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Abstract

In this qualitative study, in-depth interviews were conducted with 17 sets of
parents who have children with cancer. Measures were used to assess how sohools m
or may not have supported these families during this time.

For the case studies, data were collected using parent thghimg surveys,
parent interviews, child interviews, and principal and educator survesit lscales
were included in surveys given to parents and teachers. Wheopapp®, information
from one data source was used to substantiate and expand upon inforntatidadoby
another.

In this study, the research data was examined using two complementing models,
Bronfenbrenner’s (Bronfenbrenner, 1994) bioecological model and McCubbin and
Patterson’s (1983) Double ABCX model. Both models examine the effects of ‘fover a
extended period of time” (Bronfenbrenner, 2001). The bioecological model emghasize
family interactions amongst themselves and other systems, includingsdhegbhmines
the interplay between three systems, the family, hospital, and school and how these
interactions affect the family and the child with cancer.

McCubbin and Patterson’s (1983) Double ABCX model of families examines the
impact of the original stressor on a family according to a pile up of stressoraihes
perception of resources, and their management of these resources and stit@ssors
philosophy of moral pedagogy, where the virtues relative to the processtuhtgare
congruent with the personal values of the teacher, further serves to asselsgitmship
between the school and the family (Sockett, 1993). Noddings’(1992) ethic of care is
taken into consideration when examining the school-parent relationship in termsabf mor
pedagogy. Noddings defines caring as a connection or encounter between two human
beings. Within the school setting, the student and his/her family have had exgerienc
which may or may not include moral pedagogy. The major goal of this study was to
assess whether schools are a stressor or resource for families ushog e ABCX
and the bioecological models. .Results generated ideas about how the educatiemal syst
can work more effectively with families.
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Chapter 1
Introduction

The experiences of parents of children with cancer and their interactitbns wi
school personnel have received very little attention in the research ligerBitis study
focused on the experiences of 17 families with adolescent children curranttieated
for cancer or within 5 years of treatment. The main goal of this study watetode
whether two complementary, theoretical models, McCubbin and Patterson’s (1982)
Double ABCX model and Bronfenbrenner’s bioecological model (Bronfenbrenner &
Ceci, 1994), can help explain the experiences of parents and schools over time when
confronted with a child’s cancer. Within these theories, the paper asked whatias sc
are a stressor or a resource for families with children with cancer.

This study also investigated the support the school system provided to the parents
in terms of moral pedagogy (Sockett, 1993; Sockett & LePage, 2002), specifically
terms of caring (Noddings, 1992; Gilligan, 1982). Is there interplay between support for
families and moral pedagogy? Did the schools’ supportive efforts reflesitpaneeds?

Today, the cure rate for pediatric cancer is 65% (Candlelighters, 2003). 8ecaus
the number of children surviving cancer is growing, more children are able to return to
school. The survivors are considered to have a chronic illness because the tremtment
result in a residue of side effects (Thompson & Gustafson, 1999). Cancer is not only a
chronic health condition, it is considered to be a high incidence condition (Clay, 2004).
Cancer is the third highest chronic illness after asthma and cardiac @osdtitichildren
(Kaffenberger, 2006). It occurs in one in 660 children.

Adapting to and coping with childhood cancer takes a toll on each family member
and on the family system with sequelae that can take years to develop (Keene, Blobbi
Ruccione, 2000; Kupst, 1994; Kazak, 1989). Thus, in this study, | asked what it is that
parents of children with cancer need from the school system. What are therstoes
parents? How are parental needs supported by the school microsystem? Furthermore
examined the interplay between the family system, the school system, aid mor
pedagogy.

Objectives

In this study, in-depth interviews were conducted with 22 parents who have had a
child with cancer (17 families). Qualitative measures were used to explordésesv t
parents coped with having a child with cancer. The main question of this study is as
follows: Are schools more often a source of stress or a positive resourceniicesavith
children with cancer?

Other objectives for this research are to:

1) Describe and compare the impact of cancer on the parents.

2) Describe if and how schools support parents in terms of moral pedagogy.

3) Compare and contrast how parents of children with cancer are treated by
schools.

4) Explore whether ethnicity, gender, family constellation, and

socioeconomic status can result in differences in how schools treat parents
of children with cancer.

5) Discover what factors determine parental advocacy for servicdsefor t
children with cancer.



6) Make recommendations, if indicated, for changes in educational policy
regarding the needs of families who have children with cancer.



Chapter 2
Literature Review

Introduction

Research in the area of childhood cancer has focused on children with cancer or
their parents. Childhood cancer literature has focused on physical healtiglpgyaal,
and academic issues. Parental issues in relation to their child’s cancéothesesl on
how they have coped in general. However, there is a dearth of literature oheboth t
parents’ needs and the child’s concerns when he or she returns to school.
Family Systems

To better understand what the diagnosis of cancer can do to the family dynamic
and functioning, it is helpful to first consider a model of a typically developing child. A
child is part of a family, which is a social system (Garbarino & Abrartepdb92). All
systems, whether cellular at the organic level, or social between memhbesgstem or
systems, seek equilibrium as conditions change internally or externallggiBio &
Abramowitz, 1992; Michel & Moore, 1995). In human development, both
Bronfenbrenner’s (2001) bioecological model and Sameroff and Chandler’s (1976)
transactional model emphasize that development is bi-directional and continuous. Using
Bronfenbrenner’s (1994) bioecological model, a child and his family are at tleg cent
their microsystem, encircled by the exosystems of the parent’s workgsldoe
community center, which is then encircled by the macrosystem (See Eigdihe
mesosystem represents the interactions among the family, the school, andianay.

In the bioecological model, Bronfenbrenner (1992) takes into account the child’s
biological heritage such as his genetic makeup and specific biologital Trhis model
also includes the chronosystem, which takes into account the dimension of time. The
family influences the individual members’ expressions of illness and heaitigththe
processes of socialization and the transmission of basic values, beliefdeafthopes,
and aspirations (Shepard & Mahon, 2002). Each family is its own unique configuration
defined by individual, ethnic, and cultural influences.

.“.._&,-.3'_rdmiqar%xof;ﬁ,g_.éu
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Figure 1: Bronfenbrenner’s bioecological model. Santrok, J.W. (2007)
www.aifs.gov.au/.../keyresearchquestions.html




When a child is diagnosed with cancer, his/her body’s equilibrium is disturbed at
the cellular level. The family system is equally shaken because “devehbgm
phenomena can exist simultaneously at different levels (e.g. cells, tisyae sgstem,
individual, family)” (Michel & Moore, 1995, p.22). Quite often, the primary caregiver
usually the mother, and the child with cancer, form a dyad. In a two-pareny,fimail
father is usually working, and additionally, takes on more responsibilithéoother
children. The mother usually deals with all the medical issues, which seersseaid
primary emotional support for the child with cancer. Most research focuses on the
mother-child dyad including how a mother’s coping skills impact the child with cance
The family is faced with a life-threatening illness, and goes intasanside (Shepard &
Mahon, 2002). At the time of diagnosis, the primary concern is the survival of the
stricken child. A support network is often pulled together by friends and familyteFy
below represents this imbalance in the family system when a child is deaigwih
cancer.

Immediate
family: other
parent, siblings

Child with cancer and
primary caregiver

Healthcare
community

Support
network

Figure 2. This off-balance model aligns the primary caregiver with the child with cancer.

The literature supports the bioecological model and the family systems imodel
relation to examining a family dealing with childhood cancer (Carpentenanie1994:
Kazak, 1994; Kupst, 1994; Power, DuPaul, Shapiro, & Kazak, 2003). The family must
interact with the hospital, agencies, and social support networks. Issues tedisease
and treatment involves siblings, parental employment, and medical/nursing staf
interactions (Kupst, 1994). This multidirectional and dynamic orientation emphasiz
developmental, non-pathological perspective that includes the developmental kel of
family.

Along with Bronfenbrenner’s (1994) bioecological model, another applicable
model to provide a framework for looking at school response towards families with
children with cancer is the Double ABCX Model by McCubbin and Patterson (1983).
This framework is a reworking of Hill's (1949) ABCX family crisis model Hill's
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model, A, the stressor event, interacts with B, the family’s resourcesdbthe crisis

and with C, the definition or family perception of the event, to produce the crisis, .

In brief, this model identifies, describes, and integrates the process comporfantsyof
behavior in response to a stressor and to a family crisis over time. The proad¢amdy
reacting to a stressful event is seen as a part of ongoing family life. Milig'saeaction
can be either positive with growth within the system or negative, falling infardtgon.
A family either adapts or does not adapt to this stressor. This theory has bésoh tappl
family reactions to stress throughout the literature of special educatmsdH and
Lynch, 2004; Xu, 2007). This model is used for studying individual and family efforts in
coping with stressful events over time while dealing with the accumulating deruachds
additional crises.

McCubbin and Patterson (1983) have adapted Hill's (1949) original model as a
foundation to add post-crisis variables in order to describe their work withdarafli
children with disabilities and chronic illness (Hanson and Lynch, 2004). In other words,
this model considers a pile-up of stressors and strains, aA, while bB denotesilfise fam
adaptive resources (McCubbin & Patterson, 1983). Factor cC considers thésfamily
perception of the original stressor event, as well as to the added stressstraias,
including what can be done to bring the family back into balance. Family adaptation
balancing (xX Factor) has three main elements: 1) the individual family mg&)libe
family system, and 3) the community of which family members and the familatena
part. This theory has been applied to family reactions to stress throughout #terétef
special education (Singer & Irwin, 1989; Hanson & Lynch, 2004; Xu, 2007). In this
study, | ask whether families with children with cancer initially sg¢als as a stressor
or a resource and if this perception changes over time.

PREDICTIVE CAUSAL MODEL

bB
Resources

Severity
of iliness

¢ Coping
Behaviors

xX
Adaptation

ah
Plle up

v

Life
events

y

Positive

¢cC
Perception

Negative

Adapted from: Katz, 2002, p.264



Coping and Adapting to Cancer as a Chronic lliness

Disability is the one minority that anyone can join at any time, as d oésul
sudden automobile accident, a fall down a flight of stairs, cancer, or diSdeger¢ in
Miller & Sammons, 1999, p.29).

The current definition of disability refers to reduced function or loss of a
particular body part or organ (Heward, 1996). Disability can also be definedmg-a |
term reduction in ability to conduct social role activities, such as school or plegude
of a chronic condition (Newacheck & Halfon, 1998). Cancer is referred to as a chronic
iliness. The term, chronic illness, refers to conditions that affect one or moreiyzohg,
representing an active disease process that may last many monthstonea (lfehr,

1996). A chronic condition in a child affects all members of the family systenelaasv
the child himself (Kazak, 1989).

Cancer as a chronic condition brings stressors to the family systeme. Thes
stressors require adaptation and coping. Adaptation is a broad, hierarchical concept
describing a person’s accommodation to or compliance with environmental demands,
such as school, work, marriage, peers, or having a serious illness (Kupst, 19%4). It is
dynamic process, as one is never fully adapted to an ever-changing envirdDomsamd
is under the umbrella of adaptation, with researchers commonly citing theldtion by
Lazarus (1991), who defines coping as cognitive and behavioral efforts to manage
specific external or internal demands (and conflicts between them) tregipaegsed as
taxing or exceeding the resources of the person (p.112) ( Engel & Melamed, 2002; Kupst
1994).

Because family systems theory is based on an adaptation of generaksystem
theory that sees systems and subsystems as being composed of edesrelanutually
reciprocal parts that maintain a dynamic state of balance or hosispatahange in one
part is related to changes in other parts (Michel & Moore, 1995). Therefdnédhood
illness such as cancer, according to family systems theory, requirggatte
interrelationships among additional sets of variables, along with thoséoimatlit
identified in studies of stress and coping (Bearison 1998). These variablbe will
examined in the research and include the following: psychological distreastofamily
member, parent relationships and responsibilities, the family’s support systétine
family’s ongoing relationship with medical and educational systems tiRostratic
stress will also be discussed in relation to issues of stress and coping wiiocdil
cancer.

Another stress in dealing with childhood cancer is having the threat of loss
continually hanging over each family member’s head. This has been described by
Koocher and O’Malley (1981) as the Damocles syndrome, so named for the legendary
Damocles, who, while being honored at a banquet, looked up and saw a sword suspended
above his head by a horsehair. This is how a childhood survivor of cancer feels—happy
to be alive, but frightened that a new tumor or reoccurrence is in the future. Paemnts of
feel the same sense of dread.

Rolland (1990) has labeled this threat of loss as anticipatory loss. He fits this
theory of anticipatory loss into a family systems-illness model thatratteg
psychosocial types and phases of illness with family variables. His thésa the
anticipation of loss in physical illness can be as challenging and painfuhitietaas
the death of a family member. Families face an enormous challengeatnigipossible
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future loss, and their experience with this protracted, threatened loss evdlvémess,
along with individual and family development. Rolland understands the enormous
challenges to families over the course of life-threatening illness. As fmilies must

live with constant uncertainty. Yet, at the same time, families must worktameolusly
to sustain hope and cope with degrees of uncertainty.

Along with the fear of anticipatory loss, parents of children with cancer hav
concerns even if their children survive. A “cured” child often experiencesisvballed
late effects, which are complications, disabilities, or adverse outdhaesre the result
of the disease process, the treatment, or both (Hewitt, Weiner, & Simone, 2003). Late
effects may be easily identifiable (e.g., amputation) or directteftecfunction (e.qg.,
severe cognitive impairment). Other late effects can be subtle and naioegbto the
trained eye (e.g., scoliosis) or only identified via screening (hypothigmj infertility).

As many as two-thirds of survivors experience late effects from cherapther

radiation that develops beyond five years from diagnosis (Hewitt, Weinem&nsi,
2003). These late effects can include, but are not limited to, cognitive impairment,
fertility problems, alterations in growth and development, organ system damawge¢ chr
hepatitis, and second malignant growths (Hewitt, Weiner, & Simone, 2003; Keene,
Hobbie, & Ruccione, 2000).

Parents of Children with Cancer

McQuown (1980) subtitles her chapter on parents of the child with cancer using
the phrase “A view from those who suffer most.” McQuown (1981) describes leading
panel of parents who discussed the challenges of having a child with cancer.. Most
parents are shocked at the time of diagnosis (Adams & Deveau, 1993). Sometimes
parents and children are told at the same time and sometimes the parends are tol
beforehand. Many parents initially think their child is receiving a deatierses before
adjusting to the uncertainty of the time ahead. They search for an exmicaadi feel
sorrow, anger, and a loss of control. When this crisis phase is over, parents prepare for
the long-haul phase (Rolland, 1990).

It is in the long-haul phase that parents are ready to gather informatiohe
experts and learn (Goodnow, 1995). To gain some measure of control over the situation,
parents, especially mothers try to be active in the treatment procesping hath
medication compliance (Bearison, 1998). The mothers are developing a sense of self
efficacy to help them cope (Bandura, 1989). The parents on the panel said they could
never use denial as a means of coping because they lived with the diagnosisyevery da
(McQuown, 1981). One parent said “...you don’t necessarily dwell on it. | find itwliff
to believe that anyone can totally deny that their child has a catastropéssi(p.198).”

The strains of childhood chronic illness on the family are unlimited, espeaially
the parents. Among the lists of stressors parents with which must cope #ireyjtigg
demands of the illness and medical treatment, facing uncertainties aboutitaenfeit-
being and mortality of the child, Rolland’s (1980) anticipatory loss, as well aagleal
with emotional, and academic limitations of the child (Barakat & Kazak, 199%®nt3ar
also must deal with financial strains, changes in roles and routines, comnmmicati
breakdowns with family and friends, and lack of leisure time. An issue in a yourg fami
is whether to have more children (McQuown, 1981; Adams & Deveau, 1993). Additional
factors unrelated to the illness may tax existing parental coping msstsariihese
include prior deaths, low socioeconomic status, and low levels of social support.
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The panel in the McQuown (1981) chapter talks about the stress that cancer
places on the marital relationship. One couple says the illness of their childhaade
closer and changed their priorities forever. Another couple feels thatbticarnthe
family closer, but that there are problems also. The working father féatsiie
(McQuown, 1981; Wyse, 1983), and the mother feels burdened, (Kung, 1981; McQuown,
1981; Stelle, Long, Reddy, Luhr, & Phipps, 2003). These feelings are reportedezise
in the literature. The absent father in an intact family is a common chastcia
families dealing with a chronically ill child (Wyse, 1983). While the motharroanifest
signs of anxiety and depression, the father will find reasons why he cannot be at
appointments or be more active in treatment. The father’s denial is his wayirg c
with his inability to do what he sees as his job—protect his family. Plus, he must dea
with the ill child’s siblings who may have their own problems.

This is a time when the marriage needs communication and where the relptionshi
needs flexibility and openness (Bateson, 1978). Findings in the research litsehawre
that childhood illness can increase parental vulnerability to depression and marita
discord, though not necessarily into the clinical range (Wamboldt & Wamboldt, 2000). In
addition, meta-analyses of numerous research studies suggest that thevéypg, aad
duration of an illness are not as important as family and parent variablégeastress in
predicting emotional outcome in ill children (Wamboldt & Wamboldt, 2000). For
example, research looking at childhood cancer patients and their mothers shows that
coping and perceived adjustment in long-term survivors are positively corretabed a
other factors in relation to mother’s coping (Kupst, Natta, Richardson, & Shulman, 1995;
Brown, Kaslow, Madan-Swain, & Doepke, 1993). A strong bidirectional correlation is
found between survivors’ and mothers’ adjustment.

The research has shown gender differences in how parents cope with tref crisis
cancer. In fact, marital distress has been linked to these different copesy(btoekstra-
Weers, et al, 1998). Fathers’ distress was related to their own coping ist¢lesthat of
their partners. Fathers used more active-problem-solving focusing on diagnosisssd a
palliative reaction pattern than mothers. Mothers were more other-oriegg¢gthgmore
social support. Marital distress was related to their partners’ copirgygnegs.

The Child with Cancer

Because of the scope of this project, not all short-term and late-effectscair
on the child can be specifically delineated. This paper provides an overview of main
physical and cognitive effects on the child, and a more in-depth view of the psyahosoc
impact on the child and the family.

Physical A child undergoing treatment can experience many physioal-serm
side effects and late effects. Short-term effects include lbas, nausea, vomiting,
diarrhea, constipation, and pain from treatments and surgeries (Moore,B&0&0n,
1998; Adams & Deveau, 1993). Other short-term side effects fromatherapy can
include fatigue, mouth sores, and gross-motor coordination problems, suichpang.
The lowered immune system response to chemotherapy can makddamade
vulnerable to secondary infections like colds and the flu. A secordacern for parents
is that children can develop infections due to lowered immunesragstif a child
becomes too ill, then he cannot have his treatment for the cancer.

Chemotherapy, radiation, and surgery can cause late effects involving anmy orga
or system of the body (Hewitt, Weiner, Simone, 2003; Keene, Hobbie, & Ruccione,
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2000). Most common physical late effects include those that are cardiopulmonary,
endocrine (e.g., those affecting growth and fertility), musculoskeletalhasd telated to
second malignancies (Hewitt, Weiner, &Simone, 2003). The emergence of éats eff
depends on many factors such as age, exposures to chemotherapy and radiation during
treatment (doses and parts of body exposed), and the severity of disease. Irattonvers
with parents of survivors, it has been revealed that another late effect cméddrom a
treatment decision a parent might have to make. For example, some major yniversit
hospitals participate in studies because they are continually trying totreakkeents

more effective, but less toxic. If a child is in a study, he or she may be randssigyed
this particular drug. This drug is often not for the primary cancer, but foloavtabp,

“Just in case” scenario. The research group may have discovered that the sideoéffe
this drug cause more harm than good, but the group is not sure. For example, a given
drug may make a child so anemic that in some cases, a child has died (Interview, Dr.
Michael Link, 1988). The quandary for the parent is: stay in the study or not? \Ether
the outcome for the child is not assured.

In recent medical history, families have had to deal with the fallout ofl socia
conditions when needing blood transfusions for the child. If the child treated for cancer
before 1992 needed a blood transfusion, he might have been infected with Hepatitis C ,
Some children develop serious conditions from this disease (Keene, Hobbie, & Ruccione,
2000). Another worry for families until the mid-1980’s was the possibility of getting a
transfusion infected with the AIDS virus. It was ironic that a child could be curée of t
cancer and then become fatally ill from the blood transfusion. Now, blood is screened
well enough to avoid this fatal problem and terrible dilemma for parents.

Cognitive Cognitive impairments are prevalent and have the most debilitating
late effects among children whose cancer or its treatment involves thd nentoas
system. A total of 50-60 percent of children treated for cancer will have ssknof
neurocognitive impairment resulting from cancer and/or its treatmenti{tl\Weiner, &
Simone, 2003). Leukemia accounts for 30% of the childhood cancers, of which, the most
common form is acute lymphoblastic leukemia (ALL) (Armstrong & Mulhern, 1999).
ALL and brain tumors (20% of all childhood cancers) are the main cancersnith&b te
result in these neurocognitive impairments. Specific factors contribigtioggnitive
deficits include tumor characteristics (e.g., location and extent of the tusucgery
(e.g., bleeding or infection), radiation therapy (e.g., dose, volume age alistcation),
and chemotherapy (Hewitt, Weiner, & Simone, 2003; Keene, Hobbie, & Ruccione, 2000;
Armstrong & Mulhern, 1999). It is difficult to predict which children will expade
some form of cognitive impairment, but certain factors are associatea Wwigher risk
of problems. These factors include a younger age at time of treatmentetisty of
treatment, the duration of time between treatment and evaluation, and the agehdfithe
at the time of evaluation. Gender is also a risk factor as the younger tie fe#ing
treated, the more at risk she may be for a lower 1Q outcome (Moleski, 2000; Armstrong
& Mulhern, 1999). Extended absences from school due to treatment can also contribute
to impaired academic performance (Moore, 2002).

These cognitive and neuropsychological impairments can lead to learning
problems, social difficulties, behavioral adjustment problems, and long-termieducat
and vocational difficulties. Cognitive impairments include declines in gemgedligence
and academic achievement scores (Moore, 2002). Neuropsychological deficits include
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problems in attention and nonverbal memory, along with arithmetic, visual motor
integration, sequencing, and verbal fluency (Hewitt, Weiner, &Simone, 2003; Moore,
2002; Moleski, 2000). These possible late effects, along with endured physical traumas
and changes, can bring a child with different characteristics back to school.

Psychological Effects Issues affecting the whole family include attachment and
post-traumatic stress. The former will be examined first in thisssediiscussions will
then follow specific to the adolescent with cancer, siblings, and then parentsdiius s
will close with a discussion of how childhood cancer can leave members of ya fathil
post-traumatic stress.

Attachment Attachments lie at the heart of family life (Byng-Hall, 1995, pp.45).
Attachment is about relational bonds. An illness such as cancer can be disruptige to the
relational bonds. Bowlby (1980) defines attachment behavior as any form of behavior
that results in a person’s attaining or retaining proximity to some otlieresifiated and
preferred person. Attachment strategies are protective and adaptive. Expadamger
such as distress, illness, hunger, fear, or strangeness, can activatectimatt system
as the child will display attachment behaviors (Bowlby, 1982). Many of the mostantens
emotions arise during the formation, maintenance, disruption, and renewal of attachme
relationships. Examples of attachment behavior are clinging, cryiriggcamiling,
anger over an attachment figure’s failure to meet the individual’'s needs andardiem
(Desmond, 1980). The status of a child’s attachment to parents and the milieu of origin
are crucial factors in stress resistance and vulnerability (Trad &@Glege 1990). In
fact, it has been found that a child with secure, supportive attachment to parentsiand wit
a home environment that is supportive and fosters respect for all family nsesbesre
likely to recuperate quickly from illnesses.

Currently, attachment theory has developed to include understanding of
attachment patterns along with the adult’s contribution to the adult-child dyadofR&bs
Savage, 2001). Studies have shown that an adult’'s contributions to the adult-child dyad
have roots in their own attachment history (Reder & Duncan, 2001; Kretchmar &
Jacobvitz, 2002). Bowlby (1980) cites caregiving as a complementary functiontiveere
attached individual is protected. He says this is commonly shown by a parent, or other
adult, toward a child. Bowlby continues to say caregiving from one adult to ar®ther i
common in times of ill health. This caregiving from adults outside the nucledy fia
also transferred to the attached individual, the child. Bearison (1998) discusieschi
coping with cancer. His stance is that children take their coping cues frorpaheits.

He cites studies that demonstrate that children comply with medication psoamebl
cope with pain in a more positive way if parents are organized in their resonmse
appear to be adjusting well.

A family dealing with childhood cancer can be analyzed within an ineyrat
construct of attachment theory and family systems theory. Desmond (1980) did an in-
depth qualitative attachment study of two families, the Tandems and the Deamttns. B
families were two-parent intact families, English-speaking, ea¢hamié child under the
age of 16 diagnosed with the same type of cancer, ALL. By the end of the study, the
Tandems’ daughter had died and the Deacons’ son was in remission. Her findings will be
analyzed in terms of the attachment-family systems literature.

Desmond (1980) observed these families to see manifestations of attachment
behavior and expressions (direct or indirect) of anger and anxiety. Sheswas@lested
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in any family communications about illness, loss, or death. The procedure included
weekly home visits lasting about an hour and a half for ten weeks. The researdreer use
tape recorder and written behavioral observations. Individual and conjoint famagyhist
interviews were conducted with the parents, assessments given to each person in the
family, and then again eight weeks later. The same instruments were us#ichbetand
with each family member. The instruments were projective testsrejieiich subject’s
feelings about such issues as family interactions, how individuals see tesriaghe
family, illness, separation, loneliness, or isolation, body integrity and furregjami
mutilation, denial or wish fulfillment, and death.

Desmond (1980) believed that one of the most important findings of her study
was the clear demonstration of the necessity of understanding the partictéaterhaf a
family prior to understanding the adaptation of that family to the crisis affeiod
cancer. This finding is important because defenses are exacerbated dugsgftstress
and defenses can often lead to distortions in perception and memory. The results of the
interviews and testing indicated the four adults formed families witbrattant bonds
characterized by alienation and emotional isolation. When confronted with the @ossibl
death of one of their children, both their defenses and their emotional isolation were
heightened. The parents perceived they were close knit because thesfaraik in
physical proximity, not communicatively interacting. The couples’ fgsliat the
cancer brought them “closer together” was based on denial and avoidance of conflic
rather than upon increased resolution of conflict or increased interactive cditaora
Testing for all family members showed isolation and the wish for more parental
emotional support, especially from the fathers.

The families in the Desmond study are just one example of how families cope
with childhood cancer in relation to attachment styles. Most often, the mother isemtcupi
with the needs of the child with cancer and the medical care, while the fathes diigde
time between work and the other children, and then, the child with cancer (Kung, 1981;
Adams & Deveau, 1993; Keene, Hobbie, & Ruccione, 2000). This familiar pattern
frequently observed in families with a seriously ill child is exemplifiedchibd’s
artwork (Copeland, 1983). In a picture drawn by a young child at M.D. Anderson
Hospital and Tumor Institute, the child and mother are bonded together by the illness
with positive and hostile elements. Siblings are engaged separately iivéy atctheir
own, and the father is not shown in the picture, not perceived as a part of the essential
family unit.

The family unit is coping with the cancer as a system (Kaplan, 1981). The
attachment processes are in effect within and a part of the dynamic $ystiyn (Hill,
Fonagy, Safier, & Sargent, 2003). Both the attachment process and the fateily ages
working together to help the family adapt. The elements of the attachmergga®ce
referred to here are affect regulation, interpersonal understandingpatifon
processing, and the provision of comfort within intimate relationships. Theserdgtem
are also applicable in family systems with three added steps (Hill, Fodafgr, &

Sargent, 2003). The elements of attachment can be applied to the family using the
concept of shared frames or representations of emotions, cognitions, and behaviors
(Bateson, 1978). Second, individual and family processes can be linked. Third, there is a
dynamic quality between attachment and other processes in familyilifd=dthagy,

Safier, and Sargent (2003) call this an ecology of attachment within thg fanmdlesses,
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with ecology referring to the interactional and relationship contextadhatient, and to
the dynamic equilibrium of attachment with a wider array of interpersooeégses in
families (p. 206). Families facing childhood cancer are faced with a disordearaje, a
disturbance during which the family must come to terms with this upheaval (Kapla
1981). These families require help in adapting, where the result is an ictegfat
attachment processes and family systems where a state of dynarilriaquis
reached.

Longing For Normality Wanting normality is the deepest desire for most
children with a life-threatening illness. Time becomes divided into two @agsg the
time before diagnosis and the time after. All children want the attrilb@itesrmality;
regular, not special, ordinary, not exceptional, and to fit in, not to be different. The
psychosocial effects of cancer depend upon the child’s developmental levak,(Kaz
1994). For this reason, issues such as impact of diagnosis, pain, hair loss, body image,
and friends will be viewed in terms of adolescents. It is important to note fonratat
purposes that hospitals now allow parents to stay with children of all ages. Chikdren ar
isolated for very few procedures.

Pre-Adolescence and Adolescen@glolescence is a time to accomplish five
psychosocial tasks: 1) develop a comfortable body image and positive setlf;tee
create an identity through socialization; 3) establish emotional and economic
independence; 4) form sexual identity; 5) develop goals for careers or employment
(Zeltzer, 1980). Physiologically, it is a period of increased hormonal actiwidy;agid
growth, especially for boys (Adams & Deveau, 1993). On top of all these isglgs, gi
have their own sets of pressures. Hinshaw (2009) calls these expectatioipdetiéntt.

In current culture, girls are expected to fulfill three criteria: betygrétin and popular;
achieve in what were formerly male professions like medicine or law; anddregver.
A teenage girl is coping with cancer and still faces all these exjpectat

Attachment relations in the adolescent years change as the fawrilgneimust
change (Liddle & Schwartz, 2002). Adolescents need to remain connected to theis par
while at the same time increasing their autonomy from their fasvalel deepening their
connections to peers of both sexes. These changes are interdependent and in tandem.
Autonomy does not develop in isolation, but grows in the context of a changing but still
close relationship with parents. This is supported by studies of nonclinical ashd$esc
where positive relationships with parents support well-being and school adjustment
(Cotterell, 1992; Steinberg, Darling & Fletcher, 1995).

One can imagine how a chronic medical condition like cancer can challenge the
management of developmental tasks like autonomy, establishing close ralpsdos
non-relatives and consolidating a positive self image (Salewski, 2003). Despiiag)
independence, parents are still strongly involved in the management of the iltess, a
the illness demands cooperation between the parent and the adolescent. The adolescent i
conflicted between the need for his mother and his need for independence. However, an
adolescent copes best when he senses cohesion in the family (Salewski, 200Bgrand w
the family “... accepts the disease and you (Deasy-Spinetta, 1981, p.197)”". hihe fa
especially the primary attachment figure, is coping well, the adolescensbeasra base
with which to develop within the framework of this disease and its treatment.

Adolescents have many concerns. They worry. They may have had a grandparent
who died from cancer. They realize they might die, that something that seenmethéar
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future is now a present possibility. Bearison (1998) talks about adolescent compliance
with medication. This can be a problem with teenagers. They feel like they hatreelpst
locus of control.

Sexuality and fertility become issues ( Zeltzer, 1980; Keene, Hobbie, &drRecc
2000). Adolescents want to date, but some have had experiences of peers fearing they
will catch something. Girls, especially, worry about fertility. When toldvgbeld lose a
leg, a fourteen year old girl wondered “Will | get my period...am Il a/oman
(Zeltzer, 1980)?” Boys experience fertility related trauma. Anedgiptaie mother told
this researcher that her thirteen year old boy had to give a sperm safopestarting
treatment because the doctors were unsure whether the chemotherapy wolihisaffec
fertility.

There are issues with body image for adolescents. Hair loss isfecaigni
stressor (Zeltzer, 1980; Copeland, 1983; Keene, Hobbie & Ruccione, 2000), especially
since at this age, children want to fit in. Copeland (1983) states that, histphedllipss
has represented vitality, sexuality, and status. Therefore, an individubtssetpt is
altered in many ways by this loss. The responses evoked by others contribute to a
definition of self. An individual’'s sense of masculinity or femininity is also tierszd.

Studies have looked at body image and psychosocial adjustment in adolescents
with cancer. One compared adjustment in adolescents with cancer to those with other
chronic ilinesses (Offer, Ostrov & Howard, 1984). The number included fifteen female
and 12 males all still undergoing treatment. In this particular study, thercanoge had
a normal self-image, with the males showing more sensitivity to impairmemgiof t
bodies. The study does not say there is no fear and worry, but that the adolescents in thi
study are coping with their fears and worries.

Another study (Pendley, Dahlquist, and Dreyer, 1997) looked at the same issue,
but in 21 adolescents who had finished treatment. Cancer survivors reported many fewe
social activities than those of healthy controls. No group differences were foundan soci
anxiety, loneliness, or composite body image scores. Yet, within the caougpr g
adolescents who had been off treatment longer reported lower self-worth, mare soc
anxiety, and more negative body image perceptions, even though they were nc rated a
less attractive by observers. The researchers hypothesized as to whyrsunagative
feelings increase the farther out of treatment they are. Initingetadolescents may
experience a sense of euphoria after treatment ends, while positive caig@ngesurring,
such as hair growth. After the first year of remission, they may stastiipare
themselves to healthy peers rather than patients and change their sgitiperS&ocial
support drops when treatment terminates and they may be lonely. Integrating dack int
the world of peers may be difficult. Some adolescents change their world viewvand ha
no patience for what they consider to be the “silly problems” of their frientierivant
to date, but are afraid. Some adolescents are afraid to believe they acaredlyand go
on with life on one hand, but hold back on the other.

Late Effects As survivors, children diagnosed with cancer at a younger age have
been identified for developing mood disturbances at an older age (Hewitt, Weiner, &
Simone, 2003). Cancer survivors have increased anxiety and depression as a consequence
of perceived or real academic underachievement. Whereas children whoreeerie
chronic iliness are at high risk for experiencing psychosocial adjustment psplnletall
survivors of cancer have problems greater than the norm (Sawyer, Antoniou, Rice &
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Baghurst, 2000). The determinants of individual outcome are complex and difficult to
predict without considering multiple factors in the following domains: biological
psychological, and social stresses, along with changes in these arenas®agidtiat
different stages of the disease and the child’s development (O’'Dougheriywé Br
1990).
Post-Traumatic Stress
Just as soldiers come home from war with “shell shock”, survivors of cancer and
their families find that their emotions are not “cancer-free” (Keene, leablituccione,
2000). When treatment stops, the family members have no more distractions.elhey ar
left to deal with the experience and what it means to their lives (Adams/&aDge1993;
Keene, Hobbie, & Ruccione, 2000). The societal part of the problem is discussed by
Saetersdal (1997). Parents with children with disabilities are supposed totitrilas
good models (p.433)” for the community, playing Pollyanna. In fact, Saeterddahca
the Pollyanna Syndrome. Rolland (1997) extends her argument by saying that in our
social fixation for “the perfect healthy body,” families living witiiss must hide their
suffering to demonstrate the value of their lives. He continues to assert tsatimial
ethos perpetuates a denial of death and suffering. Certainly, the media pesptbieiat
myth of eternal youth and beauty. For families coping with chronic conditions, it adds
insult to injury to have the gritty side of their lives denied. The family is supposed t
bounce back and present an “acceptable” image so that the outside world is comfortable
These societal factors along with the psychological factors canoldodt
clinical and non-clinical levels of post-traumatic stress disorder (P.TA&f2ording the
Diagnostic and Statistical Manual of Mental Disorders IV (1994), a diagabBi§SD
may be diagnosed if the following criteria are met:

e The person experienced one or more events that involved
threatened death or physical injury, or a threat to their own or
others’ physical integrity. These parameters specifically include
learning that one (or one’s child) has a life-threatening disease.

e The person’s response included intense fear, helplessness, or
horror.

e Other symptoms include hypervigilance, avoidance of traumatic
reminders, recurrent intrusive memories or flashbacks, irritability,
sense of isolation, problems concentrating, difficulty sleeping,
diminished affect, and regressive behavior.

