
THE CHILD'S VIEW OF A SIBLING
UNDERGOING TREATMENT FOR CANCER.

Item Type text; Thesis-Reproduction (electronic)

Authors McKain, Olga Kathryn.

Publisher The University of Arizona.

Rights Copyright © is held by the author. Digital access to this material
is made possible by the University Libraries, University of Arizona.
Further transmission, reproduction or presentation (such as
public display or performance) of protected items is prohibited
except with permission of the author.

Download date 24/05/2023 20:22:45

Link to Item http://hdl.handle.net/10150/274726

http://hdl.handle.net/10150/274726


INFORMATION TO USERS 

This reproduction was made from a copy of a document sent to us for microfilming. 
While the most advanced technology has been used to photograph and reproduce 
this document, the quality of the reproduction is heavily dependent upon the 
quality of the material submitted. 

The following explanation of techniques is provided to help clarify markings or 
notations which may appear on this reproduction. 

1. The sign or "target" for pages apparently lacking from the document 
photographed is "Missing Page(s)". If it was possible to obtain the missing 
page(s) or section, they are spliced into the film along with adjacent pages. This 
may have necessitated cutting through an image and duplicating adjacent pages 
to assure complete continuity. 

2. When an image on the film is obliterated with a round black mark, it is an 
indication of either blurred copy because of movement during exposure, 
duplicate copy, or copyrighted materials that should not have been filmed. For 
blurred pages, a good image of the page can be found in the adjacent frame. If 
copyrighted materials were deleted, a target note will appear listing the pages in 
the adjacent frame. 

3. When a map, drawing or chart, etc., is part of the material being photographed, 
a definite method of "sectioning" the material has been followed. It is 
customary to begin filming at the upper left hand comer of a large sheet and to 
continue from left to right in equal sections with small overlaps. If necessary, 
sectioning is continued again—beginning below the first row and continuing on 
until complete. 

4. For illustrations that cannot be satisfactorily reproduced by xerographic 
means, photographic prints can be purchased at additional cost and inserted 
into your xerographic copy. These prints are available upon request from the 
Dissertations Customer Services Department. 

5. Some pages in any document may have indistinct print. In all cases the best 
available copy has been filmed. 

University 
MicrcSrilms 

International 
300 N. Zeeb Road 
Ann Arbor, Ml 48106 





1320471 

MCKAIN, OLGA KATHRYN 

THE CHILD'S VIEW OF A SIBLING UNDERGOING TREATMENT FOR CANCER 

THE UNIVERSITY OF ARIZONA M.S. 1983 

University 
Microfilms 

International 300 N. Zeeb Road, Ann Arbor, MI 48106 





THE CHILD'S VIEW OF A SIBLING 

UNDERGOING TREATMENT FOR CANCER 

by 

Olga Kathryn McKairi 

A Thesis Submitted to the Faculty of the 

COLLEGE OF NURSING 

In Partial Fulfillment of the Requirements 
For the Degree of 

MASTER OF SCIENCE 

In the Graduate College 

THE UNIVERSITY OF ARIZONA 

19 8 3 



STATEMENT BY AUTHOR 

This thesis has been submitted in partial 
fulfillment of requirements for an advanced degree at The 
University of Arizona and is deposited in the University 
Library to be made available to borrowers under rules of 
the Library. 

Brief quotations from this thesis are allowable 
without special permission, provided that accurate 
acknowledgement of source is made. Requests for permission 
for extended quotation from or reproduction of this 
manuscript in whole or in part may be granted by the head 
of the major department or the Dean of the Graduate College 
when in his judgment the proposed use of the material is in 
the interests of scholarship. In all other instances, 
however, permission must be obtained from the author. 

SIGNED: 

APPROVAL BY THESIS DIRECTOR 

This thesis has been approved on the date shown below: 

AGU^S M. AAMODT 
Professor of Nursing 

c 
/rim 

cP S-, /<j % $ 



To my wonderful parents who, 

through their loving support and encouragement, 

enabled me to complete this goal. 

i i i 



ACKNOWLEDGEMENTS 

I wish to express my appreciation to the following 
individuals for their assistance and support: 

To the members of my committee, Dr. Agnes Aamodt, 
thesis director, Dr. Alice Longman, and Dr. Jan Atwood. 
Each offered valuable time, guidance, and encouragement. 

To the nursing staff of the Pediatric Outpatient 
Clinic, and Dr. John J. Hutter, Pediatric Oncologist for 
their continued interest and support throughout this 
learning experience. 

To the families of my informants who allowed me 
into their homes to talk with their children. 

To my eight "teachers" whose willingness to "tell 
their story" allowed me to "learn" the child's view. 
Knowing these children gave meaning and purpose to my 
study. 

To Michael, who never tired of hearing about 
Pediatric Oncology and the child's view. 

Above all, to my family and friends whose continued 
love and encouragement enabled me to finish this task. 



TABLE OF CONTENTS 

Page 

LIST OF ILLUSTRATIONS viii 

ABSTRACT x 

1. INTRODUCTION 1 

Statement of the Problem 3 
Significance of the Problem 3 
Statement of the Purpose 4 
Definitions 5 
Conceptual Orientation 5 

Chronic Life-Threatening 
Childhood Illness . 10 

Stress 10 
Family Disequilibrium 11 
Culture 11 
Child's Respones 13 
Child's Eye View of 

Cancer Experience 14 
Summary 15 

2. REVIEW OF THE LITERATURE 16 

Child's Eye View 16 
Siblings As A Social Subsystem 18 
Siblings of Chronically 111 Children ... 22 
Summary 24 

3. METHODOLOGY . . . . 26 

Research Design 26 
Selection of Informants 28 
Protection of Human Rights 30 
Data Collection and Analysis 31 

The Interview 32 
The Researcher-Informant 

Experience 36 
Summary of Methodology 40 

v  



v i  

TABLE OF CONTENTS--Continued 

Page 

4. PRESENTATION AND ANALYSIS OF DATA 41 

Informants 41 
The Morrison Family 42 

Mary 42 
Allen 44 
Cindy 45 

The Young Family 47 
Marsha . 48 
Lori 49 
Cathy 49 

The Kelly Family 50 
Robert 51 
Mark 52 

Ethnographic Data 53 
When It First Happene 54 

Characteristics of Children's 
Feelings When They Learn 
Their Brother or Sister 
Has Cancer 55 

Ways of Knowing A Sibling 
Has Cancer 57 

Things Children Want To Know When 
They Learn About The Diagnosis 
Of Cancer 59 

Ways Children Get Information 
About Cancer 61 

Kinds of Things Children Think 
Happen To Parents When They 
Learn Their Child Has Cancer . . 62 

How Things Go When There's Cancer 
In The Family 65 

Kinds of Things That Changed 
In My World 66 

Kinds of Things We Do 
As A Family 71 

Things That Happen To A Sibling 
InTheHospital 74 

Kinds of Things Parents Do For 
Children In The Family 76 

What About Brothers and Sisters .... 78 
Kinds of Things Brothers and 
Sisters Do For Child 
With Cancer 78 



v i i  

TABLE OF CONTENTS-- Continued 

Page 

Kinds of Things Children With 
Cancer Do For Brothers and 
Sisters 84 

Kinds of Advice Brothers and 
Sisters Give Others 86 

Kinds of Things People Should Know 
About Brothers and Sisters of 
Children With Cancer 92 

Cultural Themes 94 
Many Things Change 95 
Someone With Cancer Gets A Lot 

Of Attention 98 
Brothers and Sisters Do A Lot 99 
It's Really Tough 100 
Brothers and Sisters Really Do Care . . 101 
Cancer Is Not As Bad 

As People Think 102 
It Does Get Better 103 

Summary of Data Analysis 104 

5. CONCLUSIONS 105 
Cultural Themes and the Conceptual 

Orientation 105 
The Sibling's Eye View and the Review 

of the Literature 113 
Recommendations For the Care of Brothers 

and Sisters 117 
Recommendations for Further Research . . . 121 
Research Questions Generated From 

This Study 122 

APPENDIX A: PERMISSION TO CONDUCT STUDY . . . • 124 

APPENDIX B: DISCLAIMER STATEMENT 125 

LIST OF REFERENCES 127 



LIST OF ILLUSTRATIONS 

Figure Page 

1. Model of Child's Eye View of Sibling 
Undergoing Treatment For Cancer .... 7 

2. Characteristics of Children's Feelings 
When They Learn Their Brother or 
Sister Has Cancer 56 

3. Ways of Knowing A Sibling Has Cancer .... 58 

4. Things Children Want To Know When They Learn 
About The Diagnosis of Cancer 60 

5. Ways Children Get Information 
About Cancer 63 

6. Kinds of Things Children Think Happen To 
Parents When They Learn Their Child 
Has Cancer 64 

7. Kinds of Things That Changed In My World . . 67 

8. Kinds of Things We Do As A Family 72 

9. Things That Happen To A Sibling In 
The Hospital 75 

10. Kinds of Things That Parents Do For 
Children In The Family 77 

11. Kinds of Things Brothers and Sisters Do 
For Child With Cancer 79 

12. Kinds of Things Children With Cancer Do 
For Brothers and Sisters 85 

13. Kinds of Advice Brothers and Sisters 
Give Others 87 

v i i i 



i x  

LIST OF ILLUSTRATIONS--Continued 

Figure Page 

14. Kinds of Things People Should Know 
About Brothers and Sisters 93 

15. Revised Model For Child's Eye View of 
Sibling Undergoing Treatment 
For Cancer 107 



ABSTRACT 

Ethnographic methodology was used to explore 

the question: What cultural knowledge informs the 

behavior of brothers and sisters of children under

going treatment for cancer? Eight school-age infor

mants were interviewed four or more times. 

Thirteen domains of meaning were identified. 

Seven cultural themes emerged in the ethnographic 

data: "Many things change," "Someone with cancer 

gets a lot of attention," "Brothers and sisters do 

a lot," "It's really tough," "Brothers and sisters 

really do care," "Cancer is not as bad as people 

think," and "It does get better." 

Unique features of the culture of childhood 

system for these children include: children have 

something to say, so please listen; children have a 

"mission" or a reason for being; and it does get 

better. Recommendations for the care of these 

children include continued awareness by health 

professionals of these unique features. 

x  



CHAPTER I 

INTRODUCTION 

"If you're the sick one, everybody cares. If 
you're the brother or sister, they don't give 
a hoot." (Quote from a sibling, Zelauskas, 1981) 

No relationship between two human beings who are 

fairly close in age has a longer or more intense history 

than that between brothers and sisters. Brothers and 

sisters are allies, rivals, leaders, followers, devoted 

friends, and bitter enemies. They may feel jealousy, 

admiration, loyalty, resentment, love and hate toward each 

other throughout various life stages (Arnstein, 1979). 

As in any meaningful human relationship, both positive and 

negative feelings emerge during each sibling relationship. 

Throughout history, one will find repeated citings of 

intense sibling rivalry, and exaggerated competiveness 

between brothers and sisters (Arnstein, 1979). On the 

other hand, brothers and sisters have been known to form 

a comaraderie that can withstand even the most fierce 

attacks from society and those outside of the sibling 

relationship (Calladine, 1979). 

When a child receives the diagnosis of cancer, a 

crisis results not only for the child himself, but for 

1  
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the entire family as well. Often, this family unit 

includes one or more healthy school-age siblings. Much 

of the research concerning families and cancer focuses 

on the child with cancer and his parents and rarely 

mentions the effects of the diagnosis on the well siblings. 

Yet, 1ife-threatening illness is known to have serious 

emotional consequences for the healthy sibling (Zelauskas, 

1981; lies, 1979; Lavigne, 1979). These findings of 

maladaptive behaviors in a child following the diagnosis 

of cancer in his brother or sister cannot be ignored by 

those caring for children with cancer. 

The few studies available concerning healthy 

siblings of pediatric cancer patients consistently 

describe what adults perceive as emotional and psycho

logical implications following the diagnosis of cancer. 

The child's view of this experience is often ignored by 

researchers interested in healthy siblings of pediatric 

cancer patients. It is a profound misconception to 

ignore the child's concerns, thoughts and beliefs, and 

thereby to assume that the child will respond to these 

events as an adult would. A child's perception of the 

cancer experience reflects his limited cognitive abilities, 

but one cannot deny his ability to understand interpersonal 

relationships or his ability to cope with stress, 

frustration, or uncertainty (Goodman, 1970). 
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Since a child's behavior often is reflective of 

his perception of an event, valuable insight can be gained 

from exploring the child's view as the brother or sister 

of a child undergoing treatment for cancer. Knowing of 

this need for information concerning the chi1d' s view of 

the cancer experience, this study was initiated to explore 

the school-age child's view of being a brother or sister 

of a child undergoing active treatment for cancer. 

Statement of the Problem 

The healthy sibling's view of having a brother or 

sister with the diagnosis of cancer, the subsequent treat

ment, and the events associated with the chronicity of the 

disease needed to be explored. The problem for this 

ethnographic investigation was: What cultural knowledge 

informs the behavior of school-age siblings of children 

undergoing active treatment for cancer? 

Significance of the Problem 

An estimated 6,000 new cases of childhood cancer 

will be diagnosed in 1982 (Cancer Facts and Figures, 

1982). Cancer is the leading cause of death from disease 

in children under 15 years of age. With the recent 

development of aggressive combination therapy, 50% of 

children with acute lymphocytic leukemia now live free of 
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disease for five or more years from the time of diagnosis 

(Spinetta, 1981). Similar progress has also been made in 

some of the childhood malignant solid tumors such as 

Wilm's tumor, Hodgkin's disease, rhabdomyosarcoma, and 

osteogenic sarcoma (Spinetta, 1981). Now that children 

are living longer, the situation has changed to include 

childhood cancer as a chronic illness. The effects of 

the impact of the treatment and subsequent chronicity of 

the disease upon the family unit merit investigation. 

Statement of the Purpose 

The purpose of this study was to discover the 

child's view of being a brother or sister of a child 

undergoing active treatment for cancer. Ethnographic 

methodology was used to discover the child's view and 

to learn the language of the child. The intent of this 

study was to collect information about cultural 

knowledge that school-age children utilize to explain 

and interpret the experience of being a brother or 

sister of someone undergoing active treatment for cancer. 

As a result, knowledge from the culture of siblings can 

be integrated into a plan of care for the entire family 

of a pediatric cancer patient. 
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Definitions 

Behavior: Resultant observable human activity after 

cultural knowledge is processed (Spradley, 

1979:12). 

Cancer: A group of diseases in which the mechanism 

within the cell and its microenvironment respon

sible for restraint of growth is defective 

(Sproul, 1973). 

Culture: The acquired knowledge that people use to 

interpret experience and generate social behavior 

(Spradley, 1979:5). 

Informs: A process by which a culture carrier translates 

cultural knowledge into human behavior (Spradley, 

1979:25). 

School-Age: A child between the ages of 6 and 12 years. 

Sibling: A brother, sister, step-brother, step-sister 

residing in the same home as the child undergoing 

treatment. 

Conceptual Orientation 

The conceptual orientation provides a perspective 

for defining and describing the properties and relation

ships surrounding a concept or phenomenon in the "real" 

world (Hinshaw, 1979:250). For the purpose of this study, 
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the child's eye view regarding the experience of having 

a brother or sister diagnosed with cancer and subsequently 

undergo treatment for cancer was the concept described and 

defined. A structural model (Figure 1) was developed to 

delineate a hierarchy of concepts, subconcepts and the 

relationships hypothesized to exist. Temporal ordering 

was believed to exist among the major concepts of chronic 

life-threatening illness, stress, and family disequilibrium 

as indicated by the solid lines connecting these concepts. 

Chronic life-threatening illness, specifically 

childhood cancer, was believed to cause stress within the 

sibling of a child undergoing treatment for cancer. This 

stress often leads to family disequilibrium, represented 

here as the subconcept, changes in family relationships. 

The defined concepts, subconcepts, and hypothesized 

relationships constitute the conceptual model. 

