New occupational registry for Creutzfeldt-Jakob Disease (CJD) / Transmissible Spongiform Encephalopathy (TSE) exposures

The Health Protection Agency (HPA) and the National CJD Research and Surveillance Unit (NCJDSRU) have set up a new registry to find out more about the risk from occupational exposures to CJD and other TSEs among healthcare and laboratory workers. 
The new registry aims to follow up healthcare and laboratory workers who have reported occupational exposures to CJD and other TSEs. 

There is currently little good evidence on the risk of occupational transmission of CJD/TSEs. Studies have not found any link between occupational exposures and CJD. However, it is difficult to draw conclusions as most of these studies were small or contained some biases.
This registry will strengthen the evidence base for national guidelines for healthcare and laboratory workers. 

What will the registry do?

The registry will collect details of healthcare and laboratory workers who report a possible exposure to CJD or TSE.

These details will be stored on a secure database and cross checked against reported CJD cases and against information held by NHS Information Centre and the NHS Central Register. This will show whether any exposed workers ever develop CJD.

These details will only be recorded and stored with the consent of the member of staff involved.

Who can be included in the registry?
· Healthcare workers who have been exposed to blood or other tissues of CJD cases in hospitals, clinical pathological laboratories, or mortuaries.

· Laboratory workers who have been exposed to TSE infected animals or tissues while working in research laboratories.
I am an occupational health professional. What should I do if a member of staff reports an occupational exposure to CJD/TSE?

· If a member of staff has reported a possible exposure to CJD, then please read information at http://www.hpa.org.uk/Topics/InfectiousDiseases/InfectionsAZ/CreutzfeldtJakobDisease/RegistryForCJDAndTSEOccupationalExposures/ and discuss the participant information leaflet and consent form with the staff member. Please contact the HPA CJD Section at 0208 327 7445 or 0208 327 6411 for more information and help.

What will this enrolment to registry mean to the healthcare or laboratory worker?

· Being part of this registry will not affect the person’s job, daily life, medical care, life insurance, ability to be a blood or organ donor, or any other activity.

· The CJD Incidents Panel does NOT advise that any people with possible occupational exposures are at ‘increased risk’ of CJD.

· These healthcare and laboratory workers do NOT have to follow any special CJD public health advice.

· Concerned members of staff should be reassured that there is no evidence that people have been infected with CJD through their work.

How confidentiality and privacy are protected?

The registry has been approved by the Ethics and Confidential Committee of the National Information Governance Board (NIGB). The HPA is registered under the Data Protection Act (registration number Z7749250) to handle data for diagnostic and public health purposes. The HPA procedures adhere strictly to requirements of the Data Protection Act and Caldicott principles. 

For further information about the registry, and for getting the protocol, information leaflet, consent forms and questionnaires required for reporting a possible exposure, please go to: http://www.hpa.org.uk/Topics/InfectiousDiseases/InfectionsAZ/CreutzfeldtJakobDisease/RegistryForCJDAndTSEOccupationalExposures/
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