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ABSTRACT 

This exploration of pain perception in children with leukemia 

addresses the question: How do school-age children being treated for 

leukemia in an ambulatory pediatric oncology clinic perceive and 

express pain? Ethnographic interviews, observations and a visual analog 

scale were used to collect data with five informants. 

The findings include: the research informant experiences, 

ethnographic domains of meaning, behavioral responses to and 

informants' ratings of the severity of a painful experience, and 

cultural themes. Domains of meaning are: "Stuff that hurts,", "Things 

kids do when something hurts," "Things that keep it from hurting so 

much," "Things that make the hurt worse," "Things others do for me," 

"Pain," "Feelings," and "Talking about it." Cultural themes are: "Kids 

don't like painful surprises," "It hurts worse if you don't hold 

still," "Feelings vary among individuals," and "Perceptions of pain 

change and evolve as a child develops. 

viii 



CHAPTER 1 

INTRODUCTION 

Pain is an important concept for use in nursing practice. It is 

the single most frequent reason why people seek health care for them

selves and their children. The diagnostic and therapeutic procedures we 

use to identify and treat illness are also often painful. Nurses are 

the health professionals most consistently available to patients 

experiencing pain. This study explored the child's perception of pain. 

If we are to be helpful in alleviating pain in our child clients, we 

must first understand how pain is perceived by children. 

Pain is an elusive phenomenon, a complex multidimensional 

experience. Bonica (1979, p. 250) describes it as, "an unpleasant 

sensory and emotional experience associated with actual or potential 

tissue damage, or described in terms of such damage." Pain is hard to 

describe from someone else's point of view, considering the 

subjectivity involved. As McCaffery (1972, p. 11) put it, "Pain is 

whatever the experiencing person says it is, and exists whenever he 

says it does." 

In the past it was believed that children do not feel pain, or 

feel pain but do not remember it (wachter-Shikora, 1981). Myelination 

of sensory fibers begins prior to the birth of an infant and continues 

to age nine. At birth, the fibers have the beginning capacity to carry 

rapid pain impulses and this capacity continues to develop. Slow pain 
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impulses are carried by unmyelinated fibers already present at birth. 

This is evidenced by an infant's reaction to a pinprick. Layering of 

the memory process begins in the womb, and this layering of memories in 

the cortex is "critical to evaluate and respond to pain in a cognitive 

(problem-solving) manner" (Wachter-Shikora, 1981, p. 325). As early as 

four months the infant's reactions are "modified patterns that have 

emerged both from his innate perceptual response and the caretaking 

environment" (Poznanski, 1976). Childhood experiences of pain could be 

critical determinants for future responses to pain. Cultural background 

also seems to have a major influence on an individual's expressive 

style in response to pain (Zborowski, 1952). 

Statement of the Problem 

Many factors influence the quality of pain in children. These 

factors are physiological, psychological, socio-cultural and 

developmental. The major concern of this study was the perceptions 

children have of pain. The child suffering from leukemia experiences 

repeated painful diagnostic and therapeutic procedures. Therefore, the 

problem for this exploratory study was: How do school-age children 

being treated for leukemia in an ambulatory pediatric oncology clinic 

perceive and express pain? 

Statement of the Purpose 

The purpose of this study was to learn about the perceptions of 

pain held by children. In the course of treatment for disease, leukemic 

children must deal with repeated painful medical procedures. How do 
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these children describe pain? What behaviors accompany the sensation of 

pain? What meaning does the experience of pain have for the child? 

Knoweledge about children's perceptions can be integrated with existing 

knowledge about variables which influence the quality of pain to help 

health care professionals intervene appropriately during painful 

procedures. 

Conceptual Orientation 

A structural model (see Figure 1) has been designed to demon

strate the concepts and hypothetical relationships guiding this inves

tigation. The major concepts to be addressed are culture, human 

response and health care. The study explored the child's cognitive view 

of and responses to painful experiences. 

Culture 

The concept of culture is defined by Spradley (1978, p. 5) as 

"the acquired knowledge that people use to interpret experience and 

generate social behavior." Children learn their culture by observing 

and listening to others, and making inferences about rules for 

behavior. This includes appropriate behavior while experiencing pain. 

Childhood represents a social-cultural system uniquely different from 

adulthood. The concept of a culture of childhood is found in the work 

of Mary Ellen Goodman (1970). Goodman believes that children have a 

culture of their own and that they learn from each other many 

definitions for phenomena around them. Research has been conducted on 

the child's view of alopecia (Aamodt, Grassl-Herwehe, Farrell & Hutter, 
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Level 

I Culture Human Response 

II Culture of 
Childhood 

Human Responses — 
in Childhood 

III 

Health Care 
i 
i 

I 

Health Care 
Environment 

Ambulatory 
— Pediatric 

Oncology 
Health Care 
Environment 

Child's Responses 
During Pain 
Experience 

Child's Cognitive 
View of Pain 
Experience 

Tentative relationship 

Figure 1. Conceptual Orientation of Perceptions 
of Pain in Leukemic Children 
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1984), the child's view of the pediatric oncology clinic (Porter & 

Aamodt, 1983), the child's view of illness (Bibace & Walsh, 1980), and 

the child's concept of death (Stichler, 1972). 

This study views culture as a cognitive system; Piaget offers a 

means of understanding the cognitive system of a school-age child with 

his theory of cognitive development. Piaget theorizes that children 

pass through stages in the development of logical thinking. One stage 

follows another in a continuous fashion, with each stage having unique 

processes which a child must master before he is capable of going on to 

the next stage. Mental processes in which representations of objects 

and events are organized in the mind, characterize the stage of 

concrete oprations. This stage covers the approximate ages of seven to 

twelve, beginning after successful transition fcom the preoperational 

stage where symbolic thought and intuitional rej.resentation predominate 

(Richmond, 1970). The child can now form concepts of classes, 

relationships and numbers, which expands his view of the world. As a 

result of his ability to handle classes, the child becomes aware that 

many factors may be at work in a given situation, and he will attempt 

to separate one from the other. The child's cognitive view of a painful 

experience is thus influenced by his cognitive development. 

Human Response 

Human response refers to the behaviors and feelings which 

result from an interaction with another person or the environment. 

While each individual is unique, he is also a composite of common 

characteristics within a normal, given range of response (Neuman, 
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1980). Human responses are variable among and within individuals. 

Responses in childhood are influenced by the age and personal history 

of the child, the setting, and the situation. 

Health Care 

Health care is a multidimensional system of interactions 

between clients and health care providers with the goal of strengthen

ing lines of defense against stressors, restoring equlibrium or promot

ing optimal functioning (Neuman, 1980). The health care environment can 

encompass any setting where care is provided. The health care environ

ment has the patient as its center, and includes other factors such as 

the physical setting, time of day, the people present, and background 

activities. For this study the setting is a clinic examination or 

treatment room in an ambultory pediatric oncology clinic during a 

school-age child's routine appointment to receive treatment for 

leukemia. 

A child's perception of pain represents a complex interaction 

between his cognitive view of a pain experience and his responses, 

behavioral and emotional, to that experience in a given environment. 

Definition of Terms 

For the purpose of this study, the following definitions of 

terms were utilized: 

1. School-age child: The person, age five to twelve years, who is 

regularly subjected to painful diagnostic and therapeutic pro

cedures as part of a treatment regimen for childhood leukemia. 



Ambulatory pediatric oncology clinic: The health care environ

ment where treatment is administered. This includes the child 

client, the physical environment of the outpatient clinic; the 

oncology nurses, social worker, physicians and students 

encountered during the course of the clinic visit; family mem

bers and other patients; and procedures and interactions that 

occur in the clinic setting. 

Perception: The act of becoming aware or understanding through 

a complex interaction of stimulus characteristics, motivational 

drives and evaluation of past experience. 

Pain: "An unpleasant sensory and emotional experience associ

ated with actual or potential tissue damage, or described in 

terms of such damage" (Bonica, 1979, p. 250). 

Expressed pain: Characteristics of pain that school-aged child

ren are able to communicate through words, behaviors, or use of 

of a scale. 

Assumptions 

Children perceive pain in a unique manner that depends on the 

interaction of psychosocial, neurophysiologic and developmental 

variables. 

Leukemic school-age children experiencing painful diagnostic 

and therapeutic procedures will communicate their feelings, 

experiences and personal reactions to pain. 
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Summary 

This chapter presents the statement of the problem, the state

ment of the purpose and the conceptual orientation guiding this explor

ation of perceptions of pain in children with leukemia. The concepts 

addressed include the child's cognitive view of the pain experience, 

the child's reponses during the pain experience and the ambulatory 

pediatric oncology health care environment. 



CHAPTER 2 

REVIEW OF THE LITERATURE 

This chapter presents theories and/or research relevant to the 

study of perceptions of pain in children. The major topics that will be 

covered are pain, pain in children, childhood leukemia, and pain, and 

measuring pain. The theories will be addressed first, followed by the 

applicable research. 

Pain 

Theories of pain data back to Aristotle. Aristotle's affect 

theory viewed pain as an emotion that colored all sensory events (Kim, 

1980). In this theory, pain was seen as the opposite of pleasure. Since 

then, theories have taken a more biophysiological approach. The 

specificity theory proposed by Von Frey (Frey, 1895) as described by 

Melzack (1973) argued the existence of specific pain receptors in 

tissues that when stimulated send impulses along pain fibers and 

pathways to a pain center in the brain. The pattern theory was 

developed by Goldscheider (1894) as an alternative to the specificity 

theory. Melzack (1973) reviewed this theory as well, describing a 

rapidly conducting fiber system where temporal and spatial patterns of 

nerve impulses evoke pain. 

