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Executive summary: 
 

Vasculitis is typically very treatable, but often has a complex clinical presentation and variable disease course 

that makes managing this condition challenging in routine healthcare settings.  Due to the unpredictable 

nature of vasculitis and myriad complications, vasculitis patients use substantial inpatient and outpatient 

resources, while transformative drugs are typically financially expensive.  For many individuals, living with 

vasculitis is an ongoing, life-changing challenge that significantly affects their day-day experiences.  Northern 

Ireland does not currently have a ‘vasculitis’ specialist consultant or healthcare team, and there are no 

statistics available for incidence, prevalence, or patient outcome data for vasculitis in Northern Ireland. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Highlights from healthcare professionals’ perspective: 

▪ Vasculitis patients in NI receive sufficient healthcare 

▪ Treating vasculitis uses significant health and social care resources with external referrals and accessing 

new therapies requiring additional research and administrative work. 

▪ Improved communication between healthcare professionals would improve patient outcomes and 

minimise duplication of effort across medical specialties 

▪ Evolving medications have significant financial implications. 

▪ Lack of time and resources is the most frequently stated barrier to fully reviewing information, 

participating in research, joining collaborative networks etc.  

▪ While the majority are in favour of a local NI vasculitis network to help share best practice and provide 
expert advice, lack of time and resources are clearly highlighted as barriers to participating in such a 
network. 

▪ Dedicated vasculitis clinics would need specialist support  
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Highlights from patients’ perspective: 

▪ While there are notable exceptions, most respondents with vasculitis do not receive adequate healthcare 

▪ Improved signposting and easier access to specialist services and treatment options is required 

▪ Clear, consistent, readily accessible patient care pathways / models of care are required 

▪ Improved education and training is essential for healthcare professionals  

▪ Earlier diagnosis is a priority 

▪ Safer, more cost-effective healthcare is a priority – better access to specialist care and treatment options. 

▪ Clearer communication between healthcare professionals and patients is required to reduce duplication 

/ contradiction of advice from healthcare professionals. 

▪ Patients should be listened to more – patients may be experts in their condition; an effective doctor-

patient partnership would lead to improved outcomes and patient experiences.  

▪ Improved access to opportunities to participate in research would be welcomed - including research to 

facilitate diagnosis, help manage flares, and join clinical trials. 

 

Interim recommendations: 

▪ Anonymised prevalence data with associated cancer, mortality, and prescribing data should be generated 

for vasculitis to inform development of related health and social care policy.   

▪ Anonymised extra contractual referral requests and responses in the last five years should be reviewed 

for access to specialist vasculitis care 

▪ The creation of a vasculitis network for NI would help disseminate best practice care guidelines, share 

information on relevant clinical trials and resources, maximise education, training and research 

opportunities, and provide a mechanism for interprofessional collaboration and quality improvement. 

▪ Improved communication is essential – consideration should be given to a clearly communicated care 

model for vasculitis in NI. 

▪ Consideration should be given to facilitate patients in NI contributing to local and / or international 

vasculitis registries, bioresources and clinical trials. 

▪ Consideration should be given to improving infrastructure to support vasculitis care in NI and wider afield. 

▪ Collaborative research should be supported.  Further responses to the ongoing surveys would maximise 

representative views and provide more support for future needs. 
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Vasculitis is important and requires collaborative working: 
 

Vasculitis is essentially an inflammation of blood vessels that leads to serious problems with multiple organ 
systems and may be life-threatening.  For example, the survival rates for ANCA associated vasculitis in a 
European study of 535 patients were statistically worse than for breast cancer1, with 25% deaths recorded 
due to multiple causes – primarily due to infection in the first year (48%) followed by cardiovascular disease 
(26%) and malignancy (22%) as major causes of death in subsequent years2.  Improved long-term survival has 
been reported more recently due to improved care and new therapies3,4.  There are at least 25 different types 
of systemic vasculitis that are rare and pose significant challenges for healthcare professionals to recognise, 
diagnose and treat; there is no diagnostic test or clinical care guidelines for the majority of individual vasculitis 
conditions.   
 
