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About NASS

• Only registered charity dedicated to AS

• Formed 1976

• 6 members staff

• 4,000+ members 

• 95 branches 



Supporting people 
affected by AS



www.nass.co.uk

• 250k+ sessions in past 12 months

• Mobile optimised Easter 2016

News

Research

Campaigning



AS one
• New initiative for young people with AS

• Website currently being developed

• Focus on transitional stage of life (18 – 35)

• A place to exchange experiences and ideas – use of social media

• Launch early 2017

• 2017 – activity weekends, formal launch party, raising awareness



Social media

@NASSexercise (3,000+)

@NASSchiefexec (3,200+)

Facebook (11,000)

NASS Forum (2,000)



Publications
Guidebook

Anti TNF Guide

Managing your AS at Work

Managing AS Flares

Factsheets (Driving, Fatigue, Uveitis)

AS News 

Benefits guides

My plan for life with...’



Helpline

• 5,000+ contacts a year

• Medication, benefits (supporting letters), 
diagnosis, exercise

• 020 8741 1515 – Mon–Fri – 0900–1200

• Supported by Medical Advisory 
Board



Exercise guides

Exercising safely in a gym with AS
Part 1 available as pdf, app and book

Part 2 just released – Gym balls & free weights

Fight Back DVD ideal for more advanced AS



Back to Action Part 2

Gym Balls & Free Weights
40 new exercises

Free copies sent to 400 physiotherapy departments

Free copy to every NASS branch

App being updated – videos & voiceovers for every 
exercise



NASS Branches

• 95 branches across UK

• Meet for supervised physiotherapy sessions

• Most meet in hospital gyms 
and hydro pools

• ‘NASS Near You’ webpage

• Always developing new branches



Members’ Day

• Once a year at weekend
• Different location every year
• Presentations from HCPs, practical sessions, chance to 

meet others
• 2017 will be focussed on managing flares



Giving patients a voice



Giving patients a 
voice

• Important role of NASS is to give people living with AS a 
voice

• Listen to patients informally via social media, NASS 
Helpline, Members’ Day

• Listen more formally through surveys



State of the Nation 
2016

2000 respondents

56% Male

44% Female

30% Under 44

48% 45-64

22% 65+

From across UK



Nomenclature



Severity of disease



Are patients reaching 
secondary care?

↑70% in 2010 and 78% in 2013
BUT recent study from University of Aberdeen indicates just one third of 
patients under care of rheumatologist 
SO is there a NASS effect?



Satisfaction with 
rheumatologist

Satisfaction rating with rheumatologist of 4.02 out of 5 (4.09 
in 2013)



Access to help 
during a flare 

• Satisfaction with help and advice from rheumatology department during 
a flare 3.51 out of possible 5
• 20% not very or not at all satisfied



Management Plan

Worked with other organisations to develop My Plan for Life



Information

77% feel they have received all or most of the information they need from 
their rheumatology team 



Access to 
physiotherapy

46% have seen a physiotherapist in the past 12 months
↑ from 39% in 2013
Only 27% of those seeing a physio were aware they could self refer 
during a flare



Exercise levels



Barriers to exercise



Improving awareness 
and understanding



Delay to diagnosis remains at 8.5 years

• Over past 5 years reached more than 25,000 GPs

• Now working with RCGP on two eLearning modules
– Diagnosing axial spondyloarthritis

– Managing axial spondyloarthritis

• Hope to launch at end 2016

• Have potential to reach 50,000 HCPs



Back Pain Plus

Awareness campaign aimed at
Ophthalmologists

Dermatologists

Gastroenterologists

• 40%  with acute anterior uveitis have 
spondyloarthritis

• 9% of people with AS have psoriasis

• 7% of people with AS have inflammatory 
bowel disease 



Back Pain Plus

Phase 1 complete

• Mailing to nearly 4,000 consultants & 
SpRs with engagement: 

Dermatologists – 10.58%

Ophthalmologists – 19.55%, 
Gastroenterologists – 15.61%

Future

• Journal advertisements

• Speakers & stands at relevant 
professional conferences

• NASS organised educational events



Research Fund

Launched January 2015

6 projects funded

• Diet (Aberdeen)

• Fatigue (Warwick)

• Mindfulness (Swansea)

• Physiotherapy course (Cardiff)

• Quality of Life Experiences of Bangladeshi patients 
(London)

• Lower Back Pain & Psoriasis (Stoke on Trent)

3 Educational bursaries awarded relating to physiotherapy



AS Clinic Near You

Patients want to choose a rheumatologist 
with an interest in AS

• 2017

• Area on website similar to NASS Near You

• Approach all Rheumatology Departments for 
information

• Would you like built in feedback?



Patients’ Choice 
Awards

Recognising great care



Thank you

@NASSchiefexec


