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Abstract

In the context of an increasing clinical need to better support self-management for people living
with long-term health conditions an interest in the role of social networks has emerged. Given
that sport participation often provides opportunities for social engagement, a space to explore
self-management at the intersection of medical sociology and the sociology of sport has opened
up. This article presents findings from an exploratory qualitative study with organ transplant
recipients who have participated in Transplant Games events — national and international multi-
sport competitions for organ transplant recipients. Our findings illustrate how sport-based social
networks serve as resources for health-related knowledge, provide participants with additional
affective support and help shape health expectations for the future. Although sport-based social
networks were seen as an overwhelmingly positive resource for our participants, it is plausible
that harmful unintended consequences could arise for patients with existing self-management
issues. As such, it is recommended that people seeking to use sport as a tool to enhance illness
Self-management should consider the various and powerful ways that social networks can be
impactful and anticipate the potential consequences accordingly.
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Introduction

People with long-term health conditions (LTHCs) must engage in ongoing self-management
practices in order to reduce the symptoms of their illness, minimize its impact on physi-
cal functioning and cope with its complex psychosocial consequences (Gallant, 2003).
As an important and growing area of healthcare research and practice, strategies to opti-
mize LTHC self-management have shifted in focus in recent years from a tendency to
target individual-level outcomes such as behavioural, educational and cognitive improve-
ments (Pai and McGrady, 2014) and towards a social understanding of self-management.
This shift aligns with the succinct idea that people do “self-manage” their conditions, but
they do not self-manage on their own (Vassilev et al., 2013). This new direction has
opened up a space for medical sociology with an emphasis on understanding the role that
social networks play in helping patients to live well with their condition (Morris et al.,
2016; Vassilev et al., 2019).

Organ transplant recipients are a growing LTHC population who have received a solid
organ (e.g. heart, kidney, liver, lung, or pancreas) or a stem cell transplant from a living
or deceased donor (World Health Organization, 2019). Transplantation is widely referred
to as a treatment rather than a cure due to the need to monitor the functioning of the
transplanted organ, the potential recurrence of the disease that led to requiring a trans-
plant and the potential for comorbidities resulting from the use of life-long immunosup-
pressive drug regimen (Neuberger et al., 2017; Stoumpos et al., 2015). Research has
shown that problems with self-management for organ transplant recipients exist in rela-
tion to non-attendance to clinical appointments (Pankhurst et al., 2020), non-adherence
to medication (Cassuto et al., 2016) and incidence of mental ill-health (Corbett et al.,
2013) among others. As is the case for the conversation about LTHCs more broadly,
advancing a sociological understanding of the phenomenon of self-management may
provide important insights into how self-management is accomplished and, therefore,
what might be done to better support transplant recipients in practice.

In an attempt to contribute to this area of interest, this article explores how sport may
offer new opportunities to develop and mobilize social networks with the potential to sup-
port self-management. We bring sport into the conversation here because sport has long
been understood as social practice whereby participation encourages — and often neces-
sitates — an engagement with a community of others (Jarvie, 2003). Research continues to
build on this assumption with recent studies exploring how social capital can be built
through participating in sporting initiatives (Adams et al., 2018), how female football
players draw on social networks to make career steps (Rosso and McGrath, 2013) and
how collaborative networks are critical to sport-for-all programmes (Dobbels et al., 2018).

On this basis, we suggest that a new and fruitful direction to this interest might be
explored which connects the otherwise diverse interests of sport, social networks and
medical sociology. With our focus on organ transplant recipients in mind, we bring
sport into view through exploring the experiences of participants at “Transplant
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Games” events — such as the World Transplant Games (World Transplant Games
Federation, 2019) and national-level equivalents such as the British Transplant Games
in the UK (Transplant Sport UK, 2020). These events are multi-sport opportunities to
take part in competitive sport against other transplant recipients, often while represent-
ing the hospital where participants received their transplant. Transplant Games events
are relatively modest in scale, not dissimilar to the early incarnations of disability sport
that focused on rehabilitation (Purdue and Howe, 2012), invoking a similar ethos of
camaraderie and survivorship attached to the Invictus Games for military veterans
(Cree and Caddick, 2019) and they share the notion of challenging dominant narratives
about sports participation and performance as is the case with the World Masters
Games (Dionigi et al., 2013). As such, Transplant Games events represent an excellent
opportunity to shed light on the potential of sport to enhance and mobilize social net-
works that may contribute to the self-management of LTHCs.

