
1Harris RJ, et al. BMJ Open Gastro 2020;7:e000541. doi:10.1136/bmjgast-2020-000541

Life in lockdown: experiences of 
patients with IBD during COVID-19

Richard James Harris    ,1 Louise Downey,1 Trevor R Smith,1 
J R Fraser Cummings    ,1,2 Richard Felwick,1 Markus Gwiggner1

To cite: Harris RJ, Downey L, 
Smith TR, et al. Life in 
lockdown: experiences of 
patients with IBD during 
COVID-19. BMJ Open Gastro 
2020;7:e000541. doi:10.1136/
bmjgast-2020-000541

 ► Additional material is 
published online only. To view 
please visit the journal online 
(http:// dx. doi. org/ 10. 1136/ 
bmjgast- 2020- 000541).

Received 14 September 2020
Revised 25 October 2020
Accepted 26 October 2020

1Department of 
Gastroenterology, University 
Hospital Southampton NHS 
Foundation Trust, Southampton, 
UK
2Faculty of Medicine, University 
Hospital Southampton, 
Southampton, UK

Correspondence to
Dr Richard James Harris;  
 richard. harris@ cantab. net

Inflammatory bowel disease

© Author(s) (or their 
employer(s)) 2020. Re- use 
permitted under CC BY- NC. No 
commercial re- use. See rights 
and permissions. Published 
by BMJ.

ABSTRACT
Objective COVID-19 has disrupted the normal way of 
life in the UK, but for some patients with inflammatory 
bowel disease (IBD), the impact of this unprecedented 
global emergency was far greater. We aimed to assess 
the experience of patients with IBD during the COVID-19 
lockdown.
Design We designed a survey focused on the impact of 
COVID-19 on IBD healthcare, social and psychological 
well- being and quality of life. To capture those most 
likely to be affected we targeted survey invitations at our 
British Society of Gastroenterology (BSG) defined high and 
moderate- risk IBD population. Access to the survey was 
also available via our trust’s social media pages.
Results 685 responses were received. 76% of 
respondents categorised themselves in BSG defined 
moderate or high- risk groups, requiring stringent social 
distancing or shielding. 87% did not change their IBD 
medication, with most reported changes initiated by the 
IBD team. 39% were worried about their IBD care, but 
most services were largely uninterrupted. 90% received 
‘at- risk’ notification often from multiple sources, but 17% 
not until May. The majority reported a negative impact of 
COVID-19 on their quality of life and significantly increased 
perceived stress. Patients expressed a strong wish of 
having future care delivered remotely.
Conclusion COVID-19 has had a significant negative 
impact on psychological well- being of patients with 
IBD. Local IBD services must have a robust data set of 
vulnerable patients and be designated future responsibility 
for prompt communication of advice to avoid delayed 
and sometimes conflicting information. Remote patient 
management systems should be further developed and 
embedded in clinical practice.

INTRODUCTION
SARS- CoV-2 has been identified as the caus-
ative pathogen in the ongoing global corona-
virus (COVID-19) pandemic which started in 
Wuhan, China in December 2019.1 2 Due to 
rising infection numbers the British govern-
ment introduced the concept of shielding 
on 22 March 2020 and announced measures 
to protect clinically vulnerable patients, 
including those on immunosuppressants.3 
More specific guidance for the inflamma-
tory bowel disease (IBD) population was 
published the same day by a British Society 
of Gastroenterology (BSG) working group 

and publicised through the national Crohn’s 
and Colitis UK (CCUK) charity.4 Patients 
were asked to follow strict social distancing or 
shielding if in moderate or high- risk groups, 
respectively. This risk stratification relied on 
extrapolated data and expert opinion due to 
a lack of available clinical evidence of the risks 
of COVID-19 infection in patients with IBD 
at that time. IBD- specific factors including 
active disease, combined immunosuppres-
sion and corticosteroid therapy together with 
other comorbidities such as age, high BMI, 
diabetes, hypertension, cardiac and respira-
tory disease have been identified as potential 
risk factors for a poor outcome in COVID-19 
infection.4 There, however, remains a lack of 
robust data on the impact of COVID-19 infec-
tion on patients with IBD and in particular 
those who are immunosuppressed. Ongoing 

Summary box

What is already known about this subject?
 ► COVID-19 had a significant impact on inflammato-
ry bowel disease (IBD) services, but effects on care 
and well- being as perceived by patients with IBD 
are unknown.

