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ABSTRACT 

The purpose of this study was to explore the Exploratory Models of Quechuan 

mothers who have children with Pott's disease. The conceptual model for this study was 

Kleinman's Explanatory Models framework. 

9 

This study was an ethnography that utilized the clinical features of Kleinman 

Explanatory Models as probing questions. Descriptive ethnographic interviews, field 

notes, and participant observation were conducted with three informants in the District of 

Chuquisaca, Bolivia during a period of two weeks. Content analysis was used to group 

the domains and categories into five taxonomies. Five taxonomies were identified from 

the data: (a) etiology; (b) severity of illness; (c) time and onset of symptoms; (d) 

pathophysiology; and ( e) treatment. 

The results indicated that Pott's disease have a magical/mysterious origin. 

Wasasanay and Chuypa are the Quechuan words for back pain, which connotates the 

symptoms, etiology, and pathophysiology of Pott's disease. Pott's disease is not believed 

to be a disease, since everybody in the area suffers from back pain as a result of their 

work. Only when the disease is in the advanced stages is medical treatment sought. The 

poverty and isolation of the Quechuan people contribute, not only to the devastating 

effects of Pott's disease, but to the further marginalization of these people. The Quechuan 

people in this study were victims, not only of a fatal disease, but of a political and social 

system that promotes poverty. 



CHAPTER ONE 

INTRODUCTION 
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Tuberculosis (TB) is one of the oldest diseases known to humanity. Hippocrates 

mentioned it in 640 B.C. as an "almost always fatal disease of the lungs" (Satcher, 1999). 

One of its complications, and the subject of this thesis, is Pott's disease. Pott's disease, or 

spinal tuberculosis, has always existed along with tuberculosis of the lung. Hyppocrates 

also described a conglomerate of signs and symptoms that are consistent with spinal 

tuberculosis, which is also known as tuberculous spondylitis. Archeological evidence of 

spinal tuberculous disease has been found in Egyptian mummies (Gorse, Pais, Kusske, & 

Cessario, 1983) and in a child's mummy discovered in Nazca, Peru, dating back as far as 

700 B.C. (Allison, Mendoza & Pezzia, 1973). 

Tuberculosis is a growing health problem worldwide. In 1993, the World Health 

Organization (WHO) declared tuberculosis a global emergency. Tuberculosis kills two 

million people each year (WHO, 2000). Currently, there are about twenty million active 

cases and about one third of the world's population are or have been infected with 

tuberculosis. Each year, there are more than eight million new cases of tuberculosis 

around the world (WHO, 1991, as cited by Moon, 1997). The increased incidence of 

tuberculosis is believed to be caused by the spread of human immunodeficiency virus 

(WHO, 1991), increased migration from rural to urban regions, and immigration from 

underdeveloped to developed countries. Other causes include homelessness and drug 

abuse (DeCock, Grant, & Porter, 1995, as cited by Miller, 1995). The most affected 

populations are the elderly, especially the ones living in long-term healthcare facilities, 
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immigrants, homeless, and migrant farm workers (Huelskamp, Anderson, & Bernhardt, 

2000). If no measures of prevention are taken, it is estimated that about one billion people 

will be infected with TB, twenty million will get sick, and thirty five million will die 

from tuberculosis between the year 2000 and 2020 (WHO, 2000). 

This dramatic rise in the incidence of tuberculosis gives rise in tum to the increase 

in the occurrence of extrapulmonary tuberculosis, which accounts for 15% of all cases of 

TB. Bone and joint tuberculosis accounts for 3-5% of all tuberculosis cases. In HIV 

positive patients, the incidence of skeletal disease rises to 60% (Moon, 1997). Pott's 

disease is the most common form of articuloskeletal TB and accounts for 50-60% of all 

diagnosed cases (Banerjee & Tow, 1987). Pott's disease is also the most dangerous of all 

forms of skeletal tuberculous disease due to the bacilli' s ability to cause bone erosion, 

paraplegia, and deformity. The present-day statistics point to the need of preparing for a 

resurgence of Pott' s disease during the coming decades (Moon, 1997). In some 

developing countries, the incidence of caries of the spine has been documented to be as 

high as 50% of all cases of articuloskeletal tuberculosis (Tuli, Shrivastava, Varma, & 

Sinha, 1966). 

Tuberculosis of the bone is a serious disease with devastating consequences for 

vulnerable populations, especially those populations in underdeveloped countries. It is 

therefore important to study the people's point of view in regards to this disease. An 

increased awareness on part of the healthcare provider as to how the patient views his/her 

disease will enhance compliance and improve healthcare outcomes. 
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Background 

Background for this study was based on the fact that the recent increase in the 

incidence of tuberculosis worldwide will also augment the incidence of skeletal 

tuberculosis, of which Pott's disease is the most common complication. The World 

Health Organization, in its 1998 report on tuberculosis, states that one third of the world's 

population is currently infected with tuberculosis. By the year 2020, new infections will 

increase by one billion, and about thirty five million people will die from the disease 

(WHO, 2000). It is easy, then, to predict that the incidence of skeletal tuberculosis will be 

on the rise, not only among underserved populations in underdeveloped countries, but in 

developed countries as well. Nardell & Brickner (1996), Pablos-Mendez, Sterling & 

Frieden (1996) have documented recent outbreaks of tuberculosis in New York City. 

Talbot, Moore, McCray, & Binkin (2000) have documented a rising incidence of 

tuberculous disease among foreign-born residents in the United States. Increased 

migration from underdeveloped to developed countries will likely continue to contribute 

to the rising number of people diagnosed with tuberculosis. TB will also continue to 

spread as healthcare systems in underdeveloped countries continue to deteriorate and as 

poverty continues to force people to migrate from rural to urban areas. 

Statement of the Problem 

The increased rise of tuberculosis worldwide will only add to the incidence of 

skeletal tuberculosis. Currently, Bolivia, at an incidence rate of greater than 250 cases per 

100,000, has the highest incidence of TB in Latin America together with Haiti and Peru 

(Dye, Scheele, Dolin, Pathania, & Raviglione, 19999). It should be taken into 
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consideration that only 65% of all cases are identified by national TB programs, and that 

the remaining 35% of these cases are mostly untreated are responsible for significant 

illness and death (Pan American Health Organization, 1998). Due to the high incidence 

of tuberculosis among rural populations, and the lack of healthcare services, there seems 

to be a high incidence of Pott' s disease among the child population in the district of 

Chuquisaca, Bolivia (see Appendix A). The causes of this phenomenon are largely 

unknown. However, it can be hypothesized that the high number of TB cases are due to 

the lack of compliance, early prevention and health education among the vulnerable 

populations. Another important factor affecting the high incidence of TB among these 

populations may be due to a lack of culturally sensitive care on the part of public health 

providers and a lack of understanding on how people view the disease. This is evident in 

the lack ofliterature documenting the people's understanding of the disease, which 

greatly affects the livelihood of children and their entire families, especially among the 

poor. It is not known how mothers of children with Pott's disease view their children's 

illness. Is it a curse from God? If so, treatment-seeking behaviors are viewed as useless. 

Or, is the illness caused by air, water, soil, or some other element? If so, Western 

medicine's methods are rendered inappropriate. The understanding of these culturally

based beliefs play an important role for the practitioner when planning for a course of 

treatment. 
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Purpose of the Study 

The purpose of this ethnographical study is to explore the Exploratory Models of 

mothers who have children with Pott's disease in the District of Chuquisaca, Bolivia. The 

goals of this study include obtaining knowledge about the people's understanding of 

Pott's disease, its etiology, its onset, its pathophysiology, its course of illness, and its 

treatment as outlined by Kleinman' s Explanatory Model (EM) theoretical framework 

(1980). Ethnography "aims at understanding another way of life from the native point of 

view" (Spradley, 1979, p. 3). In this study, the way oflife mentioned by Spradley is the 

people's understanding of a disease that affects the functioning of a community. 

Ethnography, as Spradley puts it, is "learning from the people" (1979, p. 3). Leininger 

(1985) defines ethnography as the "systematic process of observing, detailing, describing, 

documenting, and analyzing the lifeways or particular patterns of a culture in order to 

grasp the lifeways or patterns of the people in their familiar environment" (p. 35). 

Kleinman' s model is the most appropriate conceptual framework to use in a study such 

this because it provides a way of examining an illness from the people's point of view. 

The EMs elicits the causes of illness, its etiology, pathophysiology, treatment, and 

severity, as well as the way it affects people's lives from the people's point of view 

(McSweeney, Allan, & Mayo, 1997). The recognition by the practitioner of these cultural 

influences will allow him/her to provide a more congruent plan of care and enhance 

compliance during the treatment period. 

This study also seeks to obtain a basic description of the environment, as well as 

basic statistical data from the District of Chuquisaca, Bolivia, an area in South America 



where it has been indicated that the prevalence of tuberculous spondylitis is affecting 

people's livelihood. Thirdly, this study seeks to inform nursing practice about culturally 

appropriate healthcare interventions. 

Significance of the Study 
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The people's point of view among Quechuan mothers in the District of 

Chuquisaca, Bolivia in regards to spinal tuberculosis is an area where little research has 

been done. An extensive literature review produced no results when the above theme was 

searched. The high incidence of pulmonary tuberculosis will only increase the rate of 

occurrence of spinal tuberculosis, a disease that can be easily treated with appropriate 

antibiotics. Healthcare professionals need to be aware, not only of possible signs and 

symptoms of the disease, but also of the people's understanding of the disease in order to 

provide culturally appropriate care. 

A literature review done by the author revealed that most of the literature about 

tuberculous disease deals with epidemiology, diagnosis, treatment and follow up. The 

literature search was done using the MEDLINE and CINAHLN databases from 1996 to 

the present. None of the articles reviewed presented the people's perspective of the 

disease in question. Well-known medical and nursing anthropologists have pointed to the 

importance of providing culturally congruent care (Kleinman, 1980; Leininger, 1985, 

1995, etc.). In noting the people's point of view about tuberculosis of the bone in the 

District of Chuquisaca, Bolivia, a small step will be taken toward understanding the 

disease's etiology, severity, pathophysiology, and treatment from the ones who are the 

"teachers" (Spradley, 1979). The teachers in this case will be the mothers of children who 
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have Pott' s disease in the District of Chuquisaca, Bolivia. Understanding mothers' views 

of Pott' s disease will enhance the practitioner's efforts to eradicate and prevent the 

occurrence of the disease among the children of Bolivia. 

Summary 

Tuberculosis (TB) is one of the oldest diseases known to humanity. Pott's 

disease, or spinal tuberculosis, has existed along with tuberculosis of the lung. 

Tuberculosis is a rising health problem worldwide. In 1993, the World Health 

Organization (WHO) declared tuberculosis a global emergency. There are about twenty 

million active cases and about one third of the world's population are or have been 

infected with tuberculosis. Each year, there are more than eight million new cases of 

tuberculosis around the world (WHO, 1991, as cited by Moon, 1997). This dramatic 

increase in the incidence of tuberculosis gives reflects an increase in the occurrence of 

extrapulmonary tuberculosis, which accounts for 15% of all cases of tuberculosis. Bone 

and joint tuberculosis accounts for 3-5% of all tuberculosis cases (Moon, 1997). Pott's 

disease is the most common form of articuloskeletal tuberculosis and accounts for 50-

60% of all diagnosed cases (Banerjee & Tow, 1987). Tuberculosis of the bone is a 

serious disease with devastating consequences for vulnerable populations, especially 

those populations in underdeveloped countries. It is therefore important to study the 

people's point of view in regards to this disease. The purpose of this ethnographical study 

is to explore the people's point of view about Pott's disease in a small village in the 

District of Chuquisaca, Bolivia. The goals of this study include obtaining knowledge 

about the people's understanding of Pott's disease, its etiology, its onset, its 
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pathophysiology, its course of illness, and its treatment, as outlined by Kleinman's 

Explanatory Model theoretical framework (1980). In noting the people's point of view 

about tuberculosis of the bone in the District of Chuquisaca, Bolivia, a small step will be 

taken on attempting to eradicate and prevent the disease among the children of the 

poorest country in Latin America. 
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CHAPTER TWO 

CONCEPTUAL ORIENTATION AND REVIEW OF THE LITERATURE 

Introduction 

A general overview of the conceptual framework utilized for this study, its uses in 

nursing and medical research and a review of literature will be presented in chapter two. 

Arthur Kleinman's Explanatory Models framework was used as the conceptual 

orientation for this study. The literature review includes a general overview of the use of 

EMs in nursing and medical research. General concepts about Pott's disease, including 

epidemiology, pathophysiology, diagnosis, and treatment will follow. Finally, basic 

statistical information about Bolivia, the prevalence of tuberculosis in the country and the 

district of Chuquisaca will be reviewed. A summary will end this chapter. 

Conceptual Model 

Arthur Kleinman is a psychiatrist and is trained in anthropology. He has taught 

cross-cultural psychiatry and medical anthropology. He has also practiced psychiatry in a 

private setting. The theoretical framework created by Kleinman emerged from his 

medical research in Taiwan during the 1970's (Kleinman, 1980). The conceptual 

framework came about through a recognition that the biomedical model is permeated 

with Western cultural assumptions and filled with a particular theoretical and value 

orientation that does not take in consideration the patient and lay perspective in any 

sickness episode (Kleinman, 1980). Western medicine, Kleinman (1980) states, does not 

take into consideration alternative or folk beliefs held by other healthcare systems. The 

model is concerned with both illness and health and it is not concerned solely with 



psychiatric care, but is interdisciplinary in almost every sense of the word (Kleinman, 

1980). His early bi-cultural approach while studying in China and his early studies in 

America have proven to be effective in cross-cultural settings by the many authors who 

have used this framework in diverse healthcare situations with even more diverse 

populations, as it shall be demonstrated later. 

The Explanatory Models framework is an evolving framework, as Kleinman 

himself states ( 1980). It is this author's hope that this study will contribute to the 

advancement of nursing by looking into the people's perspective of illness and health. 

Kleinman (1980) states that healthcare systems are special cultural systems in which 

patients and healers, illness and health are basic components of the system and are 

"embedded in specific configurations of cultural meanings and social relationships" (pp. 

24-25). In the Explanatory Models framework, Kleinman defines healthcare systems as 

"a local system composed of three overlapping parts: the popular, professional, and folk 

sectors" (1980, p. 50). Figure 2.1 graphically demonstrates Kleinman's definition of a 

local healthcare system. The popular sector of the local healthcare system is the largest 

part of any given system. However, it is the least studied and not well understood 

(Kleinman, 1980). This fact is evident in the lack of literature about mothers' 

understanding of Pott's disease, as it will be demonstrated later in the literature review 

section. Kleinman's popular sector provides the framework for this study. 
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Figure 2.1 Kleinman's Model of Healthcare 
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Kleinman defines the popular sector as the "lay, non-professional, non-specialist 

popular culture arena in which illness is first defined and healthcare activities initiated 

(Kleinman, 1980, p. 50). A clear indication of the importance of the popular sector is the 

fact that 70-90% of all recognized episodes of illness are managed outside the more 

formal professional sector (Kleinman, Eisenberg, & Good, 1978). When people affected 

by disease decide to consult with the professional or folk sectors, they do so with the 

understanding that, after treatment, they will return to the popular milieu to evaluate 

treatment and take the next step on the continuum towards health. 

