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ABSTRACT 

The purpose of this study was to determine what self-

management skills children of different cognitive stages practice 

and what cultural knowledge directs their behavior. Six children 

of three cognitive-age groups were interviewed using principles 

of ethnography. 

The following taxonomies were developed separately for each 

age group: "characteristics of diabetes," "diabetic management skills 

done during a 24-hour period," "characteristics of some diabetic 

management skills," "equipment needed for some diabetic management 

skills," "stages in doing some diabetic management skills," "things 

important people do for diabetics," "advice to other diabetics," 

"preferred changes in diabetic management" and "feelings you have when 

you're diabetic." Cultural themes were identified. Comparisons among 

cultural themes suggest indications for health practitioners serving 

these three age groups. Recommendations for further study were 

suggested. 
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CHAPTER I 

INTRODUCTION 

Insulin-dependent diabetes is a common metabolic abnormality 

of childhood where there is either a relative or an absolute 

deficiency of insulin produced by the pancreas. The insufficient 

production of insulin is not reversible; and consequently, diabetes 

is a chronic illness requiring a daily regimen of care (Etzwiler, 

1980b). An objective of management is to achieve and maintain 

normoglycemic control. The idea of self-management, where patients 

take more responsibility for their care, has escalated in the 1980's 

after being initiated in the late 19701s (Christiansen, 1980). In 

order to be able to keep glucose under control daily, the diabetic 

child and family need to be educated. 

The teaching program generally starts at time of diagnosis 

during the first hospitalization. Items to be taught can be divided 

into the following two categories: (1) the nature of diabetes which 

includes physiology and facts or theories related to diabetes; and, 

(2) home care principles which include care regimens or tasks that 

need to be done at home to maintain control. 

Literature available for teaching diabetes is abundant in 

health-related journals and books on teaching-learning strategies, 

management, pathophysiology, psycho-social-personality aspects and 

research to explain new findings. A smaller amount of literature 
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is available on what diabetic children actually know. Diabetic 

children's strengths and weaknesses have been assessed in some studies 

by giving children questionnaires or by having them perform a test 

which is observed for accuracy (Johnson, 1982; Etzwiler, 1962; Epstein, 

1980; Moffitt, 1980). Some speculations have been made from these 

studies on children's cognitive ability in carrying out diabetic tasks. 

However, health care members are still left without scientific theory 

to guide them in knowing at which age certain aspects of diabetes 

management are best taught or when children should be expected to 

actively participate partially or totally in diabetic care. 

Self-management skills were examined in this study. Rather 

than giving diabetic children questionnaires, interviews were done. 

The purpose of the interviewing was to become aware of the child's 

position and actual understanding of diabetes. The culture of child

hood was recognized as being separate from the culture of adults where 

children were able to use their acquired knowledge to interpret their 

experiences and generate social behavior (Spradley, 1979). Children 

were also watched as they performed selected tasks and were asked to 

tell the researcher what they knew about the tests. The children 

interviewed were of different cognitive stages or age groups as 

categorized by Piaget (1969). The findings were analyzed separately 

enabling health care members to see what children of the various 

cognitive stages could do and how these children explained their 

behavior. Cultural themes for each group were identified to show 

major cognitive or physical differences. 



Statement of the Problem 

The problem investigated was what are the self-management 

skills practiced by children of different cognitive stages. The 

views of children were analyzed to identify commonalities on how the 

children explained the skills they practiced, what their understanding 

of the skills was, what they could or could not do and where they 

wanted and/or needed help. Health care members need to know what 

children can do at different age groups so that teaching-learning 

objectives can be designed. Practitioners can also get a feeling on 

what it's like to be diabetic. 

Statement of the Purpose 

The questions guiding this research project were the following 

What self-management skills do children with diabetes of different 

cognitive stages practice? What cultural knowledge directs their 

behavior? 

Definitions 

Self-Management Skills. Tasks referred by diabetics as being 

done daily to keep diabetes under control. The diabetic may do the 

task independently or partially. 

Children. Child informants. Six children ages six to 

fourteen were interviewed in this study. There were two children 

from each cognitive stage studied. 
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Cognitive Stages. Piaget's (1969) stages were used as a guide 

for studying different age groups. The following three out of the 

four cognitive periods as described by Piaget (1969) were used in this 

study: 

1. Preoperational Stage: Ages 2-7; 

2. Concrete Stage: Ages 7 - 11 or 12; 

3. Formal Stage: Ages 12 - 18. 

Cultural Knowledge. "The acquired knowledge that people use to 

interpret experiences and generate social behavior" (Spradley, 1979:5). 

Behavior. Human activity which is observable — a manner of 

conducting oneself. 

Conceptual Orientation 

Conceptual orientations deal with abstractions or concepts 

which can be assembled in a hierarchal formation by virtue of their 

relevance to a common theme. Sub-concepts are linked vertically in 

decreasing abstraction so that concepts on the same horizontal plane 

have the same degree of abstraction (Pol it, 1978; Hinshaw, 1977). 

Relationships are absent, as shown by broken lines in a model, due to 

lack of scientific knowledge in existing literature. 

The following concepts constituted the conceptual orientation 

for this study: culture, culture of childhood, child's eye view, 

chronic illness management, management of diabetes, self-management of 

diabetes, development, cognitive development, and stages of cognitive 

development. A pictorial method of the conceptual orientation is 

shown in Figure 1. 



CULTURE CHRONIC ILLNESS 

MANAGEMENT 

DEVELOPMENT 

CULTURE OF 

CHILDHOOD 

MANAGEMENT OF 

DIABETES 

COGNITIVE 

DEVELOPMENT 

CHILD'S EYE SELF-MANAGEMENT STAGES OF 

VIEW OF DIABETES COGNITIVE 

DEVELOPMENT 

Figure 1. Model of Conceptual Orientation 
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Culture 

Culture is a "complex set of meaningful symbols that people 

have learned" (Spradley, 1980:130). Culture is tacit and explicit and 

goes beyond basic customs and behavioral patterns to include inter

pretations and meanings people use to explain events in their world. 

A cultural system can make ways of categorizing, encoding and 

defining the world in which people live (Spradley, 1979). 

Cultural knowledge is the "acquired knowledge that people use 

to interpret experiences and generate social behavior" (Spradley, 

1979:5). It is believed that children with diabetes mellitus share 

the commonality of having experienced certain changes in their lives 

which make their cultural knowledge unique. Differences and 

similarities in the way children of three cognitive stages view the 

world were examined. 

Culture of Childhood 

Spradley (1979) believes that children acquire their culture by 

watching other children and adults and making inferences about the 

rules for behavior. Aamodt (1972) writes that the child perceives 

his environment and consciously and unconsciously selects and rejects 

alternatives provided by his social scene. Harre (1974) states that 

the child's and adult's worlds are separate and that values and 

attitudes between the two groups will be different. Goodman (1970) 

reports the culture of childhood is learned, shared and transmitted. 

All of the above authors believe that the child's culture 

differs from that of the adult. The culture of children with diabetes 
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mellitus, therefore, is riot unique only because of the impact of their 

disease on their lives but also because they are children. Data and 

descriptions given by diabetic children can differ from those given by 

adults with diabetes mellitus. 

Child's Eye View 

Children usually have no problems giving accounts of their 

experiences by generating details out of their own personal, social 

and cultural backgrounds (Goodman, 1970). Therefore, the child's eye 

view can be employed in studies where children report on what they 

observe in the world in which they find themselves. The child's 

thoughts and feelings are the focus of concern rather than encultur-

ation which is the process through which these values are acquired 

(Goodman, 1970). The goal of ethnography is to "grasp the native's 

point of view, his relation to life, to realize his vision of his 

world" (Spradley, 1979:3). Topic-related ethnography accomplishes 

the same goal only the researcher guides the study through the 

questions asked to find out answers to a particular topic. 

The self-management skills practiced by children of different 

cognitive stages can be studied utilizing principles of ethnography. 

Resultant information is then based on the child's eye view rather 

than the adult's interpretation of the child's experiences. 
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Chronic Illness Management 

Disease is conceptualized as a malfunctioning of biological 

and psychophysiological processes in the individual. Illness is 

perceived as sickness according to the individual and represents 

personal, interpersonal and cultural reactions to disease (Anderson, 

1981). Although there is little empirical evidence to substantiate 

an increase in the number of children with chronic illness, liter

ature does indicate that children do represent an increasing 

percentage of the population with health care needs (Stein, 1982). 

Consequently, a larger relative amount of time by health care members 

is being spent with patients who have chronic conditions. 

Stein (1982) reports on the importance of treating the whole 

child instead of a diseased organ or system. The focus of a non-

categorical approach is an elaboration on common life experiences and 

problems children have regardless of one specific disease. Stein 

(1982) has developed the following five burdens which place demands on 

the family of a child with any chronic illness: (1) Medical and nursing 

tasks that parents need to perform; (2) Disruption in family routine; 

(3) Fixed deficits in the child requiring compensatory parental 

behavior; (4) Dependence of a child who cannot perform age appropriate 

activities; and, (5) Psychological burden inherent in the child's 

prognosis. Wolfish (1974) agrees by stating that chronic illness 

taxes the strengths and resources of the individual and those 

associated. 



Anderson (1981) reports that 70 - 90 percent of all sickness 

episodes are handled outside the formal health care systems. Self-

treatment, therefore, provides a considerable proportion of health 

care. Children interviewed for this study talked about some of the 

burdens presented by diabetes and ways of self-treatment at home. 

Management of Diabetes 

The goal of appropriate therapy is to achieve levels of blood 

glucose as close to those of non-diabetic people as possible. Proper 

management can minimize long-term small blood vessel complications 

(Etzwiler, 1980a). Treatment includes integration of insulin admini

stration, nutritional management, knowledge and ability to manage 

acute problems of hypoglycemia and hyperglycemia, exercise, home 

monitoring of urine testing and blood glucose monitoring along with 

emotional support, guidance and education of the patient and family 

(Drash, 1978; Travis, 1978; Christiansen, 1980). 

Implementation of management regimens require the child and 

family to have a good understanding of both the nature and physiology 

of diabetes and the actual skills or tasks that need to be done. 

This study emphasized management skills practiced and how the skills 

are explained by children rather than direct measurement of facts or 

theories. 
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Self-Management Skills of Diabetes 

Diabetes is the epitome of self-managed diseases and it is 

imperative that the patient and family have the ability to monitor 

and control glucose (Peterson, 1980). Self-management has been 

adult-oriented in the literature where the assumption has been made 

that adults can learn what they need to know to care for their 

diabetes if taught in an appropriate, individualized manner. Self-

management skills included in teaching programs are the following: 

(1) Insulin injections and adjustments; (2) Urine testing; (3) Blood 

sugar testing; (4) Treatment of diabetic reactions; (5) Dietary 

planning; (6) Care of feet and skin; and (7) Exercise (Abbis, 1981; 

Etzwiler, 1980a; and Peterson, 1980). 

Orem defines self-care as the practice of activities that 

individuals personally initiate and perform on their own behalf and 

well-being (Joseph, 1980). The self-care agency is the ability or 

capacity of the individual to do self-care. Adults may need to assist 

the young or elderly in the family. However, children of all ages 

should be capable of being their own self-care agents for some self-

management tasks. 

Children of three age groups were interviewed for this project 

to find out how they care for their diabetes and what self-management 

skills they practice. During the interviews, informants were 

encouraged to mention all skills they practice. Further questioning 

and task-related performances were selectively done on insulin 
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injections, blood testing and urine testing. This information is a 

beginning in helping health care members plan self-management skills 

for children. 

Development 

The inherent urge to grow and develop is very strong in 

children. The terms growth and development are often interchanged 

but they are different. Growth refers to an increase in weight and 

height — an increase in physical size. Development is the increasing 

capacity and skill of a person to function (Kozier, 1979). 

Elkirid (1978) identifies the following six major trends in 

contemporary child development: (1) Increased number of experimentally 

trained and technologically sophisticated researchers; (2) Use of 

methods and ideas of Skinner who introduced the concept of operant 

conditioning and of reinforcing or shaping behavior; (3) Interest in 

cognitive development; (4) Interest in child's grammar; (5) Interest 

in infancy; and (6) Research in social learning. This study focused 

on cognitive development where children were encouraged to verbalize 

their experiences and knowledge on self-management skills. 

Cognitive Development 

A study of cognitive development can illustrate differences 

in thinking between children and adults and how these differences 

change as children grow. People of all ages have two tendencies — 

organization and adaptation (Ault, 1977). Organization is the ability 
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to combine two or more discrete schemes into one higher order. 

Adaptation consists of assimilation and accommodation. Assimilation 

is the process of applying old schemes to new objects and accommodation 

requires modifying some elements of an old scheme or learning a new 

scheme which is more appropriate for a new object (Piaget, 1969; 

Ault, 1977). Assimilation and accommodation occur simultaneously 

whenever people adapt to environmental stimulus. 

A younger child organizes and adapts differently from an 

older child or adult because the types of behavior a person exhibits 

in one stage of development change as a result of biological 

maturation and experiences with the environment (Ault, 1977). Therefore, 

information obtained from children of different cognitive stages may 

differ because of the way the child organizes and adapts relative to 

their biological maturation and experiences. 

Stages of Cognitive Development 

Piaget's (1969) stage theory identified four major periods of 

cognitive development which are Ss follows: 

1. Sensorimotor: Ages birth to 2; 

2. Preoperational: Ages 2 to 7; 

3. Concrete: Ages 7 to 11; 

4. Formal: Ages 11 to 18. 

The latter stages are relevant to this study and will be outlined 

below using information from a variety of sources (Ault, 1977; 

Pontious, 1982; Piaget, 1969; and Steward, 1975). 
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The preoperation stage is characterized by magical thinking 

and an egocentric viewpoint where the child sees the world from his 

viewpoint. The child is able to process experiences in binary ways. 

Thinking is literal, concrete and primarily in the present. 

The child in the concrete operations stage is capable of 

understanding others' viewpoints. Thinking is still concrete but 

includes past and future references. The child is capable of solving 

problems by trial and error and judges actions by logical effect. 

The child in the formal operations stage lives both in the 

present and non-present. Concern about the possible is as important 

as what is actual. The child is capable of scientific reasoning and 

can use formal logic. 

The concepts that have been discussed above are shown in 

Figure 1. The empirical concepts are diagrammed on the bottom and 

are linked to the more abstract concepts above. The child's eye view 

was employed in exploring the self-management skills of diabetes by 

using the ethnographic interview (Spradley, 1979). Self-management 

skills of diabetes was also studied and related to three of Piaget's 

four stages of cognitive development (Piaget, 1969; Ault, 1977). 

The concepts were assembled to answer the questions of this research 

project -- What self-management skills do children with diabetes of 

different cognitive stages practice? What cultural knowledge directs 

their behavior? 
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Limitations 

1. Information obtained was limited to what the informants 

were willing to discuss. 

2. Data presented may not be what the informants did, but 

what they say they did. 

3. No attempt was made to control for the biography of the 

diabetic's experiences. 

4. No attempt was made to collect or analyze data in terms 

of gender. 

Summary 

Diabetic children were assumed to be a separate cultural 

group because of commonalities present due to the impact of diabetes 

on their lives and being children. The views, abilities and 

explanations of these children were examined which related to self-

management skills. Children in three cognitive stages were inter

viewed and major similarities and differences between the groups 

were explored. 



CHAPTER II 

REVIEW OF LITERATURE 

The review of literature is presented in this chapter. The 

following areas of research are covered: Culture of childhood and the 

child's eye view, self-management of diabetes, and stages of cognitive 

development. 

Culture of Childhood and 
Child's Eye View 

The American way of life has been described as being child-

centered to an extreme degree -- it has been described as a pedocracy 

where parents obey their children (Goodman, 1970; Lowery, 1978). 

Literature on child development, child rearing, childhood and 

socialization is plentiful. Typical reports describe what adults see 

when they observe children or what adults can do for children. 

Parents are preoccupied with children and appear anxious as to how 

to deal with them. Recognizing and understanding how the child views 

various situations can help both parents and health care members 

communicate with children better. 

Harre (1974) wrote about the autonomous worlds of the child 

and the adult. Values and attitudes are quite different until a 

later point in the child's development. Aamodt (1972) perceived the 

child as one who is capable of selecting and rejecting alternatives 

provided by a culturally constituted environment. According to 

15 



Spradley (1979), children utilize their acquired knowledge to inter

pret experiences and generate social behavior by watching adults and 

making inferences about the cultural rules for behavior. Culture of 

childhood studies report on what children see as they observe their 

world (Goodman, 1970). 

The two key factors involved in children's cultural learning 

processes are attention and cultural patterning (Goodman, 1970). 

Children love to pay attention to everything that is going on around 

them. Intense curiosity and eagerness to participate are manifested 

very early in life (Goodman, 1970; Lowery, 1978). Cultural patterning 

includes expectations and role definitions which are descriptions of 

and directions for proper behavior. Speed of learning is determined 

by how much cultural push (via adult urging) and cultural pull (via 

rewards and recognitions) the child receives (Goodman, 1970). 

Culture of childhood and the child's eye view have been 

utilized effectively in many studies. Goodman and Lockness (Goodman, 

1970) examined obligations and responsibilities of four year olds. 

These children had relatively few responsibilities when compared to 

other cultures as identified in interviews with the children. However, 

these responsibilities were carried out regularly by the children. 

Aamodt (1972:39) studied the following two research questions 

in a Papago Indian village: 

1. "What is the context of the health and healing system 
transmitted to the child?" 

