl ict (see Stewart  2001 ). It can also result in important negative 
psychological and sociological phenomena linked to the concealment of identities 
in order to avoid discrimination. 

 It is important to note that the answer of the respondent refers to an actual act, 
and not simply to a perception of the existence of situations involving discrimi-
nation. This act may indeed be due to a reason different to what the respondent 
perceives it to be (e.g. a personal problem between a person performing the act 
and the subject of the act, rather than due to her ethnic background or gender). 
Yet, there are still a signifi cant number of people in the sample claiming to hav-
ing been subject of prejudice, so it is highly unlikely that such a large number of 
the population simply perceive this as real. And even then – if that was the case – 
it would still be telling that such a number of people feel that the cause of the act 
was due to prejudice. 

 The results also provide a glimpse into the diversity of how discrimination is suf-
fered in different contexts. The data on loneliness (though limited) points to the 
existence of this condition in a signifi cant portion of the population of Chad and 
confi rms previous qualitative analysis in different contexts showing its links to pov-
erty (see De Jong Gierveld and Van Tilburg  2010 ). As in the case of data on dis-
crimination, quantitative information on loneliness will advance our understanding 
of the characteristics of the population who suffer from this malady and its relation-
ship with other dimensions of wellbeing and suffering. 

 The use of particular indicators of shame, humiliation, and social isolation can 
better indicate differential distributions of suffering and help identify individuals 
and sub-groups within people living in poverty that are affected by concrete and 
particularly hurtful situations. Consequently, they can help to identify levels of suf-
fering which are higher within a specifi c population. These types of indicators could 
form the basis of more refi ned measures that help generate more concise data on 
suffering. Most importantly, better data on who is suffering and how they are suffer-
ing paves the way for the development of interventions that are sensitive to people’s 
lived realities of suffering, and thus better able to provide the conditions for people 
to live the lives they value.     
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    Chapter 20   
 The Cultural Geography of Community 
Suffering 

             Daina     Cheyenne     Harvey    

20.1             Introduction 

 In their book on environmental justice, Roberts and Toffolon-Weiss ( 2001 ), who use 
Louisiana as a proxy for the rest of the country, ask the obvious question, “Why 
Louisiana?” The answer, which they provide in part, is that historically, and even 
today, Louisiana has had a troubled history fi lled with vast racial divides, one of the 
highest rates of economic inequality in the country, weak civil society, politicians 
that are supported by the petrochemical industry, and an abundance of available 
land adjacent to the most-used waterway and one of the most important ports in the 
country. 

 Because of the confl uence of the political, economic, racial, cultural, and geo-
graphical conditions, the entire stretch of land along River Road, a road stretching 
from New Orleans to Baton Rouge, was eventually developed by the petrochemical 
industry. Today there are more than 150 plants along this 70-mile stretch of road. 
These plants are responsible for 129 million pounds of toxic releases each year. And 
this total does not take into account the fact that 88 % of all U.S. offshore oil rigs are 
located in Louisiana’s Outer Continental Shelf. Additionally, this area is also home 
to more than 2,000 hazardous waste pits and toxic dump sites (Roberts and Toffolon- 
Weiss  2001 ) and has more oil spills than any other in the nation. Below, in Table 
 20.1 , is an abbreviated list and description of oil spills and refi nery accidents or 
violations in the area over the past several years.

   Likewise, in New Orleans, because development radiated out from the French 
Quarter to the  battures  (back swamps), poor people were continually pushed to the 
less desirable and notably less protected areas. As Colten ( 2005 ) notes, extending 
infrastructure to these areas became problematic because poor blacks typically 
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inhabited them. Additionally many of the battures became used as dumps and land-
fi lls. After WWII many of these landfi lls became hazardous waste sites and created 
what Foote calls “landscapes of tragedy” (in Colten  2005 : 13). 

 Robert Bullard calls this combination of industrial and ecological exposure 
“toxic terror” (in Lerner  2005 ). Living with this terror shapes the ways in which 
residents make sense of peril and how they deal with suffering. In this chapter I 
briefl y focus on what I call the  culture of suffering  and a few of the cultural tools 
residents use to make life livable in a community where suffering is normative. In 
this community, the Lower Ninth Ward in New Orleans and ground zero for 
Hurricane Katrina and the federal levee failures, decades of dealing with disasters, 
toxic events, unemployment three times the national average, and one of the highest 
murder rates in the country, has made suffering the dominant framework for one’s 

   Table 20.1    Notable oil spills and accidents in southeastern Louisiana since 2000 a    

 Date  Site  Event 

 3/15/2000  Stiles  380 barrels of crude oil spills into Miller Branch and 
other creeks 

 6/2/2000  Norco  Louisiana DEQ notifi es Shell/Motiva of thousands of 
emission violations of benzene and other chemicals 

 8/18/2000  Convent  Refi nery explosion 
 11/28/2000  New Orleans  Oil tanker Westchester spills 567,000 gallons of crude oil 
 2/12/2002  Geismar  Explosion and fi re at Shell Chemical 
 3/2002  Franklin  EPA begins cleanup of abandoned well leaking into 

Intercostal Canal 
 6/2002  Southeastern, LA  BP spills 90,000 gallons of crude oil 
 10/2/2002  Norco  Shell/Motiva spews oily substance over community 
 5/3/2002  Baton Rouge  US Kirby spills 20,000 gallons of diesel into Mississippi 

River 
 12/2/2003  Barataria Bay  Exxon/Mobil pipelines leak 15,400 gallons of oil 
 2/19/2004  New Orleans  Tanker Genar Alexanders spills 40,000 gallons of crude 

and No. 6 oil 
 8/29/2005  Southeastern, LA  More than 7 million gallons of oil spills during Hurricane 

Katrina 
 7/23/2008  New Orleans  A collision results in 400,000 gallons of heavy fuel spills 

at the port 
 4/7/2010  Venice  Cypress Pipeline (BP and Chevron) leaks 18,000 gallons 

of crude oil into Delta National Wildlife Refuge and Gulf 
 4/20/2010  Southeastern, LA  Deepwater Horizon explosion kills 11 and leaks 210 

million gallons of oil 
 7/27/2010  Barataria Bay  A tugboat strikes an abandoned wellhead that then leaks 

12,240 gallons of oil 
 5/8/2012  Norco  Shell-Motiva emits 648,733 pounds of toxic chemicals 

into air 
 2/22/2014  Vacherie  31,500 gallons of oil spills after a collision on the 

Mississippi River 

   a Compiled from   http://www.labucketbrigade.org/      
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worldview and for interacting with others. Suffering creates the social order and 
permeates the culture. It is the warp and the woof of the community.  

20.2     A Culture of Suffering 

 Traumas often produce a common culture (Erikson  1976 ). They have the potential 
to create particular communities, what Fritz has called “communities of sufferers” 
([1961]  1996 ). In these communities, suffering marks the community in identifi able 
ways. In a more modern treatment, Auyero and Swistun highlighted particular cul-
tural aspects of this type of community, including toxic uncertainty and confusion 
( 2007 ,  2009 ). They importantly pointed out that while not everyone in the commu-
nity suffered in the same way, their reactions to peril nonetheless constituted “a 
repertoire of subjective, but not individual, schemes of perception, appreciation, and 
action” ( 2009 : 141). That is, their reaction to suffering was shaped by a collective 
and cultural response. 

 Cultural work is essential to understanding suffering (Janes  1999 ; Quesada  1999 ). 
Honkasalo ( 2009 ), for instance, shows that our understanding of suffering comes 
from highly detailed cultural scripts that are often told as narratives or have become 
part of the collective memory of the groups to which we belong (see also DeGloma 
 2009 ). While there are macro-orientations to suffering found in various cultures, 
Davies’ ( 2011 ) work, for instance, on a “positive model” which structured suffering 
in the eighteenth and nineteenth centuries or Sullivan’s ( 2011 ) work on poor women 
using religious culture to make sense of their suffering, there are also micro-orienta-
tions to suffering. Here, analyses of culture result in understandings of how groups 
articulate suffering in publicly recognizable and meaningful terms, turning suffering 
into a locally constructed process (Janes  1999 : 392; Leavitt  1995 : 134). 

 The work of culture in making sense of suffering, however, is often under- defi ned. 
My use of culture follows in the newer tradition of the dual-process model of under-
standing culture in action (see Vaisey  2008 ,  2009 ). This model sees culture as both a 
set of tools (Swidler  1986 ) we make use of to discursively explain or make sense of 
our actions after the fact, and more practical modes of culture that unconsciously 
guide our behavior. This model makes use of decades of research from cognitive sci-
ence (Chaiken and Trope  1999 ; Schwarz  1998 ) that conclusively demonstrates that 
we the use two different systems of thought—one fast and automatic, the other slow 
and deliberate. These systems provide us with both culturally available schemas that 
structure our cognitive response to suffering, but also give us the socially and cultur-
ally appropriate ways of making sense of or explaining our suffering. 

 Residents of the Lower Ninth Ward used their cultural toolkits (Swidler  1986 ) to 
attend to their suffering. Decades of dealing with social disruption helped them 
establish strategies for dealing with disasters. Because of the history of the Lower 
Ninth Ward, the lines between settled and unsettled times (Swidler  1986 ) has 
become blurred. These tools have come from living in a geography of trouble 
(Harvey  2012 ); a place that is at constant threat of peril. 
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 The Lower Ninth Ward was the poster child for Katrina and the federal levee 
failures. The EPA declared 100 % of homes there uninhabitable. Residents were not 
allowed to return for 3 months, and only then were allowed to observe the damage 
under a “look and leave” policy. Water and electricity remained unavailable to most 
for up to a year and half after Katrina, furthering the damage caused by fl ooding. 
Furthermore, residents were uncertain if they would be allowed to rebuild or what 
kind of federal, state, or local support they might be given. Initial plans called for 
the Lower Ninth Ward to be turned into a green space. 

 Those who have returned have had to deal with racially discriminatory alloca-
tions by government agencies, which use pre-Katrina values as the basis for aid 
rather than the cost to rebuild. Those residents who have rebuilt have had to do so in 
a piecemeal fashion, leaving them susceptible to thieves who steal copper wiring 
and metal fi xtures to sell for scrap. The neighborhood remains in a state of fl ux due 
to these secondary traumas (Gill  2007 ). 

 When I arrived to do participant observation there was no library, no grocery 
store, no fi re station, no community center, no police station (or sub-station). It is 
the most blighted neighborhood in the United States. The bulk of it, north of 
Claiborne Avenue, is abandoned, heavily blighted, with intermittent areas serving 
as dumping grounds. The neighborhood is only at 25 % of its pre-Katrina popula-
tion. It has become a paradigmatic example of geography of trouble—a place of 
widespread suffering (Harvey  2012 ). 

 The Lower Ninth, and similar places, shows us that suffering is not distributed 
evenly across societies (Anderson  2014 ). It comes to dominate certain places. Here 
it becomes normative. It is a “characteristic rather than accidental” feature of the 
environment (Hewitt  1983 : 25). And while vulnerability has long been associated 
with particular places, the idea that certain geographies are marked as places of 
violence (Parenti  2011 ) or trouble is fairly new. 

 And yet rather than a culture of silence (Beamish  2000 ) developing, where peril 
is treated as an open secret involving a style of mental focusing that relegates the 
potential for peril to the background, in places like the Lower Ninth Ward suffering 
becomes the dominant framework for making sense of life. And rather than seeing 
the Lower Ninth Ward as “an archipelago of isolated misfortunes” (Hewitt  1983 : 
12), suffering is seen as constituting the social order itself (Laska and Morrow  2006 ; 
Wisner et al.  1976 ). 

 An important note needs to be made here. To be sure, residents have been made 
to suffer. This has come at the hands of the state—either unintentionally through 
everyday bureaucratic structures (Das and Kleinman  2001 ; Kleinman  2000 ), what 
results in “lumpen-abuse” (Bourgois and Schonberg  2009 ). I am not blaming resi-
dents of New Orleans for their suffering. Rather, much like Scott’s ( 1985 ) weapons 
of the weak, I simply argue that residents have specifi c cultural tools that are 
deployed as cultural acts of mitigating their suffering, but also as acceptance. While 
much work in the post-Katrina period has documented particular conditions that 
cause suffering, this chapter is an attempt to document how residents deal with their 
suffering. Below I describe, in brief, two of these cultural tools. 
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20.2.1     Diffuse Empathy 

 People who experience trauma are drawn to others who have had similar experi-
ences (Erikson  1994 ). Disasters have a way of bringing people together and facili-
tating the formation of new groups. Fritz ( 1996 ) notes that these new groups are not 
limited by preexisting social or geographical constraints. The disaster experience is 
itself enough to form new bonds. In the aftermath of the BP catastrophe, residents 
of the Lower Ninth Ward sought out likeminded others to help them make sense of 
the outcomes for their community. 

 Sandy’s description, immediately below, of the fi rst community meeting after the 
BP oil spill is signifi cant, as many of the communities she mentions competed for 
resources after Katrina. Residents of the Lower Ninth Ward think that others, such 
as those in the neighboring St. Bernard Parish, received far more aid than they. But 
in the BP disaster and subsequent environmental threats, different communities 
came together to disseminate information and compare notes.

  And I looked around that room and Cecil B. DeMille, Frank Capra, it was like a Frank 
Capra thing, Lisa Jackson is in the front of the room with some other folk, there were people 
from the neighborhood, people from the North Shore, people from the Parish, people from 
further over…people from Houma Nation, there were people in, umm, work clothes, people 
who were clearly, uhh, I don’t know like for example if they were from Lafourche or 
Thibodaux, or New Orleans East, but there were representatives of the Vietnamese com-
munity, and you looked around that room and people that were gathered together, and they 
were like having a pretty civil conversation… and it was like yeah, we can do this, we’ve 
done this before. Everyone in this room is a survivor. (Sandy, white female, 50s) 

   Suffering in the Lower Ninth was also a way of bringing people into or back to 
the community.

  We didn’t live here before Katrina, so I don’t know what it was like. We lived all over New 
Orleans before, but after, we came here and decided to stay. There was just something about 
this place. Like it shouldn’t exist or something. You just wanted to help out, to pull for it. 
We moved here to be part of something larger.... It was like I can live in the Marigny and 
worry about the color of my house or my car getting hit or I can move to the Lower Ninth 
and do something worthwhile. (Terri, white female, 30s). 

 I don’t think we would have come back. I mean we have rental property here, so we would 
still be invested in the community. But if this had been any other place we wouldn’t be back. 
I wouldn’t be at these meetings or doing the [block cleaning] sweeps or… I wouldn’t care. 
There’s just something about the place, it’s like the underdog thing, this place keeps taking 
a beating, but it just gets right back up. (Tim, white male, 50s) 

 Several residents mentioned how they thought about moving before Katrina and 
now would never consider leaving. A chemical release at the Chalmette refi nery, a 
few miles away from the community, visibly increased participation at the neigh-
borhood association meeting for several weeks as members “welcomed back” resi-
dents who had stopped coming to the meetings. 

 Cognitive scientists have found that if we are in pain we are likely to give more 
attention to others in pain or to information representing a painful condition (Pincus 
and Morley  2001 ). In a culture of suffering we could expect that this bias towards 
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others would be extreme. After the Japanese tsunami and nuclear disaster, many 
residents, assuming I would know, asked what they could do to help. Several 
Japanese fl ags were fl own throughout the Ninth Ward and donations were collected 
at bars and cafes. Likewise, volunteer organizations and non-profi ts in the Lower 
Ninth Ward were regularly visited by international delegations, such as from Haiti 
and Africa. These groups were drawn to the community as they felt that residents 
could offer strategies for helping them work through their own suffering. In each 
case residents empathized with these groups and formed long distance relationships 
with them. 

 In the Lower Ninth, suffering is understood as something that happens to every-
one. Members of the community make sense of the failing infrastructure, industrial 
accidents, or fl ooding as things that just happen.

  D.H.: Did you think about staying in Texas after Katrina? 

 B.D.: Heck no! They got hurricanes there too. And tornadoes. We were in Dallas and turned 
on the TV and watched Rita. Those poor people. It’s dangerous everywhere, baby. You got 
earthquakes in California…earth just opens up and swallows you. You don’t recover from 
that…terrorists in New York. Everyday you got to worry about something. No, everybody 
got their problems…so why not come back? (Mary, black female, 50s) 

 Ms. Mary and several other residents envisioned people in other places as suffer-
ing as much as those in the Lower Ninth Ward. Their empathy for others’ suffering 
let them see their experiences as normal. Residents sometimes looked for suffering 
elsewhere to confi rm their worldview.

  Nah, they suffering in other Parishes too. It ain’t just us. I went to a meeting uptown the 
other day at Loyola and they talked about the BP spill. It was mainly women and family 
members of shrimpers and other people. Lots of those folks just now got over Katrina, you 
know, got their, umm, business and stuff back to normal, and now, and with the recession, 
they got hit with that too. It’s tough. So, no I wouldn’t say we’re any different. (Steven, 
white male, 40s) 

 Japan, I mean that’s tough. Compared to what we went through, no, it don’t compare at all. 
I mean they got the nuclear thing to deal with. That makes it much worse. People will be 
sick with that for a long time. They can’t just go to the next parish or, you know, to family, 
like in another part of the state. That whole place is gone. People just left [to] deal with [the] 
scraps. We were better off, most of us, afterward. But they’ll be okay. Watch, they’ll be back 
on their feet just like us. (Robert, black male, 50s) 

 Both Steven and Robert were responding to a query to compare the problems in 
the Lower Ninth to other communities. Despite neither being back in their homes, 
they both felt that others in similar situations were actually worse off. The suffering 
of others made them feel like their community was, as one resident said, “on the 
right track,” Here the empathy is spread out or diffused over other communities to 
make the experiences of those who live in the Lower Ninth Ward normal. 

 One of last interviews I did in New Orleans was with a political activist who after 
6 years was still struggling to get back into his home in the Lower Ninth. He had just 
moved from Houston and was living in an apartment in Metairie, just outside of the 
City, so he could be closer to contractors, volunteers, etc. When I went to his apart-
ment to speak with him we spoke for several hours about disasters and suffering, but 
the disaster was a tornado and the suffering was in Joplin, Mo. The interview became 
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unfeasible because he only wanted to watch and talk about the news coverage of 
Joplin. Parts of the conversation, however, are very illustrative of using diffuse 
empathy to understand one’s own suffering.

  T.B.: This is crazy. It looks just like NOLA [New Orleans, La.]. I keep thinking I’m gonna 
see my house. These people, I feel sorry for these people because they don’t know what’s 
coming. They think this is bad…walking around looking for your stuff. That ain’t nothing. 
Wait until they have to call insurance or wait until the government gets involved, because 
that’s when it’s gonna get bad. These people, my heart goes out to them because that was 
me.... But they’ll do what they have to do. 

 D.H.: You think the Lower Ninth was different because of race.... 

 T.B: No. I mean, I hear what you saying. No. It’s bad all over. I know lots of white people 
that ain’t made it home. They just like me. They struggling, they’s trying. These people [on 
television] ain’t black and look what happened to them. 

 D.H.: But maybe they’ll rebuild quicker or get more help… 

 T.B.: Nah, it’s just messed up. That’s the way it is. Some of them might have more money 
or whatever and get back, but look, I mean, that’s they [sic] whole place like that. It’s just 
like everyone gotta deal with that at some time in they lives. (Tony, black male, 50s) 

 This tactic of making sense of suffering is similar to those found in other margin-
alized neighborhoods where residents believe that whites simply live in equally bad 
ghettos (Young  2006 ). Residents of the Lower Ninth see people in diverse contexts 
or places suffering just like them, even when they are not. This helps them make 
sense of and mitigate their suffering. 

 While residents engaged in a number of tactics to deal with their suffering, most 
were aimed at assuaging themselves and other community members that their expe-
riences and the level of suffering present in the community would likely be similar 
in other communities. This helped them confi rm their decision to return to and 
rebuild their community, but it also lessened the exceptionalism with which others 
talked about or approached the community. In order to move on from Hurricane 
Katrina (and also make sense of the socio-economic and political abandonment of 
their community) residents needed to believe that people elsewhere were dealing 
with similar problems.  

20.2.2     Boundary Making 

 Separating society into “us versus them” allowed some residents to build a simple 
cognitive model of the neighborhood in a time when such models were in fl ux. It 
was a path to restoring one’s ontological security that was familiar—as most resi-
dents had fought to integrate portions of the neighborhood in the 1960s and had thus 
already struggled with “us and them” categories, but it was also familiar in that it 
allowed residents to put people they were uncomfortable with or suspicious of out-
side of the bounds of their community. This process has much in common with 
Anderson’s ( 1983 ) imagined communities in that it is based on the mental images 
that community members have of themselves and their community rather than the 
actual day-to-day interactions they might have had with community members. 
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 The separation of individuals and groups in to “us” and “them” categories often 
came about as information was sought or shared. Answers to the question, what is 
to be done, were frequently regarded as coming from “outsiders” if the solutions 
were unpopular with some of the residents. At one community meeting a resident 
threw her hands up and bemoaned “outsiders” trying to fi x her neighborhood. She 
stormed away, only to turn around and yell, “You get to go home at night!” Her 
point was diffi cult to ignore, as many of those attempting to solve the social ills of 
the neighborhood were not living in the neighborhood. Other residents would fre-
quently ask the opinions of long-term volunteers, those of us who had been in the 
community for several months, only to disparage our responses by claiming insider 
knowledge of the community’s problems. At several meetings I was asked to leave 
the room or a decision might be tabled until, as one president of a neighborhood 
association noted, “It’s just  us  here”. In asking people for interviews or talking with 
people about my research, I would regularly hear: “So you not from here”; “Oh, you 
moved before Katrina”; “You not really one of us”; or “You white, so I knew you 
wasn’t from the Lower Nine.” But this was not limited to newcomers. One couple, 
whom I visited with almost weekly for a few months, lamented that they had only 
been living in the neighborhood for 20–25 years and hence weren’t really from there 
and thus couldn’t tell me much about the Lower Ninth Ward. 

 Sue spoke of how diffi cult negotiating these boundaries were for her. “There are 
certain ways of thinking things that we just don’t do, or don’t know about. People 
here think and see things in New Orleans in a different light then they do in the 
neighborhood where we lived. If you don’t, and we defi nitely don’t most of the 
time, it marks you as not from here.” Sue, who is on a number of committees, said 
that she has a tendency to “sit on her hands” in most meetings—depending on 
whether there is a majority of “outsiders” or not—as there often is. “It’s diffi cult,” 
she continued, “because I’m a talker, as you know, but early on I would just say 
things and later on be called for it, and I spent more time defending what I said than 
actually doing anything. I was told several times that I didn’t get it because I was 
from Mid-City.” 

 During times of uncertainty we tend to respond negatively to criticisms of people 
we see as being similar to us and to respond positively to criticisms of those who are 
not like us (Holbrook et al.  2011 ). In general, we become biased towards those 
groups we perceive being part of when we feel attacked or threatened. This response 
seems universal, as it ranges from 9/11 to more micro-events like bullying or scape-
goating. The defense of our imagined communities fosters social support and 
reduces anxiety by allowing us to maintain our perceived cultural values. Here suf-
fering is owned. Residents became experts on suffering by refusing the interroga-
tion by outsiders of the conditions of their suffering. 

 Another way boundary maintenance resulted in “us” and “them” categories to 
help make sense of suffering was to see the neighborhood as being at odds with the 
rest of the city.

  They don’t like us. Never have. I mean I don’t know if they dynamited us or not, but look 
at us. The city done this to us one way or another. It looks like Beirut or Baghdad. This ain’t 
America. And people drive by or come by on the tour buses and they think this happened 
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all at once, but this is years, man. I mean, come on. This don’t happen all at once. It takes 
years of neglect for this to happen. And you drive around the city. We’re the only ones like 
this. I don’t know why. It ain’t about race, most of New Orleans is black, was black, before 
you know, and it will be again, I don’t care what they say. But I don’t know why they city 
does this to us (Andy, white male 50s). 

 This act of boundary maintenance prevented some from leaving the neighbor-
hood. Darren, with whom I worked for 14 months rebuilding houses, refused to go 
into certain neighborhoods in New Orleans. He explained it as “people knowing 
where I’m from” or “not being comfortable in those places.” When he absolutely 
had to do so, to register for housing services or other mundane bureaucratic exer-
cises, he would ask me to drive him. But he would still be apprehensive as we drove 
through “those” neighborhoods. It was not the case that the racial demographics or 
the socio-economic levels of the surrounding neighborhoods were that different 
from the Lower Ninth Ward, he simply felt uncomfortable being out of his neigh-
borhood. For Darren being from the least recovered neighborhood made other 
places different—even though they seemed similar to outsiders. Despite having 
lived in New Orleans his entire life, these once familiar neighborhoods now seemed 
impossible for him to navigate. It was as if they were painful reminders of just how 
far the Lower Ninth had to go to recover. 

 Perhaps the most visible way that boundary maintenance was used to mitigate 
suffering was to cognitively separate those portions of the neighborhood that had 
not recovered from those that were doing well.

  This section is doing well. I mean we’re not all back. We saw that yesterday working [when 
we boarded up some neighboring homes], but this part is good. It’s kind of its own little, a 
little place of its own, separate from everything else, from what’s going on out there. It 
affects us. But not as much as if we were in it. I mean you know it [the neighborhood’s 
problems] is out there, but they don’t affect us as much here. (Gloria, black female, 60s) 

 This also took the form of not wanting to know what was going on elsewhere in 
the community. When asked how the neighborhood was doing Henri spoke of his 
two neighbors and a house “over there.” Commenting on the safety of the neighbor-
hood, Henri said he knew there were some problems  somewhere  in the neighbor-
hood, but that  this  street was fi ne. Likewise, a good friend of mine, Lee, who 
regularly rode his bicycle more than 30 miles a day through the city and surrounding 
parishes, admitted one day when his bike was broken and he was forced to walk 
through the neighborhood, that he had been consciously avoiding certain streets so 
that he could keep a positive attitude about the rebuilding process.   

20.3     Conclusion 

 In this chapter I looked at a particular geography where suffering is, in the words of 
one resident, “something we do.” Residents of the Lower Ninth Ward have become 
accustomed to living with catastrophe. The various mechanisms of urban marginality, 
the ecological harm that comes from living in an area known to environmentalists 
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as Cancer Alley, the sordid history of race relations, and the disastrous conditions 
stemming from the long-term aftermath of Hurricane Katrina have produced a set of 
lived experiences where suffering is normative. While the Lower Ninth Ward is a 
unique place, we might expect to fi nd similar strategies of suffering in communities 
caught in civil wars, in border towns or divided cities, or in any other highly margin-
alized neighborhoods. 

 The two cultural tools discussed in this chapter simultaneously highlight the geo-
graphical aspect of suffering. Diffuse empathy allowed residents to connect their 
suffering to others while maintaining distance from them. Boundary-making 
allowed residents to own their suffering. Both, however, allowed residents to make 
sense of the aftermath of Katrina. These tools represent part of a larger cultural 
framework that has grown out of adapting to the suffering produced by constant 
disruption. 

 The response to regular hazards is an adaptive tool kit (Dyer  2002 ). While Dyer 
and others argue against the ability to use adaptive strategies after events like 
Katrina, the cumulative effect of living in a geography of trouble is that suffering is 
expected. Residents build a collective toolkit that allows them to deal with myriad 
causes of suffering. Hoffman described recovery from disasters as a tram hurtling 
over the cultural landscape ( 1999 : 142). In places like the Lower Ninth the tram has 
tracks.     
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    Chapter 21   
 Social Organization of Suffering and Justice- 
Seeking in a Tragic Day Care Fire Disaster 

             Eric     C.     Jones      and     Arthur     D.     Murphy    

21.1             Introduction 

 On June 5, 2009, a fi re in the ABC Day Care Center killed 49 of the approximately 
162 children and left at least 40 others hospitalized for burns and smoke inhalation 
in Hermosillo, state of Sonora, Mexico. The tragic news swept the country like a 
shock wave. Within hours, people were demanding answers to questions including 
the cause of the fi re, who was responsible, and how the disaster could have been 
avoided. The tragedy lingers in the minds of Hermosillo residents the way 9/11 does 
in the minds of New Yorkers. Losing a young child is an extraordinarily diffi cult 
experience for a parent (Murphy et al.  1999 ,  2002 ); losing many children in one 
community is devastating for many. The loss is made all the more intense when the 
deaths seem to have been human-caused (Wortman et al.  1997 ). 

 ABC Day Care was licensed by the Mexican Social Insurance System ( Instituto 
Mexicano de Seguro Social , known in Mexico by its acronym “IMSS”) but owned 
by family members of high-ranking political offi cials (common in many industries 
in Mexico). The tragedy and its links to ranking offi cials in the city, state, and nation 
resulted in calls for justice that continue to this day. 

 In the 5 years since the fi re, marches, candlelight vigils, memorials, lawsuits, 
judicial inquiries, and arrests of minor offi cials have become more frequent. The 
ABC Day Care was located in the south eastern quadrant of Hermosillo, but drew 
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clients from the entire city. Consequently, most parents and caretakers from the 
ABC Day Care did not know each other before the fi re. However, in the months and 
years since the event, an elaborate web of personal, political, commemorative, 
work, and even social media relationships has developed among parents and care-
takers of the children who attended the day care. This is now a network connecting 
nearly three-quarters of the several hundred parents and caretakers together. 
Members are divided into four distinct, named groups or sub-networks, are aware of 
one another, like and dislike one another, rely on one another, fashion meaning out 
of their suffering, and seek justice in myriad ways. 

 The quest for meaning and justice in the context of bereavement and related suf-
fering is a complex process (Neimeyer  2015 ). The concept of  justice  (justice) in 
Hermosillo is conceived and leveraged differently by members of each of several 
ABC community subgroups, the people who interact but are not members, and non- 
connected parents and caretakers. Our interviews with individuals in named sub-
groups indicate that each group uses the principle of  justicia  to organize their efforts, 
fi nd meaning in the event, and redefi ne their relationships to family, other parents 
and caretakers, and the larger society. While there is some discussion in the disaster 
and environmental justice literature of how groups seek justice in the wake of disas-
ter (sometimes referred to as reparative justice) there is little work on how these 
groups emerge, stay together, and transform one another in the grieving and justice- 
seeking process.  

21.2     Methodology 

 With funding from the United States National Institute of Mental Health, our team 
carried out structured psychological and social network interviews with 226 parents 
and caretakers from 95 of the 134 families affected by the fi re (related to 106 of the 
162 children). We studied how grief varies among people involved (males/females, 
mothers/fathers, parents/caretakers, parents of deceased/ injured), and how individ-
uals differed in their responses to intense grief that lasts longer than 6 months—
referred to as complicated or prolonged grief (Prigerson et al.  2009 ). The full 
interviews were conducted from January to April 2010, and then January to April 
2011 (8 and 20 months after the fi re). This allowed us to capture changes in psycho-
logical symptoms as well as changes in social relationships between parents and 
caretakers. Among other measures, the interview instrument used standard scales to 
test for symptoms of Post-Traumatic Stress Disorder (WHO  1997 ) and Prolonged 
Grief Disorder (Prigerson et al.  2009 ). Following our analysis of network and well-
being data, we conducted several semi-structured interviews with parents and care-
takers. We reviewed government reports, the Mexico Supreme Court ruling, and 
other judicial reports, news items and academic reports on the fi re, as cited in this 
chapter.  
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21.3     The Fire 

 At approximately 2:15 in the afternoon on June 5, 2009, sirens began to wail through 
the capital city of the state of Sonora, Mexico. Before long, word spread of a fi re in 
a day care center in the southern part of Hermosillo. Ambulances, fi re equipment, 
police vehicles, and parents converged on the ABC Day Care, where black smoke 
billowed from the building. Teachers, fi rst responders, parents, and bystanders 
attempted to rescue children from the fl ames. Hector Ramirez drove his truck into 
the side of the building, opening large holes to aid in the effort (Ramirez became a 
hero in Hermosillo, and the local Chevrolet dealership replaced his truck with a new 
one). Parents ran from ambulance to ambulance looking for their children. The 
more fortunate found their children among the unhurt in what became known as the 
“green” house—a home a block from the fi re where children released by the para-
medics were taken to be claimed by family members. 

 Others began an agonizing search through the hospitals and clinics where the 
children were being treated. Emergency rooms were overwhelmed by the number of 
patients as doctors and nurses struggled to save as many as they could. One parent 
described walking into the emergency room: “I looked in and saw two doctors 
working on a child. They were both praying as they tried to save him. I did not know 
doctors prayed” (in Murphy  2009 ). 

 In an effort to organize the process, parents wore tags with the name of their child 
so staff could notify them easily if their child was identifi ed. For many, it would be 
late on the morning of June 6 before they knew the fate of their children. In the end, 
49 children died from their injuries and close to 100 had suffered minor burns, 
smoke inhalation, or severe burns over 85 % of their body. The most severely injured 
were taken for treatment to Shriner’s Hospitals in Sacramento, California, and 
Cincinnati, Ohio. 

 Early reports suggested the fi re began in a tire store next to the ABC Day Care 
Center, but attention soon focused on a government warehouse attached to the day 
care. Suspicion also arose as to the ownership of the center and its safety. If, as 
Seguro Social claimed, ABC had recently passed a safety inspection, some argued, 
how could such a tragedy have occurred? Why were the emergency exits locked? 
Why was a fl ammable false ceiling permitted in the building? More liberal members 
of the political elite in Hermosillo and nationally asked how Seguro Social—which 
had previously run these day care centers as a public service—could turn the care of 
children over to a capitalistic enterprise. As people sought answers and justice, 
focus shifted to the owners of the center and to the privatization of the public day 
care center system. 

 Nearly 5 years later, the impact of this fi re is still evident throughout the com-
munity. There are three formal memorials to the children, one at the site of the fi re 
and two in major public plazas. At each, 49 crosses include a child’s name, often 
accompanied by a poster-sized photo of the child’s face. In the plaza in front of the 
cathedral, 49 white crosses memorialize the “angelitos”—little angels in heaven. 
Many of the children were buried side by side in elaborate graves in the municipal 
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cemetery. Even more striking are the billboards around the city with a deceased 
child’s photo and a call for justice. Marches and demonstrations are commonplace. 

 The event has caused Mexico to reconsider its policy of franchising federally 
funded day care centers. On the day of our departure from a visit to Hermosillo in 
September 2010, a group of mothers holding placards of children’s faces and the 
word “justice” blocked the entrance to the airport. Each year on the June 5th anni-
versary of the fi re, several thousand community members march from the site to the 
downtown Plaza de Emiliana de Zubeldia. Seguro Social has stated that they have 
cancelled the contracts of 111 their 1,451 licensed day cares across Mexico (Latin 
America Herald Tribune  2011 ), and a comprehensive national law on child develop-
ment was passed in mid-2011 because of the demands of, and issues highlighted by, 
parents and caretakers.  

21.4     Structural Adjustment and the Privatization of Day 
Care in Mexico 

 In 1973, the law governing Seguro Social (Mexican Institute for Social Insurance) 
established day care up to age four as a right for all mothers working in the formal 
sector. Unlike many countries with similar social guarantees, Mexico undertook the 
route of direct provision through centers run by Seguro Social. By the mid-1990s, 
Seguro Social operated 497 day care centers through the country, caring for fewer 
than 60,000 children, about 5 % of those eligible (Knaul and Parker  1996 ; Staab and 
Gerhard  2010 ). 

 In 1997, as part of the reforms of the Zedillo administration (1994–2000), Seguro 
Social undertook a process of expanding its services through agreements with 
government- subsidized private day care providers ( guarderías subrogadas ) that 
would be funded and regulated by IMSS. By 2007, around 1,500 IMSS-regulated 
private day care centers served over 200,000 children in Mexica. This fi gure repre-
sents almost 20 % of the target population of children between age 43 days and 4 
years whose mothers work in the formal sector (Staab and Gerhard  2010 : 8). This 
rapid expansion took place without a concomitant rise in the ability of Seguro Social 
to carry out inspections, thus raising questions as to the standards set by Seguro 
Social and its ability to monitor and enforce regulations (Leal  2009 ). These issues 
were brought to full national attention by Hermosillo fi re, 1 month ahead of guber-
natorial elections in the state of Sonora.  

21.5     Finding Meaning in the Call for Justice 

 The results from our two waves of network and wellbeing questionnaires and our 
subsequent qualitative ethnographic interviews indicate there is a need to under-
stand the pathways these parents and caretakers of dead and injured children are 
taking to fi nding meaning and  justicia  after the event. The results suggest the 
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primary paths parents used to fi nd meaning after the event are: political activity 
seeking culpability; demanding compensation; interacting with other parents; 
dwelling on the event and generally languishing—in some cases allowing social 
relationships to deteriorate; and ignoring the event without engaging other parents 
and caretakers any more or less than before. Many attempted to reach out to others 
despite the depression and grief, not unlike Buffalo Creek, Love Canal, Exxon 
Valdez, 9/11, and the BP Gulf blow out (see for example, Erikson  1972 ; Schneider 
and McCumber  2004 ; Everest  1986 ; Brown and Mikkelsen  1990 ). Raphael ( 1986 : 
172) discusses similar states from a psychological perspective for victims of 
disasters. 

 In  Man’s Search for Meaning , Viktor Frankl ( 1992  [1946]) claimed that people 
can create meaning from trauma through work, love, and struggle. They can work 
to imagine a better future and struggle to build new meaning socially through story-
telling, music, dance, religious ritual, funerary ritual, gathering of kin, cooking, 
serving others, and forgiveness (Touissant et al.  2010 ; Kalayjian et al.  2010 ). Indeed, 
grief involves attempting to discover new meaning and subsequent closure from 
suffering of a loss (Neimeyer  2015 ). The new meaning comes only after a long 
social process of acknowledgement, validation, reparation, facing negative percep-
tions, facing denial, gaining acceptance, and forgiveness (Kalayjian et al.  2010 ). 
Johnston ( 2015 ) notes, following Comas-Diaz ( 2012 ), that a next step in supporting 
mental health is to build on current recognition of individual, familial, and social 
and include societal aspects of wellbeing in the form of social justice. 

 There are relatively few examples in academic literature on groups forming after 
a disaster. In Argentina, mothers met regularly in the Plaza de Mayo seeking resolu-
tion for the disappearance of their loved ones at the hands of the dictatorships of the 
1970s. They regularly held marches to denounce limited political freedoms, high-
light their losses, and demand the punishment of those responsible for the disap-
pearances (Kordon et al.  1988 ). The Bhopal chemical disaster also produced groups 
that mourned loved ones and sought accountability (Lapierre and Moro  2002 ; 
Fortun  2001 ; Mukherjee  2010 ). There is work on oil spills (e.g., Picou et al.  2004 ) 
that has generated insights into the negative aspects (i.e., secondary trauma) of get-
ting involved with justice seeking. Indeed, Picou and colleagues point to the ways 
this justice seeking can create corrosive communities. 

 Danieli ( 2009 ) compared the search for reparative justice among Holocaust sur-
vivors’ to many other cases of genocide and justice seeking by survivors. Danieli 
did not address the negative aspects of justice seeking, but noted its importance as a 
collective process in which there is sharing of grief, mourning, and. The larger com-
munity’s consciousness is transformed; it will not forget the trauma. 

 Similar to other tragedies, the victims’ individual responses in Hermosillo ranged 
from wanting to be left alone to go on with their lives, to making any variety of the 
following demands: retribution for responsible parties (e.g., lose license, lose job, 
fi nes, incarceration, public shame), medical support for living children, monetary 
compensation, political reform to eliminate corruption, regulatory reform, and 
safety improvements (see also Erikson  1972 ; Wagner  2008 ; Oliver-Smith  2002 ). 
For many, the fact that Seguro Social subsidized the day care center and was the 
governing authority over its safety meant the Mexican Government was responsible 
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for taking care of the injured children and for indemnifying parents. In a process not 
unlike that described by Scheper-Hughes and Bourgois ( 2004 ) when discussing 
responses to political violence, some victims returned to a mindset that existed 
when Partido Revolucionario Institucional (PRI) was hegemonic, calling for the 
removal of those responsible from offi ce. These calls were amplifi ed as state elec-
tions would take place within a month of the fi re. The main opposition party in 
Hermosillo, Partido Acción Nacional (PAN), seized on the issues to discredit PRI, 
which had held power in Sonora since 1929. The backlash from the fi re effectively 
placed PAN in control of State Government.  

