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Act on Axial SpA : 
A Gold Standard Time to Diagnosis

18 months into for Act on axial SpA - A Gold Standard Time to 
Diagnosis, the story so far and what’s next.
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Campaign fully
funded by UCB
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What is the Act on Axial SpA programme?
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Act on Axial SpA is our vehicle for delivering our Gold Standard ambitions.
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Act on Axial SpA – Programme Overview 
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Achieving a Gold Standard Time to Diagnosis – Improve time from 
symptom onset to diagnosis to a maximum of 12 months
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Creating a social movement and our theory of 
change
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• Act on axial SpA campaign is designed around:

1. A theory of change on how to create system-wide change 2. The patient journey from symptom onset to diagnosis
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Building the Burning Platform - APPG
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Creation of the 

APPG

APPG inquiry on 

axial SPA and NG65
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Building the Burning Platform – Gold Standard
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Creating the Gold Standard time to diagnosis and route map
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Building the Burning Platform – Research

7

Patient values research – 

diagnosis & treatment

A FOI of all UK trusts & 

Health Boards on 

internal direct referrals

Economic modelling on the 

full economic cost of delayed 

diagnosis
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Influencing the thinking and behaviour of the 
public, policy makers and health care professionals
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Making the case in Parliament
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Influencing the thinking and behaviour of the 
public, policy makers and health care professionals
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Embedding the Gold Standard in NHSE Best MSK pathway
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Influencing the thinking and behaviour of the 
public, policy makers and health care professionals
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Improving data collection on time to diagnosis



www.actonaxialspa.com

Influencing the thinking and behaviour of the 
public, policy makers and health care professionals
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Influencing best practice in axial SpA 

services

Presenting the Gold Standard to the wider 

rheumatology community
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Influencing the thinking and behaviour of the 
public, policy makers and health care professionals
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Our public awareness 

campaign activity

1.9
206

7,798

1,002,376

23,008 8,772

104,819
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Changing Care Processes
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A2E Cohort 1
Current Cohort 1 participant 

rheumatology department / hospital

A2E Cohort 2
Current Cohort 2 participant 

rheumatology department / hospital

A2E Cohort 3

Cohort 3 participant rheumatology 
department / hospital

Champions in 
Primary Care

Location of appointments for 
Champions in Primary Care 

programme

2 sites in cohort 2 
& 1 cohort 3

1 site in cohort 2 
& 1 cohort 3
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Reducing the delay to diagnosis - conclusion
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• We are building a social movement for change. 

• We are influencing the thinking and behaviour across 
rheumatology. 

• We are starting to see tangible changes in care processes. 

• We have more work to do to translate this into the 
achievement of a one year time to diagnosis.
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How to find out more
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• Go to www.actonaxialspa.com and read our first 
Act on Axial SpA campaign impact report.

http://www.actonaxialspa.com/
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