It is Kleinman's understanding that the popular sector, contrary to popular belief, 

plays an important role in deciding the role healthcare professionals play when dealing 

with illness. People activate their health care by deciding when and whom to consult, 

whether or not to comply with the prescribed treatment, and when to stop or start a 

treatment given by the professional. The patient decides whether care is effective and 

whether or not he or she is satisfied with its outcome (Kleinman, 1980). To further 

analyze the differences between the views of the professional and popular sectors on the 

same health issue, Kleinman, Eisenberg, & Good (1978), state that, on the other hand, 

Western-style healthcare providers diagnose and treat diseases, that is, "abnormalities in 

the structure and function of body organs and systems" (p. 251). On the other hand, 

patients see their ailments as illnesses, or the "experiences of disvalued changes in states 

of being and in social function; the human experience of sickness" (p. 251 ). 

Kleinman (1980) also points out that "disease affects single individuals, even 

when it attacks a population; but illness most often affects others as well" (p. 73). This 
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dichotomy of understanding points to the gap between professional healthcare providers 

and the patient and his/her family. This dichotomy has been documented to be one of the 

reasons for poor compliance, cessation of treatment, and ineffective therapy (Stimson, 

1974, as cited by Kleinman, Eisenberg, & Good, 1978). 

It is in the popular sector that individuals first experience disease. Kleinman (1980) states 

that the following steps occur when individuals first encounter illness: 

Perceiving and experiencing symptoms 

Labeling and valuating the disease. 

Sanctioning a particular kind of sick role. 

Deciding what to do and engaging in specific health care seeking 

behavior. 

Applying treatment. 

Evaluating the effect of self-treatment and therapy obtained from other 

sectors of the healthcare system (p. 51-52). 

At the beginning of the process of an illness, the sick person, his/her immediate as 

well as the extended family, neighbors, friends, etc. use elements borrowed from their 

particular culture to attempt to explain and resolve the problem. For example, the 

members of the immediate family may decide that the signs and symptoms are normal 

and choose not to treat, or they may consult with the extended family members, 

neighbors, or friends and make a decision about treatment. 

The treatment may involve consulting with the folk and/or the professional sector. 

This requires that the sick person and his/her family go beyond the boundaries of the 
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popular sector to attempt to resolve the illness and restore health. An example familiar to 

this author is the use of manzanilla (chamomile) tea on newborn babies as a remedy to 

treat colic among members of the Hispanic culture. If the tea does not alleviate the baby's 

symptoms, the next usual step is to consult with grandmothers who most often diagnosed 

the problem as la mollera, or a fallen fontanel. The remedy for this problem is the local 

sobadora who will attempt to restore the fontanel to its normal position by means of 

palate massage and/or other herbal prescriptions. If the folk remedy does not work, the 

baby is then taken to a medical doctor in hopes of finding a solution to the problem. 

Kleinman states that after consulting with the other sectors, the sick person is taken back 

to the popular sector and treatment is evaluated. This cycle can repeat itself numerous 

times, until the problem is solved and the popular sector is satisfied with the treatment 

(1980). 

Literature Review 

Use of Explanatory Models in Nursing and Medicine 

Anthropology, or the study of cultures, utilizes ethnography as the fundamental 

task of its hallmark activity, that is, field work (Spradley, 1979). The first record of the 

use of ethnography to describe culture is dated back to Herodotus, a Greek citizen who 

lived circa 500 B.C.E. and who recorded variations in cultural patterns during his trips to 

Egypt, Persia, Italy, and the Black Sea (Streubert & Carpenter, 1999; Aamodt, 1982). 

Thomas Jefferson assisted an effort to collect data on the Indian nations back in the 

1700's (Aamodt, 1982). Boas' ethnography of the Eskimo culture gave rise to 

ethnographic study in contemporary anthropological research (Sanday, 1983, as cited by 



Streubert & Carpenter, 1999). Spradley (1979) describes ethnography as "the work of 

describing a culture" (p. 3). 

Healthcare professionals have taken ethnography as starting point and, going 

beyond the general field of cultural ethnography, have applied ethnography to the 

medical and nursing fields. Foster and Anderson (1978) have stated that "health and 

illness are as much social and cultural phenomena as they are biological" ( as cited by 

Roberston & Boyle, 1984, p. 43). Madeleine Leininger, a nurse and anthropologist 

created the field of ethnonursing in 1978 (DeSantis, 1994). Kleinman (1980) developed 

his Explanatory Models framework from his field observations in China during the 

1970's (Kleinman, 1980). A strong body of literature has developed in the nursing and 

medical sciences about the important relationship between anthropology, nursing, and 

medicine. 
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Agnes Aamodt (1982), while a professor at the University of Arizona, presented a 

"critical examination of ethnography as a method for doing nursing research" (p. 209). 

She concluded, among other things, that ethnography could contribute to nursing science 

by providing "detailed, descriptive data that can be used as background information for 

understanding human behavior by practicing nurses" (p.219). Aamodt predicted that the 

utilization of ethnography in nursing could only diversify the science and "augment the 

contribution of nursing to humankind" (p. 220). Robertson and Boyle (1984) have 

expanded on how ethnographic study enhances the understanding of people's health 

beliefs and practices in a particular culture. This cultural understanding strengthens 

nursing actions and improves nursing care. Leininger (1985) stated the importance of 



discovering new ways of doing research to study nursing phenomena. She believes that 

the utilization of ethnography is one of the means to understanding nursing phenomena 

more accurately (1985). 

Utilization of Kleinman's Explanatory Models in Nursing 
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Mahoney & Engebretson (2000) utilized the Explanatory Models framework in 

conjunction with Peplau's Interpersonal Relations in Nursing theory to create a 

framework that would allow nurses to provide better culturally competent nursing care. 

The authors combined the two theories to present nurse-patient interactions in which the 

questions utilized to elicit EMs provided a working ground for the nurse to allow the 

patient an active participation and "integration of the illness experience into the patient's 

stream of life experiences" (Mahoney & Engebretson, 2000). 

Another example of nurses utilizing Kleinman's Explanatory Models is found in 

Reifsnider, Allan & Percy's (2000) study which explores mothers' understanding oflack 

of child growth. In this study, the authors set out to understand the EMs of low-income 

Mexican American and Anglo American mothers with regards to child growth. The study 

sample consisted of mothers (N = 22) who had participated in a longitudinal study of a 

community nursing intervention designed to promote growth among low-income, 

growth-deficient children. The study concluded that the professional and lay EMs of 

growth were different and that emphasis on a child's size by the medical professional was 

not going to encourage mothers to focus on their children's growth. Rather, the study 

showed that focusing on resolving problems such as teaching parents how to deal with 



picky eaters, meal schedules, better, and healthier food choices, was going to be more 

effective in enhancing a child's growth than focusing on a child's size. 
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Cohen, Tripp-Reimer, Smith, Sorofman & Lively, (1994) elicited the EMs of 

diabetic patients and the healthcare professionals working with these patients in order to 

understand the patients' lack of compliance with their therapeutic regime. The study 

found that both patients and healthcare providers agreed about the importance of 

treatment, but that the patients and the professionals were incongruent about the illnesses' 

etiology, pathophysiology, severity, and time and mode of symptom onset. Patients were 

focused on the difficulties and impact of diabetes in their lives while healthcare 

professionals saw it as a pathophysiological problem affecting the patients' physical 

health. This study clearly shows the divergent views of the popular and the professional 

sectors regarding the same disease process. 

Luyas (1991), set out to elicit the explanatory models of non-insulin-dependent 

diabetes (NIDDM), low-income Mexican American women who were affected by the 

disease. She interviewed bilingual Mexican American women (N = 19), living in Texas, 

who have had the disease for at least one year at the time of the interview. She found that 

the EMs of diabetes differ greatly between the popular and professional sectors. The 

treatment goal, that of maintaining the patient's full functional capacity was almost 

identical, but the etiological and the pathophysiological understanding of both sectors 

varied considerably. On the one hand, economic and family problems were seen as 

important triggering factors among the informants while healthcare professionals saw 

them as secondary. On the other hand, stressing diet and exercise were seen as 
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fundamental activities for controlling diabetes among healthcare professionals. The 

informants saw these same activities as secondary. Luyas suggests that nurses can act as 

mediators when attempting to negotiate a health care plan for the NIDDM patient. 

Janet D. Allan (1998) sought to explore the EMs of overweight women and their 

congruence with the EMs of healthcare professionals. In a study of 40 African American, 

40 Euro American, and 40 Mexican American women, Allan found that participants and 

healthcare providers seemed to agree on ways of loosing weight, but their views were 

incongruent with regards of the etiology, pathophysiology, and treatment of obesity. 

Interestingly enough, and contrary to healthcare professionals' belief, Allan found that 

the major consequences of obesity among women were related to appearance and self

esteem rather than to health. This happens because most women do not view being 

overweight as unhealthy. This study further demonstrates how EMs between the popular 

and the professional sector vary greatly, affecting compliance with treatment and 

communication between the healthcare provider and his/her patients. 

Utilization of Kleinman's Explanatory Models in Medicine 

In the medical sciences, physicians have sought to understand patients' 

explanatory models to explore reasons for lack of compliance, decreased satisfaction 

among healthcare consumers, use of healthcare facilities, treatment response and 

undesired side effects of treatment (Cohen et. al., 1994, Heurtin-Roberts & Reisin, 1992). 

In a breakthrough study, Blumhagen (1980) discovered that what patients called "hyper

tension," or a state of "excessive tenseness" (p. 211 ), was significantly different from 

what healthcare professionals called hypertension. Informants in Blumhagen's study 



believed that heightened stress was the cause of an elevation in blood pressure. 

Healthcare professionals, working from a medical model, defined hypertension as the 

"sustained elevation of the hemodynamic pressure in the systemic circulation of the 

body" (Blumhagen, 1980, p. 211 ). The EMs of patients and healthcare professionals 

varied greatly, thus affecting compliance, patient satisfaction, and use of healthcare 

resources. 
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Heurtin-Roberts & Reisin, (1992) demonstrated again how the popular and 

professional sectors differ in their views of what appears to be the same problem, namely, 

hypertension. In a study done among African Americans (N = 68), the authors showed 

that "culturally influenced health beliefs are an important influence on compliance and, in 

tum, blood pressure control (p. 791). They concluded that healthcare professionals who 

incorporate folk beliefs into their care could better manage the outcome of hypertension. 

David E. Gray (1995) has explored the EMs of parents whose child suffers from autism. 

On his study, Gray found that the EMs of parents differ greatly from the healthcare 

professionals who utilized the medical model in their practices. He stressed the 

importance of understanding lay explanatory models in order to affect the practice of 

medicine and the treatment of poorly understood diseases such as autism. 

Other physicians have investigated the explanatory models of common mental disorders 

(Patel, Gwanzura, Simunyu, Lloyd, & Mann, 1995); and of suffering (Dimou, 1995); as 

well as of diarrheal illness in underdeveloped countries (Weiss, 1988). All of them seek 

to understand the patient's point of view about specific illnesses in order to provide better 

medical care. 
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While tuberculosis has reached epidemic proportions worldwide in the past recent 

decade, no literature was found documenting the peoples' understanding of the disease. 

Literature was neither found about Pott's disease and the peoples' understanding of the 

illness. The lack ofliterature about the EMs of people with Pott's disease, affecting 3-5% 

of all diagnosed cases of TB worldwide, prompted this study. 

Pott's Disease 

Introduction 

Tuberculosis is a disease as old as humanity. Spinal tuberculosis has existed for at 

least 5000 years. The first description of skeletal tuberculosis dates back to 1500 and 700 

B.C.E. (Keers, 1978, as cited in Watts & Lifeso, 1996; Lifeso, Weaver & Harder, 1985). 

Allison, Mendoza, & Pezzia (1973) document the finding of a Peruvian mummy who 

apparently died of complications of Pott' s disease. Archeologists have also found 

evidence of tuberculous spondylitis in mommies in ancient Egypt dating back to 3400 

B.C.E. (Enarson, Fujii, Nakielna, Grzybowski, 1979; Somerville & Wilkinson, 1965, as 

cited in Gorse, Pais, Kusske, & Cesario, 1983; Lifeso, Weaver & Harder, 1985). Sir 

Percival Pott first described the association between spinal deformity and the paralysis 

that often ensues with this disease (Pertuiset, et. al., 1999; Lifeso, et. al., 1985; Shivaram, 

Wollschlager, Khan & Khan, 1985). 
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Epidemiology 

It is not possible to understand the extent of the problem of Pott's disease without 

first looking at the epidemiology of tuberculosis in general. In this section, a basic 

epidemiological description of tuberculosis in general is given to then focus on the 

problem at hand. 

Tuberculosis kills two million people a year (WHO, 2000). The epidemic has 

global proportions and continues to grow and it is becoming more dangerous. In 1997 

alone, an estimated 2 billion people had TB and more than eight millions new cases were 

diagnosed around the world (JAMA, 1999 as cited by Satcher, 1999). It is estimated that 

between the year 2000 and 2020, one more billion people will be infected, 200 million 

people will get sick, and thirty five million people will die from tuberculosis if the 

disease is not controlled (WHO, 2000). 

Factors that contribute to the spread of tuberculosis worldwide include the rise in 

numbers of people infected with the human immunodeficiency virus (HIV), with HIV 

being the single most important factor determining the increased incidence of TB in the 

last ten years (WHO, 2000). TB is the leading cause of death among HIV infected 

patients in underdeveloped countries (WHO, 2000). The number of people affected by 

HIV in Chuquisaca is presently unknown. Another cause is the decay of public health 

services in underdeveloped countries. Lack of supervised treatment, or incomplete 

treatment regimes are actually worse than no treatment at all, since people who remain 

infectious may develop resistance to the anti-TB drugs. They in tum infect other people 

with the antibiotic-resistant strain (WHO, 2000). This process results in an increased loss 
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of money, resources, and human lives (Pace, 1999). A third factor contributing to the 

spread of TB worldwide is the increased migration and immigration of people from poor, 

underdeveloped countries and rural settings to more developed countries and urban areas 

(WHO, 2000). A clear example is the United States, almost 40% of all cases of TB 

happen among the foreign-born (Bums, 2001, WHO, 2000; Satcher, 1999; Talbot, 

Moore, McCray & Binkin, 2000; McKenna, McCray & Onorato, 1995; Nardell & 

Brickner, 1996). In countries such as France and the United Kingdom, the percentage of 

foreign-born residents diagnosed with skeletal TB can go up to 70% (Pertuiset, et. al., 

1999). The causes for this high incidence have not been determined. 

The factors that contribute to Pott' s disease are the same as for tuberculosis in 

general. Other factors include urban homelessness, drug abuse; crowded living conditions 

such correctional facilities and residential living, especially among the elderly (Miller, 

1995; Pertuiset, et.al., 1999; Watts & Lifeso, 1996; Boachie-Adjei & Squillante, 1996). 

Skeletal tuberculosis accounts for 3-5% of all cases of tuberculosis worldwide (Moon, 

1997; Yao & Sartoris, 1995; Huelskamp, Anderson & Bernhardt, 2000; Fam & 

Rubenstein, 1993; Pertuiset, et. al., 1999). This percentage of extra-pulmonary 

tuberculosis rises to 60% among patients who are HIV positive (Moon, 1997). 

Apparently, the age of patients affected by Pott's disease corresponds to the prevalence of 

tuberculosis in the general population, whereas in areas of high prevalence, children seem 

to be more predisposed to tuberculous spondylitis than adults are. This may be due to 

poor nutrition, and also due to the fact that blood supply to the ephiphysis is greater in 

children than in adults. In areas where the incidence of tuberculosis is lower, adults tend 
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to be affected with Pott's disease more frequently (Boachie-Adjei & Squillante, 1996; 

Yao & Sartoris, 1995; Lifeso, Weaver & Harder, 1985; Martin, 1970; Gorse, 1983). TB 

occurs equally on both sexes, and pulmonary TB may or may not be present (Yao & 

Sartoris, 1995). While the incidence of tuberculosis seems to have decreased in 

developed countries, the same cannot be said for underdeveloped countries, in which 

80% of all cases of active tuberculosis reside (Boachie-Adjei & Squillante, 1996; Moon, 

1997; Yao & Sartoris; 1995). 