Childhood cancer consists of many traumas for the families (Kazak, 1994). The
diagnosis is just the beginning in a long line of stressors. It is the author'sathmser
that currently doctors believe in being extremely open, so they often tedisaie and
older children their diagnosis very clearly. They then tell the childréreyf heed surgery
or tests to determine the extent of the cancer. Frequently, they tell thechtretes of
survival. It is extremely traumatic for a parent to have to hear their child bed what
percentage of probability they have to survive. The process of the diagnostitiematua
traumatic. It is current practice for doctors to call as they get resubltfi a family if and
where the cancer has spread. Older children are asked to be in on these phone
conversations. The physical short- and long-term effects described eanlibe
extremely anxiety producing.
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Three studies examined posttraumatic stress symptoms in mothers and their
children (Barakat, Kazak, Gallagher, Meeske, & Stuber, 2000; Kazak, BarakateAlderf
Rourke, Meeske, Gallagher, Cnaan, & Stuber, 2001; Brown, Madan-Swain, & Lambert,
2003). Barakat et al. (2000) examined the impact of posttraumatic stress symptoms
(PTSS) in response to childhood cancer and treatment on general adjustment while
accounting for the role of other stressful life events and appraisal dirifattand
treatment intensity. The study assessed childhood cancer survivors, aged &b 18, a
their mothers. The results demonstrated that PTSS in survivors of childhood cancer and
their mothers are associated with long-term difficulties in adjustmeaessail life events
are also associated with long-term adjustment independent of the contribution of
posttraumatic stress. The researchers found PTSS may influence aoreza ge
functioning. Life events most frequently and negatively endorsed by mothelsess il
or injury of family members other than the child with cancer, separation/dj\toreat or
attack to self/ffamily member and change in work or financial situatiofeselzents most
frequently endorsed by child survivors are hospitalization of parent, death of
grandparents, threatened or hurt by someone, problems between parents change in
parents’ work situation and break-ups with a boy/girlfriend.

Special Education Law and Childhood Cancer

The process for a smooth school re-entry for the child with cancer has been
described above. However, public schools have legal obligations to provide appropriate
education to children and adolescents with chronic illness (Clay, 2004; Keene, Hobbie, &
Ruccione, 2000). There are three public laws that protect the rights of students with
educational problems related to cancer treatment (Monaco and Smith, 2003): the
Rehabilitation Act of 1973, Section 504; the Individuals with Disabilities Educatibn Ac
(IDEA); and the Americans with Disabilities Act (ADA).

The Rehabilitation Act of 1973, Section 504, provides accommodations for
students with any type of physical or mental impairment which can limit one er mor
major life activities or who are perceived as having this type of impairmegtiragic
illness like cancer falls into this category. Any educational institutrhich receives
federal funding is required to comply with accommodations which could include
modifications in curriculum and the environment. The former could include the use of a
calculator, more time on assignments, or a note-taker for a subject. Thedatteclude
seating in the front of the classroom or being allowed to drink water during class

The Individuals with Disabilities Education Act (IDEA), amended in 1991, and
again in 1997 and 2004, includes a child with a traumatic brain injury or a brain tumor
specifically. Prior to this amendment, children with either condition had to béfielss
as severely emotionally disturbed. Because of changes made to IDEA in 198w the |
now states that if a child with a disability qualifies for Special Educatia child does
not have to be categorized or labeled by a specific impairment or condition. Thercrite
is that a learning disability exists, which interferes with the legrpimcess, prohibiting
a child from reaching his/her potential. Children with cancer can have a mutitude
learning issues related to treatment, as has been described earliepapénisTherefore,
these children are also eligible for “related services” by traineoo$specialists. Other
services under this legislation include tutoring, specialized classrooemngats,
psychological services, adaptive physical education and transportation sdPaieeds
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must initiate the process by requesting an evaluation for an Individual Edudation P
(IEP).

The Americans with Disabilities Act (ADA) protects against dreanation in
employment, transportation, communication, and government and public
accommodations for people with disabilities. This means public schools, including highe
education, must provide students with equal access to public spaces, events and
opportunities. For example, if a child is in a wheelchair because of treatmehng merst
have access to a ramp or elevator to get to classes or events.

There are specific issues raised when a child has a serious healtlon@utih
as cancer. These have been addressed by the Community Alliance for Sthecdion
(CASE) and Protection and Advocacy, Inc. (PAI). For example, if a child mislsesls
in California for a long period of time, the child does not have to be eligible for any kind
of special education or 504 services to receive individualized instruction or a home
teacher, provided by the school district. If a child is in the hospital, out of hswheol
district, the school district of the hospital must provide individualized instruction.

The parent must contact the school district and services must start within & days i
the child is capable of receiving them. If the child is in and out of the hospital, and as a
result, in and out of school districts, it can be very difficult for the child to receive
services.

Another problem is the amount of time a child can receive services from the
school district. If a child is not receiving any type of special educaginsices, by law,
the school can provide only five hours of instruction per week. This is because each hour
is equivalent to a day of school and no child is entitled to have more than five days of
school per week. This is related to receiving federal funding, as schools wiltnot ge
money for more than five days.

However, if a child is eligible for special education under IDEA or is éi&@ec
504 student, the program must be individualized to meet his/her needs. This means that
five hours cannot be assumed to be sufficient instruction time. It would behoove a parent
of a child with cancer to have the child evaluated for instruction under speciatieduca
parameters. If the child does not meet the criteria for any kind of servicasptamt
under Section 504 can be filed with the Office for Civil Rights in San Francisico (f
example), if the parents live in the San Francisco Bay Area. This pranéds c
potentially be very stressful for a parent.

If a child has an individualized education plan, not just an identification as “Other
Health Impaired,” the school team is required to meet every time thesggisifecant
change in the student’s medical condition. For home instruction to be implemented, the
team needs a report from the doctor verifying this necessity. Instrugtiorbe provided
by a regular or special education teacher. If a student is eligibladeeofOther Health
Impaired, specialized services may be provided such as individual consultation, home or
hospital instruction, or instruction via communicative technology.

When a child returns to school after a long absence, under Section 504, if a
teacher or the principal suspects the child may have a learning impairment due to the
health issue, the school must have a system in place to refer this child forssmasge
A parent can also request the assessment. Some schools may offer accommodation
promises, but not feel the necessity to write these down formally. CASE an@@al) (
both encourage parents to have commitments in writing to avoid future legal problems.
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There are other issues that can arise, but the ones presented heremajerth
educational issues for families. It is a goal of this study to see how selnea@ddressing
these issues.

Re-entry to School

The re-entry to school for children with cancer can be overwhelming because
there are five major groups to consider: the child with cancer, the parents daotther
members, teachers and school personnel, the ill child’s classmates, and meslhcealgle
(Prevatt, Heffer, & Lowe, 2000). School re-entry programs consider what tluegesg
need when planning interventions to facilitate the transition back to school. There are
reviews available for school re-entry programs (Worchel-Prevatieki®revatt, Miner,
Young-Saleme, Horgan, Lopez, Rae, & Frankel, 1998; Prevatt, Heffer & Lowe, 2000),
and a description of specific school re-entry programs (Worchel-Prevatt et al., 1998;
Power et al., 2003). All re-entry programs plan with the same three systems, the home
the school, and healthcare, and in approximately the same three phases (Madan-Swai
Frederick, Wallander, 1999).

Phase | deals with initial hospitalization. or system premargivladan-Swain et
al, 1999; Power et al, 2003). It is at this point that the family is encouragedt tat $¢ast
thinking about school reentry. Some hospitals have special educatoedfdn sbnduct
educational assessments prior to treatment. Hospitals can also have teachaifsf the
child cannot go to school. Ideally, the hospital should keep the schoomedoof
medical implications for learning. Parents are ideally suppaserbiitact the child’s
school, keep the teacher and classmates informed of progresspnandage mutual
communication between the child/adolescent with cancer and his peées. It is the
time for school personnel to meet with the parents to plan fohiltkscreturn to school.
The reviews cited above stress that the schools need to coltachation from families
about their psychosocial well-being during such meetings, includingeomcelated to r
siblings in the school system.

Phase 2 is the point at which education of school personnel should occur (Madan-
Swain et al, 1999). Another name for this phase is system preparation/systgatiore
(Power et al, 2003). Bessell (2001) says that teachers are in a position wheanthey
either promote or discourage educational continuity for a seriously ill chitgdmdest
educational professionals are neither trained nor emotionally prepared tattieak
academically plan for, a child with cancer. It has been suggested havenade that the
role of the school psychologists should include one of being an overseer for medically
fragile children and children re-entering school after treatments forrcgkrcestrong et
al, 1999; Power et al, 1999). Educational programs are conducted by hospital liaison
staff to provide information for school personnel and students (Worchel-Prevatt et al,
1998; Prevatt et al, 2000; Power et al, 2003). The student with cancer may or may not
choose to be involved in the presentation. These programs serve to demystify $ee disea
and to normalize the situation as much as possible for both staff and students. These
support mechanisms are supposed to help with peer relationships, absenteeism, and
lessen adjustment difficulties for all parties concerned (Deasy-&nid€03; Sourkes,
1995; Madan-Swain et al, 1999).

Phase 3 involves follow-up in which communication is key (Madan-Swain et al.
1999). This phase is also labeled system integration (Power et al, 2003). Byirthis p
Bronfenbrenner’s (1992) mesosystems of family, school and the medical tearo beed t
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interacting in a dynamic way. If the school understands the level of stréasniheis

under, it would be a great help to have a dialogue between the school psychologist and
the medical team about absences, signs of anxiety and depression or fatigueacrhus, e
system will function conjointly to promote health and the problem-solving process
(Power et al, 2003).

As support, moral pedagogy (Sockett, in press; Sockett, 1993) and an ethic of care
(Noddings, 1992; Gilligan, 1982) can make a difference in the ways schools respond to
parents’ needs. Sockett (1993) views teaching as primarily moral or dedicated to a
individual's welfare and that the virtues relative to the process of teaafengpngruent
with personal virtues (Sockett, in press). In fact, the teacher must acobipdrentis,
with the interests of the whole child at heart within a role constructed throdeybtla of
trust between teacher, child and parent (Sockett, 1993). In light of this role, Nodding’s
(1992) view of caring is essential. She places caring as the basis oecharation and
defines caring as a connection or encounter between two human beings. This study looks
at the relationship of moral pedagogy as conceptualized and described by S883)t (
especially caring, and the school’s reactions to the needs of parents.

Chapter One provided an overview of the study and states the objectives of the
research.

Chapter Two reviewed the literature available about the effectsldhobd
cancer on the family system. The two models, the DoubleABCX and bioecologieal, ar
discussed regarding how they can frame the research hypothesese@hehrea how
parents have dealt with having a child with cancer, its affects on theiages and the
pressures on daily life are analyzed. The psychological and physicas efifettte child
with cancer is also presented followed by. a presentation of optimum plans for school re-
entry.

Chapter Three provides the background that led up to this study including a
discussion of the pilot study and their preliminary findings.

Chapter Four focuses on the role of qualitative research, the participants in the
present study, and the methodology employed in the study

Chapters Five and Six discuss the impact of the cancer diagnosis on a personal
level, whereby parents and children with cancer, respectively, discuse#iieigs on
various topics. A discussion of how the diagnosis affected parents, their fagily lif
marriages, and various issues underlying their lives. Finally, a discussidoleg@ent
patients with cancer describe their concerns, how they have coped with tioeir, ca
relationships with peers and what they have learned as a result of theirregerie
undergoing treatment.

Chapters Seven and Eight discuss the process of school re-entry. A description of
the parents’ reactions about their child’s return to school, which school personael wer
supportive and which were not, and how their child’s experience was supported or was
not. Parents informed the researcher how they perceived their child’s back to school
experience, how peers reacted, and how the child’s siblings were treatedlildienc
with cancer discussed what helped them succeed and what made their experiences
difficult. They openly talked about how their peers treated them when they returned to
school and if their physical appearance mattered to them.

Chapter Nine, the conclusion, summarizes findings. Findings are also compared
to findings from the pilot study. The two models used to frame this study, the
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DoubleABCX model and the bioecological model, frame the results of this. study
addition, analysis is done to ascertain if school personnel applied moral pedagogy and
caring towards parents and children. A discussion follows about the implicatidresef t
findings in terms of educational policy and future research.
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Chapter 3
Background
A pilot study for this research was conducted in the fall of 2005. Four intact,
Caucasian families, including seven parents in all, took part in this study. &llofver
high socioeconomic status with incomes over $250,000 and college degrees. The children
were ages 7-16 at the time of diagnosis. Treatment varied from three momtbsatwdta
half years. Each parental unit was given a demographic survey and an intéweof
the four families were able to supply medical and/or educational documentdtem. A
examining past research and conducting an investigation of the problem, an atismpt w
made to determine whether a match existed between the school reemiyrétand the
data that were gathered in this pilot study. Preliminary results of thaspilibf guided
this inquiry. Below, results are summarized. Multiple themes wensdfin the data.
These include:

1. Diagnosis was a shock and life-changing

2. Children’s reactions to their cancer were related to their pareatsiaes
and to their developmental level as well.

3. Children’s peer relationships did not tend to be affected by the visible
signs of treatment such as hair loss or being in a wheelchair.

4. Three of the four families saw long-term effects in their children mgngi
from health, fertility, and/or academic/vocational issues.

5. Two of the four mothers developed cancer later in life and related it to the
stress of their children having cancer.

6. All parents reported closer marriages., even if there were problemsoprior
the diagnosis.

7. Gender made a difference in the style of parental coping. Mothers tended

to reach out to family and friends while fathers focused either on their
work or researching treatment protocols for their children’s type of cancer.

8. Nuclear families reported that parents, siblings and the child withrcance

drew together and became closer.

Three of the four families, who had boys with cancer, had negative exgsrienc
with the high schools they attended. It was reported that the schools did naitéaalit
entry according to the optimal phases or suggestions described in the literatewe r

Overall, most of the themes in the pilot study were supported by research
concerned with reactions to cancer, how it affects the interaction betwedrenseof a
family, and how the child with cancer reacts over time with his/her diagnosisudow
most research does not discuss the effect of stress on the health of the parents or the
reports that marriages had become strong . In the pilot study, one of the esanés
strained before their child was diagnosed with cancer and was latetistresd) It was
reported that the diagnosis overrode the marital problems and pulled the marriage
together.

This study encouraged me to do a more in-depth study on the subject of school
re-entry with a higher number of families. First, the families to beesfutad to be closer
to the time of treatment, 5 years or less. It was essential to have maee darailies in
terms of ethnicity, gender, socioeconomics, and family constellations. Anofbentamt
component was to ascertain whether various learning abilities such as disbrders
reading and written language, among the children with cancer, influenced the school-
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student relationship and how principals and teachers perceived the quality of their
interactions with parents and their child with cancer.
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Chapter 4
Research Design
Research Questions

The goal of this study is to discover the answer to the main question: Are schools
a stressor or a resource for families with children with cancer whkibbuble ABCX
model and/or the bioecological model? Within these models, other important questions
motivated this study: 1) How do parents and the child with cancer cope when facing
school re-entry? 2) What do parents and the child with cancer want from school system i
the way of support? 3) What are parents’ perceptions of school support? 4) How do
schools support the entire family?

Participants

The parents were recruited from the San Francisco Bay Area through netyorki
support groups for parents of children with cancer, and by putting flyers in oncology
clinics in medical centers. When parents had contacted the researcher viaremail
telephone, they received a phone call back if they had not reached the researcher in
person.

The participants of this study were 17 families who have had a child with cancer
with a total of 23 participants (See Appendix D for demographics). Geogrdphilal
families lived in Northern California, from the Sacramento area to Salinaswhhieer
of participants interviewed included four married couples, 10 mothers, two fathers, and
one adult sister. Of the 10 mothers, four were divorced and three were singts.pare
Two of the mothers were either remarried or living with a significant other.dfdhose
interviewed had their spouses and/or significant others complete the survey.

Participants Interviewed Surveys
Mothers 10 11
Sister 1 1
Fathers* 2 4
Couples 4 4

*Includes stepfathers and significant others
With the parents’ permission, 11 of the children, with varied types of

cancer, were interviewed. The main selection criterion for this study wasattigipants
had an adolescent child within 5 years of treatment and spoke English. The children wer
multiethnic adolescents ranging from seventh through twelfth grade#\(peeadix D,
Table 2).

Other participants included principals and teachers at the schools of thesamil
with cancer. These educators were contacted by email or telephone withgp@nrfriom
the parents. In some cases, the parents contacted the principal and teabhestuEator
was told what the survey entailed and to expect the survey in the mail. Eight psincipal
responded to the survey (See Appendix D). Twelve teachers/counselors, dtitlea’shi
schools, filled out the surveys. An additional 2 teachers completed the survey, with 3
from one private school located in the San Francisco South Bay Area.
Methods

The study described in this dissertation was fully approved by the Comfuaittee
Protection of Human Subjects at the University of California, Berkeley.

For this study, | used a mixture of qualitative and quantitative methods. Most of
the data is qualitative in nature. Qualitative methods in studying farargessed
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because “the focus is not on identifying structural or demographic trends lire$atmiit

rather on the processes by which families create, sustain, and discuss/thizmily

realities (Daly, 1984, p 4)". Bronfenbrenner (2001) and others emphasize the importance
of qualitative research which incorporates research designs that aratigen@ogdan

and Biklan, 1998). Generative research means that findings are discovered rather tha
verified. In qualitative research, theory emerges from the data rathemnypatheses

being derived from theory | selected a qualitative design, in order to futtimemiate the
phenomena of interest, the perceptions of parents, children, and school personnel when a
child has cancer. My primary use of the qualitative method is consistent witls¢agale

of Cohen, Manion, and Morrison (2000) who believe that “ Social science is seen as a
subjective undertaking as a means of dealing with the direct experienaptd jpe

specific contexts (20)”. It does not use numerical data.

Quantative research uses numerical data. The Likert scales areexampl
guantitative data in that they are ordinal measurements which allow peoplkeo ma
comparative judgments easily (Greenstein, 2001). | used quantitative datalkfertn
scales and surveys to support and triangulate the findings from the interviews.

Data Collection Methods and Procedures

For in-depth case studies, data were collected in four ways: 1) parent and
children’s interviews, 2) surveys from each parent used to collect demografati8)da
survey from each principal and one from a selected teacher where the child
attends/attended school during treatment, and 4) a Likert scale that mehsyragknts’
satisfaction with the school. Forms, including the questions for the parent and child
interviews, were sent to the parents ahead of time so they could be informed about the
process. After the interview, parents were given the opportunity to add, via email or
phone, any additional information they felt compelled to share after their evervi
When appropriate, the information from one data source was used to supplement
information provided by another. Parents were asked to bring signed consent forms and
completed surveys to the interviews. Parents were also asked to bring copigs of a
medical, educational, or other documents applicable to the study. These could include
class papers, letters by, or to, the child with cancer, correspondence froerseac
special education personnel. Parents were told not to worry whether documents were
relevant. The researcher examined the documents for relevance. Extita paskeveys
and other research materials were brought to the interview for parentsigittcdhave
forgotten their packets. Demographic questionnaires were to be completed before th
interview. If parents did not complete those beforehand, they filled them out iméhe t
of the interview.

Measures

The interviews were semi-structured and open ended (see Appendix B for
interview protocol). Initially, parents were queried about how the family exyeake
having a child with cancer. For example, the parents were asked “How dicatin®siis
affect your family as a whole?” Participants were asked such questidighad,support
was offered and/or given to you as parents?” and “Did the school personnel simyw cari
for your ordeal as parents? If yes, how was this demonstrated?” Pageatgiven the
opportunity to talk about issues that were most relevant to them. The importance of
interviews is described by Ferguson (2008). These are called generatadasatinat are
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in-depth oral histories and semi-structured interviews conducted by tesesata allow a
purposeful sample of families to tell their stories in their own words.

A demographic survey was given to parents of the child with cancer. The model
for the surveys was developed at the Stanford Research Institute (SRatioteal,

2002) and was used to measure parent and instructor satisfaction and childisuccess
every category of disability. Over six thousand parents and educators were dumveye
schools nationwide. This survey was developed for a national 5-year study, the Speci
Education Elementary Longitudinal Study (SEELS), that surveyed parents antbesiuca
nationwide using a random sample of schools and districts. Adapting the SEELS model
for the survey in this study, the parent survey included questions about income,
occupation, and health insurance. Other questions on the parent questionnaire (see
Appendix B) asked about the parent-school relationship. For example: “Before your
child’s diagnosis, what was your relationship with the school?” The parergiveasa

list of options from which to choose. Another question asked, “Did your interaction with
the school change after your child’s diagnosis?” These responses were notallymer
coded, but were reported categorically in tabular form (See Appendix D).

Surveys, also modeled after the SEELS format, were given to the priacgal
teacher of the school where the child attends/attended. The principal survey asked
demographic questions about the school. For example, principals were asked the number
of students in the school along with the number of students who have had cancer during
specified dates.

A Likert scale, included in the survey, was used to measure the parents’
satisfaction with school personnel. Each parent completed the scale with optetes to r
another member of the school staff of his/her choice. The teacher’s questioBeaire (
Appendix B) included questions on a Likert scale such as “ This school provides support
for working with students with cancer ”. The teachers were asked to selecisther
that applied: 1 Strongly Agree 2 Agree 3 Disagree 4 Strongly Disagree 5 Natalybgl

Data Analysis

The surveys employed in the present study were adapted from the SEELS projec
described above. The surveys in the SEELS project were not psychometridaty der
nor were they diagnostic. The advantage of using the SEELS surveys as mthaels is
they were developed using an extensive field testing process that Uitiadteved
clearance at the federal level. Iltems kept in the surveys were desidretelpful to
the user. Questions on these SEELS surveys have been used in other national surveys
including the National Health Survey and the National Longitudinal Survey. Because
these surveys were approved at the federal level and applied to other government
studies, the researcher felt using adaptations of the SEELS questions irvégs sur
added to the reliability of her study.

The challenge of qualitative data analysis is to make sense of massivesaaiount
data, identify significant patterns, and construct a framework for comatingche main
themes of what the data reveal (Patton, 2001). In this study, the interviewsssamdey
the Likert scales were analyzed by the researcher with an inducisseaase analysis.
Inductive analysis means that the patterns, themes, and categoriesdeon¢i@fethe data
rather than being imposed on them prior to data collection and analysis. A c®ss-cas
analysis means that the information was grouped together according tosafniemer
different people, themes, perspectives or issues. Then, a content analyzisduated
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which includes the process of identifying, coding, and categorizing the prpadeyns
in the data. In the final step, the data was interpreted. Interpretation, byicefigpoes
beyond description. Interpretation means attaching significance to whé&bwwaks
offering explanations, drawing conclusions, making inferences, building linkages,
attaching meaning, imposing order and dealing with rival explanations.

Qualitative data were explored in-depth to reach verifiable answersdoya
issues. Triangulation was used as a tool to verify responses. The data was able to be
analyzed from different standpoints and, thus, findings were validated (Cohen et al 200).
For example, analysis was done to determine if the information on the surveys ednfirm
information from the interviews. Did the school personnel’s perceptions of theireservic
reflect how the parents felt?

Likert Satisfaction Scale The Likert scale employed from the SEELS includes
a 5-point survey sequence that measures parents’ levels of satisfactiochwdh s
personnel from “Not supportive to Very Supportive”. Once the interviews were
analyzed, comparisons between the interview responses and Likert questions were
analyzed.

Reporting Results Presentation of Interview Data

Each chapter, 5 through 8, is presented as a results chapter: Chapter 5):Results
The Family and Cancer; Chapter 6, Results 1l :The Child and Cancer; Chap¢sultsR
[ll: Parent Perception of the Schools; Chapter 8, Results IV: Children’spients of the
School. In the interview results chapters (Chapters 5, 6,7, and 8), interpretations are
supported by examples of actual dialogue quotes. Interpretations areguesahthen
the quotes that support these interpretations are listed in easy to idengbyieate
following the interpretations. Before the quote is the word Family, theyfanasgsigned
number, and role identification of the person interviewed. For example, a cited quote
would be labeled: Family 1 Mother . These quotes have numbers listed after them (e.g
L6P79). This number represents where the quote was found in each participant's
transcript. The number written above can be translated to mean that this quote was
located on line 6, page 79. Some of the dialogue statements are not direct quotes;
extraneous verbiage was eliminated to make important points easier to amdlerst

Presentation of Survey and Transcript Data Survey and transcript data are
presented as evidence for the interpretations made from the interview dassaand a
consistency check for statements that were made in the interviews. Thisptatersed
in tabular format in Appendix D.

Privacy Many families in this study were concerned with privacy. Extra
precautions were used to protect the participants' identities. For example,ariTabl
letter represents each participant's role, such as M for mother. Thei(regessented by
letters) are not presented in any order, they are listed randomly. Latearticgoants are
given numbers that represent their dialogue quotes. To protect privacy, thehetters
were assigned to certain individuals in the tables, do not correspond to the numbers
assigned to the individual's dialog quotes later. In other words, Participantabdle Tis
not Participant 1 as represented in the dialog quotes.

Rigor and Credibility

Limitations Self-report data have limitations. Listed below are examples of
problems associated with this form of information gathering:

. People often remember only the traumatic
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People color the truth to make themselves look better

People forget important information

People have trouble remembering information accurately

People can give different testimony depending upon the interviewer, the
time of the interview, and the environment.

Other limitations included the absence of a specific survey for counselors and
the children with cancer. To account for some of these limitations, qualitesearchers
are expected to be rigorous in the way they collect, code, and analyze data.
Interviews and Case Studies

Within the positivist paradigm, a study’s rigor is judged through measures of
reliability and validity. Lincoln and Gruber (1985) offer four alternative tefions
determining rigor of a qualitative study: credibility, confirmagildependability, and
transferability.

The responses to the interviews confirmed the rigor of the interview instrument.
Usually, parents or the child brought up topics before the researcher could ask them.

Memory is considered problematic with any type of self-report studyeoits. In
this study, to check for credibility, the interview data was crosskelgewith information
provided by the survey, and especially documentation. For example, if a parent
remembered that no support was provided for the child at the school after theietrigat
but their school records show that the child was given weekly counseling sessions wi
the school counselor, the result was differing perspectives between the schtiw a
parents. Tables were developed which demonstrate the consistency or incoysiste
between various data sources.

Some data analysis was confirmed by three outside observers who are not
representative of the parents in the study. This means that three outside sheereer
given samples of the interview data separately, without guidelines from gagatesr, to
“analyze the data.” The readers then read the manuscript and gave phegsions of
the researchers findings. One reader has a JD, another has an MA in oayaalizati
psychology, and the third has an MA in speech and language th&€rapyay, the
researcher knew at minimum if the same data was presenting the saitasiocnado
three people who independently examined the data.

Dependability refers to the researcher’s attempts to account foricgang
conditions in the subject chosen for study. There was reason to adapt the studg as this i
study about events that have not only happened in the past, but are also occurring in the
present. Overlapping methods used can corroborate and clarify data. Thenerdeaic
precautions against bias because of her own experience having a child with \G4mieer
analyzing the data, the researcher was constantly monitoring her owarnreaatstay
objective. Cohen et. al.(2000) asserts that both the interviewee and the interviegver br
“their own, often unconscious experimental and biographical baggage with them into the
interview situation (120)”. LeCompte and Preissle (1993) developed two terms,remic a
etic. Emic means that the researcher must make every effort to understargebeve
meanings placed on the situations by participants. The term etic is cahestiméhe
researcher’'s meaning and construction of the situations. Dependability medhe tha
researcher can separate the two.

Transferability refers to the applicability of the findings to otherrsys,
contexts, and groups. Generalizing findings was not the purpose here. The purpose was to
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use the information gathered through multiple methods so that other reseasohers ¢
explore data and determine the applicability of findings to their specii@atigins.
Triangulation of methods through the use of multiple cases, multiple observers, and
multiple sources of data, and multiple theories strengthen the transferaihty results
of this study (Lincoln, 1988).
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Chapter 5
Results I: The Family and Cancer
Reaction to the Diagnosis
It is not surprising that most parents describe themselves as being shocked,

fearful, and scared. One parent was relieved, in a sense, because aschyounig
daughter was diagnosed with Fanconi Anemia. However, this is a DNA defect in the
bone marrow which slowly mutates into cancer. This father had what Rolland (1990)
refers to as “anticipatory anxiety.” The father knew this would happen, but he did not
know when, and was relieved when it finally occurred. One of the mothers could only
answer the “returning to school” portion of the interview because it was toatiftic
her to talk about the family crisis.

Family 6 Mother: Oh, gosh. Um, | was shocked. | could not believe it.

..and it was scary because when you think of cancer, you just think of

death. L18-19, P8

Family 3 Father: For me it's essentially, ... it's sontetief. Because we
know that she — in the long run, she would have a problem [She was born
with Fanconi Anemia]. It's just like a bomb. You know, a time bomb .
You don't know when it's going to go off. L13-15, P1

Family 10 Father: Well, it was, uh, shocking. ..the only actionptitg
hope | got was from her sister [For a bone marrow transplakipw that
she had the match and...we're hoping that a miracle would occur. So,
that's my hope and, uh, you know, | want nothing else.
Interviewer: How did your wife take the news?
Family 10 Father: Uh, the same thing. She was crying. You kreow. a
said, our hope was our daughter. L1-7P2
Parent Perception of the Child’s Reaction
Initially, parents were concerned about how to tell their children, which is
another stressor for the parents. Overall, parents saw their childreorasveith a
positive attitude.
Family 5 Mother: And he [son] handled it well. He didn't cry,didn't
say "Why me?" He just was like, "Okay. We're just going to be finding o
what to do." And that was it. L13-15P8
But, he did not want anyone to, baby him. L15P11

Family 11 Mother:...you see him so strong going through so many
treatments.

Interviewer:  So going from being so strong to, um,

Family 11 Mother:  Learning how to live with his pain. L16-18P22

Family 12 Mother

Interviewer: Do you find it's just patience with other kids who..akre
an arm — do you find that he doesn't have patience with that?

Family 12 Mother:  Nothing. I, | have a broken finger and every now
and again I'll, 'cause | have to have surgery on it but | don't hageigit
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now. And so, every now and again I'll whack it and it'll bend and he'll be
like "Oh, please. Don't even go there. No, you can fix that." Or atkid
school. Oh, one of the kids has pneumonia at school right now. And one of
his good friends. He's — "Who cares. He's fine." There's zezoatale.
L22-24P26; L1-5P27

Family 12 Mother:  That's the other thing. | would be in the next room
studying, he's very belligerent, very verbally abusive, um, bltthel
around and he'll be the sweetest thing in the world. It's just he doesn'
know what to do with himself.

Interviewer: There's this anger.
Family 12 Mother:  Yeah. Anger, frustration, disappointment, envy, um,
jealousy. | can go boxing. He can't. L13-18P27F17M She thought it was a
joke. L8P1

Perception of Support

Many parents felt supported by their church, each other, and, in some cases,

family and friends. A few parents felt support from their child with canceausecthe

child had a positive attitude.
Interviewer: Where did you find support?
Family 1 Mother: "with the support of our medical team and my
parents" L14P15. "my husband and community support.” L17P15
Because the community provided us with meals at the beginning

L19P15

Well one thing | did — it would have been approximately a year ahe
was diagnosed and she was still in treatment, was | joined Team
Training which is the Leukemia and Lymphoma Society. L17-19P17
So that was very therapeutic for me. L24P19

Family 3, Father: Oh, 1 think the most important part for me to deal
with this is my, my faith to the Christian belief. L6-7P2

They [people from church] are not doctors, they may not be able to solve
the problem. They may not be giving even useful advice. But when they
are with you, you know, you're emotional and your psychological, you ge
support. L5-8P4

| have looked for and been counseled. L18P5

Family 5 Mother: I have suffered from depression most of my life...
I've tried taking antidepressants unsuccessfully in the past... And then
when this hit, | immediately went to my general practiticansdt said, "I'm
going to need help." | had actually more of a...physiological response,
which I've never had before, where when | would take my son to hi$ tes
had sort of a fight or flight thing going on. ... And | just was anidat

my coping skills were not going to be good and | couldn't stop cryBa,..

| said [to the doctor], "Look. You need to give me something...But | need
something that's going to help me to cope." L9-24P9
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Family 6 Mother
...and A's [her son] attitude, um, is what got me through, you know.
L1P41

Interviewer: What do you think is helping the two of you so you can go
through this? What's helping you cope do you think?

Family 14 Mother: | don’t know if you can call it coping, you just go
on auto pilot and you do what needs to be done.

Interviewer: And that's how you cope with it right now?

Family 14 Mother:  Yeh, | have a really close group of women friends,
so | spend as much time with them as | can.

Interviewer: That’s so important.

Family 14 Mother:  Yeh.

Interviewer: Does your husband have friends that he can be with?
Family 14 Mother:  He’s got one or two friends that he hangs ottt wit
sometimes. L14-24P3

Family 17 Mother: ... asking a lot of questions and not being afraid to
sound stupid to people. L23P22

Effect on Marriage/Relationship

Most of the parents said it made their marriages stronger. Of these, some had

marital problems prior to the diagnosis. However, their issues faded awsgydsonded

at this time of crisis. One set of parents were doing well at the time of theodis, but

as time wore on, their marriage became strained. Another parent went througtce.di

The marriage was in trouble before the divorce and the diagnosis only made their

marriage worse.
Family 7 Mother: Um...and | think it pulled us stronger together. Um,
| would like to say that our, our faith in God...helped pull us through but |
think it was just our faith in humanity more than, than religion and the
support that we have from the community. L16-19P24

Family 8 Father: Um, it goes back to, you know, being told day 2 of
a child's life that they're special needs [Child has Down Syndrokne

you have to, over time, cope with it, accept it, understand it. Anave: g

us a bond. Well we had one before, not to brag about our relationship but
we did. And it also, over time, that also strengthened our relationship
because we had to be a working team to be able to, not just witlerour s
but for each other. How are you feeling today? How — asking each
other...But because of having a special needs child that drew & clos
together in 1988. So we were able to build from that coping with it. L15-
24P10

Family 9 Mother: And, again, when you talk about coping, | think it

comes down to just having that relationship that we share. L1-2P5
I'm just like, | feel like her disease is a thief and it peestealing and
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stealing and stealing and stealing. And there’s no control likeant us

to have husband and wife time, instead of parent time all the ti8+

11P5

...it did affect that relationship [Marriage to her child’'s faihe
tremendously. When he found out, he kind of checked out. Is essentially
what happened. L17-19P6

Family 11 Mother: | got divorced.

Interviewer: As a result of this?

Family 11 Mother.  As a result of this. Of course there were soyma
issues going in my marriage L22-24P2

Family 14 Mother
Interviewer: That was really good. How do you think this affected your
marriage?
Family 14 Mother:. Oh, completely strained it.
Interviewer: Oh, strained it... in what way?
Family 14 Mother: | wouldn’t say, at first it didn't. We were pulled
together, but it's four years later almost and his residualefidets and |
just took another leave of absence from work and dealing with his low
counts and then they're looking at removing his spleen and he feels
terrible and he’s depressed after treatment, so and thatlsalinfastly on
me. L3-12P3
Effects on the Family as a Whole
Often, the mother and the child with cancer form a dyad which can upset the
attachment process of the siblings. Roles changed within the family. Sdrees fladd to
be the caretaker for the other children in the family. Two fathers Wwereatetakers for
the child with cancer, while the mothers worked and took care of the siblings. One
stepsister, a senior in high school, was responsible for running the household while her
parents and stepsister went to the Mayo Clinic. The sister admits tdyirigeling
jealous that her mother was not with her. A few of the siblings acted out or felirapar
school because their mothers were not available. Specific problems with atiigraiad
monetary issues will be discussed later in this chapter.
Family 1 Mother: Um, my husband and | divided our roles. My role
was to be the caregiver for my daughter and then his roleontake care
of the other three kids. So, that's how we handled it. And then my oldest
daughter, um, she stayed in her room a lot during her sistermémiat
L21-24P21
So this is probably all he knows, right, ...? The 4-year-old? You know,
would be having a sick sister L16-17P24
Because | was physically gone a lot, his[ brother, 7] concernnveas
about — when are you going to be home? Probably when am | going to get
your attention? L4-5P25
Family 1 Father: Well, for me, |, |, took care of the other kids.eMor
so than | ever did before. Because my wife was always taldrey af
them. And | was still working too. L22-23P50
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Family 1 Mother: At the same time.

