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ABSTRACT

Vicdan, Handan, Constitution of the Market through Social Media: Dialogic&#r@duction of

Medicine in a Virtual Health Community Organizati@octor of Philosophy (Ph. D.), August,

2010, 279 pp., 2 tables, 4 figures, 217 references.

This research explores new systems of marketing, and new roles and reilasiahs
organizations and consumers developing in healthcare as a result of transforowatimrsg in
technology, consumer/marketer value systems, forms of discourse and amsdlttdies.
Inspired by observations from a Medicine 2.0 community organization, which tuat soci
networking into a business phenomenon — PatientsLikeMe (PLM) — | explore how s@&rhssyst
develop and function and the institutionalizations that reconstitute roles andimaint
relationships among actors in these systems through netnographic reskard$,. (L) why and
how patients in PLM participate in the social co-production of medical knowledge and
experience, and (2) how the ‘community’ organizes roles and relations, and orsiiag
‘sharing’ in healthcare where privacy dominates relations. Findingsilatg a dialogical
approach to organizing roles and relations with the dilution of provisioning in this diatet
market system, which reflects collaborative, connective and communal relaitiren
dialogues among diverse healthcare actors. From a theoretical vantageqaiatldian
notions of biopower and govern-mentality are reconsidered in order to articujatsd/how
such a system may be attracting healthcare actors and maintaintéreistiand sharing in this

community.
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CHAPTER |

INTRODUCTION

Transformations are taking place in how consumers feel and think about life and
consumption that also affect their behaviors. Enabled by new technologiesaff apsl
Williams 2008) and influenced by recent cultural trends (Firat 2005; Firat and Rhd88,

2006; Lyotard 1984; Rose 2007), these transformations affect how consumers organize their
relationships with the organizations that they interact with in the market. Aslagéthese
changes, consumers’ lives are also reorganized. Since consumers develop sieivactiyg

and thinking with the cultural changes that are occurring, it is necessary tie indpyi

consumers, at this point in history, seek these transformations, as well as heeetheut the
technologies that enable these transformations.

This research explores new systems of marketing developing as a reéksalabbve
mentioned transformations. The new roles and relationships of marketing orgasizaid
consumers are also explored. The purpose is to provide insights into developments irr&ealthca
provision as systems that utilize social networking and engage in reformatomshieution in
healthcare develop and grow. Previous theories of the market and market ralaianssited
in order to understand why and how new perspectives need to be incorporated into our
frameworks. Earlier theories articulate the structure of relatipadiatween consumers and
organizations they interact with in the market largely in terms of a dedéptiocess. That is,

the consumer and the marketer are constituted in opposition to each other, in a



dominant/dominated dialectic. There is unidirectional provisioning envisioned Yleatgpntrol
and primacy to the marketer, hierarchical relations among actors in ragsk&ms are proposed,
and one way governing of relationships is imagined through frameworks that fize'ma
consumers into segments and that seek to maximize profits. This study agftectaire
dialogical nature of consumer-marketer roles and relations, which preséalb®rative,
connective and communal characteristics through social media platformsnliijot
technological advances but also changing consumer/marketer valuessyistems of discourse
and institutional roles create the need for exploration into changing maekeingland
organizations of business.

This research aims to provide insights into how these dialogical proceggesater
develop and function with the effects of social media platforms by explowsdpdased
Medicine 2.0 community organization and a social networking site in healthcare,
patientslikeme.corPLM). Discovering the (meso/community level) social and cultural
dynamics of such a community organization and its impact on healthcare ohar&eics will
bring attention to the social production of medicine today, articulating relagadalole related
transformations regarding different healthcare market actors. PLM isvoateents, physicians,
pharmaceutical companies, healthcare researchers, along with the adtonsisif the website.
PLM is a co-mediated market platform for real-time partnership ani@sg tmarket actors.
PLM enables organized decentralization of private health data sharing, aridesahbarket
actors as a non-state institution through non-dominating discursive reginsesZ8%) (e.g.,
hope based versus fear based culture, openness versus privacy). Patienteagagelyn real-
time clinical research and generation of new medical knowledge, anthaeteheir and others’

care along with other healthcare market actors in this community.



Consumer researchers have long discussed the relationship between the consureer and t
producer and the insurmountable influence of the ‘market’ on the consumer (Firat aaki@hol
1998; Slater and Tonkiss 2001). In these debates, one issue of contention is the constitution of
the consumer and the producer. For example, different scholars conceptualizeduherass
(1) a sovereign, individualistic, possessive, rational actor (Bagozzi 1975; Kotler Z008), (
passive, alienated, obedient, and powerless dupe (Adorno and Horkheimer 1993; Marcuse 1991;
Murray, Ozanne and Shapiro 1994), (3) a resisting, subversive and confrontational agent (De
Certeau 1984; Fiske 1989; Murray and Ozanne 1991; Pefaloza and Price 1993), or a presenter of
alternative life modes (Firat and Dholakia 1998), and (4) an adopter of emanciiteiatpry
interests in escaping the market (Kozinets 2002a). Some scholars da@jueesidpposed to the
consumer, the marketer is exploiting, powerful, commodifying, and has al celeria co-
creation (Terranova 2004; Zwick et al. 2008). Others often conceptualized a hegeraddt
thriving on these dialectical tensions or countervailing positions (Holt 2002; Koztredt2604;
Thompson 2004). In addition, it has been argued that the conventional market order serves to
institutionalize the roles and relationships among market actors in modesty $8tater and
Tonkiss 2001).

Recently, other consumer researchers have acknowledged that the relatiomgem be
the consumer and the marketer is a discursive formation enabling the possitilitimt or
collaborative construction (Denegri-Knott 2004; Holt 2002; Slater 1997; Zwick and Dholakia
2004). Therefore, the separate roles ascribed to both the consumer and the maz&dter in
perspectives are partly mitigated. Yet, extreme emphasis on supegrasfidiialectics between
the consumer and the marketer is not transcended. Despite the recent tremistingnauch

as those proposing co-production, co-creation of value (Vargo and Lusch 2004), which promote



collaboration among actors in market systems (Denegri-Knott 2004; Holt 2002;198ter
Zwick and Dholakia 2004; Kozinets et al. 2004; Thompson 2004), the marketer still has the
central role in co-creation; in institutionalizing the ‘proper’ way of condinck engaging in
interactions with consumers to provide what they need and want (Firat and Dholakial2006).
addition, some scholars considered co-production or co-creation of value by freggrisma
labor in cyberspace as ways of exploiting and controlling consumers byatowpser(Terranova
2004; Zwick et al. 2008). From this perspective, in the capitalist system, atmatés
constituted as a disguise to establish a specific form of government that@efusonsumption
orientations through which consumers provide ‘voluntary’, ‘unwaged’, ‘exploited’'ep@yed’
labor — a new form of govern-mentalftyn Foucault's (1991) terms.

These views of the market and market relations rest mainly on modern consejfti
power including domination, confrontation (Venn 2007) and unilateral govern-mentality (one
way of dictating and imposing). Such perspectives also emphasize maxinmdingranalizing
discourses by marketers in order to dominate consumers. For example, in heeadthtar
institutions and healthcare providers use the discourses of fear of loss of hieJination of
body, maximization of lifespan, and threat of death (Rose 2007), as means to discoughge soci
networking and medical information sharing among patients, and to protect patrany.
Medical interventions generally involve a top-down approach: Physiciaesycesrs,
pharmaceutical companies and other influentials in the market tell patierte/dtanot to do

and decide what patients need to know. Hence, the human body in modern society has become

! Zwick et al. (2008) suggest that from a Marxisinpof view, co-creation of value is consideredtas
mobilization and exploitation of free, immateri@nsumer labor despite its voluntary, affective, anpbyed
characteristics.

2 The use of the hyphen in the Foucauldian concegowernmentality indicates the broadening of theaept to
include any forms of government (e.g., conductingself and/or others), not just government in teofrtbe state,
and how and what people who are governed thinktaheuvay they are governed in various contexts(DE299).
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an object of one-way scrutiny and surveillance by a superior and rational hyadiegFoucault
1975).

Technological advances (e.g., specifically Web 2.0 and social media) haadiatsd
the superior-inferior dialectics between the physician and the patient. Tindbrisied patients
have become partners with their receptive physicians (Jadad 1999; McGregor aQadjitidn,
transformation of social networking (Web 2.0) into a business phenomenon (Tapscott and
Williams 2008) has helped to challenge the conventional forms of business, which treat
organizations and consumers as distinct entities. In modern market society,atigasizere
considered as distinct/detached entities from consumers in the market, prgeoddsgservices
to satisfy the needs of their target markets (Firat and Dholakia 2006; Re@atb¥ enkatesh
2006). Yet, as a result of technological transformations, organizations areitgawmreasingly
less separate from their markets. They serve as systems of reptdiceeses, whereby
performers of the market together discover and design their needs in actuiabr vir
collectivities (Firat and Dholakia 1998; Kozinets 2002a).

As recent technologies (Web 2.0 and social networks) enable the transformatil@s of r
and relations among market actors, they also increase the potential fooi@ilzn among
actors in market systems that now function in a more complex set of relatiobs2.@Ve
technologies emphasize innovative, data-oriented, service-centered ctiltelyanareased
levels of user contribution, organization of content through non-hierarchical methods, and
increased aspirations of community building, sharing and interaction (Bleicher 2D8gpite
conflicting views (Eysenbach et al. 2004, Jadad et al. 2006), Web 2.0 applications in healthcare
present a potential to transform the long-dominant top-down approach in healthcararayel ch

patient-healthcare provider roles and relations. As previously mentioneditpabaduct real-



time clinical research with other healthcare market actors, and track dac$i and their own
diseases to manage their and others’ care and learning (Jadad 1999) in PLM. Such
transformations could decentralize the control and use of personal health data,tbhbang
mindset of physicians concerning patients as incompetent and soletypésnts of information
and service (Deshpande and Jadad 2006), and bring about institutional change in healthcare
toward a mode of collaboration rather than a mode of provision.

Taking a positive and productive approach to consumer-marketer collaboration,
Ballantyne and Varey (2004) suggest that the dominant modern marketing prinegples a
practices could be replaced by dialogical interactions. Dominant marketoiggsaare
generally characterized with monological, unidirectional, and hieratchmaes of interaction
among market actors, which have given primacy to the control driven and providingerarket
In contrast, dialogical interactions are foundedl@mlogue(Ballantyne and Varey 2004) and
togethernesamong actors in market systems, and emphasize learning and cogciagditner,
as well as co-determining value in networked relations. As the potentialéepédifconsumer
sensibilities (Firat and Dholakia 1998, 2006; Featherstone 1991; Lyotard 1984), retattbna
role related transformations are increasingly discussed in theédreralong with
transformations in emerging Web 2.0 technologies (Tapscott and Williams 2008)lpartic
examples regarding where and how these transformations are occurring tyeabsent. To
close this gap, this research explores if, in PLM that seems to exhibit suchgtmttdrere are
robust indicators of how and why such novel organizations of life, business, and relationships
among performers in the market form and maintain their existence. Alertatemporal and

local contexts (e.g., Burning Man) where new sensibilities and relatiersbaerved, study of



organizations of relations that are more stable and permanent will provide fosiigéts into
the processes of origination and continuation.

Consequently, this research seeks to reveal these new forms of organizirgdoles
relationships; and unconventional forms of business relations among the pesfofitine
market system by seeking answers to the following questions:

1. Why and how do such systems develop and function?

2. What are the forces that originate these new forms of relationships and malee peopl
become a part of these systems?

3. What are the institution(alization)s that develop and maintain these new forms of
interactions and relationships, make people become a part of these systemseand shar
their private health information in their quest to accelerate medicatcbsaad discover

cures for life changing diseases?

Adopting a poststructuralist perspective, the dynamics of discourses among communi
members in PLNMwill be unraveled, as a new language launches a new way of constituting
subjects and their relationships (Foucault 1975, 1977, 1978). The discovery of the constituents
of dialogical processes in PLM aims to bring further theoretical insighiaderstand potential
marketing systems and new ways of organizing market relations. In additsostudy will
articulate the changes in current healthcare market dynamiggsiteof systems that utilize
social networking and reconstitute roles and relations in the healthcare markeauldian

notions of govern-mentality and biopower will be reconsidered in order to artidugate t

3 Froma poststructuralist perspective, systems areanstituted as a result of material and econaetations but
as a constellation of discourses and practices,rasult of the ways individuals and communitielurally and
symbolically determine and organize them.



theoretical/conceptual explanations of how and why this new system mayao&raitpatients
and other healthcare actors and (re)organizing their relationships, as well teeimomterest
and participation in the system are maintained. Consequently, this study wilkftentson to
the shift from state intervention to the multitude of diverse healthcare naatioes in organizing
sharing, generation and distribution of private health information. Furthermoreginafithis
study call attention to the possibility that PLM contributes to (re)institatizing surveillance in
healthcare in the form dfiosocial surveillancethrough conducting clinical research and

intensifying connectedness among healthcare actors.



CHAPTER Il

LITERATURE REVIEW

If power were never anything but repressive, if it never did anything but say no,
do you really think one would be brought to obey it? What makes power hold
good, what makes it accepted, is simply the fact that it does not only weigh on us
as a force that says no, but it traverses and produces things, it induces pleasure,
forms of knowledge, produces discourse. It needs to be considered as a
productive network which runs through the whole social body, much more than a
negative instance whose function is repression (Foucault 1980, p. 119).

Reuvisiting Previous Theories of the Market and Market Relations

The ‘market’, a modern institution that organizes human lives and activitie larty
the economic necessities, and enables human beings to accomplish the grand project of
modernity in ways that further the principles of market expansion, was inga@iceptualized as
a mechanism (Slater 1997). Through this mechanism, consumers and produceestmanag
exchange their resources without any preceding or ensuing obligations to eaclnatimsr.
classical economics perspective (e.g., Ricardo 1817, cited in Slater and Tonkis$H2001)
market as a mechanism stands separate from the consumer, for the use aralugeliers who
meet each other by the aid of this mechanism. In addition, information and opportunéylys e
distributed so that the market can sustain perfect competition among markeleactong to
equilibrium (Slater and Tonkiss 2001). Human relationships were also transfoamed fr

intimate and informal to instrumental, formal and discrete (Tonnies 1957).



Hence, the social has been extracted from the market, and the market &asisnec
served to emancipate consumers from the restrictions and oppressive obligaticosltha
repress their free will (Russell 1972) and engagement in rational markeinges.
Emancipation was considered an essential condition for individuals to control tineilestiny
and arrive at the ‘grand future’ in which they achieve their goal of improving hoamatition.
Such accomplishment depended on the capability of individuals to act on their own ‘free’ wil
(Rorty 1979) and become ‘free’ agents who are able to attain their needs and vientsarket
as a mechanism outside of the consumer and the producer then 1) enabled reasoned and
calculated economic exchange, 2) promoted maximization and efficiency in exgl®rigdgo
instrumental, formal and discrete relations among the performers of tketpzard 4) liberated
the consumer as a sovereign actor from the forces that oppress theirlfree wil

As the market mechanism performed these goals, it also led to the growth of
individualization commoditizationconsumerizationandmarketization along with increased
centrality of the economic in modern culture, especially in western sodigtadsr 1997). For
example, marketization of human interactions enabled consumers to act on theill fied
constitute themselves as distinct from others in the market. That is, throughrkleé ma
mechanism, buyers and sellers could freely engage in market exchangevauioeseown
ends in a systematic way, without any obligations or prior connections to each othenarkbe
mechanism, through freeing individuals from the obligations that tie her/him te otimer
restrictions that prevent individuals from practicing their free agetsy,mcreased the potential
of the individual to practice her/his individuality. This ideal of freeing the indiVidnd making
it possible to practice her/his individualization through the market also requitdd )ttize

consumers be separated from the production process and present their individuadity throu
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consumption practices (Firat and Dholakia 1998; Slater 1997), (2) and relate to the gpods the
acquire and consume simply as consumers, leading to the rise of consumerization.

All of these processes, while enhancing the emancipation and individualization of the
consumer, have led to the growth of the market institution, which has come to control and
organize the lives of consumers while enabling their progress toward taking contieit afitn
destiny and accomplishing their utmost potentials (Firat and Dholakia 2006). afket as an
institution, with its central focus on the economic and disembeddedness fromeaatiahs and
institutions (Polanyi 1992), became the dominant organizing principle of human lives and
relations in modern capitalist society (Polanyi 1992; Slater and Tonkiss 2001). ke ima
modern society has become the “sole locus of legitimation” (Firat and Dholakia 1998,gm®0)
excluded the alternative ordering principles or forms of legitimation oégoaihile diminishing
the importance of social values in human relations (Birchfield 1999).

Constitution of the Consumer and the Marketer: Reflections from Moern Thought

In modern society, we observe the rise of the dominance of the markets and market
exchanges (Bagozzi 1975, Kotler 1972), and the market institution reinfarcorgler of
organizing human lives (Firat and Dholakia 2006; Slater and Tonkiss 2001). Such an order is
characterized with (1) calculation and maximization of utility by agyemsecure their self-
interest (Callon 1998), (2) possessive individualism (Macpherson 1962), (3) rayionalit
commodification, and monetarization (also linked to depersonalization, calculation, and
guantification), and (4) contractual and corporate links as opposed to organic personal
connections (similar to Tonnies’ (1957) Gemeinshaft (community) and Gese(sbaéty)
distinction) (Slater and Tonkiss 2001). Scholars in marketing and consumer ressarch al

discussed consumers’ position in this order: Following classical and necal@assinomic
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theories (e.g., Adam Smith, Keynes, Ricardo), some scholars advocated eossueneignty
and argued that consumers are in fact free, individualistic and possessisevictanake

rational choices (Bettman et al. 1998; Friedman and Friedman 1991), and engagetn mark
exchanges to maximize their utility (Nelson 2002). As also emphasized in mgrieti books
(Kotler 2003; Kotler and Keller 2007), marketing, the modern business tool of the maget, w
characterized with consumer centeredness in marketing practices hadgxbehaviors
(Bagozzi 1975).

Contrary to the scholars (e.g., classical and neoclassical economic thoinght), w
constituted the consumer as a sovereign, autonomous, instrumental and rationaledetor (Sl
1997), critical theory scholars in consumer research offered two alterpatsectives.

Following the Frankfurt School (Horkheimer and Adorno 1993; Marcuse 1991), some
emphasized the hegemonic and oppressive nature of the market and argueduharecanre
passive and powerless dupes, whose participation in the production process is dictated by
corporations (Firat and Venkatesh 1995), and they are doomed to be dominated by the market
(Murray and Ozanne 1991; Murray et al. 1994). Others explored consumers’ utmost totere
fight for their agency and their position in the market (Firat and Venkatesh 19k&;1089;

Price and Pefialoza 1993), and argued that consumers are in fact creative, subgergiegral
active agents, who use their consumptive activities as means for resstdr@@ancipation (De
Certeau 1984; Firat and Dholakia 1998; Fiske 1989; Pefialoza and Price 1993). For example,
Thompson (2004) suggests that through the organic food movement, the consumer strives to
distinguish herself/himself from mainstream scientific medicine, vhas extreme focus on
regulating and normalizing illness induced imbalances in our bodies through reliance on

pharmaceutical and surgical interventions. Conventional physicians legiindzenpose on
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patients certain ways of well-being and treatment protocols, which lead t@c@ilg
strategies by consumers in order to contest the legitimacy and authoriignifiscmedicine.
Consumers are therefore active and creative agents, who resist thendiscipbwer of the
market (Kozinets and Handelman 2004). Consumers also resist or emancipatb/dseinse
the oppressive interests of corporations simply by presenting their selwgsloing their own
thing (Firat and Dholakia 1998). For example, Firat and Venkatesh (1995) suggest that
consumer culture is in a transition period from modern to postmodern, in which the growing
interest in multiplicity of consumption choices may ultimately liberaepte from the market’'s
domination. As consumers adopt a culture that entails presenting alternatsvefisaing and
experiencing the world, which is distinct from the culture imposed on them by tketniaey
can and will resist and break down the market’s dominance. Hence, consumers dalitythe a
to outflank marketers as constructors of oppositional meanings and ideologigsh ttimein
consumption practices (Fiske 1989; Pefaloza and Price 1993).

Recent trends in the constitution of the consumer have promoted the idea of consumers
becoming co-producers or co-creators of value in the marketplace, andgbdltae traditional
logic of marketing (see Denegri-Knott 2004; Vargo and Lusch 2004). Some scholars took a
more modest stance in articulating consumer-marketer relations, and advbisapediticipatory
and constructive nature of market relations (Holt 2002; Kozinets et al. 2004). Fglexam
Vargo and Lusch (2004) argued that marketing is viewed as a way of provisioning wha
consumers need, and a process of doing things in interaction with the customer. Consequentl
the consumer takes on a more active role in production and becomes a co-produziallyespe
with the growing technological advancements. These views attract@itémthe

transformation that corporations can no longer dominate consumers, since the cacsvelg
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partakes in the creation and delivery of value. Nonetheless, the marketexsstiile central role
in this co-creation process, and the marketer’s role has evolved to encompasbhdhgexf
specialized skills and knowledge in provisioning what consumers need and want.

Novel corporate philosophies such as value co-creation (Prahalad and Ramaswany 2004),
service dominant logic (Vargo and Lusch 2004), customer relationship managemef0(Ds
and customer knowledge management (Gibbert et al. 2002) have all been considered as ne
ways of governing consumers and exploiting them by giving them a sense of aoditr
freedom in active participation in production (Zwick et al. 2008) with a predetermieadag
(Arvidsson 2006). Hence, in frameworks that articulated consumer-markeatensg|
collaboration among the performers of the market system is constitutédres af
appropriation and commodification of the general intellédiarx 1973; Virno 2004) and
experience (Pine and Gilmore 1999) by the market. As consumers engage in and enjoy
collective and participatory actions in cyberspace, their enjoyed and puvedatior serves as a
source to be exploited by the market (Cova et al. 2007; Kozinets 1999; Tapscott azch&Villi
2008). Hence, corporations continue to extract and co-opt ‘free labor’ from ‘treglimers and
govern them by making them partners in this joint production in the marketplace e&lior
then serves as a new form of govern-mentality for the marketer to eredlcver the
consumer (Zwick et al. 2008), since the marketer still has the central rbkean-creation
process through the act of provisioning. Co-creation also becomes a radicaf twroptation
of consumer resistance by the market (Zwick et al. 2008), yielding again theutarsbf the
consumer as a docile and managed subject despite the enabling of autonomous consumer

creativity. Similar to the Marxian view of the market, these perspecthascate that in

* General intellect is considered as a Marxian ratihn on the idea of a networked collectivity doamt in
futurist scholarly work (e.g., Pierre Levy’s contepcollective intelligence), which are characted by
technological determinism and philosophical ideal{§erranova 2004).
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modern market society, exchanges between market actors are unequal anu eégplditation,
alienation and debasement of the consumer, rather than liberation or empowerreefirof h
(Slater and Tonkiss 2001). Such perspectives highlight the oppressive interests okéterma
despite the collaboration with the consumer, and overlook the productive capabilitiss of thi
collaboration. Scholarly work in the field of marketing and consumer researelatig
maintains a view that separates consumers and marketers, and theiesciind disregards
their interrelations and communities (Pefialoza 2008).

As previously mentioned, scholars, who adopted a more modest position concerning the
role of the consumer in the market, have diverged from previous views that perceiketd mar
actors in oppositional constitution. They brought forth the alternative view that cerssanu
marketers have indeed interdependent relationships in the market, and theympassalswills
(Kozinets et al. 2004). Nevertheless, they conceptualized consumer agency asgbsitibn
in the market to entail resistant and emancipatory motives, on which the maie= &md
maintains its hegemony (Holt 2002; Kozinets et al. 2004; Thompson 2004). As Holt (2002, p.
89) puts it, “what has been termed ‘consumer resistance’ is actually a forarkatreanctioned
cultural experimentation through which the market rejuvenates”. Moderate prepet
consumer-marketer relations advocated the discursive nature of this relationisat is, the
individual consumer is “simultaneously objectivized by institutional (markstpdirses and
disciplinary power and subjectivized by practices of the self” (Denéupit et al. 2006, p. 961).
Hence, consumer and marketer exchanges and relations reproduce the marketat®isoof
value (Denegri-Knott 2004; Holt 2002), and the market rejuvenates itself and maitgai
domination over the consumer. Similar to the Foucauldian view of governmeriteddg

perspectives designate the ways in which consumer-marketeomslate governed. That is, to
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govern is “to structure the possible fields of action, and the practice of goyémniudes
governing through technologies of domination as well as governing the self” (RoL@a2) p.
221). Consequently, governmentality operates simultaneously between exterimaitidom
(technologies of dominatiGnand self-government (technologies of the%ge#nd entails both a
disciplinary and a liberating character (Rose 1999a). As consumers fragigg@their selves
and identity positions, they also internalize the dominant disciplinary power ofrabons.

Even though these perspectives partly moderated the separate rolesl as@dmsumers
and producers in the market, the dominant/dominated dialectic was still prevabepiainiag
consumer-marketer roles and relations. In this dialectical relationsbipphsumer constantly
fights for her/his agency and tries to liberate herself/himself fr@oppressive interests of
corporations (Denegri-Knott 2004; Holt 2002; Kozinets et al. 2004; Thompson 2004). Consumer
researchers supported this constitution of the consumer with empirical evidenogdstern
societies (Holt 2002; Kozinets 2001 and 2002; Thompson and Troester 2002; Thompson and
Arsel 2004). Alternatively, Firat and Dholakia (2006) advocated the rethinking of consumer
agency by recognizing multiple orders rather than a single market ordagrelement with
Kozinets (2002a), who advocated that complete emancipation from the market is dlngory
temporally and locally bound, they also suggested that resistance to markebaldenty be
short-lived. As each order comes with its own power disparities, which vdltdecertain

privileged ways of thinking and acting, it constituéesorder Consequently, consumer agency

® Consumers may increasingly practice their subjitiets and engage in self-governing practicestlyeir desires
and willingness to practice their selves are fuélgdand tailored to corporations’ self-interef®ege 1999a), hence
leading to another form of domination achieved tigto governmentality.

® Technologies of the self relate to socially camstied mechanisms that enable people to practicexetience
their own subjectivity.
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is only possible through construction and navigation of multiple orders in collect{¥tres and
Dholakia 2006).
As observed in the above discussions, scholars have generally assessed the consumer-
marketer roles and relations in the market in the dominant/dominated dialacdition,
tensions that occur between the consumer and the marketer as a result oettisalial
constitution indicate the utmost desire of the consumer to emancipate herself/friom the
exploitative interests of corporations. The urge to resolve these tensions rdwgiithe t
consumer engage in power struggles through various strategies. For exampiaecsrst as
active, subversive players and presenters of alternative lifestytasdrd Dholakia 1998; Firat
and Venkatesh 1995; Holt 2002; Murray and Ozanne 1991) or engage in construction of
communities (Kozinets 2001; Muniz and O’Guinn 2001; Schouten and McAlexander 1995).
Kozinets et al. (2004) also view the consumer as a ludic agent, whose productive pedsrma
become a part of the service, yet whose consumption negotiations still iradthatectical
mode. Consumers constantly struggle for their agency and resist the markey ameatibg
countervailing market systems in response to corporate co-optation (Thompsooslauntee
Balli 2007) or appropriating what the market offers for their own ends (Heath andZ200ué.
This endless pursuit of maintaining “an autonomy from the mainstream marke¢’t(fuat
and Dholakia 1998, p.157) leads to the constitution of the consumer as a distanced sgcial entit
whose utmost desire is to resist the market order and detach herself/hiomsaHld marketer.
Consequently, the processes in the market result in commodifying the consumeg thrivi
on oppositions and resistance by the consumer and co-opting them. For example, Thompson
(2004) suggests that the organic food movement by natural health advocates is gpitalist ca

resource for the rejuvenation of the market. In addition, some scholars conzedtaahsumer
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resistance as an avoidance behavior (Caudron 1993, Waldman 1992). Fournier (1998) expressed

the need to reconceptualize consumer resistance and diversify it ranginy@idanae to

minimization behaviors to active rebellion (complaining, boycotting and dropping @uin(Er

1998, p. 89). Others viewed this resistance as a “recursive interplay” (PediadbR&ace 1993)

between the market and the consumer. In Poster’s words (1992, p. 1), this interplaysirdicate

“strategy of appropriation in response to structures of domination”. Hence, coasumer

appropriate the resources of the market as a means to escape the oppressste aft

corporations. Despite these appropriation strategies, corporations stilhéixence on

consumer meanings, lifestyles and experiences by thriving upon these modéstarice by the

consumer (see Thompson and Arsel 2004 on local appropriation of global brands by consumers

and the subsequent appropriation of oppositional meanings created by consumersdrkehe
Whether the market objectifies the consumer — as in the Marxian view — or theneons

appropriates market resources for her/his own ends, the consumer is sitilisahst an

endless pursuit of her/his agency, when in fact there is no real agency. Imaféheir agency

in the market, consumers adopt confrontational means to resolve the tensions betwead them a

the marketers. This issue of the constitution of market actors as distinct azftedetatities in

a superior/inferior dialectic may essentially stem from the ex@esmphasis on objectified

constitution of the consumer and subjectified constitution of the marketer and \@ae ver

(Penaloza and Venkatesh 2006). In addition, contrary to conventional economic theery, Slat

and Tonkiss (2001) argue that the market in a broader sense actually re@ eseiety of

mechanisms and institutions that are embedded in a broad range of social aruélhistotexts.

Frameworks that articulated consumer-marketer roles and relations inrtet maight of

capitalism and its value systems emphasized the issues of whether thermgeiscaynoa not,
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whether the consumer is capable of appropriating the hegemony of the markstagidgethe
market, and whether the market is capable of appropriating consumer resistanoperation.

Consumer researchers’ intense focus on structure/agency issuevi@dsa in
Consumer Culture Theory scholars’ works) and the use of resistance fr&s@warticulating
consumer-marketer relations get in the way of understanding why and how coauene
actually participating in the co-production and co-creation processes. $asanay cause
researchers to miss out the positive and productive aspects of consumer-ncacqeedtion,
how they build communities of sharing, and how these communities are negotiating the
meanings of this cooperation and serving as alternative forms of legitmmaionsumers are
not dominated by a singular hegemonic discourse but are governed by and govein throug
different institutionalizations that produce discourses through which roletsomsleand
identities are legitimized and institutionalized (Thompson 2004). The discoursasethat
generated as a result of certain power relations also encompass consuhpecsiacers.
Foucault (1980) argues against the duality of roles and relations (those who havegreu®r
those who have not, oppressed versus oppressor, consumer versus producer) that captures the
concept of power, and that no market actor can own or lose, give away or acquiresgewer (
also Shankar, Cherrier and Canniford 2006).

As previously mentioned, in contemporary perspectives, some scholars have cdnstitute
the consumer as an agent who tries to emancipate herself/himself fronptisedhstructures of
the market; and this emancipation could only be local and temporal (Kozinets 2002a).
Consumers strive to find their liberatory potential through subverting andmggisti market
order and escape from it rather than be seduced by it (Firat and Venkatesh 199&8yuéiilys

the consumer strives to escape the hegemonic market order and prevail oveethiealial
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tension between her/him and the marketer. The dialectical tension here rdiersdongtant
struggle of one entity to subsume the other aimed at resolving the conflicebdtvese entities.
Therefore, the interaction between market actors ultimately focusbe ogsblution of
conflictual positions until one entity establishes primacy over the other.

Hardt and Negri’s (2000) seminal work ‘Empire’ provides an alternative
conceptualization of bourgeois-proletariat confrontation in the form of empiréudeltin the
Marxian ideology, a type of confrontation occurs between the bourgeoisie and thariatple
which puts the control and ownership of productive labor in the hands of the bourgeoisie, and
assigns the institutionalization of rules of law through structures of tlegesgm nation-state. In
contrast, Hardt and Negri (2000) suggest that though this confrontation remains, isfiorm
longer understood in a Hegelian dialectic of contradictions, “a play of absolutéonegand
subsumption” (p. 189), reconstituting a higher unity. In addition, capitalist exploitattbe of
productive forces of society transforms into what they calEtngire,an imperial rule, which
functions as “alecenterednddeterritorializingapparatus of rule that progressively incorporates
the entire global realm within its open, expanding frontiers” rather than astikeitionalized by
the nation state (Hart and Negri 2000, p. xii). Hence, Empire’s role is to orgadineamage
hybridity and multiplicity, in their own words “manage hybrid identities, ibéxhierarchies,
and plural exchanges through modulating networks of command.”

Consequently, even though the empire-multitude encounter reflects a cordgraitati
manner, this confrontation is not driven by contradiction or resolved through negation.
Confrontation is not constituted in dialectical terms that necessitatestilatien into a higher

unity or synthesis (Fillion 2005). As they put forth (Hardt and Negri 2004, p. 208):
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The notion of the multitude based on the production of the common appears to some as
new subject of sovereignty, or organized identity akin to the old modern social bodies
such as the people, the working class, or the nation. To others, on the contrary, our
notion of the multitude, composed as it is of singularities, appears as mere anarchy.
Indeed, as long as we remain trapped in the modern framework defined by thatiaker

— either sovereignty or anarchy — the concept of multitude will be incomprbleengVe

need to break free of this old paradigm and recognize a mode of social organization tha

is not sovereign.

Consumers engage in creative, connective, collaborative, contributive and communal
relationships with marketers. Consumers and marketers may hold more salient heithgonf
positions that can coexist in particular circumstances. However, these tanaynst
necessitate detachment from or resistance to each other, since tlygyzeeeach other’s
differences (may or may not be conflicting). As situations demand, they emgagéuial
negotiation and direction of discourses. Such negotiations may enable them to switch thei
salient cultural positions and adapt them to the expectations of both partiesd @392y,
which does not require resolution. As Appadurai (1990, p.226) also proposes, the global
consumer culture has the character of a complex, overlapping, disjunctivehatdidonstructs
the dominant-dominated dialectic. Hence, the perception of consumers and producers i
synergistic relations may also prevail, which may not necessarily involvmaioom of one
entity over the other but include constant negotiations between these entitigskahhsenefit
from the market system and discover alternative institutionalizations afiangg lives, with

lesser desire to dominate and increased appreciation for difference.
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The above mentioned possibilities may also bring new reconfigurations of gayerni
selves and others. For example, in healthcare, physicians are considioedraging and
coercive, and serve as suppressive forces that limit patient capacitygdmerdks own
decisions (Lupton 1995). In fact, medical paternalism is considered to be theaulisnaficial
provisioning in healthcare (Lim 2002), since it favors the superior physician andiinfatient,
who obeys whatever the doctor says and takes it for granted. This excesgsiee k@hia
physician’s special knowledge and skills generally stems from the patietiesin the greater
ability of the physician to make judgments (e.g., doctors know best attitudefgdéadi one-
way surveillance and management of patient care by an allegedly supedioahknowledge
and rationality (Foucault 1975).

This traditional relationship between the physician — who is the utmost authority and
expert gate-keeper in patient care — and the patient — who is obliged to comply wlibotthrés
orders — (Haug and Lavin 1981) is evolving to a different phase. With the advent of new
technologies and the rise of consumerism, the top-down relationship between the patikat a
physician, in which the patient was uncritical and non-challenging of thegenys knowledge
and expertise, is transformed. The patient has become more criticalyasdemanding and
well equipped with information and experience in a joint relationship with the péuysici
(Edenius and Aberg 2005; Quill and Brody 1996). Patients rely less on the physidiamsals
information source but seek self-help through searching for information onlineeagse
support from online support groups and other patients who have had similar experiences
(Ferguson 2000). The physician-patient encounter is now mediated by negotiatigenbe
these parties, the terms of which are determined by the partnership of mhjoatrent and

receptive doctor (McGregor 2006). In addition, medical interventions are readadton the
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basis of changing consumer culture, since patients as consumers makelm®dasot only on
a medical enforcement of curing the disease and maximizing their hea#tlsdwin a variety of

factors that enhance their and others’ vitality and quality of life.

Technology and Culture Interplay

Recent advances in communication technologies, that is, the use of social mgaarki
social media for information sharing, collaboration and user-generated ¢éraemtremediated
the superior-inferior dialectics between the physician and the patient. Consiesees for
involvement in and control over management of their care have fueled their need foaiiiorm
about their diseases, which is enabled by Internet technologies, and reducedianeeor the
expert physician (Tyson 2000). In addition, collaboration between patients and tseigytsy
(McGregor 2006) is invigorated by communities formed through social networkingdiegies.
Technology then provides the means for not just self-help but also collective coopéiratimyh t
online communities and support groups in healthcare, which provide informational, social and
emotional support (Burrows et al. 2000; Eysenbach et al. 2004; Ferguson and Frydman 2004;
Wright and Bell 2003). Consequently, patients become both consumers and producers of health
information and experience (Hardey 2001).

As the roles of consumers and marketers are transformed, consumers becon partner
with organizations and other market actors in collectivities that aréd#exl and empowered by
these organizations. Such incidents may challenge the clear segregatieenbsinsumers and
organizations. In modern market society, organizations are considered as distitetaehed
entities from consumers in the market, providing goods and services to satisfgdeehtheir
target markets (Firat and Dholakia 2006; Pefialoza and Venkatesh 2006). In the modern

marketing organization, the marketing institution was in charge of collaafioignation about
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target markets, discovering and providing the needs/wants of consumers. Hensemngvin
this sequence was performed by the marketer. Yet, as consumers become lesschoitées
makers from the alternatives provided by organizations and more and more producers and
organizers of their own experiences, they increasingly desire to be actigesptathe creation
of offerings by organizations. Consumers are now immediately involved in tloeeligc
processes. Organizations now design the means whereby consumers and otlgathetdis
engage in joint production. Consequently, organizations serve as a platform foneeal-t
collaboration among market actors, where performers of the market todistterer and design
their needs.

Firat and Dholakia (2006, p. 140) also critically approach this segregation ana offer t
(re)conceptualize the role of marketing: Marketing ceases to servasalyay of provisioning
customer needs, and transforms the hierarchical and linear relations béteveensumer and
the organization. Marketing comes to serve as an institution of empowering the enimsum
constructing communities in and through which s/he is enabled to enhance and reorgédmsze her
modes of life. Hence, the roles ascribed to consumers begin to entail a cimestnuct
performative mode of consumption, and enable the constitution of the consumerpasthe “
consumer”through an actual or virtual collectivity (Firat and Dholakia 1998; Kozinets 2002b).

Changing consumer orientations and value systems also indicate a lessengng conc
about the acquisition of material values and growing desires to accumulatet @speriences,
navigating one order, then the next (Firat and Dholakia 2006). These cultural tratiefama
also reflect a distinctly different sensibility than the one that moderarediad cultivated. For
example, the impulse to search, find, establish, and diffuse that best orderedrifete be

waning in favor of meaningful and distinct life experiences (Lyotard 1984)hdfarbre, a ‘this
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andthat’ sensibility is beginning to set in (Firat 2005) instead of thedthikat’ sensibility,
which reflected the logic of the culture of modernity that trusted in people&biiy of finding
the besbrder.

Another issue to be discussed is the perception of co-creation as a form of gaploita
As previously discussed, some scholars conceptualized co-creation as a fephoitdten,
possibly due to the fact that they assessed consumer and marketer vaine systaterial
terms. The digital economy fueled by free cultural/technical/affetabor and the resulting
materialization of collective intelligence is considered a product of ¢gigatism (Terranova
2000). The Capital then continues to exercise its power over processes of vafoat#tis
abundant cultural/technical/affective production and exploits and extracts valuarméssant,
creative, and updatable collective knowledge produced on the Internet (Terranova 2638®@). T
observations may validate critical school scholars’ point that consumers ghe gassive dupes
exploited by the power wielded through organizations. The capitalist logicomayder virtual
collective knowledge production as “free (unwaged and voluntarily given) labor’ethigless,
participants in this knowledge creation process in communities are Bgnetacompensated
according to the capitalist logic, but by exchanges for enjoyment, muanaing and discovery
(Terranova 2000, p. 48), mutual suffering, and mutual prosocial sharing (Belk 2010) of
information and experiences.

These complex interactions between the capital and the culturaliagfatior introduce
new challenges that necessitate the generation of new orders through which ésisireess
reorganized, and consumer/organization roles and relations are reconstitieachpact of
technological transformations and changing consumer sensibilities éabgt of

disillusionment with modern market society result in productive capaditia given society to
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take increasingly immaterial forms (Lazzarato 1996). Those who define vaht®n in co-
creation or exploitation as a result of co-creation within dominant capitalise systems may
need to recognize the emerging value systems that may essenisalliy@n cultural and
technological transformations, and include the non-economic, non-instrumental, aciiveolle
aspects of new value systems into their way of thinking. Dominant value systemedfin the
modern economic order and capitalist logic) may then be inadequate to undérstanudives
(e.g., intrinsic values) that drive individuals to become patrticipants in producticespesc
through new technologies and engage in collective knowledge and expeeeecatign. The
implications of such practices (e.g., extrinsic value) on individuals themseiggtjtions and
the society at large are also important to gain a holistic understandingcoftheation process.
The rise of the participatory culture with the advent of new communication tegme®|
also introduces issues related to the dynamics of roles and relations in altecihgties, the
extraction of the social from the market, and the segregation of the consumer from the
organization. For example, in this emerging participatory culture, and coliaeaaperience
and knowledge generation, experts are still present. However, they begin tasste#itators
or enablers, not leaders or rulers in the digital age. In fact, the power of [ged@led from
creation of excessive fragmentation and miscellany in the digital worehdrger 2007).
Hence, this miscellaneous collection of anonymous, pseudonymous individuals cangperpet
continuous knowledge and experience generation. Sharing is in fact much morenpenale
encouraged in online platforms than offline platforms (Belk 2010). Through collaborative
ownership and collective sharing, members of online communities together can add to
knowledge generation in the community, slice and splice it up, reorganize antayiay i

without losing it (Belk 2007). In fact, capability and ability to give awayivdelnd distribute
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the available resources of knowledge and experience to others, not the possession of these
resources, constitutes consumer power, creates value, and maintains hgtegtiongrtual

worlds (Hemetsberger 2002). Virtual communities then become s(p)lickn®wfedge and
experience, and the lives and relationships organized around it.

These transformations may ultimately challenge the modern marketaedés, which
promote possessive individualism (Belk 2010), exchange based relations (Bagozzird®75), a
consumer-organization segregation (Firat and Dholakia 2006). Consequently, we begin t
observe the rise of sharing and co-ownership (joint possessions) (Belk 2010), anchtogaoiz
roles and relations through community level dynamics among market performers. Qsnsume
and marketers are a part of the market system, yet they are alsoftparsocial and cultural
system, presenting their selves as social beings residing in commupéiedqza and
Venkatesh 2006).

As previously discussed, not just the technological advancements but also changing
consumer sensibilities enable such sharing and experience (Davis 2005). Teclnotignly
a tool but also a constellation of social and human relations within which technolotyohssa
just one constituent, “hybrid assemblages of knowledge, instruments, persa@rmassyfst
judgment, buildings and spaces” (Rose 1996, p. 26). The growth of wikis and transformation
from Web 1.0 to Web 2.0 (e.g., social and professional networking sites such as Facebook and
LinkedIn) also coincide with cultural changes, where changes along bathsions foster each
other. Recent cultural developments emphasize the turn to experiences afivagterial

accumulation (Pine and Gilmore 1999), and growing desire to navigate divpeseeages and

"Web 1.0 is described as a “read-only web”, in whpeople only search for information and read it providers
of information have the utmost control over theteo (Berners-Lee et al. 2001). Web 2.0, on therohand, is the
second generation of the Internet and allows faarattion among consumers and providers of infdomats well
as users’ creative ability to generate online camnte
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orders of life (Firat and Dholakia 2006). In addition, trends in consumption practicesténdi
the growing desire of consumers to become increasingly involved in the totiea
experiences (Firat et. al. 1995; Vargo and Lusch 2004). Together, these chardss eanlve
the attitudinal and behavioral approaches people have toward life and its meaiegs. T
cultivate a shift in the intellect that promotes sharing and making theirguaatd publicly
accessible, blurring the modern distinction between private and public amuigatiter very
meanings of these concepts. Whereas ‘private’ blurs the distinction betwerghthamd
freedoms of individuals and the rights of private property, ‘public’ blurs the distinicetween
state control and control of the common (Hardt and Negri 2004). As Hardt and Negri (2004, p.
204) put forth, the concept of the ‘common’ cannot be reduced to community or public in
network society, and is formed in cooperative social production and communication among
singularities in the multitude. These singularities converge in the productibe cdmmon, and
can get their voices heard through dialogues in a community without having to leel nmeilde
unity of the community. In the post-industrial era, private comes to relate tsintigalarity of
social subjectivities and not private property, and public relates to the “commoine rsteitie
control”, through which control is exercised by singularities in a collalvexdtiopolitical
production (Hardt and Negri 2004, pp. 204-206). Therefore, we observe a shift from ‘property’
to ‘commons’, where the former refers to the regulation of one’s use of resoyibeslaw, and
the latter refers to “particular institutional forms of structuringrtgbt to access, use, and
control resources” in a network society (Benkler 2006, p. 60).

Through this mutual interplay between technology and changing consumer value
systems and cultural sensibilities, consumers begin to contribute to social tanal chiange by

turning their participatory experience, knowledge generation and sotaadrkeng into a
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business phenomenon together with other market actors in collectivities. Fqiexam
healthcare, patients form collectivities with other patients, doctors,iearggesearchers, and
pharmaceutical companies, and share their experiences and learn from affeishees on a
global scale. Such global sharing of experiences of patients with spéoé#gsés and the
resulting collective knowledge produced from these experiences (e.g., sympsaimsents
received, progress of the disease and treatments) enhance the dentiocrafipatient data.
Collaboration on a global scale improves the possibility of new treatments aacchesfforts,
and impacts the course of the healthcare system. With the growing popularitip & Gye
social networking and social media platforms are now beginning to transdtatioms among
actors in virtual communities, and yielding new possibilities of organknisgness that differ
from conventional business relations.

Consequently, transformation of social networking into a business phenomenon blurs the
segregation between the consumer and the organization in the market and challenges
conventional forms of business that treat organizations and consumers as distiestleat
engage in dialectical relationships. Such transformations indicate that otgersizip business
with the consumer and increasingly partake in construction of consumer expeastace
constructorgFirat and Dholakia 2006, p. 144), not in a sequential and linear (e.g., gathering of
information about consumers to discover their needs and then engaging in exchaongshigat
through provisioning) but in a real-time discovery process. They engage nagorstic
(superior/inferior dichotomy) but synergistic and interdependent relationdectoaties.

In light of epochal transformations in modern culture (Featherstone 1991, Lyotard 1984)

globalization (Applebaum and Robinson 2005; Ritzer 2007), technology and modern business

8 Web 2.0 is considered a technological, sociatucal and even political phenomenon and is coinihl terms,
such as collective intelligence, architecture atipgation, and user-generated content (O’'Reilp2).
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(Firat and Dholakia 2006), and the resulting multifaceted relations that inveilve acd
cooperative consumer and co-constructor marketer, we need alternatietichelamses to
explore the dynamics of these relationships. That is, meridian (Cova 2005) frdseatber
than dichotomous frameworks (e.g., dominating/dominated, superior/inferior,
resisting/conforming) may further shed light on how consumer lives and ttagionships with
organizations are reorganized at this point in history. Conceptualizing consuiner a
organization relations and cooperation in meridian terms mainly requires (1) tiuoabeent of
unidirectional provisioning and overly deterministic actions of marketers — wiagbraminent
in dominant marketing approaches —, and (2) the realization that consumers andrenarkeh
fact both a part of a social system and a market system. For the supply sidestingiaskich
“thinking along moderate marketing lines” promotes mutual moderate relationsdoet
organizations and all of its actors in society, and involves less consumer takeowgeobpb
more lessening of power exerted by organizations on consumers (Cova 2005, p.210). As
Pefialoza (2008, p. 420) also puts forth: “What would marketing and consumer research look like
iffwhen we explode the ontological and epistemological binaries dividing corsamer
marketers?” Hence, we need to abandon subject — object distinctions to explore consume
marketer relations (Pefialoza and Venkatesh 2006). Instead, we need to devettipesubje
understandings of both actors and their relations. Understanding the dynamics of consume
marketer relations in a broader social context, rather than extreme engrhemig/idual
accounts of market actors, may enable the reorganization of business systsery¢has
alternative institution(alization)s along with the market order as aonmastitution; and

emphasize the ‘societing’ (Cova 2005) aspects of consumer-marketem®lati
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Research Context: PatientsLikeMe (PLM)

The decision to research PLM was inspired by the cover story of Business 2dinmaga
Eric Schonfeld and Chris Morrison (2007), in a cover story titled “The Next Dissifgtbe 10
Game Changing Startups Most Likely to Upend Existing Industries and Spawn Ne
Entrepreneurial Opportunities” in Business 2.0, argued that these 10 organizatiotiehave
potential to rewrite the rules of existing industries and open up entirely nkgtsiail hey also
listed PLM as one of the disruptors of existing industries. The following plodskee study then
focused on (1) how this organization has developed, (2) how it functions and enables new forms
of relationships among actors, and (3) how interactions and discourses among membbrs of
community and the resulting institutionalizations make people become a pagestistems.

In 2004, three MIT engineers (the Heywood Brothers), inspired by personakeexgsr
with a life-changing disease (one of the brothers was diagnosed with ALS]| A/&ehrig’s
Disease), founded PLM as a privately funded organization. Their idea was to banhanaity
of patients, doctors, caregivers, researchers, and pharmaceuticaisghasj informs and
empowers collectivities. As previously mentioned, PLM is a profit oriented oeganmzhat
gathers different healthcare market actors on its platform, and trassfomal networking
(Health 2.0) in healthcare into a business phenomenon. Patients manage their and otses’ dise
through aggregation and organization of personal health data at no monetary cost. PLM also
serves as a co-mediated market platform for collecting and shaaingaedd, outcome-based
patient data, and real-time partnership among industry actors (data-shatmegsbas with
doctors, pharmaceutical and medical device companies, research organizatiors)-arofits
in pursuit of acceleration of medical research). PLM also uses social kietgvimr real-time

research (open and non-blinded, patient-driven and patient generated clingal Hehce, the
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site features various types of relationships — both discursive and substantiked#fenent
healthcare players. PLM also engages in real-time clinical researcich-was traditionally the
domain of academics and clinicians — with various market actors through sfadingning of
patient experiences.

In the founders’ own words, PLM serves as “a new system of medicine by patients for
patients”. PLM partners with 1) non-profit organizations such as the AdeeléZare Project
and Myelin Repair Foundation, 2) research and academia such as the ForizeBabific ALS
Centre, Penn State Milton S. Hershey Medical Center, and The School of Library and
Information Studies at the University of Wisconsin, and 3) pharmaceutical comgaoleas
Avanir, UCB and Novartis. Despite concerns and skepticism from state agamtieen-profit
organizations, pharmaceutical firms such as Novartis partner with PLM and petients for
clinical trials through PLM, hence initiating the use of social networkingdtient recruitment
for clinical research. Kiliff (2009), in her article titled “Pharma’s Baok” in NewsWeek,
discusses issues related to patient recruitment for clinical trialedrcad research and how
pharmaceutical firms now increasingly incorporate social networkirep(20) into clinical
research, which is considered a novel approach to science and medicine.

The PLM organizational team consists of several teams, the constitution of svagh i
follows: 1) A management team, which includes co-founders and a marketing anddusines
development founding executive, 2) research and development team, which includeb resea
scientists and a health data integrity manager, 3) technology team, whictessbftware
developers, engineers and architects, senior designers and user inesigeerd, head user

experience engineer, 4) community team, which includes office managerseaand,int
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community managers, and community supporters, and 5) marketing team, which iacludes

newsletter writer and the marketing manager.

Could PLM Serve as a Potential for Dialogical Constitution of Business Relans?

Ballantyne and Varey (2004), in their critique of the service dominant logic oetivagk
raise the ground breaking question: Can marketing be really dialogical in°teerry, since
the modern marketing principles and practices, and unidirectional exchanges amkeatg ma
actors dominate societies? They argue that past interactions amongantoisewere
characterized with monological one-way interactions, which have given prim#og control
driven and providing marketers. In contrast, dialogical interactions are basedoguesaamong
networks of market actors, and are characterized with communicating argltzativeen — not
to — each other (Ballantyne and Varey 2004). Unlike dialectical processeh,retjuire the
clashing and resolution of conflicting views at the expense of one partyiateeést and
primacy, dialogical processes are foundedogethernesamong actors in market systems
(learning, creating, experiencing together). Dialogical inteyastare also released from the
past informational (persuasive messages created in hierarchitahsetaotivated with control
and domination) and communicational (inform and listen in interactions and co-produce value)
modes of interaction among market actors. Such transformations may dediveaitketing’s
“unrealized potential of dialogical mode” (Ballantyne and Varey 2004, p. 228), wiggestis
learning together and co-creating value in learning, and actively engagiogdetermination of
value in networked relations despite conflicting or compromising positions.

After two years immersion into PLM, the observations lead to the possibiliti? L\t
may be a permanent example of some changes in market dynamics and exhibéritial pamt

dialogical orientations and novel organizations of roles and relations among &esaittarket
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actors. There are, it seems different theoretically informative redsatrattract consumers to
partake in such an innovative organization of relations and sustain their continuing interes
these organizations. These relations seem to be qualitatively diffenentdrosentional market
relations. PLM as an institutional order can also maintain their existetice healthcare
market. It partakes in organization of roles and relations, as well as iosati#ation of the
codes of conduct among/with healthcare market actors.

This research proceeds to the discovery of these new forms of organizing roles and
relationships in PLM. In doing so, attention will be given to the meso level
institution(alization)s or legitimation processes that develop and maintaerteesforms of
interaction, lead people to become a part of these systems and enablentiraied
participation in sharing their private health data and experiences. More inijyottas study
will help better understand the role of individual, meso level and larger institutidrtbeir
discourses, and how they mutually and concomitantly legitimize the sharing dépgreadth
information and engaging diverse market actors in the production and distribution oin@edi
through social networking. Exploration of social media induced dialogilegiores and
interactions among healthcare market actors also aims to profilertimaunity mediated
process of private health information sharing and generation as a resulégistic discourses
among actors with an increasing appreciation for difference and todef@nmultiple orders,

and decreasing desire to contest, confront and establish supremacy.
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CHAPTER IlI

METHODOLOGY: NETNOGRAPHY

Data Collection

In order to provide a complete sense of the nature of PLM as a system and disover
constituents of dialogical processes in PLM, this study will be an extended ragtmpgif this
unique healthcare website. Through netnographic analysis, this research &@aksaonssvers to
the questions of how such a system has developed and is functioning, and the
institution(alization)s that make patients and other healthcare market betmme a part of this
community organization and share their private health data. Netnography &isasivpia
research method has several potential benefits. As Kozinets (2002b, p.61) stategrdpleyno
is ethnography adapted to the study of online communities and cultures.

As a method, netnography is faster, simpler, and less expensive than traditional
ethnography, and more naturalistic and unobtrusive than focus groups or interviewead bfst
first having to transcribe it and then interpret it, the data comes direatiyfir@at community
members actually say. Hence, the data occurs naturally and therefmteaffected by the
researcher who collects the data. Netnography can be conducted in a completelyivaobtrus
manner, since the contexts in which consumers are observed are not constructed by the
researcher (Kozinets 2002b). Researchers utilize public information availalene forums,
discussion boards and the like, and observe the communal and naturally occurrintyangerac

among consumers in an online research context free of researcher intrusioet@<a202h)
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Through netnography, capturing the dynamics of an online community and how thesecdynam
are formed through discourses among community members is possible, singeapéiyds “an
interpretive method devised specifically to investigate the consumer behaviauoé€and
communities present on the internet” (Kozinets, 1998, p. 366). The understanding developed as
a result of netnographic research is informed by researcher’s observéiimesactions among
community members in the form of textual discourse, which provides culturally and
symbolically rich meanings (Sherry and Kozinets 2001).

Netnography’s focus is not on the micro (individual) or the macro (social sydtarak)
analysis. Its level of analysis is the meso level relations and itermamong collections of
people or groups (Kozinets 2010). This research also focuses on the meso level analysis of
dialogues and interactions among PLM community members. The initial unit o$iarfalythis
study is the interactions and dialogues among members in forums [MS and Mood sub-
communities], PLM community blog [includes dialogues and interactions of all iReMbers]
and patients' and PLM administrators’ own accounts (member profiles in Péibens’ other
accounts, such as their blogs, their videos on YouTube and MySpace pages, PLM founders and
administrators’ videos on YouTube and other websites). Therefore, followingrsgtities
(Brown et al. 2003; Cova and Pace 2006; Kozinets 2002b) conducted on particular communities
(e.g., the Nutella brand community), this study adopts non-participatory nephggiAKA
Observational Netnography) (Kozinets 2006), and focuses on the contents of forum pasts, blog
PLM website, and community actors’ personal web pages or blogs, all of which czrebseal
online. Consequently, data compilation for this research is grounded in the collecérts of t
posted in several digital platforms. The non-participatory approach takesagh/ahthe

textual nature of online communities, and does not necessitate direct participatiembers’
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dialogues (Cova and Pace 2006). Hence, it allows for greater focus on thdionsramnong

the community members throughout their discourses, and avoids any undesirable efiiésitser

to the community (Elliott and Jankel-Elliot 2003). The study then captures archizarah

fieldnote datd in the data collection process (Kozinets 2010). Trustworthiness of the study is
ensured through following the steps proposed by Kozinets (2002) in netnographidresearc
Trustworthines¥ is an important criterion in qualitative research to assess the credibdity
research study based on the constructivist paradigm, and involves extended immersiog, ongoin
observation, and triangulation (Denzin and Lincoln 2000).

Since September 2007, extensive time has been spent on learning about the community,
members of the community (administrators, founders, researchers, safevatepers, patients,
physicians, caregivers), how the community functions, and how it is organized.uiihealed
for continuous immersion in the PLM community, which involves (1) reading news about PLM,
(2) watching a 2006 movie called ‘So Much So Fast’, which is a story about how PLM was
founded, (3) spending a considerable amount of time observing the ongoing discourses and
interactions among the community members (patients, administrators of PLiigksgoc
caregivers and the like), and (4) observing numerous messages posted by mutipézsie
different sub-communities as a means to identify the components of the textualsdisoost
pertinent to the phenomenon under investigation. The Multiple Sclerosis and Mood sub-

communities served as a potential source for data collection from the f@ngces many

° Archival data refers to the downloaded pre-existingiputer mediated communications and interactonsng
community members, which does not require reseainlielvement in the creation of data. Fieldnosadrefers to
the researcher’s inscription of his/her observatiohthe community, its members and dialogues atetactions
among members (Kozinets 2010)

%1n contrast to positivistic paradigm that useswloed “validity” to assess the legitimacy of theearch study, the
word “trustworthiness” is preferred by most quaiita researchers (Lincoln and Guba 1985; Wallendod Belk
1989)
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patients from these sub-communities were talking about privacy, disclosure, andmityn
issues in the forum threads and in the community blog. Hence, these sub-communitesedddr
the largest number of theoretical issues under investigation.

Considerable attention is given to all exchanges in these sub-communities and the
patient-to-patient, patient-to-PLM administrators, researchers andei@jr@ohd patient—to-
physician/caregiver/researcher interactions to discover communityniggiaDue to the
immense number of message posts in the forums of sub-communities, a keywordgearchin
method (words used include disclosure, privacy, openness, transparency, communiy, secre
and their derivatives) was used to find message posts and interactions moshiptertihe topic
under study. As Kozinets (2002, p. 63) also suggests, PLM is a preferred online community for
research for four reasons: (1) The interchange of message posts is quitedrdghamic, (2)
the nature and focus of the community is pertinent to the research questionngd)athey of
the members are discrete message posters, and (4) the community difeeteland
descriptively rich data and a vast array of between-member interactions.

The study adopted triangulation and utilized several sources of data includimg sksc
among community members in the forums of the PLM community (e.g., MS and Mood sub-
communities), the community blog in the PLM website, news articles about(€gVl New
York Times, Business 2.0, BusinessWeek), textual data from PLM patients iottiexinveb
pages (e.g., MySpace, PLM Facebook page, personal web pages or blogs), and visual data from
PLM patients and founders’ videos on YouTube and other sites. Hence, a vast arrajabf tex
discourse in the form of narratives, excerpts, and notes was downloaded. Thising@veis
advantage of netnography, which is the almost automatic transcription of ddeahli@aum and

blog posts that provide culturally enriched ‘thick description’ (Clifford 1990) and wadeliag
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of community members. In addition, the data is developed based on researcher obsereation not
concerning the community and its members, member interactions, and rich medmmgmber
discourses (Kozinets 2002b). The data collection process will continue until thevpenetno
more insightful categories of interest and importance are generated.

As is the case in any research involving human subjects, ethical consideratiooshze
avoided. That is, researchers may need to inform subjects participatingaircinessed obtain
their consent (Kozinets 2002b, 2010). Nonetheless, since this research utilizes iogoa{weayt
netnography for data collection, there is no intervention or interaction with mewittbe
community for the purpose of gathering information. In addition, informatiorcdsded in
such a way that an individual cannot be identified directly or indirectly. Coabideattention
is paid to subjects’ privacy, and their personally identifiable informatiootislisclosed. In fact,
member’s pseudonyms in discussion forums and blogs are not revealed, as theyeamere g
another pseudonym in order to protect their real and pseudo identities (seg. tdbladzlition, |
made sure that verbatim quotes from forums included in the analysis they canrcadse@dc
through electronic search engines by others. Participant consent is notesjnae archival
and observational research, and the download of existing posts is exempt from human subject
research, and the researcher does not intervene in members’ dialoguescrwitie them
(Kozinets 2010). Therefore, the study stayed within ethical boundaries due to thenigpllowi
reasons: “(1) the behavior being observed is commonly performed in public wisee&peicted
that others can observe the behavior, (2) the behavior is performed in a sett@gh&her
anonymity of the person being observed is assured” (Zikmund and Babin 2006, p. 242), (3) data
collection and analysis is performed on the existing archival or observatioadhdais publicly

available, and (4) the researcher does not intervene or interact with theeraehthe
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community (Kozinets 2010). Consequently, for the reasons stated above, this resedret quali
for a human subjects exemption (Kozinets 2010).
Data Analysis and Interpretation

After observations and download (of textual data) over a period of two years, #rehese
proceeded, in a more systematic way, to the coding of the data and grouping the firmaling
(1) the textual data from discourses among community members in the forumsiibyrblog,
and patient profiles, and (2) the textual data from the website, other outside ,sswchess
patients’ personal blogs and web pages, and news articles about PLM. These invalveg ma
readings of the data, and discovering the main themes relevant to the topic ursteyatioe
through iterative analysis. Following the inductive coding schema (openaaxiakelective
coding) suggested by Glaser and Strauss (1967), this research employed thelgremorgie
approach to formulate a theory about the phenomena. Open coding includes the identification of
key words and phrases used in interactions among community members aswealeaders’
own accounts throughout the entire textual data. Therefore, it enables tred deseription of
what is happening in the data (Goulding 2000).

Discourses among the members of the community, which address the largestofumbe
theoretical issues, were included in the analysis after careful impldrmardabcoding principles
suggested by Glaser and Strauss (1967). Thread posts from forums, spethitcaties that
offer rich and descriptive content, are most pertinent to the research questibims/céve
participation and interaction of different community members (Kozinets 2002b) cenexfeilly
chosen for analysis. Taking into consideration some of the most advised steps fimenarra
textual analysis (e.g. Coffey and Atkinson; 1996; Kvale 1996; Silverman 2005), the following

phases of the analysis involved grouping all the findings from the textual dathdras
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discourses among community members, comparing and contrasting them, hencgtathen
conceptual development phase (also known as axial coding or conceptual coding). tAgéhis s
the analysis continued to look for emerging patterns and themes as well @suiitieg, splitting
them into categories, sub-categories, linking them together when possibleatipcr
meaningful categories of several codes emerged at the open coding phasgplidation, also
known as constant comparative method, is fundamental to grounded approach and enables
identification of concepts (Goulding 2000; Spiggle 1994). In this phase, several issugsdeme
as critical for thorough analysis of the data: (1) Pay attention not to igadseof the data that
seemed not to fit any of the categories, (2) avoid making categories, whioh geviolate the
sensitive interplay between different groupings, (3) leave the cée@s sensitive as possible
to any deviant cases until these cases could also be included to interpretbtesmédi 2005),
and (4) refute assumed relations between phenomena, searching for negesivanzhs
continuously comparing and contrasting different views (Silverman 2005) fromttrg e
literature. In conclusion, the data analysis and interpretation proceglgagbmitted to the
guidelines provided by Spiggle (1994) for qualitative data analysis, and contindet unt
reached the point of saturation (Lincoln and Guba 1985). That is, the data analysis and its
comparison and contrasting with subsequent data (to account for negative casedhér
resources and the relevant literature continued until a complete examinatierdata was
ensured and no new evidence emerged from the data (Goulding 2000).