Pathophysiology 

Mycobacterium tuberculosum is the agent mainly responsible for spinal 

tuberculosis (Boachie-Adjei & Squillante, 1996; Watts & Lifeso, 1996; Meghji, White, 

Nair, Reddi, Heron, Henderson, Zaliani, Fossssati, Mascagni, Hunt, Roberts & Coates, 

1997). Other infecting organisms may be Mycobacterium bovis, Mycobacterium kansasii, 

Mycobacterium fortuitum, Mycobacterium marinum, or Mycobacterium intracellulare 

(Watts & Lifeso, 1996). The spinal infection of tuberculosis is usually secondary to a 

primary lesion, not necessarily pulmonary (Boachie-Adjei & Squillante, 1996). As a 

matter of fact, less than 50% of all diagnosed cases of skeletal tuberculosis had positive 

chest x-rays for pulmonary disease (Yao & Sartoris, 1995). The involvement of spinal 

tuberculosis seems to follow three distinct patterns, namely, paradiscal, anterior, and 

central, the most common pattern in adults is the paradiscal lesion, accounting for more 

than 50% of all cases (Boachie-Adjei & Squillante, 1996). The most common affected 

areas are the thoraco-lumbar regions of the spine, accounting for 48-67% of all spinal 

lesions (Gorse, et. al., 1983). The embryological development of the spinal cord seems to 
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account for the characteristic pathogenesis of Pott's disease. The fact that tuberculous 

spondylitis' characteristic pattern is involvement of adjacent vertebrae, is believed to be 

caused by the blood supplied by the intercostal arteries, which supply the lower half of 

one vertebrae and the upper half of the next one. The infection usually originates in the 

subchondral area of the vertebral body, next to the vertebral disc (Gorse, et. al., 1983). 

Table 2.1 lists the most common initial sites of vertebral tuberculosis in a study done by 

Dobson prior to the antibiotic era. The tubercle bacillus usually begins by destroying the 

cancellous bone and eventually extends to the cortex (Gorse, et. al., 1983). Bone changes 

begin appearing within 2 to 5 months of initial infection, and in advanced stages, 

produces vertebral collapse, resulting on kyphosis and gibbus formation (Marcq & 

Sharma, 1973, as cited by Gorse, et. al, 1983). 



Table 2.1 

Initial site of vertebral tuberculosis in 914 patients 
reported by Dobson 

Site 

1. Epiphyseal changes 

2. Spongy tissue of vertebral body 

3. Disease originating beneath the 
anterior common ligament 

4. Neural arch 
5. Advanced disease, primary bone 

focus indeterminate 

Gorse et.al, 1983, p. 179 
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% of Patients 

33.0 

11.6 

2.1 

0.5 

52.0 



Diagnosis 

Introduction 

Diagnosis of Pott's disease represents a challenge to the healthcare practitioner. 

The rarity of the disease in developed countries, the myriad of symptoms common to 

other pathologies and the lack of technology in underdeveloped countries make the 

diagnosis of tuberculous spondylitis a formidable task for the practitioner. The Medical 

Research Council Working Party on Tuberculosis of the Spine (1973) suggested strict 

clinical and radiologic criteria to be used by healthcare providers when attempting to 

diagnose tuberculous spondylitis (as cited by Gorse, et. al., 1983). 

Clinical Presentation 
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The clinical presentation of Pott' s disease varies greatly depending on the stage of 

the disease, the age of the patient, the location and extent of the infection, and the level of 

neurological involvement (Boachie-Adjei & Squillante, 1996). The most common 

symptom is pain (Boachie-Adjei & Squillante, 1996; Yao & Sartoris, 1995; Gorse, et. al., 

1983). Other symptoms may include fever, chills, anorexia, weight loss, and local 

swelling (Yao & Sartoris, 1995; Boachie-Adjei & Squillante, 1996). In advanced disease, 

symptoms of neurologic involvement occur in 10-61 % of all cases with spinal 

tuberculosis (Boachie-Adjei & Squillante, 1996), other symptoms include cold abscesses, 

sinus tracts, positive skin tests, and kyphotic deformities of the spinal column. Table 2.2 

shows the incidence of tuberculosis of thoracic spine in a study done by Burgess (1982). 

Kyphosis is an important cause of morbidity in spinal tuberculosis, the mean angle of 

kyphosis, as reported by the Medical Research Council, varied from 20° to 34 ° 
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throughout the years of their study. Appendix F shows a man with marked kyphosis due 

to tuberculosis of the bone. 



Table 2.2 

Bone tuberculosis in children and adults - location and operations 

Location No. 
Cervical Spine 1 
Thoracic Spine 3 

Lumbar Spine 2 

Hip 3 

I<nee 0 
Thumb 0 
Total 9 
Burgess, 1982, p. 25. 

Children 

Operation 

Examination 
under 
anaesthesia 
1 drainage of 
psoas abscess 

1 curettage of 
hip 
sequestrectomy 
I saucerization 
1 examination/ 
manipulation 
under 
anaesthesia 

5 

No. 
0 
5 

2 

1 

1 
1 
10 

Adults 

Operation 

1 drainage of 
psoas abscess 

1 drainage of 
psoas abscess 

37 

1 drainage of 
femoral abscess 

1 saucerization/ 
biopsy of femur 

4 
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Diagnostic Tests 

Laboratory tests may include a Complete Blood Count (CBC), which may reveal 

a normal white blood cell count and an elevated erythrocyte sedimentation rate (ESR) 

(Boachie-Adjei & Squillante, 1996). Some authors do not believe that these tests may be 

helpful (Yao & Sartoris, 1995). A tuberculin skin test also needs to be done. Skin tests 

are positive in about 86% of all patients who are tested, so atypical results on a patient 

infected with Mycobacterium tuberculosum, should always be considered (Boachie-Adjei 

& Squillante, 1996; Yao & Sartoris; 1995; Lifeso, et. al., 1985). A colony count of 

Mycobacterium tuberculosum in cultures is usually low. In a study done by Debaumont 

(1966), the total bacterial population of an infected spine showed to be less than one 

million organisms, compared to 300,000 bacilli in one milliliter of positive sputum (as 

cited by Griffiths, 1980). The biopsy should be taken from the lesion itself, or the results 

will likely be false negative (Versfeld & Solomon, 1982, as cited by Yao & Sartoris, 

1995) Histological testing of psoas abscesses will only show a 40% positive results, 

rendering this test only partially helpful (Gorse, et. al., 1983). 

Radiographic Studies 

Definitive diagnosis may only be established with radiographic examination of 

the spine and chest as well as biopsy of the spinal lesion (Boachie-Adjei & Squillante, 

1996; Yao & Sartoris, 1995; Gorse, 1983). While magnetic resonance imaging (MRI) has 

been used widely in recent years (Yao & Sartoris, 1995), its use as a tool for diagnosing 

tuberculous spondylitis has been critized by some authors. Ahmadi, Bajaj, Destian, 

Segall, and Zee (1993) in a study done during the early 1990's, and by Desai (1994) on a 
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separate study done in India, concluded that MRI studies are not specific in early stages 

of the disease. These authors recommend a biopsy of the affected tissue to confirm 

diagnosis as a better diagnostic tool. An additional advantage of histological studies of 

the spinal lesion is that it also helps differentiate between tuberculous spondylitis and 

other pyogenic infections (Perrone, Saba, Behloul, Salmon-Ceron, Leport, Vilde & Khan, 

1994; Buchelt, Lack, Kutschera, Katterschafka, Kiss, Schneider, & Kotz, 1993). Other 

differential diagnoses should include actinomycosis, nocardiosis, brucellosis, as well as 

metastatic disease, fungal infections, sarcoidosis, hydatid disease, and syphillis (Boachie

Adj ei & Squillante, 1996) 

While the value of modem technology cannot be undervalued, it is important to 

mention that the technique of strict clinical data collection and radiographic 

interpretation, recommended by the Medical Research Council, is a skill that needs to be 

developed among modem practitioners in developed and underdeveloped countries. The 

definite diagnosis by CT-guided biopsies poses a problem for poor patients in 

underdeveloped countries, where the benefit of CT-guided biopsies may not be a 

possibility due to financial and technological constraints. 

Treatment 

The management of the patient with tuberculous spondylitis should be based on 

the presentation of the disease on each individual case (Moon, 1997). The issue of 

treatment for the patient with Pott's disease has been an area of contention among 

healthcare professionals and the different specialties for many years. We shall not 

elaborate on the controversies, but focus instead on the treatment options available for the 



patients with Pott's disease. See figure 2 for an algorithm for diagnosing and managing 

Pott' s disease (Rezai, et. al., 1995). 

Drug Treatment Regimens 
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Divergent opinions have been formulated about the most adequate, least 

expensive drug treatment for tuberculosis of the spine. One common opinion, however, is 

the fact that the most effective diagnostic methods and treatments should be used (Moon, 

1997). Since the advent of antibiotics, drug treatment has become the first choice for 

treatment of tuberculosis of bone without significant skeletal involvement (Moon, 1997). 

Different authors have suggested a combination of regimes. Numerous studies have been 

done to determine the adequacy of shorter versus longer periods of treatment, as well as 

the adequate combination of anti-tuberculous drugs. Moon (1997) advocates for a 

"standard triple chemotherapy of isoniazid (INH), rifampin (RIF), and pyrazinamide 

(PZA), given for at least 12 months" (p. 1792) for patients with minimal involvement. 

Moon (1997) also suggests an 18-month treatment plan with the above combination for 

patients with slow response to treatment or a 12-month with isoniazid, rifampin, 

ethambutol, and pyrazinamide. She states that anti-inflammatory drugs may be useful to 

control synovial membrane inflammation and to minimize bone reabsorption by 

prostaglandins (Moon, 1997). Upadhyay, Saji, & Yau (1996) suggest that a 6- or 9-month 

course of drug treatment utilizing rifampicin and isoniazid is at least as effective as an 

18-month treatment of isoniazid and para-aminosalicylic acid (PAS). Buchelt et.al. 

(1993) treated the patients in their study with ethambutol, rifampin, and isoniazid, 

stopping ethambutol after three months and continuing the other two for at least twelve 



months with good results. Nussbaum, Rockswold, Bergman, Erickson, & Seljeskog 

(1995) argue in their study that chemotherapy use of less than six months ended usually 

with recurrence of the disease. Perronne, et. al. (1993) utilized a similar treatment plan. 
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As can be seen, the modalities of drug treatment are numerous, and their 

effectiveness more or less proven. The U.S. Department of Health and Human Services 

recommends the same treatment or pulmonary and extrapulmonary TB, that is, 2 months 

of daily isoniazid, rifampin and pyrazinamide followed by four months of INH and RIP 

either daily or two or three times weekly. For drug resistant strains, an additional drug, 

ethambutol or streptomycin, should be added (as cited in Nobel, 2001). 

Surgical Treatment 

Surgical treatment is suggested by some to be concurrent with drug therapy in 

advanced disease (Miller, 1995). Other authors consider surgery an option to failed drug 

treatment and/or disease with neurological involvement (Moon, 1997). Moon also states 

that surgery in advanced cases can prevent further deterioration of bone, arrest the 

process of deformity and vertebral collapse, and prevent paraplegia and pulmonary 

insufficiency related to spinal deformity (1997). Still other authors consider aggressive 

surgery the best option for TB with skeletal involvement (Rezai, et. al., 1995). The 

"middle path," As described by Tuli, Srivastava, Varma, & Sinha (1967) is chosen by the 

majority of practitioners and involves the use of chemotherapy first and surgery as 

needed. This regimen describes the first line of treatment as chemotherapy. Patients with 

neurological involvement are treated with three or four weeks of drug therapy, and 

anterior decompression and fusion are performed on patients who fail to demonstrate 
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improvement (Boachie-Adjei & Squillante, 1996). Other authors have refined criteria for 

surgery on patients with Pott's disease (Lifeso, Weaver & Harder, 1985). 

Summary 

Tuberculosis is an old disease. The recent rise in number of active tuberculosis 

will only increase the incidence of tuberculous spondylitis. Diagnosis of Pott's disease 

requires a strict clinical and radiologic survey, as well as a positive skin test, and if 

necessary, a positive biopsy determining the causative organism. Treatment for the 

disease includes drug and surgical therapy depending on each individual case. 

Bolivia 

Introduction 

The South American Republic of Bolivia is one of the poorest countries in Latin 

America. Bolivia has a population of about 7 .5 million (1995 estimate), with 80% of its 

people living in the Western two fifths of the country, and the majority of its population 

living at an average altitude of 12,000 feet above sea level. The country is surrounded by 

Brazil, Argentina, Chile, and Peru and has no seacoast to facilitate exportation of goods. 

Official languages are Spanish, Quechua and Aymara, and the official religion is Roman 

Catholicism (Comptom's Interactive Encyclopedia, 1996). 
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Socioeconomic, Political and Demographic Overview 

Bolivia has a land surface of 1,098,581 square kilometers divided on three main 

topographic areas, the highland plateaus or altiplano and Andean mountain slopes, which 

make up 25% of the land, valley area, 15% and the plains, which make up 60% of the 

territory. 45% of all Bolivians live in the altiplano the rest are divided almost evenly 

between the valley and the plains. The gross domestic product grew 3.7% in 1995 but the 

annual inflation rate rose to 12.6% the same year. Population grows at an average annual 

rate of 2.11 % and life expectancy for women is 61 years and 5 8 years for men. Children 

under 15 years account for 42% of the population and people over 64, about 4%. The 

total fertility rate is an average of five children per woman. The Quechua and the Aymara 

are the largest ethnic groups. The ethnic population is estimated at 3.6 million. In 1992, 

70% ofBolivian's families were classified as poor and lacked basic access to education, 

health, and housing. 32% of these families lived in conditions of extreme poverty and 

15% lived in abject poverty. About 70% of all children under 9 years of age lived in 

extremely poor homes and did not attend school. In rural Bolivia, 23% of males and 50% 

of females are illiterate. 

Morbidity and Mortality Profile 

In 1993, diseases of the respiratory system were the cause of22% of general 

morbidity, 16% were caused by intestinal infectious and parasitic diseases. Tuberculosis 

was responsible for almost 1 % of all illnesses. However, only 20% of deaths were 

certified by a health care professional, so the cause of death of 80% of the people is not 

known. The principal causes of hospital mortality mirror those of the general population. 
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Health of the Population 

Infant mortality in 1992 was estimated at 75 per 1,000. Rural areas had a higher 

rate than urban areas. In 1994, 28% of all children under three years suffered from 

chronic malnutrition, in the altiplano where the vast majority of Bolivians live, children 

suffering from malnutrition reach 32% of the children's population. In regards of teen 

pregnancy, 18% of all women between the ages of 15 and 19 were either pregnant or had 

already borne a child. By age 19, 37% of Bolivian women are mothers and 9% have two 

or more children. Of these, only half of pregnant women receive prenatal care from a 

professional healthcare provider. 57% of babies are delivered at home and abortions 

count for an estimated 27% to 35% of maternal deaths. The economically active 

population, defined as any person 10 years or older, made up 59% of the total population, 

of these, 42% worked in the agricultural sector and only 0.5% had health insurance. 