9 
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In the 1960's, Melzack and Wall (1965) rejected both the 

specificity and pattern theories and proposed their famous gate control 

theory of pain (Melzack & Dennis, 1978). In this theory the substantia 

gelatinosa at the dorsal horn of the spinal cord functions as a gate 

control mechanism to modulate sensory input from the skin. The system 

interacts with motivational drives activated through stimulation of 

reticular and limbic structures and neocortical or higher central 

nervous system processes, such as evaluation of past experience, to 

provide perceptual information (Melzack & Wall, 1970). The gate control 

theory integrates the three traditional pain theories, and contributes 

to the understanding of delays, summation, and many other properties of 

pain, but still does not fully explain the affective dimension of pain. 

Additional clinical research is needed to generate information that can 

help make pain theories more comprehensive. 

Research studies on pain may be divided into two groups: 1) 

physiological and 2) sociopsychological. The physiological studies 

concern themselves with identifying the functions of neurophysiological 

systems in the pain mechanism. Sociopsychological studies examine the 

effects of cultural, social and psychological variables on pain 

perception (Kim, 1980). Since nursing is concerned with pain as a human 

experience, the sociopsychological research will be addressed here. 

Much research has been done with adult subjects. These studies 

have assessed the influence of several variables, including demo

graphic, information available to the subject, distraction, modeling 

and culture, on pain threshold, tolerance and response. While some 
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inconsistencies have arisen due to confounding variables, such as diag

nosis and the variety of pain measures used, research has identified 

relationships between pain and demographic variables such as age, race, 

and sex. In a laboratory study of 41,119 subjects (Woodrow, Friedman, 

Siegelaub & Collen, 1972), age was found to be related positively to 

pain threshold and negatively to pain tolerance. In other words, as one 

gets older a stimulus must be more intense before it is perceived as 

painful, but tolerance of pain decreases with advancing age. The 

results also showed that, on the average, men tolerate more pain than 

women, and Whites tolerate more than Orientals with Blacks occupying 

the intermediate position. Other studies have found no significant 

differences in pain response between Black and White or Black, White 

and Puerto Rican patients (Winsberg & Greenlick, 1967; Weisenberg, 

Kreindler, Schachat & Werboff, 1975). 

Studies examining relationships between information and pain 

conclude that subjects who receive information about a forthcoming pain 

experience indicate less distress than subjects who receive no 

information (Johnson, 1973; Saub & Kellet, 1972; Johnson & Rice, 1974). 

Control over pain, distraction, and presence of a tolerant model are 

all variables found to reduce pain perception or increase tolerance in 

adult subjects (Staub, Tursky & Schwartz, 1971; Barber & Cooper, 1972; 

Craig, Best & Ward, 1975). 

The idea that culture influences response to pain was 

established by the classis work of Zborowski (1952, 1969). Zborowski 

reported on four groups of patients. Two groups, Old-Americans and 
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Irish-Americans, tended to inhibit pain expression, while the other 

two, Italian-Americans and Jewish-Americans, encourage expressions of 

pain. Each group inhibits or encourages expression of pain for 

different reasons. For example, Italian-Americans appear to utilize 

expression of pain to rally support and are satisfied with relief of 

pain, while Jewish-Americans wish attention directed to the underlying 

cause of pain, fearing the worse. Differences among cultural groups in 

attitudes toward pain influences pain tolerance and expression (Tursky 

& Sternbach, 1967), but not pain threshold. 

Pain in Children 

Developmental differences between children and adults influence 

psychologic as well as physiologic responses to pain. In order to 

demonstrate how early childhood experience relates to the shaping of the 

pain experience, it is necessary to adopt a developmental approach when 

viewing pain in children (Pilowsky, 1978). By the end of the first week 

of life, most infants respond immediately to a pinprick by crying and 

diffuse body movements. Between three and ten months the infant begins 

to localize the stimulus and withdraw the extremity. Eight to fifteen 

month old children bring their hand to the area, and as they continue 

to develop the children may rub the .area or attempt to push the stimulus 

away. Finally, the child is able to anticipate application of the pin 

and protect himself from it. The developmental sequence progresses from 

general localization to specific localization (McGraw, 1945). "Specific 

localization is well-established before the child achieves integration 
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of the various centers which permit adequate appraisal of the situation 

and a masterful response" (McGraw, 1945, p. 104). In a study using 

behavioral observations of children ranging in age from two to 24 

months, Craig, McMahon, Morison and Zaskow (1984) noted developmental 

changes in pain expression provided by injections. 

The literature in pediatric medicine is generally lacking in 

information on the experience of pain in children. A search of medical 

literature over a five year period (Eland & Anderson, 1977) found 

articles dealt almost exclusively with differential diagnosis or 

diagnostic examinations rather than pain behaviors, assessment or 

interventions. Studies in the areas of psychology and nursing have 

addressed such variables as pain thresholds in children, the influence 

of modeling, the effects of culture, and children's perceptions of 

pain. 

In a study of pain thresholds in children from five to 18 years 

of age, Haslam (1969) found the results to be consistent with that of 

studies using adult subjects, namely that the younger the subject the 

lower the pain threshold. Eland and Anderson (1977) in a review of the 

literature found no sex differences in children's sensitivity to pain 

in the few research studies that address the gender variable. 

The influence of modeling on responses to injections was 

assessed by Vernon (1974). Thirty children, age four to nine years, who 

were scheduled for injections prior to surgery, were divided into three 

groups. The no-pain-movie group saw a film depicting children receiving 

injections from a nurse without apparent pain, fear or emotional 
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behavior. The pain-movie group differed in' that the movie subjects on 

receiving the injection winced, said "Ouch," and seemed to frown or 

pout. A third group did not see a film. There were no significant 

differences in response to threat of injection, with all three groups 

becoming equally upset when the injection was imminent. However, 

behaviors the children exhibited while receiving the injection led 

investigators to conclude that the children who viewed the pain-movie 

appeared to experience the least pain from their injections, and the 

no-pain-movie group the most. This may have been due to the children's 

perceiving the pain-movie as more realistic, and therefore a product of 

receiving appropriate sensory information rather than a modeling 

effect. 

A child's cultural system influences his attitudes toward and 

response to pain. With every painful experience he learns about 

acceptable attitudes toward pain by being reinforced for culturally 

appropriate behavior, or punished for inappropriate responses to pain 

(Abu-Saad, 1981). Abud-Saad (1984) has studied children age nine to 

twelve, from different cultural backgrounds and concludes that while 

causative factors of pain are likely to be universal, the words and 

their meanings used by school-age children to describe pain vary from 

one cultural group to another. 

Four studies dealing with perceptions of pain in children were 

identified. A survey of 74 fifth graders' concept of pain was made by 

Schultz (1971). One of the instructions Schultz gave the children was, 

"Underline no itiore than two of the following: When I have pain I feel 
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afraid, brave, nervous, like crying but I don't, like crying and I do." 

In response to the choices listed, 21 of 38 boys selected brave. 

However, 12 of these also selected nervous, afraid, or like crying but 

I don't. Only four of 36 girls selected brave. Fear and anxiety were 

apparent in the children's response to the question, "What does pain 

mean to you?" In an attempt to describe the "Pain experience," 

(Savedra, Gibbons, Tesler, Ward & Wegner, 1981), a questionnaire was 

administered to 114 children from two schools and 100 hospitalized 

children. It was concluded that nine to twelve year olds can identify 

causes of pain, select words that describe pain, and express how they 

feel when in pain. A limitation to this study is that rather than 

expressing feelings or describing pain in their own words, children 

circled words on a list provided by the investigators. Scott's (1978) 

exploration of children's perception of pain also involved forced 

choices. In this case children chose from boards depicting nine colors, 

six textures and four shapes. The child's view of pain was examined by 

Jerrett (1985) using drawings and interviews. She found that children 

from five to nine years of age could identify internal and external 

sources of pain and were able to recall a wide range of strategies they 

used to help manage their pain. 

Childhod Leukemia and Pain 

Chi.ldhood leukemia has been likened to a hurricane with five 

possible stages: reconnaisance, shock, eye, trailing edge and aftermath 

(Burgert, 1972). Just as the hurricane has these stages, leukemia has, 
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respectively, the stages of referral, diagnosis, remission, relapse and 

terminal illness, and aftermath. Burgert (1972) observed that children 

with leukemia displayed a full range of emotions such as anger, fear, 

depression, anxiety reaction, acceptance and hope. 

A • tendency toward greater passivity toward diagnostic and 

therapeutic procedures was noted by Richmond and Weisman's (1959) 

observations of children with leukemia and other malignancies. Five 

years later, Knudson (1960) found children in the six to ten year age 

group to be particularly fearful of procedures such as venipunctures 

and bone marrow aspirations. Studies done since that time support 

Knudson's findings, namely that children with cancer express a greater 

degree of anxiety toward and awareness of intrusion into their body 

integrity (Beardslee & Neff, 1981; Spinetta, Rigler & Karon, 1973; 

Spinetta & Maloney, 1975). The pain associated with unpleasant 

procedures may be heightened by the child's anxiety concerning the 

outcome of the tests, and his feelings of helplessness (Ross & Ross, 

1984). 

Measuring Pain 

Children sometimes have difficulty in communicating their pain. 

Some of the instruments that have been used to assess pain in children 

are observations of behaviors, pain scales and interviews. 

In a study (Hester, 1979) to assess the validity of behavioral 

responses to pain, 44 children, age four to seven years, were observed 

at an immunization clinic for vocal, verbal, facial and motor responses 
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to pain, and asked to complete two pain scales, Eland's Projective Tool 

and Hester's Poker Chip Tool. Hester's results suggest that the child's 

vocal and verbal responses are indicative of the amount of hurt 

experienced by a child, while motor behavior and facial expressions may 

be used by children to abate pain. Varni (1984) supports the use of 

behavioral measures of distress, citing the reliable and valid 

assessment instruments developed by Jay, Ozolins, Elliot and Caldwell 

(1983), and Katz, Kellerman and Siegel (1980). The Observation Scale of 

Behavioral Distress includes the categories: cry, scream, (requires) 

physical restraint, verbal resistance, requests emotional support, 

muscular rigidity, verbal fear, verbal pain, flail, nervous behavior 

and information seeking (Jay et al., 1983). LeBaron and Seltzer (1984) 

found a high corelation between certain behaviors and independent 

observer ratings of pain and anxiety. 

