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The survival rate for the most common type
of childhood cancer—acute lymphoblastic

leukemia (ALL)—is conservatively 73% (Eiser,
1998). Rates above 90% have been found for
Hodgkin’s disease, retinoblastoma, and germ
cell tumors (Eiser, 1998). However, the overall
incidence of childhood cancers is increasing.
Mangano (1999) estimated that the rate of growth
from 1980 to 1993 in cancer among children

younger than ten was 36.3%, or approximately 3%
per year (Mangano, 1999). The new treatments
that are responsible for these much more posi-
tive prognoses may include very aggressive and
(temporarily) sickening chemotherapy, radia-
tion, surgery, and/or bone marrow transplant.

These treatments often take place over a
period of several years and involve combinations
of at-home and in-hospital care (Pinkerton, 1993).
Parents are in some sense responsible for their
children through this lengthy period, both dur-
ing hospitalization (the average age of a child with
ALL is 4) and at home. In a sense, mothers and
sometimes fathers are involved in the provision
of such “medical” care as chemotherapy drugs,
maintaining oral care and central line hygiene,
monitoring side effects of treatments, and the
related general health status of their children.
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Literature Review

Considerable work has been published on
parents of children with cancer. Having a child
with cancer is usually regarded as “one of the most
stressful experiences that a family can have”
(Kazak & Nachman, 1991, p. 462). In fact, with
childhood cancer, “the child who was previously
thought to be well and happy must now face a life-
time of uncertainty and considerable physical
pain, as must the parent” (Eiser, 1996, p. 146).
Much of the research on parents has focused on
their adjustment, coping, depression, anxiety,
and psychopathology (see Grootenhuis & Last
[1997] for a review of studies of coping and
adjustment among parents whose children have
been diagnosed with cancer since 1980). Coping
strategies include social support, communica-
tion, search for meaning (Grootenhuis & Last,
1997), and problem- as compared to emotional-
focused coping (Barbarin & Chesler, 1984a).
Some studies have documented variations in
adjustment and coping, anxiety, and depression
as much as 10 years after diagnosis and the end
of treatment. These studies demonstrated that
researchers have long been concerned about
documenting the psychological impact of child-
hood cancer in parents. It is less obvious that
depression, anxiety, stress levels, and so on are
much different than those of other adults. More-
over, parents’ scores change over time. For
instance, diagnosis is often a period of exacer-
bated stress/depression/anxiety, as are relapse
and acknowledging a terminal phase of illness.

The available studies tend to treat the
parental/family system in a vacuum characterized,
solely or chiefly, by the common (assumed inde-
pendent) variable, the presence of childhood
cancer in the family. The fact that the diagnosis
itself is the cause of the stress is so widely assumed
that it has become a psychiatric diagnosis: “Learn-
ing that one/one’s child has a life-threatening dis-
ease is now included as a qualifying event for
post-traumatic stress disorder (PTSD) in the Diag-
nostic and Statistical Manual of Mental Disorders”
(American Psychiatric Association, 1994, p. 424).
There is very little discussion in the literature of

the significance of the process of diagnosis, the
degree of impairment, the prognosis, the inter-
action with the medical care system, or socioe-
conomic variations such as income, education,
marital/family structure, age of parent/age of
child, and culture/ethnicity. In short, the context
of the diagnosis is, relatively speaking, ignored.

Childhood cancer does not happen in a vac-
uum or in a world in which individual and fam-
ily psychological reactions to disease diagnosis are
isolated from other contexts. Those studies that
have included socioeconomic status (Grootenhuis
& Last, 1997) have found, for example, that par-
ents of lower socioeconomic status tend to have
more adjustment and coping problems, to use
more emotion-focused coping (Baskin, Fore-
hand, & Saylor, 1985), and be more self-critical
(Hardy, Armstrong, Routh, Albrecht, & Davis,
1994); younger parents tend to have more prob-
lems (Morrow, Hoagland, & Carpenter, 1982),
and single parents tend to have more anxiety
and depression (Speechley & Noh, 1992). Fathers
and mothers tend to react differently, in ways par-
allel to gendered differences in other situations
(Manne et al., 1995). Stress is increased by more
frequent hospital visits (Barbarin & Chesler,
1984b), the degree of impairment in the child,
a lesser likelihood of survival (Grootenhuis &
Last, 1997; Manne et al., 1995; van Dongen-
Melman et al., 1995), longer duration of treat-
ments (Stuber et al., 1994), distance from the
major treatment center, and increased negative
financial consequences such as lost employment,
loss of hours at work, and lack of financial assis-
tance with medical and associated medical costs
(Selleck, Desa, & MacDonald, 1996). Some stud-
ies have found differences between Blacks and
Hispanics, and Anglos and Hispanics (Kazak &
Nachman, 1991). Culture, although not studied
systematically, has been seen as an important
consideration in morbidity and mortality rates
as well as compliance with cancer, treatments/
prognoses, and so on (Johnson, 1998; Pask, 1997;
Rosenthal, 1999).

The ways in which health care systems inter-
face with family systems have been largely unex-
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plored (Kazak & Nachman, 1991, p. 473). One
study, an exception to this argument, by Lozowski,
Chesler, and Chesney (1993), described parental
involvement in medical care and suggested
another exogenous source of stress. They found
that parents felt they had to play an active and
assertive role even in in-hospital treatment, and
their findings suggested that treatment and med-
ical system personnel-family interaction may add
to the stress experienced by parents. Fifty-six
percent of the parents studied reported inter-
vening at some point in the treatment process to
prevent or correct a medical mistake. Among
the reasons for intervention were the following:
(a) erroneous administration of drugs, (b)
reminders to staff of correct/incorrect proce-
dures, (c) alterations of intravenous procedures
being used by staff, and (d) and mediations of
staff style of interaction. As Lozowski et al. noted,
“many parents become, and are compelled by cir-
cumstances to act as lay experts in the treatment
of pediatric cancer” (p. 82). They also suggested
that a cause for conflict is the fact that medical
staff are used to “asymmetrical” relationships.