Adopting a hermeneutic framework for interpretation of textual data, theretation
phase involved the iterative interpretation of consumer meanings in relation to both the
community member’s sense of personal history and a broader narrative comisiaratally

established cultural meanings (Thompson 1997). Consumer perceptions of their selkes and t
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personal meanings may vary according to the situational contingencies sexddhéngencies
depend on which personalized meanings are salient in a given consumption context (Belk 1975)
Furthermore, consumers’ personalized meanings emerge through a dialdgiiwalsieip in
which salient aspects of their life-world experiences impact the waysnieepret these
meanings (Hermans 1996). Hermeneutic approach to interpretation of texduial lualistic in
nature, since it allows for discovery and disclosure of mutual or complemeslttigns
between individual level perceptions and shared social meanings. Througbeiterat
interpretation, “initial understandings of the text are informed and often reddis later
readings provide a more developed sense of the text's meaning as a whole” frhdtop®,
and Locander 1994, p. 433). Textual data also has the potential for discovery of new and
different meanings, meanings that even the researcher is not aware oii] aravigle new
understandings concerning the phenomena under investigation as a result. Suctsdhmnce
requires that the interpretation of coded text be performed in a “humanisticlisattinmanner
(Arnold and Fischer 1994, p. 61). Ultimately, through discovery of emerging themessadt a
of iterative interpretation of narrative and textual data from this meso totttisxstudy aims to
provide macro understandings of phenomena explored, and articulate the implications of

transformations observed in this meso context on the overall market relations.
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CHAPTER IV

FINDINGS: HOW HAS PLM DEVELOPED AND IS FUNCTIONING IN HE

HEALTHCARE MARKET?

Constituents of New Ways of Organizing Roles and Relations among Healthcare At in
and through PLM

Observations of how different healthcare market actors commutieat maintain
relations with each other in this Medicine 2@ommunity organization exhibit potentials for a
novel constitution of market roles and relations. As a result of iterative dataiariedyn a
netnographic inquiry of PLM, findings are organized around two core themes: (1) Biheiipg
unravel the constituents of these new ways of organizing roles and relationstaatihgare
actors in this co-mediated market system, and (2) the themes discoveredmalsouralerstand
how patients, PLM administrators, and other healthcare actors negotidtaring sf private
health information (meso level legitimation processes that maintain peagkyest in the

community and their continued participation in sharing and organizing private hdalthestal

1 Attention is given to patient-to-patient, patieotetrganization founders/administrators, and patient
physician/caregiver/researcher interactions.

12 Gunther Eysenbach describes Medicine 2.0 applitatis web-based services for healthcare actorsiing
patients, caregivers, patients, healthcare prosidad the like. Through the use of Web 2.0 teagies, Medicine
2.0 applications enable “social networking, papi@tion, apomediation, collaboration, and opennetdsmand
between these user groups”. (Soutd#://gunther-eysenbach.blogspot.com/2008/03/niegi20-congress-
website-launched.htiml Health 2.0 concept involves the combinatiom@dlth data with patient experience through
the use of communication technologies, and fatélggatient involvement in and responsibility fotheir own care
(See discussion on Health 2.0 by Bos, LodewijkgyAMarsh, Denis Carroll, Sanjeev Gupta, and MikeRRe

(2008), "Patient 2.0 Empowerment”, SWWS08 ProcagdiAvailable at:
http://www.icmcc.org/pdf/ICMCCSWWS08. pdf
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reinstitutionalize surveillance in the healthcare market. In this chapefirst core theme will
be presented.
Provisioning Diluted: (Re)constitution of the Consumer and the Markeer

The first theme discovered relates to how the act of provisioning is diluted and
conventional ways of practicing medicine are beginning to be transformed inclaealt
Observations from this community exhibit potentials for the constitution of consmeher a
marketer as collaborative subjects, who opt to act jointly rather than individuatiyopposition
in the dilution of provisioning in healthcare. The dynamics of these new roles andzatiga
of relations are described in detail in the following sections. How PLM co-tesdiad
interacts with these dynamics will also be articulated.

Roles of the Networked Patient

Experiential expertPatients actively engage in clinical research in this community and
participate in the production and distribution of medical knowledge. Their partcipatthe
provisioning of health together with other healthcare actors involves diverse @iesof the
most important roles they perform is that patients convert their personalkeexgs to

experiential knowledge (Jayanti and Singh 2010) and serve as experientiad.expert

Great to see Goetz in NYTimes refer to people hsr&o-practitioners"...I see PLM as doing verylwel
helping patients and families to pool their ownexgnces, strengths, insights, creating a very real
experiential knowledge database that is quite diffefrom the current "professional knowledge"
database. Isn't patients' experiential knowledgeertimely, practical, and certainly grounded in 247
reality and challenges our disorders and poterg@very from them? (Patl, Mood)

The whole point of PLM is sharing, changing theaaigm of medicine where everything is private,
learning from each other and contributing to rege@mto our particular conditions...I've never felatlany
of the PLM staff claimed to be an expert on moabdiers. We're the experts. PLM is mining our
experiences so that others may benefit (Pat2, Mood)
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Forum postings from Patl and Pat2 in the Mood community reveal that patients perceive
themselves as experiential experts, and that PLM mines patient expéoieocdribute to a pool
of patient experiential knowledge. Patl comments on a New York Times artahg tabout
how patients become co-practitioners in PLM. Her/his comments refledidhges in the
healthcare provisioning with the inclusion of patients, who now can offer their rddl wor
experiences of coping with diseases for medical research in platforme tivbg can generate
experiential medical knowledge together with other healthcare actorthisHsmments also
reflect that such knowledge has its advantages compared to conventional prdfeaswielge
of physicians due to its practicality and real time characteristidsenBain PLM read each
other’s profiles and interpret the graphical representation of another jsatiealth condition
and treatment to find an informed or experienced (those taking the medication or using the
treatment) person of whom to ask advice (Frost 2010). In an effort to defend and support what
PLM is doing, Pat2 points out the sharing (versus privacy) and mutual learningadpebst,
which s/he thinks will transform the ways medicine is practiced and mediberahg is
performed among healthcare actors. S/he justifies PLM’s effortsi® paitient experiences
based on the acknowledgment and acceptance by others that patients are in fpetthe ex
They have the ability to change the dynamics of medical research throuigly sheir
experiences and adding to the new knowledge created as a result, which will beabéoief
others.

Presentational mentorAs patients are enabled to change the dynamics of the expertise
system in healthcare by sharing their timely and real-world expaliégntbwledge in PLM, their
dialogues during this sharing reflect presentational forms of interactthgammunicating with

others. In this mutual learning experience, patients offer recommendatieash other based
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on their own personal experiences rather than enforcing each other ceysiof Wang with
the disease or living out of the disease. Their mentoring of others rests onipgebent own

ways of coping with diseases so others observe and learn from it:

if it helps, read my profile, my symptoms with thieset. if i can do this, you can too. just bergjcd
cannot not even think of a word that describes'finar". | lost most everything i knew and all
abilities...but, i made it through all of that....thewer you are at this and the more you lost, thgher the
struggle...| am making my way though....please, bd kinyourself and give it time (Pat3, MS).

The above excerpt is retrieved from a dialogue among patients, who were cargroant
another patient’s post asking for advice from others. In Pat3’s comments, weedhse
implicit form of presenting herself/himself and offering help to the patiat asks for advice.
Her/his comments imply that s/he encourages the patient in her/his endeaylarwoth MS by
giving examples from her/his life. As Pat3 comments on the other patient’s psaleleted to
the disease, s/he talks about her/his own experiences, how s/he has coped with Ines,@anble
guides the patient to her/his profile so s/he can observe and learn from it heeg8lexhibits
her/his experiences of how s/he manages the disease without preachinghertpatant on
certain ways of coping with the disease. Such an act is also discouraged bynirEaboga

administrators.

In group situations, | lead by example and donftrwabout who is following. | think having MS fosa
long as | have and the fact that | am 'still trngkiotta count for something. There is life with MifBit it is
up to them to see it (Pat4, MS).

Pat4, on the other hand, adopts a more explicit form of presenting how s/he mentors
others. S/he directly states that her/his guidance of others is based ornesXaonplher/his life.
Rather than telling others what to do for fighting with MS, s/he presents herinisxpariences,

and shows alternative ways of coping with MS through examples from her/hiSlitie then
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leaves the decision to learn from these experiences and apply them to theioesnditithers’
discretion.

In general, community members’ actions are results of presentational moteasg f
experiences, stories, and self-revelations. They do not urge each other tiitakerasuggest
issues that would require them to determine and coordinate actions. Instedersiemd to
present their tendencies of thinking and acting, and their experiences wdmitsan their lives.
They talk about what they've done, how they've coped with and treated their diseasksrso ot
can read and learn from them, which then find allure among other members of the community
Patients engage in a presentational mode of suggesting the potentials andtmsssibili
including the ‘other’, in order to seek and create rich and meaningful life erpes. In effect,
arguing the ‘rationale’ of what ought to be done is abandoned, ‘telling’ others what to do is
discouraged, ‘exhibiting’ what can be done through example is preferred (Firat aa#tihol
1998). They avoid representing reality to others or suggesting unique solutions to their
communities. Instead, they present their experiences, ideas about [mtiEgiiags about
events.

Observations from PLM community organization reveal that the value systehfigrens
of discourse among diverse healthcare actors in this community transforrtutiémetlizations
of relations and conduct between consumers and marketers are perforanegniyunity of
diverse actors in search for the ‘possible’ instead of the ‘proper’. That isdireadr
communicating, sharing, and organizing of private health information is notuie¢el/fixed but
constantly negotiated in non-confrontational modes. Patients engageeseatationamode of
suggesting the potentials and possibilities of including the ‘other’, the ‘unespabde’ and the

unfamiliar (Caputo 1997), in order to seek and create rich and meaningful life agpsrie

47



These burgeoning cultural orientations have also prompted people to readily adopt new
communication technologies that enable linking to communities for envisioning new and

enticing modes of living and being.

What can | say to comfort you? Here's how, in mgdnMS does not mean it's over...While MS may have
changed some parts of my body, the core esserne & still the same. I've developed a much stronge
spirit...Added new behaviors and habits to my lifétdld my wellness...Being dx’ed with MS has
dramatically improved my ability to live in the pent (vs. living in the past and worrying about the
future)... My wish for you is that you choose to doatviou can do to live as fully as you are ableniary
sense of the word (Pat25, MS).

Pat25’s comments on a patient who is asking for information and advice reflect the
avoidance of representing reality to others or suggesting unique solutions tbehe pastead,
s/he presents her/his experiences, ideas about potentials, feelings absuA®gém mentors

and engages in mutual learning experience.

| visited Tysabri thread looking for informationalt that drug, and was disappointed to find thaNLD
preacher there...l wouldn't need someone telling riseditug was my "only hope". As for "no side

effects,” | found contrary evidence linked on tiesvri'official” LDN thread! Though I'm convinced by
others that Tysabri has benefits, his claims atefensible and go beyond free speech (Pat47, MS).

The above excerpt from a patient also reflects the tendency to adopt presehfatms
of discourse. Pat47 expresses her/his distress about a patient, a ‘predobehis terms.
Her/his concern is based on the enforcement of a certain medication as theyotdyheal a
patient. Patients express their discomfort with others who preach to themsrofenadical
advice, since such an act is discouraging especially to the new pariciwhatare so ready to
try anything. For this reason, they could be easily exploited by these gngagho enforce one
way of organizing one’s care and healing process, and weed out all otherigttenuates of

coping with the disease.

| find medical advice very helpful to be able t@habout other people's experiences with medspleen
the forum are very good about saying "I'm not ataigccO TO A DOCTOR” but | would still want to ask
about people's personal experiences (Pat48, MS).
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You can ask for people's personal experiences. "$vhet okay is people who take X drug, find that it
works for them and go around declaring X drug esdahly choice for everyone..."l took X and had Y
experience" is fine. "l took X and you should to@'hot fine (Admin2, admin).

In the dialogue above between Pat48 and PLM administrator, Admin2, Pat48 expresses

the usefulness of medical advice coming directly from the horse’s mouth, and praMe
members on the integration of patient experiences with physician experntise inBhe case of
desire to seek medical advice, patients and PLM administrators still adtfeegtesentational
forms of advice in the community, as clearly observed in Admin2’s comments.

Patients also desire to create etiquette in the community for data shaainty, to seek
for scientific support for all the claims for cures made by patients ands@hdrto avoid giving
medical advice:

Information regarding treatments offered as a mattéfact" should always be followed by a diretibK"

to that information...it is VERY irresponsible to gmand touting "cures” unless you can provide bgek-u
that shows the information is valid. There are maewnbies that are so desperate to try anythingiriga
these were suggestions that do not have to bexfletdPat49, MS).

if one says they took treatment X and felt bettarouldn't be all persuaded by references (whiehvary
difficult to interpret even for a scientist!), bnatther by seeing that they had filled in their geoih detail
and we could all see a real difference in theiconte measure or symptom severity after takingrtreat
X...Pat49 offered potential bits of etiquette for ftheum might be as a discussion point; not an dfici
rule-list (we're more about principles than commmaadts!) (Sprt3, Support).

Above is the dialogue between a patient, Pat49, and PLM support staff, Sprt3gpkease
appendix for more comments from other patients in this dialogue). Pat49 is willirgate cr
etiquette in the community. Her/his comments reveal that etiquette is soughti®r in t
community in order to prevent patients (specifically newly diagnosed ones) fioghebgloited
by others, who make superficial claims without any scientific validati@violence.

Nonetheless, Sprt3 encourages presentational discourses when actors slegettiences
with others in the community. S/he argues that both scientific and anecdotal ewdence

important for validating claims. More importantly, patients could show and kigurakent to
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others what has worked for them and how they have modified their lives in the midst of their
diseases by sharing their information in their profiles, so others can viemtheimselves and
take action accordingly. Etiquettes of sharing and interacting with aleeraore aspirational
than commanding or enforcing certain ways of communicating and sharing. Yegttes are
referred to the extent that they do not possibly cause missing out on some good ioformati
Different perspectives on treatments and medications are welcomed kobethictleat they are
presented in a complete manner in patient profiles, which also bring creddifity patient.

Self and Other Validation: Validation of one’s and others’ health status thgbu
collaborative diagnosisWith the changes in the expertise system in healthcare and the inclusion
of patients in healthcare provisioning through PLM, the patient comes to be one of the man

experts other patients rely on for medical reference:

Ellen, we have lots of people on this site thatveaéing for a DX. Are you seeing a neuro, or jG&?

You need to see a MS specialist. There are lotissté besides MRI to diagnose MS... Have you had any
tests? I'm not trying to intrude on your privajust trying to learn a little more so we can tryhip

you. Hang in there...(Pat5, MS).

In the above patient forum post, Pat5, by offering her/his knowledge and experienc
about MS, is trying to help a patient, who is unsure of whether her/his conditions lead to the
possibility that s/he has MS and asks for information and advice. Pat5 encourageetheq
share more information about the patient’s disease symptoms and whether s/kerheartain
tests in order to help the patient to better understand her/his condition and ultimgéejg &

collaborative diagnosis with her/him.

| was actually looking for information AND validath in PLM and | FOUND IT. Perhaps it's the REAL
REASON | keep sharing MY EXPERIENCE, STRENGTH, AMODPE through my M.S. REALITY... so
that those that come to KNOWING ABOUT THEIR OWN Mc&n feel like they HAVE SOMEWHERE
to go besides HOPING TO GOD that their Doctor knaW$ST A LITTLE MORE than THEY DO about
MS... "WE MAY NOT HAVE IT ALL TOGETHER, BUT TOGETHR WE HAVE IT ALL" (Pat6, MS).
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Although Pat5’ comments imply that s/he actually serves as a confirmeotbiea
patient’s disease status, Pat6’s forum post reveals that s/he actuglbtiesna who is seeking
confirmation from other members in the community. In fact, s/he states theigsealidation
from other patients with similar conditions is the very reason for her/htswaous sharing and
participation in the community. Pat5’s comments also imply that the pailerdfrconfirming
her/his and others’ disease conditions serves as an alternative way of gaimivledge about
one’s health and disease. Considering that MS is such a complex and vaguely understood
disease, rather than just relying on physician knowledge as a source of irtforamat possible
diagnosis, patients seek for validation from other patients who have similasedezealitions
and enhance their knowledge and understanding about the disease.

In the case of newly diagnosed patients, one interesting discovery is that @t patie
validate newly diagnosed patients’ conditions in the community and help them didggiose t
disease, they strive to instill hope in the community through giving examplaesaass stories

of patients:

Newly DX patients see me using a wheelchair andrasghat their MS Passage will put them in a
wheelchair. | have to use restraint in my advocézyrovide hope in the MS mysteries, clarify repdéy
that MS Research is still ongoing & to get as minéh and support concerning decisions about a icerta
treatment...When the question gets too rough, | dafeguestion to MS individuals with success stories
about their progress in therapy... (Pat7, MS).

Pat7 is a patient who is in the severe stage of MS. Her/his comments on newlyatiagnos
patients imply that validation of newly diagnosed patients’ feelings andsdiseaditions is a
subtle role. That is, as newly diagnosed patients observe in other patientasprbit MS
may ultimately confine the patient to a wheelchair, Pat7’s strateggliofating their condition

involves presenting other patients’ success stories and ongoing MS ressaltshiogorovide

13 Each patient profile in PLM shows visually theipat's disease condition and severity of the diseasd many
other details about diagnosis, prognosis and tresttistages of the disease.
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hope and enable them to make informed decisions about their health. Pat7, as theraunfirme
other patients’ health status, engages in presentational forms of sharing éguérience and
knowledge with others (e.g., patient stories, research facts, self-revelationder to alleviate

the likely fear and lack of knowledge associated with the disease.

Licensed Patient: Patients’ increased feelings of license throughaaeetworking in
healthcare.Social networking platforms such as PLM enable patients to partake in medical
research and the generation of medical knowledge, a domain that used to belong to th@influe
academics and clinicians in healthcare. In the following dialogue, matistuss the impact of
social networking on healthcare and how it transformed the expertise spdtealthcare. Such
transformations provide patients with feelings of license to exert controtleeie and others’
bodies and the physician’s expert power. As will be further articulated in theggling
sections of the paper, this license is both recognized and approached criti¢caéyintfiuentials

in healthcare.

"TAKE CHARGE OF THEIR OWN CARE”, ULTIMATELY WILL change the nature of drug research
and the practice of medicine" -- WHICH IS WHY SO WX DOCS just CAN'T STAND online stuff...
because THEY (not ALL, just SOME) no longer holdHROWER...because we're entering as
EMPOWERED, KNOWLEDGEABLE patients who WILL expetietm to have ANSWERS, or at least
SUGGESTIONS...It's interesting to watch different ntatlteam members' reactions when | talk about
PLM, some are sending their other patients hereJAMHAT an HONOR to be the one to have
introduced THEM so that they can pass it on...)dlérs just sort of roll their eyes and muttarHESE
are the "educators" that | find myself EDUCATINGthe end -- the same ones who seem to have the
BIGGEST PROBLEM with empowering patients. Quitestrating at times... (Pat6, MS).

Pat6 comments on a forum thread on the impact of social networking practices on
healthcare. The initial tone of voice from her/him concerning her/his engagenPLM and
having a say in determination of patient care reflects the increased$e@fiicense to exert
control over their and others’ bodies and the physician’s expert power. S/hegasisome

conventional physicians’ negative stance toward social networking, and cosplaatt patient
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empowerment and increased feelings of license through social networkgighédeetheless,
the license patients gain does not inhibit the desire to collaborate withiphgsictthis
community. Pat6 actively spreads the word about PLM to other physicians and is prad to se

that some of them are inviting their patients to PLM.

It's about time the world is hearing just how warfidkit is to allow patients to help other patieatsd let
doctors know they really are missing a lot of helpdeas that can in turn help them help theirgras... if
they could search PLM and learn something new, tiagydo more to help their patients, which makes
them a better doctor. PLM welcomes everyone andsaanto do our part to help others (Pat8, MS).

In a similar vein, Pat8 expresses her/his hope that physicians could be open to and
accepting of patient license and experiential knowledge, and that knowledge gain&d.iMom
could contribute to their expertise. Social networking enables patients andgig/$do meet on
an equal footing in terms of power relations, and could be beneficial to both parties in thei
endeavors to help others fight with diseases. Yet, as Pat8’s comment add®, vapared to
patients, the conventional medical community tends to be more resistant of jediesd to
determine the care of patients. Patients still desire to collaborate wéitighs on equal terms.
In collaboration with physicians and other healthcare actors, patients ang wailcomplement
the physician’s expert power with their experiential knowledge. Even thoughtsanay be
inclined to resist, this resistance is to reliance on a single source of ititormad expert
opinion, not the expert opinion itself. Hence, patients perceive the physician as oneanhyhe
experts they rely on. They want to see the physician as an alternative sduroe/lefige and
expertise in managing their and others’ care. Encouraged by PLM adnhimsstpatients do not
try to crush the physician’s expertise but accept her/his license and agpetjas they perform
their roles in helping others for their care. Patients have the alternaiweggio the physician’s
expert knowledge against the knowledge and experience they accumulate thromgiveatia
others. Moving from a disciplinary society to a control society (Deleuze 1998 Bind Negri
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2000), the action of control is performed as a shared mechanism among multiple Ho#ors
control of sharing, generation, organization and distribution of private health desa is a
performed through PLM community actors in healthcare, yet not with the tatediance of
professional expertise or stand against it in emancipatory or resistaioefs.

Constructive Patientlt is also important to understand the nature of patient license and how

such a license becomes a productive force in PLM. As patients perfoarctegegether with other
healthcare actors in PLM, their involvement in research and organizasbaririg of private health data
takes on different manifestations. One manifestation of patientrgotigism in medical research is that
patients engage in research not only by sharing their private healtinatifan but also by generating

ideas for PLM to use in data generation:

| pooled all the data we have from the communitytendate of possible disease onset, from the d&gn
history...Now that you brought up this question weldanclude it in a new "community chart" section of
the site...What do you think? I'll post a report segth other charts for your use and entertainmees(R
PLM researcher)...yes i would love to see the chérssire helps. Our own very own research, | Ithatt
idea and being part of it...(Pat9, MS).

The above dialogue between Resl from PLM support staff and Pat9 reflects the
integration of patient ideas and suggestions into generation of treatment re@oréesalt of
pooling patient data and how these reports are presented to others. Patients do petdast pr
their health data and wait for research to be conducted by PLM. They aetigelge in
designing of research reports and the distribution of new knowledge geresaeesult of
medical research to others in the community. Pat9’s reaction to these develapveaitsthat
patients live up to the license they gained through social networking in PLM, arnklisha

license enables them to do their own part in medical knowledge production.

Gail: We designed MS Rating scale in collaboratigtih an experienced MS specialist...If it is felt ther
are inaccuracies, we can modify the tool. We dislithALS community where one member pointed out
that ALS rating scale didn't pick up her changesrtprogressed to a very advanced stage of disabil
An extension was designed to pick up on changesZ Spupport).
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Sprt2’'s comment on a patient’s forum post (patient shares her/his concerns about the
accuracy of MS rating scale after applying it to her/his condition) alsaleetret patients
actively engage in redesigning of treatment reports or tracking tablsh&ir feed-back
incorporated by PLM staff. Sprt2’s statement also reflects the chamggngé structure in the
provisioning of health data. That is, although physician expertise is incorporated idé&site
of the tracking tools, when patients point to gaps in the reliability and validsyabf tools,

PLM staff makes the necessary changes in the design of these tools atgo@orgequently,
PLM reinforces collaboration en masse by including patient ideas/feed-daatkdysician

expertise in the design of research and sharing.

Jan, there is an article about our research witB Alembers in Neurology Now. Lithium trial is an
example of the power of patients sharing informmatiésfter this trial was published, several ALS mearsh
decided to try it, and shared their experiences (iacluding series of videologs from one of oummbers
in Finland), which led to others deciding to trgAtdmin1, Admin.).

Similarly, Adminl (PLM community administrator) articulates patientvaatngagement
in medical research in PLM, how patients track their conditions with surveillaalsein PLM,
apply the outcomes of the research to their conditions, and then share their experngnce
others. Provisioning of new knowledge and experience created as a res@aaflre®nducted
in this community is performed by patients through the discovery of new treatamehts
medications and the distribution of these outcomes to other patients and commursty actor
Distribution of new knowledge by patients is an ongoing process, since patients rgho we
informed by the results discovered through collaborative research in PLM,tappé results to
their conditions and share their experiences with others so that others can leahefmom

Patients and other healthcare actors engage in prosocial sharingdical nesearch in

PLM. Through tracking their and others’ diseases and treatments with thiiauredools,
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patients increase their awareness and understanding of the disease. Theg ttweitpa
conditions with other patients through this aggregated patient health data. Consednggntly, t
strive to stave off the disease, reduce the suffering associated with the ,casebfind a
possible cure for life changing diseases. They also aspire to discover unknoeffiesitseof
medications’ and new treatments for diseases, instill collective sense making, leanding a
understanding of diseases among healthcare actors, and generate and distribate medi
knowledge and experience in healthcare.

Another manifestation of patient constructivism is that it goes beyond sharingaiép

health information and participating in the design of the research process in PLM

We are collaborating with Humberto Macedo, a patiand Karen Felzer, whose father has ALS, to iecru
all patients taking lithium. Together, we will rtime first real-time, real-world, open and non-bédd
patient-driven trial. We believe we will have thewer, within months, to begin answering the questib
how much lithium modifies ALS progression (Fdrl,NPfounder).

Fdrl’s comments reveal that patients and caregivers actively engagabocatilve
research in PLM not only through sharing of medical information but also recruitieig oth
patients for clinical trials conducted in PLM.

Patients also generate ideas for PLM to encourage physician¢teseiaclusion in the

community as a means to engage in mutual learning experience:

I'd like to see an actual Neurologists' to ansvaans of the questions asked to each other on this.svhy
are Drs so quick to dismiss it when we come to thetihh symptoms and a POSSIBLE dx?.. it would be
helpful to see where Drs are coming from. (PatM®)... Would be nice to have a live chat too, where
they could also learn from us (Pat101, MS)...How alomate a month quest speaker via forum, from
researchers who use the site and actual MS sp@iéitat10, MS).

14 Several patients were already tracking excessivaiyry as a symptom on PLM, through our user-added
symptom tracker. We have published exciting findifrpm our community... Another exciting developmisrfirst
real time drug study (use of Lithium in ALS). Egmivject demonstrates how PLM community can condesstarch
quickly and easily to accelerate the pace of gatheand disseminating new knowledge...to better unidedsthe
course and characteristics of ALS and to discomdrevaluate the effects of new possible treatm@dsl, PLM
researcher).
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Combining guest speakers with patl01's idea ab@veowld do an "Ask the Expert" where you all sent i
guestions, then posted those on the site. We ttade svork to do on the forum. We'll work on making
things easier to figure out... (Adminl, Admin.).

In the above dialogue, three patients from MS community share their ideas aldmg invi
an expert Neurologist and guest speakers (researchers, MS spegithistgdmmunity with
PLM administrator, Adminl. Evidently, these patients strive to enhance their cechmess and
communication with physicians in the community to support mutual learning, and theiargea
acknowledged and put into process by PLM.

Patient participation and constructivism is not only limited to clinicalarese data
generation and management, and organization of interaction among actors in the ¢cgmmuni

Constructivism also involves the negotiation of the script of sharing in the community
Forum needs order and leadership...there is informatiohitecture problem...we can no longer find what
we’'re looking for...need to organize topics withoupgressing conversation. Someone who is part of the
community can take an active role in focusing cosaions...| and others tried to do it. But, it isudl f
time job on a board like this...You also need a veagnbke knowledge cumulative...gems exist in long
threads that get forgotten...classic silo problenadégship could create the basic structure and geovi
some oversight. Best way to integrate it woulddautomatically hotlink matched words in postshe t
wiki/codex (Patll, MS).

Patl11, you and others are welcome to submit restorfeEM...we love hearing what you think would

improve the site...Your input gets brought into discussions all the time...when we hash it out amceh
a timeline, I'll let you know what's coming dowrethike (Admin2, Admin.).

In the above dialogue between Patl1, a patient, and Admin2, PLM administrator, Pat11
expresses her/his ideas about the current order and organization of sharing imtlv@icgrand
suggests that the lack of order and a responsible person for organizing the dhsalthalata
in forums create chaos in the community. S/he actively negotiates the sshiariof in the
community and reorganization of the site to facilitate and encourage sharimgaté pealth

data. Interestingly, Admin2’s interpretation of this negotiation yields a ptiwdumutcome.

S/he also encourages patients to be actively involved in the reorganization of thd sitea
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their capabilities into a productive force as official PLM staff. PLM adstriaiors encourage
the negotiation of the script of sharing and design of the site by patients, andsbguent
potential changes in the order of sharing.

Credible PatientAs we observe the characteristics of patient license and how this license
helps produce knowledge, organize relations and mentor others when sharing priviatdaealt
such a license is also identified with increased patient credibility. nBatellaborate with PLM
to aggregate health information shared by patients in patient profiles and forustain&bility
and healthy functioning of this community organization is dependent on how well patient
perform their roles, live up to the license they have achieved, and support continumgscsha
personal health information and participation in clinical research. Patierhittgdnhen
becomes an important factor in organizing sharing of private health informationrmnituting

to medical knowledge discovery:

There is a core number of intense users that genaiat of our data and information, and thosevarg
important to us, the sort of expert patients ohlyiggngaged patientsthere's different types of "expert"
patients...those that know a lot about their diseatbears that really know about managing day-to-day
stuff; those that know a lot about research; thbaejust provide a lot of emotional support (Fd?PLM
founder).

I have found this site a comfort in that when oshdon't believe my invisible MS symptoms ie fatigue
there are many on here who can empathize, it nakefeel sane...ish (Patl2, MS).

In the above excerpt, PLM founder Fdrl describes the credible patient. S/hetetabora
on dimensions of patient credibility, some of which include level of involvement in data
generation, and level of expertise (scientific, practical/experleatid emotional). Credibility
of a patient is then constituted through the roles performed by the patient andipteiantions
with others in the community, and through PLM administrators’ and other membépsu(he
remarks) evaluations. Similarly, for Patl12, empathetic sharing and umdiengta/he receives

from PLM patients is of utmost importance to protect her/his well-beinger®Patedibility
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encourages prosocial sharing among members and is linked to patient experisseciiaed
important in mentoring others about the disease and encouraging them to sharevdteir

health data.

Much of the information sharing and patient-to-patimentoring happen in forums, but "hard data"
sharing happens when you add/update your treatim@nination. you can then track and manage your
condition over time, and it adds to the informatiothe symptom and treatment reports. Peopleheset
reports to learn what others are doing to deal sjtnptoms, see what's working (or not) (AdminZ1,
admin.)...sharing more information about yourselfnpyoms, and treatments may increase your
credibility on topics that are important to you (8p Support).

Other administrators from PLM, Adminl and Sprtl, highlight the importance of
contribution to hard data sharing and maintaining up-to-date information in thaski@nd in
patient profiles. This up-to-date and increased sharing of information and knowalsdge&lds
to patient credibility.

...Three-star patients have provided detailed cuaedthistorical information about their condition.
Having these complete profiles helps others undedsthe history and treatment of the conditiontieihts
earn a star for completing their profile, and kegpheir treatments, symptoms, outcomes
current...completeness star is for sharing with thmaroanity and working with their clinician, to have a
accurate a history of the progression of illnespassible...You can also create PLM badge to uséhiero
sites or as a signature on your emails (Adminl, #dm

Deep data sharing provides credibility to the putfer all activities on the site (forum posts,vatie
messages, treatment/symptom experience). Evemaatien is linked back to patient’s profile through

“patient icon” that graphically describes patierttisrent disease status. In essence, sharing dat g
patients our version of “street cred” (Fdr2, Coffding executive).

Specifically, in the above dialogue, administrators assess patient ¢rgdiinit employ a
star-based incentive program to support this credibility. They assign patnstshat reflect
their level of involvement and participation in the community. Patients earrbatsed on the
amount of sharing they perform with others in the community, amount of detail and
completeness (biographical, diagnosis, prognosis, and treatment information) ¢goio\pdéient

profiles, how accurate the data provided is, how up-to-date the information shared h®w
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well patients increase connectedness among healthcare actors Ing iothgrs to the

community and by collaborating with physicians outside of the community.
The oceans of mental iliness are quite deep ankautezed and | give more credence to the
observations and experiences of those who are is@den it than those who pontifically preach anglypr
upon it from the shoreline. | checked out a fewikinsites prior to discovering this one and somatwvh
favor the flavor of this one (Patl13, Mood).

For Patl13, those patients who share their lived experiences without preachingaitners
more credibility than others who stand aloof and only enforce others on certainfveaysng
with diseases. Presentational forms of sharing also enable patients moogaicredibility,
hence increase the quality of sharing among members.

Members view each other as a credible resource to inform treatment deansions a
contribute to their own decisions along with the consultation of healthcare proWdé&ests
recommend treatments each other based on their personal experienckimgth thrug or using
a device. Nonetheless, these recommendations go beyond personal experienuge|\vanthe
research patients conduct and the knowledge they offer on relevant resediehcnducted
on a specific disease. Observations from this community also reveal tkat pegdibility is
judged by other patients through helpful remarks, which are linked to patient prdfiles
guality and intensity of sharing are evaluated based on how well others learn froati¢h€s
contribution and mentoring. Consequently, the feelings of license by patients alsoehnelpeex
control over other patients’ bodies, not just the physician expertise.

In summary, the constituents of patient credibility in PLM are as follow:

1. Connectedness (how many people patients invite to group and how well they work with
their outside physicians)

2. Contribution (Sharing):
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a. Quality of sharing: Accurate data supported with evidence, supportive sharing
(emotional (empathetic not sympathetic), social and scientific support),
presentational sharing

b. Intensity of sharing

i. Amount of detail in sharing (forum posts, private messages, treatment and
symptom experience, etc.)
ii. Amount of theoretical/scientific knowledge shared about the disease
iii. Amount of practical/experiential knowledge shared about the disease
c. Frequency of sharing
3. Community: How helpful patient contributions were found by others (helpful remarks by
others, which are shown on patient profiles), how well patients spread the word about
PLM
4. Recency (current info): How well patients update their data
5. Completeness: How complete patient data or profile is
Marketer Roles. The marketer in the business order constructed by PLM is constituted
as a real-time partner, and a co-analyst of medical knowledge and expeRatieaits begin to
consider the physician less as a pure authority figure, who tells them what tattier, the
physician serves as an analyst, who integrates her/his knowledge and dkitreevikibhowledge
and experience of patients. The physician, who comes to serves as a coehnadygical
knowledge and experience, helps patients contextualize their disease exgeaadaconstructs
alternative modes of managing care with them:
Co-analyst Physician

In the past, we physicians had information powet @mce it dictated our livelihood) we guarded it
jealously. Patients didn't have the ability (or idelsto read through complex medical texts to ustierd
their diagnoses. Now, they routinely come to meestmith a printout from WebMd or PLM and more
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often than not they are spot on. As a physiciam Ino longer one who hoards information but a citausu
who provides experience, context, meaning and petise to what the patient is experiencing (Phy1,
Physician).

In the above excerpt, one of the physicians in the community, Phyl, describes his new
role as a result of transformations in new communication technologies thajpadjents with
the necessary means to become active in management of their care. Thiamphymigument
reveals that with the changing dynamics of the expertise system ihdagalenabled by new
technologies, patients become more literate in terms of their diseases, dliehges
physician expertise and causes physicians to become conscious of themncexasd their roles
in healthcare. These changes evidently challenge the physician to reergashimodify their
roles and relations to the patient. The new role involves not the one-way provisioning of
information to the patient but working with the patient to provide meaning and context to the
diseases. In addition, as patients are equipped with the knowledge and expaileeddérom
social networking sites, they also challenge physicians to become more opedisdesgs and

treatment options.

Internet has leveled the playing field between exged novice (doctor and patient). While some dicsct
may find that challenge threatening to their staisigin expert, the Web is now providing the kind of
information doctors need to be aware of if we wartontinue to be good at our job. If patients edins
information online prior to a visit, they can betsbare in the decision-making process with theatar.
Then, they can go online to find information theinforces their decision or introduces them to kab
alternatives. Doctors should make it a standardtjpeto recommend accurate, high-quality healtssdio
each patient. Besides reducing the randomnes¥\u#tasearch, this can reinforce a physician's advice
during a visit (Phy2, Physician).

Phy2 explains the impact of new technologies on the expertise system in ealthca
Her/his comments articulate how this new role of physicians as co-@niglysacticed. Patient
increased disease literacy, enabled by the Internet, contributes gresithréd decision making
with the physician. Interestingly, we observe that Internet first and éster@inforces patients’

own decisions about their diseases and treatment options. This process then proceeds to the
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decision making in the physician’s office as they analyze the pati@mihton and alternative
treatments together. In the process of analyzing disease conditions witispatiernet

enabled patient proactiveness also reinforces physician’s comments onghégdisease.

...I've found both valuable and ridiculous informatigrated to MS on the web. Over the years, I've
learned which sources to trust...l learn as muchcas labout MS, so | can ask the right questionsheil
in making decisions with my neurologist. We arean, | wouldn't want it any other way. He bringans
of medical expertise and | bring my own patientspective so that we can make decisions
together...Expert advice from a doctor is absolutelyassary (Patl4, MS).

Good to hear that a lot of us have made changesrtoare when we haven't liked our treatment...madici

is a business and hopefully we can take our busielsewhere when we need to cultivate partnerstiihs
doctors...l wish there was a structured mechanism to tettats when they had lost business and therefore
when they need to update their methods. We hawethk up to that (Res1, PLM researcher).

In the above dialogue, Patl14 talks about his experiences with physicians, andragues

internet enabled shared decision-making with physicians is a necessdityon for proactive
and complementary relations with them. That being said, the patient tréhts plysician’s
expert knowledge as a checkpoint through which s/he can confirm the quality of data he
collected on the Internet about her/his disease. In addition, PLM reselRedieemphasizes the
importance of shared-decision making in healthcare to cultivate partnershigshysicians.
Through social networking, patients also serve as a checkpoint for physiciansdedroprtheir

relations with their patients.

| am pleased to try to answer simple questions tafesearch and treatment of MS and its symptoms. |
not log on to the site daily, so | cannot answangdiately and can give only general advice andrireat
guidelines. | am pleased to post on PLM, as shdaayvledge and experience may make living with MS a
little easier (Phy5, Physician).

Phy5... Do you have female MS patients struggliity) wmmcreased symptoms during their menstruatitin?..
has been a topic in our forum but | thought I'dygmir perspective on it... | see my Neurologistrsand

will definitely bring it up. Hopefully he can givee some suggestions. Thank you very much for yme t
and participation here! (Patl5, MS).

As observed in the above dialogue between a physician and a patient in PLM, Phy5’s

participation in the community involves sharing her/his professional expeftispatients and
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helping them cope with diseases. Her/his guidance of patients is not about paiteémgs to
adopt certain treatments but offering general advice that can be claeckedmpared with
different sources of knowledge and experience. Following Phy5’s profile iafiamm Pat15
asks for her/his opinion on a certain topic, which s/he will further discuss with her own
physician. There occurs constant comparison, checking, and validation of knovdet g
from others with alternative sources. Patients consider physician knowledgivaredas one

of the many checkpoints, through which they confirm their own medical knowledge.

Those experiencing withdrawal symptoms may viskilpaogress.org...After reading many case histories
on paxil progress, you can judge for yourself fa@rch information Phy4 (a physician) posted is jus
wishful thinking from the medical profession, whiishdeep denial about the severity of antideprassan
withdrawal syndrome (Pat16, Mood).

The above comment from Patl16 also substantiates the validation of medical keowledg
with several sources, and physician knowledge offered in the community acobeesne of the
points of reference when patients make decisions about their health. Patient®mrthenity
do not readily accept the information shared with them by physicians. Theyp tutiret sites of
information and research to further analyze and confirm what physiciansohsae about their

diseases and treatments.

Hi Doctor. It is great to see you on board. I'varshed through all patients listed in the progralno Wwave
extreme fatigue. Most state Provigil. | tried Pgivand every energy vitamin imaginable, nothingras to
help me...l know you can't diagnose, but do you harestpl ideas for these symptoms that | might be abl
to pass on to my neurologist?..(Pat17, MS).

Patl7’s statement reveals that patients do not expect to be diagnosed by thanpbysic
seek general information or expert knowledge from them, which parallelésRigrceptions
(see previous excerpts above) of her/his role in the community. Patl7 analyzessitagtion

with a physician in the community as a means to seek general knowledge ffioiim h&uch
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sharing of information also stimulates discussion and further analysis jditibat’'s disease
conditions and treatments with her/his physician outside of the community.

Credible Physician/Researchelust as with patient credibility, physician/researcher
credibility is also important when patients build relationships with physicnatigeicommunity
and share their private health information with them. Physician credanildtyacceptance is
intensified when they reveal more information about themselves, have stroesspoél
experience, become more involved with the members in the community, commit to agent c

and substantiate their expert knowledge with relevant research sources:
Thank you for accepting to work with me Phy5! Yaavhk an exceptional history and I'm very impressed
by what you have accomplished. brave!..Thank yomsoh for taking the time to CARE about us, |
admire that you come here and work with us (Pa1S).

Patl19 invites a physician to be a part of her/his care team in PLM. In doing s her/hi
revelations reflect the recognition and appreciation of this physician'sgsiohal expertise and
commitment to patient care, which help forge a long term relationship andarali@e work
between these parties.

Hello Phy3, we would love you to join in on thedan (if possible). There are many issues that come u
for which your expertise would be most welcome...Idgpu will find what you're looking for here also.
Join in and feel welcome (Patl18, MS).

Pat18’'s comments reveal that physician/researcher interactions vightpaenerally
involve knowledge sharing in the community. Patients also expect that physician®gd bey
simply answering patients’ questions but also offer their advice and expentiseollaborate

with patients in the forums, which contribute to their credibility in the community.

Paxil and Effexor are known to be more likely taga antidepressant discontinuation
syndrome...Tapering off the Prozac is rarely a problEhis option must be discussed with your doctor/
psychiatrist. Scientific citation for this repost iSchatzberg et al. Antidepressant discontinuayorome:
consensus panel recommendations for clinical manageand additional research. J Clin Psychiatry.
2006( Phy4, physician)...Thank you for posting thiatis really nice to have someone who can spedk wi
authority on the subject and add a professionavanéPat20, Mood).

65



In the above dialogue between a Mood community patient, Pat20, and a physician, Phy4,
the physician reinforces her/his perspective on different types of dredsaeat depression
and their side effects with scientific facts. When physicians/researsihare their medical
knowledge with others and are willing to learn from others’ experiences, they supgort t
knowledge with research facts, and provide links to alternative therapies fasetissnd their
research papers (please see more excerpts from physicians on this itkeusgppendix).

As previously mentioned, physician commitment to patient care is an important
determinant of her/his credibility. Such commitment also helps the physiciargeogdroactive
relationships with patients, encourage sharing of private health information, andutertb

research in the community:

after the death of my father and serving threesy/gaAmeriCorps | decided to become a doctor. fifed
while serving that some doctors were so over bodkatithey lacked that good one-on-one care. Idéeki
to never be that doctor. if there is something yloat would like to ask me, I'll help you out to thest of
my ability, if | can't, I'll point you to someonehe can (Phy7, physician profile)...Bethany, thankyfou
help. It's so nice to know that someone with thewledge that you have really does care (Pat21, MS).

| started working as a psychologist in a large M8ter in the Bronx in 1979. Back then we did noteha
much to offer in terms of drug treatments... Afterrpresearch and clinical work for many years, hgai
the National Multiple Sclerosis Society in 1997 wéhecontinue to focus on quality of life and gtyalbf
care issues (Phy3, Physician).

The above excerpts are retrieved from physician profiles in PLM. Theseiphgs
express their commitment to patient care and explain that their commitmeivas around
their professional and personal experiences, which are recognized byspatitetcommunity.
Physicians and researchers, who are a part of PLM and collaborate withspatiebl, are also
a part of several professional disease-oriented organizations.

Credibility of the physician/researcher also depends on the amount of intorrséite

reveals about herself/fhimself. If researchers who try to collexniation from members reveal
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little information in their profiles, some community actors are alarmed\arid mteraction and

sharing with them, and police the community by notifying administrators:

Having difficulty talking to the doctor about watllg issues? (Res2, Researcher).

I've just sent an email to the administrator ths person is seeking information from memberBlease
think carefully before you post on this thread g2atMS).

We ask that researchers fill in their bio, indingtivhere they do research and what their reseatetest
is. it would be in their interest, and everyone'sell the community something about herself in her
bio. Same thing goes for any user, really (Sprthort).

The above dialogue occurs among a researcher (Res2), a patient (Pat22Mand PL
support staff. Res2 has no information revealed in her/his profile. When s/he tgks to a
guestions to the patients in the forum, one of the patients, after checking thisheisgarofile,
requests help from the administrator to police such actions and prevent meovbdosifig
exploited by others. Observations from physician-to-patient interactiemsealeal that patients,
after reading physician profiles, validate the accuracy of informagieated on other internet
sites. Consequently, patients confirm physician credibility based on the amdumt of t
information revealed by physicians and the accuracy of that information, whicbhek
through other sources of information and then decide to share and interact with them.

Another aspect of physician credibility is that some of the physiciansicbsesabecome
involved in patient care due to their desire to engage in the hedonic aspects obtbssiqm,
and the shift in their focus from information science to health care refodifrom

maximization of health to quality of life:

Click here to visit my publications page. Persanaderiences with ill family members caused me tfi sh
focus from information science to health care nefoDur sickness care system is badly unbalanced;
economic goals replaced care, creating competipartunity for the present sickness provider
system...An open and shared mind is the most pahiegtrument in the world (Res3, Researcher).

| am interested in disease management and reviewrblications of PLM from a population-based care

POV on the disease management care blog. Whetheywys realize it or not, you've taken “open
sourcing” and “translational research” to a whadevrievel (Phy6, Physician).
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Res3 emphasizes the broken healthcare system due to replacement of patvetit care
economic goals, and advocates the openness and shared learning PLM e imiti@althcare.
Her/his perspectives on patient care have changed based on her/his withessing-bverdue
shift in emphasis from scientific evidence based meditioeexperience-based medicine, in
which the patient is an active participant and the licenser. Enabled by thek®rratisns, new
developments in healthcare provisioning (production and distribution of medical knowledge)
lead to increased emphasis on patient care and quality of life issues as slaking and
openness by its actors, as also observed in Phy6’s comments. These changed/pengflect
the societing (Cova 2005) aspects of healthcare market roles and relatioh®, imcdeiased
subjective understandings of both patients and physicians (Pefialoza and Venkatesh 2006).

In summary, physician/researcher credibility is an important factdruitding proactive
and complementary relations with patients and establishing trust to encowaagg bl the
patient. As observed in the dialogues above, the constituents of Physicianfres€ezdibility
in PLM are as follow:

1. Intensity of involvement in the community (e.g., interactions in forums)

2. Completeness: The more information they reveal about themselves in theaspitbi
more credible they are perceived.

3. Expertise: (e.g., Strong professional background, amount of research andtipublica

4. Commitment to patient CARE:

a. Interested in quality of life and care issues

15 Scientific modern medicine is considered an entifyich enforces regulations that govern conveutionedical
therapy through evidence-based discourse (Avor@R00
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b. Advocates of patient care: members of professional associations with afocus
diseases.
c. Shift in their emphasis from scientific to hedonic aspects of being a @rysand
from maximization of health to quality of life
d. Advocates of openness and shared learning.
5. Receptiveness to patient proactiveness in her/his care and shared decksiy)-ama to
being complementary to patient experiential knowledge
6. Intensity of sharing:
a. share their research facts,
b. provide links to alternative therapies for diseases and their research papers
PLM Medicine 2.0 Community Organization in between Healthcare ActorsAs

previously mentioned, the PLM community organization gathers differenhbasdtmarket
actors in its platform, and serves as a co-mediated market system anal esdia platform for
sharing, organization, production, and distribution of private health data. Differethicaeal
market actors collaborate for research, seek both emotional and knowledge suppoctease i
their disease literacy and connectedness to each other through sharing ioagid BuM.
Inter-disciplinary team of researchers, designers, and engineers inreatd a platform for
patients to both share and use health data, and enable them to integrate thencespeatie
their health decision making and improve outcomes. Tools are designed to engage tpatie
record, reason with and apply data to inform all types of medical decisions. BhNizes
diverse market actors as a non-state institution through non-dominating désc@riose 2007)
to achieve prosocial outcomes in healthcare and to cultivate social production ahenedic

through collaborative medical research and increased sharing of privatedagalt
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Industry partners utilize anonymous aggregatecpttata to further improve their research, and fin
patients that their treatments provide the mostevéd in the real world. We want to engage the strgu
and patients in an effective dialog that can funelatally affect research, treatments... In doing soasle
what value engagement with that partner bringsutgoatient community?..We're engaging physicians
through clinical research and conferences and lilegdo see physicians using PLM as a way of tnagki
patients between visits...(Fdrl, Founder).

With the increasing prevalence of disease all tiverworld, and the difficulty institutional orgaaizons
(pharma, research institutions and government) fradeveloping viable treatments, providing a @ati
for patients to share their information to helpreather and give a directional kick start to theeachers
is very much needed (Fdr2, Co-founding executive).

In the above excerpts, PLM founders and administrators describe PLM engagement i
organizing healthcare actors’ relations, filling in the cracks of the brokdimter® system as a
non-state institution, and developing dialogical relations among them. By puttingitdre pa
the center of medical research and disease management, PLM cullaiesration among
patients, pharmaceutical companies, and physicians/researchers. PLMsabsotdecreate a
platform for physicians to actively utilize PLM surveillance tools and imphmadthcare
outcomes and increasingly engage in the production and management of medicinedmth insi
and outside of the community.

Another rationale for PLM engagement in organizing and mediating relations among
healthcare actors is that by engaging patients and other healthcasaractotinuous sharing
and medical research in its platform, PLM seeks to contribute to increaseskdisaacy of

patients and healthcare providers with the research results discovered in tendym

Our findings on yawning brought to light anothemsen: people were losing friends because of e t
were interpreting frequent yawning as a sign oeldom or rudeness! My interest now is for two thitms
happen: for patients and healthcare professionalktify to patients that it can be a symptom, ford
researchers to investigate potential treatmentsight target emaotional lability and excessive pavg to
improve quality of life of our patients (Sprt3, Sugpt).

In the excerpt above, PLM support staff talks about the side effect of aspesificine

discovered as a result of clinical research conducted in the community. Sachhr@ssults
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offer potentials for improved learning about diseases and treatments, and promept fur

investigation by researchers.

my quality of life is improved. | take a better drfor pain... Drugs I'm currently on were neverepéd to

me during my six years with MS, due in part to mghility to adequately describe my symptoms, and my
doctor’s inability to think outside the box from atthe defaulted to using...l learned to describe my
symptoms better, shared with my doctor other treats This is only due to PLM. With a little tinte
became more open, and | communicated better. Ashared ins and outs of our daily routines, we made
adjustments from what we learned in PLM (Pat23, MS)

Pat23 also describes how PLM has increased her/his disease literacy asdlithegr
quality of life. As the patieriecomes more literate in terms of her/his disease and symptoms
through PLM, s/he can better discuss her/his conditions and effectively corateusith
her/his physician, which in turn contributes to physician disease literauin. parties analyze
and integrate the knowledge gained from PLM into their shared decision-making.

Although reliability and validity issues concerning PLM research aredaisthe
community, both PLM founders and patients emphasize the discovery oriented natwge of thi
research and that their research could be used as a means of validation forzeshdbmcal
trials and draw attention to the hypotheses generated for further tesespiteddskepticism by
some influentials in the healthcare market about PLM using social netwamkihgngaging in
medical research by various healthcare actors, PLM’s research is bggmgain wider
acceptance in the market. As sharing of private health data is legitimiPéd/i for the greater
good of research and improved and faster health outcomes, the subsequent medicadj&nowle
generated by this community is also recognized by academia (e.g.,&hbdte British
Neuropsychiatry Association award) and the healthcare industry. PLMisealsgnized for its
innovativeness (FierceHealthIT prize) and surveillance tools for patet other healthcare
actors to transform the way medicine is practiced. Such recognition amaaafin is based not

only on the scientific contribution PLM makes to healthcare through cliniczdmes and the
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resulting creation of new scientific knowledge, but also on the social artctamistribution
(e.g., sophisticated surveillance tools) to patient decision making and managénseet
(please see more excerpts on this issue in the appendix).

Through mediation of relations among healthcare actors and collaborativeutmmstit
roles and relations, PLM aims to increase sharing and connectedness atomig dlcese
networked relations, and support proactive and complementary relations betweets [aaidl
physicians, not only in the community but also outside of the community. As previously
mentioned, there occurs a constant process of confirmation between physiciangeaitsl pat

when they share their medical knowledge and experience:

When | go to see my Neuro | have papers in my faphe does his checks and then asks do | have any
guestions and up comes my list and | go right dawlirlisten to his offers and suggestions but keéhe
final decision. gotta take control of your life (EaMS).

The above excerpt is retrieved from a dialogue on patient proactiveness is.fdPatd’s
experience with her/his physician reflects the importance of proacts/enabled by PLM
tracking tools. These tools equip her/him with information, which s/he will furtseus and
analyze with her/his physician. Without denying physician suggestionss a8’ on
proactiveness reveals that such an attitude offers alternatives concezatngents, from which

the patient makes the decision about her/his care.

| believe it's important to be proactive...at leastréhare choices for treatments. But how do you know
which one is best? You can read everything onntermet and be proactive, yet still be confused. My
neurologist "explained” the differences between&@ame and Rebif, but left the choice completelyaip
me (Pat24, MS).

Pat24’s perspective on proactiveness also points to the alternatives to choose from.
However, whereas Pat9 uses the information learned from PLM to validatéamaation
received from her/his physician, Pat24 perceives the physician as a souragatibnato

confirm the information collected from Internet sources. Similarly, botlemiststate that the
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decision to choose from alternatives is made by the patient, after caralfgdisa and mutual

confirmation from both sides.

| consider myself proactive in that | take each ©iRput as recommendations, then | research tpdhme
where I'm comfortable or not with a decision. Afadl; it's my body, my life, my wallet...It's great have
a collaborative relationship with your doctors @atMS).

Pat25’s position is similar to that of Pat9, in that her/his proactivenessvatarts
listening to her/his physician and then validating what s/he has recommendeh tthiféerent
sources of knowledge. PLM cultivates collaboration among healthcare acbughtisupporting
proactive and complementary relations with physicians outside of PLM. Baa#dnabout the
importance of being proactive in their management of care, enabled by It¢ehmetlogies.
Such proactiveness helps patients build complementary relations with thatiahy as they
further analyze their situation with physicians and integrate phgsie@mmendations in their

decision making about their health:

Knowledge is good...information and communicationegaally important, not just with our neurologist
but if you have several doctors like me, make slueg communicate with each other. | know that we ca
convey information ourselves but sign that fornitsat they are able to discuss all aspects of caitlhe
directly to keep confusion of medications/treatrseatta minimum. Every decision regarding your lrealt
should be yours in the end but listen with an omémd to your doctor; even a bad one will say soingth
of value from time to time (Pat26, MS).

Pat26 stresses the communicative benefits of patient proactiveness. Henimisnts
reveal that patient proactiveness coupled with openness is important both for knayeliedige
patients and improving communicative relationith and amongphysicians in healthcare. In

doing so, complementarity prevails over conflict in relations with other hesdthtarket actors.
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How has PLM developed and is functioning in the healthcare market
[Insert Figure 1 and Figure 2 about here]

Observations from PLM help articulate how new forms of business roles atiohekre
beginning to be formed today in light of technological advances and changes in censumer
marketer discourses, institutional roles and value systems. The above findmgs hel
understand how roles and relations are constituted and organized in the healthietrevitiar
the inclusion of PLM serving as a co-mediated market system and enablinytios dif
provisioning in healthcare. The inclusion of PLM in the healthcare market and thingesult
social co-production of medicine with diverse healthcare actors in thisrpiadso sheds light
on how marketing systems may be changing as a result of these sydlieing social
networking and engaging in reformation/reconstitution in healthcare. In ordéictdede the
theoretical/conceptual explanations of how business is reorganized by PLM — holnasuiciv
a system attracts patients and other healthcare actors and (re)& t¢fagiizeoles and
relationships — Foucauldian notions of biopower and biopolitical production will be revisited.
Biopower

Foucault (1990, p.139-140) first coined the term biopowa@ihie History of Sexualityp
refer to the emergence of various disciplines or institutions (e.g., univergtesdary schools,
barracks), hence the “explosion of numerous diverse techniques for achieving thatgurbpfg
bodies and the control of populations”. In general, biopower, a new modality of povestsref
the nation state’s concerns with prolonging the life of populations and taking control @$ bodi
through regulatory controls (control of populations) and disciplinary techniques (contrel of t
individual body). Technological advancements of the networked society furthetade

surveillance techniques to control populations, thus the excess of biopower (Foucault 2003) in a

74



panoptic gaze. Foucault’s (1990) concept of biopower — a modern disciplinary discowese to e
control over individuals’ lives and optimize and govern bodies — may be considered a tool for
Empire to exercise power over forces of social and immaterial productionmoittizude (Hardt
and Negri 2000). In the Foucauldian notion of power, biopower is not considered a repressive
form of power but one that acts on and through individuals’ actions, desires, motives, bodies, and
produces relationships by giving them a sense of freedom (Foucault 1980). Thus, biopower
incorporates the seamless coalescence of disciplinary techniques forimgfiamd managing
bodies (Hiley 1984). For example, modern physician-driven medicine as a degigntity
has long had the utmost influence on shaping our bodies as a means to maximize hesith, pre
death, and regiment our subjectivities. State institutions utilized ‘secasity’'discourse of
power in this process (Epstein 2006), particularly as a means to establishdanggations to
protect patient privacy. Discourses of fear and restitution of normality throwegt tfrdeath
were utilized by these entities in order to increase mortality salanoag patients, and have
them internalize these discourses to discourage them from openly sharing dngtidigtprivate
health information to third parties. In effect, the top-down approach in medicinedraded its
users (patients and physicians). Consequently, traditional relations betweeatsgtd their
physicians rested on the one-way transmission of authority to exert contrpladesit care and
responsibility to maximize the health of individual bodies.
Biopolitical production

As new technologies and social networking practices exhibit potentialsrigectiee
dynamics of this dominant expertise system in healthcare, patients, oncexthahand passive,
are beginning to be increasingly involved in their care and challenge theighigsexpert

knowledge. Such confrontation with and resistance to physician domination in medicigietbrou
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forth patient self-help practices with information and experience soughtainol shared with
other patients, support groups, and other relevant sources on the Internet. The sgzatiiewa
generated knowledge and experience. This knowledge and experience produetied is ¢
biopolitical production, which is the immaterial production of Multitude, and is consideosd a t
to transform Empire’s (the ruler) default position: domination (Fillion 2005ndterial labor

of Multitude (the ruled) involves “production of ideas, images, knowledges, communication,
cooperation, and affective relations that tends to create not the means dffepbiaisocial life
itself” (Hardt and Negri 2004, p. 146). In this social life, we observe the “increased overlapping
of the political, the economic, and the cultural and investment on one another” (Hardtgeind Ne
2000, p. xiii). Through biopolitical production, individuals ‘share’ their ideas, ideologies,
knowledge, experiences, passions, and move beyond the dominating urges of Empire and
embrace the ‘shared’ world that provides new possibilities of organizing Hesce,
technological advances and transformations in consumer value systems hak eatadies to
become productive forces in medicine and actively participate in medicatepsaitirough
knowledge and experience generation. Hardt and Negri (2000) emphasize the slyridngc
productive capabilities of the multitude, which include creativity, communicationcariedat.

In doing so, they call attention to the dynamics of the biopolitical production or eniatd&bor

of the multitude and move beyond the dominating and regulatory interests of biopoinar (Fil
2005). A new kind of shared and user-driven medicine is on the rise with the increasee crea
efforts and active engagement of patients in the medical knowledge gameratess.
Consequently, unidirectional provisioning and overly deterministic practices lti¢era

providers and governments in patient care are evolving to a different phase.
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Biosociality

Changing power dynamics and the dynamics of the expertise system in heaithoa
brought forth the possibilities for patients to partner with their physicianscaokate patient
care through the alignment of physician expert knowledge with the patieniemqeeknowledge
(aligning evidence-based medicine with experience-based medicine)alighiment is also
stimulated by changing cultural dynamics in medicine, such as a shiftfioctiefrom medical
enforcement of curing a disease and maximizing health to enhancement of afudéty From
a theoretical vantage point, the initial conceptualization of biopower in opposition to bagpolit
production, regardless of the form it takes (e.g., working with and through consaauar),
involves a dialectical process. Biopower describes the use of patient body disita theough
which the state and healthcare providers perform their regulatory and deentyninistic
actions to provide health to the patient unidirectionally. In contrast, biopolitmdligtion
describes the liberatory potential of the patient body achieved through pasistdamce to the
oppression from healthcare providers and state regulations on patient privacysa prnatged
by new technologies. Moving beyond the controlling and dominating aspirations of biopower
and the negatory confrontations of biopolitical socfetyealthcare market now encounters the
rising participatory and productive capabilities of networked Medicine 2.0npgatend the new
sociocultural, communal, and creative processes of production of medicine in thedreal
system.

Calling attention to the dynamics of the productive capabilities of bipalgmciety, we

observe in the functioning of PLM that biopolitical production of the networked patient

'® Hardt and Negri critically approach this dialectitansion between biopower and biopolitical proéhrgtwhich
was evident in the Foucaldian perspective thatlowks “the real dynamics of production in biopai#i society”
(Hardt and Negri 2000, p.28).
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embodies a collective and synergistic process, in which new forms of i@ letentification are
occurring and governing of relations through communities is made possible.alifatients,
physicians, researchers, and pharmaceutical companies in healthdarthaart of the
healthcare market and a part of the social relations that make up thedreattlacket (Cova
2005). The mutual interplay of technological transformations and changing consurkeiéma
value systems lead to the conversion of patient participatory actions into a bysacte,
thereby enabling patient participation to become a productive force. In PLishtpatontribute
to the generation of collective medical knowledge and clinical researchéogéth other
patients, pharmaceuticals, physicians/researchers, and government. daldization creates a
community of diverse healthcare actors and challenges the conventional weadioiny
medicine that treat physicians and their patients as alienated and disiitnes ¢hat engage in
dialectical relationships. Medical experience and knowledge are co-coadtiuceal-time
together with different healthcare actors in PLM.

Rabinow’s (1996, p. 102) concept of “biosociality” could describe this process, which
puts emphasis on the engagement of individuals in sharing experiences and chamging the
relations to their families, social and business environment, and their lifesBilesocial
collectivities gathered around a shared somatic experience may involvahaetiMsts, who
strictly stand against the conventional medical expertise, people who chooselo deta
themselves from the modern practices of medicine and remain anti-medicaharsdndio
choose the middle ground and wish to complement conventional medical expertisBq&0se
Those who choose the middle ground and coexist with the conventional medical esperts al
engage in new forms of relationships with other experts. Hence, the long reigneshgorary

medicine in shaping our corporeality seems to be waning, as patientseb@coenactive in
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management of their care and allow others to have a say in it. Patient coegperances are
now (re)constructed by new forms of intervention with other consumers, medicabkexper
researchers and the like, hence initiating new forms of biosociality. Throngbative social
networking practices and mutual surveillance tools comes the birth of biosecelai®ns in
healthcare, and the practice of contemporary medicine is beginning to transform.

Such a new form of biosociality is evident in the development and functioning of PLM.
That is, the reorganization of business relations in the healthcare systeonpierédsmed by a
meso level institution, along with the healthcare market as a macro institutlalitioAally,
such reorganization puts emphasis on the social and cultural fabric of such andanstiimM
as a co-mediated market system 1) (re)attaches market actork twlesrcand increases their
connectedness and disease literacy in its platform through surveillance toeisf@tes
collaboration by including patient ideas/feed-backs and physician expertisedesign of
research and sharing, and enabling proactive and complementary relatiohseaitihcare actors
in and outside of PLM, and 3) enables a dialogue and learning with among actors in the
healthcare system. How is this dialogue constructed in the social co-poodefatnedical
knowledge and co-creation of medical experience, and what aspects of technologijand v
systems contribute to such dialogue?

