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- ABSTRACT:
Pain is common in children with cerebral palsy (CP) and may have

negative consequences for children’s success in their studies. Research

has shown that pain in childhood negatively influences individuals’

participation and quality of life in later years. This study investigated

how professionals in South African school settings respond to chil-

dren’sneed forpainmanagement inanattempt to enable the children to

be active participants in school activities, despite their pain. The study

was descriptive and followed a qualitative design (i.e., focus group in-

terviews with semistructured questions and a conventional content

analysis). Five government schools for children with special education

needs in South Africa’s Gauteng province participated. Participants/

Subjects: Thirty-eight professionals who represented eight professions.

Professional statements on the topic were collected from five focus

group sessions conductedduringoneweek.Qualitative content analysis

of the data was performed. Similar statements were combined, coded,

and sorted into main categories and subcategories. The analysis identi-

fied three main categories for pain management: environmental, treat-

ment, and support strategies. In addition, four groups of statements

emergedonhowcontextual factorsmightaffectpain inchildrenwithCP

and their participation in school settings. It is important to train pro-

fessionals in painmanagement and to implement structuredmodels for

pain prevention and management to ensure that best practices are

adhered to for children with CPwho suffer from acute or chronic pain.
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BACKGROUND

Pain can influence a child’s independence and partici-
pation at school and in the community. It has been es-

tablished that pain in childhood has a negative impact

on an individual’s participation in and quality of life in

later years (Colver et al., 2015; Vargus-Adams & Martin,

2011). Children with cerebral palsy (CP) who attend

school have to overcome special challenges to

succeed in their studies. These may result from pain

affecting their attention or be due to their inability to
express pain (Engel & Kartin, 2006; Johnson, Nilsson,

& Adolfsson, 2015). It is therefore important that all

professionals who work with children with CP

acknowledge and manage the children’s pain to

ensure optimal learning opportunities and

participation in classroom activities. As far as we

know, no previous research has focused on this topic.

The aim of this study was to investigate how pro-
fessionals in South African school settings respond to

the need for pain management interventions for chil-

dren with CP in their attempt to enable the children

to be active participants in school activities, despite

their pain. The following research question was ad-

dressed: Which strategies and actions for pain manage-

ment do professionals use in South African school

settings to try to support children with CP to become
active participants in school activities, despite acute

and chronic pain? Two subquestions concerned how

the professionals act when a child with CP is in pain

and which other strategies they have tried to manage

pain in children with CP.

LITERATURE REVIEW

Cerebral palsy includes a group of permanent disor-

ders with specific neurological signs, such as ataxia,

dystonia, and spasticity. Individuals with CP have vary-

ing levels of communication abilities, and the

abnormal muscle tone affects gross and fine motor abil-

ities, which in turn influence movement and posture
(Rosenbaum, Paneth, Leviton, Goldstein, & Bax,

2007; Westbom, Hagglund, & Nordmark, 2007).

Musculoskeletal and gastrointestinal pain can be

caused by spasticity combined with an inability to

change position and reduce pressure on certain body

parts. Research has found that 60% of children with

CP aged 8 to 12 years reported pain during a 1-week

period; however, the pain was not necessarily related
to the severity of the CP (Parkinson, Gibson,

Dickinson, & Colver, 2010).

Pain has different causes and manifests itself in

different ways. By definition, it is ‘‘an unpleasant sen-

sory and emotional experience associated with actual

or potential tissue damage or described in terms of

such damage’’ (IASP, 1994). Acute pain may be caused

by an accident or trauma, and procedural pain appears

in conjunction with treatment or examination in hospi-

tal. Both kinds of pain can be reduced using medica-

tion such as analgesics and sedatives. The pain

disappears when the body tissue is healed or the treat-
ment is completed (Harstall & Ospina, 2003). Chronic

pain, however, is beyond normal tissue healing.

For children with CP, chronic pain is a common

condition that may reduce their quality of life

(Dickinson et al., 2007; Ramstad, Loge, Jahnsen, &

Diseth, 2014). For example, because of recurrent

musculoskeletal pain, they can experience problems

with peer relationships.
In South Africa, children with CP usually attend

special education schools. The neurological disorder

occurs in 8.4% of children with intellectual disabilities

(Christianson et al., 2002). In attempts to correct and

rehabilitate orthopedic problems, such as hip disloca-

tions, children with CP often undergo surgical and

medical procedures and interventions that may alle-

viate frequent pain in the long run (Engel & Kartin,
2006; Ramstad, Jahnsen, Skjeldal, & Diseth, 2011).

However, painful experiences may arise during

procedures such as needle injections, range of

motion/movement manipulation, and assisted

stretching (Swiggum, Hamilton, Gleeson, & Roddey,

2010). In conjunction with such procedures, profes-

sionals have an essential role in pain management

(Bice, Gunther, & Wyatt, 2014). Their knowledge,
combined with protocols to optimize pain assessment

and the pain medication given, ensures pain relief for

the children.