A conceptual perspective provided a guide for 

concepts and relationships not yet identified. Additional 

factors other than family disequilibrium were hypothesized 

to exist as a result of the stress accompanying the 

diagnosis of childhood cancer and were indicated by the 

blank boxes within the model. Data collected from the 

ethnographic interview was used to identify these 

additional factors and their impact on the sibling's 

response. 



CULTURE 

CHRONIC 
LIFE-
THREATENING 
ILLNESS 

-> CHILD'S 
RESPONSE 

STRESS 

FAMILY DISEQUILIBRIUM 

Changes in 
Family \ 
Relationshi p 

Child's Eye! 
View of The J 
Cancer | 

+ Sibling ' 
•> Undergoing 

Cancer 
Treatment 

Chi 1dhood 
Cancer 

Culture of Childhood 

Figure 1: Model For Child's Eye View of a Sibling Undergoing 
Treatment for Cancer 



8  

Stress was also hypothesized to have a direct effect 

on the child's response regardless of the presence of 

family disequilibrium. These relationships were indicated 

by the presence of dotted lines extending to the concept of 

the child's response, most specifically, the subconcept of 

the child's eye view of the cancer experience. It was 

hypothesized that the child will respond to the stress-

producing experience of being a sibling of a child under

going active treatment for cancer. This response may also 

be a result of family disequilibrium or other factors not 

yet identified. 

A major gap existed in the knowledge concerning a 

child's response, both behavioral and cognitive, to the 

experience of having a brother or sister undergo treatment 

for cancer. This lack of information was depicted by the 

presence of a question mark and the dotted box around the 

concept of child's response and the subconcept, child's 

eye view of the cancer experience. It was assumed that 

data collected from the ethnographic interviews with the 

children would provide concept clarification. 

This conceptual perspective also assumed that how 

persons respond to the stress of the presence of chronic 

life-threatening illness, specifically childhood cancer, 

was related to their cultural knowledge. The study assumed 

that the child's view is unique and different from that of 
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an adult's view. Thus, the culture of childhood was a 

subconcept under the major concept of culture. Children 

were seen as a cultural group who possess knowledge, define 

experiences, interpret meanings; and maintain a set of 

rules and principles that are reflected in their behavior 

(Spradley, 1979). Thus, culture, specifically culture of 

childhood, was depicted in this model as impacting upon 

the child's response. 

It was hypothesized that the child's eye view of 

the cancer experience reflects the experience of having a 

brother or sister undergo treatment for cancer as well as 

reflects the changes in family relationships accompanying 

the treatment for childhood cancer. Likewise, the culture 

of childhood was believed to be reflected in child's eye 

view of having a brother or sister undergo active treatment 

for cancer. 

In summary, the goal of this study was to define 

and describe the child's eye view of the experience of 

being a brother or sister of a child undergoing treatment 

for cancer. Ethnographic interviews were used to collect 

data from children to aid in concept clarification and 

identification. The concepts, subconcepts, and their 

relationships are presented in the following summaries. 



Chronic Life-Threatening Childhood Illness 

Recent developments in the treatment of cancer 

have produced significant changes in the natural history 

of childhood cancer (Cairns, 1982). Once a rapidly 

progressing fatal illness, childhood cancer is now a 

chronic disease requiring intensive multi-modal therapy 

over a period of several years (Cairns, 1982). 

With increasing numbers of pediatric patients 

surviving cancer, the chronicity of the disease can no 

longer be overlooked. Many forms of childhood cancer 

are no longer imminently fatal; therefore, the family is 

faced with a life altered by chronic illness, a schedule 

of frequent treatments, and periods of uncertainty caused 

by the disease. Clinicians must now consider the long-

range adjustments when adopting a plan of care for the 

child and his family. Little is known about the long-term 

effects upon healthy siblings of children undergoing 

treatment for cancer. 

Stress 

The presence of a 1ife-threatening chronic illness 

and the possible disequilibrium of the family unit were 

both seen as stressors relative to healthy siblings. The 

way a school-age child reacts to stressors is influenced 

by how he thinks, believes, and perceives the stress 

causing event (Elkind, 1974). The significance lies not 
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in the event itself, but in the child's perception of the 

event. Cultural background, age, and stage of development 

serve to influence a child's response to a particular 

stressor. Cognitive maturation and cumulative life 

experiences may also alter the way children view a stress

ful event and thus affect their perception of the event. 

The school-age child's view of stress as it relates to the 

concepts of chronic life-threatening illness and resulting 

family disequilibrium was explored in this study. 

Family Disequilibrium 

The family was viewed as an interdependent social 

system that shares strong emotional ties (Kramer, 1981). 

When a life-threatening illness of one family member is 

diagnosed, the family is faced with periods of disequil

ibrium. Jordan (1962:243) described illness as "an entity 

attacking the fundamental social unit, the family." The 

resulting disequilibrium may have significant psychological 

and emotional consequences upon each family member, 

including healthy siblings. Knowledge of the sibling's 

view of this disequilibrium and the resulting change in 

family relationships were seen as significant. 

Culture 

Culture, as defined by Spradley (1979:5) is the 

acquired knowledge that people use to interpret experience 

and generate social behavior. Culture is not limited to 
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behavior patterns, customs, or a people's way of life, but 

encompasses the meanings and interpretatioris that people 

assign to these concepts (Spradley, 1979). In every 

society people make constant use of these complex meaning 

systems to organize their behavior, to understand them

selves and others, and to make sense out of the world in 

which they live (Spradley, 1975:5). These sets of meaning 

constitute their culture. Culture is therefore not 

limited to race, religion, or ethnic origin. Culture can 

apply to any group of people who share common experiences 

and knowledge. For the purpose of this study, culture was 

defined as the knowledge used by school-age siblings to 

interpret the experience of being a brother or sister of 

a child undergoing treatment for cancer. The assumption 

that siblings share common experiences, feelings, and 

changes in their lives as a result of the cancer experience 

was made. 

The culture of childhood has been studied by 

DeMause (1974), Goodman (1970), Aamodt (1972), and others 

using various methods of data collection. Each recognizes 

children as a separate group with special needs quite 

different from those of an adult. 

Aamodt (1972) perceives the child as a human being 

who views the social situation and selects and rejects, 

consciously and unconsciously, from alternatives in his 
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environment. Goodman (1970) first made explicit that the 

culture of childhood involves the manner in which children 

in different societies see themselves and are seen by 

adults. She states that culture includes the values and 

attitudes that children take from others or discover for 

themselves. Goodman (1970) reports that children's per

ceptions of the world around them, their ability to 

understand interpersonal relations, and their ability to 

cope with frustrations, tensions, and trouble combine to 

formulate the concept of the culture of childhood. 

The child's perception and interpretation of the 

experience of being a brother or sister of a child under

going treatment for cancer informs his behavior in response 

to this experience. Therefore, it is important to 

understand the culture of childhood as it relates to the 

experience of being a brother or sister of a child being 

treated for cancer. 

Child's Response 

The child's response was assumed to be a reflec

tion of the experience of having a brother or sister 

undergo active treatment for cancer. This response, 

either behavioral or cognitive, was relatively undefined 

at this point. The goal of this study was to clarify the 

child's response as it relates to the experience of being 

a brother or sister of a child undergoing treatment for 
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cancer. It was believed that the child will respond to 

this experience as well as the experience of stress, 

family disequilibrium, or other events in their lives. 

The Child's Eye View 

Webster's New Col 1egiate Pictionary defines "view" 

as the act of seeing or examining; an opinion or judgment 

colored by the feeling or bias of its holder. In this 

study, the "holder" was the healthy school-age sibling of 

a child being treated for cancer. The child's view of the 

cancer experience, that is, the "insider's" or "emic" view 

was the emphasis of this study (Spradley, 1979). 

Goodman (1970) stated that the child can give an 

account of society and culture by generating attitudes 

out of their own personal, social, and cultural materials. 

A child's view of the world may be vastly different from 

that of an adult. Therefore, it is important to investi

gate children's view of their world and the experiences 

that they encounter while being a brother or sister of a 

child undergoing treatment for cancer. The ethnographic 

interview enabled the researcher to obtain the child's 

eye view of the cancer experience by learning the labels 

used by children for defining their reality. 
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Summary 

School-age siblings of children undergoing treat

ment for cancer can be affected by the presence of a 

chronic life-threatening childhood illness within their 

own family unit. Both the experience of family disequi

librium and the presence of childhood cancer may be stress 

producing entities for the child. The child's view of 

this experience was informed by the cultural knowledge 

they possess. This study was aimed at discovering the 

child's view of being a sibling of a child undergoing 

treatment for cancer. 



CHAPTER II 

REVIEW OF THE LITERATURE 

The review of the literature for this study 

included three major areas: the child's eye view, 

siblings as a social system, and siblings of chronically 

ill children. 

Child's Eye View 

The child's eye view has been studied by Aamodt 

(1972), Goodman (1970), Burlington (1980), Munoz (1981) 

and others in an attempt to learn how children view their 

world and interpret experiences. Aamodt (1972) in her 

study of Papago Indian children described themes of health 

and healing as revealed by the views held by the children. 

Burlington (1980), in a study of five school-age children 

who had lost a brother recently, described the child's 

view of this loss and subsequent changes in the family 

unit. Themes of loneliness, change and frustration with 

the unknown were views of the children as reported by 

Burlington (1980). The child's eye view of the immobil

ization experience was reported by Munoz (1981) in a study 

of four children hospitalized in traction. The child's 

view of this experience was discovered using ethnographic 

interviews and children's drawings. 

1 6  
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Data collected from numerous exploratory studies by 

Goodman (1970) revealed that what the child knows and what 

parts of the total culture he commands are influenced by 

his age, sex, intelligence, curiosity, insight, and amount 

of both formal and informal education. An individual's 

cognitive system, or thought processes, greatly influence 

his perception of experiences. Increased cognitive 

abilities enable the school-age child to broaden his 

problem-solving skills and become more aware of others 

viewpoints. 

Others have studied the child's intellect in an 

attempt to understand the child's view of the world. 

Developmental theorist, Piaget (1969), describes the 

stage in cognitive development of the school-age child 

as concrete operations, wherein the child is able to use 

his thought processes to experience these operations. 

The school-age child also becomes less egocentric in his 

thinking and is able to evaluate experiences through 

another's point of view (Piaget, 1969). The school-age 

child's thinking, although still concrete, now includes 

the past and some future, as well as the present. Piaget 

(1969) suggests that the child has a characteristic way 

of viewing the world and explaining it for himself. 

Unless one is willing to communicate with the child and 

acknowledge this uniqueness, little can be understood 
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about his view and the meaning he attaches to it. Piaget 

(1969) concludes that a child's perception of the world 

may be strikingly different from that of an adult because 

he functions without full knowledge or perception of the 

adult's environment. 

In summary, the child does possess a disparate 

view of the world that is unique and separate from that 

of an adult. Thus, a concept of the child's eye view 

can be formulated. Acknowledging this fact is vital to 

those providing support and intervention to the child 

whose brother or sister is being treated for cancer. 

Siblings as a Social Subsystem 

The potential importance of sibling effects has 

long been recognized in personality theory according to 

Bank and Kahn (1982), whose work concerning sibling 

relationships is based on a decade of research and 

clinical experience. Throughout the ages, sibling 

relationships have been depicted repeatedly. Siblings 

such as Cain and Able, Joseph and his brothers, Cinderella 

and her step-sisters, the Kennedy brothers, and others 

bring to mind intense and sometimes hostile relationships. 

The tendency to focus on rivalry has been the 

pattern of most psychoanalysts. The psychoanalysts have 

had little to say about the larger family context which 

affects the way brothers and sisters conduct their 
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relationship (Bank and Kahn, 1982). They further explain 

that family experts, with their sensitivity to group 

dynamics and reciprocal social influences in the family, 

acknowledge that siblings are influenced by a cultural 

subsystem, but seem to ignore this subsystem's special 

rules and effects. This section of the review of 

literature focused specifically upon studies as they 

relate to siblings as a social subsystem within a family. 

Bowerman (1974) utilized data from over 8000 

subjects to explore sibling affect as it relates to sex 

of subject and sibling, age of subject, older versus 

younger sibling, and family size. From the data, Bowerman 

discovered three ways in which sibling relationships could 

be viewed as important in the study of the family: the 

level of personal satisfaction derived from living in the 

family unit, the interrelationships of all family members, 

and the socialization experience of the child. 

First, the kind of relationships the child has 

with his siblings influences very strongly the level of 

personal satisfaction he obtains from living in the family 

during his early years. Adams (1968) found earlier that 

the amount of social interaction among adult kin is closely 

related to feelings and closeness during childhood. These 

findings were reported in greater than 50% of the adult 

subjects interviewed by Adams (1968). 
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There is growing evidence that siblings provide a 

highly supportive social network in old age when spouses 

die, and children have gone their separate ways 

(Ciscerelli, 1977). Relationships with siblings during 

early years may therefore have life-time significance as 

well as affecting the quality of life during childhood and 

adolescence. 

Second, sibling interaction may have significant 

effects on other relationships within the family 

(Bowerman, 1974). Therefore, sibling relationships may 

be worth studying not only for the direct effect on the 

children involved, but for their influence on the entire 

family unit. 

Thirdly, the influence of the sibling relationship 

on socialization during childhood and adolescence is also 

reported by Bowerman (1974). One cannot deny that brothers 

and sisters have a powerful impact on each other. Children 

interact with their siblings in the home, and by doing so, 

acquire their first extensive social experience with other 

children (Abramovitch, 1979). Bossard and Boll (1960) 

contend that siblings think that they understand each 

other's problems better than the adults do. Bossard and 

Boll (1960) deal at length with the extent to which child

ren meet each other's needs for affection while acting as 

counselors, leaders, and protectors. Acting as a parent 



substitute is also a task described by Bossard and Boll 

(1960) which leads to early maturation and habits of 

responsibility and service to others on the part of the 

older sibling. 

A study by Abramovitch (1974) of 34 pairs of same 

sex siblings from two child families demonstrated that 

there is a high level of interaction among siblings in 

the home and that the quality of this interaction is rich 

and varied. She further adds that despite many theories 

of the importance of spacing siblings, age intervals had 

almost no effect on the patterning interactions. Obser

vations of the siblings took place in the home while the 

children played together. Incidences of interaction, 

both prosocial or aggressive, were recorded and analyzed 

by the observer. 

Finally, Bowerman (1974) reports evidence from 

the study of 8000 siblings, that the majority of siblings 

felt at least moderately close to their siblings while 

relatively few actually felt hostile towards their 

sibling. 

In summary, the plea for further study into the 

area of sibling relationships was made. The sibling 

relationships among all family members and can help each 

person function more effectively in life. 
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Siblings of Chronically 111 Children 

Nursing, medical, and psychological literature 

contain numerous speculations and assumptions concerning 

the effects of chronic illness of various types on the 

healthy siblings of the affected child. A majority of 

the studies on siblings of chronically ill children have 

been done by interviewing parents, and eliciting the 

parents' perception of the impact of chronic illness on 

their healthy children. Few studies have actually dealt 

with the sibling's perception of the experience. 

The presence of a chronically ill child in a 

family is considered a demanding, emotionally draining, 

and highly stressful experience for the child and his 

family (Lavigne, 1979). The healthy brothers and sisters 

are in a unique position and are often the target of 

family disequilibrium. These findings were the result of 

data collected on 203 children who were siblings of 

patients seen in one of three hospital clinics; plastic 

surgery, hematology, or cardiology. Findings from the 

data on siblings from families with a chronically ill 

child were compared with that of siblings of healthy 

chi1dren. 

The response of a healthy sibling to illness in 

a brother or sister is a highly individualized process 

(Taylor, 1980). However, family relationships and 
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communication patterns are influential in determining how a 

sibling reacts. Theoretically, stress and upset exper

ienced within a family are likely to have ramifications 

throughout the family system, causing shifts in the way 

family members interrelate and having an impact on the 

siblings behavior (Lavigne, 1979). 

In a report on 40 families of leukemic children, 

Kaplan (1973) noted that a significant number of their 

siblings had difficulty coping with the patient's disease. 