Another study, again indirectly, pointed to
home/health care liaison as an important aspect
of presently unexplored investigation and found
that parenting style, particularly supportiveness
(supportive parents were more sensitive to chil-
dren’s input, had a less restrictive attitude to par-
enting, and were more nurturing), was associated
with treatment adherence (Manne et al., 1995).
Much of the research published regarding
parental experiences with a child with cancer
has been based on a “pathology” model. The
pathology seems to be inherent in the parents by
virtue of the fact that their child has been diag-
nosed with cancer. The impact of diagnosis itself,
aside from other external factors, has been the
focus of much of this research. Standardized
instruments have been used and new ones devel-
oped to measure such problems and stress, post-
traumatic stress syndrome, coping, adjustment,
depression, anxiety, and various psychopatholo-
gies. Often, measures used to examine parental

adjustment have been standardized to psychi-
atric populations.

Communication is also fundamental to many
parts of health care. Informing patients about
diagnosis, prognosis, and treatment is primarily
the responsibility of doctors. Ongoing patient
education and counseling may be done by doc-
tors, nurses, and other members of the health
care teams; patients and their families commu-
nicate in turn. They have questions to ask, they
may need clarification, and they may have infor-
mation to provide to the medical staff. Some
communication is instrumental in focus; some
tends to have affective focus. However, very little
is known about communication as it involves
members of the medical care team and parents
whose children have cancer. Communication
has not been the specific focus of any available
published research on parents whose children
have cancer. However, a number of studies of par-
ents in this situation suggest associated commu-
nication issues. Several studies, for instance, have
documented the difficulties parents face as a
result of the lack of continuity of care from physi-
cian to physician or treatment center to treatment
center (Selleck et al., 1996), lack of or contra-
dictory information (Clarke & Clarke, 1999; Sel-
leck et al., 1996), and inconsistencies and gaps
or omissions in care from physician to physician,
nurse to nurse, and across treatment centers
(Burke, 1999; Clarke & Clarke, 1999; Fife, Nor-
ton, & Groom, 1987).

Evidence from studies concerned with people
suffering from diseases other than childhood
cancer suggests that communication with health
care professionals is indeed an important part of
health care. Some studies have found that com-
munication is associated with psychological adjust-
ment (Butow et al., 1996; Ellis & Tattersall, 1999),
family functioning and caregiver adjustment
(Shapiro, Perez, & Warden, 1998), adherence to
treatment (Noble, 1998), the level of negative
affect (e.g., anger, depression, anxiety; Frankel,
1995), the bond between patient and a health
care provider (Bennett & Allison, 1996), satis-
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faction (Green & Murton, 1996; Hasnat & Graves,
2000), and reducing fears (Gotcher & Edwards,
1991). Among the aspects of communication
that have been investigated are optimism and
constructive realism (Jarrett & Payne, 2000);
instrumental/affective, verbal/nonverbal, and
medical/everyday language (Ong, Dehaes, Hoos,
& Lammes, 1995); relationship maintenance;
professional competence; waiting time; social
etiquette (Schneider & Tucker, 1992); empathy
and related processes (Frankel, 1995); patient
centered versus doctor centered (Epstein, 1993);
and the level of agreement between patient and
physician (Quirt et al., 1997).

The research reported here was not meant to
predict the effects of communication on patients
or doctors, nor is it designed to differentiate
among types of communication. Rather, it is the
goal of this research, using a qualitative method,
to tell the stories of select parents about what they
considered the defining moments in their expe-
riences when their children had cancer. One of
the major issues to arise seemed to concern com-
munication with the medical care team. It is this
communication and an alternate explanation of
it that is the focus of this report.

Method

This study is based on long and semistruc-
tured interviews with parents who had (have) a
child diagnosed with and treated for childhood
cancer in the 5 years previous to the study in
Ontario, Canada. We believed that parents were
the experts in knowing and telling their stories,
and we were interested in what they considered
to be the defining moments of their experiences.
Telephone interviews were selected because they
have the advantages of a high response rate;
complex, lengthy responses; access to partici-
pants’ own language; and an emphasis on what
the participants think of as salient and critical in
their stories. In addition, telephone interviews are
especially convenient both for the researcher
and for the study participants because they can
be done at a time that is mutually comfortable,
from the participants’ own home, and can be can-

celled or interrupted without great cost to either
the researcher or the parent (Kidder & Judd,
1986). In fact, most of the interviews took place
after 9:00 p.m., a time frequently chosen by par-
ticipants because the children were expected to
be in bed. If the children were not in bed or if
the interview was interrupted, parents were able
to and did ask to be called back later. This degree
of flexibility would have been difficult in an in-
person interview. In addition, because of the size
of the province, transportation costs would have
been prohibitive.

The goal was to discover and then portray the
issues that were raised as salient by the parents
interviewed. The study did not begin with a focus
on communication (or any of the concerns that
were highlighted in the published research lit-
erature) but rather, inductively, with a concern
to sensitively and accurately portray the per-
spectives of the parents. Sometimes called a nar-
rative method, the focus in this research was the
stories and defining moments that parents chose
to tell about their experience with a child who
had received a cancer diagnosis.

Data Collection

The data were collected by telephone by a
mother whose child had had cancer and was fin-
ished with treatment. The assumption of the
research was that parents were the authorities with
regard to their own experiences and what they
considered to be important. The interviews var-
ied in length from 1 to 4 hours. Some took place
over more than one telephone call. The inter-
viewer was trained and expected to listen to the
parents for the length of time that the parents
wanted to talk. A number of parents indicated
that they appreciated having someone to talk
with who had been through the experience and
considered the interviews to be a form of social
support. The time chosen for the interview was
at the convenience of the parents, who were all
interviewed from their own homes. The interviews
were open ended, and the topics were, as much
as possible, determined by the interviewee. The
general topic was the defining moments of hav-
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ing had a child treated for cancer within the
previous 5 years in Ontario (bereaved parents
were not included). Parents were asked to
describe their experiences beginning with their
remembrance of the things that had led up to the
diagnosis (e.g., symptoms) and then following
through with the issues that they considered rel-
evant during the whole process of treatment.

