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In studies of human learning, cognition and motivation have traditionally received

more attention than emotion as an independent construct, particularly in research on

teacher emotion (Noddings, 1996). Although they are expected to show emotional

restraint and self-control, and not become very angry or frustrated, teachers do experience

a wide range of emotions. As a framework to study teacher emotions, Hargreaves (2000,

2001) offered the construct of emotional geographies, referring to “the closeness and/or

distance in human interactions and relationships that help to create, configure, and color

the feelings and emotions we experience about ourselves, our world and each other”

(p.1061). Using the framework of emotional geographies provides an opportunity to

learn about the context of the classroom particularly by studying situations that are

known to evoke strong emotions. One situation that has been known to evoke many
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emotional responses including concern, grief, anxiety, and uncertainty is when a student

is diagnosed with cancer (Leigh & Miles, 2002).

The present study explored the emotional experience of school personnel

(teachers, school nurses, guidance counselors, and other related school staff) working

with children with cancer during the school re-entry process. Participants’ knowledge of

and confidence in the school re-entry process were studied before and after attendance at

a workshop. Case studies were conducted to explore, within the framework of

Hargreaves’ (2000, 2001) emotional geographies, participants’ emotional experience

associated with the school re-entry process. Working with children with cancer was

found to be an intense emotional experience varying upon each participant’s background,

experience with cancer, and emotional geographies. Similarities noted across the cases

included maintaining an open and supportive relationship with the family, meeting the

educational and emotional needs of the child with cancer, coping with teaching a child

with a life-threatening illness, and identifying and maintaining the individual’s role as a

professional. Dissimilarities across the cases included that only some followed a team

approach, had a child with cancer in the general education classroom while on treatment,

or worked with a family where the first language was not shared.
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Chapter One: Introduction

I am a childhood cancer survivor. I was diagnosed with Hodgkin’s disease, almost

to the date, 12 years after my 3 year old sister died from Acute Lymphocytic Leukemia.

These are words I have said countless times since they became true nearly 15 years ago. I

cannot think of one time in which I have said them that I have not received an emotional

reaction from the person I am talking with about my story. As someone who has always

been on the cancer survivor side of the conversation, I am very interested in better

understanding the emotional reaction people have to my story and more generally to

childhood cancer. One way I have tried to understand this reaction is by looking at the

language people use to talk about childhood cancer. A father who lost his daughter to

cancer has shed a great deal of light on this topic for me. When trying to explain the loss

of his daughter he said: “When your husband or wife dies, you are widow or a widower.

When you are a child and your parents die, you are an orphan. There is no word in the

English language to describe when a child dies. It’s just too difficult to talk about.” For

me, this comment gets to the very root of why people have an emotional reaction every

time they hear my story and why childhood cancer almost invariably brings about

emotions when people talk about the disease. Until recently, children with cancer often

died. As a result, the word cancer is closely linked with death and, in this case, the death

of a child. Yet, in the English language we have not equipped ourselves well with the

ability even to discuss this tragedy. From a socicoconstructivist perspective, how we talk

about emotion influences how we experience them and ultimately how we act on them.

This is the vantage from which my biggest questions stem. If we do not have the
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language to talk about the emotions we have, then we may find the experience of the

emotion particularly difficult, and we may not know as well how to act on them.

There are certain groups of people that seem to have a stronger grasp on talking

about childhood cancer such as those who deal with it every day including oncologists,

oncology nurses, and child life specialists. However, those are not the only people who

interact with childhood cancer survivors every day. As an educator and as child who was

in school with cancer, I am drawn directly to understanding how school personnel, who

may be working with a child or with several children with cancer every day, talk about

childhood cancer, experience the emotions associated with childhood cancer, and

ultimately act on those emotions. Before my dissertation research began, I started to look

into the answers to these questions. What I found was that, not only was there little to no

information about how teachers experience emotions related to childhood cancer, there

was very limited research on teacher emotions more globally. This led me to want to

explore the emotion of school personnel and specifically to explore the emotion of school

personnel in the context of working with children with cancer, a context I personally

knew to be charged with emotions.

In the following sections, I will first review constructs of teacher learning and

specifically how emotion has been researched in the past. Then, I will review topics

relating to childhood cancer survivorship, particularly school issues and teacher training

because I think it is important to have a thorough understanding of what childhood cancer

is as a background to understanding the emotions that might be associated with these

diseases. In this research, anyone diagnosed with cancer between birth and eighteen years

of age is considered to be a childhood cancer survivor. Finally, I will describe the
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research method I used to explore the emotional experience of school personnel in the

context of the school re-entry process.

Teacher Learning

Human learning involves the constructs of cognition, motivation, and emotion

(Meyer & Turner, 2002). While each of these constructs has been studied for its

contribution to learning, emotion has so far received less attention (Noddings, 1996;

Schutz & DeCuir, 2002). Reason, as it relates to cognition and motivation, has been seen

as the center of moral judgment and rational thought, while emotion has been perceived

as unreliable and more primitive (Shutz & DeCuir, 2002). Consequentially, in research

on learning and teaching, emotion has until recently been studied incompletely (Shutz &

DeCuir, 2002). By relegating emotion to a less important topic, the influence of

emotions, more specifically the influence of teacher emotions on the entire classroom

context, has not yet been fully understood. However, classrooms are inextricably

emotional places. Teachers can make the classroom exciting or dull for their students, be

approachable or not to the students’ parents, or be willing to trust or be suspicious of

colleagues (Hargreaves, 2001). The emotional environment created by the teacher in a

classroom can serve as a “barometer” of classroom values, beliefs, and practices that help

to regulate student cognition, motivation, and emotion (Meyer & Turner, 2002).

Similarly, the emotions experienced and expressed by teachers will affect relationships

with their students, the students’ parents, and with colleagues (Hargreaves, 2001).

Although teacher emotion has been studied in the past, such research has primarily

occurred as a part of a study of teacher cognition or motivation. It is only recently that

teacher emotion has been studied as a field of inquiry for developing a deeper



4

understanding of the social and contextual environment of teaching and learning in

schools today (Hargreaves, 2000). In the next section, I will very briefly review past

studies of teacher cognition and motivation, especially focusing on those that relate to

teacher emotion.

Teacher Cognition

Teacher cognition has been studied by examining teacher thinking and teacher

beliefs in a number of ways. Although each of these fields of inquiry has helped us to

understand better how teacher thinking and beliefs affect the classroom environment,

there is still much to be learned. Understanding how teachers’ thinking and beliefs

function outside of a context tells us much about the process, but the classroom is an

interactive environment and studying the intertwined nature of teacher cognition and

teacher emotion may provide a deeper understanding of what is happening in the

classroom context.

Teacher Motivation

Previous research on teacher motivation has given the field of educational

psychology a wealth of knowledge. However, according to Hareli and Weiner (2002),

previous research in motivation has “focused on prediction of performance, while

neglecting the self- and other-directed emotions and personality inferences that are

inherent in achievement settings” (p. 183). Past research on motivation has not always

considered the social environment, and as a result the influence of emotion on

interactions has not yet been fully explored (Hareli & Weiner, 2002). As Meyer and

Turner (2002) argued, “what we need are theories that synthesize these relations

comprehensively because we find cognition, motivation, and emotion inseparable in the
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classroom context” (p. 112). By studying the intertwined nature of teacher cognition,

motivation, and emotion, we may develop a deeper understanding of what is happening

in the classroom context.

Teacher Emotion

Past research on emotions suggests that there are a number of reasons that

studying emotions in education can be difficult. First, emotions are fluid and quick to

change (Shutz & DeCuir, 2002). Second, in traditional research, scientists often try

intentionally to create a context in which to view a particular behavior, a research

approach that may not be appropriate in the study of teacher emotions (Shutz & DeCuir,

2002). Third, emotions do not always arise spontaneously or naturally (Hargreaves,

2000). Fourth, emotions are dependent on the social and historical context in which an

individual exists. Fifth, emotions can be misunderstood. For example, a teacher may scan

his or her classroom to check for understanding and mistake a child as feeling bored

when he or she is instead embarrassed about the inability to understand the lesson

(Hargreaves, 2001).

To address these issues, a number of recommendations have been set for future

research of emotions. Recommendations for future research include: studying emotional

processes through case studies or a narrative approach (Hareli & Weiner, 2002;

Winograd, 2003); framing research within a social-historical context (Shutz & DeCuir,

2002); studying the dynamic nature of emotion over time (Sansone & Thoman, 2005);

and using multiple methods, both quantitative and qualitative (Meyer & Turner, 2002;

Sansone & Thoman, 2005; Shutz & DeCuir, 2002).
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Emotional geographies. Hargreaves (2000, 2001) offered the construct of

emotional geographies as a framework for future research in teacher emotion. In his

view, emotional geographies consist of “the closeness and/or distance in human

interactions and relationships that help to create, configure, and color the feelings and

emotions we experience about ourselves, our world and each other” (Hargreaves, 2001,

p.1061). By studying emotion within this framework, we may be able to understand

better how the dynamic and changing emotions of a teacher affect the particular social-

historical environment of the classroom. Further, this framework may allow us to go

beyond viewing the classroom as a place devoid of emotion or only full of happy

emotions such as love, care, and trust, and to see it as a more realistic place full of both

positive and darker emotions such as guilt, shame, and fear (Hargreaves, 2001). By

studying the full range of teacher emotion within context, we may be able to understand

the complex nature of interactions in the classroom.

Through his work in studying emotion, Hargreaves (2000, 2001) identified emotional

geographies that describe the closeness and distance of our relationships with others:

1) Sociocultural Geographies – Differences in culture and class between the teacher

and his or her students or the parents of his or her students;

2) Moral Geographies – Differences between a teacher’s purposes and those he or

she serves that occur with no mechanism to resolve differences;

3) Professional Geographies – Differences that arise between a teacher and others

when his or her role as a professional is questioned;
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4) Political Geographies – Differences that arise between a teacher and those around

him or her because of distorted cognitive aspects of communication due to

hierarchical power relationships;

5) Physical Geographies – Differences that arise between the teacher and others

around him or her because of fragmented and episodic relationships.

Hargreaves (2001) further addressed three caveats in using emotional geographies as a

framework for examining emotions. First, there is no optimal amount of closeness that

exists for emotional geographies in teaching. Second, emotional geographies relate to

both physical and psychological space. Third, teachers are involved in active construction

of their emotional geographies in their relationships with others.

Hargreaves (2000, 2001) applied the framework of emotional geographies to

understand elementary and secondary teachers in Canada. In the 2000 study, Hargreaves

used the framework to study the daily experiences of elementary and secondary teachers

with their students and with their colleagues. In the 2001 study, Hargreaves used the

framework of emotional geographies to study elementary and secondary teachers’

relationships with the parents of their students. In both studies, he found that teachers

experience some kind of emotion in their daily interactions in the classroom. He stated,

“emotions are located not just in the individual mind; they are embedded and expressed

in human interactions and relationships” (Hargreaves, 2001, p. 824).

By using the framework of emotional geographies, Hargreaves (2000) highlighted the

contextual nature of the classroom, the interactions that occur between teachers and

students, between teachers and their students’ families and between teachers and other



8

school personnel. This framework of emotional geographies allows us to explore the

relationship of teachers with others in context.

By taking into consideration the recommendations that have been made for future

research in emotion and through using the framework of emotional geographies, we may

be able to learn a great deal about the constructs of teacher cognition, motivation, and

especially emotion in the classroom. One way to study this further is to create a situation

in which we can be assured of an emotional response. However, evoking certain

emotions (i.e. anger, resentment, etc.) in the classroom may be artificial and inappropriate

(Shutz & DeCuir, 2002). Instead, we can be helped by studying certain situations that are

known to evoke strong emotions in most teachers.

As previously mentioned, one particular situation that may evoke strong emotions

in teachers is when a student is diagnosed with cancer. In the past, teachers working with

children with cancer have expressed concern, grief, anxiety, and uncertainty (Leigh &

Miles, 2002). In the next section, I will briefly review childhood cancer facts, particularly

as they relate to the school environment, to provide a background for understanding the

classroom context during the school re-entry process. Then, I will address the strengths

and weaknesses of programs that have been created to help teachers working with

children with cancer, particularly research that has explored the emotional experience of

school personnel in the past. Finally, I will summarize how the particular context of

working with a child with cancer could help us to understand further the emotional

experience of teachers and other school personnel working with children with cancer.
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Childhood Cancer

Every day, approximately 50 children, in the United States (about two classrooms

full) are diagnosed with cancer (Keene, 2003). Advances in medicine have led to

dramatic improvements in survival rates of childhood cancer. Where 30 years ago only

30 % of children diagnosed with cancer survived, now close to 80% survive. Although

the drastic increase is excellent news, there are still challenges to be overcome (Hewitt,

Weiner, & Simone, 2003). Children with cancer face numerous obstacles during

treatment. For example, they may experience fatigue, high risk for infection, hair loss,

and social isolation (Armstrong, 2003). Childhood cancer survivors may also face

numerous obstacles after treatment has been completed. Side effects of cancer treatment

that appear months or even years after completing treatment are known as late effects

(Hewitt et. al., 2003). Two-thirds of childhood cancer survivors are likely to experience

at least one late effect, with an estimated one-fourth likely to experience a late effect that

is severe or life threatening (Hewitt et al.). Late effects include a wide array of problems

and include conditions that are physical, psychological, and cognitive (Friedman, 2003;

Mulhern & Palmer, 2003; Rourke & Kazak, 2003). Cognitive late effects are often the

biggest obstacle for childhood cancer survivors as they can cause learning difficulties

(Armstrong, 2003). Despite the short term and late effects experienced, childhood cancer

survivors can lead successful lives, particularly if they return to school as soon as they are

medically able (Hewitt et al.). Children with cancer who return to school more quickly

have a better quality of life as long as 10 years after treatment, are less likely to fall as far

behind academically, and are more likely to be reintegrated readily into the school social

environment (Armstrong, 2003). However, the return to school, commonly referred to as
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school re-entry (Kagen-Goodheart, 1977), can be made easier with the assistance of well-

prepared teachers and other school personnel, classmates, and family members (Leigh &

Miles, 2002).

School Re-entry

Traditionally, teachers and other school personnel have received very little

training on the school re-entry process for children with cancer (Prevatt, Heffer, & Lowe,

2000; Treiber, Schramm, & Mabe, 1986). However, school personnel are often on the

frontline of ensuring the successful re-entry of a child into school from the point of

diagnosis and beyond, during the entire school re-entry process. To assist teachers and

other school personnel in coping with their emotions and understanding their role in the

school re-entry process, a number of school re-entry programs have been created (i.e.

Baskin, Saylor, Furey, Finch, & Carek, 1983; Katz, Varni, Rubenstein, Blew & Hubert,

1992; Pallmeyer, Saylor, Treiber et al., 1986). Primarily, there have been two types of

programs: comprehensive programs and preventative programs.

Comprehensive programs involve school personnel, medical personnel, the child

with cancer, and/or classmates to support a particular child with cancer. These types of

programs are generally rated by teachers, parents, and children to be very successful

(Katz, et al., 1992). However, they are not always cost effective when taking into

consideration the limited resources of a hospital or school system (Prevatt et al., 2000).

Preventative school re-entry programs generally address both school personnel

working with a child with cancer and school personnel not currently working with a child

cancer. These types of programs typically cover a number of topics such as identifying

accurate medical information regarding illness, understanding the emotional/social
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impact of the illness on the child and family, identifying a liaison person from the

medical team who can deal with specific questions as they arise, providing information

on how to deliver information about cancer to the other children in the classroom, helping

teachers to confront their own attitudes about illness and death, and obtaining accurate

information about how children with cancer are different from their non-ill peers (Deasy-

Spinetta, 1981; Deasy-Spinetta & Spinetta, 1980). Generally, post workshop

questionnaires administered at the conclusion of preventative school re-entry programs

have shown an increased knowledge about cancer facts, changes in beliefs about

childhood cancer survivorship, and an increased awareness of the emotional impact of

cancer. Although these programs also have a number of limitations that are described

below, preventative school re-entry programs can be cost-effective, require minimal

resources, and reach a large number of participants (Prevatt et al., 2000).

Limitations of preventative school re-entry programs. There are five primary

limitations of these programs. First, past programs have not always addressed current

special education laws as they apply to children with cancer. Many teachers and school

personnel are often unaware that the three laws that protect children with disabilities

explicitly protect childhood cancer survivors. These three laws include the a) The Federal

Individuals with Disabilities Education Act (IDEA) and the respective state laws that

implement this law; b) The Federal Rehabilitation Act of 1973 (Rehabilitation Act); and

3) The American with Disabilities Act of 1990 (ADA). Second, two-thirds of childhood

cancer survivors will experience late effects that may occur months or even years after

treatment. As these late effects have only been identified recently, school re-entry

programs have not always addressed identifying or remediating late effects (Hewitt et al.,
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2003). Third, no preventative school re-entry program to date has adequately evaluated

the effectiveness of the program past the point of a post-workshop questionnaire. There

have been no attempts to measure the effectiveness of implementing a school re-entry

plan based on the lessons learned in the program (Prevatt et al., 2000; Vance & Eiser,

2002). Research on previous staff development has shown that a post workshop

questionnaire is not sufficient evaluation to determine the effectiveness of a program

(Guskey, 2005). Fourth, very limited attempts have been made to solicit from school

personnel their needs during the school re-entry process. Fifth, a theoretical basis has

rarely been used in association with preventative school re-entry programs, either in the

creation of the program, its assessment, or in explaining how teachers respond to the

program (Prevatt et al., 2000).

In summary, preventative school re-entry programs in the past have provided

insufficient information, been evaluated insufficiently, and lacked a theoretical basis.

These limitations create serious gaps in our understanding of how best to help school

personnel with the school re-entry process. However, from the point of diagnosis and

beyond treatment the child with cancer may experience effects of the cancer and/or its

treatment and may need help from school personnel to succeed academically. Thus,

developing a deeper understanding of both the needs of school personnel during the

school re-entry process and the long-term effectiveness of preventative programs could

be useful. Further, what is clear is that for school personnel, working with a child with

cancer is an emotional experience. By studying this particular context, we may be able to

understand better the emotional experience of school personnel, a topic that as an

independent construct has in the past received less study.
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The Study

In this study, I explored the emotional experience of school personnel addressing

the academic and emotional needs of children with cancer. One part of the study

explored knowledge and confidence of the school re-entry process before and after

attendance at a school re-entry workshop. Another part of the study explored how, within

the framework of Hargreaves’ (2000, 2001) emotional geographies, school personnel’s

emotional experiences are associated with the school re-entry process.

The research questions addressed were as follows:

1. What change occurs in teachers’ knowledge of childhood cancer survivorship and

in teachers’ confidence in implementing a school re-entry plan at the end of a

workshop on school re-entry? Is change that occurs sustained over time?

2. Through the framework of Hargreaves’ (2000, 2001) emotional geographies, how

are emotional closeness and distance associated with the school re-entry process

for a child with cancer?

3. Using the framework of Hargreaves’ (2000, 2001) emotional geographies, what is

the emotional experience of school personnel during the particular context of

school re-entry for a child with cancer?
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Chapter Two: Literature Review

This chapter reviews the theoretical and empirical literature on teacher cognition,

motivation, and emotion, childhood cancer survivorship, and school re-entry programs

for school personnel. The first section describes the constructs of human learning,

cognition, motivation, and emotion that I felt might be the most relevant in understanding

how teachers and other school personnel experience the school re-entry process. There is

a particular focus on emotion because of its seemingly important role in working with

children with cancer. In particular, I comment on why emotion has not received the same

depth of study as cognition or motivation, and in turn how that has contributed to a gap in

understanding the classroom context. Andy Hargreaves’ (2000, 2001) emotional

geographies will be described as a framework for addressing this gap. The second section

addresses childhood cancer including relevant facts about the disease, its treatment, and

the effects on the child. I will describe the research on and limitations of past programs

that had the aim of helping school personnel in working with a child with cancer. Finally,

I summarize how Hargreaves’ framework of emotional geographies could be used to

explore the school re-entry process.

Constructs in Teacher Learning

Human learning has been described to involve the constructs of cognition,

motivation, and emotion (Meyer & Turner, 2002). Traditionally, cognition and

motivation have received the most study, while emotion has not seemed to gain the same

recognition as an independent construct (Noddings, 1996; Sansone & Thoman, 2005;

Schutz & Decuir, 2002). As Noddings (1996) argued, “in Western thought, affect and

emotion have been distrusted, denigrated or at least set aside in favor of reason” (p. 435).
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Reason, as it relates to cognition and motivation, has been touted as being the center of

moral judgment and rational thought while emotion is perceived as unreliable and more

primitive (Schutz & DeCuir, 2002). Shutz and DeCuir (2002) argued that this “uneasy

relation between reason and emotions provides the social-historical backdrop from which

current views on emotions continue to emerge” (p. 127).

Research on Teacher Emotion

This backdrop is apparent when examining the research on teacher emotion.

Because emotion so far has received less attention, it has been overlooked in many

studies of teachers. Researchers in the past have viewed classrooms as devoid of emotion

(Noddings, 1996). Although teachers are expected always to show emotional restraint

and self-control and they are not supposed to become very angry or frustrated (Winograd,

2003), what is true is that teachers experience a wide range of emotions. Teacher

emotions affect every aspect of daily classroom life. Hargreaves (1998) stated, “good

teachers are not just well-oiled machines. They are emotional, passionate beings who

connect with their students and fill their work and their classes with pleasure, creativity,

challenge, and joy” (p. 835). Teachers’ actions, which are based in their cognitions,

motivations, and emotions, can serve as a “barometer” of classroom values, beliefs, and

practices that help to regulate student cognition, motivation, and emotion (Meyer &

Turner, 2002). This interconnected relationship between cognition, motivation, and

emotion is not yet completely understood (Hargreaves, 2001), which may partially be due

to the fact that past research has often explored emotion as an outcome variable, rather

than as a component of every interaction in the classroom (Sansone & Thoman, 2005).
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Past Research on Motivation and Cognition

Hareli and Weiner (2002) claimed that previous research on motivation has

“focused on prediction of performance, while neglecting the self- and other-directed

emotions and personality inferences that are inherent in achievement settings” (p. 183).

As a result, the behavior of an individual has been separated from the social context in

which it occurs. Yet, within the social context, socially related emotions occur that may

have psychological consequences affecting the motivation of the individual to persist in a

task, complete a task, or participate in future similar tasks (Hareli & Weiner, 2002).

Meyer and Turner (2002) similarly noted the need to rectify the absence of emotions and

the social context in motivation research. In a review of their past ten years of research on

motivation, they stated that despite conducting research with a firm basis in the most

current theories of motivation, they repeatedly discovered emotion as an influential and

inescapable component of motivation. They suggested that “what we need are theories

that synthesize these relations comprehensively because we find emotion, motivation, and

cognition inseparable in the classroom context” (p. 112). Also, Shutz and DeCuir (2002)

warned that we cannot simply add emotion to previous theories of cognition and

motivation without worrying about decontextualizing investigations and interpretations.

To understand cognition, motivation, and emotion more fully, future research can not

separate these three constructs but instead must observe how they are intertwined in the

particular social and historical context of the classroom setting (Meyer & Turner, 2002).

By studying these constructs together, we may be able to understand better why school

personnel make the choices that they do and how they feel about the choices that they

make within a social context.
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The emotional nature of the classroom experience has received some attention in

the past, but it is only recently that teachers’ emotion has begun to be studied as a field of

inquiry for developing a deeper understanding of the social and contextual environment

of teaching and learning in schools today (Hargreaves, 2000). In the next section, I will

describe past difficulties in studying emotions, state recommendations for future research

on teacher emotions, and present a framework for studying teacher emotion in the future.

Student and teacher emotion are both equally important fields of study; however, the

primary focus of this review will be on teacher emotion as it is more directly related to

the proposed research study.

Past Research on Teacher Emotion

While cognition and motivation are clearly important constructs of study, emotion

is as an important to allow us to understand fully the classroom context. However, before

moving forward in research involving teacher emotion, it is important to address previous

issues in research on emotion. There are five primary reasons studying emotions using

traditional research methods can be difficult. First, emotions are not constant and can

change quickly over time (Shutz & DeCuir, 2002). Understanding the dynamic nature of

emotions is essential to the future of research in this field (Sansone & Thoman, 2005).

Second, in traditional research, a researcher might try to create a situation artificially.

