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HEPIAHYH

Avtikeipevo g moapovong oamotedel M HEAETN NG OLVNTIKNG KOWOTNTOG acBeEvDV
Patientslikeme ka1 cvykekpuéva n enidpacn mov 1N véa TEYVOAOYioL Kot Ot SVVNTIKEG
KOWOTNTES EMPEPOLV OTIG GYECELS AGHEVAOV KOl 10TPOV. XPNGLLOTOUDVTAG TO EPEVVNTIKO
voderypa tov Kozinets (2002) yw v ebvoypagio tov Swdiktvov (Netnography)
UEAETNOOUE TIG OTACELS TOL Ol 00DEVELS SOUOPEOVOLY YioL TO KLPIOPYO 1ATPIKO
EMOyyeE 0. ZUYKEKPIUEVOL YPTOILOTOMOOE KEWWEVIKG dedopuéva (text data) to omoia
avoaovpape and to forum tov aobevov mov maoyovv amd Acute Lateral Sclerosis ue v
xpon KAewwwv avolnmong (search keys). X Pdon ovtdv TV dedouévev
dtpopeadnkav tpeig kKOplot aoveg avdivong: o) H evepyntikdtnto-nadntikdtmra Evavtt
Tov yutpov, B) H a&ia g texunpiopévng (evidence based) emotnpovikng yvoong o€
oxéoM UE TG EVOALOKTIKEG LopQES Yvmong Kot ¥) H Betikn 1 n apyntikn| otdon Evavit tov
YWOTPOV KOl TOV 10TPIK®V TPokTiKOv. H ook Bewpnrtikny pog vtddeon, 1o av dnAadn 1
duvnTiky] KowdTNTO. EVOLVOUMVEL TOVG acbeveic o oyéom HE TO KLplopyo 10TPIKO
EMAYYEALO, omavTdTol BTG, AALO EVOLAPEPOVTO EVPNLLATA OPOPOVV TNV WaitepT asio
oV €XEL Y. TOVG 0GOEVEIG M| TEKUNPUOUEVT] EMIGTNLUOVIKY] YVAOT, O SLUUECOAUPNTIKOG
pPOLOG NG KOWOTNTOG GTN SOUNOT TOV GYEGE®V acOev- 1Tpoy, oAAG Kot M avdmtuén
evog ovTiotafuiotikod  Adyov Yo To mPAypoTo PEGH OO TNV OVASEIEN TNG KPLTIKNG
GTAONG £VAVTL TOV YWOTPOV KOl TOV WOITPIKAOV TPOUKTIKOV, OAAG KOl TNV KOTOYT HEPOLS

TOVAQYLOTOV TNG WTPIKNG YVAOOTG Atd TOVS 0GHEVELG.

AEZEIY — KAEIAIA
(Avvntikég Kowomteg acbevov, evdvvdupmon, empowerment, KowwvioAoyio g

latpiknc)



ABSTRACT

The purpose of this study was to evaluate the impact of a virtual community (PLM) in patient-
physician relationship. Using the research paradigm of Kozinets (2002), ethnography of the
Internet (Netnography), we studied the attitudes of patients towards the dominant medical
profession. Based on text data mined out from the A.L.S Forum posts, we formed three main axes
of analysis: a) The energetic-versus passivity against doctors, b) The value of documented
(evidence based) scientific knowledge against the alternative forms of knowledge and c) The
positive or negative attitude towards doctors and medical practices. The underlying theoretical
hypothesis, i.e. whether the virtual community empowers patients against the dominant medical
profession, answered positively. Other interesting findings were, the particular value that patients
added to evidence based scientific knowledge, the intermediary role of the community in building
the patient-physician relationship, and the development of a countervailing patients discourse
towards the dominant medical discourse, as a result of (at least in part) possession of medical

knowledge.

KEYWORDS

(Patients virtual communities, empowerment, Sociology of Medicine)
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IMPOAOT'OX

H pelém g enidpaong tov vE@V TEYVOLOYIDOV GTOV TPOTO HE TOV OToio ot acBeveig
SOUOVV TIC OVOMOPACTAGELS TOVG Yo, TNV acBévela, Tov poAo Tov acbevi], Kabhg Kot Tov
POLO TOV YOTPOV OAAE Kol TOV GAAOV EMOyYEALOTIOV TNG VLyelog, amoteAel €va

Kovovpyla medio peAég yio v Kowoviodoyia g Yyeiog kot tng AcBévetog.

