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Abstract

This creative-relational inquiry explores the lived experience of people suffering from Long Covid. Responding to calls for
a publicly oriented qualitative inquiry, we collaborate across an extended project team to develop and share an accessible
and engaging performance text which advocates for and supports those who live precariously as a result of contracting
Long Covid. We offer our performance text as a resource to inform and guide personal, professional, public, and policy
responses to Long Covid. We propose that creative-relational inquiries such as this beneficially extend understanding
beyond what is possible through traditional evidence-based medicine alone.
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Introduction

At the start of their edited volume Qualitative Inquiry in
the Public Sphere, Denzin and Giardina (2018) call for
qualitative researchers to “take up research ‘outside the
academy’ . . . to engage with concerns that align with activ-
ist-oriented scholarship, or at least that which centers social
change as part and parcel of the research act” (p. 2). They
acknowledge, however, the magnitude of challenge this
task presents, particularly under current conditions which
they suggest are characterized by “accountability metrics,
extramural funding pressures, and the new managerialism
rampant in administrative hierarchies of higher education”
(p- 2).

Within this climate, Holman Jones (2017) proposes that
critical qualitative inquiry might be constructively con-
strued as “action and speech that creates a space between
participants—between we, as a community of scholars, art-
ists and teachers,” and between “we, as a privileged and
ethically responsible assembly of human beings who must
struggle to support other beings who are subject to precar-
ity, inequality, and injustices” (p. 131). She invites us to
consider our work as qualitative researchers “as a relation
of the freedom to speak that enables us to act ethically (and
equitably, supportively, persistently, and resistently) with
and toward one another” (p. 131).

We take up these challenges in our current project, a
pragmatic trial and narrative inquiry funded by the United
Kingdom’s National Institute for Health and Care Research.
This article focuses on the early stages of our narrative
inquiry which explores the lived experience of people with
Long Covid in Scotland. In keeping with Denzin and
Giardina’s (2018) conception of public research as reach
beyond the academy, we see our extended project team as
including multidisciplinary researchers and academics,
study participants, public involvement group members and
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stakeholders, and audiences for the research. To include,
take seriously, and incorporate in a meaningful way experi-
ences and perspectives from this diverse community, we
build on recent work (e.g., Carless et al., 2024; de Andrade,
2022) utilizing the approach of creative-relational inquiry.
Wyatt (2019) conceptualizes creative-relational inquiry as
“inquiry that seeks not to ‘capture’ and hold still, but to find
a way, through desire, to do justice to the fluidity of pro-
cess” (p. 45). He proposes that it moves beyond common-
sense understandings of creative (e.g., notions of making,
of being artistic) to embrace “a radical, creative opening-
up-to-what-may-be, an opening-up within an encounter
[that] is not a confrontation with a thing but a relation that
is sensed, rather than understood” (p. 45).

In this inquiry, we use collaborative storytelling—both
oral and written—to share, explore, and co-produce
accounts of the lived experience of Long Covid. Through
our creative and relational collaboration, we offer a close-
up, polyvocal story of Long Covid experience that aims to
engage and inform practitioners, health professionals, and
the public. Before sharing our creative-relational inquiry,
we first provide a brief background concerning the context
and development of Long Covid in the United Kingdom
and Scotland since its genesis during the first Covid-19
lockdown in 2020.

Long Covid in the United Kingdom

The term Long Covid has come to be accepted and widely
used to describe the prolonged and debilitating symptoms
which can follow Covid-19 infection (Greenhalgh, Sivan
et al., 2022). In their study of patient experiences of Long
Covid, Rushforth and colleagues (2021) report that partici-
pants described symptoms that can be “inconsistent and
vague, affecting any or many body systems” and which
come and go “without rhyme or reason” (p. 4). Participants
described two particularly debilitating symptoms: cognitive
blunting—or “brain fog” as some participants called it—
and “exhaustion so profound they could barely move”
- 4.

While the prevalence of Long Covid remains uncertain,
it is significant. A 2022 report (Greenhalgh, Sivan et al.,
2022) suggested that around 2 million people in the United
Kingdom (approximately 3% of the population) were at the
time suffering from Long Covid. Of these, more than
800,000 people experience symptoms that persist for more
than a year and more than 400,000 still experience symp-
toms after 2 years. Figures suggest that by the middle of
2022, around 70% of the UK population had been infected
with the Covid-19 virus and that between 4.2% and 5% of
these went on to experience Long Covid (Office for National
Statistics, 2022).