Interviewer:  Wow.

Family 1 Father: So when | went to work it was like just beirfgr

the first three months — it was just being numb. Just like, you knowf all

a sudden there is more than work. There's life outside of work, you know.
| mean it changes your the way you think about things. L2-7P51

Family 3-These parents had to take their daughter to the Kghxgic for

her transplant.

The daughter’s older step-sister took care of the house and other children.
Family 3 Sister It was my senior year in high school. The house was
empty—I had to take care of the mail, 2 dogs, and the pool, putting in
chlorine and chemicals, clean up the house, maintain the house, dishes.
Luckily 1 got into a relationship with my boyfriend. He kinda kept me
company.

... the family was pretty much able to take care of themseha=® id the
family: her 2nd oldest brother is the same year as me, both irstigiol.

This brother is autistic. My stepsister’s oldest brother isdhege. My
older brother is in college. My mom came back for my high school
graduation. L15-24P1

Interviewer: How did this feel to you, as the one to carry the
responsibility?

Family 3 Sister: | didn’t resent it. | was scared—that’'sdore because it
was critical timing...

L1-3P2

This reminds me. When her dad and my mom had to give her attention |
felt jealous; like taking my mom away because my mom is smdovi

was so jealous. That's my mom. She gives her best. Now | understand
L8-10P3

Family 3 Father

Interviewer: Okay. And how did that work [being in Minnesota] with
your other children?

Family 3 Father: Yeah, that's difficult but we had support from the
support group at our church. So people keep them in the house for dinner.
And we also make a list. Day 1 with family, Day 2 with enilg, so my

son [autistic] can go to at least a different family eveay tbr dinner or
whatever. L6-11P3

Family 3 Father: He [autistic son] understands it. He underskeatd t
his sister has a very serious disease. | know my son very webkplain

to make him understand. ...I tell him ... a nice story, that he can
understand that he can stay alone. So while we're out of the town in
Minnesota, even if we are home dealing with my daughter who had been
in hospital for several months, ... my autistic son — did a great job, he
understands he needs to take care of the family. He's supposed ttoefeed
dog. Take him for walk.

Interviewer: He did that?
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Family 3 Father: Yes.

Interviewer:  Wow.

Family 3 Father: Yeah, So | set up a schedule, all the tasks on a
calendar for him with all of the resources. These ... our good friatids,
their phone numbers. | train him to be this kind of agenda. And he took it.
...he says, okay, we have a sister in the cold. | have to do somet8m
every day he says that —dear father. you don't need to worry @eout

take care of the house. You go ahead take care of my sister. L6-23P25

Family 5 Mother: The diagnosis affected our family relationships. It
created a strain between my ex-husband and | which felt very bad.
expected that we would be able to completely put aside our difessenc
and rally together to support our son, but that was not the case. H®tvas
very open about having his dad participate in his care, or stay wmitlathi

the hospital....My relationship with my boyfriend, who 1 live with, has
been strained by the financial pressure and by my absence during
treatment. | am dealing with a lot of emotions that have aehstance in

that he can't relate to what I've gone through. We are workingshaut,

but it has had an impact. My daughter kind of “fell apart" énatly as

soon as my son completed his treatment. She had to go to therapy, and
decided to be home schooled. L22-24P19; L1-9;20

Family 9 Mother: ....S0 it was just my daughter and her younger
brother. And it really affected her brother because | didn’'t haugpport
system in place, so | pulled him out of school and home schoolechhim i
his sister’s hospital room. ...He ...didn’t understand. He was 6 years-old.
He made friends with other little cancer kids and their siblidgnd so
when his friends started to die, he was like, Where are they8ing so

it became very clear to him, | could lose my sister. He wmiugh a
period of time where he grieved.. And, there were a couple tirhes e

got really mad. He wanted his life back. L22-24P35; L1-7P36

You know if you really think about it, there’s two children that losirthe
childhood. L23-24P36
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Plans Prior to lllness
With one diagnosis, the lives of the families were changed. Families|édk of

control. Plans were abandoned. A few families had trips planned, some parents were

going to school, and others just wanted to continue with their lives .
Family 6 Mother: Um, okay, well, okay. Before he was diagnosed, |
had been taking some courses in the National Alliance on Mentadline
Because my, my, we're opening a room and board, uh, home for the
mentally ill. L1-5P14
It.... came to a quick stop, you know. (The mother choked up here.)L6-
7P15

Family 5 Mother: I was enrolled in graduate school for my MFT
license, which | was doing because of the kids being less needyaaad
independent. We were trying to buy a house with the decreasing home
prices, and generally, everything was going really well. Thgndisis
shattered our lives in so many ways. L15-18P19

Family 12 Mother:  Oh, it's totally different from, um, travelingoteing
spontaneous, to being super social, to being athletic and active, to, um, |
mean me, too, | mean | am also, to, um, just life being as fun asayou
make it. We have hit rock bottom L16-18P2
So, life has changed dramatically from a really great ¢ifa tery homey
lifestyle
L24P2

Other Family Stressors

There were other serious stressors in many of the families’ backgrouras. O

family lost a child to SIDS. Another family had a hydrocephalic child. Otnefdad a

family with extensive mental health issues and a child with autism. This/faadl to

move from Taiwan because people with disabilities are shunned there. One mesther wa

married and divorced several times so the family was uprooted every fesv fideere

were SO many extraneous problems that it was difficult to choose which staedis n

some cases, the fact that these people had already dealt with seridusheadt both

helped them through their crisis because they knew how to cope, and also made it more

difficult stressors were piling up on one another. This pattern provides anecdotal

evidence that stress creates or adds to existing health problems.
Family 3 Father: Yeah. Yeah. frankly speaking, at that moment,
because everything comes to me, | have difficult at church, bath luéal
children, difficult ex-wife [schizophrenic] and her family .... You c&e
without the what we call quote on quote, the salvation from the lord, we
could not survive. L19-22P4
The greatest thing | even thought about committing suicide quiteasever
times because | think the life is painful. L24P4L1P5
| had a sister who die at age 23 of cancer. She is a lot itigpifar my
life. Because of the last stage of her cancer, she very tampora lot to
encourage me and is sad especially my parents not accept, a young
daughter ok who die of this rare cancer disease. It age pespke,tlage,
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a fouled life...L1-5P11

Family 7 Mother: | should, um mention here that we were helped by -
our first child's hydrocephalic. L19-20P3

So we actually have been through this process before, of having your
dreams

shattered. L22-23P3

Family 8 Father: - what happened to us particularly with both my
wife [brain tumor] and my son [Down Syndrome with leukemia] rigki
illfat the same time] so quickly of each other, was the botimpped out.
L11-13P12

Family 8 Father: [Tells about how his son saved his mother (via
email, 6/30/10)]

My son was a hero for his mother. | was at school and our son found his
mother passed out on the driveway. He called 911 and knew to go to a
neighbor who is a nurse. He then called me and told me to come home due
to his mom’s fainting. When | arrived home, he had got the paramedics to
the house and was helping our neighbor care for his mom. | know we gave
you the news articles on this matter. He also received a commendation
from Congressman Lantos for his quick actions and clear thinking in
helping to save his mother.

This story was in the newspaper. His mother took it out to show the
researcher. Their son asked if the researcher wanted his autograph on her
copy. Of course, the researcher was very touched.

Family 8 Mother: Well | think with us too, because my mom went
really quick, so we had my dad for so many years with the pholse cal
And then -

Interviewer: It's one stress after the other.

Family 8 Mother: It is, you know, and it wasn't, | mean, you know,
there's a lot we had to do for my father that we would never hantedva

to do, either one of us...Then he was gone and it was kinda like, okay, you
know, as miserable as | was over his passing and stuff, and then you
know, life does eventually go on. And then it just seemed like, huh, now
we're back to square one in a different way. But certainly songetise

hits you and, you know, we'd be moving along and then, something else
hit us, | mean, so —-L21-24P12; L1-8P113

Family 8 Father: Our daughter was at the time 24 or so, was
diagnosed with severe cataracts. L14-15P15

Family 8 Mother: Well the best one was, even before the cataracts,
she got sick in New York. And she kept telling us that she wizsling

good and she was down to, anyway to make a long story short,nitieg e

up taking her to the emergency... ... she called me they'd admitted her to
the hospital. They had no idea what was wrong with her. And they thought
that she, too, had something wrong. And | could not go back. | couldn't.
L17-23P15
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Family 17 Mother:  Um, my dad was diagnosed with bladder cancer the
same week that my daughter was diagnosed with Hodgkin's lymphoma
L6-7P27

Of course, my husband will have to speak for himself but, um, wébkad

a child previous to our daughter of SIDS.

Yeah. We, um, we just weren't going to lose another. L6-9P21

Financial/Insurance Issues

There was no question in the interview that when the participants were asked
about insurance or monetary issues, many parents mentioned this as an adoed stress
Interestingly, these issues were mentioned across all income lemndlse Gurvey,
parents indicated that the insurance had taken care of the expenses. However, in the
interview, they talked about problems with the insurance companies and the bwrty a

money.

Family 7 Mother: | do remember on for example, insurance. This was
in the 7th week of her hospital stay when someone from accountimg ca
up and said, "You know, you should have a talk with someone in billing
because, uh, your insurance has a million dollar cap. And you'vealread
accrued $700,000. And | remember thinking, you go into another shock. |
mean, this is week 7 of a 2-year treatment. You know and |, idcalie
husband and, and said — gotta check this out. You know. You, you have
visions of your world falling apart...we've saved from day one, e
always told our kids, you're not going to get your cars from usyduite
going to get a college education. College, retirement and you think, you
could be, you could be wiped out. L17-24P5; L1-4P6

| think it was some lawyer someone recommended in San Frarneist
knew about these things [insurance, monetary)....I remember hingsayin
one of the options were, the guy told him we might consider divorceg to tr
to save some of our options. And you know, | just wondered, we can't do
that. You just feel so helpless. Your world's just crumbling ...L5-14P6

Family 9 Mother: ... And not only that [marriage problems, now
remarried], but we lost our home. We lost our vehicles, becauseamte
is not created or designed for a catastrophic illness L12-13.

Family 14 Mother: ...there’s been a lot of strain because the sclstradtdi
was very uncooperative, we're really in the hole for medical resgm
therapy, lawyers. L3-6P4

| know it [the cancer] took years off my life and costs, wetrapped
hard. L14P4

Family 15 Mother: ...there is a girl with the same kind of catlcat our
son’s been dealing with. ...she also had at least 2 chemo drudgsegire t
supposed to work in conjunction with his. ... put her in remission for 8
years. She’s been in remission for 8 years with his cancer.

L23-24P48

Family 15 Father: Can't get it through my medical plan L4P49
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Family 15 Mother:  And we have appealed to the State of Califongia a
everybody. And nobody’s listening to us. And the last time we apheale
they told me this case is closed, don't call us anymore. L5-7P49
Family 15 Mother:  The insurance company’s not talking to us anymore.
Family 15 Father: My HMO, they won't talk about it anymore. L13-
14P49
Concerns for the Future
Parents were afraid of losing their child and/or the residual effects of th
treatment itself. All were worried about the cancer returning. In thegtuadly, there was
a concern about fertility. None of the parents in the current study cared atibiyt fe
issues. They just wanted their child to survive.
Family 5 Mother: Of course the biggest concern is the fear of the
cancer returning at some point. We had great results, and medioally
prognosis is excellent, so we try to be in the moment, and not dwell on
that. Evan has bilateral high frequency hearing loss, and has physica
limitations due to his limb sparing surgery. He has a femaogaft, and
will require several more surgeries in the future. These areenm@s
well as the likelihood of arthritis developing at some point. L11-17P20

Family 9 Mother: Oh, what are we concerned about? Uh, quality of
life.
Family 9 Mother: No. And we've been fighting for it for two years.

And we’ve seen her steadily go backwards. She’s gotten nenagdam
her brain. Vascular damage in her brain. ...Congestive heart fdilli&-

22P28

Family 9 Mother: She sees a psychologist and a psychiatrist once a
week. L24P29

Family 9 Mother: She’s been diagnosed with major depressive

disorder without psychotic features. L4-5P30

Family 13 Mother:  All | care is my daughter to be alive. Becdhsee
is a lot of ways now to have children. Her sister may carby lbar her. |
can carry baby for her. You saw that 61 year old woman who ddraiey
twins? | can do it for her. But | don't think that's what | thinlalat The
only thing | ask God to do is to keep my daughter healthy. L12-16P21
Discussion
Clearly, these families have experienced acute intraitdmilpheaval. The
Double ABCX model is applicable to these parents’ experientthshaving a child with
cancer. The interactive and additive nature of the primary everdjafeosis of cancer,
with all the stressors, upsets the homeostasis of the fanhigselfamilies not only
endured the devastating diagnosis that their children have cancemrieubverwhelmed
by their everyday concerns. First, Factor aA in the Double AB@odel refers to
diagnosis of cancer, the original stressor, and the pileup of ethessors such as
financial issues. There are different demands depending upon thg faemiber and his
own ability to meet the challenges illness presents. The pamnmts past traumas
influenced their mindset along with the pileup of stressors. Thesiédgs had a variety
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of stressors past and present and are at risk for developin@positic stress symptoms
(Barakat et al. 2000). Because of this pileup of stressors, pws#tia symptoms (PTSS)
can impact the development of family equilibrium.

Factor bB is concerned with resources available to thdyfamch as extended
familial support, church groups, and medical services. Superimposed ontlfethis
changing illness, were the other issues these parents faagdr BB of the Double
ABCX model was applicable because this is about how familiestresge financial
resources. There was no question in the interviews that insuranoengtary issues
caused a re-evaluation of resources. Interestingly, these isstesn@ntioned across all
income levels. Barakat and Kazak (1999) emphasized that one ofjbenman-medical
problems, when dealing with a child with cancer, is financial. Thregantion with health
insurance companies did not impact the child directly, but causemh sira the
psychological well-being of the parents. This was an instare@re the exosystem, a
system outside of the family, in the bioecological model, impacted the childdthglire

Factor cC referred to the parents’ perceptions of the diagnos$igheir
understanding of the demands, and of their own ability to managed¢bponsibilities.
Parents knew they had to keep going and keep their familiesdoimgi Parents may
have been shocked by this catastrophic diagnosis of cancer, blgifofaimilies’ sakes
they knew they had to try to be strong for the whole family.Radead to focus on their
own relationship, their child’s siblings, and worries about the futli&ctor cC
represented the parents’ perceptions of the strength of theiragesyisupport from
family and friends, and their religious beliefs. The perceptiorhefquality of support
outside of the family microsystem determined if the relationblefwveen systems was
bidirectional (Sameroff and Chandler, 1975). These parents also had tetanddrow
work with another system, that of the medical field.

Factor xX is about how the family finally adapted to this illness and their other
concerns. Families were concerned about their children’s survival. Theiostaind is
best described as the Damocles syndrome (Koocher and O’Malley, 1981).
Metaphorically, these families were constantly hypervigilant. Furthey also carried
with them what Rolland (1990) calls anticipatory loss referring to the feacofrence
of the cancer and death of the child.

Factor xX is the final assessment of how each parent adapaed tmanaged this
crisis. These parents felt they had worked hard to achieaadslvithin their families.
The microsystem of the family was burdened by what the diaghomight them before
interactions with schools were even considered.
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Chapter 6
Results 1I: Children and Cancer
Finding Out
These adolescents tried to adapt to their iliness by being positive. Their Bsspons

were aligned with those of their parents.

Family 1 Daughter: Well, 1, | asked if it was curable andytlaid,

"Yes." So, | was fine. | felt like, okay then, I'll just take the medicadiaah

go through it. L14-15P1

Family 3 Daughter:  Well | guess it was, | didn't really thaibout it at

the time. | just thought it was live one day at a time. Isguledidn't, |
mean it was overwhelming because | had to leave school and | didn't know
if I'd be able to graduate or finish high school in time or gu&rything,

and college and the future. And, also, | knew it was a really ris
procedure [bone marrow transplant]. | didn't know if | would even survive.
So, | mean, and I, | guess most of it that | was worried abast my
friends and my family. L1-6P2

Family 6 Son: Yeah, | didn't really, like, wouldn't let it getnte. | said,
yeah. Who cares if | have cancer. Like. You know. L8-9P45

Interviewer: But once you were in treatment for 3 months, then wtat di
you think?

Family 6 Son: | was like, damn. Like, all this chemo's like gethrggall
like, tired out, weak, you know, and I'm missing school and I'm missing,
um, my football and all that, you know. L12-16P45

Interviewer: So it really hit you then. So how would describe your
emotions? L19P45

Family 6 Son: | was just like, | was really not letting, tryimgt to let it

get to me or anything. So, I tried to keep a positive attitude, jokitig

the nurses and scaring them and all that. Pretending that |leegsng
and then "Aagh". L19-21P45

Interviewer: So first tell me, um, how did you feel when you wiesé

diagnosed with cancer?

Family 12 Son: Um, mad and

Interviewer: Mad?

Family 12 Son: ...and then sad and then kinda like in denial. L1-5P1

Interviewer: What was the first thing that came to mind for you?

Family 12 Son: Um, that | might not feel the same again.

Interviewer: Okay.

Family 12 Son: Like, | may not be able to play sports again or, pipba

get better. L12-15P1
Being a Teenager

Cancer interferes with being a teenager and all it involves. At the time of

adolescence, a teenager bonds with his/her peers more than with his/her pareatsf Som
the teens in this interview did try to rebel, sometimes with hospital personnel. Even
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though some of the children were with parents for treatments, they stilbfated from
their peers. One young man was frustrated because the doctors did not want him to go
home. Some teens felt they did not fit in anymore which was difficult for them.
Interviewer: Yes. So did you go through a rebellious period when you
came back?
Family 3 Female: Um, did I1? | mean | was just taking myliciee and,
and
| wasn't supposed to be in the sun, because [it] attacks the ebsckif
your skin or something. L3-6P7
It was like, well, why can't I, why can't | do that? Saustjsat out there
kind of in rebellion. And just kind of frustration L14-15P7
Well | felt pretty alone and isolated physically and emotign&b it was
tough because | didn't know what they were doing and they were having
fun at school and doing stuff that kids usually do and | wasn't able to
participate because of my health. L17-20P3

Interviewer: Yeah, you didn't want people seeing you sick.

Family 6 Male: Yeah.

Interviewer: Well, | understand that. And | know guys don't yeillk
about this stuff. You kinda just play games.

Family 6 Male: Yeah, just try to be ourselves, be teenagers.

Interviewer: As a teenager, do you think your diagnosis affected your
relationship with your parents?

Family 7 Female: Um, well certainly | became a lot mdependent on

my parents. | was a lot more independent before and then | had to,
particularly my mom. | had to really depend on my Mom for a whuile

of things that I'd been able to do for myself before and all of a sudde
couldn't. L10-15P48

Family 9 Female: | can't be a teenager and....try to be aroundengd

and understand them. | don't know how because | don't know how to talk
like them. | don't know how to be their friend because ....talking about
their nails and their makeup and their hair...then they talk about, you
know, for instance, oh, you know, I'm so horrible. Nobody is ever going to
like me. This boy is never going to want to go out with me. You know, I'm
just going to die alone. that's ... So, all | can hear is mgndis
complaining. And, so I'm on a totally different level.... and | feel kinda
like an outcast... I'm all alone. Except when I'm either gettimgesy or

in the hospital, or, you know, coming to school. L11-23P21

| used to smoke and then my parents found out about it and then there was
no more smoking. So, | stopped smoking and | got in trouble at school a

couple times. ... | just finally stopped smoking. But the boys [her
brothers] are allowed to smoke, but | can't smoke because of any he
L12-15P33

Family 9 Female Written notes after tape: “At the end of iIReb009, |
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was sick and tired of being sick and tired. Tired of evergthlndidn’t
want to do it anymore. | tried to commit suicide. | was in StryRdaCU.
The hard part was because | was so sick medically, | couldehantg a
psychiatric facility. My psychiatrist used my book. [writtenttwiher
father in Texas]. It made me feel like | was making a difference.

Family 11 Male: ...like clearly, but | Yeah, to like get out of the hospital. |
remember | was just there just thinking, | couldn't talk abowtriaifwhile
... And he [the doctor] just kept talking and | flipped him off... | just
...flipped him off. Yeah, to like get out of the hospital. | remembékét
clearly, but | was just there just thinking, | couldn't talk aboubita
while. L16-18P17
Family 11 Male: ...I want to be busy with school and sports. Mydise
come over and sleep over. | feel like a disconnection at home.drgay |
at home. L15-17P22
Friends
Since adolescence is a time to interact with peers rather than vatiigyahese
children had a lot to say about their relationships. Friends are certainbuacesfor
adolescents. Quite a few had one set of friends pre-diagnosis and, another set, post-
diagnosis.
Of the 5 girls interviewed, 4 had to find another group of friends6Alf the
boys kept their friends. The only boy who had difficulty had an eailgittood diagnosis
of Asperger Syndrome.

Family 1 Female: Uh, | felt like maybe | was like, like sbciaanged

a little bit. 'Cause I, um, my friends - in junior high they make new friends.
Interviewer: Yeah, right.

Family 1 Female: And they sort of hang out because they like
separated and it was like — | don't know who to hang out with. So then, |
think, what | know now | try to make friends with, like everybody. So |
don't have like a specific set of friends that | always hautgwith. L4-
10P4

Family 8 Male: [Down Syndrome] | think of my poor friend
[girlfriend] who had to eat her lunch alone because | am home sick.
Interviewer: Yeah that's sad because she was by herself.
Family 8 Male Child: Yeah.
Interviewer: | bet she missed you.
Family 8 Male Child: My friend, my friend looked after her. And my
friend ate lunch with her. L2-7P10
Friends and Knowledge of Cancer
These teens had to deal with their diagnoses and, then, the strain of the reactions
from their middle school and high school peers. It is difficult for teenagens pdess
find out about their illness. In some cases, some of the peers, in particulad, glasge
rumors about their peer’s situation or were uncomfortable around them. However, some
friends were very supportive.
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Family 3 Female: Um, | still had another friend, this was ingB#de. She

had when she was. ...Also, it wasn't really cancer, it was a turhes
caught it at the very earliest stage. So she was gone frtboolsfor a
month, so she understood me the best out of all my friends. L21-24P10
She knew that | had leukemia.... But when | got back, you know, she just
didn't care about her health at all.

Interviewer:  Oh.

Family 3 Female: She was still with the same people, but ffexgae are

not healthier, ...l understand her pretty well because | triechtard stuff

like that, but she would not take care of herself and just fool around and
smoke weed and - L1-7P11

Interviewer: Do you think your boyfriend understands your health
issues?

Family 3 Female: He could understand to a degree, but | meamhe ca
understand it physically but not emotionally. But, yeah.

Interviewer: Why do you say he’s emotionally lacking understanding?
Family 3 Female: Um, | guess in terms of understandingeofab it is.
'‘Cause he's had a pretty, like, smooth life and not many coneglicssues

or anything like that. So, like it's harder for him to understand Wt
been through or my family's been through...You know, so it's harder to
talk with him about these thoughts. Like more meaningful, deep thoughts
...And, | guess, | mean, it's pretty hard. '‘Cause like | wish dwddc
understand, but | can't blame him for not. L1-12P12

Family 7 Female: My friends, | almost feel like my friendsre more
concerned about like treating me than like | was concerned about our
relationship, like it would affect them...such a big thing, | mean, | was one
day fine and it hit me so sudden.... And the next is like the word drees g
around school that | have lung cancer, which | don't. But. '‘Cause my lun
collapsed so every-, like everyone's hearing like everything. ILilad 5
different types of cancer. And things were going around — you know how
that works.

Interviewer: Yeah. So how did you get that clarified?

Family 7 Female: | guess like, things get out like, oh, she ddeesret
lung cancer. It's okay. She's not going to die. L1-13P7

Interviewer: Did people come around and visit you?

Family 8 Male Child: Yeah, yeah. | have my teammates. My team was the
Vikings.

Interviewer: So your team was the Vikings?

Family 8 Male: Yes.

Interviewer: Like what did you play?

Family 8 Male Child: They play high school.....

Interviewer:  Football?

Family 8 Male: Yeah, | was the water boy.

Interviewer: Oh you were the water boy! How cool! L2-14P3
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Interviewer: Your mom and dad said that you saw your class?
Family 8 Male: Yeah. And they made a book from them to me.
Interviewer: A scrapbook.

Family 8 Male: Yeah.

Interviewer: Wow.

Family 8 Male: They made a book from the class for my birthday.
Interviewer: For your birthday ...

Family 8 Male: Yeah. And then a book that'’s... of Diana [Makes a heart
shape].

Interviewer: Oh....in a heart?

Family 8 Male: Yeah in a heart. She said | misses my honey. L4-18P4

Interviewer: Okay. Do your friends understand that?
Family 17 Female: No. Well, one of them does. And, she's just been t
most very good friend to me ....I don't think she fully understandsuit. B
at least she's attempted to. But my other friends, they don'tStzclerit
and they really don't, | don't think they want to understand itusecthat
would kind of wake them up, you know, and make them have to get out of
their world. And it sounds sad, but it's not. They just, they don't know.
L17-24P3
As when | act in a way that my other friend doesn't like, umhddr her
[the friend] say, "Well maybe it's the cancer that's maeagct this way."
Things like that. L21-22P4
| had mixed emotions. Um, kids at the high school are really judginent
So in the beginning | was kind of afraid of what they would think offme
| came back and | had cancer if | went back to school. .... And kyntlee
the treatment was over then caring about my cancer reallyt dicitter
that much. L4-8P40

Physical Changes

Adolescence is a period of focus on one’s body image. One young man had to go

to school in a wheelchair because of effects of the cancer. He did not care. Wwinjies|

to go to school. These teenagers responded with unexpected answers.
Family 1 Female: ...in junior high. That was when my hair wasl laf
funky. So, one of my friends that | met in junior high just thought$ wa
like, doing a fashion statement then.
Interviewer: Well, what was your hair like?
Family 1 Female: It was like, | didn't want to cut it,tes part was like
full, but then it was like real short and this part was thin.
Interviewer: Oh, so you never really lost all your hair.
Family 1 Female: Uh-uh. And then, | think 7th or 8th grade, then | cu
that stringy part off and then just cut it short boy's hair cut.
Interviewer: Oh, must have been cute.
Family 1 Female: Yeah, it was funny. One time, like, the backyofiead
was facing someone and there was a group with all my fri¢adsmvere
girls and then she[the teacher] said "ladies and gentlemansecshe
thought | was a boy. L6-18P9
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Interviewer: So they know — you don't mind them knowing you don't
have your hair?

Family 6 Male Child: Yeah, 'cause we talk, yeah, we talk jokes dnd al
that, like my friend calls me Yoda ... so we joke at each other but we don't
like, you know, like, - Oh, you baldheaded man — you know, and start
cussing and all that. L10-20P52

Interviewer: Did anybody notice that you didn't have hair?

Family 16 Male: Yeah. | remember one time somebody calledskmn
head, like, they yelled that out when | was walking by.

Interviewer: So what'd you say?

Family 16 Male: Just ignored it. L15-19P4

Family 17 Female: So when | came back to the high school and t didn'
have hair, | shocked a lot of people. Um, half the people that | kinatv
were nice to me won't even talk to me anymore. | don't know wihynk,
| think it's either guilt, or |1 don't know what it is. But masdtthe people
that wouldn't talk to me before are now being nice to me and jvisigsa
hello when they never even looked my way before. And either they
bugged me and it just doesn't now, but — people, it's like I've dilbexal
groups at the high school. It's kind of interesting. L8-15P7
Philosophies of Life
This section focuses on the emotional and psychological impact of having cancer.
These adolescents had a different world view than their peers. The ezp@idiaving
cancer acted as a catalyst for change about what was important in life drwias/ment.
Some teens found it difficult “being normal”. As a result of the time sperninigatiieir
cancer, these adolescents had shifted their priorities and values from thosgrotiphe
before they had cancer to those of their individual beliefs after treatment.
Family 1 Female:  Um, well, | think | got a better outlook on lifel,a
um, improved like my personality.
Interviewer: Tell me why you have a better outlook in life.
Family 1 Female: Well, | think, it's just a very quick secdmelight, but
| thought like | wonder if God did this to me and I think, no he didn't. But
then | thought — well, | might as well uses and then try to psttisat a
person, you know it's not a punishment, but use it as just like, if | was
doing something bad, so | just start doing better things. L8-17P10
Interviewer: Okay. And, um, you said you wanted to be a better person
and how, you said something else, how, um, how would you like your
life to go? What do you see for yourself?
Family 1 Female Child: [, I want to be, | think a pediatric oncologist.
Interviewer: Oh, wow.
Family 1 Female: Yeah. And, but I'd like to get married anck hads.
And there's this place called Camp OKizu.
Interviewer: Oh, sure.
Family 1 Female: Yeah. And there's a ropes course there aedtl
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there since | was 13. ..... when | was 13 | first went on it and st just
amazing, like | really enjoyed it. Had a bunch of energy swinging throug
the trees and, uh, so, | think | want to also do that, um, with neexcar
Like, have a ropes course. Kind of set it near a hospital thatk at and
like run it like a non-profit and get the kids to be able to expesitimat

for free. L14-24P11, L1-4P12

Interviewer: So, is there anything else you want to talk aboutfidys

that you think people should know?

Family 9 Female: | don't know but we should just stop taking
everything for granted. | mean, people do that a lot.

Interviewer: Yeah. They do.

Family 9 Female Child: | mean people complain about — even the
line's too long, or being in traffic for instance...That is one thhreg
pisses me off. Because | can't drive, because of my seuutiéshey're
fixed. And yet people complain that they're in traffic. They'ré lusky

they get to drive somewhere and get their selves from A tnB, you
know, parents. And once they see a kid with cancer they go - I'm gonna
hug my kids and be so thankful that they're healthy. And it's like, you
should do that anyway. Why does it take somebody, a kid with a bald
head to tell you — ding-dong — you should love your kid more. L22-
24P26; L1-14P27

Interviewer: What is your goal?

Family 11 Male: To go to college, university. Maybe lookingrafing

a doctor. Something in the medical field. Maybe oncology and | can help
little kids. Something in the medical field. L4-7P25

Family 17 Female:...Everybody else goes through life at the $agbol that | go to.
They all go through life in their own little world. Concerned abouttishenmediately in
their lives. And I've been forced to kinda open my eyes and lodie athtildren that are,
can't go to school and can't play be with the rest kids.
Interviewer:  Uh-huh.
Family 17 Female: And, like | just kinda realize things that Iemethought about
before. Kids never think about the future. They think about the presetivanpast kinda
forced to think about the future. L9-16P40
Discussion

Like their parents, children were shocked by their diagnosis and in some cases,
the children were afraid they were going to die. However, like their pareeysatiapted
and tried to be positive. Both the Double ABCX and bioecological model provided
frameworks to analyze these adolescents’ replies. Their reactiong ttirtess are best
framed by Factor aA, which is the introduction of the stressor event. Mahgsa t
adolescents spent a great deal of time in the hospital, a new system for thel Ttiey
very sick during chemotherapy which was an additional stressor.

According to child development, adolescence is the time for teens to move away
from the family microsystem and align with peers (Zeltzer, 1980). In geafahese
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adolescents, dependency upon their parents, due to their illnesses, intettietediwi
growing autonomy. These adolescents tried to adapt to their treatmentsl beit st
teenagers with their peers. This adaptation illustrates Factor cC,iagdéptstressor,

and adjusting to both the internal and external changes from the cancer. Theiteens’

of their friendships were positive for some teens and more difficult for othery. dlan

the children felt isolated from their friends, which was a loss of a restmurdeem. Four

of the five girls perceived that their friends, on the whole, were not resources, bt peopl
who had moved on with their lives. According to most of them, their friends had
changed. These friends were on drugs or “in their own world”. More of the boys,
however, found their friends to be a resource. Their friends’ knowledge about cascer wa
minimal, but these boys did not care. They were just happy to be with their friends.

Zeltzer (1980) also stated that adolescence is a time vdwesaents develop a
sense of sexual identity. It was noticeable that none of the eildentioned being in a
romantic relationship except for the young woman in college and thevilo Down
Syndrome. When the interviewer asked about having a boyfriend éregul all,
except the two above, said they did not have a relationship.

These adolescents saw their bodies change gradually over timg ttaatment.
All lost their hair and some lost quite a bit of weight. The resggoitg physical change,
also Factor cC, were not what the researcher expected. ltsuvpssing that their
attitudes were mostly positive or at least adaptive. It \iggsiateresting that a few of the
boys did not want to go to school bald, but the girls did not care and eveahaol. If
one of their peers was shocked by their loss of hair, many sé tieens just shrugged
this reaction off as the other person’s problem. This casual attwade especially
unexpected with the girls. Usually, teenage girls feel they aveok perfect to fit in
(Hinshaw, 2009), but because of their experiences fighting tleeicahey saw their hair
loss as a small price to pay.

Another type of physical change was that many of these teehshest ports
inserted so that there was a semi-permanent place for thettterapy to be injected.
Along with hair loss, this meant that these adolescents had tabresminder of their
illness until treatment was finished. One of the boys want&dduw if the researcher’s
son had a port also. He knew that the researcher’s son was a sutwias clear that he
wanted reassurance. The tone of his voice conveyed the hope thatuldsend and life
would resume.

Finally, Factor xX refers to the children’s adaption to tliiesses. Most of the
participants felt they had matured and were better people esult of their illnesses.
Keene et al. (2000) asserts that many survivors and those whooiage tgrough
treatment attest that having cancer opened their eyes. Two t&Heth@gers in this study
wanted to become pediatric oncologists to help other children. thasauthor’s
observation that this is not an uncommon goal for children being treated for cancer.
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Chapter 7
Results lll: Parental Perceptions of the School Experience
Return to School

This chapter reports parents’ perceptions of their children’s experiences whe
they returned to school. Of the 17 children, only 1 could not attend school. Of the
remaining 16, half of the children had a positive experience, while the rest did not. The
students who had positive experiences seemed to have these attributes in corharon: eit
the students were high achievers or the students were in special education. The parents
perceived negative school experiences if their children did not want to go to school for a
variety of reasons including not wanting to be seen as weak, or not wanting to take
medication at school. Negative experiences also occurred when there alasfa la
cooperation between the parents and the school personnel. These circumstances arose
when work packets were not prepared, when accommodations were not enforced, or
when administrative staff were disrespectful to parents. Parents percesredep
experiences when teachers and/or the administration worked with the famiheand t
student with cancer. Parents were appreciative when teachers sefftarartte class to
school or kept in touch with the family.

Parents often had to be advocates for their children. Two examples of advocacy
involved two different parents, a mother of one daughter, and a father of another
daughter. The outcomes were different in spite of the facts that they bottedhéred
arranged a meeting with their child’s school, and they were both from the higt@siel
level in this study. Both sat down with the schools to prepare them for their datghter
re-entries. The father received what he needed from the school, while the haattzer
mixed experience. Their impressions are written below.

