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ABSTRACT 

Thirty patients at a Tucson respiratory clinic were 

questioned to elicit data to yield an ethnography of 

asthma. The methodology involved one structured, open-ended 

interview per patient. The patients ranged in age from 24 

to 82; a range of demographic, sociocultural, and medical 

variables was represented. Two themes, control and 

limitation, surfaced as key issues in the construction of 

meaning attached to the experience of asthma. Asthmatics 

feel a loss of control over their lives, which they see as 

being shaped — to some degree — by the limitations that 

asthma incurs. The sensation of losing control causes fear 

or panic, a common emotion among asthmatics, according to 

informants. The need to take medication on a daily basis is 

seen as an important symbol in the development of patients' 

conceptions of their illnesses. The influence of dominant 

cultural values on the expression of asthma is discussed, 

and an understanding of the effect of asthma on the daily 

lives of Americans is offered. 

vi 



INTRODUCTION 

This paper delivers the results of a study of the 

experience of asthma as told by thirty patients at a 

respiratory clinic in Tucson. Originally the project was 

designed to allow an understanding of patients' perceptions 

of medications and the effect of those perceptions on 

medicine-taking behavior. The focus was prednisone, a 

corticosteroid: although it is highly effective in dealing 

with the problem of asthma, it often produces numerous 

counterindications. The hope was that the data would 

indicate a relationship between patients' beliefs about 

their medications and their medicine-taking behavior. This• 

type of information is deemed valuable because of the 

powerful systemic side effects of steroids and clinicians' 

concern about patients' use of the prednisone. 

Because of the nature of what informants had to say 

about their experiences of asthma, their attitudes toward 

their medications, and their medicine-taking behavior — 

all of which will be discussed in detail below — the 

results of the project, and therefore the nature of this 

presentation, are quite different from what was planned. 

From this ethnography emerged cultural themes that 

significantly influence the expression of asthma, the 

perception of self, and communication about social 

relations using illness as an idiom. I offer here a 

description of the project and its results, an 
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interpretation of the meaning of asthma within the context 

of contemporary American society, and my thoughts on the 

importance of illness ethnographies. First I shall outline 

a number of theoretical constructs that I then draw upon in 

my analysis. 



THEORETICAL CONSIDERATIONS 

A basic tenet within the field of medical anthropology 

is the notion, contrary to biomedical theory, that the body 

is not simply a physical entity but a locus of both 

cultural and personal experience. Such concepts as 

"psychosomatic sickness" are problematic because "psyche" 

and "soma" are not experienced separately but are fused. 

Biomedicine has often been criticized for treating only 

disease, defined as organic pathology, and not illness, or 

the complex of experiences that a sick individual faces 

(Kleinman et al. 1978). Conversely, medical anthropologists 

note that the experience of the body is not secondary to 

human existence, but that the body is a vehicle through 

which culture is manifest: "It is a conceit of ours that if 

society rules us at all it does so in our minds rather than 

in our bodies" (O'Neill 1985:48). Indeed, this is in large 

measure a basis of the study of the anthropology of health 

and illness: how do cultures provide the meanings that we 

ascribe to the myriad of experience of the body? The point 

is that individual experience is not compartmentalized but 

is integrated; experience and perception are built upon 

influences of the worlds we live in, including embodied 

ideology and characteristics of social relations. 

Several theorists have delineated different "bodies": 

the physical body is that which is experienced by the 

individual alone, and "the social body constrains the way 

3 
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the physical body is perceived" (Douglas 1970:93). In a 

sense, we use our physical bodies as a language for our 

social selves. Language about the body and by the body 

that we share is culturally determined. By understanding 

variations of the experience of the body (e.g. illness), we 

gain insights into broader cultural considerations such as 

definitions of normalcy, interpersonal relations, and 

political economic structures: 

The physical body can have universal meaning only 
as a system which responds to the social system, 
expressing it as a system. What it symbolizes 
naturally is the relation of parts of an organism 
to the whole. Natural symbols can express the 
relation of an individual to his society at that 
general systemic level. (Douglas 1970:112). 

While Douglas (cf. Comaroff 1982) writes of the physical 

body and the social body, O'Neill (1985) outlines five 

bodies: the world's body, the social body, the body 

politic, consumer bodies, and medical bodies. He sees the 

body as a symbol of and for culture (cf. Geertz 1973). 

Drawing upon the foundations laid by Douglas and O'Neill, 

Scheper-Hughes and Lock (1987) discuss the individual 

body/self, the social body, and the body politic. So, the 

anthropological study of the body is multidimensional 

because of the various spheres of its existence. 

Production of Knowledge 

How do individuals know what they know about their 

bodies? The concept of the production of knowledge is 
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useful when we are dealing with the meanings of 

experiences. That knowledge is produced has been referred 

to as a naturalist approach, as contrasted with the 

positivist approach of Western science, which maintains 

that factual knowledge exists and is uncovered (Young 

1978). Young (1981) details five types of knowledge: 

theoretical knowledge, with which we categorize our worlds; 

the knowledge of events; knowledge from personal or 

collective experience; knowledge created to share (i.e., 

for communication); and knowledge arrived at through 

negotiation or interaction with others. Tacit knowledge is 

knowledge that we have but are not aware of having. The 

process of ethnography can elicit this knowledge while 

simultaneously facilitating self-knowledge: the informant 

is given the opportunity to express thoughts and knowledge 

not previously connected. The point is that we "know" 

things in different ways. None of the forms of knowledge 

stands alone; they are of necessity intertwined. Thus, no 

one form, applied to a particular topic, can be thought of 

as a complete account of an individual's knowledge of that 

topic. For example, we may know about our bodies from 

something we learned in biology class, from family health 

rituals, from personal experimentation, or from the 

experience of relating to others. 
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EMs and Semantic Illness Networks 

Two tools useful in clinically applied anthropology are 

the explanatory model, or EM, (Kleinman et al. 1978) and 

the semantic illness network (Good 1977). The latter 

includes "words, situations, symptoms and feelings which 

are associated with an illness and give it meaning for the 

sufferer" (Good 1977:40). These networks often revolve 

around "core symbolic elements" (Turner 1967) that allow a 

connection between ideological constructs and personal 

experience. The EM is the patient's (or practitioner's) 

understanding of the cause, onset, pathophysiology, course 

and treatment of an illness episode (Kleinman et al. 

1978:256). Kleinman and others advocate the elicitation of 

patients' EMs as a means of understanding illness-related 

behavior. They note that a person may offer multiple, 

possibly conflicting, statements about the various elements 

of the EM. The EM produces a configuration of facts about 

an illness. A semantic illness network, an aggregate of 

information, emotions, and ideas about illness, is less 

rigid and includes EM constructs. 

Young categorizes EMs as theoretical knowledge, and he 

warns against the simplistic eliciting of EMs as a means of 

understanding the experience of illness in medical 

anthropology: 

A speaker does not necessarily know all of his 
facts in the same way, and he often gives 
different, epistemologically distinctive, accounts 
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of his sickness at the same time. (Young 1982:272) 

The implication here is that an EM offers one aspect of a 

patient's view of her/his illness, but it is incomplete. 

Nevertheless, Kleinman and his colleagues have taught us an 

important lesson: doctors and patients do not necessarily 

share understandings of sicknesses, and the clinical 

encounter might be more mutually satisfying if 

practitioners are aware of patients' conceptualizations of 

their illness. Furthermore, by examining patients' ways of 

ordering illness experiences, we can gain insight into 

cultural mechanisms that influence EMs and semantic illness 

networks. 

When physician and patient EMs differ, particularly 

with respect to treatment, a situation referred to as non-

adherence can arise, in which the patient does not "follow 

doctor's orders (see Zola 1980; cf. Gutheil 1977, Hulka et 

al. 1976). The problem here is that the patient and the 

doctor are relying on different realms of knowledge to 

reach conclusions about appropriate therapy. As 

Amarasingham (1980:353) indicates, "patients' refusal of 

medication is indicative of a gap between their experience 

and understanding of the medication and the intentions of 

the prescribing physician." She also (Amarasingham 1984) 

writes of the importance of the metaphors that patients and 

clinicians use to describe medications; these metaphors are 

a patient's way of communicating meanings that are salient 
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in his/her experiences. Thus metaphors are a tool that 

connect the five types of knowledge, with respect to the 

experience of illness and the doctor-patient interaction. 

In addition, metaphors illustrate patterns of thinking 

about illness within semantic illness networks. 