In Scotland specifically, around 187,000 are currently
experiencing Long Covid, which equates to 3.5% of the
population (COVID-19 Recovery Committee, n.d.). In our

recent cross-sectional survey, the most prevalent Long
Covid symptoms in Scotland were post-exertional malaise,
fatigue, cognitive impairment, breathlessness, headache,
and sleep difficulties (McLaughlin et al., 2023a), broadly in
line with the general consensus of the literature. Those liv-
ing in a lower Scottish Index of Multiple Deprivation rated
neighborhood were likely to report a greater number of
symptoms, severity, and frequency of some symptoms.
Vaccine status, age, sex, and smoking status had limited or
no effect on symptoms. In the second part of our survey of
people residing in Scotland, we documented the impact the
disease and its symptoms have had on those living with the
condition (McLaughlin et al., 2023b). People with Long
Covid were often severely impacted in their ability to work
and study. More than half of those surveyed changed their
working hours and nearly 60% indicated that their work had
been severely impacted by Long Covid. In summary, the
unique  characteristics—often including deprivation
(Scottish Government, 2020)—of the Scottish population
suggests that Long Covid has severe socioeconomic effects.

Despite the prevalence, severity, and consequences of
the condition, Callard and Perego (2020) observe that Long
Covid has only been acknowledged and accepted by the
wider scientific community as a result of concerted patient
efforts. Prior to this, there was widespread disbelief or sus-
picion of the existence of the condition, with reports of gas-
lighting and denial by health professionals (Rushforth et al.,
2021). It is through online exchanges and social media that
most people shared their illness stories, not with health pro-
fessionals or physicians but with each other. And it is only
through these communities that many were heard, wit-
nessed, and able to receive confirmation and validation of
their condition. As a result, Callard and Perego (2020)
describe Long Covid as a patient-made condition—that is,
“the first illness to be made through patients finding one
another on Twitter and other social media” (p. 1).

Under these conditions, accounts of lived experience
have been critical in guiding personal, professional, public,
and policy responses to Long Covid. One person’s pub-
lished story, for example, has provided solace for many
patients and (through sharing with health professionals)
influenced medical practice (see Callard & Perego, 2020;
Garner, 2020). For Rushforth and colleagues (2021, p. 7),
“Stories were (and continue to be) a crucial resource for
long Covid sufferers to build awareness and mobilize action
in others.” It is into this wider social, cultural, and political
ecology that we insert our own creative-relational inquiry.

“You Think You’re Going to Get
Better”

A Researcher’s Voice: David’s Story

Head out at first light to a small cove, near where I live. If T get
there early, I’ll have it to myself. Branch off the coast path I’ve
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walked so many times, squeezing between gorse and thistle.
Two signs read: “Steep CIliff Path Ahead” and “Clothing
Optional.” It’s rained overnight, the path is slippery, with a
200-foot drop to the rocks below. It’s worth the risk.

Ocean swimming has become my activity of choice
these past couple of years as, one by one, other activities
have been rendered impossible through the vagaries of
health. No more running. No more weights. Currently, no
surfing. At times, no yoga. Lately, I’ve not even been able
to sit to meditate. Swimming in the North Atlantic is one
thing I still get excited about. Each time I catch my first
view of the ocean, I feel myself come alive. I can t wait to
get in the water! I’'m reminded of the words of an Olympic
swimmer Kitrina Douglas and I interviewed nearly 20 years
ago: “When I see water, I have to get in it. When I smell a
pool, I have to get in it. I’'m sorry—it’s an obsession.”

This morning, I slip and slide down the cliff path,
between ferns and boulders, grabbing for the rope consider-
ate souls have installed to help others down to and back up
from the cove. I tell myself to slow down, be careful, that I
have time. I stop to look at the clear water beneath, the
small waves breaking over golden sand as the tide recedes.
There’s no-one around, just as I hoped.

