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Introduction

Falliative Care in Pediatric Oncology is a novel textbook intended for all
clinicians caring for children with advanced cancer. Several concepts are
important to understanding this text, beginning with the definition of pallia-
tive care. According to the World Health Organization, palliative care is an
approach that improves the quality of life of patients and their families facing
the problem associated with life-threatening illness, through the prevention
and relief of suffering by means of early identification and impeccable assess-
ment and treatment of pain and other problems, physical, psychosocial, and
spiritual. Optimal care of children with cancer involves the individualized
blending of care directed at the underlying illness and the physical, emo-
tional, social, and spiritual needs of the child and family with continuous
reevaluation and adjustment.

Importantly, palliative care is not a phase of care and the term “palliative”
should not be used to imply that a child’s cancer is incurable. Misuse of the
term “palliative” to imply a phase of care creates barriers to integrating a pal-
liative approach into the care of all children with advanced cancer. Indeed, as
editors, we would favor eliminating the use of the terms “curative intent” and
“palliative intent” to describe cancer-directed therapies. Experience and
research suggest that however cancer treatments are labeled; families con-
tinue to hope for cure, life extension, and even a miracle, up until their child’s
very last breath. Using these labels often serves to convey prognosis in a
rather “short-hand” manner, rather than using optimal communication strate-
gies as described in Chap. 4. Cancer-directed therapy labels should reflect
family goals of care which typically fall into one of three approaches to help-
ing the child to (1) live as long as possible, (2) live as long as possible and as
well as possible, or (3) live as comfortably as possible. Needless to say, these
goals evolve over time, depending on the child’s illness outcome.

Notably, this textbook was written by oncology clinicians in collaboration
with palliative care clinicians and this approach models how these subspe-
cialists can effectively work together. Importantly, pediatric oncology clini-
cians all need to know basic, “primary” palliative care. Palliative care
specialists should be invited into the care of children and families with more
complex suffering to provide an added layer of support.

Falliative Care in Pediatric Oncology comprehensively covers the epide-
miology of suffering in childhood cancer and the impact of distress on the
child, families, the community, and the clinicians who serve them. The text
emphasizes the critical role of the primary interdisciplinary oncology team
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Introduction

and collaboration with a palliative care team, when indicated. Communication
is a fundamental procedure in palliative care, an intervention that when opti-
mally employed can facilitate easing suffering and enhancing well-being.
The text also discusses the integration of cancer-directed therapy in pediatric
advanced cancer as well as palliative care in stem cell transplantation.
Individual chapters also focus on the various domains of distress including
physical, psychological, spiritual, and social. Some children with advanced
cancer do face end of life, and thus the text also focuses on this critical period
of care as well as support for families in their bereavement. The text ends
with a focus on caring for ourselves as clinicians as we care for children with
advanced cancer and considerations about needed innovations to better sup-
port children with advanced cancer and their families.

It is our hope that this text provides an added layer of support to clinicians
working with children with advanced cancer and their families. It has been a
privilege working with such a talented group of authors in service to enhanc-
ing the well-being of children with advanced cancer and their families.



Epidemiology of Suffering
in Childhood Cancer

Alisha Kassam, Kimberley Widger,

and Franca Benini

1.1 Epidemiology of Advanced

Cancer in Children

Survival rates for childhood cancer in developed
countries have steadily improved over the last
few decades from 58% in the mid-1970s to over
80% today (Fig. 1.1). These increased survival
rates are due to high participation rates in large
international collaborative clinical trials together
with improvements in cancer-directed therapies
and supportive care (Hudson et al. 2014).
Despite the tremendous progress in treating
pediatric malignancies, 20% of children with can-
cer will still die from their disease. As such, death
from cancer remains the leading cause of
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non-accidental death in children (ages 1-14
years) (Fig. 1.2). Figure 1.3 shows the distribu-
tion of childhood cancer deaths by cancer type.
Leukemia accounts for a third of all cancer-
related deaths, followed by central nervous
tumors and neuroblastoma (Pizzo et al. 2011;
Pizzo et al. 2016).

Pediatric cancer is a family illness (Patterson
et al. 2004). Apart from the physical impact of the
disease and its treatments on the ill child, there is
also an emotional, social, and spiritual impact on
the child, parents, and siblings (see Case 1).
Particularly when a child dies, the experience may
impact on the health of family members for many
years to come. Much of the research to date are ret-
rospective accounts primarily from parents as
opposed to hearing from the ill child or siblings
directly. As well, much of the research is more qual-
itative in nature or involves small sample sizes mak-
ing it a challenge to determine the prevalence of
distress and suffering in family members.

1.2 Prevalence and Patterns
of Suffering in Children

with Cancer

Children with cancer experience physical, emo-
tional, social, and spiritual suffering as a result of
the disease process, treatments for the disease,
and treatment-related side effects. Not surpris-
ingly, compared with children who have survived

J. Wolfe et al. (eds.), Palliative Care in Pediatric Oncology, Pediatric Oncology,
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childhood cancer, children receiving cancer-
related treatments have significantly higher mean
scores for depression (49.0 vs. 45.9), anxiety
(49.5 vs. 46.2), pain interference (50.2 vs. 44.7),
and fatigue (52.9 vs. 43.8) and significantly lower
scores for peer relationships (45.4 vs. 52.1)
(Hinds et al. 2013). When there is disease pro-
gression, prospective parent-proxy reports of

quality of life indicate in the last 6 months of life
children had significantly worse physical health,
more pain, and more fatigue compared to those
who survived more than 6 months, while there
were no significant differences in emotional or
social functioning (Tomlinson et al. 2011).
Wolfe et al. (2000a) were the first to report a
high symptom burden and substantial suffering
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Fig. 1.3 Childhood @ Percent of Children
cancer deaths by cancer
type in children and
adolescents 0—19 years Soft tissue tumors
of age, 2006
Bone tumors
Liver tumors
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Other
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Fig. 1.4 The degree of
suffering from common
symptoms in the last month
of life. The percentage of
children who, according to
parental report, had a specific
symptom during the last
month of life and who had “a
lot” or ““a great deal” of
suffering as a result. Adapted
from Wolfe J, Grier HE, Klar
N, Levin SB, Ellenbogen JM,
Salem-Schatz S, et al.
Symptoms and suffering at
the end of life in children
with cancer. N Engl J Med.
2000; 342(5):326-33

100 —

Percent of Children

in children who died of cancer. The proportion
of children who, according to their parents, had
a specific symptom during the last month of life
and the proportion who suffered from the symp-
tom are shown in Fig. 1.4. The most commonly
reported symptoms were fatigue, pain, and dys-
pnea. Other prevalent symptoms included poor

I Symptom Prevalence
I Suffering

appetite, nausea and vomiting, constipation, and
diarrhea. Worryingly, 89% of children experi-
enced at least one symptom from which, based
on parental report, they suffered “a lot” or a
“great deal.”

The finding of a high prevalence of symp-
toms in children with advanced cancer has been
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replicated over the last decade in studies across
the world (Heath et al. 2010; Jalmsell et al. 2006).
Health et al. (2010) examined the symptoms and
level of suffering among Australian children with
cancer at the end of life. They found that 84% of
parents reported their child had suffered from at
least one symptom in their last month of life.
Pain, fatigue, and poor appetite were the most
common. Similarly, Jalmsell et al. (2006) found a
high prevalence of symptoms reported by parents
of Swedish children with advanced cancer includ-
ing fatigue (86%), reduced mobility (76%), pain
(73%), and decreased appetite (71%). Symptoms
like depression (48%) and anxiety (38%) were
reported to a lesser degree (Jalmsell et al. 2006),
while a study in the USA found higher preva-
lence of depression (65%) and anxiety (48.3%),
along with fear (49.2%) and sleep disturbance
(60%) during the last month of life from the per-
spective of bereaved parents (Friedrichsdorf et al.
2015). In Germany, bereaved parents indicated
that 65% of children with cancer experienced
severe suffering from pain and 63.6% from nau-
sea during the last month of life; however, the
majority (72.3%) of parents felt that their child
was happy, in a good mood, and peaceful during
the same time period (von Liitzau et al. 2012).

The above studies evaluated symptoms in
children with any cancer diagnosis; however, the
underlying malignancy can influence the symp-
tom profile. In addition to the common symptoms
of pain, fatigue, and dyspnea, children with
hematologic malignancies may also experience
bleeding, coagulopathies, and symptoms of ane-
mia. Children with central nervous system tumors
are at risk of seizures and symptoms related to
increased intracranial pressure. Children with
solid tumors may experience symptoms related
to compression of vital structures by the tumor
such as bowel obstruction or spinal cord com-
pression. The oncology team must be familiar
with the symptoms of the underlying malignancy
in order to provide anticipatory guidance to fami-
lies. Preparing children and families for what
symptoms to expect as the child’s disease pro-
gresses, and educating them on how they will be
promptly managed, can mitigate much of the suf-
fering and distress.

In order to accurately understand the symp-
tom experience of children with cancer, it is vital
to also hear the perspective of the child when
developmentally appropriate. Unfortunately, the
majority of available literature about the symp-
tom experience of children is based on clinician
and parent observations (Hinds et al. 2007). A
review article published in 2007 found that less
than 17% of the published data about the end of
life in pediatric oncology patients included actual
patient reported outcomes (Hinds et al. 2007).
The largest study to prospectively describe
patient reported symptom distress in children
with advanced cancer was published in 2015
(Wolfe et al. 2015). Symptom prevalence and dis-
tress observed in these children are shown in
Fig. 1.5. Common physical symptoms reported
by children with advanced cancer were pain
(48%), fatigue (46%), and drowsiness (39%),
while the most common psychological symptoms
were irritability (37%), sleep disturbances (29%),
nervousness (25%), sadness (24%), and worrying
(24%). Pain was the most common highly dis-
tressing symptom. Similar to previous studies
that have relied on parent report, symptom preva-
lence and distress were worse in the last 12 weeks
of life. Children who experienced a recent dis-
ease progression or received moderate or high-
intensity cancer therapy reported worse symptom
scores.

While prevalence cannot be determined, some
of the most poignant accounts of the suffering
associated with having cancer come through
qualitative research that include interviews with
children and adolescents (Hurwitz et al. 2004;
Weaver et al. 2016) or analysis of diaries or web-
sites created by children living with or who have
died from cancer (Suzuki and Beale 2006;
Flavelle 2011). Table 1.1 includes a selection of
quotes from these studies that highlight the
experience in terms of symptoms, the desire to
protect friends and family from the experience,
and the thoughts about the future.

The research to date both from the child’s per-
spective and through parent-proxy reports
strengthens our understanding that children with
advanced cancer experience distressing symptoms
throughout their disease course and especially at
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Panel A
Full Cohort PQ-Surveys

Panel B
Subgroup of end-of-life PQ-Surveys

Image issues

Difficulty concentrating
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Sleep disturbance 19% A
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Fig. 1.5 Symptom prevalence and distress observed in
104 children with advanced cancer who completed 920
PQ surveys during 9 months of follow-up (a) and in the
subgroup of 25 children who died and had completed 73
PQ surveys in the last 12 weeks of life (b). Adapted from

Wolfe J, Orellana L, Ullrich C, Cook EF, Kang TI,
Rosenberg A, Geyer JR, Feudtner C, Dussel V. Symptoms
and Distress in Children with Advanced Cancer:
Prospective  Patient-Reported Outcomes from the
PediQUEST Study. J Clin Oncol. 2015; 33(10):1928-35

Table 1.1 Quotes from children and adolescents about the cancer experience

Symptoms

“They ask you, ‘you feeling any pain.” You know? Some people like to be macho...like, at the beginning I was kind
of like that but I know it’s...I have to tell them what’s going on so they can help me more” (Weaver et al. 2016, p 4)

“Today was the worst out of all of them, my bone marrow biopsy. It feels like getting a tooth drilled without any
pain meds except in your hip instead of your mouth. And afterward if feels like you fell down the stairs and landed
on your ass really hard” (Suzuki and Beale 2006, p 157)

“Don’t know if I want Emmie here. Sure, I love hanging out with her and just chillin’ but I don’t want her to see me
like this either. I don’t wanna get really mad at her cause I'm in pain or don’t wanna sleep the whole time she
visits” (Flavelle 2011, p 31)

“I think my spirits are getting low. I know they’re getting low but I think I may be getting to a point where I’'m
getting depressed. It sucks” Flavelle 2011, p 29)

Protecting others

“I’ve had a lot of people compliment me on the way that I've been handling this ... Well, I'm a good actor. This is
the truth. I am scared, angry, and sad. All this positive (sic) stuff is mainly for my family and friends ... What kind
of messed up thing did I have to do to have God slap me in the face like this” (Suzuki and Beale 2006, p 157)

“That hard time is a seeing that my friends and family want to stress more. I am often trying to take things from

them such as take the stress from them. So, that’s personally what I try to do, to take away other people’s stress and
worries” (Weaver et al. 2016, p 4)

“I mean, I understand like being upset and not wanting to talk...but you just got to be like you were before, happy
and respectful” (Weaver et al. 2016, p 5)

(continued)
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Table 1.1 (continued)

Thoughts about the future

“Because your cancer, not all cancers, but it can take you away and you never know when you’re going to get taken

away” (Weaver et al. 2016, p 5)

“I understood very strongly that in order to die, you must first melt away physically. I had seen it happen to many
other children. Kids who ate did not die. Therefore I ate; no matter how much my throat hurt or my gums bled. I
would eat and throw it up, and then I would eat again” (Suzuki and Beale 2006, p 157)

“They had 3 different options, so I went with number 2. I do think they could have explained it better... the first
time I heard it, it was pretty much, “You’re going to die, and we can prolong your life, but you’re going to die.”...
but then it was explained over and over again, and I know it is not the truth. I might die, there’s a very big chance of
that, and I'm scared of that, but there are people who make it, and I'm hoping I'm one of them” (Hurwitz et al.

2004, p 2144)

“I think the tumor is growing REALLY fast or the swelling has gotten worse ... Maybe I just need more drugs. I
don’t really want to be on more drugs. Each time I go up a drug or get a new one makes me wonder who’s winning.
All T can do is get chemo and radiation and hope for the best. I pray every night for some strength and the strength

to get through this” Flavelle 2011, p 31)

the end of life. This research highlights the need
for comprehensive assessment of symptoms and a
good understanding of typical worries and experi-
ences in order to intervene appropriately to both
prevent and address suffering in children and ado-
lescents with cancer.

1.3 Prevalence and Patterns
of Suffering in Parents

of Children with Cancer

Regardless of disease outcome, the diagnosis and
subsequent treatment of childhood cancer have a
significant emotional impact on parents, which
may result in poor psychosocial outcomes that
may in turn impact on the well-being of the entire
family (Patterson et al. 2004; Rosenberg et al.
2014). Posttraumatic stress disorder is evident
across both bereaved and non-bereaved parents
after childhood cancer; however, the prevalence
is quite different with non-bereaved mothers’
rates at 20% versus fathers’ at 13%, while
bereaved mothers’ and fathers’ rates were 53%
and 33%, respectively (Norberg et al. 2011). For
parents of children with advanced cancer, 50%
experience high levels of psychological distress
(Rosenberg et al. 2013). Distress levels were
higher when parents felt that the ill child also had
significant emotional suffering or the family was
experiencing financial hardships. Levels of dis-
tress were lower when parents reported goals of

care that aligned with their understanding of the
child’s prognosis (Rosenberg et al. 2013).

In a systematic review of quantitative research
with parents of children who died from cancer,
higher rates of anxiety and depression were evi-
dent compared with population norms or non-
bereaved parent samples across three studies
(Rosenberg et al. 2012). Other included research
identified prolonged grief, poor physical and psy-
chological health, and lower quality of life in
bereaved parents. Factors associated with poor
outcomes included the length of time the child
received cancer treatment, with less than 6
months or more than 18 months being more dif-
ficult, the child having received a stem cell trans-
plant, death in the hospital, little preparation for
death, economic difficulties, and the child’s qual-
ity of life (Rosenberg et al. 2012). The length of
follow-up varied widely across the included stud-
ies from 1 month to 9 years after the child’s death.
One study with longer follow-up indicated that
outcomes were worse 4-6 years after the death
but then improved between 7 and 9 years after the
death (Kreicbergs et al. 2004).

Despite the negative outcomes highlighted,
some research also identifies positive outcomes
for parents following the death of a child par-
ticularly in the areas of relationships, increased
appreciation for life, greater empathy for others,
and enhanced spirituality (Gilmer et al. 2012;
Lichtenthal et al. 2013). The impact of a child’s
death on parents is clearly linked to relation-
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ships with health professionals and aspects of
care that are provided both before and after the
death (Kreicbergs et al. 2005; Snaman et al.
2016a, b), highlighting opportunities for health
professionals to support parents and foster more
positive outcomes. The responsibility of institu-
tions that cared for children prior to death to
continue to provide care to the family after the
death has recently received greater attention in
the research literature (Snaman et al. 2016b).
The importance of this ongoing connection is
highlighted in Case 2 through the comments of
bereaved parents.

Prevalence and Patterns
of Suffering in Siblings
of Children with Cancer

14

Cancer and its treatment are generally unpredict-
able. Parents report living day by day and not
making plans more than a day or two in advance.
Sudden changes in the child’s condition impact
parents’ ability to attend special events in their
own lives or in the lives of the siblings. The ill
child’s needs must take priority leaving siblings
feeling jealous, anxious, and insecure (Sidhu
et al. 2005). In a systematic review of research
about the psychosocial adjustment of siblings
throughout child’s cancer treatments, 65 papers
were identified. Overall, findings indicated that
siblings struggled particularly in the first 3
months after diagnosis with increased levels of
fear, sadness, helplessness, worry, anger, and
guilt as well as some evidence of posttraumatic
stress symptoms (Alderfer et al. 2010). Findings
from most studies indicated that siblings did not
demonstrate psychiatric symptoms such as anxi-
ety or depression. However, quality of life scores
were lower than normal limits for at least the first
year after diagnosis but returned to normal levels
at 2 years (Alderfer et al. 2010). In some of the
included studies, gender and age played a role in
the degree and type of distress with females
showing more difficulties overall, school-age
children having more challenges with physical
quality of life, and adolescents having more anxi-
ety and overall lower scores for quality of life

(Alderfer et al. 2010). More recent research also
highlights the influence of the child’s age and
developmental stage on the prevalence and pat-
terns of distress with younger bereaved siblings
tending to express grief through temper tantrums
and irritability, while adolescents tended to have
more difficulty in school and engage in risk-
taking behaviors (Barrera et al. 2013).

In a study of bereaved siblings an average of
12 years after a child’s death from cancer, only
about a quarter reported ongoing psychological
distress (Rosenberg et al. 2015). For the majority
of these siblings, anxiety, depression, and the use
of alcohol or illicit substances increased in the
first year after the death but over time returned to
what it was prior to the child’s diagnosis
(Rosenberg et al. 2015). Similarly, Eilegard et al.
(2013) found little differences in the prevalence of
anxiety and depression when comparing bereaved
siblings and age-matched non-bereaved siblings,
2-9 years after the death. The areas where there
were differences between the two groups included
sleep, maturity, and self-esteem with bereaved
sibling reporting more difficulties with sleep and
lower levels of maturity and self-esteem.

In a study, of 39 siblings, 44% felt they had
experienced changes in their personality follow-
ing a child’s death from cancer, while 61% and
54% of their mothers and fathers reported per-
sonality changes in the sibling. The changes were
both positive and negative with some becoming
more compassionate and mature, while others
reported being more withdrawn, fearful, sad, or
angry. Interestingly, siblings tended to report
more of the positive changes in themselves, while
the parents tended to report more of the negative
changes (Foster et al. 2012).

In one study, one third of 39 participating sib-
lings indicated that their experience impacted on
their relationships with friends. Some found it
difficult to relate to their friends as they could
not understand what the experience was like.
Others found new groups of friends, sometimes
becoming close to the deceased child’s peers
(Foster et al. 2012). In another study with 58 sib-
lings, a majority (82%) reported that their rela-
tionships with others were not negatively
impacted by the illness with median scores for
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social support similar to scores from the general
population 12 years after a child’s death from
cancer. However, for the subset who did feel that
relationships were negatively impacted during
the illness, the effects were long lasting as, even
12 years later, reported levels of social support
were significantly lower in this subset than in the
larger group of participants (Rosenberg et al.
2015). Age at the time of the child’s illness had a
significant impact on long-term social support
with those who were aged 13 years or more at
the time of the illness experiencing greater diffi-
culties over the long term (Rosenberg et al.
2015). Similarly, in a systematic review, Alderfer
et al. (2010) found that across the included stud-
ies, measures of social functioning were no dif-
ferent than norms on mean scores, but a larger
than expected subgroup fell into the clinical
range for social difficulties.