The interviewer had been trained by the prin-
cipal investigator to do open-ended interviews and
had been given a list of possible probes for dis-
cussion should they be needed. The interviewer
was directed to ask as few questions as possible
and instead to ask respondents to expand and
clarify their own thoughts by saying, “Please tell
me more about that.” In reality, the interviewer
became involved in the process and actually dis-
cussed and shared her own experience when
she thought it was relevant. The interviewer
became passionate about listening to and
enabling the telling of the stories of parents
whose children had had cancer. All interviews
were taped and transcribed verbatim by a typist
who was briefed in issues of confidentiality and
privacy. Punctuation was added by the transcriber
who herself made common sense of what was
being said and thus constructed sentence and
paragraph formats.

This qualitative method is consistent with a
growing body of literature in the social and behav-
ioral sciences. It values and emphasizes the nar-
rative accounts of the research participants who
are asked to describe an event or an aspect of their
life in rich detail and with the level of intimacy
that they find comfortable. Evidence suggests
that significant experiences in life (such as hav-
ing a child diagnosed with cancer) can be trans-
formative; they change the ongoing life story
that human beings create (Chesler & Parry,
2001). As they make meaning of their lives, such
experiences are best captured by qualitative and
narrative methods that give to the research par-
ticipant the power of self-definition and story-
telling. Not only is this a method that tends to
elicit stories that emphasize the issues most salient
to the individual, it is also a method that offers

something immediately back to the participant.
This is often the case in qualitatively based inter-
view studies. All of the participants in this research
(and in the authors’ experience, most in all
research of this type) thanked the interviewer
for listening. Many also commented that it was
very helpful to have the opportunity to share
their experience with another parent in a sim-
ilar situation.

Sample

The sample is a nonrepresentative volunteer,
purposive, and snowball sample. The initial pop-
ulation pool was a list of individuals whose names
were given as contacts for regional parent-support
groups in Ontario. We contacted every individ-
ual listed to begin to gather participants. Once
the sample was beginning to accrue, we began
interviewing. Interviewing progressed at the same
time as contacting potential participants because
the sample size was determined by what is called
theoretical sampling. As interviews were com-
pleted, transcribed, read, and coded, we decided
what types of parents we would continue to seek
in the interest of attaining theoretical satura-
tion. For example, as interviewing progressed, we
realized that we were not getting parents who
were members of ethnic minorities or were from
the remote North, and this became an obvious
issue when communication and distance to treat-
ment emerged as significant parts of the stories
of parents. Thus, we made concerted efforts to
include such participants.

The average (median) age of the respondents
was 39.7 years. The average age of their children
at the time of diagnosis was 5.4 years old. Seven
of the children were female and 22 were male.
The family sizes varied: 2 families had no other
children, 13 families had one other child, 12
had two other children, and 2 families had three
other children. Each of the families spoke Eng-
lish; in addition, 6 families were bilingually
French. One family was also from Asia, and
another family was Polish. The occupations of
both mothers and fathers were varied. Most of the
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fathers were blue-collar workers who engaged
in employment such as pipefitting and con-
tracting. In comparison, a few were white-collar
workers, including a teacher, real estate agent,
and mechanical engineer. The occupations of the
mothers ranged from stay-at-home moms (7) to
nursing, teaching, secretarial work, and hair-
dressing. Thirteen of the families within this
sample indicated that they had lost income as a
result of their child’s illness. All were able to
access extended health care support to pay for
the drugs that their children were prescribed,
although in some cases this coverage was only
80% of the total cost. Nine of the fathers had post-
secondary education including community or
technical college and university. Other fathers had
completed high school or apprenticeships. The
mothers were more likely to have completed
community college (8) or university (9).

Data Analysis

The interview transcriptions were read and dis-
cussed with the interviewer continuously as the
data were gathered. Open codes were developed
with the initial readings and discussions. They
were used to determine the characteristics of
the next participants and to refine the interview
questions as time went on. Conceptual segments
reflecting the critical or defining moments of
the experience became evident in this reading.
This coding strategy involved looking systemati-
cally at the conditions, strategies, interactions, and
consequences that were highlighted in the inter-
views. The emerging open codes or conceptual
schema were constantly compared as each new
transcript was read. Finally, generative questions
were repeatedly asked of the interview transcripts;
for example, what is this interaction an example
of? How is it similar to and different from the
experience of this event according to other par-
ents? Because we believe that data are inter-
preted, not given, the “findings” of this initial
coding process were discussed continuously
between the writer and the interviewer (see
Lincoln & Guba [1985] for one statement of this
argument).

With qualitative analysis, the traditional con-
cerns with measurement such as validity and reli-
ability are replaced by credibility, transferability,
dependability, and confirmability (Bryman, 2001).
Credibility was enhanced by virtue of the fact
that the interviewer collected multiple accounts
of similar phenomena and that the respondents
and referring groups and organizations received
and accepted a report on the study without cri-
tique. Transferability is evident in the “thick
description” provided in this article via some-
times-lengthy sections of transcripts. Depend-
ability is based on the fact that the interviews
did not change over time, but rather the partic-
ipants continued to highlight similar critical inci-
dents as salient. Confirmability is evident in the
disk and hard paper copies of the transcripts
and in the accepted reports sent to participants.

Results

Communication

If salience of an issue is reflected by the
amount of time during an open-ended interview
devoted to it, then communication is very salient.
Aside from social support and the problems
with the medical system, the issue parents spent
the most time talking about was communica-
tion. Generally, their concerns had to do with
communication with medical and nursing
professionals. The major characteristics of com-
munication that the parents discussed were com-
munication about diagnosis, contradictions and
confusion, getting the right amount of infor-
mation, good and bad communication, feeling
listened to by health care providers, and errors
in medical information.

