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Expectations and Beliefs About Children’s Cancer
Symptoms: Perspectives of Children With Cancer
and Their Families

Roberta Lynn Woodgate, RN, PhD, and Lesley Faith Degner, RN, PhD

Purpose/Objectives: To describe the childhood cancer symptom
course experienced by children with cancer from the perspectives of the
children and their families.

Design: Longitudinal, qualitative research approach.

Setting: The participants’ homes and inpatient and outpatient pedi-
atric cancer units in western Canada.

Sample: A theoretical purposive sample of 39 children (4.5-18 years
of age) with a variety of cancer diagnoses and their family members.

Methods: Open-ended formal interviews with children and their fam-
ily members (N = 230) and participant observation of children and their
family members for more than 960 hours during various periods dur-
ing their illness, at various locations, and at different points in time
during the study period.

Main Research Variables: Children’s and their families’ perspectives
of cancer symptoms experienced by children with cancer.

Findings: Children and families had definite beliefs and expectations
about the cancer symptom experiences, including (a) short-term pain
for long-term gain, (b) you never get used to them, (c) they all suck, (d)
it sort of helps, and (e) they are all the same but they are all different.
Underpinning all of the participants’ beliefs and expectations was the
experience of suffering. Their beliefs and expectations contributed to
and were a direct result of cancer symptoms that were ignored, unre-
lieved, or uncontrolled.

Conclusions: Children with cancer live with symptoms on a daily ba-
sis and have experiences of unrelieved cancer symptoms. Although
cancer symptoms resulted in suffering by the children and families, they
accepted the symptoms as an integral part of overcoming cancer and
never expected complete symptom relief.

Implications for Nursing: Oncology nurses need to be more vigi-
lant in their assessment and management of children’s cancer symp-
toms. Further research is warranted detailing not only children’s and
family’s beliefs and expectations of cancer symptom experiences but
also nurses’ understanding and interpretations of children’s cancer
symptom experiences. Intervention studies designed to relieve all
types of cancer symptoms experienced by children must be under-
taken.

ignificant gains have been achieved in the treatment of
childhood cancer since the 1960s (Canadian Cancer
Saciety, 1996; Hockenberry, Coody, & Bennet, 1990;
Kazak & Nachman, 1991; Smith & Gloeckler, 2002). Many
childhood malignancies once considered to be fatal now are
curable because of theinitiation of multimodal therapy (Hock-
enberry et al.; Kazak & Nachman). However, the aggressive-
ness of treatment makes cancer a difficult and trying phenom-
enon for children with cancer and their familiesto experience

Key Paints. ..

O Children with cancer experience many symptoms that contrib-
ute to their suffering and the suffering of their families; how-
ever, to date, only afew symptoms of the cancer symptom tra-
jectory have been recognized in research and practice.

O The beliefs and expectations held by children and families and
the effect they have on their seeking and attaining symptom
relief have received minimal attention in research and practice.

O Children and their families expect suffering related to the
children’s cancer symptoms.

and can result in the suffering of the children and their fami-
lies (Kane & Primomo, 2001). Trestment- and cancer-related
symptomsthat children experience, such as pain, sleep distur-
bances, fatigue, nausea, constipation, anxiety, and poor out-
look, contribute to the sense of suffering (Enskér, Carlsson,
Golsdter, Hamrin, & Kreuger, 1997a; Hogan, 1997). Children
undergoing therapy can experience severe symptom distress
(Schneider, 1999), which can negatively affect their emotional,
cognitive, social, and physical development. This, in turn, can
adversely affect the children’s and families' quality of life
(Eiser, 1994; Hinds, 1990; Simms, 1995; Whyte & Smith,
1997). To help children and families experience a cancer tra-
jectory that is less threatening and traumatic, healthcare pro-
viders should strive for complete symptom relief. To improve
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symptom control, acomprehensive knowledge base of symp-
tomsin children with cancer must be established, especially
from the perspectives of children and families (Woodgate &
McClement, 1998).

Literature Review

The 11l Child’s Perspective

The literature points to three main areas of study in pediat-
ric cancer symptom research in which children with cancer are
the primary participants. (a) procedural-related pain (Adams,
1990; Bradlyn et al., 1993; Jay, Elliot, Katz, & Siegel, 1987;
Jay, Ozolins, Elliot, & Caldwell, 1983; Katz, Kellerman, &
Siegel, 1980; Reeb & Bush, 1996), (b) treatment-related nau-
sea and vomiting (Cotanch, Hockenberry, & Herman, 1985;
Jacknow, Tschann, Link, & Boyce, 1994; LeBaron, Zeltzer,
LeBaron, Scott, & Zeltzer, 1988; Relling, Mulhern, Fair-
clough, Baker, & Pui, 1993; van Hoff, Hockenberry-Eaton,
Patterson, & Hutter, 1991; Zeltzer, Dolgin, LeBaron, & Le-
Baron, 1991), and (c) psychosocial symptoms such as anxiety
(Anholt, Fritz, & Keener, 1993; Bull & Drotar, 1991; Butler,
Rizzi, & Bandilla, 1999; Greenberg, Kazak, & Meadows,
1989; Mulhern, Fairclough, Douglas, & Smith, 1994; Neville,
1996, 1998; Rynard, Chambers, Klinck, & Gray, 2000;
Sanger, Copeland, & Davidson, 1991; Van Dongen-Méelman,
Pruyn, Van Zanen, & Sanders-Woudstra, 1986; VVan Dongen-
Melman & Sanders-Woudstra, 1986; Varni, Katz, Colegrove,
& Dolgin, 1994, 1995). Work in these three areas has pro-
duced valuable findings with respect to symptom assessment
and management; however, researcherstend to rely solely on
standardized instruments (Woodgate & McClement, 1998). A
meaning-centered approach in which researchers seek to un-
derstand children’s experiences as they are lived and
grounded in the children’s meanings and interpretations is
missing.

In addition to minimal attention being given to understand-
ing children’s perspectives about their cancer symptoms, re-
search of the complete cancer symptom trajectory islacking.
Only recently have other cancer symptoms received attention.
Most notable is the development of research programs di-
rected at the symptom of fatigue (Davies, Whitsett, Bruce, &
McCarthy, 2002; Hinds & Hockenberry-Eaton, 2001; Hock-
enberry-Eaton et al., 1998). A strength of such programsis
that the researchers seek to understand fatigue from the
children’s, families’, and nurses’ perspectives. Hinds and
Hockenberry-Eaton and Hockenberry-Eaton et al. (1998)
have demonstrated that children with cancer-related fatigue
describe fatigue in terms of physical and mental symptoms,
feel both sad and angry, experience changesin activities, and
need to rest or take more frequent napsto relieve their fatigue.
Davieset al. determined that children with cancer may expe-
rience three subjectively distinct types of fatigue that represent
different levels of energy: typical tiredness, treatment fatigue,
and shutdown fatigue (i.e., the profound and sustained | oss of
energy). Thework inthisareawill help nursesin their assess-
ment and management of children’s cancer-related fatigue
and reinforce the importance of studying all treatment- and
cancer-related symptomsin children with cancer.

Parents’ Perspectives

Although research has focused on detailing how parents
adapt to their children’s cancer in general, research exploring

parents’ experiences with their children’s cancer symptomsis
initsinfancy and tendsto focus on pain. One qualitative study
revealed that, in dealing with their child's cancer and pain,
parents experienced a “community of suffering” (Ferrell,
Rhiner, Shapiro, & Dierkes, 1994; Rhiner, Ferrell, Shapiro, &
Dierkes, 1994). Parents described pain in physical terms or
used metaphors and graphic statements such as “ nightmare’
or “horror.” Research also has determined that despite par-
ents' attempts to cope with their child’s cancer pain by using
avariety of strategies (e.g., distraction, imagery, cold com-
presses, hot baths, massage, hot packs, letting the child gain
control), parents still experienced feelings of helplessness,
guilt, and failure (Bossert, Van Cleve, & Savedra, 1996; Fer-
rell et al.; Rhiner et a.). Ferrell et a. noted that parents also
felt that their child's pain was not taken seriously by health-
care providers. The pain affected all family members and of-
ten disrupted the family system even in the strongest families.