Pain often causes sleep problems, tiredness, and

decreased well-being. This may hamper participation

in everyday life activities, such as with family and at

school, and other social events, for children with CP

(Beckung & Hagberg, 2002; Jemta, Dahl, Fugl-Meyer,
& Stensman, 2005). In addition, they use a large

amount of energy in attempts to report the pain,

which distracts their attention from the activity at

hand (Castle, Imms, & Howie, 2007). As participation

in everyday activities helps children to develop and

become independent members of a society, it is impor-

tant to pay special attention to this group of children. If

pain in early ages becomes an obstacle, it may influ-
ence the children’s ability to participate in social

activities during adolescence and, subsequently, their

perception of quality of life (Colver et al., 2015;

Dang et al., 2014). Children’s participation in

everyday activities is also influenced by

environmental factors, such as access to public and

health services due to availability in general or in the
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local area where they live. Other environmental issues

include accommodation strategies (e.g., ramps to enter

buildings), treatment by therapists or educators,

attitudes of educators, and, typically, developing

relationships with peers in school settings. If

unsupportive, these environmental factors can

restrict children with disabilities from participating in
everyday activities (Bedell et al., 2013). Such restric-

tions can also be a result of insufficient knowledge

about pain management or how to cope with children

with complex communication needs (Bornman &

Donohue, 2013). A need for improved attitudes and

knowledge about pain and pain management among

nurses has been shown in several countries, including

South Africa (Ensk€ar et al., 2007; Thunberg, Buchholz,
& Nilsson, 2016; Twycross & Collis, 2013). However, it

is not known how other professionals working in

South African school settings provide pain

management interventions for children with CP.

Professionals should use different treatment stra-

tegies for every child, i.e., an individual combination

of pharmacological substances and complementary

methods that include psychological, social, and
physical strategies such as physiotherapy (Nilsson,

Ensk€ar, Hallqvist, & Kokinsky, 2013; Penner, Xie,

Binepal, Switzer, & Fehlings, 2013). As orally

administered medication does not always reduce pain

in children with CP, alternatives could be

implemented with other types of medication, such as

continuous intrathecal baclofen (CITB) therapy (Vles

et al., 2013) or botulinum toxin type-A (BoNT-A)
Williams et al., 2013). Examples of complementary

methods that could be implemented are strength

training to manage spasticity and muscle weakness,

massage therapy (Nilsson, Johansson, Ensk€ar, &

Himmelmann, 2011), selective dorsal rhizotomy for

reducing muscle spasticity, casting for improving and

maintaining ankle range of motion, and neurodevelop-

mental treatment (NDT), also known as the Bobath
concept. Neurodevelopmental treatment includes

facilitating handling techniques related to positioning

and is commonly implemented for specific functional

tasks aimed at treating children in actual life settings,

i.e., where they live, play, and learn (Novak et al.,

2013). Another strategy is to use a standardized, sys-

tematic follow-up surveillance program. Such a pro-

gram for children with CP (CPUP) was introduced in
Sweden two decades ago (Hagglund et al., 2014) and

has since successfully addressed the prevention of

hip dislocations (Larnert, Risto, Hagglund, & Wagner,

2014).

Not all treatment methods have been efficient.

NDT, for example, is neither more nor less effective

than other methods and is not recommended as

standard care for children with CP (Novak et al.,

2013). Most studies on NDT have shown serious meth-

odological concerns, i.e., it was unclear whether mea-

sures were meaningful to the client and sensitive to

clinical change, which has led to an unclear clinical di-

rection (Vaughan-Graham, Cott, & Wright, 2015b).

Despite the treatment method, research has shown
that children with CP, as well as their relatives, regard

the treatment of pain as an important issue to assist

children’s functioning at school (Berrin et al., 2007).

METHODS

The study was part of a larger project conducted by the

Centre for Augmentative and Alternative Communica-

tion (CAAC) at the University of Pretoria in South Africa,
in collaboration with the Children, Health, Interven-

tion, Learning, Development (CHILD) research group

at the University of J€onk€oping in Sweden. The larger

project aimed to study how childrenwith CP in Sweden

and South Africa are supported in school settings, with

the overall purpose of identifying effective routines and

niches where cultural diversity can have a stimulating

effect on pain management. The first study was about
pain communication (Johnson, Nilsson, & Adolfsson,

2015) whereas the present study specifically focuses

on pain management strategies.

The study was descriptive and followed a qualita-

tive design, with semistructured questions used during

interactive focus group interview sessions to obtain in-

formation on the situation of children with CP in South

African schools.

Participants
Five government schools for children with special edu-

cation needs that accommodate children with CP situ-

ated in Pretoria and Johannesburg (Gauteng, South

Africa) participated in five focus group interview ses-

sions. The schools varied in size, age of the children,

number of children in hostels, proportion of children

with CP, and staff composition (Table 1). Orthopedic
surgeons were linked to all the schools as consultants.

Altogether, 38 professionals (aged 22-64 years;

mean ¼ 44.4 years; SD ¼ 11.9) who represented eight

professions participated in the focus groups (Table 2).

Of the participants, 26 were therapists, 11 educators,

and one a personal assistant. The therapists saw the

children in the classroom and treated them in the ther-

apy rooms at the schools. All the professional partici-
pants were women, except the personal assistant,

who also had a sister with severe CP. The professionals’

level of education was high (76% had four or more

years’ university training and 11% had additional

training in NDT) and their professional experience of
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working with children with CP was extensive
(mean ¼ 11.8 years; SD ¼ 9.2).

Procedure
Professional statements on the topic were collected

during five focus group interview sessions conducted

during 1 week in February 2014. Consent was given

by the school principals, who had been informed orally

and in writing about the study. The principals identi-

fied suitable participants for the focus group inter-

views. All the participants received written

information about the study and agreed to participate
by means of informed written consent.

