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Abstract

Background: Children with cancer face many challenges andreonty develop somatic, emotional and behavioral
symptoms that negatively affect their quality & {QoL) and their psychosocial functioning.

Aim: The aim of this study was to assess the QoL itdrelm with cancer and to address their emotiondllzehavioral
symptoms.

Methodology: This is a non-invasive descriptive study. We ased children’s QoL using proxy reports from one of
their parents, in a sample of 100 children withceanduring their hospitalization in one of the tmajor pediatric
public hospitals in Greece. The proxy form of “Qtyabf Life Scale” (QoLS) was used to assess Qodl tre PSC-
35 scale for the reporting of their children’s eimpél and behavioral symptoms, as reported by {beients. Data
analysis was performed using Statistical Packag&SSFersion 23.0 (SPSS, Inc., Chicago, IL).The &igmice level
was set at 0.05.

Results The study participated 100 parents (24 fathedsméthers) with a mean age of 41.94 + 5.27 yedngirT
children (51 boys, 49 girls) with a mean age of740+ 4.21 years were hospitalized during the inéavs in an
oncology unit. Parents reported a quite high oVerre in QoLS (Mean + SD: 97.85 + 22.84, Medig#h; IQR: 52-

www.internationaljournalofcaringsciences.org



International Journal of Caring Sciences January-April 2022 Voluite | Issue 1| Page 634

151) indicating that their children experience aarall acceptable quality of life. Moreover, motheated higher QoL
of their children than fathers in the Social Dimiensand the subscales of Communication Ability &edf-assessment.
The PSC-35 scale was used to assess the psychodgsfianction of the children (attention, extermalp, and
internalizing symptoms) as rated by their parefit® mean score was lower than the cut off levelafMe SD: 18.01 +
6.78) and only 12% of the participants states scepd, indicating dysfunction. However, despiteRIS€-35 score, the
25% of parents believe that their child has emation behavioral problems and 84.1% of them expekdseir will for
psychological support for their child.

Conclusions The QoL in Greek children with cancer is ratechah according to their parents’ reports. Howewer,
number of them are dealing with emotional or bebialisymptoms that require experts’ support.

Keywords: Pediatric nursing, Oncology nursing, Quality oéJiBehavioral Symptoms

Introduction (Vlachioti et al., 2016), or even rated QoL as eath

Joor (especially the physical and school dimension

Pediatric cancer treatment is a great success, st cgm ared to emotional and social dimension)
with continuously increasing cure rates but theee a P

still major consequences, such as compIication@?osenbergJ etal., 2016).

disabilities, or adverse outcomes as a result ®f tldn the other hand there is a number of studies that
disease process, the treatment, or both, may havesad parental reports (proxy) to assess children’s
negative impact on daily functioning and quality ofQoL. These studies were based in the belief tleat th
life of the child and consequently and to the othefiews of parents reflect with relative certaintye th
family members (Kaya et al., 2019). views of children (Germain, Aballéa & Toumi,
2019; Batalha, Fernandes & Campos, 2015).
Several studies expressing the views of parents hav
qcused on investigating the QoL of children

; . . . ospitalized at various stages of cancer treatment
physical, emotional, psychological, social and eve Imomani, 2015) as well as in childhood cancer

spiritual symptoms that have a negative impact survivors (Calaminus et al., 2021). However, it

both themselves and their family (Vlachioti et al'?eems that the QoL of children with cancer is eelat

2016; Rosenberg et al.,, 2016; Abu-Saad Huije ; . e
Sagherian & Tamim, 2013). The most commonl}/g ﬁegg;nsg?; (():I;aécatg;se?g? |t250flu9r)ther Investigatio

