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The cultural dimensions of online communication:

A study of breast cancer patients’ Internet spaces

Shani Orgad

ABSTRACT

Many have studied the deep interrelations betwedinespaces and offline contexts
highlighting that Internet spaces are fundamentaitypedded within specific social,
cultural and material contexts. Drawing upon mydgtaf breast cancer patients’
CMC, this paper aims to contribute to our underditag of the role of cultural
elements in shaping participation in, and desigrCoiC environments. | use my
study as an exploratory site for identifying cudiuilimensions that should be taken
account of in studying online spaces, and in desggimoderating and participating
in those spaces. | show how both the breast caitesrthat | studied and their
participants emphasise a sense of global similanty commonality, while at the
same time this CMC context is embedded within, gtmaped by, specific cultural
elements. | discuss how breast cancer patientshaamcation takes place within
cultural settings that are fundamentally demarchteNorth-American linguistic,
national, temporal, spatial, religious, ideologiaatl discursive borders. | conclude
with a broader discussion of the importance of eérarg the cultural aspects of
online contexts that we study, and by extensiomwhy that cultural elements shape

the methodologies that researchers employ.
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INTRODUCTION: THE EMBEDDEDNESS OF ONLINE SPACES

The Internet has often been regarded as the mtatitesof globalisation, particularly
for its capacity to transcend national and cultb@indaries and its ability to make
space and distance irrelevant (Khiabany, 2003:.14tlthe same time, many have
highlighted the deep interrelations between ondipaces and offline contexts and the
persistence of social and cultural borders in @$ipaces (Halavais, 2000). While
Computer Mediated Communication (CMC) can facéitathat Giddens (1990)
described as the stretching of relations across éind space, online spaces do not
evolve in isolation from existing social and cuétprocesses and institutions. As
scholars have increasingly acknowledged, ‘cyberspadundamentally embedded
within specific social, cultural and material corite(e.g. Khiabany, 2003; Mansell,
2004; Miller and Slater, 2000; Sassen, 2004). &81df e-commerce, for example,
highlight the national and organisational cultungthin which both production and
use of e-commerce are fundamentally embedded (Fhak#, 2003). Studies of
personal web pages, to give another example, slbaweimbedded social identities

pervade the supposedly ‘placeless’ nature of thadepages.

Recognising the embeddedness of online spacehamdrterrelations with physical
offline spaces requires an exploration of sevespeats. One of them is the cultural
dimension, by which | refer to examination of howtaral values, norms, and forces
shape experiences of Internet use and designenlisavour has been pursued in a
considerable number of studies addressing theofatalture in various online
contexts (e.g. CMC, personal home pages, onlinexaamties, e-commerce sites)
from different scholarly perspectives (e.g. lindigss, political economy, geography,

ethnography, among many others).



This paper aims to contribute to our understandirtfpe role of cultural elements in
shaping participation in, and design of, CMC envments. | discuss specific cultural
dimensions in a specific CMC context, namely thenencommunication of breast
cancer patients. My discussion is based on a fear-gtudy (Orgad, 2005a), which
involved 41 interviews (online and offline) withdarst cancer patients who used the
Internet in this context, as well as textual analgs related websites and online
forums. | use my study as an exploratory site dentifying the cultural dimensions
that are important in studying online spaces, dsagdan designing, moderating and

participating in those spaces.

| start by reviewing some of the studies that exeiithe embeddedness of online
spaces within specific cultural contexts. This eawvis selective, rather than inclusive
or exhaustive. It focuses on specific studies ¢bastitute a useful background for my
later exploration of the cultural dimensions ofdstecancer patients’ online
interactions. | then present the case of breastecgratients’ online communication.
Following a brief description of the study’s mettmyy and its biases, which in
significant ways inform the data and their intetpti®n, | present an analysis of the
specific cultural dimensions that characterise treancer patients’ online
communication. | show how this online communicaspace is fundamentally
embedded in a specific cultural context, and igtimeably interwoven with existing
offline linguistic, national, temporal, spatialliggous, ideological and discursive
elements. Finally, drawing on my earlier analystemclude with a broader discussion
of the importance of examining the cultural aspetthie online contexts that we

study and, by extension, how cultural elements shiag methodologies we employ.



THE EMBEDDEDNESS OF ONLINE SPACES WITHIN CULTURAL

CONTEXTS

Various debates illuminate the ways in which cat@ements — values, norms,
communication expectations and preferences — infle@nd shape online spaces and
CMC. Some studies investigate how large-scale tstreis in the new media landscape
are embedded in specific cultural contexts. Fongxa, thedigital divide debate
highlighted the ways in which access and use ateedded in larger disparities
among the world’s cultures and nations. Similanyiters onthe political economy of
the Internet underscore that inequalities in the distributidiffusion and construction
of the World Wide Web (WWW) are implicated withindader structures of cultural
dominance, particularly Western and American heggn{Blew and McElhinney,
2002: 308). Scholars such as Herman and Sloop J2PGaterlart (2002),

McChesney (2000), and Schiller (1999) have shown the accelerated
conglomeration, commodification and commercial@maf this communicative space
render it highly culturally specific, and partictiaWestern and American dominated.
Works onthe geography of online space also contribute to a recognition of online
space as culturally embedded. For instance, arsatiia¢ map the geography of
hyperlinks and examined the directionality of floefsonline communication and
information (e.g. Brunn and Dodge, 2001; Halava@®)0), or accounts that examine
the distribution of physical location of Interneigdts and hubs, (e.g. Gorman, 2002;
Moss, 1998) demonstrate that the onbpeace has certain geographical, cultural and

national biases that often mirror biases in thénaffworld.