21.6     Social Organization of Suffering and Political Action 

 In this study, we use social network analysis to capture the interdependence of sur-
vivors in their suffering. Two pieces of background information are important. First, 
parents had few if any substantive relationships with one another before the fi re. 
They largely dropped children off and picked them up at this large day care center, 
chosen mainly because of its convenience to factories and other places of work. 
Second, child outcomes were virtually random. Whether a child lived or died in the 
fi re was a consequence of chance, wholly undetermined by parental factors. In our 
interviews with 203 parents and caretakers, we asked them to name up to seven 
other people who had children in the day care at the time of the fi re. We accepted 
answers like “Delfi na’s mom,” since we were able to discern the identity of each 
individual was. Some interviewees could not name other parents at all. The network 
analyses yielded interesting fi ndings relevant to understanding the emergence of 
community after mass trauma. 

 First, though most of the parents did not know each other before the fi re, they 
could name other ABC parents in our interviews 8 months later. They were able to 
elaborate upon the kinds of relationships that had developed as a result of the fi re. 
Mothers and fathers (mothers, particularly) were more active in relationships with 
others in the ABC community than were other caregivers (Norris  2012 ). 

 Next, almost a year after the event, two distinct groups of parents had emerged. 
These mapped closely to which parents had lost a child. Our survey and ethno-
graphic research found that meaning in the form of seeking  justicia  varied between 
these groups. Parents with injured children were mostly concerned with ensuring 
long-term care and compensation for the injured children; parents who had lost 
children were more concerned with fi nding the relevant parties and holding them 
accountable. Some wanted compensation, while others emphasized awareness and 
prevention of another tragedy. A year later (20–23 months) after the fi re, these two 
spheres of interaction had clearly split into four. Each of the original two groups 
split into a more active political subgroup and a less political subgroup. 

 Additionally, network participation was signifi cantly and positively associated 
with distress. We measured this by fi nding the volume of social ties defi ned by how 
many people the interviewees could name, how often. The severity of Post- 
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Traumatic Stress Symptoms was a signifi cant predictor of number of ties per indi-
vidual in the overall sample, as was grief in a separate analysis of just the bereaved 
parents and caretakers (Norris  2012 ). 

 Finally, network participation was unrelated to perceptions of social support or 
social constraints. Many studies in trauma and social support suggest that social 
support from family and friends can help alleviate bereavement-related distress, but 
the research also shows that bereaved persons confront “social constraints” and 
“social ineptitudes” that can heighten or maintain their distress. Often unintention-
ally, those who would normally provide emotional support to the parent fail to do so 
in the case of a child’s death—they are too uncomfortable. Further, the suffering of 
aunts, uncles, and grandparents is often underestimated or ignored by both formal 
and informal supports.  

21.7     The Political Economy of Justice Seeking 

 Previous research on the design and building of public memorials indicates they are 
often the catalyst for fractures and divisions within grieving groups (Dwyer  2010 ; 
Wagner  2010 ; Sturken  2004 ). In the case of Hermosillo, the process was confounded 
by informal memorials that sprang up in front of the burned day care building, the 
cathedral, and the Plaza de Emiliana de Zubeldia in front of the University of 
Sonora. Each was the result of a constituency that found meaning in the event in a 
particular fashion and had its own concepts of  justicia  and commemoration. The 
“offi cial” monument was built by the State Government in the City of Obregon, 
some 280 km (3.5 h) south of Hermosillo. Also, a memorial mural was painted his 
year in a community 80 km from Hermosillo. The mural depicted eight of the chil-
dren being blessed by Jesus in heaven. Many wondered why  all  the children were 
not depicted. 

 Among the parents and caregivers, two major issues appear to defi ne the groups 
that formed after the fi re. The fi rst is the question of medical support vs. indemnifi -
cation. Parents of living injured children feared the short- and long-term impact of 
the fi re on the health of their children; they wanted assurances that those responsible 
would pay for their care. In the short term, there was the question of immediate care 
for the critically injured. The Mexican government, through Seguro Social, ensured 
that severely injured children received the best care available to them either in 
Hermosillo, Mexico City, or the United States. Through UNICEF, Seguro Social 
also provided psychological counselling for parents (but not other caretakers) and 
children for the fi rst year after the fi re. In the long term, the greater concerns were 
over the impact of smoke and other injuries and the necessary care that might result. 
Seguro Social covers only workers employed in the formal sector of the Mexican 
economy, but a presidential degree provided all the children enrolled in the ABC 
day care with lifetime access to Seguro Social medical care, regardless of their 
employment status. In addition, children were granted care and medicines for inju-
ries specifi c to the fi re until age 18  at a facility of their choice  (not just Seguro Social 
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facilities). Parents who lost a child were indemnifi ed $1,500,000 pesos 
(USD$150,000+), and women who either lost a child or had an injured child 
received lifetime disability coverage, paying the equivalent of their profession’s 
minimum wage for life. Our interviews found that most parents were satisfi ed with 
those services and indemnifi cations. 

 The second issue defi ning groups that formed after the fi re is the question of 
justice, which has become a primary concern—largely for parents who lost children 
in the fi re. The meaning of  justice  varies considerably in our interviews, however, 
only some parents and caregivers focused on fi nding those responsible and bringing 
them before the legal system and the court of public opinion. While some parents 
advocate for jail time for those responsible (there is no death penalty in Mexico), 
most realize that is unlikely. The best they can hope for is the justice of public opin-
ion directed at powerful and infl uential families they feel are responsible. As one 
parent expressed:

  We need to know who was responsible. Who paid off an inspector to ignore the problems 
in the day care? Who ordered the exit doors to be locked? It can’t be the two or three minor 
people they have in jail. It had to be higher up. But, as the lawyer tells us they can’t fi nd a 
judge who will take on the case (parent, in Murphy  2011 ). 

   Mexico’s justice system is Napoleonic: judges can take on cases and appoint 
investigators to dig into those like the ABC Day Care fi re. This system works well 
in countries such as France, Spain, and Italy, where an independent judiciary has a 
tradition of bringing cases before the bench. In Mexico, with the opening of the 
formal political process and the nation’s romance with multi-party democracy, 
Gutmann ( 2002 ) explains that the justice system does not yet seem to have the 
space, power, or technical capacity to exercise its rightful legal jurisdiction. 

 The Supreme Court investigated the incident at the ABC Day Care and found 
infractions had gone unheeded, inspectors had not enforced regulations, and there 
was a culture of collusion that included functionaries in state government. The 
Court found 19 local, state, and national functionaries responsible through negli-
gence or unfulfi lled duties. 

 Were the children’s human rights violated? This question, addressed by the 
Supreme Court, confounded the meaning of justice. The court found in a split vote 
that human rights had not been violated because the fi re was an accident; therefore, 
the Court had no jurisdiction over the case. 

 Subsequent to the Court’s decision, in which a United States consulting fi rm sug-
gested the fi re was an accident started by a malfunctioning air conditioner, another 
U.S. expert found the fi re to have been started by intentional burning of boxes of 
paper using an accelerant. This fi nding was confi rmed again in mid-2013 through 
investigator interviews with warehouse workers (it is not uncommon to burn docu-
ments between political administrations, because a new administration might bring 
mid- and lower-level administrators from the previous administration before the 
Court in order to demonstrate its dedication to reform). In August 2013, a judge 
ordered the Attorney General to review all of the data in the case again. But the legal 
culture has not changed: it does not yet make sense to both elites and commoners 
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nor can produce it results (cf. Jones and Murphy  2009 ). The people still search for 
varying but distinct forms of  justicia  and meaning, and the repeated litigation and 
justice-seeking may be viewed as a secondary trauma.  

21.8     Conclusions 

 Everyday violence is usually “invisible or misrecognized” (see Scheper-Hughes 
 2004 ). Corrupt justice and political conditions around the world often result in vio-
lence and human rights violations, perpetuating the exclusion of the poor from jus-
tice (Haugen and Boutros  2014 ). When this is the, case even the non-poor fi nd 
themselves excluded from justice and a meaningful resolution after an extreme 
event. The layers of diffused responsibility created by neo-liberal reforms, particu-
larly in the face of lax or absent regulation, create the political and economic equiv-
alents to the conditions that place the poor in harm’s way when natural phenomenon 
such as hurricanes, fl oods, and earthquakes strike. 

 In Mexico, this complex context means tat those who lost loved ones in the ABC 
Day Care fi re have diffi culty identifying a focus for their rage and grief (Rosaldo 
 1989 ). Some direct their ire at owners, some at Seguro Social (and, by association, 
the state and federal governments), some at all three. It becomes diffi cult to assign 
the blame clearly enough so that any of these parties are held accountable. Many 
suffering caretakers and parents actually blame themselves for not noting the code 
violations or safety issues at the day care, for having had to use a day care at all, or 
for not picking up their child early that day. Their grief is compounded by the dif-
fi culty in fi nding meaning and  justicia ; for its fl aws, the one-party system took care 
of problems politically, not legally. The new multi-party system is perhaps ill- 
prepared to mete out the justice many seek in this case. 

 As Grugel and Riggirozzi ( 2012 : 15) point out, much of Latin America is enter-
ing a post-neoliberal period in which citizens are working to reclaim the state as a 
player in the protection of the welfare of its citizens. This is not a return to state 
capitalism or single-party rule as in the past, but a movement to develop a state that 
is “better able to defend the public interest” (Grugel and Riggirozzi  2012 : 15). The 
diffi culties in prosecuting this case occurred because political institutions such as 
the courts may not have developed suffi ciently to provide the “horizontal forms of 
accountability, identity politics and voice within a democratic system” (Peruzzotti 
and Smulovitz  2006 ). A more established political context might have enabled 
groups such as these parents and caretakers to express their grief, achieve justicia, 
and fi nd meaning in their suffering. 

 The reopening of the case by the Attorney General may indicate a turning point 
in the Mexican justice system. Yet, a drawn-out case keeps the victims in legal prox-
imity to the perpetrators, something that often maintains rather than heals suffering, 
as we have seen in the cases protracted U.S. cases regarding the Exxon Valdez 
tanker spill, Hurricane Katrina’s federal response, and the BP Gulf Oil Spill (Jones 
and Murphy  2009 ; Dyer  2009 ; Kalayjian et al.  2010 ). These cases demonstrate that 
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even a well-developed legal structure in the context of entrenched political or eco-
nomic interests is often unable to deliver “justice,” let alone closure.     
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    Chapter 22   
 Community Quality-of-Life Indicators 
to Avoid Tragedies 

             Rhonda     Phillips    

22.1             Introduction 

 This chapter explores what can be learned from community indicators of quality of 
life (QOL) and other community-based approaches to community suffering and 
resilience. As Berkes ( 2006 ) explained, multiple levels of governance and external 
drivers of change need consideration to begin in order to address these types of 
questions. Engaging multiple stakeholders, including residents, in community- 
based planning and responses can lead to more effective construction and use of 
community quality-of-life indicators as gauges for change (particularly negative 
change such as that evidenced in tragedies). The resiliency literature provides 
insights connected to the use of community quality-of-life indicators, while work in 
disaster management and risk assessment illuminate indicators at the country level 
(such as the United Nations Development Program’s Global Risk Vulnerability 
Index (United National Development Programme  2014 )). Given the lack of local-
level application, it is challenging to integrate indicators and related community-
based approaches although local providers are the fi rst responders to tragedy, and 
local governance needs to be an integral part of disaster management, risk assess-
ment, and recovery. The ability of local organizations to respond will infl uence 
recovery time, quality, and directly infl uence residents’ decisions after disaster. 
Thus, as Hahn et al. ( 2003 : 7) point out, countries and communities need to “sys-
temize and harmonize the presentation of risk information from the community 
level, [and] improve the capacity of decision-makers on local levels to measure key 
elements of disaster risk.” 

 This piece looks at the connections among disaster management, risk assess-
ment, and tragedy avoidance via use of viable and reliable community quality-of-
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life indicators, and it includes both natural and anthropogenic (those created by 
humans) disasters. Drawing on studies about community quality-of-life indicators, 
I develop foundational concepts and present insights into how communities rebound 
after disaster and how others might learn how to avoid tragedy and alleviate suffer-
ing when it is unavoidable.  

22.2     Context 

 There are several dimensions to address in the context of learning from community 
indicators of QOL and responses to suffering and resilience. First, I present some 
foundational concepts of suffering as related to communities. Second, I address the 
topic of community quality-of-life indicators in the context of the fundamental con-
cepts. Third, I discuss disaster management and risk assessment. Finally, I explore 
the capacity for community quality-of-life indicators to help alleviate suffering. 

22.2.1     Community Suffering 

 As Harvey discusses elsewhere in this volume, suffering can dominate a society. It 
can even become a distinguishing feature particularly in areas where residents are 
marginalized socially, economically, or politically ( 2014 ). Suffering can pervade 
the culture, becoming, as Harvey described, something the population “does”. And 
no mistake, pain and suffering have always taken many forms in human life, whether 
in the micro aggressions of discrimination or in actual violence visited upon neigh-
bors (Anderson  2014 ). Poverty is one major factor aligned with suffering, both in 
daily QOL and in its amplifi ed form after disaster. Racism, too, impacts QOL; in 
some societies, it “extends to apartheid, genocide, or other institutionalized forms of 
oppression and elimination of one group by and for the privilege of another” 
(Karraker  2014 ). Surviving such atrocities as a collective is itself a story repeated 
throughout history: one need only look to the ancient plight of the Jewish people or 
to Trnka’s  2008  account of political violence and community survival in Fiji. 

 Suffering is compounded by social inequities. In the U.S., many inequities are 
openly tolerated, and social, political, economic and environmental situations can 
lead to social injustices. For example, inequities can be experienced in areas of 
heavy industry (the lower Mississippi River Valley’s “Cancer Corridor,”) or housing 
and school quality inequities in economically comprised communities. Drevdahl 
( 2013 ) writes:

  Only when one see one’s relations with others from an ethical, moral, and human rights 
perspective does one begin to understand that the well-being of the one rests on the well- 
being of the collective “Other”; this obligates each person to ameliorate and, if possible, 
prevent the suffering of others. (53) 
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 What many term “social suffering” thus demands a moral framework build 
around providing meaningful relief of others’ suffering (Anderson  2014 ). As 
Anderson puts it:

  …Perhaps the greatest merit of the concept of social suffering is that it points out not only 
how horrifyingly inhuman many global acts continue to be, but also the role that institu-
tional policies may play in producing greater suffering. (22) 

 Further, he explains that when another’s suffering is relieved, their QOL is 
improved. Justifying QOL “as a concrete human need [with an] emphasis on  social  
suffering as a qualitatively different type of suffering” (Anderson  2014 : 22) leads to 
more inclusive and responsive perspectives. The relief of suffering, then, becomes a 
moral and societal imperative.  

22.2.2     Community Quality-of-Life Indicators 

 Community quality-of-life indicators can be readily defi ned as points of informa-
tion that combine to generate an overall picture of a local or regional system. They 
can yield valuable insight into whether a given community is improving, declining, 
or staying the same—or, most likely, some mix of all three (Besleme  1997 ; Maclaren 
 1996 ; Redefi ning Progress et al.  1997 ). The pertinent indicators are often selected 
by way of a community visioning process based in what residents value most in 
their area. A community relies heavily on social capital, cohesiveness, and the abil-
ity to work together to accomplish desired outcomes (Phillips and Pittman  2014 ), so 
a combination of indicators identifi ed by residents can generate perhaps the most 
useful metrics to aid decision making (Chase et al.  2011 ; Hart  2003 ; Oleari  2000 ; 
Sirgy et al.  2013 ). Community quality-of-life indicators can gauge progress on 
many dimensions: economic, ecological, or social. Further, they “may or may not be 
part of a benchmarking process (i.e., a process that establishes numeric goals to 
measure progress), although some indicator projects are used for this purpose” 
(Phillips  2003 : 5). They are vital in societies in which injustice, poverty, and inequi-
ties impede the community’s quality of life for all its residents, in that community 
quality-of-life indicators can help call attention to issues that need addressing. 

 Policy makers have long used sets of information to aid in the decision-making 
process, just as community activists have used data to mobilize opinion leaders and 
infl uence change (Phillips  2003 ). Social indicators have been used at the commu-
nity, regional, and country levels to track social trends, demographics, QOL, and 
more. Beginning in the World War II era, economic measures took precedence as 
the Gross National Product (GNP) and related measures became standards by which 
many countries looked at progress annually. 

 It was not until the late 1980s and into the 1990s that an interest in sustainability 
and sustainable development provided a new role for community quality-of-life 
indicators in policy and citizen engagement. Increasing public awareness of eco-
logical issues and the need to balance with social and economic factors has prompted 
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the popularity of community quality-of-life indicators as a way to gauge sustain-
ability. Ideas such as the ecological footprint (a measure of the resources needed to 
support urban development) allow, for example, residents to see clearly how many 
resources are needed to support current lifestyles and development patterns. This 
may infl uence policy changes, or at least increase awareness of vulnerability and 
risk associated with limited resources. Vancouver, British Columbia is widely con-
sidered a sustainable and progressive city, yet its ecological footprint is 14 times the 
actual area of the city (Greater Vancouver Regional District 2001)—and even that is 
smaller than many other cities’ footprints. In another example of integrating sustain-
ability measures into decision- making at the community level is that of Seattle, 
Washington. When the city’s annual salmon migration was threatened by pollution, 
citizens coalesced around environmental quality. Together, they created a commu-
nity quality-of-life indicator system called Sustainable Seattle that has been emu-
lated by communities across the U.S. and beyond (Phillips  2003 ; Besleme and 
Mullin  1997 ). 

 For years, Sustainable Seattle assessed the city’s progress toward “long-term 
health and vitality.” The model has been widely adopted because citizens could 
 easily understand how its indicators affect their daily lives. Sustainable Seattle’s 
model measures sustainability with 40 specifi c measures across the fi ve categories 
listed below (SustainableSeattle.org).

    Environment 
   Wild Salmon  
  Ecological Health  
  Soil Erosion Neutral  
  Air Quality Pedestrian- and Bicycle-Friendly Streets  
  Open Space Near Villages  
  Impervious Surfaces      

    Population and Resources 
   Population  
  Water Consumption  
  Solid Waste Generated and Recycled  
  Pollution Prevention  
  Local Farm Production  
  Vehicle Miles Travelled and Fuel Consumption  
  Renewable and Nonrenewable  
  Energy Use per Dollar of Income  
  Employment Concentration  
  Unemployment  
  Distribution of Personal Income  
  Health Care Expenditures      

    Economy 
   Work Required for Basic Needs  
  Housing Affordability  
  Children Living in Poverty  
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  Emergency Room for Non-Emergency Room Purposes  
  Community Reinvestment      

    Youth and Education 
   High School Graduation  
  Ethnic Diversity of Teachers  
  Arts Instruction  
  Volunteer Involvement in Schools  
  Juvenile Crime  
  Youth Involvement in Community Service  
  Equity in Justice  
  Adult Literacy      

    Health and Community 
   Low Birth Weight Infants  
  Asthma Hospitalization for Children  
  Voter Participation  
  Library and Community Center Use  
  Public Participation in the Arts  
  Gardening  
  Neighborliness  
  Perceived Quality of Life       

 The typology of indicators for most systems or projects can be considered instru-
mental, tactical, symbolic, political, or conceptual (Hezri and Dovers  2006 ). 
Common characteristics of the function of indicators fall into six key areas: fi nding, 
measuring, monitoring, setting, changing, and refl ecting (Phillips et al.  2013 ). Table 
 22.1  provides additional information on the functions of indicators.

22.2.3        Disaster Management and Risk Assessment 

 The disaster management and risk assessment fi eld has rapidly expanded over the 
last few decades. Increasingly large urban populations and rapid climate change 
intensifi es the potential risk to larger numbers of people. In the past, a “command 
and control” type of planning and response was prevalent; now, there is more inter-
est in community-oriented approaches (LaLone  2012 ). In a study of two cities expe-
riencing fl oods in 2004, Kweit and Kweit ( 2004 ) found that the city pursuing citizen 
participation approaches experienced greater political stability and citizen satisfac-
tion after the disaster. The city relying on organizational guidance experienced more 
changes in government structure, higher turnover of elected and appointed offi cials, 
and far less positive citizen evaluation. In other words, strong citizen participa-
tion—an underlying foundation of community development as well as an instru-
mental component of social capital and social community capacity building—makes 
a measurable difference in disaster impact and recovery efforts. It lowers the extent 
and duration of community suffering. 
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 Similarly, Johnson et al. ( 2012 ) explored two communities in New Zealand after 
earthquakes and discovered that:

  …Effective survival and recovery from disasters depends not just on people’s abilities to 
cope with the physical impacts of the event, but also on how the societal environment 
complements and supports the complex and protracted processes of community recovery. 
(252) 

 They propose that incorporating citizen and community participation reduces 
anxiety and trauma after disasters, and that collaboration across organizational 
resources is key to aiding recovery. 

 Others, too, have recognized the need to incorporate more community-oriented 
approaches into disaster management and risk assessment (Cutter et al.  2008 ). Paton 
and Johnson ( 2001 ) describe a model for promoting preparation by informing the 
community and integrating disaster management into the community development 
framework. The researchers recognize that community development is a  foundation 
on which to build both social capital and resilience. It can also foster more effective 
disaster management, risk assessment, and recovery. 

   Table 22.1    Functions of indicators a    

 Key concept  Functions 

 Finding  Revealing core concerns 
 Identifying information gaps 
 Clarifying opportunities 
 Information about past to present 

 Measuring  Tracking progress toward achieving result 
 Evaluating performance 

 Monitoring  Monitoring collaboration between citizens, experts and decision-makers 
 Producing a feedback system for decision maker 
 Identifying emerging threats to community 
 Early warning system 

 Setting  Setting community’s priorities 
 Predicting quantifi able thresholds 
 Suggesting feasible goals 
 Implementing choices underlain by clear goals 

 Changing  Shifting attention to particular area 
 Keeping track the progress in new dimensions of human responsibility and 
concern 
 The ability to changes in process and policy 

 Refl ecting  Providing a broader perspective 
 Sharing of decision-making power via better information, communication and 
dialogue 
 Increasing public accountability 

   a Compiled from information by Gahin and Paterson ( 2001 ), Holden ( 2006 ), Land ( 1983 ), Maclaren 
( 1996 ), Michalos ( 1997 ), Walker ( 2005 ), Phillips et al. ( 2013 )  
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 Within the geographic information system approaches, newer approaches include 
community factors alongside more traditional risk and prediction modeling. Miles 
and Chang ( 2011 ) describe such a system using spatial decision support for disaster 
mitigation and recovery planning. This is different from typical loss estimation 
models in that it incorporates measurements of community capital across multiple 
scales. Khazai et al. ( 2013 ) focuses on integrating indicators into a spatial frame-
work to assess vulnerability and risk within industrial sectors. Included in their 
model are social indicators that assess risk based on multi-criteria decision theory. 
This approach is used to identify areas of vulnerability across regions.   

22.3     Connections: Exploring the Use of Indicators 
for Tragedy Avoidance and Alleviating Suffering 

 One area where indicators connect to tragedy avoidance and the alleviation of suf-
fering is that of social capital. Broadly defi ned as the networks and connections that 
make societies work effectively, social capital is an essential component of com-
munity capacity. Mattessich ( 2009 ) writes that community capacity:

  …includes the ability to: develop and sustain strong relationships; solve problems and 
make group decisions; and collaborate effectively to identify goals and get work done. 
Communities with high community social capacity can identify their needs; establish pri-
orities and goals; develop plans, or which the members of that community consider them-
selves “owners”; allocate resources to carry out those plans; and carry out the joint work 
necessary to achieve goals. (50–51). 

 In other words, a community must have (or develop) some capacity to effectively 
plan for and respond to need. Tragedy is major and overwhelming, and those com-
munities with social capacity are better able to prepare and recover. In this sense, 
social cohesion is a fundamental element in preventing or mitigating tragedy. 

 Others refer to social community capacity as resiliency—the ability to recover 
from diffi culties. Social resilience, then, can be thought of as the ability of groups 
and communities to respond to or recover from crisis (Maguire and Hagan  2007 ). It 
is a multi-dimensional concept with various properties including resistance, creativ-
ity, and recovery (Maguire and Hagan  2007 ; Norris et al.  2008 ), and it is refl ected in 
a set of adaptive capacities that Norris et al. ( 2008 ) identify as economic develop-
ment, social capital, information and communication, and community competence. 
These four areas serve as a foundation for building a disaster management and 
recovery strategy. Further, they indicate that to strengthen resiliency, communities

  …must reduce risk and resource inequities; engage local people in mitigation; create orga-
nizational linkages; boost and protect social supports; and plan for not having a plan, which 
requires fl exibility, decision-making skills, and trusted sources of information that function 
in the face of unknowns (127). 

 Maguire and Hagan ( 2007 ) fi nd that social resilience does not necessarily emerge 
naturally in response to disaster; rather, it must be built and supported from within 
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a community. Disaster management plans, in turn, build on that resiliency. Resilience 
can “help inoculate communities against potential threats and crisis… with perspec-
tives, actions, and measures focusing on identifying, conserving and investing in the 
human, social, intellectual, and physical capital” (Zautra et al.  2009 : 132). 

22.3.1     Recovering in Communities 

 Notable examples of community capacity and resilience include those communities 
within New Orleans that recovered rapidly as neighbors helped neighbors, or recov-
ery in Bangladesh and the Philippines where local and international organizations 
worked together to provide relief. The literature is plentiful with studies from socio-
logical, economic, and anthropological perspectives on community recovery. For 
example, Chang ( 2010 ) provides a detailed framework for assessing patterns of 
disaster recovery through statistical indicators. Using the case of Kobe City, struck 
by Japan’s 1995 earthquake, Chang’s study applies indicators to gauge recovery 
rather than to preventing unavoidable tragedy. 

 A more recent book,  Building Resilience: Social Capital in Post-Disaster 
Recovery  by Aldrich ( 2012 ), brings the elements of social capital and resilience into 
the analysis of post-tragedy recovery. The author hones in on four well-known 
disasters: a devastating 1923 earthquake in Tokyo; the 1995 earthquake in Kobe; the 
Indian Ocean Tsunami’s landfall in Tamil Nadu in 2004; and Hurricane Katrina, 
which devastated New Orleans and much of the United States’ Gulf Coast in 2005. 
Aldrich fi nds that communities with stronger social networks and social capital 
(what I have called social community capacity) are more capable of recovery—
these resources able to provide information and allow for faster responses. These 
strong communities also prevented the outmigration of residents, thus keeping 
resources in the community after disaster. The presence of robust social capital and 
social networks implies that resilience is further strengthened after it is tested in 
disaster (Bretherton and Ride  2011 ).  

22.3.2     Potential Models 

 Clearly, traditional disaster response plans must integrate more community-based 
planning and participation. While there are an increasing number of such community- 
based disaster plans and approaches (Islam et al.  2013 ; Zhang et al.  2013 ), full 
integration is not yet apparent. The positive benefi ts of this cohesion need to be 
more widely recognized (Jordan and Javernick-Will  2013 ), and community devel-
opment foundations and indicators should strive to measure and build social capital 
and social community capacity. 

 Wells et al. ( 2013 ) agree that community resilience is a priority for preparedness, 
but laments that few models exist. A pilot study was undertaken by the team of 
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researchers in Los Angeles to devise a community-partnered, participatory approach 
to help support resident workgroups in developing community-based plans. These 
plans included a toolkit for individual preparedness as well as community responses. 
The process included three stages: vision (planning), valley (implementation), and 
victory (products, dissemination). Each stage included organizing, action, and feed-
back in partnership with the Los Angeles County Community Disaster Resilience 
Initiative. The approach prioritized building community capacity prior to and in the 
absence of any impending disasters. Chandra et al. ( 2013 ) describe the project as 
being aimed at merging disaster preparedness and community health promotion to 
build stronger partnerships (they found, in a baseline survey conducted before the 
Disaster Resilience Initiative, low community resilience and little preparation by 
health departments and community-based organizations for disaster management). 
While L.A. County’s approach does not specifi cally integrate community quality-
of-life indicators, it provides a participatory model for addressing disaster planning 
and recovery from tragedy via building community resilience. 

 Another model for encouraging community-based resiliency, is place-based and 
relies heavily on the concept of resilience, has been proposed by Cutter et al. ( 2008 ). 
Providing a “conceptualization for understanding and measuring community-level 
resilience to natural hazards,” it “presents resilience as a dynamic process depen-
dent on antecedent conditions, the disaster’s severity, time between hazard events, 
and infl uences from exogenous factors” (604). The Cutter model is operationalized 
by ecological, social, economic, and institutional, indicators, as well as community 
competence, infrastructure categories, and resilience metrics. Specifi c indicators 
include: wetlands acreage and loss; social networks and social embeddedness; 
values- cohesion; participation in hazard reduction programs; emergency response 
plans; interoperable communications; local understanding of risk; counseling ser-
vices health and wellness (low rates of mental illness, stress-related outcomes); and 
QOL measures (high satisfaction). It is a good start toward a disaster response 
model that integrates a wide variety of community quality-of-life indicators to serve 
as a refl ection of community need and, over time, of the success of suffering allevia-
tion efforts.   

22.4     Summary 

 Disaster recovery and risk assessment is a vast and growing domain. It is urgent to 
prevent, plan for, and regain after disaster strikes, so as to mitigate social suffering. 
Some response models have begun to integrate community quality-of-life indicators 
as a means to gauge and monitor tragedy avoidance and alleviate suffering through 
effective recovery. The types and approaches vary from descriptive and predictive 
modeling based on quantitative data and spatially focused GIS-based systems to 
inclusive, citizen-led initiatives to protect valued assets and identify potential risks. 
Whichever approach is taken, incorporating community quality-of-life indicators 
can help all stakeholders prepare and prioritize citizens’ specifi c needs. Social 
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community capacity is a key concept within this context—by building capacities in 
advance, communities are better able to avoid, prevent, or respond and recover. This 
social community capacity leads to greater resilience, or the ability of a community 
to “bounce back,” which, in turn, can help regain vital functions and retain residents 
and resources in the area. 

 Community quality-of-life indicators, given that they are meant to represent the 
spectrum of the community’s values and desires, as well as the resources citizens 
want to protect, can serve as a bridge between community-based planning and tra-
ditional disaster and risk assessment approaches. They also represent a way to illus-
trate social community capacity as refl ected in the often community-based, 
participatory process of identifi cation and implementation. Indicators can also be 
used to identify inequities and issues to address social suffering, or suffering of the 
community collective, that may occur independently or in tandem with a natural or 
anthropogenic disaster.     
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    Chapter 23   
 Community Action to Alleviate Suffering 
from Racism: The Role of Religion and Caring 
Capital in Small City USA 

             Meg     Wilkes     Karraker     

23.1             Introduction 

 Endowed with arresting natural beauty, classic eighteenth century architecture, and 
a genuinely friendly populace, Bluffton is a lovely place to spend a quiet weekend 
along the Mississippi River. But Bluffton has had some ugly recent history as well. 
This chapter tells the story of Bluffton’s encounter with diversity and how that city 
“had the guts to do something about racism.” 

 Like so many other Midwestern cities (as aptly described in Wuthnow’s [ 2011 ] 
 Remaking of the Heartland ), Bluffton has a long history as a predominantly, almost 
exclusively white city. In 1980, Bluffton had a total population around 60,000 but 
less than 400 people of color. In the last years of the twentieth century, more black 
families arrived, attracted by employers and the efforts of a task force charged with 
bringing more diversity to the city. Nonetheless, a visible minority of Bluffton’s citi-
zens expressed violent disapproval of diversity efforts, throwing bricks through the 
windows of black homes. The city counted more than six cross-burnings in less than 
6 months. At a time when membership in the Ku Klux Klan had dwindled (again, this 
was only about 30 years ago), a KKK rally in Bluffton drew over 100 participants. 

 Nonetheless, by the early twenty-fi rst century, Bluffton had become home to small 
but visible numbers of immigrants from over 50 countries. During the same years, 
Bluffton faced population and economic decline, due in no small part to substantial 
employment lay-offs when the city’s largest employer left town. Immigrants and 
especially people of color living in Bluffton came to be viewed by some whites with 
suspicion, as competition for the diminishing supply of blue-collar jobs and even as 
a source of the kind of urban violence shown on television (though not yet seen in 
Bluffton). The city found itself struggling with race, ethnicity, and immigration, but 
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also its self-image as place with a respectable quality of life peopled with citizens 
who cared for one another. 

 In late 2008, I embarked on a 3-year, mixed-methods community study of 
Bluffton. I collected my data during 2009–2012. During that time I conducted face-
to- face interviews with 28 civic and religious leaders, including Catholic sisters. I 
also studied city and congregational histories, newspaper stories, and other publi-
cally accessible accounts. During the period of my research I was a regular on-line 
reader of Bluffton’s daily newspaper, as well as the weekly newspaper of her 
Catholic archdiocese. I was also a frequent visitor to Bluffton’s offi cial Web site, as 
well as the Web sites of Bluffton’s civic partners. Finally, I spent time in Bluffton’s 
public and private places: dining in her cafes and restaurants; strolling her city 
streets and along her riverbank; visiting her churches, libraries, and museums; walk-
ing the campuses of her colleges and universities. During each research visit, I 
shared meals with sisters and stayed overnight in one or another of the mother-
houses (formerly called convents) of Bluffton’s congregations. 

 In this study I sought to understand how civic and religious values and networks 
come together around diversity and inclusion for the common good—in other 
words, the social and caring capital, at Bluffton’s civic heart. I came away with a 
sense of how a small city like Bluffton could relieve suffering and insure the quality 
of life across her civic landscape, even in the face of racism by some members of 
her community against others.  

23.2     Racism, Suffering, and Quality of Life 

 Writing about social problems and quality of life, Lauer and Lauer ( 2013 ) teach that 
racism affects quality of life in at least four areas: the rights of citizenship (including 
equality before the law), the right to equal employment opportunities (including the 
acquisition of income and wealth), the right to life and happiness (including not 
only life chances, but also freedom from fear), and the right to dignity as a human 
being (including the myth of inferiority). In some societies, racism extends to apart-
heid, genocide, or other institutionalized forms of oppression and elimination of one 
group by and for the privilege of another. Scholars of suffering have labeled this 
“social suffering” (Klienman et al.  1997 ; Wilkerson  2005 ). Also discussed under 
the rubric of social suffering are distresses from any stigmas assigned to social char-
acteristics such as disability, gender, poverty, low social status (Anderson  2014 : 
8–24). 

 My research attempts to assess the daily experiences of racism suffered by excluded 
groups in contemporary America. Two stories from Bluffton help reveal the micro-
level costs to quality of life borne by individuals and families, friends, and other 
groups as a result of racism. Almost 10 years after Bluffton’s hate crimes, the son of 
one of the black families targeted by cross-burning spoke of the physical danger and 
fear his family experienced. Now living in another city in the Midwest, he described 
additional suffering he experienced at the personal level. The cross- burnings were 
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horrendous, but the subsequent media and community attention directed toward his 
family left him feeling stigmatized and excluded, with a strong sense of resentment 
toward white people in Bluffton. 

 A second story reveals the work yet to be done to close the Bluffton’s racial gap 
in the quality of life. At a recent annual breakfast in honor of Rev. Dr. Martin Luther 
King, Jr., two men described their friendship, which had begun at their workplace. 
The white man spoke of being witness to the indignities and discrimination suffered 
by his black friend. He noted that even their shopping experiences are different: his 
black friend is often required to show two forms of identifi cation when using a credit 
card, and, when using cash, the white man receives his change in his hand, but the 
black man’s change is left on the counter. He recounts the extra scrutiny accorded his 
black friend, as when a store intercom alerts a manager to “assist a customer in aisle 
three,” when the only customer in that aisle needs no assistance, only surveillance. 

 Forty decades of sociological and psychological research confi rm that stressors 
in the form of chronic strains, negative events, and trauma have substantial negative 
physical and mental health consequences (Thoits  2010 ). Racial-ethnic, along with 
gender, marital status, social class and other inequities, tax quality of life in particu-
lar ways, as minority-group members suffer from discrimination and stressors that 
are compounded across the life course and over generations, widening gaps between 
the health, well-being, and quality of life between under-privileged and privileged 
groups (Thoits  2010 ). 

 Using indicators such as the Index of Race-Related Stress and the World Health 
Organization’s inventory, research teams led by Shawn Utsey have demonstrated 
that racial and ethnic group membership is associated with race-related stress and 
quality of life among black Americans (Utsey et al.  2002a ,  b ; Utsey and Constantine 
 2008 ; Utsey and Payne  2000 ). Some research indicates that those effects can be 
moderated by cognitive ability and social support (Utsey et al.  2006 ). These media-
tors include mastery and self-esteem (Thoits  2010 ), as well as cultural, sociofami-
lar, and psychological resources (Utsey et al.  2008 ). In sum, people of color 
experience more acute stressors and chronic strains, but they also experience chronic 
stressors and strains particular to their racial or ethnic group (Pearlin  1989 ; Thoits 
 1991 ). As a result, people of color suffer in terms of mental and physical health, 
socioeconomic status, and life satisfaction (Coke and Twaite  1995 ). 

 The stories of the man whose family suffered from the cross-burnings and the 
two friends building inter-racial friendship reveal how Bluffton’s citizens have con-
fronted the suffering of racism at personal and interpersonal levels. Indisputably, the 
far greater everyday suffering in both cases is experienced by the black person. 
These accounts reveal what we might call secondary or vicarious compromises to 
community, which correlate to a middle-range unit of Anderson’s ( 2014 ) individual-
to- global conceptualization of suffering. Although Wilkinson ( 2005 : 16) includes 
“social isolation and personal estrangement” as an element of suffering, opportuni-
ties to build friendships or other intimate connections is a poorly attended part of 
this scholarship. While white persons are certainly far more privileged (and even 
able to overlook racism), my respondents’ accounts attest to co-suffering and the 
interpersonal costs of suffering. 
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 Racism and exclusion compromises and engenders suffering at the individual 
and interpersonal level, but also across broad demographic categories. For example, 
being a person of color dramatically increases one’s chance of being poor. In 
Bluffton, Hispanics are more than twice as likely and blacks more than six times as 
likely as whites to be poor. Furthermore, disparities around poverty and citizenship 
are even more marked in Bluffton than in the rest of the state and in the greater 
United States. In 2010, 62 % of blacks in Bluffton were poor, compared to 43 % in 
the state and 27 % in the United States. Likewise, Bluffton has an lower percentage 
of foreign-born residents who are naturalized citizens than in either the state or the 
nation. Whereas only 31 % of Bluffton’s foreign-born citizens are naturalized citi-
zens, the percentages in the state and in the nation are 37 and 44 %, respectively 
(United States Census Bureau  2010 ). 

 It is probably fair to say that the racial discrimination that emerged in the last 
decades of the twentieth century caught Bluffton a bit off-guard. Until then, 
Bluffton’s population had been so overwhelmingly white that community leaders, 
including Catholic Sisters, could easily overlook differential treatment accorded to 
Bluffton’s few black or other racial or ethnic minorities. However, as the storm of 
racism approached, the city’s civic leaders realized, to remain competitive and shrug 
off negative perceptions of their city as racist, they must work to create a more 
inclusive, welcoming culture. 

 Bluffton began to institutionalize values and norms through offi ces and organiza-
tions to vigorously address not only economic but also civil rights agendas. Building 
on the efforts of the original task force charged with bringing more racial and ethnic 
diversity to the city, leaders set a goal of bringing 100 families of color to Bluffton 
within 5 years. They mounted a community education campaign around multicul-
tural competency, with broad support across the community, from city employees to 
Girl Scouts, the city’s daily newspaper, and 300 businesses. 

 At the forefront of those earliest efforts were the city’s religious leaders. Seeing 
the need to bring members of the community together face-to-face, Bluffton’s 
Catholic Sisters did what they do so well: extended hospitality. They opened one of 
their motherhouses to the community and organized the fi rst breakfast to honor the 
Rev. Dr. Martin Luther King, Jr.’s birth. Now entering its third decade, the annual 
breakfast is a community-wide, inter-faith celebration, sustained by the Bluffton 
Community Foundation with sponsorships that stretch across the community to 
include parochial and public schools, major employers, Bluffton’s Civil Rights 
Commission, and the NAACP. Now part of the national Circles® initiative, the 
Bluffton initiative sponsors essay, poster, and multimedia contexts in celebration of 
the vision of Dr. King and extends awards to community leaders who have worked 
to eliminate discrimination, build resources, and strengthen community. 

