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ExTENdEd AbSTrACT
“You just don’t get the pros and cons and things with your doc-

tor, you don’t understand treatment options, what’s coming down the 
pipe… I was at one of the support group meetings and we were just 
going around the room talking about things and [the group leader] 
mentions “XXX is thinking about [getting] a transplant”. So they 
kinda went around the room, and as you know in these groups um, it’s 
just a great big pot of everything you can think of, every combination 
of something that people have gone through… So that group is real 
important. I come back with stuff from the group that I bring to my 
doctor: “Why aren’t we looking at this or that? When are we going 
to be testing for this? You know, what’s the future treatment plan?” 
(Interview Data).

This study explores the ways in which the collective practices 
of consumption community formation and sustainment can be un-
derstood as a technology (Foucault, 1988) employed in the caring 
for oneself (Foucault, 1986).  Taking inspiration from studies which 
have broadened out the domain of consumer research to include di-
verse groups living with serious illness (Adelman 1993; Kates, 2002; 
Pavia and Mason, 2004; Wong and King, 2008), the context for this 
investigation is the U.S. Myeloma community1. Through a phenom-
enological approach, utilising non-participant observation and depth 
interviews (Thompson et al., 1989; Turner and Wainwright, 2003; 
Forss et al 2004), attention is drawn to the importance of collective 
practices which emerge from community-based, patient-led support 
groups; particularly a network of 3 patient-led, community-based 
support groups in the Mid-west, accessed through a group leader 
who acted as gatekeeper. A period of contextualisation, drawing on 
informal interviews with community members and community-pro-
duced secondary data, was followed by non-participant observation 
at support group meetings over a period of 4 months. Subsequently 
20 face-to-face depth interviews were carried out with 15 Myeloma 
patients and their spouses or family members - “carers”, as they are 
known. 

We employ a consumer research lens (Lupton, 1997; Henwood 
et al, 2003; Kates, 2002; Pavia and Mason, 2004; Wong and King, 
2007), to explore the co-creation of social resources within such 
groups. As our interview data reveals (see above), the support groups 
are discursively positioned as receptacles of first-hand market infor-
mation, with much of the narrative exchange within the group being 
concerned with navigating and (re)calibrating one’s relationship with 
the healthcare, pharmaceutical and health insurance industries. Cru-
cially this culture of information-exchange fosters a sense of belong-
ing through the care for oneself and others.  Or, as Foucault would 
have preferred:  “The care of the self – or the attention one devotes 
to the care that others should take of themselves – appears then as 
an intensification of social relations.” (Foucault, 1986: 53). The sup-
port groups operate as consumption communities where culturally 

1    Myeloma is an incurable, chronic form of bone marrow cancer.  
It is estimated that there are 75,000 – 100,000 myeloma patients 
at any one time in the USA, and upwards of 15,000 in the UK. Pa-
tients may have the disease for several years and it is characterised 
by periods of active disease and remission (Durie, 2003). Symptoms 
of this disease include pain, bone loss, anaemia and immune system 
suppression. Treatment is usually in the form of chemotherapy and/
or stem cell transplantation.

accepted self-care practices deemed necessary to ‘living with my-
eloma’, are shared amongst patients and their carers (Whelan 2007). 

Through our analysis we reveal a range of collective practices 
which emerge from this ‘intensification of social relations’ (Foucault, 
1986).  Crucial amongst these are the sharing and mediating of infor-
mation, helping, storytelling and the fostering of personal responsi-
bility and obligation.  Such practices serve to sustain, replicate and 
energise the collective, but also to intensify the responsibilities of in-
dividual members through their participation. Carrying out the busi-
ness of identity work2, informants report being empowered with a 
sense of self-confidence and a new-found ability to negotiate various 
healthcare systems (Lo and Stacey 2008). The Myeloma community, 
through its cultivation of social and agentic practices, thus provides 
a space for members to ‘forge new meanings and incorporate these 
meanings into changing self-conceptions’ (Kates 2002: 636). 

The medical marketplace is a realm where high-stakes decisions 
- concerning treatment, care, quality of life or insurance and other 
administrative matters - are made (Wong and King 2008; Botti et al 
2009). We find that support groups function to provide patients with 
the emotional, social and knowledge resources to carry out complex 
decision making. Such is the focus on marketplace knowledge that 
we conceptualise support groups as a consumer-led solution to the 
dark side of consumer/patient empowerment – the burden of per-
sonal responsibility (Lupton 1997; Davies and Elliott 2006; Shankar 
et al 2006; Markus and Schwartz 2010). The study at hand is a dem-
onstration not only of the ways in which community is (to use Fou-
cault’s term, 1988) a technology employed to develop the self and 
navigate the medical marketplace, but how a consumption collective 
– in its mutual disclosures, trust, shared hope, sense of belonging 
and other-centred ethos – can produce valuable emotional bonds and 
social resources. The extant literature has identified that consumption 
communities provide social support to members (Shouten and McAl-
exander 1995; Fournier and Lee 2009) but has been slow to explore 
this helping behaviour. By doing so, we answer Kozinets’ (2002) call 
for consumption communities to be characterised as an ‘ameliora-
tive’ to the effects of the marketplace (ibid: 34). 

The study concludes that the robust and flexible culture of these 
support groups is crucial for understanding the transformation of 
the patient. The personal movement revealed is from a position of 
passivity, fear and objectification to one of perceived control, un-
derstanding and skilled navigation of the healthcare market. The 
resources constructed by such community-based support groups 
thus offer members access to and participation in a wealth of so-
cial practices for self-enhancement which transform the patient into 
an agent. Lupton noted (1997) that where the patient as consumer 
is examined, the privileged representation is that of ‘dispassionate, 
thinking, calculating subject’; a depiction which draws heavily on 
models of consumer behaviour where consumers are seen as rational, 
economic decision-makers who benefit from sovereignty of choice. 

2    Here we rely upon Schwalbe and Mason-Schrock: “anything peo-
ple do, individually or collectively, to give meaning to themselves 
or others.  Identity work is thus largely a matter of signifying, label-
ling, and defining. It also includes creation of the codes that enable 
self-signifying and the interpretation of others’ signifying behavior.” 
(1996: 115).



996 / Cultures of Caring Consumption:  Social Support and the Self in the Myeloma Community

The archetypal counterpart to the consumerist patient is the passive 
or dependent patient, a model of unquestioning compliance (Lupton 
1997). The study at hand unearths the lived experience beyond these 
simple conceptualisations; its contribution lies in the foreground-
ing of an under-researched aspect of communal consumption – the 
sharing of social support resources in order to realise agency within 
service interactions. 
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