In another qualitative study, Enskér et al. (1997b) found
that watching their child suffer was the most difficult aspect
of having a child with cancer for Swedish parents. Parentsfelt
powerlessin relation to the amount of fear, pain, and suffer-
ing that their child experienced. The parents also expressed
that their child' s disease in relation to treatment, hospitaliza-
tion, and check-ups governed their everyday lives and af-
fected their opportunities to work, financial circumstances,
and ability to get insurance. Parenta feelings about and reac-
tionsto their child’'s cancer depended on their child’ s feelings
and reactionsto agreat extent. Uncertainty surrounded the par-
ents experiences. With few exceptions (Enskér et al., 1997b;
Ferrell et a., 1994; Rhiner et a., 1994), parents' thoughts and
feelings in relation to their child’s cancer symptom experi-
ences are described minimally in the literature.

Siblings’ Perspectives

The study of theimpact of childhood cancer on siblingsisin
its early stages (Barbarin et al., 1995; Murray, 2001a, 2001b;
Ross-Alaolmolki, Heinzer, Howard, & Marszal, 1995; Sloper,
2000; Sloper & While, 1996). Research is lacking regarding
siblings' perspectives about cancer symptoms and their in-
volvement in the care of their ill brothers or sisters. However,
research describing siblings' experiences with their terminally
ill brothers or sistersrevealed that siblings who participated in
their ill siblings’ care and in activities centered on those
children’s death (e.g., attending the funeral service) had
higher self-esteem in comparison to those siblings who were
not involved in such activities (p = 0.001) (Michael & Lans
down, 1986). Lauer, Mulhern, Bohne, and Camitta (1985)
reported similar findings and determined that siblings who
participated in the care of their ill siblings found the experi-
ence more comforting, felt lessisolated, and perceived that re-
lationships with their parents improved. These studies under-
score the importance of providing siblings with the opportunity
to become moreinvolved intheir ill brothers' or sisters’ symp-
tom management.

In their qualitative study that described the changing ap-
praisals of siblingsand parents related to childhood leukemia,
Brett and Davies (1988) revealed that early symptomsin theill
child were dismissed by siblings or ignored as unimportant.
However, astheillness progressed, older siblings saw enough
parental anxiety to concern them about their brother’sor sister’s
health. Worrying and “keeping an eye” on their ill brother or
sister became a part of the siblings' experiences. Awareness
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of painful procedures, the presence of special and protective
rules, or restrictionsin the family caused siblingsto continue
to appraise cancer as actively threatening. Another study
found that watching their ill brother’s or sister’ s physical ap-
pearance change was the worst thing about cancer for some
siblings (Havermans & Eiser, 1994). Children’s cancer symp-
toms appear to have adefinite impact on their healthy siblings
and warrant further research.

Summary

Research in the symptom tragjectory of childhood cancer is
initsinfancy. Unfortunately, only certain symptoms have
received attention, and research isinadequate with respect to
children’ s perspectives, thoughts, and feelings. Research also
is limited regarding the experience of parents and siblings
who respond to and care for the symptoms of children with
cancer. Therefore, the purpose of this study was to describe
the childhood cancer symptom course experienced by chil-
dren with cancer from the perspectives of the children with
cancer and their families (Woodgate, 2001). This article fo-
cuses specifically on findings related to the beliefs and expec-
tations about the symptom experiences that al children and
families shared.

Methods

Design

A longitudinal, qualitative research design was adopted. The
study was guided by the philosophy of interpretive interac-
tionism, which afforded the researchers the opportunity to study
the lived experience of children with cancer and their families
asit was grounded in their meanings, interpretations, activities,
and interactions (Denzin, 1984, 1989). Theoretical foundations
from the qualitative methods of grounded theory and illness
narratives facilitated the interpretive research process.

Sample and Setting

Child and family participants (i.e., parents and siblings)
were selected using the grounded theory method of theoreti-
cal purposeful sampling. This method helps to optimize the
probability of describing the full range of the phenomenon
and recognize contextual conditions and cultural norms (Field
& Morse, 1985; Patton, 1990; Strauss & Corbin, 1990, 1994).
Because symptoms differ depending on the type of cancer, ill-
ness stage, and other child-related characteristics (e.g., devel-
opmental status), children of varying ages with different can-
cer diagnoses who were at different stages of their cancer
trajectories were sampled to capture core experiences that cut
across participant and phenomena variation (Patton). To allow
for an in-depth understanding of the phenomenon under
study and data collection that was effective and efficient, a
subset (n = 15) of the families participating in the study (N =
39) was examined more closaly, yielding more data.

The study was conducted in three settings: the participants
homes and an inpatient and an outpatient pediatric cancer unit
located in a western Canadian province. The outpatient and
inpatient units are the main pediatric cancer treatment areas
for children residing in the province.

Procedure

After receiving permission to conduct the study from a
university-based ethical review committee and the participat-

ing units, adesignated nurse intermediary assisted in partici-
pant recruitment. The nurse intermediary was responsible for
asking potentia participants (i.e., parents) for their permission
to allow their names to be released to the primary investiga-
tor. For those who provided their permission, an explanation
of the study was provided, followed by obtaining both in-
formed parental consent and assent from the children. The
first author was responsible for all data collection.

Two major types of data collection were used. In moderate
participant observation, the researcher seeksto maintain abal-
ance between participation and observation. Compared to
pure observation, moderate participant observation involves
a more active, interactive, and ambiguous role as the re-
searcher tries to fit into the setting (Prus, 1996). The key to
this approach is assuming a relationship that is as close as
possible while retaining an a ertness to eventsthat alows the
researcher to step back and interpret the situations (van Man-
en, 1990).

Participants were observed during various periodsin their
illness, at various locations, and at different pointsin time
during the study. The researcher spent two six-hour days per
week for approximately 80 weeksin the outpatient clinic; this
yielded atotal of 960 observation hours. When hospitalization
was necessary, the children also were observed in theinpatient
unit anywhere from two to five hours per day, depending on
the circumstances. Observations were unstructured to permit
flexible exploration and recorded as unstructured field notes.
To facilitate the process of participant observation, Spradley’s
(1980) descriptive matrix was used, which focuses on nine
major dimensions of every social situation: space, object, act,
activity, event, time, actor, goal, and fedling. Informal inter-
viewing took place during periods of participant observation.
Questions flowed from the immediate context and helped to
verify what meanings the participants assigned to their situa-
tions (Patton, 1990).

The second major source of data stemmed from formally
interviewing the children and their family members. An open-
ended technique was used to dlicit detail ed responses and fo-
Ccus participants' responses on areas previously unanticipated
by the researchers (Field & Morse, 1985). Three different in-
terview guides with alist of potential questions based on key
themes identified from the literature and from the investiga-
tors' clinical experience were devel oped for the parents, chil-
dren with cancer, and siblings (see Figures 1, 2, and 3). Care
was taken to ensure that the interview guides for the children
with cancer and their siblings were devel opmentally appropri-
ate. Similar questions were asked for younger and older chil-
dren; however, phrasing of the questions varied according to
the children’ s developmental levelsto facilitate expression of
all of the children’s thoughts.