Perhaps more relevant here are studies that igeésthow cultural factors affect
participants’ interactions in specifically situateshtexts of online exchanges. A key
issue in this area is the rolelahguage in underpinning the organisation of the online
landscape and shaping online interactions. Studi#ss vein highlight the increasing
multiplicity of languages that people use onlinag gheir social, cultural and political
implications. For instance, the special issud@¥C on ‘The Multilingual Internet’
(Danet and Herring, 2003) explores how culturatpcas find expression in CMC in
different languages and discusses the implicatdnisis aspect. Another example is
Warschauer’s (2001) study of the use of the Intexmpreserve and strengthen an
indigenous Hawaiian language. He found that intargan cyberspace in this
indigenous language gave users the opportunitytoee and strengthen their sense
of Hawaiian identity. At the same time, he showed ltertain linguistic elements

can constrain, and may even prevent, users’ paation.

A related agenda concerns the Internet as a siteéaconstruction, performance, and
reinforcement ohational identity. For instance, Miller and Slater’s ethnographic
study of the use of the Internet in Trinidad (2066jnonstrates the persistence and
centrality of ‘national borders’ in the Interneteusnd online communication of
Trinidadians. The authors discuss how participantkeir study went to great lengths
to make the Internet a place where they could cocstperform and enact their
‘Trini-ness’ (85), for instance, by describing chams as ‘liming’, an allusion to‘de
Rumshop Lime’ (88-89), the local, down-market dnmikplace. Miller and Slater
present these findings in part to challenge the/wéthe Internet as a global

phenomenon which dis-embeds social relationshgos their particular locale.



Similarly, Cooks’s (2003) analysis of the Panamigstsev demonstrates how
physical and geographical markers in the listsewvodten recreated in the online
dialogues of its members, and, more generally, hational forms are continually

created and maintained online through discursiveram-discursive means.

A patrticularly productive group of studies that Expd how participants’ Internet use
facilitates and reinforces a shared national idefbicused ordiasporic online
communities (e.g. Mitra, 2001; Parham, 2004; Ranganathan, ZD@2er and Kuhlke,
2000). These studies highlight the potential ofltliernet to instil a sense of
nationhood among widely dispersed members and meliiieir collective efforts.
Internet spaces offer unique opportunities for gl members to facilitate,
maintain and intensify their sense of communitydgroducing and maintaining
cultural elements of the homeland, for instancadigts have shown how discursive
and representational means are employed onlimanoef diasporic members’
experiences and the spaces in which they parteipatklation to the culture of their
homeland. For instance, online spaces are oftesticated as a local (physical) space
which is closely tied in with the homeland: thenidadian ‘de Rumshop Lime’ chat-
rooms (Miller and Slater, 2000: 88-89), or the HaitMen Anpil forum, which draws
on a popular Kreyol saying to produce the senseatfilective network (Parham,

2004: 206) being two examples.

Language more generally, plays a central role apsig and demarcating online
diasporic sites. Even when the language used tiofliae host country, expressions

from the homeland’s culture are often used by disspnembers to convey particular



meanings and speak to a communal spirit, for exeniplipino diasporic websites’

usage of the worthabuhay (Tyner and Kuhlke, 2000: 248).

What these examples show is that while online envirents of diasporic
communities facilitate the fostering of relatioshacross time and space, they also
interact strongly with specific geographic spa@thér the homeland or the host
country) and their associated cultures. As sontbexe studies demonstrate, the
embeddedness of online spaces within offline spacdscultures can be facilitating
and empowering for diasporic communities. At thesaime, the interactions
between online environments and offline spacescatidres can be complex and
limited, as Parham’s (2004) study of participanise of a Haiti diasporic online
forum underscores. While the forum’s vision was&wve discussion-list members in
various physical locations affiliate their locabanisations to the online network to
enable online members to share ideas and resasterasing from their local
community work, the effort fell far short of theiginal vision, since the majority of

the online ties encompassed a very limited numbkercations.

Studying situated online contexts that have anieixplational or ethnic component,
for instance Miller and Slater’s (2000) ethnograplithe Internet in Trinidad, or
studies of online diasporic spaces, leads the relseq almost inevitably, to address
cultural issues as a necessary part of the analysisever, this kind of reflexivity to
the cultural dimension of CMC (Wakeford, 2004: 18Bpuld also extend to the study
of those contexts whose national or cultural aspact less straightforwardly

apparent.



Some of the essays in the collectiontGre, Technology, Communication: Towards

an Intercultural Global Village (Ess and Sudweeks, 2001) contribute to this atitic
endeavour, examining different manifestations efrble of cultural values and
communication preferences in the implementationwselof CMC technologies.
Several forthcoming edited collections would alsers to take up this challenge,
including Adams and Smith’s (forthcominB)ectronic Tribes, which claims to
address, among other issues, aspects of culturahcmication on the Internet, St.
Amant’s (forthcomingLinguistic and Cultural Online Communication Issuesin the
Global Age which promises texplore the differences in language, cultural
communication expectations, laws, and softwaredstats that individuals encounter
and need to consider when interacting online, aeifly, Stein and Virtanen’s
(forthcoming)The Pragmatics of Computer-Mediated Communication, which ,

among other themes, takes account of the cultuzeHspeffects of CMC. More work

in this direction would be welcome.

| now present what | hope will be my contributianthis debate, namely an
exploration of how specific cultural dimensions gha particular health-related
online context, the CMC environments of breast eapatients. | see this case in
terms of an exploratory site for identifying thdtaval dimensions that should be
taken account of in studying online spaces, as ageilh designing, moderating and
participating in those spaces. However, before ekmizion the analysis of the
specific cultural dimensions of this online contéxtant to highlight several limits
and biases of my methodology, as they influencditiadkngs and my interpretation of

the data in significant ways.



