
Children and Young People’s Health Services (CYPHS) 

data set - Information Governance and Fair Processing 

Guidance for Care Provider Organisations  

This guidance document is designed to support care providers that are implementing 

or submitting the Children and Young People’s Health Services (CYPHS) data set. 

It describes the CYPHS data set and contains suggested “fair processing” information for 

inclusion with existing patient information material to comply with the requirements of the 

common law duty of confidentiality, the Data Protection Act, NHS Constitution and the 

Department of Health Directive to NHS Digital, formerly known as the HSCIC, issued in 2016 

on the processing of Patient Objections. 

The suggested fair processing information should not be produced as a separate 

information leaflet for patients but should be incorporated into existing material 

wherever possible.  

Legal Basis for the Collection 

NHS Digital has been directed by NHS England under section 254 of the Health and Social 

Care Act 2012 to establish and operate a system for the collection and analysis of the 

CYPHS data set information. 

Secondary Use of Data  

NHS Digital has a central reporting system where an anonymised version of the CYPHS 

data set will be held for reporting purposes. This platform will support the analysis of CYPHS 

data and serve the following purposes: 

 Anonymised data will be published on the NHS Digital website and shared with 

national bodies, allowing the effective monitoring of service standards, including 

efficiency, equity and effectiveness of service, by policy makers. 

 Extracts of data will be made available to care providers and their commissioners to 

allow the local monitoring of service provision, assist with allocating payments and 

help submitters to improve data quality. 

 Anonymised data will also be made available at provider level to help to inform a 

patient’s care and treatment choices, e.g. via the NHS Choices website. 

Fairness and Transparency 

As this CYPHS data is to be used for secondary care rather than direct patient care, patients 

using the services covered by the CYPHS data set1 must be made aware that their 

confidential data will be used for this beneficial, additional purpose i.e. to improve care. 

Acting fairly and transparently ensures compliance with the common law duty of 

confidentiality, the NHS Constitution and legislation e.g. the Data Protection Act. 

                                                
1
 The services covered by the CYPHS data set, as well as the wider scope of the data set, are set out 

in the CYPHS data set Standard Specification. 



Ensuring fairness is the responsibility of the care provider from which the data will be 

collected (NHS Digital has provided some suggested wording later in this document). 

Patients must also be given the opportunity to object to their data being used for secondary 

care. This complies with the Department of Health Directive, issued to NHS Digital in 2016, 

on the processing of Patients’ Right to Object (see below).  

Patients’ Right to Object  

While consent is not required to include patient data within the CYPHS data set, patients do 

have a right to object to their data being collected. Should a patient (or in the case of a child, 

their parent or legal guardian) explicitly object to their information being used for secondary 

purposes, the provider has the option of excluding the individual records for this patient from 

the data collection. Providers may also exclude records where the patient is the subject to a 

legal court order which requires that their identity remain strictly confidential. 

Patients using these services 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.  

Objections will not apply if the submission of patient information to NHS Digital is being used 

directly for payment of service, except when instructed by the local Caldicott Guardian. 

Further guidance 

This guidance document complies with the NHS Digital Code of practice on confidential 

information, available from https://digital.nhs.uk/codes-of-practice-handling-information.  

Fairness and Transparency Information for Patients 

The following suggested wording is intended to be incorporated into existing information for 

patients. It does not need to be a separate leaflet. 

Suggested wording for inclusion in patient (fair processing) information: 

Your Information 

We want to provide our patients with the best possible care. We assess the effectiveness of 

the care we provide so we can continually improve. We do this by collecting information 

about you or your child’s condition, the type of care you or your child receive and the 

outcome of your or your child’s treatment. 

We collect data about our Community Services such as health visiting services, school 

nursing services and diabetes services, and data about you or your child such as referrals, 

assessments, diagnoses, activities (for example, taking a blood pressure test) and, in some 

cases, your answers to questionnaires. 

The data is securely sent to NHS Digital which is the central organisation that receives the 

same data from all NHS-funded Community Services across England. NHS Digital removes 

all identifying details and combines the data we send with the data sent by other care 

providers, forming the Children and Young People’s Health Services (CYPHS) data set. The 

data set is used to produce anonymised reports that show only show summary numbers of, 

https://digital.nhs.uk/codes-of-practice-handling-information


for instance, patients referred to different types of services. It is impossible to identify any 

individual patient in the reports, but the reports do help us to improve the care we provide to 

you and other patients. 

No information that could reveal your identity is used in national reports. 

The benefits to you as a patient include: 

 making sure Community Services are available to all patients in all areas by 

measuring the care that is being delivered 

 better care, through monitoring progress to allow future services to be planned 

 informing patients about the care offered at different hospitals 

 more personalised and better organised care for patients through understanding 

what care is needed nationally, for example understanding how many patients who 

are discharged from hospitals then need looking after at home 

To get the most accurate picture and therefore get most benefit, data has to be collected 

from as many patients as possible. If, however, you do not want your or your child’s 

information to be used to help better manage and plan care provision, you have the right to 

object by letting us know. This will not affect your treatment in any way. 

If you would like to find out more about how we use the information, please speak to a 

member of staff. 

 

Further information 

More information about NHS Digital, and how to contact us, is available on our website:  

https://digital.nhs.uk/ 

You can find out more about what happens to your information, and how it is looked after, 

from: http://content.digital.nhs.uk/patientconf 

Additional information about why your information is needed can be found at:  

http://content.digital.nhs.uk/article/3385/Why-information-is-needed 

Further details about opting out and your personal information choices can be found at:  

http://content.digital.nhs.uk/yourinfo 

More information about the CYPHS data set is available from: 

http://content.digital.nhs.uk/maternityandchildren/CYPHS 

You can see the types of reports which are currently produced at: 

http://content.digital.nhs.uk/maternityandchildren/CYPHSreports 
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