I

7, we examine parallel questions regarding mental illness. This

what people mean when we say something is a mental illness.
¢ how and why mental illness is distributed among social groups;
sciety historically has treated persons with mental illnesses; and

experience mental illness, from initial symptoms, to treatment,

fter treatment.
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. . on
In 2003, the pharmaceutical company GlaxoSmithKline began a carlnp}alt?gn 3
| an
“nlert” the public of the dangers of restless legs syndrome (RLS) (\X; olos Sl1lnmers'
a . . :
Schwartz, 2006). Television, Internet, and print advertisements asked con:
chwartz, . ,

' / when
Do you feel a strong desire to move your legs from time to time, offen

they make you uncomfortable? o
Do those sensations in your legs occur or get stronger when you

isations in
Does moving around or stretching help ease those uncomfortable sensa

your legs? . -
e Do those uncomfortable sensations feel their worst at night:

Anyone who answered “yes” was warned that .they mlgélt sdurt;lfer f(r)c;r; ilrlc)]fes’
and enZouraged to seek medical treatment—specifically, the g
. bK Glf;::ro E}T;lstehﬁlsn;’st appeared, a slew of articles and televisiog

R Glecl in the media warning that one of every ten adults suﬁ;ere
fom RLS. apcll3 eal'rl uld seek treatment—all based on a press. releasef 1_'((i)nc11
e RL'S Cline re; orting results from one unpublished study it had fun }f
Glaxosm'lthK]iln; liepartz %006). Many of the media reports recommended £ at
'(\)V'OI'OShl? an’th Ee:tiess l’egs seek information from the. nonproﬁ.t Restle‘;ssd el;gs
glc?:‘r?gi?:nwlnone mentioned that the foundation is primarily funded by

GlaxosmithKhnT (\Xl\il(zrlz S:(n ; rsllcrinflzlr—lgzrg’(\xzn(zg()s)mnlar side eﬁegts), has also beep
toutcla\(/i1 (g)i rti::zg;; RLS Il))y ,its manufacturer, Boehringer Ingelheim Pharmaceuti

cals. According to the drug’s website (MirapexER .com):

MIRAPEX may cause you to fall asleep without wa.ming duﬂngltd?;ly
activities, including talking, eating, and driving, which ma)lll re.sutiom
accidents.... When taking MIRAPEX-ER or MIRAPEX, ha uc'masfeel
(unreal visions, sounds or sensations) may occur and you may s'oZletlme .
dizzy, nauseated, faint or sweaty when you si‘t up or sta;u'i qmct.n ..C;)mpuzswe
patients have reported problems, such as gambling, compulsive eating,

buying, and increased sex drive. (Emphasis in original.)

—especially when
Does this seem like a reasonable treatment for restless legs ] eI:sp;L . \{myone
h 21 sness can be “cured” by moving around or stretching? Is; t o anvone
the restles : o
whose legs don’t feel restless occasionally? Can restless legs really ,
themselves? o - N
o f‘xf rding to many doctors, yes. This raises the question: WhaF d e med
cco ,ye _ ¢ _
hen we say that something is a disease? In this chapter, V\f exami DA
:1: of illness and disease. We look first at hoW pepple a:irel e}ég o i
c%oss history and then at the medical and soaologlcalTr}rllo e se e i
) i en w
i inki bout what illness means. ;
osing ways of thinking a : hen e
OPPd_ 'ni caz act as an institution of social control, highlighting p
medici
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through which behaviors or conditions become defined as illnesses, the conse-
quences of these definitions for individuals and society, and the potential conse-
quences of our growing reliance on genetic explanations for disease.

EXPLAINING ILLNESS ACROSS HISTORY

Throughout history, people have experienced and feared illness. To relieve their
anxiety and make the world seem less capricious and frightening, they typically
have sought explanations for why illness occurs and why it strikes some rather
than others. Most often, these explanations defined illness as a deserved punish-
ment for sinful or foolish behaviors and blamed individuals for their own illnesses
(Brandt and Rozin, 1997; Weitz, 1991). Such explanations provide psychological
reassurance by reinforcing people’s belief in 2 “just world” in which punishment
falls only on the guilty (Meyerowitz, Williams, and Gessner, 1987).

The history of leprosy vividly illustrates this process. Both the Jewish and
Christian Bibles describe leprosy as punishment for an individual’s sin. Biblical
explanations for leprosy, coupled perhaps with some awareness that leprosy was
contagious, led Western societies for centuries to isolate affected individuals.
Throughout the Middle Ages, Christian society required anyone diagnosed
with leprosy to participate in a special mass for the dead, known as the lepers’
mass. After the mass, a priest would shovel dirt on the individual’s feet to sym-
bolize his or her civil and religious death. From then on, the individual was le-
gally prohibited from entering public gathering places, washing in springs or
streams, drinking from another’s cup, wearing anything other than the special
“leper’s dress,” touching anything before buying it, and so on (Richards,
1977:123-124).

By the early nineteenth century, pre-scientific ideas about illness had begun
to erode as the idea grew, especially among the elite, that scientific principles
controlled the natural order. According to the new scientific thinking, illness oc-
curred when biological forces combined with personal susceptibility. Doctors
(still lacking a concept of germs) argued that illness occurred when persons
whose constitutions were naturally weak or had been weakened by unhealthy
behaviors came in contact with dangerous miasma, or air “corrupted” by foul
odors and fumes. As a result, whereas earlier theories had blamed illness on im-
moral behavior, these new theories blamed illness on wunhealthy behavior.