In what follows, we present some of the relevant literature upon which the study was
grounded before presenting the methods used and the findings themselves. The article
then closes with a brief discussion on what we see as the implications of the study for
practice and future research.

Sport, illness and the power of social networks

This research project necessarily builds on and contributes to the growing body of work
aiming to understand the experience of sport and exercise for people living with illness
which has emerged as a significant area of interest in recent years. Often utilizing quali-
tative methodologies, this literature includes the experiences of people taking part in
sport and exercise with, for example, asthma (Allen-Collinson and Owton, 2014; Owton
and Allen-Collinson, 2016), heart disease (Meredith et al., 2019; Moola et al., 2015),
epilepsy (Scarfe and Marlow, 2015), multiple sclerosis (Horton et al., 2015; Richardson
et al., 2019) and arthritis (Hunt and Papathomas, 2020). No articles, to our knowledge,
exist about organ transplant recipients in sport-related journals. Indeed, although numer-
ous studies about Transplant Games events have been published since they began in the
1990s (Atamafiuk et al., 2017; Cho et al., 2017; Deliva et al., 2014; Griffin, 1998;
Johnson et al., 2013; McGee and Horgan, 1996; Slapak, 1997; Wray and Lunnon-Wood,
2008) they remain unexplored in scholarship related to sport. As such, we hope to intro-
duce a novel medical population into this body of work in the hope of opening up new
lines of inquiry and potential areas of overlap.

Furthermore, with an explicit interest in drawing lines of connection between sport,
social networks and medical sociology, this present study takes a different direction to
much of the existing literature exploring the experience of sport and exercise for people
living with illness. That is, the majority of this research tends towards the explication of
illness as it manifests in private, personal, lived-experiences as witnessed by individuals.
Rich and nuanced insights have been achieved through drawing heavily on phenomenol-
ogy (Allen-Collinson and Owton, 2014; Owton and Allen-Collinson, 2016; Scarfe and
Marlow, 2015), narrative psychology (Hunt and Papathomas, 2020; Richardson et al.,
2019) and by centralizing emotions (Meredith et al., 2019). These insights are, no doubt,
imperative but beyond Moola et al.’s (2015) illumination of how “shared experiences”
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are important — a dedicated analysis into the ways in which social and relational aspects
of everyday life can shape, constrain and enable lived experience remains missing.

In taking this direction, this study hopes to extend the existing literature that demon-
strates the importance of social networks for the self-management of LTHCs. This
research has, in part, emerged in response to dissatisfactions with individual-level con-
tributors to LTHC self-management and towards the notion that everyday self-management
is situated in social relationships structured by group membership and often tied to par-
ticular social identities and positions (Jones and Williams, 2017). Indeed, this social
approach follows the well-established idea that individual health outcomes often derive
from the collective resource of social capital (Story and Carpiano, 2017). As such, there
is increasing recognition that self-management is not just an individual but a collective
process whereby social networks can potentially make a considerable contribution to
improving health outcomes for people with LTHCs (Rogers et al., 2011). social networks
play a role in sharing knowledge and accessing resources (Vassilev et al., 2014) and there
is significant input from “weak ties” within these networks — such as neighbours, col-
leagues and acquaintances — not just the more intimate relationships with “close ties”
such as family members or a spouse as is widely assumed (Rogers et al., 2014). This
understanding has led to practical initiatives and interventions to enhance Social network
support (e.g. Welch et al., 2020), but little is known about whether and how sport partici-
pation might contribute to such goals.