For siblings in particular, it seems that the
experience of living with a child with cancer and
then experiencing that child’s death has both pos-
itive and negative impacts in all aspects of their
life. Distress is most prevalent in the first year
after the death; however, the majority of siblings
are able to work through their experience in a
positive way. Unfortunately, some continue to
struggle long after the child’s death. An impor-
tant consideration is how to identify siblings who
are struggling or who are most likely to struggle
so that additional supports can be put in place.

1.5 Addressing Suffering

For many parents, treating their child’s symp-
toms is as important as treating their child’s dis-
ease (Nass and Patlak 2015). Parental perception
of poor symptom control at the end of life can
lead to parental distress years after a child’s death
(Kreicbergs et al. 2005). Unfortunately, effec-
tively managing symptoms at the end of life for
children with cancer remains a challenge. A land-
mark study by Wolfe et al. (2000a) found that
treatment of the most common symptoms at the
end of life was rarely successful, even in the case
of symptoms that are known to be treatable. In
this study, only 27% of parents reported that the

treatment of their child’s pain was successful,
16% reported that their child’s dyspnea treatment
was effective, and only 10% reported that their
child’s nausea and vomiting or constipation was
effectively managed. These concerning findings
and other research about the prevalence of symp-
toms (Wolfe et al. 2000a, b, 2008; Drake et al.
2003) spurred international efforts toward
improving the quality of care delivered to chil-
dren with advanced cancer. One consistent theme
arising from these efforts is the need to better
integrate palliative care with oncology care.
Palliative care is a philosophy of care aimed at
preventing and relieving suffering for those liv-
ing with a life-threatening or life-limiting illness.
It includes the control of physical symptoms and
addresses the psychological, social, and spiritual
needs of children and their families (American
Academy of Pediatrics 2000).

The American Society of Clinical Oncology
has recommended the integration of palliative
care into standard oncology care for any adult
patient with metastatic cancer and/or high symp-
tom burden (Smith et al. 2012). This recommen-
dation was based on convincing evidence from
clinical trials that demonstrated better patient
and caregiver outcomes when patients received
some element of specialized palliative care.
Emerging evidence in the pediatric oncology lit-
erature also supports the notion that specialized
palliative care is beneficial to children with
advanced cancer. One study showed that chil-
dren with advanced cancer who received special-
ized palliative care were more likely to have fun
and experience events that added meaning to life
(Friedrichsdorf et al. 2015). Children receiving
specialized palliative care also experienced less
suffering from prevalent symptoms, such as pain
and dyspnea, at the end of life (Friedrichsdorf
et al. 2015; Wolfe et al. 2008).

Despite strong evidence supporting the inte-
gration of specialized pediatric palliative care,
this model of care may not be feasible in many
institutions that care for children with advanced
cancer. A study published in 2008 reported that
only 58% of Children’s Oncology Group institu-
tions have access to a pediatric palliative care
team (Johnston et al. 2008). Furthermore, many
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of these programs had inadequate resources to
provide after-hour palliative care coverage
(Feudtner et al. 2013). Lack of after-hour cover-
age hinders effective symptom management, as
uncontrolled symptoms require urgent assess-
ment and intervention.

Access to palliative care remains a challenge
even among institutions that have established
pediatric palliative care programs. One study
found that only 3 of 15 valued elements of pallia-
tive care were accessible to the families of chil-
dren with cancer (Kassam et al. 2013). Elements
included core tenets of palliative care, such as
communication about end of life and preparation
for death and dying. The same study found that
only 56% of these children were referred to a
specialized palliative care program. Low pallia-
tive care referral rates by pediatric oncology cli-
nicians have also been previously reported
(Widger et al. 2007). An additional barrier to
children receiving high-quality palliative care is
oncology clinician skill gaps. One study that sur-
veyed a large group of pediatric oncologists
found that nearly half of them felt anxiety about
having to manage difficult symptoms in a dying
child. Alarmingly, 92% of the pediatric oncolo-
gists also reported that they learned how to care
for dying children through trial and error (Hilden
et al. 2001).

The only way to eliminate all suffering associ-
ated with childhood cancer is to eradicate the dis-
ease itself from our world. While great strides
have been made, children continue to get cancer
and suffer from its effects. Even when the child is
cured, the suffering endured by the child and
family is significant throughout the treatment and
beyond. When the child has advanced cancer and
eventually dies, suffering increases both in the
short and long terms for the child and family.
Suffering can be addressed through provision of
high-quality palliative care from the time of diag-
nosis of childhood cancer. While several models
of palliative care delivery are possible in this set-
ting, there is consensus that every oncology clini-
cian should be equipped with the skills to
comfortably provide basic pain and symptom
management and family support (Kaye et al.
2016). Access to a specialized palliative care

team should also be available to provide assis-
tance in the management of more complex or dif-
ficult to control symptoms, complex family
dynamics, and other challenging issues.
Oncology and pediatric palliative care programs
should work together to close the identified care
gaps and ensure that physical, emotional, psy-
chosocial, and spiritual distress in children with
cancer and their families is anticipated and opti-
mally addressed. Optimal care for children and
families is likely to have not only immediate ben-
efits in terms of a more peaceful or “good death”
for the child but also on the long-term health out-
comes for bereaved family members.

1.6 Keys Points

e Despite significant advances in the treatment
of childhood malignancies, approximately
20% of children with cancer will die from
their disease.

e Children with advanced cancer experience a
high number of treatable symptoms that result
in substantial suffering.

* Symptom prevalence and severity increases as
cancer progresses and end of life approaches.

e The health and well-being of parents and sib-
lings of children with cancer are affected in
both the short and long terms. These effects
can be both positive and negative.

e Subsets of bereaved parents and siblings may
be at higher risk for negative health outcomes.

* Emerging evidence supports that integrating
palliative care with oncology care leads to
better symptom control and improved quality
of life in children with advanced cancer and
may impact on long-term health of family
members.

Case 1
The mother of a 6-year-old girl diagnosed with
very high-risk acute lymphoblastic leukemia
(ALL) describes the impact of the diagnosis on
the family:

We knew something was wrong with Elayna;
she had been tired and pale and cold for several
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weeks. She had bloodwork done which showed
low hemoglobin and white blood cells, but we
were specifically told there were no cancer cells.
We were awaiting an appointment with a pediatric
hematologist and were expecting to confirm that a
bad virus had wiped out her immune system.
While awaiting that appointment, Elayna spiked a
fever and was admitted to hospital. Two days later
she was transferred to a larger hospital 2 h away to
speed up the consultation with the hematologist.

It was October 16, 2012. We were sitting in a
small room with a doctor and a social worker that
we had just met. Elayna had been taken to a pro-
cedure room for the first of many lumbar punc-
tures and bone marrow biopsies to find out
exactly what was wrong.

We were still under the impression that these
tests were to confirm the presence of a virus and
to rule out anything serious. The doctor and
social worker obviously knew that it was some-
thing more. The social worker started telling us
about the Children’s Wish Foundation, and the
rest is a blur. I started to cry. Ugly, sobbing, can’t
catch your breath crying, sure that this was their
way of telling me that my little girl was going to
die. It was not until several hours later that they
came back with the results of the biopsy to tell us
that Elayna had ALL. We were told that she had
a number of factors working in her favor and that
with intense treatment her chances of survival
were 85%. To most people, these would seem
like pretty good odds, but when it is your child,
anything less than 100% is utter devastation.

Elayna went along with surgery to install a
port and the first few doses of chemotherapy
without complaint. She kept herself busy in the
hospital going for walks, playing computer
games, coloring, and watching movies. It was 16
days before she returned home. In that time, my
husband and I had taken turns staying in the hos-
pital with her and staying home with our other
two children. I remember my daughter Caitlyn,
who was 10 at the time, crying on the phone, tell-
ing me that she wanted me to come home, that
she needed me too, and that I loved Elayna more
than I loved her. Could she really not see that I
would be doing the same if it was her who had

become sick? Cohen was only 3 at the time so he
really didn’t understand anything that was going
on, but he was mad that we were gone all the
time, he had temper tantrums and also started
having horrible nightmares where he thought he
could see Elayna as a ghost in his mirror. I
couldn’t bear the thought of what he may be fore-
seeing and eventually covered his mirror with a
blanket. My marriage began to suffer. I wanted to
be with Elayna all the time and wanted my hus-
band to just stay home and look after the other
two kids. We argued over everything to do with
Elayna’s care, about what she could and couldn’t
do, whether or not we should call a doctor, who
would be taking her to her next appointment. We
completely lost control of our other children, let-
ting them do whatever they wanted, putting up
with bad behaviour, losing any sort of rules or
discipline we had once tried to maintain, and
buying them gifts out of guilt for being absent
parents. We tried desperately to “pause” the rest
of our lives — we both stopped working, our lives
revolved around bloodwork, counts, and chemo
appointments. We sat in our house, hiding from
the outside world as much as possible, anxiously
watching Elayna for fevers or any sort of change
or sign that the cancer was back. We tried to keep
things somewhat normal for the other two kids,
but worried so much about the risk of an infec-
tion, there were no more play dates or birthday
parties at our house. It just wasn’t worth the risk.

There was only once that I remember Elayna
refusing to make the 2-h trip for an appointment.
We always had to wake her up early and keep her
fasting as we drove; usually the days were long
and exhausting. Elayna was just tired of it all. I
told her that she had to go to her appointment;
there was no choice. She asked if she didn’t go
would she die? How can you possibly tell your
6-year-old that without the medications she most
assuredly would die? How is it possible that life
continues on, groceries need to be bought, meals
made, bills paid? How can people smile, or laugh,
or whine, or complain when my child has cancer?

Special thanks to Kelly Greenwood for shar-
ing the story of the impact of her daughter’s can-
cer diagnosis on the family.
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Case 2

In a study of bereaved parents’ perspectives on the
quality of their child’s end of life care, one parent
highlighted the experience of leaving the hospital
and not receiving any follow-up support:

All of the help we’ve received with counseling,
support groups, etc. we had to find on our own,
which wasn’t an easy process. After the insane
rollercoaster ride, with crisis after crisis and ago-
nizing decisions to make often on a daily basis, the
trauma of watching our child get sicker and sicker,
the hours spent at the hospital for 2.5 months and
the decision to remove life support, we were a shell
of our former selves, hardly able to cope with our-
selves let alone our two [young] kids at home.
Then suddenly it’s all over and you go home and
there is nothing. We felt as though we were
dropped off an edge of a cliff.

Another parent highlighted the impact of even
small efforts at continued contact made by health
professionals:

Staff who cared for her in two different hospitals
sent notes to us about how they were affected by
our daughter and her death. These notes were
astounding to us, but even more, they made us feel
less alone since we were a long distance from
home and these health professionals were the only
people who shared her death with us. We were very
touched by their kindness. (Widger 2012, p 95)
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The Impact of Cancer on the Child,
Parents, Siblings and Community

Myra Bluebond-Langner and Richard W. Langner

2.1 Introduction

The impact of cancer on families is ongoing and
evolving. For some the impact extends into sur-
vivorship for others into bereavement. In this
chapter, we focus on the impact of cancer from
the time a child or young person falls ill up to the
point at which he/she enters survivorship or the
family enters bereavement.

Cancer presents children, parents and families
with challenges to which they must respond to
“problematic situations” which require a solution
or an appropriate action in response (Wallander
and Varni 1998). Our focus is on the active, con-
structive responses which parents and children
make to the intrusion of cancer. We examine
what families find problematic how they define
the issues and sources of their perceptions. We
also identify drivers of behaviour and the strate-
gies families use to make their way through the
journey. We provide a framework through which
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the experiences of children, parents and siblings
with cancer can be understood. We see such an
understanding as key to building and maintaining
the relationships with various members of the
family, essential for the delivery of palliative care
at any level and at any point in the illness.

Our approach to understanding the impact of
cancer is, like palliative care itself, multidisci-
plinary. While attending to results from psychol-
ogy, our approach also relies upon sociology and
anthropology. We stress the importance of under-
standing behaviour as relational and as social
interaction.

Our aim is to provide an understanding of the
impact of cancer which will enable clinicians to
both assess the needs of children and families and
to provide the necessary support. Our approach
also can be used in developing further research in
paediatric cancer as well as in assisting clinicians
in picking their way through difficult discussions
about disease progression, options for care and
treatment.

2.2 The Approach Taken Here

2.2.1 Non-pathological Perspective

When a child becomes ill, it is not inevitable or
even likely that the family will become ill as well.
Many studies of the impact of cancer use the
language of psychopathology, dysfunction and
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maladjustment. Our approach is to investigate how
children (including siblings) and parents respond
and carry on with life after the receipt of a cancer
diagnosis. Studies show that they carry on with
something like what life has been for them.

Some psychologists and psycho-oncologists
take the view that in pushing back against the
intrusion of cancer, most parents deploy healthy
coping strategies and show resilience (Eiser
1990; Noll et al. 1999; Dixon-Woods et al. 2002;
Noll and Kupst 2007; Van Schoors et al. 2015).

Most families in which a child is diagnosed
with cancer are able to draw on their social, intel-
lectual and emotional competencies to push back
against the intrusion of cancer in order to maintain
themselves and their lives. Despite the adversity
to which they are subject, and despite what might
even be traumas, in these children and families,
“the prevalence of psychosocial dysfunction (i.e.,
psychopathology or social dysfunction) is similar
to that found in the general population or appro-
priate comparison groups” (Noll and Kupst 2007).
The term resilience is often used to describe these
responses to the challenges of cancer which fami-
lies display. Appropriate support for these fami-
lies should always, of course, be a consideration.

The resilience model marks a shift away from
deficit and pathology toward family’s skills and
resources, even capacity for growth. It focuses on
families’ competences (Last and Grootenhuis 1998).

2.2.2 The Family Unit as Central

In understanding the impact of cancer in a child
or young person, the family must be kept central.
This is a view shared by clinicians and by
researchers from a number of different perspec-
tives including those who study resilient families.
Resilience is a “relational event” (Zaider and
Kissane 2007). This has led to the view that
family-centred care is the standard for all chil-
dren “Central to family-centered care is the belief
that a child is part of a family system and there-
fore both the child and his or her family are the
unit of care” (Jones et al. 2011, p 135).

The family is a unit “led” by the parents. This
is not to diminish or underestimate the competen-

cies of even young children who must deal with
cancer. Even less does it minimize the competen-
cies of adolescents who are part adult and part
child. We recognize and it has been shown in pre-
vious work that children do have their own social
worlds and that they have social relations in their
own right which can be studied in their own right
(Bluebond-Langner 1978). Our view is that in the
present context of serious and life-threatening ill-
ness, the family is the place where these various
competencies are exercised and as such the fam-
ily, as led by parents, is crucial for understanding
the impact of cancer.

Parents’ behaviour is often the focus of studies
of the impact of cancer. This does not mean that
focus has shifted from a family perspective to a
focus on the experience and behaviour of indi-
viduals. The strategies or management behav-
iours which have been reported in the literature
can affect the entire family. These are relational
strategies and not purely personal ones. They are
aimed at maintaining the integrity of the family,
maintaining the order of everyday life in the fam-
ily and seeing to the needs of all of the members
of the family. They are about parents fulfilling
their roles within the family and fulfilling their
responsibilities to the ill child and to their other
children and the responsibilities between spouses.

2.2.3 The Ilmpact of the Disease
Over Time: A Biopsychosocial
lliness Trajectory

The impact of cancer on families and with it the
experiences of the different members of the fam-
ily change in important ways as disease-related
events unfold. The illness trajectory of children
with cancer and their families is driven by clini-
cal events and the related experiences which chil-
dren, parents and siblings have as a result of
these. The psychological and social aspects of
this trajectory include sentinel events, knowledge
about and understanding of the disease, parents’
narrative of or construction of the ill child and the
ill child’s disease-related self-concept.

Both quantitative and qualitative researches
support a complex picture of the impact of cancer,
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a picture that is not simply a linear procession
from diagnosis onward (Bluebond-Langner 1998).
Psychological studies show that parents are chal-
lenged at diagnosis but that over a period of 618
months, they adapt to the challenges which the
diagnosis presents. Being overwhelmed and con-
fused may be followed by the reassertion of con-
trol and understanding-only to be overwhelmed
again and to find uncertainty returning. From the
perspective of psychopathology, parents, for
example, may appear as in distress and dysfunc-
tional only to return to normal after experience
with the disease (Patenaude and Kupst 2005;
Phipps 2007).

Grootenhuis and Last (1997) found that relapse
presents renewed challenges. Stress which had
returned to normal levels increases again. Long
and Marsland (2011) report in their review that
“variations in family functioning paralleling the
cancer symptom course more closely than time
since diagnosis or treatment protocol” (Woodgate
and Degner 2004, p 78).

Qualitative research confirms these findings.
Qualitative researchers have described a psycho-
social natural history of the disease or what
could also be called a psychosocial disease tra-
jectory. Bluebond-Langner (1978) found that
children’s understanding of their illness (typi-
cally leukaemia at a time when chance of cure
was low) and associated self-concept changed
throughout the course of the disease. Their
understanding of the disease progressed from
viewing cancer as serious but treatable to a dis-
ease which cannot be cured and finally as a dis-
ease from which they would die. The catalysts of
change were illness events such as relapse or the
appearance of new symptoms together with
experiences in the hospital and clinic, especially
with other similarly ill children.

In a later study, Bluebond-Langner (1998)
mapped well siblings of children with cystic
fibrosis, understanding of the disease and prog-
nosis. As their ill siblings progressed from being
chronically to terminally ill, the well siblings’
views changed. The views changed gradually and
incrementally from seeing the illness as a condi-
tion to a series of potentially acute episodes to a
progressive life-limiting illness and finally to a

terminal illness. Transitions in understanding
were related to significant disease-related experi-
ences, and so the same transition might occur
after a year for one sibling and within a week for
a sibling of a different ill child.

This process of a changing and increasing
understanding reflects the fact that ill children and
well siblings may acquire information about the
disease over a protracted period of time. It also
indicates that information needs to be available as
well as assimilated or internalized. This assimi-
lation/internalization of information, Bluebond-
Langner (1978, 1998) found, is mediated by
disease- and treatment-related experiences.

Thisis notunlike the distinction Valdimarsdottir
et al. (2007) make between parents’ intellectual
and emotional awareness of a child’s inevitable or
imminent death. In the case of parents and chil-
dren, “internalization” can occur years or hours
before the child’s death. Valdimarsdottir et al.
found that two of the mediators of the transition
from being intellectually aware to emotionally
aware were time spent with the ill child and inter-
action with healthcare professionals, a finding
which aligns with the view that disease-related
experience is a key factor in the internalization of
information.

2.3  ABiopsychosocial Trajectory
of Cancer
2.3.1 Seeking and Receiving

a Diagnosis

Children’s and parents’ experience of cancer
often begins with the occurrence of symptoms
which could be normal and transient, symp-
toms which any child might occasionally expe-
rience and which general practitioners or
primary care paediatricians frequently see in
healthy children. If symptoms persist and their
import is missed, concern and anxiety escalate.
If there is a significant delay and parents’ con-
cerns have been dismissed, parents can arrive
at a diagnosis of cancer with feelings of anger,
mistrust and guilt (Eiser et al. 1994; Dixon-
Woods et al. 2005).
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Though parents of children with cancer have
lived for some time with a sense that there is
something significantly wrong with their child
and so have pursued a diagnosis, the receipt of it
is nonetheless difficult. A number of studies
report that at diagnosis parents feel overwhelmed
(Day et al. 2016; Eiser et al. 1994; Levi 2000;
Bluebond-Langner 1998; Martinson and Cohen
1989). Young et al. (2002) state that hearing the
news is catastrophic. At this point parents can be
“unable to think and act effectively” (Salmon
et al. 2012).

