CPRS report, March 2007


Child Health Commissioners Report 2007
This short report outlines the workings of the Cerebral Palsy Register for Scotland (CPRS) and how it can contribute to future cerebral palsy (CP) research.
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Written on behalf of the Cerebral Palsy Register for Scotland Grantholders & Steering groups.
For further information please contact: 


Background
The CPRS was launched in 2003 as a research register of children and young people with CP living in Scotland, and continues the work established by the Scottish Register of Children with a Motor Deficit of Central Origin. Originally the register was set up with funding from the charity Cerebra, and now seeks alternative funding for running costs. The CPRS is a joint venture between NHS Scotland and Napier University, Edinburgh, with the register being based at Napier University. The CPRS has ethical approval from the Multicentre Research Ethics Committee for Scotland (MREC/02/0/47).
Due to the prevalence of CP, which is approximately 2/1000 live births, along with the variability between the syndromes encompassed under the term, researching and studying the disorder can be very difficult. Through the development of a national CP register it is possible to investigate issues relating to CP in Scotland, and to also contribute to UK wide research. The primary aim of the CPRS is to further improve the knowledge base and understanding of CP. This includes epidemiological, clinical and social factors relating to CP. 

Inclusion criteria
	Age
	All children born post 1st January 1990 who are eligible to be included. Where registration occurs prior to age 4 years old, the diagnosis will be confirmed at age 4 years.

	Consent
	Written informed consent from a parent/carer, or young person over the age of 16 years, is required prior to registering.

	Severity
	All severity levels will be included.

	Type of CP
	All type of CP will be registered.

	Postneonatal in origin
	CP cases of postneonatal in origin will be included where the incident occurred within the first 2 years. CP arising from an aetiological event after 27 complete days after birth will be classes as postneonatal. 

	Neural tube defects
	Neural tube defects will be excluded.


Ascertainment
The CPRS is a voluntary register, and thus requires parents and young people aged 16 years or over, to provide written informed consent to register. This is done through an information pack, which includes an information sheet about the CPRS, registration form, and consent form. 
The register has adopted multiple routes for ascertainment; primarily the information packs are given to families by a clinician involved in their child’s care during a consultation. Some families have also received the packs through the post at the discretion of their health board, or if their child was previously registered on the Scottish Register of Children with a Motor Deficit of Central Origin and born in 1990 or later. 
We also have a system where families can contact the register directly and request an information pack, either online at www.napier.ac.uk/cprs, through the post, or by phone.
Data held by the CPRS
The CPRS collates data from national sources, and also collects new data from the child’s main carer. Parents or the young person themselves have provided us with consent to access their clinical records.
1. Pregnancy & Birth Data
The CPRS also has consent to receive details of the child’s birth records by linking with the SMR02. 

2. Daily Living Data

The child’s main carer completes the Lifestyle Assessment Questionnaire for Children (LAQC), which collects data on all aspects of daily life. The questionnaire provides an overall score of how the child’s CP impacts on their life and that of their family, along with individual scores on the following 6 dimensions; physical independence, economic burden, clinical burden, schooling, mobility, and social integration.

3. Clinical Data

The CPRS consciously decided to obtain as much of the clinical information as possible from existing NHS systems in order to minimise the additional work for health professionals, and to avoid duplication of effort. Currently it is the National Support Needs System (SNS) that the CPRS receives a download from, which includes information on the type of CP, the physical impact of CP and the services the child uses. Where the SNS is not in place we attempt to work with the system being used by the board, or the child’s paediatrician provides this information on paper forms.

As CP is one of the key indicator conditions where the health board use the SNS they are able to use it to identify children in their area who would be eligible to receive information about the register. The CPRS has also liaised with the SNS user group to incorporate additional questions pertaining to CP on the SNS. Now when a child is diagnosed with CP an extra page is added to the child’s SNS record which collects data regarding limb tone, power, abnormal movements, and how the damage was acquired. 

The flow chart below outlines the relationship between the SNS and CPRS.








Through this process we have been able to identify some children who had been missed by the health board, and who have subsequently been entered onto the SNS as a result.

Current figures
· Currently the register has recorded details on over 500 children living in Scotland. The map below shows the areas these children live in, along with the status of the health board with regards to activating the register.












· Currently clinical data has been obtained for 67% of the children on the CPRS. The table below demonstrates the heath boards that have provided clinical data to us and how this data was obtained.
	Health Board
	Data provided 
(Recording system)
	Data available 

(number of children)

	Argyll and Clyde
	SNS
	22

	Ayrshire and Arran
	SNS
	34

	Borders
	Manual
	-

	Dumfries and Galloway
	SNS
	-

	Fife
	Manual
	4

	Forth Valley
	Manual
	28

	Grampian
	SNS
	78

	Greater Glasgow
	CPIG
	-

	Highlands
	Manual
	-

	Lanarkshire
	SNS
	44

	Lothian
	SNS
	127

	Orkney
	Manual
	-

	Shetland
	SNS
	-

	Tayside
	SNS
	-

	Western Isles
	Manual
	-


· Daily living information has been provided voluntary by 69% of parents/carers. This information demonstrates that the dimensions of Physical Independence and Mobility are the areas which are most severely affected by CP.