H enavdotaon mov PBpioketar oe €£EMEN otov TOpEN TG EMKOWMVIOG Onpovpyel véa
Aol avaPop®V Kol ETavampocdlopilel Pacikég Evvoleg TG TAVTOTNTOS TOV OTOLOL
OT®G TO GO, 0 XPOVOG KOl O TOMOC. TNV YNOLOKN €m0y ot avOpdmiveg oXEGELS
ATOKTOLV KOvovpyles olaotacels. H pn copatoromuévn erapn eEedMooceton péoa oe £val
TePPAALOV TOV LETOTPETEL LE TPOTOPAVY| TOYVTNTO TO TOMKO GE TOYKOGLO, TO OTOUIKO
0€ GLAAOYIKO Kol TO WIOTIKO o€ omuocto. H véa emoyn €xer t Ovvardotnto va
EVOOUOTOVEL TO aVTIOETO KOUUATIO TNG OMOPTIOVOVTOS £VOL YNOaKO KOGUO 0 0moiog
exteivetar mépo omd v amin okolovbio oplouévev bits kddiko, Yo va avadeiet

TOAOTAOKO WYOYOKOWVOVIKG QALVOUEVE, TETOLN OTTMG 01 SUVNTIKEG KOWVOTNTEG AGOEVAV.

Ot acBeveig mAéov Umopodv va YPNGUYLOTOMGOVY TIC VEES TEXVOAOYIEG KO Wlaitepa TO
dwdikTvo Yoo var avalntmoovy TANPOQeOopiec Yoo TNV 00OEVEIL TOVG OAAG KOl Yo Vo
KOTOUOKELAGOVY TOADTAOKO, OIKTLOL YVOONG KOl cuvolsOnuatikig otpiéng pe GAAovg
acleveic. Xpnoyomoidvtag ta véa HEGH KOWMVIKNG OKTO®MONG 0 acBevig pumopet va
TOPOKALYEL QLUGIKOVG, YEDYPAPKOVS 1 KOWVOVIKO-OIKOVOULKOVG TEPLOPIGLOVS Yol VO
amoKTNoel TpdsPacn o€ yvdor, Tov Ba Nrav 6e AAAN TepinTon Wiaitepa dvoyepns. Amod
™V AN N Propévn EUTEIPIKT YVAOGOT TOV GAA®V UTOPEL VO Yivel TOADTILOG 001 YOS Yo TOV
TPOTO JLoYElPIoNG OGS  TPOTOPOVODG KOl GLYXVE €XDIVYVNG Yo TOV {10V KOTAGTAONG.
Méca ond to diktva cvvocOnuotikng ompiEng ot acBevels Aapupdvovv  Betikd
cLVOLCOMHOTA KOt KOLPEYL0 EVO TO SVVNTIKO KOWVO GTO OTol0 amoTeivovTal yia va Adfovv

TNV TOADTIHN Y10 TV avETHEN TS TAVTOTNTAS TOVG, ” emotpopodoaio (feedback).

1 , . , , ,
Evvoovpe v avantuén g toutotntag Tov achevn.



1L.LEIXATQI'H

Or Avvnrikég Kowomnreg elvar kowvovikég ocvvabpoicelg kot culntoels, ot omoieg
avadvovtol omd 10 S1adikTLOo, OTAV APKETOL AVOPOTOL GUUUETEYOVV GE AVTEG TIC ONUOCLES
ocuvvafpoicelg-culNTIoELS Yo apKETO ¥POvo, HE pio capn avBpomvn aicbnon yu vo

OLYKPOTHOOLV dikTvo Tpocwmik®V oxéocwmv (Rheingold, 1998).

Or Avvnrikée Kowomteg avtompocdiopifovior péoa and Kowmvikés O10dpdcels, amod
KOWEG aiec, amd T CLUUETOYT, TNV PLMa KaODS Kot T 0EoUELON KoL TNV 0pocimot. [a
VO KOTOVOT|COVLLE TIG KOWMVIKEG O100pdoelg o Tpémel vo LEAETNHGOVIE TOV TPOTO TTOV Ol
oxé0e1g  16YX00G  OYNUOTOTOLOVVTAL, OOKOUVTIOL Kol — ovodVovVTol  OUVOUIKE — GTOV
KuPepvoydpo. Ot kowdTeg AVTEG OVOUALoVTOL SLVNTIKEG YTl Agltovpyolv diymg vo
elvar amapoitntn n QLGIKN €maey, oTov KuPepvoymdpo. AAla elvar mpdypatt avtd éva
kpiowo yopakplotikd; [ToAAéEC mapadoclokég KOWwOTNTES dgV OmouToVV TNV QULGIKN
napovcio (eBvicég 1 OpnokevTikég Yo mapaderypa), oAdd Tpocsdiopilovtol péca amd v

Kown gumelpio, ta moted® ko T1¢ a&ieg (Kollock & Smith, 1999).

