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ABSTRACT 

Thii thesis is an ethnographic study of early school-age chil

dren with cystic fibrosis to determine the child's view of the cystic 

fibrosis clinic experience. Data were collected utilizing the protocol )( 

of the ethnographic inverview, which were conducted with four early 

school-age children with cystic fibrosis. Each child was interviewed 

four times for a total of 16 interviews. Tape recordings of the inter

views were transcribed and analyzed. 

Seven culturally relevant domains were analyzed, kinds of 

things that happen on a clinic visit, kinds of things seen on a clinic 

visit, kinds of people seen on a clinic visit, reasons for going on a 

clinic visit, ways of feeling about the clinic, kinds of things done to 

get ready to go to the clinic, and kinds of things done after a clinic 

visit. Cultural themes identified were: getting things done to my 

body, doctors and nurses do things to my body yet they are still my 

friends, waiting and getting- bored, sometimes like it--sometimes I 

don't, seeing friends, cystic fibrosis means my lungs are sick--having 

wheezes, crackles, phlegm, and coughing, and getting medicine. 

The view of the early school-age child with cystic fibrosis and 

recommendations for the practicing nurse were included. Use of the 

ethnographic interview for further research was suggested, and recom-

mendations for further research and practice were included. 

xi 



CHAPTER l 

INTRODUCTION 

At the pulmonary chest clinic, a part of my graduate clinical 

experience in child nursing, became very interested in children with 

cystic fibrosis (CF). These children inspired my idea for this 

research. Observations of these children and their parents made me 

aware of the apprehension and stress caused by this chronic illness. 

The observed child usually had one or more of · the following 

clinical features: smal 1 for age, pale, 1 istless, increased anterior

posterior chest diameter, clubbed fingers, need to take medications, 

frequent coughing, requiring aerosol inhalation, and postural drainage 

one to three times a day. The child was required to have periodic 

assessment visits at the cystic fibrosis clinic, the length of time 

between visits ranging from weekly to yearly, depending on the severity 

of illness. 

Many situations surrounded the clinic experience and were iden

tified as potential stressors for the child and his family. A visit to 

the clinic entailed for the child various procedures. Routine admis

sion procedures included height and weight measurements, checking of 

vital signs, and basic spirometry tests. Very young children (as young 

as 4) seemed aware of the significance of the basic spirometry tests. 

Other possible procedures included chest x-ray; getting specimens for 

culture from nose, throat, or sputum; echocardiogram; pulmonary func

tion tests; ear oximetry; flu injections; various blood work, and skin 
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tests. Visits usually involved waiting at the clinic for varied 

lengths of time. To get the child to the clinic arrangements had to be 

made by the parents or relatives. The parent might have had to take 

off from work; and, for the child, missing school-related activities. 

The child was exposed to other children, who may have been in a more 

critical stage of illness. Each visit brought the possibility that the 

child might receive invasive procedures. A question frequently 

expressed by young children was "Do I have to get a shot today?" On 

several occasions it was observed that a decision to admit the child 

to the pediatric inpatient unit was made during a clinic visit. 

These are just a few examples of the biophysical, psychological, 

sociocultural, financial, and emotional factors that can affect a child 

and his family during a clinic visit. Such observations inspired the 

idea for this research. I wondered: How does the child really view 

the clinic experience? What does he think and feel about his experi

ences at the clinic? 

A review of the literature revealed that most of the research 

on the impact of cystic fibrosis was concerned with how CF affected 

family functioning, with focus particularly on its impact on the mother 

and the father. The research that did address the child's reactions 

seemed to focus on the adolescent age group with very little relating 

to the early school-age child. could not discover any research on 

the child's own view of his clinic experience. For these reasons, 

chose to study how early school-age children with cystic fibrosis 

viewed their clinic experience; how the child felt and thought about 

what happened there. The ethonographic interview and drawings by the 
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children were used to identify how the early school-age children viewed 

their pulmonary clinic experience. 

Definition of Terms 

For the purpose of this research the following definitions of 

terms were used: 

1. Behavior--the resulting action/inaction after processing cul

tural knowledge. 

2. Child's view--what children say they see, think, and feel as 

they experience the world in which they find themselves. 

3. Clinic experience--visits to the pulmonary chest clinic and the 

cultural knowledge acquired related to these visits. 

4. Cognitive map--cultural knowledge interrelated into a complex 

system of cultural meanings which serves as a guide for acting and for 

interpreting one's experience. 

5. Cultural knowledge--acquired knowledge that people use to inter

pret experience and generate social behavior (Spradley, 1979, p. 5). 

6. Domain--any symbolic category that includes other categories in 

which all members share at least one feature of meaning (Spradley, 

1979, p. 100). 

7. Early school-age child with cystic fibrosis--a 6- to 7-year-old 

child who experiences the chronic illness medically diagnosed as cystic 

fibrosis. 

8. lnforms--provides cultural context for the behavior and pre-

scribes a cognitive map. 
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Statement of the Problem 

The problem for this ethonographic research was: What is the 

cultural knowledge that informs the behavior of early school-age chil-

dren with cystic fibrosis during their clinic experience? 

Statement of the Purpose 

The purpose of this research was to obtain the child's view of 

the cystic fibrosis clinic experience. The objective was to identify 

the early school-age child's thoughts and feelings about his clinic 

experience. 

My concern was: What does the early school-age child with 

cystic fibrosis have to say about his clinic experience? Information 

was gathered according to the protocol of the ethnographic interview as 

defined by Spradley (1979). Ethnographic statements and culturally 

relevant descriptions were developed concerning the early school-age 

child's view of the CF clinic experience . . The children were asked to 

draw pictures of their clinic experience and tell stories about the 

drawings. Drawings and stories were utilized in identifying culturally 

relevant questions for the interviews. Information obtained of the 

early school-age child's view of his clinic experience will enable 

nurses and other health-care givers to understand better and be more 

prepared to help children with CF deal with their concerns. 

Significance of the Problem 

Cystic fibrosis is the most frequent cause of chronic progres-

sive pulmonary disease encountered in children. Increasing survival 

has resulted in more than 11,000 patients in the U.S. Cystic Fibrosis 

/ 
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Data Registry (Wood, Boat, and Doershuk, 1976). There is an estimated 

national total of 15,000 to 20,000 patients. There are 800 to 1,000 

new cases diagnosed annually. Of the 110 centers established by the 

Cystic Fibrosis Foundation, 12 have more than 200 patients. Most of 

these patients are children under the age of 16. The median life 

expectancy is 19.6 years. Cystic fibrosis is the most common geneti

cally transmitted syndrome in American society, occurring approximately 

l in every 2,000 births (Wood et al., 1976; Jacobs, 1977; Wood, 1979). 

According to Goodman (1970, p. 2), to understand the culture 

of childhood one must consider the "child's-eye view. 11 Obtaining infor

mation of the child's view of a pulmonary clinic experience will help 

provide the health-care personnel with the cultural knowledge that 

informs the behavior of a child with cystic fibrosis during a clinic 

visit. 

The child's view of the CF clinic experience is relevant to 

nursing. An increased perception of such clinic experience could iden

tify which elements have the most profound affect and cause greatest 

stress to the child. Increased knowledge of this experience could aid 

the pulmonary clinic team in developing therapeutic programs and activ

ities that would foster the child's growth and development. Increased 

knowledge of the clinic experience could facilitate best use of the 

health-care resources available to the child and family, as well as 

provide a basis to evaluate the health services provided. A greater 

understanding of the child's view of the clinic experience is needed 

by the nurse and other health-care givers to meet the physical, emo

tional, psychological, and developmental needs of the child. 
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Conceptual Framework 

This research explored the child's view of the cystic fibrosis 

pulmonary clinic experience. The concepts which ground this research 

included the culture of childhood, the cystic fibrosis experience, cog

nitive ability of the early school-age child, ethnographic interview, 

and drawings. 

The Culture of Childhood 

The concept of culture used in this research refers to the 

"acquired knowledge that people use to interpret experience and gener

ate social behavior'' (Spradley ~ 1979, p. 50). Culture is viewed as a 

cognitive system as used in the work of Goodenough (1957), Spradley 

and Mccurdy (1975), and others. A cultural system consists of knowl

edge and rules utilized in categorizing, coding, and defining experi

ence (Spradley, 1979). Viewing culture as a cognitive system is there

fore concerned with how the user organizes his experience. Culture is 

also described (Goodenough, 1957) as the models that people have in 

their mind when they are perceiving, relating, and interpreting their 

experiences. 

Goodman (1970) described childhood differing from adulthood, 

with unique cognitive and social realms. She described children as 

having a culture of their own and stated that children learn from each 

other many definitions for phenomena happening around them. Using the 

definitions of culture as proposed by Spradley (1979) and Goodenough 

(1957), the culture of childhood is therefore concerned with the knowl

edge that children have acquired and use tn perceiving, relating, and 



interpreting the phenomena in their experience and the resulting 

behavior. 

Cystic Fibrosis Experience 

7 

The concept of the cystic fibrosis experience includes the 

biophysical, psychological, sociocultural, environmental, and cultural 

considerations of the disease during the 1 ife of an individual. Cystic 

fibrosis is a disease which creates enormous psychological and social 

problems that may be encountered by the patient and his family. It is 

a chronic disease for which there is no cure, a genetJcally transmitted 

disease requiring thousands of dollars worth of medications each year, 

and a disease in which prognosis and life span cannot be accurately 

assessed (Denning et al., 1976). 

Cystic fibrosis is described as a generalized heFeditary 

disorder of children, adolescents, and young adults in which there is 

widespread dysfunction of the exocrine glands. This syndrome is char

acterized by chronic obstructive lung disease, pancreatic enzyme defi

ciency, and elevated sweat chlorides. There is differing degree of 

involvement of affected organs and glandular systems, resulting in 

variation of the clinical expression of the disease (Wood, 1979). 

Any chronic, ultimately fatal disease such as cystic fibrosis 

places strain on the emotional resources and coping mechanisms of 

patients and their families. The treatment involved is complex, 

varied, lifelong but not curative and is applied with varying degrees 

of success (Anderson and Goodchild, 1976). With each successive phase 

of childhood development, the child and his family are challenged to 



cope both with complex issues in adapting to the child's illness and 

with its complex treatment (McCollum and Gibson, 1970). 

8 

Children at different ages have varying perceptions of their l- / 

illness and their psychological needs. The primary anxieties and con

flicts differ according to the patient's age and developmental maturity 

(Jacobs, 1977). Major developmental demands for children between 4 and 

7 years of age include the loosening of intense attachments to the par

ents and the development of a capacity for independent function outside 

the home (McColl um and Gibson, 1970). 

Studies of children with chronic diseases have shown that many 

children feel their illnesses are punishment because they had been bad. 

Some children grow up with strange ideas about their illnesses because 

of lack of communication with their parents. Certain research has also 

shown evidence of marked anxiety, preoccupation with death, and depres

sive trends in children with cystic fibrosis. The child's ability to 

deal with his depression seems to have a major effect on his state of 

health (Jacobs, 1977; Sibinga, Friedman, and Huang, 1973). 

Cognitive Ability of the Early School-age Child 

Piaget (1972) believed that the child's conception of the world 

occurs in the course of cognitive development and that the meaning 

applied to specific concepts is learned. Piaget's theory conceives 

cognitive behavior as a combination of maturation, experience, social 

transmission, and equilibration. Three themes constitute Piaget's 

theory--that of adaptation, assimilation, and accommodation. Adapta

tion is the cognitive striving of the person to find an equilibrium 
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between himself and his environment. The person adapts to his environ

ment through the processes of assimilation and accommodation, the means 

by which an individual gets to know objects in his world. Through 

assimilation an individual incorporates knowledge about the environment 

as he initially perceives it. New knowledge is absorbed only as far as 

his previous experience allows. Accommodation represents the impact of 

the actual environment as the individual conceives and incorporates the 

environmental experience the way it actually is (Maier, 1969; Ault, 

1977; Whaley and Wong, 1979). 

Cognition refers to the interpretation of sensory events, their 

registration and retrieval from memory, the ability to manipulate 

images, symbols, and concepts in thinking, reasoning, and problem 

solving, and the acquisition of knowledge and beliefs about the environ

ment. Piaget emphasized that in each stage of development the child has 

a characteristic way of viewing the world and explaining it to himself 

(Maier, 1969; Mussen, Conger, and Kagan, 1974). 

Using Piaget's classification of stages, a 6- or 7-year old 

would be in the phase of intuitive thought. Most important for chil

dren in this stage i5 their widening social interest in the world 

around them. As the child has repeated contact with others and 

increases social participation he becomes less egocentric (Maier, 1969; 

Piaget, 1972). 

The intuitive phase is a period of transition for the child 

characterized by rapid physical growth, a broadening of the social 

sphere, and increasing independence. This widening social interest in 

the world is associated with increased participation. The child pays 
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attention to other points of view which widen the child's perspective. 

A broader perspective includes a greater understanding of the objective 

world, and objects are observed for their multiple properties of form, 

color, and utility. The properties or attributes of an object or per

son are viewed as absolute (Maler, 1969). 

During this phase, the child can only think of one idea at a 

time. He is incapable of thinking in terms of the whole, as he is pre

occupied with its parts. He can think only in terms of the ongoing 

event. Judgments are based on the outside appearance and the end 

product or result (Maier, 1969; Piaget, 1972). 

There is a close interrelationship between cognitive develop

ment and language development. In the intuitive stage language is 

employed to reflect upon an event, and to project it in the future. 

Language is a vehicle of egocentric communication and is a means of 

social communication. Egocentric speech consists of repeating words 

and sounds for the pleasure of hearing one's self. Egocentric speech 

provides activity and interaction with the environment and is pleasur

able since it stimulates attention and reinforcement by others. 

Socialized speech serves as a means to understand the external environ

ment and to adapt to it. Children between the ages of 5 and 6 are 

increasingly able to accept another's point of view. An exchange of 

knowledge and a sharing of ideas is possible. Conversations include 

justification, rationalization, and disagreement. Language for the 

6- and 7-year-old has become more fully integrated with the rest of 

his behavior. A child of this age listens carefully to what others say 
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and can carry out directions precisely (Maier, 1969; Whaley and Wong, 

1979; Gardner, 1978). 

When the child acquires language and learns to use symbols to 

represent events, he begins a whole new world of learning and under-

standing and is able to deal with his experiences and the environment 

in new ways. The child's increasing social involvement during the 

intuitive years gives impetus to the development of his intellectual 

processes. Social interaction requires communication and the principal 

currency of this social interchange is language. The child becomes 

immersed in a sea of words, which define and relate his social behavior 

and his physical activities. The child's symbols begin to relate to 

each other as the words relate in speech patterns. Language begins to 

operate as a vehicle for thought (Mussen et al., 1974; Richmond, 1970). 

Church (1966, p. 289) in describing the relationship between 

language and thought stated: 

For it must be remembered that language is learned not as an 
abstract system for representing and operating on the world, 
but in the process of so operating; it comes complete with 
subject matter, with content, so that in learning language 
the child simultaneously learns about the world and its 
properties ..•. 

Children in the intuitive stage are intellectually capable of 

learning the culture of childhood. Language and lore pertaining to 

children's interests are an integral part of the child's culture 

(Elkind and Weiner, 1978). The words a child uses tell us something 

about what he is aware of and concerned about. Understanding the 

child's communication through language is therefore an essential part 
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of understanding the culture of childhood. The child's culture is 

therefore communicated according to the cognitive ability of the child. 

Ethnographic Interview and Drawings 

A useful method for discovering the cultural system that 

informs the behavior of children with cystic fibrosis during their 

clinic experience was the ethnographic interview. Spradley and Mccurdy 

(1975, p. 43) defined ethnography as a "method of discovering and 

describing what people know and how they use their knowledge to orga

nize their behavior." Ethnography attempts to construct an understand

ing of all cultures through the eyes of those who live the culture. 

Spradley (1979) discussed the description of a culture from the 

outside as one which is based on categories created by the investigator, 

and the description of a culture from the Jnside as one which is based 

on discovering the native 1 s categories and perceptions. Ethnography is 

therefore a description of a culture from the inside and is concerned 

with the meaning of actions and events to the people studied. Members 

of a culture acquire knowledge about their culture that Spradley (1979) 

called a cognitive map. This map provides information for guiding and 

interpreting experience and thus informs behavior. 

The ethnographic interview is a useful procedure for obtaining 

information about the cognitive map. Information is gathered from the 

informants, not about them. According to Spradley (1979) informants 

are native speakersp models, and sources of information. Ethnogra

phers, by actively participating in the scene of their investigation, 

become part of the data. 
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In ethnographic inquiry it is necessary to discover the ques-

tions to ask from those whose culture is being investigated (Spradley 

and Mccurdy, 1975). To discover culturally relevant questions to use 

in the ethnographic interview procedure, drawings by the children of 

their clinic experiences, and stories about the drawings were utilized. 

Goodman (1960, p. 142) described the use of drawings as one 

method of obtaining the "child's-eye view" during an interview: 

The picture expression technique is so simple, but useful and 
adaptable, that very much more can and should be done with it. 
Moreover, the child's own pictures can be used, not only as an 
end in themselves, but also as a means. That is, , the child 
can be asked •.. to draw pictures which then become focal 
points during an interview. 

Piaget and lnhelder (1969) stated that the child's concept of 

the world finds expression in language, action, play, and in art. Almy 

and Geniski (1979) stated that because some children express themselves 

more readily in drawing or painting than they do in speaking or writing, 

art work may sometimes be used to gain information about children. 

Stern (1973, p. 51) stated: "Children's art is life's verbal language 

in that it possesses its own vocabulary. 11 

A child's art provides insight into the cognitive structure of 

the child as the drawing reflects concepts, feelings, perceptions, and 

knowledge. The child will draw things which are important to him and 

exaggerates the parts that are most meaningful (Gilmore, 1966; 0Jllwake, 

1963). Schuster (1968, p. 135) described how a child's drawings pro-

vide insight into the cognitive structure of the child: 

The response of a child to the request for a drawing will 
reflect the way in which he has organized his experiences 
and structured his perception of the nature of his environ
ment. In this manner, the drawing sheet becomes a screen 



upon which the child may project his concepts, attitudes, inner 
feelings, perceptions, interests, preferences, and needs; and 
the investigator may gain insight into the nature of the child's 
drives, his ego organization and defenses, emotional expressions, 
areas of conflict, cognitive style, and value orientations. 

Palmer (1970) utilized drawing and storytelling in his 

research. He found that by using an open-ended interview technique 

such as story telling that the child would describe his view of the 
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environment, behavior, and reveal his attitudes and feelings. The art 

process includes the child's perception of the world, his reactions to 

what is seen and felt, his selection, interpretation and reformation of 

the elements, and communication of his emotions and insights. 

Summary 

The ethnographic interview was a useful method for describing 

and discovering what early school-age children with cystic fibrosis say 

they see, think, and feel about their experience at the CF clinic. 

Drawings facilitated {he rapport building process for the ethnographic 

interview, and assisted the researcher in discovering culturally 

relevant questions for the interviews. The view of the early school-

age child with CF provided insight into selected aspects of the cultural 

system that informed his behavior during a clinic visit from the 

native's point of view (the child). 

Statements that summarize the conceptual framework are: 

1. The culture of childhood includes the child's view of his 

experience. 

2. The cystic fibrosis experience affects all aspects of the 

child's life, including his clinic experience. 



3. The cognitive ability of a child determines how a child can 

communicate his view of the clinic experience. 
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4. The ethnographic interview and drawings by the child provide a 

systematic method to discover the early school-age child's view to 

facilitate constructing a model of the cultural system that informs 

his behavior during his clinic experience. 

Assumptions 

The assumptions underlying the study were as follows: 

1. The child has a view of the clinic experience. 

2. The child will communicate his view of the clinic experience 

through language and drawings. 

Limitations 

The limitations of the study included the following: 

1. The information obtained from the child will include what each 

says about his experience, but may not in reality be the totality of 

that experience. 

2. There is no systematic method of integrating data from multiple 

informants. 



CHAPTER 2 

REVIEW OF THE LITERATURE 

A review of the literature included the (1) psychosocial aspects 

of the cystic fibrosis (CF) experience, (2) ethnographic interview, and 

(3) drawings as a methodological tool for eliciting a child's view. 

Psychosocial Aspects of the Cystic Fibrosis Experience 

The psychosocial aspects discussed in the 1 iterature were the 

effects of CF on communication between family members; social stresses 

of the child and family; financial stresses; emotional reactions to the 

occurrence of CF and requirements for its management; effects of CF on 

the social, emotional, and intellectual development of the child; char

acteristics of family adaptation to CF; the impact of CF on the child 

related to therapy procedures, dietary deprivation, interruptions of 

play, and physical limitations; family responses related to the demands 

of time, energy, and material resources in the management of the 

disease; and family community responses including increased feelings 

of isolation from the community. 

The first major study concerned with the psychosocjal aspects 

of cystic fibrosis was conducted by Turk (1964) at the National Insti

tutes of Health. This study was concerned with the effects of CF on 

communication between family members and the interactions between 

husband and wife. The presence or absence of significant social and 

financial stresses associated with the disease was also evaluated. 
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Self-administered questionnaires were completed by 25 families (25 

mothers and 3 fathers) focusing on the psychosocial aspects of having a 

child with cystic fibrosis. Two of the families had an only child with 

CF; seven of the families had more than one child with CF. There was a 

total of 18 children in the seven-family group, 17 of whom had CF. The 

CF children had a mean age of 7 with a range from 3 to 23 years. The 

results of the study suggested a number of financial and social stresses 

in these families, including decreased time and energy available for 

leisure activities with the family, time to be alone with spouse, time 

and energy to engage in adult activities, time for self, increased con

cern over finances, and for the parents decreased frequency of sexual 

relations. The respondents indicated, however, that they did not feel 

deprived of the essentials of 1 iving such as food, clothing, or shelter. 

Problems in communication between family members were also found. The 

parents indicated that they were able to discuss aspects of the child's 

illness with other family members, but were not able to do so with 

relatives or neighbors. Sixty percent of the parents indicated that 

they had never discussed the diagnosis with the CF child. Some of the 

remarks made by the parents were: "We never say the word CF, 11 "He 

never knew what he had until he was in the hospital , 11 or "We tell him 

he has a cold" (Turk, 1964, p. 70). The research indicated that when 

the child was sick, friends of the children visited less often. This 

finding pointed out deprivation in social relationships for the child. 

Turk concluded by stating that the child with CF was frequently 

aware of the demands he made on the fami 1 y. If the demands were not 

discussed, it could impair the psychological functioning of all family 
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members. He further discussed the importance of the CF child partici

pating in his own care, and having an awareness of what is wrong with 

him, and understanding his abilities and limitations. 

Lawler, Nakielny, and Wright (1966) focused their research on 

determining the psychosocial needs and problems of children with cystic 

fibrosis and their families. In this study 11 children were included, 

consisting of 6 girls and 5 boys, who were attending the Cystic Fibrosis 

Clinic of the Winnipeg Children's Hospital. The age range of the chil

dren was from 4! to 19 years. Results of the psychiatric interview 

suggested considerable intra-psychic conflicts in all patients. A 

majority of the parents experienced considerable emotional upset, with 

8 of the 11 mothers being judged as clinically depressed. Marital 

discord was evident in the families as 6 of the 11 couples had consid

ered separation and 3 of the couples reported absence of sexual rela

tions. The patients were seen as experiencing marked anxiety because 

of their illness and were significantly depressed. Denial and a ten

dency to regress in stressful situations were the defense mechanisms 

used by the children. Projective tests found the children had feelings 

of depression and conflict at the oral stage of psychosocial develop

ment. I nte 11 i gence test i_ng found the chi 1 dren were functioning in the 

average range of intelligence or above, even though school achievement 

was seen as inadequate. Of the seven school-age children, one had 

failed in school work, three were not attending school, and two were 

taking correspondence courses in place of school. 

In another study of children with cystic fibrosis, Spock and 

Stedman (1966) conducted research to sample the intellectual levels of 
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the children and to evaluate the social and psychological aspects of 

these children's behavior patterns. Twenty-one children were adminis

tered the Peabody Picture Vocabulary Test, the Goodenough Draw-A-Person 

Test, and cards A, 3, 4, and 6 of the Bender Visual Motor Test. Each 

child in the study was seen individually in the psychological testing 

area of the pediatric outpatient clinic after a routine visit for 

medical or physiotherapeutic treatment. The mean age of the group 

evaluated was 8 years and 6 months. An analysis of the intelligence 

test scores was made to determine the mean IQ of the group. Figure 

drawings were evaluated for inferences concerning psychological factors. 

Results showed that the IQs of the 21 subjects ranged from 81 to 150, 

with a mean of 104. The drawings demonstrated the subject's emphasis 

on eyes, seeing, and being seen. There was also emphasis on hair, 

which the authors attributed to a high level of anxiety and a need for 

strength. The drawings of the girls showed a de-emphasis of the hands 

which was said to indicate feelings of inadequacy and a need for sup

port. In five drawings, the chest appeared oversized for the rest of 

the torso. The authors concluded the increased anxiety shown in these 

drawings was also reflected in the figure drawings and in the anxious 

verbal output observed during interviews. The researchers stated this 

anxiety takes the form of politeness, neatness, and social conformity, 

all of which are equated in our culture with intelligence. Spock and 

Stedman (1966) concluded their results did not support the hypothesis 

that CF children are brighter than average. The authors further 

hypothesized that the highly sympathetic and overprotective attitudes 

of the parents, in reaction to the child's illness, create a highly 
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permissive family atmosphere and results in a 11 pseudo-superintel lectual 11 

(p. 428) child. 

McCollum and Gibson (1970) examined the characteristics of 

family adaptation to the CF illnesses of 65 children from 56 families. 

The methods utilized included multiple choice questionnaires adminis

tered to the parents, parent interviews by a psychiatric social worker, 

and observations of monthly parent group discussions conducted by a 

pediatrician and a social worker. The adaptation process of the parents 

was perceived as progressing through four major stages: prediagnostic, 

confrontational, long-term adjustment, and terminal. The paper did not 

include a discussion of the terminal phase because few children died 

during the study. 