However, generating anger in a teacher in the classroom to study anger might not be a

good idea (Shutz & DeCuir, 2002). Most students and Institutional Review Boards would

likely frown upon that idea. Third, emotions do not always arise spontaneously or

naturally. For example, a teacher may feign enthusiasm about a new innovation to engage

her students (Hargreaves, 2000). Also, the emotions that people express (i.e., gratitude)
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may not always reflect the actual emotion of the person but may be derived from social

norms of politeness (Hareli & Weiner, 2002). Fourth, emotions are dependent on the

social and historical contexts through which an individual has lived. For example, loud

voices and high tempers in my Italian grandmother’s house are much less surprising than

loud voices and high tempers in my husband’s Norwegian grandparent’s house. Emotions

are not just a matter of individual competence or personal choice, they are shaped by an

individual’s interactions and experiences (Hargreaves, 1998). Last, emotions can be

misunderstood. For example, a teacher may scan his or her classroom to check for

understanding and mistake a child as feeling bored when he or she is actually

embarrassed about an inability to understand the lesson. These emotional mistakes can

directly affect students’ success in the classroom because if a teacher misunderstands

difficult with the task as boredom, the teacher may not offer the necessary remediation.

Opportunities in which teachers spend time learning to understand better the emotions of

their students could lead to improved learning outcomes (Hargreaves, 1998, 2000).

Future inquiry into emotions needs to address each of these issues to ensure a sound

theory.

Recommendations for research in emotion that address these issues include:

studying emotional processes through case studies or a narrative approach (Hareli &

Weiner, 2002; Winograd, 2003); framing research within a social-historical context

(Shutz & DeCuir, 2002); studying the dynamic nature of emotion over time (Sansone &

Thoman, 2005); and using multiple methods, both quantitative and qualitative (Meyer &

Turner, 2002; Sansone & Thoman, 2005; Shutz & DeCuir, 2002).
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A Framework for Studying Emotion: Emotional Geographies

Hargreaves (2000, 2001) introduced emotional geographies as a framework for

studying emotion that addresses many of the recommendations stated above and draws on

the past work that has been done in the study of teacher emotions, particularly Denzin’s

(1984) research in emotional understanding. Emotional geographies as described in

Chapter One consist of “the closeness and/or distance in human interactions and

relationships that help to create, configure, and color the feelings and emotions we

experience about ourselves, our world and each other” (Hargreaves, 2001, p.1061).

Emotional geographies provide a framework by which we can better understand the

dynamic and changing teacher in the particular social and historical context of the

classroom. Further, we can begin to understand how cognition, motivation, and emotion

function together in the social practices of the classroom. This framework allows a

researcher to go beyond viewing the classroom as a place devoid of emotion or only full

of happy emotions such as love, care, and, trust, and to see it more realistically as a place

full of both happy and darker emotions such as guilt, shame, and fear (Hargreaves &

Tucker, 1991). By studying the full range of teacher emotion within context we can begin

to understand the complex nature of interactions in the classroom. “The concept of

emotional geographies helps us to identify the supports and threats to the basic emotional

bonds and understandings that arise from forms of distance or closeness in people’s

interactions or relationships” (Hargreaves, 2001, p. 1061). Denzin (1984) defined

emotional understanding as:

An intersubjective process requiring that one person enter into the field of experience

of another and experience for herself the same or similar experiences experienced by
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another. The subjective interpretation of another’s emotional experience from one’s

own standpoint is central to emotional understanding. Shared and shareable

emotionality lie at the core of what it means to understand and meaningfully enter

into the emotional experiences of another. (p. 137)

Different kinds of emotional geographies. Within emotional geographies,

Hargreaves (2000) identified “five forms of emotional distance and closeness that

threaten emotional understanding among teachers, students, colleagues and parents” (p.

815), sociocultural, moral, professional, physical and political geographies. The

following list includes examples of each of these geographies:

1) Sociocultural Geographies – Differences that may arise when the teacher and the

student do not speak the same language or share cultural traditions;

2) Moral Geographies – Differences that may arise when the teacher is criticized by

a parent for how he or she conducted a lesson, and there is no way to resolve the

difference between the parent and the teacher.

3) Professional Geographies – Differences that arise where “teacher professionalism

is defined according to a ‘classical’ masculine model of the professions, that

creates a distance between teachers and the clients they serve, and this is

especially prejudicial to feminine, ‘caring’ ethics of teaching” (p 816);

4) Political Geographies – Differences that may arise when an administrator, to

whom the teacher reports, makes unfair requests of the teacher and there are

distorted cognitive aspects of communication.
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5) Physical Geographies – Differences that may arise for teachers, like secondary

teachers who see many students for short periods of time per day, who might have

disconnected interactions with their students. (Hargreaves, 2000).

There are three caveats noted by Hargreaves (2000) when using emotional

geographies as a framework for examining emotions. First, social and cross-cultural

variations create differences in the amount of closeness that exists in relationships and

because of that there is no optimal amount of closeness that exists for emotional

geographies in teaching. Second, emotional geographies are both objective and subjective

in nature as they not relate solely to physical space but also to psychological space. Third,

teachers actively construct emotional geographies in their relationships with others

including their students, their students’ families, and their colleagues and administrators.

Studies using the emotional geography framework. Hargreaves (2000) used this

framework of emotional geographies to explore the daily experiences of 53 elementary

and secondary teachers in Canada. The data included interviews and discussion groups

that concentrated on the teachers’ emotional relationship to their work, their professional

development, and educational change. Hargreaves found that “emotions are located not

just in the individual mind; they are embedded and expressed in human interactions and

relationships” (p. 824).

In 2000, Hargreaves investigated differences in three emotional geographies,

professional, political, and physical, in elementary and secondary teachers. He found that

elementary and secondary teachers had very different emotional experiences because of

differing amounts of time spent and differing power relationships at the different grade

levels. Elementary school teachers frequently stated affection or even love for their
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students. As for physical geography, teachers reported physical and personal closeness

with the students in the form of constant interactions and daily relationship building. The

greatest emotional misunderstandings and resulting distance in emotional geographies for

elementary school teachers came from political geographies where power differences

existed. High school teachers cited positive emotion when they helped an individual

student, such as identifying a student struggling with a learning disability and

subsequently modifying instruction, as well as when they had developed emotional bonds

with a whole class. High school teachers also stated success with their students who had

overcome immense obstacles as their motivation for continuing to teach (Hargreaves,

2000). The greatest emotional misunderstandings and resulting distance in emotional

geographies for high school teachers came from physical and professional geographies.

High school teachers noted physical distance from their students, such as students not

acknowledging them in the hallways as well as professional distance from their students

such as structuring their classes to maintain a veil between student and teacher roles

much more so than is typical of elementary school teachers.

By using the framework of emotional geographies, Hargreaves (2000) was able to

highlight those distances that occur because of emotional understanding. Within this

framework, the contextual nature of the classroom, the interactions that occur between

teachers and students, and those between teachers and others school personnel could be

identified so that there is a broader picture of the cognitive and emotional actions of the

teacher within daily classroom activities.

In 2001, Hargreaves reported on these same populations’ relationship with parents

and found evidence of all five forms of emotional geographies in his work. Teachers
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often find themselves socioculturally distanced from their students and families because

of disparate backgrounds, sometimes leading to stereotyping by the students and parents

of the teacher and by the teacher of the students and parents. Teachers may experience

moral closeness when they receive positive feedback from parents and students, and

moral distance when they receive negative feedback particularly about how they choose

the content that is taught or why content is delivered in a certain way. Teachers may

experience professional distance when they are critiqued by parents for how they teach.

In particular, what seems to create physical distance is the expectation of teachers to care

for their students but at the same time to mask their emotions with parents and control

them when students are around. Teachers may experience physical distance when

relationships are disrupted because they occur infrequently or not face-to-face, which

tends to occur more frequently in secondary schools. Teachers may experience political

distance when power relationships with parents are “unclear, uncertain, and contested”

(p. 1072). The distance in each of these emotional geographies is complex and difficult.

Using relationships with parents as a way to apply this framework highlights the

intertwined nature between teaching and emotion. In summary, in the words of

Hargreaves (2001):

The conceptual framework of emotional geographies provides a way to make sense of

these forms and combinations of distance and closeness that threaten the emotional

understanding that is foundational to high standards of teaching and learning.

Attending to the sociocultural, moral, professional, physical and political aspects of

emotional geography in teaching may help us to better understand how to create

stronger emotional understandings in teacher relationships with students, colleagues,
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parents and others, as well as how to avert of alleviate threats to that understanding.

(p. 1075)

Application of the emotional geographies framework in a new setting. Using the

framework of emotional geographies, we may be able learn a great deal about the context

of the classroom. One way to study this further is to create a situation in which we can be

assured of an emotional response. However, as mentioned previously, evoking certain

emotions in the teacher may be inappropriate (Shutz & DeCuir, 2002) and could be

artificial when attempting to study emotions in a particular social and historical context.

Instead, we can be helped by studying certain situations that are known to evoke strong

emotions in the teacher, thereby learning a great deal about the intertwined and

contextual nature of cognition, motivation, and emotion.

One particular situation that has been known to evoke an emotional response in

many teachers is when a student is diagnosed with cancer. In the past, teachers working

with children with cancer have expressed concern about how to deal with their own

personal feelings, grief as well as the desire to distance themselves emotionally, anxiety

about their lack of knowledge about childhood cancer and about teaching a child with

cancer, and uncertainty about their role in working with the family of the child and

answering the questions of the other students in the class (Leigh & Miles, 2002). Further,

the emotional experience does not end when a child is diagnosed. Instead, teachers will

be involved in an emotional experience from the point of diagnosis, throughout treatment,

and potentially until the child leaves the school. In addition, teachers are often on the

frontline of ensuring that the child with cancer has appropriate academic and social

experiences (Leigh & Miles, 2002). In the following section I will describe childhood
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cancer including relevant facts about the disease, its treatment, and the effects on the

child. I offer this somewhat thick information first, because I think it is important to have

a picture of the impact of the disease and the potential educational needs of children with

cancer to understand why it could be a good context for understanding school personnel’s

emotional experience. Then, I will describe the research on and limitations of past

programs that have been used to aid teachers in working with a child with cancer. Finally,

I will summarize how this particular context could be used to study school personnel’s

emotional experience within Hargreaves’ (2001) framework of emotional geographies.

Childhood Cancer

While 1 in 3 people will be diagnosed with cancer in their lifetime (Hewitt,

Greenfield, & Stovall, 2006), cancer in children is relatively rare. Approximately, 12,400

children, individuals under the age of 18, were diagnosed with cancer in 2004. Second

only to accidents, cancer is the leading disease cause of death in children (Hewitt et al.

2003).

Types of and Treatment for Childhood Cancer

Although one word cancer is used most often, the term actually describes a

number of diseases that for children can include leukemia, lymphoma, melanoma,

sarcomas, bone tumors, brain and spinal cord tumors, other types of tumors, and other

more rare cancers (Keene, 2003). Depending on the type of cancer diagnosis a child may

be treated with surgery, chemotherapy, radiation, and/or stem cell transplantation (Keene,

2003). Treatment for some types of cancer may last six months, whereas treatment for

other types of cancer, such as Acute Lymphocytic Leukemia (ALL), the most common

childhood cancer, may last for more than three years (Armstrong & Horn, 1995).
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Advances in medicine have led to dramatic improvements in survival rates of childhood

cancer. In the 1960s, only about 30 % of children diagnosed with cancer survived, while

close to 80% of children survive now, and for some types of cancer such as Hodgkin’s

Lymphoma, the cure rates is 90%. As of 1997, there were an estimated 270,000 survivors

of childhood cancers, and that number continues to increase each year. As a result, in the

United States, about one in 640 adults ages 20-39 have a history of childhood cancer

(Hewitt et al., 2003).

While many more children are now surviving cancer, two thirds of childhood

cancer survivors are likely to experience side effects, known as late effects, that appear

months or even years after completing treatment (Hewitt et al., 2003). As will be

described more thoroughly in the next section, late effects can include conditions that

may be physical, psychological, and/or cognitive (Armstrong, 2003).

Physical late effects. Due to cancer and/or its treatment, childhood cancer

survivors can face many types of physical consequences, referred to as physical late

effects. For example, treatment could result in the loss of a leg due to amputation or

damage to the lungs from radiation. As children’s bodies are still developing, they are

more susceptible to physical effects than adults (Friedman, 2003). Some physical effects

of treatment may be present at the time of treatment and then disappear over time (i.e.

hair loss), but others will take years to become fully apparent such as chronic problems

that can influence the progression of other diseases including diabetes and hypertension

(Friedman, 2003; Hewitt et al., 2003).

Psychological late effects. Due to cancer and/or its treatment, childhood cancer

survivors may face the long term influence of the experience on their feelings, thoughts,
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behaviors, and relationships, referred to as psychological late effects. For example,

children may experience posttraumatic stress or increased anxiety (Rourke & Kazak,

2003). A number of factors including family support and family functioning, individual

child coping, and other child, family, and environmental factors can affect the

development of psychological late effects (Prevatt, Heffer, & Lowe, 2000). Some

psychological effects of treatment may be present at the time of treatment and then

disappear over time, but others emerge years after treatment (Rourke & Kazak, 2003).

Cognitive late effects. Due to cancer and/or its treatment, childhood cancer

survivors can face problems with thinking, learning, and remembering, referred to as

cognitive late effects. Children may also have preexisting conditions that may be

exacerbated by treatment or may be aggravated by prolonged absences from the

educational and social environment of school (Mulhern & Palmer, 2003). Some cognitive

effects of treatment may be present at the time of treatment and then disappear over time,

but others will take years to become fully apparent. Further, although not all children are

at risk for cognitive late effects, some children are at an increased risk (Armstrong,

2003). Those at highest risk are children who are treated in infancy or early childhood

(those parts of the brain that are not yet developed are the most at risk), those with certain

types or cancer (i.e., acute lymphocytic leukemia and brain tumors), those who receive

certain types of treatment, and for reasons that are not entirely apparent, girls (Hewitt et

al., 2003). Cognitive late effects are frequently the greatest obstacle for children to

overcome in relation to their academic achievement. Common cognitive late effects are

often related to important skills required in school such as: handwriting, spelling, reading,

vocabulary development, math, concentration, attention span, ability to complete tasks on
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time, memory, processing (ability to complete problems that require multiple steps),

planning, organization, and problem-solving (Landier, n.d.).

However, despite the cognitive late effects a childhood cancer survivor may face,

there is hope that these children can be successful in school if offered remediation

(Peckham, Meadows, Bartel, & Marrero, 1988). A study of Acute Lymphocytic

Leukemia (ALL) survivors suggested that when compared to their siblings, ALL

survivors had lower grades and were three to four times more likely to be enrolled in

special education or learning disability programs, and when enrolled to spend a longer

time in those programs. However, the study also demonstrated that when compared to

their siblings, these ALL survivors had similar rates of high school graduation, college

entry, and college graduation. This particular group of childhood cancer survivors, who

were at high risk for cognitive late effects, exhibited exceptional educational resiliency,

and provided evidence for the extraordinary importance for assisting children with

cancer, particularly in the classroom (Hewitt et al., 2003).

School Re-entry

As survival rates for childhood cancer have increased, researchers have studied

how best to help children with cancer to lead a more typical life after diagnosis.

Attending school is one way to help children with cancer create a sense of normalcy in

their lives. School provides a place where children can escape their role as patient and

fulfill the much more typical role of childhood as a student (Keene, 2003). The process of

returning to school while still on treatment has been termed school re-entry (Kagen-

Goodheart, 1977).



29

Researchers have found that those children who had attended school regularly

while on cancer treatment had a better quality of life than those who had not attended

school regularly as long as 10 years after treatment was completed. Children who had the

opportunity to return to school more quickly were less likely to fall as far behind

academically and were more likely to be reintegrated readily into the school social

environment (Keene, 2003). However, in order for a child to return to school, a team of

support may be required that may include parents, siblings, classmates, and school

personnel. Although each of these participants is important and will be briefly discussed

in the following section, school personnel were the primary focus of my research study.

Parents, siblings, and classmates. Having a child diagnosed with cancer is usually

a very emotional issue for parents. For the parents focusing their attention on how their

child might be cured of a life-threatening disease, school re-entry may not be the highest

priority (Armstrong, 2003; Prevatt et al. 2000). There are varying levels of concern that

parents face. For some parents, the return to school causes anxiety and increased stress.

Parents may view the child as vulnerable both to infection and social rejection, leading

them to be overprotective and/or not to want the child to return to school. For other

parents, the return to school is welcomed as a sign that their child is returning to a more

normal life (Treiber, Schramm, & Mabe, 1986).

Having a sibling diagnosed with cancer is also a very emotional issue. Depending

on a number of factors, siblings may face a host of problems all of their own including

emotional deprivation, decreased parental tolerance, insufficient social support, and

increased parental expectations, all of which can result in anger, frustration, and guilt.
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The needs of siblings of children with cancer is an under-addressed issue and how best to

help siblings is still being studied (Keene, 2003).

Children who share a classroom with a child with cancer may be very affected by

their peer’s diagnosis. Classmates of children with cancer have expressed anxiety and

worry for their classmate. Further, classmates’ reactions to the child with cancer during

the school re-entry process can significantly contribute to the success of the child with

cancer (Prevatt et al., 2000; Treiber et al., 1986). Recommendations for helping

classmates cope with this emotional experience include having a classroom presentation

on cancer and its effects on the child and involving classmates with the child with cancer

while the child is absent or in the hospital (Leigh & Miles, 2002).

School personnel. School personnel such as teachers, guidance counselors, and

nurses, may also be emotionally influenced by having a child with cancer in the

classroom. In addition, school personnel are on the front line of the school re-entry

process (Leigh & Miles, 2002). Teachers and other school personnel may be responsible

for helping the child to meet academic goals, monitoring the social and academic needs

of the child with cancer, and helping classmates and possibly the child’s siblings to cope

with emotional issues they might be facing. However, traditionally school personnel have

received very little training on how to help students with cancer in the classroom. Further,

school personnel often have a lack of knowledge about critically ill students, worries

about how to handle situations involving cancer patients, and personal reactions towards

working with children who might die (Prevatt et al., 2000; Treiber et al., 1986). To

address the lack of training and to help school personnel working with children with

cancer, a number of researchers in the early 1980s began to offer training programs for
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school personnel on how to help with the school re-entry process. These training

programs are usually referred to as school re-entry programs.

School Re-entry Programs

Deasy-Spinetta and Spinetta (1980), based on their clinical experience with

teachers, identified three primary needs that should be addressed in a school re-entry

program for school personnel: a) accurate medical information regarding illness; b)

understanding of the emotional/social impact of the illness on the child and family; and c)

a liaison person from the medical team who can deal with specific questions as they arise.

Four additional components have also been noted as essential in a school re-entry

program:

1) Provide information on how to deliver information about cancer to the

other children in the classroom.

2) Help teachers to confront their own attitudes about illness and death.

This is to help teachers from conveying any of their own discomfort

about teaching a child with a life-threatening illness to other children in

the classroom, which could reduce the child with cancer’s sense of

security in the classroom.

3) Include information to inform teachers about the child with cancer’s

understanding of death and illness based on his or her level of

development.

4) Obtain accurate information about how children with cancer are

different from their non-ill peers (Deasy-Spinetta, 1981; Deasy-Spinetta

& Spinetta, 1980).
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Early school re-entry programs. In one of the earliest published empirically

studied school re-entry programs, Baskin, Saylor, Furey, Finch, and Carek (1983)

delivered and assessed a school re-entry program designed for school personnel based on

the research described in the section above. Their intention was to provide a preventative

program to help school personnel understand the cancer experience even if they had not

yet had a child with cancer in their classroom. They wanted to inform school personnel

and to create an atmosphere where school personnel could alleviate their fears and

discuss their concerns so that if they did have a child with cancer in their classroom, they

would be prepared.

The workshop was presented primarily by local medical professionals on two

weeknights to elementary, middle, and high school teachers as well as additional school

personnel. Information that was presented included medical facts about cancer, myths

about cancer, descriptions of a personal experience of cancer (delivered by a 17-year old

childhood cancer survivor in remission), descriptions of the role and the services offered

by the consultation team at the local hospital, descriptions of the emotional impact of

cancer on the patient, parents, and siblings, information about what the teacher needs to

do during re-entry for the student with cancer as well as for other students in the class,

discussions of teachers’ feeling and attitudes about death and how to help students deal

with grieving, videotapes of families talking about their experiences and how teachers

might help, and resources from a national cancer organization. Assessment of the

program was conducted by comparing pre and post workshop questionnaires of the

school personnel’s knowledge of medical facts about cancer, attitudes toward children
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with cancer, knowledge about the emotional impact of cancer on families, and beliefs

about how the school personnel would respond to a student with cancer.

Post questionnaire analysis (N=25) of this program included many positive results:

1) An increase in knowledge of the material presented (including medical facts, the

emotional impact of cancer, and how children with cancer differ from their non-ill

peers);

2) An increase in how informed teachers felt about cancer in general (they described

an increase in self-confidence about coping with a child with cancer based on an

acquisition of new knowledge about cancer).

3) An increase in teachers’ belief in their ability to treat children with cancer

consistently;

4) An increase in teachers’ beliefs that they expected they would be more patient,

understanding, and involved with children with cancer even though patience,

understanding, and involvement were high at the beginning of the program as

well.

5) No change in how worried they would feel for children with cancer or how sorry

they would feel for children with cancer. Worry and concern were high at the

beginning of the program as well.

6) No change in most ratings of how children with cancer match their peers based on

questions regarding negative qualities (“is anxious”) or positive qualities (“feels

good about himself”). Participants generally retained their image of how children

with cancer act and feel.
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In addition, Baskin et al. (1983) found that previous involvement with cancer (having had

a student with cancer, having had cancer themselves, or having no experience with

cancer) and professional involvement were significant predictors of pre-workshop

knowledge. The researchers asserted that participation in this workshop was helpful.

Although teachers’ overall views of the characteristics of children with cancer did not

change, they did increase in their knowledge about the medical and emotional aspects of

childhood cancer. Baskin et al. stated it was an effective form of preventative

intervention alerting school personnel to potential problems for children with cancer

during school re-entry.

Over the last 20 years, there have been a number of school re-entry programs that

have assisted school personnel, and most of these have been very similar to the program

offered by Baskin et al. (1983). For example, the program reported on by Pallmeyer,

Saylor, Treiber, Eason, Finch, and Carek (1986) followed a similar format. Prevatt et al.

(2000) stated that generally, these preventative school re-entry target school personnel,

are time limited (1-2 days), use a variety of formats (discussion, lectures, videos, etc),

include the distribution of materials on cancer, emphasize the attitudes towards children

with cancer and the emotional impact of working with a child with cancer, and include

methods for communicating with the family and medical personnel.

Recent school re-entry programs. There has been an attempt more recently to

offer comprehensive programs that, rather than solely targeting school personnel, involve

medical personnel, the child with cancer, and/or classmates as well (Katz, Varni,

Rubenstein, Blew & Hubert, 1992; Keeney & Katz, 2005; Varni, Katz, Colegrove &

Dolgin, 1993). Katz et al. (1992) developed a comprehensive program for school
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reintegration that involved supportive counseling, educational presentations, systematic

liaisons between the hospital and the school, and periodic check-ups. Rather than offering

a preventative program, this program was specifically targeted for a particular child with

cancer. Teachers, parents, and children rated this program as very successful. Keeney and

Katz (2005) developed an informational resource guide based on this program called the

Cancervive Back to School Kit that includes a template for teachers to follow as they

implement a school re-entry plan. Similarly, Leigh and Miles (2002) have also created a

template for teachers to follow as they implement a school re-entry plan as a part of a

comprehensive program.

Although this type of comprehensive program is extremely beneficial, given

scarce resources in both hospitals and schools it is not always possible to deliver all of the

components involved (Prevatt et al., 2000). Preventative programs that are aimed

specifically at school personnel, while not as comprehensive or targeted, do have a

number of advantages. These types of programs generally increase knowledge about

cancer facts, increase awareness of the emotional impact of cancer, are cost-effective,

require minimal resources, and reach a large number of participants (Prevatt et al.).

However, these programs also have a number of limitations.

Limitations of School Re-entry Programs

Five major limitations of school re-entry programs for school personnel have been

identified to date. Each of these limitations, and recommendations for addressing them,

will be described in the following sections.

