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Parental knowledge and views
regarding palliative care for
children with cancer in Greece

Aikaterini Mavrougiannou’, Eleni Evagelou?, Eugenia Vlachou?,
Margarita Baka®, Sophia Polychronopoulou?, Ourania Govina?,
Konstantinos Petsios®, Evangelos Dousis®

Introduction: Palliative care (PC) refers to interventions aimed to improve
the quality of life (QoL) of children and their families by the prevention
and relief of suffering. The purpose of this study was to explore the knowl-
edge and views of parents of children with cancer regarding PC in Greece.
Methods: A descriptive cross-sectional study was performed in a sam-
ple of 100 parents of hospitalized children in oncology departments and
a bone narrow transplant unit of two pediatric hospitals in Attica, from
February to June 2021. The “Evaluating Supportive Care for Children” tool
was used. Data analysis was performed with SPSS v.23.0. All tests were
performed at a statistical significance level of p<0,05. Results: Only 19%
of the participants know about PC while no one reports personal PC pro-
vision experience. Highest level of education and monthly income were
statistically significantly correlated with the knowledge of PC, (p=0,040)
and (p=0,036) respectively, and the positive parental attitude towards PC
inclusion in the child’s care (p=0,013). The majority of parents rated the
QoL of their children as good (46%) or very good (31%). Thirty two per-
cent reported no or limited discussion with their child about their disease
and treatment. Moreover, parents reported occurrence of pain in 95% of
cases. Conclusions: It is clear that Greek parents are unaware of PC, they
overestimate their children’s QoL, and there is a noticeable lack of ade-
quate discussion regarding cancer and its treatment between parents and
their children. Parents should be more informed about PC.

Né€eig-gupetnpiou: Palliative care, parents, paediatric nursing, oncology nursing,
hospitalization, quality of life
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Introduction

Pediatric palliative care (PPC) is the active holistic care
of the child’s body, mind and spirit that aims to the pre-
vention and relief of suffering, support to the family and
improvement of the quality of life (QoL) of children with
cancer and their families.">* In a number of recent stud-
ies, parents of children with cancer state that provision
of PC is beneficial for their children and family function-
ing,** but there is a noticeable lack of knowledge regard-
ing PC, its applications and its impact on child’s care.’ In
a number of studies was found that 34-43% of parents
are partially aware of PC and/or its applications.>’# There
are several factors that influence the formation of par-
ents’ views on PC® such as family centered care & family
support.’

Parents of children with cancer desire supportive,
timely, and effective communication with physicians
focused on building relationships, sharing information,
participation in decision-making process, managing
uncertainty, responding to emotions, providing reassur-
ance, and supporting hope."'2'* They also state several
obstacles in this communication, such as paternalism in
medicine, insufficient training in communication skills
and limited support during bereavement. Parents re-
port difficulty in making decisions, especially at the time
of initial diagnosis, and that physicians are at the fore-
front of making such decisions. They argue that commu-
nication, information exchange, and participation in dis-
cussions about preferences, values, and ultimately care
goals should be the basis for decision making.'

Parents of deceased children ex postly say they would
prefer home death, non-aggressive care and ongoing
anti-cancer treatment, programs/policies that could
alleviate barriers that limit a family’s time with a dying
child, to prepare the family for death.’® At the same time,
parents of children with end-stage cancer want better
psychological support, better understanding of the de-
cision-making process, secure sources of information,
better communication with physicians, age-focused pa-
tient care.”

The vast majority of parents seem to avoid “bad news"”
discussions with their child, for example 60-70% of par-
ents of children with end-stage cancer had not discussed
impending death with their children.'® These parents
also reported that PC in these children should focus on
controlling symptoms, especially pain, enhance com-
munication and guidance.” On the other hand, children
seem to be more willing to discuss about their condition,
are more open to information and want not to be ex-
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cluded from the “bad news” about their illness. Jalmsell
et al. in their study concluded that children with cancer
want to share their views and they want to be informed
as positively as possible, allowing them to maintain their
hope in words they could understand. They also want to
be informed about “bad news" at the same time as their
parents.?®

Despite the existing evidence?' the current views of
parents on the needs of children with cancer for PC have
not been clearly documented. The purpose of the study
was to explore the views of Greek parents of children
with cancer regarding PC.

Method

This is a descriptive cross-sectional study carried out
from February to June 2021. The sample of the study
(convenience sample) consisted of 100 parents of hos-
pitalized children with cancer in two pediatric oncology
wards and a bone marrow transplant ward in the two
major public pediatric hospitals in Greece located in
Athens. All the parents of the children treated for can-
cer during the study period in these units and met the
inclusion criteria were approached and asked to sign
informed consent in order to participate. In total, three
parents were excluded due to language limitations or
partial completion of the questionnaire and four par-
ents did not agree to participate. The inclusion criteria
were: parenting a child with cancer, hospitalized for at
least 4 weeks, good knowledge of the Greek language,
signed informed consent and full completion of the
questionnaire. For each child one of the parents was
asked to participate. All participants completed a form
with demographic survey questions and the question-
naire “Evaluating Supportive Care for Children with Can-
cer” consisted of 44 questions (items) that surveys the
needs, attitudes and perceptions of parents for PC. The
questionnaire was used after permission was granted
from authors.

