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Introduction
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• Eosinophil-driven diseases, such as severe asthma with an 
eosinophilic phenotype (SEA), eosinophilic granulomatosis with 
polyangiitis (EGPA), and hypereosinophilic syndromes (HES), are 
characterized by persistently high eosinophil counts that cause end 
organ damage1–4

• These diseases may not be readily recognized even by healthcare 
professionals (HCPs), resulting in delayed diagnosis and treatment 
initiation, with negative consequences for physical and 
mental health2,5

• Patients may also need to be evaluated by multiple specialists before 
getting an accurate diagnosis, leading to lengthy delays6

• This study implemented data from a social listening analysis to gain 
insight into the diagnosis and misdiagnosis of these 
eosinophil-driven diseases, and the impact this has on patients
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Methods

Results

Conclusion
• Online platforms are important for patients with 

eosinophil-driven diseases to share personal experiences of 
the impacts of delayed diagnosis or misdiagnosis and to build 
a sense of community

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, treatment options, advice for others, support) 333 (65) 344 (46) 18 (46)

Symptoms (including: mentions of symptoms) 230 (45) 285 (38) 24 (62)

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

Treatments (including: efficacy and safety of biologics, 
success stories, potential side effects of steroids) 354 (70) 233 (31) 14 (36)

• In total, 509 comments with consent to publish were found for SEA, 746 for EGPA, and 39 for HES (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

• Key themes identified were personal experience, seeking/giving advice, symptoms, diagnosis, and 
treatments. Comments related to diagnosis could be further divided into the following topics: 
communication (or lack of) with HCPs, lack of HCP understanding or empathy, miscommunication,            
delays to diagnosis, impact on quality of life, and overuse of oral corticosteroids due to misdiagnosis or 
delayed diagnosis

• Illustrative patient and caregiver comments can be seen for each category below

*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

Lack of HCP understanding or empathy
“…My [doctor] scared me by mentioning COPD as a possibility (and I was ultimately diagnosed with 
eosinophilic asthma)” – SEA
“My husband has been ill since 27th December, he has had hospital visits and [been] turned away saying 
he has sinusitis, a cold etc... then was admitted at the end of January” – SEA
“I am diagnosed with [polyarteritis nodosa] and EGPA, the lack of treatment has led me to present 
a disability, I do not have any kind of support” – EGPA
“I actually diagnosed myself but my doctors wouldn’t believe I had EGPA because I’m young. They 
wouldn’t even admit I had asthma when I clearly did” – EGPA
“I went to see a dermatologist, who was baffled by the lesions, but didn’t think they were a serious 
condition because the symptoms didn’t match to those of an infection, and he didn’t think the heart pain 
was related” – HES

Miscommunication
“No GP ever told me that in 2014 the eosinophils shot up to create inflammation so bad [I was] put on 
[leukotriene receptor antagonist]” – SEA
“Luckily my new local [consultant] is excellent but I have had some terrible ones - it was only 
at the specialist [hospital] that I managed to get more information (like I didn’t know I was eosinophilic 
until referral)” – SEA
“Four days before Christmas in 2017 I was informed my condition had now become terminal and I had 
less then 6 months left to live. Boy did they get this wrong. I am on chemotherapy now which I have 
been on for a while and will be on forever” – EGPA
“Never once has a doctor sat me down and discussed a prognosis, even when I was very near death” – EGPA

Delays to diagnosis
“After months of degrading health, my doc was finally convinced that I suffer from [eosinophilic asthma]. 
I have been behind this diagnosis for more than a year (I brought up it myself)” – SEA
“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” – SEA
“The doctors originally thought I had Crohn’s…however it was actually Churg Strauss syndrome which 
is ridiculously rare” – EGPA
“My pulmonology team originally thought it was a severe cat allergy in conjunction with a rare and 
extremely severe kind of asthma. Then, they thought it was an even more rare autoimmune disease called 
EGPA” – EGPA
“It took us almost 20 years, an entire team of specialists (and ultimately NIH) to have the science catch 
up to what was happening to me — which is atypical Hypereosinophilic Syndrome” – HES

Impact on quality of life
“At the moment I’m out sick from work. I had a severe asthma attack in December was admitted to hospital 
and was there for a week, I’m having a really slow recovery, I’m realising that all attacks are taking longer to 
get over” – SEA

“I was once very active with Zumba and Yoga and roller-blading until my lungs started giving me 
problems and I was diagnosed through [computed tomography] scan with chronic eosinophilic 
pneumonia and then asthma” – SEA

“Drive to doctors and home to bed. That my life too for almost 4 years....now that I know it’s "this" I hope 
for the future with treatment to start soon” – EGPA

“My symptoms were chronic sinus, chronic cough, severe asthma to the point I had to be in a wheelchair 
and I am prone to pneumonia…” – EGPA

“As supportive as they’ve all been, none of them, though, not even the doctors, really understand what 
it’s like to try to cope with so many complicated medical problems on top of the severe asthma. It’s more 
than a full-time job, and often it’s an overwhelming one” – HES

Overuse of oral corticosteroids
“I'm sorry your asthma has been terrible lately. High doses of steroids are not fun” – SEA

“Nothing but high dose prednisone seems to calm it down but l have been in an active flare for 
26 months now” – EGPA

“When first diagnosed I was on 1000mg of prednisone for a few days. When I left hospital 5 weeks later 
I was on 100mg” – EGPA

“Despite the bad side effects that I have seen from [corticosteroids], they have kept my pain minimal and 
they have been keeping me alive” – HES

Communication (or lack of) with HCPs
“It’s definitely worth asking to be referred elsewhere if you feel like you’ve had limited guidance on 
prevention [of asthma flares]” – SEA

“They stopped basically all my meds. I then went home and had really bad issues for 2 months until they 
saw me again” – SEA

“Saw a specialist a couple of weeks back who listened to me properly, and had determined that it looks 
like I have Churg Strauss based on astronomical [eosinophil] levels and my body only responding 
positively to steroids” – EGPA

“They treated my symptoms or whatever and even reversed what they thought would be permanent lung 
damage. I still don’t know if that’s what it was” – EGPA

“An oncologist was called in, who then said that it was to be clarified on an outpatient basis in 
the…hospital. But I should also see a rheumatologist” – HES

In English, French, and German†

Real world Retrospective Social listening analysis

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

to May 31, 
2020

January 1, 
2019From

Targeted analysis and verbatim results were presented

Results were classified into one or more key themes‡
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