Vasculitis has a complex clinical presentation that necessitates a comprehensive review of history and physical 
examination, often alongside multiple laboratory tests including biochemical measurements and 
histopathology, to enable accurate diagnosis5,6.   Vasculitis is typically very treatable, but the complex 
presentation and variable disease course makes it challenging to manage for patients and healthcare 
professionals.  The optimal management of vasculitis requires multidisciplinary input and is increasingly 
complex to deliver with existing resources.  A route map for vasculitis1 (produced by Vasculitis UK as part of a 
project funded by the Department of Health in conjunction with Genetic Alliance UK) states, “A multi-
disciplinary approach is essential….cases should not be treated by clinicians who do not have adequate 
knowledge and experience of vasculitis, its diagnosis and management unless they also have support and 
guidance from a doctor in an acknowledged centre of expertise who is familiar with dealing effectively with 
vasculitis in its diverse forms”.  There is a UK Delphi study ongoing by the Vasculitis rare-renal disease group 
and the British Society of Rheumatology that aims to develop updated vasculitis guidelines for specific care 
components, including prevention of comorbidities.  

There are multiple vasculitis clinical-academic-charity partnerships internationally.  In America, the Vasculitis 
Clinical Research Consortium is a founding member of the NIH supported Rare Diseases Clinical Research 
Network.  They are an integrated team of academic researchers, clinical researchers, patient support 
organisations and associated resources dedicated to conducting clinical research in different forms of 
vasculitis – these include observational cohort studies, biomarkers studies, studies using their patient registry 
and clinical data repository with associated biospecimen repository, pilot projects, and multi-centre, 
randomised clinical trials.  Across Europe, the European Vasculitis Society is a multi-centre collaboration.  The 
UK and Ireland Vasculitis Rare Disease Group (UKIVAS) was developed as a collaboration between patients, 
clinicians, and scientists as a registry of vasculitis patients across the UK and Ireland.  UKIVAS aim to develop 
a registry of demographic, treatment and outcome data for patients with Vasculitis in the UK and Ireland (the 
UKIVAS Registry, 3,741 recruitees to March 2019), develop guidelines for the management of patients with 
vasculitis, develop high quality patient and clinician information and link with interested patient groups, 
research collaborations and industry.  The UKIVAS initiative has led to the development of a UK Vasculitis 
RareRenal disease group, with similar aims.  To address the major unmet need for Vasculitis in the Republic of 
Ireland (RoI) the “VINE”: Vasculitis Irish Network, was established and registered as an expert centre with 
Orphanet, with a particular focus on primary systematic small vessel vasculitis (PSV)7.  PSV is a group of rare 
disorders with a prevalence of ~2/10,000 adults – diagnosis is challenging so that approximately one third of 
patients progress to end stage renal disease and multi-organ dysfunction – early intervention enables 
appropriate therapy that substantially improves outcomes with reduced morbidity and mortality.  The VINE 
network is comprised of six dedicated multidisciplinary centres in RoI that provide a coordinated care pathway 
from diagnosis to long term management, facilitate access to clinical trials for patients with PSV, and support 
translational vasculitis research through the Irish Vasculitis Registry and Biobank 
(https://www.tcd.ie/medicine/thkc/research/rare.php) which seeks to enrol all 900 patients in Ireland with 
PSV.  

https://www.vasculitis.org.uk/wp-content/uploads/2019/07/Vasculitis-UK-RouteMap.pdf
https://rarerenal.org/rare-disease-groups/vasculitis-rdg/
https://www.rheumatology.org.uk/
https://www.rarediseasesnetwork.org/cms/vcrc
https://www.rarediseasesnetwork.org/cms/vcrc
http://www.vasculitis.org/
https://ukivas.ndorms.ox.ac.uk/
https://rarerenal.org/rare-disease-groups/vasculitis-rdg/
https://rarerenal.org/rare-disease-groups/vasculitis-rdg/
https://www.orpha.net/consor/cgi-bin/Clinics_Networks.php?lng=EN&data_id=113187
https://www.orpha.net/consor/cgi-bin/index.php?lng=EN
https://www.tcd.ie/medicine/thkc/research/rare.php
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In Northern Ireland, there is currently no ‘Vasculitis’ specialist consultant or healthcare team.  The Southern 
Health & Social Care Trust, Department of Nephrology and Rheumatology is affiliated with VINE for clinicians 
Dr Neal Morgan, Dr John Harty, and Dr Nicola Maiden.  Among the 27 sites across the UK and Ireland, 
participating centres in Northern Ireland, according to the UKIVAS website, include the South Eastern Health 
and Social Care Trust, Southern Health and Social Care Trust, Western Health and Social Care Trust, and the 
Northern Health and Social Care Trust.  Registries for vasculitis are improving clinical research, patient care 
strategies, and planning of health and social care services.  Increasingly, patients with vasculitis are 
participating in clinical trials, which requires initial identification of appropriate patients for recruitment, 
alongside long-term data and sample collection for participants; there are >11,000 vasculitis patients recorded 
in dedicated European registries8.  According to the 2019 Vasculitis annual report there are 19 Vasculitis 
patients from the Ulster hospital, four from Daisy Hill hospital, one from Altnagelvin hospital, and one from 
Antrim hospital recruited to their Vasculitis biobank and registry.  There is no current national measure of 
incidence, prevalence, or patient outcomes for vasculitis in Northern Ireland. 