Seeking a Diagnosis

There were a number of key points around
which parents tended to focus their stories. The
first is leading up to and at the time of diagno-
sis. Sometimes, the diagnosis happened in a
straightforward manner. A doctor noticed a sign
such as bruising, pallor, or a mass in a routine
checkup for an assumed cold, flu, or other minor
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childhood illness. At times, the diagnosis occurred
after an x-ray was ordered as the result of a very
painful leg or arm. Other times, in the case of a
brain cancer diagnosis, for instance, the x-ray
may have been ordered because of seizures or
extreme dizziness or headaches. Other times,
the diagnosis was the final result of a lengthy
process involving the parent and child returning
over and over again to the same doctor or time
and again to different types of specialists. What
made the time of diagnosis worthy of extensive
description and usually frustration and anger
was the sense that some parents had the feeling
at this time of “not being listened to.” Parents who
felt that their definition of the situation with
their child was ignored or their sense of respon-
sibility denigrated often described this as a painful
time. Parents emphasized that they knew their
children and cared about them more than any-
one else and, they reiterated, certainly more
than the doctors and nurses with whom they had
to argue to have their child’s needs taken seri-
ously. The time of diagnosis appeared to be a cru-
cial point for setting the stage in the ongoing
interaction between parents, child, doctor, and
other health care providers over the whole dura-
tion of the usually lengthy treatment. When par-
ents felt that their concerns were listened to
here, they seemed to be more able to develop and
maintain good relations with the medical staff
over the duration.

One mother, a nurse, felt sure that her child,
who had a swollen neck and other symptoms, was
seriously ill and had some sort of lymphoma.
The doctors said no but continued to test the
child for other possibilities for months. Mono tests
came back negative. The child was put on antibi-
otics. The mother kept insisting that the doc-
tors order a blood test for lymphoma, but the
doctor said, “No, it’s nothing.” Finally, after
repeated visits to the emergency room at the
hospital, her pediatrician, and a children’s out-
patient center, the mom insisted her child be hos-
pitalized. Then a CAT scan and neck biopsy were
ordered. Finally, her child was diagnosed with
leukemia.

Another mother felt that she “knew” that her
son had relapsed. The doctors insisted that he had
not, and she had to insist that she be taken seri-
ously. She said, “I am not leaving. I want an ultra-
sound and a CAT scan.” On the ultrasound, the
medical practitioner spotted the return of the can-
cer. The first thing that the doctor said in
response to the discovery was that a mother’s
intuition is stronger than science.

Another mother, again having watched her
once energetic and cheerful child become con-
stantly cranky and complain of pain and believ-
ing him to be seriously ill, probably with leukemia,
shared the following experience:

I said let’s phone the pediatrician, the fam-
ily doctor won’t have a hot clue as to what is
going on. My husband called the pediatrician
and said here is what is happening and here
is what my wife is suspecting. They said that
there is no way in hell, your wife is off her
rocker, do you know how rare that is and
what the chances are? How can she diag-
nose, she doesn’t know what she is talking
about, blah, blah blah. The next day was Sat-
urday and the next day was Sunday, and I kept
hearing those words in my head, and I was
just positive my child was dying. I finally con-
vinced my husband who phoned his old fam-
ily doctor who was close to retirement and
only worked 2 days a week and in an old
farmhouse. He had known my husband since
he was a little boy, and he had met me a few
times socially. My husband phoned and said,
“My wife suspects that my son has leukemia
and she is hysterical.” He said come right
over. We went over, and he examined Abby
for less than 5 minutes and left the room. He
came back and he said you know exactly
what this is, and I want you to go immediately
to the hospital. They are waiting for you
there. We were in shock as you can imagine.

In the following case, the mother had been tak-
ing her son to the general practitioner, then the
pediatrician, and finally an orthopedic surgeon.
Each doctor suggested that “it” was probably
nothing. In frustration, the mom finally started
to send notes to all the doctors detailing her
son’s symptoms.
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She sent us to an orthopedic specialist who
did order a bone scan. Danny went for the
bone scan, and they told me it was negative
after a number of days. I just got a message
on my answering machine, and that was it. By
this time, Danny wasn’t walking and was in
a tremendous amount of pain. He was pale,
and I just figured it was from the pain, and
he was pretty much immobile and wasn’t eat-
ing a lot. I finally got in touch with the ortho-
pedic surgeon. He said it was nothing, so I
copied my family physician. When my fam-
ily doctor got the note, she said I am not a
person who panics, so she immediately
arranged for me to see a pediatrician for a
more general assessment.

Another issue that a number of parents found
difficult was being told of the diagnosis, whether
after weeks or months of searching or after a
relatively immediate diagnosis by a doctor while
they were alone. “I was alone and as soon as he
phoned I sat down because the doctor doesn’t
phone you unless something is wrong.” Another
mother said the following:

The pediatrician called me at the house to
say that they had discovered a mass on his kid-
ney. I was standing in the kitchen and I sort
of lost it. I sat on the floor by the phone and
I went sort of ballistic. My younger son hung
up the phone for me. I don’t remember it.
He could have told us at the hospital.

Several parents mentioned that they were
upset because they felt the doctors avoided telling
them what they knew even when they had finally
worked out a diagnosis.

He said, “No, it’s a virus, don’t worry about
it” and that we were to come back in about
1 month. They ruled out anything major. In
his words, he said it is not leukemia. We went
down to the hospital at the beginning of Jan-
uary thinking we were going down for rou-
tine tests. We didn’t have a clue, and that is
when it all started. The day we went in there,
the doctor looked at us and said, “You do
know why you are here,” and we said, “Yes for
tests,” and she said, “I told the pediatrician
that called me that I was 95% sure that she had

leukemia.” To this day, I am furious with the
doctor because we were not prepared at all.

Another mother explained how difficult it
was to feel that she was kept in the dark even
though the health care team seemed to have
clear suspicions.

They sent her back for another bone marrow.
I panicked because they weren’t talking to me
and answering me why they had to send her
back. I thought, oh my God it is AML [acute
myelogenic leukemia]. Then, of course, I
went into that deep six nightmare world. I
filled in the blanks with “she is riddled with
cancer and it has metastasized all over her
body and she is dying for sure.” I had that all
figured out because nobody was telling me the
truth. The truth was just simply they didn’t get
enough the first time. Finally it came back
ALL [acute lymphocytic leukemia], and that
was good.

