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Castleman Disease Network UK National Registry Privacy Notice
What is Castleman Disease?

Castleman disease is a rare lymphoproliferative disorder. It encompasses a spectrum of clinical disorders that range from localised asymptomatic lymph node enlargement (Unicentric) to widespread lymphadenopathy (multicentric) associated with severe symptoms due to cytokine excess.

It is a potentially fatal disease particularly if diagnosed late or treated sub-optimally. Its rarity is such that many haematologists have limited experience in diagnosing and treating the disease. The true incidence in the UK is unknown although estimated at 150 – 300 new cases/year. When treatment has been required this has been variable without national guidance to support it.

Why does the Castleman Disease registry exist?

The Castleman Disease Network UK (CDNUK) registry is designed to collect data on all patients with Castleman Disease in the UK. The information in the database will be used to assess and improve the quality of services and the outcomes achieved by Castleman Disease treatments across the NHS. It will also provide comparative information to patients, commissioners and regulators of healthcare professionals. 
CDNUK Ltd provide the registry for other Healthcare providers and act as the Data Controller for the Castleman Disease registry. This means that CDNUK Ltd are responsible for how the data are used within the registry. CDNUK Ltd is registered with the Information Commissioners Office, our registration number is: 14750761. Organisations treating patients remain responsible for their locally held records and will each have their own privacy notice. Please consult with these directly for how individual organisations process patient data. Castleman Disease registry is managed by a steering committee, who are a group of healthcare professionals that specialise in this field in conjunction with CDNUK Ltd. 
In order to provide the Castleman Disease registry, the system itself is provided by Dendrite Clinical Systems Ltd who act as a Data Processor on behalf of CDNUK Ltd. CDNUK has undertaken all relevant due diligence and have appropriate governance in place with Dendrite Clinical Systems Ltd including contracts.
What information does the Castleman Disease registry contain?
 From 2023, medical staff treating patients with a new diagnosis of Castleman Disease began collecting information for the CDNUK. The information includes details about patients, the nature of the clinical problems, the results of the relevant investigations performed, and treatments, outcome data on how well the patient is functioning before and after their treatment. Information is anonymised. There is no directly identifiable information held in the registry. 

Information that is held within the CDNUK Registry has been provided by patients care teams at Health organisations that have signed up to participate in the CDNUK. For more information on if your treating organisations has signed up to participate, please consult with your treating Haematology team or visit their privacy notice.

What happens to the data and who can see it?
The data used in the Castleman Disease registry is collected by the doctors, nurses and hospital staff treating and managing patients before being entered into the Castleman Disease registry. Once records have been entered, they can be reviewed by authorised medical staff using an approved user account with a secure password. 

When the data has been entered by the hospital or clinician, the software engineers and data analysts at Dendrite Clinical Systems will have access to data on a secure server in Dendrite’s offices. 

The information collected is valuable as it allows clinicians to understand the nature and incidence of Castleman Disease, the profile of patients, the treatments employed and the results that are being achieved by hospitals around the country. The data will be analysed by Dendrite Clinical Systems under the guidance of CDNUK clinicians. Any reports produced are carried out on groups of patients. These results may be broken down by region or hospital, and by other important information that may be related to outcomes such as age, general health problems and which type of treatment was employed. 

The reports are likely to be used to help commissioners, providers and doctors understand the outcomes of treatment for Castleman Disease. 

The data will not be shared with anyone, or used for purposes other than those agreed with the Castleman Disease registry steering committee.

What is the legal basis for the Castleman Disease registry to process personal data?

No personal data are processed within the Castleman Disease registry – All records are anonymised

Where is data stored and for how long?

The data will be held for an extended period of time even when a patient is no longer undergoing treatment for Castleman Disease as late recurrence can be a common problem.

Security 

Information contained within the Castleman Disease registry is held on a server provided by Dendrite Clinical Systems Ltd or their contracted sub processor. All data remains within the UK and held within a tier three data centre, which is securely backed up each day. 

Your rights

As all records are anonymised, it’s not possible to identify any data that belongs to specific patients, so we’re unable to provide a copy of any data held about any specific patient.

Further guidance about data protection can be obtained at www.ico.org.uk. You also have the right to lodge a complaint with the Information Commissioners Office. 

Contact information 

For general queries, patients may wish to consult with their treating care team. 

For general Castleman Disease registry queries, or specific queries regarding this Privacy Notice, you can contact CDNUK by emailing: gstt.castlemanservice@nhs.net 
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