Methodology

Research focus

The analysis presented here represents a focused component of a wider investigation
with the objective of exploring the potential role of sport and exercise in the ongoing
challenge of trying to enhance self-management for organ transplant recipients. As sport
and exercise could feasibly have a wide range of impacts on self-management, it should
be noted that we chose to explore the role of social networks from the outset after having
identified it as an area of interest from an initial scoping review of the literature. Because
of this interest, references to social experiences were included in participant information
sheets and within the interview schedule. As such, one of the key research questions that
guided the study from the outset was: how do organ transplant recipients’ sport-based
social networks contribute to the self-management of their illness? By way of clarifica-
tion, we take “sport-based social networks” to mean the array of relationships that our
participants have with other individuals who are mobilized through engaging in sport,
such as Transplant Games events.

Research context: Transplant Games events

We use “Transplant Games events” to describe the various sporting events specifically
organized for transplant recipients that all of our participants had participated in. The
largest of these events is the Summer World Transplant Games which is organized every
two years, the most recent of which hosted around 2500 competitors from over 60
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different nations. Transplant Games events also include national-level competitions as
well as organ-specific events such as the European Heart and Lung Transplant
Championships. It is relevant to note that these events are accessible and inclusive with
most events not requiring an entry standard. While high quality performances are strived
for and achieved, Transplant Games events consistently emphasize an ethos that centres
around “celebrating the gift of life”, promoting participation for all and raising aware-
ness about organ donation. The schedule of competition includes a range of sports, from
athletics, cycling, swimming and football through to bowling, darts and snooker as well
as winter sports at the Winter World Transplant Games. Social and cultural activities are
often organized — particularly at international events — which means that opportunities to
socially engage with other participants are available.

Participants

Thirteen transplant recipients who had experience of participating in Transplant Games
events were recruited to take part in this study. After obtaining ethical approval from the
University of Bath, participants were recruited by advertising the study on social media
platforms, through national Transplant Sport organizations and by face-to-face and writ-
ten invitations during the World Transplant Games in 2017. As an exploratory study, we
were led by a desire to achieve diversity across gender, age, nationality and transplant
type. As a result, the participant sample consisted of seven females and six males, aged
between 24 and 55, from England, Australia, Northern Ireland, Wales, New Zealand and
South Africa, and having received either a kidney, liver, heart or lung transplant. This
recruitment strategy helped avoid the error of recruiting a skewed sample of participants
based on only one of these characteristics but also placed limits on our ability to make
claims about how experiences were diversely shaped by these characteristics, such as the
gendered nature of participants’ experiences. In line with this, our approach was to try to
reveal some of the commonalities between participants’ experiences and the processes
that they were involved in. To maintain anonymity in what is a somewhat small commu-
nity, gender-neutral pseudonyms and pronouns (them/they) are used in the presentation of
data in this article and we have avoided attaching identifying characteristics (such as
transplanted organ, nationality and age) to participant quotations where at all possible.

Data collection

Semi-structured interviews were considered an appropriate method to gain insight into
the way in which participants’ sport-based social networks contribute to LTHC self-
management. Interviews lasted between 32 and 68 minutes (average 45 minutes) and
were conducted face-to-face with participants who resided in the United Kingdom and
by telephone (Skype) with participants outside of the United Kingdom. Despite an
awareness about the possible differences between conducting interviews in different
ways (Irvine et al., 2013) the lead interviewer (GW) did not feel that the ultimate find-
ings were affected because differences were mediated through different kinds of interac-
tions during the conversation itself. As an example, the interviewer perceived that
telephone participants were more self-conscious about whether they were saying “too
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much” or “too little” with their answers due to not being able to see visual cues from the
listening interviewer. The interviewer dealt with this by explaining this tendency at the
start of telephone interview as well as using more verbal cues and interjections while
listening to participants speak. The interview guide was structured around topics intended
to direct the conversation towards the experience of being a transplant recipient in gen-
eral, the experience of sport and exercise as a transplant recipient and the social impact
of engaging in Transplant Games events.

