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The making of 
Long Covid: 

from individual 
to collective 

narratives

“There are strong reasons to 
argue that Long Covid is the first 

illness to be made through 
patients finding one another on 
Twitter and other social media..”

Callard & Perego (2021)







“The past 7 months have been so devastating to 
both myself and my family […] no one believed 
that Covid symptoms could last that long […] I've 
had to argue with GP’s to refer me to specialists. 
Covid clinics are not readily accessible to 
sufferers and, certainly in my experience, long 
Covid is not something that all GP's are happy to 
acknowledge.” 

(Ireson et al., 2022; p7)

“There’s a lot of relapses involved… 
which, initially, was very, very 
demoralising, because […] I would think, 
I’ve turned a corner, I’m going to get 
better, and then it would just suddenly 
get, like take two steps forward and three 
or four steps back.” 

(Burton et al., 2022; p5)

Disruption to daily life

Uncertain illness trajectory 
and prognosis

Sense of abandonment by 
health services

Stigma and discrimination

impact on sense of self and 
identity

“I still don't fully understand the 
balance between what might be a 
trigger […] I’m terrified of an 
avalanche of chronic fatigue, like I’m 
standing on the edge of a cliff with no 
control over when and if I will fall”

(Ireson et al., 2022; p9)



“Nobody is listening. I feel 
debilitated and so depressed.”

“When patients were not listened to, it created a plethora of missed learning and 
service delivery opportunities for the healthcare profession. It also had a significant 

impact on the care received by the participants. By not listening or hearing their 
concerns, the healthcare system left them vulnerable to both the physical and 

mental impact of the virus, the emotional impact of being left to cope alone and the 
psychological impact of not being taken seriously.” 

(Ireson et al., 2022; p7)



FROM…
A health and social system 
which contributes to and 
exacerbates the psychosocial 
trauma experienced by people 
living with long Covid

HOW MIGHT WE MOVE…

TO…
A health and social system 
which listens to and values 
lived experience and which 
bolsters psychosocial 
resources for navigating life in 
the context of long Covid 



Co-design clear 
flexible, and 
accessible 
pathways of 
care for long 
Covid

Pay explicit 
attention to 
psychosocial 
experience and 
outcome

Practice
humility and 
‘intellectual 
candour’

Listen to and 
acknowledge the 
lived experience of 
people living with 
long Covid

Treat every 
encounter with 
the health 
system as 
inherently 
psychosocial

Remain 
emotionally 
aware and 
reflexive

A starting point might be to…



In summary

• Navigating life in the context of long Covid is as an inherently 
psychosocial process which has a profound impact on peoples lives

• Interactions with health services have so far exacerbated peoples 
trauma

• We need to get to know, understand and value 
• The unique and specific experience of individuals
• The collective experience of the long Covid community

• An opportunity to design for positive psychosocial experiences and 
outcomes from the outset



Always in conversation . Engaging with diversity . Connecting as people . Pushing the boundaries 

@PCR_AUT
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