The decision to use focus groups was made

because the group dynamic could stimulate discus-

sions and pursuit of topics in greater depth than would

have been possible through other methods, such as

surveys or individual interviews (White & Verhoef,

2005; Wibeck, Abrandt Dahlgren, & €Oberg, 2007).

The open questions, the interaction with other
participants, and the moderator’s neutral role were

intended to challenge the participants and provide

opportunities for them to revise and expand their

opinions (Sandelowski, 1993; White & Verhoef, 2005).

A focus group interview guide and demographic

information questionnaire were developed in English

and pilot tested in South Africa with four therapists

and two educators. After the pilot test, minor amend-
ments were made to the interview guide. As the ques-

tions were well understood, despite several

participants having first languages other than English,

it was decided to include the data from the pilot study

in the results of the main study.

The focus group interview sessions included two
identically applied parts, focusing on pain assessment

and pain management, respectively. The duration of

the sessions varied between 70 and 110 minutes. For

the purpose of this study, data about pain management

interventions, i.e., strategies and actions, were

considered and collected primarily during the second

part of the sessions. One broad question was intro-

duced for this study: Which strategies and actions for
pain management do you use to try to support children

with CP to become active participants in the school ac-

tivities, despite acute and chronic pain? Two subques-

tions were added: (1) How would you act when a child

with CP is in pain? (2) Which other strategies have you

tried to manage pain in children with CP?

The procedure for the focus group sessions was

agreed on beforehand. The third author, a Swedish
physiotherapist with experience of working with chil-

dren with disabilities as well as conducting focus

groups, acted as moderator (Wibeck, 2010). The sec-

ond author, a South African special educator who spe-

cializes in pain communication, entered all the

comments on a laptop. If the participants had

problems expressing some thoughts in English, she

supported them in Afrikaans. The comments were pro-
jected onto a wall that the participants could check

continuously. The first author, a Swedish pediatric

nurse who specializes in pain management, audio re-

corded the discussions, reflected on all the statements,

and concluded the sessions by asking for more infor-

mation about possible missing data. The audio-

recorded material was used as a reference for the re-

searchers during data analysis. In each focus group,

TABLE 1.

Background Information on the Participating Schools

School A School B School C School D School E

School information
Ages of children (years) 13-21 3-21 6-18 3-21 3-21
Number of children 506 403 329 372 270
Number of children in class (average) 14 16 12 12 15
Number of children with CP 16 106 126 241 100
Proportion of children with CP 3% 26% 38% 65% 37%
Hostel Yes Yes No Yes No
Number of children in hostel 506 23 0 102 0
Proportion of children in hostel 100% 6% – 27% –

Staff
Number of educators 53 49 28 34 20
Number of children/educator 9.5 8.2 11.8 10.9 13.5
Number of class assistants per class 0 2 0.33 1-2 1
Number of therapists 7 21 6 2 8
Number of children/therapist 72.3 19.2 54.8 186 33.8

CP ¼ cerebral palsy.
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TABLE 2.

Demographic Data for Participants

School A School B School C School D School E Total

Number of participants 6 8 7 7 10 38
Age of participants

(years)
27-59 (mean ¼ 43.0;

SD 11.4)
33-64 (mean ¼ 49.6;

SD 10.3)
24-58 (mean ¼ 38.0;

SD 14.0)
22-59 (mean ¼ 44.0;

SD13.6)
33-61 (mean ¼ 45.4;

SD 11.3)
22-64 (mean ¼ 44.4;

SD 11.9)
Working with

children (years)
5-24 (mean ¼ 11.7;

SD 8.3)
4-40 (mean ¼ 22.9;

SD 12.0)
6-32 (mean ¼ 13.1;

SD 9.6)
0.2-32 (mean ¼ 16.2;

SD11.2)
4-35 (mean ¼ 15.7;

SD 8.7)
0.2-40 (mean ¼ 16.2;

SD 10.2)
Working with children
with CP (years)

3-20 (mean ¼ 7.8;
SD 6.3)

4-34 (mean ¼ 18.9;
SD 10.4)

6-23 (mean ¼ 10.0;
SD 7.3)

3-25 (mean ¼ 10.8;
SD 9.7)

0.1-26 (mean ¼ 9.8;
SD 8.6)

0.1-34 (mean ¼ 11.8;
SD 9.2)

Profession
Educator 2 2 2 2 3 11
Therapist 4 6 5 5 7 27

Nurse 0 1 1 2 1 5
Occupational therapist 1 1 1 0 5 8
Physiotherapist 2 1 1 1 1 6
Psychologist 0 1 0 0 0 1
Social worker 0 0 1 0 0 1
Speech/language
therapist

1 2 1 1 0 5

Personal assistant 0 0 0 1 0 1
Level of education
High school 0 0 0 1 0 1
Higher education 3 years 1 3 1 0 2 7
Higher education 4 years 4 3 4 5 8 24
Master’s degree 0 2 1 1 0 4
Doctoral degree 0 0 1 0 0 1
Unknown level 1 0 0 0 0 1
Additional NDT 0 1 2 0 1 4

CP ¼ cerebral palsy; NDT ¼ neurodevelopmental therapy; SD ¼ standard deviation.
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the discussions were interrupted after about 30 mi-

nutes, and all the statements were then jointly re-

viewed and revised when necessary. As part of this

participant check, which is intended as an opportunity

to gather additional information or to correct data

(Morse, 2015), the participants indicated that the state-

ments truly represented their experiences and added
information where applicable.