As articulated in the findings, for the patient, the meaning of expertise end@nh
different than the common perception of expertise in healthcare (e.g., domihacentific
evidence-based knowledge). The patient becomes the experiential expert, lsedhis
personal experiences and how s/he copes with the disease so others can obsenvefamd lea
these experiences. Patient active engagement in clinical research ianelikke subsequent

production and distribution of real-time medical knowledge also change the dgnami
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provisioning in healthcare. Interestingly, both the physician and the patient beveckpaints
for each other. A constant mutual validation process is occurring in patientdiziphy
interactions. Physician professional and theoretical expertise becqroed af validation for
the patient, who tries to confirm the knowledge gained from other sources. Rhgsiostise

is also validated by other sources of information. Patients become sourcedatiforafor each
other for collective diagnosis, prognosis and treatment. Patient experientidé#gewecomes
a source of validation and a way of increasing disease literacy for thieiphyer all stages of a
disease. Consequently, the physician becomes one of the many experts patientsorel
enhance their quality of life and stave off diseases, and the patient becomepaeecsource
to rely on for validation of new medical knowledge for physicians and acadeseiarchers.
Patients present each other their experiences of how they cope with dissthseshan
preaching to each other on certain ways of treating the disease (e.g., ss@bamd insist on
certain types of medications to other patients). They instill hope in the comrasimitsesult of
prosocial sharing of private health information and finding cures for lifegthg diseases.
Evidently, these value systems and forms of discourse, which both patients ancphysicpt
and lead to real-time discovery and distribution of medical knowledge, are ralsolteof
changing expert dynamics and license structures in healthcare. It isprigiag that the patient
body is no longer an object of one-way surveillance and domination by the supericalmedi
gaze. Social networking has contributed to patients’ feelings of liceresett control over their
bodies. However, this license has also enabled them to actively partinightecal research, a
domain in which the dominant experts were clinicians and academics, who conducted and
validated their research with total control over the research processlieasing whoever they

want to include in research). Such transformation in license structure of patenphysicians
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in this biosocial community enables the patient to become proactive and comiplgne
physician knowledge and medicine. The patient becomes constructive in Bl cksearch, 2)
reorganization of data sharing and interaction in this community, 3) recruitiagpmtients for
clinical research, 4) generation of ideas to increase physician-paiemctedness, and 5)
negotiation of script of sharing in this community. All of this is performed tditktei and
support increased sharing and connectedness in the community and outside of the community
(e.g., facilitate physician-to-patient dialogue outside of the commun@ghsequently, patient
license becomes a productive force, not confronting or distancing themselves jisiaigoh
expertise but embracing it as one of the many alternative sources of knaw&dtdea license,
which also serves as a basis for patient credibility, is then assességbgarhmunity actors
and administrators in PLM, and is further enabled to increase sharing and leartoialg.
When patients become experts, which may have differing levels, theirisgperthe
community is legitimized by other market actors and administrators tagfeecand encourage
sharing of private health information and contributing to science and medicm#hwipatient-
generated clinical trials as a result of prosocial sharing.

The physician/researcher, on the other hand, becomes more receptive and tolerant of
shared decision making with patients. Her/his dialogue with the patient rebts r@eagnition
of patient license and integration of her/his theoretical knowledge with tlea{mexperiential
knowledge in her/his analysis of patient conditions. Despite skepticism bgnti#ll physicians
or healthcare providers in the market about the validity and reliability ehreis conducted by a
group of patients, physicians, and researchers in PLM, such endeavors gaiitioecbyg these
influentials and begin to serve as a checkpoint for traditional clinical émalsacademics’ and

clinicians’ own research. Additionally, as observed in patient dialogues, gdtiehier research
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about and confirm the knowledge gained from physicians about their diseasestamehtsea
Physicians also substantiate the general knowledge shared with thepiltieatevant
statistical facts or research links in the community, which leads to the pogsibihcreased
connectedness between patients and their physicians outside of the communitiidor fur
analysis of patient conditions. The value systems physicians adopt in buildingdiakdgae
with patients also lead to increased sharing of private health informationelngpagents and
physicians. For example, physicians put more emphasis on quality of lifs, isstier than
maximization of lifespan, in patient care, and advocate openness and shared learnin
healthcare. They recognize patient experiential knowledge and support thesiprafes
knowledge with alternative sources of information to be accepted and relied onplayi&me.
They are increasingly committed to patient care — stimulated byp#rsonal and professional
experiences — and proactive and creative relations in user-generatbddrealiTheir focus
shifts from mere reliance on scientific evidence-based medicine to hedperiesce-based
medicine. After all, medicine is not only about making the patient betteringeshing the
disease through scientifically plausible treatments but also about undergtand analyzing
how the patient experiences the disease and is affected by it. These stoestso
contribute to physician credibility in the community, build proactive and congsitary
dialogues between patients and physicians, and encourage sharing eflpaldt data.

By mediating these networked relations and enabling collaborative reoitgamizia
roles among healthcare actors, PLM cultivates connectedness and procluctmanicative
relations, and institutionalizes possible codes of conduct among healthcarehaotayk
complementarity and proactiveness in and outside of the community. From a théuvegtiage

point, this mediation is akin to the task of a contemporary pastor. A contemporaryepasies
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different healthcare actors to embrace each other and to experiment,reqefare, and
interact with other performers to form new associations (Rabinow 1996). Bebidesgcdotal
experience sharing is mined with sophisticated surveillance tools and turned @nto gemerate
new medical knowledge. The result is faster discovery of treatmentsesrfoudiseases,
increased disease literacy for both patients and physicians, and realttivaé sarveillance of
disease conditions and patient care. In Foucault's terms, pastoral powestena afypower
relations, which is a form of collectivizing and individualizing power concerned hathvelfare
of the “flock” as a whole, yet contemporary pastoral power does not depend orzatiganir
administration by the state, which was the case in Foucault’'s work (Rose 2007, pa&, He
other institutionalization mechanisms also structure actions and capatitids/iduals.
Governing of the flock in this process may be performed by guiding actidreesiibjects but
always in light of the likelihood that the subject can navigate or negotiate thieses attnew
and creative ways. Also, pastoral power is considered one of the first revised abponser

in Foucault’s later work, which expresses that “power is not always s&drnri agonistic force
relations but can also function through structuration of subjectivity through vaoouds
dominating tools and techniques” (Hartmann 2003, p. 7).

PLM as a contemporary pastor bases its pastorship on relational (Rose 2007) and
sociocultural aspects of business organization, and involves affective, bidireciuhal
presentational interactions centered on dialogue (or quatrologue, now thaappatient,
physician, government connectedness is intensified with PLM, thereby introchasing
associations in healthcare). In this interaction among performers of thet syastieen and
pastoral experts in between, our corporeal existence, which is central to oyrsubypesdivities,

collectivities and biological citizenship (Rose 2007), is beginning to be s(pize
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(re)deconstructed by others and by ourselves with the discourses of optimizdifiestydé

rather than lifespan, hope rather than fear or mortality, and collaboration rether t
domination/sovereignty or resistance. Furthermore, as pastors mediateethBsnships, they
blur the boundaries of coercion and consent through non-dominating regimes suchyasfqualit
life, and cultural values such as voluntarism, transparency or openness.

Foucault (2003, p. 126-127) elaborates on the characteristics of pastoral power in his
work titled Security, Territory, PopulatianHe suggests that the shepherd (pastor) does not
exercise her/his power over “a unity of a territory” but over a flock, ovenuditifsticity on the
move”, and the form it takes is not about claiming superiority. Another feature thredisfis
type of power is that pastoral power is fundamentally about both individual and wellesting
of the flock, “a power of care” and “beneficence” and an “art of governing men” (p. 16
beneficence of the shepherd is about keeping the flock in his constant watch forsalolg pos
damage from outside and is about selflessness. Serving the flock and servingtasriesliary
between the flock and the pasture (the end) is the ultimate function of the shephetterge
may be bad shepherds who only think of their own profits and also good shepherds who solely
think of their flock, and there can only be a single shepherd with several differetdfgrfor a
flock. The contemporary society now encounters several experts that nilkkgniee to pastors
(not a single pastor for a flock but a community of pastoral experts);sgewvghesses
reorganization and modification of pastoral functions and modalities. Contempcstosapais
about serving as a mediator, yet not separate from those whose relationsraredigathe
pastor. This pastor actively engages in institutionalization of roles atmbnships in the flock

and seeks to balance the nature of beneficence (neither selflessnessshoress)t
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The emergence of biological citizenship is beginning to reorganize duties and
expectations of individuals in relation to their sickness and life as well asalaionships with
others, such as their physicians and other experts (Rose 2007). As individuals become more
involved and active in management of their health, we also encounter the emergewe of
pastoral experts (e.g., genetic counselors) other than physicians in drealthadvise and guide
them and provide support (Rose 2007). Hence, what we termed as medicine is now becoming a
shared field of experience, which dilutes the sole authority and provisioning of disaime
doctor and brings a complex division and reconstruction of labor in healthcare as avell a
constellation of new forms of practices and discourses concerning consurntter heal

In addition, the practice of medicine in disciplinary society focused on naatiah of
the body. As also mentioned by one of the PLM patients, most healthcare prosed®mrerty
focused on preventing physical disabilities, which causes them to lose thsiofoquality of
life issues. Cole (1993, p. 15) touches on this extreme focus on normalization of body by
referencing Foucault that individual bodies are “normalized in an endless &tafuamzeillance
(e.g., through medical and psychological examinations) in the form of meastigamde
standardization”. In the same vein, Foucault also argues that the segregdteonmial and
the pathological manifests itself through production of deviance and threat locdtedody,
which then produces and stabilizes the norm. The practice of medicine today cdaédsss
about restitution of normality (normal body, healthy body) to compensate foreidassmore
about enhancement of corporeal existence and quality of life through constructierabf s
networking communities with both scientific and experiential experts.

Consequently, as articulated in the dynamics of these new forms of roledadimhs in

PLM, the way business is reorganized today in healthcare is changing thootadmetworking
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applications. Nation state and influentials in the healthcare marketiveesele legitimate locus
of determination of health and sharing of private health information (e.g., HiBgwations).
Clinicians and academics exerted total control over the domain of medicathesed
practices, and served as the provider of health and well-being for patients. ekpess’
disciplinary practices sought to enforce certain ways of being and actpagients to gain a
normal, healthy body, and prolonged lifespan.

With social networking practices and social media platforms in healthibareuling
power of these experts begin to diminish as a result of increased feelirgmeélby patients.
Patients use technologies to become active players in healthcare and hawvedetaynination
and practices of health. As patients engage in biopolitical production of medicatkigew!
today as a result of active involvement in clinical research in PLM, theivesand desires
manifest into collaborative and embracing practices rather than sover@graocipatory
practices. PLM becomes a community platform for cultivating co-creatioredical
knowledge among diverse healthcare actors including patients, reconnectsetietpaliferent
healthcare experts in this biosocial platform, and maintains a balance bexperaree-based
medicine and scientific evidence-based medicine. How the dynamics diiltiaton are
energizing dialogical relations among healthcare actors and keeping tHecontmunity is
also an important matter of inquiry to discover the why and how of engagemesgancteand
continuous sharing of private health information by PLM community actors. The secorel the
of this research focuses on the meso level legitimation processes of sifigmivgite health
information that maintain community actors’ continuous participation in sharing anadzangga

private health data, and the reinstitutionalization of surveillance in théate@tmarket through
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PLM. In doing so, the seeming tensions occurring among community members in thegeoces

of sharing health data and conducting research will also be presented.
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CHAPTER V

FINDINGS: FORMS OF SHARING THAT LEGITIMIZE THE ‘SHARINGOF PRIVATE

HEALTH DATA IN PLM

Sharing versus Privacy?

Forms of sharing in PLM
[Insert Figure 3 about here]

The second core theme discovered helps us understand the dynamics of how healthcare
actors relate to each other and keep sharing their private health informatierbirsiness order
constructed in and through PLM. Specifically, attention will be given to the instializations
of sharing in this community. Discovering why and how healthcare actors engagelrcs-
production of medical knowledge and continuous sharing of private health data in PLaN&swill
help articulate the synergies occurring in the decisions to practice sharsug privacy. This
chapter focuses on the forms of sharing enabled by PLM, which keep commtovisyshare
their private health data in the community and enable new forms of organizing thetiproduc

and distribution of medical information and knowledge in healthcare.

i.  From anecdotal to structured and centralized sharing for decentralied decision
making in healthcare.PLM brings a structural approach to sharing private health information,
which is an important factor for patient involvement in sharing in this community. §torie
narratives, anecdotal sharing of experiences are turned into systematicyrat sharing for

research conducted by a community of patients and other healthcare actons fogether in
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this platform. This is a sharp distinction from online health information sites, sWgbladD,
DailyStrength, RevolutionHealth, Organized Wisdom, Sermo (physiciamcmity to exchange
information), which serve as providers of online health information and platformisaiong
medical information at the anecdotal level.

PLM is open to everyone (patient’s family members and friends, caregivea:atesrs,
pharmaceuticals and the like), not just limited to physicians or patiententBajuantify their
personal health information, turn it into hard data, and track each other’s diseatert®ndi
through sophisticated surveillance tools on the website. They keep journals of their own
individual experiences. They list symptoms of the disease, treatmentede@nd different
lifestyles led. This individual patient information is pooled for research, sgiitaiy recorded
for analysis and visualized with graphs. Hence, patient experiences and datéedrmgeather
in a way that allows both the individual and the comprehensive view of the diseases iAct
the community interact with each other anecdotally through private megsamifor public
messaging in forums and the website’s general community blog. Téete profiles and share
their experiences in forums and community blogs. Both forum interactions and gatéilare
used for medical research. Although, the organization encourages public profiless hatent
the option to either make their profiles visible only to community actors or toajgnaic'’.
Structured and centralized sharing is one of the important factors that nepaéent interest

and sharing in this community:

7 As of May 9, 2010, PLM has 8410 profiles that pmélic. 56436 members share their profiles onhviAtM
community.

- MS community — 2609 public profiles, 16450 profitady visible to PLM MS community

— ALS community — 846 public profiles, 3671 profilesly visible to PLM ALS community

— Mood community — 1695 public profiles, 13978 predilonly visible to PLM Mood community

- HIV community — 386 public profiles, 2315 profilesly visible to PLM HIV community

- Parkinson Community — 741 public profiles, 4161fie only visible to PLM community

— Fibromyalgia and Chronic Fatigue Syndrome Communifyp92 public profiles, 12799 profiles only

visible to PLM Fibromyalgia and Chronic Fatigue 8some community
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Launching a community site for fiboromyalgia on Pladds to the recognition of the iliness in the maldic
community. It also has massive potential of beirguaial resource for patients that lack informatand
options about their conditions, by having everysile symptom and treatments laid out in one céntra
source...this can be a great source for doctors, bedmowledge and understanding of fibromyalgia
among doctors can always be improved. This cahdeerfect linkage between patients, their support
system and health care professionals (Pat36, Fialgia).

Pat36’s comments on the launch of a new Fibromyalgia sub-community in PLM
emphasize the structured and centralized aspect of pooling and aggregatreay mdmation
in PLM. Centralization of health data offers several benefits. It contsiboitine increased
disease literacy of both patients and physicians, which leads to productive alexszht
decision-making about patient care between these parties. Centralitstiteads to increased

connectedness among healthcare actors, which is one of the most importantoAstiddta its

endeavor to cultivate dialogical relations among actors.

| really wish hospitals would put more emphasicoardination of care right from the start. Aimoséegy
time I've been hospitalized, I've been thrown irtwan unfamiliar psychiatrist who gives me a new
diagnosis and a completely different set of medoat..| like being able to keep a centralized reard
my mood and treatment history that | can use &bemence or share with treatment providers (Pat37,
Mood).

i like the graphs, being able to keep my recordanirderly fashion in PLM.. i pray that whatevesyt are
researching that we all get our records in andditbut (Pat38, Mood).

Both Pat37 and Pat38 express their desire for structured sharing and thecabditg a
centralized record of their disease information in PLM. While Pat37 exprassesiteased
disease literacy and connectedness that come with centralization of adth data in PLM,
s/he calls attention to the enabling of overall coordination in the healthceemaswell as
discovery of treatments and cures for diseases through centralization. Krfbedannection
among healthcare providers and the organization of health information are thersjuridaks
in patient care, and diminish the quality of life of patients. Additionally, Pat38spoinhe

ordered data that ultimately enables a smooth research process in PLMqu@atigeby

90



creating a centralized record of their disease information in PLM, pataint the ability to
facilitate the flow of information among healthcare institutions and dgterejage in
distribution of their health information. Structured and centralized sharing in PoMdbles
increased connectedness and coordination among healthcare actors outside ahtmatgpm
and leads to increased disease literacy and awareness for both patientsemmhghy

ii.  Unpolluted sharing. Another noticeable observation is that PLM foregoes
advertising to preserve the sanctity of community actor experienceelasdonly on word-of-
mouth sustainability. Foregoing advertising on the site provides feelingfety for patients
and contributes to increased sharing of private health data; another distinctiaitfesranline

virtual health communities and support groups:

| am glad they don't sell my name and other ideduié info, but have no problem with them compiling
medical info with everyone else's. If there weteraof ads on here to pay for the site, | probatdyldn't
still be here. If selling info keeps PLM up and ming without annoying pop ups and also helps with
disease research, | say sell away! (Pat39, MS).

| trust giving my data because the presentatich@skite, with no adverts, or targeted links, @ras legit.
It is also great to offer our life experience uptlee greater good of research. Anonymized datflgso
might be of value to other research establishm@asiO, MS).

Both Pat39 and Pat40 acknowledge the research aspect of the organization and its selling
of aggregated anonymous health information to pharmaceuticals, and appreciate the
advertising policy of the business model adopted by PLM. While Pat39’s comment® pant t
reason of continuous sharing and participation in PLM as the non-ad presentationtef the si
Pat40’s comments reveal that the unpolluted presentation of the medical knowledge and
information on the site legitimizes the ‘sharing’ of private health dataggple@e more excerpts
on this issue in the appendix).

Although the above comments from patients reflect the thoughts and feelingeonfspat

about PLM’s non-ad policy, which enhances their desire to continue to be a part ohieLM, t

91



same non-ad policy also applies to the patients and other actors who are éidhwvgitise on

the site:

| have an e-book about my life with MS, and waitisenline. Can | advertise it on PLM?..| didndad
any PLM rules saying that | couldn't advertise t{RaMS)...I wouldn't if | were you...this is our safe
place without advertisers...and we like it that Wagt42, MS).

Pat41, while we greatly appreciate you asking pgsion, our user agreement states that members are
prohibited from soliciting others. If you would &ko put information about your e-book in your ‘abo
me’ section of your profile, that would be fine.rem and private messages are not appropriate places
post that material (Admin2, Admin.).

The above conversation takes place between two patients (Pat41 and pat 42) and PLM

administrator (Admin2). The tension occurring between Pat41, who is willing tctiaevaand
sell her/his book on the site, and Pat42, who disapproves this intention to advertise on the site, is
due to the PLM enabled safe platform for unpolluted sharing of health data. Iratbguei
Admin2 mitigates this tension by offering an alternative platform fop#tgent to present (but
not advertise) her/his book, which is her/his patient profile. Consequently, unpolluted form of
sharing enabled and supported by PLM in the community aims to maintain intetestaaing
among actors.

iii.  Real-time Sharing.With PLM, patients gain the ability to connect with other
healthcare actors in real-time and collaborate for research, and receigd supmnever they
need (real-time help). This constant and instant sharing and knowledge support etoreng a
also factors in to keep community actors sharing and participating in thewotymrhrough a
sophisticated search mechanism, patients can have access to personaiomfafo#ter
patients, who have similar or different experiences worldwide. They listsyraptoms,
treatments that worked or did not work for them, their progression of the diseaisgtale

lifestyles they lead.

I've never seen another site like this where yguamane and get almost instant feedback on questions
concerns, etc. There is so much information todmk homparisons to make, things to consider. Qften
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get better (or at least more thorough) informatiere than you might from a doctor! Though, you dthou
not take anything you read here in lieu of seeidgetor (Pat43, MS).

This forum helps me more than my therapist. Ivigilable 24/7. | can never discuss everything | twan
50 minutes once a week with the therapist so legattrength from here. Here | don't have to seemay
physically or pretend how | am feeling. | don't lea@ DO anything. No pressure (Pat44, Mood).

The above excerpts are from two different community patients. Both Pat43 and Pat44
express their feelings and thoughts about real-time sharing in PLM. Constamstand i
emotional and knowledge support, and real-time commitment to patient care from ditiersPL
maintain their desire to continue to be a part of this community. Pat43’s revelatiatpdhm
advantage of this real-time sharing in PLM compared to the delayed infonnsatring with a
physician outside of PLM. Similarly, Pat44 points to the same advantage and theetsieel
to sharing occurring between herself/himself and her/his therapist. Sohesefssues include
temporal limitations, and physical and emotional pressure associateubwitly to maintain a
face-to-face contact with her/his therapist. Nonetheless, Pat43 poimsrezognition of
physician expertise along with the real-time knowledge gained in PLM, ddspiteainy
benefits real-time sharing offers compared to being stuck on only physiciasgooial
expertise. This comment again reflects the patient willingness to collabathatphysicians and
complement each other’s expertise (please see more excerpts on this ikswsppendix).

iv.  Anytime Sharing: Opt to participate versus Opt to detach temporarily.Another
form of sharing that has the potential to enhance sharing and continuous interest in the
community is the anytime sharing. The alternative to opt-in and opt-out of teenaysthe
form of lurking and temporary detachment for the patient provide feelingseafiine to

choose/not choose to share her/his private health information:

If you aren't interested in filling out mood chaatsd such, and just want to take part in the dsouns
that's fine. Nobody's going to make you fill onfio about yourself in order to be a member helejust
one of the things that makes this site more ugh&n a regular peer site...people here make an édfort
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stay informed about their illness and have greggsstions and thoughts that a therapist or sugpoup
wouldn't have (Pat45, Mood) .

Pat45 comments on a patient who is reluctant to share in PLM. Her/his commerst reveal
that PLM allows for ‘observation only’. That is, a patient does not feel obligedivelsic
participate in discussions, as happens to be the case in other support groups. PLddragists
observe, lurk, read and listen, rather than feel the pressure to participatesijegcemporary
detachment (from territorialization in support groups). In addition, one does not have to
complete profile information to participate in forum discussions. Pat45 layd ofitlsse
benefits of anytime sharing in PLM as a means to encourage continuous shaamgniynity

actors.

| avoided support groups early in my dx since | vaasafraid to see what the future might hold...When |
found PLM, | see how wonderful it feels to talk 8¢ many MSers about anything. | feel safe and
comfortable here. Given my experience w/o joirdngupport group, | encourage you to give it a try.t. i
doesn't work out, u have us (Pat46, MS).

Pat46’s comments on a patient post asking about involvement in support groups reveal
that though s/he encourages involvement in a support group as an alternative to invalvement
PLM (see appendix for this dialogue), s/he tries to draw attention to the kamgand pressures
that come with involvement in a brick-and-mortar support group. Face-to-facectides in
these groups possibly intensify the fear and loss associated with the dis¢d6&s r@eelation
reflects the distress s/he could experience in participating in a support grarp,sthe lays
eyes on physically disabled people and feels obliged to participate. A patient doagentut
witness what the future could bring her/him in terms of her/his disease in PLM agdppos
traditional brick and mortar support groups. With the possibility of anytime gh&irM brings

comfort to the patient and increases the likelihood of continuous participation in the cayamuni

94



v. Formal and Informal Sharing. Discourses among actors also reveal that actors
increasingly desire to engage in both formal and informal sharing. For exagatpdats adopt
ironic, critical, and playful engagement with diverse modes of life, and seek yrimdil
humorous seriousness in sharing and suffering. They remind each other that theyeatro do
research and accelerate the discovery of cures, not just have fun, socializekagmhational
support by discussing off-topic, non-disease related issues. Yet, at theraapthis ironic
engagement helps patients cope with their diseases and make the community noaaly a

bear, emotional support community.

Support & affirmation are invaluable... But don& wo each other a disservice if we simply post stmp
and "me, too" responses without trying to figuré loaw to get better? most members need a plaaesto j
"be", without exhortations to change, come for comn& acceptance. They're distressed by "deprgssin
threads. Sadly, in the minds of many, it is anH&sitor” situation (Pat50, Mood).

Pat50 discusses the value of emotional support and confirmation of one’s health status,
which is created with the knowledge and information gained in PLM. Her/his comnsmts al
reveal the desire to experience both conflictual and confirmative aspdieéscaimmunity as a
means to discover alternative ways of well-being and create a platfotho$er that seek

acceptance as well as challenge.

I've learned so much medically to help my MS in PLINhave more confidence, because | can express
myself here. What | say is accepted since we albaund together by this disease, growing clostr avi
silent understanding and acceptance of one an(®a¢51, MS).

Pat51’s comments express her/his satisfaction with PLM. Her/his satisfgoes
beyond the more formal informational and knowledge value of PLM. For Pat51, thé ‘silent
acceptance from others in similar conditions in the community and the abilitpriesexand be
one’s self are the main factors that facilitate the process of copingheidisease. As actors

engage in more formal sharing of information and knowledge about diseases, nodidairts,
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treatments and the like, their desire for involvement in the community also involvetke

informal and hedonic aspects of being ill and coping with this illness:

| just feel that sometimes forums are way too fdramal "just the facts, Ma'am" type of place. | likbere
because of the friendliness, as well as the sar@ass(Pat49, MS).

| love PLM's openness to talk about anything. Inidit depressing to focus on just the disease loer ot
sites, so | looked for somewhere with a balancanof optimism and reality, and needed to hear nmooeata
various treatments, drugs out there, experiencefraw to deal with these (Pat52, MS).

Pat49’s comments reflect the desire to seek friendly seriousness igsratihealing,
especially when sharing gets too formal in the forums. Similarly, PafF2sses her/his
gratification of PLM’s open platform for all to engage in diverse form$afisg. The formal
way of communicating and sharing only information about the disease in other webysdatfor
causes Pat52 to seek a place where s/he could hope for cures and work at finditlgaugh
research and sharing of medical knowledge. Hence, s/he could experiebakticed
combination of formal disease related topics and various ways of coping witbedigeam
other patients. Patients express that their healing process does not only imvdlealing of the
body through treatments and medications but also involves the healing of mind and-spirit
many, the well-being and well-becoming process involves conflict, clyallend acceptance
simultaneously when sharing and forming relations in the community (pleas®szexcerpts
on this issue in the appendix). Consequently, the accommodation of both disease (eific, scient
cause related) and non-disease (e.g., play, fun, entertaining) related aspleatsigfserves as a
potential to maintain interest and participation in the community.

vi.  Material and Immaterial Sharing. Interestingly, in PLM, some patients desire to
exploit their disability for material gain, and turn their participatarlture into a business
phenomenon, hence leading to material manifestations of their immaterial labgrosBitality

for this manifestation is an encouraging factor for sharing of privatthiteta with others:
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They should pay us a fee for ANY information about health. Why should PLM get all the money?
How about splitting that fee with us? | cannottomure to be a part of a site whose corporate erstity
financially benefiting from my disability (Pat53, 3).

| understand the negative reactions to profitimgrfruser contributions, though no one really expects
monetary reimbursement, there could be an expaditgifts" or reward program? (Pat54, MS).

we want to avoid a scenario where people entertdajat something...people may not be as careful with
what they share just to get something...shared irdtion created here is a powerful incentive for stwar
But we will be working on this. We'll be sponsorifighdraising events (Adminl1, Admin.).

The above dialogue reflects patient desires to seek material gain outiid sheir
health data and contributing to medical knowledge generation. Material niziofe®f
immaterial labor has differing degrees. For Pat53, material gainMftRlough selling
aggregated patient data should also be shared with those who share their datdwitoPL
Pat54, the use of reward program or gifts, rather than PLM profits, could be an int@ntive
increase data sharing. For patients who express the desire for thesatdifégrees of material
gain, PLM offers alternatives as a means to increase disease advocagypatents (e.g.,
sponsoring patients’ fundraising events or disease awareness aytiytiegrives to avoid the
perception of material gain as a stimulant for sharing, as observed in Admintieeotsn PLM
advocates sharing for advancing medical research and increasing @seasness, and material
support (e.g., sponsorship) as an end of this endeavor. For example, PLM is one of the sponsors
of the Parkinson's Unity Walk and ALS events nationwide.

While some patients discuss PLM'’s profit motives and express their desir&¢o ma
money out of their disability, others, who do not seek material gain out of sharing their dat

legitimize PLM'’s profit motive for the greater good of research:

MS research is so important and if selling infatdrug company will help find a cure or advancentkeab
go for it... I'm all about advancing science arsksrch (Pat55, MS).

PLM gives patients, providers, and people who Vv them a chance to "swap meet" ideas, stories,

provide support and mutual learning...Parkinson an& Ate physical ailments that are still poorly
understood, and are covered by PLM. PLM doesn'ppint our information...Mood disorders are
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recognized here as important enough to warrara@eplongside things like HIV, this says that we ar
indeed, important...we are the experts. That's whyeneere (Carel, caregiver, Mood).

As observed in the above comments from a patient (Pat55) and a caregiver (Carel), the
legitimation process of sharing health data and PLM making profit bggétis data has
different dynamics. Pat55 legitimizes PLM’s making money out of this dlaata for finding
cures for life changing diseases and advancing science. Carel leggstibiM’s profit making
for (1) the discovery and advancement of new medical knowledge about diseaseseézed
connectedness among different parties who have a role in the well-beingp(8raicreased
disease awareness and acknowledgement, (4) transparency in sharintyigadhsprivate
health data, and (5) acknowledgment of patient license.

Patients also legitimize PLM'’s profit motive through quality of life, héag, and blind

sharing (anonymous, aggregated sharing) generated through PLM:

What PLM receives in terms of money doesn't compmmehat | have received in terms of quality of
my health...What | have learned from everyone herebbas priceless. We are all research nuts, for that
am so grateful (Pat51, MS).

| pay big to my doctors who are too busy...l can’etélike time to express myself and interact the waxy |
here for FREE. As long as PLM keeps my personakinétion safe they can share the info with med
schools, Drug companies etc, | am very gratefuPfioM and what they do for us...and a blind share is
worth all my effort. If someone wants to pay foistmfo, then | respect that company for wantindaow
how we really feel and maybe things will get be{feat56, MS).

Pat51 draws attention to the value of research and the emphasis given on rgsearch b
patients in PLM, and legitimizes PLM profits for increased quality ofaf@ result of sharing
and mutual learning in the community. Another important dynamic in legitimizii grbfit
making out of disabled people is observed in Pat56’s comments. S/he points to the ‘free’ and
‘blind’ (anonymous) sharing, interacting, self-revelation and self-expregsieLM, which s/he
is unable to receive from her/his physician. In addition, the legitimation grovasves the

expectation for better service from healthcare providers, who buy the anonymacegaser
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patient data and process it to develop a better and empathetic understandinges drsgése
resulting improved patient care. Although there are different legitimataoegses for each
patient when discussing the issue of PLM being a for-profit institution, the darived from
the knowledge and experience shared, produced and distributed (immaterial labothhas
material and immaterial manifestations, all of which influence theead&siisharing and
participation in the community (please see more excerpts on this issue in théigppe
vii.  From Belongingness to Connectedness in Sharing: How Connectedness
intensified in and through PLM: (Patient-Physician-State-Pharna Connectedness)One of
the most important factors for continuous sharing in PLM is the enabling of comiectin
diverse healthcare actors through mutual surveillance tools. This desire fortedness also
serves as a potential to challenge the meaning of communing for the achisscofimunity.
Marketing scholars and consumer researchers have conceptualized ‘comasiaity’
social phenomenon outside of the organization or separate from the organization (Pefialoza and
Venkatesh 2006). Communities of consumers engage in activities or negotiations that serve
against the organizations or support the organizations (e.g., brand communitiesk $saust
burning man), yet practicing support and resistance outside of the organizationgirRLM
community as a Web 2.0 application in healthcare and medicine, we observe a shift in the
meaning of community from a social phenomenon outside of organization (Pefialoza and
Venkatesh 2006) to a business phenomenon (Hummel and Lechner 2001). The organization
serves as a community comprised of multiple firms (partnership with casa@anizations,
universities, pharmaceutical firms), healthcare providers (e.g., pmsicaregivers), patients,

and the organization founders and administrators. The community becomes the entepris
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outside of the organization, and not necessarily temporally or locally bound, and netidoerc
full commitment, as it allows for navigation.

In the name of discovering cures and new medical knowledge through resedich, PL
actors embrace alternative platforms for sharing and distributing ahedioerience and
knowledge. For this purpose, the meaning of communing involves more concern about
connectednesand less concern abdo¢longingnes§. The subtle difference between these two
terms is thenavigation The ways people conceive of themselves and identification of one’s self
with a strong sense of belongingness to the community — as articulated in convendiwaaif
the community” both in actual and virtual contexts — seem to be changing. PLM as a
community organization of sharing seem to be formed not on the basis of belongingness but on
the basis of being connected. Observations from PLM reveal the increasetibaspifasharing
and connecting with diverse healthcare actors, and generating and distnibetiogl
knowledge. For example, patients in PLM link and tag their other existences in warioals

spaces (e.g., myspace, facebook, youtube) and invite other actors to navigate aseovigulae

'8 Belongingness here refers to identification of' sself with the community and strong commitmenttte
community as the ultimate source of knowledge aqutgence sharing.

% Conventional views of the community both in actaiadl virtual contexts reflect emotional bonding,skiip and
familiarity (Gusfield 1978; Hillery 1955), commorohds (e.g., based on common experience — Armsandg
Hagel 1996), a sense of shared identity (Fischat. 4996), a sense of belongingness (Wild 19819rejymembers
of the community, gemeinshaft qualities such asdgeneity, and strong sense of solidarity (Tonni#s7), shared
values and interests, consciousness, emotionahfornational support, and a sense of moral obligeto other
community members (Amine and Sitz 2004; Muniz an@inn 2001). Reciprocal behavior is considered a
common characteristic of online communities (Kargdd Kokolakis 2008). However, some scholars ssighat
online knowledge contribution by consumers occuhwgss concern for reciprocity and commitment loligation
or moral responsibility to the network participaffeésscher et al.1996; Wasko and Faraj 2005), clmntie prior
meanings of reciprocity, that is, mutual indebtexdnhat create strong reciprocal support amongarktactors
(Wellman and Gulia 1999). Obligations and conagsdound in traditional communities tend to becdomse in
online communities, yielding a sense of freedorafbin and opt-out of these collectivities and empoment
(Fischer et al. 1996), having both gemeinshaftgasklishaft (more rational, impersonal, contracéual supporting
individualism — Wild 1981) characteristics, andafwing voluntariness and differing forms and degree
commitment by the participants.
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platforms, hence enable intensified sharing and experience. As patients lses@lper
information to themselves or the community actors in PLM, if they had a strong sense of
belongingness, it could be expected that they simultaneously detach themsetvethérs in
terms of sharing their private health data, hence limit navigation amonggatilie sources of
knowledge and experience. This is due to the fact that secrecy or privacy, whilegbondi
community actors (as personal information is only accessible by commatutg)aisolates the
individual from others, and removes the heterogeneity of the community and interattions
actors and others (Appadurai 1991). However, in PLM, we observe a stronglydrssiilee of
connectedness among healthcare actors, which also helps maintain the dekagrigrin the
community. As patients connect with other patients from other countries in tineucaty, their
learning experience in PLM is not only limited to sharing in and learning fidvh Frhey both
learn from each other’s experiences and research links they provide on sguesal Eharing of
private health data and patient generated medical knowledge do not stay within the boahdaries
PLM. Patient connectedness to pharmaceuticals, the state, and healthcdexpi®also
intensified by PLM. The consumer becomes less willingedlongto a certain culture, a society
or a lifestyle; but more willing to activelyegotiateone or more communities and become a
cultural constructor, and@ayer (Bauman 1996) but always necessarily with(in) and as part of a
community.

In the following section, two important issues related to connectedness widldosskd:
(1) the dynamics of how connectedness is intensified in and through PLM, and (2) lemtspat
in PLM connect with other healthcare actors as they produce, distribute aadnsthecal

knowledge:
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a) Patient-to-Patient Connectedness through Intra, Inter and Outem@uaunal
Sharing. One way of intensifying connectedness among healthcare actors is toteeable
enhanced learning of the disease and improved relations with others in the sulbrdgmm
among sub-communities, and outside of the community. As patients connect with otlmés patie
from other countries in this community, their learning experience is not ontgdirto learning

from each others’ experiences in the community.

WWW.TheVisioncommunity.comlIt shows all those weird things we see whenayas are playing tricks
on us. | was able to show friends and family at labat it's like to have impaired vision. And eapi to
German Doctors what | was seeing, because althoygBerman is good i wasn't able to articulate what
was happening with my eyes (Pat57, MS).

Pat57’'s comments reveal that s/he does not only learn from others’ experieihees in t
community but also from several research and information links s/he finds andwitla@bers
on several topics, which help her/him present herself/himself better to thosk aittie
community. Intra and inter communal learning of a disease supported withtaleeswaurces of
knowledge in the community improves patient-physician and patient-famihydfredations
outside of the community, hence enhancing outer communal sharing. Patients inrthentgm
link current research and clinical trials, and stories of patients anesyd others can learn

from these links and apply the knowledge they gained from them to their conditions.

Prior to joining PLM I considered myself a well-anfned MS patient. | read voraciously and had
connections with many other MS victims. PLM has matk realize how woefully uninformed | was. |
have learned so much from other members-not ooly their own experiences but from the multitudes of
valuable links they provide on hundreds of topidse contacts with members from other countries have
been of irreplaceable value (Pat58, MS).

Pat58’s self-revelation points to her/his limited disease knowledge, wheelliscovers
after joining PLM and connecting to other patients globally. Her/his leaaliagt her disease

in the MS sub-community is enhanced significantly by learning from othepatiénts’
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experiences and several external information and research links they providerse tipes.
Patients also improve their learning with the tracking graphical tools gegoumonitor their

and others’ disease conditions:

I've gained a lot of insight from tracking toolspi seeing patterns in my mood cycles during teeyaar,
and how that relates to factors like medicatiomgies and weight gain. However, I've gained everemor
wisdom from the patients | found on the communitgufn. Not only are many patients extremely
knowledgeable about their mood disorder, but tieedso incredible empathy and compassion among the
community members (Pat59, Mood).

Pat59 explains the learning process in PLM through tracking tools. Constamigratki
one’s conditions with these tools and the resulting improved learning is one of thevenengf
enhancing knowledge in the community. Pat59’s comments also draw attention to the
knowledge gained from other knowledgeable patients in the community, the théaradica
experiential knowledge as well as the empathy and social support.

PLM actors interact with and learn from each other both within their sub-oaities
and across sub-communities. Such intra-communal and inter-communal learning, @herin
collaboration serve as a potential to intensify the connectedness amonganealttors both

within the community and outside of the community:

| am new, in the process of being diagnosed. 3itgsis a life-line for me and | check it daily. e are
people who understand what | am going through hedrustration that one feels during the sometimes
long and painful period of diagnosis. | can askdhestions here that my neuro won't directly answer
Armed with more information and life experiencesnfrall of you, | am now more prepared to sit down
with him at my next visit (Pat60, MS).

For Pat60, the improved learning and social support s/he gained from others’ knowledge
and experiences in the community also lead to improved relations with her/higgrhgsitside
of the community. Openness in sharing and talking about her/his disease withrothers
community equips her/him with more knowledge, the knowledge that s/he may not gain from

her/his physician but may better connect her/him to her/his physician irticeunter.
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We're just aware of each other’s moods more ontheoeigh mood charts and can empathize with each
other more (Pat61, Mood).

People with a great degree of self-awareness ghattant to discuss negativity but willing to examiheir
behavioral patterns in ways that challenge thenesednd others... Why else would PLM provide cocret
metrics for tracking our symptoms? How cool ishattwe have indicators and trended data to sugptirt
awareness? Let's use them better, particularlgating with our interpersonal relationships, anddmdy

to hear ideas that don't jive with ours (Pat27, Moo

Increased disease literacy through tracking tools by PLM also incremagpeghy and
tolerance in patient-to-patient connectedness as patients track eachdidkase conditions.
From Pat61 and Pat27’'s comments, we could infer that these disease tracking pacipitusie
relations and help patients recognize each others’ differences when tinegtctm each other in
forums, hence enhancing inter communal sharing. When conflicts arise in foruradrabksg
tools help patients become aware of their and others’ mood conditions and increasedoler
towards each other as a result.

The power of having a community of "patients like"mvas demonstrated recently when we had a user
whose weight was dropping precipitously, which aaoelerate a patient's deterioration in ALS. Begaus
patients track and share their important outcomasones, another patient was able to remind hirheof t
importance of keeping his weight up (Fdrl, Founder)

Fdrl, the founder of PLM expresses the value of patients tracking each othersédise
progress through tracking tools, and shares a recent experience with an Ah§ watise
weight drop was realized by another patient. Evidently, patients contributéntotbacs’ well-
being by constantly monitoring each others’ health conditions.

This is where | come instead of self-harming oemafiting suicide...People here are so compassionate, an
although our lives, conditions and opinions difergreatly, we all unite for a common cause: our

wellbeing...the highlight of every third day is thayet to do my mood map, which stops me fromipgtt
myself in hospital (Pat94, Mood).

Increased self-awareness of one’s condition through tracking tools also stipgorts
patient’s own well-being. Pat94 discusses how her/his life has changed andvii/bing

has improved after becoming a part of PLM. The mood map s/he creates in the cormrmunity
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order to keep track of her/his mood conditions serves as a life-line for her/him.a8/he c
constantly track her/his mood condition and act accordingly to prevent herself froentigbot
suicide or self-harm (please see more excerpts on patient-patient cdnasstim the appendix).
b) Patient-Physician/Researcher ConnectedneBEM also enables increased disease
literacy of patients and physicians through tracking tools, and help thenvgktid in the

community and form collaborative relations with each other.

Well done! It's such a good site... Incidentallguy site has done something I've never managed.tb d
tracked down someone on the Neurodex trial. Haea lying to do that for 18 months (Res4, Community
blog).

As observed in the above excerpt retrieved from a researcher post, not only fpatient
also researchers can track specific patients in the community. Resbhtalkfaw s/he tracked
a patient in PLM ALS community, who is a part of a specific clinical tnathe community.
There exist several researchers in the community who are interesteahimgfeollaborations
with PLM patients to engage in medical research and recruit patients fraontineunity for
their own research.

In effect, physician-patient relations outside of the community are begitmingprove

through improved learning with tracking tools:

| have had fibromyalgia for many years, but no docbuld catch it. | thought | had arthritis. Thmeenths
ago, | took my own action and started looking uprimation myself. | heard about PLM on the news one
night and dove into it. Then | talked to my doct®he couldn’t deny what I'd found and put me ompai
medicine (Pat29, Community blog).

Pat29 tells her/his story of diagnosis to others in the community blog. The ssliggle
went through eventually led her/him to take action about her/his care due toghysici
inadequacy and her/his lack of knowledge about the disease. The knowledge and understanding

improved as a result of her/his inclusion in PLM also helped her/him better connehit® he
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physician and engage in collaborative relations. Evidently, her/his physiociaadtion together

with her/him for her/his well-being, after analyzing the information déieered.

| am so glad my dr did visit PLM and got to sestfiand how great the doctor visit sheet is a védutmol
for him and makes it so much easier than flipphng tis doctors notes to remember. This is atihgef
tips and i plan on taking one every time i go bfka dr visit. Thanks again for a great spreadstwenot
only help me but help my neurologist (Pat31, MS).

Pat31 also emphasizes the value of doctor visit sheets in PLM and how it improved
her/his relations with her/his physician outside of the community. In PatZEswa observe a
double-intensified connectedness. Doctor visit sheets do not only enable enhanced patien
physician communication during their encounters outside of the community. Pat3diggrhy
decides to get involved in the community and uses these tools to facilitate her/tmardoation
with her/his patients and improve mutual learning. Patients invite their @Ensio join the
community. The site also uses new Google Mapping feature to show physicianshetrere
local patients were, which had people queuing to see who they knew that wase@gistée
site.

Evidently, PLM serves as a potential to contribute to increased diseaswyldéthe
patient and the physician. Patient disease literacy is increased thredigtiiom between patient
self-report and interpretation of private health data, which fosters patiesitigimyrelations
outside of the community. Patients become more equipped with disease knowledge gad enga
in proactive relations with their receptive physicians, with the hope that theyhe#a
physicians’ respect. They utilize different tools designed by PLMydess to track their and
others’ conditions, where they are located, and diagnosis, prognosis and future stiéspeses,
and can predict what might be needed at that stage of the disease (e.g., Tcatabast,
Lithium study tool, Geomapping, percentile curves for patients with PLSefstate modeling

for ALS patients).
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Physicians also get more information about diseases by tracking dowertifetients
with specific diseases in this community. Physicians also provide severabflimésrmation in
their interactions with patients in the community. Therefore, we obsereagett aspirations of
sharing and increased connectedness between patients and physicaob&eseDoctor visit
sheets (capture the entire symptom, treatment and outcome changesehts pave entered in
the database) and mood charts created in the community give patients voice in BeW ey
help patients discover and track their progression of diseases and symptoms, toenpare
conditions with other patients and empathize with them (which also increasdsl#éraince for
each other), and allow for better management of their care through this aggegaate health
data. Patients also share these charts and visit sheets with their peysitgade of the
community. Consequently, physicians and other healthcare professionals gaiplete
outlook on the patient, including information not traditionally captured in medical records.

Observations from PLM also reveal that a ‘share this’ button on each patieniis prof
enables patients to share their knowledge and experiences with others outsdeoafiunity.
Physician-patient connectedness is supported in and through PLM. Additionally,spaisent
spread the word about PLM and invite others (medical care team membenshyisairans,
caregivers etc...) to join the PLM community through Invite Button in MyCaeilgection,
and TelltheWorld page. TelltheWorld page includes information sheets and slide®alhut
which patients can use at support group meetings, doctors’ offices or anywhesathey tell
others about PLM. Patients can also form a care team in the community by ifaiing t
healthcare providers, caregivers, family members and the like, to fostemcucation,
connection, and learning of the disease. Consequently, increased connectednds® Livoisg

also promoted and advocated by the actors in the community.
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what about later maybe business cards we can hartd our drs and anyone else like our supportgsou
that would help to get the word out so just a thdug(Pat9, MS)... Janet, we hear you! We'll have news
about member cards very soon! (Adminl, Admin).

In the above dialogue between a patient and PLM administrator, Pat9 advisés PLM
create business cards (member cards) to use for promoting PLM, increasregess about

their diseases as well as connectedness among healthcare actorobthsid®@mmunity.

docs and therapists ARE SENDING NEWCOMERS HERE THHEMVES -- they take them on to the site
and SHOW THEM what it CAN DO for THEIR OWN progressd support.... THAT is honestly THE
BIGGEST endorsement | can FIND in PLM...(Pat6, MS).

Pat6 also points to the support from physicians for the increased connectedness among
healthcare actors by PLM. Physicians also encourage their patient®ioneba part of PLM,
hence further promote increased connectedness in and through PLM.

Another important factor that intensifies patient-physician/reseaccimerectedness is
that PLM enables personalized medicine in healthcare by keeping a recoodas,
medications and side effects over time. Physicians can observe and tracktfusigrtor the
patient, rather than practicing under the assumption that a patient will opexetly kke every
other patient they've seen. By observing disease progression together withtigretis pad
treatments that have yielded those outcomes, patients and physicians canaemotey

personalized medicine.

My printed Doctor Visit Sheet was a real hit witletdoctors in the ER and in the hospital | stayea few
months ago. As a direct result of having a moodtdrad a printed list of past medications, | wale ab
avoid being put on yet another SSRI and given aratitorrect diagnosis. I've personally been
misdiagnosed a number of times because | would gfoet doctor and report how | am feeling right then
(Pat32, Mood).

The above story from a patient is a good example of how personalized medicine through
PLM can help increase patient-physician connectedness and improve theuwmoation,

which contribute to patient well-being. Pat32 talks about her/his recent hospdalerad how
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her/his record of doctor visit sheets and mood charts s/he created in PLM helpepsysi
the emergency room to accurately diagnose her/him. Her/his comments on hst/his pa
experiences point to the importance of having a centralized record of onesedideamation
through PLM tracking tools, rather than only anecdotally communicating with tisecry
about her/his disease (see more excerpts on patient-physician connectedeeappendix).

c) Patient-Pharmaceutical Connectedness through Research in PBEMM
community engages in the scientific discovery of new uses of existing rieds;and new side
effects of existing drugs, all of which may serve as a useful checkéos éor pharmaceuticals.
By bridging the gap between anecdote based medicine and evidence basatentedi
community also has the potential to inform and guide future clinical practice.

Ongoing clinical research by patients and other healthcare actors inrtinsuity
scientifically supports off-label drug use. PLM research scientistsvnawehe 2009ournal of
Medical Internet Researd¥iedicine 2.0 Award with the reseaf@ltonducted by patient-
supplied data concerning secondary uses of drugs , or drugs that are off-patent tore there
unlikely to be studied systematically. Such information is then delivered to ptearticals and
clinicians, once again intensifying collaboration between patients and otlitecasaactors. In
addition, pharmaceutical companies partner with PLM to recruit eligiblematior clinical
trials and accelerate clinical trial process. For example, Novartieepad with PLM to speed
up the start of a 1,200 patient study of a new medicine for multiple sclerosis (Arnst 2008)
Through partnership with PLM and direct connection to the patient, pharmaceutical cesnpani
can have access to potentially high-quality and highly relevant patient-gghdaga, and easily

recruit patients for clinical trials. In addition, partnership with PLM aasy@nd inexpensive

20 «patients Informing Practice: Post-Marketing Drugt®in PLM, a Patient-Centered Online Community" by
Jeana H Frost, Sally Okun, Paul Wicks, and Jamgsvbied, 2010.
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access to patient data (e. g, forums and patient profiles) could save yeseaoth time to
discover new drugs, reduce the cost of drug discovery, and develop more effeativeents as

a result of this instant real-time feedback about their products.

Drug companies and doctors are far from infallilaled PLM community serves as a useful check. Tige si
is, in effect, building an enormous database abpatiata that can determine whether drugs anthiesdas
are having the desired effect. We are also engagsegarch-based organizations to provide insigats t

can lead to improved treatment options...we havadirgresented the PLM system for community-based
patient-reported data collection at scientific megs, as well as had some of our research published
response to a peer-reviewed article (Fdrl, Founder)

Fdrl’s comments on partnership with pharmaceuticals point to the availabilitysnd ea
access to patient generated health data to pharmaceuticals. Healtlorarmelciding
pharmaceuticals can benefit from PLM as a form of validation for clitiedé and check for
errors. For them, PLM serves as a mirror to discover their flaws aasviélé desired/undesired
effects of drugs in the research and treatment discovery process. Soo@mtifnunity is
beginning to accept the value of patient generated data, and PLM positionsttiésshgr as a
source of checkpoint and hypothesis generation for future clinical trials@pkee more
excerpts on patient-pharmaceutical connectedness in the appendix).

d) Patient-State Connectednegsnother recent development also indicates intensified
connectedness between patients and the state in healthcare through this contemabied by
PLM, patients can directly report drug side effects to Food and Drug Adratiost(FDA),

which may accelerate the years-long traditional clinical reseaodegs.

Patients desperately need a way to collect repbdsverse effects from medications, a responsibili
shirked by the FDA and subverted by the drug congsamould PLM lend its platform to patient
communities that have been harmed by drugs, sutttoas suffering from antidepressant withdrawal
syndrome or tracking remedies that are not prdétér drug companies, such as supplements or isgérc
(Pat16, Mood).

We collect adverse event data and we're in thege®of working with the FDA. WE launched a pilot
program in our MS community which helps patientsrsii treatment-related adverse events directly to
FDA through our site...Understanding when these evectdar helps FDA better regulate the
pharmaceutical and medical product industries ttgat consumer safety and bring safer, more etecti
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products to market...first time ever that an onliagignt community has helped its members identify an
report adverse events. (Fdr2, Co-founding exeejtiv

In the above dialogue between a patient and a PLM executive, Pat16 callerattetiie
need for direct connection of patients to FDA and report adverse effectgyef dihich may
also eliminate the subversion by drug companies in this process. However, Patddients
also reveal the concern for more exploitation by drug companies, if PLMndisates among
patients who are harmed by certain medications or are not profitable enough foomipanies.
Fdr2’s response to this comment also reveals the importance of directly conpagtng to
FDA, without the Pharma’s intrusion. The launching of Medwatch system, through with P
patients can directly connect to FDA and report adverse side effects oatrdicmay
eventually lead to better control by FDA over pharmaceutical companies, anéffectwe
medications. This way, patient license to become involved in clinical researcklmedydof
side effect information to FDA may also serve as a mirror and a checkpoihefstate to

realize the flaws in the healthcare market regulation.
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CHAPTER VI

FINDINGS: MESO (COMMUNITY) LEVEL LEGITIMATION PROCESSE OF SHARING

PRIVATE HEALTH INFORMATION

Sharing versus Privacy?
Negotiating the ‘Sharing’ of Private Health Data through the ‘Community’

This chapter involves the discovery of the why and how of sharing and not sharing in the
community, hence the discovery of the dynamics of negotiating and legitinthargiparing of
private health information in this community. As previously discussed, observationB fitdm
reveal the increased aspirations of sharing and connectedness among tiéfaitbotaire actors.
The important issues to be discussed in this chapter relate to the institutadiof@szthat
maintain people in this community and motivate them to share their private iméatmation.
The dynamics of the community culture formed in PLM and how they influencedbesses of
the negotiation of sharing private health information will be articulated.

Initial observations on these dynamics exhibit the transformation from & teswn
and fear of losing personal health information and belonging to a community toeatdesir
disclose, co-own or share personal information with others, not just in the communitgobiat al
alternative (cyber)localities and with diverse healthcare actors. @Qaitynalynamics may also
instill the idea that privacy is not something that is owned by a private batityas come to be
shared, collective and public, yielding shared ownership in terms of private iméattmation.

When privacy becomes a matter of shared ownership, more people permeate the
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boundaries an individual creates around her/his privacy and have a say in organizatiés of one
personal information in decisions to share or not share private health data. Congeopient!

just individual values but also community cultural values (re)deconstruct thengeani

privacy and organize relationships accordingly in this negotiation process. sBarogy is a
communicative and a relational process, when we reveal personal informatioarsoittne
community, we invite them to cross our privacy border around that information. This process
ultimately makes them co-owners of that information and assigns respopsibilie co-owners

for managing (negotiating who, when, where, and how much is told to others outside of the

privacy border) the flow of this information (Petronio 2002).

Privacy at a Glance.The definition of privacy encompasses the right of an individual to
be left alone (Westin 1967) and ability to control flow of information about himsed&li¢o
minimize intrusion (Warren and Brandeis 1890). Specifically, lack of control oversd
information — confidentiality (Gavison 1980) — is central to the issue of privacpd@ul993),
along with control over disclosure of one’s personal information and control over unwanted
intrusion or invasion (Goodwin 1991). Privacy is also associated with freedom of thought and
expression as well as freedom from surveillance, identity, anonymitycgeand the like (Lyon
2001; Schoeman 1984, 1992; Solove 2002). It also indicates the desire for freedom from
unwanted intrusion, and the desire to avoid embarrassment over privacy asseati(iyhbite
2004). Westin (1967) argues that the concept of privacy encompasses individuadadesir
choose freely under what circumstances and to what extent they will exposelvesiiheir
attitudes and their behaviors to others. Consequently, common themes that underlieepie con
of privacy include 1fontrol over externalization of one’s personal information, which 2)

belongs tathe person (possession) (Benn 1971, p. 8). These themes of control and
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belongingness to an entity clash with recent conceptions of privacy and the public. As
previously mentioned, Hardt and Negri (2004) draw attention to the changes in the méaning o
privacy. They suggest that in post-industrial society, the concept of privasgsdesbe about
private property or possession, and the concept of public ceases to be about the control of the
state and comes to signify the control of the common, which is the end result of theib@polit
production of the multitude. In addition, perception of privacy is re(de)constructed byediver
institutions, hence causing the concept become a discursive phenomenon.

Constructors of Privacy

Macro-Level Institutions (e.g., Stateln the U.S., privacy is treated as a matter for
contractual negotiations (Chan et al. 2005, p. 283), hence becoming a tangible emganize
relationships. In addition, the right to protect privacy —to determine and ctivdrfaite of one’s
own personal information — is led by the individual herself/himself, not the stateukian and
Tapscott 1995). In healthcare, enabled by new communication technologies, consumers
increasingly gain control over their personal health data and managentesit bealth
Nonetheless, the nation state still intervenes in the processes of prgpatiemg privacy, which
resulted in the establishment of Health Insurance Portability & Accoutyahkdt of 1996
(HIPAA). HIPAA strictly sets boundaries on the flow of patient health recorttsrd parties
such as insurance companies and employers. Such efforts are mainly aimed déihgaheol
private citizens and increasing their sensitivity about privacy. HIPAA, thoagsidered
unsatisfactory and insufficient by some privacy advocates and a stumiolakgyl medical
researchers, is being challenged by PLM. PLM identifies itself as an eptvice, not a
healthcare provider (changes in healthcare provision), which upends the HIPAforylasent

privacy (Goetz 2008). In the New York Times, this incident is discussed:
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PLM upends this dialectic; in technology termspiites around the problem. Since the company ap&n
in service and not a health-care provider, HIPA&glaot apply. PLM website identifies members'esiti
and their ages, two of HIPAA's 18 prohibited categ® of personal information. Many PLM members
volunteer even more information from those 18 catieg.

Micro-Level Dynamics of Privacyin light of technological advancements, consumer
fear of privacy becomes salient due to collection and dissemination of privateargbgrs
identifiable information as well as selling of this information to third pastighout consumer
consent and awareness by the owners of different digital platforms (226hZviran 2008).
The dynamics of online privacy concerns also include awareness of infamraliection,
information usage, compensation, sensitivity of information, familiaritiy tie entity (Cranor
et al. 1999; Sheehan and Hoy 2000; Van Slyke et al. 2006), and a sense of ownership (of
instruments used for access) that provides feelings of safety (Viseu éd4l. 20

In PLM, although for the most part the privacy/sharing decision is detedny the
negotiations among the community actors, this does not mean that they have no individual
privacy concerns. Discourses among the actors of PLM reveal that themetisshare/not
share private health information are shaped by both individual and macro cdhd¢gjriRatients
do not want access to identity or personally identifiable information (secafisy numbers,
mailing addresses etc.). (2) Patients fear that they would lose their jolisdiselosure of
private health information. (3) Patients fear that insurance companies magcasgs to patient
private health information. (4) Patients seek pertinent information for their(@&rSome
patients believe that there is no privacy in today’s world and we are alwaysazaiged. (6)
Patients have feelings of stigma and discrimination associated witdingvmformation about

their diseases and bodies. (7) Family members cannot relate to patients2slees cannot

*! The excerpts that support these micro concerngrfoacy in PLM are presented in the appendix. Sthee
primary objective of this research is to discover tneso (community level) dynamics of sharing geveealth
information, only the meso level legitimation preses will be articulated with the interpretatiorrelevant
excerpts from dialogues among community actors.
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empathize with them. (8) Some patients have physical constrains that prevefibthagetting
involved in sharing in PLM. (9) Patients experience feelings of denial or feageztsdis after
reading patient stories in PLM.

All of these macro and individual concerns of PLM actors influence their dectsions
share/not share in the community. However, the tendency of consumers to disglgseviate
data to others is also on the rise, specifically with the desire to disclogmaitifan for building
intimate relationships in collectivities with strangers, mutual sharingeandihg, and bringing
their projects into life. It has also been suggested that in network society,alué ievacy
becomes less of a concern, as individuals find this public exposure a pleasuralémesper
(Turkle 2007) and even empowering (Dholakia and Zwick 2001). They increasingiytsber
experiences openly with others on a global scale. Viseu et al. (2004) suggd#tdbgha
consumers are concerned about their privacy, empirical evidence renesble discrepancy
between privacy principles and privacy practices. In Norberg et al.’s (2007, ged®8) a
“privacy paradox” exists, indicating that there is a significant diffeeebetween consumer
willingness to disclose their personal information and their actual disclbsheior.

Particularly in healthcare, increased concerns about healthcare privacyiuloilniot
individuals. O’Harrow (2005, p. 54) also notes “consumers often willingly, even eagetly, par
with intimate details of their lives”. Research (2005 National ConsuméthH&ravacy Survey,
Forrester Research) suggests that the majority of consumers in the U.S. €59) @elapts a
pragmatic approach, performs a benefit-risk analysis and discloses andhehsoesl health
information especially for betterment of human lives (60 percent). Furthercom&umers are
also willing to share their data with pharmaceutical firms (27 percentvermgoent agencies

(20 percent).
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The above mentioned research efforts then lead to the argument that theastuelis
not whether consumers are more concerned or less concerned about privacy or wiatyer p
is lost or not. Clearly, privacy concern is omnipresent. In the past, a patient higtitthe r
make her/his information public but this information was public only to medical profeds,
other doctors, and the like. Doctors would perform medical research, use aggre gt d aizt
and publish the results in medical journals. In addition, patient information has naver bee
divulged to individual patient. Due to recent technological advancements, shaniwywiation
is now performed openly, and access is open to anybody. Consequently, how public or private
the data is changing and access to data is enlarged, and even detailed indivadaai tat
accessed by anyone in the public. Hence, data is becoming more and more publgamdl les
less private. Nonetheless, this does not mean that there is less concerndgr priva
information is owned by a specific entity or under control of a specifiggittis private, if it is
shared or controlled by all in the community, it is public (shared ownership) . x&wopée,
information sharing in PLM is public (information sharing is controlled by pati¢né PLM
system and other actors), but either privacy (by using pseudonyms, and ¢ne @ystiding an
anonymous environment) or disclosure is practiced. Hence, the main issue is howpimdke c
of healthcare, one gets to share her/his private medical information and evtie terms of
negotiation of sharing between the patient and other actors in the PLM community

Meso Level Dynamics of Privacgalanxhi and Nah (2006) argue that two different
privacy models dominate research on privacy: Macro (societal) (Lessig 14D8jiero
(individual) perspectives (Adams 1999). Lessig’s (1999) societal model confeugésrces
that influence privacy (law, market, social norms, and architecture/techhalogyassesses how

these interdependent forces in combination regulate consumer behavior relatealcto pri
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Hence, consumers decide to disclose their private information based on evaludtese of t
forces. Adams (1999) focuses on micro dynamics of privacy, and suggests thateons
perceived privacy is influenced by three elements: Information sengitivit information
receiver, and information usage.

Privacy is not only constructed by individual expectations, concerns, and experiences, but
also through discourses and practices with other people (meso level: commandityproader
macro social context. Although several scholars explored the concept of privacg micro
and a macro perspective, they overlooked the impact of meso level factors sucimasities)
interactions among community actors and the community culture formed hhifvese
dialogues. Despite the concerns for privacy, community dynamics are inflggmwacy
saliency. Sharing of private health information is now beginning to be reorddnjizaeso
(community) level dynamics. Initial observations reveal that in PLM, conitpnactors come to
make decisions to share/not share their private health data, which emergeuttitaenal
negotiations and discursively constituted subject positions. At earlier poirisgsbigprivate
health information was barely practiced due to privacy regulations and proppetaies in
healthcare. Yet, patients in PLM increasingly engage in mutual shanmiyate health data
and learning about diseases with others in the community. They add autobiographies to the
profiles and describe their conditions in precise detail (e.g., potentially exssiag details on
patient sexual functioning, and constipation are added to profiles). Observatiomauftiones
among community actors in forums reveals that most patients have pseudonymenyef
them use both their first names and their pseudonyms when discussing issues agth&iarin
experiences in forumsAlong with sharing of personal health data and how they cope with the

disease and lead alternative lifestyles, patients also share thete pictares, poems, videos
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(post videos about the lifestyles they lead and treatments they receive, heatbegidueir
everyday coping with the disease from their point of view), links to personal web, plger
social networking sites and the like. In addition, as discussed in chapter four pting af
information patients provide in their profiles or forums increases theirbodigdiwhich is
important for mentoring others and encouraging them to continue sharing theie peatth
data. In PLM, community actors gain mutual understanding of what is to be shavatisho
shared, kept, used under what circumstances (Dourish and Anderson 2006), hence potentially
leading to the interoperability and seamless flow of information and expesera®gg actors in
the network. In the following section, these meso level legitimation procefssiearing private
health information (community negotiations of sharing versus privacy) in PillNdev
exemplified and discussed in detail.
[Insert Table 1 about here]
Why and How of ‘SHARING’ Private Health Information in PLM
1- Community negotiationsto alleviate privacy concerns
Although observations reveal that many patients use both pseudonyms and their real
names when they share in forums, some patients in PLM still have privacy ccareare
reluctant to disclose their private health data in the community. Particulzréssato identity
by others is not desired for the individual reasons stated in the above sections. o order
maintain sharing and interest in the community, patients in PLM alleviate demk’ grivacy
concerns through technical suggestions and alternative ways to protect priviaeylnternet.
When negotiating whether it is safe to share private health data in PLM, paiiept different

strategies to alleviate privacy concerns:
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a. Use of unique user names to protect privacy

Internet is like a big fish bowl. You can see whgbing on in many communities you're not a parantl
for the most part, you can get in if you really waBut it is so huge, narrowing it down to a spiegiferson
you want to find takes a lot of time. Unless youwyame with a really unique user name, then yowsiece
to be found. Of course, if you google any of thenadhere, they show up, too. they wouldn't putréet of
us in a position they are unwilling to be in theiwes (Pat33, MS).