Ot Shaffer and Anundsen (1993), Tpocd10pilovV pio KOWOTNTO GOV L0 SUVOULIKT OATNTO
N omoio avadVETAL OTOV o OpAd0 avOpOT®V HOPAleTol KOWVEG TPOKTIKEG, amoPacilet
amd KOwov, avayvmpilel Tov e0ntd TG O¢ KATL LEYOADTEPO At TO AOpOIGUA TV LEADY

NG KO AVOACUPAVEL Lol LOKPOYPOVIO SEGUELGT Y10 KOAT otd KOoL Topeia.

H nopandve ontkn avayeton ot Bewpio g morvmiokotnrtag (Waldrop, 1992) kot mo
ovykekpéva oty Self Organization Theory (Maturana & Varela, 1992), 6moc
avoeépeton amd toug Koper et.al (2004). H xowovikiy opydvoon mov eppaviletot
(opadomoinom, e&edikevon TV poOA®V, 1 SUTPAYUATELOT TNG CVYKPOLGNG KAT) gival To
amotéAeopa TG dtadpaocng HeTald TV GUUUETEXOVI®OV (agents)®. To mo YOPOKTNPIOTIKO
TOPAdELYHo. avTig NG owdkaciog eivar mn onuovpyio g eumotocvvng (trust). H

EUMGTOCVVT] OPILETOL G 1 TPOGOOKIOL TOL GVATTUGOETOL GTO TACICLO oL KOWOTNTOG

2 Mihdpie yio popeic (agents) Tov omoimv 1 cAAAETISpacT TapEyEl KOWVMVIKS VOO



CKOVOVIKDOVY, EIMKPIVOV KOl GUVEPYUTIKOV GUUTEPIPOPDV, 01 0moieg Pacilovtal o KOWVEG

VOpLES HETAED TV peldv ¢ kowodtnrag (Fukuyama, 1995).

H Bewpia ™¢ kowvovikng avtorrayng (Constant et.al, 1994) mpoPAiémer 611 vmdpyet
oLoYETIoN HETAED TNG KOVOToINoTg TOV KAmo10G avIAEL amd Lo GYECT Kot TS POGimonc
tov ot oyxéon ovty. H oyetikn PipMoypapio mpoteivel T€00EpIg KOPLOVE TOPAYOVTES
OVTNG TNG CLGYETIONG:

o  Ovapoommkég avaykes. To kdOe péAOG TG KOVOTNTAG £XEL TPOKOTACKEVUCUEVEG

Tpocdokieg 6TL Ba AaPetl ypioUn YVAOGCT OC 0VTOTOS0GT GTN GLULUETOYN TOV.

o H onqun. To k4B pérog mpocdokd 0Tt B AVENGEL TNV EMPPOT] TOL GTO GAA LLEAT|

NG KOWOTNTOG.

e O oaitpouviopos. H aicOnon ¢ ocvppetoyng o g Kowdtnto mov polpalet m

YVOON TPOG OPEAOG TOL KOWVOY GLUPEPOVTOG

e H avropoipn. Ta pédn pog kovotntag ovouEévouy po avtapolPn (oukovoutkn 1

AL ) o€ AVTAALOYLOL TOV KOGTOVG TNG GUIUETOYNG TOVG.

[Tapdtt vadpyovy apkeTol opiopol YOP® amd To TL AmOTEAEL Pt KowdtnTo, OAOL QaiveTol
VO GLUE®VOVV GTI ONUAGI0 TOV TPOCOTIKOV cuvdécouwv. Mia tétota opdoa Ba eivor
apKeETd WKpn, ®ote TOo KAOBe dtopo va elvar oe Béom va yvopiler ta dAAo dropo
TpocoOTKA. Ot 6YEGES TNV KOWOTNTA LITOTIfETOL OTL Elvan dpesES, TPOCHOTO LE TPOCOTO
ovyvég Ko otabepéc. O kabévag pumopet vo Pacileton otn 0Epun Kot v aAANAEYYON TV
A oV peddv ™g kowdtrag. [lapdia avtd yvopilovpe 0Tl 01 GYEGELS TV avOpOT®V
(akéun kot og ovtd 10 emimedo TG KOWOTNTOC) €ivor TOAD mo oOVOETEC Ko
GLYKPOLGLOKEG OO OVTOV TOV OOPAAT Kol AVETO KOGLO TOV TTapovotdletan Katd Pdon o€
KIWWNUOTOYPAPIKES TOVIEG KOl TNAEOTTIKESG GEPES. AVTOG AoV 0 amAoTkdg pvubog, o 1060
ONUOPIANG Kot oYvpdc, pmopel onpepa mo vo Prwbel o¢ TPAyHATIKOTNTA GE KATOLES
poakpvég eiég tov Apaloviov, aArd eivor amiBovo vo vmdpyel 610 HOVTEPVO KOGLO.
Yrdpyet po woyvpn 0661 VOoTaAYidG G AT TNV OENAICTIKY] EIKOVA Kot glvatl aut M
0E0MOTIKT €1KOVOL TOV KoO10TA 0KkpIP®dG OVGKOAN TNV OVAALGN TNG AELTOVPYiaG TV

duvntikdv kowvotitov (Memmi, 2006).