 

Timeline for vasculitis developments in Northern Ireland: 
 

On 1st February 2013 the Belfast Telegraph reported on the death of a teenager (Kerry-Lee McCloskey) with 

vasculitis due to a ‘condition so rare, medics powerless to save her’.  This poignant report9 kickstarted 

evaluations of clinical services for vasculitis within NI.  Based on results presented from a clinician-focused 

survey by Dr David Edgar at the Vasculitis Ireland annual conference in 2014, the majority of clinicians surveyed 

were in favour of further learning in vasculitis, but raised concerns over insufficient time to attend specialist 

courses.  In May 2014, the first NI vasculitis conference was held, including a presentation by Dr Caroline 

Harper and a feedback session on existing vasculitis care in NI; this resulted in consideration being given for a 

dedicated vasculitis clinic as a two-year pilot program, primarily envisaged in 2016 as a virtual advice service 

for healthcare professionals.  In 2017, initial meetings were held to consider a vasculitis focused Project Echo 

NI (Extension for Community Healthcare Outcomes Northern Ireland) with input from UK and RoI clinical 

experts.  By 2018 there was no vasculitis Project Echo, nor dedicated vasculitis clinics, nor available statistics 

on incidence, prevalence, or patient outcomes for people living with vasculitis in Northern Ireland.  

Extrapolating from Scottish data, there are ~800 individuals expected to be living in NI with vasculitis.  Patients 

reported delays in receiving appointments and / or accessing relevant tests and treatments significantly 

reducing their biopsychosocial health.  This resulted in a collaborative strategy initiated in 2018 to evaluate 

existing resources, needs, experiences and outcomes for patients and healthcare professionals (Figure 1).   

https://www.tcd.ie/medicine/thkc/vasculitis/
https://ukivas.ndorms.ox.ac.uk/centres
https://rarerenal.org/wp-content/uploads/2019/04/Vasculitis-RDG-Annual-Report.pdf
https://www.pressreader.com/uk/belfast-telegraph/20130201/281857230916676
https://echonorthernireland.co.uk/
https://echonorthernireland.co.uk/
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Figure 1.  Timeline highlighting important events and progress 

 

Co-production in healthcare research: the vasculitis approach 
 

For rare diseases such as vasculitis, collaborative working throughout clinical research projects is essential to 
identify needs and improve patient outcomes10.  In the absence of a validated survey, a customised survey 
was developed to provide individuals living with vasculitis a chance to express their opinion on the treatment 
they receive and the effect it has on living every day with this condition. This survey was designed by an 
iterative process with informed input from patients, patient charities, healthcare practitioners, policy makers, 
and academic researchers (Appendix 1).  This project was externally peer reviewed and has ethical approval 
granted by the Queen’s University Belfast School of Medicine, Dentistry and Biomedical Sciences ethics 
committee (Ref 18/50).  The aim of this survey was to gather evidence based on patient experiences that may 
improve awareness of the various vasculitis diseases, to gather evidence to help reduce the time taken for a 
diagnosis, and to move towards more efficient, effective management of vasculitis in NI. A range of questions 
were included to evaluate patient experiences of vasculitis care across NI.  Respondents did not have to answer 
each question and the survey was available in multiple formats to maximise accessibility for potential 
respondents.  The survey was promoted via Twitter, FaceBook, online, at relevant clinics, and at the Vasculitis 
Ireland annual conference.  A complementary survey was developed in parallel to explore the perceptions of 
healthcare professionals in NI for vasculitis treatment, information, and care. This survey was promoted widely 
by Vasculitis Ireland, including direct letters to consultants known to treat patients with vasculitis in NI.  
Multidisciplinary input was involved from initiation of this patient-initiated research through design, 
implementation, analysis and reporting of results (Figure 2). 
 