Indigenous people confront an even worse situation. The Aymara has an infant death rate 

of 106-135 per 1,000 live births; severe malnutrition affects more children than the 

population at large. Among the Quechua, the situation is not better. Nine of Bolivia's ten 

poorest provinces are located in predominantly Quechua areas, including Chuquisaca, the 

district where this study is taking place. In some places, malnutrition is double the 

national average, and malnutrition is above the national average. 
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Tuberculosis in Bolivia 

The government reports an increase on tuberculosis-related programs. The 

availability of health care facilities increased six fold, between 1993 and 1995. The 

number of diagnostic bacilloscopies grew from 18,528 in 1983 to 81,252 in 1995. The 

number ofreported cases dropped from 165 per 100,000 to 114 per 100,000 people. 

However, it is believed that only 65% of all cases of tuberculosis are reported (Pan 

American Health Organization, 1998), so the numbers may actually be higher. These 

figures make Bolivia the Latin American country with the highest incidence of 

tuberculosis, together with Peru (P AHO, 1998). The directly observed treatment strategy 

(DOTS) reported a cure rate of76%, compared to about 40% without DOTS. The fatality 

rate, however, remains at 4.5%. Acquired resistance was reported at 14.7% for isoniazid, 

12.6% for rifampicin, and 11.5% for streptomycin. 

Chuquisaca 

Chuquisaca is the district in which the first Capital city of Bolivia, Sucre, was 

founded in 1538. According to 1992 statistics, about half a million people live in the 

district of Chuquisaca. 44% of the population is 15 years or younger. In Chuquisaca, 

poverty pervades the population, 77% of the total population is considered poor and 54% 

extremely poor (Jette & Rojas, 1998). Two thirds of the population lives in rural areas 

and almost 66% of the population belongs to an indigenous group. Almost 40% of the 

total population is illiterate (Jette & Rojas, 1998). In regards of health, mortality among 

children younger than one year is 104 per 1,000, for children five years old and younger 

is 158 per 1, 000. Malnutrition among children three years and younger is higher than the 
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national average at 33.9%. As for tuberculosis, the trend shows a decrease in the number 

ofreported cases from 791 in 1990 to 422 in 1995. However, the decrement is believed to 

be caused by a decreased ability to detect and manage tuberculosis cases due to lack of 

resources (National Secretariat of Health, 1995 as cited by Jette & Rojas, 1998). While 

extensive literature is found about the epidemiology, diagnosis, and treatment of 

tuberculosis, limited literature was found about Pott's disease. Especially lacking is the 

literature documenting the prevalence of Pott' s disease in South America. Extensive 

database research in Medline and PubMed yielded no results when searching for Pott's 

disease in Bolivia, or South America for that matter. Neither was documentation found in 

the literature about the peoples' explanatory models of Pott's disease among any 

population. This lack ofliterature points to the importance of documenting the people's 

point of view about Pott' s disease. Understanding Pott' s disease from the peoples' point 

of view will help healthcare professionals understand the reasons for its prevalence and 

will help in establishing better patient compliance, and reporting of the disease. 

Summary 

The conceptual orientation for this study was Kleinman's Explanatory Models 

framework (Kleinman, 1980), which provided the context for the explanatory models of 

mother's with children who have Pott' s disease. The components of the explanatory 

models used in this study included etiology, onset of symptoms, pathophysiology, course 

of sickness, and treatment, as suggested by Kleinman (1980). 

The review of literature included the use of EMs in nursing and medical research, 

a general description of Pott's disease including epidemiology, etiology, diagnosis, and 
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treatment. A basic description of Bolivia and the district of Chuquisaca, its geographical, 

socioeconomic, political and health situations were also described. Current trends of 

tuberculosis and the lack of literature documenting Pott' s disease conclude this chapter. 



CHAPTER THREE 

METHODOLOGY 

Introduction 

The purpose of this study was to elicit the explanatory models of mothers with 

children who have Pott' s disease. The EMs were elicited by means of an ethnographic 

approach since little is known about the peoples' understanding of Pott's disease. This 

chapter will discuss design, method, sample, setting, and protection of human subjects, 

data collection, and data analysis. Lastly trustworthiness will be discussed. 

Design 
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The literature review revealed that little is known about the explanatory models of 

mothers whose children suffer from Pott's disease. This fact makes ethnography an 

appropriate framework to begin studying the peoples' understanding of tuberculous 

spondylitis. Ethnography is aimed at understanding a particular phenomenon from the 

peoples' perspective. Spradley (1979) states that ethnography means "learning from the 

people" (p. 3). Ethnography is widely used in anthropology, education, medicine, 

psychology, and it has been used by nurses, especially since the research done by 

Madeleine Leininger and the creation of ethnonursing (Leininger, 1985). Ethnography is 

"the work of describing a culture" (Spradley, 1979, p. 3). It offers the researcher and 

his/her readers to step outside one's own little cultural word, set aside our own 

prejudices, and grasp, if only for a moment, the world through someone else's eyes. This 

study has set out to understand the world of Pott' s disease, not from the biomedical point 



of view, or the healthy person's point of view, but from the perspective of the one who 

suffers and lives with a consuming, hindering, and at times fatal disease. 
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Ethnography, as defined by Leininger (1985), is "the systematic process of 

observing, detailing, describing, documenting, and analyzing the lifeways or particular 

ways of a culture in order to grasp the lifeways or patterns of the people in their familiar 

environment" (p. 35). Leininger (1985) describes two types of ethnography: 1) a mini 

ethnography, which is basically a small-scale ethnographic study with a narrow focus, 

and, 2) a maxi ethnography which is a large-scale study of general phenomena in a 

particular culture. Due to the constraints of time and resources, this study falls within the 

earlier category. 

One of the characteristics of ethnography is that it considers the researcher to be 

the instrument. In ethnography researchers need to become familiar with the culture they 

are studying. In this role, the researcher has the opportunity to identify, interpret, and 

analyze the culture of interest. He/she becomes the instrument through the observing and 

recording of the collected data. At the same time, the researcher becomes part of the 

culture to "feel what is like for the people in the situation" (Atkinson & Hammersley, 

1994; Boyle, 1994; Sanday, 1983, as cited in Streubert & Carpenter, 1999, p. 148). The 

researcher, in spite of becoming part of the cultural setting, will never be or have the 

native's point of view. This is also called the emic view. The emic view "reflects the 

cultural group's language, beliefs, and experiences" (Streubert & Carpenter, 1999, p. 

148). The etic, or outsider's view, is the view of the outsider with interpretation 

(Streubert & Carpenter, 1999). This study centered on the emic view of the people. This 
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researcher had the advantage of speaking the language, and partially knowing the 

Bolivian culture from previous visits to that country. Also, having visited other countries 

gave this researcher a broad experience and openness to other cultures. However, this 

researcher was not Bolivian, and did not belong to that particular culture. The etic view 

allowed the researcher to be more objective during the study. 

Method 

One of the characteristics of ethnography is fieldwork. Physically situating 

oneself in the environment to be studied enhances the research (Streubert & Carpenter, 

1999). This researcher traveled to Sucre, the capital of the district of Chuquisaca in 

Bolivia, to carry this study. This researcher then traveled to the towns and ranches were 

the people who expressed interest on the study lived. He stayed at the peoples' home, ate 

their foods, and talked to them as someone interested in their culture, and particularly 

about the effects of Pott's disease in their lives. 

To elicit the peoples' Explanatory Models about Pott's disease, a semi-structured 

interview, modeled in ethnography, was utilized. Ethnographic interviews are considered 

a "series of friendly conversations into which the researcher slowly introduces new 

elements to assist informants to respond as informants" (Spradley, 1979, p. 58). 

Ethnographic interviews contain three basic elements. First they have an explicit purpose. 

The ethnographer must, without being authoritarian, lead the conversation to a point 

where discovery of the cultural knowledge is found. Another feature of ethnographic 

interviews is ethnographic explanations. The ethnographer must constantly offer 

explanations to the informant. This allows for the ethnographer to become a teacher while 
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being a learner. The third characteristic is the ethnographic questions, of which Spradley 

(1979) describes more than thirty different types. The one used here as a grand tour 

question is of the descriptive type. 

Grand tour questions elicit "a verbal description of significant features of the 

cultural scene" (Spradley, 1979, p. 87). The initial grand tour question was "Tell me 

everything you know about Pott's disease (or the name you choose to call this illness)." 

Kleinman's (1980) questions to elicit Explanatory Models were used as probes during the 

one-hour interview. Questions specific to eliciting the mothers' EMs were utilized as 

needed and were guided by the domains of etiology, time of onset of symptoms, 

pathophysiology, course of the disease and treatment, as suggested by Kleinman (1980). 

In addition, some demographic questions were asked at the beginning of the interview 

( see Appendix C). The demographic questions offered a description of the population 

being studied. 

Sample 

A purposive sample was used in this study. In a purposive sample, participants are 

based on their firsthand experience with the phenomena being studied, in this case, Pott' s 

disease (Streubert & Carpenter, 1999). The participants are chosen on the basis of 

personal judgment by the researcher, who looks for the most representative individuals of 

the culture in question, that is, a panel of "experts" (Polit & Hungler, 1999). The 

"experts" in this study were the mothers and grandmothers of children who have Pott's 

disease. A sample size of two mothers and one grandmother were used for this study. In 

qualitative research, the number of participants is not as important as the depth of 



information they provide in order to understand the phenomenon under study (Luyas, 

1991 ). The criteria established for the selection of participants were as follows: 

1. At least twenty-one years of age. 

2. Mother or grandmother of a child with Pott's disease. 

3. Able to speak Spanish. 

4. Resident of the district of Chuquisaca. 

The researcher believed, that by including a grandmother to the group, a more 

conservative, more traditional folk belief system and EM would be described, thus 

allowing for more diversified EMs of Pott' s disease. 

Setting 
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Fieldwork for this study took place in the city of Sucre and the town of Poto lo, 

district of Chuquisaca, Bolivia. The interviews and follow up interviews took place at the 

informants' homes, at a time set to their convenience. By interviewing the participants' at 

their homes, the researcher was able to gain a deeper understanding of the informants' 

culture and behaviors, allowing for a more emic view. The homes of the participants' 

were generally poor by American standards, but dignified and clean. The time set for the 

interviews allowed for privacy and confidentiality. 

Protection of Human Subjects 

Approval for this study was given by the Human Subjects Committee at the 

University of Arizona (Appendix A). To protect confidentiality, initial contact with the 

informants was done through their primary care physician, who explained the purpose of 

the study. The informants were then asked to contact the researcher at their convenience, 
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if they were interested on participating. This process avoided the researcher "intruding" 

on the informants' lives without previous permission. It also allowed for confidentiality 

to be maintained in a dignified manner. Informants were given the choice to participate 

prior to meeting the researcher. This step avoided possible "forced" participation, which 

may happen at times when the informants want to "please" the physician or other person 

in power by agreeing to everything that is suggested. Once contact was made, permission 

for participation was obtained by means of the study's disclaimer (Appendix B), given to 

the participant to read. For one participant, the disclaimer was read, since she was not 

able to read or write. The purpose of the study, the right to withdraw at any time during 

the study, and confidentiality were all explained verbally prior to the interview. 

Informants were also advised that notes would be taken during the interview and that the 

notes would be destroyed after transcripts were done. Phone numbers for the office of 

Human Subjects Committee at the University of Arizona, the researcher, and his thesis 

chair were made available to the participants. On the written transcripts of the interview, 

pseudonyms were used to further protect the informants' identity, and the transcripts 

were stored in a secure location throughout the study. Appendix B contains the Subject's 

Disclaimer Form. 

Data Collection 

Data collection began upon arrival at the participants' homes, and participating at 

the family's meals and activities. The researchers spent two days with one of the families 

in Potolo, and two days with the one family in Villa Hermosa. The researcher, at the 

families' invitation, stayed over, getting to know the family members, and gaining their 
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trust, prior to the actual interview. These days were used for field notes and etic data 

collection. The researcher attended the festivities for Dia de Muertos, or Day of the Dead, 

a major festivity in Latin American countries, and met other families in the community, 

learning even more about the culture being studied. The field notes were included in the 

data analysis. 

Ethnographic interviews were conducted, along with participant observation 

techniques and field notes during the duration of fieldwork. Two participants took part in 

a one-hour interview and a second thirty minutes interview. The third participant was 

only interviewed once. Disclaimers were given to participants prior to the interview and 

questions were answered prior, during, and after the interviews. 

The grand tour question was "Tell me everything you know about Pott's disease 

(or the name you choose to call this illness)." Probe questions to elicit the informants' 

EMs on etiology, severity of illness, time of onset of symptoms, pathophysiology, and 

treatment, as suggested by Kleinman (1980), were used throughout the interview (See 

Appendix C). Two interviews were carried out in Spanish, and one in Quechua, using a 

translator. 

Data Analysis 

In qualitative research, data collection and data analysis happen simultaneously 

(Polit & Hungler, 1999). Once the data was collected via the interviews, the researcher 

transcribed them and data analysis began. Spradley (1979) states that analysis if any kind 

refers to the "systematic examination of something to determine its parts, the relationship 

among its parts, and their relationship to the whole" (p. 92). 
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In this study, Spradley's (1979) outline for data analysis was followed. The 

purpose of ethnographic analysis, as stated by Spradley is "to uncover the system of 

cultural meaning that people use" (p. 94). Domain analysis, or the search for the larger 

units of cultural knowledge was first done and then integrated into one of the five EMs 

described by Kleinman (1980). Taxonomic analysis was done by searching for the 

internal structures of each domain (EMs) and grouping these together. Theme analysis 

involved a search for the relationship among domains and their linkage to the culture at 

large (Spradley, 1979). Interpretation of the findings as related to the culture of mothers 

and grandmothers who have children with Pott' s disease was the last step on this process. 

The participants were not asked to review the categories after the data analysis was 

completed. 

Trustworthiness 

Trustworthiness in qualitative research is difficult to obtain. However, 

trustworthiness lends credibility to the study and is therefore important to pay special 

attention to the way research is conducted. To assure rigor, most qualitative nursing 

researchers follow the criteria suggested by Lincoln & Guba (1985). These authors state 

that four items are necessary in order to establish trustworthiness in qualitative studies. 

Credibility refers to confidence in the truth of the data (Polit & Hungler, 1999). 

Techniques utilized to assure credibility include prolonged engagement and persistent 

observation, triangulation, external checks, searching for disconfirming evidence, and 

researcher credibility. Credibility in this study was assured by engagement in the culture 

under study by the researcher staying over the towns where the fieldwork was done and 
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closely observing the cultural activities of the population. Credibility was also ensured by 

audiotaping and verbatim transcription of the taped interviews by the researcher. 

Triangulation was secured by selecting informants from different generations (i.e. 

mothers, grandmothers), and having a trained researcher, the thesis committee chair, 

analyze and interpret the data. Researcher credibility was ensured by the researcher being 

Hispanic, bilingual, and to some extent, familiar with the culture under study. 

Dependability, "the stability of data over time and over conditions" (Polit & Hungler, 

1999) was ensured by the thesis committee members examining the process of the study, 

including data collection, analysis, and interpretations. Confirmability was also 

established by the committee members examining the process of this study. The last item 

mentioned by Lincoln & Guba (1985) is transferability. It refers to the generalization of 

data from one particular cultural group to other settings and/or cultural groups. Sufficient 

descriptive data was made available for the reader to evaluate the applicability of the data 

to other cultures and settings (Polity & Hungler, 1999). 

Summary 

This chapter has analyzed the design, method, sample, setting, and protection of 

human subjects, data collection, data analysis, and trustworthiness of this study. Chapter 

four will deal with the study' s results and conclusions. 



CHAPTER FOUR 

RESULTS 
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Chapter four includes a description of the informants, the participant observation 

experience, and an overview of the results of the data analysis including the taxonomies, 

domains, and categories that emerged during the study. 