2. "What are the mechanisms and timing of the enculturative 
process by which the child acquires health concepts as 
he is socialized by family and community?" 
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The child's eye view was utilized in the study and was carried out by 

participant observation, ethnographic interviews and the use of 

children's drawings. Papagos include the idea that one's thoughts can 

cause oneself or one's relatives to become ill. Children in primary 

grades did not indicate an awareness that their behavior and thoughts 

were capable of causing illness to themselves or others. Older 

children, from the fourth to seventh grade, were able to draw these 

conclusions. In general, sickness was perceived as something bad and 

something that one does not like. 

Ory (1980) studied parents' and child's attitudes toward the 

child's diabetes mellitus and its management. An exploratory research 

design was utilized and ten diabetic children and their mothers were 

interviewed separately. The children described diabetes as being very 

serious but thought their overall health was good. Mothers described 

their child's health as fair or poor. Parents worried about their 

child's health more whereas children were concerned with daily tasks. 

When asked about the problematic aspects of living with diabetes, the 

children's dislikes were injections, social limitations and dietary 

restrictions in that order. Mothers thought that dietary regimens 

were most difficult for the child. The study showed that adults and 

children often do not have the same concerns of living with a health 

problem and that health care members should elicit separate health 

views. 

Steward (1975) conducted an exploratory study utilizing the 

child's eye view to find out what children know about doctors and why 
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children think doctors do different procedures. A stethoscope and 

syringe were given to the children for role-playing. Fourteen 

kindergarteners and thirteen third-graders were interviewed separately. 

Older children's responses demonstrated an understanding of the range 

of functioning of the equipment whereas the younger child did not go 

beyond a binary understanding. Older children were also able to 

relate past experiences regarding the equipment. Utilizing the 

child's view, the idea that children do not think like adults was 

verified. Also, explaining something to a child calmly and rationally 

will not necessarily enable the child to understand a procedure. 

Munoz (1981) studied the child's view of an immobilization 

experience. Exercising the ethnographic interview, four children 

were studied who were immobilized for traction therapy. Taxonomic 

data included "things that happen during a twenty-four hour period 

in traction," "kinds of things to do in traction," "things not liked 

about being in traction," "things to do at home" and "things one 

can't do in traction." The subsets of these taxonomies can be 

studied by health care members to better care for these children. 

The following cultural themes were also identified: (1) Keep busy; 

(2) Nurses should talk and listen; (3) Someone should be here; (4) I 

can't do it on my own but I want to; and (5) Talk about future and 

past. 

Burlington (1980) studied the cancer experience of surviving 

siblings in a similar manner. Pre-adolescent and adolescent children 

were deeply affected by the illness and death of a sibling. The 
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children had a great need to be involved and informed. The following 

taxonomies were constructed: (1) "Kinds of things that happen when a 

sibling is seriously ill;" (2) "Kinds of things that happen when a 

sibling dies;" (3) "Kinds of things that have happened since the 

sibling has died;" and (4) "Important things to tell others about the 

cancer experience." The cultural themes discovered were there are 

lots of feelings, things that make it better, talking helps, the 

importance of knowing and changes in relationships. 

In summary, these studies showed that it is possible to find 

out what the child knows and feels through interviewing children. 

Also, attitudes and feelings of children can be different from those 

of adults. Children's experiences changed with age and appeared to 

correlate progressively with cognitive development. The taxonomic 

data and cultural themes developed can provide health care members 

with valuable information for planning health care needs of children. 

Self-Management of Diabetes 

Insulin dependent diabetes mellitus is a common metabolic 

abnormality of children. Not enough insulin or no insulin is 

produced by the pancreas; and, consequently, glucose is unable to 

enter the cell (Etzwiler, 1980b; Guyton, 1977). Children generally 

are between the ages of one and fifteen when diagnosed and there is 

no age or sex predominance. Most children present abruptly with 

several of the following diagnostic factors: polyuria, polydipsia, 

polyphagia, weight loss, asthenia and Kussmaul respirations 
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(Rosenbloom, 1981). Treatment of diabetes requires insulin which 

facilitates the diffusion of glucose to cells. The balance between 

diet, exercise and the amount of insulin given is related to the 

degree of glycemic control. Close monitoring is required at home 

to determine individual blood glucose ranges. Thus, the patient 

and family need to learn management skills relating to diet, . 

exercise, insulin and monitoring. 

Many manuals, books and articles are available to assist 

health care members teach the management skills needed for home care 

of the diabetic. The objective of care is to educate patients 

toward a level of knowledge and understanding of diabetes mellitus 

in order that physical and emotional health reaches optimum levels. 

The chronic nature of diabetes demands that both the patient and 

family take responsibility for management through self-care. Most 

authors tend to agree on self-management skills required which are 

urine testing, blood sugar determinants, insulin injections, insulin 

adjustments, diabetic reactions, exercise and diet regimen (Etzwiler, 

1980a; Abbis, 1981; Chase, 1979; Krall, 1978; and Travis, 1978). 

The trend has moved to managing diabetic children at home 

with blood glucose monitoring. Blood glucose monitoring involves 

doing a fingerstick two <to four times per day depending on the 

physician. B. G. Chemstrips, which are used to measure blood glucose 

levels, are used by most children in the southwest area of the United 

States and replaces urine testing altogether except when the child is 

ill and the physician needs to know if the child is in ketosis. 
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Glucose monitoring allows one to know a more accurate level of serum 

glucose. Thus, the prior concern of hypoglycemia is alleviated. 

Hypoglycemic concern with urine tests was frequent since a "negative/ 

negative" urine test might have indicated a blood glucose ranging 

anywhere from 10 to 240 mg./dl. (Moffitt, 1980). Generally, children 

are still learning both urine tests and blood glucose monitoring for 

home use. 

The desire to increasingly involve patients in the management 

of their disease has led to development of blood glucose devices 

which allows patients to measure their own blood sugars. The B. G. 

Chemstrip is one method of home blood glucose monitoring. The reagent 

strip has two test areas. One large drop of capillary blood is 

dropped on the strip and wiped off after sixty seconds with cotton. 

After an additional sixty seconds, the colors on the strip are matched 

against the color scale on the bottle. If the colors developed are 

darker than 240 mg./dl., then another sixty seconds is timed before 

comparison with the second color chart, which ranges from 240 to 800 

mg./dl. The B. G. Chemstrip has been found to give a very close 

approximation of blood glucose. Christiansen (1980) noted the 

following errors as being typical: (1) Drop of blood not large enough 

to cover the entire reagent area; (2) Moisture on finger — either 

alcohol or perspiration; and (3) Timing errors. Before home blood 

glucose monitoring, urine tests were used entirely as a basis for 

assessing diabetic control. Aside from the insensitivity of urine 
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tests to blood glucose levels, the tests are a source of many patient 

errors. 

Shenfield (1977) designed a study to find out what proportion 

of patients tested their urine accurately and what mistakes were 

made. One hundred patients (adults) attending clinic were observed 

while they tested known urine glucoses. Only twenty-seven percent of 

these patients reached the correct answer. Errors included were in 

counting drops, failure to wait until the end of the reaction and 

visual problems with the color chart. 

Epstein (1980) conducted a study where children tested three 

urine samples with known sugar content. The urine and water samples 

were already in test tubes. The child only needed to drop the 

clinitest tablet in the tube and compare the color chart. Fifty-three 

percent made errors in judgments. Errors were primarily due to 

difficulty in color discrimination. 

Many physicians monitor their patients on the basis of 

Hemoglobin A-| Component. Levels of Hemoglobin A^C are elevated in 

diabetic patients and useful in long-term management and control. 

The normal range in the non-diabetic population is 6.1 percent to 8.2 

percent. The degree of elevation is considered to be a reflection 

of control over a period of the past four to six weeks (Drash, 1978). 

Although Hemoglobin A-jC is not really a self-management skill that 

children practice, discussion is included here because some children 

may refer to this level as an incentive to keeping in control. 
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Etzwiler (1962) conducted a study to gain some insight into 

what diabetic children know about diabetes. Seventy-four children 

attending a camp for diabetics were given a questionnaire on diabetes. 

Ages of the children were six to seventeen. Etzwiler (1962) concluded 

the following: (1) Knowledge increased with age; (2) There was a 

significant difference between the knowledge of children ages six to 

eleven and that of children twelve and older; and (3) Self-care should 

not be urged upon until children reach twelve or thirteen years of 

age. 

Johnson (1982) also wanted to assess children's knowledge 

level in three areas: (1) General information; (2) Problem solving; 

and (3) Skill. One hundred and fifty-one children, ages six to 

eighteen, and their parents were given the following three knowledge 

assessment tests: (1) Multiple choice questionnaire with thirty-nine 

questions concerning the cause of diabetes, meaning of terminology 

and facts on treatments; (2) A skill to perform -- urine testing and 

insulin injections; and (3) Problem solving questionnaire which was 

multiple choice and described situations that children commonly 

experience. The results showed that the six to eight year olds 

performed poorly and the fifteen to eighteen year olds performed more 

accurately than the nine to eleven year olds. Mothers performed 

better than fathers and girls better than boys. In the injection test, 

serious errors were made. Forty percent of the children made errors 

which included not choosing the correct type of insulin, having air 

bubbles in the insulin, drawing up the incorrect amount of insulin 
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and not giving the complete injection. Eighty percent of the children 

made one or more errors in urine testing. In general, parent's and 

children's knowledge, according to these tests, seemed simplistic and 

lacked sufficient understanding to make accurate management decisions 

(Johnson, 1982). 

To summarize, common self-management skills included urine 

testing, blood sugar determinants, insulin injection and adjustments, 

diabetic reactions, exercise and diet regimen. Procedures and errors 

to look for were outlined for doing a B. G. Chemstrip, urine test and 

insulin injection. Knowledge on what the diabetic child can do was 

limited in the literature. Assessments involving questionnaires showed 

that diabetics know very little about their disease. Knowledge and/or 

ability to perform assessment skills increased as the child got 

older. 

Stages of Cognitive Development 

Piaget's stage theory (Ault, 1977; Piaget, 1969) is one way 

to look at cognitive development. Four major periods of cognitive 

development are identified. The last three stages are considered in 

this study. 

The preoperational period is from ages two to seven. The 

child is egocentric where everything is related to the child's view

point. The distinguishing characteristic of this stage is the 

development of symbolic functioning which is the ability to make one 

thing represent a different thing which is out of sight (Ault, 1977). 
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The acquisition of symbolic functions enables the child to increase 

his capabilities to include some past events. Skill carries over to 

linguistics where the child begins to describe activities of the past. 

The preoperational child begins to learn about the properties of 

classes but he fails to compare parts to wholes in class inclusion 

problems. The reason is that the preoperational child shows 

centration, the focusing of attention on one aspect of a situation; 

and, when decentration is required to reach a solution, the child is 

unable to solve the problem (Ault, 1977). The preoperational child is 

able to focus attention on two different dimensions of a problem 

simultaneously. Thinking is literal and the child associates objects 

representative of concepts (Pontious, 1982). 

The child in the concrete operational stage (ages 7-12) is 

able to understand other viewpoints. Thinking is concrete but includes 

past and future references. The child is able to do class inclusion, 

ordinal relations and conservation tasks due to acquisition of 

negation, reciprocation and identity during this stage. Negation is 

when the child understands that one action negates or reverses the 

other action -- a transformation takes place. Reciprocation attends 

to the multiple features of the end state and the child recognizes 

reciprocal relationships between them. With identity, the child 

realizes when nothing has been added or removed, the number remains 

the same (Ault, 1977). The child in concrete operations masters 

other conservation dimensions such as liquid, quantity, mass and 

length. The child's thinking is still concrete but includes past and 
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future references. The child judges actions by logical effect and 

solves problems by trial and error (Pontious, 1982; Ault, 1977). 

The child in formal operational stage (ages 12-18) can deal 

with several aspects of a problem at a time. The child also thinks 

about possible solutions to a problem rather than what is solely 

actual. The child believes his own beliefs and thoughts are valid 

as objects of inquiry. Hypothetical problems can be solved by 

applying rules and employing scientific reasoning (Ault, 1977). 

Campbell (1975) examined themes evident in children's and 

mothers' definition of illness to provide information on how views 

of illness evolve and change. Two aspects were of particular interest-

patterned similarity and developmental changes. Two hundred and sixty-

four children and mothers were interviewed. Verbal reports constituted 

the data on questions regarding the meaning of illness. Results showed 

that there was evidence of similarity between mother's and children's 

profiles and information given progressed in relation to cognitive 

abilities similar to Piaget's cognitive findings. 

Perrin's (1981) study was designed to find out how children 

come to understand the processes of causation, prevention and treat

ment of illness. Children from kindergarten to eighth grade were 

asked a series of standardized questions about illness. Responses 

were scaled according to Piaget's framework (Perrin, 1981). Results 

showed a consistent, systematic progression in their understanding of 

illness-related concepts with age. Kindergarten children understood 

illness as being magical and/or a consequence of broken rules. Fourth 



27 

grade children believed all illness to be caused from germs whose very 

presence is enough to make a child sick. Twelve to thirteen year olds 

began to understand multiple causes of illness. 

Simeonsson (1979) studied sixty children in three age 

groups -- five, seven and nine. Each child was given a number of 

tasks to assess his conservation skills and his conceptions of illness 

and health. Results showed that conceptions of illness causality 

progressed along the following developmental route: (1) Global and 

undifferentiated -- magical or superstital; (2) Attributed health and 

illness to a variety of specific acts and/or events; and (3) General

ized relative notions in the phenomena of illness and health 

(Simeonsson, 1979). This study provided general support for the 

commonality of cognitive development across a range of the phenomena 

examined. 

Components of cognitive development have been discussed for 

the preoperational, concrete operational and formal operational periods. 

Several studies were reviewed on health and illness. All studies 

supported the idea that the child's knowledge and experiences expanded 

with increased cognitive development. 

Summary 

The review of literature covered the culture of childhood and 

the child's eye view, self-management of diabetes and stages of 

cognitive development. The literature showed that it is possible to 

find out what the child knows by interviewing the child and that 



28 

there is a distinct culture of children. Cognitive development played 

an important part on how the child perceived his experiences. 



CHAPTER III 

METHODOLOGY 

The methodological information presented in this chapter was 

designed in response to exploratory research questions. The research 

design, protection of human rights, sample, data collection and 

analysis of data are included. 

Research Design 

Little scientific knowledge was present in existing literature 

to guide the investigator's study -- What self-management skills do 

children with diabetes of different cognitive stages practice? What 

cultural knowledge directs their behavior? Therefore, an exploratory 

research design was utilized. The purpose of an exploratory design is 

to answer questions where no previous definitive relationships are 

available. Familiarity with the phenomena is increased enabling the 

researcher to begin with informant-expressed needs and then develop 

research projects relative to these topics (Pol it, 1978; Spradley, 

1979). 

One type of exploratory design is the ethnographic interview. 

Spradley (1979) has developed a detailed protocol to guide the 

investigator. The goal of an ethnography is to "grasp the native's 

point of view, his relation to life and to realize his vision of his 

world" (Spradley, 1979:3). 

29 
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A series of interviews took place where the researcher asked 

questions to obtain responses relative to the research question. 

The data were analyzed according to Spradley's (1979) protocol 

resulting in taxonomies and cultural themes. 

Protection of Human Rights 

This exploratory study, utilizing the ethnographic interview, 

follows the research guidelines to protect human subjects set up by 

the University of Arizona (Appendix A). In order to protect the 

rights of the subjects, the purpose of the study and method of data 

collection including what was involved with interviews were explained 

to the informants and their parents. The need to use a tape-recorder 

was also explained. Informants were told that the information would 

be confidential and that their identity would remain anonymous. A 

disclaimer statement (Appendix B) was given to the child and parent 

to confirm their participation in the study. Reports of the completed 

study were sent to the family upon their request. 

Sample 

Informants for the research were six children who were 

recommended to the investigator by local physicians. Informants 

were initially contacted by a phone call and given a brief explanation 

of the study. An appointment was made for further contact. 

Spradley (1979) identified the following five criteria for 

the selection of an informant: 
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1. Thorough enculturation; 

2. Current involvement; 

3. Unfamiliar cultural scene; 

4. Adequate time; and 

5. Non-analytic. 

In addition to Spradley's {1979) criteria, the following guidelines 

were set up by the investigator: 

1. Informants were willing to participate in the study; 

2. Informants were willing to be tape-recorded; 

3. Informants of three separate age and cognitive groups 
(Piaget, 1969) listed below. Two children in each of 
following groups were interviewed: 

a. Preoperational: Ages 2-7; 
b. Concrete: Ages 7-12; 
c. Formal: Ages 12-18; 

4. Informants had been diagnosed with diabetes niellitus; 

5. Informants had been on insulin injections for at least 
one month; 

6. Informants were managed at home on B. G. Chemstrips and 
urine two-drop clinitests; 

7. Informants had no secondary illness or pathology; and 

8. Informants were able to talk about their diabetes. 

Data Collection 

People everywhere learn their culture from other people -- they 

observe others, listen to others and make inferences. The investi

gator, utilizing the ethnographic interview, employed this same process 

of going beyond what is seen and heard to infer what people know 
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(Spradley, 1979). According to Spradley (1979), ethnographers make 

these cultural inferences from the following three sources: (1) What 

people say; (2) The way people act; and (3) Artifacts people use. 

Interviews were tape-recorded and field notes were made at each visit 

including moods, activity levels, actions and artifacts used by 

diabetics. Field notes also included the researcher's experiences 

and reactions to informants. The importance of field notes is in 

making an introspective record of the study. Personal biases and 

feelings are described to explore their influence on qualitative 

research (Spradley, 1979). 

The interviews were successive in the homes of the informants. 

There were three to four interviews per informant depending on how 

easily the informant could verbalize their experiences and answer the 

investigator's questions. The time was mutually set up between the 

parent, child and researcher. 

