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ABSTRACT 

The purpose of this secondary analysis study was to explore the lived 

experience of schooling a child with cognitive deficits as a result of late effects of 

central nervous system cancer therapy. The sample consisted of seven female 

participants who provided a rich description of their experience. 

Audiotaped interviews were analyzed using an adaptation of Colaizzi's 

seven-step procedure. Eleven major themes emerged: Watching the Academic 

Downslide, Dealing with the Academic Downslide, Teachers Setting the Tone, 

Parent-Teacher Interactions, Working the (School) System, Specific Strategies to 

Address the Academic Problem, Homework, Ways of Caring for Oneself, Hopes 

and Fears, Living with the Cure, and Hope Continues. An essential structure 

was derived from the data. 
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Ever increasing numbers of children are cancer survivors. The five year 

survival rate for malignant disease in childhood stands, today, at 71 % (American 

Cancer Society, 1997). The incidence of survival for childhood leukemia is even 

higher-79% (American Cancer Society). It is estimated that there will be 

180,000-220,000 childhood cancer survivors by the year 2000 (Blyer, 1990). By 

the year 2010, 1 out of every 250 individuals between the ages of 15 and 45 will 

be a long term survivor of childhood cancer (Hammond, 1995). The average life 

expectancy, from time of diagnosis of childhood cancer to death, is 72 years 

(Blyer). 

The dramatic increase in survival rates over the past thirty years is in 

response to multimodality treatment regimes. Unfortunately, the chemotherapy 

and radiation components of these regimens can also adversely affect normal 

cells and organs. Injury to normal tissue(s) may not become apparent for 

months to years after therapy completion. Termed late effects or long term 

effects (Hobbie, Ruccione, Moore, Truesdell, 1993), the injuries are a causative 

factor in the complex physical and psychosocial problems that childhood cancer 

survivors must face when attempting to take their place in the mainstream of 

society. Of the children who are now considered cured, that is never having to 

face the same cancer again, up to three fourths will experience late effects 
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(Greenburg & Meadows, 1991 ). One of the more significant late effects is 

cognitive impairment. Studies (Moore, Glasser, & Ablin, 1987; Peckham, 

Meadows, Bartel, & Marrero, 1988; Cousens, Waters, & Stevens, 1988; Glauser 

& Packer, 1991; Stehbens et al. 1991) have provided evidence that many 

children who have been successfully treated for cancer subsequently experience 

persistent cognitive deficits. 

The presence of late effects demonstrates what has become increasingly 

apparent. As stated so aptly by D'Angio, (1994, p.1), "cure is not enough." He 

further explains: the word "cured" is not synonymous with "life" in the fullest 

sense of the word. VanEys (1977, p. 183) observed that "for a child to be cured, 

he has to view the world with anticipation and with eagerness to learn what one's 

peers are learning". 

The influence of school on the child's developing intellect and the 

socialization process cannot be overestimated. When cognitive deficits arise as 

a result of cancer therapy, intellectual and social development can be greatly 

hampered making elusive the cure envisioned by VanEys (1977). 

Nurses will encounter with increasing frequency individuals with cognitive 

deficits, as well as other physical problems resulting from late effects, which can 

interfere with learning. Moreover, little is known about how parents and schools 

manage these problems. In order to make comprehensive assessments, 



11 

manage care and effectively advocate for patients, nurses must work to increase 

their own understanding of this phenomenon. 

Purpose of the Study and Problem Statement 

The purpose of this secondary analysis study is to describe the essential 

structure of the lived experience of schooling a child with cognitive late effects of 

cancer treatment from the parents' perspective. The research question is: What 

is the essential structure of the lived experience of schooling a child with 

cognitive late effects of cancer treatment from the parent's perspective? This 

study is part of a larger study that examined the overall experience of parenting 

a child with late effects of cancer treatment. 

Significance 

The dramatic improvement in survival rates for childhood cancer coupled 

with recent research on long term adjustment of cancer survivors, has 

heightened health professionals awareness of the need to consider the futures of 

survivors of childhood cancer (D'Angio, 1994). Consequently, the focus of much 

clinical research in the past twenty years has been on the development of more 

effective means of controlling cancer while minimizing residual complications 

(D'Angio, 1994). 

An extended or normal life span increases the significance of quality of 

life issues such as educational, occupational, and personal achievement. One of 

the most common pathways towards attainment of these goals is education. The 
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school is one of the primary instruments by which a child's return to normalcy is 

promoted. As a constant in the lives of most children in the 6-17 year old range, 

school provides a source of structure and security at a time when it is so 

necessary. The orientation to achievement and long range planning inherent in 

the school structure validates the idea that there is a future. Participation in 

school reinforces the idea of a future for parent as well as for the child (Deasy

Spinetta & Irvin, 1993). 

The actual cognitive and technical skills necessary to pursue career 

development are learned in the school setting . Besides providing tangible skills, 

school experience can guide the developing child cognitively and socially. 

Salient intangibles such as goal attainment, peer relationships, and 

interpersonal skills, which are necessary to navigate life successfully, can be 

developed in the educational system. The feedback, both negative and positive, 

that a child receives about behavior or school performance from peers or 

teachers is equally influential as that which he receives from family (Deasy

Spinetta & Irvin, 1993) 

The child with cognitive deficits, and other related late effects, presents a 

challenge for the school, the family, and self. Much research indicates that 

childhood cancer can have a negative impact on education (Cairns, Klopovich, 

Hearne, & Lansky, 1982; Peckham, 1991 ). Studies and clinical experience have 

shown that there are unique academic concerns for children with cancer. 
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(Mulhern, Wasserman, Friedman, Fairclough, 1989). Children who received 

CNS treatment demonstrated lifelong learning and school performance problems 

(Madan-Swain & Brown, 1991; Waber, Tarbell, Kahn, Gelber, & Sallan, 1992). 

Many children who are cancer survivors are initially involved in school 

re-entry programs connected with cancer centers. Also, increasing numbers of 

survivors are being followed by late effects clinics. However, great numbers of 

these individuals are cared for and encountered in other than specialized health 

care environments. Given this information, it is vital that nurses continue to learn 

about these health related life concerns so that they may provide appropriate 

interventions and/or advocacy (D'Angio, 1994). 

The Phenomenological Approach to Nursing Research 

Research that uses a quantitative approach has provided nurses with 

valuable information regarding specific cognitive deficits that constitute late 

effects of CNS cancer therapy such as deficits in general intelligence and age 

appropriate developmental skills; achievement in language and arithmetic; visual 

and perceptual motor skills; nonverbal and verbal memory; receptive and 

expressive language and attention (Duffner, Cohen, & Thomas, 1985; Glauser & 

Packer, 1991; Packer, Meadows, Rorke, Goldwein & D'Angio, 1987; Rodgers, 

Britton, Morris, Kernanhan, & Craft, 1992; Stehbens et al., 1991 ). Physical and 

psychosocial risk factors and .related problems have also been explored using 

traditional research approaches. Studies of the effects of chronic illness on 
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schooling (Brown & Swain, 1993; Johnson, 1980; Mccalla, 1985), psychosocial 

late effects of cancer (Greenberg, Kazak & Meadows, 1989; Greenberg & 

Meadows, 1991; Fritz, Williams, & Amylon, 1988), and parenting issues related 

to cancer (Hillman, 1997; Goldberg et al.1990) have also been completed. 

What is not available in the scientific literature is a rich description of the 

ways parents of children with late effects deal with school issues or the impact it 

has on these parents. Harris (1968) believes that qualitative methods are 

particularly useful when attempting to describe a phenomenon from the emic 

perspective or the "native's point of view" (Harris, p. 23). When the goal of the 

researcher is to attain a deeper understanding of the nature or meaning of an 

individual's experience, that is, the essence of an experience, phenomenology is 

the appropriate qualitative approach. With phenomenology one studies the "life 

world" as it is experienced, as opposed to conceptualizing, categorizing, or 

theorizing (van Manen,. 1984). 

Husserl viewed phenomenology as a philosophy, an approach, and a 

method. Husserlian tradition emphasizes the use of "reflective intuition" in order 

to describe and clarify experiences as they are lived (Husserl, 1970). Though 

qualitative research methodologies were used to conduct nursing research in the 

1960's, it was not until the 1970's that the phenomenological approach began to 

gain acceptance. Given their people centered approach, some nursing 

researchers felt that exploring the lived experience of their patients and families 
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was more congruent with the goals of nursing (Morse, 1991). Anderson (1991) 

suggests that the development of phenomenology was a response to the 

objectivism that had until then determined the study of social phenomena. 

When using the phenomenological approach, the researcher 

acknowledges the inevitability of subjectivity in an exploration or description of 

reality. Moreover, subjectivity is viewed as something which expands and 

enriches authenticity and understanding of the phenomena. The researcher 

does not attempt to place experimental controls or control for extraneous 

variables. In this way, all aspects of the phenomenon can be studied (Field & 

Morse, 1985). When studying a phenomenon within its own context as a whole, 

authenticity results. Munhall (1990) notes that a qualitative approach is 

necessary from nursing's philosophic perspective not only as a research design, 

but also for the development and implementation of a holistic, empathetic and 

individualized plan of care. 

The goal of the phenomenologist in research is to obtain a description of 

the meaning of an experience from the perspective of those who have lived and 

obtained meaning from it. Although each description is individualized, it is 

fundamental and essential to that experience, no matter who has had that 

experience. The researcher brackets preconceived ideas but makes use of 

personal experience when intuiting or attempting to see beyond the information 

that is given directly (Cohen & Ornery, 1994). 
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Human response is a nursing concern (ANA, 1980), and so nursing 

research is appropriately directed into the study of human insight, meaning, and 

understanding. The philosophy, theory, and method of phenomenology sees 

human existence as dynamic. Nurse researchers can use phenomenology to 

discover patterns, themes, negotiations, transactions, interpretations, forms, and 

qualities (Munhall, 1990). A thorough understanding of all facets of human 

experience and how they relate to schooling a child with cognitive deficits 

resulting from late effects of CNS therapy for cancer will be accomplished 

through the use of phenomenology in this research study. 

Conceptual Orientation 

Margaret Newman's model of health as expanding consciousness and as 

a synthesis of disease and nondisease is an appropriate guideline for research 

focused on parents/family dealing with late effects of cancer therapy. 

Newman's view of health is not a spot on a continuum nor defined in terms of 

physical heath. Rather it is an ongoing process of expanding consciousness or 

enlightenment geared toward living live life as fully as possible regardless of 

one's physical or mental limitations. Health or expanded consciousness goes 

beyond physical health. The concepts of transition, development of human 

potential, and increasing harmony in life, discussed by Chick and Meleis (1986), 

clarify Newman's ideas. Such concepts are appropriate areas of focus when 

parenting and schooling the child with cognitive deficits or other late effects. The 
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cancer survivor with late effects may have multiple physical or cognitive 

problems. In order to assist the child toward self-realization, or health, the parent 

must learn to accept and transcend these barriers. This does not mean that one 

does not act or that one allows oneself to be passively run over by what happens 

in life. It simply means that what occurs is accepted and interacted with as part 

of one's life experience. It is all part of a much larger whole from which one 

learns and evolves (Newman, 1994). 

Newman suggests we are not separate people with separate diseases. 

Our lives are part of a much larger whole. The pattern of the whole contains the 

individual as an open system interfacing with the family as an open system, 

interfacing with the community, and ultimately the world; community being 

defined as the person's larger environmental affiliations such as school or work. 

It is this pattern of the whole, not just the individual, that is the phenomenon of 

nursing's practice (Newman, 1994). Attempting to understand how a parent and 

so a family and community experience schooling a child with late effects reflects 

nursing practice as described by Newman. 

Newman's method of research is a partial adaptation of the traditional 

philosophic foundations of phenomenology; thus, · it is an appropriate model for 

this phenomenological study. Ray (1994) describes the phenomenologic 

process as a dialogic-dialectic interpretive encounter with research data by 
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reflecting on themes and moving to the meaning of the whole. This description is 

redolent of Newman's theory of research as praxis (Ray). 

Personal Perspective 

A personal perspective on the studied phenomena is provided for 

bracketing reasons. Identifying preconceived beliefs or ideas and placing them 

aside allows the researcher to approach the data in a pure form (Polit & Hungler, 

1995). 

From my perspective, regardless of what hats a woman wears in her life, if 

she is a mother, that identity is primary. Every mother has, at some time 

thought, and then immediately attempted to discard the idea, of her child being 

diagnosed with cancer. To deal with the diagnosis and treatment of this disease 

in your child would be physically and emotionally exhausting. Curing a child's 

cancer and then having to deal with residual problems would be overwhelming. 

can imagine sadness, frustration, and possibly anger at dealing with another 

"disease". Having to rethink and/or revamp educational, vocational, or possibly 

life goals could be cause for grieving for lost dreams. My experience working in 

the school system has also made me aware of the challenges and frustrations 

that learning disability(ies) present for parent as well as child. Yet, overall , I 

would hope that these individuals, with appropriate help, can learn to deal with 

these issues emotionally, physically, and spiritually. 
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Summary 

The number of individuals who survive childhood cancer and have 

residual cognitive deficits as a result of CNS therapy is significant. Schooling a 

child with learning disabilities is a challenge. When the child with a learning 

disability is also a survivor of a life threatening disease, the challenge increases 

and becomes more complicated. Research continues but there remains a deep 

need for the understanding of the experience of schooling a child with late 

effects. The difficulties these children experience with learning and school can 

have lasting effects. To deal with these problems, one must have a 

comprehensive understanding of their nature. 

Data provided through a phenomenological study will be examined in 

order to determine what is the essential structure of the lived experience of 

schooling a child with cognitive deficits as a result of late effects of CNS cancer 

therapy. A personal perspective has been provided for bracketing reasons. 
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In this chapter, the literature pertinent to schooling for the childhood 

cancer survivor with cognitive late effects of CNS therapy is reviewed. Included 

are epidemiology and pathophysiology of CNS late effects, as well as risk and 

related factors. Resultant learning problems and the impact on schooling are 

also discussed. Finally, assessment and treatment of cognitive deficits are 

addressed. 

Overview of Childhood Cancer Treatment 

Radiation therapy, to control solid tumor growth in children, was 

considered a medical breakthrough when first used early in this century. Even 

then, however, medical pioneers were aware of the probability of undesirable 

side effects in the young. Through study and observation physicians became 

aware of an important side effect of any antimitotic treatment--interference with 

normal growth and development (D'Angio, 1994). Fifty years ago 

Schulte (1952) wrote that adverse effects might result from drug-radiation 

interaction. 

Large scale clinical trials conducted in the 1970's confirmed that the 

prophylactic cranial irradiation, either on it's own or combined with intrathecal 

chemotherapy, increased the number of survivors of ALL in childhood. 
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Increasing attention is now being placed on the possible late effects of this 

effective but eventually harmful prophylaxis (Hertzberg, Huk, Ueberall, Langer, 

Meier, & Dopfer, 1997). Late cognitive effects of CNS cancer treatment were first 

acknowledged in the 1970's (Eiser & Lansdown, 1977; Eiser, 1978; Obetz et al. 

1979). The fact that long term survivors of Acute Lymphocytic Leukemia (ALL) 

evidenced problems with distractibility and concentration was suggested in the 

1981 landmark study completed by Meadows, Massari, Fergusson, and Gordon. 

Though notable, this and other early studies exhibited some deficiencies. More 

recent studies have provided the medical community with sufficient evidence to 

demonstrate the presence of cognitive deficits in children who have received 

CNS cancer therapy (Duffner, Cohen & Thomas, 1985; Glauser & Packer, 1991; 

Packer, Meadows, Rorke, Goldwein, & D'Angio, 1991; Rodgers, Britton, Morris, 

Kerhahan & Kraft, 1992; Moore, 1995; Moore, Kramer, Wara, Halberg & Ablin, 

1991; VanDongen-Melman, DeGroot, VanDongen, Verhulst, & Hahlen, 1997). 

Since the 1980's, in fact, leumkemia prophylaxis has changed from a dose of 24 

Gy of cranial radiation to a maximum dose of 18 Gy or systemic medium-high 

dose methotrexate and intrathecal methotrexate without cranial irradiation 

(Hertzberg et al. 1997) 

A long term, or late effect, is any side effect that a patient must 

compensate for during a lifetime. (Schwartz, 1995). Late effects are 

"physiological and behavioral responses to cancer and its treatment which 
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manifest themselves as chronic, adverse, or toxic alterations in normal tissues, 

organs, and systems" (Moore, Kramer, & Ablin, 1986, p. 45). Moreover, these 

effects may not be observable for several months to years after completion of 

cancer treatment, occurring following resolution of the acute and reversible 

responses to therapy (Moore et al. 1986). Late effects are "alterations in 

structure and function which are residual and persistent (Moore et al. p.45)." 

which can range in severity from minimal to life-threatening. Damage to certain 

organ systems, impairment in cognitive function, arrested linear growth, cosmetic 

changes in appearance and/or oncogenesis are all potential late effects 

(Greenburg & Meadows, 1991 ). Delayed toxicities, or late effects, can be 

grouped as functional, neuroendocrine, neuroanatomical, electrophysiological, 

and chemical manifestations. Functional manifestations can be further 

delineated as those affecting cognition, vision, or hearing (Moore, 1995). 

Although all of these areas can be significant when associated with learning, this 

study will focus on the impact of cognitive impairment. 

Pathology of Central Nervous System Damage 

Destruction of white matter (leukoencephalopathy), cerebral atrophy, and 

decreased brain perfusion are all structural changes in the brain which have 

been identified post cranial irradiation. The development of late cognitive deficits 

may be attributed to these changes (Harila-Saari, et al. 1997; Asato, et al. 1997; 

Prassopoulos, et al. 1996; Hazuka, Kinzie, Davis, & DeBoise, 1989). 
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Some basic mechanisms of radiation damage to the CNS have beeh 

hypothesized. The first mechanism involves damage to capillary endothelial 

cells which results in cell death or endothelial hyperplasia at cell division (Packer 

et al. 1987). Because the endothelial cell has the greatest replicating capacity of 

all CNS cells in the child, it is the most sensitive to radiation. The rate of 

turnover for CNS endothelial cells is slow so the adverse effects are delayed and 

are manifested over a prolonged period of time rather than immediately (Sheline, 

Wara, & Smith, 1980; Casarett, 1976). The second mechanism is primary 

damage to glial cells, especially oligodendroglial cells (Caveness, 1980). ' 

There are a number of chemotherapeutic agents that can adversely affect 

the CNS, but their pathophysiological effects are not completely understood. 

The drug most often associated with cognitive impairment effects is methotrexate 

(MTX) (Moore, 1995). Jamieson and Price (1975) described the predominant 

pathology as degenerative changes of the oligodendrocytes and disruption of the 

myelin elements. Prior irradiation may increase MTX toxicity by damaging the 

blood brain barrier which results in increased concentrations of MTX in the CNS 

(Moore, 1995). 

Scope of Learning Problems 

Researchers have discovered that cognitive deficits show up in areas 

such as general intellectual a_bilities and academic abilities, especially 

mathematics. Impairments in the rate and quality of cognitive information 
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processing, regulation of attention and concentration, memory, and retrieval of 

information have also been identified. Others areas found to be deficient are 

visuomotor speed and performance, visuospatial and visuomotor abilities, 

abstract reasoning , and planning and organizational skills. Social development 

and stamina are also adversely affected (Moore, Packer, Karl, & Bleyer, 1994; 

Moore, Kramer, & Ablin, 1986). 

Though commonly reported as a global reduction in general intelligence 

scores (Moore, et al. 1991; Rodgers, Britton, Morris, Kernanhan, & Craft, 1992), 

some researchers (Peckham, Meadows, Bartel, & Marrero, 1988) believe the 

pattern of cognitive deficits suggest specific learning disabilities rather than 

global retardation. The difficulties reported by the study participants were 

characteristic of learning disabilities (Peckham et al. 1988). In a study involving 

71 subjects and 65 controls, Rogers (1992) found evidence that deficits in 

abstract reasoning and memory function may be responsible for the decreased 

intelligence scores in children with cognitive late effects. The part of the 

memory most affected appears to be the most sophisticated or "central 

executive" portion. These researchers discovered that the subjects' attentional 

ability or ability to mentally store material was unaffected. The children did not 

appear to have a problem with simpler memory tasks like spatial memory, list 

learning, visuospatial learning, pattern discrimination, or retention (Rogers, 

1992). Rather, it was found that subjects were not using a rehearsal strategy. A 
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rehearsal strategy assists recall by transferring items to be remembered from a 

memory buffer store into short-term memory. If such a strategy is not employed, 

as soon as more information to be remembered is introduced, the items in the 

buffer storage area will be lost by a process know as "retroactive interference" 

(Rogers, p.268). If "retroactive interference" occurs, incoming material 

displaces information within the memory buffer. This memory deficit has been 

described as "strategic unawareness" (Rogers). The identified memory 

problems translate into lower than age appropriate developmental skills. A 

significant finding in one study (Peckham et al. 1988) was that most of the 

participants scored from one to five grade levels below age/grade expectation in 

reading and mathematics. 

Rourke (1987) describes a learning disorder, Nonverbal Learning 

Disabilities Syndrome (NLD), which is manifested in children with a variety of 

neurologic diseases or disorders characterized by white matter damage. 

Learning problems associated with this disorder include marked deficits in non

verbal problem solving, concept formation, hypothesis testing, and the ability to 

learn from informational feedback in new or otherwise complex situations. This 

includes significant problems in dealing with cause and effect relationships, and 

appreciation of incongruities. Those affected by this syndrome have no difficulty 

with rote verbal memory but do demonstrate deficiencies in mechanical 

arithmetic as compared to reading (word recognition) and spelling skills. Deficits 
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with social perception, judgement, and interactions with a tendency toward social 

withdrawal have also been observed in children with NLD (Rourke). Children 

with cognitive deficits as a result of late effects have demonstrated 

manifestations typical of this syndrome (Rourke, 1987; Copeland et al. 1985; 

Fisk & Strang, 1986; Fletcher & Copeland, 1988). It is not implausible that the 

characteristics described by Rourke could be at least partially explained by the 

lack of strategic awareness described by Rogers (1992) and also be linked to the 

white matter pathology (Rourke). 