The questionnaire was translated into Greek, the
translation was performed independently by two ex-
perts and a qualitative review was conducted in order to
ensure its clarity and conceptual adequacy along with
the necessary language adaptation. Then a backward
translation was performed by a native English speak-
er. Finally the research team reviewed each item inde-
pendently in the consensus translation and approved
the final translation for pilot testing in a sample of 30
subjects. The Cronbach’s alpha internal consistency co-
efficient for the part “parents’ views on the probability
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Table 1. Demographic characteristics

Variables
Marital status

Married

Unmarried

In dimension

Divorced

Widower

Total number of children

1
2
3
4
Family members with whom the child lives

Parents

Parents, brothers/sisters

Parents, brothers/sisters, grandparents
Father

Mother

Place of residence

Athens
District town
Rural area
Island

Type of residence

Department
Detached house
Educational level

Secondary School
High School
Secondary Education
Higher Education
Master Degree
Doctoral Degree
Working condition
Employee
Unemployed

Fathers
(N=33)

25

o U1 w o

22
10

30

Mothers
(N=67)

- 0 = -

23
34

24
28

43
21

47
20

13
10
30
13

50
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Total
(N=100)

81

32

53
13

32
42

23

65
31

73
27

20
16
41
19

80
11

99
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Household
Retired
Average monthly family income (Euro)

0-499

500-999

1000-1499

1500-1999

2000-2499

>2500

Parental health level

Good
Very Good
Excellent

of cure and treatment” (N=13) was 0,726, for the part
“parents’ views on the symptoms after the first month of
treatment” (N=22) was 0,760, for the part “parents’ views
on the QoL of children” (N=31) was 0,745 and for the
part “parents’ views on their participation in the study”
(N=31) was 0,693.

Frequency, mean, standard deviation (SD), median and
interquartile range (IQR) for the continuous variables
and frequency and percentage for the categorical vari-
ables were used adequately. The Kolmogorov-Smirn-
ov test and graphs (histograms and normal Q-Q plots)
were used to assess the normality of the distribution of
the continuous variables. Bivariate analyses between
demographic characteristics and the questionnaire
scores included independent samples t-test, analysis of
variance and Pearson’s correlation coefficient. Indepen-
dent samples t-test was used to compare a continuous
variable with a dichotomous one, whereas analysis of
variance was used to compare a continuous variable
with a nominal one. The x? test was used to investigate
the relationship between two categorical variables. The
Mann-Whitney test was used to investigate the relation-
ship between a quantitative variable that does not fol-
low the normal distribution and a binary variable. Also,
we used Pearson’s correlation coefficient to find out
the correlation between two continuous variables. IBM
SPSS, v.23.0 was used to perform statistical analysis. The
two-sided level of statistical significance was set to 0,05.

0 7

1 1

0 0 0
1

11 25 36
10 24 34
7 13
4 6 10
9 19 28
13 36 49
11 12 23

Results

The study involved 100 parents (33 fathers, 67 moth-
ers) of children (59 boys, 41 girls) with cancer with mean
age 41,94 years (SD=5,27). The demographic character-
istics of the sample are presented in Table 1. The mean
age of the fathers was 43,03 SD=5,47 years (IQR:34-55
years) and 41,40 SD=5,13 years (IQR:30-54 years) of the
mothers. The mean age of the children was 9,24 SD=3,42
years (IQR:1-16 years) and their mean age at the time of
diagnosis was 7,61 years (SD=3,70 IQR:1-14).

No statistically significant difference was observed be-
tween the sex and the type of cancer (p=0,496). The chil-
dren in the sample suffered from leukemia (60%), brain
tumors (12%), lymphoma (8%) and other tumors (20%).
Parents rate their children’s QoL as good (46%) or very
good (31%) and 97% estimate that their children’s QoL
will improve.

The majority of parents report that the probability of
cure is relatively high or very high (75-86%) while 7% re-
port that the physician has not discussed the probability
of cure with them. Moreover, the 67% of parents stated
that their child believes that they have a relatively high
or very high probability of cure.