Family 3 Father: [His daughter went back to school]...uh 2 months before
she can graduate from the middle school. So, we, go to talk to the school, |
go talk to the school. | don’t want her to feel bad because she couldn't
finish the school. She couldn’t even have a middle school graduation,
maybe certificate to show her status. It may be a little hard for bealB

her friends are going to the high school and she cannot. So I told the
school. So | say people have heart, people always care, so the teacher in
the middle school told me immediately that she would graduate. L7-
14P12

Family 17 Mother: She was, um, we told her about 10 days aheacdeof tim
to get her used to it. We notified her teachers that she wasgdrack.

We had a meeting with the 504 coordinator who's the school psychplogist
her counselor and her home hospital teacher. Um, to talk about perhaps
the, the 504 and what her needs were and we got her in on it. Theg agree
to do a 504...

Family 17 Mother: Um, and to try to alleviate her fears fng back to
school and we did that meeting. And also, we wanted to make sure that
she knew what her classes were.

Interviewer: Uh-huh.

Family 17 Mother: Who her teachers were, where they were.

Family 17 Mother: Uh, things hadn't changed a whole lot bechaskeft
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Likert Scales

school the middle of, uh, winter, the fall semester; and went ek &
weeks into spring. Um, so, she tried to keep up in her clasdesast of

her teachers were very agreeable. There were somesglékeePE and
drama, if you're not there you can't take the class.

Interviewer: Right.

Family 17 Mother:  And | talked to her and I, | tried to counsel her and
tell her that, you know, these kids are all in their own bubbles. Enal;r

all, life has been going on for them. You were there, you wetsre.t
Now you're going to come back. Believe it or not half of them'iagemg

to know that you were out.

Interviewer: How prophetic.

Family 17 Mother: And, you know, that's, so, don't stress about that. You
know, you haven't lost or gained anyone probably. It's probably just gonna
be quid pro quo or whatever the right word is. Um, she was, she was
nervous and so | tried to alleviate her nervousness by meetinghgith
teacher, or actually shortening her school day. We got to hawgoher,

so 5 or 6 classes, to have one at the home at home school cldssihA

we met with her home school teacher ahead of time. Had her [home school
teacher] contact the regular counselor, who's just swamped witkid@®0

on her roster to have her have a schedule printed out for her forster fi
day of school and also to note the teachers she was going to helve. W
she came back from that first day of school half, half or magbejuite

half, but a few of the teachers didn't know she was coming back..abever
of them didn't know she was in their class, L17-24P29; L1-24P30; L1-
13P31

The parents’ responses to the interviews and to the Likert scales are in tabula
forms (See Appendix D). The Likert scales can only be interpreted whthifnamework

of the child’s school situation, whether the child is still being homeschooled or is unable
to participate in certain classes.

Below is part of a table of mothers’ responses on the Likert scale. The acamplet
tables are in Appendix D.

1=not supportive, 2-somewhat supportive, 3-average support, 4-very supportive,
5-extraordinary support, N/A-not applicable

English 5 2 -1 5 1 1 5 nfa 1| 4 4 5 |4 nfa 3 a 5
Math 5 2 -1 5 4 1 3 nfa 1 4 4 4 2 njfa 2 4 3
Science na 1 ) 5 1 3 nfa 1 4 14 5 5 n/a 2 4 5
History nfa| 1 -1 5 1 1 4 nfa 1| 4 |4 5 5 nfa 2 a 5
P.E. n/a| 4 -l nla 4 2 na nfla na|4|4 pa] 5 na na |5 1
Classroom| n/a | 5 -l nlal nlda nla nla 5 1 4 |4 nla|4 nla 2 4 n/a
Aide
Principal 1 nfa#| -| ++ ++H1 3 1 1 5| 5 5| 4 1 3 4 2

+

n/a
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The staff members of the two private schools were not rated any higher than some
of the public school staff members. Where the results are marked “n/aliilthevas
either unable to take the class or was unaffected by that particulgoryaté personnel.

School personnel were rated according to how they had reached out to the parent
and the child. Issues of trust or betrayal influenced the ratings. Speciatiedueachers
and the classroom aides were rated very highly. This reflected &tiemships these
groups of people had with the three children who had Individual Education Plans (IEP)
before their diagnoses. Furthermore, these ratings mirror the findingsuoralarger
study measuring parental trust of teachers by Adams and Christenson (1998&udyhat s
included 123 parents of regular and special education students. Parents of students wit
“high trust” had children in intensive special education programs compared with those
children with less intense special education plans. In this study, just becausehadta
504 plan, did not insure accommodations.

The researcher used information from the Likert scales and the surveys to
determine if parent involvement with the school prior to diagnosis predicted theischild’
success in re-entry to school. In the Adams and Christenson (1998) study, pakents wit
“higher trust” also were very involved with the school. In the current study,abbde
surveys rated their perception of parent involvement, while, on their surveys, the parents
self-reported their involvement in the schools (See Appendix D) Two teachestauti
that they did not know about the involvement of the parents. The rest of the teacklers rate
the parents as active in the school. However, it must be pointed out that thess teache
were selected to fill out the surveys by the parents, and those parentsideksiters
with whom they had good rapport. The researcher arbitrarily decided thatrdrda pas
involved in five activities that the parent was very involved in the school. Before
diagnosis, six mothers and three fathers were very active in the school. Twasmother
were active in four activities. As would be expected, after diagnosis, involvement
dropped for all but one mother and father. One father became more active with the
school after diagnosis because he wanted his daughter to receive as much cooperation
from the school as possible. Parent involvement did not reflect the level of
accommodations provided by the school. The parents who had children receiving special
education services rated the special education staff as extremely suppaoitinelicated
there was no relationship with the school as a whole. This observation speaksdk the la
of integration between special education and general education. Some parentsywho onl
took part in parent-teacher conferences or only had interaction with the sclheol if t
teacher or principal called a meeting still received positive school supde,others
with similar involvement did not. Some parents were very active, but the support was
only fair, or even, negative. One mother labeled this interaction as “contentious”.

There are separate tables each for mothers’ and fathers’ ovengé raft Least
Supportive and Most Supportive school personnel according to their interviews. These
are meant to be compared to the table of the Likert scale ratings complet@chby
parent. For example, the mother in Family 1 said in the interview that the school nurse
was very helpful, but did not write that on the Likert scales where there wasedapla
name “other.” The mother of Family 9 said the nurse was the most supportive in the
interview, but did not list the nurse on the Likert scale. On the other hand, the mother of
Family 5 gave a 4 on the scale for the technology teacher, but did not say aaithiihg
that teacher in the interview. The survey was explicit, allowing parerdsetohe
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personnel individually. An unexpected finding was that the school nurse played a positive
role for the child returning to school. Five parents rated the nurse as exceptiamgl dur

the interviews. Another surprising response was the reaction of the attendaee off

Four parents responded that the attendance office was helpful, while 7 felt théitthe of
caused them extra problems.

Teachers, counselors, and principals filled out surveys. The results of their
surveys are in tabular form in Appendix D. Counselors filled out the teacher sbyveys
choice. Their data is included in the teacher tables. Fifteen teachers apdimorpals
completed the surveys. It is important to keep in mind that the parents selected which
teachers and principals would fill out the surveys.

Support from School Personnel School

Staff with personal experience with cancer or a serious illness wergadigpec
understanding of four of the families (Families 3,6,8,17). Where the schools were
supportive, initiating help or reaching out to families, the parents felt the school
experience was even more positive. Overall, eight mothers felt they hadgooeery
experience according to their Likert scores. Yet, in their interviewg,oihiée often
focused on the negative. Four fathers, out of the ten who rated the personnel, thought the
schools were very supportive. One father, divorced from the child’s mother, had no
interaction with the schools and, as a result, could not rate school personnel. The
counselor was seen as supportive by six mothers in both their interviews and.surveys
Three fathers perceived the counselor as supportive.

In the case of one family, the mother and her significant other perceived the
support differently from each other. She had two very low ratings, whereas her
significant other had all very positive ratings. Her ex-husband, with whom she has a
contentious relationship, actually rated personnel more in line with his exTwite
principals, who were rated very highly by the mothers, indicated on their surveys that
they offered a wide range of supports for their faculty and the families.

The two women below were on opposite ends of the socioeconomic spectrum
with differing ethnicities. It was apparent that support, in this case, did metaterwith
socioeconomics, gender or ethnicity.

This excerpt reflects both positive and negative support.

Interviewer: Was she his advisor?

Family 6 Mother: Yeah.

Interviewer: Oh, that's important to know. ...

Family 6 Mother: Yeah, and so, we actually sat down to talk about
mostly. And then at that time, uh, she said...the advisor, you know, asked
— oh, I brought up my son and about the home schooling and stuff and,
and she was really, really surprised because he had beenggoithgyou
know, prior to his getting sick and injured...and she was just reallyy rea
saddened that they gave him all F's for the first semester.

Interviewer:  Are you kidding me?

Family 6 Mother: No. All F's and, um, and the counselor, when she got
wind of it, that, later on that day, she said, she, she callegiauénow, |

had left her a note also. She called me ... and she was jugt really,

really irritated. You know, she said, she could not believe that ecwoer

told her that my son was out because she's the counselor. You know, if
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she, she said that it never left the attendance office. You knows? like,
well that's weird because | have been talking to those teadhiead let
the coach know L16-24P19; L1-23P20

Family 8 Father: As far as the school was concerned, in my estimation,
I'm sure my wife would probably have her own opinion, his teacher
[Special Education] was fabulous and particularly one aide. Became true
members of our family, there were times when they came here and stayed
with him. They took him places. Very often they came and saw him in the
office. There were times when they would bring students from the school
to visit him in the hospital.

Interviewer: Wow I've never heard of anything like that.

Family 8 Father: There were times when they would bring stutiztite
house, so our son wouldn't miss all his friends. So they were wonderful.
Yeah. L15-24P17; L1P18

Family 9 Mother: Elementary and Junior High, they would work with her,
work with us, as much as they possibly could. L16-17P39
Family 9 Mother: I can tell you in high school that, the school nurse,
was the most supportive of anybody.
Family 9 Stepfather: It is the school nurse.
Interviewer: In what way?
Family 9 Mother: She was the one that would actually returnigmai
return phone calls. Be in constant communication. Always wanting
updates on, you know, when she had surgery, she called to see how she
was doing. From personal time, she didn’t even call from the scBbel.
called from home.
Family 9 Mother: Very caring, very genuine. And not afraid to ask
guestions and not afraid to say what she thought. If she was nervous about
her being in school because of her seizures, she said something.
L24P40; L1-14P41
Lack of Support
There was a discrepancy between the schools’ perceptions of their suppbg and t
parents’ perceptions. Five of fourteen mothers and three of eight fathers gave the
principals very low ratings. Three mothers gave the principal ratings of beireyvbain
supportive to average support. Two fathers rated the principal as somewhat supportive
and average support, respectively. Three of four couples, who rated the principal poorl
did not give consent for the principal to be given a survey. These parents firrelyebleli
that the principal was neither concerned, nor even knew, about their child’s. ilThess
fourth couple complained about the principal, but wanted the principal to be given a
survey. Interestingly, this was the only principal who would not fill out a survey.
Conversely, even if parents did not see the principal as helpful, the principal pgrceive
himself/herself as offering a variety of services.
Three mothers and two fathers felt that teachers as a whole did not act
supportively. The passage below sums up the frustration parents felt when they could not
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get help for their child. The parent below did not feel respected, listened svedrfor.

There was a lack of collaboration, attentiveness, and communication.
Family 9 Mother: And | would like to see the school be more supportive
of the students who are struggling. Who are fighting for their life. They
give more attention to the kids who are committing misdemeanors and
felonies L17-20P6 If they would take that same energy on the kids who
don't care if they're at school, who are truant, off committing these
juvenile crimes — if they put the same time, effort and everything else that
they do into these kids into the kids who are chronically ill, who didn't go
to a grocery store and buy their cancer, who didn't decide — hm- | don't
want to go to school today so I'm just gonna go and, | don't know, smoke
dope, or vandalize a park — if they just... these kids, we'd be so much
better off. L24P6; L1-6P7

Additionally, the older sister of another child was exacerbattdtie

lack of attention because her school district has had 13 casesemie
in the last few years. She could not understand why the schomsnae
more empathetic. In her interview, she said that the vice prinaipdl
principal were not supportive. Yet, on the Likert scale, she circled
“neutral” for both.

Family 2 Sister:

Interviewer: So, who showed you the least support in the school?
Family 2 Sister: Um, well, when we first went there, itsvetually the
assistant principal. You know, | just would basically kind of ask questions
and he just kinda brushed us off.

Interviewer:  Wow.

Family 2 Sister. Yeah, and, uh, so he wasn't very helpful aradl, you
know, | was just kind of inquiring what services they had for him,
obviously I didn't plan on saying that he had cancer, but

Interviewer:  Uh-huh.

Family 2 Sister: | was just kinda, you know, asking just to figureyou
know, what we could do to help him transition to this other school, ‘cause
he was actually, uh, starting school a few weeks late already.

Interviewer: Right. Right.

Family 2 Sister: But, yeah, he just kinda brushed us off and érnev
actually met the principal, so.

Interviewer: That is so bad. | mean really bad. What do you wish the
had done?

Family 2 Sister: Well, I wish that they had been a little more
concerned. Obviously | know that they're busy and they have a lot of
things that they need to coordinate but, you know, it's like to kind of brush
us off without even hearing us out. | had said that | was so concerned
about him going back to school. L13-24P10; L1-13P11

Family 15 Father: But as he gets older, the resources are not there and it's
hard because, even | have commented to our social worker, that | kinda
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resent the fact that they put him on a back burner, and not given him the
resources that are due.
Interviewer: And you mean the school?
Family 15 Father: The school. I'm talking about just the system in
general, how they look at older -
Interviewer: You don’t mean older kids in general. You mean older
cancer patients.
Family 15 Father: Yeah. L18-24P23
Hospital and the School
These two entities, the hospitals and the schools, were supposed to interact to
benefit the parents, the child, and the school. When the hospital stayed in touch with the
school, the educators could more effectively plan for the child’s return to school. Even
more, the school could understand more clearly what the family was gangthend
what the family needed. Positive interaction between the hospital and the schatdavas
a relief to parents who already felt overwhelmed. The hospital and the sahv&ebw
together for 8 families. The hospital got in touch with the school for three of tlieefam
but the school did not follow through. Where the school and the hospital collaborated
successfully, the parent said it “helped to make life easier (F11)”. Of thed parents
did not want any accommodations.
Interviewer: How did the school and hospital personnel collaborate?
Family 4 Mother: Hospital personnel helped us to coordinate taking
AP/SAT tests on-site. L23-24P1

Interviewer: Did the school or hospital inform you about services
available for your child according to Special Education law?
Family 16 Mother:  No, not really. That was it. L1-3P17

Family 17 Mother:
Interviewer: Um, who told you about special ed law and
accommodations? Was this the hospital?
Family 17 Mother:  Uh, with the HEAL program at Lucille Packard.
Interviewer: Okay. She told you.
Family 17 Mother:  Yes, yes. And she actually worked as, worked as a
liaison with me and the high school. She got a hold of the, the district
psychologist.
L13-18P35
School Accommodations
These parents wanted the school to be adaptive to their child’s needs. Often,
families did not know they were due accommodations by law, while at the sage tim
schools were unsure how to help these families. The schools coped in three ways: they
used special education law to help the student, they made a show of support bgagreein
to implement accommodations, but had no follow-through, or they offered no
accommodations at all. This last strategy worked if the parents did not knowghtsr r
In return, families helped by being open to what the school offered. Of the seventee
families interviewed and surveyed, only 5 families had appropriate accommodations
according to parent report. Two of these families had a child with an IEP alfidadg
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of the seventeen families had 504 plans which were not followed. Of the twelve
remaining families, four of the children did not want any special treatmieatother
families were not aware that they could have services.
Overall, the principals’ perceptions were opposite of those of the parentse All t
principals marked that they offered at least two services and that alabedecation
teachers received some assistance. Only two principals (F4, F14) indizattueir
teachers had some training to work with students with cancer. However, the datiagfrom
teacher surveys showed that those teachers did not receive any trainiegidér that
not only was there miscommunication between the school and the parents, but there was
also internal miscommunication within the school itself.
Family 1 Mother: At first, this mother said there were no plans on paper,
that she “wasn’t educated about it at the time so | didn’t know anything
about it.” L1P30
Um, well she [the school counselor] helped with modifications as well
But she didn't recommend the 504 plan until she was in 8th grade.
She even said something like, I'm not sure why we didn't doetriger
but she just thought of it in 8th grade not 7th. Even though it was the same
person.
She also needs to drink water...[School counselor] had requested her
memory skills to be tested, to be assessed, which they, the schobl didn'
provide -
Interviewer: Really?
Family 1 Mother: Yeah, she just like never got back to us. So the, uh,
Lucille Packard did the test -
Interviewer: Oh, well, that's good.
Family 1 Mother: So almost a year after we requested it.
Interviewer: Oh, my gosh.
Family 1 Mother: She just came up, the lady that assessed her, | ntean tha
did the 504, she just like, I'm really busy and | said, okay.
Um, | think she could have handled this differently.
Interviewer: How would you have liked it to be handled?
Family 1 Mother: Well, | would like for my daughter to havetgotthe
testing through school, the cognitive testing,
Interviewer: Right.
Family 1 Mother: Because she even had written down there — [cot]nsel
has requested that her memory skills to be assessed and it never happened.
Family 1 Mother: Yeah. It's the school psychologist — looksdlkes on
here. L16-17P31; L19-20P31; L11-23P32: L1-9P33

Interviewer: So how did you learn about all the rights - the special
education laws as it pertains to having cancer? Because there are special
education laws for that.

Family 15 Mother: Right.

Interviewer: Now, did anyone tell you about those? Do you know about
them?

Family 15 Father. We've been learning about various things thrthegh
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internet. And through social services department.

Interviewer When you say, internet, social services - you mean

Family 15 Father: At Children’s Hospital.

Family 15 Mother: Children’s Hospital.

Interviewer: So a social worker told you that?

Family 15 Mother: Yes.

Family 15 Father: They told us some things and also our somaptbie

who happens to be a woman who deals with the school system and the

children that are going through these various diseases. She’'dyaatual

advocate.

L12-24P22; L1P23

Interviewer: They're [the teachers] supposed to provide outlinethéon

- it's hard for these kids to even take notes.

Family 15 Mother: Exactly. At one point, they assigned someone to do

that but that kind of went by the wayside.

Family 15 Father: They were going to give him a microfictiee

overheads.

Family 15 Mother: That never came.

Interviewer: And you tried to get that. Was that on IEP?

Family 15 Father: Yeh, it's on IEP as far as helping him with infaomat

getting the information he needs in order to work on projects. Even now

they've made it, ‘cause he has 4 classes, he can actuatggistance in

the learning center on projects.... He has to initiate this in order to do it.

Family 15 Father: Right, and the school isn’'t going to initiateabse

they're going to feel like he isn’t. L20-24P35; L1-13P36
School’'s Knowledge of Cancer and Effects

Part of the importance of the hospital and the school working together is that the
school can be educated about cancer, what a family might need, and how to plan an
optimal program for the child. Lacking communication between the two, these schools
knew neither what supports the family needed nor the effects of cancer ongeHrisin
crucial that schools learn these effects because Kazak et al. (1994)haponiy 25%
of their sample of long-term cancer survivors received special school sawefad to
learning problems. The need for the availability of special education for thisgpiopul
becomes clear when one considers that almost 30% of adult cancer survivors report
having academic difficulties (Lansky, List, & Ritter-Sterr, 1986). Indheent study, the
only school personnel who understood what it meant to have cancer also had family
members who had cancer or a very ill child. From the parents’ interviews, 14 out of 17
school personnel did not understand what effects cancer had on learning.
Overall, the teachers perceived themselves as able to work with a child with

cancer (See Appendix D). This clashed with what the parents said in their ingervie
one case, the parent spoke highly of the art teacher and rated him highly on the Liker
scale. The parent felt he was empathetic, in part, because this teachehiiddvho had
been very ill. However, on the teacher Likert scale, this teacher indicatedhiteahe
was comfortable working with a child with cancer, and received support from the school,
he felt very limited with his ability to work with a child with cancer. He algbraiit have
any in-services on this topic. It was the opposite with other families. They thbeght t
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teachers did not know how to address the needs of a child with cancer, but the teachers

did.

Interviewer: Okay. So do you think that any of them understood what it
meant to have cancer and the effects that could occur in learning?

Family 1 Mother: | kind of got the impression through our experience
with the school that our daughter possibly could have been the first student
with cancer.

Interviewer: Okay...so do you think the school personnel knew anything
about cancer and treatment?

Family 2 Sister: | really don't think so, but considering thatetbeso
many ill children from this area that get this type of esmngou'd think
they'd be a little bit more understanding.

Family 15 Father: And | went up to O. High School and | said, “iEnis
what’s going on.” And they said, “Well, you need to understand your
son’s case is very unusual and the whole time that we've beemg the
school we’ve only had a girl who’s been in a bad crash, we’ve never had
someone who’s going through carcinoma like yours so, so we don’t have
anything to compare it to.” So they don’t have -

Interviewer:  So they were unfamiliar.

Family 15 Father: They're very unfamiliar with what to do insthi
situation.

L13-20P32

Learning Issues/Late Effects

Education is affected when a child develops learning problems or health problems

as a result of treatment. In this study, five parents reported that thdiechilave or

have had memory problems, short and long term. Word retrieval was a problem. Quite a
few had decreased ability in math. The child with Down Syndrome had an increased
deficit in speech articulation as a result of his treatment. However, the sgisterh

would not add speech and language therapy to his IEP. Three children had health
problems as a result of the chemotherapy. One had to have a hip replacement, another
developed seizures and chronic heart failure, while the other had an enlarged spleen.

Four principals checked that they gave general education teachengde-ser

training on the effects of childhood cancer. Not one of those teachers said they had
received this training. All principals indicated that special educatiompees consulted
with the faculty. Neither teachers nor parents agreed with this staterherdgnlly time
special education teachers worked with a family was when the child wasyactuall
receiving special education services. Again, data revealed that therefiezhegd
perceptions regarding learning issues.

Interviewer: Did the school understand the cognitive effeadny other
kinds of effects that cancer can cause in a student? Student's learning, or.
Family 12 Mother:  Uh, | would say no. Just because it's so rare. It's
just, he's such a young kid with cancer, um, but because of the
communication we had with the hospital, my husband was, um, able to
relay it to the school . L15-17P17
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Family 17 Mother: ...she would cover all the work with Iless
assignments, more time to do those assignments, a little bittm@do
do the testing, um, because it, it, she says [she has a hardvititjeher
skills. She has a little memory problem at this time, challenges at this time
L19-22P21
...but her math and memorization seemed to be really affected.
Interviewer: Okay. And are they, is anybody helping her with that?
Family 17 Mother:  We've hired a tutor to help her with math.
L9-12P32

Peers at School and Cancer

The culture of typical high school peers is discordant with the culture of children
with cancer. The values, language and behaviors of the two groups are different.
Adolescents can develop their self-images from interacting with teerspTheir values
are the group’s values (Liddle & Schwartz, 2002). However, when a child has cancer,
these peers often no longer reflect the identity of the child. The adolescentveign
concerned with survival.

According to their parents, ten of the seventeen children had positive experiences
with close friends. The parents did not think these close friends understood what having
cancer meant. In addition, the parents felt their children were uncomfortabléhase
outside of their child’s circle. Support was given through phone calls, texting and
emailing. A few of the children’s friends came to the hospital. The girtswédre
outstanding students were welcomed back to school with enthusiasm by their peers.
These girls were not caught up in the triple bind (Hinshaw, 2009), that is, simultgneousl|
trying to be caretakers, beautiful and popular, and high achievers. Prior tonlessak,
these girls focused on grades and school activities. However, they did not date nor were
they consumed with their appearances. In other cases, the experiences itreee pos
because the children with cancer were not self-conscious about the visibldesnaf
the disease. Seven had very difficult interactions. One teacher did not belighe that
child had cancer. Peers told the returning students they thought the student had died.
Many peers were insensitive and/or had started using drugs. Other peens theug
might “catch it” if they went too close to the child.

Family 9 Mother and Father: Right. So this is how high school girl&.wor
While they were at their big group dinner before Junior Prom, thepdta
making bets on if our daughter would have a seizure or not that riight a
Junior Prom. They thought it was funny. And this is the girl who, you
know, “Oh, I'm your friend. I'm there for you.”

Interviewer: Is this [a specific friend]?

Family 9 Father: Yeh. But then, turns around and does this.
Interviewer: Was your daughter there at the dinner?

Family 9 Father: No.

Family 9 Mother: She had no clue about it until just recently.
Family 9 Father: Just recently.

Family 9 Mother She [daughter] had actually texted [her friend]
because she hadn’t called her or text her for quite some twhesad,
“Hey, how’s it going?” She said, I'm surprised you're even tajkim me,
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hiding behind the vice principal and all. ‘Cause we’'d gone to the vice
principal and said, “Hey, this is what's going on.” And we didn'niwi

say anything to her [daughter] until we’'d gotten some kind oWarss
from the school as to what they were planning to do about it.

Family 9 Father: Because it was a school function.

Family 9 Mother: And we never got any answers.

Interviewer: Did she go to the prom?

Family 9 Mother: Yes, she did. L18-24P55; P1-13P56

Interviewer: Do they [her peers] understand what it means?
Family 13 Mother:  Yes. Some of them come to the, you know, one of
the, one of her friends came to, came to Stanford to spend the night wi
her.
L13-15P24
Siblings and School
When a child has cancer, siblings need to be cared for because they losesthe clos
attention of their primary caregiver, who is usually their mother. Siblingslliege
and/or away from home were not as affected, in this study, as siblingd kblne. In
this study, an older sister (F1, F3, F5) either self-reported, or parentkeeithat they
had a very difficult time either in school or at home. The younger brother fdyfani
needed to be monitored by the extended family to stave off serious problems. The
researcher found that older brothers had a difficult time if they went to thehégime
school or were out of school and still living at home (F2, F17). The younger brother of
F13 found support from his teacher. There were four families where the school-sibling
relationship was not applicable because the child with cancer was an only ¢hid or
siblings no longer lived at home. Five siblings did not have support from the schools. Six
siblings had positive experiences because they were either in specialadac#teir
parents had informed the school about what was going on in the home. This latter cohort
had meetings with the teachers. Two parents did not know if the siblings’ schools knew.
The onus of communicating with the schools and making sure they were following
through was on the parents.
Interviewer: Okay. So were there any kids [siblings] in high school when
he was going through this?
Family 2 Sister: There was our other brother.
Interviewer: Your other what?
Family 2 Sister: Our other brother.
Interviewer: Oh, right.
Family 2 Sister: At that time, yeah.
Interviewer: Did it affect him and his behavior?
Family 2 Sister: Oh, yeah. It definitely affected him a lot.
Interviewer: What happened?
Family 2 Sister: Um, he was just very moody. He was vieeywas
cutting class, he was failing classes. He was very angry at the world.
Interviewer:  Wow, but did his teachers know what was going on?
Family 2 Sister: Um, some of them did, those he was close to.
Interviewer: Uh-huh.

58



Family 2 Sister: But others, you know, had no clue.

Interviewer: So, what do you think you would have liked to have happen
in your brother's school?

Family 2 Sister: Um, you know, | really don't know.

Interviewer: Um, 'cause you're probably so busy, how did they know
about his [brother’s] cancer? Did you tell them or did his brotakr
them?

Family 2 Sister: 1 think his brother was the one that told sofnihe
teachers. My brother ... a lot before he tells certain infoonatso for
him it was the teachers that he was close to knew thag@mg on. But,
you know, he's not close to all his teachers.

Interviewer: Well, did you, ...did any of them notice that his grddesb
gone down? Did they associate it with, ... his brother's illness?

Family 2 Sister: No. They just associated it with, you knowt, s
cutting class and not wanting to finish school. They just didn'tyreatbhw
what was going on with him.

Interviewer: Right, right. So he really had a rough time. Wrspunds
like the school didn't do anything for him. | mean if one tea&imew
about it, I'm surprised he or she didn't alert the, um, the principa
counselor and, you know, the other teachers.

Family 2 Sister. Right. L24P14; L1-24P15; L1-9P16

Interviewer: So would you say that ... what the school did for him [her

brother] was really the one teacher, or did you notice anything else? If

they kinda kept an eye on him?

Family 7 Mother: | think they kept an eye on him. You know, I think that,

‘cause | asked, if you see anything. And | think they're the kind of geopl

‘cause they were concerned. Uh, if they had noticed anythingttresy,

would have called me. L1-5P38
Advocacy

One of the unexpected findings in this study was that often parents were strong

advocates for their children, the child with cancer and his/her sibling(se farants
expressed how difficult it was to deal with the schools. These parents had to be very
proactive on behalf of their children. Some of these parents contacted the school right
away to let the school personnel know what was going on and/ or to receive information
about the steps for school re-entry. Some parents did not think the schools were honoring
the 504 Plans when their children returned to school. Others were annoyed by the lack of
communication from school personnel. The eight parents, who were advocates, had
varying results. Two of the parents had very positive results. They were ighigsti
income bracket (see Table I,Parent Demographics, Appendix D). Theyaisoevy
calm, but insistent when interacting with school personnel. The other six wergimgvar
income brackets from highest to lowest incomes as shown on the Parent Demographic
table. Socioeconomics, ethnicity, and gender did not influence the outcome of parent-
school interaction in this study. Parents, who were very strong advocatesditisatthe
school make positive adjustments for their children. However, one parent was so
frustrated with the school, she started a lawsuit against the school. The prirazifzhl w

59



not let the child come to school because she did not want the liability if the chilat @aug
cold or the flu from other children. Two parents ended up going to the district offices
because they could not get attention from the school administration. Two paretsacall
meeting with their children’s teachers before they went back to schooledtteets did
not follow through with what they agreed to do. One parent was Caucasian and in the
highest income category. The other parent was African-American, edarpimately
African-American school district, and of median income. In another scenaricerd pa
met with the sibling’s high school teacher because the teacher was vetipgnsuher
daughter. The teacher would not change her treatment of the sibling, so her daughter, a
normally A student, had to take internet classes at home. Two parents reearche
information they needed before discussing what their children would need from the
schools. One was successful and one was not. In the wake of their lack of success,
parents were very demoralized and angry. One issue was that the parentsiveanted t
children to go to school when they felt up to it. The parents’ impressions were that the
schools only cared about getting or losing money if the child was both home-schooled
and attended school. One of these parents went to the school and met with the teachers,
the counselor, and the vice-principal. Even with that, the attendance office thigatene
have the child expelled because he missed so much school! Another problem was that
work packets were not made available for the student by the teachers. &helsishad
the responsibility of caring for her brother was constantly rebuffed byhuok
administration.

Family 3 Father:[successful advocacy] I've seen whenever something

happen, because she deteriorates and can’t go to class. | will always go

back and tell the school to negotiate work for her.

Interviewer: So you would go if she wasn't.

Family 3 Father: | would.

Interviewer: So you were there a lot.

Family 3 Father: Oh, yeah. I'm very proactive as you mention, very

proactive.

Interviewer: That is a lot of work for a parent, | think. And | thinken

you're thinking about everything else and your family, it's @addtave to

do.

Family 3 Father: Yes, right...

Interviewer: 1 don't think they get -

Family 3 Father: Uh-huh.

Interviewer: How hard and how much energy it takes to do one more

thing. 'Cause that takes a lot of energy, what you did.

Family 3 Father: Yeah, it's a full time job.

Interviewer: It is a full time job. | know. That's the whole point.

Family 3 Father: Yeah, and most people need it, you mentioncinabls

may need to open the door. | don't know. But now you mention it, | don't

even know, | didn't even know what right | had. | researched | could

access. | didn't even know. So | would go back and request or find out

something because only because | think my daughter need it. At thiat poi

| don't know, what the heck, if resources | can grab to help rdon't

know. | will find out what resources they have. L6-23P17; L1-5P18;
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Interviewer: Now, which personnel gave you the least support?

Family 15 Mother: Everybody else. [other than the special education
teacher]

Interviewer: Okay.

Family 15 Father: Uh-huh.

Family 15 Mother: You don’'t hear from any of those other teachers
unless there’s an issue.

Interviewer: What does the school consider an issue?

Family 15 Mother: Not turning in homework.

Family 15 Father: Right. Attendance.

Family 15 Mother: Lack of attendance, maybe being tardy, things like
that. They don’t even ask - and, oh, don’t miss school. Don’t miss school.
Because they didn’t even realize, oh, yeah, he has cancer. Oh, okay. N
we know. We've told everyone there for the last three yeatsahehad
cancer. Why do we need to do this every single year?

Interviewer: How have the rest of the teachers responded?

Family 15 Mother: When we tell them, they're very cordialeyrre very
responsive - oh, we understand perfectly, tell us what we canaddi, Y
ya-di, ya. And that's been about it. That's usually as fat gsas. We've

told the vice principal because each - the juniors, the seniors, the
sophomores, the freshmen, everybody has their own vice principal. So we
told the vice principal for the 11th, 12th grade - they all know. Theytdon’
know when it comes time to talk about his attendance or his grauey

all seem to forget.

Interviewer: What have you asked them to do? Have you asked them to
leave assignments for you or -

Family 15 Father: When he was being home schooled, the school
assistant told me, | called [the] Public School Districtoaffithey had told

me there’s a plan in place where he could be home schooled as\gell a

to school. So on days when he’s feeling good, he could go to school.
Interviewer: Right

Family 15 Father: Uh-huh and when he’s not feeling well, thentera

can provide the school work to him. And the home school teacher can help
him because he’ll be home schooled. So when he was going through his
chemo and we were trying to keep him in school so we could keep
everything kind of normal, | called them up and | said | wanted tthget

It's important, | want this to happen now. And they told me, “We never
told you we could do that.” | said, “Excuse me?” And they said, “We
never told you we could do that.” They said, “He’s either going to tave
come to school or he’s going to have to be home schooled. But the
teachers just don’t have the resources in order to help you.” | said,
“Excuse me? | was told by so and so - etc. that this could happeais®o

this could and now you're telling me no?” And they said, “Well, weehav
never told you yes.” And, | said, “Somebody’s lying.” | mean, | was
indignant. L1-24P30; L1-16P31
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Discussion

The parents in this study had a variety of responses to their interactionisewith t
schools. They were faced with a multitude of school-related issues which added to the
stress. Even the parents with the greatest amounts of cooperation still hadaiwasaile
meetings about their concerns for their child, and ask the school to watch for behavior in
siblings. Some parents did not even know what they could ask for because they were not
informed of their children’s rights. Parents had to manage both their familgsytiem
and two other systems, the medical and school communities. These relationships evolved
and changed over time. Factor cC is applicable because this was the time rgh&si pa
perceptions of their efforts interacting with different systems wasssd

It was clear, that in many instances neither the schoamystor the hospital,
met the criteria for each of the three phases of schoaitre{@ower et al, 2003; Madan-
Swain et al., 1999). In these cases, the schools did not initiatengseeith the parents
to find out how the family was coping nor to effectively plan reyerithe parents did
contact the schools, but it was another responsibility on top dfell ¢ther demands.
Optimally, it would have been ideal if all the parents had to doowagact the school
about their child’s cancer and have the school do the rest of the wandultd have been
better if the hospital had contacted the school for the parents. Wwhdtety, when
hospitals were in touch with schools, there often was no specifiedg@vsdn within the
administration to contact. Many children’s hospitals now have liagensonnel to
contact the schools. For the families in this study, this contact was not cansiste

As these parents told their stories, it became clear thattheted empathy and
compassion from the schools. It was clear that they neededhbels to listen to them,
to validate their feelings, and to help their children. In eightintsts, the parents were
satisfied with the support from the schools. The family with thid clwith Down
Syndrome was very happy with their son’s teacher and aide. Anatimgly falso felt
supported by the special education teacher. However, both felt theistdations of the
schools were not as supportive. One did not believe the administrationttk@iewhild
was ill. A few of the parents, such as the mother of F11, did not t@ashare their
child’s diagnosis with the community because they deemed itt@riméormation. Yet,
when these parents did share their child’s illness with the schegl,expected support
from adults outside of the family system. A parent who will orilgre their child’s
illness with one outside system, the school, is handing educatasiaysr gift of trust—
trust that they will honor this confidence and help their child. Theeisd trust and
positive relationships is the message of the Poplin and Weere (389dy. The
importance of effective relationships and caring between the schodlpaaents was
presented in a review of the work of Bronfenbrenner (1988), Sockett (1993), and
Noddings(1992).