Risk and Related Factors 

When appraising the risk for a child to develop CNS late effects, certain 

physical factors are significant. These are age at time of treatment, treatment 

modality and dose, time elapsed since completion of treatment, and gender 

(Moore, 1995). 

Age at Treatment 

The hypothesis that the brain is more vulnerable during certain periods of 

rapid growth places children under five years of age, and especially those 

under the age of three, in a more susceptible position to develop lasting 

cognitive deficits. During these "brain growth spurts" (Moore et al. 1986, p.46) 

rapid and unique morphological, physiological, and behavioral changes take 

place. Though previously beli~ved to be confined to the prenatal period, it has 

been hypothesized that outside interferences or stressors which occur during 
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states of rapid postnatal development could also produce life long effects (Moore 

et al; Davison & Dabbing, 1986, 1991 ). 

Two particular stages of rapid brain development, glial cell proliferation 

and myelination, which commence prenatally and continue through early 

childhood, are considered particularly vulnerable to the effects of CNS therapy 

(Moore, 1986). Glial cells, or oligodendrocytes are responsible for the synthesis 

and probably for the continued survival of the myelin sheath (Dabbing & Sands, 

1973; Davison & Dabbing, 1966; Shepherd & Gordon, 1988). Myelination, a 

spiral wrapping of the phospholipid cellular membrane of the oligodendrocyte 

around nerve axons, insulates electrical impulses assuring increased velocity 

and reliability of nerve impulse conduction (Himwich, 1979; West, 1985; Davison 

& Peters, 1970) . Myelination permits precise integration of information from 

widely separated regions, which is presumed to be necessary for evolution of 

higher nervous functions. Myelination starts at the end of the first trimester 

(Moore, 1995), persists until nearly four years of age, and is then followed by a 

very gradual rise to adult levels (Yusuf, Dickerson, Hey, & Waterlow, 1981 ). 

The processes of neuronal growth, dendritic aborization, and 

synaptogeneis also occur throughout childhood and into adult life. It has been 

suggested that radiation can also adversely affect these processes at any age 
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(Peckham, 1989). Moore et al. (1994) warns that though these processes are 

adversely affected by radiation, and perhaps by some chemotherapeutic agents, 

the effects are not yet clearly understood. 

Various studies have demonstrated that children treated before the age of 

60 months performed worse on tests of cognitive function than their counterparts 

who were older at the time of treatment (Meadows, et al. 1981; Kramer & Moore, 

1985; Jannoun, 1983; Copeland et al. 1985; Fletcher & Copeland, 1988; 

Cousens, Waters, & Stevens, 1988; Nitschke, 1990). Children under the age of 

three demonstrated even greater susceptibility to effects of CNS therapy (Silber 

et al. 1995). Findings by some investigators (Copeland et al. 1988; Dowell, 

Copeland, & Judd, 1989) suggest that age is not as critical a factor in children 

receiving only intrathecal chemotherapy as those receiving cranial irradiation. 

Treatment Modality and Dose 

Because the medical literature in the past twenty years has consistently 

identified cranial irradiation as a primary factor in the development of 

neurocognitive and academic deficits, present therapy protocols have 

decreased the cranial radiation dose in CNS prophylactic therapy or avoid it 

altogether in children with favorable CNS prognosis. Several protocols have 

replaced cranial radiation with high-dose Methotrexate (MTX) plus intrathecal 

chemotherapy (IT CTX) (Brown & Madan-Swain, 1993; VanDongen-Melman, 



DeGroot, VanDongen, Verhulst, & Hahlen, 1997; Fletcher & Copeland, 1988; 

Packer, Meadows, Rorke, Goldwein, & D'Angio, 1987; Stehbens et al. 1991 ). 
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The results of several studies have suggested that the long term 

neurocognitive effects of IT CTX and systemic CTX may be less severe than 

those caused by cranial irradiation (Mulhearn et al. 1991; Tameroff et al. 1984; 

Packer et al. 1987). A recent prospective study that examined the effects of IT 

CTX apart from cranial irradiation (Copeland, Moore, Francis, Jaffe, & Culbert, 

1996) showed that participants declined on academic achievement tests but not 

to a statistically significant degree. Performance on perceptual motor skills also 

declined. Two earlier studies showed participants experienced comparable 

declines in academic achievement whether they had radiation or chemotherapy, 

with declines being more pronounced in arithmetic than reading (Copeland et 

al.1988 ; Mulhearn, Fairclough, & Ochs, 1991; Dowell, Copeland, & Judd, 1989). 

Another study (Fairclough et al. 1989) indicated that cognitive deficits can be 

associated equally with chemotherapy as well as radiation. On the contrary, a 

1997 study (VanDongen-Melman, DeGroot, VanDongen, Verhulst, & Hahlen, 

1997) indicated that systemic treatment plays little or no role in the development 

of learning problems. 

Time Since Treatment 

Length of time since completion of therapy is important for it has been 

shown that neurocognitive deficits do not appear until 1-2 years after completion 
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of radiation therapy (Moore et al. 1994; Meadows et al. 1981). The findings of 

one research group (Rubenstein, Varhi, & Katz, 1990) suggest that 

neurocognitive late effects may show up as late as 4 or 5 years after treatment 

initiation. It is also felt that the time lapse until appearance of cognitive 

impairment is shorter for children receiving higher doses of radiation (Moore et 

al. 1994) and greater for those receiving lower doses (Moore et al. 1991; Glauser 

& Packer, 1991 ). Much less is known about the time frame for development of 

neurocognitive deficits associated with use of IT CTX alone (Moore et al. 1994). 

Gender 

Some studies of children with whole brain irradiation have indicated that 

females are at greater risk for the development of neuropsychological 

impairments (Waber et al. 1991; Waber, Tarbell, Kahn, Gelber, & Sallan, 1992). 

Investigators have suggested that differences between genders could indicate 

an interaction between postnatal neural development and mechanisms of 

treatment toxicity (Moore, 1995). 

Psychosocial Risk Factors 

When evaluating the impact of cognitive deficits upon schooling, 

psychosocial issues must also be examined. In their study of social competence 

and behavioral adjustment of childhood cancer survivors, researchers found that 

school related problems wer~ four times more prevalent than in the same aged 

general population (Mulhern, Wasserman, Friedan, & Fairclouch, 1989). 
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Normal psychosocial development is necessary for scholastic success. Because 

there exists a host of cognitive and psychosocial problems associated with all 

pediatric chronic diseases (Madan-Swain & Brown, 1991 ), it is difficult to single 

out which problems are the result of chronic disease in general, which are the 

result of the cancer experience, and which are the result of late effects of CNS 

therapy (Madan-Swain & Brown, 1991 ). 

The absenteeism, prolonged hospitalizations, and changes in family 

status frequently associated with chronic disease are known to impact the 

cognitive and social adjustment of a child. The uncertainty and threat of disease 

recurrence, length and intensity of treatments, and physical as well as cognitive 

sequelae that are unique to cancer and its treatment increase this impact 

(Koocher & O'Malley, 1981; Eiser, 1979; Moore, Glasser, & Ablin, 1987). 

Deficits in cognitive functioning, neurpsychogloical functioning (difficulty 

with concentration, distractibility, memory), academic achievement, and 

psychiatric and family functioning are handicapping conditions which predispose 

children who have had CNS therapy to pysychosocial problems (Madan-Swain & 

Brown, 1991 ). Findings by Moore, Kramer, & Ablin (1986), indicated that children 

treated for ALL with CNS therapy functioned at a level below that of their 

classmates psychosocially. When Koocher & O'Malley (1981) studied the impact 

of the cancer experience on individuals 5 years or more after diagnosis, they 



found that 4 7% of their subjects experienced mild to severe problems with 

psychosocial adjustment. 

The stressors associated with cancer and CNS treatments and it's late 

effects can interfere with a child's ability to accomplish developmentally 

appropriate psychosocial tasks in a successful and timely fashion. Problems 
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can be manifested as difficulty with peer relationships and achievement of a 

positive self concept (Moore, 1987). Increased dependence on parents, social 

immaturity, poor self image, decreased confidence, fear of failure, and discomfort 

with physical changes were all noted as emotional consequences in teenagers 

who were survivors of childhood cancer (McCarthy, 1975). 

The majority of 16 year old cancer survivors in a 1989 study (Greenberg, 

Kazak, & Meadows) were found to be functioning within normative limits on 

measures of self-concept, depression, locus of control, family environment, and 

parental distress, though they did score lower than the control group. It is 

important to note that the subjects with severe late medical effects scored lower 

than those with no or only mild late effects. 

Age at time of diagnosis is predictive of an individual's psychosocial 

adjustment. In her study, Moore found that 60% of subjects treated after 60 

months of age and 40% treated before 60 months of age felt different than their 

peers. An individual diagnosed in infancy or early childhood was likely to 

experience fewer long term psychosocial problems. Moore ( 1987) suggests that 
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the mastery of developmental tasks of school or teen-aged children is more likely 

to be disrupted by cancer and therapy. Moore further suggests that children who 

are diagnosed at a very young age are not as vulnerable to the emotional 

stressors inherent in the experience and treatment of cancer or are unable to 

recall or verbalize earlier stressful experiences (1987). 

Parenting 

When Koocher and O'Malley ( 1981) first looked at late psychosocial 

effects in pediatric cancer survivors and their parents, the parents' feelings of 

uncertainty about the future of their children's survival were likened to the sword 

of Damocles. The analogy is now a questionable one as ever increasing 

numbers of childhood cancer survivors look forward to a normal life expectancy 

(Leventhal-Seifer, Bakker, & Russo, 1993). Although parents do have feelings of 

uncertainty about the possibility of their child's future survival, their focus and 

concern after treatment completion, is more on potential long term 

consequences of their child's disease and it's treatment (Links & Stockwell, 

1985). It has been suggested that it may be more appropriate and productive to 

view the family and child's adaptation to childhood cancer survival as a chronic 

illness rather than an acute or terminal one (Links & Stockwell). Several studies 

have articulated the similarities between adaptation to a chronic childhood illness 

such as Cystic Fibrosis and childhood cancer in the post-treatment stage 

(Hobbs, Perrin, lreys, Moynihan, & Shayne, 1984; Hoffman, 1989). The concerns 



and needs articulated by parents of long term cancer survivors echo those of 

parents with children who have other chronic diseases. These include future 

health, education, vocation, genetic implications, progeny and marriage, and 

psychosocial issues. Parents of children with late effects also have concerns 

about other issues which affect the quality of survival: body image and 

disfigurement, second malignancies, sterility, sexuality, and neurocognitive 

functioning (Wallace, Reiter, & Pendergrass, 1987). 

34 

The crisis of having a child diagnosed with cancer "shakes the basic 

structure of the family" (Hobbie & Hollen, 1993, p.25). Parents wonder if they are 

capable of coping and parenting in such an environment. They experience 

feelings of great vulnerability as they struggle through the phases of diagnosis 

and treatment (Hobbie & Hollen). The idea that as the period of remission 

lengthens, the stress connected with having a child with cancer dissipates has 

been challenged by a number of studies (Spinetta & Deasey-Spinetta, 1982; 

Wortman, 1984; Klopovich, 1983; Spinetta, 1982). The presence and support of 

hospital or clinical staff is considerably lessened post-treatment. Family and 

friends may not be capable of understanding parents new, and perhaps different, 

needs. Parents can feel abandoned or alienated (Wallace et al. 1987). A 

concern frequently voiced by parents of survivors was the need for continued 

contact with health care prov_iders for education and information as well as 

psychosocial support (Leventhal-Seifer et al. 1993). 
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Parents may be thrown into another crisis when they are made aware of 

actual or potential late effects. Every family member must now learn to deal with 

and treat cancer as a chronic disease. Studies (Hockenberry-Eaton & Minnick, 

1994; Wells, Henley, Swygert, et al. 1990) have shown the psychosocial impact 

of cancer on a family may continue for years or never end. They must be 

constantly vigilant in observing for and dealing with actual or potential late effects 

(Hobbie, Hollen, & Ferguson, 1994). 

As with any chronic disease, late effects of cancer treatment, can place 

extra demands on parenting skills, especially in relation to discipline (Hillman, 

1993). A 1994 study (Ivers, Drotar, Dahms, Doershuk, & Stern) compared child 

rearing behaviors of mothers with healthy children, children with insulin 

dependent diabetes, and children with cystic fibrosis. Researchers found that 

mothers of children with chronic diseases were less likely to set limits with their 

children than mothers of healthy children (Ivers et al.). The result of Reed's 

(1990) study of the effects of cystic fibrosis on family processes indicated that 

chronic illness can interfere with child rearing. Hillman's (1997) study found that 

parents of children with cancer worry more about their children's health than do 

parents with healthy children. Parenting practices are affected when one 

worries about a child's health; a parent may restrict activities or limit a child's 

independence (Leventhal-B~lfer et al. 1993) Other research by Davies, Noll, 

Destefano, Bukowski, & Kulkarni (1991 ), suggests that parents of children with 
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cancer worry more about the health of their children than do parents of healthy 

children, but did not differ from parents of healthy children in their basic 

orientation toward child rearing. Patterns of protection developed by parents 

during their children's illness may not be abandoned when the child is well again. 

Protective behaviors are not appropriate in dealing with a well child (Peckham, 

1989). 

The problem of continuing parental stress and psychologic distress in 

parents of chronically ill children is well documented in the literature (Goldberg et 

al. 1990; Noll, Bukowski, Rogosch, LeRoy, & Kulkarni, 1990; Noll, Leroy, 

Bukowski, Rogosch, & Kulkarni, 1991 ). Parents of children with a chronic illness 

are often depleted of energy, coping skills, and effective parenting techniques as 

a result offear, distress, anxiety, and crisis that may overcome them (Goldberg 

et al.1990; Noll et al.1990; Noll et al.1991; Speechley & Noh, 1992; VanDongen

Melman & Saunders-Woudstra, 1986). Studies that have examined the impact 

of late effects of cancer therapy on the family have focused on the impact of 

parental coping techniques on the child rather than how the child's cancer history 

affects the parents (Shapiro & Shumaker, 1987). Recent investigations do not 

give a clear indication of the extent or magnitude of the impact that a childhood 

cancer survivor has on parents (Greenberg, Kazak, & Meadows, 1989). It was 

found that the level of adaptation in mothers was within a normal range when 

rated on a global assessment of functioning (Greenberg et al. 1989). Data 
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collected in a 1993 study (Leventhal-Seifer et al. 1993) indicated that the 

majority of these parents, when compared to a normative population, exhibited 

no psychopathology. The authors were quick to add that parents of cancer 

survivors have ongoing concerns and needs that are quite unique to their role as 

parents of a child with a potentially life threatening disease. 

Research (Sheinberg, 1983) on parents' adaptation to a child's chronic 

illness indicated that perceived level of partner support and open communication 

about the illness were significant factors in facilitating parents' and child's long 

term adjustment. It is crucial to view the entire family when studying the long 

term impact of childhood cancer. Chronic illness in one family member has a 

dramatic effect on the everyday lives of all family members (Sheinberg). 

According to Chesler & Barbarin (1987), parental coping strategies and 

abilities vary according to education, socio-economic status and gender. 

Educated parents tend to employ strategies which are considerably more 

externally directed such as problem solving and information seeking. They use 

fewer passive strategies such as denial, acceptance, and reliance on religion. 

Mothers, in general, tend to use religion more than fathers who tend to more 

often use denial. Parental income and socio-economic status related 

significantly to overall survivor adjustment (Chesler & Barbarin). 
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Educational Issues 

Parents and educators must be able to deal with the practical aspects of 

accessing appropriate education for the cognitively impaired child. The parent of 

a child with special education needs must be aware of the child's strengths and 

areas of need. Parents must also be knowledgeable about the child's 

educational rights and be able to navigate the special educational system. 

Under public law 101-476 Individuals with Disabilities Act, all children 

treated for cancer are entitled to special educational services (P.L.101-746). This 

law mandates that there be in place a formalized process for referring, 

evaluating, planning, and implementing programs for students with special 

education needs. This process is outlined in state educational regulations and is 

implemented by multidisciplinary teams in the public school system. Parent 

participation, consent, and procedural safeguards are integral components of the 

process (Moore, et al. 1994). 

Special education professionals, usually a school psychologist or teacher 

with a background in special education, may make recommendations based on a 

psychoeducational evaluation. Accommodations or modifications, specific for a 

particular student, are designed to take advantage of a student's strength and 

compensate for areas of weakness. Accommodations are variations in the 

process of teaching that meet individual student needs but do not substantially 

change the curriculum. This may be something like allowing a student to take a 
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test orally instead of written or be given extra time to take a test or providing the 

student with technological aids to education. Modifications are variations in the 

curriculum goals and content to meet student learning needs. This may include 

the inclusion of things like time management and organizational skills into a 

student's educational plan. Some accommodations or modifications can be 

carried out within a regular education program (Moore et al. 1994). 

If students have educational disabilities which can not be adequately 

dealt with in the regular educational program, they are eligible for special 

educational services. Specially designed instruction and related services are 

provided through an Individualized Education Plan (IEP) which is developed by 

the multidisciplinary school team and the child's parents. The IEP is usually 

overseen by the special education teacher and may also include related services 

like OT, PT, speech therapy, or counselling, as deemed necessary for the 

student to benefit from an education program (Moore, et al. 1994). Specific 

goals are set for each student and are reviewed and re-evaluated on a yearly 

basis. Special education services are provided in a number of different settings 

along a continuum. Students may receive special education services in a regular 

classroom, part-time in a classroom for learning skills with extra teaching 

personnel, or full time in a classroom with a small number of students (Moore et 

al.). 
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Although founded on strong parental involvement, the process of 

obtaining special education services can be intimidating and/or overwhelming for 

parent (Moore et al. 1994). The parent may not be aware of when or how it 

would be appropriate to initiate the need for special education. The parent and 

child need someone who will advocate for them. This can be a special education 

teacher or other knowledgeable school employee, but there is not always 

someone that will take on that role. School systems may lack an understanding 

of the special learning needs of the child with late effects (Moore et al.). 

In a 1987 study, researchers (Moore et al.) found that teachers frequently 

knew little about their subjects previous cancer experience or the deleterious 

effects of CNS treatment. Many of the problems associated with education in 

late effects patients are a result of myths and inaccurate information held by 

teachers and administrators as well as the general population. It is quite 

probable that most teachers or school administrators are ill prepared 

educationally, or on the basis of their personal experience, to deal with what is 

considered a life threatening illness. Though school districts are increasingly 

called upon to educate the child with special medical needs, administrators view 

their role as educational not paramedical (Spinetta & Deasy-Spinetta, 1981 ). 

Many cancer clinics offer school reintegration programs for patients still 

undergoing treatment. However, this varies across institutions. Few programs 

exist that address the long term educational needs of this population. There 
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exist academic and vocational issues that are unique to this group of students 

(Karl, 1994). The educational liaison is a relatively new position in some late 

effects clinics. This individual has the expertise necessary to identify and 

address the educational concerns that are unique to the childhood cancer 

survivor. A specialist in educationally related long term effects, the educational 

liaison can comprehensively assess neurocognitive late effects, recommend 

appropriate interventions, and access available services in the school systems 

and the community. One of the major responsibilities of this individual is to 

educate parents and school personnel about the potential educational effects of 

CNS treatment for childhood cancer (Karl, 1994). 

It is also absolutely necessary that educators and parents be prepared for 

the possibility of neuropsychcologic problems (Schwartz, Hobbie, & Constine, 

1994 ). Parents are often able to observe for patterns of learning abilities or 

disabilities and provide information on which areas of study present problems 

and what are their children's strengths. Teachers may be unaware of a child's 

prior cancer treatment and be uninformed about the nature of the problem 

because the problem may not surface for months or years after the completion of 

treatment. Teachers who lack sufficient knowledge about how to relate to a child 

with a history of cancer are apt to have decreased expectations of that child 

(McCalla, 1985). After the child completes treatment, close communication 



between parent, school, teacher, and staff at the treatment center, is vital 

(Schwartz et al. 1994). 

Assessment and Treatment 
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As more and more children survive cancer and have treatment-related 

late effects, a high level of suspicion is necessary with any patient who has 

undergone CNS treatment therapy. Patients who meet any of the following 

criteria are at the greatest educational risk: brain tumor or ALL diagnosis, 

sensory deficit or neurologic impairment, cancer diagnosed before mastery of 

basic academic skills, prior history of developmental or educational delay, 

persistent or severely compromised stamina, high rate of school absenteeism, 

family history of school difficulty, significant economic deprivation or family 

dysfunction (Schwartz, 1995). Given the frequency of neurocognitive sequelae 

and their impact on learning, school performance, and occupational opportunity, 

it is vital that prospective serial neurocognitve assessments be performed on all 

patients at risk. Baseline testing is mandatory in order to be able to evaluate the 

long-term effect of treatment. All patients at risk must have a yearly evaluation 

by a neuropsychologist or experienced school psychologist (Schwartz, 1995). 

The degree of cognitive late effects varies from one child to another 

(Peckham, 1989). Children who experience drops in general intelligence scores 

can and do continue to learn, _ albeit at a slower pace. With extra tutoring and 

remedial support, older survivors of ALL have done reasonably well 
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educationally. There are some students who had cranial radiation who are now 

in college programs designed for special educational students. Successful 

students have compensated for their deficits by learning or being taught how to 

be better learners (Peckham, 1989). 

