Surveillance of Cerebral Palsy in Europe (SCPE),14 centres, 8 countries

SCPE is now halfway through its second three-year period of EU funding and good progress is being made to achieve harmonisation of data from each of the participating registers. Use of guidelines and a method of classification were agreed during the first three years and these are now being built on through the implementation of inter-observer testing and the production of a reference manual and CD-Rom.

Inter-observer testing showed there to be good agreement on whether a child should be classified as a case or not but was less good on the classification of subtypes of CP. An intra-observer exercise was also carried out which showed there to be good agreement about caseness, reasonable agreement on CP subtype and less agreement on assessment of functional level (Gross Motor Function Classification). These tests were a paper exercise so respondants had only the information supplied to them. Under normal circumstances, those classifying children would be likely to have seen children and probably be familiar with their development over a period of time, thus increasing the likelihood of agreement.

Work to produce a reference manual for use by registers wishing to take part in SCPE is progressing well. This should prove invaluable in moving towards greater standardisation and a useful tool in training new clinicians. A CD-Rom has been prepared and this will be demonstrated at the EACD meeting in Oslo this week. The aim will be to promote the reference manual and collect expressions of interest in participation in SCPE.

The influence of Environmental Factors on the Participation and Quality of Life in 8-12 year old children with cerebral palsy in 6 EU countries. This study, funded by EU Research Framework 5 for three years, began properly in April 2003. 

A qualitative study of environmental factors has been completed in Newcastle, assessment of quality of life in children with learning difficulties has been undertaken in Toulouse, work on consent and information materials for parents and children has been undertaken in Belfast and focus group work in France, Ireland, Sweden, Denmark and Italy on environmental factors has been completed. The instruments to be used for Quality of Life, Participation and family and personal factors have been decided upon. Papers on: How participation varies with district of residence; and Literature review of environmental factors have been accepted for publication. The study will be presented at EACD in Oslo this week. Work on collation of macro environmental factors across EU countries has been sub-contracted to Edinburgh. Over the next 6 months it is planned to translate the various instruments, obtain ethical permission and appoint a research associate in each country. Over the following year 1200 children are to be visited and over the final year data are to be analysed and results disseminated.

Cerebral palsy among infants <1500g in 13 centres in 8 European countries, 1976-1990. The goal of this study is to further the understanding of the role of risk factors in pregnancy, labour and delivery, and the first week of life, in relation to the development of cerebral palsy (CP), and to evaluate the interrelationship between these exposures (risk factors).  The study will measure both the independent effects of these exposures, and the effects of potential ‘causal pathways’ that is, sequences of interdependent events culminating in adverse outcomes such as death or disease, (i.e. CP). It is also proposed to examine (in a sub-study) the MRI patterns in a sample of CP-affected children, to determine if there is a relationship between specific exposures, and the specific MRI changes, thereby indicating the timing of the causative insult. By quantifying the associations between ‘causal pathways’ and outcome (survival, prevalence of CP. MRI changes) this project has the potential to identify points along the pathway, which may be amenable to clinical strategies that influence outcome. 

http://scpe.vitamib.com/




















