METHODOLOGY AND ITS BIASES

After lurking for several months in breast canaareted online spaces, | posted
invitations on message boards, for women to shéahreme their experiences of using
the Internet in the context of their illness. lcaksmailed some women who had
provided their e-mail addresses in messages thipbsted, or on personal
homepages. One of the websites | recruited a Ipadfcipants from, was ‘Shared
Experience’ (www.sharedexperience.org). This websgpears first on Yahoo!
search and second on Google search for the contiratthe key words ‘cancer
experience’ (a combination which seems quite comaroang cancer patients
seeking exchange experiences). The ‘Shared Expetiarebsite is described by its
founder as ‘a collection of first hand accountschyicer patients and the people who
love and care for them’ whose goal is to ‘gatherdrads of thousands of stories and
make them freely available on the World Wide Web’

(www.sharedexperience.org/why.lasso).

| received 83 replies, from which | chose 29 actetim use as data for analysis. The
next stage involved shifting the relationship witformants offline. Elsewhere |
discuss at length the rationale for, and impligaiof, the move from online to offline
relationships with informants (Orgad, 2005b). | smted 15 of the 29 | had selected,
with most of whom | had maintained correspondemeeestheir first response, asking
if they would agree to meet me for a face-to-faterview to follow up their written

stories in greater depth.

| conducted 11 face-to-face and one telephonevieter Ten of the face-to-face

interviews took place in the United States, andiarsrael, either in interviewees’



homes, or in public places such as diners. Exa@em tancer website designer who
was male, all the participants in the study wer@gewvomen, mostly American,
middle and upper-middle class, aged 32 to 76 (tapmnty between 40 and 60), most
married with children. The analysis is based ondiia generated from the online and
offline interviews, as well as texts from websiéesl forums that | observed and
collected over a period of four years. | use psayde in the analysis for obvious

reasons of confidentiality.

Of course, the data suffer from self-selection alf as other biases. For the purpose
of this paper, and within the space available nihca discuss all of them here (see
Orgad, 2005a). | do, however, wish to reflect anr fepecific biases that are
particularly relevant, as they shape the findilgg t present in this paper, and my

interpretation of them in relation to the cultuisdue, in significant ways.

First, | chose only top-level global domain websiteom, .org. .net), both for the
recruitment of participants for interviews and #malysis of forums and websites. |
specifically avoided national domain websttésg. .uk, .mx, .il), and top-level global
domain websites with an explicit national affilati for example the American
Cancer Society (www.cancer.org) and Cancer Sursixatwork (www.acscsn.org),
which is related to it. However, using the top-leglebal domain websites inherently
confounded US websites, as most of them startdzbigye the consolidation of
national domain websites, and since the convemtiarsing ‘.us’ for US sites has
never been adopted. Thus, the cohort of websiteamalysis is based on are US-

based, although they often present themselveshalgiather than American.

10



Second, although access rates are increasing iy coamtries, Internet access and
use are still a primarily Western, and to a dedtgian, experience. So inevitably the
majority of the respondents to the messages | gastkne were Western, and more

particularly North American.

Third, | looked only at sites in the English langaal searched for websites, forums
and discussion lists using English search terngs {®@&ncer experience’) and the
messages | posted on message boards were in Edgisburprisingly, therefore, it
was mainly English-speaking women who replied toanfne message, and
subsequently participated in the study. What wagrsing, however, was that
respondents were mainly American. When | latedtt@erecruit women from the UK
by posting messages on UK-based websites, in ampttto overcome the initial
overwhelming bias of US respondents, | receivedlgany replies. Here neither
access nor language seems to be an obstacle: theebsites where | posted
messages use English and are accessed by a cabkdaumber of British users who
are connected to the Internet. So why is it thaeasage posted on .com or .org sites
generated lots of responses, whereas on similaitesk the same message generated

so few? Later in the discussion | try to explaiis tmethodological national bias.

Lastly, while | argue for specific cultural dimeoss that characterise breast cancer
Internet spaces and are predominantly North Ameyidas study is limited in that it
lacks a comparative perspective. A preliminary carapive analysis | conducted
between US-based and UK-based cancer websitededaacinating differences as
well as similarities, for instance in the appro&zideath in patients’ postings. So a

valid question would be whether sites in languaghser than English, and with a

11



clear national orientation, would have demonstratedlar cultural biases to those

that | describe in relation to the English-spealgitgs | studied.

EXPLORING THE CULTURAL DIMENSIONS OF BREAST CANCER

ONLINE SPACES

The proliferation of health-related communicatioitee is often seen as a
manifestation of the ‘electronic global villagetfhtated by CMC. Popular discourse,
as well as much of the research on ‘e-health’, eaxsisles the idea that the Internet
enables people to communicate health issues waode beyond physical, social, or
cultural borders. Hardey (2002), for example, dbssrpatients’ online
communication as forming a ‘global Internet healtlvice network’, and a ‘global
community of care’, ‘within which people can rewrtheir biography and transform
their social networks’ (32). At the same time, atdl and national aspects play a
significant role in shaping health-related onlimatexts. Cultural values, norms,
beliefs, symbols and communicative patterns cartstgignificant ‘borders’, to

follow Halavais’s (2000) metaphor, that demarcaie shape online spaces, and thus

need to be recognised and mapped.

