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Disability Terminology Set development
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Data capture at the point of care
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Data capture at the point of care
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Data capture at the point of care
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Outcomes of data capture




Sunderiand 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)
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Sunderiand 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)

Attention Deficit Hyperactivity Disorder

Chromosomal, genetic, syndromes

Term Neonatal Intensive Care

Cerebral Palsies
CCCCCCC Droolin

Tisberous scherosis

Short stature

Autism Spectrum Disorder

Obesity

Continence issues

Pain

Epilepsies -

Skin issues Scoliosis

Darniopmantal Coal
2211 deletion syndrome
Ear, nose, throat issues

P
Disordered sleep

Behavioural issues
Acquired Brain Injuries N

Visual impairments Down'’s Syndrome
Feeding, swallowing issues o
Gastro—oesophageal reflux disease
Other congenital anomalies Endocrfrlmpathies

Prematurity (<37 weeks gestation)

Recurrent chest infections

Congenital heart disease

Bilateral Sensorineural Hearing Loss

Other Nauramuscular Disceder

Developmental brain anomalies

Family-reported issues (F)

) Access to leisure issues
Child Protection Plan in place

uipment issues

FamEfIy ISSUEes

School issues
Housing issues
Alternative/Augmentative communication

Technology dependencies (T)

Cochlear implant
Ventilated at home

Ventriculo-peritoneal shunt in place

Gastrostomy

Naso-gastric tube
Tracheostomy

Round the clock care (or not) (R)
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Leading article

Empowering clinical data collection at SNOMED CT has a structore that is

designed to reduce ambiguity and to

H facilitate subsequent data analysis. Online

the pOInt Of care tutorials and webinars'' explain the 19
] ) 5 ) 3 different SNOMED CT hierarchies and

Andy Spencer,” Karen Horridge,” Denise Downs the “IS-A' parent—child relationships. Each

unique SNOMED CT concept (equivalent
e m wllaladl dbhcillid b i e T

DEVELOPMENTAL MEDICINE & CHILD NEUROLDGY ORIGINAL ARTICLE

Quantifying multifaceted needs captured at the point of care.
Development of a Disabilities Terminology Set and Disabilities
Complexity Scale

KAREN A HORRIDGE' | CARL HARVEY' | KENNETH MCGARRY2 | JANE WILLIAMS?® | GABRIEL WHITLINGUM® |
MARY BUSK® | SUZANNE FOX® | GILLIAN BAIRD’ | ANDY SPENCER®

DEVELOPMENTAL MEDICINE & CHILD NEUROLOGY ORIGINAL ARTICLE

Prospective pilots of routine data capture by paediatricians in
clinics and validation of the Disabilities Complexity Scale

KAREN A HORRIDGE' | KENNETH MCGARRY? | JANE WILLIAMS® | GABRIEL WHITLINGUM® | ON BEHALF OF
THE ERITISH ACADEMY OF CHILDHOOD DISABILITY

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
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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

Notionol Nebrork of Pa
‘Our Strength Is Our Shored Expedence’

m National Network of Parent Carer Forums m

Paediatric Disability Data Project
HOME WHO WE ARE GET INVOLVED USEFUL INFORMATION NEWS CONTACT US Parent Carer and Family perspective

Iy
L
.
»

Paediatric Disability Data il " pa—
Project o



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 ¢ home/viewcontent?contentid=
301171&done=CONCreated NHS

Digital

SNOMED CT Case Study

“Each and every need of all disabled children must be
accurately identified and described using consistent

language if the best outcomes are to be achieved”
Dr Karen Hommidge

Summary

Dr Karen Horridge is a Consultant
Paediatrician (Disability) in Sunderland
and immediate past Chair of the British
Academy of Childhood Disability. In this
case study she explains how each and
every need for disabled children and their
families require accurate identification
and description, using a commaon
language. Making every need visible is the
first step towards these being addressed.

Background
There is vast variation in outcomes for
disabled children. There are no national data

about who or where disabled children are in // N A
the UK or what their multi-faceted needs are. [ 9 ‘” \I'I\'I
This is evidenced in the 2018 National ~ | )
Confidential Enquiry into Patient Outcome N &

and Death report: Each and Every Need.
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https://hscic.kahootz.com/connect.ti/t_c_home/viewcontent?contentid=301171&done=CONCreated

Other resources

RCPCH guide to SNOMED CT coding:
https://www.rcpch.ac.uk/resources/how-guide-clinicians-
interested-developing-snomed-ct-concepts

RCPCH SNOMED CT workshop 14 Nov 2018
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https://www.rcpch.ac.uk/resources/how-guide-clinicians-interested-developing-snomed-ct-concepts

Benefits of SNOMED CT coding

Chnicians decida which terms 1o use consistently |
o e ot T SRS Systams |
Ot i st il T i Viible |
Viskils i are more Nialy to barmat
Population data highlight variations
$
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