Data analysis

The analysis process began with interview transcripts being read independently by two
members of the research team (GW and NC). As part of the wider study, the two analysts
proceeded in a largely data-driven way broadly in alignment with guidance offered in
reflexive thematic analysis (Braun and Clarke, 2019) while still maintaining boundaries
to the analysis as defined by the research objectives and questions. The transcripts were
read first for familiarization and then codes were developed from initial annotations
through to more refined themes, each with “a central organizing concept”. The themes
were refined through a collaborative conversation between the two analysts and then
further when being shared with two additional researchers (CP and CB) who were asked
to challenge the claims and offer new insights where appropriate. Following this, a sum-
mary of our findings, including examples of interview quotes, were then presented back
to study participants for comments. The reason for including this step was not because
we thought it would “ensure validity” or confirm that our interpretation was “correct” —
as has been thoroughly critiqued elsewhere (Smith and McGannon, 2018) — but rather
more straightforwardly to reduce the risk that we had mistaken or misunderstood what
participants were trying to communicate (Maxwell, 2012). In practice, we should note
that little was gained from the process on this occasion but we maintain that doing so at
the very least offered a space for participants to reflect on the research as well as demon-
strating a willingness to present a summary of findings back to participants which, in our
view, is preferable to not doing so.

This process resulted in three overarching themes (engaging in social networks;
physical activity, capability and the transliminal self; and physical activity as health,
self-care and duty). Owing to their orientation towards phenomenological aspects of
taking part in sport and exercise as a transplant recipient, it was decided that the second
and third themes warranted further analysis through phenomenological conceptual
lenses. This allowed us to think with lifeworld heuristics and lived-body experiences
which brought out interesting issues about identity, survivorship, obligation and
empowerment (see Wiltshire et al., 2020). The “engaging in social networks” theme
was thus developed separately from the phenomenological interrogation in the latter
stages of analysis and reporting. We felt that this was justified not only because it
allowed us sufficient space to present the rich details that came out of the interviews,
but also because the emerging ideas meaningfully connect with and contribute to a
separate literature base making these findings of interest to a different set of research-
ers in the field. Within the engaging in social networks theme which is the focus of this
paper, our interpretation was organized into three domains: (a) shaping knowledge; (b)
affective communities; and (c) health expectations.
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Findings
Shaping knowledge

Our analysis highlighted how sport-based social networks play an important role in the
shaping of knowledge about health, illness, treatment and management. In a process
similar to what is described by Vassilev et al. (2013), gaining knowledge occurred
through engaging in knowledge exchange conversations with sport-based social net-
works about topics such as medication, dietary advice and bodily changes. Jordan said
plainly that Transplant Games events were somewhere to “learn a bit about how to man-
age your condition” and also that this was “something that I didn’t expect to get from the
Transplant Games”. In Jordan’s words, “it was an opportunity to learn from the greater
experience and learn from, maybe, from some of the good things that some people have
done and probably some of the mistakes that some people have made”.

This idea was also true for Charlie but with the added interest in gaining knowledge
from people in the network who enjoyed less problematic transplant recipient journeys.
In terms of what exactly people were interested in knowing about, one of the most com-
mon areas of interest was medication. As Chris explained:

I’'m quite intrigued when I ask people what drugs they’re on, or they tell me what drugs they
are on. Because I don’t take hardly any drugs, and I was like “gosh I only take four pills a day”.
And they were saying “I am taking this” and “I am taking that”. And I am thinking, “should I
be taking more?”” So that has made me query a few things.

While participants in our study did not express an inclination to question their own
clinical team, they did feel that gaining knowledge about the treatment that other trans-
plant recipients received put them in a position in which they were informed about the
clinical decision-making that they were part of. In this way, sport-based networks built
through participating in Transplant Games events can be seen as “information networks”
which is significant because such networks have been shown to be related to better Self-
management capabilities (Koetsenruijter et al., 2016). It is relevant, too, to point out that
these information networks do not seem to be facilitated specifically by the sport partici-
pation aspect of the Transplant Games but rather the various opportunities to spend time
with and engage socially with other recipients as part of the event as a whole.