Therefore, the discussion of breast cancer onjpaees will start by exploring the
aspects of breast cancer CMC environments that asmg#hinclusiveness, global
commonality, and the sharing of experience and ca¢#howledge. | particularly
focus on the ways in which patients’ CMC environtseran facilitate cross-cultural
exchange of experience and information, transcenaational and cultural borders.
However, | argue that we must at the same timeaelatdge that these spaces are

significantly shaped by particular cultural valupsnciples and communicative

12



patterns. So the next section explores the speatifiensions that mark these spaces
as culturally embedded. More particularly, | shaawibreast cancer online spaces are
fundamentally embedded in a specific cultural ceitend are inextricably

interwoven with existing offline linguistic, natiah temporal, spatial, religious,

ideological and discursive elements that are prexdiamtly North American.

Breast cancer and patients’ CMC: Beyond cultural boders

Due to its high prevalence in women all over theldvbreast cancer is undoubtedly a
universal concern. During the nineteenth centud,the first half of the twentieth
century, the disease was largely excluded fromipulidcourse. It remained a private
experience that individual women suffered aloneréviecently, especially since the
late 1980s, breast cancer has moved.eapold puts it, ‘from the closet to the
commonplace’ (1999: 215). ‘Today breast canceneshiggest disease on the cultural
map’ (Ehrenreich, 2001: 1a), and is increasingiycwnicated on a global scale. For
instance, the pink ribbon, which represents thietfaggainst breast cancer, has become
an image whose meaning is shared by people atreggdbe. Multi-national
corporations are central actors in the construcioh perpetuation of the disease on a
global scale. By supporting an ongoing global cagmp#o fight the disease, in which
the pink ribbon is a central image, multi-natiocatporations such as Revlon, Ford,
Tiffany, Estée Lauder, Ralph Lauren and othersirdmute to global awareness of
breast cancer. Indicatively, a recent medical rielppia research biotechnological
company carries the title “The Global structurdoéast Cancer R&D’ (BioSeeker,
2003). As far as actual treatment of the diseaseriserned, this is still

predominantly organised by national health systétasvever, there is an increasing

number of medical actors promoting programmes desidgo eradicate the disease at
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a global level (for example, Susan G. Komen'’s Br€asicer Foundation’s 2000

initiative ‘Train the Trainer’).

The way many of the websites devoted to patiensgugsion of breast cancer
describe themselves enhances the message thattimes®inicative spaces are all-
inclusive, scaling national, cultural or any otkecial boundaries. This is true for
websites with top-level global domain names (.carg,and .net), but interestingly
also for some websites with a national domain ngdoranstance .ca, .uk, .fr). This
construction of the website’s mission and orientafas culturally inclusive usually
characterises different types of websites, runlbial or nationatancer
organisations, or founded by individuals who amolaed in the iliness in some way,
or constitute commercial sites of companies reltgtie fight against breast cancer
(pharmaceutical companies, for instance). Heredesv examples that put a gloss on
this observation. The Susan G. Komen Breast Cdrmandation, a global leader in
the fight against breast cancer, is using its welisitranscend the physical confines
of its conventional awareness raising event of &fac the Cure’, in which women
run or walk for the fight against breast cancer:
By leveraging the power of the Internet, the Koriv@ntual Race for the
Cure® brings people together from all over the waol make a difference in
the fight against breast cancer. In exchange fomemum $20 donation,
anyone, anywhere can participate in the Komen ¥ifRace for the Cure®,

the first online fundraiser of its kind. (http://wwmkomen.org/intradoc-
cgi/idc_cgi_isapi.dll?ldcService=SS_GET_PAGE&ssDaoi¢=s 002296).

A similar portrayal of patients’ online communiaatias culturally inclusive can be

seen in the way the Board Etiquette & Policy of popular Canadian-based website

14



Breast Cancer Action Nova Scotia, (http://bcans.org/forum/help.htm#gquide

welcomes its participants to the patients’ forum:

Please keep in mind that people posting to thedBi@ancer Action Nova
Scotia web site comigom all walks of life and from all over the globeand
offer a variety of different viewpoints and opiniors (my emphasis).

Similarly, this is howOncoChat, an IRC environment for cancer patients describes
itself on its homepage:

Welcome to our home on the Web! OncoChat isal-time global support
community for people whose lives have been touched by cangeease
note thatOncoChat is not a forum for religious discussionChoice of faith
is often too sensitive an issue for people whdigtging to survive
(http://www.oncochat.orgny emphases).

Patients themselves also often described theinemommunication of breast cancer
as extending the geographical and cultural bouedani their lives. They particularly
stressed how in posting their message online tbaghed out to patients who are
remote from their locale, geographically and/otwallly. Yielding a large number of
replies, especially from respondents across theeglwas often seen by the poster as

a sign that her message had ‘global’ value, beymngersonal realm. For example:

| got 19 responses so that was very good! [proud] People from Australia!
Yah! That was good, very good! (interview 1).

| posted that and then | heard from...a lot of ofbemple e-mailed me after
that. People from all over, | mean there was somglimm Canada, you
know just from all over! From Oregon... (interview. 6)
Other studies corroborate this observation reggrttie way in which participants
construct their online experience as cross-culmdl global. For instance, Miller and

Slater (2000: 91) indicate that the Internet wasmmnly perceived by Trinidadian

participants as ‘a public place with a foreign &umdie, and it was therefore deemed

15



essential to maintain dignity, respectability arfteiwvas deemed a proper place in
the world’. Darling-Wolf (2004: 520) reflects orsamilar perception among
participants in a completely different online cottfef a Japanese celebrity fan
community. ‘Fans’ interaction constantly refleceadacute awareness of the multiple
cultural identities that were presented in the pagfeghe community’s bulletin boards.

