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SCPE work, standardization and definition — An
overview of the activities of SCPE. a collaboration
of European CP Registers

Vicki McManus', Pascale Guillem® , Geraldine Surman® , Christine Cans®

1. Southern Ireland CP Registry, Enable Ireland Cork. IE; 2. RHEOP Grenoble. FR;
3. 4 Child, Oxford, UK; 4. Centre Hospitalo-Universitaire (CHU) de Grenoble. FR

Abstract:  The main aim of the Surveillance of Cerebral Palsy in Europe ( SCPE) network was to develop a central
database of cerebral palsy (CP) cases across Europe. Monitoring trends in prevalence rates of CP should contribute to
collaborative studies on risk factors or quality of life for children living with CP. A multi-centre collaboration of CP
registries used a clear definition of CP to accurately and consistently identify cases of CP. The rate of CP within the
collaboration varied from 1.5 to 3 per 1 000 live births. For the birth cohort 1980 to 1996 (n =9 128), 53.9% of the CP
children had a bilateral spastic cerebral palsy, 31.0% had unilateral spastic CP, 6.6% were dyskinetic and 4. 1% ataxic.
Among CP children, 20.4% had a birth weight less than 1 500g and 25.5% were born before 32 weeks gestational age.
Intellectual impairment corresponding to an 1Q <50 was found in 29.5% of CP children. The proportion of CP children
unable to walk, even with aids, was 30.3% . Twelve and a half percent of CP children were known to have a severe visual
impairment. It was concluded that registers are the best means to implement epidemiological research into CP.
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SCPE work, standardization and definition

Cerebral palsy (CP) is the most common cause of
motor deficiency in young children but it occurs in only
2 to 3 per 1 000 live births, thereby it is necessary to
study large populations in order to monitor prevalence
rates in the condition '''. In 1998 a collaborative net-
work of CP registers and surveys, Surveillance of Cere-
bral Palsy in Europe (SCPE) was formed '*'. The aim
of the network was to develop a central database of CP
cases in order to monitor trends in prevalence rates of
CP, and to conduct collaborative research studies,
e. g. on the quality of life of children living with CP.
These aims make the collaboration useful to all medical
and associated professionals working in the CP field.
Registers are appropriate tools to answer questions on
the prevalence rates and characteristics of CP.

This project should also provide information on the
planning of services. Details of the population base and
ascertainment sources can be found elsewhere ">/, This
paper reports findings concerning 1980-1996 birth co-
horts of the database.

Methods

Definition of CP

A clear definition of CP, with inclusion and exclu-
sion criteria, is necessary to accurately and consistently
identify cases. Drawing on published work ', partici-
pating centers are now using a consensus definition of
cerebral palsy: ‘cerebral palsy is a group of disorders ;
it is permanent but not unchanging ; it involves a disor-
der of movement and/or posture and of motor function
it is due to a non-progressive interference/lesion/abnor-
© 21 The

definition specifically excludes progressive disorders of

mality in the developing/immature brain.

motor function.
CP classification

The SCPE classification systems, based on clinical
findings, are widely used for epidemiological research.

SCPE classified the cerebral palsies into three main
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categories: Spastic ( unilateral or bilateral ) , Ataxic
and Dyskinetic cerebral palsy. When CP is of mixed
type, the predominant type, spastic or dyskinetic, is
retained. The diversity and expertise within the work-
ing groups of SCPE has led to many discussions over
the years, which, in turn, has led to the evolution of
three tools:

e Decision and Classification trees ( Figure 1, Fig-
ure 2)

o Reference & Training Manual: this is a ‘ teach-
ing’ CD-ROM which contains video pieces describing
and classifying children with different types of CP. It
can be requested directly from Prof. Ingeborg ( Kraege-
loh-Mann@ med. uni-tuebingen. de) .

e The recommended data collection form for CP ca-
ses which is directly available on the SCPE web site
(http ;//www-rheop. ujf-grenoble. fr/scpe2/site_scpe/
index. php).

Inclusion/exclusion criteria of CP

The inclusion/exclusion criteria for SCPE were; 1)
children should be at least 4 years old when meeting
criteria for the definition of CP; 2) if the definition cri-
teria are met and the neurological signs of one of the
subtypes of CP are present, children with recognized
syndromes, brain abnormalities or chromosome abnor-
malities are included. A range of sources was used for
case ascertainment and all centers used more than one
source.

Statistical analysis
Proportions are presented with 95% confidence in-

tervals (CI).
Results

The prevalence rate of CP within the collaboration
varied from 1.5 to 3 per 1 000 live births. Among chil-
dren born 1980 to 1996 in the area covered by the SCPE
network, 9 128 children had CP. One center recruited
only spactic diplegic CP children (n =149). Among the
remaining 8 979 children, 53.9% (52.8-54.9, 95%
CI) had bilateral spastic CP, 31.0% (30.0-32.0) had
unilateral spastic CP, 1.2% (0.09-0.1) had spastic
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CP subtype unknown, 6.6% (6.1-7.2) had dyskinetic
CP (dystonic or choreo-athetotic), and 4. 1% (4. 0-
4.9) had ataxic CP (Figure 3). Among CP children,
20.4% (19. 6-21. 3) had a birthweight less than
1500 g and 25.5% (24.5-26.2) were born before 32
weeks of gestation (Table 1).