In addition to knowledge exchange about transplant-specific medication, one patient
also discussed how they drew on sport-based social networks to discuss the experience
of the menopause as a transplant recipient. As they explained:

I have been able to speak to a couple of ladies in my age category from the [national team] to
find out things like at our age what can we take what can we not take. “How you are dealing
with this?” “Has the transplant” — you know because we are transplanted — “is it different or
harder?” So, it’s insightful and valuable information that I can’t get from my own GP [general
practitioner] because he doesn’t know. He can’t tell me. (Frankie)

The notion that information of this kind was unavailable from conventional medical
sources is significant for our interest in the role of sport-based social networks in illness
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self-management. Indeed, this was also a belief shared by several other participants in
this study. For Jack, hearing advice “first-hand” was more about reassurance: “it’s all
well and good you reading it or the doctors telling you that you can do it but you’re
always going to have your doubts, especially when little things go wrong.” Similarly, for
Frankie it was reassuring to hear this information from people in their network but also
a more powerful way of receiving the same information. In Frankie’s words:

Yeah, you sort of take it onboard better if it’s someone here who has gone through it. And you
can be reassured more if it is someone who has maybe been in the same situation as yourself.
And it can maybe put your mind at rest if you think how this is happening and this is okay, it’s
normal.

When probed further on why sharing knowledge between people in the network might
be important, one explanation offered was that participants feel more comfortable to ask
questions with people within their network than with medical professionals. Jamie said,
“I know 1it’s silly, but there’s no silly questions. It’s all natural”. This suggests that shar-
ing knowledge within a Social network may be especially important for people who may
lack confidence or maturity because of being worried about feeling “silly” but also,
perhaps, for patients who feel uncomfortable talking about embarrassing issues and
those who feel like they do not want to waste their consultant’s time with a “silly” ques-
tion. This may be an example of the notion that utilizing social networks for Self-
management requires an ability to deal with relationships effectively (Vassilev et al.,
2014). Yet, while sharing information such as this was seen as a benefit from the perspec-
tive of participants in this study, we see some cause for concern about the potential for
exchanging harmful information — an issue also raised with regards to low education
groups in other research (Koetsenruijter et al., 2016). This opens up interesting and unan-
swered questions about trust in healthcare professionals, the role of expert patients and the
negotiation of treatment concordance between patients and healthcare professionals.

Affective communities

Our analysis also suggests that social networks developed through Transplant Games events
can be considered as resources that have an emotional impact on participants. The signifi-
cance of the Transplant Games in this regard is, perhaps, that it provides a “meaningful
activity” (James et al., 2020) through which the closeness between network members can be
developed. This is perhaps unsurprising given that sociality has been shown to be important
in the comparable context of the World Masters Games whereby sports participation in older
age is seen as an opportunity for social stimulation and engagement (Dionigi et al., 2013)
and involves a sense of connectedness among a “unique community” (Lyons and Dionigi,
2007). Indeed, similar to how Moola et al. (2015) describe the significance of having a
shared understanding with others with the same condition, social networks developed
through Transplant Games events were thought of by one participant as like “a wee [little]
club” (Frankie), invoking the notion that transplant recipients are “insiders” with connec-
tions and common bonds not accessible to others. As Max succinctly put it, “the whole
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emotional journey of going to the Transplant Games forms this incredible community that
you are a part of”.

Differentiation between sport-based social networks and everyday social networks
was also noted through the notion that only transplant recipients “understand” what other
transplant recipients have been through and that they “get it” in a way that non-transplant
recipients do not. One participant was explicit in saying that they valued the emotional
support from Transplant Games social networks even more than their family in some
respects:

From my point of view, it’s better for me than my own family because we are not that close. I
have a lot of brothers and they are all living away. I get more out of it than probably anyone
else. I found it invaluable. I love it. I would be lost without the Games, actually. (Frankie)

Similarly, speaking about a friend that they met through the Transplant Games,
Morgan said that “I talked to him about stuff that I wouldn’t even talk to [my spouse]
about. And I only met him through this”. Although it is unclear from our data whether or
not the closeness felt between recipients is somehow assisted or reliant on the sporting
context in which recipients meet, we are inclined to suggest that there are particularities
about sport that could be significant. These include, for example, the notion of compet-
ing together as part of a team and experiencing meaningful successes and failures that are
witnessed and shared with others in the network.

