
 

Children and Young People’s Health Services (CYPHS) Data Set - 
Information Governance and Consent 
 

Please note that this information is intended to be used to inform providers and not 
to be produced as a discrete leaflet. 
 

Internal use of data  
When a patient using a CYPHS service provides or contributes confidential information to a service 
and has been made aware of who might need to see the information about them, their consent to 
this use of their information can be implied.  
 
The use of outcome measuring tools as part of the CYPHS data set, is primarily for the benefit of the 
patient regarding their full care pathway. Therefore, the notion of implied consent applies. However, 
sites should adopt a 'no secrets' approach informing patients who use these services of the content 
and rationale of routine outcome measurement so that the purpose and benefits to those patients 
are properly conveyed in line with the Data Protection Act’s requirements for transparency about the 
use of personal information (‘fair processing’). At an overview level, where individual patient records 
are anonymised, service providers and commissioners can see a performance pattern for the 
service. 
 
Under a legal Direction, the HSCIC is exempt from Section 251 support where mandated to collect 
data and when acting as data controller, this is set out in Sections 254 and 255 of the Health and 
Social Care Act 2012. This would mean that the HSCIC would still collect and process any 
information received, in order to help promote health and to support improvements in delivering care 
services. By law, any organisation using a patient’s information, must be clear and transparent about 
how it is being used and why it is being collected.  Patients using these services, are required to be 
informed, that their information will be used to support secondary uses, and that any information 
would still be received and flowed via the Health and Social Care Information Centre (HSCIC). 
 
Should a patient explicitly object to their information being used for secondary purposes, the 
provider has the option of not flowing the records for this patient, as directed by their local Caldicott 
Guardian.  The submission of patient information to the HSCIC must not be restricted when it is 
being used directly for payment of service, except when instructed by the local Caldicott Guardian or 
if the patient is the subject to a legal court order which requires that their identity remain strictly 
confidential. 
 
Patients using these services also have the right to change their minds about a disclosure decision 
at any time before the disclosure is made, and can do so afterwards to prevent further disclosures 
where an activity requires a regular transfer of their personal information. 
 
 
Patients  retain the right to restrict the disclosure of their confidential personal information, explicitly 
declining to allow information to be shared by the HSCIC to other third party organisations or other 
indiviudals. 
 
 
 
If a patient would like to restrict the sharing of their information by the HSCIC, they will need to 
inform their registered GP of their decision, who will share their preference with the HSCIC. 
 

Secondary Use of data  
The HSCIC have a central reporting system where local services will be required to provide an 
extract of patients data for reporting purposes. This will support the effective monitoring of service 
standards including efficiency, equity and effectiveness of service.  
 



Only anonymised data will be reported.It is the responsibility of the local service to inform patients 
using these services, that their data may be used for secondary purposesand therefore allow them 
to dissent from the process and explain how they might do this by informing the registered GP. Data 
will also be made available at provider level to help to inform a patient’s care and treatment choices 
via the NHS Choices website.  
 
 
  



Key guidance documents  
Information Governance Training Materials  
As a key part of the Information Governance agenda, the Department of Health and the HSCIC has 
produced an online Information Governance (IG) Toolkit available at:  

http://systems.hscic.gov.uk/infogov 
 
The Toolkit has been made available to assist organisations to achieve the aims of information 
Governance, including:  

 
 Information Governance Management  

 The Confidentiality NHS Code of Practice  

 Data Protection Act 1998  

 Information Security  

 Information Quality  

 Records Management, and 

 Freedom of Information Act 2000. 
 
IG Code of Practice: http://systems.hscic.gov.uk/infogov/codes/cop/code.pdf  
 
 

Information for patients using CYPHS services  
 
Care services have a legal responsibility to inform patients using these services how their data will 

be used. The HSCIC has provided this wording so that services can use this within their own 
leaflets/information for providers and patients. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

http://systems.hscic.gov.uk/infogov
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Information for Providers to give to Patients using Care Services  

Please note this information is intended to be used as part of individual hospital’s 

information for patients and not produced as a discrete leaflet.  

Benefits to collecting this information 

The Maternity and Children’s Data Sets project (MCDS) which incorporates the Maternity Services 
Data Set (MSDS) and Children and Young People's Health Services Data Set (CYPHS), have been 
developed to help achieve better outcomes of care for mothers, babies and children. The data set 
will provide comparative, mother and child-centric data that will be used to improve clinical quality 
and service efficiency, and to commission services in a way that improves health and reduces 
inequalities.  
 
 
We want to offer you the best possible care. To do this, we have to assess our effectiveness so we 
can continually improve the care we offer. This means that we need to collect information about 
patients using these services, the care you are offered and its outcomes and then we need to 
analyse it so we can improve. This leaflet describes how the information you provide helps improve 
care for all patients using these services.  
 

The information collected is used to check that:  

 CYPHS services are available to all patients  

 patients are being provided with care that is compliant with standards set by the National 
Institute of Care and Health Excellence (NICE), and   
 

Who manages the information I provide?  

The information collected about you is managed by the Health and Social Care Information Centre 
(HSCIC), the national provider of information, data and IT systems for commissioners, analysts and 
clinicians in health and social care. 

The role of the HSCIC is to ensure that high quality information is used appropriately to improve 

patient care.  It publishes key statistics and shares information to support important research and 

commissioning.  

 

What information do you collect about me?  
 
We collect information about you and the care you receive, including the assessments, results of 
tests and your answers to questionnaires. This enables your progress to be monitored and future 
services planned. This information may be shared with other health professionals involved in your 
care, so that you get the best possible care. If you would like to see the information collected about 
you or find out more about how the information is stored and used locally please speak with your 
healthcare providers.  
 
 
 

What information is collected nationally?  
 
Some of this information collected is reported nationally to give a picture of service delivered across 
the country, to check that quality standards are similar everywhere. No information that could 
reveal your identity is used in national reports. These reports only show summary numbers of, 

http://www.nice.org.uk/
http://www.nice.org.uk/


for instance, patients receiving different types of care and it is impossible to identify any patient 
using services from them.  
 

How do you use my information?  
 
Care services offer the most benefit when they collect information from as many patients as 
possible, because this creates the most accurate picture of services. If, however, you do not want 
your information included in national analyses, please tell the people providing your services and 
they will make sure your information is not used. This will not affect your treatment in any way. 
 

How do I find out more about how you use my information?  
 
You can find out more about what happens to your information on the Health and Social Care 

Information Centre’s website.  www.hscic.gov.uk/patientconf.  

 

Keeping your information safe 

 

The HSCIC is absolutely committed to keeping your data safe and secure and will take every step to 
protect your confidentiality. There are strict controls around access to the data and it will only be 
used for the benefit of the health and care system.  All our systems and services are designed and 
operated in accordance with multiple international security standards and best practices 
 
We share personal information when we have approval and a legal basis to do. For example, 
sometimes this data will be used in collaboration with other NHS organisations, such as Public 
Health England.  
 
Once we have received the data we only process it and link it to other data sets in an automated 
way and we rarely have cause to look at an individual’s personal information.  

 
Where can I find out more about what the HSCIC does with my information?  

You can find out more about how the HSCIC uses information about you by visiting 
http://www.hscic.gov.uk/patientconf 
 
You can see the types of reports which are currently produced at 
http://www.hscic.gov.uk/mhldsreports 

 
Please note that the HSCIC cannot deal with any queries relating to your 
appointments  
 
However if you have any queries about what the HSCIC does with your information or would like to 
know more please get in touch: 
Tel: 0300 303 5678 
Email: enquiries@hscic.gov.uk.  
http://www.hscic.gov.uk/home 
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