Visual Analog Scales have been used frequently to assess pain 

in adults, and there is considerable evidence for validity and 

reliability (Ohnhaus & Adler, 1975; Revill, Robinson, Rosen & Hogg, 

1976; Scott & Huskisson, 1976; Downie, Leathan, Rhind, Wright, Branco & 

Anderson, 1978). Huskisson (1974) concluded that the visual analog 

scale seemed to be the most sensitive of the various methods for 

measuring pain. While its use in. children has not been widespread, 

Abu-Saad and Holzemer (1981) provide beginning support for the scale's 

validity and reliability in measuring pain in school-age children. 

Their study of ten 9 to 15 year old's self-assessment of pain showed 

high levels of association between scale values and frequency of pain 
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indicators. The magnitude of chi square values supports the validity of 

the scale as an indiator of pain level in children. 

Interviews have also been widely used to assess pain. No 

measure of pain is "either as discriminating of fine differences in 

stimulus condition, as reliable upon repetition or as lawfully related 

to changed conditions, as the subject's verbal report" (Hilgard, 1969, 

p. 104). Children from the age of five on possess appropriate language 

to describe pain and are able to share their thoughts and feelings 

(Jarrett, 1985). Ethnographic interviews are a means of understanding 

phenomena from the informant's point of view, learning from people 

rather than studying them (Spradley, 1979). Using Spradley's protocol, 

culturally relevant domains of meaning in the linguistic expressions of 

children can b? used to provide a format for portraying the child's 

view of pain. 

Summary 

Theories and research on pain, pain in children, childhood 

leukemia and pain, and measuring pain have been reviewed. While many 

studies have been done with adult subjects, the scarcity of literature 

on children and pain suggests the need for exploratory research in this 

area. Observations of behaviors, rating scales and interviews have all 

been used in the study of pain in children, and there is literature 

support for the validity of these measures. Nothing in the literature 

specifically addresses the leukemic child's view of pain. 



CHAPTER 3" 

METHODOLOGY 

A discussion of the design of the study, the informants, 

methods of data collection and data analysis are included in this 

chapter. 

Research Design 

Since little systematic attention has been given to the child's 

perception of pain, an exploratory design was used. The purpose of this 

study was to learn how children describe and express pain, and to 

explore the meanings that pain has for children who are repeatedly 

exposed to painful diagnostic and therapeutic procedures. The key to 

exploratory research is flexibility, making it possible to combine 

methods of data collection in order to compensate for weaknesses in any 

one method. Information on perception and expression of pain by chil

dren was collected in three ways: observation, a pain scale, and inter

views. Informants were observed during administration of intravenous 

chemotherapy, asked to rate the severity of pain on a 10 centimeter 

pain scale, and interviewed about that and other painful experiences. 

Informants 

The informants for this study included five school-age children 

currently undergoing treatment at a regional cancer center in a 

southwestern city of the United States. Initially, a meeting was held 
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with the pediatric nurse/social worker to identify prospective 

informants. Informants were selected by the researcher with input by 

the staff of the pediatric oncology clinic. The following criteria were 

used in the selection of informants: 

1. The informant was currently undergoing an IV chemotherapy 

treatment regimen for leukemia. 

2. The informant was between the ages of five and twelve years. 

3. The informant lived within a 100 mile radius of the clinic. 

4. The informant spoke and understood English. 

5. The informant was willing to participate in the study. 

Initial contact was made with parents of prospective informants either 

by telephone or during a clinic visit, at which time the investigator 

introduced herself as a graduate student in nursing and gave a brief 

explanation of the study. 

Protection of Human Rights 

The procedure to protect human rights during this investigation 

followed guidelines outlined by the Human Subjects Committee of the 

University of Arizona. The purpose of the study, method of data 

collection, and potential uses of the study were reviewed with each 

prospective informant and parent. Informants were told that their 

participation was voluntary and that refusal to participate would in no 

way affect their care or relationships with the health care personnel. 

Informants were told that they could withdraw from the study at any 

time. It was explained that data would be coded and access to it 
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limited so that informants' identities and responses would remain 

confidential. Informants were told that the results of the study would 

be written in group form, The assent form was read to the child by a 

parent or the investigator and the parent was asked to verify the 

child's understanding of what was read. In one case the form was read 

by the child, who verbalized understanding of its content. Prospective 

informants and parents were encouraged to ask questions. Each informant 

was required to sign an assent form, and one parent was required to 

sign a consent form, prior to participation in the study. Copies of the 

assent and consent forms appear in Appendix A. 

Data Collection 

Three methods were used to collect data for this investigation: 

observation, a pain scale, and ethnographic interviews. Once subject 

assent and parental consent were obtained, arrangements were made for 

the first interview session. Prior to each session, each informant was 

asked for permission to tape-record the interviews. Information was 

collected on the child's age, sex, when the child was diagnosed and 

whether the child was in remission. 

Observation 

Permission to observe the administration of IV chemotherapy was 

obtained for four of the five informants. One informant was hospital

ized for placement of a Hickman catheter during the period of data 

collection and thereafter received chemotherapy through the catheter. 

Consequently, she was not available for an observation. Observations 
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focused on the setting, interactions of all participants, and actions 

and reactions of informants. The child's behavior just before and 

during the experience was noted. Behaviors that, in the opinion of the 

researcher, appeared to indicate discomfort or pain were noted. Some of 

the behaviors shown by the children included crying, stalling and 

muscle tension. The list of behaviors that resulted from the observa

tions were used to develop questions and to validate what the children 

said during the interviews. 

Pain Scale 

After the chemotherapy administration was completed, each of 

the four children observed was asked to indicate, on a 10 cm pain 

scale, the severity of pain experienced. This was a visual analog scale 

that consisted of a horizontal line 10 cm long with the statement "No 

pain" at one end and the statement "Pain as bad as it can be" on the 

other. The child was given a 5 X 7 inch card on which the pain scale 

was printed and instructed: "If this end means no pain at all, and this 

end means pain as bad as it can be, would you place a mark on the scale 

that indicates how badly that hurt" (See Appendix C). The informant's 

rating of the severity of pain experienced from IV chemotherapy was 

interpreted by measuring the distance in millimeters from the zero end 

of the scale. 

Interviews 

In the four cases where observations occurred, the first inter

view was conducted in an examination room in the pediatric outpatient 
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clinic after the observation of administration of IV chemotherapy. In 

the case of the child who was hospitalized for placement of the cathe

ter, the initial interview was held on the inpatient unit on the day 

following the procedure. The second interview was held at a setting 

agreed upon by informant and investigator. Subsequent interviews were 

scheduled as needed based on the subject's willingness to talk and time 

constraints. Interview settings ranged from a soccer field to a back

yard fort. A total of fourteen interviews was conducted; three with 

each of four informants, and two with the fifth informant. 

Ethnographic interviews are best thought of as friendly conver

sations into which the researcher slowly introduces elements to assist 

informants to respond as informants (Spradley, 1979). The three most 

important elements are the interview's explicit purpose, ethnographic 

explanations and ethnographic questions. Explicit purpose is where the 

conversation is supposed to go. In this case it is toward an under

standing of the child's perception of pain. Ethnographic explanations 

help the informant learn to become a teacher. Some of the different 

types of ethnographic explanations are explanations of the project, 

interviews and questions, as well as native language explanations. A 

native language explanation reminds the informant to use his own words. 

For example, in this study it proved helpful in one instance to ask a 

child, "If you were talking to a new kid in the clinic, what would you 

say about the IV?" Three main types of ethnographic questions charac

terize the interview: descriptive, structural and contrast. 
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The researcher began the interview by giving an ethnographic 

explanation such as, "As I told you, I am interested in understanding 

what the pain is like for you and the other children in the clinic." 

This was followed by a descriptive grand-tour question. The grand-tour 

question was developed from observation of the child during IV chemo

therapy. An example of this is: "Could you tell me about having an IV?" 

Additional descriptive questions were asked depending on the 

informant's responses to the grand-tour questions. These are called 

mini-tour questions. Structural questions and contrast questions were 

developed from the informant's responses and asked during subsequent 

interviews. Structural questions are asked in order to discover 

similarities which lead to identification of domains, while contrast 

questions help identify differences betwen domains. An example of a 

structural question is: "What are all the different kinds of hurt?" An 

example of a contrast question is "What is the difference between 

having blood drawn and getting the medicine?" 

Data Analysis 

Ethnographic Data 

Ethnography differs from other types of research in that data 

analysis occurs throughout the process of data collection. Ethnographic 

analysis is defined as "a search for the parts of a culture, the 

relationships among the parts, and their relationships to the whole" 

(Spradley, 1979, p. 142). 
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There are four kinds of ethnographic analysis: 

1. Domain analysis is the identification of symbolic categories. 

All members of a domain share at least one feature of meaning. 

2. Taxonomic analysis helps identify the internal structure of a 

domain by examining folk terms and their relationship to the 

domain as a whole. 

3. Componential analysis is the systematic search for the differ

ences among folk terms. 

4. Theme analysis involves the search for cognitive principles 

representing the whole of the cultural system. Themes are 

principles which recur in a number of domains. These common 

principles about the nature of the experience serve to relate 

subsystems of cultural meaning. 