In 1988, Bronfenbrenner wrote an article emphasizing the neettdngthening
family systems and for society to show more caring fochitdren. The article’s main
concern was for developmental scientists to find interventionsideease caring for
America’s children through the family. Bronfenbrenner stated tttedevelopment and
survival of children depends upon the care and close associationvitlyaetth older
members of our species. There should be time for parents, aldngtivr adults in the
child’s environment, either within or outside the home, to show caringhérchild.
Bronfenbrenner focused on the workplace, but one can extrapolate thatfaander of
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Head Start, he would also consider the school an equally imperteinbnment outside
the home to show support for both the child and the parent.

This stance is supported by Sockett’s (1993) belief in moddguayy. Sockett’s
definition of moral pedagogy includes 3 tenets: character, iotelend caring. An
important message is that, morally, the teacher should not haveebwmalues for the
home with different values for his/her role at school. The idebbwing moral character
allows teachers to practice compassion and caring for parenthigh@én. Parents stated
that those teachers, who had a family member with cancer, wuatktdie demands on
the family and showed compassion to them. The traits of charastempass self-
knowledge, integrity, courage, temperance, and justice. The dispositiomgelbct
include an ethic of rules, wisdom, fairness, impartiality and op@aledness. School
personnel can implement this ethic of rules, wisdom, and fairngkgvwohlberg’s
(1981) highest level of moral development, the post conventional. This lererafity
includes a social contract and the principle of conscience. In tefnpsrent-school
interaction, school personnel should realize that a social contraaneé with the parents
and their children, should take precedence over the school's impersandhtes. A
principle of conscience should be more important than dollars and testyy, the
disposition of care includes a creation of trust from reciprocal relatedness.

Noddings (1992) equates caring with developing empathy, thatstim@ortant
in high school for teachers to address the emotional as wattaamemic needs of their
students. She asserts that adolescents, in particular, fee¢diicain schools because
their most pressing questions to do not get addressed such as “WR@g avihat kind
of person will 1 be?”, “Where do | fit in?” and “How do others see?”. In addition,
Sockett (1993) states that by high school the connection betweenaedutat student,
and the family has dissipated . Some teachers do not even recthgmiztudents when
they see them in a context outside of their classrooms (Noddings,292dditive
factor to this is that by necessity there is unequal powerelea the student and teacher.
Though the relationship has to be this way, teachers can still madael, allowing
students to be the cared-for. To extend an attitude of carirmfpetsamust feel motivated
to consider their students’ thoughts and feelings. The relationshwedretteacher and
student will maintain and develop continuity over time. Noddings is mc syith
Bronfenbrenner (1994) and McCubbin and Patterson (1983) whose models emphasiz
that relationships develop over time. Parents said that their esildere often not
treated with understanding or respect. One of the teachers did levebe child had
cancer. This was probably due to the lack of intra- school comntiamc®thers did not
prepare packets or even recognize the student when he/she rétusodaol. Caring
teachers responded to their students’ needs. It made the adol@steiststudy feel like
they had a safe haven. In this study, many parents felt tltegrhanequal relationship
with the school.

Noddings (1992) also feels that caring involves the physicalféetfonly should
we care for our bodies, but we need to extend caring to those gatildies. Noddings
would agree that this caring extends to children with cancerhendfamilies. She also
states that a component of caring is dialogue. School personnelisterstcarefully to
what a parent is saying in order to answer in a way that conosatanicaring. Where
schools communicated with support, parents felt an enormous amount of relief.

Affirming Noddings’ (1992) beliefs about the importance of a gadimalogue,
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parents’ perceptions of the school’s response was that communicatsoa key factor.
One example of poor communication was exemplified by the incuiesdribed by the
parents of Family 15 in the section on advocacy. Communication wgkeda with
everyone giving these parents different information. Walker and Si(i®93) and
Slater, Martinez, and Habersang (1989) recognize the importanpesiive school-
parent dialogues when a parent has a child with a chronic illneeskély to a positive
relationship is collaboration. The first step is the recognitionfémailies are in a state of
chronic and acute stress, that they feel isolated, and experience reatocesg (Slater,
et al, 1989). The parents in this study mentioned how tired theyfreemeincrease of
stressors that made coping with their child’s illness so draiiimgy felt alone and were
at the mercy of the school. These overwhelmed parents may hawecofmne across as
abrupt and demanding. It was the school’s responsibility to understanthithas a
reaction to the stress so that school personnel can adjust their communicasdo skié
of caring. Teachers may need training in listening skillsctvhinclude signaling
openness, reflecting messages, paraphrasing, summarizing, and que$idaikey and
Singer, 1993). Body language or pragmatics can distance a parentafple a lack of
eye contact, facial expressions, and a body stance, like foldecaarass the chest, can
convey a lack of interest. Some of the parents in this studythiejt were at cross
purposes with school personnel rather than having a meeting wieergoal was to
problem-solve. In this study, it was apparent that school personnabtidave clarity
about their role according to state and federal law and did nat ®ebave the time or
knowledge to implement a process for providing services (WalkeriagerS1993). The
uncertainty of school policy was upsetting for these parents.

According to the results of the teacher and principal surveyse#itbers given
the survey saw themselves as effective when working with d ehih cancer. This is
congruent with the fact that these were the teachers the pah&rss to do the survey.
Parents thought these teachers were extremely supportive ofctiiliren. These
teachers often wrote additional comments about their roles,lysaditive, showing
caring about the child and the family. Principals also seltzs=eto fill-out the surveys.
Even though parents gave their names and contact information to thechese the
principals were under no obligation to participate. Principals bamgelves as offering
training, and help to general education teachers and accommodatithres dioild with
cancer. Teacher and parent data showed that they had differeeptpmrs about what
was offered. From the survey information, it is clear that thecipals and teachers
wanted to be supportive. Neither one of each category would have takiimeh® do
the survey if they did not care.

Effectiveness was correlated with communication. When pringitgdshers, and
parents were in constant communication amongst themselves andaslitiother, the
results were very positive. Unfortunately, when there wascla df support, caregivers
perceived the school as a negative resource. A lack of suppolokyes a frayed
connection between the systems of the family and the school. Thebétwgten the
parent and the school has been broken.

Communication is greatly influenced by the culture of the faiild the school
systems. Cultural differences can affect communication becaus@ology of the two
cultures, the family and the school, can have different meanimgsedch group.
Furthermore, it is essential that school personnel recognizecthie biases, attitudes,
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and beliefs which have been ingrained from their own personal culxpariences
(Walker and Singer, 1993). These biases and attitudes of school persdluszice
communication, just as parental communication is molded by parents’ experiences.

Culture is a social construction. McLaren (1989) asserts thdethe“culture”
signifies particular ways in which a social group lives and mad@sse of its
circumstances and conditions of life. Gollnick and Chinn (1994) assgrone’s culture
includes a set of practices, beliefs and values which help make sértke world.
Regardless of socioeconomics, gender, or ethnicity, the parerfigsistiidy are now
members of another subculture, that which has a child with cancé&th@da cancer is a
social strata equalizer. In this study, parents of higher smmoenics did not have the
same power as the school system, which represents the dominardg oulinacrosystem.
The social practices of this culture affirm the values, @sisrand concerns of the social
class in control of wealth and power (McLaren, 1989). These parenégsnotused to
working with the school from a position of need. Also, many of thesentgmwere not
conversant in their legal rights. Therefore, they have reducedl scapital. The
language, customs, and values that now make up the parents’ smadiupubgn be at
odds with that of the school, which is not used to working with thiscodati population.
Both the dominant culture of the school and the subculture of the parerdisadienged
to find a working social relationship.

A part of communicating is advocacy. Quite a few parentskedbrhard to
advocate for their children. They had confidence in their abittiégndle issues on their
own. They displayed self-efficacy (Bandura, 1989). These parents, atgrand female,
researched what accommodations their children were entitled¢evee Trainor (2010)
conducted research about parent advocacy and special education. She faund tha
knowledge of cultural and social capital was the one factoratt@tunted for successful
advocacy. Cultural capital is having knowledge of the system andwhésocial capital
is the ability to communicate effectively. In an email frorpaent to the researcher, a
mother stated that the family relationship with the school wasg@od. She went on to
say:

We didn't really have any problems and teachers were always respons
to any questions. Relationships are a two-way street, though, because
parents need to show up for open house and know what the teacher
expects of the kids in class. We paid attention and, if the kids were
having a problem, we asked advice from the teacher (August 4, 2010).

This mother had social capital. This capital gave her the conédemavork
productively with the school. She understood that relationships that diredtional are
be most effective. If her children had a problem, she went directly to therteache

Trainor ‘s (2010) study examined those who do not have cultural @l sagital
such as non-English speaking parents or new immigrants. Trentatudy did not look
at that population. Trainor found that parents who were less demamdingsead a more
respectful tone were able to receive more services. Thaalsaghe case in this study.
While Trainor found socioeconomics and ethnicity a factor, this study did not.

Similar findings to this study were found in the studies by @msen and
Sheridan (2001) where there were no significant differences betweerspareotding to
socioeconomics and ethnicity nor types of service provided by atpeducation or
general education. However, in this study, parents found the mosthetipatacher to
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be the special education teacher. Parents in the Christensen aiddrSkerdy found, as
did this researcher, that there was low trust in high school persdrmglis consistent
with Sockett (1993) who also stated that the higher one goes irctibel system, the
less the sense of in loco parentis is present.

The siblings of the child with cancer represent another pahiofstbculture of
illness. Unfortunately, there is very little research on howngiblreact when a brother or
sister has a chronic illness (Thompson and Gustavson, 1999). They thatstdne closer
the age spacing the more risk for adjustment problems. Thigvidant in one family
where the older brother had great difficulty in school and wasgotit. Thompson and
Gustavson (1999) said that mothers and teachers also reported thasistielesr and
younger brothers have higher rates of adjustment issues. akisrue in this study for
quite a few families. In one family, the older sister, aigittaA student, clashed with one
of her teachers to such an extent that it ruined her attituded®ehool. She ended up
being homeschooled. In another case, the child’s younger brother had twobkedat
the hospital, making friends with patients who were his age. He Xja&tienced the
deaths of a few of these friends. This boy had a difficult tieaeljusting to school. As
one mother said, siblings are the other victims of this disease.

In summary, from the parents’ perspectives, some schools dikhaat how to
relate to and care for families with children with cancer. péeeeptions of teachers and
principals were that they did a good job interacting with theseliémmiYet, many
schools have not had experience having a child with cancer. Most parents took the time to
interact with the school personnel at some point. In this studyesmomics, ethnicity
and gender were not correlated with a successful relationshiphsigcthools. Parents at
the same income level, with differing ethnicities, receiveddame results. Fathers who
were actively involved had the same success rate in dealihghitschools as did the
mothers. Schools were most cooperative with parents who were odlrsoé spoken
compared to those who were demanding and expressed frustratssenis that best
results were achieved when the child was in special educationchilee was an
outstanding student, or a teacher in the school has had a family merttbeancer.
However, even the Caucasian mother in the highest income level, whoddegults
when advocating, did not want the researcher to survey the prinogha seacher. She
said that they were too busy writing college recommendations, isuvéts in March, a
time when work on college recommendations is minimal. The @s=asensed that she
“did not want to bother them” because she feared that the school wolldepoain eye
on her daughter and her daughter’s sibling. Also, very few pareets khat legal
accommodations were available for their child although most receive@4 Plan. In
most cases, the hospital staff neither communicated with the sdgaotling how the
cancer could affect learning, how to obtain a home teacher, nottoff® to the school
to educate school personnel and/or students about what having canceimmeans of
social emotional re-entry. Often, communication within the schod p@or. Some
personnel knew about the child’s condition, while others did not. Ultimatalycessful
communication was achieved, when the school, a representative of the mtocnihare,
was able to care for members of the subordinate culture, théet with a child with
cancer.

It was clear that often school response added to the pareess.$ven when the
school was helpful, the parents had to reach out to the school.alldy to research
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information and advocate for their children was a resource. Catnoglsgersonnel were
a resource. Factor cC, in the Double ABCX model, refers to thmal stressor, cancer,
and how the parents meet and manage demands and challenges. Thoszennew to
working with schools developed more assurance and knowledge over timeustiadly
found someone in the school who would support them. Factor xX is the rouerall
adaption to the cancer and the schools. These parents adapted tp ehabid with
cancer and managing interactions with the school. As in Bronfenbrermedel (1994),
the factors of interconnection of systems, culture, and commuoricdgtermined the
success of parent-school relationships. Both models recognize thatatiegement of
events, stressors and resources develops over time. With theylessbfe subordinate
culture, that which has a child with cancer, parents experieheg&dsocial interaction
with the schools in a new way, often, as that of an outsider.
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Chapter 8
Results IV: Children’s Perceptions of the Schools

Not Being Able to Go to School

Teenagers want to have what Sourkes (1995) says is normality in their lives. The
knowledge that they cannot go to school is a disappointment. The adolescents think of
school as a resource. All of the students interviewed missed school for various reasons
including worries about falling behind or getting back into sports. The adolescents wer
forced to depend upon their parents. There was no room for much autonomy.

Interviewer: Right. Right. | think that, well so what was thistfthing that
came to mind when you realized what was going on?

Family 7 Female Child: School pretty much.

Interviewer: Oh, interesting.

Family 7 Female: | go to a really, really intensive high schbiéle
we're rated, | think 36th in the nation recently, by like newsrtep&o,
really competitive. And | realized I'd missed like two or thneenths of
school. | was thinking, there's no way that I'm going to be able baga

It would, it would be impossible for me to make up three months of work.
Interviewer: Oh, gosh. How frustrating.

Family 7 Female: Yeah. And there's all those like medicatiomasl
on. | was still feeling like really nauseated. | still hdidlzese IVs. | like,
we were starting all those other side effects. | was baalindpe time. I'm
like, I'm just not going to be able, I'm not going to be able to keep tip wi
like the coursework.

Interviewer: Right.

Family 7 Female: So like my immediate concern was, oh God. How
am | going to be able to like keep up with the school. L1-17P45

Interviewer: How did you feel when you couldn't go to school?
Family 8 Male Child: It took my heart away. L22-23P1

Returning to School or Home Schooling

Students wanted to go to school, but were concerned how it would go. Would
their peers treat them the same? Would teachers understand what cheyngesutd
now need to facilitate their learning? Some students were being homescluotbled s
had a different point of view. It is important to remember that many of these student
were still receiving some kind of treatment or, at the very least, having-apsck

Family 3 Female: So | couldn't understand what was going on. But, um
once | got back to schooal, it was very overwhelming because | had to all of
a sudden get back to work and finals and, and | get to see aliangd
again and they all changed since middle school. '‘Cause they allugrew
and became very different people. So | was still pretty alorgiess.
‘Cause | didn't know who they were much anymore. L20-24P

Interviewer:  Well | meant with the home teacher.

Family 6 Male Child: Yeah, yeah.

Interviewer:  Are you looking forward to that?

Family 6 Male Child: Yeah, 'cause in the afternoon I'm gonna be afl bus
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and all that and then in the morning that's the only time I'll havéen,
yeah, I'm kinda excited.
Interviewer: That's good.
Family 6 Male: Trying to get my education back and all that. L1-
7P50

Peers, Cancer and Returning to School

The overall response to going back school and seeing friends was surprising to
the researcher knowing how enmeshed adolescents are with their peers.laiglies
shown that support from classmates is a resource for returning studentp$bhcand
Gustafson, 1996). In this study, it was clear that close friends served as\dgators,
acting as buffers between the returning students and their other clas<drate the
students at school knew the truth about the iliness, they did not overemphasize it. The
support of their close friends made it easier for these adolescents to esietdne
again.

Usually, teens care what their peers think, and they want to belong (Liddle &
Schwartz,2002; Sylwester, 2007) . Most of these children did not care what people
thought. This was especially unusual for female adolescents because thtgmtassthat
girls want to fit in by dressing and wearing their hair like their peersiaflgt in this
study, the males were more self-conscious than the females. Most did not want¢k go ba
to school until their hair had grown back or they could be an athlete again. This finding is
supported by the study done by Offer, Ostrov, and Howard (1984). Males were more
sensitive to the impairments in their bodies than the females. Upon returning tq school
one boy was called a skinhead, and stated, “ | just ignored it.” The same yanng m
guoted below (F16). He did not want his peers to treat him differently, yet headai® gl
be back at school

Interviewer: Okay and, um, so, how do you feel about that?

Family 11 Male: Just the fact that is, like so | can like, you krys#,
my momentum back and then start growing all my hair back teerd get
to pull off the wig — um,

Interviewer: Yeah, so you want to go back to school — you'rengaiii
your hair has grown back.

Family 11 Male: Yeah. L3-8P47

Family 7 Female: So | looked fine for the most part exckat iy
growing my hair was back. It was about an inch long and I'm like, | looked
like I'd lost some weight. But other than that, | was pretty hriugalthy

and since everybody, most everybody knew what | had gone through, I
didn't get a whole lot of like, "Why's your hair so weird?" and thirgs

that. It was just kinda said, but "Okay, she's coming back." gike, her

a break. L6-11P49

Interviewer: All right, um, so you didn't want the whole school to know
and, or other people and why was that?

Family 16 Male: 'Cause, um, | didn't really want them to, to know my
business. Uh, 'cause then they would just treat me differently. L9-12P4
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Hospital and School
The interaction of the hospital and the school can be a resource. Only four

students knew anything about how the hospital and school communicated with each
other. One agreed with her mother that there was no dialogue. Another thought they did
not help, while another student’s family was told the school did not have time to work
with the hospital. One of the girls thought the hospital did a great job arranging her
placement tests for college. The students received help depending upon if thé &iodpita
school worked together.

Family 6 Male: They put me all zeros and all that. '‘Causas, the lady

at the hospital's supposed to be in contact with them.

Interviewer: And she didn't do it?

Family 6 Male: She didn't do it.

Interviewer: So, when you got all zeros, did you have to go back to

court again?

Family 6 Male: No, uh-uh. We just got that straightened out. Mynm

talked to my social worker — and then -

Interviewer: At the hospital?

Family 6 Male: Yeah, at the hospital and then, uh, because | guess she

didn't fill out the application. L9-14P49

Family 7 Female: But | was taking my standardized tests then. | took my
SAT, my SAT Subjects, my AP class. That was really intensive but I did
well and I got them over with and that was my feeling, it's amazing that
the hospital school was able to arrange that for me. Because the only ways
| was able to take them was because | could take them through the hospital
school. L13-17P54
Teachers’ Knowledge of Cancer
The teacher’s knowledge of cancer is an integral part of the student’svaahtist
This can be a stressor or a resource. One factor is that often teattierrde@not have
information or they receive misinformation about cancer (Sexson and Dingle, 2001). The
results in this study suggest that when teachers understand the effectsaat#re c
physiologically and academically, they can better help the studemeylfio not, the
consequences can be disastrous for the student. Anecdotally, one boy, 14, had been
treated for cancer the year before his freshman year of high school. Wheretiteqidr
the counselor, the counselor said she would notify the teachers. The parent altbaske
his teachers notify the counselor if he exhibited any unusual behaviors. Unfostutiegel
physical education teacher did not understand the psychology of cancer surenause
no one had educated him. This is understandable and is supported by the teacher survey
in this study where all but one of the teachers indicated that they did not have any in-
service training about childhood cancer. Since cancer is considered a high-incidence
chronic iliness, it is particularly important that teachers have an opportargEtguire
knowledge about this illness. In the instance of the high school student above, there was
obviously no communication between the counselor and the physical education teacher.
When the young man was reluctant and unable to dress for gym class afterbiiag
track team, the teacher gave the student an F. If there had been communitagen be
the counselor and the physical education teacher, the teacher would have known that
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when a student who is off treatment feels fatigued, he is often afraid that k@i ie
again. An adolescent would most likely not verbalize this to the teacher. Iruihys thte
female below felt her teachers overall did not understand her situation. They babied he
which she knew they meant as a kindness. In our interview, her tone suggested that they
just did not understand her situation. According to Kline and Rubel (2001), teachers may
become overprotective. This was the circumstance in her case.
Family 3 Female: Um, they treated me like | was a child, or like ‘cause
they didn't know how to treat me, because they didn't know about my
sickness. So | guess in a way they had patronizing me, although | don't
blame them. But, um, | guess there was a feeling like, | mean they were
really nice about it and understanding. And if | got sick they would give
me extra time to catch up with my work and all that. L17-21P7

Family 11 Male: The teachers knew what it meant. Some teachers didn't
really get it overall. L23P21
Yes, Ms. L, the assistant principal had talked to me. She hatbraehl
with the side effects and understood what was going on. | didn't niteet w
her that often. L1-2P22
She did sometimes notice | was tired and that it was affecting me in some
way by the way | was walking and learning. L7-8P22
Learning Issues
Chemotherapy can affect brain function, with some treatment protocols having
more late effects than others. For example, children treated for a brain titmoramial
irradiation and those treated with spinal chemotherapy tend to have more serious side
effects (Sexson and Dingle, 2001). They can develop non-verbal learning disabilities.
Most children experienced dysfunction during treatment, but regained theintpakilis
within a year after diagnosis. These learning issues included problemsatitntion,
problem-solving, and math. Comprehension was a problem along with short-term
memory loss. These were the learning issues in this study. Physicalffsale ieicluded
lack of energy which also affected the children’s ability to focus and tdriake
information.
Interviewer: Was it hard to pay attention?
Family 16 Male: Yeah.
Interviewer: Do you think it just was the treatment or do you think that that
kind of changed in you and you couldn't pay attention.
Family 16 Male: Um, it was kind of the treatment ‘caused tirad all the
time.
Interviewer: Right. Right. So after treatment you were more alert.
Family 16 Male Child: Yeah.
Interviewer: Could pay attention more?
Family 16 Mal: Uh-huh. L12-20P6
Interviewer: Okay. Did they modify your assignments so you could still
learn but just have less to do?
Family 16 Male: Uh, no. They'd give me, like, the same assignari{s
like, they just didn't make me, like, do um as fast, like, 'causey/levay,
like, 1 could turn um in, like, a little later and | would get, like, goim
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would get in bulk because, like, sometimes | just wouldn't show up.
Interviewer: Right, right. Yeah. Did they...grade you down if you tdrihe
in late?

Family 16 Male: No.

Interviewer: Oh, that was nice.

Family 16 Male: Yeah. L14-23P3

Interviewer: Okay, all right. Well, and speaking of school — how has
having cancer affected your school performance?
Family 17 Female Child: Having cancer has made my school performance
weaken, | think.
Interviewer:  Okay.
Family 17 Female: My grades are the same but finding the arieweer
problem or a question has become a whole lot harder than it was.
L9-14P8

Support and Lack of Support

Schools can serve as resources if personnel are supportive, but if not supportive,
they are added stressors. Two tables were created to compare tlenshpdrceptions
of support and lack of support by school personnel to that of their parents’ interviews and
Likert scale ratings (See Appendix D). Overall, parents focused more on the
administrators, the attendance office, and the nurse. The children focused more on the
teachers and the school personnel with whom they had the most contact. Six of the
responses were not applicable because either the mother was not intervieweghita the
was not interviewed. Seven of the eleven children interviewed had concordamce wit
their mothers in regard to at least one of the school personnel. In terms of leastlsupport
school personnel, both the children and their mothers were the same in only five
instances. Six had no agreement and six were not applicable. This result could be
explained by the fact that mothers were working with administrators, tiyimgprove
the quality of their child’s school experience. While eight of the fatheriparted, two
did not want their children interviewed. This lowered the possibility of having simila
answers.

In terms of most support, there were 4 responses in agreement with fathers, two-
thirds of the total father-child dyads. In one case, a stepfather was notewtybut his
Likert ratings matched his stepson’s answers. One father, divorced from hisneoinés,
had no contact with the school. The results illustrated that in most cases, the mether wa
the caregiver who had the most contact with the hospital and the school. The children’s
perceptions of the support they did or did not receive pinpoints whether the students felt
the faculty acted in loco parentis. Their answers tell us if there wamasytere of
caring.

Support There are three systems that work with the child with cancer. One is the
family, one is the medical community, and one is the school. Students with cancer come
to school with a recent history of family dynamics revolving around their d)ribe
hospital which is concerned with survival, and the school which represents afplace o
normality. Therefore, the school is a very important place for these childrenlto be.
teachers and other school personnel showed caring in the form of understanding and
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guidance, the child with cancer was able to regain a sense of selfyeHiuéc
autonomy—the role of a teenager in child development.
Family 1 Female: Um, we had homeroom in 7th grade.
Interviewer: Right.
Family 1 Female: And we were doing a Pennies for Patigstike you
bring pennies to raise money for the Leukemia Lymphoma Society.
Interviewer: Okay.
Family 1 Female: And, my homeroom teacher had me talk at homeroom.
L7-12P12 A.
The homeroom teacher above showed understanding about this girl’s iliness, validated
this student’s experience, and made her feel important.
Family 11 Male: It was just, um, everybody would be helpful if | needed
anything. If I needed to take a break. I'd go to the nurse's office. They'd let
me relax a little bit and then I'd be sent back to class. Everybody was
helpful. They tried, they tried to make everything like as normal
as...L24P19; L1-3P20
Interviewer: And, so the teachers all knew. How did they know?
Family 11 Male: ... 'cause, uh, the faculty, like, well, like, thexg@pal
and all that knew and my counselors. And, uh, they would, they told my
teachers so, like, which would make it easier on me.
L24P3; L1-3P4
Lack of Support If showing support left the student feeling cared for, the lack
of support only added to feelings of isolation. When students lost faith in the adults who
were charged with their care, they felt frustration. In one instance jghst#astudent
was given a C by a teacher in math. Her mother said that her daughter thougbé beca
the teacher was inexperienced he was not able to provide accommodations for her. |
another case, the principal was in charge of making sure that a student’s 504sPlan wa
implemented by the teachers. He failed to do that and the student had a diffiewtittim
her school re-entry. Teachers had the power in the relationship with students.réherefo
when students returned to school, they were already on the weaker side ofdhSalija
there was a lack of support, the student’s anxiety increased. The studentihgd tdel
trepidation upon seeing his peers again, so the lack of support in school only added to the
child’s level of discomfort. Lack of support equaled an increase in stressors.
Family 3 Female: So I guess | had this one econ teacher who's 30, like
30-something. | guess he has a hard time trying to understand, like when
I'm sick | need like extra time to, um, to work and stuff and | guess he just,
he just treated me like, um, | should be more responsible or, um, | needed
to get work done faster and, or else he's going to fail me, or - L2-10P8
Interviewer:  Wow.
Family 3 Female: Or something like that and, and then, | tried to
explaining to him that | had leukemia and | had, you know, the side effects
and stuff like that. And, | guess he was pretty harsh. So | had tompr
ass off for that class.

Family 9 Female: When | was in 10th grade, my English teacher, because
| was so sick, ...And because | was absent | would say to my teacher, I'm
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sick. I'm in the hospital,...read my 504 plan. She didn't care. So she would
count me absent and because | was absent so many times in her class, she
failed me. And so, | got... an incomplete... the second semester of my
10th grade. L20-24P14

Discussion

The results are more cogent when analyzed within the theoretical fraksether
Double ABCX and bioecological models. In addition, the work of other experts provides
additional insight. Within the Double ABCX model, the factors leading to adaptation,
Factor xX, fit the process of students returning to school and all that entails.
Furthermore, this model looks at the passage of time along with the ingrées of
stressors. Factor aA is the original stressor, the diagnosis of cdongrwéth the
interactive and additive strains of re-entering school. The first intezaand additive
elements are to go to school while still maintaining a relationship withdsgital.

Factor bB is important because it recognizes the resources or lack thedecdvadable

to the students. Time is a factor because the length of treatment detettmeiaetbunt of
time that the child could not attend school. It also took time for the child to adjust to
school. Factor cC examines how the adolescents perceived the impact of haweng canc
while, at the same time, managing re-entering school. Furthermore, €@dtmwks at

how these students meet these challenges. Students managed returning to school by
getting support from close friends, their parents, and school personnel who knew of thei
illness, such as the nurse.

According to the bioecological model, it is important to have bidirectional
relationships between systems, such as the hospital and the school. Ideally, the two
systems interact to exchange information. The communication, the mesqsgstem
between these systems, which are a part of the exosystem in this instegice. T
communication does not include the child, but affects what happens for the child at this
point. Overall, the students did not think the hospital worked with the school. This meant
there was a lack of education about cancer for school personnel. Kline et al. (2@81) sta
that initially education and medicine were intertwined as physicians evadithe
biology of the child, one microsystem, and education as a part of their domain. Now, the
two professions are totally separate. Special education does use a medieklbut
there is no law that delineates what the physician’s place is within thist a$pe
education. There are schools in hospitals that often do get the homework from the child’s
school. However, there is no dialogue about how the treatment affects learnings&here
breakdown of interprofessional collaboration (Kline, et. al, 2001). Some schools had
school nurses, but they worked in the capacity of caring for the students, giving them a
place to rest and, at times, informing the parents how their children were tboesg
nurses did not educate the staff about the effects of cancer. The nurses did, rextever
as a resource for the students.

A factor that most likely influenced the child’s return to school was probhaély t
unrecognized emotion teachers felt when working with a child with a seriousoorahr
illness (Sexson and Dingle, 2001). Teachers are not educated about what to expect and
have no support system within the school culture to express their feelings.dtuthyis
some teachers were very difficult. Possibly, this was a reflection ofuhease when
working with these students. Questions about their roles may arise: Am | riegpéors
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this child’s re-entry? Should | be calling her parents? Worry about tlikbsdhealth
could have caused some teachers to become overprotective.

Just as there was a lack of communication between the hospital and the school,
there was a serious problem with disseminating information to the school staff. The
culture of the secondary schools is one of disconnected pieces. Each subject has its own
group of teachers. These groups are not often engaged with the administtesm. T
teachers may have one hundred students or more in a day. In addition, it is very unusual
for the principal to have an all staff meeting. Counselors are overwhelittethair
caseload of students. The school culture is fractured. Therefore, the tearctiess, i
study, might not have known if there is a 504 plan written for a child returning to school.
If they were aware of the plan, they often may have found it inconvenient to implement
because of all the other students in their classes. One of Sockett’'s (1998)ressisetihat
the higher the education, the less the caring there is for the students. Isetioé ttee
child with cancer returning to school, the principal or counselor did not consistently
communicate with the staff, resulting in poor intrasystemic relationsrinttus
breakdown led to a less than positive transactional teacher-student relationshgt The j
of the student became one of advocating for oneself and/or doing the work at the same
level as the class. Within the Double ABCX model, the student had to know what
resources were availble, Factor bB, and manage them accordingly, Eactor ¢

When there was positive communication, and the teachers adhered to the 504
plan, the students were given the accommodations they needed. Three studenys felt the
received support from the school as a whole. These students smiled when talking about
their teachers. They had a strong feeling of being cared-for (NygJdif92). Sockett
(1993) would be impressed that a middle school and three high schools treated these
students in loco parentis, exemplifying moral pedagogy. Bronfenbrenner(1988) woul
also be pleased because these adults outside of the family system were taking
responsibility for these children. The special education teachers were thehmnesst
often were credited with nurturing their students and being advocates at scha®l. Som
general education teachers were mentors, who inspired these students. Gtmereber
showed caring because of a personal connection. Someone close to them had cancer or
had been very ill. These personnel developed trust which is so important in tegaher-pu
relationships (Poplin and Weere, 1993; Watson, 2003).

However, none of the experts cited above would be pleased with how many
teachers were listed as stressors in the students’ lives. They did not send wargiheme
these students extra time, nor accommodate their learning issues. The lpahcipa
school, would not reprimand students when they betted on whether a girl would have a
seizure on the night of her prom. Sockett (1993) would say there is a lack of moral
pedagogy, specifically an ethic of intellect which fosters justice andstensy of rules.

The ethic of care emphasizes responsiveness in the context of trust. Three
students felt they did not get any support from the faculty as a whole. In asg® even
the attendance office added to the stress. They followed the rules without beorg fai
caring.

Not being able to go to school was both a stressor and a resource. Some of the
students who were homeschooled saw it as a resource. These teens could stuidgywhen t
felt well enough. This also gave them a reprieve from having “everyone know my
business.” They wanted the safety of their own family system. The boys, cufzarti
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wanted to stay within their social system, or, as one boy put it, “..my posse”. Sdme of t
boys were self-conscious about their appearance, which was a stressanfadt wes
interesting that the girls did not feel that way. They just wanted to gdh¢olsand did

not care what their peers thought of their hair loss. This is the opposite of thditmig
which represents the expectations of females in our culture (Hinshaw, 2009 ar&irl
supposed to be pretty and sexy, caregivers, and accomplished professionals. THs fema
in this study, valued school and their friends, but were not concerned about their
appearance. They had experienced having a life threatening illness, andlnmmgt
monitored by their doctors. As a result, these young women had matured and were
managing their life situations as best as they could. This meant not waabouagtheir

hair. Both the boys and the girls were using the skills, Factor cC model, to appetis
resources and manage their challenges.

Returning to school meant adapting to another system, with its own expectations,
both academically and socially. When students re-entered school, they warg thain
family microsystems, and attempting autonomy for the first time sincediaginosis.

Some of the students felt trepidation, while others were glad to be returnirgtd. sc
Factor cC of the Double ABCX model applies here because the teens wereéatrying
manage this new challenge. This was definitely a challenge becausegsheoncern

was how their peers would treat them. A group of peers walked up to one boy who had
been out of school for awhile. They told him they thought he had died. Some of the girls
had to make new friends because either their old group did not bother with them or the
group had started using drugs. In addition, none of the teens wanted speciahtreatme
from their peers. They were acting like typical teenagers, not wantingkmaticOf

course, if their appearance was changed, they felt they had to managenthiat Al of

the children, including the child with Asperger Syndrome, had good experiencesysociall
once they adapted to changes in the school culture. The young man with Down Syndrome
returned to his special education setting with no change in routine or friends.

It was clear that school re-entry in this study did not follow the prescribeéim
in the literature review (Madan-Swain et al., 1999; Power et al., 2003). According to
bioecological model, these children were dealing with the biology of their hodide
straddling three systems: the home, the hospital and the school. Often there was poor
communication between systems so the student had a more difficult entry into school.
The Double ABCX model looked at the multitude of stressors and how the student
perceived and managed the challenges of school. The school was a resource for some
students, providing caring. For others, the lack of support added to the growing mound of
stressors. Ultimately, in terms of Factor x X, all of the adolescents ddaptee
stressors, resources, and systems over time. If teens could fight canceoutdegdapt
to school and retain some semblance of normality.
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Chapter 9
Discussion
The purpose of this research was to explore how schools respond to families who
have a child with cancer. This study used McCubbin and Patterson’s (1983) Double
ABCX model and Bronfenbrenner’s (1994) bioecological model to determine whether
parents of children with cancer perceived schools as a stressor or reshigstudy
also compared these parents’ experiences to the model of school re-entry. Kazak,
Christakis, Akderfer, and Coiro (1994) state “it is becoming increasingly iengdd
understand the mechanisms that either protect or endanger the growing nefmbers
pediatric cancer survivors. Doing so requires focusing not only on the individual
survivors, but also on the systems (families, schools, hospitals, and clinics) wikth whic
these children interact (9).”
The following objectives were investigated to see how pilot study findings
compared to this study:

1. Describe and compare the impact of cancer on parents.

2. Describe if and how schools support parents in terms of moral pedagogy.

3. Describe if and how schools support the children with cancer in terms of
moral pedagogy.

4. Explore whether ethnicity, gender, family constellation, and

socioeconomic status can result in differences in how schools treat parents
of children with cancer.