Each interview included the three elements that are considered 

most important by Spradley (1979) which are explicit purpose, 

ethnographic explanations and ethnographic questions. Explicit 

purpose was present by letting the child know that the talking was 

going somewhere or that there was purpose and direction. The investi

gator guided the interview. 

Ethnographic explanations included details on the project, 

purpose of tape-recording and explanations required for children to 

perform tasks. Verification questions regarding native-language terms 

and explanations of different types of questions were also used. 
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Three types of ethnographic questions were concurrently used 

in the interviews. Examples given were sometimes reworded for under

standing by younger children. Descriptive questions were the simplest 

and broadest questions. One type of descriptive question was the 

grand-tour question which was asked to elicit information. Some 

examples of grand-tour questions follow: 

1. "Tell me what you do to care for your diabetes during 
the day?" 

2. "Tell me how you think insulin works." 

Descriptive questions can get more specific eliciting information about 

smaller details by asking for examples, experiences or explanations. 

Task-related grand tour questions, where the informant was asked to 

perform some simple tasks, were also used in this study. 

Structural questions were utilized to discover information 

about domains, the basic units in an informant's cultural knowledge 

(Spradley, 1979). Two examples of structural questions are the 

following: 

1. "What are all the different kinds of urine tests?" 

2. "What are all the steps in doing a Chemstrip?" 

Lastly, contrast questions distinguished objects and events 

and the investigator attempts to exemplify relationships. Some 

examples are as follows: 

1. "Are the clinitest and acetest all the kinds of urine 
tests?" 

2. "Thinking of injections, Ohemstrips and urine tests — 
which is the easiest? Hardest? Worst? Most desirable?" 
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All types of questions were asked in each interview but the 

emphasis did change. The first interview was a good time to get 

acquainted and ask primarily descriptive and grand tour questions. 

The second interview employed fewer descriptive questions 

and more structural and contrast questions. During this interview, 

task-related grand tour questions were explained. The children were 

asked to perform three simple tasks used routinely in managing 

diabetes — the B. G. Chemstrip on the investigator, two-drop Clinitest 

urine test and to draw up their insulin dosage. Informants were asked 

to explain what they were doing and appropriate guiding questions were 

asked by the investigator. The reason for using these questions was 

twofold. The investigator wanted to know what children of different 

age and cognitive stages could actually do and also to grasp their 

point of view and attempt to become aware of how they conceptualize 

these tests. Notes were taken during these procedures. 

The last interview consisted primarily of contrast questions 

to help form attributes and to show the overall relationships between 

data. Validation of information and relationships was completed. 

Discovery of cultural themes was done from completed taxonomical 

data. 

Interviews were transcribed from the tape-recordings by 

listening to the tapes many times and transcribing appropriate parts 

of an interview. Care was taken to mark all verbatim phrases. Coding 

was designed for children's names and age/cognitive stage to 

facilitate data analysis. 
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Data Analysis 

Ethnographic data analysis is clearly outlined by Spradley 

(1979) and included domain, taxonomic and theme analysis. Ethno

graphic analysis is a search for parts of a culture and their 

relationships as conceptualized by informants. These relationships 

formulate hypotheses which are tested by checking what informants 

know (Spradley, 1979). 

The first step was domain analysis. The researcher searched 

for the larger, most basic units of cultural knowledge called domains 

or cover terms. This was done by listening to the tapes and trans

cribing applicable parts. Examples of domains of meaning in this 

study were "characteristics of diabetes," "diabetic management skills 

done during a twenty four hour period" and "stages in doing some 

diabetic management skills." A search was then conducted for member 

terms resulting in categories of similarity for each domain of meaning. 

Cover terms .and member terms are connected by a semantic relationship--

the most widely used semantic relationship being inclusion, attribution 

or sequence. For example, insulin shots, urine tests and blood tests 

are some member terms for management skills done during a twenty-four 

hour period. 

The structure of taxonomies was the second type of data 

analysis. A search for the internal structure of domains was done 

and led to identifying subsets as well as the relationships between 

them. An example can be illustrated with "feelings you have when 

you're diabetic." "Feelings," "feelings about my life," "changes in 



36 

feelings" and "feelings with low blood sugar and with high blood 

sugar" were the types of feelings alluded to by the formal cognitive 

group. Further categorization of feelings resulted in "fear," 

"anger," "dislike," "mad," "guilt" and "dream." Pictorial models 

were developed at this point. Taxonomical analysis was based on a 

single semantic relationship. 

Domain and taxonomical analysis were done after the first 

interview. Structural questions were formulated to verify taxonomic 

relationships and elicit new terms. Then it was possible to construct 

a completed taxonomy. 

The next step involved searching for larger units of thought or 

cultural themes. The concept of cultural themes was first introduced 

by Morris Opler who proposed that "we could better understand the 

general pattern of a culture by identifying recurrent themes" 

{Spradley, 1979:186). Themes do not need to apply to every symbolic 

system of a culture. They may be restricted to only two or three 

domains. 

The data in this study were analyzed separately for each 

cognitive stage so that taxonomical information could be utilized in 

further studies. Similarities and differences in taxonomical data 

and cultural themes of the various groups were examined. 

Summary 

Three to four interviews were conducted with diabetic 

children of three different age and cognitive stages. Descriptive, 
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structural and contrast questions were asked to elicit information 

regarding understanding of diabetic skills and management, what they 

can or cannot do and what they want help with. Taxonomies of data 

were constructed and broader cultural themes uncovered. 



CHAPTER IV 

PRESENTATION AND ANALYSIS OF DATA 

The data collected arid analyzed in this chapter were from 

ethnographic interviews (Spradley, 1979) with diabetic children of three 

cognitive age groups. The following topics are included: researcher-

informant experiences, informants, ethnographic data and cultural themes. 

Researcher-Informant Experiences 

Selection of informants began with a referral by a pediatric 

endocrinologist or pediatrician. An initial phone call was made to a 

parent where the study and the child's role were explained. A meeting 

with the informant was arranged after parental permission was obtained. 

Interviews were conducted in the informant's home and the time and place 

in the home were decided by the child and parent. The objectives of 

the first visit were to establish rapport with the informant and obtain 

the child's permission to participate. Developing rapport was facilitated 

by talking about school, the family and diabetes or by playing a game or 

having the child show the researcher a favorite toy or collection. One 

child was eager to show her doll collection and another her pig collection. 

A disclaimer (Appendix B) was read and explained to each informant. 

Children were also informed of the purposes of subsequent interviews and, 

therefore, less time was generally needed in future visits to become 

comfortable with interviewing. The need for using a tape-recorder was 
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explained and all of the informants needed time to listen and talk on 

the tape. Most of the children wanted to listen to part of the tape 

after each interview. 

The first interview consisted of primarily descriptive 

questions. Informants were asked grand tour questions such as: "Tell 

me what you think diabetes is;" "Tell me what you do to care for your 

diabetes during the day;" "Tell me how you think insulin works;" and, 

"What kinds of advice would you give to a new diabetic?" More descrip

tive questions were also used to draw out details. Information from the 

first interview was analyzed for domains of meaning which were used in 

generating structural questions. 

The second interview was generally a week after the first. 

Descriptive and structural questions were asked to elicit more infor

mation for each domain of meaning. Verbal validation of the information 

received started at this time when the researcher would start a question 

by saying "Last week, you told me..." and asking if the information given 

was true and if the informant could think of anything more. The infor

mants were very candid in remembering what they told the researcher and 

would often finish the sentence or shake their heads while the question 

was being asked. A few times the researcher felt silly repeating some 

things that children had said. The children, however, responded by 

validating the information very genuinely. Task-related grand tour 

questions were done at the end of the second interview when the infor

mants performed a Chemstrip blood glucose test, urine tests and drew up 

their insulin dosage in a syringe. Informants explained what they were 
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doing and what they knew about the test. Information from the second 

interviews was filled into the domains of meaning and taxonomies were 

developed. 

The last interview consisted of contrast questions such as 

"Tell me if you think these statements are good things about diabetes, 

bad things about diabetes or something that describes what diabetes is," 

or "Tell me how these feelings are alike or different". Validation con

tinued by asking informants to make additions or deletions to items 

listed in taxonomies when read to them. Contrast questions and valida

tion allow the researcher to categorize data further to include overall 

relationships between data. Complete taxonomies were then constructed 

and analyzed for cultural themes. 

The informants were generally very responsive to interviewing. 

However, a few times problems arose during the process. Use of a tape-

recorder during the interviews did not pose a problem as long as the 

child was allowed time to play with it for a short time. The children 

also enjoyed turning the recorder on and off and learning how to operate 

it. The children did not appear self-conscious because of the recorder. 

One child, though, wanted to listen to the entire tape after each inter

view, which would mean staying at the informant's house for an additional 

30-60 minutes. The mother helped resolve the problem by letting the 

child tape-record the interview on their tape-recorder so the child 

could have her own tape. 

The researcher had some difficulty getting to an informant's 

house at specified times. Most informants preferred afternoon visits 
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and the researcher worked until approximately 3:30 PM which produced 

some stress on the part of the researcher to be sure to get off work on 

time to get to the house. Informant's houses were scattered throughout 

the city and traffic patterns were unpredictable. Giving the inform

ants a time range rather than a specific time for the visit eliminated 

this type of stress. 

The informant's moods and behavior varied sometimes. One 

child was having a very difficult time sitting still and concentrating 

and kept saying she was hungry. The visit was before dinner. The 

mother did a blood test on her and her blood glucose was only 40. The 

informant had a glass of orange juice and was able to sit down and 

finish the interview. Another informant seemed particularly listless 

when compared to previous visits. She wanted to show me how she did a 

chemstrip which ended up being 400. She remarked that was probably why 

she had no energy. 

Informants 

The informants were six girls who had been diagnosed with 

diabetes mellitus and had been home on insulin injections for at least 

one month. Two of the children were six years old and within Piaget's 

(1969) preoperational cognitive stage. Two children were ten and the 

last two children were fourteen, in Piaget's concrete and formal cognitive 

groups respectively. Informants will be presented using fictitious names 

to protect their identity. 
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Heather 

Heather is a six year old diabetic who was diagnosed when she 

was twenty-one months of age. She was in first grade and was having no 

major problems at school. All she did at school for her diabetes was to 

eat a snack and play real hard. Heather's family was very active with 

the Diabetes Association and Heather had ridden her bike in a support 

ride and donated a lot of money to the association. 

Heather's mother did most of the diabetic care including insulin 

injections, testing and diet. Heather appeared content that her mother 

did her care but stated she would like to learn her shots so she could go 

on overnighters. Heather knew it was important to play and said she was 

very good at it. She could think of nothing that was bad about diabetes 

and even said "that being the only one in school with diabetes was good". 

Heather had few experiences with reactions and her mother said she was 

in good control. Diabetes had posed few changes in Heather's life since 

she had been so young when diagnosed. 

Heather was a good informant and talked with appropriate 

inflections in her voice. She was able to sit and talk without distrac

tions. Her answers to questions were generally short and she would let 

the researcher know when she was finished by saying "I really have told 

you everything I know." 

Any 

Amy is a six year old girl who has had diabetes for one and a 

half years. She said, "diabetes is when your pancreas doesn't work any

more". She stated she started going to the bathroom more and felt tired 
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so her mother took her to the doctor. According to Amy, the whole family 

was very surprised when her doctor told them she had diabetes. 

Aniy's family read a lot about diabetes and knew a lot about 

physiology and management. Amy was able to tell the researcher what each 

test was for and could talk about her low sugar reactions. Amy said she 

got them if she played real hard and sometimes when she woke up and felt 

grouchy, she would have a reaction a few minutes later. Amy knew what 

the results of tests meant. She said, "If my fingerprick is 240 or 400, 

I go outside and play and exercise". Good things about diabetes were 

being able to have orange juice because other kids said "lucky". She 

kept orange juice in the classroom at school and she made decisions as to 

when she needed some. If she was outside playing and felt weak, Amy was 

able to go inside by herself and get some orange juice and this made her 

feel important. Bad things about diabetes for Arr\y were having to eat at 

special times and blood tests which she called "fingerpricks". 

Amy's mother did most of Amy's care but Amy did help occasional

ly. She would get her finger ready for the blood test by wiping it with 

alcohol and would wipe the Chemstrip with cotton after a minute. Amy 

also liked to match the colors. Amy fixed her own snacks of cheese or 

peanut butter with crackers and sometimes fruit. 

An\y had a hard time with interviewing. She would leave the room 

at first or say she couldn't do it but after five minutes she would sit 

at the table and say she was ready. Amy would get side-tracked when 

talking and would not talk about diabetes again until she was ready. Amy, 

however, provided the researcher with a lot of information. Amy's over

all feeling about diabetes was "sometimes I want it and sometime's I don't." 
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Kelly 

Kelly is a ten year old girl who was diagnosed with diabetes 

ten months prior to interviewing. Kelly was very independent and said 

that few people helped her with her care. She gave her own shots and 

did her tests. Her mother helped by cooking meals for her, reminding 

her to check herself and by telling her when she'd had too much food 

or not to eat certain foods. Kelly stated there was "nothing good 

about diabetes" and bad things included having "shots, doing blood 

tests because they were boring". Kelly was able to do the selected 

tasks and was able to verbalize what test results meant. For example, 

blood tests were done "to see if her sugar is high or low and 80-120 

was the best". 

Kelly wanted to spend as little time with her diabetes as 

possible. Kelly gave her shot, did her tests and ate what was good for 

her and then went about her normal day which included a lot of play 

which was "fun and helps to lower blood sugar". The above attitude came 

across when communicating with Kelly about her diabetes. She would 

answer the question and say "that's all I have to do and then I can go 

play" or "That's all there is to it". Kelly had few reactions and had 

not been real sick when diagnosed. Her sugar had been relatively low 

even then. She had never had high blood sugar which she attributed to 

playing so much. Kelly had only had "low sugar" twice and that was 

when she exercised too hard. "Low sugar" was easy to take care of and 

she would "eat something with sugar". Kelly stated she didn't have any 

feelings about diabetes. 
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Lisa 

Lisa is a ten year old diabetic. She had had diabetes since 

she was four years old. Lisa was glad so many people wanted to help 

her. Family, God, health and school personnel, the Diabetes Association 

and scientists helped her. Lisa's dad was active in helping her. He 

gave her shot in the morning and did her blood test. Lisa helped with 

everything. Lisa described her typical morning as follows: "First of 

all my Dad comes into n\y room and wakes me up and tells me to take my 

urine tests. So, I take my test and tell him what it is and either I 

write it down on the chart or he does. Then we've just started doing the 

blood test. Next I give him my alcohol swab, cotton and one syringe and 

he fixes my shot. I get my shot and then he kisses me on my forehead." 

Lisa had a lot of hobbies and was active in sports. She was 

glad her doctor and parents signed her up for sports and girl scouts. 

Lisa described diabetes as "something you get like chicken pox 

but that goes away - sort of like a disease". Lisa often commented that 

she was proud to be a diabetic and stated that good things about diabetes 

were "not eating junk food or too much sugar". Lisa talked a lot about 

what scientists were doing to help diabetes and thought that was very 

good. Lisa also talked about how some people were not nice to deal with. 

For example, if someone said "Ha, Ha. You've got diabetes", one should 

"ignore them and remember you're proud to be diabetic". Lisa talked 

about reactions and differentiated the two kinds — high and low blood 

sugar distinctly for the researcher. She stated, "In the end, basically 

with high sugar you feel shaky but not active and with low sugar you feel 
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shaky and active. My face turns red with high sugar and is very pale with 

low sugar." When Lisa has a reaction, she often asks people if her face 

is pale or red. 

Lisa communicated easily and thoroughly. She was a pleasure to 

interview. Lisa validated and made additions or deletions to the research

er's statements. 

Linda 

Linda is a fourteen year old diabetic who was diagnosed four 

months prior to the interviewing. Linda was also diagnosed early before 

her blood sugar was high. She has never had a blood sugar higher than 

300. Her experiences with low blood sugar were "feeling shaky" and like 

she would "black out". Linda took sugar cubes for these reactions. 

Linda felt that diabetes was a "condition" and not an illness. Linda 

did all of her care and tests. She stated, "I wouldn't dare let anyone 

else give my shots", and then added, "Well, maybe, the nurse". Other 

people were helpful by being considerate and supportive to her, keeping 

her from cheating, helping her to plan a few splurges into her diet and 

talking to her about emotions and feelings. The Diabetes Association 

was particularly helpful in dealing with emotions. Linda had also 

realized through the support group that diabetics looked and acted normal 

which made her feel good. Other good things about diabetes were that she 

could still do things that she used to and that scientists would probably 

have a cure for it. Bad things about diabetes for Linda were related to 

the amount of time and planning required. She talked about her morning 

preparing her snack for school, snack for after school because she never 
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knew what she'd be doing after school. Linda also spoke about going 

overnight and the amount of extra things she had to bring with her. 

Linda commented that people were sometimes scared to have her over

night because of their fear of something happening. Linda also spoke 

of dreams - "I have dreams that insulin might build up in my pancreas 

and that it will start to work again". 

Roberta 

Roberta was diagnosed with diabetes a year ago. She is now 

fourteen years of age. Roberta communicated eagerly about diabetes 

including past and future aspects and feelings. Roberta stated that 

diabetes was "something you pass on like a ring or piece of jewelry". 

She thought that insulin acted "like lots of tiny hammers that pound 

the sugar down to your urine". Roberta also said that "insulin allowed 

the glucose to enter the cells and give out energy". 

One of the good things about diabetes was drinking diet soda. 

If she went to a party and there was diet stuff, everything would be 

fine. Roberta enjoyed having diet soda instead of milk at school 

lunches. Roberta would get angry and mad if no diet food was available 

when she went out. 