Domain, taxonomic and componential analysis were ongoing 

throughout the interview process. Taxonomies were developed to 

represent the structure of culturally relevant domains of meaning in 

the child's view of pain. Once all interviews had been completed with 

all informants, the data was analyzed for themes. Cultural themes 

representing the researcher's view of the ethnographic data were 

developed to portray the broader picture, that is a sense of the whole, 

of the cultural system used by children during a pain experience. 
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Data Display 

Data from the ethnographic interviews is displayed in Chapter 4 

by use of a taxonomy represented by a diagram. For an example of a 

taxonomy see Figure 2. 

Final Analysis 

Each child's rating of the severity of pain experienced during 

IV chemotherapy was compared with that of other informants. Their 

scores were also compared with presence of behavioral indicators of 

pain noted during the observations. Due to the small sample size, 

comparisons are narrative and speculative. The additional information 

provided by the scale and behavioral observations was used to validate 

meanings identified through analysis of ethnographic interviews. 

Summary 

The child's perception of pain was explored utilizing informa

tion provided by five school-age informants from an ambulatory pediat

ric oncology clinic. Data was collected by observation, a pain rating 

scale used by the child after a painful procedure, and ethnographic 

interviews. 
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Shots 

Needles Putting the needle in 

IV's Searching 

Things that 

make me hurt 

Tape pulling 

Things that 

make me hurt Tests Bone Marrows 

Spinal Taps 

Kids at school Teasing 

Avoiding me 

Figure 2. Example of Domain Analysis in 
Things That Make Me Hurt 



CHAPTER 4 

PRESENTATION AND ANALYSIS OP THE DATA 

This chapter addresses the informants, the researcher-informant 

experience, presentation of ethnograhic data, cultural themes, and 

behavioral responses and pain scale ratings. 

Informants 

Five informants meeting the previously addressed criteria 

agreed to participate in the study. All five were undergoing treatment 

for leukemia. Informant characteristics are given in Table 1. The names 

used are fictitious to ensure informant anonymity. 

The age of informants ranged from 5.3 to 12.7 years. The 

youngest and oldest informants were both female, the other three were 

male. The time since diagnosis of the informants ranged from four to 40 

months. Only one child had been diagnosed for less than a year, Four of 

the children were in remission during the period of data collection, 

while one child, who had suffered a relapse approximately two months 

earlier, was not. 

Researcher-Informant Experience 

This section addresses some of the experiences I had during the 

course of this study, including difficulties recruiting informants, 
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Table 1. Informant Characteristics According to Age, Sex, 
Time Since Diagnosis and State of Remission 

Donna Erik Andy Brian Cathy 

Age (years) 5.3 6.5 6.8 7.3 12.7 

Sex P M M M F 

Time since diagnosis 12 4 37 13 40 
(months) 

In remission yes yes yes yes no 
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waiting and interviewing. Experiences with each informant will then be 

addressed separately. 

Initially an attempt was made to recruit informants between the 

ages of seven and twelve. This corresponds to the stage of concrete 

operations in Piaget's stages of cognitive development and was intended 

to assure each child would be able to comprehend the visual analog pain 

scale. I had also hoped to have six to ten children participate as 

informants in the study. It soon became apparent that a sufficient 

number of informants between seven and twelve could not be recruited. 

Potential informants were being quickly deleted from the list because 

they had completed their treatment regimen, were not scheduled for 

treatment during the period of data collection, or were not willing to 

participate in the study. It was clear that the criteria for selection 

had to be changed. The decision was made to include five and six year 

old children in the study population and to increase the number of 

interviews while using fewer informants. I also spent many hours in the 

clinic reviewing charts in the hopes of finding names of potential 

informants that had been overlooked. 
t 

After having a potential informant decline to participate when 

contacted by telephone, I made the decision to approach families in the 

clinic. While this was more successful in recruiting participants, 

waiting for informants to come into the clinic was time-consuming and 

frustrating. Afternoon clinic hours began at 12:30 pm but children were 

brought in by their parents at their convenience between 12:30 and 3:30 

pm. On one occasion I arrived at 12:30 to find my potential informant 
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had come in at 12:15 and had already received his chemotherapy. Another 

time I was more careful, arriving by noon. This child waited until 

after school to come in to the clinic. The time spent just waiting was 

certainly a source of frustration. 

When setting up interviews with informants I emphasized my own 

flexibility for the meetings while also discussing the advantages of 

completing at least one interview outside the clinic setting. Inform

ants and parents then selected the time and place most convenient for 

them. The initial interview took place in a clinic examination room in 

four of five cases. All interviews were tape recorded and later tran

scribed. I had always viewed myself to be quite capable when it came to 

communicating with children, but long silences proved disconcerting and 

I found myself often saying unuseful' things in my attempts to get the 

children to share their knowledge with me. While transcribing the 

interviews I had no difficulty coming up with what I might have said, 

but was frequently disappointed as I listened to what I had actually 

said at the time. I came away from the first three or four interviews 

feeling like I had learned very little from the child's view, but when 

I looked at what we had said after transcribing the interviews there 

were always new phrases, bits and pieces of experiences and percep

tions, just waiting to be discovered. 

My experiences with each informant varied considerably, a 

reflection of how each child's unique personality affects the 

ethnographic interviewing process. Excerpts from the field notes on 
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observations made during a pain experience also illustrate differences 

in reaction to pain among informants (Appendix D). 

Andrew 

Andrew was a six year old boy who had been coining to the clinic 

for as long as he could remember. His mother described him as an "old 

pro." He was interested in participating in the study, initially 

somewhat shy but always willing to help. The first interview followed 

the observation of IV chemotherapy administration in an examination 

room at the clinic. The second interview was held at a ballfield near 

Andrew's home during his sister's soccer practice. We moved from 

sitting on a set of bleachers to sitting under the bleachers to a 

baseball dugout during the course of the interview. The third interview 

was conducted once again in a clinic examination room. Andrew was 

active during each interview, kicking at nearby objects or climbing up 

and down on the bleachers. My biggest challenge was trying to keep 

Andrew in range of the tape recorder. Andrew rarely looked at me while 

he was speaking, a reflection of his shyness. All three interviews were 

conducted in private, but Andrew was eager to play some of the tape 

recording for his mother after each interview. While our initial 

interview was brief, reflecting nervousness on the part of both Andrew 

and myself, the second interview better reflected the richness of 

Andrew's knowledge. By the third interview, Andrew appeared to have 

told all he could and the time was spent primarily clarifying and 

verifying information for my benefit. 
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Brian 

Brian was a seven year old who had been diagnosed with leukemia 

just over a year prior to his participation in this study. At his 

mother's request all three interviews were conducted in the clinic. My 

observation of Brian's IV chemotherapy administration did not occur 

until immediately following the second interview. After the 

chemotherapy Brian agreed to answer a few more questions about that 

particular "hurt", but elected to have his mother remain in the room. 

Except for that brief period of time, all interviewing was conducted in 

private. Brian was generally quiet during the interviews. When a 

question did not strike him as being significant or sensible, he would 

stare at me in silence until I came up with a question he felt he could 

answer. It proved helpful with Brian to ask him to act out his actions 

while explaining a procedure. For example, "Why don't you hop up there 

and show me how you are when you get the spinals." While I do not think 

being in the clinic affected the quality of the interviews, we were 

subjected to occasional interruptions. In retrospect it would have been 

helpful to have made a sign for the door stating, "Interview in 

progress" to prevent clinic personnel from inadvertently walking in on 

our interviews. 

Cathy 

Cathy, at age twelve, was the oldest of my informants as well 

as being the only child not currently in remission. Her illness had 

been initially diagnosed more than three years before. Cathy's more 

varied experiences, as well as her age, gave her a much broader 
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knowledge base on which to draw. Cathy was admitted to the hospital for 

placement of a Hickman catheter before I was able to observe her during 

IV chemotherapy. The catheter made it unnecessary for Cathy to receive 

any more "sticks" and therefore an observation was not possible. Our 

first interview was the day following catheter placement and took place 

in Cathy's room on the inpatient unit. The second interview was held at 

her home. Both of these interviews were affected by the presence of 

discomfort at the catheter site. As Cathy put it, "I just don't like to 

talk while I'm hurting." The third interview was held in a clinic 

examination room while Cathy was receiving medication through her 

catheter. While I frequently tried her patience, Cathy went out of her 

way to help me understand what pain was like for her. 

Donna 

The youngest of my informants, five year old Donna had been 

coming to the oncology clinic regularly for the past year. Observation 

of her "shot arm" followed the first interview. Her eagerness to share 

her experiences with me made interviewing Donna a pleasure. From the 

start she also made it very clear when we reached the limits of her 

willingness to talk by comments such as, "That's all I have to say 

about, nothing else." The second and third interviews with Donna took 

place at her home. We alternated between the backyard play area and her 

bedroom, often only one step ahead of her two year old brother who was 

determined to participate. A lot of valuable information was obtained 

while spinning around on the merry-go-round. With Donna, frequent 

breaks to see or do other things helped keep the interviews going. It 
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was also apparently less threatening to talk about what "kids" do 

rather than focus on Donna's actions when something hurts. Donna 

spontaneously re-enacted clinic scenes with her dolls, providing 

insight into her view of several procedures. 

Erik 

Erik was a relative newcomer to the clinic, having been 

diagnosed only four months prior to his participation in the study. 

Because of his quiet nature, my expectations for Erik as an informant 

were initially not great. We went through introductions, explanations 

of the study and the. observation without my receiving a single verbal 

response from this gentle six year old. Erik nodded his understanding 

of the study, nodded his assent to participate and signed the assent 

form. I was surprised and pleased at his eloquent responses when we 

finally started the first interview. Due to time constraints only two 

interviews were conducted with Erik, the first in the clinic following 

the observation. Erik required three "sticks" to successfully complete 

the chemotherapy. The second interview took place sitting atop a 

plywood "fort" in Erik's backyard. Both interviews were conducted in 

private. Erik spoke softly and our interviews were brief, but he 

contributed much valuable information. I think what was most helpful in 

eliciting Erik's cooperation was a willingness to met him on his level. 