Postings would often be addressed to “all you tarighere in the world” ’.

So whether in a national CMC context such as ti@dadian (Miller and Slater,
2000), or in a cross-cultural context like thabogast cancer patients’, participants
often tend to frame their online participation aseaperience which transcends the
national and cultural boundaries of their livestHa case of breast cancer, as | have
shown, patients’ perceptions of their online exgmce often replicate the dominant
construction and discourse that the websites thessase. Patients commonly think
of these spaces as social spaces that stressntimear@lity between participants, and
their shared experience and knowledge, and whinkempently give rise to feelings

of camaraderie, companionship and strong bondimga) 2005a).

However, the notion of patients’ online environngeas inclusive and open to ‘people
from all walks of life and from all over the globhels described by the forum of Breast
Cancer Action Nova Scotia, is only one side ofdbim. While patients’ CMC spaces
have real potential to facilitate cross-culturatigange of experience and information
and foster the commonality between their experigteyond physical and cultural
borders, these communicative environments at tme seme are highly culturally

structured. As | discuss in the next section, thiéme communication of breast cancer

16



patients, and the spaces | studied, are embeddkth wultural settings that have a

significant North American resonance.

The cultural dimensions of breast cancer patientsSCMC
The linguistic dimension

Perhaps most obvious, yet nevertheless significaitite overwhelming presence of
English, especially American English, in breastaeaironline environments. True, as
acknowledged earlier, linguistically my study waswumscribed, insofar as it looked
only at websites in the English language. Yet sofrmay interviewees whose mother
tongue is not English visited those English-spegkiebsites, because, among other
reasons, the information they found on websitabéir own language was limited
and insufficient. To be able to communicate andigipate in the discussions that are
held in English, as Darling-Wolf (2004: 524) obsesyparticipants need to usually be
above a certain level of education. Indeed, themative English-speaking patients
whom | interviewed, whose postings | found onlimel avho agreed to participate in
my study, were middle-class and highly educatedelbeless, they admitted
suffering from the barrier imposed by the use oflish. So the linguistic dimension
works as an exclusionary mechanism, not only inughicg non-English speakers, but
also in excluding those below a certain level afadion, among participants whose

mother tongue is not English.

Yet there is another, perhaps more curious, exarasy process taking place on
English-language breast cancer websites. Givearihersal prevalence of breast
cancer, and the global agenda of related .comagdnebsites, one would have

expected to find on these sites a sizeable pres#rieeglish speaking participants

17



who were not necessarily North American, for exanipdm India, Singapore, South
Africa, the United Kingdom. Yet from my observatsoof these sites over four years,
the majority of the participants is North Americanth few English-speaking
participants from other parts of the world. Onelarption is that English-speaking
participants not from the US will likely go to theiational cancer-related websites.
However, in the sections that follow | suggest oixlanations that shed light on the

North American bias of these breast cancer sites.

National health systems

Patients’ conduct of their health is greatly deteed by the national health system in
which they are treated. Thus, the online commuinaif their health is necessarily
connected to their national realities. For examfolea patient to be able to identify
with a fellow-sufferer there has to be some degfestmilarity between their medical
options and treatments. Although there is, to sdegree, a ‘global structure’ to the
research and developments of breast cancer trefatases recent report (Bioseekers,
2003) purports, there are still significant diffieces and disparities between the kinds
of treatment available in different countries, @ven among patients in the same
country. US participants, who are in the majorityroost of the sites, have a
generally common language regarding their medrealtent (although they differ,
often hugely, in terms of the kind of insuranceythave). However, when non-US
participants participate in these forums, the défiees in their national and cultural
contexts are often glaring. The following accouihd @reek participant in breast
cancer patients’ forums (hosted on top-level glamahain name websites) is
illustrative:

In my country, doctors usually don’t care about tidnavomen [sic.], who is
going to have a mastectomy, is thinking. So, thaytdcare about the

18



reconstruction. In Greece, no one told me aboutgbenstruction, in reverse
a doctor said, “now you have the cancer, you haverget the breast” (online
interview 17).
True, the WWW enables participants to explore nadiptions and treatments
outside their locale and their national contextpliosue these options, however, they
must leave their physical place to get treatmerdadh The Greek respondent quoted
above was fortunate to have the financial meaagftod reconstructive surgery in
the US. This, however, would clearly not be theedas many non-US participants.

For them, the national borders of their health elepee — despite its multicultural

online dimension — remain ever more vivid.

It is also interesting to note that as a consequehgparticipants’ exposure to the
experiences of patients treated in national hegitems other than theirs, for
example the Greek woman cited above, assumptiang giobal similarity and
universal commonality can be significantly underetinWhile in their interviews
participants emphasised the strong sense of sitgierd commonality that emerges
among patients online, occasionally interviewesse abiced their appreciation of the
crucial differences between patients from diffeneational contexts, as the following
excerpt from a UK interviewee captures so neatly:

What shocked me most was just realising what it Nkasto live in a country

that doesn’t have a national health service, wharaen are actually

discussing what treatment they can afford. Theyccorcommend it to have

radiotherapy, but can they afford to have it? Mss$ the most shocking thing,
really... (interview 11).