The prediagnostic stage was the time between the initial 

parental concerns and the diagnosis of CF. The mean duration of this 

period was 17! months. Symptoms giving concern were failure to thrive, 

foul-fatty stools, wheezing and cough, and persistent fretfulness. An 

incorrect diagnosis often led to a longer prediagnostic period and 

resulted in increased anger in the parents, which significantly influ

enced the mother-child relationship. The disturbance in the feeding 

situation resulted in self-doubt by the mothers regarding their 

maternal competency, and contributed to feelings of depression. Feel

ings of hostility toward the child were also noted. 

The confrontational stage represented the period of acute 

stress associated with the confirmation of the diagnosis. Initial 

reaction of the parents included guilt, anger, anxiety, and grief. 

The central issue of this stage was the possible loss of the child. 
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Other critical issues were questions about having more children, possi

bility that other family members might be affected, adequacy of the 

home environment, and lack of financial resources. 

The long-term adaptation stage was characterized by parental 

attempts to maintain a relationship with a potentially dying child. 

This stage was characterized by a balance fluctuating between mourning 

and denial of prognosis. Problems during this stage were related to 

the age of the child. During infancy the problems centered around the 

areas of toilet training, concerns about food intake, management of 

home therapy, and threat of respiratory infections. During preschool 

and early school years (4-7 years of age) problems related to indepen

dence became important. Of the children studied, 44% had adjustment 

problems in the first year of school which included inattentiveness, 

daydreaming, restlessness, and disturbing classroom behavior; 59% 

reported intermittent sleep disturbances; and 44% experienced nocturnal 

enuresis. 

Older children had difficulty in developing peer relationships 

and were more aware of their own prognosis. Of the school-age children, 

28% were reported a~ having asked no questions about the disease, and 

approximately a third of the parents avoided volunteering information 

to their children about it. These parents feared that any communica

tion with their child would result in direct questions about his pos

sible death with which they could not deal (Mccollum and Gibson, 1970). 

Kulczycki, Robinson, and Berg (1969) studied the effects on the 

social, emotional, and intellectural development of the child and the 

parents' responses to the illness. Twenty-six children (under 10 years 
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of age) from 20 families were studied. The children were given standard 

tests of intelligence and the parents were seen for psychiatric and 

social work interviews. Intelligence test scores of the children 

ranged from 80 to 132, with mean IQ of 105. Interviews with the parents 

indicated that responses to their child's illness included problems of 

coping with feelings of helplessness, difficulties in communicating 

openly with spouse and child, inability to deal with the child's feel

ings and fears regarding the illness, and the possibility of the child's 

death. The overall psychological adjustment of the parents was related 

to the age of the child when the diagnosis was made and the amount of 

support provided by the physician. In this study the school-age chil

dren did not want to talk with their parents about any aspect of their 

condition. 

Troupauer, Franz, and Dilgard (1970) conducted a study of 20 

children with cystic fibrosis ranging in age from 5 to 20 years. The 

purpose of their study was to assemble impressions of attitudes, feel

ings, and reactions experienced by the children and their families. 

Children and their mothers were individually interviewed. One method 

utilized with the children was the administration of a modified form of 

the House-Tree-Person technique. Troupauer and his associates believed 

that a brief projective study might provide presumptive evidence of 

psychological conflict. The children were asked to draw pictures of a 

house, a tree, a person, and a person of the opposite sex. The study 

demonstrated that in over 75% of the cases the children's drawings 

reflected feelings of inadequacy or insecurity, or both. The authors 

found that anxiety was experienced by many of the patients regarding 
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self-image in relation to environment, and inner tensions were 

frequently associated with conflicts within the home. The research 

further demonstrated a minimum of 70% of the children's human figure 

drawings showed two or more of the same indicators often obtained from 

children considered to be emotionally disturbed. 

Troupauer et al. (1970) also reported, in general, the children 

had a good understanding of the condition and were tolerant of the 

therapy procedures. The children's complaints were concerned with ~ 

dietary deprivation, interruptions of play, and physical limitations 

which prevented them from keeping up with others. A few children 

expressed worry about how they would get treatments when they grew up. 

This study showed that younger children, limited in abstract thinking, n 

were concerned less with death and more with separation from the 

parents on whom each is totally dependent. The adolescents' concerns 

centered around preoccupation with disability and death. The mothers 

reported behavioral difficulties including excessive dependence, dis-

ciplinary problems, oversensitivity, and shame regarding the disease. 

Mothers' reactions were primarily feelings of depression and guilt and 

a tendency to deny the severity of the child's illness. The mothers 

handled these feelings in several ways, two of which included over
J 

protectiveness and overt rejection. 

Meyerowitz and Kaplan (1967) studied 157 children with CF from 

11 families; of these children 97% were less than 16 years of age. 

Questionnaires were administered to the parents. Findings of the 

research were reported in both descriptive and analytical terms. 
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The descriptive data was presented in three levels of response: 

intrapsychic, intrafamilial, and family community. lntrapsychic 

responses included severe emotional reactions by the parents to the 

occurrence of CF and the requirements of managing. lntrafamilial 

responses included demands for expenditures of time, energy, and mate

rial resources in the management of the disease. Family/community 

responses included increased feelings of isolation from the community 

and a perception of negative attitudes by the community toward the 

diseased child. 

Analytical statements were presented in regard to four vari

ables: (1) patient role and attributes, (2) parental roles and attri

butes, (3) familial structure, and (4) community identification. In 

terms of patient role and attributes, Meyerowitz and Kaplan (1967, p. 

255) found that parents whose children sought information regarding their 

own prognosis were significantly more likely to demonstrate 11 psycho

physiological11 reactions to stress (such as ulcer, hay fever, and abdom

inal complaints). This was found to be true also for parents whose 

children engaged in outside activities and sports. Parental stress 

reactions were significantly related to the age _of the child when CF 

was initially diagnosed, the current age of the child, and the number 

of children in the family with CF. More stress reactions were reported 

by the parents when children were diagnosed after 1 year of age, when 

current age was less than 3 years, and when there was more than one 

child in the family with CF. 

Parental attributes found to be important included age of the 

parents and working role of the mother. Parental age was related both 



25 

positively and negatively. Younger fathers had a significantly greater 

tendency to report occupational liabilities, while younger mothers were 

significantly more likely to describe the extended kinship as helpful 

and sympathetic. The working role of the mother was also found to 

affect adjustment to the diagnosis. Mothers who had been working prior 

to the diagnosis were much more likely to hospitalize the child than 

mothers who were not working prior to the diagnosis. 

Measures of family structure that were found to be significantly 

associated with the inability to handle stress were (1) presence of 

other children in the family who were aware of the diagnosis, (2) dis

tribution of the number of children in the family who were classified 

as "i 11 11 or 11wel l , 11 and (3) prior death of child. Children who were 

aware of the diagnosis of their sibling's illness were found to be a 

significant source of distress for the parents. In families with one 

child, the parents tended to deny severity of the illness and conse

quences of the illness on family functioning. In the families in which 

there was one affected child and one normal child, the parents were 

more 1 ikely to perceive their child's illness as severe. In the fami-

1 ies in which there was one CF child and more than one normal child, 

the parents were found to adapt best to the illness. Families that 

had already experienced the death of a child with CF were more likely 

to manifest denial and avoidance responses and tended to overrate the 

negative consequences of living with CF children. 

Variables associated with community identification included 

religion and socioeconomic standing. The researchers found that 

Catholic families were more likely to report occupational disability 
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following the diagnosis. These families were also less likely to indi

cate their relatives were helpful and sympathetic. Families of the 

Baptist denomination were less likely to engage in social activities 

and less likely to include mothers who worked outside the home. These 

families were also less likely to perceive the child's illness as 

severe and to discuss the child's prognosis with each other. Lower

class families were more likely to have mothers working outside of the 

home and more likely to indicate their children did not know the prog

nosis of the illness (Meyerowitz and Kaplan, 1967). 

Ethnographic Interview 

The ethnographic interview is a systematic method of discover

ing and describing a culture from the perspective of those who have 

learned the culture. The concept of culture, as used by Spradley 

(1979, p. 5) is defined as "the acquired knowledge that people use to 

interpret experience and generate social behavior." 

Spradley, in his book The Ethnographic Interview (1979), pro

posed a series of 12 steps known as the Developmental Research Sequence 

which guide the beginning ethnographer in the method of the ethno

graphic interview. These steps include such activities as locating an 

informant; interviewing an informant utilizing several different types 

of questions which include descriptive, structural, and contrast ques

tions; analyzing the data which include domain, taxonomic, componen

tial, and theme analysis. This is a systematic method of discovering 

the cultural system of informants. 
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Al imited review of the literature on the ethnographic inter

view revealed several studies where adolescents were utilized as 

informants. Davis (1972) examined a culture of eighth-grade girls from 

a midwestern junior high school She began her study by listening for 

concepts the girls employed as they interpreted their school experi

ences. Her paper revealed meanings of the complex interaction between 

teachers and students. 

Mennen (1979) examined the culture of the world of an adoles

cent asthmatic girl. The purpose of her research was to gather ethno

graphic statements and culturally relevant descriptions concerning an 

aspect of the life of an adolescent asthmatic girl. She was particu

larly interested in how adolescent girls with moderate/severe asthma 

viewed their relationships with their age mates or peers. 

Metzler's (1980) ethnographic study was a discovery of self

care health activities in the world of early adolescent boys and the 

knowledge and beliefs which supported these practices. 

Only one study was found in the limited review of the litera

ture in which younger children were utilized as informants. Doyle 

(1972) described part of the school world as seen through the eyes of 

a third-grade girl. She discussed the meaning of activities in a 

third-grader's world, the roles of identities of children in the class, 

and the way children defined different areas or parts of the school and 

classroom. 

Aamodt (1979) utilized preschool children and mothers as 

informants to identify the cultural system that informs the behavior of 

mothers and preschoolers in situations of caring for each other. 



Children's Drawings: A Methodological Tool 
for Eliciting a Child's View 

Children between the ages of 5 and 7 have the ability to plan 

their maneuvers before beginning a drawing. By the time the child is 

6 years old he can draw a picture of anything he can think of. Until 

about 8 or 9, a child's drawing is realistic in intention even though 

the child begins by drawing what he knows about a person or an object 

long before he can draw what he actually sees. The child is able to 

give a narrative to go along with his drawings. The action in his 
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description may not be completely represented in his picture (Wieczorek, 

1974; Gardner, 1978; Piaget and lnhelder, 1969). 

Lowenfeld and Brittain (1970), research analysts of children's 

art, established states of art progression. They described the stages 

as: Scribbling, Preschematic, Dawning Realism, and Pseudo-naturalistic. 

An early school-age child would be classified in the Preschematic 

stage, which they described as being from 4 to 7 years of age. A 

schema common to children of this stage is the drawing of the head and 

legs of a person. There is no composition to the child's drawings in 

this stage. He will exaggerate items important to him or that involve 

him emotionally. He draws as if he is the center of the picture and 

all things revolve around him (Gel hard, 1978). 

Wieczorek (1974, p. 21) described the developmental stage of 

art . for the 5- and 6-year old as Descriptive Symbolism. In this 

stage she described "man drawing" as a crude scheme with very little 

attention paid to shape or proportion of the human being. Mcleavey 

(1979) stated that in the fifth year some children combine the figure 
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of a man with other objects. The 5-year old can draw a six- to seven

part man whereas the 6-year old can draw a seven- to nine-part man. 

Wieczorek (1974) described the 7- to 9-year old as being in the develop

mental stage of Realism. During this period the human-figure drawing 

includes more detail as clothing and decorative detail appear. A child 

at this stage is able to create symbolic representations of mental 

images. The 7-year old's drawings show order in spatial relationships 

whereas spatial relationships are lacking in drawings of the 6-year old 

(Mcleavey, 1979). 

There are many studies of children's drawings which are con

cerned with the child's view related to health and healing experiences. 

Gellert (1962) and Nagy (1953) utilized drawings to determine the 

child's conception of body functions. Gellert (1962) utilized subjects 

from 4 to 16 years old to trace a developmental pattern. She inferred 

from the study that children's awareness of the various body regions 

proceed, in order, from the head to the legs, the arms, and last the 

trunk. 

Porter (1974) utilized a projective technique of a body outline 

drawi _ng v,ith 144 elementary school children in the first, third, and 

fifth grades to determine perceptions of internal body content. The 

purpose of her study was to ascertain how perceptions change with 

increqsing age, what organs were drawn frequently, how accurately they 

were drawn, what body systems children were most familiar with, and 

what less obvious parts they could draw and name. The results showed 

the children knew considerably more about their internal body parts 

than previous studies had indicated. The parts that were the most 

I 
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frequently named were the heart, brain, and bones. The three body 

systems that were most frequently represented were the cardiovascular, 

gastrointestinal, and musculoskeletal. Boys named more parts than 

girls; Porter stated this finding was contrary to those of other 

studies. 

In a study done by Allen (1978, p. 26), 30 school children from )( 

6 to 12 years of age were asked to draw a picture of "what it would be 

1 ike to be in the hospital . 11 This research included preliminary draw-

ings which were fo 11 owed 1 week 1 ater with a 10-mi nute s 1 i de show that 

depicted actual situations most children would encounter if admitted to 

a pediatric hospital unit. Children were given an opportunity to 

play actively with the feared items identified in the pictures. Post

play drawings were then obtained. The preliminary drawings showed 

evidence of "faulty knowledge," feelings of fear and confusion, and a 

lack of certainty about the hospital experience. The post-play drawings 

conveyed a greater sense of confidence, a focus on reality, and a 

decrease in fear of the unknown. Allen concluded that play and art can 

be used to identify the views of healthy children toward the hospital 

setting. 

Fleming (1972) conducted a study to determine if drawings could 

identify differences between hospitalized and non-hospitalized children. 

The research focused on the child's self-image during hospitalization. 

Her research attempted to identify between groups of hospitalized 

children differences related to their types of illness (acute, chronic, 

physically disabled). She showed each of the children a set of six 

pictures which depicted various elements of the hospital environment. 
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The child was asked to tell what the picture was about and what he 

thought about it. Analysis of the drawings included categories of 

affect, activity, relationships (between persons or persons and things), 

focus, cognition, and health/illness. She found the child tended to 

focus his drawing on things rather than persons and there were signifi

cant differences between the self-images of children who had never been 

hospitalized and those who had been. Associated with this she found 

that, based on the nature of the illness, a significant difference in 

the self-images among the children could be identified. 

In another study, Jones and Wakeley (1974) focused on the 7-

year-old child's concept of hospitalization. A total of 94 children 

participated and were grouped according to experience--those who had 

previously been hospitalized and those who had not. A third group was 

added during the research when it was found that many children in the 

study had experience in the hospital through contact with the emergency 

room. The results showed that the hospitalized group drawings were 

specific, vivid, and concerned with the patient. The non-hospitalized 

group drew general neutral pictures concerned with equipment. Drawings 

by the third group were specific, vivid, and concerned with equipment. 

General themes in the pictures included fear and loss of independence. '-/ 

They also found numerous expressions of immobility, lack of identity, 

and fear of mutilation. Nurses in the drawings were always depicted 

smiling and were the most frequent staff member in the drawings. 

In another study, Wieczorek (1974) compared drawings between 

eight hospitalized children and eight non-hospitalized children. The 

6-year-old children were asked to draw a picture about the hospital. 
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She found the hospitalized children concentrated for a longer time in 

doing their drawings and were more verbal in their narrations than the 

non-hospitalized children. The drawings of the non-hospitalized chil

dren were more detailed, more colorful, and contained more elaborations. 

Children in both groups tended to give the narrative about their draw

ings in an impersonal manner. The children were very reluctant to say 

"This is me, 11 11 1 am sick, 11 or 11 This is me in the hospital 11 (p. 26). 

The children hid their anxieties of hospital connotations in the safety 

of the use of the third person. 

Williams (1979) conducted research on 229 well children and 130 

hospitalized children to find out what children knew about illness and 

about parts inside their bodies. The children were asked to identify 

the parts which they thought were inside their body, to draw these 

parts on a human figure outline, and to give the functions of the part 

named. The child was also asked to name illnesses which he had had in 

the past; to select one of these illnesses and indicate what caused it; 

what body part was involved and how; what treatment was given, and why 

and how this made him well. 

The variables in the research (Williams, 1979) included the 

child's sex, grade level, history of illness, father's education, 

mother's education, mother's occupation, family size, child's ordinal 

position, illness as explained by the child, and place of residence. 

The findings of Williams included the following: 

1. The hospitalized children knew significantly more about illness 

than the well children, but their knowledge of internal body parts was 

not significantly different. 



2. Some of the variables studied (child's grade level, father's 

education, mother's education, child's sex) significantly influenced 

knowledge of body parts and of illness. The higher the child's grade 

level, and the higher his parents' education, the more knowledgeable 
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he was about his body and illness. Males also showed more knowledge of 

the body than females. 

3. Place of residence and mother's occupation significantly 

affected the scores only of well children, as urban children knew more 

than rural children. Those whose mothers were working knew more than 

children of non-working mothers. 

4. In explaining type of illness and history of illness, only the 

scores of hospitalized children were significantly affected. 

5. Ordinal position and family size significantly affected neither 

the well nor the hospitalized children's knowledge of illness and the 

body. 

The most frequently identified body parts by the 359 children were 

bones (81%), intestines (68%), heart (63%), brain (51%), blood vessels 

(48%), blood (41%), liver (34%), muscles (33%), stomach (30%), and 

lungs (28%). 

Richardson's (1964) research was conducted with 107 handicapped 

children and 128 non-handicapped children from 9 to 11 years of age. 

This research involved self-descriptions by the children and was an 

empirical study of the effects of physical disability on a disabled 

child's conception of himself. The results emphasized differences in 

self-descriptions between children with and without handicaps which 

reflected the functional restriction on physical activity, deprivation 



of socia1 experience, and the psycho1ogica1 impact of the handicap. 

His study a1so found that boys responded with a greater concern than 

gir1s to the physica1 1imitations imposed by their handicaps. 
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Brown's (1972) research was conducted with 11 handicapped chi1-

dren between the ages of 4 and 6. She uti1ized the indirect projective 

approach of drawing and story te11ing to gain insight into the chi1d's 

view of his body and himse1f to determine what inf1uence the handicap 

had on the child's perception. Most of the drawings consisted of 

external body parts, with greatest detail given to the head composition. 

Drawings by the children with lower extremity handicaps did not reveal 

a consistent pattern, but these children generally avoided verbal 

expression of the part involved. The majority of the drawings produced 

by the children with speech disorders included the mouth, but their 

narratives did not include any reference to this part. 

Offord and Aponte (1967), in their comparative study of children 

with congenital heart disease and normal children, found that more 

themes of illness/health and life/death were expressed in the stories 

of the ill children. The drawings by the ill children demonstrated a 

tendency to draw relatively larger hearts and fewer internal organs 

than the control chi1dren. 

Gaffney (1976) discussed effects of the emergency room on the X 

child. She did not present any empirical data, but emphasized that the 

child in the emergency room was faced with fear of separation from 

mother, fear of body intrustion, and fear of the unknown. She indi-

cated that the child perceived doctors and nurses as being tall, 

authoritative, and threatening, and that the child had guilt feelings 
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about being in the emergency room, often thinking that treatments were 

punishment for bad thoughts and actions. 

Resnick and Hergenroeder (1975) in a study of 100 children, ~ 

selected at random between the ages of 3 to 13, identified the concerns 

of children in the emergency room, parents' reactions, and the nature 

and extent of injury. The areas of children's concerns were found to 

be fear of needles, pain and painful procedures, fear of losing a body 

part or mutilation, curiosity about equipment and procedures, clarifi

cation of medical terms, assumptions that everything and everyone in 

the emergency room had something to do with them, needs for diversion, 

fear of loss of support from the family, wondering about the need for 

subsequent visits, and questions about death and dying. The parents' 

reactions were found to be attempts to quiet the child, to console the 

child, to make the child feel guilty or punished, to express self-

guilt, and to express anger at the child or others who had a part in 

the child's need to be in the emergency room. These researchers empha

sized that parents play an important part in the child's emergency 

room experience in that they passed on or allayed fears and anxieties. 

Atkins (1978) conducted research with 10 children between the 

ages of 5 and 7. The purpose of her study was to identify the concerns 

of children who had been treated in the emergency room. The children 

were asked to draw a picture and tell a story about going to the 

emergency room. She examined their responses to identify the child's 

concerns. The following themes were identified in her research: 

(1) people, (2) equipment, (3) activity, (4) procedures, (5) pain, 

(6) exits, (7) reason for going, and (8) facial expression. 
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Barnes (1974), in her research, was concerned with the child in 

the intensive care unit. She utilized the child's drawings and obser

vations of the child to obtain general impressions and specific 

responses. Barnes found that the children's responses described in 

detail dreams they had had, things which were done to other children, 

and memories of relatives' dying. Children were very alert to the 

surroundings and had vivid recall even though the memory was often 

distorted when recalling events regarding themselves. Her research 

demonstrated that children were both aware of and afraid of death, 

were confused as to time, and expressed frequent feelings of helpless

ness. Barnes found that the children fantasized about the uses of 

equipment as they recalled machines, doctors, and nurses. 

Summary 

This chapter included a literature review of the cystic fibrosis 

experience related to the psychosocial aspects of this disease on chil

dren, parents, and family functioning. Ethnographic interview and 

drawings as methods for obtaining the child's view were included. The 

studies concerning the psychosocial aspects of CF revealed that in only 

four instances was the child the direct focus of the study. The review 

of the literature indicated only two studies where drawings of children 

with CF were utilized. This indicated a need for more research which 

obtains the child's view of his experience. 



CHAPTER 3 

METHODOLOGY 

This chapter includes information for this study on the research 

design, sample, human subjects, procedure for the interview, and analy

sis of the data. 

Research Design 

Ethnography is defined by anthropologists as the work of 

describing a culture. The aim is "to discover people's perception and 

evaluation of their experience, their customary ways of categorizing 

the world around them, and their definitions of behavior" (Spradley and 

Mccurdy, 1975, p. 59). Ethnography, therefore, is not merely an objec

tive description of people and their behavior from the observer's point 

of view but a discovery of the insider's point of view--a discovery of 

the cultural knowledge a group of people have learned and are using to 

organize their behavior (Spradley and Mccurdy, 1972). 

Spradley and Mccurdy (1975) discussed several strategies for 

doing an ethnographic study. One strategy discussed was to obtain 

information from those who know the culture from the outside, observers 

of the culture. These are the secondary sources who might be consid

ered authoritative and could provide useful information, but do not 

provide the kind of information that constitute a cultural description. 

This strategy is not a discovery of the insider's point of view. 
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The second strategy discussed was by obtaining information from 

inside the culture through observation and interviewing. Both partic

ipant observation and interviewing allow the ethnographer to get inside 

the cultural world of the informants and to learn the way they catego

rize, code, and define their world. Participant observation was defined 

as a kind of personal involvement where the ethnographer "learns to take 

the role of other people to look at life through their eyes and to share 

their experience" (Spradley and Mccurdy, 1975, p. 59). The ethnographic 

interview was described by Spradley (1979, p. 55) as a 11 particular kind 

of speech event," and he stated that it shares many features with the 

friendly conversation. The ethnographic interview was the strategy 

utilized in this research. 

The purpose of this research was to obtain the child's view of 

the cystic fibrosis clinic experience. The question addressed was: 

What is the cultural knowledge that informs the behavior of early 

school-age children with cystic fibrosis during their clinic experi

ence? The methodology was decided by using the concept of culture as 

defined by Spradley (1979, p. 5), 11 the acquired knowledge that people 

use to interpret experience and generate social behavior. 11 

Spradley (1979) described the knowledge that members of a cul

ture acquire about their culture as a cognitive map that provides 

information for guiding and interpreting experience and thus informs 

behavior. For the purpose of this study, the ethnographic interview 

was a useful procedure for obtaining information about the cognitive 

map of the child with CF and the information the child used for guiding 

and interpreting his behavior during a clinic experience. 
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Ethnographic interviewing involves two distinct but complemen

tary processes: developing rapport and eliciting information. Rapport 

encourages the informants to talk about their culture; information 

elicited contributes to the development of rapport. Information 

obtained from an informant gives the researcher clues to the individ

ual's cognitive map. 

Initially, the ethnographic interview was similar to a friendly 

converstion. Drawings were useful in establishing rapport as the child 

was allowed to draw a picture of his choice and tell a story about his 

drawing during the time of friendly conversation. After rapport was 

established with the informant, the researcher introduced descriptive 

questions. Descriptive questions encourage the informant to talk about 

a particular scene. The aim of descriptive questions is to elicit a 

large sample of utterances in the informant's language (Spradley, 1979). 

The answers provided by the informants were used to discover other 

culturally relevant questions for the interviews. All of the inter

views were tape recorded. The tapes were transcribed and field notes 

were written after each interview. The field notes included such infor

mation as mood, body gestures, eye contact, etc. 

The data was a~ yzed utilizing a systematic procedure that 

entailed the researcher returning to the informants for depth, clarity, 

extension, and deletion of the existing data. Additional questions 

were introduced during the subsequent interviews to achieve depth and 

understanding of the cultural knowledge of the informants. 

Data were collected and analyzed according to the protocol of 

the ethnographic interview. The results included ethnographic 
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s ta temen ts and cu 1 tu ra 11. y re 1 evan t themes of a samp 1 e of rep resen tat i ve 

members of early school-age children with cystic fibrosis concerning 

the clinic experience. The data provided cultural statements and 

taxonomies revealing the early school-age child's view of the cystic 

fibrosis clinic experience. 