In the first interview this meant propping my chin on the desk to look 

him in the eye and speaking softly, while giving Erik ample time to 

respond. In the second interview it was my willingness to squirm 
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through a child-sized door and corridor to climb a ladder through a 

child-sized hole to the roof of his fort that appeared to win him over. 

Presentation of Ethnographic Data 

The research question for this exploratory study was: "How do 

school-age children being treated for leukemia in an ambulatory 

pediatric oncology clinic perceive and express pain?" Through the use 

of ethnographic interviewing techniques, school-age informants were able 

to identify eight domains of meaning associated with their view of 

pain. These domains include; "Stuff that hurts," "Things kids do when 

something hurts," "Things that keep it from hurting so much," "Things 

that make the hurt worse," "Things others do for me," "Pain," 

"Peelings", and "Talking about it." Taxonomy lists from all informants 

were combined and organized according to these major domains. 

Stuff That Hurts 

"Stuff that hurts" was selected for taxonomic analysis in order 

to contrast what the children are experiencing. Each of the informants 

elaborated on this domain (See Figure 3). Many individual experiences 

were shared. Andrew discussed a time when he was hurt while wrestling 

with a friend, " ... That was on the elbow I got a popped blister. It 

was bubbly. It was sick." Donna contributed getting scratched or bit by 

a pet, which included cats, dogs and a baby goat, and getting pinched. 

Cathy was the only informant who had experience with a Hickman 

catheter. She also described burns and stepping on a needle. Erik told 

of being "hurt" by a blade, "When I went fora walk through the woods I 
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"the IV" 
bone marrows 
spinals 

Getting shots leq shots 
"regular bloodtests" 
"finqer/toe shots" 
"hand/arm shots" 

Hickman 

Getting the "medicine" 

Falling wrecking on bike 
tripping 

"Stuff that Getting hit by sister/brother 
hurts" by friend 

Getting scraped 

Getting a "popped 
blister" 

Getting burned on iron/stove 
by Adriamycin 

Getting pinched 

Getting cut by a "blade" 
on sharp grass 

Getting scratched/ 
bit by pet 

Getting "pricked" by a "sticker" 
by a cactus needle 

Stepping on a needle 

Just thinking about 
"it" 

Figure 3. Domains of Meaning in "Stuff That Hurts" 
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found something, I didn't know what it was. It was a blade. Got cut." 

Brian was the only informant to discuss pain from something other than 

a physical injury. He explained how just thinking about something 

painful can hurt. Falling, getting hit, getting scraped and getting 

"pricked" were some of the sources of pain brought out by two or more 

of the informants. 

With the exception of the Hickman catheter, all of the 

informants shared experiences with clinic procedures that hurt. Any 

procedure where a needle was used fit the informants' definition of a 

"shot," but they were careful to differentiate one shot from another. 

As Andrew put it, "Well yeah it is (a shot), but they don't give you 

anything down there. They just give you a regular blood test." Shots 

included "the IV," bone marrows, spinals, leg shots, "finger/toe 

shots," "hand/arm shots," and regular blood tests. Bone marrows were at 

the top of each child's list of stuff that hurts, with spinals a close 

second. Donna briefly describes an experience with a bone marrow, 

"First the soap, then the needle. Then I had to scream cause it's 

hurting so bad. Then when it's all done Daddy showed me the needle." 

Andrew describes 'the IV', "IV is just a machine. Well you get a shot 

and they tape it up, and you get it for about four days. And you have a 

tube to an IV. You have to carry it around." Hand shots and arm shots 

are what the informants called "sticks" for blood tests and IV 

chemotherapy that they experienced in the clinic. Donna had experienced 

finger shots and toe shots at her family doctor. All informants agreed 

that "sometimes" the medicine hurt. 
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Things Kids do When Something Hurts 

Informants identified thirteen distinct things that kids do 

when something hurts (see Figure 4). Crying, screaming, and trying to 

hold still were generally supported by all informants, although all but 

one admitted to sometimes moving. Moving was something that a child 

would do only when he or she could not help it, but crying was "OK" 

anytime something hurt. Donna reported that she would squeeze Dad's 

finger when it started to hurt during bone marrows and spinals. 

"Tell my mom" was reported by all informants. It was implied 

that Mom was expected to intervene to help the hurt go away. Erik 

carried this a step further saying he would "Tell my mother to give me 

a bandaid and put some 'bactine' on it." While he reports the action of 

the 'bactine' as "takes out germs," Erik states it also helps make it 

stop hurting. Bandaids are a source of disagreement among informants, 

with three children believing they are helpful in stopping the pain, 

and two believing they are only effective in stopping bleeding. 

Some other things that might be done when something hurt 

included: put a heating pad or warm washcloth in it, take a warm bath, 

or "Take a pain pill and go to bed." Donna says when something hurts 

kids, "them call for their daddies." With the unfailing logic of a five 

year old she explains that this is "cause him wasn't here." 

Things That Keep It From Hurting So Much 

While several of the "Things kids do when something hurts" 

helped to ease pain, the benefit occurred after the pain had started. 
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Things kids do when 
something hurts 

Say "owie" 

Things kids do when 
something hurts 

Cry 

Things kids do when 
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Figure 4. Domains of Meaning in "Things Kids Do 
When Something Hurts" 
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Informants were also able to identify eight "Things that keep it from 

hurting so much" (see Figure 5). Bandaids,holding still and "squeezing 

Dad's finger" occur in both domains. The others are: painkillers, 

thinking, "getting used to it," staying calm and relaxed, and 

listening. 

Three of the informants discussed the role of the "numbing 

medicine" in bone marrows and spinals. Cathy was the only informant who 

had experience with the two other pain killers, Demerol and Valium. 

Cathy also contributed "thinking good thoughts," and "listening to good 

thoughts" that someone else would tell her when she forgot to think her 

own because of the pain. Andrew's favotite strategy also involved 

thinking, "I think about nuttin'." Brian agreed that trying to think 

about nothing can keep something painful from hurting so much. 

"Getting used to it" was something that helped as well, but this comes 

with time and was not something one could do. Cathy believes staying 

calm and relaxed is one way to help herself keep something from 

hurting. 

Things that Make the Hurt Worse 

Five "Things that make the hurt worse" were identified by 

informants: Not holding still, Mom not being there, being tense, being 

surprised, and bleeding (see Figure 6). Andrew was the first to bring 

up the fact that clinic procedures such as blood tests, bone marrows 

and spinals hurt worse "when I don't hold still." This was verified by 

all informants. Mom not being there was a factor in making something 

hurt worse for all but Cathy. For Donna, the presence of bleeding makes 
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Demerol 
"Painkillers" Valium 

"numbing medicine" 

Thinking about "nuttin" 
"good thoughts" 

Things that keep it 
from hurting so 
much 

Bandaids Things that keep it 
from hurting so 
much "Getting used to it" 

Holding still 

Staying calm and 
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Listening to "good thoughts" 
"to a bear" 
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Figure 5. Domains of Meaning in "Things That Keep It 
Prom Hurting So Much" 
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Not holding still 

Things that make 
the hurt worse 

Mom not being there 
Things that make 
the hurt worse Being tense 

Being surprised 

Bleeding 

Figure 6. Domains of Meaning in "Things That 
Make the Hurt Worse" 



44 

an injury hurt worse. All other informants denied any relationship 

between bleeding and amount of pain. Cathy reported "being surprised" 

makes clinic procedures hurt worse because she would be tense, and "It 

hurts more when you're tense." Three other informants also expressed 

the belief that the hurt is worse when it surprises you. 

Things Others Do For Me 

When discussing "Things others do for me," informants discussed 

three categories of "others:" Mother/Dad, Nurse/Doctor, and brothers/ 

friends (see Figure 7). Cathy's mother or father reminds her to think 

good thoughts during painful procedures and talks to her to ease her 

mind. Brian's mother holds his head, while Erik's father holds his 

feet. According to Brian, mother also "tells me it's going to be OK," 

and during the procedure is "telling me what they're doing." Andrew's 

mother "just waits," a very important thing for her to do. 

All informants verbalized the importance of having either a 

parent or nurse/doctor tell when the pain is coming. Donna likes to 

have the nurse "count 1-2-3." Brian describes another thing that 

doctors/nurses do, "The nurses and the doctors hold my legs down and my 

head." 

While friends and brothers do not have an active role during 

clinic visits, the things they do are important to informants. These 

include, as Cathy put it, "Listen to what I have to say when I want to 

talk," and "play with me." Each of these received support from three of 

five informants. 



45 

hold my head 

tell me what they're doing 

Things mother/dad 
does for me during 
bone marrow 

tell me it's going to be OK 

Things others 
do for me 

Things mother/dad 
does for me during 
bone marrow remind me to think good 

thoughs Things others 
do for me 

talk to me to ease my mind 

hold my feet 

just waits 

Things nurse/ 
doctor does 
for me 

counts '1-2-3' 
Things nurse/ 
doctor does 
for me 

hold my head/legs 
Things nurse/ 
doctor does 
for me 

tells me it's coming 

Things friends/ 
brothers do 

listen to what I have to say 
when I want to talk 

-

Things friends/ 
brothers do 

play with me 

Figure 7. Domains of Meaning in "Things Others Do For Me" 
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Pain 

The purpose of this study was to learn about the perceptions of 

pain held by children. These five informants shared many perceptions. 