What are the new findings?
 ► While many patients were concerned about the 
effect of COVID-19 on their IBD care, few reported 
services being affected; the effect of COVID-19 on 
psychological well- being, however, was profound.

 ► Information regarding social distancing and shield-
ing was often delayed, received from multiple 
sources and sometimes conflicting.

 ► There is a preference for future care to be delivered 
remotely, even during IBD flares.

How might it impact on clinical practice in the 
foreseeable future?

 ► It is essential for IBD services to hold accurate and 
accessible databases of their patient population 
and have timely methods of contacting them when 
required.

 ► Systems for remote patient management should be 
further developed and embedded in clinical services 
to facilitate remote patient care and monitoring.
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studies, including the Surveillance Epidemiology of 
Coronavirus Under Research Exclusion (SECURE- IBD) 
and Physician Responses to Disease Flares and Patient 
Adaptation in Relation to Events in Inflammatory Bowel 
Disease During COVID-19 Pandemic (PREPARE- IBD).

PHYSICIAN RESPONSES TO DISEASE FLARES AND PATIENT 
ADAPTATION IN RELATION TO EVENTS IN INFLAMMATORY 
BOWEL DISEASE DURING COVID-19 PANDEMIC (PREPARE 
IBD)
Patients with IBD were left in an uncertain position and 
had to quickly adapt to a rapidly changing environment 
in relation to their illness and medication. The economic 
and social disruption of the COVID-19 pandemic severely 
impacted lives of many patients with IBD with added 
uncertainty regarding healthcare delivery, employment, 
education and housing with an unknown effect on their 
psychological well- being and quality of life. The aim of 
this study was to understand the experience of lockdown, 
social distancing and shielding of patients with IBD at 
University Hospital Southampton (UHS) to help the IBD 
team deliver better care in the event of a second wave.

METHODS
We conducted an online single point in time survey 
collecting anonymised data including demographic 
details, IBD medication, COVID-19 risk factors and 
symptoms as well as the psychological and socioeco-
nomic impact of the COVID-19 lockdown period. The 
survey was distributed electronically to all patients with 
IBD registered on our online patient portal My Medical 
Record, by post to all patients with IBD who received 
‘at- risk’ letters from UHS and also via the UHS social 
media pages. Patients who were non- IT users were able 
to complete paper copies of the survey. In- patients under 
the IBD team or patients attending for biological infu-
sions or outpatient appointments were also asked to 
complete the survey. Approximately 2700 patients with 
IBD were contacted. It was not mandatory to complete 
all survey questions and percentages were calculated 
from the number of responses to each individual ques-
tion. Self- rated, subjective level of stress was assessed 
using a visual 10 point analogue score, adapted from the 
subjective units of distress scale.5 Statistical analysis was 
performed using R V.4.0.

RESULTS
Demographics
A total of 685 patients responded to the survey with 98% 
of responses received online through our in- house survey 
tool ‘gather’ and only 2% via a paper survey. A total of 443 
had a diagnosis of Crohn’s disease, 211 ulcerative colitis 
and 31 IBD- undifferentiated. 57.5% of respondents were 
female. Age distribution, disease duration and ethnicity 
were representative for our local IBD population with 
predominantly white British patients with IBD with only 

3.0% from ethnic minorities. The most common comor-
bidity was anxiety or depression, self- reported by 14.9% 
of patients. Other commonly reported comorbidities 
included hypertension (12.8%), diabetes (3.6%), cardiac 
disease (3.1%) and morbid obesity with body mass index 
>40 (2.2%). See table 1 for demographics and online 
supplemental table 1 for full demographic breakdown 
and comorbidity list.