Sample 

The informants included four children (6-7 years of age) diag

nosed as having cystic fibrosis (CF). The children were being treated 

in an outpatient pulmonary clinic at a university medical center in a 

large southwestern city. Four children between the ages of 6 and 7 

represented 90% of the available sample at the clinic. The researcher 

also felt that choosing four informants would provide at least one or 

two good informants. A good informant was described by Spradley (1979, 

p. 46) as "someone who can assist the novice ethnographer in learning 

about the informant's cu.lture whi 1e at the same time learning the inter

viewing s~ills. 11 A good informant is (1) knowledgeable and thoroughly 

enculturated in the cultural scene; (2) currently involved in the cul

tural scene; (3) a member of a cultural scene unfamiliar to the investi

gator; (4) one who has adequate time, and (5) characterized as a non

analytical informant. 

Permission to conduct the research was obtained from the 

director of the pulmonary clinic and the human subjects committee of 

the medical center. 

Criteria for selecting the sample included children who: 

1. were 6 to 7 years old with a diagnosis of cystic fibrosis, 



2. were diagnosed as having cystic fibrosis since 1 year of age, 

3. received their medical regime for cystic fibrosis at the same 

outpatient pulmonary clinic, 
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4. had attended the pulmonary clinic at least 6 times in the last 

year, 

5. had been hospitalized for treatment at least one time in the 

last year, 

6. were English-speaking, and 

7. were willing to participate in the study. 

The sample was selected by the researcher with the assistance 

of the pediatric pulmonary clinical nurse specialist. The researcher 

explained the study to two of the possible informants and the parents 

at the pulmonary clinic. The other possible informants were contacted 

by telephone. All of the children and their parents who were asked 

agreed to participate in the study. 

Human Subjects 

The procedures followed in this research for the protection of 

human rights were in accordance with the guidelines of the human sub

jects committee of a university medical center in a southwestern city. 

The research was explained in detail by the researcher to all infor

mants and their parents. The parents and the child signed a human 

subject's consent form which described the purpose, procedure, invest

ment of time, confidentiality, and the use of data after collection. 

The parents were required to sign the consent forms because all the 

informants were minors. 



42 

Methods for maintaining confidentiality were explained to the 

\ 

child and the parents. This included coding of all data and limited 

access to the coded data. The parents and the child were assured that 

they coul~ terminate involvement at any time and that this would in no 

way affect the care the child received. Questions by the children and 

their parents were encouraged. 

Procedure for the Interview 

The method for data collection and analysis followed the proto-

col of the ethnographic interview as described by Spradley (1979). The 

first step was the selection of infor~ants with the help of a member of 

the pulmonary clinical team. After the initial contact of the infor-

mants at the clinic or by telephone, the informants were notified a 

week before data collection was to begin to make arrangements for the 

first interview. 

On the first visit to the child's home the researcher again 

explained the study to the child and the parents. The explanation 

included the fellowing: 

1. The purpose of obtaining the child's view of the cystic 

fibrosis experience related to a clinic visit. 

2. The procedure for the interview including the use of the 

recording device. 

3. The amount of time to be invested in the study--four 60- to 

90-minute interview sessions. 

4. Assurance that all data collected would be confidential and 

that anonymity would be maintained. 



5. Assurance that the information obtained would have no effect 

on the health care that the child received. 

6. That the child and parents could withdraw from the study or 

terminate an interview at any time. 

Confidentiality of the data was ensured by the following 

methods: 

1. coding of all tapes and field notes; 

2. interviews to be held in private rooms, 
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3. coded data would only be accessible to members of the advisory 

thesis committee and secretarial staff, 

4. pseudonyms would be used throughout the text to protect 

identity, and 

5. copies of tapes and field notes would be kept in personal 

possession of the researcher. 

A human subject's consent form (Appendix G) was then signed by the 

parents and by the child. 

The purpose of the first interview was to establish rapport. 

The session began with a warm-up period of friendly conversation in the 

child's bedroom. The child was allowed time to discuss items of inter

est in his room. The researcher then introduced the tape recorder and 

the child was allowed time to get used to the recorder by recording his 

voice and playing it back. The materials used for the drawings were then 

introduced. This consisted of a pad of 1211 x 1811 white drawi 'ng paper, 

a box of 64 crayola crayons, 8 water-based crayola markers, and several 

#2 penci 1 s. It was p 1 anned that drawings wou 1 d be usefu 1 in 
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establishing rapport as the child was allowed to draw a picture of his 

choice and tell a story about his drawing during the period of friendly 

conversation. 

The child was then requested to depict a time at the pulmonary 

clinic by drawing a picture of the clinic or something that happened at 

the clinic. After the drawing was completed the child was asked to tell 

a story about the picture. This procedure enabled the researcher to 

discover culturally relevant questions for the interviews. 

By utilizing drawings and stories about the drawings, the 

researcher introduced what Spradley (1979) called descriptive "grand 

tour11 questions. The "grand tour11 questions encouraged the children to 

describe in their own words their experiences at the pulmonary clinic. 

Examples of descriptive 11 grand tour 11 questions were: (1) draw a pie-

ture of the c 1 in i c for me, (2) draw me a picture of something that " 

happens on a clinic visit, and (3) tell me about a clinic visit. 

The interviews were transcribed and field notes were written 

after each interview. The tapes were then analyzed according to the ----
protocol suggested by Spradley (1979). The analysis began with domain 

analysis which was a search for folk terms or names for things used by 

the informants. Questions were then prepared from the data to be used 

in subsequent interviews. Structural questions were then formulated 

from each informant's data and were asked along with descriptive ques-

tions. During the third and fourth interviews contrast questions were 

asked of each informant. The structural and contrast questions were 

formulated from the information that the informants revealed about 

their cognitive map. 



After each interview session the researcher provided a period 

of time to play games with the child, to go get ice cream cones, and 

other activities of the child's choice. This allowed the child to 

receive something in return and contributed to the development of 

rapport. 

Analysis of the Data 
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Ethnographic research requires constant feedback between collec

tion of data and analysis of data. Before proceeding with each subse

quent interview it was necessary to transcribe and analyze the tapes. 

Spradley (1979, p. 93) defined ethnographic analysis "as the search for 

the parts of a culture and their relationships as conceptualized by 

informants." Ethnographic analysis consists of four types: domain 

analysis, taxonomic analysis, componential analysis, and theme analysis. 

The ethnographic interview and ethnographic analysis are done concur

rently and exist in a circular fashion. 

Analysis of the data began with domain analysis. "The goal of 

domain analysis is two-fold: to identify native categories of thought 

and to gain a preliminary overview of the cultural scene" (Spradley, 

1979, p. 117). Domain analysis is a search for folk terms or names for 

things used by the informant. The first element in the structure of a 

domain is a cover term. Cover terms are names of a category of cul

tural knowledge. For example, "sometimes I like it11 would be a cover 

term for the domain of "ways of feeling about the clinic. 11 Another 

feature of domain is a simple semantic relationship: xis a kind of y 

(i.e., "sometimes I like it" is a "way of feeling about the clinic"). 
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The decision as to whether a term is a member of one domain or another 

is always made by the informant. Making a preliminary search for a 

domain involves the following analytic tasks (Spradley, 1977, p. 105): 

1. selecting a sample of verbatim interview notes, 

2. looking for names of things, 

3. identifying possible cover terms from the sample, and 

4. searching through additional interview notes for other 

included terms. 

The next step was to formulate structural que?tions for each 

domain. Structural questions enable the researcher to discover infor

mation about domains and to find how informants have organized their 

knowledge. An example of a structural question utilized was: "You 

told me on the last visit that when you go to the clinic that you get 

shots sometimes. Tell me what happens when you get a shot." From this 

point on, descriptive questions and structural questions were utilized 

in each interview. 

The next step was construction of a taxonomy. A taxonomy dif

fers in only one respect from a domain: it shows the relationship 

among~ the folk terms in a domain. A.taxonomy reveals subsets of 

folk terms in a domain and the way these subsets are related to the 

domain as a whole. A taxonomic analysis is therefore a search for the 

internal structure of a domain. For example, "sometimes I like it" and 

"sometimes I don't like it" are the folk terms in the domain of ways of 

feeling about the clinic. The relationships among the folk terms in 
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this domain are not shown. A taxonomy reveals the relationships. For 

an example, see Figure 9. (p. 126). 

Taxonomies always approximate the way informants organize 

cultural knowledge and places categories in some kind of meaningful 

relationship to each other. The ethnographer must take an active role 

in creating the final description of a culture (Spradley, 1979). Tax

onomies are therefore not exact replicas of the knowledge of informants! 

Because the goal of the ethnographic method is to understand 

cultural meaning, one must go beyond constructing taxonomies of cultural 

domains. The meaning revealed in a folk taxonomy is minimal because it 

only reveals a single relationship among a set of folk terms. To 

discover additional relationships among the folk terms and meaning of 

the relationships contrast questions are utilized. Contrast questions 

enable the researcher to discover dimensions of meaning which informants 

employ to distinguish objects and events in their world. The funda

mental rule in using all contrast questions is to ask for contrasts 

among members of the same contrast set. An example of a contrast ques

tion utilized was: "Last time you told me several things that happened 

to you when you went to the clinic. You told me that sometimes you get 

a shot and that you get listened to. Tell me how these two things are 

different." Contrast questions were utilized during the last two 

interviews with each informant. Spradley (1979) stated it is best to 

alternate the various types of questions in each interview. 

The next step was to organize this information and identify 

more systematically the components of meaning for folk terms. This was 

accomplished by a componential analysis, which is a systematic search 
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for the attributes (components of meaning) associated with cultural 

symbols. Whenever contrasts among the members of a category are dis

covered, they are thought of as attributes (components of meaning) for 

any term. For example, "getting shots" and "getting listened to11 are 

both kinds of things that happen at the clinic. They are both similar 

by being included in the set "kinds of things that happen on a clinic 

visit." Both of these folk terms have acquired meanings for the infor

mants that are not revealed by this similarity. When these folk terms 

were contrasted the researcher discovered "getting shots" were done 

most of the time by the nurse and only sometimes by the doctor and 

"getting listened to 11 was done only sometimes by the nurse and most 

of the time by the doctor. Nine different attributes or components 

of meaning were identified for the folk terms in the domain of "kinds 

of things that happen on a clinic visit" (see Table 1, p. 103). 

A componential analysis includes the "entire process of search

ing for contrasts, sorting them out, grouping some together as dimen

sions of contrast, and entering this information into a paradigm" 

(Spradley, 1974, p. 178). This includes verifying information with 

informants and filling in any missing information. A paradigm repre

sents graphically the most important attributes for any set of folk 

terms. A paradigm shows multiple sematic relationships among a set of 

terms which differs from a taxonomy which shows only a single relation

ship (Table 1). 

The last step in the ethnographic method was to discover cul

tural themes. Discovering cultural themes requires an overview of the 

cultural scene and statements that convey a sense of the whole. The 



process involves discovering the conceptual themes that members of a 

society use to connect the domains. Spradley (1979, p. 186) has 

defined cultural theme as ''any cognitive principle, tacit or explicit, 

recurrent in a number of domains and serving as a relationship among 

subsystems of cultural meaning. 11 Cultural themes are the elements in 

the cognitive maps which make up a culture. The findings included 

ethnographic statements and culturally relevant themes about the cogni

tive maps of children with cystic fibrosis and the information they use 

for guiding and interpreting their behavior during their clinic 

experience. 

Seven domains were identified originally which resulted in 

three taxon~mies, one paradigm, and six figures depicting the dimen

sions of meaning of the domain of kinds of things that happen on a 

clinic visit. Some of the taxonomies were more in depth and inclusive 

than others. Information from the informants were 1ogica11y combined 

in the taxonomies and other figures and offers an approximation of how 

early school-age children with CF view their clinic experience. Indi

vidual differences of the informants are discussed throughout the 

presentation of the data in Chapter 4. The taxonomies, a paradigm, and 

other figures are also presented in this chapter and are accompanied 

with an explanation. 

Summary of Data Analysis 

The interviews with early school-age children were planned to 

elicit the cultural knowledge that informed their behavior during their 

clinic experience. Tape recordings and notes of the interviews were 

·' 
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analyzed following the methods of analysis described by Spradley (1979). 

Definitions of categories and their meaning to the children were 

described and related to the way the children utilized the information 

during a clinic experience. 



CHAPTER 4 

PRESENTATION AND ANALYSIS OF THE DATA 

This chapter includes the following topics: collection and 

analysis of the data, individual informants, and the data presentation. 

The presentation of the data is an ethnography of how early school-age 

children with cystic fibrosis (CF) view their clinic experience. Cul

tural themes discovered during the study are presented. 

Data Collection and Analysis 

The researcher's clinical experience in graduate child nursing 

allowed her to participate for 10 months in a cystic fibrosis clinic at 

a university medical center in a southwestern city in Arizona. The 

researcher had personal contacts with many of the children at the 

clinic. At the start of research, the researcher and the pediatric 

pulmonary clinical nurse specialist at the clinic compiled a list of 

prospective informants who were 6 to 7 years of age and who also coin

cided with the other criteria specified by the researcher for the 

study. The list of children was informally reviewed with the clinical 

nurse specialist to identify the best informants, that is children who 

would talk more freely. Four of the children were selected and con

tacted. Purpose and methodology of the study were discussed with the 

prospective informants and their parents. All children and parents who 

were contacted agreed to be in the study. 
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Two of the informants and their parents were contacted at the 

clinic when the child was scheduled for a routine visit. The purpose 

of the study and the methodology were discussed very informally. In 

each instance, the children and parents agreed to participate and were 

informed that consent forms would be brought to the first interview. 

The other two children and their parents were contacted by 

telephone as neither had a scheduled clinic visit. The study and 

methodology was explained by telephone to the parents. The parents 

agreed to the study and the researcher requested that the study and 

time involved be explained to each of the children. The researcher 

called both parents the following day to verify that the children would 

be willing to participate. One week before data collection was to 

begin, each child and his parents were called to arrange for the first 

interview. During the initial visit with each child, the study was 

again explained and the consent form was signed by both child and 

parents. 

The data were collected during the month of September. Four 

interviews were held with each informant, each interview lasting from 

60 to 90 minutes. All interviews were tape recorded. 

The interviews were arranged at a time mutually convenient for 

the child and the researcher. All of the children were in school as 

school had started in August. Bobby* and Misty were in the second 

grade and Jay and Jerry were in the first grade. The time most conven

ient for Jay, Jerry, and Misty was during the week, in the afternoon, 

*Pseudonyms are used throughout the text to preserve anonymity. 
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right after school. The most convenient time for Bobby's first two 

interviews was on Saturday morning and in the evening during the school 

week for the remainder of his interviews. One interview with Jerry had 

to be cancelled because he was hospitalized with abdominal pains; close 

contact was kept with him during that time. An interview was arranged 

the second day after his discharge on a Sunday afternoon and again on 

Thursday afternoon of the same week to complete a total of four inter

views with each informant. All of the interviews between the child and 

the researcher were private in the child's own room. The researcher 

and the child sat on the floor so the researcher could be at the child's 

eye level and all the materials used for the drawings and the tape 

recorder could be easily reached. 

During the initial interviews with each child, the researcher's 

goal was to establish rapport and set the scene for subsequent inter

views. The children were casually greeted and friendly conversation 

relating to school activities and other interests of the children were 

discussed. Before going into the child's own room, the child and his 

parent(s) were again told the purpose of the study, assured of confi

dentiality of their identities and responses, encouraged to ask ques

tions, and again reminded of their freedom to withdraw from the study 

at any time without this effe~ting the care that the child received. 

The parent(s) were then given a demographic information form to com

plete with the child before the second interview. The demographic 

questions included the age and sex of family members, others living 

with the family, information about the informant such as placement in 
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family, grade in school, attendance at preschool and kindergarten, and 

hobbies or special interests. 

The researcher and the informant then went into the child's bed

room. The child was allowed time to discuss items of interest in his 

room. The researcher then introduced the tape recorder and the child 

was allowed time to get accustomed to the recorder by recording his 

voice and playing it back. The materials used for the drawings were 

then introduced. This consisted of a pad of 1211 x 1811 white drawing 

paper, a box of 64 crayola crayons, 8 water-based crayola markers, and 

several #2 pencils. 

The interviews were begun by the researcher requesting a draw

ing by the child of anything that he wanted to draw. It was planned 

that during the time of friendly conversation, while the child was 

drawing a picture and telling a story about his drawing, that drawings 

would be useful in establishing rapport. The child was then requested 

to draw a time at the pulmonary clinic, a picture of the clinic or 

something that happened at the clinic, or just anything that he wanted 

to draw about the clinic. After the drawing was completed, again the 

child was asked to tell a story about his drawing. This enabled the 

researcher to discover culturally relevant questions for the interview. 

Utilizing the drawings, the researcher introduced what Spradley (1979) 

called descriptive "grand tour" questions. The "grand tour" questions 

encouraged the children to describe in their own words their experi

ences at the pulmonary clinic. Initially some of the grand tour ques

tions were: "Draw a picture of the clinic for me, 11 "Draw me a picture 

of something that happens on a clinic visit, 11 and "Tell me about a 



clinic visit. 11 The objective in uti 1 izing such grand tour questions 

was (1) to obtain a sample of the informant's language, (2) to obtain 
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a beginning understanding of how the informant viewed and organized his 

clinic experience, (3) to establish a beginning rapport and get a feel

ing for the relationship between the informant and researcher, and 

(4) to attempt to put the informant at ease by utilizing materials 

familiar to early school-age children. 

Following the first interviews, the tapes were transcribed and 

domains (major categories of information) were searched for. A list 

of domains were made and included: 

1. kinds of things that happen on a clinic visit, 

2. kinds of things seen on a clinic visit, 

3. kinds of people seen on a clinic visit, 

4. reasons for going on a clinic visit, 

5. ways of fee 1 i ng about the clinic, 

6. kinds of things done to get ready to go to the clinic, and 

7. kinds of things done after a clinic visit. 

The second interview began with allowing the child to draw a 

picture of his choice and telling a story about the picture. The child 

was again requested to draw a picture of anything that he wanted about 

the clinic and asked to explain his picture. The drawings on the 

second interview were useful in verifying some of the information 

obtained from each informant on the first interview, as well as giving 

each informant a chance to do something that he enjoyed at the begin

ning of the interview. The domains were then discussed which allowed 
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the researcher to clarify ideas presented during the first interview. 

Specific questions generated from analysis of the first interviews were 

asked each informant. 

During the third and fourth interviews, the sessions started 

again with drawings. Again, specific questions for each informant were 

developed from an in-depth analysis of the transcribed tapes. Informa

tion was verified, added, changed, and deleted as the informants added 

to existing data. Data were verified by asking each informant about 

information obtained from the other informants about the clinic experi

ence. Further development of the data will be discuseed under Analysis 

of Data. 

Informants 

This section describes each informant based on subjective and 

objective observations made by the researcher. 

Misty 

Misty was born September 30, 1972 and enjoyed her seventh 

birthday the week of the last interview. Both of her parents were 37 

and she had a brother 9 years old. Her father was employed and her 

mother was a housewife. Both of her parents were actively involved in 

activities for the Cystic Fibrosis Foundation. Misty, her brother, and 

some of her friends made commercials to raise money for the Cystic 

Fibrosis Foundation. 

Misty was in the second grade in school and seemed to enjoy 

school very much as she often commented on things done at school. She 



would show me her school work on almost every visit. Her bedroom was 

very pleasant with stuffed animals and dolls. 
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Misty seemed very close to her family. All of our visits were 

right after school and on several occasions the researcher arrived a 

few minutes before she got home. She would always spend some time dis

cussing activities at school with her mother. She would speak to her 

brother when he got home from school, and on the one occasion when we 

went to get ice cream she invited him to go. 

She seemed to enjoy drawing very much and several of her draw

ings depicted family related activities. Drawings of her choice 

included four of a house with a yard and colorful flowers in the yard, 

and also her mother, dad, and herself in a boat on a lake while her 

brother was skiing in the rain. Almost all of her drawings included 

the sun and the clouds. In some of her drawings, it was raining. A 

drawing of Misty's choice can be seen in Appendix A. 

Misty had attended preschool and kindergarten. Her special 

interest was tap dancing. She chose Yahtze as the game of choice to 

play after some of the interviews. 

Misty was fairly knowledgeable regarding cystic fibrosis. She 

knew cystic fibrosis affected her lungs and stated that CF gave her 

crackles and wheezes, but she did not know what crackles and wheezes 

did inside her body. She stated having crackles means "that you are 

sick," are "sounds that come from your chest," and "make your chest 

feel different." She took her own medication at school and did not 

see·m to mind taking it. She stated that taking her medication "helped 
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her get rid of the CF." Misty also had allergies, which she was having 

problems with during the interviews. 

Jay was 6 years old and lived with his parents and his sister. 

His parents were both in their early thirties and his sister was 12 

years old. His father was employed and attended classes at the univer

sity. His mother worked occasionally at a department store but consid

ered herself a housewife. She was very active in activities involving 

parents of children with cystic fibrosis. 

Jay was in the first grade at school and when asked if he 

liked school, he replied, "Yeah." On one occasion he showed me some 

work he had done at school. He had his own bedroom which was very 

pleasant with a beautiful view of the mountains. 

He seemed to be very independent. Our visits were always in 

the afternoon after school. On several occasions he would be at home 

alone waiting for me and would greet me at the door with a comment such 

as, "Come in, I was waiting for you to come. 11 

He had not attended preschool but had attended kindergarten. 

His favorite hobbies were soccer, swimming, and working outside. He 

made several comments about soccer, stating he was going to try out for 

the soccer team. His family had a lovely pool in the backyard and in 

warm weather he would swim almost every day. Chinese Checkers was the 

game he seemed to enjoy most and wanted to play at the end of the 

interview sessions. 
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He did not seem to enjoy drawing much. When asked to draw 

pictures of his choice he drew desert scenes; one with cacti, sun, and 

clouds, and another with a large saguaro cactus. When asked to draw 

pictures about the clinic, he tried very hard to please me. He would 

ask me about the drawings the other children in the study had done. 

When the researcher asked Jay, "What does having cystic fibre

sis mean to you?" He rep 1 i ed, "The re is a fi l m. This ha 1 f is c 1 osed 

(pointing to his chest) so you wheeze. You have to have a mask and you 

get salty when out playing sometimes, if you're sweaty." 

Jay also had allergies. He was allergic to animals and some 

kinds of trees. He functioned independently in taking his own medica

tions. A drawing of Jay's choice can be seen in Appendix A. 

Bobby 

Bobby was age 7 and in the second grade at school. He lived 

with his mother and stepfather, who were both in their early thirties. 

He was able to visit his own father and spend as much time with him as 

he wished. Bobby's mother allowed him to stay with his father during 

the we~k, on the weekends, or anytime he wished. Bobby's stepfather 

and mother were both employed. 

Bobby had a very pleasant bedroom with Star Wars sheets on his 

bed and a stuffed Snoopy dog, which he was very proud of. His favorite 

game to play after the interviews was Chutes and Ladders. He was very 

competitive during our games. We kept score from one interview to the 

next and he would always remember the score. 
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Bobby seemed very close to his mother. On one visit we had 

previously planned to go get an ice cream. He asked me if we could go 

another time because his stepfather was out of town and he and his 

mother were going to the movies, to play goofy golf, and several other 

activities that day. 

Bobby had attended preschool and kindergarten. His special 

interests were drawing, swimming, hiking, playing baseball, and other 

sports. Bobby liked to draw very much. He stated when he grew up he 

was going to be an artist. His stepfather stated they were going to 

let him take art lessons. He drew many pictures during the interviews. 

Some of the pictures of his choice were a race car, a whale injured and 

bleeding, a boat sinking in the water from bombs, a boy on a horse, a 

man driving a ski boat at night preparing to jump a ski ramp with a 

shark in the water. He was very colorful and vivid in his drawings, 

as well as very meticulous in doing each one. A drawing of Bobby's 

choice can be seen in Appendix A. 

Bobby was very talkative and responsive, supplying detail and 

depth to his conversation. He did not view himself as being sick. He 

stated having cystic fibrosis means "that your lungs are c1osing•t and 

"that you have wheezes." He stated the medicine he had to take was for 

his lungs so he could breathe better and stay healthy until he was dead. 

Jerry 

Jerry was 6 years old and lived with his parents and older 

brothers. His parents were both in their early thirties and his 



brother was 11 years old. His father was employed and his mother was 

a housewife. 

Jerry had a nice bedroom. His family had a pool in the back

yard and his special interests were swimming and all kinds of ball 

games. He was a competitive swimmer and in the boy scouts. He often 

talked about the swim meets and how he hoped he would win a trophy. 

His favorite game, after the interviews, was Uno. 
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All of the interviews with Jerry, except one, were during the 

week right after school. During the second interview he seemed particu

larly disinterested in our conversation, and stated that after school 

he would usually play outside with his friends. The third . interview had 

to be changed to a later time because he was hospitalized for more than 

a week with abdominal pains. The third interview was on a Sunday eve

ning, the second day after his discharge from the hospital, and was 

interrupted for about 15 minutes when he started crying with intermit

tent abdominal pains. The fourth interview was on a Thursday afternoon 

of that same week. 

Jerry was cautious during his conversation, many times asking 

how the other children in the study had answered a particular question. 

He was still very informative. He was in the first grade at school and 

had not attended preschool, but had attended kindergarten. He did not 

seem to like to draw. When asked to draw a picture of his choice he 

would ask to see what some of the other children had drawn. When asked 

to draw pictures about the clinic he drew them rather rapidly. He 

seemed interested in only one drawing he completed. In this drawing 

he drew the streets, parking lot by the hospital with a stop sign, 
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parking space for wheelchair parking, and houses along the streets. It 

took him about 45 minutes to complete this drawing (Appendix A). He 

did not choose to draw anything other than pictures related to his 

clinic experience. He felt he was healthy, stating his mother and dad 

kept him healthy. 