Parents find it difficult to absorb much of the
information which they are being given (Eiser
et al. 1994; Day et al. 2016; Young et al. 2002;
Should be Gogan 1977b). They may later have
difficulty recalling the time surrounding diagno-
sis (Eiser et al. 1994). “Although all parents
reported that they were encouraged to ask ques-
tions, many felt quite unable to do so” (Eiser
et al. 1994, p 201).

Following quickly upon diagnosis, sometimes
within hours, some parents must make decisions
about participation in clinical trials. Given their
state, they may find this extremely difficult, if not
impossible (Levi et al. 2000; Stewart et al. 2012).

In addition to the threat to the child’s health
and even life, the diagnosis carries another less
apparent, less tangible impact. Cancer is a threat
to how parents and children define themselves, to
their identities and to their understanding of
themselves as a family. The role of a parent, how
parents see themselves in this role and how par-
ents view or construct what it is to be a child and
a child in a family is crucial to the understanding
of the impact of cancer.

Over 40 years ago, Futterman and Hoffman
(1973) stated that:

The onset of leukemia in a child represents an
assault on a parent’s sense of adequacy as guardian
of his child, and, more generally, as a person with
a meaningful control over his own and his family’s
destinies. (p 132)

This remains true today. A parent’s very exis-
tence as a parent is threatened and in turn so is the
integrity of the family.

Significant in this statement by Futterman and
Hoffman is the link between what a child is, what

a parent is and what a family is. By their very
nature fathers, mothers and children are con-
nected. The intrusion of cancer affects both the
individuals in a family and their life together. The
distinction which is sometimes proposed between
individual and family factors does not arise here
because who the members of the family are as
individuals essentially involves relations, con-
nections to others.

The idea of the parental role—some have used
the term “good parents” (Woodgate and Hinds)—
has often been employed in understanding the
behaviour of families of children with cancer
over the last four decades (Bluebond-Langner
1978, 1996; Woodgate 2006; Hinds et al. 2005,
2009, 2010; Day et al. 2016). The parents’ role is
that of advocate and protector. Parents advocate
in a number of ways. They become vigilant
observers of their child’s condition and report
changes to their clinicians. They also search for
information about the disease and its treatment in
order to understand what is happening to and
being done for their child. In addition, they also
may raise questions about the appropriateness of
therapies they have read about for their child.

While the pursuit of information has become
easier for parents in the wake of media coverage
and, of course, the Internet, it is not a recent phe-
nomenon. Pursuit of information and treatment
options has been reported as a fundamental part
of parental response to a cancer diagnosis going
back to the early 1970s. Then Futterman and
Hoffman (1973) pointed out that as advocates
parents are driven to make sure that nothing has
been held back from their child and that nothing
has been overlooked. They leave no stone
unturned. At the same time, however, charged
with responsibility of protecting their child from
maltreatment and harm, they strive to protect
their children from pain, both physical and
mental.

The threat to the family lies not only in the
ways that cancer challenges what it means to be a
parent but also in the ways it challenges what it
means to be a child. In Western society, the child
is a being with a future. Cancer threatens this
defining characteristic. Essential and defining
activities for children such as being in school are
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interrupted. Sacrifices which children and fami-
lies make and the discipline to which child is sub-
ject are all for a future benefit. Cancer calls this
future into question.

The two aspects of parental role—advocate
and protector—are in tension and can come into
conflict with each other. The treatments and
investigative procedures can be harsh and pain-
ful. Yet it is such procedures which give children
with cancer a chance—sometimes an excellent
chance and sometimes barely a chance—at cure
or living substantially longer than without them.
So what is often called the weighing of risks and
benefits in decision making takes on a personal
and even existential dimension for parents. The
parent as advocate focuses on the benefits; the
parent as protector sees the risks. But when seen
as a conflict of aspects of a single role, this is not
a matter of weighing or calculating, but of while
deciding for one’s ill child also defining one’s
parenting, something which is an essential part of
the person.

2.3.2 Post Diagnosis Through
Beginning of Treatment

Parents and the family begin to re-establish con-
trol and respond to the various challenges which
they face in a number of ways. Children and par-
ents alike learn to understand the “foreign” lan-
guage of cancer care as well as the customs and
rituals of the hospital, the new world of which
they are becoming a part. The initial feelings of
being confused and overwhelmed give way to a
perception of order and routine (Stewart 2003;
Bluebond-Langner 1978).

Normalizing, being normal is a term which
parents and children themselves use in talking
about their experience with cancer. It is also used
by researchers. Sometimes being normal is hav-
ing the opportunity to do simple things which are
typically associated with children and childhood
but which have been missed out on because of the
illness (McGrath 2001).

Compartmentalization and selective aware-
ness are strategies which parents use to manage
information. The term compartmentalization

(Bluebond-Langner 1998) recognizes a differ-
ence in the way in which bits of information fig-
ure in a person’s awareness. There is information
which is in focus rather than peripheral; as with
vision, items on the periphery are part of the field
but only come into play under special circum-
stances. There are thoughts which are present as
opposed to those which would require a deliber-
ate act to access and make present in awareness.
Hinds et al. (1996), using the term “‘selective
awareness”, report a similar phenomenon. In
selective awareness, parents focus on what they
have to know, that is, what is necessary to care for
their child and fulfil their roles. By calling it
selective, Hinds et al. acknowledge that parents
who adopt this practise are aware of other pieces
of information but keep them out of focus.

It is apparent that central to the families’
response is information. Information plays an
important and multifaceted role in the response
parents, children and others make to the cancer.
Information is both sought after and a source of
comfort in some contexts but can be disturbing
and disruptive in others. Mack et al. (2005, 2006)
found that parents want information about treat-
ment and prognosis and that this is an important
part of establishing a relation with their child’s
oncologist. Parents rated care highly when honest
and ample information was provided which sug-
gests that information is crucial for them in their
role as parent. Parents desired information even
though it might be upsetting to them, indicating
that it is a sort of double-edged sword.

Parents and children must manage informa-
tion carefully. There is a crucial balance to be
struck. Though some information can bring con-
trol and a sense of fulfilling one’s role and order,
other information can be threatening. Certain
information can undermine the order which par-
ents have worked hard to establish. Parents care-
fully manage information and their vision of the
future. They manage their interactions with clini-
cians and other families so as not to disturb the
equilibrium they have created.

Relapse, recurrence and deterioration threaten
that equilibrium. The carefully constructed post
diagnosis balance must be recalibrated. The new
adaptations are once again balancing acts
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between what parents have been told about the
longer term while focusing on the present.

2.3.3 Relapse and Deterioration

Relapse is a complex and critical event. It is also
one which has received little attention in the lit-
erature (Hinds et al. 2002; De Graves and Aranda
2008). At relapse parents are once again faced
with a challenge to which they must respond.
Some researchers have reported the stress at this
point to be greater than at diagnosis (Hinds et al.
1996; Gogan et al. 1977a, b). Parents experience
hopelessness and uncertainty (Grootenhuis and
Last 1997; Hinds et al. 2002; De Graves and
Aranda 2008). Parents’ ability to process infor-
mation is again compromised (De Graves and
Aranda 2008).

Though this may sound as if it is a repeat of
the experience at diagnosis, there are important
ways in which relapse or recurrence differs from
diagnosis. De Graves and Aranda (2008) describe
the families at recurrence/relapse as going
through a process of understanding the implica-
tions of relapse and realizing that the child may
not survive. Hinds et al. describe this as a cogni-
tive shift to entertaining the possibility of death.
Hinds et al. (2002) point out that the various
components of their central construct “Coming to
Terms” all took place within a context of “Sensing
difference” (Hinds et al. 2002). Her team
observed “parents’ strong sense that all important
aspects of their lives changed...”. This is parallel
to what Bluebond-Langner reports for ill children
(1978) and well siblings (1998) in the context of
the biosocial disease trajectory which is facili-
tated by clinical changes in the ill child and sig-
nificant experiences with the child and with
others around that child in hospital or clinic. In
this context, the ill child’s own self-concept
changes as does the construction of that child by
other members of the family (discussed above
and below).

De Graves and Aranda (2008) describe deci-
sion making after relapse as having become a
“contested process” in that parents have to man-
age competing goals: saving the child, protecting

the child and minimizing harm. Treatment deci-
sions become “impossible choices”. Hinds et al.
(1996) recognize the same dilemma within the
construct “eyeing treatment limitations”. This
captures the parental recognition that competing
goals are in conflict and that the choice seems
impossible. One parent commented that though
she knew choices may have to be made, she
didn’t want to be the one to make them, a senti-
ment echoed by 7/33 (21%) of parents in their
study.

De Graves and Aranda (2008) stress that par-
ents live with both fear and hope at the same
time. They take the position that this establishes
the uncertainty that is essential for allowing par-
ents to go on and at the same time not despair.
Hinds et al. (1996) find something very similar
using the term “alternating realization’s” in
describing one mother as “thinking at both ends”.
Hinds et al. (1996) also speak of parents doing
their best to help their child survive—fighting
while “simultaneously” contemplating and even
preparing for the child’s death. As the mother
referred to previously said “I think about them
both a lot” (italics added) (p 150). Notably,
DeGraves stresses that hope is not incompatible
with understanding the life-threatening nature of
the child’s illness and the very real possibility of
death (Mack et al. 2007a, b; Bluebond-Langner
et al. 2007).

We also see in the studies by De Graves and
Aranda (2008) and Hinds et al. (2002) that under-
standing the likelihood of the child’s eventual
death does not deter parents from the pursuit of
treatment. De Graves and Aranda (2008) report
parents invariably “pursuing the hope for cure”
and that the thought of losing the child out-
weighed the possibility for suffering and harm.
All parents in Hinds et al.’s (1996) study of chil-
dren at first recurrence pursued treatment. At
recurrence, there is on the part of parents an
“immediate need to consider and select a new
treatment option”. We see a similar phenomenon
in parents of children with high-risk brain
tumours at recurrence when cure is no longer
possible (Bluebond-Langner et al. 2017).

Hinds et al. (1996) comment that parents
report that they were helped by willingness of cli-



2 TheIlmpact of Cancer on the Child, Parents, Siblings and Community 19

nicians to present treatment options and by their
willingness to keep parents aware of the child’s
response to treatment. Mack et al. (2008) point
out that in their study even parents who would
not recommend treating to other parents recom-
mended that all options be presented to parents.

De Graves and Aranda (2008) note that “The
uncertainty of treatment regimens, febrile neutro-
penic episodes, or other periods of ill health made
future planning difficult”. Yet, maintaining
uncertainty they go on to point out is key to main-
taining hope. Hence parents in this state may be
reluctant to commit themselves to specific deci-
sions. Dussel et al. (2009) concluded that the
opportunity to plan for the location of a child’s
death is a better indicator of quality care, specifi-
cally palliative care, than the actual place of
death. If we take a step back from this finding,
one might say that it is the discussion of critical
issues in the care and treatment of children with
cancer that is more important than arriving at a
decision in advance.

For some children, the disease will progress
and the child’s condition will continue to deterio-
rate. As successive lines of therapy fail, further
changes take place in the lives of parents and
children; the impact of the illness changes.

2.3.4 When Standard Therapies
Fail: Last Recurrence to Death

We do not use the term “end of life” in our dis-
cussion of the progress of disease. This stems
from our goal of trying to capture the impact of
cancer from the ill child’s and the family’s point
of view. “End of life” is a term which is more
meaningful to clinicians than to ill children and
families. And even for clinicians, it is a time
which is often more accurately recognized in ret-
rospect. In seeking to capture the impact of can-
cer and understanding children’s and families’
experience of that impact, we find examining the
period of time from when disease-directed
options have been exhausted and child and par-
ents realize the child will die from the disease,
often coinciding with last recurrence, through to
death, a more useful interval.

At this point in the illness trajectory, some
children may still be eligible for further experi-
mental therapies or off-label use of particular
medications. Typically these offer no significant
chance of either a meaningful extension of the
child’s life or cure. They may also burden the
child with significant side effects and require that
the child be hospitalized. This is truly the time of
choiceless choices for parents. It is a time when
as Bluebond-Langner et al. (2007) found “Parents
will accept something with infinitesimal odds,
because the prize they seek is of infinite worth”.

At some point during this period, though not
necessarily simultaneously, the ill child, well sib-
ling and parents do come to the realization not
only that there is no cure and the child could die
from her disease but also that disease-directed
options have been exhausted and that the child
will die imminently from the disease. This is the
culmination of the process of the assimilation of
information and the move from an intellectual to
an emotional awareness of the child’s prognosis
described above in Sects. 2.2 and 2.3.

Sometimes without evidence of deterioration
in the child’s behaviour as opposed to just scan
results, for example, parents are reluctant to see
the child as terminally ill (Bluebond-Langner
et al. 2017). This is one example of how and why
parents’ awareness of the child’s condition may
lag behind the clinician’s (Mack et al. 2007a, b;
Bluebond-Langner et al. 2017).

24 Thelmpact of Cancer
on Children and Adolescents
2.4.1 Children

The impact of cancer on young children as well
as their experience is not routinely studied (Hinds
et al. 2012). Most accounts of the experience of
young children are provided by proxies, most
commonly by mothers (Dixon-Woods et al.
2005). Yet the experience of cancer is a defining
characteristic of those very young and young
children and adolescents who are affected by it.
Some children literally grow up with it, as noted
in this parent-clinician dialogue about a child
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who was 5 at the time and diagnosed at 18

months:
Clinician: “Jane [child with cancer] has a remark-
able capacity to deal with this,” Mother: “...it’s a
sad but true part, which she’s not unhappy about
but is, is that she’s grown up with this. Since she
was 18 months of age she’s lived with chemother-
apy. And she’s lived with her disease”. (Bluebond-
Langner, M. (2002). Medical Decision Making.
Unpublished data)

The use of child-centred methods together
with participant observation—observing and
audio recording the children’s interactions with
parents, clinicians and peers—has been used as
effective ways to study young children with can-
cer (Carnevale et al. 2008; Bluebond-Langner
1978). Engaging in participant observation and
actively following the children in hospital, clinic
and home, Bluebond-Langner found, in contrast
to many studies of the time, that children as young
as 5 could come to understand the disease and its
prognosis. Further, as discussed earlier in this
chapter, that knowledge was linked to particular
experiences in the illness experience and changes
in self-concept (Bluebond-Langner 1978; Sisk
et al. 2016). Finally and not insignificantly, the
children did not necessarily share their views with
parents and professionals. Instead they engaged in
mutual pretence (for further discussion, see
Chap. 4 Communication in Paediatric Palliative
Oncology). While the study was conducted at a
time when the overwhelming majority of children
with leukaemia did not survive, the model has
stood the test of time suggesting, along with stud-
ies of young children who go to cancer camp, that
children’s experiences are a better predictor of
what children know, how they see themselves and
the ways in which the disease has affected them
and their lives than their age.

There are good reasons to think that perhaps
the best approach to understanding the impact of
cancer in children is a mixed method approach.
Using a mixed method case-controlled study of
children with mean age of 11.5, Noll et al. (1999)
were able to show not only the impact of cancer
on several domains but also to definitively move
the field on from pathology-deficit-based per-
spective which held sway for a not insignificant

period to one which better reflected the overall
impact of cancer overtime. Noll and colleagues
found that:

Children with cancer currently receiving chemo-
therapy were remarkably similar to case controls
on measures of emotional well-being and better on
several dimensions of social functioning. These
findings are not supportive of disability/stress
models of childhood chronic illness and suggest

considerable psychologic hardiness. (Noll et al.
1999, p 77)

2.4.2 Adolescents

Adolescents with cancer have been recognized as
a distinct subgroup for a number of reasons. First,
the profile of incidence of different types of can-
cer changes from younger children to adoles-
cents. Second, these cancers are often more
difficult to treat and toxicity is often more of a
problem. Third, in the psychosocial domain, can-
cer intrudes upon and alters a life which is
engaged in a variety of pursuits and relations. It
comes at a time when an increasing desire for and
possibility of greater independence is very much
at the forefront of their lives (Day et al. 2016).

Like their parents, at diagnosis and again at
relapse, adolescents are shocked and keenly
aware of a loss of power and control (Stegenga
and Ward-Smith 2009). Wicks and Mitchell
(2010) found that at diagnosis adolescents
reported a greater loss of control in the medical
rather than in personal or social spheres. Some
adolescents stated that all control had to be sur-
rendered to doctors. They are understandably
angry and frustrated; they report feeling inade-
quate (Wicks and Mitchell 2010).

Adolescents react to the diagnosis as a loss of
normality. They strive to regain a sense of nor-
mality, to define a new normal (Taylor et al. 2013;
Gibson et al. 2005, 2016; Stegenga and Ward-
Smith 2009; Rechner 1990). They employ strate-
gies which enable them to establish a new
normality such as scheduling treatments so that
they did not conflict with important activities in
the adolescent’s life (Gibson et al. 2016). In this
way they kept the cancer world separate from the
normal world (Rechner 1990).
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Finding normality meant resuming previous
activities—attending school, driving a car and
resuming sports as they were able. “To walk to
school with their friends, which meant learning
to walk less aided, or socializing when feeling
unwell, which required more effort became even
more important” (Gibson etal. 2016). Remarkably
this study found that some adolescents sought
normality even when facing death. Descriptions
of what was important to young people in their
diaries where death was inevitable were similar
to those receiving curative therapy: hospital envi-
ronment, peer support and being in control of
treatment and care choices (Gibson et al. 2016).

In this quest for normality, this new normal
did not mean, however, distancing themselves
from their family. Both Wicks and Mitchell
(2010) and Stegenga and Ward-Smith (2009)
report that despite the adversity they face, adoles-
cents experience and value increased closeness
with their family.

2.4.3 Symptoms and Side Effects:
The Burden of the lliness

Cancer and cancer treatment bring with them
serious symptoms and side effects. Therapy is
daunting. Nausea, vomiting, loss of appetite,
mood swings and loss of motivation are not
uncommon. “The simplest of activities became
challenges” (Gibson et al. 2005, p 655). Having a
bath and getting dressed required pauses for rest
(Gibson et al. 2005).

The impact of symptoms, both effects of treat-
ment and from the disease itself, can be under-
stood not only in terms of how they shape the
child or young person’s view of the disease and
themselves but also in terms of the child or young
person’s relation to the rest of the family
(Woodgate et al. 2003). Indeed, symptoms and
side effects become part of the experience of can-
cer for all members of the family. They belong to
the child but they become part of the family’s life
as well. Not surprisingly, symptoms take on dif-
ferent meanings at different points in the illness
trajectory (Woodgate et al. 2003; Bluebond-
Langner 1978). For example, during treatment a

certain level of symptoms becomes normal and
unremarkable. Symptoms consistent with what
oncologists have explained as the side effects of
treatments are accepted as normal (Dussel et al.
2016). Children perceive themselves this way, as
do others around them. As one mother remarked:
I call Freddie a healthy sick kid... you know it’s
the inside of his marrow that’s sick. He still fools

life. (Bluebond-Langner, M. (2002). Medical
Decision Making. Unpublished data)

At this time, symptoms such as nausea or hair
loss are taken by some children, young people,
parents and well siblings as evidence that the
treatment is working (Woodgate et al. 2003;
Bluebond-Langner 1978). At other times, how-
ever, these symptoms can represent the hold that
cancer has on the child and that it may be pro-
gressing. Some children will come to see particu-
lar symptoms as indicators that medicines are
“running out” and that they are dying (Bluebond-
Langner 1978).

Symptoms of both the disease and side effects
of treatment were one of several factors which
brought about renewed reliance on others, family
members. This process is highlighted by research-
ers in part because it is seen as reversing a core
experience in adolescents’ lives—negotiating
independence from parents (Gibson et al. 2005).
This can, according to Gibson et al. (2005), lead
to frustration and guilt for not fulfilling normal
family obligations, for interrupting family life
and for getting angry with family members. Thus,
during treatment, adolescents can experience
guilt toward family members for the burdens they
have placed upon them.

2.4.4 PeerRelations and School

Peers are perceived by children and adolescents
as a source of support (Christiansen et al. 2015),
and so continuation or resumption of these rela-
tionships is an important aspect of their
experience as they are dealing with their disease.
School attendance plays several important roles
in the lives of children and families. Schooling is
closely associated with what it is to be a child in



22

M. Bluebond-Langner and R.W. Langner

many places in the world. Education is a future-
oriented process leading to benefits years in the
future. In this respect, it is also a mirror of the
image of children in many societies, an image of
becoming.

