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What is the Act on Axial SpA programme? NASS

Act on Axial SpA is our vehicle for delivering our Gold Standard ambitions.
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Act on Axial SpA - Programme Overview NASS

Achieving a Gold Standard Time to Diagnosis — Improve time from
symptom onset to diagnosis to a maximum of 12 months

Act on Axial SpA :

A Gold Standard
Time to Diagnosis

Solution 1 - Public Solution 2 - Solution 3 - Solution 4 -
Awareness Primary Care Secondary Care Rheumatology
Campaign

Integrated Pilot - A single test of change

Years to diagnosis
NOT OK.

Policy and Campaigning (Endorsement Campaign & Health Economics)
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Creating a social movement and our theory of NASS
change

* 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

Our theory of change can
be summarised in the
following pyramid:

Follow the person, from symptom —
onset to diagnosis in rheumatology NASS

Change care
processes
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Influence the thinking and behaviour
of the public, policy makers and HCPs

Build the burning platform
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Building the Burning Platform - APPG NASS

gﬁ% All-Party Parliamentary Group for

. Axial Spondyloarthritis

Reducing the delay to diagnosis and improving services in axial SpA

Creation of the
APPG

APPG inquiry on
axial SPA and NG65
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Building the Burning Platform - Gold Standard NASS

Creating the Gold Standard time to diagnosis and route map
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Building the Burning Platform - Research

Economic modelling on the
full economic cost of delayed
diagnosis

han 2 LR

The economic cost of
delayed diagnosis of
axial spondyloarthritis

in the UK

www.actonaxialspa.com
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A FOI of all UK trusts &
Health Boards on
Internal direct referrals

NASS

Review of direct referrals
to rheumatology for

suspected axial SpA

November 2022

NASS

Patient values research —
diagnosis & treatment

NASS

What do patients value
and need in the
diagnosis, treatment
and care of axial
spondyloarthritis?

Headstrong Thinking Limated
September 2022
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UK Economy: Paying a high price
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Walting for an axial SpA
diagnosis costs
each person an
average of £187k

#FWaitingCosts
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Affects the young

with average age of
symptom onset of 26

One year

costs less...

A Gold Standard
time to diagnosis
would save the UK
economy

£167k
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Influencing the thinking and behaviour of the NASS
public, policy makers and health care professionals

All-Party Parliamentary Group for Making the case in Parliament

Reducing the delay to diagnosis and improving services in axial SpA

h parliamentlive.tv
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Influencing the thinking and behaviour of the NASS
public, policy makers and health care professionals

Embedding the Gold Standard in NHSE Best MSK pathway
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Influencing the thinking and behaviour of the NASS
public, policy makers and health care professionals

Improving data collection on time to diagnosis
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Influencing the thinking and behaviour of the NASS
public, policy makers and health care professionals

Influencing best practice in axial SpA Presenting the Gold Standard to the wider
services rheumatology community

Case study

The South West Axial

Spondyloarthritis Group (SWAG),
Dr Tom Williams, Great Westem

Case study

Sian Bamford, Advanced

practice physictherspist
& Professor Hasan Tahir,

Consultant rheumatologist,
Royal Free London NHS
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Influencing the thinking and behaviour of the NASS
public, policy makers and health care professionals

Our public awareness campaign in numbers
Our public awareness
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Changing Care Processes NASS

Champions in
Primary Care

Location of appointments for
Champions in Primary Care
programme

A2E Cohort 1

Current Cohort 1 participant
rheumatology department / hospital

A2E Cohort 2
Current Cohort 2 participant
rheumatology department / hospital

1 site in cohort 2

7Y & 1 cohort 3
o
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o
4
i’\, 2 sites in cohort 2 aGt on

& 1 cohort 3 .
Axial SpA

A2E Cohort 3

Cohort 3 participant rheumatology
department / hospital
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Reducing the delay to diagnosis - conclusion NASS

* 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.

Years to diagnosis is

* We have more work to do to translate this into the NOT OK.
achievement of a one year time to diagnosis.
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How to find out more

* Go to www.actonaxialspa.com and read our first
Act on Axial SpA campaign impact report.

The website is the largest resource in the world on axial SpA
diagnosis: providing information, support, research, best
practice, quality improvement tools, case studies

NASS
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Driving down
diagnostic delay
in axial SpA
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