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ABSTRACT

ThеpaperaimstoexplorethecurrentstateofaparticularinstanceofpatientactivisminBulgaria
throughtracingthesociotechnicalnetworkarchitectureoftheassistedreproductivetechnologies.It
arguesthatinthelocalcontextthisisthepatientactivism,whichcouldbeassessedassuccessfulor,
inANT’sterms,ithasforgedheterogeneousalliances,abletosustainthemselves,proliferateand
enrollnewprotagonists.Basedoninterviewswithpatientsandactivists,onmediarepresentations,
andonlinediscussions,thisresearchtriestotracethelocalheterogeneousarraysofprotagonistsand
showhowARTsnetworksuccessfullystabilizesandgainspower.
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INTRoDUCTIoN

ThispaperaimstoexplorethecurrentstateofoneparticularformofpatientactivisminBulgaria
throughtracingthesociotechnicalnetworkarchitecture–itsmaterial,humanandideationalinstances
–oftheassistedreproductivetechnologies(forthesakeofbrevityIwillcallit“ARTsactivism”).I
arguethatinthelocalcontextthisisthepatientactivism,whichcouldbeassessedassuccessfulor,in
ANT’sterms:ithasforgedheterogeneousalliances,abletosustainthemselves,proliferateandenroll
newprotagonists.Inotherwords,thispaperisanattempttogainsomeinsightontheprocessesof
attainingpowerthroughhealthactivisminBulgaria.

RightattheoutsetIwouldliketonotethattheissueofdefining“success”ofapatientorganization
isneithersimple,norastraightforwardmatterasStevenEpsteinrightlyemphasizes(Epstein,2011).
Accordingtohimweshouldusemoreassessmentcriteria,enablingustotakeintoaccountintended
andnon-intendedeffectsandthenumerouswayssuchactorscouldbringabouttransformation.Their
activity should not be “reduced solely to aspects of resource mobilization and identity politics”
(Wehlingetal.,2011,p.265).HereIshallsituatethispropertyintheframework,outlinedbyMichel
Callon,whosuccinctlyexplainsthatthevigorandefficiencyoftheactivistperformance“depends
entirelyontheabilityoftheconcernedgroupstomakethemselvesrecognizedbyfutureallies,orin
otherwordsthrough“theinteressementandtheenrolmentofallthosewhoarenotdirectlyconcerned
withthediseaseinquestion.Eithertheconcernedgroupiscapableofthistypeofmobilisation…;
orelseitisincapableofdoingsoandconsequentlysinksintooblivionandnon-existence”.(Callon,
1999, pp. 92-93).So,we could say that a patient organization is successful,when it appears to
constructstablealliance–sociallyvisiblehybridnetwork,capableofrecruitingnewsupporters.In
otherwords,when“patientsare“socialized”…[or]becom[ing]stakeholdersinscientific,clinical,
medical,andsocialnetworks”(Callon&Rabeharisoa,2008,p.240).
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Thispaperfallsinthreeparts.First,itwillbrieflysketchtheimportantchangesinthenatureof
healthactivismoverthepastseveraldecadesandreconstructthenotionofthe“partnershipmodel”,
discussedindifferentstudies(Rabeharisoa,2003;Rabeharisoa&Callon,2004;Callon&Rabeharisoa,
2008).Thenitwillpresentaconceptualframework,arguingthattheconceptoftranslationcould
highlighthowtheARTsactivismsucceedsandwhatisitskeymove,allowingthenetworktoform,
tobecomerecognizableandtoexpand.Basedoninterviewswithpatientsandactivists,onmedia
representations,andonlinediscussions,Iwilltrytotracethelocalheterogeneousarraysofprotagonists
andshowhowARTsnetworksuccessfullystabilizesandgainspower.