Another mother had this to say:

All she gave me was enough information to
terrify me without giving me one iota of
information about what was wrong with my
daughter. She gave me a whole night to stay
in this place. That was my big criticism. . . .
There seems to be a huge hesitancy to be the
one to break the news. Everybody scuttles
around you without making eye contact with
you. That was that.

The emotional and personal style of the doc-
tors (and nurses) was also noteworthy and con-
tributed, in the parents eyes, to the quality of their
experience and the highlights of their stories.
This was worth commenting on, as can be seen
in the following two short quotations: “He never
looked at me the whole time.” “The doctor told
us very calmly, very coldly, like a robot. I hated
him for that; he knows that.”

Contradictions and Confusion

Another issue that loomed large in the stories
of the parents was the contradictions and con-
fusion that parents experienced as they heard
from different members of the health care team.
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Whether it be different doctors on different days,
at different times of the day, different specialists,
doctors or nurses at different hospitals, different
nurses, or even differences between doctors and
nurses within the same hospital, parents were
frequently confronted with contradictory infor-
mation that they felt they needed to reconcile.
Sometimes, an opinion about their child’s health
or advice regarding medical care contradicted
what they had been told by the other health care
providers. At times, these contradictions seemed
to the parents to be life threatening.

Parents often felt that they had to be the man-
agers, mediators, and arbiters of the different
opinions offered to them by different health
care providers. Although they knew they lacked
expertise in pediatric oncology as well as in the
specific procedures used by their doctors and
nurses, they knew that they frequently were the
one constant figure in their child’s health care.
Furthermore, they felt they had to make decisions
about their child’s treatment. At times, these
decisions seemed to the parents to be critical. At
times, the contradictions about which the parents
had to make decisions seemed less immediately
significant. Even where the specific contradictions
appeared minor or trivial, they still served to
undermine parents’ confidence that the doctors
could be trusted to do the best for their child. For
example, one mother said,

The toughest thing is you are dealing with five
different doctors and you ask them five ques-
tions and you get five different answers. Every
doctor has his own approach. I was debating
the flu vaccine. I asked four doctors, and
four doctors gave me different answers. I
asked one of them to get together with the
others and figure it out and put it in writing
for every parent.

Also, there was poor communication, at times,
between departments. As one mother explained,

The doctor says she can have whatever she
wants to eat. Then you go to the dentist. I had
the page from the doctor that said she can
eat whatever, and then I got the dentist’s

page and it said you can’t eat gummy bears
or fig bars because they stick to your teeth,
and a week later she is put on a low bacteria
diet and I get another page that was contra-
dictory. The doctor said then don’t care
about the page the dentist gave you and then
you get screwed up. One of the big problems
they can have down the road is their teeth.
I have had really bad experiences with teeth.
I find they should have more policies. At
one point, I had three contradictory pages in
my hand, and I was just devastated, and the
Interlink nurse walked in and said, “What is
wrong with you?” and I said, “What am I sup-
posed to do, look at this,” and she looked at
the papers and said, “Wow.” She didn’t know
what to tell me. What am I supposed to do?
She can’t eat anything. Everybody is doing his
or her own thing, and we are not getting rid
of the information that we don’t need any-
more. They keep dumping it and dumping
it and we have to figure out what to do.

Another mother commented as follows: “One
person says one thing, and another person some-
thing else . . . [I wanted to know clearly] not nec-
essarily that the news was good but that it was clear
that we all were working in the same direction.”

Sometimes, parents’ concerns about com-
munication were related to working with two
different treatment centers or two different
departments at the same time—each with its
own treatment, protocols, and procedures. Fol-
lowing are two reflections of this concern:

I felt incredibly caught between the two cen-
ters. Each had its own procedures, rules and
regulations, protocols, and people. Some-
times they differed significantly from one
another. It was confusing and even scary.
I think that is a big issue. I felt I had to be the
one carrying information back and forth. If
these clinics are affiliated, I shouldn’t have
to maintain [communication]. I have enough
as a parent to deal with.

At times, the recurrent changes in staff within
one department led to worries in parents as they
heard contradictory information and witnessed
procedures done in very different ways or even had
to “get used to” a different interpersonal style.
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You develop a relationship with one oncol-
ogist, and all of a sudden you’re dealing with
different people [residents, interns, or other
doctors] all the time . . . it can be tough. It
is too bad there can’t be some kind of system
to ensure continuity.

At times, this worry arose from the feeling that
no one was ultimately responsible—or that the
parents did not know who was ultimately respon-
sible. This lack of consistency in treatment
providers reinforced for parents the feeling that
they were ultimately responsible. Three illustra-
tions follow:

It turned out everybody blamed everybody
else. The nurse said it was the pharmacy, the
pharmacy said it was the doctor, nobody
really told us why. . . . Something happened
and there was a mix-up somewhere. Nobody
wanted to take responsibility for it. I began
to feel quite frightened because we were
hearing these things from a porter, then
from the person in x-ray as opposed to a
physician. It was always left to the parent.
We had to answer the same questions over
and over with different doctors, in the same
hospital, in the same department, in differ-
ent departments at different hospitals.

Parents often felt that they were responsible even
though they lacked sufficient information to feel
comfortable with the level of responsibility that
they felt they had to assume.

Making sense of contradictions in medical
information, in treatment protocols, and in “rou-
tine” procedures in a situation where a parent is
focused on his or her child and his or her health
is very difficult. Parents felt the need to know what
was currently considered the best for their child
and why. They reported feeling frustrated when
they had to sort out differences of opinion
between doctors. They were not reassured by
medical uncertainty but felt that they could
understand it if it were explained as such. But
when each doctor acted toward the parent as if
he or she had the absolute/ultimate/true infor-
mation, and even if the “true” information was
contradictory to the “truth” as told to the parent

by another doctor or nurse (or other member of
the health care team), parents expressed frus-
tration.

A number of parents made suggestions to
make about ways to prevent the uncertainty
they experienced as a result of contradictory
information: 

I think more could be done to let people
know how things are organized and where
people fit in. At the beginning you know
half the people don’t know what kind of lan-
guage that you are talking about let alone
being given a book with protocol. Tell me
what a protocol is first. That was not done pro-
fessionally.

