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ABSTRACT 

This thesis of a leukemic child's view of a lumbar puncture 

experience explored the question: What cultural knowledge informs the 

behavior of leukemic children experiencing a lumbar puncture. 

Data collection followed the ethnographic interview technique 

(Spradley, 1979). Four informants were individually interviewed four 

times. Data was analyzed after each interview and presented for 

verification by the informant. 

Seven culturally relevant domains were analyzed and include: 

"Parts of spinal tap process," "Kinds of people doing spinal tap with 

me," "Characteristics of the hurting experience," "Things that help 

during spinal tap," "Attributes of things I think about," "Kinds of 

spinal taps," and "Things to tell people." 

Domain analysis revealed six cultural themes: "Get a good 

doctor," "We don't like surprises," Eight-year-old boys need their 

parents, Getting my mind on other things, I need to "hold on," and 

You can't see behind your back. 

Recommendations for care of leukemic children experiencing 

lumbar punctures were suggested along with recommendations for further 

research. 
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CHAPTER 1 

INTRODUCTION 

Most psychosocial research done in the area of childhood cancer 

centers on the child's perception of death and dying (Spinetta 1974). 

As life-spans increase for leukemic children due to advances in medical 

treatment, investigators are beginning to study how children live with 

cancer; what their reactions are to diagnostic and therapeutic pro

cedures, frequent clinic visits and physical effects of treatment such 

as hair loss. 

This study is geared to a more positive aspect of the leukemic 

child; that of "care" or "caring behaviors." Children have demonstrated 

understanding of the care concept, within their cultural realms, in 

given situations of health and illness (Aamodt 1978). Certain activ

ities of family members or medical personnel directed towards the leu

kemic child may be viewed by that child as "caring behaviors." 

"Care-taking" behaviors may be employed by that child during various 

situations in the leukemia experience. 

However, there have been no studies undertaken in regards to 

the leukemic child experiencing the lumbar puncture. This study spe

cifically examines the leukemic child's view of the lumbar 

puncture experience. Through probing interviews, an "ernie" view of 

what constitutes "care" or "caring behaviors" that help a child through 

the experience can be elicited. This information instructs health care 
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givers how to minimize the trauma of the lumbar puncture for the leu

kemic child as well as maximizing positive support measures for the 

child during the procedure. 

Statement of the Problem 

The leukemic child experiences numerous diagnostic and thera

peutic procedures over the long period of treatment and post-disease 

monitoring. Innate and environmental factors impact on the view of 

these procedures held by the leukemic child. The major concern in 

2 

this investigation is to discover what behaviors leukemic children view 

as "caring behaviors" surrounding the lumbar puncture. Do they employ 

particular thought or behavioral operations to "care" for themselves 

before, during and after this procedure? Do leukemic children view 

certain activities of others present during this procedure as "caring 

behaviors"? Do these children reinforce these "caring behaviors" so 

that they are used again during subsequent lumbar punctures? Therefore, 

the problem for this ethnographic investigation is: What cultural 

knowledge informs the behavior of leukemic children experiencing a 

lumbar punct~re? 

Statement of the Purpose 

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

lumbar punctures held by leukemic children. These perceptions can be 

examined for commonalities, or themes that link individual leukemic 

children experiencing lumbar punctures into a cultural system. These 

leukemic children, within their cultural realm, take on the role of 
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teachers of health care givers. As a result, knowledge from the cul

ture of leukemic children and the culture of health care givers can be 

integrated, allowing for a maximum level of well-being for the leu

kemic child during lumbar punctures. 

Conceptual Orientation 

A conceptual orientation provides a perspective for qualita

tively examining concepts for exploratory research (Hinshaw 1980). 

The concepts of culture of childhood, chronic childhood illness and 

care will ground this research on the leukemic child experiencing a 

lumbar puncture. A structural model (see Figure 1) has been designed 

to delineate a hierarchy of concepts and subconcepts. Hypothetical 

relationships are believed to exist between the concepts on a hori

zontal and vertical level as indicated by broken lines. A major gap 

exists in the investigator's knowledge as to what leukemic children 

experiencing lumbar punctures view as caring behaviors. This gap is 

indicated by the blank box. 

Culture 

The concept of culture, as applied to this study, is defined by 

Spradley (1979:5) as ''the acquired knowledge that people use to inter

pret experience and generate social behavior." This knowledge is ac

quired through the process of perception (Knutson 1965:47). This 

definition of culture can apply to any group of people who share 

knowledge, experiences, rules and behaviors that are common to the 

group. Leukemic children experience certain common events and changes 

in their lives due to the disease process and treatment course. These 
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Figure 1. MOdel for Conceptual Orientation 
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children are believed to share a culture unique to an experience with 

leukemia particularly directed towards diagnostic and therapeutic pro

cedures, such as the lumbar puncture. Leukemic children learn their 

culture by observing others, listening to them, and making inferences 

about the cultural rules for behavior. As language is acquired, this 

learning is accelerated (Spradley 1979). 

5 

The cognitive system of the school-age and adolescent leukemic 

child functions in accumulating and organizing knowledge of the world 

and, particularly, the leukemia experience. The cognitive system uses 

that knowledge to solve problems and modify behavior. The physiologist/ 

psychologist, Jean Piaget, offers a developmental theory which serves 

as a basis for understanding the cognitive system of the school-age and 

adolescent child. Piaget's theory espouses the idea of cognitive struc

tures; the mental procedures one uses to deal with specific kinds of 

information. Piaget stresses the child's active role in gaining 

knowledge. (The major source for information on Piaget is Elkind 1974). 

Piaget has theorized that children progress through four major 

stages in the development of logical thinking. The completion of one 

stage gives birth to the next stage with its inherent mental activities 

to master. Each stage, therefore, follows one another in a continuous 

and orderly fashion. The child's manner of knowing changes which results 

in changing views of his world, creating new levels of understanding. 

Piaget has defined the third stage of cognitive development as 

one of "concrete operations." The school-age child is assigned to this 

stage from his seventh through his eleventh year. During this stage, 
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children can form concepts of classes, relationships and numbers which 

expand their view of the world. Logical thinking increases. For exam

ple, the school-age child can appreciate that some aspects of objects 

remain the same despite changes in their appearance. Based on their 

perceptions, these children are able to use concrete, systematic methods 

to problem solve. However, he has difficulty in dealing with abstrac

tion. For example, he is unable to deal with hypothetical constructs 

such as those used in science, law, political theory, etc. (Achenbach 

1974). As the child progresses through this stage, he becomes more 

aware of and considers the views of others, becoming less egocentric. 

In speaking of language as a means of reflecting cognitive development, 

a school-age child between the ages of six and eleven years has an 

"increasingly refined use of language leading to improved verbal rea

soning and the use of symbolic and graphic representations" (Lowrey 

1978:143). 

The fourth stage of cognitive development is defined by Piaget 

as that of "formal operations." The adolescent from his eleventh through 

his fifteenth year is assigned to this stage. His thought processes 

travel beyond the realm of reality into the realm of possibility. He 

is able to understand things not only as they are but also as they might 

become. He can consider abstract, theoretic, and philosophic matters. 

He is aware of the contrast between the ideal and the real. The ado

lescent in the "formal operations" stage is capable of mental problem 

solving in which he manipulates two or more categories of variables at 

the same time. He can form hypotheses and test them. He is also 



capable of considering many aspects of a situation from the point of 

view of others. 
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The culture of children with leukemia and their unique cognitive 

systems both influence a child's view of a lumbar puncture experience 

which is shared with others through language. By using the ethnographic 

interview technique as described by Spradley (1979), the child's view, 

his native or "ernie" view, can be learned by the researcher. 

Pain 

Pain is "an abstract concept which refers to (1) a personal, 

private sensation of hurt; (2) a harmful stimulus which signals current 

or impending tissue damage, (3) a pattern of response which operates to 

protect the organism from harm" (Sternbach 1968:12, 63). Melzack (1973: 

46) supports the complexity of the pain concept when he states "the word 

'pain' represents a category of experience, signifying a multitude of 

different, unique events having different causes and characterized by 

different qualities varying along a number of sensory and affective 

dimensions." These definitions and descriptions of pain allude to the 

sociocultural and psychological aspects that influence a person's cog

nitive perception of pain. The meaning of pain is thought to be ac

quired during childhood within the family context (Pilowsky 1978:215). 

There are many medical procedures employed by health profes

sionals that cause pain to their clients. The client's perception of 

that pain is dependent on a number of factors, as previously stated. 

Age, in terms of cognitive development as well as physical maturity, 

is an important factor, especially in studying pain in children. 
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School-age children are very concerned about diagnostic and therapeutic 

procedures in terms of whether these procedures will cause pain as well 

as benefits and hazards. They seek factual information concerning all 

aspects of procedures. Although the adolescent is concerned with the 

cause and effects of diagnostic and therapeutic procedures, his primary 

concern may be more in terms of visible body changes or physical re

strictions that effect his body image. Adolescents tend to react to 

physical pain with much more self-control than school-age children, 

possibly in an attempt to exhibit socially acceptable behavior in this 

situation. 

A lumbar puncture is generally viewed as a painful medical pro

cedure, especially by children. The pain begins with the insertion of 

a needle through the skin into the subarachnoid space, usually between 

the third and fourth vertebrae. The purpose of the lumbar puncture is 

either to remove cerebrospinal fluid for diagnostic purposes or for 

introduction of medication. Although many health care givers have wit

nessed physical responses of children experiencing lumbar punctures, 

little is known about the child's view of this procedure. 

Childhood Cancer 

In general, recent advances in the treatment of childhood cancer 

has given society hope for longer survival and, ultimately, cure. These 

advances have been especially dramatic in treating childhood leukemia. 

Acute leukemia is defined as: "a rapid uncontrolled proliferation of 

leukocytes which, untreated, leads to a fatal outcome. It is a primary 

disorder of the bone marrow in which the normal marrow elements are 
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replaced by immature or undifferentiated blast cells" (Lankowsky 1980: 

310). Long term treatment modalities, as well as the possibility of 

relapse of the disease, allows leukemia to be categorized as a ch~onic 

illness in many cases. The potential chronicity of childhood leukemia, 

in addition to the effect of the initial diagnosis, impacts on the 

biological, psychological, socioeconomic, spiritual, and cultural com

ponents of the child and his family in a unique manner. 

When a child is initially diagnosed with leukemia, a lumbar punc

ture is performed to determine if leukemic cells are present in the cen

tral nervous system. "Less than 10% of the children with leukemia have 

evidence of disease in the central nervous system at the time of diag

nosis" (Fochtman 1976:9). If there is central nervous system involve

ment, treatment is begun immediately through radiation and intrathecal 

medication via lumbar punctures. There is a greater chance for children 

to develop central nervous system involvement the longer they survive 

(Fochtman 1976:9). Thus, lumbar punctures are important diagnostic and 

therapeutic tools associated with childhood leukemia. It is of partic

ular relevance to this study to understand the leukemic child's percep

tions of the lumbar puncture as a repetitive diagnostic and therapeutic 

tool. 

Care 

Aamodt presents the view that the care concept is probably uni

versal and culturally relevant and assists human beings in organizing 

human experience. "All cultures provide a system of rules for care that 

members of a community use as they confront problems in every day 
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living" (Aamodt 1978:37). Care's function is to improve an altered state 

of health or maintain an optimum level of health as culturally defined 

and used by that individual. There are both positive and dynamic com

ponents inherent in the care concept; that is a sense of seeking to 

improve as opposed to destroy. 

Children, within their cultural realms, will have their unique 

views on what constitutes "care" and "caring behaviors." School-age 

leukemic children will view certain activities, either by self or 

others, as "caring behaviors" that ensure a maximum level of well

being during lumbar punctures. Thus, it is the purpose of this study 

to understand what these behaviors are; from the child's point of view. 

Summary 

By examining the information given by informants, school-age and 

adolescent leukemic children, it is hoped that relationships between con

cepts in this conceptual orientation will be strengthened, as well as 

additional qualities of the concepts discovered. The major goal is to 

discover what leukemic children view as caring behaviors surrounding 

the lumbar puncture. 

Limitations 

1. Information obtained from the informants will be limited to 

what they are willing to talk about. 

2. All informants will be English-speaking. 

3. Information will be limited to that of school-age and 

adolescent leukemic males. 
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Assumptions 

1. A lumbar puncture will uniquely effect the leukemic school-age 

and adolescent child. 

2. Leukemic school-age and adolescent children experiencing lumbar 

punctures will communicate their feelings, experiences, and 

personal reactions regarding this procedure. 



CHAPTER 2 

REVIEW OF LITERATURE 

Perceptions of the lumbar puncture by individual children are 

informed by developmental and cultural processes. This chapter pre

sents theories and/or research surrounding three concepts particularly 

relevant to the leukemic child and the lumbar puncture: pain, 

leukemia, and care. The review of the literature is divided into 

three sections: the child and pain; the child and leukemia; and the 

child and the care concept. 

The Child and Pain 

Eland and Anderson (1977) note the lack of systematic research 

undertaken in the area of pain in children. This holds especially true 

to the following areas: communication of pain by children to others; 

childrens' reaction to pain; and assessment of pain in children (Eland 

and Anderson 1977:453). The major portion of literature discussing 

pain in children addresses general management. 

Pilowsky (1978) proposes that a developmental approach to view

ing pain in children may be important in demonstrating the relationship 

of early childhood experience to the shaping of the pain experience. 

McGraw (1945) investigated infants' responses to pinprick and 

found, by the end of the first week to ten days of age, most infants 

respond to this cutaneous stimulation immediately. This response is 
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demonstrated by diffuse bodily movements accompanied by crying. During 

the first month this reaction increases in intensity. The infant begins 

to localize the pinprick stimulus between three to ten months and with

draws the touched extremity. Gradually, this localization becomes more 

and more specific. Eight to fifteen month old children will bring their 

hands directly to the stimulated area. As they develop, children may 

rub the area or attempt to remove the stimulus by pushing it away. 

Finally, they may anticipate the application of the pin and protect 

themselves from it. These results suggest "in general,the sensori-motor 

aspects of behavior develop slightly earlier than do cognitive and 

conative aspects" (McGraw 1945:104). In other words, the child seems 

to demonstrate some general localization before he demonstrates recog

nition or association of the unapplied stimulus with the painful sensa

tion. The results also suggest "specific localization is well-established 

before the child achieves integration of the various centers which permit 

adequate appraisal of the situation and a masterful response" (McGraw 

1945:104). 

Adding to the complexity of pain in children, it is suggested 

even "the infant of four months does not react simply to stimulation but 

his reactions are modified patterns that have emerged both from his 

innate perceptual response to the care-taking environment" (Poznanski 

1976:1115). This statement emphasizes individual differences in re

action to pain due to innate and environmental factors. 

Following a developmental approach for studying pain in children, 

Schultz (1971) studied 74 black and white children, ten to eleven years 
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of age, who were from middle class families. The purpose was to discover 

how children at a fixed age-stage of development view pain. Sixty-four 

children connected pain with being afraid or nervous. The results also 

supported the idea that this age group's reaction to pain and fear of 

bodily damage are exaggerated. Schultz (1971) notes that children who 

lack control over situations experienced increased levels .of anxiety, 

that pain may be related to this level of anxiety. 

Schultz (1971) reported differences between ten and eleven year 

olds in the way in which they discuss pain. The ten year olds talked 

about pain in physical terms. The eleven year olds demonstrated a more 

mature level of thinking in having a deeper understanding of a more 

elusive type of pain; that which causes injuries to one's feelings. 

This study dealt with well children and not those experiencing treat

ment for chronic illness. 

Young children may be experiencing more pain due to a lower pain 

threshold than adolescents going through a similar painful experience. 

Haslam (1969) conducted an experimental study to determine the relation

ship between age and pain threshold in a group of children ranging from 

five to eighteen years of age. Results suggested that pain threshold 

increases between the ages of five and eighteen years. Haslam (1969) 

concluded that perception of pain is a declining function from a very 

early age. Sociocultural factors were not discussed. 