IBD medication prior to March 2020 and the start of 
lockdown was recorded. 71.5% (490/685) were either 
on immunomodulators or biological medication. 26.3% 
(180/685) were on immunomodulator monotherapy, 
28.5% (195/685) biological/small molecule mono-
therapy and 16.8% (115/685) on dual immunosup-
pression. Steroid use was limited in our population with 
6.0% (41/685) receiving either oral prednisolone or 
budesonide.

IBD management during COVID-19
During the lockdown period, 87.0% (596/685) of 
patients reported their medication had remained 
unchanged. For those stopping medication, the majority 
of these decisions were taken on the advice of the IBD 
team (77/104 medication changes). Oral steroids were 
the most commonly discontinued medications with 41% 
(12/29) stopping prednisolone and 50% (6/12) stop-
ping budesonide. Immunomodulators were stopped in 
11.2% (33/294) with 12/33 patients choosing to stop 
themselves. Biological treatments were continued in 90% 
(279/310) of patients; 15/31 switched agents, 13 were 
stopped by the IBD team and 3 patients chose to discon-
tinue their biological medication themselves.

New medication was started in 6.2% (43/685) of 
patients during the lockdown period. With the excep-
tion of oral prednisolone and mesalazine, the majority of 
these decisions were via the IBD team. Oral prednisolone 
was started in 9/48 patients with 4 of these prescriptions 
originating in primary care and with 1/9 patients self- 
medicating. Three patients started oral budesonide all 
initiated by the IBD team. Mesalazine was started in 6/48 
patients and immunomodulators in 4/48. Including 
the 15 patients who switched agents, there were 22 new 
biological prescriptions. Ustekinumab was the most 
common biologic started accounting for 50% (11/22) of 
the new biologics.

A total of 323/685 patients reported contacting the 
IBD team during the COVID-19 period for one or more 
reasons. A total of 110/323 reported requiring infor-
mation about COVID-19. A total of 132/323 had medi-
cation queries, 110 contacted to discuss symptoms of a 
flare, 57 investigations and 48 results. 45.4% of contacts 
were made via the IBD telephone helpline, 34.9% via 
our online My Medical Record patient portal, 16.0% via 
secretaries and 3.7% either via their general practitioner 
(GP) or in writing. 43.9% (301/685) of patients reported 
actively trying to avoid coming to hospital.

Thirty- seven per cent (251/685) reported having 
a flare of IBD symptoms between March and August 
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2020. In addition to the 110 contacting the IBD help-
line, 121 reported self- managing their symptoms without 
contacting either their GP or the IBD helpline. Twelve 
contacted their GP only, 15 contacted both the IBD team 
and their GP and 8 patients presented to the emergency 
department.

Patients were asked which aspects of their care had been 
affected by the pandemic. As expected, there was less clin-
ical activity but overall this affected only small numbers 
of patients. Most affected were outpatient clinics, which 
were cancelled for 19% (n=127) and delayed for 16% 
(n=107). This mainly affected IBD registrar and IBD 
nurse clinics due to the redeployment of staff. Blood tests 
were the second most frequently affected hospital service 
with 22.4% (143) reporting delay or cancellation. Few 
patients reported disruption with other secondary care 
services including endoscopy. Home delivery of biologics 
and the biologics infusion service continued almost 
uninterrupted. The picture in primary care was similar 
with appointments, followed by blood monitoring most 
affected (table 2). Patients made the decision to delay 
blood test monitoring in over half of cases, while other 
appointments were delayed by the service provider.

Comorbidity and shielding
From the data entered on comorbidities, age and medi-
cation we identified 115/685 low- risk, 473/685 medium- 
risk and 97/685 high- risk patients. When asked whether 
they considered themselves in an at- risk category, 655 
responded with 76.3% (500/655) placing themselves in 
an at- risk category. This included 51 patients who on the 
data provided were not assigned to be at risk, however, 
there may have been additional factors not captured to 
explain this. 23.7% (155/655) considered themselves not 
to be at risk, including 88/155 who we calculated to be at 
moderate risk and 9/155 who we calculated to be at high 
risk as per the BSG risk grid.