 In recent years, Bluffton and its civic leaders have been recipients of awards like 
the National League of Cities’ National Black Caucus of Local Elected Offi cials 
(NCB-LEO) City Cultural Diversity Award for achieving excellence in diversity. 

 But what of the suffering generated by racism and exclusion at the broader 
 community level? In the late 1900s, Bluffton was starting to see that it was viewed 
in the news media and elsewhere as unwelcoming, intolerant, and, in light of the 

M.W. Karraker



309

cross- burnings, the embodiment of long-held racism. Such an image could not but 
help to contribute to the population loss already plaguing Bluffton: companies 
would be unlikely to consider moving their headquarters to Bluffton, and adult chil-
dren were unlikely to choose to live there if they had other options. 

 Bluffton is by no means unique in confronting the suffering caused by racism. 
Often, once-homogenous communities fi nd themselves in the midst of what Bloom 
( 2000 ) calls “culture clashes.” Such clashes seem paradoxical, given the assets that 
these newcomers bring to their communities–often struggling with declining popu-
lations that have left small towns and farming communities with too few workers 
and too few consumers. For example, federal immigration policies strike, ironically, 
at the very employers who have the greatest demand for a cheap labor force (even if 
it means “no questions asked” about documentation of citizenship). On May 12, 
2008, U.S. Immigration, Customs, and Enforcement (ICE) conducted a raid on 
Agriprocessors, a Kosher meatpacking plant in the small, northeastern Iowa town of 
Postville. With just 2,000 citizens, Postville had been struggling to stay afl oat until 
Agriprocessors arrived, bringing with it a fl ood of immigrant workers and their 
families, who arrived with their new language, customs, religious practices, and 
other traditions (Strandberg  2008 ). Immigrants, documented or otherwise, were a 
welcome part of Postville’s future prosperity, but the ICE raid threatened it again.

  Back in Bluffton, the city had created a civil rights offi ce, and its head national 
told reporters who descended on the town after the cross-burnings, “The difference 
between Bluffton and big cities like Chicago was that Bluffton had the guts to do 
something about racism.” Why  was  Bluffton able to move from a desire to act for 
the common good to the ability and action to improve their community? This is one 
of the core processes of community development: “the ability of communities to act 
collectively and enhancing the ability to do so” (Phillips and Pittman  2009 : 3). 
These factors can qualify some of the concerns that may arise during community 
development, concerns around relationships, structure, power, shared meaning, 
communication for change, motivations for decision making, and integration of dis-
parate concerns (Hustedde  2009 ).  

23.3     Religious Culture 1  and Caring Capital 

 My research indicates that Bluffton had mobilized across civil society, building 
social capital inspired by caring capital rooted in Bluffton’s faith community and, in 
particular, her Catholic Sisters. Essential to Bluffton’s story is what I have called 
“the sixty-fi ve percent solution” (Karraker  2013 : 55). From the time of its founding, 
Bluffton had been not only predominantly white, but also predominantly Catholic. 
In 2000, two thirds (65 %) of the city’s residents claimed the Catholic faith 

1   Another aspect of religion and suffering, the Christian teaching of faith as a “cultural resource 
to live through and beyond” hardship, stress, and trauma, is well-addressed by Wilkinson ( 2005 : 
33). 
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(Association of Religion Data Archives  2012 ). While the region and the country 
were experiencing precipitous declines in religious identifi cation of any sort 
(referred to as “nones”), Bluffton’s Catholic population changed little in the last half 
of the twentieth century. 2  

 Anyone who follows the social teachings of the Catholic Church and especially 
the outcome of the Second Vatican Council (known as Vatican II), the engagement 
of Catholics in diversity efforts in cities like Bluffton comes as no surprise. As one 
Sister told me, injustice like racism is a “summons to act on behalf of others” and to 
“answer the call of God.” Such a call is embodied in the long-held traditions of all 
three Abrahamic faiths (Judaism, Christianity, and Islam); their teachings instruct 
all to care for “the stranger” and the immigrant. In the New Testament’s Book of 
Matthew (25: 35), Jesus praises his disciplines: “for I was hungry, and you gave me 
food, I was thirsty and you gave me something to drink, I was a stranger and you 
welcomed me.” Likewise,  imago dei , the principle that every person is created in the 
image of God, inspires Christians to engage in social action (Jones  2008 ). For 
Christians, welcoming the stranger is welcoming Christ (Knoll  2009 ; United States 
Conference of Catholic Bishops  2000 ). 

 Likewise, Vatican II instructed Catholic adherents, including Sisters, to live 
within the social world and engage in apostolic ministries that would bring both lay 
and vowed religious in direct contact with “the least of these”—that is, the most 
oppressed in society (Benestad  2010 ). As a result, Catholic women religious and 
their congregations have become a progressive, visible, and welcoming element of 
civil society. Catholic Sisters, along with other vowed religious and lay women and 
men, have answered calls from their Church to provide hospitality and care and to 
treat everyone as welcome guests. They have often placed themselves on the front 
lines of social confl icts involving disenfranchised members of society, including 
civil rights. 

 American Sisters have a distinguished history of investing their economic and 
human capital in their community. In Bluffton, Sisters whose congregations had 
originated in Germany, Ireland, and cities in the Eastern United States founded and 
funded, managed and staffed many educational, health care, and social service insti-
tutions. This included two of Bluffton’s original three hospitals, her six parochial 
schools, and a women’s college. The congregations worked on their own and col-
laborated with civic agencies to shelter and advocate on behalf of women and chil-
dren suffering from violence or homelessness. Led by a charismatic Sister, one 
congregation established a center where newcomers to Bluffton could achieve 
English language, citizenship, and other skills and where college students and other 
volunteers could participate in helping these new citizens. Sisters even served in 
appointed and elected positions in Bluffton’s government. 

 The Catholic Sisters were universally held in the highest esteem. A former 
 member of Bluffton’s human rights commission told me, “Bluffton  loves  her Sisters!” 
After all, these are the women who have taught Bluffton’s children and educated her 

2   The percentage of Catholics in Bluffton dipped to 58 in 1990, but by the time of my study, it had 
risen to slightly surpass 1980 levels (Association of Religious Data Archives  2012 ). 
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adults. (One informant volunteered, “Sisters…  are  education in Bluffton!”) They 
had cared for those who were hurting or in need, while conducting much of the day-
to- day work of the Archdiocese that served Bluffton’s majority-Catholic population. 
These women were on the front-lines, responding to the most critical needs of 
Bluffton’s most vulnerable, including women, children, and, as the need arose, 
immigrants. 

 Across Bluffton’s civil sector, the eight government, philanthropy, social service, 
journalism, and business leaders with whom I conducted interviews were very 
strong in the approbations they extended to Catholic Sisters. On a Likert-type scale, 
where seven equals “strongly agree,” these leaders responded 5.3, 5.3, and 4.8 to 
three indicators 3  of Sisters’ reputation in the community. This esteem held for not 
only Catholic, but also for Protestant and Jewish leaders. Perhaps not surprising, 
given their greater familiarity and often collaboration with Sisters’ ministries, the 
mean responses by the fi ve faith leaders to the three indicators of Sisters’ reputation 
in the community were even higher: 6.8, 6.8, and 6.3. 

 Every one of these leaders volunteered considerable elaboration on the important 
work of Sisters in Bluffton:

     “Sisters see the big picture.”  
  “Sisters have been in the trenches.”  
  “Nuns, who have traveled the world, return with worldly experience, which they bring back 

to the community conversation.”    

 These leaders often commented specifi cally on Sisters’ contributions to the quality 
of life in those terms:

     “Sisters are always ready, willing, and most of all able to work to improve the quality of 
life.”    

23.4        Community Strategies to Relieve Suffering 
and Enhance Quality of Life 

 My research found that Sisters generated a highly valued system of social networks, 
social capital, and caring capital through their abilities and assets, as well as their 
lived faith in service to alleviating suffering:

     “Sisters have the gift to ‘tell the story’ [of human suffering] in a compelling way.”  
  “They [Sisters] have the ability to leverage other resources to make positive change in 

Bluffton.”  
  “Sisters take on social concerns around Gospel teachings for the ‘least of these’ when no 

one else will do so.”    

 From published histories, news accounts, and informal conversations with residents 
of Bluffton, I gathered data that revealed that Catholic Sisters and their 

3   1: Catholic Sisters have a reputation for doing good work in our community. 2: Our community 
is a better place because of the work of Catholic Sisters. 3: If I knew an immigrant who needed 
assistance, I would refer that person to a program run by Catholic Sisters. 
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congregations had been central nodes in Bluffton’s coming to terms with diversity. 
I had found the same in my home towns of Saint Paul and Minneapolis, Minnesota. 
There, for example, the Sisters of St. Joseph of Carondelet have long served the 
Twin Cities through ministries including Sarah’s… An Oasis for Women, which 
serves women seeking refuge from across the world. I had found the same in Rome, 
where, for example,  Suor Buon Pastore  (Sisters of the Good Shepherd) were 
involved in not only serving the victims of sex traffi cking, but also in providing 
critical global leadership around such issues through the collaborations at the high-
est levels of the Church (Karraker  2010 ,  2011a ,  b ). 

 Where Bluffton’s Sisters were critical nodes in the social and caring capital of 
this small city, they answered the Knight Foundation’s question as to what

  …makes people embrace a community and, in turn, want to work there and help it prosper? 
…[T]he drivers that create emotional bonds between people and their community are con-
sistent in virtually every city and can be reduced to just a few categories …Interestingly, the 
usual suspects – jobs, the economy and safety – are not among the top drivers. Rather, 
people consistently give higher ratings for elements that relate directly to their daily: an 
area’s physical beauty, opportunities for socializing and a community’s openness to all 
people. (Knight Foundation  2011 ) 

 Quality of life, as defi ned by the Knight Foundation’s  Soul of the Community  
research project (Stehling  2012 ) relies heavily on aesthetics, social offerings, and 
(key to Bluffton) openness or the view of a city as welcoming for racial and ethnic 
minorities and immigrants, older people, child-free adults, and gay men and 
lesbians. 

 The Resiliency Capacity Index (RCI) offers a multi-variate assessment of the 
quality of life across 361 American cities (Institute of Government Studies  2011 ). 
Perhaps not surprising for a city of her size, Bluffton ranks in the bottom third on 
economic diversifi cation. However, on the other 11 indicators, Bluffton’s rankings 
are most impressive. Bluffton scores high on two economic indicators (affordability 
and business environment), three socio-demographic indicators (educational attain-
ment, without disability, and health-insured), and three community connectivity 
indicators (civic infrastructure, metropolitan stability, and homeownership). But it 
is Bluffton’s rank in the top 50 of all cities on three indicators pertinent to quality of 
life−income equality, out of poverty, and voter participation−that bode particularly 
well for the city’s quality of life (Karraker  2013 ).  

23.5     Conclusion: Lessons Learned from One Small City 

 Albeit still predominantly white and Catholic, in other ways, Bluffton is like the 
places where an increasing proportion of Americans live. In 2012 16 % of 
Americans lived in an incorporated place with a population of 50,000–99,999 
(US Census Bureau  2012 ). Still, the politics, economics, and cultures of smaller 
communities are different from the larger cities, which have been the subject of 
much community research regarding diversity and racism. Smaller communities are 
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generally much more homogenous than metropolitan areas (Lingeman  1980 ; 
Pedersen  1992 ) and, even in the face of dramatically declining populations, groups 
based in national, ethnic, religious, and other traditions may hold tight to cultural 
segregation (Bloom  2000 ). We would expect higher suffering from racism for those 
people of color in these smaller communities unless their citizens make a concerted 
effort at inclusion. 

 As the case of Postville testifi es, small communities also confront the mixed 
challenges of economic resource competition and shifting population demograph-
ics. Bluffton’s experiences with diversity are shared by other communities. America 
is far from a “post-racial” society, and minorities and other “strangers” continue to 
suffer the effects of prejudice in communities from Bluffton (where there was 
another cross-burning in 2012) to Sanford, Florida (where unarmed teen Trayvon 
Martin was shot in the same year (NY Times  2013 )). 

 Bluffton  is  unique in its religious affi liation—not only the proportion of her citi-
zens who claim religious affi liation, but those who are specifi cally self-avowed 
Catholics. Still, change is clearly on the horizon even here. Although weekly Mass 
participation remains higher in this Archdiocese than in the state and in many places 
across the United States, the percentage of Catholics in Bluffton dropped 14 % 
between 2000 and 2010, leading to the archdiocese’s decision to close two parishes. 
Conversely, the percentage of those claiming no religious identifi cation has grown 
from 12 % in 1960 to 21 % in 1980 and 32 % in 2010 (Association of Religion Data 
Arches  2012 ). 

 Since we have established the centrality of the Catholic Sisters to Bluffton’s suc-
cessful community-building efforts, it is also important to note the dramatic demo-
graphic decline among Sisters in Bluffton and throughout the United States. The 
drop gives pause as to the future of faith-driven efforts to relieve suffering and 
improve the quality of life in the face of racism and other challenges in inclusion. 
As the proportion of the population who are committed to a faith tradition declines, 
what will happen to local cultures once explicitly connected to that faith tradition? 
Will the values and norms remain, though religious affi liation drops? 

 In the face of such changes in the foundations of caring capital, it is diffi cult to 
measure the caring capital communities like Bluffton have successfully banked 
against future suffering. Perhaps the best indicator that a community like Bluffton 
has moved forward to alleviate suffering in the face of racism is the extent to which 
the city has institutionalized caring capital investments. In 2012, a cross was, once- 
again, burned in the front yard of a mixed-race family. The ashes could hardly have 
been cold before the mayor issued a powerful statement condemning the action and 
committing the full force of Bluffton’s law enforcement behind solving the case. 

 Beyond such symbolic gestures (however forceful), Bluffton has embraced inter-
cultural competency among government offi cials, city staff, agencies, and partner-
ships that stretch across the city. As I was completing my research, Bluffton was 
recognized for community engagement programs around the needs of a multicul-
tural population, and a recent self-study identifi ed efforts to make Bluffton a more 
inclusive place that benefi ts from and welcomes the contributions of  all  her citizens. 
While recognizing the work yet to be done, the study charged the entire community 
with getting involved. 
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 The city’s website features a quote from William James: “Act as if what you do 
makes a difference. It does.” Indeed, something around institutional, interpersonal, 
and individual compassion  happens  in Bluffton. I was frequently told by civic and 
religious leaders, “We know and care about each other and about this city.” Such a 
commitment to the common good has clearly been nurtured by Catholic religious 
identifi cation and, especially, articulation of a caring capital by Bluffton’s Sisters. 

 Faith-based organizations are known to effectively build bridging capital across 
racial, ethnic, and even religious backgrounds (Kaiser  2010 ). Further:

  Civil society …benefi ts from caring or charitable acts, because caring often fosters recipro-
cal relationships, which may reinforce social capital of the bonding variety, which in turn 
builds social solidarity. (Anderson  2012 : 480) 

 I also agree with Alexander ( 2006 : 9), “Civil society is a project. It cannot be 
fully achieved.” The building of a strong, connected, and inclusive community is 
work without an end. 

 In the conclusion to  Diversity and the Common Good  (Karraker  2013 : 114), I 
asked: “Can Bluffton be a beacon for other communities that hope to make a good 
society during trying times?” Over two centuries ago, Alexis de Tocqueville 
( 1835 /2002) observed the powerful connection between Americans’ commitment to 
religious organizations and civic engagement, and in a large body of work, Robert 
Wuthnow ( 1991 ,  1996 ,  1998 ,  1999 ,  2006 ) has linked acts of compassion and caring 
capital to religion and, thereby, religion to civil society, especially as communities 
face increasing challenges from diversity (Wuthnow  2007 ). Even as affi liation 
drops, the basic exhortation to “love one’s neighbor” remains. Religious organiza-
tions are, in the United States, also community organizations that enable citizens to 
study social issues and engage in opportunities to serve the community, providing a 
place to acquire some of the “transferable skills” of civil society. Churches, reli-
gious bodies, and faith-based organizations (Adkins et al.  2010 ; Saguaro Seminar 
on Civic Engagement in America  2013 ) serve as foundations for the social and car-
ing capital they build as citizens work with others to address suffering and social 
problems.     
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    Chapter 24   
 Suffering in Online Interactions 

             Katrin     Döveling      and     Katrin     Wasgien    

24.1             Introduction 

 In today’s “global village” (McLuhan  1962 : 31), online communication fosters a 
conglomerate of information, opinions, and attitudes. It enhances overall interac-
tion, especially in the communication of personal suffering. Rapidly growing online 
exchange of emotional messages challenges our understanding of users’ motives as 
well as the diverse forms and communicative functions of interpersonal online com-
munication within suffering processes. Founded in an extensive literature overview, 
one notes that the domain of online-suffering still leaves many questions unan-
swered. Not only “digital natives” (Prensky  2001 : 2) make use of the Internet to 
share their emotions (Döveling and Wasgien  2014 ; Rimé et al.  1991 ), all age groups 
share in the virtual interactional processes equally. This study provides new, empiri-
cally grounded insights in shared suffering in online communities and the role of 
emotional exchange in suffering processes. These fi ndings pertain to both shared 
offl ine and online suffering, equally investigating potential differences and similari-
ties between adults and children. 

 This chapter focuses on a specifi c form of online suffering, as previous fi ndings 
revealed that the social web allows mourners to fi nd emotional support within an 
emotional community (Döveling  2012 ). The study was designed to address several 
research questions. Motives and potential gratifi cations for shared emotions were 
assessed, along with patterns and mechanisms of the emotional communication. 
Emotion management processes triggered by online social sharing of emotions 
were disclosed.  
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24.2     Suffering and Grief: An Interdisciplinary Perspective 

 Suffering has been a topic in a wide range of scholarly disciplines (Kleinman et al. 
 1997 ; Nagappan  2005 ; Ferrel  2005 ; Francis  2006 ). From a psychological point of 
view, it “encompasses mild unpleasantness to excruciating torture and intense 
agony” (Anderson  2011 : 2). Cassell ( 1991 ) states that when exploring suffering, 
mind and body should not be separated, because “suffering occurs when an impend-
ing destruction of the person is perceived” (p. 32). If body and mind are both taken 
into account, one would think that  suffering  and  pain  should be used in a similar 
way, but the two terms can be defi ned differently— pain  being a physical discom-
fort, a neurological sign, while  suffering  can be understood as the  interpretation  of 
that neurological sign (Anderson  2011 : 2; Cassell  1991 ). 

 In the case of the loss of a loved one, the bereaved does not only suffer physi-
cally, but due to the loss of an immediate tie to a social bond a bereaved person also 
experiences an extremely excruciating form of mental suffering:  grief  (Charmaz 
and Milligan  2006 ; also see Neimeyer  1998 ,  2015 ). 

 While  grief  and  sadness  are often used as interchangeable terms, we fi nd it 
important to defi ne the variations and clear characteristics of both. Izard writes that 
“Sadness is the predominant emotion in grief” ( 1991 : 203), indicating that sadness 
is a basic human emotion. Grief, however, is a highly aversive emotional condition 
“that generates various molecular components, including a range of specifi c emo-
tions” (Bonanno et al.  2008 : 798) and appears to be a more complex construct 
(cf. Döveling  2014 ). Most dominantly, but not exclusively, sadness is included in 
this set of emotions (Bonnano et al.  2008 ). While sadness as a basic human emotion 
lasts only a few seconds, minutes, or hours (Ekman  1984 ), grief and the construct 
surrounding it can last for months or years (Bonnano  2004 ). In addition, “[s]uffer-
ing is pervasive, if not always shared.” (Anderson  2014 : 10). 

 Grief as a specifi c form of suffering is also regarded as a basic and evolutionary 
founded human emotion (Ekman and Friesen  1971 ). Grief characterizes the process 
in which dismay, abjection, and suffering are present during the emotionally chal-
lenging situation caused by the loss of a signifi cant other (Bonanno et al.  2008 ) and 
the cognitive understanding of the experience (Izard  1991 ). The focus of such pain 
is tied to someone or something that is missing and will not return in the future, an 
irrevocable loss (Parkes  1993 ). 

 Suffering, grief, sadness, and the correlated  mourning  (Izard  1991 ) are socially 
rooted, interrelated processes associated with the occurrence of other emotions (cf. 
also Jakoby  2012b ). Their sharing needs to be regarded as a transformational pro-
cess that equally incorporates the bonding emotions of  empathy  and  compassion . 
Morse notes:

  …enduring and suffering are fundamental and normal responses to catastrophic loss, yet 
strangely these two basic states have not been extensively explored using qualitative meth-
ods. Both states occur commonly as a human response to illness, injury, and bereavement 
( 2000 : 1). 
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 The confrontation with the suffering, from a perspective of process-orientation in 
the positive sense and outcome, is also known as  coping  (Aldwin  2007 ) with the 
incorporated goal of reaching a “new reference” to oneself (Kast  1982 : 5). 1  Likewise, 
Neimeyer concludes that a central feature of grieving is  the attempt to reaffi rm or 
reconstruct a world of meaning that has been challenged by loss”  (Neimeyer in this 
volume and cf. Neimeyer  1998 ). 

 A central characteristic of coping is  social support , given and received as an 
 emotional resource  (Pierce et al.  1996 ). A dual process of  loss-oriented  and 
 restoration- oriented   coping displays a natural strategy of managing an emotionally 
challenging situation (Stroebe and Schut  1999 : 213). Suffering and grieving, then, 
are directly interrelated processes that rarely occur in an isolated situation, but are 
rather  social phenomena , correspondingly infl uenced by social structure and group 
norms (Jakoby  2012a ; Rimé et al.  1991 ). Accordingly, “social sharing of emotions” 
(Rimé et al.  1991 ) represents a fundamental strategy of coping. Therefore, in a 
social setting, suffering might lead to a deeper refl ection of the precipitating event. 
The need for shared collective experiences with other humans is vital in understand-
ing such coping processes.  Interpersonal communication  of one’s grief can:

 –    help to realize and fi nd a meaning for the loss (Luminet et al.  2000 ),  
 –   cause reciprocal understanding (Rimé  2009 ), and  
 –   lead to the much needed social support and empathy from the social environment 

(Rimé et al.  1991 ).    

 When scrutinizing emotions in the online exchange of grief, the emotional 
expression of empathy becomes evident. Online users are able to react to one 
another with emotional support because of  empathic mechanisms , that is, one must 
be able to notice and feel one’s own emotions in order to relate with someone else’s 
(Hoffman  2008 ). Collins characterizes those mechanisms as “emotional energy” 
(Collins  1984 ,  1990 : 33). Interacting harmoniously and supporting the other has 
direct positive effects on any form of social solidarity, online or otherwise. Collins 
highlights that, in the course of interaction, group-specifi c symbols that represent 
the affi liation have the potential to engender “interaction ritual chains” (Collins 
 1987 : 198). Due to growing trust and confi dence, social interaction about a sensitive 
emotional topic primarily happens face-to-face, but if the emotional process is 
restrained by “disenfranchised emotions” (Doka  2008 ) or if, on account of social 
norms, emotion management is imposed by the societal surrounding (Hochschild 
 1983 ; Döveling  2005 ; Southam-Gerow  2013 ), then social sharing of grief may be 
extended to a group of anonymous individuals, such as that found in  online support 
communities  (Turner et al.  2001 ; Radcliffe et al.  2010 ). 

1   So called  phase  or  stage models , as most notably, Kübler-Ross’ ( 1969 ) well known stage model, 
implying a logical development in grief work, have been intensively criticized as they do not take 
the complexity and distinctness in grieving processes into account. Grief is thus a complex emo-
tional process (cf. Stroebe and Schut  1999 ; cf. also Neimeyer in this volume). As Klass et al. 
( 1996 ) note, grieving can also entail a continuous bond with the deceased. 
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 In the virtual community of Social Network Sites, mourners generate resources, 
share experiences, and provide social support. Bambina ( 2007 ) differentiates two 
communicative role patterns: “[G]ivers, who supply each other and the takers with 
support and takers, who do not provide anyone with support” (Bambina  2007 : 115). 
Based on this concept, we take into account that the exchange of emotions struc-
tures social situations in the “real” and virtual worlds (Döveling  2005 , based on 
Collins’ concept of emotions, cf. Collins  1987 ). Emotions are socially exchanged 
resources. Within this “social sharing of emotions” (Rimé et al.  1991 ), emotion 
regulation and management might take place (Rimé  2007 ; Döveling  2014 ). We 
understand these processes as dynamic interpersonal and intrapersonal processes 
that include conscious or unconscious strategies that modify the emotional burden 
of suffering. As equally highlighted by Gross and Thompson ( 2007 ) these regula-
tion processes of emotions also include the selection of specifi c situations, as in our 
case is the choice to turn to the social web (for further analysis of ‘emotion regula-
tion’ see Döveling  2014 ). 

 Furthermore, emotions tend to follow an  associative logic  (Kappas and Müller 
 2006 ) and in day to day interactions are primarily dominated by  mimic ,  gesture , and 
 intonation  (Geise  2011 ). Purely text-based online communication might hinder or 
impede this associative logic. This is where emotional symbols come into play. 
So-called emoticons help in online emotional communication, as they are simplifi ed 
visual signals of emotions (cf. Derks et al.  2008 , Misoch  2006 ). The use of a multi-
plicity of emoticons and other symbolic communications in text-based support 
opens a broader array of possibilities for emotional expression online (Misoch 
 2006 ).  

24.3     Study Design and Research Method 

 After having laid out the theoretical basis and the complexity of emotional interac-
tions for the study, the focus turns to the analysis of motives, processes and potential 
outcomes in the online “social sharing of emotions” (Rimé et al.  1991 ). The qualita-
tive content analysis (cf. Strauss and Corbin  1998 ; Mayring  2000 ) was conducted 
from 11/2012 to 4/2013 of 179 postings across three different platforms (N =56 in 
“TrauerVerlustForum”, N = 59 in “YoungWings” and N = 67 in “MeineTrauer” 2 ). 

 By choosing a random sample, we avoided the bias resulting from selecting a 
sample on the basis of convenience. In a fi rst step, the central characteristics of post-
ings were explored. These characteristics led to categories which were revised, con-
densed to main categories, and operationalized according to theory and material. 

2   Trauerverlustforum [sadnesslossplatform] will be abbreviated TVF; Youngwings will be abbrevi-
ated YW; MeineTrauer [MySadness] will be abbreviated MT. The research project was led and 
supervised by Katrin Döveling and conduced in a team at the TU Dresden: Supervisor: Katrin 
Döveling, Research Team: Katrin Wasgien, Kevin Klamert, Charlotta Knigge, Lisa Krämer, 
Carolin Pohl, Anne Schier. 
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The categories were underlined with prototypical text passages from the postings 
and their coding reliability was tested and confi rmed. Coding rules for the distinc-
tive categories were formulated. The material was then analyzed according to the 
categories. Based on this, hypotheses were generated, each of which will be given 
and illustrated in the following section. 3  A model that portrayed the central mecha-
nisms in a conceptual form was built. The qualitative content analysis was found 
well- suited in understanding the complex, inherent mechanisms in this sensitive 
topic (For the subsequent quantitative analysis, see Döveling  2014 ).  

24.4     Results 

 Through  qualitative content analysis  the motives and mechanisms of shared online 
grief were identifi ed. We noted communicative processes disclosing patterns of 
emotional interaction, which will be laid out and illustrated in the following 
sections. 

24.4.1     Missed Support 

 One common feature within online communication was the verbalization of missed 
support in the offl ine world. Bereavement platforms were substantially used as an 
extension of one’s own personal social environment, particularly when the bereaved 
does not feel the needed emotional support offl ine, from family or other loved ones.

  H. in MT:   “I cannot share my feelings with anyone. That’s why I ended up in this commu-
nity and try to write down, what tortures me.”  

 L. in YW:  “Hello, I would like to tell you my story, because I have no one to really talk to.”  

 Various postings reveal similar statements which led to the fi rst hypothesis:

   If the bereaved feels left alone or not understood in his or her suffering in the offl ine 
world, he or she will turn to online platforms.     

24.4.2     Feeling of Cohesiveness 

 A common communicative aspect in all bereavement platforms is the open disclo-
sure of formerly ‘intimate’ emotions. The bereaved verbalize a strong sense of 
togetherness and shared understanding. This intimate interaction of personal 

3   For the follow up quantitative analysis see Döveling, K. ( 2014 ). Emotion regulation in bereave-
ment: searching for and fi nding emotional support in social network sites,  New Review of 
Hypermedia and Multimedia , DOI: 10.1080/13614568.2014.983558 
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feelings corresponds to fi ndings in the offl ine communication of bereavement. The 
platform is considered a refuge, as mourners fi nd a common ground that binds them 
and leads to mutual emotional support. As Stylianos and Vachon ( 1993 ) highlight in 
their analysis of ‘offl ine’ social support, fi nding meaning of death, encountering 
one’s own perspectives and communicating about one’s struggles are vital elements 
in understanding support in bereavement. This is equally true in online 
bereavement.

  A. in MT:  “We are here for you. We feel the same.”  
 J. in MT:  “You see—you are not alone.”  
 S. in MT:  “You have found your way to us—that’s a good start… Here you will fi nd 

many Moms and Dads that are in the same situation like you!”  

 This led to the second hypotheses:

   The stronger the feeling of community is topic for the bereaved, the more online 
socio-emotional support is expressed.     

24.4.3     Interaction Patterns in Online Communication 

 Users of online platforms apply different mechanisms within their emotion regula-
tion and can integrate themselves into the community to different degrees or intensi-
ties. Users who have evolved and feel stronger in their suffering may be more 
supportive to others than users who have just recently faced their source of grief. 
Thus,  different interaction patterns  were found. Users who  supported  other users 
were defi ned as care-giving, while users who seek and potentially  received  emo-
tional support were defi ned as care-seeking. The following excerpt illustrates the 
reciprocity within this relationship:

  R., care-giving in TVF:  “I just want to hug you and let you know that I send supporting 
thoughts. Please endure what maybe cannot be understood. You are not alone, wherever 
you are! Letting out your thoughts and emotions may be the only thing that I can suggest to 
you.”  

 S., care-seeking in TVF:  “Thank you! I don’t know what to do. We were already sepa-
rated since January. Do you think I should visit his parents? Or maybe call? I am just help-
less right now.”  

 The social web creates an  emotional proximity , enabling the open communica-
tion of grief, empathy and gratitude. 

 The fi ndings reveal that reciprocal communication patterns regulate the develop-
ment of interaction ritual chains (Collins  1987 : 198). With increasing confi dence in 
the other members of the community, online communication on a delicate and com-
plex emotional topic is enabled, empowering emotion regulation and interactive 
emotion management in the reciprocity of care-giving and care-seeking.

  L. in YW:  “I just can’t do it anymore… Last week I found my boyfriend dead in his apart-
ment. He had just killed himself. […] My entire plan of life just burst away! At night when 
I really want to sleep the pictures come, the accusations and the deep grief I feel for losing 
him…”  
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 Answer from J. in YW:  “I can’t put into words what I would like to say to you right now. 
I sometimes feel like language wasn’t built for emotions that strong. […] Right now you 
need to be good to yourself and try not to let the dark thoughts take over! Even if that is 
really, really hard!”  

 As the above quote illustrates, a care-seeking message is followed by a care- 
giving message, enabling regulative emotion processes. Likewise, the fi ndings show 
that a care-seeking person who is more stable in his emotional management may 
proceed to care-giving.

  J. in YW:  “As I wrote that, all the pictures in my head came up again and I had to fi ght 
tears. But still I think it was good to fi nally get it out of my head and write it all down.”  

 J. in YW (Further on in the conversation):  “I am very sorry about what happened to 
your father and that you couldn’t talk after your fi ght—it must be so hard for you, I can only 
imagine! At least I was able to talk to him one last time and prepare for it… I am so sorry 
for you!”  

 This led to the third hypothesis:

   When a support seeker has moved on in his emotion regulation within his coping 
process, his or her messages will become care-giving.     

24.4.4     Emotional Visuals 

 In addition to text-based communication, online-shared emotions are commonly 
supported by visuals online.  Emoticons  as well as  ritualistic symbols  (such as can-
dles) function as reinforcement of text messages. The social web enables corre-
sponding emotional communication in suffering and coping processes that are 
comparable to communication patterns in real life. 

 During online interaction, visual communication displays a relevant means of 
communicating emotions and framing messages. As the online social net platform 
does not allow direct signals in face to face exchange, nonverbal communication 
patterns are transmitted through the use of visual elements, so called emoticons and 
ritual elements such as virtual candles, into the communication patterns. Visual 
communication stimuli were used in 34.4 % of all messages (For more quantitative 
results, see Döveling  2014 ).  

24.4.5     Communicative Topic Development 

 Children and young adults are particularly adaptive. They develop inherent com-
municative exchange patterns within online communication. Emotional proximity, 
intensity, familiarity, and mutual trust are gained, leading to communicative pat-
terns comparable to those in offl ine interactions. This fi nding corresponds to the 
concept of self-disclosure as found in offl ine surroundings. Within the development 
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of an interpersonal relationship, the communication evolves to a more open, inti-
mate and personal nature (cf. Derlega et al.  1993 ). While adult users predominantly 
address topics of death, grieving, and dying, adolescent and young mourners open 
up to discuss topics of everyday life that do not deal with their bereavement.

  M. in YW:  “no, I don’t speak any further languages. I am more of a mathematical talent. 
Have you been born in Hungary?”  

 Based on those fi ndings, the fourth hypothesis is:

   The longer a conversation is held within one thread of the youth platform, the less 
the conversion will deal with the suffering.      

24.5     Process Model of Online Coping 

 The communication in the online environment is not solely related to death, dying, 
and grief, but equally as a means of mutual sharing and understanding personal loss. 
We interpret this fi nding as a sign of  returning to life  or fi nding relief from suffering. 
The social network site enables emotion regulation away from grief and toward 
emotions of friendship and cohesiveness. This directly infl uences the bereaved in a 
positive way. 

 The fi ndings reveal that in  virtual interaction chains , empathic emotions become 
a vital resource. Based on empathic reactions and taking into account the anonymity 
of the social network site,  emotional gratifi cations  become evident (see Fig.  24.1 ). 
Through the communicative function of an  emotional agenda  (Döveling  2005 ), 
interactive chains are unveiled that—through encoding and decoding—lead to a 

  Fig. 24.1    Process model of online coping       
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reciprocal understanding of online gratifi cation in the sense of obtaining social sup-
port engendering coping in grieving processes.  

 Social Internet usage thus plays an essential role in coping with bereavement, 
particularly when there is a void in supportive offl ine interactions. The social net 
platform allows mourners to act and interact freely, fi nding mutual reciprocal 
exchange of support. The  process model of online coping  exemplifi es how virtual 
sharing of emotions within a community can lead to emotion regulation in bereave-
ment and felt relief from suffering. We continually found communication structures 
as laid out in the model above in online grief communities.  

24.6     Discussion and Implications: Online Emotion 
Regulation in the Process of Suffering 

 Throughout this study, insights into the motives, forms, and mechanisms involved 
in online suffering have been identifi ed. The bereaved turn to social network plat-
forms, as these enable a common ground of understanding and much needed social 
support, especially in the absence of other, more visceral support. Formerly pri-
vately shared emotions are often expressed within online communities. 

 A relevant aspect of online suffering is the  meeting of likeminded . Online plat-
forms provide a social space in which bereaved individuals who have lived through 
the same or similar emotional distress may bond and participate in a process of 
mutual understanding. The magnitude of messages acknowledging missed support 
in the offl ine-environment highlights the relevance of feeling membership within an 
online community. Young users especially do not solely search for someone to talk 
to about death and dying, but forge relationships of mutual support, and cultivate 
friendships that allow conversations to extend beyond suffering and into the more 
mundane topics of life that signal a reduction of suffering or especially grief. 

 According to fi ndings on (offl ine) bereavement (Klass and Walter  2001 ), griev-
ing caused by the loss of a loved one needs to be considered a reoccurring emotional 
process. A person may feel better one day and worse the next. Yet, when the mourner 
feels better, has found or rediscovered meaning (cf. Neimeyer in this volume) in the 
sense that he is in the recovery process as Strobe and Schutt ( 1999 ) highlight for 
offl ine communication, he can provide the assistance a care seeker needs. Due to 
mutual understanding, these role patterns enable online emotion regulation of 
grief (cf. Döveling  2014 ). 

 Within the online-bereavement community, users who have proceeded in their 
regulation of grief provide help, hope, and socio-emotional and informational sup-
port as well as affi rmation to other users who are at the beginning of their emotional 
regulation process. Communication patterns underline those  interactional patterns  
and engender  emotion management and regulation  within the community (cf. 
Döveling  2014 ). 

 Alongside emotions shared with friends and family, online-shared emotions help 
manage emotional distress and provide support. The analysis demonstrates that 
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online-shared emotions should not be overlooked within the scientifi c community. 
The Internet is highly relevant to suffering processes and its study contributes to a 
deeper understanding of virtual communication . 

 Online platforms can be considered places where one can fi nd likeminded from 
all over the world to connect with, share emotions, and give and receive social 
support. 

 Online suffering is a new fi eld of communication research, and this study out-
lines basic mechanisms and structures via a qualitative analysis of relevant plat-
forms in Germany(cf. Döveling  2014 , for quantitative analysis). 

 Further insight will be obtained by applying other research methods such as 
quantitative content analysis (cf. Döveling  2014 ) and interviewing the suffering. 
Relevant future research might widen the cultural perspective to analyze emotional 
communication patterns in other countries. Is the described phenomenon only valid 
for Germany or is it—as is strongly suggested by the theoretical background—also 
relevant in other countries and cultures? Another next step will be to focus on more 
detailed research questions, taking into account factors such as cultural impact, age 
and gender differences, the infl uence of religion, and the diversity of emotion regu-
lation patterns and approaches. 

 This quote by Kübler-Ross, a pioneer in the fi eld of grief and suffering, captures 
the essence of our respect for those expressing their bereavement emotions online:

  The most beautiful people we have known are those who have known defeat, known suffer-
ing, known struggle, known loss, and have found their way out of the depths. These persons 
have an appreciation, a sensitivity, and an understanding of life that fi lls them with compas-
sion, gentleness, and a deep loving concern. Beautiful people do not just happen (Kübler- 
Ross  1975 : 96). 
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    Chapter 25   
 Cosmopolitan Perspectives on Suffering 

             Laura     Robinson    

25.1             Introduction 

 Drawing on empirical data from Brazilian, French, and American digital discourse 
spaces, the analysis in this chapter illuminates the use of universalistic and transna-
tional identity frames to identify with those suffering in the wake of 9/11/01. More 
specifi cally, this chapter asks three questions. First, what was the range of cosmo-
politan stances used to classify others’  suffering as worthy of compassion? Second, 
what forms of identity work facilitated empathy with those suffering? Third, what 
cultural frames infl uenced how individuals framed similarities or erased boundaries 
between themselves and those suffering? 

 To answer these questions, this chapter analyzes the construction of cosmopoli-
tan identity categories used to make sense of victims’  identities on 9/11/01. To 
make these connections, the analysis explores how individuals performed identity 
work that created expansive identity categories as a means of expressing solidarity. 
The analysis of cosmopolitan identity work presented here points to the potential of 
inclusionary identity work in which the suffering of others is shared. As the Brazilian 
case tells us, when such thinking predominates, “humanity” becomes the primary 
identity category of importance. 

 In so doing, this chapter contributes to the literature on cosmopolitanism. Often 
cosmopolitan thinking refers to “moral cosmopolitanism” defi ned as the “moral 
ideal of a universal human community” (Kleingeld and Brown  2011 ). However, 
cosmopolitan identities exist along a continuum and allow individuals to identify 
with a range of supranational communities. At their most narrow, cosmopolitan 
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identities produce empathy when observers make connections between themselves 
and those suffering. Further along the continuum, cosmopolitan identities may be 
 transnational and build upon similarities linking citizens of different nation states. 
In their broadest incarnation, cosmopolitan identities can be completely universal-
istic and have the power to compete with national identities in importance (Jameson 
 1982 ). When individuals espousing a cosmopolitan stance regard themselves as 
world citizens, the suffering of all of humanity becomes equally salient and worthy 
of solidarity. Thus we see that contrary to much social science literature assuming 
the nation state as the dominant identity category (Beck  2000 ), cosmopolitan identi-
ties may also yield considerable salience.  