The temporal and spatial dimension

Another way in which patients’ online spaces aexiricably interlinked with their

local, national and cultural spaces involves timeperal dimension of patients’
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discussions. This aspect plays a significant radéniyg in synchronous environments,
such as chat rooms or ‘prayer boards’ where ppenis log on to discuss their
experience, or to pray collectively online for thealth of one of the group’s
members. There are also synchronous forums in whagtiical experts talk with
patients. These activities are often set for 8 pmOUS east coast time, (see, for
example chats on www.bcans.org or the Web Chaibgeict Susan Love’s website:

http://www.susanlovemd.org/community chat A frarhgsl). For non-American

participants, this timing is usually very inconvemi (e.g. the middle of the night), so

they are excluded from those discussions.

Similarly, non-American members are often excluftedh discussions on offline
activities such as breast cancer fund raising walkese activities, which are
frequent and quite popular, take place mostly euls. It is unlikely that participants
would cross the globe to attend them. Furthermaen the Haiti diasporic forum
that Parham (2004) studied and which | mentionelieeathe social relationships and
outcomes that emerge from discussion and interacinobreast cancer forums are
limited to specific offline locations, usually ihg US. In short, because many breast
cancer English-speaking sites are structured byitd&and space, this limits their

capacity to enable meaningful participation of nd®-users in the discussions.

The religious dimension

One of the most notable cultural dimensions ofgras’ communication in online
spaces is the prominence of references to a raBgend particularly a Christian,
context. Prayers for one’s health are almost alvealgsessed to ‘God’, ‘Father’ or

Jesus Christ. Empathy and camaraderie are oftienlated by expressions such as
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‘God bless you’, ‘God bless all his children’ andaticons of angels (e.g. MAM
MAM), True, forums such as OncoChat (as citelieeamonitor the discussions on
their spaces to avoid explicit discussion of religand faith. Yet there is a significant
prominence of Christian discourse, symbols andeefees, with elements from other
religions rarely present. The following extractrfr@a patient’s posting is typical of
those found on English-speaking breast cancer ferum
When | was diagnosed, | was terrified...| knew | il do it alone, so |
prayed a lot, and | asked my friends to pray for amal | guess part of God’s
answer was to send people into my life who needda dnd support during
their own cancer experience...
My fear of death seems to have gone by the wayait#)'m finally able to
understand that sometimes death IS the healingthr@tdne day that will be
the case for me, as it is for everyone who leaves physical body at the end
of their little stay here on the planet. | camealerstand at an emotional
level the words from The Prophet,
“Your fear of death is but the trembling of the gherd when he stands before
the king whose hand is to be laid upon him in honor
Similarly, in response to the recruitment messagested on various patients’
forums, inviting women to participate in my studyany of the e-mail messages |

received included Christian references. For example

I’'m a Christian and know that the prayers of othaard the goodwill of God
helped me get this far (online interview 30).

| have a dear friend ... who lives somewhere in tta¢eSof Wisconsin and is a
little older than me (I'm 58). She [we] 'typekaich other frequently and |
truly feel a bond between us. | am trusting Gogdubthe 'right people' with
the 'right people' to provide continued HOPE andl\WBEING (online
interview 10).
Most of the breast cancer patients’ forums | caotess had a significant imprint of
Christian discourse. This does not mean that namsttdns or atheists cannot and do
not participate in these spaces. It does, howawgty that the Christian context is

likely to play a role in their communication, anglsuch is likely to frame their online

experience in meaningful ways. | found that theregpion of camaraderie and
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bonding between women is often interlinked witrerefices to Christian blessings
and prayers. Even if patients do not appropriagekimd of religious discourse to
communicate their feelings and support for othirsy have, at least to some extent,
to appreciate the significance of these discursigenents in their communication

with fellow sufferers’

The ideological and discursive dimension

The last aspect | want to discuss, in attemptingctmunt for the cultural dimensions
of breast cancer patients’ online spaces, is whatuld describe as the ideological
and discursive border. Although much of what | hdescribed thus far entails
discursive and ideological aspects, in this sedtiwant to focus on specific
underlying values, which produce certain discurgiractices that seem to shape this

communicative space, and which have, as | will arguNorth American imprint.

As | noted in the discussion of the study’s methogical biases it was mainly
American women who replied to my online messagd,camsequently participated in
the study; remarkably | received hardly any repiresn women on UK websites.
Beyond the entirely reasonable explanation thaemanerican breast cancer patients
are connected to the Internet than other patientsa world, | would suggest that the
willingness to disclose one’s personal experieraeth do with the American culture
of those respondents. The idea that ‘If you talkuatsomething you feel, then you

will feel better’, and the almost religious beliefthe power of language to facilitate
change is characteristic of US culture (Polany83946). So the abundance of
patients’ often confessional disclosures on hurglcgdreast cancer-related online

forums is underpinned by the idea that it is pdedit» understand anything and
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explain anything, through talking (Becker, 1994hisTidea, as several critics have

argued (Becker, 1994; Polanyi, 1985), has a sicamti American imprint.

Some patients equate explicitly between activenentiarticipation, which involves
sharing experience and information, and the necggsasitive and empowered
attitude necessary to be cured. The belief in tvegp of talking (online) as an
essential part of the cure is indicated by theofeihg observation of a breast cancer
patient:

The ones who stick around [online message boardgha fighters...those

that come on and are passive and feel it's jushéod to fight it, give up and

give in to their disease and don’t stick aroundif@ninterview 15).
The interviewee equates patients’ active onlinéigpation with their active
approach to their iliness, and vice versa: those gftoose the ‘passive’ route and
give up their online participation are equally smdering to the illness. This view of
the ‘fighter who communicates and ‘sticks aroundline, is closely related to an
ideological premise which is embedded in an Amerigelief system. It is the
ideology of autonomy and self-determination; theaidhat the individual is the

central figure on the world stage(Polanyi, 1985).