Next to the family, the school is the most
important social institution in the lives of many
children (Sullivan et al. 2001). For some children
and adolescents, school attendance acts as a
marker of their health (Stewart 2003). For most,
it is the place where peer relations are formed and
maintained. Rechner (1990) found that mainte-
nance of relations with schoolmates was “part of
what adolescence is all about” (Rechner 1990).
Chekryn et al. (1986) describe school as a “nor-
malizing environment”.

Absence from these relations, the changes in
the children as a result of therapy and well chil-
dren’s perceptions of and ignorance of cancer all
work to complicate the process of resuming peer
relations and school attendance. Studies of the
success of young cancer patients in returning to
school and resuming relations with peers are
mixed in their findings (Vance and Eiser 2002;
Katz et al. 2011; Christiansen et al. 2015). Noll
et al. (1999) reported that school-aged children
receiving chemotherapy did not show more social
problems or lower well-being than case-
controlled classmates. Katz et al. (2011) using
different methods assessed interaction in the
form of free play with best friends and found dif-
ferences which suggest that cancer survivors
experience some disengagement in these interac-
tions as compared with healthy children, a find-
ing which they note is consistent with previous
reports of social isolation in cancer survivors
(p 244). One widely reported and unsurprising
finding is that cancer patients and survivors report
lower athletic competence in the context of peer
relations and school attendance (Noll et al. 1999).
In children who have had CNS-directed therapy
or HSCT, however, poorer social functioning is
reported (Christiansen et al. 2015; Emond et al.
2016). Noll et al. (1999) excluded children with
CNS malignancies, reflecting their belief that it is
well established that children with CNS malig-
nancies have “significant behavioural and

emotional problems that are uniquely related to
tumor location” (Noll et al. 1990, p 46).

Qualitative and mixed methods studies found
that adolescents with cancer reported that their
healthy peers didn’t know how to talk to them
(Choquette 2016). The mutual exchange of infor-
mation, thoughts and feelings which had once
been commonplace had been replaced by one-
sided conversations. Friends might ask about
treatments and the ill friend’s current status, but
when the answers had been given, the conversa-
tion ended, often leaving them feel as outsiders
and rejected. Both younger and older children
felt a degree of exclusion or avoidance (Bluebond-
Langner et al. 1991; Vance and Eiser 2002) by
healthy peers. Some well children worried about
issues such as possible contagion (Suzuki 2003),
especially when faced with signs of the illness
such as hair loss (Bluebond-Langner et al. 1991).
In spite of these difficulties, Suzuki (2003) con-
cluded that “relationships with classmates miti-
gate the negative experiences” (p 163).

In a study of children and adolescents attend-
ing a cancer camp, Bluebond-Langner et al.
(1990, 1991) found that with cancer peers, these
children and adolescents could speak openly and
freely about their experiences, often gaining
knowledge in the process. Their cancer peers
understood in an instant and required no explana-
tion of what they were going through. Whereas
healthy peers who lacked shared experiences
were limited in their ability to understand or
empathize with their friends with cancer.

At the same time, however, relations with ill
peers presented their own set of challenges. Ill
peers are valued friends who could relapse and
die. They worried about how to deal with an ill
peer who was doing poorly when they were rela-
tively well. Relapse or a second cancer in a friend
could feed or reawaken the uncertainty which
affects all children with cancer and their families.
Bluebond-Langner et al. concluded, based on
camp attendee reports, that relations with cancer
peers were an important, enduring source of sup-
port for children and adolescents with cancer, but
that they did not displace for them the importance
of their relations with healthy peers.
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2.5 Thelmpact of Cancer
on Parents
2.5.1 Consultations, Out-Patient

Clinic Visits
and Hospitalizations

A core component of the cancer experience for
parents is the clinical consultations, the meetings
with clinicians. It is here where parents both
receive and give critical information about their
child’s condition, care and treatment. While com-
munication in consultation is discussed further in
Chap. 4, it needs to be pointed out here in consid-
ering the impact of the illness that learning how
to participate in the consultation is just one of the
ways in which parents manifest the impact of
cancer on their lives (Bluebond-Langner et al.
2017); learning how to make decisions is another.
In addition to dealing with consultations and
decision making, there are also tasks of care and
treatments to be managed including chemother-
apy or radiotherapy, while at the same time main-
taining a household, looking after other children,
cooking, cleaning and earning a living. Some of
the treatments would require hospitalization and
at the very least the frequent or constant presence
of a parent/guardian. Often one parent would
spend a considerable amount of time in hospital
with the ill child. Young et al. (2002) report that
many mothers in their sample (N = 20) lived
practically full time on the ward with their chil-
dren in the weeks or even months following diag-
nosis, returning home for brief visits, while
fathers assumed responsibility for the well sib-
lings (Young et al. 2002). A similar, though not
necessarily desirable for the patients, pattern was
reported by Hinds et al. (2005) for adolescents.

2.5.2 Marital Relations: Marital
Satisfaction and Divorce

Although cancer can strain marital or couple
relationships, parents of children with cancer do
not appear more likely to divorce over the long
term, even in the case of bereaved couples

(Schwab 1998; Syse et al. 2010; Eilegard and
Kreicbergs 2010; Gerhard and Salley 2016). In
fact, marital satisfaction in couples with a child
with cancer is comparable to those who do not.
Pai et al. (2007) in a meta-analysis found small
but statistically significantly higher marital dis-
tress in parents of children with cancer at diagno-
sis compared to parents of healthy children.
These differences decreased after 1-year post
diagnosis (Pai et al. 2007).

Long and Marsland (2011) in their study of
marital relations in couples with a child with
cancer reach only qualified conclusions about
marital quality. They find that illness or treat-
ment stage is likely a factor in perceptions of
quality. In addition, as with assessments of indi-
vidual satisfaction with one’s life, precancer
marital functioning must be taken into account.
They allow that partners may put the demands of
their prescribed roles in the marriage on hold,
especially when treatment is intense or the
child’s condition is worse. There are also studies
that report that spouses find increased closeness
over time (Silva-Rodrigues et al. 2016) and that
their spouse is their primary source of support
(McGrath 2001).

2,5.3 Single Parents

Children with serious illness who live in single-
parent homes are a growing concern for policy
makers (Brown et al. 2008). The US Census
Bureau Current Population Survey for 2015
shows 27% of children 0—17 in single-parent liv-
ing arrangements (U.S. Census Bureau n.d.;
Current Population Survey, Annual Social and
Economic Supplement). These families are an
overlooked, understudied group (Brown et al.
2008). However, defining what makes someone a
single parent is not a straightforward matter. As
Brown et al. point out, much of the demographic
data fail to reflect the support system which is
actually involved in the care of a child whose par-
ents indicated on a questionnaire that they were
single. They may have a cohabiting partner or an
ex-spouse still involved in the care of the child.
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These situations are not typically captured on
forced-choice questionnaires used in research.
With this caveat, two studies have found
inconsequential differences between single or
lone and married or partnered parents. lobst et al.
(2009) reported that maternal distress after a
diagnosis of cancer did not significantly differ
between the two groups of mothers. Klassen
et al. (2012) found that reported caregiving
demands and physical and psychosocial HRQOL
were similar for single- and two-parent families.
Mullins et al. (2011) found higher perceived vul-
nerability and parenting stress, yet the differ-
ences disappeared when income was introduced
as a mediating variable. These somewhat surpris-
ing findings may be explained in part by the
methodological discussion above: parents classi-
fied as single parents may not be parenting alone.

2.5.4 Financial Issues

The impact of cancer on the family is not limited
to the social and psychological. There is a finan-
cial impact to be considered as families face
increased expenses for travel, food, accommoda-
tions and telephone, especially in the 6-month
period following diagnosis as well as disruption
in employment, which is common. Bona et al.
(2014) found 92% of families experiencing dis-
ruption and in 42% of the study families at least
one parent quit their job. Other studies reported
similar significant cessation of employment or
reduction in hours, especially amongst mothers
(Eiser and Upton 2007; Fluchel et al. 2014;
Limburg et al. 2008; Tsimicalis et al. 2013).

Eiser and Upton (2007) found that 68.3% of
parents in their study reported financial worries.
Heath et al. (2006) reported that 74% of parents
experienced moderate to great economic hard-
ship following diagnosis, leading in turn to
parental distress and other symptoms. It is not
surprising then that Rosenberg et al. (2013)
would find higher parental distress scores in par-
ents experiencing economic hardship and that
Creswell et al. (2014) report an association
between negative economic events and parental
depression.

Single parents are even more likely to experi-
ence financial hardship. Lower-income families
bear the brunt of economic hardship. Dussel et al.
(2011) show families in the USA and Australia
with incomes of less than 50% of national median
losing 40% or more of their income due to cancer-
related work disruption.

Evenin countries with anumber of government-
provided healthcare and benefits, parents encoun-
tered hardship. Eiser and Upton (2007) described
parents’ experience in the UK. There, families
must wait 3 months before applying for bene-
fits—the very time when expenses are highest.
Parents often relied on professional help to com-
plete applications. Approval of applications and
receipt of benefits could be delayed. Further stud-
ies found that government support was unable to
offset cancer-related economic stress and hard-
ships (Heath et al. 2006; Miedema et al. 2008). A
longitudinal Swedish study, however, found that
after a decrease during treatment at a year after
end of treatment, family income in a majority
(>75%) returned to at least pre-diagnosis levels
(Hovén et al. 2013). The authors recognize that
their findings need to be understood within the
context of Swedish state welfare policies and
social insurance which they describe as generous
and “family friendly”.

While studies of financial issues have been
cross sectional and have not plotted changes in
financial strains against the disease trajectory,
there is reason to think that the financial strains of
the first 6 months might recur at relapse, with or
at deterioration, whenever hospitalizations
become more frequent (e.g. with haematological
malignancies) or as families move for treatment
(e.g. UK families to the USA for proton beam
therapy) or as home care intensifies (e.g. high-
risk brain tumours after first recurrence).

2.6 Thelmpact of Cancer on Well

Siblings

Cancer disrupts the lives of well siblings as well
through the effect that it has upon the people to
whom they are closest. Parents become dis-
traught, preoccupied with the ill sibling and dis-
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tracted from what was normal family life. Well
siblings lose parental time and attention. One
fears that they become almost forgotten. Yet, psy-
chological studies, report that:
Siblings of children with cancer do not experience
elevated mean levels of psychiatric symptoms such
as behavioral problems, anxiety disorders, or
depression However, the percentage of siblings
falling into at risk/clinical ranges on these indices

is elevated in some samples typically soon after
diagnosis. (Alderfer et al. 2010, p 796)

With the passage, of time most of these sib-
lings return to normal levels (Alderfer et al. 2010,
2015).

As with parents, there is a group which shows
an enduring cancer-related post-traumatic stress
(Alderfer et al. 2010, p 800):

Although we, along with others [9,10], have estab-
lished that most siblings do not exhibit elevated
levels of psychopathology, qualitative descriptions
indicate a pattern of adjustment that differs from
normative developmental processes. These quali-
tative descriptions, along with elevations in post-
traumatic stress and negative mood states and
lower scores on quality of life measures, indicate
that the sibling experience is unique and worthy of
further investigation.

Along with reports of enduring cancer-related
post-traumatic symptoms, several studies report
positive gains for siblings as well, such as
increased maturity, responsibility, independence,
resiliency and empathy (Alderfer et al. 2010).
Positive and negative outcomes may be found in
the same individual.

2.6.1 Relationships Between Well
Siblings and Other Family

Members

Central to the experience of well siblings are
their parents’ responses to the disease; they both
observe these and experience their effect on life
at home. Well siblings’ adaptations to the disease
thus follow from and mesh with, at least in part,
the adaptations which their parents make. Both
in studies of well siblings with cancer and stud-
ies of well siblings of children with other life-
limiting conditions and life-threatening illnesses,

researchers have found it useful to explore the
impact of the illness on relationships in terms
of allocation of resources, communication about
the illness and ill child’s condition (Bluebond-
Langner 1998).

Disease-related events—diagnosis, relapse,
deterioration and remission—and disease-related
experiences drive the parents’ behaviour toward
the ill child and the well siblings. As discussed in
other places in this chapter, time since diagnosis
is crucial. As in the case of parents of children
with cystic fibrosis, parents of children with can-
cer are more anxious and report being less patient
with well siblings at the time of diagnosis
(Bluebond-Langner 1998).

Well siblings report a number of negative
experiences at time of diagnosis and at periods of
relapse and deterioration including loss of atten-
tion or status within the family when material and
emotional resources are focused on the ill child.
At such times, well siblings report feelings of
exclusion, marginalization or being an outsider
and being peripheral to the parent-ill sibling dyad
(Yang et al. 2016).

Contributing to these feelings of exclusion is
the fact that well siblings are often given little
information about the ill sibling’s disease and
treatment (Lovgren et al. 2016) and, especially,
the prognosis. Well siblings are not necessarily
part of discussion of child’s condition and deci-
sion making, yet in the case of bone marrow or
stem cell transplant, they may be a major partici-
pant, or in situations where parents’ first lan-
guage is not English, they might come along and
act as translators for both clinicians and parents
(Bluebond-Langner et al. 2017).

It is important to note that the parents’ lack of
discussion with well sibling is not unique to that
relationship. Strategies parents use to contain the
intrusion of the disease into family life make con-
versations beyond the subject of current treatment
and tasks problematic for parents. They similarly
limit topics in discussions amongst themselves.
Studies also report a lack of discussion by parents
with well siblings for reasons of age and maturity
(e.g. too young, will tell them when they are
older, not now when they have exams). Also par-
ents may regard well siblings as uninterested or
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unwilling to talk about the ill sibling and so do
not open conversation (Bluebond-Langner 1996).
In addition there is a concern that well sibling
might say something outside the home that will
change the way others regard the ill child
(Bluebond-Langner1996).

Not surprisingly, siblings with one parent
absent, caring for child in hospital or staying with
other family members also report a loss of order,
routine and normalcy in the home (Yang et al.
2016).

Well siblings can feel loss of attention or
neglected (Chesler et al. 1992; Wilkins and
Woodgate 2005; Alderfer et al. 2010). These feel-
ings are often accompanied by an understanding or
acceptance of the reality of the ill sibling’s needs
and worry about their condition and what the future
holds. Such worries can lead to difficulties concen-
trating in school and poor school performance.
Alderfer et al. (2015) note that peer relationships of
well siblings of children with cancer are ““similar to
classmates, though they experience a small decre-
ment in activity and school performance”.

Understanding of the well siblings’ situation
and needs does not take away the sting of neglect.
Lindsay and McCarthy (1974) find that well sib-
lings understand their ill siblings’ needs but still
feel resentful and angry and yet in response to
that guilty for those same feelings. Bluebond-
Langner (1998) found that in siblings of children
with cystic fibrosis, a distance can develop in
their relationship. Wallin et al. (2015) found that
“siblings who were not satisfied with the amount
of time they talked about their feelings with oth-
ers in their brother’s or sister’s last month of life
were more likely to report anxiety than those who
were satisfied”.

Parents are aware of and worry about neglect-
ing their well children (Bluebond-Langner 1998).
They find that while they are striving to fulfil the
parental role with regard to the ill child, they
neglect that role with respect to well siblings tell-
ing themselves they will make it up to them later.
Parenting the well sibling is deferred.

All these findings need to be understood with
the recognition that the literature on the impact of
cancer on well siblings is the least settled in its
findings and consistency. It is difficult to reach

firm conclusions about the size and duration of
impact in educational, social and emotional
domains. Provisionally, at least, there is more
indication that they may be more at risk than par-
ents or ill children (Alderfer et al. 2010, 2015).

2.7 TheIlmpact of Cancer

on Grandparents

Several researchers have looked beyond the
nuclear family in assessing the impact of can-
cer on the family. Wakefield et al. (2014, 2016)
reporting on two cross-sectional studies that
also looked at child’s stage of the illness found
that grandparents of children with cancer had
high stress. Moules et al. (2012a, b) described
grandparents as having doubled worry, for
both their children, the parents, and for the ill
grandchild. Grandparents “silenced” their vari-
ous worries in order not to burden the ill child’s
parents with concern about them. Grandparents
reported that they contributed to retaining a
sense of normalcy in the ill child’s home; they
recognized it as an approximation to normalcy,
a new normalcy.

Notably in some families, the grandparents
and other members perceived that the grandpar-
ents were paying less attention to the other adult
siblings of the ill child’s parents and to other
grandchildren, a mirror image, so to speak of
what is seen in the parents of the ill child with
respect to the ill child’s well sibling.

2.8 Differences: Individual

and Cultural

It is taken for granted today that culture informs
behaviour. Precisely how this happens and what
it means for the behaviour of a given individual,
however, are less than clear. Culture informs but
does not dictate behaviour. Hence while trying to
respect the different perspectives which ill chil-
dren and their families may have, we must also
recognize their individuality and avoid stereo-
types. Addressing this issue, the psychiatrist and
anthropologist Arthur Kleinman wrote:
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We can say of illness experience that it is always
culturally shaped. But conventional expectations
about illness are altered through negotiations in
different social situations and in particular webs of
relationships. Expectations about how to behave
when ill also differ owing to our unique individual
biographies. So we can also say of illness experi-
ence that it is always distinctive. (Kleinman 1988)

As such, while we might thoughtfully and
carefully use generalizations about culture to
understand children and families dealing with ill-
ness, we cannot simply turn those individuals
into generalizations, into stereotypes (Wiener
et al. 2013). Not all individuals from a particular
culture display predictable traits, especially when
they have been educated or have lived in different
societies with a different culture. “Beliefs and
practices vary along the spectrum of education
and Western acculturation” (Wiener et al. 2013,
p 64). Information about cultural practices should
be used heuristically rather than to prescribe
approaches which clinicians can employ in deal-
ing with children and families of a particular cul-
ture or ethnicity.

We must also remember that everyone involved
in a clinical consultation is influenced by a cul-
ture, including clinicians (Surbone 2008, Wiener
et al. 2013). Many beliefs which are attributed to
non-Western cultures to mark them off as distinc-
tive also apply to those from the highly developed
world to Europe and the Americas. For example,
reluctance to talk about death and dying is not
unique to non-Western cultures. Feifel (1959) and
Kubler-Ross (1969) and others promoted the idea
that death denial is also widely practised, at least
in the USA. Bluebond-Langner (1978) found
widespread use of what Glaser and Strauss’
termed mutual pretence in parents’ discussions of
the ill child. More recent observers have noted
that “Frank discussions about death with children
still remain relatively uncommon in most acute
pediatric settings” (Evan and Cohen 2011). In
2009, French clinicians in a study of preference
for place of death for children wrote “In France,
as in most Western countries, death is a subject of
taboo that is very rarely or never discussed with
the family” (Montel et al. 2009).

Cultural variations on a variety of other issues
have also been found within Western societies. In

a study of parental participation in neonatal ethi-
cal decisions in 11 European cultures, significant
differences in policies were found. The authors
concluded that “Policies do vary widely across
countries, and variations cannot be explained by
differences in the unit level, size, resources, or
extent of teaching and research activities: they
are probably, in essence, culturally determined”
(Cuttini et al. 1999).

The world of cancer treatment and the hospital
is very much a subculture in which it is located
and into which all lay persons—regardless of
their country or culture of origin—must be
socialized or enculturated. It has a language, cus-
toms and rituals. All families are at least initially
foreigners in the world of the hospital. That world
is a tightly knit social world. So we may say that
to some extent “all families experience chal-
lenges in these areas, as the hospital environment
is an unfamiliar and daunting world, demanding
adaptability on the part of all whose lives become
centered there” (Kupst and Patenaude 2016).

A concomitant of cultural difference is the
issue of competence in the language of the clini-
cians providing treatment. Language, including
medical jargon and shorthand, is the medium of
the clinical consultation. It is the medium of all
the explanations of procedures and investigations
which children will undergo. It is the medium in
which care and treatment options are presented
and decisions made. Language in the fullest sense
is clearly a point at which interventions are cru-
cial and can make a substantial difference. In
urban tertiary centres, this can be a daunting task
in that the census of languages spoken can reach
well over 100 languages. The task is compounded
by not only the technical nature of the language
but the sometimes fraught nature of the exchange.
This is indeed a special form of translation and
requires our close attention.