Limitation #1: Changes in special education law. Special education law has changed

since the 1980s when most of these programs were initiated, and now incorporates
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protections for children with cancer. As special education laws are very different now

than they were when many school re-entry programs were developed, it is not surprising

that these programs did not incorporate information about laws protecting cancer

survivors. However, future programs on school re-entry should address these issues

(Hewitt et al., 2003). There are three federal laws, focused on both primary and

secondary education, that provide children with cancer with needed educational services:

the Federal Individuals with Disabilities Education Act (IDEA) and the respective state

laws that implement this law, the Federal Rehabilitation Act of 1973 (Rehabilitation Act),

and the American with Disabilities Act of 1990 (ADA). The following section draws

largely from Monaco and Smith (2003) who provided a more comprehensive description

of these laws as they pertain to children with cancer. The three laws that provide children

with cancer with educational services as needed are:

Federal Individuals with Disabilities Education Act (IDEA). IDEA states that all

children, regardless of disability, are entitled to free and appropriate education (FAPE)

and necessary related services. Children with cancer usually fall under the Other Health

Impairments category of IDEA. Schools are required to provide a FAPE through an

individualized education plan (IEP) for every eligible child. The IEP describes the special

education program and any other related services designed to meet the individual child’s

needs. The IEP is developed by the parents and educators to determine what the student

will be taught and how and when the school will teach it, including when necessary, any

specialized services that may need to be provided.

Federal Rehabilitation Act of 1973 (Rehab Act) (Section 504). The Rehabilitation

Act is a civil rights statute to protect individuals with disabilities from discrimination.
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Children with cancer will often receive evaluation for a “504 plan” if they do not meet

the requirements for IDEA but still need accommodations to perform successfully in

school. This act protects all children with cancer because it protects individuals with a

physical or mental impairment that substantially limits one or more major life activity

(which includes a cancer diagnosis). This act also protects individuals with a record of

having such impairment.

American with Disabilities Act of 1990 (PL 101-336). This act protects children

with cancer through Title II, which applies to state and local government, including

public schools. This act prohibits discrimination based on actual disability, perceived

disability, or history of a disability. Of particular importance for children with cancer, the

ADA requires that the disabled not be forced to accept educational plans (i.e., separate

classes) that they do not wish to take. Also of importance, if appropriate public placement

is unavailable, the school system must provide an appropriate private placement to

substitute for or supplement the public school package.

What is perhaps most important to understand about these laws is that although not all

children will qualify under IDEA, all childhood cancer survivors, for the duration of their

time in school (including higher education) qualify under the Rehabilitation Act and

ADA because they have a record of a cancer diagnosis (Monaco & Smith, 2003).

Addressing the laws protecting childhood cancer survivors is an important aspect that

should be included in future school re-entry programs (Hewitt et al., 2003).

Limitation #2: Addressing late effects. School re-entry programs to date have

dealt exclusively with the re-entry process of a child still on treatment, and school re-

entry by definition has meant helping children still on treatment, return to school.
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However, as mentioned previously, researchers have identified that many children will

develop late effects months or even years after treatment ends that may affect their

academic development. Because the identification of late effects is relatively new, it is

not surprising that school re-entry programs have not addressed these issues. However,

because late effects do arise and will affect two-thirds of all childhood cancer survivors

and potentially impact their school experience, it is imperative that these issues be

addressed in future school re-entry programs for childhood cancer survivors (Hewitt et

al., 2003).

Limitation #3: Assessing long-term follow-up. No published study to date

adequately has reported on whether or not the lessons learned in a school re-entry

workshop were implemented successfully in a classroom. In a review of all school re-

entry programs published to date, Prevatt et al. (2000) noted that although school re-entry

programs are relatively effective, none have provided adequate follow-up data other than

a post workshop questionnaire. Similarly, in another review of school re-entry programs,

Vance and Eiser (2002) found that although many programs pointed to improvement in

knowledge and confidence in working with children with cancer, there was “little to

suggest that this automatically affects the teacher’s management of the children with

cancer in the classroom” (p. 17). Although, it is exciting that school re-entry programs

seem to help school personnel and create a change at the end of the program, it can not be

assumed that change is taking place in the classroom. Previous research on training

programs for school personnel suggests that the overall effectiveness of a program cannot

be determined solely by differences in pre and post test scores (Guskey, 2005; Guskey &

Sparks, 1991). Further, research on training programs for school personnel has shown
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that although these programs may be essential, alone they may not be sufficient

(Goldenberg & Gallimore, 1991). To determine the effectiveness of a training program

for school personnel, Guskey (2005) suggested five levels of professional development

evaluation: a) participants’ reactions, b) participants’ learning, c) organization support

and change, d) participants’ use of new knowledge and skills, and e) student learning

outcomes. Examining how the lessons learned in a professional development program

workshop are implemented over time at the individual, organization, and student level

highlights what was and what was not successful about the original program.

Limitation #4: Assessing the needs of school personnel. In the creation of school

reentry programs, there have been “few attempts to solicit school personnel about their

concerns” (Fryer, Saylor, Finch, & Smith, 1989, p. 563). Little research has been

conducted that has specifically assessed school personnel’s needs in a school re-entry

program or in the implementation of the program material. Deasy-Spinetta and Spinetta

(1980) identified the needs of school personnel during their clinical work with teachers

that laid the foundation for the development of school re-entry programs. However, since

that time, only a few studies have asked school personnel what they would like to know

about working with children with cancer. Little is known about teacher cognition,

motivation, and emotion during the process of implementing a school re-entry plan.

Pallmeyer et al. (1986) offered a school re-entry program for school personnel modeled

after and using the same community as the Baskin et al. (1983) study mentioned

previously. Assessment was again conducted using pre and post workshop

questionnaires. This workshop yielded similar results to those mentioned above from the

Baskin et al. study (increased participant knowledge about medical facts and emotional
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impact of cancer on the family). However, on this post-workshop questionnaire,

participants also listed their three greatest concerns about dealing with a student with

cancer. The most frequently noted response was identifying how to support emotionally

the child with cancer, classmates, parents, and sibling(s). By asking teachers open-ended

questions on the post-workshop questionnaire, Pallmeyer et al. were able to identify

additional topics that may need to be addressed in a school re-entry program for school

personnel.

In an attempt to understand further the needs of teachers when a child with cancer

returns to school, Chekryn, Deegan, and Reid (1987) conducted in-depth interviews with

nine children with cancer, their parents, and their primary teacher four to six weeks after

the child had returned to school (grades 5-10). These researchers identified two themes:

1) The dilemmas the teachers faced as they attempted to normalize the school

experience for the child with cancer. This included balancing academic

expectations with other aspects of the school experience, gathering information

from parents whom they wanted to support and understand emotionally, with

some worries about offending or intruding, determining appropriate discipline,

and offering the appropriate emotional support to the child with cancer. Teachers

generally noted that they accommodated their students with cancer by asking the

student what they felt comfortable doing and making modifications in response to

the child’s individual needs, took cues from the parents on how much or how little

to be involved, relaxed their discipline policies, and provided emotional support

to the student dependent on how little or how much support the student seemed to

need.
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2) The personal impact the teacher faced when having a child with cancer in the

classroom. Teachers expressed shock, uncertainty, and worry for the child with

cancer in their classroom from the point of diagnosis and beyond. Further, while

they wanted to help the child with cancer, they were not entirely sure how to help.

In order to deal with their emotional reactions, teachers tended to rely on stories

from other teachers for help as well as their own families, the families of the

child, and outside sources of information such as newspaper articles.

The results of this study, although coming from a very small sample size, illuminate

two important points. First, the teachers in this study had not been through a school re-

entry program, and so it adds weight to the importance of ensuring that school personnel

who do have a child with cancer in their class are educated about how best to help that

student. Second, this study brings to light some issues that had not been addressed in

previous school re-entry programs such as the practical matters a teacher might face

including what to expect academically from a child with cancer on a day to day basis.

Third, this study highlights the intense emotional experience teachers are likely to face

when implementing a school re-entry plan for children with cancer.

Fryer et al. (1989) acknowledged that in the creation of school reentry programs,

school personnel had seldom been explicitly asked about their concerns. To address this

gap, they analyzed the results from 33 teachers and other school personnel, 18 who had

students with cancer and 15 who did not. Participants identified several important issues,

such as obtaining specific medical information about the child’s cancer, treatment side

effects, learning about the problems of children with cancer, psychological late effects of

cancer on a child, and knowing how to talk to a student about his or her disease. Teachers
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with and without students with cancer rated medical personnel as valued sources of

information and reported similar fears and worries about having students with cancer as

did parents. They also expressed minor concern about teaching such a student,

accommodating absences, and making time for special needs. Teachers who had students

with cancer were more likely than those who did not to want written information. Also,

teachers who had children with cancer in their classroom consistently rated these children

to be less aggressive and less moody and to have less learning problems than children

without cancer. However, it is unlikely that every child with cancer is less aggressive

and/or moody than other children. This rating of children with cancer as being better

behaved indicates a type of “halo effect” for the child with cancer. Teachers of children

with cancer may be excusing these students from normal classroom demands or

misbehavior. This study also had a small sample size, but it does illuminate the issues

identified by school personnel about which they would want to know in a school re-entry

program that could be addressed in future programs.

These studies seem to indicate that those topics that are typically covered in a school

re-entry program are important to school personnel. However, across the three studies,

the teachers seemed to be focusing on two main areas that may need to be covered more

thoroughly in future school re-entry programs:

1. Emotional support for the child with cancer, the classmates, the siblings, the

parents, and the teacher throughout the duration of the time that child with cancer

is in school (past the point of re-entry).

2. Knowledge about the academic needs of the student and how to balance those

with the social and emotional aspects of returning to school. For teachers, this can
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be especially difficult due to the “halo effect” that may allow teachers to excuse

children with cancer from normal classroom demands or misbehavior.

These studies all had a small sample size, and thus it is difficult to generalize from their

findings. Also, all of these studies were conducted in the 1980s. Thus, more research in

this area seems warranted.

Limitation #5: Lack of a theoretical basis for the program. Historically, a

theoretical basis has rarely been used in association with the creation of a school re-entry

program, its assessment, or in explaining how teachers respond to the program (Prevatt et

al., 2000). For most programs, there are substantial methodological, conceptual, and

design flaws. These issues should be addressed in future research in this area.

Clearly, there is a great deal more work that should be done in developing,

evaluating, and implementing school re-entry programs for school personnel. Future

programs should address the special education laws protecting children with cancer,

explain the implication of late effects, identify the needs of school personnel and

determine how well those needs are being met, assess long term follow-up and

implementation of the program, and be built upon an appropriate theoretical construct. By

following these guidelines it may be possible to create a program that might truly help

teachers with the school re-entry process that addresses their needs as well as the needs of

the child with cancer.
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Chapter Three: Methods

The purpose of this study was to explore through surveys and case studies the

emotional experience of school personnel in the particular context of the school re-entry

process. In addition, this study attempted to explore changes in school personnel’s

knowledge and confidence about school re-entry after attending a workshop. This study

was by no means a comprehensive program evaluation but rather an attempt to highlight

the challenges school personnel experience over time in facilitating the school re-entry

process for children with cancer. The study used a mixed methods approach and data

came from survey questionnaires, interviews, and observational field notes.

Recommendations drawn from previous research were followed here. As stated in

Chapter 2, recommendations for research in emotion include: studying emotional

processes through case studies or a narrative approach (Hareli & Weiner, 2002;

Winograd, 2003); framing research within a social-historical context (Shutz & DeCuir,

2002); studying the dynamic nature of emotion over time (Sansone & Thoman, 2005);

and using multiple methods, both quantitative and qualitative (Meyer & Turner, 2002;

Sansone & Thoman, 2005; Shutz & DeCuir, 2002).

In this chapter I provide a list of the research questions, a description of the

participants and the workshop, as well as my research design, including data collection

and analysis procedures.
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Research Questions

The research questions addressed were as follows:

1. What change occurs in teachers’ knowledge of childhood cancer survivorship and

in teachers’ confidence in implementing a school re-entry plan at the end of a

workshop on school re-entry? Is change that occurs sustained over time?

2. Through the framework of Hargreaves’ (2000, 2001) emotional geographies, how

are emotional closeness and distance associated with the school re-entry process

for a child with cancer?

3. Using the framework of Hargreaves’ (2000, 2001) emotional geographies, what is

the emotional experience of school personnel during the particular context of

school re-entry for a child with cancer?

Research Approach

Multiple methods of analysis were used in this research to examine changes over

time as recommended by Meyer and Turner (2002), Shutz and DeCuir (2002), and

Sansone and Thoman (2005). I used both quantitative descriptions (Method 1) and a

multiple case study strategy (Method 2).

Method 1

Participants

Participants were school and hospital staff (teachers, guidance counselors,

principals, school psychologists, nurses, and other hospital and school personnel) who

attended a workshop conducted by the Leukemia and Lymphoma Society (The Society)

and the Lance Armstrong Foundation (LAF) in Austin, Texas. There were 57

participants at the workshop, and 25 participated in this research. Unfortunately, I did not



46

have access to demographics of the entire population of participants, thus I cannot report

on why some people at the workshop chose to participate and others did not. However, I

can report anecdotally that a number of people told me that they would not be completing

the survey because they did not feel their answers would be relevant because they did not

work in the schools. For example, there were 10 people in attendance who worked for

The Leukemia & Lymphoma Society and there were a number of nurses from hospitals in

attendance who did not work in schools.

Workshop

The Society and LAF piloted a workshop for school personnel on the school re-entry

process in seven of The Society chapters across the country between January and March

2006. Each of the seven participating chapters received materials to distribute to

participants and a PowerPoint presentation with speaker notes from the national office of

The Society. In this way, the presentations and materials used were more likely to be

identical at each chapter. The materials included an educational booklet for parents on the

school re-entry process and a guide outlining resources (books, websites, videos, and

organizations) that could be helpful to school personnel working with children with

cancer. This guide included links to resources for the implementation of a school re-entry

plan, such as Cancervive Parents’ and Teachers’ Guide for Kids with Cancer (Keeney &

Katz, 2005), and a template for teachers to follow as they implement a school re-entry

plan. The PowerPoint was developed by The Society with the assistance of a task force of

eight doctors, nurses and other health professionals who are experts in the field of school

re-entry and childhood cancer survivorship and two other individuals (including myself)
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who work with cancer organizations that address issues of childhood cancer survivorship.

The goal of the workshop was to educate participants on how to:

• Describe common childhood cancers and treatments

• Identify challenges cancer survivors face upon returning to school and throughout

their time in school and college

• Understand laws that protect childhood cancer survivors’ rights

• Have strategies to help meet the students’ short- and long-term educational needs

• Access resources that support schools and families, including those from The

Leukemia and Lymphoma Society and the Lance Armstrong Foundation

• plan

Through these topic areas, The Society and LAF hoped to change participants’

knowledge about the educational needs of childhood cancer survivors by the completion

of the workshop. They also hoped to equip school and hospital personnel with the

knowledge and resources they might need to assist in the school re-entry process for a

child with cancer.

Measures

Two surveys were used in Method 1, see Appendix A and B. Survey 1 was a

researcher-created tool to assess participants’ background, knowledge, and confidence.

Participants were asked to recall how they felt before the workshop (reflections before

the workshop) as well as how they felt at the end of the workshop. The survey included

questions about the following aspects:

1) Experience teaching, previous personal or professional experience with cancer,

and other related background information.
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2) Knowledge about the school re-entry process of children with cancer, specifically

those topic areas covered in the workshop.

3) Confidence in ability to achieve the goals listed at the beginning of the workshop

and confidence in implementing a school re-entry workshop.

4) Contact information and willingness to participate in the follow-up survey and the

case study research.

Those who completed the first survey (N=25) were also asked to complete a

second survey (N=10) two months after the workshop. While I am not positive as to why

there was such a large drop in participation, it was evident from the first survey that not

all participants were working in schools, which may have contributed to those individuals

not responding to the follow-up survey. The second survey was very similar to the first,

and was also a researcher-created tool to assess retention of knowledge and confidence

two months after the completion of the school re-entry workshop. The survey addressed

similar topic areas as the first, but explored how change that occurred by the end of the

workshop was sustained over time and, for those working with a child with cancer in the

school how the workshop material was used during the school re-entry process. As an

incentive, those who participated in the second survey received 30 yellow

LIVESTRONGTM wristbands to distribute to their students.

Procedure

The first survey was distributed at the completion of the school re-entry workshop

with a sealed envelope to ensure confidentiality. However, participants were asked to put

their name on the survey so that they could be contacted to participate in the follow-up

survey or in the case study part of the research. All documentation was kept confidential.
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Data Analysis

Paired samples t test were conducted to evaluate whether participants increased in

knowledge before the workshop (reflections on knowledge before the workshop), at the

end of the workshop, and two months after the workshop. Similarly, paired samples t test

were conducted to evaluate whether participants increased in confidence before the

workshop (reflections on confidence before the workshop), at the end of the workshop,

and two months after the workshop. Descriptive statistics were also calculated and

examined. Table 1 provides additional information about the demographics of those who

completed Surveys 1 and 2.
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Table 1. Demographics of participants responding to Survey 1 and 2.

Profession Grade Level
Previous
Experience

Previous
Training Motivation

Special Education
Teacher * All Levels 4, 6 No 1, 2, 4
Other* Elementary 1 No 1
School Counselor* Elementary & Middle 2,4 Yes 2,3
School Nurse* Elementary & Middle 4 No 3
Special Education
Teacher* All Levels 2,4 No 2,3
Other* All Levels 4,6 No 2,3
Other* All Levels 2,4 No 2,3
School
Psychologist* All Levels 4,6 Yes 2,3
Administrator* Elementary 1 No 2,3
School Nurse* Middle 2 Yes 1
School Nurse* Elementary 1, 6 No 1
Other All Levels 2,4 No 1,2,3,4
School
Psychologist None 4, 6 Yes 2,3
School Nurse All Levels 4 No 3
School
Psychologist All Levels 4,6 No 2,3,4
Other Middle 5 No 3
Other None 4 No 3
RN None 4 Yes 3,4
Other None 4 No 3
Other Elementary 1,2,3,4 Yes 1,2,3
School Nurse All Levels 4 No 2,3
RN All Levels 4 Yes 3
RN None 4 No 3,4
General Education
Teacher Elementary 1 No 1
RN Elementary 1 No 2
School Nurse Elementary 1 Yes 2

Previous Experience Motivation To Attend Workshop
1 Working With A Student Now 1 Working With A Student Now
2 Worked With A Student In The Past 2 Worked With A Student
3 Cancer Survivor 3 Want To Be Prepared
4 Family Member/ Friend 4 Other
5 No Relationship To Cancer * Participant took both surveys
6 Other
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Method 2

A multiple case studies strategy was used to explore the emotional experience of

the school re-entry process for school personnel. A multiple case study strategy was an

appropriate methodology to use to study this topic for four reasons. First, a case study is a

distinctive form of empirical inquiry that is appropriate when the researcher is answering

how and/or why questions about contemporary events where the relevant behaviors

cannot (or only minimally) be altered and when direct observations and systematic

interviewing are possible (Yin, 1989). As these criterions were met by my interest, a case

study was an appropriate methodology to use. Second, by using a case study strategy, I

studied school personnel’s emotional experience within a social and historical context as

recommended by Shutz and DeCuir (2002). Third, using the case study strategy, I was

able to observe the dynamic nature of emotions over time as recommended by Sansone

and Thoman (2005). The fourth reason is perhaps the most important as the first three

criteria could possibly be satisfied by conducting other types of qualitative research.

Hareli and Weiner (2002), Noddings (1996), and Winograd (2003) recommended using

case studies or narratives to describe the emotional experiences faced by more veteran

teachers to help others who may later deal with similar situations. This was particularly

relevant because studies of teachers working with children with cancer have revealed that

teachers rely on the stories of other teachers to help them during the school re-entry

process (Chekryn, Deegan & Reid, 1987). The case studies that resulted may be used for

stories to help other teachers in the future who may have a child with cancer in their

classroom. In addition, because of my own interest in understanding the language people
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use to talk about this emotional experience, the case study approach gave me the

opportunity to explore in depth how school personnel talk about this experience.

For the case study strategy, there are five components that are important in

research design: 1) study questions, 2) study propositions, 3) unit(s) of analysis, 4) the

sources of data, and 5) the criteria for interpreting the findings (Yin, 1989, 2003). Except

for the study questions that I reviewed previously, each of these components is discussed

below.

Study Propositions

Each proposition in a case study should direct attention to something that should

be examined within the scope of the study. These propositions helped me to guide the

study so that I did not find myself trying to study everything, which was not feasible and

would not have optimized the use of a case study strategy (Yin, 1989, 2003). The

propositions for this study follow. Cognition, motivation, and emotion are a part of the

daily life of teachers. These constructs are intertwined and affect the actions and

behaviors of teachers in their interactions in the classroom. Previously, emotion as an

independent construct has received less study. By using a case study strategy, I began to

explore the emotional experience of school personnel as it related to the particular

context of the school re-entry process.

Unit of Analysis

Participants for the case study research were drawn from two sources. The first

source was individuals who had attended the school re-entry workshop detailed under

Method 1. The second source was people who were identified by attendees at the

workshop as individuals likely to be interested in participating in this research.
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Participants included five school teachers (including teacher for homebound students),

one guidance counselor, and one school nurse. In addition, I also drew on additional

interviews that were not appropriate for individual case studies, but were relevant in

developing a better understanding of the return to school for children with cancer. These

interviews were with the following individuals: the child life specialist at a local hospital

and a team of teachers who were working with a child with cancer in the school. This

team of teachers was originally intended to be included as a case study; however, the

child was diagnosed with a very aggressive type of cancer and sadly passed away very

quickly and before returning to school. The participants in this study are discussed more

thoroughly in later sections.

Sources of Data

I used an embedded multiple case study design using literal replication. For each

case, I followed the same case study protocol including the procedure and materials. In

the following sections, I will describe each part of data collection. During analysis, I kept

in mind Hargreaves’ (2000, 2001) framework of emotional geographies.

Attend school re-entry workshop. The first step in data collection was to attend

the school re-entry workshop. I distributed the survey (as mentioned in the previous

section under Method 1) to all participants .

Conduct survey. Participants in the case studies were included in the analysis of

the survey data as described in Method 1 above. Although I analyzed the survey

information for the participants in the case study as part of the larger group, I also

specifically analyzed descriptive statistics of these participants. Additionally, I used the

individual results to guide the interviews and provide some descriptions of the
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participant’s background, cognition, motivation, and emotion in relation to the school re-

entry process.

Observe in the classroom. While I had hoped to be able to observe in the

classroom a minimum of two times during the spring semester 2006, this proved to be

much more difficult then I had originally thought. Three of the case study participants

were not currently working with a child with cancer, though they had in the past, and one

case study participant, as a homebound teacher, did not have a classroom. Thus I only

conducted observations with the two teachers who were currently working with a child

with cancer in the classroom. I contacted those who were able to participate in

observations and conducted one observation that lasted no more than one hour.

Interview school personnel. I conducted one semi-structured interview during the

spring semester 2006 for each case study. I contacted school personnel and hospital

personnel who stated their interest in participation at the end of the survey or who were

identified by someone at the workshop as an individual likely interested in participating

in this research. I contacted the individual to set up a time to meet. Each interview lasted

no more than one hour. All of the interviews were recorded and transcribed, except for

one interview which was recorded at such a low quality that transcription was impossible.

The interview questions were guided by two sources: Hargreaves’ (2000, 2001)

framework of emotional geographies and the participants’ responses to the survey. The

interview questions were intended to encourage participants to discuss their cognition,

motivation, and emotion about the school re-entry process. A list of questions based on

the emotional geographies described by Hargreaves (2001) are included in Appendix C.

These questions are not a list of what I asked each teacher but rather questions I was
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looking to identify as I was speaking with the participants. Also, data analysis began

immediately after the first interview was conducted. Therefore, later interviews with

participants were influenced by initial interviews.

Criteria for Interpreting the Findings

In case study research, just as in any type of research, it is essential to be able to

show how the findings relate back to what was being studied. I was looking for

indications of similarities across the cases as well as for indications that the cases were

dissimilar. In case study research, there have been many criticisms that what researchers

have found are subjective evaluations that are not an operational set of measures (Yin,

2003). In order to protect against this type of bias, I ensured that construct validity,

internal validity, external validity, and reliability were built into the research design just

as I would have done with an experimental design. Each of these topics is discussed

below based on the recommendations of Yin (1989, 2003).

