National Axial
Spondyloarthritis Society

Our Story in 2023

Axial spondyloarthritis
is an inflammatory
disease of the spine
and joints.

If left untreated, it can
permanently fuse
bones together.
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Our impact in 2023 NASS

Axial SpA
works silently.
We don't.

A challenging external
operating environment

2023 was a very challenging year for NASS, for
healthcare charities, and for the sector overall.

The continued impact of Covid-19 on
rheumatology departments, the ongoing
workforce shortage in the NHS and the cost-of-
living crisis had a significant impact on our work.

Demand for our services remained
exceptionally high, while the income raised
through fundraising to deliver them reduced
considerably.

£1.3m S/

Events for people

Helped people living with axial SpA
access £1.3million in and healthcare
welfare benefits professionals
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Reducing diagnostic delay

Years 1o diagnosis is
NOT OI Time to act.

O

In June 2021 we launched our act on Axial

SpA campaign to implement a Gold

Standard Time to Diagnosis of one year.

In 2023 we continued to make the case
for change, raising public awareness,
engaging healthcare professionals and
seeing local reductions in time to
diagnosis.

Public Awareness

A reach of over 800,000 from our
social media content
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Healthcare professionals
3 key NASS pollcg publlcatlons released
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Nearly 25,000 visits to our symptom
checker

129 healthcare professmnals signed
up to the peer to peer network with




Improving healthcare quality 17 ¢
across the patient pathway NASS

N Axial SpA
Aspiring to o works silently.
Excellence We don't.

Driving improvements in axial SpA care

Aspiring to Excellence was established to ensure that every
patient gets the best care, every time.

Working with the NHS Transformation Unit, we partner with
rheumatology teams to catalyse improvements in their
departments and the wider NHS.

We welcomed four more rheumatology departments into the
programme.
We held a celebration day to reflect on progress from the first and
second cohorts and to share data from the teams from their
improvement work.

We continued to promote the existing podcast series and launched a
blog series asking teams to reflect on their experiences and learning.

We created a toolkit to support healthcare professionals in
applying values-based quality standards to their services.

We began work on establishing a Gold Standard in Treatment and
Care.

We continued to recruit rheumatology teams and patients in the
NASS time to diagnosis audit with 54 teams signed up and over S00
patients’ data submitted.
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Providing vital support to people N“"'Ass
living with axial SpA

Our helpline, guides and website Axial SpA

works silently.
We don't.

Help"ne The numbers contacting the NASS helpline reduced since the
unprecedented levels seen during COVID

0,000 80%o0 824 £1.5m

People living with We responded to We supported We helped
axial SpA 80070 of queries 324 people to people access
supported by our within one claim disability £1.3m of
helpline working day benefits welfare benefits

“Everything about [axial SpA] is a battle, it doesn't end here,
but the funds will help me put in place coping mechanisms
to allow me to stay in work full time and be a contributing
member of society. | wanted to express my thanks to you
and NASS, without your help I'm not sure it would have
been possible.”

Female, 41, North — joined as a result of assistance

“The supporting letter is perfect and so
accurately written. | can't tell you how
grateful | am for your support with this.”
Female, 47, North — joined as a result

“Massive thanks for all you help- itis
really appreciated! Your letter
definitely helped articulate my
condition and was very impactful”
Female, 40, N.Ireland - joined as a
result

“You've been such a support and it was
validating to have your letter to explain the
symptoms which are incredibly difficult to
describe when put on the spot by someone
on the phone.”
Male, 57, Scotland - non-member

Guides and website

anaging Living with
Spa my axial SpA  axial SpA fatigue
flares
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(| We sent guides to 122
enaging rheumatology and
physiotherapy departments,
GP practices, osteopath &
chiropractor clinics
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Regional online support sessions, Axif?l Sp_lﬂ\ '
C WOrKs slientiyy.
My AS, My Life and Your SpAce We dort

Regional online support sessions

12 26 450

We ran 12 online In partnership with 26 We reached nearly 3
sessions NHS rheumatology 450 people living X
departments with axial SpA . s S
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Your SpACG We launched Your SpAce, our online programme to
support people to manage their axial SpA and the
impact it has on their life.