As mentioned earlier, researchers have shown that the learning problems 

experienced by children with late effects are similar to children with learning 

disabilities. Given their common etiology, it is reasonable to believe that the 

teaching strategies used for children with learning disabilities can be used 

successfully with children with late effects. Students with learning disabilities 

have responded well to cognitive strategy training, which is based on the 

principles of cognitive behavior modification. The techniques employed in this 

method involve teaching techniques for learning how to learn (Brown & Alford, 

1984; Lloyd & deBettencourt, 1982). Good learners often discover, on their own, 

effective cognitive strategies. Children with learning disabilities must be taught 

not only learning strategies, but also which strategies work for which situations 

(Peckham, 1989). 

Summary 

Research on childhood cancer survivors indicates there are late effects 

including neurocognitive effects. The etiology and pathophysiology of cognitive 

late effects and related risk factors have been well documented in research 

literature. Significant factors are age at treatment, treatment modality and dose, 
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time since treatment, and gender. Resultant learning problems have been 

identified. Factors which impact the scholastic performance of children with late 

effects such as psychosocial issues, assessment and treatment, and the special 

education process, have also been studied. What the literature does not deal 

with adequately, however, is the parental experience of schooling a child with 

cognitive deficits-their feelings, their problems, their experiences, their needs. 

Phenomenological research can provide us with some of those answers. 



CHAPTER 3 

METHODOLOGY 

Introduction 
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The purpose of this chapter is to describe the design and methodology of 

this study. Included are discussions of sample, setting, protection of human 

participants, data collection, and analysis. Also included is a discussion of 

criteria used to ensure trustworthiness in a qualitative study. 

Design and Methodology 

The purpose of this study was to describe the experience of schooling a 

child with cognitive deficits as the result of late effects of cancer therapy. In 

order to accurately understand and describe the lived experience of the study 

participants, a phenomenological research approach was employed. When 

using a phenomenological approach, the researcher accepts the experience of 

the individual as it exists in the consciousness (Field & Morse, 1985) and 

attempts to understand the meaning of life through interpretation of the 

informant's human experience (Morse, 1989). The goal of the 

phenomenological approach is the illumination of the "essential meaning of 

human endeavors" (Bishop & Scudder, 1991, p.5). 

Little is known about the lived experience of schooling a child with 

cognitive deficits resulting frorn late effects from a parent's perspective. Using 

phenomenology, a rich description of parents' feelings, experiences, and 
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thoughts can be procured. Transforming these rich descriptions into an essential 

structure will provide a better understanding of the phenomena so future plans of 

nursing care can be created. 

Sample 

This study is a secondary analysis. The sample inclusion criteria for the 

original study were that the participants be the caretaker (parent or guardian) for 

a child who had completed CNS therapy at least twelve months prior and was 

approximately 48-52 months from diagnosis. The most important criteria for 

selection of participants was that the participant's child have documented 

cognitive impairment and that the participant be willing and able to talk about 

their experience. Cognitive impairment was indicated by a significant (10 

standard score points) decline in performance on the Woodcock Johnson Wide 

Range Achievement Test (K. Moore, personal communication October 14, 1998). 

The purposive sample consisted of seven women, four of whom were 

married, one single, one widowed, and one divorced. The caregivers included six 

mothers and one grandmother. Four of the women were Hispanic and three were 

White. All were Arizona residents and fluent in English. The participants were 

recruited by and familiar to Dr. Ki Moore, co-principal investigator on the original 

study. Dr. Moore had previous contact with the participants through earlier 

research on the identification. of children with learning problems as a result of late 

effects. 
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The children of the participants were all males with a mean age of 11 with 

an age range of 8-16 and were enrolled in grades 1-10. The mean age at the 

time of diagnosis was 5.28 years and the range was 3-9 years. Four of the 

children had been diagnosed with acute lymphocytic leukemia, one with aplastic 

anemia, one with anaplastic apendyoma, and one with Non-hodgkins lymphoma. 

All of the children had been treated with whole brain irradiation and/or intrathecal 

chemotherapy. Two had bone marrow transplants and one had surgery. 

Setting 

It is suggested (Field & Morse, 1985) that interviews take place in a quiet 

environment where there is little chance of being disturbed or distracted. Six of 

the interviews took place at the home of the participants; one took place at the 

College of Nursing. At all interviews, except one, the participant was interviewed 

without any other individuals or family members present. One home interview 

was punctuated by the presence of other family members. It was felt, however, 

that rather than distracting from the interview, the presence of these individuals 

provided the interviewer with a rich picture of the participant's functioning within 

her environment. 
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Protection of Human Participants 

Approval was granted by the Human Participants Review Committee for 

access to data from the original study for the purpose of secondary analysis 

(see Appendix A). 

Written informed consent was obtained from the participants 

(parents/grandparent) prior to data collection. Participants were given an 

explanation of the study purpose, risks and benefits, their role, and informed that 

they could withdraw from the study at any point. All participants chose to remain 

in the study. To ensure confidentiality, the audio tapes were designated by a 

number code only and transcribed by an individual transcriptionist. Tapes and 

transcriptions were then stored at the office of principal investigator. The only 

persons with access to the data were members of the research team. 

Participants were given a $20.00 incentive for participation in the 

interview. This amount was established to assist with travel and/or child care 

expenses. 

Data Collection 

As a researcher doing secondary analysis, except for being present at 

one interview, I was not involved in the data collection. Participants had been 

made aware of the purpose of the study by co-investigator, Dr. Ki Moore and had 

indicated an interest in participation. Dr. Joan Haase contacted all the 

participants by phone to make an appointment for the interview. Dr. Haase 



conducted the interviews. Participants were encouraged to ask questions 

about the interview or the research process itself. This is done to establish a 

rapport with the participant and give them the opportunity to begin to develop 

trust in the interviewer (Field & Morse, 1985). _ 
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The consent form (see Appendix 8) and a copy of the data generating 

question were sent to the participants at least one day prior to the interview so 

they would have the opportunity to reflect on the questions and thereby provide a 

rich description of their experience. The data generating question was: 

"Please tell me about your experiences of 1. Parenting (child's name) in 

general, since ( child) has completed treatment for cancer. 2. Helping ( child's 

name) with school work and learning. 3. Managing any behavioral problems that 

may have occurred as a direct or indirect result of dealing with cancer and it's 

treatment. 

Participants were contacted one day prior to interview to confirm the 

appointment. The consent form was reviewed and signed at the time of the 

interview. Upon arrival at the subjects' homes, Dr. Haase provided the 

participants with a brief reminder of what would happen. At the beginning of 

each interview, the participants were told that the interview would be complete 

when they felt that they had fully discussed everything they wanted to say about 

their experience. The participants all seemed comfortable with the interviewing 

process, though one participant did have some initial reservations about the use 



of a tape recorder. These concerns were addressed. The interviews ranged 

from 45 minutes to 11 /2 hours in length. 

Data Analysis 
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All interviews were transcribed by a third party. These transcriptions were 

then checked against the audio tapes for accuracy. The process of data 

analysis was based on Colaizzi's (1978) seven step approach, adapted by 

Haase (1987), for use with phenomenological data. The first step consisted of 

listening to the participant's descriptions so a "feeling for them" (Colaizzi, p. 59) 

could be acquired. By listening to the tapes one time and then listening to them 

again while comparing them with the transcriptions for accuracy this was 

accomplished. It was not unusual for some sections of the protocols to be 

listened to a number of times so that accuracy of the transcription could be 

assured. This resulted in familiarity with the subjects' descriptions (Haase). 

In the second step, significant statements or phrases, those related to the 

lived experience of schooling a child with cognitive late effects, were extracted 

from the protocols. The third step involved reformulating these significant 

statements or phrases into a more general or scientific restatement. Studying 

the statements and restatements in order to derive a formulated meaning was 

the fourth step. Formulated meanings represent an attempt to capture, as 

closely as possible, the partic_ipants' true or underlying meaning without veering 

away from the original context (Haase, 1987). 



The following examples illustrates the process of deriving formulated 

meanings: 

SS: "So he spent hours, hours, and hours trying to write and think and 

think of things." 

RS: Son worked long hours trying to do school work. 
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FM: Son worked so hard, she couldn't understand why he wasn't doing 

better. 

SS: "Everyone one else could say the alphabet backwards and count to 

million but my son was alive so ... you know?" 

RS: Though other children had intellectual prowess, she focused on fact 

that her child was alive. 

FM: Life is more important than academic accomplishments. 

Identifying theme clusters and categories across protocols from the 

formulated meanings was the fifth step of data ana~ysis. Appendix C provides 

the theme categories, theme clusters, and related themes as well as the specific 

significant statement numbers which were taken from the raw data. 

The sixth step of analysis consisted of developing an exhaustive 

description of the studied phenomena, integrating all the elements of the stepped 

process (Haase, 1987). Colaizzi (1978) states the exhaustive description of a 

phenomena represents "as unequivocal a statement of identification of its 

fundamental structure as possible." (p.61 ). Using the exhaustive description the 



seventh step of analysis was accomplished-derivation of the essential 

structure. The essential structure arises from the synthesis of the data found in 

the exhaustive description (Haase). 

Data Management 

Interviews were audiotaped by the principal investigator of the original 

study. Transcriptions were checked for accuracy by comparing them with the 

original audiotapes. The researcher used the Microsoft Word 7 .0 word 

processing program to store the transcribed data and for data management 

throughout the analysis process as well as to provide an audit trail. 

Trustworthiness 
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Because the traditional concepts of validity and reliability can not be 

meaningfully applied to qualitative research, many nurse researchers employ 

the criteria outlined by Guba & Lincoln (1989) to judge the rigor of their scientific 

inquiries (Polit & Hungler, 1995). Using these researchers' criteria: credibility, 

transferability, dependability, and confirmability, the phenomenological 

researcher can establish trustworthiness (Guba & Lincoln). 

Credibility 

Similar to internal validity, the purpose of credibility is to establish a match 

between the reality of the participants and the reality described by the researcher 

as being representative of the participants (Guba & Lincoln, 1989). 
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One technique that can be used to meet this criterion is peer debriefing. 

An external check on the inquiry process, peer debriefing is carried out with a 

disinterested peer. It provides the researcher with the opportunity to discuss and 

"test out" one's findings, analyses, ideas, and conclusions (Guba & Lincoln, 

1989). The thesis chairperson, an experienced phenomenological researcher, 

was used extensively throughout the data analysis process for this purpose. 

Three professional colleagues who work with learning disabled children and 

have frequent contact with parents of learning disabled children provided the 

researcher with a sounding board for ideas as the data analysis progressed. 

Another technique employed to establish credibility was progressive 

subjectivity. Progressive subjectivity refers to the process of monitoring the 

researcher's own developing construction (Guba & Lincoln, 1989). This was 

accomplished by using the thesis chairperson for peer debriefing as the analysis 

progressed step by step. Progressive subjectivity was also accomplished by 

carefully following the steps of analysis and documenting the steps through an 

audit trail. 

Transferability 

Comparable to external validity or generalizability, this criterion refers to 

the extent to which the data findings are applicable in other groups or settings. 

The major technique for esta~lishing the degree of transferability is the provision 

of a "rich description" (Guba & Lincoln, 1989, p.241) by the investigator. By 
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providing as thick a data base as possible, in this case by presenting extensive 

quotes from parents schooling a child with cognitive late effects, others may 

judge the applicability of data to other contexts (Guba & Lincoln; Polit & Hungler, 

1995). 

Dependability 

Similar to the conventional criterion of reliability, dependability refers to 

the "stability of data over time" (Guba & Lincoln, 1989, p.242). The process 

which guides the researcher through decisions about and interpretation of data 

must be" trackable and documentable" (Guba & Lincoln, p.242). Colaizzi's (1979) 

framework, discussed earlier, provided a stable process for data gathering and 

interpretation. A numbering system supplied the means for management and 

tracking of data through its transformation. 

Confirmability 

Confirmability is parallel to the criterion of objectivity. It assures that the 

"data, interpretations, and outcomes of inquiry are rooted in contexts and 

persons apart from the evaluator and are not simply figments of the evaluator's 

imagination" (Guba & Lincoln, 1989, p.243). Review of the data analysis by the 

committee chair ensured the meeting of this criterla. Confirmability is also 

established when participants affirm that the contents of the essential structure 

'ring true' to their experience._ 
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Summary 

Phenomenology is an appropriate method for studying an individual's 

lived experience. Using Colaizzi's approach (1978) provided a structured 

framework for data analysis. Sample and setting, human participants protection, 

and data collection and management were also discussed. Using guidelines for 

trustworthiness (Guba & Lincoln, 1989), the issues of credibility, transferability, 

dependability, and confirmability were addressed. 



CHAPTER4 

ANALYSIS OF DATA AND PRESENTATION OF FINDINGS 

Introduction 
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In this chapter the findings are present~d. A description of the sample is 

presented first. This is followed by the exhaustive description and the essential 

structure of the lived experience of schooling the child with cognitive deficits as a 

result of late effects. 

Description of Sample 

Since the writer was personally present at only 1 interview, sample 

description will be limited to data provided by the original interviewer, Dr. Joan 

Haase. Though unable to observe appearances, facial expressions, and body 

language, the process of listening to the interview tapes on multiple occasions 

provided the writer with the opportunity to gain valuable insights as to the 

experiences and reactions of the participants. Pseudonyms have been assigned 

to each of the seven participants. 

Monica is a married Caucasian woman with three children. Her son 

Timothy is a 16-year-old high school sophomore who was diagnosed with 

Aplastic Anemia at 3 years old. His treatments included chemotherapy and a 

bone marrow transplant. Monica is a housewife who also has 2 teenage 

daughters living at home. 
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Rita, a Hispanic woman, is a housewife with four children. Her son Jeff 

was diagnosed with ALL at 9 years old and was treated with chemotherapy and 

radiation. Jeff is now 13 years old and in the eighth grade. Siblings include a 

brother, 16 years old, and 2 sisters, 12 and 10 years old. Rita spoke with a great 

deal of emotion about her experience and even cried at times. 

Isabel is a Hispanic woman who was widowed before her son Jesus was 

diagnosed with ALL at 5 years of age. Jesus was treated with chemotherapy. 

Isabel lives in a mobile home with Jesus, who is now 11 years old and in the 

sixth grade and her two other children, a boy 16 years old and a girl 18 years 

old. Isabel is employed outside the home. 

Yolanda is a Hispanic woman who was divorced shortly after her son 

John was diagnosed with ALL at the age of 5 years. Yolanda was also pregnant 

at the time of her son's diagnosis. John received chemotherapy and radiation. 

Yolanda is employed outside the home and has three other children besides 

John who is now 10 years old and in the fifth grade. Her other children include a 

daughter 7 years old and two sons, 8 and 14 years old. Yolanda's sister also 

lives in the home. Despite her difficulties, Yolanda spoke with a great sense of 

serenity. 

Eileen, a Caucasian married woman is the primary caretaker for three 

step-grandchildren, one of which is 10 year old Jacob who was diagnosed with 

non-Hodgkin's lymphoma at 7 years old. Jacob is now in the fourth grade. 



58 

Though not diagnosed, Jacob was already sick when he came to live with Eileen 

and her husband. Jacob's treatments included a bone marrow transplant and 

chemotherapy. After being given up by their biologic parents, Jacob and his 

younger sister and brother had been cared for by their aunt for two years prior to 

living with Eileen and her husband. Eileen has other grown children, two of 

whom live away from home and one who is 27 years old, autistic, and lives at 

home. A great deal of family interaction occurred during this interview all of 

which Eileen deftly directed without moving from her chair in the center of the 

living room. 

Valerie is a Hispanic woman who has never been married. Her son 

George was diagnosed at 4 years old while they were living in a homeless 

shelter. George's treatment consisted of cranial radiation therapy. George is 

now 9 years old and in the fourth grade. He and his 5-year-old sister and mother, 

Valerie, live in an apartment. There has been minimal contact between the 

Valerie, her children, and their biologic father. Valerie, now attending nursing 

school, is determined to finish her education. 

Beth is a married Caucasian woman who was born, raised, and attended 

nursing school in New Zealand. Beth is a homemaker who has four children. 

Eight year old Bob was diagnosed with Anaplastic Ependymoma at four years 

old. He was treated with cranial radiation and chemotherapy as well as two 

surgeries. Beth's other children include a daughter 9 years old and two sons 6 
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and 3 years old. She was pregnant at the time of her son's diagnosis. A bright, 

articulate woman, Beth spoke at length about her experience. 

Exhaustive Description 

The data obtained was used to develop an exhaustive description of the 

lived experience of schooling a child with cognitive deficits as a result of late 

effects. Presented in narrative form, the exhaustive description is an integration 

of the theme categories, clusters, and themes. Fifty clusters were identified and 

assigned to one of eleven theme categories (Table 1 ). Direct quotes from 

interviews are employed to illustrate different aspects of the exhaustive 

description. 

Table 1. Theme Categories 

Theme Categories 

Watching the Academic Downslide 
Dealing with the Academic Downslide 
Teachers Setting the Tone 
Parent-Teacher Interactions 
Working the (School) System 
Specific Strategies to Address 

the Academic Problem 
Homework 
Ways of Caring for Oneself 
Hopes and Fears 
Living With the Cure 
Hope Continues 
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Theme Category: Watching the Academic Downslide 

Watching the academic downslide was a process experienced by all 

participants. The clusters in this theme category include: 1) Becoming Aware of 

Academic Problems, 2) Identifying the Specific Problem, 3) Process of Getting 

the Diagnosis, and 4) Who or What's to Blame? (Table 2). 

Table 2. Theme Category: Watching the Academic Downslide 

Theme Cluster 

Becoming Aware of Academic Problems 

Identifying the Specific Problem 

Process of Getting Diagnosis 

Who or What's to Blame 

Themes 

Gradual changes 
Used to be a good student 
Not doing well by comparison 
Problem existed before illness 
Confused that doing well in one 

area but not another 
School has become progressively 

harder 
Knew something was wrong 
Troublesome subject areas 
Strength in one area, but not in 

another 
Short term/long term memory 
Not putting in enough effort 
Inability to concentrate on task 

Inability to understand what 
is said 

Behavior problems 
Getting tested 
Confirmation of suspicions 
Not testing low enough to be 

eligible for help 
Believing child has greater 

capabilities than 
testing showed 

Blames self 
Radiation should never have 

been done 



Table 2. Theme Category: Watching the Academic Downslide (Continued) 

Theme Cluster Themes 

Chemotherapy 
Trauma of Illness 
Frequent absences 
Residual of early reading 

program 
School is at fault 
Unsettled emotional background 
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Becoming aware of academic problems illustrates the various manners in 

which participants became cognizant that something was amiss with their child's 

academic capabilities. Gradual changes were noted in their child's academic 

performance. Children who had been good students started to do poorly in 

school. The following statements illustrate this change. (Rita): "When he went 

and started the fourth and fifth grade, I noticed that his Math was dropping. I 

said, 'Wait a minute. What's going on?' He used to be an A student in math." 

That school had become progressively more difficult for the child was evidenced 

by the comment. (Yolanda): "Even last year he was having a hard time but not 

as much as this year." Certain participants were confused because their children 

were doing well in one area but not in another. Witness the statement (Rita): I 

didn't understand how he could understand math but not reading." A tip off to 

the problem for participants was that their child was not doing well in comparison 

to peers. (Yolanda): "John is slower than the other kids." The son of one 

participant had a learning disability before he was diagnosed. (Rita): " This is the 
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worst." Participants came to a point when they knew that something was wrong 

with their child academically. (Valerie): "In second grade then I knew something 

was not there." 

Identifying the specific problem was an amalgam of subjective and 

objective components. Participants were able to identify at least one troublesome 

subject area for their child. (Valerie): "But his reading was still like a robot." 

Teachers as well as participants were able to pinpoint a child's area of difficulty. 

A teacher commented (quote from George's teacher): "Yes. I've already noticed 

a difference in George's reading." 

Besides specific subjects areas, participants became aware of general 

academic skills with which their children were having difficulty. Included were 

areas such as long and short-term memory. (Eileen): 

For instance, they are working on times tables, he'll have them down pat, 

say his S's down pat one week .... he'll get them down pat...in other words, 

his memory ... he has kind of a long-term memory deficient type of thing. 

He will remember it and then he forgets it two weeks later. 

Participants noted that their children's ability to concentrate was impaired 

to the point that they were unable to stay focused on a task. (Valerie): "But his 

attention span was not there as much as when he was even younger." 

Participants became aware that their child couldn't understand all that was being 



said in the classroom. (Isabel): "He told me after we left that sometimes he 

doesn't understand what they are saying. He doesn't catch everything." 
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Though initially confusing, participants eventually realized that it was 

quite conceivable that their child could do very well in one academic area but not 

another. (Monica): " His verbal skills are excellent. With a pencil and paper it is 

a lot more difficult for him." 

Difficulty with academics sometimes presented itself in the form of 

behavior problems. (Monica): "In first grade we switched him to a private school 

because I was concerned about his behavior." All except one participant and 

many of the children's' teachers believed that the primary problem, or a 

significant portion of the problem, was one of not putting in enough effort rather 

than a learning disability. (Monica): "He doesn't put forth effort on anything .... 

he doesn't want to try new things out." There was a belief, at times, that the 

child's efforts in school were misplaced. (Eileen) "The problem that he is having 

is that he really likes to socialize a lot." 

Process of Getting the Diagnosis. Getting tested was a necessary step in 

diagnosing the presence of a learning disability. (Monica): "I think it was 3rd and 

5th grade, I'm not quite sure when I had him tested the first two times through 

the school district." Testing provided confirmation of participants' suspicions. 