Construct validity. To increase construct validity, I followed two of the

recommendations set by Yin (1989; 2003). First, in the next chapter, I will show

convergent lines of inquiry obtained by using multiple sources of evidence including

classroom observations, survey data, and interviews with school personnel. Second, I

established a chain of evidence for each case

Internal validity/credibility. This was an exploratory case study, and thus internal

validity was not as relevant because internal validity relates to the idea that research

might point to a causal relationship between two variables when a third variable might

actually be the cause. This study, however, was not attempting to make causal claims but

was instead exploring the emotional experience of school personnel in the context of the
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school re-entry process. However, a related concept, credibility, was relevant. To ensure

credibility I had prolonged, substantial engagement with the participants, and performed

a negative case analysis.

External validity/transferability. Case study research, unlike some other types of

research, relies on analytical generalizations rather than statistical generalizations. Rather

than trying to generalize to particular population as in statistical generalizations, I was

trying to generalize a particular set of results to a broader theory. Further, the related

concept of transferability was more applicable to this research. The analysis of results

included studying multiple cases and providing a thick description of each case so that

future school personnel working with childhood cancer survivors who would read these

cases would be able to determine the proper transferability to their own situations.

Reliability/dependability. The reliability of this research was supported by

following a case study protocol so that all steps that occurred in this research were

documented. Following and describing the case study protocol makes it possible for

another researcher to follow similar steps in any audit of the procedure or replication. To

address the related issue of dependability, I asked that my advisor carefully examine all

steps in the case study protocol. Also, I used the same protocol for each case. The case

study protocol will be discussed further in the next section.

Analysis as Related to Research Questions

Initially I planned to conduct data analysis for the interviews and observations

using chronologies, a special form of time series analysis (Yin, 2003). As it has been

recommended in the study of emotions to observe change over time, time series analysis

seemed appropriate. Chronologies involve compiling chronological events to investigate
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presumed causal events, with the idea or assumption that the basic cause and its effect

cannot be temporally inverted. According to Yin (2003), the analytic goal of chronologies

is to compare the chronology with that predicted by some explanatory theory, based on

the condition that certain time periods in a case study may be marked by classes of events

that differ substantially from those of other time periods. However, because of the nature

of working with children with cancer and the nature of recruiting participants for

research, this did not work out in the way I had originally envisioned. Most of the

participants were at different points in working with children with cancer and thus it was

not possible to compare each case study participant at the same time point. However, the

progression of how a child with cancer had his or her educational needs addressed over

time was extremely important to this research. Thus, rather than presenting each case at

each time point, in the next chapter I will present each case as it falls in the time

continuum of returning to school. Typically, when a child is diagnosed with cancer there

is a progression of events that is set into motion in the school system. Figure 1 below

shows the progression children with cancer generally follow. There may be some

variation in this, as for example when a child is enrolled in homebound services, then

returns to general education, and then is re-enrolled in homebound services. This system

and the variations that can occur in this system will be discussed more thoroughly in the

next chapter. The case study data will be reported in the next chapter in sequence so that

the events that occur over time are noted appropriately.
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Figure 1. School Re-entry Process School Choices

The case study protocol. In case study research, the case study protocol makes it

possible for another researcher to follow similar steps in any audit of the procedure or

replication, and this helps to ensure reliability. The following is the case study protocol of

my study. In this type of research, data collection and data analysis were intertwined and

studied in a recursive manner. Thus, the case study protocol includes my processes for

both data collection and data analysis.

1. Set up interview time with interested case study participant.

2. Conduct interview using the questions listed in Appendix B & C, participants

answers to the survey(s) to guide the interview; Record interview; Take notes

during interview.

3. Conduct observation (when appropriate) using questions listed in Appendix B &

C to guide note taking during the observation.

Diagnosis
of Cancer

Absence
from

School

Enrollment in
Homebound Services

or at a
Hospital School

Return to the General
Education Classroom

Option 1

Option 2

Option 3
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4. Transcribe interview.

5. Using the transcription, answers to the surveys, and notes taken during interviews

and observations (when applicable). .

6. After completing spreadsheet for all participants, write the individual case studies.

7. Look across each of the columns in each row for similarities and dissimilarities

across the cases.

8. Note similarities for each case. A similarity is defined as a common indicator

identified by two or more of the participants in the same question.

9. Note any dissimilarity. Dissimilarity is defined as something noted by only one

participant that was markedly different from the other case study participant

answers.

10. Identify those similarities that were identified more than three times. These are

the categories in which data can be coded.

11. Use the dissimilarities to complete the negative case analysis.

12. Write the cross case analysis.
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Chapter Four: Results

When I began this quest to understand better the emotional experience of how

school personnel facilitate the return to school for children with cancer, I had some biases

that I did not fully realize. First, I expected that the general education school teacher

would be on the front line of implementing the school re-entry plan for the child with

cancer. Yet, it turns out that it may be a teacher for homebound students or a school nurse

who is the leader in the beginning of the re-entry process. Second, as suggested by

Deasy-Spinetta (1981), I thought that there would be a person identified as a hospital-

school liaison who would coordinate efforts between the hospital and school. However, it

turns out that most schools I contacted for this research had little to no contact with the

hospital. Third, I thought that as soon as children were medically able to return to school,

they would be returning to the general education classroom. But, in the community where

this research took place, many children received homebound instruction for all of the

years that they were on treatment. Fourth, I thought a school re-entry plan would be a

very concrete step-by-step plan. It turns out that the school re-entry is not solely the

implementation of a plan, but is instead a process that may begin with homebound

instruction or hospital teaching and may look very different for different children. These

were major assumptions with which I entered my research, all of which proved to be

false. I think it is important to identify these misconceptions because they helped me to

create my research method, and yet while they all proved to be false, I found much more

interesting stories and revealed a much more complex and less orderly system than I had

imagined. This system is charged with even more emotion and caring that I would have

predicted.
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In the rest of this chapter I will present what I have discovered through this study.

First, I will discuss the analysis of the survey research that I conducted with those who

participated in the school re-entry workshop. Second, I will discuss the complex and rich

stories that make up the case study research. Third, I will present a cross case analysis

and report on the similarities and dissimilarities across the cases.

Research Question 1

Research question 1 had two parts: a) What change occurs in teachers’ knowledge

of childhood cancer survivorship and in teachers’ confidence in implementing a school

re-entry plan at the end of a workshop on school re-entry? b) Is change that occurs

sustained over time? To address Research Question 1a, three paired-samples t-tests were

used, with alpha set at .05. Participants at the school re-entry presentation were asked to

complete a survey at the end of the two and half hour workshop, see Appendix A.

Questions 1-17 asked the participants to reflect on their knowledge before the workshop.

Questions 18-23 asked the participants to reflect on their confidence before the

workshop. Questions 24-40 asked about the participant’s knowledge at the end of the

workshop. Questions 40-45 asked about the participant’s confidence at the end of the

workshop. Only one survey was administered at the end of the workshop, but the

participants were asked to answer about both their knowledge before the workshop

(reflections) and their knowledge after the workshop (end of workshop), and similarly,

their confidence before the workshop (reflections) and then after the workshop (end of

workshop).

To address Research Question 1b, again three paired-samples t-tests were used,

and for each test alpha was set at .05. Participants were asked on the end-of-workshop
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survey to indicate if they were interested in completing another survey two months hence

(two-month follow-up). The two month follow-up survey, Appendix B, asked the same

questions about participants’ knowledge and confidence, but participants were asked to

report on their knowledge and confidence at this point, two months after the workshop.

Participants were also asked to report qualitatively on new experiences with the school

re-entry process since the workshop had ended. Answers to the qualitative questions on

the survey are reported on in the cross case analysis section of this chapter.

In the following section, I will first report on the descriptive statistics of the total

pool of participants (N=26). Second, I will report on the analysis of the survey data

obtained at the end of the school re-entry workshop (N=25). Third, I will report on the

analysis of the survey data obtained both at the end of the school re-entry workshop and

two months after the workshop (N=10). Only one survey participant completed the

second survey but not the first. This person was included in the descriptive statistics, but

was not included in any other analyses.

Descriptive Statistics

On the first survey, participants were asked to report on their profession, the grade

level in which they worked, their years of experience, gender, previous experience in

working with a child with cancer, previous training on working with children with

cancer, and motivation to attend the workshop.

In the category of profession, 3.8% of participants were general education

teachers, 7.7% were special education teachers, 3.8% were school counselors, 3.8% were

administrators, 30.8% were school nurses, 23.1% were nurses not in schools, and 6%

were others including school psychologists, social workers, district administrators, and
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additional school personnel. Nurses, both in and out of schools, represented more than

half (53.9%) of the participants. This may be due to the fact that nurses and social

workers were able to receive continuing education credit for attending this workshop.

The majority of participants were women (92.3%), with 15 or fewer years of

experience working in the school systems (84.6%), who had not received previous

training on the school re-entry process (69.2%). Further, all grade levels were represented

with about 81% of participants having worked with the schools. Of the participants,

26.9% worked only with elementary schools, 7.7% of participants worked only with

middle schools, 7.7% of participants worked with both elementary and middle schools,

38.5% worked with all grade levels, and 19.2% did not work in the schools.

Experience with cancer varied, but almost all of the participants (96.2%) had

some previous experience with cancer. Participants were asked their previous experience

with cancer by being offered the following options: “I have had a student in my class

with cancer,” “I currently have a student with cancer in my classroom,” “I am a cancer

survivor,” “I have a family member or close friend who has had or currently has cancer,”

“I have no relationship to cancer” and/or “other.” Participants were allowed to select all

options that applied. The results of this analysis revealed that for the participants, 19.2%

were currently working with a child with cancer, 23% had worked with a child with

cancer in the past, 23% reported other experiences with cancer such as working with a

child in a hospital or conducting neuropsychological testing after cancer treatment, and

3.8%, or 1 person, reported being a cancer survivor. In total, 69.2% of participants had a

family member or friend who had had cancer while only one participant, 3.8%, had no

previous experiences with cancer.
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Motivation to attend this workshop in many ways resembled responses to

previous experience with cancer. Participants were asked if they were motivated to attend

the workshop because they were currently working with a child with cancer, had worked

with a child in the past, wanted to be prepared for working with children with cancer in

the future, and/or other. Again, participants were allowed to select more than one

category. Either in combination or as a single answer, 26.8% of participants reported that

they were motivated to attend the workshop because they were currently working with a

child with cancer, 53.7% because they had worked with a child with cancer in the past,

and 26.8% because they were currently working with a child with cancer. As an answer

only given in combination, 19.1% of participants reported that they were motivated for

other reasons such as continuing education credits and being a good resource for the child

or the family. The majority of participants, 73%, either in combination or as a single

answer, reported that they were motivated to attend the workshop to be prepared for

working with a child with cancer in the future.

Analysis of Survey 1

Two paired-samples t tests were conducted to determine whether the 25 survey

participants at the school re-entry workshop showed an increase in knowledge and

confidence, based on their answers to the one survey given at the end of the workshop. I

was looking to see if participants’ reflections on their knowledge and confidence before

the workshop differed from their ratings of knowledge and confidence after the

workshop.

The results indicated that the mean for knowledge at the end of the workshop

(M=4.14, SD=1.06) was significantly greater than the mean for participants reflection on
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their knowledge before the workshop (M=2.86, SD= 1.05), t (24) = 4.72, p<.05. The 95%

confidence interval for the mean difference between the two ratings was .72 to 1.84.

Similarly, the results indicated that the mean for confidence at the end of the workshop

(M=4.11, SD=.67) was significantly greater than the mean for participants’ reflection on

their knowledge before the workshop (M=2.46, SD=1.22), t (24) = 8.68, p<.05. The 95%

confidence interval for the mean difference between the two ratings was 1.26 to 2.05. The

means and standard deviations for knowledge and confidence at each time point for

Survey 1 are presented in Table 2

Table 2. Survey 1 Knowledge and Confidence Means and Standard Deviations

(N=25).

Reflections of Before the

Workshop

Ratings at End of Workshop

Mean 2.86 4.14Knowledge

Sd 1.05 1.06

Mean 2.46 4.11Confidence

Sd 1.22 .67

Analysis of Surveys 1 & 2

Paired-samples t tests were also conducted to determine whether the 10

individuals who were given both the survey at the workshop (Survey 1) and the two-

month follow-up survey (Survey 2) showed an increase in knowledge and/or confidence.

The results indicated that the mean for knowledge on the two-month follow-up survey

(M=4.29, SD=.55) was significantly greater than the mean for reflected knowledge
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before the workshop (M=3.14, SD= .85), t (9) = 2.84, p<.05, and similarly for confidence

two months after the workshop (M=4.18, SD=.44) compared to participants’ reflection on

their confidence before the workshop (M=2.92, SD= .94), t (9) = 3.48, p<.05. However,

there was not a significant difference for knowledge or confidence in means between the

end of the workshop and the two month follow-up.

The means and standard deviations for knowledge and confidence, where there

was a significant difference, are presented in Table 3. An interesting fact to note is that

the means for knowledge and confidence on their reflections before the workshop for

these ten participants are slightly higher than those reported in Table for the large group

of respondents.

Table 3. Survey 2 Knowledge and Confidence Means and Standard Deviations

(N=10).

Reflections Before the

Workshop

Follow-up after workshop

Mean 3.14 4.29Knowledge

Sd .85 .55

Mean 2.92 4.18Confidence

Sd .94 .44

Research Questions 2 & 3

Research Question 2 stated: Through the framework of Hargreaves’ (2000, 2001)

emotional geographies, how are emotional closeness and distance associated with the

school re-entry for a child with cancer? Research Question 3 stated: Using the framework
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of Hargreaves’ (2000, 2001) emotional geographies, what is the emotional experience of

school personnel during the particular context of school re-entry for a child with cancer?

To address these research questions, I used a case study strategy. It was helpful for me in

the analysis to liken this study to a quasi-experimental study with independent and

dependent variables. In my mind, I saw the dependent variable as the re-entry process

that occurs for the child with cancer, and I saw the independent variables as the

participants’ background, their experiences with cancer, and the emotional geographies

traversed. For these case studies, I will describe each of these sets of variables. Each case

will be presented in the time order in which it falls in the continuum of the return to

school for a child with cancer as mentioned in Chapter 3. Specifically, I will report first

on three homebound teachers and then second on four members of school personnel

working with a child in the general education classroom.

In the community in which this research was completed, there is a general

progression of events that occurs when a child is diagnosed with cancer:

1) The child will receive a cancer diagnosis or, at the very least, a pretty strong

suspicion that cancer exists. Actual diagnosis may come after number two below.

2) The child will be out of school for at least some period of time while a course of

action is determined such as where the child should be treated, how much

treatment will be needed, what type of treatment will be needed, at what stage is

the disease as well as a myriad of other factors. This step is usually in the hands of

the medical team.

3) The child’s parents or guardian will inform the school of the diagnosis. It is

possible at this point that the child life specialist (or possibly another member of
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hospital personnel) will help to coordinate the education issues, and at that point,

parents and teachers will be provided with a number of options for the child. The

options include, enrolling in homebound services (option 1); returning to the

general education classroom (though this seems to happen very infrequently in the

community in which this research took place)(option 2); or attending the hospital

school (if there is a hospital school located at the hospital where the child is being

treated). There is not a hospital school yet in the main community where these

data was collected, and so I will not report on that particular option.

Many decisions fall on the parent and require the parent to complete

appropriate paperwork. These are not always easy pieces to fall in place. For

example, if the hospital is located within a particular school district, than while

the child is in-patient at that hospital, the child can only receive instruction from

the school district in which the hospital is located. If the child lives even only 20

minutes away and is enrolled in a nearby, but different school district, then he or

she must un-enroll in the current school district and then enroll in the school

district of the hospital. Then, once hospital treatment is finished, if the child wants

to re-enroll in the school district in which he or she lives, the enrollment process

must be completed again. All of the paperwork that must be filed to change

school districts must be obtained and then completed by the parent of the child

with cancer. However, because the parents are, quite understandably, often

overwhelmed, this does not always happen, and therefore, there could be longer

absences from school. The model in Chapter Three shows what should and does

often happen for children with cancer in this community; however, because of the
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challenges of reality this is not what always happens. In addition, in the

community in which this research was conducted, not all services a child with

cancer might need are available, such as bone marrow transplantation. Thus, if a

child is moved to another hospital in a far away different location, different

procedures may apply as far as meeting educational needs than the chart in

Chapter 3 described, though the child may still attend a hospital school or receive

homebound services in that city. There is little to no coordination between this

community and the educational services in other communities.

4) The child will return to the general education classroom once treatment for cancer

has been completed.

Enrollment in Homebound Services: Option 1

Participant Background

As mentioned above, in this community when a child was diagnosed with cancer

they often received homebound services. Three homebound teachers, Katie, Kelsey, and

Lindsay, from one school district graciously agreed to participate in this research. While

they served different students, they worked together as a team to support one another and

to serve children in their community, and so I will report on them together. Kelsey and

Lindsay had attended the school re-entry workshop detailed in Chapter 3, but Katie had

not. Katie had been a homebound teacher in the same school district for almost 30 years,

and was the lead homebound teacher in her district. Lindsay had been a homebound

teacher in this district for more than 25 years while Kelsey had been there for about eight

years. The role of each homebound teacher was to bring instruction to the child in the

house. The state required that each child receive a minimum of four hours of instruction
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per week while assigned to homebound instruction, and if the child was able, he or she

may receive more, although any time the child is sick, fewer hours of instruction are of

course allowed. In addition, each child was assigned a classroom teacher, who may or

may not be someone who had had any contact with the child, who decided which lessons

that child would receive, often graded those assignments, and provided the information

about the lessons to the homebound teacher. The homebound teacher then brought those

assignments to that child but maintained the right to modify the lessons. A homebound

teacher could be teaching as many as 45-50 courses at a time, so it would be unrealistic

for any of them to plan the lessons for all of the children they teach. Generally, the

homebound teacher, because of time limitations, taught the major concepts in several

domains. This was good, on the one hand, as the child could move on as soon as a new

concept was understood, but limiting, on the other hand, as the child may only receive the

most basic and introductory of instruction.

As homebound teachers, Katie, Kelsey, and Lindsay were a part of the school

district system, yet they faced unique challenges. First, homebound teachers work with a

very specific population, and while they were a valued part of the school system, they

were serving a group of students who differed from others on their campus. Both Lindsay

and Kelsey stated how excited and thankful they were for the school re-entry workshop

that the Lance Armstrong Foundation and Leukemia & Lymphoma Society offered

because it was, unlike most professional development, something that really pertained to

their daily work. Second, from year to year, there was some uncertainty about where

these teachers would be housed. Each teacher was assigned to a different school, but

because they were so often out of the school working with children, they were often
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reassigned and not as easily made a part of a school community. Third, it is important to

note that in their school district until the previous year, all children, including children

with cancer, who received homebound instruction, received services from special

education homebound teachers. However, the previous year, this school district had made

a change, and children who were receiving homebound instruction who were not enrolled

in special education before they began receiving homebound instruction were to be

served by a general education homebound teacher. For example, if a child with cancer

was to receive homebound instruction, he or she previously would have received services

from Katie, Lindsay, or Kelsey, but now services were to be provided by a general

education homebound teacher. This was a major shift for these teachers and in their

district. Fourth, as the lead special education teacher, Katie had added responsibilities and

faced special challenges such as ensuring that students receiving homebound instruction

could receive standardized assessments in a valid manner at home, as she wryly noted,

“I’ve given the [name of test] with an emesis basin in one hand.”

Katie and Kelsey both lived in the same community in which they taught and

were very knowledgeable about how to get certain tasks accomplished in their

community. Kelsey’s children went to school where she worked and Katie had gone as

far as making phone calls to the mayor to make someone’s electricity stay on, something

she was willing to do if it helped the family of a child with cancer.

I asked all three of these teachers why they chose to be homebound teachers.

Lindsay’s statements focused on enjoying providing individualized attention to children

who needed the most help. Kelsey’s answers focused on the joy she felt in providing
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educational services to a group of dedicated students who needed her educational and

emotional support. Katie’s response aptly summed up all of their sentiments.

This is a calling…many teachers have tried to teach homebound and they can’t. It

is too much, too emotional. (People ask) How can you go into a home when the

prognosis is not good? And I say, how can you not? That’s what I said when one

of my very first ones said, you bring me hope. And we go in with that thought. All

of us (the homebound teachers), and we talk amongst ourselves, we always go in

with the thought that this child will get well. We’re building a foundation that

they will build on in their future classes. If we ever go in and think we’re

probably going to lose them, then it shows.

Experience with Cancer

While none of these teachers revealed a personal connection to cancer, all of them

had had several students who had been diagnosed with cancer. I will describe this

connection in the section below on emotional geographies. Lindsay was the only teacher

who had been working with a child with cancer at the time that I interviewed her.

However, Katie and Kelsey had each worked with more than 10 children with cancer

over the years, and for each one of them, they described an incredibly close relationship

with both the child with cancer and the family. Even with many years experience in

working with children with cancer, they still defined the school re-entry process as a

deeply emotional experience. The first thing Katie shared with me when I asked her

about working with children with cancer was, “It is deeply emotional. Many times when I

leave the students I’ll go around away from their home where they can’t see me and cry,"
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and the last thing Kelsey shared with me about working with children with cancer was,

“You just can’t go into the home without getting involved emotionally.”

Emotional Geographies

Sociocultural geography. Sociocultural geographies represent differences in

culture and class between the teacher and his or her students or the parents of his or her

students. In Hargreaves research (2001), teachers often found themselves socioculturally

distanced from their students and families because of disparate backgrounds that led to

stereotyping by the students and parents of the teacher and by the teacher of the students

and parents. This did not seem to be true of the relationships between the three

homebound teachers and the families with whom they worked. As homebound teachers,

Katie, Kelsey, and Lindsay reported that they almost never met the children with whom

they worked until the child became sick, unless the child relapsed and was reassigned to

homebound services. The child with whom Lindsay had been working was one she had

worked with two years previously who had recently relapsed. However, because in most

cases these students were new to them, they had very few pre-conceived notions about

the child or the family, such as the child is a troublemaker or the mother is

overprotective, and this allowed them to establish new fresh relationships with the

families of children with cancer. Generally, the first point of contact for the parents

regarding their children’s educational needs was Katie. As soon as she found out that

there was a child with cancer in the district, her job was to call the parents and engage in

the following dialogue:

What can we do to help you? Immediately I can hear them take a deep breath. We

find out if they’re going to be in Austin for a long time or are they going to be in
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and out, and then we can help them to determine where and what their needs are

and get going with homebound just as fast as we can.

By being this first line of contact with the school system, and by going to them to offer

help rather than waiting for the parent to come to her, Katie had set up a very close

relationship and reduced sociocultural distance that could have existed between them and

complicated the school re-entry process. In turn, this set up how Kelsey and Lindsay were

able to interact with the families as well.

These teachers created sociocultural closeness with the students with the same

type of immediate response and by bringing the hope of returning to school. As Katie’s

quote earlier alluded to, the homebound teachers go into the house thinking that this child

will survive and that the educational needs of the children are first and foremost because

they are building a foundation for future learning. This was what the teachers hoped the

children would feel when the homebound teachers came in to see them. The teachers

reported that they tried not to go into the house with negative stereotypes that children

with cancer will die, but instead to bring them the education they need and with it, some

normalcy into their lives. This idea of normalcy, and school being the most normal thing

a kid can do, was a concept that all three teachers mentioned. Particularly, they focused

on the children feeling hope because they are receiving academic services, what a

“normal” child does. Katie quite eloquently illustrated this point.

This one young man would get his work done and say, “well I just don’t want to

have you fuss at me, I know I’m going to make it because the school district

wouldn’t be paying you to come out and you wouldn’t be pushing me to do my

homework if you honestly didn’t believe I was going to make it. You bring me
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hope, more than anything you bring me hope. When you keep coming and say

you have to learn this, than this is what you bring to me is hope. I’m going to get

my work done because I’m going to need it…”Yes, I think the most normal thing

a child can do is continue with their education. That’s the thing we bring in. In a

life that is so chaotic and everything is different, we bring in the one stability that

they’re very familiar with.

And while each of these teachers strove to bring normalcy to the children, as a new

homebound teacher Lindsay had struggled with this idea somewhat.

A lot of times before I got it into one of the things that bothered me was that I was

forcing kids to work that weren’t able to, but I’ve really found that’s not the real

way it is. The real way it is, is they appreciate that someone comes to them with

school, and it’s not on them to gather everything up and that there’s someone

there to be their teacher...I remember one time I came back after Christmas break

and the children were so happy to see me, and it’s like okay. It’s not an added

burden…Not that they don’t complain about the work, but that’s normal!

This ability to become integrated into these children’s lives and their family’s lives

seemed to make differences that may have existed in culture and class between these

teachers and their students or the parents of their students unimportant.

