
Key finding

Improving care delivery and outcomes for people with rare autoimmune rheumatic conditions 
 
Why does this matter?  
Timely access to care is critical for people with rare 
autoimmune conditions such as vasculitis. However, 
accessing care can be challenging and there are no evidence-
based standards to guide what services should be in place. 
 
What did we do? 
 
 
 
How did we do it? 
In this mixed method study, we carried out interviews, surveys 
and case studies to identify the key service parts 
(components) that enable good care. 
  
 
 
   

 
 
 
 
 
 
 

 
We then analysed national data on hospital admissions and 
deaths, alongside available survey data, to look at whether 
some service components were associated with improved 
outcomes. 
 

What were our key findings? 
Rapid access to expertise, nurse-led components of 
care and specialist vasculitis MDT meetings were 
associated with fewer infections and hospital admissions.  
 
 
 
 
 
 
 
 
 
 
 
 
We explored why key service components are associated 
with improved outcomes. This included the ability to 
overcome jurisdictional boundaries and tensions 
between specialties, and to provide continuity of care. 
However, access to key service components varied. 
 

We have identified key parts of health 
care services that improve care 
experiences and health outcomes for 
people with vasculitis
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 Continuity of care
 Timely response to illness
 Support for shared decision making

What do patients and clinicians value? What are the components of service?

Key components of service that facilitate good care

What does that look and feel like?

What is the impact of our findings?
Addresses key priorities and themes of the UK Rare Diseases Framework
Evidence to inform clinical service standards and guidelines and  support service change for rare autoimmune conditions

“Being in the loop”
“Combining and 
connecting care” Feeling safe

Integrated care delivery
Cohorted clinics
Nurse led clinics

Integrating local/regional &national 
vasculitis care

Timely access to services
Wait time for suspected vasculitis 

<1 week from referral
Vasculitis specialist nurse

Nurse advice line

Access to expertise
Vasculitis MDT meetings

Out-of-hours and 
unscheduled care

We identified key service 
components underpinning 

good care  

We explored the link between
 key service components and
 individual health outcomes

We examined barriers and 
facilitators to implementing 

service components in practice

59 responses from 51 Trusts 
and Health Boards across 
UK and Ireland

67 interviews with range of 
healthcare professionals looking 
after people with vasculitis

32 interviews with people
across the UK with 
systemic vasculitis

Vasculitis provider surveyCase studiesPatient experience of care

82%

Waiting time for new 
patients < 1 week

77%

Cohorted clinics for 
vasculitis patients

62%

Access to vasculitis 
MDT meeting

52%

Vasculitis specialist 
nurse

48%

Nurse advice line

36%

Nurse led clinic
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Why does this matter? 

Timely access to care is critical for people with rare autoimmune conditions such as vasculitis. However, accessing care can be challenging and there are no evidence-based standards to guide what services should be in place.



What did we do?







How did we do it?

In this mixed method study, we carried out interviews, surveys and case studies to identify the key service parts (components) that enable good care.

 





  

















We then analysed national data on hospital admissions and deaths, alongside available survey data, to look at whether some service components were associated with improved outcomes.



What were our key findings?

Rapid access to expertise, nurse-led components of care and specialist vasculitis MDT meetings were associated with fewer infections and hospital admissions. 

























We explored why key service components are associated with improved outcomes. This included the ability to overcome jurisdictional boundaries and tensions between specialties, and to provide continuity of care. However, access to key service components varied.
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