Illness Narratives 

One vehicle through which knowledge is produced, 

reproduced, and shared is the narrative (Price 1987, 

Williams 1984, Young 1978). An illness narrative is the 

individual's telling of an experience of illness; it can 

function as a device through which cultural ideology is 

confirmed, a patient's sense of self is affirmed or 

remodelled, and experience is ordered. Illness narratives 

contain messages about culturally dominant models of the 

body and of etiology, as well as cultural norms, 

expectations, and health practices. Illness narratives 

expose patients' EMs and often indicate how a person fits 

together concepts of body, self, and society. Through the 

construction of a personal narrative a patient reproduces 

ideology, using it to make sense of experiences that 

disturb previous order and alter roles and relationships: 

Narrative reconstruction is an attempt to 
reconstitute and repair ruptures between body, self 
and the world by linking-up and interpreting 
different aspects of biography in order to realign 
present and past self with society. (Williams 
1984:197) 
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Narratives offer insights into the impact of culture on 

sickness behavior and definitions. Not only EMs and 

semantic illness networks but also new conceptualizations 

of self can be gleaned from listening to patients talk 

about their illnesses. According to Comaroff (referenced in 

Crawford 1984:61), sickness can be viewed as 

... a deviation from a common universe of 
experience and a disruption of existing personal 
relations, activities, and social roles. As a 
disorienting experience, it requires a cognitive 
reordering, a re-integration of the afflicted 
person into the shared meanings and social 
relations of the culture. 

The telling of illness experience, aside from its value for 

the social scientist and the clinician, gives the patient 

an opportunity to extract positive value from an otherwise 

negative experience. Sirmons (1985:129) notes, "the act of 

making the history (i.e. narrative) was an affirmative one 

that meant that subject experiences were of value to other 

people." 

Social Labelling 

Social labelling theory offers an model of illness that 

is quite different from the scientific perspective. 

Biomedicine maintains that objective, universal, biological 

facts are the sole or crucial determinants of diagnosis, 

prognosis, and treatment. Alternatively, labelling 

theorists note that factors such as a person's 

socioeconomic status, power, and role often are keys in the 
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clinical process of decision-making (Waxier 1981). In other 

words, although the biomedical model purports to be 

scientific, in practice its workings are influenced by 

personal biases. Waxier (1981) notes that sociocultural 

norms of what is and is not considered to be disease; 

organizational constraints of hospitals and other treatment 

facilities; and interactive negotiations between patients, 

doctors, administrators, and family members all influence 

choices of diagnostic and prognostic labels and of 

preferred treatment. She (1981:288) outlines three stages 

in the labelling process: first, the admission that 

something is not normal; second, a negotiation process that 

culminates in the use of a particular label; and third, the 

way that the label affects social relationships and future 

symptomology. In addition, individuals labelled as having 

certain illnesses remind the rest of us of key cultural 

tenets that we might otherwise disregard (Nichter 1987). 

The Concept of the Sick Role and Liminalitv 

According to traditional anthropological theory, the 

experience of being sick involves the assumption of a "sick 

role." As with any other social role, the sick role 

involves a number of rights and responsibilities. The 

classic definition of the sick role, outlined :, Parsons 

(1958), entails the right to be excused from otrier role 

obligations, the right of not being held accountable for 



one's disease (cf. Crawford's notion of victim blaming, 

1977), the responsibility to seek appropriate treatment and 

act accordingly, and the responsibility to want to get 

well. However, as Alexander (1982) points out, this role 

definition is not always applicable. In the case of many 

chronic illnesses, the duties that one performs in other 

roles frequently are not waived. In fact, these duties 

become all the more imposing because of the necessity of 

simultaneously managing one's illness, a responsibility 

that has been conceptualized as the "work" of being sick 

(Strauss et al 1985). And when the patient does not perform 

this work, the second "right" of being sick — not being 

held accountable for one's condition — may be revoked. 

Most problematic, Alexander points out, is the concept of 

being "motivated" to become well. With chronic illness, the 

biomedical version of being well may involve management of 

symptoms with an iatrogenic treatment; that is, further 

illness can result from side effects of therapy. So, while 

a patient may be highly motivated to "get well," s/he may 

not comply with treatment. Or, a patient who seeks non-

biomedical avenues of treatment may be considered to be 

ignoring her/his sick-role responsibilities. 

Turner (1967) writes about the period of transition 

between one role and another, with particular reference to 

the experience of rites de passage, during which an 

individual is between the stage of childhood and adulthood. 
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He notes that unique emotions are associated with this time 

because of one's lack of identity. In a sense, certain 

forms of chronic illness can be related to liminality, 

because although the chronically ill individual is sick in 

some respects, s/he does not exactly assume the Parsonian 

sick role. Indeed, rather than being able to label 

themselves as "sick" or "well," the chronically ill must 

juggle the two roles, constantly feeling in between both. 



WHAT IS ASTHMA? 

Oh god. Well, first of all I would never wish it on 
anybody, except my ... maybe not even my worst 
enemy. It's real scary to me. It's like someone 
sitting on your chest or someone strangling you, 
and you just don't have any control over it, you 
really feel like you don't have any control. That's 
how I've always felt. (Emily) 

According to the biomedical model, asthma is a chronic, 

episodic disease characterized by problematic breathing, 

caused by a narrowing or obstruction of the bronchial tubes 

(Lane 1979, Spykerbd'er et al. 1986). In other words, air is 

unable to circulate throughout the lungs — both in 

inhalation and exhalation — because of clogged or 

constricted passageways into the lungs. My informants 

generally share this descriptive model; when asked, "what 

is asthma," most responded that it was a condition whereby 

the sufferer cannot breathe, experiences difficulty 

breathing, or cannot get air into and out> of the lungs. 

Causes are seen as involving the immune system, 

physiological components, and psychological factors, 

according to both the biomedical model (Stoudemire 1985) 

and patients (cf. Helman 1985). However, as is typical in 

biomedical practice, treatment is aimed at alleviating the 

symptoms, i.e., allowing sufferers to breathe more freely, 

rather than pinpointing and eliminating the cause. Indeed, 

when asked what causes a person to develop asthma, many 

patients said not only that they did not know, but that the 

13 
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doctors don't know. Some, however, offer concrete 

explanations such as allergies, weakness in the immune 

system, heredity, stress, or the result of illness or the 

environment. 

Some patients stress the chronic nature of their 

sickness — "It's something that's with you seven days a 

week, sometimes eight," — while others see it as posing a 

problem only at certain times of day, or seasonally, or in 

the presence of triggers that range from dust and pollen to 

weather conditions to emotional reactions. Regardless, 

treatment, whether it involves inhaled or oral medications, 

is not only a daily concern, but generally a many-times-a-

day concern. Even when medication represents "no big deal" 

to patients, they regard it as a matter to which they must 

constantly delegate some amount of attention. At the other 

extreme, medication can be something that has dramatically 

altered a person's life, as in the case of patients who 

experience side effects from medications that act 

systemically, such as theophylline or corticosteroids. In 

addition, the prescription of drugs may affect the 

patient's perception of the sickness, as well as her/his 

sense of identity. 

Adult asthma patients often are faced with the 

possibility of steroid therapy to control their symptoms of 

wheezing and breathlessness. Steroids can be administered 

orally, by injection, or through an aerosol that goes 
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directly to the lungs. While steroid therapy generally 

provides an effective means of repressing asthma symptoms, 

its use is controversial among both physicians and patients 

(Staudenmayer and Lefkowitz 1980; Lane 1979). Reported side 

effects of oral and injection steroid therapy include 

weight gain (increased appetite), thinning of bones and 

skin, cataracts, tumors, and muscle cramps. Also, patients 

may experience mood changes, and the steroids may suppress 

the adrenal glands' ability to respond to stress, injury, 

or infection. The oral form must, therefore, be 

administered and monitored carefully to avoid exposing the 

patient to potential danger. Aerosol steroids can cause 

hoarseness from inflammation of the larynx, and sore throat 

or thrush from Candida infection. 

Few studies have examined the experiences of adult 

asthmatics. Because of the ambiguous nature of the etiology 

and treatment of asthma, patients may have a variety of 

ideas and beliefs about the disease. Helman (1985), for 

example, found that all of his sample (21) of adult 

asthmatics attributed their illness to emotion and stress, 

while more than half also cited personality type, 

hereditary predisposition, allergies and the weather as 

causes. Their main strategy for maintaining health, in 

addition to use of prescribed medication, was withdrawal 

from a stressful situation or physical environment. Ellis 

and Friend (1985:43) interviewed 50 British asthmatics and 
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concluded, 

Serious defects were found in their ability to 
judge the severity of their asthma, in their 
knowledge of medication, and in the correct action 
to take when deterioration in control occurred. 

And Spykerboer et al. (1986:533) note, "a significant 

minority of ... parents (of asthmatic children) were found 

to harbour misconceptions about asthma." The concern of 

clinicians is that incorrect knowledge of asthma may result 

in improper management strategies, thus jeopardizing health 

status and precipitating hospital visits at the wrong times 

(Ellis and Friend 1985, Spykerboer et al. 1986). On the 

other hand, Gabbay (1982), in detailing various historical 

conceptualizations of asthma, points out that medical 

models of disease are as socially rooted as lay 

perceptions. 



METHODS 

Thirty patients at the St. Luke's in the Desert 

Respiratory Clinic at the Arizona Health Sciences Center 

were interviewed to elicit information regarding their 

experiences and perceptions of asthma and the treatments 

they use for asthma. The sample was found via suggestions 

from clinic employees — doctors, nurses, and 

receptionists. I contacted the patients, explained the 

project to them, and arranged interview appointments. The 

interviews were generally conducted at either the patient's 

home or place of employment, or the clinic. 