As the history of cholera shows, however, these new ideas still allowed the
healthy to blame the ill for their illnesses. Cholera first appeared in the Western
world in about 1830, killing its victims suddenly and horrifyingly, through over-
Whelming dehydration brought on by uncontrollable diarrhea and vomiting.
Cholera is caused by waterborne bacteria, generally transmitted when human
Wastes contaminate food or drinking water. It most often strikes poor persons
because they are the most likely to lack clean water and to be weakened by in-
sufficient food, clothing, or shelter,

To explain why cholera had struck, and why it struck the poor especially
hard, early nineteenth-century doctors asserted that cholera could attack only




102 CHAPTER 5

individuals who had weakened their bodies through improper living (Rasse,
1988; Rosenberg, 1987). According to this theory, the poor caused their own
illnesses, first by lacking the initiative required to escape poverty and then by
choosing to eat an unhealthy diet, live in dirty conditions, or drink too much
alcohol. Thus, for example, the New York City Medical Council concluded in
1832 that “the disease in the city is confined to the imprudent, the intemperate,
and to those who injure themselves by taking improper medicines” (Risse,
1988:45). Conversely, doctors (and their wealthy patrons) assumed that wealthy
persons would become ill only through gluttony, greed, or “innocently” inhal-
ing some particularly noxious air. This theory of illness allowed the upper classes
to adopt the new, scientific explanations for illness while retaining older, moral-
istic assumptions about ill people and avoiding any responsibility to aid the poor
or the ill. In sum, instead of believing that immorality directly caused illness,
people now believed that immorality left one susceptible to illness.

Despite the tremendous growth in medical knowledge about illness during the
past 200 years, popular explanations for illness have remained remarkably stable. The-
ories connecting illness to sin continue to appear, 2 do theories that conceptualize
{liness as resulting from poorly chosen (although not necessarily sinful) behaviors and
attitudes (Brandt and Rozin, 1997; Tesh, 1988). Parents still act as if colds are
caused by playing in the rain rther than exposure to VIruses, and public health
authorities more often focus on urging people to exercise than on addressing the
conditions (such as dangerous neighborhoods, lack of gyms, or the need to hold
down two jobs) that keep people from exercising, Similarly, author Rhonda Byme,
in her hugely popular book The Secret, argues that ‘ndividuals “attract” health, wealth,
sickness, or poverty to themselves simply by thinking about these conditions. As she
writes, “Tllness cannot exist in a body that has harmonious thoughts.... You cannot
‘catch’ anything unless you think you can, and thinking you can is inviting it to you
with your thought” (Byme, 2006:130-132). In sum, theories of illness that focus on
individual responsibility continue to reinforce existing social arrangements and to help
us justify our tendency to reject, mistreat, or simply ignore those who have dlnesses.

MODELS OF ILLNESS

But what do we mean when we say something is an illness? The answer is far from
obvious. Most Americans are fairly confident that someone who has a cold or cancer
is ill. But what about women whose bones have become brittle with age; men who
have bald spots or enlarged prostates; o young boys who have trouble learning, drink
excessively, or enjoy fighting? Depending on whom you ask, these conditions and
actions may be defined as normal human variations, illnesses, bad character, or bad
behavior. As this suggests, defining liness is not a simple task. In this section, we ex-
plore how doctors and sociologists approach. these issues.

The Medical and sociological Models of lliness

The medical model of illness refers to what doctors typically mean when they
say something is an {liness. This medical model is not accepted in its entirety by
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pmmmﬁ-

edical and Sociological Models of lliness

Medical Mod
el Sociological Model

lliness is an objective label: All educated
peoplg agree on what is normal and
what is illness.

IFI’I:oesis is a subjective category: Educated
ple sometimes disa

be labeled illness. Pl
Example: Female sexual dysfunction
(FSD) is a biological disease
characterized by lack of sexual
responsiveness.

Example: F_SD is a label given to women
who are distressed by their lack of

sexual responsiveness with their current
sexual partner.

ll‘lngss is nonmoral: Conditions and be-
hgvnors are labeled illness scientifically
without moral considerations or
consequences.

lliness is a moral cate > iti

' gory: Conditions and
beha_wors are labeled illness when they are
considered bad or abnormal.

Example: Labeling FSD an illness and
labeling individuals as having FSD
are neutral biological statements
that do not reflect moral judgments
of the condition or individual.

E.xample: Wg label sexual nonrespon-
siveness an illness because we find it

repugnant, and we typically look d
o
on those who have FSD. 4 "

lliness is an apolitical label: Politics
have no impact on who or what is
labeled illness.

Hliness is a political label: S

: Some groups have
more power than others to decide what is
an illness and who is ill.
Example: FSD was first identified by

doctors through scientific research. L g N

moted by pharmaceutical i
com
sell drugs. e

Each illness results from a unique

etlology. lliness results from a combination of social

and biological causes
E)_(ample.' FSD results from a .
bpchemncal imbalance best treated
with a drug.

Example: Women'’s sexual problems of-
ten reflect psychological and interper-
sonal as well as biological problems.

all doctors—those in i i
. public health, pediatri i i
o hose i , pediatrics, and family practi i
o C}; t(; unSEIQEI 1t—.and is not rejected by all sociologist}s, Pl;utcitci(z talfz célrspe'cmuy
Summiri;m of illness in the.medical world. The sociolog’ical model og r'rl]llmlrlt
o me(si clntl(f:lal soc1ol_0glsts’ retort to the medical model of illness. Thi ‘socio,
el id(;aﬁ reh ec;s sociologists’ view of how the world currently c.> er;llst ot
o Comparezf tsh :uctl operate. Key 'Concepts: Medical and Sociological ]\I/}odelse St;ntZf
D) se two models using as an example female sexual dysfuncti
T,ha recc;x;tly developed and still contentious diagnosis ymenen
e . . :
. Illike)elca} model of ﬂness begins with the assumption that illness is an
e e 19g8 xlrgen 1\;[0 angrthlng that deviates from normal biological function
' g . Most doctors, if asked, would i i0 1 .
Sl asked, wou explain that pol
Opausse i}sla: (il}slmpts the cIlloﬁn*nal functioning of the neurological gf(;tlec;il's tclil:tsed o
ormone deficiency disease” i , + the
Y 20 y disease” that, among other th impai
b]enzss vf]l}cl)émai a.blllty to regenerate bone; and that men devell;1 gs,ugnpalrs -
n their prostates grow excessively large and unnaturall}}:j corrrllgz ptl(l)_
ss the
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urinary tract. By extension, the medical model assumes that each illness has spe-

cific features that any doctor can recognize (Mishler, 1981).