Once on the beach I undress and stash my stuff. Goggles,
trunks, swim hat, and stopwatch. The stopwatch is the most
important item. Today, the water is 63 degrees Fahrenheit.
About as warm as it gets in the United Kingdom, but still
cold. I am OK in this temperature for half an hour. Forty
minutes at most. Once I swim out from the cove, there’s
nothing but ocean and towering cliffs. There’s no place to
get out. I must get back to the cove before I’m too cold to
swim.

Before entering the water, I survey the scene. Two rocky
islands. A modest swell, light breeze from the northwest. A
nose sticking out of the water, 300 feet offshore. One of the
local locals: a gray seal. I wonder if it is the seal that I met
last Sunday, the one that surfaced in front of me, eyeball to
eyeball, just six feet away. We gazed at each other for a
minute or two. She was all whiskers and snorting. I was all
open mouthed and breath-holding. I said hello, asked her
how she was doing. She didn’t answer. After a while, she
dived, disappearing from view. Then, I felt her touch my
foot. Moments later, I felt her brush against my leg. Slippery
and slightly furry.

As I start to swim, I feel my body open and relax. I’ve
come home. I feel like I am myself once more. Calm. At
case. Buoyant, supported by deep saltwater. I’'m propelling
my body effectively, free for now from pain, fear, distress,
or exhaustion. I feel the undulating swell gently lift then
release my body. Today, the water is clear enough to read
my watch but deep enough that I can’t see the ocean floor. I
am present. [ am nowhere but here.

Back on the beach, I dry, dress, and pour a cup of hot tea
from my flask. I’m shivering, need this to warm up. Pale

sunlight is just beginning to hit the beach. Barefoot, I stand,
cup in hand, at the waterline. I notice now that I’ve brought
my work with me: our Long Covid research. I don’t have
my laptop. No network connection. No mobile phone. Not
even a notebook or pen. But it is with me, nonetheless.

“It” is the first interview Rachel, our project’s qualitative
research fellow, conducted. I read the transcript yesterday.
“Read” is not the right word. I lived the transcript—dwell-
ing, experiencing, and feeling between the words on my
laptop screen. The words that hold the story Jane told of her
life these past couple of years, of the time since she con-
tracted Covid-19, just before the first lockdown hit. In some
ways, her story overlaps with my own: I know some of the
experiences she describes, too. In other ways, our stories
differ, not least the magnitude of disability Jane has had to
face. But I identify with Jane, nonetheless. Her story reso-
nates in me.

I realize now, alone on the beach—tired, damp, and shiv-
ering—that this story is too important to leave out of our
research. And, before me now—taking form somehow as I
climbed down a cliff path, swum and floated in an ocean,
shivered on a beach with a flask of tea—is the answer to the
question of how to include it: through a creative-relational

inquiry.

A Patient’s Voice: Jane’s Story

You think you’re going to get better. You naturally think
you’re going to get better when you have something like
that. It was the middle of 2020 when I realized this wasn’t
going to go away.

I remember the first day of lockdown so well. I was
scared. Scared. Yeah. I can remember feeling unwell and
thinking, “Well, I’ve got it.” There was no testing then.
Having to isolate, being on my own in a bedroom for a cou-
ple of weeks. The night times were so awful—had a lot of
tachycardia, chest pain. I thought I was going to die. I really
did. But you can’t go and wake somebody up and say, “I
think I’m going to die.” I remember how kind people were
around here. I had somebody that would come and walk the
dog for us and somebody that would fetch some shopping.
People just banded together.

Once I got over that acute thing, I had a bit of a lull
where I thought I was getting better and I could get out and
have a walk. We’ve got a little garden, so I’d sit out in the
garden. And I remember we just used to watch the news
every evening. We stopped doing that actually ’cause it
was, in terms of the figures, just going up and up and up. It
didn’t help my state of mind.

A bad day, and there were a few of those in 2020, was
when [ was trying to juggle feeling absolutely awful physi-
cally and mentally, and trying to speak to a GP, not really
getting anywhere, getting increasingly upset. When you
finally do speak to them, it’s a waste of time in terms of
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them taking onboard that I’m not getting any better. I need
more investigations! It’s like people don’t believe you.
What do they think? That I’'m making it up? I had it said to
me lots of times: “Have you thought about taking tablets for
your anxiety?” I never took any tablets because anxiety
wasn’t causing my physical or mental symptoms. It was the
fact that I had an illness that didn’t seem to be getting any
better.