Researcher As Informant 

This section includes statements of the researcher's actions 

and feelings while conducting and writing the study. Initially the 

researcher was somewhat nervous that the chosen age group would not 

allow for free verbal expression by the informant. Knowing the impor

tance of establishing rapport as a vital part of any ethnographic 

study, the researcher felt it was essential to establish rapport on the 

initial contact with the informants and set the stage for subsequent 

interviews. The researcher was aware that both the personalities of 

the informants and the ethnographer would have a profound influence on 

the interviews. The researcher wanted to take a passive role, rather 

than an assertive role, and show interest to the informants by eye 

contact and other non-verbal means. 

Since the researcher had chosen early school-age children as 

informants, she believed utilizing materials the children were familiar 

with would be beneficial in establishing rapport. Asking each child to 

draw a picture of his choice and tell a story about the picture would 

demonstrate to the child that she was interested in what they had to 

say, and would contribute to free verbal expression by the child. 
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It would also allow the researcher to be more passive in the beginning 

researcher-informant relationship. 

The researcher believed it would be useful to be very friendly 

and casual. All of the visits started with friendly conversation about 

the day's activities, which usually included one or both parents. This 

contributed to rapport as the researcher was expressing interest in 

other activities important in the child's life. Conducting friendly 

conversation with the parent(s) and the child also contributed to rap

port and free verbal expression by the child, as he was able to partic

ipate in the conversation in a non-threatening environment and could 

see acceptance of the researcher by the parent(s). 

Being casual included sitting on the floor with the child in 

his bedroom and stressing to him to be comfortable. Since most chil

dren like to take off their shoes, the researcher would say to the 

chi 1 d, "Take off your shoes if you want." On a few occasions the 

researcher even took her shoes off. Sitting on the floor with the 

child also enabled the researcher to maintain eye contact with him. 

The researcher was flexible in arranging the times for the 

interviews with the parents. In retrospect, the researcher realized 

the importance of making sure the child was included in this decision. 

The parents would usually arrange the time for the interviews. On one 

occasion one of the informants expressed that right after school was 

when he usually played with his friends. Only one interview had to be 

changed due to hospitalization of an informant. 

The study proved to be enlightening on the early school-age 

child's view of his clinic experience. It provided the researcher with 



knowledge for working with children of this age group which she hopes 

may be helpful to subsequent researchers who choose to study early 

school-age children. To obtain greatest cooperation from each child, 

the researcher discovered ground rules and used them; they included: 

(1) give them some options, (2) give them something in return, 

(3) recognize and praise their accomplishments, and (4) treat them as 

individuals. 
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l. "Give them some options" implies that you are purposefully 

allowing the child a charice to choose, and contributing to his sense of 

worth. The researcher found giving the child choices in whether to 

draw or to talk about his clinic experience allowed her to take a more 

passive role. When it was observed that the child was getting tired 

during the interview, the researcher would give him a choice of how 

the session could proceed. Sometimes we would stop and play a game of 

the child's choice and later proceed with the interview. Other times 

the child chose to draw for a while and later proceed with the inter

view. 

2. "Give them something in return" implies that the child be 

allowed to experience the researcher in other activities he enjoys. 

The early school-age child enjoys being competitive. All of the chil

dren chose competitive games to play when asked what they would like 

to do. The games chosen were Uno, Chinese Checkers, Yahtzee, and 

Chutes and Ladders. The researcher also treated each child with a 

visit to his favorite ice cream parlor. 

3. "Recognize and praise their accomplishments" contributes to 

the development of a sense of industry for the early school-age child. 
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This period is a time of transition for the child and has an important 

contribution to the child's learning the fundamental skills of the 

culture and the development of confidence and self-esteem. The drawings 

the children produced were always accompanied with praise. Story 

telling about the drawings gave the child an opportunity to discuss 

his accomplishment and contributed to his feelings of self-worth. 

4. "Treat them as individuals" contributes to the development of 

one's value and worth. Treating them as individuals promotes self

esteem, self-confidence, and a positive self-image. Children profit 

from feelings that they are in some way special to a significant adult. 

Each child was always called by his first name and a sincere interest 

was expressed to each child as we discussed school activities, favorite 

games, etc. The researcher suggests these ground rules should prove 

useful in working with children of early school-age. 

Presentation of the Ethnographic Data 

Ethnography is a method for making the tacit knowledge of a 

culture explicit. An ethnographic study yields empirical data about 

the lives of people in specific situations. The purpose of this 

research was to use the ethnographic interview to obtain the child's 

view of the cystic fibrosis clinic experience. The objective was to 

identify the early school-age child's thoughts and feelings about the 

cystic fibrosis clinic. The research question was: "What is the 

cultural knowledge that informs the behavior of early school-age 

children with cystic fibrosis during their clinic experience?" 
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Each of the domains initially found were analyzed. Some were 

analyzed in more depth than others. Domains were kinds of things that 

happen on a clinic visit, kinds of things seen on a clinic visit, kinds 

of people seen on a clinic visit, reasons for going on a clinic visit, 

ways of feeling about the clinic, kinds of things done to get ready to 

go to the clinic, and kinds of things done after a clinic visit. 

Kinds of Things That Happen on a Clinic Visit 

In sequence of the things that do happen on a clinic visit are 

the following units (Figure 1) or, as described by Spradley, folk terms. 

Getting Checked In 

Each of the informants contributed information and described 

things associated with getting into the clinic. Jay and Jerry talked 

about the hospital card, stating that you have to give them your card 

to get into the clinic. All of the informants described sitting, 

waiting, and getting bored as part of getting checked into the clinic. 

The informants described procedures done before seeing the doctor. 

The procedures were getting weighed by the nurse, getting measured for 

height by the nurse, the nurse getting your blood pressure, the nurse 

taking your temperature, the nurse having you blow into a machine, and 

the nurse taking you into a room. 

Waiting and Getting Bored 

Each of the informants described waiting and getting bored as a 

kind of thing that happened on a clinic visit. The following conversa

tion with Misty depicts her experience of waiting: 
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getting checked in 

waiting and getting bored 

getting shots 

getting 1 i stened to 

getting blood pressure taken 

getting temperature taken 

getting weighed 

blowing into machines 

kinds of getting x-rays 
things 

spitting up phlegm that 
happen 

getting a cu 1 ture on 
a 

clinic getting a mask 
visit 

getting pounded on 

getting little prickles 

getting in spaceship 

going into a room and 11 laying down" on the table 

getting a silver bullet 

visiting friends 

going to the cafeteria 

getting a pin for your shirt 

doing commercials to raise money 

Figure 1. Domain of kinds of things that happen on a clinic vist 



Researcher: Tell me about waiting. 

Misty: Well, you get bored. 

Researcher: So when you wait you get bored? 

Misty: And you get called back, after you get bored. 

Researcher: What makes you get bored? 

Misty: You don't have anything to do and you get tired 
of waiting. 

The informants described getting bored because there was not 

anything for them to do and not enough toys for them to play with. 
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Jerry specifically stated he did not like to play with the toys because 

the toys were "babies stuff" and broken. 

The informants discussed reasons for waiting at the clinic. 

The reasons were some of the other kids were having real long tests and 

the doctors were talking. Jay and Misty also commented on how waiting 

made them feel. They described waiting as making them angry, mad, and 

t -i red. 

Getting Shots 

One of the first procedures identified by each of the informants 

as happening on a clinic visit was getting shots. In Figure 2 are five 

categories of the folk term getting shots. The informants described 

stages in getting shots, places to get shots, ways of feeling about 

shots, reasons for getting shots, and kinds of shots. 

When the researcher was discussing getting shots with Jerry he 

proceeded to tell her about all of the things that happened to him in 

stages. By combining the information he had given with the comments 
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they take you into a room 

they sit you in a chair 
. . 

it looks something 1 i ke 
a rubber band 

they put little 
arm thing around it's tight 
arm 

it holds arm down 

it pops vein down 

they put alcohol on and wipe it off 

they stick a needle in you 

IJl they take a blood tube .., stages 0 
..c in IJl they put the tube in the needle 
en getting 
C shots ·- they take b 1 ood from that goes into the tube .., you .., 
(1) 
0) they take the tube out 

they take another tube and put it in the needle 

they take blood from you again 

they take the tube out again 

they take the needle out 

they give you a band-aid 

they give you a you take it home 

sticker you get it because 
you've been good 

Figure 2. Dimensions of meaning of getting shots 

(continued on next page) 
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right arm 
arms 

left arm 
places 
to get right leg 
shots legs 

left leg 

fo~t only when a baby 

butt 

when it hurts a lot 
don't 
1 i ke when they put big needles 
them 

ways when they give in left arm and leg 
of 
feeling when they make you better 
about 

Vl shots when they put short needles .µ 1 i ke 0 
..c. them Vl when they give medicine that keeps 
O"l you healthy 
C: ·-.µ I when they give in right arm and leg .µ 
Q) 
C"l 

.because they want to see how much blood you have 

because you have too much blood 
reasons 

because for they think you're sick 
getting 

because they have to get blood sometimes shots 

because you have to get medicine sometimes 

needle shots use big and little needles 

kinds gun shots use a steel thing that 
of goes in fast 
shots 

blood shots use big needles 

medicine shots use little needles 

Figure 2.--Continued 
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made by Jay, "They always put alcohol on and wipe it off, 11 and "You get 

a band-aid and a sticker," there were 15 steps to getting a shot. Jay 

described the sticker as "A little thing that you take home" and stated, 

"You get one because you've been good." The researcher attempted on 

every visit to verify what a sticker was. During the last interview 

with Jay, he showed the researcher his collection of stickers; paste-on 

images of flowers, batman, cars, etc. Jerry described the tourniquet 

used when getting a shot as "A little round thing that they put around 

your arm to hold your arm down." He described it as looking something 

like a rubber band which was tight and used to pop the vein out. 

The following conversation depicts part of Jerry's experience 

of getting a shot: 

Researcher: Tell me about one time that you got a shot at 
the clinic. 

Jerry: You go in that room and you sit in that chair 
and they put that little arm thing around-
to hold your arm down. 

At the third interview when Jerry was asked to tell the researcher more 

about getting a shot, he replied: "She took the needle, took a tube, 

put the tube in the needle and took blood from me, took another--took 

the tube out, took another tube and put it in and took it out and it 

was all done." 

Each informant stated he received shots in his arms. Bobby 

pointed to his antecubital space and stated it was always the place 

where they took his blood. Bobby also stated that he got a shot in the 

foot when he was a baby. Jay also pointed to his antecubital space and 

to the deltoid area of his arm, when he was discussing where he 
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received shots. Misty and Jerry stated they received shots in their 

legs sometimes. Misty described people getting shots in their "butt". 

She further commented she had never received a shot in her 11butt 11 but 

her father had. 

When the researcher asked each informant how he felt about 

getting shots, the information received included 11 1 don't like them11 

and 11 I 1 i ke them. 11 Jay, Mi sty, and Bobby stated getting shots "hurt a 

lot. 11 Jerry stated he did not "feel nothing" and implied that getting 

a shot really did not hurt. The researcher got the impression he was 

trying to be brave, and his mother commented this was . the way he coped 

with having to get shots. Bobby stated he did not like getting shots 

"when they put needles on them, 11 and "when it does not have medicine. 11 

The shots did not have medicine when they were getting his blood. 

Bobby stated he 1 iked getting shots "when they put short needles on" 

and "when they give me medicine to keep me healthy. 11 Jerry said he 

like9 shots better when they were given in his right arm and leg 

because his left arm and leg were not very strong. 

Throughout the discussion of getting shots, the informants 

identified five reasons for receiving shots. Misty replied, 11They want 

to see how much blood you have. 11 Jerry replied, "You have too much 

b 1 ood, 11 and 11 It helps to get the wheeze out . 11 Bobby 1 s reasons were 

11 Some t i mes they think I'm sick so I got to get them, 11 11They have to get 

blood sometimes," and "You have to get medicine sometimes." When the 

researcher asked him if he fe 1 t he was sick, he stated, "No, they 

think I 'm sick." 
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The persons identified as giving the shots were the nurses and 

the doctors. Jerry was the only informant who stated the doctors gave 

shots. He stated, "Doctors only do it sometimes, nurses do it most of 

the time. 11 

Jerry described two different kinds of shots; shots given with 

both big and little needles. The other kind of shot described by Jerry 

was "gun shots." He commented gun shots have a "steel thing that they 

use, 11 and "they poke it in fast." He 1 iked needle shots better because 

the gun shots were more scary. 

Bobby described the kinds of shots as blood shots and medicine 

shots. He stated that blood shots were when the nurses used big need

les. He described this experience: "They put the big needle in the 

tube and stick you. This sucks the blood out. They check to see if its 

its good blood. If it is good blood, then you can go home. You get a 

lollipop. If it is bad blood, they need two more tubes." He stated 

medicine shots would make you get well and keep you healthy. Bobby 

described the nurses as using little needles when they gave medicine 

shots. 

Misty, the only informant who used a different term for getting 

a shot, used the term "getting poked." The researcher would like to 

stress again that taxonomies always approximate the way informants have 

organized their cultural knowledge. Each of the informants, when 

asked to draw a picture of a time that he went to the clinic or some

thing that happened at the clinic, chose to draw getting a shot (Appen

dix B). The researcher includes a description of each drawing obtained 

from the stories each informant gave about his drawing. 
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In Appendix Bare drawings completed by Bobby. The first draw

ing of getting a shot was done on the first interview. He described 

the drawing by pointing to his picture and saying, 11This is the door. 

I'm getting a shot. Another kid is watching." The second drawing in 

Appendix B was done during the fourth interview. He stated he was 

sitting in the chair with his ball cap on. The nurse was giving him a 

shot and another person was watching. 

Jay described his drawing of getting a shot (Appendix B). 11 1 'm 

going to get a shot, see that look on my face. I have tears. Some

times it hurts when you get shots--when I was in the hospital, then 

they gave me shots. They gave me so many shots everywhere. 11 

Appendix B also contains a drawing completed by Misty of get

ting a shot. As she was drawing, she stated, "I'm not going to make 

myself very long because I don't even touch the end of the table. He 

is a doctor, but skinny. Here is the thing around your arm. How do 

you make a shot? 11 Misty then described the shot as a 11 needle and 

pusher." She stated, 11ouch11 and laughed as she finished drawing the 

needle. She then commented, 11Now I need to make the hospital. It's 

raining too. There ·are clouds. That is the hallway. I'm getting an 

ouchee. 11 

In Appendix B is also a drawing completed by Jerry of getting 

a shot. As he was drawing he described the table as being "sky blue11 

and having "a little thing that pulls out and opens up. 11 He then 

stated, 11 1 've got to draw a needle in my arm. That doesn't look like 

me II 



Getting Listened To 

The next folk term in Figure l is getting listened to. The 

informants identified five categories concerning getting listened to; 

they included stages in getting listened to, places that get listened 

to in my body, ways of feeling about getting listened to, and person 

who listens to you (Figure 3). 
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Each of the informants identified steps to the category of 

stages in getting listened to. The researcher found the pronunciation 

of the word 11 stethoscope11 very interesting. Jay referred to the instru

ment as a 11 tetho-tethoscope. 11 Misty referred to the instrument as a 

11scope. 11 Jerry used the correct pronunciation for the instrument, 

and Bobby did not know the name of the intrument. Bobby stated, "They 

use something that can hear your chest." 

The informants identified four areas of fhe body that get lis

tened to: heart, chest (also referred to as lungs), back, and stomach. 

Jerry and Jay mentioned the heart. Each of the informants identified 

that the doctor listened to his chest. Jerry, Misty, and Jay stated 

the doctor listened to their back. Jerry described the doctor listen

ing to his back, ''He 1 is tens to the same thing in the back of the chest 

and heart.'' Jay stated the doc tor l is tened to his back to see if the re 

were any crackles. Jay commented it was bad to have crackles but he 

did not know what crackles were. Jay was the only informant who com

mented the doctor listened to his stomach. The reason the doctor 

listened to his stomach was to see if there were any crackles. 
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have to sit down 

have to take off shirt 

stages have to be quiet 
in 
getting have to take deep breaths 
listened 
to they use something that can hear your 

chest (stethoscope) 

they talk to your mom 

places heart 
that 
get chest (lungs) 
listened 
to in my back 

0 
body 

.µ stomach 
"'O 

Q.) 

ways of C: feels good Q.) 
.µ feeling 
V) ·- about - tickles when it's cold 
C') 

getting 
C: listened ·- feel nothing .µ to .µ 
Q.) 
C') to hear heart pumping your 

to hear your . breathing 

to see if you have any wheezing 

are sounds that come from your chest 
reasons to see 
for if you means that you are sick 
getting have any 
listened crackles makes your chest feel different--
to not too comfortable 

to see if you are fee 1 i ng we 11 

to see if you are sick 

to see if you have allergies 

person who nurses 
listens 
to you doctors 

Figure 3. Dimensions of meaning of getting listened to 
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Bobby and Misty replied getting 1 istened to felt good, and the 

"round thing" tickled when it was cold. Jerry and Jay stated, "You 

don't feel nothing" when getting . listened to. 

There were seven reasons the informants identified for getting 

listened to. Jay stated the doctor "wants to hear your heart pumping." 

Misty stated, "The doctor wants to see if you have any wheezing." When 

the researcher asked Misty what wheezes did inside her body, she 

rep 1 i ed, ''wheeze. 11 Misty and Jay both i dent i f i ed the doctor 1 is tened 

to the chest to see if there were any crackles. Misty did not know 

what crackles did to her body. She described crackles the following 

way: "They are sounds. They come from your chest. Crackles means 

you're sick. They make your chest feel different--not too comfortable." 

Jerry stated only the doctor wanted to listen to his lungs. Jay stated 

the doctor wanted 11 to hear you breathing." He commented that taking 

deep breaths meant "you are breathing hard. 11 Bobby stated the doctor 

listened to his chest 11 to see if I'm sick--have a cold or not--and I 

don't even know it, 11 "to see if I have al lergies, 11 and "to see if I'm 

fee 1 i ng we 11 . 11 

Misty, Jay, and Jerry stated the doctor was the only person who 

listened to the chest. Bobby stated both the doctors and the nurses 

listened to the chest, but he felt the nurses did it most of the time. 

Misty was the only informant who included a drawing of getting 

listened to (Appendix D). In her story she described the doctor as 

listening to her with the "scope." It was in the clinic room where she 

was lying on the table. The picture included the door into the room, 

windows, sun, and the clouds. 
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Getting Blood Pressure Taken 

The next folk term in the domain of kinds of things that happen 

on a clinic visit was getting blood pressure taken. Jerry was the only 

informant who actually used the words "blood pressure" initially. 

Misty stated initially, "You get a thing around your arm--a pusher. 11 

On the fourth interview, when the researcher was asking for verifica

tion, she referred to her comment as a blood pressure. Jay and Bobby, 

when asked by the researcher if they ever got a thing around their arm, 

stated 11Yea. 11 Jay replied, 11 lt 1 s called a blood pressure." Bobby did 

not know what it was called. 

The informants described things involved in getting their 

blood pressure taken. They described the nurse wrapping a thing around 

their arm which looked brown and had fuzzy stuff which made it stick 

together. The informants described the nurse turning the knob, pumping 

it up, and squeezing the 11 thing11 until it got full. Jerry described 

that you cou 1 d hear a 11beep-beep-beep11 sound and the number it 11 beeped

beeped-beeped11 on was your blood pressure. Jerry and Jay were the only 

informants who stated there were numbers involved in getting your blood 

pressure taken. None of the informants actually knew what the numbers 

meant. 

Jerry, Bobby, and Misty gave reasons for getting their blood 

pressure taken. The reasons were "tells how much your arm is strong 

and big, 11 "tells them how high your blood pressure is, 11 "to pump how 

much blood you have in you, 11 and 11 to see if you are sick. 11 Jay stated 

he did not know why he had to get his blood pressure taken. Each of 

the informants stated the nurse was the only person who would take your 
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blood pressure at the clinic. Jerry made an interesting comment about 

getting his blood pressure taken. He stated, "You can listen to some

body else's blood pressure but you can't hear your-s. 11 The drawing 

which was done by Misty (Appendix B) of getting a shot includes the 

only reference made about the blood pressure "thing." 

Getting Temperature Taken 

Three of the informants discussed getting their temperature 

taken at the clinic (Bobby, Misty, and Jerry). Jerry was the only 

informant who mentioned numbers. He stated the numbers did not mean 

anything to him but it did mean something to the doctor. Misty and 

Jerry stated one reason to get your temperature taken was to see if you 

had a fever. Jerry commented further to say "sometimes you do, some

times you don't" have a temperature. If you did have a fever, this 

meant you had a cold. Jay was asked if he ever had his temperature 

taken, he replied, 11 Yea. 11 Each of the informants stated only the 

nurses took the temperature at the clinic. Jerry was the only infor

mant who knew the correct word for the thermometer. Bobby and Misty 

called the thermometer the "temperature thing." 

Getting Weighed 

Each of the informants discussed getting weighed as one of the 

things that happened on a clinic visit. The informants did not separate 

the procedure of getting weighed from the procedure of getting their 

height measurement. The informants conceptualized the procedure of 

getting their height as part of getting weighed. Jerry described very 

vividly the procedure of getting weighed: 



Researcher: Another thing that you said last time was that they 
weigh you on the scale. 

Jerry: Oh, yea. 

Researcher: You told me that on the scale there is a thing that 
goes up and down. 

Jerry: Uh-uh, a thing that measures you. 

Researcher: Tell me about the thing that goes up and down. 

Jerry: The stick that measures you. 

Researcher: Then you said there was a long bar on the scale. 

Jerry: Yea, if it goes down it is too far up and if it 
goes normal, it is just right. 

Researcher: Can you explain to me. 

Jerry: If it is too far up, you weigh 40 and they have to 
move it back a little bit and if they move it back 
too much and then they get it right and that's how 
much you weigh. 
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During the third interview, the researcher asked for further clarifica-

tion. The conversation proceeded: 

Researcher: You said there is a little thing on the scale that 
they move. 

Jerry: Uh huh. 

Researcher: Can you tell me about the little thing? 

Jerry: They try to get your right weight. 

Researcher: They try and get your right weight? 

Jerry: They move it too far back, it won't work, they 
move it too far up, it won't work, they have to 
get it right. 

Bobby and Jerry both mentioned numbers regarding their weight. 

Jerry implied the weight of 40 would be too high for him. Bobby stated 

he weighed about 25 pounds. Jerry's actual weight in September, 
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recorded on the clinic chart, was 19.4 kg or approximately 43 lbs. 

Bobby's actual weight was 21 .7 kg or approximately 48 lbs. Jay did not 

know his weight. When the researcher asked Jay how tall he was, he 

replied, "Oh, about 400 inches. 11 On a preceding interview, he did not 

know how tall he was. Jay's actual height, recorded on the clinic 

chart, was 100 cm or approximately 43 inches. Misty did not know how 

much she weighed or how tall she was. Jay was the only informant who 

stated both the nurse and the doctor would weigh you at the clinic. 

He commented the nurse would weigh you most of the time and the doctor 

only sometimes. 

Jay, Bobby, and Jerry drew pictures of getting weighed at the 

clinic (Appendix C). Jay described his drawing of getting weighed, 

11 lt 1 s me. I'm standing on the scale at the clinic. 11 Jerry drew a 

scale at the clinic. He described the straight line at the top of his 

picture as 11a steel thing that comes out from the scale to measure 

you. 11 Bobby drew two pictures of getting weighed at the clinic. The 

first drawing by him was completed on the second interview and the 

second drawing was completed on the fourth interview. He described 

the second drawing, "That's the thing they put on the head--a stick-

that comes from the scale that tells them how high you are. 11 

Blowing Into Machines 

Each of the informants talked about blowing into machines 

(Figure 4) as one of the kinds of things that happened at the clinic. 

The informants were describing the instruments used in obtaining 

pulmonary function studies. One instrument used at this southwestern 
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pulmonary clinic is called a peak flow meter which measures the peak 

expiratory flow rate (PEFR). PEFR is a measurement of large airway 

function. The PEFR is a measurement of highest (fastest) flow rate 

during forced expiration. The child is instructed to take a deep 

breath and to blow out as hard and fast as he can. The measurement is 

used to check acute changes, and is used in long-term evaluation. 

Acutely PEFR can decrease with airway obstruction in large airways 

(i.e., mucus, edema, foreign body, but especially bronchoconstriction). 

Acute problems can be treated and the effectiveness measured by doing 

pre- and post-treatment peak expiratory flow rates. The standard for 

boys and girls of PEFR is based on height predominately, but to some 

extent the sex is included. For accurate values one must be very 

cooperative and try their hardest. 

The other instrument is called a SRL spirometer which measures 

forced vital capacity, time volumes (for example, the amount of air that 

can be forced out in second, 3 seconds, 5 seconds, etc.), and peak 

flows. This machine will also give a percentage reading of the 

patient's values, comparing the patient's values to predicted values. 

This instrument meas·ures electronically and gives digital read-outs of 

the values. The child is instructed to take a deep breath and to blow 

out as hard and as long as he can. 

In Figure 4 the informants described the differences between 

the two machines. Jay described the machines differently from the 

other informants. He stated the differences, "One thing is a machine 

and the other is not a machine." Bobby, Misty, and Jerry described the 

kinds of machines as electric and not electric. The researcher, by 
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combining the information from the interviews, was able to define the 

differences in the mechanics of the two machines, as well as the differ

ent ways of blowing into the machines. This is described in Figure 4 

as stages of blowing into machines. All of the informants contributed 

to the category of reasons for blowing into machines. The informants 

identified six different reasons. The reasons were concerned with giv

ing the health professional information 11 how much you can blow, 11 11 that 

you can breathe in good enough, 11 "how far you can breathe," "tells them 

your number," and your state of health, "if you are feeling good, 11 or 

11not feeling good. 11 All of the informants mentioned the importance of 

a number. Jerry stated "sometimes I make it to 100, sometimes I make 

it to 50. 11 The researcher asked him the meaning of the number by 

inquiring if it _was better to make it to 100 or 50. He replied, "The 

higher number I think it's better." Jerry's best measurement of PEFR 

was 140-160-175 in May of 1980. The lowest PEFR that was recorded on 

Jerry's clinic chart was 60. 

