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Abstract

Palliative care aims to cloak the patient’s symptoms and provide comfort even when treatments aimed at cure
are no longer possible. It begins when illness or the life limiting condition is diagnosed, and continues
regardless of whether or not a child receives treatment directed at the disease. A number of scales designed
to improve recognition of the need for palliative care eg. Edmonton Symptom Assessment Scale (ESAS),
Paediatric Palliative Screening Scale (PaPaS Scale) etc. Based on these palliative care need is assessed and

further care is provided.

The aim of this study was to assess the need of palliative care in children with severe cerebral palsy.

Introduction

The World Health Organization (WHO) states that
‘Palliative care for children represents a special,
albeit closely related field to adult palliative care
and 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 regardless of whether or
not a child receives treatment directed at the
disease. In 1997, the Association of Children’s
Palliative Care (ACT) and Royal College of
Pediatrics Child and Health published the first
system to categorise life limiting and threatening
conditions in childhood.® Amongst the groups of
life limiting diseases in children, severe cerebral

palsy exemplify the conditions with severe
neurological disability that although not
progressive leads to vulnerability to complications
leading to premature death. Gastrostomy tubes
and nutritional supplements have been paramount
in enhancing the life expectancy of those with CP.
Recent literature shows that as many as 90% of
patients with CP can now be expected to live to
adulthood. A number of scales designed to
improve recognition of the need for palliative care
@@ Edmonton Symptom Assessment Scale
(ESAS), Paediatric Palliative Screening Scale
(PaPaS Scale) etc.
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Methods

The study was carried out in the department of
pediatrics IGMC Shimla, Himachal Pradesh.
Assessment of the palliative care needs for the
patient were carried out in both inpatient and
outpatient hospital setting. It was a prospective
study. All patients who presented during the study
period, between one to eighteen years of age with
severe cerebral palsy were included. Neonates and
Infants were not included in the study. Study tool
encompassed a proforma based on oral
questionnaire. Modified Paediatric Palliative
Screening Scale and (Modified PaPaS Scale) was
used to assess the need of palliative care in the
study group based on the following domains. It
includes

1)Estimated life expectancy

2) Expected outcome of current treatment directed
at the disease and burden of this treatment
3)Performance status

3.1 Current performance status was in comparison
with the child’s own baseline when the child was
disease free and upon restriction of play

3.2 Rate of decline of performance status over the
last 4 weeks

4) Symptom and problem burden were judged on
4.1 Number of symptoms (e.g. pain, weight loss,
fatigue, dyspnoea, nausea & vomiting, depression,
anxiety)

4.2  Symptom intensity As perceived by the
parents

4.3 Psychological distress judged by Kessler
Psychological Distress Scale (K10)

5) Preferences of patient, family and health
professional

Result

The need of palliative care in the group were
assessed based on the following score:

Score <15 Needs no palliative care

Score 15-25 prepare start of palliative care

Score >25 - Needs palliative care and the care to
be started immediately

Results

Total number of children of severe CP enrolled
during the study period were 60. Out of which 26
were male and 34 were female. Amongst them 48
were in the age group of 1 to 5 years and 10 in the
age group of 6-10 years and 2 were more than 10
years. Modified Paediatric Palliative Screening
Scale (Modified PaPaS Scale) was used to assess
the need of palliative care in the study group
which encompassed a performa based oral
questionnaire. The need for palliative care was
assessed according to score in 5 different domains.
The domain 1 (Estimated life expectancy) all
children had a score of 2 which meant that all had
life expectancy greater than 2 years. In domain 2
(Expected outcome of current treatment directed
at the disease and burden of this treatment) 20 had
a score 0-2 and 40between 2-4. In domain 3
(performance status) 28 had score of 0-2 while 32
had a score of 2-5. In domain 4 (Symptom and
problem burden) 7 had a score of 0-5, 47 had a
score of 6-10 and 6 had a score of 11-15. In
domain 5 (Preferences of patient, family and
health professional) 12 children had score equal to
or less than 6 while 48 children had a score
between 7-12.

The total score was added for each child, out of
which 53 children had a score of 15-24 which
meant in these children prepare start of palliative
care was needed, and 7 had a score greater than 25
which meant that palliative care to be started
immediately. All the 7 children with severe
cerebral palsy who had a score of greater than 25
were more than 5 years old. The 2 children with
severe cerebral palsy whose age was more than 10
years had the maximum score.
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Table 1 Age wise distribution of children enrolled

AGE
Cumulative
Frequency | Percent | Valid Percent Percent
Valid  1-5 years 10 16.6 16.6 16.6
5-10 years 48 80 80 96.6
10-15 years 2 33 33 100.0
Total 60 100.0 100.0
Table 2 Distribution of children according to gender
Gender
Cumulative
Frequency | Percent | Valid Percent Percent
Valid Male 26 43 43 43
Female 34 57 57 100.0
Total 60 100.0 100.0

Percentage of male (43%) and
female (57% in study

Bar chart showing distribution of
children in study
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Discussion

Around 18% of children with cerebral palsy die in
childhood. Acceptance criteria for children’s
hospices usually require the child to be likely to
be life limited by the age of 25 years. This means
that it is likely that only around a quarter of all
children with cerebral palsy will be accepted.
Selecting the children most in need of specialist
palliative care poses a challenge, in view of the
unpredictability and uncertainty in the natural
history of the condition. Most children succumb to
respiratory  illness,  severe  epilepsy  or
gastrointestinal  problems®®’®. Considering
cerebral palsy alone, of the approximately 2 in
1000 children known to have cerebral palsy at 12
months of age, 15% die before age 7.
Medications and/or surgery may help to reduce
spasticity, hyperreflexia, and clonus, although
they do not improve weakness and incoordination
01 Fyrthermore, whether these interventions
improve functional outcomes is uncertain. Feeding
problems and oromotor dysfunction(drooling)are
common in children with CPE2¥3  |nfants
frequently have sucking and swallowing
difficulties™. In school-aged children, common
problems include needing help with feeding,
prolonged feeding time (>3 hours/day), choking,
and frequent vomiting™™® Parents of a child with
CP may experience chronic grief, as well as guilt,
frustration, denial, anger, resentment, and
embarrassment™®. They may limit themselves
socially and strain relationships with their spouse
and other children.

This study conducted in IGMC, Shimla H.P. was
the first study conducted in this institution which
assessed need of Pediatric palliative care in
children with cerebral palsy.

In this study it was found that every child with
severe cerebral palsy requires palliative care.
Estimated life expectancy of the children enrolled
in the study was greater than 2 years, still each
required early initiation of palliative care. Though
there is no current treatment which can cure the
disease fully, current treatment given to these
children improved their current performance

status with minimal side effects. More the degree
of performance decline and greater the number of
symptoms in a child, greater was the need for
urgent palliative care. Majority of children in the
study had spasticity, seizures, pain, feeding
problems and urinary incontinence. The higher
number of children with such symptoms in the
study emphasis its contribution in palliative care
needs. Further is was found that majority of
parents as well as siblings of children with
cerebral palsy suffered from psychological
distress. Parents of such children themselves
asked for palliative care.

So this study concludes that every child of severe
cerebral palsy needs palliative care and it must be
initiated as soon as diagnosis is made.
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