In contrast, the sociological model of illness begins with the statement that
illness (as the term is actually used) is subjective label, which reflects personal and
social ideas about what is normal as well as scientific reasoning (Weitz, 1991).
about normality differ widely across both indi-
t of 4 feet, 6 inches would be normal for a
Pygmy man but not for an American man. Drinking three glasses of wine a
day is normal for Italian women but could lead to a diagnosis of alcoholism in
American medical circles. In defining normality, therefore, we need to look not
only at individual bodies but also at the broader social context.

Moreover, even within a given group, “normality” is a range and not an
absolute. The median height of American men, for example, is 5 feet, 9 inches,
but most people would consider someone several inches taller or shorter than
that as still normal. Yet medical authorities routinely decide what is normal and
what is illness based not on objective markers of health and illness but on arbi-
trary, statistical cutoff’ points—-deciding, for example, that anyone in the fourth
percentile for height or the fiftieth percentile for cholesterol level is il (Cohen
and Cosgrove, 2009; Hadler, 2008).

Similarly,

Sociologists point out that ideas
viduals and social groups. A heigh

sociologists note, the process of assigning diagnoses to individuals
is far from objective. For example, African American patients with chest pain .

often receive diagnoses of indigestion, whereas white patients more often receive
diagnoses of heart disease. Meanwhile, French doctors often attribute patients’
headaches to liver problems, whereas U.S. doctors more often attribute them to

neurological causes (Hoffman and Tarzian, 2001; Nelson, Smedley, and Stith,

2002; Payer, 1996).

Because the medical model assumes illness is an objective, scientifically de-
termined category, it also assumes that moral judgments play no role in labeling
conditions or behaviors as illnesses. Sociologists, on the other hand, argue that
illness is inherently a moral category because deciding what is illness always
means deciding what is good or bad. When, for example, doctors label meno-
pause a “hormonal deficiency disease,” they label it an undesirable deviation
from normal. In contrast, many women consider menopause both normal and
desirable and enjoy the freedom from fear of pregnancy that menopause brings
(Martin, 1987). In the same manner, when we define cancer, polio, or diabetes
as illnesses, we judge the bodily changes these conditions produce to be both

al and undesirable rather than simply normal variations in functioning,

abnorm:
e define a condition as

abilities, and life expectancies. (Conversely, when w
healthy, we judge it to be normal and desirable.)
Similarly, whenever we label someone ill, we suggest there is something un-
desirable about that person. By definition, an ill person is one whose actions,
abilities, or appearance do not meet social norms: expectations within a given
culture regarding proper behavior or appearance. Such a person is typically con-
sidered less whole and less socially worthy than those deemed healthy. Tllness,
then, like virginity or laziness, is a moral status: a social condition that we be-
lieve indicates the goodness or badness, worthiness or unworthiness, of a person.
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From i i int, i i
cime or s bt A+ fomn of deviames Pasm, T2 e s ouch
o : | arsons, 1951). To sociologist: -
an%: eSOrI:thr}Smtlf ;lfe:‘lzllj‘r:ito ;isozsr nccz; rgsessarﬂg mean that it’s immoral. Ra%hesr’, 131:7;—
! . nditions that socially powerful persons withi
‘g,;Zf;ec:(jZ?;eniﬁl:e{X/\:hether accurately or inaccurately, to b]i imrnso1\::;Illdc§11rnt<:)i
whether it’s deviant.) by sce?;rfgﬂif“;?ite}:zit?eiiasor ‘ii_OhteS wial sinctions. Thx
prhether X : es egative social sanctions. This
fem refen (t::tol ;r?sf zllenfilmegt, from. ridicule to execution. (Conversely, positive
social sanctions can be :;grz’eéagl n%rff:ﬁ:m toi(’en o melihood) These
as doctors. L.ater .in this chapter we’ll ﬁ)ok a:,scl))r?nlecz’f Eﬁicilers, 'and el v "NCH
imposed against ill persons. e soculsanctions
For ¢ i
I Of};]elniasrsnlea bree]eix:lonsltt}éat th,e medlce.tl model doesn’t recognize the moral
Ahonh o Somegt,i I1n oesn’t recognize the political aspects of that process.
e o O ies participate acFlvely in these political processes—
T Su,c ! fIilliurance companies should cover treatment for newly
derlie the ilhless—labe]inga;roczsn ;Zalgge?z;aflevfndocmrs recognize o pelites o
dere at S in . In contrast, sociologists point ou
er etlgznaoctﬁreliltlacﬁ; or behavior is l.abeled an illness, some égroupz will betzrilgt
ore than ot th;t benic;irtnehgroups will have more power than others to enforce
oo Tin et s them. As’a result, open political struggles often emerge
Ly Hines defintions a ;oplc we'll retumn to later in this chapter). For example,
o, venmiculiie m have:v triiin Wisrehi constantly exposed to asbestos dust in their
oot sl s h.n.gy . gh rates of cancer have fought with insurance
labeled an illness. MeanwhileC th:i;ﬂﬂ‘;g‘i;;:ﬁ . dC Olllmzl A
- , : 1es and the doctors they em
e I?ignll?teid that no such C]:ISe?,SC exists and that the high rates of cancezin quizzd
e estahre me(r;ly coincidences (Schneider and McCumber, 2004) ¢
i SYZ;PtOTn Isnbeutcjll model. of ﬂln.ess assumes that each illness has not only
e symptoms bu Z(})( a ullnque etiology, or cause (Mishler, 1981). Modemn
ecine wsum C,a Jor @ ample, that I.:uberculo§is, polio, and other infectious
o e each camsed. Y a unique MICroOTganism. Similarly, doctors continue
o] e que causes Qf heart disease and cancer, such as high-
i s o exr;losure to toxm_s. Yet even though illness-causing micro-
v o € leqlrjw ere e?nd environmental health dangers are common
bl an}()i hiart g(_:orne ill as a result. By the same token, although choles:
B s e ﬁsc;ase are st.rongly_ correlated among middle-aged men
i low_choi —tc o1 ecslt.erol d1et§ without developing heart disease, and’
o i o dls erol diets but' die of heart disease anyway. The doctrine
A iy iiffferiiczurages medical researchers from asking why individuals
B e uoh diffezc bwlsiys to the same health risks and encourages research-
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R et t,hat the socio ogical perspective, illness is a social construction
exists in the world not as an objective condition but because we’
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i i sles does not
have defined it as existing. This doesn’t mean that the virus causing mea

that when we
exist or that it doesn’t cause a fever and rash. It does mean, though,