Along with frustration about contradictions
and confusions in various aspects of the treat-
ment, parents were also very critical of doctors
and nurses who gave information or treatments
that the parents later found to be in error.

I wasn’t crazy about the fellows. They were all
ultraconservative to a fault. I even missed a
Christmas with my family one year because
my sister’s kids had been exposed the day
before to chicken pox. I phoned and they said
you can’t expose her. The reality was there
was no question, there was no gray area here,
none. Those kids were not contagious for
another 10 days, and because of that she
missed Christmas. I could have wrung some-
one’s neck. Just to be on the safe side, I
didn’t want to get into trouble. It got to the
point where I totally disregarded everything
the fellow said. This is certainly not what I
coach the parents to do, but I got to that
point. I would phone them in and say, “Here
is your latest count, she has a fever, here is
how she is presenting, her nose is running,
it is green, she has a cold that is why she has
a fever, we are not coming in.” They would
say, “Now Mrs. H.,” and I would say, “We are
not coming in, and we are going to the pedi-
atrician tomorrow. I’m just letting you know.”
I would tell them. I had no time for them.
David was given a fairly serious overdose of
antibiotics, and it could have caused him
permanent damage. I felt to a large degree
it was because of poor communication
amongst staff members and things. . . . I
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can’t prove that, but that was my feeling. I
refused to go back there.

Getting the “Right” Amount of Information

Sometimes, parents felt they were given too
much, sometimes too little, sometimes confusing
or contradictory information. Parents differed in
the amount of information and the amount of
detail they want. Indeed, different amounts of
information are desired at different stages of the
diagnosis and treatment. Parents’ ability to com-
prehend and to remember information that is
given to them ebbs and flows throughout their
sojourn as parents of a child with cancer.

My imagination went way up. There are holes
left in the disclosure, when it is only partial
disclosure, there are holes in that disclosure.
Your mind wants to fill it with the worst night-
mare you can imagine. It was like a guessing
game. I asked a question and she told me
whether I was hot or cold. The implication
of this comment is that the whole story is
preferable to a partial version.

The actual time they come and your team
sits down with you, by that point we were so
terrified because Ashley had an IV in each
foot and arm. He is 2½ years old asking me,
“Mama what is going on, why is this hap-
pening?” I explained, “You have sick blood
dear, and they have to go to the blood store
and get you more.” He had transfusion after
transfusion after transfusion, infection: It
was a nightmare. Suddenly you are put into
a room with a medical team that means
exactly nothing to you. You don’t under-
stand what that means, and you are bom-
barded with information saying there is a
potential and probability of osteoporosis,
and there is potential and possibility of dam-
age to the heart muscle, on and on. I was try-
ing to absorb it, but how the hell do you
absorb—I didn’t even know what a blood
count was. I am a sociologist; I am not a biol-
ogist or a microbiologist or a blood techni-
cian. My background is social work and my
husband is environmental. We don’t have a
hot clue what other people were talking
about. We are not uneducated people. When
I think of the people on the floor with us, and
English was not their mother tongue. What
a nightmare. What about people with a Grade

10 education. We both have university edu-
cations and we didn’t know the hell what
they were talking about.

You had asked me was there stuff that I
had forgot, and certainly I think I forgot a lot
of it. I knew he had leukemia, but I couldn’t
have told you the first or second day what
kind of leukemia he had. They told me after
they did the bone marrow, but I found ini-
tially there was so much information, and it
was really, really, overwhelming. You are deal-
ing with your emotions, you are dealing with
your child’s emotions, you are trying to stay
in the hospital, you are trying to come to deal-
ing with the treatments and the tests and
your fears about what is going to be involved
in treatment. There is just so much infor-
mation that you are presented within such a
short time that it is really, really hard to
remember it and deal with it. It is really
important that you have opportunities from
either the doctor or nurses to go over that
information as many times as you need to.

A few parents were frustrated by the unwill-
ingness of a doctor to discuss certain things.
According to the parents, doctors were often
reluctant to discuss the causes of childhood can-
cer. “They didn’t encourage it [talk about the
cause of the disease]. They would abruptly end
the conversation and go on to something else.”

Good Communication

At times, parents described communication for
which they were grateful. Then, their praise was
extravagant. What parents appeared to be thank-
ful for was compassion, clarity, and hope.

The nursing staff was really good. When I had
the first talk with the doctor after the bone
marrow had confirmed beyond a shadow of
doubt that it was leukemia, the nurse was
there and she came back after and talked. She
was really good, and she got me informa-
tion to read, and said if you want it, here it
is, and if you don’t want it, that is fine too.
She was available to answer questions and
stuff so that was really good.

They were very good. I remember the
very first night when we were admitted, it was
really late, and the nurse that was on was
very compassionate. I still remember her say-
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ing they found a room for my mother because
I couldn’t sleep and we had been up most of
the night talking, and the nurse said, “We just
don’t treat children, we treat families.” That
was very evident in her attitude and the way
she went about things.

They [the nurse] were phenomenal. They
were our lifeline. They were wonderful and
they were compassionate. They were caring,
genuine and always available. . . . When the
doctor would leave the room and we would
say, “What the hell was that, what did he say?”
the nurses would sit with us.

Two other mothers said the following about
doctors:

He was great. He was one of the good news
communicators, and he did it right. He came
to us, and he said the same thing. He did
another CBC [blood test] on her and said OK
we wanted to do the blood test ourselves,
and they do another step beyond what the
pediatricians do. He said, “We need to con-
firm these, but I am telling you right now that
it is leukemia.” He was factual. Right away he
said we can cure leukemia. There was the dis-
closure and there was the hope.

We lucked out with a pretty awesome
oncologist. He came with his coffee, and the
good news was he was speaking in laymen’s
terms. He told us before he started that we
would forget 90% of what he just said. We
were to feel 100% comfortable he said by call-
ing as many times [as we needed] to make it
sink in even if it takes years. And he said, “You
can call me back six times to ask the same
questions.” He was pretty great about that. He
said to take notes if you need to take notes,
but he was pretty great. We were shocked
that it was a 3-year protocol. Other than that
piece of news, we were actually quite up for
it. We were OK. We weren’t bummed by it;
it was OK, let’s go. We were like that for 3
years actually. We had the protocol up on the
fridge, and every time she went to the next
stage, we would cross it off, and it was a turn-
ing point.

