
most common being; rheumatoid arthritis (48%), lupus (20%),
Sjogren’s syndrome (19%), fibromyalgia (15%) and vasculitis (8%).
More than half (57%) were told to shield, whilst 10% decided to shield
of their own accord. Compared with before the pandemic, 57% felt it
was difficult/very difficult to contact their rheumatologist. Regarding
treatment, 15% reported difficulty obtaining their usual medication.
Less than half (45%) of patients continued medication as previously
and had no problem accessing it, although 21% said their usual drug
monitoring had been discontinued. Overall, 3% stopped their treat-
ment of their own accord. In all, 26% said their appointments in
rheumatology clinics had been cancelled and they did not know when
they would be seen again (4% reported no change in their outpatient
follow-up). Prior to the pandemic, 13% of patients had received a
telephone consultation, however, since the pandemic 60% had
received one. Just 19% felt it was easy to be honest with their
clinician via telephone. Only 33% were satisfied with the current level
of care, 43% reported their rheumatology care was worse than pre-
pandemic and 38% of patients felt they needed to see their
rheumatologist but could not get an appointment. Over half (57%) of
patients expressed worries about their future care. If offered an
appointment in the next few months 66% said they would prefer it be
face-to-face.
Conclusion
To our knowledge, this study is the largest survey of patient
experiences of the COVID-19 pandemic under rheumatological care
anywhere in the world. We found more than half of patients were told
to shield and one-in-ten decided to shield without being directly told to
do so. Less than half of patients maintained relatively good access to
their usual medication without necessary monitoring in many cases. In
particular, patients express high levels of concern about their future
care. These high levels of disruption indicate the importance of
maintaining routine rheumatology services during the ongoing
pandemic.
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Background/Aims
COVID-19 has created numerous challenges for people globally. In the
UK, few studies have reported poorer outcomes for certain ethnic
populations. UK government introduced shielding guidance to protect
the most vulnerable patients and this was in force for a number of
months. However, shielding guidance was initially released only in
English, which resulted in further disenfranchisement of the Black,
Asian and Minority Ethnic community (BAME). We undertook an audit
to understand experiences of shielding particularly in rheumatological
BAME patients in multi-ethnic communities in 3 centres -
Wolverhampton, Leicester and Oxford.
Methods
This study was approved in all three sites as an audit. Patients
contacting rheumatology helpline or having routine consultations were
included. Each centre aimed to recruit at least 20 patients. A
questionnaire was developed to capture important data on shielding.
The study was conducted between May and June 2020 during the
peak of the first wave of Covid 19.
Results
We recruited 79 patients into this audit, of these 54 were of BAME and
25 of Caucasian ethnicity with 17 males and 62 females. Rheumatoid
Arthritis (RA) was the commonest diagnosis in 49 of these patients
(62%) and these patients were older (median ages 56 vs. 46 years,
p¼0.14). BSR risk scoring algorithm was used to determine need for
shielding (BSR score of 3 or more) - 38 patients fell into this category.

The remaining patients had scored lower and had the option of
shielding or enhanced social distancing. Of the 13 Caucasian patients
who should have been shielding, 11 were (85%). Of the 25 BAME
patients who should have been shielding: 17 were, and 8 were not
(68%, p¼ 0.26; 65% looking at South Asian patients alone).
Understanding of reasons for shielding was clear for 21 out of 25
Caucasian patients (84%). In contrast, 33 of 54 patients from BAME
backgrounds (61%) were clear on this (p¼0.10). Within
Wolverhampton and Leicester, the numbers are starker with 20 out
of 37 (54%) being clear on this. Very few Caucasian patients made
changes to their existing medications with 84% carrying on their
medications as they were before the onset of COVID 19. However, of
54 BAME patients, 14 patients had stopped medications - either by
themselves or as per advice of health professionals (74%, p¼0.16).
There was a significant difference between centres in patients
stopping medications with patients from Leicester much more likely
(p<0.001).
Conclusion
Despite the small numbers, the data clearly suggest that BAME
patients were less likely to understand the reasons for shielding, to
follow shielding advice, and more likely to change their medications,
thereby risking a flare. Addressing culturally competent educational
needs and health equality for BAME rheumatology patients continues
to remain a challenge.
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Background/Aims
To quantify the risk of death among people with vasculitis during the
UK 2020 COVID-19 epidemic compared with baseline risk, risk during
annual influenza seasons and risk of death in the general population
during COVID-19.
Methods
We performed a cohort study using data from the National Congenital
Anomaly and Rare Disease Registration Service (NCARDRS) under
their legal permissions (CAG 10-02(d)/2015). Coded diagnoses for
vasculitis (ANCA-associated vasculitis, Takayasu arteritis, Behçet’s
disease, and giant cell arteritis) were identified from Hospital Episode
Statistics from 2003 onwards. Previous coding validation work
demonstrated a positive predictive value >85%. The main outcome
measure was age-standardised mortality rates (ASMRs) for all-cause
death. ONS published data were used for general population mortality
rates.
Results
We identified 55,110 people with vasculitis (median age 74.9 (IQR
64.1-82.7) years, 68.0% female) alive 01 March 2020. During March-
April 2020, 892 (1.6%) died of any cause. The crude mortality rate was
9773.0 (95% CI 9152.3-10,435.9) per 100,000 person-years. The
ASMR was 2567.5 per 100,000 person-years, compared to 1361.1
(1353.6-1368.7) in the general population (see table).
The ASMR in March-April 2020 was 1.4 times higher than the mean
ASMR for March-April 2015-2019 (1965.6). The increase in deaths
during March-April 2020 occurred at a younger age than in the general
population.
We went on to investige the effect of previous influenza seasons. The
2014/15 season saw the greatest excess all-cause mortality nationally
in recent years, and there were 624 deaths in 38,888 people (6472.5
person-years) with vasculitis in our data (crude mortality rate 9640.8
(8913.3-10427.7); The ASMR was 2657.6, which was marginally higher
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