. . . .
talk about measles as an illness, we have organized our 1deljls ablc;l,clz t(l)l:tti\;nlr:s,P f:;f;lé
d rash in only one of the many possible ways. In another p o ,af People
m }E:Sconceptua]ize those same conditions as manifestations ofnw1tc (11;0 ,ether
E]elflthy response to the presence of microbes, or as 's,ogle1 ootizlr 1p:;ecs}s1 ;11 ‘ g?cgl, -
To sociologists, then, illness, like crime ot sin, rt?fersl tob 1<;>h Oi w,ithin LA
social conditions subjectively defined as undesu"zll\? e by
ture who have the power to enforce such definitions.

MEDICINE AS SOCIAL CONTROL

i ici t to the drugs that doctors pre-
. 'everYday e lucieutstet}zoxiiﬁef:elgiii;z trsffefer to the world and cultu.re of
e alse we might say that modern medicine is an e)-cceed‘mgly
o oot exa'mpor’that modern medicine primarily focuses on treating disease
CO:}TS et}}(xaer? t;p ilas(iking for environmental causes of llness. EVC}Ill more ‘;)Irl(;:ig,
o . . § B
ZZciologists refer to medicine.as an instztuttig;tSr(;lcelstlobilssitz ﬁfle n:a rcla rtl:;li oo
tiOnf . 'iefe;eltio izidjzzge:;ilj;sg"l%;}:z; we talk of medicine as an in.stitutioi,
:7}&71: ri?;v};’o th(i,g wo’rld and culture of doctors as Wt?ll as ';_o thi ae{;orl);or?;ﬁ; saobc;u;
itie pc underpiMi;gs' o \N;Zsrtls;ttxe——rg:)gc}tlg’rs,o;;spitalg, ;he medical
ine as an
o t? fhiﬁ)li\i;:ler a?)ilil et:ht:C world, and so on—has grown over the past c;ntgz.a
o Co)ne of theg central concepts in the sociology of health agd illness 1slt Seo1c -
that medicine is, among other things, an institution ofdsc])aaai Zgilit;loéroup 4
control refers to the formal and infomﬂ methods used by AL
that individuals conform to social norms and to 'pxn‘ote(.: existing bi
ensuref ower among groups. When we say that medicine 1s an }nsutusociety
:Zzi‘:loco};trol, we are saying that mledi.cn?z 15”aFl;iﬂzX:Lr:)clteurgoimisu; ey
1 “keep people in line. s .
o 50‘:163?532 evrvvlfestlfl((;r slznle)oie 12 a malingerer who should be shPrined c::. ;i
by ill 2 d sympathy. In such a situation, doctors act as social con
e a'nd' 'e;er‘{esorymgups (such as parents and religious leaders) that enfor.cai
agilltsr:lol:r?;smhl: atlie neg)rit sections, we will see how doctors, as agegt?]l of SSO:; ;
Sc(;itrol, both decide which conditions or behavmlrs sh_oallJl;iO}aei labeled illnes
press sick people to get well and return to normal sOCL .

Creating lliness: Medicalization

Ille pIO(:eSS t]lt()u ll VVthh a (:()Ild fion o1 be 1aV101 l)eC() 1€S de“[le(l as a 11 edlcal
g 131: n as me dlcallzatloll (:311]:\ P

iti iviti erly consid-
2007). For example, as social conditions have changed, activities f(;lnzl }(fi i
. , . . ’ ,

ered sins or crimes, such as masturbation, homosexual activity, or heavy

problem requinng a medical solution is
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have become defined as illnesses. The same has happened to various natural con-
ditions and processes, such as uncircumcised penises, male balding, aging, and
pregnancy (Armstrong, 2000; Conrad, 2007; Rosenfeld and Faircloth, 2005).
The term medicalization also refers to the process through which the definition of
an illness is broadened. For example, when doctors expanded the definition of os-
teoporosis to include anyone with low bone density rather than only individuals
who had experienced unusual bone fractures, the number of persons diagnosed
with osteoporosis almost doubled (Grob and Horwitz, 2009).

For medicalization to occur, one or more organized social groups must have
both a vested interest in medicalization and sufficient power to convince others
(including doctors, the public, and insurance companies) to accept their new def-
inition of the situation. Not surprisingly, doctors often play a major role in med-
icalization because medicalization can increase their power, the scope of their
practices, and their incomes. For example, during the first half of the twentieth
century, improvements in the standard of living coupled with various public
health measures substantially reduced the number of seriously ill children. As a
result, the market for pediatricians declined, and their focus shifted from serious
illnesses to minor childhood illnesses and well-baby care. Pediatrics thus became
less well paid, interesting, and prestigious. To increase their market while obtain-
ing more satisfying and prestigious work, some pediatricians have expanded their
practices to include children whose behavior concerns their parents or teachers
and who are now defined as having attention-deficit hyperactivity disorder
(ADHD) (Conrad, 2007). Doctors have played similar roles in medicalizing

crooked noses, obesity, drinking during pregnancy, impotence, and numerous
other conditions (Grob and Horwitz, 2009; Loe, 2004).