Although transparency of the Internet increases privacy salience, in Pap88@n, the
public nature of many online communities makes it harder to pinpoint or track downfacspeci
user. However, Pat33 alleviates some patients’ privacy concerns in PLMdssting the use
of unique user names as a pseudonym when sharing in PLM.

b. Use of common names to not be identified easily by others

| googled my own screen name and came up with SRWHEANY people using the same screen name
everywhere on the web that | am not identifiabk thay. | have a public blog where | use my reél f
name and | write on another site where | use myfodlaname (Pat34, MS).

In contrast to Pat33, Pat34 recommends that other patients who have serious concerns
about sharing their personal health information in PLM choose common pseudonyms used by
many others on the Internet and thus prevent access to their identity. FBRs Batl Pat34's
suggestions, we can infer that both the use of very common and unique user names evidently
creates a fishbowl effect. That is, users are not identified easily bg,ottech could alleviate
privacy concerns and lead to increased sharing of private health data in #LMdge excerpts
on this issue in the appendix).

2-  Private messaging as a temporary detachment

An interesting observation is that patients who are no longer willing to $leargiivate
health data or have privacy concerns do not completely detach themselvasefimmmunity
but use alternative means to connect and continue sharing with others of their chBetiag.

are two different cases that reflect this situation:

120



| was totally annoyed by some of the topics onttbard... There are OTHER places to hang out and have
fun at, so | will NOT face all the STRESS and NANEISS that seems to THRIVE HERE!!..you may still
PM me, but that will be the contact UNTIL and Ifnis change herell (Pat35, MS).

Pat35’s comments reveal that although s/he detaches herself/himself frigl8 theum
due to conflict among community actors, s/he still leaves the door open for thoseewho a
interested in sharing with her/him in private. The option of private messatabigd by PLM
becomes an alternative and temporary means for her/him to keep in contact wilaonthe

continue sharing her/his experiences with others until chaos in the public feetttas down.

If our voluntarily posted personal disease histoglps stimulate new direction for research andystticht
is worth it... Yet, | would not be excited to post fiujl name, ss#, credit card # here, that would be
foolhardy and it isn't necessary anyway. We cand@kh other if we want to be in closer contacterimet
is a lot bigger and potentially unfriendly but mantity theft involves financial info and thenars isn't
much of that here! (Pat62, MS).

Pat62 draws attention to the value of voluntarily giving away private healttiodata
clinical research in PLM, where anonymous aggregated sharing reinfantiegpation by
community actors in the discovery of cures for diseases. Similar to Pat35, siisa@dtine
availability of private messaging option in PLM. However, for Pat62, the pertbienefit of
private messaging is the enabling of deep data sharing and connectedness,tcatiteethan
perceiving it as an escape from the chaos in forums. Although private mgssagows down
the boundaries of data sharing in the community, when privacy concerns or contierns wi
sharing with others are escalated, it serves as an alternative amubaatgnoption for those who
are still willing to share with a limited number of people in the community. Constygube
availability of the private messaging option serves as a stimulardit@aim community actors’

interest in PLM and make them keep sharing through alternative means.
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3- Surveillance and/through connectedness

In PLM, patients can find support, connect with other healthcare actors, ancéiack t
and others’ health conditions to learn from and mentor each other. All of these factiwelgosi
influence the act of making personal medical information available to all. Bekexcerpts
retrieved from a dialogue in which patients discuss the motivations for shaedigain

information in PLM:

| like the fact that | am able to keep track of M$ on the profile page and | do not feel at riskéhese we
are the ones that allow how much of our persoraligibeing seen by other. | believe that PLM hass o
best interests in mind and does a wonderful jdmkous up with others and other information sush a
treatments, symptoms, research etc (Pat63, MS).

For Pat63, PLM is an indispensable tool to constantly track and monitor her/his disease
and connect with others to share disease information. Consequently, feeling coanécted
empowered to make her/his own decision on the amount of disclosure of private health

information, Pat63 exhibits a greater tendency to share in the community.

| understand that fear for us is out of a needrtwget us from discrimination and those who woualkiet
advantage of us. But do not these threats exmtynsituation to any one, healthy or not? HIPAAGS
perfect and there are many things it does not cowempletely with clear language either...such asrass
associates...PLM offers a connection that is unavailabywhere else in the world for us. We protexct a
watch over each other, check up when someone ha®npected in a while...We are not afraid to share
our information. We welcome the opportunity tosbpart of a solution to our ills and will do so ilttiere
is a cure (Pat64, MS).

Pat64 explains her/his reason of sharing in the community as the ability tonuor@’'s
and others’ disease conditions and the resulting intensified connectedness among gommuni
actors enabled by PLM. In addition, in order to reinforce these benefits gainedtbhauiong
in PLM, Pat64 points to the state discourses of power to protect patient prive&yA wvhich,
in her/his opinion, have several gaps that diminish the credibility of such institizaticas.

Yet, institutionalizing sharing in PLM offsets issues of privacy through the ubtcgi
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connectedness to others and constant and real-time surveillance of diseageedmddctors in

the community.

We need to make our medical information availableus. Because, | know that | have two doctors and
pharmacies that have no way of communicating wattheother. | believe in privacy in regards to my
medical information, but, | know what the coste twaste of resources for not having this infororati
centrally located for my caregivers. And | am origad and keep all of them in the loop with copiémg
test results and medicine changes (Pat65, MS).

Pat65 is trying to explain to others with privacy concerns the necessitgrofgprivate

medical data in PLM. Similar to Pat63 and Pat64’s comments, Pat65 also emphastasei
connectedness through PLM, which is achieved through continuous practice of shtreng
community. Yet, Pat65 also draws attention to the increased connectedness amcarbealt
providers, not just among patients. Having a centralized record of her/his methcat da
result of constant monitoring of one’s condition in PLM will eventually help intgnsif
connectedness and seamless flow of information among her/his physicians andigisa(sea
more excerpts on this issue in the appendix).
4-  Giving a face to the disease

Patient dialogues mention another reason for their continuous desire to shaneviitei
health data: The patient endeavors to put a face to the disease, and increasevizhthliadd
public literacy about the disease in order to make the disease more liveakliley &f#ce to the

disease has different motivations:

I'm a very open person. MS is not a dirty seaettfie. It's a tiny part of who | am...l will not keéma
secret, and giving a face to MS makes it more paisand human to others (Pat66, MS).

The more | talk about living with HIV, the easiébecomes to actually live with it. An opportunity
share my story with others gives me a chance tav$hem the mistakes I've made and hopefully helps

them to avoid making them. It also gives me a chdaqut a face to the disease, humanizing it and
hopefully dispelling some ignorance and fear (Pak@Y).

Pat66 justifies the sharing of information about her/his disease in PLM eanes ho

humanize and personalize the disease. Pat67 also shares her/his medicalonferithat
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similar motives. That is, s/he is willing to share information to increaskcpiteracy about the

disease, diminish the fear associated with the disease, and make it more dseabdsult.

| really don't care who knows | have MS. In faotjabout everyone knows | have it. This way, tieey’

more educated about it...Maybe with more people bethgated about what this disease does, there might
be push for more funding. | even have this dispdaye myspace. | think it helps bring a face to the

disease. | have my profile displayed to the pudtid encourage people to look at and see exactly wha
someone with MS is going through (Pat68, MS).

Pat68, in her/his dialogue with those who are privacy concerned, explains the feasons
her/his private health information disclosure. Like others, s/he also wants tcapetta the
disease and increase both individual and public literacy about the disease. ¢tmaddithers,
s/he shares openly to advance research and funding for research, and to enahé&iempa
understanding of the disease (please see more of this discussion in the appendix).

5- Desire to seek confirmation from others

As previously mentioned, the patient in this community has a new role: S/he belbemes t
confirmer of one’s and others’ health status, and the physician’s expert knowlidigd.i
Social networking enables patients to mentor and learn from others, and make deloions a
their care by including others’ input, other than their physicians and caregh@rsnany
patients, seeking validation or becoming a confirmer of one’s and others’ headilians (e.g.,
diagnosis, prognosis, treatment) are the very reasons for their continuest imter@articipation

in the community.

Coming to PLM, | was actually looking for informati AND validation... and | FOUND IT. Perhaps it's
the REAL REASON | keep sharing MY EXPERIENCE, STREN, AND HOPE through my M.S.
REALITY... "WE MAY NOT HAVE IT ALL TOGETHER, BUT TOGETHER WE HAVE IT ALL" we
struggle silently -- JUST LIKE LIVING IN THE DARK &SES OF BOWING DOWN TO THE POWER
OF THE FIELD OF MEDICINE... the only problem beingTHEY'RE ALMOST AS LOST AS WE ARE
on this one! (Pat6, MS).

As Pat6 discusses in the MS forum whether one should share her/his private information

openly in PLM, s/he emphasizes that for her/him, seeking confirmation from athars
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alternative to physicians and healthcare providers is the reason for herdhiement and
continuous sharing. Seeking validation from alternative sources of knowledge is annitmporta
factor in sharing medical information, specifically in the cases of notdislyovered diseases,
which necessitate mutual collaboration of healthcare providers and patients.

6- Discovery of one’s ailment through sharing in PLM

Another important reason for continuous sharing of private health data is thatspatient
actually discover their ailments in this community with the help of others andeenga
collaborative diagnosis of their diseases:

When | first found PLM, | was wondering if | coufbssibly have MS. Patients who took the time tstpo
so very much information on their profiles were timees who probably helped me the most. This is a
VERY puzzling disease, it even confuses medicalgssionals! (Pat69, MS).

| just discovered that | am Bipolar II-- mostly ti to this wonderful website and its fantastic rbers.
| choose to see my disease as an opportunity o feare about myself and the human condition, sihee
alternative view "life sucks” is rather bleak (Pat5ood).

Both Pat69 and Pat59 explain the reason of their inclusion in PLM and sharing their
private health data as the possible discovery and diagnosis of their complegstivgitashe
help of PLM actors. Continuous sharing by others in the community and the extent t&f priva
health data revealed in patient profiles helps patients diagnose their slisgash also
influences these patients to continue to be a part of the community. From Ratfients, we
could also infer that sharing and learning with in the PLM community does not only helgpat
understand their diseases but also physicians, who benefit from such knowledge aedaxper
sharing and engage in collaborative diagnosis with their patients.
7- De-identified aggregated sharing

As previously mentioned, some patients in PLM still have individual privacy concerns
and are reluctant to give away their health information. How does PLM #&Hi¢kia important
concern, when sharing of private health information online has several risks? Mantspa
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PLM argue that they feel safe since their data is aggregated, whicitsréveam from being
tracked by others who would take advantage of their personal health data (see appemoliz f
excerpts). PLM lets others know up front that those who have confidentiality vgsars
sharing information with others should be cautious about revealing information. &timmrand
experiences patients share in the forum and patient profiles are turned intothasshdahis
aggregated data remains confidential in any use PLM makes of it. PLM doeparbim a way
that allows individual responses to be linked to information that could identify the actual

respondent.

Health records should be aggregated and sharegmoosly. The public is the largest ongoing health
study in history, only no one gets to see the dates pill A mix with pill B and suddenly cure an
unrelated condition? Maybe it's already happenimgrfore people if we only knew (Pat71, MS).

Pat71 points to the excessive practice of privacy in healthcare, which hindersrithg sha
and flow of health data and delays the research process. S/he discusses the ingiapemte
sharing of private health data and the resulting discovery of new treatmé&itsli However,
her/his comment also reflects the importance of data aggregation perforraeiibg an
anonymous way. Such anonymous and aggregated sharing may then alleviate patiaays’ pri
concerns and encourage continuous sharing for new discoveries and exploration into untapped

areas of diseases.

PLM does an incredible job of enabling people tmpare notes. Doing that while not compromising
personal privacy, because we really do discuss 848 private issues, is quite a balancing actisTh
an incredible resource (Pat62, MS).

Pat62 posts her/his comments on a forum thread in which community actors discuss
whether one should share her/his private health data in PLM. S/he points to the continuous and
mutual learning among community actors enabled by PLM surveillance t8at62 also draws

attention to the very private nature of sharing in the community and that througmensny
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aggregation, PLM protects patient privacy and encourages participation and slkaingsult.
Observations also reveal that PLM administrators constantly requesit gatiaboration on this
issue of privacy. They point to the need of the patient to balance disclosing pgristemdified
information against sharing the information that will allow others to find thergdb be a
"PatientLikeMe". As observed in these dialogues and the previous negotiatiomg patients
on sharing of private data, this balancing act (sharing versus privacy) isyefboth by
patients and PLM administrators.
8- From proprietorship to partnership in sharing

Observations also reveal that in PLM, dialogues and communications among community
actors and administrators encourage the transformation from proprietorshipneygiap in
disclosure and distribution of health data, which challenge the very definition of privaciol
over externalization of one’s personal information, whielongsto the person (Benn 1971;
Culnan 1993; Gavison 1980; Goodwin 1991). Patients and PLM administrators now advocate
the sharing of private health information as a human right, as was the casesioy, @nd
encourage more people to become a part of the community and continue sharinglieir he
data. As observed in the dynamics of patient participation in sharing in Plodlaeid so far,
patients exhibit increasing willingness to embrace the responsilatizaitisharing and getting
involved in organizing and distributing medical health data in collaboration with otakindere
actors.

In its endeavor to promote sharing as a right, PLM has become one of the coligborati
organizations responsible for writing the Declaration of Health Data Rigteanching
HealthDataRights.org in June 2009. Founders of PLM have testified before the Nationa

Committee for Health and Vital Statistics at the Gov 2.0 Summit. In thist@sy the founder
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of PLM calls attention to the concept of sharing as a right. Her/his comregetd that in
healthcare, patients expect that healthcare providers or other third paitrest sflare their
information without patient consent, since privacy is a fundamental human right, & rigbit
share’. This increased focus on not sharing unfortunately caused privacy to laecabs®lute
goal to achieve. Consequently in healthcare, due to overemphasis on practicing privacy,
dominant institutions in the healthcare market — with the belief that patiemstacompetent
enough to weigh the risks and benefits of sharing — took measures to protect privelsyed/hi
to ill intentioned privacy legislation. In this vein, PLM strives to declaagisy as a right and
directs the focus on sharing for the discovery of new medical knowledge togéthpatients
and other healthcare actors and support of the research system in healthcar&ewyligha

ensure with their openness and transparency philosophy.

A modern focus on privacy as a goal has moveditieetd the point that medicine is slowed, treatraeme
delayed, and patients die for failure to have vithay need when they need it. We have substitutd re
harm for mostly theoretical harm. We believe tha¢mness is much more powerful concept than priwacy
medicine, and one that gives patients the powtaki® control of their health... We need to work on
building a society where information is not usedligcriminate, but to assist, support and improve.
Restricting the flow of information will not advamsolving this problem (Fdrl, Founder).

As observed in PLM founder’s testimony, privacy as a legal and a philosophital goa
healthcare has led to discriminatory practices against patients, obstruttieaktime, real-
world research process and the development process of new treatments antbm&didar/his
comments also reveal that the practice of sharing and openness enabled anddblolydaté
could lead to increased patient license to manage her/his care. Such licersséhgairgh open
sharing and engaging in research in PLM then contributes to more sharing atedsdam of

medical information to the related parties in healthcare.

Thank you PLM for being there for us dealing witle devastation of the diseases on this site. As we
progress, our options decrease and doctors norevayd to take on the multiple risks in treating Qsir
options are not always presented to us thus comeeseed for a friend who understands and cares. The
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database on PLM is huge for me, | would be loshauit it. I've never felt used or anything takennfrone
out of context. Perhaps these hearings should a#nps what they think.....(Pat72, PD).

Pat72, after reading Fdrl’s testimony, comments on PLM’s declarationrofgsha a
right. Like Fdrl, her/his comments also point to gaps in the current healthcara,sykich
heavily practices privacy, discriminates against patients, and regtaittént access to health
information and data. Evidently, these gaps caused Pat72 to turn to PLM as an\ateouaite
of knowledge and support and get involved in sharing with others, with whom s/he could
empathize and develop a better understanding of her/his disease conditions. /Hence, s
supports the declaration of sharing as a right by PLM, and expresses the nseddemit

patient perspectives on sharing in healthcare in the privacy hearings bgté¢he s

Characterizing the right of individuals to shareitthealth information with whomever they choos@aas
"regulatory escape clause" is a bit disconcertiti§AA in fact made it a Federal law that individsidlave
the right to access their information and alwayevetd use of the information with patient consent.
Unfortunately few patients realize their rights ffrocess to obtain the information is not easythed
comprehensibility of the information is rarely patt friendly. We need to foster patient-driveniatives
to support improved patient care, and to enablematngagement, which may be our greatest key to
improved health care quality and services (Pat8@nsunity blog).

In a similar argument, Pat30 expresses her/his opinions on the declaration dftttee rig
share by PLM. S/he supports the right to share in PLM by comparing it to theorghtacy
practiced in the current healthcare system. Her/his comments revehkthght to share is
heavily criticized by the influentials in healthcare. However, Pat30 sitpae though HIPAA is
a state regulatory act to protect patient privacy, the very existence ARHi€&ually supports
the right to share. S/he calls attention to this unrealized potential of HIPA&tients, and
argues that these rights are disguised by the current healthcane gystiegh making health
data inaccessible and incomprehensible. Consequently, HIPAA is constructed totpeotec
patient right to privacy. We could infer from Pat30’s comments that patieve actd open

engagement in sharing and increased feelings of license in production and distribortexshaad
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data through PLM could lead to increased access to and smooth flow of this datadsy diver
healthcare actors and contribute to improved healthcare outcomes (see mats exciris
issue in the appendix).

9- Non-dominating discourses applied by PLM

Dialogues and interactions among diverse healthcare actors in PLM alabthewen
order to establish a culture of sharing and increase and maintain the desireuatatinels for
sharing private health information in the community, PLM blurs the boundaries ofaoand
consent through using non-dominating discourses and advocating cultural values€argessp
transparency, personalization, and (re)signification of diseases throudly gtibde, hope and
destigmatization).

a) OpennessAs mentioned in the above section on the advocacy of sharing as a right
by PLM, this community organization tries to establish this mindset among comraactatg
with a philosophy of openness. The organization strives to establish trust in therm@oyng
engaging in an open and productive dialogue with actors in the community, and bygenablin
patients, physicians, researchers and business partners (e.g., pharaiptedtidl down into
the data in the system, so they can see for themselves that the analysisegeofopatient data

is based on what really happened.

...Our personal info is not used in research. Thetiocave live in, symptoms, possible causes wilphel
scientists learn more about the disease so thattiefind the cause and therefore, get better snexdl
cures. | feel much more vulnerable out in the vealld sharing my concerns or being honest. Our
openness and vulnerability here, is what makessttedifferent and special (Pat81, MS).

Pat81 shares her/his perspectives on PLM’s openness philosophy and how it keeps
community actors sharing their knowledge and experiences with others.xfgvbgses her/his
comfort of sharing in PLM due to anonymous aggregated use of private health data. Her/his

comments also reveal that open sharing in PLM helps not only patients but alsoaneal
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providers and researchers to discover the unraveled causes of diseases, wiashltiii more
effective treatments. The feeling of safety that comes with openness aedi whlaerability
associated with life changing diseases in this community maintainshpdtticipation in the
community.

Observations in community forums also reveal that patients in PLM espedatiyede
open sharing of private health information as long as it (1) increases hiitg$sidisease
related information and drives treatment research, (2) improves patiemntiphyslations, (3)
enables both social and knowledge support among actors, and (4) stimulates patiaegt learni
about diseases in the diagnosis, prognosis, and treatment stages (see appewdecdrcerpts
on this issue).

b) Transparency. Transparency is considered a core value for PLM, which enables
community actors to feel comfortable with what the organization does/does ndahdbevi
private health data (how it is collected, aggregated and sold to pharmaceuticatber
business partners) and leads to increased sharing in the community. On the sitiecRirés
that the information they sell to their business partners includes patient outaeeresults,
treatment information, symptoms, and some forum posts. They sell data to pharrakscieutic
profit and also share data with some universities and other non-profit organizatioas for f
PLM does not rent or sell personally identifiable information such as email sdslrésth
dates, names, pictures, city (not state) without explicit consent or fortingrkarposes. They
anonymously aggregate all the information collected from patients and thdnssd#ta to
business partners. In addition, their agreements with these business péstherslude terms

of liability, that is, partners are liable if they try to identify patidrdased on data. If
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pharmaceuticals try to identify patient data, this action is considereal ilad faces stiff federal

penalties.

it's the use of the information that scares moltsfimo...I am the most paranoid internet useuado
saying that, PLM staff has been forthright andightiorward with how the information is used. | lea
issues with my medicine, how my disease acts, weagfe, etc is used anonymously to other research
folks, so the nameless info here is negligibiou folks at PLM have been very good at avoiding th
temptation to exploit the information availablettion it into quick profit...the way you all deal with
information is the main reason | put my informathmre instead of just leaving it blank and posting
guest or something (Pat73, MS).

Pat73’s involvement in sharing in the community is based on PLM’s openness about its
usage of data shared (e.g., how it is collected, aggregated and sold) in the commspitg De
privacy concerns, PLM’s transparent business model along with its de-ielénte of health
data for clinical research are important factors in maintaining héntroszement in sharing

her/his private health data in the community.

PLM's groundbreaking approach to health informattocommendable. It is up-front and "transparemt” i
its purpose and its goals. They do not requiretgqarovide/expose any private/personal informat@mn
become a part of the community. No one is coeraimgne, or misleading anyone...It's time we stand up
and take a little risk in the hope of making thisedter world for the generations to come. Hopgfuhose
participating at PLM will also be world-changingkitakers too - although semi-anonymously (Pat43,
MS).

Pat43 praises PLM’s transparency philosophy and its use of medical informaken.
Pat73, s/he also expresses the straightforward attitude of the organizatiplainieg in detail
its operations and partnerships with other businesses. In addition, Pat43 draws attéméion t
opt-in nature of the organization. That is, through its core values of openness anddnayspar
PLM blurs the boundaries between coercion and consent. The patient is not required ® disclos
personally identifiable information to become a part of the community or shénestdata in
the community. With privacy concerns comes the risk of sharing private he@thHtawever,
Pat43’'s comments reveal that although sharing semi-anonymously presents|pctiesitide

hope instilled in the community for the betterment of present and future humaadiaagsult
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of knowledge discovered in the community (please see more excerpts on transpatiea
appendix) encourages her/him to take this risk in sharing in PLM.

c) Personalization.Patients, administrators and other healthcare actors in PLM
emphasize personalization in healthcare and discuss the contribution of PLNbiwapeesi
medicine through sophisticated surveillance tools. Enabling patients to continuougtyrmoni
their own and others’ disease conditions and treatments, PLM intensifies simaring a
connectedness in healthcare, not only among patients and between patients arahphlysici

also among healthcare providers.

the way medicine functions nowadays, personaliratia bit difficult... The biggest payoff of
personalization would be the possibility of minateseffects and treating them in a personal wa.ané

a complex system: body, mental and spiritual. Hesystem nowadays are just worried about puttirig ou
medicines and stimulating consumerism to make psm#ent of them as if they were the only solutiamn f
such a complex problem due to its physical, pshogical, spiritual interaction. Most doctors arervied
about testing on us new and expensive pills tha¢ wet very well and deeply researched by labs/bryt
few help us seeing the problem in a holistic vig¥at's why this kind of community is important: wen
discuss, see, and track information about treatsremd therapies that are really functional andfbetp
each other (Pat74, Mood).

Pat74’s opinion of the current healthcare system is largely negative due tetdma’'sy
extreme focus on consumerism and its desire to maintain dominance over the conswher, whi
makes personalized medicine hard to practice. However, Pat74’s commealshavenabled
by platforms such as PLM, patients can constantly watch the progress ohthethars’
diseases and treatments, mutually learn from and mentor each other on ctipihg wisease.

As had been stated by other patients previously, such personalized medicine, dteunzture
centralized records of patient health data and the resulting holistic undergtahdatient
conditions may eventually smooth the transition of data flow among healthrosiggos and
reduce potential errors (e.g, misdiagnosis, inability to diagnose, misuse oessargase of

treatments or medications) in the process.
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d) (Re)signifying a Disease (e.g., quality of life, destigmatization, hop&L.M also
instills the culture of sharing in the community through (re)signifying thenmegaf life-
changing diseases for patients. For this purpose, the organization uses dicetssats

dl) Quality of life Quality of life and diminished concern for maximization of
biological lifespan is one of these discourses, which helps establish this cukbegiof) and
preserve the desire for sharing in the community. PLM administrators, fidifleigues with
community actors, strongly emphasize the purpose of selling data to business.p&dtiers
data is used to establish an understanding of the real-world medical value of products or
treatments used, and to accelerate the developments of new medications. Cogsdrpient
goal of PLM is to enable productive conversations and increased connectedness aarsag div

healthcare actors and take actions on patient care and quality of life.

Patients aren't qualified to self-report their bieatatus: Some people I've spoken to believetthtt only
lies in the opinion of a respected professionad, #uat self-report data is just a bunch of aneddota
evidence. Yet despite supposed leaps and boursdsdance-based medicine, it seems bodies like B F
are getting much more interested in quality-of-fifed other "fuzzier" measures. A drug doesn'thase to
have a biological effect, it has to help people tw that's not always something you can measttineaw
tendon hammer and an MRI (Sprt3, support).

Sprt3’'s comments reflect the increasing emphasis on quality of life isspatent care
rather than constant experimentation on patients with new drugs, tests andrtgat8tientific
modern medicine is considered an entity, which enforces regulations that govemticoave
medical therapy through evidence-based discourse (Avorn 2000). In scientBoes+based
medicine, the dominant focus is on expanding the biological lifespan based on expert opinions
and research results collected from randomized clinical trials. Therpadrent efforts to share
her/his data in PLM and engage in reporting of her/his health status déerydite in this

medicinal system. Yet, Sprt3 also calls attention to the increasing tntecgemlity of life
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measures by state institutions (FDA). Similarly, researchers in Bddvpat strong emphasis on
quality of life and care issues, as discussed in chapter four.

In the dialogues between patients and other actors in PLM, patients als® éxpires
concerns for quality of life and enhancement of lifestyles. Patients managmatkebased not
only on a medical enforcement of curing the disease and maximizing theiatifesit also on a
variety of factors that enhance their and others’ vitality and quality ofhiédr, knowledge about

diseases, and enable them to live with their diseases better:

For me, the key was learning how to maintain aityuaf life as the disease progressed. Within weafks
my diagnosis, | stumbled upon an online ALS commyucalled PLM. | have learned more about the real
world of ALS from this one site than all other do, experts, and researchers combined...For the first
time, | felt connected to the answer of how to hvi¢h ALS and not die of it...| know that PLM
researchers collect the data generated by alleafith's membership and sell it to companies datles
might produce drugs and other quality of life erdements.. Whether or not it ever leads to a medical
breakthrough, my life has benefited immeasuraldynfmy involvement in PLM. From my active
participation at PLM, | have always remained omp sthead of ALS. | may have a terrible disease but
PLM makes it much more tolerable. (Pat75, ALS).

Pat75 explains how her/his involvement in sharing and mutual learning about her/his
disease with others in PLM has provided her/him with the feeling of connecteddasside
her/him choose to focus on life rather than death. As patients with these hfgrahdiseases
become a part of PLM community, their focus on quality of life is reinforced_M/$°
aspiration to enhance the quality of life of patients through engaging thesesrch with other
healthcare actors and the resulting social production of medicine. Despaetttieaf ALS
patients are eventually doomed to death, Pat75 learns how to live and cope with thes disea
through her/his active involvement in sharing in PLM, which maintains her/hisshia the
community.

As the emphasis in patient care gears toward quality of life, it is also imptmrta

understand how this mindset is established in PLM and how it maintains the desire ip share
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the community. Observations reveal that PLM strives to maintain a lastimgngeend
continuity of patients’ lives and support continuous sharing and learning in the comnfemity
example, administrators become aware of the deceased patients through igthisryphbd know
and keep track of what is going on in the network. They then keep the deceased patient’s
information in her/his profile and make it available to all on the site as well the ¢HLM
Facebook page (e.g., exhibit deceased patients’ videos on how they had coped widadeg dis

for continuous learning.

HIV is still here. Sometimes it feels like the methias decided that HIV is a story that's been veshl
science found the cure, so roll the credits arid &t go home. But we need to shift our views and
understand that whilst we're no longer confrontgdnbages of people dying from HIV, the people liyin
with HIV still need our support. I'm grateful to BhtonBear for sharing his experiences with us and
helping me and others understand that the stoHi\éfis far from over (Sprt3, Support).

Sprt3’'s comments reflect the importance of maintaining continuity (in ternesuofihg
and support) in a patient’s life through sharing of stories and experiences aments pan
contrast to media constructed images of dying HIV patients and the ultesatation of HIV
through scientific evidence-based medicine, s/he points to the constant understadding
support of an ailment that could bring permanent change in a patient’s life.

d2) DestigmatizationDestigmatization of a disease is another discourse utilized by

PLM to promote a culture of sharing in the community:

Here | can share my treatment with others and hulydfear and learn from others. Perhaps PLM can
transform mental illness from a pariah status beathy, sympathetic and hey-this-is-just-real4ifatus in
our social fabric! Too optimistic? Nah. Justygars ago frontal lobotomy was a treatment of fiesort
for more than a few diagnoses. So here's hopirag7@ Mood).

In Pat76’s comments, we observe explicit hoping by the patient that PLM can put a hal
to the discrimination or despising of a mental iliness and resignify a miémtakito mean

acceptable, and common. In hoping to achieve this future outcome, patients continue to share
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with and mutually learn from each other, which will reconstruct an ailment’singean the

minds of many.

| tend to be put-off by militancy, because it tetmigolarize more than bring together and encourage
understanding... stigma and discrimination will notayeay overnight...there are some illnesses that carry
more stigma, others are considered "ok" by sociEtg. ones that have become "ok" have received more
federal funds, better treatment, are easier toadut, etc. while the others still remain heavily
stigmatized, have fewer treatments, and are moeptsunder the rug (Pat77, Mood).

| am all for promoting acceptance of Ml and remavitigma, but I'd prefer if it were accomplished by
portraying the idea that mental ilinesses areljiistany other medical illness (Pat78, Mood).

In discussing why patients choose sharing over privacy in PLM, Pat77 takes a more
collaborative rather than an anarchist path as a means to enhance the societahdimecs a
mental illness. For her/him, destigmatization of a disease will be achretiatei through
changing the mindset of society about mental ilinesses and eventuedigsesharing,
awareness, and enhanced understanding of these ailments. Similarly, &atri&<ent on
removing stigma and discrimination against mental illnesses shows thatrégstagion could
be achieved through reconstructing a more ‘normal’ized image of an abnormal disedse in
society (see more excerpts on quality of life in the appendix).

d3) Hope and Hope’ing’In PLM, new modalities of organizing lives performed are
not coded in ethos of ‘loss’. Patients with life changing diseases begin to recofesrs of
morbidity and mortality within a culture of hope, anticipation and expectation (B1®@8;
Novas 2001). How is this culture of hope established by PLM, and how does it maintain
continuous sharing in the community? For example, some patients express their dpations
PLM is truly "the lock stitch in the fabric of hope" (See appendix). This hope ehigils
anticipation that, in the future, with the body of knowledge generated through aggrega
private health information of several patients worldwide, the medical obsparcess would be

hastened and better treatments would be generated to cure life-changasgslisConstruction
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of hope by the actors of the community does not just include anticipation of or wishiotufer f
better health outcomes and human lives. Acknowledging patient license to produce and
distribute medical knowledge at all times, PLM enables patients to act on theifohtpe

future (e.g., find a cure for the disease) in the present moment (Rose 2007y aatjagle in
clinical research and the discovery of new treatments. Patients tracktheand others’
disease progression, analyze their diseases with physicians throughtpraitdoctor visit
sheets and mood charts, and compare what other treatments worked for othersrin simila
conditions, hoping that this type of knowledge and experience sharing will everteaallyp

discovery of new cures for ailing selves.

In PLM, i can share what i have experienced andhézy let the newly diagnosed know they can geehet
help them with their fears and let them know thély get through this. when i first came on in Octob..i
was so scared of what had happened to me.... wioend PLM, there were others like me... now that i
have gotten better from the overwhelming onseantto share what i have learned through each and
every step of this journey. This can be so frightg and overwhelming....it's nice to know we aoé n
alone... (Pat79, MS).

Pat79’s comments reveal that through mutual sharing and learning in PLM, s/he works a
dispelling the fear and uncertainty associated with the disease. Bygsharinis experiences
with newly diagnosed patients, s/he endeavors to bring hope to their lives through iheitmg t

to witness her/his journey of the disease.

PLM is so beneficial in looking for the tools topmwith the disease. People post research antifesal-
patient experiences of current trials and treatmetibpe is a major focus of PLM and | encouragernsth
to join. We are strong in numbers and we have eev(i#*at80, PLM Facebook).

Similarly, Pat80 emphasizes the importance of surveillance tools in PLM and how the
enable the patient to develop various strategies of coping with the disease, aéiroés act on
their hope with increased focus on research and sharing of real-world exgeri@uch acting
on a hope to discover cures for disease is considered by many skeptical influettialsnarket

as guerilla science, which will do more harm than good in the end. However,gatigoipate

138



that sharing and the subsequent research endeavors in this community may expejithese
of domination that promotes fear and contestation (Fillion 2005; Hardt and Negri 2000),svhich i
the hallmark of biopower to rule the multitude, and move towards regimes of collaboration tha
promotes hope and negotiation. Through these non-dominating regimes, PLM aims tie allevia
the likely fear and loss of ownership of private information associated wittefiretion of
privacy as well as mortality salience formerly stimulated by the stad other influentials in the
healthcare market (hide it or lose it, panoptic fear).
10- ‘Inclusion’ as a way of energizing the community in sharing

Patients in PLM discuss the diversity aspect of the community, and many dfitikdlem
the inclusive perspective of the community as an important factor that influeocgnued

sharing and learning in the community.

This forum is like Baskin-Robbins ice cream: Evergaepresents a different flavor. There are some th
are your favorites, some not, some good for yomesgou need more research on, some you like to
combine, some that are especially toxic for yomegou haven't met yet, etc...And all together weshav
created a great web site. Kind of like the squardlse quilt (Pat54, MS).

Pat54’s metaphorical comment on the difference and diversity found in PLM is a good
example of PLM’s inclusion strategy. For Pat54, PLM is a field of expatinggwith not only

a disease but also diverse modes of life.

| like PLM because of its diversity. You all make ithink, as long as | can do that | appreciatiévi.
found a lot of common ground in different peopleanwh only saw the differences and the separation at
times. | thank all of you for giving me the ability get a glimpse of understanding the complexiat t
being human and sharing this life together is (Pat8S).

Pat81 also explains her/his inclusion in this community due to its diverse nature, people
with different opinions and modes of life, which make her/him develop a holistic unatengta

of what others represent to her/him in their sharing and coping with the ailments.

| am able to be as open as | am because | trusidtimén to protect my info. | feel completely satdin
sharing all aspects of my iliness. I've never g PLM was a business oriented place. A business
usually gives you only one opinion but here we slaare all opinions and be accepted (Pat82, MS).
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From a similar but slightly different perspective, Pat82 feels the cooifbeing open
and continuing to share her/his private data in the community due to established Bubt toy
protect patient privacy. More importantly, Pat82’s trust is developed based on thedelef
different opinions and acceptance by others in this community. For this reason, Pa#82 arg
that rather than its business profile, PLM’s social and communal profilesciontiee forefront,
which leads to increased sharing.

Observations in the community forum also reveal that some patients perceivesPhd/ a
most accommodating site of any type they have found, since PLM considers ipatik it
various decision-making processes in the community. They argue that stific@en exists for
different opinions in the community despite the occasional fighting among patrents
controversial issues. In such occasions, patients link this concept of inclusion to émpathe
understanding or temporary detachment from the community through alternativefpaths
connection (e.g., private messaging). Patients feel that they arg asabent themselves, and
at times present too much of themselves with the comfort of being a part ofIR&tdad of
recoiling and striking or feeling wounded, patients encourage each other to reachbrdet to
learn from and mentor each other. It is the diversity that energizesmslatd interactions in
the community, without the need for resolution of conflicting positions but the need to accept
and empathize with difference (see more excerpts on this issue in the appendix)

11- Self and/through ‘Other’ modulation of sharing private information

Along with self-modulation, dynamics of the community culture also shape thet ext

and appropriateness of sharing and the type of the relationship between thsedesat! the

recipient of this shared private information. PLM enables community actors t@ lsayen the
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design and organization of sharing in the community, which is an important fact@otorage
sharing. In the following section, how community actors engage in this reorgamiabsharing
will be articulated.

a) (Re)scripting the sharing.The script of sharing in the community is constantly
negotiated by all actors in the community (see appendix for more excerpts @subis iAs
previously mentioned, patients actively engage in organization of shared inéaiination and
forum discussions, and create solutions for making sharing easier for actorgistdbors put
out new improvements and most of the changes in the design of the site come fresticug)g

(or problems) community actors provide.

We're working on redesigning the forum and addisggories and user tags to posts, which shoulduselp
all to better navigate through the mountains otgtsat are added each day. Can you be more specifi
about the areas you find "tedious"? The more sjpegifur feedback, the more we have to work with whe
we try to solve the problem (Admin2, Admin.).

In Admin2’s dialogue with patients, patients stress their discomfort withutinent
design of the forums, which tends to be chaotic and creates conflict amomgspadiéhey share
their data. Since such chaos hinders the process of sharing and interafcirogns, some
patients offer suggestions as a means to facilitate navigation in forums andeesiaioleth
learning and sharing process, which were considered as inputs for experimetttitigewliesign

of the site. In fact, as a means to encourage sharing, patients reorganaemhferum posts:

Most people started to use tags and/or mark tlustspaccordingly...the topics generally state theeisso
those that want to look or try to help "can" dothmse who might be offended or don't think they balp
tend to skip that particular thread. | don't wathieos to feel they can't discuss issues they médabimg
and need advice or help with (Pat83, MS).

Pat83 participates in a discussion thread where patients talk about the lack of
organization and the resulting feuds in the forum, which discourages patient pawhcavel

sharing of private health data. Pat83’s comments reveal that to fa@litdtencourage sharing,
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patients actively engage in rescripting of forum threads through taggingwreforum posts,

so others who want to help or be helped can easily navigate in the site and do not feel excluded.
You can clean up the forum in its current stateu 4t understand mental iliness and patients' néeds
the perspective of patients. You can identify répepics and reference it to a previous post, kekp
conversations constructive, and clarify questiamsyiaximal use to the community. If everyone deoes
little bit of that, it won't be any one person'spgensibility (Admin2, Admin.).

PLM administrator Admin2’s comments reveal that not only do patients desirévielyact
engage in reorganization of sharing, but also administrators strive to encoucaigecaactively
reorganize the script of sharing through instilling a sense of communal rds|watson.
Acknowledging patient license and expertise that could live up to this respaasiti]

Admin2 suggests that patients apply alternative ways of organizingglrvaforums to avoid
chaos among actors and foster increased sharing.

b) The philosophy of light touch moderation.PLM also enables community actors to
have a say in the organization of sharing private health data through light touclatioader
Administrators of the community let actors create their own norms of shainiowt their
own disputes, and decide on the extent and form of disclosing their health informatientsPati
in the community argue that compared to many other online communities where atarodera
might have to approve every post or delete things inexplicably, light moderatios in thi
community emphasizes that patients are the experts about their conditions, anstedorsdo
not delete posts unless they categorically violate the user agreegeeapfgendix for more
excerpts on this issue). This acknowledgement of patient license by thesticiars in
organization and design of sharing in the community is an important strategintaimiterest
in this community of sharing private health data. In the following section, timetemeets of this

light touch moderation philosophy will be discussed:

142



bl) Tolerance for DifferenceThe idea of light touch moderation first and foremost
reflects the need for reconciliation instead of resolution. Observations tiexesl cases of
conflict among actors, PLM administrators suggest the use of privategmgssactors could
send each other discreet private messages and let each other fix theiistalesrand continue
sharing their health data and experiences in the community. For the aditorssand the

founders, the solution lies in not resolution but acceptance of differences.
we can come to accept the differences in each etltleout needing PLM staff to police the site, #exill
be hiccups, that's to be expected with 3000 fokkehn different degrees of chronic illness and leach
person copes with the problems it comes with. Weatept that each of us is different and not take
anyone’s view or ability that they deal with MS tpersonally (Pat73, MS).

Similarly, patients also advocate the recognition of differences as ahaganizing
sharing and interactions in the community rather than PLM policing the commiaty3’s
comment above reflects this need to maintain tolerance towards different mdumsgbit tand
organization of lives through reconciliation when conflicts arise.

To live up to their own tenets, administrators and founders express to actors thas they a
not keen to ban people from the community (cases of those who are lurkers or those who start
feuds in forums), constantly moderate interactions or impose sullen handshake. &fts,pati
this mid-interventionist approach to monitoring actors in forums owes its suodes® it is
practiced by the administrators:

PLM's policy is standard. Policies can be changétl e flick of someone's mouse, so policy is always
more about how it is enforced than how it is writth's important that we feel safe to share intavgetails
of our lives with MS. It's a fine balance but | knit can be achieved (Pat18, MS).

in forums, lurkers are fine, arguments are bestlved by community rather than by an interventicsial
approach, and people blatantly selling things élldiscouraged (although genuine members aredree t
share their own experiences!) (Sprt3, Support).

Admins deserve COMBAT PAY when it starts to get EIRUP around here... because | KNOW how

much work goes in to BALANCING someone's FREEDOMsus the overall general atmosphere, etc...
and | have always found it to be well handled (P&t8).
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The above dialogue among PLM support staff (Sprt3), and two patients (Pat18 and Pat6),
reflects how PLM serves in the processes of community actors’ interaatidrgharing. The
way policies and codes of conduct are established and exercised is a balammmipaside of
PLM administrators as a means to share private health data comfortalsigfen@atform. This
is considered a hard to achieve task by Pat18 and Pat6. However, Pat6’'s comiaentseef
hard work by PLM administrators in applying the mid-interventionist, light toudhiesland
maintaining synergy in the community while striving to preserve communitysafteedom in
sharing. Sprt3’'s comments also reflect the cases when PLM has totigoleeiiond the light
side, when trolls or those who are intentionally involved in the community for the wrasgnse
(e.g., selling as well as preaching others to use certain products). Asiphew@ntioned, PLM
administrators encourage presentational forms of discourse among comacttwisywhen they
share their private health data, and consider the light touch moderation philosaphgass to
facilitate presentational sharing and interaction in the community.

Some patients in PLM also suggest that, at times, they feel that adrtonsss@rve as a
shield for those who are uncomfortable with improper posts, medical advice postic@hpeci
those that are promoting certain drugs or giving medical advice), whictoaveelcomed by the
actors of the community. Administrators and community actors continuously eegotias
light moderation and tolerance (allowing others to have different opinions), andistdators
are willing to police the forums only when actors cannot find a solution for disputes and
explicitly seek for help from the administrators. In their dialogues witbratommunity actors,
administrators specifically state that they are not keen to be put in thepaosdid peacekeeper

or policeman, and stress the need to collectively learn to have tolerance fentidiginions
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and reconcile when it is called for (e.g., private messaging option is considgred way to

reconcile when conflicts arise in forums).

PLM should not be a catch all for everyone's irdeanons to be cut loose to run wild and free regasdbf
other people's feelings just because for a fewrsggou got a "kick" out of being "bad" or whateVeget
pissy, too. | usually erase or edit comments | nthdel feel need to be. Or | just try and do batieghe
future, apologize to the person | may have offerul@dhtely, etc...in general we are trying our best to
make PLM a safe place to share information anéhtb"tommunity” common ground. with freedom
comes responsibility... shared, communal respditgibmot one voice acting as demi-god... (Pat840kl).

Pat84 acknowledges and respects PLM’s light touch moderation and its stanst aga
constant policing of the community. Despite requests from others for adntorigttarvention
in conversations and taking of actions when some patients create feuds in forums, Pat84
emphasizes that it is the actors’ communal responsibility to modifydheirattitudes and
behaviors to create a safe place for all to continue sharing (see mengtexn tolerance for
difference in the appendix).

b2) Self-censorship in and for sharindn the above section, Pat84 drew attention to
self-modification to reconcile differences as a communal responsibiiiyninistrators also call
attention to self-modulation when interacting and forming relations with oth#drsr than
constantly policing the community and enforcing etiquettes. Consequenthsovebslerve the
responsibilization of self-censorship or modulation of one’s actions by PLM adaiorst
This responsibilization is based on the belief by administrators that commcioity ean
develop an empathetic understanding towards each other and modulate their ownrattiens

than a separate moderator constantly interfering with their sharing wéisoth

Self-moderation by patients already seems to hgppsomething particularly contentious breaks ibut
might ignite passions for a day or two, but is thefhto drift down the pages until it burns outidh better,
rather than us stepping in as admins and saying isfien't acceptable, it's you the community that
decides, and where appropriate decides when togigefmake up following disputes. Personally | like
that a lot more than the old "now shake hands agpd/su're sorry" method our parents tried. We deela
forum code of conduct that is more inspirationalrtihules-based (Sprt3, Support).

145



Sprt3 talks about her/his observations of self-moderation in the community, and how
actors practice the act of responsibilization. Rather than taking discypdicton against those
who are rude, which could change the dynamic of the group in a way that is nat,desire
administrators prefer to instill in the actors a sense of responsibilizatisalfanodulation to
work things out whenever possible in the community. Hence, PLM facilitates divedss of
government through community (Rose 1999b), and through these non-dominating strategies
(Dean 1999, Rose 1999b). The act of government in this example does not represent d unilatera
or top-down process but what Rose (1999b, p. 174) calls “a double movement of autonomization
and responsibilization”, instilling a sense of collaboration between thesastdrthe
administrators in organizing sharing of private health data.

b3) Aspirational rather than commanding codes of conduEthe third tenet of light
touch moderation relates to the codes of conduct in this community of sharing. Obsenvati
dialogues and interactions between community actors and administratorshatveal t
administrators constantly stress that codes of interactions and conduct dreutotikes,
enforcing others certain ways of behaving towards each other or using suthosgulate
(inter)actions. The idea of light touch moderation is appreciated by seveealtpati the
community, who compare PLM to other overmoderated voice squelching sites (please s
excerpts from this dialogue in the appendix). In fact, patients, rather than stdodfrend
waiting for the administrators to take a course of action in cases of tanitideuds, are
increasingly willing to become a part of this moderation. For example, soreatpationitor
those who attack others in forums. If these tension creators have little to no trdornmaheir
profiles, patients suggest them to fill out their profile information so that tlosmation shared

with others in the community enables them to be recognized by the community.eBddyis
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light touch moderation philosophy, in extreme cases of violators of codes of conduct, PLM
policies are not taken very lightly by some actors. Nonetheless, othdrshhirthe rules,
whether they are invisible or unwritten, are needed to maintain order in the comamchéyoid

chaos as a means to facilitate continuous sharing and connectedness in the community.

It does NOT sound like censorship to me, it sodik@srules that are set about to make sure everyone
receives reliable information in a non-threatenimanner. If people are rude and harass othersalaye
going to do is make people leave the site and Wiemare you going to get your info from? (Pat85,)MS

Pat85 comments on a thread discussing whether PLM codes of conduct are a form of
censorship. S/he is one of the many others in the community, who thinks order is desired for
maintaining harmony and safety, so actors could engage in mutual sharing aimd lear
experience (please see more of this discussion by patients in the appendix).

Patients also discuss codes of conduct and compare PLM policies with those of other
online health communities. They argue that PLM’s moderate protectionism ierashettegy to
encourage sharing than those who adopt maximum protectionism. For example, otfergites
Plaintalk) limit patient access (e.g., new members) to the forums untihtéet/certain
requirements, such as meet and greet others, have a certain number of postings or h
continuous posting in a certain time frame, and prove one is not a lurker (pleaseesgts exc

from this thread in the appendix).

Sarcasm, degrading, lack of understanding of disglionstant policing, lack of admin educatiort. A

PLM NOT once have | been teased, or laughed dtaee the Spelling police post to correct me. | fedé
here. PLM Admins and owners are EDUCATED peopld, tauly care about this site. Other sites I've been
to.. NOPE. From my first post here | was welcomga¥eryone. | hope people stay. | need this place...
the grass isn't greener on other sites, ALL hag# thsues....It's just different.. If you are ot place

where they understand your disability watch out§BaMsS).

Pat86 expresses her/his opinions on PLM policies and codes of conduct in comparison to
other sites for health information sharing s/he has been to. Pat86’s main reasoiirionos

sharing in PLM is the feelings of comfort and safety provided through PLM’s mid-
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interventionist approach in moderation of sharing in forums and increased disFasg kind
understanding by others as a result of mutual learning and sharing in the comrBynity
emphasizing these aspects of PLM, s/he also tries to encourage those whizarefddiLM
policies to stay in the community. Aspirational codes of conduct in PLM provide community
actors with increased feelings of license by patients to get involved in reatjamiof sharing

in the community, which is also supported by PLM’s responsibilization strategy.

c) Strategies to deal with controversy in forumsfor the most part, conflicts and
feuds in forums are major concerns in PLM, which push away some patients and discourage
them from sharing their private health data in the community. In order to avoedf¢hels and
maintain actor participation and sharing in the community, patients also dewetogedi
strategies for self-modulation:

cl) Self through other realizatio@ne of these strategies patients develop to deal with
conflict in forums is the realization of one’s self through others, which helgnfstontinue to

be a part of the community:

| have a different approach to controversy, | useussions to realize that my emotions are stileadnd
working, that knowing | can feel happy, sad, angryjust not lonely with people who KNOW how | feel
and really understand is a positive for me. | aanlsever have left this site unfulfilled. knowitigat
someone will be here anytime is security for meng¥é say nothing (Pat87, MS).

In a discussion thread about how to deal with controversy in the MS forum, Pat87 follows
a strategy of self realization, which is triggered by dialogues anddtiters with others in the
community. Her/his comments also reveal that in PLM, s/he feels safe to hehtper
community due to constant and instant support from others, which does not require active
participation in discussions on her part. S/he is also enabled to reflect her/h@neroti
dialogues with others through using those who understand what s/he is going through or how

s/he is coping with the disease as a mirror to better assess her/hiff sead ading self.
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c2) Temporary detachment from the community to deal with coffbservations also
reveal that Mood community has the largest number of feuds and conflicts amasgwabich
some patients ironically attribute to their mental ailments. When feudatesicethe Mood
forum, community actors develop different strategies to detach themselves t@yfrora the
community and use this temporary privacy away from the community as a meapsaiov@r

their involvement in the community:

| left for a couple months because | was upset ftpan similar to what we just experienced. | reaut
because | missed the community, and | decidedglasafe place to learn how to deal with confaetger
and confrontation. I've been here since PLM wearie"lafter their testing. From what I've seen,gleo
will often need to take a break and return. Thalt'sSometimes we gain new insight, and need

time to process what we learned here. Sometimgastv@eed to go to the privacy of our own room
instead of living in the open community (Pat50, Mqgo

I've gone through phases where | didn't feel ligstimg and sometimes | find "lurking" more helpfim
over sensitive and need to slow down sometimddek| hurt or personally attacked it's like a namoller
coaster in my mind gaining momentum until it's thigge ordeal that it didn't need to be. Then Ithaygs
| regret later (Pat88, Mood).

Excerpts from Pat50 and Pat88 reveal that Pat50 temporarily detachegherselif
from the community due to the feud going on in the community, and is willing to have teynpora
privacy away from this public forum in the community. However, her/his decisi@umrto
the community and continue to be a part of it is based on the feelings of safety s/he had
experienced in this community, which serves as an opportunity to deal with canthetfiorum.
Pat88, on the other hand, chooses the option of lurking rather than posting or partiaipating i
order to modulate her/his reactions when conflicts arise in the community. Timenapive of
the community provides community actors with feelings of safety to shdrethiers and
continue to be part of the community. They are able to practice both privacy and shamugh
different strategies they develop, which in turn intensifies their desirarte back to the

community and continue sharing.
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c3) Private messaging as a temporary detachment to deal with coldliotentioned
in the above section, patients have the option of practicing both privacy and sharing in PLM.
When they want to have some privacy away from the community in order to deal withtéonflic
forums, they choose the option of private messaging to temporarily detach|tiesnfisen

forums. However, they stay connected through messaging others in a private manner

Thank god for PM on PLM for me that's the only rnealy to have the opportunity to develop stronger
individual relationships, trust, and sharing praktwithout 20 other people jumping in and hijackin
thread that is helpful to me and another. We caalty develop skills and relationships without grevacy
and progressive sharing of ideas and that eveptidliience how we present ourselves on the foruam..
least for me (Pat84, Mood).

Pat84 perceives private messaging option as a way to improve on her/foasedath
others in the community. S/he prefers private sharing with others ratheotisartgly
encountering attacks from others in public forums. In PLM, privacy is deemed intdorta
self-presentation in forums, since it enables the experimenting with and develkitisngp cope
with conflicts in forums.

c4) PLM: practice for real life, and practice a different lif@r some patients, their
involvement in PLM serves as an opportunity to grow and look at their illnesses cowslyucti
rather than just acknowledge the fact that they are ill. They have the oppodwsgy/this
community as a class room to recognize differences, learn to recoesiedifferences, and

modulate their own actions:

This is a community for people with mood disord&¥& don't have to be on our best behavior. Budrit ¢
be a place where members learn how to behave/ntedblkeir behavior, to better interact in societkisTis
a good place to practice...If I'm always the fixewya}s shoulder the responsibility to make everything
better, even to the point of destroying myselthet healthy kindness and concern, sainthood, or
pathology? If we merely continue those roles hersite instead of trying new ways, don't we corgiour
textbook mood disorder dysfunctional behavior? Wallin the same boat, and understand each other.
Seems like a good safe place for me to practicenfdo differently”. That's scary for me, but | ntato be
better than | am. That requires change....(Patdd).
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Pat50’s thoughts on her/his involvement in PLM reveal that s/he perceives PLM as a
platform to cope with interpersonal problems, accept differences, modulate benthéstions,
and get ready for the real world. Rather than feeling the pressure to perfaly soastructed
‘proper’ roles in the community, s/he is enabled to experiment different rolesait@both
what is proper and what is possible when sharing with others in PLM. Experirmentéti
different roles and modulation of one’s behaviors in the community also help commuaiity act

improve on their relations with others outside of the community.

Why and How of ‘NOT SHARING’ Private Health Information in PLM

The dynamics of ‘not sharing’ and ‘sharing’ in the community are not mutually
exclusive. Some of these dynamics specifically cause actors to peripaetath themselves
from the community and discontinue sharing their private health data. Theseepetgadtors
of ‘not sharing’ as well as the strategies developed by both adminis@atbgstients in the
community in order to prevent ‘not sharing’ in PLM are discussed in the followitigrsec
1- Cliquing away Inclusion

Observations reveal that the existence of cliques in the community restciins
(especially new actors) from sharing and patrticipating in the communitiiouglh some actors
still value the inclusive aspect of the community that accommodates diverse opimibm®des

of life, others shy away from the community.

MS forums seem to have more than their share gflpagho form cliques. Therapy cliques. Who has the
worst MS cliques. Oldtimers versus newcomers ckgli@&ave no idea how to improve on this either. It
keeps me lurking more than posting. Entirely toacmstress for me (Patl8, MS).

PLM has become way too 'white middle class Chrsaad ‘'mindlessly pro-American. Goals of PLM have
been subverted by those who are only looking tadbcast their limited views of the world and get
offended when diversity rears its ugly head. Thgads MS and how to live with it and not keepirgthe
'party lines' ...You've shut out most of the resthe world (Pat4, MS).
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As observed in the above excerpts, various cliques formed by community actors
discourage Patl8 to share her/his private health data in the forum and intdrathens in the
community. Pat4’s thoughts on the effects of cliques on sharing in the commursitydae to
those of Patl8. In contrast to Pat18, though, Pat4 takes a bitter stance by claintimey that
formation of class-like cliques in the community has damaged the concept oionand
diverted the ideal(s) of PLM so that actors feel discriminated againsistwhtinue sharing as a
result. On the other hand, some patients believe that the perception of cliquetbig poss

facade:

| don't think there are cliques in here so mucthase are some people who post way more than "g&é&ra
and thus tend to get more responses since evekymves them (due to the volume of their postings)...No
one here is intentionally alienating anyone elsinr't think, and as long as things are pointecyeutly

and in a respectful way, everyone gets along okaysorry you are feeling ignored. Is there aipatar

post somewhere you feel got missed or ignored BgPaood).

In a dialogue with a new patient, who feels ignored and is willing to detach detpple
from the community for this reason, Pat89 strives to maintain this new patientciontineunity
by drawing attention to some community actors’ more than average participatioh,leads to

the false perception of cliques in PLM.

For those that feel there is a clique at PLM, toits&ay off. | view them as a certain group negdin
something different from PLM. The definition of Bqguie at PLM to me is a group of people interacting
fill their needs. We do have the choice to skipread that makes us feel a little uneasy. Thera totof
off topic threads that are bothersome to some of @if topic threads do to some of us what knowéedg
threads do for some of you. They are helping soynsinis (Pat90, Mood).

Pat90, on the other hand, has a different definition of a clique in PLM. S/he comments

on a forum post by another patient, who is discouraged to post in the forum by others who
discuss off-topic (non-disease related) issues. Pat90’s comments revaatdlmbecome
involved in the community for different needs (e.g., support, information, acceptance, fun

seeking, chatting), which leads to the false perception of a clique; in teiamrcadf-topic clique
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that has little to do with sharing information about the disease. For Pat90, digérseds
creates cliques naturally in the community, which should not be alienating for ctitwes aut
should encourage navigation in the community to satisfy these needs.

Whether they are formed due to some actors’ frequent participation or invaolvientiee
community to fulfill diverse needs, cliques are a major concern for those whoonstdme a
part of the community and continue sharing in the community. Community actorsatrive t
prevent these cliques by recommending those who are discouraged by threexisiques to

get involved more in the community and participate frequently:

Those who feel strongly about cliques (which maynaly not exist) and get offended, also don't feel
welcome here or connected to anyone, hence problably read the boards with the frequency thatrsthe
do...the best way to get past the perception of ctigsi¢o just keep trying to find places to post and
contribute to the conversation whenever possilolmesare so active on the site that a lot more eetyti

to them, while others contribute a bit less andfeghunnoticed, since their posts are "skipped'ove
without comment while several people comment onesmma else above/below them that is more "popular”
or well known on the site (Pat89, Mood).

In her/his comment cited earlier, Pat89 had drawn attention to the perceptigues c

due to those actors who patrticipate and share more in forums, hence get recogrezsg mor

others than those who contribute less. Pat89’s above comments include her/his suggestions

those who are bothered by the existence of cliques in the community and do not padicipa
share with the rest of the community. Patients who are discouraged by cliqubsaogate
the site to find forum threads that would suit their interests and engage in idgkasag and
interaction with others in those threads, which will result in recognitiontlr®and eliminate
the false perception of cliques (see more excerpts on this issue in the appendix
2- Dealing with Trolls or ‘Poseurs’: Pay No Attention, Police, and Present

Trolls are also a major obstruction to sharing and engaging in dialogues withuodm

actors in PLM:
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We should be cautious. We are generally more vabierand have a lot of personal info on our prefile
that we wouldn't normally share. Our eagernes®lp dthers in pain can also make it easy for ugeto
sucked into a mind game. Beck's advice to ignospisious posters, IMHO, is the best way to dealh wit
this. Having said all that, | think that PLM is thlwsest we can get to having a safe place whereawde
open about ourselves (Pat91, Mood).

Pat91 points to the danger of trolls in the community when patients share the most
intimate details of their lives. Despite the feelings of safety and opesihesexperiences when
sharing in PLM, the very private health data shared in PLM is vulnerable to this dahigér, w
could alienate actors from the community. Hence, the strategy Pat91 atieptdealing with
trolls is simply ignoring them in order to maintain the desire to continue to bé af tae

community and share with others.

We have a few ways of preventing trolls. First, community members, who are a very switched-on
group. If anybody posts something suspicious ortveommercial we normally hear about it in a raatt
of minutes and are able to respond appropriatelgodly we have a clear emphasis on sharing wisat ha
been helpful, but we ask people not to try andymete others to change their regime; that is a effoic
them to make. Finally, by giving patients the taol$ook at each other’s outcomes, we encouragplpeo
to put their data where their mouth is. If “supptahx” has worked for them, we’d encourage them to
enter in their data so other people can see fongbéves (Sprt3, Support).

Sprt3 comments on a discussion thread concerning the risk of trolls in the community
posted by those who are discouraged to share in the community due to the existefise of tr
From her/his comments, one could infer that patients and PLM administrators take a
collaborative stance against trolls. Some actors in fact perform the écghen they detect
trolls, and immediately notify administrators to take the necessary cofaisgon. In addition,
administrators prevent trolls by encouraging patients to engage in pres®itiirms of sharing
and not preaching others or forcing them to try certain medications (seexvergt on dealing
with trolls in the appendix).

3- Unfit Connection
3a) Undiagnosed, Newly Diagnosed, and Less Progressive Stage Patients.

Observations in dialogues between patients and PLM administrators in theuttrémeal that
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administrators emphasize the fact that PLM is a site to help people dedhrg$yiwhether
officially diagnosed or not, and that that several people in the community have not been
diagnosed. Administrators encourage continuous sharing in the community by cgnstantl
emphasizing the objective of PLM: PLM is a site to learn, not just participdtstere.
Nonetheless, some patients still feel discriminated against due to teeiselstages. For
example, undiagnosed or less progressive health stage patients feel discomueated a

discouraged to share in the community:

I’'m new to MS, and don’t have any valuable inputaything intelligent to say regarding topics ie th
forum. Perhaps, these "people" are just curiousitadaisease process they don’t understand, pethaps
have a family with it and they are looking for maméo, or they are like me and are gathering infation
and offering support or guidance when they can9®BadS).

Pat92 is involved in the community only as a lurker due to her/his belief that her/his
contributions will not be considered valuable, since s/he is a newly diagnosed patigeforéhe
s/he does not see a fit with the other community actors in the forum and justifies leking
behavior as being only interested in receiving information and learning moretlabalitease.
As previously mentioned, PLM allows for ‘observation only’ and enables commubitssdo
participate only as a lurker during their learning stage in PLM. Obsamgatidorums also
reveal that in this learning process, other community actors come int@magdurage sharing
from these lurkers and have them reveal more information about their diseasestsrytbaitild

contribute to their learning process and support them.

there is no real room for ppms'ers here... severalbeesrhave shown me that PPMS'ers are not the same
therefore our opinions are unimportant. They walvé their sterile forum... we have been chased ouemad
to feel unimportant and unwanted by the generaseonsus of the board (Pat26, MS).

Similarly, Pat26 feels left out from the community and discriminated agaicstibe
her/his less progressive disease stage is perceived as unimpouémergy Such discrimination
discourages other actors to share their experiences in the community andheakéset that
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their contributions will not be valued due to their lack of expertise. However, tleeaésa

patients who do not feel such discrimination and that the site is for people witbrdifieeds:

PLM was more comforting to me them anything elsereHyou have people with varying degrees of MS.
when i was not dx yet, their help guided me. Thmysibly held my hand. Their words and guidance eam
with me to my doctor visits... This group isn't just frms! This site isn't just for ms!!! If it waken it

would be a medical site with just ms informatiors(mhealth) (Pat93, MS).

Thishop, I'm so glad you're staying. There are aayjust like you here...Dx process takes so long for
some. You may learn things here you can bringtar meuro's attention and might lead to your dwe |
enjoyed your posts. We all, dx and un-dx, need ettoér! (Pat5, MS).

Pat93 is a patient who does not feel left out or unfit due to her/his disease stages Her/hi
sharing experience with other PLM actors reveals that they help herdmgmode her/his disease
as a result of her/his continuous sharing with them. Equipped with the knowledge gained as a
result of sharing and mutual learning with others in PLM, Pat93 also makes herthisvikits
a productive encounter. Her/his comments also reveal that PLM is for pedphifieitent
needs, and s/he is able to fulfill these needs, whether it is information, knowledgenabaofi
or support need. Similarly, Pat5 comments on a patient, who was first reluctaytitotbie
community due to feeling disconnected because of her/his undiagnosed status. Frem Pat5’
comments, we could infer that both diagnosed and undiagnosed patients are welcomed to the
community, and their lurking behavior just to learn about the disease is accepted ®ynatner
community. Once again, other community actors encourage these patients todmavea as
much information about their diseases as possible as a means to engage in anoingldad

collaborative diagnosis with them in the community.

| sat here for a few days without posting justde shat it was like, but then | decided to plungesetf
into the deep end...Posting things on here has madenderstand everything about my condition a lot
more. | ask my ridiculous questions about my cood# here first, and then ask my psychologistat4®,
Mood ).

Similarly, Pat94’s comments reveal that the more patients participdiscussions and

share their private health data in forums, regardless of their disease stagaelteeir learning
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about the disease is enhanced, which eventually help patients make more inforsiedsleci
with doctors.