Similarly, Binger (1969), in a study of 20 families 

following the death of a child with leukemia, pointed out 

a persistent pattern of behavior disorders - including 

enuresis, headaches, depression, and school difficulties -

in the siblings of leukemic patients. 

Cairns (1979) studied the siblings of children 

with cancer and found them to have significant anxiety, 

fear for their own health, and feelings of social 

isolation and neglect by parents. Lavigne (1979) studied 

the siblings of children with various chronic health 

problems and found that they were more likely to experience 

adjustment or behavioral problems than healthy children, 

and they do appear to be at risk for certain types of 

disturbances at certain ages. Lavigne (1979) also 

reported that siblings of ill or handicapped children tend 

to be more withdrawn socially and are more irritable than 

children in families without chronically ill children. 
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The above studies enumerate various negative 

consequences as the result of chronic illness of a 

sibling. These behaviors must be considered when 

developing possible interventions with families of 

children with cancer. 

On the other hand, studies reporting positive 

consequences of being a sibling of a chronically ill child 

were found in the literature (lies, 1979; Harder, 1982). 

lies (1979), in a study of five school-age siblings of 

cancer patients reported gains in empathy for parents' 

needs, cognitive understanding, respect for the ill 

sibling, and self-concept. Opportunities for growth of 

involved siblings cannot be denied. Similar findings 

were reported by Harder (1982) in her study of 19 siblings 

of children with cystic fibrosis. Siblings reported 

improved ability to empathize and communicate with the 

ill child, increased ability to cope with difficult 

circumstances, and increased family cohesion as a result 

of being a brother or sister of a child with cystic 

fibrosis. 

S ummar.y 

Both negative consequences and growth-promoting 

elements were uncovered through this review of the 

literature concerning siblings of chronically ill children. 

These findings can no longer go unresearched by those 



involved in the care of children with cancer and their 

families. Specifically, insight into the child's per

ception of this experience must be further developed in 

order to validate these findings of loss, personal growth 

and/or negative consequences. 



CHAPTER III 

METHODOLOGY 

Presented in this chapter are the research design, 

selection of informants, protection of human rights, data 

collection and analysis, and the researches-informant" 

experience. 

Research Design 

This exploratory study was designed to answer the 

question: What cultural knowledge informs the behavior 

of school-age siblings of children undergoing treatment 

for cancer? An exploratory research design is used when 

little is known about a concept or variable of interest. 

The purpose of an exploratory type of design is to gener

ate qualitative data for concept clarification (Hinshaw, 

1979). Information was needed to describe the cultural 

knowledge that informs the behavior of school-age siblings 

of children undergoing treatment for cancer. "Cultural 

knowledge" refers to the kinds of things siblings learn 

from their experiences which they in turn use to interpret 

new experiences, derive meaning, and generate social 

behavior (Spradley, 1979). 

The format of the ethnographic interview developed 

by Spradley (1979) was used for this study to develop an 
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understanding of the culture of being a brother or sister 

of a child undergoing treatment for cancer. This study 

specifically dealt with the child's culture. 

Ethnography strives to construct an understanding 

of cultures through grasping the native's point of view 

(Spradley, 1979). Spradley (1979:3) defines ethnography 

as "learning from people" rather than "studying people." 

Ethnographers work together with informants to produce a 

cultural description. In this study, the informants were 

the siblings and the cultural scene to be discovered was 

the experience of having a brother or sister undergoing 

cancer treatment. According to Spradley (1979), infor

mants are native speakers, models, sources of information, 

and teachers for the researcher. 

In this exploratory study the focus was the 

culture of being a brother or sister of a child undergoing 

treatment for cancer. This design was used to aid the 

researcher in answering the following questions: What 

do children say about a sibling who has cancer?; What 

ways do they interpret their experience with their 

sibling?; and In what way does this knowledge inform their 

social behavior?. Thus, the goal was to learn about the 

experience of being a brother or sister of a child under

going treatment for cancer through the eyes of the children 

themselves. 
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Selection of Informants 

Spradley (1979:46) identified five minimal require

ments for selection of an informant. These requirements 

were used in the selection of informants for this study. 

Specific children were chosen as informants 

because of close involvement with either a brother or 

sister currently undergoing treatment for cancer. An 

assumption was made that each child was familiar with 

his/her role as a sibling. Children chosen for this study 

had either a brother or sister who had been involved with 

cancer treatments for periods ranging from four months to 

two years. Children chosen for this study were living 

with the sibling with cancer and had done so prior to the 

diagnosis. Thus, current involvement and thorough 

enculturation are assumed. 

Another requirement suggested by Spradley (1979) 

involved lack of familiarity with the culture scene on 

the part of the researcher. The cultural scene of being 

a brother or sister of a child undergoing treatment for 

cancer was quite unfamiliar to the researcher. Spradley 

(1979:50) contends that "the most productive relationship 

occurs between a thoroughly enculturated informant and a 

thoroughly unenculturated ethnographer." 

Adequate time was allocated for the interviews 

between the informants and the researcher. The amount of 
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time required for the study was established prior to 

agreement to participate in the study. Since most of the 

interviews with the children occurred in the child's home 

after school, each informant was able to have ample time 

for interviews. 

The final requirement of Spradley (1979) for 

selection of an informant involved securing informants 

who would respond in a nonanalytical fashion. Each child 

selected was willing to talk about his/her experience in 

a nonanalytical manner. 

The informants for this study included eight 

school-age siblings of children currently being treated 

for cancer by the staff in a pediatric oncology clinic. 

The clinic is a part of a university medical center 

located in a large southwestern city. The pediatric 

oncology clinic is held three times per week with an 

average client population of 8 to 15 children per session. 

Recommendations from the pediatric social worker and the 

clinic staff aided in informant selection. 

The convenience sample for this study of eight 

school-age children was selected according to the 

following criteria: 

1. The informant was a school age sibling (between 

6 - 12 years of age) of a child currently being 

treated at the pediatric oncology clinic. 
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2. The informant's sibling with cancer was being seen 

at the pediatric oncology clinic at least once a 

month at the beginning of the study. 

3. The informant was living in the same home as the 

sibling with cancer. 

4. The informant spoke and understood English. 

5. The informant was willing to participate in the 

study and to talk about his/her feelings concerning 

being a brother or sister of a child being treated 

for cancer. 

Informants and one parent were approached at the 

clinic or were contacted by telephone and asked to 

participate in the study. A description of the intent, 

purpose, and role of the informant in this study was given 

to each informant and one parent. No parent or subject 

refused to participate in this study. 

Protection of Human Rights 

The procedure followed in this study for the pro-

teaction of human rights of the subjects was in accordance 

with request for review of activities involving human 

subjects in questionnaires, interviews, observations, video 

and audio tape, etc. as required by the University 

(Appendix A). 

The purpose of the study and why the informant was 

asked to participate was explained to the child and one 
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parent or guardian. They were told that the researcher 

wished to explore the child's experience and feelings 

concerning being a sibling of a child undergoing treatment 

for cancer. They were also told that participation in the 

study was strictly voluntary, that the child's care or the 

care of other family members would not be affected by their 

participation, or refusal to participate, and that the 

child could withdraw from the study at any time he chose 

to do so. Confidentiality of identity and information 

supplied by the informant was assured. 

The informant was also advised as to the potential 

uses of the data. The requirements for participation were 

described to the informant and one parent or guardian. 

These requirements included: four to five interviews 

asting 30-60 minutes each, willingness to have interviews 

tape recorded, and willingness to relate information in a 

nonanalytical manner. Questions by the informant and/or 

parent were encouraged. The study was deemed exempt and a 

disclaimer was used (Appendix B). 

Data Collection and Analysis 

The methodology for data collection and analysis 

followed the guidelines of the ethnographic interview as 

developed by Spradley (1979). 
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The Interview 

The interviewing process began once the informants 

were contacted and agreed to participate in the study. The 

remaining interviews were conducted in either the infor

mant's home or in the clinic at a time convenient for both 

the informant and the researcher. In all cases, interviews 

were conducted in private for the purpose of allowing the 

siblings to speak freely of their experiences. A tape 

recorder was utilized to aid the researcher in data 

analysis. Each of the informants were interviewed over a 

period of five weeks, thus allowing for at least four 

interviews with each informant. 

The content of the ethnographic interview, accord

ing to Spradley (1979), involves three elements; explicit 

purpose, ethnographic explanations, and ethnographic 

questi ons. 

Explicit purpose is described as each interview 

having direction and purpose. The researcher informs the 

informant (sibling) of this purpose, thus leading to 

discovery of the cultural knowledge of the informant. 

The researcher must repeatedly offer explanations 

to the informant during each interview. Spradley (1979) 

lists five types of explanations that are to be utilized 

during the ethnographic process. These explanations were 

used while interviewing the informants (siblings). 
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Explaining the goal of the study was carried out repeat

edly during the course of the interviews. The reasons 

for taking notes and tape recording interviews were 

explained to the siblings. Informants were encouraged to 

speak in the same manner they would talk to others in 

their cultural scene; that is, they were encouraged to 

talk as if they were talking to another school-age child. 

Interest in the informants and their experiences was 

conveyed by the researcher. Siblings were repeatedly 

reminded that they were the "experts" or "teachers" in 

this study. As the interviewing process progressed, 

informants were asked to sort terms or lists written on 

cards. Explanations were given prior to passing out the 

cards in order to help the informant know what to expect. 

When it was necessary to change the type of question 

being asked, the informant was told the reason for the 

change. Thus, the requirement for ethnographic expla

nations was satisfied as suggested by Spradley (1979). 

Three main types of ethnographic questions form 

the core of the ethnographic interview: descriptive, 

structural, and contrast questions (Spradley, 1979). 

Descriptive questions allowed the researcher to 

collect an ongoing sample of an informant's language. 

During the first interview several global or "grand tour" 

questions were asked. Examples of grand tour questions 
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for this study included: "Tell me about being a brother or 

sister of a child undergoing treatment for cancer.", Tell 

me about when you learned that your brother or sister had 

cancer.". These "grand tour" questions serve as a basis 

for developing questions to be asked in succeeding inter

views. "Grand tour" questions also provide a means for 

eliciting responses that give the researcher an idea of 

how the informants view and organize their thoughts about 

the phenomena under investigation (Spradley, 1979). In 

addition, grand tour questions serve to put the informant 

at ease and initiate the relationship between the 

researcher and the informant (Spradley, 1979). The 

responses from the original or "grand tour" questions were 

then used to develop further structural and contrast 

questions. Transcriptions of the tape recorded interviews 

facilitated this analysis. 

Structural questions enable the researcher to 

discover information about domains or categories that are 

the basic units in an informant's cultural knowledge 

(Spradley, 1979). Examples for structural questions for 

this study included: Tell me about the things you do for 

your brother/or sister while they are having treatments; 

tell me about things that your parents or other people did 

to help you understand your brother's/sister's illness and 

treatments. Examples of informant responses following the 
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statement, "Tell me about things you do for your brother 

or sister during treatments" included: "read stories to 

them," "get them a Coke," "talk to them while they're 

getting their treatment." 

Contrast questions were also a part of subsequent 

interviews. An example of a contrast question for this 

study was, "Tell me about the things that are different 

within your family now that your brother/sister is under

going treatment for cancer." Examples of informant 

responses following the statement "Tell me about the 

things that are different within your family now that your 

brother or sister is undergoing treatment for cancer" 

included responses such as: "we spend a lot more time at 

the hospital," "Daddy spends more time with us at home." 

Following each interview, analysis of informant 

responses was made which allowed the researcher to group 

data into domains of meaning. To increase validity of the 

domains and taxonomies, these lists were discussed with 

each informant at successive interviews. 

Cultural themes regarding the experience of being 

a brother or sister of a child undergoing treatment for 

cancer were identified and analyzed. Themes demonstrate 

a relationship between domains and how domains are linked 

to the culture as a whole (Spradley, 1979). Opler (1945) 

states that themes can be identified in every culture and 
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that the key to the character, structure, and direction of 

the specific culture is to be sought in the nature, 

expression, and interrelationship of these themes. Opler 

(1945) considers the translations of a theme into conduct 

or belief as its expressions. Expressions of a theme 

reveal the activities, prohibition of activities, or the 

references which result from the acceptance or affirmation 

of a theme in a society (Opler, 1945). The expressions of 

a theme aid the researcher in discovering it. Examples of 

cultural themes elicited during this study of school-age 

siblings of children undergoing treatment for cancer 

included: "someone with cancer gets a lot of attention," 

"brothers and sisters do a lot of work," and "it will get 

better." 

The Researcher-Informant Experience 

The impact of the researcher on the data is a 

significant element of the ethnographic interviewing 

process. The researcher-informant relationship often 

influences the quality of the data collected as well as 

the interpretation of the data. 

Initial contact with six of the eight informants 

was made when they accompanied a sibling to the clinic. 

Initially, informal conversations took place whereby the 

researcher expressed an interest in the sibling and in 

his life outside of the clinic. Several weeks prior to 
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the beginning of data collection, the researcher made a 

point to be in the clinic when the child with cancer had 

a scheduled appointment. This allowed the researcher to 

establish rapport with the family and with any siblings 

who might be present during the clinic visit. The two 

children whom the researcher had not been introduced to 

in the clinic were contacted by phone. The initial 

meeting with these children took place in their home. 

Following approval by the Human Subjects Committee, 

telephone contact was made with the parents of the proposed 

informants. The study was explained and the researcher 

asked for permission to approach the children. The eight 

informants represent three separate families of children 

currently being treated at the Pediatric Oncology Clinic. 

An initial meeting time was established whereby the 

researcher explained the study to the children and the 

disclaimer was reviewed with each child and one parent. 

The children were each given a copy of the disclaimer, 

which appeared to make each child feel important. All 

informants approached were anxious to participate in the 

study. The parents of the informants were also very 

pleased that their children had been asked to participate. 

Two of the mothers stated that they felt like this was 

something their children could benefit from and were happy 

to have someone "talk to my other children." 
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The researcher took the role of "student" in the 

process of learning about the world of brothers and 

sisters of children with cancer. The informants or 

"teachers" readily accepted their role and were eager to 

"tell their story." Rapport with six of the children was 

quickly established and information gathering began with 

the first interview. Rapport was not as easily established 

with two of the informants, so the initial interviews con

sisted of friendly conversation and playing video games. 

The researcher proceeded more slowly with actual questions 

with these two informants. 

The majority of the interviews were conducted in 

the informants' homes. Initially the researcher had 

suggested using the clinic because it was thought that 

this would be more convenient for the parents. This was 

not the case and interviews were conducted after school 

or on weekends. Five of the informants chose after school, 

while three of the informants chose Sunday afternoons 

because "we don't do anything on Sunday afternoons." 

The researcher was explicit in describing the 

purpose of this study as one of gathering information 

about brothers and sisters. The informants were reminded 

of their role as the "experts" or "teacher" throughout 

the interviewing process. The informants were also 

reminded that this information was confidential and that 
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they should feel free to talk about anything they wished. 

One informant wanted to know "if I was telling his mom 

what we talk about." The informant was assured that this 

was not the case. 

One aspect of the interviewing process that 

initially seemed costly and time consuming was the distance 

that had to be traveled to the informants' homes. 

Following the first interviews, this time was then spent 

reviewing the tape recordings from previous interviews 

using the car cassette player. This allowed the researcher 

to refresh her memory on what the informants had talked 

about previously. Return trips allowed the researcher to 

reflect on what had been discussed and to think about the 

nonverbal messages transmitted by the informants. Thus, 

travel time became a very valuable experience. 

In summary, the researcher-informant experience 

was one of enlightenment and learning. Reception by the 

informants and their families was very warm. Verbal and 

written appreciation was extended to the informants for 

their willingness to participate in the study. Appre

ciation for their willingness to take time to "teach" the 

researcher about the world of being a brother or sister 

of someone with cancer was also expressed. 



Summary of Methodology 

The interviews with the siblings of children 

undergoing treatment for cancer were structured to elicit 

knowledge and beliefs that reveal the child's eye view of 

this experience. Ethnographic interviews were used to 

discover the child's view. Tape recordings and notes of 

the interviews were analyzed following the methods of 

analysis proposed by Spradley (1979). Based on this 

analysis, data are reported and findings discussed con

cerning the child's view of being a brother or sister of 

a child undergoing treatment for cancer. 