Bobby's description of the importance of the number was "It's 

like something to see if I can get over about 102. Sometimes I get 

over it." The researcher asked him, 11 lf you get over 102, what does 

that mean to you?" He replied, "Just that I'm feeling good and that 

I can breathe in good enough. 11 During the second interview, when the 

researcher asked for clarification, he made the comment, "Like when I'm 

down I can't make it all the way up to 102. 11 He stated on the third 

interview that not being able to make it up to 102 meant he was not 

feeling good, which he later referred to as "feeling lousy. 11 Some of 

the best PEFR values for Bobby were 100-85-95 in August of 1980. The 
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lowest value of PEFR recorded on Bobby's clinic chart was 60. Jay's 

comment about a number was "One time I blew up to 100 and something. 

They said I done good." Jay's values for PEFR were usually around 75-

80. In June, 1980, he had a value of 100. The lowest value recorded on 

his clinic chart was 60. Each of the informants stated the nurse was 

the only person who helped when you were blowing into the machines. 

Getting X-rays 

Jay and Misty stated initially that getting x-rays was one of 

the things that happened on a clinic visit. Jerry and Bobby were asked 

if they received x-rays at the clinic for verification. Each of the 

informants discussed the things involved in getting an x-ray. The 

informants described that you have to take off your shirt and shoes, 

have to stand up straight, put arms over your head, and take a deep 

breath. The informants stated a light would take a picture which 

looked weird and came out of a big machine. Jay referred to x-rays as 

"pictures taken to see the inside of you. 11 Bobby, Misty, and Jerry 

used the words "x-rays" and "pictures" simultaneously. Bobby stated 

one reason the doctor takes x-rays was "They think you are sick." When 

the researcher asked him if he thought he was sick, he replied by 

spelling the word "n-011 very emphatically. Another reason stated by 

Bobby was "It tells them if I'm feeling fine." Misty stated two rea

sons for the doctor getting x-rays, "Tells him about cystic fibrosis 

and the phlegm," and "Tells him if your bones are straight." Jerry 

stated, ''It tells the doctor what your chest and back looks like on 

both sides." The informants stated ladies and men take the x-rays 
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with no further clarification. Jerry was the only informant who drew a 

picture of getting x-rays (Appendix D). In his drawing he included a 

picture of himself, the "table that you lay on, 11 the "machine that you 

stand in front of, 11 and the 11x-ray machine. 11 

Spitting Up Phlegm 

Jay and Misty described spitting up phlegm as another thing 

that happened at the clinic. Jay called phlegm 11crap11 and later, when 

the researcher asked for clarification, he used the word 11mucus. 11 

Misty pronounced phlegm as 11 f1em. 11 Misty described the procedures, 

"You have to cough to get flem up. If you don't you have to have some

thing up your nose. 11 Later she clarified it was 11a little tube that 

they put up your nose to get the flem out. 11 She also stated that cough

ing would make you throw up. She described, "Sometimes you heave the 

wrong thing. Want flem you throw up, and if you want throw up you get 

flem. 11 Jay stated that you had to spit the "crap" into a Kleenex or 

cup. Jay and Misty both implied it was hard to do, and stated they did 

not like the procedure. Jay stated, "The doctors do something with 

it. 11 The researcher asked him for clarification. He stated, "They 

look at it to see what it looks like," "They keep it for a couple of 

weeks, then throw it away, 11 and "They write it down. 11 Another reason 

Jay identified for having to spit up phlegm was, "They want to see how 

much mucus I have." The nurse was the only person who was identified 

as helping with the procedure. Bobby stated he never had to spit up 

phlegm or mucus on a clinic visit. 
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Getting A Culture 

Jay and Misty included getting a culture as one of the kinds of 

things that happened on a clinic visit. In their description they used 

the word 11 throat. 11 In describing how the culture was obtained, they 

stated the person would use a stick. In obtaining the culture, the 

doctor or nurse would "press stick on your tongue," "put stick to back 

of throat," which would "make you gag. 11 Misty, also, mentioned the 

word 11 nose 11 during the discussion of getting a culture. She stated, 

"They use a Q-tip and tickle your nose inside." The reasons obtained 

for getting a culture were, Jay stated, "They get some so you can get 

the wheeze out, 11 and Misty replied, 1 'To see if I have allergies." The 

doctor and the nurse were identified as the person who gets the culture 

on a clinic visit. Misty drew a picture of getting a culture from her 

nose with a Q-tip (Appendix D). The previous day she had made a clinic 

visit, which she described as necessary because of her allergies. She 

began to draw and stated, "This is what they did yesterday to me. 11 The 

narrative of her drawing included: "I'm driving down the road. Those 

are the clouds. I'm going to make a few puddles (drawing puddles). 

It's really raining. That's the door to get in. That's the bed where 

I'm getting tickled with the Q-tip. Those are the clouds and that's 

the sun. 11 

Getting A Mask 

Jay and Je~ry described one of the kinds of things that happened 

to them on a clinic visit was getting a mask. They were describing the 

aerosol breathing treatments given at the clinic occasionally to dilate 
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the large airways when having difficulty breathing. Jerry stated the 

mask smoked and you had to breathe into the mask or puff on it. He 

stated, "You put the mask over your face and the mask smells." He 

described sometimes you would use a pipe so you would not have to smell 

it. Jay described the procedure, "You put the mask into your mouth and 

start breathing." The reasons obtained for getting a mask were: "It 

makes you feel good if you are really wheezy," "It loosens up the 

wheezing," and "When I'm really coughing." The nurse was the person 

identified as helping with the mask at the clinic. Bobby was asked 

about getting a mask on a clinic visit. He replied, "Oh, I know why. 

Because in case 1 ike you have a chi.ckenpox or a disease in your mouth." 

The researcher replied, "Jay and Jerry said it was something that you 

had to breathe into." Bobby replied, "Oh, that one. No, I never get 

that." 

Getting Pounded On 

Each of the informants talked about getting pounded on as one 

kind of a thing that happened on a clinic visit. The researcher iden

tified five words associated with getting pounded on (Figure 5). Jay 

stated getting pounded on was "beating--bronchial drainage." During 

the fourth interview, the researcher asked him for clarification of 

bronchial drainage. He stated, . "It's PND. 11 He was referring to PBD, 

the abbreviation for pulmonary bronchial drainage. This term is often 

heard at the clinic when the parents are asked how often they are 

performing this procedure at home. Jerry stated getting pounded on was 

called "boom-boom." He stated the doctor and the nurses did the 
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procedure when he was in the hospital and at the clinic. He stated 

they use 11a little thing" called a "boom-boom thing." He described it 

as looking 1 ike a circle. He then replied, 11 1 '11 show you one. 11 He 

then left the room briefly and came back with a small face mask used 

on ambu bags. These face masks are used frequently at the hospital and 

clinic for performing pulmonary bronchial drainage. 

Misty used the words "getting pounded on" during the first 

interview. On the second interview she stated, "Every night and every 

morning before dinner I have to get therapy." Jerry described that 

when he was in the hosp i ta 1 , ''They pound down two ti mes a day. They 

just went. 11 (He demonstrated by moving his hands over his body where 

he got pounded on.) He continued with comments while he was demon

strating, "They did it on my back, my front chest, and my side. That 

hurts. 11 Jay also demonstrated the procedure of getting pounded on by 

moving his hands over the front of his body and sides. He stated, "You 

lay down. Then you would do the sides, front, back. We have to move 

to different sides and then a different side. You're laying straight. 

The board goes up and the board goes down. 11 This information is shown 

in Figure 5. 

Misty stated she received therapy at the clinic only for the 

commercials. She stated, "It's just pretend, I don't really get it." 

She stated her 11mommy 11 and "daddy'' performed the therapy at home. She 

discussed receiving therapy only when she was in the hospital. She 

stated, 11 1 never get it there when I'm just there for check-ups. 11 
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The researcher was able to identify four different ways that 

PBD made the informants fee 1: "makes you fee 1 good," "makes you fee 1 

better," "makes you fee 1 weird, 11 and "makes you hurt." 

Jay stated getting pounded on loosened up his wheeze. Bobby 

stated, "They try and get out my sickness fibrosis," and "They try to 

get mucus up. 11 Jerry stated, "They do it to get you to cough up mucus." 

Misty and the researcher discussed getting pounded on: 

Researcher: Tell me about getting pounded on. 

Misty: It feels good. 

Researcher: Why do you get pounded on? 

Misty: To help me feel better 

Researcher: To help you feel better and how does it make you 
feel better? 

Misty: Like helps getting rid of it or something. 

Researcher: Helps getting rid of what? 

Misty: The cystic fibrosis and if I take a lot of medicine 
it might. 

Researcher: Can you think of anything else to tell me about 
getting pounded on? 

Misty: It helps not to cough at night and that's all. 

The people who were identified as doing the pounding included 

mother, daddy, nurse, and doctor. The informants stated that either 

their mother or daddy did the procedure at home. The nurse and the 

doctor performed the procedure in the hospital or clinic. Jay stated 

his mother performed the procedure at the clinic. Jay gave two reasons 

for receiving therapy at the clinic, "if I'm really wheezy" and 11 if I 

don't do something." 



92 

Getting Little Prickles 

Jay discussed getting 1itt1e prickles as one kind of thing that 

happened on a clinic visit. He described five things associated with 

getting prickles. He included that the nurse would pinch you but 

described prickles as being different from shots. He stated prickles 

were 11 1 itt1e drops to see what you were a11ergic to. 11 His other com

ments were, "If they turn red means I'm a1 lergic to," "Does not hurt 

as bad as getting shots, 11 and "You fee 1 it but you don't cry . 11 He 

described when the nurse was done that she would "get a little measure 

thing to see how big prickles are." He stated he was allergic to ani

mals: dogs, pigs, cats, cows, and horses. He was also allergic to 

"other stuff, 11 but he did not know what. 

Bobby stated he had not received any prickles, but he had seen 

it done. He stated, "That's in case of you• re real sick! I saw a lady 

had them on her back and it hurts. It looks like they're getting a 

tattoo." The researcher asked Jay if he thought you had to be real 

sick to get prickles, and he said, "No. 11 When Jay was describing 

places on his body where he received prickles, he stated, 11 1n both 

arms, 11 and he pointed to his antecubital space and deltoid area. The 

nurse was identified as the person who does the prickles on a clinic 

visit. 

Getting Tests Taken 

Jerry was the only informant who talked directly about getting 

tests at the clinic. When the researcher asked for clarification, he 

discussed the emergency room and having to get an IV and an enema. 
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The researcher asked him if he ever received an IV or an enema at the 

clinic or if he just received these tests in the emergency room. He 

replied, 11The clinic and the emergency room, 11 but later stated, 11 Wel l, 

think I always get them at the emergency room." The researcher asked 

Jerry to tell her about a time that he had received a test at the 

clinic. He stated, 11 1 can draw it. Here's me on the table getting 

tortured. 11 The researcher asked him what kind of test they were doing. 

Jerry replied, "You know when you have to push in your side when my 

stomach was hurting. They had to push there, push there. That's pain

ful, it hurts. 11 He was very roughly demonstrating palpation. Jerry 

discussed this experience on the fourth interview which occurred five 

days after his discharge from the hospital with abdominal pains. 

Another test he described as hurting was, "When they stick a 

needle. 11 Some of the tests he described as not hurting. He stated the 

doctor was usually the person who did the tests at the clinic. Jay was 

asked if he ever received tests at the clinic and he stated he had. 

When the researcher asked him what some of the tests were, he replied, 

11 0h, I don't know what kind of tests. 11 Bobby indirectly referred to 

getting tests when describing some of the reasons he had to wait at the 

clinic. "Some of the other kids are getting real long tests, 11 and 

"All the kids have to have tests. 11 

Getting In Spaceship 

Jerry and Misty described getting into a machine called a 

"spaceship.'' The researcher identified things associated with getting 

into a spaceship by combining the information obtained about this 
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experience from Jerry and Misty. The machine was described as a round 

thing which looked like a spaceship. Jerry described the experience, 

"You wear a little spaceman's suit and you get inside." He talked 

about getting locked up inside, and having to sit on phone books. He 

demonstrated the way he had to breathe (taking very deep breaths) and 

stated, "There is this little circle thing you breathe in. 11 Misty and 

Jerry talked about having "to blow a lot, 11 and Misty said, "Sometimes 

you have to blow out candles." Jerry's comment was, "You run out of 

air in there." Jerry described getting pictures taken inside the 

machine with a camera. He stated, 11And there's a camera, yea, and it 

blinks--goes bink, bink. 11 The researcher identified two reasons for 

getting in the spaceship. Misty replied, "To help you breathe better, 11 

and Jerry's comment was, "Doctor needs to get the little pictures. 11 

Misty thought the experience was fun, but Jerry did not like the expe

rience. 

The machine that looks like a spaceship is actually a body 

plethysmograph (body-box) which is in the pulmonary lab at this south

western clinic. The machine is designed to enclose the whole body in 

an airtight box which has a port with a mouthpiece so the person can 

sit in the box and blow air in and out of recorders. It is used to do 

very sophisticated measurements of lung volumes, pressures within the 

chest, and airway resistance. The body-box at this particular pulmo

nary clinic is used as a chair to sit on while the child breathes into 

a device for measuring lung volumes and flows. The children like it 

because it looks like a spaceship. 
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Each of the informants talked about "laying down" on the table 

in the rooms at the clinic (Figure 6). The tables in the clinic rooms 

were described as having "a thing that pulls out for longer people, 11 

and having 11a drawer that opens up." Jerry (Appendix B) drew a picture 

of a table with "the thing that pulls out. 11 The two items described 

by Jerry as being in the drawer were band-aids and hand and finger 

balloons. He stated, "You can blow them up, they use them for gloves. 11 

The informants discussed the things that happen when lying on the 

table: getting chest listened to, getting ears looked at, getting mouth 

looked at, getting eyes looked at, getting poked at, and getting talked 

about. Bobby (Appendix D) drew a picture of lying on the table. 

Jay described the instrument the doctor used to look at his 

ears (otoscope) as "a ear thing. 11 He described it as being black and 

having a 1 ight. He stated, "They stick it 1 ike this." He demonstrated 

how the doctor held the instrument by using a pencil and holding it in 

a vertical position. Bobby, in describing the otoscope, stated, 11 lt 

1 ooks 1 i ke a penci 1 , 11 and "They can take off a point that goes this 

way." He demonstrated a perpendicular position with his fingers. He 

also stated that the point which comes off (the speculum) was 11 sharp. 11 

The researcher asked Jerry how the doctor could see in his ears. He 

replied, "Wel 1, it has a glass that the doctor can see through." He 

further commented, "Sometimes they blow in my ears, 11 and "They have a 

tube and they blow in it." Jerry verified the doctor using a tube to 

blow air into ears. Misty and Jay stated they never had air blown 
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into their ears. The doctor does this procedure to check for the move

ment of the tympanic membrane. Bobby and Jerry stated the doctor did 

this procedure 11 to see what's in there. 11 Bobby chose to draw a picture 

of the "ear thing" (otoscope) when he was describing the instrument that 

the doctor used to look at his ears (Appendix D). Bobby also drew a 

picture of getting his ears looked at (Appendix D). Observe the color

ful chair and very strange looking ears. 

Bobby described the doctor using the same thing when he looked 

at his mouth, but without the sharp point. Jerry and Bobby referred to 

the doctor using a stick (a tongue blade) when he looked at their mouth. 

Misty and Bobby identified one reason for the doctor looking at the 

mouth, 11 to see if you have a sore throat." The things that the doctor 

says when he looks at your mouth were "open up wide, 11 "stick out your 

tongue, 11 and "say ah-h-h. 11 Bobby drew a picture of getting his mouth 

looked at. He described, 11 1 got to do my tongue 1 ike this, ah-h-h 

(Appendix D). Bobby described the instrument the doctor used to look 

at his eyes as 11 the same thing with something different on i t. 11 In 

Appendix Dis a drawing by Bobby of the "eye thing" (ophthalmoscope). 

Bobby described 11 getting poked at" very vividly. He stated, 

"They pound you with their hands. They get their hand like that and 

they go 1 i ke that. 11 

form of percussion. 

He demonstrated with his hands and fingers a crude 

He was striking the middle finger of his right 

hand over the middle finger of his left hand. The researcher asked, 

"What are some of the other things they do when they are poking you?" 

He replied, "And then they go. 11 He then demonstrated a crude form of 

palpation as he was moving his hands and fingers and pushing on his 
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abdomen. Bobby stated the doctor pounds you 11 to see if you are feeling 

good 11 and "he presses with hands and fingers on be 11 y to see how your 

be 1 1 y i s do i n g . " 

Jay, Misty, and Bobby discussed getting talked about while they 

were lying on the table in the clinic room. The doctors and nurses 

were identified as the people who talked about you. Jerry's comment 

was, "I wonder what they I re ta 1 king about. I don't know. don I t even 

know what they're saying." Bobby commented, "They talk about my cystic 

fibrosis. I can hear them say that, but I never know what they say. 11 

Misty stated, "Sometimes the doctor will tell your mom that you need 

mo re med i c i ne. 11 

Getting a Silver Bullet 

Bobby described getting a silver bullet as one kind of thing 

that happened on a clinic visit: 11 1 go downstairs to a place where 

they put a silver bullet on me. It's just a big, big bullet, like they 

stick it on. Ask my mom, she knows all about it." The researcher 

stressed she wanted to know his opinion of the silver bullet rather 

than his mother's opinion. He rep 1 i ed, "Like, gotta check my b 1 ood 

vessels, are they running good." The remainder of our conversation, 

concerning the silver bullet, included that the bullet was "real sharp 11 

and he demonstrated that the bullet was placed close to his chest and 

stated, "They don't let it touch me." During the fourth interview, 

when the researcher was asking for clarification, he stated he was in a 

sleeping bag. He further commented the doctor wanted him to get the 

silver bullet because, "They don't know if I'm feeling good." 



99 

The researcher was very curious as to what Bobby was referring 

to as a silver bullet. Bobby's mother was questioned and she said Bobby 

was in a research study that involved a thing which looked like a silver 

bullet. The research had been done in the basement of the medical com

plex in the department of nuclear medicine. The department was called 

to obtain more information. The silver bullet was actually a scintilla

tion detector used in splenic sequestration studies. The detector was 

14 in. long, 3 in. in diameter, and chromium plated, which was very 

close in appearance to a silver bullet. In the research, the doctor 

was looking for the sequestration of the red blood cells in the spleen 

or an overactive spleen. The patient's red blood cells were tagged with 

radioactive CR 51 and Fe 59 and reinjected into the patient. The 

patient's body was marked in areas over the 1 iver, spleen, sacrum, and 

the sternum. The detector was placed on the skin in these areas and 

measurements were done over a period of 3 weeks. Jay, Misty, and Jerry 

were asked about a silver bullet. All of them were curious about 

Bobby's description but none of them had ever experienced a silver 

bullet. 

Visiting Friends 

Each of the informants talked about visiting his friends during 

a clinic visit. The informants described talking and playing with 

them. The friends included clinic friends and hospital friends. Bobby 

stated, "You go upstairs to talk to those hospital people." The hos

pital friends "worked upstairs," and also included "your roommate while 

in the hospital . 11 During several interviews, Misty described visiting 
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her roommate. Misty called her by name and stated, 11 She keeps on throw

ing up. Don't you remember her?" The researcher had visited Misty in 

the hospital during the earlier part of the summer and did remember her 

friend after being reminded. Bobby described his friends as being 

funny. He stated, "They make up some, you know, funny stories." 

Going to the Cafeteria 

Each of the informants discussed going to the cafeteria as one 

of the kind of things that happened on a clinic visit. Their favorite 

foods included tacos, hamburgers, zinger zappers, twinkies, popsicles, 

ice cream, and their favorite drink was cokes. The cafeteria always 

offered special yogurt of the day, which was a favorite of many, includ

ing the researcher. Misty described liking to look at the yogurt when 

she went to the cafeteria. The researcher was curious about zinger

zappers as she had never seen them in the cafeteria. Jerry described 

them as being something like a twinkie. Jay specifically stated he 

liked to get twinkies when he went to the cateteria. 

Getting a Pin for Your Shirt 

Bobby and Misty talked about getting a pin for your shirt as 

one kind of thing that happened on a clinic visit. Misty believed she 

got the pin for going to the doctor, and felt it was a nice thing for 

them to do. She stated the pin said, "No smoking allowed." Some of 

the physicians who worked at the clinic did wear pins on their lab 

coats which stated, "No smoki .ng allowed. 11 Bobby referred to the nurses 

as giving him a pin for his shirt which said, 11 1 'm feeling good." Many 
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of the drug companies gave trinkets for the clinic personnel to give to 

the children. Some of these trinkets were pins. 

Doing Commercials to Raise Money 

Misty described doing a commercial to raise money for the clinic 

as one kind of thing that happened on a clinic visit. Part of the con-

versation with Misty relating to doing a commercial was: 

Researcher: Tell me about the commercials that you do to 
raise money. 

Misty: 

Researcher: 

Misty: 

Res ea rche r: 

Misty: 

Re searcher: 

Misty: 

I be the nurse for a few minutes with my friend 
and she had a IV on but no needles and Michael 
brought her flowers and Michael got in the space 
ship and I got in the space ship. 

Why were you raising money? 

To help me get rid of this. 

To help you get rid of what? 

CF. 

How did you feel about doing the commercials? 

Kind of stupid and weird. 

In another conversation with Misty she was discussing therapy 

or pulmonary bronchi_al drainage. She stated she received therapy at 

the clinic only for the commercials. She described, 11 1 don't really 

get it--just puts her hands like this and then she puts them like that." 

She was demonstrating how her friend was holding her hands for the com-

mercial during the pulmonary bronchial drainage. The researcher asked 

if her friend was just pretending in the commercial and she replied, 

11 Right. 11 Another statement she made which indicated she felt that 

raising money for the commercials would help her to get rid of the 
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cystic fibrosis was, 11 1 mean I might get rid of it--of--the--the cystic 

fibrosis because of all the money that we're raising--that it might get 

--we might have a lot of medicine to give me. 11 Commercials were done 

at the clinic with Misty and her friends depicting a typical life of a 

child with CF. The commercials were made to be shown on television and 

to raise money for the Cystic Fibrosis Foundation. 

Dimensions of Contrast of Kinds of Things 
that Happen on a Clinic Visit 

The researcher developed a paradigm from the information 

obtained from each of the informants about the kinds of things that 

happen on a clinic visit (Table 1). A paradigm, according to Spradley 

(1979, p. 176), is a "schematic representation of the attributes which 

distinguish the members of a contrast set. 11 The researcher was able to 

ascertain from the interview notes and from inferences made by the 

informants things that happened on a clinic visit were done either by 

the nurse or the doctor, both the nurse and the doctor, and sometimes 

by other people. The informants also stated some things were done by 

themselves but that the nurse or doctor would help, and sometimes other 

people would help, The other people worked in the hospital (i.e., 

ladies and men who took the x-rays, secretaries who would help check 

you into the clinic), mother and dad who helped with the chest pulmo-

nary drainage or the pounding, and other people who participated in 

doing the commercials such as friends and relatives. The informants 

also talked about things that happened on each clinic visit in terms of 

liking them or not liking them. The things that happened which they 

liked were "good things" and the things not liked were "bad things." 
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Table 1. Paradigm of kinds of things that happen on a clinic visit. -
NA= not applicable, MOT= most of time, OS= only sometimes, 
NH= nurse helps, DH= doctor helps. 

Dimensions of Contrast 

... 
Q,) -... ... ~ C: I - - ·- 0 I ... 

ell - ""O Q,) -
""O 0 C') ~ C: 

> C: ""O ~ - - C: ·- 0 ... ca -' - ·- -""O 
~ ... - - Q,) Q,) ... C') ... ~ 
u - ell - ell ca C: ca .., - -ca 0 Q,) 0 0. ~ ~ ·- ~ 
Q,) 0 ""O ell ""O 0 E ... ~ ... ""O ell ell 

""O L- Q,) ... l1J ~ ~ C ell ::, ell 0. ... C') C') .0 
0 ell L- C: L- - C: ""O C: I - ·-Q,) 0 0 L- ·- 0 I ...... 
Q,) ell ... ~ ... Q,) 0 ~ 0 ~ Q,) ~ i C: L- u ... u ~ ""O ... C') ... ~ 

Contrast Set 0 ::, 0 0 0 ... . I ·- 0 0 
Q z Q a:'l""O 0 - <t I <t - V') Ill 

Getting checked in Yes Yes No No Yes NA Yes No No 

Waiting and getting 
bored Yes NA NA NA NA Yes No Yes NA 

Getting shots No MOT OS Yes No NA No Yes Yes 
MOT MOT 

Getting listened to Yes OS MOT Yes No . NA Yes No NA 

Getting blood 
pressure taken Yes Yes No No No NA Yes No NA 

Getting temperature 
taken Yes Yes No No No NA Yes OS Yes 

MOT 

Ge_tt i ng weighed Yes MOT OS Yes No NA Yes No NA 

Blowing into 
machines Yes NH No No No Yes Yes OS Yes 

MOT 

Getting x-rays No No No No Yes NA Yes No NA 

Spitting up phlegm No NH No No No Yes No Yes NA 

Getting a culture No Yes Yes Yes No NA No Yes NA 

Getting a mask No NH No No No Yes Yes OS Yes 
MOT 

Getting pounded on No Yes Yes Yes Yes No Yes OS Yes 
MOT 

Getting little 
prickles No Yes No No No NA No Yes NA 
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Table 1.--Continued 

Dimensions of Contrast 

.., ., -.., .., .:;/. C I - - - 0 I .., 
II) - .,, ., -.,, 0 c,, .:;/. C 
> C .,, '-' - - ·c 0 .., .., .., - - - .,, • .., - - ., ., .., 0, .., . 
u - II) II) CU C cu .., --cu 0 ., 0 ~ r ·- • ., 0 .,, II) .,, 0 .., . .., .,, II) Ill .,, ~ ., .., cu I i C II) ~ II) ~ .., 0, Ol~ 
0 II) ~ C ~ - C "t1 C I --., 0 0 ~ £& I .., .., ., II) .., . .., I) 0 • Q) i i C ~ u .., u • .,, .., .:;/. 