Children's communication of pain to others has been viewed as 

problematic due to immature language skills. Eland (1974) studied 

25 children between four and eight years who were hospitalized for 
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surgical procedures. This study's aim was to develop a method for 

these children to communicate the intensity of pain. A secondary aim 

was to examine childrens' descriptions of and responses to the pain 

experience. Thirteen of the 25 children did not know what "pain" is; 

this group included one seven year old and one eight year old. It was 

recommended that a more appropriate word to use when talking to children 

about their pain would be "hurt" or ''hurting." 

Eland and Anderson (1977:461) reported an unpublished study of 

172 hospitalized children between the ages of four and ten years. One 

hundred sixty-eight children correctly placed an "X" on a body outline 

indicating where they hurt. They also told the reasons for that specific 

area hurting. The placement of the "X" coincided with the child's 

pathology, surgical procedure, or painful events that occurred during 

the course of his hospitalization. The results suggest a child can com

municate by graphic means information he cannot communicate verbally. 

One interesting aspect of this same study demonstrated the in

tensity injections hold for some children. One hundred nineteen children 

were asked "of all the things that has ever happened to you, what hurt 

you the worst?" Sixty-five children replied "a shot" or "a needle." 

Replies of 14 children were related to surgical procedures; answers of 

nine children reflected medical treatment; and 31 children related 

traumatic experiences outside the hospital setting {Eland and Anderson 

1977). 

In a study of childrens' perceptions of the emergency room, 

Atkins (1978) offered descriptions of experiences of pain and painful 
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things which were done by the children studied. The six subjects iden

tified needles and getting shots as pain-producing experiences. Descrip

tions of getting injections of local anesthetics included "burning," 

"stinging," and "hurting." All the children expressed their concerns 

about pain and painful procedures. 

Pain in children cannot be discussed without including ways in 

which they handle pain, methods they use to cope with pain. Two modes 

of expression in coping have been defined. The first is "direct ac

tions" which consisted of "largely motoric modes of eliminating danger 

or achieving gratification." The second consiste of "intrapsychic 

processes" which are "largely cognitive modes of conflict resolution" 

(Lazurus, Averill, and Opton 1974:264). 

Eland and Anderson (1977) relate these two modes of expression 

in coping to the child with pain. Direct actions consist of the child 

doing things; for example, becoming aggressive and physically attacking 

medical personnel. Avoidance/withdrawal is also classified as a direct 

action mode. 

Intrapsychic processes consist of cognitive means by which a 

child deals with pain. Some children are taught to think of other 

things so as not to become preoccupied with his pain. Obtaining an 

intellectual understanding of a painful procedure is another intrapsychic 

process children use to master the painful experience. Additional intra

psychic processes employed by children include defense mechanisms such 

as regression and denial. 



17 

General information on preparing children for painful procedures 

is offered in much of the literature. However, little systematic re

search has been done. Vernon (1974) conducted one experimental study 

of 30 children ranging from four to nine years of age who were hospital

ized for relatively minor surgery. The study centered around pre

operative injections. Results support the idea that modeling or a 

portrayal that gives accurate information about the type and timing of 

a painful stimulus can increase the tolerance to that pain. MOdeling 

that offers inaccurate information can increase pain. 

No literature has been found that is specifically related to 

the child and the lumbar puncture; an intrusive painful procedure. 

The Child and Leukemia 

The effects of leukemia on the child will depend primarily on 

the individual child, including consideration of his developmental age, 

the course and medical treatment of the disease, and the parents' 

capacity to provide emotional support. "The uniqueness of any child's 

experience ••• depends on his constitutional sensitivity to experience, 

and the geographic, financial, cultural, and marital status of his 

parents" (Travis 1976:389). 

Clausen (1978) elaborates on three cultural factors that influ

ence the child's response to a cancer diagnosis. These are social or

ganization; religious belief systems; and language and communication. 
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These factors influence perceptions of the cancer diagnosis as well as 

the reactions to it. 

Burgert (1972) likens childhood acute leukemia to a hurricane 

with five possible stages: "reconnaisance," "shock," or "leading edge," 

"eye" or "calm in the storm", "trailing edge" of terminal illness, and 

the "aftermath" or devastation. "Just as the hurricane has its recon

naissance, leading edge, calm eye, moving out, and devastation; child

hood leukemia has, respectively, its referring physician, diagnostic 

review, remission status, relapse and terminal illness, and aftermath" 

(Burgert 1972:273). 

Furthermore, Burgert (1972) has observed that chil~ren with 

acute leukemia have displayed a range of emotional states including 

anger, fear, depression, anxiety reaction, acceptance, and even hope. 

Part of the literature regarding the child and leukemia is based 

on subjective observations made by parents of leukemic children. During 

a time when leukemic children were not generally told their diagnoses, 

Binger (1969) conducted a retrospective study in which 23 pairs of 

parents gave subjective evaluations of their deceased leukemic children. 

Although most of the children were not told of the leukemic diagnosis, 

they demonstrated an awareness of the seriousness of the disease and 

even anticipated their death. Younger children demonstrated concern 

about separation, disfigurement, or hurt. Two adolescents, aware of 

their diagnosis, were said to have more meaningful relationships with 

their parents than they experienced before due mainly to open communi

cation among family members. 
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Travis (1976:390) gave several mothers' reports of their school

age leukemic children having difficulty in sleeping; that they would 

crawl into bed with them. Other mothers observed their leukemic children 

to have "abnormal concern for other persons or pets who are under threat" 

(Travis 1976:360). Two mothers stated that their children experienced 

terrible anxiety over a death of a pet. 

There are two additional, somewhat conflicting, observational 

reports of children with cancer; some of which were experiencing leu

kemia. The first related observations of children between six to ten 

years of age being treated at a medical center (Knudson 1960). The 

observations were made over a three year time period. Children in this 

age group were described as less fearful of the hospital situation; 

they tolerated maternal absence more than others. Fearfulness was more 

closely related to physical discomfort, especially related to procedures 

such as venipunctures and bone marrow aspirations. Some children, 

especially boys, actively struggled against them and required restraint. 

The children in this age group even expressed anxiety about procedures 

at times when they were not being done. Knudson (1960) observed a 

mother's presence did not reduce fearfulness in these children during 

procedures as it often did in younger children. 

In an earlier report, Richmond and we.isman (1955) related ob

servations of 48 children with leukemia and other malignant disease 

during medical management. Opposite of observations made in the above 

study, they noted a tendency toward greater passivity to diagnostic 

and therapeutic procedures than normal children. This passivity was 



attributed either to resignation or to lack of physical energy. The 

passivity tended to increase as the disease progressed. 

Spinetta and his colleagues have conducted more systematic 

research in studying children with leukemia (Spinetta, Rigler, and 
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Karon 1973; Spinetta, Rigler, and Karon 1974; and Spinetta and Maloney 

1975). In one study, 50 hospitalized children between six and ten years 

of age; 25 with leukemia and 25 with chronic non-fatal illness were 

compared. Spinetta et al. (1973) found that children with leukemia 

showed an awareness of intrusion into their body integrity and expressed 

a greater degree of both hospital-related and non-hospital-related 

anxiety than the children in the chronic non-fatal illness group. They 

also had a higher degree of concern about hospital personnel and pro

cedures. These researchers concluded that the leukemic children be

tween six to ten years of age appear to be aware of the seriousness of 

their illness, even though they may not yet be capable of talking about 

their awareness in adult terms. 

Spinetta and Maloney (1975) conducted a similar study of 32 out

patient clinic patients between six and ten years, 16 with leukemia and 

16 with chronic, non-fatal illness. The purpose was to study the child's 

awareness even when not in the hospital. The children with leukemia 

related significantly more stories that contained elements of preoccupa

tion with threat to their body integrity and functioning than the other 

children. They also demonstrated a greater degree of anxiety. The 

leukemic children exhibited a lack of adaptability to the necessity of 

clinic visits and became increasingly more anxious about the clinic as 



visits became more frequent and as their illness became of longer 

duration. 
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Spinetta and others (1974) studied 50 hospitalized children be

tween six and ten years of age; 25 with leukemia and 25 with chronic non

fatal illness. The results suggested that the sense of isolation grows 

stronger as the leukemic child nears death. 

Although not specifically related to childhood leukemia, 

de Christopher (1981) analyzed and compared drawings of health care 

experiences made by a group of children with cancer and a group of 

healthy children; 28 children in all. The procedure drawn most fre

quently by the children with cancer was the intrusive finger stick. 

The healthy group drew the non-intrusive ear exam most often. MOst 

healthy children drew non-intrusive procedures, whereas the majority 

of children with cancer drew intrusive procedures. 

There are no reports found in the literature regarding leukemic 

children and their perceptions of the lumbar puncture, in particular. 

The Child and the Care Concept 

"Taking-care-of is a culturally relevant domain that organizes 

human experience" (Aamodt 1978:44). Thus in studies of particular cul

tures, such as the culture of leukemic children, caring variables should 

emerge. Leininger (1979) identifies the following care concepts: com

fort, support, compassion, empathy, helping behaviors, coping, specific 

stress alleviation, touching, nurture, succorance, surveillance, protec

tion, restoration, stimulation, health maintenance, health instruction, 

and health consultation. In studying the care concept as related to 



children, many researchers focus on interpersonal caring behaviors 

(Weisner and Gallimore 1977; Horn 1979; Steffen and Francis 1979; and 

Leininger 1979). Watson (1979:8) defines basic assumptions for the 

science of caring in nursing and even goes so far as to state "caring 

can be effectively demonstrated and practiced only interpersonally." 
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Aamodt (1978) discusses that the intrapersonal aspects of the 

care concept variables can be identified in children as well as adults. 

For example, "controlling one's thoughts" is a self-care behavior demon

strated by children as they develop. Furthermore, she suggests there 

are developmental changes in caring behaviors during childhood, both in 

receiving care activities and in "taking-care-of" activities. 

Summary 

The preceding literature review focuses on the leukemic child, 

pain in children, and the child and the care concept. This literature 

search does suggest there are linkages between the child's cognitive 

system and how he perceives pain, leukemia, and care as presented in 

the conceptual orientation. The search, however, reveals no studies 

specifically related to the leukemic child's perceptions of lumbar 

punctures. This lack serves as a basis for this investigation. 



CHAPTER 3 

METHODOLOGY 

This study was designed to look at the culture of school-age 

and adolescent leukemic children who experience the lumbar puncture. 

The study attempted to identify this culture's perceptions of the lum

bar puncture as well as specific caring behaviors they employ in rela

tion to this procedure. This chapter includes discussion of the 

research design, informants, protection of human rights, and methods of 

data collection and analysis. 

Research Design 

Little is known about caring behaviors utilized by leukemic 

children during the course of their illness or the cultural knowledge 

that informs these behaviors. This is especially true in relation to 

diagnostic or therapeutic procedures they experience, particularly the 

lumbar puncture. Since there is little scientific knowledge present in 

existing literature surrounding this phenomenon, an exploratory design 

was employed. The purposes of an exploratory study include increasing 

the investigator's familiarity with the phenomenon under study, clar

ifying concepts, and establishing priorities for future research 

(Selltiz, Wrightsman, and Cook 1976). 

Ethnography was the exploratory technique used in this study. 

"Ethnography is the work of describing a culture" (Spradley 1979:3); 
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in this study, the culture of school-age and adolescent children who 

have experienced lumbar punctures. The ethnographic interview technique 

is a method used to obtain an "ernie" or native view of a particular 

phenomenon or culture (Spradley 1979). The ethnographer or "learner" 

obtains both tacit and explicit knowledge of the phenomenon held by 

the "experts" or informants through a series of interviews (Spradley 

1979). Through these interviews, the ethnographer is taught the 

language of the cultural group as well as their values and beliefs 

(Spradley 1979). 

Informants 

Spradley (1979:46) identifies five minimal requirements for 

informant selection: thorough enculturation, current involvement, 

an unfamiliar cultural scene, adequate time, and nonanalytic. 

The informants for the study included two school-age and two 

adolescent males who have experienced lumbar punctures. The following 

criteria was used in the selection of informants: 

1. The informant was currently undergoing a treatment regimen 

for leukemia. 

2. The informant was between the ages of seven through fifteen 

years. 

3. The informant had experienced a minimum of two lumbar punctures. 

4. The informant spoke and understood English. 

5. The informant lived in Arizona at the time of data collection. 

6. The informant was willing to participate in the study. 
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Informants were chosen on recommendation of an oncology nurse/ 

social worker at a southwestern university medical center. The in

formants were initially contacted during a clinic visit or by telephone 

and asked to participate in the study. Verbal consent was given by the 

informant and one parent or guardian. 

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 investigator reviewed the purpose of the 

study and the method of data collection with each prospective informant 

and his parent. Each informant was told that his participation in the 

study would be voluntary and that refusal to participate would in no 

way affect the care or relationship with medical personnel • . The in

formants were told they could withdraw from the study at any time. 

Informants were told that their identity as well as their responses 

would remain confidential. It was explained that all data would be 

coded and there would be limited access to the data. Informants were 

told that results of the study would be written in group form to insure 

confidentiality. Prospective informants and parents were ~ncouraged to 

ask any questions. Potential uses of the study were explained to the 

informants. Each prospective informant and one parent were required to 

give verbal consent for the informant's participation in the study. A 

disclaimer statement highlighting aspects of the verbal explanation was 

then given to each informant. 



Data Collection 

Permission to utilize leukemic children under his care in this 

study was obtained from the pediatric oncologist at a southwestern uni

versity medical center. 
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The investigator introduced herself as a graduate student in 

nursing to each prospective informant and his parent. A verbal explana

tion of the study was given. Upon giving verbal consent to participate 

in the study, arrangements were made with each informant for the first 

interview session. Each interview setting was agreed upon by the in

formant and investigator. Interview settings included an examination 

room in the pediatric outpatient clinic, a study room in the medical 

library, or in individual homes of the informants. Interviews were con

ducted in private to limit informant bias. Each informant gave permis

sion to allow the interviews to be tape-recorded. The tape recorder was 

placed between the informant and investigator during each interview ses

sion. During the second interview, each informant was asked to draw a 

minimum of one picture of his experience during a lumbar puncture. A 

verbal description of his picture(s) was then given by the informant. 

A total of four interviews were conducted with each informant. The 

length of the interviews ranged from twenty minutes to one hour. The 

investigator attempted to remain sensitive to the informant's continued 

willingness to talk during each interview. Each interview was terminated 

when it was felt that the end point of this willingness was reached. 

In addition to the interviews, the investigator asked permission 

of each informant to observe one of his lumbar puncture experiences if 



27 

it were to occur during the period of data collection. All informants, 

except one adolescent, gave their consent. Due to the time constraints, 

the investigator was able to observe the lumbar puncture experience of 

one school-age child and one adolescent. 

An ethnographic interview centers around three main types of 

questions: descriptive, structural, and contrast (Spradley 1979). 

The initial ethnographic interview began with a friendly conversation 

to establish rapport between each informant and the investigator. 

Descriptive or "grand tour" questions were then asked, for example, 

"Tell me what it's like to get a spinal tap." This type of descriptive 

question allowed the informant to give a verbal description of the sig

nificant features of this cultural scene (Spradley 1979). Additional 

types of descriptive questions were asked based on the informant's 

responses to the "grand tour" questions. These types of descriptive 

questions are labeled mini-tour questions, example questions, and native

language questions (Spradley 1979). These questions were asked to give 

the investigator a language sample and served as a basis for developing 

more probing questions for subsequent interviews. Descriptive questions 

were asked concurrently with the other two types in the following inter

views. 

Structural and contrast questions were developed from the in

formant's response and asked during the subsequent three interviews. 