2.9 Conclusions

29.1 Summary

Cancer impacts children and their entire families.
The stress which it causes rises and falls in relation
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to clinical events and the adaptations which chil-
dren and families make. Children and families’
understanding of the illness and of themselves
changes with experience with the disease and
with others whom they encounter in the course
of treatment. Eventually children enter into sur-
vivorship or parents become bereaved. It is
beyond the scope of this chapter but one can
foresee that late effects for survivors and new
life experiences will continue their interplay
long into the future. Bereavement is a protracted
process of change as well. Survivors and
bereaved parents are forever changed by the can-
cer experience and it figures into their continu-
ing growth or life course.

One often reads in studies quotations from
parents saying that their response to living with
cancer is to take 1 day at time, to focus on the
present. The studies cited in this chapter help to
flesh out this adage. Parents realize that in order
to do this they have to put aspects of their own
relation on hold. They realize that the well sib-
lings in the family are receiving less than the
attention which they need and deserve. In
response parents think about making this up in
the future. Grandparents conceal their own anxi-
eties and feelings in order not to burden their
children—the parents—and to carry on with the
task of helping to maintain that sought after nor-
mality, the new normality. Parents and other fam-
ily thus practise a sort of emotional, cognitive
and practical triage in order to get on with life
with cancer. Important issues are thus deferred,
but they are not overlooked.

Remarkably the majority of children and fam-
ilies adapt to cancer and do not develop signifi-
cant psychological problems as a direct result of
the cancer experience. They are “ordinary people
in exceptional circumstances” (Eiser 1990).
Some find positive aspects of the experience.
Those who do show clinically significant psycho-
logical symptoms do so, research suggests,
because of issues and patterns of behaviour which
existed before the onset of cancer. The cancer
population resembles the wider population in this
respect; 20-30% show clinical symptoms. These
can be exacerbated by the experience of cancer,
however, and so identifying and supporting such

individuals are important tasks. All families fac-
ing cancer feel, at least at predictable times, and
appropriately, increased stress, and it is always
appropriate to strive to mitigate this.

2.9.2 Directions for Future Research

Prospective, longitudinal studies should be the
norm going forward. Even multipoint cross-
sectional studies are not adequate as what is
needed is that a process be observed. Long and
Marsland (2011) in reviewing the literature on
family adjustment to cancer write that there is too
much of a focus on outcomes at a point rather than
attention to the process through which families
adapt to cancer. They note the paucity of mixed
method studies and find this unfortunate because
this misses the utility of “combining process-ori-
ented explanatory...qualitative approaches with
the statistical benefits of quantitative methods”.
Methods and approaches are needed which are
adapted to the dynamic, changing impact of can-
cer and the fact that individual and family adjust-
ment is not a linear process.

Proxy reporting needs to be curtailed. This is
especially true since these reports tend to come
predominantly from mothers. Regardless of spe-
cific gender-based differences, mothers and
fathers as a practical matter divide duties in the
family and as a result likely have somewhat dif-
ferent experiences and points of view (Phares
et al. 2005).

2.9.3 Recommendations for Clinical
Practice

* In engaging with patients, parents and other
family members, it is important to assess
where individuals are on the biopsychosocial
trajectory. Their views and constructions can
differ from one another and from yours, the
clinician’s. Knowing this is a part of knowing
to whom you are speaking in a consultation.

*  When events occur which you perceive as sig-
nificant for the management of the ill child,
remember that parents (and children) need to
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both understand what is happening and to
internalize that knowledge. Time and experi-
ence facilitate this process for families. The
views and understandings of different mem-
bers of the family will not necessarily change
for all members at the same time in relation to
clinical events. With the first point above, one
establishes a baseline. The task then becomes
to track the progress of ill child and parents as
they move along the illness trajectory.

Keep in mind that knowledge and understand-
ing of the prognosis is not a black-and-white
issue of simply knowing or not knowing.
Parents manage their awareness and keep
foremost in it what is necessary to carry on in
the day to day with care for the ill child in
order to maintain family life. Recognizing that
one’s child is dying is not simply a matter of
information; it is something that each parent
must come to him- or herself.

Parents want to leave no stone unturned. If a
child reaches a point where no appropriate dis-
ease-directed options are available, parents may
still want to continue looking for options. They
may ask you the clinician to do this; they may
do it themselves or both. They may want to keep
open the possibility of scans or other investiga-
tive procedures if appropriate. Being open to
engage in these discussions with parents allows
them to maintain both aspects of their role.
Hinds et al. (1996) write that knowing that
they were doing their best to help their child
survive helped parents consider the reality that
treatment might fail and that their child would
die. A parent in the study said that though they
realized that the time might come when they
would say “enough”, “I may even have to help
say that. But I don’t want to be the one”.
Understanding by clinicians of parents’ role
and of what they are trying to balance can
facilitate parents’ participation in such deci-
sions. Clinicians need to demonstrate their
understanding in the interaction with parents
by engaging with the parent as both advocate
and protector. For some parents, this might
mean supporting the desire to search for fur-
ther therapy even up to the last weeks of the
child’s life.

Resources of different kinds are critical to fam-
ilies’ adaptation to the impact of cancer. Adult
siblings of parents and grandparents often help
with tasks of care for children in the family.
Economic resources, flexibility with working
arrangements and sufficient income to deal
with increased expenses are also needed, when
this lacking parental stress increases. Pelletier
and Bona (2015) propose that parents be
assessed for financial hardship and that appro-
priate referrals for counselling or support be
provided.

11l children, even young children, will acquire
a great deal of knowledge about their illness
and its treatment whether they explicitly told
this or not. This includes the fact that they
might be dying. It is important that children
and adolescents have informed people with
whom they can talk in order that they have
accurate information, comfort and support. It
is best if the ill child or adolescent chooses
when and with whom such conversations take
place. It is not essential that ill children and
adolescents be willing to speak openly with
everyone involved in their care treatment even
if that means they avoid certain issues with the
attending or consultant physician or with one
or both of their parents. What is important is
that there is some informed person in their
lives with whom they can discuss their illness
and its ultimate outcome.

I11 children, like their parents, value and strive
for a sense of normality. Important compo-
nents of this normality are relations with peers
and, when feasible, return to school. Peer rela-
tionships and return to school can be facili-
tated by maintaining some contact when the ill
child is under treatment or in hospital via writ-
ten or video media.

Return to school is best supported by prepar-
ing teachers and classmates with information
about what to expect and trying to allay fears
and address concerns. Information should be
general. It should be up to the ill child or ado-
lescent to disclose particular facts of their
illness.

Simple acts can help well siblings. Making it
possible for parents to bring siblings with
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them when consultations take place or for
clinic visits is a positive step. Alderfer et al.
(2010) suggest reminding us of the impor-
tance of speaking to well siblings about them-
selves and not just about their ill sibling.
Talking to well siblings about their ill sibling’s
treatment or giving them a tour of parts of the
facility can help to lessen well siblings’ feel-
ings of exclusion.
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The Interdisciplinary Oncology
Team and the Role of Palliative
Care Consultation

Jorge Mauricio Cervantes Blanco

and Emma Jones

It takes a village to raise a child—Igbo Proverb

This well-known proverb demonstrates the
role of the community in the healthy develop-
ment of its members. For children with cancer,
this saying could be paraphrased to “It takes a
team.” This group of clinicians must provide
care, not only for the child and families but also
for the parents, grandparents, siblings, peers, and
teachers who are affected by the illness.
Interdisciplinary care is a core element of cancer
treatment and provides a firm foundation on
which to incorporate additional palliative care
elements into pediatric oncology. In this chapter,
we focus on the development and structure of
interdisciplinary oncology teams and discuss
ways to enhance existing roles to allow for
greater incorporation of palliative care concepts.
We will also consider the role of specialty pallia-
tive care teams and discuss paradigms for incor-
porating consultation into the care of children
with cancer.
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Case 1

Jackie is a 16-year-old girl who is currently
in her sophomore year in high school. She
is an active soccer player and very involved
in community service and volunteer work.
She presented to the emergency room with
a prolonged nosebleed and has just been
diagnosed with acute myeloid leukemia.
Jackie and her parents, Bill and Debbie,
will now meet the oncology consultant
who will give them some information about
the diagnosis and order additional tests.
She will then be admitted to the oncology
ward where she will meet the oncology
ward nurse, resident, fellow, and attend-
ing oncologist. As the medical team begins
initial supportive care, Jackie’s blood will
be studied by pathologists, and blood
bank specialists will prepare transfusions.
Once the final diagnosis is confirmed, the
oncologist will recommend a chemother-
apy regimen based on cooperative group
best practice. Jackie and her parents may
be offered a clinical trial, in which they
would also meet the research team.
Chemotherapy orders are written by the
oncologist and reviewed by a chemother-
apy nurse and pharmacist. Surgeons are
consulted for placement of a central line,
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and Jackie receives care from an anesthesi-
ologist, surgical technicians, operating
room nurses, and recovery room staff
before returning back to the oncology ward
to begin her treatment.

The day after receiving the diagnosis,
Jackie and her parents meet with the social
worker to learn about available supports
and discuss their hopes and worries. This
initial meeting identifies that the family has
a very deep faith and relies on prayer to get
through difficult circumstances. A chap-
lain is consulted for additional spiritual
support. A few days later, a child life spe-
cialist visits with Jackie and learns that
Jackie is devastated that she will be unable
to return to school this year due to the che-
motherapy regimen. The social worker and
child life specialist work together with
school counselor and principal to estab-
lish in hospital schooling for Jackie and set
up a Skype account for her to keep in touch
with friends. Despite these interventions,
Jackie has extreme anxiety about her abil-
ity to return to normal life, particularly
sports, after her treatment. A psychologist
is consulted to meet with her regularly and
provide counseling, and the attending psy-
chiatrist considers if pharmacologic man-
agement of anxiety is needed. A physical
therapist works with Jackie every week to
help her maintain strength as much as pos-
sible, and the dietician recommends meals
and supplements to optimize nutrition. A
biweekly meeting is established with
Jackie, her parents, and the interdisciplin-
ary team to discuss holistic care in an ongo-
ing manner.

Two months later, Jackie’s mood is
becoming more depressed. She has been
in the hospital since diagnosis and experi-
enced significant nausea, pain, and fatigue
with chemotherapy. During her first cycle
of chemotherapy, she developed sepsis
which required transfer to intensive care
unit and consultation with infectious dis-
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ease specialists. She is expressing fears
about dying while also sometimes saying
she wishes she would die to escape the
misery of her symptoms. She is unable
to sleep at night and has begun refusing
physical therapy or child life activities dur-
ing the day due to lack of energy. Debbie
has been at Jackie’s side throughout. She
has not been home to visit her other two
children. Bill has been home trying to work
to support the family and care for the other
children. The interdisciplinary team meets
again and invites members of the palliative
care consultation service to attend to lend
their expertise to the ongoing care plan-
ning. This expanded team identifies addi-
tional symptom management strategies
that may be of benefit and decide that a for-
mal palliative care consultation to provide
advanced symptom management is indi-
cated. The palliative care physician, fel-
low, and nurse practitioner meet with the
patient and family to make a more thorough
symptom assessment and provide ongoing
guidance on pharmacologic and non-phar-
macologic management of pain, nausea,
fatigue, anxiety, and sleep disturbance. As
her physical symptoms improve, Jackie’s
mood also improves. She does continue to
express concerns about dying, particularly
worries about experiencing pain or being
alone at the end of her life. This topic is
specifically addressed at the next interdis-
ciplinary meeting with the consensus of the
group to introduce opportunities for Jackie
to participate in age-appropriate advance
care planning. The palliative care social
worker partners with oncology social
worker and psychologist to review avail-
able resources for advance care planning
in adolescents and decide to utilize the
“Voicing My Choices” conversation guide.
The palliative care interdisciplinary
team provides a brief training workshop for
Jackie’s providers on the use of this guide
as well as other communication pearls to



allow them to feel confident in undertak-
ing such a conversation. Both teams agree
that the psychologist with whom Jackie
has become quite close over the past few
months is the best person to initiate this
discussion. The oncology social worker
continues in the role of supporting Bill and
Debbie and explores their desire to discuss
advance care planning as well.

After a series of guided conversations
utilizing the “Voicing My Choices” tool,
Jackie’s fears about end of life are dimin-
ished. She shares the contents of the dis-
cussion with her oncologist and palliative
care team stating “Of course I hope I don’t
die, but it makes me feel better to know that
my wishes will be honored if it does hap-
pen.” The palliative care team remains
involved to manage symptoms throughout
the remainder of therapy. Jackie completes
her treatment course and remains in remis-
sion. After discharge, the palliative care
team collaborates with child life to reach
out to Jackie’s school to facilitate her re-
enrollment. Jackie enjoys working with
physical therapist and dietician to create
a reconditioning plan to get her back to the
soccer field soon. Jackie remains in the pal-
liative care program for 1 year and then is
discharged. She is thankful for the care the
team provided and reflects during the final
visit “I hope I don’t have relapse, but if I
do, I want you to be a part of my team.
Thanks for helping me feel my best even
when I was at my worst.”

Case | demonstrates the potentially large
number of clinicians that are involved in
care delivery for a pediatric oncology
patient. It also illustrates how pediatric pal-
liative care team can seamlessly integrate
into the existing oncology interdisciplinary
teams. It is also an example of how regular
use of care team meetings and recognition
of each member’s unique strengths and role
can allow for more comprehensive and
holistic care planning.
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Pediatric oncology has always included
multidisciplinary care. Patients often have ten
or more clinicians or groups involved in pro-
vision of care as illustrated in case vignette 1.
Most pediatric cancer centers have some struc-
ture in place to meet regularly to discuss such
multidisciplinary care such as tumor boards or
case conferences (Cantrell and Ruble 2011).
Unfortunately, the psychosocial aspects of care
are not typically included in such discussions.
Tending to patient and family well-being and
quality of life during therapy is no less complex
than deciding which chemotherapeutic regimen
or surgical approach to utilize. Important organi-
zations as the American Academy of Pediatrics
(AAP), Children’s Oncology Group (COG), and
the SIOPE (European Society for Paediatric
Oncology) have standards for the minimum
access to services and expertise within a pedi-
atric cancer center, including palliative care, but
little is written about how the team interaction
can be (American Academy of Pediatrics 2004;
Children’s Oncology Group 2014; Kowalczyk
et al. 2014; European Society for Paediatric
Oncology). The model of care in most centers,
however, is that patients interact with various
members of the care team in parallel or serially
with little attention to the interactions between
team members that are necessary for true collab-
orative care. Models of team functioning which
have been utilized within specialty palliative
care teams can be utilized throughout the trajec-
tory of illness to improve patient care and allow
for more seamless integration of palliative care
principles.

Relationship-centered focus: The palliative
care approach to team functioning builds on the
relationship-centered focus integral to patient
care in this field. The human elements of caregiv-
ing cannot be ignored and are a vibrant part of
each participant’s value. Well-functioning teams
recognize that there is always reciprocal influ-
ence in any encounter and that individual values,
subjectivity, and past experiences shape deci-
sions both for patients and professionals. Each
clinician brings a unique set of experiences and
skills which will enhance the overall care experi-
ence (Papadatou et al. 2011).
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3.1 Members of a
Comprehensive
Care Team

In order to achieve the goal that all children with
cancer receive access to palliative care, the pri-
mary oncology team must be the center. Within
this model the oncology team should have suffi-
cient collective expertise to address the range of

physical, psychosocial, emotional, practical, and
spiritual needs of the child and family. To achieve
this goal most teams include physicians, nurses,
social workers, psychologists, case managers,
spiritual care providers, bereavement specialists,
and child life specialists. Figure 3.1 shows how
different disciplines assess all dimensions of
care, and Table 3.1 describes distinctions in
expertise that clinicians may provide. The team

Fig.3.1 The four
domains of quality of
life and the clinicians

(o Physcial therapy
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e Peers
* Community

-
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* Social Work e Chaplain
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Table 3.1 Distinctions of expertise between palliative care providers (adapted from Ogelby and Goldstein (2014)

Medicine Address medical needs such as pain and symptom management
Consider the implications of medical interventions
Take the lead on framing the illness trajectory and prognosis
Take on special role interacting with other medical specialties
Nursing Clinical support and hands-on care

Teaching families how to best provide care for their children

Support other staff at bedside

Social work

Address broad spectrum of factors that influence families, such as housing, transportation, and
family dynamics

Provide psychosocial/emotional and bereavement supports

Psychologist | Helps patient to cope with disease, diagnostic or therapeutic procedures based on developmental
stage, strengthen family coping strategies
Provide psychosocial/emotional and bereavement supports

Child life Provide psychosocially driven intervention that promotes coping through play, preparation,

education, and self-expression activities for both patient and siblings

Pastoral care

Support spiritual needs of child and family

Access supports specific to a family’s religious belief and values

Communicate spiritual needs of family to care team for considerations in care plan
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should also have access to high-quality adjunct
services including psychiatry, pharmacology,
nutrition, expressive therapies (e.g., music or art
therapy), and rehabilitation services (physical,
occupational, and speech therapy).

3.2 Team Development

Moving toward true interdisciplinary care
requires a process of team development. The
major difference between a multidisciplinary
team working in parallel and a true interdis-

Fig.3.2 Models of
multi- and
interdisciplinary care

Practitioner

ciplinary team is the relational component
between clinicians. The latter recognizes that
each team member not only affects the patient
and family but also the other team members as
well (Fig. 3.2).

Growing from a group to be a team: Becoming
a team requires commitment and common pur-
pose. The members must recognize their mutual
goal and value teamwork as a means to achieve
more than could be accomplished alone. This
transition from a group to a team may not always
be easy and should be seen as a dynamic process.
The movement from a loose collection of indi-
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viduals who coexist to an integrated team work-
ing in collaborative alliance is often a nonlinear
process (Papadatou 2009). It may be character-
ized by periods of forward and regressive move-
ment as well as times of disorganization,
stagnation, and growth. For such an alliance to
develop, care providers must spend time work-
ing together, sharing experiences, exploring dif-
ferent points of view, and developing a common
language within a holding environment (Kahn
2001). Refer to Box 3.1 to learn more about
these two concepts. Table 3.2 describes some
essential principles of a good interdisciplinary
team work.

Box 3.1 Essential elements for developing
an interdisciplinary team

Holding environment

A psychological space that is both safe
and challenging. For clinicians caring for
children with serious illness, this space is
one of understanding and support that
allows for management of distress. An

ideal holding environment allows clini-
cians to express feelings of sadness, anxi-
ety, anger, or fear with others who can
validate their feelings and at the same
time emphasize their abilities to explore
new horizons and manage challenges.

Collaborative Alliance

Emphasis is on open communication
between clinicians. Team members learn
from each other, broaden horizons of under-
standing, and thoughtfully review their work
by assessing their strengths and limitations.

This team development process requires inten-
tionality and will not occur without specific atten-
tion to create opportunities for clinicians to interact
in a team-based way. Training on new skills as a
team or working together on a quality improve-
ment project to enhance integration of palliative
care is an ideal mechanism to enhance team func-
tioning in addition to knowledge and skill of each
member (Weller et al. 2014). Table 3.3 details the
phases a group goes through to become a team.