1.1 H loxUg Kai n diaxeipion Twv OXEOEWV OTIG SUVNTIKEG KOIVOTNTES

Katd tov Foucault (1982), «Avto mov kabopiler pua oyéon ioybog eivor to 0T1 IpokeLTaL yia
Evav Tpomo Opaons, 0 omoiog 0ev gupaviletar aueoo. kol vBéws atovg allovg. Avtibeta
evepyel otig evépyeles tovg. Mio opaon eml g Opoong, XL UIaS DTOPYOVOAS OPAONS 1 ENL
TV dpaoewv mwov mhova. Bo. evepyomomnBodv aro mopov § kou 10 uéllovy. H 1oy0¢ dev
KOTEXETOL OAAGL OOKETOL, KATOOKEVACEL Kol KOTOOKEVACETOL HECOH OO  OTOUIKES
KOWMOVIKEG TOMTICUIKEG KOl OPYAVOTIKEG dtodkaciec. Zopupmva pe tov Foucault 1 1oy0¢
elvorl AmOTEAEGILO TOV SLUPOPETIKMV EMTEO®V YVAOONG TS Kotvwviag. H 1oy0g kot ) yvdon
dgv Umopovv vo dtoymplotovy Kabmdg N o emnpedlel vBémg v dAAN. Agv vapyet
oyxéon e&ovoiog ympic v avdmtuén evog mediov yvmong, dAld 00TE KAl YVAOGCT TOV deV
Kkataokevdlel o eEovotactiky oyéon. H yvoon og popen Kovovikol kepaiaiov gival to
KAWL TG 16YVOG Kot EMOUEVMG TOV KOovmvikoD eAéyyov. H yvodon-eEovaia popeomnoteitat
UEGO 0 €Vo, GUGTNLO KOTOYPOENG Kot apyetofétnong, my to wtpika apyeion (Nguyen et
al 2006).

H pedétm tov ouvntik®v kowotntev  givol vtd ovtd 10 mpicpo  puo pEAETN ToV
€EOVOIAOTIKOV GYEGEDV PETOED TOV UEADV TOVG KOl TEPIAAUPAVEL OVO TOPAUETPOVG :

o) TNV HEAETN TOV GYEGEMV €E0VGIOG TOV SLAUOPPDOVOVTOL GTO SVVNTIKO TTEPIPAAAOV dTmg
avtd opiletar and TG véeg texvoroyies, P) Tig oyéoelg eEovoing mov mpocdlopilel to
€VPUTEPO KOWMVIKO-TOMTIGUIKO TAOIG10, EVTOG TOV OTOIOL OVOTTUGGOVTOL Ol SUVNTIKES
KOWOTNTEC. ATO TN CLYKPITIKY HEAETN OVTOV TOV dVO TAUGI®V UTopel va avadvBovv ot
TPOPANUOTIKEG KOl VO TPOKLYOVV Ol  OITOVINGELS OTO KOiplo epdTNUA, «Amotedodv ot
OVVITIKES KOIVOTHTES LG OTTAY OVTOVOKAOGH TWV DPIOTOUEVOV GYETEWY ECOVTLOG, 1] UNTWS
avtifeto mPOKeITaL Y10, KOIVOPAVH KOIVWVIKG, QOIVOUEVO UE OLKH TODS EGMTEPIKY OVVOLULKN
TV 0ToIMV N avoivon amoitel v cynuatomwoinan véwv uebodoloyiwv koi Bewpntikdy

KOTOOKEDDV, ».

H avéntuoén tov duvntikdv KowvotHtemv (el 00NYNoeEL o aSloonUeiwTeg aAAAYEG OTTMG M

avAmTTUEN  GLYKEKPUEVAOV  LTOKOVATOVp®V  (subcultures), xkobmdg kot 1 avdovon



KOWVOOPYI®V TPOKTIKMOV 01 0Toieg EKTEIVOLV 1 avTikaB16TOOV TOUE TAPOVTES OPYOVMTIKOVS

Kot Kovovikovg oynuaticpote (Torlina and Kazakevitch, 2003).