Theinitia interviews allowed for abasis of understanding
the participants’ thoughts and feelings. More than one set of
interview sessions was planned to follow up on significant
themes and validate the interpretations of the findings. Ques-
tions evolving from thefirst set of interviews helped to guide
subsequent interviews.

During the course of the study, atotal of 230 interviews
were conducted. Motherswereinterviewed 117 times, fathers
46 times, siblings 48 times, and children 103 times. The re-
searchers originally intended to interview family members
individually; however, some members of the participating
families requested to be interviewed with another family
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* What types of symptoms does your child have?

* What words do you use to describe your child’s (name symptoms)?

* How does your child act when he or she is in (name symptoms) or feels
(name symptoms)?

* How does it make you feel when your child is in (name symptoms)?

* What does it mean to you when your child is in (name symptoms)?

* What do health professionals do for your child when he or she is experi-
encing (name symptoms)? What would you like the health professionals
to do for your child?

« |s there anything you do or others do that helped you deal with your child’s
(name symptoms)? Was there anything that was not helpful?

* How are things different in your life now since your child felt or experienced
(name symptoms)?

* What advice would you give to other parents whose children with cancer
are experiencing (name symptoms)?

* What experience(s) has occurred over the last two weeks that you consider
significant?

» |s there anything else you can tell me about your child’s experiences with
cancer and his or her cancer symptoms that is important for me to know?

Figure 1. Sample Open-Ended Questions Used in the
Parents’ Interview Guide

member (e.g., husband-wife dyads). When joint interviews
were conducted, steps were taken to ensure that all members
involved were given the opportunity to voice their views and
perspectives. Although joint interviews potentially could re-
sult in participants covering up some of their feelings and
thoughts about the childhood cancer experience, joint inter-
viewing provided the first author with an opportunity to ob-
serve how participants interacted and responded to each
other. The adults’ interviews lasted 40-180 minutes, and the
children’ sinterviewslasted 20—-120 minutes, with the younger
children usually participating in shorter interviews. All inter-
views were tape-recorded. Field notes were made during all
interviews and included describing nonverbal behaviors and
the context in which the interviews took place. Both the au-
diotapes and field notes were transcribed and entered into a
computer.

* Some kids with cancer tell me that they sometimes have pain or feel like

throwing up or feel tired. Have you ever felt like them? Tell me about those

times. Are there other things that make you feel different?

What is it like to have or be in (name symptoms)?

What does it feel like, and what do you think about?

What do you think caused your (name symptoms)?

What words can you use to tell me how your (name symptoms) feels to you?

What makes your (name symptoms) bad or better?

What do others do when you have (name symptoms)? (Others include

your siblings, friends, teachers, parents, and nurses and doctors.)

* How different is your day when you have or feel (name symptoms)?

* How do you feel today?

* How are things different since you got cancer? (Talk about the good and
bad things that have happened.)

* What has happened over the last two weeks that you consider most impor-
tant or made you feel happy or sad?

* [f you could have three wishes, what would they be?

« |s there anything else that you would like to tell me about your cancer and
your (name symptoms) that is important for me to know?

Figure 2. Sample Open-Ended Questions Used in the
Children’s Interview Guide

Data Analysis

All transcribed data were analyzed by the constant com-
parative method of grounded theory. Analysisinvolved mak-
ing comparisons within the data to discover patterns or cat-
egories that were supported by the emerging data. Coding or
giving meaning to all units of information was ongoing. Ask-
ing questions and making memos related to code notes and
data comparisons were part of the process of coding and in-
volved revising codes as necessary. Data analysis was com-
plete when theoretical saturation occurred, that is, when all of
the paradigm elements were accounted for and the relation-
ships among categories were well established and validated.

In addition to the constant comparative method, develop-
ment of illness narratives helped to confirm the paradigmatic
relationships of the emerging categories. The researchers
goal wasto retell and inscribe stories of the children’s cancer
symptom experiences as told by the children and their fami-
lies. Narratives provided a basisfor understanding how illness
affects the children’s and families' biographies by contextu-
alizing illness events and illness symptoms (Hydén, 1997;
Kleinman, 1988).

Results

Sample

In total, 39 children and their families were recruited. Of
the 39 children, 21 participants were female (54%) and 18
were male (46%). Ninety-five percent of the children were
Caucasian. Although most children did not vary by race, ava
riety of ages and educational levels were included. Children
ranged in age from 4.5-18 years, with amean age of 10 years.
Most of the children had two parents (87%) and at least one
sibling (87%). Twenty-six families (70%) resided in the city,
and 13 families (30%) were in therural areas. The mgjority of
the children were diagnosed with leukemia or lymphoma
(72%). All of the children received chemotherapy alone
(56%0) or in combination with surgery (18%), radiation (5%),
radiation and bone marrow transplant (BMT) (8%), radiation
and surgery (10%), and surgery, radiation, and BMT (3%).
During the course of the study, five children (13%) relapsed.
At completion of the study, 90% of the 39 children remained
in remission and four children had died (10%).

Introduction to Children’s and Families’
Expectations and Beliefs

Although this study’ s purpose was directed at the children’s
cancer symptoms, children and their family members none-
theless needed to talk about all of their experiences related to
cancer. Children and their families consistently emphasized
that many aspects or events of cancer made life more difficult.
However, in telling their stories, the children and families
inevitably referred to the cancer symptoms. The symptoms
were avery big part of the cancer experience for the children
and their families. When symptom experiences became more
pronounced in their lives, other cancer events became more
difficult to endure. Simply put, the symptom experiencesled to
increased sorrow and suffering for the children and families.

How the children and families responded to the cancer
symptoms was determined, in part, by their beliefs and expec-
tations about the symptoms. To the children and familiesin
this study, beliefs referred to their attitudes and assumptions
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* When your brother or sister gets his or her medicine or treatment, how
does it make him or her feel?

* When your brother or sister is (name symptoms) or in (name symptoms),
what do you think about? How does it make you feel?

» What is the worst thing about your brother or sister feeling (name symp-
toms) or being in (name symptoms)?

» What words does your brother or sister use for (name symptoms)?

* What words do you use that describe your brother’s or sister's (name
symptoms)?

* How are things different when your brother or sister is in (name symptoms)?

* How does it make you feel? What things are different? What is different
about yourself? How have you changed? Do or did things change between
you and your mother or father, your sister or brother, friends, or at school?
What is the worst thing about your brother or sister having (name symp-
toms)?

* What has happened over the last two weeks that you consider most impor-
tant or made you feel sad or happy?

* What would you tell other children whose brother or sister is in (name
symptoms) or feels (name symptoms)?

* If you could have three wishes, what would you wish for?

* |s there anything else you would like to tell me that is important for me to
know?

Figure 3. Sample Open-Ended Questions Used in the
Siblings’ Interview Guide

Note. Additional questions were developed for all three interview guides. For
a complete list of questions for all three interview guides (parents, children,
and siblings), please contact the first author.

about the cancer symptoms. Expectations referred to what the
children and families anticipated with respect to the children’s
cancer symptoms and symptom relief. Throughout the study,
children and their families shared many of their beliefs and
expectations with the primary author. Their expectations un-
derstandably were influenced by their beliefs and vice
versa. Although the children and families participating in the
study each had their own unique beliefs and expectations
about the cancer symptoms, they were in agreement about
some of their beliefs and expectations that contributed to
symptom-related suffering. Regardless of age and develop-
mental stage or role, children and parents shared five major
beliefs and expectations: (a) short-term pain for long-term
gain, (b) you never get used to them, (c) they al suck, (d) it
sort of helps, and (€) they are al the same but they are all dif-
ferent. The only difference between the younger and older
children was that the older children were more expressivein
discussing their beliefs and expectations.