Table 3.2 Ten principles of a good interdisciplinary team work

Leadership and
management

The team should identify a leader who establishes a clear direction and vision for the team
while also listening and providing support to the team members

Clarity of vision

The team incorporates a set of values that clearly provide direction for the team’s service

Climate The team demonstrates a team culture and interdisciplinary atmosphere of trust where
contributions are valued

Appropriate The team ensures appropriate processes, and infrastructures are in place to uphold the vision

resources and of the service

procedures

Quality and
outcomes of care

The team provides quality patient-focused services with documented outcomes and utilizes
feedback to improve the quality of care

Communication

The team utilizes communication strategies that promote intra-team communication,
collaborative decision-making, and effective team processes

Appropriate skill The team integrates an appropriate mix of skills, competencies, and personalities to meet
mix the needs of patients and enhance smooth functioning

Individual The team recruits staff who demonstrate interdisciplinary competencies and assists
characteristics individuals in developing additional competencies

Respecting and
understanding roles

The team promotes interdependence among various team roles while also respecting
individual autonomy

Personal rewards,
training, and
development

The team fosters the development of members through appropriate training, rewards,
recognition, and opportunities for career development

Adapted from Nancarrow et al. (2013)
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Table 3.3 Tuckman’s stages of team development (Tuckman 1965)

These stages describe a process many teams go through. Team development is a nonlinear process and even the
most high-performing teams will revert to earlier stages in certain circumstances. Many long-standing teams go
through these cycles many times as they react to changing circumstances. For example, a change in leadership may
cause the team to revert to storming as the new people challenge the existing norms and dynamics of the team

Forming

focused on themselves

The team meets to learn about the tasks and challenges and then agree on goals. Team members
tend to behave quite independently. They may be motivated but are usually relatively uninformed of
the issues and objectives of the team. Team members are usually on their best behavior but very

Storming

will fail

In this stage team members begin to form opinions about the work ethic of other members and may
voice opinions if they are dissatisfied. Disagreements and personality clashes must be resolved
before the team can progress out of this stage. Some groups may avoid the phase altogether; for
others the duration, intensity, and destructiveness of the “storms” can be varied. Tolerance of each
team member and their differences should be emphasized; without tolerance and patience the team

Norming

As the team resolves disagreements and personality conflicts, a stronger alliance and spirit of
cooperation emerge. In this stage, all team members take the responsibility and have the ambition to
work for the success of the team’s goals. The danger here is that members may be so focused on
preventing conflict that they are reluctant to share controversial ideas

Performing

The team now has established roles and norms of function. They can begin to achieve common
goals and often reach unexpectedly high level of success. Dissent is expected and allowed as long as
it is channeled through means acceptable to the team

Procedures
of the Interdisciplinary Care
Team

3.3

3.3.1 Interdisciplinary Team

Meeting

The core procedure to ensuring well-coordinated
care for complex patients with serious illness is
the interdisciplinary team meeting. The interdis-
ciplinary team meeting is a convening of provid-
ers to discuss the care plan for one or multiple
patients. Although such meetings may seem to be
time-consuming and may be difficult to schedule,
they are essential in creating an integrated, holis-
tic care plan; they may facilitate shared decision-
making that incorporates the patient and family
perspective to a greater degree than standard
practice. They could be understood as the “head-
quarter” where everyone in the team will know
what their specific tasks will be and have a pro-
tective effect, as every clinician will know how to
complement each others’ goals without duplicat-
ing efforts and joining the essential information
gathered from the family by each discipline. This
will allow a more fluent and effective communi-
cation between family and the team by providing

the whole team of the essential information that
is going to be “on the air”” while making the expe-
rience of the patient and family less painful by
telling their story less times (Connor et al. 2002).

Literature on the best way to conduct such a
meeting is lacking, but there is consensus on a
few vital principles. Firstly, an interdisciplinary
team meeting is a nonhierarchical affair. One
team member may take the leadership role in
keeping the discussion on track or asking key
questions, but all members should have an equal
voice. Secondly, all aspects of the care plan
(physical, social, spiritual, and emotional) are
considered with equal importance. Lastly, an
agenda or routine structure to the meeting will
improve the efficiency and effectiveness of these
meetings and help the team to find value in this
use of time (Fig. 3.3) (Demris et al. 2008).

3.3.2 Family Care Conference

The family care conference is a distinct type of
interdisciplinary meeting in which the patient
and family are the center of the interaction. This
type of conference has been most well described
in the intensive care unit setting, but can be used



42 J.M. Cervantes Blanco and E. Jones

Fig.3.3 Sample agenda
for an interdisciplinary
team meeting

Interdisciplinary Team Sample Agenda
Process:

* Once weekly,one hour meeting

e Each patient will be discussed: new patients, readmit-
ted/reconsulted patients, continuing patients, discharged patients
with any updates

* Facilitator and time keeper assigned

* Each discipline presents their field followed by brief team discussion:

o Medical (Physician/Nurse Practitioner)
o Pain Management
o Rehab
o Child Life
Table 3.4 Framework for a family care conference
Timeframe Procedures Objectives Logistical considerations
Premeeting Clinician-only meeting | Preparing participants Identify someone to take notes
Identify key participants and set Arrange interpreter if needed
the agenda Set a location
Identify key psychosocial issues Determine the role of learners
Identify who will facilitate the Discourage interruptions
meeting
Gather family concerns (if known
previously)
Care Introductions and Information sharing Allow ample time for family to
conference overview Input from continuity providers speak
Family engagement Family advocacy
Shared decision-making | Emotional connection
Post-meeting | Closure and follow-up Thank participants Document a summary of the
Summarize what was discussed meeting
Highlight next steps Share documentation with family
and continuity providers
Consider next meeting

Adapted from Fox et al. (2014)

successfully in inpatient and outpatient settings
as well. The family care conference is an as-
needed procedure and should be considered when
delivering difficult news, discussing prognosis,
considering major medical decisions, or consid-
ering end-of-life care. A family care conference
may also be beneficial for patients with pro-
longed hospital stay, involvement of multiple
subspecialists, or in preparation for discharge.
While there are no standardized recommenda-
tions for how to conduct a family care confer-
ence, the model proposed by Fox et al. provides a
nice framework for conducting such a meeting
(Table 3.4) (Fox et al. 2014). Careful planning
and skill should go in to all phases of the proce-
dure. A clinician with in-depth knowledge of the

family communication preferences and interper-
sonal dynamics should lead the meeting. This
may be the attending oncologist, but could also
be a social worker, nurse practitioner, or pallia-
tive care specialist. One of the tasks during the
premeeting phase should be to determine who is
most suited for this role.

Letting the family know that a conference will
be held with the clinicians involved and encour-
aging them to think ahead and develop a list of
questions could be really helpful. The team will
be able to know in advance how the family thinks
and which are its main concerns (physical, spiri-
tual, social, or emotional), so the chance of hav-
ing a meaningful family-centered conference and
effective shared decision-making increases. The
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literature supports that interdisciplinary confer-
ences including family caregiver are challenging
because potential barriers must be considered:
time constraints, communication skill deficits,
unaddressed emotional needs, staff absences, and
unclear role expectations. Nevertheless when
studied in non-hospice settings, shared decision-
making has been found to be associated with
increased patient knowledge, more confidence in
treatment decisions, and more active patient
involvement in care (Washington et al. 2016).

3.3.3 Huddle

The idea of a quick huddle draws from sports
teams who meet quickly and with a distinct pur-
pose before the start of a play. In healthcare, the
huddle can be used as a “just-in-time” review of
the plan for a patient. Huddles have been utilized
in the outpatient setting to begin each clinic ses-
sion and optimize the patient flow and care coor-
dination of the day (Dingley et al. 2008). The
literature on the use of huddles in pediatric oncol-
ogy or palliative care is lacking, but it is plausible
that this tool may be very beneficial. Huddles
enable teams to have frequent but short briefings
so that they can stay informed, review work,
make plans, and move ahead rapidly. The huddle
is an ideal way to include team members who
may not be included in interdisciplinary team
meetings or family conferences such as residents,
bedside nurses, or other unit staff that participate
in the frontline patient care. For example, a hud-
dle for a patient at end of life on the inpatient
oncology unit could include attending oncolo-
gist, oncology fellow, on-call resident, nurse, pal-
liative care physician, pharmacist, and social
worker. This team could huddle at the start and
end of each day (to allow for each shift to be
included) to review the previous 12 h and make
plans for the upcoming 12 h. This 5-10 min time
investment is invaluable in avoiding the suffering
associated with unanticipated complications and
last minute, on-call care planning. The use of a
checklist as a guide would further ensure that
such meetings are conducted in the timeliest and
efficient manner possible.

3.3.4 Debriefing

Debriefing is the process of spending a few min-
utes immediately after a procedure or encounter
to assess what went well, what were the chal-
lenges, and what the team will do differently next
time. This is a great opportunity for team learn-
ing while the events are fresh (Leonard et al.
2004). In palliative care, more in-depth debrief-
ings are often needed to allow space for the team
to process cognitive and emotional elements of
complex patient encounters. A bereavement
debriefing is a special type of debrief in which
the focus is on team members’ own experiences
of grief following the death of a patient (Keene
et al. 2010).

Case 2

Interdisciplinary care and excellent team
function do not necessarily equate to uni-
versal consensus in every clinical scenario.
Often team members have differing opin-
ions, and disagreements can surface that
lead to greater conflict without open com-
munication and respect for the personal
and professional contributions of other
team members.

3.4 Integration of Palliative Care

into Oncology

Palliative medicine is a rapidly growing subspe-
cialty of medicine with a focus on assessment,
evaluation, and treatment of the physical, psycho-
logical, social, and spiritual needs of patients and
families with serious illnesses. In most places,
palliative medicine physicians work within inter-
disciplinary care teams to provide holistic pallia-
tive care. The goal of palliative care is to optimize
quality of life while living with a serious illness
(Wolfe et al. 2008). As described by the World
Health Organization (WHO)), it is the “active total
care of the child's body, mind, and spirit and also
involves giving support to the family. It begins
when illness is diagnosed and continues regard-
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Jasmine was a 17-year-old girl with
osteosarcoma. She had initially been diag-
nosed 5 years earlier and had experienced a
relapse 9 months ago. Despite intensive
chemotherapy and surgery, her tumors con-
tinued to progress including diffuse pulmo-
nary metastases and pleural effusions. She
was admitted for management of respira-
tory distress and also found to have a large
pericardial effusion which was causing
arrhythmias and decreased cardiac output.
Attempts were made to drain the fluid col-
lection and improve her cardiopulmonary
status with marginal effect. One week after
admission, Jasmine experienced a cardiac
arrest due to acute arrhythmia. She was
successfully resuscitated, stabilized, and
transferred to intensive care unit. Following
the cardiac arrest, she developed acute
renal failure which required dialysis, and
she remained in a coma with evidence of
acute anoxic brain injury on magnetic reso-
nance image.

Jasmine’s family was devoutly religious
and perceived this hospitalization as a test
they must endure. They had faced many
near death experiences in the past and saw
their daughter as a strong-willed fighter.
They displayed an unwavering belief that
prayer and faith would heal her. They con-
tinued to hope for a miracle and requested
that all medical interventions be continued
to keep her alive.

Several physician members of the team
acknowledged that Jasmine’s survival was
extremely unlikely and believed that the
care plan should turn toward emphasis on
comfort measures. Some felt burdened by
the suffering caused by ongoing treatments
to prolong her life. Others believed that the
family wishes should be supported despite
Jasmine’s poor prognosis; the social worker
held that the parents deserved to feel sup-
ported in their choices as they would reflect
upon them for years after her death. The
care team at this point included an oncolo-
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gist, oncology nurse practitioner, intensiv-
ist, nephrologist, cardiologist, neurologist,
palliative medicine specialist, psycholo-
gist, palliative care social work, and numer-
ous intensive care unit nurses. Palliative
care had been consulted at the time of
relapse and had an established relationship
prior to this admission. Recognizing that
there may be differing opinions between
this large care team and fearful that the
family may receive mixed messages, the
palliative care team scheduled a meeting to
discuss the case. Through this discussion,
the intensivist was able to share his percep-
tion that he was doing harm in the process
of providing care that was no longer benefi-
cial. The pain and suffering caused by the
medical interventions was challenging for
the nursing staff and others at the bedside.
The psychologist and palliative care social
worker were able to share their perspec-
tives on the family, noting that unlike the
physicians who have a large body of collec-
tive experience, this family is operating
with only their singular experiences of
their child. This allowed the team to gain a
broader perspective for why the percep-
tions of the family may differ so greatly
from that of the medical team. The psy-
chologist also partnered with the hospital
chaplain to caution the physicians against
challenging the very strong faith which the
family must draw on for strength now and
throughout bereavement.

Though this meeting did not end with
consensus of clear goals or a unanimous
opinion regarding the appropriate treat-
ment course, the discussion allowed for the
team members to better appreciate the oth-
ers perspectives. This process allowed for
increased compassion within the team and
enabled team members to have a little more
patience to allow the natural course of ill-
ness to unfold. The team members were
mindful of presenting themselves to the
family as a cohesive and unified team and
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continued to interact with the family in a
manner that encouraged ongoing dialogue.
A few days later, Jasmine’s dialysis cathe-
ter clotted, and a new one could not be
placed. The family recognized that the end
of life was near and elected to have Jasmine
extubated to allow for death. The intensiv-
ist, oncologist, and palliative medicine spe-
cialist were present to provide symptomatic
management and assure Jasmine’s comfort.
The palliative care team remained involved
with the family to provide psychosocial
support and bereavement follow-up.

less of whether or not a child receives treatment
directed at the disease...” (World Health
Organization 2016). This expertise and philoso-
phy is increasingly being incorporated into stan-
dard oncologic care for both adults and children.
Palliative care is appropriate at any age and at any
stage in a serious illness and can be provided
together with curative treatment (Meier 2011).

In a remarkable phase III random controlled
study published in 2010, Temel et al. describe the
benefits of early consultation to palliative care as
part of the treatment of patients with metastatic non-
small cell lung cancer (NSCLC) (Temel et al. 2010).
They reported a significant improvement in mood
and even survival in the group that received support
by a palliative care team from the beginning.
Inspired by these findings, the American Society of
Clinical Oncology (ASCO) issued an expert con-
sensus statement in 2012 stating “Substantial evi-

dence demonstrates that palliative care—when
combined with standard cancer care or as the main
focus of care—Ileads to better patient and caregiver
outcomes...While evidence clarifying optimal
delivery of palliative care to improve patient out-
comes is evolving, no trials to date have demon-
strated harm to patients and caregivers, or excessive
costs, from early involvement of palliative care...
combined standard oncology care and palliative
care should be considered early in the course of ill-
ness for any patient with metastatic cancer and/or
high symptom burden.” (Smith et al. 2012)

To achieve that noble goal, two major barriers
must be addressed. One is the medical culture
and attitudes that create a false dichotomy
between curative therapy and palliative care. The
other is the lack of access to palliative care teams
and/or the inability of a specialty team to fully
meet the patient care demands. Table 3.5 outlines
some of the perceptions which may present barri-
ers to early integration of palliative care (Dalberg
et al. 2013).

Interestingly, in a study by Dalberg et al., phy-
sicians were more reluctant to integrate palliative
care early, while nurses and social workers
believed earlier integration of the palliative care
team would benefit their patients care (Dalberg
et al. 2013). This finding suggests that strong
interdisciplinary care and team discussion about
indications for referral may lead to a shift in these
attitudes. Knowing how to utilize each team
member to the fullest potential and draw from
individual strengths while also leveraging team
dynamics to accelerate therapeutic goals with
patients and families is advanced “team-ness.” In
pediatric oncology, a patient’s care team often

Table 3.5 Clinician perceptions of barriers to early integration of palliative care (Dalberg et al. 2013)

Overlapping roles | Physicians perceive that patients’ palliative care needs are already adequately addressed by the
primary oncology team

Conflicting Physicians’ belief that the purpose of palliative care is inconsistent with cure and only

philosophies appropriate when cure is no longer the goal

Patient readiness
additional parental burden

Clinicians worry that introducing the pediatric palliative care team early could lead to

Emotional issues

Primary care providers may influence patient care. Often nonphysician clinicians perceive that
physicians’ hope for cure, even when the prognosis is poor, may bias treatment decisions and
how information regarding therapeutic options is relayed to patients and families. This
emotional attachment and potential seems to intensify over time and may drive clinicians to be
overly optimistic when it comes to their own patients (World Health Organization 2016)
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expands greatly as the illness becomes more
severe or complex. Admittedly, advanced team
work skills are needed with increasing size and
complexity. Oncology teams which have devel-
oped practices and behaviors to work as a seam-
less unit will be most well positioned to
incorporate additional members, such as pallia-
tive care consultants. A team with common goals
and shared vision is less susceptible to fears that
new clinicians may swoop in and ‘“steal” the
patient. Similarly, consulting teams must recog-
nize the value of the care team already in place
and work diligently to enhance as opposed to
replace that care.

In the traditional model, the oncology team
provides care with primary focus on cure with
psychosocial care primarily focused on concrete
needs and helping the child and family cope with
the stress of illness. The palliative care team is
consulted once all therapeutic options have been
exhausted. This transition is seen as a handoff in
care with an abrupt shift in the composition of the
team members involved. The palliative care team
provides care through the end of life and into
bereavement with little involvement from the
oncology team. This model offers end-of-life
care, which is noble, but also may create defi-
ciencies in care. There may be missed opportuni-
ties for enhanced symptom management or
quality of life support earlier in the disease course
as well as missed opportunities for oncology cli-
nicians to participate in end-of-life care. Patients
and families may feel abandoned by their oncol-
ogy teams if they become less involved as goals
of care shift. The dichotomy between cancer-
directed treatment and quality of life is empha-
sized in a model that implies each team only
thinks about one of these. Regardless of this pit-
fall, this model is a frequent and valuable starting
point when palliative care programs are newly
implemented (i.e., developing countries).

A newer and better model is to think of the
various roles as layers that all work together
seamlessly to create a whole better than the sum
of its parts. Patients do not need to choose
between cancer treatments and supportive/pallia-
tive care. Everyone can work together to opti-
mize both the quantity and quality of life. This is

particularly important in the new era of targeted
therapy, which has seen an explosion of novel
therapeutic options that are less toxic than tradi-
tional chemotherapy, making it feasible for
patients to receive cancer treatments closer to the
end of life (Bruera and Hui 2010).

3.5 Conceptual Models

of Integration

It may be beneficial to use a conceptual model to
understand how palliative can integrate with
standard oncologic care. Such models allow for
the team to have a common understanding of
what they are trying to achieve and have a com-
mon language when describing palliative care to
patients and families. Bruera and Hui have
described several helpful models including mul-
tilayered model of supportive care as illustrated
in Fig. 3.4.

Additionally, they present an analogy of the
illness trajectory as a road trip and the prepara-
tions for the car as advance care planning. A
hopeful and unrealistic driver will set out on the
road without any safety features (insurance, seat
belts, airbags) or comfort measures (air-
conditioning, seat cushions). The prepared driver
will plan for uncertainty by having safety fea-
tures in place while remaining hopeful that such
preparations will not be needed. Additionally, the

Routine
oncologic care

Supportive
care

Palliative care

End of life
care

Fig.3.4 Multilayered model of supportive care. Adapted
from Bruera and Hui (2010)
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prepared driver recognizes that attention to com-
fort measures does not impair the ability to reach
the destination (Bruera and Hui 2010).

Even as we overcome philosophical barriers,
access continues to be a major issue. Currently
only 58% of Children’s Oncology Group institu-
tions in the United States report having a pediat-
ric palliative care team (Dalberg et al. 2013;
Kang et al. 2014; Johnston et al. 2008). This
number is increasing every year, but innovative
models are needed to insure all patients receive
palliative care services.

Collaborative Generalist
(Primary) and Specialized
Palliative Care

3.6

Oncology teams are actively engaged in symp-
tom control caused by the disease or by the treat-
ments (i.e., fever, nausea, vomiting, constipation,
with basic skills for managing pain) and often
develop strong relationships with the patient and
family through which they provide emotional
support. This should be acknowledged as gener-
alist palliative care. The partnership with special-
ized pediatric palliative care team evolves as the
goals of care change based on clinical status
making it necessary to bring clinicians trained in
advanced palliative care to the picture (Johnston
2012; Quill 2013). Further study is needed to bet-
ter understand the proportion of pediatric oncol-
ogy patients who require this level of specialty
palliative care consultation, and this will vary
between institutions based on the primary team
composition, competencies, number of clini-
cians, burden of clinical demand, and clinician
skills in advanced symptom control. This frame
of integration is effective in enhancing a quality-
of-life driven institutional culture.

In many settings where pediatric palliative
care trained providers and/or resources are not
abundant, institutions can use existing resources
to meet the needs of their patients, with an
expert pediatric palliative care provider guiding
coordination of care rather than personally
delivering services (Wentlandt et al. 2014). A
significant proportion of palliative cancer care

can be provided by the primary cancer care
team; and consultation with palliative cancer
care specialists may range from a single consul-
tation about a specific issue to several encoun-
ters or ongoing involvement until death and into
the period of bereavement. Actually, this is con-
sidered a more sustainable model as the demand
of palliative care services increases (Quill 2013;
Levin et al. 2016).