In other instances, however, doctors have actively opposed medicalization
(Swoboda, 2008). This by definition is the case with any contested illness: dis-
tressing and painful symptoms that affected individuals believe constitute an
illness even though many doctors disagree. For example, fibromyalgia is charac-
terized by many common symptoms, including pain, dizziness, insomnia, and
headache. Moreover, no blood test or X-ray can identify an individual as having
fibromyalgia. As a result, many doctors question whether it really is a disease.
The same is true for chronic fatigue syndrome, multiple chemical sensitivity,
and Gulf War syndrome, among others. In these cases, consumers often press
for medicalization to get validation for their experiences, stimulate research on
treatments and cures, and get health and disability insurance coverage for their
problems (Barker, 2005, 2008; Conrad, 2007). The rise of the Internet has
made it much easier for such consumers to find each other, reaffirm each other’s
sense that they suffer from a real illness, and lobby for medicalization.

Another major force in battles over medicalization is managed care orga-
nizations (MCOs). MCOs (discussed in detail in Chapter 8) are health insur-
ance providers that restrain costs (and, ideally, improve quality of care) by
monitoring closely the health services given to patients. MCOs either support
or oppose medicalization, depending on which tactic best protects their interests
(Conrad, 2007). For example, in the past, MCOs typically rejected requests for
gastric bypass surgeries to help obese patients lose weight, implicitly arguing that
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i ve
obesity was a personal rather than a medical issue. .More lfeclentlsi,t el\r/rInCS)sSt}Slafor
started approving these surgeries in hopes of reducing their long
Obemy_refliateldnci;s'?:iiorce behind medicalization is the pharmz.tceutica.l m_dus‘trY

Corffgz 2%%7). 2fhe industry has a vested economic interest 1n ;E)%Cg.cagzil;;
( h nevér it can sell a drug as a treatment (Cohen an.d Cosgrove, ! ; Ceuticai
‘2;\70(;37‘ Rothman and Rothman, 2003). For exarr_lple, in 1985, the p eglm}ilormone
om| ,any Genentech patented a genetically egglgeered hurnanf grov&g h hormone
fiesi pned to increase height in children with pituitary gland de ec;s;. - -m:
hovgever, are rare. To expand the market for its drug, Genentech sp

ified the shortest 3% of students and then

i that ident
school screening programs : and then
i d the students’ parents that the students might benefit from o
B emont. Tha nt side effects and only 1n-

treatment. That treatment, however., carried significa
creased height in children with pituitary defects.

Case Study: Working Together to Medicalize Attention-Deficit I;llzf;;tzst\lt;
Disorder (ADHD) Neither doctors, consumer groups, nor ;;heir aceaner
companies have sufficient influence to medicah'ze a condmgn on : acti‘.’ities
(f Ct:tessful medicalization depends on the interwoven interests an
St’? 2;h’e:::l and other groups. The history of ADHD illustrates this ]gilrocess: I
’ Scientists have yet to discover any biological ma¥kers (szc as ?Chﬂdren
for ADHD (Furman, 2009). As a result, doctors instead 1agn055. ren
ge.ﬂ}elSZ\]gHD if they have no signs of brain damage; are older .than age9 8, a]r;efore
vatteractive impulsive, or easily distractible (Conra.d 200?;5111&,6 13 Co)l.lld o
the 1960s: however, doctors rarely assign}eld the. cgsagnoms ecaus
1 jctive amphetamines.

. tr]:e;l(;i?oZlgioci?;gziu;jidlwiﬂing tg diagnose ADHD, however, tﬁgcleggz)es
amphetamine Ritalin (methylphenidate) appcargd on the market }irelt he Vo
Cp ad, 2007). Ritalin has fewer short-term side e;ffects than ot pduces
( es h’ and. in the short term, improves the ability to concentrate, re e
e senden t, act impulsively, and increases willingness to accept d-1sc1.p 1;1
o tendencz W(LO use it (regardless of their mental health). Yet thahq is far
?Egronni pn;r?:lcea. Chemically, it acts much like cocain'e (Vastag, 200-1).,: i{)t; 11;123:
diate side effects can include addiction, lgss of appetite, slt.:epl (ﬁ?rg; o ,(DaViS,
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Like pediatricians, many teachers readily adopted the concept of ADHD, if
for different reasons (Diller, 1998). Faced with cuts in staffing and larger classes at
the same time that school boards began placing an increased emphasis on testing
and competition at earlier and earlier ages, many teachers began looking with
favor on drugs that made their students more manageable. In addition, diagnos-
ing a student with ADHD shifts blame for poor student performance from
teacher to student. Not surprisingly, the suggestion to place a child on Ritalin
now often comes initially from a teacher (Diller, 1998).

Parents, too, often are relieved to find an explanation other than poor par-
enting for their children’s behavioral or educational problems. In addition, par-
ents hope to remove blame from their children, reduce the chances of legal
sanctions against their children, and stimulate research on treatment. Finally, par-
ents hope that having their children diagnosed with a disability—ADHD—will
give their children the protections built into federal antidiscrimination statutes:
access to special educational services plus protection against suspension or expul-
sion for any disciplinary problems potentially related to ADHD (Conrad 2007;
Diller, 1998). For these reasons, wealthy white children are much more often
diagnosed with ADHD than are poor nonwhite children. Currently, 6% of

U.S. teenagers are taking Ritalin or related drugs—twice as many as were doing
so in 1999 (Gu, Dillon, and Burt, 2010).

Unintended Consequences of Medicalization In some circumstances, medi-
calization can be a boon, leading to social awareness of a problem, sympathy
toward those diagnosed with an illness, and the development of helpful treat-
ments. Persons with epilepsy, for example, lead far happier and more productive
lives now that their seizures are treated with drugs rather than treated as signs of
demonic possession. But defining a condition as an illness does not necessarily
improve the social status of those who have that condition. Those who use alco-
hol excessively, for example, continue to experience social rejection even
when alcoholism is labeled a disease. Moreover, medicalization also can lead to
new problems, known by sociologists as unintended negative consequences
(Conrad, 2007).