5. Discover what factors determine parental advocacy for services ior the
children with cancer.
6. Make recommendations, if indicated, for changes in educational policy

regarding the needs of families who have children with cancer.

Within these models, other important questions motivated this study: 1) How do
parents and the child with cancer cope when facing school re-entry? 2) What ds parent
and the child with cancer want from the school system in the way of support? 3) @hat ar
parents’ perceptions of school support? 4) How do schools support the entire family? In
addition, the themes found in the pilot study were compared to findings in this hesearc
project. These themes in the pilot study included:

. Diagnosis was a shock and life-changing.

. Children’s reactions to their cancer were related to their parentsiaes
and to their developmental level as well.

. Children’s peer relationships did not tend to be affected by the visibility of
treatment.

. Three of the four families saw long-term affects in their children rangi
from health, fertility, and/or academic/vocational issues.

o Two of the four mothers developed cancer later in life and related it to the
stress of their children having cancer.

. All parents reported closer marriages, even if there were problems prior to
the diagnosis.

. Gender made a difference in the style of parental coping.

. Nuclear families reported that they drew together and became closer.

. Schools did not facilitate re-entry according to the phases described in the
literature.
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Theoretical Framework

This study applied McCubbin and Patterson’s (1983) Double ABCXC model and
Bronfenbrenner’s bioecological model to provide a framework within which all the
factors stated above could be examined. The Double ABCX model looked at a buildup of
stressors as they related to the initial stressor, which, in this study, iagnesls of
childhood cancer. The bioecological model assessed the interaction of systems, both
internal and external to the families. Both models purport that crises evolverogeltti
addition to these models, the interplay between parents, children and the schools was
appraised in terms of moral pedagogy (Sockett, 1993) and caring (Noddings,1992).

These models were applied in order to analyze the responses of parents, children
and educators as shown in the research instruments. These measures includaddntervi
with the parents and children, a demographic survey for each of the parenigécareg
and surveys for the school principal and one educator selected by the parents.

The Importance of Stories

Researchers have written about the importance of stories in reseangirsgn
and Ferguson, 1995; Powers, 1993). It was therapeutic for families to tell theis.séwi
parents told their stories, with the guidance of the interview, their body langddgéd to
their narrative. They leaned toward the interviewer with intent looks on theg. fElces
intensity increased as they told of the difficulties of their lives astsved unfolded.

With a positive narrative, the parents’ bodies visibly relaxed, and some had iedf am
their faces. Usually parents responded with more stories when the reseskekdaham

if there was anything they would like to add. Interestingly, after the ieterseemed

over, parents thought of more to say, so the tape recorder was turned on again. This did
not happen as often when the children were interviewed.

Examining perception is key to qualitative research analysis. Establizhi
relationship with the interviewee is essential to a productive intervielwn®gphysically
relaxed knowing that the researcher’s son had cancer as an adolescerdd Ithant
parents to feel as comfortable as possible because | was asking themheibacils
and relive difficult, painful times.

Burdens of Parents
The agreements of themes with those of the pilot study were as follows:

. All parents were shocked and felt their lives changed forever with the
diagnosis.

o Many parents did find that their relationships became stronger.

There were different findings from the pilot study:

. There were two divorces as a result of this diagnosis. In one case, the

marriage was in trouble already. Their child’s illness was one problem too
much for the marriage to sustain itself. Another marriage, which had been
stable, fell apart under the weight of the illness. One parent said that it
strained their relationship. It also adversely affected the tenuous
relationships between divorced couples.

o Many nuclear families had to reconfigure their family microsystems. For
some families, this meant leaving a teenage daughter in charge while her
stepsister was receiving treatment. Siblings, in general, had difficulty
adapting during treatment. In fact, years after the crisis, siblings ha
continued to express sadness and resentment about the overall lack of
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support (Kaffenberger, 2006). Anecdotally, the researcher has spoken to
parents of siblings of long-term survivors. These siblings experienced
strong feelings of resentment as much as 20 years after the diagnosis. This
was one more residual stressor with which the parents had to cope.

. Gender did not make a difference in parental coping styles. Historically,
mothers have been the primary caretaker for the child with cancer, while
the fathers coped by working and helping with the child’s siblings. It
surprised the researcher that often fathers were either the main earetak
for the child with cancer or, if not, would help out by bringing the child to
the hospital for treatment. These fathers were very open about their
feelings. While many fathers worked and took care of the siblings, they
were also very involved with discussions with all their children about
emotional issues.

. Because treatment was still on-going or had ended in the recent past, it
was too early to tell whether parents would see long-term affects in their
children relating to health and/or academic/vocational issues. Fertility
issues were not important to these parents. They just wanted their children
to stay well.

o Because of the short time period involved, it is too soon to tell if the
effects of the strain impacted mothers’ health. One parent was diagnosed
with a brain tumor, but it was growing before the diagnosis.

There were other findings about the family microsystem in this study. Tioeyhis

of the families underscored the difficulty of their lives. Quite a few of thenpahad
experienced tragedy in their families. Families had children that had dmedlido be
institutionalized. In one family, the boy with cancer also had Down Syndrome.gDurin
the boy’s treatment, his mother was diagnosed with a brain tumor and his ssster wa
operated on because of severe cataracts. Another father had a sister whoatiedradtc

a young age. Then, he had to leave his native country because he had a son with autism.
This foreign country shunned anyone with a disability. Another family lost éwegyt
because of the costs. Also, unlike the pilot study, there was an array of family
configurations. There were single mothers, an older sister in charge obtrertsr

health care, and those with second marriages. Every one of the families hagimoofe t
monetary problems, even those with higher socioeconomic status. This was bécause o
medical costs.

From the parents’ answers and demeanors, it was clear they carried the burden of

emotions typical of symptoms of post-traumatic stress disorder (Baetlett 200;

Kazak et al., 2001). This is concordant with the parents in the pilot study. Even though
their children had been diagnosed between ten and twenty years ago, those gaeents w
still affected by the experience of having a child with cancer. As witpdhents in the

pilot study, the parents in this study lived with the fear that the carmeédweturn, that

the sword of Damocles would make the cut that would crush their hopes. The parents
were constantly vigilant about their children’s health. They were alseada@bout late
effects from the treatment. These late effects manifest themsehearning issues most
often. Also, these parents were worried about the future effects of the chexpgpthe
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Trauma for Teenagers

Just like their parents, the students expressed initial fear, anger, andAienial
time passed, they were determined to be positive. In the pilot study, parents noted tha
their children had the same reactions.

Living with Cancer

As in the pilot study, it was difficult to be ill and be a teenager. These adotss
missed their friends and activities. Some felt isolated from their paensg lwith the
physical and mental side effects was frustrating. Side effedie dfedatment included
exhaustion, nausea, and the inability to think clearly. In some cases, the childrgnave
tired to interact with their friends when they visited. One girl was so &icktired of
being sick” that she attempted suicide.

It was found that most of the teenagers did not feel self-conscious about hair loss.
This attitude is inconsistent with most of the literature about the negative iofghest
loss on self-esteem (Copeland, 1983). In this study, the teens generally thatitiey
had gone through so much, that hair loss was a small price to pay for stayin@aéve.
young man was called a skinhead at school and was able to ignore it. This mirsdset wa
especially unexpected for the girls.

Some teens wanted a chance to experiment with smoking and other typical
teenage activities, but did not truly rebel for various reasons. This includad @f using
recreational drugs with their treatment, being confined to home or the hoapdalst
not feeling well. A conclusion from these findings is that, in their own way, these
adolescents established their identity, not through external standards, buthraiingn
their internal beliefs. They wanted to feel well and stay well.

Peers All of the teenagers with cancer had some very close friends who visited
them at both the hospital and their homes. However, many of the children changed peer
groups, having one set of friends pre-diagnosis and another set of friends posrirea
One of the reasons they changed friends was because they themselves hadiaseiffere
of values as a result of having cancer. The girls, in particular, thought thatoftheir
former friends were shallow. Another finding was that most peers did not understand
what it meant to have cancer. In one instance, a girl’s friend said “the ceaxéalking”
whenever they had a disagreement. Her friend saw the cancer and not the girl. On a
television seriegGrey’s Anatomya teenage girl did not want to tell the doctors that she
felt her cancer had returned. She wanted to go to her prom. This teenager summed up
how the adolescents felt in this study: “ | don’t want to be * the girl who has cancer’.”
These teenagers did not want to stand out nor to have negative attention. They just
wanted their peers to see them as any other high school student.

Wisdom These adolescents had a different world view from those of their peers.
Their priorities shifted as a result of their life-threatening illnessy Tiael faced their
mortality. These teens expressed a desire to be a better person, to helproliesr &énd
to make a difference in the world. Quite a few hoped to become pediatric on&logist
School was valued even more because they had to miss so much.

Parents’ Perspectives: Returning to School

This research found that, in general, the experience of returning to school was
very difficult. This study found that eight of the seventeen families had aveositi
experience, but with qualifiers. Those that had a good re-entry fell into theg@cas:

1) the child had been receiving special education services prior to diagnosis; 2) the
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children were excellent students; 3) a teacher in one of their classes madralpe
experience with cancer or other serious diseases; and 4) one person at the schaol made
major effort to care for the child. However, the last factor did not include haciogls
collaboration. In analysis of the results, a re-entry was not consideredsfutifes
parent had to constantly initiate conversation with an administrator at the school. The
families liked the home-schooling teachers, but these teachers did not alveays tiee
assignments from the school. Furthermore, results showed that the amount of parenta
involvement in the school prior to diagnosis did not predict a good relationship post-
diagnosis. A major finding was that support from the school did not correlate with
socioeconomics, ethnicity, or gender. A good relationship did not depend upon teaching
experience, teacher’s ethnicity, or teacher’s education. Parental addidaoy
consistently make a difference. A review of parent and teacher demographieyss
and analysis of interviews supported these findings.
What Was Difficult Three areas caused problems with reintegration. First, there
was very little systems integration between the families, the hospitaha@isdhool.
Second, there was a lack of clear communication between the hospital, the school
personnel, and parents, especially between the school and the parents. Threasthere w
lack of understanding of the returning child’s needs.
Systems Integration This refers to the continual interaction of the family,
hospital, and school. The parents did not think to notify the school right away because
they were so overwhelmed by the diagnosis. It would have been beneficidhasbieal
could have a liaison to work with a point person at the school at the time of diagnosis.
This could entail describing the child’s treatment and possible effects. Teatheicille
Packard Children’s Hospital described what steps they took to contact schoofghfor hi
school students. Their process was described:
For high school kids, short term kids have work faxed to us, long term kids often
either drop out of their school and temporarily enroll with us, and we do our best
to teach whatever the home school is working on. We usually start with the
counselor, who refers us to the individual teachers. Sometimes it is an
administrator or the registrar who works with us. Depends on the school, but if we
don't know, we start with the counselor... we have a permission form that must be
signed before we can do anything with the student. This includes a transfer of
information clause that allows us to call the school (Personal communication,
August 20, 2010).
Furthermore, this teacher continued to say that:
We get pretty good follow through with schools - mainly because we have the kid
sitting in the classroom with nothing to do, so we'll call the school until we get a
response. At most, it takes a few days to get the work together, and in the
meantime we'll assign things from our curriculum. It is definitely helpfila
parents have some kind of relationship with the school prior to diagnosis.
Sometimes I'll call a school and the counselor already knows what’'s going
this helps because they are usually more helpful. And sad to say, but if there is a
student who is a poor performer or who has, in the past, missed a lot of school
(not for medical reasons), the school is less likely to help.
Most responses from parents and children did not match this hospital teacher’s
experience. Results from interviews revealed that most of the children r@mdspdid not
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think the hospital was in contact with the school. The hospital teacher’s lasicgente
stating the lack of response she gets if the child is not a good student supports the
findings in this study.

As was discussed earlier in this paper, in five families, the siblings offilde ¢
with cancer had a difficult adjustment, acting out either at school or at home. An exampl
of systems integration would have the hospitals inform schools about possible sibling
reactions and how to help siblings adjust. Unfortunately, for the most part, etsh sys
operates as a single entity, focusing on its own tasks. Even when the hospital and the
school did work together, there was no added education about what the child with cancer
will need when he/she returns to school, nor was information disseminated for the child’
classmates.

Communication There are four levels from which communication is rooted, the
macrosystem, the exosystem, the mesosystem and the microsystemn@emier,

1979). The macrosystem represents the dominant culture with its social and economic
capital. Laws and rules governing and overseeing individual institutionsrinéue

policies at the school level. It is the macrosystem that makes the politlgetshool is
supposed to follow. The second layer is the exosystem, comprised of separate
institutions, like schools and hospitals. These institutions must act in accordémteewi
rules applicable to the culture of these systems. Often their policies thiechild, but

do not directly interact with him. The mesosytem represents the connectionsrbetwe
systems, with families and with the child. In this study, the interconnectionesdiet
systems had a great deal of static. The last system, which hascmselatwith all

previous cultures, is the microsystem of the family and each of its members

Parents believed that communication with the school would be productive
because as a society we give professionals greater autonomy than o#igreops on
the assumption that their knowledge is valid and useful and that they will use it on behalf
of their clients and the social good (Skrtic, 1995). As has been stated eaHismager,
the professional relationship rests on a kind of mutual trust between the professibnal a
the client (Skrtic, 1995). Trust leads to open communication.

On the surveys, the principals listed the services offered to the famililesash
two were offered. Both the teachers and the parents did not have agreemems with t
principals or between themselves. For example, all, but one teacher, had no training
concerning the needs of families when a child has a chronic iliness suches Thac
general education teachers had training in the areas of diversity and titesgsstvho
are at-risk. This finding was replicated in another study where teachers ih a dua
credential program for both general education and special educatiohesaiwdere
interested to learn about diversity (LePage, Nielsen, and Fearn, 2006). Bgitgiyer
they meant learning about different cultures. The researcher taughia sgacation
course for teachers which focused on families, diversity, and disability. Wéeopic of
chronic illness was introduced, the students in the class said they had never thought about
chronic iliness as a form of diversity or disability that would need theintatin within
their roles as special educators, but welcomed the information.

A lack of knowledge was one of the reasons there often was unproductive and
frustrating dialogue between the parents and the school. There was also a lack of
communication internally between the school staff. First, the attendanoe wHs either
a support or caused a nightmare of problems. Some of the attendance office staff made
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sure to check on the student and made sure the absences due to illness were recorded.
Other attendance personnel were caught up in the web of technology wheueléné s

was automatically labeled as truant. The attendance office staféth#istt the record

was "in the system" and could not be changed. The technology trumped the situation of
the family.

Where a coordination of services was required, often, the teachers forgot to put
accommodations in place, or refused to. At other times, when the principal agreed to let
the teachers know when the child was returning and what was required, he or she did not
follow through. In other cases, problems ended up with positive resolutions. For example
one boy told his coach that he had cancer, but this was not communicated to the rest of
the faculty. This boy was home-schooled, but since he was absent, the computer run
attendance office marked him truant, and he ended up with F's. It was not until the
advisor and school counselor got involved that the problem was solved. A survey of 250
school counselors was taken in a large, urban school district (Kaffenbergesngdstr
Hardison & Perdu, 2002). These counselors said they provided a wide range of services
to facilitate school experiences for children with chronic illnesses. Tdsscertainly not
the experience of most families in this study. When school personnel were ncdequir
put accommodations in place because the child was a good student, everything.was fine
Since their children were high achievers, these parents did not need as muchonteract
with the school as those whose children were not high achieving. In some cases, the
school staff was wonderful, calling the home, and sending cards to the hospital. When the
parents talked about this kindness, they had smiles on their faces and, for a ghort tim
their bodies relaxed.

Parents expected the principal or one of the administrative staff to wibrk wi
them. One sister felt a lack of respect from the vice-principal. While soreetpéelt
good about the principal's support, quite a few parents said the principal was uninvolved.
Because of this dissatisfaction with the administration, the researcheum@ss how
another principal might see her role. Therefore, the researcher rancdeched a
principal of a middle school in the northern bay area. This principal was very gracious
and took the time to delineate the steps she would take if a child with cancer was
returning to her school. The steps are as follows:

1. I'd learn all | could about the child, family, type of cancer, and his/her
current condition.

2. Have a meeting with the family including the student, the school
counselor, and the nurse to determine any needs.

3. If the condition and needs warranted it, I'd suggest a referral for a 504
plan.

4, In creating the student’s schedule, I'd take into consideration getting

him/her into classes with friends (if this is a student who had been here
before) and with teachers that | know would work with us.

5. I'd call an all-teacher meeting and review all information, espedtedlty
which pertains to day-to-day impact on the student's academic and
social/emotional needs.

6. I'd make sure a communication tool was developed to ensure that
everyone was being kept in the loop. I'd have the counseling checking in
regularly, as well as the nurse, if needed.
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7. I, personally, as the principal, would also check in with the parents,

student, and teachers to be sure that they are all okay.

This is an example of an educator who is proactive and shows caring not only for
the family and the child, but also for her staff by educating them about the claktis.
Checking in with her staff, as well as with the family exemplifies Hans@081()
definition of an effective educator. Hansen views a teacher as a combinatioroof pers
conduct, and moral sensibility. The person part of a teacher is more importadhimge
than the curricula and the technology. Conduct involves a pattern of behavior that
supports meaningful teaching and learning. Moral sensibility fuses, harmomdes, a
gives meaning to the first two.

The principal above equalizes power. She is willing to share her power. Unlike
most of the principals in this study, this principal was willing to have a traosak bi-
directional relationship with the parents. All members of the team would fdahay i
had power, bolstering self-esteem and even feelings of self-efficacyaifdr@s in
particular, would feel they had a positive relationship. Overall, this was notdbevda
the principals in the study. Parents felt powerless when trying to work withhibel sc
system in general and with the principals specifically. Sarason (1996) deftiegs of
powerlessness to be when one feels that his/her ideas, opinions and interests do not
deserve a hearing—that one is the object of discharge of power by others shudly,
parents were told to play the game with the rules decided by others.

As described above, effective collaboration is the key for parents to have a
positive relationship with the schools. Where a positive collaboration took place, the
parents in the study felt their children were being cared-for. Collaboratthe process
used to reach goals that must be achieved through a group consensus (Bruner, 1991). It is
a means to an end, not an end in itself. The desired end is more comprehensive and in
education, the process can ensure the appropriate services for famibestudifound
that having all key stakeholders represented in the group was not enough. There needed
to be follow-through and implementation of agreed upon services. When a child with
cancer returns to school, it is important that all personnel involved in this child’s school
experience come up with the most beneficial accommodations. This means tie famil
including the child returning to school, a representative from the hospital, the principal
as the top administrator, the counselor, the school nurse and all the child’s teduhers. T
principal above did include the counselor and school nurse as important participants in
the re-entry process. In this study, when the school nurse and the counselor were
involved, the family and the child had a positive experience. The importance of the
school nurse and counselor is emphasized in a school re-entry intervention (Katz,
Rubenstein, Hubert, & Blew, 1989; Katz, Varni, Rubenstein, Blew, & Hubert, 1992) and
in proposed re-entry strategies (Kaffenberg, 2002).

Knowledge Needed About CancetWhen school personnel are educated about
childhood cancer, they would then know what having cancer means in terms of school
attendance and learning. Since knowledge is power, teachers would feel a setfse of
efficacy. They will not ridicule a student who tells the class he has carsrwould
not need to have a personal experience with cancer to develop empathy. A first year
teacher would have more patience with the student in his math class who needs less
homework. Subject area packets would be left at the office for a parent to pick up. With
this type of collaboration, there would be no missed connections.
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Caring for the Child The philosophies of caring (Noddings, 1992) and moral
pedagogy (Sockett, 1993) were the tools used for analyzing school support. When re-
entry was successful, school personnel would actively want to know what
accommodations were needed. For example, since special education teachevednew
difficulties the child had in school, they were extremely empathetic. Gbestantly kept
in touch with the parents and the child whether the child was in school or not. Often
school nurses were a source of support, insisting that the child come to her offgte to r
or by offering medical advice to parents so they would know what to ask doctors at the
hospital. In this study, some teachers, such as an art teacher, mentored sthbént
helped with school adjustment. Students looked forward to returning to school, so a
caring teacher made a huge difference in their adjustment. These suppadive [act
school staff exemplified in loco parentis, when teachers assume a parentdike
(Sockett, 1993).

Unfortunately, some homeschooled children were not allowed to go to school on
days when they felt well. This was due to the rigidity of public school educatiay poli
Under the umbrella of special education law, a law dictated by the dominant culture
macrosystem, the school was not supposed to let a child go back and forth from
homeschooling to school. A child at home could receive a maximum five hours of school,
one for each day of the school week. With this service, students were not allowed to
simultaneously return to school.

Private school principals feared that the child would get ill from other students
who came to school sick. It was demoralizing for both parents and their children.
Teens’ Perspectives on Returning to School

One finding was that all of the adolescents wanted to return to school and
establish a normal teenage routine. Any distancing of friends was balancathigy ¢
teachers who gave these students a sense of belonging. Even if a return tdidchool
create problems, these teens were happy to be there, happy to be regularste@héger
seven girls returning to school, three had to make new friends because, in theirpini
their friends prior to diagnosis had changed. One of the boys changed friends much to his
parents’ dismay because they thought his new friends were a bad influencewahboy
Asperger Syndrome had difficulty with his friends, but thought his teachers o@ida
him. However, in most cases, the boys’ friends remained the same.

Application of Theory

Both the Double ABCX and bioecological models were applied to the findings.
The Double ABCX model has a main stressor event, Factor aA, which in thiswagy,
the diagnosis of childhood cancer. Then came the pile-up of stressors as a thsult of
diagnosis. The first layer of stressors was the family’s historyadfig@ms which were
triggered by the child’s illness. Other stressors included maritalometaips, money
problems, the need to reconfigure how the family worked together, and the need to
understand how the culture of the hospital worked. Then, the parents had to interact with
the school, the system most important to adolescents outside of their famdgyatem.

The Factor bB focused on the family resources. For example, was the parenégjera
resource or a stressor? Relationships with extended family, friends, and the ctymmuni
were resources in many cases. The schools should have been a resource astvietl. The
factor, cC, was how families managed the original stressor, the cancerpghvaisals of

how to deal with all their problems, and then, how they met the challenges of straddling
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S0 many systems. Parents felt they coped well and were assertive wdu@e ito their
children’s needs. Factor xX, represents how, over time, the family adapted tmctihesl
roles.

The bioecological model was a helpful tool for examining relationships among
and between systems. The first system was that of the child’s biology. Tdiis bie@lth
was the catalyst for all the interactions that followed. The family egizgtion started
with the biological disequilibrium of the ill child which, in turn, threw the fgmil
microsystem off balance. The family required a reorganization of the da@eta
Usually, mothers were the caregivers of the children with cancer. The husk&and wa
responsible for work and the other children. In many cases, this proved to be ddficult
siblings. The first interaction between systems occurred when families gk with
the medical field, specifically hospitals. Parents had to learn about both the otittuze
hospital and the culture of childhood cancer. To act effectively, the parents hauh to lea
the rules, values, beliefs, and ways of being in the hospital system. This meamtgknowi
basics as disparate as what was required of them when chemotherapy commenced, t
knowing where water was kept on the oncology wing of the hospital. Parents |daed t
they had to look for resources for themselves and other family members. Fplexa
one parent was concerned about her child’s siblings when she happened to be looking at a
display case outside the oncology clinic. She saw a paper with suggestions fog helpi
with the adjustment of siblings. This mother had to get a nurse, who had to call another
person, to get someone to open the display case. In additon, many parents had to interact
with the culture of the school in an entirely new role, that of parent advocate. Partents
only had to learn about policy regarding services for their children, but also itiferm
school district and the school about their child’s needs. At times, the communication
between and among systems was effective. At other times, the mesdésysteras that
of connection facilitator broke down. All systems were so overwhelmed and ovedvork
that either incomplete information was transferred between systems, or moatibor
was shared among and between systems. Medical staff was concernedinihhsa
child’s life, hospital liaisons’ work schedules were reduced, and schools were drowning
with faculty and student problems along with the demands of paperwork for the school
district and the state. The parent was burdened with wading through thesessystem

The models were also appropriate to use with the teenagers. When applying the
Double ABCX model, the Factor aA represents the child’s diagnosis of caheepilé
up of stressors would include uncertainty about his future, a worry about how he would
function post-treatment, a concern about missing school and isolation from petns. Fac
bB included resources available to the child. Resources included family menhioech, ¢
affiliation, and the network of family friends. Receiving up to date assignrfrenighe
school, having the school communicate with the support of cards and visits, and the
companionship of peers were resources. If students did not have this support, they were
unhappy and bored. Treatment was a resource because they hoped it would cure them,
but it was also a stressor because of the side effects. Factor cC invobgrulziag and
accepting the limitations that their illness imposed upon them, recognizing Suppodrt
stressors and managing these supports and stressors. Factor xX represhittssthe
adaptation to his illness. Examples of this include believing that they will bé ance
having positive self-esteem about their appearances due to treatment. Temosife
when their friends came to visit. Others hid their concerns with a positive attitunde a
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with humor. It was a demoralizing stress when they were too tired to study foiesels.

The bioecological model was a good model to analyze the teenagers’ ability t
navigate the three systems in his life. First, they had to adapt to the new coioingofa
their families, and the need to be dependent upon their parents. Second, they had to adapt
to the hospital, including the reality of treatment and its side effects. Thiydhdageto
deal with school. Sometimes this task meant working with the hospital teacher a
hoping that their school would get homework to the hospital.

Implications
Implication for Change

This study revealed a need for policy changes at both the federal andvetate le
The data pointed to the necessity of adding training about chronic illnesses nigcludi
cancer to a teacher education program. However policy change is very tiSemason
(1996) still hopes for educational reform, but he thinks there has been little r@foem s
the 1970’s when he first wrote about schools and the barriers to change. He states that i
is a time in our country when the public is dissatisfied and disillusioned with our schools.
This dejected feeling permeates all major systems in our society. iSleesense that our
input has no power. In this study, at the comparatively minor system of the individual
school, the lack of collaboration between parents with a child with cancer antidloé sc
iIs symptomatic of the greater breakdown of communication between citizertseand t
federal government. Furthermore, Sarason states that changing povienskips are
destabilizing, that as individuals we resist change. The catastrophic dsaghosi
childhood cancer forces families to adjust their world view. It is a shock to thieafam
and personal system. It is also unsettling to the school system. Macroculangéhas
the advantage of slowly putting modifications into place. However, this change occurs
over a very long time. In contrast, the family with a child with cancer ninastge
abruptly.

For change to take place, there needs to be a paradigm shift, meaningptedacc
worldview, the shared pattern of basic beliefs and assumptions about the nature of the
world and how it works, must change (Skrtic, 1995). These assumptions tell us what is
real and what is not, shapes our cultural identity and guides and justifiesiorsitut
practices. We are rarely conscious of our paradigms because they tendde sainly
when they are changing. To make change in public policy, to create a more humane
approach to chronic iliness, specifically cancer, the paradigm of speciatiedyucinder
which this policy would fall, must be morally and politically viable in a democragig. T
means that it is worth making changes, even when the educational systes timitbwn
into temporary disequilibrium. Since more and more children are coming to schools a
survivors of life-threatening illnesses, changes would respect the neddklgn with
cancer.

Policy change would include letting students come to school when they can,
listening to a family’s needs and having productive collaboration. There is artamipor
need for a point person at both the hospital and the school to exchange important
information. Policy change impacts teacher education programs. Mirrberigak of
communication between all school personnel, this study underscores the need for dual
general education/special education programs. This study suggests thanso# g
education and special education teacher candidates be conversant in speciaheducati
law, and understand family dynamics. Both types of teachers could then plan fat stude
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needs for children with life-threatening ilinesses, which represenpeafycultural
diversity. Data from this study suggest that special education teacideitseageneral
education teachers would benefit from collaborations about accommodations fgpehis t
of medical diversity as needed.

With current economic difficulties, the schools require teachers to takeron ma
roles. Ideally, school counselors and/or school psychologists would take more of an
active role in working with families with children with cancer (Kaffenbergé06;

Power, DuPaul, Shapiro & Kazak, 2003). Again, because of fiscal reductions, a school i
lucky to have a school psychologist who has time to do more than test students for
eligibility for special education services. There are also not enough schootlkosns
adequately provide effective support to both families and teachers.

Increased knowledge for general education teachers would increaskenoefi
when working with a child with cancer. It has been found that teachers are oveedhel
in two basic areas when a child with cancer re-enters school (Chekryn, [ZeBgdch,

1987). The first area revolves around academic expectations, which includes obtaining
information about how the child’s treatment has affected learning. Teaabedsd

dilemma concerning how to balance appropriate discipline with emotional support. The
other major area had to do with the personal impact of this illness on the teachses. The
teachers were upset and shocked. They saw cancer as life threatening, not knbeing if t
child would be alive and in school the following year. The teachers and counselors
indicated they had no in-service training about the needs of a child with cancer. School
counselors also need more training. Kaffenberger et. al (2002) found that 83% of the
secondary high school counselors surveyed would welcome training. The results of the
current study point to the fact that all school personnel, teachers and adionsistreed

to receive knowledge about children with chronic illnesses, especiallyrcas@epart of
their academic programs.

Changes can be made immediately on the intrapersonal and interpersosal level
On the intrapersonal level, the school can prepare healthy peers to understaheiwhat
classmate is experiencing. Since a diagnosis of cancer brings up issuetabfymibie
school could have a specific adult available who would provide a safe place for students
to talk about their feelings. It would help if the hospital could send a liaison to educate
the staff. The principal could make sure that the attendance office knows tblildhe
has an excused absence. On an interpersonal basis, it is important for principals and
teachers to meet with parents and/or children to prepare for a return to schooleHowe
unlike what happened in this study, the school personnel would know exactly what is
needed.

Relationships are built on positive interactions. Students in this study who had
notes from their classmates, a poster brought by a teacher, teachesamddavisits
flourished psychologically. This is a time when schools can build upon moral
development. For example, when the teenagers bet on when their peer would have a
seizure, they should have been reprimanded and learned what caring meansant we w
our teachers to practice moral pedagogy, then this means that the schoohatust te
students what it means to be a moral, caring person. Small actions make b&gschang

The ideal support is to provide an integration of services in order for the families
microsystems to flourish. This integration of systems heals the imbalbses/iwes so
that human needs can be fulfilled (See Figure 3). The figure below has the school
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connected to the healthcare community, the primary caregiver and the ithitchincer,

and the rest of the immediate family. The school forms its own community cogsist

school personnel, peers of the child, and its families. The school community can embrace
the family in need with support. The family with the child with cancer would be able to
feel bolstered by two communities at the same time, their own personal ketvadothat

of the school.

Immediate
family: other
parent,
siblings

Child with
cancer

and primary
caregiver

Support
network

Healthcare
community

Figure 3. In this model, the school is connecting collaboratively with the medical
community and the family to provide appropriate services.

The ultimate goal of this ideal system is to improve parent-school relzpsnso
provide safety for professionals to extend caring, and for families and tHdnechio
feel cared-for.

Implications for Further Research

The findings of this study make it clear that teachers have underkpegiences

that influence their perceived ability to work with families who have a child @@ncer.
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A gualitative study interviewing teachers about their feelings about mgkith a child

with cancer would help to elucidate the needs of the teaching staff. Another form of
research could be to enact an intervention for teachers so they would understand, not only
the child and family’s needs, but also their own. This could be in the form of support
groups. The personal attitude of principals was not examined in this study. The
adaptation of principals to having families with a child with cancer wasssed from

the perceptions of the parents and children in this study. How do principals envision their
roles when working with staff and families? Another study of the reirtiegrarocess

could involve evaluating the different types of procedures in various schools whdah a chi
returns to school. Results could ascertain what methods are most successful. An
important study would involve analysis of collaboration from elementary school through
high school. What types of steps need to be in place to advocate for policy reform? How
do both school personnel and families envision a clarity of process? There are many
avenues for future research. What will it take to practice the philosophyaufan |

parentis? The most important element is to discover ways to optimally nuustrand

caring via the building of relationships.
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Appendix A



Recruitment Flyer
Volunteers Needed for Study

My name is Shelley Nielsen. | am a doctoral student in the Joint Doctoral
Program in Special Education at the University of California, Berkeley améFi@acisco
State University. | am currently working on my dissertation which focoisgmrents of
children with cancer. The goal of this study is to inform schools how best to meet the
needs of families who have or had a child with cancer. | need parents of adolescent
children who are currently being treated for cancer or have finished traatmti@n the
last five years. This study mainly involves interviews. If you areested, the research
study will be explained in detail over the phone. Parents may choose how much they wish
to participate. All participation will be completely confidential.

If you are interested in participating, please contact me either by phenedr
My phone number is (650)344-8804. My email is shelleyjsr@astound.net.
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Parent Volunteers for School Re-entry Study

Who Parents of Children with Cancer grades 7-12 within 5yrs of treatment
Why To determine how schools can best meet family needs

How Interviews conducted by Shelley Nielsen, Doctoral Student

When At your convenience with a special family gift card included

Where Your home/office or to be determined

If interested in learning more about the study or
participating contact:
Shelley Nielsen vMail 650.344.8804 or eMail
shelleyjsr@astound.net
For general information about participant rights, contact
1.866.680.2906
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Letter of Consent

My name is Shelley Nielsen. | am a graduate student in dhe Doctoral
Program in Special Education at the University of CaliforniaBatkeley and San
Francisco State University. | would like to invite you to take pamy research study,
which examines families who have had a child with cancer and thlegitwould like
schools to know in order to support you and your child.

If you agree to take part in my research, you will be asked to take part in two
surveys and in an interview. The interview will last about an hour, at a time and place of
your choosing. You will receive a copy of the interview questions prior to ouingeet
With your permission, the interview will be audio taped. | may ask to contactyyou b
telephone or mail if there are any follow-up questions | have after our intehgh
your permission, | would also like to examine any school or medical datagdtathis
research.

There may be a few risks to you from taking part in this research. Thesenglla
possibility of loss of privacy. Every effort will be made to prevent this. Fane, tihis
survey and interview may cause you to re-experience a difficult time ifif@urhe
benefit to you may be that you can tell your story and be heard with empashlyojted
that the research will benefit others who have children with cancer whilgatiag the
school system.

All of the information that | obtain from you during the research will be kept
confidential. I will follow current Committee for the Protection of Human Subjec
guidelines for research and confidentiality in order to maintain maximutngipant
confidentiality and to minimize the small chance of loss of privacy. Sinceel ha
contacted you by telephone, your information has been de-identified and et@nypte
compliance with current CPHS guidelines as will surveys, interviews, adicah and
school information. Only | will have access to an identity data set with a decat®n
key. Identity-only data sets and de-identified data sets will be storedtefparal in
secure locations according to CPHS policy. If information from this stidyblished or
presented at scientific meetings, your names and other personal indormgitnot be
used. I will discuss it with you if | decide to retain this data, after timeeidiate project is
completed, for possible use in future projects by me or others. After thisclegear
completed, | may also save the tape recordings for use in future researchrgpiothe
myself. However the same confidentiality guarantees given here will apfilture
storage and use. Although I will keep your name confidential, you may still be
identifiable to others on the audio tapes.