The interviews involved several sets of questions (see 

Appendix). First, basic demographic information was 

gathered: age, occupation, education, place of birth, 

principal doctor at the clinic, health care plan, years 

attending the clinic, etc. A second group of questions 

looked at characteristics of the illness: symptoms; how 

long patients had had asthma and whether anyone else in 

their family had it; their experience of asthma attacks; 

what sorts of things presented problems to them because of 

their asthma; and the effects of asthma on their lives, in 

physical, emotional, and social terms. Next, a series of 

questions was aimed at obtaining patients' explanatory 

models and perceptions of asthma: how patients define the 

illness and their perceptions of pathophysiology, etiology, 

prognosis, onset and course. Another set of questions dealt 

17 
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with medications and other treatments for asthma. This 

section also examined side effects, patients' perceptions 

of efficacy, and attitudes toward courses of treatment. A 

final, brief section asked about patients' attitudes toward 

the clinic. All interviews were taped and subsequently 

transcribed for coding. All of the patients named a 

diagnosis of asthma, while one-third also named either 

allergies or other pulmonary disease. 



THE POPULATION 

The patients — all Anglo — ranged in age from 24 to 

82, falling fairly evenly into three age categories: 24-39, 

40-64, and 65-82 (See Table 1). The range in terms of years 

since onset of the disease ranged from three to 74 years. 

However, the relationship between age and age at onset was 

mixed: some in the younger group were born with asthma, 

while others developed it during childhood, adolescence or 

early adulthood; likewise with the middle-aged group; and 

among the older patients, some developed asthma early in 

life while others were not affected until much later. Most 

patients relied on at least insurance coverage or medicare. 

Seven clinic doctors were represented: ten informants named 

one doctor as their principal doctor at the clinic; nine 

named another; five named third; and the remainder were 

split among four doctors. All patients expressed at least 

minimal satisfaction with the clinic within which I was 

fortunate to carry out this project; in fact, most patients 

were overwhelmingly enthusiastic about the care they 

received, regardless of their principal doctor. 

Twelve of the patients were currently working and eight 

were retired, while the rest were either on disability, 

unemployed, students, or housewives/mothers. Ten 

informants held or had held professional jobs; six were 

white-collar workers, and another six were blue-collar 

workers. All but one of the patients had at 

19 



least a high-school education; the mean number of years of 

schooling was 15. 

Many of the patients moved to Arizona because of their 

asthma. The rest cited personal or financial reasons for 

coming here, or were born here. All but four patients had 

been to the emergency room at least once because of their 

asthma, and six of them had been "many" times (more than 

10). When asked how bad their asthma was, one-third (33.3%) 

described their asthma as being severe. About half (56.7%) 

of the patients said their asthma was either moderate or 

under control now. The rest said it was not bad at all 

(6.7%), or they had too many health problems to 

differentiate (3.3%). In fact, these patients can all be 

classified as severe asthmatics; the experiences of those 

with a milder form of the illness might be different. More 

than half of the patients (56.7%) named another family 

member with asthma, either in their own generation or 

within two generations. Two-thirds of the patients lived 

with a spouse and/or other family members; the rest lived 

alone. 

Symptoms 

Nearly all of the patients cited chest tightness as a 

current or past symptom of their asthma. Most said they 

wheeze and/or cough, usually a productive cough. Shortness 

of breath with exercise or when resting was a common 
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symptom. Four patients said they did not experience asthma 

attacks, and one said he had had only one attack. The rest 

either experienced attacks in the past or still do. 

Medication or a change of climate were given as reasons for 

no longer suffering from attacks (See Table 2). 

Triggers 

Respiratory infections, temperature extremes or 

changes, humidity, and emotional reactions were the most 

common factors cited as triggers that would bring on either 

an actual attack or an episode of "having asthma." Other 

often-cited triggers included dust, pollen, food, and other 

allergies; exercise; smoke and other fumes or odors; 

aspirin; and "stress" (See Table 3). 

Medications 

All but one of the patients used at least a 

prescribed inhaler to control their asthma. These act to 

dilate the bronchial tubes or suppress bronchial spasms. 

Half were currently using an anti-inflammatory steroid 

inhaler, a few had used one in the past. One-third were 

using or had used cromolyn, which inhibits the constrictive 

response of the bronchial passages to inhaled antigens. 

Theophylline, a bronchodilator and pulmonary relaxant, was 

used by two-thirds of the patients, and a few others had 

used a theophylline medication. A few patients used other 
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drugs, either prescription or over-the-counter, and some 

were taking allergy shots, which were generally seen as 

beneficial to asthma (i.e., ability to breathe). All but 

one of the patients had taken the corticosteroid prednisone 

at some point; thirteen were currently taking it on a long-

term basis, and four were using a short-term burst at the 

time of the interview (See Table 4). 

Side effects were rarely mentioned for medications 

other than prednisone. However, eight patients were 

disturbed by such contraindications as shakiness, emotional 

reactions, insomnia, and gastrointestinal problems from 

theophylline; forgetfulness, headaches, and rapid heart 

beat were each cited once by theophylline users. Rapid 

heart beat was cited at least once for all other non

steroid medications; other side effects that were mentioned 

one or more times include concentration problems, sore 

throat, and sleepiness. The most common side effects of 

prednisone were weight gain, bone loss, thinning skin, 

cataracts, and mood swings. Other complaints include memory 

loss, muscle cramps, overgrowth of body hair (women), blood 

problems, tumor growth, aching joints, fungus infection, 

night sweats, and immune-system deficiencies (See Table 5). 
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Table 1. Description of population by age and gender 

Age Male Female Total 

# % # % # % 

24-39 yrs. 4 13.3 6 20 10 33.3 
40-64 yrs. 6 20 3 10 9 30 
65-82 yrs. 3 10 8 26.7 11 36.7 

Total 13 43. 3 17 56.7 30 100 

Table 2. Patients reporting various symptoms 

Symptom Yes* No* N/R* 

# % # % # % 

Chest tightness 28 93.3 2 6.7 0 0 
Wheezing w/colds 21 70 9 30 0 0 
Wheezing w/out colds 28 93.3 2 6.7 0 0 
Wheezing w/exercise 25 83.3 5 16.7 0 0 
Shortness of breath 26 86.7 3 10 1 3.3 

w/exercise 
Shortness of breath 20 66.7 9 30 1 3.3 

when resting 
Cough 26 86.7 4 13.3 0 0 
Mucus/phlegm 26 86.7. 4 13.3 0 0 

*A response of "yes" includes present and past symptoms; 
"no" includes not knowing; N/R indicates no response. 
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Table 3. Triggers 

Trigger Yes* No* 

# % # % 

Respiratory infection 24 80 6 20 
Dust 20 66. 7 10 33. 3 
Pollen 18 60 12 40 
Exercise/exertion 21 70 9 30 
Temperature changes 25 83. 3 5 16. 7 

or extremes 
Humidity 22 73. 3 8 26. 7 
Smokey room 18 60 12 40 
Aspirin 4 13. 3 26 86. 7 
Allergies 19 63. 3 11 36. 7 
Workplace 9 30 21 70 
Foods/alcohol 9 30 21 70 
Stress 18 60 12 40 
Emotional reactions** 22 73. 3 8 26. 7 

*A "yes" response includes present and past triggers; 
"no" includes not knowing. 
**It is noteworthy here that "stress" and "emotional 
reactions" are not necessarily the same to all patients. 

Table 4. Medications 

Medication Yes* No 

Inhaled steroids 18 12 
Inhaled cromolyn 10 20 
Other inhaled 29 1 
Theophylline 26 4 
Allergy shots 7 23 
Other non-steroid 14 16 
Oral steroid 29 1 

*A "yes" response includes daily, occasional, and past use. 
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Table 5. Reported side effects of prednisone 

Side effect £ % 

Weight gain/water retention 9 30 
Emotional reactions 9 30 
Bone loss/teeth problems 8 26. 7 
Hunger 7 23 . 3 
Skin problems (bruises, 7 23. 3 

break-outs) 
Systemic effects (endocrine 7 23. 3 

system, adrenal insufficiency, 
difficulty healing) 

Cataracts 
Muscle cramps/aching joints 
Blood problems 
Other (tumor, night sweats, 

fungus infection, heart 
problems, body hair, 
cushings syndrome) 

6 20 
4 13.3 
3 10 
6 20 
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Patients' Definitions 

When asked to define or describe asthma, most patients 

responded with some variation of, "You can't breathe," or 

by referring to constriction or blockage of the bronchial 

tubes, or a listing of some or all of their symptoms: 

wheezing, coughing, chest tightness, shortness of breath. 

Others alluded to allergic reactions, the chronic nature of 

the disease, having attacks, and the need to take 

medication. Many patients offered affective information: 

asthma is scary, nasty, devastating, uncontrollable, an 

aggravation, a terrible feeling, "a pain in the ass," or, 

"It's changed my life." 