3.7  Other Potential

Models for Innovation

in Incorporating Palliative
Care into Routine
Oncology Care

3.7.1 Multispecialty Clinics

The concept of multidisciplinary clinics has
gained great momentum in pediatric centers.
Any disease for which the management requires
multiple specialists from multiple fields may
benefit from creation of such a model includ-
ing the care of patients with sickle cell disease,
osteosarcoma, or brain tumors. Such clinics are
preferred from a patient/family perspective as

Clinical case 3

This case illustrates a successful comple-
mentary interaction between primary
oncology team, strong psychosocial sup-
port, palliative care, and pain medicine cli-
nicians from the moment of diagnoses
through death. Palliative care and psycho-
social teams helped to assess goals of care
along the illness trajectory, and having a
strong relationship from the beginning was
very helpful for future interventions,
including end-of-life care. Decisions were
shared and negotiated, and the patient’s
wishes were supported and successfully
accomplished. This case highlights the
value of shared knowledge and skills
between members of an interdisciplinary
team and the networking needed to extend
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the best care possible to the patient/family
preferred care setting.

Mariana, a 17-year-old female that is
admitted with an abdominal mass, with
multiple associated symptoms and signs:
abdominal and back pain, cachexia,
anorexia, severe nausea, vomiting and
altered mental status (somnolence), dys-
pnea, and difficulty breathing. Initial
Karnofsky Performance Scale score was
40. She was referred with a biopsy prelimi-
nary report of abdominal alveolar rhabdo-
myosarcoma. The primary oncology team
started treatment with intravenous fluids,
antiemetics, a nasogastric tube, and oxy-
gen by mask; pain medicine was started
including intravenous opioids. Based on
clinical findings and hypercalcemia, the
diagnosis of malignant hypercalcemia was
made, and bisphosphonates were admin-
istered. Further work-up revealed she had
metastases in her lungs, vertebrae, and
bone marrow. Her oncologist gave a very
poor prognosis and recommended chemo-
therapy with the intention of alleviating
symptoms and prolonging life. Palliative
care was consulted and recommended
advanced management of nausea and vom-
iting (i.e., antipsychotics) and began build-
ing a relationship with her and her mother.
They lived in a poor area of rural Mexico.
Mariana had been independent for 2 years
having moved to a bigger town to study
high school. She had a 13-year-old sister
with trisomy 21 and developmental delay.

After treating the hypercalcemia,
Mariana recovered her mental status and
participated, along with her mother, in a
discussion about her diagnosis and progno-
sis. She accepted treatment with chemo-
therapy understanding that cure was not a
goal, but expecting to live longer with good
quality of life. The palliative care physician
and psychologist assessed goals of care and
offered emotional support. Even before
starting chemotherapy, the team was able

J.M. Cervantes Blanco and E. Jones

to have conversations about resuscitation
status, which she understood and agreed to
have a do not resuscitate order entered on
her behalf.

Mariana’s cancer-directed treatment
lasted live 10 months and resulted in good
quality of life and performance (Karnofsky
90). She and her family were followed by
psychology, social work, pain medicine,
nutrition, physical therapy, and frequent
informal but meaningful encounters with
the palliative care physician. Each member
of the interdisciplinary team built strong
relationships with her and her mother.

When the tumor was small for surgi-
cal resection, she went to the operating
room where the surgeons discovered peri-
toneal carcinomatosis; palliative care was
called to help in discussing the difficult
news and facilitate the goals of care dis-
cussion. At the moment of delivering the
news, Mariana experienced a panic attack
which palliative care physician success-
fully managed with deep breathing and
guided imagery. From goals of care con-
versations, Mariana expressed her wishes
to be at home as her primary goal. Since
she lived very far from any medical service,
this was a challenging goal to accomplish,
and some suggested that the best place for
her to die was hospital or hospice. The
interdisciplinary team worked diligently
to support Mariana’s wishes and guarantee
availability of medical services. She and
her family made the decision to stay at her
aunt’s home, in the town were her school
was. She was ultimately discharged there
and “24 x 7” telephone support was avail-
able. She and a community-based nurse
received emotional support as well as guid-
ance about opioids, steroids, laxatives, and
antiemetic. She died peacefully 1 month
later. The local nurses, who had no train-
ing in palliative care, were very grateful for
being part of a compassionate and profes-
sional end-of-life care team.
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they offer “one stop shopping” but have also been
shown to improve the quality of care outcomes.
Incorporation of palliative care specialists into
such as model would allow for normalization
by demonstrating that this is a core part of care
for this complex patient population. The model
for delivery of service in this case would be for
the palliative care team to see all of the patients
in a given clinic session. The “team” should be
comprised of at least two interdisciplinary cli-
nicians, and there could be standardized battery
of assessments and guidance that is provided at
each visit. These visits would need to be kept
relatively brief to keep the flow of the clinic
but could also be paired with additional pedi-
atric palliative care interventions for those with
more complex needs. An additional advantage
of this model is allowing the pediatric palliative
care team to discuss care with the multidisci-
plinary group during the briefing period before
the clinic. Similar to the embedded expert, the
pediatric palliative care team can encourage
“team-ness” and help other members see them-
selves as a unified team as opposed to a series of
providers. This model may be difficult to imple-
ment due to scheduling conflicts if the palliative
care team is also covering inpatients and other
outpatient services. Creation of a multispecialty
clinic is a complex task which requires rigorous
coordination and administrative support as well
as buy-in from all the parties involved.

3.7.2 Embedded Expert Model

As noted previously, ideally all children with
cancer should be introduced to palliative care
early in the disease process; it may make sense to
have a dedicated clinician (most likely nurse
practitioner) with advanced training in palliative
care embedded in the core oncology teams. The
number and distribution of such specialists would
depend on the size and structure of the cancer
center. In large centers with specific disease
groups (solid tumor, brain tumor, hematologic
malignancies, stem cell transplant), a palliative
expert could be assigned to each group. This pal-

liative “expert” could meet with patients at the
start of treatment and regularly throughout their
course and collaborate with other team members
to create the most holistic treatment plan possi-
ble. The embedded expert would also serve as a
“team enhancer” encouraging physicians, nurses,
social workers, child life specialists, psycholo-
gists, and pharmacists to work more closely more
often. The advantage of this system is that the
palliative clinician is woven into the core care
teams and does not have any competing clinical
duties outside of the cancer patient population.
Expertise would be consistently available to the
other team members, and strong team bonds
could form. The disadvantage is that the pallia-
tive care delivered itself is only unidimensional.
This model may limit the quality of the palliative
care provided unless the embedded expert has
access to and interfaces regularly with a larger
consult-based interdisciplinary pediatric pallia-
tive care team. Theoretically both the embedded
expert model and pediatric palliative care consul-
tative model could be used together. The embed-
ded expert would provide much of the generalist
level care with specialist consultation reserved
for the more complex cases.

3.7.3 Embedded Psychosocial
Expert

This model is based on a strong and continuous
psychosocial support to every patient and family
starting at the time of diagnosis and following the
patient until survivorship or death. The focus of
the support would emphasize hope but would help
the patients and their families to have realistic
goals of care, favoring functional coping of losses
(health, home, stability). Each child would have
his/her psychologist and social worker that work
together with the treating oncologist but who are
also part of a larger team that focuses on quality of
life regardless the probabilities of illness outcome
and could make additional recommendations in a
multidimensional way, including considering
emotional, spiritual, and social aspects that may
influence in the intensity of symptoms. The psy-
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chosocial expert may also recommend useful
complementary (non-pharmacologic) treatments
such as aromatherapy, acupressure, massage ther-
apy, and music.

This model requires that the whole team has
an understanding of palliative care principles and
has the capacity to be flexible in order to speak
the same language and adjust to the patient needs
at any time in the illness trajectory, a team for
whom there is no dichotomy between curative or
palliative intentions, for whom palliative means
better quality of life.

3.8 Community Palliative Care

and Hospice

As clinical case 3 illustrates, involvement of a
community agency will be an integral part of a
comprehensive palliative care plan. Community-
based palliative care refers to any service that is
primarily provided in the patient’s own home. In
the United States, these services are increasingly
being provided for children through state funded
palliative care initiatives. These programs provide
interdisciplinary support for children with serious
illness and do not have any life expectancy regula-
tions (Kaye et al. 2015). Many hospital-based pal-
liative care teams also provide support in the
community via home visits, telephone case man-
agement, and telemedicine. Strong partnerships
with community providers are essential to ensure
that all children receive the care they need, par-
ticularly in areas where patients may live hun-
dreds of miles from the cancer center or children’s
hospital.

Hospice care is a subset of palliative care. The
hospice philosophy of care focusing the person,
not the disease, is consistent throughout the
world, although with varying application. In the
United States, hospice is primarily defined by a
Medicare benefit available to patients with life
expectancy of 6 month or less. Hospice agencies
provide interdisciplinary care focused on symp-
tom management and quality of life; most com-
monly this care is provided in the patient’s home.
The Affordable Care Act of 2010 provides con-

current care for all patients less than 21 years old
(National Hospice and Palliative Care
Organization). This means that patients may
receive hospice services even while continuing
usual medical care (including transfusions, che-
motherapy, or phase I trials). Outside the United
States, hospice primarily refers to a facility that
provides palliative care. These facilities are often
philanthropically supported and offer respite
care, urgent symptom management, and compli-
mentary therapies in a home-like setting. Hospice
care for children remains an area of development
throughout the world (Worldwide Hospice
Palliative Care Alliance). The core hospice skills
of symptomatic assessment, individualized care
planning, and psychosocial support for the family
are readily applied to pediatric patients. This is a
complimentary expertise to an existing oncology
or palliative care team. Regular check-ins with
the hospice team can assure a well-coordinated
care plan and allows the hospital-based team to
serve as a resource for medication dosing or other
pediatric-specific concerns.

3.9 Education and System-Wide

Improvement

Regardless of the other models utilized, some atten-
tion should be given to elevating the standard of
care for all children within the hospital or health
system. Ongoing education on communication
skills, symptom assessment and management, dis-
cussing and documenting goals of care, and
bereavement care should be provided to all clini-
cians on a routine basis. This education can be pro-
vided through the health system via didactic
sessions or newsletters. Education resources are
also available through national and international
organizations, ELNEC (End-of-Life Nursing
Education Consortium), ASPHO (American
Society of Pediatric Hematology/Oncology),
APON (Association of Pediatric Oncology Nurses),
and SIOP (the International Society of Paediatric
Oncology). Clinicians can access education content
directly through online or attending national and
international ~ conferences.  EPEC®-Pediatrics
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(Education in Palliative and End of Life Care) uti-
lizes a train the trainer model designed to help with
widespread dissemination of palliative care knowl-
edge. Palliative care specialist and oncology teams
should partner in planning such educational offer-
ings. Elevating the baseline level of care will
decrease the background level of suffering and
allow consultant services to be focused on those
with more complex needs. Leadership should sup-
port staff in accessing ongoing education and could
encourage providers to dedicate time to palliative
topics. Palliative care should be part of every pedi-
atric oncology fellowship curricula.

Policies and procedures are also needed to
improve the baseline level of care. Palliative
medicine specialists should be responsible for
remaining up to date on most current practices
and working with oncologists, nurses, and hospi-
tal administrators to create policy accordingly.
Policies are often utilized to ensure patient safety
or to standardize access and utilization of certain
medications. Broadening the view to include pol-
icies and procedures that enhance the patient and
family voice or encourage more attention to com-
fort and quality of life could be transformative.

3.10 Considerations from Global
Health Data

The resources for pediatric oncology around the
world are heterogeneous, just as the development
of pediatric palliative care (Rodriguez-Galindo
et al. 2013). North America and Europe have the
greatest percentage of countries with a major
level of development in pediatric palliative care.
On the other hand, outstandingly successful pro-
grams have been created in more limited
resources settings (Knapp et al. 2011).

Creative and collaborative strategies have
been established in order to provide care for
seriously ill children with cancer. Sometimes,
oncologists will serve as palliative care provid-
ers if there is no pediatric palliative care clini-
cian; or experts on adult palliative care will
take care of these children, and their skills will
be different but always valuable. Recommended

strategies to standardize the knowledge about
pediatric palliative care are partnering with
more experienced institutions and mentorship
(Rodriguez-Galindo et al. 2013; Knapp et al.
2011).

3.11 Summary and Take-Home

Points

o Palliative care is appropriate at any age and at
any stage in a serious illness and can be pro-
vided together with disease-directed treatment.

* Neither clinicians nor patients need to choose
between cancer treatments and palliative care.
Rather, they can take advantage of the exper-
tise of both the oncology and the palliative
care teams in optimizing quantity and quality
of life under a simultaneous care model.

e To achieve the aim of granting all children
with cancer or other serious illness access to
palliative care, it is essential to have strong
interdisciplinary team work at all levels.
Oncology clinicians and palliative care clini-
cians must develop a model in which all are
working together as part of a well-integrated
team serving the patient and family.

* Moving toward true interdisciplinary care
requires a process of team development in
which the various roles are understood as
different layers working together seam-
lessly to create a whole better than the sum
of its parts.
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What Is “Good
Communication”

in the Context of Pediatric
Oncology and Palliative Care?

4.1

Skillful communication has long been considered
a key pillar in the “art” of practicing medicine
(Feudtner 2007; Kaye et al. 2015). “Good com-
munication” is integral to the development of
meaningful connections between individuals and
is a critical aspect of the therapeutic alliance
(Mack and Hinds 2011). Yet the practical defini-
tion and real-life application of “good communi-
cation” can vary among individuals. What exactly
does “good communication” mean? And how do
we interpret and further uncover the nuanced
meaning of this phrase within the context of pedi-
atric oncology and palliative care?

Communication is defined both as “a process
by which information is exchanged between indi-
viduals” and as “personal rapport” (Merriam-
Webster Dictionary). Effective transmission of
information is necessary, but not sufficient, to
achieve good communication; forging and nur-
turing human connection and trust are also essen-
tial (Mack and Hinds 2011). Simply stated, good
communication in the medical setting requires a
synergy of effective information sharing and trust
building, with the ultimate goal of developing
meaningful relationships that inform and guide
the illness experience for patients, families, and
healthcare providers (HCPs).

Although skillful communication is impor-
tant across all fields of medicine, it becomes par-
ticularly critical at the intersection of pediatric
oncology and palliative care. In many settings,
conversation might be the primary way (and, at
times, one of the only ways) for HCPs to allevi-
ate the suffering of children with cancer and their
families (Mack and Grier 2004). Moreover, effec-
tive communication is required to build trust and
relationships not only among children, families,
and HCPs but also among members of the inter-
disciplinary team (Feudtner 2007; Kaye et al.
2015). Sharing information in an honest, clear, and
compassionate manner facilitates the building of
relationships and trust among HCPs, patients, and
families, which in turn promotes optimal holistic

continuity of care that transcends illness stage
or care location (Kaye et al. 2015). Through the
establishment of relationships and rapport, trans-
parent and empathic communication also creates
a framework for successful family-centered iden-
tification of goals as a means by which to guide
difficult decision-making (Feudtner 2007; Kaye
et al. 2015).

In recent years, the importance of commu-
nication has been increasingly recognized as a
key aspect of providing optimal care to children
with high-risk cancer and other life-threatening
illnesses. The American Academy of Pediatrics
(AAP) and the Institute of Medicine have pub-
lished statements advocating for the promo-
tion of effective communication among HCPs,
patients, and families in pediatrics and palliative
care (American Academy of Pediatrics 2000;
Fallat and Glover 2007; Institute of Medicine
2003, 2014). A similar consensus regarding the
need for good communication has been seen in
the oncology setting, with the American Society
of Clinical Oncology, the American Society
of Pediatric Hematology-Oncology, and the
International Society of Pediatric Oncology all
highlighting the importance of improving com-
munication among HCPs, patients with high-
risk cancer, and families (Peppercorn et al.
2011; Arceci et al. 1998; Spinetta et al. 2009;
Jankovic et al. 2008; Masera et al. 1999; Masera
etal. 1997). Recently, experts in pediatric oncol-
ogy and palliative care identified communica-
tion as both a standard of care and a top research
priority within both fields (Weaver et al. 2015;
Baker et al. 2015), further solidifying the criti-
cal importance of good communication in car-
ing for children with high-risk cancer and their
families.

In the context of this call to action, the fol-
lowing chapter will review the literature on the
practical benefits of effective communication for
HCPs working in the fields of pediatric oncology
and palliative care. We also will discuss domains,
models, and strategies for achieving good com-
munication among HCPs, children with high-
risk cancer, and their families as well as among
members of the interdisciplinary medical team.
Using a patient’s story, we will review common
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communication scenarios ranging from sharing a
difficult diagnosis and prognosis to discussing
goals of care at the end of life (EOL). We also
will discuss barriers and pitfalls to effective
communication and offer strategies to overcome
these issues. Finally, we will offer interdisciplin-
ary recommendations for effective communication
from the valuable perspectives of a psychologist,
chaplain, child life specialist, and music thera-
pist who specialize in the care of children with
high-risk cancer and their families.

4.2 Whyls Communication
so Important in Pediatric
Oncology and Palliative

Care?

“The right word may be effective, but no word was
ever as effective as a rightly timed pause.”—Mark
Twain

Clear, honest, and empathic communication is the
cornerstone of collaborative decision-making in
both pediatric oncology and palliative care.
Caregivers who make decisions for children with
high-risk cancer consistently express the need for
compassionate delivery of truthful information
that uses nontechnical language; this type of com-
munication builds trust and deepens the therapeu-
tic alliance (Feudtner 2007; Kaye et al. 2015;
Masera et al. 1998; Levetown 2008; Mack et al.
2006, 2007a, 2009a), while enabling families to
make informed decisions about treatment prefer-
ences and goals of care (Mack et al. 2006; Wolfe
et al. 2000; Weeks et al. 1998; Wright et al. 2008;
Apatira et al. 2008). In addition, clear and open
communication helps promote the child’s partici-
pation in decision-making (Levetown 2008).

At the intersection of pediatric oncology and
palliative care, the integration of excellent com-
munication principles and practices not only ful-
fills the legal and ethical mandates regarding
informed consent and assent, but it also augments
hope and improves coping for children with high-
risk cancer and their families (Apatira et al. 2008;
Ranmal et al. 2008; Kaye and Mack 2013; Mack
et al. 2009b; Hagerty et al. 2005; Davison and
Simpson 2006). In addition, skillful communication

alleviates suffering (Mack and Grier 2004; Mack
et al. 2009a), including anxiety and depression
related to the illness and treatment (Last and van
Veldhuizen 1996), while improving quality of
life (QOL) (Hays et al. 2006) and the overall
EOL experience for patients and families (Mack
et al. 2009a; Apatira et al. 2008; Davison and
Simpson 2006; Hechler et al. 2008). Furthermore,
effective communication facilitates collaboration
among members of the interdisciplinary team
(Feudtner 2007) and reduces administrative bar-
riers to providing holistic care (Vollenbroich
et al. 2012), which often leads to improved satis-
faction with care for patients and families
(Schaefer and Block 2009). Interestingly, the
effects of excellent communication are not lim-
ited to the illness trajectory of the child: effective
communication is also an essential component of
grief management and may even mitigate com-
plicated bereavement (Wright et al. 2008;
Schaefer and Block 2009; Garrido and Prigerson
2014; Meert et al. 2001). Conversely, ineffective
communication often leads to increased distress
for patients and families (Contro et al. 2002,
2004; Wallin et al. 2016; Eilertsen et al. 2013;
Rosenberg et al. 2015) as well as additional
uncertainty, which can adversely impact hope
(Hsu et al. 2003).

4.3 What Are the Elements
of “Good Communication”

in Pediatric Oncology?

“The difference between the right word and the
almost right word is the difference between light-
ening and a lightening bug.”

— Mark Twain

“It is more fun to talk with someone who doesn’t
use long, difficult words but rather short, easy
words like “What about lunch?’”