The cover terms chosen for the domain "Pain" were: kinds of pain, 

amount of pain, and characteristics of pain (see Figure 8). Cathy 

contributed most of the "kinds of pain" listed, discussing what 

injuries might cause a "pressure pain," a "sore pain," or a "burning 

pain." "Like bee stings" was mentioned by two other informants and was 

felt to be similar enough to Cathy's "stinging pain" to warrent the use 

of combined terms. Cathy was the only informant to differentiate pains 

by calling them "constant" or "returning," while Erik described the 

hurt from being cut by a blade as a "not very long pain." 

• All five informants had labels for how much pain was present 

from a procedure or injury. These were arranged in what the investiga

tor believes represents an order of increasing severity from "not so 

bad" to "so bad I have to scream" under the cover of "amount of pain." 

Feelings 

Several feelings were reported by informants to be associated 

with the pain experience. Some occur before the hurt, as painful 

procedures for children undergoing treatment for leukemia are 

frequently scheduled and can therefore be anticipated. Others occur 

during or after the "hurt." The twelve feelings identified by 

informants are outlined in Figure 9. Before the hurt informants 

reported experiencing eight feelings. Brian contributed "quiet" as an 

example of how he feels before spinals and bone marrows when his mother 
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pressure 

sore 

sharp/sticking 

Kinds of pain stinging/"like beestings" 

cramping 

burning 

Pain 
pinching 

Pain 
"not so bad"/"not so much" 

"a little bit" 

Amount of pain "kinda bad" 

"real bad"/"bad bad" 

"real real bad" 

"so bad I have to scream" 

Characteristics 
"not very long" 

Characteristics 
of pain constant 

returning 

Figure 8. Domains of Meaning in "Pain" 



Before 1 
"hurt" 

During 
"hurt" 

After 
"hurt" 

Feelings 

great X 

Feelings 

quiet X 

Feelings 

kinda worried X 

Feelings 

glad to get it 
over with X 

Feelings 
fine X X 

Feelings 
scared X X 

Feelings 

angry/mad X X X 

Feelings 

sleepy X X 

Feelings 

kinda bad X X 

Feelings 

weird X X 

Feelings 

sad X 

Feelings 

better 

< 

X 

Figure 9. Contrast of Domains of Meaning of Feelings as 
Experienced by Children and Occurrence Before, 

During or After the Hurt 
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tells him it will be OK. He also reports being "glad" when it's time 

to come to the clinic so he can "get it over with." Andrew feels "fine" 

before visits for chemotherapy or blood tests, but like the other 

informants gets "kinda worried" before more painful procedures. Erik 

contributed "weird" and "kinda bad." Informants generally agree that 

kids get "scared" when they know something will hurt. Cathy discussed 

how learning she will have a painful procedure that she did not have 

sufficient notice to prepare for will make her feel "afraid and angry." 

Feelings of "scared," "kinda bad," "mad" and "weird" also occur 

during the hurt. Some other feelings that informants experienced during 

painful procedures or while in pain included "sleepy" and "sad." After 

the hurt informants have felt "sleepy," "better," "fine," and "great." 

Angry feelings persisted after the pain for one informant, but others 

felt that being mad stopped when the hurt stopped. Only Andrew felt 

"sleepy" during a painful procedure, but three others agreed that 

afterward they were sleepy or tired. 

Talking About It 

Informants varied widely as to whether they liked to talk about 

their pain. One informant preferred not to discuss pain with family or 

friends, two occasionally found it helpful, and two held no strong 

opinion either way. Only one of the informants, Cathy, was able to give 

information as to when talking about pain was helpful and when it was 

not (see Figure 10). As Cathy put it, "If it's a really bad bad pain, 

where I can't take my mind off if it, then it (talking about the pain) 

would help ... But if it's at to where it's growing, then if I talk 
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Talking About It 
Would 
Help 

Neither Hurt 
Nor Help 

Makes it 
Worse 

Degree 
of pain t 

Really bad bad X 
Degree 
of pain t Growing X 

Not that bad X 

Figure 10. Contrast of Domains of Meaning of Degrees 
of Pain and Talking About It 

(From one informant, Cathy) 
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about it it gets worse." According to Cathy, pain that's not bad would 

neither be helped nor hurt by talking about it. 

Cultural Themes 

A cognitive principle is a common assumption, something 

accepted as true and valid. A cognitive principle which is recurrent in 

a number of domains and which serves to relate subsystems of cultural 

meaning can be considered a cultural theme. Cultural themes emerged 

from interview data from all five informants. Themes included "Kids 

don't like painful surprises," "It hurts worse if you don't hold 

still," "Feelings vary among individuals," and "perceptions of pain 

change and evolve as a child develops." 

"Kids don't like painful surprises" was described by each 

informant. Being surprised was one of the included terms under the 

domain, "Things that make the hurt worse," and having someone tell you 

when the pain is coming is one of the most critical of "Things others 

do for me." Cathy discussed how being surprised by an unexpected 

painful procedure can affect your "Peelings" before the hurt, and the 

intensity of the hurt. For Cathy it is important to know "at least a 

day ahead" and "before it happens" so there are no surprises. Brian 

closely watches when it's time for a shot so he'll "know when they're 

going to put the needle in," and Donna likes to have the nurse "count 

1-2-3." All of these strategies help eliminate surprises. 

"It hurts worse when you don't hold still" was certainly an 

accepted truth among these five informants. The importance of holding 

still was asserted repeatedly. This idea finds support in the domains 
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"Things kids do when something hurts," "Things that keep it from 

hurting so much," and "Things that make the hurt worse." Even some of 

the "Things others do for me" involved holding the child's head or 

feet, which presumably contributes to helping the child hold still. 

The principle "Feelings vary among individuals" is more tacit. 

Cathy came closest to expressing -the theme by emphasizing that certain 

feelings were her reaction to pain and not those of "kids" in general. 

Other informants felt that their feelings were more typical, but while 

the informants shared many of the same feelings, they varied widely as 

to when the feelings occurred and how long they persisted. Each 

informant also had feelings that were unique, such as Brian's "quiet" 

feelings. Before the hurt Andrew felt "fine," Brian felt "kinda 

worried," and Erik felt "weird." Feelings after the hurt ranged from 

•angry" to "great." Feelings also varied with the situation. The only 

time hurting made Brian angry was when it was maliciously inflicted, as 

when a brother would hit him, while Cathy said it always made her angry 

to hurt. 

"Perceptions of pain change and evolve as a child develops." 

This is apparent across all of the domains discovered over the course 

of this study. Descriptions of "Stuff that hurts" become more 

technically accurate and the overall range of knowledge broader as the 

child matures. The feeling of being more in control of the pain 

experience is more evident in older informants. Cathy, who was five 

years older than the next oldest informant, was able to identify and 

describe different kinds of pain where the youngest informants saw no 
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differences, and the two in the middle were unable to express 

differences they knew existed. Some concrete examples of things that 

were viewed differently by informants of different ages are bandaids, 

the presence of bleeding, and the effects of Mom or Dad being present 

on pain (see Figure 11). For example, children expect bandaids to stop 

the hurt during the intuitive stage, according to Piaget, whereas 

during the stage of logical thought following the intuitive stage other 

explanations are used by the child. In the example of "Mom and Dad's" 

presence a twelve year old can acknowledge a symbol of Mom and Dad 

rather than requiring their "real live" physical presence. 

Behavioral Responses and Pain Scale Ratings 

Four of the five informants were observed in the oncology 

clinic during a routine visit for IV chemotherapy. Their behavior prior 

to and during the venipuncture were observed. Each child completed the 

visual analog scale previously described within five minutes of the 

"stick." The number of "sticks" for the four informants observed ranged 

from one to three, with Erik being the only child to require more than 

a single venipuncture. Behavioral responses are thought to be related 

to pain or the anticipation of pain, "ttiese were categorized as follows: 

muscle tension, movement, screaming, crying, required restraint, 

verbalizing pain, stalling and vigilance. Descriptions of behaviors for 

each category are outlined in Table 2. (Excerpts from field notes of 

the observations are included in Appendix d .) The presence of these 

behaviors before or during the "stick" are outlined by category for 

each child in Table 3. The child's impression of the amount of pain 



Informant 
Age (Years) 

1 
(5.3) 

2 
(6.5) 

3 
(6.8) 

4 
(7.3) 

5 
(12.5) 

Differences 
in Knowledge 
According 
to Age 

Bandaids 

hurt X 

Differences 
in Knowledge 
According 
to Age 

Bandaids don't help X X 

Differences 
in Knowledge 
According 
to Age 

Bandaids 

help stop 
the hurt X X X Differences 

in Knowledge 
According 
to Age 

Bleeding 
present 

hurts worse X 

Differences 
in Knowledge 
According 
to Age 

Bleeding 
present 

no difference X X X X 

Differences 
in Knowledge 
According 
to Age 

Mom/Dad 
present 

hurts less X X X X 

Differences 
in Knowledge 
According 
to Age 

Mom/Dad 
present 

no difference X 

Figure 11. Differences in Knowledge According to Age 
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Table 2. Behavioral Responses to Fain According to 
Categories Observed by the Researcher 

Category Displays any of the following behaviors: 

Muscle tension 

Movement 

Screaming 

Crying 

Required restraint 

Verbalized pain 

Stalling 

Vigilance 

Eyes shut tight, clenched jaw, body stiffness, 
clenched fists or gritted teeth, contraction 
of any observable part 

Change in position of involved extremity dur
ing venipuncture 

Raises voice or yells with sound or words 

Displays tears or sobs 

Has to be held down by someone during veni
puncture 

Says "ouch" or comments about hurting 

Attempts to delay venipuncture ("stop ... I'm 
not ready") 

Watchful attention to actions of nurse, 
involved extremity 
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experienced from the "stick" is also represented in Table 3. The rating 

is the measurement, in millimeters from the end of the scale, to the 

mark placed by the child on the 10 can visual analog pain scale. Ratings 

ranged from 1.4 to 4.7 centimeters. While Donna marked the scale as 

instructed, it is the researcher's opinion that she did not fully 

comprehend how the scale was intended to represent the amount of pain 

she experienced. Her score, however, was comparable to two of the other 

three ratings and was therefore included in the table. 