Roberta experienced high and low blood sugar reactions. She 

was able to verbalize what she did for both and even mentioned that 

she would give herself 1-2 units of Regular insulin if her sugar was 

higher than 400. Roberta expressed the need for obtaining a second 

opinion. She basically knows what to do but feels better if she has the 

reinforcement. 
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Roberta verbalized a lot of advice for other diabetics. She 

said that "people generally feel diabetes is easy" and that a "new 

diabetic should not be fooled because it is not". She added, "You will 

get used to it". Roberta felt her best advice was "You know the best 

about you and how you feel. Doctors and parents know more about 

diabetes. So, its important to listen to both". 

Ethnographic Data 

Taxonomies were developed at the completion of interviewing 

six diabetic girls. Taxonomies were developed for each of the three 

cognitive age groups studied so that one can examine separately what 

children can do and what cultural knowledge guides their behavior. The 

following nine domains of meaning were the basis for taxonomies of all 

groups: 

1. "Characteristics of diabetes"; 

2. "Diabetic management skills done during a 24-hour 
period"; 

3. "Characteristics of some diabetic management skills"; 

4. "Equipment needed for some diabetic management skills"; 

5. "Stages in doing some diabetic management skills"; 

6. "Things important people do for diabetics"; 

7. "Advice to other diabetics"; 

8. "Preferred changes in diabetic management"; and 

9. "Feelings you have when you're diabetic". 
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Preoperational Cognitive Age Group 

Taxonomies for the preoperational age group will be discussed 

first. Both girls in this group were six years old. 

Domains of Meaning in Characteristics of Diabetes 

Informants were asked what diabetes is and to tell the researcher 

the good and bad things about diabetes. The statements were validated 

and contrasted as descriptive, good or bad characteristics of diabetes. 

Informants described diabetes as "pancreas doesn't make any more 

insulin" or "pancreas doesn't work anymore". One informant stated, 

"Everybody else has to give your insulin now", "when I got diabetes, I 

started going to the bathroom more", and "it means I can't have sugar 

now". The other child stated, "diabetes can lead to death or you can 

become blind". "Diabetes means you have reactions" was also relayed. 

Several examples of good characteristics of diabetes were given 

in the interviews. "Exercise", "taking orange juice for low blood 

sugar because the other kids said "lucky", the fact that "other kids 

don't mind I have it" and "nobody else has it in the school" were all 

good things. One child also talked about how she went with her mother 

to visit other children in the hospital and how they "help other children 

with diabetes. 

One informant said there was "nothing" bad about diabetes. The 

other child mentioned that "a lot of sugar is bad", "having to have blood 

tests" and "having to eat at special times" were bad characteristics of 

diabetes. 
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Figure 2. Domains of Meaning in Characteristics of Diabetes 

Preoperational Age Group 
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Domains of Meaning in Diabetic Management Skills 
Done During a 24-Hour Period 

Management skills that were mentioned by informants of this 

age were insulin shots, blood tests, taking care of high blood sugar, 

urine tests, taking care of low blood sugar, eating and playing. When 

asked about insulin shots, both informants said, "Mom gives it to me" 

and "I don't help with my shot". Shots were given "every morning" or 

in the morning". 

Blood tests were done in the homes of both informants saying 

"my mom does them". The tests were done "when I have a reaction" or 

"once in awhile" by one informant and in the "morning and before dinner" 

by the other child. One child referred to blood tests as "fingerpricks". 

Blood tests were done "in the fingers" and one could "use any finger". 

One informant said she had to do the tests because she was "testing for 

blood" and "testing blood sugar" was mentioned by the other child. One 

child said she sometimes helped her mother because she would "let iry mom 

know when I need one", "wipe my finger with alcohol", "wipe the strip", 

and "look at the colors". The same informant said if the results were 

low, she would "get something to eat" and if "240-400, play and exercise". 

The children were not able to verbalize very much about taking 

care of high blood sugar. "Exercise", "play hard" and "my Mom calls the 

doctor" were ways high blood sugar were taken care of. 

Urine tests were done "every once in awhile", "not often" or 

"if I'm sick". Both girls said "my Mom does them". 
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The informants needed to take care of low blood sugar "if I 

swim a lot", "if I don't eat enough", "if I play real hard", "sometimes 

at school" and "sometimes when I wake up". The girls would "take a blood 

test", "have lifesavers or fruit", or "take orange juice" for low sugar 

reactions. One informant said she would "ask the teacher for O.J." which 

is kept in the classroom but if she was outside she could just "go in to 

class and get O.J." by herself. 

Eating was mentioned as something done for their diabetes daily. 

Both informants mentioned eating three meals a day - "breakfast, lunch 

and dinner" and snacks "before bed and after school" by one child and in 

the "middle of morning at school" and "after school" by the other child. 

Kinds of food eaten for snacks were "fruits instead of candy", "raisins", 

"juice", "peanut butter and crackers". Both girls said "My Mom tells me 

what to eat" but one informant said "I make some of my snacks like fruit". 

Playing was repeatedly interjected into conversations about 

management skills. The informants played in "P.E.", in the "morning",, 

"after dinner", "before school", at the "break at school", "at lunch 

time" and "after school". Many kinds of play were done by the girls such 

as "running alot", "playing on the bars outside", "games", "kicking the 

ball", "jump rope", playing on the "swing set". The girls both said 

they knew that play was good for their diabetes and the reasons given 

were "cause it helps", "it's good for me" and "it keeps me from having 

high blood sugar". 
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Domains of Meaning in Characteristics of Some 
Diabetic Management Skills 

The informants were asked to do a blood glucose Chemstrip blood 

test, urine tests and draw up their insulin dosage. The researcher 

encouraged the children to tell everything possible about these selected 

tasks. This taxonomy included the information given on insulin therapy, 

urine tests and blood tests. 

Insulin therapy was contrasted by the informants as "insulin as 

a shot" or "insulin as medicine". "Helps me", "have to have them", "get 

it every morning", "have to eat after I get it", "controls me", "get it 

to help my body", "makes sure my body will stay alive", "die if I didn't 

get it for days", "get sick without it" and "don't know what would happen 

if I didn't get it" all described insulin as a shot. Insulin as medicine 

"comes from a pig" and diabetics "have to have it". The informants were 

asked what insulin does and where it goes. Responses given were "don't 

know what it is", it "takes care of me", it "helps me digest my food", 

"it gives me energy" and it goes "into my body" or "to iny body every

where. 

A urine test for sugar or the Clinitest and test for ketones 

were the two types of urine tests that diabetics do at home. The 

Clinitest or test for sugar was reported as something "I don't do often" 

or "do when I'm sick". Informants related "don't know why we do them" 

and "don't know what the tests mean". Narrations about ketones included 

"throw up when you have them", "testing for ketones", "don't want it to 

be purple", "don't know what we do with them", and "if it turns purple, 

you have them". 
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Blood tests were done daily in the care of the informants; and 

consequently, the girls were able to relate more information. One 

diabetic said "don't know why I get them" and the other girl stated 

"to see if I have low, high or right sugar". The results of the test 

were described as "80 means your blood is 80 — it's good", "20-40-60-

240-800 are all bad", "20-40 means sugar is low" and "240 or 400 means 

sugar is high". 

Domains of Meaning in Equipment Needed for 
Some Diabetic Management Skills 

Informants were given an array of diabetic supplies and asked 

to pick out what supplies would be needed for a particular task. The 

informants were also encouraged to tell the researcher if other items 

were used. "Ketone" and "Clinitest" tablets, "dropper", "test tube", 

"watch", "water", "charts", "kit", and "urine" were supplies needed for 

urine tests. Items needed for a blood test included "a poker" which 

could be an "autoclix", "needle" or a "pensticker". "Alcohol", "cotton-

ball", "watch" and a "chemstrip" were also needed. In order to draw 

up insulin, informants used a "syringe", "insulin" and an "alcohol 

swab". 

Domains of Meaning in Stages in Doing Some Diabetic 
Management Skills 

Informants drew up insulin, did a B.G. Chemstrip blood test and 

performed urine tests. This taxonomy is a report of what the informants 

did during the procedures. 
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The informants did not do their insulin shots but were still able 

to do quite a bit. "Turn the bottle upside down so the fluid reaches the 

needle", "put the needle in", "get the bubbles out by hitting the syringe", 

"draw insulin up" and put the "cap back on but not real tight" were 

stages recognized by these girls in drawing up insulin. 

The first step in doing a blood test was to "wash" which in

cluded washing "hands" and then "put alcohol on finger" or wash "side of 

finger with alcohol". "Poke your finger" was next and included the 

following steps: (1) "Load the autoclix", which the informants needed 

help with; (2) "Can't do the poking", where the girls could not poke the 

researcher's finger; and (3) "Poke yourself only when your finger is dry". 

The informant next reported "get a Chemstrip" but "I need help to open 

the bottle", "need a big drop of blood", and "turn finger over so blood 

goes on strip". The blood was now on the Chemstrip and the informants 

needed to "wait". One girl said you needed to "wait awhile" and the 

other girl said you wait "a minute" and then "another minute". To 

complete the test, one needed to "wipe the blood off with cotton" and 

"check it with the bottle". 

Urine tests were done separately. The first test was "the sugar" 

or Clinitest. The steps in doing a urine test for sugar was narrated as 

follows: "Need help to open the cap", "rinse the dropper under faucet", 

"put two drops of pee in tube", "drop pill in", "watch it fizz up", "take 

care because it turns hot", "watch it turn colors" and"dump it in the 

sink." The test for the ketones was completed when the informant would 

"put the pill on a paper or tissue", "put a drop of pee on it", "see if 
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it turns purple", "hope it doesn't turn purple", and "throw it away in 

the tissue". 

Domains of Meaning in Things Important People 
Do for Diabetics 

The informants were asked about important people in helping them 

with their diabetes. This information was then separated into a table 

where the people who had been mentioned as important were listed on the 

top and the helping items listed below. The informants then told the 

researcher who was helpful to them for each item. This information is 

provided in this taxonomy. 

Mothers were found to be very helpful to the young diabetic. 

Mother was portrayed as people who "gives my shot", "cooks for me", 

"gives me pink fluid for reactions", "takes care of me", "does urine 

tests for me", "tells me what to eat", "takes me for bike rides", "does 

my blood tests", "talks to me about diabetes", "lets me lie down", 

"tells me how much insulin I need", "plays with me", "helps me when I'm 

sick", "takes my temperature", "gives me O.J. if I don't have any" and 

"explains what diabetes is". 

Fathers were also helpful to diabetics but both informants stated 

that their fathers did the care less often. The following helpful 

references were made ahout fathers: "Gives my shot", "cooks for me", 

"takes me places", "is nice to me", takes care of me", "tells me what 

to eat", "takes me for bike rides", "does my blood tests", "talks to me 

about diabetes", "lets me lie down", "plays with me", "helps me when I'm 

sick", "gives me O.J. if I don't have any" and "explains what diabetes 

is". 



Family arid friends were helpful to the informants. Family 

included brothers and sisters as well as aunts, uncles and grandparents. 

Family was depicted as being helpful as follows: "Gives my shot", "takes 

me places", "is nice to me", "takes me for bike rides and plays with me". 

"Cooks for me", "takes me places", "is nice to me", "takes me for bike 

rides" and "plays with me" are ways that friends were helpful to the 

informants. 

Teachers were helpful to the informants. The teacher was help

ful to the informants and all the girls appeared to have good relation

ships with the teacher. The teacher was portrayed as one who is "nice 

to me", "talks to me about diabetes", "lets me lie down", "gives me 

O.J. if I don't have any", and "explains what diabetes is". 

Both informants recounted many visits to the school nurse. She 

was helpful for the following reasons: "Is nice to me", "gives me 

pink fluid for reactions", "tells me what to eat", "let's me lie down", 

"weighs me", "helps me when I'm sick", "takes my temperature" and "gives 

me O.J. if I don't have any". 

The office nurse was related as the nurse at their doctor's office. 

Portrayed of the office nurse was "is nice to me", "weighs me", "takes 

riy temperature" and that "they really didn't know what the office nurse 

does". 

Both informants could report on time spent in the hospital. The 

hospital nurse was seen as one who "gives my shot", "cooks for me", "is 

nice to me", "takes care of me", "tells me what to eat", "does my blood 

tests", "talks to me about diabetes", "weighs me", "gives me check-ups", 
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"takes my temperature", "explains what diabetes is", and "gives me 

advice on diabetes". 

The doctor is a person who gives iny shot", "is nice to me", 

"tells me what to eat" and "tells me how much insulin I need". "Weighs 

me", "gives me check-ups", "takes my temperature", "explains what 

diabetes is", and "gives me advice on diabetes" were characteristics 

of how doctors helped the diabetic. These informants also stated "they 

don't know what doctors really do". 

Dieticians were mentioned as someone the informants saw in the 

hospital. "The dietician was nice to me" but the girls "don't know 

what they really do". 

Informants made references to the Diabetes Association frequently. 

"Takes me to places", "nice to me", "explains what diabetes is" and 

"gives me advice on diabetes" are depicted ways of being helped through 

the Diabetes Association. 

Domains of Meaning in Advice to 
Other Diabetics 

The informants were asked what they would tell a girl who just 

found out she has diabetes in the hospital about diabetes. The informa

tion given was contrasted as advice when one should be serious, have fun, 

do by yourself or have someone help. "Manage your diet", "don't eat 

sugar", "get shots", "watch out for diabetes", "take insulin shots", 

and test blood" was knowledge given to a new diabetic where one should 

be serious. "Play" was advice given and one could have fun too. "Run 

a lot", "play with your family", and "take care of diabetes" was 
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Figure 7. Domains of Meaning in Things Important People do for Diabetics 

Preoperational Age 
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information given where the diabetic could move and do it by yourself. 

"Talk to family" and "eat fruits" was advice that was further contrasted 

as things to do by yourself but don't move. Sometimes the diabetic 

needed to have someone help them and the new diabetic should do this as 

"get insulin shots" and "eat right foods". 

Domains of Meaning in Preferred Changes 
in Diabetic Management 

The informants were asked the following descriptive questions: 

(1) "Tell me what would like other people to do for you"; and (2) "Is 

there anything you would like to do or learn that you don't know now?" 

One informant said there was "nothing" she would like to do or learn. 

The other informant expressed interest in "eating more" and "learning 

my shot". The same girl definitely did "not want to do her blood tests". 

She expressed interest in learning her shot so she could go on over-

nighters (Heather, 6). 

Domains of Meaning in Feelings You 
Have When Your Diabetic 

Feelings expressed by the informants were contrasted into feel

ings, feeling with high blood sugar and feelings with low blood sugar. 

Feelings about diabetes expressed by the informants were "it isn't fun", 

"between happy, sad and glad", "don't like the diabetes" and "sometimes 

I want it and sometimes I don't". 

The informants.had little experience with high blood sugar. 

One girl stated "I never feel anything" and the other girl said "I feel 

like throwing up". 
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"Seem dizzy", "sleepy", "shaky", "scared" were expressions 

related to reactions due to low blood sugar. One informant also said 

she would "wake up grouchy", get up and do a few things and then a 

little "later feel shaky and dizzy". 

Concrete Cognitive Age Group 

Taxonomies will be presented for the concrete cognitive age 

group. Two diabetic girls were interviewed to accumulate this data. 

The informants were ten years of age. 

Domains of Meaning in Characteristics 
of Diabetes 

The data presented in this taxonomy were collected from des

criptive questions regarding what diabetes is and what is good and bad 

about diabetes. Three categories of information were derived — des

criptive, good and bad characteristics of diabetes. 

Descriptions of diabetes included "disease when insulin is 

missing", "get sick if you don't have insulin", "sort of like a disease", 

"not really an allergy", "something you get like chicken pox but that 

goes away", "can't have as much sugar or sweet things" and "need to stick 

to a certain diet". 

Good characteristics of diabetes were further contrasted to those 

good for me and those good for all diabetics. "Don't eat all that sugar", 

"don't eat junk food", "physical education", "playing outside" and "proud 

to be diabetic" were characteristics depicted as good for me. Items 

good for all diabetics were "experiences with sugar in the body" done by 
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scientists and ^experiments for the science fair". One informant was 

looking forward to doing a science fair project on the effect of sugar 

on hair (Lisa, 10). 

Bad characteristics of diabetes were contrasted as boring or 

hurting. "Nothing good about diabetes" and "having to test myself" were 

considered boring. Bad things that hurt were "having shots" and "poking 

my fingers". "Taking shots" and "doing my blood" specifically hurt the 

skin and "kids tease me" hurt the informant inside. 

Domains of Meaning in Diabetic Management Skills 
Done During a 24-Hour Period 

Management skills related during interviews with children of the 

concrete cognitive age group were as follows: Insulin shots, blood tests, 

taking care of high blood sugar, urine tests, taking care of low blood 

sugar, keeping records, cleaning up, watching diet and play and exercise. 

One informant portrayed insulin shots as "do by self" and "my sister 

helps if the shot is in my arm by holding the syringe". The other 

informant's father still gives her shots and she related "Dad fixes it 

for me", "Dad gives the shot", "Dad kisses me on the forehead after", 

and "I help Dad by giving him alcohol, cotton and a clean syringe". 

One informant got two shots a day — in the "morning and after school". 

The other girl got one shot in the "early morning". The girls were able 

to talk about their insulin dosages. One informant stated "I get 11 

and 4 when I'm not sick and 12 and 8 if I'm sick". Her father gave the 

shots but she was very aware what she was getting. The informant who 

gives her own shots reported, "I get 14/8/6 which means 14 of NPH and 
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8 of Regular in the morning and 6 of Regular in the afternoon". 