Some patients from the Mood community also discuss and compare the dynamics of the
Mood community with those of the MS community (please see the appendix for patiemtex
from this dialogue). Briefly, Mood community patients argue that there are etors and
more contribution from actors in MS. Many people in MS, although undiagnosed, still post in
forums and share their knowledge and experiences to learn more about their conditions. MS
community actors tend to be more open when sharing, and are also advocates of disease
awareness events. Undiagnosed patients are asked to complete profile irfersoant
understand their situation better and offer help. Consequently, the MS communitg is mor
learning and mentoring oriented (both for diagnosed and undiagnosed patients), more
participatory and more open compared to Mood community. Yet, community actors é@apect t
those who need help and understanding need to disclose more information about themselves,
hence contribute more in the forum discussion whether they see fit or not. Tdtem\sts to
encourage them to complete their profile information, reveal as much detaik#sgabout
their diseases, and participate more in forums so that they break the boundseesiafly
disease stage related cliques and obtain the benefits of increased ldm@ayeand improved
patient-physician relations outside of the community.

3b) Oldie-Newbie Distinction

Disease llliteracy of the newbi&ome patients also feel disconnected and discouraged to
share due to potentially realized oldie-newbie distinction in the community. Thesaaubis

distinction are diverse. For example, when newbies first join the comminatyfdel scared to
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make comments that could be perceived by oldies as stupid or unintelligent. Thiiyeiedé

in terms of their disease when they observe the discourses and interactionsiuarthe f

This site gave me the chance to open up in wayd tlever imagined. At first | was nervous aboustitg
and didn't want to look dumb because people wargusrms that | didn't know and probably should
know. They were patient with me and | learned saimuNever be afraid to ask questions. This is the
place to help find answers. Get involved in PLM #mel wonderful people here and all of the topieg th
are discussed (Pat95, MS).

Pat95’s story of how s/he was initially involved in PLM shows that the fear amaastig
associated with disease illiteracy hold back newbies from posting in the fandhsharing their
private health data. However, Pat95 suggests that newbies get involved in oliscass
contribute whenever possible in order to enhance their learning and coping withetieedi
Hence, once again, we observe that community actors emphasize the amounthftmntd
discussions and sharing in order to rise above this feeling of unfit connection duase dise
illiteracy.

| want to let each of you know how important dlljou are to us as oldies. We all had to learngdkjra
the dumb, stupid, irritating questions. We helpheather. Even the OLDIES don't have all the answers
I'm still learning daily from all of you, new anddo(Pat96, MS).

Pat96 comments on a forum post from a newly joined patient who feels illiterate about
her/his disease and thus, is reluctant to share in the forum due to the fear of laivggpers
making not intelligent enough contributions. As a suggestion, Pat96 draws attention the
continuous and mutual learning process for both newbies and oldies in the community and that
this process could be enhanced through increased sharing (See appendix for enpte @xc
oldie-newbie distinction issue).

Oldie Responsibilization to increase Newbie participatiés. observed in the above
comments, newbies are encouraged by oldies to continue posting and sharing. Oldies provid

several suggestions to increase newbie participation in the community:
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The only way to keep and grow our community isnoairage newcomers to post. But we don't want to
scare them away by blowing them off. Some poséilieritten rules': Please read the welcome thtleatd
explains the features of the site, Please put duontein your about me on your profile, Please sedne
forum to see if others have already commented o tapic, Please don't get scared off by the fgediha
private club, it is not private, we have all beéagthosed or believe we have a mental illness...It tra¢go
help to start some other threads that could be fnsesbme of the newbies. Like a please help meath

that we could try to keep on the first or secongepao that we don't have to continue answeringange

help me thread. | think this would be one way thatcould organize our forum...We shape the forum and
simple changes could make it easier for all ofousavigate. Also to not let posts to slip downhwiit a
response (Pat97, Mood).

Pat97’s suggestions to increase newbie participation reflect several newbeens and
ways to alleviate these concerns. In doing so, both oldie and newbie interaction and
collaboration will be maintained and the reorganization of the forum with the inclusion of
newbies will also make navigation easier for all actors. Pat97’s commeaity @rticulate how
this collaboration could take place by input from both newbies and oldies. Observateais re
that other oldies also come up with ideas such as delegating each other theb#isptmsi
welcome each newbie and drop them a note every now and then to make them feel #rat they
not forgotten and their participation is increasingly sought. In fact, those,aldiedecome
welcomers for newbies, state that such welcoming and remembrance nkeesewaies feel
comfortable sharing.

Patients are not the only ones who assign such responsibilities to each other, oldie and
newbie, to instill sharing in the community. PLM administrators also assigsoidiv
responsibilities to guide newbies in the community and increase participation:

the way forums operate is largely impacted by ydwave my personal preferences for how I'd like geo
to use the forum, but they are just preferenceanit make everyone fill out their profile or seatbe
forum before they post a triplicate thread, and'shakay. You, on the other hand, have a little enpower
to change the tenor of conversations on the foruidiscussions are not as data-driven as you'd ke
can kindly ask people to fill out their profilesefer new folks to the site search and other pltuegcan
get what they need...there are other ways to ussitétekeep your profile complete, PM with folks you
have relationships with or people who are usingttnents you are thinking about, or comment on aroth
member’s profile page...Mood community is openrtgame with or without a diagnosis. There is a point
for many people where they just have questionst teakeep an eye on their changes in mood, etcwand
welcome that (Admin2, Admin.).
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Referring to the community actors, Admin2 takes a constructive stancellevoration
with actors in designing and navigating the site and guiding newbies to maarghtontribute
to the community. We observe an explicit responsibilization of community actéwroy?2.
S/he considers patients, as participants of the community, more entitled to tttedgeamics
of the forum if it gets chaotic to the extent that it discourages partaipatd sharing from
others. Admin2 lays down alternative ways (e.g., private messaging, postirigtd pafiles,
complete profile information) to navigate the site to fulfill different neadd emphasizes that
PLM is open to anyone regardless of one’s disease stage or diagnosis condition.sthatorisi
empower actors to actively engage in encouraging participation and redesigrsngphef
sharing in the community. Responsibilization by both actors and the admangstsabne
strategy to deal with distinctions that cause community actors to feel untaitgaand unfit
when sharing in the community. Another suggestion comes from Pat84, who stresses the
tolerance for different degrees of commitment (e.g., oldie and newbie, podterier) in the

community in order to enhance sharing and participation by community actors:

isn't it possible for us, old and newer, to de¢mleommit to PLM in several different, consciousysa. we
can message lurkers personally in a forum threadreage to let them know that we're thinking ofnther
ask help from them...Forum is a way to see ourseha itlearly and produce better profiles through
sharing. If us "old timers" don't have a senséhefitnportance of this then there will be a lot tfiton...
(Pat84, Mood).

Pat84 suggests community actors (specifically oldies) that they need goirecthat
each actor has a different objective to become involved in PLM. S/he artidhkatgays this
tolerance can be acted upon (e.g., check up on lurkers or those who disappear fromntieje to t
and ask for their help whenever possible) and leads to increased sharing in thenitgmm

Being data oriented, Pat84 also promotes the perception of the forum as the mesmsnmie
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about one’s disease and reflect that knowledge gained from sharing with otheusns tor
patient profiles (see more excerpts on oldie responsibilization to increale pasticipation).
4- Patient and Administrator Censorship in Forums

4a) Patient bashing and bickering as a form of censorshipor some patients,
tensions and feuds created in forums are considered another form of censorshijd® @kelrs

who are willing to stay in the community and continue sharing:

If | saw this backbiting and bickering going onéevhen | joined back in July, | would have run astfas
| could away from here! That's censorship of anotiador. Bashing people and their beliefs untiltlage
afraid to participate is NOT what PLM is about.péople cannot act like adults and restrain thevesel
from insulting others, those posts should be locked at least offenders reprimanded and barieud the
site if the behavior continues (Pat98, MS).

Pat98’s comments reveal that bashing and bickering of others’ thoughts andiyeliefs
some patients is discouraging to those who are willing to participate in theurstyumin cases
where self-governing is not achieved and community disruptive behavior is not abandoned,
Pat98 advocates the application of suspension of community actors or thread clogiegs by
administration as a means to maintain a safe platform for sharing anddeamong actors.

4b) Administrator censorship of controversial thread topics Specifically in cases of
controversial topics (e.g., politics), community actors ask administratstsp in and take
action to prevent bashing and bickering among actors. PLM administrators’ acdioasmes
result in banning those who continue their disruptive behavior and discourage others from
sharing, even though their disruptive behavior is first recognized by admuorstifatough
private messaging behind the scenes. Although administrators are awalesing threads is
not the best solution, they explain their reasons for such decisions as theolinafatols and
resources in the organization and the light touch moderation philosophy that favonsi self a

communal governing. When it comes to banning actors, administrators also adoptiadter
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strategies in order to maintain sharing in the community. For example, tfedhezomplete
banning from the site, they deny actor access to the forum without closing their acmlint
maintain consistency in the application of codes of conduct to all community actase Ways
of censorship are not taken lightly by some actors who react to these decistonsdbgtely
removing their profile information, yet continue to be a part of the community fifeaedht

capacity (e.g., only post in forums) (see more excerpts from this dialogueappéedix).

Some are upset with Adminl about removing politpadts and | understand why they think of it as
censorship. We ask him to do this all the time tfowhen posts get ugly and no one yells

censorship. When we had "troll" problem awhile badknin had to step in because it was upsetting so
many members, what is the difference? (Pat82, MS).

Pat82 expresses her/his thoughts on censorship of political threads by admisistrator
From her/his comments, it could be inferred that administrators step in and takenduen
some actors police such tension creators and report them to the administratadger to or
alleviate negative reactions to administrator censorship and convince thosemadwe itheir
patient profiles to continue sharing, Pat82 draws attention to the consisteneireat both troll
and the bashing and bickering issues in forums by the administrators as aagmweaimgain

comfort and safety for sharing in the community.

nobody is saying you can't talk about these thifiggb other people have offered a forum for you to
continue your discussions. Or you can PM or enaiheother, or do a conference call on the issueerdl
are countless ways for you to continue enjoyingry®bating. you feel that their decision was asloyt
and exclusive. But | think a lot more people weuet by the fractious discussions than just the people
who you feel were very vocal about disliking posthere are many folks who post on PLM who are
affected both physically and emotionally by stafed antagonism. Admins had to look at a biggetupic
than the feelings of a few. | don't think it wasiatentional slight or choosing to please a fewthat
expense of others. It was simply the best solutiey could agree on in the interim, while they kvon
developing other more agreeable solutions (Pat43), M

For Pat43, solutions (or censorship in some patients’ opinion) are found by administrators
to these extreme cases by taking into consideration the feelings and inputsarhthenity at

large, hence should not discourage others from sharing. Pat43 perceives PLElyas a w
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navigation and encourage those patients, who disagree with these administratonsianisi
discontinue sharing, to find alternative ways to communicate with others and do théhiogy
Patient suggestions on exclusion strategie&lthough some patients strongly argue that
it is not PLM’s responsibility to make time outs when conflicts arise and atdanst behave
properly, others still desire to get involved in the supervision process throughgistate
developed with PLM administrators as a means to maintain interest angpanirin the

community:

Why can't it be the people who are closed downraridhe subject? Like a time out? They get a wagnin
and then a suspension? (Pat99, MS).

Pat99 suggests the exclusion of actors from the community through initial gzamdn
suspension, not the closing of threads, so others could still continue to post and share ideas on

that thread topic.

| don't want to see anyone permanently bannedecgsly someone who has given so much of herself.
Moderating a mood community can't be easy, buethaust be another way. How about a PLM penalty
box? Most people just need a little time to codl(Bat28, Mood).

Pat28’s take on exclusion is more moderate than that of Pat99. S/he suggests
administrators that they construct a penalty box for those who cause problems intohaves
a time out, which will allow those who committed greatly to the community not to hedexic

permanently from the community due to their wrongdoings in forums.

Light touch moderation is quite wise. It's the iemplkentation that is causing difficulties, and
implementation can change. Time limited suspensiould be appropriate as an intermediate level of
moderation. Letting people govern themselves wiineswhen it is the same 50 or less folks every. day
You start getting upwards of 100, hence too mamyasa& opinions to mesh well with no control system.
Filter coding can be written to either block pastataining foul language, or to simply blank oué thords
themselves. Gaia's censor coding allows individigals to determine how much "language" they want to
see, instead of restricting what may be postecedénm of speech meets the freedom to see only wigat o
wishes to see (Pat70, Mood).
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Pat70’s recommendations are more technical than communal in nature. S/he finds that
the application of light touch moderation creates problems at times, and seliiggve
expectations by administrators could get unreasonable with rising numbéorsf ac
Consequently, s/he offers a technical censoring system, which will not nateelkaining
people or closing threads.

Responsibilization and communal governing in sharingAs observed in the above
comments, several patients develop strategies both for themselves andtaatmisj and both
technical and personal as a means to alleviate tensions and create a supgst&iothat could
be beneficial to the community at large and maintain continuous sharing in the cayamuni
However, administrators still emphasize self and communal modulation and gowarning

relations in the process of sharing:

The time you have taken to make these suggestimvgssthe kind of ownership we love to see members
taking for their community. It's not our place @yswho is right and who is wrong. We often send &M’
when we see something major happening, but everyereshas to take responsibility for their wordd an
their actions, and work your conflicts out for yselives. It's your community and you have a lot of
experiences and insight to share (Admin2, Admin.).

Admin2 shares her/his ideas on what role administrators should play in the community i
moderating the forums. S/he perceives the above exclusion and moderation sugigestions
community actors as an increasing commitment to the community. Howeksowdedging
patient license in self and other modulation and drawing attention to the light touch tivadera
policy, s/he makes it explicit that community actors are first and fwserasponsible for

modulating their actions and behaviors in the community.

Management chooses to enforce the breach witthaHand and via PM. The individual chooses

to comply or leave. As a group, it is up to thenoaunity to decide what we expect and accept froch ea
other in our daily interaction. Maureen rarelypstén to note we're going beyond norms of decescy a
suggested in the Code of Conduct (Pat50, Mood).
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Pat50 also advocates communal moderation when communicating and sharing in the
forums. Aspirational codes of conduct exist to support this communal moderation andrgpver
of relations. Community actors report those who do not comply with the terms of codes of
conduct to the administrators, who initially take a proactive approach (privatagneg) to

these issues and take action on behalf of the community at large.
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CHAPTER VII

DISCUSSION

Rethinking Govern-mentality in Healthcare

New Forms of Govern-mentality through Social Media

Governing through the ‘Community’ and (Re)institutionalizing Surveillance in
Healthcare. The dynamics of new roles and relations among healthcare actors in PLM also
inform us about the transformations in the forms of govern-mentality in he&lthvith the
inclusion of diverse healthcare actors communing to organize sharing, ganeaat
distribution of private health data. In light of the ways business roles aridirelate
(re)organized in and through PLM, forms of govern-mentality, forms of hawsaatlate to each
other in the business order constructed by PLM, seem to be changing as well. daighis s
media platform, a dialogical approach to (re)organizing business relatiphagzes
asymmetrical and multilateral power relations and interactions.

As scholars discussed, contrary to the top-down approach of disciplinary power that
controls and shapes consumer actions, govern-mentality adopts a bottom-up approamksand w
from the bottom up through constituting consumers as ‘free’ subjects (Rose 1999a, Alick et
2008). In other words, govern-mentality refers to the mechanisms that shape thé abnduc
consumers without crushing their autonomous personas (Miller and Rose 2008). In these
perspectives, governing of relations in co-creation yields a form of éqpboi and wielding of

power over consumers through enabling consumer freedom (Zwick et al. 2008) in se¢hedh of
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agency and realization of their liberatory potentials. From this vantage point,htuoug

creation, fostered by technological advances, organizations aim to look for yewfwa

engaging consumers in production processes through controlling consumer productive
capabilities and exploiting their voluntary, cultural, social, enjoyed andureeaged) labor
(Dyer-Witheford 1999, Terranova 2000, Zwick et al. 2008). Hence, in these perspectives, the
consumer is constituted as ‘free’ to be exploited.

The limitations of these perspectives are that they fall short on providingseicholi
understanding of the (re)constituted consumer and producer roles. That is, the qokbbans
consumers think of the ways they govern and are governed (Dean 1999) in co-crightotges
market actors in communities and what participating in co-creation wouldyexeezn to the
consumer (social and cultural dynamics of co-creation) are left unambkindheese perspectives.
In addition, these frameworks articulate the processes of production in matenis| and
establish govern-mentality as a one-way process: Either governtogsdimers by marketers in
the production process, or self-government by consumers in the form of sovereignty and
resistance. This one-way process of govern-mentality yields the atostibf the consumer as
“a docile and managed form of consumer life desired by capital” and ttketaaran intact
hegemonic entity (Zwick et al. 2008, p. 32) and the sole locus of legitimation (Firahafakia
1998), despite the enabling of autonomous consumer creativity. Furthermore, asdaisbievi
Zwick et al.’s (2008) theorization of co-creation as a new form of governatitgnthese
perspectives continue the objectified treatment of consumers, similargo &ad Lusch’s
service dominant logic of marketing, in which consumers continue to remain subatdmate
corporation interests despite the increasing emphasis on consumer subj@teivipza and

Venkatesh 2006). Nonetheless, providing subjective accounts of both consumers and marketers
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concerning their participation and partnership in co-creation (Arnould and PricePefe8pza
and Gilly 1999) is equally important and vital to provide a holistic understanding of cerrsum
marketer relations and unravel the dynamics of community developments inanketing
systems (Pefialoza and Venkatesh 2006).

Consumers of the contemporary networked society increasingly desireteodivease,
meaningful and present life experiences and actively engage in design and producéssestoc
which coincide with the shift from the Fordist and Taylorist approaches of produczipita(-
intensive, tangible commaodities) to post-Fordist era (production of knowledgesiirde
intangible value such as business intelligence, brands, community) (Arvidsson 20fiGridia
Negri 2004). In effect, increasing desire of consumers to turn their setrabrking and
participatory activities into a business phenomenon together with organizatiosgowern-
mentality into a shared field of practice that involves multidirectional andlewdltirelations.
Organizations and consumers find new and alternative ways of engagioglucipon
processes, in which they form communities of sharing with the inclusion of divéose iacthe
market. The community intervention to organizing business relations through PLKigsiig
in that the community comes to serve as a new territory for and a means mwiiggpvelations
among diverse actors and institutionalizing new allegiances and respoasdnkz(self and
communal) (Miller and Rose 2008). As Miller and Rose (2008, p. 93) put forth, “government
through community, even when it works upon pre-existing bonds of allegiance, transforms them
invests them with new values, affiliates them to new expertise, and reconfigjatess of
inclusion and exclusion (responsibilization and autonomization)”. In the process of these
correspondences or communications among actors, participants and the commumity com

make decisions (e.g., decision to disclose private health information), takesaatid arrive at
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agreements regarding what or how they think about matters of interest to thamomnihese
actions and (dis)agreements emerge from mutual, non-linear, and multi-wayrsiescand
negotiations in the processes of decisions to share private health informatioryandrea
community, and discursively constituted subject positions. That is, subjects arelit@zhabt
only as free but also as responsible (self and communal) and licensed.

In the world of social networking and user-generated content through social media,
unidirectional provisioning and overly deterministic actions of marketers sebewtaning, and
the focus on consumer-marketer relations seems to be changing towards th€eswai2i005).
Consequently, reflecting the multifaceted and multilevel nature of organ@egand
governing relations among market actors calls for the theorization ofrgmaartality in
discursive (Miller and Rose 2008), productive (collaborative), and communal temasndsi of
this research reveal that PLM, as a new form of biosocial community, invadves
interventions, forms and practices of govern-mentality among healthatars,avhich | term as
meridian govern-mentalitylnspired by Cova’s (2005) thinking of marketing systems in
meridian frameworks, | draw attention to the co-production of medicine as aickélagd a
social process through PLM in the healthcare market. Consequently, in meridiam gover
mentality:

* Meso level institution(alization)s also become the locus of legitimation imiargg the
sharing , production, distribution of medical knowledge and experience.

» Patient as free: Freedom for the patient to opt-in and out of the system

» Patient as licensed: License gained through increased disease hiedatyitual

surveillance puts patients on equal footing with physicians.
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Act of governing is a multilateral process involving diverse healthcapesa®atient as

responsible:

Both PLM community actors and administrators utilize self and other/communal
governing strategies. (Self and communal responsibilization as forms ohoayer
relations). The act of government does not represent a unilateral or top-dowssproce
but a process that involves “a double movement of autonomization and
responsibilization” (Rose 1999b, p. 174), instilling a sense of collaboration between
community actors and administrators in organizing sharing of private hetdth da
increasing patient willingness to embrace the responsibilization of sharing,
generating, organizing and distributing medical knowledge in collaboration with
other healthcare actors

PLM uses communal responsibilization strategy to involve actors by acknovgedgin
patient expertise in reorganization and redesigning of sharing on the site.

Multilevel Connectedness among Healthcare Actors: Forms of governitignmelan

this community indicate that the act of government is not a unilateral afiair (

2002; Rose 1999b) (Patient-Physician-State-Pharma)

As discussed earlier, PLM enables different levels of connectedness in thespsoak
sharing private health information among healthcare actors and the rediffengnt levels of
governing relations. Observations of legitimation processes of sharing &@altigcare actors
reveal intriguing results pertaining to how actors come to terms withgngcsharing versus
privacy and continue to engage in sharing in this community. Forms of sharing in the
community that encourage sharing have been discussed earlier. Some of the key forms

sharing include centralized sharing for decentralized decision making, utegdatharing (non-
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ad presentation of the community), real-time and anytime sharing (jpaiito versus
temporary detachment yet not complete detachment), formal and informal shadngaterial
and immaterial sharing. All of these different forms of sharing sheddigfit) how healthcare
actors relate to each other and maintain their participation in PLM, (2) how tesgimrgles
that occur organize relations and interactions in these processes of sharielgtangito each
other, and (3) how production and distribution of medical knowledge and experience in
healthcare is organized with the inclusion of PLM in this process.

Meso level legitimation processes of sharing private health data andkatiense
organized around them in PLM involve differing levels of intervention among health¢arge. ac
In a patient-to-patient negotiation, we observe that patients allevidi@tmser’'s privacy
concerns through giving each other technical suggestions or other alternedive tm protect
their privacy when sharing and participating in the community. The opt-in nattive of
community also creates a platform where actors gain the ability to naaigatey different
orders, rather than completely detach themselves from the order crettteccbynmunity. For
example, instead of completely detaching themselves from the systers, s @rivate
messaging options or become only observers in the community in order to maintgonivvhaely
temporarily. Private messaging serves as an alternative option for thosmmtinue their
participation in the community, yet in a private manner, which also help them ingndieir
self-presentation skills.

The most important contribution of PLM to healthcare dynamics is the intensified
connectedness of healthcare actors and the resulting mobility and flow bfdegalthrough this
community platform. Constant real-time surveillance of and by actors in Ritddgh tracking

tools leads to increased disease literacy and support (social, informatmp#bnal) and
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connectedness among healthcare actors both in the community and outside of the gommunit
Patient ability to create a centralized record of her/his health datmateases connectedness
among healthcare providers with increased mobility and flow of health dataarétesg and
communing aspects of PLM factor in to increase sharing by actors in the camralamg with
giving a face to diseases through increasing individual and public literacyrgradhestic
understanding and humanizing of diseases.

Increased connectedness among healthcare actors in and through PLM, and the
acknowledgment of patient license in these connections by community actiets, PL
administrators, and healthcare actors outside of the community, influencentimeicdy of
governing relations in the healthcare market. By enabling intra, inter anccooterunal
sharing and learning, PLM increases patient connectedness to other pairkhisde, their
families and caregivers, and their physicians both inside and outside of the coynriMultiple
ways of learning in the community help patient improve on self-presentation aasgedigeracy,
and as a result, influence the governing of relations both inside the communityn¢eegased
empathy and tolerance in patient-to-patient connectedness, and increbaedsaiess of one’s
health condition through constant monitoring) and outside of the community (inteqpretatl
presentation of what is learned in the community through surveillance tools to otres par
outside of the community). In patient-to-patient interactions and sharingntpaubtivations to
share also include the need for confirmation from those who have similar conditeoms as
alternative to physicians, to confirm others’ health status, and to discongrsalves with the
knowledge shared and gained in PLM.

In patient-to-physician connectedness, increased disease literaaynamded

understanding of the disease by patients and physicians in the community alsoertthagnc

172



outside community relations. Physicians/researchers can trackspati#nts and improve on
their treatment methods. Patients can better present their conditions togpisyaid engage in
proactive dialogues with their physicians. The meeting of patient and @mysitian equal
footing brings about multi-way governing of relations in favor of negotiation atebooation
rather than contestation or emancipation/detachment. Patients, equipped withenegcal
and experiential knowledge about their diseases, increasingly demand ealafany type of
claim made or information presented by other patients and physicians in the comiimity
alternative sources of knowledge and scientific evidence. In addition, reseadtitied in the
community serves as a form of validation and a useful check for traditional Idiiratsa
Connectedness between patient, PLM, and physician/researcher is supportedioesye glarties.
Patients and physicians can employ a more personalized medicine throughtomasitoring
of disease progression and the resulting centralized records, which alsassarfiggm of
validation and analysis in physician-patient encounter outside of the commumagdition,
physicians, researchers and pharmaceutical firms can recruit pdteentthe community for
their own research. Hence, patients are enabled to have increased aca@salttrials both in
the community and outside of the community, which also intensifies patient-plearicat
connectedness.

State intervention in PLM is somewhat different. The state cannot interfbréwei
practice of sharing private health data, and cannot take regulatory agtimidct patient
privacy, since PLM is not a healthcare provider but an opt-in service. Dynamigeohing
relations between patients and the state also reflect the acknowledgepetigruflicense
gained through social networking. Patients can directly report drug sidesétid=DA, which

also serves as a form of validation for the state and influences statentierwe healthcare
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market regulation (improved state supervision of the pharmaceutical to elisurtstersion and
exploitation by pharmaceuticals)

PLM intervention in the processes of sharing and connecting in the community and the
resulting discursively constituted subject positions take multiple forhshé¢ freedom to opt-in
and out of the system, (2) the license gained as a result of increased learnirsgasel lderacy,
which put patients on an equal footing with physicians, and (3) self and communal
responsibilizatioff as forms of governing relations. For example, PLM enables a platform for
de-identified and aggregated sharing in order to create a safe environmen¢ @nshprevent
self-interested parties from tracking and exploiting patient dataddition, PLM strives to
establish sharing as a right versus privacy (a right not to share) for the dysocbrmew medical
knowledge. Patients exhibit increasing willingness to embrace the resppasdil of sharing
and getting involved in creating, organizing and distributing medical knowledge ibaaiieon
with other healthcare actors, which will accelerate the medical rbésgarcess and discovery of
new treatments. Discrimination and delayed research process as a neadtioés of privacy
in healthcare, and the disguised practices of state institutions (e.g., patiemtateness of
her/his inherent rights in data sharing) to protect patient right to privagytsdee some of the
causes of patient turn to alternative sources of knowledge and support.

Continuous sharing and distribution of medical health data by patients is enabled through
non-dominating discourses utilized by PLM. The values of openness and transpareray adopt
by the organization help establish a sense of trust among actors, enable, pliatots and

researchers to drill down into the data in the system and see how the analy$msnsepdbased

22 As Shamir(2008, p. 4 and 8) puts forth, the practitresponsibilization is considered “an enabpraxis and a
practical master-key of governance that operatesalevels: (1) at the level of individual actpreconfiguring
roles and identities so as to mobilize designattdrs actively to undertake and perform self-goiregriasks, and
(2) at the institutional level addressing assoorej organizations and other potential sourcesithioaity that
comprise the terrain of governance.
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on real-world data. Specifically, for the actors of the community, the use cfalizteted
matters the most and influences their decisions to share their private h&altindaddition to
PLM efforts to stimulate open dialogue and sharing, patients also advocate sperordsr to
increase accessibility to disease related information, drive treatessarch, improve patient-
physician relations, receive both social and knowledge support, and stimulate patrenglef
diseases in diagnosis, prognosis, and treatment stages. PLM’s transparenirabdsipess
model (e.g., how it uses data, who are the business partners, how profit is made) asd busine
partnerships with pharmaceuticals and other healthcare providers based aabgigaklso
establish a sense of trust in sharing and connecting in the community. Moreover, PLM
emphasizes personalized medicine through its inclusion in the healthcare witstem
sophisticated surveillance tools. These tools enable patients to continuously @ashiextch
their own and others’ disease conditions and treatments, hence intensify sharing and
connectedness in healthcare, not only among patients and between patients arahphlysici
also among healthcare providers (transition of data flow among healthcare ravides
flawed when patients have a centralized record of their conditions and redutesdiamnd
treatment errors). PLM also aims to establish a culture of sharing in tmeuroity through
reconstructing the meaning of diseases for patients (discourses utilihegiprocess include
guality of life, destigmatization of diseases, and hope). For example, pasesttdeshare is
enhanced through discourses such as quality of life, that is, increased emphesising to
live with diseases, and lessened concern for maximization of biological hfe3pe& end goal
PLM emphasizes in efforts to accelerate medical research procesyalumbaent of new
treatments is to enable productive conversations and actions on patient care and difiality of

To achieve this goal, PLM provides a lasting meaning for patients’ diseaseagt@anabling the
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continuous sharing of stories and experiences among patients. Actors in the comataanity
emphasize increased and open sharing of private health data and enhanced amitBleout
diseases, which will eventually lead to destigmatization of a disedse@eased patient quality
of life and care. The concept of hope is another focus in PLM’s efforts to rggigmifneaning
of diseases for patients and legitimize sharing of private health data.aHdp®pe‘ing’, that is,
anticipation and acting on that anticipation (Rose 2007) are the main tenets of hopeuliase
in PLM. Surveillance tools in PLM enable actors to develop various strategiepinfy with

and learning about the disease. Hence, patients act on their hope with increased focus on
research and mutual sharing of real-world experiences to dispel the fear arndintyc
associated with the disease. In these efforts to enable patients to act bagaeRLM
alleviates the likely fear of loss of ownership of private data through provildergative
modalities of organizing their lives. The desire to share is created angimedgthrough a shift
in focus from the loss of life and the loss of privacy as a result of sharindgvrid’&thos of
hope that brings lasting meaning and continuity in people’s lives.

Community actors’ engagement in sharing is also maintained through involving them in
self and/through other modulation of sharing private health data. In doing so, Pivksec
input from diverse actors for reorganization and redesign of sharing in ordeititatéasharing
and navigation in the forums. In this process of reorganization and redesigningrod sinatie
site, PLM uses communal responsibilization strategy to involve actors by sngdkat patient
expertise is able to achieve this redesigning of sharing, so others who want toldeehetred
can easily navigate in the site and do not feel excluded.

Similar communal responsibilization also applies to governing of relatioosgam

community actors when sharing and interacting in the community. Emphasizeg pat
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expertise about her/his disease conditions, PLM adopts a mid-interventionisichgproa
governing of relations and advocates reconciliation and empathizing witredifée rather than
resolution of conflicting views. Hence, the premise of light touch moderation isdbgnition
of differences. In a similar vein, patients advocate tolerance for difeegenan act of
organizing sharing and interactions in the community, rather than PLM policicgrimaunity.
Patients think it is the members’ communal responsibility to perform self icettechh as a
means to reconcile differences and create a safe place to continug.siarough this mid-
interventionist approach, a balance between freedom of speech and synergy derivedM’s
inclusion strategy (diverse opinions and modes of life are accommodated in sisaring)
maintained. Consequently, the act of governing of relations presents itsetfldslateral
process involving both community actors and the administrators (Rose 1999b) throagiu self
other/communal governing strategies.

Patients increasingly desire to police actions and take part in moderationro§f@nd
create aspirational etiquettes and boundaries on data sharing (to prevenhgraadigiving
superficial medical advice) together with the administrators. In facttaetef trolls and other
preachers is performed by patients, who then alert the administrators &ztiake Such an act
is supported by the administrators, who are reluctant to constantly intervenerimgeractions
in the community. Staying loyal to PLM'’s inclusion strategy, patients a¢sdecalternative
suggestions to temporarily exclude those who use bashing and bickering as a fensooflap
or are not good at practicing self-governing. Hence, patients activelywgetad in maintaining
order in the community as a means to facilitate and encourage sharing. Bspeftallms,
where interactions occur among diverse actors, patients implement varitegiesrégo deal with

conflict in forums. Similarly, community actors are assigned responsibyiiLM to
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encourage sharing and facilitating navigation of diverse orders in the comnuurtligge who
are reluctant to share in forums due to cliques and trolls and unfit connection asaf result
distinctions based on disease or diagnosis stages (newbie, oldie, newly diagnosed, less
progressive stage, literacy or expertise level). Administrators gtientsentitlement to
reorganize and change the dynamics of forums, if it gets chaotic to tiné theteit discourages
sharing. They also encourage presentational forms of discourses andianerm@tiong actors
in cases of trolls. Responsibilization strategy is utilized both by adnaitoist and community
actors themselves. Experienced actors suggest each other ways to imeneastor
participation and show tolerance towards different degrees of commitment. Cantlseque
actions and (dis)agreement emerge from multi-way negotiations incluglfrapnd communal
governing strategies.

(Re)institutionalizing ‘Surveillance’ through sharing: Biosocial Suveillance. The
dominance of the top-down approach in healthcare has led to the construction of patient-
physician relations in a one-way surveillance in favor of the rationalcalegize, the physician.
Technological and cultural transformations have moderated this top-dowarrelhile
empowering the patient to have control over her/his management of health. The rise of the
mutual moderate relations between healthcare actors mainly involves mererigss power
exerted by influentials in the healthcare market on patients (accapthegsed patient license).
The use of social networking in healthcare presents the potentials thatspatiether
performers of the healthcare market engagautual surveillancef their diseases. Patients and
other healthcare actors engagéimsocial surveillancenabled by PLM, which is a systematic,

social, and real-time process that involves constant monitoring, collection, anatygiegation,
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and dissemination of shared private health information and the resulting discovesgicdim

knowledge through communities of patients, doctors, researchers, pharmacendithéslke.

Biosocial surveillance is considered an application of biosociality (Rabli®®) to
consumer-marketer surveillance. That is, not only state institétibnsalso other institutional
forces in the market are involved in mutual surveillance, and begin to have a say aythe w
privacy is negotiated, private health information is shared, and clinicalcessaonducted.
Biosocial surveillance also emphasizes simultaneous, multilevel (ppaigant, patient-
physician/researcher, patient-state, patient-pharmaceutichteal-time gazing among market
actors through mediation of a community (as evident in PLM). Thereforeyihatde
categorized as either marketers gazing consumers (Foucauldian parfdptiemucault 1977) or
consumers wanting to be gazed at by marketers (obverse panttisoazinets et al. 2004b).
Consequently, surveillance is institutionalized by a ‘community’ of diversiéhlcage actors,
and discourses among community actors influence the decisions to sharehaaltte

information and sustain their interest in the community.

3 Governmental efforts to create a systematic antiramwus process that involves active data collectio
aggregation, analysis, and interpretation of dseakted data (that could serve as threat to humaalth) to
achieve early warning, detection, and situatiomadraness is referred to as biosurveillance, whizhd:be
considered a derivative of biopower. Homeland SgcBresidential Directive charges the Secretariiedlth and
Human Services to "establish a national biosuraedleé system for human health, with internationaheetivity
where appropriate, that is predicated on Statégmafj and community-level capabilities and create®tworked
system to allow for two-way information flow betweand among Federal, State, and local public heaitiorities
and clinical health care providers" (HSPD-21, peaph 21, 2008).

24 Foucauldian panopticon here refers to an opeedssciplinary entity that leads to the intermation of
supervision and the resulting self-regulatory bérayFoucault 1977).

% Kozinets et al. (2004b) coin this term to refectmsumer exhibitionist and narcissistic desirdset@azed at by
the marketer.
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CHAPTER VI

CHANGING DYNAMICS OF THE HEALTHCARE MARKET

From State Intervention to Community Intervention & from Privacy to Sharing

In this chapter, in light of the findings discovered as a result of this reséame PLM as
a social networking platform in the healthcare market is beginning to initshtiét &rom state
intervention to community intervention in organizing sharing, generation, and distribution of
private patient data, and from privacy to sharing as a form of organizing roledatimhsan the
current healthcare system will be discus8ed

The processes of organization, sharing, generation of and access to private health
information are also beginning to be controlled by institutions like PLM. Contenyporar
medicine had long served as a disciplinary entity to maximize our lifespan andlizerour
bodies, hence prevent us from death. State institutions and healthcare provideds utiliz
‘security’ and ‘fear’ as discourses of power in this process (Epstein 2006jufzaty as a
means to protect patient privacy and increase mortality salience amargpaWith the
increased use of Internet for acquisition, analysis, aggregation, disseminoaployment and
sharing of private health data and information, healthcare industry and thestebtisteed
policies (Health Insurance Portability & Accountability Act of 1996) to prgtatient privacy.
Adopting a ‘hide it or lose it’ perspective concerning online privacy (Weitznér 20@8), these

policies strictly set boundaries on the flow of patient health records to thirelspart

% Excerpts from PLM community actors, which are tedito all the arguments made in this chapterpegsented
in the appendix.
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(e.g., insurance companies, employers), increase consumer sensitiviamaldut privacy,
and serve as a barrier to research and discovery (Brown 2008). Macro institutomss|iex
reliance on secrecy and desire to have control over patient health informaginnn@et al.
2008) are now beginning to be challenged by a meso level institution (PLM), the foundation of
which is based on sharing private health data.

One of the physicians in PLM argues that patients actually had no inhereno tigét
information healthcare providers keep about them, a reality that is beginning ¢ etiém
participatory medicine movement (please see appendix for excerpts). Sibe thia
participatory medicine will hopefully bring the following benefits: (1) iEaaccess to the
patient’'s own medical record enables the patient to question and analyze the informgiese
records to enhance learning about her/his medical conditions (2) Patientsncidue gdoility to
assess misinformation in their records, and accelerate the treatmessmoabled through easy
access and smooth flow of these records to healthcare providers. Yet, at thiensathes
physician also points to the security issues that are likely to rise sisltaofecasier access to
medical records. Nevertheless, for many patients in PLM, getting aeadgs to their medical
records is more important than protecting privacy (see appendix for exicerptshis dialogue).

Similar discussions also arise concerning the practices of privasysveinaring in the
current healthcare system. As also discussed in the forums and blogs of this dgnpatients
in PLM assess the past physician-patient relationship as a top-dowonsgt, a one-way
governing and surveillance by the physician (please see the excerpthifahialogue in the
appendix). Arguments repeatedly made by patients against the past pragiltgs@éns being
considered the sole authority and minimal sharing of information among patnehphysicians

indicate a strong preference for sharing. Patients concur that opennessarydgrse much
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bigger concerns out in the real world when patients and other healthcare actacs with each
other. They argue that physicians generally withheld information that bettigs patient in
order not to burden patient with unnecessary info. Medical records were not fahitdlygle
Physicians decided what is important or not when forwarding info to the new provideais, whi
leaves very little room for patient to have control over her/his medical data. drieerfen
privacy is not practiced and not lived up to its doctrines by the ones who advocatedt, im fa
these arguments, patients in PLM draw attention to the incidents of manipulatidieof pa
private data by physicians.

Patients in PLM discuss why privacy rather than sharing is practiced carteat
healthcare system (please see excerpts from this dialogue in the apdesexample, some
patients in the community complain about their physicians, who treat themrikalzer or a
piece (patients perceived as isolated symptoms to be treated), not as a nissiee shat stems
from the long dominating paternalistic approach to patient care leavirnigdinoom for
partnership. They argue that physician knowledge was generally limited literature s/he has
read, patients s/he has treated and colleagues s/he has talked to. Ppgsemamelationships
suffered from a lack of trust and understanding by physicians. In addition, cliratsaiould
include only a small number of patients and the results would be published in medicatjournal
hence limiting the number of people who benefit from such results. Along these atgume
patients also add that physicians are eventually limited to their thebketizeledge and unable
to offer real-time, on-demand health as well as real world practical kdgavlge.g., how a patch
medication is used). Patients also argue that there existed disconneatedoadg between
physicians and patients but also among healthcare providers. Privacy,hathghdring was

being practiced among these actors, a practice also stimulatedeoystiaitions that threatened
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physicians with loss of license. Consequently, disconnection among these healthoes was
inevitable. Even pharmaceutical sales reps in PLM stressed their discontiexti the patients
they assisted in the current healthcare system. Patients in PLM alsmpgbatamifications of
practicing privacy, which hinders flow of information in healthcare, espgeidien a patient is
incapacitated and needs immediate help. In addition, privacy has been used as & dikcours
power by those who have a vested interest in hoarding medical information of the patient a
limit access to patient data as well as prediction and evaluation of thisydhtagmatient.

PLM community actors also argue that with the advent of new technologies, the
physician is no longer considered the sole source of information, sole conduitialispec
knowledge, and sole authority of treatment. Such advancements also make them become
conscious of their existence. As discussed by patients and researchersaonrirvnity blog,
PLM as a social networking application in healthcare was approachedlgrtiicaome of the
influentials in the market based on the premise that these hyperinformed patgags in
guerilla science and self-medication and increase their risk of death thraxaghibg a part of
online health communities (Haig 2007). However, PLM enables consumers to gain maok cont
over their personal health data and in management of their feadthctively engage in
conducting clinical trials. One of the patients in the community suggestsutient HIPAA
regulations, while well intentioned, keep researchers from connecting the dotdetrstand
what causes life changing diseases (e.g., ALS), hence serves as agtbiobk to discovery
and research (See appendix). Through PLM, patients ‘share’ their knowietlgeeriences,
engage in clinical research with other healthcare actors, and embrasieattesl* world that

provides new possibilities of organizing lives.
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Community Intervention in Conventional Medicine (e.g., traditional clnical trials)

PLM community actors argue that community intervention by PLM in organization,
sharing, generation, and distribution of private health is approached skepticalfjubgtials in
the healthcare market (See excerpts in the appendix). For example, somdalaifgsis
discovered in ALS community through a clinical trial was criticized asaiensfic enough.
Despite the skepticism about the value of user-generated trials, thesé tladkchave been
recognized by one of the prestigious journals, Nature Biotechrfd)amd mentioned in the
editorial page (p. 953): "For patients with limited life expectancy, thehatuliparticipate in a
very rough, low-level clinical study on a new treatment is far more appealchgmely than
waiting for clinical data to be published in peer reviewed literature”. Pkkareh is considered
an opportunity to design new experimental patient-centered research methodsistieh t
resulting data will be informative, patient-centered, and inclusive.

As observed in the discussions among PLM community actors, issues raised by the
conventional medical community that strives to maintain dominance over the nredezich
process, also relate to the quality of information generated by these usetegials (See
appendix for excerpts from this dialogue). Their criticism is that such laek scientific rigor,
can cause detrimental effects on patient lives and shorten their lifesganpahimportantly,
exploit patients. Nonetheless, patients in PLM are aware of these problemguanthat
similar risks also exist in the current healthcare system. Jayantiragid(8010) also call
attention to the risks of learning and sharing in online health communities, which @ultd le
degenerative learning through ill advice from the members of these comswuibavever,

patients in PLM specifically vote for the idea of validating (scientlffand anecdotally)

2" Editorial (2008) “Calling All Patients,” Nature &echnology, 26, 953.

184



whatever information they receive from others through several sourcessaaach links. In
addition, patients request additional research links or resources to validai® adaicerning
drugs and treatments made by others in the community, and presentational fdrerghgfare
practiced by patients and encouraged by the administrators.

Despite criticisms concerning clinical research conducted by PLM coitynpatients
in this community also call attention to the drawbacks of traditional cliniedd.trThat is,
patients have limited access to randomized clinical trials researbiaris and academics are
in full control of whom to choose for trials and what information to make accessibldy whic
caused information to be available to limited group of people. In addition, patients ialB&M
argue that traditional clinical trials are perceived as a distant hope andeabirsorld solution
for many people. They emphasize the importance of fast and real-timel ¢tinlsaparticularly
for life-changing diseases. They also argue that in contrast to tratdionzal trials that are
under the control of clinicians and academics, the use of social networkinoical dtials
brings the accessibility to various patients to clinical trials with ncuset/criteria. Additionally,
mutual sharing of health information, learning and doing research help pati¢etsibderstand
their conditions and increase their quality of life through making adjustment tdifeetyles,
treatments and the like. Patients also become a part of these communitietsvahdeangage in
clinical research with the hope that such engagement improves patientgotg/satations
outside of the community, as patients become proactive in their care, aretaesdahe
discovery of cures for life changing diseases.

Furthermore, patient generated clinical trials in PLM may alseses a potential and
unique source of information for traditional clinical research. Body of medicallkdge

generated with many patients with diverse profiles may serve as compdeyn® traditional

185



clinical trials due to their discovery oriented nature and hypothesis genevatntation

(Arnquist 2009; Arnst 2008; Johnson 2008). Such clinical trials may also increase thapotenti
for accelerated trials and faster discovery of diagnosis, prognosis ammddnt knowledge, and

be more cost effective compared to traditional medical research (Sh20id@n Patients in

PLM are aware of the reliability and validity of patient self-reported,dget consider their input
as a guide to more randomized clinical research. The organization is alsotémteearch of

both technological and community based (quality grading of patients where usestaeafor
completing their profile information and keeping their information current) supperhanisms

that will ensure the safety and accuracy of real-world patient generased dat
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CHAPTER IX

CONCLUSION

[Insert Figure 4 about here]

In this final chapter, potential contributions of this study to theory and practidgewi
summarized and future research implications will be addressed. The mainvelgéthis
netnographic study was to shed light on how business roles and relations are rebrgdahee
healthcare market through social media/social networking platforms, onerobtieg PLM.
Different social media platforms in healthcare are already on thantsenable people to have a
say in management of their care and monitor their own well-being. Soimesefplatforms
include Microsoft’'s healthvault and Google health. What makes PLM unique is thables a
community platform where different healthcare actors share privaté lo@dh, monitor their
and others’ well-being, and engage in clinical research in the privacy dothauaitent
healthcare system. Consequently, this community organization as a reseaghpontded
the grounds for exploring the impact of social media on organization of business roles and
relations between consumers and marketers.

Figure 4, which integrates the findings depicted in other figures, presenta®aMew
market system where we observe a new reorganization of business rolelsatmalsrin the
dilution of provisioning in healthcare. Such reorganization of business is performed ogishe ba
of sharing. Processes of sharing legitimized in and through this sodi& ptatform and the

enabling of multidirectional surveillance through intensified connectednedéai@i market
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actors also suggest a move away from belongingness and privacy when comsuagesin co-
production with other market actors in communities.

Alternative to resistance frameworks in articulating consumekater relations and
dialectical constitution of the objectified consumer and the subjectified mafdetainant in
the works of marketing scholars and consumer researchers), this resaaathosexplore a
market system that presents a more even playing field for market astar®sult of the changes
in the expertise system in the healthcare market through social mediegstad@ he results
articulate (1) why and how patients participate in the social co-productmedital knowledge
and experience, and (2) how the ‘community’ comes to serve as a means fostestabhd
organizing roles and relations, and as an institutionalization of ‘sharing’ in reralthBy
providing a deeper understanding of how roles and relations are reorganized in and thsough thi
social media platform, | draw attention to the dilution of provisioning, collaboratide a
connective constitution of roles and relations among healthcare actors, andatiohilbf actors
and governing of relations through the ‘community’.

The results of this research have implications for both sociological theoryaahkdtimg
theory. From a sociological theory perspective, observation of differestpatents and
physicians adopt in this community and how PLM mediates these roles araheeéaitoke the
theoretical linkages to Foucauldian notions of biopower and biopolitical production. cAs als
observed in discussions among actors in PLM, the traditional roles and relations among
healthcare actors and the top-down approach to governing relations in the heatiidaet
reflect the resistant and dialectical (dominant/dominated) aspiratioms cohceptual relation
between biopower and biopolitical production (Hardt and Negri 2000). Biopower was

conceptualized as a modern disciplinary gaze to govern and shape people’s biblegieald
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maximize their biological lifespan. Biopolitical production involved the resitgtdo and
confrontation with the physician domination through liberatory self-help pracsopport
groups and knowledge and experience sharing by others other than the influentials in the
healthcare market. Inadequacies of physicians in meeting patient neegsdrapted patients
to seek support from virtual communities and engage in communal information sharing and
storytelling. Patients began to seek to satisfy their cognitive, atectonative and spiritual
needs, which are mainly induced by fear and uncertainty about their diseasesr{wtths
Ambrose 2006). Biopolitical production was also considered a new way of conceptualizi
consumer labor in immaterial terms (Fillion 2005; Hardt and Negri 2004). The inclugiom of
networked patients as active participants in medical research and cogusoaiucew medical
knowledge through the sharing of private health data and experiences in this consenveis
as a potential to initiate the social production of medicine. For this reasonenamnabor of
patients as productive forces in healthcare has come to evolve the unidirectiorsb piry;
one way of governing relations, and deterministic practices of the maarennéls in the
healthcare market (e.g., nation state regulatory practices to pratecttprivacy and prevent
open sharing, and dominating urges of healthcare providers on patient care).

The license gained by the networked patient in light of transformations observed in
technologies and value systems is beginning to put her/him in the role of a validat@hisf he
and others’ well being as well as the physician expert knowledge. This lmethsxpertise is
based on patient real-world experiences, and is practiced in presentational $aichdicense in
mentoring others, co-producing medical knowledge through active and construgtgeement
in medical research (e.g., recruitment of other patients for cliniadd,tdreation of ideas to use

in data generation and design) and reorganizing the ‘sharing’ of private health thas
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community is also beginning to be recognized by the influentials in the healthesket. As
observed in patient-physician collaboration both in the PLM community and outside of the
community through PLM, emancipatory and resistant reflections of biopofitiodLiction are
now beginning to evolve to a different phase. Reorganization of business roles aoisrelati
healthcare through PLM reflect the move away from alienated and didlecinstitution of
healthcare actors to the social and cultural processes of medical knowledigetipn as well as
mutual surveillance of healthcare actors through biosocial communities. sTtied i
reorganization of business relations and management of patient care are pkbipane
‘community’ that gathers diverse market actors for the social co-productioedi€ine,
connects them in multiple ways, and enables a shared participatory mealizided on
dialogue and recognition of patient license by the influentials in the healtheaket.

Findings of how this dialogue is established for the social co-production of medical
knowledge and co-creation of medical experience reflect the changingnidgrat provisioning
and expertise in healthcare. That is, both patients and physicians come to ackneatddg
others’ expertise and become validators of each others’ medical knowledge in non-
confrontational forms. Physicians become more receptive to patient licehsgee willing to
adopt an integrated approach (co-analyst) in decision making about patenhieargh which
proactive and complementary relations are originated. Presentationaldbdiscourse among
actors in this community are adopted for prosocial sharing as a means to fsxtbcualiseases
and improve quality of life of patients as a result of mutual learning, iredehsease literacy,
and mutual monitoring of patient disease progress and treatments. The patemse
constructive in many aspects of medical knowledge production in this community. S/he

becomes an active participant in research and medical knowledge production and in
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reorganization of sharing and interaction among actors in the community as atoneansase
connectivity among actors both inside and outside of the community. PLM’s role as@abioso
institution(alization) of new roles and relations among healthcare actocslmobmparable to
the role of a contemporary pastor, who connects the patient to other healthcareaatgage

in shared decision making about patient care. PLM also engages in mutual governing of
relations through non-dominating discourses that constitute actors asdpamsible, licensed
and able to negotiate these decisions in new and creative ways.

In this co-mediated market system, the dynamics of pastoring relaiiongease
sharing and connectedness among actors in healthcare and the resultinyateoubf medical
knowledge and experience are also investigated. That is, in this reorganization cfsoudese
and governing of relations through the community, how actors relate to each othexiataihm
their interest and participation and how they legitimize the ‘sharing’ of priheskith
information were explored. Findings call attention to the forms of sharingetatg actors to
each other and influence the legitimation processes of sharing in the comnentgmtmunity
level dynamics of sharing/not sharing (privacy), and reinstitutionadizaf surveillance in
healthcare through PLM. Most importantly, synergies, which emerged froneg¢jotiations of
sharing private health information, that is, how actors arrive at decisiong¢ooslade their
private health data and engage in generation and distribution of medical knowledge, were
articulated. From a theoretical vantage point, observations of these psdeessg to
reconsider the Foucauldian notions of govern-mentality. It could be argued thet¢hsses of
sharing versus privacy and generating and distributing medical knowledg®liare beginning
to initiate a shift from state intervention to community intervention in organgtiagng,

generation, and distribution of private patient data. The community also serves agta@&on
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system of institutionalization of sharing private health information, yetgirmon-dominating
discourses, as opposed to macro organizations (e.g., state, healthcare industny)gopshate
health data through dominating discourses such as fear (e.g., loss of life), loseEhipvof
private health data, and the like.

In these processes of negotiating sharing versus privacy, we observe vaaimgsestr
applied both by patients and the administrators of the community, when actors in therctym
relate to each other and engage in both self and communal governing of relatntsgsrcall
attention to the complex multilevel and multidirectional relations amonghiceadt actors in and
through PLM community with the dilution of provisioning in healthcare. These multilevel
relations and multilateral processes of organizing relations also poinhkathf the
community less as a means for belonging (strong commitment and ownershigethtteke
individual in contact with only the community members when seeking alternativerpiatfor
knowledge gain) and more as a means for connecting (strong desire to sharegatd navi
alternative platforms to enhance learning and disease literacy) wotis &cth inside and outside
of the community. Different levels of connectedness are enabled through tla¢ioneah PLM,
which also serve as a potential to increase the mobility and seamlesd flealth data among
healthcare actors: (1) Patient-to-patient connectedness is increaggghtimtra, inter, and outer
communal sharing and learning with, constant monitoring of one’s and others’ gisegiess
through surveillance tools, and the resulting enhanced disease literacy amdlessa(2) patient-
to-pharmaceutical connectedness is increased through PLM research asraigardstick for
traditional clinical trials, and pharmaceutical recruitment of patieats PLM community,
(3)patient-to-state connectedness is increased through enabling gioetihgeof drug side

effects to FDA, which also serves as a potential for improved regulation of gdeutical
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practices by the state and the resulting improved medications, (4) patgmisician
connectedness is increased through recruitment of patients for physicianisatsyn t
personalized medicine through surveillance tools, and mutual encouragement to hearhud
PLM. In all of these connections among healthcare actors, patient liceyeseetrate and
validate medical knowledge and organize sharing and distribution of medical knovdedge i
beginning to be acknowledged. Patients also have increased access to Gdlscalgrocess
previously dominated and controlled by academics and clinicians.

In light of these findings discussed above, alternative to thinking of governiityeasea
dominating strategy and a one-way process utilized by corporations ta eatrecout of free
yet enjoyed consumer labor, findings exhibit potentials for the conceptualizationerh-
mentality in discursive, communal and productive terms. Govern-mentality is tméieered
not as a dominant/dominated dialectical process but as a dialogical procesd,catinteridian
govern-mentality, reflecting a move away from resistance and emangyifpatoeworks to
collaborative frameworks in articulating market roles and relations. réuspy Cova’s (2005)
thinking of marketing systems in meridian frameworks, meridian govern-htgait@ws
attention to the co-production of medicine as a dialogical and a social processyamalyseof
organizing roles and relations that have the potential to change the dynamicssbpnoyiand
governing of relations in the healthcare market. In addition, meridian gowantality includes
the consumer perceptions of governing the other and being governed by the other, and the mes
level institution(alization)s (rather than macro institutions) that takempgoverning of relations
among market actors and legitimize sharing of private health data. In PLAgGttbegoverning

presents itself as a multilateral process involving diverse healthatars.a
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Hence, rather than thinking of market relations in terms of the objectified conanche
subjectified marketer, meridian govern-mentality encompasses subgotivents of both
parties and the mutual strategies applied to govern relations for prosodiad sligrivate
health data. In light of the findings, meridian govern-mentality also pairtketdiscursive
constitution of the consumer, yet not only as free but also responsible (self andr@mm
responsibilization used both by the community actors and administrators) anddicéhse
system also mobilizes actors for increased sharing of private healtinieatgh non-dominating
modalities of organizing lives and relations, such as transparency, openness]ipatisonand
(re)signification of diseases through discourses of quality of life, destiggtion and hope.
Increased connectedness among healthcare actors in and through the comrastablished
by the mediation of PLM. Through tracking tools, the community serves as a pléiform
biosocial surveillance in the healthcare market, and enables the constéimeegdzing among
consumers, between consumers and marketers (pharmaceutical, healthcdes, pesaarcher)
and between consumers and state institutions as a means to legitimize shanag@health
data and the resulting discovery of cures, new treatments, side effecdicdtioas and the
like. In biosocial surveillance, not only the nation state but also other institutkenga# in
systematic discovery and mutual monitoring of life changing diseases.

The results of this research also have implications for marketing theoryndsraiaw
attention to how social media is impacting organization of business roles atmachiebmong
market actors. This reorganization of business through social media isroggtiuough three
important processes, which enable the maintenance of these new forms of boksessd

relations among market actors as they engage in co-production:
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(1) Move from unidirectional to multidirectional surveillance in co-productioavieus
explorations of consumer-marketer surveillance reflect the either wiidival gazing of the
consumer by the superior marketer and other macro forces (e.g., Natior{Fetatault 1977) or
consumers’ increasing desire to be gazed at by these macro forces weidisimg willingness to
‘be on the screen’ (Firat and Vicdan 2008) and exhibitionistic motives (Kozirats2€04).
Social media has in fact contributed to this unidirectional surveillance. Hovesvsocial media
platforms enable consumers to become active in production processes with dayenibhance
blurring the distinction between the organization and the consumer, they alsaliwirighe
possibility for multidirectional real-time surveillance including dieensarket actors. Although
Web 2.0 technologies enable a more even playing field founded on equal grounds between
market actors, they may not present themselves as a democratizing foreghe\ess, the ways
in which these technologies are constructed and utilized may indicate ledelsotratization
(Beer and Burrows 2007), and enabling of multidirectional surveillance is one forms of thi
indication.

(2) Legitimation of sharing versus privacy (e.g., co-production of medical kdgw/lend
experience is performed on the basis of sharing in PLM): Although soaig teehnologies
promote openness (Beer and Burrows 2007), privacy dominates the ways consumeos relate
each other and marketers, not only in healthcare social media platforms but also so@tie
networking sites (e.g., Facebook, Myspace). Specifically, access toglbrsdentifiable
information without consent (lack of opt-in feature or constant one-way surveillatioe of
consumer by the marketer without consumer awareness) is not desired and coaseme
warned against the risks of excessive sharing on these platforms bgsgiateons and other

privacy advocates. Similar risks and vulnerability also exist in health s@tvweorking sites
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(e.g., vulnerability to exploitation by marketers and other consumers, atioloibf private
health data through fake identities). However, dilution of provisioning by including the
consumer in the creation and design of products/services/knowledges/exsesimhce
organization of sharing transcends these concerns. Social media platforrhsemaibte the
consumer increased feelings of license and responsibility in co-productiontiver market
actors, alleviate privacy concerns in favor of pro-social sharing anddisog changes in
understandings and values consumers attach to privacy (Beer and Burrows 2007).

(3) Shift in focus from belongingness to connectedness: As previously discussad, soc
media platforms promote sharing (Belk 2010) and stress the societing and conmspentsd af
consumer-marketer relations (Cova 2005). When market actors relate to eacmdthmintain
their collaboration among themselves through social media, organizatiorr obtée and
relations is formed on the basis of being connected. Social media/sociatkietytechnologies
(Web 2.0) also enable the origination and continuation of a mindset that increasieks to
navigate alternative platforms and sources of knowledge for sharing and cogtechifferent
market actors and forming communities with them. Consumer empowerment through
involvement in social media induced co-production processes is in fact constitiltélen
capability to give away, deliver and distribute available resources of &dge/and experience
to others, which also organize and maintain relations in the system (Hemet20&2jer

Besides theoretical contributions, this research also has practicaldatiguis. Several
strategies adopted by patients and other actors in PLM indicate the possithibty
organizations can enable a seamless flow of health data among diverseattarkeiand how
and at what level they engage actors in the production and distribution processes alf medic

knowledge. In addition, patients also adopt alternative modalities of managinartheithers’
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care, engage in mutual learning together with other healthcare actors;@etgrroine the value
of sharing private health data in these processes. The dynamicsiofikgif sharing in the
healthcare market, where privacy dominates and organizes relations amosgatsdnave
important implications for organization of business relations in the healthcaréryndus
Tolerance to alternative sources of medical research and the use of theselfemaleces as a
yardstick for further validation of conventional research discoveries bectahesgpecially for
life-changing diseases, which necessitate accelerated researebspand faster discovery of
treatments. Hence, enabling diverse healthcare actors (e.g., stateg,gitaysician, patient,
caregiver, researcher) to engage in centralized sharing for deaentmdicision making on
patient care and conduct clinical research — not just give and receive n&dicahtion
(anecdotal sharing) — through these Medicine 2.0 communities in the healthcarecmalike
substantially increase collaboration and interoperability among he@taceors. In addition,
encouraging healthcare actors to mentor and lead each other by exampléiirdinres
(presentational sharing) and present alternative modalities of orgathigingjves, rather than
enforcing each other certain ways of treating ailments, contributes¢@asscl sharing of private
health data among community actors. Non-ad presentation of this platformrfoggiravate
health data, availability of real-time help and sharing, anytime shdanthose who are willing
to navigate alternative sources of medical knowledge and participate in theiodynin the
form of lurking, observing, reading and learning new medical knowledge), and fomcha
informal sharing (for the healing of the body, mind and the soul, and embracingtcamdlic
acceptance simultaneously) also enhance sharing of private health dataammgnity. All of
these characteristics of PLM distinguish this community organizationdtber social

networking sites, which only serve as providers of health information to thatpatable the
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patient to engage in sharing at the anecdotal level or exclude the patientnsaiaking sites
for only physician-to-physician knowledge exchange). PLM’s inclusiategy to create
synergy among actors in the community, non-dominating discourses and mid-intengtaind
tolerant approach to moderating interactions and sharing in the community, and
responsibilization and communal governing strategies to actively engég@$a organizing
sharing, production and distribution of medical knowledge and experience also helpiallevi
concerns for privacy and lead to increased sharing.

This research aimed to provide a deep understanding of a Medicine 2.0 community
organization, how it transforms roles and relations and enables a dialogue amdrzafrealt
actors, and how it influences the dynamics of the healthcare market ali.afFature research
efforts could focus on other social networking platforms in the healthcare raacketrovide a
comparative analysis among these institutions. Despite the increased atibaimr sharing
private health data, omnipresent privacy concerns bring about issues relatstidadr
credibility of these institutions concerning the production of medical knowledge.eFutur
research efforts could also articulate the partnerships between suctiamstiand the macro
institutions (e.g., state and pharmaceutical) and how they design thgistrajgplied to
governing of relations and reducing privacy saliency as they engage otBbesing, generation
and distribution of private health data. This research focused predominantly onesynergi
emerged between healthcare actors, which relate to negotiations ofj sleasns privacy.
Future research could also focus on other negotiation and decision-making prtitaisgevern

relations among actors.
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FIGURE 1: CULTIVATING BIOPOWER-BIOPOLITICAL PRODUCTION-BI  OSOCIALITY TRIANGLE IN
HEALTHCARE THROUGH PLM

HOW PLM HAS DEVELOPED AND IS FUNCTIONING IN THE HEALTHCARE MA RKET?

PatientsLikeMe: Co-mediated
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FIGURE 2: CONSTITUENTS OF NEW WAYS OF ORGANIZING ROLES & RELATI

HEALTHCARE ACTORS

ONS AMONG

BIOSOCIAL ASSOCIATIONS FOR SHARING PRIVATE HEALTH D ATA IN AND THROUGH PLM

Networked Patient Roles:

R —

Physician/Resedrer Roles:

- Experiential Expert: Conversion of real-world experience to
experiential knowledge

- Presentational Mentor: presentational modes of sharing of
experiences, stories, and self-revelations

-Self and Other validation (Collaborative Diagnosis)

e Constant comparison, checking, and validation aiedge
gained from others with alternative sources (patise of
PLM info to validate physician knowledge, patieseof
physician knowledge to validate PLM info)

-Licensed Patient:

o Control over their/others’ bodies and physiciarpezk power

e License gained does not inhibit the desire to boltate with
physicians

- Constructive Patient:

¢ Conduct medical research
Generate ideas for PLM to use in data generation
Engage in redesigning of treatment reports/trackaogs
Design of research (recruit other patients),
Generate ideas to encourage physician inclusitimein
community to engage in mutual learning experience

¢ Negotiation of the script of sharing in the comntyni

- Credible Patient: Patient license identified with credibility

o Connectivity

o Contribution (Sharing): Quality, Intensity, frequsn

o Community

e Recenc

PLM as co-mediated market system for sharing, orgamation,
production, and distribution of private health data .

- Co-Analyst :

Integrates her/his knowledge and skills with knalgle and
experience of patients

Increased patient disease literacy leads to pragcti
complementary and shared decision making with jgherss
PLM as checkpoint for physicians to improve ontithei
relations with their patients.

Offers general advice that can be checked and cadpéth
different sources of knowledge and experience
stimulates further analysis of the patient’s diseaih her/his
physician outside of the community

- Credible Physician/Researcher

Intensity of involvement in the community
Completeness

Expertise level

Commitment to patient CARE: interest in qualitylite,
advocates of patient care, shift in their emphfasia
scientific to hedonic aspects of being a physicéeng from
maximization of health to quality of life, advocatef
openness and shared learning.