First, once a situation becomes medicalized, doctors become the only experts
considered appropriate for diagnosing the problem and for defining appropriate
responses to it. As a result, the power of doctors increases while the power of
other social authorities (including judges, the police, religious leaders, legislators,
and teachers) diminishes. For example, now that troublesome behavior by chil-
dren is increasingly diagnosed as ADHD, parents, teachers, and the children
themselves have lost credibility when they disagree with this diagnosis. Similarly,
doctors are now given considerable authority to answer questions such as who
should receive abortions or organ transplants, how society should respond to
drug use, and whether severely disabled infants should receive experimental sur-

geries, while the authority of the church and family members to answer these
questions has diminished.

As this suggests, medicalization significantly expands the range of life experi-
ences under medical control. For example, the natural process of aging is
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increasingly regarded as a medical condition. Doctors now scrutinize all aspects
of the aging body and recommend psychological tests to measure mental decline,
hormones to improve virility, cosmetic surgery for wrinkles, and more (Conrad,
2007).
Second, once a condition is medicalized, medical treatment may seem the
only logical response to it. For example, if woman battering is considered a med-
ical condition, then doctors need to treat women and the men who batter them.
However, if woman battering is considered a social problem stemming from
male power and female subordination, then it makes more sense to arrest the
men, assist the women financially and emotionally, and work for broader struc-
tural changes to improve all women’s status and options.

Third, when doctors define situations in medical terms, they reduce the
chances that these situations will be understood in political terms. For example,
China, Pakistan, and other countries have removed political dissidents from the
public eye by committing them to mental hospitals. By so doing, these govern-
ments discredited and silenced individuals who might otherwise have offered

powerful dissenting voices. In other words, medicalization allowed these govern-

ments to depoliticize the situation—to define it as a medical rather than a

political problem.
Fourth, and as the examples of China and Pakistan illustrate, medicalization

can justify involuntary treatment. Yet treatment sometimes harms more than it
helps. For example, since the 1980s, U.S. doctors have legally forced small num-
bers of women to submit to cesarean deliveries, in which babies are surgically
removed from their mothers’ uteruses rather than delivered naturally through
the vagina (Daniels, 1993; Roth, 2003). In these cases, doctors argued success-
fully that childbirth is a dangerous medical condition rather than a natural pro-
cess, that doctors are better qualified than pregnant women to judge fetuses’
needs, and that fetuses” rights to health is more important than women’s rights
to control their own bodies. Yet the rate of cesarean section in the United States
is twice that recommended by the World Health Organization, suggesting that
doctors are far too ready to perform this potentially life-threatening surgery.
Ethical Debate: Medical Social Control and Fetal Rights (on page 112) explores how
the growing acceptance of the idea of “fetal rights” is affecting pregnant women

who use illicit drugs.

Medicalization and the “Potentially Il In addition to creating new illnesses,
medicalization has also led to labeling increasing numbers of individuals as
“potentially ill” (Boyer and Lutfey, 2010; Conrad, 2005; Scott, Wood, and
Gray, 2005). The potentially ill are individuals identified as having an above
average risk of illness, whether because of age, stress level, tobacco use, family
history, medical test results, or other factors.

The risks faced by the potentially ill vary substantially. Some learn that they
carry a gene guaranteed to cause 2 fatal disease. Many more, however, learn
that they have a condition such as high cholesterol that may increase their risk
of illness. The numbers of such individuals continues to increase as corporations
develop more tests for risk factors and as doctors (often reimbursed per test)

THE SOCIAL MEANINGS OF ILLNESS 111

adopt such tests. Similarl
. y, the ranks of the i i
! ' ! potentially ill ha
Exa?;;c:;t}ca.ld companies have encouraged both docZors angeccfflfznded o
FO[; eXampeller 1p }i:as about_helalth risks and to adopt treatments for tho?;elr':skt:
: » pharmaceutical companies have worked .
. : not onl
?}if)isr;lt:fn- Zf ?steoporosm.but also to create a new categz?yy ;(;t:(l):oad'en tfhe
thos Cauzzesd Ey (;steogorom;. Because osteoporosis refers to the I;Sk of lfcfrrll::a%ragr
ow bone densi ia 1 1 .
A nsity, osteopenia is essentially the risk of a risk of a
As this suggests, the health b
, enefits of learning th i i 1
o . : : g that one is potentiall -
g. o r; :Iistl(lgcgzjgriltidezg(f) ;le identified risk and the effectivre)ness (1)? Zv:l]illai(;e
. et al., . Those benefits, however,
Iaiﬁszhtileﬂlisychol.ogical .distress caused when people ;vri::lllllitu:lsa?q bes e
additiona SOmtetsso ;ntll?ht an(lj<ie -Zt ilny moment (Marteau and Richargs ?819}2)01;1;
, ese individuals experie i i ; '
of the benefits that those who have illrfessesnrcrfa e of s with
from discrimination.

‘ out any
y receive, such as legal protection

The Rise icalizati
e RE aogliir;es(ri:;;hzanon The problems inherent in medicalization have
2007, £ anick ook er) countermovement of demedicalization (Conrad
) at medical textbooks from the late 1800 i
ge;es .thallt no longer exist. For example, nineteenth- e
. |
teXtIr:Ol;lkc 1;;1:331 ste};/erill pages on the health risks of masturbation. One popular
fextbook emadade ateﬂmneteenth century asserted that masturbation caused
opreme emac c;(n, sallow or blgtched skin, sunken eyes, ... general weakness
wll s il Spoenes, oo oty deined pans” i
. lity, | , 1on, epilepsy, heart di i
gzig}s;: nizi :Eaazgty (Kellogg, 1880:365). Toc{)ay,ph}(;wever, ii:l?iz’l zzgggi:s,
i nas a healthy part of human sexuality.
- Fa ization, deme@callgation often begins with lobbying by con-
iy fr O.usor fxample, meﬁcal 1.deology now defines childbirth as an inher-
G Caneeron ioocess, requiring lntfensive technological, medical assistance
S e 194 g;nerzg,w:;%:oxpﬁm::;? tWorlnen have attempted to redeﬁnf;
. : , le, a atural process and have prom -
jomady ljt }rle:r;%;?sigoml n:;)tural. Chl'ldblrth- classes, to hospital birthirf)g cer?tt;r(;l atlo
o Sy asited f)n};l y midwives. Similarly, and as described in Chapte’r 7
Ty o an & lVISFS ave at k:ast partially succeeded in redefining homosex—’
E o pathological c.ondmon to a normal human variation. More broadl
rable books, magazines, television shows, and popular or,g;anizatiorlr;) 21110\};;