Frank (1995: 63) further develops the discussiotihefcultural context of this
ideology:
North Americans share a cultural reluctance totsattheir lives have gone
badly in some significant respect and to mournake of what was desired
but will never happen.

Indeed, a reluctance to admit failure and loss sderbe continuously endorsed and

perpetuated in the CMC of breast cancer patiemtge, Tny data are biased insofar as
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| interviewed only those who survived the ilinessl asho naturally emphasise their
triumph over cancer. Yet | think that this is ahenent bias of many of the websites:
the voices of non-survivors, of despair, hopelessaad death are excluded or at
least marginalised and contained in the postingsekample, at the time of writing
this paper, out of 553 breast cancer related mesgaagsted on the ‘Shared
Experience’ forum, less than 6% of the messagdsdad the words ‘death’ or ‘die’
(and its conjunctions), of which a third of the m&ges (less than 2% out of the total
messages) mentioned death in a negative contexangithe other two thirds of the
messages that mentioned death and dying, mostlukddrin a positive way, for
instance ‘breast cancer doesn’'t necessarily memath sentence’. Along similar
lines, the titles of the messages that women pétstn of painful and difficult
experiences, are mostly cheerful and triumphadeiase of humour helps’, ‘don’t fear
having a breast biopsy’, ‘I made it through biopgthout a hitch!’, ‘against all odds’,
‘bald and proud’, ‘living for love’, to mention jus few. The actual content of the
messages follows similar lines. Elsewhere (Org@0523), | also discuss how
participants who post messages where they exphes&,sdespair and fear, often
following the reception of the news of their diagisowith cancer, are ‘directed’ by
online ‘veterans’ who have won the battle agaiasicer, to adopt a positive attitude,
and how gradually, those voices of despair anddeatransformed into ones of hope
and cheerfulness. In short, the online colloquigrefast cancer patients is chiefly
about enablement and hope, as Sharf (1997) arsd(PD4) bear out; participants

make the online discussion about living with tteegss, rather than dying from it.

While not dismissing the importance and value efgihsitive and cheerful attitude

governing breast cancer websites, my intention fEghlight that this mental and
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psychological attitude is not culturally naked. Wéhthe motifs of self-responsibility,
triumphalism and cheerfulness are emblematic ofvlder culture of breast cancer
(Ehrenreich, 2001; Leopold, 1999), and are alsegirein non-American websites,
there is still a significant US cultural contexttive discourse on breast cancer. It is
interesting to note that the only interviewee wheswritical of this kind of cheerful
discourse was one of my non-American interviewees:
..there is an awful sentimentality about it [breaabcer]... for instancei
struck me that most of the time what women seem twant to discuss was
reconstructive surgery, and particularly on the Ameican sites that
seemed to be the normThere seemed to be no debate about it ...partigularl
on the American sites there was this thing aboogsdyour doctor say soy is
good or bad? That kind of things went on. [l.just thought: you're not
allowed to say these kinds of things in this forumThis is not what it’s for!
| was tempted to do but | didn’t do it because | tlought it would be so
difficult to find a way of framing any of those things and actually make
any kind of difference! (interview 11, my emphases).
This reflection underscores that to be able toi@péte in those breast cancer spaces,
one has to share a certain emotional repertoir@aammtabulary of meanings, which
is, as the interviewee observes, particularly Aogeeri Culture, as Swidler (1995: 27,
cited in Yang, 2003: 486) argues ‘influences actioot by providing the ends people
seek, but by giving them the vocabulary of meanitigs expressive symbols, and the
emotional repertoire with which they can seek amglat all’”. One reason why the
breast cancer sites that | studied draw mainly INArherican participants (and
sometimes, as the quote above illustrates, mayd&sion-American ones) is that
they are underpinned by a common North Americatucailrepertoire. Whether the

participants are Americans or not, they must woitkiw this setting, which

inevitably has a particular cultural ‘baggage’.
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CONCLUDING REMARKS: STUDYING THE CULTURAL DIMENSION S

OF ONLINE CONTEXTS

A key implication of this discussion is that we dee address the complexity of what
we mean by ‘global’ in talking about the InternetlaCMC. In this study, that
patients’ CMC is global means it has the potentidhcilitate communication and
information exchange between patients across thtgeghnd offer an inclusive space
for participants from all cultural backgrounds.tAé same time, it also means that
there are barriers that prevent this potential flemg fully realised. Websites and
their services are often constructed as thoughttiaegcend physical, geographical,
national and cultural borders, and for many pasiéim¢ online space indeed represents
a place beyond the contexts of their locale, tlatsicends the social and cultural
barriers they encounter in their daily contextswideer, while space and time are
stretched (to follow Giddens’ metaphor) they cetado not disappear as
constitutive factors. On the contrary, time andcgpand thereby cultures and
national contexts, continue to play a central mlthe shaping of the Internet and

CMC.

Literacy, exclusion and inclusion

This study suggests that online participants masbnly be competent in the use of
CMC in the technical sense, but must also haveakand cultural competency, that
is, knowledge of the discursive frameworks and'tindden rules’ of the
communicative contexts in which they engage (t@aplarase one of my non-
American interviewees). The most computer litecdtall my interviewees was one

of the (few) non-American (but English speakingydst cancer patients. However,
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she felt she was not sufficienttylturally competent to participate actively in any of
the online discussions. While technical literacg baually been used as an
explanatory factor of processes of inclusion andweston in Internet access and use
(e.g. Warschauer, 2003), the concept of new médraty is more complex,
involving not only technical knowledge and skilutkalso cultural competence. This
study merely scratches the surface of this potintiah discussion of the need to

expand the concept of new media literacy.