It does take its toll on other people. To start with, my
husband took care of me a lot. The family, they probably
found it quite difficult to get their head around: “What is
that?” “Why are you like that?” “Why are you not getting
better?” We Facetimed a lot and they worried because there
were days—and I still have them now—where I look abso-
lutely crap. You can’t get away from that. When people ask
you how you feel, that continues to be a challenge. My little
thing that I’ve got now is: “Well, today is not a bad day.”
That’s what I say.

Post-exertional malaise? “Malaise” describes it totally.
It’s like a thing that comes upon you. It might start with
feeling a bit sick, a bit shivery, like I can’t control my legs.
It’s like someone’s turned the battery down. I might have a
headache come on. I might feel a bit breathless. It’s like it’s
telling you: “Look if you don’t lic down now, you’re gonna
collapse.”

If you do too much, it makes your symptoms worse. Pre-
Covid I could go at a hundred and ten miles an hour. I’d zip
round doing housework, walk the dog, go to the shops, do
some yoga. I might go out on my bike, do a bit of gardening.
The pace would be fairly swift. Not a lot of sitting down.
I’ve got to drive somewhere today, we’re going up the coast
for a couple of days, an hour’s drive. I’ll have a kick back
from that. I’ll have post-exertional malaise either tonight or
tomorrow. Sometimes it might be just a fleeting thing, cou-
ple of hours, then it slackens off. It might come back a bit
later. Sometimes it can last a whole week.

Don’t have many days that my life is not touched by
Covid. That’s the big thing to get your head round, in terms
of acceptance: making the best of what you can do and real-
izing there will be days when you can’t do very much at all.
Prior to Covid, as part of my role in the NHS, I had a rea-
sonable grasp of what I needed to do to keep myself on the
path of good living as it were. But when you’ve had the two
and a half years I’ve had you’re convinced that something
else is gonna happen to you. So, trying to find strategies for
when your mind starts wandering off and bringing it back.
Managing your thinking. Managing your language as well.
Little things, but quite big things.

I had huge problems with sleep and to some extent I can
manage that now. I still use the Calm app if I can’t sleep at
night. And it just makes you feel a bit more control, it’s like,
“Well OK, it’s not the end of the world if you can’t sleep.”

Yoga has been a godsend to me—it calms me down,
helps me with my breathing and that helps me be in a better

place. I couldn’t do it to the level that I used to. The first
stretch that I do, I can tell if I’'m gonna be able to proceed
beyond five minutes. Sometimes I think, “No, not today”
and leave it.

Counseling was really helpful. I would urge anybody to
give it a go. After trying to tackle it three times with GPs, |
couldn’t stand it any longer and spoke to a nurse practitio-
ner and she said, “Well this is not on, somebody needs to
see you.” It helped me a lot just to have somebody to talk to
outside your own home.

The other thing was I got involved with Long Covid
Scotland.! Before I joined, you’re just swimming around in
a muddy pond. There’s nobody else in it. Or there were
other people in it, but you couldn’t find them. When I
joined, I was like yeah, there definitely are people like me,
and we’ve had a horrible experience and we’re all in it
together. It’s trying to make something good out of some-
thing that’s been absolutely grim. Both for me and for other
people.

Those are the two things that have helped me the most:
counseling and joining Long Covid Scotland. The other
thing, the third thing I can’t deny, is the support of my fam-
ily and my husband. That’s been . . . well, yeah.

The future? I try not to think “will it not get better” and
just take every day as it comes. I’m not so reticent now
about asking for help—medical help. If things are not so
good, then you go and see somebody about it—Dbit by bit by
bit. Symptom by symptom. Help them to understand what
you’re trying to do for yourself, so they get a bit more
knowledge and experience in helping people with Long
Covid.

You look back on it now and think, “God did that really
happen?” But it did. We are where we are, and we did get
through it. I think that’s a big thing for everybody, espe-
cially for people who’ve lost people. I’'m a pragmatist—I
can see it’s something that’s not going to go away. It’s like
a bad smell and it’s going to be around in various shapes
and forms. Learning to live with it and learning to accept it
is what it is, that’s the way through for me. Just trying to
everyday think, “Oh well, this is today, this is what we’ve
got to deal with.”