Contrast Set 0 ~ 0 0 0 .., I - 0 0 
Q z Q a::I .,, 0 - cc I . cc- V, Ill 

Getting tests taken No No Yes No No NA OS Yes Yes 
HOT 

Getting into spaceship No No DH No No Yes No Yes NA 

Going in a room and 
laying down on table Yes NH DH Yes No Yes OS OS Yes 

a. getting ears 
looked at Yes No Yes No No NA Yes No NA 

b. getting routh 
looked at Yes No Yes No No NA Yes No NA 

c. getting eyes 
looked at No No Yes No No NA Yes No NA 

d. getting poked at Yes No Yes No No NA OS OS Yes 

e. getting talked 
about Yes Yes Yes Yes No NA Yes No NA 

Getting a silver 
bu11et No No Yes No No Yes No Yes NA 

Visiting friends Yes NA NA NA NA Yes Yes No NA 

Going to the cafeteria No NA NA NA NA Yes Yes No NA 

Getting a pin for 
your shirt No Yes Yes Yes No NA Yes No NA 

Doing commercials 
to raise money No NH DH Yes Yes Yes Yes No NA 

help 
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Other times the informants described "Sometimes I like it, sometimes I 

don't." By entering this information onto a paradigm, there were nine 

different dimensions of contrast (Table 1; the horizontal column): done 

on each visit, nurses do it, doctors do it, both nurses and doctors do 

it, other people do it, I do it myself, a thing that I like--good 

thing, a thing that I don't l ike--bad thing, and sometimes I like it, 

sometimes I don't. For any particular folk term in the domain of kinds 

of things that happen on a clinic visit it is possible to designate nine 

attributes of meaning. The paradigm enabled the researcher to visualize 

the ways folk terms in this taxonomy were different. ' The paradigm shows 

numerous semantic relationships for the terms which belong to the domain. 

The paradigm does not reveal all of the distinctions that early school-

age children with cystic fibrosis make about the things that happened 

on a clinic visit, nor does it completely define any single term. 

Table 1 provides some of the most important information in summary form, 

and allows for quick examination of the differences in the kinds of 

things that happened on a clinic visit. 

Kinds of Things Seen on a Clinic Visit 

A second domain developed throughout the interview sessions 

with the informants. The informants discussed kinds of things seen on 

a clinic visit; each discussed individually. 

Place Where They Take the Bikes--Streets, 
Sidewalks, Parking Lot, and Stop Sign 

Jerry talked about the place where they take the bikes--the 

streets, the sidewalks, the parking lot, and the stop sign. He chose 
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to draw a picture of these things when the researcher requested a draw-

ing of a time that he went to the clinic (Appendix A). He described 

his picture as he was drawing: 

This is where they take the bikes down the steps on the side 
of the hospital. I need a black. The streets have to be black. 
I need that color (choosing red) sign .... How do you write 
stop? This is a street that goes down here and there is a park
ing lot. I don't know how to make a wheelchair (drew a wheel
chair in the parking lot). That's a parking lot for wheelchairs. 
I've got to draw al 1 of these roads black. . . I've got a lot 
more black to do. (He was coloring in the streets.) All of 
these little things are houses, okay? This street goes out this 
far, then it stops off. You'll be in the sidewalk. I' 11 draw a 
couple of sidewalks. 

Jerry completed this picture in 45 minutes. On the second 

interview with Jerry, he described cars running on the streets and 

people walking on the sidewalks. He stated the stop sign was on the 

corner and said 11 S-T-O-P 11 (spelling word). He described the parking 

lot. as a "big round area" with a wheelchair space. He stated, 11That 

big truck comes down with an elevator on the back and they lift the 

wheelchair up. 11 

Elevators 

Each of the informants described seeing elevators. Jerry and 

Bobby described elevators being used to "take you upstairs and down-

stairs." Jay stated, "They just, they steer up and then you press a 

button for the floor you want to go on. 11 Jay and Jerry discussed ele-

vators being used in an emergency. Jerry described, "Somebody could 

die. And they had to rush through the elevator.'' Bobby described ele-

vators by stating you ride in them and get in and out of them. Jay and 

Misty described elevators having "doors that open by themselves." 
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Stai rs 

Each of the informants talked about the stairs as one kind of 

thing seen on a clinic visit. Misty stated stairs were used for going 

up to rooms and for going outside. Jay described stairs being used for 

walking down, and in case the elevators did not work. Jay and Jerry 

stated stairs were used in an emergency. The emergencies identified 

when the stairs would be used rather than the elevator included a fire 

and somebody dying. Jay stated, 11 lf somebody was dead in there since 

you was so hurried that you had to use the stairs cause stairs go 

faster than an elevator." 

Windows 

Jay, Jerry, and Misty talked about seeing windows on a clinic 

visit. They stated windows were used to look out, and Jerry specifi

cally described looking out of windows upstairs. The hospital unit for 

pediatrics was on the third floor of the medical complex affiliated with 

the CF clinic, and had very large windows in the patient's room through 

which the children could see out. Jerry also stated there were door 

windows. Three of the drawings completed by Misty, which were con

cerned with things about the clinic, included windows (Appendices B, 

D, and F). In Appendix Eis a drawing completed by Jay of the clinic. 

His drawing included the doors and the windows of the hospital, and the 

counter and the chairs in the waiting room. The story of his drawing 

was: 11There's our chairs. This is the counter, this is where you sit, 

this is the hospital. That looks like a hospital, you know like the 

one they have on Ambulance. It's ha rd to draw a 11 the windows. 11 
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Doors 

Each of the informants described doors in different kinds of 

experiences throughout the interviews. Many of the drawings in the 

appendices included doors. 

Jerry described doors as he was completing a drawing of the hos-

pi ta 1 (Appendix A). He stated, 11 I forgot the doors at the hosp i ta 1. 11 

He added, "They are black doors and have glass. 11 Jay described "doors 

that open by themselves": 

Researcher: Where do you see doors that open by themselves? 

Jay: Well, we see it in front of the hospital. 

Researcher: In front of the hospital? 

Jay: We don't take that one. We just go a short cut, 
we just go through doors that you have to open. 

The medical complex had several entrances. The entrance closer 

to the cystic fibrosis clinic was one of the side entrances. This 

entrance had doors you had to open rather than doors that open by them-

selves, which were located in front of the hospital. The researcher 

questioned him about the doors, 11 You said that you just stand on the 

doors that open by themselves?" Jay replied, "Yeah, there's a little 

thing and you just stand on and they open." Elevator doors were also 

described by Misty as opening by themselves. Bobby described doors 

being used to go into rooms. 

Drinking Fountains 

Jerry and Jay stated drinking fountains were seen on a clinic 

visit. They were described being used to drink water from. 
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Bathrooms 

Three of the informants (Jay, Misty, Bobby) described bathrooms 

as one thing seen on a clinic visit. When Jay was asked if there was 

any information that he could tell the researcher that might help other 

boys and girls when they went to the clinic, he replied, "There is bath

rooms, there is elevators, stairs maybe and then phones." The infor

mants described bathrooms being used to go to the bathroom. Bobby was 

more specific, stating exactly what he did in the bathroom. 

Beds 

Each of the informants described seeing beds on a clinic vist. 

Misty described a bed in one of her drawings of going to the clinic 

(Appendix F). She stated, 11 1 hop in the bed. 11 Bobby was asked if he 

saw beds on a clinic visit. He stated, 11 Yeap, I saw it in a room. Yea, 

I drew what we lay on. 11 Through further discussion the researcher was 

able to understand Bobby was describing the beds and the tables seen at 

the clinic as the same thing. Several of the interviews included infor

mation concerning hospital beds when it was necessary to stay overnight 

in the hospital . 

Ha 1 lways 

Each of the informants talked about the hallways. Jay 

described, "You walk down the hallway into a room or a bathroom." Jay 

drew a picture of the hallway with doors that go into the rooms. The 

hallway drawing included a no smoking sign and an exit sign (Appendix 

E). Misty and the researcher talked about the hallw~y in the following 

conversation: 
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Researcher: What do you do when you go down the hallway? 

Misty: Follow the nurse. 

Researcher: Follow the nurse? 

Misty: You meet doctors in the hallway. 

In Appendices Band Fare drawings completed by Misty that include the 

hallway. Jerry described walking in the hallway. "You walk on the 

floor and you walk in the hallways. Like I banged my head last Christ-

mas. I wa 1 ked in to a wa 11 . said 'Oh bah, humbug,' when I was in 

there, and I banged right into the wall . 11 The researcher questioned 

Jerry about the places he would go when he walked down the hallway at 

the clinic. He replied, "to the doctor's room," "down the hall to the 

cafeteria," and "home when I'm done." The conversation with Bobby about 

the hallway was most interesting. He described people walking through 

the hallway to go to different places. The researcher asked Bobby about 

the places he would go. He replied, "Oh, I look in the rooms, it's 

fun. 11 He described the different places that you could go as weird 

places. The researcher inquired about the weird places. 

Researcher: What are some of the weird places that you are 
thinking about? 

Bobby: Oh, like down, down to the third basement. 

Researcher: Down to the third basement? 

Bobby: Yep. You never seen the third basement? 

Researcher: No, have you? 

Bobby: Yes, it's scary. 

Researcher: What's in the third basement? 

Bobby: People. Weird people. 
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Floors 

Jay described seeing the tile and carpet on the floor at the 

clinic. He drew a picture of the brown carpet at the clinic (Appendix 

E). Bobby stated he would see men painting the floor at the clinic, 

and kids playing on the floor. He stated the kids were babies and all 

ages. Bobby chose to draw a picture of the men painting the floor at 

the clinic (Appendix E). He asked the researcher how to spell wet 

paint, and he wrote this in four places on his drawing. He wrote the 

words dry paint in an area that he did not color red, stating "That's 

the only dry place." His drawing also included a "kid playing on the 

floor," and the "saw that the men use when they are making new stuff." 

He described his drawing as he drew: "I'm painting the floor red and 

that's going to be white. He's going to be red (talking about the 

baby on the floor in the picture). He's wearing a red suit. have 

to get around this saw." In the drawing he was very careful as he 

colored, as he did not wish to have the saw look red. He had drawn 

the baby on the floor playing and decided to color him red as he was 

coloring the floor. He made the comment the baby was wearing a red 

suit. Bobby also described seeing his friends upstairs on the big 

floor, which he stated was the hospital floor. 

Rooms 

The informants di~cussed the many experiences they had in the 

rooms at the hospital or clinic throughout the interviews. Clinic 

rooms and hospital rooms were distinguished by the kinds of things that 

happened to them in the room. The kinds of things that happened in the 
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clinic rooms included sitting, waiting, getting bored, getting shots, 

and other things. The kinds of things that happened in hospital rooms 

were sleeping, getting therapy, and getting shots. 

Jay drew a picture of the clinic room (Appendix E). His pic

ture included "the table that you lay on, 11 "the desk, 11 11 the chair by 

the desk, 11 "the doctor with his tethoscope, 11 and a drawing of himself. 

It is interesting to note in the picture Jay colored his hair red, and 

he has beautiful red hair. All of the clinic rooms did include a desk 

and at least one chair, but usually two chairs, and the examining 

table. 

Tables 

Each of the informants indirectly referred to tables as one 

kind of thing seen on a clinic visit. The informants discussed having 

to "lay on" a table when they went into a room at the clinic. Misty 

described the 11 book table" at the clinic. She also referred to the 

book table as the "regular table" and the 11 table-table. 11 She stated, 

''You see books on it, magazines on it, • • • comics and newspaper:,. 11 

She described writing on the tables, "You write on them. Well, not on 

the tables, but you get some paper and write on it on the table. 11 The 

cafeteria tables were described as being used to eat on and drink on. 

Jay stated, "You eat on them, and sometimes you just have coffee." 

Chairs 

The informants discussed seeing chairs as one kind of thing 

seen on a clinic visit. Chairs were described as being used to sit on. 

Many of the drawings in the appendices include chairs. 
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Big Counter 

Jay, Bobby, and Misty discussed seeing the "big counter" at the 

clinic. The informants talked about things that happened at the coun

ter, and people who worked at the counter. Misty described people who 

sit at the counter as "all the girls, 11 and stated they were secretaries. 

On the following interview, Misty stated the secretaries answered the 

phone at the counter. Jay described people walking in and doing 

11stuff11 at the counter. The researcher asked him what stuff he was 

talking about, he replied, "Well you have to give 1 em your card. 11 

Bobby verified having to give the people at the counter the hospital 

card. When Bobby was asked who the people were who worked behind the 

counter, he replied, "Doctors and nurses." Jerry stated the people who 

worked at the coutner would give you your hospital card back when you 

leave it. Jay drew a picture of the counter at the clinic and the 

person who sits behind the counter (Appendix E). He described his 

drawing: ''That's inside the clinic. That 1 s the place where counters 

are. That 1 s the person that sits there. That 1 s the door, and that's 

a 11 the p 1 ace is. 11 

Phones 

Jay, Misty, and Bobby discussed seeing phones on a clinic 

visit. Jay described phones being used to talk on by doctors, nurses, 

and sometimes by secretaries. Bobby stated other people would use the 

phones at the clinic in addition to doctors and nurses. He thought 

doctors did not use the phones at the counter as much as the nurses 

did. 
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Magazines and Books 

Each of the informants discussed seeing magazines and books on 

a clinic visit. They talked about reading the books while waiting to 

be seen by the doctor. Misty described, "I read magazines and read 

books sometimes when we have to wait long-long." She talked about the 

"donkey book," a story book about a donkey with big ears the researcher 

had read to her on one of the clinic visits. 

The informants talked about seeing toys in the waiting room on 

a clinic visit. They described playing with toys while waiting. The 

waiting room at the clinic had a large box of toys for the children to 

play with. Bobby described ugly toys and new toys at the clinic; ugly 

toys were "all torn up" and new toys were "being bought by people who 

worked at the clinic." 

Needles 

Each informant talked about seeing needles on a clinic visit. 

Needles were used to give shots. More information about needles and 

shots can be found in Figure 2 and the accompanying text. 

Kinds of People Seen on a Clinic Visit 

A taxonomy developed throughout the interview sessions was 

kinds of people seen on a clinic visit (Figure 7). The informants 

discussed people seen~ people who do things to you, people who work 

there, and other people. 
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doctors 

people who do things to you nurses 

other people 

secretaries 
people who sit in front of 

people the counter doctors 
who nurses 
work 
there painting 

men working on the c 1 in i c sawing 

making stuff 

mom 

dad 

doctors 

nurses 

doctors 

nurses 
my friends 

other kids who go to the friends 
c 1 -i n i c w i th C F 

hospital . friends 

other mom and dad's friends 
people 

babies 
on the 8th floor (newborn unit) 

playing on the floor at the clinic 

kids of big kids 

all ages 1 i tt 1 e kids 

babies 

people babies 
crying little kids 

people ready nurses 
to give shots 

people get- babies 
ting shots 

kids 
people sit- reading books 
ting down in 

lookinq at books the lounge 
waiting 

Figure]. Taxonomy of kinds of people seen on a clinic visit 
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People Who Do Things To You 

Each informant talked about the various things that happened 

to him on a clinic visit. The kinds of things that happened are 

included in Figure 1. These things were either done by the nurse, 

doctor, or both the nurse and the doctor. On a few occasions, things 

were done by other people who work there (i.e., x-rays taken by ladies 

and men--Table 1). 

People Who Work There 

The people identified as working at the clinic were people who 

sit in front of the counter, and other men working on the clinic. The 

secretaries, doctors, and nurses worked at the counter doing paperwork, 

answering the phones, taking the hospital card to check you into the 

clinic, and giving the hospital card back when it was left. The doc

tors talked on the phone at the counter, but not as much as nurses and 

secretaries. Bobby discussed men working at the clinic 11painting, 11 

"sawing," and 11making stuff. 11 In Appendix E is a drawing completed by 

Bobby of the men working on the clinic. 

Other People 

The other people who were seen on a clinic visit included mom, 

dad, doctors, nurses, friends, babies, kids of all ages, people crying, 

people ready to give shots, people getting shots, and people sitting 

down in the lounge. Each informant talked about seeing his mom on a 

clinic visit, since she was usually the person who took him to the 

clinic. Bobby and Misty stated sometimes they would see their dad at 

the clinic. Misty referred to the occasion when she would see her dad 
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at the clinic "Only when we do the commercials, he meets us there." 

Jerry stated his dad was always at work and never took him to the 

clinic. The informants discussed seeing friends on a clinic visit. 

The friends included my friends and mom and dad's friends. The friends 

that were seen under the category of "my friends" included doctors, 

nurses, other kids who go to the clinic with cystic fibrosis, other 

kids who are brothers and sisters of the kids with cystic fibrosis, 

and hospital friends. The following conversation with Bobby depicts 

his view of people seen at the clinic, including his friends and his 

mother and dad's friends. 

Researcher: Tell me about some of the people that you see when 
you go to the clinic. 

Bobby: Oh, like friends of mine. 

Researcher: And who are some of the other people? 

Bobby: Friends of my mom and dad. 

During the second interview the researcher asked Bobby for 

more information about his friends: 

Researcher: You told me that some of the people that you see 
are your friends. Tell me about your friends. 

Bobby: They're all nurses. 

Researcher: Oh, they are nurses. Are there any other friends 
that you see besides nurses? 

Bobby: Oh, that's about it--some doctors. 

Misty discussed with the researcher people seen at the clinic. She 

specifically named an RN, two physicians at the clinic, and the 

researcher. 
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Each informant talked about his friends seen at the clinic who 

were other kids who go to the clinic with cystic fibrosis. Jerry spe-

cifica11y stated his friends were Jay and Bobby, the other two boys in 

the study. Jay, in the following conversation, discusses his friends 

who are brothers and sisters of the kids with CF: 

Researcher: Tel1 me about some of the people that you see when 
you go to the clinic. 

Jay: This kid Michael, but he doesn't have cystic 
fibrosis. 

Researcher: He doesn't have cystic fibrosis? 

Jay: No, but his sister does have cystic fibrosis. 
Jerry has cystic fibrosis. 

Researcher: Yea, is he your friend? 

Jay: Yea. Do you know him? 

Researcher: Yea. I know Jerry. He is in my study too. Who 
are some of the other people that you see at the 
clinic? 

Jay: A11 the nurses and doctors. 

Researcher: Who are some of the other people? 

Jay: There's you too, and then there----and then---
too (naming an RN and the pediatric pulmonary 
clinical specialist at the clinic) and then all 
the other doctors and nurses, Dr. ---, and Dr. --
(naming two doctors at the clinic) and then there 
is (pause) who else is there for a doctor? 

Jay discussed seeing other people that his mom knew on a clinic visit. 

These people were her friends. 

Misty and Bobby discussed seeing their hospital friends on a 

clinic visit. Misty described going to the inpatient unit of the hos-

pital to visit her roommate during a clinic visit. Bobby specifically 
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used the words "hospital people" when he was discussing the friends he 

would see upstairs on the hospital inpatient unit. 

Each of the informants stated he would see babies on a clinic 

visit and in the hospital. Misty described seeing babies when she was 

in the hospital on the eighth floor, the newborn unit of the medical 

complex. 

Bobby stated he would see babies playing on the floor at the 

clinic. He stated, "Sometimes I even play with them--ride them around 

and stuff. 11 He also discussed seeing kids of all ages on a clinic 

visit. He referred to them as big kids, little kids, and babies. The 

researcher asked if he would see other kids playing on the floor 

besides babies. He replied, 11Yeap, uh, sometimes like 8-year olds, 9-

year olds. 11 On the follow-·up visit, the researcher asked him if he 

would see kids of all ages. He stated, "Like some--like 10, 2, 5, 9, 

and 7. 11 

Jerry described seeing people crying on a clinic visit. He 

stated the people crying were either babies or 1 ittle kids. He further 

described they were crying because they get hurt or get a shot. Bobby 

described seeing people ready to give shots on a clinic visit. The 

people ready to give the shots were nurses. Jerry stated he would see 

people getting shots on a clinic visit. The people getting shots were 

babies and other kids. Bobby and Misty described seeing people sitting 

down in the lounge on~ clinic visit. The people were reading and 

looking at books and waiting. 
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Reasons for Going on a Clinic Visit 

Another taxonomy developed throughout the course of the inter-

views--reasons for going on a clinic visit (Figure 8). The reasons 

identified for going to the clinic were 11when I'm sick" and "when "I'm 

not sick." 

When I 'm Si ck 

Each of the informants discussed things that made him sick. 

The researcher combined this information and 12 things that made the 

informants sick were identified. The following conversation depicts 

Misty's view of a reason for going to the clinic: 

Researcher: Misty, why do you think you have to go to the 
clinic? 

Misty: My CF. 

Researcher: How does having CF make you feel? 

Misty: Miserable. 

Researcher: Tell me how cystic fibrosis makes you feel 
miserable. 

Misty: You get tired of it every day and you get tired 
getting therapy. 

Misty described things which made her sick--stomach hurting, nose 

getting filled up (stuffy), sneezing a lot, coughing a lot, having 

wheezes, and having crackles. Jerry described having a stomachache, 

coughing a lot, catching a cold, side hurting, and throwing up mucus 

as things that made him sick. Jerry described one specific time at 

the clinic: 
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stomach hurting 

nose getting filled up (stuffy) 

having crackles 

sneezing a lot 

coughing a lot 

having wheezes 
when I'm sick 

side hurting 

catching a cold 

throwing up mucus (phlegm) 

having a headache 

hurting in chest 

throat hurting 

to get checked 
when 11 m not sick 

to see if I'm sick 

Figure 8. Taxonomy of reasons for going on a clinic visit 



Researcher: Can you tell me about a time that you went to the 
clinic? 

Jerry: I had that stomachache in May. 

Researcher: You went to the clinic because you had a stomach
ache? 

Jerry: Uh huh. It kept me up a month. I couldn't get 
no sleep. 
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On the fourth interview, Jerry also described having a pain in 

his side as sometimes making him sick. He had just been discharged 

from the hospital with abdominal pain and had been observed for pos-

sible appendicitis. Bobby stated things that made him sick were hav-

ing a headache (he pointed to his forehead), stomach hurting, and 

wheezes. Jay described one reason for going to the clinic: 

Researcher: Jay, why do you thing you have to go to the 
clinic? 

Jay: If I'm sick. 

Researcher: If you're sick? 

Jay: Uh huh, if I'm wheezing or if I'm (pause)-
sometimes just to look at me. 

In addition to wheezing, the other things that made Jay sick included 

hurting in chest, throat hurting, hurting in stomach and head, feeling 

like he was going to throw up, and having crackles. 

Each informant talked about the ways getting sick made him 

feel. Misty stated having cystic fibrosis made her feel miserable, 

horrible, weird, and made her body feel achy. Jay stated he would 

feel bad when he was sick. Jerry described how he would feel when he 

was sick: 
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Re searcher: How do you feel when you get sick? 

Jerry: You don't feel too we 11. 

Researcher: You don't feel too we 11? 

Jerry: Huh, uh. 

Res ea rche r: What makes you feel not too well? 

Jerry: You don't feel 1 i ke your friends. They're out 
running around. I don't feel too we 11. 

Re searcher: You don't feel 1 i ke your friends. 

Jerry: Cause I'm sick and they ain't. 

Bobby described feeling "lousy" and "drowsy" when he was sick. 

After the second interview, when the researcher was transcribing the 

tape, she could not determine whether he said lousy or drowsy. On the 

fourth interview, the researcher asked for clarification: 

Researcher: When you were talking about feeling sick, did 
you say you felt lousy or drowsy? Which word 
did you say? 

Bobby: Both. 

Researcher: How do you feel when drowsy? 

Bobby: Oh, sick, and lousy means I'm tired and sleepy. 
I want to go to bed. 

During the same interview the researcher asked the difference again 

between the two words. Bobby stated lousy means "really sick and 

weak, 11 and drowsy means "really tired." The researcher questioned 

if he really knew the difference between the two words. 

Jerry and Bobby discussed things that happened when they were 

sick. Jerry stated when he was sick he had to go to the clinic or the 

emergency room. Bobby stated he had to stay home in bed and get 



medicine. The following conversation depicts Bobby's view of the 

things that happen when he is sick: 

Researcher: Tell me about the things that happen when you 
get sick. 

Bobby: Oh, stay home in bed. 

Researcher: Does anything else happen? 

Bobby: Oh-o-o. Get medicine. 

Researcher: You get medicine? 

Bobby: I'm still taking medicine any ways. 

Researcher: Why do you think you have to take the medicine? 

Bobby: I just gotta take 'em so I can breathe better. 

Researcher: So you can breathe better? 

Bobby: Cause my lungs are closing. 

Duri _ng the fourth interview the researcher asked Bobby if there were 

any other reasons for taking the medicine. He stated, "So I 1 11 stay 

healthy until I'm dead, 11 and "So I won't get sick. 11 

Three of the informants (Bobby, Misty, and Jay) discussed 

going for a clinic visit when they were not sick. The reasons they 
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went to the clinic when not sick were "to get checked" and "to see if 

I'm sick. 11 Bobby stated he went to the clinic "lots of times because 

you're sick or need appointments." The following conversation with 

Bobby depicts his experience of going for an appointment to get 

checked: 

Researcher: What are some times that you need appointments? 

Bobby: Oh, like I just had one yesterday. 

Researcher: Un huh. And what reason did you go yesterday? 



125 

Bobby: They just wanted to check me. I was feeling good. 

Researcher: What did the doctor say yesterday? 

Bobby: I was feeling good so I got two popsicles. 

Misty chose to draw a picture of going to the clinic (Appendix 

F). The story of her drawing was: "This is me. There's our car. 