Parents expressed relief when the usual con-
tradictions did not happen. Parents commented,
in surprise and gratitude, because two different

parts of the hospital (eventually) began to share
data. For example,

Actually, the two disciplines within the hos-
pital were wonderful because they got to the
point where they said, “Why do we need two,
we don’t really have to do the test twice. As
long as we see the film.” In fact, oncology took
over and has taken over her main care, but
urology always wanted to see her films. . . .
We would have a film done for oncology,
then I would just go down and find her urol-
ogist, and he would slip them on the screen
and go through them with me and say, “OK,
this looks fine.”

Feeling Listened To

An underlying issue at all stages from the time
of seeking the diagnosis through the various
stages of treatment was that parents felt they had
to and often wanted to take a great deal of respon-
sibility for their child’s treatment, but if they
were not listened to, if their concerns and ques-
tions were ignored or denigrated, they expressed
anger and frustration. They felt that on one
hand, they knew their children and their ups
and downs better than anyone on the health
care team, and at the same time they knew that
the medical care team was depending on them
for parenting and medical work both in the hos-
pital and at home. They knew that they were rel-
evant and necessary for all the home medical care
they were responsible for, including ensuring
that their child take a multitude of pills every day,
eat and drink even when feeling sick, and so on,
as well as a myriad of in-hospital tasks, such as
encouraging their child to hold still for a finger
prick or for an IV insertion or even at times help-
ing to “hold a child down” to enable the health
care worker to give one treatment or another.
They felt they ought to have a voice in decisions,
in questions, in suggestions, and in protecting
their children. One illustration of this theme
follows:

They have to listen to us. You ask most peo-
ple whose kids have relapsed and the parents
are the ones who know first; they don’t want
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to believe it but they know. Every time Mikey
was going to have a problem, I knew it; I
predicted it every time. Every time he had
pneumonia, I knew before the damn counts
would show and the lungs would develop. I
knew because he was my child and he came
from my body. I know this child. I really think
that it would help the medical team, espe-
cially in light of the cutbacks—the fact that
nurses are run ragged, to allow the parents
to participate more in the care of the child.
To listen to the parents, we are experts on our
child. We are not oncologists or scientists, but
we know those children.

Discussion

This research is based on narrative accounts
of defining moments in the lives of parents whose
children were diagnosed with cancer. The cen-
tral concern expressed by parents and articu-
lated with respect to what we are calling
“communications issues” is a paradox within
which they are embedded. This is the paradox
inherent in the fact that the parents both have
and do not have responsibility and authority for
their children and how they are treated in the
medical care system. On one hand, the parents
feel they know their children better than the
medical care providers do, but on the other
hand, they do not know medical oncology, its sci-
ence, or its practice. Thus, they are dependent
on the medical experts. The medical experts,
on the other hand, know pediatric oncology and
pediatric oncology nursing, but they do not know
or care for the individual children in the same
way or to the same extent as their parents do.
Moreover, parents are necessary for the efficacy
and efficiency of their work. The health care
team depends on parents from the stage of diag-
nosis on, not only for the obvious at-home prac-
tice of pediatric oncology nursing (ensuring the
children get to appointments, take their
chemotherapeutic drugs, and so on) but often-
times even in the hospital for child minding,
child management, monitoring symptoms, and
taking tests and treatments.

There were a number of issues that were men-
tioned as salient by many parents. This article dis-

cusses and illustrates the chief concerns raised by
the parents in regards to communication issues
including getting the diagnosis, negotiating con-
flicts and contradictions, getting the right amount
of information, good communication, and feel-
ing listened to. The available results lend cre-
dence to other research that has found that
contradictory and conflicting information is
“stressful” (Mercer & Ritchie, 1997) to parents
who have children with cancer, as are omissions
in information (Burke, 1999) and the lack of
continuity and coordination of information
around treatment centers and departments
(Selleck et al., 1996).

There are three areas in which this article
makes a contribution: the substantive literature,
the methodological literature, and broader the-
oretical issues. First, with respect to the substan-
tive literature, the research documents that there
is a crucial paradox in the ways that parents
whose children have cancer deal with their med-
ical care team. It has a significant impact on how
they talk about the whole experience of child-
hood cancer. From the perspectives of these par-
ents, there are a myriad of lessons to be learned
and issues to be addressed with respect to clari-
fication regarding this paradox. Enhancing the
quality of communication is one aspect of deal-
ing with the contradictions in the power, author-
ity, and responsibility experienced by parents.
The research literature concerning the experi-
ences of parents focuses predominately on the
measurement of stress, anxiety, depression, and
other psychopathologies among parents
(Grootenhuis & Last, 1997). To a large extent, it
fails to examine the complexity of potential prob-
lems that arise, not from the pressures of the dis-
ease itself but rather from difficulties that parents
face in their dealings with health care providers.
It is as if the research literature is based on the
assumption that the stress of the disease itself can
be expected to cause serious psychosocial diffi-
culties for parents. However, what this article
suggests is that although the diagnosis itself is
most likely an independent source of stress and
sadness, clarity about the mutual responsibili-
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ties and authority, too, may moderate or add to
the stress. Parents noted and remembered exam-
ples of what they considered to have been help-
ful communication and what they felt to be
difficult communication. Substantively, this find-
ing points to the value of further research on com-
munication, responsibility, and authority among
health care providers and between health care
providers and parents. In particular, further
exploration of what “good” communication and
“feeling listened to” consist of as well as a portrayal
of the difficulties parents experience is suggested.