Short-Term Pain for Long-Term Gain

This theme referred to the children’s and families' belief
and expectation that children with cancer had to feel alot
worse before they could feel and get better. Perhaps of all the
beliefs and expectations, this one emphasized how much the
children and families equated cancer with suffering. All fam-
ily members believed that suffering was necessary. Accepting
the suffering that resulted from fighting the cancer wasimpor-
tant.

Mother: You can’t breeze through it. If you breeze
through it, other families say . . . “you’'re more likely to
relapse.” The sicker you are, the better [your] chances
[are] of getting better. Like, if he had gone through it and
never thrown up, | would think something was wrong.

Y ou expect him to be sick. Like, if he had went through
it and just sat there and, like, looked normal, felt normal,
| would have wondered. It [the chemotherapy] wouldn’t
be working. That'swhat | would have thought.

Father: Yes, sheis going to be sick; but if we want her
to get better, we haveto do it.

Sbling (seven-year-old female): Well, when, like, your
brother or sister takes some medicine, they might throw
up cause it might go down the wrong way or it doesn’t
agree with them. And that they might just not feel good
after, sometimes. Well, it actually makes you better but
it makes you feel worse at first and then you feel better.
I thought medicine was like you’ re supposed to take it
and right away you feel better, but it takes a while to
work.

In the end, parents and children may have been less accepting
of the symptomsif the children were diagnosed with anillness
that was not life threatening. Additionally, children and their
parents believed that the increased suffering, although ex-
pected, was the direct result of the cancer treatment and not
the cancer itself. In other words, cancer symptoms resulting
from the treatment of cancer were expected, but symptoms
resulting from the cancer (e.g., tumor pain) were not, espe-
cially once treatment had commenced. Families were com-
forted to know what symptoms to expect and why they oc-
curred.

Mother: So, there was always these episodes that you
can't possibly anticipate and that you dread.

Mother: Unpredicted symptoms, yeah, are big things cause
| don’t know where the hell they are coming from, like,
what is this? [long pause] Symptoms are important. . . .
Y esh! [pause] To me, symptomsare like signs of trouble.
| mean [pause] something is happening.

Focusing on the symptoms resulting from the cancer treat-
ment was easier for the children and families because those
symptoms were perceived as necessary to rid the body of can-
cer. Although cancer treatment-related symptoms made life
harder to live and caused changes in the children’ s and fami-
lies' day-to-day lives, fighting the symptoms as opposed to
fighting the cancer was more tangible and less frightening to
the children. The suffering was still present, but it became
more bearable.

Child with cancer (14-year-old male): | had to fight how
bad it felt, but | didn’t have to fight the cancer. | had to
fight the pain.

Although both the parents and children believed that to get
better the children would have to experience increased symp-
tom distress, the children had a harder time accepting their
symptoms in comparison to their parents. When they talked
about their symptoms, the children were more expressive and
angry than their parents. Nonethel ess, the children accepted
that they would have to experience pain to rid them of the
suffering resulting from the cancer. They viewed treatment-
related pain as necessary. Asking children questions such as,
“Most medications are supposed to make you feel better, yet
with chemotherapy, it makes you feel worse. . . how do you
deal with that?’ seemed irrelevant and evenirrationa to them.
Hearing the children, regardless of age, respond with “because
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you have no choice” or “well, if you're not going to take it,
then you won't get better” was not uncommon. However, the
children never resented the nurses and other professionals
who carried out their treatments.

Parents rationalized that the symptoms resulting from the
cancer treatment were expected, considering some of the po-
tential treatment-related side effects. This understanding en-
abled parents to cope with letting their children go through
treatment that could be more damaging than the cancer.

Mother: And that drug isanother one that makesit really
difficult for amom becauseit’s highly toxic. It ishighly
corrosive to your skin. Drop it on thefloor, it will burna
holeinit. | am supposed to inject thisinto my daughter.
This makes me feel comfortable? Y ou have a hard time
with it, but if | don’t, shewill die!

Father: Like one of the doctors said, “Y ou’re going to
feel like we're killing her. And we basically are knock-
ing her down to bring her back up.” That's a scary time
for a parent.

Acceptance of symptom experiences was dependent on
whether the symptoms were short term (i.e., temporary) or
long term (i.e., permanent). Children and families had less dif-
ficulty accepting symptoms viewed as relatively short term
that did not lead to permanent damage. In contrast, symptoms
believed to be long term and associated with permanent dam-
age or disability were not accepted without difficulty. Parents
could not easily justify suffering if it meant that treatment
would result in permanent or long-term disabling symptoms.
Parents found long-term changes related to their children’s
mental abilities or any changes that prevented the children
from functioning as“ complete” human beings especialy dif-
ficult to accept.

Father: | think the biggest thing | can say is her motor
skills; she was a very active child, and now sheis only
able to just sit up. Quite often, her and her sister were
mistaken for twins and you can't, thereis no resemblance
now. . . . So, like pictures on the piano, if you would look
at them, you could see there is aresemblance between the
two and they are quite often mistaken for twins. | think
the hardest part now is seeing the differencein the change
with her motor skills.

Children also feared and resented cancer treatments that
resulted in long-term changes. For example, one 11-year-old
childhood cancer survivor talked with regret and sadness
about the effect that extensive treatments, including cranial
radiation treatment, had on her mental abilities. She blamed
the treatment for her inability to do math in school. She found
this difficult to accept because it made her feel different from
her peers. However, even long-term and undesired symptoms
and problems were accepted if they meant that children
would survive. The immediacy of death and preventing it
took precedence over everything else. Interestingly, although
parents were eager for their children’s treatment course to
end because of the array of symptoms experienced, parents,
to some extent, felt even more unrest on its completion.
Many wished their children were on treatment because it was
like a safety valve that prevented death from entering their
lives. The safety valve was known to be working by the pres-
ence of the symptoms. Despite suffering from cancer treat-

ment-related symptoms, children also felt a little anxious
when they no longer received the medications that fought the
cancer cells. They were suffering but for different reasons.
Children and families did not have to fight the symptoms
anymore; instead, they had to fight the thought that the can-
cer may return.

Mother: The panic maybeisn’t there anymore. The panic
isgone, but the anguish is till there. The thought of the
future, yeah, itisstill there but it is not healthy. It ister-
rifying; | can't explain it.

Child with cancer (11-year-old female): When | am on
treatment, it iskilling all the cancer célls. . . . | think I'll
be alittle bit nervous, and then, in away, I'll be glad
[when treatment is compl eted].

Understandably, families of children who experienced
more severe, lengthier, and damaging symptoms were less
likely to support the belief that short-term pain yielded long-
term gain. Instead, they were more likely to expressthe view
that the long-term pain resulted in short-term gain. Their suf-
fering became less bearable.

You Never Get Used to Them

The children and their families believed that no one ever
got used to the cancer symptom trajectory and should not ex-
pect to. “ Getting used to” cancer symptom experiences was
considered to be unrealistic because the suffering always
would be present.

Father: | think you never get used toit. Y ou can get into
the routine and know what to anticipate so that it lessens
some of the fear and the unknown, but it still hurtsand it
still breaks up your routine and you still know two days
later, “1 am going to be sick,” you know?

Frequently, children and their families responded to questions
related to coping with the cancer symptoms and cancer in
general by expressing, “You get used to it (or them).” How-
ever, a sense of uncertainty was underlying their responses.
Part of progressing through the cancer symptom tragjectory in-
volved parents and children accepting the symptom experi-
ences; at the same time, this did not mean truly becoming
comfortable with the symptoms. Instead, what they really
meant was that although they learned to adjust or adapt, they
never became completely accustomed to them.