Description of Informants 

The descriptions of the informants were obtained through responses to the 

demographic questions contained in the interviews, and through direct observation and 

field notes taken during the field study. 

A purposive sample of three informants, all Quechuan mothers who have children 

with Pott's disease, were used in this ethnographic study. As stated by Luyas (1991), the 

number of informants is not as important as the depth of the information obtained. Ages 

ranged from 28 to 68 years old, and all were Quechuan women living in poor rural areas 

in the District of Chuquisaca, Bolivia. All three informants had a child or grandchild 

diagnosed with Pott' s disease. Informants were homemakers who worked or had worked 

in the fields. Two of the informants were proficient in Spanish, and one spoke only 

Quechua. Informants were given a pseudonym in order to protect their identities. 
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Roberta 

The youngest of the three informants, Roberta, lives in Poto lo, a town of about 

300 people, 80 miles northwest of Sucre. She is 37 years old. The trip to Potolo from 

Sucre takes about three and a half hours due to the altitude of the town and the precarious 

road conditions. Roberta has four children, ranging from 6 months to 14 years. Carlos, 

the child with Pott' s disease, is the oldest child. Carlos just returned from the United 

States after having multiple surgeries to correct his kyphosis and eradicate the 

tuberculosis from his bones. He continues to be in anti-tuberculosis treatment. His trip to 

the United States was made possible through the generosity of the Diocese of Joliet, 

Illinois and Shriners' Children Hospital in Chicago, as well as some devoted people. The 

surgery helped minimize the kyphosis and allowed Carlos to walk without crutches. 

Roberta's husband works in the fields and she sells food staples such sodas, candy, bread, 

and potatoes in her home while taking care of the children. Her husband spends the day 

in the fields harvesting peanuts and drinking chicha, a local alcoholic drink made of 

fermented com. He was inebriated on the two occasions this writer saw him. The house is 

made out of adobe, has two rooms, one that serves as the store and another one that 

serves as bedroom, dining room, laundry room, and kitchen. She also has a small clay 

oven outside the room, where she bakes bread. Three children sleep in one bed, and 

Roberta, her husband and the youngest child sleep on the other bed. The beds have no 

mattress, but a thick piece of alpaca skin. The alpaca is a dromedary, a close relative of 

the llama and the camel. Locals use the alpaca as a domestic animal for milk, cheese, 

meat, transportation and for their skins. Clean laundry is hung inside the bedroom. A gas 
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oven and stove are located inside the room in one of the comers. An open latrine is 

located about 30 feet from the house. There were some chickens and goats roaming freely 

in and out of the house. The children are unkept but seem happy and well fed. They play 

on the soil, and did not seem to mind the dust. The family members were welcoming and 

offered me drink and food upon entering the house. The day of the visit wasthe day 

before the "Day of the Dead," and a piece of bread in the form of a human being was 

given to this writer by one of the children. "It's an offering," the child explained. There is 

no running water, but electricity was present in the form of one light bulb that serves to 

illuminate the one room at night. Drinking water was kept in an open pot on the floor, 

near the entrance of the house. There was no television or refrigerator, and the family 

owned one radio. 

Medical care is provided by a recently graduated nurse and a physician who visit 

the town about once a month. The closest hospital is about eighty miles away, and people 

spend about half a day to get there. There is a "bus," namely an open trailer, which takes 

people to and from Poto lo every other day. No other visible means of transportation were 

visible, except for the occasional horse and some mules and burros. People in Potolo 

seem to subsist by raising cattle, goats and sheep, and by harvesting com, peanuts and 

potatoes. 
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Maria 

Maria is the oldest of the three informants and a widow. She is Roberta's mother 

and Carlos' grandmother. She does not remember exactly how old she is, but her 

daughter thinks she is about 68 years old. She appears a lot older than her stated age. She 

does not have a birth certificate, and no records exist of how or when she was baptized. 

Maria has lived in Potolo for about 65 years; she was born in a town near Potolo and 

moved there when she was a little girl. She has been a widow for twelve years. Maria had 

eight children, six of whom are still alive. One child died in an accident, and the other 

one of "cancer." Maria lives in a room next to Roberta's house. Her house has one room 

that serves as sleeping quarters, living room, and kitchen. Mother and daughter share the 

clay oven outside and frequently share their meals. No shower was evident in the 

proximity of the house. Maria's room has no electricity; there is a bed and a small gas 

stove inside the room. Maria helps her daughter take care of the children. She seemed in 

good health, but is visually impaired and hard of hearing. She walks with no difficulty. 

Maria also knows about folk remedies and acts as the family and neighborhood 

curandera. She is the one who first advised Roberta on how to treat Carlos' disease. 
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Petra 

Petra is 40 years old. Her son Antonio, who is 18 years old, has Pott' s disease. 

Petra is married and has six children ranging from one to twenty three years old. Antonio 

had corrective surgery for his spine locally, at the Cristo de las Americas Hospital, 

sponsored by the Diocese of Joliet. The surgery was partially successful at it eliminated 

the infection, but damaged the spinal cord. Antonio was left with a partial incomplete 

paralysis of the lower extremities. Due to lack of financial resources, his rehabilitation 

has been slow and difficult. Antonio is presently confined to a wheelchair. Antonio lives 

in Sucre with his wife and 10-month-old daughter. Petra and her husband live in Vista 

Hermosa, a town of about 30 people fifty miles northwest of Sucre. Petra works in the 

house, takes care of the children, and helps her husband at seeding and harvest times. 

Petra's house also is made out of adobe, has two rooms, one that serves as storage, and 

the other one as bedroom and kitchen. The roof is made of bamboo shoots and palm 

leaves. Most of the cooking, however, is done outside, and, in hot weather, the family 

sleeps outside, on alpaca skins. There is a small hut outside the house that serves as a 

living room; the interviews took place in the living room. There is no refrigerator, 

television, or gas stove. The town has electricity and running water in the form of a 

communal water well. Water has to be carried from the well to the house in buckets. 

Laundry and showering is done at the nearby Rio rico, or "rich river." The river also 

supplies the water for irrigation of the fields. Petra has an adobe oven where she bakes 

bread. Food is cooked in an open grill on the ground in front of the house. Petra has lived 

in Villa Hermosa all her life. Petra's family diet consists mainly of com, potatoes, eggs, 



chicken, and, at times, meat. Petra's family owns a parcel ofland where they harvest 

com, potatoes and peanuts. They also own some chickens and goats. 
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On the day of the visit, a bilingual Quechuan/Spanish driver took the researcher to 

Petra's home. Since the child with Pott's disease, Antonio, lived in Sucre, I took him, his 

wife, and newborn child to his mother's town. In spite of the relatively short distance, it 

had been three months since Antonio last saw his mother. I had an opportunity to talk to 

Antonio and his wife on the way to Vista Hermosa. As mentioned before, the house was 

made of adobe and Petra and her family were waiting outside, her husband was drinking 

chicha. Three of the children were playing outside and Antonio was lifted and arm

carried from the truck to the hut by his younger brother. He sat on some alpaca skins on 

the floor that his mother had prepared for him to sit on. The rest of the group sat on small 

benches around Antonio and his mother. 

Participant Observation 

Spradley (1980) states that participant observation allows for observation of 

people's activities, and their physical surroundings, while allowing the observer to 

experience what if feels like to be part of a particular situation. During the field study, the 

researcher lived in Sucre and traveled to Potolo and Villa Hermosa, staying there during 

the day for a couple of days. Participant observation took place over a period of two 

weeks at the home of the participants, the hospital, church, the peanut fields, and while 

traveling with the informants from one place to another. Visiting the participants at home 

was arranged by means of the primary care physician, whom the researcher knew 

previously. The physician was the primary contact with each family, asking their 



permission for the researcher to visit them at their home. The participants and their 

families were welcoming and seemed interested in the study. 

The participant observation experience consisted of visiting homes, workplaces, 

and attending religious activities. Participant observation also took place at the hospital 

where the participants get their healthcare and while transporting the families from one 

place to another. Direct observation, interviews and field notes were utilized to confirm 

findings. 

Data Analysis 
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The ethnographic techniques of interviewing, field notes, direct observation, as 

well as the analysis of the data continually and comparison of informants' responses with 

field notes were utilized in this study. 

All of the informants responded to the grand tour question "tell me everything 

you know about Pott's disease (or the name you choose to call this disease)". Grand tour 

questions invite informants to freely speak about events, activities, objects, people, and 

time with the interviewer (Spradley, 1979). The semi-structured interview was guided by 

probing questions each of which was specific to eliciting Kleinman's Explanatory 

Models. For example, the questions "What do you think caused the problem?" and "what 

kind of treatment do you think your son should have?" refer to the clinical features of 

etiology and treatment as outlined by Kleinman (1980). A sample of one interview can be 

found in appendix D. 

The data were analyzed after the interviews were completed. The three formal 

interviews took place at the informants' homes. Other informal secondary interviews 
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were done at the hospital, church, and also at the homes of the informants. The written 

transcripts were coded by underlining significant phrases and categories were assigned 

utilizing domain analysis (Spradley, 1980). The researcher strengthened the validity of 

the results by collecting the data in the informants' own environment, analyzing the data 

continually, and reinforcing findings by asking questions repetitively, as suggested by 

Lincoln and Guba (1985). As explained by Kleinman (1980), only in the professional 

explanatory models do the features of etiology, time and mode of symptom onset, 

pathophysiology, course and severity of sickness and treatment constantly appear. In this 

study of the popular EMs, the clinical features of etiology, severity of sickness, time and 

onset of symptoms, pathophysiology, and treatment were often intermingled, and at 

times, confused. Some of the explanatory models as explained by the participants were 

applicable to two or more features of illness and some of the ideas about treatment and 

etiology were clearly borrowed from professional EMs. For example, the category dolor 

de espalda was mentioned as the cause of the illness, a symptom, and as the way the 

illness works, making this particular clinical feature applicable to two or more 

taxonomies. The informants did not have a clear understanding of how Pott's disease 

works and the answers to the question on pathophysiology were not answered, or 

answered incompletely. The questions about pathophysiology were perhaps too medically 

oriented for people to understand. When asked about how the disease works, most 

informants did not know what to answer. 

According to Kleinman (1980), individuals first perceive and experience the 

symptoms of an illness, then label the illness, sanction the particular kind of sick role, and 
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then decide what how to engage in specific health-seeking behavior. the individual then 

applies treatment and evaluates the effects of the treatment. This model was seen in all 

the participants. The informants, at one time or another, mentioned each of the steps, not 

necessarily in the same order, and at times, some of the steps were done conjunctively. 

In the present study, the explanatory models of Quechuan mothers who have 

children with Pott' s disease were grouped under five taxonomies following the clinical 

features of the Kleinman Model. The clinical features of etiology, severity of sickness, 

time and onset of symptoms, pathophysiology and treatment each correspond to a 

taxonomy. According to Spradley (1979), taxonomies reveal subsets of folk terms and 

their relationship to the whole. Within each taxonomy were several categories and 

themes. The taxonomies and their categories and themes are presented in tables to 

demonstrate how the various categories and themes are related to each other. 
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Results 

Etiology 

Informants had varied responses about the causes of Pott's disease in their 

children. One participant believed that Pott' s disease was caused by the hard work and 

constant stressing of the back while working on the fields. Tuberculous spondylitis was 

referred to by one informant as Wasananay, Quechuan for "back pain" and used 

interchangeably with dolor de espalda, Spanish for back pain. One of the informants 

went further on clarifying the two types of dolor de espalda, Spanish for back pain that 

she was aware of: 

Here we all have Wasananay, it is especially worse at night, after coming 
back from the fields, we get it at an early age from bending while picking 
peanuts and potatoes, especially if you have a weak back. Some of us get the bad 
type (of back pain) that breaks your back. 

Wasananay therefore meant two different concepts: one, was the benign back pain 

that is a consequence of stressing one's back while working on the fields and doing other 

activities, and that eventually gets better, two, the "bad kind" of back pain that results 

from having a weak back. This weak back could refer to tuberculosis, osteoporosis, or a 

herniated disk. None of the informants seemed to know when to distinguish between 

"good" and "bad" back pain in the early stages of the illness. 

One of the informants, whose child had gone to the United States for treatment, 

was able to call it tuberculosis of the bone. While she was able to identify the disease in 

modem medicine terms, she believed that the cause was an argument with a "bad lady" 

who had the power to do evil to other people. 



Carlos' illness started when I had an argument with this 
woman. We were living at her house at the time. We got upset 
at each other and started arguing. She kicked us out of the house 
and as we were leaving, she grabbed Carlos by the arm and threw 
him on the ground. That is when everything started. The child 
would not stop crying, saying that his back hurt. I went back 
to her to ask her to take the curse out of my son, but she would not 
do it. She is a bad woman. She gave my son the evil eye ( embrujo ). 
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The oldest participant called Pott's disease "Chuypa", referring to a "flying bone" 

that causes the disease. 

The child is chulpado. The flying bone of our ancestors 
touched him while he was sleeping and that is why his back broke ... 
this flying bone comes from people who died long time ago .. .I also 
went to the lady to ask her to take the curse away, but she would 
not do it. There is nothing I can do. 

All three informants used dolor de espalda at one time or another to describe and 

name the basic symptom of the illness, as well as to describe the reason of the disease. 

The informants believed that back pain was the actual reason for the kyphosis and, in one 

case, the decreased movement of the lower extremities. Table 1 describes the domains 

and categories of this taxonomy. 



Table 1. 

Taxonomy 1: Etiology 

Domain 

Work related 

Embrujo 

Chuypa 

Categories 

Everybody has it 

Trabajo bruto (brutal work) 

Bad back pain 

Good back pain 

Weak back causes bad back pain 

Done by a "bad person" 

Cannot be taken away 

Evil wished upon you 

Flying bone 

Comes from ancestors 

Touches people while sleeping 
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Severity of Illness 

This taxonomy refers to the severity and extent to which Pott' s disease affected 

the sick person's role in the family and the community. As one informant put it: 

My son is not able to work anymore. He has one child and 
wife to support. He will never be able to walk again 
and I wish I could do something for him. We are not going to be 
able to help him here (Villa Hermosa), and that's why he has to 
live in Sucre, where the doctors who can help him are. I don't know 
what is going to happen. 
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In this particular case, the family got into debt looking for solutions to the child's 

illness. The lender threatens them with taking away their land. This fact made the patient 

feel guilty and hopeless. 

The disease also affects the family and the sick person in another way. Some people view 

the deformity, namely kyphosis, as an embrujo or evil eye, and this promotes isolation 

and feelings of loneliness and low self-esteem. One informant states: 

My son has no friends. They (the friends) think he is 
mentally retarded. The children do not want to play with him and he 
spends most of the time here in the house. He is a good kid and 
helps me in whatever he can. He has told me he wishes he had 
stayed in the United States. 

Pott's disease affects people at three recognized levels: productivity, social, and 

personal. Even when the problem is partially resolved, old prejudices continue to appear, 

as in the above case. 



Table 2. 

Taxonomy 2: Severity of Illness 

Domain 

Productivity 

Social 

Personal 

Categories 

Unable to work 

Not providing for one's own 

Owing money 

Pressure to pay debts 

Having no friends 

Made fun of 

Unable to participate in games/activities 

Feeling lonely 

Feeling sad 

Low self-esteem 

Feelings of powerlessness 

Guilt 
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Time and Onset of Symptoms 

According to one participant, she started noticing her child's complaints of back 

pain when he was about fifteen years old. The child would complain of constant pain, not 

alleviated by folk remedies. She stated that 

He would often complain of back pain, and I always thought 
of it as an excuse to not go to work with his father. When the pain 
would make him cry, I would call Don Ramon ( the local curandero ), 
who would always ask him not to do too much work with his back. 
The child would never pay any attention our advice. He would go 
and play soccer. He has always been really stubborn. 