AVTEC o1 aAAayEg emnpedlovy TIG OYEGELS 10YVOG KOl TIG KOWVMOVIKES OOUES KO ETOUEVMG
dvvntikn dwdotaon o mpémer vo e€etdletan pall pe TG GAAEC OYETIKEG TOPAUETPOVC

(Nguyen et al, 2006).

H 1oy0¢, 0nmg kot ot GAAEG HOPPES KOWVMVIKNG TPOKTIKNG KOTAOKEVALETOL HéGO oE €val
TOAVTTAOKO TAQIC10 O100PACEMV GE JPOPETIKA eminmeda, 0TS avTd opilovion amd TOoV
«Abyo Y to mpaypatoy (discourse).® Emopévac sivat 0 AOyog mov avTutposerElEL TO
VONUOL KO TIG KOWMOVIKEG GYEGELS KOl LOPPOTOLEL TNV OVTIKEYEVIKOTNTO KOl TIG GYEGELS
eEovaiang. Evtog tov mhauciov mov opilovv ot duvntikég Kowvotntesg, ol oyéaelg eEovaiog
KaOdG Kol 01 KOWOVIKEG GYEGELS UTOPOLV VO TPOGOOPIGTOVY amtd To POAO TOL KAOE
GUUUETEYOVTO, TOV POAO EMPPONG TOVL MYETH, TNV EMPPOT TOL EVPVTEPOV KOWVOVIKOV-

OLKOVOUIKOV TAOLGTOV.

O Turner (1974) mpoteivel 611 o1 dpdcteg (actors) ce (o KOwoTnto, Opovv ot Paon
TPOOTOAOYIGUEVOV  POA®V. XTOL «TAPOCKNVIO», Moo ONAMdN omd TNV oKNvy ToOV
KOW®OVIK®V 010 dpdoemv HUmopel Vo ELOaviGouV S10POPETIKEG GUUTEPLPOPEG G GYECT| LE
avtég mov eueavifouv evtdg g oknvng. H mpocéyyion tov Turner eivon ypnoyn
TPOKEWEVOL  va.  avTIANeBovUE TIC O0POPEG TOL  VIAPYOVV OTIS OOPAGELS TTOV
TOPOTNPOVVIOL GE TOAVTAOKA TePPAAlovTa, To omoio dwafétovv dbpopa Kavaiio
EMKOWVOVIOG, OV EMTPEMOLY TNV KOWN (common) OAAG Kot TNV WO®TIKN (private)

emMKOVOVia HeTalD TV GUUUETEXOVIOV.

SSopeavo pe Tov Ball (1990) 1 évvota tov discourse meptypapetat g, “ O AOYog Yo To Tt popei va emodei
Kot vo, yiver ovTikeitevo okéyng, dAAd Kot TO 010G UTOPEL VoL LUANGEL, TTOTE, TOV KO LLE TTOL0L
g&ovolodotnon”.



1.2 H Kataokeun TnG 10XV0G HECW TOU EAEYXOU TOU VOU.

Al péo® ™G 1oTopiag 1 emtKowvmvia Kot 1 TAnpogopio vanpéayv OepeAdosig myEc 16yHog
(power), oAAd kot ovtiotaong, Kuplapyiog (domination), oAAd Kot KOW®OVIKNG OAAGYNG.
Kot avtd yoti n Ogpehicddng  pdyn om xowvavio sivor 1 pdyn ywor TNV KAToy TOVL
avBpdmvov vov. O TpoOTOC e Tov omoio ot dvBpwmol oképTovtal Kabopiletl Tic vVOpUES Kot
¢ afleg and TIc omoleg kotaokevdaletoan 1 Kowovia. O eOBoc Ko 1 Kotamieon g
pnyoviopol emiPoing g PodAnong tov kKvpiapyov TPog Tov VIOTEAN £xovv amodeydel
eldyoto amotelespotikol. Ki avtod yioti n opodtto og TpaKTikny YEVVEAEL OVTIGTACELS Kot
QTOKOAVTTEL APYA N YPNYOPO TO OMOKPOLGTIKO Tpdcwmo S e€ovaiag. «To va Pocavilelg
oouaTa, Vol A1YOTEPO ATOTELEGUOTIKO OO TO Vo. EAEYXEIS uvotay. Edv n mieloymoeia tov
avlponwv oxképrtetor e TPOMOLG TOL E£pyovtal oe ovtifeon pe  amd 0VTOVS TTOV
EMTACGOLV Ol VOPLESG KOt O1 KAvoVIGHol TV Becpobfetnuévey opydvmv g molteiag, Tote
0 ovotnua Bo oAAGEel, Oyl amopoitnTo Yoo VO EKTANPOGCEL TIC TPOCOOKIEC TMV
EUMVELGTAOV TOV KOWOVIKOV 0AAoy®dV. AALG 1 addayr| Ba yivel, andd Oa amoitioet ypdvo
kot Ovoieg. Emedn m emkowovia kot wdwitepa 1 KOWOVIKOTOMUEVT ETKOVOVIO
TPOGPEPEL TNV AP®YN TNG OTNV KOTAGKELT, KOWMVIKOD VONUATOG, T MHOYN Y. TOV
avOpomvo vou Aaufavel yopo ota dikd g media. [Ipdypatt, 1 cuveyng HeTapdpemon
TOV HECOV  OTNV YNOLOKY ETOYN TPOEKTEIVEL TOV TAOVTO NG EmMKOWMVIOG 68 OAX TA
nedia g KowwviKng (ong €161, dcte Ta TAvTa Vo glvorl TAEOV TToyKOGHO Kot TOTK,
YEVIKELUEVO Kol EEQTOMKEVUEVA, GE £VOL LOVTEAO GLVEXOVS OAAUYNG. OV OMOTEAECLO Ol
oyéoelg eEovoiog, ot omoiec eivor o1 oy€celg mov cvykpotovv Tt Begpého g ke
Kowmviag, KaBmMG Kol OVIOY®VIGTIKEG OLVALELS OV apeofntodv T Becpobetnuéveg
VTG GYEGELS, OLYKPOTOUVTOL Kot amogacifovior oto medio g emkowmviag (Castells,
2008).