Child with cancer (16-year-old male): Y ou don't really get
used to [cancer and its symptomg] . . . you adapt toiit. . . .
| mean, you have to adapt because if you don’t, you're
going to die. And | don’t think there’ s any way that you
can totally prepare because there are no actual guarantees.

Child with cancer (17-year-old male): You learn to ad-
justtoit. .. and then, we stopped, and then it started all
over again.

Sbling (eight-year-old female): Like, you adjust to it but
you're not really used to it, and you don't really feel like
doing [cancer treatment] but you know you have to.

Remaining uncomfortable with the cancer symptoms was
important for the children and families because, as one ado-
lescent male with cancer expressed, “ Getting used to the
symptoms means you learn to like them” and in learning to
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like them, “Y ou would not fight them.” Then, children and
familieswould not need to apply strategiesto help them to get
through the cancer and cancer symptom experiences. Al-
though the children and their families adapted to cancer and
its symptoms as well as anew routineto life, they still expe-
rienced pain and suffering. Unlike their old routine, the new
routine was not carried out unconsciously.

Father: Y ou do the things that you have to do, but it is
gtill apain every time! Itisstill aconsciousthing. It, itis
not like you dlip unconsciously like going to work every
day! It isavery different kind of routine.

Children who had relapsed and undergone numerous treat-
ment courses never completely adjusted to the cancer symp-
tom trajectory. Thiswas because anew type of cancer symp-
tom to adapt to always devel oped with each new treatment
regimen. Even if some sort of routine or symptom pattern was
established, the difficult nature and suffering associated with
the cancer symptom trajectory always were present.

Child with cancer (17-year-old male): Well, every time,
like, after | had about three remissions and they were
short. So, after each one, it kind of changed a different
treatment protocol and stuff, but asit got to the end, it sort
of was the same. Y ou would go in every Friday and get
this done and that done. Every week or every second
week or something, we' d have abone test or every month
you' d have abone marrow or spinal tap or something like
that. It got sort of predictable, but it was still hard!

When the symptoms became especially overwhelming and
uncontrollable, some children questioned whether getting
through the cancer treatments was worth it. The children
sometimes found the symptoms especially hard to adjust or
adapt to. The symptoms were no longer easily recognized and
accepted as part of the territory of getting better. During such
times, children of all ageswould question continuing on with
the present treatment course and considered the possibility of
switching to a different type of chemotherapy regimen or
method of receiving therapy. One mother noted that her
daughter wanted to change the type of chemotherapy agent
that she was receiving because it caused too much symptom
distress and suffering.

Mother: The doctor said what they would normally dois
just use whatever treatment they have used in the past
that seems to work, but if you are part of this research
project, then you are either A, B, C, or D of theclinical
trials. So, Celine’ s[her daughter] question is, you know,
“If | was just going on the previous best or whatever,
how would it be different and would it be this long, this
that and so on.” She knows that arm D seems to be the
toughest one.

Parents also had a hard time accepting and adjusting to the
children’s continual and increased suffering and symptom
distress. However, they were more hesitant to change their
children’s chemotherapy regimen. Although parents wanted
to see their children suffer less and be psychologically and
physically comfortable, surviving the cancer took priority
over reducing short-term suffering.

Mother: But then, you know, we [child and parent] have
talked; we talked about what may be the toughest treat-

ment is the one that will do the most good. Well, you
know, you need to think whether she is going through
more torture than necessary but, on the other hand, if itis
going to be the one that works best in the end.

They All Suck

“They all suck” was a phrase frequently expressed by the
children when asked to talk about the symptoms they found
most difficult to experience. This phrase wasin keeping with
the children’sand families' belief that each symptom experi-
ence in its own way contributed to their suffering. Although
each symptom experience resulted in different feelings such
as extreme fatigue or increased fear, they all brought varying
degrees and types of extra physical, social, emotional, and
psychological effort in managing the symptoms, additional re-
strictions (e.g., not being able to go to school or work), and
increased uncertainty and worry. Accordingly, children and
families had difficulty determining which symptom experi-
ence was the most difficult to bear.

Child (17-year-old male): Y ou couldn’t go out and play,
and nausea—it’s not fun at all—and you’'d like to take
that away. But then there' s the headaches, which you can
live with, but some were so great that | just kind of said
| don't want to live anymore. You kind of look at them
and try and stage them, but they’re all pretty bad cause if
you look at tiredness, you' re laying around and wasting
your day, kind of not fun with those either. Nausea, head-
aches. [pause] | don’t know if there was one worse than
another one. [pause] The headaches at times were, like,
realy, really bad, like the whole head hurt. The nausea
was. .. realy bad.

Interviewer: Of all those[symptoms] you mentioned, be-
ing tired and everything, what is the worst part for you?

Child with cancer (11-year-old male): All of them, yeah,
yup! Mostly, just [pause] all of them.

At times, children had no difficulty and would not hesitate
to identify certain symptoms as being the worst to experience.
However, on reflection, children had more difficulty iniden-
tifying the symptom experiences considered to be most hurt-
ful and unpleasant.

Child with cancer (14-year-old female): | don’t know be-
cause for meit is so weird because whileit is happening
| could just tell thisisthe worst | ever experienced but
then afterwards, “ So, | guessit wasn’t that bad!” | guess
thinking back you would ask me then | would have said,
“| feel so horrible,” but now | am saying | guess, com-
pared to other things, it wasn't that bad.

Child with cancer (15-year-old female): Well, when you
are going through it, it is the worse symptom in the world.
But then, when you are going through something else, it
isthe worse thing.

Part of the difficulty in having to pick and choose the worst
symptom experiences was that many children and families
could not separate one symptom from another. Each symptom
experience was believed to be connected and related to others.

Child with cancer (17-year-old male): So, they’re [symp-

tomg] all kind of intertwined. . . . It would depend on the
day and situation and how bad they [the symptoms] were.
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Shbling (eight-year-old female): But then when you'rere-
aly sick it’s like you have, like, quite a few things at
once, like, maybe a headache and dizzy and stomach-
ache. Lots of things.

The children’ sdifficulty in separating or dividing up symp-
tom experiences was reflected in their disinterest in using a
scaleto rate their symptoms (e.g., visual analog scale[VAS]).
Rating symptoms was difficult because each symptom con-
tributed to the children’s overall affect. Children aso found
rating one symptom after another difficult because they per-
ceived all symptomsas“bad.” Rating each of their symptoms
seemed irrelevant.

Child with cancer (14-year-old male): They weredl bad
[laughs] cause they all sucked!

The children found rating just one symptom difficult. For
example, when a nurse asked one hospitalized nine-year-old
boy to rate his mouth pain using aVAS, he hesitated and then
responded by stating, “1 can’'t usethat [thescalg]. ... | can'tdo
that.” The nurseinterpreted thisto mean that he did not under-
stand and therefore asked him to rate his pain on a different
scale, the Wong-Baker Faces slf-report scale (Wong & Baker,
1988). This time, the child said nothing and just stared at the
nurse. He seemed to become increasingly frustrated and angry
asindicated by hisfacial expression. The nurse responded by
stating that he would need time to learn how to use the scale.
Later, the child confided to the investigator that he understood
how to usethe scale, but he did not believeit could describe how
he was fedling. To the children, assigning anumber or level to
aparticular symptom could not capture how they truly felt.

Child with cancer (16-year-old female): When | wasin
the hospital before with my bone marrow transplant, they
were always asking me to rate my pain, and you can’t
really measure pain. So, if you are feeling bad, then it
doesn’t really matter how intense it hurts or whatever. It
feels bad, and when you are feeling the pain, you don’t
really want to have people asking you, “How are you
feeling?’ [mocking tone, laughs] | feel like [saying] |
don't feel good, thank you very much!