Thirty two percent of parents report none or relative-
ly limited discussion with their child about the disease
prognosis. On the contrary, 40% stated that they had
an in-depth discussion. Regardless of the degree of dis-
cussion, the majority (67%) characterize this discussion
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Table 2. Intensity of symptoms of children with cancer during the first month of treatment

Intensity of Nausea  Loss of Diarrhea
symptoms appetite

Don't know 3 0 1
Not at all 7 9 37
Minimum 23 1 24
Enough 33 32 14
Very 13 26 10
Very much 21 22 14
Total

as quite difficult or very difficult. Regarding their infor-
mation, they state that they are informed regarding the
effects of the treatment on the physical functioning of
the child by 78%, on the emotional state by 63% and on
child’s QoL by 64%.

Parents report that the probability of cure (93%), the
ability of their children to participate in daily activities
(74%), the effects of treatment (76%), the length of hos-
pital stay (54%) and total treatment time (61%) were im-
portant factors in making treatment decisions.

The participants were asked to rate the pain man-
agement during the first month after the enactment
of treatment. They reported pain symptoms during the
first month of treatment in 95% of cases (3 participants
report zero pain while 2 reported that they do not know
if there was pain or its intensity). Nearly one in two par-
ents reported that their child has suffered much or too
much during the first month of treatment. The average
pain intensity was 6,73 (SD=2,42, Median (IQR)=7 (0-
10)). Moderate pain was reported by 36% of parents and
severe/intense pain by 45%. Summarizing, the vast ma-
jority of parents (95%) stated that they were more or less
satisfied of the efforts of health professionals to alleviate
their child’s pain despite the fact that they rated its man-
agement as quite or very effective at 56%.

The severity of children’s symptoms as was assessed
by their parents during the first month of treatment
is presented in Table 2. Parents report the intensity of
health professional’s efforts to manage children’s symp-
toms and their satisfaction of these efforts as presented
in Table 3.

Participants were asked to choose between the two
following treatment options:

Treatment A: 80% probability of cure but leads to side

Constipation Anxiety  Depression Pain
%

1 1 7
38 6 21
34 17 15 23
17 30 28 18
6 20 19 31
4 26 14 18

100

effects such as nausea, vomiting, diarrhea and pain.

Treatment B: 75% probability of cure but there are sig-
nificantly fewer side effects and offers the child a better
QoL during treatment, compared to treatment A.

Treatment A was selected by 64% of the participants
(definitely A chose 41% of parents, probably A 23%).
Treatment B was selected by 19% (probably B 16% and
definitely B 3%), while 17% said they were unsure.

Participants were also asked to select between one of
the following treatments:

Treatment A: 65% probability of cure but there are sig-
nificantly fewer side effects and offers the child a better
QoL during treatment, compared to treatment B.

Treatment B: 80% probability of cure but there are
side effects such as nausea, vomiting, diarrhea and pain.

Treatment A was selected by 8% (definitely 3%, pos-
sibly 5%), treatment B by 76% (definitely 51%, probably
25%), while 16% said they were unsure. In both cases, the
majority of parents choose the treatment with the high-
est probability of cure versus the treatment with impact
on QoL or the onset of symptoms. Fathers choose treat-
ment B more than mothers, who preferred treatment A
(x?=10,267, df=4, p=0,036). In contrast, mothers tend-
ed to choose treatment with the lowest probability of
symptoms compared to fathers, but the difference was
not statistically significant (p=0,080). Accordingly, par-
ents with a higher level of education choose the higher
survival even if it was accompanied by significant side
effects, compared to treatment with fewer symptoms,
but less probability of cure (x>=33,498, df=20, p=0,030).

More than nine to ten participants (93%) believe that
health professionals should focus on issues that deter-
mine the QoL of the child. AImost one in two parents
(47%) stated that health professionals supported as

Volume 62, No 3, July - September 2023 &3) HELLENIC JOURNAL OF NURSING 101



EPEYNHTIKH EPTFAZIA - ORIGINAL PAPER
Parental knowledge and views regarding palliative care

Table 3. Intensity of health professional’s efforts to manage children’s symptoms and parents’ satisfaction

Nausea  Loss of
appetite

Intensity of efforts
Don't know 1 0 0
Not at all 0 3 1
Little hard 5 12 14
Enough hard 40 29 28
Very hard 48 47 24
Parents’ satisfaction
Don't know 1 1 1
Not at all 0 14 2
Little 17 16 16
Fairly 51 33 29
Very much 22 11 11

much as they should the QoL of their children and main-
ly interventions that enhanced children participation in
daily activities and enjoy their daily life (29% very much
and 18% enough).

The parents in our study expressed their need for ad-
ditional information in specific areas such as: a) regard-
ing the management of the child’s physical symptoms
(80%), b) emotional support (60%), c) enhancement of
child’s QoL (100%) and family’s QoL and functioning
(36%) and d) management of the child at the end stage
of the disease (26%).

Respectively, the topics for discussion mentioned by
the parents as the main ones for the information of the
children themselves concern the management of their
emotional disorders (52%), the management of physical
symptoms and pain (78%) and less their effect on the
function of the family and in everyday life.

