K & R HdA

AL O WL CREY)

TR E ST HE215

FARGAERR : VP2 846 H24H

TR G OEME - BN 4 55 1 %Y

i BB o SRBRORBIN K EE AR R R E 0D YR SR o T D BRFE
Developing a Palliative Care for Children with Cerebral Palsy
Who Have Difficulties in Verbal Expressions
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Abstract:

As children with severe cerebral palsy have difficulties in verbal expressions, when
they feel pains and try to signal others, the parents and medical personnel cannot easily
catch them. Few studies have reported on the palliative care for children with cerebral
palsy. This study aimed to understand the situations of pains of children with cerebral
palsy who have difficulties in verbal expressions, catching the their signals of pains, and

develop a method of palliative care.

Objective:

The objective of this study was to assess the effectiveness of the palliative care while
developing and practicing it at the same time, by conducting a case intervention study
with children with cerebral palsy who have difficulties in verbal expressions and their
parents as subjects, and by objectively understanding the signals children give when in
pain, elucidating the situations of them signaling their pains and situations of their

pains being palliated.



Method:

The study design was a case intervention study. We intervened in Step 1, in which we
searched for the signals of the children and the situations of pains, and in Step 2, in
which we assessed the effectiveness of the palliative care.

In Step 1, we collected the data by interviewing the mothers to hear how they caught
their signals of pains. In order to understand children’s signals, we took participant
observation method and videotaped the children and their expressions during their
physical therapies and their daily living at home. We analyzed the interviews with the
mothers to extract the signals the children gave. To analyze the children’s expressions,
we used analytic software with Sofia Scientific’'s Face Reader and the action unit
module, and analyzed their expressions when in pain from the Action Unit (AU) of the
Facial Action Coding System (FACS).

In Step 2, by conducting a nursing care intervention in line with the process of
palliating the children’s pains by the mothers, we practiced the palliative care and
developed its method. To assess the effectiveness of the palliative care, we used the pain
rating scale — Pediatric Pain Profile (PPP) —, and compared the data before and after the
care.

As we intervened in the cases, we developed the palliative care method and assessed

its effectiveness simultaneously.

Result:

The study subjects were 8 children and their mothers. The children’s ages were from 6
months to 6 years old. All of the children had severe cases of cerebral palsy, and their
conditions were: 4 children with quadripareses, 4 children with spastic quadripareses, 7
children with tracheotomy controls, and 4 children with artificial respiration controls.
The mothers were: One mother in 20s and one in 40s, and the rest were in their 30s.

The results of the interviews indicated that the mothers captured changes in
children’s expressions, body languages, crying, voicing, physiological changes and
movements. As the changes that children could easily express, the mothers first
captured the physiological changes. Those mothers who recognized children’s changes
as signals knew what signals they would give to express their conditions of anger,
disgust, discomfort and such. The signals the children displayed during the physical
treatments appeared when passively their joints were moved, the positions of the neck
and body were changed, and their muscles were loosened. Visually discernible signals
they displayed were, as expressions, partial changes of the eyes, eye blows, cheeks, and
the mouth, and as body languages, expressions by the entire body and by limbs. In

terms of the physiological changes, increases of breathing and pulse were observed. The



changes of children’s expressions that were not visually discernible were still recognized
by the facial expression analysis with changes of some part of the face. During the
physical treatments, total scores of PPP were as high as from 17 to 39, and it was
consistent with the hypothesis that children were feeling pains during the physical
therapies.

In Step 2, we analyzed 8 cases to assess the effectiveness of the development and
the practice of the palliative care. As we intervened searchingly in three cases, it was
suggested that, in attempt to palliate the pains of children, mothers went through 3
phases: “judging the demands of children”, “finding a hypothesis of pains” and
“assessing the actions based on the hypothesis”, with interrelating two processes of
recognizing and caring the pains of children, and giving meanings to the signals
children gave out. In the 4th and 5th cases, we practiced the palliative care to children
through the mothers, and for the rest of 3 cases, we intentionally intervened.
Throughout the three phases, the following contents of nursing care were effective as a
palliative care for pains: 1) helping mothers to notice children’s capabilities of giving
signals and to understand them, 2) relating children’s conditions of comfort and
discomfort with their signals, 3) sharing (with the mothers) and supporting the effects
of the care on children’s comfort and discomfort, 4) sharing (with the mothers) and
supporting the practice and effects of the palliative care.

In terms of the conditions of the pains the children felt in their daily lives, the aching
pains upon their getting up in the morning due to the static body positions during the
sleep at night were common in the children. Some children felt pains when muscle
tension occurred or during bowel movement. After the palliative care was practiced, the

PPP that was 30-42 points before the care dropped to 5-10 points.

Consideration:

Children with cerebral palsy feel pains during the physical treatments when joints
were moved or muscles were loosened up, and regardless of the severities of cerebral
palsy, they give out signals when in pains. The reason that they were thought to have
pains in the morning when they got up is, as the subjects of this study were children
with severe physical disabilities, due to the tightening pains and joint pains from the
static body positions during the night, and in addition, movements of the body causing
muscle and joint pains as well as pains induced by muscle tension.

Using a table categorizing signals of children into body language, crying, voicing,
physiological change and action helped the mothers notice and understand the signals
of children. To judge the pains, PPP is useful for the children with difficulties in verbal

expressions and helps to assess the conditions of the pains and the effects of the



palliative care.

The nursing intervention to the process the mothers developed as a palliative care to
palliate children’s pains proved to be effective. In order to palliate the pains of children,
it is necessary that the mothers notice the capabilities of their children to give out
signals, and respond to their demands. It also requires a cycle of giving meanings to the
signals of children, mother’s responses to them and to the demands of children, as well
as the mother-child interactions of children signaling and mothers responding, or
mothers giving care and children responding to it.

Basing on the self-care deficit nursing theory helped to develop a care that brings out
the capabilities of children.

It was a study of a case intervention in 8 cases, and it would be the future issue to

assess the palliative care we developed more specifically.
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