Following the introduction of measures to protect 
vulnerable patients 89.9% (616/685) indicated that they 
received notification they were in an at- risk group. All 
97 patients we calculated to be in the highest risk group 
received notification and 93.0% (440/473) calculated to 
be in the moderate risk group. The majority of patients 
received these notifications by letter (601/616) with a 
smaller proportion (242/616) receiving a text message 
and a few by phone (97/616) or email (52/616). There 
was, however, a delay in patients receiving notification 
with only 36.3% (224/616) being notified in March. 
45.7% (282/616) received their notification in April, 
but 17.3% (107/616) did not receive theirs until May or 
June, some 2–3 months after shielding started.

Most patients received more than one at risk notification 
with 88.9% (548/616) receiving at least 2% and 43.3% 
(267/616) at least four but in some cases up to eight noti-
fications. Notifications were received from a variety of 
sources including the government (61.5%, 379/616) or 
local IBD team (73.4%, 452/616) or GP surgery (28.2%, 
174/616). The majority (81.1%, 500/616) reported the 

Table 1 Demographics of survey respondents

N (%)

n 685

Gender

  Female 394 (57.5)

  Gender neutral 2 (0.3)

  Male 288 (42.0)

Age

  16–24 years 52 (7.6)

  25–34 years 104 (15.2)

  35–44 years 154 (22.5)

  45–54 years 139 (20.3)

  55–64 years 118 (17.2)

  65–74 years 76 (11.1)

  75+ years 42 (6.1)

Ethnicity

  White 656 (95.8)

  Asian or Asian British 123 (1.9)

  Black or Black British 1 (0.1)

  Mixed 5 (0.7)

  Other 2 (0.3)

  Prefer not to say 8 (1.2)

Diagnosis

  Crohn’s disease 443 (64.7)

  Ulcerative colitis 211 (30.8)

  IBDU 31 (4.5)

Time since IBD diagnosis

  0–2 years 61 (8.9)

  3–5 years 137 (20.0)

  6–10 years 156 (22.8)

  11–20 years 195 (28.5)

  21+ years 134 (19.6)

Pre- COVID-19 medication

  Topical mesalazine 21 (3.1)

  Topical steroids 6 (0.9)

  Oral mesalazine 146 (21.3)

  Oral budesonide 12 (1.8)

  Oral prednisolone 29 (4.2)

  Sulfasalazine 8 (1.2)

  Immunomodulator 294 (43.1)

  Anti- TNF 192 (28.0)

  Ustekinumab 64 (9.3)

  Vedolizumab 50 (7.3)

  Tofacitinib 5 (0.7)

Significant comorbidity 245 (35.8)

IBD, inflammatory bowel disease; IBDU, inflammatory bowel 
disease undifferentiated; TNF, tumour necrosis factor.
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information they received on shielding was clear and 
easy to follow, but 6.7% (41/616) report they found the 
information unclear. If further information was needed 
this was obtained from a variety of sources with govern-
ment websites, CCUK and mainstream media being the 
most commonly accessed sources. The most helpful addi-
tional information was found via the local IBD team, or 
the CCUK or government websites with 75.1% and 79.2% 
and 69.0%, respectively, reporting they found the infor-
mation from these sources useful. Mainstream media, 
social media and internet chat forums were reported as 
less helpful with only 34.4%, 24.2% and 30.7% respect-
fully reporting these as useful (see online supplemental 
figure 1).

A total of 629 respondents answered a question about 
barriers to enhanced social distancing or shielding. 17.2% 
(108/629) reported they were not required to shield and 
61.7% (388/629) reported no barriers to shielding or 
enhanced social distancing and 3.5% (22/629) reported 
that they chose not to follow the advice given. The 
remaining 17.6% (111/629) patients reported one or 
more barriers. Forty- one listed their housing situation, 66 
listed dependents and 24 listed financial reasons.