Only 19% of parents report knowledge of the term
PC and 18% associate it with improving the QoL of the
child with cancer and 9% associate it with the manage-
ment of the child during the end stage of the disease.
None of the participants reported personal experience
of PC. This is expressed by the reduced positive attitude
of the participating parents (19%) towards PC, as 68%
state that they are not aware of its content and associ-

102

Diarrhea

Symptoms

Constipation Anxiety  Depression Pain
%

1 0 1

1 1 2

19 15 16

19 26 21 58

26 50 36 37
%

0 0 0 5

4 4 4 0

14 12 13 18

29 31 26 42

14 12 9 14

ated interventions. However, 45% believe that the PC
group would be helpful in managing the symptoms
of cancer and its treatment. Only 18% believe that this
group would be helpful in making initial treatment de-
cisions but a higher percentage (38%) state that adding
it would be beneficial for the overall care of the child.
Reduced is the belief that it would assist strengthen the
relationship between parents and the care team since
only 15% reported this aspect of PC. On contrast, 3-7%
of the participants stated that provision of care by the
PC team would have a negative effect on their hope for
cure or effective treatment. Despite the limited knowl-
edge about the PC team and its role, 47% stated that
they would definitely like to meet with its members
from the time of diagnosis and 25% that they probably
would. But there is a 4% who stated that they probably
or certainly would not like to apply it at diagnosis be-
cause they believe that it is not necessary. The 60% of
the parents reported that wanted the initiation of PC
from the initiation of the treatment of their child, the 8%
when pain or a symptom is a problem, the 4% when the
disease worsens or relapses, and the 21% didn’t knew.
Participants were asked their views regarding the
probability of no cure for their child. Fathers and par-
ents with highest level of education stated that they
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Table 4. Parents’ views on palliative care correlated to education level and monthly income

Higher level of education

Variables x?
Limited discussion 55,410
Difficult discussion 43,759
Length of hospitalization was very helpful in 33,887
decision making

Total treatment time was very helpful in deci- 46,403
sion making

Effective management of pain 42411
Effective management of nausea 29.706
Effective management of diarrhea 28,458
Greater knowledge of palliative care 11,639
Positive attitude on palliative care 26.500

would like health professionals to have discussed more
about the probability of no cure, compared to mothers
(x2=12,984, df=1, p=0,001) and parents with lower ed-
ucational level (x>=10,380, df=4, p=0,034). Moreovet,
fathers tend to report less effectiveness in managing
their children’s symptoms than mothers. A statistically
significant difference was found in the management of
physical symptoms, such as nausea (x>=10,380, df=4,
p=0,034), constipation (x*=12,794, df=5, p=0,025), loss
of appetite (x2=9,504, df=5, p=0,041) and psycho-emo-
tional disorders (anxiety, depression) (x>=10,529, df=4,
p=0,032). Respectively, parents with higher average
monthly incomes evaluate the efforts of health profes-
sionals to deal with physical symptoms such as nausea
(x2=28,575, df=16, p=0,027), or diarrhea (x*=30,598,
df=16, p=0,015) to a higher degree compared to lower
income parents (Table 4).

Parents with a higher level of education and a higher
monthly income tend to characterize the degree of dis-
cussion with their child about the disease as more lim-
ited and express a desire for a greater degree of discus-
sion (x>=55,410, df=20, p=0,001) and (x*=44,751, df=16,
p=0,001), respectively, and characterize the content of
the discussion as difficult (x>=43,759, df=20, p=0,002)
and (x*=32,806, df=16, p=0,008), respectively (Table 4).

Parents with a higher level of education and those
with a higher average monthly income stated that
length of stay in the hospital and the total time of treat-
ment were very helpful in making decisions about the

Higher average monthly

income

df P x? df P
20 0,001 44,751 16 0,001
20 0,002 32,806 16 0,008
20 0,027 26,573 16 0,046
20 0,001 32,290 16 0,009
25 0,016 18.153 15 0.255
20  0.075 28,575 16 0,027
20  0.099 30,598 16 0,015
5 0,040 10,274 4 0,036
10 0,003 19,313 8 0,013

child’s treatment plan, in contrast to the parents with
a lower level who found the residence time less help-
ful (x*=33,887, df=20, p=0,027) and (x*=26,573, df=16,
p=0,046), respectively, as well as the total treatment
time (x?=46,403, df=20, p=0,001) and (x>=32,290, df=16,
p=0,009), respectively. Higher level of education was
associated with greater satisfaction with pain manage-
ment (p=0,016) (Table 4). The level of education was not
associated with statistically significant differentiation
regarding the effectiveness of management of other
physical symptoms.

The concept of PC is better known to parents with a
higher level of education (x*=11,639, df=5, p=0,040)
and therefore their attitude is more positive (x?=26,500,
df=10, p=0,003). Respectively, parents with higher aver-
age monthly income declared knowledge of the concept
of PC compared to them with lower income (x*>=10,274,
df=4, p=0,036) and respectively their attitude was more
positive (x?=19,313, df=8, p=0,013).