Structural questions were asked in order to discover similarities 

within an informant's cultural knowledge which leads to the identifi

cation of domains; the basic units of that knowledge (Spradley 1979). 
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Examples of structural questions are: "Tell me the things that the 

doctor does during a spinal tap; tell me what order things happen in 

during a spinal tap." Contrast questions allow the investigator to 

discover differences between domains. An example of a contrast question 

is: "Tell me the difference between the 'bee sting needle' and the 

'grown-up one'." 

Dennis (1966) hypothesizes that childrens' drawings reflect 

social values. Childrens' drawings can be used as a tool by which the 

investigator can obtain additional information about the child's world 

as he talks about his picture. Omwake (1963) suggests childrens' 

drawings mirror concepts, feelings, perceptions and knowledge. The 

child will draw things which are most important to him and exaggerate 

those parts which hold the most meaning. Each informant drew one pic

ture of his experience during a lumbar puncture. One school-age child 

and one adolescent drew additional pictures of the types of needles used 

to do a lumbar puncture. Additional structural and contrast questions 

were developed from the verbal descriptions given for each picture. 

The investigator took on the role of a passive participant ob

server of one lumbar puncture each of one school-age informant and one 

adolescent informant. The observations took place between the first 

and second interviews of each informant. Observations focused on the 

setting and materials used, interactions of all participants, and the 

actions and reactions of each informant during the entire lumbar 
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puncture experience. Objective field notes were written during each 

observation experience. These notes were clarified and expanded after 

each experience. This data served as a basis for developing additional 

descriptive, structural, and contrast questions used in subsequent in

terviews of these informants. 

Data Analysis 

Ethnographic data is analyzed in a way that is distinct from 

other social science analytical methods (Spradley 1979). During 

ethnographic analysis, the investigator "searches for the parts of a 

culture and their relationships as conceptualized by the informants" as 

opposed to "imposing categories from the outside that create order and 

pattern rather than discover it" (Spradley 1979:93). Three types of 

analysis were followed as outlined by Spradley (1979) : domain, 

taxonomic and theme. 

Domain analysis enabled the investigator to identify domains; 

the fundamental un~ts of cultural knowledge by which the informants 

organize what they know (Spradley 1979). Domains consist of "cover 

terms;" each containing two or more "included terms." A semantic 

relationship exists between terms within a domain. Taxonomic analysis 

allowed the investigator to discover the internal structure of each 

domain (Spradley 1979). 

After each interview, data was analyzed and categorized into 

domain and taxonomy lists. The lists were verbally verified by the 

informant during the subsequent interviews. During the fourth inter

view, the lists were verified through visual card sorting. Each 
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informant was asked to sort cards containing terms as to whether they 

are different or alike. The card sorting method increased the validity 

of domain and taxonomy lists. 

Following the final interviews with the informants, all the 

data was examined and an analysis of cultural themes made. In examin

ing the culture of school-age and adolescent leukemic children, a com

plex pattern of relationships and meanings are revealed. Cultural 

themes are the larger units of thought that disclose cognitive prin

ciples or common assumptions about the leukemic experience particularly 

related to the lumbar puncture. These cultural themes link previously 

identified domains and taxonomic lists related to the lumbar puncture 

experience to the culture of leukemic children (Spradley 1979). 

Summary 

Interviews of four leukemic children who have experienced lumbar 

punctures were conducted to discover cultural knowledge that informs 

their behavior during this procedure. The interview technique of 

Spradley (1979) was followed. Data was analyzed and categorized into 

domain and taxonomic lists. These lists were verified by the informants. 

Cultural themes of the lumbar puncture experience were identified and 

analyzed. Based on this analysis, data will be reported and findings 

discussed. 



CHAPTER 4 

PRESENTATION AND ANALYSIS OF THE DATA 

This chapter addresses the collection of data, informants, the 

researcher-informant experience, presentation of ethnographic data, 

and cultural themes. 

Collection of Data 

The collection of data is organized and presented in the follow

ing section~: selecting informants, planning for interviews, and the 

interviews and observations. 

Selecting Informants 

Initially, a meeting was held with the pediatric oncology nurse/ 

social worker to discuss prospective informants who would meet the pre

viously defined criteria for this study. A list of several children 

was compiled during this meeting. Initial contact was made with parents 

pf prospective informants either by telephone or during a clinic visit. 

At this time, the investigator introduced herself and gave a brief ex

planation of the study. Permission to meet together with the prospec

tive informant and parent was asked. At this meeting, a detailed verbal 

explanation of the study was given. After this explanation, each child 

and parent was given the opportunity to ask questions. Verbal consent 

was given by one school-age and two adolescent leukemic males and one 

parent of each. 
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Selecting a fourth informant proved more problematic. In order 

to maintain a balance between school-age and adolescent informants, it 

was felt another school-age leukemic child should be found. However, 

the number of school-age leukemic children meeting the criteria was 

small and all had been approached. Only one had given verbal consent. 

Another meeting was held with the pediatric oncology nurse/social worker 

to discuss this dilemma. A school-age boy with the diagnosis of lympho

blastic lymphoma was identified as a possible candidate. The rationale 

behind this was that this child presented with symptoms identical to 

that of leukemia and was undergoing the same medical regimen as children 

with leukemia. This regimen included periodic lumbar punctures with 

intrathecal injections of methotrexate. Additional discussions were 

also held with the pediatric oncologist and an advisor for this study. 

Since the focus of this study is on perceptions of the lumbar puncture, 

a diagnostic and therapeutic procedure, it was agreed that this child 

could be included in the study. 

This child and his parents were also approached initially by 

telephone. A time was arranged during which thJ investigator went to 

the child's home and gave the same verbal explanation to he and .his 

parent. A time for questions was provided, after which this child and 

his parent gave verbal consent, allowing him to become the fourth in

formant. 

All informants were given written disclaimer statements that 

highlighted all aspects of the verbal explanation. These statements 

were signed by the investigator. The informants have been given 



names other than their own to a~sure anonymity. ~he two school-age 

boys will be addressed as David and Scott, the two adolescents as 

Michael and Jeff. 

Planning for Interviews 
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Data was collected over a five-week period of time between 

September and October, 1981. Sixteen interviews were conducted; four 

with each informant. Interview settings varied between clinic examin

ation rooms and informants' homes. One interview with Jeff took place 

in a study room at the medical library. All interviews were tape

recorded. 

Upon receiving verbal consent, initial interview times were 

arranged with each informant and his parents. Convenience of each in

formant and his family was given highest priority in arranging all 

interview times. All informants attended school at the time of data 

collection, so many interviews took place in the late afternoon. 

Scott is involved in a hometown soccer league and had practice 

or games scheduled after school. Also, his family enjoyed attending 

high school football games. These activities were taken into consid

eration when scheduling interviews with Scott. Three of these inter

views took place in Scott's home; the other in a clinic examination 

room. 

David's initial interview took place in a clinic examination 

room. His mother agreed that the next two could be conducted in their 

home. At the suggestion of David's mother, his final interview was 
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held in his grandparents' home located in the same city as the medical 

center. 

Michael's initial interview was conducted in a clinic examina

tion room at the time of a scheduled appointment. He experienced a 

lumbar puncture following the interview. The following two weeks 

found him at home from school due to recurrent headaches and back pain 

from this puncture. One interview was held at home with him during 

this period. The following two interviews were also conducted in his 

home after school. 

Jeff and his mother agreed to interview times on weekdays after 

school in their home or during clinic visits. Two interviews took 

place in his home and one in a clinic examination room. The fourth in

terview took place at the time of a clinic visit in a study room at the 

medical library; a clinic examination room was not available at this 

time. 

David, Scott, and Jeff all lived at least 80 miles away from 

the medical center. Parents of these informants were considerate of 

the investigator when setting times for home interviews. 

The Interviews and Observations 

In conducting ethnographic interviews, it is essential to 

establish rapport and create an atmosphere for free and easy exchange 

of information between informant and investigator. Interview began 

with friendly conversations in which the investigator was able to ex

press interest in the lives of the informants outside the clinic setting. 

Prior to the interviews, each informant was reminded that all information 
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would remain confidential. Informants were educated as to the types of 

questions that would be asked. 

During the initial interview, informants were able to give a 

verbal tour of the lumbar puncture scene, or, using their language, 

the "spinal tap" scene. This was done in response to descriptive 

"grand tour" questions. Commonly, the beginning question was "Tell me 

what it's like to get a spinal tap." Each informant was able to give 

a descriptive account of the important features of his spinal tap ex

perience. Responses to other types of descriptive questions began to 

reveal such things as the kinds of people who participate in a spinal 

tap or the kinds of "needles" or "shots" used during a spinal tap. 

After the initial interviews, tapes were transcribed and the 

information examined for major categories of information called domains. 

These categories will be described in detail in the presentation of 

ethnographic data. From this analysis, structural and contrast ques

tions were developed for the second interviews. 

Between their first and second interviews, the investigator 

observed a spinal tap experience for both David and Michael. The in

vestigator stood quietly near the wall of the examination room, making 

mental and written notes of the actions and reactions of all the par

ticipants in the procedure. Once, during Michael's experience, the in

vestigator was asked to inform the physician that Michael, who had 

undergone self-hypnosis, was prepared for the procedure to begin. The 

investigator returned quickly to the scene. Detailed accounts of these 

observations are provided in the appendices (see Appendix D). 



Information gathered from these observations was also examined and 

served as an additional basis for development of structural and con

trast questions used in subsequent interviews. 

During the second interviews, each informant was provided with 

pencils, crayons, and paper and asked to draw a picture of himself 

during a spinal tap. David quickly drew and colored a picture of him

self "laying straight" on a table with his mother standing next to him, 

holding his hand. He entitled it "In the hospital getting a spinal 

tap" (Appendix C, Figure 1). He voluntarily drew an additional picture 

of "All the shots on the tray" (Appendix C, Figure 2). Scott, express

ing an interest in art, painstakingly drew his picture "Where I have a 

spinal tap" (Appendix C, Figure 3). Close attention was paid to 

accuracy and detail. Michael expressed a preference for only drawing 

his pictures as "I never color my pictures." The first picture he ac

curately dubbed "The day of pain" (Appendix C, Figure 4). The knife

like needle causes one to wince in empathy. Michael also drew a 

picture to explain his perception of the "Spinal tap needle" (Appen

dix C, Figure 5). Jeff drew a graphic picture of his experience, 

entitling it "Ouch" (Appendix C, Figure 6). Note the waves of pain 

projecting from his back. The verbal descriptions given by each 

informant are found with the corresponding picture in Appendix c. 
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During the second and third interviews, the informants elaborated 

on existing data in response to structural questions. For example, David 

was able to identify kinds of "spinal tap needles" and, in detail, de

scribed the "bee sting," the "fluid-out shot," and the "pressure shot." 

Responses to contrast questions expanded categories of information in 

that differences between existing domains were elicited. Domains and 

information about these domains were verbally verified by each informant 

during these interviews; information was corrected, added, or subtracted. 

The fourth interview for each informant involved a final verifi

cation. This was done in two ways. Card sorting was initially used. 

Piles of cards with terms representing certain domains were given to 

the informant. Each informant was asked to place the cards in a mean

ingful order and then group the cards according to similarities among 

terms. For example, Scott ordered terms belonging to the domain "parts 

to a spinal tap," and further grouped these terms under the subdomains 

of "coming in," "gettin' repaired," "they start," and "do when it's 

over." By using card sorting, the informants were also able to contrast 

terms. For example, Scott was given three cards, each with a name for 

the three needles used with a spinal tap. He grouped "baby needles" 

and "grown-up one" under a domain he called "skinny needles." He viewed 

the "bee sting one" as different and placed this under a separate domain 

he called "fat one." 

After card sorting was completed, individual written taxonomy 

lists were reviewed with each informant. Again, the informants added to, 

corrected, or subtracted from the existing data in these lists. 



At the close of this interview, as with every interview, each 

informant was thanked for his cooperation and given positive feedback 

as to the wealth of information he had given. 

Informants 

The informants for this study included two school-age males, 

David and Scott, and two adolescent males, Michael and Jeff. As pre

viously stated, all the informants, except Scott, have acute leukemia. 

Scott's diagnosis is lymphoblastic lymphoma, however, he is undergoing 

the same treatment regimen as for leukemia. Each informant will be 

discussed based on subjective and objective observations made by the 

investigator. 

David 
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David is an eight-year-old Caucasian boy who was diagnosed at 

the age of three years with acute lymphocytic leukemia. In January of 

this year, he became symptomatic again. In April, it became known that 

his disease had converted to acute myelocytic leukemia, a more serious 

form. He has since required more frequent visits to the pediatric 

oncology clinic for chemotherapy and diagnostic and therapeutic pro

cedures including spinal taps. 

David lives with his parents and five-year-old sister. This 

close-knit family lives in a mobile home in a mining community approx

imately 100 miles from the medical center. David's father is employed 

by the mines. Due to his father's work schedule, David's mother usually 

brings him for clinic appointments. David's paternal grandparents live 

in the same city as the medical center and their home serves as a base 
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for his family during clinic visits. Grandparents, on both sides, 

demonstrate deep concern for David's well-being and offer support to 

him and his parents. David's mother often comments on the love and care 

shown to the family by neighbors and friends. 

David is a bubbly boy who talks enthusiastically about things 

that interest him. These include a collection of stuffed animals. 

One favorite is "Piewacket," his stuffed tiger, which accompanies him 

to the clinic. "I like to hold on to him after I get a sleeping shot 

••. cause I always sleep with him at night too." He also takes pride 

in showing off a miniature collection, a family project of Christmas 

ornaments, and a ceramic nativity set his mother is making. David has 

acquired his mother's interest in crafts and is hoping to get a potter's 

wheel for Christmas. He loves to draw, and both he and his sister have 

presented the investigator with a large collection of their art work. 

David enjoys school and talked about meeting with the school librarian 

to listen to Bible stories with other children once a week. 

Out of all the informants, David seemed to "finish up," so to 

speak, the earliest. He gave the impression, by the third and fourth 

interviews, that he had told all he could tell about his spinal tap 

experience. David also gave the impression that he did not mind spinal 

taps, to the amazement of the investigator. In fact, when asked what 

the very worst thing about a spinal tap was, he replied, "Nothing. 

It's all good ••• there's nothin' really bad about it." It's as if 

he has a deeper understanding than one realizes of the importance of 

spinal taps in treating his illness. 
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Scott 

Scott is also an eight-year-old Caucasian male and was diagnosed 

with lymphoblastic lymphoma in February, 1981. Since that time, he has 

been undergoing the same treatment regimen as leukemic children. This 

includes periodic spinal taps with intrathecal injections of metho

trexate. 

Scott is the youngest member of a close and active nuclear 

family including his parents, two brothers, and one sister. They live 

approximately 85 miles from the medical center. Scott's father owns 

and manages a hardware store. Scott is an avid sports enthusiast and 

participates in a local soccer le~gue. He enjoys playing baseball as 

well. Another favorite activity is riding motor bikes in the field 

behind his home. In relating Scott's activities to his illness, his 

mother comments, "He can't work it into his schedule" meaning his ill

ness. Scott is also interested in art and accuracy is his goal as he 

draws. When drawing himself, Scott's mother relates how he can be seen 

reinacting the positions to check the precision of his drawing. 

Clinic visits are a family affair. Scott and his parents 

usually meet an aunt and her children, who live in town. At times, 

Scott's brothers, sister, and grandfather are there. 

Scott is an avid talker and was cooperative in relating his 

perceptions of his spinal tap experiences. He didn't mind reviewing 

information whenever necessary, enjoying his role as teacher. How

ever, the third interview was held in a clinic examination room and 

much of his verbalness decreased at that time. His mother attributed 



this to "being there." Scott also displayed typical school-age curi

osity in understanding how things work, including the interviews. 

During a pause in the first interview, the investigator mentally re

viewed the many pieces of information given by the informant. She 

commented, "I'm trying to think of things you've told me ••. " Scott 

interrupted with a giggle, "That I haven't told you. You're trying to 

think of new things to tell." 