(Valerie): "So I was like, 'Great.' No wonder. I knew it was not just me." That 

the child had higher capabilities than testing determined was a thought 
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sometimes held by participants. (Monica): "The thing that I noticed is that this is 

a child who can verbally challenge me any day of week." Even though 

participants noticed distinct changes in their child's academic performance, 

children did not always test low enough to be eligible for special educational 

help. (Monica): "When I had him tested the first two times they said that he 

wasn't a genius and didn't think he could qualify for their services even though 

he had quite a few things going." 

Who or What's to Blame. Before and/or after being made aware of 

cognitive deficits (CD) as a result of late effects, participants searched for 

reasons for their children's problems. Though cognizant of late effects, a 

participant still held herself at least partially responsible for her son's academic 

problems. (Valerie): "I pushed him so much and I was so strong and hard on him 

that he says, 'Geez, if this is what it is all about then I don't want to do it.' " The 

same participant also believed her son's reading problems may have been a 

result of methods used in a earlier reading program she had involved him in. 

(Valerie): "I don't know if that had to do with Hooked on Phonics." 

Another participant blamed herself for allowing radiation to be done as · 

well as the physicians for presenting radiation as a viable alternative. (Eileen) "I 

mean, retrospectively, I'm very sorry I ever agreed to do the radiation. And I can't 

believe, but physicians ... I mean are really that ignorant about it." 
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Eileen laid equal blame on the child's turbulent emotional background, the 

disease, and it's treatment. "It is not just the cancer, but it is the emotional 

trauma of what they went through with their parents and maybe they will get to 

go back and now you're not. Can you imagine having to go through that?" 

Other factors such as the trauma of the illness were offered as reasons for poor 

academic performance. (Valerie): "And I don't know if it because ... I'm pretty 

sure it has to do with the trauma he's been through." 

Participants sometimes believed that the school itself may have been at 

fault. (Rita): "I even asked him (teacher) about the grading process for the 

middle school. I know the grading process for elementary, but middle school has 

been so different." Frequent absences, due to disease and treatment, were also 

assigned blame. (Eileen): "In the beginning it was difficult for the child because 

he missed all of that school." 

Theme Category: Dealing With the Academic Downslide 

Participants spoke of reactions and responses, their own and that of their 

children, to the academic downslide. Responses were both negative and 

positive. Included was also some soul searching about the merits of scholastic 

achievement. Theme clusters include: 1) Child's Negative Response to 

Academic Difficulties, 2) School is a Drag, 3) Child's Positive Response to 

Academic Difficulties, 4) Parent's Response to Child's Academic Difficulties, and 

5) Scholastic Achievement-What Price? (Table 3). 



Table 3. Theme Category: Dealing With the Academic Downslide 

Theme Cluster 

Child's Negative Response to 
Academic Difficulties 

School is a Drag 

Child's Positive Response to 
Academic Difficulties 

Parent's Response to Academic 
Difficulties 

Scholastic Achievement-What Price 

Themes 

Anger and frustration 
Giving up 
Physical symptoms 
Compares self to others and 

concludes inadequate 
Loss of belief in own ability 
Resistance to help 
Negative attitude toward school 
School stress producing 
Doesn't want to attend school 
School attendance Issues 
Trying harder 
Wants to do well 
Wants to keep up with classmates 
Encouraged when does well 
Holding own for now 
Altering expectations of child's 

academic potential 
It is hard 
Frustration 
Feelings of futility 
Feelings of helplessness 
Belief in child's ability to learn 
Guarded optimism 
Determined to hang in there with child 
Pain at child's struggle 
Pain at malignment by other students 
Wanting child to be treated normally 
Protective 
Not worth child's frustration 
Do the best you can and that has to be 

enough 
Want child to reach potential 
Worries about grades 
Doing well more important now 
Focus on child's life, not his 

achievements 

Child's Negative Response to Academic Difficulties. Participants 

discussed the anger and frustration their children experienced in response to 
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academic problems. (Isabel): "He gets upset because he can't do it and he 

doesn't have the ability so he gets all frustrated and upset." Anger experienced 

by a participant's son is evident. (Rita): "And when she (teacher) left, he got real 

upset and slammed the chair." In some children anger and/or frustration gave 

way to or were replaced by giving up. (Rita): "He (Jeff) said 'I can't take it no 

more.'" Physical symptoms were sometimes experienced. Rita spoke of her 

son's headaches. "You don't know how bad (the headache is)." Only one 

participant felt that her child was not frustrated by the difficulty with his 

schoolwork. (Eileen) "He is ... lf he does, he is like holding it inside. He is not 

letting it out. Do you know what I'm getting at?" 

Participants discovered that their children had concluded they were 

academically inadequate when they compared themselves to their peers. ( quote 

of Yolanda's son) "Well everyone else is in this chapter and you know, and I'm 

only in this chapter five." Feelings of inadequacy may be accompanied by or 

lead to the child's loss of belief in his own ability. (Monica): "He has never been 

a real good student so he has n.ot felt like he is very intelligent." Participants 

sometimes believed the situation was made more difficult by their children's 

resistance to the idea of academic extra help. (Monica): "He didn't really want to 

be tutored ." 

School is a Drag. It was not uncommon for the child with CDs to have a 

negative attitude toward school. Participants characterized school as being 
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stress producing for their children. (Beth): " So it is very stressful, I think, for 

him to be in school. He really doesn't like school." Going to school may be 

perceived as pointless, so attendance is also an issue. (Monica): "He is not 

succeeding in school and doesn't feel like he is getting anything from school. 

He tells me every day that he doesn't want to go to school." Getting Monica's 

son to attend school became a significant problem when he developed daily 

symptoms of illness. (Monica): "He begs off a lot with various stomach aches 

and nausea and a variety of complaints." Decisions and parameters about 

school attendance must be made. (Monica): "No matter what he has to listen in 

(teaching via television). It was his obligation to do school and not going to 

school was not an option." 

Child's Positive Response to Academic Difficulties. Though the children 

of all the participants found school to be very difficult, some positive responses 

were also made. The statement (Isabel): "He wants to do it" indicates the desire 

to do well in school. Some children dealt with academic difficulty by trying harder. 

(Isabel): "He promised the teacher he would try harder." A participant spoke of 

the importance her son attached to keeping up with his classmates. (Yolanda's 

son): "Oh, mom. Let me go to 5th grade." Participants noted their own and their 

children's encouragement when their children demonstrated improved school 

performance. The triumphant sounding statement (Monica): "He was actually 

succeeding" reflected the encouragement Monica felt with her son's academic 
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success. Being able to work at grade level was considered academic success. 

(Eileen): "Right now he is holding his own and he is getting a lot of extra help at 

home and then the tutoring." 

Parent's Response to Child's Academic Difficulties. Parental responses 

to their children's academic problems covered a range of emotions and 

reactions. Difficulty in dealing with these problems was a prevalent theme. 

Participants spoke of how "hard" it has been dealing with their children' s 

scholastic issues. (Isabel): "It is hard. Yes, it is tough." Like their children, 

participants experienced frustration when dealing with learning difficulties. 

(Monica): "I think it has been the educational thing that has frustrated me the 

most of everything." Feelings of helplessness and futility in dealing with their 

children's educational problems were not uncommon. (Monica): "And yet not 

knowing how to get the help that we needed." (Beth): "If I really get into it, I 

think I'd probably want to give up now and do something else." 

Participants described feelings of pain at seeing their children struggle. 

(Beth): "It hurts like when I think about everything that he has gone through and 

that he has come this far." Pain at seeing the cruelty their children endured at 

the hands of their peers because of academic inadequacies was also 

experienced. (Yolanda): "They don't realize that they are hurting someone else." 

It was tempting to be overprqtective at times. (Rita): "I explained to the oldest 

one not to yell at Jeff because he doesn't know." 
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Despite their frustration and pain, participants made efforts to "hang in 

there" with their children. (Isabel): "But I kept trying and trying and trying." 

Participants spoke of their firm belief in their children's ability to learn. (Monica): 

"I think once he gets the knowledge in him that he is going to retain it. It's a 

matter of getting it in." Participants displayed a sense of guarded optimism in 

relation to their children's academic futures. (Yolanda): "So right now we just 

want to see if this tutoring will help him a little bit." 

Scholastic Achievement-What Price. Aware of their children's academic 

limitations, participants were forced to rethink the value they placed on academic 

achievement. Participants spoke of the painful process of having to alter 

academic goals for their children. (Beth): "So we sort of made our goals different 

for him." Participants came to focus more on their children's lives than academic 

achievements . (Beth): "Everyone else could say the alphabet backwards and 

count to two million but my son was alive so ... you know?" This does not mean 

that participants were not concerned about grades. (Monica): "He was missing 

tons of assignments and not handing things in and getting bad grades." A 

participant felt that doing well in school was more important now than before her 

child became ill. (Rita): "Before I didn't care. If he failed it would not matter. .. just 

whatever. But now something when Jeff was diagnosed (with cancer) made 

everything change." Anxiety precipitated by low or failing grades was common. 

(Valerie): "And this last report card he got "N's" which is not very good at all." 
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Participants believed that academic achievement should not be gained at their 

children's emotional expense. (Rita): "If it is going to put you in this much 

pressure then you don't have to do it." Participants wanted to know that they did 

the best they could to help their children to reach their full academic potential. 

(Rita): "At least as long as I try something, and I know in my heart I tried then 

that's fine with me." 

Theme Category: Teachers Setting the Tone 

Participants soon realize the major role teachers play in setting the tone 

of the scholastic experience. Theme clusters include: 1) Positive Interactions, 2) 

Negative Interactions, and 3) Child's Response to Positive Teacher Interactions. 

(Table 4). 

Table 4. Theme Category: Teachers Setting the Tone 
Theme Cluster Themes 

Positive Interactions 

Negative Interactions 

Child's Response to Positive Teacher 
Interactions · 

Acceptance 
Caring 
Expectations clearly communicated to child 
Recognition of child's strengths 
Encouraging to child 
Patience 
Realistic expectations 
Treated like normal child 
Lowered expectations because of illness 
Unrealistic expectations 
Labelling child negatively .. 
Lack of caring 
Doesn't see whole child 
Lack of sensitivity 
Not treating like a normal child 
Influences parent -child interaction 
Feels good about self 
Tries harder 
Positive outlook towards education 
Emotional growth 
Realizes academic potential 
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Positive Interactions. Positive interactions between teacher and student 

enhance the school experience. Most valued by participants were teachers who 

had the ability to recognize and work with their children's strengths. (Monica): 

"They recognize the things in him that I recognize in him." Teachers who 

encouraged their children and were patient provided an environment where 

learning could take place. (Valerie): "I think he just needed more 

encouragement. Yes. Especially having patient teachers." Teachers with 

realistic expectations and clearly communicated, were especially appreciated. 

(Valerie): "Another thing that helps is that maybe they don't have as high of 

expectations for them ... for him." Participants felt encouraged when they 

observed a teacher who truly cared about and accepted their children. (Monica): 

"They (teachers) are very loving and smile when they see him coming. That is 

very pleasant for him and me too." In the end, what participants really desired 

was for their children to be treated like normal children. (Yolanda): "I told them I 

would appreciate it if they would just treat my son like everyone else." 

Negative Interactions. Negative interactions between student and 

teacher were an additional source of stress in an already difficult situation. Lack 

of harmony between teacher and student adversely affected the relationship 

between the participant and child. (Rita): "After I got home (from a parent

teacher conference), I yelled _at him to 'start doing your work."' 
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Participants had conflicted feelings about whether teachers should treat 

their children differently. Participants were opposed to their children being 

treated any differently than other students. (Rita): "Don't give him special 

treatment." Participants were troubled when a teacher had low expectations just 

because the child had experienced cancer. (Rita): "She told me that sometimes 

he was so tired that she just lets him put his head down." Equally frustrating, 

however, were teachers who lacked understanding of the learning problem and 

thus had unrealistic expectations. (Monica): "I said to the teacher that Timothy 

had been tutored almost everyday and the teacher thought I was kidding." Hurt 

or anger was experienced when a teacher demonstrated insensitivity or a lack of 

caring toward the children. (Rita): "How dare her, being a Special Ed teacher, 

she should have more understanding." (Rita): "The teacher just told me that he 

was failing with no explanation, no assignment, and that he had missed nothing." 

Participants were also upset when they perceived that a teacher did not sense 

the whole of their child. (Rita): "They don't see when he talks, like he loves 

basketball, and one day he wants to play on a real team." Participants were 

angered and feared their children's loss of self-esteem when they observed their 

child being negatively labelled by a teacher. (Rita): "I called the principal and 

said that I didn't appreciate the teacher calling my son that." 

Child's Response to Positive Teacher Interactions. Participants observed 

changes in themselves and their children when positive interaction was the norm 
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between student and teacher. Feelings of pleasure were noted when they 

observed their child stimulated to work harder. (Monica): "I've noticed that he 

has been working quite hard with the teleteaching." It was a relief for participants 

to observe their children's attitude about school change from negative to 

positive. (Valerie): "And he looked forward to that (specialized reading 

activity)." A sense of hope emerges for the participants when their children 

begin to realize they have the ability to do well in school. (Monica): "Then all of a 

sudden I started having great hopes for him." Participants were heartened 

when they observed increased self-esteem and emotional growth as a result of 

positive teacher interactions. (Monica): "He is growing a lot emotionally with the 

support." 

Theme Category: Parent-Teacher Interactions 

Interaction between parent and teachers is an integral aspect of schooling 

the child with CD's. Theme clusters include: 1) The Importance of 

Communication, 2) Barriers to Communication, 3) When the Teacher is not an 

Advocate, 4) Methods of Communication, 5) Differing Philosophies on How to 

Manage the Child (Table 5). 



Table 5. Theme Category: Parent-Teacher Interactions 

Theme Cluster 

The Importance of Communication 

Barriers to Communication 

Methods of Communication 

When the Teacher is Not an Advocate 

Differing Philosophies on How to Manage 
The Child 

Themes 

Maintaining close contact with 
teacher 

A way to convey interest and support 
Great to have a teacher who 

keeps you informed 
Being open to communication 
Committed to communication 

even when difficult 
Deciding how much to tell 
Teachers who don't communicate 
Sense of not being listened to 
Too little too late 
Diplomacy can be difficult 
Lack of trust 
Not being on the same level 
Adversarial relationship with teacher 
Notes and phone calls 
Parent-teacher conference 
The IEP meeting 
Teacher lacks understanding of 

total problem 
Dealing with teacher stress 

producing 
Going over teacher's head to 

administration 
Child needs to learn 

responsibility 
Disagrees with teacher's 

discipline 
Agrees with goals but not methods 
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The Importance of Communication. Participants felt the need to maintain close 

communication with the children's teachers. (Rita): "I would keep up contact with 

the teacher." Communication conveyed their interest in the educational process 

and support for the teacher. (Monica): "I really want to be a support system for 

the teacher." Moreover, it was important that the teachers be aware of the 

participant's desire to communicate. (Monica): "At the beginning of every year I 
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go in and I hand them a note with my name and my telephone number and I tell 

them that he gets behind very quickly." Participants were able to feel a sense of 

involvement and control when the teacher kept them informed of their children's 

progress. (Yolanda): "Yeah. Also the teacher would let me know if he was 

slacking off." This commitment to communication remained strong even when 

communication became difficult. (Yolanda): "Sometimes (communication 

becomes very time consuming). Sometimes it does but it is worth it." 

Barriers to communication. Adverse past experiences sometimes made 

the issue of how much to communicate about the children's medical history 

troublesome. (Rita) "Sometimes I think I shouldn't tell people because of the 

experience I had with the teacher last year." Lack of trust was also a cause of 

communication barriers. (Rita): "I told them I would give them a surprise visit." 

When teachers fail to communicate, participants experience the feeling of an 

additional burden. (Monica): "Not only do I have the child who is difficult but I 

also have a teacher who will not call me or send a note home." Frustration was 

experienced as a result of communication that was too little or too late. 

(Monica): "They send you a thing in the mail saying that he has missed 15 

assignments." A sense of not being listened to resulted when information 

provided was perceived as ignored or disregarded. (Rita): "I kept yelling at her 

on the phone that I have told her over and over again." A feeling of not being on 

the same level as the teacher presented another barrier to communication. 
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(Rita): "She would tell me that he is being very lethargic. I didn't understand that 

word ." The presence of an adversarial relationship between participant and 

teacher did not bode well for communication. However, participants did not 

always find it easy to be diplomatic when they perceived their children's 

education to be at stake. (Rita): "And I really don't want to sound rude but I 

sound rude." 

Methods of Communication. Various methods of communication were 

used by participants and teachers, some more effective than others. Informal 

modes of communication like phone calls and notes were perceived as most 

personal and kept participants aware of progress on a more frequent basis. 

(Yolanda) "I'd call them at school or I write them letters letting them know to 

please send me more work for John." Notes could be ineffective, however, 

because they didn't always reach their destination. (Eileen): "He'd (Jacob) hid 

that note in the back of his folder and he wouldn't give it to me to sign." Parent 

teacher conferences, both unstructured and those proscribed by the school 

regulation, were viewed as avenues for communication. Unfortunately, the 

information obtained was not always positive so conferences could be a source 

of stress for participants. (Eileen) 'The problem that he is having is that he 

really likes to socialize a lot." 

The Individualized Education Plan (IEP) Meeting is a yearly 

multidiscipline conference held for the student enrolled in special education. 



(Rita) "Once he left the elementary and went into seventh grade, I had a yearly 

review, the IEP." A source of a myriad of feelings, this subject is more fully 

explored as a cluster under the theme category, Specific Strategies to Address 

the Academic Problems. 
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When the Teacher is Not an Advocate. If the teacher is not perceived as 

an advocate, dealing with the teacher is viewed as stress producing. (Rita): "If 

they make me mad I don't want to deal with them." There is a belief that if the 

teacher fully understood the child's situation, the teacher's behavior would be 

more pro child. (Rita): "I told her something else was wrong with him and if she 

only knew what he has been through then she might get some knowledge as to 

what was going on with him." Dissatisfaction with teacher's approach was dealt 

with by going over the teacher's head and appealing to administration where the 

participant hoped to find some support. (Rita): "I had to call and report her 

(teacher) to the principal." There was also a tendency to further withdraw from 

communication. (Rita): "Now it is just on me to reschedule this meeting. I'm not 

sure I want to." 

Theme Category: Working the (School} System 

Learning to work with the school system required a major effort on the 

part of the participants and comprised a large part of the educational process. 

Theme categories include: 1 )_ Nature of the Struggle, 2) The Problem with the 



System, 3) Setting limits for the System, and 4) Avenues of Support in the 

System. (Table 6). 

Table 6. Theme Category-Working the (School) System 

Theme Cluster 

Nature of the Struggle 

Problems with the System 

Themes 

A constant struggle 
Draining 
Making waves 
A lifelong burden 
Cycle of fighting and pushing and 

then resting 
Unshared sense of urgency 
Insufficient teachers or inadequate 

teaching methods 
Setting child up for academic 

failure 
Methods not adapted for child's 

needs 
Not receptive to new ideas 
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Feeling intimidated if disagree with staff 
Lack of flexibility with 

Setting limits with the System 

Avenues of Support in the System 

scheduling 
Lack of continuity 
Lack of administrative support 
Making it clear what parent 

willing to do 
Abdicating responsibility to 

educational system 
Knowing one's legal rights 
Some school staff are supportive 
Some school staff are not 
Teachers with cancer experience 

Nature of the Struggle. Dealing with the school system was 

characterized by participants as a constant and draining struggle. (Monica): "All 

along we have been fussing and fussing for years about school with him. 

Sometimes I get so tired that I just let him be." Participants have the feeling of 

carrying a heavy burden. (Beth): "It is just painful to think that this is where we 

have come to and he is only in first grade and there's 12 grades." Even though 
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an unwelcome chore, participants felt the need to make waves intermittently so 

their children would obtain the necessary educational services. (Monica): "I 

don't want to be that kind of parent." Dealing with schooling issues was an 

endless cycle of fighting and then resting. (Monica): "You fight and you push and 

you fight and you push and then you give up and rest for a while." 

The Problems with the System. When dealing with the school system, 

participants had the feeling that their own sense of urgency was not shared. 

(Rita): "It has been four days already and they have not called me back." 

Insufficient teachers and inadequate teaching methods increased one's lack of 

confidence in the system. (Beth): "And because I really haven't found her that 

innovative whenever I go in there and I've spent some time in there and he is 

working with a pencil and paper." Cognizant of their children's weak areas, 

participants felt frustrated when they observed teaching methods being used that 

were not adapted to their children's needs. (Beth): "I just feel like because ... 

especially Bob seems to excel in singing but it would just be good for him." If 

participants tried to make suggestions or offer input for new ideas, teachers were 

not always receptive. The school's lack of flexibility in integrating intrascholastic 

and extrascholastic instruction was also a source· of frustration for parents. 

(Beth): 'They were not very helpful and I felt like I couldn't take him out of the 

classroom because they wou_ld feel like they haven't had enough time to work 

with him." In fact, participants experienced feelings of intimidation if they 
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happened to disagree with the educational plan the school designed for their 

child. (Beth): "There is this kind of a blanket statement they make that I just. .. it 

is sort of intimidating ... although it is intimidating because I feel that I wasn't able 

to do my best for him in that year." 

Of deep concern was the practice of passing children on to the next grade 

even if they were not academically ready. Participants feared this practice was 

setting their child up for failure in the higher grades. (Yolanda): "If I just pass him 

on like that without knowing what he is supposed to learn in the first stages in 

school, it is not going to do him any good at all." 

Lack of administrative support when trying to obtain educational resources 

was another source of disappointment as well as frustration. (Beth): "The 

principal is totally out there. He is a totally hands-off guy and I hate him for that. 

He is not an advocate." Participants were discouraged by lack of continuity from 

grade-to-grade and school-to-school. (Rita): "I remember the fifth grade teacher 

telling me that this little boy (Jeff) has so many problems, but nobody has told 

me." 