Blood tests were done daily by both informants. One girl said 

"I do them myself" and the other related "we're learning to do them" 

and "Dad or Grandma does it". The informant who was learning blood 

tests has the test done "every morning". The other informant does her 

blood tests "three times per day but every other day" -- "before school, 

after school and before bed". 

Taking care of high blood sugar was another management skill 

done by diabetics. One informant stated "I never have high blood sugar". 

The other girl said "I always ask if rny face is red" and "when njy sugar 

is high, I get a little more insulin, eat less fruits and breads, play, 

run around or swim a few laps". 

Urine tests were done by both informants and contrasted to tests 

for sugar and tests for ketones. Tests for sugar were done "if fingers 

are sore", "instead of blood tests", "before I eat", "after I wake up", 

"before supper" and "skip bread and fruit", "swim to burn energy", "run 

around" and "play". Conversely, if urine test for sugar was low, 

informants would "eat". 

Urine testing for ketones were done "before meals and bed", 

"every time I test myself", and "every day". High urine tests for 

ketones were described as "means I'm sick", "stay home from school" and 

need to "get well". 

The informants needed to take care of low blood sugar when "urine 

tests are negative", "working out", "exercising hard", and "hike for a 

long time". Low blood sugar reactions required informants to "get sugar 

or juice", "have dad give me one-half cup of orange juice", and "ask if 
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I'm pale". One informant stated "I must decide if I can eat soon" 

because "I'll be O.K. if I can eat soon" and then "don't need candy". 

Keeping records was recounted as a management task done during 

the day. Informants reported "I write my tests down", "records are kept 

in the bathroom" and "I take them to the doctor". 

Informants mentioned cleaning up as something that was required 

of them daily. References to cleaning up were "put away alcohol" and 

"put away cotton" after the shot and "clean tubes because the test would 

be mud-colored if not clean". 

Informants narrated on watching their diet. Eating properly was 

very important to diabetics. The informants reported eating three meals 

a day ~ "breakfast, lunch and dinner". Snacks were important and one 

girl had "two per day" in the "afternoon and evening". The other girl 

only had one snack "at night only". Both informants "get snacks by self" 

and common snacks include "crackers with peanut butter", "crackers with 

cheese" and "fruit". People who cook meals for the diabetics were "Mom 

cooks" and "Grandma cooks". 

Many rules became apparent when interviewing about diet. One 

informant related her rules for eating as having a "certain amount of 

meat", "certain amount of bread" and "a lot of salad and pickles". The 

other informant recalled her mother or grandmother "using exchanges — 

breads, fruits, meat, vegetables, fat and milk". She said she varies her 

fruit according to her urine tests as follows: (1) "If urine is trace, 

I get two fruits"; (2) "If urine is 1/2%, I get one fruit"; and (3) "If 

urine is higher, I don't have fruit" (Lisa, 10). 
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Play and exercise were referred as important and took place 

"after school", "at school", "with my friends", "on weekends", "at 

afternoon sports at school" and in "physical education". Play was 

depicted as important because "playing outside helps you", "helps get 

n\y body physical" and "helps lower my sugar". Favorite play and exercise 

activities were the following: "Tetherball and soccer", "swing", "bars", 

"alligators", "five flys up", "swim", and "jump on running trampoline" 

and "track and field events". 

Domains of Meaning in Characteristics of 
Some Diabetic Management Skills 

The taxonomy presented here includes information relayed to the 

researcher on insulin therapy, urine tests and blood tests while the 

informant was doing task-related performances. Insulin as a shot was 

described as "when insulin is in the syringe". Characteristics of 

insulin shots included "when you get one and don't eat, you get sweaty 

palms", "I yelp when I get it because it hurts" and "I need to be 

careful not to mix Regular and NPH". Insulin shots were given in the 

"arms when my sister holds the syringe", "legs", "front and back thighs", 

"side of hip" and "butt". 

Insulin as medicine was referred as "insulin in the bottle" or 

"insulin when its inside your body". Insulin was taken so "I don't get 

sick". Informants were asked where insulin goes and responses included 

"goes to my stomach first", "goes all over my body", "goes into my fat 

last", "goes into njy body" and "goes in my heart to help me". "Just 

works", "lowers my sugar", "helps my energy", doesn't always last and 
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that's when I have a reaction" and "feeds you energy for the day" were 

descriptions of what insulin does. 

Urine tests were thought to be "pretty neat" but "sometimes 

smelly" by the informants. Urine tests for sugar or the clinitest and 

urine tests for ketones were contrasted in interviewing. Urine testing 

for sugar was done to see "how high or low sugar is" or "get to see what 

your sugar is". When the test result was "blue, the sugar isn't high" 

and both informants stated it should be "medium — not high or low". 

Urine testing for ketones were done to "see if you have ketones". 

Both informants said that "if the tablet is tan, you're O.K." and "ketones 

are purple". One girl exemplified that colors were important and the 

"darkest was bad", "second dark was not good", "next faint was O.K." and 

the "least faint was best" (Kelly, JO). The other informant replied that 

she could tell how she felt by her urine tests — "Large ketones when I'm 

sick", "medium when I'm feeling better", "small when all better" and 

"negative when really good" (Lisa, 10). 

Blood tests were seen as "modern and more accurate" and one 

informant was "learning to do them". Both informants complained that the 

poke "hurts my finger". The rationale for the tests were to "check my 

blood sugar" and to "see if sugar is high or low". When discussing 

results, the following information was related: "Don't want sugar too 

high or low", "mine usually runs about 100 and the sugar is right", "when 

80, n\y sugar is O.K.", "80-120 is best" and "I want it in the middle". 
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Domains of Meaning in Equipment Needed for 
Some Diabetic Management Skills 

Informants chose supplies needed for urine tests, blood test and 

insulin injection. If other equipment was used in their homes, the 

diabetics were told to tell the researcher what else was used. Items 

needed to do urine tests were "tube", "dropper", "clinitest and acetest 

tablets", "pee or urine" and "water". 

"Alcohol wipes or liquid", "Chemstrip which should be cut in 

half", "something to poke yourself" which could be a "needle", "autoclix" 

or "lancet" and "cotton" and a "watch" were needed to complete a B.G. 

Chemstrip blood test. 

Insulin shots were done by one of the informants by herself and 

the other informant had not yet learned how to do them. Items needed to 

draw up insulin were picked out by both girls which were "syringe", 

"alcohol wipes or liquid with cottonball" and "insulin". 

Domains of Meaning in Stages in Doing Some 
Diabetic Management Skills 

Informants did three task-related procedures during the second 

interview. Each informant drew up insulin and completed a blood test 

and a urine test. 

"Wash hand first", "clean top of bottle", "take cap off syringe", 

"wipe needle with alcohol", "put needle in bottle" and "turn bottle up

side down" were the first stages reported in drawing up insulin. To 

conclude, the informants said, "draw up insulin", "flick out air with 
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finger", "look for bubbles", "take needle out", "wipe needle again with 

alcohol" and "put on cap if you don't give shot right away". 

Steps in doing blood tests were performed and recited by both 

informants. The girls accounted the following stages as imperative: 

"Wash hands", "alcohol finger", "let dry", "stick finger", "need big 

drop of blood so push on your fingers", "wait two minutes", "wipe off 

with cotton" and "check color on chart". 

Urine tests were divided into the Clinitest and ketones. "Make 

sure dropper is empty", "put two drops urine in tube", "put ten drops 

water in tube", "put tablet in", "count fifteen seconds", "watch it fizz" 

and "look at the color chart" were performance steps in doing the clini

test. Ketones were checked by "putting ketone tab on napkin", "putting 

one drop urine on it and try to get most of it on pill", "wait" and 

"check to see if changes color". 

Domains of Meaning in Things Important 
People do for Diabetics 

Many important people who helped the diabetic were related in 

interviewing. Mom, dad, family, friends, teacher, school nurse, hospital 

nurse, doctor, dietician, Diabetes Association, God and scientists were 

sources of help. 

Mom was very helpful to the concrete cognitive age group child. 

Mom was reported to help the informants by "telling me I've had enough 

food", "telling me I can't have food", "taking my temperature", "doing 

blood tests for me", "asking how I feel", "cooking for me", "reminding 

me to check myself", "playing with me", "asking if I need sugar", 
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"telling me if I'm pale", "giving me a drink or candy", "telling me 

what to do when I'm sick", "making sure everything goes right", "taking 

care of me", "sitting with me in the hospital", "taking me to see doctor", 

"signing me up for sports and girl scouts", "treating me like a normal 

person", "talking to me", "giving me by shot", "doing my tests when I'm 

weak", "helping me when I have low sugar" and "eating with me". 

Fathers were predominant in helping the informants. "Tells me 

I can't have food", "does blood tests for me", "helps me with n\y shot", 

"asks how I feel", "cooks for me", "plays with me", "tells me if I'm 

pale", "gives me a drink or candy", "tells me what to do when I'm sick", 

"makes sure everything goes right", "takes care of me", "sits with me 

in hospital", "takes me to see the doctor", "signs me up for sports and 

girl scouts", treats me like a normal person", "talks to me", "gives me 

niy shot", "does my tests when I'm weak", "helps me when I have low sugar" 

and "eats with me" are areas that fathers were depicted as being helpful. 

Family and friends were both helpful to the informants. Family 

was helpful as follows: "Helps me with my shot", "cooks for me", "plays 

with me", "sits with me in the hospital", "takes me to see the doctor", 

"treats me like a normal person", "gives me my shot", "helps me when I 

have low sugar" and "eats with me". Friends were also helpful by "play

ing with me", "telling me if I'm pale", "giving me a drink or candy", 

"taking care of me", "treating me like a normal person", "talking to me", 

"giving me my shots", "helping me when I have low sugar" and "eating 

with me". 
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Teachers were helpful to the informants. The teacher did the 

following: "Tells me I can't have food", "asks if I need sugar", "tells 

me if I'm pale", "gives me a drink or candy", "takes care of me", "treats 

me like a normal person", "talks to me" and "helps me when I have low 

sugar". 

Informants came into contact with school nurses, office nurses 

and hospital nurses and were able to recount many helpful experiences 

with each. School nurses helped by "taking my temperature", "making 

sure everything goes right", "taking care of me". Office nurses were 

reported to "make sure everything goes right", "take care of me", "treat 

ine like a normal person", "talk to me" and "give me my shot". "Tells 

me I can't have food", "takes try temperature", "does blood tests for me", 

"gives me a drink or candy", "makes sure everything goes right", "takes 

care of me", "treats me like a normal person", "talks to me", and "gives 

my shots" were things narrated by the informants that hospital nurses do. 

Doctors were reportedly seen in the hospital and at the office. 

References of doctors being helpful included "tells me I can't have food", 

"tells my mom and me how much insulin I need", "tells me if I'm pale", 

"gives me a drink or candy", "gives me check-ups", "tells me what to do 

when I'm sick", "makes sure everything goes right", "takes care of me", 

"signs me up for sports and girl scouts", "treats me like a normal person", 

"talks to me", "knows about cancer and scientific stuff", "gives me n\y 

shot" and "helps me when I have low sugar". 

Dieticians were helpful in the hospital but neither informant 

had dealt with the dietician since coming home. Dieticians were recounted 
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as being helpful by "cooking for me", "taking care of me", "treating me 

like a normal person" and "talking to me". 

The Diabetes Association was helpful and both informants had 

utilized the activities. Helpful measures were "making sure everything 

goes right", "treating me like a normal person" and "talking to me". 

One informant mentioned God and scientists as being helpful to 

her. God was helpful in the following ways: "Tells me I can't have 

food", "makes sure everything goes right", "takes care of me", "treats 

me like a normal person", "talks to me" and "doesn't make things so 

miserable". Scientists helped by "knowing about cancer and scientific 

stuff". 

Domains of Meaning in Advice to 
Other Diabetics 

Advice to other diabetics was contrasted as things to care for 

your diabetes and something to think about your diabetes. Three 

categories of things to do for your diabetes were contrasted as fun, 

important or necessary. "Get a lot of exercise", "play", and "just have 

fun as if you're normal" were portrayed as fun things to do for your 

diabetes. Important things to do for your diabetes were "test yourself", 

"give your shot", "not fun to get shot but you'll get used to it", 

"watch your sugar", "take your tests" and "if you skip tests, won't know 

if you're sick". Necessary items consisted of "shouldn't be afraid" 

and "just try to make the best of it". One informant said "don't care 

what kids say "especially if they say "Ha. Ha. You've got diabetes" 

because "you should ignore mean people". 
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Figure 16 (Continued). Domains of Meaning in Things Important People do for Diabetics 
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Domains of Meaning in Preferred Changes 
in Diabetic Management 

One informant of the concrete age group said there was nothing 

she would like to learn or do with her diabetes. The other informant 

said she would like to "have an artificial rib cage pancreas" that she 

had read about, "use a syringe without a needle" and "do a science fair 

project on blood sugar". This informant would like to learn the follow

ing things: "About the pump", "about urine tests", and "about shots" 

so "I can go on overnight or go camping". Neither informant wanted any

one else to do more for them. 

Domains of Meaning in Feelings you Have 
When You're Diabetic 

Feelings you have when you're diabetic were contrasted to feelings, 

feelings with high blood sugar and feelings with low blood sugar. Feel

ings that were mentioned were "happy because I don't mind diabetes", 

"proud to be diabetic" and "mad and embarrassed" because "kids at school 

ask what you have to eat or about your shots". 

Only one informant had experienced high blood sugar. Feelings 

related were "giggle a lot", "feel kooky", "feel shaky", "feel face get 

red", "feel goofy", "feel hyper" and "feel very active". 

Both informants had experiences with low sugar. "Feel shaky" 

was one feeling experienced. One informant related her experiences by 

saying "It feels like something inside is saying 'I feel shaky' and it 

feels like you are shaking inside and then when you hold out your arm, 

it looks funny and you are shaking" (Lisa, 10). Other feelings 

associated with low sugar are "having sweaty palms", "feel naked", "feel 
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like sugar has gone somewhere else", "feel drowsy", "feel funny", "feel 

weak" and "feel less active". 

Formal Cognitive Age Group 

Taxonomies will be presented now for the formal cognitive age 

group. Two fourteen year old diabetic girls were interviewed. 

Domains of Meaning in Characteristics 
of Diabetes 

Descriptive, good and bad characteristics were contrasted from 

the data. Informants of this age group described diabetes as "not really 

a disease", when the "pancreas doesn't produce enough insulin", "have to 

have shots every day to get insulin", "a condition and not an illness", 

"something you pass on like a ring or piece of jewelry" and "hard to 

explain in one word". 

Good characteristics of diabetes were categorized as eating food, 

being normal, my life and science. "When at restaurants, don't mind not 

having sweets if there is diet stuff", "not being able to have regular 

stuff is O.K.", "get to drink soda instead of milk at school", "I eat 

a better diet but not my choice" and "eating the snacks" were depicted 

as good characteristics regarding eating food. Being normal was related 

as something good that the "Diabetes Association Support Group" emphasized 

and it was good to see that "other diabetics didn't look different". The 

fact that "I can still do almost everything I used to" is something good 

about 'my life.. Science was depicted as good because "diabetes will be 

cured soon". 
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Bad characteristics of diabetes were grouped as time consuming, 

irritating, hurting, being different or too much planning. "Blood tests", 

"urine tests" and "shots" were considered bad and time consuming. 

Irritating aspects of diabetes included "people say rude things" and 

"people get upset because you have juice". One informant exemplified by 

saying "I went on a guided hike through a canyon and the guide got very 

upset because I had to drink orange juice while we were walking" (Linda, 

14). "Shots" and "blood tests" were categorized as bad because of hurt

ing. Both informants commented on being different as bad in the follow

ing ways: "Not being able to eat what all my friends eat", "having to 

take time out to do blood tests", "have to say I have to eat at such a 

time", "some people are scared to have me overnight", and "just having 

to be different". Too much planning was reported as bad because "have 

to always have a snack with you", "takes up a lot of time" and "having 

to prepare a lot of my food". 

Domains of Meaning in Diabetic Management 
Skills Done During a 24-Hour Period 

Insulin therapy, blood tests, taking care of high blood sugar, 

urine tests, taking care of low blood sugar, doing n\y charts, diet 

management, preparation, taking care of problems and exercise were 

management skills recounted by the informants of the formal cognitive 

age group. Insulin therapy was "given myself" and both informants 

"get up to do shot pretty early". One informant mentioned that on 

"weekends, the shot could be later at 9:00". 
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The informants both "do blood tests myself". Both girls do two 

shots per day — "before breakfast and dinner" and "in the morning and 

after school". One informant does an "extra in the evening if not feel

ing good" and added it is important to do the blood test "before the 

shot in the morning". The diabetics at this age understood the results 

of the test and related "if 240, I'm careful of what I eat" and "play". 

One informant said "call the doctor if it's larger than 400". 

Both informants have had multiple experiences with diabetic 

reactions. Taking care of high blood sugar is accomplished by "doing 

exercise", "going outside and play or ride a bike" and "deciding when to 

call the doctor or the hospital which was if sugar was greater than 400". 

One informant claimed that she would "give one to two units of insulin 

if she can't get the doctor". 

Urine tests were classified into the Clinitest and ketones. 

Informants "don't do them unless they're sick" or sometimes "do when 

fingers are sore from blood tests". When the informant does need to 

do the Clinitest, it is done "before meals and bed". The "blood is 

checked if the urine is high". Urine tests for ketones were done to 

"check for ketones" and one informant had "never had ketones". Ketones 

were checked "before each meal" or "if I feel bad". Informants "do 

a blood test" if ketones are high and "call ny doctor if have ketones 

for a day". 

Taking care of low blood sugar included the following: "Try 

not to have low sugar", "decide when to leave class", "see the nurse", 

and "not allowed to eat in class". Informants claimed that low sugar 
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reactions "happens three to four times per month". "Juice", "fruit" 

or "karo syrup" is eaten when sugar is low. 