Michael 
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Michael is a fourteen-year-old Caucasian male who, three and a 

half years ago, was diagnosed with acute lymphocytic leukemia. One 

month ago he experienced a bone marrow relapse. Michael has undergone 

numerous spinal taps in the course of his treatment. Unlike the other 

informants, he undergoes self-hypnosis with the assistance of the 

pediatric oncology nurse/social worker. Michael views self-hypnosis as 

"the most helpful thing that they have." 

Michael lives with his mother, stepfather, and older sister, a 

senior in high school. His home is in the same city as the medical cen

ter. His parents are both involved in real estate and have busy work 

schedules. Michael has an interest in models and the shelves around his 

room display many ships and planes he has built. His biological father 

is in the military and stationed in Europe. Michael's father had 

given him a number of military patches and each one was explained to 

the investigator. Michael has a keen interest in music and plays the 

violin and clarinet. His next goal is to learn to play the guitar. 

He enjoys riding his ten-speed bike. Michael demonstrates an interest 



in body-image in that he lifts weights. He has a "girl friend" with 

whom he talks on the phone and has gone on "dates" to the movies. 
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Independence was most evident in Michael. Due to his parents' 

busy work schedule, he took on the responsibility of caring for him

self during the two weeks he was home from school with headaches and 

back pain from his last spinal tap. Michael is also a sensitive person; 

interested in the views of others. One can tell that he enjoys talking 

and exchanging ideas with others. During interviews on a few occasions, 

Michael was curious about the responses of other informants. He showed 

disappointment in discovering one of his friends from the clinic was 

not an informant for this study. Interested in the views of his peers, 

he really wanted to know what this friend's opinion would be. 

With self-hypnosis in mind, Michael stated that spinal taps 

in the past "were getting better and better with every single one." 

However, his last two experiences with spinal taps have been more 

traumatic; the "most painful." Due to "scar tissue," the physician 

needed to reinsert the spinal tap needle a number of times before ob-

taining cerebrospinal fluid. Michael described these two experiences 

as "So bad .•• I couldn't concentrate" and "came out of self-hypnosis" 

both times. Michael now looks to future spinal taps with cautious op

timism stating "next time should be easy ••• they're going to start 

me sitting up." 
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Jeff is a fifteen-year-old Caucasian male who was diagnosed with 

acute lymphocytic leukemia ten years ago. Since that time, he has ex

perienced one bone marrow relapse. He was also diagnosed with a central 

nervous system relapse in 1980. Jeff and his mother make the frequent 

two-hour trips to the pediatric oncology clinic for his intrathecal 

and intramuscular chemotherapy. 

Jeff lives with his parents and his older sister, a senior in 

high school, in their home approximately 120 miles away from the medi

cal center. His mother has assumed the responsibility of driving Jeff 

to and from his clinic appointments as well as meeting with physicians 

and other members of the health care team. She demonstrates a deep 

understanding in regards to what her son experiences in his many clinic 

visits. She and Jeff both verbalize a dislike of the long, monotonous 

drive to the clinic but understand its necessity. 

Jeff enjoys quail hunting and, on occasion, goes hunting with 

his father. Other interests include fishing, coin collecting, and 

building models. Jeff seems to view school as important as he does not 

like to miss classes for clinic appointments. He also attends Friqay 

night high school football games with his friends. Jeff's mother under

stands the importance of socialization for him and preserves Friday 

afternoons and evenings for these types of activities. 

Jeff estimated that he has experienced over fifty spinal taps. 

He gave matter-of-fact explanations of all aspects of his spinal tap 

experience. He was able to describe the procedure in detail. He 
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verbalized an appreciation for nurses who "talk to me" and "who are fun." 

He was not reluctant in expressing his dislike for "surprises." For 

example, "when they change doctors on me" or "to come down here and they 

say, 'Oh, guess what you're having today?'." Jeff, in assuming the role 

of teacher, cooperated many times in reviewing information for the bene

fit of the investigator. 

The Researcher-Informant Experience 

Some sense of the researcher-informant experience can be ascer

tained in previous sections of this chapter. Aspects that have been 

discussed are: the dilemma of choosing a fourth informant, the neces

sity of traveling long distances for home interviews, as well as things 

considered in scheduling interviews, for instance, convenience for the 

family. 

Several implicit rules were discovered during my research ex

perience. In assuming a role of "informant," I share these "rules" 

thinking they may be applied to other research experiences. 

The first rule is "Conserve time. Conserve energy. Don't in

terview in the clinic." This rule relates to the problems I encountered 

while conducting interviews with the informants in the clinic at the 

time of their appointments. Originally, in scheduling interviews, it 

seemed conducting interviews at these times would save time and energy 

for both the informants and me. Not so. Hectic clinic caseloads that 

create an atmosphere of "rushing" do not lend to the quality of inter

views. For example, during one clinic visit, I had to decide whether 

to interview one informant before or after a procedure. I opted for 
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before, with agreement from the informant, as after the procedure, he 

would be tired and focused on going home. However, the nurses informed 

me that I would only have about twenty minutes. During the entire in

terview, I kept anticipating the alarm of my mental time clock to buzz. 

I felt rushed and knew this was affecting the quality of the interview. 

During another interview, a lab technician interrupted to draw blood 

from the informant. These are just a few examples of these kinds of 

experiences. 

Despite the driving time and gasoline expense, home interviews 

proved much more rewarding. The quality level was much higher. Both 

the informants and I were not pressured by the time limits set in the 

clinic. The long drives became a welcome reprieve during which I was 

able to collect my thoughts in preparing for the interviews. I sensed 

a feeling of freedom in the responses of the informants which was not 

evident during clinic interviews. The benefits of conducting home 

interviews far outweigh .the seeming inconvenience for the investigator. 

School-age and adolescent males have much more to share than 

one research question can reveal and they want to, but only to sin

cerely interested people. "Be interested" is a rule dealing with 

establishing and maintaining rapport, necessary in any ethnographic 

experience. I discovered that getting information about spinal tap 

experiences related to learning about how boxer turtles ate or talki~g 

about football or looking at craft projects. I needed to learn about 

the whole person or I was going to learn little at all. Leukemic 

children are not the only ones that have things to say; there are the 
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parents. They have their own unique view of the diagnostic and thera

peutic procedures their children go through. There's a whole world to 

be explored in the lives of leukemic children but you will only dis

cover that if you are "interested." 

Presentation of the Ethnographic Data 

Through the use of the ethnographic interview technique, the 

informants were able to identify seven domains of meaning that compose 

their view of the spin~l tap experience (Figure 2). These domains of 

meaning include: "Parts of spinal tap process," "Kinds of people doing 

spinal tap with me," "Olaracteristics of the hurting experience," 

"Things that help during spinal tap," "Attributes of things I think 

about," "Kinds of spinal taps," and "Things to tell people." Individual 

taxonomy lists from each informant were meshed and organized according 

to these major domains. The ethnographic data is presented through 

discussion of taxonomy lists associated with each domain. 

Parts of Spinal Tap Process 

During initial interview, informants were able to describe, in 

detail, the activities or "parts of" the spinal tap process (Figure 3). 

Each informant was able to order these activities in discussing his 

spinal tap experience. Differences in activities or the order in which 

they occur existed among the informants. These differences will be dis

cussed throughout this presentation. 

David and Scott revealed the most about the kinds of things 

that happen when they "come into the clinic." Scott mentioned that 



PARTS OF SPINAL TAP PROCESS 

KINDS OF PEOPLE DOING SPINAL TAP WITH ME 

CHARACTERISTICS OF THE HURTING EXPERIENCE 

THINGS THAT HELP DURING SPINAL TAP 

ATTRIBUTES OF THINGS I THINK ABOUT 

KINDS OF SPINAL TAPS 

THINGS TO TELL PEOPLE 

Figure 2. Domains of Meaning in the Child's 
View of the Spinal Tap 

47 



48 

Call name 
COME INTO Weigh myself 

Get weighed. blood pressure .. and height 
CLINIC Get blood pressure and blood test 

Sit down until called 
GET CALLED They pick one of the rooms 
INTO ROOM Doctor chooses the room 

Social worker turns off lights 
Puts on x-rav lights 

DO I sit in chair 
Social worker tells me things 

SELF-HYPNOSIS Takes her finger, runs it along square 
in my back 

Concentrate on things she's telling 
Take off pants and shirt 

TAKING OFF Leave socks and underwear on 
Take shirt off 

CLOTHES Lift up shirt 
Loosen pants. pull 'em down a little bit 
Bring in all things they need 
Bring in box 

NURSES GET Bring pillow in, get it ready 
O~ens puncture kit 

REPAIRED Sometimes pull chair over--one Dad sits in 
Wheel in cart with everything on it 
Mix up brown stuff they put on back 
Just make everything ready 

GET UP ON Long table 
EXAMINING TABLE Bed 

Curl up in round ball 
PUT IN Roll up in ball 

Squash you up in little ball 
POSITION Sometimes lay out flat 

Sometimes make me sit on corner of bed 
THEY WANT YOU Make me bend down 

Lean over 
Bent over on edge of table 
Wipe soap on back 

WASH THE Doctor puts three coats on 
Doctor wipes that off 

BACK UP Wash back with brown liquid 
Wash with cold. brown stuff 
Sterilize it~ so there ain't anv _germs 

Figure 3. Domains of Meaning in Parts of Spinal Tap Process 



POKIN' AROUND To find right place 
MY BACK With finger 

To table 
To stuffed animals 

HOLD ON Pillow 
To Dad's thumbs 
To Mother's hand 

DO Give me a little sting 
BEE STING Give me that numbing medicine 

Wait a second to give other shots 
WAIT Wait a while to give other shots 

Into the spine 
STICK Probably right above bottom 

Lower part of back 
NEEDLE IN Through a tissue into spine 

Pop little sac full of liquid 
Let spinal fluid out 

GET SPINAL Take some stuff out of spine 
Fluid stuff feeds out needle 

FLUID OUT Put in this little tube 
Fill up four little tubes 

PUT MEDICINE Kills leukemic cells 
IN BACK Suppose to kill any leukemic cells in 

TAKE NEEDLE Just Qull it out 
OUT Comes out so quick--don't even know 

Just wash it off with water 
WASH OFF With wet wash rag 

Have to wash off soap 
SOAP Nurses washes back off 

Get all the yellow soap off 
PUT BANDAID ON 

Come out of self-hypnosis 
DO WHEN Lay down 

Get straight 
IT'S OVER Take a nap 

Wait a half hour 
Wait a while for my shot 
Used to sleep in car 

GO HOME Do what Dad said we could do 
Get present 

Figure 3, Continued. Domains of Meaning in Parts of 
Spinal Tap Process 
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spine 



"they call my name" before the other activities begin. They both "get 

weighed" and get a "blood pressure." David talked about getting a 

"blood test" while Scott talks about having his "height" taken. After 

these activities are over, Scott either goes "back out in the lobby" 

and "sits down until I'm called" or "if they're ready for me, I go in 

right off the bat." 

Next, they get "called into a room." David states that it 

doesn't matter which room "as long as the table is right where they 

want it;" "not sitting on the side" or "by the wall." 

Michael, as previously explained, is the only informant that 

undergoes self-hypnosis in preparation for spinal taps. It's at this 

point he begins, with the assistance of the "social worker." To "do 

self-hypnosis" is something that continues throughout Michael's spinal 

tap. It seems that this experience may influence the accuracy of his 

perceptions. 
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David uses the time when he first gets in the room "to get 

playing over with 'cause they're going to put that thing in me" and 

"I'm tired for like a week or so." After David gets his "playing over 

with," he gets an "injection ••• to help me sleep." This injection 

also "don't make the spinal tap or bone marrow hurt." One different 

perception held by David is that the injection can go anywhere in legs, 

even, as he pointed to it, in his calf. David was the only informant 

to speak of such an "injection." 

The next major activity is to "take off clothes." David and 

Scott both take off "pants and shirt" and leave on "underwear." Scott 

leaves his "socks" on. Jeff takes his shirt off so "so they don't get 



dye on it." Michael is the only informant to leave his clothes on, 

however, he needs to "lift up my shirt • then I would loosen my 

pants and pull 'em down a little bit." 
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As Scott calls it, "getting repaired" is viewed as an important 

activity for nurses. It is their responsibility to gather all the 

equipment used during the spinal tap and bring it in. David, Scott, 

and Michael all explained that the nurses bring in a "cart" or "tray" 

with the "box" on it. Scott described this "cart" as a "cooking pan 

thing." Jeff called this "box" the "puncture kit" with all the 

"sterile junk" in it. Scott defined "sterile junk" as "gloves in one 

compartment," "soap," "sponge they do it (soap) with," "needles," and 

"bandaids," Jeff explained that the nurses are responsible for open

ing the kit. Scott also stated they need to "bring the pillow in" and 

"get it ready," and sometimes "pull a chair over ••. the one my Dad 

sits in." Michael perceived another job for the nurses is that "they 

mix up the brown stuff they put on my back." 

All informants gave little detail about "getting up on the 

examining table" except to relate that it is a necessary activity since 

they are on this table when the spinal tap is done. 

Getting "put in the position that they want you" is important 

because some positions work for some informants and not for others. 

It is with this activity that the investigator first sensed some man

ner of equality spinal taps had with bone marrows, especially in the 

minds of the school-age informants. Scott related they "sometimes 

make me sit on the corner of the bed" or he "sometimes lays out flat." 

Scott demonstrated "laying out flat" during his first and second 
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interview. The position he demonstrated is the identical position used 

for bone marrows. He was flat on his stomach with a pillow under his 

hip area. Through asking Scott's father who is present for his spinal 

taps, the investigator discovered that Scott either lies on his side or 

sits at the edge of the table. In observing David's spinal tap, he was 

noted getting in the position for a bone marrow and then changed when 

he remembered he was to have a spinal tap. David described himself as 

having "to curl up in a round ball" during which he "can hardly breathe." 

When Scott sits at the side of the table, they need to put a pillow on 

his lap so he "can just lean on it where they want me." If the pillow 

isn't there he "might go too far." Michael, in the past~ has had to 

"curl up in a round ball." However, during the last two spinal taps 

he has ended up in a sitting position becauseof "scar tissue" and dif

ficulty getting in. He states they're "going to start me sitting up" 

next time. Jeff sits up and is "bent over on the edge of the table." 

All the informants spoke of "washing the back up." David and 

Michael both gave similar rationales: "to sterilize it" and "so there 

ain't any germs." Jeff described the process of the doctor putting 

"three coats of that on," meaning the "soap," and then he "wipes it 

off." Both David and Michael described the soap as being "cold." The 

soap was described as either "red" or "brown" in color. Nothing was 

mentioned by any informants about putting sterile drapes under and on 

their backsof' 

"Pokin' around my back" is an activity of the doctor only de

scribed by Jeff. This is done "with his finger" to find "the right 



place" for inserting the needle. Jeff perceived the "right place" as 

"a little spot the size of a dime between the bones." If the "doctor 

don't go into the right place" he'll "hit bone." To find the right 

place, the doctor needs to "measure right across from the hip bone to 

middle of back." 
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To "hold on" becomes an important activity for all immediately 

before insertion of needles into their back. Parents are important for 

the school-age informants as David holds on to his "mother's hand" and 

Scott "grabs onto my Dad's thumbs." David also holds onto one of his 

"stuffed animals" during his "injection" or "sleeping shot." The 

adolescents do not have parents in the room, so Michael holds on to 

the social worker's hand and Jeff holds on "to the table." 

David, Scott, and Michael get "numbing medicine." David and 

Scott called this a "bee sting." Michael commented that it "eases the 

pain." Both David and Michael talked about it only hurting for a short 

period. Jeff never gets this injection seemingly to prevent more in

jections than necessary. David was the only informant to mention a 

"wait" period between this and the other injections. 

