
 

Support Confidentiality Statement  
The support given to individuals and families by CDKL5 UK is confidential. This 
means we will not share any of your personal details or anything you tell us outside 
of CDKL5 UK, without your permission, apart from in exceptional circumstances.  

These exceptional circumstances where we may need to share your details with a 
third party include: 

● A person is at risk of harm 

● A terrorist threat is made 

● We are ordered to share information by law for example, for a court case 

● A caller is continuously abusive towards staff 

If a decision is made to share your details with a third party without your permission 
in these exceptional circumstances, we will make every effort to keep you informed. 

When you call us, we may ask for your name, but you may remain anonymous if you 
wish. Please clearly state this at the beginning of the call.   

We will be able to see your telephone number, which will be stored confidentially in 
our secure online database (Beacon CRM) along with your full name, the nature of 
your call, the details you have shared with us, and the support we have given to you. 
If you do not wish for this information to be held, you may request for this 
information not to be logged (see below).  

We keep a record of contacts on our secure database (Beacon CRM) so that we can 
continue to support you if you contact us again in the future. We also record 
demographic information, so that we can improve our services by ensuring that we 
reach all people living with and affected by CDD in the UK. These demographic 
statistics do not include any personally identifiable information.  

If at any time, you wish for your information to be removed from our database, 
you can request this in writing, by emailing admin@curecdkl5.org  

Please see our Data Protection Policy for more information about how we record and 
process your data.  
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