Is there persisting
increased muscle tone
in one or more limbs?

EJHN
i ,,

Intellectual impairment corresponding to an 1Q <50
was observed in 29.5% (28.5-30.5) of children with
CP. The proportion of children with CP unable to
walk, even with aids, was 30.3% (29.3-31.2) and
12.4% (11.7-13.1) were known to have a severe vis-

ual impairment.

Are both sides of the
body involved?

Is the tone varying?

Y N Y N | Is there generalized hypotonia

with signs of ataxia?

A v A A A
Spastic Spastic - Y N
bilateral unilateral Dyskinetic CP

Reduced Increased Ataxic CP | |[Non—classifiable
activity activity

—tone tends to
be increased

—tone tends to
be decreased

A

Dystonic CP

Choreo—Athetotic CP

Figure 1 Classification tree for sub-types of CP

31.0%

Figure 3

O Spastic unilateral
I Spastic bilateral
O Spastic unknow n
O Dyskinetic

B Ataxia

O Unknow n CP

Distribution of different types of CP, birth years 1980-1996 (n =8 979)
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Does the child have a

disorder of movement

or posture of central <

origin?

Y D L N —» | EXCLUDE
A

Does the child have a disorder
of motor function?

Y D — N —» | EXCLUDE
v
Is the condition progressive
(loss of previously acquired
skills)?
Go back
N > Y —» | EXCLUDE and reassess
after age 4
v T
Was the child at least 4 o Is the child
years old when assessed? > N still living? Y
: !
Y N
v
Does the child have a Did the child
syndrome/brain 1 d.l b F o
anomaly or « N < t}:e © (’“; , MY » EXCLUDE
chromosome L ¢ a%e °
abnormality? yearss
Y | <« > N \
Does the child have o
A4 . o > Y
Recheok—docs the generalised hypotonia?
echeck—
child meet the criteria / i
for the definition of Y
Cp? Are there signs
of ataxia?
N
Y «<—» N
A4
Look at Classification Tree
N —»
EXCLUDE (see Figure 1) Ataxic CP EXCLUDE

Figure 2 Decision tree for CP ( Reference: Developmental Medicine & Child Neurology, 2000, 42. 816-824)
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Table 1 Prevalence rate of CP in Birth weight groups (BW) and Gestational age ( GA)
groups by CP type ( birth years 1980-1996) [n, (%)]
CP type
Group
Unilateral spastic Bilateral spastic Unknown spastic Dyskinetic Ataxia Total *
BW
<1000 g 117 (4.5) 302 (6.4) 3 (3.1) 19 (3.4) 10 (3.1) 451 (5.4)
1 000-1 499 ¢ 240 (9.2) 936 (19.8) 9 (9.2) 55 (9.7) 13 (4.1) 1253 (15.0)
1 500-1 999 ¢ 224 (8.6) 800 (16.9) 8 (8.2) 51 9.0) 10 (3.1) 1093 (13.1)
2 000-2 499 ¢ 269 (10.3) 582 (12.3) 10 (10.2) 44 (7.8) 26 (8.1) 931 (11.2)
25003 499 ¢ 1074 (41.1) 1409 (29.7) 41 (41.8) 232 (41.0) 164 (51.1) 2920 (35.0)
35004 499 ¢ 605 (23.1) 633 (13.4) 26 (26.5) 144 (25.4) 87 (27.1) 1495 (17.3)
= 4500 g 85 (3.3) 76 (1.6) 1 (1.0) 21 (3.7) 11 (3.0) 194 (2.2)
GA
< 32 weeks 401 (15.7) 1565 (33.5) 13 (13.4) 86 (15.3) 24 (7.7) 2089 (25.5)
3236 weeks 441 (17.2) 982 (21.0) 18 (18.6) 87 (15.5) 34 (11.0) 1562 (19.0)
= 37 weeks 1720 (67.1) 2125 (45.5) 66 (68.0) 389 (69.2) 252 (81.3) 4552 (55.5)

% Totals do not sum to 9 128 because of unknown values for CP type and birth weight (9.1% ) or CP type and gestational age (8.9% ).

Discussion & conclusions

Registers record details on children born with CP
that other health/ medical records do not. They are in-
valuable sources of detailed information for the plan-
ning of services, monitoring trends in rates and charac-
teristics of CP internationally. They are useful in the
continuing search for etiologies and causal pathways of
CP. The registers also provide a sampling frame for re-

. . . 4,5
cruitment to various studies L ].

According to Cans
et al'®” registers should never be an endpoint in
themselves, but rather serve as a useful resource to the
community, children with CP and their families. Use
of the Reference & Training Manual and the recom-
mended data collection form maximizes input from ex-
pertise across a variety of disciplines. The way forward
for CP registers is to continue to collect comprehensive
data from multiple sources using variables common to

CP registers worldwide.
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