reported symptoms are feelings of irritability,
nervousness, lack of energy, lack of appetite, pain addition, few studies have focused on
and sadness while the most common treat@uvestigating the QoL of children with cancer in
symptoms were hausea, vomiting, cough and paBreece (Vlachioti et al., 2016). According to the
with success rates ranging between 56.3 to 73.7%&rature, among the factors that negatively affec
(Abu-Saad Huijer, Sagherian & Tamim, 2013). Inhe QoL of children with cancer is the simultaneous
literature there is a number of recent studies theatment of cancer, the intensity of treatment
assessed QoL in children with cancer using selfAlmomani, 2015), duration of treatment and
reports. However, their results were not consisterttiagnosis (Hegazy et al., 2019), type of cancer
For example, Calaminus et al. (2000) reported théalaminus et al., 2000; Almomani, 2015), poor
children with cancer self-rated their overall Qal. aprognosis or recurrence, older age and gender
good during the treatment. More recent studies al§Galaminus et al., 2000; Hegazy et al., 2019). &her
confirm these findings assessing QoL in childreis evidence that education, communication and
with cancer as good or relatively good (especiallgxercise have a positive effect on the QoL of
on cognitive performance, communication andhildren with cancer (Akdeniz Kudubes et al.,
nausea) (Hegazy et al., 2019; Abu-Saad Huije2022).

Sagherian & Tamim, 2013). However, there is ; : .
number of studies used self-reports that found r?he effect of physical symptoms on the children’s

. . X With cancer QoL has been studied (Hegazy et al.,
difference in QoL during treatment, but there was 19; Stenmarker et al., 2018; Abu-Saad Huijer,
noticed improvement at the end of treatmen

Promoting quality of life (QoL) in children with
cancer is a core challenge for pediatric nursds. It
a fact that these children experience a variety
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Sagherian & Tamim, 2013), however less evidendenvironment (9 items), School role (2 items)). Each
exists in relation to the psychosocial functioningtem is rated with a 5-point Likert scale from Db{n
and its effect on QoL (Vlachioti et al., 2016). Thet all significant) to 5 (very significant).

aim of this study was to assess the QoL of childraralidation of scales:Both scales were translated
with cancer and to address their emotional andto Greek and evaluated by 2 experts for their
behavioral symptoms, through their parent'adaptation to Greek culture. Then there was a
reports. reverse translation from Greek into English. Aglon

as there was no discrepancy between the Greek and
English translations the scales were accepted for
This is a non-invasive descriptive study. One ef thuse. After the scales were accepted, a pilot tast w
parents of patients aged 5-18 years with a diagnopierformed on 30 patients and one of their parents t
of cancer who were treated in an oncology ward icheck their reliability and validity for use in the
one of the two biggest public pediatric hospitals istudy. The reliability of the scales was checked by
Greece (“Aghia Sophia” and “P. & A. Kyriakou”), calculating the Cronbach’s alpha index.

during the study period (May to August 2021) an . . .
met the criteria for inclusion in the study, wasc,?‘he Cronbach's alpha internal _consistency

recruited (sample of convenience). The 89% of tHe efficient for the PSC-35 scale (N = 35) was 0,783

parents that were asked to participate agreed' dicating a high internal consistency of the scale

participate and filed out the research form afte Re Cronbach's alpha internal consistency factor fo

informed consent was granted. This study wa%II QoLS questions (N = 35) was 0.915, indicating

approved by the Research Ethics Committees ¥ce|lent internal consistency of the scale. Inanor
both Public Hospitals (Ref. No: 9343/18.05.202 etail, Cronbach’s alpha consistency factor for
and Ref. No: 1568/27.01 20'21) ' o ihdividual QoLS scores is shown in Table 1.

; ; oo : tatistical analysis The analysis of the data was
The inclusion criteria for the parents in order t<§ . -

C ) : .+ = _qerformed with the statistical package SPSS v.23.0
participate the study were: parenting a child 5 l%nd at a level of statistical significance 0.05.

years old with neoplastic disease who wa ppropriate descriptive techniques were used for
hospitalized in the oncology department during t ata analysis. Descriptive techniques included the

stud eriod, good knowledge of the Gree
Iangﬁagpe and gsigned infomﬂed consent. w&ssessment of frequency, Mean and Standard