Moral geography. “Moral” means “teaching or exhibiting goodness or correctness

of character and behavior” (Retrieved on June 24, 2006, from

https://www.dictionary.com). While no one in this case studies research specifically

mentioned moral behavior or morality, goodness and correctness of behavior were

overarching themes in almost every aspect of the school re-entry process. Moral
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geographies represent differences between a teacher’s purposes and those he or she

serves that occur with no mechanism to resolve differences (Hargreaves, 2000, 2001). In

Hargreaves’ (2001) research, he found that moral distance may occur when teachers

receive negative feedback particularly about how they choose the content that is taught or

why content is delivered in a certain way, and moral closeness may occur when teachers

experience positive feedback from parents and students. For these homebound teachers,

this was a very complicated topic. The purpose of the homebound teacher was to serve

this child by meeting his or her educational needs, but so often the children they had

worked with had died before they were able to finish their schooling or return them to the

general education classroom. There did not seem to be a mechanism to resolve this.

When I asked Lindsay how she coped with working with a child who was about to

graduate from high school whom she knew might die from cancer, she told me very

honestly, “Uh, denial…I was bringing him books for him going to college as soon as

possible because I was just completely in denial that he was going to die and then

afterwards, it was just really, really tough.” In this case, she was serving her purpose, and

yet after several years of working with him and returning to school, he relapsed and never

made it to college. Is there a mechanism to resolve this? Is denial the wrong mechanism

to resolve this when the next day she may need to walk into the house of another student

with an almost identical story and serve that child? The families of the children validated

the actions of the homebound teachers by choosing to enroll their child in homebound

services, by acting as active partners in the school re-entry process, by asking these

teachers to give eulogies at their children’s funerals, and by allowing these homebound

teachers to become participants in their children’s lives. Katie talked about her
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experience with children as they became increasingly sick from therapy and how active a

role she played in the children and the families’ lives. Morality and the closeness of these

teachers with the children and the families seemed inescapable.

I’ve sat with kids and as they get more severe and we read. And I’ve watched

blood pressures stabilize as we read. Just sitting in there beside them. They’re

comatose sometimes. This is on my time, you know, when it’s [the local hospital],

and I just drive down late in the evening or on weekends and just read. They’re

accustomed to my voice.

Professional geography. Professional geographies are differences that arise

between a teacher and others, including the students, the families of the students, and

colleagues and administrators, when his or her role as a professional is questioned. I will

address these three types of relationships in the following section.

Based on the descriptions of these three teachers, working with children with

cancer as a homebound teacher seemed to be a very unique and fulfilling experience as

well as one full of emotion. During my interviews with all three of these women, I was

often surprised that neither I nor they started to cry. The stories that they told were very

intense, and the deep level of commitment and care that they expressed for these students

was powerful. One of the major contributors to this sense of intensity was that the stories

they told revealed the character of children with cancer who were brave beyond their

years and truly strong individuals. At different points, each of the homebound teachers

reported that in general they found that despite being critically ill, the children with

cancer with whom they had worked were very devoted to completing their school work,

and were often even more likely to get their work finished then a few other children who
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were not as critically chronically ill. Kelsey and Lindsay both suggested that this

dedication to schoolwork might be attributed to the child’s desire to have a sense of

normalcy. However, a sense of normalcy might still look different for a child with cancer.

Katie described a situation in which a student of hers had refused to go to the emergency

room until she could get over to the home to receive all of his homework and give him

new assignments to work on while he was in-patient at the hospital.

As much as these teachers seemed dedicated and committed to working with

children with cancer, they themselves questioned their role as a professional when

working with children with cancer. When was enough really enough? Katie asked, was it

appropriate to have this child wait to go to the emergency room until he had his school

work? How much do you push children when they're so sick that they can barely work?

What's your role as a professional? How do you find the balance between addressing

their academic needs with the emotional and physical aspects of treatment? These

concerns echoed the concerns previous researchers have found in working with children

with cancer (Chekryn et al., 1987; Fryer et al., 1989). As mentioned earlier, schoolwork

seemed to bring to children with cancer a sense of normalcy and with it, hope in a very

chaotic life for the child, but what is the role as a professional for the teacher. As Lindsay

stated, “Schoolwork, even to me I understand it’s a second, it’s not their primary concern.

Because they’re just so sick and they know they have the possibility of dying.” In

response to their concerns, these teachers tried to find ways to balance education and the

physical illness, by being extremely flexible and working around the child’s schedule to

help address academic needs. They tried to “read” their students and provide academic

services, even if it was only to read them a story.
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Of course, in the general education classroom, children learn more than just the

academics. School provides a social environment that is the staple of most children’s

world, and these homebound teachers had the added challenge of trying to address the

social needs as well. They addressed these needs in a number of ways. For example, they

tried direct contact in the classroom such as using a voice conferencing system so the

student could be an interactive participant in classroom activities, but this took a great

deal of cooperation from the general education teacher as well. Or, they encouraged the

children to come to school whenever they were ready and able for part or all of the school

day, or for specific events. Katie and Kelsey also offered classroom presentations to the

peers of the child with cancer. Both hospital personnel and local cancer organizations in

the local community would come into a classroom and provide a presentation on cancer

to classmates or to small groups of friends for high school level students who may have

several classes with the target child. Lindsay learned about the classroom presentations at

the school re-entry workshop but had never used this service. While none of these

experiences compared to the actual social experience of the classroom, providing social

experiences for the child with cancer on homebound assigned was yet one more

responsibility that defined the role of these teachers as a professional.

Typically, there can be many differences of views between a teacher and the

families they serve. Yet for these homebound teachers, because they saw themselves as

partners with the parents in the school re-entry process, there did not seem to be the usual

problems that can arise. In this partnership, there seemed to be distinct roles for the

parent and the teacher. The parent provided information about when the child would be

able to work, which generally meant that there were not medical factors making it
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impossible for the child to work at that time and often a doctor had agreed with that

decision. The parents, with the input of the medical team and often the child, also made

decisions about where and when the child would receive treatment, which could mean

moving the child to an entirely different school district or enrolling in the general

education classroom. The homebound teacher’s role was to meet the child’s educational

and emotional needs. Also, the homebound teacher’s role often became that of a

counselor and friend for the parents. These three teachers reported trying to help families

find appropriate financial services and emotional support for the family and for the child.

This was particularly true in the case with which Lindsay was working then, where this

was the second time she was working with the same family. Also, all three of the

homebound teachers mentioned the siblings as neglected individuals in the school re-

entry process. Lindsay noted that the siblings have their own emotional needs that are

often not being met, and while the parents may try to spend time equally with each child

it can be hard to maintain equal time when one child is so sick. Katie reported that she

brought a separate bag with her when she met with the students and brought things just

for the siblings. As a counterpoint, Kelsey while recognizing the needs of the siblings as

an overlooked issue, raised the question of whose job is it to serve the siblings? And how

do we support them? I will talk a little bit more about those roles in the next section on

physical geography, but in general the families seemed to be validating and supporting

the role of these homebound teachers as professionals who provided emotional support

and addressed the academic needs of the child with cancer.

For these homebound teachers, the greatest amount of emotional distance came

with colleagues and administrators questioning or not understanding their roles as a
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professional. Validation from colleagues and administrators did not seem to come in

quite the same way that the children with cancer and their families provided. While all

three homebound teachers stated that they were on very supportive campuses, they also

individually described a number of issues that exemplified how their roles as a

professional were questioned. The homebound teachers and the general education

teachers to whom the child with cancer was assigned must have a good working

relationship because the general education teacher gave and usually graded the lessons

that the homebound instructor was supervising. Yet, the general education teacher may

never have met the child and may never have any relationship with that child. This led to

very different relationships with the child and family and made for an uneasy relationship

between the two teachers. For example, Kelsey described how teachers would groan

when they saw her coming down the hallway because they thought that she needed them

to complete another task. Lindsay and Katie described the difficulties they faced with

general education teachers who were concerned about the scores of a statewide

standardized assessment reflecting poorly on them because they had not provided the

bulk of the instruction.

The relationships with colleagues seemed to vary greatly. For Lindsay, the student

she had recently lost to cancer had been back at school for a year before relapsing and

returning to homebound instruction. Because he had been back in the classroom for one

year, Lindsay reported that, really for the first time, she had a group of teachers with

whom to mourn because they too had known this child and had been working to provide

him with emotional and educational support. The biggest variable they described was

how well the general education teacher knew the student before the cancer diagnosis.
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Both Lindsay and Kelsey described the “distance” that a teacher can feel from a student if

the teacher did not know the child before the diagnosis. Further, Lindsay stated,

It’s a lot easier when they know the student. They feel a connection to the person

rather than say “he’s not even my student, why don’t you do the grades or why

don’t you do this or do that,” when they don’t know the kid. Where, they don’t

say that when they do.

If the teacher did not know the child before the cancer diagnosis, the homebound teacher

would run into problems because as Kelsey stated, the other school personnel often do

not “understand how truly hard this is on the families,” nor do they understand how

fatigued and emotionally overwhelmed the child with cancer may be, and they were not

as willing to help the homebound teacher. Kelsey often found herself walking up and

down the halls of the high school trying to get the new assignments she needed and

collecting the graded work that had been completed. Lindsay reported trying to figure out

who should grade what. Katie wondered who should be in charge of informing the school

personnel about the needs of children with cancer so that her staff could receive the

support they needed. All of these obstacles to getting the job done worked to undermine

the role of the homebound teacher as a professional and made it that much more difficult

for the school re-entry process to occur.

After homebound instruction ended, the uneasy relationship was not necessarily

resolved. When children first returned to the classroom, they might still be on treatment,

might have grown their hair back, but might still be extremely fatigued and emotionally

fragile. Also, many children with cancer will go on to experience late effects, but the

homebound teacher may no longer be serving as the case manager, and there may not be
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a procedure for watching for late effects. Kelsey realized during the workshop that one of

the students with whom she had worked with was exhibiting many of the symptoms

described in the school re-entry workshop as late effects, and because she had never been

informed about late effects before, she had never made the connection to cancer. The

homebound teachers asked me for additional resources on these late effects because they

felt they wanted to be prepared for future ARD meetings during which they could bring

in this information. However, to this point, monitoring the children’s academic success

after homebound services were completed had never been in the purview of the

homebound teachers, so this would have been another responsibility in their role as a

professional.

Physical geography. Physical geographies represent differences that arise

between the teacher and others around him or her because of fragmented and episodic

relationships. In Hargreaves’ (2001) research, teachers experienced physical distance

when relationships were disrupted by occurring infrequently or not face-to-face. For

example, secondary teachers experienced physical distance with the parents of their

students with whom they communicated solely through notes or during infrequent parent

teacher meetings. In this research, the structure of the relationship of these homebound

teachers was by nature fragmented and episodic because they scheduled four hours of

weekly schooling (or slightly more or less) based on the child’s schedule and health. It

was often the parents who determined when the child was well enough for school or not.

This created certain problems for the teachers because it meant the parent or the student

could call and cancel at anytime, creating the difficulty of having to reschedule a meeting

to meet the state minimum of 4 hours per week. Also, because the parents were the one
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deciding whether or not the child was ready to return to school, they could misjudge the

abilities of their children. As Lindsay pointed out,

Parents get afraid and I can’t blame them. I go so often and I see them and they

look like they should be in school but the parents get concerned about it and the

fact that if they do pick up something it’s so much worse.

As a result, the majority of lessons that these students received were related to critical

information the child needed in order to move on to the next grade level. For certain

children this worked as well because they did not spend time on concepts they already

understood, but for other children it could result in them not passing on to the next grade

level. One way some of the parents Kelsey worked with had found to address this issue

was by using the CaringBridge™ website. CaringBridge™ is a nonprofit 501(c)(3)

organization offering free personalized Web sites to those wishing to stay in touch with

family and friends during significant life events. On this site, the parent of the child with

cancer could post information about how the child was doing and what was happening at

a particular time or on a particular day. This was one way that Kelsey was able to stay

informed about when she might next be able to work with the student.

An additional issue that arose was that some children were being treated in

another hospital in another city or state. The student with whom Lindsay was currently

working had been treated out of the community and ended up not receiving credit for the

previous school year, and was now back receiving instruction from Lindsay to try and

catch up with his fellow classmates. Why this had happened Lindsay was not sure, but

certainly the increased literal physical geography would increase the distance of the

emotional physical geography.
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Political geography. Political geographies represent differences that arise between

a teacher and those around him or her because of distorted cognitive aspects of

communication due to hierarchical power relationships. Many of the issues raised in the

section above on professional geographies could certainly fit in this section as well.

Colleagues and administrators in the schools seemed not to value the time of the

homebound teachers, and perhaps this was due to perceptions of hierarchical power

relationships. Another big difference in hierarchical power relationships seemed to be

that between the homebound teachers and the medical team serving the child with cancer.

The medical team was likely to communicate only through the family and gave no

information to the school nor did they solicit any information from the school. It is true

that there are restrictions caused by HIPAA regulations as to what can be shared about a

child on care. However, it seemed that general information about what are the effects of

treatment on children with cancer, what are the potential long term effects, and when

should a child return to school would be of great service to both the homebound teachers

and the general education teachers As it was, the medical team with the cooperation of

the family held all of the power to decide when a child was in or out of school or

receiving homebound services. Although it may be that by law this is the exact way that

the system has to work, it is still important to acknowledge that the medical team held all

of the power.
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Return to the General Education Classroom

(No Homebound Instruction): Option 2

The results of next case study came from a school counselor who worked with a

child with cancer who received no homebound instruction but was enrolled in the general

education classroom directly after diagnosis.

Participant Background

Danielle was a school counselor at a private Catholic school who had worked

with a seventh grader with cancer two years previously. As a private school, how

children with special needs, including children with cancer, are served differs from the

public school system such as the one described above. For example, Danielle’s school did

not have homebound services. However, this school did offer services to help children

with special needs, including children with cancer, and much of those responsibilities

were handled by Danielle.

Usually our children stay right here. We do not have a special education

department, but can we help children with special needs? Yes. We do, we do a lot

of that, it’s my thing, I love it…A lot of children come in here if they need help

with a test or if they just need a quiet place.

When I visited Danielle for the interview, I saw evidence of her role in the school.

When I walked into her the room, a child was just leaving who had been receiving help

with a test. In addition, during our interview as children walked by the window in her

office and greeted Danielle, she told me short stories about who the students were and

what was happening in their lives. She seemed to be an important part of that school’s

community and seemed to enjoy being a part of the school. Also, Danielle, who had
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attended the school re-entry workshop, reported that the interventions that were described

in the workshop to help children with cancer were accommodations that were being

implemented at her school.

Experience with Cancer

The previous year, the whole school had developed a connection to cancer when

one of the teachers was diagnosed with cancer. Danielle described this teacher to me and

talked about how the staff had supported him during his illness. The other staff members

had donated sick time to him, helped to cover his teaching load, and gave him time to rest

as needed. Sadly, this teacher had been diagnosed with an aggressive brain tumor and did

not live, but it certainly made the school aware of the challenges caused by cancer.

Danielle also revealed a personal connection to cancer that gave her especially

adept perspective on working with children with cancer. Her mother, her cousin, and her

aunt had all died from cancer in the 1970s. At the end of our interview she talked with me

about her mother’s cancer and about a friend she had who was going through treatment

and what that had been like the two of them. We also talked about how much cure rates

have increased over the years and her excitement in that fact that most stories are now

success stories, “That’s amazing. I’m finding in my experience here because we have a

lot of parents who have had cancer that they’re all living. It’s amazing.”

Emotional Geographies

Sociocultural geography. Danielle reported a close relationship with the family,

and not one which was threatened by emotional misunderstanding due to differences in

culture and class. Danielle reported that because this student was new to the school, her

entire relationship with the child and the family began after the diagnosis. Danielle’s
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personal connection to cancer may have helped to lessen the distance in constructing the

sociocultural geography, because the family and Danielle shared at least one aspect in

their backgrounds, having a loved one with cancer. Danielle’s understanding of cancer

seemed to have provided her with a unique perspective, “When someone tells you they

are fatigued from chemotherapy, you believe them. When everyone tells you that they are

fatigued from chemotherapy and you’ve seen it.” In this statement, Danielle expressed

how she took for granted that everyone understood that fatigue is a major component of

having cancer. Yet, as I mentioned in the previous case story, an obstacle the homebound

teachers faced was explaining to the general education teachers how tired children with

cancer can be from treatment. Danielle’s understanding of this aspect of cancer treatment

may have helped to create closeness with the family. I believe to some extent Danielle

realized this as well, because when I asked Danielle what she thought of the school re-

entry workshop she stated, “The program is helpful…It’s also good that they’re getting

that word out because there are people that don’t have any idea about that disease. They

really don’t. They don’t know.”

Moral geography. In Danielle’s words, the mission statement of Catholic

Education is,

That anyone that wants to come here to get a good education that we're willing (to

educate them). It doesn’t mean that they can stay here if it doesn’t work, there are

parameters. There are requirements and responsibilities on both sides, but yes

absolutely…Those reservations (about working with a child with a life-

threatening illness) weren't there. They were really ready and willing.
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By actively following this mission, Danielle and her colleagues seemed to have

created a different dynamic in the school that resulted in lessening the differences that

could have occurred between the teacher’s purposes and the student and parents. The

purpose of the school included a moral obligation to serve the child with educational and

emotional services, which seemed to aid in creating emotional closeness in the

construction of the moral geography. Also, in this case the mechanism for resolution was

to solve problems in the best way possible for the child, to offer the best services

possible, or the child would not be able to remain in the school. Fortunately, through

much hard work, they were able to serve this child with cancer in this school and provide

her with the education she needed to move on to the next grade level.

Professional geographies. Danielle reflected on this experience with cancer in a

very global sense, in that she did not simply talk about her role, but also what others’

roles in the school were as well as what they would be able to do in the future. The

advantage of hearing about the experience in this way was that it seemed evident that

there was a strong team approach to their work with this child with cancer and more

generally for children with disabilities in this school. The disadvantage of hearing about

the experience in this way from my perspective was that there were not many specific

incidences with the child. However, Danielle reported that navigating the school re-entry

process with a team approach seemed to lessen the number of times that there arose

between herself and others questions about her role as a professional.

While the role of the parents seemed to have been to bring reports of how the

student was doing, the role of the school was to “do everything they could” to help

address the child’s academic needs. They addressed this student’s educational needs with
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the support of the principal and the middle school team of teachers at that time. The role

of the principal was to speak with the family and find out about the medical condition of

the child for the day. The parents would report to the principal what was happening, so

that the parents did not have to talk to each of the students’ teachers. The teachers’ role

would then be to provide academic services when the child was in school or send home

work to be completed at home when she was not in school.

We have a group of middle school teachers that are very willing to do whatever

for the students. And so that really helped a lot. The students being able to go

back and have teachers that are willing to do whatever is required to help them

out…They were able to do that without complaining or without spending a lot of

time on stressing about whether she was really getting her education and those

kinds of things. Those were completely done away with. It was like, what can we

do for her now and get her as much education but also make sure she gets

well…We give the message get done what you can , don’t stress out.

Danielle’s role was to monitor and assist in implementing accommodation, but

also to address the student’s emotional needs. Danielle addressed this student’s emotional

needs in a number of ways:

1) She contacted Candlelighters Childhood Cancer Foundation to come into the

school and to present on some of the emotional issues and physical issues that

child may have been facing. This student because of cancer and/or its treatment

needed to walk with a walker and had a Port-A-Cath® system, a device for

intravenous access used for patients who require frequent or continuous
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administration of intravenous substances, which must be protected because it

travels directly to the heart.

2) She allowed the child to come to see her and spend time with her whenever she

needed to talk or just to lie down and rest.

3) She planned a lunch at a local restaurant for the student and about eight of her

friends.

“We went over there and had a big lunch...We had a nice talk and had fun and

laughed. We had a good lunch, took our time, and got back to school when we felt

ready. That was just a way to let some of the kids that she’s closest with at school

go over there and just be with her, have some time to talk. They may not have had

that time otherwise. That might be friends but they wouldn’t have that time,

maybe they don’t see each other out of school…. That gave them that time, that

venue so to speak. And they had a blast. They did they had a blast”.

By having well defined roles and addressing the student’s educational and

emotional needs as a team, the school re-entry process seemed to have been successful

and to have prepared this school for the ability to make the process even better in the

future, should the need arise. However, I should note that this experience had occurred

two years previously, and it is possible that some of the difficulties that may have

occurred during this school re-entry process were no longer at the forefront of her

memory of this experience.

Physical geography. For this student, absences from school due to treatment and

the illness created a somewhat fragmented and episodic relationship with Danielle and

the school staff. She was absent when she was on treatment, but “every chance she could
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get she was here. She wanted to be here. So that’s a good sign, she really wanted to be

here.” The child’s desire to be in school, the principal’s close communication with the

parents, and the school staff’s willingness to help her get her work done without stressing

about the details seemed to have helped the flow of the school re-entry process. In a

private school, there are different requirements, such as not having to take the statewide

standardized assessments and not being rated on a statewide level for how many absences

your school has, that do make the inevitable absences from school due to treatment a

different type of issue than those experienced in the public school setting. Nevertheless,

trying to ensure that a child is moving forward in school and keeping up with her

classmates when her or she is often absent from school can be a challenge.

Political geography. Again, because of the team approach, differences that could

arise because of distorted cognitive aspects of communication due to hierarchical power

relationships were not reported to exist between the parents and the school staff or among

the school staff themselves. Danielle reported developing a good relationship with the

local chapter of the Candlelighter’s Childhood Cancer Foundation who came to the

school and conducted the classroom presentation and attended the lunch mentioned

above. Danielle expressed that she valued that relationship and saw its sincere

importance. When I asked her about how she thought the school re-entry process would

go if they were to do this again, she stated:

To me, will we do a good job, will we do everything we can. Absolutely, we will

do to the best of our abilities. However, you sometimes need, to get the best job,

you sometimes need someone from outside the situation to say this has worked

here, here, and here. This is a good way to handle that…That’s the main thing. Is
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just to know that when an event like this happens with child, there is someone that

can come in and talk to the kids and explain. I think that’s one of the best things.

And someone like you that can say this intervention really works.

The school re-entry process for this child was reported to be extremely smooth

and her school seemed well prepared to handle working with another child with cancer if

that should occur.

Return to the General Education Classroom (After Homebound Instruction): Option 3

In the next section, I will describe the two case stories that involved children

returning to school after receiving a year of homebound instruction. For both of these

cases, I conducted observations in the school that I also describe.

Return to the General Education Classroom: Case 1

Participant Background

Allison was a third grade teacher working with a child with cancer who had been

on homebound instruction the previous year. Allison had not attended the school re-entry

workshop, though the nurse in her school had. She had been a teacher for many years and

was also a licensed master social worker. Allison believed that her social work degree

was extremely helpful in helping her during the school re-entry process: “If I didn't have

that , I don't think I would have been prepared."

Experience with Cancer

The student with whom Allison was working was still on active treatment for

cancer, but he was in maintenance therapy, a less intense form of therapy that was to last

for two years. The goal of maintenance therapy is to destroy any disease cells that remain

so that the leukemia is completely gone. During this time, this student, Ben, had his hair



94

and in many ways looked like everyone else is his grade, yet he was still battling a life-

threatening illness, and he was not very far out from the much more intense first year of

therapy. Allison reported that administrators in the district wanted to place Ben on

homebound instruction during that school year that she worked with him, but Allison

reported the principal at her school fought hard to keep him in the classroom because he

felt it was in the child’s best interest. The principal fought for this knowing that this child

would have many of absences, which he did, that would count against the school in their

statewide rankings. Working with this child with cancer was the only experience with

cancer that I discussed with Allison.

Emotional Geographies

Sociocultural geographies. Allison had been a teacher in this school for many

years, and she was familiar with the families and the school culture. She reported that

she and the mother worked well together, and that she also had a close relationship with

Ben. In this case, sociocultural differences did not seem to be hindering the school re-

entry process, but instead the close relationship between the teacher and the mother and

the student aided in the school re-entry process. From the beginning of the school year,

Allison reported that she and the mother had been teammates, talking every day, even

when the child was absent, to ensure that his educational needs were met. Allison and the

mother shared the same ethnic background, and while based on stories Allison told, they

seemed to be from different socio-economic backgrounds, a shared culture may have

helped to lessen the distance in constructing the sociocultural geography.

