
Data Matters to make all needs visible: 
Development of a SNOMED CT terminologies set



Coding to communicate



SNOMED CT



Disability Terminology Set development

http://www.diseasesdatabase.com/snomed/refset_metadata.
aspx?id=999001751000000105

http://www.diseasesdatabase.com/snomed/refset_metadata.aspx?id=999001751000000105


https://www.bacdis.org.uk/policy/documents/Explanatory
GlossaryofTerms.pdf

https://www.bacdis.org.uk/policy/documents/ExplanatoryGlossaryofTerms.pdf


Data capture at the point of care



Data capture at the point of care



Data capture at the point of care



Outcomes of data capture
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Sunderland data outputs – associated conditions
(n=1999 June 2007-May 2012)
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Sunderland data outputs – technology dependencies
(n=1999 June 2007-May 2012)



Sunderland data outputs – number of needs per child
(n=1999 June 2007-May 2012)
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Sunderland data outputs – number of paediatric disability clinic visits 

by number of needs per child (Pearson’s correlation R=0.97)
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Disabilities Complexity Scale

+

+

+

Health conditions (C) Family-reported issues (F)

Technology dependencies (T)

Round the clock care (or not) (R)



https://adc.bmj.com/content/
100/9/815

https://onlinelibrary.wiley.

com/doi/full/10.1111/dmcn

.13102

https://onlinelibrary.wiley.

com/doi/10.1111/dmcn.13

101

https://adc.bmj.com/content/100/9/815
https://onlinelibrary.wiley.com/doi/full/10.1111/dmcn.13102
https://onlinelibrary.wiley.com/doi/10.1111/dmcn.13101


Parent carer engagement
www.nnpcf.org.uk/wp-content/uploads/2014/03/NNPCF-Paediatric-
Disability-Data-Project-parent-carer-and-family-perspective-May-2014.pdf

http://www.nnpcf.org.uk/wp-content/uploads/2014/03/NNPCF-Paediatric-Disability-Data-Project-parent-carer-and-family-perspective-May-2014.pdf


NHS Digital case study: Data capture in Sunderland
https://hscic.kahootz.com/connect.ti/t_c_home/viewcontent?contentid=
301171&done=CONCreated

https://hscic.kahootz.com/connect.ti/t_c_home/viewcontent?contentid=301171&done=CONCreated


Other resources

https://www.rcpch.ac.uk/resources/how-guide-clinicians-interested-developing-snomed-ct-concepts


Benefits of SNOMED CT coding


