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Epidemiological research provides insights into risk factors, preva-
lence and outcomes of cerebral palsy (CP), a lifelong motor disor-
der. It provides a foundation to monitor trends and evaluate the
effectiveness of interventions and public health policy. There are
different approaches to gathering these insights, including the use
of population-based registries, administrative health databases and
insurance claims data.

In this issue of Paediatric and Perinatal Epidemiology, Paget and
colleagues® explored the differences between populations of chil-
dren with CP identified through the New South Wales/Australian
Capital Territory CP Register (gold standard) and New South Wales
Admitted Patient Data Collection (hospital admission dataset). The
authors compared socioeconomic, clinical characteristics and mor-
tality of the children identified in these two data sources (supple-
mented with data from other registries/databases).1

Population-based CP registries are considered the gold stan-
dard because they (i) aim to capture all children with CP within a
specified region to ensure completeness, often utilising multiple
data sources; (ii) confirm the diagnoses around age 5-8 years using
standardised diagnostic criteria to rule out another neurodevel-
opment disorder and ensure accuracy; and (iii) collect a compre-
hensive set of common data elements (CDE) using harmonising
definitions and terminology around this age that are relevant to
understanding the epidemiology, clinical characteristics and out-
comes of CP.2"* This is essential to promote comparability to other
CP populations to conduct meaningful analyses and draw accurate
conclusions.

In their study, Paget et al. found that hospital admission data,
using one or more admissions with G80 International Classification of
Disease-10 AM diagnostic codes, had a sensitivity of 70% and a pos-
itive predictive value of 62% for identifying children with CP com-
pared with the CP register, indicating moderate accuracy.1

Compared with population-based CP registries, children identi-
fied through the hospital admission data were more likely to have
multiple chronic health conditions, reside in metropolitan areas and
experience higher mortality rates.* These differences may represent
the difficulties in making a clinical diagnosis, as CP is based on risk
factors and signs of motor dysfunction, or the removal of the diagno-
sis at a later age.>® Consequently, there remain some uncertainties in
diagnosing CP. More recently, there has been a greater emphasis on
early detection of CP, as early as less than 5months of age (using spe-
cific guidelines), to improve outcomes.” In addition, in some cases, a
child may be dependent on a CP diagnosis to receive access to timely
multi-disciplinary supportive healthcare services. Improvements in
the type and quality of administrative health data collected could
improve the usefulness of data for both service evaluation and re-
search purposes.® For example, the ability to record when a diagnosis
is removed would prevent the inclusion of false positive cases, who in
reality have another progressive condition, in CP populations created
using administrative data as in the study by Paget et alt

There exists a pressing need for further exploration into CP
across the lifespan, not just during childhood. Paget et al. raised
an interesting point that because their study was limited to chil-
dren with CP, the applicability of the results to adults with CP is
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uncertain.! They drew attention to the fact that there has been an
increase in research on adults with CP, as evidenced by many epide-
miological studies that have employed administrative health data-
sets to investigate various outcomes.! It is becoming increasingly
common for CP registers to report on the epidemiology and out-
comes of adults with CP through new data collection, given that the
populations of individuals with CP have now reached adulthood.
Some studies have reported that although adults with CP have high
comorbidity rates, they lack access to the supportive healthcare
services they had as children.” A recent article from the Northern
Ireland Cerebral Palsy Register sheds light on the prevalence and
clinical characteristics of adults living with CP, showing the complex
nature of their needs and aiming to enhance supportive healthcare
services.2 Meanwhile, the Swedish CP Follow-up Programme and
National Quality Registry (CPUP) have made significant advance-
ments in their coverage, extending their registry in 2009 to include
adults with CP residing in southern Sweden, followed by a nation-
wide expansion in 2019.° Their findings indicate that more than
90% of individuals with CP reach adulthood, with 8 out of 10 ex-
periencing spasticity, contractures, misalignments, as well as com-
plications related to balance and walking impairments, an increased
risk of falling, pain, fatigue and dysphagia.9 While the CPUP collects
detailed information on adults with CP through the utilisation of the
CPUP-adult assessment form, these valuable data remain absent
from administrative health records. It would be highly beneficial to
conduct research that compares administrative health data with CP
registers, specifically focusing on adults with CP, as this would pro-
vide invaluable insights into this complex condition.

It should be noted that numerous studies examining CP primarily
focus on populations residing in high-income countries. While there
is limited data on CP registers in low- and middle-income countries, it
is reported that the birth prevalence of CP is higher in these nations
compared with high-income countries (3.4 versus 1.5 per 1000 live
births).1® There are also disparities in the aetiology of CP between
high-income countries and low- and middle-income countries. Given
that the majority of births occur in these less developed regions, it
is crucial to incorporate data from these areas whenever feasible
to obtain an updated understanding of CP.1° However, a recent ad-
vancement in this field comes in the form of the Global Low- and
Middle-Income Country CP Register (GLM-CPR), which was estab-
lished as a collaborative effort between CP registers located in low-
and middle-income countries across South Asia, South East Asia and
Africa.’* Epidemiological and clinical data were collected by these
CP registers either by using the key informant method by local vol-
unteers in the communities or when the children attended a health
institution, using standardised data elements developed by the
Surveillance of Cerebral Palsy in Europe and Australian CP Register.11
The GLM-CPR has recently unveiled preliminary findings on risk fac-
tors for CP, such as elevated rates of home births and the scarcity
of professional assistance during childbirth. Notably, post-neonatal
CP was most often due to viral infections. The majority of children
in these resource-limited settings had a severe type of CP (spastic
bilateral) and level of gross motor dysfunction. Unfortunately, the CP

registers were not able to identify all children within the respective
regions needed to accurately determine prevalence estimates.**
While there are certainly limitations to using administrative health
data, this remains an important source of data in many regions without
CP registers. In addition, data linkage between CP registers and other
datasets can enhance research outcomes by providing a more com-
plete picture of health outcomes, education levels, employment and
service utilisation, among others. Nevertheless, researchers must ac-
knowledge the potential effects on sensitivity and positive predictive
value when interpreting data on CP populations that are not obtained
through the standardised methods employed by CP registers.
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