 

https://twitter.com/
https://www.facebook.com/
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Figure 2.  Partnership working for design and evaluation of this research project 

 

Interim results: healthcare professional focused survey 
 

These interim results1 were generated for presentation at the Vasculitis Ireland conference.  Please note these 

results reflect healthcare professional perceptions, which may not reflect facts.  Objective data from electronic 

or paper-based records are required to support / refute these perceptions.   

 

The majority of respondents identified as nephrologists with only six responses returned to date so limited 

information can be derived.  The majority of respondents perceive that individuals diagnosed with vasculitis 

in NI receive sufficient healthcare.  Respondents agreed that:   

▪ Treating vasculitis uses significant health and social care resources.   

▪ Large workloads and lack of identified need were reported as barriers to patient’s accessing external 

referrals, accessing new therapies, and participating in clinical trials due to the additional research and 

administrative work required. 

 
1 Associated slides presented at the Vasculitis Ireland annual conference 2019 are available here: DOI 10.17605/OSF.IO/TCSVN 
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https://osf.io/t9dsb/
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▪ Slow / poor / disconnected communication between healthcare professionals may compromise patient 
outcomes 

▪ There is duplication of effort across medical specialties. 
▪ Formal / informal networking links with colleagues are sporadic 
▪ Improved signposting / access to specialist services and treatment options would improve patient 

outcomes 
▪ Evolving medications / new therapies have significant financial implications. 
▪ Lack of time and resources is the most frequently stated barrier to fully reviewing information, 

participating in research, joining collaborative networks etc.  
▪ While the majority are in favour of a local NI vasculitis network to help share best practice and provide 

expert advice, lack of time and resources are clearly highlighted as barriers to participating in such a 
network. 

▪ Dedicated vasculitis clinics would need specialist support  
 

Interim results: patient focused survey 
 

These interim results2 were generated for presentation at the Vasculitis Ireland conference.  Please note these 

results reflect patient perceptions, which may not reflect facts.  Objective data from electronic or paper-based 

records are required to support / refute these perceptions.   

 

Personal demographics of respondents  

 
There were 47 respondents, with 24 individuals completing the survey in full.  The majority of respondents 

were female (>85%) over the age of 35 years, with representation across all five healthcare trusts (Figure 3).  

Of note, there is an age difference in individuals responding who were registered in healthcare Trusts; younger 

individuals were mostly registered with the South Eastern and Southern Trusts, while older individuals were 

primarily registered with the Belfast Health and Social Care Trust.  More than 95% of respondents self-reported 

with British or Irish ethnicity.  From a drop-down list, respondents selected being diagnosed with 14 types of 

vasculitis. 

   

  

 
2 Associated slides presented at the Vasculitis Ireland annual conference 2019 are available here: DOI 10.17605/OSF.IO/TCSVN 

https://osf.io/t9dsb/
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Figure 3.  Demographics of respondents for the patient-focused survey 

 

 

Accessing healthcare services 
 

Respondents were all receiving ongoing healthcare with range of time from initial diagnosis from this year to 

more than forty years ago (Figure 4).  Diagnosis was perceived as a major challenge with the majority of 

patients having more than five healthcare appointments prior to diagnosis and approximately one-third of 

individuals receiving more than 20 healthcare appointments prior to diagnosis.  There was no consistent first 

symptom described and no consistent trigger associated with flares, although stress was noted by multiple 

individuals.  Respondents described appointments are often being much later than expected (1/3rd said they 

received timely appointments), with 1/3rd of patients not feeling listened to at appointments.  General 

practitioners were the most frequent point of contact for help with vasculitis issues (66.7%), followed by 

hospital consultants; complications described include GPs often do not understand their condition, GPs 

struggle to seek support from specialists, and it may take weeks to get seen by a GP. Sixty percent of 

respondents described having an opportunity to make suggestions regarding specialist treatment. 