An Audience Response: Denise’s Story

I’'m a registered social worker in British Columbia, Canada.
At the same time, I’m pursuing my PhD in social work from
the University of Alabama. I had been very careful because
during the pandemic—2019 until 2021—I was working as
a mental health clinician on the frontline. But I was diag-
nosed with Covid-19 in February. It became Long Covid.
The doctor told me there’s nothing they can do.

I still experience tiredness, foggy brain. My concentration’s
not as good as before. My memory isn’t as good as before—
when people tell me their name I turn around and I can’t
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remember. My self-confidence is affected too because 1 feel
that I’'m not capable. And my energy levels—I always feel
fatigued. And the worst thing is its triggered anxiety as well.

I remember feeling hopeful as the “Narrative and
Performance” panel at the International Congress of
Qualitative Inquiry (ICQI) began at 9:30 a.m. on Friday,
May 19, 2023. I was curious: What is this? The topic
attracted me. Then when I heard your presentation—and I
hear Jane’s experience—that really touched me. I felt that—
finally—somebody understands. Somebody is able to voice
what has been going on. That kind of connection is very
powerful. A lot of research has not talked about that—first-
hand experience, using this creative, attractive, and power-
ful method to express what has been going on in a life. |
found it very, very powerful.

It struck me how you, David, feel that you’re still ill in
the long term, but at the same time you are able to go back
to nature. The description of the environment—the beach—
that was very comforting. When you performed that, [ had a
picture of the seal scraping your leg as you swam. I love
animals. Before the pandemic, I used to volunteer at the
Vancouver Aquarium. So it brought back a lot of memo-
ries—to connect to nature and feel hope.

In a way, it is a privilege—you can still go swimming
and you can still walk the coast path and climb the cliffs—
compared to people with Long Covid who have had so
many activities taken away from them. We can’t be as active
as we have been. But to me it is also a kind of freedom. It’s
giving me hope—that [ can still do that. And nature, the
ocean, is the only place you feel safe, right? You know how
to swim, and you can enjoy that moment, forget about your
pain. You were able to socialize with the seals! It’s very
beautiful actually to me, very beautiful, even though it’s a
privilege. It’s an encouragement. A connection.

At that point in the performance, I felt sad. And angry.
Because of some people’s irresponsibility, no matter how
careful I have been, I still got it. And now my life is totally
changed. My perspective has also changed. It seems like my
worldview has been changed as well. I don’t feel safe any-
more. Because of my past experience working as a mental
health clinician in the frontline during the pandemic, I still
remember that period of time. Very cautious. I had to wipe
everything clean. I was so cautious. Social distancing,
cleaning my hands very often. Then after work when I went
back home, I changed my clothing, went into the shower
right away. All these things. We were under huge pressure
during the pandemic. In the southern United States, people
are not very careful about this, they don’t pay attention. And
I got Covid. All these things still really trigger me to the
extent that I don’t trust people. I still try to maintain dis-
tance. I cannot be too close to people. It sometimes feels
like I’m the only one experiencing Long Covid and people
think I make a big deal of it.

I decided to approach you after your performance
because I was excited—because I felt finally somebody can
really help me to voice what has been going on in my life in
the last few months. I also felt excited because of the cre-
ative way you expressed it. Very true. Very honorable. Very
comforting. The connection was there. So, I also felt thank-
ful that somebody can help me to voice out what has been
going on in my life. I wanted to participate. I didn’t know
what would happen, but I told myself, OK, this may be my
one and only opportunity, I want to reach out, I want to
share how I feel. I also got inspired because no other profes-
sor has ever taught me this creative way.

There are many, many people suffering from long Covid,
but they don’t have the opportunity to share. You and your
team, using this kind of approach, can really touch a lot of
people’s lives and empower people in our community. That
is what I want to see.

A Response Through Dialogue

David: Tt was a lot to share those three stories, all in one
go. I hope that was OK, Jane?

Jane: It was fine. Well, I shouldn’t say “fine.” But it was
good. It’s quite powerful, isn’t it? It’s the power of the
link between those three very different people and very
different circumstances. It’s like a chain between them,
isn’t it? You’re bound in some ways by Long Covid,
aren’t you? It’s like a chain that’s round your legs. But it
also binds you to other people. And there’s a strength in
that, for the people concerned. Denise’s point around
being part of a community of people that have long
Covid, but also from the research point of view. She is
able to get something positive out of it in a number of
ways. | think that’s really powerful.