Parents with a lower level of education associate the
onset of PC with the removal of hope for cure (x*>=15,910,
df=4, p=0,003). The mothers considered that the PC
group would be a positive addition to the overall care
of the child to a greater extent, compared to fathers (x’=
4,186, df=1, p=0,041).

Discussion
It was clear from the data analysis that participants’
knowledge regarding PC was quite limited since just
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only one in five stated that knows the term and the con-
tent of PC. It is widely believed that PC is referred only to
end-stage patients and that is why very often is referred
as “care before death”, pain relief, and peaceful death.2In
accordance to our findings, level of parents’ education
and older age were positively associated with knowl-
edge of PC, however many parents had a misconception
about its role.”?22 Parents believe that the goal of PC is
to support the family (90,6%), to provide social, emo-
tional support (93.4%) and to manage pain and other
symptoms (95,1%), but the majority of them have not
realized the role of nurses in the provision of PC.>* Par-
ents who knew the meaning of the term point out its
importance in management of care from diagnosis to
treatment and cure or end-stage care, according to the
prognosis of the disease.®

The term of PC was familiar to parents with a higher
level of education. Parents’ educational level has been
strongly associated with knowledge of PC.”>* Parents
with a lower level of education associate the start of
PC with the removal of the hope of cure, while mothers
believe that the PC team would make a more positive
contribution to care than fathers. In a previous similar
study, none of the parents had a negative attitude to-
ward PC and even in relation to early integration of PC
in pediatric oncology patients in USA. The parents, after
being informed, wanted to have met the PC team at the
time of diagnosis. Pediatric patients stated that for them
was more necessary to include PC early in the care plan
to relief their symptoms in comparison to their parents.’
Other parents report that although they hoped the
child would recover, despite knowing that the cancer
was incurable.?' In literature is argued whether early PC
integration in pediatric oncology patients and families
might be beneficial and not a barrier.>*

In our study, despite parents’ limited knowledge re-
garding PC, almost one in two believes that it would
be helpful. On contrary, another study claims that most
parents described that they had limited expectations
about what support the PPC team could provide them.?
In a study on the needs, attitudes and views of parents
and children with cancer for early initiation of PC, it was
found that few children and parents expressed oppo-
sition, while children considered PC more necessary
than parents.? Virbun et al. in a recent systematic review
focused on the elements of optimal pediatric PC. They
concluded that this type of care should be flexible, re-
sponsive and tailored to the needs of children and their
families, targeting to the management of suffering.?®

104

In the present study, the majority of parents rated the
QoL of children as good or very good in contrast to pre-
vious studies which found that mothers reported that
their QoL and child’s QoL to be significantly lower than
population norms. In the same study, mothers who rat-
ed their own QoL as poor rated the child’s QoL to be low
as well.¥” In an older study in Greece, parents of children
with cancer underestimated the QoL of children com-
pared to the one reported by them, especially in the
domains regarding emotional and social domains.®
These differences in the assessment of children’s QoL,
may reflect in a point, the parental fear, worry and anxi-
ety. Educational level, good communication with health
professionals and the child and good family functioning
seem to limit these differences.®?’%

In accordance to previous studies, almost all parents
reported that health professionals should focus more
on the QoL of the child. However, the impact to QoL
from symptoms related to the disease or the treatment
is acknowledged by the parents. The symptoms man-
agement is a desired milestone in pediatric oncology
care for both children and their parents.?3° Therefore,
the early integration of PC is argued. Mack & Wolfe not-
ed this element. In their study, parents stated that early
integration of PC allows for improved symptom man-
agement, parental adjustment and preparation for the
end-of-life care period. Those families were more likely
to believe that their care has been of high quality. In
addition to information about what to expect, parents
valued sensitive and caring communication from the
physician and health professionals.3' The existing evi-
dence supports that access to specialist care, such as PC
is considered crucial for parents32 and there is a need for
support related to relief of their children from suffering
and especially symptoms that cause extreme burden to
children such as pain.?