Then we stopped and then there is a hallway. There's the door and go 

up there and there is my room. Here is my footprints. There's the 

bed that I hop in and that's the sun and those are the clouds." 

Ways of Feeling about the Clinic 

Another taxonomy derived from the interview sessions was ways 

of fee 1 i ng about the c 1 in ic; 11 somet i mes I 1 i ke i t 11 and 11 somet i mes I 

don't like it 11 (Figure 9). 

Sometimes I Like It 

Each of the informants talked about times when they liked 

going to the clinic. The informants discussed liking the clinic visits 

when not getting shots. The following conversation with Jay depicts 

his view of going to the clinic: 

Researcher: How do you feel about having to go to the clinic? 

Jay: Sometimes I don't like it but sometimes I do. If 
I get shots, I don't like it, but if I don't get 
shots, I like it. 

Jerry and Bobby discussed liking shots sometimes when going to the 

clinic. The reasons were when they make you better, when they put 

short needles, when they give medicine that keeps you healthy, and 

when they give in right arm. Information about liking shots can also 

be found in Figure 2 and the accompanying text. The other reasons Jay 
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when not getting shots 

when . they make you better 
when getting 
shots when they put short needles 

when they give in right arm 

when they filmstrips 

have plants something 
.µ 

·- neat 
Q,) 

pictures 
.:::t. ·-- when they say "How are you?" 
- are nice 
Cl) say ''How are you doing?" 
Q,) 
E ·-.µ when I get to go somewhere 
Q,) 
E 
0 

when mom gives me drinks CJ) 

when I go get better 

when . they let you play 

when I want to see if 1 'm sick or not 

when it's playing with friends 

fun driving in the car over 

Figure 9. Taxonomy of ways of feeling about the clinic 

(continued on next page) 
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when it hurts a lot 

when they put big needles 
when 
getting when it does not when they get your 
shots have medicine blood 

when they give in not very strong 
left arm and legs ..., 

·-
Q) when getting shots 
~ ·- getting - poked getting IVs ..., 
- -
C when I have to go early in the morning 0 

-0 

- when they do something bad 
(/') 
Q) 

E when I have because have to breathe a long ·- you ..., 
to breathe time Q) 

E into that 0 
(/') 

thing because it takes up too much air 

when I have to 
sit while they because it's boring 
are talking 

when I'm taking a nap and mom wakes me up 

when they have to do lots of tests 

when I have to wait around being bored 

Figure 9.--Continued 
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liked clinic visits included when they have something neat, when they 

are nice, when I get to go somewhere, and when mom gives me drinks. 

He stated plants, pictures, and filmstrips were neat. Jay described 

liking the clinic visit when they are nice: 

Researcher: What are some of the times that you like going 
to the c 1 i n ic? 

Jay: If they are nice, sometimes or most of the time 
they're nice. 

Researcher: What do they do when they are nice? 

Jay: They just say 'how are you• and 'how are you 
doing• and stuff like that. 

Jerry stated he 1 i ked the c 1 in i c, "when I go get better •11 

Misty and Bobby stated they liked to go on a clinic visit when they 

let you play. Bobby stated going to the clinic was fun. It was fun 

because he got to play for a while, and it was fun driving over in the 

car. Bobby stated he felt good about going to the clinic because he 

wanted to see if he was sick or not. 

Sometimes I Don't Like It 

Each of . the informants discussed the various reasons he did not 

like going to the clinic. Jay specifically stated he did not like to 

go to the clinic when getting shots. Jerry and Bobby gave more spe-

cific reasons for not liking shots. The reasons were when it hurts a 

lot, when they put big needles, when it does not have medicine, and 

when they give in left arm and legs. A more detailed discussion of 

these reasons accompanies the text explaining Figure 2. 

Misty discussed "getting poked" as one reason for not liking a 

clinic visit. This conversation was most interesting: 



Researcher: What are some things that you don't like about 
going to the clinic? 

Misty: Have to get poked. 

Researcher: What happens when you get poked? 

Misty: Get a shot and getting IV's. 

Researcher: Do you get IV's at the clinic sometimes? 

Misty: When you are pregnant you do. 

Researcher: Do you get IV's at the clinic? 

Misty: Up in the room where I stayed. 

Two other reasons given by Jay for sometimes not liking a 

129 

clinic visit were "when I have to go real early in the morning I don't 

I i ke it 'cause then I have to wake up" and 111,vhen they do something bad. 11 

Bobby stated he did not like breathing into that thing" and "sitting 

while they're talking" as reasons for not liking a clinic visit. 

Jerry stated three reasons for not 1 iking a clinic visit "when 

I • m taking a nap and mom wakes me up, 11 ''when they have to do 1 ots of 

tests," and "when I have to wait around being bored." Jerry and the 

researcher were discussing ways he felt about going to the clinic: 

Researcher: Last time you told me that sometimes when you go 
to the clinic that you like it and sometimes you 
don ' t I i ke i t . 

Jerry: I sometimes do and I sometimes don't. 

Researcher: You said that you like it when you get better. 
What are some other times that you like going 
to the c 1 i n ic? 

Jerry: That's a hard decision. 

Researcher: Is that a hard decision? 

Jerry: I don't know hardly anything that I like about it. 



Kinds of Things Done to Get Ready 
To Go To the Clinic 
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Each informant discussed the kinds of things done to get ready 

to go to the clinic. The things included getting picked up at school, 

having to hustle, getting all dressed up, changing clothes, getting 

shoes and socks on, and getting in the car. Misty described getting 

picked up at school and having to hustle. The following conversation 

with Misty describes what she did to hustle: 

Researcher: What are some things that you do to get ready to 
go to the clinic? 

Misty: You have to hustle. 

Researcher: What do you do when you hustle? 

Misty: You have to get your things together, your lunch
box, your papers and your purse. 

Misty was asked to describe one time of getting ready to go to the 

clinic. The previous day she had been for a clinic visit and her 

mother had picked her up at school. 

Jay described getting all dressed up for a clinic visit: 

Researcher: What are some of the things that you do to get 
ready to go to the clinic? 

Jay: I get all dressed up. 

Researcher: What else do you do? 

Jay: We get in the car and drive there and then we 
go in and then we sit down and wait for me to 
be called. 

During the following interview Jay described his mother's getting 

dressed up: 



Researcher: You told me last time that when you go to the 
clinic that you get all dressed up. 

Jay: Un huh. 

Researcher: What do you do to get all dressed up? 

Jay: Uh. My mom mostly gets all dressed up. 

Researcher: Your mom gets all dressed up? 

Jay: Yea, she puts make-up on. 

Researcher: What do you do? 

Jay: I just get clothes on, and she gets clothes on. 
She gets nice clothes. 

Researcher: Do you get nice clothes? 

Jay: Yea. Sometimes. 

Bobby stated things he did to get ready to go to the clinic 

were to get his clothes on (underwear, shorts, and shirt) and to get 

his shoes and socks on. Jerry stated, "I will change my clothes and 
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get a nice shirt." Misty stated she would get in the car. In Appen-

dix Fis a drawing completed by Misty of going to the clinic in the 

car. 

Kinds of Things Done after 
a Clinic Visit 

Each informant talked about the things he did after a clinic 

visit. The kinds of things done after a clinic visit included go home, 

go get the medicine, go to the park, go shopping, and stop at 7-11. 

Each informant stated he would go home after a clinic visit. Jay 

stated after he got home he would do nothing, go swimming, sit around 

and watch TV. Bobby stated he would go swimming and ride his bike. 
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Misty and Jerry stated they would go get their medicine. The following 

conversation with Jerry describes some of his experiences after a 

clinic visit: 

Researcher: Last time you told me that after a clinic visit 
that you go home and go get your medicine. Tell 
me about getting your medicine. 

Jerry: We go over to the prescription shop. 

Researcher: To the prescription shop? 

Jerry: Uh huh. He always give me a lollipop when I 
leave. 

Bobby stated after a clinic visit he would go to the park some-

times. Misty stated she and her mother would go shopping sometimes. 

Jay stated after a clinic visit he and his mother would stop at the 

7-11 to get gas and "other stuff." 

Summary of Ethnograhic Data 

The presentation of ethnographic data has d~scribed a part of 

the cultural knowledge early school-age children with cystic fibrosis 

use to inform their behavior during a clinic experience. In Figure 

is a listing of all the folk terms in the domain of kinds of things 

that happen on a clinic visit. In Figures 2-7 the dimensions of mean-

ing of selected folk terms of this domain are included: getting shots, 

getting listened to, blowing into machines, getting pounded on, and 

going in a room and "laying down" on the table. In Table 1 are dimen-

sions of contrast of all the folk terms in the domain of kinds of 

things that happen on a clinic visit. Figures 7, 8, and 9 are taxono-

mies; kinds of people seen on a clinic visit, reasons for going on a 

clinic vist, and ways of feeling about the clinic. Other domains 
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discussed were kinds of things seen on a clinic visit, kinds of things 

done to get ready to go to the clinic, and kinds of things done after 

a clinic visit. 

Cultural Themes 

Spradley (1979, p. 186) defined cultural theme "as any cogni

tive principle, tacit or explicit, recurrent ln a number of domains 

and servi _ng as a relationship among subsystems of cultural meaning." 

Cultural themes present a holistic view of the culture and are state

ments that convey a sense of the whole. Cultural themes were discov

ered from the interviews with Misty, Jay, Jerry, and Bobby, and 

include getting things ·done to my body, doctors and nurses do things 

to my body yet they are still my friends, waiting and getting bored, 

sometimes I like it--sometimes I don't, seeing friends, CF means my 

lungs are sick--having wheezes, crackles, phlegm, and coughing, and 

getting medicine. The seven themes are discused to show their indi

vidual characteristics. and how they interrelate one with another. 

Getting Things Done to Hy Body 

The theme getting things done to my body was introduced by 

each informant during the interviews. The meaning of the theme 

includes all the different kinds of things that happened to their 

bodies on a clinic visit. Each informant discussed kinds of things 

that happened to his body during each interview. There were 16 differ

ent kinds of things done directly to the body: getting shots, getting 

listened to, getting blood pressure taken, getting temperature taken, 

getting weighed, blowing into machines, getting x-rays, spitting up 
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phlegm, getting a culture, getting a mask, getting ears looked at, 

getting mouth looked at, getting eyes looked at, and getting poked at. 

The recurrent thing that happened to the body appears in more 

than one figure was getting shots (Figures 2, 7, and 9). The infor-

mants described needles as one kind of thing seen on a clinic visit and 

they were used to give shots. Clinic rooms were a place to get shots 

and other things. The informants described seeing people ready to give 

shots and people getting shots (Figure 7). The informants described 

sometimes liking to get shots and sometimes not liking to get shots 

(Figure 9). The times when they liked the shots were when they make 

you better, when they put short needles, when they give medicine that 

keeps you healthy, and when they give in right arm. They did not like 

getting shots when it hurts a lot, when they put big needles, when it 

does not have medicine--blood shots, and when they give in left arm 

and legs. Figure 9 also includes not liking getting poked which was 

getting shots and getting IV's. Each of the informants drew a picture 

of getting a shot (Appendix B). This theme implies the child's aware-

ness of things happening to his body informs in part his behavior dur-

ing a clinic visit. 

Doctors and Nurses do Things to My Body 
Yet They Are Still My Friends 

Each informant described many things that were done to his 

body either by the nurse of the doctor and some procedures that were 

done by both the nurse and the doctor (Table 1). Even though many of 

the procedures performed at the clinic were invasive procedures the 

idea that children still viewed nurses and doctors as their friends 
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appeared evident. Getting a shot, for example, was an invasive proce

dure identified by the informants as being performed at the clinic most 

of the time by the nurses and only sometimes by the doctors. One 

informant even stated he liked getting shots when they gave him medi

cine to keep him healthy. The children's reasons for having to get 

shots (Figure 2) were because they want to see how much blood you have, 

because you have too much blood, because they think you are sick, 

because it helps to get the wheeze out, because they have to get blood 

sometimes, and because you have to get medicine sometimes. All of 

these reasons imply the health professionals (nurses ~nd doctors) 

are concerned with things related to the child's state of health. 

Blowing into machines was another procedure which was not liked by the 

informants all of the time on a clinic visit. The reasons for blowing 

into machines (Figure 4) again included giving the health professional 

information about the child's state of health. Getting pounded on was 

a procedure liked most of the time by the informants and not liked only 

sometimes (Figure 5). Even though the children stated they got tired 

of getting therapy every day, they knew getting therapy helped improve 

their state of health. The reasons for getting pounded on included 

helps to loosen up wheeze, helps to get mucus up, helps not to cough 

at night, and helps get rid of the CF. 

The children stated they would see their friends on a clinic 

visit and their friends included doctors and nurses (Figure 7). The 

children specifically named nurses and doctors who were their friends. 

One informant also talked about the hospital people. He stated on a 

clinic visit he liked to go upstairs and visit his friends--the 
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"hospital people. 11 The hospital people had taken care of him while he 

was in the hospital. Even though these people had performed invasive 

procedures during his hospital stay, they were still considered by him 

as his friends. 

This theme implies nurses and doctors are viewed by early 

school-age children as helping and caring people. The child's aware

ness that doctors or nurses perform invasive procedures to his body, 

yet feeling that they are his friends informs in part the child's 

behavior during a clinic visit. 

Waiting and Getting Bored 

The third theme, waiting and getting bored, can be observed in 

Figures 1, 7, and 9, and in Table 1. Jay stated, "When we get there, 

we just sit down and stuff and wait for me to be called." Later he 

stated, "We] 1, sometimes we just sit there and wait and wait and wait." 

He described waiting made him angry. Jerry described waiting around 

being bored as a thing that he did not like to do when he went on a 

clinic visit. He stated, "I get bored all the time." One reason he 

got bored was because he did not like to play with the "babies' stuff. 11 

He stated the babies would lose all of the parts to the toys. Misty 

described waiting and getting bored at the clinic, she stated, "You 

don't have anything to do" and "You get tired of waiting and sitting 

there." Waiting made her feel mad. Bobby stated he had to wait before 

the nurse would come in and call his name. He would get bored when he 

had to sit and wait because there were not enough toys. Getting 

checked into the clinic involved waiting and being bored. Some of the 
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comments by the informants that document this theme were "you sit down 

and wait to be called," "you get bored while you wait, 11 and "you get 

called back after you get bored." Table l demonstrates having to wait 

as a thing not 1 iked or a 11 bad thing" associated with going on a clinic 

visit. The clinic rooms were identified as a place where you sit, 

wait, and get bored. Figure 7 includes people sitting down in the 

lounge waiting. The informants stated two reasons for sometimes not 

liking a clinic visit. These reasons included sitting, waiting, and 

being bored. The reasons in the taxonomy (Figure 9) for sometimes not 

liking to go to the clinic were when I have to sit while they are 

talking and when I have to wait around being bored. 

Sometimes I Like It and Sometimes 
I Don't 

The fourth theme implies that there are occasions when the 

informants like going to the clinic and other occasions when going to 

the clinic is not liked. This theme can be observed in Figures 2 and 

9, and in Table 1. Getting shots, a thing that happened on a clinic 

visit that was liked and not liked, can be observed in Figures 2 and 

9, and in Table 1. -Waiting was not liked by the informants (Table 1). 

The informants described ways of feeling about waiting: makes you mad, 

makes you angry, and makes you tired. Two reasons for sometimes not 

liking to go to the clinic which involved waiting can be seen in Figure 

9. The reasons were when I have to sit while they are talking and 

when I have to wait around being bored. The informants described 

getting 1 istened to made them "feel good 11 (Figure 3) and was a thing 

they liked (Table 1). Spitting up phlegm was described as being hard 
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to do and was a thing they did not want to do, which implies it was 

not liked (Table 1). The ways getting pounded on made the informants 

feel included makes you feel good, makes you feel better, makes you 

feel weird, and makes you hurt (Figure 5). Getting pounded on (Table 

1) was described as a thing liked most of the time and not liked only 

sometimes. The informants described getting tests taken; some of them 

hurt and others did not hurt. This statement implies "sometimes I like 

it and sometimes I don't. Getting tests taken can be observed (Table 

1) as a thing that is liked only sometimes and not liked most of the 

time. Other reasons for sometimes liking to go to the clinic and other 

times not liking to go can be seen in Figure 9. For the most part, the 

informants did not like the clinic experience if particular invasive 

procedures or tests were done. The child's awareness that invasive 

procedures may or may not occur on a clinic visit informs in part his 

behavior during a clinic visit. 

Seeing Friends 

Seeing friends, as a fifth cultural theme, can be observed in 

Figures 1, 7, 9, and in Table 1. The informants described visiting 

friends as one thing that happened on a clinic visit. They described 

talking to them and playing with them. The friends included clinic 

friends and hospital friends. The hospital friends were "people who 

work ups ta i rs II and "your roommate when you a re in the hosp i ta 1. 11 

Visiting friends was a thing liked by the informants (Table 1). The 

taxonomy kinds of people seen on a clinic visit, under the category of 

other people, included friends (Figure 7). The informants described 
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friends as my friends and mom and dad's friends. The category of my 

friends included doctors, nurses, other kids who go to the clinic with 

CF, other kids who are brothers and sisters of the kids with CF, and 

hospital friends. Each informant stated specific names of certain doc-

tors and nurses who were his friends at the clinic. The doctors and 

nurses who were named had performed invasive procedures on the child at 

times but still were not viewed as threatening. This may have been due 

to the frequency of the clinic visits and the children seeing the same 

doctors and nurses over a period of time. Each informant also stated the 

first names of other children who were his friends at the clinic. Each 

of the informants named some of the other children in the study as his 

friends. When it's fun was described as a reason for sometimes liking 

to go to the clinic. One reason it was fun was because you could play 

with your friends (Figure 9). This theme implies going to the clinic at 

times can be a positive experience. The positive experiences of a child 

at the clinic informs, in part, the behavior of a child during a clinic 

visit. 

Cystic Fibrosis Means My Lungs Are Sick--Having 
Wheezes, Crackles, Phlegm, and Coughing 

Each of the informants discussed the lung involvement in cystic 

fibrosis. Jay stated, "There's a film, then this half is closed 

(pointing to chest) so you wheeze." Bobby described taking medicine 

as necessary to help keep his lungs from closing. Each informant 

talked about getting his lungs listened to. Two of the reasons that 

were identified for getting lungs listened to were to see if you have 

any wheezing and to see if you have any crackles. Jay stated, "It's 
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a bad thing to have crackles, a good thing not to have crackles." 

Misty described crackles as sounds that come from your chest and 

crackles mean that you are sick. She stated crackles made her chest 

feel "not too comfortable" (Figure 3). Having crackles, having 

wheezes, coughing a lot, throwing up mucus, and hurting in chest were 

some of the things described as making the informants sick and were 

reasons for going on a clinic visit (Figure 8). One reason identified 

for getting shots was to help get the wheeze out (Figure 2). One rea

son · identified for getting x-rays was, ''It tells the doctor about CF 

and the ph 1 egm. 11 Spitting up ph 1 egm i nvo 1 ved coughing and was one 

thing that happened sometimes on a clinic visit. One reason identified 

for getting a culture was to get the wheeze out. Two reasons for get

ting a mask was to "loosen up the wheezing" and "when I'm really 

coughing." The reasons identified for getting pounded on (Figure 5) 

were helps to loosen up the wheeze, helps to get mucus up, helps not 

to cough at night, and helps get rid of the CF. Bobby described getting 

pounded on as necessary ''to try and get out my sickness fibrosis. 11 

He described he did not like to get pounded on but stated, "It's good 

I'm getting it out because I want it out. 11 One thing identified as 

happening in a clinic room, when it was necessary to "lay down on 

the table," was getting chest listened to. Getting listened to was a 

thing all of the informants liked (Table 1). 

This theme implies the CF child has some knowledge of the lung 

involvement of this disease. This knowledge informs, in part, the 

behavior of a child during a clinic visit. 
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Getting Medicine 

The final theme, getting medicine, appeared throughout the 

interviews. Bobby described not liking shots when they did not have 

medicine. He liked shots with medicine because they 11 make you better" 

and "keep you healthy" (Figures 2 and 9). Misty described one reason 

for doing the commercials at the clinic was so there would be a lot of 

medicine to give her. Misty described one thing the doctor did on a 

clinic visit was to give her new medicine, and a thing the doctor said 

was, 11 You need more medicine." Bobby described taking medicine as one 

thing that happened when he was sick. He stated medicine helped him 

to breathe better, helped to keep his lungs from closing, helped to 

keep him healthy until he was dead, and helped to keep him from getting 

sick. Jerry and Misty both described picking up their medicine as one 

kind of thing done after a clinic visit. Jerry stated after a clinic 

visit he would pick up his medicine at the prescription shop. This 

theme implies the early school-age child with CF has knowledge of the 

importance of getting and taking medication. This knowledge informs, 

in part, his behavior during a clinic visit. 

Despite the chronic condition of cystic fibrosis, it was 

perfectly clear to the researcher two of the informants did not view 

themselves as being sick. Bobby stated he had to get shots because, 

11They think I 1 m sick. 11 When the researcher asked Bobby if he thought 

he was sick, he stated, very emphatically, 11 No! 11 Bobby described 

taking medicine when he was sick: 



Researcher: What are some things that happen when you are 
sick? 

Bobby: Get medicine. I'm still taking medicine anyways. 

Researcher: Do you think you're sick right now? 

Bobby: Nope. just gotta take 'em so I can breathe 
better. 

He further commented, 11 1 get medicine tonight so I' 11 stay healthy 
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until I'm dead and so I won't get sick." Jerry stated he did not feel 

sick too often and he was "hardly never in the clinic" and "My mom and 

dad keep me healthy." 

Summary 

This chapter includes collection of data, processes utilized 

in locating and interviewing informants, individual presentations of 

each informant, presentation and analysis of ethnographic data includ-

ing ethnographic statements of each informant revealing his view of 

the clinic experience. Presentation of the data relating to the 

individual informants attempted to demonstrate the knowledge and 

beliefs which infuenced his responses. The chapter concluded with a 

discussion of the seven cultural themes identified. 



CHAPTER 5 

CONCLUSIONS 

This chapter discusses conclusions of the research. The cate

gories for discussion include review of the cultural themes, cultural 

themes and conceptual framework, relationship of ethnographic data and 

review of the literature, view of the early school-age child with 

cystic fibrosis and recommendations for the practicing nurse, and 

recommendations for further study. 

Cultural Themes 

The culturally relevant themes that generate behavior and 

interpret the clinic experience of the early school-age children with 

cystic fibrosis were: 

1. getting things done to my body; 

2. doctors and nurses do things to my body yet they are still my 

friends; 

3. waiting and ~etting bored; 

4. sometimes I like it, sometimes I do not; 

5. seeing friends; 

6. cystic fibrosis means my lungs are sick--having wheezes, 

crackles, phlegm, and coughing; and 

7. getting medicine. 

The cultural themes are briefly reviewed. "Getting things done to my 

body" includes all the various things that happened to the body on a 
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clinic visit. There were 16 procedures or tests that involved the 

child's body directly. The theme implies the child's awareness of 

things happening to his body informs in part his behavior during a 

clinic visit. 
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The second theme, 11 doctors and nurses do things to my body 

yet they are still my friends, 11 implies an early school-age child is 

aware things can and do happen to his body on a clinic visit which 

are invasive, but doctors and nurses are still considered to be as 

fr !ends as they are concerned with helping the child to stay healthy. 

The doctors and nurses are viewed as helping and caring people. 

11Waiting and getting bored," the third cultural theme, implies 

sometimes the clinic experience is boring for the child. Each infor

mant cited reasons for being bored on a clinic visit. 

The fourth theme, "sometimes I 1 i ke it and sometimes I don I t, 11 

implies on some occasions the clinic experience was liked or viewed in 

a positive way, and other occasions the clinic experience was not 

liked, or was viewed negatively. In most situations the informant 

did not like the clinic experience or visit when particular invasive 

procedures or tests were done. The awareness that invasive procedures 

may or may not occur on a clinic visit informs, in part, the behavior 

of a child on a clinic visit. 

"Seeing friends, 11 the fifth theme, imp 1 i es many peop 1 e seen 

on a clinic visit were considered friends. Although many of the 

informants' experiences were viewed as not liked, this theme supports 

the idea that going to the clinic can be a positive experience at 
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times. The positive experiences of a clinic visit informs, in part, 

the behavior of a child on a clinic visit. 

The sixth theme, "cystic fibrosis means my lungs are sick-

having wheezes, crackles, phlegm, and coughing," indicates the early 

school-age child may be aware of the lung involvement in this chronic 

disease and the effects CF has on the body. Although each child was 

aware of some of the effects of CF on his lungs, having the disease 

was very much a part of his existence, and not viewed as the end of 

his world. 

11 Get,ting medicine," the final theme, implies that the early 

school-age child with CF is aware of the importance of taking medica

tion to help control this disease. Taking medication was viewed in a 

positive way, as each informant was knowledgeable that medication 

would help to keep him healthy. 

The informants were all early school-age children with cystic 

f!brosis, yet each child was an individual and had acquired knowledge 

which, in part, determined his behavior during his clinic experience. 

The cultural themes occur again and again throughout the culturally rele

vant domains described by the informants, show the relationships among 

the domains, and convey a sense of the culture of a child with cystic 

fibrosis concerning his clinic experience. The themes reflect the 

early school-age child with CF is aware of the effects of CF upon his 

body and the importance of taking medication. The child is aware of 

the importance of clinic visits to give the health-care provider 

information about his body. This includes having invasive procedures 

done. The early school-age child with CF views the health-care 
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provider in a positive way even though he performs invasive procedures. 

The clinic experience is viewed both positively and negatively. The 

clinic experience at times is boring and at other times it is fun. 

Themes that would clearly indicate psychological and social problems 

for the CF child were not evident. Themes that would reflect problems 

of copin9 with the chronic illness for the CF child, or even awareness 

of chronic illness, were not evident. Themes that demonstrate depres

sive trends and preoccupation with death were not evident. 