In all cases asthma was described as something that 

causes some sort of limitation, either physical or social: 

patients said that asthma decreases their ability to 

breathe; it often makes them tired or weak; it may slow 

them down or limit their abilities. Socially, having asthma 

may interfere with holding a job, force a move to Arizona, 

disrupt daily activities, or cause patients to lead a "more 

cautious" life. Patients often said asthma makes them 

angry, disappointed, frustrated, scared, aggravated or 

resentful. It can be ';a lot to deal with," "a downer," or 

something that makes a patient want to die. On the other 

hand, two patients (7%) said having asthma was "no big 

deal." 

Asthma attacks were most often differentiated from 
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"having asthma," "having symptoms," or just basic periods 

of difficulty in breathing by degree (70%) or suddenness of 

onset (27%). Attacks involve a worsening of symptoms, not 

being able to breathe, not finding relief from medications, 

or even the necessity of a trip to the hospital. 

Explanatory Models 

Patients generally expressed a lack of understanding of 

the cause of asthma; nearly a third said they did not know, 

and a few did not directly respond to the question. Some 

talked about individual physiology: something in the blood, 

the immune system, or hormones. Three patients cited 

hereditary factors as a general cause of asthma; three 

cited a combination of factors (e.g., individual weakness 

and exposure to cold weather); and two patients listed 

environmental factors (weather, workplace, smoking, etc). 

On the other hand, when the patient was asked why 

s/he got asthma, the responses did not always match those 

given to the question of what causes asthma. For example, a 

24-year-old woman who did not know the cause of asthma said 

her case was probably related to hormones, because she 

developed it during puberty. A 66-year-old man who 

indicated that the doctors had never told him the cause of 

asthma felt that his may have been the result of taking 

allergy shots. A 39-year-old man thought his asthma was 

caused by an episode of viral pneumonia, though he did not 
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know what caused asthma in general. Finally, an 80-year-old 

woman who wasn't sure what caused asthma said she may have 

gotten it from inhaling fumes in a research laboratory she 

worked in when she was younger. A few indicated that they 

had asthma because a parent or grandparent had it 

(heredity); nearly half said that asthma was the result of 

exposure to a certain type of weather or some kind of 

toxin, or that they were left with asthma as a result of an 

illness or allergy problem. Pour patients said the cause of 

their asthma was stress or emotional factors. Individual 

physiology, smoking, and a combination of factors were each 

cited by one patient (See Tables 6 and 7). 

Most patients described the pathophysiology of asthma 

as involving a problem that hinders the flow of air in and 

out of the lungs. It could be that the lungs or breathing 

tubes collapse or constrict; the chest may tighten; or the 

lungs fill up. Other explanations included a loss of 

elasticity in the lungs, a change of breathing patterns, or 

an overproduction of histamines. Three patients said they 

did not know what happened. (See Table 8) 

Just over half of the patients described asthma as 

chronic, or something that does not go away. Another third 

said that the course of the disease depends on the 

individual, and two patients responded that the disease 

does indeed go away. Four patients indicated that they 

thought their asthma would (or was likely to) go away; the 



rest did not think so, or expressed doubt (See Tables 9 

and 10) . 

Table 6. General notions of etiology 

Cause # % 

Heredity 3 10 
Individual physiology 9 30 

(e.g. immune system) 
Environment (weather, 2 6.7 

workplace, lifestyle) 
Combination of factors 3 10 
Don't know 9 30 
No response 4 13.3 

Total 30 100 

Table 7. Cause: Explanatory models 

Cause £ % 

Heredity 7 23.3 
Individual physiology 1 3.3 
Environment 6 20 
Result of illness/allergies 6 20 
Stress 4 13.3 
Smoking 1 3.3 
Combination of factors 1 3.3 
Don't know 4 13.3 

Total 30 100 



Table 8. EMs of pathophysiology 

# % 

Lungs or tubes collapse, 11 36.7 
constrict, squeeze 

Walls of lungs or tubes 1 3.3 
swell shut 

Lungs fill up (with mucus) 4 13 . 3 
Tightness in chest/lungs 7 23.3 
Breathing patterns change 2 6.7 

or stop 
Lungs lose elasticity 1 3 . 3 
Overproduction of histamines 1 3.3 
Don11 know 3 10 

Total ' 30 100 

Table 9. Perceptions of course of asthma 

£ % 

Stable/chronic 12 40 
Gets worse 2 6.7 
Goes away 4 13.3 
Depends on individual 11 36.7 
No response 1 3.3 

Total 30 100 

Table 10. Will your asthma go away? 

# % 

Yes 2 6.7 
Maybe 2 6.7 
Doubtful 6 20 
No 20 66.7 

Total 30 100 



THE EXPERIENCE OF ASTHMA 

... the experience of illness and a culture's 
medical knowledge and practice reveal key aspects 
of the structuring of consciousness and objective 
social relations. (Crawford 1984:62) 

What defines the experience of having asthma? As I have 

stated, physiologically, patients and doctors agree that 

asthma is a condition characterized by an inability to or 

difficulty in breathing. Certain symptoms, treatments, and 

alterations of one's life are often involved. Although 

generally not detectable by laypersons, asthma, like 

chronic illness in general, often becomes a significant 

influence in a person's life (cf. Guyatt et al. 1987), 

sometimes to the point of determining or redefining a 

person's sense of self. Asthma, as any other illness, 

leaves the sufferer "with an alienated image of self, 

caught in the opposition of psyche and soma, and cut adrift 

from the wider social and moral context, ... attempt(ing) 

to impose vmeaning' upon an estranged world" (Comaroff 

1982:58). Here I am interested in examining the meaning 

that patients ascribe to these experiences. How is this 

meaning constructed? What cultural standards are involved? 

How do patients define their condition, and themselves in 

relation to it? 

The experience of asthma can be analyzed within a 

framework of cultural themes that are employed by 

asthmatics in attempting to attach meaning to the illness. 

31 
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The ethnography revolves around the act of medicine-taking, 

since all asthmatics (in this study) use medication on a 

daily basis. This behavior, which is not a part of "normal" 

life, is a constant reminder for the patient of his/her 

condition. Finally, one senses that during the course of 

their narratives, patients are actually discussing two 

topics: asthma, and their lives. When talking about asthma 

becomes a way of talking about life, the patient relies on 

affective statements and the relating of isolated 

incidents. Asthma becomes the medium for giving expression 

to one's life. So, patients use cultural themes to talk 

about their asthma, and they use asthma to talk about their 

lives. 

In this section I will relate the theoretical points 

outlined above to the experience of asthma, in order to 

create an illness ethnography. First I will discuss the way 

that patients produce knowledge of asthma. Next I point out 

the problems the individual faces in dealing with this 

knowledge as related to the self, and the different ways 

that asthmatics label themselves. Then I examine the 

experience of asthma with reference to this culture, 

drawing on the themes of control and limitation, and the 

idea of the symbolic nature of medication. I will conclude 

this section with a consideration of the sick role in 

relation to asthma. First, though, I present a detailed 

look at one patient whose narrative illustrates many of the 
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points I wish to make. 

An Example 

"Emily" is a 29-year-old professional woman with a 

master's degree; she has had asthma since birth. (Emily's 

definition of asthma is offered above, on page 13.) She 

says, "I don't have it 24 hours a day, seven days a week, 

it just flares up every now and then," but "it's always in 

the back of my mind." She had been going to the emergency 

room several times a year, but she has not been at all 

since she began attending St. Luke's, in 1983. She defines 

asthma as chronic but only aggravated by stress, physical 

or emotional. She remembers that her mother was afraid when 

Emily had asthma as a child, "and it was always a good 

excuse to get attention." She explains asthma in biomedical 

terms: "It's a lack of adrenaline being produced, the 

bronchial tubes close, instead of expand ...". She thinks 

every case has a different cause; a stressful childhood is 

probably what caused her to get asthma. 

Confident, enthusiastic, and articulate, Emily produced 

a narrative — like many others — riddled with 

contradictions. In defining asthma, she says, "you just 

don't have any control over it," but she feels capable of 

staving off an attack, which she differentiates from 

symptoms in terms of suddenness of onset and persistence of 

symptoms: 
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I know that when I get it I can now stop and say to 
myself, why can't I breathe now, do I need 
medicine, or do I just need to change my attitude a 
little bit here. 

Of her medication (ventolin inhaler), "I usually do carry 

(it) with me all of the time, I must admit ... I like to 

have it handy, in case I need it." She told her doctor at 

St. Luke1s that she would do anything to prevent her asthma 

from getting worse. Because he implied that she would never 

be able to breathe without the inhaler, she has sought 

treatment from another type of practitioner, a homeopath, 

but she is reluctant to tell her clinic doctor this. She 

hopes that with the help of the homeopathic remedies she 

will no longer need even the inhaler. 

Emily says that asthma has not affected her lifestyle 

much, and that if anything it has had a beneficial effect 

by forcing her to make a concerted effort to stay healthy: 

she stopped smoking, switched to a less stressful job, and 

started getting more rest and more exercise. As a child she 

used more medication than she does now, and she fears that 

she may have "damaged" her body. She no longer uses any 

medication of any kind, except a ventolin inhaler, which 

she relies on only when her symptoms worsen in spite of her 

efforts to reverse them. 

