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Abstract

Objectives: Cancer being a serious chronic illness, causes profound effects on the physical and mental
health of the individual as well as affects their caregivers and family members' mental health. This
study aims to find out the burden of emotional distress in patients with childhood cancer as well as
their healthy siblings.
Methods: It was a descriptive cross-sectional study. Parents of the children undergoing cancer
treatment or who have completed treatment within the past year were asked to complete an interview
proforma (Pediatric Emotional Distress Scale) about their child’s behavior over the past month, scoring
each behavior on a scale of 1 to 5 according to the frequency of symptoms. The data was then analyzed
using SPSS 20. The frequency distribution, central tendencies, and standard deviations were calculated
accordingly.
Results: Almost eighty-five% of the patients showed scores above the clinical threshold for emotional
distress. Eighteen% of the healthy siblings also had scores above the clinical threshold. Patients as well
as their healthy siblings showed high levels of anxiousness in their behaviors.
Conclusions:

e Childhood cancer is a cause of major emotional trauma in patients.

e Age-matched siblings usually cope well with illness.
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Introduction

Childhood chronic illnesses have a profound effect on
the family. It is even more stressful when a family is
dealing with childhood cancer. The diagnosis,
treatment, and complications disturb normal family
life and leave long-lasting effects on the patient, the
siblings, as well as the parents.

Due to the improved outcome of childhood cancer
over the past 50 years, there are increased numbers of
long-term survivors and various studies are being
done to identify the long-term adverse effects on the
physical and mental health of survivors. It has been
seen previously that better family cohesion, support,
and expressiveness and lesser conflict within families
are associated with better adjustment of the child with
cancer treatment!. A study done on adult survivors of
childhood cancers showed that symptoms of
emotional distress were more prevalent among those
survivors who had any chronic health conditions like
cardiac, endocrine, and pulmonary effects of cancer
treatment?3.

Furthermore, a strong predictor of a better quality of
life was cancer appraisal among family members. It
means if they perceive the illness to be manageable, it
will have a positive impact on their quality of life and
if they think it to be an uncontrollable disease, it will
have a negative impact on their emotional health as
well as the quality of life after diagnosis*.

The disease has a well-recognized effect on the
siblings of the patient in the form of; parents being
absent from home, having to deal with the ill sibling’s
suffering, having impaired school performance®, and
enduring sadness®.

Although multiple studies have been done about the
psychological impact of cancer diagnosis and
treatment on the survivors and their families in other
parts of the world, there is a limitation of data in our
country. As more new Pediatric Oncology Units are
being established in different cities of Pakistan, we
need to address the psychological impacts of this
disease as well. This study looks into the emotional
aspects of childhood cancer treatment from the
patient’s as well as the family’s perspective. Proper
steps toward the solution of a problem can only be
taken when the magnitude of the problem is first
identified.

This study can help identify the emotional stress faced
by children with cancer and their siblings during and
after the treatment. The statistical data obtained by

this study can be useful in preparing strategies and
guidelines for mental health interventions for patients
and families diagnosed with Pediatric Cancers.
Rehabilitation programs and follow-ups are necessary
for these children during and after the course of
treatment for a better quality of lifel3.

Objectives:

1. To identify emotional distress in patients
undergoing chemotherapy or those who have
completed treatment within one year.

2. To compare the emotional distress scores of
patients with their normal siblings.

Materials and Methods

It was a descriptive cross-sectional study. Approval
from the institutional ethical review board was taken
prior to starting the study and consent was taken from
the parents for enrolment in the study.

Inclusion Criteria:

1) All patients from 2 to 12 years of age who are
undergoing chemotherapy for any type of
cancer in the Pediatric Oncology Unit PIMS
along with their one healthy sibling from the
same age group.

2) All patients of pediatric cancer who have
completed chemotherapy within the past one
year along with one of their healthy siblings.

Exclusion Criteria:
Patients whose parents weren’t willing to be included
in the study were excluded.

Data Collection:

The Pediatric Emotional Distress Interview!!
proformas were filled by asking questions from the
parents about their child's behavior over the past few
weeks.

Analysis:

Data analysis was done using SPSS version 20. The
data was then analyzed using SPSS 20. The frequency
distribution, central tendencies, and standard
deviations were calculated accordingly.

Results

A total of thirty-three sets of patients along with their
age-matched siblings were surveyed.
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Twelve patients out of thirty-three had completed
their treatment within the past year while the rest (n
21) were still receiving cancer treatment
(chemotherapy).

Seventeen out of the total thirty-three patients (51.5%)
had a diagnosis of Acute Lymphoblastic Leukemia
(ALL), four patients (12%) had Wilm’s tumor, four
(12%) had Non-Hodgkin's Lymphoma (NHL), two
patients each (6.1%) had Germ cell tumor, Hodgkin's
Lymphoma and Non-rhabdoid soft tissue sarcoma
(NRSTS), while one patient each (3%) was of
Rhabdomyosarcoma and Langerhan’s cell
Histiocytosis (LCH).