Your participation in this research is voluntary. You are free to refuse to take par
You may refuse to answer any questions and may stop taking part in the stogly at a
time.

If you have any questions about the research, you may telephone me, Shelley
Nielsen, at (650) 344-8804 or contact me by email: shelleyjsr@astound.net. {rgeu a
to take part in the research, please sign the form below. Please keep the gtloéttusp
agreement for your future reference.

If you have any question regarding your treatment or rights as eijpantiin this
research project, please contact the University of California at Beikelsymmittee for
Protection of Human Subjects at (510)642-7461, subjects@berkeley.edu.
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I/we have read this consent form and agree to take part in this research.

Signature Date

Signature Date
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Audio Records Release Form

As part of this project, | will be making an audio recording of you while you
participate in the research. Please indicate below what uses of theds sexoare
willing to consent to. This is completely up to you. I will only use the recordsys w
that you agree to. In any use of these records, your name will not be identified.

I will follow current Committee for the Protection of Human Subjects diniele
for research and confidentiality in order to maintain maximum participanteoriflity
and to minimize the small chance of loss of privacy. The same confidergisditgntees
given here will apply to future storage and use. Although | will keep your name
confidential, you may still be identifiable to others on the audio tapes.

1. The records can be studied by the research team for use in the research project.
Initials Initials

2. The records can be used for educational/scientific publications.

Initials Initials

3. The records can be heard at meetings of educators or scientists interdstesddudy
of the family, childhood cancer, and education.

Initials Initials
4. The records can be heard in classrooms to graduate students.
Initials Initials

5. The records can be heard in public presentations to nonscientific groups.

Initials Initials

I/we have read the above description and give my consent for the use of the records as
indicated above.

Signature Date
Signature Date
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Medical Information Release Form
As a part of this project, | will need to review medical data that you may have

from your child’s doctors and hospital of treatment. | will follow current @uitee for
the Protection of Human Subjects guidelines for research and confidemialrer to
maintain maximum participant confidentiality and to minimize the smafiahaf loss
of privacy. Your name, child’s name, medical personnel or hospital will not be iddntifi
Please indicate below what use of these records you are willing tonxttmsehis is
completely up to you. | will only use the information in ways that you agree to.
1. The information can be studied by the research team for use in the reseaath proj
Initials Initials
2. The information can be used for educational/scientific publications.
Initials Initials
3. The records can be shared at meeting of educators/scientists interdstextudy of
families, childhood cancer, and schools.
Initials Initials
4. The information can be shared in classrooms to graduate students.
Initials Initials
5. The information can be shared in public presentations to nonscientific groups.
Initials Initials
I/we have read the above description and give consent for the use of the information as
indicated above.
Signature Date
Signature Date
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Educational Information Release Form

As a part of this project, | will need to review educationaa dedm your child’s
school. This information will be strictly confidential. | will folv current Committee for
the Protection of Human subjects guidelines for research and auidldg in order to
maintain maximum participant confidentiality and to minimize $heall chance of loss
of privacy. Your child’s name and school personnel will not be identifiegse indicate
below what use of these records you are willing to consent to. §kmmpletely up to
you. | will only use the information in ways that you agree to.
1. The information can be studied by the research team for use in the reseaath proj
Initials Initials
2. The information can be used for educational/scientific publications.
Initials Initials
3. The records can be shared at meetings of educators/ssieriggested in the study of
families, childhood cancer, and schools.
Initials Initials
4. The information can be shared in classrooms to graduate students.
Initials Initials
5. The information can be shared in public presentations to nonscientific groups.
Initials Initials
I/we have read the above description and give consent for the tise ioformation as
indicated above.
Signature Date
Signature Date
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H

Parent Permission Form
Parental Consent Form for Child Participation in Research
School Response to Families Who Have a Child with Cancer

Introduction and Purpose

My name is Shelley Nielsen. | am a doctoral student at the University of
California, Berkeley. | am the lead investigator in this study under the geidémay
faculty sponsor, Dr. Anne Cunningham in the Department of Special Education. | would
like to invite your child to take part in my research study, which is concerned with how
schools respond to a child and his/her family upon school re-entry.
Procedures

If you agree to have your child participate in my research, | will conduct a
interview with him/her at a time and location of your choice. The intervielnrwiblve
guestions about how your child has experienced cancer emotionally, socially, and
academically. .It should last about 20 minutes. With your permission, | wilhtzpei
and take notes during the interview. The taping is to accurately record the imdforma
your child provides, and will be used for transcription purposes only. If you choose for
your child not to be audiotaped, | will take notes instead. If you agree to having your
child audiotaped but he/she feels uncomfortable at any time during the intdreaaw,
turn off the tape recorder at your or your child’s request. Or if your child doessi to
continue, you can stop the interview at any time.

| expect to conduct only one interview; however, follow-ups may be needed for
added clarification. If so, | will contact you by mail/phone to request ths, Alwill do
this if | need more information when | analyze the data.
Benefits
It is hoped that in the future, the research will help other families in the saatositas
yours. Although no direct benefit from taking part in this study can be promised, your
child may feel good about helping others in this way
Risks/Discomforts
A potential risk is that your child may feel uncomfortable and that the questapns m
cause him/her to re-experience this difficult time. Your child is free torgetdi answer
any questions or stop the interview at any time. As with all research, tlzechasce
that confidentiality could be compromised; however, we are taking precautions to
minimize this risk. (See below for more detail.)
Confidentiality

Your child’s study data will be handled as confidentially as possible.ultsesf
this study are published or presented, individual names and other personally identifiabl
information will not be used. All data will be encoded, and identifying information,
surveys, interview notes, and audiotapes will be kept in a locked file cabinet. @Witly |
have access to this information. After this research is completed, | matheastady
data and tape recordings for use in future research by myself or othens téos years.
However, the same measures for confidentiality given here will apply te fstorage
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and use. (Please note that although | will keep names confidential, voiceslhiey sti
identifiable to others on the audio tapes.)
Compensation

Your child will receive a $30 gift card for participating in this study.
Rights

Participation in research is completely voluntary. You are free to ddcliyeur
child to take part in the project. Your child can decline to answer any questions and is
free to stop taking part in the project at any time. Whether or not you chooseifor y
child to participate in the research and whether or not your child chooses to answer
guestion or continue participating in the project, this will have no effect on his/her
medical treatment or grades at school.
Questions

If you have any questions about this research, please feel free to contbcame.
be reached either at (650) 344-8804 or shelleyjsr@astound.net.

If you have any questions about your rights or treatment as a researcipauarti
in this study, please contact the University of California at Berkeley'srittee for
Protection of Human Subjects at 510-642-7461, or e-mail subjects@berkeley.edu

kkkkkkkkkkkkkkkkkkkhkkhkkkkkkhkkkkkkkkkkkkkhkkkhkkkkkkkkkkkkkkkkkkkx

PERMISSION
You will be given a copy of this consent form to keep for your own records.
If you wish your child to participate in this study, please sign and date below.

Child’s Parent Name(please print)

Child’s Parent Signature Date

106



UNIVERSITY OF CALIFORNIA AT BERKELEY

BERKELEY ¢ DAVIS e IRVINE ¢ LOS ANGELESe MERCEDe RIVERSIDEe SAN DIEGO 3li SAN FRANCISCOe SANTA BARBARA e SANTA CRUZ

Child Assent to Participate in Research

School Response to Families who have a Child with Cancer
1. What is this study about? (Purpose)
My name is Shelley Nielsen. | am a doctoral student at the University ibdrGe,
Berkeley in the School/Department of Special Education. | would like to inviteoyou t
take part in my research study. The purpose of the research is to learn hiieg fidaai
yours can help their children to have the best school experience possible. Yiwai will
asked to tell me about how you feel your school has treated you as a childnegh ca
You can tell me whatever is important to you.
2. What else is going to happen? (Procedure)
If you agree to participate in my research, and your parents also agikephduct an
interview with you at a time and location of your and your parents’ choideould last
about 20 minutes. If it is OK with you, | will audiotape and take notes during the
interview. The taping is so | don’t forget anything you've said. If ylooose not to be
audiotaped, | will take notes instead. If you agree to being audiotaped but feel
uncomfortable at any time during the interview, | can turn off the tapedecid you
ask. If you don't wish to continue, you can stop the interview at any time.
3. Can anything good happen to me? (Benefits)
We can't promise any direct benefit to you, but we hope the things we learn from this
study will help other children who have cancer and are going to school. So, it might make
you feel good to be helping other kids and families like yours.
4. Can anything bad happen to me? (Risks/Discomforts)

Nothing bad will happen to you. It might be hard to talk about having cancer. If it
is, you don’t have to continue or you can skip any questions you don’t want to answer.
You can tell your parents if you are uncomfortable talking to me.

5. Will anyone know | am in the study? (Confidentiality)

No one will know your name. Your information is private and | will not share who you
are with anyone.

6. Who can | talk to about the study? (Contact Information)

If you have any questions about the study or any problems to do with the study, you can
talk to your parents or you can contact me, the Lead Investigator, ShellegriNat|

(650) 344-8804 or shelleyjsr@astound.net.

7. What will | receive for taking part in the study? (Compensation)

You will be given a gift card of your choice in the amount of $30 for your participati

in the study.
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8. Rights

If you have any questions about your rights or the way you are treated whaeeyiou
this study, please contact the University of California at Berkeley's Gieanfior
Protection of Human Subjects at 510-642-7461, or e-mail subjects@berkeley.edu
9. What if | don’t want to do this? (Voluntary Participation)

You don’t have to do this. You will not get in trouble for not wanting to do this. Your
medical treatment and your grades will be the same whether you decidtcipata or
not.

ASSENT

Do you understand this study and are you willing to participate?
Yes  No__

If you wish to participate in this study, please sign and date below.

Signature of Child Date
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Parent Permission to Give Surveys to School Personnel
Consent to Participate in Research
School Response to Families Who Have a Child with Cancer

Introduction and Purpose

My name is Shelley Nielsen. | am a doctoral student at the University of
California, Berkeley. | am the lead investigator in this study under the geid@mncy
faculty sponsor, Dr. Anne Cunningham, in the Department of Special Education. | would
like to invite you to take part in my research study, which is concerned with how schools
respond to a child with cancer and his/her family upon school re-entry.
Procedures

If you agree to participate in my research, | will conduct an intervielvyoiti at
a time and location of your choice. The interview will involve questions about how you
have experienced cancer emotionally, socially, and academically. It sasuébbut 20
minutes. With your permission, | will audiotape and take notes during the interview. The
taping is to accurately record the information you provide. If you choose not to be
audiotaped, | will take notes instead. If you agree to being audiotaped but feel
uncomfortable at any time during the interview, | can turn off the tapedescat your
request. Or if you don’t wish to continue, we can stop the interview at any time.

| expect to conduct only one interview; however, follow-ups may be needed for
added clarification. If so, | will contact you by mail/phone to request ths,Alwill do
this if I need more information when | am analyzing the data.
Benefits

It is hoped that in the future, the research results will help other families in the
same situation as yours. Although no direct benefit from taking part in this stuthe ca
promised, you may feel good about helping others in this way.
Risks/Discomforts

A potential risk is that you may feel uncomfortable and that the questions may
cause you to re-experience this difficult time. You are free to declinesteeamany
guestions or stop the interview at any time. As with all research, there is & thainc
confidentiality could be compromised; however, we are taking precautions to n@nimiz
this risk. (See below for more detalil.)
Confidentiality

Your study data will be handled as confidentially as possible. If resuhlgsof
study are published or presented, individual names and other personally identifiable
information will not be used. All data will be encoded, and identifying information,
surveys, interview notes, and audiotapes will be kept in a locked file cabinet. Gily | w
have access to this information. After this research is completed, | mathsastudy
data and tape recordings for use in future research by myself or othens téobyears.
However, the same measures for confidentiality described above will agplyte
storage and use. (Please note that although | will keep names confidentes,naaic
still be identifiable to others on the audio tapes.)
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Compensation
You will receive a $30 gift card for participating in this study.
Rights
Participation in research is completely voluntary. You are free to declia&e
part in the project, answer any questions, or stop taking part in the study iaeny t
Whether or not you choose to do any of these things, this will have no effect on your
medical treatment or grades at school.
Questions
If you have any questions about this research, please feel free to contbcame.
be reached at either at 650-344-8804 or shelleyjsr@astound.net
If you have any questions about your rights or treatment as a researcipauarti
in this study, please contact the University of California at Berkeley'sriittee for
Protection of Human Subjects at 510-642-7461, or e-mail subjects@berkeley.edu
*kkkkkkkkkkkkhkkkkkhkhkkkkkhkkhkkkhkhhhkkhhhkkkhkkhhhkkkhkhhkkhkhhkkkkhhkkkhkhkkkkkx
CONSENT
You will be given a copy of this consent form to keep for your own records.
If you wish to participate in this study, please sign and date below.

Participant Name (please print)

Participant Signature (must be 18 or older) Date
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Consent Form For School Surveys

As a part of this project, | would like to give self-administeseirveys to your
child’s school principal and teacher. | will follow current Conmeetfor the Protection of
Human Subjects guidelines for research and confidentiality in di@emaintain
maximum participant confidentiality and to minimize the smalhcleaof loss of privacy.
Your name, child’s name, name of the school, and educator names will idenbiéed.
Please indicate below what use of these records you are wiliognsent to. This is
completely up to you. | will only use the information in ways that you agree to.

| agree to have my child’s school principal fill out a survey.

Parent/Caregiver Date

Parent/Caregiver Date
| agree to have my child’s teacher fill out a survey.

Parent/Caregiver Date

Parent/Caregiver Date
1. The information can be studied by the research team for use in the reseaath proj
Initials Initials

2. The information can be used for educational/scientific publications.

Initials Initials

3. The records can be shared at meeting of educators/scientgststed in the study of
families, childhood cancer, and schools.

Initials Initials

4. The information can be shared in classrooms to graduate students.

Initials Initials

5. The information can be shared in public presentations to nonscientific groups.
Initials Initials

I/we have read the above description and give consent for the tise ioformation as
indicated above.

Signature Date

Signature Date
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Teacher Introduction Letter
Dear Teacher,
My name is Shelley Nielsen. | am a student in the Joint Doctoral Program in
Special Education with the University of California, Berkeley, and San FcanSisite
University. | am currently working on my dissertation which examines schepbmse

towards families and children with cancer. As you know, is
currently undergoing treatment for cancer. His/Her parents/caregivers,
and have signed the enclosed

consent form for your participation in this research. You will be asked to fill alf-a s
administered, precoded survey. Neither you, your student, nor his/her family will be
identified.

If you have any questions about the study or the survey, please feel free tb contac
me either at (650) 344-8804, or the School of Special Education at UC Berkeley at (510)
643-6871. Also feel free to email me_at shelleyjsr@astound.net

Please contact me to let me know if you are willing to participate inttidyg.df
you agree to participate, | will send you a consent form to be filled out amded to me
in a stamped, addressed envelope. Then | will send the survey.

Thank you for your help.
Sincerely,
Shelley Nielsen
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Principal Introduction Letter
Dear Principal,

My name is Shelley Nielsen. | am a student in the Joint Doctoral Program in
Special Education with the University of California, Berkeley, and San FrcanSisite
University. | would appreciate you taking about 20 minutes to complete this survey about
your school for my dissertation. The subject of my dissertation is school response to
families with children with cancer. The study will give educators, polickersg
practitioners, and parents important information about families and their chgldre
experiences. This will also provide the schools and families ways to contolsitelent
performance. | am also interested in how schools cope with having students with such a
serious illness, such as cancer.

Please return the completed survey as soon as possible in the enclosed postage-
paid envelope. Please be assured that your answers will be completely catfifibat
survey is encoded so that no information will be reported that identifies you or this
school. Since this is a one-time, self-administered, general survey,oyoptetion of
this form will be your consent.

| appreciate you taking the time from your busy schedule to fill out this sunvey
return, at the end of this survey, | am offering you a small token of my apmeciat
When you have completed this survey, please fill out the information sheet with its
separate addresses, stamped envelope so | can send this gift to you. Returningt this she
separately retains confidentiality.

If you have any questions about the study or the survey, please feel free tb contac
me either at (650) 344-8804, or the School of Special Education at UC Berkeley at (510)
643-6871. Also feel free to email me at shelleyjsr@astound.net.

Thank you in advance for your contribution to this important study.

Sincerely,
Shelley Nielsen
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Teacher Consent Form

| give my consent to Shelley Nielsen to send me the self-administeredednco
survey that was described to me on the telephone. This information will be strictly
confidential. The researcher will follow current Committee for the Pioteof Human
subjects guidelines for research and confidentiality in order to maintaimuona
participant confidentiality and to minimize the small chance of loss of yiwdg name
will not be identified. | will indicate below what use of these results | dtimgvto
consent to. | know this is completely up to me. | am aware that the information will onl
be used in ways that | agree to. | am aware that | will receivet @agif for filling out
the survey.

| agree to fill out this survey.

Name Date

1. The information can be studied by the research team for use in the reseaath proj
Initials Initials

2. The information can be used for educational/scientific publications.

Initials Initials

3. The records can be shared at meetings of educators/scientists interdstexuidy
of families, childhood cancer, and schools.

Initials Initials

4. The information can be shared in classrooms to graduate students.

Initials Initials

5. The information can be shared in public presentations to nonscientific groups.
Initials Initials

| have read the above description and give consent for the use of the information as
indicated above.

Signature Date

114



Appendix B

115



Female Caregiver Survey
Please answer the questions below. If you need more space, please continue on thihiback of
form.
Name of Person filling out survey
Family Information
1. Your Relationship to Child
Biological/Adoptive Mother
Stepmother
Foster parent
Legal Guardian
Sister/Step sister
Aunt
Grandmother
Other (Specify)
2. Child’s ethnicity:
White_
African-American or Black__
Latino_
American Indian
Alaskan Native
Native Hawaiian__
Asian
Other Pacific Islander
Mixed ethnicity (please specify)

2a. Child’s GendeF M
3. Child’s Birth Date
/ /
mm dd yy
4. Child’s age at time of diagnosis:
Date of diagnosis
5. What was the child’s living situation at the time of diagnosis?

Living with both parents
Shared custody between two separated/divorced parents
Foster home
Group home
Grandparents
Other relatives (please specify)
Legal guardian (please specify)
Other
If different, where is the child living now?
6. What is your ethnicity?
White
African-American or Black
Latino
American Indian
Alaskan Native

I [
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Native Hawaiian
Asian
Please give specific ethnic background
Other Pacific Islander
Mixed ethnicity (please specify)
7. What was your income when your child was diagnosed?
a. 0-$25,000
b. $25,001-$50,000
c. $50,0001-$75,000
d. $75,001-$110,000
e. $110,001-$150,000
f. $150,001 and up
8. Your Educational Background
a. Years of School Attended
b. GED or High School Equivalency
c. High school graduate
d. AA degree
e. B.A. degree
f. Post-Graduate degree: Please specify
9. Your occupation:
10. Did you have health insurance when your child was diagnosed? Yes  No_
If yes, were all of your child’s medical expenses fully covered?
How much has not been covered so far?
Were there any changes in your medical insurance?
11. How many children were in your family at the time your child was diagnetle
cancer?
Number of girls__ Number of boys
Ages of girls: Ages of boys
Your Child’s Cancer
1. What type of cancer does and/or did your child have?
Non-Hodgkins Lymphoma
Hodgkins
Leukemia
Osteosarcoma__
Brain Tumor
Other
2. From the date of diagnosis to the present, what has been the length of your child’'s
treatment?
0-3 months
3-6 months
7-12 months___
13- 18 months
19- 24 months __
Other:
Is this treatment ongoing? Yes No
2b.  What types of treatment is or has your child received?

L1 i
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Check all that apply:

Surgery

Chemotherapy

Radiation

Bone Marrow Transplant
Blood Transfusion

Other

Education and Your Child’s Illiness

1. What grade was your child in when he/she received his/her diagnosis?
What grade is your child in now?

2. Prior to your child’s diagnosis, did your child have an IEP or 504 plan?

If so, please describe

3. Was your child in :
public school
private school

3b. Did your child return to the same school after diagnosis?
If not, why?

3c. Where does your child go to school now?

4. Was the school notified of your child’s diagnosis? Yes No

5. Who notified the school about your child’s diagnosis and treatment?
Check all that apply:
Myself
Spouse/partner___

Hospital personnel
5a. Beforeyour child’s diagnosis, who had the most interaction with your child’s school?
Myself
Spouse/ partner___
Other (please specify who)
5b. Beforeyour child’s diagnosis, what was your relationship with the school?
There was none__
| only went to the school if the teacher or principal requested a meeting__
| went to specific school related events_
Please check all that apply:

Back-to-School Night_

School programs that my child was in___

PTA meetings

School-site council meetings

Parent-Teacher conferences_

Other school-related events

Please name these
| was very active in the school
Please check all that apply:
Back-to-School Night___
School programs that my child was in____
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PTA meetings
School-site council meetings
Parent-Teacher conferences
Volunteered in my child’s classroom____
What did you do?
Other types of involvement (Please Name)
5C. Atfteryour child’s diagnosis, what was your relationship with the school:
Please check all that apply.
There was none__
| only went to the school if the teacher or principal requested a meeting__
| went to specific school related events
Please check all that apply:
Back-to-School Night___
School programs that my child was in____
PTA meetings
School-site council meetings
Parent-Teacher conferences
Other school-related events
Please name these
| was very active in the school
Please check all that apply:
Back-to-School Night_
School programs that my child was in___
PTA meetings
School-site council meetings
Parent-Teacher conferences_
Volunteered in my child’s classroom___
What did you do?
Other types of involvement (Please Name)
6. What was the school’s response to your child’s diagnosis?
Check all that apply:
The principal called home____
The teacher called home_
How many times did the teacher (s) contact you or your child :
1ltime__
2-4 times__
Once aweek_
The school offered to send schoolwork home
Schoolwork was sent home once a week
The school offered to set up home schooling
The school counselor/psychologist offered to meet with you
1time
Once amonth____
Once a month throughout the school year
Other__
The school encouraged classmates to keep in touch with your child___
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Once aweek_
Other___
On a scale from 1 to 5, please circle the number which applies to your feelingpoifts
by the following people at the time of diagnosis and during your child’s treatkiewtwould

you rate:
1. Your child’s classroom teacher or homeroom teacher?

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

If your child is in middle school or high school, please rate the teacher of each subject.
Subject: English

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

Subject: Math

1 2 3 4 5 N/A

not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable

Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
Subject: Science

1 2 3 4 5 N/A

not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable

Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
Subject: History

1 2 3 4 5 N/A

not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable

Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
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Subject: P.E.

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive  Applicable

Subject or Other:

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

The classroom aide
1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
The school principal
1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
The school counselor
1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive  Applicable
The school psychologist
1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
The vice-principal or dean
1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
The child’s coach for a sport
1 2 3 4 5 N/A
not somewhat average very extraordinary Not
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supportive supportive support  supportive support Applicable

Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
The Special Education teacher

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable

Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
The speech/language teacher

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable

Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
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Male Caregiver Survey

Please answer the questions below. If you need more space, please continue on fithiback o

form.

Name of Person filling out survey

Family Information

1. Your Relationship to Child
Biological/Adoptive Father
Stepfather
Foster parent
Legal Guardian
Brother/Step brother
Uncle
Grandfather
Other (Specify)

2. Child’s ethnicity:
White_
African-American or Black__
Latino_

American Indian

Alaskan Native

Native Hawaiian__

Asian

Other Pacific Islander

Mixed ethnicity (please specify)
2a. Child’s GendeF M
3. Child’'s Birth Date

/ /
mm dd yy
4. Child’s age at time of diagnosis:
Date of diagnosis
5. What was the child’s living situation at the time of diagnosis?

Living with both parents
Shared custody between two separated/divorced parents
Foster home

Group home
Grandparents

Other relatives (please specify)
Legal guardian (please specify)

Other

If different, where is the child living now?
6. What is your ethnicity?

White

African-American or Black
Latino

American Indian

Alaskan Native

I [
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Native Hawaiian
Asian
Please give specific ethnic background
Other Pacific Islander
Mixed ethnicity (please specify)
7. What was your income when your child was diagnosed?
a. 0-$25,000
b. $25,001-$50,000
c. $50,0001-$75,000
d. $75,001-$110,000
e. $110,001-$150,000
f. $150,001 and up
8. Your Educational Background
a. Years of School Attended
b. GED or High School Equivalency
c. High school graduate
d. AA degree
e. B.A. degree
f. Post-Graduate degree: Please specify
9. Your occupation:
10. Did you have health insurance when your child was diagnosed? Yes  No_
If yes, were all of your child’s medical expenses fully covered?
How much has not been covered so far?
Were there any changes in your medical insurance?
11. How many children were in your family at the time your child was diagnetle
cancer?
Number of girls__ Number of boys
Ages of girls: Ages of boys
Your Child’s Cancer
1. What type of cancer does and/or did your child have?
Non-Hodgkins Lymphoma
Hodgkins
Leukemia
Osteosarcoma__
Brain Tumor
Other
2. From the date of diagnosis to the present, what has been the length of your child’s
treatment?
0-3 months
3-6 months
7-12 months___
13- 18 months
19- 24 months __
Other:
Is this treatment ongoing? Yes No
2b.  What types of treatment is or has your child received?

L1 i
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Check all that apply:

Surgery

Chemotherapy

Radiation

Bone Marrow Transplant
Blood Transfusion

Other

Education and Your Child’s Illiness

1. What grade was your child in when he/she received his/her diagnosis?
What grade is your child in now?

2. Prior to your child’s diagnosis, did your child have an IEP or 504 plan?

If so, please describe

3. Was your child in :
public school
private school

3b. Did your child return to the same school after diagnosis?
If not, why?

3c. Where does your child go to school now?

4, Was the school notified of your child’s diagnosis? Yes No

5. Who notified the school about your child’s diagnosis and treatment?
Check all that apply:
Myself
Spouse/partner___

Hospital personnel
5a. Beforeyour child’s diagnosis, who had the most interaction with your child’s school?
Myself
Spouse/ partner___
Other (please specify who)
5b. Beforeyour child’s diagnosis, what was your relationship with the school?
There was none__
| only went to the school if the teacher or principal requested a meeting__
| went to specific school related events_
Please check all that apply:

Back-to-School Night_

School programs that my child was in___

PTA meetings

School-site council meetings

Parent-Teacher conferences_

Other school-related events

Please name these
| was very active in the school
Please check all that apply:
Back-to-School Night___
School programs that my child was in____
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PTA meetings
School-site council meetings
Parent-Teacher conferences
Volunteered in my child’s classroom____
What did you do?
Other types of involvement (Please Name)
5C. Atfteryour child’s diagnosis, what was your relationship with the school:
Please check all that apply.
There was none_
| only went to the school if the teacher or principal requested a meeting__
| went to specific school related events
Please check all that apply:
Back-to-School Night___
School programs that my child was in____
PTA meetings
School-site council meetings
Parent-Teacher conferences
Other school-related events
Please name these
| was very active in the school
Please check all that apply:
Back-to-School Night_
School programs that my child was in___
PTA meetings
School-site council meetings
Parent-Teacher conferences_
Volunteered in my child’s classroom___
What did you do?
Other types of involvement (Please Name)
6. What was the school’s response to your child’s diagnosis?
Check all that apply:
The principal called home____
The teacher called home_
How many times did the teacher (s) contact you or your child :
1ltime__
2-4 times__
Once aweek_
The school offered to send schoolwork home
Schoolwork was sent home once a week
The school offered to set up home schooling
The school counselor/psychologist offered to meet with you
1time
Once amonth____
Once a month throughout the school year
Other__
The school encouraged classmates to keep in touch with your child____
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Once aweek_

Other___
On a scale from 1 to 5, please circle the number which applies to your feelings of bygher
following people at the time of diagnosis and during your child’s treatment. How woulchte:

1. Your child’s classroom teacher or homeroom teacher?

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

If your child is in middle school or high school, please rate the teacher of each subject.
Subject: English

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

Subject: Math

1 2 3 4 5 N/A

not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable

Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
Subject: Science

1 2 3 4 5 N/A

not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable

Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
Subject: History

1 2 3 4 5 N/A

not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable

Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive  Applicable
Subject: P.E.

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
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Subject or Other:

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive  Applicable

The classroom aide?

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

The school principal?

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

The school counselor?

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

The school psychologist?

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

The vice-principal or dean?

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

The child’s coach for a sport?

1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable

The Special Education teacher?
1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
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Very Unsupportive Neutral Supportive Very Not

unsupportive Supportive Applicable
The speech/language teacher?
1 2 3 4 5 N/A
not somewhat average very extraordinary Not
supportive  supportive  support supportive  support  Applicable
Very Unsupportive Neutral Supportive Very Not
unsupportive Supportive Applicable
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Parent Interview

Male  Age

Female  Age

Your Family

1. What was each of your initial reactions to your child’s diagnosis of cance
2. What was your child’s initial reaction to his/her diagnosis of cancer?

3. How have you each experienced having a child with cancer?

4. What have you each done to help you cope with this experience?

5. Did the diagnosis affect your marital relationship?

6.

7.
8.

If you were not married, did the diagnosis affect your relationship with a
significant other who was not the child’s parent?
If yes to any of these questions, the parents will be asked how the relationship wa
affected.

Prior to your child’s diagnosis, what were events that you were looking tbtear

What kinds of issues were of concern?

Did the diagnosis affect your familial relationships as a wholegslflyow?

What, if any, concerns do you have for your child’s future health issues?

Is there anything | have not asked you about your family that you would like to add?

Childhood Cancer and the School

1.
2.

10.
11.

12.
13.

How did you experience your child’s return to school after treatmenh®ega
What school personnel showed you the most support?
How did they show this support?
a. Did the school provide counseling services for you or refer you for otheresévi
b. Did the school or hospital inform you about services available for your child
according to Special Education law?
If not, were you able to receive parent education about services availabl€?to y
What resources did you use? .
How did the school and hospital personnel collaborate?
What school personnel showed you the least support?
Why do you feel this way?
What do you wish they had done?
How did your child’s teacher react to your child’s illness?
What did various school personnel do to show support for your child?
What knowledge did school personnel display about how cancer and its treatment can
affect learning? Please describe this.
How did other children at your child’s school react to his/her cancer diagnosis and
treatment?
Did the diagnosis and treatment affect your child’s social relationshiplscail3
If parents say yes, they will be asked to describe what happened.
How did your child do academically when he/she returned to school?
Did you notice any changes in the behavior of your child’s siblings at school?
If so, what did these changes look like?
How did your child’s siblings do academically through this ordeal?
What did the school(s) do for your child’s siblings?
Is there anything that | have not asked you about your family’s expexgtictne

school that you would like to add?
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Child Questionnaire
These questions are a guideline for the interview with the child. Basic quesiildns asked,
but the investigator will follow-up on what the child feels is important to express 8iac
children in this study are adolescents, developmentally, it is importanbhéyafieel they are in
charge of the interview rather than the investigator. This is especigbyrtamt because they
have lost so much of their autonomy due to their illness.
1. How did you feel when you found out you had cancer?
2. What was the first thing that came to mind?
What were your thoughts three months after the diagnosis?
What was it like to have treatment? Did you have any side effects?
How did you feel when you experienced the side effects?
How do you feel about yourself since your diagnosis and treatment?
How did you feel around people as you continued treatment?
As a teenager, how has your diagnosis affected your relationship withareats?
What was it like returning to school once you knew you had cancer?
Was there a difference once you started or ended treatment?
9. Do you feel like your treatment has affected your school performanog wagy?
If so, how?
10. Did your friends understand what having cancer meant? If so, what did they think?
If not, what did they think?
How has having treatment affected your social life?
11. Is there anything you would like to add about your experience?

©NOo O AW
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Date:

Al

Date:

A2.
AS.

Ada.

Adb.

Ad4c.

Teacher Survey
/ /

mm dd yy

About This Student’s School Program

What was the first date on which this student attended your school this seagd(This
would be the first day of the school year if this student has attended your sclyeakall
or the first day s/lhe moved to the school if s/he began attending it mid-year.SELEA

ENTER DATE.
/ /
mm dd yy

What is the current grade level placement of this student?

Does this student participate in any of the following? PLEASE CIRSILIETHAT
APPLY.

oA WNE

Program for gifted and talented students
Special Education

Chapter 1

Summer school during the previous summer
Free/reduced price lunch program

None of these

Has this student made any of the following transitions within the past 9 months
PLEASE CIRCLE ONE NUMBER.

1 Elementary to middle school.
2. Middle school to high schoBLEASE CONTINUE WITH A4b
3. No transitions this past ye®LEASE GO TO QUESTION A5a

Which of the following were provided to support this student's transition? BEEA
CIRCLE ALL THAT APPLY.
1.

2.
3.

o a

© 0~

Staff or students from your school visited the sending school to meet with groups
of students who were preparing for the transition.

Groups of transitioning students visited your school before school started.
Information was provided to your school staff by the sending school about this
student (e.g., student performance information ,disability awareness).

Your school staff met with staff of the sending school specifically about this
student.

Parent and/or student met with staff of this school before starting school here.
Preparatory strategies were developed specifically for this stedgntiehavior
plans, school scheduling modifications, etc.)

Other:

None of these

Don’t know

How would you rate the amount of planning and support that was provided this student
during this transition? PLEASE CIRCLE ONE NUMBER.

1. It was more than he/she needed.

2. It was appropriate to the needs of this student.

3. This student could have benefited from more transition support.
4. Don't know
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A5a. Does this student currently have either an Individualized EducationlPRrf¢r special
education or related services (which might include monitoring by specialtedustaff)
or a “504 plan” for students with cancer? PLEASE CIRCLE ONE NUMBER

1. Yes, this student has an IEP for special education services
2. Yes, this student has a 504 plan
3. No

A5b. Who participated in the most recent IEP or 504 plan development or review for this
student? PLEASE CIRCLE ALL THAT APPLY.

1. General education academic subject teacher(s)

2. General education vocational teacher(s)

3. Special education teacher(s)

4. School administrator (e.g., principal, special education director)

5. School counselor or psychologist

6. Related services personnel (e.g., speech therapist/pathologist, occupationa
therapist).

7. Parent/guardians

8. Student

9 Staff of outside service agency Please specify type of staff:

10. Outside consultant Please specify type of consultant

11. Employer
12. Representative from postsecondary institution
13.  Advocate

14 Other Please specify:

C. About This Student’s Performance and Family Support
Cla. To the best of your knowledge, during this school year, about how many days was this
student absent due to his/her iliness?
Number of days
Don’t know
C2.  Approximately how often have you communicated with this student’s parentan(ajdi
during this school year about this student’s progress (by phone, in person, or in writing)?
PLEASE CIRCLE ONE NUMBER.
Never
Once
A few times over the school year
Once every other month
Once a month
Once a week or several times a month
Every day or several times a week
C3. How involved is this student’s parent/guardian(s) in his/her school experienge
monitoring homework, student’s progress in school, advocating for school services)?
PLEASE CIRCLE ONE NUMBER.
Not at all involved
Not very involved
Fairly involved
Very involved
Don’t know

OO WNPEFO
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C4.  Which services did your school offer to parents or students with cancase Bilele all

that apply.

1. Visits with the school counselor.

2. Testing by the school psychologist

3. Referral to County Mental Health Services

4 Meetings with parents, the student’s teachers and the school counselorrand/or a
administrator

5. Meetings with the student with cancer, the parents, the student’s teacldettse
school counselor and/or an administrator

6. Homework packets provided for the parent for pick-up or provided on-line

7. Home teacher provided by the school

8. Other

C5. What number of parents with children with cancer requested any of the serfeced of

above for themselves? None__ Number___
Name the services from those listed above

For their children? None___ Number____

Name the services from those listed above

D. About You

D1. In what capacity(ies) are you involved with this student? PLEASECHRALL THAT
APPLY.