Three of four informants rated the pain from the venipuncture 

as being between 4.4 and 4.7 centimeters (on a scale of 0 to 10 

centimeters). These informants also manifested more behaviors that 

appeared to indicate pain or discomfort than the informant who rated 

the pain as 1.4 centimeters. While there was insufficient data to 

demonstrate relationships, there appeared to be a tendency for 

informants who discussed the administration of IV chemotherapy as being 

painful to rate the pain as being more severe. Some of the comments 

made by the three informants during subsequent interviews were, "First 

it hurts and then it doesn't hurt so much," "feels kinda bad," and 

"hurts a little." The informant who gave the pain the lower rating 

described the IV chemotherapy as being "kinda like easy." All three of 

the informants whose pain ratings fell in the moderate range verbalized 

pain during and following the procedure. Screaming and crying were 

evidenced by the two younger children, while the two older children 

demonstrated more muscle tension and vigilance. Erik tended to shift 

from crying to vigilance during the course of the procedure, and is 
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Table 3. Behavioral Responses to Pain and Pain Scale Ratings 

Informant 
Age (years) 

Donna 
(5.3) 

Erik 
(6.5) 

Andrew 
(6.8) 

Brian 
(7.3) 

Number of "sticks" 1 3 1 1 

Behaviors: 

Muscle tension X X 

Movement X 

Screaming X X 

Crying X X 

Required restraint X X 

Verbalized pain X X X 

Stalling X 

Vigilance X X X 

Pain Scale Rating 
(in centimeters) 

4.7 4.4 4.6 1.4 
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perhaps in a transitional stage of developing more mature coping 

mechanisms. 

Summary 

Descriptions of the informants and the researcher-informant 

experiences were given. Presentation of ethnographic data included 

eight domains: "Stuff that hurts," "Things kids do when something 

hurts," "Things that keep it from hurting so much," "Things that make 

the hurt worse," "Pain," "Feelings," and "Talking about it." Four 

cultural themes were addressed: "Kids don't like painful surprises," 

"It hurts worse if you don't hold still," "Feelings vary among 
t 

individuals," and "Perceptions of pain change and evolve as a child 

develops." The chapter concluded with presentation of the informants' 

behavioral responses to pain and subjective ratings of pain by use of 

the visual analog scale. 



CHAPTER 5 

CONCLUSIONS 

The final chapter presents the conclusions of this research 

study, organized in the following manner: taxonomies, cultural thanes 

and the conceptual orientation, recommendations for nursing practice, 

and recommendations for research. 

Taxonomies, Cultural Themes and 
the Conceptual Orientation 

The data are ordered according to the structural categories 

used in an ethnography; taxonomies, cultural themes. A conceptual 

orientation provides the broadest framework of the study. A taxonomy is 

a set of categories organized around a single semantic relationship. It 

shows how all the terms in a domain relate to each other. Taxonomies 

represent the native's view. Cultural themes represent the researcher's 

view of the data. They are the result of an attempt by the researcher 

to portray the complex patterns of the culture under study. A concep

tual orientation is an attenqat at organizing phenomena by virtue of 

their relevance to a common theme. Constructs and concepts are the 

building blocks of a conceptual orientation. The conceptual orientation 

guiding this investigation was organized around the constructs of cul

ture of childhood, human responses in childhood, and the health care 

environment. 

59 
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The child's perception of pain was explored as a representation 

of his cognitive view of the pain experience and his responses, 

behavioral and emotional, to pain in the environment of the pediatric 

oncology clinic. "Stuff that hurts," "Pain," "Things that make the hurt 

worse" and "Things that keep it from hurting so much" are pieces of 

cultural knowledge. These represent the child's cognitive view of pain. 

•Feelings," "Talking about it" and "Things kids do when something 

hurts" show how children perceive the behaviors and emotions that pain 

evoke. Information shared by the children during interviews was often 

confirmed during observations. Nrrses did indeed "count 1-2-3" and kids 

cried, said "owie" and sometimes moved. The fact that so much of the 

information that could be confirmed by observations was indeed 

confirmed, tends to support the validity of what the children said 

throughout the interviews. 

Cultural themes which emerged from ethnographic data can also 

be related to the constructs guiding the study. The themes that were 

identified ares "Kids don't like painful surprises," "It hurts worse if 

you don't hold still," "Feelings vary among individuals," and "Percep

tions of pain change and evolve as a child develops". 

That "Kids don't like painful surprises" is an axiom of the 

culture of childhood as it relates to the health care environment of 

the oncology clinic. Awareness of the impact of the element of surprise 

on the perception of pain shows a child's ability to classify concepts 

and identify relationships, reflecting cognitive development. Various 

elements in the health care environment support the child's need to 
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avoid surprises in order to deal cognitively with pain from clinic 

procedures. Scane of these ares doctors who tell the child the week 

before that he is due for a bone marrow* the nurse or doctor who "tells 

me it's coming" and parents who tell the child what is happening during 

bone marrows and spinals because "you can't see behind your back". 

"It hurts worse if you don't hold still" is another example of 

cultural knowledge in this culture of childhood. Children learn this 

rule from each other, as well as from their experiences in the health 

care environment. Even the youngest informant was able to verbalize the 

relationship between moving during a procedure and pain. In supporting 

the child's efforts to hold still, parents or nurses will hold the 

child's head or feet. 

The theme "Feelings vary among individuals" relates to the 

variability of human responses among individuals. The child's emotional 

response to a painful experience would be influenced by age and the 

child's personal history. The wide range of feelings informants des

cribed, as well as the areas of commonality, support inclusion of human 

responses in childhood as a construct in a conceptual orientation of 

perceptions of pain in leukemic children. 

That "Perceptions of pain change and evolve as a child 

develops" could be predicted by a model which views culture as a 

cognitive system following Piaget's theory of cognitive development. 

The child's cognitive view of the pain experience is influenced by his 

stage of development. Thus an older school-age child would be expected 

to be able to identify more classes of pain and more factors which 
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influence the perception of pain. That was the case in this study. 

Linguistic expressions of the pain experience would also be expected to 

evolve as the child develops new communication skills and the ability 

to understand classes of pain. This study was unable to demonstrate a 

definitive relationship between linguistic expressions of pain during 

interviews and ratings of pain using a visual analog scale, but some 

trends were noted. In the view of the researcher, children who are 

capable of comprehending the scale, which in this study seemed to be 

those who were six years of age or older, would be able to use visual 

analogs to communicate the severity of their pain. 

Recommendations for Nursing Practice 

One of the major goals of this study was to provide nurses with 

more knowledge about children's perceptions of pain. Nurses caring for 

children experiencing pain or being subjected to painful procedures, 

such as we find in the management of leukemia, need to understand how 

children perceive and deal with pain in order to be open to assisting 

them in their efforts to cope. 

An assumption is made in the study that a system of meaning 

emerges as children confront a common experience. These systems of 

meaning create a culture of childhood that can be studied and under

stood. It is further assumed that not all children will use all of the 

domains of meaning nor can a nurse expect that a child will use any of 

them. However, the nurse should not be surprised when the child uses 

some of what has been described in this study during a painful 
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experience. Consequently, the data may help the nurse to anticipate 

what is possible in child behavior and to understand the child's view 

of pain. 

How far can we generalize the data from this study? Leukemia is 

a chronic illness for most children. The domains of meaning and 

cultural themes identified in this study may provide insight that can 

improve care for children with any chronic illness undergoing treatment 

that involves repeated painful procedures. 

How useful is the data to the practicing nurse? Nurses can use 

the information obtained from these informants to suggest ways to keep 

procedures from hurting so much. Children can be encouraged to share 

this knowledge with each other. Nurses can avoid surprises whenever 

possible by telling children what to expect and when to expect it. 

Parents can be encouraged to stay during painful procedures, and nurses 

can teach them ways to support their child by holding him, reminding 

her to think good thoughts, or just being there. The nurse can be 

sensitive to the child's need to sometimes not talk about the pain. An 

awareness of the range of feelings involved and how these feelings vary 

from child to child can make nurses more sensitive and understanding, 

and the knowledge that development affects perceptions of pain can help 

us deal with the child on his level. 

As nurses, we need to learn to communicate with children. We 

should ask than what things they do to help make the pain better. This 

information can be shared with other members of the health care team 
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and integrated into the care plan so that all can be supportive of the 

child's efforts to cope. 

Reconmendat ions for Research 

The following recommendations for research are suggested to 

generate more detail on the child's perception of pain. 

1. Study the perceptions of pain in children with leukemia, 

recruiting informants from eight to ten years of age. 

2. Study perceptions of pain in healthy school-age children. 

3. Study perceptions of pain in children with acute or chronic 

injuries or illnesses other than leukemia. 

4. Study perceptions of pain in children with leukemia with a 

larger sample using the visual analog scale to rate the pain 

associated with bone marrow aspirations and lumbar punctures. 

5. Utilize participant observation techniques to generate knowl

edge of children's behaviors during other painful procedures, 

such as bone marrow aspiration and lumbar punctures. 

It is further recommended that the following questions generated during 

this research be tested. 

1. How does length of time since diagnosis affect perceptions of 

pain? 

2. What domains of meaning in the taxonomy "Pain" could be used to 

form a tool for the assessment of pain in children? 

3. How does remission status affect perceptions of pain? 
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4. How would viewing videotapes of bone marrow aspirations and 

lumbar punctures before experiencing them affect the child's 

level of anxiety and perception of pain during these proce

dures? 