Knowledge of Asthma 

Patients' understanding of asthma (and their 
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medications) comes primarily from the theoretical knowledge 

(Young 1982) of the disease that their doctors have told 

them and they have read, and from their own experiences 

with episodes or attacks. The patient adopts the language 

of the clinician to communicate overlapping aspects of 

patient and practitioner EMs (Cicourel 1987). For example, 

when asked to define asthma, patients often offer affective 

responses, but some sort of biomedical description is 

included: a constriction of the bronchial tubes, a blocking 

of the air passages, a chronic condition involving attacks, 

and so on. Etiological explanations also reflect "doctor 

talk": "I don't think the doctors know that," or "after I 

had pneumonia ..." or "it runs in my family." When asked 

about treatment, drug therapy is the primary topic; 

persistence was required to determine if patients have 

personal or alternative methods of symptom management. As 

for onset, patients often preface their remarks by 

mentioning that the doctors think such-and-such, or that 

the doctors don't know, but, "personally, I think ..." When 

a conflict arises, that is, when a patient has a different 

perception — this situation usually obtains in the area of 

severity or appropriate therapy — the patient finds a way 

to rationalize or support his/her opinion and discount the 

doctor's position, by pointing to the fact that "you know 

your own body better than the doctors do." In other words, 

they relied on experiential knowledge for certain 
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understandings, and theoretical knowledge for others. Or, 

patients might tell of coming to new understandings of 

their situation bctsed on what clinicians told them; and, it 

became evident to me that many of my informants were 

producing knowledge to communicate to me, and 

simultaneously reconceptualizing their understanding 

through their narratives. 

Patients use metaphors to describe the event of 

bronchial constriction; these images have in common the 

fact that they all involve some sort of oppression: asthma 

is "like dragging around a ball and chain," it gives one a 

"clausterphobic" sensation, it is like "smothering," 

"drowning," "choking," or being hit by a truck or a brick. 

When relief occurs, the sufferer can "breathe a sigh of 

relief"; it's like brushing your teeth: "they feel so good 

and clean after you get all the stuff out. That's how your 

lungs feel afterward, so clear." One informant compared the 

way his medication worked to Drano: "All of a sudden the 

air can go in." But, he doesn't like taking medicines 

because it makes him feel as though he's "strung together 

with piano wire." 

The Labelling Process 

With asthma, what is problematic is not necessarily the 

label of the disease, but the way the label is expressed. 

The distinction between "having asthma" versus "being 
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asthmatic" (although not necessarily in those exact terms) 

mirrors the contrasting attitudes of being a basically 

ordinary person who has to deal with an external thing 

called asthma, as opposed to being an asthmatic and 

therefore not a normal person. We might examine the 

factors that correlate with a person's self-labelling as 

"an asthmatic" (i.e., sick, not normal) versus as a healthy 

person who occasionally has asthma. Interestingly, 

virtually no objective criteria exist for the determination 

of severity of the disease. (Perhaps this statement applies 

to all types of sickness.) Number of visits to the 

emergency room is often employed to rate severity, but the 

decision to go to the emergency room rests with the 

patient. Use of corticosteroids can be used but can be 

problematic: are previously "addicted" patients who are 

able to eliminate steroid use exhibiting an amelioration in 

their physiological condition relative to those patients 

who cannot get off steroids, or is the process a 

combination of biological, psychological, and sociocultural 

factors? 

If an individual "is an asthmatic," treatment will be 

expected to suppress symptoms but not get rid of them 

altogether. Thus treatment may involve medication or some 

other bounded entity. While the asthmatic may talk of 

his/her life as being different from the non-asthmatic's, 

there is no talk of the individual making changes to affect 
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the status of his/her asthma, because asthma is not seen as 

a "thing" to be changed. However, the individual who "has 

asthma" may be more willing to actively attempt to get rid 

of it. This type of patient talks of the effect the disease 

has on his/her life, and minimizing that effect is often 

more complex than just taking drugs. 

For example, a 39-year-old man who has had asthma for 

more than 20 years explained that he was left with asthma 

after a bad case of pneumonia, and that, along with asthma, 

and perhaps as a result of the large doses of prednisone 

that he takes, he has a diminished ability to fight off 

infection. Consequently, he often gets sick when he tries 

to reduce — or "taper" — his dose. He wonders, "why did I 

end up this way that I have to take these pills around the 

clock, but everyone's got their own problems in life and 

mine happens to be asthma." The attitude displayed here is, 

"asthma is a part of me," not, "asthma is something that 

perhaps I can get rid of." 

On the other hand, a 67-year-old woman has had asthma 

since she was in her mid-20s, when she was a refugee in 

World War II. She also has a number of other medically 

defined health problems such as an ischemic heart and 

kidney trouble. Of asthma she remarks, "I don't get it as 

bad as I used to," thus distancing herself from the 

disease. One doctor (at a military base) told her she would 

be taking steroids daily for the rest of her life. That 
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doctor told her, "You're too sick for that (exercise on a 

stationary bicycle, and getting off steroids)." He 

discouraged her questioning his treatment, and refused to 

answer her questions about the side effects of the 

steroids. Since going to St Luke's, however, she takes them 

only "if I get sick." 

So, the decision to label breathing difficulty as 

asthma is not the issue here. Instead, the way in which the 

patient applies the label to him/herself may, as labelling 

theory suggests, have an impact on perceived severity of 

symptoms and need for certain medications. To understand 

this situation, a project might examine more closely the 

language patients use to describe their illnesses. 

Questions might be geared at determining whether patients 

consider themselves normal versus sick, and to what extent 

they consider the illness to be a part of themselves versus 

something that affects them. Clinicians might try to be 

sensitive to the way patients talk about their illnesses, 

with the goal of renegotiating label-usage to facilitate 

termination of problematic therapy (e.g. oral steroids). 

Asthma as Limitation and Idiom of Control 

The notion of limitation can be thought of as fitting 

into a larger conceptualization of self and health outlined 

by Crawford (1984), who writes that the discourse of health 

in our society revolves around the ideas of control and 
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release. He notes the position of "self-control" in our 

culture, and he discusses health as both a goal of such 

control and a means of confirming it: 

Self-control, self-discipline, self-denial, and 
will power may be attempted not only in order to 
achieve health; they may constitute the symbolic 
substance, the implicit meaning of the pursuit of 
health. (1984:76) 

Douglas (1970:100) offers thoughts on the relevance of 

control as a theme in our culture: 

Bodily control will be appropriate where formality 
is valued, and most appropriate where the valuing 
of culture above nature is most emphasized. 

While the discourse of asthma is pointedly different from 

that of health, nevertheless we can see the relevance of 

this theme of control. 

As Crawford's informants express, health is a state of 

self that is arrived at through the application of control. 

He maintains that by talking about health in terms of 

control, Americans are affirming the extent to which they 

are part of their culture. Thus, those who have asthma, a 

condition that does not necessarily preclude health, must 

renegotiate their sense of control. Still, control is a 

dominant theme in the experience of asthma, a state in 

which the sufferer's body does not perform properly the 

vital function of breathing, an activity that "normal" 

individuals ordinarily do not include in the domain of 

control. To maintain health, most of us must control our 

diet, our "bad habits," our levels of physical exertion, 
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our management of "stress," but not our breathing: that is 

usually automatic. Because the asthmatic's breathing is 

interfered with, s/he must reconsider the objects of 

control, to include those things that affect breathing. My 

interviews reveal two variants of the notion of control 

with respect to health: 1) by being unable to breathe, 

asthmatics feel a "limited sense of control"; and 2) asthma 

is a condition that must be kept "under control" with 

medication or some other treatment. Indeed, half of my 

informants directly referred to the lack of control caused 

by asthma, or the need to keep it under control; the rest 

expressed the idea of control but did not actually use the 

word "control." 

Without exception, patients refer to the limiting 

quality of asthma. Some patients are particularly 

articulate: "It puts limits on what you can do, like any 

disease does"; "I know my limits"; "I consider it a real 

hindrance in my life"; "You have a limited sense of 

control." 

Asthma limits people's activities in all spheres of 

life. Physical and social activities, intellectual 

capacity, career competence, what to eat, where to live, 

and emotional well-being are some of the specific 

limitations that my informants talked about. Many of them 

expressed a sense of regret or frustration at not being 

able to do certain things that they would like to do, 
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whether those things were riding a bicycle, taking long 

walks with a friend, working in the garden, being able to 

exercise more vigorously without having to rely on 

medication, staying in school, holding a job, living near 

one's family, functioning "on the level that I'd like to," 

or feeling "as good as I ought to." So, they are in 

somewhat of a liminal state: not well, not sick, but 

somewhere in between. 