Doing charts was another management skill done during the day 

and the chart "hangs on a wall". "Insulin", "tests", "remarks", "extra 

insulin", "eating changes" and "exercise" are written in the charts. 

The records were "written daily", and "taken to the doctor" so every

thing does not need to be remembered. 

Diet management consisted of meals, snacks, kinds of food and 

rules for eating. Informants eat "breakfast", "lunch" and "dinner" and 

often "make my own meals". Both informants stated they "get tired of 

looking at planner" and have "memorized the plan pretty much". Snacks 

were eaten at "break at school", "mid-morning" and at "night". Kinds 

of food that were eaten other than at meals were "apples and crackers", 

"yougurt and fruit" and "diet foods like candy bars, cookies, jellies 

and sugars". Informants had devised rules for eating which included 

"Mom and I do half and half", "I decide most", "eat whatever unless un

reasonable", "go by diet plan and what's appropriate" and "eat less 

fruit and no sweets if sugar is high". 

Preparation was recited as something done during the day for 

diabetes. "Have to pack lunch", "have to plan snacks at school and for 

the afternoon if not coming home" and "have to plan for overnight trips" 

were ways of preparation. 

Taking care of problems was referred to enough that the inform

ants believed problem-solving was a management skill. Informants "call 

the doctor if sugar is too high" or "about a new way to do a test". 
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They also "call the doctor about different ideas for diabetes". The 

girls "call the hospital when the doctor is not available". One inform

ant expressed the need of getting a "second opinion" from family or 

friends when her sugar is high or low. 

Exercise was mentioned but the informants at this age appeared 

to have less time to spend on exercise. "Do some", "swim now that it is 

summer", "physical education" and "play" were narrated as ways to exercise. 

Domains of Meaning in Characteristics of Some 
Diabetic Management Skills 

Insulin therapy, urine tests and blood tests are portrayed in 

this taxonomy with reference to how the informants described the skills 

while performing them. Insulin therapy was contrasted as insulin as shot 

and insulin as medicine. Statements reported about insulin as shot 

included "don't dare let anyone else give", "give in thighs or arms", 

"give in stomach if the shots hurt", "hurts when you tense up" and "hurts 

if pass through a blood vessel". 

Insulin as medicine was described in interviews as "need it to 

let sugar in cells", "can keep out of refrigerator if it is out of light" 

and "like to keep by bed so it is ready". Informants exemplified by 

stating insulin "starts to work after eating", "opens doors of cells so 

sugar can go in" and "doesn't do anything for half hour". One informant 

gave the following account on how insulin works. "If niy sugar is high, 

I think of it as hammers to pound it down to my urine" (Roberta, 14). 

Insulin goes to the "bloodstream", "pancreas and helps it to work" or 

to "a corner of the body" where it sometimes "builds up" and is a "reason 

for a reaction". 
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The Clinitest arid Acetest were urine tests done. Urine tests 

were "better than the autoclix blood test" and "not as accurate as 

blood tests". Informants stated, "Can't tell if the sugar is now or 

earlier" or "can read normal when not true". Clinitests were done to 

"check to see how much sugar is spilled" and to "check for sugar". 

Results which "read negative or trace" mean "little sugar" and results 

which "read 555" means "a lot of sugar". "Using fat cells for energy", 

"don't really know what ketones are", "tells how many ketones I'm 

spilling" and "Acetest is purple which means sugar is high and muscle 

is being used" portrayed the acetest. 

Blood tests were described as "more accurate than urine tests". 

One informant "uses the autolet" and another "uses the autoclix" but 

complained because it "hurts my fingers". The girls claim to "never use 

pinky fingers" and that it "takes a long time to stick nyself". Blood 

tests were used to "measure blood sugar" or "tell units of sugar in 

blood stream". Results of "100-120 is good" and "240 or larger is not 

good". The result of "80 is very good". 

Domains of Meaning in Equipment Needed for 
Some Management Skills 

This taxonomy includes the supplies that infonnants needed to do 

urine tests, blood tests and an insulin injection. "Clinitest and Acetest 

tablets", "test tube", "water", "dropper", "urine" and the "cover of the 

kit to place water in" are items used for urine tests. 
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The "autoclix" was used by one informant and the "autolet" by 

the other informant in starting a blood test. Other equipment required 

were a "Chemstrip", "alcohol swab", "cotton", "lancet to put in the 

autoclix or autolet" and a "watch". 

Insulin injections were done by both informants. Equipment chosen 

for drawing up insulin was "a syringe", "insulin" and "alcohol". 

Domains of Meaning in Stages of Doing Some 
Diabetic Management Skills 

Informants drew up insulin, did a blood test and did a urine test 

during the second interview. The informants verbalized the stages in 

doing the procedures. Stages in drawing up insulin were as follows: 

"Clean the top of the bottle once", "rub the bottle", "clean the bottle 

again", "draw up air to replace the amount of insulin taking", "push air 

so bottle doesn't shatter", "draw insulin up with bottle upside down", 

"take care of air" by "hitting the syringe with finger" and then "hold 

to light to make sure air is out", "pull needle out", "put cap on" and 

"ready to give shot". 

Doing a blood test is begun by "loading the autoclix with 

lancet", "taking a Chemstrip out of bottle", "wiping off finger with 

alcohol" and "poking your finger". "Bleeding" is best accomplished by 

"hanging the finger down", "massaging your arm" and "squeezing the 

finger" which "helps make it bleed better". The informants then "put a 

good drop of blood on the strip" and one girl "licks her finger to stop 

bleeding". The concluding steps were narrated as "wait one minute", 

"wipe blood off with cotton", "wait another minute", "wait another 
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minute if the test is greater than 240" and then "check colors with the 

charts". 

The stages in doing a clinitest were depicted as follows: "Wash 

dropper under sink", "put two drops urine and ten drops water in tube", 

"add Clinitest tab", "wait until it stops bubbling", "shake it up after 

it fizzes" and "check the color with the chart". The Acetest was done 

by "putting the Acetest tab on a tissue", "dropping pee on the Acetest" 

and "waiting about thirty seconds". 

Domains of Meaning in Things Important People 
Do for Diabetics 

Mom, dad, family, friends, teacher, school nurse, office nurse, 

hospital nurse, doctor, dietician and the Diabetes Association were 

important people who help diabetics. These people were mentioned as being 

helpful during initial interviews. 

Mothers were still helpful to the diabetic in the formal cognitive 

age group. "Helps me give shot in arm", "helps me when I have a problem", 

"helps out with diet", "tells me things to do for high sugars", "tells me 

things to do for low sugars", "keeps me on my diet", "gives me shots when 

I don't want to", "lets me cheat some", "pushes me to do my tests, "is 

supportive to me", "keeps me from cheating too much" and "gives me advice" 

were depicted helpful items done by Mom. 

Informants of this age did not verbalize much help from their 

fathers. The father did help by "letting me use the second hand on watch" 

and by "being supportive to me". 
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Family and friends help the diabetic. "Helps me give shot in 

arm", "helps out with diet", "considerate about eating around me", "lets 

me use second hand on watch", "is supportive to me", "keeps me from 

cheating too much" and "gives me advice" were helpful accounts by family. 

Friends were described as "helps out with diet", "tells me things to do 

for high sugars", "tells me things to do for low sugars", "considerate 

about eating around me", "nice to me when I have a reaction", "talks about 

feeling", "keeps me on my diet", "is supportive to me", "keeps me from 

cheating too much", "wants to know about diabetes" and "gives me advice". 

Teachers and school nurses were people at school who were con

sidered helpful. Both informants spoke very highly of their teachers and 

school nurses. "Helps me when I have a problem", "talks about feelings", 

"keeps me on my diet", "is supportive to me", "keeps me from cheating too 

much", "wants to know about diabetes" and "gives me advice" were recited 

helpful gestures done by teachers. School nurses were depicted as help

ful by "tells me things to do for low sugars", "lets me use the second 

hand on watch", "is supportive to me", "gives me advice" and "gives me 

cookbooks". 

The office nurse was not reportedly helpful to this age group. 

The hospital nurse helped in the following ways: "Regulates me", "is 

supportive to me", "gives me advice", "teaches me my tests", and "let 

me give rqy first shot to her". 

The informants had close relationships with their doctors; and, 

consequently, felt the doctor to be very helpful. Helpful references 

were "helps me when I have a problem", "tells me things to do for high 
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sugars", "talks to me about diabetes", "explains things to me", "answers 

my questions", "regulates me", "regulates my insulin", "keeps me on 

my diet", "is supportive to me", "gives me advice" and "teaches me n\y 

tests". 

One informant had a very close relationship with the dietician 

from the hosptial and found the dietician to be extremely helpful. The 

other informant had not had much exposure to a dietician. "Talks about 

feelings", "regulates me", "keeps me on n\y diet", "lets me cheat some", 

"helps me plan splurges in my diet", "is supportive to me", "gives me 

advice" and "gives me cookbooks" were helpful aspects of the dietician. 

Both informants were active in the Diabetes Association and their 

support group. Portrayed helpfulness of the Diabetes Association in

cluded "helps me when I have a problem", "talks to me about emotions", 

"talks to me about diabetes", "explains things to me", "talks about feel

ings", "is supportive to me", "gives me advice" and "gives me cookbooks". 

Domains of Meaning in Advice to 
Other Diabetics 

Advice to other diabetics was contrasted by the informants as 

advice about tests, caring for yourself, keeping in control, diet and 

things you know best. "Do blood tests", "take insulin shots", "don't 

use autoclix because it hurts", "don't be scared of shot" and "do tests 

or you'll get sick" were comments about tests. Advice about caring for 

yourself included "take care of yourself", "I don't think anything makes 

it easier", "don't panic" and "it's not all that bad". Information about 

keeping in control was to "exercise or your sugar goes sky high". 
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Figure 25. Domains of Meaning in Things Important People do for Diabetics 
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Knowledge given about diet was "get with parents so can have treat" and 

"won't miss out on candy". "Listen to your parents and doctor and 

remember they know most about diabetes but you know about you", "you 

know how you feel", "don't listen to people who tease", "tell people 

you won't die because of diabetes" were advice about things you know 

best. 

Domains of Meaning in Preferred Changes 
in Diabetic Management 

Preferred changes in diabetic management were contrasted as 

things diabetic would like to do or learn and things the diabetic would 

like someone else to do. "More oomph to do blood tests", "how to use 

insulin pump", "little disc that can be inserted to give insulin" and 

"to get rid of it" were depicted things diabetics would like to learn 

or do for their diabetes. The informants would "rather do everything" 

except "urine tests" and "shots when I'm sick". 

Domains of Meaning in Feelings You Have 
When You're Diabetic 

Feelings, feelings about my life, changes in feelings, feelings 

with high blood sugar and feelings with low blood sugar were categories 

contrasted by interviewing. Fear, anger, dislike, mad, guilt and dreams 

were feelings recounted. Informants expressed fear as "afraid to talk 

to Dad about problems", "sometimes afraid to talk to Mom", "scared about 

not being able to get a hold of doctor", "having diabetes makes me 

scared" and "don't know what is going to happen". Anger was depicted 

as "don't have anyone to be mad at", "doesn't help to be angry", "angry 
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because I have diabetes" and "no one to blame". Dislike was referred 

to as "don't like it". Mad was exemplified by the following statements: 

"Bothered me when a man asked if I had a physical disability", "mad 

because I have diabetes" and "mad when I go to a party and no diet stuff 

is there". Guilt was referred to by "I wrote in blood tests and felt 

guilty". Dreams were mentioned as "I dream that insulin might build up 

in pancreas" and "pancreas might start working again". 

Feelings about my life was another type of feeling expressed. 

"People think diabetes is easy" was portrayed by one informant as follows 

"Most of my relatives are in Chicago and they think diabetes is easy and 

some people might think that's true but they don't know the whole story. 

They think you'll be fine as long as you stay away from sugar" (Roberta, 

14). Other feelings about life were "glad that subject of diabetes 

doesn't always come up", "really don't like any of it" and "have to live 

with it". 

Changes in feelings were related as "not something bad to have 

and sometimes it's good", "scared and even happy and sad", "never feel 

the same" and "having diabetes has good and bad days". "Some days I'm 

upset and need affection" was described by one informant as "some days 

when I'm upset and need affection and want people to pamper me -- then I 

want them to know because I want to cop out and do nothing. Other days, 

I don't want anyone to know" (Linda, 14). 

Feelings with high and low blood sugar were experienced by both 

informants. Feelings with high blood sugar were "want to keep eating 

because I'm real hungry", "feel weak", "have to have real high sugar 
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before I feel different" and "sometimes I feel fine". "Feel shaky" is 

one predominant feeling with low blood sugar. One informant reported 

that "if it was fifteen minutes or less to lunch, I'll be O.K." but 

"if more than thirty minutes, I'll get worse". Both informants report

ed that they started "shaking real bad". Other feelings expressed 

with low blood sugar were "get blurry vision", "black out", "can't read", 

"feel like I'm going to die right there", "blanks my mind", "turn pale", 

"feel like I haven't eaten for a long time", "don't feel scared" and 

"have more problems when I'm nervous or in a bad mood". 

Taxonomical Comparison 

Informants from the preoperational, concrete and formal cognitive 

age groups offered different information. Differences among the three 

age groups can be subsumed under the categories of cognitive and verbal 

abilities, independence and acceptance and task-related procedures. 

Further differences will be analyzed in the discussion of cultural themes 

and the review of literature. 

Cognitive and Verbal Abilities 

Cognitive abilities increased with age and were closely related 

to verbalization. The six year old informants answered questions with 

short answers which were primarily in the present. The answers were 

concrete and literal. The concrete group offered more elaborate explana

tions with future and past references. The child could begin to judge 

results by actions. The formal age group children expressed themselves 

more deeply in all tenses. Possible solutions were included as well as 
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the actual which was apparent by dreams. Problem-solving was more 

direct and scientific. 

A greater number of bad things about diabetes was progressively 

verbalized by diabetics. An expanding independence, busier life styles, 

more time spent with friends than family and an augmented sensitivity 

and awareness of others are probable reasons for this change. 

Advice to other diabetics varied to encompass more on how to 

deal with others than just oneself. More feelings and details were dis

cussed by older informants. 

Independence and acceptance 

Independence noticeably increased throughout the age groups 

studied. Incremental independence was seen in what management skills 

the diabetic could do and the amount of details expressed. The child in 

the preoperational cognitive group did very little in managing their 

diabetes. Informants from the concrete age group expressed importance 

in numbers and colors as seen in amounts of insulin, food and test 

results. The older informants reported similar but more detailed informa

tion and more theory was included. Play was depicted as being important 

at all ages. "Play is good for me" seems to be a preoperational thought. 

"Play and exercise as a means to lower blood sugar" prevailed later. A 

switch from parents and family being the most helpful to the expansion 

where parents played an equal or less role to others was noted. The 

ways that important people helped also moved from being primarily physical 

to emotional and supportive. 
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Along with an increasing independence came an increasing amount 

of non-acceptance. The preoperational child was given few opportunities 

to learn to accept diabetes. The concrete age child was already start

ing to not accept diabetes as was shown in Kelly's (10) account of 

diabetes. She wanted to be as independent as possible and spent as 

little time as she could with diabetes. By the time the child was 

fourteen, illustrations were plentiful on non-acceptance. Preferred 

changes in diabetic management moved from none to changes that will make 

the diabetic feel like they don't have diabetes. Examples given were 

the interest in the insulin pump or artificial pancreas. 

Task-Related Procedures 

Task-related procedures which included choosing appropriate 

equipment and doing the task changed. All of the age groups could choose 

the right equipment. An increase in accuracy of doing the tasks was seen 

by the researcher as well as more detailed stages narrated by the inform

ants. More theory was included as the child progressed. However, even 

children who routinely did nothing to help with an actual skill at home 

could do the majority of the procedure for the researcher. 

The informants were asked to contrast practiced management skills 

as easy, most difficult, least liked or most liked figure 29). Pre

ferences in management skills appeared to be based on individual 

attitudes and no prevailing patterns could be determined throughout the 

age groups. Insulin shots were rated as most difficult or least liked by 

the age groups. Blood tests were primarily least liked. Taking care of 

high blood sugar was easy or least least liked; whereas, urine tests were 
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I Diabetic Management 
Skills Easy 

Most 
Difficult 

Least 
Liked 

Most 
Liked 

Insulin Shots 

Preoperational Age 
Concrete Age 
Formal Age 

X 
X 

X 
X 
X 

Blood Tests 

Preoperational Age 
Concrete Age 
Formal Age X 

X 
X 
X 

Taking Care of High 
Blood Sugar 

Preoperational Age 
Concrete Age 
Formal Age 

X 

X 
X 

Urine Tests 

Preoperational Age 
Concrete Age 
Formal Age 

X 
X 
X 
X X 

Taking Care of Low 
Blood Sugar 

Preoperational Age 
Concrete Age 
Formal Age 

X 
X 

X X 

Eating/Watching Diet 

Preoperational Age 
Concrete Age 
Formal Age 

X 
X 

X X 
X 

Playing and Exercise 

Preoperational Age 
Concrete Age 
Formal Age X X 

X 
X 

Figure 29. Contrasts in Domains of Diabetic Management Skills 



130 

Diabetic Management 
Skills Easy 

Most 
Difficult 

Least 
Liked 

Most 
Li ked 

Keeping Records/Charts 

Preoperational Age 
Concrete Age 
Formal Age 

X 
X 

Cleaning Up 

Preoperational Age 
Concrete Age 
Formal Age 

X 

Preparation 

Preoperational Age 
Concrete Age 
Formal Age X 

Taking Care of Problems 

Preoperational Age 
Concrete Age 
Formal Age X 

Figure 29 (Continued). Contrasts in Domains of Diabetic Management 
Skills 
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described as easy, least liked or most liked. Taking care of low blood 

sugar rated easy, most difficult and least liked. Eating or watching 

diet was alluded to as easy, most difficult, least liked and most liked. 