25.2     Data and Methods 

 Scholarship continues to show the importance of the Internet as a venue to collect 
data on narratives of suffering (Anderson  2014 ). This chapter follows this tradition 
by drawing on data from three discourse communities hosted by fl agship newspa-
pers in Brazil, France, and the U.S.:  O Estado de São Paolo, Le Monde , and  The 
New York Times . Part of a larger project (Robinson  2005 ,  2008 ,  2009 ), the sampling 
frame is the universe of contributions posted to the three sites during the week 
following the attacks. From September 11 to September 17, 2001 individuals wrote 
2,905 posts to  The New York Times’    “A Nation Challenged,” 2,264 posts to  Le 
Monde’s  “The September 11th attacks in the United States,” and 1,119 posts to  O 
Estado’s  “The First War of the Century.” 

 Data in this chapter come from posts expressing solidarity with the victims, their 
families, and/or concern with collective suffering. Therefore, the data include only 
posts specifi cally addressing these themes analyzed through iterated coding and 
recoding. I began open coding to demarcate analytic categories. Subsequently, 
I wrote initial memos concentrating on core themes identifi ed in open coding before 
proceeding to focused coding to refi ne the analytic categories. Rounds of focused 
coding and integrative memos grounded the analysis in the data.  

25.3     Universalistic Cosmopolitanism 

 Brazilian cosmopolitans identify with those suffering as members of the human 
family independent of any other identity category. The Brazilian case offers an 
exemplar of cosmopolitanism at its most universalizing. For Brazilian cosmopoli-
tans, the suffering of all members of humanity is equally relevant:

  It is when the other is suffering, when the consequences are such that all must help each 
other and ask for help…  The worst is when one does not want to see one’s sick and sad 
brother and one does not pray together to ask for peace for mankind and good will to men. 
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 Further, these cosmopolitans frame the extension of empathy as a moral imperative. As 
one Brazilian cosmopolitan argues: “Anyone with a conscience should mourn 
the death of thousands of civilians and ask God to comfort the families of the unfor-
tunates.” By using this inclusionary strategy, cosmopolitanism extends empathy to 
the suffering other and marginalizes other identity categories: “We have no right to 
sacrifi ce any human life for political motives or other ideologies. Terrorism is a 
great error. I mourn and pray for the dead in this sad act that they may have peace.” 

 By including all members of humanity as “brothers,” they explicitly denational-
ize victims and dismiss any other identity category as irrelevant. This Brazilian 
cosmopolitan writes: “The best thing we can do is for all countries to show their 
solidarity with our American brothers. In these moments, differences do not exist!” 
Another adds: “The value of life is the same in all places: priceless.” A third contrib-
utes: “It is a pity that so many innocents died in this terrible story. Humanity must 
evolve a great deal here on earth.” Brazilian cosmopolitans employ the category of 
humanity to unite themselves with those suffering: “Humanity watched…  those 
innocent human beings of innumerable nations that were assassinated in this horri-
ble and unforgettable day.” Further, they extend empathy to those left behind: “What 
I am terribly sad for are the loved ones of those who have died.” Another adds: “I 
feel terribly for these people’s deaths and would like to tell their families that only 
God can measure the depth and intensity of their pain, indignation, and sadness.” 
Whether in reference to the victims themselves or their loved ones, cosmopolitan 
Brazilians emphasize humanity as the only salient aspect of the victims’  
identities:

  Imagine the families’  desperation looking for their relatives. They are lives and lives that 
were lost. How many fathers, family men, di--people who never think of political oppres-
sion. We should cry for this tragedy just as we should cry for people who die of violence in 
Brazil…  We are all human…  right? 

 Another exhorts: “My condolences to the Brazilian and American families, but prin-
cipally to humanity, a small part of which died yesterday.” In making these claims, 
Brazilian cosmopolitans erase boundaries between themselves, the victims, their 
families, and the rest of humanity. 

 Further, Brazilian cosmopolitans make larger commentaries on what it means to 
be human—at its best and worst. One describes: “Horror…  horror…  horror…  I 
feel shame to be a human being.” Another comments: “Human beings are the great-
est guilty party in all of this that has happened, for through global greed humanity 
respects no one.” Yet a third contributes: “I believe that what I am thinking is not 
terribly different than what the rest of the world is imagining. We are ashamed to be 
part of the same race as those responsible for this!” This cosmopolitan asserts: 
“How is it possible that the human race has decided to bring itself so low? We are 
all guilty in this tragedy. We all carry within us the feelings of hatred and intoler-
ance.” These Brazilian cosmopolitans frame humanity as the ultimate symbolic per-
petrator of 9/11/01. They believe that because humanity is capable of great evil, as 
members of humanity, every human shares in the guilt. As this cosmopolitan asserts: 
“What has happened is the fruit of greed, religion, politics, economics, in short what 
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we call being human.” Thus, Brazilian cosmopolitans argue that 9/11/01 provides 
an opportunity to reconsider what it should mean to be human: “Nothing justifi es 
these acts. Perhaps  humanity will think more about things that have been so forgot-
ten like love, the environment, prosperity and equality between mankind. I hope that 
we can learn this lesson,” and “I hope that those responsible will be punished and 
made examples of and the world will come back to be more HUMAN” 

 Brazilian cosmopolitans contribute the strongest expression of cosmopolitanism 
as an ideology that symbolically divides humanity against those that would destroy 
it. For them, every human faces the fundamental choice between the good and evil 
both present in humankind:

  Terrible? Brutal? We humans need to stop and refl ect about all that happened, is happening, 
and will happen, about evil created by human beings, we need to understand and stop and 
think of ourselves and use our free will, each of us to change the World. If the World con-
tinues selfi shly, evilly, and continues to shut its eyes to poverty, pain, etc. the end will be 
next, much worse than we think! But there is time; we can all change. My thoughts go to 
the victims. 

 Others also divide the world into the “human” and “inhuman.” One relates: “…all 
of humanity suffers the consequences of the inhuman acts committed today.” The 
use of the word “inhuman” is signifi cant and taken up by others: “An attack of these 
proportions demonstrates to the world the extreme treachery of these groups of 
terrorists… the death of thousands of people, innocent victims of this brutal attack 
is an inhuman act.” For Brazilian cosmopolitans, all members of humanity must 
make their choice and choose a side:

  For me it was obvious that there are two worlds that are absolutely different: the fi rst is 
made up of people who are born and work for their neighbor, for society. People like us, 
who despite whatever diffi culty, day-to-day struggle for what is best. The second type of 
being, which we cannot call human, only is born to grow up to sow hatred, destruction, 
unjustifi ed death, in truth the horsemen of the Apocalypse who decide who will live and 
who will die. We must not allow ourselves to be infl uenced by this feeling of hatred and in 
turn create more destruction. 

 Brazilian cosmopolitans frame this choice as the ultimate identity marker and the 
choice that must be made by all members of humanity in response to every kind of 
human suffering.  

25.4     Transnational Cosmopolitanism 

 Turning to the French forum, identity work may resemble discourse in the Brazilian 
forum at fi rst glance, but closer inspection reveals important differences. Like their 
Brazilian counterparts, French cosmopolitans link 9/11/01 victims with the victims 
of other tragedies, such as terrorist bombing in Paris:

  I feel so close to those who have died. I work in a tower at La Défense, and the images of 
those towers collapsing haunt me. Those who worked there worked many kinds of jobs, 
secretaries, accountants, janitors, etc. like those whose paths I cross every day at my work. 
They were not soldiers. They must have been of all races and religions.... Human history is 
no more than a vast repetition; the same horrors repeat themselves… 
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 Also parallel to Brazilian cosmopolitans, French cosmopolitans frame those 
suffering as worthy of solidarity:

  The authors did not choose their target to destroy an American landmark; they wanted 
and determined to destroy the greatest number of human lives, regardless whether they 
were Christian, Muslim, or Jewish. They were all present in and around the WTC towers. 
They spared no one. 

 At fi rst French discourse may seem similar to the universalistic cosmopolitanism 
expressed by Brazilians. However, whereas Brazilian cosmopolitans employ the 
concept of “humanity,” even the most expansive French cosmopolitans rarely refer 
to “humanity” when expressing empathy. 

 Rather, French cosmopolitans emphasize their nationality when asserting the 
transnational bond: “I understand your heartache and I share it, yet understand that 
I myself am French… accept from me and from many others the assurance that, 
despite a few insignifi cant quibbles, we are at your side.” Another writes: “I am not 
American, I am French… you can count on your longtime friends… This pattern is 
also clear regarding the three minutes of silence observed in the European Union to 
honor the victims on the Friday following 9/11/01. French cosmopolitans describe 
the three minutes of silence as an expression of Franco-American unity:

  The French news showed how the 3 minutes of silence were observed throughout the 
country. It was gut wrenching. It made me proud to be French… Make no mistake, some of 
us French people are ready to die for America like your grandfathers died for us. 

 Another echoes: “Today, the French observed 3 minutes of silence in memory of the 
victims of the attacks and I assure you that I could read real emotion on the faces of 
those people around me.” Other French cosmopolitans also highlight French nation-
ality in their expressions of transnational solidarity: “The real France stood still for 
three minutes today to honor your deaths… The real France was deeply shocked by 
the attacks… We really felt attacked. The real France is with you.” 

 In lieu of “humanity,” the French adopt a more transnational cosmopolitanism 
based on shared democratic values. French cosmopolitans’ solidarity with those suf-
fering is expressed as a function of the democratic heritage they share with the U.S. 
as citizens of the French Republic: “I entirely approve of the affi rmation of support 
given to the United States by the President of the Republic and the Prime Minister; 
in the case of grave crisis like this one, democracies must forget their differences 
and close their ranks against their adversaries.” Here it is important to note the use 
of the word adversaries used to defi ne those who commit acts of terror, particularly 
terrorist acts framed as targeting democratic ideals or the democratic state: 
“Democratic values allow us to resolve our weaknesses, our contradictions, and our 
cowardice. Today I have chosen my camp and I support the American 
people. –  An ordinary citizen.” French emphasis on democracy indicates that this 
form of cosmopolitanism is rooted in shared transnational values, as well as a shared 
sense of vulnerability to terrorism: “I believe that many people on this forum showed 
their solidarity with Americans because they are conscious that in attacking the 
Americans, it is the way of life and the values that we, the French, share that is 
attacked.” French expressions of transnational solidarity rely on erasing boundary 
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differences between France and the U.S. as “democracies,” rather than between all 
members of “humanity.” In the eyes of French cosmopolitans, the French system is 
the actualization of Western goals and values that serve as a model for other nations 
such as the United States. Therefore, the French cosmopolitans that express solidar-
ity with the victims do so based on their shared commitment to democracy, as this 
cosmopolitan writes: “This CRIME must simply be condemned. Compassion and 
indignation. DEMOCRACY.”  

25.5     Nationalism, Transnationalism, and Cosmopolitanism 

 In the American forum we see the full spectrum of identity frames that range from 
universalizing cosmopolitanism, to more circumscribed transnational cosmopoli-
tanism, to nationalism. Regarding nationalism, not surprisingly, in immediate 
response to 9/11/01 many Americans call for national unity. While a number 
of Americans reference larger collectivities, they do so in tandem with expressions 
of national identity. While they may refer to collectivities beyond American 
borders, they simultaneously defi ne the object of empathy as closer to home: “…I 
think it is imperative that we stand by our American brothers and sisters in this time 
of crisis, remaining fi rmly committed to the democratic ideals that unite us across 
religious and ethnic boundaries.” For these Americans, national unity is paramount 
even when used in parallel with transnational identity frames:

  As I write, I am sitting in my offi ce, in New York, watching as the sun prepares to set over 
the Hudson River. It is clear and beautiful out. Democracies are funny thing--anti-western 
despots can never understand them… they mistake our openness for weakness; our dynamic 
capitalism for self-centeredness. How do we answer them? E pluribus Unum. Out of many, 
one. America, and especially New York, will come out of this stronger than before. 

 In the days following the attacks, Americans are compelled by the forces of 
cultural trauma to situate themselves fi rst and foremost as Americans who are also 
members of larger collectivities. When such Americans reference supranational 
identity frames, they typically couple them with references to national identity. 

 These Americans are joined on the forum by hundreds of citizens of other nations 
also expressing their solidarity. When the forum opens on the morning of September 
12th, a fl ood of international empathy fl ows into the forum. As one explains, 
“Registering with this  New York Times  Message Board was the only way I could 
think of to communicate with some of the citizens of New York from a small town 
in the north of England.” These international cosmopolitans present themselves as 
symbolically united with the victims in New York, Washington D.C., Pennsylvania, 
and the larger U.S. They come to the forum “…to let the inhabitants of New York 
and America know that they are not alone.” The phrase “you are not alone” appears 
repeatedly: “I merely wanted to say to all who read this that you are not alone… 
 and once again I say you are not alone.” 
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 Yet there are important differences in the international cosmopolitans  participating 
in the American forum. Similar to the discourse in the French forum, European and 
“Anglosphere” (Vucetic  2011 ) cosmopolitans are more likely to rely on transna-
tional cosmopolitan identity frames based on membership in “democracies” or the 
“free” world. One declares: “This attack was not just on America, it was an attack 
on all the good and just people of the free world.” Such references to the “free world” 
resemble transnational discourse in the French forum much more closely than the 
universalistic cosmopolitanism dominant in the Brazilian forum. As this Australian 
cosmopolitan writes:

  What I saw shook me to the core. I can’t begin to express the horror/shock/pain I felt. I’ve 
never been to the U.S. but somehow I’ve always felt that the U.S. represented the free 
world, & therefore my world. Since then I’ve sat glued to my television every moment I can, 
mourning with the families who’ve lost loved ones, praying with those still searching, 
rejoicing with each rescue of a victim & wishing for justice for those who organized this 
terrible thing. It’s frightening to have this happen to America, the country that represents 
strength, freedom & democracy. Seeing New York & Washington violated in such a way 
made me realize how unsafe we all are against such attacks. 

 Another Spanish cosmopolitan declares: “Time for a Coalition of Democracies 
against Terrorism…  We have a common enemy and let us work.” On behalf of her 
family, a German cosmopolitan adds:

  Me and my family would like to assure you (and the American people) that we are very 
shocked about what happened not only to NY and Washington but also to the whole 
civilized world… We hope very much that the democratic countries will manage one day to 
stop terrorism. 

 While these transnational self-identifi cations are expansive, they frame solidarity in 
terms of the “democratic” or “free” world, thus mirroring the transnational cosmo-
politanism on the French forum. 

 In parallel, expressions of universalizing cosmopolitanism are more likely to be 
contributed by citizens of democratic nations such as India. Contributions by these 
international cosmopolitans are parallel to the Brazilian use of “humanity” as the 
master identity frame. One writes: “We condemn the gravest act of barbarism 
against humanity where innocent people-men, women and children were so brutally 
massacred. May God receive them in heaven with open arms!” Another Indian 
cosmopolitan visits the American forum to express kinship with the victims and to 
condemn the attacks on “humanity”:

  I offer my heartfelt condolences to the families of the innocent victims who tragically lost 
their lives in the worst ever attack on humanity, democracy and freedom… These acts are 
not against a nation but against humanity as a whole. 

 Signifi cantly, coming from the world’s largest democracy, this Indian cosmopolitan 
places “humanity” ahead of either democracy or freedom because the terrorist 
attacks violate “humanity as a whole.” Finally, this Argentine cosmopolitan also 
employs universalistic discourse similar to that on the Brazilian forum: “From 
Argentina, what I can say is that here [the attacks] are seen as an act of cruelty… 
what they did was against humankind… The ones behind this to me can’t be consid-
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ered human anymore…” Like Brazilian commentary dividing the world into the 
“human” and the “inhuman,” these Argentine and Indian cosmopolitans make con-
nections between the acts of 9/11/01 and what it should mean to be a member of 
humanity.  

25.6     Conclusions 

 Across the cases, cosmopolitans do identity work to symbolically unite victims of 
9/11/01 with larger collectivities. This being said, there are important differences 
between the identity frames at play. Brazilian cosmopolitans offer a completely 
inclusionary form of cosmopolitanism. In the Brazilian case, “humanity” grounds 
cosmopolitan identity frames that include all individuals united in the “day-to-day 
struggle for what is best” as members of the human family. By using “humanity” as 
the single most important identity category, they render the suffering of any human 
being as equally worthy of empathy and underscore the conviction that all members 
of humanity share in each other’s pain. Even more expansive, Brazilians make 
connections between those suffering on 9/11/01 and larger commentaries on what 
it should mean to be human. These fi ndings resonate with previous research 
indicating the relevance of universalizing belief systems in contemporary Brazil 
(Pew- Templeton  2013 ). Brazilian references to “free will” and the “Horsemen of 
the Apocalypse” are part of larger spiritual belief systems for over 85 % of the popu-
lation (65 % self-identify as Catholic and 22 % as Protestant) (Pew- Templeton 
 2013 ). For these Brazilians, Catholicism and Protestantism are salient cognitive 
authorities (Burdick  1996 ). 

 In the French forum, the forms of cosmopolitan discourse articulated are related 
to very different cultural factors. French cosmopolitans adopt a more circumscribed 
version of transnational cosmopolitanism that nonetheless builds unity with those 
suffering. French cosmopolitans draw on national identity and link it to transna-
tional kinship based on the long-shared history between the French Republic and 
the U.S. This emphasis on French national identity and the French Republic stems 
from the idea of “l’exception française” or “l’exception culturelle.” Both concepts 
refer to the idea of French exceptionalism in the realm of culture both at home and 
abroad: “The idea that France is somehow unique is deeply embedded in the nation’s  
self-image… It refl ects the conviction that France has an exemplary, universal role 
as a civilizing force…” (Jenkins  2000 :112). Further, many of the French contribut-
ing to this forum would have lived through two series of terrorist bombings in 
France in the mid-1980s and 1990s. For these reasons, French cosmopolitans frame 
their solidarity in terms of democratic values they share with other democratic 
nations across time and space — values threatened by the specter of terrorism in 
both France and the United States. 

 Turning to the American forum, we see nationalism, transnational cosmopolitan-
ism, and universalistic cosmopolitanism side by side. What is most interesting about 
the American forum is the mingling of multiple identity frames by international 
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participants. Here we see important parallels between the French and Brazilians. 
Signifi cantly, European and “Anglosphere” (Vucetic  2011 ) contributors are more 
likely to reference “democracy” as a shared transnational identity frame. While 
these self-identifi cations are expansive, they are similar to the French case. By con-
trast, nationals of democracies like India and Argentina are more similar to Brazilians 
in their use of the expansive identify frame of “humanity.” 

 In making these connections, the chapter makes several contributions. First, it 
reveals the assumptions about the social world used to bolster the use of cosmopoli-
tan identity frames. Second, the fi ndings show how cosmopolitan perspectives allow 
us to frame the “other” as similar to ourselves. Third, the analysis points to new 
connections between cultural context and forms of cosmopolitanism. Finally, while 
9/11/01 is a specifi c case, it demonstrates the range of discursive grammars or tem-
plates available to construct cosmopolitan identities as a means to express solidarity 
with victims of any disaster including those created by acts of political violence. By 
drawing on empirical evidence to distinguish between more and less universalizing 
forms of cosmopolitanism, this chapter indicates how cosmopolitan identity work in 
its many forms may offer important insight into world citizens’ ability to help 
mitigate the suffering of unknown and distant others.   
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    Chapter 26   
 Iconography of Suffering in Social Media: 
Images of Sitting Girls 

             Anna     Johansson      and     Hans     T.     Sternudd    

26.1            Introduction 

 Mental suffering, for example depression, stress, and anxiety, is said to have increased 
among young people in Western societies and is particularly common among young 
women (Rutter and Smith  1995 ; Collishaw et al  2004 ; Torsheim et al.  2006 ). 
Furthermore, ways of expressing suffering are often intimately tied to social catego-
ries such as gender or age. As digital media are today integral to the lives of young 
people, it is important to understand how experiences of suffering are mediated in 
online contexts. 

 Many argue that digital culture entails increasing emphasis on visual communi-
cation, and our previous studies on self-injury and teen mental distress in online 
settings have shown how young people’s communication about these issues is 
sometimes framed by certain aesthetic forms (Sternudd  2012 ). In YouTube videos 
on self-injury, for example, distinctive combinations of textual, visual, and sonic 
elements are drawn on to convey gendered feelings of unhappiness, pain, and mis-
ery (cf. Johansson  2013 ), and similar designs can also be seen when mental suffer-
ing is dealt with in other social media contexts. While highly stylized depictions of 
suffering are rarely new or unique to contemporary culture, they may be produced, 
shared, and used in specifi c ways through digital media – something that, in turn, 
may affect how people conceptualize and cope with troublesome feelings. 
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 This paper draws on one particular visual trope as the starting point for a discus-
sion of the iconography of suffering in social media: the sitting girl. 1  This character 
fi rst caught our attention in the YouTube videos mentioned above. These videos 
were mainly montages composed of a number of sequenced still photographs and 
dialogue intertitles. The sitting girl, often on the fl oor or on the ground but also on 
a swing, on a pier, and on a railway track, struck us as emblematic, and similar or 
identical images appear in many videos. In this paper, we aim to investigate the 
meaning and signifi cance of this as a trope of suffering. By taking the sitting girl as 
a case in point, the paper also sets out to discuss the ways in which digital technolo-
gies may inform the aesthetics of suffering in ways that both reinforce and chal-
lenge hegemonic ideas about gender and mental health.  

26.2     Perspectives on Suffering 

 The concept of suffering can be used to describe a wide range of sensory and emo-
tional responses varying in intensity and resulting from different causes. Ron 
Anderson ( 2014 : 10) defi nes suffering as “distress resulting from threat or damage 
to one’s body or self-identity,” identifying three distinct categories: physical, men-
tal, and social suffering. Whereas the fi rst two are relatively straightforward, social 
suffering, as described by Kleinman et al. ( 1997 : ix), “results from what political, 
economic, and institutional power does to people and, reciprocally, from how these 
forms of power themselves infl uence responses to social problems.” The threefold 
typology is useful in that it allows for distinctions between different forms and 
causes of suffering, although it has to be acknowledged that it builds on a mind/
body dualism and that the categories often merge or overlap; moreover, every 
instance of suffering is both individually experienced and culturally and socially 
shaped. In accounts of self-injury, for example, the three categories are sometimes 
inseparable: the sensation of pain is intertwined with mental or emotional diffi cul-
ties and distress following from structural inequalities related to, for example, gen-
der or class. Online social networks also tend to merge individual and collectively 
shared dimensions of suffering. 

 Notwithstanding this intertwinement, the main focus of this paper is on the ico-
nography of  mental  suffering. A general defi nition includes depression, anxiety, 
grief, and existential suffering (Anderson  2014 : 44), hardships that are typically 
assigned to the domains of psychiatry, psychology, or biomedicine. In other words, 
mental suffering is often framed in terms of illness or disorder, and the problem is 

1   The noun “girl” has been used throughout because, while the age of the person is not known, the 
attributes and contexts of the images generally articulate young femininity. Girlhood, then, should 
be understood as a social construction rather than being indicative of an exact chronological age 
(cf. Aapola et al.  2005 ). We acknowledge that by using the term, we may reproduce precisely the 
stereotypes that we wish to problematize; however, our hope is that the chapter sheds light on how 
intersections of gender and age are co-constructed with mental suffering in some online contexts. 

A. Johansson and H.T. Sternudd



343

located within the individual. This view has been criticized for ignoring how social 
factors such as poverty or discrimination may cause mental suffering and how 
d efi nitions of illness are always culturally shaped (Busfi eld  2000 ; Ussher  2011 ). 
Feminist scholars in particular have emphasized that conceptions of mental illness 
and mental suffering are intimately tied to notions of femininity, following from a 
dualist model of gender in which women are associated with attributes such as 
weakness, fragility, and emotionality (Showalter  1985 ; Tatman  2012 ). In contempo-
rary Western culture, mental suffering (not necessarily defi ned in terms of illness) is 
also claimed to be more widespread among women than men (Anderson  2014 : 
55–56). 

 Our interest in this paper lies with processes of meaning production, where we 
understand mediated content to be a means of making sense of suffering that simul-
taneously builds on and (re)produces existing discourses. Anderson ( 2014 : 16–23) 
outlines eight major conceptual frames for understanding suffering – including the 
views of it as, for example, a punishment, a reward, and a natural destiny – that 
structure the experiences of the individual sufferer. Our main point here is that suf-
fering needs to be communicated in order to be acknowledged. Thus, the one who 
suffers must present as such through linguistic, embodied, and visual performances 
(Grace  1997 ; cf. Tatman  2012 : 43) and, in order to be recognizable, these need to be 
modeled on culturally intelligible scripts. Such scripts usually vary according to 
gender, class, and age, which means that ways of “doing” mental suffering intersect 
with other identity performances (Johannisson  2006 ). While the trope of the sitting 
girl in many ways builds on a long tradition of suffering aesthetics and mental ill-
ness iconography (e.g., Huberman  2004 ), we set out to understand how connectivity 
and circulation through digital media may shape the ways in which mental suffering 
is enacted and rendered meaningful today.  

26.3     Methods and Materials 

 As a major video-sharing site, YouTube allows users to upload and share video clips 
that may be searched for, commented on, and “liked” or “disliked” by other people. 
The site has sometimes been described as a prominent example of participatory 
culture (Burgess and Green  2009 ), although it is driven not only by users but also by 
commercial interests (Snickars and Vonderau  2009 ). A YouTube search for “self- 
injury” returns tens of thousands of results, ranging from informational materials to 
video blogs to the kind of montages discussed here. A large proportion of the videos 
appear to be posted by people with personal experience of self-harm, predominantly 
cutting, and the purpose when indicated is often to raise awareness of self-injury. 

 Reviewing the fi rst 20 videos returned from a search for “self-harm,” we identi-
fi ed 51 unique images of sitting persons in video montages (three of which appeared 
more than once). 2  The majority were persons identifi ed as females (n = 46, 81 %) 

2   The search was performed in August 2012. 

26 Iconography of Suffering in Social Media: Images of Sitting Girls



344

and the posture was predominantly sitting with knees bent up (n = 24, 67 %). Other 
fi ndings were that the gaze of the person was in most cases hidden (n = 38, 78 %), 
as the head was bent down between the knees in a hunched-over position (see 
Fig.  26.1 ) or turned away from the viewer. 

 In this article we present an analysis of two such images of sitting girls. The 
selection is partly governed by copyright regulations, as these are the images for 
which the copyright holders could be found. However, the two images are represen-
tative of the larger sample in their depiction of seemingly young individuals sitting 
down, hunched over, with their eyes hidden or turned away from the viewer. First, 
we analyze the respective images, and in the next step we extend the analysis to 
their context: the narratives of the video montages and the YouTube interface. The 
analysis is guided by an iconographical and discourse analytical approach, in which 
we pay specifi c attention to how elements – that is, formal (e.g., Adams  1996 ) and 
representational content as well as media-specifi c features – are articulated together 
(Laclau and Mouffe  1985 : 105) in constructions of suffering. Examining the online 
iconography of mental suffering involves analyzing the manner in which this theme 

  Fig. 26.1     Woman sitting 
resting her head on her knees  
© Peter Sherrard 2014 
(Image Courtesy of Getty 
Images)       
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is expressed visually (i.e., the interpretation follows the outlines in Panofsky’s 
 iconographical analysis ( 1982 : 41)). 3  Meaning is seen as established through inter-
textual relations with and references to other texts and images, which means that 
images of the hunched-over sitting girl found outside the context of YouTube are 
also of great interest. 

 Inspired by multi-sited ethnography and George Marcus’s ( 1995 ) concept of 
“following the thing,” we therefore deployed image search tools Google Search by 
Image and TinEye Reverse Image Search through which users can search for images 
by uploading fi les or pasting images into the search fi eld. Such a “reverse image 
search” retrieves information about other contexts in which the image has been used 
and thus makes it possible to track an image’s online existence, although the two 
tools are slightly different. TinEye cannot recognize content and returns results only 
for exact and altered copies of the image (TinEye  2014 ). Google, on the other hand, 
shows results in three categories: a “best guess” search term suggesting a way of 
conceptualizing the image together with a few top results; “visually similar images” 
that resemble the searched one; and links to “pages that include matching images” 
with more or less exact matches (Google  2014 ). Our main focus here was on the last 
category. 

 By tracking a selection of 10 images as digital-material “things,” we found that 
the sitting girls were used in many contexts relating to mental health outside of 
YouTube. It should be noted that the results are shaped by search algorithms, of 
which we know very little (cf. Beer  2009 ), and with the use of other tools our results 
may have been different. However, our fi ndings in this last step are intended to be 
neither exhaustive nor representative of online suffering; instead, we understand 
them to be one example of how iconographies of suffering surface online. Tracking 
the various contexts in which the hunched-over sitting girl occurred hence furthered 
our understanding of suffering and gender, while also extending the last step of the 
analysis to the larger context of social media and the way they construct particular 
aesthetics of suffering.  

26.4     The Sitting Girl as a Visual Trope of Suffering 

 This section introduces the hunched-over sitting girl as a trope of mental suffering 
by presenting an analysis of two photos from the YouTube montage videos.   

 The fi rst image (Fig.  26.1 ) is a black and white photograph that shows a person 
sitting down, her arms holding her bent legs close to her body. A more careful 
inspection reveals a patient bracelet on the person’s arm. The position of the girl at 
the bottom of the image, with a black shadow hanging over the fi gure, may signify 
suppression and/or depression, which is accentuated by the dark character of the 
photo. Furthermore, the location in a corner is important, as it could signify a person 

3   Iconography is used here in a “loose sense” (Rose  2012 : 205) that corresponds more to a con-
structivist discourse perspective than the essentialist tendencies in Panofsky’s classic iconographic 
method. For an introduction to this method see, for example, Panofsky ( 1982 : 26–54). 
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redeeming her actions (being in the naughty corner) or someone who seeks 
 protection from the walls. 

 Figure  26.2  is originally a color photograph showing a person with their eyes 
shut and their wrists covered in blood stained bandages. A diagonal text overlay 
reads, “I was scratched by the cat.” The photo has several features in common with 
Fig.  26.1 : they both show a person alone in a dark place, partly hiding her body and 
her face with her arms. In both examples, the room also lacks perceived depth, a 
visual quality that, according to Mulvey ( 1989 : 14–26), reduces the possibility of 
interpreting the person as active. Both images show the person close to the picture 
plane – in Fig.  26.2 , for example, the arms seem to approach the viewer as they 
nearly reach out of the picture’s frame. None of the photos shows what the person 
is sitting on. Figure  26.2  has a vaguer composition than Fig.  26.1 ; it is slightly 
unbalanced due to the posture of the body and the lack of an element balancing the 
composition in the lower right corner. Another aspect contributing to the ambiguity 
of Fig.  26.2  is that the person is actually lying down, which is revealed when the 
image is turned 90 degrees counter-clockwise. This is particularly interesting, 

  Fig. 26.2    Screen shot from 
 Self injury – pictures 
(GRAPHIC)        
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 considering the fact that the image is used in a way that puts the lying person in a 
sitting position. 

 The bodies are largely hidden from view, and yet the images invoke a reading of 
the characters as girls or young women, evidenced also from the use and interpreta-
tion of them in other contexts (see Sternudd and Johansson  forthcoming ). We argue 
that this is due not only to the presence of gendered features such as the long hair in 
Fig.  26.1  or the red lips, mascara, and shoulder straps in Fig.  26.2 , but that the 
“girling” of the characters is also an effect of the images’ simultaneous articulation 
of mental suffering. Suffering and young femininity/infantility are mutually consti-
tutive here, in the sense that both inform the interpretation of the other. There is 
nothing inherent in someone sitting down that warrants an understanding of them as 
either a sufferer or a young woman; a sitting person can be seen as a discursive ele-
ment open to many different interpretations. However, when this particular fi gure is 
articulated with other elements, such as the YouTube context, the tonality of the 
images, the hunched-over position, and the objects referring to medical treatment – 
the patient bracelet and bandages – this effects a temporary fi xation of meaning that 
transforms the sitting person into a suffering girl. 

 A particularly important element here is the head or eyes turned away from the 
viewer. This is, we argue, a fairly familiar way of depicting sadness that invokes a 
reading of the person as protecting herself from the gaze of others in an act of shame 
or rejection of the world. Articulated with the sitting position, this lends itself well 
to representing suffering. In a previous publication (Sternudd and Johansson  forth-
coming ), we draw on research by Goffman ( 1979 ), Shields ( 1989 ), and Atkinson 
( 2003 ) in suggesting that the practice of sitting on the fl oor or on the ground may 
evoke associations of subordination and helplessness. The position indicates power 
imbalance, and could therefore be read as an expression of inferiority and infantil-
ity: “The sitting body is a docile body and the sitting character, it could be argued, 
is thus constituted as a docile (feminine) subject.” The sitting girl, then, “could be 
read as performing mental suffering through gendered subordination” (Sternudd 
and Johansson  forthcoming ). Whereas sitting may also represent the opposite of 
docility – sitting on the street or on the pavement has often been associated with 
protest and opposition – the fact that the girl in our sample images sits all by herself, 
“without peers or fellow protesters, could perhaps be seen as reducing her subver-
sive agency. At the same time, her loneliness emphasizes the sense of alienation in 
the image, and thus constructs not only a position of vulnerability” (ibid.) but also a 
position that, in turning away, seems to actively reject being part of the world. 

 Our point here is that the articulation of formal qualities, the subordinated or 
docile position, and the alienated or vulnerable character corresponds not only to 
hegemonic understandings of suffering but also to constructions of contemporary 
young femininity. Through the turned away head, the character seems to turn her 
attention inwards, thereby reproducing a normative performance of suffering 
 girlhood that precludes any externalizing practices, such as aggressive outbursts or 
collective action. This hunched-over sitting girl, then, emerges as an iconographic 
sign in a discourse that articulates girlhood with suffering as an individualized 
problem.  
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26.5     YouTube Video Montages of Suffering 

 Let us now proceed by turning to the contexts where we found the sitting girls: the 
YouTube video montages. We defi ne montages here as videos composed of 
sequenced still images and text slides. Self-injury video montages are best described 
as a genre of their own, with specifi c stylistic conventions and similar contents, 
that usually narrate a story about a self-harmer or provide facts and information on 
the issue of self-injury. In many ways, these videos build on the principles of remix: 
the creation of something new out of existing content produced by others (Lessig 
 2008 ; cf. Navas  2010 ), a feature characteristic of contemporary digital media 
(Manovich  2005 ). Figure  26.2  is an example of such a remix in which a text block 
and logotypes have been removed from the original (see Fig.  26.3 ), a poster of the 
World Health Organization (WHO  2014 ). 4   

4   The removed text: “About 815,000 people kill themselves worldwide every year, roughly one 
person every 40 s. For people aged 15–44 years, self-infl icted injuries are the fourth leading cause 
of death globally. Studies suggest that there are on average 20 attempted suicides for every com-
pleted suicide.” 

  Fig. 26.3     “I was scratched 
by the cat”  © World Health 
Organization, 2003, printed 
with permission from World 
Health Organization       
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 The video montages are themselves examples of another type of remix, in which 
modifi ed images from various sources are assembled and mixed with intertitles. 
Furthermore, the YouTube interface may itself be seen as a remix in that it links 
videos to each other, either through active choice by the user to post a video response 
to an existing video, or through the algorithm that offers a selection of suggested – 
usually topically related – videos to the viewer. 

 The video in which Fig.  26.1  appears (jellyfi sh  2008 ) contains 46 slides with 11 
of these being intertitles. Figure  26.2 , on the other hand, appears in a video 
that includes 32 slides, out of which 8 are intertitles (oxKaylaa2xo  2010 ). In both 
videos, the majority of intertitles are written in a matter-of-fact style, often repro-
ducing medical or psychological discourses – such as in “self harm (SH) or self 
injury is deliberate injury infl icted by a person upon their own body without suicidal 
intent” (jellyfi sh  2008 ). Both videos also entwine these informative intertitles with 
photos of self-injury in various stages of progress. These graphic photos are one 
main category of images in the montages; the other category includes the generic 
photos or staged artworks represented by Figs.  26.1  and  26.2 . This second category 
seems to be used as a marker of emotional response – for instance, empathy – and 
such images serve to illustrate – and thereby make sense of – the emotional qualities 
involved in the act of self-injury. Our interpretation that these images are used to 
produce pathos is supported by the surrounding intertitles. In the intertitle that fol-
lows Fig.  26.2 , for example, user oxKaylaa2xo gets personal and reaches out to 
fellow self-injurers by stating, “You can and will stop, it just take time. […] I have 
faith and hope in you.” Furthermore, Fig.  26.1  follows an intertitle with the text: 
“when people self/harm they often/feel isolated/trapped && alone.” 

 Several video montages explicitly narrate the lives of young women through the 
use of gendered names and pronouns in intertitles. Self-injury, especially in the 
form of cutting, is considered more prevalent among women and can be described 
as an embodied performance of gender as well as of mental suffering (Johansson 
 2013 ). However, the videos not only tend to reproduce this understanding of self- 
injury, but the imagery, narratives, video titles, comments, and usernames speak of 
a more general conceptual link between (young) femininity and mental suffering, 
where girls are depicted as sad, depressed, stressed, and abused. 

 The strong emphasis on loneliness, alienation, and possibly shame noted in the 
individual images is also prominent in video montages. Here, mental suffering is 
conceptualized as a hidden secret, and the need to keep up a façade is construed as 
central to the management of suffering – seen not least in the apologetic text overlay 
of Fig.  26.2 , “I was scratched by the cat.” This individualization may seem 
 paradoxical given the social character of YouTube: the videos are created for the 
purpose of reaching out to other people, and the intention to seek support, or raise 
awareness about mental suffering, is often explicitly stated. Whereas suffering is 
described as something dealt with in private, the video sharing is thus simultane-
ously a public performance of suffering – but the line between personal and nonper-
sonal is often carefully straddled. The videos seem to tell us about personal 
experiences, but this is usually done from a third person point of view, as in the 
example above describing how “they [self-harmers] often feel isolated, trapped and 
alone.” 
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 Furthermore, producers of video montages are generally anonymous (as com-
pared to, for instance, producers of video blogs), and the images used rarely show 
identifi able individuals. Studying the use of photographs in digital storytelling, 5  
Vivienne and Burgess ( 2013 : 291) claim that generic stock images are often chosen 
due to “limited time or in some cases [producers’] lack of confi dence in their own 
creative capacities.” Stock images also work as substitutes for personal photos, as 
they provide a greater degree of anonymity (ibid.). This may be part of the explana-
tion for the prevalence of generic sitting girls in the video montages. Also, too 
realistic or graphic depictions of self-injury tend to be heavily criticized and even 
removed from YouTube (Johansson  2013 ), which might be one further reason why 
self-injury is often depicted using images of a less provocative character.  

26.6     Tracking the Online Aesthetics of Mental Suffering 

 Perhaps the trope of the hunched-over sitting girl is not new in itself (see e.g. 
Johannesson  2003 ). But digital media may change the way it is used and circulated, 
not least because digital technologies offer means for sufferers to engage in public 
meaning-making and processes of identity construction. By tracking 10 of our 51 
photos through image searches, we were able to discern how these were made use 
of outside of YouTube. Search results almost exclusively pointed to contexts in 
which these images were drawn on to illustrate texts about mental suffering, ranging 
from informational websites on mental disorders to blog posts about unrequited 
love. Several of the images could be traced back to stock-photo collections and art-
ists’ websites: they had been taken up – with or without legal permission – and 
modifi ed, then articulated in a new context and thereby passed on for others to use. 