HEALTH ACTIVISM IN HETERoGENEoUS CoLLECTIVES

Theresearchonpatientgroupsandhealthmovementsisabroadandbourgeoningfield,drawingon
diversetheoreticalframeworksandmobilizinganarrayofmethodologicaltoolkits.Thereislittle
doubtthatrecentadvancesinbiosciencesandbiotechnologieshavesignificantimpactonvarious
receivedpatternsofsocialbondingaswellasthepowertoengendernovelformsofsocialgroupings.
Intheireffortstorespondtoandtooffersomeinsightsonthespecificnatureoftheseprocesses,
ontheirconsequencesandonthewaysourcontemporarysocietiesshouldtrytogovernandmould
them,socialsciencereflectionhasdirecteditsattentiontotheongoingtransformationsofcitizenship,
capturingthemthroughtheconceptsofbiological(Petryna,2002;Rose&Novas,2005)orgenetic
citizenship(Kerr,2003;Heath,Rapp&Taussig,2004).Thesenotionstogetherwiththeconceptof
“biosociality”(Rabinow,1996)areemployedastoolsforanalyzingtheemergingnewdynamics,
constellationsandredefinitionsofidentities,collectivities,activismandgovernanceattheintersections
ofsocietyandbiomedicalknowledgetoday.

Health-relatedsocialmovementsareexaminedasinstancesofsuchnovelgroupingsanditis
emphasizedthattheiractivismisasuccessfulactofunderminingoftheoldregimeofdemarcation
betweenexpertandlayknowledge,anditsinstitutionalpatterns.Thisparticipatoryturninknowledge
production,instigatedbythedemocraticdeficits,typicalfortheoldregimeofknowledgeproduction,
consistsinentirelynewformsofengagementofpatientorganizationsthatmadethemmorevisible
andprominentactorsindirectingresearchandinfluencinghealthcarepolicies.“[T]heyfundresearch,
engage in public controversies over ethical and juridical issues … and form partnerships with
researcherstodefineandcarryoutresearchincooperation”(Langstrup,2015,p.172).Thepaternalistic
modelinwhichpatientsareseenaspassivereceptaclesofexpertiseischallengedandnewformsof
empowermentarise,havingthepotentialtoreconfigurethecollective,whichweinhabit(Callon&
Rabeharisoa,2008,p.243).Inthisframeworkpatientactivismisinterpretedthroughnotionsas“ethics
ofcare”(Heathetal.,2004)andisseenasoperatingwithineconomiesofhope(Novas,2006,2007).
Oneoftheexemplarycases,demonstratingthepowerofthesimultaneousproductionofknowledge,
ofnewidentityandofnewcollectiveisthehistoryandactivityoftheFrenchassociationofpatients
withmusculardystrophy(AFM)(Callon,Lascoumes,&Barthe,2001;Rabeharisoa&Callon,2004;
Callon&Rabeharisoa,2008).Itdiffersfromthehealthactivismsaroundgeneticconditionsinthe
past,whoseeffortsweremostlyrelatedtoprovidingsocialandeconomicsupporttotheaffected,
sinceamajorpartofitsactivityisfundinganddirectingscientificresearchinthefield.Thehistory
ofAFMshowsthatitispossibleforthelaypersonstoenterintotheterritoriesof“secludedresearch”
(Callon,Lascoumes&Barthe,2001,p.75).Exactlythismoveyieldsthefundamentaltransformation
oftheontologicalstatusofthepatientswithmusculardystrophy.AsCallonandRabeharisoaargue
thenatureofthematterofconcern-becomingfull-fledgedhumanbeings–isaradicaloneandthe
processoftransformingsomething,whichinitiallywasmerelyanexcludedgroupof“individuals
concernedby their owndeath and sufferingor thoseof their children” in a collective,which is
recognizedandincluded,wasnotaone-stepshiftfromexclusiontoinclusion:“Itwasnecessaryfor
boththepatientsandtheirsocialenvironmenttochange…itwaspossibleowingtoadualmovement
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