The majority of parents reported that the chance of
cure is high, however almost one in ten parents stat-
ed that he/she had not discussed the prognosis of the
disease with the physician. According to a study of
parents’ expectations for curing children with cancer,
the majority significantly overestimated the chance
of cure, with 24% of parents reporting that their child
had >90% chance of being cured. It is noticeable that
only 26% of parents recognized that the chance of cure
was less than 25%. When asked to choose a single most
important goal of care, approximately 72% chose cure,
10% chose longer life, and 18% chose better QoL.» It is
widely acknowledged that there is a considerable delay
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in parental recognition of bad prognosis or poor cure
outcomes. However, earlier recognition of this progno-
sis may be associated with interventions targeting to
the relief from suffering and greater integration of PC.
Wolfe et al. in their study with 103 parents of children
who died of cancer, found that the majority of parents
during the parent defined end-of-life period, continued
to report that the primary goal of cancer-directed ther-
apy was to extend life (34%), to cure the child (28%), to
support hoping (13%), to have done everything (10%),
or to extent life without hope of cure (15%).3* In accor-
dance, parents of children with cancer tend to report
better QoL than the children themselves.®*® Another
study supports parental optimism as an internal cop-
ing mechanism in a way. Personal intuition had been
an important source of prognostic information, and the
parent coping styles of disengagement and reliance on
emotional support from others were associated with
decreased parent-physician agreement about cure and
increased parent optimism.3¢

Fathers and parents with a higher level of education
stated that they wanted better information about the
chance of non-cure, a finding consistent with the results
from previous studies.?® Information level regarding dis-
ease prognosis and consequences from both disease
and treatment options impacts on parental coping.

The children that are less informed, face more prob-
lems and suffering in relation to children that are well
informed. Even in end-of-life care for pediatric cancer
patients, information and communication with family
members and health professionals plays a key role in
their overall experience and QoL.*® Fathers of children
with cancer experienced uncertainty and fear when pro-
fessionals did not communicate effectively or involve
them in the decision-making.’” At the same time, par-
ents reported not preparing those around them for the
possibility of the child’s death.®

Parents with a higher level of education and income
reported limited discussion with the child. Lévgre et al.
examined how families in pediatric oncology experi-
enced illness-related information and communication
with professionals and within the family. The study re-
vealed that parents reported the lowest levels of family
communication, followed by siblings. Parents, ill chil-
dren, and siblings all scored low scores on the item re-
lated to sharing “bad news” to one another. Four of 25
ill children, could talk with someone in the family about
theillness but only 2 of 25 ill children and 4 of 33 siblings
had questions about the illness that they did not dare

ask their family. Sixty-eight percent of the parents re-
ported that they did not share their thoughts or feelings
with their families.3*Although the effect of parents’ edu-
cational attainment and income on limited communica-
tion with children with cancer has not been adequately
investigated, lower receptivity to PC was associated with
having a lower household income.*

Almost one in three parents reported that the com-
munication with their child was quite limited. Similar
studies have identified variability in parents’ reports of
how information was shared with their children and
how the child was involved in the treatment decision
making process.*' It has been reported that some par-
ents desire to become more “hands on” and involved
with their parenting as well as experiencing increased
intimate communication or feelings of establishing and
maintaining a closer, more open and emotionally sup-
portive relationship with each other since the cancer di-
agnosis,*? while some maintain good communication in
the final stages of the disease.®®

Kars, Grypdonck & van Delden tried to explore par-
ents’ experiences when caring for their child with incur-
able cancer. The parents experience a variety of stress-
ors that threaten their parenting role and decrease their
ability to acknowledge the child’s needs. Communica-
tion in such cases becomes difficult and parents avoid
discussing about cure at a time when a child’s health is
deteriorating near the end of life.*** Nurses play a key
role in assisting parents to deal with the realistic prog-
nosis and their child’s condition and alter their role ac-
cordingly, such as by providing information and alterna-
tive perceptions that are closer to the child’s pragmatic
needs. For example, there is widely accepted that cancer
treatment is responsible for a variety of symptoms and
adverse events. However, many parents still seem to
be less prepared for the long-term effects of treatment
than for acute ones. These findings indicate that the
acute effects of treatment are discussed more by phy-
sicians and long terms effects less, indicating a lack in
parental information.*>4647

Parents express the need for information about the
emotional support of the child and the treatment of phys-
ical symptoms. In a similar study, parents and patients re-
ported that the most significant effects were caused by
emotional distress, fatigue, nutrition, and pain.*® Consis-
tent with our results, other researchers have shown that
the majority of parents believed that it was important
to receive information about the day-to-day care of the
child.* Parents report a significant need for information

Volume 62, No 3, July - September 2023 &3) HELLENIC JOURNAL OF NURSING 105



EPEYNHTIKH EPTFAZIA - ORIGINAL PAPER
Parental knowledge and views regarding palliative care