Moral geographies. When I asked Allison what she thought about working with

this child with cancer, she told me, “I was kind of excited about helping him through this.
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Thinking that I could help.” She allowed me to meet with her for an interview, and to

come observe in her classroom because she felt my research could be valuable and would

help other children with cancer. The mother brought Allison the Cancervive Guide for

Kids with Cancer, which I mentioned in Chapter 2, and she worked through each section

of that book teaching this student’s classmates to be empathetic with him. For this child,

she saw her purpose as providing him with his educational needs, and as she was doing

just that, there were no reported difference between her purpose and those she served.

Allison and the mother had a very warm, open, communicative relationship. She told me

throughout the interview and when I returned to observe that if there was anything she or

the school could do to help Ben they would. Earlier that school year, she had initiated a

fundraiser to help his family with the huge medical expenses associated with cancer:

“Anything we could do to make Ben a little bit more comfortable.” Also, others noticed

Allison’s interest in supporting Ben and his family. Allison did not attend the school re-

entry workshop but was instead identified by the child life specialist at the hospital as

someone that she thought would be interested in participating in this research because

Allison had clearly evidenced her concern about the well being of Ben and his family.

Physical geographies. Ben had been absent often during the year because of

treatment and because he was simply not feeling well. Also, Ben had been on homebound

instruction the previous year, and while he received educational services, they were at the

most basic level, and this year he had quite a bit of work to complete to be on grade level

with his classmates. Allison stated, “He was on homebound last year, so there are a lot of

gaps from second grade. He's been out a lot this year, so when he's back in class I do a lot

to catch him up and get him motivated to stay here.”
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Fortunately, Ben passed the statewide assessment for his grade level and was to

move up to the next grade level. Nevertheless, the episodic and fragmented relationship

caused by Ben’s absences was an obstacle in the school re-entry process that required

additional work from Allison in meeting both his educational needs as well as his

emotional needs in making the classroom a supportive environment in which he would be

motivated to return.

Professional geographies. Professional geographies, that is differences that arise

between a teacher and others, including the students, the families of the students, and

colleagues and administrators, when his or her role as a professional is questioned, will

be addressed in this section.

Allison defined her role with Ben as providing educational and emotional support.

She wanted to make school as normal as she could for him. As far as educational

concerns, she mentioned that because of his absences and year on homebound instruction,

she was working hard to help him catch up with the rest of the class. She also mentioned

that he was very sick. I asked her how she knew when to push him and when he had had

enough school, and she responded,

I push him. I kind of look at what kind of day he’s having to know when to back

off and when to not. You know I just look at his energy level. He’s real easy to

read. You know his coloring is a little different when he’s not feeling well. You

know he’ll be just a shade darker if he’s not feeling well. If he’s tired, his eyes

will show you he’s tired. I think more just picking up on him and his mannerisms.

As a school teacher, Allison focused on helping Ben to meet his education needs, but she

expressed that she saw as an important role for herself to address emotional needs.
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Allison was particularly concerned about helping Ben’s classmates to understand how to

be empathetic with him. Her focus on working with the class was clear to me when I

visited her classroom.

I visited Allison’s classroom during the last few weeks of the school year. When I

entered, she had been in the middle of popping popcorn for a school fundraiser to make

up for the costs of textbooks that had disappeared during the school year. The students

were working on an independent reading assignment and seemed to be well behaved and

self-sufficient. Ben was seated with several other students in a block of desks and was

also working independently. I had donated LIVESTRONG wristbands to the class, and

many of the students were wearing their bands. During my visit, I read to the class, How

the Jester Lost His Jingle. Written by a cancer survivor, the book tells the story of a

kingdom that has lost its sense of humor, which is found after the Jester visits a young

girl with cancer in the hospital. After the book we talked for a few minutes about how it

might feel to be sick and, upon Allison’s request, about my job at the Lance Armstrong

Foundation. In that discussion, I had mentioned that I had just returned from Washington

DC where I had been lobbying for the rights of cancer survivors. Several hands in the

class rose the moment I mentioned cancer because the students in the class wanted to

inform me that Ben had cancer. The students’ calm and matter of fact demeanor as we

read a story about a child with cancer as a character and then briefly talked about cancer

to me seemed to indicate that the classroom was a supportive environment for Ben, which

was likely due to Allison’s work with her students in teaching them to be empathetic with

Ben.
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Allison mentioned that she was proud of the work she had done teaching the

students to be supportive. She worried about what would have happened if he had in a

different classroom with a different teacher. “I think he would have been a lot more

ostracized. You know I think teachers tend to focus more on just the academic…or they

feel sorry for him thinking, oh you have cancer I shouldn’t push it.” Instead, in Allison’s

room she had been working with the classmates to help them understand what Ben was

going through and to help them be empathetic, not sympathetic. She also worked to get

him involved in school more generally as well. She coordinated with the school counselor

to get Ben into a small group in which he participated in activities that were self-esteem

building.

However, the school staff and the medical team had not validated her in the same

way as the family had in this experience. Generally she seemed to be very close with

those in the school. As we walked down the hallway, several people stopped to tell me

how wonderful she was and what a great job she had done with Ben. However, when it

came to the re-entry process, she was very much left on her own. While the nurse went to

the school re-entry workshop in February, she did not tell Allison about it. Allison

described to me what she wished would have happened and what actually had happened.

It would have helped better if we had all sat down with the nurse and the social

worker (from the hospital) and all of us had a meeting, because as it was, it was

kind of like the mother goes here he’s got cancer, and me and the mom dealing

with stuff, and then me just sending him down to the nurse until February, and

that was kind of late in the year. You know so. Upfront coordination would have

been much better.
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Before the nurse had attended the school re-entry workshop, whenever Ben did

not feel well, he would lay down on the bean bags in Allison’s classroom, or she would

send him down to the nurses’ office, never certain if the nurse really understood what was

going on with Ben. Fortunately, after the school re-entry workshop, the school nurse was

much more helpful, and they began to coordinate efforts. Allison was very frustrated that

she had not heard about the school re-entry workshop, and she wondered why it might

have been that the nurse felt that that workshop was for her, but not for the teacher

working with a child with cancer.

I wasn’t even notified that there was a program. I would have liked to have gone.

There needs to be a directive to the nurses that any teacher that’s working with a

child with a life-threatening illness should be notified. And you need to work as a

team, as a team. As opposed to this is mine, this is yours, because we’re all

working together. Me and the mom work real well together, and apparently mom

hasn’t had a lot of contact with the nurse.

Allison regretted that there had not been more of a team approach from the beginning. “I

feel like I have been kind of at the center of it. I feel like if I didn’t have the social work

degree it would have been more overwhelming than it was putting it all together.” She

also noted several times that aspects of the process could have gone more easily with

upfront coordination with both the school staff and the medical team. Although Allison

had made a number of requests to the medical team for a presentation in her classroom

about Ben’s needs and experience, as recommended by the Cancervive guide, it took her

almost the entire school year finally to make contact and to have the classroom

presentation for her students. Then, during the presentation, Allison learned that Ben had
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a Port-A-Cath system that led to his heart and needed to be protected. Ben and other boys

had been rough housing during the school year, and although she had thought she was

aware of all of his needs, she was in fact unaware of his needs to protect that part of his

body. She felt that she had really let him down. However, when we talked, she believed

she would be much better prepared to work with a child with cancer in the future,

knowing now to focus on the need for upfront coordination.

Political geographies. The hospital personnel have a vast amount of knowledge,

such as how to protect the Port-A-Cath system, and when that knowledge is not shared, it

can be difficult for the school personnel working with the child with cancer. In this

situation, the lack of communication between these two sets of professionals about a very

serious medical procedure the child had undergone could have had medical

consequences. Allison reported feeling saddened and frustrated by this situation. She had

solicited information from the medical team repeatedly and once they were there, she

reported that it was helpful, but had they shared information upfront, she felt she could

have been better prepared.

Return to the General Education Classroom Case 2

Participant Background

This next case story is the second case story that involved a child returning to

school after receiving a year of homebound instruction. Jessica, the school nurse, and

Kelly, a school teacher, worked in a primary elementary school (K-2) located in a small

town outside of the larger community where the rest of the case studies were conducted.

Jessica and Kelly were serving the child with cancer in their school as a team, and so I

will report on them together. However, I spent a great deal more time speaking with
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Jessica than I did with Kelly, and will focus more of this case story on Jessica’s

experience. Jessica attended the school re-entry workshop, but Kelly did not. Jessica was

a first year school nurse, and Kelly was an experienced teacher. The school in which they

worked was small and older, and was going through many changes in the administration

and in staffing. There was currently no school counselor in their school. Also, Jessica

lived outside of the community in which they worked. Much of the community where

they worked was Spanish speaking, though neither Jessica nor Kelly spoke Spanish.

Jessica, after much deliberation, chose to participate in this research after she attended the

school re-entry workshop. At first, she was feeling stressed and pressured in her own job

because it was her first year and there had been so many changes going on in their school.

She finally decided to participate because she believed that it was important to share her

story in case it might help others in the future.

Experience with Cancer

Although, this had been Jessica’s first year in the school system, she had been a

pediatric nurse for many years previously. She had had a great deal of experience

working with children with all types of illnesses including cancer. By contrast, this was

Kelly’s first experience working with a child with cancer, and she did not reveal any

other connection to cancer.

Emotional Geographies

Sociocultural geographies. Jessica and Kelly were both Caucasian, held college

degrees, and were employed by the school system. The child with cancer with whom they

worked, Adam, was Hispanic, and though he spoke English, Spanish was his first

language. Adam’s parents spoke only Spanish, had recently emigrated from Mexico, and
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worked on a chicken farm. In this case, differences in culture and class led to a number of

challenges. In particular, the language barrier created am obstacle in the school re-entry

process that I will discuss more thoroughly in the section on physical geographies.

Despite these differences, Jessica was close with this family and especially with Adam.

Unlike other children I have reported on in this chapter, Adam could not have stayed at

home because there was no one there to watch him during the day. He had to be at school

where someone could watch him, and because Jessica was often that person, she was also

usually the one who made the decisions about when he should be in class and when he

needed to sleep in her office all day. Kelly spent a great deal of time with him during the

day as well when he was in the classroom. Particularly at the beginning of the year, he

spent a great deal of time in Jessica’s office, and this had allowed them to develop a very

close relationship. This reliance on her also showed a great deal of trust of the parents in

her and exemplified how close they were to her.

Physical geography. In this case, the language barrier acted as a physical barrier,

causing communication between school and family to be segmented and episodic because

Adam’s caretakers were not free to talk as they liked. Although they did talk almost every

day, the conversations that they had were not always as open as they might have been if

they were speaking the same language, and Jessica stated that she worried about how

well what she said was translated. In the follow-up survey, Jessica wrote, “This particular

student is from a Spanish speaking household. Our school does not provide a liaison that

interprets between us. We have been able to work through this issue, but always a

concern about misinterpretation.” As a result, Jessica and Kelly both had a great deal of

“anxiousness” because they were not sure what was happening medically with Adam. For
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example, on the day when I visited the school, Adam was taking a medication that is used

for treating cancer. However, Jessica and Kelly’s understanding had been that Adam was

not going to receive any more treatment that year. Jessica had not been at school when

Adam had been dropped off that morning, and Adam’s parents were inaccessible during

the school day; as a result, Jessica had to give him the medicine and then wait until the

end of the day to determine what decisions had been made. In addition, because Jessica

and Kelly were close to Adam, his death would have been traumatic, and yet because of

the language barrier, they were unable to express their concerns to his parents and could

not truly ascertain if that was a real possibility. Also, because they could not speak freely,

Jessica worried that she did not always know what his mom wanted her to do in major

events. They had had two ARD meetings that year, and yet Jessica was still not sure she

kenw exactly what her role was or how she could best serve Adam.

What was also interesting to observe was that as a school nurse, many of her

relationships with students seemed to be episodic and segmented. For example, when I

visited Jessica, each student who came into her office, including her own child, was only

allowed to leave their classroom to come to her office with a note excusing them from

their teacher. When students came to her office, they generally had a purpose, such as

having their temperature taken or applying a band-aid. Jessica’s communication with the

students was short and purposeful. However, her relationship with Adam was much more

sustained over time because of his needs, and the resulting emotional closeness that

developed from their meetings helped in the school re-entry process.

Moral and professional geographies. For this case study, moral and professional

geographies were intertwined and it seemed appropriate to report them together. Jessica’s
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role as a school nurse had been greatly expanded to provide Adam with the services that

he needed. At the beginning of the school year, most of the school staff expressed that

they were not certain whether they should help this child with cancer because he was

probably going to die. Because Jessica did not share this opinion, she educated the school

about Adam, about cancer, and about why they should help him. She convinced her

colleagues that death was not a forgone conclusion, and that even if he was to die, they

should still offer him the best educational services possible because he deserved that from

the school staff. She reminded them that as school staff, it was their legal obligation to

serve him with the most appropriate education possible. In addition, she had held one-on-

one and group counseling for school staff to ensure that teachers did not speak to their

students in ways that might have made them comment inappropriately to Adam. She also

met with Adam’s class and other students to help inform them about childhood cancer.

This was not in her job description, but it was her role in this school. She stated, “He may

not be here next year, so every accomplishment is a big one,” and she helped to ensure

that everyone in that school worked together to make it possible for him to have as many

accomplishments as he could. She also spoke with the pre-Kindergarten teacher who had

provided his homebound services to him the year before, but there had not been a great

coordination of efforts because he was so young. He seemed behind in learning some

concepts appropriate for his age, but Kelly and Jessica had been working to help him

learn those concepts. One of the biggest challenges had been that he was learning to write

with a new hand. Due to all of Kelly and Jessica’s hard work, Jessica reported, “The child

has truly become a part of the classroom.” Yet, despite this success and hard work she

still struggled with determining, “How do I treat him, what is my role?”
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Political geographies. One option for Jessica to learn more about Adam’s medical

condition would have been to talk with his medical team. They spoke the same first

language and, as a nurse, she spoke the medical language as well. However, she had tried

on numerous occasions to reach Adam’s medical team to no avail. Earlier that year,

Adam had a seizure during the school day, and she called all day for several days trying

to find out what she should do and what was happening, but no one ever returned her

calls or took the time to speak with her. At the time when I spoke with her, she still could

not be sure why he had had a seizure or if it was likely to happen again. When I asked

Jessica and Kelly separately the biggest problem they were facing, they both without

hesitation told me that it was not knowing from the medical team what was happening

and what they should expect. In their view, the medical team held all of the power, and

that created a major obstacle in the school re-entry process and emotional distance in

constructing the political geography.

Cross Case Analysis

Although each of these case studies was conducted with different individuals,

working with different children, different families, and different medical teams, there are

a number of similarities shared across them as well as a few distinct differences. In the

next section, I will first discuss the four similarities: (a) maintaining an open and

supportive relationship with the family; (b) meeting the educational and emotional needs

of the child with cancer; (c) coping with teaching a child with a life-threatening illness;

and (d) identifying and maintaining their role as a professional. Then, I will discuss three

distinct differences: (a) following a team approach; (b) enrolling the child in the general

education classroom while on treatment; and (c) working with a child with cancer when
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the first language is not shared. I will use both the information from the interviews and

observations to discuss the similarities and dissimilarities. Also, I will use qualitative

responses from the survey research as corroborating evidence of the similarities between

experiences. Four of the case study participants were also survey respondents (N=10),

thus it was not surprising that the categories remain similar.

Let me also note how intense every one of these interviews with each participant

was for both me and them. Talking about childhood cancer is tough and asking people

about their personal emotional journey with a real, living, breathing child with cancer

was even tougher. These women, all of them, were strong, caring, passionate people who

had gone to extraordinary lengths to serve children with cancer despite many obstacles,

and had done so with grace and wisdom.

Similarities

Maintaining an open and supportive relationship with the family. Cancer knows

no boundaries and it affects people who are poor and rich, and of all different racial,

cultural and ethnic backgrounds. As a result, those differences that might exist when

people have different cultural or class backgrounds seem to be greatly lessened when

cancer is diagnosed. All of the people whom I interviewed described very close

relationships with the child with cancer and their families. I believe this was partly due to

the fact that most saw childhood cancer as a terrible tragedy. These individuals were the

ones who dealt with the child and the child’s families on a very frequent basis and

provided direct services to the child. Thus, despite differences that were bound to exist

between individuals, the shared background of serving this particular child with cancer,

seemed to lessen emotional distance in constructing emotional geographies. For the
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homebound teachers, from the first phone call, they became active participants in the

child’s life, offering the opportunity to bring school into the home. For many of the

families the participants in these case studies became a true source of emotional support.

Lindsay, one of the homebound teachers, exemplified this point.

A lot of times I spend a lot of times talking with the parents because they’re so

worried. And I’ll go there, and the kid will have had a crisis and they are in the

hospital so the kid won’t be there, but a lot of times the mom or someone might

be there, and I talk with them, and they tell me what’s happening. Because a lot of

times they don’t want to say these things in front of the student.

This last sentence was particularly interesting in my opinion because it illustrates the

needs of the parents who often spent such a great deal of time with their child with

cancer that they did not have any respite during which they might have time to talk about

their own worries and fears for their child. The main focus of so much of their time was

on the child with cancer that other parts of their life, like their marriage and their other

children, may have been unintentionally neglected. In addition, because when a child is

diagnosed there are often medical bills piling up and one parent often may need to leave

work or to work fewer hours to stay home with the child with cancer, financial issues can

compound these problems. These concerns were mentioned several times by different

participants, which I think helped to highlight their close relationship with the families,

particularly because they were so interested in finding ways to help:

• The siblings is something I worry about a lot. The parents try not to but

sometimes they get shifted aside and I worry about that.
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• The kids are lost, the siblings are lost, the siblings often suffer. And I think

something to give guidance and help and something to help them financially

because sometimes this can devastate them financially. So you know the

whole family. I would really love ways to get them in contact with people.

• We see a lot of acting out (from the siblings) because the one child is getting

so much attention, so much gifts, so much this. I try when I go in the home, I

bring a bag of goodies and I take that in and have that for them to play with

and work with, which helps them to feel special. Also, I don’t know if

there’s such a thing as respite for parents, but they really need the respite.

In every interview when I asked, “what type of resources do you need to help the

child with cancer during the school re-entry process,” the answer involved providing

information, contacts, and resources for the parents and/or the siblings. The sibling issue

was a particularly big obstacle in the interview I mentioned earlier that was conducted

with a team of teachers who were beginning the school re-entry process. I decided not to

report a full case study for this team because the child was never able to receive academic

services after his diagnosis. However, I think this interview highlighted some of the

needs expressed in the other interviews, specifically the sibling issue. The sister of the

child was in attendance at the school just one grade level below, and this was the major

concern at this school both before and after the death of the child with cancer, “I don’t

mean to focus this all on [his sister], but that’s where the biggest part of this is affecting

us right now.” This school was in a small town, and the majority of the people in the

town knew this child and they reported that everyone in the school knew the child. For

his sister, this had meant that many people were talking about her family around her
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while her older brother was facing a very tough disease. One of the treatment options that

was discussed was bone marrow transplantation, and the sister had given blood to find

out if she was a match. Her teacher reported that this brought cancer even more so into

her classroom and created a new set of questions for her classmates. What would she

have to do? What were the risks? How long would she be out? There are very few

support systems for siblings of children with cancer and this can make things very hard

on the sibling. This team of teachers was very focused on helping the sibling, but that is

not always the case and not always a possibility. The open and close relationship with the

mother and family as a whole helped to create a supportive environment for this little girl,

even after her brother’s death. This team of teachers, as well as all of the case study

participants, maintained very close personal contact with the family and seemed truly

invested in their well being while they were serving the child.

In the qualitative comments on the surveys, there were several that illustrated the

importance of maintaining an open and supportive relationship with the family.

Participants were asked to list their greatest concerns about working with children, and a

number of issues about working with the families were noted:

• Working with parents

• Satisfying parents’ needs/concerns as well as child's, schools’, and teacher's

concerns

• My relationship with the family

• Being able to support the child and the family

• Working with their family dynamics
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Meeting the educational and emotional needs of the child with cancer. The overall

purpose of the school re-entry process is meeting the needs of the child educationally and

emotionally. This was a general theme throughout each interview and observation.

Within the category of meeting the educational and emotional needs of the child with

cancer, there seemed to be four places where the participants focused their comments: a)

bringing normalcy to the child’s life, b) worrying about the child being ostracized or not

communicating with peers, c) noting that the child with cancer worked extremely hard

while on treatment, and d) helping students catch up with their peers so that they could

move on to the next grade level. Below I will include quotes from the case study

participants to illustrate how these topics were discussed; some of these quotes were

included in different contexts in earlier sections.

First, a number of participants mentioned that they thought school was important

because it brought normalcy to the child’s life:

• Like I said, continuing with education is the most normal thing a kid can do.

• Yes, I think the most normal thing a child can do is continue with their education.

That’s the thing we bring in. In a life that is so chaotic and everything is different.

We bring in the one stability that they’re very familiar with. I try to keep contact

with their classmates if they’ve had them.

• Generally what I find is they are willing to work, when they’re up to it, they really

want to work because it’s normal and it brings them back to normality, so that‘s

what I find.

Second, participants reported worrying about the child being ostracized or not

communicating with peers:
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• I had one student who was an elementary school student a couple of years ago…He

actually returned to campus and he had a lot of fears. Like his dad was telling him,

yes, the other kids will maybe make fun of you. I think he was an elementary student

and the dad was young too. And I think he was kind of scared to go back to school

because of what he was telling him, maybe they’ll make fun of me but I’ll just have to

say this. And I was hoping that wouldn’t be that situation. His teacher was really

great and very supportive, and when he came back, we didn’t have that program but I

think some other kids ended up shaving their heads.

• I try to keep contact with their classmates if they’ve had them.

• They just hung out there until they felt ready to come back so that the children had

the opportunity to talk about what was happening and ask any questions they had --

an opportunity they may not have otherwise had.

• We did a lot of work up front with the classroom on how to deal with Ben and how to

be empathic for Ben, but not sympathetic, you know don’t feel sorry for him. Not

sympathetic but empathetic. They’re pretty supportive of him.

• I wanted to make sure he wasn’t subjected to name calling and wasn’t ostracized. I try

to get him included with some of the other kids. They all love him, everybody loves

him.

• It’s very important for them to be involved with others.

• We gave him the option to return to school when we had the ARD and it was

something that he really, really wanted. He hasn’t made it yet. Especially when he

was really, really sick and we gave him the option, and everyone was wondering why

are you doing this? It was really emotionally helpful for him to think that he could
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come back if he had the energy to do it. That nobody was saying to him we don’t

even think you’re going to make it, don’t bother. So I think for him that was very

helpful

Third, comments were made noting that the students were working hard to catch up

with their peers so that they could move on to the next grade level:

• I find that my students are who are undergoing chemo, my students that are the most

severely ill with cancer tend to be the students who are the hardest studying students.

They are more likely to get their work finished then some of my other children who

are not so critically chronically ill.

• My students with cancer are often the ones who work the hardest.

Fourth, participants reported helping students catch up with their peers so that they

could move on to the next grade level:

• So it’s kind of like, when he is here, it’s a push to catch him up and get him motivated

to stay here.

• Our objective in [this school district] is that the student will stay current with their

class as much as possible…we get work with them with one to one. You can see if

there’s a problem if there’s a gap and you can fill it in immediately…We can boil

things down. Being homebound teaching from pre-K 12 though high school, I can see

when a student is moving on, and I’m going to go ahead and teach them those skills

that they’ll need later.

In the qualitative comments on the surveys, there were many comments that

illustrated the importance of meeting the educational and emotional needs of the child

with cancer. Participants were asked to list their greatest concerns about working with
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such children, and the list below is a sampling of the number of issues about the students’

educational and emotional needs with the families that were noted:

• Doing what I can to ease the students' educational needs and medical needs,

• Providing them with the best education possible

• Meeting their needs both physical and psychological

• The diverse neuropsychological concerns and developing appropriate

interventions

• The students’ feelings and any emotional difficulties

• Current achievement

• High school students frequently lose credit because they are too exhausted or

sick to work (even after reducing assignments to essential elements only)

• Achieving academic success

• Treating them how they wish to be treated

• It is hard to know how much to push the school work when they are so sick

• Helping child emotionally as well as academically

• Children's acceptance in the school by peers and adults

Coping with working with a child with a life-threatening illness. Earlier that year,

Allison’s class had read Bridge to Terabithia, a rather typical book for a third grade class

to read. At the end of this book, a young girl dies. For any third grade class, talking about

grief and loss would be quite difficult, but when a child in the class has cancer, this can

be even more difficult. When Allison’s class read this story, she admitted that she had

that lingering thought in the back of her mind, “You’re always like in the back of your



114

mind what if he dies? How would I deal with that? It would be such a loss.” This was a

thought shared to some degree across all of the participants. Several teachers mentioned

that the children with cancer were “really fighting for their lives.” Children with cancer

are very likely to experience some effects from cancer and/or its treatment, and it is quite

reasonable to think that some medical event may happen during school hours. In fact, for

these individuals not worrying about the effects of the treatment or the possibility of

death might be considered unrealistic in this situation. These fears had actually been

realized by most of the participants, as all three homebound teachers had lost children to

cancer, the student with Danielle worked with needed to use a walker, Ben had missed

large amounts of school, and Adam had a seizure during the school day. For these

participants, coping with working with a child with a life-threatening illness included

issues from how to talk with your class about hair loss, “the biggest thing is their

fascination with the hair falling out. I was like that would be the least of my worries, but

for them it was such a big issues,” to explaining to disappointed classmates why the

student could not attend a grade level field trip, “He didn’t go on that field trip because he

thought that would be too taxing on him,” to coping with real medical emergencies, “I

was terrified,” to dealing with the fear of death, and possibly even to helping to heal as a

school community when a child does die from cancer. How each of them dealt with this

varied greatly from reporting being in complete denial and then moving on to having the

child release the adult from responsibility.