Another participant, Roberta, attributed the onset of symptoms to a more precise 

moment, one that is related to the folk belief of maldicion or curse. She stated the 

following: 

Carlos' illness started when I had an argument with this 
woman. We were living at her house at the time. We got upset 
at each other and started arguing. She kicked us out of the house 
and as we were leaving, she grabbed Carlos by the arm and threw 
him on the ground. That is when everything started. I went back 
to her to ask her to take the curse out of my son, but she would not 
do it ... I know she got it (the disease) then ... 

Maria, Carlos' grandmother also attributed his disease to the moment in which he 

was touched by Chuypa. This is a whistling bone that flies at night and touches people 

who eventually get sick. This chuypa comes from people who are dead and who died 

from the same ailment as the one who is touched. 

The results of this taxonomy are related to the time in which the first symptoms started to 

appear. When the symptoms appeared early in childhood, they were attributed to magic 

or embrujo. If the symptoms appeared later in adolescence, the symptoms would be 



attributed more to lack of disposition or stubbornness, as well as to not taking care of 

one's health. This participant traced her son's symptoms to the actual moment when the 

compression of vertebrae occurred: 

Antonio had moved to Santa Cruz, and then he lifted a 
box, he felt his spine "crack" (tronar), and started feeling a sharp 
pain then. He took the bus home that day. It took him almost two 
days to get here ... No, he did not see a doctor in Santa Cruz, Don 
Ramon saw him here when he got home .. . 

Interestingly enough, Antonio did not seek medical help while in Santa Cruz, a 
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much bigger city than Sucre. He instead decided to travel for two days back home to see 

if his problem would be resolved with natural medicine. 



Table 3. 

Taxonomy 3: Time and Onset of Symptoms 

Domain 

Childhood 

Adolescence 

Categories 

Argument with "bad lady". 

Thrown to floor by "bad lady". 

Flying bone 

Excuse to not work 

Overdoing/overstressing one's back 

Being stubborn 

Weak 

Unable to participate in activities 
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Pathophysiology 

When asked about how Pott's disease works in the body, participants did not have 

much to say. In fact, one informant did not even think that Pott's disease was an illness. 

As the following exert from the interview shows: 

Interviewer: So, how do you think this disease works in the body? 
Petra: Well, it is not really a disease. 
Interviewer: It is not? 
Petra: No. 
Interviewer: What is it, then? 
Petra: It is dolor de espalda. 
Interviewer: What do you mean when you say it is not a disease? 
Petra: Here everybody has dolor de espalda. It comes from the 
brutal work (trabajo bruto) we do in the fields, after bending our 
backs all day and carrying ( the produce) back and forth. 
Interviewer: So what do you call it, when it prevents you from 
working, or when the pain does not get better? 
Petra: Oh, that is the "bad kind" of dolor de espalda. 

None of the participants was able to explain the pathophysiological processes that 

occur within the body resulting on the manifestation of signs and symptoms. Most of the 

participants, when asked how Pott' s disease works, described signs and symptoms of the 

disease, such as pain, fever, and the resultant kyphosis as the "breaking of the back." 

Petra explained that: 

It is the brutal work (trabajo bruto) that breaks our backs. Some get 
the bad kind of back pain and need a doctor to fix it. Many people die 
of dolor de espalda, especially long time ago. He also got fever in his 
body, especially at night. 



Table 4. 

Taxonomy 4: Pathophysiology 

Domain 

"No es enfermedad" 

"Embrujo" 

Categories 

"solo" dolor de espalda 

everybody has it (dolor de espalda) 

bad kind of dolor de espalda 

trabajo bruto 

breaking of back 

Bad woman 

Power to do evil 

Chuypa 

Breaking of back 

Gets into the body 
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Treatment 

Treatment was by far, the most talked about clinical feature when participants 

were asked about it. Many alternative, folk, and Western-style treatments were mentioned 

by the participants. Apparently, the participants had tried every available resource to 

attempt to cure the illness, and in all cases, families go through extraordinary expense and 

time in order to seek treatment for this devastating disease. 

The first identified treatment was the effort on one of the participant's part to retrieve the 

embrujo in which the child was supposed to be: 

After Carlos did not get better, I went and beg the lady to take the 
embrujo away, but she did not want to listen to me. I then sent my 
mother, and (the lady) told her that she could not take it away 
anymore. She (the mother) did a limpia (cleaning) on him, but it 
did not work neither ... 

Another folk remedy was consulting the local folk doctor, usually an older person 

who had some knowledge of folk remedies. In Carlos' case, it was his grandmother, 

Maria: 

At first, we tried a massage with chicken fat, but it did not work 
and the child complained of a lot of pain on his back. Another 
remedy we use is (mountain)lion's fat, but is difficult to get. 
We got some in Sucre and tried it also, but he only seemed to 
get worse. We also used snake fat, but did not work either ... 

Maria also referred to "grasa de vibora" or snake's fat, but did not know how the 

fat is obtained from a snake. "It was given to me", was her answer. 

Petra also resorted to the local medico naturista, who, after applying a friccion or 

combination of different herbs boiled and applied hot to the back, only caused bums on 

Antonio's back. 



The (folk) doctor gave him a massage with San Marcos and 
Moye (herbs) to heat up his back, which was cold, and was 
breaking, but did not get any better. He also told him not to 
stress his back, but he went to play soccer that same day. 

When all of these remedies failed, a primitive brace was utilized to attempt to 

keep the child's back "straight". 

We made out a brace out of twigs and cloth, and put it on 
(Carlos) to help him keep his back straight. He was not able 
to sit or stand at that time and the brace would help him stay 
up. He was not walking neither, but later on, the nurse 
brought him a pair of crutches and taught him how to use them. 

Another folk treatment, used in conjunction with modem medicine, was the 

application of a hot "salt stone" to the lower extremities, namely the feet, on the belief 
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that the weakness of the lower extremities was due to "cold" back and lower extremities. 

The salt stone, heated on an open fire and covered with leaves was applied to the lower 

extremities in the following manner: 

We find a salt stone and heat it on the fire, then we cover 
(the stone) with San Marcos and put it on (Antonio's) feet until 
he feels the warmth and moves (his foot) away from the stone. 
This is done until he warms his feet again. 

Unfortunately, on Antonio's case, he had decreased sensation of his lower 

extremities due to back surgery and ended up with second and third degree bums on the 

plantar aspect of his right foot that eventually became infected. He was being treated for 

the infection at the time of the interviewer's visit. 

The last resort of the informants was the medical doctor, usually a new graduate 

of medicine, who, not recognizing the disease, would prescribe pain medicine and the use 

of folk remedies to alleviate the pain. The turning point for seeking more advanced 



medical care seemed to be the development ofkyphosis or the progressive paralysis of 

the lower extremities. 

After his back broke, we took him to Sucre, to the general 
hospital. They kept him for three days, but they did not do 
anything to him because we did not have any money to pay for 
the surgery. 
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In one case, the patient was sent to the United States for treatment of his advanced 

kyphosis and infection. The second case was treated at a local hospital, and his surgery 

was sponsored by a US religious organization. Physical rehabilitation was prescribed in 

both cases, but due to financial constraints, therapy was minimal. 



Table 5. 

Taxonomy 5: Treatment 

Domain 

Folk Remedies 

Natural Medicine 

Western-Style Medicine 

Categories 

Herbs 

Animal fats 

Braces 

Limpia 

Folk doctor 

Salt stone 

Cokl/warm therapy 

friccion (massage) 

Anti-tuberculous drugs 

Surgery 

Rehabilitation 
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Summary 

The explanatory models ofQuechuan mothers who have children with Pott's 

disease are often intermingled and offer insight on how folk systems view illness and its 

effects on daily life. An illness is not thought of so much as a pathological process, but 

rather as how much it affects their daily lives. As in the case of Pott' s disease, it is not 

even considered a disease, but as an ailment that affects their daily lives, and only when it 

gets worse is medical treatment sought. 



CHAPTER FIVE 

CONCLUSIONS AND RECOMMENDATIONS 
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This chapter summarizes the findings and reviews their relationship to 

Kleinman's Explanatory Models. It also describes implications for nursing practice, 

significance for nursing, the limitations of the research study, recommendations for future 

nursing research, and some final thoughts. 

Summary of Findings 

The purpose of this study was to identify the explanatory models of Quechuan 

mothers who have children with Pott's disease in the District of Chuquisaca, Bolivia. In 

order to identify the EMs, a semi-structured interview with three Quechuan mothers was 

conducted using the ethnographic model. The grand tour question was: "Tell me 

everything you know about Pott' s disease". Probing questions were aimed at 

understanding the etiology, severity of illness, time and onset of symptoms, 

pathophysiology, and treatment of the disease as viewed by the people. 

The findings of the study identified as etiology of Pott's disease suggests that 

tuberculous spondylytis is a disease commonly associated with a common, non-malignant 

ailment, namely, back pain. The naming of the disease in Quechuan by itself 

"W asananay" and "Chuypa" suggests a magical, mysterious origin of the disease. Petra 

stated that "my child is 'chulpado' since the bad lady threw him on the ground". 

Chulpado in this case is a derivative of the word "Chuypa", one who suffers from 

Chuypa. The answers to the interview also suggested that people are aware of a more 

severe type of back pain, namely one that affects lives and makes people handicapped 
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and dependent on others. This writer would also suggest that the notion of a flying bone 

that belongs to people who died of the disease has a primitive notion of infection. The 

disease is transmitted by people who suffered the disease. 

The taxonomy of severity of Pott's disease describes how Quechuan mothers 

view the severity of the disease in their children's lives. The answers to the questions: 

What does the problem do to you? your son? your family? and How severe is it? point to 

the severity of the disease and its effects in daily life. Inability to work and support one's 

own family, as well as feelings of isolation, depression, and low self-esteem were all 

mentioned by the participants. Uncertainty of the future and powerlessness were also 

mentioned by the informants. The characteristics contribute to the poverty cycle in which 

families find themselves. The person affected by the disease is not able to contribute 

financially to the survival of the family and becomes a burden. A person with Pott' s 

disease is not able to work in the fields but still needs his/her basic needs met. Families 

often find themselves spending money in search of a cure to their ailment and get into 

financial debt. In one particular situation, the family owed almost one thousand dollars to 

a lender, who was threatening them with taking their land away if the loan was not paid 

in full within a month. 

The taxonomy of time and onset of symptoms supports the belief that the cause of 

Pott's disease is magical. Onset of symptoms was associated with specific events in the 

life of the child. One informant believed that the ailment began after an argument with a 

"bad lady", namely a person with powers to do people evil. Another informant attributed 

the onset of symptoms to the child's stubbornness and unwillingness to work in the 
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fields. As for time of symptoms, the children involved in the study were of different ages, 

and the symptoms evolved at different times, and under different circumstances. The time 

of onset of symptoms was not related to the actual time of infection since the informants 

were not aware of the relationship between infection and latency of the tuberculosis 

bacillus. The symptoms of back pain, constant crying, and weakness were related to onset 

of symptoms, but their origin was unknown to the mothers. 

The taxonomy of pathophysiology revealed that the informants did not consider 

Pott's disease an actual disease. Wasananay, Chuypa, and back pain were all a 

consequence of the work they do, namely field work. Among the informants, back pain, 

which is the early symptom of Pott's disease, is a common occurrence. In their 

experience, everybody ought to have back pain, since work in the fields require frequent 

bending and stressing of the back, bending to plant the seed, bending to weed the harvest, 

bending to harvest the fields, and carrying the produce to the market are all daily 

activities among the population being studied. This belief carries enormous 

consequences. If people believe that Pott' s disease, at least on its early stages, is not a 

disease, then medical treatment will not be sought, and the progression of the illness will 

be inevitable until it is too late, as shown by the advance stage of the disease in which the 

children were found, namely, until the development ofkyphosis. 

The taxonomy of treatment revealed that people look for solutions to the illness in 

numerous and various ways. Only as last resource is W estem medicine consulted, usually 

when deformity of the spine has occurred. 



84 

Interestingly enough, a book by Dr. Jacob A. Wood, published in 1862, mentions 

the brace as means for keeping the patient with Pott's disease erect. Dr. Edville G. Abbott 

also mentions the brace as means of improving the pathological curvature of the spine in 

a paper delivered to the Maine Medical Association in 1902. 

Implications for Nursing 

This study was an ethnography guided by Kleinman's Explanatory Models of 

disease that addressed the beliefs of Quechuan mothers of children with Pott's disease. 

Information about popular beliefs in each of Kleinman' s explanatory models can assist 

nurses to understand how an illness is viewed by the people who are affected the most by 

a disease. Implications for nurses include being part of the community, nursing 

education, and being a mediator. 

Nurses, especially in underdeveloped countries, ought to be part of the 

community. This will allow nurses to be recognized as part of the community and build 

trust and confidence in the healthcare system. By "being there", the nurse enables the 

people to seek medical attention before it is too late. The presence of healthcare 

professionals in rural areas of Bolivia will allow the people to seek healthcare sooner and 

not wait until all folk remedies have failed. 

Healthcare education, disease prevention and eradication need to be the focus of 

nursing interventions, especially in poor rural areas, where the incidence of tuberculosis 

is higher. A simple intervention could be to teach proper body mechanics, as well as to 

teach the people to use proper equipment when working on the fields. This simple 

intervention would help alleviate a chronic health problem, namely, back pain. The 
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reduction of benign back pain would help identify diseases that are more problematic and 

help prevent complications. 

The nurse could also act as a mediator between the folk and professional systems, 

allowing the native population to practice their folk beliefs while at the same time, 

seeking medical treatment. That is, the family can administer the folk remedies specific 

to the illness, while the patient is taking the medication prescribed by the doctor. 

Significance for Nursing 

In poor, underdeveloped countries, nurses should act as agents of change in order 

to provide needed healthcare services to the population. Nurses can improve and enhance 

the existing healthcare system by enabling the people to improve their health conditions. 

Nurses can act as educators, providers, organizers, coordinators of care, and other tasks 

that go beyond bedside care. In underdeveloped countries, the call for nurses to go 

beyond the bedside is an imperative. 

Nurses can also act as "bridges of understanding" between the people and the 

healthcare system by providing culturally-sensitive care while providing nursing care 

among the poor. Nurses can inform the government about the healthcare conditions in 

underserved areas, as well as being a source of information for the people regarding 

existing healthcare services. 

In Chuquisaca, as in many regions of Bolivia, healthcare personnel are a rare 

commodity. The government used to assign newly graduated nurses and doctors to rural 

regions for one year, but this practice is disappearing as the government is changing the 

requirements for graduation from medical and nursing schools. Most doctors and nurses 
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do a rural internship that lasts as little as one week and then bribe government officials to 

dispense a one-year internship evaluation, necessary for graduation. This practice further 

limits the availability of healthcare personnel to poor rural areas. In some instances, 

nurses and physicians charge for their services, even when these services are supposed to 

be free. At times, the anti-tuberculosis drugs are sold to patients with tuberculosis even 

when these drugs are supposed to be provided by the federal government. 

Limitations of the Study 

Limitations of the study included the constraints of time available for the 

interviews and participant observation. A true ethnographic study would have taken more 

time, as Spradley states, "to learn from the people" (1979, p. 3). A more extended period 

of time would contribute to credibility. While the number of participants in an 

ethnographic interview is not as important as the depth of the interviews, it was believed 

that a more diverse sample would have helped saturate the data obtained in the first three 

interviews. The interviews took place in two distinct, separate locations, far away from 

each other, and while some of the answers to the interview questions were similar, 

saturation was not possible due to the limited number of participants. 