Receptiveness to patient proactiveness in herénesand
shared decision-making, and to being complemertary
patient experiential knowledge

Intensity of sharing: share their research faayide links to
alternative therapies for diseases and their resgapers

e Enable dialogue and learning with in social co-pitbn of
¢ Increase connectedness and disease literacy threugleillance tools

research, and enabling proactive and complemergtations with healthcare actors
outside of PLM.
¢ Dilution of Provisioning of health and well-being
e Meso level reorganization of business relations
e Community of sharing private health data

information and conducting medical research

medical knowledge

* Reinforce collaboration by including patient ideasl physician expertise in the design of

o Alternative locus of legitimation of determinatioh health, sharing of private health

e Scientific, social and artistic contribution to patient deaisinaking and management care

in and
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FIGURE 3: FORMS OF SHARING THAT LEGITIMIZE SHARING OF PRIV ATE HEALTH DATA IN PLM

From anecdotal to structured and centralized spdondecentralized decision making
Unpolluted sharing: Non-ad Policy

Real-time Sharing

Anytime Sharing: Opt to participate versus Opt étadh temporarily

Formal and Informal Sharing

Material and Immaterial Sharing
From Belonainaness to Connectednesthe communitv of harina: (Naviaatior

How Connectedness and Mutual Surveillance Intensified in and thragh PLM:

Patient-Pharmaceutical Connectedness
-PLMresearch as a form of valdation and
hypothesis generaton for pharmatrials.

-- Pharmarecruits patents from PLMfor trials.

Networked Patient
Exp eriential Expert
Presentational Mentor
Self and Other Validation
Licensed Patient
Constructive Patient
CrediblePatient

Patient-Patient Connectedness through Intra,
Interand Outer-Communal Sharing

-enhanced learning of diseases and improved
relatons with others in the sub-community,
among sub--communities, and outside of the
community.

- Constantmonitoring of one's and others’
diseases through tracking tools lead to increased
disease literacy, and increased self and other
awareness.

Healthcare Market

A
" l

PLM 7
Co-mediated Market System
for sharing, organization,
production, and distribution
of private health data
Dilution of Provisioning
Increased connectedness and mutual

surveillan ce
Meso level locus of legitimation of health

social co-production of medical
knowledgeand experience in dialogue
and learningwith

7

State (FDA)
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Patient-Physician/Researcher Connectedness

- Track patients, recruit patents for their own
research.

- improved physician-patientrelatons outside of
thecommunity through mutuallearning and
personalized medicine via tracking tools.

- Mutualencouragementto become apartof PLM.
my care team, share this button)

Physician
Co-Analyst Physician
Credible P hysician

Patient-State Connectedness

- directreporting of drug side effects by patients t
FDA:improved controlby FDA over Pharmaand more
effective medicatons.

- patientlicense to engage in clinical research and
delivery of side effectinformation to FDA also seras
acheckpointfor the state to realize the flaw#h i
healthcare marketregulaton



TABLE 1: MESO (COMMUNITY) LEVEL INSTITUTIONALIZATIONS OF NE

GOTIATION AND

LEGITIMATION OF SHARING PRIVATE HEALTH INFORMATION

WHY AND HOW OF ‘SHARING’?

1- Community negotiations to alleviate privacy concera: Commonality and
Uniqueness

2- Private messaging as a temporary detachment
3- Surveillance and/through connectedness
4- Giving a face to the disease
5- Seeking confirmation from others alleviates privacyconcern
6- Discovery of one’s ailment through sharing in PLM
7- De-identified aggregated sharing
8- From Proprietorship to Partnership in Sharing: Sharing as a right
Patients embrace responsibilization of sharingenghging in organizing and
distributing medical health data in collaboratioithvother healthcare actors.
9- Non-dominating discourses applied by PLM to enhancsharing
a) Openness
b) Transparency
c) Personalization
d) (Re)signifying a Disease (e.g., quality of life stgmatization, hope)
10- ‘Inclusion’ as a way of energizing the communityri sharing
11-Self and/through Other modulation of sharing private health information
a) (Re)scripting the sharing: Communal Responsibitira PLM

emphasis on patient expertise that could liveoujhis responsibilization

b) The philosophy of light touch moderation:
b1) Tolerance for Difference
b2) Self-censorship in and for sharingiguble movement of
autonomization and responsibilization”
b3) Aspirational rather than commanding codes afdiact

c) Patient strategies to deal with controversy in fasu
cl) Self through other realization
c2) Temporary detachment from the community towih conflict
c3) Private messaging as a temporary detachmedab with
conflict
c4) PLM: practice for real life, and practice affdirent life

1-
2-
3-

WHY AND HOW OF ‘NOT SHARING'?

Cliquing away Inclusion: Participate to gain more recognition
Dealing with trolls or ‘poseurs’: Pay no attention,police, present
Unfit Connection:

3a) Undiagnosed, Newly Diagnosed, and Less proyessage patients
More self-revelation, participation, sharing exgecform newbies by
patients

3b) Oldie-Newbie Distinction
Disease llliteracy of the newbie
Oldie Responsibilization to increase Newbie jggrtition:
1)Responsibilization by both members and the adnnaitsts
2)Tolerance for different degrees of commitment (elglie-
newbie, poster-lurker)
Patient and Administrator Censorship in Forums

4a) Patient bashing and bickering as a form of oesisip
4b) Administrator censorship of controversial thileapics

Patient suggestions on member exclusion strategies
Responsibilization and communal governing in slearin
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FIGURE 4: SOCIAL CO-PRODUCTION OF MEDICINE IN HEALTHCARE IN  AND THROUGH PLM
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TABLE 2: INFORMANT LIST

PLM Staff

Physician/Reseracher/Caregiver

Patients

Tim, admin. (adminl)

Moakes, admin. (admin2)
Heywood, founder (fdrl)
mmassagli, support (sprtl)
JeanaFrost, PLM researcher (resl)
Emma, support (sprt2)

PaulWicks, support (sprt3)

dwilliams, co-founding executive (fdr2)

hukwumaonyeije, physician (phy
Rahul K. Parikh, physidjatmy2)
Nicholas Larocca, physicfphy3)
Rajnish Mago, physigidry4)
Daniel Wynn,iglays(phy5)
JaanSidorov, physician (phy6)
docdyer4u, physiciary{ph
lookingfofo, researcher (res2)
squibm, researcher (res3)
nerdnurse, caregiver, Mood (carel

Ph.Din ALS, PLM blog (res4)

EdinNJ, Mood (patl)
dasterne, Mood (pat2)
NewLife, MS (pat3)
coyote, MS (pat4)
Greeneyes, MS (pat5)
OLIMITS, MS (pat6)
humbledl1, MS (pat7)
LadyMac, MS (pat8)
jhcamero, MS (pat9)
bbeegun, M Qpat
GBTBIM, MS (patll)
cazza, MS (patl12)
barbou2, Mood (pat13)
jdmccarthy, MS (pat14)
Angie, MS (patl5)
Altostrata, Mood (pat16)
nuttynova, MS (patl7)
Joy, MS (patl18)
little toaster, MS (pat19)
Quinn the Eskimo 75, Mood (pat20)
sukey2u2, MS (pat21)
heyden, MS (pat22)
Cindy Hiel, MS (pat23)
mana52, MS (pat24)
LifeEnergy, MS (pat25)
OLDDAWG, MS (pat26)
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Minnie Lee, Fibromyalgia (3&)
Mountabora, Mood (pat3
Cyprianl, Mood (pat38)
willowb, MS (pat39)
Penny Noble, p840)
Scooterjon, MS (pat41)
southpaw, MS (pat42)
lizupathdS (pat43)
aaghine, Mood (pat44)
BantunianPeanut, Mood (pat45)
Myan, MS (pat46)
tlic_31, MS (pat47)
CharlotteM, MS (pat48)
jca, MS (pat49)
Bipann, Mood (pat50)
harpgirl, MS (pat51)
D'awesome MS (pat52)
Dennis/Fruebie, MS (pat53)
azlily MS (pat54)
rainydays, M&%5)
RonaldLear, MS (pat56)
Leddy, MS (pat57)
Connie, MS (pat58)
gunxgirl, Mood (pat59)
homeschoolmom, MS (pat60)

twilightsun, Mood (pat61)

Nacoran, MS (pat71)
Pokie, PD (pat72)
ickAtNite, MS (pat73)
Nosfiab, Mood (pat74)
Steve S, ALS (pat75)
The GeheMood (pat76)
Erghrtevival, Mood (pat77)
Sorrel, Mood (pat78)
NewLife, MS (pat79)
Sean McNeil, Rabkbook (pat80)
Dawnabrat, MS (pat81)
syl, MS §@at
Ldg, MS (pat83)
Chelenaphll (pat84)
Crysbo, [p8t85)
HaL MS (pat86)
NaMf3 (pat87)
Agpleér, Mood (pat88)
Hypsippy, Mood (pat89)
kykass, Mood (pat90)
SoraMood (pat9l)
mouse, MB9R)
slinaS (pat93)
randnobody 23, Mood (pat94)
Sylvia, MS (pat95)
Mers, MS (pat96)




Poli, Mood (pat27)
Yipes, Mood (pat28)

Constance Pipperr, PLM blog (pat29

Shannah, PLM blog (pat30)
Janet Deason, MS (pat31)
fragiletruth, Mood (pat32)
gardener, MS (pat33)
LisaE, MS (pat34)

Lilabelle, MS (pat35)

Thekla, MS (pat62)
narco33gal, MS (pat63)

GothicRd¥i8, (pat64)
Bobmil, MS (pat65)

sacleveland, MS (pat66)
young-and-poz, HIV {§3)
penny81, MS (pat68)
Kathleen13, MS (pat69)
ETS, Mood (pat70)

Shanamaviepd (pat97)

Tdbeg, MS (pat98)
AlwaysARebel, MS (pat99)

Sueé66, MS (pat100)
Amazon, MS (pat101)
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APPENDIX

ADDITIONAL EXCERPTS

HOW PLM HAS DEVELOPED AND IS FUNCTIONING IN THE HEALTHCARE

MARKET?

Networked Patient Roles:

Presentational mentor:

dear friend, i understand your anger as everyo® #is place is a comfort for people, i for omepeak,
was very angry about ms, but am learning to cdpe, $ay the lord gives you blessings, sometimes the
ones you dont want to except, i have learned fitdmdo far, that i moved to fast in life, and wounlst
slow down, i guess it is time to slow down, ane:liife a little more cautiously than i had thoughy life
has changed, but with the help of others, i haamled that it actually has not changed as muclwasii to
believe. keep your spirits up, keep your faith, aadtinue to learn how to deal with ms, instead of
dealing with you . ttalktweet (MS community)

Are you feeling better today? | have to turn to magow and then. It's such a relief when youlyea¢ed
it huh. | found an article for you. You've probabéad it but it's interesting and tells you morewttihe
swallowing test. Swallowing Disorders and Their Mgaement in Patients with Multiple Sclerosis
http://www.nationalmssociety.org/docs/HOM/clinicalletin_swallow.pdf.. The danger in having an
MSer with a swallowing problem swallow a large amibof anything (ie barium) is the possibility of
aspiration. | know. I'm a bow! of fun today. :) Wihsit YOUR extra brain cell | felt floating arouimdmy
head this morning?! It was lively. ;) Love ya (J&S community)

| haven't started medication of course and wakhtov what to expect. Could some of you give meua cl
(Goatbeard, mood community)?

Hi Goatbeard. Welcome! Just want to tell you Sdorhiear about all that you are going through. Asfa
meds go every person is different so | can onlyymh how it's been for me. | have had to try saler
different medications ranging from TERRIBLE to mactie to may as well been a jelley bean. Still
working at it to get the right fit. The most recentcktail has been so far the best but still withitaf
tweaking here and there. Then again I've only lzétfor about 3 years dx BP. Prior to that | veaty
treated for depression. It has been a prescriptilber coaster ride and
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it can get REALLLLLLY friggin frustrating when | hee to make a switch for the umpteempth time. Thats
a real pisser. (C_Saw, mood community)

jca, thanks for your suggestions. You might beregted to know that the tone of conversations iequ
different on our three different forums; MS, Padadn's, and ALS. Obviously as ALS is quite rapidd(an
sadly fatal) there are a lot of people peddlingralative treatments quite aggressively. If peoptectearly
flogging something or forcing it down people's i) we would of course step in and take action.
However there are a lot of people out there whaignetly believe in what they're doing, whether that'
amalgams or diets or LDN or whatever. They're oftatients themselves and believe it has made a
difference for them; whether it has or not is veayd to establish. But by encouraging people toestieeir
profile data we can start to see if there are egrydis there. By arguing with them or making attamks
their beliefs we are unlikely to change their vieiisinything our views tend to get more entrencive@n
we are challenged! So, if someone says they taaltrtrent X and felt better, | wouldn't be all that
persuaded by references (which are very diffiulnterpret even for a scientist!), but rather bgiag that
this person had filled in their profile in detaidawe could all see a real difference in their jaiyn
outcome measure or symptom severity after takiegttnent X. So if they say there's an improvement we
could all see the magnitude of it; is it just tttadir tingling got a bit better? Or have they génmoen a
wheelchair to doing cartwheels? We can also séeyf were taking other treatments at the time wmatld
have contributed to it. Just as a point of poligg,tend to be relatively hands-off with regards to
moderation. We wouldn't intervene if someone todikraad off track, but hope that our members would
know to start a new thread if things started dawipwildly. Of course, if you ever felt anyone wasger-
stepping the mark or being unpleasant | hope ykntav you could always come to me or any of
PatientsLikeMe team with it over private messa@eall (PaulWicks support)

Nothing | have written was said it should be aé&turhat is obviously not my position. | think youagn
have missed my intended goal. Every single onbadéd are "standards” to every forum | have even bee
on. This being a new one, and with many peopldngiralong with several newbies, this was mear as
reminder for some, and just some helpful tips thiecs. No one has to follow any of them. For oneghit
is VERY irresponsible to go around touting "curagtess you can provide back-up that shows the
information is valid. There a many a newbie thatsw desperate, they will try anything! | cannat ew
anyone could disagree with that. Again, these waggestions that do not have to be followed, howetve
we take a few minutes to really think about somthem, we might find them to be very helpful in the
scheme of things. (jca, MS community)

| am entirely grateful to this site and to all bétmembers who are so vulnerable when they shaan
appreciate JCA's experience and knowledge onghigi And feel she is truly trying to be proteztand
not limit our sharing per say. But on the otherdyawe all have to use our own discretion and ceoasat
we want to read and act on. And if we start thrmgiip barriers... we could be possibly missingarut
some good information. And as Paul (admin.) hastimeed before, it is important that the persorrisiga
has some good credibility by completing their desfi | mean, | get enough junk email to fill a ace.
someone is always trying to sell something. Laistgi want is to come to a loving friendly safagq like
this and have someone trying to sell me sometHirtgetime. But if it were presented in a noteeshy
way.... | would be open to hearing about it. (Keg@n, MS community)

There are treatments out there that don’t currdmdle the scientific data to back them up but dehets
of anecdotal stories in support. LDN is a good egxanof that. | think it is good to discuss thospey of
treatments. | DONT have a small mind but | thinksenable boundaries are important. It just takétea
consideration to set some boundaries and lookfitrit a post-by-post view. One of the most impdrtan
points | think jca is making (and | TOTALLY agreig)that if there is ZERO scientific data of ANY kin
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then why would you want it posted here? You'regwhg to find some secret cure in that, | promisa.y
When people post this crap and they aren't evdimgiio do their OWN research then I'm certainly no
going to do it for them. Tom, I'm surprised thatiyare being so antagonistic. No one is tryingesttict'
anyone's right to post. This is a discussion abeqiiring SOME iota of DATA to support claims for
cures. This is also a forum for supporting otheMS. At least | thought that was part of the reaforit's
creation. (Joy, MS community)

| think we may need a bit of time on this one feople to cool down, reflect on this, and come kadkin
a couple of days' time. All that has happenedas@$ | can read it, is JCA has started a discussiovhat
some potential bits of etiquette for the forum nigé as a discussion point; not an official rutg-{ive're
more about principles than commandments!). So faven't seen anything that qualify as out-and-out
scamming on our forum (thankfully). There are adbthings people do that don't have scientificl&ts to
back them up, and frankly a lot of the clinicastrilata upon which prescription medication is bassedbe
difficult to interpret at best. If clinicians ontgok action where they had firm evidence they walildo
very much! Our position remains that we would dialle action if someone was blatantly mis-using the
system; e.g. spamming people with private messalgest something they were selling. If the situation
was ambiguous, e.qg. it was from a well-meaninggpditive would send a clear warning message in the
first instance. But even if it sounded quite outlish, | think we would rather leave our membermtike
their own informed decisions. We are also not anhibit of locking, deleting, or censoring posts.
Although it's true that newly diagnosed people fayess experienced with scammers, we hope that our
experienced members will be there as a resourdeate upon, and that if people are making outlandish
claims then they will be gently challenged to preweat they say. One last thing, the problem with th
internet is that it's hard to gauge the emotiorsrizbwhat is being said (we need to expand ouresmil
library) so please give people the benefit of theld or make allowances for bad days when things he
up!Thanks, Paul (PaulWicks, support)

The goal of patientslikeme is to provide a plagepiatients to help patients. We provide the plgoe,all
provide the wisdom. Our hope is that people takeé rlssponsibility seriously, and not offer bad, or
unproven, advice to others. If someone does makaim that seems out of bounds it is entirely reaste
(and expected!) to ask for proof, and/or to asitliers have any experience with the treatmengbein
discussed. We certainly don't condone or encouradeadvice. That's not patients helping patiemtd,its
counter to everything we're trying to do. If some@ppears to be offering bad or questionable acske
them to back up their claims, and/or weigh in wittur own experience. (Tim, admin)

| guess the thing is this: | am not an MS expeard(even if | was, an "expert" is only definedhe terms
that the experts want it!) So | guess we would@ahtito be prescriptive on what was/wasn't allowed
because MS is such a complex (and little undergtoondition, that it's quite likely that by settingles

we'd be discouraging discourse rather than encgdig Would setting rules prevent people fromtpas
stuff that's wrong or naive? Sometimes but it waalkb mean having to come along and tell peopld off
they broke the rules. And so far we as a team bhaea managing to be members of our own site without
being "moderators” in the traditional sense. Mottgsamoderate you see, and I've never found thia¢ to
much fun! So, the way that's been working prettyl a@far is for the community to self-regulatepEople
put stuff up that you think is spurious, by all meask them for the evidence. And like | say, ifple are
really being naughty then we will take action. (Rdicks, support)
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Self and other validation through collaborative diagnosis:

PLM was also the first site | stumbled upon, hownderful for me. | have found so much validation,
compassion, intelligence, love and support her@m blessed. Thank you for sharing your story. Moon
(moonlight99)

| find in talking to newly dx people they reallysjuwant someone to listen to them and validate Wit
are feeling. | think that is why the site is goddnce they realize they are not alone in what #reygoing
thru they start looking for answers. Cheryl (okndvaty

(commenting on a patient leaving PLM due to toempublic exposure) I'll miss you. Your input wik
missed. The newcomers will have ONE LESS formadidation as to what this disease HONESTLY
DOES take (good, bad, or indifferent) because Y@Jame of the people who would HONESTLY TELL
THEM. JD (OLIMITS)

Licensed Patient:

There is a forum populated with scores of peopté WLS (pALS) and their caregivers (CALS). | have
learned more about the real world of ALS from i site than all other doctors, experts, and relBees
combined. | am able to ask tough and personal ipmsson the forum and get dozens of first hand
experiences in response. Beyond the forum, everlgas@ personal profile that helps track the pxjoé
the disease. Using the same criteria that my negistlwould use, | use simple surveys to measure my
specific progression. Far from being only for mygmmal benefit, there is a team of researcherdakht
more like family that review my profile and compdtréo thousands of other members to mine the fibaita
clues into the nature of the disease. Current HIPégulations, while well intentioned, keep researsh
from connecting the dots to understand what cak&s PatientsLikeMe is unique in providing a safe
way to make public otherwise confidential and waiatible information. (Steve S)

Constructive Patient:

PLM is very good at what they do. Heywood brothess their other brother to MS, and are doing ladiyt
can to find a cure...Did you look at the Lithium gr@upis pretty amazing that they are doing to $é&ds
a possible cure - or at least a way to stave offf&nother few months. They just rolled out their
behavioral silo as well. | do think it is a goodyfar patients to see what medications others areund
what has worked for them. Especially newly diagdgsatients who aren't sure what to do for treatment
(Alex Sicre)

The site is more than just information and advideese patients are active participants in theie,car
generating data about their symptoms, medicatiodgr@atments to create a patient experience dsgaba
Even if you don’t have these conditions in youe lithere’s some interesting stuff over there. (Amy
Mercer)

Several patients were already tracking excessivaiysy as a symptom on PatientsLikeMe, through our
user-added symptom tracker. Already we have puidigixciting findings from our community. For
example, hundreds of ALS patients completed PackWisurvey on Excessive Yawning and the results
were published in a psychiatry journal (Acta Psgitiba Scandinavica). Another exciting developmant i
ALS is first real time drug study - on the use @hlum in ALS. More published and presented redearc
will soon be featured on our blog and in a newisaatn the site. Each project demonstrates howawe,
community, can conduct research quickly and easibccelerate the pace of gathering and disseminati
new knowledge. Through member participation, wegathering the information we need to better
understand the course and characteristics of Altshé\same time, we are creating methods to usenpat
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supplied data to discover and evaluate the eftfatew possible treatments. (Jeana Frost, Ph.D. PLM
Research Scientist)

| think the most powerful combination for makingearch discoveries is patients coming together en
masse, with researchers and doctors joining tHaelmmlation to make sense of the data. This is itpgelst
promise of Health 2.0 - ultimately reducing sufifigrifor patients using tools that facilitate selfam@ness,
comparison to others, and aggregating data torhattterstand and treat disease. Kudos to Patideetsla
for taking initiative in this area. May there bemganore studies on many more diseases! (Alexandra
Carmichael Co-Founder, CureTogether)

"PatientsLikeMe Public Registry" was something tlvattook over from a patient very early on. One of
our patients, Bobby B, was very active in trackpagients online. He had a long list that he dithi
forum, and we felt like it was an obvious extensidnvhat we did. In ALS, we allow patients to opttd a
public registry and that is actually the most esipiexample of our openness, which is patientoptang

in to have their full name, disease state, and ssligkt details about them open and outside tlee again,
in a very explicit opt-in basis.

Clinical signs are no longer so important for egdiasis, if the MRI shows lesions. | believe thisvisy
today's MS population is mostly relapsing, as méfd by our membership. Most of the symptoms ya&u se
in member profiles, are different from studies agetdd just 10 years ago, when cognitive and paireis
were largely dismissed in MS. Most neurologiststié overly focused on preventing physical disapil
which is what they were trained to do. The moshemwnly used rating scale (EDSS) is heavily biased
towards physical factors and largely based on tavefie can walk. (Tom, hjuland)......... Very interesting
Tom... we'll have to think about how to show thatrencomplex picture graphically and also how we
might, as a site, make some of the cognitive (sdmagmvisible) issues more visible. (JeanaFrospsup

I'm tired of the repeat topics, too. But rathemth#st bitch about it, there's work that has talbee.

Clearly, PLM isn't gonna do it for us right nowkriow no one wants to hear this, but if we wantageha

nice board to write on, we'll all need to get tégetand "clean up our room" every now and thdrRtM

hires a maid. It's a question of effort, and a veryortant question, cause none of us are gettiid, pve're

all already struggling with our own shit. . . Buluyhave to decide what you get out of this placeyBu

need the support? Are you or were you ever geitihngre? Have you made good friends here? Would you
like to make more? Do you get anything out of sigmhat you've learned about mental illness witséh

in need? How worth it is PLM to you? (Rkaren, m@odnmunity)

Marketer Roles:

Co-analyst Physician:

| am sure that your schedule is busy to say th&.l&&ank you so much for taking the time to CARB@
us | want to tell you how admirable | believe itite for you to come work with us here. | especialgnt
to thank you for accepting my invitation to worktvime. | very much appreciate that (Jenn 5420, MS)

Hello, My name is Debra and | would love to have s part of my team. | am especially interested in
your work with clinical trials. Have you ever doary work with Rituxan? | think it is noble that yauill
take some of your time to help us in our battlhwitS (gabelle, MS).

Credible Physician/Researcher:

saralevin (doctor) : i recommend about this Techesghttp://toprelaxationtechniques.blogspot.cat's/
really helped me.
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Thank you for the link Saralevin. | have been ddimg deep breathing and the focusing on relaxing yo
body. My PCP gave me these exercises a coupleasyago when my job was stressing me out. | find
that both work. | am a little nervous about trythg tense your muscles and relax them. Every ttibeand
at the knee to crouch down my calf muscles spasmnibho Not sure that | would want to bring on g
muscle spasms.

Sara, It is absolutely wonderful to have you. Weiedo this site. | have enjoyed it very much. Rélidks
welcomed me to the ALS site last year because thasereally nowhere else for me to go. | did Idvat t
site. | am one of the rare one's and | am classdxtimg between two diseases. As a Doctor, peg@aps
will understand what | mean. The people here arg astute and have already helped me greatly with |
of suggestions. Good luck here. Hope | did not lyorewith "all about me"! (Katiems)

Graham Steel : steelgraham_ms's profile (reseaprbeiding scientific links to patients and someaarch
facts): Graham has several years experience oingtigaand sharing information between researcheds a
patients - and now Journals. The patient as alwaysains at the forefront - always will

If anyone has tried use of magnetic therapieshaadeither positive, negative or neutral experisnce
would you please contact me, or respond to this?pbge been researching the structural role adiipn
the neural myelin sheath. My immediate goal isdtidy understand the effects of approaches thettaff
cell membrane electrical integrity with respecM8 symptoms. Thanks in advance for your help. f's®
curious about my work, | have a draft publicatiorrivbrane Power. Please feel free to contact meuif yo
think | can help (squibm-researcher)

Dr. Moskowitz is a pioneer in the field of mediggnomics, and has been recognized for his
groundbreaking treatment of diseases associatédthégtangiotensin I-converting enzyme, such asritiro
renal failure due to hypertension or type Il digseCurrently, he is developing "kind" chemotherapy
effective but non-toxic orally available drugs fiancer--targeted against the genes that causersance
GenoMed is also developing a cancer Healthchip(ilentify patients at high risk for a particulancer

so that they can undergo serial imaging and surggsaction of the tumor for a cure while it'slstihall.
(from physician profile: David W. Moskowitz, MD- @irman, Chief Executive Officer, and Chief Medical
Officer of GenoMed, Inc.)

Bethany (a physician in PLM), Welcome to PLM, ahdrtk for you help. It is so nice to know that
someone with the knowledge that you have reallysdeaee... Hugs (Susie sukey2u? )

Medicine 2.0 Community Organizations in between healthcare actors:

You come to realize that you're in a fight for yditer...and you get tougher, ask more questionsndoe
research, and fight for your health. Everyone loer®LM has really helped me to get more proactiith w
my health care...being informed and educated helpfeaidike I'm in control. | feel less anxiety aliou
my symptoms (angel4nettie, MS).

PatientsLikeMe, the leading treatment and outcoshasing website for people with life-changing
diseases, is proud to announce its first scienifister award. Today, at the 20th anniversary mgeti
the British Neuropsychiatry Association (BNPA), Praul Wicks, resident researcher at
PatientsLikeMe.com received the Association’s finste for the best poster presentation, entitled
“Telesocial medicine for neurological disordersti®atsLikeMe.com”. “This is the first time that
PatientsLikeMe.com has been formally presented @atcademic conference and it's great that thehsite
received the recognition it deserves,” says Dr.Rali¢Over the two days of the conference I've spote
neurologists, psychiatrists, and patients, all bbm were enthusiastic about the concept and irieatés
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the development of the site as it branches outdiude conditions as diverse as ALS/MND, Parkinson’
disease, and multiple sclerosis.”... (quote taken fcommunity blog)

PatientsLikeMe is excited to have been selectetlRisrceHealthIT Health IT Innovator. We are deiigh
to be given yet another affirmation that our digesgecific communities and treatment and outcome
tracking tools have the power to transform the patfents manage their own care. (Heywood, founder)

While PatientsLikeMe has been honored and citedt$annovation in the area of health and medical
research, we were thrilled to be recognized digedfotl our social and artistic value. Central to
PatientsLikeMe, and what drew many of us to wonlehis our commitment to empower individual
patients to become informed, engaged participant®ih their own healthcare and in the creationexf
scientific knowledge. This prize attests to ourtdbution in this area. At PatientsLikeMe, as atein
disciplinary team of researchers, designers, agthears, we are building a platform for patient®ath
share and use health data. Our goal is help pafieverage their own experiences to make goodsibas
and improve outcomes. As a research scientist hiéseexciting to see how our carefully desighedls
engage patients to record, reason with and appéytdanform all types of medical decisions (Jeknast,
Research Scientist at PLM)

FORMS OF SHARING THAT LEGITIMIZE THE ‘SHARING’ OF PRIVATEHEALTH

DATA IN PLM

viii.  Unpolluted sharing:

PLM is a research site. They hold up their enthefbargain by providing a place to keep track of
symptoms and meds, and a place to ask questions$ kIS stuff, or other stuff. We hold up our endlodé
bargain by filling out the data on our profilescasnpletely as possible. That data is used to hudipdind
better treatments or possibly new directions ieaesh. Web sites don't run for free. Each orgaioizdas
to decide how they'll fund the venture. In theecabPLM, they went with data sales, and not mddica
advertising. | prefer data sales to seeing adireds on every page. (gardener, MS community )

We give out far too much info about ourselves mfibrum from time to time, but it's just so nicetdtk to
other people that know what we're experiencing,raagibe learning a new way to deal with the problem.
I'd much rather PLM do this than selling advertisall over the site. With the people they havekiar to
keep this site up and running, they have to findeavay to generate money. PLM has always been up
front with me, and if anything they do can helpfia cure for this Monster, then sell it, give itagw
whatever they have to do to help us. Mary (greesgy

iX. Real-time Sharing:

| have been a PLM-er since October 2007 when theifeDwvas a meer 827 people registered and maybe
twenty posting. Now we are a large family of arodr2®0 and growing by the minute. The difference in
this site is we care for each other and know edlclrs good and bad days and help the best weltgan.
support team in PLM is always there for me regaslii® the time of day and responds back in a flash.
Sometimes at 3am it's just me and the (little peopéhind the buttons. Those are the best timesusec
you can really vent one on one with someone whescand knows what your talking about. Sometimes
patients need to know someone cares more thandgte to make them better and that's what you get at
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Patientslikeme.com... my experience has not ongnlike finding of knowledge to help me combat
Parkinson's on a daily bases but the supportefmti have come to trust and adore. No questishk Isa
too small to go unanswered and at any time of hyead night someone is there if for nothing elsetbu
listen to me. Had | not become a member of thissawes group | would not know that | was 1 of 50,000
new cases diagnosed each year in the USA and #imtiot alone in looking for a cure for this diseés
which there is no cure....POKIE (MS community)

X.  Anytime Sharing: Opt to participate versus Opt to detach temporarily

Several people have told me that a support groupdame a good idea. | think that sitting with a barof
people would make me really uncomfortable. | aléok seeing those who were more physically disabled
would bother me. | think that just talking on tfisum has helped me tremendously. Is this eno@h?
should | give a support group a try? | feel prettynfortable here. Does anyone else go to any other
support networks? Ralyn (MS community)

xi.  Formal and Informal Sharing:

| enjoy both kinds of threads (conflictual and domftive). It was not my intention originally (that
intention was not as healthy) but | was glad &H€8 and | revived those threads because | thintoiight
a lot of things and discussion back to the foruat tldid miss. | need both aspects. | enjoy théadiaing
and sharing with people | identify with - | alsoetkthe informative sites. | reach out sometimesalize
that some people have issues dealing with thiswbalebut | hope it can all be worked out soon. This
community has been a life saver for me as I've tiaid and time again. (appleflower, mood community)

Mood issues are not all about positive feelingsn&imes some of us feel down, irritable, irreleyaad/
and can experience perspectives that are exaetlygposite. It needs to be safe to express netyadivi
well as all else. It is important to be valued jastwe are, need to be, at a particular time, irgldeurtful
directly to any one individual, is probably mosttfi to the perpetuator. One needs to think imeof
projection, for the roots of some feelings; towasdme people. Negativity really is ok. Withoutvie
couldn’t recognize positivity. Both poles are neszgg and real. We must examine it from within, heare
and express it, even, as long as we do not huthanperson intentionally.2yo s cannot help that; b
adults can THINK and not be hurtful directly to ets. The word DIFFERENTIATION (in psychology)
comes to mind. (Michala, mood community)

Nyc, got your request. We are working on expanduagtreatment section, and will include alternative
therapies. Gdarbo and kakijade we hear you abeubtganization. We're planning on creating categor
within the forums to help people find things moreclly. The exact categories are still being diseaksbut
may include humor, personal and off-topic and ttesearch, treatments, symptoms, etc. This is ahmant
two away, and we'll be sharing our ideas here leefigr implement them. | believe you'll find thatstaill
really help organize the forums. You'll still bedd@ho get the data view we have now, but then ybe'l
able to quickly see just the posts about a specifiegory. Thanks again! Keep them coming. (Tim4a)im

What | do not want to see happen to this siteriifmin to strangle the forum to the point thas ibnly
about medical and medicine! It would be like goiagne of those wen Dr sites. Just info, no inter
communication with others! | personally like thé wipics and such! It breaks up the boring monotohy
our daily lives dealing with our physical ailmemtsd disabilities! If the in fighting continues atetrate
that is been. i can see where that could very el reality! Picture our beloved PLM, and allttva
could write about on the forum would be a MS raldtapic or it would be censored! Is that what &lyou
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want? You are heading that way if as a group waagoonduct ourselves as adults! And treat eacéroth
with respect and dignity! | ask that we stop belang temperamental and suck it up and act likalive
have some common sense! | truly believe we can! diowill just take work from all of us!..Jasoncj, MS
community)

It seems as though this site is expanding in mesiiean accelerated pace. | appreciate any ¢fifatris
made to continue to keep the small town feelinfgklthe first day I joined. | thought this is lak
MAYBERRY for people with MS. | do realize that thaye a number of serious topics related to MS.
Mountain Boy, Nick, and several other people amstantly seeking to inform the members of the PLM
family. Keeping on and company crack me up. |atywppreciate the OT headings. In a way, they a
much more personal in nature and | hope it allowd$viduals to express their in the moment feelings.
seems as though it may have allowed a lot morelpeopopportunity to open up about their feelingtie
moment. Apparently, this site started as a countagl and is now a superhighway! If anything, hkhi
they encourage more people to post their feelingsé moment as illustrated in this post itselfs&wna
(heyden, MS community)

We agree that this forum is about MS and relatedes *and* that people who come here form important
relationships. So there needs to be room for [&dhwe will be creating categories within the foruimg'll
talk about what we're going to do before it hapgerget your reactions, but expect that in 6-8 vge&o it
may be a bit rocky until then, as we have growthtopoint where we should separate out things nhate,
we can't get it done sooner. All of the discussi@nBLM hopefully do help someone in some way. We
realize we just need to make it easier for peapfintl what they need. We'll get there! Remembeatwh
one wise soul said in this forum earlier....."I& timternet were high school, PLM would be the dod$
table."(I wouldn't know - do the cool kids fight?) (admin)

IF this site were to be solely narrowed to the fooftimultiple sclerosis, then | probably would bethere

as long as | have. This has become an outlet fosaraething I've needed that was missing in my life
When | was diagnosed, everything around me changed.it wasn't a good change. There was the new
me, and everyone else in my life wondering whyuldo't just go back to being the old me. Here,rl ba
the new me, and many times, have fun and NOT tadkibMS. | personally like that we can talk abdut a
sorts of things. It's fine to separate it out idifferent forums, but you can't get rid of the "Call' together.
Steph (sacleveland, MS community)

Healing and well-being is not just about taking mations. It involves the body, the mind, and theis
Here at PLM people have the chance to work orhedlet areas...the forums here address this crappy
disease called MS with advice on treating the baslwell as treating the mind and the spirit of éhadth
the disease. You need all 3 to cope effectivellgained that back in the '80's when | nearly diBgMess,
MS community)

forums are a little microcosm of real life and sopee®ple are shrinking violets, others are venusahs.
Or whatever. If we all are going to be so niceyerand considerate that it's all warm hugs and §park
teddy bears, I'll probably quit coming to theseaufos because | appreciate the edge and get boria by
syrupy shit. (rubie , mood community)

I'm new here, just found this site yesterday, aarein recall how | got here. Must have been thramgh
article in the New York Times (another lifeliney fme). | was drawn in by the data-driven element of
PLM's project (appeals to my fact-seeking analysedf). | hate being ill, | hate this illness, aanh still
fighting back. No history of any 'mood' disordeatgthat term too) until a few years ago, broughbp
some terrible events... | just want my life baclkvie never joined any online community for anythimg
the past but was turned around by two amazing btotge New York Times in the last two weeks by IDic
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Cavett on depression. A revelation to me, botlpbitings and all the hundreds of moving,
courageous comments left by readers. I'll leavditks here as my humble contribution (Kim500, mood
community)

i especially hesitate to post threads about madtinger, books, and the like, i worry that everytimaks
or feel that it's not what they're here for, orttihgsn't worth replying to since it doesn't reatielp solve
anyone's problem, you know? at the same time thdudghl that discussing the everyday is confirimati
that life does go on, and that we are not defirmdelys on the one most obvious thing we all have in
common (b3ck, mood community)

These are very diverse forums, and sometimes $hjest'nothing on them that you feel involved witlve
gone weeks without posting for that very same ned&sdore. Have you added any threads to youofist
favorites? when I'm feeling out of place on thaufos, that's where | usually go. it's okay to gtirack an
old thread that you relate to more. Another sohutifind is to go to the profile pages of sometwd people
I've really connected with here, or who | thinkksahbout interesting things, and see what theirt nexent
posts were, and then leave a reply to them. Samestthat will resurrect a really interesting thréaat has
been buried. BantunianPeanut, mood community

xii. ~ Material and Immaterial Sharing:

(on a patient comment asking for sharing PLM psdfitHi Dennis, May | respectfully disagree? In my
case, there just aren't enough viable maintenaaagnients out there, and if selling my informatiora
drug company or concerned party will help to abié®ithat situation, then | am all for it. For rites, all
about finding viable treatment options, and maybeugh certainly not in my lifetime, a cure, notyofor
Devic's Neuromyelitis Optica, but for standard M#&nfis as well. (Grace53a, MS community)

They do have gifts once you are a "3-starer". kehiéne PLM shirt, but | know there are other thittgsy
have as well... (JCA, MS community)

PLM also sponsors patients and other not for porfianizations in their endeavors to increase desea
awareness: PLM sponsors Minnie Lee, a member ofiloomyalgia community, and her team as they run
13.1 miles. PLM sponsors the National MS SocietwNmgland chapter's 50-mile "MS Challenge Walk"
on Cape Cod (Sept. 5-7. 2008). PLM sponsors oétleat of National Parkinson's Foundation YOPN
Conference in Atlanta, GA on 8/7-8/9/08. (takemirBLM facebook page)

Dennis... while I'm not fond of someone selling imfprmation, blinded or not, PLM does this to kebp
site free to those of us who benefit from it. Tigisio different from the "blind" studies drug coamges do
and sell their information to others. Did you knthat credit card companies do the same thing? Many
other places sell your PERSONAL information to eshevhich is why we get so many telemarketer calls.
A lot of people think that you telemarketers getitlinfo from phone books and such, and some db, bu
more get the info from other companies who betieéimselves by selling it. These companies have NO
benefits for us. At least with PLM we have a netewvhere we can "free"ly reach out to each other.
Denny, I'm sorry you are discouraged by this, lmut lave to remember the benefit you've gained tten
PLM family. If you leave, you will be sorely missebrust that love you believe so strongly

in. (NanaBanana54, MS community)

Dennis is gone it seems and | doubt will be postiggin here. IMHO some people feel they should be
monetarily compensated for anything they do. | glf don't like "working" for free, lol, but | do ke a
freebie every now and then...like the t-shirt,ihkithat’'s a great deal. | guess what | am feeimthis
thread is that there are some people who wouldokettér if they got a little something more from
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PLM....maybe a mouse pad or USB Christmas treel..LIQhink its a good topic od discussion sincesit
apparent there are some members who are needirgfroor PLM...this might be a good place to post
ideas and to just kick the idea around. Its likeewlyou go to buy a car, you dont have to be giwegthe
best price in the world, just make me think itushk wink. Love to all and peace! Philip (MS comnityh

For better or worse that is how the site is fundégtrwise we the people on these pages would logvayt
for access to the tools and the forum. Don't thiogpitals don't do the very same thing as longoasaye
not personally identified what's the differencs.jitst aggregate information. (numbers) | admit #tdirst

| was concerned that my information may come badkatunt me and it might but | do believe PLM does
its very best to maintain our private informatienpaivate. We most likely expose ourselves morithén
forum section than we should. | have reduced howhueveal in the forums as | have been bit in the
back side by information gleaned from its 309 pagdst is still this is a very good thing. Kellp{.D
DAWG, MS community)

Dennis, how else do you think science/technologsaade? | have had MS for a very long time and never
have | had the opportunity to speak to people widetstand what | am going through. PLM has beeh suc
a blessing to me as well as others. I'm sorry gelithe way you do. Best of luck to you whatewvaun y
choose to do. Jamie (MySecret, MS community)

PatientsLikeMe has the potential to be a greaturesofor conditions that potentially could be teshby
pharmaceuticals. However, its business model —nfiiz support from drug companies and their ilk —
leads it into a conflict of interest. For exampiatients desperately need a way to collect repdrsiverse
effects from medications, a responsibility shirkgdthe FDA and subverted by the drug companies.l@vou
PatientsLikeMe lend its platform to patient comntigsi that have been harmed by drugs, such as those
suffering from antidepressant withdrawal syndrortesgem unlikely, since documentation of iatrogenic
conditions might affect drug sales and, therefbesfrowned upon by PatientsLikeMe’s sponsors. Would
PatientsLikeMe lend its platform to tracking remeithat are not profitable for drug companies, ssch
supplements or exercise? Because of this conflictterest, PatientsLikeMe may serve some patient
communities — those to whom the drug companies nagéntually sell drugs — but will ignore others —
those who will not be drug company customers. Controg Altostrata — November 29, 2008
(community blog)

Altostrata , Thank you for your comment. | saw ¢timet you left on our Openness Philosophy post. You
are interested in antidepressant withdrawal syndrdterhaps it makes sense for you to join theasite
add that as a symptom. Then anyone else expergitcinill be able to add it. In addition, we most
certainly collect adverse event data and we’réédrocess of working with the FDA to send thatdat
them directly. Our patients’ trust is of utmost ionfance to us. We are not driven by the whims of
pharmaceutical companies. We respond to patiemtsrfanst as is discussed in our core values. Wiebs|
however, that pharma companies are investing bdliof dollars in many diseases and the patienevoic
must be heard in order for them to bring bettedpots to market. This is what Openness is all atmut
PatientsLikeMe. | welcome you to join our Mood Ciimths community and find other patients like you.
(David Williams, co-founding executive)

Research is what is needed and with a new cuttigg site like PLM guess what they can compound that
research faster thanks to al the wonderful memivhoswant to help others. sorry u feel this way denn
and have decided to delete your information whesieeuno longer a equal participant in cutting edge
research...Nicole (feathers4dme, MS community)

To All the staff members of PLM | want to say "Thariou so much for caring enough to start these
sites." If this is what it takes for drug makevsuhderstand patient needs and reactions to maxdisdtsay
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what can | do to help. | no longer feel like | amirlg in my own private HELL. Let's all join togethand
beat these darn diseases even if it means we baep down naked and have no modesty. Together is
much better than being alone and overwhelmed. Usmformation for research and to run this web site
so | may receive comfort from others that is pessl.....your pal and a Patient like you, Pam (B&Ns
MS community)

It is here where | learned of a device called "Béss LS-300" It is here where | learned of a daltgd
"Fampridine-SR" It is here where | learned manynyntings about MS. | really can't put a price dmatv
it means for me to keep walking. | don't thinkthk money in the world could replace what I've healr
here. I'm 40. My son is 9. | like to go outsidelglay w/ him. Money can't buy that. | went tauyo
profile Dennis. And yes......you did remove aluyinfo. | wonder if you had something to teach nhe
guess I'll never know. Sad really. I'm always téag here......I hope that maybe you could find stitimg
here too. No......... then that would be selfish.wouldn't it. Ya know.....all take......but nive. Be Well.
Todd (Smallie, MS community)

Maybe its just me, but | have already received paynfor my little bit of information. And it hasothing
to do with receiving a PLM T-shirt. My reward wamking great friends and meeting patients like inag t
can relate to what I'm going through. Just a ptadalk with fellow ms'ers is enough for me. (Ka#de,
MS community)

WHY DOES EVERYTHING HAVE TO COME DONE TO the ALMIGRY DOLLAR? how would i
have has gotten half the precious information ifiad run across this sight? and as someone saigabo
websites don’t run themselves for free. | canytell the information here is very valuable to inaow
that to me this site is no different than havingead and pay for all those idiot self help boahkd a
articles(and hope they know what their talking abauny not go directly to the horse’s mouth forgfel
where else am i going to be able to find out wittivacy what to do about my terrible constipatidoy?the
way Miralax worked great thanks) | just feel werablly have many more important things to be
concerned about . just my opinion and thats whatdite is all about...confused aka robin (confuse8, M
community)

xiii. ~ From Belongingness to Connectedness in Shakiogv Connectedness intensified
in/through PLM:

a) Patient-Patient Connectedness through Intra, Inter and Outer-communal
sharing:

| found that Montel Williams' book "CLIMBING HIGHERwas the FIRST AND ONLY way (before |
found PLM) to explain to others what the pain Mofings with it is like, as well as some of the 'ifioal
B.S." surrounding M.S. is about... at first | wasnire if | was offended until | found myself AGREE>
(JD-OLIMITS. MS community)

here are a few sites to check out for yourselid iadot of research before i decided so good lockll and
i have been 10 months relaspe free YA HOO®tp://www.freewebs.com/crystalangel6267/index.htm
www.ldninfo.org http://www.lowdosenaltrexone.org/ldn_and_ms.hitittp://skipspharmacy.com

this site might help u aliilte.. it is free and down to message forum and register. u will find s@reat
articles and real live people storiggtp://www.ldnresearchtrust.ordittp://Idn.proboards3.conthis is a
board that is also free which has great people &lste this one is of the trials going on:
http://www.lowdosenaltrexone.org/ldn_trials.htm#@ialinProg this link is to sammyjo on plm and if u
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scroll down u will see a pic of sammy joe and wickhe is also here on plittp://Idners.org/index.htm
(jhcamero, MS patient profile)

I love the ability to graph out MS progression &eep track of all my medications and symptoms. This
will come in handy for doctor visits. The graphe afso very revealing in that | can track exacéobat
and connect the dots. What | love most about PatidceMe though is the feeling of community and a
sense of warm and open invitation to everyone. iBhéswonderful time to say thank you to the
administrators and support folks here. You workaad and listen so well to our suggestions. Thanktp
all the members and caregivers here too. You'veenRatientsLikeMe our community. (Joy, MS
community)

Support staffgcottlistfield: My name is Scott and I've been working hereld#fi®n the design of the new
Mood Community. | just wanted to tell you that yaxperience is exactly what we were hoping for, he
you discovered something new about your mood hygusir tools. | don't know that it provides anyedir
answers to the big questions in life, but if it ohas a little bit how you think about those questid for

one will be pretty pleased with this site we'veltbdihanks so much for sharing your experiencendtins a
great deal to us who've been toiling away on this.

i am learning more and more. i just looked at mgtant moods and i really like how u have it brokemn
of the days of week and hrs of days of week. shiswing a clear picture already.. does that stat each
week or will we be able to keep track of the weed brs or is it just gone after a week? i reakgliam a
visual type of gal and if i can see where my baadntimes are it sure helps me to understand wiilyan
evenings it is my not so good times.. gives me $bhimg to look at and wonder why and work on. so are
we going to be able to see that each week anefi geing week to week and not be wiped out? hope u
understand my logic see it is evening time not mgdymood time haha...Lee (pdwheels, Mood)

| have learned many, many things, especially tgamization of symptoms, which helps me "think" of
myself and my MS. It's easier for me to expresseatfiye my doctors and family. (BEBE, MS)

It is intimidating at first to become familiar witPLM, but worth the effort, and they are improvihg site
continually. Take advantage of this opportunitycdsts nothing but a little of your time, and is@f the

best things to do for yourself and those who carg/éu. My doctor is even impressed.(That is ayani
itselfl) Learn how to organize, keep records, sametreatments, and research resources all iplace

with no discernable strings attached. You nee@aytbit of courage and a computer. (Mammananny, MS)

b) Patient-Physician/Researcher connectedness

| presented my info this week to my neuro and dtteking over my doctor printouts and the detdiks,
was very impressed with the info, he kept my paf@mrsny chart which for him meant he was doubly
impressed with it's info! So kudos to you and ladl staff who make this site sooooo excellent!
(D'awesome, MS)

i have taken my dr the doctors sheet and he |aveldei has even been to PLM and liked all he saw..
everything is right there for him no flipping thhis charts so i take mine every time i go to see .Hbut i
also agree some drs feel threatened but hey d uydur job right now u would not feel that wayutb
living into days society u have to be your pati@thtocate for you and knowledge is that powerwagb
listen to my dr and he does to me but i also realint of drs out there would never do that buhiéha
very open minded dr thank goodness.. (pdwheels.dyloo
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our focus on capturing the real-world outcomesaifgmts really sets us apart. By structuring this
information in a way that makes it useful for oatipnts, clinicians, researchers, and industryngast
we're really making an impact in our current dissasmmunities, and will do the same as we enter new
disease areas. We're also committed to helpingpatimprove their patient-doctor communicationr Ou
patients can download our “Doctor Visit Sheets,Iahhdetail all of the symptom, treatment and outeom
changes that they have entered in our system.prbisddes doctors and medical professionals with a
complete perspective on the patient as a whol&jdity information not traditionally captured in dieal
records. The perspective of focusing wholly onghéents’ needs, while improving the patient-cliaic
interaction and engaging the research communitkesiaur communities a unique resource in the
healthcare industry. (Heywood, founder)

Please help us spread the word about PatientsLikaMenvite others to joirus. Invite your medical and
care team members to join the community. Simplgkdhelnvite buttonin the MyCareTeam section. Our
Tell the Worldpage also includes information sheets and slidestdPatientsLikeMe that you can use at
your support groups, doctors offices or anywhene want to tell others about PatientsLikeMe.

Your care team is made up of people who are agtimgblved in your care. It could be your doctor, a
home health worker, a spouse, parent or childoulf want to invite someone to be part of your caeart,
there should be a button on your profile that allgiou to invite people. | notice that you have atdoon
your care team. Did you not invite this personfdf, | think you should be able to remove them frguar
care team. As far as what they do, the idea istltiegt be able to be part of our community to slaauc
learn some of the tips and ideas folks share oe. liarentually, we'd like caregivers to be abledorect
with other caregivers who might benefit from talkito someone in the same situation. You can sist a |
of our MS caregiverbere(Maureen, admin).

Many doctors had said that they had been invitgditothe site by their patients and were curiaufnd

out more. We were able to use our new Google Mapfaature to show them where their local patients
were, which had people queuing to see who they khatwvas registered on the site! Several reseerche
were also interested in forming collaborations esdhope to be able to get our users involved inemor
research over the coming year. (Paul Wicks, PLMsup

Personalization through PLM affects physician-patieonnectedness and relations:

PatientsLikeMe is a an example of one componepeodonalized medicine (by keeping a record of your
moods, medications and side effects over time, goarcan see how things are for YOU, rather than
operating under the assumption that you will opeeadactly like every other patient they've seemjad
PLM)...Imagine knowing every medication, supplementlevice used to treat your disease. Imagine
knowing which treatments work for people just likgu -- and having the ability to easily connecthwit
those people. That's what makes PatientsLikeMereifit. Seeing the disease progression and the
treatments that have yielded those outcomes c@rpla¢ients and physicians employ a more persorhlize
treatment plan. The power of having a communitypatients like me" was demonstrated recently when
we had a user whose weight was dropping precigditpudich can accelerate a patient's deteriorétion
ALS. Because patients track and share their impbaatcome measures, another patient was able to
remind him of the importance of keeping his weigpt (Ben Heywood, founder)

My biggest problem was getting doctors to listemi®when | brought them this material. It washasigh
even though | could show them 'evidence' of hoeakted to meds, they continued to assume that lidwou
react the same way as other patients. So, whildysing more detailed, personalized tracking is folp
one also needs a doc who is receptive to that sawlking. The greatest payoff would be more goesss |
bad. In other words, you would identify drugs thatrked more quickly AND you would be able to géit o
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drugs that had intolerable side effects. | nowehawoc that doesn't hesitate to take me off ofesloimg if

| say "l can't tolerate this." But, my previouscd@lways wanted "proof" of my side effects. Peadiaed
medicine might give them that proof. The greatist to patients.. doctors keep ignoring you? Ii'ye
like me, that kind of stuff is a big trigger forisiglality. If you take the time to carefully plamt what you
want to talk about with your doctor and your docays that you are "obsessing" over your illneshair
your side effects are "all in your head" and maynay not be the result of "thinking too much".erthyou
might want to kill yourself. | bet that other peeplill have better answers. | think that SOME deostare
ready to work with patients in this new way. Liky p-doc and my cog therapist. Others might ncdde
ready... (CharlotteM, mood community)

What are the greatest risks to patients? justagiioand i may be off base here, but as risk gabmk
some patients may be their own worst enemy. fdairee...the doctor visit sheet, and mood chartsy..i
very hard to be completely honest as i answeruheey questions, but i can easily see how i can
manipulate the results to convince my doctor tegribe me certain meds, or diagnose me with somgpthi
i may feel more comfortable with. sometimes knowyog are being scrutinized, and specifically what
about you is being scrutinized can affect you bahaVi'm sure you guys already know this) what
measures can be taken to guard against that, ¥ @3¢k (mood community)

This article was just posted on the web editiod8fNews and World Reports. It helps me understhisd t
thread. | summarized and edited it for PLM relevari®Vhat is personalized medicine? Personalized
medicine is about making the treatment as indiided as the disease. It involves identifying.inical
information that allows accurate predictions atmperson's susceptibility of developing disease, th
course of disease, and its response to treatnmeatder for personalized medicine to be used atfelgtby
healthcare providers and their patients, theserfggdmust be translated into precise diagnostic...
treatment .... [ed: | guess that's the data b&s® wreating here at PLM.] Specific advantages tha
personalized medicine may offer patients and danig include: Ability to make more informed medical
decisions, Higher probability of desired outconteanks to better-targeted therapies, Reduced priilabi
of negative side effects, Focus on prevention ardiption of disease rather than reaction to iti&a
disease intervention than has been possible ipakg (Bipann, mood community)

c) Patient-Pharmaceutical connectedness through research in PLM

We also have to remember that PLM gets funded frard data which they collect from our profiles. The
forums are just for us to connect and try to halpheother. It's difficult to get hard data fromoauim.
Although it might interest some pharmaceutical niacturers the things we talk about in here. Giventh
real life experiences with the medications thay thmvide for us and perhaps make them better. Wk
side effects and maybe lose the whole weight daimgt That could be something to present to drug
manufacturers (Ender, Mood)

One of the reasons certain treatments are verynskgeis due to the research & development costs in
creating them, particularly if there aren't larggplations using them. Pharmaceuticals and othay dr
developers are typically for-profit entities (frapkbecause that's the model that tends to work) aesl
that significant R&D cost must be recouped sometmwhe treatment would never be developed in the
first place. This is where PatientsLikeMe comesBippartnering with us, drug developers (including
pharmaceuticals) can potentially optimize theirgsaons. High-quality, highly relevant data is haod t
come by. It's not cheap or easy to recruit patitslinical trials. We have tools and historickalta that
can save months or years of research time, and tveilding a platform where new tools can be cikate
cheaply and quickly -- tools that no one has e@teived of yet. By helping to reduce the costrofd
development in many different ways, PatientsLikedda help reduce the cost of drugs. It will probdizy
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at least a few years before we've had a noticedfdet, but the general consensus is that it'sitalkele.
Like | said, I'm not an expert in the area. I'm siote what makes a pharma "evil", which ones are
considered "evil", or why. But | do have confidertbat PatientsLikeMe's policy of transparency and
patient-centric attitude will make a differencedanill spread throughout the industry like a berexb
virus. If a partnership with a pharmaceutical com@sn to compromising on these principles, we will
pass on the deal (jeremy, admin)

MESO (COMMUNITY) LEVEL INSTITUTIONALIZATIONS OF NEGOTATION AND

LEGITIMATION OF SHARING PRIVATE HEALTH INFORMATION

Negotiating the ‘Sharing’ of Private Health Data through the ‘Community’:

Micro-Level Dynamics of Privacy: Individual (Micro) concern of sharing private healéita in PLM:
(1) access to identity or revealing of personaliitifiable information (social security numbersiling addresses
etc.) is not wanted:

| think each person who posts needs to take pdrses@onsibility for what they post -- additionaliyhen
signing up for this site, it's recommended that usenes do not include real names (David)

Do you feel you are putting yourself at risk? HEREPLM... NO. The REST OF THE DAY... HELL
YES! I'm NOT advertising my FULL NAME, Social SeéyrNumber, Medical Record Number, etc. -- |
am putting out the INFORMATION that | FEEL is NECESRY to COMMUNICATE my concerns,
issues, etc. -- NO ONE IS HOLDING A GUN TO MY HEABnd NO ONE is threatening my standing
here (as a user) that | MUST PROVIDE EVERY OUNCE IBFORMATION... so... WHAT'S NOT TO
LOVE???? It's the FIRST place in TWENTY YEARS the¢ FINALLY found a place to EXHALE over
M.S. -- because WE GET IT here. Sharing too muédrimation for comfort? Again -- DO YOU HAVE a
GUN???? Are you SWEARING ME IN before | get to @@sThreatening me to BE MORE OPEN???
MORE OUTSPOKEN??? FORCING ME TO TELL YOU EVERY SBNE DETAIL OF MY

DETAIL! Imao) No... | DON'T feel like a HELPLESSICTIM that you're FORCING ME to do
ANYTHING against my will AT ALL. What are the berief? Besides EXHALING for the first time in 20
years?? Besides NOT wanting to BLOW MY OWN HEAD Gdfter every single neuro appointment
when someone TELLS ME AS A FACT that "M.S. NEVER "and then | LOOK IT UP and find

YOU have NO IDEA -- NO EXAGGERATION -- THIS is tHelRST TIME | can be FEARLESS with my
M.S. because IT'S NO LONGER in a position of POW#&®r ME... | HAVE THE POWER over IT now.
While | AM still SCARED, and | MAY be LONELY... | M NEVER ALONE and that, in itself, IS A
PRICELESS GIFT that this place silently leaves bdhi. Do they outweigh any perceived risk? Okay...
perceived risk -- SOMEONE (let's say... A TROLIpoor bastards... get the crap end of the stick EWER
TIME!) SOMEONE decides that they want to TRY andE&L the information regarding location,
birthdate, etc. -- to "USE AGAINST ME" -- sorry, tiilne ACTUAL DAY of my birth IS NOT the truth by
a few days... the ACTUAL LOCATION is NOT covered igive you the zip code NEXT DOOR... My last
name isn't PERFECT if | sign it with first inititd NONE OF THIS EFFECTS PLM's usage of my info...
the fact that I'm on a LIST of meds -- AND???? MMARMACIST IS A LARGER THREAT (ALONG
WITH HIS STAFF) TO MY PERSONAL SAFETY AND PRIVACY--am | worried about PLM???
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Ohhhhhhhhh hell no, my sistaah!!! If you have argrenquestions... any comments... IF Y'all NEED
ANYTHING from me AT ALL... you just let me know. Ifm being COMPLETELY HONEST... (and

95% of the time... unless I'm dealing with one gffniends here who I'm TEASING, etc.) If I'm BEING
COMPLETELY HONEST... let me just say -- when my qauter died... a good friend of mine came to me
in TEARS -- she wasn't WORRIED that | didn't havermay to fix my computer... SHE WAS WORRIED
WHAT | WOULD GO THROUGH WITHOUT ACCESS TO PLM -- bause EVERYONE in my life

who knows ANYTHING about my struggle with M.S. KNCRAHOW MUCH of a POSITIVE
DIFFERENCE this place has made in my journey. (@anthe way -- IT WAS A PLM friend who FIXED
my computer -- LET'S SEE THEM TWIST THAT! (OLIMITS34S).

| so much agree Liz, the 'good of the many outwélighneeds of the few' We do take a small risk et
the potential gain is enormous. If our voluntaplysted personal disease history helps stimulaes n
direction for research and study, that is worth'ih sure my grandmother would have been hete if i
existed in her day----and maybe I'd have bettewars now. That said, | would not be excited to pogt
full name, ss#, or credit card numbers here, tlmatldvbe foolhardy and it isn't necessary anywaye d&h
pm each other if we want to be in closer contddte internet is a lot bigger and potentially urnidéy than
most think but most identity theft involves finaalkcinfo and there sure isn't much of that herd! Tdiekla

(2) employment issues, (fear of losing jobs dudisolosure of private health information),

Even though | use my real picture here, | findaisyeto share because of the "anonymity" of ther etz
Well, | have my info set to private so that Googga't spider me. (I do contract work for Googlelon't
want them getting all of this very personal mehgdlth info in their database!) But for me, itisda like
going to AA or Weight Watchers... Everyone at theetimg can see who you are, but they have the same
problems, so they don't care who you are, whatlgok like, whatever. Twilightsun, mood community

I would withhold info or not seek care due to poyaoncerns. | was thrown into MS and was very
forthcoming with everyone, including my former emgér. If | had to do it all over again, | would

keep my mouth shut, with the exception of telling family. I like the anonymous nature of PLM. drtt
include my full name so I'm comfortable in noting dx and symptoms. I'm technologically savvy and
fully understand the privacy programs from Googlaltteand Microsoft HealthVault, but | am hesitamt t
save a personal electronic health record with tiposgrams. | would be open to saving my PHR within
closed system to which only my care team would faeess. | would also like the ability to backtiat
information at home in case | changed docs. Addinly understand privacy laws and my rights
regarding my health information as it relates tg@kyment/life but | have good reason to not futlyst
them yet. (MrsO)

What if my online health info gets around and tfiagl a way to fire me b/c | have MS? While | ddnitle
my MS, | also don't publicize it. The small hospitvhere | work was bought by a group of hospiteld
we are in the adjustment period. | wouldn't pysteist my employer to do something like that.
(hummingbird)

what is with the possible manipulation of infornaationline??? Whose going to be responsible foritapk
after IT?? What happens to the information afdieP?? Is my husband/wife going to be able to have
access?? How are Doctors going to be preventedtfroming down patients?? How are employees of
medical institutions going to be protected??? Whating to happen if the computer crashes???? hat
with computer viruses??? What is with costs? whgmiag to have access?? There really are so many
guestions that should be answered, although | ¢yt getting the feeling that, nobody really fetbisy

can do anything about it, or at least control t@tdxtent it will happen and how! That its inevitals
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probable, but I still believe that we should hawe tight to say who knows what,when,and if about
ourselves. It's about freedom of choice, will atat human dignity! Over to you! (LEDDY, MS)

Thank you all for your insights and opinions. Theed to protect oneself from employers, the neetto

give doctors an easy out (thanks for that, JD)ntled to have control over who sees what - and whes
some of the key issues we all need to understaad; Melpful discussion. Hopefully we can keep iingp

We've written about this oour blogthis morning too (thorgan, admin).