Materials and Methods — Study design

excluded three parents due to partial completion feV|at|on (SE).’ Median a.nd Intra-Quadratic Range
the scale. QR) for continuous variables and the frequency

and percentage ratio for categorical variables.
For the data collection, a special query form wasolmogorov-Smirnov test was used for quantitative
developed which included a demographic form, theariables. Parametric and non-parametric methods
“Pediatric Symptom Checklist (PSC-35)” (Jellinekof analysis were used for inductive statistical
Murphy & Burns, 1986)xnd the “Quality of Life analysis and related hypothesis control depending
Scale (QoLS)” (Wang et al., 2018). The PSC-36n whether the variables follow a normal
scale consists of 35 questions and assesses a vdidgribution or not. More specifically, the? xchi-
range of emotional and behavioral symptoms isquare test) was used to investigate the relatipnsh
children and was originally designed as a briddetween two categorical variables. Student's t-test
screening tool to assess general psychosocighs used to investigate the relationship between a
dysfunction in children. Scale items were rated byuantitative variable following the normal
participants on a 3-point Likert scale from O (mgve distribution and a binary variable.
1 (sometimes) and 2 (often). The tool is scored Results

adding these scores together. It is applicableger Td’ne study involved 24 fathers & 76 mothers of a

with children between the ages of 4 and 18 a . X .
usually takes less than five minutes to administer%tal of 100 children (51 boys, 49 girls) diagnosed

The QoLS explores the QoL of children Withwith cancer, with a mean age of 41.94 + 5.27 years

L . : .. for parents and 10.74 = 4.21 years for children.
cancer, it is consisted by 35 questions covering fi - ; . .
dimensions (Physiological (11 itemS)’Partlmpants detailed demographic data are

Psychological (7 items), Social (6 items),presemed in Table 2.
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The mean age of the male participants (fathers Ndimensions / subscales of QoLS better QoL was
24) was 42.58 + 5.22 years (35-55 years) and 41.i@ported in children <10 years old compared to
+ 5.31 years (30-55 years) for the femalehildren>10 years old (Table 5).

pa_rticipants (mothers N = 76). The mean age of tlﬁme mean PSC-35 score was lower than the cut off
children was 11.41 + 4.11 years (5-21 years) fQL | \10an + SD: 18.01 + 6.78) and only 12% of
boys and 10.04 + 3.42 years (1-16 years) for gIrIS'[he participants states scores >24, indicating

Table 3 shows the mean values, standard deviatiodgsfunction. However, despite the PSC-35 score,
median values and IQR for each QoLS subscalee 25% of parents believe that their child has
score and for its overall score. Parents repoigjla h emotional or behavioral problems and 84.1% of
overall score on QoLS (Mean + SD: 97.85 + 22.84hem expressed their will for psychological support
Median: 94, IQR: 52-151) while reporting a highfor their child.

score on the Environmental Dimension (Mean

SD: 38.14 + 4, 46, Median: 39, IQR: 25-4é) and i%he gender of the parent (p = 0.284) was not

. i : ; tatistically significantly associated with the
the Physical Dimension (Mean £ SD: 28.20+11.3 ccurrence of pathological scores, although a

Median: 27, IQR: 11-52). statistically significant difference was found hret
The variation of the overall QoLS score, itevaluation of parents by gender (t = - 2,265, €85
individual dimensions and subscales according o = 0.012), with mothers showing higher score
the gender of the parents was studied. The rebult(dMean + SD: 18.96 * 6.76) than fathers (Mean *
the test (t-test for independent samples) showeatd tISD: 15.00 + 6.01).

there were no statistically significant difference

between fathers and mothers except for the SCOE)ur analysis revealed that the gender of the child

§a i i =
. . . id not differentiate the PSC-35 score (p = 0.230).
for the Social Dimension and the subscales f ccordingly, neither the age of the parents nor the

Commu_nication Ability "’.Ir.‘d Sel-assessment, aghildren was found to be related to PSC-35 score
shown in Table. 4. Specifically, mothers rated th =0.232 & p=0.229, respectively). In contrast

eropLec(i);H;/hter:; ggi?zgfgir:g:;:)ntg?\r:j I}?tehglrjsbsigl arents' educatlongl level was associated with

of Communication Ability and Self-assessment o Bnormal scores, Wlth parents with lower levels O.f

QoLS (Table 4) d_ucatlon reporting higher PSC-35 scores for their
' children (¥ = 12,142, df = 5, p = 0.033). Finally,

In addition, the effect of the child's age on Qadsw hospitality and type of clinical care were not

investigated. The statistically significant diffaoes statistically significantly correlated with the PS6

are shown in Table 5. Specifically in specifiaating.