David: How was it for you hearing back your story in
your own words?

Jane: Gosh, it’s like, did I really say that? And I know |
did. I suppose with the whole Long Covid thing, I can
run it like it’s a film in my head. And I still can three
years later. I was listening to a podcast by somebody
talking about her Long Covid journey. And one of the
things she talked about was the trauma. At the time you
realize it’s absolutely bloody awful. But you don’t real-
ize it’s a trauma until afterwards. I have enough knowl-
edge of mental health to know that, yeah, for me it
probably was a trauma. My reason for saying that is I
think I kind of disregarded that. You like to think I’ve
moved on from it. I’ve managed to get through the after-
math of it, I think, quite well. But it’s still there in the
background. I think you have to acknowledge it has been
a trauma. And for many people it will carry on being.
There’s a role for health care and for public health policy
around really taking on board the depth of that. You
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know something being in place for people to help them
to deal with it.

David: Part of the reason why we use these methods is
that health care has become almost exclusively focused
on evidence-based medicine (EBM). And it’s a very nar-
rowly defined form of evidence. It’s really only evidence
from clinical trials that is taken seriously. But in doing
that, we’ve lost personal experience, any depth of under-
standing about an individual life. I’ve found with my
own health problems that it’s not that medical profes-
sionals haven’t wanted to help, but they haven’t been
able to. I’ve had to follow various different paths to try
to recover; making sense of it through reading, talking to
different people, trying different things, and sometimes
rejecting what a GP or specialist says. I understand now
that most of the things I’ve found helpful cannot be evi-
denced through a randomized control trial. And because
there is therefore no “credible” evidence for them, health
professionals are not authorized to prescribe them.
Jane: 1 think you’re totally right. I was a health profes-
sional. I was on that side of the fence for 40-odd years.
What I’ve grappled with is, it’s hard to describe, it’s
almost like, “Well, we know what’s best for patients.”
And I say that with the awareness that there’s a whole
spectrum in Long Covid—from total dismissal and gas-
lighting at one end, to the other end where professionals
are a lot more amenable to listening and taking on board
what people say. And that does give me heart. Yesterday
I was on a call with health professionals from the local
Long Covid network. I was the only person with lived
experience on the call. I was in the room but at no point
in that meeting was I asked my opinion. I volunteered
my opinion whether they wanted it or not. But I wasn’t
asked. It’s not an intentional thing, it’s just a way of
working that’s hard to change. And that is the balance of
power in the relationship between health professionals
and patients. Being involved in national strategy work
around Long Covid, I witness that on a day-to-day basis.
You think things have moved on a little bit, but I don’t
know if they have. It’s not an intentional disregard. It’s
almost like, well, we’ll just sail on like before cause
we’re a group of health professionals and now we’ve got
people with lived experience in the group.

David: I’'m sad to hear that it’s still like that, Jane. It’s
like that in research too. Science is traditionally about
being distanced, objective, and neutral. But that doesn’t
work if you’re trying to understand personal and subjec-
tive experiences. So, for me, it’s really important that we
find ways of doing and publishing this kind of research
alongside the science. We need stories as well. It’s
equally important to foreground rich accounts of lived
experience so professionals, practitioners—and other
patients—can learn from them.

Jane: ’'m well aware it may not match up with what
policymakers consider as evidence, but I think represent-
ing people’s experience as part of this is crucial. It’s
especially crucial for a new condition like Long Covid,
something we don’t know much about. But we can learn
so much from this way of dealing with the data; it’s abso-
lutely fantastic in terms of representing the real-life sto-
ries of people.