Patient-reported COVID-19 symptoms
9.6% (66) reported symptoms commonly associated with 
COVID-19 infection such as fever, persistent cough and 
loss of sense of smell. A further 5.4% (37) reported symp-
toms in members of their household. Of those with symp-
toms; 3 tested positive for COVID-19, 17 tested negative, 
41 were unable to get a test and 4 reported not wanting 
to be tested. Three patients were admitted to hospital 
with symptoms relating to COVID-19. Most patients with 
COVID-19 symptoms continued their IBD medication, 
with only five patients stopping temporarily and one 
permanently.

Psychosocial impact
Our patient population with IBD reported a very nega-
tive or negative impact of the pandemic on their quality 
of life in 10.2% (70/685) and 42.8% (293/685), respec-
tively. This is in stark contrast with only 4.0% (28/685) 

and 12.3% (84/685) citing a very positive or positive 
influence on their quality of life with the rest of the popu-
lation describing a neutral impact. Patients aged over 55 
years were more likely to report a positive impact on their 
life (OR 2.3, 95% CI 1.5 to 3.5, p 0.0002) (see table 3 for 
reported impact on specific areas).

Mean stress score prelockdown was 4.0 (median 3), 
increasing significantly to 5.5 (median 6) during lock-
down (p=2.2e-16, paired Wilcoxon). There was no signif-
icant change post easing of lockdown (mean 5.5, p=0.33, 
median 5), but a significant increase was seen when asking 
about concern for a rising infections or ‘second wave’ 
(mean 7.1, p=2.2e-16, median 8) (see figure 1). A self- 
reported history of anxiety or depression was correlated 
with a greater stress score prelockdown (p=0.0005, Fish-
er’s exact test), during lockdown (p=0.0005), at the 
time of survey (p=0.002) and concern for second wave 
(p=0.008).

Socioeconomic impact
Pre- COVID-19 employment rates were 57.2% (392/685) 
with a further 8.9% (61/685) self- employed, 18.4% 
(126/685) retired, 7.4% (51/685) unable to work due 
to disability and 2.7% (20/685) unemployed. 14 (2.9%) 
patients were in full time education. During lockdown 
68.0% (466/685) reported their income was unaffected 
and 16.5% (113/685) were part of the furlough (85) or 
self employment support (28) schemes. 8.2% (56/685) 
reported reduced or no income following lockdown and 
2.2% (15/685) reported having to rely on friends and 
family. Of those in employment who were not furloughed 
15.1% (59/392) continued to work as usual, 6.4% (25) 
worked with workplace alterations, 40.6% (159) worked 
from home and 12.5% (49) reported being unable to 
work.

At the time of the survey postlockdown, 13 reported 
new unemployment, 2 had retired and 5 newly reported 
being unable to work due to illness or disability.

Future care
The COVID-19 pandemic has accelerated changes to 
how healthcare is delivered; with rapid introduction of 

Table 2 Patients reporting affected services

N (%) Cancelled Delayed Not affected Not applicable

Endoscopy 33 (5.2) 33 (5.2) 142 (22.5) 422 (67.0)

GP appointments 27 (6.7) 41 (10.2) 160 (39.9) 173 (43.1)

GP blood tests 16 (3.9) 75 (18.3) 179 (43.7) 140 (34.1)

GP prescriptions 5 (1.2) 37 (9.1) 275 (67.7) 89 (21.9)

Homecare delivery 3 (0.5) 6 (1.0) 240 (38.4) 376 (60.2)

Hospital appointments 125 (18.7) 106 (15.8) 279 (41.6) 160 (23.9)

Hospital blood tests 28 (4.4) 114 (18.0) 330 (52.1) 161 (25.4)

Hospital investigations 18 (2.9) 30 (4.8) 165 (26.2) 417 (66.2)

Infusion 4 (0.6) 18 (2.9) 252 (40.1) 355 (56.4)