5. What role do the behavioral responses to pain play in helping 

children modify perceptions of pain? 

6. Can presence or absence of behavioral responses to pain be used 

to accurately assess the child's level of discomfort? 

7. How do behavioral responses to pain change as a child develops? 

Summary 

In summary/ this research provided information for a beginning 

understanding of perceptions of pain in children with leukemia. Pain 

can be expressed verbally, as when Donna yells "owie," non-verbally by 

"sometimes moving" and graphically as when the informants marked their 

line on the pain scale. We learned about kinds of pain, what hurts, 

what helps, and how pain can make a child feel. There are many 

questions that remain to be answered. Further research and use of 

knowledge gained from this study can contribute to making nursing care 

of children in pain more effective. 
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Research: An Exploration of Pain Perception in Children with Leukemia 

I understand that I am consenting for my child/ , 
to take part in a research project that is designed to explore what 
children with leukemia think and feel about pain. My child is selected 
because she/he is receiving health care services from the staff in this 
treatment facility and is five to twelve years of age. 

Children are to be observed in an IV chemotherapy treatment and 
asked to rate how much pain they feel on a scale. They will then be 
interviewed about their thoughts and feelings about pain, and things 
that cause them pain. The interviews will be tape recorded. I am 
informed that all material is to be kept indefinitely for possible use 
at another time. However, the identity of my child is not to be 
revealed. The observations and interviews will be done in the hospital, 
the College of Nursing or in our hone. 

I am informed that I am free to question the interviewer about 
any aspect of the study. 

I understand there are no physical discomforts or known risks 
to my child, and my child and/or I can talk with the nurses and doctors 
at the clinic at any time. All information will remain strictly confi
dential, anonymous, and there is no cost to me. I also understand that 
my child's participation in this research will assist others in their 
understanding of children's thoughts and feelings about pain. 

This research has been explained to me and my child. I under
stand that I am free to ask questions and withdraw my participation at 
any point. I have been duly informed and understand what participation 
involves. I consent to my child being a participant in the research. 

Parent or Guardian: Date 

Witness: Date 

Deborah V. Strosnider 
Graduate Student 
790-1783 
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Children's Assent Form 

Research: An Exploration of Pain Perception in Children with Leukemia 

I am asking you to help me with this research project about 
what children think and feel about pain. I am asking children between 
the ages of 5 and 12, who come to the clinic, to help me with this 
research project. I want to know about the kinds of things you would 
like to tell me about pain, and the kinds of things that hurt you. I 
will want to do this once while you are in the clinic and again either 
here or in your home. For two or three times I will ask you to talk to 
me and to talk into a tape recorder. Each time will take about one 
hour. I will want to be with you once while you are having your treat
ment and will ask you to show me on a line how much it hurts when you 
have the IV. 

I think what you will tell me will help doctors and nurses 
because they will know what you think and feel about pain and things 
that hurt you. I think what you tell me will help us help all the boys 
and girls that have pain. 

You can decide for yourself if you want to do this or not. 
Whatever you say is what I will do and it won't make any difference in 
the kinds of things we do for you. There is no reason I know of that 
any of this will hurt you in any way. You will not need to pay us money 
to do this and we will not pay you any money. You can ask any questions 
you like and I will answer them. You can talk with your nurses and 
doctors in the clinic at any time. 

When I am finished asking you questions I will write about what 
you have said, but I will not use your name. This means there is no way 
other people can know the things you've told me. I will keep what you 
have said in a safe place. 

I want you to remember that any time you don't want to answer a 
question, or any time you think you don't want to do this, you tell me 
so and you don't need to say why. I will then stop asking the questions 
and the doctors and nurses will keep on taking care of you just like 
they always have. 

I want you to keep a copy of this form so you will know what I 
have said to you. 
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I understand what has been written in this consent. What it 
means has been explained to me. I know that I may ask questions and I 
may stop helping with this project any time I choose and this will not 
make a difference in what the doctors and nurses do for me and my 
family. I understand that this consent will be kept in a safe place in 
the College of Nursing and that only the research people can look at 
it. 

Subject's Signature Date 

Witness ' Date 

Deborah V. Strosnider 
Graduate Student 



APPENDIX B 

HUMAN SUBJECTS APPROVAL 

70 



71 

H E A L T H  S C I E N C E S  T E N T E R  
T U C S O N .  A R I Z O N A  R 5 7 2 4  

THE UNIVERSITY OF ARIZONA 

HUMAN SUUECTS CDMMimt 
ItM N. WARREN til'ILOWO OH. ROOM 111 

TturaoNt Mm umtji itu-nn 

30 September 1985 

Deborah V. Strosnider, B.S.N. 
College of Nursing 
Arizona Health Sciences Center 

Dear Ms. Strosnider: 

We are in receipt of your project, "An Exploration of Pain Perception in 
Children with Leukemia" • which was submitted to this Committee for review. 
The procedures to be followed in this study pose no more than minimal risk to 
the minor subjects participating. Regulations issued by the. U.S. Department 
of Health and Human Services (45 CFR Part 46. Subpart D). authorize approval 
of this type project, with the condition that adequate provisions are made to 
secure the consent of the subjects' parents and, where possible, the assent 
of the subjects themselves. Although full Committee review is not required, a 
brief summary of the project procedures is submitted to the Committee for 
their information and comment, if any, after administrative approval is granted. 
This project is approved effective 30 September 1985. 

Approval is granted with the understanding that no changes will be made 
either in the procedures to be followed or in the consent and/or assent 
form(s) to be used (copies of which are kept on file) without the knowledge 
and approval of the Departmental/College Committee and the Human Subjects 
Committee. Any physical or psychological injury to any subject must also be 
reported to this Committee. 

A university policy requires that all signed- subject consent forms be 
kept in a permanent file in an area designated for that purpose by the 
Department Head or comparable authority. This will assure their accessibility 
in the event that university officials require the information and the principal 
investigator is unavailable for some reason. 

Sincerely yours 

Milan Novak, M.D., Ph.D. 
Chairman 
Human Subjects Committee 

MN/jm 

cc: Ada Sue Hinshaw, R.N.. Ph.D. 
College Review Committee 
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VISUAL ANALOG PAIN SCALE 
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No Pain Pain as bad as 
it can be 



APPENDIX D 

EXCERPTS FROM FIELD NOTES OF OBSERVATIONS OF 
"WHEN TEIE NEEDLE GOES IN" 
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Observation of Andrew, Age 6 Years, 10 Months 

A is quiet but not notably distressed as nurse prepares to 

stick left hand. At moment of needle insertion, A jerks whole body 

(left hand minimally) and chants "ow-ow-ow-ow-ow" while shaking right 

hand up and down. Grimaces, then smiles and says "look at the blood." 

Nurse comments about how it is caning fast. 

A watches intently with slight frown through blood drawing and 

chemo. Attempts to chat by nurse (about school) elicit smiles and brief 

replies then return to quiet vigilance. Chemo complete. When tape 

pulled off from over needle, A grimaces and tenses left arm. Grimaces 

again when needle pulled out, then grabs stickers with free hand and 

beings to peel off his selection. Discussion turns to stickers with IV 

apparently forgotten. 
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Observation of Brian, Age 7 Years, 4 Months 

Nurse comments about being ready and counts "1-2-3" and puts 

needle through skin. At this point B grimaces, tensing face and pulling 

upper lip tight over upper teeth. Visible tension in both forearms, B 

does not move or jump. Grips table edge under left hand and chair arm 

under right arm. Nurse puts tape over needle as B continues to watch. 

Draws blood then changes syringes. At one point nurse's arm obstructs 

B's view of his hand and he moves his head to one side and down to 

continue watching. B is still, breathing shallowly, and still gripping 

with hands but with less tension. Mother has her hand over B's right 

hand, sometimes stroking or patting lightly without reaction from B. 

... Nurse says "OK, 1-2-3, take 'er out" and removes needle. No grimace 

or tension noted. B takes deep breath and blows it out (cheeks puffed). 

Bandaid placed over site. 
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Observation of Donna, Age 5 Years, 3 Months 

f 

D says "Wait, I want someone else in here. You have another 

nurse." Nurse points out that it is a little needle while D yells 

"wait, wait," then "let me turn my head." Nurse has left arm, D put 

right arm up over mother's head and buries face in man's shoulder. 

Nurse says "on three ..." D begins to cry. "1-2-3" At moment needle 

enters skin, D cries "owie" then cries "daddy" and continues to cry 

while nurse and mother say "all done" and "good job." "It's OK to cry" 

says mean. D keeps crying and clinging to mother, occasionally crying 

"owie". Mother stands, holding D. Mother asks why finger looks blue, 

did D smash it? D stops crying and says "No, I wrote on it on accident" 

then resumes crying loudly. Mother comments "It's not that bad, but 

it's OK to cry and OK to be scared." D says "well it still hurts." ... 
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Observation of Erik, Age 6 Years, 6 Months 

Nurse put on tourniquet while E cried and said "I don't like 

this" three times. Nurse and Stepfather comforted E saying "of course 

you don't" and similar remarks. R (researcher) was asked to hold E's 

hand still. R took hand, telling E to squeeze her hand if he wanted. E 

said "I don't want my hand held" and tried to pull away. R held hand 

tight while nurse said "1-2-3" and put needle through skin. E cried out 

then stopped crying and laid still. R relaxed grip on E's hand as E was 

motionless. Blood drawn and medicine started with nurse telling E how 

good he was getting. E did not protest any further. Had mildly angry 

expression (third stick) Stepfather gave E a hug, obscuring his 

vision. E protests. Nurse said E could watch if he wanted to see, E 

yelled "No." Stepfather hugged E against table. R held hand still with 

one hand, still holding pressure on other arm with other hand. Nurse 

stuck needle in. E did not move, but watched activity with tears in 

eyes 
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