eXist tllat fOCLlS on teacl Hllg pe()ple to care f()] t}lel] own IICQIdl lat]le] l]lall
on t:) IEISII]g Ol Mme :a‘l care

any “dis-
century medical textbooks

(or in

Genetic Research and Social Control

Ihe [) 1 i W
otenti 1
3.1 for medlclne to act as a fOITn Of SOCial COntl’Ol COntinueS to gro
as

scientists learn more about human

b e o healtgenes—and as the public increasingly believes

h and illness. The shift toward increasingly




CHAPTER 5

ETHICAL DEBATE
Medical Social Control and Fetal Rights

In October 2006, 20-year-old Tiffany Hitson gave birth to a healthy baby girl.
The next day, after traces of marijuana and methamphetamine were found in her
baby during routine testing, Hitson was arrested for “chemically endangering” her
child. Hitson spent most of the next year in state prison.

Since her arrest, doctors have helped prosecutors to charge eleven other poor
or working-class women in the same rural, Alabama county with child endanger-
ment after drugs were detected in a newborn’s system or after authorities learned
that a pregnant woman was using drugs Nossiter, 2008). So far, none of the
women have had the money or the confidence to risk a trial and so all instead
have pleaded guilty.

Since 1990, about 300 pregnant women—most of them drug users, most non-
white, and almost all poor—have been arrested or involuntarily hospitalized to force
them to follow medical advice (Johnson, 2004). These actions reflect a growing ten-
dency among doctors, lawyers, and the general public to view mother and fetus as
separate beings, with separable and sometimes conflicting rights, and to see the fe-
tus rather than the mother as obstetricians’ primary patient (Roth, 2003). Given that
doctors have an ethical and a legal obligation to protect children from parents who
abuse them, should doctors have a similar obligation to protect fetuses even if it
means superseding mothers’ wishes?

Those who argue in favor of medical intervention find it illogical to protect chil-
dren from bodily harm after birth but to deny them protection that might ensure their
health before birth. Children born prematurely, addicted to drugs, or with birth defects
because their mothers did not follow medical advice may lead short, painful lives or
may survive with mental or physical disabilities. In addition, caring for these children
costs hospitals and taxpayers money. Those costs alone, one could argue, give the med-
ical and legal systems the right to intervene when women endanger their fetuses.

Others, however, have raised several objections to placing fetal rights above
mothers’ wishes. First, critics question whether medical intervention really is neces-
sary. For example, almost all well-structured research studies on mothers’ drug use
during pregnancy have found that it causes little if any long-term harm to children
(Roth, 2003; Singer et al.,, 2002). Second, drug withdrawal also can endanger fetuses,
as can threats of legal sanctions that discourage pregnant women from seeking
health care altogether.

Opponents of forced intervention further argue that doctors cannot necessarily
make better decisions than mothers do because they cannot understand fully the
circumstances in which mothers make those decisions. For example, many women

sease, behavior, and differences is known

defining genes as the cause of human di
nd Horwitz, 2008). Geneticization 1S a

as geneticization (Shostak, Conrad, a

form of medicalization.
Genes affect health in two ways: by causing “true” genetic diseases and by

increasing individuals’ predisposition to develop disease. True genetic diseases,
such as hemophilia, only occur if an individual has a specific gene (Williams
and Sternthal, 2010). Although doctors cannot cure these diseases, genetic testing
does provide affected individuals with the opportunity to learn whether they,
their children, or (for pregnant women) their fetuses carry a disease-causing

gene.
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the defect; or to continue a pregnancy to term, knowing that the fetus carries the
defect and hoping that this foreknowledge will better prepare them for the birth
of an ill or disabled child. Finally, they can try to have a healthy child who is
biologically theirs by surgically removing the woman’s eggs from her body, mix-
ing them with the man’s sperm in the laboratory, having a doctor test the result-
ing fetuses for genetic defects, and implanting only nondefective fetuses in the
woman’s uterus. This strategy is rare because the physical, financial, and psycho-
logical costs are extremely high and the odds of success are low.

In most cases, however, instead of directly causing disease, genes merely
increase the probability of disease. For example, no single gene causes Alzheimer’s
disease, breast cancer, heart disease, or diabetes. These diseases do occur more
often in some families than others, which suggests some sort of genetic predispo-
sition. However, research increasingly suggests that genes “express’ themselves
differently in different environments. For example, stressful conditions can
“turn on” certain illness-causing genes and weaken the effectiveness of illness-

preventing genes, thus increasing risks of depression, heart disease, and other ill-

nesses (Shanahan, Bauldry, and Freeman, 2010).

Genetic testing for this second sort of “genetic” disease can benefit indivi-
duals if it motivates those who test positive to take potentially health-preserving
actions. For example, women who learn that they carry the BRCA-1 gene and
thus have an increased risk of breast cancer might choose to adopt a low-fat diet
or to have their breasts removed prophylactically.