CHAPTER IV 

PRESENTATION AND ANALYSIS OF DATA 

This chapter addresses the informants, presen

tation of the ethnographic data, and analysis of 

cultural themes. 

Informants 

All informants were healthy school-age siblings 

of children undergoing active treatment for cancer. 

Eight informants were included in this study. These 

eight children were siblings of three patients currently 

being treated at the pediatric oncology clinic. For 

clarity the siblings are presented individually and in 

family units. A brief demographic outline is provided on 

each informant as well as subjective and objective obser

vations made by the researcher. A description of the 

child with cancer is also included to provide insight 

into each sibling's unique situation. During the course 

of the interviews, the researcher thought that each 

sibling related the need to have a "mission" or "expected 

role" in relation to the experience of being a brother or 

sister of a child undergoing treatment for cancer. Each 

"mission", as interpreted by the researcher is presented 
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along with a description of informants. Fictitious names 

are used to assure anonymity. 

The Morrison Family 

The Morrison family unit includes Mr. and Mrs. 

Morrison, a maternal grandmother, and five children. The 

children range from seven to 14 years of age. The 

children and their respective ages are as follows: Mark, 

age 14 years; Mary, age 12 years; Allen, age 11 years; 

Tara, age 9 years; and Cindy, age 8 years. Tara was 

diagnosed with acute lymphocytic leukemia in July of 1982. 

She is considered to be in remission at this time. Treat

ment at present consists of intravenous chemotherapy every 

two weeks and sometimes necessitates hospitalization. The 

Morrison's are a close, family-oriented unit who actively 

participate in the sibl ing' s care. The three siblings 

meeting the study criteria were Mary, Allen, and Cindy. 

Each agreed to participate in the study. Each informant 

is presented individually in the following sections. 

Mary 

Mary is 12 years old and is Tara's older sister. 

Mary attends Jr. High School where she is active in sports 

and cheerleading. She is very outgoing and friendly. Mary 

"being the oldest daughter" assumed "much responsibility" 

in the care of her younger siblings as well as in the 
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"chores around the house." Mary felt much pressure to 

"put Tara first" and to "do things as a family" even when 

she wanted to be with her friends. Mary said that "being 

with friends" is "very important when you're in Jr. High." 

Mary's sense of "mission" evolved around restoring the 

family dynamics to "normal." Having things like they were 

prior to the diagnosis was very important to Mary. Her 

"mission" therefore was to see that "Tara became 'regular' 

again" so she could be "ready for Jr. High" and the 

activities that occur there. Mary's role was seen as one 

of "encouraging" and "giving her sister more umph." 

Following the diagnosis of leukemia, Mary did not feel 

that her sister was willing to "try hard" or to "go after 

anyth ing." 

In regards to the changes in family relationships, 

Mary stated that the parents "expected too much from the 

kids" and often "ignored their needs" while devoting much 

time and energy to the "care of the sick child." "Spending 

every minute with the sick child" did not seem necessary 

to Mary, though she "did care very much about her sister." 

"Being appreciated" for the things a sibling does 

to help out was also very important to Mary. Appreciation 

from parents, relatives, and the child with cancer was 

seen by Mary as "something vital to being a sister of 

someone who has cancer." 
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Mary was present at the clinic when her sister was 

diagnosed with leukemia. Mary vividly remembers being 

"confused" and "scared," although at this time she did not 

know what leukemia was. "Looking it up in the dictionary" 

and finding out it was "fatal" was quite alarming to Mary 

who thought "she just had a cold." Finding out more from 

her parents "helped Mary understand the disease." Mary 

also found "talking to the social worker" very helpful as 

she was provided with answers to her questions about 

leukemia and about the~ things she needed to do. 

When asked about the biggest change that has 

occurred, Mary discussed the increased amount of respon

sibility that she felt she had. "Doing things I've never 

done before" and "having to look after the younger 

siblings" were two things that Mary felt had changed. 

Feeling that "they (parents) expected me to grow up over

night" was difficult for Mary to accept. "Not expecting 

too much from the brothers and sisters" was something Mary 

felt was important to tell parents. Mary was very helpful 

in describing the experience of being a sister of someone 

who has cancer. 

Allen 

Allen is the 11 year old brother of Tara. Allen 

is a talkative and energetic child who was very willing 

to "tell his story." Allen also easily recalled the time 
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period when Tara was diagnosed. He talks about how "his 

older brother and sister" told him about Tara. At first 

he "didn't understand," but "talking to this girl" (social 

worker) provided him with answers to his questions. Allen 

talked about "not understanding the doctor words" and not 

being able to understand the "same things that his older 

brother and sister did" as being tough. 

Allen's "mission" during this experience of having 

a sister with leukemia was one of "keeping his sister from 

being teased." Allen said "not teasing" and "not fighting" 

were sometimes hard. Allen had asked the social worker 

"what would happen if Tara got teased." He felt that if 

"Tara got teased then she would not want to go to school," 

and then "they would have to have a teacher at home," and 

"this would cost a lot of money." Allen dutifully tries 

to protect his sister from being teased. 

Allen readily discussed the changes that have 

occurred in his family since his sister's diagnosis. The 

one most significant change, according to Allen, is that 

of "a lot of attention." When asked who gets a lot of 

attention, he replied "the one with cancer gets a lot of 

attention." 

C i n dy 

Cindy is the youngest member of the Morrison family. 

She is 8 years old and is in the second grade. Even though 
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she was the youngest member of the family, Cindy had much 

to say about the experience of being the sister of someone 

with cancer. She was an excellent "teacher" and willingly 

contributed to the researcher's understanding of the 

child's view. Cindy is very concerned with being a "good 

sister" to Tara. "Cheering her up" and "making her laugh" 

are two things that seem very important to Cindy. Her 

"role" in this event appears to be one of "being a good 

sister" and "doing chores for Tara until she doesn't have 

to take medicine any more." 

When asked about her feelings when she first 

learned the diagnosis, Cindy revealed feelings of lone

liness because "she was used to having Tara share her 

room." She also expressed feelings of loneliness for her 

mom and dad. Cindy's "big brother and sister" acted 

"like parents" when the need to stay with Tara overnight 

occurred. 

Cindy is very interested in Tara's illness and the 

things that happen to her. She asked questions of the 

researcher regarding "what color her hair will grow back" 

and "how many children have cancer." Cindy wants very much 

to do "the right things" for Tara and her mom and dad. 

Cindy's advice to another sibling was "that your sister is 

the same person as before." This statement showed that 
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Cindy had a deeper understanding of the disease process and 

its implications despite her young age. 

The Young Family 

The Young family consists of Mr. and Mrs. Young 

and their four daughters. The parents are divorced, but 

Mr. Young keeps very close ties with his daughters. The 

family also includes several aunts and uncles who are very 

involved with the care of the children. The grandparents 

are also very involved in the children's lives. The 

children and their respective ages are Marsha, age 12 

years; Lori, age 10 years; Cathy, age 9 years; and Tiffany, 

age 5 years. Tiffany was diagnosed with acute monocytic 

leukemia approximately two years ago. Her treatment has 

consisted of chemotherapy and radiation. When she was in 

bone marrow relapse, the decision to have a bone marrow 

transplantation was made. Tiffany underwent a bone marrow 

transplantation in July of 1982, and she is recovering 

from this procedure in a hospital in California. Tiffany's 

mother is staying with her. 

Marsha, Lori, and Cathy all agreed to participate 

in the study. Interviews were conducted after school in 

the home of an aunt and uncle with whom the children were 

staying. Each child is presented in the following para

graphs . 
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Marsha 

Marsha is the oldest daughter of this family. At 

the time of diagnosis, Marsha was very concerned about her 

schoolwork and stated "that I was too worried about school 

to notice." She does recall "feelings of confusion" when 

told that Tiffany had leukemia. She said that her "mom 

explained" it, but she seldom accompanied Tiffany to the 

clinic "because of school." 

The disruption of living arrangements due to her 

mother's absence was a major change in Marsha's life. 

"Not being able to do the things I used to do" was cited 

as the biggest change. Some of these things included 

"going to town," "playing Pac Man," and "having friends 

over." Marsha also talked about feelings of fear for 

Tiffany's life as well as feelings of sympathy for what 

Tiffany had to go through. 

Marsha's "mission" towards Tiffany involved "being 

nice to her," involved taking her "on pony rides," 

"taking her to play with friends," or "reading stories" to 

her. Marsha, as well as the other two siblings, visited 

Tiffany while she was undergoing the bone marrow trans

plantation. At this time "keeping her from being lonely" 

was an important task for Marsha. 



49 

Lori 

Lori is the 10 year old sister of Tiffany. Lori 

was an excellent "storyteller" and "teacher" who told the 

researcher that "I can help you a lot." She replied that 

"she knew a lot about being a sister of someone with 

cancer." Lori, like Marsha, was involved with school when 

Tiffany was diagnosed but vividly remembers when her mom 

told her the news. She recalls feelings of "being scared" 

and "being angry." When asked whom this anger was directed 

towards, she replied "God" .... "because when God wants 

someone, He just comes down and takes them away." 

Lori's "mission" in this experience involved one 

of "telling others about Tiffany" and being an "active 

participant in raising money for Tiffany's expenses." 

Lori stated that "she liked to talk about Tiffany." 

"Helping with benefits for Tiffany" was something that a 

"sister can do to help." Lori felt "special" to be a 

sister of someone with cancer. While Lori also mentioned 

that "someone with cancer gets a lot of attention," she 

felt that this was "OK" because "someone with leukemia 

deserves a lot of attention." Lori did add that "brothers 

and sisters should be treated at least half as nice." 

Cathy 

Cathy is the 9 year old sister of Tiffany. She is 

in the fourth grade. Cathy was quite shy initially but 
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soon began to "tell her story" in successive interviews. 

Cathy's situation is unique as she was the bone marrow 

donor for her sister's transplantation. She was not sure 

why she was chosen to donate the bone marrow, but stated 

that it was "to kill the bad cells in Tiffany's blood." 

She also added that "if only one bad cell is left, then 

Tiffany will die." She appeared to feel very responsible 

for the success of Tiffany's bone marrow transplantation. 

Cathy's "mission" or "expected role" during this 

experience was similar to her sister's (Marsha). She too 

felt obligated "to make Tiffany happy" and to "do things 

for Tiffany." "Buying her presents" and "taking her 

places" was something Cathy felt that a sister should do. 

Cathy expressed more feelings of "sadness" concerning her 

sister than the other siblings. 

Cathy expressed feelings of "sympathy" and 

"sadness" concerning "having a sister with cancer." One 

of her first responses to the statement "tell me about 

being the sister of someone with cancer" was "I don't 1i ke 

to have a sister with cancer" and "I didn't want my sister 

to have cancer." Despite her young age, she understood 

the seriousness of the situation. 

The Kelly Family 

The Kelly family consists of Mr. and Mrs. Kelly 

and their three children; Robert, age 12 years; Mark, age 
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7 years; and Carrie, age 4 years. Carrie was diagnosed 

with acute lymphocytic leukemia in February of 1981. She 

has undergone intensive chemotherapy and surgery 

necessitated by complications of her disease. At present 

Carrie is considered to be in remission and is doing quite 

well. Mark and Robert both agreed to participate in the 

study and four interviews were conducted with each. 

Descriptions of both boys are presented in the following 

paragraphs. 

Robert 

Robert is the oldest brother in this family. He 

is a quiet, reserved young man but he was very interested 

in helping the researcher "learn more about brothers and 

sisters." Robert was 10 years old at the time of diagnosis 

and is able to easily recall events that occurred following 

Carrie's diagnosis. One of the things that stands out most 

in Robert's memory is the change that took place within 

"Carrie." He seemed bothered by this change but now 

realizes that Carrie is "becoming more active now" and 

"more like herself." Robert kept most of his questions to 

himself and rarely discussed his fears or needs with anyone 

regarding Carrie's illness. Robert felt his parents were 

"sad" and "not active" after learning that Carrie had 

leukemia. Robert, because he was several years older than 

Carrie, felt responsible for Carrie and thus would "help 
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her do things" or "help her with stuff she couldn't reach." 

Robert feels that parents "should talk to the brothers and 

sisters," "especially the older children." He felt that 

this would have helped him adjust better "to her disease" 

and to the fact "that he had to be alone a lot of the time." 

Robert's "role of protector" included keeping Carrie from 

"hurting" or "cutting" herself, which would have "made her 

disease worse." 

Mark 

Mark is the seven year old brother of Carrie. 

Mark is a very active, talkative young man who enjoyed 

hearing his voice on the tape recorder. The researcher 

also found that before the "role of a sibling" could be 

discussed, it was necessary to play a few games of Atari. 

After this, Mark was willing to answer my questions. 

Mark was only five years old when Carrie was diagnosed and 

he had trouble remembering the events that occurred 

immediately following her diagnosis. He does recall 

feelings of "loneliness" and "not being able to play out

side." His "role" now as a brother to Carrie is to "buy 

her things" when "she's sick" and to "spend all of my 

money on her." Mark views Carrie as not being any 

different "except that you can't play rough with her" or 

let her get hurt." These two tasks are sometimes difficult 

for Mark who finds himself playing "too rough" with Carrie. 



Ethnographic Data 

A discussion of the domains of meaning developed 

during the ethnographic interviews follows. The domains 

of meaning reflect the child's perception of having a 

brother or sister undergo treatment for cancer. As the 

children "told their story," 13 domains of meaning were 

identified. These domains of meaning therefore describe 

the chronological unfolding of the experience of being a 

brother or sister of someone who has cancer. The 

experience, as told by the children themselves, was 

interpreted as representing three distinct phases of the 

cancer experience. These three phases are: "When it 

first happened," "How things go when there's cancer in 

the family," and "What about brothers and sisters." 

These phases serve as major headings for the presentation 

of the domains of meaning. The 13 domains of meaning, 

organized under the major headings, are as follows: 

"When It First Happened" 

Characteristics of children's feelings when they 
learn their brother or sister has cancer; 

Things children want to know when they learn 
about the diagnosis of cancer; 

Ways children get information about cancer; 

Ways of knowing a sibling has cancer; 

Kinds of things children think happen to parents 
when they learn their child has cancer; 



"How Things Go When There's Cancer In The Family" 

Kinds of things that changed in my world; 

Kinds of things that we do as a family; 

Kinds of things that happen to a sibling in the 
hospital ; 

Kinds of things parents do for children in the 
family; 

"What About Brothers and Sisters" 

Kinds of things that brothers and sisters do for 
sibling with cancer; 

Kinds of things that children with cancer do for 
brothers and sisters; 

Kinds of advice brothers and sisters have to 
offer another; and 

Kinds of things people should know about brothers 
and sisters of child with cancer. 

The following paragraphs present the data collected, and 

thus the child's view of a sibling undergoing treatment 

for cancer. 

"When It First Happened" 

Informant responses were numerous and varied when 

asked to describe the events surrounding the initial 

diagnosis of cancer. The informants discussed at length 

the thoughts and feelings they experienced at the time of 

diagnosis. The things that happened at this time were 

also discussed. Detailed discussions of each domain of 

meaning follow. 
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Characteristics of .Chi1dren's Feelings 
When They Learn Their Brother or Sister Has Cancer 

Informant responses revealed a variety of feelings 

accompanying the discovery that a brother or sister had 

cancer (Figure 2). Robert expressed feelings of being 

"worried" because he thought that Carrie "might be hurting" 

or that "she might die." Robert also was "lonely" 

because "his mom and dad spent a lot of time at the 

hospital." Mary stated that she was "confused" at first 

because she "did not know what cancer was." She was 

"very surprised" when she learned that her sister had 

cancer. "Looking it up in the dictionary" and finding 

out it was "fatal" made Mary very "scared." She was also 

"confused" as to "what she should do." Not knowing how 

to help her parents or her sister, Mary said she just "sat 

quietly" and "didn't ask questions at that time." Cindy 

expressed feelings of "loneliness" both for "her mom and 

dad" and for her "sister." The initial hospitalization 

was difficult for Cindy who "missed her sister a lot." 