 It has been claimed that digital photography changes the way we engage with 
everyday images, not least because personal photography has become an important 
means for identity construction in social media (van Dijck  2008 ; Murray  2008 ). 
However, our study shows that this is true not only for personal photos but also for 
already existing images that can be found online and then recombined for the pur-
pose of self-presentation. Through the image search, Fig.  26.1 , for example, was 
tracked back to Getty Images Inc.’s large stock-photo bank. Stock images are pro-
duced for commercial purposes and thus need to be decontextualized and generic 
enough for use in a variety of contexts (Machin  2004 ). At the same time, they must 
still “encourage a specifi cally appropriate and relevant interpretation” (Frosh  2001 : 
638). This preferred interpretation is indicated in the agencies’ classifi cations of 
images. In the Getty Image bank, Fig.  26.1  is tagged with the following search 
terms:

5   Digital storytelling refers here to the creation of short autobiographical multimedia narratives in 
video form, in which personal photos or art are combined with narration and music. This is usually 
conducted during workshops, and the videos may be shared online (Vivienne and Burgess  2013 : 
283). The format of such digital stories is similar to the video montage narratives in our study. 
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  People, Depression, Social Issues, Healthcare And Medicine, Vertical, Three Quarter 
Length, Indoors, Black And White, Grainy, Patient, Sitting, One Person, Head In Hands, 
Hiding, Adult, One Woman Only, Photography, Unrecognizable Person, Mental Illness, 
Adults Only (Getty Images  2013 ). 

 While some of these terms are mainly factual and descriptive, others are more 
abstract notions meant to be invoked by the image: depression, social issues, health-
care and medicine, and mental illness – all confi rming that this is intended to be a 
visualization of mental suffering, or perhaps even a script for how suffering should 
be properly performed. 6  Frosh ( 2003 : 105) describes the stock image as “the visual 
correlate to cultural stereotypes,” and while this photo easily builds on and thereby 
reproduces the articulation of mental illness and femininity, it also seems to under-
score the importance of keeping one’s suffering to oneself. 

 The generic, or stereotypical, character may be what makes images of hunched- 
over sitting young women useful in various mental health contexts. Broadly speak-
ing, we found that our 10 sample images were used as parts of a wide range of 
different aesthetic styles. Two of them were especially striking as they to some 
extent represented different approaches to suffering. On the one hand, Christian 
help sites and sites run by support organizations and healthcare institutions often 
used imagery and design that were light, clean, and easy to navigate, including color 
photos of families and nature, a particular aesthetic that is reminiscent of the web 
design Thompson ( 2012 ) identifi es in her study of a mental health community. 
Looking at the long-term development of a specifi c site, Thompson ( 2012 : 396) 
describes a “trend towards greater use of visual imagery and new media to convey 
ideological messages about wellness and disorder” where stock photos and other 
visual elements are used to market wellness as “an ideal to pursue.” The support- 
oriented websites we found similarly inscribed suffering in a medical–psychologi-
cal discourse, in which health and well-being are construed as ideals and suffering 
is, accordingly, seen as manageable through therapy and medication (cf. Anderson 
 2014 : 21–22). 

 This can be contrasted with another aesthetic style, which was also more similar 
to the aesthetics of the YouTube montages. These sites were generally darker and 
collage-like, and included monochrome photographs with occasional details in red 
or pink and text overlays showing quotes about self-hatred and despair: often a 
messy multitude of reposted images and texts that appeared as “personal media 
assemblages” (Good  2012 ). This was predominantly seen on blogs and image- 
sharing sites – that is, in contexts with a high degree of interactivity and user- 
generated content, such as Tumblr, Pinterest, and Weheartit (as opposed to the 
previous aesthetic that was more often seen on static web pages). Several of our 
images also appeared in online image banks providing graphic design elements for 
social network sites (e.g. the Punjabi site   www.Desicomments.com    ). 

 Both of these contexts largely emphasize visual display and formal elements in 
their framing of suffering. Obviously, the two contexts overlap insofar as the same 

6   Interestingly, however, the image is tagged here as depicting an adult woman. Whereas this may 
suggest a preferred interpretation, our study also demonstrates that the image can be reappropri-
ated as a signifi er of young femininity when articulated with particular elements and in other 
contexts. 
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or very similar images appear in both contexts – which is why we found them at 
all – but they are partly distinct in the way they make use of these images. Our sug-
gestion would be that the former represents an institutional, or even normative, 
approach to suffering, while the latter is more of a vernacular style showing how 
young people, often presenting as women, make sense of their emotional and men-
tal hardships. As Robert Howard ( 2008 ) points out, vernacular and institutional 
discourses are hybridized through digital media, something seen, for example, in 
how “facts” are used in the montage videos, in how personal blogs draw on medi-
cal–psychological discourse, and in how care institutions use similar photos to those 
used by video makers. 

 At the same time, the two contexts described here are clearly distinguishable. 
While the normative or institutional approach explicitly promotes positive thinking, 
well-being, and ways to cope with suffering, the alternative or vernacular approach 
more often includes dwelling on experiences of mental and existential suffering in 
poems or blog posts, or through graphics. This is not to say that the latter involves 
an outspoken glorifi cation of suffering, but it is clear that the vernacular aesthetic to 
some extent is linked to the embracing of a suffering identity. In this respect, we 
think of it as an alternative conceptualization of suffering that in some ways chal-
lenges the institutional focus on light, cleanness, and healing. Formally, the ver-
nacular aesthetic is also reminiscent of subcultural styles such as Goth, Punk, or 
Emo, which adds to the sense of “alternativeness.” Many of the sites bear resem-
blance to the DIY aesthetics of cut-and-paste collage, but instead of scissors and 
glue it is the materiality of social media platforms and online archives of photos and 
graphic design elements that are the building blocks enabling the creation and cir-
culation of these particular performances of mental suffering.  

26.7     Concluding Remarks 

 Gender and mental health discourses, digital photography, social media technolo-
gies, and remix culture all in different ways contribute to the pervasiveness of the 
hunched-over sitting girl as a trope of suffering. This paper has attempted to discuss 
some of these processes. It is clear that the character of the sitting girl appeals to 
many people, evidenced not least by its presence in commercial stock image collec-
tions. Part of the attraction may lie in how the suffering person is simultaneously 
conceptualized here as vulnerable or docile and as actively refusing to engage with 
the world around her, thus making the image open to various readings and identifi -
cations. This, we argue, is also what makes the trope suitable for use in institutional 
as well as vernacular contexts. Generally, the images reproduce a well-known and 
much-criticized discourse on girls as delicate and in need of help, but they can also 
be used to invoke a sense of rebellion or opposition. Articulated with a medical–
psychological discourse and the imperative to seek help, the understanding of the 
suffering person as frail and dependent is foregrounded. In such contexts, the sitting 
girl images also often stand out as different from the rest of the design; the sites on 
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which they appear are dominated by colorful imagery of smiling people embodying 
the ideal of “health” or “wellness.” In the context of the vernacular or DIY-like aes-
thetic and approach, however, focus is instead directed to the trope as representing 
a deliberate rejection of conventional ideals. Mental suffering is traditionally associ-
ated with deviancy and stigma, but this particular aesthetic of suffering – made 
possible through participatory as well as commercial elements of digital media – 
seems to reclaim this “otherness,” framing it as a valued part of a sufferer’s identity. 
Suffering, here, may be construed as either good or bad, or both, at the same time. 

 What bearing could the fi ndings of this study have as regards quality of life 
(QOL)? Following Anderson’s ( 2014 ) argument that the reduction of suffering is an 
important factor for improving the QOL, and considering that we see the trope of 
the hunched-over sitting girl as highly normative, our analysis may indicate that the 
use of the image in some contexts could increase suffering. This gendered perfor-
mance includes elements that, according to Anderson, are associated with  mental 
suffering , such as shame and loneliness, and with  social suffering , such as social 
exclusion, incapacitation and disability ( 2014 : 11). If the sitting girl is seen as nor-
mative in terms of how suffering is to be conceptualized, and if these “multiple 
types of suffering occur together”, this may multiply their individual effect rather 
than adding them to one another (ibid., 63). 

 At the same time, the aestheticization of suffering through tropes such as the sit-
ting girl may also help to alleviate suffering, as it provides an opportunity for active 
participation in meaning-making around one’s personal issues. Furthermore, 
through the use of this trope in social media, instances of individualized mental suf-
fering are brought out into the public sphere where they form the basis for collective 
recognition, community building, and social support – factors that may relieve suf-
fering and increase quality of life.     
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    Chapter 27   
 The Neurosociology of Social Rejection 
and Suffering 

             David     D.     Franks    

27.1             What Is Neurosociology? 

 Neurosurgeon Bogen et al. ( 1972 ) fi rst used the term “neurosociology” to refer to 
neuroscience studies that focused on the social aspects of the brain. Shortly after 
that, neuroscientist Brothers ( 1977 ) was the fi rst to succinctly describe our social 
natures and to directly show how neuroscience could fi t in with sociological social 
psychology. (See Brothers  1977 : xii.) Within sociology proper, Jonathan Turner 
( 2000 ) echoes this opinion. Neurosociology has put an end to the old belief that 
there is no such thing as human nature. Human nature is social. Leading social neu-
roscientists Cacioppo and Patrick ( 2008 ) voiced the same conclusion in their book: 
 Loneliness: Human Nature and the Need for Social Connection.  In 2013,  The 
Handbook of Neurosociology  suggested that neurosociology had come of age as a 
fi eld of inquiry (Franks and Turner  2013 ). One could legitimately ask why we need 
neurosociology when there is already a well-developed fi eld of social neuroscience 
that has been developed by cognitive psychologists. Much of the need for two fi elds 
has to do with keeping their distinctive boundaries clear. This does not mean that 
one fi eld needs to reign above the other. As I have argued before (Franks  2010 ) the 
two can be quite useful to each other. The important difference has to do with keep-
ing true to our units of analysis. Sociology is interactional and the focus is on at 
least two people and how they infl uence each other. This is not the case in psychol-
ogy that has to do with the singular person and personality. The two fi elds can actu-
ally compliment each other but it is nonetheless important to keep the boundaries 
between them distinct. 

 Using a shared symbolic language, actors in social interaction can view them-
selves as they think others do and use this to guide their own conduct. This is a 
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distinctive sociological perspective pioneered by Mead ( 1934 ) who had a distinctive 
social theory of the  act , which directly contrasts with deterministic learning theory. 
He saw us as being pulled along by our own anticipations of completing the act. 
Here the person becomes thoroughly social because the other person’s anticipated 
response is incorporated into one’s own developing lines of action. In cognitive 
psychology’s learning theory we are pushed passively into behavior because of 
stimuli outside of the person. It is not a matter of one or the other since role taking 
develops after conditioning and does not preclude the latter. 

 Psychology’s version of role taking is referred to as “theory of mind”. This is not 
a general theory of mentality; it is the actor’s own belief about what is going on in 
the mind of the other. In this perspective, actors operate on their own as do the other 
actors. There is not any necessary focus on an incorporation of the other’s responses 
into one’s own. 

 While neurosociology is necessary to keep these units of analysis separate, the 
two fi elds can also compliment each other.  

27.2     Rene Spitz and the Pain of Infant Social Isolation 

 In the mid-1900s, Rene Spitz published his fi ndings of infants who had been raised 
in two very different kinds of environment (Spitz  1966 ). The fi rst one contained a 
normal social environment where expectant mothers took care of other mother’s 
babies. The other another put such a high priority on medical sanitation that infants 
were deprived of any meaningful contact with adults and each other. While the 
babies fared well in the fi rst environment, the results in the medically sanitized hos-
pital were ironically tragic with literally all the babies psychologically and intel-
lectually impaired for life. One reason for this was that as long as they were isolated 
from the emotional attentions from others they could not grow emotionally them-
selves. Intellectual capacity cannot arise without a fi rm emotional base. 

 Even more disastrous was their psychological condition. All were severely 
depressed and would cry when anything new, including Dr. Spitz himself, came into 
the room. The situation was so bad that despite the rigid sanitation, normal child-
hood diseases ended in unusually high rates of death.  

27.3     One Brain Structure for Both Physical 
and Social Pain: Implications 

 Leslie Brothers ( 1977 ) gave neurosociology strong support by her arguments about 
our thoroughly social nature. Lieberman and Eisenberger ( 2006 ) have called our 
attention to the fact that linguistically and thus metaphorically, we assume that both 
social and physical pain are anatomical processes as when we say, “he broke my 
heart” or “go ahead, eat your heart out”. According to Lieberman ( 2013 ) researchers 
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found that people in fi fteen other countries, including non-European ones, use 
words for physical pain to describe social pain. It is not surprising therefore that 
Lieberman and Eisenberger ( 2006 ) propose that social and physical pain are also 
literally lodged in the brain to the extent that a common brain structure enables both. 
This structure is the cingulate cortex. The upper front of this structure enables phys-
ical pain and the back enables social pain from social rejection or social isolation. 
Social pain is, indeed, actually physical insofar as it is enabled from a physical part 
of the cingulate cortex and the two can be differentiated only cognitively by their 
separate causes. One can locate physical pain specifi cally in their anatomy, but this 
is harder to literally do with social pain. Most “heart-broken” persons would no 
doubt agree. 

 Lieberman and Eisenberger ( 2008 ) follow this by an important statement: “… 
other brain parts than the one making physical and social pain possible may also be 
involved in these feelings”. This is a common occurrence in the brain where inter-
connections are the norm. In this case these parts are the somatosensory cortex, 
insular and the right ventral prefrontal cortex.  

27.4     Our Social Natures as Functional in Evolution 

    Panksepp ( 1998 ) has observed that drugs intended to cure physical pain also worked 
to ease the pain of social isolation. This lead Nelson and Panksepp ( 1998 ) to suggest 
that in evolutionary terms “the social attachment system may have piggybacked 
onto, or developed out of, the physical pain system which has older phylogenetic 
roots than the social pain system” (Lieberman and Eisenberger  2006 : 169). 

 Popular images of early man depict him heroically fi ghting mastodons with long 
spears, but such was not the case. Homo sapiens at that time were lowly scavengers 
and this too had its dangers since all kinds of animals were determined to get their 
share. One of Homo sapiens’ advantages was the ability to get others of his kind to 
cooperate in warding off the other competing parties. Our early social natures were 
most likely utilized here including the ability to read the emotions portrayed in the 
faces of others. See Turner ( 2000 ). 

 An advantage of the human social group in contrast to other species also compet-
ing for food was that hominids could engage in the reciprocity and normative struc-
tures that enabled them to share what they scavenged, even before spoken language 
was available. While other mammals and birds shared food only with their young, 
hominids shared among all members of their group. 

 Macdonald and Leary ( 2005 ) and Leary ( 2007 ) suggest that the brain’s shared 
enablers of physical and social pain were an evolutionary development to aid social 
animals in responding to threats of exclusion. All mammals have cingulated cor-
texes. Mammals that herd are particularly sensitive to isolation because the herd 
protects them, which is critical for their survival. For example, among wild horses 
young colts frequently nip grown horses and like most youngsters, act in inappro-
priate ways. This causes the lead female horse to expel them from the herd. She lets 
him back only if he hangs his head and whimpers at which time she turns to show 
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her broad-side which is a sign he can come back. When he does she watches him 
closely making sure he doesn’t return to his mischief again.  

27.5     The Neurosociology of Physical and Social Pain 

 We have seen that the common seat of physical and social pain in the human brain 
is the cingulate cortex. The top region of the front part of the cingulate cortex seen 
in the blue part of Fig.  27.1  is involved in both physical pain and the social pain of 
rejection, exclusion or ostracism. While these non-physical experiences are undeni-
ably social, they cannot be derived from a cognitive base alone because they are also 
extremely emotional. The top area of the anterior cingulate cortex is associated with 
affective processes of isolation. In spite of the common experience of intensity of 
each kind of pain and the fact that sensory intensity and the subjective are experi-
enced as coming together in pain, there are times when they can be felt as separate 
because they emanate from different brain circuits in the cingulate cortex. At one 
time surgeons treated chronic pain by disabling the anterior cingulate. Patients 
would report that the sensory aspects of the pain continued, but it didn’t seem to 
bother them subjectively.   

27.6     Studies of Social Pain 

 The sensitivity that humans display when exposed to minor cases of social pain 
attest to the depths of our social natures. This result has been demonstrated in 
numerous experiments. For example, in a frequently replicated experiment, Leary 
( 2007 ) found that subjects reported feeling the pain of exclusion after being told that 
they would be working alone because no one in the group wanted to pair up with 
them. Baumeister and DeWall ( 2006 ) told participants that based on their answers 

  Fig. 27.1    Relevant structures of the brain       
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to questionnaires, they would most probably end up alone in life even though they 
presently had numerous friends. Williams and Sommer ( 1997 ) arranged for two 
confederates who were waiting for an experiment to begin, to start throwing a ball 
to each other and include the naïve subject. Then they stopped throwing it to him 
and just threw it to each other. In all these experiments results included lowered self-
esteem for the subjects, increased aggressiveness on their part and increased confor-
mity to group norms. The ball-tossing experiment was then placed on line and called 
“cyberball”. When the subject was informed that the other two players were fi c-
tional they still reported genuine feelings of social pain. 

 Participants who were placed in  f MRI scanners to monitor brain activity showed 
a similar sensitivity to exclusion. In this case (implicit inclusion) persons were 
placed in “hyper scanners.” Here, several persons simultaneously communicate 
with each other in other hyperscanners while their brain activities are recorded. As 
far as this author knows, such scanners exist only at Johns Hopkins University and 
at Virginia Technology’s Carillon Research Institute. Using such scanners, partici-
pants were told that there was some technical diffi culty that meant that they could 
watch, but not throw or catch the ball. This arrangement was such that no normal 
participant could take this exclusion personally. Yet they did experience it person-
ally and it hurt. 

 In the second scan (full social inclusion) participants were told that the technical 
problems were fi xed and they could also play catch with the other two people in 
scanners. For the fi nal hyperscanner study, all participants played catch for 50 % of 
the game, but the other two-hyper scanner confederates excluded them for the rest 
of the game. Participants were then released from the scanners and asked to fi ll out 
a questionnaire assessing the degree of social pain that they experienced. The 
researchers also had the additional information about brain activity. Other brain 
circuits were also involved, but most importantly, the cingulate cortex was strongly 
correlated with the self-reports of social pain. Granted, correlation may not be 
cause, but this strongly implies that a common enabler of both social and physical 
pain is the cingulate cortex.  

27.7     The Ubiquity of Human Isolation 

 Certainly science and poetry are very distinct ways of knowing the world, but they 
both are ways of knowing and can serve as a description of the ubiquity of our fears 
of being alone. In this case, we harken to the words of Thomas Wolfe who wrote 
about what might be called the “painful underbelly” of our social natures. In fearing 
aloneness, the very fear itself makes us its eternal companion.

  Naked and alone we came into exile. In her dark womb we did not know our mother’s face; 
from the prison of her fl esh we come into the unspeakable and incommunicable prison of 
this earth. Which of us has known his brother? Which of us has looked into his father’s 
heart? Which of us has not remained forever prison-pent? Which of us is not forever a 
stranger and alone? (Wolfe  1929 ). 
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   Finally we must consider the extreme contrast in intensity between the pain of 
rejection when research subjects are playing cyberball and the pain experienced by 
an individual upon discovering that his or her lover, who they trusted more than 
anyone one on earth, had betrayed them. A common expression of this intense expe-
rience, applicable also in the death of a loved one, is “I just can’t get my head 
around this”. 

 Such intense cases cannot be available for research purposes, but Meyer et al. 
( 2013 ) found that the emotion of empathy, certainly an example of Anderson’s 
( 2014 ) “interpersonal suffering,” is enabled by the very same brain areas that 
enabled social rejection. They also found that the empathetic pain of watching a 
friend’s exclusion activated the same areas – the dorsal anterior cingulate and the 
insular. This activation was correlated with the self-reported identifi cation with a 
friend. Importantly, this was not the case with strangers, which was a more distant 
type of experience.  

27.8     Conclusions 

 Humans suffer from isolation and exclusion because of the depth to which we are 
social animals. In other words, it is our nature to do so. For those who think we have 
no particular natures and that human behavior is essentially cultural, this may be an 
unwelcome suggestion, but the research fi ndings about the cingulate cortex as the 
common center of both of physical and social pain are too strong to ignore. 
Furthermore I have argued, that this pain is always in the background for us as it is 
for mammals that depend on their herd for their safety. The threats of exclusion and 
isolation cause us discomfort; they range in intensity from the infants in the Spitz 
studies to participants in a pretend game of “cyberball”, but they are important parts 
of being human. They are also important aspects of social control insofar as viola-
tions of that control can led to sanctions and various forms of isolation. Finally, this 
chapter has shown how the new fi eld of neurosociology can shed light on some 
strongly held beliefs about the absence of a human nature. We have also shown how 
neurosociology enlightens us about the reality of social pain based upon empathy 
with close others seen getting rejected socially. These results demonstrate the inten-
sity and ubiquity of this kind of human pain and suffering.     
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    Chapter 28   
 Collaborative Humanitarianism: Information 
Networks that Reduce Suffering 

             Louis-Marie     Ngamassi     Tchouakeu      and     Andrea     H.     Tapia    

28.1             Introduction 

 There is a strong belief among humanitarian organizations that collaboration, coor-
dination and common projects across organizational boundaries lead to more effec-
tive and effi cient service delivery. The benefi ts of organizational coordination and 
collaboration are often accepted as given, and lead to organizational resource allo-
cation and decision-making. However, there is very little evidence that the projects 
actually lead to measureable benefi ts; or, if there is a perceived benefi t, there is no 
evidence as to how collaborative efforts produce this change. Most importantly, 
there is no direct causal link between collaborative efforts and effects of the bottom 
line: reducing human suffering. Not only has this led to a long string of failed col-
laborative efforts and organizational collaborative fatigue, but it has also led to 
unexplained, ad-hoc, successful collaborations. 

 Humanitarians typically defi ne human suffering as physical suffering due to 
physical deprivation (starvation or thirst), disease, or trauma from a disaster or con-
fl ict. Humanitarians attempt to reduce human suffering in two ways: fi rst, through 
acute crisis response and second, through long-term development efforts. Through 
development efforts, humanitarians combat poverty and many of its repercussions 
such as disease, sanitation and food security, with the goals of increasing commu-
nity resilience and capacity while reducing suffering. 
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 This physical defi nition of human suffering has been challenged to grow beyond 
the physical to include suffering caused by social issues such as repressive regimes 
and cultures, war and confl ict. It is even stretched to include a lack of education, 
human rights, freedom and self expression as a cause for pain, distress or suffering. 
Modern humanitarianism struggles to address both the physical and social causes of 
human suffering. 

 This chapter illustrates a few collaborative paths across humanitarian organiza-
tions that eventually lead to a reduction in human suffering. We empirically explore 
the potential benefi ts of inter-organizational humanitarian networks among modern 
humanitarians. Specifi cally, we focus on large networks of organizational represen-
tatives with similar interests in humanitarian information technologies. We study 
the HumanaInfoNet, 1  a network of organizations engaged in humanitarian informa-
tion management and exchange. The United Nation’s Offi ce for the Coordination of 
Humanitarian Affairs (UNOCHA) initiated the HumanaInfoNet to ensure effective 
and timely response to humanitarian disasters. Data were collected through multiple 
sources by a series of three surveys and semi-structured interviews. Our data is 
organized around three themes: Communication to Collaboration, Collaborative 
Projects and Collaborative Principles. We provide implications of our research for 
alleviating human suffering and designing humanitarian inter-organizational 
networks.  

28.2     Modern Humanitarianism 

 The term “humanitarian” is generally associated with operations that seek to allevi-
ate human suffering in the face of crises as diverse as armed confl icts, epidemics, 
famine and natural disasters. These crises often occur in fragile environments char-
acterized by low socio-economic status, sparse infrastructure and political and envi-
ronmental threats. Humanitarian relief efforts are complex responses to emergent 
situations where the facts and challenges on the ground can change rapidly. 

 Not only must modern humanitarians address new challenges in their efforts to 
address human suffering, but they must also work to not cause additional suffering. 
Modern humanitarianism is signifi cantly different than traditional humanitarianism 
in fi ve ways. First, there are a growing number of diverse participants in any 
response. Second, governance of these participants has become decentralized. 
Third, new coalitions, collaborations, and networks of participants have arisen to 
co-deliver response. Fourth, information itself has come to be seen as a basic need/
right in humanitarian action. Fifth, the ways in which humanitarian information is 
collected, shared, and analyzed has changed and continues to change, so response 
organizations must adapt to meet the challenge. These technical changes present 
both opportunities and challenges for those interested in human suffering. On one 
hand, humanitarians may become more effective and effi cient in delivering services 

1   HumanaInfoNet is a pseudonym we use to protect the confi dentiality of the organizations. 
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and goods to those under duress; however, the mechanisms to provide those services 
may also cause additional suffering if not done with care. 

 Modern humanitarianism, while possessing the same goals as traditional human-
itarianism, has been greatly effected by changes in communication and information 
technologies. Organizations that address human suffering often operate in condi-
tions of extreme uncertainty. This uncertainty has many sources, including the spo-
radic nature and lack of warning of certain types of emergencies, and the wide array 
of actors who may respond. This uncertainty increases the need for information, but 
at the same time the amount of operational information during a disaster can be 
overwhelming (Knuth  1999 ). In these circumstances, appropriate technologies and 
networks could make substantial improvements in the alleviation of human 
suffering. 

 According to a report from the UN entitled  Humanitarianism in the Network Age  
(  http://www.unocha.org/hina    ), there has been a fundamental shift in the ability to 
infl uence a response away from capitals and headquarters to the people aid agencies 
aim to assist. The authors argue that the form of the assistance and the providers of 
assistance are all in a state of fl ux due to changing technological infrastructure. 
Today, voluntary and private actors are taking part in humanitarian action at the 
local, national, regional and global levels because of extremely low barriers to entry. 
These new entrants ignore traditional hierarchies and their entrance is seen as 
decentralizing the sector. This decentralization has been seen to create new forms of 
collaboration between NGOs, communities, fi rst responders and local and national 
governments. The widespread use of mobile technologies encourages the victims 
and benefi ciaries to voice their own needs and participate in their own development 
and capacity building.  

28.3     Networked Humanitarianism 

 Humanitarian organizations are increasingly working together through inter- 
organizational structures such as coalitions, alliances, partnerships, and coordina-
tion bodies (Guo and Acar  2005 ; Zhao et al.  2008 ). The international community 
has been putting more efforts into disaster mitigation and humanitarian assistance 
through the use of networks (Zhang et al.  2002 ; UNOCHA  2002 ,  2007a ,  b ). 
Humanitarian inter-organizational networks are seen as a solution to duplication of 
efforts in assistance projects, badly planned and implemented relief efforts, and the 
lack of knowledge among humanitarian organizations on the actual situation in 
which they operate. 

 The benefi ts of inter-organizational collaboration include benefi ts to the indi-
vidual members of the network (e.g. the ability to address shared problems more 
effectively, the potential for cost savings and organizational learning), benefi ts to 
the clients (e.g. victims of disasters), benefi ts to members of the network (e.g. the 
higher quality service or end product) and benefi ts to the community as a whole. 
For Jang and Feiock ( 2007 ), collaboration among nonprofi t organizations has the 
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potential to enhance service to clients. They argue that inter-organizational collabo-
ration is benefi ciary to nonprofi ts because it allows them to share the risks associ-
ated with service production and delivery. Some major challenges involved in 
inter- organizational collaboration in the nonprofi t sector have also been intensively 
documented in the literature (Gazley and Brudney  2007 ; Ngamassi et al.  2011 ; 
Maitland et al.  2009 ). They include loss autonomy, fi nancial instability, diffi culty in 
evaluating organizational results, and opportunity costs from the time and resources 
devoted to collaborative activities. 

 Understanding networks in the fi eld of humanitarian relief can be enhanced by 
considering the content of relationships that exist among organizations. Katz and 
Anheier ( 2005 ) identify the major types of relationships among stakeholders in 
responding to humanitarian disasters. They include information exchange, project 
collaboration, participation in meetings and forums, and joint membership in advo-
cacy coalitions. In the fi eld of humanitarian relief, inter-organizational networks can 
be classifi ed into two types: those oriented to project implementation and those 
oriented to information sharing (Lee  2008 ). The purpose of the implementation 
networks is to implement humanitarian relief projects. Implementation networks 
are activity-focused, project-based networks that rely on partnerships to draw on 
resources such as funding and skills from various partners (Unwin  2005 ). This type 
of network applies more to the fi eld of humanitarian relief since projects are more 
often implemented by numerous project partners. Knowledge-sharing networks, on 
the other hand, are often formed through affi liation to common events such as global 
and regional committees, forums, conferences, and publication activities (Katz and 
Anheier  2005 ). These networks enable organizations to be informed of their part-
ner’s and community’s activities as a whole. The networks investigated in this chap-
ter can be considered as a hybrid between these two types of networks.  

28.4     Research Design 

 This study is part of a larger research effort that examines models of information 
technology and information management collaboration among organizations in the 
humanitarian relief fi eld. Using mixed methods allowed us leverage on both the 
quantitative and the qualitative research techniques. The HumanaInfoNet is spear-
headed by the United Nations Offi ce for the Coordination of Humanitarian Affairs 
(UNOCHA  2002 ,  2007a ,  b ). It is made up of about 300 information technology (IT) 
and IM professionals from roughly 120 international and national organizations 
from the broad humanitarian community. These organizations include nongovern-
mental organizations (NGOs), inter-governmental organizations (IGOs), United 
Nations agencies, private sectors, and academia (See Table  28.1 ). They vary in the 
terms of missions, goals, size, and geographical location.
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   Members of the HumanaInfoNet were selected and brought together by the 
United Nations Offi ce for the Coordination of Humanitarian Affairs (UNOCHA). 
The goals of the HumanaInfoNet were to:

    1.    Promote the use of humanitarian information management principles   
   2.    Disseminate best practices of humanitarian information management   
   3.    Improve the community’s preparedness in humanitarian information management   
   4.    Help organizations/agencies acquire resources   
   5.    Improve the level of professionalization in the fi eld of humanitarian informa-

tion management   
   6.    Foster collaboration on humanitarian information management projects   
   7.    Facilitate sharing of expertise among organizations/agencies   
   8.    Promote humanitarian information sharing   
   9.    Strengthen relationships between organizations/agencies   
   10.    Increase awareness of humanitarian information systems   
   11.    Improve humanitarian information quality     

 We collected data through multiple sources including surveys and interviews. We 
conducted a series of three surveys during October 2007, May 2008, and July 2009. 
For questions concerning the inter-organizational network, survey participants were 
provided with the list of members of the HumanaInfoNet community and were 
asked to identify those with whom they had collaborated on humanitarian projects, 
and those with whom they had communicated for information seeking and/or receiv-
ing. They could also report collaborative relationships with organizations that were 
not members of HumanaInfoNet. We used the answers to this question to generate a 
multidimensional inter-organizational network in which nodes represent organiza-
tions and edges denote the relationship among organizations. Overall, representa-
tives from 56 organizations answered the survey questions. We considered a project 
collaboration linkage to exist between two organizations if a survey participant from 
either of the two organizations reported that the two organizations had collaborated 
on a humanitarian information management project. Similarly, a linkage for com-
munication on advice seeking and/or receiving exited if a survey respondent 
from either of the two organizations reported that one organization had provided or 

 Category  Number of Org.  Percentage (%) 

 Academia  7  5.88 
 Donor  1  0.84 
 Government  7  5.88 
 Governmental Organization  11  9.24 
 Inter-Governmental 
Organization 

 3  2.52 

 Media  8  6.72 
 NGO  37  31.09 
 Networked NGO  11  9.24 
 UN  24  20.17 
 Private sector  10  8.40 

  Table 28.1    Sample 
distribution  
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had received advice from the other. The multi-dimensional inter-organizational net-
work generated was made up of about 200 organizations, some of which were not 
members of HumanaInfoNet. In this chapter, we only include organizations that are 
members of HumanaInfoNet. The total member organizations of the HumanaInfo-
Net reported to be part of a relationship was 119. 

 From September to December 2009, we conducted 19 phone-based semi- 
structured interviews with organizational members of the HumanaInfoNet. Interview 
participants were asked to state the factors that infl uence their organization’s deci-
sion to engage in collaboration with other organizations on humanitarian IM proj-
ects. A subsequent question focusing on the implications of ICTs was also asked. 
Our intent was to supplement the quantitative survey data with a more detailed 
description and explanation of activities in the HumanaInfoNet community. Each 
interview lasted between 45 and 90 min. The majority of questions were taken 
directly from the survey with the intent to maintain a semblance for comparison 
between the surveys and interviews. The interviews were transcribed manually and 
coded both deductively and inductively (Epstein and Martin  2004 ).  

28.5     Data Analysis and Results 

 We analyze and present the data from both the surveys and interviews. This data is 
organized around three themes: Communication to Collaboration, Collaborative 
Projects and Collaborative Principles. We discuss these potential benefi ts to col-
laboration and provide some implications of our research for alleviating human 
suffering and designing humanitarian inter-organizational networks. 

28.5.1     PATH 1: Communication to Collaboration 

 We have found strong evidence that there is a path found in HumanaInfoNet that 
begins by exposing one organization to another, then provides opportunities for 
those organizations to interact around common interests (information management 
in this case). This allows for increased communication, which eventually leads to 
the establishment of collaborative projects. These collaborative projects then have 
the potential to impact human suffering. In a nutshell, the existence of an arena, 
such as a network, in which communication is encouraged across organizational 
boundaries, leads to measureable communication, information exchange and col-
laborative humanitarian efforts. 

 Our subjects acknowledged that communication plays a very important role in 
the formation of collaboration relationships. First, communication often precedes 
collaboration and serves as the basis for establishing the future collaboration rela-
tionship. This is because organizations need to communicate with acquaintances to 
obtain information about different joint project initiatives so that they can identify 
interesting projects and collaborate on them. Second, an organization’s decision on 
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whether or not to collaborate with others on a joint project is mainly based on its 
own evaluation of the project. However, through communication, organizations are 
often able to exert various levels of infl uence on others’ decisions on collaboration. 

 In our study, we analyze two types of relationships between organizations: com-
municating for advice seeking and/or receiving, and project collaboration. In other 
words, we have two one-dimensional undirected networks, each of which indicates 
one type of relationship. An edge in the advising network means the two organiza-
tions have exchanged advice concerning humanitarian policy, technology, data, and 
so on. In the dimension of project collaboration, two organizations are connected by 
an edge if they used to collaborate on humanitarian information management proj-
ects. The project they collaborated on could be joint training of staff members, 
coordinated data collection, or shared database. The degree of a node is the number 
of edges attached to that node. Figures  28.1  and  28.2  show the networks and their 

  Fig. 28.1    ( a ) Inter-organizational advising network; ( b ) Advising network node degree distribution       

  Fig. 28.2    ( a ) Project Collaboration network relationship (The size of a node is proportional to the 
organization’s size). ( b ) Network node degree distribution       
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degree distributions. Table  28.2  summarizes the basic statistics of the two one- 
dimensional networks. The cluster structure depicted in the collaboration network 
(Fig.  28.2 ) highlights the strategic brokerage position that some organizations 
occupy in the network, especially with regard to accessing UN agencies and certain 
Governments.  

   Assortativity describes the tendency of nodes in networks being connected with 
similar nodes. Assortative pattern means nodes tend to connect with those that are 
similar to themselves. For example, sociologists found in social networks that one 
tends to connect with those who are similar to oneself in demographic characteris-
tics, such as age, gender, race, and education (McPherson et al.  2001 ; Kilduff and 
Tsai  2006 ). In other words, assortative patterns emerge from the homophile-based 
network growth. When talking about assortativity for a multi-dimensional network, 
one needs to be aware of the node attribute and what type of relationship the assor-
tativity is based on. Assortativity depends on node attribute because assortativity is 
based on similarity between nodes and similarity can be measured by various node 
attributes. 

 In our study, we use three node attributes. At macro-level, we use the topological 
attribute—the node degree. At micro-level, we use two organizational attributes—
the size and type of an organization. We use the number of staff as a measure of size 
of the organizations. Organizational size should be a scalar attributes. However, 
most of our survey or interview respondents were not the top-level executives of 
those organizations. Many of them did not know the exact number of full-time 
employees in their organizations. Therefore, we had to classify organization sizes 
into categories for them to choose. The fi ve categories were micro (<20 full-time 
employees), small (21–50), medium (51–100), large (101–500), and very large 
(>500). Table  28.3  summarizes the assortativity coeffi cients and errors given by our 
computational analysis. As for organization type, the United Nations provide a clas-
sifi cation scheme. Organizations in the HumanaInfoNet are classifi ed into seven 
types: Academia, Donor, Government, Governmental organization, Inter- 
Governmental organization, Media, Non-governmental Organization (NGO), 
Networked NGO, UN, and Private sector.

 Network 
 Number 
of nodes 

 Number 
of edges 

 Advising   95  574 
 Collaboration  112  851 

   Table 28.3    Assortativity coeffi cients   

 Degree-based 
coeffi cients 

 Size-based 
coeffi cients 

 Type-based 
coeffi cients 

 Advising network  −0.3896 (0.0006)  −0.0196 (0.0005)   0.0009 (0.0003) 
 Collaboration network  −0.4293 (0.0005)  −0.0960 (0.0004)  −0.0105 (0.0004) 

  Corresponding errors are listed in parentheses  

  Table 28.2    Basic statistics of 
the multi- dimensional networks  
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   Degree-based assortativity coeffi cients suggest that the inter-organizational net-
work in the humanitarian sector exhibit disassortative patterns. This is different 
from the degree-based assortative patterns that researchers found in many social 
networks (Newman  2003 ). We believe the degree distributions of the networks may 
have contributed to the disassortativity. In the degree distributions of the two net-
works (Figs.  28.1  and  28.2 ), there are often a large number of nodes with low 
degrees and a small number of nodes with high degrees. However, few nodes have 
medium degrees. This type of polarized distribution has led to the core-peripheral 
structures of the network. 

 The core-peripheral structures suggest that several organizations are very active 
in this network and connect with many other organizations, thus serving as the 
core, or hub, of the network. Meanwhile, most organizations have low degrees, 
mainly connect to high-degree nodes, and are relatively peripheral to the network. 
This structure could potentially be explained by the nature of the community in 
which several general-purpose humanitarian relief organizations, such as Red 
Cross and Red Crescent, interact with many highly specialized organizations. 
Those specialized organizations include humanitarian relief organizations that 
focus on a specifi c humanitarian relief domain, such as providing shelters or pro-
tecting children; humanitarian relief organizations that work in a specifi c geo-
graphical area, such as Sub-Saharan Africa or Mideast; or organizations that 
provide specialized IT services. For example, a humanitarian relief organization 
may seek advice or help from a partner with expertise in landmine-detection geo-
graphic information systems. Further, these specialized organizations are less 
likely to work with one another in the humanitarian relief sector. For instance, the 
chance is relatively low for an organization working mainly in East Europe to col-
laborate with another one that focuses on Latin America. Similarly, a software 
provider may not need to interact with a telecommunication provider for the pur-
pose of humanitarian relief. 

 In addition to the core-peripheral structure identifi ed in the two networks, the 
analysis of the inter-organizational communication and collaboration networks also 
revealed the connection between communication and collaboration. Our assortativ-
ity analysis also suggests that the advising network and the collaboration network 
have similar assortativity patterns. The Quadratic Assignment Procedure correla-
tion (Krackhardt  1988 ) between the two networks also shows that the seeking of 
knowledge and collaborations on humanitarian projects are correlated. The correla-
tion is signifi cant at the .01 level. This structural correlation is corroborated with 
what we heard when interviewing organizations in this community. Advising rela-
tionships often serve as the basis and prerequisites for future collaborations. For 
instance, one participant said:

  There are people and entities we met that we are now discussing with and sharing informa-
tion with just keep in touch at an informal level. I think that is very good for us. Also, with 
the UN being the UN, some institutions are more diffi cult to approach offi cially, or let’s say 
institutionally. While if you have this more ad hoc, loose network where you could exchange 
without it becoming very formal…that is very useful. (Subject 1) 
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28.5.2        PATH 2: Collaborative Projects 

 Collectively, our research suggests that projects serve as a primary method of col-
laboration within humanitarian networks (see Maldonado et al.  2009 ; Maitland and 
Tapia  2007 ; Maitland et al.  2009 ; Saab et al.  2008 ). Here we analyze the formation 
of projects. Examples of actual projects formed are: a multi-organizational effort to 
create a common assessment tool for post-disaster damage and needs, a multi- 
organizational agreement to collectively buy, use, appropriate and share satellite 
access and imagery in the fi eld, and the multi-organizational deployment of a device 
and system to collect, monitor and analyze health data from remote communities 
participating in maternal-child health and food security programs. All of these proj-
ects have the potential to impact human suffering. 

