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Challenge Il — repurposing clinical data without duplication
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Approaches to integrated data collection

Inward central data feed

Data input into
ocal systems

Data pulled into
central repository

Local user familiarity
Limited by quality of local data / systems
Individual interfacing requirements
Not easily amenable to updates

'Inverted' data feed

Direct user input to
central repository

Data pushed to
local systems

Control over dataset quality
Rapidly scalable and adaptable
User training
Local unit engagement



Outcome Registry, Intervention and Operation Network (ORION)
a national platform for integrating clinical data collection for multiple uses
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Desktop and tablet interface
No local software requirement
Two-factor authentication
Patient-facing interface

Data validation
Controlled modular access
Single common dataset

PDF, CSV, graph output



Frontline
services

case
ascertainment

data
availability

Monitoring and
research

ORION project portfolio

Referral management
e  Emergency calls
*  Subspecialty portals

Service provision

Trauma rehabilitation prescription
*  Network referral system

*  Ward tasklist

Integrated care

*  DAMSEL (neuro-oncology)

* IRMA (integrated rehabilitation)
. MND-CARE

Prospective national registries

*  Vestibular schwannoma registry

*  CSF shunt registry

*  Childrens Epilepsy Surgery Service National Database
. DBS registry

Studies and audits
. Melatools-Q
. National EVD audit



British Skullbase Society

Society of British Neurological Surgeons
Childrens Epilepsy Surgery Service National Board
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Reconciling data protection and analysis
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Utilising identifiable data for analysis - UKSR data flow

Hospital
staff
Data submission /
Identifier Identifier Access for direct
encryption decryption care
Secure storage
Aggregate data extraction
with NHS number decryption
only
ONS mortality data linkage Secondary
via NHS number analysis

Aggregate analysis of
combined dataset




Tracking progress through the rehabilitation pathway
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Existing functionality

Proposed functionality

ORION
data capture

NRS

IRMA

Phase of
Rehabilitation

Acute care (10)

Major Trauma Centre

Rapid Access Acute
Rehabilitation (40)
Major Trauma Centre

Patient and Slow-stream
Carer Support €— Rehabilitation (60) [€—
(110) District Hospital
Community
Home / €— Rehabilitation (70) (€~
Inpatient Home

* Data capture and patient flow
* Interfacing and data sharing
*  Reporting, benchmarking and service evaluation



Identifying patients with traumatic injury
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Establishing a baseline for measuring rehabilitation progress

Within 48 hours of
admission

At least every 2
weeks

Within 1 week of
discharge

Ongoing Initial

Discharge

Admission
e-|ISS 8-15 e-ISS 216
Trauma

Injury assessment
RCS-ET
TARN minimum dataset

Injury assessment
Rehabilitation planning
RCS-ET

Complex Trauma
Injury assessment
RCS-ET

TARN minimum dataset

Rehabilitation planning
Rehabilitation goals
RCS-ET

Injury assessment
Pre-injury history
Supporting information
Rehabilitation planning
Rehabilitation goals
RCS-ET

NPDS
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Establishing a baseline for measuring rehabilitation progress
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Number of patients

Average score %
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IRMA - feasibility study results

Acute inpatient rehab Slow-stream rehab Outpatient clinic Community service

Total number of patients recruited by clinical setting

i M Baseline
i M Follow-up

Cognition Self Autonomy Social Emotions Physical
relationships problems

Average QOLIBRI domain scores at inpatient baseline and clinic / community follow-up



Tracking progress through the rehabilitation pathway
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* Data capture and patient flow
* Interfacing and data sharing
*  Reporting, benchmarking and service evaluation