Beginning with the "bee sting," the informants began giving 

variations in the order of "spinal tap shots." David perceived he gets 

a "bee sting" followed by the "fluid-out shot" and then finally he gets 

a "pressure shot." Jeff described a similar order of activities, ex

cept that he does not get a "bee sting." They get the fluid out and 

then "put the medicine in my back." Scott perceived that they "do some 

medicine into the spine," followed by the "bee sting" and then they 
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"take some stuff out of the spine." Michael thought that they first 

give the "numbing medicine," then "put the methotrexate in" followed 

by getting the "spinal fluid out." These variations may be due to the 

fact that none of the informants can see behind their back to know 

what is happening and in what order. Michael's self-hypnosis may also 

alter his perceptions. Due to these variations, the activities will 

be discussed in order listed in the taxonomy (Figure 3). 

"Sticking the needle in" is an activity experience by all the 

informants. The "needle" goes "into the spine." Scott stated it goes 

in the "lower part of his back, probably right above his bottom." 

Michael stated the needle needs to go "through a tissue into the 

spine." Jeff perceived that the needle needs to "pop a little sac 

full of liquid." This "sac" is located in "the middle of the back." 

"About a minute after the needle goes in," Scott experiences a 

phenomenon he described as a "thing hitting me on my arm," pointing to 

his left wrist. "One time" he "looked over there and there wasn't 

nothin' there" but "it just kept there." He feels that it "helps me 

get through it." 

"Getting the spinal fluid out" is the next activity. Both 

David and Scott were unable to say what the "spinal fluid" is. Michael 

described it as "kinda like hydraulic fluid" which "somehow makes your 

back and neck muscles work." Michael drew his perception of the 

"spinal tap needle" used to get the "spinal fluid out" (Appendix C, 

Figure 4). A description of how this needle operates is with the 

picture. David also has drawn a picture of the "fluid-out shot" 
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(Appendix c, Figure 2). Scott and Jeff told of the doctor letting the 

spinal fluid drip into a "little tube;" "four of them" according to 

Jeff. When asked what was done with the spinal fluid, David explained 

that they "put it under one of those microscopes to see if there's any 

germs and cells that's not suppose to be there ••• atypical cells." 

When the investigator acted amazed at this terminology, David said he 

had heard "the doctors say it." Michael perceived that the doctor 

"mixes it with something that makes the things he's looking at clearer," 

then "takes it to the lab" where "they analyze it." Jeff described the 

fluid as "cloudy if there's cells in it." 

"Putting the medicine in" is understood to be important by the 

two adolescents as it "kills leukemic cells." Jeff commented that he 

can feel them "squirting it in sometimes ••• feels like something 

filling up in there." Jeff also identified "three different" medica

tions that "gotta go in a certain order." One is "ARA-C." At this 

point, David did not mention any medicine at all. He called this "shot" 

the "pressure shot" which has "air" in it that they push into the spine. 

Not much was said about "taking the needle out." In fact, David 

and Scott never mentioned it. Jeff had the most to say about this ac

tivity, stating it "comes out so quick that you don't even know." This 

triggers a feeling of relief in Jeff as he "feels like it's over for 

another three or two weeks or however long." 

Next, they "wash the soap off." They use "water" and a "wet 

wash rag" according to David. Then they "put on the bandaid." 

Michael never talked about either of these activities. 



After the spinal tap is over, Michael "comes out of self

hypnosis" when the "social worker" says "I'm going to count to three 
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and you will be awake and open your eyes." It is essential that Michael 

"wait a half hour" after the spinal tap. He "takes a nap" to prevent 

"a headache" and "bad nerve pains all over my body." Immediately after 

the spinal tap, David gets to "lay straight" and "think of I get to go 

home." His mother is "happy I get to go home, too, 'cause she wants 

to go home." Jeff said he usually "waits thirty minutes for my next 

shot." This "waiting" is "justa kinda get yourself ready." He "feels 

kinda worn out," "tired," "relieved," and "relaxed" on his way home. 

Scott also "lays down" afterward. The "nurses bring a blanket" because 

"I get cold 'cause the coolers are on." Both David and Scott look 

forward to certain things when they get home. David gets "a present" 

and Scott does "what my Dad said we could do," for example, going to a 

"golf place." 

Scott's spinal tap experience is offered in the form of a map 

of "stages of a spinal tap" (Figure 4). This adds to our understanding 

of what a spinal tap is like to an eight-year-old boy. 

Kinds of People Doing Spinal Tap with Me 

There are all kinds of people that do spinal taps with leukemic 

children (Figure 5). Parents are important people to be there during 

spinal taps for the school-age informants. David's mother "makes me 

feel good," "usually tells me jokes" and "tells a story when I cry." 

She's "really important" because she "holds onto my hand mainly all 

through" the spinal tap. This lets him "know that she's there." 



Come into clinic 

WAIT 

WAIT 

counts 

gets 
read 

---~W_A;.;;;I.;;.T ___ ---::=>~ J Come home I 

Figure 4. Stages in a Spinal Tap According 
to One Eight-Year-Old Boy 

back in lobby 

Nurse gets 
another 
doctor 
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Makes me feel ~ood 
Holds on to m~ hand 

MY Usuall~ tells me jokes 
Tells a stor~ when I cr~ 

MOM Sometimes is in the room 
Most of time is out in hall 

REGULAR Is happy I get to go home 
Wants to go home too 

PEOPLE 
Talks to doctors awhile 

MY Holds thumb out for me to grab 
Sits down 

DAD Holds thumbs out so I can sgueeze them 
Talks about when its done 

GRANDPA & Sometimes one in room 
GRANDMA Stand and watch 

MY AUNT Alwavs comes 
Talks to Mom 

Holds m~ hand 
PERSON Tries to get me to concentrate on self-

SOCIAL h~Enosis 
WHO HELPS Talks to me 

WORKER Is different~ reallv ain't a nurse 
WITH Is like a nurse 

Watches 
SPINAL TAP Makes sure it _goes OK 

Helps with the shots 

SOCIAL WORKER Watch 
STUDENT Amazed by how good self-hypnosis was 

OBSERVERS 
Don't do it 

INTERNS Just watch 
Stand and watch 
Ask questions 

Figure 5. Domains of Meaning in Kinds of People 
Doing Spinal Tap With Me 
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Ioleaz::s z::ubbez:: glclZes 
Sitting on stool behind 

DOCTOR Tells me something funn:t: 
Puts on soaE and stuff 
Gets the needle in ml ba·ck 
Gets fluid out 
Puts in medicine 

Counts when needle goes in 
Can eerform good SEinal taE or bone marrow 
If hurt me 1 sa:t: sorr:t: 

PEOPLE GOOD If hurt me 1 sa:t: tr:t: not to 
Knows about where to stick :t:OU 

WHO DOCTOR Dge_s it_on first trl 
Has had practice 

DO Give me confidence 
Doesn't mess ~- up 

SPINAL Does it very carefully 

TAP Hele doctor 
NURSE Get everything_ ready 

Get reEaired 
OR .Holds hand 

Hands doctor medicine 
NURSES Holds your head down so won't move 

StandS and watches 
Watches to see if it goes OK 

Is funn:t: and friendl:t: 
GOOD Hold m:t: hands sometimes 

If I were in trouble, gets another good 
NURSE doctor 

Talks to you 
Is fun 

Figure 5, Continued. Domains of Meaning in Kinds of People 
Doing Spinal Tap With Me 
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Scott's father is important for him during the spinal tap because "he 

holds his thumbs out so I can squeeze them" He also talks to Scott 

"about when it's done." Scott's mother is usually out in the hall. 

David's "grandpa and grandma" and Sc·ott 's "aunt" are usually there 

but are not viewed as active participants during the spinal tap. 

The adolescent informants, Michael and Jeff, demonstrate the 

anticipated independence from parents as no parents are present in the 

room during the spinal taps. However, Michael viewed the "social 

worker" as his support person who "holds my hand" and "tries to get me 

to concentrate on the self-hypnosis." She also "talks to me." The 

school-age informants were not quite sure how to describe the social 

worker. David commented that she is "like a nurse" but "really ain't 

a nurse." She "usually watches and makes sure it goes OK." Sometimes 

she "helps with the shots." 

The important person to Jeff is the doctor because he "does 

the spinal tap" and "gets the needle in my back." Jeff likes the same 

doctor to do it each time. He, as well as the other informants, ap

preciates a "good doctor;" one who "knows where to stick you" and who 

will "do it on the first try." He's "had practice." Jeff also thinks 

a "good doctor" "gives me confidence" by saying "Yes, I see the spot" 

during a spinal tap. Michael stated a "good doctor" is one who "can 

perform a good spinal tap or bone marrow"; a statement that again 

equates these two procedures. This doctor would "say that he was sorry 

whenever he would hurt me" and "say he'll try not to." David was also 

personality as well as procedure oriented. A "good doctor" would "tell 
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you something funny" and "do it very carefully." He "doesn't mess up." 

Scott felt a doctor "would be good to me by counting when the needle 

goes in." 

There are usually one or two nurses in the room. "Nurses" were 

described as the people who "help the doctor" and "get everything ready." 

Jeff said they "hold your head down so you don't move." Michael re

lated an instance during which a "nurse held my hand for me too." 

David viewed the nurse as an overseer as she '~atches to see if it 

goes OK." The school-age informants saw the necessity of having a 

"good nurse" who will "get another good doctor" if they are "in trouble" 

or if the "doctor doesn't do it the first time." "Trouble" to David 

was perceived as "bleeding during the spinal tap and I'm not suppose 

to." Michael and Jeff were more interested in the personality traits 

of a "good nurse" stating she would be "someone who talks to you," 

"who's fun," and "is funny and friendly." Michael also felt that she 

would "hold my hands sometimes when no one else is there." 

Michael and Jeff described another group of people, "the ob

servers." These were the most insignificant group. These included a 

"social worker (a different one) and student" and "interns." Apparently 

Jeff and Michael only allow one particular doctor to do their spinal 

tap. David and Scott do have different residents doing this procedure 

with them, but they just view them as "doctors." 



Characteristics of the Hurting Experience 

The informants identified three things that cause pain during 

the spinal tap: the "bee sting," "putting the needle in," and "when 

fluid comes out" (Figure 6). 
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Since David, Scott, and Michael all get the "bee sting," they 

were able to describe the pain they experienced from it. David and 

Scott said that this "stings." David commented that "it only hurts a 

little." Michael described it "like an ouch" or "sharp pain ••• like 

when they put a needle in your arm" but that it only "hurts for a cou

ple of seconds." Scott and Michael both viewed the "bee sting" as nec

essary as "if they give it, it won't hurt as bad. " Michael related 

it to his self-hypnosis in that it "eases the pain when I'm still 

pretty much aware of what happens." 

Jeff likened "putting the needle in" to "stickin' a nail in 

your back;" it's "kinda sharp." However, Jeff and Scott agreed that 

"once it's in there you can't even tell" unless, as Jeff said, "they're 

moving the needle around." Then it "hurts." Both Scott and Michael 

mentioned that the "bee sting" keeps it from hurting as bad. Michael 

even stated that it "usually doesn't hurt because of the numbing med

icine." David varied from saying this needle "kinda not hurts" to 

"hurts a little more than the bee sting." 

Michael is the only informant that talked about pain related 

to "when the fluid comes out." His perception of the function of 

cerebrospinal fluid is that it "somehow helps your neck and back 

muscles work." After the "fluid comes out" he doesn't "have enough" 



Like an ouch 
FROM THE Sharp pain 

Like when they put needle in arm 
BEE STING Hurts for couple of seconds 

Kinda stings 
Stings 
If give it--won't hurt as bad 
If didn't ~ive--hurt a lot worse 
Kind a sharp 

FROM Like stickin' a nail in vour back 
Usual!~ doesn't hurt--numbing medicine 

PUTTING THE Hurts if moving needle around 
Stop moving it--doesn't hurt 

NEEDLE IN Once it's in there, can't tell 
Just hurts 
Hurts a little more than bee sting 

WHEN FLUID Don't have enough--makes it sore 
COMES OUT Hurts your neck when you move it 

Hurts your back 
Squeeze slide out tray 
Moan 

THINGS DONE Tighten UQ muscles 
Think about something else 

FOR Say "The Lord is my Shepard" 
Self-hypnosis 

HURTING Try not to move 
Counting numbers 
Squeeze Dad's thumbs 
Hurts when you lean over 

BACK FEELINGS Muscles are sore 
Real sore 

AFTER Feel cramps in s_Qace it happens 
It hurts a real lot 

SPINAL TAP Usually is sore but not real sore 
Hurts a little 
Keeps me from walking a 1 ittle 

THINGS Can do some things but not enou~h 
Can't run around 

I CAN'T DO Can't hardlv do anythin2 with it 
Can't tie my shoes 

AFTER Can't bend down 
Can't get all the way to bottom drawer 

Figure 6. Domains of Meaning in Characteristics 
of the Hurting Experience 
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and this "makes it sore." This decreased amount of spinal fluid "hurts 

your neck when you move it" and "hurts your back." 

There are things leukemic children do for these times of pain 

during the spinal tap. Concentrating on doing other things was common 

among the informants. Jeff thinks about "tightening up muscles." 

Michael concentrates on his "favorite place" during "self-hypnosis." 

Both David and Scott concentrate on saying things. David "counts num

bers" and Scott says "The Lord is my 'Shepard'" over and over again. 

Scott and Jeff talked about "squeezing;" Scott squeezes his "Dad's 

thumbs" and Jeff "squeezes the slide out tray" on the examination table. 

Jeff mentioned the importance of not moving. He "moans" when it hurts. 

Usually the day after the spinal tap, the informants begin hav

ing certain "back feelings." David spoke of minimal discomfort in that 

his back "hurts a little." Scott "feels cramps right in the space where 

it happens" and that this "hurts a real lot." Michael stated his back 

is "usually sore but not real sore and it goes away." However, after 

the last spinal tap, "my back was real sore" at first. Jeff's comments 

were that his "muscles are sore" and his "back hurts" when he "leans 

over." 

These "back feelings" limit routine activities. David said they 

"keep me from walking a little" and "I can do some things but not enough." 

Scott described that "I can't hardly do anything with it" like "I can't 

tie my shoes" or "can't get all the way to the bottom drawer." He can

not get in his favorite position to watch television; on his stomach 

with his chin propped on his hands. He needs to lie on his back. For 



a boy that "can't fit" his illness "into his schedule," this must be a 

frustrating reminder. Michael "can't run around" and Jeff "can't bend 

down." 
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Michael also spoke of experiencing "headaches" after the last 

spinal tap. These started "the day after" and "lasted over a week." 

They would "usually happen when I'm up for a half hour" and were "better 

when I lay down." He had experienced only one other headache from a 

spinal tap "a long time ago." 

Things That Help During a Spinal Tap 

The informants identified four categories of things they like 

or things that "help" them through the spinal tap (Figure 7). These 

are "things to do," "things to know," "things others do," and "things 

that happen." 

Again, some of the informants help themselves by getting their 

minds on other things as opposed to on what's happening. David con

centrates on "counting numbers" and counts "from when they take the 

needle in and out." Scott concentrates on saying "The Lord is my 

sheperd" over and over again. Michael concentrates on things the 

"social worker" is telling him and on his "favorite place." He likes 

to picture himself "riding a lawn mower" at his "grandmother's." All 

informants commented that "holding on" to something helps. David holds 

on to his "Mom's hand" and "stuffed animals." Although not mentioned 

in this section of the taxonomy, Scott "grabs his Dad's thumbs" and 

Michael holds the "social worker's hand." Jeff has "to have something 

to hold on to." He usually "squeezes the slide out tray when it hurts." 