 Approximately 85 % (84.21 %) of the interviewees discussed the effectiveness 
of HumanaInfoNet with regards to establishing new collaborative projects, and hav-
ing those projects align with their organizational goals of reducing human suffering. 
More specifi cally, as illustrated in the following quotes from the interview data, 
HumanaInfoNet was reported to be very effective in strengthening relationships 
between organizations and agencies by promoting the use of humanitarian informa-
tion management project creation. Survey participants commented on this:

  Subject 11: “So I would say the HumanaInfoNet was one of the events that promoted actual 
projects among different partners.” 

 Subject 8: “I would say that there have been more information related projects and initiatives 
in the last two years, and, so, I mean, I think it encouraged information related projects.” 

   Our analysis of the HumanaInfoNet data suggests an important role for sharing 
and pooling projects during the process of collaboration in humanitarian information 
management and exchange. There are two collaboration projects: sharing projects 
and pooling projects. Sharing projects refers to a collaboration mechanism in which 
the network facilitates some access to resources outside the project boundaries but 
inside the network. Pooling projects refers to a collaboration mechanism used by the 
network to facilitate some collective access to resources outside the boundaries of 
the organizations. Access to informational resources (e.g. large database) appears to 
have positive implications for the numbers of organizations interested in participat-
ing in multi-organizational projects. When project teams are created across organiza-
tions as the case in the HumanaInfoNet, the role of the participant or member (as an 
IT technician, an IS manager, or a CIO) may be instrumental in allowing projects to 
form quickly. These projects may then lead to further collaboration.  

28.5.3     PATH 3: Collaborative Principles 

 The members of HumanaInfoNet initiated a large, network-wide collaborative 
project—the creation of a set of common principles and standards for information 
management, ratifying them as a whole body, and sending them to each member 
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organization. The full list of principles is below (Table  28.4 ). While several of the 
principles deal directly with information management with the intent of improving 
information quality, accuracy, and interoperability, several others can be seen to 

   Table 28.4    Principles of humanitarian information management and exchange   

 Principle  Description 

 Accessibility  Humanitarian information and data should be made accessible to all 
humanitarian actors by applying easy-to-use formats and by translating 
information into common or local languages when necessary. Information and 
data for humanitarian purposes should be made widely available through a 
variety of online and offl ine distribution channels including the media 

 Inclusiveness  Information management and exchange should be based on a system of 
collaboration, partnership and sharing with a high degree of participation and 
ownership by multiple stakeholders, especially representatives of the affected 
population 

 Inter-operability  All sharable data and information should be made available in formats that 
can be easily retrieved, shared and used by humanitarian organizations 

 Accountability  Users must be able to evaluate the reliability and credibility of data and 
information by knowing its source. Information providers should be responsible 
to their partners and stakeholders for the content they publish and disseminate 

 Verifi ability  Information should be accurate, consistent and based on sound 
methodologies, validated by external sources, and analyzed within the proper 
contextual framework 

 Relevance  Information should be practical, fl exible, responsive, and driven by operational 
needs in support of decision-making throughout all phases of a crisis 

 Objectivity  Information managers should consult a variety of sources when collecting and 
analyzing information so as to provide varied and balanced perspectives for 
addressing problems and recommending solutions 

 Humanity  Information should never be used to distort, to mislead or to cause harm to 
affected or at-risk populations, and should respect the dignity of victims 

 Timeliness  Humanitarian information should be collected, analyzed and disseminated 
effi ciently, and must be kept current 

 Sustainability  Humanitarian information and data should be preserved, cataloged and 
archived so that it can be retrieved for future use, such as for preparedness, 
analysis, lessons learned and evaluation 

 Reliability  Users must be able to evaluate the reliability and credibility of data and 
information by knowing its source and method of collection. Collection 
methods should adhere to global standards where they exist to support and 
reinforce credibility. Reliability is a prerequisite for ensuring validity and 
verifi ability 

 Reciprocity  Information exchange should be a benefi cial two-way process between the 
affected communities and the humanitarian community, including affected 
governments 

 Confi dentiality  The processing of any personal data shall not be done without the prior explicit 
description of its purpose and will only be done for that purpose. Suffi cient 
safeguards must be put in place to protect personal data against loss, 
unauthorized processing and other misuse. If sensitive information is publicly 
disclosed, the sources of such information will not be released when there is a 
reasonable risk that doing so will affect the security or integrity of these sources 
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deal more directly with alleviating human suffering. One can argue that better reli-
ability, verifi ability, accountability and accessibility may have implications for 
alleviating human suffering indirectly down the line in that they may allow organi-
zations to make better decisions based on better data. For example, as organiza-
tions collect data about the effectiveness of their development projects, they can 
make mid- course changes in near real time that allow for better distribution of 
medicine and food to maternal-child health care and food security programs. 
Through careful data collection and monitoring of child health care statistics, out-
breaks of waterborne diseases and malnutrition can be identifi ed early and 
addressed, reducing current and future suffering for the mother, child and the com-
munity as a whole.

   However, there are four principles that are more direct: inclusiveness, humanity, 
reciprocity and confi dentiality. These provide direct benefi ts to suffering popula-
tions if employed. All four of these principles see information as a valuable asset 
that should not be simply taken from affected populations. Information as an asset 
should be controlled by its producers, shared with knowledge, used for the good of 
its originators and carefully managed as not to cause additional suffering. 
Mismanaged, stolen and sold information can cause human suffering. While infor-
mation security and privacy is not often seen as an issue related to human suffering, 
there are many cases in which mishandled information collected by humanitarians 
could cause pain and duress. For example, in certain developing parts of the world, 
certain health-related data might carry a stigma that could result in public shaming, 
imprisonment, or physical punishment. Being HIV positive, and publically identi-
fi ed as such, carries the potential for signifi cant human suffering. Being pregnant 
and lawfully unwed is information that, if exposed by a careless humanitarian 
worker, could lead to additional suffering for entire families and communities. 

 In addition, in war and confl ict zones, where humanitarians often fi nd them-
selves delivering services, exposed demographic information on certain popula-
tions could be used by political factions to retaliate against warring parties. Human 
suffering could be increased by the exposure of rebel forces receiving aid from 
humanitarians. 

 Lastly, much of the developing world has leapfrogged over the land-lined and 
wired telecommunications world. Mobile phones have become a core tool in con-
ducting social and economic interaction. Mobile wallets, mobile banking and 
micropayments are a growing infrastructure among developing nations. This mobile 
infrastructure, while growing, is still fragile and easily damaged by careless expo-
sure of economic and social information by humanitarians. For example, in several 
projects supported by the World Bank that included the development of robust 
mobile banking efforts, data was collected by evaluation teams to understand the 
saving behavior of participants. Mobile phone numbers, bank account numbers, 
demographic information and savings amounts were gathered from participants. 
The data was not secured and there were several incursion attempts by online preda-
tors. While the data was eventually secured before damage was caused, if it had not 
been, the participants could have lost all the funds they had carefully saved, and 
additional human suffering could have been caused. 

L.-M.N. Tchouakeu and A.H. Tapia



379

 The HumanaInfoNet held a series of conferences and workshops organized by 
UNOCHA. The series began in 2002 as a meeting of humanitarian information 
management professionals and was followed by a series of regional meetings 
intended to bring humanitarian information management principles and best prac-
tices to a wider range of humanitarian organizations. In particular, to bring together 
practitioners in the fi eld, as opposed to only headquarters staff. The second meeting 
of the HumanaInfoNet was held in October 2007 and included 3 days of working 
group meetings designed to update the principles and best practices and identify an 
agenda for further development of humanitarian information management (HIM). 

 One of the objectives of the interviews was to assess the penetration of the prin-
ciples of the HumanaInfoNet to the community as a whole. We asked the interview 
participants about how the HumanaInfoNet has spread to and been employed by the 
humanitarian community as a whole. The vast majority expressed highly positive 
opinions on the HumanaInfoNet’s use by the community. They believed the 
HumanaInfoNet principles were used by the community in two ways: promoting 
the use of humanitarian information management principles and dissemination of 
best practices, and fostering collaboration on humanitarian information manage-
ment projects. A couple of our participants responded:

  Subject 15: “I think the event was mostly successful in coming to an agreement among the 
various actors on certain standards for use of information in humanitarian response.” 

 Subject 8: “I think the development of the principles was useful. I think that just the work-
ing groups to address certain issues was…I think documenting the information manage-
ment principles and the actual document itself that came out of the symposium I think was 
useful in terms of the issues of humanitarian information management.” 

   The principles of humanitarian information management and exchange agreed 
upon by the members of HumanaInfoNet serve as the central backbone of this net-
work. As humanitarian information gains recognition and purpose, these principles 
help to promote humanitarian objectives and foster trust and accountability among 
organizations. Collecting and sharing timely, reliable and accurate information dur-
ing a crisis is critical to improving humanitarian response, maximizing resources 
and minimizing human suffering.   

28.6     Discussion and Implications 

 Modern humanitarianism is experiencing challenges to the methods it has tradition-
ally used to address human suffering. There are more and more diverse participants 
in any response, and governance of these participants has become decentralized. 
New coalitions, collaborations and networks of participants have arisen to co- 
deliver response. Information itself has come to be seen as a basic need or right in 
humanitarian action. The ways in which humanitarian information is collected, 
shared, and analyzed has changed and continues to change, and response organiza-
tions must adapt to meet the challenge. 
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 In this new humanitarian space, we focus on a single large network of partici-
pants. Through our research we fi nd that the participants in the network communi-
cate with each other more, which leads to collaborative projects. One of these 
network-wide collaborative projects is the creation of a set of guiding principles for 
humanitarian information management. Projects like this, among others, create a 
wider, shared sense of values that considers information as a basic right, and recog-
nizes the potential for information and information management to either cause 
additional suffering or alleviate suffering. 

 Projects are important. Collectively, our research suggests that projects serve as 
a primary method of collaboration within humanitarian networks (see Maldonado 
et al.  2009 ; Maitland and Tapia  2007 ; Maitland et al.  2009 ; Saab et al.  2008 ). 
Projects play a role in establishing collaborative relations among organizations 
(Menger  1999 ). Projects are governed by networks of relationships rather than tra-
ditional organizational hierarchies and well-established administrative routines 
(Powell  1990 ). Further, Bechky ( 2006 ) argues that these temporary organizations, 
or projects, lead to collaboration mechanisms between traditional organizations. 

 Our study has some implications with regards to designing effective inter- 
organizational networks in the humanitarian relief fi eld. Organizational members of 
a network must strive to keep multiple types of connections with other members. 
Multiplexity can be measured at the individual network member level and at the 
level of the whole network. A high degree of multiplexity of a member indicates 
high interaction of the member in a network, and signifi es less liability to disruption 
of single relationships. A member with a large number of multiplex relations is 
expected to have a high potential of mobilizing different resources and information 
through these relations. Effective networks might have a majority of network mem-
bers connected through two or more different types of relationships. In this case, 
multiplexity will be high, refl ecting commitments among network members to one 
another through multiple activities. 

 Information is seen as a basic right, and thus needs to be treated as su--otected 
and secured, shared when lacking, and exposed when practices are abused. For 
example, benefi ciaries must be guaranteed that their health information, especially 
if social damaging if exposed, will be kept secure. Women who are being treated for 
an unplanned pregnancy, a venereal disease, mental health problems or HIV would 
suffer more if information about their condition was carelessly leaked by the 
humanitarians who were offering her care, In other cases, receiving aid of any kind 
might threaten the status of a male member of the community who might punish his 
female family members who sought out aid from the humanitarian workers. 
Exposure of the names of those who seek benefi ts might again cause additional suf-
fering. In confl ict zones, humanitarians must be especially careful with information 
on divided populations so that political retaliation does not cause additional human 
suffering due to mismanaged data. Human suffering is decreased when benefi ciaries 
are given access to and control of their personal information, information about the 
health and status of their community, and information about the actions taken on 
their behalf, as well as the effectiveness of those actions. Benefi ciaries should know 
if a project or program has been effective at treating human suffering. Data collected 
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by program staff about projects should be evaluated and shared with the community 
so that the community might continue successful practices on their own, sustain 
programs, and further alleviate human suffering.  

28.7     Conclusion 

 Barnett ( 2005 ) has identifi ed increasing politicization and institutionalization as 
two threats to modern humanitarianism that may derail efforts to address human 
suffering. Institutionalization or professionalization suggests that with time, organi-
zational goals tend to shift toward ends that ensure organizational survival, and may 
not necessarily be in the best interest of the benefi ciary constituents (Benini  1999 ). 
Politicization of humanitarianism threatens the overarching principles of neutrality, 
independence, consent and impartiality in that they are challenged by complex 
emergencies, confl ict, war, and governmental interference. Donor intervention and 
manipulation may also pose threats to neutrality and independence. Even though 
organizations may voice the desire to remain neutral and apolitical, actions such as 
the promotion of democracy, human rights, peace-building and women’s rights are 
political in themselves, and challenge the apolitical stance. 

 Both of these tendencies toward politicization and institutionalization could lead 
modern humanitarianism toward stability of organization and funding, but at the 
cost of reduced service to benefi ciaries, fewer lives saved, and less of an impact on 
reducing human suffering. 

 Despite the pressure to institutionalize and politicize, humanitarian networks 
may hold the key to allowing organizations to benefi t from professional networks 
without sacrifi cing principles or effectiveness. We argue that humanitarian networks 
provide some elements of institutionalization and professionalization, such as 
 stability, shared risk, sets of principles, best practices and codes of ethics, and sets 
of standards. Humanitarian networks provide for increased communication between 
organizations, which lead to more collaborative action through more collaborative 
projects. More collaborative projects increase the strength and stability of the net-
work and the value of the network to individual members. 

 Humanitarian networks also address the politicization of the humanitarian arena, 
especially in addressing the data collection imperative. The network provides best 
practices and examples of ethical data collection practices that address both upwards 
and downwards accountability. The network provides examples of data manage-
ment, privacy and security practices for benefi ciary data. 

 Humanitarian organizations have a variety of information gathering and process-
ing requirements, derived in part from the need for organizational accountability 
and learning. These requirements necessitate information gathering from benefi cia-
ries. The information is subsequently used to demonstrate adherence to donor- 
specifi ed requirements and ideally to help improve subsequent program designs. 
More and more data is being taken and moved from benefi ciaries and the fi eld to 
headquarters. This has strong implications for ethics, privacy and the empowerment 
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of benefi ciaries. As organizations gather more data, the question must be asked: 
“how can this data also be seen as a social good, benefi tting those communities and 
individuals from which it was produced?” 

 Several of the principles created by the HumanaInfoNet network directly 
addressed this tension, specifi cally reciprocity, addressing downward accountability 
and confi dentiality, the ethical treatment of such data. Credible and independent 
information is a crucial and indispensable part of humanitarian assistance and alle-
viating suffering. Without communicating with and collecting data from the very 
people relief organizations are seeking to help, they run the risk of seriously under-
mining what they are setting out to achieve. It is therefore vital for humanitarian 
organizations to maintain a strong sense of professional ethics at every stage of 
humanitarian information management. Ensuring quality requires the development 
of, and adherence to, standards for information collection, exchange, security, attri-
bution and use. 

 Networks of humanitarian organizations as discussed in this paper have the 
potential to address human suffering at a high magnitude through the creation of 
common, collaborative projects and more effective and effi cient service delivery. 
Better humanitarian service delivery has the potential to improve and save lives. 
While the suffering caused by the mismanagement of data gathered by humanitari-
ans is not of the same magnitude as suffering caused by fl oods, poverty and confl ict, 
it nonetheless can add insult to injury if humanitarians cause additional suffering to 
those they seek to help.     
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    Chapter 29   
 A New Method for Measuring and Analyzing 
Suffering: Comparing Suffering Patterns 
in Italian Society 

             Marco     Fattore      and     Filomena     Maggino    

29.1             Introduction 

 The dimensions of human suffering are different; they are related to different human 
physical and psychological aspects and refer to different life domains. The psycho-
logical aspect of suffering can be observed through different lens, among which the 
subjective well-being/ill-being can represent one of the most meaningful. 1  Self- 
perception is, in fact, a key element in one’s own personal life and may strongly 
contribute to personal happiness and overall life satisfaction, particularly in a 
“beyond GDP (Gross Domestic Product)” perspective. In this chapter, we thus 
adopt the subjective point of view and perform a fi rst study of subjective suffering 
in Italy across the beginning of the global economic crisis. 

1   For a deepened dissertation of suffering, its conceptual implications, multidimensionality, and 
relationship with other subjective and individual characteristics, refer to Anderson ( 2014 ) and 
Lelkes ( 2013 ). 
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29.1.1     Defi ning Subjective Well-Being 

 One of the most accepted and adopted defi nitions of  subjective well-being  conceives 
it as a composite construct described by two distinct components, cognitive and 
affective (Diener  1984 ). The  cognitive component  is related to the process through 
which each individual retrospectively evaluates (in terms of “satisfaction”) her/his 
own life, as a whole or in different domains. The subjective evaluation is made by 
taking into account personal standards (expectations, desires, ideals, experiences, 
etc.). Consequently, the level of satisfaction is expressed as a function of the reached 
objectives, fulfi lled ambitions, comparing ideals, experiences, other persons… In 
other words, satisfaction with life is the result of a cognitive process, allowing the 
individual to evaluate her/his present situation with reference to  standards  (Nuvolati 
 2002 ) individually defi ned. 

 The affective component refers to the emotions experienced by individuals dur-
ing their daily lives and relates to the individuals’ present situation. The emotions 
can be positive ( pleasant affects ) or negative ( unpleasant affects ), which are consid-
ered conceptually distinct and infl uenced by different variables (Bradburn  1969 ; 
Diener and Emmons  1984 ; Argyle  1987 ). Observing this component is particularly 
important because it allows obtaining information about the temperamental struc-
ture used by each individual in facing everyday life. According to some authors, 
such as Veenhoven, affects’ determinants are universal and consequently not pro-
duced by individual response-styles or cultural differences. 

 The combination of the two components allows subjective well-being to be 
assessed. Summarizing, the concept of subjective well-being can be framed through 
the following dimensions:

    1.    “cognitive” dimension:

•    satisfaction with life as a whole;  
•   satisfaction with different life domains;      

   2.    “affective” dimension:

•    positive  affect  (happiness, serenity, etc.);  
•   negative  affect  (concern, anxiety, stress, etc.);  
•    affect  related to particular situations or activities (family, work, etc.).         

29.1.2     Observing Subjective Well-Being: Life Domains 

 Life satisfaction, as well as other relevant concepts and dimensions, has to be 
assessed and observed within each  life domain . Life domains represent segments of 
reality in which fundamental concepts should be observed, monitored, and assessed. 
Typically, domains refer to households and families, income and standard of living, 
housing, health, transport, environment, leisure and culture, social security, crime 
and safety, education, labor market, working conditions, and so on. Generally, the 
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differences concern the importance assigned to each domain. Actually, a shared list 
of domains and their priorities and importance does not exist, also because the list 
depends strictly on value judgments, valid and acceptable in a certain place and/or 
time (Noll  2004 ). 

 However, numerous scholars noticed that many domains recur in empirical stud-
ies (Felce and Perry  1995 ; Nuvolati  1997 ; Johansson  2002 ; Stiglitz et al.  2009 ), 
highlighting how human conditions lead individuals to face challenges that are 
common all over the world and that require collective solutions. In other words, 
even though different life domains can be identifi ed, a core group of them really 
characterizes human lives, and through them, well-being can be observed. This 
could suggest that, while discomfort in specifi c domains is not crucial and can be 
compensated by well-being in others, suffering in some domains, such as health, 
economics, family and friendship, can turn out to be crucial for subjective well- 
being. Observing different combinations of well-being/ill-being levels in those 
domains can reveal different patterns and intensity of suffering and of risk of suffer-
ing. Monitoring the incidence across time of such combinations allows the com-
munity’s conditions to be assessed especially during diffi cult moments, like the 
economic crisis. The observing and monitoring exercise should take into account 
that, as several scholars asserted recently (Diener  2000 ; Veenhoven  2004 ), what 
really regulates the intensity of subjective suffering and explains variability in sub-
jective well-being is inequality, which represents an important additional indicator. 
So the analysis of what are the patterns of “suffering” and how they are changing 
over time should represent a crucial interest not only at scientifi c level. 

 The aim of this contribution is twofold. On one hand, we want to outline the 
features and the recent dynamics of suffering in Italy, comparing data from year 
2007 and data from year 2010. Has the global crisis had an effect on the level of 
suffering in Italy? Are there any geographical differences in the distribution and 
patterns of suffering? Is there evidence of divergent paths across territorial areas or 
social groups? On the other hand, we want to pursue this goal, introducing and 
applying an innovative data analysis methodology, drawing on the concepts of par-
tial order and partially ordered sets. The methodology may be applied to suffering 
evaluation and, more generally, to well-being evaluation, when available data are of 
a multidimensional ordinal kind. 

 The chapter is organized as follows: Sect.  29.2  describes the datasets used in the 
analysis. Section  29.3  provides some basic defi nitions of partial order theory and 
outlines the data analysis methodology. Section  29.4  develops the analysis of suffer-
ing data and presents the results of the study. Section  29.5  concludes.   

29.2      The Data 

 The analysis is based on data from the “Multipurpose survey about families: aspects 
of daily life”, held annually by the Italian National Statistical Bureau. The survey 
investigates a number of different aspects of daily life at individual and familiar 
level. Here, we consider subjective data pertaining to satisfaction on one’s own 
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economic status, health, family relationships, and friendship. In the original dataset, 
satisfaction is expressed on a 4-degree scale: 1 – “very”, 2 – “enough”, 3 – “little” 
and 4 – “not at all.” In the following analysis, scores have been reversed, so that 1 
stands for “not at all” and 4 stands for “very.” To get an insight of the temporal 
evolution of the self-perception of well-being, we consider data from both 2007 and 
2010, so as to assess suffering levels and patterns before and after the beginning of 
the global economic crisis. We consider data at national and macro-regional level. 
We also take into account sex, so as to be able to analyze data for men and women 
separately. In both years considered, the number of records in the datasets is about 
48,000; of these, about 14 % have missing data. Since they do not appear to be 
systematic with reference to both sex and territorial areas, we simply deleted non- 
complete records from our analysis. Computations have been performed using the 
programming language R and the package PARSEC (Fattore and Arcagni  2014 ).  

29.3       Partially Ordered Sets and the Suffering 
Evaluation Procedure 

 When dealing with multidimensional ordinal data, classical statistical evaluation 
procedures, based on score aggregation, cannot be pursued. A different mathemati-
cal language is needed, namely partial order theory. We thus give some essential 
defi nitions pertaining to partially ordered sets and provide an outline of the evalua-
tion procedure employed in suffering assessment. We limit ourselves to the very 
basic concepts. Interested readers can fi nd a more comprehensive introduction to 
partial orders and to the evaluation procedure in Davey and Priestley ( 2002 ), Fattore 
( 2014 ), Fattore and Maggino ( 2014 ), Fattore et al. ( 2011a ,  b ,  2012 ). 

 We introduce basic partial order concepts through a simplifi ed example. Let  v  
and  w  be two ordinal variables, on a four-degree and a three-degree scale respec-
tively, coded as 1, 2, 3, 4, and 1, 2, 3 (notice that these are not numbers, but just 
symbols). Suppose to collect data on  v  and  w  jointly, on a statistical population. 
Each statistical unit is assigned a pair ( x,y ), where  x  may assume degree 1, 2, 3 or 4 
and  y  may assume degree 1, 2, 3. The pair ( x , y ) is called a  profi le . There are 12 
possible profi les and to each of them the number of statistical units sharing it 
(its  frequency ) is assigned. In a natural way we can, for example, compare and order 
profi le (4,2) and profi le (3,1), stating that the fi rst is greater than the second, since it 
is greater on both components. But we cannot order profi les (2,1) and (1,3), since 
the fi rst is smaller than the second on the second component, but it is greater on the 
fi rst. In practice, not any pair of profi les built on  v  and  w  can be unambiguously 
compared and ordered, due to “confl icting” scores. The set P of 12 profi les built on 
 v  and  w  is in fact a  partially ordered set  (or a  poset , for short). We can depict poset 
P in a simple way, by means of a Hasse diagram (Fig.  29.1 ). The diagram is to be 
read from top to bottom. Each node represents a profi le. If profi le  p  is greater than 
profi le  q , and there are no other profi les between  p  and  q , than node  p  is put above 
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node  q  and an edge is drawn from the former to the latter. By transitivity, comparable 
nodes are linked by downward/upward sequences of edges.  

 A partial order where any two elements are comparable is called a  linear order  
or a  complete order . A subset of a poset that is a linear order is called a  chain . At the 
opposite, a subset of a poset such that any two distinct elements are incomparable is 
called an  antichain . Consider now node 22. The set of elements equal to or smaller 
than 22, i.e. profi les 22, 21, 12 and 11, constitutes the  downset  of 22. Similarly, the 
set of profi les 22, 32, 23, 42, 43, i.e. the set of elements greater than or equal to 22, 
constitutes the  upset  of 22. A profi le belonging neither to the downset nor to the 
upset of 22 belongs to the  incomparability set  of 22.  Extending  a poset means 
turning some incomparabilities into comparabilities (i.e. enlarging the subset of 
elements that can be compared). If all the incomparabilities of a poset are turned 
into comparabilities, one gets a so-called  linear extension , that is an extension that 
is also a complete order (see Figs.  29.2  and  29.3  for some examples of these 
concepts). A simple but fundamental result of partial order theory states that the 
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set S of all possible linear extensions of a (fi nite) poset characterizes the poset itself, 
i.e. different posets have different sets of linear extensions and given the set of linear 
extensions of a poset, one can reconstruct it.   

 Why are posets useful for suffering evaluation? The evaluation process is based 
on multidimensional ordinal information. Aggregation approaches, leading to clas-
sical composite indicators, cannot be applied, since ordinal scores are not numbers. 
Satisfaction/suffering profi les (sequences of satisfaction scores) are instead 
naturally described as a partially ordered set, so that synthetic suffering scores can 
be computed avoiding aggregative/compensative procedures. We describe the 
evaluation methodology as a step-by-step procedure in the following. 

  Step 1. Construction of the Satisfaction Poset     To build the satisfaction poset, it 
is suffi cient to apply the following partial ordering criterion to satisfaction profi les: 
let  p  = (p 1 ,…, p k ) and  q  = (q 1 ,…,q k ) be two satisfaction profi les on k ordinal 
 attributes  (in our study, k =4). We put  p    q  if and only if p i   q i  for each i =1,…, k. 
We put  p  <  q  if  p    q  and there is at least an index j such that p j  < q j . With this defi ni-
tion, the set of satisfaction profi les becomes a partially ordered set. The chosen 
partial order simply states that statistical unit  a  is more satisfi ed than statistical unit 
 b  if  a  (i.e. its profi le) is satisfi ed not less than  b  on each attribute and more than  b  on 
at least one attribute.  

  Step 2. Threshold Selection     Some profi les in the satisfaction poset may indeed 
represent unhappy or suffering situations. Due to multidimensionality, however, it is 
unlikely that a yes/no classifi cation is effective. Some profi les could in fact repre-
sent, at different degrees, “partially” suffering confi gurations. Our aim is to assign a 
suffering score (possibly 0) to each profi le in the satisfaction poset, identifying to 
what degree a profi le may be considered as a suffering one. Since there is no natural 
scale against which to assess satisfaction and suffering, we address this identifi ca-
tion problem as a multidimensional comparison issue. In practice, a set of suffering 
profi les that can be considered “on the edge” of suffering have to be exogenously 
identifi ed, similarly to the threshold specifi cation in classical monetary poverty 
studies. All of the other satisfaction profi les are then compared to the threshold, 
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as described in Step 3, to get a suffering degree. Due to multidimensionality, more 
than one profi le may be “on the edge” of suffering; the suffering threshold is in fact 
an antichain of satisfaction profi les, describing alternative suffering patterns.  

  Step 3. Suffering Degree Evaluation     Differently from the unidimensional case, 
due to partial ordering not any suffering profi le may be unambiguously compared 
with the elements of the threshold. A profi le whose scores are worse (in a satisfac-
tion perspective) than those of an element of the threshold, represents a suffering 
condition (since it is “worse” than a “suffering profi le”). But in many cases, ambi-
guities arise and some profi les cannot be classifi ed as below or above elements of 
the threshold, due to confl icting scores. Suffering identifi cation must account for 
such ambiguities. In practice, an identifi cation function  Idn ( · ) is to be defi ned 
such that: 

•     elements of the threshold are scored 1 by  Idn  (i.e., they are classifi ed as suffering 
profi les);  

•   profi les below an element of the threshold in the satisfaction poset are similarly 
scored 1 by  Idn ;  

•   profi les above  any  element of the threshold are scored 0 by  Idn  (i.e. they are clas-
sifi ed as “non-suffering” profi les, since they represent situation that are better 
than any suffering patterns identifi ed in the threshold);  

•   all other profi les are scored by  Idn  in (0,1) (i.e. they are scored as “ambiguously” 
suffering profi les).     

 To operationally defi ne the identifi cation function  Idn , we start by considering 
the set S of linear extensions of the satisfaction poset. In a linear extension (which 
is, in practice, a complete ranking of profi les), a profi le is either above or below 
(or coincide with) a profi le of the threshold and thus can be unambiguously identifi ed  
as a “suffering profi le” or a “non-suffering profi le”. Thus, on a linear extension one 
can defi ne a 0–1 identifi cation function assigning value 1 to profi les classifi ed as 
“suffering” and 0 to all of the others. In different linear extensions, profi les classi-
fi ed as “suffering” are different (only profi les in the downset of the suffering thresh-
old are scored 1 in each linear extension and only profi les in the intersection of the 
upsets of threshold profi les are always scored 0). All of the other profi les are scored 
differently on different linear extensions (see Fig.  29.4  for a simple example).  

 As a result, counting the proportion of linear extensions where a profi le is scored 
1, one gets a non-linear identifi cation function assigning suffering values in [0,1] to 
satisfaction profi les. Notice that fi nal numerical scores are directly assigned to pro-
fi les, without any preliminary transformation of ordinal degrees into numerical 
scores and without any aggregative procedure. The poset approach to suffering 
evaluation is, in a sense, a counting approach, but unlike other counting methodolo-
gies (Alkire and Foster  2011 ; Cerioli and Zani  1990 ), we count over linear exten-
sions and not over satisfaction attributes. This leads to a much more effective way 
of exploiting the informative power of the data, as revealed by comparing the iden-
tifi cation function computed by the poset-based methodology (see Fig.  29.5 ), to the 
analogous functions computed in classical counting procedures, which are usually 
0–1 functions or at most linear functions.  
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 Once the identifi cation function has been computed, each statistical unit is 
assigned the score of the profi le he/she shares, getting a distribution of suffering 
scores over the population. Usual statistical indicators can then be computed to 
build a synthetic picture of the data. 

 Two fi nal remarks are in order. First, in general terms, the evaluation  methodology 
is designed for multidimensional ordinal data, which often arise from qualitative 
and subjective judgments. At the same time, the methodology is mathematically 
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consistent and rigorous. So it may be seen as a formal way, based on “the mathematics 
of ordinal data,” to treat qualitative information. Secondly, the methodology is 
descriptive in nature, in the spirit of other approaches to social measurement 
(e.g. that of Alkire and Foster  2011 ). Nevertheless, extending it in inferential terms 
is an important step and represents a major direction for future research.  

29.4      Subjective Suffering in Italy Before and Within 
the Economic Crisis 

 In Italy, the (generically called) “crisis” and its consequences are inextricably inter-
twined with some historical, distinctive and often problematic features of the Italian 
institutional and socio-economic asset. Offi cial regional fi gures reveal a complex 
pattern composed of different socio-economic territorial entities, coexisting within 
the same national context and moving on different and divergent paths. This is 
confi rmed also by the following suffering analysis. 

29.4.1     Suffering Score Computation 

 To make the analysis as clear as possible, we apply the poset-based evaluation 
methodology step by step. 

  Step 1. Construction of the Satisfaction Poset     With four ordinal attributes, 256 
subjective satisfaction profi les may be generated; each of them corresponds to a 
confi guration of satisfactions, i.e. to a sequence of four ordered symbols chosen in 
the set {1, 2, 3, 4}. Partially ordering the set of profi les as outlined in Sect.  29.3 , one 
gets the satisfaction poset. To each node, the percentage of statistical units sharing 
the corresponding profi les is associated, separately for year 2007 and year 2010.  

  Step 2. Threshold Selection     The second and more delicate step is the selection of 
the suffering threshold. Suffering is a multidimensional experience; as such, many 
different suffering patterns may exist and more than one pattern may represent the 
“edge” between non-suffering and suffering profi les.  

 Identifying thresholds is always a diffi cult task, even in unidimensional studies; 
a task that should be performed according to a shared process, based on declared 
criteria. Here we select a threshold based on some basic considerations, briefl y 
exposed in the Introduction, so as to show how the methodology can be put to work. 
We consider the economic and health attributes as the most relevant and specify the 
threshold as composed of two profi les, namely 2232 and 2223 (the fi rst digit refers 
to the economic situation; the second to health; the third to family and the fourth to 
friendship). In practice to be considered as “unambiguously suffering,” a profi le 
must comprise at least three attributes scored “little,” two of which must pertain to 
economy and health, and the fourth attribute cannot be scored higher than “enough.” 
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It may be argued that this choice is rather strong, in that three attributes out of four 
must be unsatisfactorily scored. In fact, our aim is to identify relevant suffering 
situations. Notice that the threshold is not a function of the frequency distribution. 
In this sense we are assuming an “absolute” assessment perspective, rather than 
a “relative” one. Consistently with this remark, the threshold is the same for 
both years. 

  Step 3. Suffering Degree Evaluation     The computation of the identifi cation func-
tion would require listing all the linear extensions of the satisfaction poset. This is 
computationally unfeasible, due to their extremely huge number. In practice, one 
samples from the set of linear extensions using the Bubley-Dyer algorithm (Bubley 
and Dyer  1999 ). In this study, we sampled 5 · 10 8  linear extensions, using the R 
package PARSEC (Fattore and Arcagni  2014 ). Computing the identifi cation func-
tion, each satisfaction profi le (i.e. each node in the Hasse diagram) gets a score in 
[0,1], which can be interpreted as the degree of suffering of the profi le. Ordering 
profi les according to increasing suffering scores, one obtains the graph of the iden-
tifi cation function, as depicted in Fig.  29.5 .  

 As expected, the identifi cation function assumes values between 0 and 1, repro-
ducing the nuances and vagueness of multidimensional suffering. Only profi les in 
the downset of the threshold are scored 1; similarly, only profi les in the intersection 
of the upsets of elements of the threshold are scored 0. All of the other profi les are 
scored strictly higher than 0 and strictly lower than 1. Notice also that profi le scores 
do not lie on a straight line; the graph shows clusters of profi les scored similarly and 
might somehow remind one of a sigmoid shape. This reveals the existence of “non- 
linearities” that would not be accounted for properly, by aggregative or counting 
approaches. Notice also that the identifi cation function does not primarily measure 
the intensity of suffering, but the degree of membership of a profi le to the set of 
suffering profi les, identifi ed by the threshold. From this point of view, it is a truly 
fuzzy measure of suffering. 

 Given the identifi cation function, one can then proceed to computing synthetic 
indicators for years 2007 and 2010. In this concise study, we mainly consider two 
suffering measures. The fi rst is the average identifi cation score over the population 
(or subpopulations), here called  overall suffering level , which is analogous of the 
Head Count Ratio adopted in classical poverty studies. However, here we are not 
simply counting the proportion of “suffering people” but the “average degree of 
membership” of individuals to the class of suffering individuals. So the average 
identifi cation suffering score must be interpreted as the “relative amount of suffer-
ing in the population.” The second indicator, here called  specifi c suffering level , is 
the average identifi cation score restricted to individuals with a non-null suffering 
degree. It is simply the average degree of membership to the suffering group, 
excluding non-suffering people. High values of the specifi c suffering level reveal 
that suffering people are likely to be “really suffering,” i.e. to suffer globally from 
the different perspectives implied by the selected threshold. When this occurs, one 
can state that the population is somehow split into two groups: “completely suffer-
ing” and “completely non-suffering” people. As it will be seen in the following, this 
is partly the situation of Italy.  
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29.4.2     Data Analysis and Interpretation 

 Main results for years 2007 and 2010 are listed in Tables  29.1 ,  29.2 , and  29.3 . 
The average suffering score in 2007 is 0.102, basically the same as in 2010 (0.101); 
in practice, the fuzzy Head Count Ratio is about 10 %. In both years, Italian 
population  appears polarized in two groups. In fact, about 90 % of the population 

   Table 29.1    Overall and specifi c suffering levels at national and macro-regional scale, for years 
2007 and 2010   

 Suffering level 

 2007  2010 

 Region  Overall  Specifi c  Overall  Specifi c 

  Italy    0.102    0.410    0.101    0.405  
 North-West  0.080  0.364  0.083  0.377 
 North-East  0.077  0.359  0.079  0.366 
 Centre  0.099  0.427  0.100  0.399 
 South  0.132  0.445  0.132  0.440 
 Islands  0.144  0.450  0.128  0.439 

   Table 29.2    Overall suffering levels for males and females at national and macro-regional scale, 
for years 2007 and 2010   

 Overall suffering level 

 2007  2010 

 Region  Males  Females  Males  Females 

  Italy   0. 086    0.117    0.088    0.115  
 North-West  0.065  0.094  0.075  0.091 
 North-East  0.065  0.089  0.068  0.088 
 Center  0.087  0.110  0.081  0.117 
 South  0.107  0.154  0.112  0.150 
 Islands  0.130  0.156  0.113  0.142 

   Table 29.3    Specifi c suffering levels for males and females at national and macro-regional scale, 
for years 2007 and 2010   

 Specifi c suffering level 

 2007  2010 

 Region  Males  Females  Males  Females 

  Italy   0. 384    0.423    0.378    0.427  
 North-West  0.336  0.386  0.356  0.394 
 North-East  0.336  0.376  0.338  0.390 
 Centre  0.414  0.437  0.358  0.431 
 South  0.404  0.477  0.419  0.456 
 Islands  0.440  0.458  0.414  0.460 
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has a suffering degree smaller than 0.2, while the remaining 10 % has a suffering 
degree greater than 0.6. Focusing only on the subpopulation of statistical units with 
a non-zero suffering score, the average suffering degree increases to 0.410 in 2007 
and to just a little bit less in 2010 (0.405). These reveal that those who suffer in some 
aspects of their life are quite “globally” suffering.

     At territorial level, we consider fi ve big geographic areas, or macro-regions, 
namely North-West (Lombardy, Piemonte, Valle d’Aosta, Liguria, Emilia- 
Romagna), North-East (Veneto, Trentino Alto-Adige, Friuli-Venezia Giulia), Centre 
(Tuscany, Marche, Lazio, Umbria), South (Abruzzo, Molise, Campania, Basilicata, 
Puglia, Calabria) and Islands (Sicily and Sardinia). Both levels, overall and specifi c, 
increase moving from the north to the south of Italy, showing that, as suffering 
spreads, it becomes also more “global.” The existence of a “north-south” axis in 
socio-economic performances is a historical feature of the Italian situation. Here we 
have evidence that the same holds for subjective suffering. 

 Besides territorial differences, suffering level worsens when comparing males to 
females. At national level, in 2007 males have an average suffering level equal to 
0.086, while for females it is 0.117. Also, the specifi c average suffering level is 
greater for females (0.429) than for males (0.384). The divergence between male 
and female suffering levels is a common feature of Italian macro-regions, particu-
larly in the South region, where the spread between males and females is almost 5 
percentage points (males: 0.107; females: 0.154) and the specifi c suffering level 
ranges from 0.404 (males) to 0.477 (females). On the whole, the maximum overall 
suffering spread is between males in North-West and North-East (0.065), and 
females in the Islands (0.156). Analogously, the maximum specifi c suffering spread 
is between males in North-West and North-East (0.336) and females in the South 
(0.477). The same pattern repeats 3 years later. In 2010, male average suffering is 
0.088, while for females it equals 0.120. Similarly, male specifi c suffering level is 
0.378, while the female one is 0.427. This feature can be again invariably observed 
in each of the territorial areas under consideration. On the whole, the maximum 
spread of overall suffering level across Italy in 2010 may be observed between 
males in the North-East (0.068) and females in the South (0.150): a difference of 
more than 8 percentage points compared to an average national level equal to 0.101. 
Again, an even wider spread exists when specifi c suffering level is considered, rang-
ing from 0.338 for males in the North-West, to 0.460 for females in the Islands 
macro-region. 