Another limitation of the study was not exploring the explanatory models of the 

professional sector. This could have had enhanced the findings and provided a basis for 

comparison between the two systems. 

A third limitation was the fact, that in spite of being Hispanic, the researcher did 

not belong to the culture being studied. The participants could not help but to see the 
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interviewer as "other than" a mere member of the community. The interviews were often 

interrupted by requests for financial help, or for health or spiritual advice. 

Recommendations for Future Nursing Research 

Recommendations for future research include a larger sample size, as well as 

inclusion of not only mothers, but of people affected by the disease. The inclusion of 

healthcare professionals as well as folk doctors would complete the study by providing 

the professional and folk sector's view on disease. A more extended period of time to do 

the study, and a pilot interview to become familiar with meanings, symbols and language 

nuances would also be helpful. 

Final Thoughts 

During this research study, I became aware of the devastating effects of poverty, 

of which disease is but one manifestation. Poverty affects people at every aspect of their 

lives. Poor people in underdeveloped countries have to deal not only with the effects of 

disease on their daily lives, but also with the struggle of surviving day by day. 

An incapacitating illness such Pott's disease only aggravates the cycle of poverty 

by preventing the patient and his/her family from earning a living and becoming a burden 

to their loved ones. Nurses can be an asset to these communities by assisting patients in 

their recovery to health. The problems that I encountered in the communities I visited 

could be easily improved and prevented with some education and nursing care. In the 

case of Antonio, physical rehabilitation can be provided to help him regain mobility so he 

can work as a barber and help support his family. On Carlos' case, some education to the 



children of his neighborhood could help them understand the nature of his illness and 

decrease the feelings of fear and isolation. 

88 

One possible solution could be to provide "nursing posts" that is, a designated 

place where the nurse can live and practice among the people, especially in rural areas. 

Another solution could be to promote nursing among the Quechuan population and 

enable them to attend nursing schools, and then returning them to their place of origin to 

practice. 

Nurses from other countries, especially the United States, can network with 

nurses in underveloped countries and act as consultants to improve their nursing process, 

as well creating the means for native people to become nurses. In this aspect, nurses can 

become international agents of change by going beyond borders and ideologies and 

focusing on people and their needs. A profession that goes beyond borders and acts as a 

unifying force between the people of different countries is perhaps the call, and nature of 

nursmg. 

The idea of a profession that has no borders and is not restricted by governments, 

economies, or ideologies is perhaps what Florence Nightingale had in mind when she 

tended to wounded soldiers during the Crimean War. As an American nurse in a foreign 

country, I learned the importance of tending to the needs, not only of our American 

people, but of the people who day by day struggle with the evil of poverty. For this, I am 

grateful. 

+ 
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APPENDIX A 

Human Subjects Committee Approval 



Human Subjects Protection Program 

23 October 200 l 

Rudy Valenzuela., RN 
Advisor: JoAnn Glittenberg, Ph.D. 
College of Nursing 
PO BOX 210203 

THE UNNERSITY Of 

ARIZONA® 
TUCSON ARIZONA 

l J SO 'N. Vine .-\venue 
P.O. Box 245137 
Tucson. AZ 8572+.5137 
(520) 626-6721 

RE: THE EXPLANATORY MODELS OF MOTHERS WHO HA VE CIDLDREN WITH 
POTT'S DISEASE IN THE DISTRICT OF CHUQUISACA, BOLIVIA 

Dear Mr. Valenzuela: 

We received documents concerning your above cited project. Regulations published by the U. S. 
Department of Health and Human Services [ 4 5 CFR Part 46.101 (b) (2)] exempt this type of research 
from review by our Institutional Review Board. 

Thank you for informing us of your work. If you have any questions concerning the above, please 
contact this office. 

Sincerely, 

Rebecca Dahl, R.N., Ph.D. 
Director 
Human Subjects Protection Program 

RD/js 
cc: Departmental/College Review Committee 

http://vprl.admm.:irizonaedu/ human_subjects 
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APPENDIXB 

Subject's Disclaimer Forms 



SUBJECT'S DlSCLAIMER FORM 

APPROVED BY UNIVERSITY OF AZ IRB. 
THIS mMP MUST APPEAR ON All 
DOCUIBTS USED TD CONSOO SUBJECTS. 
DATE: I Q I 2=3 / D I 

The Explanatory Models of Mothers Who Have Children with Pott's Disease in the 
District of Chuquisaca, Bolivia. 

The overall aim of this study is to help healthcare professionals understand your point of 
view about this problem in your community. 

You are being asked to voluntarily participate in a study exploring the people's point of 
view of tuberculosis of the bone in your community, and how the people deal with this 
disease. You have been selected for this study because a member of your family has 
tuberculosis of the bone. By responding to questions in an interview, you will be giving 
your consent to participate in the study. The interview questions will elicit some personal 
data such as age, gender, how long your relative had the disease, how you diagnosed it, 
how you treat it, and what causes it. 

The interview will take place in a location convenient for you and will last approximately 
one hour. An additional follow up interview may be requested. This second session will 
last approximately 20 minutes. With your permission, the investigator will write notes 
during the interview. You may choose not to answer some or all of the questions. Nobody 
will ever know your name in this report. Only the investigator and Dr. Glittenberg will 
have access to the data. 

Any questions you have will be answered and you may withdraw from the study at any 
time without causing bad feelings . There are no known risks involved in your 
participation. In appreciation of your time, at the end of the interview, you will be given 
the equivalent of five ($5 .00) U.S. dollars in Bolivianos. At the end of the second 
interview you will be given the equivalent of two ($2.00) U.S. dollars in Bolivianos. If 
you decided to withdraw from the study at any point. a pro-rated amount will be given to 
you for your valuable time. There are no benefits for you for participating in this study. 

You can obtain further information from Rudy Valenzuela, Rt"\.J", FNP student at 001 (520) 
325-1537, or Dr. Jody Glittenberg, RN, Ph.D., FAAN at 001 (520) 626-6206. If you 
have questions concerning your rights as a research subject, you may call the Human 
Subjects committee office at (520) 626-6721. This investigator will facilitate your phone 
call at no cost to you. 

Thank you. 

Rudy Valenzuela., RN, FNP student Date 

001 (520) 325-1537 
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APPROVED BY UN1VERSJTY Of AZ IRll. 
THIS SUMP MUST APPEAR ON All 
DOCUMEKTS USED TO CONSENT SUBJECTS. 
DATE: /o/D /o, 

FORMA DE DECLARAClON DEL Sl1JETO DE INVESTIGACION 

Los Modelos Explanatorios de Madres con Hijos(as) que Sufren el Mal de Pott en el 
Distrito de Chuquisaca, Bolivia. 

La razon de este estudio es ayudar a Jos profesionales de la salud a emender el punto de 
vista de la gente acerca de la tuberculosis de hueso en su comunidad. 

A traves de la presente, se le esta pidiendo que pamcipe de manera voluntaria en un 
estudio que explora su modo de ver la tuberculosis de! hueso en su comunidad. Usted a 
sido seleccionada para este estudio porque alguien en su familia tiene tuberculosis de! 
hueso. Su consentirniento es dado si decide responder a las preguntas de la entrevista que 
se administrara a las personas interesadas en el esrudio . Las preguntas de la entrevista 
piden quc nos de su edad, sexo, cuanto tiempo ha sufrido la enfermedad ustcd o su 
familiar, coma se diagnostico la enfermedad. y como se trata. 

La entrevista se Jlevara a cabo en un Jugar conveniente para usted y durara 
aproxirnadarnente una hora. Otra entrevista de aproximadamente veinte minutos puede 
ser necesaria. Con su permiso. el investigador tomara notas dur:mte la entrevista. Ustcd 
puede decidir si comesca a todas o solamente a algunas de las preguntas . Nadie sabra 
nunca su nombre en las reportes de este projecto. Sus respuestas seran aseguradas en un 
lugar con llave. Solo el investigador y la Dra. Glittenberg tendran acceso a esta 
informacion. 

Cualquier pregunta que usted tenga sera contescada y usted tendra el derecho de salirse 
de! projecto en cualquier momenta. No hay riesgos conocidos si usted decide participar. 
Al terrnino de la primera entrevista, se le daran el equivalente de cinco ($5.00) dolares 
Americanos en Bolivianos. Al termino de la segunda entrevista, se le daran el equivalente 
de dos ($2.00) dolares Americanos en Bolivianos. Si decide salirse del projecto antes de 
que este terrnine, se le dara una cantidad de acuerdo al tiempo que haya usado en la 
entrevista. No hay ningun beneficio para usted si decide participar en este estudio. 

Puede usted obtener mas informacion de] estudiante Rudy Valenzuela. RN, FNPS al 
telefono 001 (520) 325-1537 ode la Dra. Jody Glittenberg, RN , Ph.D., FAAN al telefono 
001 (520) 626- 6206 . Si tiene preguntas acerca de sus derechos como sujeto de 
investigacion , puede uster llarnar a la oficina de] Comite de Sujetos Humanos 001 (520) 
626-6721 . Este investigador le facilitara su llamada sin costo alguno para usted. 

Gracias por su participacion . 

Rudy Valenzuela, RN, FNP (estudiante) Fee ha 

001 (520) 325-1537 
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APPENDIXC 

Interview Questions 
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The Explanatory Models of Mothers Who Have Children with Pott's Disease in the 
District of Chuquisaca, Bolivia. 

Questions for Interview 

Demographic questions: 

1. Please tell me your name and how old are you. 
2. Have you ever had Pott's disease (TB of the bone)? 
3. Has a relative of yours have had this disease? 
4. How old is he/she? Where does she/he live? How many people live with him/her? 

Grand Round Question: 

Tell me all you know about Pott's disease ( or the name you choose to call it). 

Probing questions: 

a) Now, what do you say is wrong with your relative? 
b) What do you think caused the problem? 
c) What caused it to start when it did? 
d) What does the problem do to you? Your relative? your family? How does it 

work? 
e) How severe is it? Will it last a long or short time? 
f) What is your biggest fear about the problem? 
g) What are the main difficulties your problem has caused for you? Your relative? 

your family? 
h) What kind of treatment do you think your relative should have? What are the 
most important results you and/or your relative hope to receive from the 
treatment? 
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Los Modelos Explanatorios de Madres que Tien en Hijos( as) con el Mal de Pott en el 
Distrito de Chuquisaca, Boliva 

Preguntas para la Entrevista 

Preguntas Demograficas 

1. Digame su primer nombre y su edad. 
2. Quien tiene el Mal de Pott? 
3. Han tenido otros parientes el Mal de Pott? 
4. Cuantos anos tienen? Donde vive? Cuanta gente vive con el/ella? 

Pregunta Inicial 

Digame todo lo que usted sepa acerca del Mal de Pott ( o el nombre que usted le llama) 

Preguntas de guia. 

a) Digame, que es lo que usted cree que su hijo(a) tiene mal? 
b) Que cree que causo el problema? 
c) Que es lo que lo ocasiono? 
d) Cuales problemas le causa la enfermedad a usted? a su familia? en su trabajo? 
e) Que tan severo es el problema? Va a durar mucho o poco tiempo? 
f) Cual es su mayor temor acerca de este problema? 
g) Que tipos de dificultales le a ha causado a usted? a su familia? 
h) Que tipo de tratamiento piensa que pueda tener? Cuales son los resultados mas 
importantes que espera obtener del tratamiento? 
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Interview Sample 
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I: The name of the town we are going to is Villa Hermosa. The only access to the town is 
by a dirt road next to the river, Rio Chico. There is a population of about 20 people. A 
bridge crossing the river. Onions, peanuts and com are planted on the fields. 

I: Dile porque si otra gente trabaja tan duro tambien, no eres el unico que trabajas duro. 
Porque tu se lo agaraste y lo otros no? 

P: Esque no ... yo no me cuidaba ... cuando estaba chico cuando estaba el con migo en el 
otro lado. No me cuidaba entonces, yo nunca tuve cuidado 

I (woman): Cuando estabas sentiendo un poquito ya dolor de la espalda, seguia 
trabajando asi en trabajo bruto 

P: Esque no me sabia a cuidarme ... me sentia como que no me iba a pasar nada ... 

I: Como note lo cuidaste? 

P: Si, por falta de plata. Tal vez me descuide de operar tambien por falta de plata, no ... 

I: Claro. 

P: Aqui tambien, no hay mucho trabajo, claro es bonito pero no hay mucho para trabajar. 

I: No hay mucho para trabajar? 

P: No. Para comer apenas ... 

P(different man): Muchos veces .. hay tambien. No es como la que esta hablando de ... 

I: Es un enfermedad, o no? 

P(woman): Aqui no. No 

I: Este no es enfermedad? Que es? 

P: Wasasanay. Es dolor de espalda. 

I: Dolor de espalda, eso le llama. Pero es un enfermedad? 

P:No. 

I: Se puede cuidar con medicina? 
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P: No, solamente es que mi espalda ... mover, y mover. Y eso no impuesta ... Y ese dolor 
___ aguantado, aguantado, 

I: Preguntale, si no es no enfermedad, que es lo que es? 

P: Dolor de espalda no mas. 

I: Aparte del remedio de la sal piedra, que mas puede hacer ella? 

P: ... asi como ____ con grasa de leon, depues con grasa de vibora 

I: De donde agarra la grasa de leon 

P: ____ . Hay veces ... 

I: Matan el leon aqui? 

P: Si. 

I: Y se guarda? 

P:No. 

I: Pero de leon y de ___ ye eran fomento? 

P: Si, le friccionado 

I: Te ayudaba o no? 

P: Casi no me ayudaba. Tal vez poco me ayuda pero .. . no me sentia 
Y la grasa pero 

I: En donde la ponia, en aparte detras de la espalda? 

P: Si. En la parte detras de la espalda, en la columna, todo eso (pointing to back) 

I: Donde dolia? 

P : Si ... 

I: En el sol te ponias? 



P: Si 

I: Pero podias caminar? 

P: Si. 

I: Que es lo que va, si no hay doctor que puede operarlo, que es lo que va a pasar. 
Preguntale a tu mami. 

P: Si no vi era el doctor. .. 

I: Completo? 

P: Si pues, ... me estaba quedando con familia ... Dos semanas ... sin trabajar 

I: Como se cuda lo paralitico aqui? 

P: 

I: Ya no se cura? 

P: ... nuestros vecinos sabian -----

I: Los vecinos viven enconsejado? 

P: Hasta alli ... 

I: Diferentes tipos de yerba? 

P: Si pues ... 

P: .... doctores ... nosotros sin saber 

I: Se ponian hacer otra tramientos? 

P: 
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I: Si claro ... no resulta. Sera porque estan tratando algo que es diferente al dolor de 
espalda? Puede que sea algo mas? Preguntale. Si el tratamiento no funcione, puede que 
sea otra cosa masque el dolor de espalda. Si me entiendes lo que estoy diciendo? Que 
estan tratando la cosa equivocada? 

P: .... Pero hasta... y tanto que no me ... 



101 

I: Sera algo o enfermedad de otro tipo? 

P: A veces .. .la curuna con ... y ellos lo llaman dolor de espalda eso. Muchas veces es ... 
I: Pero esto es hernia de disco? 

P: Me dijo asi. 

I: Si pero que otra cosa? Podia ser otra cosa? Y si fuera otra cosa, como sabria ella que 
es otra cosa? Que la enfermedad es otra parte del cuerpo? 

P: Si duele aqui, dile tambien que es dolor de espalda. 