O Castells avtihapBéverar v woyd o¢ Ty dopuy (structural) wavonTa’ £vog KOW®VIKOD

opdotn va emPdirel T 0EAnoN Tov amévovTt oe Kamotov-ovg dpdotes. ‘Eva Oeopobetmuévo

H wovomta givon ehedBepr amddoom Tov ayyAkob 6pov capacity tov omoiov n axpipric petdepacn
glvar yopntikodtnta. O cvyypapéag vvoel 1o cHVOAO StBEGIUNG 16YVOG TOL PTTOPEL £vag dpAoTNG VO
eaoknoel oe évav GALO, 1 6 GAAOVG dPACTEG.
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GUOTNUO OVTOVOKAG TIC OYECEIS 10Y00G, KaOMDG Kol To Oplol aLTNG TNG 10YVOS, MG TO
OTOTEAECHO TNG  OOMPAYUOTEVCEMS  UETOED  1OTOPIK®V  SLOOIKOCIDY  Kuplopyiog
(domination) kot avtiotoong oty Kuplopyio (counter-domination). Katd tov 1610 tpomo
avtihapupdvetar v S10d01KaGio. TOL GYNUOATICHOD TG ovTioTaong otnv 1oy0 (counter-
power) o¢ TV KavotNTo €vOG KOWMOVIKOD OpdaoTtn vo aviiotodel Kot vo. TPOKAAEGEL TIC
Oeopobetnuéveg  oyéoelg oyvog. Emouévaog ot oyéoelc peta&d g teyvoroyiag, ng
EMKOWVMVIOG KOl TNG 10Y00G avTavakAovy ovTitifépeves a&ieg Kot evolapépovta, Ko

EUTAEKOVV |10 TAELOYN PO KOWVOVIK®OV OpOcT®OV GE GUYKPOLON.

1.3. KolvwvViKk6g dopIoO6 Kal SuvnTiKO TrepIfaAAov

H mpocéyyion tov Kovmvikoy SOHGHOV avamaploTd TV TEXVOAOYia Ol WG TPAYLUA, ALY
¢ dradikacio pe Aydtepo 1 mepiocdtepo ypnyopn e&EMEn. H dadwcacio eEehicoetan Kot
apyds Tpog d1dpopeg KoTeLBLVOELS HEXPL VO OmOKPLOTUAA®OEL TPOg L TEMKT), AyOTEPO
N mepiocdtepo  otabepn popen). Emedn opwg n Lo pog Kwveitan ypiyopa o€ oyéon Ue
avTéG TIC oTafepOomOMUEVES QOpHES OMpiovpyeital 1 evtOm®oT OTL TO TEXVOAOYIKA
EMTEVYUATO, ElVOL TEAEIWUEVO, KOl OAOKANP®UEVA, EVED OTNV TPAYUATIKOTNTA dgV €lvar
TPl TPOSMPIVEG SLELOETNCELS Ol OOileg UTOPOVV VO ETAVAILATPAYLATEVTOVV OVA TAGO
ottyun. O xowvovikdg dopcpdg emyelpel va Eemepdoet avt T yevdaicnon pe otdyo va
TOPOVCIACEL [a o akpiPn ekdva g dwadkaciog g eEEMEnc. o va epapuocovpe N
Bewpio TOV KOWVEOVIKOV SOHICHOD GTO O100TKTVO TPEMEL KAT APy S VO avayVOPIGOVUE TIG
KOpleg (Vo €EEMEN)  €kdOYEG TOL, amd TG omoieg Ba TPOKVYEL M TEAIKN TOL LOPON

(Feenberg, 2009).