Parents and siblings, like the children, found all symptoms
difficult to cope with, including any symptom that resulted in
the child with cancer experiencing physical distress (e.g., pain
from aneedle poke, nauseaand vomiting). Symptoms related
to limiting the children’s favorite activities were painful for
families. Most importantly, parents and siblings found those
symptom experiences in which they could not do anything to
help the children especially difficult to accept. Parentsfelt that
they could not help, which only made the symptom experi-
ences more troubling. Parents, especially fathers, felt helpless
when they were unable to relieve their children’ s distress.

Father: Because, asaparent, you feel that you can do ev-
erything for your child, and not being able to fix some-
thing that your child is going through is very, very diffi-
cult. | mean they break something, you'll find away of
fixingit. They cut their self, and you fix it. Y ou run against
something like this, and you can’t fix it. Y ou haveto, you
originally walk into a building of total strangers and say,
“Here. I'm putting my child inyour hands. Fixit.” Andit's
adifferent view for aparent to go through that. It's, “You
can't do it for your child.” You have to rely on other

people's knowledge and other people’'s experience, and
you're so unprepared for it. It scares you to a point.

Father: You didn’t like seeing her laying there sick, in
pain. It was hard too and not being able to do nothing
about it. Y eah, that’ sthe hard part, isnot being able to do
nothing about it.

Siblings especially expressed a sense of helplessness in not
being able to care for or help their ill brothers or sisters when
they experienced unrelieved symptoms. Siblings felt extreme
sadness as a result of these unrelieved symptoms.

Sbling (six-year-old female): | was sad when Cory was
sick. | was sad that he might die!

Mother: His sister felt so bad for seeing him the way he
was, for hurting him [in her attempt to help him feel bet-
ter]. It was important for her to see him the following
weekend when he was feeling better.

In the end, like the children, parents and siblings felt that all
the symptoms, especially those they could do nothing about,
“sucked.” Families of children who experienced more severe,
lengthier, and damaging symptomsfelt that the overall symp-
tom experience “ sucked.”

It Sort of Helps

“It sort of helps’ refers to how the children and families
evaluated most symptom management strategies. Key phrases
such as“sort of,” “alittleless,” “alittle,” and “| guess’ were
found frequently in the children’s, parents', and siblings’ dis-
cussions of symptom management and were indicative of the
fact that many of the children’s symptoms were not com-
pletely eliminated. Total relief rarely was achieved.

The difficulty in managing and controlling symptoms re-
sulted in the children and their parents believing or accepting
that some amount of unresolved symptom distress was to be
expected. According to the children and families, “Thereis
not much you can do” and “Nothing really helps.” They did
not expect complete symptom relief. Just as children and
families expected it was necessary to feel sick in the process
of getting better, they also expected that complete symptom
relief was not achievable. Nonetheless, they tried anything
and everything to reduce and eliminate all symptoms. The
more experience children and families had with the cancer
symptoms, the more successful they were in reducing symp-
tom distress. Time and experience provided them with a bet-
ter sense of what was happening and what needed to be done.
Astime passed, children and families had at least some idea
how to make these experiences less difficult or they knew
what helped to reduce the symptom distress.

Child with cancer (15-year-old female): Like, | can re-
member if | was sick to my stomach and was going to
throw up, | usually feel better right after | threw up, you
know, because it, | don’t know, it just makes you feel
better right afterwards. | don’t know if it makes you feel
better in the long run [laughs], long term.

Time and experience may have hel ped familiesto cope with
the symptom experiences; however, on certain occasions, even
the most experienced child or family had problems reducing
symptom distress. In some instances, rest or slegp offered the
only relief. The children valued sleep not because it helped to
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relieve specific symptoms but because it took the children out
of the realm of the world of fegling, even if just temporarily.

Interviewer: What things hel ped you the most when you
had cancer?

Child with cancer (nine-year-old male): Sleeping—that’s
because my mind was totally off things right!

Child with cancer (7.5-year-old male): Mm [pause] hav-
ing sleep.

Interviewer: Anything that you could do to make yourself
feel better?

Child with cancer (seven-year-old female): No, | just laid
in bed. Just lay in bed.

Child (five-year-old female): My sore tummy, | just could
not get to my bed fast enough!

Toarrive at adegree of symptom relief, the children and their
families often used some type of trial-and-error approach.

Child with cancer (16-year-old female): They just told
me to take [acetaminophen for headaches]. They told me
to take two extra strength, and | was taking three extra
strength. And it didn’t really, it just kindamadeit alittle
bit less. Yeah, | even tried having morphinefor it, like, |
had mouth sores, so | had morphine, right? But when |
was done with my mouth sores, | still had some morphine
left so | even tried taking that with my headaches and that
didn’t work. And so, | just laid down alot and put pres-
sure on my head. That sounds kind of weird, but it felt
good to, like, kind of push on my head. | just figured it
out [laughsg].

At times, treatmentsto relieve the children’ s symptoms made
the children feel even worse.

Child with cancer (4.5-year-old female): They give me spe-
cid stuff that makes me gooey inthe head. | hate that stuff.

When new symptoms emerged as a consequence of symptom
management, children and families returned to the trial-and-
error approach.

Child with cancer (14-year-old male): | waskind of amost
ticked off cause they were using Maxeran [metoclopra-
mide, an antiemetic or antinauseant drug] and [diphenhy-
dramine for nauseg] and then finally after | refused to take
it, cause, it would be like | would take it and then my par-
entswould either haveto scrape me off the ceiling or scrape
me off the floor. And then my last treatment, they found out
that what was easier and worked better was Gravol [dimen-
hydrinate].

Thetrial-and-error approach also involved the children figur-
ing out and using the most effective self-initiated strategiesto
relieve their symptom distress.

Interviewer: Did anything help to take away the headache?

Child with cancer (7.5-year-old male): Calming down, |
just talked. | used to do that al the time.

Child with cancer (4.5-year-old female): My brain just
kept on thinking just to get rid of thispain. And it helped
me not think about dying.

The children viewed self-initiated strategies as an integral
component to amultidimensional symptom management plan.

Child with cancer (4.5-year-old female): Y eah, but the bug
[cancer] hated that so it tried to get rid of the medicine.

Interviewer: So, the bug was fighting the medicine, but
who won?

Child: The medicine and also my brain. It sendsits own
medicine down. Y eah. It helped that other medicine.

Unfortunately, except for engaging in discussion about the strat-
egies that helped them to deal with painful procedures (e.g.,
bone marrow aspirations), children rarely shared their thoughts
with their nurses about their use of sdlf-initiated strategies. These
strategies were not alway's recognized or known by nurses and
others; therefore, children could not be encouraged to use them.

Children and families only sought help for certain cancer
symptom experiences. Although they usually sought help for
symptoms deemed severein intensity, thiswas not alwaysthe
case with mild to moderate symptoms. Unsuccessful attempts
to relieve certain symptom experiences sometimesresulted in
children and their parents giving up on managing subsequent
experiences with such symptoms. At times, the children and
familiesjust did not seek help. Instead, they tried to incorpo-
rate the unrelieved symptom experiencesinto their everyday
lives and view them as a normal part of daily life. Thiswas
especially the case for symptom experiences labeled by chil-
dren and families as “everyday,” that is, symptoms that oc-
curred on a continual basis (e.g., a headache of moderate in-
tensity). Children and families rarely talked to nurses about
such symptoms. When children and their parents talked about
the symptoms, they tended to assign an ordinariness to the
everyday symptoms or minimize their severity. These symp-
toms were described as* not too bad” or “tolerable.” The chil-
dren were able to function fairly well, but these symptom
experiences eventually wore them down.