Self-hypnosis 
Counting numbers 

THINGS Count from when they take needle in and out 
Saying "The Lord is my 'Shepard'" 

TO DO Hold on to stuffed animals 
Hold on to Mom's hand 
Have to have somethin~ to hold on to 
Squeeze it when it hurts 

When sticks are 
THINGS What's going on 

When goin_g to have spinal tao 
TO KNOW When going to stick me with needle 

When going to take needle out 

Doctors tell something funny 
THINGS Give numbing medicine 
OTHERS Social worker holds my hand 

DO Mom holds my hand 
Dad holds thumb out for me to grab 

THINGS Thing hitting on my arm 
Feels like hand grabbin' there--just 

THAT touchin' it 
It just stays there 

HAPPEN Happens about minute after needle goes in 
It helps me get through it 

Figure 7. Domains of Meaning in Things That 
Help During Spinal Tap 

66 



67 

Jeff summed up the feelings of all the informants in that they 

"don't like surprises." They need to especially know "when the sticks 

are." Jeff wants to know beforehand when he is "going to have the 

spinal tap." 

Again, "holding on" is stressed in talking about "things others 

do" to help. David's "Mom holds my hand," Scott's "Dad holds his 

thumb out for me to grab," and the "social worker" holds Michael's 

hand. David appreciates the doctors telling him "something funny" and 

Michael talks of the benefits of the doctors "giving the numbing medi-

cine." 

Scott is the only informant that related the occurrence of an 

unusual phenomenon. As described previously, "it feels like a hand 

grabbin' there (pointing to wrist), just touchin' it." Scott feels 

that this "thing hitting me on my arm" does "help me get through it" 

and that, when it happens, the spinal tap "doesn't hurt as bad." 

Things I Think About 

Leukemic children do two kinds of thinking in relation to a 

spinal tap; "worrying" and just "thinking" (Figure 8). 

There are various times to worry about a spinal tap. Jeff's 

"worrying" begins the "night before" and he "usually don't sleep well" 

from being "just worried about it." Scott talked about an increase 

and decline in "worrying" starting from "right in the morning" when 

he's "laying in bed." "Once I get there, I really start to worry." 

Then "they take my blood pressure and it's OK." When "I get in the 

room, the worrying starts going down and down and down." "\men it's 



WORRYING 

THINKING 

Figure 8. 
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Right in the morning 
TIMES I 

Laying in bed 
WORRY 

When we're coming in 

Night before 

When I get there 

It hurting more than it's usually hurtin' 
THINGS I 

Wonder what it's going to be like 
DON'T KNOW 

If it was going to be good or not 

If getting the works 

TIMES I If know about spinal tap 
USUALLY 

DON'T WORRY When it's happening--'cause I know 

DURING THE Concentrate on things social worker tells 

SPINAL TAP Think about some thing else 

Think about favorite place 

AFTER THE Think of get to go home 

SPINAL TAP Think about my tiger 

Think that it's over 

Domains of Meaning in Attributes 
of Things I Think About 



happening, I hardly worry 'cause I know when it's happening." Past 

experience influences "worrying." Michael doesn't usually worry if he 

knows he's getting the spinal tap because "they usually go easy." 

However, "because of the two bad ones, I might be worried next time." 

David never mentioned "worrying." 

Scott and Jeff both worry about what the spinal tap is "going 

to be like;" "if it was going to be good or not" or if "it was hurting 

more than it's usually hurtin'." Michael only worries "if I'm getting 

the works" which means "bone marrow, spinal tap, and chemotherapy." 

Scott and Michael both mentioned times they "don't worry." 
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As previously mentioned, Scott doesn't worry "when it's happening." 

Michael, in the past, usually did not worry "if I know about the spinal 

tap" but he's unsure if he will worry before future spinal taps because 

of his last two experiences. 

"Thinking" is done "during the spinal tap" and "after the spinal 

tap." "During the spinal tap," Michael does "concentrate on things the 

social worker tells" him and about his "favorite place." Jeff thinks 

about "something else." "After the spinal tap," David thinks "of my 

tiger," "that it's over," and "I get to go home." Jeff talked about 

"thinking that it's over for another three or two weeks or however long." 

Kinds of Spinal Taps 

There are two kinds of spinal taps according to information giv

en by the informants (Figure 9). There are spinal taps in which "things 

go right" and ones in which "things go wrong." 



THINGS Concentratinz on self-hypnosis 
They don't hit scar tissue 

GO RIGHT They don't hit a nerve 
Find a place with first stick 
Get in in one try 

Doctor doesn't do it the first time 
THINGS Start bleeding 

Real bad bleeding 
GO Have to stick four or five times 

Don't get medicine in 
WRONG Hit scar tissue 

Hit a nerve 
Makes me go out of self-hypnosis 

Figure 9. Domains of Meaning in 
Kinds of Spinal Taps 
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The adolescent informants were the only ones to address what 

happens when "things go right" during a spinal tap. Michael related 

his "self-hypnosis" in saying during a "good spinal tap you're really 

concentrating on your self-hypnosis" and "they don't hit scar tissue" 

or "a nerve." "Everything goes well" for Jeff if "they find a place 

with the first stick." 

All informants described what happens when "things go wrong." 
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David perceived that he would "start bleeding" or have "real bad 

bleeding." Scott mentioned the "doctor doesn't do it the first time." 

When both of these things happen, they require getting "another doctor 

real quick." 

Michael and Jeff have had more spinal taps than the school-age 

informants, and focused on things that "go wrong." Michael talked about 

"scar tissue" that had developed over time. He mentioned "things go 

wrong" when they "hit scar tissue" or "hit a nerve" which "makes me go 

out of self-hypnosis." Jeff said "it's unsuccessful" when they "have 

to stick me four or five times" and when they "don't get the medicine 

in." 

Things to Tell Others 

The informants also talked about "things to tell other" people; 

either those "getting a spinal tap" or those "who do the spinal tap" 

with them (Figure 10). 

In response to a hypothetical question about what they would 

tell a newly diagnosed leukemic child about spinal taps, information 

was limited. David was only able to say "it's like a sting •.• like 



72 

TO OTHERS ABOUT It's like a sting 
Like three big bees 

GETTING SPINAL TAP Second and third bee don't hurt 
It's not going to be easy 

SPINAL TAP Start saying "The Lord is my Shepherd" 
ABOUT BEST Grab Dad's thumbs 

Count 
THINGS TO DO Hold on to edges of table 

Ask doctor to tell something funny 
Just not to worry about it 
Get into self-hypnosis 
Talk to social worker 
Get a good doctor 
Hold still 
Don't move around 
Just let 'em do it and get it done with 

TO PEOPLE TO DOCTORS Count to three before it happens 
Hold me down 

WHO DO TO NURSES Just to hold their hands maybe 

SPINAL TAP 

WITH ME 

Figure 10. Domains of Meaning in Things to Tell People 
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three big bees, only the second and third bee don't hurt." Michael 

said he would tell them ''it's not going to be easy." The informants 

had much more to say about the "best things" for them "to do." 

Responses usually coincided with things that help each individual in

formant get through the spinal tap. David would instruct them to 

"count," "ask the doctor to tell something funny," and "hold on to the 

edges of the table." Scott felt that to "grab your Dad's thumbs" and 

to "start saying the 1 Lord is my Sheperd•" would be the "best things to 

do." Michael suggested that they "talk to the social worker" and 

"get into self-hypnosis" and "just not to worry about it." Jeff, 

again, mentioned the importance of "holding still" and would instruct 

them in saying "don't move around." Jeff verbalized that the spinal 

tap is necessary and to "just let 'em do it and get it done with." 

Irony comes into play when discussing "things to tell people 

who do spinal tap with me." The informants verbalized many different 

things that they like doctors to do and some things they like nurses 

to do for and during spinal taps. These were expressed in the various 

domains previously mentioned. However, when it comes to telling these 

"doctors" or these "nurses" what to do, responses almost stop. Scott 

would tell the doctors "to count to three before it happens" and he 

would tell the nurses to "hold me down" because "sometimes when it goes 

in I bounce up." Michael would instruct nurses helping others getting 

a spinal tap "just to hold their hands maybe." It may be difficult for 

leukemic children, or any children for that matter, to direct physicians 

and nurses due to the "authoritarian role" society has placed them in. 



Contrasts in Domains of School-age and 
Adolescent Males 

A few definitive differences exist between domains of the 

school-age and adolescent informants. These differences are graphi-

cally shown in Figure 11. The prominent differences are in the areas 

of parental presence during spinal taps and things these children hold 

on to. Additional domains are listed that suggest other differences. 

Further studies may strengthen these differences in domains among 

school-age and adolescent males. 

Cultural Themes 

Cultural themes are larger units of thought which reveal cogni-

tive principles and which find expression through the activities of a 

particular culture. Expression of "themes" can also be seen through 

prohibition of certain activities and in references made to them by 

those within a culture (Opler 1945). "Themes" control behavior and 

stimulate activity. These cognitive principles can be tacit or ex-

plicit and can be recurrent in a number of domains of meanings, linking 

subsystems of the culture, creating a holistic view (Spradley 1979). 

Through studying the leukemic child's view of the lumbar punc-
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ture experience, six cultural themes found tacit or explicit expression. 

These themes are: "get a good doctor," "we don't like surprises," 

eight-year-old boys need their parents, getting my mind on other things, 

I need to "hold on," and you can't see behind your back. 



School-age 

8 yr. 8 yr. 

Parents in room 
during spinal tap 

Hold on to something 
to parent's hand 
to another's hand 
to objectf? 

Receive pre-medication 

Receive "Bee sting" 

Sit up for spinal tap 

Does "self-hypnosis" 

Wants to know when 
"sticks" are 

Lies down after 

Wants same doctor 
to do it 

M • Maybe 

y y 

y y 
y y 

N N 
y N 

y N 

y y 

N M 

N N 

y y 

N y 

? ? 
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Adolescent 

14 yr. 15 yr. 

N N 

y y 

N N 
y N 
N y 

N N 

y N 

y y 

y N 

? y 

y N 

y y 

Y • Yes 
N • No ? • Informant offered no information 

Figure 11. Contrasts in Domains of School-age 
and Adolescent Males 
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"Get a Good Doctor" ""' 

The necessity of having a "good doctor" is either implicit or 

explicit throughout almost all the data. The doctor is the "one that 

does it;" who "sticks the needle in." The bulk of the responsibility 

lies on his shoulders to either make "things go right" or "make things 

go wrong." A "good doctor" has two primary qualities: technical skill 

and empathy. 

Technical skill is related to "finding the place with the first 

stick" and not "hitting scar tissue" or "a nerve." Technical skill 

comes with "practice." This may be a reason Jeff does not like "when 

they change doctors on me." Michael also has a certain doctor that he 

prefers. As David appropriately put it, "good doctors don't mess up" 

and "do it very carefully." "Worrying" is related to technical skill, 

for example, Jeff worries whether the spinal tap is '~oing to be good 

or not." In other words, will the doctor "do it on the first try?" 

With technical expertise, a "good doctor" may not have to move the 

needle around which would cause "hurt." Technical skill may be related 

to "preventing headaches" from having the needle inserted more than 

once. 

A "good doctor" expresses "empathy" in different ways. He un

derstands leukemic children may be worried about spinal taps and "tells 

them something funny." He informs them about "what's going on." 

Michael stated, "If a good doctor hurts me, he says he's sorry and says 

he'll try not to." Jeff implies empathy is demonstrated when a doctor 

"gives me confidence." One way to do this is by saying, "Yes, I see 

the spot." 
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Knowing how to "get a good doctor" may be understood but it was 

not explained. 

"We Don't Like Surprises" 

This theme complements the previous theme of "get a good doctor" 

due to the fact that doctors have the major control over the "surprises." 

"We don't like surprises" relates to needing to know "what's going on." 

Ways to inform, thus preventing "surprises," include telling 

"when the sticks are." One way to do this is by "counting to three" 

before "sticking the needle in" or just saying "when they're going to 

stick me with the needle." Jeff also appreciated knowing "when they're 

going to take the needle out." Other information to relay includes 

telling "when they're going to do it" meaning the spinal tap. Jeff 

dislikes "to come down here and they say 'oh, guess what you're having 

today?'" or "when the doctor's (usual one) not there and they don't tell 

me." David, during one observed spinal tap, needed to see how much 

fluid was in the syringe. Scott, in talking about his first spinal tap, 

needed to see how big the needles were. These informants implied that 

they need and want to know and understand what is happening. Minimizing 

"surprises" supports the development of trust between leukemic children 

and health care personnel. 

Eight-Year-Old Boys Need Their Parents 

"Eight-year-old boys need their parents" during spinal taps. 

This theme was first evident when David and Scott explained the kinds 

of things each of their parents did for them that helped them get 



through this procedure. Scott's father "holds his thumbs out so I can 

squeeze them" and "talks about when it's done" with him. David's 

mother "holds on to hand mainly all through" and "usually tells me 

jokes." She helps him "get his playing over with" and comforts him by 

"telling a story when I cry." Parents of eight-year-old boys have a 

way of providing the needed security during painful procedures. Com

fort found through holding hands is related to "being there." David 

stated holding his mother's hand "lets me know she's there." 

Adolescent males "do it on their own" so to speak. Their se

curity lies in the competence and empathetic attitude of health care 

personnel as well as in their own self-confidence. 

Getting My Mind on Other Things 

Informants made specific statements explaining how they get 

their "mind on other things." This theme supports the idea that 

children know how to cognitively support and care for themselves in 

given situations. Michael goes through a formal process called "self

hypnosis" by which he is able to direct his thoughts to such things as 

his "favorite place" and ignore painful stimuli (see Appendix C for 
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more detail). David and Scott initiate less formal methods of thought 

control during the spinal tap procedure. David concentrates on "count

ing n~mbers" and Scott concentrates on saying "The Lord is my Shepard" 

repeatedly, both blocking out the pain to some extent. Jeff concentrates 

on "tightening muscles" in his leg. 

There may be subtle methods that school-age children use to get 

their "mind on something else" in preparing for a procedure. For 
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example, David plays volley ball or a game. 

Informants gave statements related to wanting to forget about 

the whole experience after the spinal tap is over. David thinks about 

"his tiger" and "that I get to go home." Scott looks forward to doing 

something with his father. Jeff feels relief and knows "that it's over" 

for another few weeks. From their point of view, it's best not to 

think about it. 

I Need to "Hold On" 

This theme was explicit and universal among informants. Things 

to hold onto include: "Mom's hand," "nurse's hand," and "the slide out 

tray" of the examination table. This action is related to self-'control. 

Without "holding on," they might move which could result in a variety 

of problems. As David explained it, this could "paralyze me." "Hold

ing on" gives them an opportunity to squeeze something "when it hurts" 

instead of reacting with body movement. It is a subtle "fight vs. 

flight" mechanism. 

You Can't See Behind Your Back 

This theme is expressed implicitly through various explanations 

given by the informants as to "what things happen" during a spin~l tap 

and "what things are." Each informant held certain misconceptions or 

even fantasies about the spinal tap procedure. But then how can anyone 

be sure about what goes on "behind their back." In addition, Michael's 

"self-hypnosis" may influence or distort his perceptions further. 
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David talked about three individual "spinal tap shots." The 

third "shot," the "pressure shot" is drawn with a needle attached (see 

Appendix C, Figure 2), as if it were also injected as opposed to the 

syringe being attached to the spinal needle already in his back. David 

does not know that there is medication in this syringe but perceives 

it as "air" which is injected into his spine. 

Scott perceives he is given "medicine into the spine" before 

the "bee sting." Finally they take "some stuff out of the spine." He 

never explained what "stuff" is. 

Michael has a fantasy-like perception of what the "spinal tap 

needle" is like (see Appendix C, Figure 4). Not unusual for an adoles

cent, he gives an interesting, detailed explanation of how this needle 

works (Appendix C). Michael also perceived that they '~ut the metho

trexate in" before getting "the spinal fluid out." He thinks that 

spinal fluid has a direct relationship to "neck" and "back" muscle 

functioning. He also perceived that the physician mixes something with 

the spinal fluid before sending it to the laboratory. 

Although not directly related to this theme, Jeff perceived 

that the spinal fluid is located in a "little sac" in the middle of 

the back. 