and psychosocial support after diagnosis.*

In our study pain was the most common symptom,
reported by the 95% of the participants. In a similar
study, 50% of the parents stated that the child experi-
enced severe pain. Parents of children receiving treat-
ment reported significantly more severe pain than those
whose children had completed treatment.>’ However,
other studies report that parents are unaware of their
children’s pain, and some parents overestimate pain in
their children. Haraldstad et al. for example concluded
that the level of agreement between parents and chil-
dren regarding pain intensity is quite low.>’ Despite
the occurrence of pain symptoms in pediatric cancer,
evidence from previous studies indicates that parents
were pleased with the health professionals’ efforts to
manage physical symptoms and to alleviate the child’s
pain. On contrary, they were less satisfied with the emo-
tional support offered to them and their children with
cancer.>? However, the level of satisfaction from overall
cancer care remains moderate.>® A study with families
receiving PC at home in children with end-stage cancer
showed a significant improvement in their QoL and a
significant relief related to their symptoms.>* Higher lev-
el of education was statistically significantly correlated
with satisfaction with pain management. Recent stud-
ies have shown that better parenting education for pain
management can help them cope with the pain of chil-
dren with cancer.>>*® Based on our results, fathers tend
to report less effectiveness in managing symptoms than
mothers. Despite advances in pain management tech-
niques, children with cancer still have to deal with in-
tense pain and this causes distress to their parents along
with misconceptions about pain management.’” How-
ever, cancer, such as other chronic diseases may lead to
a number of symptoms other than pain along with fa-
tigue and inadequate patient care.’®%

Our analysis revealed that fathers are more willing to
choose a treatment that leads to a better QoL compared
to the mothers. Instead, mothers choose a treatment
with the least chance of symptoms. Accordingly, the
parents with the highest level of education choose the
treatment with the highest survival. In a study of parents
of deceased children, the parents preferred their child to
receive treatment regardless of its side effects. Parents
with higher educational attainment and income report-
ed that the criterion for choosing treatment was the
chance of cure. When asked to retrospectively consider
what the goal of treatment might be, they reported less-
ening suffering.®® Fathers tended to report feeling more

pressure from others and reported more uncertainty
about the optimum choice than did mothers. Parents
with prior knowledge of pediatric cancer treatments,
particularly the mothers, preferred more involvement
from their child’s oncologist.*

Parents report that the chance of cure influences
treatment decisions. It has been argued that the high
risk of delayed treatment outcomes has influenced the
treatment choices of parents and physicians. In other
study, both parents and physicians accepted a high risk
of infertility (parents, a 137% increased risk; physicians,
an 80% increased risk) in exchange for a 10% great-
er chance of cure.®? These findings are consistent with
those of Huang et al. study that most parents wanted
information on their children’s QoL (95%), followed by
chance of recovery (88%), and pain relief (84%).5* Unfor-
tunately, as argued earlier, parents often are unwilling
to accept the reality and force health professionals to
enact treatments such as chemotherapy, even when the
chance of cure is relatively low.** In another study, when
parents were asked to choose a single treatment goal,
72% chose the cure, 10% chose a longer life expectancy,
and 18% chose a better QoL.*

The parents with the highest level of education and in-
come stated that the time spent in the hospital and the
total time of treatment, helped them in making treat-
ment decisions. However, another study reported that
length of hospitalization significantly increased parental
anxiety levels, unrelated to education level.®* Other re-
searchers have shown that the majority of parents with
a high level of education wanted a participatory deci-
sion-making process without correlation with educa-
tion, gender, race, or treatment chance. The same study
identifies information provision and communication as
key elements of effective decision making process.

Study Limitations

This is a sample of convenience in a limited period
of study for all parents who met the admission criteria.
The provision of PC in our country is in the develop-
ment stage, therefore the degree of information of the
parents is small, as well as the organized PC services.
Measures to prevent the transmission of the COVID-19
pandemic to the hospitals where the data were collect-
ed led to barriers to communication with parents and
time delays.

Conclusions
Our analysis revealed the great lack of information
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regarding PC among parents of children with cancer in
our country. This is more stressed since no one report-
ed experience of PC provision to their child in any of the
cancer treatment stage. Parents assessed their children’s
QoL as high despite the increased reference of pain and
other symptoms. Moreover, a great lack regarding infor-
mation and communication was exposed and parents
do not discuss adequately about cancer illness with their
child. These results could contribute to the development
of better care practices in children with cancer and to the
widespread information among children and parents re-
garding PC. In the frames of family centered care and pa-
tient oriented experience, emphasis should be posed to-
wards lessening suffering and early integration of PC. We
have to keep in mind that although parents intend to act
beneficially toward their child, their limited knowledge,
lack of adequate information and fear losing their child,

can impede their ability to act in the child’s best interest
and stand as a barrier to effective enactment of PC.
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ABSTRACT

TVWOoELg Kal ammOYPELC YOVEWV Yid TNV AVAKOU@ICTIKN QPOVTida Twv maidiwv pe kapkivo otnv EANGda

