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Abstract

This paper explores arts-based participatory research and co-creation between researchers and members of
patient-led organisations in the context of Long Covid in the UK and Switzerland. The study investigates
how people living with Long Covid experience and communicate their illness through arts-based visual
methods, specifically body mapping. Patients often have difficulty describing their symptoms and the
overall impact of the illness in clinical and social contexts, and existing research has yet to fully explore
the potential of participatory visual methods to address this gap. Drawing on workshops conducted in both
countries in collaboration with Long Covid Support (UK) and Long Covid Switzerland, our preliminary
findings indicate that: (i) body mapping can offer novel insights into patients’ experiences of Long Covid,
including their access to healthcare, economic situation, and symptoms; (ii) the method holds potential as
a communication tool for patients to communicate their experiences to practitioners, friends, and family
members; and (iii) body mapping may be adapted to offer peer support as part of Long Covid advocacy.
The paper reflects on the methodological and ethical dimensions of arts-based participatory research with
chronically ill people, and on the possibilities of body mapping as a method of citizen science to
meaningfully shape health research agendas.

Keywords: Long Covid; body mapping; arts-based methods; participatory research; health geographies;
citizen science

Citizen Science for Health 2025 (CS4Health2025)
6-7 November 2025
Ziirich, Switzerland

© Copyright owned by the author(s) under the terms of the Creative Commons

A’ttribution-NonCommercial-NoDerivatives 4.0 International L icense (CC BY-NC-ND 4.0)

All rights for text and data mining, Al training, and Smilar technologies for commercial purposes, are reserved. . .
1SSV 1824-8039 . Published by SISSA Medialab. http://pos.sissa.it/


http://pos.sissa.it/

Arts-based methods and Long Covid Jokela-Pansini, M, Britt, C, Cousins, O & Greenhough, B

1. Introduction

Long Covid, or Post-COVID-19 condition, remains one of the public health challenges of the post-
pandemic period that is still poorly understood (1). According to the World Health Organisation, it affects
individuals within three months of a SARS-CoV-2 infection, with symptoms lasting at least two months.
To date, studies have identified over a hundred symptoms, which is why diagnosing Long Covid remains
difficult (2). Patients frequently struggle to communicate the nature and severity of their symptoms, not
only because the illness varies from person to person, but also because they lack the words to describe how
they feel (3). As one participant put it: ‘There’s no test; our ability to get support is based on our testimony.
The only way we can advocate for ourselves is our way of telling people what we have, but we don’t have
the words.” This communicative gap has real consequences for access to healthcare, professional support,
and social recognition of the illness.

This paper summarises findings from two research projects conducted in the UK and Switzerland. Together,
they explore whether and how arts-based participatory methods, and body mapping in particular, can
address these communicative challenges, generate evidence on the lived experience of Long Covid, and
contribute to a citizen science of health research that situates patients at the centre of knowledge production.
The paper describes the methodological approach and presents findings from the body mapping workshops
to discuss how body mapping may help shape health research agendas as a form of citizen science.

2. Background

2.1 Long Covid and health geographies

Our study draws on scholarship in health humanities, health geography and medical anthropology, arguing
that the experience of illness is not only physical but also social, geographical, and relational (4,5). From
this perspective, bodies are more than containers for disease; they are entangled with the social and cultural
environments in which illness is lived, managed, and communicated (6). These studies explore how people
experience ill-health and how those experiences are shaped by power, knowledge, and institutional
structures. Long Covid offers a particularly vivid example of these dynamics: patients navigate uncertain
diagnoses, sceptical practitioners, inadequate services, and the emotional labour of convincing others of an
illness that often is invisible, resulting in medical gaslighting and stigma (7,8).

Research on Long Covid has been largely biomedical and epidemiological, but there is increasing evidence
of the impact of Long Covid on patients’ lived experiences of symptoms, healthcare services, and everyday
life. Qualitative studies have identified as key concerns, including patients’ need for practitioners to listen
to them and to their testimonies about their symptoms; the role of peer support in coping with the illness;
and the ways in which Long Covid disrupts identity, work, and everyday life (9). A study by Kingstone et
al. (10) found that patients in the UK required their GP to validate their experiences, while Ladds et al. (11)
documented the persistent symptoms experienced by patients who felt forgotten by the health system.
Patients with Long Covid also report experiencing their illness as if they are, as one participant put it, ‘a
shadow of their former self”, and experience of loss of their identity (see also 12).

