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“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)
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Abstract

Background: Approximately 1% of patients with Covid-19 experience symptoms beyond 3—4 weeks, Patients call
this “long Covid™. We sought to document such patients’ ived expenience, including accessing and receiving
healthcane and ideas for inproving services.

Methods: We held 55 individual interviews and 8 facus groups (n = 58) with people recruited from Uk-based long
Cowid patlent support groups, social media and snowballing. We restricted some focus groups 1o health
professionals since they had already self-organted Into online communities. Participants were Invited 10 tell their
steeies and comment on others' staries. Data were sudiotaped, ranserbed, anomymised and coded wsing NVIVO.
Analysh Incomerated socological thearies of liness, healing, peer support, dinical relationships, access, and service
redesign.

Results: Of 114 participants aged 27-73 years, 30 were female. Eighty-four were White British, 13 Asian, § White
Cnhier, 5 Black, and 4 mixed ethricity, Thimy-two were doctors and 19 ather health professionals. Thiny-one had
attenced hospital, of whom & had been admitted. Analysis revealed a confusing iliness with many, varied and often
redapsing-remitting symptoms and uncenain prognosi; a heavy sense of los and stigma; difficulty accesing and
navigating services; difficulty being taken sericudy and achieving a diagnoss; digointed and sloed care (including
inability 1o acoess specialst services), vasiation in standards {eg. inconsistent critera for seeing, imvestigating and
refierring patlentsk; variable quality of she therapeutic relationship some paricipants felt well supponed while
athers felt fobbed off; and possible critical events (eg. detericration after being unable 10 access services).
Ematianally significant aspects of participants’ experienices informed ideas for improving senvices.
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‘Reluctant pioneer’: A qualitative study of doctors' experiences
as patients with long COVID
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Patient-Led Research Collaborative: embedding
patients in the Long COVID narrative

Lisa McCorkell®, Gina S. Assaf®, Hannah E. Davis®, Hannah Wei?, Athena Akrami®®*

Abstract \

Alarge subset of patients with coronavirus disease 2019 (COVID-19) are experiencing symptoms well bayond the claimed 2-week
recovery period for mild cases. These long-term sequelae have come to be known as Long COVID. Originating out of a dedicated
online support group, a team of patients formed the Patient-Led Research Collaborative and conducted the first research on Long
COVID experience and symptoms. This article discusses the history and value of patient-centric and patient-led research; the
formation of Patient-Led Research Collaborative as well as key findings to date; and calls for the following: the acknowledgement of
Long COVID as an iliness, an accurate estimate of the prevalence of Long COVID, publicly available basic symptom management,
care, and research to not be limited to those with positive polymerase chain reaction and antibody tests, and aggressive research
and investigation into the pathophysiology of symptoms.

Keywords: Long COVID, COVID-19, Patient-led research, Patient-centric, Long haulers, Post-acute sequelae of SARS-CoV/-2
infection, Post COVID-19 syndrome, Patient-centered
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About the Patient-Led Research Collaborative

About

The Patient-Led Research Collaborative is a group of Leng Covid patients who are also researchers.
in April 2020, We are all researchers in relevant fields - biomedical research, participatory research,
neuroscience, cognitive science, public palicy, machine learning, human-centered design, health

activism - in addition to having intimate knowledge of COVID-19.

SITE MAP






“Nobody is listening. | 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)




HOW MIGHT WE MOVE...

FROM...

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

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 '




A starting point might be to...

Co-design clear Treat every
flexible, and encounter with
accessible the health
pathways of system as

care for long inherently
Covid psychosocial

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

Practice Remain
humility and emotionally
‘intellectual aware and
candour’ reflexive




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



AUT CENTRE FOR
PERSON CENTRED RESEARCH

W @PCR_AUT

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




	Psychosocial experiences of Long Covid 
	The making of Long Covid: from individual to collective narratives
	Slide Number 3
	Slide Number 4
	Slide Number 5
	Slide Number 6
	Slide Number 7
	A starting point might be to…
	In summary
	Slide Number 10

