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Background and context

• Contacts
– NEIAA project patient panel
– National Axial Spondyloarthritis Society (Axial 

AsA)
– Versus Arthritis
– National Rheumatoid Arthritis Society

• Questionnaire
• Focus Group



What we asked about

• Main concerns
• Greatest benefits
• Areas for 

improvement
• Resources



Main areas of concern

• Appointment flexibility
• Access to urgent care
• Access to advice line
• Variable and inconsistent care
• Female consultant availability
• Psychological interventions
• Not being able to work
• Rheumatoid Arthritis Distress (RADS) 

https://www.rheumatologyadvisor.com/home/topics/rheumatoid-arthritis/novel-tool-identifies-disease-specific-distress-in-patients-with-rheumatoid-arthritis/


Greatest benefit

• Quick referrals
• Consistent care
• Access to MDT within the community
• Being treated with respect and kindness
• Medication
• Voluntary work
• Peer support
• Transparency



Areas for improvement

• Improved tools for primary care
• The reluctance to prescribe drugs
• Work ability as a measure of treatment
• Staffing in rheumatology
• More transparency
• More psychological support
• Ongoing monitoring – PIFU
• More consistent care including specialist clinics 



Addressing diagnostic delay in axial SpA



A programme to achieve a Gold Standard time 
to diagnosis of one year, following the patient 
from symptom onset to diagnosis in 
rheumatology
Actonaxialspa.com



Quality Standards for axial SpA



NICEQS 170
• Statement 1: Adults with suspected axial or peripheral 

spondyloarthritis are referred to a rheumatologist.
• Statement 2: Adults with suspected axial spondyloarthritis 

and an x-ray that does not show sacroiliitis have an MRI, 
using an inflammatory back pain protocol.

• Statement 3: Adults with axial spondyloarthritis are referred 
to a specialist physiotherapist for a structured exercise 
programme.

• Statement 4: Adults with spondyloarthritis are given 
information about their condition, which healthcare 
professionals will be involved with their care, and how and 
when to get in touch with them



Resources

• Information is really 
useful 

• Helps to understand 
if you’re getting the 
right treatment

• Help patients to be 
advocates

• Empowers patients 
in their own 
treatment 



Improvements 

• Not a generally 
recognised condition 
– more awareness

• not widely 
disseminated

• more collaborative 
working with 
charities

• more accessible
• For the newly 

diagnosed



Conclusions

• Early diagnosis – patients being listened to
• Patient centred care
• Mental health support 
• Ongoing monitoring
• Self management - education
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