There are also methodological issues that arise
from this study. Much of the research in parental
adjustment has been positivistic in nature. It has
sought to measure, using standardized instru-
ments, the adjustment difficulties of parents
within this situation and compare them to those
of other adults. Useful as it is to know that par-
ents often suffer when their children are faced
with a life-threatening situation, this research
needs to go much further in terms of examining
contexts and meanings. The methodology used
in this article seeks understanding of parental
experience from another paradigm, one that
assumes that parents are the experts in the knowl-
edge of their experience and, as such, need to be
authorized to speak with authority on the nature
and perceived causes of their experience. Giving
voice to the parent or patient is a way of “study-
ing” them that allows a possibility of their critique
of expert knowledge. Basing the definition of the
situation on that of parents challenges and illu-
minates the conceptual limits of earlier posi-
tivistic work done by service providers. It enables
expansion into the categories of knowledge and
relevance that are a part of the cultural con-
structions of parenthood. The parental voice in
this type of research is not just the voice of the
victims (as it tends to seem when the perspective
is that of service providers) but also the voice of
actors who are making sense of experiences and
identifying issues from the parental perspective.
It is because of the use of a qualitative method
and the reliance on the perspective of the par-
ents’ stories that the focus on the central para-

dox emerged. Methods that are grounded in the
voices of the participants are more likely to pro-
vide relevant direction for further research and
policy and program stages, particularly at the
exploratory stage.

Theoretically, the article suggests the impor-
tance of moving beyond the image of the psy-
chopathology of the parent to a focus on the
strengths, expectations, knowledge, and desires
of parents when their children are diagnosed
with cancer. The parents’ descriptions of the
frustrations and satisfactions in dealing with the
medical care team point to their resilience in the
face of hardship. This reaction, as well as the
problematic reactions, needs to become the focus
of research in the literature in pediatric oncol-
ogy. Parents are active in identifying aspects of
their experience of communication that caused
problems for them. They portray themselves as
advocates for their children and for what they
believe to be desirable communication strate-
gies that would have made their experience eas-
ier. Whereas the literature to date on parents
whose children have cancer tends to adopt a
model of psychopathology within which to view
parental experience, this study supports a turn
to a resilience model. Theories of resilience
emphasize how it is forged through adversity.
“Resilient families respond positively to these
conditions in unique ways, depending on the
context, developmental level, interactive com-
bination of risk and protective factor, and the fam-
ily’s shared outlook” (Hawley & de Haan, 1996,
p. 293).

Conclusion

Parents whose children have had cancer con-
sider relations with and among medical and nurs-
ing staff to be significant determinants of the
quality of their experiences. They consider them-
selves to be responsible for their children and
their children’s health. They see themselves as
advocates and caretakers for their children. They
feel they need to know and to understand what
is supposed to happen to their child in treat-
ment. Sometimes, they fear that they do not have
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an adequate level of information for the respon-
sibility they feel, and sometimes they feel that they
have crucial information and insight that doctors
and nurses ignore.

They want and need consistent and clear infor-
mation, their questions answered, and their
knowledge, views, and even intuitions treated
with respect. Rather than focus on the psy-
chosocial adjustment and coping of parents just
because they have a child with cancer, it is impor-
tant to observe and build on the strengths and
the perspectives of parents. Rather than assum-
ing psychopathology, a preventive approach
would take the critiques of the systems seriously
and begin to study them systematically.

Limitations

There are a number of limitations to this
research. In the first place, because it did not
explicitly intend to study communication, respon-
sibility, or authority issues among parents whose
children have cancer but rather the parents’ sto-
ries of what they considered to be important
issues, it has not delved deeply in a systematic way
into the frequency of the communication issues
raised or their generalizability. The findings
reported here were heuristic. They point to the
significance of further research into this aspect
of the relationship between parents and the med-
ical care system. Furthermore, these stories are
from the perspective of just one parent in a
parental dyad (all parents in the study had part-
ners). This ignores the (perhaps) differing views
of the other parent who may have been involved
in the interactions described. A much fuller pic-
ture would necessitate that attention be paid as
well to the stories of the children or young peo-
ple with the medical system personnel. Of course,
the perceptions of the medical team also needed
to be examined. In addition, this research does
not pay systematic attention to the difference in
gender, age, ethnicity, education, or income,
among other very important social attributes,
that would affect communication and its under-
standings. These data are, as well, retrospective

data as they are based on interviews with parents
after their child had been diagnosed with cancer.
For some parents, the diagnosis was as long ago
as 5 years; for others, it was much more recent.
Regardless, parents are depending on their mem-
ories to relate what they consider to be significant
events.

Paradoxes regarding responsibility, authority,
and communication are among the most impor-
tant concerns raised by parents. It is fundamen-
tal to their sense of security regarding the
well-being of their children. It is also a dialectic
event in that parental communication strategies
and abilities elicit particular responses from par-
ticular health care providers. Parents are not
innocent bystanders here. They create commu-
nication at the same time as they are recipients
of communication. It is a mutual relationship.
Thus, all we have here is the perspective of one
half of the mutuality without any information
about an understanding of the context out of
which this perspective arose. A more credible
portrayal would require the observation and
understanding of the context and mutuality, per-
haps via a participant observation study.

The sample of parents here is small. It does not
represent all parents, even all parents in the
province from which this sample was drawn.
Most were parents who were in touch with local
support groups even though they were not all
active members. There is evidence that parents
who join parent support groups tend to be more
educated and of generally higher socioeconomic
status than parents who do not belong to such
groups. These features of the sample mean that
the findings cannot be generalized. Moreover, the
data collection method itself limits generaliz-
ability. The data were collected by a mother
whose child had cancer. An interviewer who had
a different background in terms of childhood can-
cer and also with respect to age, gender, class, edu-
cation, ethnicity, and so on might have elicited
somewhat different responses. The semistruc-
tured interview protocol, too, might very well
have elicited differing stories from the parents at
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other times during the course of treatment or
even more mundanely on differing days of the
week or month or at different times of the day.

This research, then, should not be read as
representative of the views of all parents whose
children have cancer. Rather, it is to be under-
stood as one story of parents at one point in
time and place. It does, however, suggest some
of the important issues in relation to the parents’
feelings of being heard and listened to, the pro-
vision of consistent information across experts,
and “warmth” or humanness in communicating
bad news. These very tentative findings need fur-
ther and more systematic research with larger
samples.
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