How can we use the CPRS?

The CPRS can be used to monitor trends in CP and also in planning services for children with CP in Scotland. We also use the CPRS to conduct research, currently we are looking at the transition of children with CP from primary school into secondary school in Scotland. This project will also look at the role the Additional Support for Learning Act has had on this experience.

The CPRS is part of the UKCP collaboration which brings together CP registers from across the UK. These are based in Merseyside, the North of England, Oxfordshire, and Northern Ireland. The collaboration makes it possible to research areas such as the epidemiology of CP, socioeconomic deprivation and CP, participation and CP, and CP and survival. 
The CPRS also works to support parents of children with CP. We provide information on CP charities and organisations and often act as the bridge between parents and groups. Parents are kept up to date with the progress and work of the register through a biannual newsletter, and we also have a website which provides regular updated information for parents to access. Parents have reported back to us that they have a sense of contributing to improving future knowledge of CP though being part of the register.
Finally, the register also aims to contribute to educating health professionals. In June 2006 we held a well attended CPD event, which incorporated discussion and presentations on the registers work and development, along with a number of speakers presenting on a range of CP related issues, including survival and CP, participation and CP, and CP management. The event was funded by the charity Cerebra.
Conclusion

The CPRS has been actively collecting a range of data on children with CP for 4 years. This data can be used to monitoring, planning, and also research within Scotland, along with contributing to UK wide research. The register can also contribute to maintaining NHS record systems. However, without an input from all health boards the register cannot become fully representational of children throughout Scotland with CP.
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CPRS Grantholders

· Dr Sandra Bonellie, Lecturer in Statistics, Napier University

· Dr James Chalmers, Consultant in Public Health Medicine, Information Services Division, NHS National Services Scotland
· Dr Zoë Dunhill, Consultant Community Paediatrician, NHS Lothian

· Dr Paul Eunson, Consultant Paediatric Neurologist, NHS Lothian

· Ms Anne Leigh-Brown, Programme Manager, Women and Children’s Health, Information Services Division, NHS National Services Scotland
· Mr Phil Mackie, Directorate of Public Health and Health Policy, Lothian NHS Board
· Prof Gillian Raab, Professor of Applied Statistics, Napier University

CPRS Steering Group
· Dr Sandra Bonellie, Lecturer in Statistics, Napier University

· Dr James Chalmers, Consultant in Public Health Medicine, Information Services Division, NHS National Services Scotland
· Dr Zoë Dunhill, Consultant Community Paediatrician, NHS Lothian

· Ms Sharon Dunlop, Information and Support Worker, Special Needs Information Point (SNIP)

· Dr Paul Eunson, Consultant Paediatric Neurologist, NHS Lothian

· Dr Mary Gibson, Consultant Neuro-developmental Paediatrician, North of England Collaborative Cerebral Palsy Survey

· Dr Pat Jackson, Consultant Paediatrician, NHS Lothian

· Ms Val Kennedy, Senior Physiotherapist, NHS Lothian

· Ms Anne Leigh-Brown, Programme Manager, Women and Children’s Health, Information Services Division, NHS National Services Scotland
· Mr Phil Mackie, Directorate of Public Health and Health Policy, Lothian NHS Board
· Dr Adrian Margerison, Paediatrician, NHS Borders
· Prof Gillian Raab, Professor of Applied Statistics, Napier University
· Mr John Ravenscroft, Manager, Visual Impairment Scotland 
· Ms Sheila Williams, Disability Information Manager, Advice Service Capability Scotland
· Mrs Shirley Young, Information Co-ordinator, Special Needs Information Point (SNIP)
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Executive Summary





The CPRS is a national voluntary register of children with CP





Children with all types of CP at all levels of severity will be eligible to be included providing they are born after the 1st of January 1990 and their parent/carer provides consent.





Multiple routes of ascertainment are deployed, although the primary route is via health care professionals informing parents/carers.





We collate data on pregnancy, clinical aspects of CP and daily living information, where possible incorporating the use of national NHS systems.





Specifically the register works closely with the SNS. 





The CPRS is active in 12 health boards across Scotland, is yet to be fully activated in Greater Glasgow and Dumfries and Galloway, and has not been activated in the Highlands.





Currently there are over 500 children on the register.





There are registrations from all health boards, where the health board has not fully activated the CPRS these registrations are due to parents contacting us directly.





The register is able to investigate issues pertaining to CP in Scotland, whilst also contributing to UK wide research.





The CPRS can also assist some boards with keeping data recording systems up to date.





The register is also a source for parents to request additional information or support from, and has contributed to educating health professionals.
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CPRS receives forms from parents





CPRS makes a copy of the consent form and sends it to the health board





Health board (SNS administrator) notes on the SNS that the child is registered with the CPRS





Child isn’t on the SNS – refer to paediatrician





CPRS request a download of children with consent noted from the SNS





Child assessed and registered on SNS





Child assessed and not registered on SNS.
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