Provide instruction directly to this student

Provide related services directly to this student

Provide consultation services to student’s teacher(s)

Provide case-management (i.e., program monitoring) for this student

Program administrator

: Other:

D2. Approximately how often do you currently have contact with this studentRHEE
CIRCLE ONE NUMBER.

Daily

2 to 3 times per week.

Once a week

Less than once per week

Once per month

Once every two to six months PLEASE GO TO QUESTION D3

) Very rarely

D2a. How much time do you currently have contact with this student each day inak typi
week?
PLEASE WRITE ONE NUMBER IN EACH BOX. IF YOU DO NOT SEE THIS
STUDENT ON A PARTICULAR DAY, PLEASE WRITE IN “0".

ouhkwnNE

NoGkwNE

Minutes or Hours Monday Tuesday Wednesday Thursday Friday

D3. What is the highest level of education you have completed? PLEASE CIBREE
NUMBER.
1 Bachelor’'s degree
2 At least 1 year of course work beyond a bachelor’s but not a graduate degree

134



4

5
6

Master’s degree

Education specialist or professional diploma with at least 1 year of cooiise
past a master’s degree

Doctorate degree

Other (please specify)

D4. Which of the following certificates, credentials, or licenses do you hohilsiistate?
PLEASE CIRCLE ALL THAT APPLY.

1
2
3
category)
4
5
6
7
8
D5. W
1
2
3
4
5
6
7
8
D6. W
1

O©CoOo~NOOOPRWN

General education credential
Disability-specific credential or endorsement
Special education credential or endorsement (for more than one disability

Speech/language certification
Physical therapy license
Occupational therapy license
Other:

None of these

hich best describes you? PLEASE CIRCLE ALL THAT APPLY.

African-American or Black

American Indian or Alaskan Native
Asian

Caucasian or white

Hispanic, Latino, or other Spanish origin
Native Hawaiian

Other Pacific Islander

Other:

hat is your main role in this school? PLEASE CIRCLE ALL THAT AFP

General education classroom teacher PLEASE CONTINUE WITH QUESTI
D7

Special education classroom teadPiEASE CONTINUE WITH QUESTION D7
Resource room teacher PLEASE CONTINUE WITH QUESTION D7
Related services provider (e.g., speech therapist)

Program specialist (e.g., full inclusion specialist)

Case manager

School psychologist

School counselor

Other:

THE REMAINING QUESTIONS IN THIS SECTION ARE FOR CLASSROOM
TEACHERS. IF YOU ARE NOT A TEACHER, PLEASE GO TO QUESTION D11.
D7 How many years have you been a teacher?

Years in teaching

D8. How many years have you had special education students in your classroom?

Years in teaching special education students

D9.  Which of the following best describes your current teaching job? PEEABRCLE ONE
NUMBER.

1

Full-time teacher
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2
3
4

5

Part-time teacher

Itinerant teacher (i.e., you provide instruction at more than one school)
Long-term substitute (i.e., fills the role of a regular teacher on a éonghkasis,
but still considered a substitute)

Other:

D10. Which of the following types of credentials do you hold in this state for ywrent
teaching job? PLEASE CIRCLE ONE NUMBER.

1
2
3

o o1 b~

Regular or standard or advanced certificate

Probationary certificate

Provisional (or other type given to persons who are still participati an “alternative
certification program”)

Temporary certificate (requires some additional coursework and/or stedehing)
Emergency certificate or waiver

Other:

D11. During the past 3 years, have you had in-service training to help you do thenfgAow
PLEASE CIRCLE ALL THAT APPLY.

1.
2.
3.
4.
5.

Work with students with chronic illness.
Work with students who have cancer
Work with students with disabilities.
Work with students “at risk”

None of these

D12. How would you rate your current ability to work with student with candeEABE
CIRCLE ONE NUMBER ON EACH LINE.
1-Very good 2- Good 3-Adequate 4- Limited

D13. Please indicate the extent to which you agree or disagree with ¢aetfalfowing
statements. PLEASE CIRCLE ONE NUMBER ON EACH LINE.

1.
2.
3.
4

5

Strongly Agree
Agree

Disagree

Strongly Disagree
Not Applicable

a. At this school, | am given the support | need to teach students with cancer 12345
b. | feel comfortable working with students with cancer. 123 45

Please add any thoughts below regarding your experience working with stwdbrdancer.

Thank you for your participation!

Please return this survey in the stamped, addressed envelope provided.

Please go to the next page to find out about your appreciation gift.
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Dear Teacher,

Thank you for your help! | would like to express my appreciation to you for taking the
time to complete this survey by sending you your choice of a Starbucks, Peedamba Juice
gift card. To whom should | send the gift card, and what type would you like?

Name:

Street address:
City/state/zip code:
Gift card choice
Please return this letter in the enclosed stamped, addressed envelope to me.
This must be sent separately from the survey.

Thank you again.

Sincerely,

Shelley Nielsen
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A2.

AS.
A4.

AS.

AS.

B2.

B3.

Principal Survey
School and Community Characteristics
Which of the following best describes your school? PLEASE CIRCLE RNMBER.

1 A regular elementary or secondary school that serves a wide variaigerits
2 School that serves only students with disabilities
3 School that specializes in a particular subject area or theme, sonelledsa

magnet school

Vocational-technical school

Alternative school

Charter school

Juvenile justice facility

Another kind of school (please describe):

o~NO 01~

Public school
Private school
3 Residential/boarding school
What grade levels are taught at this school?
Currently, about how many students are enrolled at your school?
Number of students enrolled

Which of the following describes this school? PLEASE CIRCLE ALL TTHXPPLY.
1
2

How many students do you have in school who have been or are being treated for cancer?

Which of the following best describes the community in which this school igtitat
PLEASE CIRCLE ONE NUMBER.

Rural community

Small city or town

A medium-sized city

A suburb of a medium-sized city

A large city

A suburb of a large city

A very large city

~NOoO O~ WNBRE

Other

Student Characteristics

How many students are currently being treated for cancer?
Please indicate specifically if they have an IEP or a 504 Plan

Which students with cancer are from these socioeconomic levels?

1. Upper Number of students_____

2. Upper middle class Number of students____
3. Middle class Number of students_

4, Low Income Number of students_

In the (Date of school year depends upon when child was diagnosed and/or returned to

school) school year, what number of students with cancer who were enrolled at the

beginning of the year left school permanently prior to the end of the school year.
Number of students who moved

Staff, Programs, and Resources
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C1.

c2

C3.

D1.

D2.

D3.

DA4.

D4a.

D5.

Which services did your school offer to parents or students with cancase Bilele all

that apply.

1. Visits with the school counselor.

2. Testing by the school psychologist

3. Referral to County Mental Health Services

4 Meetings with parents, the student’s teachers and the school counselor and/or an

administrator

5. Meetings with the student with cancer, the parents, the student’s teacldettse
school counselor and/or an administrator

6. Homework packets provided for the parent for pick-up or provided on-line

7. Home teacher provided by the school

8. Other

What number of parents with children with cancer requested any of the serfeced of

above for themselves? None__ Number___

Name the services from those listed above

For their children? None___ Number____

Name the services from those listed above
What percentage of your teachers have had training in working with chitdtéanailies
with cancer?
Special Education Policies and Practices
How many students does your school have in Special Education, including students with
504 Plans?
Does your school have full inclusion?
If not, please check off the Special Education classes you have:
Special Day Class Number of students
Resource Classes Number of students
Which of the following placement options does your school have for cancer studlents w
special education needs? PLEASE CIRCLE ALL THAT APPLY.

1 General education

2 Part-time resource room for special education students
3 Self-contained special education classrooms

4 Other :

Do you have a formal and systematic written procedure for providingabpdaication
services for students who have been or are being treated for cancer?

1. Yes

2. No

Which of the following are involved in this procedure? PLEASE CIRCLE ALATH
APPLY.

1 School team conference (e.g., multidisciplinary team)

2 Individual consultation provided to teachers by a specialist
3 Special education team

4 Other:

Which of the following are available to general education teachers whentstudth
cancer with accommodations are included in their classes? PLEASE CIRCQLE
THAT APPLY.

1 Consultation by special education staff or other staff
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Special materials to use with the students

Inservice training on the needs of the students

Teacher aides, instructional assistants, or aides for individual students
Smaller student load or class size

Other:

~NOoO O~ WN

None of these
D6. When a student has cancer, is he/she required to take mandated standardized tests
Yes  No_
If so, what accommodations have been made:
None were needed
More time was given____
A teacher brought the test to the student at home
A teacher brought the test to the student in the hospital____
Other
Thank you for taking part in this survey. Please return the survey in the enclosessedidre
stamped envelope.
Please go to the next page to select your thank-you gift.
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Dear Principal,

| appreciate your time in filling out this survey. When | receive this supaywill be
sent a gift card to your choice of the following: Starbucks, Peete’s, Janckaodainother place
of your choosing.

Please advise me if you would like this sent to you at your school, or at anotlessaddr
of your choosing:
Name
Street Address
City, State, Zip Code
Gift Card Choice
Please send this letter to me in the addressed, stamped envelope provided,fsmpaitate
survey.

Thank you,
Shelley Nielsen
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Outside Reader 1
Observations upon Reading of Dissertation of Shelley Nielsen
Attorney

| have read the dissertation by Shelley Nielsen with great intefestid her research
and conclusions to bear out many assumptions | had about this subject, and also noted a few
surprising findings.

As | am trained as an attorney, and have had fifteen years of courtrpeneage both
as a prosecutor and a commissioner (judicial officer conducting trials anagsgal am very
familiar with the idea of eliciting information by questions posed to witisessesubjects in this
case. | was struck, though, by the method of questioning used by the interviewer é&éoehéu
suggestive nature of the questions and responses. These empathic responsesnenchgegui
that the interviewer demonstrated were appropriate to the focus of the inteyivavsthe
sensitive nature of the subject matter. While | understand that there is enamtdedifference
between legal questioning and the more personal interviewing technique used hecenbtoul
help but wonder whether the subjective stance of the interviewer had any sugeféstiven the
answers given by the families.

The research done by Ms. Nielsen was obviously extensive, and it is cle&ethassa
firm grasp on her subject. | was unfamiliar with the type of study that isl lnesdiscovering
information, rather than that of trying to empirically prove or disprove somethiegefore, |
found the methodology very interesting, especially the different measureoades used in
analyzing the interviews, and organizing the information presented. The tavkesewy clear,
and gave a good overview of the data collected.

In addition, the tables accurately portrayed the information from which MiseNidrew
her conclusions. They were constructed in a simple and straightforward fashionrand we
reflective of the content from the interviews and questionnaires.

The answers given by the families in the questionnaires required the sobgetthe
responsiveness of individuals. One problem with self-reporting of satisfadgtionarous
school personnel, and not accounted for in this study, is the effect of the positive or negative
regard a subject may generally have as a personality trait. One ge¥sorould be another
person’s “2” with the exact same set of circumstances. This varianaklmdependent on the
outlook the subject generally has about the fulfillment of expectations, and thel gertkerok
one has. | am wondering if there is a way to account for this type of varrastalies of this
type so as to neutralize this factor.

The interview excerpts used to illustrate the various perspectives aftjleets were
very helpful, and really put a human face on these families. Many situatioavergrsad, of
course, and most especially those families that were burdened by multiplenz abkeddition
to having a child with cancer. The functionality of most of the families in theofaae
devastating health crisis was remarkable, though, especially the olmetiaatimost families
with pre-existing marital disharmony were drawn together during this.cAlso surprising to
me was the relative lack of self-consciousness that the children had aboytpkaiaace as a
result of their treatment.

Unfortunately, | was not surprised that the schools had such uneven responses to the
cancer of their students. It seemed to me that most families were atrityeohthe
idiosyncrasies of the educational institution they were involved with. While sbthe schools
had personnel who acted with a lack of compassion, and at times even cruelly, many school
personnel were very kind. Yet most of schools seemed to have idiosyncratic internal
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bureaucracies that were unprepared to deal with a child with a serious, yetmagious
illness. Ms. Nielsen’s study shows how much a protocol dealing with these sseesied for
schools and their staff, so that these children and families need not deal witie yabre
difficulty. It would also help school personnel to understand the needs of the child and the
family, and have a plan to deal with this type of contingency.

| hope that this study will spur further research in this area, with the hdgeghatocol
could ultimately be developed and utilized by school districts to educate those indioidube
best way to deal with a student who has cancer, and to maximize resources foilthé/fs.
Nielsen’s study contributes an important piece of research to what | hofe ailealized
aspiration one day.
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Outside Reader 2
MA-CCC Speech

| have read the dissertation by Shelley Nielsen, and found it to be thorough and well-
organized. Although the study was very ambitious with a tremendous amount of dasa, it wa
managed using the two models, Bronfenbrenner’s and the Double ABCDX model. These
models gave the paper structure and organized it along research lines wihéct mad simple,
but relatively straightforward to read and grasp. There was satisfgingfldata about the
families as they experienced cancer from within the family, to hospitathtmk with a
summary of each.

In addition, the data was triangulated with interviews, questionnaires, andsswandy
supported by research. In the interviews, Shelley demonstrated the abilityt aadid
responses from her participants, and used quotes from these interviews to back up heesumma
and conclusions. As a speech and language pathologist, | appreciated the skilbitslothe
right questions, and to demonstrate both the verbal and nonverbal ability to draw out the
families’ feelings and thoughts. These interviews made the paper imgtestead and gave
the reader a sense of the difficulty the participants had experienced.

To this reader, the tables are not as readily revealing about the survey drmhaies
data as might be hoped. The sheer volume of information precludes themes beiragaasil
from this body of data. Although the discrepancies shown between the answers given in
interviews and the responses shown on surveys/questionnaires were potentabyitngeo the
credulity of the study, the issue was addressed satisfactorily bysttageher, who offered
possible explanations for these disparities. She recognized that there appeaasatural
difference between the responsive behavior of humans in the personal intenvaiorsiersus
written questionnaires. The creation of more useful surveys and questionngitebanie
helped the triangulation.

Most importantly, however, Shelley’s study was edifying and soa@altlyeducationally
important. It attempted to clarify the relationships among the sociahsysi@rounding
children with severe chronic illness, and to draw some attention to areaskokeg®anjustice,
and even illegality within the system. The recommendations for further studgrand
improvement in the system were valuable and important parts of the researéll, Oasr more
than pleased to have had the opportunity to read and critique this important study, anegdnpress
with the persistence and high standards of the researcher.
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Outside Reader 3
MA in Organizational Psychology

| found this to be really interesting research, something | didn’t think about muchebe
student who has coped in the classroom.
This got me asking myself the following questions:

e What is the rate of children with cancer in schools, from past to present?

e How do other diseases/chronic illnesses compare in terms of length anett@®atm

e Where does the accountability lie? On the teachers? Principals? Schocidistri

State? Fed government?

| thought that having the schools participate in the support and guidance ofhilchss c
was a high quality problem (a bonus to have but not a must) BEFORE | read that chijdoen re
the schools for their only source of normalcy while going through treatmergiom
Implications:

| am shocked to infer that teachers do not have special education courséohemr
degree programs!

| am also shocked to infer that the school system has not updated their Health Education
courses to include chronic ilinesses (as a result of stress, etc).
| came to the conclusion as well that there is a need for change within the gshel that
calls for the need for further research regarding school policy and curricuitegards to how
they are handling the growing incidence of childhood cancer and with chroeissilin general.
| think Ms. Nielsen’s suggestion for studies to be done on training simulation effmais help
the cause greatly, driving a need for change at the policy level.

| am surprised that the researcher did not suggest social action irofeteveloping
NFP/NGO organizations to raise money to work with the school administration adtihe st
and/or federal level on this topic.

Overall, | found this VERY interesting and compelling research, a togis¢leans is
overlooked and not well researched. | could tell that the researcher has a mpassdHood
education and advocacy. It showed in the quality of her work.
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Family
1-M

2-S

3-M

4-M

5-
D,living
With
MSO

6-D

7-M

Income
$25,000-
50,000

0-$25000

$110,000
to
$150,000

$150,000
and up

Laura:
$25000-
$5000
Larry-
MSO-
$75000-
$111000
Matt:
$50,000-
$75,000

$25000-
$50000

$150,000-
up

Ethnicity
White

Pacific
Islander

Asian-
Chinese

White

White

White
and
Native
American

White

Table 1
Parent Demographics

Education
M: HS,
some
college

F.

AA degree

S*:BA

F-Masters
in

Engineering

M- Masters

in
Computer
Science
M:BA
MSO: HS
F: DDS

M :High

school

M:BA
F:MSEE

Occupation
M:Family Centered Yes
Care at hospital,

F: Produce Manager

Nurse Yes
Engineer Yes
Software Yes
Engineer

M:Preschool Yes
Teacher of children

with Autism

MSO:
Telecommunications

Tech

F: Dentist

M:Caretaker Yes
M-homemaker Yes

F-Engineering
Manager.
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Insurance

Not
Covered
$400-
$500

Home

health

supplies
<1%

Infusions
at home

M:0
MSQO:0
F:
$7500

Acquired
additiona
health
insurance
for rest of
expenses
$3000



10-

11-

12-
RM

13-

14-

15-

16-

17-
M

$110,000-
$150000

$50000-
$75000

$25000-
$50000

0-$25000

$150.000-
up

$25000-
$50000

DK

$50000

M:
$25000-
$50000
F:$50,000-
$75000
$110,000-
$150,000

White M:BA,
teaching
credential
F: BA
M:HS
SF.AA

White

Black M-AA
F-Post
Graduate
M:Did not
say
M:some
college
SF:BA

M:BA

Latino

white

Black

White M:BA

Black M:Not
answer
F:HS

Latino M:HS

M:sales
F:teacher

M:Admin
assistant for
county

SF: At Home

healthcare worker

M-LVN

F: health Analyst

Cashier

M:homemaker
SF:Corporate
Marketing VP
M: Nurse

M:homemaker

M:homemaker
F:airline
mechanic
M:CAN

F:10 years of F:truck driver

school

White M:BA

F:MA

M: homemaker
F: Accountant

S=sister to child MSO=mother’'s male significant other
SF=stepfather D=divorced
M=married

RM-remarried
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Yes $10,000

$50000
over 8 years

Yes

Yes

Yes-covered

in full
Yes deductible
No-All
covered by
health
services
Yes
Yes
$8,000 not
covered
F:health 20%
insurance
Yes 20%



COF

10

11

Gen.

CA

18

15

20

19

13

16

19

21

17

13

16

Table 2

Children with Cancer

LS NOS
both 3
parents
father and 3
siblings
Father, 2
stepmother, brothers,
siblings, 1 sh#
stepsibling 1 ss##
Both 0
parents
Mother, 1
MMSO0**,
Visits
Father 1-3
times
month

Mother and 2
brothers

Parents 1

Parents 1
Divorced 3
Parents

Parents 2
Parents; 3

Now
mother

Age at TOC
Dx
11 Leukemia
12 Leukemia
14 Leukemia
16 Non-
Hodgkins
Lymphoma
11 Osteo-
sarcoma
15 Burkett's
Lymphoma
17 Non-
Hodgkins
Lymphoma
16 Leukemia
9 Leukemia
and
Lymphoma
13 Leukemia
14 Leukemia

150

LOT TOS SP
7 years Public N/A
6 months Public N/A
Ongoing Public  Speech
Therap
yy
IEP-
readin
g
disord
er
2 years-still  Public N/A
having
partial
treatments
1 year; Public N/A
Surgeries
ongoing
4 months Public N/A
18 months;  Public N/A
Ongoing
5 years Public SpEd
DS***
2 years- Public N/A
Ongoing
3 months Public  SpEd
so far-
ongoing
2 years-still Public N/A
ongoing



12 13 Mother and 1
sf
13 17 Parents
14 12 Parents
15 19 Parents
16 21 Shared 1
custody
17 16 Parents

13

16

15

16

15

Each child is the same ethnicity as their parents.
The child of each family is according to number.

Example:
Clis the child of F1
* At time of diagnosis

*MMSO-mother’s male significant other

***DS-Down Syndrome

+-Type of school at time of diagnosis

Legend:
COF — Child of Family
GEN - Gender

CA — Current Age

LS — Living Situation

NOS — Number of Siblings
TOC — Type of Cancer
LOT — Length of Treatment
TOS - Type of School

SP — Special Program
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Ewing
Scarcoma

Autoimmu
ne
hepatitis

Leukemia

Hepa-
Cellular
Carcino

ma

Hodgkin
s

Hodgkin
s

sb#-stepbrother
SStit-stepsister

8 months
Ongoing

3 months-
Ongoing

3.5 years

4 years-
ongoing

3 months

6 months

Private

Public

Private

Private

Public

Public

N/A

N/A

IEP

504,
IEP

N/A

504
Plan



Table 3
Likert Scale: Parent Ratings of School Personnel
Mothers’ Responses
1=not supportive, 2-somewhat supportive, 3-avesagport, 4-very supportive,
5-extraordinary support, N/A-not applicable

Family 1 2%+ 3* 4 5 6 7 8 9 10

School Personnel

Homeroom 5 2 - n/a 4 1

- n/a 2 5

English 5 2 - 5 1 5 n/a 1

Math 5 2 - 5 4 1 3 n/a 1

Science n/a 1 - 5 5 1 3 n/a 1 4
History n/a 1 - 5 1 1 4 n/a 1 4
P.E. n/a 4 - n/a 4 2 n/a n/a n/a 4
Classroom Aide n/a 5 - n/a n/a n/a n/a 5 1 4
Principal 1 n/a# - ++ +++ 1 3 1 1 5

n/a

Counselor 5 5 - n/a 5 4 3 1 1 5
Psychologist 2 n/a - n/a n/a n/a - 1 n/a 4
Vice Principal/Dean 1 n/a - 4 4 n/a 4 1 1 4
Sport Coach 5 n/a - n/a n/a n/a n/a 1 na 4
Special Education n/a n/a - n/a n/a n/a n/a 5 na 44
Speech/Language n/a n/a - n/a n/a n/a 4 1 na 4
Other

Nurse - - - - - - - - - - -
Technology Skills - - - - 4 - - - - -
Attendance - - - - - 2% - - - -
Religion - - - - - - -

*Stepmother did not fill out survey *+ Older Sisfdled out survey #Sister said she never spodehe principal or

vice principal ++did not rate; just said principd not interact with the family +++ rated N/A, ttalso said family
never talked to principal. **kept calling
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n/a
n/a
n/a

n/a
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16 17

n/a
n/a

n/a



Family

School Personnel

Homeroom
English

Math
Science
History

P.E.

Class Aide
Principal
Counselor
Psychologist
Vice Principal
Sport Coach
Special Educ.
Speech/Lang
Other

Art

Nurse

Technology

Attendance

Religion

Spanish

1=not supportive
5=extraordinary support
**Eather did not fill out survey

n/a
n/a
n/a

n/a

n/a
n/a
n/a
n/a
n/a

n/a

n/a

***.Male Significant Other

#Always felt was nice to him (father)
+-Father had no knowledge of the school relatigndbK-Does not know

++-said had no contact
+++-“My wife took care of the majority of the scHammmmunication, without my involvement. Since Vedimited knowledge, | will indicate N/A.”

SF-Stepfather

4+

2=somewhat supportive
n/a= not applicable

5 5
*kk
n/a 4
n/a 1
4 3
5 4
4 3
n/a n/a
n/a n/a
n/a 2
5# 3
n/a ++
4 ++
n/a N/A
n/a ++
n/a ++
n/a -
n/a ++
3=averagp@tl

Table 4

Likert Scale: Parent Ratings of School Personnel

6*

Fathers’ Responses

7 8 9
+++
n/a n/a n/a
n/a n/a 2
n/a n/a 2
- n/a n/a 2
n/a n/a 2
- n/a n/a n/a
- n/a 5 n/a
5 1 1
- 4 1 1
- n/a 1 1
5 1 1
- n/a 4 n/a
- n/a 5 n/a
- n/a 1 -
n/a - n/a
n/a - -
- n/a - -

4=very supportive
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Table 5
Parent Perceptions in Interviews
of
Most Supportive School Personnel

Mothers
Families
School 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17
Personnel
Elementary X*
Teacher
6" grade X Ne::
Teacher
Homeroom X
English X X
Math X X
Science
History X
P.E. X
Class Aide X
Principal X X X
Counselor X X X X X X
Advisor X
Psychologist
Vice X X X
Principal/Dean
Sports Coach X
Special Ed. X X
Speech/Lang
Teachers on X X
the Whole-
Middle School
Teachers as X X X X
Whole H.S.
Other
Art
Nurse X X X X
Technology
Attendance X X
Religion X
Spanish X

X

*This was his teacher when he was first diagnosed. The sixth grade tedciserurrent teacher.
He is still being followed up medically.
+ This is the principal in the middle school.
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Table 6
Parent Perceptions in Interviews
of
Least Supportive School Personnel
Mother

School 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17
Personnel

Homeroom

English

Math X
Science X

History

P.E.

Class Aide

Principal X X X X X*
Counselor X X

Psychologist X

Vice X X

Principal

Sport Coach

Special Ed

Speech/Lang

Teachers as X X

a Whole MS

Teacher on X X X X
Whole HS

Other

Art

Nurse

Technology

Attendance X X X X
Religion

Spanish X

Families

* Her son was diagnosed ifi%yrade, but just finished treatment this ye&rgade, middle

school. He is still being followed medically. The neither principals in elemestaool nor
middle school were very unsupportive.
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Table 7
Parent Perceptions in Interviews
of
Most Supportive School Personnel
Fathers
Families
School 1 2 3 4 5 6 7 8 9 10 11 12 13 14
Personnel
6"  Grade
Teacher
Homeroom  x
English X
Math X
Science
History
P.E.
Class Aide X
Principal X X
Counselor
Psychologist
Vice
Principal
Sports
Coach
Special Ed. X
Speech/Lang
Teachers as X
a Whole MS
Teachers as X
a Whole HS
Other
Art
Nurse X X
Technology
Attendance X X
Religion
Spanish
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School 1 2 3
Personnel
Homeroom

English

Math

Science

History

P.E.

Class Aide

Principal X

Counselor X

Psychologist
Vice
Principal
Sport Coach
Special Ed
Speech/Lang
Teachers as
a Whole MS
Teachers as
a Whole HS
Other

Art

Nurse
Technology
Attendance
Religion
Spanish

Table 8
Parent Perceptions in Interviews
of
Least Supportive School Personnel
Fathers
Families
4 5 6 7 8 9 10 11 12 13 14 15

X X

X

X

X

X X
X X X
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Table 9
Children’s Perception in Interviews
of
Supportive School Personnel

F=Female
M=Male
Families 1F 3F 6M 7F 8M 9F 11M 12M 14M 16M 17F
Elementary Teacher
5" Grade Teacher X
6" Grade Teacher
Homeroom X X
English X
Math X
Science X X
History
P.E. X
Class Aide
Principal X X
Counselor X
Advisor
Psychologist
Vice Principal/Dean X
Sports Coach X
Special Education X
Speech/Language
Teachers on the Whole Middle X
School
Teachers on the Whole X X X
High School
Other
Art X
Nurse X
Technology
Attendance
Religion
Spanish
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F=Female

M=Male

Families
Elementary Teacher
6" Grade Teacher
Homeroom

English

Math

Science

History

P.E.

Class Aide
Principal

Counselor

Advisor
Psychologist

Vice Principal/Dean
Sports Coach
Special Education
Speech/Language

Table 10
Children’s Perceptions in Interviews
of
Least Supportive School Personnel

1F 3F 6M 7F 8M 9F 11M 12M 14M 16M

Teachers on the Whole Middle

School

Teachers on the Whole

High School
Other

Art

Nurse
Technology
Attendance
Religion
Spanish
Economics
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Family
Number

=

[EEN
oYV ~NO®

11
12

13

14

15
16

17

Table 11

Table of Principal Response

Type of School Type Grade
of levels
Community
Public Medium  Secondary
Size City
Public Suburb of a Secondary
Large City
Public Small City  Middle
or Town
Public Suburb ofa Middle
Large City
Private/Catholic Medium K-8
Size City
Public Very Secondary
Large City
Private/Catholic A Large K-8
City
Public Small City Secondary
or Town
Public Small City Secondary
or Town

Principal 1 refers to the principal of Family 1.
If another administrator has responded such as the counselor, then he/sheetsteefey
Counselor 1. for Family 1.
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Number
of
Students

1116

2520

662

955

319

2300

615

2900

1350

Number
of
Students
with
cancer

13

Number
of
Services
Offered
3
5
4
2
4
5
5
6
3



Table 12
Principal Survey:
Special Education Policies and Practices for Children with Cancer

Family 12 3 4 5 67 8 9 10 11 12 13 14 15 16 17
Formal X 0 0 0 x 0 x 0
Systematic

Written Procedure

Type of Plan FEPO 0 0O IEPO X 504
Percentage of 0 10 DK 0O O 50- 0O O

Teachers 100

Trained to Work

with Students

With Cancer

Assistance X X 0 X X X X X
Provided to

General

Education

Teachers*

Student Required X X 0 x X x 0
to take Mandated

State Tests

with

Accommodations

* Table below describes specific assistance.
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Table 13
Principal Survey:
Assistance Available to General Education Teachers

Who Have

Children with Cancer in their Classrooms
Families: 12 3 456 7 8 9 10 11 12 13 14 15 16 17
Consultation by Special X X X X X X X
Education Staff or Other
Special Materials to Use x 0 x 0 O x 0
with Students
Inservice Training on the X X 0O x O x 0
Needs of the Students
Teacher Aides, x 0 0O 0 O x 0
Instructional Assistants, or
Aides
for Individual Students
Smaller Student Load or 00 0O 0 O x 0
Class Size
Other 00 0O 0 O 0O O
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Table 14
Principal Survey
Services Provided for Families With a Child With Cancer
123456 789 10 11 12 13 14 15 16
Visits with school X X X X X X
counselor
Testing by school
psychologist
Referral to county mental X X X
health
Parent meetings with X X X X X X X
teachers, school counselor
and/or administrator
Student meetings with X X X X X X
parents, teachers, counselor
and/or administrator
Homework packets X X X X X X X X
provided for pick up or
online
Home teacher provided X X X X
Other
Communication and social X
opportunities with class
Arranged a tutor X
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o b~

o ~NO

11

12
13
14

Years
Teach-
ing

N/A

34

N/A

29

30

13

5

Level of
Ed.

MA

1 year
post BA
1 year
past MA

BA

MA +1
MA

MA

MA +1

BA +1

MA +1

Table 15

Teacher Demographics

Credential Rolein Years
/licensing School have
Taught
Sped
Students
Counsel- Consult, N/A
ing-psych Case
manage,
coun-
selor
Gen Ed GenEd 34
Gened, Consult, N/A
Sp/lang, Case
others manage,
counselo
r.
Secondary Gen Ed 29
art
Gen. Ed. GenEd 4
Gen. Ed Gen.Ed 3
Gen. Ed, Special 30
Disability Day
Specific, Class
Sp. Ed.
Gen & Special 13
Sped Ed/
Case
manager
Emer- Sub/
gency home
school
Standard  General 3
Ed

164

Contact
with
student

Less
than
once a
week

In-
service
Training

Disability

At-risk

previous At risk

2-3X a
week

rarely,

was

daily
Daily

None

none

none

rarely, At-Risk

was
daily

daily

1x

month

2-3X
week

2-3X
week

none

disability,
At-risk

chronic
illness,
cancer,
disability,
at-risk

disability,
at risk



14

14

15

16

17

27

BA+1

BA

MA

MA

BA+1

General
Ed
none

Sped.

Counselin
g

General
Ed

F#=Family Number

Gen.Ed O
PE/Sped 2

Sped./ 5
Program
Speciali

st

School
Counsel

or

GenEd 27
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daily disability
1x week none

daily disability,
at-risk

1x every N/A
2-6
months

daily None



Family Current Ability

Table 16

Knowledge of Cancer
Teacher Response

Support

Comfort Level

to Work with a Given by Working with Child

Child with Cancer School

la 1 1
1b 2 1
2 1 1
3 4 2
4 1 5
5 1 2
6 - -
7 - -
8 1 4
9 - -
10 2 4
11 1 2
12 - -
13 - -
14 a 3 3
14b 2 2
1l4c 2 2
15 1 2
16 2 2
17 2 2
I

1-Very Good

2-Agree

3-Adequate

4-Limited
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with Cancer

N N L S I

P

NNDNEPERERDNDND

I
1-Very Good
2-Good
3-Disagree
4-Strongly Disagree
5-Not Applicable



Key:

1-Not at all involved
2-Not very involved
3-Fairly involved
4-Very involved

Table 17
Teacher Rating of Family Involvement
In
Child’s School Experience

0-Don’t know
Teacher for Each Family

laj1lb|2| 3|4 7/819(10(11|12|13|14a|14b|14c|15|16| 17
1
2 X
3 X X X
41X | X | X]|X X X X X
0 X X
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Table 18

Parent Self-Report of Involvement

In
Child’s School

Mothers: Before Diagnosis

Family

12

3

415/6]7[8|9]10|11

12

13

14

15

16

17

Attendance at:

Back-to-School Night

A X

X|IX|X|X|X]|X X

School Program with Chil

X | X X|X]|X

x

PTA Meetings

School-Site Council

Parent-Teacher
Conferences

Field Trip

Awards

Sports

Plays

Parent Information Night

Only if Teacher or
Principal Called Meeting

Active in:

Back-to-School Night

x

School Programs with
Child

PTA Meetings

School-Site Council

Parent-Teacher Conferen

Classroom Projects

Classroom Volunteer

Field Trips

Teacher Luncheons

GATE Program

Registration

Graduation

School Dinner

Relationship with School

None

Good

Very Good

Contentious
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Table 19
Parent Self-Report of Participation
In
Child’s School
Mothers: After Diagnosis

Family

112/3/4|5]/6|/7]8[9]10|11

12

13

14

15

16

17

Attendance at:

Back-to-School Night

X X X | X

School Program with Child

X X X

PTA Meetings

School-Site Council

Parent-Teacher
Conferences

Only if Principal or
Teacher Called Meeting

Field Trip

Graduation

On-line Discussion Group

Active in:

Back-to-School Night

School Programs with
Child

PTA Meetings

School-Site Council

Parent-Teacher Confereng

e | X X

Classroom Projects

Field Trips

Graduation

Registration

Relationship with School

None

Good

Very Good

Difficult
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Table 20
Parent Self-Report of Participation
In
Child’s School
Fathers: Before Diagnosis

Family 112|345 |5#|6|7[8]9*10|11|12* |13|14|15]|16

Attendance n/a
at:

Back-to- X X X | X X | X X X
School
Night

School X X X | X X | X X X
Program
with Child

PTA
Meetings

School-Site X
Council

Parent- X X| X X X
Teacher
Conferences

Only If X
Principal or
Teacher
Called
Meeting

Field Trips | x

Concerts X

Sports X X

GATE X
Program

Active in: n/a

Back-to- X X X
School
Night

School X X
Programs
with Child

PTA
Meetings

School-Site
Council

Parent- X X
Teacher
Conference

Classroom
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Projects

Field Trips | x

Volunteer in| x
Classroom

Relationship
with School

None X

Good X

Very Good X

*-Mother’s Significant Other
#-Biological Father
**_Stepfather
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Table 21
Parent Self-Report of Participation
In
Child’s School
Fathers: After Diagnosis

Family 112|345 |5#|6|7[8|9* 10|11 |12*

Attendance
at:

Back-to- X X
School
Night

School X X
Program
with Child

PTA
Meetings

School-Site X
Council

Parent-
Teacher
Conferences

Only If X X
Principal or
Teacher
Called
Meeting

Field Trips

Sports

504 X
Meeting

Active in:

Back-to- X X
School
Night

School X X
Programs
with Child

PTA
Meetings

School-Site X
Council

Parent-
Teacher
Conference

Classroom
Projects
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Field Trips

Sports

Relationship
with School

None

Good

Very Good
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