 

Figure 4.  Illustrative summaries around diagnosis 
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Individuals with vasculitis reported seeing 1-9 consultants currently, stating that there was a serious lack of 

communication between consultants.  Many respondents highlighted issues with the lack of coordination of 

care resulting in healthcare professionals contradicting each other’s treatment recommendations for patients.  

A range of specialities were attended by respondents across all healthcare trusts (Figures 5 & 6). 

 

Figure 5.  Range of specialties attended by respondents associated with their vasculitis 

 

Figure 6.  Range of specialties attended in the last three years for vasculitis grouped by Trust.  ‘Other’ 

includes respondents attending services outside NI including GB, RoI and private clinics. 

There was a difference evident in the consultations attended between males and females, with females 

attending proportionally more rheumatology, ophthalmology and immunology than respiratory clinics (Figure 

7).  Respondents described a range of health issues (Figure 8) with fatigue described by everyone and fatigue 

also top-ranked as the most debilitating health issue associated with vasculitis (Figure 9). 
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Figure 7.  Range of specialties attended in the last three years for vasculitis grouped by self-identified 

gender. 

 

  

 

 

 

 

 

 

 

Figure 8.  Range of health issues summarised by patients with vasculitis – 100% noted fatigue 

 

 

 

 

 

 

 

 

 

 

Figure 9.  Ranked health issues 

based on those with the largest 

impact on respondents – fatigue 

was top-ranked. 
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Accessing highly specialist treatments 

 

Respondents were taking a range of medications (Figure 10), with 4/5 individuals feeling well informed about 

these medications and their associated side effects.  Approximately 26% of individuals had experience trying 

to access new drugs – the majority (66.7%) were accessed quickly and without problems. 

 

Figure 10.  Range of medication reported as currently taken by respondents 

 

More than 30% respondents sought (or healthcare professionals sought on behalf of respondents) a referral 

to a clinic outside of NI for specialist vasculitis care.  While 1/3rd of referrals were made and quickly actioned, 

more than half were refused. 

 

General themes 

 

This is not a comprehensive interpretation due to the interim nature of this report, but several themes were 

consistently identified including the following:  . 

▪ More coordinated care and a clear care pathway / model of care with distinct communication is 

required - attending multiple consultants within and / or across Trusts often results in a lack of 

coordinated care and multiple conflicting messages to patients 

▪ Patients should be listened to more – patients may be experts in their condition; an effective doctor-

patient partnership would lead to improved outcomes and patient experiences. 

▪ Improved education and training is essential for healthcare professionals – it is very frustrating to wait 

a long time for an appointment and travel a long distance to meet a doctor who does not know about 

vasculitis and associated features. 

▪ Easier access to specialist services is essential – vasculitis specialists, medications, and relevant 

support services. 

▪ Need for more vasulitis research, particularly around diagnosis (the priority) and understanding more 

about causes, exacerbating symptoms, and treatments.  

 

Several strong patient voices (Figure 11) illustrate a range of views from respondents. 
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Figure 11.  Selection of strong patient voices highlighting key perceptions 

 

Interim recommendations: 

 

▪ Service needs and planning are impossible to identify definitely without more accurate numbers of 

individuals living with vasculitis in Northern Ireland.  Initially anonymised prevalence data with associated 

cancer, mortality, and prescribing data should be generated for vasculitis using the honest broker service 

for health and social care to inform development of related health and social care policy.  This may be 

conducted as a funded research project or a health services development request.  Further information 

can be retrieved from emed (renal) and consultant-held databases or spreadsheets of patients with 

vasculitis within individual clinical care teams. 

▪ To help provide context to patient perceptions, anonymised extra contractual referral requests and 

responses in the last five years should be reviewed for access to specialist vasculitis care.   

▪ The creation of a vasculitis network for NI would help disseminate best practice care guidelines, share 

information on relevant clinical trials and resources, maximise education, training and research 

opportunities, and provide a mechanism for interprofessional collaboration and quality improvement. 

▪ Improved communication is essential – consideration should be given to a clearly communicated model 

of care for vasculitis in NI. 