Table 1.Cronbach’s alpha consistency factors for individQalLS scores

Dimensions Subscales Cronbach’s
alpha

Physiological (11 items) 0.890
Activity Ability Subscale (2 items) 0.785
Somatic Function Subscale (4 items) 0.708
Symptoms & side effects (5 items) 0.849

Psychological (7 items) 0.789
Emotional Response (4 items) 0.780
Self-evaluation (3 items) 0.776
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Social (6 items) 0.704
Communication ability (2 items) 0.732
Interpersonal relationship (4 items) 0.777

Environment (9 items) 0.651
Home (5 items) 0.706
Social (4 items) 0.705

School role (2 items) Independence (2 items) 0.896

QoLS (35 items) 0.915

Table 2.Demographic characteristics

Demographic characteristics Frequency

Gender of parents

Men 24

Women 76

Gender of child

Boy 51

Girl 49

Age of parents

<40 years 42

>40 years 58

Age of child

<10 years 51

>10 years 49

Educational level

High school graduate (3-years) 1

High school graduate (6-years) 20

Graduate of 2-year / 3-year post-secondary educatiole 16

Graduate of Higher Education 41

Holder of a Master's degree 19

Holder of a Doctoral Diploma 3

Hospital

A 37

B 63

Department

Pediatric oncology 56
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Pediatric (other) 44

Table 3 QoLS score

Mean + SD Median (IQR)

Physiological (11 items) 28.20£11.32 27 (11-52)
Activity Ability Subscale (2 items'  5.44 + 2.63 5.50 (2-10)
Somatic Function Subscale (4 items) 10.41 + 4.48 10 (4-20)
Symptoms & side effects (5 items) 12.35 +5.83 12.50 (5-25)
Psychological (7 items) 19.43 +6.77 20 (7-33)
Emotional Response (4 items) 11.34 +4.76 12 (4-20)
Self-evaluation (3 items) 8.09 + 3.37 9 (3-15)
Social (6 items) 14.45 +5.45 14 (6-28)
Communication ability (2 items) 6.34 £2.74 6 (2-10)
Interpersonal relationship (4 items) 8.07 +4.25 7 (4-19)
Environment (9 items) 38.14 £ 4.46 39 (25-45)
Home (5 items) 21.41 +2.47 21 (14-25)
Social (4 items) 16.73 +3.17 17.50 (8-20)
School role Independence (2 items) 3.92 + 2,78 2 (2-10)
Total score (35 items) 97.85+22.84 94 (52-151)

Table 4.Dimensions and subscales of QoLS with statisticgitipificant variation with respect to parental
gender

Gender N Meanz SD SE t p
Dimensions / subscales Mean
Social (6 items) Man 24 12.54 £ 5.964 1.217 -1.9970.049
Woman 76 15.05+5.174 0.594
Communication ability (2 Man 24 4.92 £2.376 0.485 -2.817 0.002
items) Woman 76  6.84+2689  0.308
Self-evaluation (3 items) Man 24 6.46 + 3.257 0.665 -3.140 0.006

Woman 76 8.41 + 3.254 0.373

Table 5.Dimensions and subscales of QoLS with statisticgitipificant variation in relation to the age of
the child

Age N Mean+ SD SE t p
Dimensions / subscales (years) Mean
Self-evaluation (3 items) >10 51 7.41+£3.176 0.662 -1.384 0.039
<10 49 8.80 + 3.446 0.663
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Communication ability (2 >10 51 5.71 +2.928 0.532 -1.376 0,011
items) <10 49  7/08+2344 0,529
Social (6 items) >10 51 15.94 + 3,397 0,615 -1.610 0.010
<10 49 17,55 + 2,693 0,612
Qualitative data Myeloid Leukemia .... we have gone through many

,?tages ... but what | end up with is the essential
psychological support of the children and the
arents after the completion of the treatments ...

%ere are many issues from all points of view....”

