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The [INSERT NAME OF THE PATIENT CHARITY] is working with the National Disease Registration Service (NDRS) to help improve the understanding of [insert name of rare disease].

The NDRS is part of NHS England and collects patient data on rare diseases, congenital anomalies and cancer in England. Within the NDRS, the National Congenital Anomaly and Rare Disease Registration Service (NCARDRS) collects and analyses data on people with congenital anomalies and rare diseases who live or are being treated in England. For rare diseases like [INSERT THE NAME OF THE RELEVANT RARE DISEASE], a small amount of information is collected about each person and their diagnosis. This can then be linked to other datasets, like those that capture prescribing and hospital activity. 

The data can help clinicians, academics, researchers and charities to provide better support for those living with the condition. It is also used for research and planning purposes by helping to:
· look at numbers and trends of people diagnosed with congenital anomalies and rare diseases
· improve health, care and services for people with these conditions
· support patients by providing information about their condition
· give the NHS information to help it further improve the services it provides.

To make sure that the national registration data is as complete as possible for each rare disease, the NDRS collects data from many data sources. Information from patient support group [MEMBERSHIP DATABASES/ RARE DISEASE REGISTRIES (SELECT AS APPROPRIATE)], like that provided by [INSERT NAME OF THE PATIENT CHARITY], can play an important role in giving people the chance to make sure that the NDRS is identifying them. 

We will only share your or your child’s data with the NDRS if you give us your explicit permission to do this. 

If you agree, the data shared will include your or your child’s:
· name
· NHS number (if known)
· postcode
· date of birth
· self-reported gender
· self-reported diagnosis of [INSERT THE NAME OF THE RELEVANT RARE DISEASE]
· self-reported date of diagnosis of [INSERT THE NAME OF THE RELEVANT RARE DISEASE]

To find out more information about how NHS England’s NDRS uses data and keeps it visit the NDRS website. 

If you change your mind and do not want your or your child’s data to be used by the NDRS, you can opt-out and the data will be deleted. Please contact the NDRS team at england.ndrsoptout@nhs.net

Consent Form

If you/your child lives in England or receives treatment in England, do you give permission for the [insert name of the patient charity], to share your/your child’s data with the NDRS? 
[image: ][image: ]
Yes                             No

Patient consent:

Name (PRINT):

Signature:

Date:

Parent/Guardian consent (with parental responsibility):

Name (PRINT):

Signature:

Date:

Relationship to child:
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