Setting Limits with the System. To survive school, participants learned 

they had to set limits with the system. This included making clear to the school 

what they were able or willing to do to help their child academically. (Rita): "I told 

her that I would work with him, but up to a limit." Frustrated by the difficulties 

encountered within the system or with their children's educational process, 
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parents might abdicate total educational responsibility to the school. (Valerie): 

"So I told them, I'm backing off. I'm not helping any more." Although somewhat 

aware they had legal recourse, participants had not used this avenue. (Monica): 

I" was just reading over Dr. Collin's study, the Center for Disability Law or 

something. You know if there were any problems with the way that we were 

being treated there are resources that we can call. I haven't had to use any yet." 

Avenues of Support in the System. Learning to work within the system 

involved identifying supportive persons. Some staff were supportive and some 

were not and participants learned to recognize the difference. (Valerie): "She 

was more co-operative than the first grade teacher." One participant found that 

a teacher who had been through the cancer experience was a valuable source of 

support. (Rita): "There was one teacher, a computer lab teacher whose mother 

had been diagnosed with cancer. So I would always go and talk with her." 

Theme Category: Specific Strategies to Address Academic Problems 

Searching for ways to address their children's educational problem was 

an endless quest for participants. Participants worked hard to build a program 

that could best meet their children's educational needs. Theme clusters include: 

1) Special Education-A Challenge, 2) The IEP (Individualized Education Plan) 

Meeting , 3) Homework, 4) Other Strategies, and 5) Creative Strategies 

(Table 7). 



Table 7. Theme Category: Specific Strategies to Address Academic Problems 

Theme Cluster 

Special Education-A Challenge 

The IEP(lndividualized 
Educational Plan) 
Meeting 

Homework 
Other Strategies 

Creative Strategies 

Theme 

A partial solution 
Availability of Special education 
Qualifying for special education 
Getting much needed help 

a relief 
Accessing resources much 

easier once qualified 
Learning instructional options 
Collaboration of experts to help 

child 
Feeling threatened and outnumbered 
Too uncomfortable to deal with 
Making excuses not to go 
Confused by jargon 
Don't go alone 
(SeeTheme category: Homework) 
Finding supplemental educational 

resources difficult 
Read to child 
Tutoring 
A different school 
A different teacher 
Repeating a grade 
Alternative educational 

Philosophy 
Extrascholastic Programs 
Extracurricular activities 
Providing role models 
Capitalizing on child's strengths 
Validating child 
Extracting promises to try harder 
Encouraging to try harder 
Material rewards 
Learning is child's responsibility 
Backing off 
Putting in extra time and effort 
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Special Education-A Challenge. Trying to get a child qualified for special 

education was likened to fighting a battle. (Rita): "And so I fought and fought for 

someone to test him for Special Ed." Participants experienced frustration 

because they knew their child needed educational help but they didn't know 
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where or how to obtain it. (Valerie): "Oh. Because I was like, 'Where does he 

qualify?"' Discouragement was experienced when their children failed, initially, 

to qualify for special education. (Monica): "I just kind of gave up and thought we 

would just have to puzzle our own way through the school system." Once 

qualified for special education, participants experienced a sense of security that 

they would at least have help accessing educational resources. (Monica): "Now, 

... you know once you are qualified if he is not having success at school call the 

Exceptional Ed Office and say, 'Oh my. I just don't know what to do.' They will 

help you puzzle it out." The longer participants were involved with the special 

education system, the more they learned about the different types of instructional 

options for their child. (Eileen): "I arranged, through District One, to have a tutor 

come once a day for an hour." 

Though grateful for special educational services, participants eventually 

suffered disappointment and additional frustration when they realized that 

special education provided only a partial solution. (Rita): "So I questioned, 'Why 

is it when you're in these Special Ed classes he is failing?"' Frustrated by the 

perceived inadequacies of special education, participants felt fortunate to access 

programs outside the school realm to supplement special education. (Monica): 

"Having these things drop in my lap like this (neuro-education program) or you 

guys and those kinds of things are just such big breaks for me." 
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The IEP (Individualized Education Plan) Meeting. Participants generally 

understood that the function of the IEP was a collaboration of experts designed 

to help them plan their children's education. (Valerie): "So we got the director of 

the GATE program, the principal, the counsellor, the teacher, the teacher's aide, 

and me, and this one and that one .... I mean everybody." It was not uncommon, 

however, for participants to consider the annual IEP meeting as a threatening 

event. (Rita): "I thought about it and decided that they were going to corner me 

and I didn't have any documentation to prove." A participant spoke of her 

discomfort about the IEP meetings. She felt angry, outnumbered and confused. 

(Rita): "That little word (staffing)! It is just like today when they were planning to 

give me a surprise by having all the staff members there with me alone. Now it is 

just on me to reschedule this meeting. I'm not sure I want to." Participants who 

were unhappy or wanted changes with their children's IEP felt the need for some 

kind of professional support when they attended the meetings. (Monica): "Dr. C. 

was very encouraging to us as far as testing Timothy and saying that they would 

get him qualified and also go to the meetings to defend the position that we 

took." 

Homework. Though a specific strategy to address academic problems, 

homework was sufficiently complex to be dealt with as a separate theme 

category (See pg. 88). 
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Other Strategies. Participants expended a good deal of time and effort 

trying to access educational resources for their children. (Monica): "All along we 

have been fussing and fussing for years about school with him, and yet not 

knowing how to get the help that we needed." Many resources, which had the 

potential to be helpful, were costly. (Beth): "I think to myself, where could I 

squeeze $300 from and just send him to the private school." Resources that 

were accessible were not always helpful. (Valerie): "I tried the after-school 

program, but then I found that they were young, young teenagers helping him 

out, which ended up giving him the answers and didn't help at all." Tutoring was 

used frequently, but was a source of discord if done by someone in the 

immediate family. (Monica): "Parental tutoring doesn't count! He's a fuss budget 

and we fight." 

Tutoring, changing teachers or schools, and/or repeating grades were 

additional strategies, but none were viewed as total solutions. (Rita): "I think the 

best thing for me to do is to request another teacher to work with him." 

(Yolanda): "If I have to, I will keep him back in the fifth grade." 

Alternative philosophies of education which attempted to capitalize on a 

child's strengths were seen as a viable alternative to public education. (Beth): "I 

went to his lecture and everything he said was like, "Wow! That's Bob's profile! In 

terms of therapeutics or even just regular kids." 
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Creative Strategies. Participants used a wide range of innovative 

strategies to assist their child academically. Participants were enthusiastic about 

involving their children in activities that increased knowledge and self esteem. 

(Monica): " We have been doing some political stuff. We are going down to the 

Democratic headquarters.maybe we will do that today and interviewed a political 

candidate so that was fun. We have been doing fun things together." Helping 

their children academically in ways that capitalized on strengths was important. 

(Beth): "I try to get... I get objects and manipulatives that he can work with." 

Participants validated their children's interests or improvements in schoolwork. 

(Isabel): "He wanted to play the piano. I ended up buying a piano for him." Role 

models were presented to the children (Monica): "Then I call on role models like 

kids who have been through cancer." Participants encouraged their children to 

try harder, even while extracting promises from the child to do better. (Yolanda): 

"Now I'm going to have to take your word and you will have to really push hard." 

Material rewards were offered. (Isabel): "Now, like going to the program, he 

didn't want to go, so I told him that I would pay him two dollars for each time he 

went." Participants believed, at times, that putting in extra time and help was the 

clue to improved academics; at other times backing off seemed to be the 

solution. (Valerie): "So I told them, 'I'm backing off." 
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Theme Category: Homework 

Homework was a source of great concern and emotion for both 

participants and their children. Theme clusters include: 1) Necessity for 

Vigilance, 2) Homework Discipline, 3) Deciding How Much Help is Appropriate, 

4) Structuring Time and Environment for Homework, 5) An Unwelcome Chore-

for Parent and Child and, 6) Sources of Extra Help for Homework (Table 8). 

Table 8. Theme Category: Homework 

Theme Clusters 

Necessity for Vigilance 

Homework Discipline 

Deciding How Much Help is 
Appropriate 

Structuring Time and Environment 

An Unwelcome Chore-for Parent and 
Child 

Sources of Extra Help for Homework 

Themes 

Keeping abreast of assignments 
Checking and correcting 

homework 
Physically being there 
Learning is child's responsibility 
Removal of privileges or 

possessions 
Homework must be finished 
Sickness not an excuse 
Reading aloud to be sure it's 

being done 
Yelling and screaming 
Help needed on daily basis 
Time and energy consuming 
Can't always help 
Specific time limit 
A strict routine 
Dealing with distractions 
Finding time in hectic schedule 
Need for breaks 
Constant burden 
Grateful for respttes 
Source of frustration and stress 
Not a priority for child 
Child dislikes schoolwork 
Refuses to do schoolwork 
Lying about having homework done 
Refuses help 
Patience helps 
From teacher at recess 
From family members 
After school program 
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Necessity for Vigilance. Vigilance was perceived as an absolute 

necessity if homework was to be done in an acceptable manner. Participants felt 

the need to always keep abreast of their children's assignments lest the child 

would fall far behind in schoolwork. (Monica): "Like if he is not doing well in 

school and I can't find out that he has missed 15 assignments or whatever 

because he won't say." Checking and correcting homework was a way of life. 

(Eileen): "We help him with his homework. We correct his homework. We make 

sure he does his homework." Participants felt the need to be physically present 

with the child in order for the schoolwork to get done. (Isabel): "I have to be 

there all the time when he is doing his homework." 

Homework Discipline. Although vigilant about their children's homework, 

participant's viewed learning as their children's responsibility, not theirs. 

(Valerie): "He won't learn anything if he doesn't learn how to do it himself." 

Parameters were set, however, to assure compliance. For example, privileges 

or favorite possessions were removed or dinner delayed if homework was not 

completed. (Eileen): "He'd lose watching any weekend television." Sickness 

was not an excuse for not doing homework. (Eileen): "We really felt that even 

though he was sick, he still had to do his homework." When all else failed, 

yelling and screaming might be used as an inducement to do homework 

correctly. (Valerie): "The first two years that the monkey is in school, first and 

second grade, all this yelling and fighting and homework ... " 
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Deciding How Much Help is Appropriate. Participants noted the need for 

helping their children with homework on a daily basis. (Beth): "For me, I'm 

really, I mean, everyday when I work with him with simple math problems ... " 

Homework responsibilities are time and energy consuming. (Yolanda): "Yeah, 

they help sometimes and they will send me extra work for him and we will work 

on it over the weekend." Participants bemoaned the fact that they didn't always 

have the academic know-how to assist their children scholastically. (Yolanda): 

"They have ways of doing things now that are different from me. I learned math 

in Mexico a lot different than the way that they do it." 

Structuring Time and Environment for Homework. Participants voiced the 

need for a strict routine to ensure homework completion. (quote from Eileen's 

spouse): "When they come home from school and they get here a little after 

three pm and she is on them like that. She is with them until bed time." Finding 

time in a hectic schedule to help with homework was a troublesome issue. 

(Valerie): "By the time we get home it is 6 or 7 o'clock and it is like. Geez, do I 

really have to feed you guys?" Limiting homework to a daily set period of time 

was felt to increase the child's learning as well as helping maintain the 

participant's sanity. (Beth): "But adding? You know thirty minutes of adding and 

that is it." Creating an environment free of distraction is paramount. (Isabel): "If 

there is a program on TV that he likes to watch, he wants to watch it first and 

then do the homework." 
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An Unwelcome Chore-for Parent and Child. Overall, participants and 

their children perceived homework as an unwelcome task, a constant burden. 

(Isabel): "But I just have to be after him all the time to do one thing." The fact 

that homework was also a source of frustration and stress for the child added 

weight to the burden. (Rita): "If I leave him he'll be doing his work and 

sometimes I'll hear the book slam." That their children might very well refuse 

offered help made things worse. (Isabel): "Sometimes he wants to do it quickly 

and won't let me help him because his way is set." 

Participants were dealing with the fact that their children did not like 

homework. (Isabel): "He just doesn't enjoy reading." Homework was not a 

priority for the children and, in some cases, the children refused to do it. 

(Monica): "This is a child who will not hand in assignments." Lying about having 

completed homework was also experienced. Participants were cognizant of their 

children's need to periodically put schoolwork aside. (Rita): "If I don't say 

nothing and then I go back. He says I'll be back. I'm going to Jesus' house." 

Participants were also relieved when the opportunity to take a respite from their 

homework vigilance presented itself. (Beth): "So Pat (teacher at the 

neuroeducational program) does his homework with him there. That relieves 

me." 

Sources of Extra Help for Homework. The burden of homework is great 

so participants seek help wherever and whenever they are able. Family 
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members are a source of help-sometimes good sometimes not so good. (Rita): 

"He gets real mad with the work but I finally explained to him about Jeff is real 

low with reading and writing and now I notice he will help Jeff more." The need 

to use recess time to catch up is another approach. (Yolanda): "I have the 

teacher keep him in for recess to let him work on this because he needs more 

time." After school homework programs were also used. (Valerie): "I got him 

into the Boys and Girls Club which is across the street from his school and they 

have like homework hours and stuff like that." 

Theme Category: Ways of Caring for Oneself 

During and after treatment, participants developed a network of people 

who provided them with the resources and support to carry out their roles. 

Theme clusters include: 1) The Nature of Family Support During and Continuing, 

2) Nature of Professional Support, 3) Spiritual Support, 4) Friends Who Help, 5) 

Self Talk, and 5) Other Ways of Caring for Yourself (Table 9). 

Table 9. Theme Category: Ways of Caring for Oneself 

Theme Cluster 

The Nature of Family Support
During and Continuing 

Nature of Professional Support 

Themes 

Providing a strong sense of 
togetherness 

Working as a team 
Parents: a source of physical and 

emotional support 
Support from relatives 
Role of father figure 
Support from siblings 
Positive and negative outcomes 

from family support 
Resource for learning emotional 

management 
Help foster personnel growth 
Help access resources 
Study programs 



Table 9 (cont.). Theme Category: Ways of Caring for Oneself 

Theme Cluster 

Spiritual Support 

Friends Who Help 

Self Talk 

Teaching Your Child Self Care 

Other Ways of Caring for Oneself 

Themes 

Serving as an advocate 
The help you need is out there 
Church attendance 
Church as social support 
Prayer 
Became a Christian 
Counselling with clergy 
Personal relationship with God 
Just plain friends 
Support group friends 
Those who have been through it 

are the biggest help 
Telling yourself you can do it 
Adopting a stance of optimism 
Instilling spiritual values 
Involving child in support groups 
Exposure to others with struggles 
The importance of friends 
Having some self time 
Physically escaping 

The Nature of Family Support-During and Continuing. The immediate 

and extended family provide the bulk of support during the cancer experience 
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and continue to be a major support factor for the participant after the child is off 

treatment. The most significant element contributed by the family was a strong 

sense of family togetherness. (Yolanda): "Now we are a family. That makes me 

feel good and we are all whole." The family works as a team ,o help and support 

participant and child. (Eileen): "We had like this team of kids that were right there 

for us." Parents provided a major source of emotional and physical support for 

the participant. (Yolanda): "My dad will know right away when I'm upset or 

hurting. He'll tell me to 'let it out' and let him know what is going on." (Rita): "I had 
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to have my mother-in-law to take over." Extended family, like aunts and uncles, 

played an active role in helping the participant care for the child. (Yolanda): "And 

I know that my sister will be home at 5 or 6 pm so that she will be home with the 

kids." Siblings had physical responsibilites but also provided emotional support 

for participant and child. (Yolanda): "I know that I can trust him (oldest son) to 

make sure the kids are doing everything right." Family involvement, although 

usually well intentioned, had negative as well as positive outcomes. (Rita): "But 

his family-- my husband's family-- was in denial." At times, support from the 

child's father was perceived more frequently as a hindrance or non-existent. 

(Yolanda): "It was at that time and I can't be dealing with my ex drinking all the 

time and John on top of that too." 

The Nature of Professional Support. Participants relied on professionals 

from the medical and educational worlds as a source of support and knowledge. 

The need for professional help to manage their families emotionally was 

acknowledged. (Beth): "Well, Sean and I have actually been going to a lot of 

parenting courses that have come up." Enhanced personal growth, reached 

with the assistance of professional help, enabled participants to cope with their 

experience and move on. (Beth): "And through a couple of the healing seminars; 

got rid of some of the ... " 

Educational as well as_ medical personnel were much needed to help 

participants access resources. (Beth): "There is an organization with families 
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who have a child with cancer." Participants were grateful for professionals, 

teachers or physicians, who advocated for their child. Regarding a teacher who 

encouraged her to seek special education for her son. (Rita): "She kept telling 

me to push, push it until you get results." 

Participants verbalized the need to seek professional support. (Monica): 

"Help may not always be initially evident but if one is persistent for it will be 

found. I guess that is a statement, for you really ought to seek help because 

help is out there." 

Spiritual Support. Support from spiritual sources was integral for many 

participants. The need to go to church, even if not on a regular basis, was felt. 

(Yolanda): "We go to church like once a month. Let them have some type of 

religion." Church was also valued as a source of social support. (Isabel): "When 

Jesus got sick her and some people from her church came and prayed for 

Jesus." Clergy provided a source of counselling. One participant credited her 

conversion to Christianity as a turning point in helping her deal with her son's 

illness. (Isabel): "That is what helped me go through all this battle." Participants 

perceived prayer as a solution and a source of strength. (Beth): "Fundamentally 

I think we are spiritual beings so I take care of it to some degree in prayer." 

Participants described a personal relationship with God. (Isabel): "That is when I 

had a relationship with Jesus." 
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Friends Who Help. Friends were valued by participants as a source of 

advice and emotional support. (Rita): "I have a lot of friends, his godparents, I 

call them up and always cry on their shoulder." Friends made through cancer 

support groups were held in particularly high regard by participants. Those who 

had similar experiences could understand the best and help the most. (Monica): 

"We'd had a group meeting of Candlelighters at camp and some of us stayed 

behind and did the gripe session on the school system thing! (Monica): "It is 

funny how the threads of common experiences kept stringing through your lives." 

Self-Talk. Even with all types of support, participants found it necessary 

to be their own cheerleader in order to get through the tough times. Participants 

reminded themselves on a regular basis that they could do it, they could make it 

through. (Valerie): "I'm really strong." During and after treatment, and when 

dealing with scholastic problems, participants adopted a stance of optimism. 

(Monica): "You can always find someone who is worse off or has a different kind 

of problem." 

Teaching Your Child Self Care. By their words and by their actions, 

participants taught their children how to meet their needs. Strategies included: 

1) Involving children in support groups (Beth): "They also facilitate groups for 

children." 2) Exposing their children to other with health struggles (Monica): "I 

think letting children see other children who have similar or different struggles 

with illness or health helps them be able to face that they are not completely 



97 

alone in the world with their own unique circumstances.", and 3) helping their 

children to grown spiritually. (Isabel): "He is learning and I am very glad that he 

is going (to church)." The value of friendships as a source of support for their 

children was emphasized by participants. (Monica): "He has one friend that 

doesn't go to Teller High School that I'm somewhat friends with the parents and 

we try to get the boys together on weekends." 

Other Ways of Caring for Oneself. Participants spoke of the need to have 

some time to themselves. (Monica): "I'd never get my life back to where I would 

have some free time." Physically escaping was seen by some as a necessity for 

survival. (Eileen): "In the beginning, we drew more on trying to get away. Do you 

remember when I told you that we spent at least one weekend a month doing 

something or we went somewhere? That is the only way that we made it." 

Theme Category: Hope and Fears 

Participants identified specific hope and fears related to schooling. 

Theme clusters include: 1) Parent Fears for the Future, 2) Cancer Related Fears, 

3) Normal Parenting Fears Seem Bigger, 4) Dealing with Fears, 5) Child's Fears, 

and 6) Expression of Child's Fears (Table 10). 



Table 10. Theme Category: Hopes and Fears 

Theme Cluster 

Parent Fears for the Future 

Cancer Related Fears 

Normal Parenting Fears Seem Bigger 

Dealing with Fears 

Child's Fears 

Child's Expression of Fears 

Theme 

Unable to manage academics in 
higher grades 

Being labelled as dumb 
Emotional problems from 

academic pressure 
Inability to support self 
Being unable to cope with life 

in general 
Not fitting in 
Fear of recurrence 
Fear of death 
Emotional development 
Peer pressure 
Letting go 
Placing things in God's hands 
Needing reassurance 
Talking about fears 
Not talking about fears 
Living in the present 
Lack of acceptance 
Of cancer recurrence 
Of not progressing in school 
Of being different 
Difficulty expressing fears 
Doesn't talk about 
Discussed in general sense 
Curiosity about death 

Parent Fears for the Future. A major fear held by participants was their 
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children's inability to manage academics in the higher grades. (Yolanda): "Yes. 

I know it is going to be very hard for him in junior high." Though hesitant to push 

their child too hard for fear of emotional repercussions, participants realized the 

importance of school success as a preparation for adult life. (Rita): "If it had been 

another child, I wondered at that time when I saw him going back and forth like 

that, if that was what happens to children when they commit suicide. Because of 

their being under so much pressure." Concern was verbalized that their children 



99 

could fail to find gainful employment in their life. (Yolanda): "I want him to grow 

up to be successful; even to try to keep a steady job." 

The fact that their children exhibited extreme academic shortcomings, 

precipitated participants' anxiety that their child would be labelled as dumb by 

classmates. (Eileen): "When they get into like 5th and 6th ... l worry about that. I 

want to make sure that he doesn't get labeled as a dumb kid." Such concerns 

exacerbated participant's fears that their child would be treated differently and 

not fit in school or in life. (Monica): "At high school he is the little low dog." 

Moreover, participants worried that these problems would prevent their children 

from coping with life in general. (Yolanda): "I mean I want him to be able to 

survive." 