Data Analysis
Conventional content analysis based on Hsieh and

Shannon (2005) was used. After each focus group dis-

cussion, statements were entered on a spreadsheet and

jointly coded by the first and third authors. On comple-
tion of the data collection, all codes from the five focus

groups were gathered in a single spreadsheet. Reduc-

tions were made through deletion of duplications

and statements that were too general or not related

to CP or pain management. Thereafter, the second

author reviewed the coding. All three researchers dis-

cussed discrepancies until agreement was obtained.

Subsequently, the identified codes were independently
verified by peer researchers, which strengthened the

codes’ credibility (Graneheim H€allgren & Lundman,

2004). Codes relating to the research question were

jointly sorted into subcategories that were merged

into main categories. The results were compared

with the original data at each level of abstraction to

guarantee that trustworthiness was achieved. To

achieve credibility, the authors compared and dis-
cussed each step of the analysis until consensus was

reached (Morse, 2015).

Statements that were not directly connected to

the research question but included contextual and cul-

tural information of importance to a child’s participa-

tion in school activities were considered as ‘‘context.’’

This information was intended to support the re-

searchers’ understanding of contextual factors that
might affect the children’s pain and thus their partici-

pation. These contextually based statements were

grouped and coded to provide a background to the

children’s everyday lives.

Ethical Consideration
Ethics approval was obtained from the Ethics Commit-

tee of the Faculty of Humanities at the University of

Pretoria and the Gauteng Department of Education
before any recruitment of participants commenced.

RESULTS

The results focus on how professionals responded to

the need for pain management interventions for the

children. Fourteen subcategories were identified as
strategies employed by educators and therapists

(Table 3). The subcategories, which showed what

was performed by the professionals, were merged

into three main categories, which are described briefly

below. Additional contextual information to provide

background on the South African context and put

the results into a wider context was grouped into

four supplementary codes (Table 4).

Environmental Strategies
The first main category reflects how professionals’ in-

terventions influenced the children’s environment at

school and at home. It concerned adaptations of equip-

ment and support networks aiming to prevent or mini-

mize pain in children with CP (Table 3).

Assistive devices, such as adapted chairs and
wheelchairs, wheelchair tables, pillows, and standing

frames were used to facilitate the children’s func-

tioning. The school schedule and activities were adapt-

ed and organized so that the children could use the

same classroom for the whole day, or a child with se-

vere CP and chronic pain could lie on a bed in the class-

room if necessary.

The children’s peers were encouraged to play an
active role in providing pain relief to some extent.

For example, they helped their classmate to be more

TABLE 3.

Three Main Categories of Pain Management Strategies

Environmental Strategies Treatment Strategies Support Strategies

Assistive devices
Adaptation of schedule
Peer support
Knowledge transfer from therapist

to educator/assistants
Collaboration with parents

Stretching
Positioning
Relaxation
Medication

Distraction
Preparing the child before treatment
Emotional support and encouragement
of the child during treatment

Professional team collaboration
External health care support
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comfortable, such as to straighten up or to get into a

better sitting position with the help of a pillow. They

also alerted the educator when the child seemed to

be in pain and maybe needed to be sent to a therapist.

The therapists transferred knowledge to educa-

tors and class assistants to ensure satisfactory pain

management and thus increased the educators’
involvement in the pain management process.

Therapists also collaborated with parents and

personnel at the hostels to accommodate the children

outside of the school environment to contribute to

good conditions for the children’s participation in

school activities. They offered training and group activ-

ities as support in pain management. It was explained

that the children with CP were often kept in bed for
the duration of holidays, making their limbs stiff or

reducing their range of movement because of lack of

exercise.

Treatment Strategies
The second main category included ‘‘hands-on’’ treat-

ment strategies used by professionals to manage pain

identified in children with CP (Table 3). Pain treatment

was mainly nonpharmacological.
Stretching and positioning were common pain-

relieving strategies. Therapists, such as occupational,

physio-, and speech-language therapists, often

mentioned positioning as extremely important and

talked about the advantage of NDT. Individualized

splints were used to stretch muscles and prevent con-

tractures. In severe cases, therapists provided relaxa-

tion treatment strategies, such as massages or warm
baths, to relieve the pain.

Medication was administered infrequently.

Participants usually treated pain that had already ap-

peared and reported that they avoided giving analge-

sics due to the possible side effects, such as tiredness

and dizziness. They rarely used medication to prevent

pain and did not report any standardized prevention or

follow-up program. Some claimed that they did not
think that the children needed pain relief treatment,

i.e., they stated that children with CP did not complain

about their pain and became used to their pain. Other

statements indicated that participants judged the

child’s complaint about pain as an attempt to get atten-

tion from the adults, and in these circumstances a glass

of water often replaced analgesics. When analgesics

were administrated, acetaminophen and nonsteroidal
anti-inflammatory drugs (NSAIDs) were used most

often. A physician’s prescription was needed to enable

nurses to provide these drugs or other medications to

the children for a prolonged period. Nevertheless, par-

ticipants said that analgesics sometimes helped toT
A
B
L
E
4
.

