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Introduction

Patient-Reported Experience of Eosinophil-Driven Diseases on Online Platforms: Social Listening Analysis Insights
Poster No. P131

Severe eosinophilic asthma (SEA), eosinophilic 
granulomatosis with polyangiitis (EGPA), and 
hypereosinophilic syndromes (HES), are eosinophil-driven 
diseases characterized by persistently high eosinophil 
numbers that cause damage to organs and tissues1–4

These diseases may not be easily recognized by healthcare 
professionals (HCPs), leading to delayed diagnosis and 
treatment initiation, with consequences for physical and 
mental health2,5

Social media can be a powerful tool for patients to discuss 
their conditions with others who have experienced 
similar things

This study used data from a social listening analysis to gain 
insight into how patients and caregivers use social media to 
discuss these eosinophil-driven diseases 
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Table 1. Key themes identified in comments from patients and caregivers relating to SEA, EGPA, 
and HES
Theme, n (%) SEA (N=509) EGPA (N=746) HES (N=39)
Personal experience (including: sharing 
concerns with other patients and caregivers, 
challenges and coping methods, feelings of loss 
of control, frustration, isolation)

444 (87) 577 (77) 39 (100)

Seeking and giving advice (including: 
management of symptoms, advice for others, 
encouragement)

333 (65) 344 (46) 18 (46)

Diagnosis (including: misdiagnosis, delays to 
diagnosis) 92 (18) 248 (33) 32 (82)

Symptoms (including: mentions of symptoms) 230 (45) 285 (38) 24 (62)
Treatments (including: efficacy and safety of 
biologics, success stories, potential side effects 
of steroids)

354 (70) 233 (31) 14 (36)

Results

Conclusion
Online platforms are an important complementary platform for patients 
with eosinophil-driven diseases to share personal experiences and 
build a sense of community, empowering patients and caregivers 
when managing these conditions

In total, 509 comments wit 4h consent to publish were found for SEA, 746 for EGPA, and 39 for HES 
were identified (Table 1)

Fewer posts relating to HES were included in this analysis due to difficulties obtaining consent to 
publish, as the comments were mostly on private social media pages; however, the data captured in 
the comments with consent to publish supported similar unmet needs

Illustrative patient and caregiver comments are shown below

People used social media for discussions with others as an additional support in disease 
management. For SEA, the most commonly used social media site was HealthUnlocked, which is a 
specialist site for discussing medical conditions. This is in contrast to the most commonly used social 
media sites where comments on EGPA and HES were identified, which are easily accessible, and 
often commonly used for topics unrelated to healthcare (e.g. Facebook, Twitter, Reddit; Table 2)

Please don't be scared! Lots of us have perfectly normal lives with asthma, even 
me with my severe version. There are many drugs available. And lots of support 
from others here too. Never let your asthma get dangerously out of hand – go to 
hospital immediately if you are struggling

SEA; personal experience, seeking and giving 
advice, treatments

SEA; personal experience, seeking and giving advice, treatments

I've been taking [anti-IL5] since June, so far it's working – I haven't had to 
take prednisone yet. I've never taken [anti-IL5R] or [anti-IL4/13]. Insurance 
has covered both of those. I wish you the best figuring it out

I have both severe atopic asthma and severe eosinophilic 
asthma (diagnosed 2017 aged 25). I got to the point where I was in hospital 

every other week with an attack, had 9 life-threatening asthma attacks 
(following UK criteria) in 12 months, had constant daily symptoms and couldn’t 

always ID the trigger for an attack. I’d trigger from the normal exercise, dust allergy 
or animal dander, but I’d also [have] very severe issues as soon as I got ill

SEA; personal experience, symptoms

What is new for me in the last year and a half is a hypersensitive 
airway leading to asthma attacks, high blood eosinophils, and pulmonary 

infiltrates… prednisone clears my lungs temporarily. Once I'm done with the pred 
it all comes back, unfortunately

SEA; personal experience, symptoms, treatment

There is always hope. The thing that’s paramount to me and for new comers is EGPA 
can do many, many things but we don’t all get every [symptom]… But any questions you 
want to ask I am here BUT if something is asked me that medically I don’t know will say

EGPA; personal experience, seeking and            
giving advice 

I've seen a psychologist, and still seeing a psychiatrist. They both want me to 
take a course in mindfulness for chronic pain. Maybe that will help. But right 
now feeling so hopeless that it's very difficult to function. I've withdrawn from 
people and seldom go out (unless to the clinic), preferring to talk by text, 
email and chat. I can't concentrate on work. I feel distant from my husband. 
I've found it very difficult to talk to friends, they don't quite understand. My 
best friend recently suggested my pain was all in my head

EGPA; personal experience, symptoms 

EGPA; personal experience, symptoms, diagnosis 

So far my EGPA has just affected the lungs – they thought it was pneumonia but 
when they found ANCA in the blood the diagnosis changed. Now I think it is 
affecting my nose, but doctors won’t take me seriously on that, need to see a 
proper rheumatologist. [Prednisolone] has done a wonderful job so far but I need to 
move to next stage. My employers have been brilliant, I am working nearly full time 
again but struggle some days

My symptoms started 13 years ago. Initially I had itching on my torso, but quickly started to 
feel tired, breathless, and had heart and lung pain. In what seemed unrelated, I started to feel 
discomfort in my feet. They were swollen and it was as if they were burning. An initial exam of 
my lungs showed some strange moving lesions which appeared to be related to parasites. 
My feet continued to bother me and I could no longer feel my legs from the knee down 

HES; personal experience, symptoms

In 2017, I was hit with another major diagnosis: atypical hypereosinophilic Syndrome 
(HES). No telling how long I’ve had it, but I’ve gotten more familiar with how it feels, 
and how it responds (or doesn’t) to medication… So we are constantly on the alert 
for other organs, besides my lungs, damaged by the [eosinophils]… And for the past 
10 months I’ve been on a new medication, [anti-IL5R], that’s making a real difference 
for me. Finally, I can see beyond just barely getting through each day

HES; personal experience, symptoms, diagnosis, treatments

Table 2. The most commonly used social media sites are readily accessible and commonly used 
for purposes other than discussing health conditions

Website, n (%) SEA (N=509) EGPA (N=746) HES (N=39)
HealthUnlocked.com 340 149 5

Reddit.com 77 42 2

Twitter.com 40 111 24

Drugs.com 21 5 0

Facebook.com 0 347 0

Rheuma-online.de 0 20 2

Vaskulitis.org 0 18 0

Other 31 54 6

Methods

In English, French, and German†

Real world Social listening 
analysis

Retrospective

Posts made on social media platforms by patients and caregivers were collected*

January 1, 
2019

May 31, 
2020

toFrom

Targeted analysis and verbatim results were presented

Results were classified into one or more key themes†

Symptoms

Treatments

Diagnosis

Personal experience

Seeking and giving advice

*Consent to publish was obtained from websites published terms and conditions; †Exploratory analysis for SEA, comments were collected in English only; †Each 
post could contain multiple themes
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