Cancer Related Fears. Though fears about their children's functioning in 

the future were a concern, fear of cancer recurrence was also present. (Isabel): 

"I used to panic at the beginning when I knew everything was fine and I had a lot 

of faith but if Jesus got temperature or anything different and I would panic and 

call Dr. Heller." Equally frightening to participants was the possibility that their 

child could die if cancer did recur. (Monica): "To know that something could hit 

you at any time and it is a very likely possibility, I think that would be .... l think that 

is a little bit of what he fears or is thinking about, worrying about" 

Normal Parenting Fears Seem Bigger. Participants seemed to feel that 

their children's cancer experience and lack of success in the scholastic arena 
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may have left the child more vulnerable to society's pitfalls. Consequently they 

experience normal parenting fears with a greater intensity. Fear of an unhealthy 

emotional development including caving in to peer pressure are present. 

(Monica): "Timothy is an interesting kid but I have always worried a little that he 

could cross over to the dark side." 

Dealing with Fears. Though parental fears and concerns are never totally 

obliterated, various methods are employed to keep fears and concerns at bay. 

By letting go, the participant can sustain a higher quality of life. (Isabel): "I just 

quit and I didn't worry about it anymore." Placing their lives in God's hands, 

participants experienced a sense of their children being cared for or looked after. 

(Valerie): "It's OK. He is taken care of I guess." 

Participants felt the need to talk about their fears. (Rita): "How can you 

not talk about it?" Some fears were more easily handled by not being discussed. 

(Valerie): "I don't want to focus on it. I don't want to hear anything about it." 

Reassurance by friends or professionals made for, at least, a temporary 

lightening of the load. (Isabel): "He probably said this lady was driving him crazy 

because I would call him all the time." Living in the present was another way that 

participants dealt with their fears. (Monica): "We just.. .. I feel you try to make the 

most of each day and you always plan for the future because you have no clue 

what is going to happen. So you really have to do for today because your future 

is so great. So what you do today is your future." 
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Child's Fears. Participants worried about their children's fears and 

concerns as well as their own. (Monica): "He didn't have any friends and it was a 

terrible time." The children dreaded being perceived as different from their 

peers. (Rita): "Like I put him in basketball at the Y and he doesn't like for me to 

tell anyone that he has Leukemia." The children's fear of being different is 

fuelled by the children's inability to keep up with their peers academically. 

(Yolanda): "That is what he doesn't want (to have to be held back in school)." 

Child's Expression of Fears. Participants verbalized their concern that 

their children were unable or unwilling to discuss fears. (Rita): "Through all this, 

even I guess before, it has been hard to make Jeff express what he is feeling 

and is going through." When a child was able to put fears into words, a great 

deal of relief was experienced by the participant. (Rita): "And I'm looking and 

'Oh God' for the first time he tells me." 

Participants attempted to help their children deal with fears by discussing 

cancer in a general sense. (Monica): "We don't dwell on that but we do talk 

about that no one ever knows. You could be in a car accident tomorrow." 

Exposure to other children with cancer or disabilities was deemed important by 

some participants. (Monica): "I think letting children see other children who have 

similar or different struggles with illness or health, helps them be able to face that 

they are not completely alone in the world with their own unique circumstances." 

However, participants feared adverse effects from overexposure to this part of 
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life. (Beth): "There is sort of a little bit of a dichotomy there because I don't 

necessarily want them totally exposed to children diagnosed frequently with 

possible terrible illnesses and they are dealing with death." One participant 

noted that her son's curiosity about death was quelled only after what she 

determined to be an out-of- body experience. (Valerie): "Then after that he 

stopped all those questions and everything." 

Theme Category: Living With the Cure 

Even though their children had been "cured", major emotional obstacles 

still had to be surmounted by participants. Theme clusters include: 1) Grieving, 

2) Making Sense of It All, and 3) Helping Oneself to Heal (Table 11 ). 

Table 11. Theme Category: Living With the Cure 

Theme Cluster 

Grieving 

Making Sense of It All 
Helping Oneself to Heal 

Themes 

For loss of child's intellect 
For simpler days before 

cancer 
For unnecessary losses 
Can't go back 
Finding a deeper meaning 
Using your experience to help 

others 
Helping others helps you 
Acceptance 

Grieving. Though grateful for their children's living, participants 

experienced a profound sense of grief when attempting to deal with the loss of 

their children's intellect. (Rita): "I sometimes wish Jeff was the old Jeff because 

he was doing so good." Participants yearned for the days before cancer which 

they perceived as simpler and happier. (Rita): "I remember that day being so 



happy." At the same time participants knew that you couldn't go back. (Rita): 

"But I didn't go back like it was in the beginning." Grief for losses that were 

perceived as unnecessary was also experienced. (Beth): "I mean, 

retrospectively, I'm very sorry I ever agreed to do the radiation. And it was not 

necessary anyway." 
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Making Sense of It All. Participants searched for a deeper meaning or a 

larger purpose to rationalize their painful experience. (Valerie): "I think God has 

given him another chance." 

Helping Oneself to Heal. Using one's own experience to help others in a 

similar situation was seen as something positive coming out of a negative 

situation. (Beth): "But whatever, I felt like I was able to contribute to someone 

else dealing with just the most hellish situation they could imagine being in." 

Moreover, participants viewed their efforts to help others as a pathway to their 

own healing. (Beth): "I think part of me deals with it by helping others." Finally, 

acceptance was recognized as a step in healing. (Valerie): "If something 

happens then something happens." 

Theme Category: Hope Continues 

Despite the ongoing struggle with schooling their child, participants 

continually demonstrated hopefulness and gratefulness. The theme cluster is: 

1) Finding a Bright Side (Tabl_e 12). 



Table 12. Theme Category: Hope Continues 

Theme Cluster 

Finding a Bright Side 

Themes 

Identifying strengths as well as 
weaknesses 

Behavior getting better 
Figuring out some solutions 
Thankful can be home with children 
Grateful for child's physical health 
It's getting better 

Finding a Bright Side. Well aware of their children's academic 
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shortcomings, participants were readily able to identify their children's strengths. 

(Monica): "He is showing good signs. Yes. He is kind of a little bit of a leader." 

Behavior problems associated with scholastic frustration were perceived as 

improving. (Isabel): "He still gets irritated and sometimes gets upset . It's not that 

often like it used to be anymore." Solutions to academic problems and personal 

problems seemed possible. (Monica): "We have made some strides ... " One 

participant expressed gratefulness that she was able to stay home and care for 

her children. (Eileen): "It is just so wonderful that I don't have to work out of this 

house because I'm here when they come home from school and they start right 

on their homework." Participants were very grateful for their children's physical 

health. (Yolanda): "I'm just really glad that he is doing good." The general feeling 



was that life, though difficult, was getting better. (Monica): "I think things are 

falling together for us." 

Essential Structure 
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The essential structure of a phenomenon is a compilation and synthesis of 

the data presented in the exhaustive description. Common elements of the 

exhaustive description are employed in an attempt to present the phenomenon 

as it is experienced. 

The lived experience of schooling a child with cognitive deficits as a result 

of late effects of cancer treatment is a process in which the participant 

experiences a constant interchange of feelings of new hope and lost hope. 

Discovery of cognitive deficits is a gradual process. When all the pieces 

of the puzzle are finally put together and the problem diagnosed, the parent 

deals with a sense of lost hope by looking for something or someone to blame. 

Dealing with the academic downslide requires a major adjustment on the 

part of the parent. It includes an attempt to deal with a myriad of conflicting 

personal feelings and responses as well as those of the child. Though the child 

may try to deal with the academic difficulties in a positive way, the difficulty of the 

task frequently takes its toll and the attitude towards school becomes a negative 

one. The difficulty and frustration the child experiences in school leads the 

participant to rethink the value he places on scholastic achievement. 



106 

The participant becomes aware of the teacher's central role in setting the 

tone of the child's scholastic experience. Participants experience pain when they 

see their children's academic struggle exacerbated by a negative classroom 

environment. Conversely, new hope is gained when observing the transforming 

effect that positive teacher interaction has on a child's attitude and performance. 

Interaction between parent and teacher is significant. Participants are 

adamant about the necessity for close communication with their children's 

teachers even when communication becomes difficult. A sense of trust and 

partnership with the teacher and school is engendered by effective 

communication. Hope springs anew. Barriers to communication are erected 

when the participant has a sense of not being listened too or when the 

participant does not feel at the same level as the teacher. A barrier is perceived 

when the communication from teacher is inadequate or untimely, or when the 

participant lacks sufficient trust to be able communicate openly. Modes of 

communication may themselves become a barrier if ineffectively used. 

If the participant senses that the teacher lacks understanding of the total 

problem, it may be perceived that the teacher is not a advocate for the child. 

Dealing with the teacher then becomes a source of stress. Dissatisfaction with 

the teacher's approach may be dealt with by seeking administrative help. A 

parent may have a sense of impaired communication when philosophies on child 



management differ. Though both participant and teacher may have the same 

goals for the child, the methods may not be agreed upon. 
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Learning to navigate the school system is characterized as a constant 

battle. The struggle is burdensome and draining. The cycle can best be 

described as one of fighting and pushing and then resting. The hope that things 

will improve provides the impetus to maintain involvement in the battle. 

The school system is fraught with problems which precipitate frustration 

for the parent schooling a child with CD's. An unshared sense of urgency is 

experienced by the parent when attempting to access educational resources for 

their child in a timely fashion. Teaching methods not adapted for a child's needs 

and inadequate numbers of teachers are major concerns. Hope is endangered 

when there is a sense that a child may fall through the educational cracks or is 

being set up for future academic failure. Unreceptiveness to new ideas and lack 

of continuity within the system are frustrations which also must be dealt with. 

Part of learning to navigate the system includes finding out who can and 

cannot be relied upon for support. Participants learn that they have a voice in 

their children's education and use that voice to set up limits of involvement with 

which they are comfortable. 

Specific strategies to address academic problems are employed, the 

major one of which is special_ education. Participants experience a sense of relief 

when their child finally qualifies for special education. Hope is rekindled when 
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they discover accessing resources is facilitated by inclusion in special education. 

It is disappointing to discover, however, that special education provides only a 

partial solution to the problem. Indeed, the availability of and qualifying for 

special education come with their own distinct set of problems. 

The major tool for implementing the special education plan is the IEP. It 

may be perceived as both helpful and threatening. Although aware that those 

present are there to help the child, the collection of experts may be 

overwhelming to the participants. The educational jargon used may be 

confusing. Participants may feel threatened or outnumbered. Finding the 

situation too uncomfortable to deal with, excuses may be made not to attend. 

Participants who have experienced more than one IEP meeting may feel the 

need to have professional representation at the meeting to support their stance. 

Participants are painfully aware that instruction which takes place in the 

classroom, even the special education classroom, is not sufficient for their child 

to learn. Solutions in the form of different schools, different teachers, alternative 

philosophies of education, tutoring, repeating grades, extracurricular activities 

are all considered hopefully. Role modelling, validation of the child, extracting 

promises to try harder, backing off, and material rewards are only a few of the 

myriad of creative strategies participants employ in hopes of improving their 

children's academic performance. 
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Homework is a source of great concern and frustration for parents of 

children with CD's. Vigilance is an absolute necessity. Keeping abreast of 

assignments is a must, for the child cannot be relied upon to do so individually 

and falls behind quickly. Checking and correcting homework is a way of life. In 

some instances, the only way adequacy can be assured is the parent's physical 

presence. Deciding how much help is appropriate is difficult for the parent. 

Though learning is considered the child's responsibility, daily help is a necessity 

for learning to take place. Homework assistance is time and energy consuming 

and the demands of daily life sometimes win out over homework. 

Various forms of discipline are employed to assure completion of 

homework assignments. The need to provide a structured time and environment 

for homework in the form of a strict routine and absence from distractions is 

deemed necessary by the parent. 

Homework is an unwelcome chore for both parent and child. The difficulty 

homework presents for the child is a source of frustration and anguish for both 

child and parent. The child dislikes homework, may refuse help with it, or just 

plain refuse to do it. Participants and children may become upset and feelings 

can be injured when the homework battle escalates into a yelling match. 

Participants realize that patience is a necessity but not always possible. 

In order to deal with the burdens and struggles of schooling a child with 

CD's, the parent seeks out sources of support. Immediate and extended family 
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provide a major source of physical and emotional support. Though generally 

positive in nature, family intervention can itself become a burden. Professional 

help is sought out to assist in family emotional management and as a source of 

both medical and scholastic advocacy. Spiritual support has many different 

faces. Friends, especially those from support groups, are invaluable for their 

understanding. Positive self talk, teaching your child to meet needs, and some 

self time are all modes of self care. 

Hopes and fears are inherent in schooling the child with CD's as a result 

of late effects. Participants' biggest fear is their children's inability to survive 

academically in higher grades. Participants worry about their child being labelled 

as dumb, being seen as different, or not fitting in. They worry that their child will 

be unable to handle the academic pressures and will have difficulty coping with 

life in general. Failure to survive academically may preclude the ability to 

become a self-supporting adult. Normal parenting concerns like emotional 

adjustment and peer pressure loom larger. 

Although the possibility becomes more remote as time progresses, 

participants still fear the recurrence of cancer, and possibly death. 

They attempt to quiet their fears in different ways. 

Participants perceive their children's greatest fears as lack of acceptance 

because of differences, failure to succeed at school, and a recurrence of 
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cancer. Participants are concerned about their children's difficulties in expressing 

fears. There is an attempt at assisting the expression of fears but the parent may 

also have difficulty doing so. 

Participants had no inkling that living with the cure would be so difficult. A 

sense of profound grief is felt for the loss of their child's intellect . The participant 

yearns for the simpler happier days before cancer, but realizes one can't go 

back. One attempts to make sense of the experience by looking for a deeper 

meaning or a larger purpose. Partial solutions are found in using one's 

experience to help others. It is felt that helping others may also help oneself to 

heal. 

Despite grief and struggles, participants seem to possess the ability to find 

the bright side of life. Children's' strengths, as well as weaknesses, are easily 

identified. In spite of life's complexities, the parent of a child with CD's never 

fails to acknowledge gratefulness for their children's lives and a hopefulness for 

the future. 

Summary 

This chapter has presented the results of analysis through the 

development of an exhaustive description and then an essential structure. This 

was accomplished by synthesizing and integrating 11 theme categories and 50 



112 

theme clusters. The emotional and physical investment involved in schooling the 

child with CD's as a result of late effects is monumental. It is a task that affects 

almost every aspect of the participants' lives. 



CHAPTERS 

DISCUSSIONS AND CONCLUSIONS 

Introduction 

This chapter starts with a review of the findings in relationship to the 

conceptual framework described in Chapter 1. Then, a comparison to the 

literature review in Chapter 2 follows. The methodology used in this study is 

then evaluated. Finally, implications for nursing research and practice are 

explored. 

Conceptual Framework Review 
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Upon review of the conceptual framework, it appears to have applicability 

to this study. The concepts put forth in Newman's model are reflected in the 

themes that emerged from the data in this study. Related themes of transition, 

development of human potential, and increasing harmony in life (Chick & Meleis, 

1986) are also evident. 

As explained by Newman, the path to health as expanding 

consciousness can be difficult and disharmonious (1994). The themes, 

Watching the Academic Downslide and Dealing with the Academic Downslide, 

demonstrate the struggle participants experienced in their attempts to 

understand the nature of their children's problems. The concept of transition is 

exemplified by the theme Dealing with the Academic Downslide as participants 

begin the journey toward acceptance. As explicated by Newman, acceptance 
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does not mean that an individual does not act, or reacts passively, to what is 

encountered in life. Rather, as Newman explained, participants learned to accept 

what happened and interacted with it as part of their life experience. 

The themes Working the School System, Specific Strategies to Address 

the Academic Problem, and Homework exemplify the concept of development of 

human potential. Participants are involved in an ongoing process which focuses 

on helping their child to achieve health, that is the fullest life possible regardless 

of physical or mental limitations. Participants priorities in these areas were 

geared toward development of their children's human potential, not just 

academic achievement. 

Increasing harmony and transition are concepts exemplified in the theme 

categories Ways of Caring for Oneself, Hopes and Fears, Living with the Cure, 

and Hope Continues. Transition is exemplified by participants ongoing attempts 

to integrate their experience in a positive fashion. Sense is made as they 

attempt to view their experience as part of a larger whole from which they and 

others may learn and benefit. Increasing harmony is evident as participants 

employ their experiences to refocus their lives and those of their children in 

significant areas like family, relationships, and spirituality. 

Newman's model suggests that we are not separate people with separate 

diseases. Our lives are part qf a larger pattern of the whole which contains the 

individual as an open system interfacing with the family as an open system, 
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interfacing with the community and ultimately the world. The theme categories 

Parent-Teacher Interactions, Working the (School) System, and Teachers 

Setting the Tone exemplify this concept. 

Comparison of Findings with the Literature 

The findings of this study support much of what is described in the 

literature regarding schooling a child with cognitive deficits as a result of late 

effects. A comparison of the pathophysiology of the late effects sustained by 

the children of the participants to that found in the literature is not within the 

scope or focus of this study. A brief review of the scope of learning problems and 

risk and related factors is presented in relation to this study's findings. This will 

be followed by a more general discussion of parenting and educational issues. 

Assessment and treatment of neurocognitive deficits will also be briefly covered. 

It should be noted that due to the nature of the research method participants 

were not asked about the presence or absence of specific clinical manifestations. 

Therefore, information obtained about the children's deficits was only that which 

was volunteered by the parent. Moreover, the focus of this study was the parent 

and not the child. 

Scope of Learning Problems 

Research has shown that cognitive deficits show up in areas such as 

general intellectual and acad~mic abilities such as reading, language, and 

arithmetic. Problems with the rate and quality of cognitive information 
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processing, regulation of attention and concentration, memory and retrieval of 

information have also been identified (Schwartz, Hobbie, Constine, 1994; Moore, 

Packer, Karl, & Slyer, 1994). Other areas of deficiency include visuo-motor and 

graphomotor (writing) speed and performance, abstract, visuospatial abilities, 

and planning and organizational skills (Schwartz et al 1994; Moore et al. 1994). 

The literature documents that social development and stamina are adversely 

affected (Schwartz et al; Moore et al). Global reduction in general intelligence 

scores and reading and math scores one to five grade levels below age/grade 

expectation have been documented (Moore, Kramer, Wara, Halberg, & Ablin, 

1991; Rodgers, Britton, Morris, Kernanhan, Craft, 1992; Peckham, Meadows, 

Bartel, & Marrero, 1988). A learning disorder characterized by difficulties with 

non verbal problem solving, concept formation, hypothesis testing, and ability to 

learn from informational feedback in new and otherwise complex situation was 

described (Rourke, 1987). Since learning difficulties were discussed in a more 

general fashion, it is hard to tell how many of the study's findings are specifically 

supported in the literature. Also, as explained earlier, the focus of this study is 

the parent's experience. However, participants did identify many of these 

problem areas as characteristic of their children. 
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Risk and Related Factors 

Research has found the significant risk factors associated with the 

development of cognitive deficits are: five years of age or less, especially three 

years or less, at time of treatment, treatment with cranial irradiation and/or 

intrathecal chemotherapy or systemic chemotherapy, 1-2 years elapsed since 

completion of treatment, and female gender (Moore, 1995). Small sample size 

and the nature of the research question make comparison of this study with 

research in this area inappropriate. It is interesting to note, however, that all the 

children of participants, except one who was 9, were 5 years of age or younger 

when diagnosed and all were male. The children's treatment regimens all 

contained various combinations of intrathecal or sytemic chemotherapy and/or 

cranial radiation. All children of participants were at least 12 months post 

treatment completion. 

Psychosocial Risk Factors 

Various studies have indicated that the psychosocial problems associated 

with cancer and its treatment, as well as with pediatric chronic disease in 

general, can negatively impact the normal cognitive and social development 

necessary for scholastic success (Madan-Swain & Brown, 1991; Wasserman, 

Friedan, & Fairclouch, 1989; Koocher & O'Malley, 1981; Eiser, 1979; Moore, 

Glasser, & Ablin, 1987; Moore, 1987). Wasserman et al. (1989) found school 

related problems four times more common in childhood cancer survivors than in 
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other children in the same aged population. Psychosocial factors such as 

hospitalizations and treatments, changes in family status, fear of disease 

recurrence, physical and cognitive sequelae were issues participants believed 

affected their children's scholastic success. 

Likewise, deficits in cognitive and neuropyschological function and poor 

academic achievement found in children with late effects are a predisposition to 

psychosocial problems (Moore, Kramer, & Ablin, 1986; Koocher & O'Malley, 

1981) . Supporting the research literature, parents were very concerned about 

the potential for and the long-term effects of their children's failure in higher 

grades. Concern about their children's self esteem was frequently verbalized by 

participants. Although only one of the participants spoke of their child having 

some difficulty with peer relations, all were very concerned about their child not 

fitting in or being labelled as dumb by their peers because of their inability to 

achieve at school. Participants stressed the importance of friends and social 

adjustment for their child. Participants were all cognizant and concerned that 

their child was aware of being different academically than peers. One participant 

felt her son had been adversely affected socially by his short stature, a result of 

his illness. 

A study of 16 year old cancer survivors found the majority functioning 

within normative limits, though lower than the control group, on measures of self

concept, depression, locus of control, family environment and parental distress 
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(Greenberg, Kazak, & Meadows, 1989). Only two of the participants' children in 

this study were teenagers. However, the parents of these two participants 

verbalized more difficulties in these areas than did parents of the younger 

participants. It must be stated, however, that one of these 2 participants was 

noted to have some learning problems before his illness and the other child was 

noted by his mom to have been difficult behaviorally before he was sick. 