The never-ending nature of the symptoms and symptom
suffering made ignoring any of them more difficult for chil-
dren and families. Understandably, families of children who
experienced more severe, lengthier, and damaging symptoms
werelesslikely to accept the attitude of “it sort of helps.” They
were more persistent in seeking out help. “It sort of helped”
symptom relief became less tolerable for these families.

They Are All the Same but They Are All Different

Sharing their experienceswith the children’ s symptomswas
important to the families. Often, parents in the inpatient and
outpatient units discussed how each course of treatment af-
fected their children. Less-experienced parents questioned the
more-experienced parents about treatment side effects. Infor-
mation about warning signs and symptoms that indicated that
something was not quite right was especially important. Parents
needed to know what they had to watch for with respect to their
children’s symptoms. However, parents believed that their chil-
dren could experience similar symptoms, but they nonetheless
believed that each child's experience was unique.

Mother: But symptoms-wise and ailment-wise, you look
around and you have four other kids with the exact same
thing, they'reall at different levels; well, that could be be-
cause of time starts, but they’re all different. They'reall
the same, but they’re all different.
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Parents constantly reinforced that the children’s symptom
experiences were unique. Likewise, the children themselves
reinforced that every child with cancer experiencesthe disease
and its symptoms in unique ways. All families who viewed
the cancer symptoms as unique maintained an “it all depends’
attitude with respect to how children would respond to treat-
ment. Even when parents and children knew what to expect
regarding symptom experiencesin response to particular treat-
ment courses, they still believed that they could never be ab-
solutely sure about the symptoms. In the end, “it all depends’
because too many factors existed to consider.

Father: It depends on what you are going through. |
mean, if you go through two or three courses of the same
thing, you can start to predict alittle bit of what’s going
to happen. . . . If you had the med [medication] once. . .
[you experienced a] side effect. . . . You have the med
again, and you get that side effect again; well, you kind
of expected it and not panic about it. . . . [Y ou] deal with
it asaside effect and sort of move on. | think that’s some-
thing that’s difficult for doctors to really relate to the
patients or the parents, exactly what’s going to happen
because they don’t al react the same way.

Child with cancer (14-year-old male): Like, it was, like,
for me, it was almost predictable cause | would be okay.
I’m going in for this drug whatever, and then it would be
like, okay, I'm, | would prepare myself almost.

Father: It isvariable with the kid, with the dosage, with
so many things.

Although children and families believed each child’ s experi-
ence was unique, they all felt that the experience of suffering
was the common thread that made the experiences similar in
many ways.

Summary

Throughout the course of the study, a uniquenessto how all
of the children and families transitioned through the cancer
symptoms trgjectory was apparent. Although the study partici-
pants had their own unique beliefs and expectations about the
cancer symptoms, they nonetheless shared certain beliefs and
expectations related to the cancer symptom experiences. Under-
pinning their beliefs and expectations was the “ suffering expe-
rience.” All of the children and families equated cancer not only
with death but also with the phenomenon of suffering that was
associated greatly with the children’s cancer symptoms. The
children’sand families’ beliefs and expectations contributed to
and were adirect result of unrelieved or uncontrolled symptom
experiences. Figure 4 summarizes how the children’ sand fami-
lies' beliefsand expectations affected their suffering experience.

Discussion

Although research has reinforced that children with cancer
still experience uncontrolled or unrelieved symptoms (Ped-
erson, Parran, & Harbaugh, 2000), findings from the current
study suggest that children’sand families' beliefs and expec-
tations, in part, may be responsible or contribute to the
children’s symptom distress. Most disturbing are the findings
that children and families expected and believed that symptom
suffering was necessary to overcoming the cancer and that
containing al symptoms was not possible. Maintaining such

« Suffering related to the children’s cancer symptoms is seen by children and
their families as something to be expected.

 Suffering related to short-term or temporary symptoms was accepted more
readily than suffering from long-term or permanent symptoms.

* Families of children who experienced more severe, lengthier, and damag-
ing symptoms were less likely to support the theme “short-term pain for
long-term gain.” Instead, they were more likely to express the view “long-
term pain for short-term gain.”

» Families of children who experienced more severe, lengthier, and damag-
ing symptoms were less likely to accept the attitude of “it sort of helps.”

¢ The beliefs “you never get used to them” and “they all suck” were associ-
ated with the ability to contain the children’s symptoms. Suffering was
more prominent in parents and siblings who felt helpless in managing the
children’s symptoms.

» Although children and families accepted suffering as part of the cancer
symptom experience, they never got used it. At best, the suffering some-
times was more bearable, and at worst, it was less bearable.

 Although families and children believed that each child experiences symp-
toms in his or her own unique way, they all believed that the experience of
suffering was the common thread to each child’s experience.

Figure 4. Dimensions of Suffering in Relation to the Beliefs
and Expectations About Children’s Cancer Symptoms

beliefs may have contributed to children and families not al-
ways actively seeking help.

Despite the finding that children and families accepted suf-
fering as part of their cancer symptom experiences, this belief
did not make the cancer experience any easier for children and
families. At best, the suffering sometimes became more bear-
able. At worst, it became harder to bear. Although children
and their families reported that they learned to adapt to the
cancer symptoms, especially the everyday symptom experi-
ences, they never got used to them or the cancer experience.
This finding contrasts research describing how children get
used to the cancer, treatment, and resulting side effects and
symptoms (Hockenberry-Eaton & Minick, 1994). These con-
flicting findings, in part, may be explained by how the chil-
dren defined “getting used to.” In Hockenberry-Eaton and
Minick’s study, “ getting used to” was equated with becoming
accustomed to cancer and its treatment. In the present study,
children viewed “getting used to it” as an experiencethat in-
volved not only becoming accustomed to the symptoms but
aso learning to like them or becoming comfortable with them.
Children in the current study stressed the importance of re-
mai ning uncomfortable, otherwise theincentive to continue to
fight the cancer experience and the difficulty of its symptoms
would be very small. Becoming too comfortable isin oppo-
sition to fighting the cancer.

Tarr and Pickler (1999) noted that even with familiarity,
childhood cancer treatment does not become routine but instead
becomes moretolerable. They suggested that adaptation to the
treatment routine acts as an insulator to constant confrontation
of theredlity of the diagnosis. Researchers could speculate fur-
ther that suffering because of the symptom experiences hel ped
familiesto liveinthereal world and establish routine and some
sort of normalcy. Kane and Primomo (2001) examined the per-
spectives of hedlthcare professionals and determined that the
suffering of serioudy ill children and their families may be seen
asavehiclefor professionalsto encounter themselves. Suffer-
ing provides hedlthcare professionalswith the opportunity to re-
flect on some existential and spiritua questions about life (Kane
& Primomo). Part of the reflection, however, should be directed
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at how healthcare professionals can best relieve the suffering
caused by the children’s symptoms.

Another finding previously unreported in the literature was
that the children and families found that al of the symptoms
basicaly “sucked.” Although certain symptoms, such asfatigue
(Hinds & Hockenberry-Eaton, 2001), are more distressing than
others, the current study revealed that children believed that all
of their symptoms were distressing in different ways, depend-
ing on the context of the children’s and families' experiences.
Children and their familiesin this study never really got used to
the symptom experiences and only when they rated symptoms
as extremely intense did they seek assistance. Children and
families usually sought help for symptoms deemed severe in
intensity, but this was not always the case with mild to moder-
ate symptoms. The more subtle symptom experiences received
less attention. This concurs with a study of cancer symptoms
that focused mainly on symptoms that were experienced by
children dying from cancer (Wolfe et al., 2000) or associated
with more overt distress, such aspain related to procedures (e.g.,
bone marrow aspirations) (Adams, 1990; Bradlyn et al., 1993;
Jay et al., 1983, 1987; Katz et a., 1980; Reeb & Bush, 1996).
Labeling certain symptoms as“ acceptable” most likely contrib-
uted to the children’ sand families’ lack of attention to the more
subtle symptom experiences; ahierarchy of symptomswarrant-
ing immedi ate attention was constructed by children and fami-
lies. Perhaps labeling certain symptoms as more acceptable
made them more bearable for children and families.