"I was used to having her share a room." Being without 

her sister made Cindy "lonely" and "sad." Cindy also 

expressed "sadness" over the "things her sister could not 

do." "Not being able to play outside" or "go skating" 

were two things Cindy felt that her sister would miss 

most. Lori had much to say about "when it first happened" 

and "how she felt at this time." "Being mad at God" was 
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Figure 2. Domains of Meaning in Characteristics of 
Children's Feelings When They Learn Their 
Brother or Si stir has Cancer. 
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her initial response. She also "felt sorry for her sister 

and her mom and dad." Though she was "confused" as to why 

her sister had to have cancer, she did report that she was 

"happy it wasn't someone else's sister." Her rationale for 

this statement was "she felt that her sister could handle 

it better because she was smart for a five year old." 

The other siblings had similar responses of being 

"confused," "lonely," "sad," and "afraid." The only 

exception was Marsha, who was "too busy at school to notice 

what was happening to her sister." A recent change in 

schools had made Marsha fall behind in her schoolwork. 

"Concentrating on passing the sixth grade" allowed Marsha 

little time to "think about Tiffany's illness." 

Ways of Knowing a Sibling Has Cancer 

Informants pointed out that there were various 

"ways of knowing a sibling had cancer." (Figure 3.) 

"Ways of knowing" were also a part of "when it first 

happened." Mary, Allen, and Cindy reported that Tara 

"had a big lump on her neck" which their mom "thought was 

the mumps." Mary also added that she thought Tara just 

had "swollen glands" at the time. Allen stated that 

"someone with cancer is grouchy" and "lays around a lot." 

Marsha, Lori, and Cathy described knowing that their 

sister had cancer because "she had a fever" and "had red 

spots on her neck." Thinking she "only had a kissing 



Has a fever 

Has brown bug in body that kills cells 

Has bad cells that kill good cells 

Has big 1ump on neck 

Has red spots on neck 

Has swollen glands 

Has "mumps" 

Has "kissing disease" 

Has no immunity system 

Gets headaches 

Gets hurt 

Is not active 

Is grouchy 

Lays around a lot 

Figure 3. Domains of Meaning in Ways of Knowing 
Sibling has Cancer. 
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disease" made Marsha think she "wasn't that sick." Finding 

out Tiffany had cancer "was very surprising" to Marsha. 

Cathy stated that someone with cancer "had no immunity 

system" and "gets hurt easily." Cathy also told the 

researcher that someone with cancer "has bad cells that 

kill the good cells." Robert described a similar situ

ation in which "brown bugs in the body kill the good 

cells." Robert said that this was how his mother had 

explained leukemia to him. Mark added that "someone with 

leukemia has fever" and "is not active." Responses given 

by the siblings represent the child's view of the 

situation before them. This view is often influenced by 

parental explanations, as is revealed by sibling responses. 

Things Children Want to Know When They 
Learn About the Diagnosis of Cancer 

Following the diagnosis of cancer in a sibling 

there are many things that brothers and sisters want to 

know (figure 4). Informant responses revealed three 

specific areas of interest. Siblings want to know "about 

cancer," "about the ill sibling," and "about how cancer 

affects them." "Cancer" or "leukemia" were unknown words 

to all of the informants "when it first happened." There

fore, all of the siblings wanted to know many things about 

cancer. Allen was particularly interested in "what the 

doctor words meant" and "what could happen to Tara." 
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Figure k. Domains of Meaning in Things Children Want to 
Know When They Learn About the Diagnosis of 
Cancer 



Cindy also wanted to know "how it happened" and "if it 

was contagious." After learning what cancer was, the 

informants wanted to know "about their brother or sister." 

Mary wanted to know "how long she will have leukemia" and 

"will she change." As mentioned before, Mary was 

interested in "helping her sister be regular" and in 

minimizing changes for her sister. Things important to 

Cindy involved questions about Tara's hair loss such as 

"will her hair grow back" and "what color will it be." 

Also important to the siblings was "what effect cancer 

would have on them." Robert wanted to know "what he could 

do to help." Allen was interested in "what they could 

expect." "Will I get leukemia too" was also something 

"siblings want to know when they learn about the diagnosis 

of cancer" and was expressed by four of the eight infor

mants interviewed. 

Concerned with her homework, Marsha said there was 

"really nothing" that she wanted to know about cancer at 

that time. 

Ways Children Get Information About Cancer 

As discussed above, there are many things that 

"children want to know" when cancer is first diagnosed. 

The informants described four "ways children get infor

mation about cancer." They include: "listen to someone 

explain it," "read about it," "ask questions," and "talk 
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to people" (figure 5). "Having mom explain it" was 

usually how siblings learned about the diagnosis. An 

"aunt" talked to Mary because "mom was too upset at the 

time." Cindy reported that "my older brother and sister 

explained it because mom and dad were at the hospital." 

Mary, Allen, and Cindy also had the privilege of "talking 

to a girl (social worker) at the hospital." She provided 

many answers to their questions. "Talking to nurses" and 

"reading pamphlets from the hospital" were two ways in 

which Marsha, Lori, and Cathy obtained information about 

cancer. Robert "looked it up in the dictionary" but 

"seldom talked to anyone about cancer." "Asking questions" 

provided information about cancer and was something the 

informants considered to be very beneficial. "Mom" 

usually was the person to whom the siblings directed their 

questions." According to many of the informants, "brothers 

and sisters need answers to their questions when it first 

happens." 

Kinds of Things Children Think Happen to Parents 
When They Learn Their Child Has Cancer 

Informants described "what happens to parents" 

when cancer is diagnosed (figure 6) as being another part 

of "when it first happens." Informant responses revealed 

"things parents do" and "things parents feel." Most of 

the informants stated that "parents do the same things as 
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Figure 5 . Domains of Meaning in Ways Children Get 
Information About Cancer 
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brothers and sisters do." All informants reported that 

"parents stay at the hospital" and "look real sad." 

Robert described his father as "quiet" and "worried." 

"Worry about death, the other children, and the sick child" 

were something "parents do a lot" reported the informants. 

Mary noticed that her parents were "shocked at first" and 

"wished that they could do something" for her sister. 

Parents feel "guilty," "scared," and "lost" according to 

Mary. Lori noticed that her mother felt "lost" and 

"scared." "When it first happened," parents "get a lot 

busier" and "cry more" according to the informants inter

viewed. 

Informant responses reveal that many things happen 

"when the diagnosis of cancer is made." It is evident 

from the informant responses that this time period had a 

tremendous impact on the brothers and sisters of a child 

diagnosed with cancer. Healthy siblings described various 

needs and feelings that occur "when it first happens." 

"How Things Go When There's 
Cancer in the Family" 

The second phase of the informants' story involved 

"how things go when there's cancer in the family." This 

phase depicts the day to day working of a family in which 

one member has cancer. Since each of the informants had 

lived in the family unit prior to the diagnosis of cancer, 



each was familiar with both life before and after the 

diagnosis. 

Kinds of Things That Changed in my World 

"Change" was the predominant occurrence discussed 

by the informants when describing "how things go when 

there is cancer in the family." Informants identified 

three major areas of change (figure 7). "Life," 

"activities," and "people" were noted to change as a 

result of the diagnosis of cancer. "Life got busier" and 

"more confusing" according to Lori. Life was "more sad" 

and "lonely" when Robert learned that his sister had 

cancer. "Life was lonely without parents" and "without 

sick sibling." Activities also changed as life centered 

around the sick child. Informant responses revealed that 

many changes occurred in the "activities that we used to 

do." Mary found that "after her sister got leukemia, she 

had to stay home more" and "had to spend more time with 

her sister." "Being with friends" or "having friends 

over" was something that many informants described as 

occurring less frequently. Mark described "having to be 

quiet" and "not getting to go many places" as being a big 

change for his family. The amount of "responsibility" 

and "chores" increased for Mary, Lori, Cindy, and Robert. 

This involved "doing things for parents" and for "the 

sick child" that were not required prior to the diagnosis. 
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Figure 7. Domains of Meaning in Kinds of Things that 
Changed in My World, 
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Cindy states "she must do her sister's chores until her 

sister no longer needs to take medicines." Mary described 

having "more things to do" and "more responsibility with 

the younger siblings" that was not required previously. 

These changes were described by Mary as "being difficult 

for a 12 year old." 

The third area of change reported by the informants 

involved people. Parents, sibling with cancer, relatives, 

and the informants themselves changed as a result of the 

diagnosis of cancer. Many informants stated that "parents 

acted differently" and "were more sad" following the 

diagnosis. Robert reported that his parents "didn't smile 

as much" and "only talked about Carrie." Mary described 

her parents as being "nasty at first" and "mean to the 

brothers and sisters." "This change was the result of the 

"parents' anxiety over Tara's illness." As Tara improved 

and "they knew she was going to be all right," they 

(parents) "became nicer to us" according to Mary. Mary, 

Marsha, and Robert remarked that parents "expect too much 

from the brothers and sisters," who are "only kids too." 

Several informants mentioned that parents "played with the 

sick child only" and "babied the sick child" while the 

brothers and sisters were ignored. Before the illness 

"everybody played together." 
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The sibling with cancer was also reported to under

go many changes. Robert reported that "Carrie changed the 

most" and "was not active." He added that "she was not the 

same person" and "seldom laughed." As she improves, "she's 

more like before" and "is active again." Mary, Allen, and 

Cindy also remarked that Tara had changed the most. "Not 

regular" was the description Mary chose. Allen added that 

she was "babied more" and often "acted grouchy and 

demanding." Cindy reported that a sibling with cancer 

"gets away with more" and "is closer to mom" because "she 

doesn't feel so good." Mary noticed that Tara "doesn't 

try hard" and "needs more encouragement" now that she has 

cancer. Marsha and Lori stated that their sister has 

changed because she is "quieter" and "has a poor appetite." 

She is also "more tired" and "has to take pills." Mary 

and Lori added that the sibling with cancer has "more 

friends now" because "more people want to help her out." 

Relatives were described as changed by six of the 

eight informants. Relatives "are closer" and "visit more" 

according to Allen and Cindy. Relatives also "take sibling 

with cancer more places" and "bring sibling gifts" accord

ing to several of the informants. To "single one child 

out" and to "get closer to sick sibling only" was reported 

as an unfavorable change that occurred with relatives. 



"When all children spend more time with the relatives," 

this is seen as a positive change. 

Brothers and sisters also change as a result of 

the diagnosis of cancer, "but not as much as other people." 

Brothers and sisters also "act more sad" said Robert. 

Mary reported that brothers and sisters "care more" and 

"try to give sibling more 'umph' when she needs it." 

Having "more chores" and "more responsibility" was a change 

reported by Marsha and Lori. Cathy also noticed "more 

work" as being a big change since the diagnosis of cancer. 

Mark and Allen said that "not fighting as much" was a 

"big change for them." 

Kinds of Things We Do As A Family 

Informant responses revealed that another area of 

change involved the "things one does as a family." 

"Things to do before diagnosis" and "things to do after 

the diagnosis" are contrasted in figure 8. It is evident 

from the informant responses that there are many things 

that one cannot do because of the diagnosis of cancer 

within the family unit. "Places to go" before the 

diagnosis and after the diagnosis was one area of change 

reported by the informants. "After diagnosis," going 

"shopping," "swimming," or "skating" were no longer 

permissible. "Sibling with cancer may get sick or hurt" 

was the reason for this change. Brothers and sisters 
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THINGS TO DO 
BEFORE 
DIAGNOSIS 

AFTER 
DIAGNOSIS 

GO 

PLACES 

Park Yes Sometimes 

GO 

PLACES 

Out to eat Yes Sometimes 

GO 

PLACES 

S h o pj3 i n g Yes No 

GO 

PLACES 

Swap meets Yes No 

GO 

PLACES 

Beach Yes No GO 

PLACES 

Across the bay Yes No GO 

PLACES 

Movies Yes Yes 

GO 

PLACES Swimming Yes No 

GO 

PLACES Golf course Yes Yes 

GO 

PLACES 

Skating Yes No 

GO 

PLACES 

Outside Yes No 

GO 

PLACES 

In sun Yes No 

GO 

PLACES 

Out with friends Yes No 

GO 

PLACES 

With relatives No Yes 

GO 

PLACES 

Crowded places Yes No 

CHEER SIBLING No Yes 

HAVE 
"FAMILY 
TIMES" 

Home movies No Yes HAVE 
"FAMILY 
TIMES" 

Pop popcorn... No Yes HAVE 
"FAMILY 
TIMES" Stay home No Yes 

HAVE 
"FAMILY 
TIMES" Reunions No Yes 

BEHAVE 

AS A 

FAMILY 

Fight Yes No BEHAVE 

AS A 

FAMILY 

Tease Yes No BEHAVE 

AS A 

FAMILY 

Protect Sometimes Yes 

BEHAVE 

AS A 

FAMILY 
Play rough Yes No 

BEHAVE 

AS A 

FAMILY Be careful No Yes 

Figure 8. Contrasts 
Things We 

in Domains of Meaning in Kinds of 
Do As a Family. 
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could not "go out with friends" or "to crowded places" 

following the diagnosis. "Being outside" or "staying in 

the sun" was not allowed after the diagnosis according 

to Cindy and Mark. Informants reported that they often 

"went places with relatives" in order to "cheer up the 

sibling with cancer following a hospitalization." 

"Having family times" became something to "do as 

a family" following the diagnosis of cancer. Mary remarked 
*>. 

that "watching home movies" and "eating popcorn" was 

something that "we didn't do before Tara got sick." 

"Staying home" was also something new for several of the 

informants who were used to "being with their own friends." 

Mary found this difficult as "your friends are more fun to 

be with when you're 12 years old." "Reunions" with 

extended family members occurred more frequently so "they 

could get to know the sick child better" reported several 

informants. 

The "way to behave as a family" was reported to 

be different following the diagnosis. "You can't fight 

anymore" stated Allen and Mark. You also "can't tease" 

or the leukemia could get worse, stated Allen. "Not 

fighting" and "not teasing" keeps you very busy, according 

to Allen. "Protecting the sick child" was reported by all 

of the informants as "something one does after the 

diagnosis." This involved "not letting her get teased," 



"not letting her get hurt," and "not playing rough" said 

Allen. "You have to be very careful" said Cindy and 

Cathy. 

Things That Happen to a Sibling in the Hospital 

"When there is cancer in the family," "going to 

the hospital" is a frequent occurrence reported all of 

the informants. "What happens to a sibling in the 

hospital" is represented in figure 9. Children with 

cancer "get things," "do things," and "get spoiled by 

people" while in the hospital reported the informants. 

All of the informants said that a "sibling goes to the 

hospital to get medicines" or to "get blood tests." Lori 

and Marsha added that Tiffany gets "blood," "platelets," 

and "bone marrow." Allen added that Tara gets "radiation" 

at the hospital. Cindy and Lori stated that someone in 

the hospital "gets presents." Presents come from "friends, 

relatives, and mom and dad." Robert described that Carrie 

gets IV's and "things hooked up to her arms that give 

medicines to kill the bad cells." 

The sibling with cancer also "does things" while 

in the hospital. Children "have fun" and "meet people" 

in the hospital stated Lori and Allen. They also play 

with other children said Cindy. Tara "gets to eat in the 

hospital cafeteria" reported Allen. 
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GET 

THINGS 

Medicines to kill cells 

GET 

THINGS 

Blood tests 

GET 

THINGS 

Blood shots 

GET 

THINGS 

Spinal taps 
GET 

THINGS 

Shots in back GET 

THINGS 
Bone marrows 

GET 

THINGS IV's 

GET 

THINGS 
Hooked up to their arms 

GET 

THINGS 

B1 ood 

GET 

THINGS 

Platelets 

GET 

THINGS 

Radiati on 

GET 

THINGS 

Presents 

DO THINGS 
Plav with other kids 

DO THINGS Have fun DO THINGS 
Meet people 

DO THINGS 

Eat in cafeteria 

GET SPOILED 
BY PEOPLE 

Mom and Dad 

GET SPOILED 
BY PEOPLE 

Aunts and Uncles GET SPOILED 
BY PEOPLE Nurses GET SPOILED 
BY PEOPLE Doctors 

F i g u r e  9 .  D o m a i n s  o f  M e a n i n g  i n  T h i n g s  T h a t  H a p p e n  t o  
S i b l i n g  i n  t h e  H o s p i t a l .  
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"Getting spoiled by other people" is something 

that happens to a sibling in the hospital" reported the 

informants. "Nurses, doctors, relatives, and parents 

"spoil sibling when she is in the hospital." This is 

done to "make it seem less bad" according to Mary and 

Cindy. Tara "takes advantage of the time she must be in 

the hospital because she gets whatever she wants" 

according to Mary. "Being in the hospital" is "not so 

bad" according to several informants. 