Ot gpevvnTIKEG TPOKANGEIS TOL TOPOLGLALOVTIOL GTO Kovovpylo mepPaAlov  eivoar
moAlomAés. H moltikn| yio mopaderypo dev amotehel TALOV TO AMOKAELGTIKO TPOVOULO TV
TAPOOOCIUKMV TOATIKAOV OUAd®MV Ol 0T01eg GLVOIAODY YOp® amd Topadoctokd Oépata. H
avéovon Bepdtwv aAAd Kol 01 OPLOOOTOCELS AAUPAVOLY YDPO HE TOV TAEOV apOPAETTO
tpomo. O1 Michel Callon et.al (2009), 6mwg avagépet o Feenberg (2009), npoteivovv éva

HOVTEAO YO0 TNV KOTAvONon ToV ONUOKPATIKOV —TopeUPdoewv oty te)voAoyia, éva
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HOVTELO TO OTO10 UTOPEL VO oG OONYNOEL OTN UEAET TOV VE®V TOMTIKMV TOL O10.01KTVOV.
To povtélo Tovg TEPIYPAPEL TNV TAAN TOV VEOV OUAO®MVY Y10 VO ATOKTHCOLV UL TOVTOTNTO
v O oty mov epydlovrar yio vo v TEPYpAYOLV KOl VO ETOVEQPEVPOLY TOV
«kOGHO» €vtog tov omoiov fovv. Ot gpeguvnTég TOL JAGIKTLOV OPEIAOVY Vo glvar
gvaucOnTomomuévol yopm omd TETOWL QPALVOUEVA, OTO TEXVOAOYIKA OlUUECOAUPNTIKO

ePPAALOV TTOL HEAETODV.

Ot Torlina and Kazakevitch (2003), Bacilopevor oty Bempio Tov dpdotn-ductdov (actors-
network theory), peAetovv v avadvon TOV SLVNTIKOV KOWOTHTOV MG 0L EVEPYNTIKN
dwadikooio KoTaokevng evog diktoov oyxéocwv (network of associations) otmv omoia
avOpOmIvVES KOl U1 OVTOTNTECG (ac:tants)5 amoKTOVV VIapén mg YEYOVOTO GE Lol KOWV®VIO-

tervoAoyIkn cAloyn ( Latour, 1996).

210 mhoiota g mapandve Bewplag n texvoloyio pmopel va eivan to KaBe Eva yvodpyLo
OTOLYEL0 TNG TANPOPOPIKNG, 0TS givarl To VMG (hardware) 1| To Aoyiopkd (software),
TO EMKOWVOVIOKE TpdTLTTA 1) WTopel emiong va eivat pia 100, OTMG TO AVTIKEILEVOCTPUPEG
(object oriented)® mopGdetypa, § pa TPOKTIKA OmOC 1 SoKacic TOAVSPOUNOTC
(regression testing)’ (McMaster et.al, 1998), 6mog avaeépetor omo tovg (Torlina and
Kazakevitch, 2003).

Ot petappdoelg (translations) g Oswpiag Tov dpdotn-diktdov (actors-network theory),
umopet emopéveg vo BewpnBodv ¢ pa TPoyLd OV SYPAPEL  LETACKTLATICHOVS KAODS
70 OIKTLO EMUNKLVETOL GTO Y®PO Kot to Ypovo. Kdbe kouvotopio oe avt) v tpoytd
umopel va Bewpnbel og éva mayouévo mAdavo (frozen frame), 10 omoio ekmpocwmnel TV

EMLYPOPT| KO TIG IKOVOTNTES TNG TEXVOAOYIOG OTN GUYKEKPIUEVT] GTIYUT TOL XPOVOV.

> Tw v évvola tov actant PA. http://en.wikipedia.org/wiki/Actant

®  Opoc Sovelopévoc omd TV ETGTAWN TMOV VIOAOYIGTAOV GNUOIVEL AVTIKEWLEVOGSTPUPTC TPOYPOUUOTICHOC

Teyvikéc ya Tov EAeyyxo ceoludtov Tov Aoyiouko, http://en.wikipedia.org/ wiki/ Regression testing
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H xotvotopog ypnon pog 1omn yvootig TeXVOA0YInG 6€ £VO GUYKEKPIUEVO TANIC10, EXEL O
OTOTEAEGLO. TOV EMOVOTPOGOIOPICUO TV GYEGEMV EVTOG TOV TANIGIOV TO 0TOi0 00MYEL OE:

e Xynuatomoinom véwv vonuatov (Ryann, 1999).
e Néovg tpomovg dnuovpyiag mepexopévov (Glazier, 2002).