C
o
n
te
x
tu
a
l
F
a
c
to
rs

A
ff
e
c
ti
n
g
P
a
in

a
n
d
P
a
rt
ic
ip
a
ti
o
n
o
f
C
h
il
d
re
n
w
it
h
C
P
in

S
o
u
th

A
fr
ic
a
n
S
c
h
o
o
l
S
e
tt
in
g
s

C
o
d
e
s

S
ta
te
m
e
n
ts

-
E
x
a
m
p
le
s

C
h
ild

re
n
’s

a
d
ju
s
tm

e
n
t
to

p
a
in

C
h
ild

re
n
w
it
h
C
P
a
re

d
e
d
ic
a
te
d
.
T
h
e
y
ig
n
o
re

th
e
ir
p
a
in

to
d
o
th
e
ir
w
o
rk
.
T
h
e
y
a
re

s
tr
o
n
g
-m

in
d
e
d
a
n
d
c
a
n
c
o
n
c
e
n
tr
a
te

d
e
s
p
it
e
th
e
p
a
in
.

C
h
ild

re
n
w
o
u
ld

ra
th
e
r
b
e
a
t
s
c
h
o
o
l
a
n
d
n
o
t
b
e
a
b
s
e
n
t
fo
r
a
lo
n
g
ti
m
e
;
th
e
y
th
e
re
fo
re

d
o
n
o
t
c
o
m
p
la
in

a
b
o
u
t
p
a
in
.

C
h
ild

re
n
h
a
v
e
b
e
e
n
th
ro
u
g
h
a
g
re
a
t
d
e
a
l
fr
o
m

b
ir
th
—

o
p
e
ra
ti
o
n
s
,
tr
a
u
m
a
,
e
tc
.;
a
lit
tl
e
tu
m
m
y
a
c
h
e
is
n
o
th
in
g
.

C
u
lt
u
ra
l
a
tt
it
u
d
e
s

to
w
a
rd

d
is
a
b
ili
ty

P
a
re
n
ts

o
ft
e
n
ta
k
e
th
e
ir
c
h
ild

re
n
to

tr
a
d
it
io
n
a
l
o
r
re
lig

io
u
s
h
e
a
le
rs

in
s
te
a
d
o
f
p
h
y
s
ic
ia
n
s
o
r
o
rt
h
o
p
e
d
ic

d
o
c
to
rs
.

P
a
re
n
ts
’
fr
a
m
e
o
f
re
fe
re
n
c
e
is
d
if
fe
re
n
t
fr
o
m

th
a
t
o
f
s
ta
ff
a
n
d
th
e
ra
p
is
ts

in
th
e
s
c
h
o
o
l
s
e
tt
in
g
.

D
u
e
to

c
u
lt
u
ra
lb

e
lie
fs
,e

s
p
e
c
ia
lly

in
ru
ra
la
re
a
s
,s
o
m
e
p
e
o
p
le
s
ti
ll
b
e
lie
v
e
th
a
t
a
d
is
a
b
le
d
c
h
ild

s
h
o
u
ld

b
e
h
id
d
e
n
fr
o
m

s
ig
h
t
a
n
d
n
o
t
ta
k
e
n
to

s
c
h
o
o
l.

T
ra
n
s
p
o
rt
a
ti
o
n

P
u
b
lic

tr
a
n
s
p
o
rt
is
n
o
t
d
is
a
b
ili
ty

fr
ie
n
d
ly
;
c
h
ild

re
n
s
it
fo
r
a
lo
n
g
ti
m
e
to

w
a
it
fo
r
a
ta
x
i,
a
n
d
e
x
tr
a
fe
e
s
h
a
v
e
to

b
e
p
a
id

if
th
e
p
e
rs
o
n
is

in
a

w
h
e
e
lc
h
a
ir
.

R
e
s
o
u
rc
e
s

P
ro
fe
s
s
io
n
a
ls
’
c
a
s
e
lo
a
d
s
a
re

h
u
g
e
a
n
d
o
v
e
rw

h
e
lm

in
g
,
le
a
d
in
g
to

p
ri
o
ri
ti
za

ti
o
n
o
f
y
o
u
n
g
e
r
c
h
ild

re
n
o
v
e
r
o
ld
e
r
o
n
e
s
.
O
ld
e
r
c
h
ild

re
n
a
re

n
e
g
le
c
te
d
a
t
s
c
h
o
o
l
b
u
t
s
ti
ll
n
e
e
d
m
a
in
te
n
a
n
c
e
a
n
d
s
u
p
p
o
rt
,
s
o
c
ia
liz
a
ti
o
n
,
a
n
d
c
o
m
m
u
n
ic
a
ti
o
n
.

L
a
c
k
o
f
p
e
rs
o
n
a
la

s
s
is
ta
n
ts
,
i.e

.,
e
d
u
c
a
to
rs

p
e
rf
o
rm

th
e
a
s
s
is
ta
n
ts
’
w
o
rk

in
th
e
c
la
s
s
ro
o
m
.

O
n
ly

p
ri
v
a
te

p
a
ti
e
n
ts

u
s
e
b
o
tu
lin
u
m

to
x
in

if
th
e
y
c
a
n
a
ff
o
rd

it
.
M
e
d
ic
a
l
a
id

p
a
y
s
fo
r
o
n
ly

tw
o
a
m
p
o
u
le
s
.