These misconceptions suggest the need for thorough explanations 

in regards to "what goes on" during a spinal tap as well as "what 

things are" since they "can't see behind" their backs. 



Summary 

Descriptions of the data collection, each informant, and the 

researcher-informant experience have been given. Presentation of 

ethnographic data included detailed explanations of seven domains of 

meaning gleaned from the data collection. These included: "Parts of 
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a spinal tap," "Kinds of people doing the spinal tap with me," 

"Characteristics of the hurting experience," "Things that help during 

the spinal tap," "Attributes of things I think about," "Kinds of spinal 

taps," and "Things to tell people." A list contrasting domains of 

meaning of school-age and adolescent informants was included. 

This chapter concluded with identification and presentation of 

the cultural themes that assist in controlling the behavior and stimu

lating the activity of leukemic children during the spinal tap experi

ence. These themes are: "get a good doctor," "we don't like surprises," 

eight-year-old boys need their parents, getting my mind on other things, 

I need to "hold on," and you can't see behind your back. 



CHAPTER 5 

CONCLUSIONS 

The final chapter presents the conclusions of this research 

study. The presentation is organized in the following manner: cul

tural themes and the conceptual orientation, the leukemic child's eye 

view and the review of the literature, recommendations for care of 

leukemic children during lumbar punctures, and recommendations for 

research. 

Cultural Themes and the Conceptual Orientation 

This research was designed to study how two school-age and two 

adolescent males cognitively organized knowledge for behaving during the 

experience of a lumbar puncture; a part of the diagnostic and treatment 

protocol for leukemia. Using the ethnographic interview strategies of 

Spradley (1979), principles shared by the informants to interpret their 

lumbar puncture experience and to generate their behavior during this 

experience were discovered. 

The constructs of culture of childhood, pain, chronic childhood 

illness, and care served to organize this conceptual orientation and 

grounded this study of the leukemic child experiencing the lumbar punc

ture as one kind of painful procedure. The child's eye view of the 

lumbar puncture revealed "caring behaviors." The dynamic, positive 

caring activities identified in the analysis were used either by the 
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children themselves or others present during the lumbar puncture. The 

informants revealed they are able to "get through" this procedure when 

assisted by these activities. "Caring behaviors" are directly or in

directly related to the pain component of the procedure and are viewed 

as acting to prevent or lessen pain. 

Cultural themes, tacitly or explicitly revealed by leukemic 

school-age and adolescent males, can be related to the care construct. 

These themes are viewed as contributing to the generation of behavior 

of these children during the lumbar puncture experience (Spradley 1979; 

Opler 1945). The themes that were identified are: "get a good doctor," 

"we don't like surprises," eight-year-old boys need their parents, 

getting my mind on other things, I need to "hold on," and you can't see 

behind your back. 

Ethnographic data relating "get a good doctor" to the conceptual 

orientation demonstrates the importance of the care and skill a physician 

uses in doing a lumbar puncture to the child, particularly to the child 

who has had experience with this procedure. Children say a "good doc

tor" is one who is technically competent. A "good doctor" knows what a 

child is experiencing physically, emotionally, and psychologically. 

demonstrates this insight through empathetic statements such as "I'm 

sorry if I hurt you," and doing anything and everything possible to 

minimize the pain. 

He 

I 

"We don't like surprises" tells us about the importance of 

honesty and information to children from the child's point of view. 

Leukemic children want factual information regarding the lumbar puncture. 



Children know lumbar punctures necessitate psychological, emotional, 

and physical preparation. A mind set must be established; there are 

things to think about to get ready. On knowing "when the sticks are," 

they can "hold on," "tighten muscles," and "count." 
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The theme "we don't like surprises" implies the necessity of a 

trust-relationship between the leukemic child and those caring for him. 

Continuity supports this trust-relationship. Adolescents are not will

ing for different physicians to perform lumbar punctures on them. For 

example, they say such things as not liking it "when they change doctors 

on me"and there's only one doctor "I'll let do it." By not having sur

prises, adolescents know what to expect. They are saying they want to 

limit the chance of "messing up." 

The third theme, "eight-year-old boys need their parents," can 

also be related to the care concept. Eight-year-old boys do not like 

to face painful procedures, like lumbar punctures, without the security 

that their parents' presence affords. Parents are people who they do 

trust, who they can depend on for the support they need during such a 

procedure. Parents do the things they need done and know how and when 

to do them. Such things as "holding my hand" or "talking to me" are 

some of the "caring behaviors" that let eight-year-olds know they are 

there and care. 

A principle used by leukemic children in obtaining some control 

during the lumbar puncture experience is represented by the third theme, 

"getting my mind on other things." This self-care mechanism assists 

them in minimizing the pain as well as forgetting the procedure when it 



is over. They do it by "concentrating" on other things; "tightening 

muscles," "counting," or saying things. They forget by "thinking I get 

to go home," "thinking about what my Dad said we could do" or "thinking 

that it's over." The formal process of "self-hypnosis" may require 

the assistance of another person but is only possible because of their 

ability to allow their minds to concentrate on other things. 
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"Getting my mind on other things" can minimize or alleviate pain 

perception. However, it is possible for the pain to become so intense 

that concentration is difficult, if not impossible. This is exemplified 

by one experience in which it was "so bad that I couldn't concentrate" 

and "was yelling and stuff." 

The fifth theme, "I need to 'hold on'," reflects the responsi

bility leukemic school-age and adolescent males feel towards lumbar 

punctures. They need to "hold on" so they "don't move" which would 

cause the physician to "mess up." It is an additional "self-care" 

mechanism that assists in maintaining self-control. Again, "holding 

on" reflects care that .others give to leukemic children. Mothers, 

fathers, nurses, and social. workers hold hands; giving their 

support. 

The final principle, "you can't see behind your back," reflects 

the lack of total understanding leukemic children have of the lumbar 

puncture. It also suggests that giving information is a "caring behav

ior" that may supply these children with the accurate information they 

require. Misconceptions related to what the "spinal tap needle" is 

and how it operates or what order things occur in or what cerebrospinal 
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fluid is can be corrected. Adolescents especi~lly can deal with com-

plicated pieces of information. If adolescents do not have correct 

information, they are likely to devise their own as demonstrated by one 

adolescent's explanation of the "spinal tap needle" (Appendix C, 

Figure 5). Information may directly or indirectly affect the view of 

lumbar punctures as well as caring behaviors informed by that view. 

The Leukemic Child's Eye View and the 
Review of the Literature 

The ethnographic data of the leukemic child's eye view adds to 

knowledge of constructs examined in the review of the literature: pain, 

the child and leukemia and care. 

The Child and Pain 

Data supported the idea that children, even at the age of eight 

years, are able to give verbal descriptions of pain experiences, al-

though they may use words other than pain. Eight-year-olds use terms 

such as "hurts" and "sting." Adolescents use more analogies in their 

descriptions. For example, when they describe the pain of lumbar punc-

· tures they say "like when they put a needle in your arm" or "like 

stickin' a nail in your back." 

Haslam (1969) suggested that school-age children experience 

more pain than adolescents due to a lower pain threshold in any given 

pain-producing experience. The ethnogra-phic data suggested that 

adolescents gave more verbal descriptions of the intensity of pain from 

the lumbar punctures than school-age males. However, this difference 

may be due to developmental differences in communication and analytical 
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abilities. Piaget's theory suggests the leukemic adolescent uses a 

more highly developed schema to interpret and analyze the lumbar punc

ture experience. 

Similar to data collected by Eland and Anderson (1977) and 

Atkins (1978), the leukemic school-age and adolescent males in this 

study described getting "shots," particularly "spinal tap shots," as a 

pain-producing experience. Like the children in Atkin's study (1978), 

school-age leukemic males describe the pain from local anesthetics as 

"s t ing ing • " 

Furthermore, Eland and Anderson (1977), described direct ac

tions and intrapsychic processes. In this study, school-age and 

adolescent males also exhibited these two modes of expression in coping 

with the pain of lumbar punctures. However, for this study, they were 

conceptualized as "caring behaviors." Instead of using the direct ac

tions of becoming aggressive and physically attacking, as described by 

Eland and Anderson, the leukemic children in this study exhibited more 

self-control through activities such as "holding on" and "counting." 

This kind of self-control may be related to the repetition of experience 

these children have had with multiple lumbar punctures. 

There is more agreement when analyzing the intrapsychic processes. 

In this study, school-age and adolescent males also "think of other 

things" and seek understanding of this procedure. Regression was not 

observed in the data. · However, denial may have been exhibited in one 

eight-year-old informant as he mentioned that there was "nothing bad 

about" lumbar punctures; "they were all good." The differences in 



schools of psychoanalysis and ethnographic analysis can contribute to 

our knowledge of child behavior during pain experiences. 

The Child and Leukemia 
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Views about parental presence during procedures from the ethno

graphic data contradict Knudson's study (1960). Knudson suggested that 

children with cancer between the ages of six and ten years tolerated 

maternal absence more than others and that maternal presence did not 

reduce fear as it did in younger children. Whereas, school-age leu

kemic males in this study required parental presence which reduced 

anxiety from their point of view. 

Richmond and Weisman (1955) suggest children with leukemia and 

other forms of cancer display more passivity to diagnostic procedures 

than "normal" children. They suggested resignation, in the sense that 

one just "lets it happen," to be a cause of this passivity. However, 

in this study, there is a sense that this resignation is due to an un

derstanding held by leukemic children of the importance of lumbar punc

tures in monitoring and treating this disease. 

De Christopher (1981) compared drawings of both children with 

cancer and well children and discovered that children with cancer drew 

more pictures of intrusive procedures than did the others. The in

formants in this study were asked to draw their spinal tap experience. 

Whereas the adolescent drew graphic, pain-ladened pictures of their 

experience, the eight-year-olds drew pictures of prior to or after the 

spinal tap process. Further investigation may offer suggestions for 

this difference. 
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The Child and the Care Concept 

Ethnographic data was supportive of the literature dealing with 

the "care" construct. It revealed elements of care used by school-age 

and adolescent males or those caring for them, especially noted in the 

taxonomy "things that help" (Figure 7). These elements are also im-

plicitly and explicitly explained within other domains. 

These leukemic school-age and adolescent males revealed intra-

personal as well as interpersonal aspects of "caring behaviors." Con-

trolling their thoughts by thinking of other things as well as doing 

and saying things are all intrapersonal behaviors that "help" them 

"get through it." This study supported the idea of developmental 

changes occurring in "caring behaviors" as suggested by Aamodt (1978). 

For example, school-age boys require their parents' presence during 

lumbar punctures where as adolescents to "do it on their own." 

Recommendations for Care of Leukemic Children 
During Lumbar Punctures 

Through ethnographic research, health professionals can learn 

principles that assist and guide them in the care of children. This 

ethnographic study revealed certain themes used by leukemic children, 

particularly males, to generate behavior during lumbar puncture ex-

perience. These two school-age and two adolescent males have something 

to say to health professionals about their experiences and have suggested 

principles to use for planning the care of leukemic children experiencing 

lumbar punctures. 



Leukemic children are bombarded with painful procedures over a 

long period of time. They accept the importance these procedures hold 

for their prognosis. However, through the theme "get a good doctor," 

they are asking for experienced physicians with the technical skill 

required to perform a successful spinal tap. Can or should this prin

ciple be implemented and thus eliminate medical students or physicians 

with limited experience from practicing lumbar punctures on leukemic 

children? The children are asking for skilled physicians who under

stand what they are experiencing. 

"We don't like surprises" and "you can't see behind your back" 

are two themes that reveal the importance of accurate information and 

education. In order for the leukemic child to cognitively, emotionally 

and physically be prepared for lumbar punctures through initiation of 

"self-care" behaviors, they need to be accurately informed about the 

things that will be happening to them. Explanation and demonstration 
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of all equipment used during lumbar punctures may prevent misconceptions, 

especially in school-age and adolescent leukemic children. Adolescents 

have even a greater capacity to understand the anatomy and physiology 

related to lumbar punctures. 

Support of school-age leukemic children includes encouraging 

parental presence during lumbar punctures. Initially, this necessi

tates informing parents about the procedure and what to expect. 

Through the use of informal ethnography techniques, health profes

sionals can ascertain from both the child and parents ways in which the 

parents can best give support to their child based on past experiences 

with painful procedures. 
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The theme, "getting my mind on other things," suggests that even 

school-age children have the capacity to concentrate on other things 

during painful procedures. "Self-hypnosis" or imagery may successfully 

be employed with leukemic children during lumbar punctures thereby max

imizing their control over this painful procedure. 

Nurses and other health professionals can tell newly diagnosed 

leukemic children about the benefits of "holding on" and how this also 

gives them some control over what is happening to them. Nurses can 

suggest and provide things to "hold on" to. 

Professional nurses, in assuming responsibility for improving 

health care through systematic research, can use ethnographic research 

to generate further questions dealing with care of leukemic children 

and learning about the world of these children. 

Recommendations for Research 

The following recommendations for further research can assist 

in generating more detail on the cultural system used by a child during 

a lumbar puncture: 

1. Replicate the study, interviewing male and female school-age 

children. 

2. Replicate the study, interviewing male and female adolescents. 

3. Replicate the study, comparing male and female leukemic children. 

4. Replicate the study, focusing on other pain-producing procedures 

such as bone marrows. 

5. Replicate the study, interviewing only those children using 

"self-hypnosis" during lumbar punctures. 



6. Replicate the study, using a group interview approach as op

posed to individual interviews. 

7. Test hypotheses implied in the questions generated during 

this research: 

a. Do leukemic children cognitively equate bone marrows 

with lumbar punctures? 

b. Do leukemic children employ various methods to secure 

"good doctors"? 

c. Does "self-hypnosis" distort perceptions during lumbar 

punctures? 

d. Could a formalized educational program, such as a 

videotape, related to lumbar punctures prevent mis

conceptions in school-age and adolescent males? 

e. Does having one primary physician performing lumbar 

punctures decrease anxiety of leukemic children 

experiencing this procedure? 

f. Do leukemic adolescent males focus more on the pain 

component of procedures than their school-age counter

parts? 
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g. Do leukemic females view "caring behaviors" used during 

lumbar punctures differently than males? 
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DISCLAIMER STATEMENT 

You are being asked to voluntarily give information about your 
experiences during lumbar punctures for a study e_nt it led "The Lumbar 
Puncture: Perceptions of School-Age Leukemic Children." It is a study) 
about how these children perceive lumbar punctures. Since you have 
leukemia and have had lumbar punctures, you are being asked to volunteer 
in this study. I am interested in knowing what kinds of things happen ) 
to you during the lumbar puncture and the kinds of things that help you 
during this procedure. 

The information you and the other children give is important. 
It may help those people who care for children with leukemia to be better 
prepared to help them through the lumbar puncture by offering the kinds 
of support they need. 

There are no known risks involved in this study. It may help 
you because you will be able to talk about what is happening to you dur
ing lumbar punctures and it may help you feel more comfortable about them. / 

If you agree to take part in this study, you will be interviewed 
four times; each time will last about thirty to sixty minutes. You can ) 
choose the place for the interviews. With your permission, all intir
views will be tape recorded. You will also be asked to draw a picture 
of yourself during a lumbar puncture. I will also watch one of your 
lumbar punctures in order that I can better understand what you go 
through when you get a lumbar puncture. 

By participating in the interviews, you will be g~v~ng your con
sent to participate in this study. However, if you choose not to be in } 
this study, this will not affect your care in any way or your relation- I 
ship with medical personnel. If you decide to be in this study, you can 
drop out of the study at any time. This also will not affect your care. 
Also, you may refuse to answer any questions at any time .during the 
interviews. 

These interviews will be held in private. Your name will not be 
used in the study. All information you give will be confidential and 
will be coded. The results will be written in group form so that your 
identity will not be known. 

The results of this study may be used to generate or encourage 
other studies in t;his area or may be used in other papers. 