Playing and exercise were related as easy, most difficult and most liked 

— younger children having a more positive attitude towards play. Keep

ing records was easy and least liked. Cleaning up, mentioned only by 

the concrete group, was easy. Preparation was reported by the formal 

group and was rated most difficult. Taking care of problems was described 

by the formal age groups as easy. 

Cultural Themes 

A cultural theme is "any cognitive principle, tacit or explicit, 

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

among the subsystems of cultural meaning" as devised by Opler (Spradley, 

1979:186). Cultural themes were developed to better understand the 

general pattern of a culture — diabetic children. The researcher can 

include personal experiences with the informants as well as objective 

data to identify themes. 

Cultural themes were derived for each cognitive age group. Pre

operational themes were "diabetes and management skills result in few 

changes in my life", "being different is fine" and "feelings with 

diabetes are vague and changing". Cultural themes evolved for the 

concrete cognitive group were "life is changing because more knowledge 

is incorporated into diabetic management", "being different evolves", 

and "feelings come with high and low blood sugar or awareness of self". 
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Depicted themes for the formal group included "diabetes changes n\y 

life and I really don't accept it", "I don't want to be different" 

and "rny feelings change a lot during the day". 

Preoperational Cognitive Age Group 

Diabetes and Management Skills Result 
in Few Changes in f-ty Life 

The theme "diabetes and management skills result in few changes 

in my life" was expressed in many domains of meaning. Diabetic children 

in this age group do not have much responsibility in their care and, 

consequently, are very dependent on care-takers. One informant explains 

her day as follows: "I wake up and get rny blood test and shot by Mom 

and then I have breakfast. I go out and play games and do things. At 

lunch, I eat again. At night, I have my 'fingerprick' and then we have 

dinner and I play or read. I have my snack and watch TV or read and 

then go to bed sometimes"(Amy, 6). Another informant reported, "I run 

a lot because it helps, play on the bars outside and eat fruits instead 

of candy" (Heather, 6). One child stated, "Everybody has to give your 

insulin" in response to being questioned on what diabetes is. Mom, or 

sometimes another important person, gives the shot, does the blood test, 

calls the doctor if blood sugar is high, does urine tests, tells the 

child what to eat, cooks and much more. Many important people help the 

diabetic. The children reported "play", "run a lot", "talk to family" 

and "eat fruits" as things they could do by themselves. However, when 

these informants were asked to choose equipment for three management 

skills and then do the test, they were able to choose the correct equipment 
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and do a good portion of each test. Both girls stated that they did 

not participate at home in this care; one exception was in "wiping the 

finger with alcohol", "wipe the strip" and "look at colors" in helping 

with a blood test (Heather, 6). 

Being Different is Fine 

"Being different is fine" was referred to in several domains 

of meaning. One informant, when asked about good things about diabetes, 

stated "one good thing is that nobody else has it in the school", and, 

"me and my Mom helped another little boy in the hospital" (Heather, 6). 

Another girl said, "I get orange juice at school and the other kids say 

'lucky'" (Atny, 6). Another depiction of being different occurred in one 

discussion of play. The child reported "I have to play more because it 

helps and it's good for me and that's fun" (Heather, 6). Friends acted 

as helpful people because "other kids don't mind that I have diabetes". 

Reasons why being "different is fine" for these children is 

probably related to the lack of emphasis on diabetes in this age group's 

lives. More importantly, the child is still somewhat self-centered and 

is not sensitized to other's thoughts or feelings at this time. 

Feelings with Diabetes are Vague 
and Changing 

Feelings of diabetes of the preoperational age group were con

sidered as vague and changing in several domains. The informants did 

not express a lot of feelings. "It isn't fun" and "don't like diabetes" 

were feelings about diabetes. One informant recited, "The only thing I 

don't like is diabetes, sometimes I want it and sometimes I don't" 
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(Heather, 6). Another girl said her mother was helpful because her 

"mother talked to her". The informant said, "I tell her that sometimes 

I like diabetes and sometimes I don't which is mixed feelings". She 

added "I think that it's O.K. when I'm not grouchy" (An\y, 6). "Between 

happy, sad and glad" was the informant's response to how she felt about 

diabetes. 

Accounts of feelings on low and high blood sugar were also 

limited. "Never feel anything" and "feel like throwing up" were 

descriptions of high blood sugar. Low blood sugar was portrayed as "seem 

dizzy", "sleepy", "shaky" and "not scared". The researcher experienced 

a change in diabetic feelings with low blood sugar. At one interview, 

one informant was having a difficult time sitting still and talking. The 

girl would talk and say "I'm hungry" which seemed normal because it was 

just before dinner. The behavior exhibited was irritating to the 

researcher. The informant's mother came to do her blood test and the test 

was 40. The mother said "I never thought there was a reason why she was 

acting this way" and the girl said, "me either". Therefore, it appears 

that fluctuations in blood sugar may have more effect on children than 

adults or children are aware. 

Concrete Cognitive Age Group 

Life is Changing Because More Knowledge is 
Incorporated Into Diabetic Management 

A theme that was present in multiple domains of meaning was "life 

is changing because more knowledge is incorporated into diabetic manage

ment". Descriptions of diabetes were narrated as "a disease but not 
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really an allergy", "something you get like chicken pox but that goes 

away" and "can't have as much sugar or sweet things and need to stick 

to a certain diet". Informants could express what diabetes was to them 

in greater detail and references indicated that children could judge 

actions by logical effect. More knowledge was recited on management 

skills and insulin. One informant described insulin as working because 

"the medicine goes through and it somehow gets to your heart and then 

it will feed the energy you need for the rest of the day. It doesn't 

always work and that's when I have a reaction". Details known by this 

age group on management skills also included when they're done, the 

reasons tests are done and what results mean. Numbers and colors 

associated with tests were seen as being important in this age group's 

management. 

Informants of this age were doing more to participate in self-

care. One girl was doing her own insulin shots, blood tests, urine 

tests, records, play and snacks. The other informant was just learning 

to do blood tests but was active in learning, did her own urine tests, 

kept records, cleaned up, played and was knowledgeable about dietary 

rules. Her father did the insulin shots but she assisted by giving him 

the alcohol, cotton and syringe. The informants needed assistance with 

dealing with high and low blood sugar reactions. Important people were 

helpful in physical ways as well as emotional. Often, kinds of help 

included being there for advice and encouragement. Life at the concrete 

cognitive stage was changed due to increased decision-making and ability 

to perform skills. 
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The emergence of non-acceptance could be seen by Kelly (10) who 

basically wanted to pretend she didn't have diabetes while she would do 

her test but think no further about diabetes. Lisa, on the other hand, 

was more accepting of diabetes as depicted by "being proud" but her 

learning was directed to high hopes of diabetes being cured. 

Being Different Evolves 

"Being different evolves" was a theme that became apparent as 

the informants contrasted themselves more frequently with other children 

and made more references to being normal. "Being different evolves" 

connotes the idea of transition from children in the preoperational age 

group who didn't really feel different because of their diabetes. One 

informant described herself as being diabetic as "well, you can't have 

all that sugar and sweet kinds of things like other kids. You need to 

stick to a certain diet" (Kelly, 10). Other references were "I don't 

eat all that sugar and junk. There is one girl and she used to be a 

real good friend but all she does is eat junk, and "I'm proud to be a 

diabetic because kids at school — all they eat is junk — it makes me 

have a stomachache" (Lisa, 10). The informants were also more sensitive 

to other's thoughts and verbalized the following: "Kids teasing me hurts 

me inside", "don't care what kids say — 'ha,ha, you've got diabetes' — 

ignore mean people", "some kids tease me sometimes and I don't like it. 

I make a face at them and walk away", and "I feel mad and embarrassed 

when kids ask about shots and what you have to eat". 

Informants relayed information about being normal. One girl 

recounted "my family and doctor help me by signing me up for sports and 
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girl scouts and stuff. They treat me like a normal person" (Lisa, 10). 

Advice given to new diabetics included "Just have fun as if you were 

normal". A predominant quality in important people was portrayed as 

"treating me like a normal person". One informant was very independent 

in her care and would say "and that's all I do" or "I do it real fast 

so I'm done". The alluded meaning was that she was more normal if she 

didn't emphasize her diabetes too much. A response to what one would 

like to learn was "I know that if you use the pump, you don't need to 

take shots. And, if you get the artificial ribcage pancreas, it would 

be like you weren't diabetic anymore and I think that would be neat" 

(Lisa, 10). 

Feelings Come with High and Low Blood 
Sugar or Awareness of Self 

"Feelings come with high and low blood sugar or awareness of 

self" became more apparent in talking with the informants in many 

domains. An awareness of self became noticeable in feelings as responses 

to good things about diabetes which included "I feel proud to be a 

diabetic" and "happy because I don't mind diabetes". A bad thing about 

diabetes was "hurting inside because kids tease me". One informant 

stated the following about diabetes and awareness of self in the form of 

self-consciousness: "Sometimes it makes me feel a little mad because 

kids ask you about your shots and if you get one every morning and what 

you have to eat and it's sort of embarrassing" (Lisa, 10). 

Feelings were reported about high and low blood sugar. Inform

ants felt "kooky", "shaky", "goofy", "hyper" and "very active" with high 
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blood sugar. Low sugar made the diabetics "feel shaky" to the point 

where "you feel you are shaking and when you look at your arm, it is 

shaking". "Sometimes in the morning, I wake up and feel all naked if 

you know what I mean — all of the sugar feels like it has gone some

where else" was another description of "low sugar" (Lisa, 10). 

Informants also narrated feeling "drowsy", "funny", "weak" and "less 

active" with low blood sugar. In general, the informant's feelings 

were directed towards self and how others view them. 

Formal Cognitive Age Group 

Diabetes Changes My Life and I Really 
Don't Accept It 

"Diabetes changes my life" was the theme found in a lot of the 

data from interviews. Management skills were done by the informants 

now almost exclusively. The diabetic also expressed more experiences 

with blood sugar reactions which affected their lives. "I really 

don't accept it" appeared to be the underlying theme of living with 

diabetes. 

Management skills which were reported done every day to care 

for diabetes were the following: Insulin therapy, blood tests, taking 

care of high blood sugar, urine tests, taking care of low blood sugar, 

doing charts, diet management, preparation, taking care of problems and 

exercise. One informant's early morning was described as "I have to 

get up and do my blood test before breakfast. After I eat breakfast 

and am ready for school, I take my insulin shot and I have to pack fw 

lunch and get everything ready -- n\y snack and if I'm not coming home 
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in afternoon, another snack". Informants at this age were doing more 

management skills during the day as well as doing almost total self-care. 

Helpful people were primarily supportive or needed for a second opinion. 

Knowledge of diabetics was related with greater details and 

explanations. Informants described insulin as "starts to work after I 

eat", "opens doors of cells so sugar can go in", and "works as hammers 

to pound sugar to urine". Blood tests were used to "measure blood 

sugar" or "tell units of sugar in blood stream". 

Blood sugar reactions were more frequent and described in one 

informant's perspective as "if I do feel shaky and my vision starts to 

blur, I feel like I'm going to die right there. It's really hard to 

explain how I feel 'cause unless I'm into one of my reactions I don't 

really know what it's like" (Roberta, 14). Another informant stated 

"I've done everything perfect so there's no reason for it. I think the 

insulin builds up in my system and then it has a whistle and calls out 

a lot of sugar to help out and that's when I feel so bad". Therefore, 

the informants often had no advance warning of reactions which changed 

their lives. 

"Diabetes changes my life and I really don't accept it" was 

further related by many examples which lead to undertones of non-

acceptance. Bad things about diabetes included the following: "Shots 

and blood tests and not being able to eat what all my friends eat and 

having to take time out of my day to do tests", "whenever I go somewhere, 

there's so much stuff to carry with me" and "I eat a better diet but, 

not my choice". Bad things about diabetes were contrasted by the 
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informants as "time consuming", "being different", "irritating", 

"hurting" and "too much planning". A good thing about diabetes was 

depicted as "through science it will be cured soon". Preferred changes 

in management were to learn "about the insulin pump", a "disc to give 

insulin continuously" and "to get rid of it". Dreams were expressed 

about not having diabetes such as "dream that insulin might build up 

in pancreas" or "dream that pancreas might start working again". Anger 

was recounted as "don't have anyone to be mad at", "mad because I have 

diabetes" and "don't like it". The need to cheat was reported several 

times. Friends "keep me from cheating at school" and helpful qualities 

were "let me cheat some", "help me plan splurges in my diet and keeping 

me from cheating too much". Advice to other diabetics which related to 

non-acceptance were "I don't think anything makes it easier" and "get 

with parents so you can have a treat". One informant stated "you have 

to live with it" and "sometimes I wish I didn't even know about diabetes" 

I Don't Want To Be Different 

"I don't want to be different" was a recurrent theme. One inform 

ant stated the best thing about going to the Diabetes Association support 

group was to find out that "diabetics don't look different — they look 

normal". The following bad characteristics about diabetes were related 

to being different: "Not being able to eat what all my friends eat", 

"having to take time out to do blood tests", "having to say I need to eat 

at such a time", "some people are scared to have me overnight" and "just 

having to be different". Too much planning was emphasized. Informants 

cited "just having to be different is hard because it takes up a lot of 



141 

time — it may not seem like it but it does" and "it's hard to go places, 

especially overnight." 

Diet management was depicted as being different as follows: "I 

don't really plan my diet anymore. The first week I had it accurate to 

the exact amount. I can't be as careful now — I eat what's appropriate" 
> 

(Linda, 10). Diet cookies, jellies, jams and even chocolate were helpful 

food items. Parties and activities presented no problems as long as 

diet drinks were available. 

One informant got tired of doing blood tests because she had to 

take time out of play activities after school. She accounted "one time 

I just wrote them in for awhile so people would think I did them. My 

mother found out and talked to my doctor and I felt guilty" {Roberta, 

14). 

My Feelings Change a 
Lot During The Day 

"My feelings change a lot during the day" was exemplified by 

the informants at the cognitive age group. One informant depicted her 

feelings about diabetes as "I get mad because I have it. I get scared 

and sometimes I'm even happy about it. Sometimes I'm sad. You never 

feel the same" (Roberta, 14). Other feelings about diabetes that change 

were reported as "sometimes I'm scared about not being able to get 

insulin or my doctor and other times, I know things are fine," "some

times I'm glad the subject of diabetes doesn't always come up," "not 

something bad to have and sometimes it's good," "I feel scared and even 

happy and sad," "never feel the same" and "having diabetes has good days 
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and bad days". One informant expressed how her needs change by stating 

"some days when I'm upset and need affection, I want people to pamper 

me and then I want them to know". 

The diabetic expressed feelings with reactions. "Blurry vision", 

"black out", "going to die right there" and "blanks my mind" were 

descriptions of low sugar. High sugar was referred to as "feel weak", 

"want to keep eating" and "sometimes I feel fine". One change that was 

related was "I have more problems with low sugar when I'm nervous or 

in a bad mood" and "I never know when I'll have a reaction". 

Summary 

This chapter contained a description of the researcher-informant 

experience and a presentation of the informants to illustrate background 

that influenced the interviews. Ethnographic data included the follow

ing domains of meaning which were presented separately for each cognitive 

age group studied: (1) "Characteristics of diabetes"; (2) Diabetic 

Management skills done during a 24-hour period"; (3) "Characteristics 

of some diabetic management skills"; (4) "Stages of doing some diabetic 

management skills"; (5) "Things important people do for diabetics"; 

(6) "Advice to other diabetics"; (7) "Preferred changes in diabetic 

management"; (.8) "Equipment needed for some management skills"; and, 

(9) "Feelings you have when you're diabetic". 

Cultural themes were identified with further analysis. The 

themes differed for each cognitive age group studied. Cultural themes 

for the preoperational cognitive age group included "diabetes and 
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management skills result in few changes in my life", "being different 

is fine" and "feelings with diabetes are vague and changing". The 

concrete cognitive age group's themes were "life is changing because 

more knowledge is incorporated into diabetic management", "being 

different evolves" and "feelings come with high and low blood sugar or 

awareness of self". Lastly, "diabetes changes my life and I really don't 

accept it", "I don't want to be different" and "my feelings change a 

lot during the day" were cultural themes for the formal cognitive age 

group. 



CHAPTER V 

CONCLUSIONS 

The conclusions of this research project are presented in this 

chapter. Cultural themes and the conceptual orientation, findings and 

the review of literature, recommendations for the care of diabetic 

children and recommendations for further research will be discussed. 

Cultural Themes and the Conceptual Orientation 

The questions to be answered by the research project were as 

follows: What self-management skills do children with diabetes of 

different cognitive stages practice? What cultural knowledge directs 

their behavior? Constructs of the conceptual orientation were culture, 

chronic illness management and development. The constructs were linked 

to the following empirical concepts: The child's eye view, self-manage

ment skills of diabetes and stages of cognitive development. Ethnographic 

interviewing (Spradley, 1979) was used to uncover the child's view and 

perspective of self-management skills. Joseph (1980) defines self-care 

as the practice of activities that individuals personally initiate and 

perform on their own behalf and well-being. Children may not be totally 

independent in this process. Therefore, self-management skills related 

included information on what skills the child was able to say were 

initiated during the day and their degree of knowledge about performing 
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the skills which included people who share iri the responsibility of 

self-care. The child's eye view on management skills was reflected. 