GP, general practitioner.
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telephone, video and online consultations. Patients were 
asked to select acceptable methods of follow- up during 
times of remission or during a flare. During a flare, 
acceptable follow- up methods were selected as follows; 
65.8% (451/685) face- to- face consultation with an IBD 
physician or specialist nurse, 43.9% (301) telephone, 
41.6% (285) video consultation and 29.1% (199) remote 
web or app- based follow- up. Preferences were reversed 
during remission with telephone follow- up being the most 
acceptable (67.3%, 461) and face to face being the least 
acceptable (36.6%, 251) (see figure 2). Excluding face- 
to- face appointments, patients over the age of 55 years 
showed a preference for telephone follow- up. Compared 
with younger patients those aged over 55 were less likely 
to report acceptability of app or video follow- up while 
either in remission (OR 0.28, 95% CI 0.20 to 0.39, p=2.2e-
13) or flare (OR 0.38, 95% CI 0.27 to 0.53, p=1.0e-8).

Patient comments
We invited all participants of the IBD COVID-19 lockdown 
survey to leave comments at the end of the survey with 
200/685 patients taking this opportunity. Manual and 
computational natural language processing both catego-
rised 58 comments to have a positive theme, all thanking 
the IBD team for their care during the pandemic. 64 
comments were classified as having a negative theme, 
with the remainder neutral. The most common nega-
tive themes were; delays in receiving ‘at- risk’ notification 
(28/62); concern regarding communication between 
patient, GP, IBD team and other specialists, particularly 
in assigning risk (24/62) and concerns that the pandemic 
had negatively affected their IBD care (12/62) (see 
figure 3 for word clouds showing the most commonly 
used terms).

DISCUSSION
In our IBD survey cohort, 72% were receiving biological/
small molecule and/or immunomodulatory medications. 
This corresponds to our patients with IBD who were 
identified as vulnerable to COVID-19 infection via our 
electronic health record. This population was advised to 
follow stringent social distancing or shielding and there-
fore was targeted with our survey.

In line with BSG guidance, there were few changes in 
IBD medication. This is despite significant patient anxiety 
caused by the COVID-19 pandemic and caution from 
physicians due to a lack of data. Most mediation changes 
were initiated by our IBD team with only a few medica-
tions stopped or started by patients or their GP. Most 
commonly stopped medication were systemic steroids, 
followed by immunomodulators, which is supported by 
the emerging evidence from the SECURE- IBD database 
pointing towards poorer COVID-19 outcomes with these 
medications.6 Primary care involvement in IBD flare 
management was low at 5% but resulted in 44% (4/9) 
of all oral prednisolone prescriptions. GPs have a limited 
range of treatment options compared with IBD teams 
and it is unclear why these patients were not directed to 
the IBD team for investigation and management.

Of the three surveyed patients with IBD testing positive for 
COVID-19, only one was following stringent social distancing, 
with none in a high- risk group. With less than 0.5% of 
patients contracting PCR- proven COVID-19 infection, strin-
gent social distancing and shielding clearly was beneficial 
in this IBD population surveyed, with lower infection rates 

Figure 2 Acceptability of different modalities of future 
appointments depending on patient condition. IBD, 
inflammatory bowel disease.

Table 3 Patient- reported impact of COVID-19 and subsequent restrictions

Impact on
N (%) Negative

Neither positive nor 
negative impact Positive Not answered

Anxiety 370 (53.6) 244 (35.4) 60 (8.7) 11 (1.6)

Mood 353 (51.2) 255 (37.0) 68 (9.9) 9 (1.3)

Relationships 210 (30.4) 348 (50.4) 110 (15.9) 17 (2.5)

Sleep 320 (46.4) 294 (42.6) 61 (8.8) 10 (1.4)

Figure 1 Stress score change over time.
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compared with the national average in England of about 
6%.7

In our survey population, we saw increasing levels of stress 
during the lockdown period, persisting despite easing of 
restrictions and even increasing when faced with the possi-
bility of a second wave of COVID-19. However, the effects 
of a lockdown and quarantine on mental health should 
not be underestimated. In the H1N1 pandemic 30% of 
isolated adults experienced post traumatic stress disorder.8 
Key factors contributing to this include fear of infection for 
themselves or others, lack of basic supplies, misinformation 
and the length of quarantine.9 10 The lockdown period in 
the UK lasted for 105 days, with adverse psychological effects 
of quarantine being reported after just 10 days.11 Our data 
are supported by a recent UK cross- sectional study of mental 
health during the pandemic which has reported significant 
levels of anxiety and depression in 24% of participants. When 
patients in the government defined vulnerable groups were 
evaluated, higher health anxiety levels and general anxiety 
levels were reported compared with the general popula-
tion.12 This highlights the need for psychological support for 
vulnerable and shielding patients.

