
 ORCA – Online Research @
Cardiff

This is an Open Access document downloaded from ORCA, Cardiff University's institutional
repository:https://orca.cardiff.ac.uk/id/eprint/177418/

This is the author’s version of a work that was submitted to / accepted for publication.

Citation for final published version:

Jones, Fiona, Busse, Monica , Rowe, Carole, Domeney, Anne and Patel, Ian 2025. We must recognise the
collective wisdom of those with lived experience of long covid (Opinion). BMJ 388 , r243.

10.1136/bmj.r243 

Publishers page: http://dx.doi.org/10.1136/bmj.r243 

Please note: 
Changes made as a result of publishing processes such as copy-editing, formatting and page numbers may
not be reflected in this version. For the definitive version of this publication, please refer to the published

source. You are advised to consult the publisher’s version if you wish to cite this paper.

This version is being made available in accordance with publisher policies. See 
http://orca.cf.ac.uk/policies.html for usage policies. Copyright and moral rights for publications made

available in ORCA are retained by the copyright holders.



We must recognise the collective wisdom of those with 
lived experience of long covid 
 

Fiona Jones, Professor, City St George’s University of London 

Monica Busse, Professor, Centre for Trials Research, School of Medicine, Cardiff 
University, Cardiff, Wales, UK 

Carole Rowe, Patient and Public representative, UK  

Anne Domeney, Patient and Public representative, UK 

Ian Patel, Patient and Public representative, UK  

 

Standfirst: People with long covid helped to shape research during the pandemic and 
researchers must continue to recognise their important contribution 

Provenance: commissioned, not externally peer reviewed   

Competing Interest Statement: Fiona Jones is the founder and CEO of the non-profit community 
interest company Bridges Self-Management and Monica Busse is a trustee (from 2024).  Bridges 
Self-Management supported the co-design activities and intervention training in the LISTEN 
trial.  

The LISTEN trial [Long Covid Personalised Self-managemenT support- co-design and 
EvaluatioN (LISTEN), COV-LT2-0009] is independent research funded by the National Institute 
for Health and Care Research (NIHR). The views expressed in this publication are those of the 
author(s) and not necessarily those of NIHR or The Department of Health and Social Care. 

AI use: We have not used any AI technology to prepare this manuscript  

 

The covid-19 pandemic was fraught and complicated, and understandably we want to consign 
it to history. But scientific work on covid and long covid is far from over. Scientific and medical 
advances since 2020 have shown us that long covid encompasses a broad constellation of 
symptoms and disease [1,2] and while we can treat or mitigate some of these, effective cures 
remain elusive. Research must consider the experiences and collective expertise of patients to 
understand how to better manage long covid symptoms.  

The stark reality facing many people across the globe is that some will soon be entering a sixth 
year with the episodic and debilitating symptoms of long covid. The irreversible harm of long 
covid on social roles is dramatic. A survey of patients attending long covid specialist clinics 
showed that 52% were working fewer hours relative to pre-infection and 32% needed support 
from an informal carer [3]. The socioeconomic ramifications and inequalities of long covid in 



terms of ethnicity, economic deprivation, sex, and occupation are now clear [4]. But despite 
this, public consciousness and interest in long covid is waning.  

The extraordinary way in which people with long covid mobilised and helped shape research in 
the early stages of the pandemic must be valued and utilised [5]. They made strides despite 
instances of being disbelieved or treated inappropriately. It is to their credit that many advances 
have been made in the understanding of long covid clinical phenotypes, disease clusters, and 
biomarkers [2,6].   With clinical trials of drug targets on the horizon, we should however 
recognise the critical role of well-evaluated supportive non drug interventions [7].   

In the LISTEN trial, we integrated robust qualitative and participatory methodologies to co-
design a self-management support intervention that people with long covid wanted and needed 
[8]. We learned about the importance of introducing interventions as supportive and 
collaborative. Without this they risk healthcare professionals undermining the knowledge and 
confidence of patients to manage symptom uncertainty every day. In taking this approach, we 
captured the range and creativity of self-generated strategies from the long covid community in 
the absence of any treatment options. These included individually curated strategies to reduce 
stressors and understand symptom triggers, as well as gaining support from their trusted 
personal community [9]. With this learning we were able to build knowledge about what good 
self-management support should be for people living with long covid 

This understanding of what “good self-management support” for long covid looks like and the 
importance of personalising care should be an essential component of service provision, 
particularly given variations in symptoms and the impact on everyday life [10].  Not losing sight 
of this learning is critical given the decommissioning of some long covid services and the 
potential loss of long covid as a specialty if merged with other conditions referred to as post-
acute infection syndrome [11]. It is important to recognise for impending drug and non-drug 
trials that while we now have clear recommendations for core outcomes that should be 
assessed [12], there remains little consensus on which outcome measures should be used and 
how much change is meaningful.  

The generosity of people taking part in long covid research has shown us the scale of burden on 
individuals, health systems and national economies. It’s highly unlikely we will ever have a 
“one-size fits all” approach to treating long covid. But the therapeutic benefit of feeling believed 
and validated when uncertain and isolated should not be lost. Authentic Public and Patient 
Involvement and Engagement (PPIE) in long covid research needs to continue at pace and as we 
have seen can amplify the impact of research. We strongly advocate for greater use of 
participatory methods such as those used in the LISTEN trial to ensure meaningful 
contributions of those who will ultimately benefit from new interventions and research.   

Medicine and science still have much work to do, but while we wait for cures and better 
treatments, we also should acknowledge and use the valuable tool of patient experience and 
their collective expertise in understanding what matters to them.   
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