In the qualitative comments on the surveys, there were several comments that

illustrated the concern of the participants in coping with working with a child with a life-

threatening illness. As a described earlier, 54% of the participants at the school re-entry
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workshop were nurses, and as a result many of their qualitative responses focused on the

medical needs of children with cancer. Participants were asked to list their greatest

concerns about working with children, and the list below is a sampling of the number of

issues that were noted:

• Learning how to work with students who may not recover

• Developing a medical care plan for the student

• Dealing with death/loss

• Knowledge of what or understanding this student’s cancer is, treatment, and what

I can do to help

• Preventing illnesses due to students being immunocompromised

• Safety related to medication dispensing, side effects from medication

Perhaps the best example of how these participants must cope with working with a

student with a life-threatening story was provided by an experience Katie shared:

So we started his freshman year and it became so bad that he simply could not

continue and the family decided to go (on a trip). He said I always wanted to learn

to drive. And he said you’re a teacher, could you teach me. My husband had just

bought a Dodge Quad Cab pick up truck it had 50 miles on it. So I went over to

his home put him in the car and he had one leg mind you and so we got in my

truck – this was off hours – and we went over to a high school campus that had a

big parking lot and he drove that truck around that parking lot. We practiced

driving and I had printed up an official certification of driving for him. He drove

that truck and at the end I stepped out of the truck and I have pictures of him

driving that truck around there in that parking lot and then we continued about
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another weeks’ worth of work, and he called then and said I want you to

remember me as we were that night and they took their trip and he was gone by

Thanksgiving...He said we have memories, remember me that way I don’t want

you to come to the hospital.

Identifying and maintaining their role as a professional. Coping with the

possibility that a child might die from cancer does add something significant to the

relationship, and it seemed to have changed in many ways the typical student-teacher

relationship. Despite this changed relationship, each of these participants had a job to be

completed and a role as a professional. What this role was had been questioned by the

participants themselves and challenged by other school personal. While working with a

child with cancer, there seemed to be many roles each of these participants filled as

described above including working with the families, providing educational and

emotional support to the child with cancer, and oftentimes to the classmates and siblings

as well, and coping with a student with a life-threatening illness. Despite the fact that

there were additional roles that accompany working with a child with cancer, there was

not additional support provided or available. For example, the participants reported very

little emotional support while they coped with effects of the disease, such as when Adam

had a seizure, when Lindsay learned she would be working with a student with whom she

had previously worked because he had relapsed, or when Allison was working up front

with her class to discuss how to be empathetic with Ben. The one exception to this is

Danielle’s story at the Catholic school where they did seem to have emotionally

supported each other as a team, but this will be discussed more in the dissimilarities

section. The lack of emotional support for these individuals had begun in many ways to
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take its toll. From the stories, it seemed their true dedication to helping the child and their

close relationship with the families was the way they were able to cope with this lack of

support.

What was perhaps even more of an obstacle to the participants was that not only

did they not receive the additional support they needed, their role as a professional was

sometimes challenged. Aside from ARD meetings, the school personnel in the case

studies were on their own, with perhaps the help of one or two others, to navigate the

school re-entry process. Many described that their colleagues did not seem to understand

what it was like to work with a child with cancer, particularly if they had no personal

connection to the child. This created two major obstacles:

1) Difficulty in meeting the child’s educational and emotional needs. The

homebound teachers reported that they had found themselves running up and

down the halls getting work and grades from people. Kelsey explained that

her experience had been that colleagues did not always think it was important

to get work to her or graded papers returned because the child was so sick.

Jessica described similar sentiments about her school when Adam first began

at school. Her colleagues were not certain that they should provide him with

educational services. Similarly, Allison described her overwhelming

frustration with her colleagues for leaving her to work out everything on her

own without an understanding of what was happening in her classroom.

2) Difficulty controlling the social environment in which the child with cancer

must exist. Kelsey, Lindsay, and Jessica described several experiences in

which colleagues who had not worked with critically ill children in the past
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would ask the child or the families the wrong questions inducing a breakdown

in an open and communicative relationship. The team of teachers that I did not

fully present as a case study also noted that they had heard rumors spreading

around the school. This was particularly damaging in this case where the sister

of the child with cancer was on the receiving end of those rumors.

The question then becomes whose responsibility is it to explain to the school staff what is

happening with the child so that the child can receive the educational services they are

guaranteed by law and the right message can be sent before rumors begin and false

information is received as fact. Does this fall on the school nurse as it did with Jessica to

address the child’s medical and emotional needs as well as the school staff’s fears and

misconceptions? Does this fall on the homebound teacher who already has a somewhat

uneasy role and hectic schedule? Does it fall on the classroom teacher to try and create an

upfront approach? What happens when, such as in Allison’s case, the teacher tries to

create an upfront approach but no one is willing to work with that individual? Does this

fall on an administrator who may not be the primary contact with the parents and may

have no experience working with children with cancer? There did not seem to be any

clear cut answers to these questions, but they were all questions that made it difficult for

the participants to identify and maintain their role as a professional. The suggestion that

came resoundingly from the case study participants was that they would like to see more

professional development such as the school re-entry workshop many of them attended,

to increase knowledge throughout the school community as a whole. They also suggested

that to increase attendance those workshops needed to be on campus and to be more
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specific to the child on their campus. As Kelsey stated, “We need to increase the

knowledge of the school community as a whole.”

As I have mentioned at the end of all but one case study, not only was there a lack

of support from colleagues, but there was little to no relationship with the medical team.

Allison described what is recommend in the Cancervive guide she worked from as well

as her personal belief for what would have made for a more comprehensive school re-

entry process.

A strong approach would have been myself, a social worker from the hospital,

the counselor, and the nurse, working together as a team.

In the qualitative comments on the surveys, participants were asked to list their

greatest concerns about working with children, and the list below is a sampling of the

comments. While these comments were not specifically about identifying and

maintaining school staff’s role as professionals, these comments highlighted the concerns

of participants in their ability to carry out the many roles a staff person might hold during

the school re-entry process beyond working with the child with cancer and their family.

• Meeting needs of school district to feel comfortable meeting needs of

cancer student

• Dealing with other students’ reactions and making those students

comfortable

• Getting correct information to other students

• Assisting staff in understanding

Dissimilarities
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Although each of the case study participants had a number of differences in their

experiences, there were three major areas that stood out as distinct differences: (a)

following a team approach, (b) enrolling the child in the general education classroom

while on treatment, and (c) working with a family where the first language is not shared.

Following a team approach. Only one case study participant, Danielle, reported

using a team approach in the school re-entry process, from the point of diagnosis and

beyond. In that case, the school counselor, the teachers, the principal, the family, and an

outside cancer organization, Candlelighter’s Childhood Cancer Foundation (who was

contacted through the hospital), worked together on this school re-entry process to meet

the educational needs of the student successfully. The roles of the individuals were

validated, the classmates’ needs were addressed, and the child moved on to the next grade

level. This was the one case where emotional distance was not reported as an obstacle in

constructing emotional geographies or in the school re-entry process. However, I would

like to note two things. First, this child attended a small private school and the

coordination possible there may be more difficult to implement in a large, public school

setting. Although, certainly not impossible, and definitely something to strive for, there

are often additional challenges in a public school setting. Second, the school re-entry

process described in this case study had happened more than two years before, and

sometimes reflecting on a process is not the same as discussing it in the heat of the

moment. Nevertheless, Danielle described the school staff as ready and willing to meet

both the educational and emotional needs of the child with cancer without reservations in

working with a child with a life-threatening illness.
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Enrolling the child in the general education classroom while on treatment. In the

community where this research took place, it seemed to be generally accepted that when

a child is on treatment for cancer, he or she was to be put on homebound instruction.

Then, the homebound teacher served as the primary communicator between the school

and the family. "The majority of our cancer kids because of their suppressed immune

systems are homebound – period.” The case studies described in this research were not

all occurring in the same school district or with the same medical team, but this idea that

children should be on homebound instruction while they were on treatment for cancer did

seem to hold true in several school districts in and around this community. One

participant reported to me in disbelief that a child in their school district had not received

homebound services.

I’ve heard of students, one of the teachers mentioned that she had somebody in

[name of high school] that had cancer, and she mentioned to the parent the

homebound services, and she never went. She never went. She never did

homebound at all, she stayed on campus.

However, in three of the case studies, there were exceptions. Danielle worked in a

private school that did not have homebound instruction services, and thus the child had

completed work at home as assigned by the teacher but had not received homebound

instruction. Jessica’s student was on homebound instruction for the first year of

treatment, but for the subsequent years it was anticipated that he would be in the general

education classroom. As mentioned above, this was partly due to the fact that there was

no one to stay home with this child, making homebound instruction as an option virtually

impossible. Allison’s student also had received homebound instruction for the first year
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of treatment, but it was anticipated that he would remain in the general education

classroom for the rest of his time on treatment. Allison noted,

They wanted to put him on homebound this year, but lucky for me, the principal

really fought for him to be here even though there would be a lot of absences

which counts against your school because it was in his best interest to keep him in

school.

By keeping the child in the general education classroom, there was more of an

opportunity to experience a more typical social environment, but there were certain

challenges for the school. First, the children with cancer did have a suppressed immune

system because of the treatment, and the school staff had to be vigilant about letting the

parent know when there was an illness, particularly a serious illness such as chicken pox,

that could be a medical threat to the child. Second, the children had many absences. For

schools in the community in which this research took place, and for many communities

across the country, absences can take a toll on the ranking of a school, a realistic concern

for a school district. Third, again because of absences, the emotional and physical needs

of the child and potential effects of the cancer and/or it treatment, curriculum had to be

modified to differentiate for the students’ needs. However, this was no different from

what was happening for other children with special needs, except it was anticipated that

the accommodations may only be needed short-term while the child was on treatment. In

addition, as I stated at the beginning of this section, it was my expectation that children

with cancer would return to school while still on treatment. This was my bias because it

was what the Children’s Oncology Group, the world's largest childhood cancer research

organization, recommended. These recommendations stem from the research mentioned
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in Chapter Two that showed when children return to school as soon as they are medically

able, they have a better quality of life as long as 10 years after treatment, are less likely to

fall as far behind academically, and are more likely to be reintegrated readily into the

school social environment (Armstrong, 2003). In my experience as a professional in the

cancer community, I was surprised to find that in this community, so many children were

receiving homebound instruction for two to three years. I was also surprised to discover

this because it did not match my personal experience as a child who had successfully

completed two years of high school while on treatment with no accommodations and no

homebound services. There are certainly situations in which receiving homebound

instruction is the most advantageous schooling option, but nevertheless I was surprised to

learn that it was the official policy in this community. Also, several participants who did

attend the school re-entry workshop were surprised to find out about the long term effects

that can result because of cancer and/or its treatment. The participants in this study were

likely to be the ones monitoring for long term effects, but with no coordination with the

medical team or without some type of workshop informing them of the potential for long

term effects, there had been to date no monitoring for late effects.

Working with a family where the first language is not shared. As mentioned in

Jessica and Kelly’s case story, the family they worked with did not share a first language

with them, which created a number of obstacles. Although this is the only case study in

this research in which language came into play, it is likely that this obstacle is shared by

many others in this community and across the country. The school personnel in these

case studies were committed caretakers and often the go-between for the parents with the

school during the school re-entry process. They provided emotional support to the child



124

and oftentimes to the family as well. However, when the school staff and the family do

not share the same language, it could create an obstacle making it more difficult to

provide support for each other and to share the emotional experience.

In conclusion, working with children with cancer was reported to be an intense,

emotional experience that varied depending on the participants’ background, previous

experience with cancer, and the emotional geographies that were created as a part of the

school re-entry process. Similarities noted across the cases included maintaining an open

and supportive relationship with the family, meeting the educational and emotional needs

of the child with cancer, coping with teaching a child with a life-threatening illness, and

identifying and maintaining their role as a professional. Dissimilarities included

following a team approach, enrolling the child in the general education classroom while

on treatment, and working with a family where the first language was not shared.
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Chapter Five: Discussion

Using emotional geographies as a framework for exploring the school re-entry

process had two purposes. First, I wanted to understand better the emotional experience

of school personnel in this context because emotion as an independent construct has in

the past received less study. Second, I wanted to explore the school re-entry process to

help inform workshops in the future that may be offered to school personnel. Although

school personnel are often on the frontline of working with children with cancer, they

have traditionally received little training on the school re-entry process. In addition, the

training that school personnel have received, typically preventative school re-entry

programs, have a number of limitations. Preventative school re-entry programs, such as

the workshop connected to this research, are general programs for school and hospital

personnel who may or may not be working with a child with cancer. In the past,

preventative school re-entry programs have not adequately evaluated the effectiveness of

the program over time, solicited from school personnel their needs during the school re-

entry process, or used a theoretical construct either in the creation of the program, its

assessment, or in explaining how school personnel respond to the program (Prevatt et al.,

2000). Emotional geographies were offered here as a theoretical construct to explore over

time the emotional experience of school personnel working with children with cancer. In

the following sections I will report first, on the findings of the study, particularly the

needs of school personnel, the use of the emotional geographies framework, and the

emotional experience of the participants; second, on the limitations of this study; third on

the implications for research; and finally, on the implications for practice.
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Findings

The findings will be discussed in three categories, the needs of school personnel

in a school re-entry workshop, the emotional geographies framework, and the emotional

experience of working with children with cancer.

Needs of School Personnel

As reported in Chapter Two, a number of recommendations have been set for the

content of preventative school re-entry programs including:

• Providing accurate medical information regarding illness,

• Understanding of the emotional/social impact of the illness on the child and family

• Identifying a liaison from the medical team who could deal with specific questions as

they arise,

• Providing information on how to deliver information about cancer to the other

children in the classroom,

• Helping teachers to confront their own attitudes about illness and death,

• Including information to inform teachers about the child with cancer’s understanding

of death and illness based on his or her level of development,

• Obtaining accurate information about how children with cancer are different from

their non-ill peers,

• Providing emotional support for the child with cancer, the classmates, the siblings,

the parents, and the teacher throughout the duration of the time that child with cancer

is in school,
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• Providing knowledge about the academic needs of the student and how to balance

those with the social and emotional aspects of returning to school.

These recommendations come from studies that were conducted in the late 1980s

(Chekryn et al., 1987; Deasy-Spinetta, 1981; Deasy-Spinetta & Spinetta, 1980; Fryer et

al., 1989; Pallmeyer et al., 1986) and coincide very closely with the needs expressed by

the participants in my study. This may in part be due to the fact, as was true 20 years ago,

school personnel often do not receive much training on the school re-entry process.

Although there are many more programs and resources than there were 20 years ago,

there are still gaps that could be addressed in helping school personnel with their needs

while working with children with cancer.

In addition, there were two additional needs that were addressed in the present

study that were not reported in the previous research: identifying and maintaining one’s

roles as a professional and working with a child with cancer when the first language is

not shared. Both of these issues were discussed in Chapter Four.

While many of the recommendations on the above list are related to roles that

school personnel provide during the school re-entry process, it might also be interesting

to explore how school personnel can identify which individuals will hold which roles so

that one person does not find herself or himself being responsible for all tasks. In

addition, the participants in this study would have benefited from recommendations on

how to maintain their role as a professional when that role was questioned or challenged.

Working with a child with cancer when the first language is not shared was only

identified as an obstacle in one case study, but it is highly likely that this is an obstacle

for other school personnel working with children with cancer. Resources in two
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languages and/or information on how to communicate better about medical issues when

the language is not shared would be an invaluable contribution.

Emotional Geographies Framework

Emotional geographies were used as a framework for exploring the experience of

school personnel working with children with cancer. Due to the intensity of the emotional

experience of teachers, nurses, and school counselors in these case studies, the closeness

and distance from the students, the families, and colleagues seemed to be in some ways

quite similar and yet, in other ways, different from the emotional geographies described

by Hargreaves (2000, 2001). In the next section, I will compare the findings of

Hargreaves’ research on emotional geographies with the emotional geographies reported

in this research.

Hargreaves (2001) reported that teachers often found themselves socioculturally

distanced from their students and families because of disparate backgrounds, and this led

to stereotyping by the students and parents of the teacher and by the teacher of the

students and parents. He termed these distances sociocultural geographies. In this

research, many of the case study participants, despite disparate backgrounds from those

they served, reported intense emotional closeness with both the child with cancer and

their families. Cancer does not discriminate. For many, cancer is a reality and may

become a part of their lives. It is possible that this reality of cancer could have helped to

mediate the sociocultural differences that arise in other classroom contexts. Although the

case study participants may have had different backgrounds, in many ways, as individuals

often do, they shared a concern for the welfare of the child, and the need to communicate

regularly about the child brought these individuals emotionally close.
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In Hargreaves’ research, teachers experienced moral distance when they received

negative feedback particularly about how they had chosen the content that was taught or

why content was delivered in a certain way, and moral closeness when they received

positive feedback from parents and students. As mentioned previously, moral issues

though never specifically mentioned, made up an overarching theme throughout each of

these interviews. For these participants, differences arose when the individual attempted

to serve her purpose, providing educational and emotional support to the child, but was

unable to complete the purpose because the child became too sick or died before being

promoted to the next grade level. Although these participants strove to keep their students

moving forward, they were often not able to do that at the same pace as the classmates of

the child because of cancer and/or its treatment. There did not seem to be a clear

mechanism for resolving those differences, other than moving on and trying to serve that

purpose, meeting students’ educational needs, with another student.

Professional geographies represent differences that arise between a teacher and others

when his or her role as a professional is questioned. Hargreaves’ research (2000)

described professional distance from both students and families, but in this research, the

distance that seemed to create the greatest emotional distance was with other school staff.

The case study participants varied in their relationships with the staff on their campuses,

but their ability to maintain and identify their role as a professional was certainly

challenged and created emotional distance, as described in Chapter Four.

Political geographies, differences that arise between a teacher and those around

him or her because of distorted cognitive aspects of communication due to hierarchical

power relationships, for Hargreaves this related to the relationship of teachers with
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colleagues, families, and students. The most notable differences that occurred due to

hierarchical power relationships occurred between the participants and the medical teams

with whom they worked. In each case, the medical teams, partly because of the laws that

justly protect individuals’ rights to privacy, held the power in the relationship with school

personnel. There were some members of the medical team collaborating with the school

personnel in important ways. The child life specialist at the local hospital was

interviewed and revealed that she was dedicated to school issues. This dedication was

evidenced in her role as a presenter at the school re-entry workshop. In her role at the

hospital, she helped to coordinate services for children including giving classroom

presentations, setting up neuropsychological testing for the children after treatment was

completed, coordinating homebound services, and assisting the families with many other

requests. She also worked as a team member with other hospital personnel to address the

needs of children with cancer in the hospital, and she was the lead on school issues. The

services that she provided were helpful. Unfortunately, due to the limitations of one

person serving so many children, there were limitations to what she was able to

accomplish. In addition, the participants in the study were not always aware that there

were so many educational issues to be considered, nor were they aware of the services

that existed to help address these issues in the local community. As mentioned earlier,

Lindsay learned at the school re-entry workshop that classroom presentations were

available. There are also a number of other cancer organizations in the local community

who could be coordinated through the hospital, such as Candlelighters Childhood Cancer

Foundation mentioned previously, that also provided services such as presentations for

classmates, emotional counseling for the family members and the child, as well as for
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classmates and school personnel, bereavement counseling for family and child as well as

for classmates and school personnel. However, if the school personnel were not aware of

these services then the organization could not provide the services needed.

In Hargreaves’ (2000) research, differences that arose because of fragmented and

episodic relationships between the teacher and his or her students or those students’

parents, were most common for secondary teachers who might have had disconnected

interactions with students. In this research, fragmented and episodic relationships were

most likely to occur because of illness, doctors’ appointments, or treatment. Although the

participant might have described a plan for communicating on a regular basis with the

parent or the child, the child’s medical condition on occasion made communication on a

regular basis a more difficult task than that experienced by a classroom teacher,

counselor, or nurse not working with a child with cancer. Further, children with cancer

were sometimes treated out of the community, city, or possibly even state, making

communication difficult. In Hargreaves’ research, episodic and fragmented

communication created emotional distance between the families and the teacher and was

a source of tension when it did occur. However, in this research, the episodic and

fragmented communication seemed to have caused participants to work harder to serve

the families. The participants often worked harder to “catch the student up,” to be flexible

around their appointments, and to modify instruction to provide the students with the

most education possible.

Emotional geographies proved to be an exceptionally apt framework to explore

the needs and emotional experiences of school personnel working with children with
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cancer. The emotional geographies framework could be used as a theoretical construct to

help understand better the school re-entry process on a larger scale in future research.

Emotional Experience of Working with Children with Cancer

As a case study researcher, I tried always to be objective as an interviewer and to

focus my questions on only the propositions that I was interested in studying, namely the

emotional experience of the participant as it related to the particular context of the school

re-entry process. However, walking into someone’s work sphere and requesting that they

provide me with information about their fears and anxiety in this particular context was

not information that individuals were willing to give readily to me, a complete stranger

doing research. I found that my own personal experience with cancer, my background as

an educator, and my professional experience at the Lance Armstrong Foundation,

allowed me to open a path of communication that I may not have otherwise been able to

travel. As a result, both my research questions and my personal interest, as mentioned at

the beginning of Chapter One, to explore how school personnel talk about childhood

cancer, experience the emotions associated with childhood cancer, and ultimately how

they act on those emotions were addressed in this research.

Understanding how school personnel talked about childhood cancer to me was

important as a sociconstructivist, believing that how one talks about emotions influences

what actions one takes. From my view, an interesting phenomenon occurred with most of

the participants while I was trying to uncover how they talked about childhood cancer.

Although participants seemed comfortable in sharing their experiences with me, they

became much more open about sharing their stories when the tape recorder was off and

my notes were closed. Several participants seemed to feel more comfortable sharing their
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stories with me without thinking of me as a researcher but instead as someone who might

be able to share in their emotional experience as well as someone who might be able to

share expertise on childhood cancer as a survivor and as a professional. My feeling was

that one reason they might have been more willing to speak freely when the tape was off

came from the tradition that teachers are supposed always to express positive emotions

and not supposed to express dark emotions. Yet, fear of a beloved student dying,

uncertainty about one’s role as a professional, and anxiety over not receiving the support

one needs are generally not associated with happy emotions. Despite discussing these

stressful topics, I found that the participants oftentimes tried to mask their negative

emotions. For example, the participants generally talked about children with cancer with

a somber and almost reverent tone. The children were described as hardworking, very

bright, and wonderful. Similarly, the families were also discussed as being wonderful to

work with. While it is possible that all of the children and all of the families that the

participants were working with were simply wonderful, it is also possible that what Fryer

et al. (1989) referred to as a halo effect might have been at work. Fryer et.al noted that

teachers working with children with cancer excused students from normal classroom

demands or misbehavior. Identifying if there was indeed a halo effect working here

would require more analysis such as looking more at how the participants rated other

students and families in their class compared to the child with cancer and their family, but

it is an interesting possibility. Another example of how participants talked about

childhood cancer but masked the darker emotions arose when the participants talked

about the possibility of the child dying. Comments that were made about the child

potentially dying were tempered with a qualifier such as, “the thought is in the back of
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my mind.” In most interviews, I was the one who brought up the possibility of death, and

while death was something that all of the participants had thought about, it was not

something they wanted to talk about for very long.