Why not release all the medical data including aedck age that are vital to how you treat a persornvarat
kind of diseases the person might have. But a patsmumber could substitute name, social security
number, home address and other information thdtidmiused to identify the person when someone othe
than the person him/herself or the doctor tredting/her is watching the data. In this way you cogsd all
the benefits of free medical data while not getting privacy issues (Taleg)

OK, so if you are an employer with access to thpagsic records, what are you going to think about a
applicant who has a "closed" record? (bebop603)

| was surprised when one of the hospitals | workiestated in orientation that you can be firedangy for
viewing your own electronic medical records withpatmission. And they offered no ready, legitimate
alternative (man-nurse )

(3) insurance companies having access to patiargtprhealth information,

If my health info was online for my health plan,avllso happens to be my employer, they could find a
reason to let me go. Why should everybody (ineigdill the nurses, lab techs, doctors, and other
pharmacists that | work with) be able to see mgpeal health info? What if | was laid off b/c thfeyind
out | had MS and we lost our benefits? ALSO, whabtential employers could easily see your heialfiy
and didn't hire you b/c you had MS??? What if sywassed up for a well deserved promotion b/c my
health insurance/employer found out | have MS q@ression? | used to work for an HMO, and | didn't
seek help for a long time for depression b/c | Widant the health plan or my co-workers to kndivhat
if a prospective health insurance plan saw thathamirecently had a brain MRI (but no MS diagnoaig)
later said that they wouldn't cover MS b/c it wgzre-existing condition? What if you see a doctbow
totally misdiagnoses you. You seek a second opjraod the new doctor sees what the first oneasadd
decides to agree with them? (this actually happémeck!) Certain patients have a 'reputation' agch
being downright crazy. What if that reputation vp@spetuated in the electronic health record. ¥ver
doctor blows them off and doesn't form their owmam about the patient or the proper course of
treatment. Then the patient dies from a brain tufwhich caused the craziness)?! This happeneuyto
co-worker. (Rachel- hummingbird)

| already know that whatever | say to the doctarasprivate. It's protected in the doctor's offiaé once it
goes to the insurance company it's anyone's goesbat's the difference if it's digital- it's aloBaso
frustrating. The insurance and pharmaceutical coimegacan do anything they want with the information
once it leaves the doctors office as it is no lametected under the new privacy laws. (ShopG)rl70

(4) pertinence of information sought for to patieate,

Although there is always a danger of the cardrfglin to the wrong hands. So the thought of haaihg
medical information available with the use of chgrd is frightening. | would have to be convincédhe
safety of internet and its accessibility. | woubt fput conditions that | can decide WHO is allowaedess
to WHAT information and not that its a free for plirty! This is just the point about freedom toabe
who we have as a Doctor and who we trust? Thises automatically taken away from us. We lose the
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right to choose what information WE think is relavéor the Medical problem that we are trying tdveo
There are situations that a person can behave@amnsibly and withhold information making a situatio
dangerous for him or herself, but there are tagsibns where the information really could inteeferith
the decision made by a Doctor. there is also aatamigDoctors turning down patients because the ha
access to information before an appointment andesulgl you won't get one any more. Because you
aren’t seen as profitable enough. or perhaps tetlycor just because you're a pain in the ..(Leddy)

DEPENDING ON the INFORMATION and WHETHER OR NOTIistPERTINENT to my CARE, |
might end up withholding information (if it was#t READY IN THERE somehow) BECAUSE
SOMETIMES docs (mostly M.S. Specialists, by the wayecause they're FRUSTRATED that it's NOT
easily identified NOR curable) ATTEMPT TO belittie;, minimize the situation AS IF WE'RE
HYSTERICS. For example, as an abuse survivor, | MNIOT tolerate a medical professional trying to
MINIMIZE, OR EVEN BLAME, a health issue ON MY PREWUS TRAUMA as if the current
symptoms are a matter of BRAIN GAMES and aren'tlaing more than psychosomatic. JD (OLIMITS)

(5) Belief that no privacy in today’s world:

| do believe that there is truly no privacy anymawbaether you post info on line or not. The onhes
who withhold information are people who have doomathing illegal. And of course, THAT is the info
that may be needed! As a nurse, most people weyeavaious to share as much info as possible! They
wanted help and did not mind giving it. Leddymteid out some very interesting ethical issuesareat
involved today. Thanks Leddy. There is still a peob with "doctor shopping" This is when a patieaeg
from doctor to doctor to get Rxs. Online infor Mabhelp cut down on that. Remember, there is
surveillance almost everywhere these days. evedirngglots. So, if you think you are so privatestju
forget it! Big government has already taken oaad you can't reallly change that. So | just stoprying

Am | at risk from this site? NO, If | felt that lauld not be here. The benefits are amazing anduieou
only put here what you want to put. Now the privégsue! | can honestly say name one thing in our
society today that is truly private. Unfortunatafjer 9/11 we have lost all rights to our privanyie form
or another. | almost laugh sometimes when goirtgpspital for blood draws or whatever and they ask m
to sign the privacy paper, because | know they ke about me on that computer screen than |
probably do! | figure we are a group of peoplelbagtthe same thing and some of us have our family
members or others who support us here. It is osinkess what we decide to share. So how anyone can
possibly think our privacy is at risk is absolutalysurd!!! Keep up the great work PLM! Ann (lullatky

| believe the benefits of participating in a heal#ine system using online records outweigh privacy
concerns. What privacy? Given the resources, angandind out anything about my background. For a
variety of reasons, | am already uninsurable sel that | have nothing to lose by sharing allfdets with

my doctors. However, | do know people who have @&didiagnosis and treatment in order to keep &blac
mark off their records. We must, must, must fix baalth care system. (Joyce- joycesvoices )

unfortunately, there really isn't enough privacyranre. | just figure to heck with it. If they realvant my
info they'll find a way to get it anyways. why whitbld info that may help me because of someone lplgssi
finding out about my health issues. just my opirndicourse. :) | should add that I'm a stay at homoen

at the moment and so | don't have the employmertazas with privacy of med info that others do.
(Jackie_D)

The web is a scary place but we cannot feel afmalik connected to a site that is helpful to thafaes
with Medical disorders. In today’s society mosbof privacy has went out the window anyways. | kras
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far as legal issues maybe they should make a laavendmployers etc., cannot use your open medical
records against you in order to do away with youp®yment status. Ann

| am new to the website and always skeptical oftanyg like this. But the benefits far outweigh the
perceived negatives. Heck, companies these daysiageemployees for not disclosing that they smok
on their medical insurance coverage forms. Evelytuaihd | hope it's sooner than later, | will halemy
medical records with me in some type of media faramal this site seems to fit the bill for one asmdc
this need. | manage my medications utilizing areézbeet, manually imputing changes, which is very
time consuming. In, my opinion, "Big Brother" isnays watching and will always be looking at us. Bob
(Bobmil)

(6) stigma and discrimination associated with rémganformation about their diseases, stigma assed with
body and disease

I hide because | am a single woman in a small conitywwho is afraid she'll never find someone todov
her back, because they will never get beyond ades#ho's public face is that of disability. lénid
because | want someone to know me without MS befag know me with it, so that | will have a fighg
chance. The problem is that there is no me withfsl. | am now this complicated package of heaitt
disease and anxiety and triumph. That is who | amd so | hide, not because | am ashamed of my
disease, but because hiding keeps me in contnal the effort to stay in control, takes so muchrgpand
makes me feel like | am completely hidden fromwleeld. In many ways knowing that some of you have
the same struggles, gives me a community whererhaml| was hoping that you may be able to shatie wi
me some of your feelings about disclosure on aopaidevel, so that | can learn from you. (VeraH)

One thing that has given me more freedom is viewnygstruggle as being in my control. If | chooséde
vulnerable and open myself up completely to othetscaring how they respond back, what | gain is a
richer fuller life. Yes their are risks, riskslodéing hurt. However, the times that | am not hwitat | have
gained is priceless. My husband like to quote Nikest do it." Step out and be vulnerable, opeargelf
up, don't hide. You will be hurt, and then you vipyou will be hurt again and then at times nloagree,
though, | like people to know me before knowingaive MS. | am not hiding, but choosing to allowrthe
to see me fully and not distorted by their own rorszeptions of MS. But if they should see the M sif
me before seeing me without MS, | would hope theystrong enough to handle that. If they areryth
were not meant to be my friend or my lover (husberdCindy (harpgirl)

Is there any privacy options when tracking weighsymptoms? Knowing me | could be missing It !
thanks, shelly (shellyjenn)

| have always kept copies of my medical recordssdradted pertinent info w/a new doc. However, onynan
occasions, | have been refused as a patient, gomshat my case was much too complicated. Imaifine
they access to my complete medical file - I'd ndivet treatment at all! | understand the need,amt
hesitant to have everything be an "open book"réagvith others that doctors will try to blame euntr

health issues on past experiences. (cyndi_ Moomdanc

(7) familial reasons (families cannot relate teitlliseases, hence they find more people thatetate to them in
this community and empathize, not sympathize, whietkes disclosure process easier)

We all have ms and no one can understand ms atgdalh¢here is to it. No one can understand nas an
how you feel, except someone else who has it. livays telling my husband when he gives me the think
positive, your gonna get better talk......and Imgat and yell | am NOT going to get better! | afaell

him "live in my body for a day and tell me how pgos& you will feel" That usually shuts him up. NS
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so many things and different for each of us...l wanidte all members in family to join as caregivarsl
maybe they will learn from all us on here more bfatit's like (KaKiJade)

It's not that we don't want help and concern fraim families, we would just like to keep that strésen
affecting our Loved ones. Coming here to talk waither people living similar paths helps us to feses
alone in this fight. It is a way to connect andho@est with no judgment. To let things out so we gain
strength or come to a better place or understarfdinidpe next fight in the journey we need to dedh. It
is not a place to escape our families, it is agkatime with our families can be that. Time vatr
families and not with the MS ALL THE TIME. Joan §oiekay47)

My family knows all about PLM. | praise it all thigne. They know that it's the one thing that' fior

me. | share stories about the people here anithitings I've learned. | DON'T share PLM with my fam
Now | know | may get some flack for that but thaltie way it works for me. 1 like to know that wHatay

is private with the folks here. If | want my famiio know what | say then I tell them. That wag things

| say won't be taken out of context by them. Malivgjust having a bad day, you know? | don't lgt m
family read my posts because | don't want themdoyabout me. Some days | am depressed but when |
come here my friends bring me around and | climbodit. They remind me that it will be ok. | dbn

have to be healthy here. | guess what I'm sawrlat I'm shielding my family in a way. Or mayltra
shielding a part of myself. Either way it's a rexay thing for me. Maybe not for all but it is foe.

Sylvia (syl)

| think what we worry about getting from family afréends - that we don't find here is pity. No pne
matter how ill, wants pity. Yet despite knowin@thit's the first thing most people automaticadéigct

with or at least appear to give or sound as if #weygiving. What we do want is empathy - so very
different than pity. As folks all struggling witrarious degrees of similar symptoms - diagnoseatbgrwe
can relate and offer each other the utmost in emypagcause we have either been there and donerthat
know we are most likely to be there soon enougfierOve can even laugh through our shared tedheat
most awful of things - something you truly havdite thru to understand deeply. I've told peopichere
things | would never voice to my husband of 34 geary best friends, my children, my parents, evgn m
doctors simply because | know deep in my heartsandi | am incapable of making them understand. And
yet | tell my husband and friends everything - giterently or on a different level. It's not g
something, it's another way of communicating beeasisvhom you are communicating with and the
subject matter. | hope this make sense. PM imeldesn't and I'll try to explain it more. | thiit's what
your Dad - the dear man, a true asset to the PLiwhmanity, may be feeling as well. He's a true, good
man and father - one to be very proud of - jusiass of you. Floyd please don't leave! We nead god

| believe you need us as well. | understand tealor My prayers go out to you and your family.Better
Health, Jeane (rusty327)

| came on to PLM in April. It was a beacon of lightring a very dark time for me. | have grown velgyse
to the members in our forum (MS) We have beconeadikamily. This site is so different from any bét
other Medical web sites in that we can share aachl&om each other from our experiences. As to the
sharing of information. Each person makes thataghfor themselves, me | am a pretty open persdn so
tend to share more of myself for the benefit okosh| made this choice nobody forced that uponime.
the beginning i shared less, but as time wentshated more. | can choose to share my informatitdmn w
only members or with the public. | want to helpe@shers find a cure so if sharing this stuff pubklps
that cause that's fine. | cannot begin to tell youw much | have gotten out of being apart of théece.
This place has become more than a web site itamdy | wouldn't trade these people for anything/e
look out for one another , pray for each otherpsupeach other in ways that some of us neverrget f
our own families . Unless you walk a step in oureshyou can never begin to understand what a btgssi
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this place is, or its worth . Unless you face &ress that the world just doesn’t understand aatitfe
sting of rejection from close friends and familyuycan never even come close to knowing how it feels
find this place and feel like you are finally horivée are all adults, we know what we are getting,inate
have counted the cost. The cost of never findingra for these illness is worth a little of my @ay. | am
not in this fight alone, | fight with over 7000 mbars | only pray that one day we can all be hedsd.
heartfelt thanks to PLM and the people who helpthismsite. For seeing a heed and stepping uplfo he
meet it. The need was the Patients Like Me. (thiagi

(8) Physical constrains

One friend who has MS and he begs off of enteringeicause he says that he can't type well... | bagp
many letters that aren't "professionally” writténse a voice recognition program and thereforanl ¢
"type" at about 90 WPM with %95 accuracy, tgpim grammatical errors should never be are refgon
not being a part of our community.( Jarheaddad56)

(9) Denial, intimidation and fear of disease (eafter reading patient stories)

PLM was pretty scary to me at first. When | got ofithe hospital in Feb. after being dxed, | knesthing
about MS. | came on here and found out all of kivegs that could possibly happen to me. The sptany s
freaked me out, because | couldn't relate toatlat didn't even feel a part of the group becaofsénat for

a little while. It sort of assumes that every singérson with MS has fatigue issues. After a whitslized
that there really isn't any symptom that every Isiregne of us has. It also took a while to realfz even
though a lot of things can happen from MS, theywaleappening now and maybe won't ever. You can't g
around fearing the worst case scenario. That retdiyps your buzz. (AlwaysARebel)

Janet is right about denial. | stayed because kdvaet a grip. It is embarrassing to post beches@not
type well or multi- task anymore. | use my compuease of access" feature to magnify what | findihea
see. Itis never depressing in here, it's deprgssiut there". It is taking longer than | had hopedearn
the ropes. It is very fast, so you just click oa things you can do at the time and let the restrgday
catch up later. Everyone has been supportive. Ntpeze is no excuse, just a use of free agemstyeis
Linda (mammananny)

| recommended the site to two friends with MS. Theth gave me the same answer. They stay away
because they found it depressing hearing abouti@eqpogression of MS. One of my friends has h&l M
for 5 years, the other has been in a wheel chates 993. | try to look for the positive in allrtigis, and as
you know, you can find it here. (martybets)

A support group such as this one is a double edgedd. On the one hand, it offers sound medical
information & you make some good friends here. @uthe other, you read all these stories & you kifow
you're not there already, you will be someday. @\ily)

while lurking the 1st few days after signing orhere i have to admit that some of the posts sdheedrap
out of me also. but after continuing to read caoniie realization that everyone is different. grassion
isn’t, in most cases, quick. i also realized thate is still life after ms dx even with progressi this all
helped me with acceptance of the dx. the wealttnofvledge here is great. all the input. so maclearn
from others. all the tips on meds and coping witeryday issues is great for any newbie (if thegkst
around long enough to get over having the crapescaunt of them). if they don’t care to post, thatk.
posting isn't everyone’s cup of tea. but they stillhlearn from those who do. thanks to all of weho do
post. the input and variety of opinions are whakes this site what it is. (parrothead)
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Why and how of ‘SHARING’ private health information in PLM:
1- Community negotiationsto alleviate privacy concerns:

I've always had mine set to only let PLM membeeswimy info. | suggest if you don't want your PLM
stuff out there that you go into your account sgtiand check on it. As for the blog of PLM tHadws up
on mine, Tim asked permission if he could use @ bsaid yes, | don't have a problem with thatound
more of my name on other sites I've been on thaBLdi. Obviously there’s no privacy settings ongto
sites, like this one. Maybe | should change my ntorsomething like Joe Smith. Yeah, that's propaiol
common that no one would know if its me or not! L(MaKiJade)

That's why we have the PM option because somedljirs) don't need to be on the internet. Andghat'
why they suggest that we use "usernames" | fourld Rhen | was researching 4AP and I'm so glad that |
found it and there was information available tongét away. | think that using a different userrmafor
different forums/chatrooms is a good idea. Th#hkeep your conversations private to each vetiue.
does make it harder to remember them though butgwn family probably isn't your worry so write ap
cheat sheet! How much information is too much imsthing we have to know and be aware of. Don't pos
full name, and other truly personal details onrdgarnet forum. But, the sharing of symptoms/treatta
under an alias is a HUGE benefit to us, the mediocaimunity researching this and other people treat a
just searching for their own answers. So we deatit to become overly paranoid--knowing that a 8ary
old man or woman living in Allentown has ms andslof bladder problems and intermittent vision
difficulties is not a security/privacy risk UNLES®u post a nice clear mugshot and/or your full name
And even then it is only a problem if you are kegpyour condition hidden for some reason. A usemam
that is a firstname is even reasonably ok becaust people don't have names like "Moon Unit" or
"Zowie" that are so incredibly unique! | think wamply need to use the precautions available toeus

and not take unreasonable risks but this sitedwv#duable to lose the sharing and openness théeits.
Biggest thing is have a PLM username and sometsisgfor other stuffl Thekla

3- Surveillance and/through connectedness

| like the data aspects of the website. | recathplaining to my doctor that the medication | took young
onset Parkinson's disease was causing me to rdpg#iyweight. Because | tracked my weight and
medication on PLM, | was able to find a dozen otlhemen my age who had experienced the same side
effect. My neurologist, William Stamey, said that$ees value in using the Internet in such a waysdid:
"The good part is it's a wonderful yardstick - yaan compare yourself against others and gauge how
they're doing” (Mary Sontz)

PLM has been a great source of info for me, itsrsdd me to learn and take that info and help sthearn
from my experiences. | let them know that | nevermy about my private info as | know you all will
protect it and use it where it needs to be forhible of others. | let them know that for many tisishe only
source of connecting with others that are suffefingh the same type of iliness. | told them howtwo
people suffer from the disease the same and therefotwo people react to the meds the same asdbsthi
the best place to learn about all of the new thongsthere working. That PLM is the lifeline for smny
homebound people with not just MS but all the dissathat you have here on PLM. Mary (Flowers)

| post my information because it may help somedse, @and because there are always questions tbatl
about the various treatments that | use. Readhag works for others can promote a discussion yatir
doctor, and may point you in the direction of tgysomething new. Look at how many people on here ar
now trying 4-AP. Without the forum, | doubt thabre than one or two would be otaking it. Many geop
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seem to have benefited greatly from it, and agatan help to promote a discussion with your doatmout
the treatment options available.(gardener)

4- Giving a face to the disease:

| find that the more | learn about HIV the morednt to talk to people about it. | feel it is impamt for
others to know that this can happen to them, fowothing else positive comes out of this, at lédstow
my children have learned something from it. (sapiilue66, HIV patient profile)

Everyone should share! Even if they don't havesarder, it really helps to connect people. | loearng
other people's stories and experiences becauskengmuwhat, we all go through similar things
(experiences, thoughts, etc) and we are not tiffereint deep down. Being open about taboo or more
private matters breaks down that social barriamé2e, mood)

I've taken the path of maximum self-disclosure bisedt just makes me feel worse to act a part. odce
than that, the more we talk publically about meitha¢ss the more we do to destigmatize it, ang lo¢her
people feel less alone. Which is one of the reakamge about my bipolar disorder in my blog at
http://www.brokenwhole.com/bipolar.html. One of tings that keeps me going with the writing is the
responses | get from other bipolar people whoenlierough some of the same experiences
(Brokenwhole, mood)

In my opinion disclosure is, among other thingppétical act which in the long term will countdret
stigma and discrimination that many of us feel. sityation now is such that there is no more dowensid
my disclosure. | think most of the worst things éaready happened; and I'm still standing :). Asvago
| saw an article in New York Times - I'll try tonfil it and post the link - that talked about theiésef
disclosure. | got the impression that some peogleewmnilitant in their approach. Militancy has wodker
other minority groups in the past. Perhaps theoigroversial, but in my opinion this is the wrongy to
go. There may be some fleeting righteousness atdfaction but in the long run it's harmful. Weeddo
confront society with the best side of ourselveas ldnybody else that about the politics of mental
illness? (Gary715, mood)

| don't mind people learning | have MS. | usesita opportunity to educate others about this desea
didn't know anything about it until my suspectedgtiosis. (Ame)

Like others, | use it as an opportunity to educete-MSers about this disease, what it is, and whkatot,
and how differently it affects each person. ChrigeEnergy)

It is my opinion personal medical issues are ughéoindividual to tell. | also feel we need to edlgcthe
public at large so more can be found out on thig iligess. By sharing with others you the folksavhave
the illness may be the ones who finally help thetdis find a cure. It is an individual thing as tthees
affects everyone so differently, but by sharingpédlase someone work on finding the cause which wil
bring home the cure. There are so many questionsdiienough answers. Sean & | Had a talk on this
topic a few nights ago wondering on different thmgppening to him....Is it the meds is it the NkSit

the person themselves...on and on we go. Bottagridimve need to keep talking on MS so someday ikere
a cure for itmomofson(caregiver)

As far as disclosure, | think the pros outweighabas there. Ironically, | have a friend (earlys3@vho
was diagnosed in April this year, about the timereal symptoms started. | didn't know much at ladiwt
MS either, so | read up on it on the internet (sodld talk to him about it)...not knowing how sdoeould
REALLY EMPATHIZE instead of SYMPATHIZE. | don't knw if reading up on it helped prepare me
enough to be able to be of any help to him..oretp prepare me for the shock when a few months late
received my diagnosis (I don't think ANYTHING carepare you for that news!). | do know that it has
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helped me to have him as a friend to be able kattehnd "compare notes." We are both on the same
treatment (Rebif), so he has "coached" me and give lot of good tips. However, this website hasrb
a wonderful benefit to me as well. You have allalisd a lot of the same things we all feel/experée
As Barb51 put it you don't "get" MS until you get$o true! It means so much to be able to read wha
others are experiencing and to communicate witbfatbu here. Thanks so much for sharing and for
listening. Empathy is understanding the feelin§gmpathy is appearing to feel them at the same time
So...we can all sympathize and empathize togetimama52).

7- De-identified aggregated sharing:

Ohhhh no, are they going to sell my e-mail addseskget spam? Maybe it'll at least be somethingdgo
and it's not like other websites | have sighed aphfaven’t sold my info before and I've gotten assiae
amount of spam from that. Am | worried that theygaing to sell my medical information along with my
name? Absolutely not in the slightest. They came tdle information that is on my page and do withsit

they please, | know that they will strip any peratata from it (such as my name) before it ledkies
hands. this is a matter of trust. In a sense,dhgeskind of trust you have anytime you sign upb@sically
*ANY* website, or anytime you put your hame intoeoaf those drawings for a new car/boat/motorcytle a
the store. The same kind of trust you have whenggoto the grocery store or the mall or the mosied
you're trusting that no one will break into your @ad steal your identity (Springtyme).

8- From proprietorship to partnership in sharing:

“You would think that your ability to share woul@ las much your right as speech, but is it? It'schexr
that is true in healthcare today, nor is it cldet tsuch a right will be protected tomorrow. Privécalso a
right — a right to not share what you do not wdrared. It's a fair and just expectation that thetds and
clinicians you employ to support you in your illsesill not share your information without your
permission. Today, | fear that privacy has becomehmmore than a right; it has become a goal. Whan t
happens, people begin to find ways to make itaiffito share in the name of privacy. There areestimat
would take away your right to share because theyaddelieve you are competent to weigh the risic a
benefits of sharing, and make a sound decisiongimezbeing forced to sign a document before youilema
a friend on PatientsLikeMe with a question abosymptom? This could be a possible consequence of il
intentioned privacy legislation. We are workingetasure that sharing is preserved as a right. We khat
you share with us, and each other, because yauthatswve will do the right thing with that knowligel. At
PatientsLikeMe, we are working hard to ensure wa gaur trust every step of the way. To do this, we
focus our energies on ways to help discover nemgthabout each disease here and support the fesearc
system. We do this in the spirit of openness esgabusour Openness Philosophy. We work to be
transparent about our business model and our daesisand try to be accessible to you to answer your
guestions as you participate in our communitiesnFour experiences at PatientsLikeMe, we know
patients are aware of the issues. They understahdvaigh the risks and benefits, and are intelligen
making rational choices about where they are caiafide sharing information and how their information
will be used to help. If we infringe on this rigistshare or speak (in the interest of preventing
discrimination), we are preventing the flow of inftation and, by our read, acting contrary to tHees

on which our country was founded. Privacy is alsethan a legal concept, it is also a philosophica
concept....We have to begin to work on building astydhat allows the variation in human health arel t
variation in human condition, one that allows pedpl be philosophically created equal. We needdikw
on building a society where information is not usediscriminate, but to assist and support and aveg.
Restricting the flow of information will not advamsolving this problem. This is not a simple
transformation, but we believe it is inevitable €Tihajor privacy issues are not only about healtbngs,

but the invisible trail of “breadcrumbs” we leavehiind us day to day in life. Health is not a sefgara
concept. It is an integrated concept and, in agnated world, we have to decide how to build aetgc
that can handle the reality that not all are hgaktie need to work together to get the most praditiet
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and life from all of us. We believe openness cauwl e way to such a society.” (James Heywood, co-
founder of PLM and chairman)

Patient thoughts on the necessity of sharing a&ghé mwhich leads to increased learning that afitss the
fear and uncertainty of life changing diseases:

We endeavor to be completely transparent abougteefor-profit company. On our home page, we have a
guestion that asks, How do we make money? We alge BAQs that state specifically that we are a for
profit company and how we sell the data. We doesbar information with academic and non-profit
institutions for free at times. It often dependstiom research goals and the hypothesis being tdatéte

ALS community we have completed much research hackd data with organizations fully gratis.
Research is at the heart of our company and wecwiitinue to work with organizations to promote
accelerated research. Because we are small, tloerlg’'so much we can do on our own so collaboration
are important. You will continue to see more in toening months. (DWilliams)

It never fails when something comes along to help geal with the devastation of an iliness, somemitie
throw fit, claim you are being taking advantagel@am a grown woman | read the disclaimers antl stil
joined. We learn more from each other than we dmfthe “experts”. Unless you have PD you cannot
understand the fear or uncertainty we face. Oth&epts that are brave enough to talk about the sid
effects of meds help others know they are not tpsieir minds because they think they see or hear
something. They give others comfort and hope whenrieeded most. We all need a little bit of htpse
days, I'm sure something else will come along Far half empty glass people to complain about arfdlus
glasses will still have PLM to turn to (Kay).

9- Non-dominating discourses applied by the system:

a) Openness:

We fundamentally believe that this sharing of Heatire information, particularly in the environmémat
we've created, can lead to greater change in amypglisease state. One, on an individual basisdtents
from learning from each other in terms of how tonange their disease, how to care with the day-to-day
issues, how to deal with stuff that's not alwayalideith effectively through the clinical relatidnip, as
well as enhancing the clinical relationship. Butaigo think that this is one of the ways of bregkin
through the barriers of health care informatiom iway that we can create a data set that can llebyse
industry partners, non-profit researchers to furthe knowledge base of any given disease state and
hopefully improve treatments; both faster and beteatments over time (Ben Heywood, founder)

We will build a platform that allows patients, doxt and researchers the ability to drill down ialicof the
data in the system, to each and every data painhat they can trust that our analysis is baseditat

really happened. We commit to engaging in an opehpaoductive dialogue about our methods, so we can
all learn to do this better — today and tomorroantés Heywood, co-founder)

PatientsLikeMe is built around the idea that paeran drive their own health outcomes throughisbar
their health information. This is a movement avirayn privacy as a paradigm for health management.
That being the case, the people who choose to bebers have weighed the potential benefits and ofks
sharing information and land on the benefits sfBaul Wicks and David Williams, support)

In this day and age, finding a company that putsatsmver the almighty buck is indeed rare. Thiwliy
as one of the patients on PLM, | feel safe entngsthem with my medical information. When 1 firsirjed
and saw what they wanted me to share, | was flog#fdr one day on the site, | realized why it wabul
benefit me and others to share my information.pifoud to belong to such a group of wonderful people
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PLM is like coming home, our place where we car $efe to say what's on our minds. We can talk ibou
the bad and the good. We can laugh together anagegher. And the administrators at PLM make fié sa
for us to do so! Thank you so much for giving us tfift (greeneyes).

b) Transparency:

for any who want to see all of what is being diseashere:
http://www.patientslikeme.com/help/fag/Corporatéu look top page far right click on HELP artahiill
take u to pages u can read for yourself first handead all of this when i first signed up. theng very
upfront with everything they do which i am thankfat...if sharing my medications, treatments, syonus
will help than i am all for it.. i have nothing bide and if just one thing can help others inclgduture
others than i will share. same goes with clinical$ but again to learn what works and what daesnork
and all that information is being shared.. if nmt this where would we be today oh my i do not ewamnt
to think about that... this information is alredmbing shared by other companies.. every drug uitake
listed and yep recorded and shared between phisnaand drug companies.. janet (jhcamero)

As our core values stress transparency, it's algags when members bring our FAQ's to the forefront
Yes, we sell the anonymized information to compaiiiat will use the data to forward research in the
disease. We don't want anyone to be surprisedhay we do with the data, that's why we have it very
clearly stated. Withholding patient data becausednes not receive direct compensation is one way t
view the situation. In that same vein, would yad take a cure for your disease because you didn't
contribute to its discovery? Sharing your datgpselthers learn from your experience to createbett
outcomes for all. We believe that the prospedtafing ways to improve your day-to-day qualityifef
and helping to bring new treatments to market fastevorth having a free platform on which to shdata.
While we respect everyone's right to participatdPatientsLikeMe (or not--this is why it's free), ivelieve
that we are putting patients squarely on the edgetting new treatments to market faster by slgarin
health information. We know this level of shariwgd our way of doing so is not right for everyoend
that's OK. Fruebie, just so you know, the doothigagis open for your return (DWilliams, admin).

We areopenwith our patients about how and why we sell tlatadand specifically what data we sell).
They understand this exchange and they're alltfd6ell, sell, sell” someone recently wrote in a
discussion about our business model. Why? Bedhaeyenow our goal in selling is to help
pharmaceuticals companies, medical device compaméadthcare providers, and others in the industry
learn more about patients. We’'re giving those camigs the kind of information that can help imprdve
products/services they're creating for patienten(Bleywood, founder)

Dennis, we are very upfront about our business inétds outlined very clearly in ourorporate FAQand
was referenced ia post last montbn our core values. It was also described irlN@e York Times article
about ugecently.. We do not rent, sell or share perdpmdéntifiable information for marketing purposes
or without explicit consent. Because we believeamsparency, we tell our members exactly whatlave
and do not do with their data. By selling this datal engaging our partners in conversations atatidr
needs, we're helping them better understand Hievarld medical value of their products so theg ca
improve them. We are also helping companies aatel¢he development of new solutions for patients.
Our end goal is improved patient care and qualfitife@ Tim (administrator)

We have given some anonymous data to several Witiesrlike University of Wisconsin, Harvard
University, the NIH, and other research organizetito learn more about what we do. We will be wuagk
with the FDA as well to understand how we can infahe Federal Adverse Event database such that we
can better monitor the drugs that are approvedvé\le&dd research projects that were done internally
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published in the Acta Scandinavica Psyciatica (astter to the Editor) and just recently had aickt
about patient-doctor interaction in ALS that apgearthe European Journal of Neurology. Just so
everyone knows, ouesearch tearoombs through the data to learn more about thissasks as well. And
they're world class at doing what they do. We havenue partnerships in place, those partnerseaeyc
identified on the site. David (admin)

We NEVER rent or sell personally identifiable infoation such as email addresses, birth dates, names,
pictures, city (not state) without explicit consémt ANY purpose. We include the term "marketing
purposes” because many websites sell their erstslftor marketing campaigns. We do not. The
information that we do sell to our business padnecludes patient outcome survey results, treatmen
information, symptoms, and some forum posts. Waldetify ALL information that we sell to our
business partners. We also include in our agreemeth partners that they are liable if they wy t
identify patients based on data. For pharma compathat particular action is illegal and faceff st
federal penalties. | hope this explanation is sidfit. Feel free to ask any question about ouinkegs
practices. Transparency is one of our core vadmeésit's important that our members feel comfodakith
what we do. To learn more about our business dpueot approach please read maent blog poshn
the topic (dwilliams admin)

The information and opinions you all share in tleufn may become 'data’, just as the information tha
you input in the treatment, symptom, and outconeetians of your profile, or responses you offer in
special purpose surveys. All that information remmaonfidential in any use we make of it, becausedo
not report it in a way that allows individual resges to be linked to information that could idgntife
actual respondent. Please let us know if you héver@uestions. Thanks to all for your interest in
PatientsLikeMe Inc. Michael Massagli (mmassaglis&ech Scientist (support)

mmassagli, you say-"The information and opinions st share in the Forum may become 'data’, just as
the information that you input in the treatmeningyom, and outcomes sections of your profile, or
responses you offer in special purpose survey®"wea to assume that any of the "private" persomailile
messages sent to other users within this systeralso subject to this "data mining" ? (Fruebie)

| think it might be a bit naive to have the opinidiave no problem with the whole surveillancenthiit is
to protect us, and if you have nothing to hide thea have nothing to worry about..." It leaves yautoo
vulnerable. That said, nothing PLM has collectadis would be harmful. The forum posts do congain
lot of information which anyone can access and atasome point be used to your detriment, but that i
above and beyond what they use for their dataaaie We post at our own risk. Julie (MostlySuper

jca, we (the admins) don't have the ability to rgadr PM's. As Tim said earlier, the only exceptio this
is if you mark a private message as Spam, thenetva gotification with a copy of the message. Haad,
all the PM's sent across the site get logged intatabase. If we felt we needed to see someorieiter
messages (because of a threat or some other seniousistances) we would have to ask the software
engineers to dig the message up out of the datadesdave not done this to date, but it is posside
could. Hope that clarifies things a bit. (Moakedmin)

All of us at PatientsLikeMe are very excited thHas tdiscussion is going on. We do not want anytortee
surprised and the more we talk about how we aneggimi make this work the better. We ask that you
continue to challenge us to do the right thing. Wdee great ambitions for putting patients in teater of
medicine. There will be many challenges to makheg happen and it is only collectively that we can
accomplish it. Two questions were raised that Itviarspecifically answer. The first is about pteva
messages. The short answer is that we do nottwvaead them and in general do not. Our agreenwss d
allow us to read them and in cases of suggestad,sgfause, or fraud or when members have asked us to

249



we have and will need to continue to do so. Intémdwe have and will continue to run statisticsthe
frequency of messages, words used, and the nethatrkhe messages go to. We do this so we can both
understand the purpose of the messages on averdgehat we need to do to improve the site for our
members. The second question was about the govatrmneomeone else subpoenaing the data. As was
correctly noted if we were legally able to we woultbrm the community but we would not be able to
delete anything from the system. You should alsavkthat even if you were to delete your data itikdo
remain in our backup servers for some time. Lega#lycannot destroy information that has been
subpoenaed. Because your trust is a driving vditisisocompany we would as much as was possibld fig
any attempt to get data that a patient does not teashare but legally we will have to follow thenl. For
PatientsLikeMe to work we need to continuously earar trust - this is our first core value. Wedalour
trust very seriously. Please continue to hold eet fo the fire on this. —jamie (founder of PLM)

c) Personalization:

While Facebook is a pure-play social network (aefings the space), we are a personalized medicine
platform with social networking components. Thdaténces between our companies explain the
differences in business approaches. (dwilliams,iagdm

d) (Re)signifying a Disease: (e.g., quality of life, destigmatization, hope)

d1) Quality of life
| love the honesty, the sense of community, theitiiehand vibrant personalities, and the way weévstto
lift each other up here. | learned from this plta being sick does not mean you are weak. Thatliwe
have great strength. That we are stronger for iskinesses. And it helps me accept myself and threl'sk
in. In caring about the people here, I'm also afldwo care about myself. This place has made me
healthier, and - for that - | couldn't be more gfalt Rkaren, mood community

Organic way of honoring the dedtkeeping deceased patient profiles live in the momity for other to
learn from as well as on PLM facebook page to akbifceased patients’ videos, creating meaning and
substance and continuity in the community: ALShis tommunity where we have had to deal with death
the most. Patients recognize it, they actuallyigeknow when patients pass away, because theydend
know the network, and actually that's an importaete of information we capture and then it becomes
part of a patient's profile. They do honor themaimorganic way within the community, and | thinkat/h
great about what we do is that we provide lastieguning for that patient's disease. (Ben Heywood,
founder)

In memory of Sheila E., one of our ALS members witbthis CBS Evening News interview for us last
year. (taken from PLM facebook Page, which dematestithe deceased patients’ interview video)

d2) Destigmatization:

sexual relations should be a private matter, buthanything goes. Not to make light of anyone's
situation, but here, we are all battling the saiseabke and all the party favors that go with ixugl
dysfunction, loss of ambulation, cognitive probletiey are all the same. It's hard to find someortalk
to about this stuff and here we can have the andgpyhour usernames and profile pictures if we so
desire. | have nothing to be bashful about (exoeptbe a naked picture of me, but that would beesca
for y'all), so if | can talk about my problems wibxual dysfunction and help someone... I'l talk.
(NanaBanana54)

d3) Hope and Hope'ing’:
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fabric of hope" THANKS AGAIN! Patty...

| answered all the questions and will be abledaokmy progression, print off this and questionmio
ALS doctors and compare what other treatmentsvibat for other PALS. | also learned a lot including
my FRS score that when | tried before was never buas doing it right. Thank you!!! I know theremno
ALS cure at this moment but your site sure bringgento me. | see many new doors opening up fafall
us because of this very unique website, Patienedllek

The site is outstanding. It has filled in gapseshfears, given me medical perspective, and madeah
that I'm not alone. Wish | had more to give, boeitainly appreciate what others have given. Rl
real community (Yipes, mood )

I'm a fairly new member of the board (within thetlaveek) and I've had 2 very nice contacts sd think
taking the time to read their Bios and seeing thiege well composed and indicated issues similanite
gave me the confidence to open up a bit and ptivatessage them to inquire about things. | thinklifng
people who will provide you with helpful discussifaedback/advice is a matter of first looking aithbio
and history. If they've taken time and care withttichances are better that you'll end up with $bimg
mutually beneficial. (dock, mood community)

Like many others in the ALS community, | scour tievs each day hoping my long-awaited miracle has
been discovered. though I've been disappointedttess times, the hope | feel with each new dispoise
fresh and just as real as ever before. I'm goingftoto my doctor about lithium, and | encouragergone

to do the same. If your doctor hasn’t seen theystyou can download it from the Extra Hands for ALS
website herehttp://www.extrahands.org/lithiumpaper.ptifany thanks to Jamie and everyone at PLM for
providing this opportunity for us to talk with eacther. (Jack Orchard, community blog)

| want there to be better treatments. If somemas uny data to make a better treatment that hefpsene
else out in the future so they don't have to gough the hell that | do, then good! What do | hewvbe
afraid of? They don't have my real name, my sagalrity number, my address, or any informatioouab
me. They have my email address, but it's my "spaméil address, not my personal one, and it has no
attachments to any personal information about Tey're not going to steal my identity or tell
prospective employers or health insurance compatiest my iliness. There are much easier ways for
people to do that sort of thing. My mood chartslddelong to anyone (BantunianPeanut, Mood).

10- ‘Inclusion’ as a way of energizing the community in sharing:

Tim, | know y'all will get it worked out and as aws you'll willingly consider our input, this byrfthe
most accommaodating site of any type | have fourighvie all manner of faith in the PLM team. Thank yo
and the all the people who make this possible (QAWG, MS)

PLM is a great site, and we try to work on a concgpnclusion here, treating others as we'd likdé
treated. But even here, too, we have our ugly nmisneAfter a big row not too long ago, some of our
former contributors migrated to another site. Thedyis mixed with the bad everywhere in life. Bete,
at least, we try to skew the balance in favor efdbod - or at least neutral! Glad you found yway here
and feel comfortable. There really is enough rdonall opinions. Hugs. Liz (Lizupatree)

Diversity (of opinions, personalities, disease sggankings-old and new members) increases and
energizes people as the site grows: we find thadeldM just as in life that are the same, different,
acceptable and maybe sometimes difficult to acfmpis.... it's just like outside your front daar.but on
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the internet. we are brought together by a comrhoeat....we are still different, each and everyahe
us.....thank goodness....what a bore it would eifvere all the same:) i believe it's well wattto take
all the good we can get from here, the peoplefrieeds and sometimes those who don't care for. use
will be the better for it....we have to learn ahdre with each other.... (NewLife)

...Its called growing pains of a web site. Peoplengadelegate what this site should and shouldn't be.
People will argue and disagree. What your faitimgealize is every topic, whether the topic is @Thot
IS needed here. Everyone is here for a differes¢aon. We all share the same crappy diseaserthagtt
us here, sure, but once people get the informéliey need and give information they want to shituen
what? Should we roll over and die, stop postingat®? There is no stupid topic or stupid questidfe're
all here for different reasons. We're all at difet stages in our disease acceptance. We alldifedent
things from coming to PLM. All these different top help SOMEONE in this terrible disease, andsthat
all that matters. (KaKiJade)

Perhaps making the PLM Forum Code of Conduct enbie prominent would help. Perhaps the Code
could also be posted on the Help page, which igevhpist went to find it again to no avail. Andrpaps
the Code needs to be expanded to include morefiggemibout behavior that is to be expected, toderat
ignored, or not tolerated in conjunction with theanOT Sandbox that's being contemplated. I've been
away so much lately that maybe things have chadgestically—what with all the new members (hey
y'all')—but having been around since early daysttgrmuch everything's been game...as new peogte si
on, the diversity of opinion will only grow, notihk. Diversity is good. Diversity is interestinQiversity

is entertaining (patrickm).

There seem to be conflicting ideas about the perpd$LM, and | suppose also about the expectations
that others have placed on PLM. And maybe thers@me internet newbies who aren't used to the
sometimes rough and tumble feel of an active BBf'{djet me started on old skool BBSers!, | say to
myself). If you've ever been in a bar/pub afterrglvedy's had a few beers, then | think that's Yikest far

off from the general feeling of an active, livend inclusive site like this one. Not that peoptechare
typing drunk <ahem>, but that you get comfortalrlewgh to talk about things that you normally wotidn
And if you haven't been here very long, and thugeh# reached that level of comfort and understamdi
then maybe just try to focus on the meat and pesaldS stuff and tackle the more social aspects bty
little at a later time. Like MS, PLM can be quiteeowhelming and some folks have more time to spend
here than others. And also like RL, some peoplerane blabby than others...most nuance is stripped
away, thus making everything subject to so mucleptmn and inference, there is an added burden—and
it applies to both the writer and the reader. Agiter, realize when you are venturing into temytthat

may offend, and after you've written your post,lwalaybe re-read it one extra time and try to putrgelf

in somebody else's shoes. I'm not saying that ange your opinion or stifle your expression, ietrée

are ways of saying stuff artdere are ways of saying stuffAs a reader, realize that what you are reading
is a tiny sliver of somebody's opinion on somethang it's coming from a tiny sliver of that person.
Nobody's entire being is here on PLM. It's a p& but you can't fit all of you in any onlinentare, no
matter how much you write and how hard you try.f#eare just too complex. So rather than recoil and
strike (flamethrowing), or recoil and feel woundeghch out! Clarify! Share! And dig the diversityaybe
you'll learn something. Maybe you'll teach someghidaybe you'll make a new friend or acquaintamce i
the form of a person you would never have otherwisein a million years if you ran into them in
RL...The truth probably lies somewhere in between evimitluding both extremes. It's all about empathy.
You don't have to understand someone to empaththetirem. You just have to be able to see theinpai
faith, loss, joy or emptiness and realize for pusecond how that might feel and then reflectikiia
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them. Once you start practicing it, it can be ksuthry and extremely powerful. As | already sald,atso
all about respect. God-doG (patrickm)

Personally, | think most of us are as we presergadves - people with Ml trying to learn how todea
healthy lives in spite of our disease. But somappechange details for identity protection; soraegie
add cosmetic changes to make themselves more appeabdme people are led to create multiple idiestit
because of their serious illness. Some people adopt than one identity out of boredom, and some
people do so just from pure malice. All this doesréan we can't develop real, meaningful, lasting
friendships (Bipann, Mood).

11- Self and/through ‘Other’ modulation of sharing private information:
a) (Re)scripting the sharing:

We're constantly looking for ways to make the bi#ter, and to provide you with more and easieesgc
to information and other patients. Do you have sstigns for improvements we could make to the site,
new functionality you'd like to see here? We'd ltw&now, although we may not be able to get tofll
the ideas right away. If you have ideas pleaseeghare them here, or feel free to email me drmidke
sure the rest of the team gets them (Tim, admin).

Thanks for the pointers. Really good suggestion&®!re beginning to experiment with new designs to
organize forum posts for and by each user and mgakie forum more visible generally. We'll be askiog
your input soon!! I'd love to hear more especialhput what do you think about sites that have @nsus
multiple forums (JeanaFrost support)

1 - create a linked hierarchical structure or miemypersonal data 2 - the ability to re-categorieems,
without deleting and reentry 3 - define the heaslifhg visible reply numbers on the thread (thju)and

Thanks all for the great ideas. We're going to &keard look at the forum design and functionalitith
the goal of rolling out improvements within the héx8 weeks (sooner if possible, but there are sotimer
features we're working on for the site as welltipalarly some tools to help new folks figure oathto
best make use of the site). Keep the ideas comia(j,compile them and let you all know what werptan
doing before we make the changes to get more fe&dizfore it's a done deal. We've talked about
including doctor and clinic information on the siéad it's something we're planning on doing inrtbgt
2-3 months. Again, thanks for the great ideas pkbem coming! (Tim, admin)

it would be nice if you could reply to an individysost so it wouldn’t be a reply to someone 2 pdgts.
| used to do site design and might still have t@ss for it... no guarantee that i will find it @ would
work tho lol im a space cadet and i don't know wétware this site was made off of (or if its @iide,
script, base etc etc) (monkeely)

On the subject of updating your symptoms, we'r&dddn debate right now about how to get that dane
the best fashion; | may come back and consult yathshortly! Paul...p.s. Keely, thanks for the dffe
We're running Ruby on Rails and some other vernydyeé'Web 2.0" stuff. | do a bit of internet jiggery
pokery myself but this site is so high-tech | wautdknow where to start reading the books aboutrevhe
start! =) (PaulWicks-support)

1. Less popular posts archived after a week oftiviac 2. Humor/Ponderings tab. 3. Personal
experiences: Dr's visits, daily disease drama4 et8trictly research. (gdarbo)
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Thanks for the suggestions. Love the forum previdsa! Sitting Pretty, we looked at adding spelldhe
and it would be a big effort, and we've found timaist of the browsers have them, although we realize
that's not as helpful as you'd like. We'll keejmitnind as we rework the forums. We will update bialp
section with more info on acronyms - thanks. Andenemoticons.... we're looking! We are always
improving the site, preferably in smaller, increradisteps. We try and put out a new set of improamais
every two weeks. Most of those changes come fraggesstions (or problems) our users provide us, which
is why we ask you all to let us know what improvenseyou'd like to see. Obviously the more spegifia
can be, the better. We're also working on somestagtjorts. We launched a new community last wéek,
Mood community, for people dealing with depressimxiety, biopolar disorder, PTSD and related issue
We also launched a prototype Lithium tracking tmolour ALS community. We'll be launching four or
five more communities in the next 4-6 weeks, extarsof some of our current communities. Our bigges
challenge is how we can help people find informatis we have more people joining, and more
information being generated. We will be making imgments to the forums and to all of our treatment
information and reports. We'll also be adding tdolkelp people add their own notes to the inforomat
they report here. As we work on these larger ptsjée.g. the forums) we'll be asking for your help we
did with Mood. We will be starting work on thattine next two weeks! (Tim, admin).

Script suggestions as a means to facilitate patiephysician relations outside:Hi Tim, | think | have
emailed you some of the problems that | am hagug, | was thinking about this last night and thbug
that it would be nice if we had a daily symptomrjmal. | know we can update our symptoms in ourifgof
but sometimes all of the symptoms we are having'anecessarily on there or with a journal, we ddug
more specific as to what is going on (i.e. bladateblems- can't go or frequency/urgency). | thinik t
would help people at their doctor appointments beeaf they are like me, they cannot remember
yesterday. This can also assist people filing émiad security. Just an idea. | think it shouédgrivate,
like our inbox, and printable so we can take ith® doctor or whatever. | just think it would helpot
especially for people that are on here everydayiglaMySecret).

What about a chat? Something for people who likeet@ble to actually visit with one another and not
share with the whole group. | absolutely love 8iis. | just think it would be fun for people to able to
visit... especially that late night group! Jamie

Tim, If you haven't heard it enough, THANK YOU!'nd the rest of the staff for this site! It has leelp
connect me to some of the most amazing people atimesvorld even. You have helped to provide suppor
and connection to folks all over fighting this thinalled ms. Hopefully we can monitor some of 8tigf

as adults, and agree to disagree on some issamsstill looking forward to the opportunity to prioff and
give out information to widen our world here at PLIVhank you all again for this family of Love and
support that you have provided us with! What waalidmily be without a little dysfunction?! Lol

SPT&Ps! (joaniekay47)

Joan, we now have a way you can easily access RfdICheck out our new (really newgll the World
area on the site, which includes one sheet pritd-pou can take to support groups, doctor offices!e
(Tim, admin)

b) The philosophy of light touch moderation:

We've had a lot of success with a somewhat undezrateti site, and in fact it's something that thepts

really appreciate as they look at us relative teeoforums where they are overmoderated and tezttieir
voice is squelched. We have a code of conduct |t'ssitive code of conduct about positive engageine
the site, and | think that really does set the farterms of what they are using it for. There amouple of

interesting things that have happened just orglpicane is about profiles. Patients who speakhan t
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forum and sort of have an aggressive voice onghenf, who don't fill out their profile tend to getished
by the community to do that, because it becomedidator of who they are, which is an incredibly
powerful part of our model. (Ben Heywood, founder)

b1l) Tolerance for Difference

(on patients discussing about those who creatisfeince they try to give medical advice): We
consciously tolerate much here, in keeping withghitosophy of a light moderation and our belieftth
this is a member's forum. This is an act of faithoor part. It doesn't always work, and then wepgetin
the position of peacekeeper or policemen, tryingaid out who said what, to whom, and when. Weyeal
don't like being put in that position - no one warxl people get hurt. | think we collectively needearn
how be better at community tolerance and respederdance means allowing others to have different
opinions. You can disagree, and you can sharengasons for that disagreement, but having made your
case you leave it at that - you respect the judgmiothers to make their own informed

decisions. Tolerance may mean turning the othegzlchden someone is out of line, or discussing it
offline. Respect is acknowledging if you were otiline, and apologizing for it. It is owning whaby say
and what you do as a member of this community. &espeans not referring to others in derogatory
terms, and it means listening when people ask gamohsider acting differently. We need to talk abou
how we make this happen here. I'm open to ideas, @dmin)

| agree that we should be able to question, cqraact criticize one another. | guess it's jusirathe WAY
it's done. It crosses the line when people staimgapersonal jabs at one another. | don't undedsteny
the topic of LDN has stirred up so much controvelkdy I've read other posts about other meds where
people express their opinions, likes, dislikes, disdgreements all the time. Isn't that a big pavthy
everyone is here? To learn from one another? Nabaoeld resort to personal attacks just b/c you nwy
agree w/someone. | think we're all intelligent egloto know that just b/c someone preaches about how
great a certain med is, that doesn't mean peoplddkrop their DMDs right away and go for someghin
else. Everyone knows none of us are MS speciadiatthat people are just stating what has woréed f
them. If someone states their opinion in an irresgge manner, then they should be disagreed w/
respectfully (mcgoo, caregiver).

The problem people have is giving medical advicg iaformation that may or may not be true. When
someone starts giving false information and pesetalet questioning, thinking they should be on tharé
all" drug, well its just not so. | believe in fa@ss and constructive disagreements and all Biatwill not
let someone post the almighty miracle drug thdt teme. And | can say that because, |, along witiers
have been on LDN for longer than 4 months and sdet we've gotten and what we haven't

gotten. There’s just no way to tell and until #hés, | don't care what drug it is, no one shotadts
screaming "cure" from the rooftops. Ask me inygars and I'll tell you....LOL! There is no cdog ms
and may never be in our lifetime. I'm a realistjuit grasping at straws a while ago. I've ledradot in
my year of diagnoses by reading and listening tatwither members here have to say. | have a yay o
mind. That’'s what this site is all about. Evergahould be able to voice their opinion and plagnl
think the problem was the way the telling wentwé#ts more forceful than offering a good experience.
There’s a lot of new, scared, and naive peopleesa hnd any influence of any drug can swing them
towards a decision they might have never consideefore and may regret. (And I'm not just talkirgpat
LDN) (KaKiJade)

There is no one else here trying, telling anyonase whatever DMD they are on, just their or theylass
of a human for not trying it. As you all know, igtovery little here, but to have a person comeene h
playing neuro and telling me to kick what i am tekio the curb for a med that is not approved byRBA
for MS as yet, and others defending him is way ntba@ i can take. Cliff
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Cliff, my thought is that if you don't agree witbreeone, say so, then let it go. Doesn't mean yoigev
isn't important, simply means we'll speak our miadd let folks sort things out for themselves. Ywll
always have a place here. Keep speaking your tithneed to hear all views (tim, admin).

Some people need the hope of a "magical" drug #metodon't... People should be making educated
discussions about their health care. Educatechtamean believing some nutty dude on the interitet.
means reading the research yourself and working yatir doc. Think for yourself (Ninaf)

| don't think Joe is nutty. | think he's found sething that works for him and that's wonderful. t s of

us are so lucky. Those of us who can only takatefiased pain meds cannot take LDN. With as many
people as there are on PLM, there are bound tasagreements, but so many deliberately look forghi
to flame others about. I've found myself on thd efithat, so | try to avoid controversial subjettsheer
for anyone who finds something that helps theirgigrms. | pray for those who are suffering wittapses
(like my friend Mary). |try to help where | caout sometimes | cannot sit idly by while someonts ge
roasted for their thoughts or experiences. If nggtélse... | will stay away from topics like thisthe future
and concentrate on those who need my help. God Biema (NanaBanana54)

There are always going to be those who have quiok schemes but as been said, one has to do tir o
research and work with their doctors to make olifganore bearable. If | were smart enough to know
what a cure for MS would be, the PLM people wouddtre first to know! (arlee)

PLM is only as good and as successful as the menatver And everyone has valid information to pass o
to someone in need. Maybe we don't always thinkiethe people that do not post at all - for whateve
reason they have. They just read and absorb aithtbiemation and encouragement that is here for the
taking. We might never know the full impact on pleoghat we are not even aware of that are watcaint
listening to us. "A HOUSE DIVIDED CANNOT STAND" Thas what we are here; the PLM family is a
house. Dear PLM members, Ignore the bickering fiamoanent and consider the original point of this
thread. Very important information for us all tedp in mind. Respect each other enough to allow
differences of opinion. Behave in an honorable neaiso as not to incite controversy. Honor copyright
laws. Refrain from making defamatory, libelousgtitening, abusive, and hateful remarks. Adherbeo t
User Agreement and report misuse to PLM administnaf we want to reclaim this site for it's origih
purpose. Thank you. (LisaE)

b3) Aspirational rather than commanding codes of conduct

We don't like hearing that people are leaving ftel®ecause of things that were said. We reallytdie
having bad feelings in the community, and the séimsepeople are not feeling welcome here, or are
feeling excluded. So what are we going to do aliuthis is a learning moment for all of us. Howo*d

we interact with each other in a community whereynaeople are dealing with serious health, emotjona
financial and relationship issues that come with tlisease? From our perspective the answer ithabt

the admins enforce rules, but that we each talgoresbility for our words and how they will affeathers-
-by becoming more aware of each other, by cuttaxhether slack, and by apologizing when we have hu
others--by being and acting as mature adults. Weueethat everyone who comes here should achas a
adult and a responsible member of the larger contsnu®haring information and experience, or voicing
agreement or disagreement are all good, it helpsans. Rudeness and insults don't work, they dwatft
anyone, and only take away from the group and dghes the discussion. Should we chastise those who
are rude? Sometimes | want to, but doing so woléthge the dynamic of the group in a way that we do
not want. We want you all to work things out whesrepossible. There are some behaviours we will not
accept. There have been cases where people haokeat others by name, and we have addressed this
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with them in private. There have been cases wheoelp were clearly here for the wrong reasons (fapk
for dates or for someone to buy their products), @a have revoked their memberships. But people are
going to offend others, and if it is not a perdattack our view is that the community needs takitbis
out. Yes, it can be difficult, especially where gannot sit and talk to each other face to facewautio not
intend to be the "forum police" where we enfordgquettte and good behaviour rules. Like most of yoe,
cringe when we read some posts, but at the erttealdy we're operating on the philosophy that you a
should and (usually) will work things out. If sormeois clearly out of line we will step in, but that
something we prefer not to do - by design. Our Gafdéonduct describe the ideal member, and we &ccep
that there will be times that every one of us belsaw a less than ideal way. Some of this behaweams
to be the stuff we need to cut each other slackdeople have opinions, bad days, pet peeves and ar
always diplomatic in how they express themselvést's life, and we need to each deal with it in@un
ways. Some of it is not appropriate and needsoj. $tnd sometimes we need to take the advice of an
earlier post: "If you can't come to an agreemandl like us, you're not interested in the nastinthen skip
the offending threads and get back to stuff thapkeour nearly 3000 members coming back here:rghari
useful information, not drama." This as a learmimgment for us all. As site admins it leads us tesjion

if our approach of group self-management worksrerwe being too niave, too trusting? We'll keep
working on this, trying to find the right balandeat works. We appreciate your support and encourage
in this journey. (Tim, admin)

There are some who simply like to set of a bombwaatth the mayhem. They get some kind of weird sick
thrill from it. If it wasn't for this code of condt this sight could be flooded with people likatthand it
would no longer be a safe haven for those thaloatdng for information and help. If we get peofiles ru

in the future, we should probably just ignore hmetéad of feeding the flames, or trolls, or whateVais is
just a suggestion:-) Don't want to be called a N@zreamer, mood community)

| think it's also important to remember that we ‘tthave benefits of face-to-face communicatiore lik
inflection of voice, body language, eye contaat, Hits easy to attribute certain emotions basethen
words you read, but those emotions -- or the peecestrength of the emotion -- often don't matclawthe
author intended. You can only do so much with puaitdbn and smiley faces (jeremy, admin)

(on a member wanting a thread to be closed): ‘Riégathe request to close threads, | recommend you
read our blog post about "Light Touch Moderatidhyjives some good insight into our philosophy Inehi
letting members work out their own disputes. | tapéak to what's been done in the past, butdtieglly
our policy not to close threads except in the neaiteme circumstances or in the case of
duplicate/mistaken threads' (Moakes, admin).

the best thing to do with a negative thread i®igrit- don't let it bring you down or affect yoemjoyment
of other threads. Threads that are contentiousbwith out eventually, and all the quicker if thexéess
attention given. Sometimes people seem to get dnaterthe drama and we see a cycle of explosive
comments, lots of attention and division, some peopay choose to leave, others object, someone
apologies and things start to settle down againderstand why you think that closing the threadgin
work but it often seems to move into another thraxad start up again. Better to let it burn itseif. ©Of
course a different story if there is an issue toaitravenes our user agreement. Hang in therdl] itame
right Best wishes, (LisaE.)

| am one of the paranoid internet types, | havepradcy filters so not to have anything from théernet
impact me, | have 2 firewalls, | don’t go anywhémat is not trustworthy. Now after saying thatelfeust
with PLM with information | don’t even share witkegsonal friends and some family. This site to diate
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been stellar with its morals and ethics with infation and how it is treated. so Thank you from mstaff
of PLM for that (NickAtNite)

The proof is in the pudding. Ethically........ Thisice is heaven. Truth from real patient w/out hiation.