Ten per cent did not get their vulnerable notification from 
any source, while approximately one in five patients received 
notification late in May or June. A total of 135/180 patients 
on immunomodulator monotherapy received government 
letters informing them they must shield. For 102/135 with no 
additional risk factors, this information was incorrect as the 
BSG advised stringent social distancing only. The problem 
of delayed and mixed messaging was echoed by patients 
leaving negative free text comments who described height-
ened medical and work related uncertainty and anxiety. One 
of the lessons learnt from the COVID-19 pandemic is that it 
is paramount to have an up to date database of IBD patients 
to rapidly and completely distribute relevant information to 
patients in a timely fashion.

Overall, a quarter of our respondents reported that they 
could not or did not shield. Nationally the adherence to 
shielding is unreported. An insight may be drawn from a 
study of lockdown adherence, with recent open access data 
from a national survey suggesting that 25% of the general 
UK population broke lockdown restrictions at least once.13 
The reasons for non- adherence are complex and multifac-
torial. The likelihood of adherence is related to an individ-
ual’s personal circumstances and their perception of risk.14 
Despite government initiatives, 17.5% of our patients were 

unable to shield due to their housing, dependents or finan-
cial situation. In case of future similar events, efforts should 
be made to support this minority.

In the current climate, accelerated by the COVID-19 
pandemic, there is a drive to move services to remote contact.15 
This is in line with our patients wishes, with our survey popu-
lation expressing a strong preference for remote outpatient 
contact or monitoring. Only 18.5% and 9.9% listed face- to- 
face appointments as their only acceptable follow- up option 
at times of flare or remission, respectively. The remainder 
of the population were willing to have follow- up via one or 
more remote methods, including patient- initiated contact. 
Whether these preferences will persist once the risk from 
COVID-19 has abated is unknown.

This study has limitations. The cohort demographics are 
not representative of the whole UK IBD population are 
so patients’ views may differ in other areas. There is also a 
gender bias in the cohort with more female respondents 
which may indicate a non- responder bias. We deliberately 
targeted written invitations to participate at patients who 
we assessed to be at- risk either by medication exposure, age 
or comorbidities; the views expressed may be different in a 
population with less severe disease or fewer comorbidities. 
Finally, this survey was a conducted at a single point in time, 
there is, therefore, likely to be recall bias when asking about 
events and perceived stress at prior time points.

The COVID-19 pandemic has disrupted the normal way 
of life in the UK, but for some of our patients with IBD the 
impact of this unprecedented global emergency was far 
greater. This survey shows that the shielding strategy was 
widely accepted and effective in reducing COVID-19- related 
infections in vulnerable populations. However, in the event 
of a second wave and further lockdown measures, there are 
clear areas for improvement. First, availability of a robust data 
set of vulnerable patients with IBD is key, but according to 
the recent IBD- benchmarking exercise comprehensive use 
of electronic clinical management systems by IBD centres is 
yet to be achieved in the UK.16 The responsibility for prompt 
communication of shielding advice to this vulnerable group 
should be designated to the local IBD team to avoid delayed 
and conflicting information from multiple sources. Second, 
remote patient management systems should be further 
developed and embedded in clinical care to facilitate remote 
patient care and monitoring. Finally, there is a clear need for 
psychological and social support for patients with IBD with 
high levels of anxiety or difficulties in being able to shield as 
both these needs are currently unmet.
Twitter Richard James Harris @rich_j_h
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