An Audience Response: Kitrina’s Story

One of my favorite books is The Renewal of Generosity by
Arthur Frank. In it he writes,

Before and after fundamental medicine offers diagnoses, drugs,
and surgeries to those who suffer, it should offer consolation.
Consolation is a gift. Consolation comforts when loss occurs or
is inevitable. This comfort may be one person’s promise not to
abandon another. Consolation may render loss more bearable
by inviting some shift in belief about the point of living a life
that includes suffering. Thus consolation implies a period of
transition: a preparation for a time when the present suffering
will have turned. Consolation promises that turning. To offer
consolation is an act of generosity. (Frank, 2004, p. 2)

I was in the audience when you, David, performed this
piece at ICQI. I remember being deeply moved. And I am
moved again as I read it in written form, with the addition
of Denise’s testimony and Jane’s reflections. What I think I
experienced through the performance—and again through
this text—is an act of generosity. Or, more precisely, a
series of generous acts, offered through different voices.
Multiple acts of generosity that unfold through relation-
ships between persons involved in this project in diverse
ways.

By that I mean two things. First, that this research has
only been possible through the establishment of compas-
sionate relationships. The relationship between Rachel and
Jane (built during interview) made the telling of this har-
rowing tale possible. The relationship David developed
with the text of Jane’s interview; how by opening himself to
it, making himself vulnerable through reflexively incorpo-
rating elements of his own illness experience, an innovative
aesthetic representation of the “data” was realized. The
relationship between Denise and the performance, enacted
through sharing personal reflections on its resonance within
her own life. And the relationships between the members of
the research team, in reflecting on these rich, interwoven
waves of personal testimony.

Second, it is apparent that this collection of voices—sto-
ries artfully curated in this form—act more powerfully
together. Their power, meaning, and resonance are enhanced
because they are in relationship with one another, side by
side on the page. Jane commented on this, noting the
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connections between the storytellers, bound together
through their experiences of'illness. It is through this togeth-
erness that opportunities for consolation are made real. I
heard echoes of consolation in responses from delegates at
the ICQI performance, showing they learnt something new
about Long Covid, about the brutal realities of this condi-
tion. Some reflected on how these insights connect to their
own lives. I read powerful threads of consolation in Denise’s
response; both through hearing the story of a fellow Long
Covid sufferer and through learning of—and experienc-
ing—a way of doing research that brings hope and new pos-
sibilities. Consolation . . . made possible through generosity
... enacted within caring relationships.

Concluding Thoughts

Through this creative-relational inquiry we tell a different
kind of story of and from our collaborative research project,
a story that responds to Denzin and Giardina’s (2018) call
for publicly oriented qualitative inquiry. Our team com-
prises multidisciplinary researchers working with and for a
range of stakeholders, including participants, public
involvement group members, and audiences of the research.
Using creative-relational inquiry has allowed us to collab-
oratively develop and share an accessible, engaging, and
polyvocal performative text through which we take our
place as part of an “ethically responsible assembly of human
beings” committed to supporting others “subject to precar-
ity, inequality, and injustices” (Holman Jones, 2017, p.
131).

Together, the diverse voices that comprise our inquiry
constitute an innovative account of the early stages of our
research study. Methodology is evoked in David’s Story,
while Jane's Story offers an in-depth personal testimony of
one person’s lived experiences of Long Covid, generated
through narrative interview. Through Denise’s Story, we
trace the initial impact the research has made though fore-
grounding its meaning and value for one audience member
also living with Long Covid. Through the dialogue between
Jane and David, we pull back to offer personal reflections
on the wider social, economic, and political issues that are
developing around Long Covid and its treatment. Finally,
through Kitrina s Story, we offer one theoretical interpreta-
tion of our creative-relational inquiry as an act of generosity
within challenged and stretched health care environments.

“In the making of Long Covid,” Callard and Perego
(2020) write, “conventional hierarchies of evidence, and
normative routes for scientific dissemination were fre-
quently disrupted” (p. 3). The unprecedented chain of
events that precipitated this disruption has prompted a paper
provocatively titled, Adapt or die: how the pandemic made
the shift from EBM to EBM+ more urgent (Greenhalgh,
Fisman et al., 2022). In it, the authors—established and rec-
ognized proponents of EBM—conclude that it is “time to

bring in a wider range of evidence and a more pluralist
approach to defining what counts as ‘high-quality’ evi-
dence” (p. 253). They suggest these may include, for exam-
ple, narrative accounts as well as new methodologies which
address the complex systems within which health care is
delivered in 21st century (which includes government,
health service providers, and the public). Our creative-rela-
tional inquiry contributes a further rendering of what a more
expansive conception of evidence-based medicine might
look and feel like in future times.
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