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1 INTRODUCTION & CONTEXT 

Post COVID-19 condition (PCC, commonly referred to as Long COVID) emerged as a major public 

health challenge following the COVID-19 pandemic. Millions of people worldwide reported persistent 

symptoms after acute infection, affecting physical, cognitive and emotional functioning, while 

healthcare systems, policymakers and researchers faced high uncertainty, fragmented evidence and 

intense public debate. In this context, the Long COVID project aimed to improve understanding of 

PCC through interdisciplinary research combining clinical studies, mechanistic investigations, 

biomarker analyses, AI, patient stratification and rehabilitation approaches. The project brought 

together clinicians, immunologists, neurologists, AI developers and communication experts from 

across Europe to investigate disease mechanisms, support evidence-based care and develop 

recommendations for future healthcare strategies. 

With this white paper, we summarise the project’s main scientific conclusions, reflect on challenges 

encountered during implementation, including harassment towards researchers, and provide 

recommendations for policymakers, research institutions and future EU-funded projects on how to 

support evidence-based care, communication and researcher protection. 

 

Long COVID Key Policy Messages 

• PCC is heterogeneous and often improving  

• Rehabilitation-oriented care should be prioritised  

• No validated biomarker currently exists  

• Flexible work policies support recovery  

• EU research projects need harassment preparedness strategies 

2 PROBLEM STATEMENT 

Despite increasing scientific attention, PCC remains incompletely understood and highly debated in 

public discourse. The Long COVID consortium identified several challenges during the project 

lifetime, including persistent uncertainty regarding disease mechanisms, the absence of validated 

biomarkers, inconsistent clinical guidance and polarised narratives in media and online communities. 

At the same time, researchers working in controversial and emotionally charged research fields 

increasingly face organised online harassment, reputational attacks and coordinated misinformation 

campaigns. Similar patterns have previously been observed in fields such as radiation, climate 

change, animal research, vaccination, chronic fatigue syndrome/ME, and gender studies. 

The Long COVID consortium encountered comparable challenges during the implementation of the 

project, particularly around public events and dissemination activities. Researchers received hostile 

online comments, aggressive accusations, coordinated criticism on social media and attempts to 

discredit scientific findings that did not align with established activist narratives. These experiences 

underline the need for future EU-funded health projects to prepare not only scientifically and ethically, 

but also strategically for communication risks, public controversy and researcher protection. 
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3 INSIGHTS FROM THE PROJECT 

The Long COVID project generated one of the largest interdisciplinary European evidence bases on 
PCC to date. The consortium combined clinical cohorts, mechanistic studies, metabolomics, 
lipidomics, immunoprofiling, microbiome research, AI-supported patient stratification and 
rehabilitation studies. The project also invested strongly in patient engagement and communication 
activities through webinars, videos, social media campaigns and stakeholder interactions with patient 
organisations. After four years of research, the project generated the following key conclusions: 

 

People improve and recover 

The studies show that many patients improve and recover. This does not yet apply to 

everyone, but the findings directly challenge the pessimistic narratives often found in 

public debate and on social media. 

 

Many return to daily life 

Many people are able to return to work and resume everyday activities. Recovery is 

often linked to flexible work arrangements, professional support, and targeted 

rehabilitation. 

 

No evidence of “microclots” or gut disorders 

Despite extensive research, the scientists found no evidence that the symptoms are 

caused by abnormal blood coagulation, often referred to as the “microclot theory”; or by 

specific changes in gut bacteria, sometimes described as “dysbiosis”. While the immune 

system may be activated, the findings do not point to a distinct autoimmune disorder. 

 

A highly individual condition 

PCC presents differently from one person to another. Attempts to identify a reliable 

blood marker were unsuccessful, and there is currently no test that can clearly 

distinguish people with post COVID-19 condition from those who have fully recovered. 

 

No evidence of persistent viral infection 

The researchers looked for the virus (SARS-CoV-2) in body tissues and in the nervous 

system. They found no evidence supporting ongoing viral spread in the brain or 

persistent infection. 

 

Minor role for genetics 

Genes influence vulnerability to many conditions. They may contribute a little to some 

people being more susceptible to post-infective symptoms. However, they do not predict 

who will develop a post-COVID-19 condition or how the condition will present.  