On this foundation, our analysis highlights the different ways that people within the
sport-based network interact to accomplish the emotional support that they value and
that, ultimately, may impact self-management. In this regard, the simple but powerful act
of sharing stories appeared to be important to participants in our study. As Max explained,
sharing stories was “spiritual” and “overwhelming”. Similarly, for Charlie, sharing sto-
ries was part of the “camaraderie” of Transplant Games events and people’s willingness
to listen was a way of enacting and accomplishing the sense that “you’re all in it together”
invoking a sense of “collective efficacy” (Vassilev et al., 2014). Indeed, Jack valued talk-
ing about the side-effects of medication with other transplant recipients because “you
can just compare stories and swap stories that you can’t swap with anyone else”. This
“swapping” of stories emphasizes that these relationships are formed on the basis of reci-
procity, which is an important characteristic of networks like this (Rogers et al., 2014).
In these ways, it was clear that it was not simply the telling of and listening to stories
within a network that was important but telling stories in the knowledge that the listener
could empathize with them and that a reciprocal relationship was being formed.

In Jamie’s experiences of talking about illness, conversations with other transplant
recipients were far more comfortable. As they noted:

I feel way more comfortable talking about when I went ill. Because the stuff that was happening
it’s a bit — if you just tell it to everybody else they would be like ‘oh’ — not recoil or anything
but, that they would be like that.

Similarly, for Morgan this meant that conversations about future concerns went dif-
ferently with people in their sport-based Social network than they did with, for example,
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their spouse. Not only does this type of relationship mean that “nothing is taboo” (Jamie)
and that there is even an occasional level of “dark humour” (Alex) about illness and
mortality, but also that swapping stories cultivated a sense of normality about illness
experiences. That is, despite the knowingness about the extraordinary nature of each
other’s stories, sharing stories brought normality to these extraordinary experiences:

People always treat me a little bit with kid gloves at home — “oh you’ve had a transplant”,
“you’re such a wonderful person”, “you are an inspiration”. I’m not here, because everybody is
the same. My family think I’m the most amazing person in the world, but I don’t think I am at
all, you know. I’ve just survived an illness. But here you are not, you’re just normal and I quite

like that. Being treated normally, that’s good. (Frankie)

Beyond enabling storytelling and providing a sense of normality, the nature of mutual
understanding and “getting it” meant that members of the sport-based network supported
each other when experiencing acute illness. Robin talked about how much people would
“rally around” and put out messages of support during periods of more immediate seri-
ous illness that transplant recipients are at risk of experiencing. Robin said, “we have all
been praying and whatever for [team mate] to get a kidney, and it happened just a few
weeks ago”. This was backed up by Alex who said, “it’s kind of like a little group that
you can just — whenever someone is ill — it’s like you all group together”. Indeed, after
witnessing the emotional support that people in the network give each other, there was a
sense that participants understood that there was an available resource should it be
needed in future.

Health expectations

The third finding that our analysis produced is that sport-based social networks play a
role in self-management through shaping health expectations. In this context, we take
health expectations to mean the assumptions that participants have about their future
health and illness, including their capabilities, limitations and mortality. For many par-
ticipants, social networks had a hopeful impact on health expectations because people
bear witness to the good health of an overwhelming number of transplant recipients tak-
ing part in Transplant Games events. As Leslie put it:

It’s good to see that thousands of other people are going through the same thing, and successfully.
Yeah, that’s probably the main thing [. . .] it gives you hope that you can keep going and keep
living for as long possible.

In the context of much uncertainty and fragility about the longevity of transplanted
organs, seeing others who have lived with transplants for many years was encouraging,
presumably because it enabled participants to imagine their future in similar terms. As
Charlie said:

You see some people walking around with organs that are 30 plus years old. A lot of people
aren’t told the, kind of, length of their organs and stuff like that but as kidney patients we
usually are because we tend to have the need for more than one throughout our life. I got told
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initially, 20 years is probably the average for a live donor — which is, they say it’s the créme de
la créme, you know, from a /iving person. But you get people 30—40 years ago, you know.
Coming up to nearly 40 years some of them.