Because of the value placed on control in this culture, 

this limitation is problematic; asthmatics must find other 

means to assert their self-control. They express the 

American value of control in their attempts to manage their 

asthma. For some, this means sacrifices based on a 

heightened awareness of intolerable situations. For others, 

medical treatment (i.e., drug therapy) is the answer. In 

fact, when asked if they used any treatments or methods to 

control or manage asthma aside from medication, patients 

had relatively little to say. Some talked about "breathing 

exercise," a form of diaphragmatic breathing that 

facilitates air flow. Many asthmatics alluded to the 

necessity of controlling their environment: staying away 

from allergens such as dust, pollen, or cigarette smoke; 

avoiding "stressful" situations; moving away from a cold 

and/or damp climate; watching what they eat. By engaging in 

these activities, asthmatics can, like Crawford's healthy 

informants, participate in our culture's "ritual of 
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identity and justification" (1984:80). With respect to the 

notion of the sick role (Parsons 1958), the use of self-

control is invoked as a means of fulfilling the obligation 

of motivation, not necessarily to get well but, because of 

the chronic nature of their illness, to minimize the 

occurrence of symptoms. , 

Medication is seen as a fool-proof means of controlling 

asthma, and, as with other lifestyle changes, taking 

prescribed medication faithfully proves that the patient is 

controlling his/her condition. Because of the primacy of 

control in our society, patients who cannot control their 

asthma on their own must rely on medication. Perhaps the 

cultural importance of the virtue of self-control can 

explain the conflict a patient feels when faced with the 

necessity to take medication on a daily basis. The 

integration of self-control into the individual's identity 

has been threatened. Society exempts the patient from 

responsibility for the genesis of an illness such as 

asthma, but not from the obligation to control the illness. 

Informants rarely believe they will "get better" in the 

sense of getting rid of asthma, but "with medication, it's 

under control" is a common refrain. So, patients express 

dislike of taking medication — a feeling that not many are 

able to explain — but they seem to place a higher value on 

the control of their bodies. Inability to maintain this 

control is where the idea of limitation comes in. 
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Informants see asthma as involving some factors that are 

out of their control — heredity or constitution, or just a 

lack of medical knowledge — and some things that they can 

control: 

... it doesn't get half as bad now, because I know 
how to control it, and also 50 percent of it is 
aggravation: if I get aggravated too much, that 
will bring on an attack, so I control that too. 

Likewise, the stress — physical or otherwise — of a job 

may provoke asthmatic troubles, causing a sufferer to be 

unable to perform what is expected. So the patient's 

identity or role in terms of the economic system needs to 

be renegotiated. For some, this means not working, relying 

instead on social security or family members, or retiring 

early. 

Medication as Symbol 

Medication is a "core symbolic element" (Turner 1967) 

in the sense that it is seen not only as a means of 

managing asthma symptoms, but as a locus for the concepts 

of control and limitation, and for the meaning of asthma as 

an illness, not a disease (Kleinman et al. 1978). Thus 

medication becomes a symbol of control and is indicative 

not only of the severity of one's condition, but of the 

degree to which one is able to invoke self-control. In the 

past asthma — and other chronic illnesses — may have been 

viewed as opportunities for character-building, in the 
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individual's overcoming the limitations of the disease. 

However, the increasing "commodification of health" has 

brought about a situation in which the afflicted individual 

depends on medication rather than inner strength to deal 

with illness (Nichter, in press). 

The nature of asthma medication is an important 

consideration when looking at the way that an asthmatic 

labels him/herself. First of all, most of the medications 

need to be used at regular intervals during the day, thus 

requiring that the asthmatic remember to carry the 

medications around, or return home during the day. So, even 

if the patient does not have a problem with asthma on a 

daily basis, s/he still feels a need to have the medication 

handy just in case. Secondly, asthma medication does not 

only involve taking pills; inhalers are an integral part of 

therapy because they act directly and exclusively on the 

lungs. However, the use of the inhalers can cause 

embarrassment; even if the individual patient is not or is 

no longer embarrassed, s/he recognizes that it is "weird," 

not only for self but for others. Finally, many of the 

medications induce counterindications, from shakiness, 

memory loss, and gastro-intestinal upset from theophylline, 

to a long list of moderate to severe problems from 

prednisone (corticosteroids). 

Informants talked about the prognosis of their illness 

in terms of medication; they talked of attacks in terms of 
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medications; and they talked of the consequences in terms 

of social relations of taking — and not taking — 

medications. For example, patients judged that their asthma 

was not as bad as it used to be because they no longer took 

prednisone, or, it must be pretty severe because they can't 

get off prednisone, or, with medication it's not a real 

problem, or that having to take prednisone would represent 

an unpleasant milestone in their asthma career; they speak 

of attacks as requiring more medication than otherwise, or 

that an attack is a situation in which one's pharmacopeia 

of medication won't alleviate the breathing difficulty; one 

woman said that because one of her medications makes her 

shake, people often think she is nervous at work; others 

note that they cannot get through their days, fulfilling 

their own and other people's expectations, without their 

medication. 

When asked if they take their medications on a schedule 

(i.e., as prescribed) or just as needed (i.e., not as 

prescribed), nearly all patients said they follow doctors 

orders to the letter. Furthermore, all of the informants 

were pleased with the care they receive at the clinic, 

often crediting their St. Luke's doctor with reducing their 

medications, eliminating medications, or saving their 

lives. Only rarely did a patient disagree with the doctor's 

prescription of drugs, saying that the doctor would not do 

so if it weren't absolutely necessary. Perhaps medicine is 
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a necessity in one's private life in order that one's 

public life might appear normal. 

Taking medication may be "no big deal," or it may have 

a profound effect on a patient's life: 

It's taken a man who's been in good shape all of 
his life, put excessive weight on me, changed me 
physically ... I could look in the mirror and see 
my face go into a watermelon ... I have ... pains 
in my joints, swelling in my ankles ... mood 
changes ... and sometimes a false sense of security 
... the physical scar on my neck (fatty tumor), 
muscle cramps and pains that are sometimes 
excruciating ... I sometimes develop shakes and 
twitches ... when I first started taking them 
(steroids) I felt like superman ... I felt a 
physical strength that I knew I didn't work that 
hard to achieve. 

Regardless of its effect on lifestyle, medicine-taking 

represents a daily commitment, and as such, is instrumental 

in the redefining of one's identity and role. All 

informants alluded to the necessity of having their 

medication at hand at all times; they spoke of being 

reluctant to go any where without medication for fear of an 

attack. For one woman, this meant always wearing clothes 

with pockets. Inevitably, during the course of the 

interview, patients rummaged through drawers, pockets, or 

purses to pull out any number of pills or inhalers. 

The need to take medications brings up one of the major 

conflicts that asthmatics deal with. The general feeling 

was expressed that no one likes to take medication on a 

daily basis; it makes an individual feel vulnerable, 

dependent, unhealthy. But affective statements about 
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medications are difficult; when asked how they feel about 

taking medicine every day, patients often retort, "How 

would you like it?" or, "Well, of course I'd rather not, 

but I've got to breathe." A rare patient will respond, "It 

doesn't bother me as long as I'm healthy." This is clearly 

an unusual attitude; patients don't like daily medication 

because it is a constant reminder that they are not healthy 

in some sense. Medication is symbolic of every effect on 

their lives that has been the result of asthma. 

Some informants talked of maintaining a "healthy 

lifestyle" as a means of avoiding episodes of asthmatic 

difficulty. Exercise, a healthy diet, and avoiding both 

allergens and stressful situations were the basic features 

of a healthy lifestyle. Emily said that having asthma 

"forced me to change my lifestyle for the better," adding 

that she used to smoke, she had a stressful job, and she 

didn't get enough rest or exercise, but that sitting in the 

waiting room of the clinic, seeing people who looked older 

than their years, hocked up to oxygen tanks, motivated her 

to avoid ending up "like that." 

Adopting the Sick Role 

The different ways that patients respond to symptoms of 

asthma —that is, to what extent they adopt a sick role — 

has been connected to personality factors (Staudenmayer 

and Lefkowitz 1981; Zimet et al. 1979). Many informants who 
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developed asthma as adults said that, over the course of 

the years, they learned to handle it better; that is, they 

felt more capable of controlling the outcome of an attack 

by either appropriate administration of medication or by 

consciously suppressing the feelings of panic that 

aggravate attacks. Several said that their attacks used to 

be more severe than they are now, because the fear of not 

knowing what was happening, not having much experience with 

asthma attacks, caused anxiety, which made it even more 

difficult for them to breathe. But, "I learned how to 

handle it," is a common refrain, followed by a statement 

about their current ability to prevent attacks from 

becoming as bad as they used to. Patients seemed to feel as 

though it were their responsibility to work at suppressing 

their symptoms, be it with medications, by avoiding 

triggers, or through "talking themselves out of an attack." 

They expressed the idea that if their symptoms did get out 

of hand, it probably was their own fault (cf. victim-

blaming ideology, Crawford 1977): they should have been 

more aware of the presence of triggers, or, aware, they 

should have done something about the situation, or they 

should have been more successful at calming themselves 

down. At the same time they resent having to disrupt their 

activities to deal with asthma. One 32-year-old woman said, 

"I resent having to deal with it, and I have a tendency not 

to." A 45-year-old man said, 
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When I'm exerting myself in a sport, when I get 
really severe, when I'm just hanging on, my ego 
wants to finish the game before I get my medication 
... which is really stupid, but I do it. 