 Comparing data pertaining to 2007 and 2010, we notice that suffering levels and 
patterns are quite similar. The fi rst year of the crisis does not seem to have much 
affected the subjective quality-of-life perception. But looking at the results, some 
interesting hints emerge. One can see that suffering levels (overall and specifi c) 
slightly increase over time in the northern macro-regions and slightly decrease in 
the southern macro-regions. These fi gures may be affected by approximations, due 
to the sampling of linear extensions, but on the whole they suggest unexpected 
dynamics. Why regions that historically perform better than the others show an 
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increase in subjective suffering, while the latter do not? Might life-styles matter, in 
this respect? Perhaps some people living in more “developed” regions and big city 
areas are more affected by possible changes in their daily life and expectations than 
people from medium and small cities, living in a better environment. Is there any 
immigration process of suffering people from the south to the north? Many hypoth-
eses can be made, but more robust statistical evidence is needed for fi nal conclu-
sions. In any case, these fi rst results suggest interesting research paths to be explored 
using new waves of the multipurpose survey.   

29.5      Conclusion 

 In this chapter, we have outlined a new methodology to address synthetic evaluation 
of multidimensional suffering and well-being in general, based on ordinal data. 

 Evaluation is addressed as a benchmark problem where incomparabilities 
between subjective satisfaction profi les play a central role, leading to fuzzy suffer-
ing measures. The methodology proves effective in accounting for nuances and 
subtleties of suffering evaluation, overcoming the limitations of composite indicator 
and classical counting procedures. The chapter has focused on subjective suffering 
in Italy before and just after the beginning of the socio-economic crisis, comparing 
years 2007 and 2010. Four subjective life satisfaction ordinal attributes have been 
considered, namely satisfaction pertaining to one’s own economic status, health, 
familiar, and friendship relationships. Data have been extracted from the 
“Multipurpose survey on families, aspects of daily life,” held by the Italian National 
Bureau of Statistics on a yearly basis. 

 The aim of the study has been to stress the relevance of subjective data about 
well-being and suffering and to introduce and spread a new and alternative evalua-
tion methodology to the social scientifi c community. To ease computations and 
exposition, a limited number of attributes and covariates have been selected. 
Notwithstanding this, some interesting results have been obtained and deserve fur-
ther research. In both years considered, data show the existence of two axes of 
increasing suffering: north-south and male-female. Moreover, there is some evi-
dence suggesting that the crisis may worsen the self-perception of people in areas 
that are more developed from an economic point of view. This is revealed by both 
overall suffering level and specifi c suffering level. 

 We cannot here deepen the analysis and fi nd out the “mechanism” behind this 
fact. What neatly emerges, however, is the complexity and subtlety of suffering that 
eludes trivial interpretations and requires more sophisticated “observational tools,” 
that is, statistical procedures capable to capture its fundamental features. In this 
respect, the poset-based evaluation methodology applied in this study seems effec-
tive and opens new possibilities of describing and understanding such a complex 
social issue.     
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    Chapter 30   
 Hurricane Katrina, Family Trouble, 
and the Micro-politics of Suffering 

             Ara     Francis      and     Daina     Cheyenne     Harvey    

30.1             Introduction 

   He learned that just as there is no condition in which man can be happy and absolutely free, 
so there is no condition in which he need be unhappy and not free. He had learned that there 
is a limit to suffering and a limit to freedom, and that these limits are not far away; that the 
person in a bed of roses with one crumpled petal suffered as keenly as he suffered now, 
sleeping on bare damp earth with one side of him freezing as the other got warm; that in the 
old days as he had put on his tight dancing-shoes he had been just as uncomfortable as he 
was now, walking on bare feet that were covered with sores.—Tolstoy,  War and Peace  

 Recently, social scientists have picked up the early work of those who pioneered the 
study of suffering (Bourdieu  1999 ; Cassell  1982 ; Kleinman  1995 ) and have begun 
to treat it not as a secondary phenomenon that accompanies particular social condi-
tions, but as a topic in its own right (Anderson  2014 ; Auyero and Swistun  2009a ,  b ; 
Francis  2012 ; Harvey  2012 ; Smith  2011 ; Wilkinson  2005 , and Chap.   10     this volume). 
Many of this volume’s contributors are responsible for that initial effort and have 
laid important groundwork for a distinctly social orientation to the study of human 
woe. In our chapter, we continue this effort by examining one set of intellectual and 
ethical dilemmas that current scholars stand to inherit, at least in part, from previous 
research. Drawing from two separate studies, one on the survivors of Hurricane 
Katrina and the other on middle-class parents whose children have a wide array of 
problems, we highlight a problematic gap between scholarly and self-referential 
claims to suffering. We also raise diffi cult questions about the relationship between 
suffering and social stratifi cation. To what extent should studies of social suffering 
include the experiences of privileged people who claim to suffer but whose hard-
ships might seem comparatively trivial? Moreover, how should we conceptualize 
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the experiences of marginalized people who appear to suffer but who are reluctant 
to identify themselves in such terms? 

 By addressing these questions, we call attention to the micro-politics of suffering 
and scholars’ participation in the construction of what constitutes legitimate dis-
tress. By micro-politics we are not referring to state politics or public policy, though 
the politics of small-scale interaction shape and are shaped by macro-level politics. 
Rather, we are concerned with people’s interpretations of suffering in dyadic and 
small group contexts and the dynamics of power and inequality that inform those 
interpretations (Clark  1997 ; Emerson and Messinger  1977 ). Likewise we note that 
the knowledge we produce as academics often contributes to constructions of whose 
suffering “counts.” For better or worse, scholars of suffering operate as “moral gate-
keepers” who bring attention to some cases of hardship and not others (Clark  1997 : 
269). 

 This piece also allows us to consider what scholars might gain from comparing 
the lived experiences of seemingly disparate groups of sufferers. Analyzing stories 
from the Lower Ninth Ward alongside those of the Berkeley Hills raises interesting 
questions about the role of symbolic and material resources in people’s willingness 
to identify themselves as suffering. Furthermore, it highlights how strongly previ-
ous experiences and expectations for the future shape people’s interpretation of 
tragic events. In the end, we suggest that it is possible for studies of suffering to 
encompass all cases of human distress, even those of privileged groups, while at the 
same time tailoring assertions about remediation to fi t each case. However, doing so 
requires us to be explicitly refl exive about the moral and political assumptions that 
underpin our own research.  

30.2     Two Cases of Sorrow 

30.2.1     Middle-Class Family Trouble 

 Steve and Marie Davis live in a family-oriented suburb just outside of Berkeley, 
California. Nestled in a valley surrounded by rolling green hills, the town is idyllic. 
It is also expensive, home to a lot of affl uent professionals who commute into the 
city. Steve works as a stock trader, Marie as a bank manager. Their three daughters, 
now 17, 20, and 24 years old, attended public schools and received excellent educa-
tions. Indeed, their local school district is considered one of the best in the region. 
The couple feels very much at home and well-connected in their small community. 
Marie, especially, has made quite a few friends over the years by being involved in 
her daughters’ schools, sports, and other extracurricular activities. Steve is a college 
football fan and attends games at Stanford with his daughters and friends. By most 
accounts, this couple embodies the imagined “good life” in the late-modern United 
States. They are, without a doubt, some of the most materially fortunate people in 
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the world. Yet I met them 6 months after they discovered that their youngest 
 daughter, Margo, is a cocaine addict. At that time, they were suffering. 

 Margo had always been one to push the boundaries, her parents explained, at 
least more so than her sisters. But Steve and Marie had never been particularly 
strict with their children, and Margo had never gotten herself into any real trou-
ble. The best athlete of the family, she was a competitive swimmer and had 
played water polo with the same group of girls since grade school. Her parents 
knew that she drank on the weekends but didn’t know how much. Everything 
started to change during Margo’s senior year of high school. She became moody 
and unpredictable. Despite her longstanding hopes of playing water polo at the 
collegiate level, she suddenly hated everyone on her team and wanted to quit. 
Then, one night in the midst of an argument with Marie, Margo locked herself 
into the bathroom and cut her wrists with a pair of scissors. As the ambulance 
carried her away from the house, she confessed to the EMT that she had become 
a daily cocaine user. 

 Overwhelmed by sadness, Steve and Marie cried on and off during our 3-hour 
conversation. In the months following their daughter’s hospitalization, they lost 
countless hours of work and sleep. Marie had been so heartsick during the fi rst week 
that she hadn’t been able to eat. They came to see their daughter as someone who 
had been under a tremendous amount of pressure and in a great deal of pain. “No 
17-year-old kid should  ever  have to go through that,” Steve said. His sadness was 
tinged with uncertainty and fear. They were waiting for Margo to return from a 
therapeutic boarding school in Utah, and they had no idea what would happen when 
she came home. “Here’s a kid that’s supposed to go off to college next September, 
[and] we don’t know if that’s gonna happen, okay?” 

 I spent 2 years talking with parents like Steve and Marie, middle and upper 
middle- class mothers and fathers who identifi ed their children as having signifi cant 
problems. The problems themselves were variable, including learning and develop-
mental disabilities, genetic and neurological disorders, mental health problems, 
substance addictions, and delinquency. What parents shared, however, was pro-
found social psychological turmoil marked by feelings of anxiety, guilt, and grief. 

 These parents raise important questions about how we, as scholars, should con-
ceive of privileged hardship. Do people like Steve and Marie  suffer , or do they “suf-
fer”? The former (italicized) word suggests that they have something in common 
with other sufferers, while the latter implies that their woes, however salient they 
might feel, are too negligible to constitute what we normally see as suffering. Of 
course, quotation marks also hint at the relative, constructed nature of all human 
experience. All situations, social constructionists argue, are rendered meaningful 
through language, and even suffering is a cultural product. From this point of view, 
the quotes are not meant to suggest that parents’ suffering is fraudulent; on the con-
trary, their suffering is real, precisely because they identify and treat it as such. 
Insofar as this argument pertains to privileged and marginalized groups alike, 
shouldn’t we conceptualize all suffering as suffering?  
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30.2.2     Katrina Catastrophe 

 Ms. Henrietta pointed to the abandoned homes of her neighbors. The house across 
the street, which Ms. Henrietta spent hours staring at each day as she sat on her 
porch, listed to one side, only half of it visible from behind nearly ten feet of over-
grown grass and stringy trees that popped up everywhere after Katrina. The other 
two, a brick house and a shotgun on the other side of the street, had neat, trimmed 
lawns, but neither of their former occupants had returned since being forced to 
evacuate. Their belongings sat inside, covered in a toxic coating of silt, waiting on 
their owners. 

 I fi rst met Ms. Henrietta in 2010, more than 5 years after Hurricane Katrina and 
the federal levee failures had decimated the Lower Ninth Ward. I lived in the Ninth 
Ward for a little over 14 months, working with a consortium of nonprofi ts, commu-
nity groups, and neighborhood associations to help rebuild the neighborhood. From 
April 2010 to June 2011, I attended close to 200 community and neighborhood 
meetings, formally interviewed 38 residents of the Lower Ninth, and informally 
spoke to hundreds more. I worked on large-scale community projects and was fre-
quently called on for smaller things, such as replanting a garden or helping paint a 
room. For the most part I worked with a nonprofi t, lowernine.org, and helped rebuild 
houses—like Ms. Henrietta’s neighbors. 

 Ms. Henrietta had spent the last 4 days watching a group of us work on a house 
down the street—a complete rebuild. On the fi rst day she watched curiously from 
her front porch. On the second she ventured out into the street. By the fourth day she 
came over into the yard and spoke with us. She had a few small jobs she wanted to 
know if we could attend to. For the next 3 days I worked at Ms. Henrietta’s house, 
fi xing her doorbell and a sewage leak under her house. While always guarded, we 
eventually spent most of a day talking on her porch. In addition to talking about her 
long-gone neighbors, she told me how much her life had changed since her home 
had been fl ooded 5 years earlier. 

 Ms. Henrietta used to spend most of her days checking in on her neighbors, 
walking down Egania toward Claiborne. She would spend hours talking with friends 
on their porches, exchanging pleasantries with any passer-by, and welcoming folks 
into her home for coffee and gossip. Five years later she barely left her yard. After 
spending a few days watching me ride my bicycle through the neighborhood and 
walk down the streets, she said she worried about my safety. She no longer wel-
comed anyone into her home for fear they might carelessly tell others how well she 
was doing. 

 On the last day we spoke she told me her “Katrina Story.” She had evacuated 
with her daughter and granddaughter and had returned to fi nd most of her posses-
sions gone and her home covered in mud. She had insurance and a bit of money 
given to her from the Road Home Program—a program administered by the 
U.S. Department of Housing and Urban Development to assist homeowners in 
rebuilding their homes. A contractor approached her and told her if she would write 
a check to him for half of the rebuilding estimate, she could move to the top of the 
rebuild list. Wincing as she told me this, she motioned the sending off of the check. 
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The contractor never returned; she lost $20,000. She told me of long walks while 
she stayed with her daughter; she regularly passed a gun shop. One day she ventured 
inside and held a handgun, thinking of the contractors who stole her money. She told 
me what she thought it would be like to kill them. Weeping, she told me she was 
glad she didn’t do anything drastic. And yet Ms. Henrietta refused to see herself as 
someone who was suffering. She would explain how people living down the street 
were suffering; people living elsewhere in the neighborhood, south of Claiborne or 
around Florida, were suffering, but not her. 

 New Orleans’ Lower Ninth Ward, where Ms. Henrietta lived, was ground zero 
for Hurricane Katrina and the federal levee failures. One hundred percent of the 
homes were declared uninhabitable by the EPA, and close to half of all the fatalities 
there were neighbors and family members. More than 5 years later, there was no 
police or fi re station, no grocery store, no health clinic, and only one school where 
before there had been seven. Only one in four residents had returned. The murder 
rate post-Katrina was creeping up to where it had been when, in the 1980s, the 
Lower Ninth had the unfortunate moniker of the murder capital of the murder capi-
tal (Landphair  2007 ). 

 Ms. Henrietta was suffering and yet she refused to see herself as someone who 
suffers. She described particular neighbors as suffering and assumed others in the 
community suffered, and yet like for many others in the Lower Ninth Ward, for Ms. 
Henrietta suffering existed elsewhere. In the 14 months I lived in the Ninth Ward, I 
met many residents like Ms. Henrietta. Residents either blamed themselves for what 
happened in the immediate or long-term aftermath, empathized with disaster vic-
tims elsewhere and thus discounted their own experiences, or simply refused to see 
the effects of Hurricane Katrina as extraordinary or exceptional, as if Katrina and 
the destruction of their community was simply to be expected, part of a larger pat-
tern and hence normal. 

 The questions raised by residents of the Lower Ninth Ward and by troubled par-
ents are both conceptual and political. What is suffering? Whose suffering counts? 
However strong the constructionist position, placing quotes around or questioning 
the indignities borne by Ms. Henrietta is a tricky proposition. We take her suffering 
for granted and assume that deconstructing it would diminish it. 

 A critical analysis of Steve and Marie’s suffering seems more palatable, not 
because of the quality of their experiences, but because they occupy a position of 
relative privilege. Yet, neither of these assessments aligns with how these individu-
als make sense of their own circumstances. When taking account of others’ suffer-
ing, how do we strike an analytical balance between objective conditions and 
subjective experiences?   

30.3     The Micro-politics of Suffering 

 To say that someone is suffering, or to denote a structural or social condition as 
causing suffering, is a moral act. And while these moral dealings are infl uenced by 
macro-level politics, small group interactions are often where the rubber meets the 
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proverbial road. Hence, while politics suffuse social life at multiple levels, people 
serve their own interests by exercising power over others in dyadic and small group 
interactions. Scholars of micro-politics point out that suffering is necessarily about 
making moral and political claims. This is because asserting that something is 
wrong or that someone is suffering suggests that remediation is called for (Emerson 
and Messinger  1977 ). Moral questions about responsibility are central to remedia-
tion: Who is at fault? Who is obligated to help? Such questions are tightly bound to 
dynamics of power and inequality, particularly in our late-modern, neoliberal con-
text where people are often assumed to be responsible for their own suffering (Wolf 
 2011 ). Suffering can confer vulnerability and potentially mark someone as a social 
liability. Moreover, sympathy can render the sufferer indebted to those who display 
concern (Clark  1997 ). 

 The contentiousness of claims of suffering played out in interesting ways when 
news outlets featured stories about the fi nancial woes of affl uent families following 
the 2008 economic downturn. In an online piece titled, “Don’t Think the 1 % Aren’t 
Suffering Too (True, Not Satire),” one reporter wrote about fi nanciers who could no 
longer afford home renovations, children’s private educations, or extravagant vaca-
tions (Abelson  2012 ). In a similar vein, the  New York Times  ran a piece on a family 
whose sole breadwinner lost his job as a technology analyst for a Manhattan invest-
ment fi rm. Now earning $150,000 per year instead of the $800,000 they’d grown 
accustomed to, the couple had to cut back on childcare and travel expenses, and they 
argued frequently about how to further curb their spending (Tyre  2009 ). Readers 
had strong, sometimes vitriolic responses to these pieces. In the readers’ comments 
section beneath the fi rst segment, someone posted: “This reads like propaganda for 
a pity the rich campaign. Seriously? […] you poor, suffering things. I’m sure you’ll 
fi gure out how to steal the difference back from those less fortunate than you, you 
soulless, absolutely deluded, empty machines.” Similarly,  New York Times  journalist 
Judith Warner ( 2009 ) criticized her paper’s attention to wealthy families’ woes: 
“Wealthy families may be downsizing somewhat, but many others are living right 
on the edge […] So let’s make sure we remember who’s really suffering.” 

 When it comes to the relationship of suffering to social stratifi cation, scholars in 
sociology and anthropology focus largely on marginalized groups. Given our disci-
plines’ critical attention to social inequality and stratifi cation, it makes sense that we 
would foreground the experiences of those who are, from Warner’s point of view, 
“really” suffering. This focus serves an important political purpose, but we worry 
that by narrowing our attention in this way, we are unable to fully theorize the role 
of symbolic and material resources in the lived experience of suffering. We also 
miss out on an important opportunity to create an analytical space in which to con-
sider the positive aspects of human suffering and the resources that people need in 
order to suffer meaningfully and with dignity. 

 It is essential to place people’s own sense-making at the center of scholarly anal-
ysis. The failure to do so risks a misrecognition of suffering. For example, many 
residents of New Orleans, particularly in the long-term aftermath, suffered from the 
same “Katrina Fatigue” (Peek  2012 ) as did folks elsewhere. They similarly did not 
want to talk about, think about, or see the effects of Hurricane Katrina. They simply 
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wanted it to be over. They wanted to move on. While most residents of the Lower 
Ninth Ward, where only a quarter of the population had returned, were nonetheless 
still dealing with the aftermath of Katrina 6 years after their neighborhood fl ooded 
(see Harvey, this volume), there were residents there who sought to minimize the 
suffering attributed to them and claimed by other members of the community. Here 
the past, present, and future were joined as a seamless experience of exploitation 
and trouble. 

 Many of Ms. Henrietta’s neighbors likewise did not see themselves as sufferers. 
As a resident of the Lower Ninth Ward remarked after being asked about the after-
math of Katrina immediately after the BP oil disaster and an explosion at a nearby 
petro-chemical plant that covered the neighborhood in toxic pollution, “That ain’t 
nothing, we use to it.” Another resident said of Daina’s disbelief of how the explo-
sion at the petro-chemical plant was being perceived by residents, “just wait till 
tomorrow.” The resident was not implying that eventually others would come to 
understand the potential for toxic suffering (Auyero and Swistun  2009a ) caused by 
the explosion and dusting, but that they had already made sense of it and were wait-
ing for something worse to happen in the near future. An 80-year-old woman, whom 
Daina met at a potluck dinner at her house, summarized the effect of Katrina in her 
newly rebuilt kitchen by exclaiming, “Yeah, she messed up my yard!” 

 Andre, a 70-year old former Black Panther, reminded Daina that while Katrina 
may have had life lessons for some, for those whose life already held similar les-
sons, Katrina was simply “one more obstacle, one more road block.” And Betty, 
who was almost 90 and trying to repaint her kitchen, said Katrina was “just one 
more thing on my plate.” These comments seem shocking, especially in light of 
Andre still being without his home and Betty, whose home was being rebuilt, was 
nonetheless far from living in it. While many of Ms. Henrietta’s neighbors would 
disagree with their neighbors, many others made similar comments. 

 Ms. Henrietta and the others present a problem for portraying suffering—mainly 
that they claim to be outside of the frame. While they would say that their neighbors 
who were living in similar conditions were suffering, they equated suffering with 
claiming a status of victim and were reluctant to do so. Being someone who suffers 
meant being someone who was still in the process of recovering from or attributing 
meaning to the aftermath of Hurricane Katrina. 

 Ms. Henrietta and the others likewise did not want to be seen as sufferers because 
they did not want to be understood or identifi ed as a social problem. For them, 
Hurricane Katrina and the federal levee failures represented a turning point for their 
community, one in which they could alter their futures by becoming agents for 
social change rather than waiting for change to occur. For them, then, talking about 
suffering seemed accusatory; it was as if they had not done enough or were failing 
their community. Likewise, suffering for residents of the Lower Ninth Ward was a 
normative state (see Chap.   20     by Harvey in this volume). They could scarcely 
remember a time their community was not in peril; distinguishing between pre- and 
post-Katrina problems was diffi cult. 

 For the residents of the Lower Ninth Ward, suffering, while quite evident to 
the casual tourist or volunteer, needs to be voiced and acknowledged by others. 
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It has to be placed into the realm of suffering by the other. Neoliberalism, history, 
race, pride, culture—all prevent residents from acknowledging their particular 
suffering while nonetheless seeing it elsewhere. Suffering in the Lower Ninth 
can only be placed into a micro-politics of suffering by interrogating how resi-
dents attribute (and perhaps more importantly how they  fail  to attribute) meaning 
to suffering. 

 In contrast with residents of the Lower Ninth Ward, privileged parents like Steve 
and Marie laid claim to their suffering quite directly. Many women and men cried 
openly when talking about children’s problems and used words like “devastation” 
and “trauma” to describe what had happened to them and their families. Tim, whose 
son was diagnosed with a genetic condition when he was just 2 years old, recalled 
how shattered and adrift he felt when doctors told him his child would never be 
more capable than a 10-year-old. “… [it] burns your life to the ground in a fi gurative 
sense,” he said. “I just didn’t understand why this had happened and why it had been 
laid on us…” 

 Parents’ suffering had an embodied quality. In addition to talking about the acute 
upheaval of sleeping and eating habits, some parents described a slow deterioration 
of health over time as anxiety, sadness, and intensive caretaking wore away at their 
bodies. Lauren has twin 10-year-old daughters with Pervasive Developmental 
Delays and, as a result, has been very active in the local special-needs community. 
When I met her for breakfast, she approached the restaurant leaning heavily on a 
cane. Her degenerative arthritis had spun out of control because she didn’t have time 
to take care of herself. “…You can make yourself sick over this,” she said, “and I’ve 
made myself sick over it.” 

 These parents’ troubles might seem small when measured against those of the 
residents of the Lower Ninth Ward, but in our child-centered era, where middle- 
class parents premise large swaths of personal life upon raising “normal,” “healthy” 
children, their losses are real and salient (Francis  2012 ). A father named Seth 
explained how his children are his life. “Everything else, you can buy a new car, a 
new house, who cares? All that stuff. Your kids, that’s the one thing, that’s the most 
important thing. So if something is really wrong, signifi cantly wrong … there’s no 
worse trouble in our family than kid trouble.” Seth and his wife were crushed when 
their 14-year-old daughter ran away from home and was living on the streets. Seth 
tried to convey how painful it was to drive his daughter, against her will, to an out-
of- state therapeutic boarding school. “It was the hardest day of my life. Everything 
else paled in comparison. I’ve never done anything before or since that was a tenth 
as diffi cult for me.” 

 Several parents echoed Seth’s sentiment that managing and making sense of chil-
dren’s problems was the most diffi cult thing they’d ever experienced. Relative to the 
residents of the Lower Ninth Ward, many of whom had biographies characterized 
by oppression and disruption, the middle-class parents I interviewed had led privi-
leged lives. Most had homes, college educations, and white-collar jobs that posi-
tioned them fi rmly among the American middle class. Thus, children’s problems 
were a clear  departure  from what participants were accustomed to. Their suffering, 
it seemed, was proportional to their unmet expectations. 
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 Parents also had little to lose by narrating their own experiences in terms of hard-
ship and woe. Yes, some people saw them as “bad parents” and blamed them for 
children’s problems; here, neoliberalism casts its shadow over privileged and mar-
ginalized groups alike. However, unlike Ms. Henrietta, the parents I talked to were 
fl uent in a psychotherapeutic language of loss and grief. In the worlds they occu-
pied, articulating emotion and embracing one’s own pain is the mark of a “healthy” 
person. The failure to do so signifi es “denial” and, possibly, psychological “dys-
function.” The women I interviewed promoted this view. Many had sought counsel-
ing for how to cope with children’s problems, and they sometimes encouraged their 
spouses to grieve openly for the loss of the “normal” child. Bill, whose 16-year-old 
son has a seizure disorder and developmental disabilities, explained, “I didn’t 
understand the grief cycle for a long time. My wife had some counseling help … 
and she kept saying, ‘You’ve gotta grieve. You’ve gotta grieve…’ and it wasn’t until 
I heard it three and four and fi ve times that I fi nally said, ‘Oh, I understand it now. 
Yeah, okay.’” 

 Thus, parents’ willingness to embrace the discourse of suffering makes sense in 
light of their perceived losses, relatively privileged biographies, and adherence to an 
emotional culture that prizes the ability to embrace and express one’s grief. To ana-
lyze their experiences through the lens of suffering is political insofar as it recog-
nizes their deep sorrow and designates them as deserving of sympathy. Such an 
analysis also invites comparisons with marginalized groups, such as the residents of 
the Lower Ninth Ward. Nonetheless, to place quotation marks around parents’ feel-
ings of woe would be, in our view, to misunderstand suffering. This is not to suggest 
that their suffering is somehow proportionate—or disproportionate—to that of other 
groups. Rather, our argument is that any analysis of suffering must take into account 
how people experience and narrate their own hardship. Though social location  must  
inform our analysis, marginality and privilege cannot by themselves guide our 
assertions about who suffers.  

30.4     Conclusion 

 In this chapter we sought to begin a conversation with those who wish to take up a 
study of social suffering. It was not our intention to exhaust the political ramifi ca-
tions of suffering. We merely wished to use two very different case studies to under-
score common problems in studying suffering:  What is suffering? Whose suffering 
counts?  The contrast between Hurricane Katrina victims and the middle-class par-
ents of problem children highlight a set of dilemmas associated with the relation-
ship of suffering to social interaction and also the gap between scholarly and 
self-referential claims to suffering. 

 To be sure there are many other ethical dilemmas in the study of social suffering. 
First and foremost, social suffering is experienced differently in various parts of the 
world. While our two cases are very different, the suffering presented here sharply 
contrasts from the sexual violence in war-torn countries in the chapter by Féron in 
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this volume. How do we justify a focus on suffering  here  when so much more suf-
fering occurs  there ? Another dilemma that our research raises is how to pick apart 
and analytically prioritize certain causes of suffering. Expectations about norms of 
family dynamics or the interaction among community members might fail to get at 
larger structural or racial or class-based sources of suffering. How do we interrogate 
these different causes and yet simultaneously write about suffering in a 
holistic way? 

 Our analyses of these two cases suggest that focusing on micro-politics offers a 
partial solution to some of these dilemmas. Harvey ( 2013 ) usefully examines the 
former as a case of how a community avoids certain interactions to minimize their 
suffering. Francis ( 2012 ), on the other hand, analyzes Steve and Marie’s woes as a 
case of “family trouble,” highlighting the cultural elevation of children among 
middle- class families and its consequences for how parents construct their identi-
ties. In our view, both pieces of research are case studies in suffering. As these cases 
imply, assertions about whose suffering deserves public attention or state-supported 
remediation are  moral assertions . We should not shy away from making these judg-
ments. Our work always and inevitably has political implications; it is simply a 
matter of how openly and refl exively we acknowledge those politics.     
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    Chapter 31   
 Emotions, Empathy, and the Choice 
to Alleviate Suffering 

             Caitlin     O.     Mahoney      and     Laura     M.     Harder    

31.1             Introduction 

 In the age of neuroscience, emotion and empathy tend to be viewed as  processes  
rather than as  states of being  (Franks  2008 ). The principal phases of empathy 
include recognition of emotion, emotional resonance, self-regulation of emotion, 
and role-taking. Together, these components have the potential to incite compassion 
and altruistic action. Each occurs within the contexts of mental abilities, valued 
cognitions, and social settings. Emotion is not the sole determinate of desires or 
attempts to reduce suffering. Nor is empathy the sole component of the experience 
of suffering. However, both play major roles in individuals’ choices to reduce suf-
fering. In particular, they can help clarify the personal value of relieving suffering 
as a principal source of meaning in life. The nature of emotions in conjunction with 
the experience of pain and suffering is reviewed fi rst. Then we identify and discuss 
phases of the processes of empathy to clarify the important role empathy plays in 
the human response to suffering.  
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31.2     The Emotions of Suffering 

 As noted by Anderson ( 2014 ), certain types of suffering are primarily associated 
with specifi c emotions. Anderson’s ( 2013 ,  2014 ) taxonomy of suffering is guided 
by those types of suffering, which can be distinguished from combinations of 
answers to questions in standard health surveys. He interprets results from the 2010 
National Health Interview Survey (NHIS) as indicators of the prevalence of differ-
ent types of suffering in the United States population. Among the types of suffering 
in the taxonomy are physical suffering (e.g., pain every day or most days in the past 
3 months); mental suffering (subsuming depression, anxiety, grief, and hopeless-
ness); social suffering (structural or institution-produced pain from stigmas such as 
poverty, racism, and disability); and combinations of these. According to Anderson, 
“using these indicators, about one third of American adults (70 million) were seri-
ously suffering at any one time.” 

 Using narratives from several of his investigations, Anderson ( 2013 ,  2014 ) also 
identifi ed common experiences, many of them emotional and all of them negative, 
associated with each category of pain or suffering. He asked respondents to report 
their “most extreme suffering” and “a recent calamity in which they suffered.” 
Findings suggest that the experience of physical pain evoked a sense of hurt, torture, 
or agony. Mental pain took several forms: depression was linked with melancholy, 
misery, and desolation; anxiety with agitation and obsession; grief with loss or sor-
row; social suffering with shame, humiliation, guilt, or low self-worth; and existen-
tial suffering with hopelessness, despair, and purposelessness. Other studies have 
shown that such psychological pain can register in much the same way as physical 
pain (Eisenberger et al.  2003 ). Thus, Anderson ( 2014 ) notes that emotions may be 
sources of suffering (e.g., the pain of loneliness) or outcomes of suffering (such as 
fear of further pain). 

 Cassell ( 2004 ) has claimed that what distinguishes suffering from pain is a per-
ceived threat to personal identity. So, whether one  suffers  as a result of pain depends, 
in large part, on how one makes sense of one’s situation. The meanings we assign to 
an experience are enmeshed with our emotional experiences, and, since emotions 
are more than simple physical and physiological manifestations, they entail direc-
tions to act in a particular way. They transform our way of being in the world (de 
Rivera  2006 ). Thus, emotions are an apt barometer of relationships with others, 
objects, and one’s own situation at any given moment. Here are examples of three 
separate emotions that may arise from suffering and demonstrate three distinct ways 
of relating: 

  Anger     While anger is commonly understood to be “negative” in valence, it is not 
necessarily unpleasant. In fact, it can be associated with feeling “good” and “power-
ful” (de Rivera  2006 ). Anger is evoked when “there is a challenge to what (one) 
assert(s) ought to exist” (de Rivera et al.  2007 ). Thus, it entails an implicit belief that 
something about the situation “ought” or “should” be different and, in fact, might be 
(de Rivera  2006 ). Anger’s power may temporarily buoy one against pain.  
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  Depression     Although it is a type of mental suffering, depression is often an out-
come of physical suffering. As explained by de Rivera ( 2006 ), “whereas anger 
instructs the person to remove the challenge, the instructional transformation of 
depression is to ‘remove the self’.” Depression is “the powerless feeling that noth-
ing can be done” and may occur when there are “forces which prevent the challenge 
from being removed.” Here the action impulse is  inaction . Action is deemed futile.  

  Fear     One may be immobilized by fear of his or her pain. For de Rivera ( 2006 ), fear 
is equivalent to “a wish” to “escape from something that is dangerous” and likely 
“unalterable.” At the individual level, fear is experienced as a “constrictive move-
ment that moves people to pull into themselves” (de Rivera et al.  2007 ) and away 
from the perceived threat.  

 Each of the above responses to pain has negative connotations. Fredrickson 
( 2001 ) has suggested that negative emotions serve to narrow one’s “momentary 
thought action repertoires”. That is, they focus our attention, thoughts, and actions 
on the immediacy of fi ght or fl ight. We know, too, that certain types of psychologi-
cal pain prime one toward defensiveness against impeding threat. Hawkley et al. 
( 2003 ) found that the pain of loneliness is associated with “higher stress appraisals 
and poorer social interactions,” including a tendency to be less understanding and 
more distrustful. Trapped in one’s own pain, a person who suffers may be less likely 
to notice and understand the pain of others. 

 Anderson’s ( 2013 ,  2014 ) research further suggests that the emotional experience 
of suffering is largely linked to the meaning one constructs around one’s experience, 
which is embedded with socially defi ned meanings. Thus, the emotional correlates 
of different types of pain are not simply defi ned by personal meaning-making, but 
also by each individual’s socio-cultural context. For instance, in a society that stig-
matizes mental illness, one may suffer from a painful bout of depression as well as 
from the shame or humiliation attached to suffering the condition itself. 

 With all this taken into consideration, we propose that some emotional experi-
ences are more motivating and more sustainable than others when it comes to 
addressing suffering. Further, the suffering of singular others or larger collectives of 
people may have the potential to sway moral and emotional senses, indeed begging 
for compassionate response. However, one’s capacity to respond to the suffering of 
another is largely anchored in one’s capacity to empathically connect with another’s 
experience and to regulate one’s feelings so that they are not incapacitating or 
demotivating. An appropriate response to the distress of another requires an under-
standing of what response will alleviate, rather than compound, that suffering and 
an ability to turn personal motivation into social relief. 

31.2.1     Empathy 

 Cassell ( 2004 ) has claimed that to accurately recognize that another is suffering 
(rather than simply experiencing pain) is challenging, but not impossible. Batson 
( 1990 ), Wiseman ( 1996 ), Pinker ( 2011 ) and others have proposed that the primary 
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pathway by which we attend to another’s suffering is through empathy. Those others 
may be close to us (e.g., kin) or quite far away (e.g., victims of natural disasters), but 
the processes by which we make sense of their experience are quite similar. It fol-
lows from Cassell’s ( 2004 ) description that the better we know another, the better 
our empathic accuracy. 

 Empathy, which tends to be defi ned as a process rather than as emotion, is the 
key component to understanding how emotions lead to pro-social behavior. 
According to Eisenberg, empathy is “an affective response that stems from the 
apprehension or comprehension of another’s emotional state” ( 2002 : 135). In other 
words, empathy is role-taking or vicarious enactment of another’s experience. The 
sight of someone in need can serve as a stimulus to an empathic response. Those 
with greater empathetic abilities will relate more strongly and experience a stronger 
emotional response to the suffering of others. 

 Empathy is so important that it has been referred to as the “indispensable ingre-
dient” in psychotherapy (Kitron  2011 ) and is consistently cited as the essential key 
to helping change behavior. Paciello and her colleagues ( 2013 ) conducted a study 
observing helping behavior in youth. They found that high levels of empathy led to 
more altruistic responses, while self-centered behaviors were derived from higher 
personal distress levels. Stocks et al. ( 2009 ) garnered similar results regarding the 
role of empathy in helping. Their study examined whether people high in empathy 
helped others for altruistic reasons, or more as a means to escape psychological 
discomfort. They found that people who are empathically aroused by seeing some-
one in need were more likely to offer help, regardless of whether or not physical 
escape was available. Their fi ndings also demonstrated that helping behaviors 
evoked by empathy were elicited by altruistic motives to alleviate suffering – not by 
an egoistic need to reduce psychological distress. Empathic capacity or role-taking 
is at the core of whether one will seek to alleviate the suffering of others and it is, to 
some extent, limited by personal suffering. 

 Table  31.1  gives a detailed, 10-phase description of the mental processes embed-
ded in empathy, ending with empathic action. The phases emerge from the three 
conceptual models and each phase appears in at least one of the three. The fi rst 
model (Decety and Jackson  2006 ) draws heavily from social neuroscience research 
on empathy and is not concerned with follow-up action. Ekman’s ( 2008 ) model, the 
second, is infl uenced by both empirical psychology and Buddhist philosophy, and it 
highlights how the empathic process can end in compassion and altruistic action. 
The third model, from Morton ( 2013 ), draws upon psychological research and is a 
philosophical analysis of the meaning of emotions, including those involved in 
empathy processes. 

   As shown in Table  31.1 , empathy is preceded by external stimuli, self-awareness 
of emotions, ability to associate new emotional experiences with past ones, and the 
core processes of emotional resonance and emotional self-regulation. Empathy and 
the ability or willingness to empathize are shaped by all of these emotion-related 
mechanisms (phases 1–7). We can see the chain of events that will lead emotions to 
elicit a response to suffering by tying these concepts together. 

 Morton ( 2013 ) offers a useful distinction between empathy and sympathy, which 
are often confl ated in both normal discourse and the scientifi c literature. He notes 
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that empathy refers to vicarious experience, while sympathy means to feel regret or 
sorrow for another’s suffering or experience. Sympathy often implies pity, which is 
characterized as an authoritative or superior feeling. Neither sympathy nor empathy 
necessarily encompasses actions that relieve another’s suffering. For this reason, 
phases 8–10 are depicted (by a dotted line) as  potential , but not determined, out-
comes of the empathic process. 

 While the neuroscientifi c elements of Decety and Jackson’s ( 2006 ) model detail 
the perceptual and affective states of emotion in empathic processes, only Ekman’s 
( 2008 ) model addresses the phases that follow the role-taking function. Partly 
because of the emphasis of compassion within Buddhism, Ekman discusses how 
compassion develops and then is transformed into action by individual choice. The 
four phases identifi ed by Ekman represent the sequential steps of empathy. Morton 
( 2013 ) also expands upon the infl uence of empathy on the choice to take action, but 
he clouds the process by labeling it an assessment of “emotional appropriateness.”  

31.2.2     Emotional Regulation 

 Self-regulation is a monitoring and control process that begins in infancy and allows 
us to moderate our reactions as we mature (Geangu  2011 ). Habits of emotional 
response emerge from genetic pre-dispositions and social learning and are inti-
mately linked to our emotional reactivity. To the extent that emotions become con-
sistent ways of responding, they may be more diffi cult to regulate (Lerner and 

Phase Phase/Process Decety and Jackson (2006) Ekman (2008) Morton (2013)

1 Cognitive intervention
or perception

Unique affective 
experiences of another

2 Awareness of own
emotions 

Ability to self-monitor
emotions

3 Emotion and emotion
history recognition

Shared emotional states Recognition of other(s)
emotions

4 Emotion resonance –
affective interaction

Shared representations Emotion resonance –
from cues of others

Emotional
resonance

5 Maintaining agency
and distance

Agency as crucial in
empathy

6 Emotion regulation Emotion regulation

7 Role-taking perspective Capacity for role-taking
perspective

Emotional 
identification

8 Recognition of choice
to relieve suffering

Emotional 
appropriateness

9 Choice/desire to relieve
suffering

Compassion

10 Action (potentially-
altruistic)

Altruistic actions

    Table 31.1    Components of empathy in three conceptual models       
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Keltner  2001 ). Well-trod patterns (which include resonance and regulation) have a 
great deal to do with one’s physical and mental well-being. 