Aatepivn Maupouytdvvou', EAévn Evayyéhou?, Euyevia BAaxou?, Mapyapita Mmaka?, Zogia MoAuxpovomoulou?,
Oupavia Nkofiva?, Kwvotavtivog Métoloc’, Eudyyehog Aovonc®”
"NoonAeutpia, MSc, MM «Aiayeipion Xpoviwv Noonudtwvs, Turjua NoonAeutikric, 2xoAn Emotnuwy Yyeiag kai
Mpdvolac, Mavemotriuo AuTikAc ATTIKHC, ABriva, EAAGSa
2 KaBnyntpia, Turiua NoonAeutikric, xoAri Emotnuwv Yyeiag kai lMpdévoiag, Mavemotriuio Autikiic ATtikiig, ABrjva,
EAaba
3 AieuBuvtpia Oykoloyikric KAwvikrig, Oykodoyikd lNMaidiatpiké Noookouegio Mapidvva B. Bapdivoyidvvn - EAmida, ABriva,
EAdba
4 AlevBovrtpia Tunuaroc MNatdiatpikric Aiuatodoyiac/Oykodoyiac, ILN. Maibwv «H Ayia Zopia», ABrva, EAAada
3 Errikoupog KaBnyntric, Turiua NoonAeutikrig, EOviké kat Kamrodiotpiaké lNavemaotriuio ABnvav
¢ AvamAnpwtri¢ Kabnyntrig, Turiua NoonAeutikrig, xoAn Emotnuwv Yyeiag kat Mpdvoiag, Mavemotriuio AuTtikig
Attikrig, ABnva, EAA\ada

MpoéAevon TG HEAETNG: TIME «Alaxeipion Xpoviwv Noonudtwvy, Turipa NoonAeuTIKng, ZxoAn Emotnuwy Yyeiag
kat Mpovolag, Mavemotruio AuTtikAg ATTIKAS, ABrva, EAAGSa

Eroaywyn: H avakougioTtikn gpovtida (PC) avagépetal og mapepBACELG TTOU 0TOXEUOULV 0T BEATIWON TNG TTOLOTNTAG
C(wn¢ (Qol) Twv maIdiwv Kal TwV OIKOYEVEIWVY TOUC HECW TNS TPOANYNC Kal avaKoUPIoNE TOU TTOVOU.

TKOMOG TNG MApoVoag MEAETNG ATAV VA SIEPEVVNOEL TIC YVWOELG Kal TIC amOYPEIC TV YOVEWV TTAISIWY E KAPKIVO
OXETIKA HE TNV AQVAKOUQIOTIKN @povTida otnv EANada.

MéBodou: MNpayuatomolnOnKe MEPLYPAPIKT) CUYXPOVIKH UEANETN ot Oeiypua 100 yovéwv voonAeuopevwy madiwv
O€ OYKOMNOYIKA THAHATA Kal 0T povdda PeTapdoxeuong PUEAOU Twv 00TwY, SUo TTAISIATPIKWY VOCOKOEIWY 0TV
Attikr, ané OePpoudpto éwg lovvio Tou 2021. Xpnowomouridnke n kAipaka «Evaluating Supportive Care for Children».
H avaluon tTwv Sedopévwy mpayuatomnoiribnke pe 1o SPSS v.23.0. OAe¢ ol SokipéC mpaypatomolndnkav o€ eminedo
OTATIOTIKAG onuavtikotntag p<0,05.

AnoteAécpata: Movo 1o 19% Twv CUMUETEXOVTWY YVWwPIlEl TNV avaKou@LoTIKA @povTida evw kaveig Sev avagépel
npoowrikn eumelpia mapoxnig PC. To uPnAétepo emimedo ekmaideuong Kal pnviaio €106dnpa CuoxeTiIoTNKAV
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OTATIOTIKA ONUAVTIKA PE TN YVWOoN TNS aVaKouploTIKNAS @povTidag (p=0,040) kat (p=0,036) avtioTtolxa Kat pe T BeTIKN
otdon Twv yovéwv otnv évtaén tng otn Bepaneia Tou maidiov (p=0,013). H mielongia Twv yovéwv a§loAdynoe tnv
QoL twv nadlwv Toug w¢ Kain (46%) r mMoAU KaAn (31%). To 32% avépepav Kapia 1} meploplopévn culitnon Pe To
maudi Toug oxXeTIKA e TNV acBévela kal Tn Beparmeia Tou. EmmAoy, ol yoveig avépepav eppdavion mévou ot1o 95% twv
TIEPITTTWOEWV.

Yupnepdopata: Eival cagég 1t ot ENAnveg yoveic ayvoouv tnv PC, urtepektipoUv tnv QoL Twv maidiwv Toug Kat UTTdpxel
alodNnTr ENAelPn emapkou cu{TNONG YIa TOV KAPKIVo Kat Tn Bepareia Tou PETA&U TwV YOVEWVY Kal TWV TTASIWY TOUC.
Ot yoveic Oa mpémel va gival o evnuepwpévol yia tnv PC.

Key words: Avakou®loTIKN ¢povTida, YoVeig, maidlatpIKr) VOONAEUTIKI), OYKOAOYIKI) VOONAEUTIKN, VOonA&ia, moldtnta
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