Parents stated a number of parameters that affect
quality of care their children receive and influenc
their experience. They report, for example, that
significant number of examinations are performe
in different wards of the two hospitals rather tiran The experience of pain seems to be of great concern
a specific area for oncology wards. This, accordinfgr parents and was reported as the main
to their statements, eXposes” their determinant of their children’s quality of life. &n
immunocompromised children to a risk of infectionparent stated:Often, amember of the nursing staff,
Moreover, children who experience a change idue to lack of time, provides care to the children
self-image, due to the effects of the disease andimder pressure, in a way that it seems that doesn’t
treatment, may feel discomfort or exposed toare forthe pain that causesthem (for example, ...
“indiscreeteyes. rubs the irritated skin with force in the gauze

Another parameter that affects their hospitalizatioCh"’mge to finish faster .uhilewith more timeand

experience is that the information regarding threeti patience it would causeless pain to the child ...".

and content of the examinations that their chilll wiDiscussion

;gﬁglgopgflcl)rprﬁz?l:er t?)l]fe?hpelaissiho'&ﬂc%g%ﬁ?s ttrThe parents in our study assessed their chiIc_iren Qo

parental statements, the childrenin.the hospiteéh as r.elatlvely QOOd or very good_, espeqally n
L A : " relation to their physical state or interaction hwit

a limited number of activities during hospitalizati

and face many limitations, even regardin thetheir environment. ~ However, pain, regular
. y e T 9 g hospitalizations and activities limitations seerbé¢o
nutrition. More specifically, it was reported tha

children have limited options regarding their dist the mail_’l (_jeterminants of their QoL. At the same
“  hosnital food is standardized and does r]“ume, a limited number of children seem to develop
p'r.c.)vide P options 7. While another parent psychosocial dysfunction based on PSC-35 scoring.

characteristically stated." it would be very nice if Mandrell et al. (2016) in a similar study with pae

there was a restaurant and the children had trcarlng for their children with cancer, found that

opportunity to choose food, breakfast and dinn(Ch"dren'S QoL improves over time. For example,
F,J'p ty o o : . during the first month after starting cancer trezrin
...". The limitations that children experience durin

. N the QoL is decreased but it is improved frothtd
their frequent hospitalizations and long treatme 39 month of treatment (Mandrell et al., 2016)
periods, seem to be important factors inﬂuenCirHowever Kalayci & Cagkan (2021) in a.,recent'
i/t\]/ilirlthﬁ;eﬁzZr;fésgfgljﬁgy’it?gz Bﬁ;‘iﬂtaﬁi;egd study with children with cancer reported low levels

. . : of QoL related mainly to socioeconomic factors and
\F/)erIESVShi?; g'g?ﬁgtgzafggd Eannot take an OutdO(Iack of support for children and their families

(Kalayci & Calgkan, 2021). Ensuring nurses
An important parameter of the holistic care of thcontinue family-centered care during these
child as it is reflected by the parents, concehms tprocesses are recommended to support the families.
family-centered approach and the psycho-emotior In another study in children with cancer, doctard a
support that is summarized in the followin¢nurses reported that concept of QoL is important
characteristic phrase.! my answers concern myeven in children at end of life and issues regayrdin
child who is in the 4th year from the diagnosis of

www.internationaljournalofcaringsciences.org



International Journal of Caring Sciences January-April 2022 Voluidte | Issue 1| Page 640

palliative care must be addressed (Nagoyaost children did not consume adequate intake of
Miyashita & Shiwaku, 2017). vegetables (94% of patients), fruits (77%) and milk
alternatives (75%). Almost half (49%) of the
hildren exceeded the recommendations for total
ugar intake and 65% of the patients had excessive
dium intake (Cohen et al., 2021). Also 96% of the
ildren had>1 micronutrient deficiency and 39%
d>3. Eighty six percent of children were deficient

) vitamin C, 87% were deficient in 25-

The proxy evaluation of QoL in comparison tc{
patient’s perspective is challenging, mainly beeaus
QoL is a subjective outcome. Characteristicall)?
Russell et al. (2006) concluded that parents gﬁ
children with cancer receiving treatmen
underestimate the QoL of their children compare

to that reported by the children themselves (Russ Udroxyvitamin D, 50% were deficient in zinc and

et al., 2006). It has been argued by other reseesch 3% were deficient in vitamin A (Morrell et al
that parents overestimated the health-related QoL%‘)Olg Theref it is of i ¢ t
children with cancer compared to self-reporte .)' erefore, 1t 1S ob great importance 1o
children (Bansal et al., 2014). It is generallyusg pr?jvurj]e a nutrition to chlldren_ that will be favbta f
that educating children about this assessmentéhoﬁ?f] irtc:rzame time act as an important component o
precede parental assessment of the sympto '