N
e
w

e
d
u
c
a
to
rs

n
o
lo
n
g
e
r
g
e
t
in
fo
rm

a
ti
o
n
o
n
th
e
c
o
n
d
it
io
n
s
o
f
th
e
le
a
rn
e
rs

in
th
e
c
la
s
s
a
n
d
o
n
w
h
a
t
to

e
x
p
e
c
t
o
f
th
e
m
.

In
g
e
n
e
ra
l,
g
o
v
e
rn
m
e
n
t
h
o
s
p
it
a
ll
is
ts

a
re

fu
ll
a
n
d
th
e
w
a
it
in
g
lis
t
is
v
e
ry

lo
n
g
fo
r
c
h
ild

re
n
to

g
e
t
h
e
lp
.

C
P
¼

c
e
re
b
ra
l
p
a
ls
y
.

255Cerebral Palsy in South African Schools



reduce the children’s pain and improved their activity

and participation in the school setting.

Support Strategies
The third main category was professionals’ support

strategies (Table 3). It illustrated how the professionals

actively played a supportive role in pain management.

Distraction techniques were used, such as joking
with the child or trying to let the child focus on other

stimuli: ‘‘They love a bandage and a plaster’’ (although

they have no use). In class, educators used positive en-

couragements to try to distract children from pain and

focus on their schoolwork. When distraction tech-

niques were not effective and further treatment was

necessary, a child sometimes had to be sent to the

therapy rooms, resulting in the child not being able
to participate fully in the school activities.

Before treatment, the participants prepared the

children for exercises that might be painful. They ex-

plained why the activities were necessary and

encouraged the children by means of palliative reassur-

ances such asWe knowwhat you are going through; it

is tough; we are here to assist, but you need to finish

the activity. During treatment, emotional support and
encouragement were provided with remarks such as: I

have a lot of empathy with you, but you must try to

get through it.

Professional team collaboration within schools

was a strategy to support the children. The educators

received assistance from the therapists in the class-

room if they were not able to comfort a child them-

selves. When the therapists in the schools considered
their efforts to reduce the child’s pain unsuccessful,

they referred the child to external professionals, such

as physicians or orthopedic doctors, to assist with

the treatment.

Contextual Factors
Professionals’ statements that emerged from cultural

and contextual information showed how contextual

factors might affect the children’s pain and thus their
participation in school activities. Four groups of state-

ments were identified and coded: children’s adjust-

ment to pain, cultural attitudes toward disability,

transportation, and resources. Table 4 illustrates the

content of these codes. For example, the professionals

assumed that children were concerned about being

taken out of class because of pain and consequently

not being able to learn. Children with disabilities
were kept at home instead of being sent to school

and treated by religious healers rather than medical

doctors. A non-disability-friendly transportation system

caused the children extra pain as a result of long waits

for a taxi. Statements also concerned the resources

needed to relieve the professionals’ caseloads and

enable them to provide all children with good care in

the school settings, for example, not having to priori-

tize younger children over older ones and time for

training and providing information to new staff mem-

bers on how to handle a child in pain. Other state-

ments were about unequal access to medication,
often due to financial constraints, and the time it could

take before a child got an appointment at the hospital.

For example, long waiting lists for surgery for dislo-

cated hips caused the need for extensive pain medica-

tion, which was deemed harmful.

DISCUSSION

The main findings from this study concerned pain man-
agement strategies that professionals in a sample of

South African schools gave to individual children to

promote their participation in the school setting.

Three identified strategies reflected the actions profes-

sionals used: environmental, treatment, and support

strategies. As the participants had no access to any

standardized follow-up program, most of the pain

management strategies focused on pain that had
already appeared, rather than on prevention of pain.

Additional information supported the researchers’ un-

derstanding of contextual factors that might affect

the children’s pain and thus their participation in

school. The influence of contextual factors, such as

culture, transportation, and lack of resources also

affected the management of pain in children with CP

in South African school settings.

Focus Group Interviews
The focus groups provided a forum for professionals

from different disciplines in a school to meet and learn

from one another about pain management. Pain in chil-

dren with CP seemed to be an unfamiliar subject for

discussion but was facilitated by the questions asked.

In the beginning of the focus group interview sessions,

for example, the participants mentioned that they
could not always observe and realize when a child

was in pain or know exactly where the pain was

located. This might threaten proper pain management,

because it is known that professionals’ individual

opinions and attitudes influence pain management in

children (Bice et al., 2014). The lack of pain identifica-

tion therefore emphasizes the need for professional ed-

ucation as well as the development of measurements
and protocols to optimize pain management interven-

tions (De Freitas et al., 2014).

After interactive discussions among the partici-

pants in the focus groups, they seemed to realize

that, although painful episodes are not necessarily
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explained as being part of the diagnosis, most children

with CP do experience pain on a daily basis (Parkinson,

Gibson, Dickinson, & Colver, 2010). After a while,

several examples of pain management strategies were

shared, and it was obvious that pain management

was given by professionals without much reflection.

The professionals noticed both acute and chronic
pain as common issues in children with CP, which

also has been highlighted in earlier research

(Parkinson, Gibson, Dickinson, & Colver, 2010).