Kinds of Things Parents Do 
For Children In The Family 

"Things parents do for children in the family" is 

another aspect of "how things go when there's cancer in 

the family." The informants revealed contrasts in "kinds 

of things parents do for children with cancer" and "kinds 

of things parents do for brothers and sisters"(figure 10). 

Informant responses reveal that parents "act differently" 

toward children with cancer as revealed in "the things 

they do." For all children, parents "give love," "provide 

food," and "answer questions" stated Lori and Allen. 

Parents "sometimes" do things for brothers and sisters 

such as "talk," "show they care," or "have time," but 

"always" do these things for the child with cancer 

according to Mary and Allen. Parents "sometimes" take 

brothers and sisters to the hospital or "buy them toys" 
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THINGS 
PARENTS 
DO 

FOR CHILD 
WITH 
CANCER 

FOR BROTHERS 
AND 
SISTERS 

Give love Yes Yes 

Provide care Yes If you 1 re sick 

Tal k Yes Sometimes 

Answer questions Yes Yes 

Give everything Yes No 

Show they care Yes Sometimes 

Have time Yes Sometimes 

Take places Yes Sometimes 

Take to hospital Yes Sometimes 

Help with blood tests Yes No 

Give medicine Yes If Sick 

Hold hand Yes No 

sPlay together Yes Sometimes 

Buy toys Yes Sometimes 

Provide food Yes Yes 

Make special food Yes No 

Get angry No Yes 

Give chores No Yes 

Give responsibility No Yes 

Give punishment No Yes 

Stay overnight Yes Sometimes 

Figure 10. Contrasts in Domains of Meaning of Kinds of 
Things Parents Do for Children. 



reported Marsha and Cindy. Parents "never get angry," or 

"give punishment" to children with cancer but "do punish" 

the brothers and sisters, reported the informants. Like

wise, children with cancer do not "have chores" or 

"responsibility" as the brothers and sisters do. Infor

mant responses indicate that the "things parents do for 

children with cancer" are often quite different than the 

"things parents do for brothers and sisters." 

"What About Brothers and Sisters" 

As the informants "told their story" the final 

phase described the "life and role" of being a brother or 

sister of someone with cancer. Informant responses reveal 

that "brothers and sisters are very much a part of the 

cancer experience" and therefore have "much to say about 

being a brother or sister of someone who has cancer." 

Kinds of Things Brothers and Sisters 
Do For Sibling With Cancer 

Informants described many things that "brothers 

and sisters do for the sibling with cancer" (figure 11). 

Kinds of things to do for a sibling "at home, in the 

clinic, and in the hospital" were contrasted by the infor

mants. 

"At home" brothers and sisters "help," "play," 

"do things," and "inquire about sibling." Cindy and Lori 

described "helping sibling with chores." Mary, being the 
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With chores 
With clothes 
While mom's gone 

HELP With "bags" 

(SIBLING) 
When sick 

(SIBLING) When nauseated 
Get ready for Jr. high life 
"Follow in my steps" 
With schoolwork 

AT Barbie ' s 
Dress up 

PLAY Cards 
Games 
Disc jockey 
Atari 

HOME Take Places Park 
My friend's 
house 
Pony rides 

Treat nice 

DO Go along with what she says DO Encourage 
Make her laugh Tell jokes 

THINGS 

Make funny 
faces THINGS Act funny 
Act dumb 
Act crazy 
Jump off couch 
Make up plays 
Pretend 
Make up dances 

Make her get up 
Take care of her just like 
parents 

How's she feeling 
INQUIRE Is she sick 

If she needs anything 

Figure 11. Domains of Meaning in Kinds of Things Brothers 
and Sisters do for Sibling With Cancer. 
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Get cokes 
Gets chips 

IN Play games IN 
DO Talk 

THE 
DO Watch TV THE 
THINGS Hold hand 

CLINIC 
THINGS Keep mind off shots CLINIC Sit together 

Watch shots gi ven 
Ask if shot nurts 
Be there 

About school 
INFORMATION About pets 

About friends 
About home 

GIVE Wal1ets 
"Cross stitch" 

GIFTS Toys 

THINGS 
GIFTS Dolls 

IN THINGS PIayhouse 
Special games 
All money 
Stuffed Animals 

THE Candy 
Get well cards 
Stickers 
Letters 

HOSPITAL B1 ood 
"LIFE" PIatelets 

Bone marrow 

Pray 
Cry 

DO Make Phone calls 
Stay while mom and dad are 
gone 

THINGS Stay overnight 
Tal K 

Figure ll--Continued Domains of Meaning in Kinds of 
Things Brothers and Sisters Do 
for Sibling with Cancer. 



8 1  

Barbie's 

PLAY Puzzles 
IN PLAY Coloring books 

Paper dolls 
Tape recorder 
Games 

THE DO Make laugh Tell jokes Make laugh 
Make faces 

THINGS CHEER Call "Kojak" 
HOSPITAL THINGS Pretend 

HER Talk funny HER "Keep her positive" 
Tell good news 

UP Don 't tell bad news 

Figure ll--Continu'ed Domains of Meaning in Kinds of 
"Things Brothers and Sisters Do 
for Sibling with Cancer. 
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oldest "helped when her sister was sick or nauseated." 

Helping her sister get ready for Junior High Life" was 

also very important to Mary. Allen offered to help Tara 

"with schoolwork" so that she "would not fall behind." 

Robert "helped Carrie with things she couldn't reach" 

when mom was gone. 

"Playing with her sister" was something Marsha 

and Cathy felt was important. "Barbie dolls," "cards," 

and "games" were mentioned by Lori and Cathy, whereas 

Mark and Allen described playing "Atari" and "disc jockey." 

"Doing things" with a sibling was also a "part of being a 

brother or sister of someone with cancer." "Doing things" 

involved "taking her sister on pony rides" reported Marsha. 

"Treating her nice" and "going along with what she says" 

was something Allen and Mary did for their sister. Infor

mants reported that "making her laugh" was something a 

brother or sister could do. Cathy liked to "tell jokes" 

or "make funny faces." Allen and Cindy "made up dances 

and plays" to "cheer up their sister." "Acting crazy or 

dumb" also was used to make a sibling laugh. "Brothers and 

sisters take care of sibling with cancer just like parents" 

according to several informants. 

Lastly "brothers and sisters inquire about sibling." 

"Talking to her" and "finding out if she is feeling Okay" 

is something you can "do at home" stated Robert. 
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"In the clinic" brothers and sisters "do things" 

for the sibling such as "get Cokes" and "chips." Robert 

and Mark "play games" and "talk" with Carrie while they 

"wait for the doctor." Allen and Mary "help Tara" by 

"holding her hand" or "sitting with her" during clinic 

visits. Brothers and sister can also "just be there" 

for a sibling with cancer. 

"In the hospital" informants described how brothers 

and sisters can "give things" or "do things" for a sibling 

with cancer. Brothers and sister give "information," 

"gifts," and "life" to a sibling with cancer. Giving 

information about "friends and school" was something Allen 

could "do for his sister while she was in the hospital." 

"Talking about school plays or assemblies" was something 

Marsha and Allen could do for Tara when she was in the 

hosptial. "Bringing gifts" is also a part of "being a 

brother or sister of someone with cancer." Mark brought 

"dolls," "special games," and "stuffed animals" to his 

sister. Mary chose a "cross-stitch kit" for her sister. 

Lori brought "stickers" to her sister who "just loves 

stickers." 

"Brothers and sisters can also give "life" 

according to Lori and Cathy. Giving "blood," "platelets," 

and "bone marrow" was something Lori and Cathy reported 

"giving to their sister with leukemia. 
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Brothers arid sisters also "do things" for a 

sibling in the hospital. Informant responses reveal that 

brothers and sisters "cry" and "pray" for a "sibling in 

the hospital." Robert and Mary "stay with their sisters" 

while "mom and dad are gone or are taking a rest." Other 

informants report that "to make phone calls to a sibling" 

is something brothers and sisters can do. "Talking about 

good news, but not bad news" is something Allen does for 

his sister. 

Brothers and sisters also "do things" such as "play 

with sibling" or "cheer sibling up" in the hospital. "Many 

of the things we do at home can be done at the hospital" 

report the informants. 

Overall, brothers and sisters "do a lot of things" 

for a "sibling with cancer." "At home, in the clinic, and 

in the hospital," the role of the brothers and sisters is 

a "busy one" as revealed by informant responses. 

Kinds of Things Children With 
Cancer Do For Brothers and Sisters 

In contrast to the large amount of "things brothers 

and sisters do for a sibling with cancer," relatively few 

responses were made to the question "what kinds of things 

do children with cancer do for brothers and sisters." 

Figure 12 depicts the "kinds of things that children with 

cancer do for brothers and sisters." "Nothing" was 
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Nothing 

Lets us play with toys 

Lets us play with wig 

Shares new stuff 

Buys us things 

Gets on our nerves 

Tells us about clinic 

"Be nice to us" 

Tries to make us happy 

Figure 12. Domains of Meaning in Kinds of Things 
Children with Cancer do for Brothers 
and Sisters. 
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frequently the first response of the informants. Cindy 

stated that Tara "sometimes" lets us play with her new 

toys. Allen added that she "sometimes is nice to us." 

"Letting us play with her wig or new stuff" was also 

described as something "someone with cancer does for a 

brother or sister." Lori and Cathy stated that Tiffany 

"tries to make us happy" and "talks to us about trips 

to the clinic." Sometimes a sibling with cancer "gets 

on your nerves" revealed four informants. 

From the perspective of brothers and sisters, 

"siblings with cancer do very little" as compared to the 

many things one does as a brother or sister of someone 

with cancer. "Being a brother or sister of someone with 

cancer" is "hard work" according to informant responses. 

Kinds of Advice Brothers 
and Sisters Give Others 

Brothers and sisters "have much advice for others" 

when telling their story "about being a brother or sister 

of someone with cancer." "What about brothers and sisters" 

includes this advice to others concerning the cancer 

experience. Informants identified three groups of individ

uals to whom "they had advice to give." These three groups 

include: "another healthy brother or sister," "parents," 

and "the child with cancer" (figure 13). 



8 7  

Give them a lot of love 
Stay with sibling 
Go to hospital a lot 

THINGS Make sure no one teases her THINGS Be careful 
YOU DO Have to change a lot 

Have to include sibling first 
Help out around house 
Have more chores 
Stay by yourself a lot 

Let siblings get cut or bruised 

THINGS Say no to sibling 
ANOTHER THINGS Tease sibling 

YOU Fight 
HEALTHY CAN'T DO Play rough with sibling CAN'T DO J(ao out with friends 
SIBLING Play outside 

Parents act differently 
Parents care more about sibling 

THINGS Parents are more careful of sibling 

THAT Sibling gets more attention THAT Gets sad around the house 
HAPPEN No activities 

Lots of trips to hospital 
Lots of needles 

THINGS It's tough THINGS It's s c a ry 
WE KNOW It won't be like before 

Sibling is the same as before 
It will get better 

Sibling will get spoiled 
It's not that bad 
It does get easier 
Sibling will pull through 
Doctors are good 
They have cures 

F i g u r e  1 3 .  Domains of Meaning of Advice Brothers and 
Sisters Give Another. 
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F i g u r e  1 3 - - C o n t i n u e d  Domains of Meaning of Advice 
Brothers and Sisters Give Another. 



For "other brothers and sisters" of someone with 

cancer, informants identified "things you do," "things 

you can't do," "things that happen" and "things we know." 

Robert stated that "as a sister," you have to 

"give them a lot of love." Robert stated that brothers 

"stay with them a lot" and "go to the hospital a lot." 

Allen felt that brothers "should make sure that no one 

teases her." Many informants thought that another 

brother or sister should know "that there will be a lot 

of changes" and that "you will have to stay by yourself 

a lot." Another brother or sister should know that they 

have to "help a lot" and "do more chores" reported Mary. 

"You will have to include sibling first" added Mary. 

There are many things another brother or sister 

"can't do." Informants felt that others should know this 

also. "Another brother or sister needs to know these 

things" said Cindy. "You can't let her get cut or bruised" 

advised Mark and Allen. "You can't fight or tease" added 

Allen. "You can't say no to the sibling with cancer" 

advised several informants. Mary felt that other brothers 

and sisters should be advised of the "limited time with 

their own friends." 

Informants had lots of advice concerning "things 

that happen." Informant responses revealed that "parents 

act differently" and "often care more about the sibling 



with cancer." Informants felt that "other brothers and 

sisters should be aware of this." "Siblings with cancer 

will get more attention" reported most of the informants. 

Lori and Cathy thought that other brothers and sisters 

should know about the "needles" and "trips to the 

hospital." Robert felt it important to advise other 

brothers and sisters that "it gets sad around the house" 

and "there's few activities." 

"Brothers and sisters know a lot" reported the 

informants. Passing this knowledge on to "other brothers 

and sisters" was important to the informants. This 

"advice" could be used by other brothers and sisters who 

are going through similar experiences revealed the infor

mants. Other brothers and sisters should know that "it's 

tough" and "it's scary" stated Robert. "It won't be like 

before" stated Mary and Cindy. "Your sister will get 

spoiled" said Cindy. "She's the same as before, though" 

added Cindy. Informants "know" that "doctors are good" 

and "have cures" for cancer, therefore the sibling "will 

pull through." Informants also want to tell other brothers 

and sisters that "it will get better." 

Informants offered advice to parents of children 

with cancer. Advice centered on "things to do," "things 

not to do," and "things to remember." According to 

several informants "parents should respect brothers and 
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sisters," "treat us the same," and "remember that we are 

part of the family, too." Mary adds that parents should 

"include all children, or none at all, so as not to show 

favorites." Informants also advise parents to "talk to 

brothers and sisters." "Let us know what is happening" 

advised Robert. "Tell us how we can help" suggested 

Marsha. "Parents have to be careful of sibling with 

cancer" advised Allen. 

Informants included a list of "things parents 

should not do." "Don't spoil the one with cancer" advised 

Allen. "Don't expect too much from the brothers and 

sisters" was important advice to offer parents stated Mary. 

Parents "should not yell at brothers or sisters" or 

"treat them mean" advised several informants. Parents 

should "remember that it is not our fault." "Brothers and 

sisters help out a lot" stated Marsha, Lori and Cindy. 

"Parents should remember this." Informants also advise 

parents that "it (cancer) is not that bad" and "it will 

get better." 

Informants have advice to offer children with 

cancer. There are "things to do" and "things to remember" 

report the informants. Children with cancer should 

"appreciate brothers and sisters" and "not be grouchy" 

advises Allen. Mary adds that "you should not worry about 

losing your hair" and "you must not give up." Robert and 
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Mark report that "children with cancer should know that 

"it will be hard" but that "it will get better." "Cancer 

is not that bad" advises several of the informants. 

Kinds of Things That People Should Know 
About Brothers and Sisters of Child With Cancer 

In "telling their story," informants described 

"what people should know about brothers and sisters." 

Informants described "things brothers and sisters do," 

"things they need," and "things they know" (figure 14). 

All informants think that "people should know that 

brothers and sisters do a lot." Brothers and sisters 

"help out at home" and "help mom and dad" report the 

informants. - Brothers and sisters also "care a lot about 

the child with cancer" stated Mary. 