Cultural Themes and the Conceptual Framework 

The following paragraphs describe the relationship between 

the cultural themes and the conceptual framewor~. The concepts whicb 

ground this research include the culture of childhood, the cystic 

fibrosis experience, cognitive ability of the early school-age child, 

ethnographic interview~ and drawings. Statements that summarize the 

conceptual framework are as follows: 

1. The cul~ ure of childhood includes the child's view of his 

experience. 

2. The cystic fibrosis experience affects all aspects of the 

child's life, including his clinic experience. 

3. The cognitive ability of a child determines how a child can 

communicate his view of the clinic experience. 

4. The ethonographic interview and drawings by the child is a 

systematic method of discovering the early school-age child's view 

in order to construct a model of the cultural system that informs 

his behavior during his clinic experience. 
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The theme ••getting things done to my body&' reflects the early 

school-age child's view of his clinic experience. The words each 

child used tell the researcher something about his concerns regarding 

a clinic visit. Each child perceived, related, and interpreted having 

something done which involved his body as part of his clinic experi

ence. This theme reflects the cultural system or the knowledge each 

early school-age child with cystic fibrosis used to organize, in part, 

his behavior during a clinic visit. 

Drawings by the children also exemplified very well the cul

tural theme of "getting things done to my body. 11 Drawings which 

demonstrate this theme can be seen in the appendices: Appendix B: 

11 Getting a Shot"; Appendix C: 11 Getting Weighed on the Scale"; Appendix 

D: "Getting Listened To," "Getting X-rays," "Getting a Culture," "Lay

ing on the Table, 11 "Getting Ears Looked At, 11 and "Getting Mouth Looked 

At.•• 

The second theme, "doctors and nurses do things to my body 

yet they are still my friends," demonstrates the culture of children 

with cystic fibrosis includes the child's awareness of doctors and 

nurses' performing invasive procedures, yet the child still viewing 

health professionals as helping people. This theme speaks to the non

emotional characteristics of the data which places a social distance 

between the child and the health-care provider. The child may view 

the health-care provider as his friend, but in giving health care 

the provider does not necessarily have to be a friend. This theme 

demonstrates a child in the intuitive phase is becoming more socially 
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interested in the world around him and beginning to pay attention to 

other points of view and, therefore, is learning how to behave in 

certain social situations. 

The third theme, "waiting and getting bored, 11 implies part of 

the culture of children with cystic fibrosis concerning a clinic visit 

includes waiting and boredom. Each child expressed very well through 

language his view of waiting and boredom at the clinic. Some of the 

comments were, "Well sometimes we just sit there and wait, and wait, 

and wait, 11 "I get bored all the time, 11 and "You get tired of waiting 

and sitting there. 11 Through the process of assimilation and accommo

dation each child had incorporated the environmental experience of 

waiting the way it actually is--boring. Each child possessed knowl

edge about waiting at the clinic that he utilized to interpret the 

experience of waiting that, thus, informed his behavior during this 

experience. 

"Sometimes I 1 ike it and sometimes I don't, 11 the fourth cul

tural theme, again reflects a segment of an early school-age child's 

view of his clinic experience. In most situations whether or not a 

cliJ:l iC experience was liked or not liked depended upon the invasive

ness of the procedures or tests performed. Each child was able to 

share with the researcher the times he liked or did not like a clinic 

visit. The conversation relating this experience demonstrated the 

cognitive ability of the child as he included justification and 

rationalization during the conversation (i.e., the child could ration

alize getting a shot when getting medicine to keep him healthy and when 

short needles were used). 



149 

"Seeing friends," the fifth cultural theme, implies the cystic 

fibrosis experience can be a positive experience. Although at times 

situations at the clinic produced anxiety and conflicts, other times 

the clinic experience was viewed in a positive way. There were things 

that happened at the clinic unrelated to the CF condition. Each child 

talked about playing and visiting with his friends during a clinic 

visit. This theme reflects very well the intuitive thought of the 

6- to 7-year-old child, as a child in this stage demonstrates a widen-

ing social interest in the world around him. This widening social 

interest in the world is associated with increased participation by 

the chi 1 d (Maier, 1969) • 

The sixth cultural theme, "cystic fibrosis means my lungs are 

sick--having wheezes, crackles, phlegm, and coughing," demonstrates 

very well the knowledge the early school-age child with CF ~ ed to ·-----
interpre !___!be_ ~Jological experience of cystic fibrosis. Each child 

was aware of the lung involvement in this chronic disease and aware 

of some of the effects that CF had on his body. None of the children 

viewed their illness as a punishment for being bad. The following 

comment of one of the informants demonstrated he viewed being sick as 

imposing physical limitations. He commented, "You don't feel like 

your friends. They're all out running around. I don't feel too well. 

Cause I 'm sick and they ain't. 11 Tropaue r et a 1 . ( 1970) , in a study 

done with 20 children with cystic fibrosis, found that young children 

complained frequently about interruption of play, dietary depriva-

tions, or the physical limitations of keeping up with others. 
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The final theme, "getting medicine," implies the early school

age child with CF has the cognitive ability to be aware of the impor

tance of medication in controlling this disease. The culture of 

childhood related to the cystic fibrosis experience included getting 

and taking medication. In spite of 1 iving with a chronic illness 

each child did not view having cystic fibrosis as the end of his 

wor 1 d. 

Data and Review of the Literature 

The following discussion relates the data in this study to 

question~ raised in the review of the literature. The questions that 

were raised were not investigated directly in the research; however, 

the ethnographic data did provide some insight into the questions. 

The questions raised in the review of the literature were: 

1. Do children with cystic fibrosis suffer from deprivation in 

social relationships because of their illness? 

2. Do children with cystic fibrosis achieve adequately in school? 

3. Do children with cystic fibrosis emphasize the phenomena of 

eyes, seeing and being seen, and oversized chests in their drawings? 

4. Do children with cystic fibrosis have an understanding of the 

CF condition and are they tolerant of the therapy procedurs. 

5. Do _drawings as indirect projective techniques and narratives 

telling a story about the drawings provide insight into a child's 

cognitive ability, his emotions and feelings, his concerns, and his 

view of his experiences? 
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The ethnographic data obtained in the present study did not 

support the finding of Turk's (1964) study that children with CF 

suffer social deprivation. His study suggested financial and social 

stresses and problems in communication between family members. Also, 

60% of the parents in his study indicated they never discussed the 

diagnosis with the CF child. The subjects in the present study 

appeared to be from ideal family situations where both the child and 

the family had adapted to the disease, and the children did not appear 

to suffer from social deprivation. Each child in the present study 

talked about their friends at school and at the CF clinic. Seeing 

friends was enjoyed by each of the informants on a clinic visit and 

was one of the cultural themes identified in the study. Each of the 

children mentioned other kids with CF were their friends. The infor

mants even discussed helping each other with therapy or "getting 

pounded on 11 wh i 1 e in the hosp i ta 1. Fami 1 i es of chi 1 dren with CF can 

be a support to each other as well as children with CF can be a sup

port to each other. All of the families in the present study were 

very active in activities of the Cystic Fibrosis Foundation and were 

aware of the community resources available. 

Do children with CF achieve adequately in school? All of the 

informants in this study were doing very well in school and talked 

about liking school. The two 6-year olds were in the first grade and 

the two 7-year olds were in the second grade. One informant had 

missed 1 week of school due to illness. Lawler, Nakielny, and 

Wright's (1966) study showed school achievement in seven school-age 

children as inadequate. One of the children had failed, three were 
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not attending school, and two were taking correspondence courses. The 

variable of severity of disease would have to be considered. The 

patients in Lawler et al.'s study were shown by psychiatric interviews 

to have considerable intra-psychic conflicts. Projective tests showed 

these children to have feelings of depression and conflict at the oral 

stage of psychosocial development. 

The focus in the present study utilized the conceptual orien

tation of culture in collecting data from the child; considering the 

things in the environment of the child and the way he expresses them. 

The conceptual orientation of Lawler et al.'s study appeared to be 

from a different perspective. 

Do children with CF emphasize the phenomena of eyes, seeing, 

being seen, and oversized chests in their drawings? Spock and 

Stedman's (1966) study of children with CF showed the drawings demon

strated emphsis on the eyes, seeing, and being seen. The phenomenon 

of eyes, seeing, and being seen was not observed in the children's 

drawings of this research. Five of the drawings in Spock and Stedman's 

study showed oversized chests compared to the rest of the torso. In 

only one drawing of the present study did the researcher interpret 

the possibility of an oversized chest (Jay's drawing, Appendix B). 

Do children with cystic fibrosis have an understanding of the 

cystic fibrosis condition and are they tolerant of the therapy proce

dures? This research showed that early school-age children with CF do 

have some understanding of the CF condition. Each child in this study 

was knowledgeable about the lung involvement of this chronic disease. 

The cultural theme, "cystic fibrosis means my lungs are sick--having 
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wheezes, crackles, phlegm, and coughing," provides support that chil

dren do have some understanding of the effects of CF on the body. Two 

of the things the informants discussed as happening at home and on a 

clinic visit were getting pounded on (pulmonary bronchial drainage and 

getting medication). The pulmonary therapy of getting pounded on, as 

described by the children, at times was not liked, but they were all 

tolerant of the procedure as they knew it would help get the mucus out 

of their lungs. Getting and taking medication was accepted by each 

child. Getting shots was even accepted at times. One of the infor

mants stated he 1 iked shots when they gave him medicine to keep him 

healthy. Tropauer et al. (1970), in a study of 20 children with CF, 

reported in general the children had a good understanding of the CF 

condition and were tolerant of therapy procedures. 

How do drawings as indirect projective techniques and narra

tives that tell a story about the drawings provide insight into a 

child's cognitive ability, his emotions and feelings, concerns, and 

his view of his experiences? The early school-age child (4-7 years 

of age) would be in the pre-schematic state of art progression. A 

schema common to chi ·ldren of this stage is the drawing of the head 

and legs of a person. The child's drawing has no composition in this 

stage, and he exaggerates items important to him or which involve him 

emotionally (Lowenfeld and Brittain, 1970). 

Each child's drawings in the present study did include the 

head and legs of the person. The children's drawings, on some occa

sions, showed no composition as hands, feet, etc. were out of propor

tion to the rest of the body. Drawings of the present research that 
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demonstrate no composition of the hands and feet can be observed in 

Jay and Jerry's drawings of getting a shot (Appendix B), Jerry's draw

ing of getting x-rays (Appendix D), and Bobby's drawing of getting 

ears looked at (Appendix D). Each child in the present study did draw 

himself as the center of the picture when he was drawing some of the 

things that happened at the clinic. Each child in this study drew 

pictures in which he stated in his narrative, "This is me." This was 

contrary to the findings by Wieczorek (1974) who reported children's 

narratives in her study were impersonal and the children were reluc

tant to say "This is me." The finding of the present study could be 

a result of the researcher-informant relationship, as the researcher 

had personal experience with each child at the pulmonary clinic. 

Mcleavy (1979) described that children who are 6 years old 

can draw a seven- to nine-part man. This was observed in all of the 

drawings of both the 6-year-old children and the 7-year-old children 

in the study. The 7-year-old children drew more detail (clothing, 

etc.) in their drawings and showed more order in spatial relationships 

than the 6-year-old children. In Appendix B observe detail and the 

spatial relationships of Jay and Jerry's drawings (6-year olds) and 

Bobby and Misty's drawings (7-year olds). 

Gaffney (1976) reported in her study of the effects of the 

emergency room on the child that the child perceived the doctors and 

nurses as being tall, authoritative, and threatening. In some of the 

drawings of this study, the researcher interpreted the doctor appeared 

tall. (Bobby and Misty's drawings of getting a shot, :Appendix B; 
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Misty's drawing of getting listened to, Appendix D; and Bobby's draw

ing of getting ears looked at, Appendix D). 

Each child in this study also stated some of the doctors and 

nurses at the clinic were his friends. When the children were asked 

who some of their friends were at the clinic, they specifically named 

certain doctors and nurses. The doctors and nurses had performed 

invasive procedures during a clinic visit at times, but were still 

considered to be friends. One informant discussed the hospital people 

were his friends and stated he liked to go upstairs to visit them when 

he came for a clinic visit. These were the same people who had per

formed invasive procedures during his hospital stay. The researcher, 

therefore, interpreted that the doctors and nurses at this pulmonary 

clinic were not perceived as threatening. This may have been due to 

the frequency of the clinic visits and seeing the same doctors and 

nurses over a period of time. The different situations of acute 

illness versus chronic illness may also be a variable in this finding. 

Gaffney (1974) also stated the child in the emergency room 

often thought treatments were punishments for bad thoughts or actions. 

This was not found to be true in the present study. The researcher 

asked each child if he had received a certain procedure or test 

because he had been bad. Each informant always replied, 11 No. 11 

Resnick and Hergenroeder (1975) in their study of children in 

the emergency room identified children's concerns. Some concerns 

found were fear of needles, pain and painful procedures, and curiosity 

about equipment and procedures. The present research supports these 

findings, as one theme identified was "getting things done to my 
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body." Getting a shot involved needles and pain, and many of the other 

things that happened on a clinic visit involved the use of other equip

ment. 

Atkins (1978) conducted research to identify the concerns of 

children who had been treated in the emergency room. The themes iden

tified in her research were generalizable to the present research. 

The themes of people, equipment, activity, procedures, pain, exits, 

reasons for going, and facial expression were evident in the drawings 

and ethnographic data in the present study. The children with CF 

referred to the health-care providers as "they" in their narratives, 

similar to the children in Atkin's study. The drawings of the CF 

children which include people, doctors, and nurses can be seen in the 

appendices. The doctor was included in five of the drawings and the 

nurse was included in two of the drawings. 

The children with CF also included equipment in their drawings. 

Equipment included beds, "table that you lay on, 11 11 1 ittle thing that 

pulls out and opens up" on the table, needle for getting shot, chair 

that you sit in while getting a shot, "blood pressure thing," stetho

scope, scale for weighing including the measuring devices for height, 

x-ray machine, a "Q-tip" (culturette) for obtaining a culture, "ear 

thing" (otoscope), "eye thing" (ophthalmoscope), chairs and desk in 

the clinic room, and the admission counter at the clinic. The theme 

of activity was also observed in the children's drawings of the pres

ent study. Many of the drawings included lying on the bed or table, 

standing on the scale, sitting in the chair getting a shot, a kid 

playing on the floor, men working on the clinic, the person sitting 



157 

behind the counter, a person standing watching during a shot, and the 

doctors and nurses standing doing "things" to the body. 

Each child with CF drew procedures and treatments done on a 

clinic visit and described his view of these experiences. The proce

dures or treatments the children drew included getting a shot, getting 

listened to, getting weighed, getting x-rays, getting a culture, get

ting ears looked at, and getting mouth looked at (Appendices A-F). 

There were many other procedures the children talked about which are 

included in the discussion of the domains of kinds of things that 

happen on a clinic visit. 

The procedures described as hurting were getting a shot, 

getting poked in the side (palpation), and getting pounded on (PBD). 

One informant described the experience of "getting poked" in the side 

right after he had been in the hospital with abdominal pains and had 

been observed for possible appendicitis. The children discussed the 

procedures in terms of 1 i king them or not 1 i king them. In some s i tua

t i ons, the children described crying and other times denied the proce

dure hurt, as children in Atkin's (1978) study had done. 

Drawings of the children in the present study included the 

theme of exits as well. Many of the drawings included doors, windows, 

hallways, and one drawing of a hallway included an exit sign (Appen

dices A-F). The children in the present study referred to the reasons 

for going to the clinic, as children in Atkin's study had done. One 

taxonomy that developed was reasons for going on a clinic visit. The 

children with CF also showed facial expression in their drawings. In 

most of the drawings the children drew themselves smiling. One 
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drawing included a frown and tears (Jay's drawing of getting a shot, 

Appendix B). In some of the drawings it was hard to define the facial 

expression. 

The View of the Early School-age Child with Cystic 
Fibrosis and Recommendations for 

the Practicing Nurse 

The main objective of this research was to provide nurses and 

other health-care professionals with more knowledge about the early 

school-age child with cystic fibrosis, and to discover how the CF 

child viewed his illness experience related to the pulmonary clinic. 

The researcher's concern was" What does the early school-age child 

with CF have to say about his clinic experience? 

Pediatric nurses are concerned with the nursing care of chil-

dren of all ages. To provide optimal nursing care to children the 

nurse must consider the child's view. Knowledge of the child's view 

regarding the care he receives will enable the nurse to know what the 

child's concerns and needs are at any age and how to respond better to 

meet those needs. 

The ethnographic interview and drawings with narratives about 

the drawings are useful tools in discovering how the child viewed his 

clinic experience. The ethnographic data and the drawings demonstrated 

early school-age children do communicate those things which impress 

them about their treatment at the CF clinic both verbally and pictori-

ally. The ethnographic data demonstrated children with CF are con-

cerned about what happend to them on a clinic visit. The children were 

aware they might receive invasive procedures to their body, but still 
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viewed the health-care professional to be a friend. Somehow this 

places a social distance between the child and the health-care 

provider. This gives the health-care provider information that he 

can be viewed as a friend, even though at times he does not necessar

ily have to be a friend. The child in this study viewed the health

care provider as a helping and caring person. 

The data documented an early school-age child could even toler

ate invasive procedures when he knew it was going to make him better. 

An early school-age child can justify and rationalize having invasive 

procedures when he knows it will help to keep him healthy. Awareness 

by the health-care provider of the procedures that cause discomfort 

enables him to prepare the child and family for these procedures emo

tionally, and to provide more effective and appropriate intervention. 

The data documents the importance of telling the child what to expect 

during his clinic treatment. Explaining and clarifying procedures 

during a clinic visit gives the child information that may lessen his 

fears, and demonstrates to the child that the nurse or other health 

professional is a caring person. Awareness by the health-care provider 

of the things that the child enjoys about a clinic visit could enable 

him to plan activities that would foster the positive experiences of 

a clinic visit. 

The data documented the early school-age child with CF was 

fairly knowledgeable about his CF condition. This finding supports 

the planning of activities by nurses in outpatient clinical settings 

and in the hospital inpatient units to educate the child about his 

illness, and be available to the child to learn about his concerns 

regarding his illness. 
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The culturally relevant themes discovered in the present 

research with ear1y schoo1-age children who have CF can be utilized by 

the practicing nurse in a clinical setting. The cultura1 themes getting 

things done to my body; doctors and nurses do things to my body yet 

they are st i 11 my friends; waiting and getting bored; sometimes I 1 i ke 

it, sometimes I don't; see:ng friends; CF means my lungs are sick--hav

having wheezes, crackles, phlegm, and coughing; and getting medicine 

provide nurses and other health-care providers with insight into the 

early school-age CF child's point of view regarding his i11ness and 

clinic experience. To obtain the greatest cooperation from each chi1d 

during the interviews, the researcher discovered and proposed the fol

lowing ground rules for working with ear1y schoo1-age children: give 

them some options, give them something in return, recognize and praise 

their accomp1ishments, and treat them as individuals. These ground 

rules may be usefu1 in working with early schoo1-age children in a 

variety of settings. 

The ethnographic inte··rview is genera) izab1e and can be used in 

many settings with children. To be ab1e to uti1ize the ethnographic 

interview effectively requires a conscious awareness of the protocol. 

Through experience the methods of the ethnographic interview can be 

used unconscious1y to gather infdrmation from chi1dren about the 

knowledge they possess. In addition to providing a systematic method 

for co11ecting information that members of a culture use to generate 

behavior and interpret experience, ethnography a1so provides a valuab1e 

tool for identifying areas in child nursing in need of further research. 
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Recommendations for Further Study 

The ethnographic data reported in this study gives the health

care provider information about the culture of early school-age chil

dren with cystic fibrosis concerning their view of the clinic experi

ence. The data suggested the need for further data collection and 

analysis in the following areas: 

l. how children of other ages view the cystic fibrosis clinic 

experience; 

2. how children of other ethnic groups view the cystic fibrosis 

clinic experience, 

3. what aspects of the cystic fibrosis clinic experience are 

viewed by children of other ages as positive and negative, 

4. how children of other ages view the cystic fibrosis condition 

and the effects of cystic fibrosis on the body, 

5. how children with cystic fibrosis of other ages view the 

health-care provider in both outpatient/inpatient clinical setting; and 

6. how children with other chronic illnesses view the health-care 

provider in both outpatient/inpatient clinical settings. 

Other areas suggested for research include the following: 

1. if children with cystic fibrosis view themselves any differ

ently than their well peers, 

2. if children with CF of other ages view getting and taking 

medication any differently, 

3. if children of other ages view aspects of the CF clinic expe

rience not related to the CF condition important (i.e., seeing friends), 
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4. how children who have differences in severity of illness view 

the clinic experience, 

5. if children with cystic fibrosis of other ages are concerned 

with things happening to their body, 

6. if boys of various ages view the cystic fibrosis clinic expe

rience any differently than girls of various ages, 

7. if boys of various ages communicate knowledge of their experi

ences any differently than girls of various ages, 

8. if children with cystic fibrosis and their parents, who 

utilize the support mechanisms available at an outpatient cystic 

fibrosis clinic, demonstrate more effective coping abilities than 

children with cystic fibrosis and their parents who do not utilize the 

support mechanisms available at a cystic fibrosis clinic, and 

9. what culturally relevant domains would be useful in developing 

a nursing assessment tool for children with cystic fibrosis. 

Other recommendations for further research may include: 

1. Replicate the study in a different setting, different clinic, 

in a different part of the country; 

2. Replicate the study utilizing either all girls or all boys; 

3. Replicate the study utilizing all informants from another 

ethnic group. 

4. Replicate the study utilizing informants of different ages, 

different severity of illness, and with different chronic illnesses~ 

5. Replicate the study with a male researcher. 



6. Replicate the study utilizing parents of children who have 

cystic fibrosis. 

7. Conduct a longitudinal study to determine how children's 

views change over time. 

8. Conduct a comparison study to determine any differences in 

the view of girls and boys at various ages. 
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Figure A-2. Desert with cacti--by Jay 
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Figure D-4 . "Laying on" the table at the cl inic--by Bobby 
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Figure 0-5. Getting ears looked at--by Bobby 
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Figure D-6. Thing doctor uses to look at ears (otoscope)--by Bobby 
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figure D-7. Getting mouth looked at--by Bobby 
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SUB.JECT'S CONSENT FORM 

I am requesting your and your child'• voluntary 
permission to J>'lrticipate in a study entitled ·The Child's 
View of the Cystic Fibrosis Clinic Experience.• 

The purpose of this study is to obtain the child's 
view of the cystic fibrosis experience related to a clinic 
visit. The objective is to identify what the child thinks 
and feels about the cystic fibrosis clinic. 

Early school age children (6-7 years of age) have 
been chosen for this study. The child will be asked to 
participate in four interviews each lasting for about an 
hour over the next couple of weeks. The child will be 
asked to talk into a tape recorder, to draw pictures of his 
experience at the clinic, and to tell a story about the 
pictures. 

* * * * * * * * * * * * * * * • • * • • • • • • • * • * * * 

I am willing to have my child participate in the 
research described above. The researcher has my permission 
to conduct the interview and th~ drawing sessions in my 
home. 

I understand that my child was asked to participate 
because he/she is of early school age (6-7 years of age), has 
been diagnosed with cystic fibrosis, attends a pulmonary 
chest clinic for his/her medical regime, has been hospital
ized for treatment in the last year, is English-speaking, 
and is willing to participate in the study. I and my child 
w,derstand that participation is voluntary and that we can 
withdraw from the study at any time. Withdrawal from the 
study will not effect the care ~hat my child receives at 
the clinic or the relationship that I and my child have 
with the people at the clinic. I and my child can discuss 
concerns and ask questions at any time. 

I understand that this study will not hurt my child 
in any way. The only cost to my child will be his/her time 
and he/ahe will not be paid for participating. The study 
may not benefit my child directly but nay benefit other 
children as doctors and nurses will know more about how 
the child views his/her clinic experience. 
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The information obtained from my child will be 
o:>nfidential. All information will be coded and a fictional 
name will be a•signed to my child. Only the researcher 
will know what my child has a&id. The information obtained 

,,--from my child may be u•ed for publication, teaching, and 
further research•• long aa my child remains anonymous. The 
information will be kept in a safe place at the University 
of Arizona College of Nursing. 

I and my child understand what has been written in 
this consent. This consent has been explained to rne and ~Y 
child. I have received a copy of this consent form. 

SubJect 1s Signature Date 

Parent's Signature Date 

Researcher's Signature Date 

Witness's Signature Date 
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THE UNIVERSITY OF ARIZONA 
TUCSOS. ARJZOSA 8S7H 

H t: M ti. S S l ' I J E C T S C O M M I T T E E 
Aa1zo,A HEALTH SCIE,cES cE,TU 2JO) 

Lola Dauenhauer, R.N., B.S.~. 
7130 East 42nd Street 
Tucson, Arizona 85730 

Dear ~s. Dauenhauer: 

4 September 1980 

We arc in receipt of your project entitled, "The Child's View of the 
Cystic Fibrosis Clinic", which was submitted to the Human Subjects Committee 
for review. We concur with the opinion of your Departmental Review Com
mittee that this is a minimal risk project. Therefore, approval is 
granted effective 4 September 1980. 

Approval is granted with the understanding that no changes will be 
made in either the procedures followed or in the consent form used (copies 
of which we have on file) without the knowledge and approval of the Human 
Subjects ColZIT.littee and the Departmental Review Comznittee. Any physical or 
psychological harm to any subject must also be reported to each committee. 

A university policy requires that all signed subject consent fonns 
be kept in a permanent file in an area designated for that purpose by the 
Department Head or comparable authority. This will assure . their accessi
hility in the event that university officials require the infor=ation and 
the principal investigator is unavailable for some reason. 

~/jm 

cc: Ada Sue Hinshaw, R.N., Ph.D. 
Departmental Review Co1111littee 

Sincerely yours, 

Milan Novak, M.D., Ph.D. 
Chairman 
Human Subjects Cormnittee 
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