Pain Management Strategies
Several actions to relieve pain were discussed,

including environmental, treatment, and support stra-

tegies. Participants also referred to other consider-

ations, for example, tiredness and dizziness, which

should be taken into account when trying to relieve
pain in children with CP (Kozlowski et al., 2014).

These symptoms are often seen as side effects of

chronic pain, and more rarely of analgesics such as

NSAIDs (Titchen, Cranswick, & Beggs, 2005; Vogtle,

Malone, & Azuero, 2014). This showed a need for

broader knowledge about pharmacological pain

treatment as one possible pain management

intervention.
The participants reported actions that focused on

how the children’s environment could provide sup-

port. This pointed to a multidisciplinary approach to

pain management, which is an important approach

in the treatment of chronic pain (Castle et al., 2007;

Forgeron & Stinson, 2014). Complementary

accommodations most often contribute to the

alleviation of a child’s pain better than the use of
only one at a time. In addition, the support of

networks to compensate for impaired physical

capacities, such as movement and posture, can both

reduce pain and increase a child’s independence

(Bornman & Rose, 2010). Fortunately, the findings

establish that the participants took advantage of the

benefits of assistive products and adapted schedules.

They were also aware of how an integration of whole
networks in everyday pain management would

strengthen the children’s educational environments.

Unfortunately, it seemed like their caseloads entailed

limited space for training and collaboration.

Hands-on treatment strategies were based on the

professionals’ current knowledge. They applied their

own best practices, although there could sometimes

be a gap between evidence and practice. An example
is that the therapists frequently referred to NDTand de-

manded more educated NDT therapists, despite the

lack of evidence of the method’s impact on pain

(Novak et al., 2013). The principles of NDT need

further clarification, and future studies are required

to investigate the effectiveness of the method in

clinical practice (Vaughan-Graham, Cott, & Wright,

2015a). Meanwhile, professionals should be offered

training in various other pain management approaches

that are equally or more effective.

The participants perceived that they played an

active, supportive role in pain management through,
for example, distraction and emotional support. As

stressed by Bice et al. (2014), professionals have an

essential role in pain management, but lack of time

and knowledge can hinder their ability to support or

treat a child properly. It was therefore reassuring that

the participants in this study were aware of the option

to refer the children with the most severe problems to

external doctors even though it could harm a child’s
participation in school activities. It would provide

the child supplementary interventions in terms of

medication and/or surgery.

Contextual Factors
Some of the statements included information about

how the culture and the context in which the children

lived would affect their pain. Although not possible to

categorize as pain management strategies, these

contextual factors supported the researchers’ under-
standing of children with CP’s participation in school

settings despite pain.

The participants stated that children with CP

seemed to become used to their pain, although they

never questioned the possibility that the children

might actually have experienced acute or chronic

pain. The children were considered to be dedicated

to their work in class and therefore did not complain
about pain for fear of having to go to the nurse or ther-

apist for pain treatment and miss out on their class-

work. It is possible that the children who did not

complain were incorrectly perceived by the profes-

sionals as coping with their pain. According to

Schiavenato and Craig (2010), the absence of com-

plaints might be due to previous attempts to communi-

cate pain having been neglected by the people around
the children, resulting in them giving up on attempts

to communicate their pain experiences. As previous

studies suggest (Lazarus, 2006; Nilsson et al., 2011),

an optimistic explanation could be that these

children had developed reasonably effective coping

strategies that limited their pain experiences to

enable them to stay in class and participate in the

ongoing activities. A less optimistic alternative
explanation could be that boys with CP did not

complain because in some South African cultures,

such as Sotho and Nguni, it is unacceptable for boys

and men to cry, as this is regarded as a sign of

weakness or lack of courage and honor (Nortj�e &
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Albertyn, 2015). In this regard, it is important that pro-

fessionals are made aware of cultural differences to be

able to detect pain in a child and provide support.

Another cultural influence may mean that it can be

disgraceful to ask for pain relief, and, in some cultures,

people believe that godly intervention will relieve pain

when appropriate (Briggs, 2010; Nortj�e & Albertyn,
2015). Such cultural influences can cause children to

avoid expressing their pain or asking for pain relief

medication.

Botulinum toxin type-A and CITB are examples of

treatments that evidently reduce pain in children (Pin,

Elmasry & Lewis, 2013; Vles et al., 2013).

Unfortunately, children with CP in South Africa often

had to wait very long periods for medical
appointments, and they lacked medical treatment in

terms of evidence-based medicine, such as BoNT-A

(Williams et al., 2013) and CITB (Vles et al., 2013).

Our study showed that it was a challenge to access

this kind of medication, mostly because of financial

constraints. The inadequate access to resources, as

perceived by the participants in this study, affected

pain management negatively in the children with CP.
Sufficient resources of various kinds are necessary

to support children with CP who are in pain in the best

possible ways. The professionals in this study

mentioned that if more assistants were available in

schools and hostels, they could reduce the educators’

caseloads by helping with the children’s pain manage-

ment and self-care tasks. An assistant can, for example,

ensure that a child is positioned correctly or change
position regularly to minimize pain due to pressure

on certain body parts (Rivi et al., 2014). The partici-

pants were also of the opinion that more therapists

could improve the care of children with CP in the

school settings. More therapist time means increased

opportunities to transfer knowledge to the network

around the child. For example, it allows therapists to

inform new educators and guide parents in how to
meet a child’s needs, which would effectively mini-