Stay the course....... don't sell out to advertigliikg a webMD) and make other patients’ dreams.(like

taking their family to Hawaii) a reality...My healttas honestly improved as a result of this site'skivor
Thank You. All you guys "Rock"...... Todd (Smallie)

(On closing forum threads that involve personalaks when members talk about politics or religibn)l
admin starts closing threads that people are havimgblem with then the site should strictly galoto

MS. | definitely wouldn't be here if that happenddvould take my little information and leavekdisome
of the "older" folks have already done. Remembdenvwyou start censoring for the new people andrados
stuff down your losing many of the old members algde have to find a happy medium here. The rules
clearly state NO PERSONAL ATTACKS......how hardtiat? In whatever subject we have. This site is
becoming just like the world has become, it doasatter how many are in favor of, let's say religibut

if 2 people don't like it and bitch about it, ittgeaken out for everyone. Thats partly whats @reith this
country now......... the majority does not rule anyen (KaKiJade)

| don't think that Tim meant that we have to haasorship on here. | think that he meant thathele
tone of the forum was getting way too negative, chastly to those few who can't control themseleesl
that it was keeping people from coming here, aat $bme people were leaving because of it. Tinags |
trying to make it be a place of refuge again. Acpl#o find a calm spot in the midst of all the rhaas that
we all face. |, for one applaud his effort and htpa it works. Jan (GramaJan)

The code of conduct is set up for a reason, sink ifipeople are getting out of line they needtowarned
and then if they are not listening removed. Itsatoeasy situation that Tim and the Admin are @g hot
envy them at all. | am just trying to look at baibles here, and there are two sides. | don't likenapeople
are attacking people I love and care about. | dike'tthat people are leaving, but | just thinkstis not an
easy fix by any means. Be Blessed Cindi (thiagirl)

administration/PLM has provided us with a wondeffulim to discuss our MS, relative things, allovss u
to post personal thoughts and most anyting elsdesee. they have other things to do than to ooatly
step in the middle of disagreements....on any threm, it is not solely political threads whichveacaused
disagreements yet, these threads/discussions divimgf the larger number of disagreements. it iis Hite,
there are rules and the sincere desire from PLptdwide a platform for us in which to discuss many
things and most anything. it is not as though thsomething new when it is asked to not

discuss.... POLITICS AND RELIGION. this has beeoumd forever in the work place, in business,
personal situations and many other facets of lita full knowledge of what discussing POLITICS AND
RELIGION can cause create and destroy..... timdiduhave asked more politely, over and over afgain
some compliance in this area to keep the peaes. db not have to provide this forum for us which
undoubtedly provides us with far too much to mem{iNewLife)

| don't like PlainTalk's enrollment policy. This gxe changed, | haven't been there in months, esaspl
correct me if | am wrong. | see no reason to limeitv members to the 'meet and greet' forum until the
committee (whoever they are) decides the newcosngeicome into the meat of the community to read
posts about symptoms, treatments and such. Afteéf sdmeone disrupts the forum, they are onlyiekc
away from being banished. Also, there doesn't dedme a certain number of posts before a newcosner i
accepted into the community. It's arbitrary asafait could see. | feel that this is a hurtful pglicalso

can't support the idea that if a member doesnttfpo80 days or so they are deleted from the

forum. People with MS get sick, sometimes for mentind the last thing on their mind (might be) is
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notifying MS forums that they'll be away for a whil like the idea of a protected community (from
Goggle) but not that protected. | was acceptedmitavithout any post into the welcome forum. Tkisot
a post about bitterness (should that thought ariseye people and | don't like to see anyone byrforum
policies. Inevitably that will happen but let's toybe trusting and loving and open our hearts/éryone
with MS. | hope we don't adopt a similar policydeEveryone with MS should be welcome (Joy)

Hi Joy, Thanks for letting me know about that, lswé aware there was a site with such a policy 81 M
imagine there are a couple of factors influencheg;tmany people with MS may want to keep their
condition private, forums can easily be thrownhmdfance by trolls or people selling something, bad
experiences in the past can make established waeysabout newcomers. We will have a policy of
monitoring what goes on in the forums and on pésglemments pages, but with a view to protectileg th
community from unwanted influences rather thanviailial censorship or trying to intervene in
disagreements. We do have a community code of abrfdinen you first click on "forum") which we hope
people will follow and so far it's worked very welPaul Wicks-support)

| am a member of BrainTalk and love it. |, myséHye never recognized a "clique" though, but thgaira

| never pay attention to those things. | like tihag "public”. | tried a "private" forum once, amtid not like
it at alll You had to earn your way in by provinguware not a lurker, and people had to approve

you?? Kind of silly IMHO. And, like stated by sonmephere, they are more of the WOOHOO and "chit-
chatty" type and | am more of the info type. | h&deen to MSWorld, and remember liking them. Again,
more informational. | completely agree about havarggparate BACKUP!! Great point! Oh, more icons
maybe? | think you have a great thing going andhwisu the best in making it a success! (jca)

c) Strategies to deal with controversy in forums:

c4) PLM: practice for real life, and practice a different life

| agree with Millie, | love the discussions. Ith& my mind stay active with the yen and yang ape’s
views...Honestly, and | don’t mean this in a bad wagnjoy the flow of people coming in and out of &er
Cheryl (oknowwhat)

We come in all shapes, sizes, colors, and backgsourhis is my classroom for life. | have learneshf
each person who has opened up on this site. ifé geown as a person (and i am pretty sure thevé),
its only because of the people i have met hereasig, mood community

you expect plm to be more supportive and it's th@re's nothing wrong with that, but just keep inan
that you are also a part of the equation. obvioifsigu're not posting then you won't get a resjgosusd if
you're not expressing yourself in a post then peopist likely won't relate to you. having said that
appreciate that you at least came here and wershabout how you felt. maybe now that you seergou’
not alone you'll hopefully be more inclined to dise site. i just encourage you to take things witjrain
of salt. i mean, this is a forum of people with absorders.....you can't really guarantee whatrgou
gonna get. if someone reacts to you out of sadmeasger or mania it's not gonna feel good, bdbésn’t
have ANYTHING to do with you. you are 100% legithow you feel and wanting support out of this
website. but how you react to what you get is innjmands. it sounds like you're on the right patljuist
posting this thread and i believe the anger wilissde....just don't give up quite yet. i feel thare a lot of
resources and genuine people here who can suppartlybe praying for your anger....... i thinkrseone
already recommended it but meditation has reallydteme a lot with my expectations and how i réact
things. maybe you could consider it? no pressuemofse. try and have a good day man. i am realbylg
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at listening to people rant if you'd like to givera try sometime:) i'm wide open in that department.
(auntda06, mood)

To me, PLM is not only a place to get support,tbugrow which sometimes hearing things you don't
particularly like. | think you are a case in poiAtot of us were befuddled about how to responthatstart
of your thread but alot of us have grown from iarg/15, mood community

Why and how of ‘NOT SHARING’ private health information in PLM:

1- Cliquing away Inclusion:

Old Dawg, You have been a member here for almdstahgear, a long time in the life of this unique
group. You have posted 1150 times, and other mesygaare you 848 helpful marks - both some of the
highest numbers within the members of this comnyuis we grow there will be people with whom we
do not agree, and there will be people who trystmape the community to their view of what a comryuni
like this should be. That is a natural part ofdyeamic of a group of people who are growing ardri;ng
together. This is a part of our growing pains. Gope is that those who have helped us grow to where
are will be a part of the process of working thriotigose pains. Some will take this on, some willkwa
away. No matter what your decision, or anyone'ssitat, we at PatientsLikeMe will honor it. If you
decide to walk away, we will miss you, we will wighu had stayed and helped shape this community so
that it worked for its' members, but we will respéat you have to do what you have to do. But ktioat
the "door" here is always open. If at some lat@etyou decide to rejoin us, we will be delightent] ave
will gladly reinstate your membership. While thesyiour decision | will note that as a member of a
dynamic community you could also join us as we filagechallenge of how to help shape and grow that
community so that it "works". Leaving because yeucpive that it is irrevocably changing may nofdie
to all of those who have also contributed hundiEfdsosts and much time helping others here. Myaavi
is simply that if you don't like what's happenimgrk to change it. If that fails then it may be éino leave.
I'm not sure your work here was done, and | sense lgaving may be too soon. But, again, that isryo
decision, and we will respect your decision. (Tadmin)

you have been such a huge support to so many panglaave shown that you truly care and offer sece
and compassionate advice and prayers. | kind @énstand what you mean though..the dynamic of this
site has changed a bit and that is why | have takehof a back seat lately as well. But, please'td
go..can't you just take a break and see what ha@péever hearing from you again would be not good
so many people that truly value your input. Whateyou decide, | wish the very best for you. Jenijj

| have been a member here for a long time. | hawemheard or read or a hint of a clique in hecel S
have a QUESTION: No disrespect to Kelly he is nigrfd as well as all of you. How do you know it just
wasn't Kelly himself. With all the meds that we talke maybe it might be a side effect of a drugshe
taking depression can do some strange things.damaying that it didn't happen but this is anotige

of it that we need to think about. It might be vesgl to him. PLM is a fantastic place for all &f &And |
am so thankful to the staff for having a placedthiof us to seek refuge and hope and friendshipearen
more answers. Thank you for listening, Laya

i'm a newbie here too - sometimes just sitting batkhe fence - read and learn - i'm in awe thextetlis
anyone here that would come across as defensimeateng or otherwise.. some of the posts do det of
topic - some might be what is considered crassjustidon't read them - move on to the next - getvith
it..and get over it.. we're suppose to be adults.hedidn't know kelly but never found any of lpigsts out
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of line..and i see from the above posts that hentesy friends so he should stick around and tavigh
the rest. remember computers can be your worstmayle as it is easier to attack or make comments
from behind a screen where no one sees you ancegtly have no accountability but a name on a
screen.. ifind it disheartening as a new mernttiersomeone would be driven to leaving.. (gcat)

Dear Friends, Please end this thread. It is ndtthedt's exactly the same dynamic as that of alstawn
where a crime has been committed. We suddenly iegiee other differently. Everyone is a suspea. W
are all uncomfortable. We speculate. We even questirselves. Kelly must have been very angry teha
announced his departure in such a public way. Héddmave sent private messages to those of us he
wanted to keep in touch with. | did want to disctiss with him when he said goodbye but | didn'ttv
pry (though | was dying to know...hey I'm humarl.might tell him about what he left behind, becaas
angry as he might have been, | doubt he would hsreed to create chaos. Because this is the definit
of chaos. Some powerfully negative words have lspeken here. There was talk of new people trying to
change things, that things were better at the Inéminwhen there were fewer people (I've only beene h
three months so | was hurt by that), "YOU SHOULD B&EHAMED" was shouted out several times
though no one knows to whom it was being shoutethe®ne mentioned persecution for religious
beliefs, and a seemingly non-existent clique wasrited out of whole cloth. These words are unprtdeic
at best, perhaps destructive. And those sad gosdthyaugh understandable and heartfelt, will néveer
read by the person to whom they were intended.dgtee with the person who suggested that if the
administrators are aware of some wrongdoing, oettigence of a clique, we deserve to know. Anyghin
is better than aimless speculation. I'm going &kslthis off and return to the PLM family | beliewe The
collective spirituality, the healing magic, the éo\Diane (WriterLass)

2- Dealing with trolls or ‘poseurs’: Pay no attention, police, and present

When faced with a debilitating illness such as M@ny people grab at any straw that is shoved at.the
We all want a cure. Right now there is none.t $asne DMDs and meds to help with our flares and
symptoms. | hate taking the handful of pills | dtr@es every day with some in between. | hatenigki
shots every damn day. But if that's what it tafkesne to function (not even normally, just funetjdhen
that's what I'll do. If you are referring to thergen | think you are, | can understand where haising
from. | have expressed my concern about someedfdlternative" therapies he's wanting to try, ibsit
HIS life. I don't feel that he's trying to "sellhything, but rather expressing his views on a rragitio
that's helped him. Tim and the other admins avallysright on top of improper posts, and if theism
one, someone usually PMs them to check them ou@, li¥la post bothers you, report it to the admins.
Then ignore it. Best Wishes. Nana (NanaBanana54)

3- Unfit Connection:

3a) Undiagnosed, Newly Diagnosed, and Less progressive stage patients:

Undiagnosed or less progressive health stage pafeel disconnected: Bossofmyms - no no no no!!!!
Please, this is a site to help people dealing Wi whether officially diagnosed or not. You'll shat a
good number of people here have not been diagnasddsome waited for some time before it was
"official". You are using the site to learn, and want you to do just that!!! (Tim, admin)

We all come to this site for the same reasonsver, be understood and to understand others orAbié
“cliques" I'll be the first to admit, YES we haaelique, but its a BIG one, its called PLM. Afgou

stick around long enough you'll be in it too. Qkg happen when you get to know people, get coaftfiart
with those people and you become friends. Theretking wrong with that. I've never shunned anyone
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because they were new or undiagnosed. The lomgegrhere, the more things you'll see, and the more
things you'll learn. We have thousands from araimedworld. Shoot | think we've added more new
people in our so called "clique” lately. So if ymanna make friends and talk to people, stick adouh
you don't want to, that’s fine too (Kakijade, Mood)

More members are here and more are posting. Likadgyl go in spurts. We have/had and continue to
have to off-topic discussion quite a bit. Most likeve will continue to do so, this is a good thiagit helps
in keeping the community on track. We also camnttiem who, why and how people respond. IMO that's
the essential basis of a forum and PLM is no wiskrse to a chatroom...from what | remember of them.
Everyone needs to remember that a lot of us haweertdration issues. Also, who determines what is on
topic and what is off-topic? If | ask a questiom greople post additional questions that may havased
as a result then technically they are off-topic kirice the questions are relevant to the maintpestthey
are on-topic (JavaJunky, mood).

| think everyone can benefit from PLM, regardlesgaur MS stage. We all can learn from one another,
regardless of our stage. We all have an incurabkade that changes who we are, and how we liveard/e
the same in many aspects, including that one. Maecared of the unknown, worry if we will wake up
the same person, etc... | know | do. | worry evagyohostly about how my decline in health changes wh
my children are as people. That is the biggie fet RLM changes as new people arrive, people gralv an
learn. New and different people all the time, wiw and different problems AND support. | personall
try to embrace these changes, as well as the p§ogplevS).

Kelly, MAry, Heyden, all you other fellow PPMSerd® the other categories of MS, What a thoughtful
posting from Kelly. | feel much the same as hesgbet whenever | take the time to check in toftinem,

| still find places to weigh in with my thoughtgce | do agree that others may not find much vigliich

our experiences, BUT if and when they turn into k4 or God forbid, PPMSers,| think our thoughts
and experiences should still be out there (gadi¢fMS).

When | refer to the other side | mean the MS pBRLAM. It whizzes over there. We have what close to
2,000 posts when they have over 10,000 posts. ey twice the members as well. The forum setup ove
there is exactly the same. Everything else is diffeto accomodate for MS related symptoms. I'anbe
around for a while and watched as PLM evolve int@it is now in the mood community. When it all
started changing | bitched but then | joined the $itf2 and now | can't bitch. Seeing that makes you
realize that it's not so bad over here. It remimésof when they were changing the way we did thatgs
work and everyone complained and they were nertltatshey wouldn't be able to hit their quotas. It
eventually turned out that change was for the hefige system was smooth and it was even easkhét to
their quota. Remember that you can't just buildebsite overnight and it takes time to make it wedly
well for the users and the researchers. There lteod people on there without an M.S. diagnosisduse
M.S. can take years to diagnose depending on tisepeA lot of them say they have M.S. Just so tay
track their symptoms. So | couldn't tell you hownypg@eople without M.S. post on the forums. | cdh te
you this though if you post a topic and no one oesig it can disappear 3 pages back in half an Adway
do other things like little games to keep theirigdéng because that's one of the first things toTgey
also post pics about their family's and informatidrout MS walks and conventions and those types of
things. They also try and help as much as theyThere are far more people over there than heteatka
undiagnosed. | kinda felt guilty not having a diagis, but a lot of people asked me to fill out mgfite
and said it would be helpful to track my symptomd & help them understand what I'm going through.
(Ender, mood community and MS community).
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ok since i am on the MS side also my answer to goestions: 1. i would estimate that over halhdo
have a dx they even have a post for all those wehoad have a DX, 2. they are extremetly activehan t
forum trying to learn all they can so w hen theysge their dr they are armed with information aodbe
caught unaware. knowledge is power with any disd@senore u know the better u are. some have not
been dx for yrs and yrs and are still waiting fareswer but we welcome all wheter dx or not andityesn
get frustrating with so many repeat questions veeugraround 7,000 people and growing daily. ergler i
right the posts can be on page 3 or 4 in just aHierover there. as with all the communities tlaee
people who just do not fill out their profiles whits a shame because when they ask for help wertave
clue how to help them if they do not give us amfp iabout themselves. data collection is what hatpget
our drug companies to stand up and pay attentiovhtd works or does not work for MS. yes even over
there some get lost in the crazy posts like basdanger here.. we all hurt as each community igitlown
world hurts. but if u shut off the site to only #gowho are dx than that would be a shame becaeisedhe
those out there that want to ask questions to leabe fully armed when they go to see their giss.each
community is unique to its own board. i have beemmod side before it was open to the public savieh
watched it grow by leaps and bound with good dawbkthe bad days.. one thing i do know is that we al
hurt, we all want support and a safe place to ctante vent, to ask questions and get support néeemat
what disease we have dx or not. edit to sometliagender brought up before yes most of us sigmeal
names at the end of our posts and yes alot osisrfet in person and we post pics of our vacatmosir
pets to our kids. lifeb4ms ( MS and mood community)

3b) Oldie-Newbie Distinction

I've often found it profitable to go by the old géd the only stupid question is the one unaskelé T
ocean's of mental illness are quite deep and uteriedrand | give more credence to the observatans
experiences of those who are immersed in it tthrse who pontifically preach and prey upon inirthe
shoreline. | checked out a few similar sites ptiodiscovering this one and somewhat favor theoflaf
this one. D'ont let the sharks keep you out ofaibel; they're fairly friendly once you get to kndlsem and
have their own portion of wisdom to share... (barban@od)

Everyone has something to add, no matter how Ibegye been diagnosed, what type of symptoms they
have or don't have, what type of MS they are livivith, or how long they've been here. It is ther@ible
diversity, | think, that makes this place such ande&rful gem. Stick around and share your unique
perspective! | am rather new too. And | have fothid place such a blessing. Some have been tmane t
gracious and kind in their welcomes, some othetsaanuch. | understand that it is hard to share y
sandbox with the new kids in town - especially wkiegy come in by the hordes, which seems to have
happened here. | just want to say thank you toetledyou who came before for sharing this spack alit

of us. I'm sorry if our being here has made arourfortable change for many of you. That has got to
suck! But in the same breath, | want to say, soyntd you have been kind and welcoming and comgrti
and gracious, in spite of the 'newcomer invasidopefully, change won't make many of those who were
here longer stay away too long. You all are wohdetWe all have so much to add to the tapeskEsch
thread (person) has something to add to the beduhe picture here. Thanks again for each ofwbo
share all of your experience, expertise, opiniarseven funny, off-the-wall stories. You have baen
huge blessing to me. Thanks to all of you who Hasen so kind and welcoming. As Kendra said, we all
have one huge opportunity and responsibility tahezut to others like us who may benefit hugelynat
kindness and knowledge we have to give to therhaltme how much we all get from this wonderful
sitel... Itis indeed like breathing fresh air ttne on here with fellow travelers along this roalti 6f the
unexpected. Liz (lizupatree)
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Support sites are very cyclical, members move ew; ones join, the family grows, just as it doesim
own families. I've gotten the feeling at times thane members are unhappy about this site growing.
understand, it's hard when new people and new paliies show up. But | have learned from all ofiyo
and | have things to share also. Until very regeintlas afraid to reach out and share, | didn't fee
welcome, and | had been here for weeks. That'a daj at any of you, truly, it's just the way Itfelnd it
felt very lonely. Another site I'm part of is velgrge, it wasn't always, but it is now. People cpara
people go...I am always happy when they come Habink the more voices in a place, the more storie
and experiences to learn from. The more peoplentre personalities to make the place like a REAL
family. Jen (Feisty)

To all of the new (ish) people: Please don't $ighted if old (er) members seem to all know eaitter,
and to respond slower to the posts of newbies.ndit meant as an insult, and no one is tryingriorie
you. With so many people on the site, a post @apushed off the front page rather quickly. If ymed
an answer, bump your post by replying to yourskeléng in there. More people = more voices = more
opinions. More people means more diversity orsttee and | think that's a good thing (gardener) MS

i have found i can learn something from anyonehimgite....it doesn't matter the new folks, thefolks
and the one's somewhere in between. i like to thaan help the newbies, the old folks and those
somewhere in between. i can help the newer peuple they are desperately trying to make adjustsen
and learn what this disease can and is doing ta.the can help the older wiser ones, maybe byingak
them laugh on a day they feel blue or just findangew friend....i get to learn so much from them as
well.... and the one's in between are very spasidhey remember very well what they have justaae
and are still figuring out as they move into onghaf "old hats" with MS.....which i guess is whefi¢in:)
surprising to me, i have also found i shared infation with very seasoned MS'ers which had never see
the information i shared. there is so much knogdedhere are good resources everywhere.....vieoll

up different things and have so much to share w(life, MS)

| read through the past threads and see thatusgdting for some older members when newbies post
threads that have already been discussed, thusgntdair threads disappear faster. That makes ate fe
guilty, lol, | feel like I've intruded on a privatdub that wants no new members. | can totally ustded
how it would be frustrating for a small, helpfulromunity to become inundated with new members who
don't stay for long, or who don't understand thg tténgs are done here, so to speak. | just stuinig@n
this site when | googled depression, as I've donaitess times before - trying to find help. ltf.doeen a
great help to me - finding people who are undeditenand deal with the same problems. (appleflower)

Something | dislike that | can't be helped: Theutags here have formed bonds of friendship andeshar
experience. They have learned something of ea@r'sthackground and build on that in their
conversations. It is a true community. New memiodtien feel like this is a "clique" that is hardhieak
into, and feel put off by it. | know it hampered mpgrticipation when | first joined. Maybe there de¢o
be a section of the "New Patients" page that empldiat:1) There is an ongoing community here, wkdc
one of the reasons for the forum. But it is noligue. 2) The community is very welcoming of new
members, who should feel free to post on any togigther it's new or a continuing thread. 3) Itlyea
helps when new members take the time to fill oatrtprofile, which more experienced members use to
learn more about members. There was a recent thtead this, but I'm not sure if it was entirely
successful in convincing the new member of the npss of the community. Like | said, this is someghi
that can't be helped. It's human nature to feeldik outsider when you step into an ongoing comiyasi
a new member. But we can be as welcoming and eagimg as possible to new members, and help them
to feel free to participate as any member of therooinity. (mnichols, mood community)
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Sial and others who have offered their thoughtsighow things at PLM are changing and that it seems
like some of us old timers are not posting as muchppreciate and agree with most of what you
expressed and why. My view is that basically wenalht to have a sense of some continuous community
because the "actual" world around us can be sorsopal and disconnecting, so we come to view our
virtual community as possibly a more predictabld safe place where we look forward to "seeing"adr
friends. Part of this is also exasperated by hawgitige to change we can be and just things in igg¢ne
(Chelena, mood).

Chelena, we will always be more focused on the-dathering and basic functions of the site, because
that's where our expertise is. We build the toetksset a basic level of expectation of acceptatkdeati the
site (the user agreement), and a code of condubbye people will aspire to in the forum. Almost
everything else is determined by the community mensitEach community here on PLM has a different
feel, determined by the number and age of membtiegjifferent types of illnesses, their familianityth

using online tools and communities and other factds we gain more members, some things are baund t
evolve and | hope some of the "veterans" willlsticound to help the newbies learn from each other
continue the great community that you all havetthere. That said, we are aware that the forurdsiee
more structure, and we're working on some toolswlilahelp. Hope you'll all stick it out until wget there
(Moakes, admin).

Oldie Responsibilization to increase Newbie participation:

we'd love to hear your ideas - what can we do &pkgeople coming back? (Tim, admin)

| was just thinking that emailing them somethingrsisuch as, "Thinking of you , hoping that you are
doing well"....... "would love for you to drop udiae if time permits and let us know how you are!',
"You've been missed, wondering how you are'??? $uma that you can come up with the wording.
Something short and simple. (Jenn 5420)

If it comes to delegating people to drop them @maw and then, | have time and would be willindnédp
in any way possible. I'd also like to point out ardognize all the wonderful members who go ouheir
way to say "welcome" to anyone they see has less1b posts under their belt before respondingdw t
guestion. | know that for many joining a place ltkés with nearly 10,000 members can be overwheimin
and daunting. So if five people answer their past all five have noticed they are fairly new postand
have gone out of their way to welcome them, | kribmvakes them feel comfortable posting and sharing.
Liz (lizupatree)

My heartfelt thanks to the founders, administrgtespecially Tim and Mureen, the teckies who kbpt t
site going and enhance it. Well done! | also visthank the welcome team. | wish to thank all our
caregivers. Caregivers are very special peopléhdit them, in many cases, out lives would be gmpt
In al cases, they add a special dimension to wesliLast but not least, | wish to thank everyoiine
members. You are truly incredible. | have comké#on it is impossible to gauge the impact onsqer
can have on another. Allow me to say, all of yothwaur caretakers are the essence of PLM and the
support and compassion | have received is grepplyegiated and boundless. Susanna (heyden)

4- Patient and Administrator Censorship in Forums
4b) Administrator censorship of controversial thread topics:

PLM has better things to do than to oversee a th?dd/ to see who can/is behaving and who is not.
seems like everyone would have better things to dehy should PLM be responsible to make "timesdut
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for anyone who is not behaving properly? warnjisgspensions???? i doubt this is what PLM intgénde
when they began this endeavor. the box is bigger it looks from the inside....what i do care absut i
PLM. And when the administrators are being askeddtch over threads which continually cause issues
by one, two, three or however many ppl.... thaffiécts me as well. because i am part of PLMidadl
offended that they are asked to supervise a thebidch causes so many issues (NewLife)

IMO, PLM is for ME too, and for many others heratthely on PLM for most of our social needs. Can it
not also be called selfish to ask that we not &alkut things (that many clearly have a passiomaéeast in
just as some do for Prayers and Religion) and threadmin so they will close the threads when thmuge
interested clearly have the option to not go ihtemi?? If you do not go in, how can it affect you8oi
there is NOT ONE MS site out there that is not rrameid by moderators. They ALL are. (jca)

Who's fighting? | thought we were discussingincs no admin has responded, | guess they havedett
work it out ourselves, which is fine too. For thdhat keep coming in here and posting that itsflemsive

the mouse and do not click! (KaKiJade)

We are working on solving this problem, but it's going to happen as quickly as we'd all like.tilme
though we will have tools that will allow membegsidentify the types of posts they are interestegbr

not interested in). A week or so ago | posted abaurk we are doing on tagging and other forum uggsa
(see"PLM: Coming changes to the site (tagging and rel@is"for more details). The tech team is working
on the first piece of this now. There is more wiivére than some may realize (tagging interfaces,
reference tables, admin interfaces, Ul designsiniodlesign changes, etc.) so it takes time. limitil
implementation we will have simple tags, with thamto understand how these are used by each of our
communities before we "bolt down" categories. Keemind that we have 8 forums across our
communities, each with somewhat different informatinterests, so we need to do this in a way tliht w
work across the larger site. We really (I mean fy&pdon't like being put in the position of askjipeople
to to not talk about heated topics. It was notasyelecision, nor one we took lightly. It was desttening
that some could not respect our request, and taaka personal insult. It wasn't, really. It wae only

way we saw to get the forum focused and away fitoartensions that had been created. Hopefully ia tim
we'll have tools that will make it so we never hawask that again. BTW, we realize that prayer and
community support are critical parts of how peagdal with issues, and we have not considered 'hghni
such posts...(Tim, admin)

Tim, thank you so much for the great efforts baimde by you and all the tech guys who are working
toward a better PLM. | know it takes a lot of wankd cannot be accomplished by just the snap of the
fingers. We sometimes forget that you are actudalipan and not the mythical magician we see yolt as.
is so sad that it has come to this. | am justigpiat maybe in time some who left angry, bithewt or
offended will return. | am hoping that since thibgn't actually cancel their profiles, they stifl\re their
foot in the door and will return when tempers haweled. Liz (lizupatree)

The truth be told there are no winners here. theme two sides, and somewhere in the middle ttib.ttu
think each side had valid feelings so then thatmadhat not everybody was wrong and not everyboaly w
right, and in the end we all lost . That is thetplaat is so painful. if you are sitting here todegling like
something was gained here, you are quite mistaken the members who left because the politicewer
being discussed and to the members who left Isecduey couldn't be discussed, but we are all $dsere
today. It hurts to see that. Nothing was won hi¢iis.a lesson that in wars there may seem likeetlis a
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side that wins, but the fall out in the end makethlsides losers. Be Blessed and lets try to gek tma
being here for each other Cindi (thiagirl)

we entered into a mutually beneficial agreemen witM when we joined this site. We benefit them and
their operating costs through our posting of pesatamedical data that is shared/paid for by resemsch
companies, etc..They benefit us through the uski®forum and the community-building that comes
along with it. So, as far as | can tell, when sdownd that the MUTUAL benefits are no longer, the
forum posts had become censored because of theihglbf some and the threatening to leave/actual
leaving of others, then they pulled their dataar anderstand why this is happening. Steph (sdelede

The forums were causing problems. Most of the paistise top of the page were about politics. Sdvera
people were insulted by posts made, some mark&Tasome not, and left the site, disgusted that we
allowed this to occur. Right now we do not havettws to put posts in tabs/categories, nor camaee
them once created, nor can we spend 24/7 moniteritad gets posted, and how it gets marked. Given th
problems these posts were creating, and our owrtcgimings (which we're working on) asking people to
stop the posts that were causing problems seerasdrniable. Not the best solution - being able t@hav
them in their own space would be best - but a waws$ to do what we're to do. Given there are any
number of other sites where this topic can be dised this seemed reasonable. We couldn't provide th
solution people wanted, so a few have decidedrtmve their information as a message to us andafind
new home. Because we asked them to stop doing komgethich we viewed as disruptive. Disappointing.
Tim (admin)

| would consider myself an expert of internet bafsgdm websites. | am a moderator of a communitr wi
about 5,000 people. | have been an operator feralarge IRC network (yes, | am a nerd) for years.
These things normally don't end pretty, on botlesidf you allow politics, a group of people witldve. If

you disallow politics, a group of people will leaviehe question becomes, which impacts more. PLM is
interesting since we get a service in order to igi@our information to sell. If you take away thlensce,

you lose money. If you don't take away the serwoe, lose money. | don't know what the solutiofois

PLM however | have found that the more you censembore the drama. | know LiveJournal has had these
kind of problems and most of the time, they hawve tioapull back and remove their new censorship
because of the backlash (ninaf)

I've always enjoyed boards for their community apieere of the subject I'm interested in and thgéi
benefits of the personalities | get to become tigewith. There were other boards | checked outrkefo
landing here. | actually found PLM by hunting foetplace the Flutterbuds had been after reading the
books about living with MS... and realized I'd fduthe board | could call home now. But as Liz peiht
out, sometimes things get ugly and usually whehhbppens, I'll just lurk and stay quiet... ughsiers
don't deserve the finger time and keys. Perhapswmbald be the best way for any community to deisthw
them. | learned a long time ago from an old collpgefessor about a Chinese saying, something to the
effect of: We give all thought meaning. Trangatee have to make it important to ourselves toeriak
mean something. So when someone gets ugly abotltiagyl just don't make them important to me, and
pray hard the folks they're attacking don't eithieike JCPenney, they've got a lot of clothes heftdon't
all fit me, so just because someone thinks somgthiirme, doesn't mean it fits me. Therefore, | wafk
away, be ok, let them be unhappy in their own g Thanks for sharing Patty, really, the forthtrig
honesty was great and transparency is always fabulhat a wonderful world it is when we can see
clearly isn't? (even in our brain fog! ((D’awesome)

All democracies and even all communes have sonme édlaw enforcement, Tempest. Moderation of the
board is reasonable to expect from Moakes, espeeibken people are fairly warned. I'm not happykdisc
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gone; I'm also not happy with what she did. But thas Her decision to act in a way that Made Moakes
have to delete her account. She's a big girl; she&t be held responsible for her actions, justdikeryone
else here. Please don't blame the moderator.e(pathood community)

The PLM Mood Community needs more of a moderati@msg@nce. What's more, the community wants it.
We're depressed, anxious, manic, angry, and depgodithe day, more than a little crazy sometimes.
That's why we're here. So we need guidance wheplg@estart to decompensate. The issue, as | uaderst
it, is that PLM does not have enough manpower ¢ép@ny patrol the forums. That may not be too much
of an issue in the ALS community, but it certaiidyhere! (See above. We're a pack of crazies wieene
the instant mood icons start turning black.) To pensate for this, we need volunteer moderatorgs&h
mods wouldn't need to have all of the powers &g, moakes has... but they could have some eslisa b
and whistles that would help keep the forums argaéee for all of us. What would volunteer mods be
able to do? * They would have a (mod) designatioden their names, much like moakes has the (admin)
designation. This would help with recognition wHgas need to be put out. * Because of this, mods
would be held to a rather higher standard, nevéiingahe personal attacks they are meant to patdl
prevent. Any violation of this would result in rerral of mod powers. * Mods would step in and gile t
"first warning" when a thread starts to get oubhafhd. They should be able to see when another user
reports a post in a thread. * If the first warniag't heeded, mods could hand out temporary suspens
The suspensions would either be time limited oldbe lifted once moakes can review the situatiord
that's pretty much it. Volunteer mods could neeglace official forum admins. (twilightsun)

I'm going to try to re-word my originglostabout this because it doesn't seem like my maiint pas been
understood. | am reading that you all think "th@mg one" was banned, but as | said before- b3ck's
removal was not about behavior over those few weéksistiness. If that were the case, there woeld b
justification for lots of accounts being closed;liding many people in this thread. The point vies t

sent messages to several people saying we weregntipe slate clean and starting over from thattpoin
b3ck was the only one who posted nastiness aéigkdd everyone to cut it out. She replied to my PM
saying she knew that she had left me no choicéddohn her, and she did it anyway. She felt it thas

right thing to do. | fully agree that people shogkt second chances. That was b3ck's second chance.
Those of you who think this is inconsistent witlke tBnder situation should know that although he took
several breaks on this own, | never banned himusecavery time | asked him to cool down, he did. As
I've said befordots of things happen behind the scenes heresametimes that gives you an incomplete
picture of how events unfold. You can always askcfarification- I'm happy to provide as much a=h-
but not everything is a decision for the forum counity to make. The PatientsLikeMe community is much
larger than the forum users. | also want to empkasdmething QuietGusaida few pages back, "l cannot
believe the solution is to pressure moakes intotshing the suspension, which sends a messagafald
clear that the rules are inconsistently applied argject to the whims of administration or the gapty of
members." The existence of this thread makestitaliy impossible to change my mind about b3ck (not
that | was going to anyway) because it would sentkasage that with enough badgering and drama any
decision can be overturned. | hope we won't enith @ipis situation again, but on the off chance weitls
worth pointing out that this thread is not helpb8ck's cause. It has however, helped elucidate seefel
site suggestions. We can't implement them all]'bubappy to listen to each of them. In this casehave
talked about adding the ability to deny membergsgto the forum without closing their accountbink

it's a very good idea and if and when that chareg®ines a reality, I'll be sure to let you know dbibu
(Moakes, admin).
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CHANGING DYNAMICS OF THE HEALTHCARE MARKET THROUGH SOCIAIMEDIA

From State Intervention to Community Intervention & from Privacy to Sharing:

An impressive list of health geeks and supportématient empowerment have launched
HealthDataRights.org, a new blog that seeks to ensure that patiengsnegntrol of their data. Most
people don't realize it, until they try to get gpgoof their medical records, but patients havenierent
right to the information that providers keep abihtm. The growing “patient-centered care” or
“participatory medicine” movement is hoping to charthat. You’'d not only get easier access to your
medical record, but you'd able to check the souod¢be information in it and use it to find yowvo
answers to your medical problems. The idea thagmstare wrenching their records back from the
hospital and doctors’ office vaults where they swavell protected has some people wringing their
hands. I'm sure you know that as soon as we hasesado our health records, they will no longer be
secure,” one M.D. has already commented on thethi®ataRights.org blog home page (Source: PLM
community blog that links to www.healthdatarightg)o

Security is obviously a huge issue, but most egderl that the majority of our medical data igatty
extremely vulnerable. Remember tepress Scripts Data Breachhat occurred last November? And, as
| justwrote, poor Farrah Fawcett had to endure the indigrfityawing her medical record regularly
perused by a UCLA Medical Center staffer who theld shoice bits of information to tHeational

Enquirer (Source: PLM community blog that links to www.hbdiatarights.org).

| think that for most people who are ill, gettirgpdy access to their own medical record is actuallgh
more important than protecting their privacy. Yaan't shop around for a new doctor, do your own
research, or get a second opinion without yournikec®atients and caregivers spend inordinate ataain
time waiting for copies of records and then shafflthem around. And how often do you get to that
appointment and they say “Sorry, we didn't getréagord yet.” Even worse, what if there’s
misinformation in your file? It happens, and tlemsequences can be dire. The whole medical record
process, as it stands now, really seems MedieRabtéd by PLM admin on Jun 25th, 2009 on
healthdame.com)

PLM patients discuss the past healthcare market rakions, and how influentials in the market criticizz
the value of PLM research:

The practice of medicine is usually top-down. I'roym to participate, in a small way, in building a
knowledge base that can help MSers make informei$idas about their own treatment. | often wonder i
you anticipated the number of people who would béaard with PLM...lots of data to crunch...(
joycesvoices)

| want the Doctors to go back to the days wheretheas a patient doctor relationship, where the @oct
knew my name. A relationship that was based on.trtisink the patient should be looked at as a
COMPLETE picture and not just the isolated symptavhgch is an argument for the PLM philosophy-it
means the patient is seen as a whole and not e.fiieddy)

PatientsLikeMe is different than other health wigbss It's not just a research tool. It's a comryuoi
patients sharing real-world information about thibgease. A lot of the information there can't dnenid
anywhere else. Even the best doctor in the worlidhised to the literature she's read, the patishtss
treated, and the colleagues she's talked to. Trerthousands, if not millions, of other resourttret a
motivated patient can seek out that is not praclicaheir medical team, if they're lucky enoughhave
one smackhacker
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| have addressed my problems with sex with my OBXGand | would get the stupidest looks. It's like
what? You never heard of this before?? Or the smddwbe painful for no reason. | finally did some
research and it's Vaginal Atraphy just like musdlaphy. If it's on the web, why the heck am | bein
looked at like | am stupid? All the symptoms | veasplaining was in the article! Good grief.
Jadedangeleyes

Why do most doctors today treat their patients éikmumber? I've been using the same doctors fosyea
and for the most part, they don't even remembé&now my name let alone anything about me. | always
feel rushed during an appointment, especially gyt It's like they have less than 5 mins to speitia
you, then they have to rush onto the next patiatiiatever happened to compassion? | do my best am be
informed patient consumer and always bring a ligtugstions with me....and will not leave the afientil
my questions are answered. | feel this is my riglknow and care about my health and healthcard'iend
paying for a service, not to be superficially exaed and hear "see ya next year." (Serialmo)

As an employee of a large medical device compakgol that our technology ultimately improves
patient care. Unfortunately, | feel disconnectadrfithe patients that we assist & am excited tanledout
technologies that can help patients more direttlg.also been trained to really love data! The
combination of real quantitative data, direct patiateraction, community & emphasis on prevengativ
medicine is very exciting. I'll stay tuned to semahyou grow this business, improve patient carelaid
lower health care costs... Thanks...Comment by SW Adams

I'm being left untreated by doctors because of thetisonal bias. | have not directly been told whkould
reduce or discontinue my drug use (despite askizay @nd specific questions), only that they dieet
that they should give me medications that can hedp(fragiletrut, mood community patient profile)

| have found it frustrating to get my doctors ttkt® each other; to sharing what information thiey'
gleened about my complicated health profile, ineoi piece together the larger picture of how best
direct my healthcare. It is of the utmost importatitat all of my doctors confer with Dr. Herbsty m
quality of life depends on it! It's my InternistchBpecialists who get to examine me on a regulsispa
something which Dr. Herbst cannot do since shedatkd in San Diego, CA. Too often I've been tgld b
doctors that they'll contact another of my doctbrg,rarely has it happened or that I'm aware. ofin this
day and age, IMO, I've found that doctors seenetafbaid to do what they've been trained for. \WWaatri
about malpractice or the lack of trust by the goweent to treat patients with difficult health pretvis for
fear of having their license taken away or havimg DEA breathing down their necks. Some of the
concerned physicians have, as pertaining to maipeaavould be to be honest and forthcoming witkirth
patients - be it a mistake or withholding infornoatithat needs be shared with the patient. (YbNormL,
mood community patient profile)

GPs can't keep up with all the new information apecialists are often just looking for test sulgenbt
patients. Sick people are often caught in the reid@he must be proactive in their own health catse
otherwise you are on your own. With this group woe not only being proactive...but you are not oary
own. Good going!(Sherry Drew)

if you have an ongoing medical problem is you nieelde in charge of your care. You need to undedstan
your medications and your condition. That is ngdd¢king anything that is being responsible. Onéef
best things about PLM is being able to talk to ofieople taking the same medications you are. ®ngyo
medications is administered through a patch. Idtade problems with it this winter and | was abl¢ai&

to people who had the same sticking issues ansloge¢ good advice. My doctor, wonderful as he igcan
help much with that. He has the information incldidethe drug leaflet, he's not wearing the thihg
never gone swimming with it, the leaflet contaiwsaulvice on this issue but Mmama in Georgia has and
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she can tell me how it worked for her. There haslpeen a recall of said patch. | heard aboutsit éin
PLM. My pharmacist hadn't heard anything yet whercked up my refill yesterday. | just sent off an
email to my neurologist this morning. | will caditer today to get instructions for how to deal wtis.
You can't just stop these powerful drugs. | wisldin't have to take them at all but they are tladitseof
life with a progressive disease. PLM helps me marihgt aspect of my life better (Tomte2).

| understand that many in the established medmainsunity will view PLM as a threat. Myself, | was
scolded by my neurologist for seeking out informaton my own. What they don't realize is that PLM
offers insight to a disease that you can't learaniy book or from a waiting room full of patientsearn
more from PLM that all other sources of info condalrand, more importantly, | have learned to troat t
information more than any other. A doctor can affer his/her opinion, learned though it may beMPL
offers the collective knowledge of thousands ofgdeavho have not learned or read about my condition
but are living it every single day (SmoothS).

When | changed doctors, | had my records forwar@egdat least | thought | did. Someone in a dostor'
office decides what is important and what is ne¢ntsends a condensed version of that informaltise
what was in the file at the new doctor's officed @énwas only a page and a half. No record of st galds
illnesses, or what antibiotics worked and whiclouldn't take. Maybe the lost stuff wasn't imporfdmit if
it was important enough for the original doctomtgte down and save, why isn't it important enotgh
forward? Its my medical records, not theirs! (rtiikea).

| don't have a complete copy of my medical rectrelsause the definition of "nominal fee" is open to
interpretation by the party I'm asking to provitle topy. So last year when | was hospitalizedHord
days | was asked to pay $547.93 for a copy oféhends that my insurance company and | had already
paid for. | have found that what may seem like sgdmrange to someone making six figures a yeaméor
on my just barely above the poverty level incomgrahibitive (emmy).

Hospitals hate to share information. What happemsmwou're injured and you go to a different ha@dpit
than the one that has your information - they haweollect it all over again upon your admissiomt Masy
if you're incapacitate. Go tatp://www.herontech.contb see a system for info sharing. It has been
running in Jamaica for years with no problems.dswleveloped by a Canadian company, however
Canadian hospitals are loathe to use it as it waff&tt their individual funding and make their élimg
mare transparent. Posted by: cinques

If a medical clinic hadn't' lost my medical recoedsl what they said about me at the age of 32 lduvoat
have been able to get help for health problemslIduarectly figured out | had in high school. | bav
Asperger's syndrome which could not be diagnoseleiS before 1994. | also have sleep apnea and am
a devout Christian. | figured out one of the reasiowas so tired all the time (the other reasondpei
hypothyroidism) was sleep apnea. But no doctorshieadd of it. | thought the shrink they wanted me t

see would know about it, "be my friend' vouch thagsn't a nutcase and arrange to get me real help.
turned out he had never heard of sleep apnea eiftend he was an Atheist. He started asking me
guestions about my religious beliefs. | got diagrtbwith schizophrenia and put on an antipyschotic.
Fortunately | did not get locked up or second hemdke + the sleep apnea + asthma which | also-have
the forced sedation they would have given me ttnfegae down' would have caused me to suffocate in my
sleep. That schizophrenia diagnosis followed meyéars. Doctors would see that and not botherrio ru
any tests but they sure would take my money! Aftgrmedical records were lost they started taking me
more seriously and I finally got help for the slegmea and slowly, for my other many health proklem
Many of them 1 still had to figure out myself anddha time getting confirmed because my autistic
‘weirdness" makes medical personal underestimatéosted by: OmegaSeeker
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Wow, this site is very awesome for someone with @fithose diseases. My dad died of Non Hodgkin's T-
Cell Lymphoma 12/2004 and the entire time he wels & was difficult for him because he didn't know
anyone with the same illness. So, the doctor wptiddcribe something and because his iliness was
decently rare, the doctor could only give the 'pregease’ type side effects, not actual experiesick
effects from his 1000s of patients and that waesinsylvania Hospital (oldest hospital in the U3iis
would have proved invaluable as a way to connettt athers and learn why a medication was prescribed
and all sorts of statistics about everything. Vamesome. Obviously, Dugg

"Privacy has been used as an excuse by those wkoah#ested interest in hoarding this informatibe,
real reason hospitals jealously guard medical dci@rthey don't want to open themselves up torgkco
guessing from patients—or patients' lawyers. Arad thck of openness is making us sicker: With data
scarce, there's no clear way for physicians to kmtnat treatments are working for other practitianer
(Jamie Heywood, co-chair, interview with Wired raame)

As a physician (and patient) myself, | can say BilitClinton's strict HIPPA (health privacy lawaje a
pain in the butt for both patients and physicidr® reality is that most doctors would be pleasegive
their patients access to their own health recdndsutinely give all my patients copies of theicoeds and
tests. Greater access would also make our jobsreasd more importantly it would save money ondbi
such as doing repeat tests (that are done becahsedycan get ahold of the results of the samehast
was already done somewhere else). Hopefully ondlaagiccess to health information becomes a whole
lot easier for patients and their physicians. Rbbie Agent2828

A Physician taking a critical approach to PLM andial networking in healthcare: This is great but
remember the side effects. If someone gets kidaigyré or thyroid problems from taking lithium then
what will happen ? If they have ALS, things wilkjuget worse - although with ALS, which is a teleib
disease, things cant get that much worse. The ®ihat drugs have side effects - and sometintasdad
dangerous ones. If patients do their own trialentthey have to take responsibility for it as wedlan see
how it can help. As a physician, | can also see hi@an turn into a nightmare. peterporter

A Medical researcher is also critical of PLM paihg clinical trials: AMIA is a forum for medical
researchers to discuss clinical-facing informapicgects like electronic medical records, doctarisien-
support systems, and standards. This year, th¢ agenda included its first-ever panel on patient
collaboration, with PatientsLikeMe presenting omviaur members use informatics systems to spearhead
original research. | presented a paper co-autheitdMichael Massagli chronicling the activity omet

ALS site regarding the site-based evaluation difilin. Questions about the paper were enthusiastic a
challenging as medical researchers contemplatefiiienplications of patients conducting research
outside of the healthcare system. The most proiw@abmment came from Danny Sands of Cisco who
introduced the possibility that while he saw thkieaof PatientsLikeMe, we may also be “pollutingnidal
trials” - when patients with rare diseases takesexpental treatments before being enrolled in (his)
randomized clinical trials. My response was thaahe others in the clinical trial world may feel
differently if someone he cared for was diagnosét ALS — a disease where patients have limitea tim
explore treatment options. As medical researchegshould be proud of our patients who are taking a
active role in their health care; | know | am. pledpave long experimented with novel, off-labelgan
alternative treatments (some with and some withtweit physicians). Barring the few cases that are
published in academic journals, these individuidré$ only resulted in a tiny group of people leagn
anything from their experience. By organizing thesbvidual efforts, PatientsLikeMe allows the d&ta

be pooled and recorded systematically for anal@isourse, randomized clinical trials (RCTSs) dre t
most rigorous means to systematize experimentatisirthey have their draw-backs. They are expertsive
run, time consuming (they take years, our studi tnonths), and may be subject to more confounds tha
their organizers would like to believe. (Jeana EmBEM research scientist)

From where [ sit, doctors, scientists, researchetcs, simply don't seem to understand the urgehatone
with an chronic illness feels. As an MS patienwalnt to be functional and productive as long asdsibly
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can. | cannot begin to understand the panic th#tls&hsufferer must feel. While MS is probably nafireg
to kill me anytime soon, ALS does not have a lomglfslife and patients want some help and they \itant
fast!! Comment by Anne

Polluting clinical trials"? What a funny term. | @g with Jeana, having a chronic disease impathse
of urgency to your life that means you really damént to wait for a few years for a possible trezim
you want it now, or better yet, yesterday. Clinigalls are a distant hope, not a real world sotufor
many people. The ability to try something that f@ymay not) work opens the patient’s prerogats@s
much more than passively waiting. Comment by Laurie

| am a patient with MS, and active in the PLM conmitya My time there invaluable. If it were not ftiris
community, my quality of life would still be horildy and | mostly house bound. But now, | am lookimg
get off disability and go back to work, as | hawb offered a job. This, a feat | never thoughsjtbs.
Now my unused Master’s Degree and training wilpbeto use. To PLM, thank you. What | have learned
from PLM that has improved my quality of life, Ispow take a better drug for pain, spasticity, &atijue.
All drugs | am currently on for these symptoms, @rewere offered to me during my six years livinghwi
MS after diagnosis. This due in part to my inabitis adequately describe my symptoms, and partalue
my doctors inability to think outside the box framhat he defaulted to using. But with more inforroati
knowledge and understanding, communication on biolihs improved and | got the help | needed. This
only due to PLM. For it is there | learned to désemy symptoms better, and from there | sharet miy
doctor other treatments. With a little time, hedrae more open, and | communicated better. | also
changed my vitamins, learned stretching exercisé&lp with pain due to spasticity, etc. | in tgtrared
experiences of low sugar intake, low intake of fad, rest, and managing stress, etc. As we a# hav
shared the ins and outs of our daily routines, a&aradjustments from what we learn on PLM. This
greatly improves our quality of life as well. Aduetsupport element, and the loneliness of livindnai
chronic disease lessens. That is priceless. thallcan happen in small part, improving ones ¢yali life,
just imagine this process taking flight in the stific community. The success of the individualrthe
spreads to the whole of the group. We all, patjaddstors, and the whole medical community is diftg.
If there is fear because the process is outsidbdkewell | say there in lies the hope for progrd=or
those who are sick, the benefits far out weigtrigie Because in the end, it is the quality of hfed
enjoying ones time with loved ones that mattersdigkd advancement and all that goes into that,gyuse
the ability to enjoy our lives and our families.r@ment by Cindy Hiel

The outright stubborn old thinking ways of manye@shers and doctors is quite frustrating to many
people of chronic diseases, the openness of indilgdwith what works for them and alternatives kdé
to others is invaluable to me at least. | was imied and joined a normal clinical trial, and throulyt
information others did as well, would the trial kaeceived as many people in it as it has withaP
possibly but would have taken much longer to dmsay opinion. Many doctors get upset even if totd
patients coming to this community, that aspect beEgymy mind, most doctors spend 5-15 minutes every
few months with patients unless serious issues,ay&t expect patients to sit there miserably imvben
and manage miserably? that is infuriating to ntellImy doctors right off the bat | am in this comnity,

if they have issue with that then they are not inglat my best interests imo. Many folks here hitle to
no support outside of online community, that irlités beyond compare. Doctors and researcherstoeed
quit being so self centered (yes | know with soh& ts impossible) and think of the best for the
patient...you know the one paying the bill... Comment\igk

Regarding clinical trials, they have their placalinthings medical. However, | suspect that thgomiiy of
MS victims live in areas where participation iratsiis not a viable option. Additionally, excluség rules
prevent many others from signing up for a trialMPhas provided us with a means to help ourselves,
especially when our doctors are overbooked, ovdmé@, minimally knowledgeable, and firmly in the
pockets of the pharmaceutical industry. | have iadcas PLM members gain confidence, become
assertive and proactive with their medical providand FIGHT to receive the proper care. | have als
watched the PLM family members make huge changt®inlives—diet, exercise, vitamins, spiritual—
—all because of the knowledge and support offerethis site. | believe that as sites such as PLdhén
better, by the way) proliferate, the medical comityuis going to HAVE to take notice and will begin
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taking patients more seriously. Empowered and kedgéable people can NOT be blown off!!! Comment
by Connie

It's fantastic to hear from everyone on this isand hear about your experiences. | still canndetelhow
many people are changing the course of their caetting educated about their condition, finding
promising trials, learning how to get the besttiment, and yes finding a doctor that will help thémso. |
think a lot of these individual efforts are invildtas they happen one person at a time - it's godatarn
about them here together to know how it can be dand no matter what physicians and researchers do,
the tide is not changing. Patients are involvedviélers and researchers can resist patient patioipbut
ultimately, | think knowledge will be best servetiem researchers engage this growing group of irddrm
and insightful individuals. Comment by jfrost

Anyone who knows me knows that | am truly an adt@cd patient engagement. | applaud patient
communities and am excited at the prospect of pigtigharing information about the management af the
illnesses to the betterment of all. | am also extthat PLM even has a research staff. My comnarite
AMIA meeting do not negate any of that. Randomizedtrolled clinical trials are the best way to eerat
the true efficacy of most interventions. That sty are expensive and difficult to do and somesirare
even unethical. For this reason, other study desiga used, with expressed limitations and arevielt,
when possible, to formal RCTs. When we skip the REF often get misled about efficacy of an
intervention. A recent example was when an RCTrdigd the supposed benefits of hormone replacement
therapy in post-menopausal women that we learreed &ohort studies. Although | welcome patient-
initiated research, we must be careful about galiive studies done through patient communitie it
trials” for the following reasons: 1. There is Hgjective assessment of clinical endpoints, whiat ca
mislead us. 2. Interventions can cause harm asasdienefit. Sometimes there may be subjective
improvement but actual harm being done (due tcadsg@rogression or toxicity). A clinical trial tkec
both objectively, and safety issues are (usuadlghtified by a safety monitoring committee withaut
vested interest in the study outcomes. In pati@tiated studies we do not have this safety moimtpr3.
The reason that RCTs are blinded (so that subjiecteot know if they are in the intervention or coht
group), is to avoid them perceiving a benefit justause they want there to be a benefit (the ptaceb
effect). That will then bias the results towardewimg a positive impact when none exists and tloeeef
giving us an inflated impression of the impacttwd intervention. 4. Once patients have been exposad
intervention, they often do not qualify for inclagsiin an RCT. In the case of common condition® lik
diabetes or heart disease, this is not a probleitnd case of a more rare disease it can be inipedsi
conduct an RCT, which would be devastating to theaacement of medical science, and could lead to
continued ignorance of the real impact of interi@rg. Moreover, prohibiting these patients from
participating in RCTs would be disadvantageougtiem, as well. | find the work of patient commuedti
like PLM fascinating and important for hypothesengration. | also understand that desperate psitient
want answers and do not want to wait for well deseclinical trials to be performed. | am not susigey
that this work should not be done, I'm only conestmbout our being comfortable accepting thesks s
strong evidence of efficacy. These studies cantieamportant hypothesis generation. These comnasnit
can also be tremendous sources of subject recmiiftmeRCTs. The purpose of my probing at AMIA (and
of this post) is to educate the community aboutitgortance of formal clinical trials and the raled
limitations of patient community run trials. | thif°’LM and other communities would do a great sertic
their communities by doing the same. Comment byrye®ands

I'll heartily verify Danny’s statement about howtjgat-centered and empowering he is. | experietitced
years before | got sick, it played out from thetfimoment of bad news, and has continued since &ten
the same time, | have to say | have multiple, cexpbncerns about the process by which trials are
conducted *and reported* to us, and the ensuingtépres about whether we the patients can counhem t
as the best possible pathway to saving our biNt&.( | did not just say | don't like clinical tris! I'm
pointing to limitations of the system, not sayitig trash.) In my recent post about evidence-based
medicine | said “On the fringes of medical knowledlives are at stake and medicine doesn’'t have the
answers yet. What do you do?” The e-patients wiafger mentions Danny’s work. It also mentions “the
lethal lag time” - the lengthy period (more than ye@ars!) from conception of a research projeaiugh its
execution and publication. One source said it'ydars from conception until findings are actuatiyuse
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in doctors’ practices. Many many people can didewvaiting for that. As I've discussed with Dr. $ign
having responded well to an extreme treatment @ilingcal trial), I'm now upgraded to where | orthave
a 50/50 chance of relapse in my lethal diseasen$bsitting passively, waiting? No, I'm doing wHatan
to improve my odds, through diet and anything élsan find that even MIGHT improve my odds. And
then there’s the reality that clinical trials asgremely costly so a trial never even happens omesioing
that doesn’t have big money behind it. (This isaabmplaint against companies in general - I'm jus
talking about a limitation of clinical trials.) A&nticancer points out, raspberries have clearlynts®wn
to have anticancer properties, but try to find R@beut their effects. (That's especially ironic bese
unlike most new potent treatments, raspberriestdilesly to lead to long-term side effects.) The
importance of that issue is shown by the very erist of PLM. If commerce could be counted on to
produce things like PLM, it wouldn’t have neededtse on its own, out of the patients. Finallyater 5
of the e-patient white paper is titled e-Patiestd/edical Researchers and talks about groups st
collecting their own data. | presume that if thaper were written today, PLM would be a prime speci.
(And remember, it's Danny’s team who wrote it.) Alall, while | fully agree with the value of agg
RCT, | myself would not hold myself back from sohiag | believed was good for me, just so | mightbe
purer specimen a few years down the road. All Isanis, power to the people - the patient pedyts
just do everything in our power to educate oursebsed be proactive in creating the best possilids éaf
ourselves. To me that includes understanding battvalue and the limitation of clinical trials -chapen
conversations like this. Comment by e-Patient Dave

Thank you for your comments Danny and Dave. Fiffstl avant to say | respect Danny’s work as a patie
advocate and thoughtful physician. So, | just wanteclarify a couple of things. | didn't understiie
comment of “polluting clinical trials” as a refléah of the empathy of a physician to individualipats or
a reticence towards patients locating informatiosupport online. Nor, would we describe the
investigation on PatientsLikeMe as a RCT or say R@T’s are not valuable. | heard this comment as
well, | think a little tongue and cheek but refigetof a larger concern coming out of the clinitél
research world. Danny just happened to be tedtiaplarger view to a patient-centered panel. | ¢chear
solely Danny’s last point from his comment aboeehint of a deeply felt and understandable antiedy
patients, if they begin to take off-label druggstwdir own initiative, will not be available as tesibjects.
And | do understand that concern. Facilitated leyltiiernet, an increasing number of people with the
interest/resources/wherewithal to find new treattmamd with the willingness accept risk, will exipagnt
on themselves - especially when there is no txiallable. But, | also think this concern is probkio. Can
we really argue for patients to hold off treatmiendrder to remain eligible for a future possiblimical
trial? Instead of viewing this phenomenon as aathiethink we at PatientsLikeMe see it as an opputy
— a challenge to revisit and revise medical researethods as patient-centered. The question fanss/
where do we go from here? How can patients andirelsers take advantage of the efficiency of patient
led work to create new knowledge? How can patiantsmedical researchers best coordinate efforts,
analyze the data, and interpret the results? Wheaha possibilities and the limitations of thisrw® These
are open questions. While we are at the beginnitigi@effort, we have promising early results dne
next generation will be better. The goal is to desiew experimental patient-centered research rdstho
such that the resulting data will be informativees-well as patient-centered, nimble, efficient,|egically
valid, and inclusive. Comment by Jeana Frost (PEbtarch scientist)

Great dialogue and an important issue for pati@rksow if | had a life-changing illness I'd be lkiag up
every trial in the world to see if | was eligibleDanny is a well-known patient advocate and hisitation
speaks for itself; that said, if a physician with &ppreciation for the value of online communities
reservations then we obviously still have furtleegt in engaging people in the debate. Somethiaig th
hasn’t been mentioned yet is just how few patiesen at specialist centers, are eligible for tradal
trials. A recent study of the leading ALS centdrewged that only 1 in 4 patients were ever enrditech
clinical trial (Bedlack et al 2008). There are anter of studies cited within that paper that ptinan
enrollment rate of less then 5% in cancer patie3asf you are not eligible for a trial, what ar@uto do?
Remain a “clean specimen” for a small chance dfrggebn to an RCT (after which you've got a 50/30 o
being on placebo of course!)? We fully apprecibtedifficulty, the complexity, the passion and &mergy
that goes into setting up and executing a clirtical, and perhaps if we can do a better job oéméfig on
those patients who we know will be eligible, we eanid “polluting” these trials. But we also have a
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equal if not greater level of responsibility toefbpportunities to the vast majority of patientsowvill
never be asked to take part in research studiemly believe that research participation is ateimention
in itself, particularly in serious conditions likd_S, and it's something we should be able to off@are
patients. Comment by Paul Wicks (PLM staff)

Paul brings up an excellent point. Although soméeflow enroliment is due to knowledge and
availability (knowing a study exists and havingesxto it) it's also due to stringent enrolimeiitecia, so
that we know we are studying subjects that arenaitas to one another as possible. This makesébalts
more valid (but at the expense of generalizabibtirroader populations). So we certainly need atway
reconcile this dilemma. | don't have the answernse @ing is certain: in addition to providing infaation
to people with serious iliness, we must teach them to find and enroll in relevant clinical triaknd help
them learn about the advantages and disadvanthg#darms of clinical research. Every clinicasearch
methodology has it's advantages and disadvantagédity, generalizability, bias, cost-effectivesasf
conducting trial, etc.). | need to consider studgign when deciding whether a particular studygrices
my care of patients, and patients should constdsnthen deciding whether to start an unprovertrneat
(as well as the risks and benefits of participating trial). This requires a fair amount of sopibigtion,
but it is incumbent on us to help educate patieggphysicians, support communities, or patient ebs
creators. Comment by Danny Sands (Physician)

In response to people like Mr. Sands, | would &&y thile rigorous clinical trials are necessahngytalso
remove options and control from patients. For eXartige Fingolimod trial has restrictive controlswhat
patients can have taken in the past and currentlyaéso on patient profiles. This removes many fBop
from the pool of subjects and removes this asartrent for many many more. | was not eligible for a
study because | do not have a complete family na¢tlistory. While | understand that this is hovalsi
work, it is hard to be removed from a treatmentapentirely. If | had a rapidly progressive diseas
would be more than willing to flout conventionalidtes and try just about anything. The establiskaech
methodology (and its practitioners) need to undexsthat for some people there is not enough time t
wait for the establishment to get together a sty recruit people (which may not include them)erghis
also the fact that the established research comynigniot interested in many of the treatmentse(lik
Lithium for ALS) because the drug is old and oftgyd. There is no one willing to spend the thousasm
a study that at best (if it revolutionized treatinamd everyone ended up using it) could net thenmigs.
They also tend to think very narrowly and pass ntaegtment ideas. | think PLM allows people to find
others like them who are willing to advocate fagrtiselves and butt heads with the medical commifnity
necessary. It has made me far more willing to takélea to my doctors and at least have them ceniid
seriously. | can't force them to do anything, bathuse PLM has made me my own health advocate,
neither can they force me to do anything. Commegritiarie

Problems with Traditional Clinical Research: We also must consider the consequences of wdiing
more information. For someone with a life expecyaoicseveral years, the consequence is obvious.
Unfortunately, the harsh reality is that the trimaial medical research system will not provide batter
data to patients for at least 2 years — that mp6ths to start a trial, 15 months of evaluationg @ months
to share the data. In fact, 2 years is being optigjiif truth be told. History teaches us thatit most
likely be much longer. History also teaches us fadients sharing stories with each other will sogwer
the question alone. Chinese stem cells, herballeogmts, nutraceuticals — all have been discussed
extensively on the internet with some claiming sumad some describing great harm; yet we have no
definitive answer. Despite the thousands of postirgry little knowledge has advanced the treatroént
ALS, and patients are still left unable to makeefifre treatment decisions. there are also sysieffteas
in the disjointed way that trials take place whigakes it difficult to get accepted into a trial avah make
participation unsatisfying even if you do. Say yaugot ALS (Lou Gehrig’s disease or Motor Neurone
Disease), a progressive and incurable life-changjimgss and you're being treated at a speciatistre
that runs a lot of clinical trials. Here’s a fewesarios that could happen: The Drug X trial is hdfore
you can participate. The Drug Y trial is only loogito recruit a specific subset of patients so genbt or
The Drug Z trial is an existing drug being usedlaHel. After taking the drug for 12 months youteraf
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progression has been slowed significantly and yish ¥ continue taking the drug. Although the study
gets published in an academic journal, it's noetathat seriously because it wasn’t a double-blind
randomized control trial. If patients are willingg¢ontinue taking a treatment off-label with theesgment
of their primary care physician, the use of an ontes-sharing site like PatientsLikeMe provides an
ongoing opportunity to monitor adverse events agrthaps even evaluate efficacy at little cost (lvegin
mind the caveats and biases of such an approaoh\({Reks, support)

(Ken Patterson) | have been tracking and sharingragress on lithium since March. My ALS has
stabilized and the side effects are minor compuaitiuthe benefits | see. "The problem with waitfiog a
larger study is [that] time is something ALS patgehave little of...If my information benefits sciesi in
finding a treatment or a cure, even after | dienth was worth the sharing of personal information

The medical establishment, in fact, has taken waynuch time to understand that the Internet is a
disruptive innovation that has overturned the stauo. It has leveled the playing field betweenegxpnd
novice -- in this case, doctor and patient. Whilme doctors like Haig may find that challenge theaang
to their status as an expert, the Web is now pmogithe kind of information doctors need to be anairif
we want to continue to be good at our job, andckthé of trends that can help patients be smartdr an
healthier. Patients who, prior to a visit, consuformation online can better share in the decisimaking
process with their doctor. Afterward, they can géiree to find information that reinforces their dson or
introduces them to viable alternatives. Today,dlse many accurate, high-quality health sites, and
doctors should make it a standard practice to rew@md them to each and every patient. Besides megluci
the randomness of a Web search, this can reintopteysician’s advice during a visit, which is esplc
helpful, as studies show that patients typicallpeenber no more than half of what their doctor tiélésm.
(Dr. Rahul K. Parikh)

There is enough information that | can always clmgkany medicine if someone says it works, bad
information is rife in brick-and-mortar medical $egs. Leonata Good, PLM Parkinson community

| do have a question about reliability of self-repd data. In my case, | never really understoed th
mechanisms for data entry despite at least 2 régjteeadmin for help; there does not appear to be a
comprehensive "help" manual. Do other people haugbte logging their symptoms and general disease
history? Symptom descriptions are all over the @lahe same symptom can be described in many ways.
My data is not completely accurate, and | don'tvkinw to fix it. Is there a help manual on the way?
Joycesvoices

We don't plan a help manual, but try to includs ty the pages, along with our site FAQ. If it reeed
explaining it should be in the FAQ. Symptoms aepecial challenge for us. We provide a list (588 an
counting) but understand that we may not have thi&rso allow people to add their own. This leaals t
some of the similarity entries you see. It'd badyaf people went with a more general term, buhsdolks
want very specific symptoms. Makes it challengingggregate, but that's the trade-off we've madedd/
curate this list, and actually just finished dosmrecently, but it's hard to keep on top of ibrRryour
comment | get that we need to try harder. Gotatd8n't worry about complaining - we can't fixfitne
don't know it's broken (or near broken). Let uswn/e appreciate it. Tim (admin)

| don't think that self reported data are all tiediable, but if certain trends are seen then ui¢goint
towards things to look at with more reliable datghgring methods that might not have been thouigtat o
look at before. (uhoh)

In regards to data integrity, we are constantlykivay on mechanisms, both technical and community
based, to ensure the safety and accuracy of oar Batause the data we are collecting are patpuried
outcomes and treatment regimens, PatientsLikeMesepts what is happening in the real world.
However, we always need to recognize and reducéiasythat our patient-reported data may have. In
order to ensure quality of data, we just implemémtata quality grading of patients where users stars
for filling out their profile, keeping their inforation current, and tracking periodically over tloeise of
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their illness. We are beginning to track equipnmantiels so patients can learn which specific bravar&
best. (Ben Heywood, founder)

What makes our data unique is that every data jlrcked by clinical or functional outcomes daten
real patients. Everyone can compare and evaluagrgss, thus understanding the context of treatment
utilization. This accountability creates a much enoredible set of information. Releasing this d=a also
help neurologists and other physicians learn haleagues are prescribing a particular medication.
Doctors can see the distribution of dosage rangegedt as side effect frequencies on numerous
medications. It's a great way to keep abreasteofdtest prescribing trends. Paul Wicks, support

How reliable is the information about symptoms &edtments? Like all information you come across, o
the web or elsewhere, it is important to carefalhynpare it against many other sources. Our sympimm
treatment reports reflect data that have beenahtey the community. They cannot be guarantee@to b
accurate, and they are not intended to represemplete information about a treatment, symptom, or
disease. (from PLM website FAQ page)

Unlike a blind placebo control trial, we are watdithe use of this drug in the real world, and bheeaof
the number of patients and our system’s sophisiicdata modeling, we can determine the significarice
each reported change in each patient as he/shatelefiom his/her predicted course. There are maky
to our approach, patient optimism, the placebacefincertain quality, and many other variables wil
compromise our data. Despite these, and many oltalenges, we remain committed to solving this
problem. ((James Heywood, co-founder)

Patientslikeme is a critical step in our abilityg@in more real-time insight into the evolutiont@fatments
and outcomes. Until we have a robust health infeionanfrastructure that allows clinicians to hawere
real-time feed back that is not just office visitsed we will continue to have rather limited insigh true
healthcare outcomes. To characterize the righdi¥iduals to share their health information with
whomever they choose as a "regulatory escape ¢tlauadit disconcerting. HIPAA in fact made it a
Federal law that individuals have the right to @asaheir information and always allowed use of the
information with patient consent. Unfortunately fpatients realize their rights, the process toialite
information is not always easy or electronic arelftirmat and comprehensibility of the informatisn i
rarely patient friendly. We need to foster the gff@f these patient-driven initiatives not onlystapport
improved patient care, but to foster patient engege which may be our greatest key to improvedtheal
care quality and services. Shannah Koss
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