Even when children and families did seek symptom relief,
they settled for outcomes that did not completely alleviate
symptom distress. “It sort of helps’ seemed to be an acceptable
level of care. Thislack of striving for greatly improved or com-
plete symptom relief could be related partialy to children’ sand
families’ belief that experiencing symptom distress was part of
the cancer experience and achieving complete symptom relief
was not possible. Experiencing unsuccessful symptom relief
may have caused families and children to believe that nothing
could help to control the symptoms, which prevented their seek-
ing assistance. In effect, their beliefs and expectations served as
sf-fulfilling prophecies. Thefinding that children were ableto
function fairly adequately while experiencing certain symptoms
may have contributed further to children and their families not
seeking help. However, thisraisesthe question about how much
better children could have functioned if such symptom experi-
ences were managed.

Children and their families struggled to manage the symp-
toms. When children implemented self-initiated strategies, oth-
s, including nurses, did not always appear to be aware of these
strategies. At times, the only way for children to cope with their
symptoms was to segp. Although this strategy did not relieve
symptoms, it nonetheless afforded the children abresak. Parents
felt that any strategiesthey implemented only somewhat helped
to relieve their children’s symptom distress. Acknowledging
their feeling of helplessness isimportant, especially because
suffering was more prominent in parents and siblings who felt
helplessin managing the children’ s symptoms. Fathers, in par-
ticular, felt that their contribution to their children’s symptom
relief was minimal. Previous research has documented that
symptom management in children with cancer is associated
with feelings of helplessnessin families (Bossert et d., 1996;
Ferrell et al., 1994; Rhiner et al., 1994). McGrath (2001) noted
that parents of children with acute lymphoblastic leukemiafelt
powerless that they could not protect their children from dis-

tressing medical experiences; in some way, the parentsfelt im-
plicated in causing the children’ sdistress. Clearly, familiesand
children in the present study believed that each child experi-
ences symptoms in his or her own unique way; however, the
condition of helplessness was shared by all.

Although the assessment and management of pediatric can-
cer symptoms by nurses were not the focus of this study, there-
searchers pondered the effect of children’sand families' beliefs
and expectations on nurses’ approach to the children’s symp-
toms. Research to date has not considered how the beliefs of
children and families affect nursing care. Research a so has not
been directed at nurses’ beliefs and expectations about contain-
ing children’s cancer symptoms within the context of the
children’sand families’ suffering. Instead, studies have focused
on examining nurses' knowledge and attitudes about pediatric
pain. Findings from thisline of inquiry consistently have rein-
forced that research knowledge about pediatric pain has in-
creased, but the knowledge is not always applied by nursesin
practice (Ely, 2001; Jacob & Puntillo, 1999a, 1999b; Man-
worren, 2000). Unfortunately, most of the research on pediat-
ric pain is not specific to cancer-related pain. However, one
study that was specific to pediatric cancer pain found that al-
though pediatric nurses cared for patients with cancer regularly,
they had apoor understanding of the general principles of can-
cer pain management and exaggerated concerns regarding the
risk of addiction and respiratory depression associated with
narcotic analgesics (Schmidt, Eland, & Weiler, 1994). Such
work isinvaluable; however, the study of nurses' beliefs about
the assessment and management of the complete cancer symp-
tom trajectory in children with cancer is warranted.

Study Limitations

Thisstudy’ slimitationswere mainly related to the under-rep-
resentation of certain child- and family-related characterigtics, in
particular, the demographic characteristic of race. The mgjority
of children and familieswho agreed to participate were Cauca
sian (95%). Mothers and children with cancer were morelikely
to participate in interviews compared to fathersand siblings. The
sample representing the children with cancer included more
school-age (49%) and adol escent (38%) childrenin comparison
to preschool-age children (13%). Therefore, the findings cannot
be generalized. Future research addressing the study’s limita-
tionsis needed to add to these findings and provide amore com-
prehensive understanding of children’ sand families' beliefsand
expectations related to the cancer symptom experiences.

Implications for Nursing Practice

From a practice perspective, the study’s findings lend sup-
port for nurses and other healthcare professionals to be more
vigilant in assessing and managing children’s symptom expe-
riences. Successful care of children with cancer requiresacom-
prehensive assessment; all symptoms warrant attention by
nurses regardless of patients’ degree of distress. Therefore, all
those caring for children with cancer must be cognizant of and
consider all of the children’s symptom experiences. Even if
children and families do not complain of any symptoms, nurses
should inquire about the absence or presence of potential symp-
toms. Anticipatory guidanceis key to symptom management.
Nurses need to be careful and thorough in their assessments of
children’s symptom experiences, especially considering the
children in this study found that rating their symptoms on any
type of self-assessment scale was not always helpful. Relying
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solely on salf-assessment scales limits understanding of what
children may be feeling and may not be able to truly capture
the children’s suffering. During the assessment process,
heslthcare providers must ascertain the beliefs and expectations
of children and familiesin relation to symptom experiencesand
symptom containment. Obtaining a comprehensive assessment
isthefirst step for nurses to promote the attitude of “it really
helps’ and not “it sort of helps’ with respect to symptom man-
agement in children with cancer.

Nurses must reinforce to families that suffering in relation
to symptom distress should not be perceived as arequisite to
overcoming cancer. Nurses should work with families and
children in easing their suffering. Thisincludes nurses becom-
ing aware of strategies used by children and familiesto relieve
symptoms. Integrating nurse-initiated symptom relief strate-
gieswith child- and family-initiated strategies will resultin a
more comprehensive approach to symptom containment.

Implications for Nursing Research

This study reinforces the urgent need to research all cancer
symptoms experienced by children, including day-to-day
symptom experiences and those symptoms that are more
subtle but nonetheless still a source of discomfort and suffer-
ing. Striving for complete symptom relief in children will be
achieved only by understanding the beliefs and expectations
about symptoms throughout the complete symptom trajectory
in children with cancer. Further research that focuses on spe-

cific types of childhood cancers and specific stages of devel-
opment in children will add to the understanding of children’s
and families' beliefs and expectations about cancer and its
symptoms. Research directed at nurses' beliefs and expecta-
tionsin relation to children’s cancer symptoms and symptom
relief is warranted. Determining how much suffering nurses
expect in children and families would be worthwhile. Do nurses
feel that certain symptom-related suffering isinevitable? Per-
hapsthey support the belief that striving for complete symptom
relief isunrealistic. Would nurses' views be similar to those of
the children and family members? If they are, this would fur-
ther compound achieving complete symptom relief.
Intervention studies facilitating positive beliefs and expecta
tions and dispelling myths about symptom relief in children and
families are needed and could involve support groups that fo-
cus on children, siblings, or parents sharing their experiences,
beliefs, expectations, and fears about symptom experiences. In
addition, intervention studies that build self-esteem in children
and families with respect to symptom management by giving
them the means to better manage or control the symptoms are
necessary. Such research may help to relieve a sense of help-
lessness in children and their families and lead to beliefs and
expectationsthat are more positiveto achieving symptom relief.

Author Contact: Roberta Lynn Woodgate, RN, PhD, can be
reached at Roberta_Woodgate@umanitoba.ca, with copy to editor at
rose_mary@earthlink.net.
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