Brothers and sisters "need certain things" 

according to the eight informants. "People should know 

that we need to be appreciated" said Mary. Brothers and 

sisters "need attention" and "presents" according to 

Lori, Cathy, and Allen. Lori added that "we should be 

treated at least half as nice as the one with cancer." 

All informants "need information" from the parents "who 

know more than the kids." "Knowing what to expect" helps 

brothers and sisters understand more about what is 

happening with the sick sibling. 
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Figure 14. Domains of Meaning in Kinds of Things People 
Should Know About Brothers and Sisters of 
Child with Cancer. 
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Brothers and sisters also know a lot about them

selves as revealed in the interviews. As a result of 

being a brother or sister of someone with cancer, infor

mants "know things" that others should also know. "We are 

special too" is the consensus of the informants inter

viewed. Brothers and sisters "don't have to be with the 

sibling with cancer every minute" even though they care 

about her, reports Mary. "The sibling with cancer is not 

the only one with needs" reported the informants. "People 

should know that we hurt when we are left out." 

Being the brother or sister, that is, being the 

sibling of someone with cancer is a difficult situation as 

revealed by the informants' "story." Brothers and sisters 

have an important story to tell those involved with the 

care of pediatric oncology patients and their families. 

The story as described by the brothers and sisters 

themselves has been reported in the preceeding section. 

Cultural Themes 

Morris Opler was the first to introduce the concept 

of cultural theme (see page 36). For the purposes of 

ethnographic research, Spradley (1979:186) defines cult

ural themes as "any cognitive principle, tacit or explicit, 

recurrent in a number of domains and serving as a reltion-

ship among subsystems of cultural meaning." Theme 

analysis allows the researcher to view the information 
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collected in perspective of the cultural scene as a whole. 

Since cultural themes are not always easily expressed by 

the informants, the researcher must interpret the domains 

for relationships and principles thought to exist. 

In this study, the researcher identified seven 

cultural themes thought to emerge from the ethnographic 

interviews with eitht school-age informants. These cult

ural themes or patterns informed the behavior of school-

age schildren whose brother or sister was undergoing 

treatment for cancer. The seven cultural themes are: 

"Many things change," "Someone with cancer gets a lot of 

attention," "Brothers and sisters do a lot," "It's really 

tough," "Brothers and sisters really do care," "Cancer is 

not as bad as people think," and "It does get better." 

Each theme is discussed in detail in the following para

graphs. 

Many Things Change 

The theme "many things change" is recurrent in 

most of the domains presented. "Change" was cited 

frequently by the informants in their description of the 

cancer experience. In the domain of meaning "Kinds of 

things that changed in my world," informants described in 

depth the changes that had occurred since the diagnosis 

(figure 7, page 67). One informant summed up her feelings 

concerning the things that have changed by saying: "the 
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parents, the child with cancer, and the family are the 

only things that changed." Though the idea of "many 

changes" was not openly expressed by this informant, one 

can easily see that "many things did, in fact, change." 

Children's feelings changed as the result of 

cancer in the family. "Sadness," "loneliness," and 

"confusion" were cited by the informants as feelings 

experienced following the diagnosis of cancer. "Not having 

her sister at home" brought loneliness to one informant. 

"Not knowing what to expect" and "not understanding the 

'doctor' words" was confusing to the informants whose 

world had changed. 

"People also changed" according to the informants. 

"Parents, sibling with cancer, relatives, and the brothers 

and sisters themselves changed" as a result of the diag

nosis of cancer. Examples of these changes are shown in 

the domain of meaning, "Kinds of things that changed in 

my world" (figure 7, page 67). Examples of change given 

by informants include: "parents act differently and care 

more about the sick child," "sibling acts sad and grouchy," 

"relatives show favorites," and "brothers and sisters act 

sad." 

Relationships change as a result of cancer. 

"Families get closer," "parents are more careful of all 

the children," and "relatives visit more" when there is 
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cancer in the family. "Sibling with cancer also gets 

closer to mom and dad" because she is spoiled more." 

Brothers and sisters get "closer to each other because 

mom and dad are always at the hospital." Brothers and 

sisters become closer to sick sibling because "they care." 

"Family activities change" as a result of the 

diagnosis of cancer within the family. "Things we do as 

a family" (figure 8, page 72) both before and after 

diagnosis reveal many changes. One informant stated 

that "in some ways we go more places, but in some ways 

we go fewer places." The informant clarified this state

ment by saying, "we go more places to cheer her up, but 

we can't go to places where there are many people or when 

she (sibling with cancer) is sick." 

"Change is also implied in the kinds of things 

parents do for children" (figure 10, page 77). "They 

(parents) used to treat us the same" commented the infor

mants. Inherent in the type of informant responses is 

the idea that parents' behavior changes as a result of 

cancer in the family. 

The significance of the theme "many things change" 

is revealed throughout the informants' story. "Change" 

is implicit in all phases of the cancer experience as 

described by the informants. Changes were noted "when it 

first happened" as well as throughout the day to day 
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experience of living with cancer. The impact of these 

changes is inherent in the informants' responses through

out the interviews. 

"Change" was viewed by the informants as being 

both positive and negative. "The family got closer" and 

"we talk more" were cited as positive changes. "Having 

more chores and responsibility," "having to be more 

careful," "not having friends around as much," and "having 

sibling with cancer get more attention" were described as 

undesirable changes. 

Someone With Cancer Gets A Lot of Attention 

Informants made specific statements that "someone 

with cancer gets a lot of attention." When asked to 

describe what it is like to have a sister with cancer, one 

informant replied: "a lot of attention." When asked who 

gets a lot of attention, he added: "the one with cancer 

gets all of the attention." "Brothers and sisters get 

some (attention) but not as much as the one with cancer," 

added another sibling. In describing how one gets "more 

attention," informants gave the following examples: "she 

gets more presents," "she is the star of the family," 

"she is 'numero uno' to mom and dad," and "parents care 

more about her." "Parents also have more time to talk to 

and play with the sibling with cancer." The theme 

"someone with cancer gets a lot of attention" is inherent 



9 9  

in the informant responses in the domain of meaning "Kinds 

of things parents do for children in the family" (figure 

10, page 77). Relatives "pay more attention to child with 

cancer also." Informants, "In their advice to others" 

(figure 13, page 87) request that parents and relatives 

should "avoid showing favorites," "spoiling sibling with 

cancer," or "treating the children differently." The idea 

of showing more attention to one child, regardless of the 

diagnosis of cancer, is often difficult for the school-age 

child to accept; "Ignore it," "talk to parents," and 

"talk to social worker about it" were ways brothers and 

sisters dealt with the large amount of attention lavished 

on the sibling with cancer. 

Brothers and Sisters Do A Lot 

The theme "Brothers and sisters do a lot" indi

cates that informants are very much involved in the cancer 

experience. The domain of meaning "Kinds of things 

brothers and sisters do for sibling with cancer," des

cribed these various things (figure 11, page 79). In 

"telling their story" informants described the things they 

did for "mom and dad, the sibling with cancer, and each 

other." "Helping out with chores," "not getting into 

trouble at school," "taking care of younger siblings," and 

"helping sibling with schoolwork" were examples given by 

informants when describing "things brothers and sisters 
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do." The fact that "brothers and sisters do a lot" is 

important to tell others according to informant responses. 

The idea that "brothers and sisters do a lot" is vividly 

expressed when figure 11 (page 79) and figure 12 (page 85) 

are compared. Informants offered copious amounts of 

information concerning "things brothers and sisters do for 

a sibling with cancer," but had minimal information to 

offer concerning "things a sibling with cancer does for 

brothers and sisters." This inequality was frequently 

mentioned by all informants. "Other brothers and sisters 

should be informed of this" stated several informants. 

It's Reall_y Tough 

Informant responses revealed that "the experience 

of having a brother or sister with cancer is really 

tough." "It's scary," "frightening," and "lonely" 

according to the informants. This theme of difficulty is 

evident in all of the domains of meaning. The many changes 

alone are "tough" for any child to accept. "Not under

standing the meaning of cancer" was tough at first. "Not 

being included in the sibling's care" was also tough for 

another informant who felt that her parents were "pushing 

her aside while keeping the sick sibling close to them." 

It's tough when "mom and dad are upset too," stated one 

informant. "I didn't know what to do, so I didn't say 

anything." Informants use the word "tough" when advising 
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others about the experience of having a brother or sister 

with cancer (figure 13, page 87). Informant responses 

reveal that "when she (sibling with cancer) gets sick and 

has to go to the hospital" is another "tough time." "It's 

tougher for older children" stated one 12 year old infor

mant. We (older children) "know what is happening" and 

"how the sick one feels." "The younger ones don't under

stand as much." The idea that "being a brother or sister 

of someone with cancer" was a "tough job" was expressed 

repeatedly by informants. 

Brothers and Sisters Really Do Care 

All the informants in the study expressed care 

about their brother or sister. "Care" was expressed in 

many different ways. One informant intently protected his 

sister from being teased at school. Another informant 

"encouraged her sister to try harder" despite the fact 

that "she had cancer." "People like you better if you are 

involved in things" was her reason for pushing her sister 

to "try harder." Other informants showed they cared by 

"buying their sister things" and by "going along with 

whatever she said." One informant did want it made clear 

that "you don't have to be with them (sick sibling) every 

minute to show that you care." "Being with friends is 

important to brothers and sisters" and does not mean that 

you don't care added one 12 year old informant. 
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Brothers and sisters care about parents too. This 

theme is apparent in the domain of meaning "Kinds of 

things children think happen to parents when they learn 

that their child has cancer (figure 6, page 64). "Caring" 

is implied by the informants willingness to participate 

in this study and to tell their story. "Helping you" 

(the researcher) and "other brothers and sisters" is 

something I can do reported one informant. "Brothers and 

sisters do care a lot" is the message that transcends each 

domain of meaning as the informants "told their story." 

Cancer Is Not As Bad As People Think 

The overall cultural theme "cancer is not as bad 

as people think" is revealed in several domains of 

meaning. Informants report that experiences while one is 

hospitalized are often positive (figure 9, page 75). 

"Doctors are good" and "have cures" according to one infor

mant. "Lots of needles" and "losing your hair" were 

described by informants as "the bad part of having cancer." 

Parents "should not spoil" or "baby sibling with cancer" 

because she will get over it (cancer). The idea that 

"cancer is not as bad as people think" was often expressed 

in interviews though it is not explicitly stated in all 

of the domains of meaning identified. Cancer's disruption 

of the lives of the family members was described as being 

the worse aspect of the disease. The changes that 
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occurred as a result of the presence of cancer within the 

family unit were viewed as more difficult to accept than 

the actual diagnosis of cancer. 

It Does Get Better 

The final cultural theme identified was "it does 

get better." "It" refers to the experience of being a 

brother or sister of someone with cancer. "Life" gets 

better as well as the "changes in the family relation

ships" according to the informants. This theme is most 

evident in the domain of meaning "Kinds of advice brothers 

and sisters have to offer another" (figure 13, page 87). 

"Parents get nicer" and "worry less" as the sibling gets 

better. The fact that "parents stay home more" and 

"sibling is not at the hospital as much" makes things 

better for brothers and sisters. "Mom is not as over-

protective as she used to be" reported one informant. 

"They (parents) know that she is going to be okay now." 

Time appears to lessen the initial negative impact of the 

diagnosis of cancer. As the informants described the 

events that had occurred since the diagnosis, the theme 

"it does get better" was evident in their responses. The 

"things that signify an improvement" include: "return of 

the 'normal' family relationships," "return to the way 

things were before the diagnosis," and "decreasing number 

of changes." Things also "get better" because "sibling 
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feels better," "is active again," and "is 'regular' again." 

This "return to how things were before the diagnosis" was 

a measurement used by each informant to determine that 

"things do get better." The fact that "it does get better" 

was often described by the informants as the sustaining 

force in the experience of being a brother or sister of 

someone with cancer. Brothers and sisters in this study 

felt that it was important to tell others that "it does 

get better." 

Summary 

The presentation of the data included an indepth 

description of the informants. Thirteen domains of 

meaning were developed from the ethnographic interviews as 

the informants described the experience of being the 

brother or sister of someone with cancer. Further 

analysis discovered cultural themes that brothers and 

sisters of children with cancer use to inform behavior 

and interpret experiences. This chapter concluded with 

discussion of the seven cultural themes identified. 



CHAPTER V 

CONCLUSIONS 

The findings and conclusions of this study are 

presented in this chapter. The presentation is organized 

in the following manner: cultural themes and the con

ceptual orientation, the sibling's eye view and the review 

of the literature, recommendations for care of brothers 

and sisters of children undergoing treatment for cancer, 

and recommendations for future research. 

Cultural Themes and 
The Conceptual Orientation 

This study was designed to discover how eight 

school-age brothers and sisters of children with cancer 

interpret experience and generate behavior during the 

treatment phase of the cancer experience. Ethnographic 

interviews were used to discover the child's view. The 

findings are discussed to demonstrate the relationship 

of the cultural themes to the conceptual orientation. 

The analyzed cultural themes are: "Many things 

change," "Someone with cancer gets a lot of attention," 

"Brothers and sisters do a lot," "It's really tough," 

"Brothers and sisters really do care," "Cancer is not as 

bad as people think," and "It does get better." These 
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themes represent what is important in the cultural system 

of brothers and sisters of children undergoing treatment 

for cancer. Brothers and sisters use these themes to 

guide their behavior during the cancer experience. 

The concepts of culture, chronic life-threatening 

illness, stress, and sibling response constitute the 

conceptual orientation. The conceptual orientation is 

summarized in the following statements: Chronic, life-

threatening illness, specifically childhood cancer is 

believed to cause stress within the sibling of a child 

undergoing treatment for cancer. This stress often leads 

to family disequilibrium. 

Informant responses revealed that "changes in 

personal significance" were also a result of the stress-

producing experience of being the brother or sister of a 

child undergoing treatment for cancer. Figure 15 depicts 

the conceptual model completed after data collection and 

analysis. "Changes in personal significance" is now viewed 

as a concept in the conceptual orientation. Changes in 

personal significance can result from the stress-producing 

event, chronic life-threatening illness, most specifically 

childhood cancer. Interviews with the eight informants 

revealed the siblings' response to this change in personal 

s i gn ifi cance. 
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"Feelings of exclusion" was seen as the subconcept 

under the concept "changes in personal significance" and 

is also included in the revised conceptual model (figure 

15). The sibling's response, both cognitive and behavioral 

s the result of this experience of having a brother or 

sister undergo treatment for cancer. It is assumed that 

the brothers and sisters reported a complex of patterns 

in their statements to the researcher that can be repre

sented as one cultural system. Therefore, the sibling's 

eye view represents the cultural knowledge that brothers 

and sisters of children undergoing treatment for cancer 

use to interpret the cancer experience and thus generate 

behavior. 

Ethnographic data relating "many things change" to 

the conceptual orientation demonstrate the significance of 

the changes that brothers and sisters experience as the 

result of a sibling undergoing treatment for cancer. 

Sibling responses reflect these changes and the impact 

they represent. Changes in family relationships and 

personal significance were described by informants as 

being the most difficult aspect of the cancer experience. 

The response of one informant who said "parents, the one 

with cancer, and the family, are the only things that have 

changed" is a reflection of the tremendous changes that 

occur as a result of the presence of a chronic life 
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threatening illness, or specifically, childhood cancer. 

The brothers and sisters of a child undergoing treatment 

for cancer experience "many changes," that are perceived 

as stressful. 

"Someone with cancer gets a lot of attention" 

reveals more about the changes that occur as a result of 

the diagnosis of cancer. Specifically, changes in 

personal significance and feelings of exclusion were cited 

by the informants. The fact that "someone with cancer 

gets a lot of attention" is often difficult for the school-

age child who is striving to strengthen his own self-esteem 

and self-concept. Brothers and sisters respons both 

cognitively and behaviorally, to this difference in 

attention. Informants offered advice to others that 

included: "don't show favorites," "don't treat us 

differently," and "don't spoil the one with cancer." These 

responses imply that informants view the theme "someone 

with cancer gets a lot of attention" quite negatively. 