Stages of cognitive development were incorporated into the study by 

interviewing two children in each of three different cognitive age 

groups as proposed by Piaget (1969). Taxonomical analysis and the 

development of cultural themes were done separately for each group. 

Three cultural themes were derived for each cognitive stage 

or age group. "Diabetes and management skills result in few changes in 

my life", "being different is fine" and "feelings with diabetes are 

vague and changing" were cultural themes developed for the preoperational 

cognitive age group. "Diabetes and management skills result in few 

changes in my life" can be related to the concept of self-management 

skills of diabetes. Diabetics of this age were able to report on 

management skills initiated during the day but their actual participation 

was minimal in insulin shots, blood tests, urine tests, taking care of 

high blood sugar and low blood sugar and eating. Informants helped by 

"letting mom know when I need one", "wiping my finger with alcohol", 

"playing hard", "asking teacher for orange juice" or "making some of ny 

snacks like fruit". The girls were partial participants in self-care 

with mothers and fathers being the most important in sharing self-care in 

most areas. The informants practiced self-care in playing and were able 

to state when they played, kinds of play and reasons for play. Overall, 

the self-management of skills posed few problems or changes in this age 

groups lives. 
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"Being different is fine" can be related to the child's eye 

view. The goal of ethnography is to "grasp the native's point of view, 

relation to life and realize his vision of his world" (Spradley, 1979:3). 

The children interviewed were able to report on what they observe in the 

world. "One good thing is that nobody else has it in the school" and "I 

have to play more because it helps and it's good for me and that's fun" 

were examples where children relayed their experiences of being different 

as fine. 

The last cultural theme of the preoperational cognitive age group 

was "feelings with diabetes are vague and changing". This theme can be 

applied to the child's eye view and stages of cognitive development. The 

child at this age was unable to generate detailed accounts on feelings 

out of their own personal, social and cultural backgrounds. Experiences 

with feelings had been limited in the past. Thinking for children in 

the preoperational stage was literal and concrete and primarily in the 

present which is portrayed by examples of feelings such as "diabetes 

isn't fun", "don't like diabetes" and "sometimes I like diabetes and 

sometimes I don't". 

"Life is changing because more knowledge is incorporated into 

diabetic management" was a theme of the concrete cognitive operational 

group and can be related to self-management skills of diabetes. Self-

care was more extensive but mothers and fathers were still important in 

sharing self-care responsibilities. One informant was doing her own 

test and her Mom would help out by "cooking for me", "telling me when 

I've had enough to eat", "calling the doctor for me" and "telling me 
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what to do when I'm sick". This informant's mother and father were 

available when the child expressed the need for help. The other 

diabetic's father was doing her shots and blood tests but she had an 

active role in helping such as "I give Dad the alcohol, cotton and a 

clean syringe" or "I'm learning to do my blood tests and know that 80 

is good". This informant did her urine tests by her self and knew how 

to alter her fruits and breads according to the results. Both children 

could take care of high and low blood sugar, keep records, clean up, 

watch their diet and play and exercise. 

The second cultural theme depicted for the concrete age group 

was "being different evolves". The child's eye view can be expressed 

through this theme as children verbalize tacitly and explicitly how 

they see themselves in their world. The informants compared themselves 

with other children more. "I can't eat what other kids eat" and "one 

girl used to be a good friend but all she eats is junk" portrayed this 

comparison and increasing sense of being different. Informants also 

accounted more references about being normal such as "just have fun 

as if you're normal". The girl: had more experiences to generate 

these thoughts at this age. 

"Feelings come with high and low blood sugar or awarness of 

self" can be compared to the child's eye view and stages of cognitive 

development. "Hurting inside because kids tease me" and "mad because 

the kids ask me about niy tests — it's embarrassing" are examples where 

the child is able to think concretely but solve problems by trial and 

error and judge actions by logical effect. Feelings expressed, in 
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general, were based on the child's perspective and more detailed. One 

child was able to distinguish the difference between feelings with 

high blood sugar and low blood sugar as "basically, you feel more 

active and shaky with high blood sugar and shaky and less active with 

low blood sugar". 

The first cultural theme that evolved from interviewing inform

ants of the formal cognitive age group was "diabetes changes my life 

and I really don't accept it". This theme can be compared to self-

management skills of diabetes and the child's eye view. Self-care was 

depicted by the informants to be almost independent. The girls express

ed a need to "obtain a second opinion" or"need someone to help me when 

I'm sick" but no other one person was responsible for any of the care on 

a daily basis. The diabetics did self-management by doing insulin 

therapy, doing blood tests, taking care of high and low blood sugar, doing 

urine tests, recording charts, managing diet, preparing, exercising and 

taking care of problems. The child's perspective was still the main 

focus and informants were able to report explanations, examples and 

details on aspects of diabetes management. The child's eye view was also 

important in determining "I really don't accept it". The girls gave many 

accounts of non-acceptance such as "through science diabetes will be cured 

soon" and "I dream that my pancreas will start working again". 

"I don't want to be different" is another example where inform

ants were able to express their vision of the world. The child's eye 

view is the focus as the children provide accounts of the meaning of 

feeling different in their lives. "I don't want to be different" was 
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stated outwardly as well as less obvious by "I was so glad to see that 

diabetics looked normal", "I don't like diabetes because I have to take 

time out to do tests", "it's hard to go places" and "parties and activities 

are O.K. if there is diet stuff available". 

The last cultural theme was "my feelings change a lot during the 

day" can be related to the child's eye view and stages of cognitive 

development. Feelings are recounted by informants from their personal, 

social and cultural backgrounds. Increased biological maturation and 

experiences with the environment enable the informants to recite many 

detailed feelings. Thinking at this age included present and non-present 

references, concern about the possible and formal logic. "Sometimes I'm 

scared about not being able to get my doctor", "having diabetes has good 

days and bad days" and "I sometimes feel like dreaming about not having 

diabetes" were examples of how these girls used the principles. 

Findings and the Review of Literature 

The findings reported so far can also be discussed in terms of 

the review of literature. Culture of childhood and the child's eye 

view, self-management of diabetes and stages of cognitive development 

will be related to the findings. 

Culture of Childhood and the Child's 
Eye View 

This study involved interviewing children using Spradley's (1979} 

protocol for ethnographic interviewing. The goal of ethnography is to 

grasp the native's point of view or the child's eye view in this case. 
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Children give accounts of their experiences by reporting details out of 

their social, personal and cultural backgrounds (Goodman, 1970). 

Research by Harre (1974), Aamodt (.1972) and Spradley (1979) have supported 

that the culture of childhood can be separate from the culture of adult

hood. Culture of childhood reports on what children see as they observe 

their world. 

Many researchers have successfully revealed the culture of 

childhood in varying situations (Goodman, 1970; Aamodt, 1972; Ory, 1980; 

Steward, 1975; Munoz, 1981; Burlington, 1981). This study also success

fully portrayed the culture of children with diabetes by using ethnographic 

interviews (Spradley, 1979). Taxonomical data portrays the cultural 

information for children of three cognitive age groups. 

Goodman's (1970) studies have depicted attention and cultural 

patterning to children's learning. Children in this study appeared very 

attentive and eager to participate in the study. Furthermore, the 

children were excited to try tasks that they hadn't done before. For 

example, one informant had never had any experience in handling a syringe. 

This child could recount much of what her mother did daily and completed 

the task much better than would be expected. Goodman (1970) states this 

intense eagerness is manifested very early in life. Learning is further 

motivated by cultural patterning which includes expectations and role 

definitions or directions for proper behavior. 

Children in the preoperational age group in this study are given 

few expectations in regards to their diabetes. Cultural push by adult 

urging was scarcely visible as well as cultural pull which consists of 
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rewards and recognitions. Instead, children were seen as being guided 

to minimize the number of changes diabetes could pose on their lives 

and by parents doing everything possible for the child. 

Anderson (1981) studied parents of children with chronic ill

ness using ethnographic interviewing. The phenomenon of normalization 

was the strongest notion among parents. Emphasis was on deconstructing 

the disease label and emphasizing the normality of the child. Anderson 

(1981) further reported that the prevailing attitude reflected an ideology 

which has emerged in the helping professions to play down deviant labels. 

Anderson (1981) cited many inconsistencies between parents' accounts of 

children as normal and actual everyday practices. 

This study on the child's eye view of diabetes revealed that 

children also were pushed toward normalization even though this attitude 

was inconsistent with their life. Goodman and Lockness' (.1970) study 

on obligations and responsibilities of four year olds validated that 

compared to other cultures, American children's expectations were de

creased. The study also showed that children carried out responsibilities 

regularly. In addition, children in the concrete and formal age groups 

were seen as having more cultural push to do their tests but few rewards 

or recognitions for doing them. Children were seen to progressively deny 

diabetes. 

Self-Management of Diabetes 

An objective of self-management is to educate the patient toward 

a level of knowledge and understanding of diabetes so that the patient 

can take more responsibility in their care. Physical and emotional health 
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should reach optimum levels. Literature provides the health care member 

with multiple manuals on teaching self-management skills such as urine 

testing, blood sugar determinants, insulin injections and adjustments, 

diabetic reactions, exercise and diet regimens (Etzwiler, 1980a; Abbis, 

1981; Chase, 1979; Travis, 1978). No measurement or assessment guides 

were noted for determining whether physical and emotional health were 

reaching optimum levels. Interviewing patients in a similar manner as 

done in this study can help determine how the patient views self. 

Children in this study were all considered by their physicians to be 

relatively well-adjusted diahetics. However, an escalation of non-

acceptance was seen in the following cultural themes that were derived: 

"Diabetes and management skills result in few changes in my life", "life 

is changing because more knowledge is incorporated into diabetic manage

ment" and "diabetes changes n\y life and I really don't accept it". 

Studies reviewed in the literature focused on multiple errors 

in management skills (Shenfield, 1977; Eptstein, 1980; Johnson, 1982). 

Studies by Etzwiler (.1962) and Johnson (1982) which were done to gain 

insight into what diabetic children know about diabetes showed that 

their knowledge was simplistic. Etzwiler (1962) stated that children 

should be twelve to thirteen before self-care is instituted and Johnson 

(1982) felt that parents and children's knowledge lacked sufficient 

understanding to make accurate management decisions. 

The findings in this study showed a first-hand account of what 

children know and do. Task-related procedures were done also. Children 

were seen as being able to do more than was expected of them. Knowledge 
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of diabetes increased with age but all of the children possessed 

enough knowledge to make certain management decisions. It appears 

that more teaching should be centered around teaching children how to 

make management decisions. 

Stages of Cognitive Development 

Studies on cognitive development by Campbell (.1975), Perrin (1981) 

and Simeonsson (1979) exemplified the commonality of greater cognitive 

development with age across a range of phenomenon examined. Taxonomical 

comparison showed differences in cultural data for the three cognitive 

age groups studied -- preoperational, concrete and formal operations 

(Piaget, 1969). 

Informants in the preoperational stage relayed their experiences 

in an egocentric manner. There was little awareness of how other people 

perceive them which is shown by the cultural theme "being different is 

fine". The lack of centration, where fewer dimensions of a problem are 

focused upon, and literal thinking were important factors in the cultural 

themes "diabetes and management skills result in few changes in my life" 

and "feelings with diabetes are vague and changing". 

Concrete children were less egocentric and became aware of how 

other people view them as was portrayed in "being different evolves", 

"life is changing because more knowledge is incorporated into diabetic 

management" and "feelings come with high and low blood sugar or awareness 

of self". Understanding others' viewpoints, past and future references, 

problem solving by trial and error and judging actions were present in 

the cultural themes. Objects were still concrete. 
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Children of the formal cognitive age group were able to deal 

with several aspects at a time and think about possible solutions. The 

child believed in own beliefs and was capable of scientific reasoning. 

These concepts run in the following cultural themes of the formal 

cognitive operations group: "Diabetes changes my life and I really 

don't accept it", "I don't want to be different" and "niy feelings change 

a lot during the day". 

The younger child organizes and adapts differently than the 

older child which was seen in the presentation of all cultural themes. 

The types of behavior the child exhibited at different stages of develop

ment changed as a result of biological maturation and experiences with 

the environment (Ault, 1977). 

Recommendations For The Care Of 
Diabetic Children 

This study has shown what it is like to be diabetic from the 

viewpoints of children of three different cognitive stages. Knowledge 

of how children interpret their experiences and how those experiences 

guide their behavior can be incorporated into many assessment measures. 

Admission forms to the hospital should include questions which allow the 

child to express their views and state what they know. Research shows 

that parents' and children's viewpoints are often different and children 

are capable of formulating this information {.Ory, 1980; Goodman, 1970). 

The parents' view should be elicited separately. 
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Diabetic assessment forms and questionnaires should be developed 

from information uncovered by this research and/or from similar inter

viewing to decrease terminology that is too difficult or unfamiliar to 

the child. Developmental profiles of diabetic children can be formulated 

from this data and be used in teaching diabetics and health personnel 

what it's like to be diabetic. 

Diabetic children should have on-going assessments to uncover the 

child's view. Hospitalization or biannual visits to the physician would 

be ideal times for assessments. Health personnel can then determine if 

physical and mental health are reaching optimum levels. 

Changes in teaching/learning processes should include parents, 

children and health care members. Parents and health personnel need to 

be aware of the child's eagerness to learn and enhance this motivation. 

By taking time to find out what the child can do, the child can be given 

new tasks to do for their care. Teaching needs to include management 

decisions that children can do and build on. Cultural patterning, by 

parents and health professionals, needs to include more expectations and 

rewards and recognition for accepting and carrying out tasks and manage

ment decisions rather than protecting children and rewarding them in ways 

that help to deny their diabetes. 

Data from this study shows that children are able to do more than 

they actually do. Children can easily do more with proper guidance and 

recognition. The concept of partial self-care which escalates to total 

self-care with maturity needs to be emphasized. It is probable that an 

increased emphasis and recognition on the realism of being diabetic 
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consistencies presented by emphasizing being normal when it is obvious 

that everything cannot be normal. One aspect of the realism of diabetes 

would still include possible scientific break-throughs in the future but 

these possibilities should not be built up to such perverted degrees. 

The fact that day-to-day coping can be difficult needs to be 

discussed openly with diabetics. Communication skills can be improved 

by teaching them directly and concepts of stress management can be 

instituted into care at an early age. Many children interviewed by this 

researcher reported good feelings with being interviewed because they 

devoted some attention to what was going on with their diabetes. 

Diabetic support groups, where children share feelings and problems are 

important (Jelneck, 1977). However, children should be able to deal 

with stress individually or at home as well. 

This study has shown that cognitive, and consequent verbal, 

abilities of children vary. An increased awareness of how children 

think at different age groups needs to be incorporated into patient, 

parent and health team teaching and learning processes. 

The Idea that sugar fluctuations may have a large effect on the 

diabetic's mood was found in some instances. Diabetic children need to 

be made aware that the way they are feeling may be related to control and 

actual blood sugars. Children could check their blood sugars accordingly 

and begin to formulate personal profiles of changes. Children could 

eventually control many of these fluctuations through diet and insulin 

or at least be aware of why they are feeling a certain way. 
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The health team members need to be aware that many of concepts 

and principles learned through studies such as this one on diabetics can 

be related to other chronic illnesses. Therefore, as well as using 

information entailed in diabetic teaching, principles can be added to 

information of a non-categorical approach (Stein, 1982) of chronic 

illness. 

Recommendations for Further Study 

1. Replication of this study with more children to increase 
and validate current data. 

2. Replication of this study with male diabetics. 

3. Replication of this study comparing male and female 
diabetics. 

4. Replication of this study comparing well-adjusted diabetics 
to pathologically-adjusted diabetics. 

5. Replicate the study with children one to two years apart 
in age to determine more detailed changing points. 

6. Interview diabetics who are now adults about their experiences 
when children and what effect these experiences have had on 
their lives and acceptance of diabetes. 

7. Narrow focus of study to management decisions and interview 
more children. 

8. Narrow focus of study to acceptance of diabetes and interview 
more children. 

9. Interview children to see how an internal or external locus 
of control affects the experiences reported. 

10. Interview children with other chronic illnesses tasthma for 
example) and see how behaviors and coping practices are similar. 
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APPENDIX B 
* 

DISCLAIMER 

Self-Management Skills of 
Diabetic Children 

I am asking you to help me with a research project about taking 

care of your diabetes. I will be asking you what kinds of things you 

do during the day to keep your diabetes under control. I want you to 

tell me as much as you can about everything. I will help you by 

asking questions. I am also interested in knowing what others do to 

help you. I will ask you to show me how you do some of your tests at 

home. 

I would like to talk to you about 30 - 60 minutes at a time. I 

will need to talk to you three or four times. We will probably talk 

by ourselves at your home. If you really want someone with you, it 

will be all right. I will need to use a tape recorder when we talk so 

I can remember everything. 

The information you give me will be a part of my research study. 

Along with information given to me by other children, I hope to under

stand your needs and what you are able to do. I will do this by 

writing this study as a book that will be in a medical library. I may 

also use this information in future studies. Your name will not 

appear in this book or any future writing, so you don't need to worry 

1 5 9  
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about other people calling you to ask questions. Dr. told 

me you would be a good person to ask to help me so he/she may ask you 

a few questions. You do not need to pay me anything to be in this 

study. I, also, cannot pay you anything. What you do for me in this 

study should not hurt you in any way. 

If at any time you decide you cannot answer a question or 

cannot help me any longer, you just need to tell me. It will not make 

a difference in the way I treat you. If you have questions, you can 

call and ask me and I will give you answers at any time. 

I want you to keep this paper so you can read it or have your 

parents read it to you in case you forget what I have told you. 

Thank you. 

Mary Halvorson, R. N. 

Graduate Student 
College of Nursing 
University of Arizona 
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