▪ Consideration should be given to facilitate patients in NI contributing to local and / or international 

vasculitis registries, bioresources and clinical trials. 

▪ Consideration should be given to improving infrastructure to support vasculitis care in NI and wider afield. 

▪ Collaborative research should be supported (Figure 12).  Further responses to the ongoing surveys would 

maximise representative views and provide more support for future needs. 

  

http://www.hscbusiness.hscni.net/services/2454.htm
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Figure 12.  Collaborative proposal for vasculitis research and clinical treatment in Northern Ireland 
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Appendix 1: Organisations participating in this project 
 

▪ Vasculitis Ireland Awareness is a registered charity that offers support and information to patients and 

family members where needed.  Charity number NIC 105731; HMRC Number XT34911; Registered on 

Orphanet; Member of Vasculitis.EU 

 

▪ Northern Ireland Rare Disease Partnership is a registered charity whose vision is that no-one is 

disadvantaged because of the rarity of their condition.  They connect individuals living and working with 

rare diseases to advocate, innovate, raise awareness and educate for rare disease progress. 

 

▪ POLYMYALGIA RHEUMATICA & GIANT CELL ARTERITIS UK (PMRGCAUK) are a registered charity set up to 
meet the needs of people with these debilitating conditions, their friends, family and helping 
professionals.  Registered Charity: No 1128723 Company Limited by Guarantee, Registered in England & 
Wales: No 6763889 
 

▪ Behçet’s UK (formerly Behçet's Syndrome Society) has been established as a charity for over 35 years 

(Registered Charity No. 326679) and represents Behçet's patients and their carers in the UK. 

 

▪ HSCNI is the primary organisation for health and social care services in Northern Ireland. 

 

▪ Patient and Client Council in Northern Ireland listen and act on people’s views, encourage people to get 

involved, help people make a complains, promote advice and information around the health service. 

 

▪ The Public Health Agency (PHA) was established in April 2009 as part of the reforms to Health and Social 

Care (HSC) in Northern Ireland. They are the major regional organisation for health protection and health 

and social wellbeing improvement. 

 

▪ The Centre for Public Health at Queen’s University Belfast is an active research unit committed to 

identifying risk factors important for the health of the individual and of the population, and to developing 

screening and interventions to reduce the burden of chronic diseases in the future.  Thus, advancing the 

health of the public at a regional, national and international level, by increasing knowledge and influencing 

clinical and public health practice and policy.  

 

 

 

  

http://vasculitis-ia.org/
https://www.nirdp.org.uk/
http://www.pmrgca.co.uk/
https://behcets.org.uk/
http://online.hscni.net/
https://patientclientcouncil.hscni.net/
https://www.publichealth.hscni.net/
https://www.qub.ac.uk/research-centres/CentreforPublicHealth/
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Appendix 2: Twitter advert 
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Appendix 3: Survey flyer 
                                                    

 
 
 
 
 
 

NORTHERN IRELAND 
VASCULITIS CARE SURVEY 2019 

 

A survey designed by Patients, for Patients, with, 
 Researchers, Clinicians and Charities 

 

Tell us about your experience so that we can use this evidence to: 
 

Raise awareness of the various types of Vasculitis,  
 

Reduce the time to diagnosis  
 

Move to more efficient, effective management of your condition in your area 
 

https://www.smartsurvey.co.uk/s/Vasculitis_Care_2019/ 
 

The survey is available in other formats (large print, hard copy, verbal delivery, and different colour 

contrasts). Please contact raredisease@qub.ac.uk if you wish to access these, or if you have any questions 

you wished to be answered. 

 

PMRGCAUK                                          

                                        

                                                        

 

 

  

https://www.smartsurvey.co.uk/s/Vasculitis_Care_2019/
mailto:raredisease@qub.ac.uk
http://www.pmrgca.co.uk/
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Appendix 4: Vasculitis care survey – questions for patients and carers 

Note, please double click the first image to open the survey in .pdf format.  

Final_toprint_vasculiti

s_care survey_AJ_040919.pdf 
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Appendix 5: Vasculitis survey – questions for healthcare professionals 

Note, please double click the first image to open the survey in .pdf format.  

Final_toprint_vasculiti

s_HCPs_survey_AJ_040919 (1).pdf 
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