And a 26-year-old woman tells of how her mother used to 

blame her for attacks when she did not follow doctors' 

orders, but adds, "I've progressed to the point where I 

know the consequences of my actions ... and she knows that 

there are some things I can't control." We see here the 

beginning of a conflict that centers on the extent to which 

the individual can control asthma. According to a 24-year-

old who has had life-threatening attacks, a doctor told her 

that while "it's not your mind that's controlling it 

(having asthma)," nevertheless with self-hypnosis "you can 

calm yourself down" in order to deal with an attack and 

prevent it from getting worse. Thus, the patient is 

expected to control the affective variables that provoke or 

worse attacks, but not the physiological factors. This fits 

nicely into the American ideology that one is supposed to 

keep a tight reign on one's emotions but that physiological 

matters are generally not within the sphere of personal 

responsibility. When the patient feels that her/his 

psychological control is slipping, anxiety, panic, or fear 

sets in. 



CONTROL - LIMITATION - PANIC 

We can conceptualize a sort of continuum in relation to 

the experience of asthma, where perfect health represents 

total control; when asthma becomes a part of an 

individual's life, control (as well as other aspects of 

living) becomes limited; as asthma gets worse, the 

limitations increase, and when the patient feels a loss of 

all control, panic or fear sets in. Thus we see control, 

limitation, and panic as the three dominant constructs in 

the experience of asthma. Patients talk of their loss of 

control as well as the need to control their asthma, a 

justifiable concern even if "control" were not a cultural 

concomitant to conversations about health, because of the 

consequences of being unable to control the inability to 

breathe. 

And yet, patients fall into two categories: those who 

feel resentful of the limits that asthma has imposed on 

their lives, and those who have, in a way, taken it in 

stride. My feeling was that age at onset would affect one's 

reaction to asthma: a person who had had it since a very 

young age, having not experienced any other way of life, 

might be more able to feel "healthy" or "normal" than those 

whose lives were disrupted by the onset of asthma. This 

turned out not to be the case. In one instance, a 24-year-

old woman who has had asthma since she was an infant said: 

I know that it's affected my lifestyle, I haven't 
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been able to be very outgoing, I've been restricted 
in my activities throughout my childhood, so I 
don't have a lot of things to get out and meet 
people with ... I've grown up being kind of a 
loner. 

On the other hand, a 30-year-old man, who also had asthma 

since infancy, told me, 

I started becoming incapacitated from it, it 
reduced the number of hours in the day that I felt 
as if I was functioning at a reasonable level ... I 
have to sleep more than I would if I was completely 
healthy. I think I have access to my full mental 
(and physical) capabilities less than if I didn't 
have asthma, 

but he goes on: 

I don't think I've let it inhibit me from getting 
on with my life, I mean it's no big deal ... 

However, all of my informants expressed — explicitly or 

implicitly — that over the years their ability to cope 

with asthma has increased. 

Patients conceptualize chronic illness as a challenge, 

enemy, punishment, weakness, relief, loss, or value 

(Lipowski 1970). When asked to define or describe asthma, 

my informants always talked about the difficulty in 

breathing. In addition, affective responses frequently 

dealt with the annoying, frustrating, maddening, or 

frightening aspect of asthma, using terms such as 

"horrible," "nasty," "devastating," "scary," and "a 

nuisance." One informant facetiously remarked that having 

asthma was "a real party." Asthma tends to be experienced 

as a challenge and an enemy. And, patients feel a certain 



weakness based on their inability to breathe without 

medication. When asked why they got asthma, patients who 

had an explanation generally referred to weaknesses in 

their immune system, or an inherited weakness, or a 

reaction to stress. Many of my informants expressed the 

idea of asthma as weakness or abnormality: "(Asthma is) the 

only thing that's wrong with me"; (An asthmatic's) system 

is weak, weaker than others"; "You just overreact to the 

things that — I can't believe I'm saying this — normal 

people don't react to"; "(An asthmatic's) body keeps 

sending out the wrong signals"; "There's something wrong 

inside, my breathing's not right"; (Asthmatics) have the 

wrong disposition"; "I had weak bronchial tubes"; "I'm 

still not normal"; "I probably had weak lungs all along." 

How patients renegotiate their definition of self 

involves the meaning they ascribe to asthma, which in turn 

depends upon the degree to which they see asthma as a 

limiting force in their lives. Often the patient uses the 

administration of medication to define themselves as 

asthmatics and to construct an understanding of their 

limitations. When asked how bad their asthma was, patients 

often expressed the idea that with their medication it 

wasn't so bad, or since they've been using such-and-such 

drug, it's gotten much better, or, occasionally, it must be 

bad because of the necessity of taking a certain drug. So, 

while the experience of asthma revolves around the symptoms 
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— wheezing, shortness of breath, coughing — the meaning 

of this experience revolves around the methods of managing, 

or controlling, asthma. Thus, the patient's perception of 

medication has a direct impact on their illness EM. 

Inevitably, everyone is limited in their abilities by 

some or many influences in their lives; these influences 

may involve money, emotional or physical handicaps, or any 

of a number of "minor" problems such as allergies, weight 

problems, vision or hearing impairments, or a "stress." 

When an individual has a concrete focus of limitation, e.g. 

a chronic illness such as asthma, does s/he take advantage 

of his/her properly functioning abilities, or does asthma 

become a determining factor that affects all or most 

aspects of the individual's life? What coping styles 

(Lipowski 1970) do patients adopt, and do these styles 

correlate with demographic, cultural or family 

interactional variables? Lipowski (1970) as well as Zimet 

et al. (1979) suggest that personality and illness coping 

style are interrelated. It is necessary to consider not 

only cultural factors that influence personality 

development, but also the meanings of asthma within a 

cultural, social, and economic context. In other words, 

expressions of the experience of asthma are embodiments of 

cultural themes that influence the production and 

reproduction of social relations, which in turn contribute 

to the construction of "personality." 
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Asthma, Social Roles, and Person 

Asthma limits the way that people fit into their 

previous roles. It therefore affects their perception of 

"person," as derived from individual's roles and other 

people's responses to them (LaFontaine 1985). A young man 

with severe asthma can no longer be the breadwinner for his 

family; instead, they must take care of him, emotionally 

and financially. He feels as though he has been "dealt a 

bad hand." A young woman with asthma must leave her family 

because she cannot live in her home state. Several 

informants could not be a part of the workforce because of 

the disruption their asthma causes. A woman's role as 

mother is affected when her daughter developed asthma as a 

teenager and blamed the mother. A young married woman is 

hesitant to become a mother for fear of passing on asthma. 

According to Donnelly et al. (1987), asthma affects the 

experience of childhood by virtue of the fear conveyed and 

limitations imposed on young asthmatics by their parents. A 

few of my informants mentioned either the fear that a 

parent had when the informant was a child — "My mother's 

fear became my fear" — or the opportunities missed because 

of asthma. Thus, the socialization process extends the 

embodiment of limitation beyond the experience of asthma. 

Because of the limits that asthma places on the individual, 

roles are redefined; the patient's definition of self is 

renegotiated in light of the nature of managing asthma 
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(i.e., taking medications) Asthmatics can point to their 

illness as responsible for their inadequacies, whether this 

action is valid or not, as the experience of asthma can 

take such varied courses. For example, is it a 

physiological or a psychological phenomenon that accounts 

for certain people being able to eliminate the use of 

corticosteroids, while others cannot? As Emily explained:' 

For me personally, I think its going away, ... and 
as I learn to deal with it a little better 
mentally, I think that's going to make a difference 
... I think there's probably a lot of (asthmatics) 
who don't need medication. First of all you've got 
to look at their lifestyle and what's going on in 
their family life, ... take a look at what 
allergens are around them, what aggravates it ... 
and just teach them how to deal with it mentally 
... You get labelled as an asthmatic, ... so you 
have to be treated specially, and I think that 
causes stress, which causes asthma, you know, so I 
think overall, yeah, it could probably just about 
be eliminated. There's probably some physical 
symptoms that are going to have to have some kind 
of medication, but I know for a fact that you can 
exist on a lot less medication than you think you 
need. 

Thus, asthmatics can call attention to stressful areas of 

their lives via the occurrence of episodes or the taking of 

medication. Asthma may be employed as an "idiom of 

distress" (Nichter 1981), a culturally conditioned mode of 

articulating distress somatically from body to body. 

Another aspect of the issue of control is the element 

of uncertainty (Wright 1988). Like many illnesses, asthma 

is problematic because of the biomedical admission of 

uncertainty regarding etiology, prognosis, and treatment. 
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Doctors' EMs are functional (Young 1978), approaching the 

disease as coming from within the sick person's body, while 

patients use narrative to explain their illnesses with 

reference to a turning point before which they were not 

sick. (This is modified in the case of individuals who were 

born with asthma.) But even with the clinical explanation, 

etiology is in terms of what is wrong with the patient, not 

why it is wrong. That is, an individual has asthma because 

the breathing passages constrict, but no reason is given 

for why this happens. So, etiological uncertainty is pushed 

to the side and the more clearcut patho-physiological 

matters are addressed (cf. Wright 1988). 