—A.A. Milne

Effective communication involves more than just
providing information: it entails the exchange
of information in an open, compassionate man-
ner that is responsive to the needs of the patient
and family. The AAP has identified three impor-
tant domains in the communication among the
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physician, child, and parent: informativeness,
interpersonal sensitivity, and partnership build-
ing (Levetown 2008) (Table 4.1). A HCP who
tailors his or her communication strategy to meet
these three domains is encouraging a shared
decision-making process, ensuring that difficult
conversations about diagnosis, prognoses, treat-
ment, and EOL issues align with the goals of
care of the patient and family. Table 4.2 provides
the reader with several high-yield models that
have been developed to promote effective com-
munication between HCPs, patients, and fami-
lies, which may be used in conjunction with the
fundamental elements of communication out-
lined by the AAP.

The literature is ripe with strategies for achiev-
ing effective communication (Feudtner 2007;
Levetown 2008; Eden et al. 1994; Ahmann 1998;
Mahany 1990), from which emerge several core
tenets pertinent to pediatric oncology and pallia-
tive care. First, HCPs should be cognizant that
good communication always takes place within
the context of a specific patient/family (Clarke
et al. 2005; Young et al. 2011; Hinds et al. 2002).
Second, HCPs should acknowledge that the
patient and family are highly knowledgeable
about the patient’s experiences and needs,

Table4.1 Important communication elements for HCPs,
children, and parents (Levetown 2008)

Informativeness | The quantity and quality of health
information provided by the

physician to the patient or family

The relational behaviors that reflect
an HCP’s interest in eliciting and
understanding the feelings and
concerns of the family; these
behaviors can be verbal or
nonverbal and allow the child’s or
family member’s concern to be
heard

The extent to which the HCP
invites the parents and child to
share their concerns, ideas, and
expectations; when this is
conducted with empathy and a
desire to build rapport, the patient
and family might be more
comfortable sharing their
questions, fears, beliefs, and values
with the HCP

Interpersonal
sensitivity

Partnership
building

respecting them as “experts” on these issues dur-
ing difficult conversations (Zwaanswijk et al.
2007). Third, child and adolescent patients
should be included in discussions in age-
appropriate ways (Parsons et al. 2007; Oshea
et al. 2007; Snethen et al. 2006; Young et al.
2003; Hinds 2004; Ruhe et al. 2016; Zwaanswijk
et al. 2011; Coyne et al. 2014). Fourth, good
communication necessitates conversations about
both medical and psychosocial issues, recogniz-
ing these spheres as overlapping and inextricably
linked (Hinds et al. 2002; De Trill and Kovalcik
1997). Fifth, cultural competency is a fundamen-
tal aspect of effective relationship building and
communication (Parsons et al. 2007; De Trill and
Kovalcik 1997; Surbone 2008; Mystakidou et al.
2004). Perhaps most importantly, when striving
to communicate well with young patients, HCPs
should remember one simple principle: listen to
the child and talk to the child; but listen more
than you talk (Zwaanswijk et al. 2007; Beale
et al. 2005; Ishibashi 2001).

4.4 Communication Topics
Specific to Pediatric
Oncology

4.4.1 Sharing a Difficult Diagnosis

Carly is a 9-year-old girl who is energetic, playful,
and active in sports. While playing basketball, she
injured her left leg, and her pediatrician obtained
an x-ray to evaluate for possible occult fracture.
The x-ray revealed a large lesion in her left femur,
and she was referred to your oncology clinic. She
underwent biopsy of the lesion that established a
diagnosis of Ewing sarcoma, and an initial staging
evaluation revealed multiple bilateral metastatic
pulmonary nodules. As her primary oncologist,
you sit down with Carly and her parents to inform
them of the diagnosis and recommend treatment
with standard chemotherapy, limb salvage surgery,
and bilateral lung irradiation. Even with the use of
these intensive combined treatment modalities,
however, you know that Carly’s prognosis for long-
term survival is around 30%, and if the disease
recurs she will be incurable.

Patients with cancer and their families experience
high levels of psychosocial stress, and they need
HCPs to provide them with accurate timely
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Table 4.2 Models to promote “Good Communication”

Communication
elements SPIKES PACE SEGUE Six E’s of communication
Preparation * Set up the interview * Plan the setting | * Set the stage e Establish an agreement
* Assess perceptions of * Assess the e Elicit about communication
the patient/family knowledge and information » Explore what the

¢ Obtain an invitation

needs of the

patient/family already

from the patient/family patient/family knows
Informativeness | Give knowledge and e Choose e Give information | Explain information
information appropriate according to patient’s
strategies for developmental status
information and needs
delivery
Interpersonal * Address emotion with e Evaluate the * Understand the * Engage the patient/
sensitivity empathic responses understanding of | perspective of family at the
the patient/ the patient/ opportune time
family family ¢ Empathize with the
emotions of the
patient/family
Partnership * Offer a strategy and e End the * Encourage the patient/
building and summarize encounter family that you will be

decision-making

there when needed

Adapted from Mack JW, Hinds PS. Practical Aspects of Communication. In: Textbook of Interdisciplinary Pediatric

Palliative Care; 2011:179-189

information as well as emotional and social
support throughout the illness trajectory
(Sanson-Fisher et al. 2000; Stark et al. 2002;
Zabora et al. 2001). Ideally, optimal communica-
tion should begin at the time of a cancer diagno-
sis, thereby setting the stage for subsequent
high-quality communication about future sensi-
tive topics such as prognosis and treatment
options. In this way, HCPs can alleviate some of
the distress associated with the illness experience
(Hack et al. 2012; Zachariae et al. 2003) and
improve QOL for patients and families (Girgis
et al. 2009).

The period of time when a child receives an
initial cancer diagnosis is highly stressful and full
of uncertainty, often resulting in significant emo-
tional anguish for patients and families.
Compounding these early stressors are other
illness-related issues, such as pain related to the
underlying pathology and/or the need for invasive
procedures to confirm the cancer diagnosis.
Tremendous variation exists among patients and
families regarding their level of understanding
about current health status, diagnosis, prognosis,
and treatment options. Therefore, these issues

must be communicated in a way that is respectful
and responsive to the specific needs of the patient
and family. Communication should begin by elic-
iting the current knowledge, questions, and con-
cerns about the diagnosis from the patient and
family. Table 4.3 summarizes several key points
to sharing a difficult diagnosis with a child and
family.

4.4.1.1 Including Children and Young
Adults in Conversations About
High-Risk Diagnoses
Decisions about how or when to involve children
in discussions about diagnosis and prognosis must
be made in consultation with the child’s family,
recognizing that they know their child best (Young
et al. 2003). Whenever possible and reasonable,
HCPs should encourage a family to include the
child in these conversations. Children who receive
upfront, clear, and age-appropriate information
about their diagnosis are likely to be better
equipped to cope with their illness experience,
adhere to medications, communicate openly with
their families about fears and concerns, and place
trust in their HCPs (Clarke et al. 2005). In a study
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Table 4.3 Sharing an initial cancer diagnosis with the child and family
Who Ask the child and family whom they would like to have present during this conversation
Encourage parents to include young children in the discussion in an age-appropriate manner
Advocate for adolescent patients to be present and have a voice in the discussion
Invite ancillary staff (e.g., nurse, nurse practitioner, social worker, child life specialist, chaplain) to be
present for the conversation to provide additional support
Where | Select a quiet, private space. Ideally, the space should have a door that can be closed, sufficient seating
for all participants, and tissues positioned for easy access on a side table
Allow family members to choose their seats; if possible, try not to block their route to the door
When Initiate the conversation as soon as you have results to share; delaying the communication of bad news
only makes the process more difficult
How Turn your pager and phone to silent before starting the conversation

difficult news to share...”)

Begin with a “warning shot” (e.g., “I am so sorry to tell you this...” or “unfortunately, I have some

Share the news in one to two concise sentences. Speak clearly and slowly. Avoid medical jargon. Use the
word “cancer” in your explanation; avoid euphemisms or phrases such as “the C word.” Naming the
illness is an important step in mitigating uncertainty and fear for both the child and family

Pause to allow the patient and family space and time to process the information. Allow for silence.
Allow for emotions. Resist the urge to fill the silence

information about the next steps

After the patient and family has had a chance to express their emotions, provide 1-2 min of additional

could not have done anything to prevent it

Reassure the patient and family that this diagnosis is not anyone’s fault. Emphasize the fact that they

Ask for questions. Try to encourage questions by asking, “What questions do you have?” (instead of
asking, “Do you have questions?”). Validate all questions as excellent. Use simple and clear language in
answering questions. Resist the temptation to share additional information if the family has not asked for
it. Often, the family is so overwhelmed after receiving a cancer diagnosis that it will remember little of
the information that you present in this first meeting

Sharing a cancer diagnosis is not a “onetime” conversation. Most patients and families will need
multiple discussions to help them process this difficult news. Set up a time to meet again in the near
future at the convenience of the patient and family. Provide your contact information and encourage the
family to be in touch if it has additional questions or concerns before the next meeting

examining the effect of open communication
about diagnosis and treatment options, children
who received a high level of information experi-
enced less anxiety about undergoing treatment,
being in the hospital, and interacting with physi-
cians (Sato et al. 2015). Research on long-term
survivors of childhood malignancies likewise
indicates that early knowledge of the cancer diag-
nosis results in improved psychosocial adjust-
ment. In addition, the majority of cancer survivors,
parents, and siblings report that they believe a
cancer diagnosis should be shared with young
patients early on in the disease course (Slavin
et al. 1982).

Understandably, some families might still hes-
itate to include children in difficult conversations
at the time of diagnosis, particularly if the child is

young and/or the diagnosis carries a poor prog-
nosis. Interestingly, the literature demonstrates
that even young children can possess a nuanced,
albeit age-appropriate, understanding of their
serious illness in a way that enables them to par-
ticipate in discussions about future treatment
options and EOL decisions (Hinds et al. 1999;
Weir and Peters 1997; Nitschke et al. 1986).
Despite this data, some parents still struggle to
balance their desire to maintain open communi-
cation with their child with the desire to protect
their child from hearing bad news. In these
circumstances, HCPs can ask parents what they
think their child already knows. Often times,
children are highly perceptive and in tune with
their immediate environment, and HCPs can help
parents recognize the degree to which the child is
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already cognizant of his or her illness and encour-
age honest, age-appropriate conversations to help
the child better understand and cope with the new
challenges that lie ahead. Some parents also
report that involving children in difficult discus-
sions about diagnosis and prognosis is easier if
they have an opportunity to first discuss the infor-
mation with the physician when the child is not
present (Young et al. 2011). At the discretion of
the family, HCPs can consider offering anteced-
ent separate meetings to parents before including
the child, with the goal of helping parents convey
honest, age-appropriate information to their child
at their preferred time and location and in a man-
ner that aligns with their family’s values. Most
importantly, however, HCPs should individualize
their approach to communication, respecting the
cultural and personal preferences of the patient
and family unit as much as possible.

In the context of adolescent patients, the liter-
ature demonstrates that the vast majority of
chronically ill teenagers wish to be involved in
the medical decision-making process, with most
adolescents preferring to discuss their wishes
earlier in the disease course (Lyon et al. 2004).
Thus, we strongly recommend that HCPs invite
adolescent patients to participate in all medical
discussions. This recommendation is consistent
with recent literature supporting that adolescents
should be enabled and empowered in the medical
decision-making process (Weaver et al. 2016).
That said, it is also important to recognize that
the communication preferences and needs of
adolescent and young adult patients are unique
(Essig et al. 2016); despite lacking the legal
authority for decision-making, they may strive
for autonomy and wish to have a voice distinct
from their parents during difficult conversations.
Depending on developmental stage, individual
personality and preferences, and family culture
and dynamics, it may be helpful to offer adoles-
cents an opportunity to meet with clinicians with-
out their family present to allow them a safe
space to ask questions or express worries that
they otherwise might not have expressed.

We also recommend that HCPs encourage an
interdisciplinary team approach when communi-
cating a difficult diagnosis in order to provide

additional layers of support for the child and fam-
ily. If the child or family has already bonded with
a particular HCP, it can be helpful to invite that
clinician to be a part of the conversation; if not,
then consider including a clinician who will be
providing future care to the patient and family. In
addition to inviting physicians, advance practice
nurses, and nurses to join the discussion, HCPs
should strive to include the patient’s social
worker, child life specialist, chaplain, or other
psychosocial providers to offer additional sup-
port to the child and family whenever possible.
However, it is essential that HCPs ask permission
from the patient and parents before inviting oth-
ers to participate in these and other sensitive
conversations.

4.4.1.2 How Is a Cancer Diagnosis Best
Communicated?

Communicating difficult information to patients
and families, often in the context of high levels of
distress, is among the most challenging and
meaningful aspects of an HCP’s role within the
therapeutic alliance (Arnold and Koczwara
2006). The initial delivery of information can
have significant effects, both positive (Ptacek and
Ptacek 2001) and negative (Essex 2001; Ablon
2000; Strauss et al. 1995), on a patient’s adjust-
ment to the diagnosis. Importantly, patient and
family understanding of prognosis also affects
future choices for therapy (Fried et al. 2002), and
understanding of the burden and likely outcome
of treatment may significantly influence goals of
care (Fried et al. 2002).

Given the recognized importance of commu-
nicating difficult information and the complexity
of this information exchange, established guide-
lines exist to help HCPs navigate the sensitive
process of communicating a cancer diagnosis.
Table 4.4 highlights key points from two com-
monly used guidelines related to communicating
a diagnosis of cancer to pediatric patients and
their families. Additional guidelines to help
HCPs provide difficult information to patients
and families are detailed in the previous section
and in Tables 4.2 and 4.3; each of these strategies
may be readily applied to the pediatric oncology
context. In particular, the PACE paradigm (Plan
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Table 4.4 Guidelines for communicating a pediatric cancer diagnosis

SIOP guidelines for communication of the diagnosis®

The day one talk®

1. Establish a protocol for communication
2. Communicate immediately at diagnosis and follow
up later
. Communicate in a private and comfortable space
4. Communication with both parents and other family
members if desired
. Hold a separate session with the child
. Solicit questions from parents and child
7. Communicate in ways that are sensitive to cultural
differences
8. Share information about the diagnosis and the
treatment plan
9. Share information on lifestyle and psychosocial issues
10. Encourage the entire family to talk together

(98}

N

1. Plan the meeting: select a quiet location, minimize
interruptions, include important family members or staff

2. Determine if the pediatric patient should be included
in the conversation; discuss this with the patient and
family ahead of time

3. Ask the patient/family about their understanding of
the illness

4. Give the diagnosis; explain certainty or uncertainty;
use the word “cancer” to avoid future confusion

5. Discuss treatment options and goals of treatment,
assess preferences for receiving information, and
provide prognostic information in accordance with
these preferences

6. Address causation; offer reassurance (if appropriate)
that no one is to “blame.”

“Masera G, Chesler MA, Jankovic M, et al. SIOP Working Committee on Psychosocial Issues in Pediatric Oncology:
Guidelines for Communication of the Diagnosis. Medical and Pediatric Oncology. 1997;28:382-385
®Adapted from Mack JW and Greer HE. The Day One Talk. J Clin Oncol. 2004;22(3):563-566

the setting, Assess the family’s background
knowledge and experience, Choose the strategy
that best fits the family’s particular situation, and
Evaluate the family’s understanding of the infor-
mation) is particularly applicable to communicat-
ing a cancer diagnosis to pediatric patients and
their family (Garwick et al. 1995). Several itera-
tions of the PACE model exist, incorporating
helpful techniques such as the use of a “warning
shot” (Fox et al. 2005), which are readily trans-
latable to the pediatric oncology setting.

Regardless of which specific communication
guide is used, HCPs who relay difficult diagnos-
tic information to patients and families might
consider the following several simple steps. First,
HCPs should select a quiet location that allows
for a private conversation to occur with minimal
interruptions or distractions. Once the patient,
family, and HCPs are seated comfortably, one cli-
nician should take the lead in beginning the con-
versation. Beginning with a “warning shot” can
be helpful to allow the patient and family to pre-
pare themselves for hearing bad news. For exam-
ple, a HCP might open with, “Unfortunately the
labs results show us something concerning” or “I
am afraid I have some bad news to share.”

When conveying a diagnosis of cancer, the
actual word “cancer” should be said aloud at the

beginning of the conversation to ensure that
patients and families understand the situation. The
use of euphemisms (e.g., “the monster inside of
you”) or abbreviations (e.g., “the C word”) can be
confusing to children and lead to increased stress
and fear. Likewise, children and families might not
understand that medical words such as mass,
tumor, or leukemia are synonymous with cancer,
and they might be shocked or upset to learn it at a
later time. To preempt this issue, HCPs should
avoid medical jargon and technical terms as much
as possible. It is common for patients and families
to express disbelief of a devastating diagnosis;
HCPs should respond with a gentle and consistent
message that reiterates the certainty of the diagno-
sis with a clear explanation of the evidence sup-
porting the diagnosis. After sharing difficult
information, HCPs must give patients and families
adequate time and space to digest the news. HCPs
should be physically and emotionally present for
the patient and family and respond to whatever
emotions (e.g., tears, anger, frustration, question-
ing, denial) that arise during this difficult time:

After asking Carly whether she would like to be a
part of the discussion, you and your clinic nurse sit
down with Carly and her parents. You open by say-
ing, “Tell me about what you think is going on,”
speaking directly to Carly. You validate Carly’s
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concern that something serious is happening, and
then you say gently, “Carly, I am sorry to tell you
this, but we have found that you have cancer”
Then you stop speaking, and you sit quietly with
the family and allow them time and space to
express their thoughts and feelings.

After sharing a cancer diagnosis, the discus-
sion should move toward specifics of medical
treatments, including the goal of the treatments.
For the majority of pediatric patients with a new
cancer diagnoses, the goal of treatment is cura-
tive. However, for some cancers that have
extremely poor prognoses, the goal of any treat-
ment (including upfront cancer treatment) may
not be curative, and this information should be
honestly and gently disclosed. Some patients and
families wish to know comprehensive details
regarding diagnosis and prognosis, whereas oth-
ers prefer to learn information in generalities.
HCPs cannot assume to know the preferences of
patients and families; for optimal communica-
tion, they must ask what type of information the
patients and families wish to hear. This can vary
from vague statements such as “Overall, most
children with this type of cancer do well with
treatment” to more specific prognostic statements
such as “About 80% of patients with this type of
cancer will survive.” How much of this informa-
tion the patient and family absorbed should be
reassessed by the team at a later time by asking
the family to summarize their understanding of
the diagnosis, prognosis, and treatment plan:

“Carly, the biopsy of your leg tells us that you have
Ewing sarcoma, which is a type bone cancer.” You
again pause and allow for silence. “We have good
treatments available, but we also know that when
the cancer spreads to other places in the body,
such as the lung in your case, it is more difficult to
treat. I can share with you more specific informa-
tion, including numbers or percentages, if this is
something that you feel might be helpful.”

As HCPs take cues from the patient and fam-
ily regarding information preferences, they
should be flexible and adapt to the conversation
as necessary. Some patients and families might
desire more abstract discussion or analogies (e.g.,
the weed in the flower garden analogy (Jankovic
et al. 1994)), whereas others might prefer to
receive more technical information with details

regarding pathophysiology and
options.

After discussing the diagnosis and treatment
plan, HCPs should address unspoken issues such
as the possible cause of cancer and/or parental
guilt associated with delayed diagnosis. Patients
and families seeking meaning for the devastating
event of a new diagnosis might blame themselves
or others for the shocking news (Strauss et al.
1995; Weaver 2014). HCPs can help mitigate
guilt and shame by providing reassurance (when
appropriate) that no one could have predicted or
prevented the cancer from occurring. This reas-
surance is particularly important for young chil-
dren (and their siblings) who might experience
age-appropriate “magical thinking” and fear that
they caused the illness to strike. The unfairness of
the situation should also be validated at this time:
“I wish I knew what to say...you are right, this is
so unfair.” Such statements may open the door to
further discussions about how the patient and
family are feeling and processing the news,
thereby offering HCPs insights into how best to
offer additional support:

therapeutic

You say, “Carly, sometimes children worry that
they might have done something to bring on can-
cer. I want you know that although we do not know
exactly why you developed cancer, we do know that
it was not because of anything that you did or did
not do. There is nothing that you could have done
to prevent this from happening.” You pause, and
then look at Carly’s parents. “The same is true for
the rest of the family. We are still learning more
about wh