In both the UK and Switzerland, the healthcare contexts in which patients live and seek support for their
condition are different. The UK’s National Health Service (NHS) offers universal coverage but is
characterised by significant gatekeeping arrangements, long waiting times, and limited direct access to
specialists. Switzerland, in contrast, has a system that allows direct access to specialists and GPs, with
(generally) higher availability of medical personnel and technology, but regulated access through cost-
sharing. Despite these structural differences, our preliminary findings suggest several similarities regarding
individual experiences, gaslighting and psychologization, the resources available to patients, and the
challenges they face in seeking support (e.g. GPs acting as gatekeepers for patients being taken seriously
and finding specialist support).
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3. Methodology: body mapping as participatory research

3.1 What is body mapping?

Body mapping is a research method used in social sciences, medical research, and art therapy to understand
individual and collective experiences of health and illness (14,15). Participants express their experiences
by drawing, writing, and collaging their responses to a set of guided questions onto a life-sized outline of
their own body. The resulting body maps become both data and modes of communication: they give form
to experiences that are difficult to articulate verbally, and can be shared with others: practitioners, family
members, researchers, and the broader public. Body mapping has been used in studies on migration,
reproductive health, violence, trauma, environmental illness, and chronic pain, among others (15—18). Body
mapping is more than a data collection method; it can be developed into a space for participants to identify
and articulate their own research concerns — making it, from the outset, an instrument of participatory
knowledge production (19). Our previous work on body mapping and Long Covid, including a peer-
reviewed study co-authored with participants and patient organisation partners, has further demonstrated
its value for individuals and groups who, as the method’s advocates put it, struggle to find the words (3).

3.2 Methods

The research presented here draws on two interlinked projects. The first project in the UK (2023-2024)
focused on women’s embodied experiences of Long Covid, using qualitative interviews and body mapping
workshops (four workshops, a total of 13 participants) conducted in collaboration with Long Covid Support.
The second, which extended the research to Switzerland, was developed in partnership with Long Covid
Switzerland and used body mapping workshops (five workshops, a total of 15 participants) to understand
patients’ experiences, particularly regarding healthcare (see appendix for body map examples). All
participants identified as women and were between 27 and 65 years old, representing diverse socioeconomic
backgrounds. In both settings, the research design was discussed with patient-led partner organisations from
the outset. Participants were recruited through organisational networks, mailing lists, and social media.
Body mapping workshops were conducted in groups of three to five participants, typically lasting two
hours, with a guided set of questions about participants’ experiences of their illness, symptoms, access to
support, and their hopes and concerns for the future. The workshops were designed with the needs of
chronically ill participants in mind. In Switzerland, two workshops were conducted online because many
participants were unable to travel or attend in-person sessions. Materials were prepared in advance and sent
to participants, and sessions were planned with breaks and space for flexibility. Care was given to hold the
workshops in well-ventilated and accessible spaces. The body mapping workshops received ethical
approval from the University of Oxford (SOGE C1A 24 15; SOGE 222164) and the University of Zurich
(PhF 24.12.09).

4. Findings

4.1 The communicative challenge of Long Covid

The communicative challenges of Long Covid were manifold. A recurring theme across the UK and Swiss
workshops was the experience of not being believed, particularly by doctors and employers. Participants
described diagnoses being dismissed, symptoms being attributed to anxiety or depression, and a sense of
having to prove their illness. One Swiss participant described having been evaluated four times for burnout:

“Yes, that’s the Covid. The one stuck in the head. Yes, I can honestly say that, luckily, from
here down everything is fine. The head is affected. It’s a blessing on one hand, but on the
other hand, it’s a huge obstacle. You go to specialists, and they have no idea. They look at
you: “There’s nothing to see. What’s the problem?” Then right away it turns into a
psychological thing.’