A 1987 study (Moore, Glasser, & Ablin) found that children diagnosed at 

younger ages experienced fewer long term psychosocial problems. The small 

sample size of this study makes it difficult to agree or disagree with the literature 

findings in this area. However, all participants, regardless of their children's ages 

at diagnosis, voiced concern that their child did or would feel differently than 

peers or that their child would not "fit in". Of the two children who appeared to 

have the most psychosocial problems, one was diagnosed at 3 years old and 

one at 9 years old. The child diagnosed at three years old was felt to be a 

behavior problem before his illness and the child diagnosed at 9 years old was 

believed to have learning problems before he became ill. 

Parenting 

The literature informs us that even though parents of cancer survivors 

experience fear and uncertainty about the possibility of cancer recurrence in their 

child, the focus of their concern is on potential long term consequences of their 

children's disease (Leventhal-Seifer, 1993; Bakker, & Russo, 1993). The 
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findings in this study strongly support those in the literature. Although 

participants feared recurrence of cancer and possibly death in their child, many 

of them stated that their fear of recurrence was more intense shortly after 

therapy. One participant whose child had a severe pulmonary problem knew 

certainly that her son's life span would be shortened. Particpants greatest 

concerns were the potential effects of their children's learning disabilities on their 

future in school as well as their general adjustment to life. Genetic implications, 

progeny & marriage, sterility, and sexuality were issues of concern articulated by 

parents in one study (Wallace, Reiter, Pendergrass, 1987) that were not 

verbalized by parents in this study. 

Some studies have challenged the idea that the stress of having a 

childhood cancer survivor decreases as the period of remission lengthens 

(Spinneta & Deasey-Spinetta, 1982; Wortman, 1984; Klopovich, 1983; Spinetta; 

1982). This was not well supported by the findings in this study. Although 

participants verbalized stress in dealing with their children's schooling issues, 

concern for their children's future, and the uncertainty regarding recurrence of 

cancer, the general tone was one of adopting a stance of optimism and "things 

are getting better". Parents expressed an increasfng ability to seek out resources 

to assist them with their problems and a gratefulness for their children's physical 

health. 
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Some studies (Hockenberry-Eaton & Minnick, 1994; Wells et al. 1990) 

have suggested that parents may be thrown into another crisis when they are 

made aware of actual or potential late effects. The findings of this study did not 

indicate that parents experienced a sense of crisis when they became aware of 

their children's cognitive problems. Rather, they experienced a sense of grief 

over their children's loss of intellect and a nostalgia for easier days. That the 

participants came to the realization that dealing with late effects such as 

cognitive deficits would be a lifelong chore supports research findings by 

Hockenberry-Eaton & Minnick; Wells, Heiney, Swygert, & Coleman (1990) which 

show that the psychosocial impact of cancer can last for years or forever. 

Research (Hillman, 1997; Ivers, Drotar, Dahms, Doershuk, & Stern, 1994) 

has indicated that late effects of cancer treatment, as any chronic disease, can 

place extra demands on parenting skills. Parenting practices, especially 

discipline and ability to let go, are affected when a parent worries about a child's 

health. This literature is supported by the findings in this study. Participants 

spoke frequently of how difficult parenting has been. Participants expressed a 

tendency to be protective of as well as favoring the sick child even though that is 

not their intention. Other research (Davies, Noll, Destefano, Bukowski, & 

Kulkarni, 1991) demonstrated that parents of sick children worry more, but their 

basic orientation towards child rearing did not differ from that of parents with 

healthy children. Ivers et al. found that mothers of children with chronic disease 
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were less likely to set limits with their children than mothers of healthy children. 

Conflicted feelings regarding discipline were expressed. Participants liked to 

think that all their children were parented the same. There was, however, 

acknowledgement of allowances for behavior and schoolwork with the sick 

children. Moreover, it was not unusual for participants to disagree with discipline 

employed by teachers, characterizing it as been too severe. 

The findings of this study support research (Goldberg et al. 1990; Noll, 

Bukowski, Rogosch, LeRoy, & Kulkarni, 1991) which demonstrates the presence 

of continued stress and psychological distress in parents of chronically ill 

children. Participants experienced frustration, feelings of helplessness and 

futility, as well as pain in witnessing their children's constant academic struggle. 

Participants frequently spoke of the enormous amount of energy and coping 

skills required to raise their child and deal with educational issues. These 

findings support those in the literature which state that parents of chronically ill 

children are often depleted of energy and coping skills (Golberg et al; Noll et al. 

1990, Noll et al. 1991; Speechley & Noh, 1992; VanDongen-Melman & 

Saunders-Woudstra, 1995). Studies which show that these parents exhibit no 

psyschopathology but have unique concerns and needs are also supported by 

the findings of this study (Levanthal-Belfer et al. 1993). Concerns such as 

earning difficulties, fears for their children's inability to be self supporting, and 

fears of cancer recurrence were concerns voiced by participants. 
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Research on coping skills of parents with childhood cancer survivors 

indicate that long term adjustment was facilitated by perceived level of partner 

support (Sheinberg, 1983). It is difficult to determine whether these findings are 

supported by this study. Only one participant spoke of the positive effect of 

partner support. Most participants spoke of partner support more in terms of its 

absence or hindrance in relation to schooling issues. 

Parental coping strategies are characterized as being education, socio

economic, and gender dependent (Chesler & Barbarin, 1987). An adequate 

comparison with the literature in this area cannot be made since the researcher 

was not aware of the education nor socioeconomic status of participants, all 

participants were female, and all of the children were male. Strategies employed 

in accessing educational help by participants took on all forms described in the 

literature. Externally directed strategies, characteristic of educated individuals 

such as information seeking and problem solving were used by all participants in 

varying degrees. Passive strategies such as denial, acceptance, reliance on 

religion were also evident in this study's findings. 

Educational Issues 

Research findings (Moore, 1994) that demonstrate the process of 

obtaining special education services can be intimidating and/or overwhelming for 

parents is strongly supported. by the findings of this study. Participants were 

frequently frustrated as well as put off by school professionals when trying to get 
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their child qualified for special education services. Research findings, not 

presented in the initial literature review, identify reasons for limited participation 

by minority groups in the IEP or other parts of the educational process(Zetlin, 

Padron, & Wilson, 1996). Factors such as intimidation by the IEP process and 

reluctance to question professionals, as well as tendency to be overwhelmed by 

educational jargon and paperwork, were feelings and experiences frequently 

described by participants regardless of ethnicity. The literature informs us that 

mistrust plays a large role in why some minority parents are less involved in the 

schooling process (Harry, 1992a). Harry's study explained that although Puerto 

Rican-American families did not trust or agree with the school system, and were 

often outraged, they deferred their opinions because they viewed school as the 

unquestioned authority. Unable to openly disagree, they acted in a more passive 

aggressive manner by refusing to return signed forms or attend meetings or by 

making unannounced visits to the classroom. This behavior was identical to that 

of one Hispanic parent in the study. Mistrust of school professionals was a 

feeling found in participants regardless of ethnicity. 

One case study presented in the literature (Zetlin, 1996) noted that a 

parent felt special education teachers were not sensitive enough to son's needs. 

A common complaint of participants, this literature finding was strongly 

supported by the findings of t_his research. Moreover, the literature 
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(Zetlin et al. 1996) noted that parents felt the need for professional 

representation at IEP meetings in order to obtain needed educational resources. 

Study participants, regardless of ethnicity, discussed the need for professional 

representation, at times, when attending IEP meetings. Another participant in 

the Zeitlin et al. study felt teachers did not consider her son's home or 

community environment when planning his education. Furthermore, even 

though she had good relationships with her son's teachers, she felt that her son 

received inadequate instruction from teachers. These findings were strongly 

reflected in this study as participants perceived the fact that the teacher did not 

always have an understanding of the total child. Participants believed teaching 

methods were frequently inadequate and that the system for grade promotion set 

their children up for failure in higher grades. Zeitlin et al. (1996) observed that 

parents new to the special education system were grateful for what was being 

done for their children but were unaware of their legal rights. The finding in this 

study was supported the literature. Participants seemed grateful for special 

educational services, but when dissatisfied with services did not make a strong 

point of pursuing legal avenues in order to access appropriate services. 

Participants mentioned legal rights but there was little discussion which 

demonstrated a knowledge of their legal rights. The nature of the study did not 

allow the writer to determine how long children of participants were actively 

involved in the special education system. 



126 

In their 1987 study, Moore et al. found that teachers and administrators 

frequently knew little about their subjects previous cancer experience nor the 

educational implications of late effects. The findings of this study support the 

literature. School staff, supportive or not, rarely understood the educational 

implications of the cancer experience much less those of late effects. The 

literature (Schwartz, Hobie, & Constine, 1994) states the need for educator and 

parental preparation for the possibility of educational problems due to late 

effects. Non of these participants were made aware of this potential before or 

after their child received CNS therapy. Moreover the importance of close 

communications between parent, school, teacher, and hospital is stressed in the 

research literature (Schwartz et al.). Findings in this study support the research 

in this area for participants were well aware of the importance of communication. 

Unfortunately, communication was not always adequate between significant 

entities. 

Assessment and Treatment 

The literature recommends baseline and yearly neurocognitive 

assessment in all children at risk (Schwartz et al. 1994). Some of the children in 

this study had baseline and serial testing; others did not. At times, participants 

had to fight with the school system to have testing done. Research (Peckham, 

1989) has shown that children with cognitive deficits as a result of late effects 

can do reasonably well educationally with appropriate remedial instruction. The 
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focus of this study was not to measure educational outcomes. The findings of 

this research indicates that remedial instruction by the school system is 

perceived as inadequate by participants. Participants did, however, note 

improved performance and attitude with their children when they were able to 

access educational instruction specifically designed for their children's learning 

disabilities. 

Methodology Issues 

The phenomenological approach was a design well suited to the research 

question. The method afforded the opportunity for an in-depth exploration of 

participants experience and feelings which may have not been obtained using 

other methods. The guidelines, adapted from Colaizzi (1978), provided a useful 

and productive structure for analyzing a large amount of data. 

One possible limitation of this study was the researcher's inability to sit in 

on more than one participant interview. Though one comes to know the 

participant quite well through analysis of data, it would have been helpful to be 

able to observe facial expressions and body language of the participants. 

A difficult aspect of this study was making the decision which data should 

be included in the secondary analysis after analyzing all the available data from 

the original study. One wonders whether the quality or accuracy of the 

description of the lived experience could have been affected by the decision not 

to include certain theme categories in the exhaustive description. 
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Implications for Clinical Practice 

An implication for clinical practice is the necessity for nursing awareness 

of the potential for and clinical manifestations of late effects. As a care provider, 

the family nurse practitioner should keep abreast of the progress of the client 

who is being followed in a late effects clinic. Focusing on cognitive deficits as a 

result of late effects, the nurse must be aware of the need for regular 

psychosocial and educational as well as medical interventions. It is especially 

important that the parent know what to expect so that close monitoring can take 

place. Listening carefully to the parents and children's account of school 

progress is paramount. Helping the parent connect with resources for 

counselling, information, referral and advocacy may be necessary if these needs 

are not being met by a late effects clinic. 

A special responsibility rests with the nurse employed in the school 

setting. The nurse in this setting can be the designated medical representative 

at the I EP meeting or can be responsible for assuring the presence of an 

individual knowledge about the academic implications cognitive late effects. The 

nurse in the school system is in a perfect position to serve as liaison between 

faculty, administration, and parent helping them to understand each other's 

positions as well as helping the parent to navigate the special education system 

The nurse must also have an awareness that parents, though grateful for 

their children's survival, will experience difficulties accepting and dealing with 
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their children's academic difficulties including the emotional and physical fatigue 

that accompanies the struggle. Accepting a disability is never easy. Both the 

child and the parent need support and understanding as they progress through 

different stages of adjustment to a new condition. 

Implications for Future Research 

The health care and educational worlds must continue collaborative 

research to establish and implement strategies to meet the emotional and 

academic needs of children with cognitive deficits as a result of late effects. A 

significant area is the development of educational interventions which would 

begin at the time of diagnosis. Early interventions could perhaps prevent, or at 

least minimize, learning disabilities. Development of programs to increase the 

awareness of parents and children about the psychosocial aspects of late effects 

is also warranted. Additional research into the nature of caregiver burden and 

ways to provide respite for the caregiver is important. With appropriate 

assistance and knowledge, parents can function optimally in their roles. 

The role of the school based nurse in caring for the child with late effects, 

especially cognitive deficits, is an area for potential research. Strategically 

situated to work collaboratively with parent, teacher, and student, effective 

tools and appropriate knowledge must be developed for use by the school based 

nurse. 
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Conclusions 

Schooling the child with cognitive deficits as a result of late effects can be 

an overwhelming task for parents who are still integrating the experience of a 

child with cancer. As a result of this research, clinical practice implications and 

possibilities for research are suggested. It is hoped that exploration of these 

areas will assist parents in helping themselves and their children when dealing 

with this experience. 
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(520) 626-6154 

Your request to complete a secondary analysis of data originally collected by Joan Haase 
has been approved by the Office of Nursing Research. It is understood that this data will 
be used for your Master's thesis. 

We wish you success with your research. 

Sincerely, 

·~a l-,,,1L / 
:fer~ A/jadg~r. ~r-
Associate Professor 
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The University of Arizona College of Nursing 

Consent Form 
Parenting A Child with Treatment Related Late Effects 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE THAT I AM INFORMED OF THE NATURE OF THIS RESEARCH STUDY AND OF HOW I WILL PARTICIPATE IN IT, IF I CONSENT TO DO SO. SIGNING THIS FORM WILL INDICATE THAT I HAVE BEEN SO INFORMED AND THAT I GIVE MY CONSENT. FEDERAL REGULATIONS REQUIRE WRITTEN INFORMED CONSENT PRIOR TO PARTICIPATION IN THIS RESEARCH STUDY SO THAT I CAN KNOW THE NATURE AND THE RISKS OF MY PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT PARTICIPATE IN A FREE AND INFORMED MANNER. 

I am being invited to voluntarily participate in the above titled project. The purposes of this project are to: 1) describe the experience of parenting a child who has treatment-related learning problems associated with radiation or chemotherapy; 2) describe parents' perceived strengths and resources as well as priority concerns; and, 3) evaluate the effectiveness of the 6 month neuro-habilitative intervention (NHI) from the parents' perspective. 

I am being asked to participate in this study because I am the primary caregiver of a child who has previously completed a 36 month following CNS treatment evaluation and is approximately 48 to 52 months from ALL diagnosis and has a documented cognitive impairment. In addition, I am English speaking and willing and able to discuss my experience. Ten parents of children with cognitive impairments will be in this study. 

If I agree to participate, I will be asked to tell about my experience of parenting, what I believe are the concerns, strengths and resources I have and how well I believe the neurohibilitative intervention has worked. I will talk about my experiences before the intervention and after it is completed with a nurse researcher in an interview that will last about 45 minutes to one hour. Each session will be audio tape-recorded and will take place in a comfortable setting in the College of Nursing. I can make an appointment at times that are convenient to me. During each interview session, I can talk about anything I think is important to the topic. 

There are no known risks from participating in the study; .however, I understand that participation in this study requires my time and effort to provide a thoughtful description of the experience. 

There are no known direct benefits for participating in the study. There are no costs to participate. I will be paid $20.00 for completing the interviews. 

In reports of this study my name will not be used. No one but Joan Haase, RN, PhD, Dr. 
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Ki Moore, RN, PhD, and a graduate nursing student assistant will be able to know what I 
and have said. A different name (pseudonym) will be used in place of my name and the 
tapes will be kept locked in a safe place. When the results of this study are reported, the 
information of all the participants will be put together and/or identifying information will be 
omitted so no one will be able to recognize what I said. The information I provide will 
remain with Joan Haase, RN, PhD and may be used in other studies. 

BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE METHODS, 
INCONVENIENCES, RISKS, AND BENEFITS HAVE BEEN EXPLAINED TO ME AND MY 
QUESTIONS HAVE BEEN ANSWERED. I UNDERSTAND THAT I MAY ASK 
QUESTIONS AT ANY TIME AND THAT I AM FREE TO WITHDRAW FROM THE 
PROJECT ANY TIME WITHOUT CAUSING BAD FEELINGS OR AFFECTING MY 
CHILD'S MEDICAL CARE. MY PARTICIPATION IN THIS PROJECT MAY BE ENDED BY 
THE INVESTIGATOR FOR REASONS THAT WOULD BE EXPLAINED. NEW 
INFORMATION DEVELOPED DURING THE COURSE OF THIS STUDY WHICH MAY 
AFFECT MY WILLINGNESS TO CONTINUE IN THIS RESEARCH PROJECT WILL BE 
GIVEN TO ME AS IT BECOMES AVAILABLE. I UNDERSTAND THAT THIS CONSENT 
FORM WILL BE FILEp IN AN AREA DESIGNATED BY THE HUMAN SUBJECT 
COMMITTEE AT THE UNIVERSITY OF ARIZONA WITH ACCESS RESTRICTED TO THE 
PRINCIPAL INVESTIGATOR, JOAN HAASE, RN, PhD, OR AUTHORIZED 
REPRESENTATIVE OF THE NURSING DEPARTMENT. I UNDERSTAND I DO NOT 
GIVE UP ANY OF MY LEGAL RIGHTS OR RELEASE THIS INSTITUTION FROM 
LIABILITY FOR NEGLIGENCE BY SIGNING THIS FORM. A COPY OF THIS CONSENT 
FORM WILL BE GIVEN TO ME. 

Signature of Participant Date 

INVESTIGATOR'S AFFIDAVIT 

I have carefully explained to the subject the nature of the above project. I hereby certify 
that to the best of my knowledge the persons who are signing this consent form 
understands clearly the nature, demands, benefits, and risks involved in his/her 
participation and his/her signature is legally valid. A medical problem or language or 
educational barrier has not precluded this understanding. 

Signature of Investigator Date 

Joan E. Haase, Ph.D. RN. 
Assistant Professor, College of Nursing Phone: 626-6175 
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APPENDIX C 

THEME CATEGORIES, THEME CLUSTERS, AND THEMES 



Theme Category 

Watching the Academic 
Downslide 

THEME CATEGORIES, THEME CLUSTERS, AND THEMES 

Theme Cluster 

Becoming Aware of Academic 
Problems 

Identifying the Specific Problem 

Themes 

Gradual changes 1.6, 1.8, 2.195, 2.197, 2.222-223, 
4.12, 6.2, 6.303, 6.321-322, 6.335, 6.340-345 

Used to be a good student 2.218-220, 2.224, 
6.267-270, 6.276-277, 6.300-302, 6.390-391, 
6.496-498 

Not doing well by comparison 1.17-18, 3.29-30, 3.96 
4.56, 4.151, 6.325-326, 6.395-396, 5.224-226, 
7.211, 7.454-455, 7.479, 7.482-483, 7.487-489 

Problem existed before illness 2.205-210, 2.217, 
2.241-242 

Confused that doing well in one area but not in 
another 2.219, 2.589-590, 3.47, 3.171, 6.392 

School has become progressively harder 1.7, 2.196, 
3.45, 4.5, 4.9, 4.11, 4.13, 4.14, 4.56-57, 4.151, 
4.229-232, 5.133, 5.224-226, 6.339, 6.346-347, 
6.351-352, 7.484-485 

Knew something was wrong 2.197, 2.216, 2.221 , 6.319-
320, 6.354, 6.366, 6.378, 6.402, 6.444 

Troublesome subject areas 1.20-21, 1.102. 2.220, 2.222-23, 
2.752, 2.772, 2,238, 3.27-28, 3.31, 3.39, 3.106, 3.343 
3.434, 3.436, 4.1 5.329, 6.327-329, 6.389, 6.394-395, 
6.402-403, 7 .192-196, 7.456-458 

Strength in one area, but not in another 1.103-105, 1.683, 
2.541, 3.56 

Short term/long term memory 2.237, 4.1-4.5, 4.10, 4.45, 5.220-
221 

Not putting in enough effort 1.16-17, 1.19, 1.400-402, 2.539, 
2.542, 2.591, 2.603, 2.607-608, 3.46, 3.49-50, 3.69-70 
3.83, 3.91, 3.170, 3.434, 3.457-458, 1.19, 5.127-129, 
5.134-139, 6.368, 6.445, 6.574-577, 6.579-582, 6.587 

Inability to concentrate on task 3.57-70, 3.123, 3.164-167, 3,169 
3.250-253, 3.260-267, 6.304, 6.336-338, 6,510-512, 6.539-
540 

Inability to _understand what is said 2.372-376, 3.52, 3.100, 
6.447, 4.9, 4.11 --'" 
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Dealing with the Academic 
Downslide 

Process of Getting the Diagnosis 

Who or What's to Blame 

Child's Negative Response 
to Academic Difficulties 

School is a Drag 

Child's Positive Response to 
Academic Difficulties 

Behavior Problems 1.9-10, 1.69-71, 1. 78, 1.396, 3.25, 6.304-
305 

Getting tested 1.171-172, 2.214, 6.378, 7.409 
Confirmation of suspicions 6.380-381, 6.448 
Not testing low enough to be eligible for help 1.184-185, 1.187-

188, 2.224 
Believing child has greater capabilities than testing showed 

1.177-180 
Blames self 5.557-560, 6.273-275, 6.278-280, 

6.289-296, 6.377, 6.406-412, 6.449, 6.567-572 
Radiation should never have been done 7.361-367, 

7.370, 7.383, 7.570-571, 7.573, 7.578-579, 7.588-591 
Chemotherapy 6.323 
Trauma of illness 6.272, 5.241, 6.323 
Frequent absences 5.126, 7.205-206, 7.210 
Residual of early reading program 6.330-335 
School is at fault 2.404, 6.368, 6.446 
Unsettled emotional background 5.241 
Anger and frustration 2.210, 2.314-315, 2.319, 2.347, 2.355 