Here, Charlie shows that seeing other transplant recipients “walking around” with trans-
plants far beyond the 20-year duration that they were initially told to expect was particularly
encouraging. While the impact described here does not appear to be contextualized in sport
and therefore could plausibly be facilitated through non-sport initiatives, it is also possible
that the Transplant Games is particularly powerful in this regard because recipients bear wit-
ness to each other performing in a range of physically demanding sporting competitions far
beyond “walking around”. Similar to Charlie, Jamie described talking to a kidney patient
with a 25-year old transplant as “really reassuring”. As with Charlie, Jamie also picked up
on the fact that the particular person in question received a transplant from a deceased donor,
suggesting that the 25 years is a low-end expectation. Jamie explained:

When he said “25 years” I thought “oh that must have been a good live donor kidney you got
there”. Then he was like “oh no, it was from a deceased donor”, and I was like “wow” [. . .]. So
yeah, that is really good to know, if you keep on top of it.

Here, we take Jamie’s feeling — that it is “really good to know” that even a kidney from
a deceased donor can last 25 years — as a feeling closely related to his hope about the lon-
gevity of their own transplanted kidney. As with most feelings of hope, however, we sug-
gest that there may be risks associated with false hope in cases where individual patients
have significantly different prognoses to others in their social network. That is, questions
may be raised here about the increased emphasis on health expectations being grounded in
social comparisons and norms rather than unique medical circumstances. Indeed, similar to
how older adults sometimes understand sport as means of “resistance” to aging (Dionigi
et al., 2013), it may be the case that transplant recipients understand sport as a means of
resistance to future ill-health.

In addition to shaping expectations about the longevity of the transplanted organ,
participants also gained an idea about the quality of their future lives from engaging with
people in their sport-based network. For Jack, “not only do you get to see what is achiev-
able, it drives you. It motivates you to become better at either a sport or just to become
healthier”. Indeed, as a multi-age group competition the Transplant Games events gave
Alex hope about the possibility of staying involved in sport as an older adult. Reflecting
on talking to and watching a 75-year old team member, Alex said “he’s like a star. I love
watching him. He’s so positive. If I’'m like that when I’'m older, I’ll be happy”. Implicit
in this expectation is not only that they will be alive as an older adult, but also that they
will be taking part in sport and doing so with positivity. Our suggestion is that these
hopeful expectations about future health may have a beneficial role to play in quality of
life by reducing anxieties experienced in the present.

In contrast to hopeful health expectations, several participants discussed how social
networks developed through Transplant Games events led to being concerned about ill-
health and death. Reflecting on past team members who have died or are too ill to compete,
Robin said that “sometimes that can be upsetting”. For Jordan, interacting with others who
talked about recurring serious illness made them concerned about future health:
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I guess maybe I have an underlying fear that maybe my liver disease will come back one day. I
don’t know if there is any truth in that. I’'m not expecting in any way that it will but, you know,
it gets you sort of thinking about it a bit.

Jordan further went on to say that even though “talking to people is a positive experi-
ence” at Transplant Games events, it can also entail more uncomfortable interactions.
They said; “you hear ‘oh my kidneys are only functioning at 30%’ or something. And
then it’s the reminder of ‘I have to be really careful and have got to drink all that water
and do all those things’”. For this reason, hearing about the ill-health of others in the
network was troubling but it was also described in the interview as “a healthy reminder
that it’s not all plain sailing”. This appeared to also be the case for Frankie:

We have lost a few, sadly, of our team [. . .] I don’t know if it is directly related to, you know,
that the medication. . . I’'m not sure. I don’t want to dwell on that too much. I just think we have
to deal with everything if and when it arrives. It is like anybody, you know. You just try and
look after yourself and be healthy.

Here, Frankie expressed sadness about the death of a fellow team member but did not
want to “dwell on” the harms of long-term immunosuppressive medication — which has
been strongly linked to problematic long-term side effects (Moini et al., 2015). In this
way, it is understandable that the recognition of mortality is immediately turned to pre-
sent behaviours of trying to “look after yourself and be healthy” which we see as relevant
to improving LTHC self-management.

Discussion and conclusion

In response to our guiding research question (how do organ transplant recipients’ sport-
based social networks contribute to the self-management of their illness?) our study
points to three possible answers: (a) by having an impact on participants’ knowledge
about health, illness, treatment and management; (b) by serving as a resource with an
emotional impact on participants; and (c) by having an impact on participants’ health
expectations.