Investigator· 

L 



APPENDIX B 

PERMISSION TO CONDUCT STUDY 

THE UNIVERSITY OF ARIZONA COLLEGE OF NURSING 
MEMORANDUM 

TO: Denise Renee Dunscomb 

3101 N. Palo Verde, Tucson 85716 

FROM: Ada Sue Hinshaw, R.N., Ph.D. Margarita Kay, R.N., Ph.D. 
Research Committee, Chairperson Director of Research 

DATE: September 10, 1981 

RE: Human Subjects Review: "The Lumbar Puncture: Perceptions 

of School-age Leukemic Children." 

Your project has been reviewed and approved as exempt from University 
review by the College of Nursing Ethical Review Sub-committee of the 
Research Committee, and the Director of Research. A consent form with 
subject signature is not required for projects exempt from full 
University review. Please use only a disclaimer format for subjects 
to read before giving their oral consent to the research. The Human 
Subjects Project Approval Form is filed in the office of the Director 
of Research, if you need access to it. 

We wish you a valuable and stimulating experience with your research. 

ASH:ss 
1981 
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Description of "In the Hospital Getting a Spinal Tap" 

"This is the table (rectangular item). This is my Mom (figure 

standing behind table). This is me (figure on table). I'm laying down 

for the spinal tap. My Mom is holding my hand. These are my feet 

(right side of picture on table) and these are my arms (two lines pro

jecting from figure on table). I'm laying straight. That's the tray 

(rectangular item on wheels at right side of table). It's for the 

shots and stuff. I'm holding on to the table ••. it keeps me straight 

so they don't mess up. (His face) It's usually in a smile because I 

getta go home. Sometimes it's in a frown. (Thinking) Well, I think 

of I get go go home. I think about my tiger. My Mom's happy that I 

get to go home too 'cause she wants to go home." 



Appendix C. Figure 2. "All the Shots on the Tray" David (8 years) 
\.0 
\.0 
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Description of "All the Shots on the Tray" 

"It's just the frame for the picture (box around "shots"). 

There's three shots. This is the little sting (needle on left). This 

is the pressure shot (needle on right). This is the fluid-out shot 

{middle needle). After they take this shot (left needle) and put it 

into my back and they take that shot {middle needle) into the same 

hole and they take this shot (right needle) into the same hole and 

push some--put some pres--push some air in--that's what makes the 

pressure." 



. - --~ --------------.. --------- "'-,""' 

Appendix C. Figure 3. "Where I Have a Spinal Puncture" Scott (8 years) 

......, 
0 ......, 
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Description of ''Where I Have a Spinal Puncture" 

"Here's my Dad (man sitting in chair) and he's holding out his 

thumb right there, for me to grab it, right there, and the doctor's 

(man standing) wiping the soap on my back to wash it off and he has 

his gloves on and here's the little thingy with all the stuff in it 

(table on left). I don't know what it's called • just the green 

thing but it's up in the thing--it's up in it and you can't see the 

green part and that's the little thing that it's in, right there. 

I'm saying 'the Lord is my 'shepard' I shall not' or 'the Lord is my 

'shepard'.' It helps me. It doesn't hurt as bad. I'm sitting on 

the table. This is my back and there's the soap right there (dark 

area). (About clothes) I'm wearing socks and underwear. (Laughed) 

I hope I'm wearing underwear. (Picture on wall) That's the lady 

cuttin' the girls hair. That's the pillow (fluffy thing on his lap). 

They have to put the pillow there 'cause if I lean over I might go too 

far." 
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Des c r i pt ion of "The Day of P a in" 

"Well, I think it says something for itself. The last one I 

had is pretty much like that, you know, thinking of a big needle in my 

back or whatever really hurting me. And I was sitting up too. (About 

the person holding syringe) He's a doctor. The guy stickin' me. 

(When asked why the doctor was looking down) That's just from a little 

bit back, that's all. This is the syringe (thing doctor's holding) 

• (about what's inside) that's the methotrexate." 
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Appendix C. Figure 5. "Spinal Tap Needle" Michael (14 years) 
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Description of "Spinal Tap Needle" 

"It's a little bit bigger (the picture) I'd say but I think the 

real one might be a little bit longer and thinner, but this is a general 

idea thing and you know what that is, that's the needle (pointed to 

pointed thing at right end of syringe). He sucks through this tube here 

with his mouth (tube coming from middle of syringe) and it (the spinal 

fluid) would come out here (left end of syringe). There's a little 

doorway here (between syringe and tube projecting from the middle of 

the syringe) that--that lets--! forget exactly how it works but he 

sucks it and the fluid can't go in there (into the tube from the middle 

of syringe) for some reason and so the fluid just comes out here (left 

end of syringe) the way that he sucked it and it would come right out 

and drip out the hole right here. It's like the ear things they have 

(talking about otoscopes pediatricians use with the rubber tube 

attached)." 
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Appendix C. Figure 5. "Ouch" Jeff (15 years) 
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Description of "Ouch" 

'~ere's the doctor (man sitting on stool). He's getting the 

fluid out. He got the needle in my back. Here's the tray (bottom 

right of picture) with all the stuff; the sterile junk. He's sitting 

on his stool. I'm bent over on the table. (About wavy lines pro

jecting from back) that's pain. The tray that they have with all the 

tubes and the stuff in (is on) the stand. (About the thing in the 

upper left corner) That's the water basin or whatever--sink. (About 

thing he's sitting on) That's the examining table. (Investigator 

asked if the needle would just "hang" there like that?) I don't know. 

I don't look back there." 
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OBSERVATIONS OF TWO SPINAL TAPS 
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Observations of David's Spinal Tap 

David's spinal tap took place in a small examination room in 

the pediatric clinic. Before the spinal tap, David was very active; 

blowing up an examination glove and playing volleyball with the in

vestigator. "Piewacket" was a spectator. David also viewed pictures 
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of zoo animals pinned to a bulletin board, giggling at the funny cap

tions beneath each one. After playing, he wanted to know why his mother 

wasn't in the room. A female resident examined David and he laughed in 

response to funny things she said. He asked her for the shot in the 

leg, pointing to his left thigh. After the resident left, David took 

his socks off and carried "Piewacket" to the examination table. The 

head of the examination table was perpendicular to the wall, leaving 

both sides and the foot of the table free for people to move around. 

David explained that "I gotta count to ten for the shot • • • it usually 

only lasts to five before it gets done." He pointed to "two shot marks" 

on his left thigh. Then he commented, "wish they'd hurry up with the 

injection." After the nurse brought in the "injection," David wanted to 

know exactly how much was in the syringe. David was allowed to clean 

off his left thigh with the alcohol wipe. He then said "ready, set, 

1, 2 ow;" the injection was over. His mother and his grandmother 

were sitting in chairs at the side of the room; his mother working on 

a crewel project. After a few minutes, David commented, "I feel a 

little sleepy now • sure works fast." A nurse brought in a pillow 

and blanket and David laid down on the table with "Piewacket" in his 

arms. He asked that the lights be turned off. David's grandfather 
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came into the room. David started talking about a poster he wanted for 

Christmas and asked "who's Santa?" His mother replied that "Santa is 

love." After this conversation, David stated, "I'm going to try to get 

some sleep before the spinal tap" followed by "I'll be glad when it's 

over." Listening to a conversation his mother was having about getting 

injections, David commented, "I don't cry because I'm a big boy." After 

a short period of time, the resident returned to see if David was "tired 

enough." David stated he was not. She asked if he wanted to wait a few 

more minutes and he replied, "Yes, please." David told his mother, 

"Mamma, I want you here when they do it." David's mother went to him 

and stroked his hair and talked softly to him. This seemed to relax him. 

After a few minutes, David stated, "I'm a little bit ready." He then 

wanted to go to the restroom and stated, "After I'm done, I hope they're 

ready to do it. Then I'm going to go home." He took his shirt off when 

he came back. As the nurse and resident came in with the cart and lum

bar puncture kit, David asked to see the needle. He also asked the 

resident, "Are you going to do it like the other doctor?" The mood of 

anticipation seemed to heighten as the resident prepared the equipment 

for the spinal tap. David started getting into position for the spinal 

tap. However, it was like the position used for bone marrows; flat on 

his stomach. He seemed confused for a few seconds, then moved on his 

side. He "rolled into a ball," bringing his knees up to and his head down 

to his chest. At this time he commented, "I like bone marrows better than 

these." The resident, sitting on a stool facing David's back, placed 

a sterile drape beneath his back on the examination table. David began 
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asking questions about the "bee sting" as the resident wiped his lower 

back in a circular motion three times with betadine soaked sponges. 

She then placed another sterile drape over his back; a hole in the 

drape exposed the area she would inject. David was repositioned more 

securely with his head and knees brought closer to his chest. His 

mother held his hand as a nurse held his legs. David cried, "I can't 

breathe, I can't breathe." He was told to take a deep breath. He 

wanted to know when the "sting" would be. He counted as he was in

jected with the "sting." The resident waited a few minutes and then 

felt the area of his back which she had injected. She began inserting 

the spinal tap needle as David and his mother counted in Spanish. David 

groaned at times as this was happening. The nurse talked to him. After 

the needle was in place, the nurse told David "no more poking, she's 

getting the fluid out." David exclaimed, "Good! Now I like spinal taps 

better than bone marrows." The resident, while letting the spinal fluid 

drip into four sterile tubes, told David how good he was. The spinal 

fluid seemed to take forever to drip out. All of a sudden, David start

ed saying he was getting sick but didn't know why. "I'm getting real 

sick," he said. He began moaning and said, "Momma, my stomach is hurt

ing." He was told to take more deep breaths. He asked, "When are you 

going to get the medicine in?" and began to cry. "I don't want anyone 

else to hold me. Grandpa," he cried. His mother and grandfather talked 

to him. David stated, "I want to go eat when I'm done • at Burger 

King." "I want a school meal." The resident injected the medicine. 

David said, "Hurry up" and asked, "can I unroll my legs? .•• I can't 
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breathe." The nurse spoke encouragingly. The resident took the needle 

out and questioned David as to why he became so upset. He wouldn't 

give the reason. The resident washed off the betadine. David, still 

crying, stated "Momma, let's go home" followed _by "I want a band-aid." 

David didn't want to lie down when it was over. As David got dressed, 

his mother commented that she had never seem him this "disagreeable." 

She asked him what happened. He said, "It's a secret." 

A week later, during a home visit, his mother stated that David 

had been real upset because he couldn't put his legs straight during 

the spinal tap. David would not talk to the investigator about this. 



114 

Observations of Michael's Spinal Tap 

Michael came into the clinic with his stepfather for his early 

morning appointment. At that time, he did not know he was to have a 

spinal tap. A lab technician drew blood from his arm. Michael then 

had his first interview with the investigator; this he had agreed to 

previously. After the interview, Michael learned that he would be 

having a spinal tap with intrathecal chemotherapy. 

The pediatric oncology nurse/social worker walked with Michael 

to an examination room. She turned off the room lights and turned on 

the lights to the x-ray viewer located on the left wall of the room; 

making the room dim. She then asked Michael where he would like to 

"do it" meaning the self-hypnosis. He chose sitting in a chair next 

to a black desk beneath the x-ray viewer. She sat in a chair facing 

him at an angle. She asked, "Are you ready?" Michael replied, "Ready, 

able, but not willing." First, they exchanged casual friendly conversa

tion. Then she began talking to Michael in a softer voice, asking him 

to close his eyes, place his hands on his knees, and to breathe slow 

and easy. He responded to her instructions. She began saying that he 

experience · a nice wave of relaxation and let his whole body feel like 

it was "sinking in the chair." She told him to let his fingertips rest 

on his legs; barely touching. Continuing in almost a whisper, she told 

him about being aware of that sensation and to focus on it. His hand 

was slightly tremorous as he held that position. She continued to ex

plain that the rest of his body would feel heavier and heavier; like 

he had been floating on a cloud and then was sinking into that cloud. 



115 

She told Michael that his entire back and head would feel very numb. 

She then guided his right hand back to his lap. She continued telling 

him to experience himself getting heavier and heavier. Then she asked 

him to raise his right index finger when he felt very heavily relaxed. 

After about fifteen seconds, Michael raised this finger. She guided 

this finger back dowa with her hand. She then instructed him that she 

would help him walk to the examination table and that he should keep 

his eyes closed. He was asked to loosen his pants before getting on 

the table. He got on table and positioned himself on his left side 

with his knees bent. She then asked the investigator to get the physi

cian; to tell him Michael was ready. She explained to Michael that he 

would still be experiencing a heavy feeling. She held his right hand 

and stroked her left hand along his back, explaining that this area 

would feel numb. She then instructed Michael to go to his "favorite 

place" with his thoughts. Although he would hear other voices, she told 

him to choose to hear only her voice. She continued to hold his right 

hand. A nurse brought in a stool, pillow, and blanket. She then re

moved the wrapping from the lumbar puncture kit outside the room and 

then brought it in on a metal cart. The physician came into the room. 

He asked Michael to get into position. Michael wrapped his arms around 

his knees. The physician put on sterile gloves and told Michael he 

would be cleaning off his back. The social worker explained to Michael 

that that area would feel numb and asked him to squeeze her hand if he 

was feeling any sensation. The physician commented that the cleaning 

was over. The physician probed the area to be injected with his finger. 
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Michael was instructed to sink deeper and deeper. The physician then 

injected what Michael calls "numbing medicine." As this was done, 

Michael's body jerked slightly and his toes pointed towards his head. 

He then relaxed again. The physician waited a short period and then 

felt the area to check for numbness. The social worker continued to 

talk with Michael in a soft voice about all the things in his favorite 

place; what he was feeling; what he was smelling. This was done as 

the physician inserted the spinal tap needle. As he needed to move 

the needle around, Michael's body jerked slightly and he moaned on oc

casion. The physician needed to try a different angle, but this too 

was unsuccessful in obtaining spinal fluid. He pulled the needle out. 

Michael was instructed to get back to his "favorite place." The 

physician allowed some time for relaxing. Michael was repositioned and 

the physician reinserted the needle. Still no spinal fluid. As the 

physician moved the needle in his back, Michael cried, saying "Oohh" 

a few times. The physician took the needle out and said "let's try sit

ting up." Michael sat up, still with his eyes closed. A pillow was 

placed on his lap so he could lean over it. The social worker continued 

to hold his hand and talk softly to him. She had her left arm around 

Michael's upper back and he rested his head on her left shoulder. The 

physician reinserted the needle. Michael moaned slightly. As the 

physician moved the needle around, he said to Michael, "you're doing 

good." Michael again began to cry, saying "it hurts." The physician 

pulled the needle out again. The physician commented, "I'll try one 

more time." He recleansed Michael's back. The social worker began 
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describing a scene of being in a boat; rocking back and forth, to 

Michael. The physician inserted the needle. Michael complained that 

his head hurt and began to moan and cry. Again, the needle was pulled 

out. The physician gave Michael some more time to relax. The social 

worker instructed Michael to hold his breath and let it go. The 

physician stated he wanted to try one more spot but that it would be 

the last time. Michael continued taking deep breaths. As the physi

cian reinserted the needle, Michael said "ow." This time the physician 

obtained spinal fluid and collected it in four sterile tubes with caps. 

As he was doing this, he apologized to Michael for hurting him. The 

social worker instructed Michael not to remember much about what hap

pened during this experience. She told Michael to continue to take 

deep breaths and let them out. The physician injected the methotrexate 

and removed the needle, applying pressure to the site. The social work

er reinstructed Michael saying, "When you open your eyes, your mind is 

going to choose not to remember • " She counted from three to one 

and Michael opened his eyes. The physician explained to Michael that 

he would start him sitting up next time and talked about the "scar tis

sue" he had encountered. Michael laid down on the table with his head 

on a pillow with a blanket covering him. The nurse came in and took 

his blood pressure. 

Michael experienced headaches and back pain for over a week 

after this spinal tap and remained home from school during this time. 
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