2.644, 2.796-797, 2.520, 3.58-59, 3.65, 3.93, 3.435, 
4.137-138, 4.232, 4.306, 5.234-235, 7.443 

Giving up 2.366, 3.31, 3.443 
Physical symptoms 1.326, 1.336, 1.350-351, 2.369, 2.371 
Compares self to other and concludes inadequate 

1.99-102, 1.381, 1.726, 3.55, 3.94, 3.96, 4.151, 
4.153-154, 7.191 

Loss of belief in own ability 1.98, 1.106, 1.664, 3.37, 4.26 
Resistance to help 1.21-22, 1.24, 1.396, 2.456A , 

2.462, 2.644 
Negative attitude toward school 1.664-665, 7.198 
School stress producing 2.358, 2.796, 4.26, 7.197 
Doesn't want to attend school 1.62, 1.324-327, 1.653, 1.663-

664 
School attendance issues 1.329-330, 1.332, 1.336-

339, 1.343-344, 1.346-349, 1.352 

Trying harder 2.464, 2.637, 2.791-794, 3.50-51, 3.95, 4.20, 
4.60-62, 5.131 

Wants to do well 3.111, 3.119, 3.387, 3.389-391, 3.394 
Wants to keep up with classmates 4.19-20 
Encouraged when does well 1.666-667, 2.638, 2.795, 

4.207-219, 5.215-217, 5.234-235 
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Teachers Setting the Tone 

Parent's Response to Child's 
Academic Difficulties 

Scholastic Achievement
At What Price 

Positive Interactions 

Holding own for now 5.238 
Altering expect~tions of child's academic potential 

1.164-176, 7.182, 7.184, 7.188 
It is hard 2.481, 2.761, 3.60, 3.81, 3.127, 3.450, 3.459, 6.134, 

7.1050 
Frustration 1.662, 1.671-676, 2.635, 3.35-36, 4.229-230, 6.366, 

6.408, 6.416-419, 6.469-470, 6.511-513, 6.540-556, 6.6.567-
573, 5.584-587 

Feelings of helplessness 1.669, 2.359, 2.557, 7.1055 
Feelings of futility 2.401, 2.446, 6.541, 6.544, 7.1053-1054 
Belief in child's ability to learn 1. 717-719, 3.83, 3.170-171, 

7.486-487 
Guarded optimism 2.790, 4.31-32, 4.242, 5.367 

373, 5.216-217, 5.238 
Determined to hang in there with child 2.340-342, 2.760-763, 

3.32, 3.38,4.6-7, 4.201, 4.204, 4.206-207, 7.478, 
7.480-481 

Pain at child's struggle 2.343-346, 2.354, 2.360-363, 2.457-
459F, 2.769. 4.27, 4.155-162, 4.202-203, 7.189-190, 7.1052, 
7.1066 

Pain at malignment by other students 
1.380, 4.155-160, 4.163 

Protective 2.604-604, 2.609-611 
Not worth child's frustration1 .182, 2.360-363, 3.377-378, 

2.402-403, 2.805-808, 6.451 
You do the best you can and that has to be enough 

2.762-764 
Want child to reach potential 1.183, 1.395, 1.717 
Worries about grades 1.656, 2.788, 2.750-751, 3.45, 
4.229-230, 5.637, 6.497-498 
Doing well more important now than before illness 2.826-827 
Focus on child's life rather than his achievements 2.505, 2.509, 

7.125-128, 7.184-186 
Acceptance 1.424, 2.27 
Caring 1.420-421, 1.704-706, 3.88, 7.214 
Expectations clearly communicated to child 1.29-32, 1.320, 
3.391-392, 4.64-65 

Recognition of child's strengths 1.96-97, 1.423, 3.90, 4.75-76, 
7.193-194 

Encouraging to child 6.467-468 
Patience 1. 703, 6.473 
Realistic expectations 6.474 
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Parent-Teacher Interactions 

Negative Interactions 

Child's Response to Positive 
Teacher Interactions 

The Importance of Communication 

Barriers to Communication 

Treated like normal child 4.190-193 
Lowered expectations because of illness 2.26, 2.184, 2.189-193 

2.200-203, 2.246-262, 2.276-280, 2.406-408, 2.510, 4.233-
234, 4.240-241, 6.324, 

Unrealistic expectations 2.324-325, 2.38-390, 2.435, 2.543-544, 
1.714-715 

Labelling child negatively 2.264, 2.268, 2.283-283 
284, 2.288, 2.292-298, 2.391-392 

Lack of c·aring 2.201, 2.310, 2.311, 2.405, 2.441, 
Don't see the whole child 2. 75-759 
Lack of sensitivity 2.271-272, 2.299, 2.414-416 
Source of stress for child 3.379-380, 7.443-444, 7.547 
Not treating like normal child 2.26, 2.276-280 
Influences parent/child interaction 3.326-327, 2.329-340 
Feels good about self 1.308, 1.404, 1.405-417, 6.479-481 
Tries harder 1.311, 1.317, 1.328, 1.331, 1.709, 

3.393. 
Positive outlook toward educational experience 1.403, 1.422, 

6.484, 6.695, 7.470-472 
Emotional growth 1. 707-708 
Realizes academic potential 1.685-689, 1.691 , 1. 709-712 
Maintaining close contact with teacher 2.235, 3.61, 3.97-98, 
3.101-102, 3.382, 4.46-47, 4.66-69, 5.130 

A way to convey interest and support 1.143-14 7 

Great to have a teacher who keeps you informed 4.7-12, 
4.199, 5.171-173, 5.175 

Being open to communication 1.225, 1.230, 1.231, 3.92, 4.198 
Committed to communication even when difficult, 1.225, 4.200 
Deciding how much to tell 2.713-716, 2.718-

720, 2.240-245 
Teachers who don't communicate 1.220-225, 1.232 
Sense of not being listened too 2.543-544 
Too little too late 1.227-228, 1.231, 1.655-656, 2.281, 2.309, 

2.311, 5.174 
Diplomacy can be difficult 7 .1061-1062 
Lack of trust 2.306, 2.410, 2.418, 2.545, 2.547-554, 

2.713-716, 2.718-720, 2.724-728, 2.824, 2.435-438 
Not being on the same level 2.264-265, 2.269-270, 

2.555 
Adversarial relationship with teacher 2.312-313, 2.381-383, 

2.391-392, 2.400, 2.820 
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Working the(School) 
System 

When the Teach er is not 
Advocate 

Methods of Communication 

Differing Philosophies on how 
to Manage Child 

Nature of the Struggle 

Problems with the System 

Setting limits for the System 

Teach er lacks understanding of total problem 1. 715, 
2.290-291, 2.387-390, 2.721-723, 2.809 

Dealing with teacher stress producing 2.303, 2.418, 2.253-
262, 2.328, 2,387, 2.419, 2.729-732, 2.412 

Going over teacher's head to administration 2.263, 2.266-267, 
2.273-275, 2.398-400, 2.409, 7.522, 7.529 

Notes and phone calls 4.46-47, 5.170-174 
Parent-teacher conferences 3.382, 3.388-394, 5.130, 5.135, 

5.202-203 
Yearly IEP 2.236, 2.239, 2.417-418, 2.424 
Child needs to learn responsibility 2.284-289, 2.385-386, 2.391 
Disagrees with teacher's discipline child 6.306 
Agrees with goals but not methods 2.304 
A constant battle 1.668, 7 .1048, 7 .1063-1065 
Draining 7 .563 
Making waves 1.143-147 
A lifelong burden 7.564, 7.567-568, 7.1052 
Cycle of fighting and pushing and then resting 1.205, 1.233-236, 

1.238-242, 1.264, 2.202-207, 2.434, 2.452-456 

Unshared sense of urgency 2.307-308, 2.439-442, 3.62, 
3.99, 3.103, 4.41-42, 7.507, 7.515, 7.535-537, 

7.1070-1071 
Insufficient teachers or inadequate teaching methods 2.379-380, 

2.384, 2.393-297, 2.443-444, 2.547, 3.87, 6.465, 6.481-83, 
7.199, 7.201, 7.203, 7.459-468, 7.478, 7.490, 7.497-502, 
7.515,7.529-530, 7.550, 7.1044-1045, 7.1049, 1.668-669 

Sets child up for academic failure 
2.189-193, 2.200-203, 2.406-408, 2.510-512, 4.15-18, 4.27-
30, 4.233-234, 4.237, 4.240-241, 4.244, 6.348 

Methods not adapted for child's needs 1.181-182, 1.335, 1.340-
342, 1.383, 1.648-650, 1.720-721, 3.53, 5.298-299, 7.549-
550 

Not receptive to new ideas 7.562, 7.1058-1061 
Lack of flexibility with scheduling 7 .207-209, 7.491-492 
Feeling intimidated if disagree with staff 7 .494-496, 7 .1062 
Lack of administrative support 7.516-520, 7.534-536 
Lack of continuity 2.198-199, 3.85-86, 4.238 
Making it clear what parent willing to do 2.321 -323 
Abdicating responsibility to educational system when exhausted 

6.369, 6.454-456, 6.414, 
Knowing one's legal rights 1.267-269, 1.271, 1.608, 7.1108-111 O 
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Specific Strategies to Address 
the Academic Problem 

Avenues of Support in the System 

Special Education--A Challenge 

The I.E.P .(Individualized 
Educational Plan) Meeting 

Homework 
Other Strategies 

Creative Strategies 

Some school staff are 2.21-25, 2.40-45, 2.105, 
2.522-526, 2.535, 2.623-634, 2. 739, 4.240-241 , 6.350, 

Some school staff are not 2.405, 2.535-536, 7.518, 7.534 
Teachers with cancer experience, 2.21-22 
A partial solution 2.281-282, 3.64, 5.132, 5.204, 7.493 
Availability of special education 3.63, 3.104-107 
Qualifying for special education 1.267-270, 1.272-275, 

1.184-185, 1.187-188, 1.304-305, 1.698-701, 
2.227-228, 2.234, 3.101, 3.109, 4.34, 4.41-44, 
6.382-388, 6.487-490, 6.492 

Getting much needed help a relief 1.686, 1.691-692, 1.695-697, 
2.23, 3.30, 5.405-406, 6.494 
Accessing educational resources much easier once qualified 

1.215-219, 1.276-288, 1.289-293, 1.303, 1.306 

Learning instructional options 5.295-296, 1.310-316, 1.319-323, 
1.333, 1.648-650 I 3.28-30, 3.106, 6.457 I 6.464 

Collaboration of experts to help child 6.405 
Feeling threatened and outnumbered 2.424-428, 2.431, 2.44 7-

450, 2.554, 2.768 
Too uncomfortable to deal with 2.417-423, 2.429-430 
Making excuses not to go 2.412, 2.429, 2.456 
Confused by jargon 2.427 
Don't go alone 1.272, 2.427, 2.768, 
(See Theme Category: Homework) 
Finding supplemental educational resources difficult 

1.669, 6.355-356, 6.359-365, 6.482, 6.485-486 
5.403-404, 6.357-358, 7.200, 7.202, 7.538, 7.553, 
7.1047 

Read to child 1.678, 2.213-215, 3.33 
Tutoring 1.670-678, 1.680-684, 1.693-694, 2.216, 4.31, 5.239, 

6.469-472, 6.475-477 
A different school 1.11-15, 5.165-166, 5.210-211, 5.297, 
5.300, 7.539, 7.1056-1057 
A different teacher 3.84, 2.546, 2. 717 
Repeating a grade 4.15-18, 4.27-28, 4.233-234, 4.236, 4.239-

241, 7.212-213 
Alternative educational philosophy 7.163-167, 7.201, 

7.204, 7.540-549, 7.551-561, 7.1058-1059 
Extrascholastic programs 3.40-41, 3.108, 4.31, 4.129, 

4.227-228, 4.493, 7.4 
Extra curricular activities 1.679, 3.370-371 
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Homework Necessity for Vigilance 

Homework Discipline 

Deciding How Much Help is 

Appropriate 

Structuring Time and Environment 

An Unwelcome Chore-for Parent 
and Child 

Providing role models 6.517-539, 1.585-592, 1.598-602 
Capitalizing on child's strengths 1.395, 1.397-400, 

7.453, • 7 ,525-527 I 7 .550 
Validating child 2. 639, 3.271-275 
Extracting promises to try harder 4.322-323 
Encouraging to try harder 4.21-24, 4.57-59, 

4.233 
Material rewards 3.334-336, 3.346-354, 3.357 
Backing off 6.413-414, 6.453 
Putting in extra time and effort 5.192 
Keeping abreast of the assignments 1.248-250, 2.320, 3.80, 

3.452- 456, 4.46-47, 5.171-173, 5.400, 5.192, 7.475-477 
Checking and correcting homework 3.123, 4.102, 5.168-169, 

5.374, 3.66-67 
Physically being there 3.66-67, 3.75-76, 3.121-124 

3.126, 3.403-404 
Learning is child's responsibility 5.375 
Removal of privileges or possessions 

2.696, 5.176-177 
Homework must be finished 3.447, 6.412, 4.271 -272 
Sickness not an excuse 5.283-285 
Reading aloud to be sure it's being done 5.189 
Yelling and screaming 6.599 
Help needed on a daily basis 3.393-397, 3.433, 4.52-53, 5.169, 

5.222, 7.357-358, 7.1051 
Time and energy consuming 3.114, 3.436, 4.49-52, 5.164, 5.222 
Can't always help 3.439-440 
A strict routine 4.85, 4.93-97, 5.401 
Specific time limit 7.359-360, 7.451, 7.446-448, 7.452 
Dealing with distractions 3.77, 3.112-113, 3.401, 4.87-93 
Find time in a hectic schedule 6.500-501, 6.505-509 
Need for breaks 2.798, 2.802 
Constant burden 3.122, 3.124, 3.126, 3.402 
Grateful for respites 7 .4 73-4 7 4 
Source of frustration and stress 2.796-797, 2.805-808, 3.117, 

3.441 -442, 6.415, 6.453-456, 
Not a priority for child 3.111, 3.116, 3.19-120, 3.399-400, 4.47 
Child dislikes schoolwork 1.725-727, 3.436 
Refuses to do schoolwork 1.718-C, 1.71, 1.226-228, 3.443-

444, 3.448 
Refuses help 3.442 
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Ways for Caring for Oneself The Nature of Family Support
During and Continuing 

Nature of Professional support 

Spiritual Support 

Friends Who Help 

Patience helps 3.115, 
Providing strong sense of togetherness 3.140, 4.331-335, 

4.331-335, 4.376, 5.314-315, 
Working as a team 5.95-97, 5.264-266, 5.276, 5.281 

Parents: a source physical and emotional support 
2.46, 2.63, 2.71, 2.176-178, 3.17-18, 
3.303,4.124-125, 4.212-214, 4.222-226, 4.307-318, 5.277-
278, 6.77, 6.113-114, 6.126-128, 7.38-39, 7.343-348, 
7.351 

Support from relatives 4.215-219, 3.240 
Role of father figure 3.240, 5.193, 6.153-159, 6.161-164, 

7.593 
Support from siblings 2.74, 3.158-159, 4.83-86 4.98-100, 

4.103-118, 4.121-122, 5.96-97, 5.201, 5.260-263, 5.265, 
5.277-278, 5.353-354, 5.356, 4.349-353 

Positive and negative outcomes from family support 2.47, 2.49-
56, 2.61, 2.179-180, 2.320-322, 2.558-580, 2.583-584, 
2.593-594, 2.597-602, 3.353, 4.175-179, 4.181-183, 
5.103, 5.315-317, 5.320-322 

Resource for learning emotional management 2 .103-105, 2 .11 O, 
1.343, 1.345, 1.363-373, 1.617-619, 1.633, 1.647, 7.220-223 

Help foster personnel growth 1.661, 7.149-150, 7.594-600, 
7.601-604 

Help access resources 7.770-772, 7.791-792 
Study programs 1.110, 1.648-649, 6.458-463 
Serving as an advocate 2.229-231 
The help you need is out there 1.611-612, 1.659-660 
Church attendance 4.336-337, 4.339, 6.192-195 
Church as social support 3.147-149, 3.290-292, 7.231-233 
Prayer 3.130-132, 3.288, 4.338, 7.592 
Became a Christian 3.285-287, 3.294-300 
Counselling with clergy 2. 7 40-7 44 
Personal relationship with God 3.289, 3.294, 4.204-205 

4.340, 6.104, 6.172, 6.187, 7.146, 
Just plain friends 2.82, 2.171-175, 2.521, 2. 7 45-7 46, 1.609-

610, 7.719 
Support group friends 1.209-212, 1.551 -553, 1.603, 1.606-608, 

2.106-109, 2.119-122. 2.128, 2.136-140, 2.150-157, 2.177, 
2.181-183, 5.361-364, 7.234-240, 7.632-636, 7.719-726, 
7.793-794, 7.828-835, 7.950-955 
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Self-Talk 

Teaching Your Child Self Care 

Other Ways of Caring for Oneself 

Hopes and Fears Parent Fears for the Future 

Cancer Related Fears 

Normal Parenting Fears Seem Bigger 

Dealing With Fears 

Those who have been through it are biggest help 
1.212-218, 1.604-606, 7.990-998, 7.1001, 7.1014 

Telling yourself you can do it 6.135, 6.376, 7.747, 7.755-
769, 1.661, 1.646-647 

Adopting a stance of optimism 1.211, 1.613-617, 1.634-635, 
3.129, 4.341, 5.104-105, 5.110, 5.163, 6.104-112, 6.176, 
6.183, 6.188-190, 6.631-633, 7.678, 7.960-962, 7.950-952 
7.960-962 

Instilling spiritual values 3.138-146, 6.196, 6.211-214 
Involving child in support groups 3.248, 6.06, 6.08, 7.803-

808, 7.247-250, 7.653-657, 7.836-838 
Exposure to others with struggles 1.554-567, 7.651-656, 

7.658, 7.661, 7.664 
The importance of friends 1.426-430, 1.651-653, 3.211-219 
Having some self time 1.334, 5.24 7-250 
Physically escaping 5.247-249, 5.265 
Unable to manage academics in high grades 4.21, 4.237-238, 

4.244, 4.342-344, 5.228-229, 5.236, 5.365-366, 6.638, 
6.514-516, 6.583, 6.658-661, 6.683-697 

Being labelled as dumb 4.154-160, 5.236-238 
Emotional problems from academic pressure 2.393-396 
Inability to support self 1.80-81, 2.753-756, 4.164-165, 4.245-

248 
Being unable to cope with life in general 2.789, 4.243 
Not fitting in 1.102, 2.27-28, 1.384-385, 1.418, 1.652, 5.130, 

6.02, 6.30, 6.297-298, 6.307-315, 6.316-318, 6.639-657, 
6.662-668 

Fear of recurrence 2.475-480, 2.493-508, 3.305-310, 3.312-
314, 3.316-317, 3.278-279, 6.11-12, 6.14, 6.22-33, 6.37-39 
6.42, 7.75, 7.78-80 

Fear of death 1.40, 1.570-573, 2.76-77. 2.506, 7.40, 7.646, 
7.809-812, 7.828-835, 7.961 

Emotional development 1.91-93, 6.638 
Peer pressure 1.431-442, 1.455-459, 3.210-217, 3.220-222 
Letting go 2.656-671, 3.280, 3.315, 3.317-319, 6.07, 6.42, 

6.260-262 
Placing things in God's hands 6.241 -252, 6.256-258, 5.260-

262 
Needing reassurance 3.310-311 
Talking about fears 1.574-576, 2.528, 6.32-33 
Not talking about fears 2.527-529, 6.168-171, 7.961 
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Child's Fears 

Expression of Child's Fears 

Living with the Cure Grieving 

Making Sense Of It All 

Helping Oneself to Heal 

Hope Continues Finding a Bright Side 

Living in the present 1.577-580, 6.42 
Lack of acceptance 2.460, 2.460-462, 2. 637, 6.241-252, 

6.256-258, 6.260-262, 
Of cancer recurrence 2.468-470, 2.477, 2.479, 2.486-499 
Of not progressing in school 4.235 
Of being different 2.699-700, 2.705-706, 2.712, 7.191 
Difficulty expressing fears 2.466-472 
Doesn't talk about it 3.358-359 
Discussed in a general sense 1.57 4-577 
Curiosity about death 6.218, 6.221-230 
For loss of child's intellect 2.770-774, 7.371-382, 7.645 
For simpler days before cancer 2.1, 2.13-15, 2.110-117, 6.197-

210 I 

For unnecessary losses 7. 716-717 
Can't go back 214, 2.771-774 
A deeper meaning or larger purpose 6.178-182, 6.182-184, 

7.320 
Using your experience to help others 7.618-628, 7.630-638, 

7.665-666, 7.668-673, 7.676-677, 7.679-685, 7.690-693, 
7.710, 7.773-781, 7.605-615, 7.647-650, 7.368-369 

Helping others helps you 7.605, 7.629, 7.639, 7.641, 7.675 
Acceptance 6.266 
Identifying strengths as well as weakness 1.78-79, 1.94-95, 

1.103-104, 1.386-395, 1.399, 3.160-163, 3.176, 3.276-277, 
3.356. 3.373-375, 5.230-233,3.425-429, 6.626, 6.629, 
7.193-194, 7.449-450, 

Behavior getting better 1.94, 1.120-126, 1.652 3.176, 3.178 
Grateful for child's physical health 3.168-169, 3.281-282, 

4.374-375, 6.13, 6.15-21, 6.36, 6.299, 7.275-276, 7.648, 
7.770 

Figuring out some solutions 1.636-650, 1.653-659 
Thankful can be home with children 5.233 
It's getting better 1.94, 1.120-122, 1.634-635, 1.657, 3.188-190, 

3.208-210,3.370, 3.372, 3.380, 3.421, 3,176-178, 7.648-649, 
5.242 
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