While we consider this article to represent a useful exploratory starting point, several
cautionary notes should be stated with a view to inform future research and practice. We
are most cognizant of the risk to generalizability based on our sampling strategy in which
only transplant recipients with positive experiences of engaging with sport-based social
networks were likely to have been recruited to the study. That is, it is plausible that there
exist transplant recipients who have attended Transplant Games events and have not
engaged with social networks in the same way as this study describes, yet the voices of
those transplant recipients are omitted from this study. As such, we would urge caution
in assuming that future participants who are encouraged to attend Transplant Games
events will experience social networks in the way that our participants have. Such
assumptions may also rely on the extent to which future competitors already have estab-
lished social ties to other transplant recipients and hence might be less predisposed to
seeking out new connections.
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Notwithstanding this limitation, we suggest that these findings contribute to and
extend the existing literature in several meaningful ways. For researchers interested in
understanding the experience of sport and exercise for people living with illness, this
study may be useful in highlighting similarities and differences between different LTHCs.
One clear similarity can be seen between how transplant recipients as well as children
with heart disease value relationships with other patients because being with others with
similar experiences, at the very least, can reduce the feeling of being “isolated and alone”
(Moola et al., 2015: 285). While it may be the case that this is particularly important for
people living with LTHCs that are uncommon, we see no obvious reason why the three
domains described in this study would not be important to people with a range of LTHCs
and hence could be new areas to explore.

Another contribution of this study might be through offering an expanded view of
lived experience which accounts for social and relational aspects of illness.
Phenomenological accounts of sport and exercise for people living with illness (e.g.
Allen-Collinson and Owton, 2014; Owton and Allen-Collinson, 2016; Scarfe and
Marlow, 2015) may benefit from incorporating how others “show up” in the lifeworld of
agents and serve as an essential structuring component of being. Indeed, we agree with
studies that draw heavily on narrative psychology and have revealed how storytelling is
intimately tied to illness experience (e.g. Hunt and Papathomas, 2020; Richardson et al.,
2019) but would add that the social context of this storytelling — that is, who is listening
to the story — is a context not to be ignored. Similarly, the network of social relations
around individuals appears to be critical for researchers interested in the emotion and
illness (e.g. Meredith et al., 2019). The key difference in the perspective provided by our
attention to social networks is that suggestions for practical implications lean towards
strategies to reveal and build informal networks in addition to strategies to enhance emo-
tional intelligence and provide further clinical support. In these ways, our approach has
made visible the ways in which illness is a socially situated experience and one, there-
fore, that may be impacted by changing social networks, change over time, and differ-
ences in social networks between demographic groups.

Finally, we hope that our findings have drawn previously unknown connections
between sport and the medical sociology literature interested in social networks for
LTHC self-management. Existing research rests on the fundamental idea that the self-
management agenda needs to better include social networks of support which often take
place outside the provisions available from formal healthcare services, such as from
consultants, transplant coordinators and clinic health psychologists (Rogers et al., 2011).
The main contribution of this study may be in demonstrating that social networks built
in sport settings can help satisfy some of the emotional and social needs that recipients
require from their social network at large as well as undertake some of the “work”
(Vassilev et al., 2013) that their friends and family might otherwise be required to under-
take. However, although our study is supportive of initiatives and charities using sport as
a tool to seek broader healthcare goals, several points of concern could be raised for
particular patients based on our interviews. These include the potential that engaging in
sport-based social networks may, for example, increase the likelihood of experiencing
grief in cases when a person in the network has died. Indeed, given the finding that much
health-related knowledge and advice is shared among members of the sport-based
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network, it would be important to investigate whether this led to an empowered sense
of “mastery” for patients who learn to feel engaged and autonomous about their illness
(Heaton et al., 2016) or, instead, whether this exposes patients to potentially ill-informed
and harmful guidance about self-management. Given our interest in the role of social
networks, it may also be important to consider whether sport-based social networks
increase the emphasis on health expectations being grounded in social comparisons and
norms rather than unique circumstances. That said, it is also true that we have found
no evidence of harm caused by engaging with sport-based social networks and, as
such, our optimism about the potential of sport to contribute to improving LTHC self-
management should be emphasized but more research is warranted.
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