Eighteen (54.5%) of the patients were males and fifteen
(45.4%) were females. Among the healthy siblings,
seventeen (51.5%) were males and sixteen (48.4%)
were females.

The ages of patients and siblings ranged from two to
seventeen years. (Figure 1)

Age Groups

m 2 to 5 years (42.4%) m B to 9 years (33.3%)

10 years or more (24.2%) =

Figure-1: Age Group of Patients

A Pediatric Emotional Distress (PED) scale score of 28
or more was taken as above the clinical threshold. The
mean PED score among the group of patients was 35.6
with only five out of the thirty-three patients showing
scores below the clinical threshold (<28). Whether
patients were still on treatment or completed their
treatment didn't make much difference as far as
emotional distress was concerned.

Among the healthy siblings, the mean score was 23.63
with only six children showing scores above the
clinical threshold level (Figure 2).

Two out of these six had siblings who had completed
cancer treatment over the past year and the rest were
still undergoing treatment.

The patients who were either younger than six years
age or older than ten years showed more symptoms of
emotional distress than the age group of six to nine
years (Table 1).
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Figure-2: PED Scores of Patients & Siblings

The PED scale also has some subscales within the
measure:
¢ Anxious/ withdrawn (items 6, 7,8,9,14,15, and
16). The clinical cut-off is 9.5.
e Acting out (items 1, 2,11,12,13, and 17). The
clinical cut-off is 13.5.
L]
While items 18 to 21 relate to a specific trauma the
child has experienced (in our case, cancer diagnosis
and treatment) and so these questions weren’'t asked
about the healthy siblings.
Seventeen out of thirty-three (51.5%) patients scored
positive on the Anxious/ withdrawn subscale while
among the siblings, this percentage was 30.3% (ten out
of thirty-three). For the Acting out subscale, 24.2%
(eight patients) scored above the clinical threshold,
while for the siblings this percentage was 6% (two
children) only. (Figure 3)
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Figure-3 PED Score, Anxiety and Acting Out

180



Journal of Rawalpindi Medical College (JRMC); 2023; 27(1): 178-182

Table 1
Patients (n=33) Siblings (n=33)
PED score <28 PED scores of 28 or PED score <28 PED scores of 28 or
more more
Age 2 to 5 years | 1(3.5%) 16 (57%) 8 (28.5%) 3 (10.7%)
(n=28)
Age 6 to 9 years |1(4.5%) 5 (22.7%) 14 (63.6%) 2 (9%)
(n=22)
Age > 10 years | 3(18.7%) 7 (43.7%) 5 (31.2%) 1 (6.2%)
(n=16)
Discussion on their routines and school as much as if they were in

We found a very high incidence of emotional distress
among the patients with pediatric cancer with almost
85% of patients showing scores above the clinical
threshold. Being on active cancer treatment or having
completed treatment did not have much effect on the
emotional distress of patients. This agrees with studies
done previously on long-term pediatric cancer
survivors which showed a high incidence of emotional
problems long after the completion of therapy?2391013,
But some studies have also shown no difference in
anxiety and depression scales among long-term
survivors and control groups except for those patients
who had received CNS radiation during treatment”.
The reason behind this difference in observation may
be the time passed since the completion of treatment
as most studies we found were done on long-term
survivors 10-15 years post-treatment while our
patients were interviewed within a year of completing
treatment.

Another reason for increased emotional distress may
be the lack of psycho-social support facilities in our
country. Most patients come from faraway places with
a lack of basic health facilities and awareness about
chronic illnesses. As another study pointed out that
better cancer appraisal among the family led to better
emotional well-being and quality of life*, therefore the
lack of awareness about cancer and the taboos
associated with it may be contributing to poor coping
mechanisms in patients and families with childhood
cancer.

One interesting finding in our study was the lower
emotional distress levels among the age-matched
siblings of the patients. The siblings showed overall
better emotional well-being and less anxiety and
distress. The reason may be that the family structures
in our society are mostly joint family systems with
grandparents also involved in childcare. So the
siblings left at home may not be alone or missing out

a nuclear family setup in Western countries®. This may
help in better coping with healthy siblings with the
sickness in the family. Even after considering all these
factors, the anxiety score among the siblings was still
high showing about one-third of siblings having
scores above the clinical threshold. This again
emphasizes the importance of psycho-social and
emotional support to all family members as well as the
patient suffering from childhood cancer21415.

Conclusion

Childhood cancer continues to be a cause of major
emotional trauma in patients even after being
cured.

Age-matched healthy siblings usually cope well
emotionally with the disease.

This study again emphasizes the role of good
psychosocial support for childhood cancer
patients and their families.
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