 While it is challenging to establish causal relationships between emotional pat-
terns and negative health outcomes, research seems to support the notion that cer-
tain ways of being predispose one toward risk while others more reliably serve a 
protective function. According to Kabat-Zinn ( 1990 ), “feelings you experience 
toward yourself and toward other people and how you express or don’t express them 
seem to be particularly important” to health outcomes. For instance, those whose 
personalities are vulnerable to anger and who regulate their emotions by internaliza-
tion rather than sharing are more likely to develop cancer. Likewise, hypertension 
(high blood pressure) coincides with unregulated anger and hostility (a lack of 
“basic trust”) correlates with heart disease. Finally, internalization and rumination 
are linked with the experience of depression (Seligman  2011 ), which is linked with 
decreases in immunological function (Kabat-Zinn  1990 ). 

 Since self-regulation ultimately fi lters whether we engage in helping, it is vital to 
consider how different regulatory styles bring forth varying responses. Carlo et al. 
( 2012 ) explain, “To engage in caring actions toward others requires effective regula-
tion of one’s own emotions.” Consider what occurs when we engage in too little or 
too much regulation. If we are highly regulatory, we might regulate our emotions 
and behaviors to such an extent that we do not engage at all with someone who is 
suffering. Studies have shown this type of response when people are faced with 
needs of large populations. They see the need as overwhelming and regulate them-
selves as to prevent an emotional response (Cameron and Payne  2011 ). 

 The fl ip-side comes when we fail to suffi ciently regulate our emotions and expe-
rience personal distress, defi ned by Eisenberg as the “aversive, self-focused reaction 
to others in need or distress” (Eisenberg  2000 : 668). If we are focusing on our own 
experience, we are unable to effectively tend to the needs of others. For this reason, 
personal distress and low levels of self-regulation have been shown to decrease 
helping behaviors (Eisenberg  2000 ). 

 Empathy and self-regulation can help us to understand how emotions lead us to 
alleviate the suffering of others. Equilibrium between the two is equally important. 
To be most effective in tending to the needs of others, we must be able to see their 
perspective and “feel for them,” but also regulate our reactions so as to maintain a 
healthy boundary between our own experience and theirs.  

31.2.3     Mindfulness 

 Mindfulness is not necessarily an emotion, but it closely relates to the recognition 
and regulation of emotion. Training in mindfulness (meditation) centers largely on 
enhancing one’s attention and awareness, grounding in present experience without 
attempting to fl ee or to change it. Affi liative trust and seeing the basic goodness in 
others and in ourselves hold intrinsic healing power, so developing an awareness of 
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one’s emotional patterns presents the possibility of mitigating the negative and 
 cultivating the positive. Kabat-Zinn ( 1990 ) and his associates claim that, through 
mindfulness meditative practices, we can learn to attend humanely to our own suf-
fering and grow our capacity to trust others. He has collected empirical evidence 
that a mindful approach to pain management (whether that pain is physical or men-
tal) improves one’s quality of life. 

 Holzel and colleagues ( 2011 ) have outlined four pathways by which mindfulness 
training (meditation) alters one’s experience. First, attention is regulated and may 
serve as a building block for other mechanisms of change. For instance, to attend to 
our own pain, we must recognize that we are in pain. Kabat-Zinn notes that this 
attention helps us to notice what enhances our pain, what diminishes it, and how we 
relate to it. Furthermore, we become aware of how our behavior impacts our experi-
ence and our relationship to others. According to Holzel et al. ( 2011 ), what follows 
then is a stronger awareness of one’s own bodily experience, a “pre-condition” for 
emotion regulation. In this regard, attention and awareness bring often-unconscious 
self-appraisals to the fore, allowing for conscious and continuous reappraisal. 

 Through attending to our pain rather than denying it, we become attuned to it. 
Negative arousal—what we might call clinging to or dwelling on the pain—loses its 
power and interest. We understand the pain and, in a way, are asked to accept our 
own pain in order to act to lessen others’. Finally, mindfulness seems to alter the 
perspective of the self. Those who practice mindfulness meditation believe the self 
is (and all things are) inconstant and changing and believe that all beings are con-
nected (Kabat-Zinn  1990 ). These feelings may enhance feelings of self- compassion, 
including kindness toward oneself (see Neff  2011 ). Mindfulness fosters acceptance; 
counteracts the “should and ought” implicit in the experience of anger, depression, 
and fear; and enhances the tendency to be gentle and compassionate toward the self 
and others (Siegel  2010 ). 

 Mindfulness also asks the individual to fi nd balance in all things, including 
empathy. Over-attention to others may lead to burnout (Miller et al.  1995 ) and com-
passion fatigue (Figley  1995 ). The rubric of self-compassion provides a set of prac-
tices that make it possible to empathically address the suffering of others without 
succumbing to self-suffering. 

 Kabat-Zinn explains, “by changing the way we see ourselves in relationship to 
stressors, we can actually change our experience of the relationship and therefore 
modify the extent to which they tax or exceed our resources or endanger our well- 
being” ( 1990 : 240). Mindfulness practices are meant to foster the development of 
“new ways of seeing and being in the world” (Kabat-Zinn  1990 : 218). Thus, in 
addition to better noticing, regulating, and responding to our own experiences, these 
practices have important implications for how we relate to others. As mindfulness 
training grounds us in awareness and understanding of our own bodily experience, 
it inadvertently grows our capacity to understand others (Decety and Jackson  2004 ), 
increases our empathic engagement (Dekeyser et al.  2008 ), and enhances our incli-
nation to take compassionate action on behalf of others (Condon et al.  2013 ).   
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31.3     Social Suffering 

 Beyond the suffering of a single other, we are faced (perhaps daily) with news of 
larger scale suffering. The term “social suffering” encompasses the human conse-
quences of war, famine, depression, and disease, and torture – “the whole assem-
blage of social problems” caused by social norms and institutions (Kleinman et al. 
 1996 ). 

 Cassell ( 2004 ) argues “most ideas about the suffering of others are really beliefs 
about the seriousness of what threatens them – pain, hunger, isolation, or loss, for 
example” ( 1991 : 3). Pinker ( 2011 ) highlights the need to grow systems of morality 
and reason to address public ills, as empathy is inherently limited by one’s history 
of experiences and one’s social identity. If empathy is a channel by which we may 
experience another’s pain or joy, that channel is not immediately open to all. 

 Globally, we seem to recognize suffering through “expressions, gestures, and 
behaviors” (Cassell  2004 ). However, it seems that we are particularly attentive to 
cues regarding kinship, age, and gender in defi ning our circle of empathic and moral 
regard and when allocating our attention and concern to others’ pain (Pinker  2011 ; 
Höijer  2004 ). Further, while Elfenbein and Ambady ( 2002 ) found evidence to sup-
port cross-cultural accuracy in emotion recognition, they also concluded that one’s 
ability to accurately judge another’s emotional experience is improved when that 
other is part of one’s in-group. Thus, “the match between the cultural background of 
the expresser and judge is important.” Socially and developmentally, we learn which 
physical cues correspond with which emotional experiences. Cross-cultural expo-
sure (physical proximity and verbal contact) seems to eliminate much of the in- 
group advantage. So, to some extent, empathic accuracy can be improved through 
acquaintance. Of course, this naturally means that social suffering can be deepened 
through acquaintance, too. 

 Specifi c cases of social suffering test the bounds of empathy along these lines. 
Such suffering is often geographically distant, and Slovic ( 2007 ) has noted that 
statistical and aggregate renderings of suffering (e.g., genocide counts) are counter-
productive to appeals for aid because of empirical fi ndings regarding the earlier 
mention of being overwhelmed: the larger the number of suffering others, the less 
likely one is to give to a cause (Small et al.  2007 ). Slovic believes that “the statistics 
of mass murder or genocide, no matter how large the numbers, fail to convey the 
true meaning of such atrocities. The numbers fail to spark emotion or feeling and 
thus fail to motivate action.” Barbalet ( 2001 ) argued that emotional energy is 
 important to social action, above and beyond the necessity of reason. And “Even if 
social action does result from the individual actors’ calculus of their interests, the 
emotional basis of interest remains crucial” (Barbalet  2001 ). 

 To the extent that action on the part of the observer may have utility, it seems that 
personal engagement with an issue and emotional energy are important (de Rivera 
et al.  2007 ). How do we make social suffering a personal issue? Historically, institu-
tions like slavery were viewed as a public sin and it was not until a cultural para-
digm shift made it a  personal sin  that individuals were motivated to eradicate it 
(Young  2001 ). Certainly attempts to grow the circle of empathy may alter the sense 
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of personal relevance. We might also consider which emotions serves greater moti-
vational roles. Barbalet ( 2001 ) has championed the historical utility of vengefulness 
and resentment in driving social movements. Moral outrage may be partially pre-
dicted by a combination of anger and disgust (Salerno and Peter-Hagene  2013 ) – 
emotions that often bypass our attempts at regulation. 

 Even if this is true, those who hope to alleviate suffering at the largest scales are 
urged not to follow Barbelet’s advice. Habitual anger is simply not good for one’s 
health, and may exceed our ability to control its behavioral outcomes (Dalai Lama 
 2003 ). When imagined, vengeance is experienced as “sweet,” but when enacted it 
leaves a “bitter” taste; is often unsatisfying and has the potential to spur cycles of 
violence (Jaffe  2011 ). Appeals for aid or involvement may also be less welcomed if 
the appeal maker is perceived as angry. Newer research suggests that negative ste-
reotypes associated with activists (that they are “angry,” for instance) reduce their 
target audience’s willingness to cooperate (Bashir et al.  2013 ). 

 Still, while it is tempting to conclude that negative emotions are detrimental, as 
evolved capacities, they have served historically adaptive functions and may have 
some pragmatic and motivational utility. If we did not have an aversive reaction to 
suffering, we would not be motivated to relieve it. Some research suggests that 
negative moods may make us more equitable and that working to accept negativity 
may make us  feel  less negative (Jaffe  2012 ). Sylvia Boorstein, quoted by Tippett 
( 2013 ), has argued that one may

  need (anger) just to alert you to what needs attention, but you don’t need to carry it along 
with you to keep refueling you. As a matter of fact, if you keep nurturing the fl ame of anger, 
it confuses the mind and maybe we don’t respond as wisely as we ought to. But I need the 
anger as if I had 104 fever; it would be a sign that I need to do something about it. 

 More recent work in neuroscience brings these ideas together, demonstrating 
how mindful awareness grows one’s ability to recover from and release negative 
emotion more quickly (Davidson and Begley  2012 ; Vago and Silbersweig  2012 ). 
Thus attempts to foster emotional balance and stability – our degree of comfort with 
and what we  do  with negative emotion – may be more important predictors of effec-
tive response than a singular focus on type or valence of affect alone, (Jaffe  2012 ).  

31.4     Relief of Suffering 

 A growing body of literature in the past 10 years has touted the importance of what 
one might call “global compassion”. The distinction between compassion as a value 
orientation, as a cognitive set, and as an emotional experience is unclear. However, 
some theoretical triangulation leads us to understand that compassion entails empa-
thy, concern, and responsibility. Compassion may rival the energy and power of 
anger, but allow for more emotional and behavioral control (Mahoney  2008 ). 

 Höijer ( 2004 ) suggests that global compassion (a moral sensibility or concern for 
remote strangers) may be aroused by media exposure, but that individuals are more 
compassionately roused by images of “worthy” victim groups such as children, 
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women, and the elderly. Media consumers show less sympathy for those whom we 
may readily blame for their plight. The nature of images seems also to be important. 
For example, a tearful, direct gaze reduces ambiguity and focuses emotion recogni-
tion (and meaning-making) on pain. It also places responsibility on the observer, 
whose reactions may include feeling tenderhearted, blame-fi lled, shame-fi lled, or 
powerless (Höijer  2004 ). Mixed emotions may be common: one may feel tender-
hearted toward victims, indignation toward perpetrators, and powerless to help. 
Appeals to the public, then, are tricky. 

 Consider that compassion is far from the only reaction one may have toward 
distant others. Methods of “distantiation” from compassion may include denying 
the “truth claim” of news reports, dehumanizing victims, becoming numb, and criti-
cizing reports as sensational. These manifestations can actually be a demonstration 
of emotional sensitivity – someone who feels deeply may attempt to guard against 
all feeling. Beyond the possibility that the observer feels too much or too little, 
emotional responses are socially learned. Thus, there seem to be gendered differ-
ences in compassion. Women may choose to “turn (their) back” on suffering because 
of compassion fatigue or as a function of feeling too much, too often. A diminished 
inclination to “let oneself be moved” by the suffering of another or to display those 
feelings may be more common among men. We might consider the moral and prag-
matic quandary of arousing concern without active behavioral outlets to dispel 
uncomfortable sentiments. If one is incapable of acting to relieve the suffering of 
distant others and that feeling of helplessness is actually warranted, perhaps the 
pragmatic response  is  inaction and disengagement. Breaking a distant and large- 
scale suffering into ways an individual can take action may make an emotional 
appeal much more effective in the relief of suffering.  

31.5     Conclusion 

 Contemporary Western thought, especially that which is sympathetic toward 
humanitarianism, generally assumes that relief of suffering is a widely accepted 
human value. Our model certainly centers on this assumption. While there is some 
truth to this presumption, there remains a sizable subpopulation of postmodern soci-
eties that derives enjoyment from suffering (Van Dijk et al.  2012 ). This paradoxical 
cultural genre is even demonstrated though the word “schadenfreude” found in the 
German language Alternatively, suffering has been considered in other modern cul-
tures as an opportunity to ignite change, hope, and the development of compassion. 
The very act of helping others altruistically has transformed the experience of per-
sonal suffering (Johnston  2015 ). Thus, cultural and social norms accurately map the 
bounds of when and for whom empathy is appropriate, as well as the meaning that 
suffering holds. 

 Our analysis of the importance of role-taking and emotional regulation suggests 
potential foci for educational initiatives that may prove challenging. We identifi ed 
that the negative emotions of anger, fear, depression, and anxiety can be learned by 
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individuals who empathize and identify intensely with others suffering from severe 
types of distress. Empathy, resonance, and regulation require balance – a balance 
that may be consciously fostered through mindful attention and socio-emotional 
learning. 

 We can see that the automatic processes that can create negative emotions and 
barriers to helping others are the same processes that allow us to connect with one 
another. Through understanding how our emotions lead to our willingness to allevi-
ate suffering in others, we can continue to progress towards a peaceful society. 
Compared to only a few centuries ago, some forms of suffering (like, public execu-
tions and torture) have greatly subsided. A major force behind this reduction in 
cruelty seems to be a growing commitment to humanitarian ethics of care (see 
Chaps.   3     (Wilkinson  2015 ) and   4     (Sznaider  2015 ), in this volume). In addition to 
promoting the ethic of care, improving institutions such as poverty, racism and ineq-
uity, radical reduction of suffering could become reality.     
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    Chapter 32   
 How Suffering Challenges Our Future 

             Ronald     E.     Anderson    

32.1             Introduction to Considerations for the Future 

 In an uncertain world with increasing climate calamities, a worst-case scenario 
leaves little time for research and effective policy. If the world were to become a 
failed state, research would be a luxury. But even as we see a slow rise of large-scale 
disasters swirling around, it is not too late to spend time and resources on research 
that can help us understand if not alleviate the inevitable suffering that follows these 
crises. 

 Suffering of all types takes a heavy toll. If our goal is to relieve and contain suf-
fering, or even substantially reduce suffering, then we have no choice but to con-
tinue the best paths of research and practice related to suffering. This type of 
knowledge must serve as a foundation for improved decisions of both individuals 
and global institutions on the essential steps necessary to solve the systemic prob-
lems underlying world suffering. 

 Given these possibilities for the future, this fi nal chapter asks some general ques-
tions about the future and gives some tentative answers: What priorities should 
guide exploration and research related to suffering and its reduction? What social 
policies and political actions might be necessary to reduce global suffering? How 
can we improve our conceptual frames for suffering and its social contexts? To what 
extent do human rights violations shape world suffering? From all this analysis, can 
we guide our generation—or the next—to learn how to better alleviate suffering? 

 I selected chapters for Part V because they describe an approach, a new method, 
or a fi eld of research that seems to have the potential for improving the study of suf-
fering and advancing knowledge related to suffering. The next section briefl y sum-
marizes these papers, then shows their interrelationship and implications.  
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32.2     Capsule Summaries of Part V Chapters Related 
to the Future 

  David Franks  (Chap.   27    ) starts with evidence of the social dependency of the human 
brain. Unusually strong affi rmation comes from the Spitz ( 1966 ) study between 
infants with and without human contact. Isolation of the infants deprived of mother-
ing and cuddling created interpersonal suffering, which ruined their physical health. 
The discovery that the same general brain areas enable both physical pain and social 
isolation casts light on the plight of isolated infants. Neuroscience and neurosociol-
ogy research show how both physical and social pain share the cingulate cortex as a 
common center for core functioning. Franks shows how the new fi eld of neurosoci-
ology demonstrates the intensity and ubiquity of social rejection and suffering. 
Recent experimental research found that seeing others being rejected socially could 
produce the same effect on the brain. Future neuroscience research may well revo-
lutionize our understanding of suffering even more. 

  Louis-Marie Ngamassi Tchouakeu and Andrea H. Tapia  (Chap.   28    ) explore how 
networks of organizations collaborate and share information about humanitarian 
activity. They analyzed data collected through multiple members of the Humana- 
InfoNet, a community of organizations engaged in humanitarian information man-
agement and exchange. Modern humanitarianism combines the traditional focus of 
unconditionally alleviating human suffering with the need to operate in an arena of 
providers that is increasingly crowded, heterogeneous, and technologically enabled. 
This chapter illustrates some collaborative paths across humanitarian organizations 
that eventually lead to less human suffering. Major advances in risk management for 
relief agencies, have in the past decade, often increased the organizational effective-
ness in organizational response to disasters by paying immediate attention to prior-
ity actions that can result in reducing casualties (Haddow et al.  2010 ). More of both 
types of research that improve practice can continue to increase the effi ciency, as 
well as effectiveness, of aid organizations. 

  Marco Fattore and Filomena Maggino  (Chap.   29    ) propose a novel analytic tech-
nique using survey methodology for transforming and interpreting the responses. 
They analyzed data from the annual survey, the Multipurpose System, collected by 
the Italian National Institute of Statistics, from 48,000 adults in 2007 and again in 
2010, corresponding to the year before the world recession began and again, 3 years 
later. Their survey asked for self-reports of life satisfaction. They applied a mea-
surement procedure based upon  partially ordered sets , or  posets  for short, in order 
to assess the overall proportions of people who were highly dissatisfi ed with life and 
hence were suffering. They referred to this as “overall suffering,” but they also cal-
culated the degree of suffering for those who expressed any suffering, and labeled 
this “specifi c suffering.” Using the poset-based procedure, Fattore and Maggino 
found that, in 2007 and 2010, overall and specifi c suffering levels increased from 
north to south and were higher for women than for men. While more research is 
needed, these fi ndings indicate a tendency in Italy for many women, particularly in 
the south, to face social suffering due, perhaps, to gender discrimination. Both the 
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analytical technique and the possibility that gender bias produces social suffering 
among women are topics that deserve further attention. 

  Ara Francis and Daina Harvey  (Chap.   30    ) contrast the suffering of the Lower 
Ninth Ward in New Orleans with the suffering of parents with troubled children in 
an upper-middle-class California neighborhood. They interviewed parents of chil-
dren who suffered from addictions, self-injury, disability, or mental illness. The 
parents and others tended to attribute blame to the parents themselves for the prob-
lems of their children, even though many had been “model parents.” This  social 
suffering  was accompanied by  interpersonal suffering  in that some of their friends 
and family members became less likely to choose to interact with them, leaving the 
bewildered and depressed parents more isolated and lonely. Francis and Harvey 
found it perplexing that the well-to-do California parents tended to attribute severe 
suffering to themselves, while many of the poor, discriminated, and vulnerable resi-
dents of the Lower Ninth Ward in New Orleans refused to think of themselves as 
suffering. The researchers concluded it was an important lesson in the politics, or 
micropolitics, of suffering, not just an anomaly in social status. They ask how public 
policy could deal with the two types of suffering and conclude that the people of the 
devastated Ninth Ward are more deserving of assistance. Of course, there still 
remains the question of the type of assistance needed, because given the elevation 
of the “Lower Ninth,” the long-term habitability of the geographical area is contro-
versial. Also, mental illness most often is considered a matter of personal, not pub-
lic, responsibility. Thus, these issues are as much a question of ethics as of politics. 
If we feel a responsibility to reduce world suffering, we must set priorities for taking 
corrective action–a choice that may be even more diffi cult in the future. Priority 
setting should not preclude provision of some relief for all types of severe 
suffering. 

  Caitlin O. Mahoney and Laura M. Harder  (Chap.   31    ) offer conceptual frame-
works for evaluating the role of emotions and empathy in the desire and choice to 
alleviate suffering. Because the locus of the suffering (self, other, or social) may 
change the role of emotions in suffering, they are discussed collectively and sepa-
rately. The structure of the empathy process is outlined in 10 steps or phases, includ-
ing emotional resonance and self-regulation. This larger perspective on empathy 
encompasses shared experience as well as the potential for compassion and altru-
ism. Mindfulness and other such self-interventions offer strategies for building 
resilience in coping with different types of suffering. Better understanding of emo-
tional processes holds great potential for decision-making on how best to contribute 
to solutions for a wide mix of needs for relief.  

32.3     Implications and Relevance of Part V for the Future 

 The work underlying these chapters in Part V offers a diverse blend of approaches. 
Not all directions will be fruitful, but some may be wildly so. The proposed work on 
emotions already has begun, e.g., experimental studies on perceptions of “worthy 
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victims,” what factors underlie withdrawal from compassion, and the relationship 
between social characteristics such as social status and gender on willingness to 
take compassionate action (Piff et al.  2010 ,  2012 ). All hold great potential for 
advancing knowledge about human suffering and how to eradicate preventable 
suffering. 

 Contemporary Western thought, when sympathetic toward humanitarianism, 
generally assumes that relief of suffering is a widely accepted human value. While 
this assumption carries some truth-value, there remains a sizable subpopulation of 
contemporary societies that derives enjoyment from watching others suffer (Van 
Dijk et al.  2012 ). The German word  schadenfreude  best captures the essence of this 
paradoxical cultural genre. Alternatively, suffering has been considered in other 
modern cultures as an opportunity to ignite change, hope, and the development of 
compassion. The very act of helping others altruistically has transformed the experi-
ence of personal suffering (See Chap.   8    ). Thus, cultural and social norms accurately 
map the bounds of when and for whom empathy is appropriate, as well as the mean-
ing that suffering holds. 

 Through better understanding how emotions lead to willingness to alleviate suf-
fering in others, we can continue to progress toward a relatively peaceful society. 
Compared to only a few centuries ago, public executions and torture have greatly 
subsided. A major force behind this reduction in cruelty seems to be a growing com-
mitment to humanitarian ethics of care (See Parts I and II of this book.) In addition, 
systemic changes like reductions in poverty, racism and inequality could radically 
reduce suffering, as does the ethic of care.  

32.4     Illustrative Conceptual Framework 

 Because most of the writing about suffering has been philosophical or religious, the 
positive or scientifi c understanding of suffering’s roots and outcomes has been rela-
tively neglected. While normative theories of suffering play a very important role in 
society, questions relating to what results in and from suffering – social science 
questions – deserve concerted effort now and in the future. In moving toward build-
ing an empirical base of knowledge about suffering, the following diagram (Fig. 
 32.1 ) depicts some possibilities.  

 If a conceptualization were to try to explain suffering by focusing on factors that 
infl uence the occurrence and amount of suffering, then its structure would look 
something like the left side of the fl ow model diagram in Fig.  32.1 . The whole dia-
gram not only illustrates the link between suffering and its roots but also maps suf-
fering and its effects on the right side of the fi gure. This fl ow diagram does not 
attempt to represent normative, including religious or philosophical, theories of 
suffering. 

 Keep in mind that the infl uences and outcomes listed in the fl ow diagram origi-
nate in many (mostly qualitative) studies. Importantly, this fl ow model applies as a 
tool for both qualitative and quantitative studies. The suffering research does not yet 
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specify the precise conditions under which suffering would or would not occur, or 
produce a specifi c effect or not. Furthermore, we do not know from existing research 
the magnitude or severity of suffering required to produce any particular effect in 
question. This is the type of knowledge needed to improve both our humanitarian 
and research objectives more effectively in the future. 

 As noted in earlier chapters, human rights violations produce a large share of 
preventable suffering. In fact, the greatest atrocities generally come up for discus-
sion with an emphasis on human rights as it provides a frame for discussing the 
seriousness of the atrocity as well as alternate tactics to cope with their conse-
quences. Human rights declarations are works in progress, and other types of vic-
timization and social exclusions produce suffering as well. 

 S tructural violence , a label coined by Galtung ( 1969 ) and popularized by Farmer 
( 2013 ), points to indirect or institutionalized violence as a major source of suffering. 
This phenomenon appears in the fl ow model in the left-hand box labeled  Crises & 
Crisis Processing . This title for suffering antecedents in the model, conveys that 
those factors shaping suffering include both external events like disasters and sys-
temic forces but also internal or mental (including affective) states like fear or seren-
ity, which all may lead to diverse states and increments of suffering. 

 The boxes on the right-hand side of Fig.  32.1  list outcomes (effects) of suffering 
or suffering relief. Like the producers of suffering, these elements include external 
events but mostly consist of internal states having to do with cognitive processing. 
These elements that contribute to the reduction of suffering include resilience, low-
ered expectations, meaning discovery, and social support through social solidarity. 
Those outcome elements that contribute to the deepening or expanding of suffering 

Crises & Crisis processing
Well-being threats
Rights violations
Disasters
Resource losses
Social exclusions
Structural violence
Rising risks
Social chaos
Etc.

SUFFERING

Relieving processes
Empathy, caregiving
Relief services/outcomes
Resilience learning
Expectations lowered
Meaning discovery
Social solidarity
Etc.

Deepening processes
Over expectations
Loss of identities
Capability loss
Other perceived loss
Self absorptions
Etc.Expanded

Suffering

Reduced
Suffering

  Fig. 32.1    A model of cycles of relieving and deepening suffering       
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include identity loss, rising expectations, and so forth. These two sets of outcomes 
appear in two separate lists on the right side of the fl ow diagram. 

 The most interesting feature of the model appears as two feedback loops, one 
reducing suffering and the other expanding it. These two loops can be conceptual-
ized as two cycles of suffering, in which one relieves suffering and the other exac-
erbates it. Exacerbation or expanding can either deepen the intensity or variety of 
suffering. For example, suffering might start out as social suffering only, but then 
cycle into mental suffering through erosion of self identity, which then evolves into 
physical suffering as well. The relieving and deepening cycles may operate simul-
taneously as in the sabotage of a major disaster relief effort. 

 Perhaps the most notable feature of this model accrues from the potential to 
apply it to an infi nite variety of suffering situations. Its principal utility can be to 
help the researcher or analyst frame their problem and identify the most important 
elements. Keep in mind that any number of factors can be added to each type of 
input (e.g., crisis) or outcome. Both qualitative and quantitative researchers can use 
this model as a tool for evaluating their priorities for each stage of their research.  

32.5     Clarifying the Compatibility of Human Rights 
and Suffering 

 While humanitarianism provides a philosophical and ethical rationale for the reduc-
tion of suffering, the human rights movement addresses concrete human abuses that 
result in suffering and identifi es moral obligations to deduce such violations of 
human rights. Both humanitarianism and human rights place high priority on the 
premise of common humanity or universalism. Thus, human rights, and humanitar-
ian assistance for those who need it, apply in principle to every human being (Baxi 
 2012 ; Farmer  2013 ; Schulz  2002 ; Wronka  2008 ). International Human Rights Law 
(IHRL) applies not just to warfare or emergencies, as does International 
Humanitarianism Law (IHL), but to any situation in which humans encounter viola-
tions. Human rights hold profoundly radical potential, by contesting power and 
asserting equality and dignity (including non-discrimination) for every person. 

 As originally codifi ed in late 1948 by the UN, the Universal Declaration of 
Human Rights (UDHR) remains the primary declaration of human rights. It alludes 
to, but does not encompass, the full range of proposed human rights, beginning with 
political and civic rights, and then moving on to health, economic well-being, cul-
tural, and solidarity rights. More recent declarations and treaties have attempted to 
be more specifi c about rights outside the political and civic domains. Because some 
categories of human rights are less institutionalized than others, the UDHR rights 
are listed here in two tables. Table  32.1  lists the commonly accepted political and 
civic rights (from articles 1 to 21), couching many in terms of freedom, while Table 
 32.2  designates those rights labeled “social, economic, cultural, and solidarity” 
(from Articles 22 to 30). “Solidarity” rights include rights to social order including 
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environmental preservation. Some rights issues, such as the rights of the elderly, are 
not listed here even though there are groups within the UN and elsewhere working 
on them.

32.5.1        Aligning Suffering and Violations of Human Rights 

 To date, suffering tends to be defi ned in terms of distresses and calamities, which 
has unique advantages for purposes of caregiving practitioners. But for purposes of 
global and comparative research, suffering might more usefully be defi ned in terms 
of violations of human rights. Components of an operationalized defi nition of suf-
fering from the standpoint of human rights would include the rights, and their asso-
ciated violations, listed in Tables  32.1  and  32.2 . Note that associated with each 
human rights violation is a UDHR article number or numbers, indicating that the 
violation links to one or more of the original principles of the 1948 Declaration. 

 This approach benefi ts from each violation’s association with a particular source 
or type of human suffering. Some of the indicators can easily be translated into 
quantifi able measures, e.g., the count of homicides and deaths from warfare 

     Table 32.1     Political and civil  human rights with associated indicators of human rights violations   

 Human right 
 UDHR a  
article no.  Violation  Indicators of violations 

 Freedom from 
discrimination 

 1,2,7  Gender & other 
bases of bias 

 Gender and other types of 
discrimination 

 Life & security 
of persons 

 3  Killing  Deaths from civil war 

 Life & security 
of persons 

 3  Killing  Homicides 

 Justice for all  3, 25  Insecurity  Failure to provide citizen safety, 
e.g., traffi c fatalities 

 Right to food  3, 25  Killing  Starvation 
 Freedom from slavery  4  Slavery  Human traffi cking, enslavement 
 Freedom from 
persecution 

 5  Torture  Incidents of torture 

 Freedom from 
persecution 

 5  Violence  Assaults, sexual and otherwise 

 Justice for all  6, 9  Unfair trials  False imprisonment 
 Right to equality access 
to law 

 9  Injustice  Inequality-based injustice 

 Fair trial, justice  10, 11  Injustice  Subversion of justice, e.g., 
bribery, corruption 

 Freedom of movement  13  Lacking mobility  Refugee blockage 
 Property rights  17  Loss of place  Internally displaced persons 
 Freedom of speech  19  Lack freedom  Violations of freedom of speech 

   a Universal Declaration of Human Rights  
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 represent the degree to which the human right to life and security have been ignored 
or violated. Note that some human rights and their associated violations represent 
more than one row in the tables, because of the multidimensionality of some rights 
and their violations. 

 Importantly, the violations listed in Table  32.2  did not receive much credence as 
human rights until recent decades. The human rights perspective points us to the 
inhumane, horror-generating violations that mock notions of empathy and human-
ity. Violations of torture and warfare produce the most heinous suffering imagin-

      Table 32.2     Social, economic, cultural and solidarity  human rights with associated indicators of 
violations   

 Human right 
 UDHR a  
article no.  Violation  Indicators of violations 

 Safe working conditions  23  Unsafe work  Unsafe working conditions 
 Right to medical care  25  Lack of healthcare  Non-infectious illnesses & 

injuries 
 Right to medical care  25  Lack of healthcare  Defi ciency in end-of-life care 
 Access to basic health 
resources 

 25  Lack of healthcare  Death from HIV/AIDS, 
tuberculosis, and other 
diseases 

 Access to other basic 
resources 

 25  Lack of healthcare  Number without health 
coverage 

 Protection of children  25  Lack of healthcare  Infant deaths 
 Right to an adequate 
living standard 

 25  Lack of resources  Survival risks due to poverty 

 Access to basic food 
resources 

 25  Lack of resources  Hunger & nutrition deprivation 

 Freedom from 
income-gaps 

 25  Major inequality  Gross inequality 

 Right to education  26  Illiteracy  Inaccessibility of education 
 Right to mental 
healthcare 

 27  Lack healthcare  Suicide & untreated mental 
illness 

 Right to cultural 
participation 

 27  Loss of culture  Inaccessibility to cultural 
heritage 

 Right to social 
international order 
(cooperation) 

 28, 29  Environmental 
Damage 

 Inadequate policies to preserve 
ecology; death from pollution 

 Right to international 
order 

 28, 29  Warfare  Number of civil wars 

 Right to local & global 
order 

 28, 29  Disorder  Social or civil disorder 

 Respect & care from 
others 

 29  Disorder  Instances of cruelty & hurtful 
acts 

 Right to enforcement 
of UDHR 

 30  Disorder  Failure to recognize legitimacy 
of human rights 

   a Universal Declaration of Human Rights  
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able. Thus, the human rights perspective defi nitely offers an advantage in terms of 
capturing or representing the full spectrum of human suffering.   

32.6     Using Human Rights Violations to Measure Suffering 

 Now that a human rights perspective on suffering has been outlined, how different 
does it function from perspectives or classifi cations not associated with human 
rights? Last year, I created two separate global indexes of suffering (Anderson 
 2014 ). One was based upon self-reported dissatisfaction with life, and the other was 
a composite of key demographic variables, specifi cally HIV mortality, infant death 
rates, prevalence of hunger and of poverty. Most of these indicators have roots in 
public health except perhaps for the poverty rooted in economic well-being. 

 Further refi nements are needed to develop better national and community indica-
tors of both subjective and objective suffering. Using indicators of human rights 
violations has considerable promise for either predicting suffering or at least repre-
senting the miserable conditions of suffering. These indicators offer the potential 
for greater objectivity, validity, and precision. As Tables  32.1  and  32.2  suggest, 
aligning human rights violations of different types with available, offi cial statistics 
might require considerable effort because of the many different components or 
types of human rights. 

 The Fund for Peace already compiles data annually on indicators of human rights 
violations for 178 countries and releases this information as the Fragile State Index 
(Fund for Peace  2011 ,  2014 ). Formerly called the “Failed States Index,” this index 
combines thousands of reports daily on each of 178 countries, using a combination 
of automated and manual syntheses of the information on human rights policies and 
practices in each country. The Fund for Peace also provides sub-index estimates and 
one of these sub-indexes captures political/civil rights; another measures social 
human rights. The two were added together for the analysis below. 

 Figure  32.2  shows the scatterplots of the 122 countries, which had both the sub-
jective suffering data and the human rights data. This inter-relationship depicts a 
moderately high degree of correlation. 1  The co-variation between suffering and a 
rough measure of political and social human rights violations constitutes a sign that 
further work on using human rights violations as indicators of suffering has a strong 
likelihood of yielding greater understanding of major elements of global suffering. 
In addition, it might lead to a more robust and reliable indicator of “objective” 
suffering.   

1   The correlation depicted in Fig.  32.2  is 0.8, although if you take away either the political or the 
social sub-indices, the degree of correlation declines to 0.6. 

32 How Suffering Challenges Our Future



436

32.7     Progress in Qualitative Research 

 Several major chapters in this volume use qualitative methods, principally ethnog-
raphies and case studies. This research strategy yields in-depth understandings of 
individual and social behavior. Not only does qualitative methodology tend to give 
a deeper description of the processes of suffering, but also it provides clues of the 
precipitating conditions and typical outcomes of these social events. These 
approaches to the compilation of such data provide ways of helping to answer such 
questions as: How did this person(s) get to be a victim of suffering? What are all the 
ways that people experience suffering? Under what conditions do they suffer? And 
how does it affect their lives? Mostly importantly, qualitative methods offer the 
most valid ways to answer any question that has to do with how and what a person 
experiences, feels or thinks with regard to what s/he considers suffering. 

   Fig. 32.2    Subjective suffering as a function of political and social human rights violations 
(Sources are UNDP ( 2010 ) for suffering data; Fund for Peace ( 2011 ) for human rights data)       
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 When suffering has not previously been studied in any given situation, qualita-
tive methods turn out to be the most cost-effective way to begin to understand the 
key elements of the situation. The examples earlier in this chapter emphasize quan-
titative approaches, but qualitative research usually comes fi rst for such work to be 
successful. This is particularly true with the construction of measuring techniques 
with adequate validity and other dimensions of measurement quality. Thus, the 
future of suffering research depends upon the future use of both qualitative and 
quantitative research methods.  

32.8     Conclusions 

 In Chap.   1    , my estimate of global physical suffering or pain in 2010 put sufferers of 
physical pain at over one billion people—at least a seventh of the worldwide popu-
lation. This global community of pain victims includes only those suffering from 
major, persistent physical or mental suffering. In the United States alone, the IHIS 2  
survey in 2010 gave an estimate of 62 million adults (27 % of the national popula-
tion) enduring either physical or mental suffering. Obviously, suffering is not dis-
tributed equally across the globe. 

 Globalization has not only given new life to the humanitarian and the human 
rights sectors, but it has channeled world suffering to home television screens, com-
puters, and cell phones around the world. This technology-based revolution, giving 
new visibility to global suffering, may lead to unexpected public opinion on suffer-
ing and actions, positive or negative, around the globe. 

 However, as noted by Wilkinson in Chap.   3    , Chouliaraki ( 2013 ) and others make 
a strong case for the negative effect of contemporary campaigns for donations to 
humanitarian relief and development. These campaigns presumably create the 
impression that the public should give aid to make themselves feel better rather to 
improve the well-being of others. Another implied media message is that the exist-
ing institutions take care of the problems of global suffering. Critical theorists, 
Boltanski ( 1993 ), Chouliaraki ( 2013 ) and Fassin ( 2012 ) argue that humanitarianism 
corrupts society because it undermines the arguments that global problems cannot 
be solved without a replacement of the global power structure and without repudia-
tion of backward ideologies like neoliberalism and post-colonialism. Critical 
humanists view humanitarian work as largely misguided because they believe that 
the global crisis is not so much a matter of suffering as it is a hijacked global power 
structure and humanitarian aid system overcome by the greed for donations. 

 Some even oppose humanitarian development assistance because it has resulted 
in so many disappointing projects (Easterly  2006 ). While a critical analysis of 
development projects or the role of the media in shaping the public view of suffering 
provides a useful service, any conclusion to largely ignore suffering until the media 

2   IHIS is the Integrated Health Interview Series, a periodic survey of adults in the United States, 
and was accessed on 7 June 2014 at  https://www.ihis.us/ihis/ . 
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or global power are restructured is not consistent with the inherent inclination to 
empathize and help other humans in distress. Furthermore, to neglect world suffer-
ing rejects humanitarian values and perpetuates human rights violations. Refl ecting 
back on the 32 chapters of this book, written by highly qualifi ed academics, readers 
are left with the sense of an enormous degree and variety of suffering, some of 
which may not yet have come to light. 

 Suffering and negative quality of life are complex constructs and deserve more 
conceptual attention. Some chapters imply that current suffering relief efforts tend 
to be superfi cial, not addressing the underlying human, community, and societal 
weaknesses that are the principal cause or source of the problems. While funding is 
a prerequisite to solving many problems of human suffering, changes in basic social 
and political institutions also are needed for long-term solutions to the enormous 
amount of human suffering. 

 Obviously, some people cannot shed their suffering on their own, but much suf-
fering remains preventable and relievable, whether with self-care, professional 
health care, the help of informal caregivers, or by the humanizing of societal institu-
tions. However, the amount of the world’s preventable suffering is enormous. To 
achieve the goals of alleviating suffering and improving the quality of life of those 
trapped by suffering, social institutions will have to change, and the culture of inter-
personal caring will have to greatly expand. If researchers, health care profession-
als, activists, and ordinary citizens help each other arrive at common solutions to 
suffering as well as the means by which to alleviate it, we will move forward toward 
reaching a solution to this global challenge.     
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