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POS0357-PARE EXPLORING THE IMPACT OF THE PANDEMIC ON 
ITALIAN RHEUMATIC DISEASE PATIENTS: A PATIENT 
ADVOCACY SURVEY
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Lecce, Italy; 2Helaglobe srl, Helaglobe srl, Firenze, Italy

Background: Patients with rheumatic diseases show impaired quality of life 
(QoL): disease activity, comorbidities and treatment-related side effects con-
tributes to decrease physical, emotional, and social functioning. The COVID-19 
pandemic challenged health care systems and patients with chronic conditions: 
hospital and outpatient clinics delayed access, unpredictable changes like non-
adherence to medication, but also negative emotions, psychological conditions 
recognized as risk factors for the poor QoL [1-2].
Objectives: To describe the impact of the COVID-19 pandemic on the Qol of Ital-
ian patients with rheumatic diseases in the first period of the national lockdown.
Methods: APMARR (Associazione Nazionale Persone con Malattie Reu-
matolgoche e Rare) invited Italian patients and caregivers to participate to an 
online structured survey in the period March-June 2020. Informed consent was 
retrieved. The questionnaire, promoted by the patient advocacy website, col-
lected demographics, emotional and healthcare pattern information.
Results: 87,44% (N=215) complete questionnaires were retrieved (96.3% patients; 
3.7% caregivers; 87.77% female; 2% aged <18 years, 16% aged 18-30 years, 82% 
aged >31 years; 0.53% missing data). Respondents were illustrative of the Patient 
Advocacy regional distribution (Puglia Region predominant). Rheumatoid arthritis 
regarded 29% of respondents, ankylosing spondylitis 17%, psoriasis 16%, remain-
ing 38% other rheumatoid diseases. 96% of respondents were employed, 39% of 
which had to discontinue/change working activity during pandemics.
60% of respondents reported being worried about their disease. The deriving 
sense of fragility was the main cause of anxiety, which was not controlled even 
by compliance to the treatment plan (88%). 30% of respondents was worried 
about virus infection. Irritability, appetite and sleep disorders were also reported: 
anxiety had effects on irritability (46% sometimes more irritable) and sleep qual-
ity (38% always disturbed). GPs visits access was limited (40% considered it 
absent and 76% had to postpone it). Only 32% of specialist centers provided 
facilitated patterns of care.
Respondents suggested possible solutions to improve QoL during COVID-19 pan-
demic and over it. Psychologist support was suggested as useful by 44% of respond-
ents to manage therapies and by 56% to effort daily life. The home infusion would be 
of support according to 44% of respondents (18% already got access to it).
Patient Advocacy had a main role in the new care and life context: 80% would 
consider it useful to participate to and 81% was satisfied by the prompt and con-
tinuous support received during pandemics.
Conclusion: Similar results as far as distress were reported by Italian and foreign 
evidence, which demonstrated considerable COVID-19 related psychosocial burden 
in rheumatic disease patients [3-5]. Potential solutions are also with EULAR recent 
guidelines, which underlined how psychological interventions were found to reduce 
pain and fatigue even in difficult-to-treat patients [6] and how mental health needs 
should be periodically assessed, due to the link between better emotional well-being 
and better self-management [7]. Besides, the reported picture of reorganised care 
during pandemic corresponded to the real-world experience of the Italian Regions 
[8]. New approaches of care like home infusions and telemedicine supported by 
patient organisations should become routinary and may therefore benefit patients.
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POS0358-PARE THE IRISH ‘WEAR RED’ FOR VASCULITIS CAMPAIGN 
– LAUNCHING AN ANNUAL AWARENESS CAMPAIGN 
IN A RESTRICTED PANDEMIC WORLD.
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Background: Vasculitis is an umbrella term for a number of conditions which are 
caused by inflammation of the blood vessels. It presently affects approx. 1,000 peo-
ple in Ireland. Vasculitis is one of the rare rheumatic diseases which are quite often 
overlooked and unknown as it does not have the recognition that Lupus has cre-
ated especially with the recent celebrity diagnoses. It is often mistakenly thought 
to be a heart condition among members of the public due to the vasc sound in the 
word Vasculitis often being associated with the word vascular. May is Vasculitis 
Awareness month and the 15th of May is now celebrated as World Vasculitis Day.
Due to being in a pandemic due to Covid 19 we couldn’t plan face to face events 
for our first awareness day due to restrictions within Ireland and medically enforced 
restrictions for members of our committee so online was the only viable option.
Objectives: To celebrate May as Vasculitis month on behalf of those with Vascu-
litis. To increase awareness among the public of Vasculitis nationally in a memo-
rable way on World Vasculitis Day May 15th 2021. To create brand awareness of 
our organisation the Irish Vasculitis Organisation (IVO) and increase our Face-
book page membership.
Methods: We decided to celebrate the month by posting a fact about Vasculitis 
every second day starting the 1st of May until the end of the month skipping the 
15th which is when we would run our first Wear Red campaign. We approached a 
number of famous Irish buildings to light up in red to support the day. We also ran 
a Facebook campaign which looked for people’s support on the day by wearing 
red and posting it online on May 15th encouraging people to wear red and we 
reposted their efforts on our Facebook page.
Results: We had six famous Irish buildings across Ireland including the Rock 
of Cashel and the Dublin Mayor’s residence light up in red to support the day.
The Vasculitis facts were interesting to some but the Wear Red campaign was 
the most successful activity we did. In the 14 days running up to the 15th we were 
reaching on average 28 people a day and on the 15th, we reached an amazing 
526 people. We also saw our interactions (comments, shares, likes) go from an 
average of one a day in the 14 days prior to the campaign to 167 people on the 
15th. The videos with children achieved the most interactions.
Unexpectedly the campaign received support from abroad as well with many 
of the 15% increase in members joining our Facebook page on the 15th being 
from the UK The Vasculitis Foundation in the USA heard about one of our light 
up buildings and they advertised it on the newsletter to their many subscribers.
Conclusion: The Wear Red campaign was evidence that even in a pandemic 
while there were severe limitations to people meeting up and having no ability to 
go out to advertise, a successful awareness campaign could still be run from a 
volunteer’s kitchen as long as there was careful planning and support.
It is also clear to see that while informative facts may be the answer to those 
who run organisations and have the condition in order to educate the public it 
is important to recognise that the public learn through fun activities and if you 
want to generate real interest keeping it light fun and informative is the way to go.
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POS0359-PARE YOUTUBE AS A SOURCE OF INFORMATION ON 
AUTOINFLAMMATORY DISEASES
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Background: Getting access to specialists for autoinflammatory diseases (AIDs) 
is challenging. Therefore, an increasing number of patients and healthcare pro-
fessionals are seeking information on this topic via the internet, e.g., on the video 
platform YouTube, which has attracted a huge audience in recent years (1). How-
ever, not much is known about the quality of videos pertaining on AIDs.
Objectives: To assess videos about AIDs uploaded on YouTube and to evaluate 
the quality and usefulness of available information from both the patient’s and 
professional healthcarer´s perspective.
Methods: A YouTube.com search was conducted in January 2022: 
Selected keywords were “autoinflammatory diseases” (AID), “periodic 
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