12 297

We ran 12 online peer With 297 attendees
support meetups

e

MU AS, MU Life Live-streamed webinars with expert speakers

20 121,000 20,000

We ran 20 Views of our video library Visits to the
live webinars My AS, My Life webpages
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Raising axial SpA awareness N ASS

Raising the profile of axial SpA Axial SpA

TR works silently.
within government We dor't.

« The All Party Parliamentary Group (APPG) on axial
SpA met twice in 2023 on women and axial SpA
and the new healthcare structure in England

- We responded to a call for evidence for the Major
Conditions Strategy

- We met with the Secretary of State for Health and
Social Care representing the wider musculoskeletal AN VA e 24
community

« In Wales we continued to develop our relationship
with the Musculoskeletal (MSK) Clinical Leads B o
within the Welsh Government Axial SpA |

- We collaborated with the British Society for
Rheumatology (BSR) campaign on homecare
services and House of Lords inquiry 4 All-Party Parliamentary Group for

appg Axial Spondylo_arthrltls
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Reducing the delay to diagnesis and improving services in axial SpA

Raising public awareness through social media

588k 454k

Our Instagram The NASS
activity / posts Twitter (X) page
reached 588,800 had 453,568
people / profiles total reach
across our
tweets

Ly Low back pain
crushing
your life?
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Supporting a vibrant axial SpA

community NASS

“Without the helpline, information and support, | would have
been lost. Just £10 helps to maintain this support. | am so We don't.
grateful to the whole NASS team.” - Sarah, 2023

NASS Branches

Our extensive branch network offers regular
physiotherapist-led sessions across the UK. All our

branches are run by local volunteers and our thanks
go to them for their hard work. 2023 saw branches
make a strong return to pre-COVID activity.

o8 56

58 branches met face to 36 of these branches 10 branches operated
face for group were able to offer online, including our new
physiotherapy sessions hydrotherapy NASS online branch




Raising funds for NASS

NASS

Fundraising enables us to operate and provide axial spa

vital services to those living with axial SpA works silently.

We don't.

Thank you to everyone who supported us in 2023 by donating or fundraising. We didn't receive
public funding in 2023 and couldn't do our work without the generosity of our supporters.

e | 694 donors
J}l ;mf{ Tun
AR G X ! Despite the cost-of-living crisis, 246 people

ML /| NS AN (i@ A gave a one-off cash gift, 122 people gave a
i i L R Dt regular donation, 96 people donated in
o memory of someone, and 230 people -
e = including 14 branches - donated to the Winter
Appeal

I'm so grateful for the N ss
support NASS has given me Wedorit,
over the years. They are a
wonderful organsation and
provide vital support and
advice to people living with
axial SpA.

i
Gillian Eames, NASS Member

£421.294

We were successful in securing funds from
pharmaceutical companies for ringfenced
work

Fundraising ratio £1: £7.10

-
“Axial SpA can be genetic, N ss
and my children could well

inherit this condition from me. Wedont.

If that is the case, | don't want
them to have to go through
the same experience that|

did.

That’s why | have left a gift in

my Will to NASS."

Danny McFarlane
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Ground Floor

Unit 6

Cambridge Court

210 Shepherds Bush Road
London

W6 7NJ

Call: 0208 7411515

Email: admin@nass.co.uk
Websites: www.nass.co.uk
www.actonaxialspa.com

X (formerly Twitter): @NASSexercise or @NASSchiefexec
Facebook: @NationalAxialSpondyloarthritisSociety
Instagram: @NASS__exercise

NASS is a registered charity in England and Wales (1183175) and Scotland
(8C049746)