More generally, studying the cultural dimensionshaf online contexts we study also
urges an expansion of the research agenda inomlatiprocesses of exclusion and
inclusion in CMC. This agenda should consider hiogvdultural specificity that
frames CMC contexts works to exclude and includeondy certain participants, but
crucially also certain meanings. That is, the inigarquestions are not just who is
online and who is not, but also which meaningsaaiglable online and which are
excluded, and why. Among those who are online, afeathe active participants and
who are not? Who remains a lurker, and why? Howmuaes the cultural context
explain these dynamics of exclusion and inclusionhe context of my study, for
instance, there is a significant (though quitengteense of ‘us’ and ‘them’ that
emerges in participants’ discussions and workadtude some and exclude others.
This exclusionary process has less to do witheéhbbrtical competency or even the
language proficiency of participants, than withitloelltural backgrounds. One of my
North American interviewees said: ‘If your papen ¢ast relieve m\Brit friends of
the expense of being on-limath us, the world would be nearly perfect’ (online
interview 31, my emphases). While this comment egs\a powerful sense of

companionship and sisterhood with fellow-suffel@soss the Atlantic, it implies that
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the interviewee, who is American, regards the @anipace as a primarily American
place, where fellow-sufferers from other countnesy join, but not the other way

around.

The methodology’s cultural dimensions

Beyond a recognition of the cultural dimensionshaf contexts we study, we must
also acknowledge that our methodologies have sandlcultural borders. It would
be naive to think that Internet research is reseatach transcends national and
cultural borders. In my study the methodology emetbwas significantly informed
by the specificity of participants’ cultural locati. Their location facilitated their
online recruitment and their collaboration in beingerviewed both online and face-
to-face. The respondents’ openness and the edsewith they very quickly
disclosed their intimate experiences, are largaly t their North American cultural
context. Thus the question remains: Would | hawktha same degree of success in
employing this methodology in a different cultuf@e answer is probably not, at
least not in the UK, if the comment of one of mytiBh interviewees is anything to

go by: “You would have never founde online”, she told me.

So, as much as patrticipants’ online experiencanddmentally embedded in their
cultural and social context, so are the studiegdonthem. For example, the contexts
of Internet use examined Bew Internet & American Life, the methodology and the
approaches adopted, are fundamentally North Amerithis kind of significant
research, which determines research agendas apeésstie way CMC is understood,

should be more reflective of the cultural framewmrkvhich it is embedded.
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One way to develop this reflexivity, as | trieddemonstrate in my analysis, is to
attempt to unravel the often-latent cultural undermgs of the discourse,
communicative patterns, structures and relatioaswle examine. Such reflexivity
necessarily involves taking a critical distancerfrboth the discourse and meanings
that govern the online spaces that we study, asasdtom the accounts of our
informants. This does not imply a questioning ocdermining of the validity and
authenticity of our informants or the texts thatexamine. It means going beyond the
face value meanings, to ask: What role does cuilagin shaping these discourses,

meanings, communicative patterns and interactions?

Another helpful way to account for the potentialtgral dimensions of CMC is to
adopt a comparative approach. As Wakeford (2003) a8ints out, ‘if studies of the
internet took on board the comparative Trinidadiaperience [of Miller and Slater’s
study], many of the ways in which we talk aboutigbielationships and new media
might be far more adventurous. Or at the very |Jeastmight become more reflexive
about their cultural specificity’. Although moresesarchers are conducting
comparative cross-cultural studies of CMC and neadiancontexts (e.g. Livingstone
and Lemish, 2001; Ran-Priel and Shapira, 2004;Wastath, 2004) the number of
published studies is still small. As Livingston®@3: 478) argues ‘In a time of
globalization, one might even argue that the choat¢o conduct a piece of research
cross-nationally [and cross-culturally] requiresvasch justification as the choice to
conduct cross-national [and cross-cultural] redeafitis observation seems ever
more true in the context of studying the Intermdtich has a manifest cross-cultural
nature on the one hand, but which is significaatiypedded in and demarcated by

cultural aspects, on the other.
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At the same time, we should be wary of the dan§essentialising cultures and
communicative patterns. There is a very thin lieer@en identifying the role that
culture plays in shaping certain aspects of amerdommunicative context, and
depicting this communicative context as essentitiyth American, Asian, or Latin
American. Furthermore, while in this paper | haugbasised the cultural differences
between certain CMC contexts and others, we mastatknowledge the similarities

between different CMC contexts.

Recognition of the cultural specificity of the CM@vironments that we study does
not disqualify our studies from contributing to thaler conceptualisation of CMC.
On the contrary, being more reflective about théucal specificity of the online
contexts that we study is crucial to a better usideding of ‘What dominant
principles, values, and perceptions of power anegoembedded in our
technologically-mediated interactions’ (Mansellp20103). The aspect of power, as
Mansell observes, has been too often neglecteddroraociological studies of
Internet use and practice, and addressing theralijuestion is one way to bring it to

the fore.

ENDNOTES

! The distinction between global domain names atidma domain names is based on Mueller (1998).

2 One of the exceptions | came across is www.braasar.org which offers a twenty-four hours a day,
seven days a week chat room for members and friegfnitss community.

% Ran-Priel and Shapira’s (2004) cross-cultural gfdnemorial websites corroborates the
observation about the prominence of religious dise® and symbols on American websites.
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