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Geography 
and scale:  

England, national.  

Type of 
disability:  

People with learning disabilities 
of all ages 

Involved actors  

• Department of Health  

• National Health Service (NHS) England 

• Public Health England  

In order to reduce health inequalities and improve primary care, learning disability registers were 
established in 2006 and now cover nearly 285,000 patients. People with learning disabilities  are 
identified and diagnosed by general practitioners (GPs) and then included in a register. This information is 
coded and added to the patients’ electronic health records. In addition, persons with coded clinical 
diagnoses associated with a learning disability are automatically added to the register e.g., Down’s 
Syndrome. The NHS and Public Health England collect annual data for specific health and healthcare 
indicators from registers of all participating GP practices; similar data is also aggregated from a group of 
people without learning disabilities. Data is analysed at a national level and findings from comparative 
analysis are published in annual summary reports, which are also translated into easy to read formats. 

• Mencap advocated for the creation of a registry of people with learning disabilities (“Treat me Right!” 

report, 2004).1 

• The Independent Inquiry report (2008) revealed that people with learning disabilities experience higher 

levels of unmet need and receive less effective treatments than the general population.2 

 

• Registers facilitate identification of patients who 
are eligible for an annual learning disability health 
check and seasonal flu vaccination. 

• New clinical codes associated to learning 
disabilities available after expert review. 

• Projects derived from data collection e.g., national 
project to stop over medication (STOMP). 

• Financial incentives for GPs who keep learning 

disability registers. 

• Strong advocacy from the learning disability 

community. 

 

• Coding of clinical diagnoses should be standardized 

and consistent across datasets from practices.   

• Coverage currently varies across the country and 

around 75% of people with learning disabilities 

remain invisible to data collection.3 

1 Mencap report 2004 Treat me right  
2 Michael Report 2008 
3Learning Disabilities Observatory 2016 

 

 

• NHS – Learning Disabilities and Autism 
• Learning Disability Data  
• NHS – Health and Care of People with 

Learning Disabilities, Experimental 
Statistics 
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https://files.digital.nhs.uk/45/F9834D/2018-19%20Easy%20Read.pdf
https://www.england.nhs.uk/wp-content/uploads/2019/10/improving-identification-of-people-with-a-learning-disability-guidance-for-general-practice.pdf
https://www.england.nhs.uk/learning-disabilities/improving-health/stomp/
https://webarchive.nationalarchives.gov.uk/20130105064250/http:/www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_099255
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/613182/PWLDIE_2015_main_report_NB090517.pdf
https://www.england.nhs.uk/learning-disabilities/
https://digital.nhs.uk/services/general-practice-gp-collections/service-information/learning-disabilities-observatory
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities

