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Feeling different, that others do not understand what it is
really like to live with congenital heart disease (CHD) (1),
is a frequent lament of patients, sometimes resulting in
social isolation and a failure to maximise opportunities
afforded by successful treatment. Patients can disengage
from health care, with potentially deleterious consequences
for themselves and their families, health care systems
and wider society. But what is the answer—how do we
help patients to normalise their experience whilst at the
same time enabling those around them to gain a greater
appreciation of what life is like for them? Art-making can
be one way of addressing this and we present an example of
our experience, engaging patients in the process.

A young man carrying a giant crimson velvet heart to
the hospital and leaving the hospital hugging it. Sitting in
the waiting room, the heart always next to him. Sitting on
a swing at the park, throwing his heart in the air, receiving
it. This is the subject of a photographic series (Figure I) (2)
encapsulating key elements of the everyday life of young
people born with CHD—the regular hospital appointments,
the burden of, but coexistence with, their hearts, caring for
them, protecting them.

The series stems from a participatory process (3)
working directly with patients with CHD. During an artist-
led workshop a teenager was asked to draw an image of
how he saw his heart. He created a drawing and collaged
an over-sized heart onto a superhero figure, a man inside a
giant heart that encased him. There was a simplicity to this
design, but it also powerfully conveyed a sense of protection

and identity, while the proportions of the organ also
suggested both its emotional weight and how large a part of
this person’s life it occupied.

In a subsequent artistic translation process of this
image (4), leading to sharing it with broader audiences
(patients, clinicians, the general public), the artist was
faced with extrapolating the powerful and literal, albeit
potentially clichéd, image of the superhero costume while
also respecting the intimacy of the original design. The
first step was the creation of an over-sized anatomical
heart, achieved by scaling up a 3D virtual model of a heart,
creating the anatomical form in solid foam, which was then
skilfully cut and shaped into a light-weight hollow heart.

Before deciding on the final construction, and
recognising the performative quality of the heart, the
artist involved a performer in the process, exploring the
possibilities offered by the giant heart—could it be worn
as a superhero costume? They explored the movement
qualities that it offered and it became clear that wearing
the heart as a costume would limit the possibilities of
expression. This would restrict the narrative somewhat
and the figure would only be able to explore the possibility
of being encased (almost trapped) in the heart. It became
apparent that creating an oversized sculptural heart would
provide a much richer set of narrative options as the heart
could literally be taken on a journey—that of the patient.

This is the narrative captured in the series of six
photographic images encapsulating different moments in
and around the hospital and the relationship between the
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Figure 1 “My Core”, by artist Sofie Layton, 2018, six images realised by photographer Stephen King. Copyright for all images belongs to

the authors (Layton S, Biglino G) (2). The images are published with the consent of the person in them.

patient and his heart displayed as part of a larger exhibition
(www.insidetheheart.org). The series, emblematic of this
journey, powerfully resonated with other patients with
CHD. When viewing the photographs in the exhibition
during a guided visit with a health psychologist, a group
of CHD patients responded immediately to the imagery —
they discussed, animatedly, how it captured the burden, the
continual presence of their heart condition. They saw the
size representing their investment in their heart and their
health, the impact it had—everything about it was big. The
isolation clearly resonated—just them and their heart—
as did the preciousness of their heart conveyed through
the richness of the velvet, their own strength through
its boldness and size. They wanted to throw it away, to
disengage from it for just a moment but then they needed
to catch it once more, to keep it safe, always there. Patients
valued how the photographs externalised something that
was inside them, how it made visible to everybody else
something that had up until then been invisible to the
outside world and something only they could feel and
experience. The artwork thus becomes a catalyst, it provides
language and visual references where words fail (or are too
difficult to utter) and presents the opportunity for other
patients to share their experiences.

The artistic translation process allows a complex
feeling or set of emotions to be conveyed and shared. Co-
created photographic images have, for instance, been used
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to describe intensity of pain and subjective perceptions
where more objective scales fail to capture the uniqueness
of an individual’s experience (5). The artistic approach is
increasingly recognised as an effective way to complement
the purely medical view of an individual where the focus
shifts from the sickness to the person (6). A recent report
from the WHO about the role of the arts in improving
health and wellbeing (7) highlighted how key components
of the engagement with the arts (including evocation of
emotion, involvement of the imagination and connecting
with themes of health) can lead to psychological,
physiological, social and behavioural responses, including
reduced loneliness, better coping mechanisms and increased
engagement with health services.

In the specific context of teenagers and young adults
living with CHD and navigating complex phases in their
lives, such as transitioning into adulthood and gaining
ownership of their condition, engaging with imagery that is
both accessible and stimulating, and importantly rooted in
a process of sharing and translating lived experiences, can
offer reassurance and opportunities to articulate and share.
That resonance, that prompt provided by the artwork,
enables both crystallisation of an experience and for it to be
woven into a narrative, although such engagement should,
at least initially, be carried out with appropriately trained
psychologists or other professionals who can provide any
necessary support. When the narrative is authentic it is
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recognised, both by those who share it (other patients) and
those who witness it (families and clinicians), offering a new
medium through which to explore it.
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