 

The findings support a broader understanding of care:  

The findings correspond with sensible, holistic approaches to rehabilitation. The 

researchers suggest that both patients and clinicians should take into account: 

(1) How the body’s biological systems respond to infection through built-in protective 

signalling  

(2) How the brain interprets and responds to these signals, including the possibility that 

the alarm system may become overly sensitive 
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(3) How expectations, interpretations, and social context can influence symptom 

persistence and recovery 

 

Overactive brain emotion processing: 

The PET study showed that post-COVID-19 condition patients experience overactive 

brain emotion processing. Further research should focus on better understanding the 

modified brain activity in post-COVID-19 condition and in developing interventions to 

tackle these problems. 

 

 

Based on these findings, the following recommendations are proposed to support recovery: 

 

 

Promote balanced public communication: Public authorities should communicate 

evidence-based recovery perspectives while avoiding both trivialisation and 

catastrophisation of PCC. 

 

Strengthen multidisciplinary rehabilitation: Healthcare systems should prioritise 

functional rehabilitation and integrated support pathways rather than narrowly disease-

focused approaches. 

 

Support flexible work environments: Employers and policymakers should 

encourage flexible work arrangements to facilitate return to work and reduce long-term 

disability. 

 

Integrate psychosocial dimensions into care: Care pathways should acknowledge 

the influence of expectations, stress, and social context on symptom persistence and 

recovery. 

 

Invest in long-term monitoring and support: Continued follow-up studies and 

adaptive support mechanisms remain essential given the heterogeneity of PCC. 
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4 LESSONS LEARNED 

During the project lifetime, the consortium encountered organised hostility and harassment linked to 

scientific communication around Long COVID. The harassment included hostile emails, social media 

trolling, accusations against researchers, reputational attacks, attempts to publicly challenge or 

discredit scientific findings, and pressure campaigns surrounding public events and dissemination 

activities. These experiences mirror broader trends observed in controversial research fields. The 

consortium observed that such campaigns can consume substantial time and emotional resources, 

discourage public engagement and negatively affect early-career researchers in particular. At the 

same time, the project demonstrated the importance of maintaining transparent communication and 

constructive dialogue with patients, clinicians and policymakers. Based on these experiences, the 

Long COVID consortium came up with the following recommendations: 

 

1. Prepare communication risk strategies from project start. Future EU projects should include 

communication risk management and harassment preparedness within dissemination and ethics 

work packages. This should include: 

• escalation procedures 

• designated communication leads 

• legal and institutional support contacts 

• social media moderation plans 

• internal reporting structures 
 

2. Protect researchers institutionally. Universities and research organisations should actively 

support targeted researchers through legal guidance, communication support, psychological 

support where needed, and coordinated institutional responses. Researches should stay in close 

contact with their organisation to iteratively report and discuss the situation and any security 

measures that need to be taken. 
 

3. Avoid reactive online conflict escalation. Experience from both the consortium and external 

guidance suggests that extensive engagement with highly confrontational stakeholders rarely 

changes opinions and may amplify attacks. Instead, (i) communicate proactively, (ii) focus on 

evidence-based public communication, and (iii) prioritise constructive stakeholders, clinicians, 

policymakers and patient communities. 
 

4. Strengthen proactive science communication. Transparent and accessible communication 

reduces misinformation risks. The Long COVID project benefited from public webinars, Q&A 

sessions, explanatory videos, newsletters, and patient feedback surveys. Future projects should 

dedicate sufficient budget and expertise to science communication and patient dialogue activities 

from the beginning. 
 

5. Build alliances and peer support structures. Researchers facing harassment should not 

handle situations in isolation. Peer networks, institutional leadership, funders and communication 

experts should coordinate responses. 
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5 CONCLUSION & OUTLOOK 

The Long COVID project provides robust evidence that PCC is a heterogeneous and often improving 

condition rather than a single irreversible disease entity. The findings challenge simplistic biomedical 

narratives and support holistic, rehabilitation-oriented and patient-centred care models.  

At the same time, the project highlights a growing challenge for European research: the increasing 

exposure of scientists to organised harassment and misinformation in highly politicised or 

emotionally charged research fields. 

Future Horizon Europe projects should therefore integrate strong science communication strategies, 

institutional researcher protection mechanisms, patient-centred stakeholder engagement, and crisis 

communication preparedness from the outset.  

By combining scientific excellence with responsible communication and researcher support, 

European research programmes can strengthen public trust, improve resilience against 

misinformation and create safer environments for evidence-based health research. 
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