On the other hand, researchers so far have had little success in treating genetic
factors (Wade, 2010). Yet individuals identified through genetic testing as having
an illness or being at high risk for illness may lose their jobs, health insurance, Ot
life insurance even if they are healthy and despite laws banning such discrimina-

tion (Council for Responsible Genetics, 2001). Moreover, genetic tests cannot
tell how soon or how severely an individual with a particular gene will contract
a given disease. Increasingly, too, tests are identifying genetic anomalies whose ef-
fects, if any, are unknown. As a result, individuals often must make life plans with
little knowledge of what their futures (or their fetuses’ futures) will be like.

The rise in genetic research and testing raises the potential for genetic con-
trols far beyond anything now available. Relatively few persons oppose programs
to prevent the birth of children with Tay-Sachs disease, which causes initially
healthy children to Jeteriorate totally—both mentally and physica]ly——and to
die between the ages of 3 and 5 years. Yet many geneticists hope in the future
to expand vastly the number of conditions for which genetic tests are rufl.
Already many fetuses are aborted simply because they are female, as Chapter 4
described (Lawn, Cousens, and Zupan, 2005; Zhu et al, 2009). Would the
world really be a better place if we could abort fetuses because they would be

mentally slow or predisposed toward fatness?

Social Control and the Sick Role

So far, we have looked at how medicine functions as an institution of social con-
trol by defining individuals as sick or defective. Medicine can also work as an
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limited benefit and who therefore rely mostly on their own experience and knowl-
edge and that of other nonmedical people. Similarly (and understandably), it could
not anticipate the ways the Internet has enabled lay people—both sick and well—to
seek health information on their own and, occasionally, to challenge or ignore med-
ical advice as a result (Shilling, 2002). Finally, the concept of a (singular) sick role
ignores how gender, ethnicity, age, and social class affect the response to illness and
to ill people. For example, women are both more likely than men are to seek medi-
cal care when they feel ill and less likely to have their symptoms taken seriously by
doctors (Council on Ethical and Judicial Affairs, 1991; Steingart, 1991).

In sum, the sick role model is based on a series of assumptions about both
the nature of society and the nature of illness. In addition, the sick role model
confuses the experience of patienthood with the experience of illness (Conrad,
1987). The sick role model focuses on the interaction between the ill person
and the mainstream health care system. Yet interactions with the medical world
form only a small part of the experience of living with illness or disability, as the
next chapter shows. For these among other reasons, research using Parsons’ con-
ception of the sick role has declined over time.

IMPLICATIONS

The language of illness and disease permeates our everyday lives. We routinely
talk about living in a “sick” society or about the “discase” of violence infecting
our world, ofthandedly labeling anyone who behaves in a way we don’t understand
or don’t condone as “‘sick.”

This metaphoric use of language reveals the true nature of illness: behaviors,
conditions, or situations that powerful groups find disturbing and believe stem from
internal biological or psychological roots. In other times or places, the same behaviors,
conditions, or situations might have been ignored, condemned as sins, or labeled
crimes. In other words, illness is both a social construction and a moral status.

In many instances, using the language of medicine and placing control in the
hands of doctors offers a2 more humanistic option than the alternatives. Yet, as this
chapter has demonstrated, medical social control also carries a price. The same surgical
skills and technology for cesarean sections that have saved the lives of SO many
women and children now endanger the lives of those who have cesarean sections
unnecessarily. At the same time, forcing cesarean sections on women potentially
threatens women’s legal and social status. Similarly, the development of tools for ge-
netic testing has saved many individuals from the anguish of rearing children doomed
to die young and painfully but has cost others their jobs or health insurance.

In the same way, then, that automobiles have increased our personal mobility
in exchange for higher rates of accidental death and disability, adopting the lan-
guage of illness and increasing medical social control bring both benefits and costs.

These benefits and costs will need to be weighed carefully as medicine’s techno-
logical abilities grow.
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1. Throughout history, explanations for illness have commonly blamed ill per-
sons for their illnesses. Such explanations encourage policy makers to ignore
how social and environmental factors can foster illness.

2 Tllness is a social construction—not something that simply exists in the world
as an objective condition but something that exists because we have defined it as
existing. To sociologists, the term illness refers to biological, psychological, or
social conditions that are subjectively defined as undesirable by those who -
have the power to enforce their definitions.

3. Tllness is a moral status and a form of deviance. We label individuals ill when
they do not meet our social norms for behavior, ability, or appearance.

4. The medical model of illness assumes that illness is an objective label, applied
scientifically, without moral judgment or political bias. That model also
assumes that each illness is caused by unique biological forces.

5. The sociological model of illness regards illness as a social construction,
a moral category, and a political label and emphasizes that what is labeled
illness changes over time and space.

6. Medicine is an institution of social control. The institution of medicine acts
as social control whenever it defines behaviors and conditions as deviant and
pressures individuals to seek health care and strive to get well.

7. The process through which a condition or behavior becomes defined as an
illness requiring a medical solution is known as medicalization; the reverse
process is known as demedicalization. Four groups that often play prominent
roles in fights over medicalization are doctors, cOnsumers, the pharmaceuti—
cal industry, and managed care organizations.

3. Medicalization can reduce stigma, increase social awareness, and encourage
medical research. It can also cause unintended negative consequences, such
as increasing the power of doctors at the expense of other social groups,

depoliticizing dissent, and justifying medical-—and only medical—treatment.

9. Contested illnesses are combinations of distressing and painful symptoms that
affected individuals believe constitute an illness even though many doctors
disagree. Examples include fibromyalgia and multiple chemical sensitivity.

10. Genetic research and testing have increased the potential for medicine to act
as a form of social control, especially because of geneticization: the shift to-
ward assuming that genes cause human disease, behavior, and differences.
Genetic testing brings both benefits and problems to individuals and society.

11. The “potentially ill” are individuals identified as having an above average
risk of illness, whether because of age, stress level, tobacco use, family his-
tory, medical test results, or other factors.

12. The sick role model refers to social expectations regarding how society should
view sick people and how sick people should behave. The sick role has four
parts: (1) sickness is considered beyond individual control, (2) sick persons are
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