The third theme "brothers and sisters do a lot" 

also addresses the concept of changes in family relation

ships. This message from informants implies that brothers 

and sisters are important people and should not go 

unnoticed. Informants acknowledge the degree of stress 

that family members are under, but maintain that "it's not 

our fault" and "we are only kids too." Though changes in 
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family relationships exist as a result of the stress of 

having a child with cancer, informant responses reveal 

that brothers and sisters need to feel important too. The 

degree to which others recognize that "brothers and 

sisters do a lot" has a tremendous effect on the sibling's 

response to the changes in personal significance, and thus 

their feelings of exclusion. 

The theme "it's really tough" implies the total 

impact of the cancer experience on the life of a healthy 

school-age sibling. Brothers and sisters are deeply 

affected by the cancer experience. Their responses reflect 

this theme. The diagnosis of childhood cancer, the stress 

resulting from ongoing treatment, changes in family 

relationships, and the feelings of exclusion all contribute 

to the "really tough" experience of being a brother or 

sister of a child undergoing treatment for cancer. The 

informants identified feelings about this experience such 

as "it's sad," "it's scary," and "it's confusing." 

Recognizing and working through these feelings help the 

brothers and sisters effectively cope with the stress of 

having a sibling undergo treatment for cancer. 

"Brothers and sisters really do care" is a cultural 

theme pertinent to the concepts of changes in family 

relationships and the culture of childhood. Brothers and 

sisters really do care about the child with cancer as is 



I l l  

reflected in their responses. One 12 year old informant 

defended her feelings of wanting to be with friends by 

saying "you don't have to be with someone every minute to 

show that you care." This response demonstrates her 

ability to think abstractly and thus acknowledge her desire 

to be with her friends while at the same time conveying 

her feelings toward her sister. Relationships with 

significant others are extremely important to the school-

age child. The school-age child's self-image continues to 

develop with an increasing awareness and concern for the 

self-image among people that are important to him 

(Goodman, 1970). "Brothers and sisters really do care" 

about parents, the child with cancer, and each other was 

the message the informants in this study hoped to convey. 

Another theme "cancer is not as bad as people 

think" is pertinent to the culture of childhood. The 

informants in this study felt that "cancer was not that 

bad of a disease" and "adults often worried too much." 

This theme also relates to the concept of family disequi

librium. Informants believed that the amount of family 

disequilibrium was much greater than the seriousness of 

the disease. "They have cures" and "doctors are good" 

summed up the feelings of several informants in this 

study. "At first we were scared, but now we know that 

she is okay" stated one informant. Since the siblings 
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with cancer were doing relatively well at this time, it was 

not unusual for the brothers and sisters to adopt this 

viewpoint. The child's view, and thus, the culture of 

childhood is reflected in the above statements. The 

school-age child's thinking is often concrete and present-

oriented. This theme is not contradictory to the theme 

"it's really tough," as the informants are saying that 

"cancer is not that bad," but the experience of having a 

brother or sister undergo treatment for cancer "is really 

tough." 

The final cultural theme identified, "it does get 

better," is related to the concepts of stress and family 

disequilibrium. The initial stress of the diagnosis of 

cancer within the family unit was viewed as being quite 

difficult for the brothers and sisters. As time has passed 

since the diagnosis, much of this stress has lessened and 

"things are better." Likewise, family disequilibrium is 

less pronounced than it was during the diagnostic period 

and initial treatment. "Parents are home more," "the sib

ling is more regular," and "the family is back together 

again" were ways of knowing that "things had gotten better." 

Minimizing change is also seen by informants as a way to 

make things better. Children adapt to many changes as 

the result of the presence of a chronic life-threatening 

disease. The informants' responses reflect this adaptation. 
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In summary, the cultural themes are related to the 

conceptual orientation as reflected by the informants' 

responses. School-age siblings of children undergoing 

treatment for cancer respond to the stress-producing event 

of childhood cancer. Family disequilibrium and changes in 

personal significance is a result of this stress and is 

directly and indirectly expressed in the seven cultural 

themes identified. 

The Sibling's Eye View And 
The Review Of The Literature 

The ethnographic data obtained from this study of 

eight school-age siblings of children undergoing treat

ment for cancer add to the knowledge of the constructs 

examined in the review of the literature. In this study, 

the sibling's eye view of the cancer experience was 

discovered using ethnographic interviews. Data supported 

the idea that the child does possess a view of his world 

unique from that of an adult. Piaget (Elkind, 1974), 

suggesting the child has a characteristic way of viewing 

the world and explaining it to himself, argues that unless 

you ask a child and patiently probe his responses, you 

will not know what he understands. The data collected 

from the ethnographic interviews with eight informants 

support this idea. Informants in this study had a story 

to tell that was in accord to the way they perceived the 
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experience of being a brother or sister of someone under

going treatment for cancer. Informant responses reflect 

the sibling's eye view of the cancer experience. Infor

mants employed a set of rules to guide their behavior, 

viewed their experiences uniquely, and described their 

story in their own words. 

One cannot deny that a child's view of the cancer 

experience will be greatly influenced by his stage of 

development. Piaget (1969) describes the stage in cog

nitive development of the school-age child as concrete 

operations, wherein the child is able to use this thought 

processes to experience these operations. Informants in 

this study used their individualized thought processes to 

experience the role of being a brother or sister of a 

child undergoing treatment for cancer. Though these infor

mants were all school-age children, their ages ranged from 

seven to 12 years. Likewise, their ability to think 

through the events that were occurring during this time 

revealed many differences. The younger informants 

appeared more concerned with the present and the things 

that were occuring to them now. Things such as "not 

getting any presents" and "being left alone" were mention

ed more frequently by the younger informants than by the 

older informants. The 12 year old informants were able to 

reflect upon past events and also to plan for possible 
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future happenings. The level of a child's development 

is very much influential in his view of the world around 

him. The ethnographic data from this study of eight 

school-age informants supports this idea. 

In the following paragraphs the review of the 

literature on siblings of chronically ill children will 

be compared and contrasted to the ethnographic data 

obtained in this study of eight school-age informants. 

Data from this study support, to a degree, the idea set 

forth by Lavigne (1979) that the presence of a chronically 

ill child in the family is a demanding, emotionally 

draining, and highly stressful experience for the child 

and his family. The informants in this study described 

"many changes" and "a disruption of normal family 

functioning" as a result of the diagnosis of cancer within 

the family unit. The changes and family disequilibrium 

were revealed as stressful by the informants interviewed. 

Findings of change in relationships likewise support the 

data reported by lies (1979). 

Lavigne (1979) reported that parents absorption in 

the care of the sick child may lead to resentment and 

feelings of rejection in the siblings. Ethnographic data 

were supportive of this idea. Informants reported feelings 

of "being left out," "being treated differently," and "not 

being a part of the family." These feelings are 
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explicitly expressed in the domain of meaning "Kinds of 

things parents do for children (figure 10, page 77). 

These elements are also explained within other domains. 

It is apparent in the domain of meaning "Kinds of things 

that people should know about brothers and sisters" that 

informants hope to see these practices brought to the 

attention of those involved. 

An idea not stated in the literature that was 

discovered in this study dealt with the idea that "cancer 

is not as bad as people think." Ethnographic data in 

this study revealed that though the diagnosis and treatment 

of cancer brought about many changes, the disease itself 

was not viewed as totally negative. "Sibling is the same 

person as before" and "should not be babied" was advice 

informants in this study had to offer. Further investi

gation may offer insight into this idea. 

In summary the sibling's eye view of the cancer 

• experience, as discovered in this study, is supportive of 

the literature in that the presence of a chronic life-

threatening illness within the family does have profound 

effects on the healthy siblings. Ethnographic data also 

reveal that much is to be learned by interviewing the 

healthy siblings themselves. 
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Recommendations For The Care 
Of Brothers And Sisters 

The diagnosis of cancer has a profound effect on 

all family members. Healthy school-age brothers and 

sisters are no exception, according to the siblings' view 

in this study. Nurses and other health professionals 

must be aware of the impact of the diagnosis of cancer 

has not only on the child and his parents, but also on 

the impact on the healthy siblings. The sibling's eye 

view of the cancer experience is important because it 

provides information to health professionals who can then 

devise a plan of care for the entire family unit. 

This ethnographic study revealed certain cultural 

themes which school-age siblings use to interpret expe

rience and generate behavior during the cancer experience. 

The cultural themes pertinent to the care of brothers and 

sisters of children undergoing treatment for cancer 

include: "Many things change," "Someone with cancer gets 

more attention," "Brothers and sisters do a lot," "It's 

really tough," "Brothers and sisters really do care," 

"Cancer is not as bad as people think," and "It does get 

better." These themes can be used as guidelines in 

planning care for brothers and sisters of children under

going treatment for cancer. 

One theme that is especially important is that 

"many things change." Nurses and other health 
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professionals might prepare the sibling for the many 

changes that occur. Change is frightening to the child 

who is not prepared and who is repeatedly exposed to a 

variety of changes. The siblings in this study felt that 

whenever possible, changes should be kept to a minimum. 

When changes must occur, as with hospitalization of the 

child with cancer, the rationale for these changes could 

be explained to the sibling involved. In this study 

informants reported many changes in family relationships. 

Parents, relatives, and those working with families must 

be aware of the impact these changes have on the healthy 

siblings. 

"Someone with cancer gets a lot of attention" and 

"it's really tough" are two themes that demonstrate the 

personal feelings of the informants in this study. In 

"advice to others," informants felt it important to "warn" 

other brothers and sisters of these two occurrences. 

School-age siblings who are beginning to develop their own 

self-esteem and self-concept often have difficulty dealing 

with the increased amount of attention lavished on the 

child with cancer. Health professionals can assist the 

parents in providing experiences for the brothers and 

sisters. Minimizing the siblings' feelings of rejection 

and exclusion at this time is of great importance. Nurses 

may help parents plan special times with siblings or offer 
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to talk with the siblings themselves. Sibling groups have 

been shown to effectively help siblings during "the tough 

times." The informants in this study were extremely 

pleased to learn that the researcher was interested in 

"their" story. Other opportunities for siblings to feel 

important should be encouraged. 

"Brothers and sisters do a lot" and "brothers and 

sisters really do care" are two themes that also emphasize 

the importance of siblings. The view of the informants in 

this study is that brothers and sisters are important 

family members. Those caring for families might consider 

this view when planning care in order to meet the needs of 

all concerned. Informants reveal that "brothers and 

sisters need to be appreciated for the things they do." 

"We do a lot of work" and "we really care about the one 

with cancer, our parents, and each other" were statements 

made by the informants in this study. 

When a child becomes ill, this should not be a 

time of separation, but one of open communication and 

interaction. "Keeping us informed" was something the 

informants in this study felt was helpful during the 

cancer experience. Nursing personnel may better facilitate 

communication between family members. 

The theme "cancer is not as bad as people think" 

suggests that school-age siblings view cancer much 



differently than many adults. Informal ethnography could 

be used to determine from both the child's and parent's 

views held by each concerning the diagnosis of cancer. A 

child who believes that "cancer is not as bad as people 

think" may have difficulty understanding the many changes 

that occur during the cancer experience. Nurses must 

understand the child's perception of this experience 

before appropriate intervention can be planned. 

The final theme "it does get better" could be used 

by nursing personnel to counsel school-age brothers and 

sisters of children undergoing treatment for cancer. 

Informants felt that other brothers and sisters should 

know that "it does get better." 

One additional recommendation generated from this 

study concerns the researcher's idea that each informant 

appeared to have an ascribed "mission" during the cancer 

experience. Ascribed "missions" varied with informants 

but each bore certain significance. Nursing personnel 

could be aware of the school-age child's need for such a 

mission and thus support the sibling in carrying out his 

"mission." Should a sibling become involved in an 

inappropriate mission, nursing personnel could intervene 

to help the sibling establish a more appropriate "mission." 

Knowing of the school-age child's need to have a "mission" 
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during the cancer experience could be used by nurses in 

planning care for siblings of children undergoing treat

ment for cancer. 

Professional nurses could also use ethnographic 

research to further explore the world of the school-age 

child whose brother or sister is undergoing treatment for 

cancer, and thus improve the care of this child. 

Recommendations for Research 

The following recommendations for further research 

are suggested: 

1. Further explore the concept of a school-age 

sibling's need for a mission during the cancer 

experi ence. 

2. Continue further study using school-age 

siblings of children in the terminal phase 

of cancer. 

3. Continue further study using school-age 

siblings of children diagnosed with other types 

of chronic, but not life-threatening illnesses. 

4. Continue further study using only older 

siblings of children undergoing treatment for 

cancer. Compare these findings to those 

obtained from interviewing younger siblings of 

children undergoing treatment for cancer. 
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5. Further explore the concept of changes in 

family relationships and its impact on the 

healthy school-age siblings of children 

undergoing treatment for cancer. 

Research Questions Generated From This Study 

The following questions for further research were 

generated by this study: 

1. Is there a relationship between the amount of 

family disequilibrium and the healthy brothers 

and sisters' perception of the cancer 

experience? 

2. Is there a relationship between the child's 

prognosis and the sibling's perception of the 

cancer experience? 

3. What impact does a change in personal 

significance have on the development of 

self-concept and self-esteem in the school-

age child? 

4. What is the relationship between previous 

family members interactions and the degree 

of open and honest communication following 

the diagnosis of cancer within the family 

unit, most specifically a child with cancer? 
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In the world of the school-age child, what 

other factors exist as a result of the stress-

producing event: a sibling undergoing 

treatment for cancer? 

In the culture of childhood, what is the 

significance of having a mission during this 

stressful period of being a brother or sister 

of someone undergoing treatment for cancer? 

In the world of the school-age child, what 

impact does the disruption of the life of 

the child's primary care-taker have on the 

school-age child during the cancer experience? 
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PERMISSION TO CONDUCT STUDY 
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TO: Olga Kathryn McKain 
2000 East Roger Road 
Tucson, Arizona 85719 

FROM: Ada Sue Hinshaw, R.N., Ph.D. Jan R. Atwood, R.N., 
Director of Research Ph.D. 

Chairman, Research 
Commi ttee 

DATE: October 25, 1982 

RE: Human Subjects Review: "The Child's View of a 

Sibling Undergoing Treatment for Cancer 

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:des 
8/82 
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APPENDIX B 

DISCLAIMER STATEMENT 

A Child's View of a Sibling Undergoing 
Treatment for Cancer 

I am asking you to help me with a project about how 
children feel about their brother's/sister's illness a n d  
their need to come to the clinic. I am asking all children 
between the ages of 6 and 12 years because I feel that what 
they have to say is important and that it may help other 
boys and girls whose brother/sister is being treated at the 
clinic. 

I would like to talk to you for about an hour each 
week, either in the clinic or in your home, for the next 
6-8 weeks. I would like to use a tape recorder during our 
talks so that I can remember all of the things that we talk 
about. 

You can decide if you want to do this or not. 
Whatever you decide is what I will do and it will not make 
any difference in the way you or your brother/sister is 
treated at the clinic. There is no reason that I know of 
that any of this will hurt you in any way. You will not 
need to pay any money to be a part of this project, nor 
will I pay you any money. You can ask questions at any 
time and I will answer them. 

You may decide not to answer a question, or you may 
decide not to finish the project, and that is OK. If you 
decide not to finish the project the doctors and nurses 
will take care of you and your family as they always have. 

When I have finished talking with you, I will write 
a report about what you have said. I will not use your 
name in the report so that there is no way that other people 
can know what you have personally said. I will want to 
keep the things that you have said for a long time. I 
will want to keep them in a safe place in the College of 
Nursing building. You may read the report after I have 
finished writing it. 
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I want you to keep this sheet of paper so that you 
will know what I have said to you. I also want your mother 
or father to read this too so that they will understand the 
project. If they think that it is OK for you to help with 
the project and you want to help, then we will decide on a 
time to get together and talk. 

Thank you very much for your time. If you have any 
questions, please feel free to call me at any time. 

Kathy McKain , R.N. 
Graduate Student, College of 
Nursing 
My Phone Number: 602-323-8964 
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