With respect to prognosis, patients rarely give a 

straight "yes" or "no" answer to the question of whether 

their asthma will go away. Thus, patients' EMs are 

incomplete and flexible, changing as additional knowledge, 

new experiences, and altered beliefs enter into the 

semantic illness network. They express the desire that it 

will go away, but simultaneously note that they do not want 

to get their hopes up, or that the doctors say it is 

chronic. Illness narratives commonly include references to 

how previous doctors claimed that the patient would need to 

take steroids for life. On the other hand, St. Luke's was 

often praised, as patients attribute their "getting off 

steroids" to good care. 
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Fear and Panic 

When the individual senses a complete loss of control, 

whether in the realm of breathing or anything else, a 

feeling of panic begins to set in. Zimet et al. (1979) 

claim, based on a study of 103 severe asthmatics, that 

while all patients reported obstruction of the airways, the 

"affective response variable" — whether the patient 

experienced panicked fear or calm fatigue — was related to 

"personality." Staudenmayer and Lefkowitz (1981) 

acknowledge the issue of panic and fear in the asthmatic 

when they examine the difference in treatment direction of 

patients who rank as high, moderate, or low on their 

"panic-fear symptomatology" scale. My informants expressed 

fear or panic over a number of issues, most often the 

inability to breathe and the dangerous side effects of 

prednisone. And, fear may be a motivation behind the 

limitations that having asthma imposes on individuals: 

asthmatics limit their activities because they are afraid 

of what the consequences will be. Several patients said 

that during an attack, one fears not being able to take 

another breath. This fear is seen as an over-reaction: 

patients follow statements about panic with assertions that 

they must calm themselves down, since anxiety will only 

aggravate the attack. Patients say that symptoms provoke 

fear about the severity of their illness, and fear of being 

"out of control." In addition, many patients said they were 
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afraid of the side effects of their medications, usually 

prednisone, although theophylline — which can cause a 

rapid heaift beat and/or memory loss — was also the object 

of concern. 



CONCLUSION 

When a person with asthma is not able to control 

breathing, s/he directs attention to whatever s/he 

perceives as causing the difficulty in breathing. For some, 

this means controlling — or trying to control — aspects 

of their lives such as diet, exposure to triggers, 

exercise, emotional states, and where they live. Others 

prefer not to deal with the repercussions on their lives, 

relying instead on medications to control the asthma. There 

exists a fine line between the "asthma" an individual feels 

capable of controlling, and the "asthma" that is perceived 

to be beyond control. A sense of having power over asthma, 

as opposed to the asthma ruling the patient, is an 

important theme among asthmatics, which influences their 

health care behavior. Patients claim that they can control 

asthmatic episodes or attacks better now than when they 

were younger or had just gotten asthma. There is talk of 

learning "controlled breathing techniques," or breathing 

exercises to make breathing easier. Thus, the context of 

the illness episode is a factor in the semantic network of 

that episode. Previous experience with the illness can 

alter the patient's perception of current episodes, as 

learned knowledge and changing emotions are incorporated-

into the semantic illness network. 

According to the biomedical model, our emotions are 

supposed to be within our control. An individual who has 
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asthma is asked to come to terms with fear in order not to 

worsen their situation. As fear can affect the status of 

the illness, it is seen as something that must be 

"conquered." For the rest of us, fear is one of the many 

emotional states that we experience, albeit not a 

particularly pleasant one, but one that is associated with 

a wide range of situations. Fear for the asthmatic is 

value-laden: if you don't do something about your fear, 

your asthma will get worse and your health will deteriorate 

— and it will be your own fault (cf. Crawford 1977). 

The semantic illness networks of asthmatics include key 

cultural themes that serve to organize individuals1 

associations with the illness. While these themes are 

embodied by everyone, asthma accentuates their importance. 

Asthma interferes with an American individual's expected 

ability to unconsciously control her/his reaction to 

certain situations. Asthmatics have a focus for the 

limitation in their lives. While all individuals are 

endowed with limitations, patients with asthma sense that 

something is wrong or not normal about themselves. They 

feel obliged to control the severity of their illness. My 

interviews are full of contradictory statements about 

control: asthmatics define asthma as not being able to 

breathe and losing some measure of control in their lives, 

but they go on to discuss the importance of controlling 

their illness. 
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The experience of asthma involves work, a concept 

germane to the notion of sickness (Strauss et al. 1985) and 

the presentation of an illness ethnography. It is assumed 

by society at large, patients' families, and medical 

practitioners that sick individuals will "work" at getting 

better (cf. Parsons 1958). Patients are systematically 

evaluated on their "work performance": how well they adhere 

to therapy; how much they alter their lifestyles to 

alleviate symptoms; how satisfactorily they accept the 

changes in their social roles. As Strauss et al. (1985:19 3) 

note, 

... the chronically ill ... work more or less 
successfully at controlling symptoms and disease 
processes and at carrying out their regimens. 

For the asthmatic, the biological process of breathing, 

an automatic function for most, becomes work requiring 

extreme attention. An illness "career" involves a number of 

"jobs." The sufferer must learn specific techniques to 

facilitate ease of breathing; mental effort is required to 

"control" the severity of the episode; medications must be 

taken at certain intervals; troublesome situations must be 

discovered and avoided; lifestyle restrictions must be 

accepted; rules must be followed to prove that the 

individual is interested in contributing to the smooth 

operation of the system. The "system" is many things: 

proper work performance insures that the patient's physical 

body functions adequately, that extra work is not created 
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for medical personnel, that the economic sphere at large is 

not disrupted, that families are not inconvenienced. 

Just as work can be seen as a description of the 

process of dealing with chronic illness, medicine-taking 

can be thought of as the principal task of the asthmatic. 

With every dose of medication, the asthmatic is affirming 

her/his role as a sick individual. In addition, s/he is 

accepting the authority of the practitioner to oversee the 

patient's job performance. The asthmatic often must take a 

variety of pills and use any number of inhalers. These 

products can be bulky and unpleasant to use, not to mention 

the fact that, generally, the sufferer must attend to 

medicine several times during the day, so s/he must be even 

more attentive to the clock than the average American. 

At the same time, the asthmatic is expected to lead a 

fairly "normal" life, despite not feeling like a normal 

human being (cf. Alexander 1981). Here, again, the idea of 

work is useful: the asthmatic must work at making life 

normal and uneventful, in terms of breathing problems. The 

idea of control, a dominant American value, becomes a 

difficult task for asthmatics, who need to exercise control 

over an aspect of life that the rest of us do not need to 

think about. The lifestyle limitations that asthmatics 

experience influence the nature of their work. The fear 

produced by their inability to breathe is turned into work, 

in that they must conquer this emotion. 
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Thus, asthma, like other chronic illness, becomes work 

for an individual. The experience of this work is defined 

with reference to the dominant culture, individual 

perceptions, and social relations. The ideology of control 

takes on new meaning for those who must work to achieve 

control over a supposedly automatic action. The patient's 

limited ability either to perform the automatic function or 

to control it provides the basis for our understanding of 

the experience of asthma. 



APPENDIX 

Questionnaire 

Name Age 

Occupation 

Education 

Place of birth 

When did you move to Tucson 

Why 

Who do you live with 

How long have you been coming to St. Luke's 

What for 

Principal doctor 

Health care plan 

Diagnosis 
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How long have you had your health problem? 

How would you define it? 

When was it diagnosed? Where? 

How bad is it? 

Have you ever had to go to the emergency room for it? 

What is the process of asthma, in the body, the lungs 

What causes it? 

Why did you get it? 

What does it do to you? 

What is the course of asthma over time? 

Do people ever grow out of it? 

Will yours ever go away? 

Does anyone else in your family have it? 

Do you ever discuss it with members of your family? 

What are your symptoms? Do they include: 

chest tightness 
wheezing with colds 
wheezing even without colds 
wheezing with exercise 
shortness of breath with exercise 
shortness of breath even when resting 
cough 
phlegm, sputum or mucus - clear or gray 

yellow or green 



Can you give me a definition of an asthma attack 

Do you have them? 

How often? 

How long do they usually last? 

What triggers them? 

respiratory infections 
dust 
pollen 
exercise/exertion 
temperature 
humidity 
smokey room 
aspirin-type medications 
allergies 
workplace 
foods/dairy/alcohol 
stress 
emotional reactions 

Why do only some people react to these things? 
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What treatments do you use to control it? 

What prescription medications do you take, and what 
amounts? 

Have you ever taken anything else for it? 

What other medications do you use? 

How does the medication work? 

What do you know about steroid treatment for asthma? 

Where did you learn this? 

What had your doctor told you about steroids? 

How does s/he feel about prescribing them? 

Do you feel any differently about taking steroids than you 
feel about taking other medications? 

Do you benefit from them? 

Do you change the way you take any of your other 
medications when you're taking prednisone? 

Can you avoid having to take prednisone if you have asthma? 

How? 

Do you have any questions about it? 

Do any of your medications affect your lifestyle in any 
way? 

Do you experience any side effects from any medications you 
take? 

How do you feel about these side effects? 

Why? 

How do you feel about the care you receive here? 

Do you and your doctor ever disagree? 

Is there any way that the care here could be improved? 
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