Masked emotions also related to the actions of the participants. For example,

Katie stated that when she worked with a child with cancer, she would go into the house

and deliver instruction to the best of her ability, and then drive around the corner where

the child could not see her and cry. She felt that in her role as a professional it was

inappropriate for her to bring anything into the house but education and hope that the

child would get better. Further, she seems to have felt that her emotional outlet was to

deal with her own emotions without support and in a secretive manner.

While answers among the participants varied when I asked about how they dealt

with their own emotions, and particularly darker emotions such as fear of the child

relapsing, the answers mostly involved coping with their emotions on their own either

because there was no support available or because they thought that it was appropriate for

them to address those issues on their own. Although it may be perfectly realistic for these

participants to want to address their own emotional concerns, but over time, many cancer

organizations have created support mechanisms for professionals coping with working

with children with cancer with the firm belief that support could help to address their

needs.

Another emotion that some participants seemed to mask was that of anxiety about

the child’s medical condition because they had very limited knowledge of childhood

cancer. Several of the participants asked me questions that they had about what treatment

was like or what the prognosis of a particular type of cancer was because they were glad
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to have a resource that they did not have to worry would judge them for asking hard

questions about a disease that might end the life of their student. Those who asked me

those types of questions seemed relieved to have found a non-judgmental authority who

would not think they were somehow not fulfilling their roles or making the assumption

that the child was going to die.

This intense emotional experience seemed to be a scary one to go through alone,

particularly in a profession where one is not expected to show negative emotion. Many of

these participants seemed to be going through the school re-entry process by masking

their emotions and the actions associated with those emotions in order to help themselves

maintain their role as a professional and to serve the child’s educational needs. However,

with more knowledge and emotional support, they may have been able to find some

respite for themselves in this process.

Limitations

The three potential limitations in the study were environmental, longitudinal,

and personal.

Environmental

This study was conducted in a metropolitan area and several surrounding

communities that were served by a small number of hospitals and with many similarities

in the school systems. The pool for participants in this research were those living in this

geographic area who attended a school re-entry workshop (N=57) or those associated

with attendees. The requirements for inclusion were that the individual be working in the

school system with a child with cancer or have worked in the past with a child with

cancer in the schools. From the total pool of survey participants (N=26), 12 indicated that
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they were eligible for participation, but only five of those participants were currently

working with a child with cancer. In addition, although there were participants from

many roles within the schools, there were a limited number of participants from each role

of school personnel, and there may be other roles that could be studied. For example,

there was no case study participant who was currently working with a child who had

completed treatment for cancer, who might have had another perspective on the school

re-entry process. The selectivity and limitations in aspects of diversity of participants

should be considered in the transfer of any interpretation of this study.

Longitudinal

The case studies and survey data completed in this research spanned four months

of data collection, which, when considering that treatment for cancer can last as long as

three years, may not have captured the entire school re-entry process. The limitations

from such a relatively short time span were in some ways countered by studying

participants at different time points in the school re-entry process. However, a

longitudinal study comparing more participants at similar time points over a longer

period of time would lend strength to these interpretations.

Personal

While I believe that my personal and professional experiences with cancer were

an asset in conducting this research, I do realize that as a childhood cancer survivor, my

interpretation of the school re-entry process may be colored by my own personal

experiences. The results of this research seemed to coincide with previous research in this

area, but perhaps someone who was not a childhood cancer survivor could follow the

case study protocol to test the dependability of this research.
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Implications for Research

More research is needed to allow for a better understanding of how the

emotional experience of working with children with cancer in the schools affects the long

term re-entry and re-integration once treatment has completed for the child with cancer.

Based on the survey data and the case studies, I am presenting below a Logic Model as a

future research tool for studying the school re-entry process. According to Yin (2003),

“the logic model deliberately stipulates a complex chain of events over time, whereby a

dependent variable at an earlier stage becomes the independent variable at the next

stage… The use of logic models as an analytic technique consists of matching

empirically observed events to theoretically predicted events” (p. 127). I am proposing

that the logic model presented below is the ideal series of events that need to occur for

those individuals to create the desired impact to improve the re-entry and re-integration

process for children with cancer. By using this model to explore the school re-entry

process in action we might be aided in understanding the successes and challenges that

occur by matching the events that actually occur to what is theoretically predicted in this

model. Described below are the six parts of which the logic model consists: inputs,

activities, outputs, short term outcomes, long term outcomes, and impact.

Inputs

The inputs in this model are all individuals who have been highlighted in this

research: the child with cancer, the family of the child with cancer including the

parent(s), siblings, and other members of the family who are closely involved, the school

personnel including general education teachers, homebound teachers, school counselors,
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nurses, and any additional personnel who might be closely working with the child with

cancer, hospital personnel including individuals such as the child life specialist or the

oncologist who are addressing the medical needs of the child with cancer, as well as the

personnel of childhood cancer organizations such as those offering programs on school

re-entry or those who provide services to schools in their local community. Each of these

individuals will be the fuel that will drive the model forward and will act as the

participants in each of the concrete activities. In particular, the individuals’ backgrounds

and their experience with cancer would be an important component of study. For

example, a teacher who has worked with many children with cancer may have different

concerns than a teacher who has never worked with a child with cancer. In addition,

studying the emotional geographies of any of the individuals could provide additional

information about the effectiveness of both this model and about the school re-entry

process more broadly.

Activities

The activities fall into four categories each involving different participants with

some overlap. The first activity is determining the type of schooling the child will

receive, whether he or she is served in a hospital school, at home, or in the school. Each

type of schooling could result in a different final outcome for the student because of the

overall school experience received, including interactions with peers, exposure to germs,

and opportunities for learning. The second activity is presenting the classmates with

information as appropriate about the childhood cancer experience. Several important

components of this presentation to observe will include the timing (how far or close to

the diagnosis), the quality, and the material covered. Oftentimes, hospital personnel, such
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as the child life specialist of personnel of organizations that provide services to children

with cancer, would need to be called in at this point to provide these presentations. The

third and fourth activities are providing information to both the school staff and the

students other than classmates who are a part of the social environment in which the

school personnel and the child with cancer exists. Similar to the classroom presentation,

the timing, the quality, and the material covered in these presentations may affect

important components to observe. For example, if myths and misconceptions about

cancer can be dispelled in the material covered in a very timely manner, it may be

possible to avoid some of the rumor spreading that was experienced by some of the

participants in this research. Again, hospital personnel or personnel of cancer

organizations that provide services to children with cancer might be involved in these

presentations. Each of these activities may vary for a particular child with cancer, but

how each of them is carried out will ultimately influence the school re-entry process and

will directly affect the outputs.

Outputs

The outputs in this model include developing a re-entry plan for the child with

cancer and establishing the appropriate accommodations, whether they be informally

included in a private school or as an IEP or a 504 plan as legally guaranteed in a public

school setting. In the re-entry plan, the educational needs of the child with cancer should

be identified and appropriate personnel should be named who can meet those needs. One

important role might be identifying an individual to serve as the hospital-school liaison,

which may mean finding an individual at the hospital with whom open communication

could be established and maintained. Creating a school re-entry plan with appropriately
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identified staff is an essential component of successfully re-entering and re-integrating a

child with cancer into the school.

Short-term outcomes

To identify whether the activities and the outputs of the activities have been

successful, it would be critical to track whether short-term outcomes are achieved. These

outcomes should include addressing the educational needs of the child with cancer, the

professional needs of relevant school personnel, and the emotional needs of the child with

cancer, the classmates, and the school staff. This could be done by observing in a variety

of different contexts within the school, interviewing key participants, and/or by asking

participants to complete a formal questionnaire about their experience.

Long-term outcomes

The long-term outcomes would be that the childhood cancer survivor would be

successfully re-integrated into the school system after treatment has ended, and the

school personnel’s roles would have been identified and maintained. Childhood cancer

survivors may receive treatment for three or more years, thus assessing long-term

outcomes may have to occur at multiple times particularly if there are changes in the type

of schooling the child receives or the school that the child attends, for example when a

child transitions from middle school to high school. At each point, it would be important

to evaluate the school re-entry process using this model. In addition, once the child is

finished with treatment, he or she may experience physical, psychological, and/or

cognitive late effects that can occur months or even years after treatment has ended

(Friedman, 2003; Mulhern & Palmer, 2003; Rourke & Kazak, 2003). Thus, using this

model to analyze the re-integration process once treatment has ended could help to
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understand better the long-term needs of the child, the classmates, and the family as well

as to identify the coordination needed from school staff.

Impact

In this model, the ideal impact would be that the child has successfully re-entered

and been re-integrated into the school system. In order for this impact to occur, it is

proposed here that all of the participants, the inputs, would also have to have achieved

success during the process. Classmates and relevant schoolmates would have been

informed and served, relevant school personnel would have received the support they

needed to identify and maintain their roles as well as emotional support as needed.

This model represents what would be the ideal for the school re-entry process, a

series of theoretically predicted events that would lead to successful re-entry and re-

integration for the child with cancer. Unfortunately, the real world is much messier than a

model. For future research, using this model would allow for comparison between the

actual events and these predicted to determine what influences success. Important

questions to answer might include:

� How important is the teacher’s experience with cancer on the overall

process? For example, do individuals who have attended a preventative

school re-entry program have an increase in knowledge about working with

children with cancer that ultimately allows for a more successful school re-

entry process? Does previous personal experience with cancer of any of the

participants affect how the process is moved along? For example, if school

personnel are of the opinion that most children with cancer die, does this

affect the activities that occur or the outputs such as the IEP or 504 plans?
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� How much does the type of schooling influence the school re-entry process?

For example, long term what type of effect will homeschooling for two to

three years have on the child?

� What type of information needs to be included in the presentations to the

classmates, schoolmates, and the school personnel? Although more research

has been conducted on the type of information that needs to be provided to

classmates, it is less clear what information is essential for school mates and

school personnel. Does this vary on an individual basis or could some type

of online program or workshop be standardized and developed to present

this information?

� What are the components that must be included to address the emotional

and educational needs of each of the participants? Again, does this vary on

an individual basis or could some type of online program or workshop be

standardized and developed to present this information?

� If the child dies, and the intended outcome of successful re-entry had not

had time to occur, what are the consequences for the classmates, the family,

the siblings, the school mates, and particularly the school personnel in

moving on and in coping with this situation if it is to arise again?

More research is needed over the long term to understand the school re-entry

and re-integration process to understand more fully the needs of all of the participants.

This logic model is presented as an analytical tool to conduct this research to study this

process.
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Figure 2. Logic Model for Studying the School Re-entry Process
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Implications for Practice

As was identified by Katz et al. (1992), comprehensive programs for school

reintegration that involve supportive counseling, educational presentations, systematic

liaisons between the hospital and the school, and periodic check-ups are an effective

method of meeting the needs of both the medical and school personnel working with the

child with cancer as well as the child with cancer and their family. The case study

research in this study supports the idea that this type of coordinated, upfront approach

was advocated for by several of the case study participants in this research as well. Based

on this research, it seems that when possible this type of coordination and comprehensive

program could be the most appropriate. However, when time constraints on the necessary

participants are high and financial resources such as those often reflected in the budget of

school and hospital personnel are low, these types of programs are not always as

efficiently coordinated. Nevertheless, from the moment the child is diagnosed, it could be

helpful for the school to identify a person to serve as a hospital-school liaison as well as

to identify appropriate resources that might be helpful, such as books on the school re-

entry process, local organizations that can provide support, and members of the medical

team who might be able to collaborate. In addition, it is important to recognize the

emotional needs of the school personnel and their needs for a supportive environment.

Further, it seems important to recognize myths and misconceptions about cancer as well

as the legal obligation of the school to serve children with cancer from the point of

diagnosis and beyond, as two-thirds of all childhood cancer survivors may develop late

effects. Several cancer organizations, such as The Lance Armstrong Foundation and the

Leukemia and Lymphoma Society, have created resources on their websites that could



145

help in the school re-entry process as well as toll-free numbers to access support. In

addition, though more research is needed to identify the effectiveness long term of

preventative school re-entry programs, these types of programs are usually free of charge

and available in many communities and could be a valuable resource. Increasing the

knowledge of the school community as a whole and developing a team approach on the

campus could help to create a supportive environment and lessen the threats in

understanding that have been experienced in the past by those on the frontline of the

school re-entry process.
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Appendix A

Post-Workshop Questionnaire

What is your profession (please check all that apply)?

o General Education Teacher

o Special Education Teacher

o School Counselor

o 504 Coordinator

o Teaching Aid

o Administrator ___________________

o Other _________________

What grade level do you work with in the schools (Please check all that apply)?

o Elementary School

o Middle School

o High School

o Other

How long have you been working in the school system (in years)?

Are you male or female?

o Male

o Female

What is your previous experience with cancer (Please check all that apply)?

o I have had a student in my class with cancer

o I currently have a student with cancer in my classroom.

o I am a cancer survivor
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o I have a family member or close friend who has had or currently has cancer

o I have no relationship to cancer

Have you received any training on school re-entry for children with cancer in the past?

o Yes

o If yes, where did you receive training? _________________________

o No

What motivated you to attend a workshop on school re-entry (Please check all that

apply)?

o I am working with a child with cancer right now

o I have worked with a child with cancer in the past

o I want to be informed so that I am prepared if I work a child with cancer inthe

future

o Other _____________________________________________________

Overall, were you satisfied with the program this evening?

o I was very satisfied.

o I was somewhat satisfied.

o I was satisfied.

o I was somewhat dissatisfied

o I was very dissatisfied.

What are your three greatest concerns you have about working with a child with cancer?

(Please feel free to use the additional pages as necessary).

1.

2.

3.
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We would like to get an idea of how much the training increased your knowledge about

childhood cancer and school re-entry. One way is to ask about your knowledge before

training, then after training. For the shaded columns, please remember how you felt

before training began this evening and answer accordingly, placing an "x" in the column

that best indicates your pre-training knowledge levels. [Low numbers indicate less

knowledge; higher numbers indicate greater knowledge.] Then complete the unshaded

columns on the right, using the same questions but indicating your post-training

knowledge levels.

BEFORE TRAINING AFTER TRAINING

Low High Low

High

How knowledgeable

were you about:

1 2 3 4 5 1 2 3 4 5

Statistics about

Childhood Cancer

Kinds of childhood

cancer

When children with

cancer should return

to school

Physical concerns

for children still on

treatment

Social and emotional
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concerns for

children still on

treatment

Physical and

psychological late

effects for children

off of treatment

Cognitive late

effects for children

off of treatment

Warning signs of

late effects

Communication as a

key component of

school re-entry

Laws protecting

childhood cancer

survivors

Accommodations for

childhood cancer

survivors

Classroom

presentations for

classmates of

childhood cancer
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survivors

Classmate issues

Creating a school-re-

entry plan

Implementing a

school re-entry plan

The importance of a

school re-entry plan

Resources available

for school personnel

creating a school re-

entry plan

We would also like to get an idea of how much the training increased your confidence.

Again, for the shaded columns, please remember how you felt before training began this

evening and answer accordingly, placing an "x" in the column that best indicates your

pre-training confidence levels. [Low numbers indicate less confidence; higher numbers

indicate greater confidence.] Then complete the unshaded columns on the right, using

the same questions but indicating your post-training confidence levels.

BEFORE TRAINING AFTER TRAINING
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Not Very Very

Confident Confident

Not Very

Very

Confident

Confident

How confident were

you in your ability

to:

1 2 3 4 5 1 2 3 4 5

Describe common

childhood cancers

and treatments

Identify challenges

cancer survivors

face upon returning

to school and

throughout their

time in school and

college.

Understand laws that

protect childhood

cancer survivors’

rights

Identify strategies to

help meet the

students’ short- and

long-term

educational needs

Access resources

that support schools
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and families,

including those from

The Leukemia &

Lymphoma Society

and the Lance

Armstrong

Foundation

Implement a school

re-entry plan for a

child with cancer

If you are willing to participate in the follow-up survey or the case study, please provide

your contact information.

The follow-up survey will be sent in April and is very similar to one you have just

completed. As a thank you for your participation, you will receive 30 yellow

LIVESTRONGTM wristbands to distribute to your students.

The case study will include 3 interviews (not to exceed an hour each) and 2 observations

in the classroom. As a thank you for your participation, you will have immediate access

to support personnel and the resources at the Lance Armstrong Foundation to support you

as you implement the school re-entry plan as well as additional LIVESTRONG materials

as appropriate.

o Yes, I am willing to participate in the follow-up survey. Please contact me in April.

o Yes, I am currently working with a child with cancer and I am willing to participate

in the case study. Please contact me following this program.

o No, please do not contact me.
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Name

________________________________________________________________________

School__________________________________________________________________

______

Physical

Address________________________________________________________________

Email

address__________________________________________________________________

Phone Number

_________________________________________________________________
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Appendix B

Follow-up Questionnaire

Name __________________________________________________________________

School__________________________________________________________________

Physical Address__________________________________________________________

Email address_____________________________________________________

Phone Number

_________________________________________________________________

What is your experience with cancer since the program (Please check all that apply)?

o I have had a student in my class with cancer in the past.

o I currently have a student with cancer in my classroom.

o I am a cancer survivor

o I have a family member or close friend who has had or currently has

cancer

o I have no relationship to cancer

Overall, how satisfied are you with the program you attended on school re-entry?

o I was very satisfied.

o I was somewhat satisfied.

o I was satisfied.

o I was somewhat dissatisfied

o I was very dissatisfied.

Currently, what are your three greatest concerns you have about working with a child

with cancer? (Please feel free to use the additional pages as necessary).

1.
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2.

3.

We would like to get an idea of how much the training increased your knowledge about

childhood cancer and school re-entry over time. Place an "x" in the column that best

indicates your knowledge about each topic. [Low numbers indicate less knowledge;

higher numbers indicate greater knowledge.] .

AFTER TRAINING

Low HighHow knowledgeable are you

about: 1 2 3 4 5

Statistics about Childhood

Cancer

Kinds of childhood cancer

When children with cancer

should return to school

Physical concerns for children

still on treatment

Social and emotional concerns

for children still on treatment

Physical and psychological late

effects for children off of

treatment
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Cognitive late effects for

children off of treatment

Warning signs of late effects

Communication as a key

component of school re-entry

Laws protecting childhood

cancer survivors

Accommodations for childhood

cancer survivors

Classroom presentations for

classmates of childhood cancer

survivors

Classmate issues

Creating a school-re-entry plan

Implementing a school re-entry

plan

The importance of a school re-

entry plan

Resources available for school

personnel creating a school re-

entry plan
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We would also like to get an idea of how much the training increased your confidence.

Again, please place an "x" in the column that best indicates your confidence levels. [Low

numbers indicate less confidence; higher numbers indicate greater confidence.]

AFTER TRAINING

How confident are you in your

ability to: 1 2 3 4 5

Describe common childhood

cancers and treatments

Identify challenges cancer

survivors face upon returning to

school and throughout their

time in school and college.

Understand the laws that protect

childhood cancer survivors’

rights

Identify strategies to help meet

the students’ short- and

long-term educational needs

Access resources that support

schools and families, including

those from The Leukemia &

Lymphoma Society and the

Lance Armstrong Foundation
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Implement a school re-entry

plan for a child with cancer
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We would also like to know specifically about your experience if you are currently

working with a child with cancer. Please answer the following questions about your

experience as you have been implementing the school re-entry plan.

1. Have you implemented a school re-entry plan for the child with cancer?

o Yes

o No

o If no, please explain.

___________________________________________________

2. Has the child with cancer been in attendance in the classroom?

o Yes

o No

o If no, please explain.

___________________________________________________

3. Has a hospital-school liaison been identified?

o Yes

o No

o If no, please explain.

___________________________________________________

4. Have accommodations been made for the child with cancer for short term effects?

o Yes

o No

o If no, please explain.

___________________________________________________

5. Have you identified any symptoms that may be indicators of late effects?

o Yes

o No

o If no, please explain.

___________________________________________________



160

6. Have accommodations been made for the child with cancer for late effects?

o Yes

o No

o If no, please explain.

___________________________________________________

7. Have you met with the parents?

o Yes

o No

o If no, please explain.

___________________________________________________

8. Does the student with cancer in the classroom have an IEP or 504 plan in place?

o Yes

If yes, is the student meeting the IEP or 504 goals?

___________________________

o No

If no, please explain.

___________________________________________________

9. Are the emotional needs of the child being met?

o Yes

o No

o If no, please explain.

___________________________________________________

10. Are the social needs of the child being met?

o Yes

o No

o If no, please explain.

___________________________________________________

11. Were sufficient resources available for creating accommodations for the student?

o Yes

o No
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o If no, please explain.

___________________________________________________

12. Has there been a classroom presentation on cancer?

o Yes

o No

o If no, please explain.

___________________________________________________

13. Have you used resources that might be helpful to address their emotional issues or

issues of classmates?

o Yes

o No

o If no, please explain.

___________________________________________________

14. Were sufficient resources available for having a classroom presentation on

cancer?

o Yes

o No

o If no, please explain.

___________________________________________________

15. Was their public support of the school re-entry program (i.e. a no hat rule across

the school?)

o Yes

o No

o If no, please explain.

___________________________________________________

16. Were successes in the implementation of the plan recognized and shared by

school personnel?

o Yes

o No
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o If no, please explain.

___________________________________________________

17. Was implementation advocated, facilitated and supported by other school

personnel?

o Yes

o No

o If no, please explain.

___________________________________________________

18. What are the challenges you have identified as problematic in implementing a

school re-entry plan for the child with cancer?

19. What are the successes you have experienced in implementing a school re-entry

plan for the child with cancer?

20. How could the school re-entry program that you attended have been improved so

that it would be helpful for you as you implemented the re-entry plan?

21. How do you view the experience of implementing a school re-reentry plan as

similar or dissimilar to other experiences in the classroom?
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Appendix C

Sociocultural Geography

• How was the teacher informed about the cancer diagnosis and what has the

teacher’s role been to this point?

• What is the nature of the relationship with the parents (i.e. open and

communicative or closed and uncomfortable)? With the student?

• How does the teacher feel about working with this child and this family?

• How does the teacher feel about working with a child with cancer?

• What experiences has the teacher had with child and with this family before the

cancer diagnosis? Since the diagnosis?

• What is the background of the teacher? Of the student? How do they differ? How

are they similar?

• How are stereotypes, if any, influencing the relationships between the student, the

family, and the teacher?

• How does sociocultural distance and closeness seem to be affecting the

implementation of the school re-entry plan?

Moral Geography

• What is the relationship with the parents? With the student? With colleagues?

With administrators?

• How does the teacher feel about working with this family?

• What are the teacher’s ideas about his or her role as a professional in

implementing a school re-entry plan? How have these ideas been cultivated or

contradicted by the child with cancer? The family? The administration?

Colleagues?

• What does the teacher see as his or her role in working with a child with cancer?

• What does the teacher see as the family’s role with the school while the child was

on treatment?
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Professional Geography

• Does the teacher describe any situation with this family or with the child that are

particularly notable?

• Has the child or the family ever questioned the teacher’s professional expertise

about the implementation of the school re-entry plan?

• Has the child or the family ever validated the teacher’s professional expertise

about the implementation of the school re-entry plan?

• Have administrators or colleagues ever questioned the teacher’s professional

expertise about the implementation of the school re-entry plan?

• Have administrators or colleagues ever validated the teacher’s professional

expertise about the implementation of the school re-entry plan?

• What is the relationship between the teacher and the child with cancer?

• What is the relationship between the teacher and the family?

• What is the relationship between the teacher and the classmates?

• What is the relationship between the teacher and the administration?

• What is the relationship between the teacher and colleagues in the school?

• What is the relationship between the teacher and the medical team?

Physical Geography

• How often does the teacher communicate (oral and written) with the parents in the

classroom? How is communication established and maintained?

• How often does the teacher see his/her students? Does the teacher the students

outside of classroom time (i.e. coaching soccer)

• Do any of these answers differ for the child with cancer or their family?

• How often is the child with cancer in school? How is absenteeism handled while

the child is on treatment?

• How do gaps or closeness in communication affect the implementation of the

school re-entry plan?
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Political Geography

• How does the teacher establish and maintain power relationships with his/her

students? Does this differ for the child with cancer?

• How does the teacher establish and maintain power relationships with the

families? Does this differ for the child with cancer?

• How does the teacher establish and maintain power relationships with the medical

personnel?

• How does the teacher establish and maintain power relationships with

administrators?

• How does the teacher establish and maintain power relationships with colleagues?

• Does the teacher describe specific incidents in which the power relationship

between him/her and another may be contributing to or taking away from

implementing the school re-entry plan?
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