A recurring theme in our research and in participants’ own reflections is the lack of words to describe
experiences of Long Covid, particularly because of the many fluctuating symptoms and the way the illness
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presents differently in different bodies, which also means patients’ treatment needs are diverse. One
participant in our body mapping workshops in Switzerland said:

“Yeabh, it’s all these little things [in your body]. I think that’s the thing that you talk to people
and you find out, I'm taking this or I’m taking that, you know, and I mean I am still having
monthly doctor visits to adjust my medications and things. But it is interesting; what are our
individual bodily needs? You know, even if we’re in a group with similar symptoms, our
actual individual needs are different.

Because of these varied symptoms and needs, the illness is difficult to place in a specific category, and
patients find it challenging to communicate their overall condition, which can shift from one day (or even
hour) to the next.

As one participant said, patients rely on words with the closest meaning, which often diminishes the severity
of the actual symptom. Fatigue, for example, implies something resembling tiredness, whereas patients
describe their experience of exhaustion as part of post-exertional malaise, which is far more disabling. This
has direct consequences: Patients who cannot articulate their symptoms risk not being believed, not being
adequately treated, and not being able to advocate for themselves in clinical and social settings. This
challenge is exacerbated by cognitive symptoms, which make it difficult to find words and to construct
coherent accounts on demand (73). As one participant described: ‘Brains aren’t working to find the words.
So, it hits you three times over in that sense.’ In this context, body mapping, as a visual and embodied
method, offers a way around these linguistic barriers, allowing participants to draw, map, and collage their
experiences rather than relying solely on verbal or written expression.

4.2 Body mapping as a form of citizen science

In the context of the Citizen for Health Conference, our research contributes to the important research-
practice intersection around academic health research and citizen science. From the outset, patients and
patient-led organisations were partners in the design, conduct, and dissemination of the research (including
as co-authors of this paper). Long Covid Support and Long Covid Switzerland have not only facilitated
recruitment and access but have also shaped the research questions, contributed to the workshop designs,
and have been actively involved in discussing the meaning and implications of the findings.

Our study thus shows a strong commitment to co-producing knowledge. It recognises patients as experts
whose insights and expertise are constitutive of, rather than merely instrumental to, research. We strongly
believe that participatory approaches can increase the relevance of research to patients, improve
recruitment, extend the range of people represented in studies, and improve the reach of dissemination
beyond academic audiences (20). Our experience in the Long Covid context has confirmed these benefits
but also revealed specific challenges: the need to adapt research processes to participants’ fluctuating
capacity, the importance of emotional preparation and aftercare (for example, follow-up meetings), and the
difficulty of sustaining meaningful partnerships with organisations that are themselves under-resourced and
volunteer-based.

Citizen science in health research carries a particular political charge when the condition in question is
contested or under-recognised, such as Long Covid, which is widely questioned as a serious illness by parts
of society (to varying degrees depending on regional and national contexts, which often are shaped by the
experiences of the pandemic and its aftermath in these contexts). People with Long Covid have played a
central role in documenting the illness, pushing for research investment, particularly in treatment, and
demanding recognition from health systems that have been slow to respond (21,22). This study builds on
this patient-led research and seeks to develop methods and tools that serve both the community’s advocacy
needs and academia’s knowledge-production needs. In collaboration with Long Covid Support and inspired
by the body mapping workshops conducted with Long Covid patients, we are seeking ways to enhance
scientific and public knowledge about Long Covid and to support patients in communicating their
experiences. A concrete output of this collaboration is a body-mapping toolkit, free to use by individuals
living with Long Covid (23,24).
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5. Conclusion

This paper explored arts-based participatory research with Long Covid patients in the UK and Switzerland.
Our findings suggest that body mapping is a powerful method for generating novel insights into the lived
experience of Long Covid, enabling patients to communicate their experiences, and creating spaces of peer
support and collective recognition. The method is particularly promising for a chronic condition that is
poorly understood and for a patient community that has, in many respects, had to create its own research
agenda (21,22). The self-guided body mapping toolkit, developed in collaboration with Long Covid
Support, represents a concrete example of how participatory research can produce outputs that extend
beyond academic audiences to directly serve the communities that make the research possible. More
broadly, the project reflects on what participatory and arts-based methods can contribute to citizen science
in health: not only as instruments for data collection but as means of validating experience, enabling
advocacy, and making visible what conventional research has rendered invisible.
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Appendix: Body maps examples

Fig. 1 Participant’s body map (Switzerland)
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Fig. 2 Participant’s body map (UK)
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