mize or prevent pain in both school and home settings

(Saloojee, Phohole, Saloojee, & Ijsselmuiden, 2007). In

addition, the shortening of waiting times for services

such as medication, surgery, and rehabilitation would

be an important means to reduce the harm to children

with CP (Larnert et al., 2014) and extend their partici-

pation in school activities.
Perceived barriers to adequate service were also

related to the therapists’ caseloads. Because of lack

of time, they could not treat all the children with CP

in the school and therefore risked failing in their pain

management for the adolescents. A situation

demanding tough prioritizations was most obvious in

the school with the highest proportion of children

with CP and the lowest number of therapists (see

Table 1). As it has been established that adolescents

with CP who are in pain rate their quality of life lower

than their peers without pain (Colver et al., 2015), a

failure in pain management might risk their quality of

life and these children’s opportunities to acquire

knowledge by participating in school activities.
More perceived barriers to adequate service con-

cerned the availability of medical doctors and early

childhood interventions. South African legislation

stipulates that no pharmacological treatment may be

offered without prescription by a doctor (South

African Nursing Council, 1984). As long as this legisla-

tion lasts, sufficient access to doctors will be rare

because of their caseload. Regarding early childhood
intervention, a study reported that few South African

children received adequate services and that children

with disabilities might not have access to treatment

early in life (Walker et al., 2011). One reason could

be the high level of social stigma toward children

with neurological disorders, which results in families

failing to seek treatment even when it is available

(Donald et al., 2015). This would partly explain why
parents take their children to healers. Another reason

could be related to the public transport system, which

does not accommodate people with disabilities who

are in wheelchairs and blocks their access to hospital

care facilities. For children with disabilities, inadequate

service could most probably also be explained by poor

follow-up strategies by the Department of Health.

Pain Prevention
Pain relief seemed usually provided when pain had
already appeared. Based on the experiences from the

Swedish CPUP, a standardized surveillance follow-up

program to prevent pain would, most probably, be

helpful for pain management interventions. The

CPUP prevented painful hip dislocations and reduced

the number of children who develop severe contrac-

tures, windswept-deformity, and scoliosis (Hagglund

et al., 2014). In addition, the introduction of CPUP
improved cooperation among children, families, and

professionals, and developed more uniform healthcare

in the country. A follow-up program needs to include

regular physical assessments of joint range of motion

and examination of the hips and back, as well as rou-

tines for pain assessment, administration of analgesics,

and follow-up strategies for pain management in chil-

dren with CP in school settings (Hagglund et al.,
2014; Twycross, 2013). Such a program could

include protocols to optimize pain assessment and

pain medication aimed at ensuring pain relief for

children and support collaboration with parents/

family to ensure consistency of pain management
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between the school and home (Bice et al., 2014;

Hagglund et al., 2014). Overall, a structured program

would meet the professionals’ needs for guidance on

how to handle a child in pain and support their

efforts and everyday procedures to manage the pain

and facilitate the children’s participation in the

school setting.
The use of a standardized follow-up program

could also support professionals in taking advantage

of all evidence-based models and methods to manage

children’s pain at an early stage. The implementation

of a standardized program requires professional team-

work to guarantee that children with CP receive the

best medical treatment available. The participants in

this study seemed aware of the advantage of teamwork,
and, if effectively implemented, their work could

greatly improve the children’s school participation

and quality of life in later years (Colver et al., 2015;

Damiano, 2007). Implementation of systematic

follow-up programs would also highlight the impor-

tance of resources in and outside the school settings

and possibly also result in more equal access to medi-

cation and other treatment.

Limitations
The study revealed professional strategies and actions

for pain management in South African school settings,

although with some limitations. Because only govern-

ment schools in the Pretoria and Johannesburg areas

were included, no information was gathered on poten-

tial differences in other schools and regions, such as ru-
ral areas. It would also be valuable to take a child’s

perspective and interview children with CP to enrich

the data. Nevertheless, this study contributes new

knowledge about management of chronic pain in chil-

dren with CP in school settings, as there are no or little

previous data about this.

Implications for Nursing Education, Practice,
and Research
Education and training in pain management are impor-

tant issues to ensure that professionals know how to

detect pain in children with CP, and that best practices

are adhered to for those who suffer from chronic pain.

The use of a structured treatment model and a

systematic follow-up program, such as the Swedish

CPUP, would benefit children’s pain management.

For future research, it would be advantageous to

analyze the functionality of pain management strate-
gies and follow-up programs, i.e., how they are

directed to increase the children’s attendance in

school activities. It will also be necessary in future

research to investigate some specific interventions

for recommendation. The children, who are the ones

who experience pain, should evaluate what interven-

tions are most effective. We recommend that pain man-

agement strategies for children with CP should be
investigated in other local schools in South Africa as

well as in other parts of the world to determine the

best evidence-based practices.

CONCLUSIONS

The main findings from this study concerned environ-

mental, treatment, and support strategies in the frame

of additional contextual information. The educators

and therapists in South African schools intuitively
treated pain when it occurred and took action to

relieve it. Pain management interventions would prob-

ably be more effective if professionals were offered

education to increase their knowledge about pain man-

agement and if they had access to a prevention and

follow-up program for children with CP. This would

develop an evidence-based approach to enable chil-

dren with CP to be active participants in school activ-
ities, despite their pain.
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