I: No es enfermedad, 

P: Si 

I: Es simplemente el dolor de espalda 

P: Si. Porque mas antes, ya me dolia pues. Habia un senor naturista que curaba. Su 
abuelito (pointing to a woman) pero ya se muerto. 

I: Su abuelito de quien? De tu esposa 

P: Si 

I: Curaba? 

P: Curaba aqui en un cuartito... todo ... aqui, asi... mis pies. Me puso en un __ 
En sabado en la noche. Y al dia siguiente, el domingo me yo creo con eso 
mas ... y yo mismo .... 

I: Claro. Como llamo el tratamiento, era una sobada? 

P: Si, como asi, 

I: Un africion? 

P: Si, porque despues me puso ___ . Me .. . con una 

I: Sentia que esa fue lo que lo te ____ ? 

P: Si pues. Despues me juge tranquilo y no me dolia nada 



I: Cuantos anos tenias? Cuando fue esto? 

P: En noventa y siete era ... quince ... 

I: .... Ya tenia dolor de espalda ye luego te trataron y luego te fuiste ajugar ye eso te lo 
causo. 

P: Si 

I: Cuando te hicieron el tratamiento, que te hizo. Dime que es lo que te hizo en el 
tratamiento 

P: El senor? 

I: Si. Quien lo llamo? Ella lo llamo? 

P: Si. 

I: Tu lo conoces a el? 0 le conocia; ya murio 

P: Si, ya se murio 

I: Preguntale, porque lo llamo a el. 

P: Porque sabia curar asi. Sabia hacer las curaciones. Siempre lo llamaban a el. 

I: El vive aqui en pueblo esto, o alla? 

P: Aqui arribita, vivia. 

I: Ya no vive. 

P: El tambien venia. Habia otra persona tambien que sabia curar pero casi a mi no me 
hizo nada. 

I: Dile, ella creia que tenias tu este dolor de espalda desde que naciste o cuando estabas 
chi co, cuando eras pequeno? 

P: No jovencito, mas o menos. 

I: De que ano? 

P: Desde que... en 96. 
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I: Del cuartel? Que es el cuartel? 

P: Fui al cuartel en servicio .. 

I: Ya que ha regresado? Has empezado? 

P: Si en noventa y seis. 

I: Desde noventa y seis. Como le Haman del cartel? 

P: Cuartel. Servicio 

I: No seria el cuartel lo que te causo? Preguntale 

P: No. tendria que ... tratamientos 

I: No, pero quiero saber si el cuartel se lo causo? El servicio militar se lo causo? 

P:No. 

I: No ......... y ya no crees .... Que fue el trabajo 

P: Si el trabajo. 

I: Y que no te cuidaste tampoco 

P(other man): Yo tambien tengo hernia de discos 

I: Si pero el tiene masque hernia de disco. 

P: No pero es hernia de disco que tenia el dolor. Queria hacer su tratamiento ye el 
tratamiento mal. A mi tambien tenian que operar y quien sabe si tal vez . 
Pero el problema que 

Y ahora no lo siento ningun dolor. Levanto cosas pesadas pero no le siento ningun dolor. 
Tratamiento un ano y medio 

I: Que es lo que quieres que haga el tratamiento? 

P: Que se alivie no mas 

I: Y que le quieres que pase con eso, despues de que to de el tratamiento que es lo que va 
pasar? Esperas que te mejore? 
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P: Si 

I: _______ si ... lo unico que te va mejorar? 

P: Si, y .... 

P( other man): ... 2 anos maximo para ser bien bien, pero tambien tiene que poner 
parte de su parte de el, porque si el empieza y una vez empiecas 
Nunca vas a ... tienes que poner ... tambien para tanto 
Si no, nunca te vas a sanar. 

I: Cual es el mayor temor que tu tienes de esto? 

P: Loque me preocupe es cuando se endura 

I: Que es endura? Que se ponen duros? 

P: las piemas, solitas lo traen asi ... Pero me ganan. Eso es lo que tengo miedo. 

I: Y que puede pasar con eso 

P: Yo pienso que puedo quedar paralitco 

I: Si, claro. Este pregunta es para ti tambien, Donato. Tienes que decirme, que tipo de 
_____ yo, no me daba cuenta. Que tipo de ha causado esto. 
Dime, en tu vida familiar, en tu vida trabajo, en todo eso, dime. 

P: Si pues, me ha de todos. 

I: Como? 

P: no puedo trabajar y no puedo mantener . as1 es 
A mi esposa tambien ... 

I: Por que? 

P: Porque no puedo trabajar. 

I: Si, porque tiene que atendar a ti. 

P: Si, 

I: Si, claro 
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P: un ratito, asi tranquilitos. Siempre tiene que mover al otro lado. Hay 
veces que levantarle, comodarle, casi todo 

P(other man): Sabes que, manteniendo una sola posicion ... caras. Y esas caras 

I: Entonces, si no puedes trabajar, como es que sobrevives? Como es que vas a terapia? 

P(young man): . ... qmen paga 

P: ... no mas un poquito trabaja ye el ... me esta manteniendo. Hay veces no trabaja, hay 
veces un poquito, asi tenemos que .... no nos ayuda ... aqui tambien no hay mucho, 
entonces. 

I: Claro. Es mejor estar en ... aqui? 

P(woman): Pues, por la fisicoterape. 

I: Es mejor? 

P: Si. 

P(woman): Porque hasta aqui no ... 

I: La terapista? Pero va a su casa? 

P: Si viene. 

I: Que tan seguido? 

P(woman): ... tiene que ayudar .... para ... tambien, no 

I: Ya deben para eso? 

P(woman): Si. 

P(young man): 

I: Cuanto crees que te va durar esto, lo que tienes? 

P: Lo fisicoterapia me dij o un ano por lo menos 

I: Y cuanto tiempo .... durado antes? 

P: Desde '96. 
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I: Y tenias cuantos anos en '96? 

P: 22 anos 

I: Y ahorita tienes 26? Tenias 20 anos en '96 y ahorita tienes 25? Entonces, cree que to 
empezo en el '96, no? 

P: Si 

I: Despues de el servicio? 
I: Llegaste a tu casa y empezo .. . Ahora digame cuando estaba en Santa Cruz tu sentiste 
que algo paso? 

P: Si 

I: Dime. 

P: Llegamos un dia, domingo, fuimos al monte a pescar. Entonces, toda la noche casi ya 
manec1mos 

I: Pescando? 

P: No pescando .... a llegar a donde teniamos que llegar ... habia un Iago no mas ... nos 
hemos hecho de frio nos ha hecho. No podimos dormir, no nos llevamos cama, 
appenas ... frio del suelo ... eso parece que me ha aflictado mas. Y el dia lunes estaba 
trabajando ... un dia lunes, teniamos que llevar una madera, esa madera lo estaba .. .. 
. . . me senti ... columna ... ese movimiento me senti, eso movimiento ya no puedo ... nada 
nada. 

I: Podia caminar? 

P: Podia caminar. Ese lunes mismo me venido aqui 

I: A donde? 

P: Aqui, de Santa Cruz. 

I: Para aca? 

P: Me bajaba de la flota y aqui caminando me he llegado. Pero claro, no me dolia mucho 
mucho pero me dolia un poco. Yaqui .... me puse de espaldita y ese ... me puso .. . 
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I: Quien? 

P: Mi mama. Despues, me puso con parche despues, y .... le decia ... Tenia que cuidarme 
yo, pues. Como podia caminar yo, no podia estar asi hechado. Queria levantarme, queria 
caminar como podia. Nose puede estar asi hechado con el camino. Cuando me curaba un 
ratito no mas, no tenia que levantarme unos tres dias, cuatro dias. Pero en esos dias, no 
podia estar asi en la cama. 

I: Terco? 

P: No podia estar asi en la cama. Me levantaba. 

I: Y eso te hizo mas mal? 

P: Y eso mas me hizo, mas mas. Yo creo que ese ... mas a crecer. Algo por alli, yo creo 
seria por eso, mas mas me estaba afectando. 

I: Alguna otra cosa que ... pasado que quieres decir sobre esta dolor de espalda? Como se 
dice dolor de espalda en Kechua? 

P: Wasananay. 

(I left out the spelling part and the discussion afterwards ... ) 

I: Cuantos anos tienes? 

P: 19 

P(woman) 

I: Crees que to nino puede tener lo mismo? 

P: Como yo? 

I: Si 

P: Si porque la sangre puede pasar la enfermedad que yo tengo. 

I: Puede pasar por la sangre? Nose ... Y el dolor de espalda puede pasar por la sangre? 

P(woman): No, eso no 

I: ... . que no le tenga, si se sabe cuidar bien? 
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P(woman): 

I: No ... terco como su papa? No, pero tu papa es muy terco? Tendra algo que verlo terco 
que eres, con lo que tienes? 

P: Si, pues ...... tranquilmente podia estar asi. Tal vez ... un poco pero . . .. terco entonces 
me levantaba mas. 

I: Que dice? 

P: Antes que .. .iba al futbol. 

P(woman): Ya me he sanado, ahora voy ir ajugarle siempre ... que se iba. 

I: Eso es lo que decia, Ya me he sanado. 

P: Claro, no me dolia mucho mucho. 

I: Y tu dices, ya me sane y me voy ir a jugar. 

P: Si, tranquilo. 

I: Claro. 

P: Cuando me volvia ... 

I: Pero te ibas a jugar? 

P: Si ...... una sola clase. 

I: Hay varias clases de dolor de la espalda. Y la tuya, que tipo es? 

P: Nose. Por eso mi columna asi se estaba haciendo 

I: Si, se estaba doblando. 

P: Si se ibas a .... me quedaba . . . que tenemos en la columna .... me quedaba paralitico ... 

I: Y estabas cercita para levantarse? 

P: Si 

I: Por eso estas como estas ahorita? 



P: Si 

I: Se te hace que duraste mucho tiempo para que te viera el doctor? 

P: Si, tres anos ... 

I: Antes que te vieron un doctor? 

P: Dos anos. 

I: Dos anos antes que te vieron el doctor cuando tu ya sabia que tenias algo malo? Por 
que duraste tanto? 

P: Por falta de plata y tambien por falta de confianza, porque mas antes tenia que 
hacer. ... 

I: Por falta de confianza? De que, el doctor? 

P: Si 

I: No tenias confianza en el doctor? 
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P: No. Mis amigos me dijieron que note hagas operar el doctor, te va a sacar la medula y 
te vas a quedar paralitico, me dijieron mis amigos. Por eso, prefiere estar asi porque no 
me dolia mucho ye por eso me dejaba. 

I: Ahora, no fuiste con el doctor pero fuiste con el vecino con el abuelo de ella que viene 
y te cuido? 

P: Si 

I: Y cual es la diferencia entre el medico y el que te vino a curar? 

P(young man): .. curandero medico ... 

P: Nada ... 

I: Un senor de aqui, si, pero cual es la diferencia entre el y el medico porque el medico 
tiene educacion, y este no ha tenido educacion ni medicina? 

P:No 

I: No, pero el sabia las yerbas y los faltamientos. 



P: No, nada siempre ... me ... frotaba no mas ... no me daba ni una yerba para quitarme, 
nada. 

I: No mas te frotaba? 

P: Si 

I: Como un sobador? 

P: Si, si. Con eso me ... 

I: Te sanaste poquito, pero no te sanaste? 

P: Me sane y .. .ir al futbol. .. y mas peor que .. 

I: Claro. Como le llamaban el abuelo de ella, al senor que vino? Medico naturisto? 

P: 

I: Pero el no iba a escuela? 

P:No. 

I: De donde . .. aprendido? El era viejo? Mas mayor de edad de los abuelos? 

P( everyone talking at once) 

BREAK 

I: ... Ahorita o si esta haciendo frio? 

P: Poquito. Yo mucho frio estoy sentiendo. 

I: Lo estas sentiendo mucho? 

P: Si. 

I: Son peores un dia, otro dia o son siempre lo mismo? 

P: Todo los dias, yen la noche igual. Masque en la noche. 

I: Como te duele, te duele el hueso o la came? 
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P: Los nervios. 

I: Los nervios se duele? Frios? 

P: Si, se estira. 

I: Pues, entonces la fisioterape es lo que te va ayudar. A calentarlos otra vez, no. Porque 
que siempre los traiemos calientos, verdad, por eso siempre caminaba. 

P: Asi no mas, es que veces mas ... tambien. Poquito lo tocaba ... ahora ya tranquilamente 
puedes estar asi ... ya no puedo ... mucho. 

I: Es mejor? 

P: Si. Cuando estaba en el hospital. .. cada ratito 

I: Se te encojia? 

P: Se me encojia. Y cuando me he salido. Dimos hecho .... semana ... 

I: Y ahora sientes que te . .. menos? 

P: Si, menos. Ya no como antes. 

I: ... Porque novas a una terapista? Por que novas al hospital manana ... vamos a tu casa, 
para que te diga para que te de ... mas fuerte, no? 

P: Si 

I: Manana, voy a ... en la tarde, para que la lleve .. a nosotros y ... mas fuerte. Va a tener 
que apprender como hacerlos porque no va ... terapista. Y tu vas a tener que apuntarlos o 
hacer algo, que no? Para ver como sea la terapia para que ustedes ... .Y te llevo la silla 
hoy. 

P(young man): ... como hace el, y tu igualito vas ... ella mismo .. 

I: Si, para que nuestra terapista como es de los estados unidos tengo un poquito mas de 
practica no? 

P: 

I: Si, si vamos hoy en la tarde si es posible, para que te haga eso. 
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Photographs 
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Man with tuberculosis of the spine in Nepal Burgess, 1982, p. 24. 
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April 16, 2002 

Leslie Ritter, PhD, Chair SRAP-G 
Student Awards Committee 
College of Nursing 
Tucson, Arizona 

Re: Nomination of Rudy Valenzuela, Outstanding Master's Thesis 

Dear Student Awards Committee: 

The thesis committee enthusiastically nominates Rudy Valenzuela for the Outstanding 
Master's Thesis Award, as he completed an extraordinary piece of original research, entitled, 
"The Explanatory Models of Quechuan Mothers Who Have Children with Pott' s Disease in the 
District of Chuquisaca, Bolivia". Mr. Valenzuela worked as a voluntary missionary nurse during 
a previous visit to Bolivia, and he was astonished at the sight of young people with deformed 
backs, due to Pott' s Disease. 

Determined to understand more fully how indigenous people viewed spinal tuberculosis, 
Rudy returned to two remote villages, traveling by Jeep over very rough roads, to do an 
exploratory ethnography. He participated in daily activities and interviewed families about their 
views of this deforming, devastating disease. Rudy found that the indigenous people believed 
deformed backs were due to hard work in their fields or from a flying bone that enters their 
bodies at night. Antibiotics were available, but the high cost made them inaccessible for these 
poverty-stricken people. 

Rudy's final thoughts about his study are reasons why nominating him for this Award is 
appropriate. "During this research study, I became aware of the devastating effects of poverty, of 
which disease is but one manifestation. Poor people in underdeveloped countries have to deal not 
only with the effects of disease on their daily lives, but also with the struggle of surviving day by 
day .... The idea of a profession who has no borders and is not restricted by governments, 
economies, or idealogies is perhaps what Florence Nightingale had in mind when she tended to 
wounded soldiers during the Crimean War .... I learned the importance of tending to the needs, 
not only of our American people, but of the people who day by day struggle with the evil of 
poverty. For this I am grateful." 

Sincerely 

Jody Glittenberg, PhD, RN, FAAN, Chair Anne Woodtli, PhD, RN, FAAN, Member 

Sharon Ewing, PhD, RN, Member 
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