(Montgomery et al., 2021). In literature there is a wide argument regardirgy th
different needs of children, parents and family in
total during the different phases of care from
diagnosis to cure. Children with cancer in all @sas
of treatment have different nursing needs and their
parents experience different levels of uncertainty
that affect the QoL of parents and children (Park,
Suh & Yu, 2021). Moreover, somatic and
psychosocial symptoms have a significant effect on
a child's QoL, interrelated to the illness sevesity

It was obvious from the qualitative and quantitativ
data analysis in our study that pain management ¢
participation in  activities are important
determinants of QoL. Especially for children
playing and learning are an important part of
child's life. Playing is not only a distraction
technique for children but rather a pragmatic nes
that must not be interrupted, even in cases déa li
threatening illness such as cancer. Activitiesrayri :
hospitalization could be beneficial since the%’fg;)f cancer (Cheung et al., 2019; Rodgers gt al.
enhance and make more pleasurable the experie :

impacting children’s QoL (Nagoya, Miyashita & The mothers in our study rated higher QoL of their
Shiwaku, 2017). The need for better psychologicchildren in comparison to the fathers and espsciall
support for children and better management of pecin the Social Dimension and the subscales of
is in line with the findings of a study thatCommunication Ability and Self-assessment of
emphasizes that 69% of all respondents experiencQoLS. Gender differences regarding QoL
situations that indicate severe depression. In tassessment are widely stated in literature. Mothers
same study the most common physical problereports are commonly higher than fathers, and
reported by children was pain (58%) and the mchigher than their children in studies that we corapa
dominant areas of life that had a negative impaproxy with self-reports. However, socioeconomic
were body image (85%) (Lewandowska et alparameters may alternate gender effect, for example
2021). In our study the parents of the childretesta Zheng et al. (2022) reported that mothers’ low
clearly that pain management affects the QoL educational level has is associated with decreased
their child and the overall experience o0QoL (Zheng etal., 2022).

hospitalization. Better pain management, especia
regarding painful procedures and nursin
interventions were argued by parents in our stuc
Parents also stressed the needs of children dur
hospitalization that affect their QoL. For example
the nutrition is an important factor. The fact the
children are not able to choose their meals w
stated to have a negative impact. The need fo
tolerable and adequate child nutrition as stateah fr
parents is in line with recent evidence indicatimaf

Specific dimensions / subscales of QoLS have been
reported to improve QoL in children <10 years of
age compared to childreriO years of age. Younger
children had more stress and worse health related
QoL. However, older children at the time of
diagnosis were more concerned about the future and
reported worse health related QoL (Zheng et al.,
2022). However, another study states that the
gender and age of children with cancer affect the
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reporting of emotional and psychological symptomgroblems and more emphasis should be placed on
(Li et al., 2020). their psychological support.

More than one in ten children with cancer in ou€onclusions:This study emphasizes on the need for
study were assessed by their parents using the P8@€rease QoL of children with cancer and good
35 scale to have a psychosocial dysfunction relatpdychosocial functioning. Parents reported an divera
to the physical symptoms from illness or/andiigh QoL for their children with cancer and an
treatment. Moreover, one in four parents statet thaverall good psychosocial functioning. However,
their child is in danger of a psycho-emotionabne in four parents reported that their child has
disorder or behavioral problems and needsmotional or behavioral problems and there is d nee
psychological support. In addition, motherdor psychological support of their children.
reported higher rates of psycho-emotional disordeloticeably, parents’ gender and education maytaffec
or behavioral problems than fathers. Parents tfeir symptom report. Pain management and in
children with cancer have claimed in a recent studhospital activities have a direct impact on QoL and
that children experience a variety of physicakxperience of hospitalization, especially amongold
emotional and psychological disorders (Zheng et athildren and teenagers. This study is a basis for
2022; Montgomery et al., 2021; Li et al., 2020). further research into the QoL of children with canc

In our study parents educational level wai Greece and the assessment of their emotional and

associated with the PSC-35 score, with parents w havioral symptoms.

higher levels of education reporting higher PSC-38cknowledgments: The authors would like to
scores for their children. As discussed earliethank all the nurses included in this study and the
Zheng et al. (2022) found that mothers with lowepsychologists for their help, as well as the
educational attainment reported more physicabhysicians for their support.
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