o Néeg 0000¢ EMKOWVOVIOG HEGH UIOG CLYKEKPIUEVIG YADGGOG 1| OTolal yiveTal pio
TOMTICUIKY] VOPULOL TNG EMKOWVOVIOG KOODS 1 10TECEAIDN OVTOVOKAGL TNV OTOUIKT
Kotavonon Tov Tpocomikov y®pov otn dvvntikotnto (Torlina and Kazakevitch,
2003).

o Néeg opyovoTiKEG OOUEG, KOWOTIKOUG KOVOVEG, UNYOVIGUOVG OovTOpLOUIong

(Torlina and Kazakevitch, 2003).

Zoppova pe tovg Wellman & Gulia (1999), ot kOWvoViKEG GYEGEIS TOV OVOTTOGGOVTOL GE
duvntikd mepiaiiov dev eivar Ayotepo afidmioteg (valid) oe oyéon pe ekeiveg mov
avomTOCCOVTOL OTH «TPoyuaTik» Lon, kabdg ot decpol ot duvnTiky Kowotnta eivan
ekloov dwleimovteg (intermittent), ewdwol kol Pacilopevol oty avtoyn (strength). T
TOVG GUYKEKPUUEVOVS EPELVVNTEC TO HEAN TOV OLVNTIKOV KOWOTNT®MV UETOQEPOVV TIG

offline a&ieg Tovg oTIc GUINTCELS Kt S1adpdoelg Tov on-line KOGHOL.

Ot duVNTIKEG KOWVOTNTEG MG OPYUVOTIKOL GYNUATIGHOT TAPOLGLALOVY OPIGUEVE KAVOPOVT
YOPaKTNPOTIKA. Avo givor ot PacikéG S1POPOTOMGELS GE GYECT LE TIG TOPOOOGLOKEG
HOPPEG OPYAVEOONG KOL ALPOPOVY  KATH TEKUNPLO TIG OLPOPOTOCELS OTIS OUCTAGELS TOV
X®POL (space) kat ypdvov (time). «H mopadosiaky oavTiAnyn TS 0pyavwons HTaV OToppPolLa.
00 0pBoloyikod TPOTOL KOTOVONGNS Kol O10)EIPIoNS TOL TEPLPELiovTos Tov avBpamov,
EYOVTOS WG OPYES THS OTO TAOIOLO TWV OVTIKOV KOIVoVIwV, TV opboioyikotnta, tnv
1EPapyio, T0 KOVOVIOTIKO TAGLTI0 Agitovpyiag, TNV Covaia, TIC YPOPEIOKPATIKES ECOVTIES, TIG
TOTIKEG GYECEIS KOl TOV TPWTOPYIKO POAO TOV ypov kai Tov ypovov. H gupavion xoi n
avamTocn ™S OVVHTIKNG OPYavONS EPYETOL Vo, avoldewpnoel Kol Vo UETOCYNILOTIOEL TIG
OPYES AVTEG, AVATPETOVIOS TPWTIOTWS TH THUAVTIKOTHTA TOV YWPOL KAl TOD Xpovov. Me v
oVOTTUEN TV TEYVOLOYIOV TS TANpopopias kaor s emikovoviag (TIE) kol kvpimg twv
TEYVOLOYIDV TOD O10OIKTDOD, O (0PYOVWTIKOG) YDPOS KAl YPOVOS YAVOVY TH TPOTEPY THUATIO

700G, Yivovtal 0Ao kou Aryotepo Aertovpyikay (Ale€idg & Bayuag, 2008, o. 64).
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2NV UETOUOVTEPVA ETOYT, Ol TOALEG OLYOTOUNGELS Kol 01 EDKOAOL avay®YIGHOL 0gV lval
T éov emapkeic. Ot duvnTikég KowvdTNTEG OmoTeAovV cvvleta (complex) diktva oyéoemv
petalh dpaoctdv (actors), mov eivar avBpwmor oAAG kot pn avOpwmotr. Ot duvnTikég
KowotnNteg amotehovv  ohvleto mALYpaTo dpdoewv  (TOpd KOTAGTAGE®V), GUVEXMDG
petafaridpevov oe éva dapecorafoovpevo (mediated) texvoroyikd mepifaiiov. ‘Exovv
pioe O1KIG TOVG SULVOUIKT OV EKTOPEVETOL amd OvTO OKPPADS TO PELOTO KOl TOYEWMC
petafoiidpevo mepipdAdlov evtdg tov omoiov avamtbocovior. H katavomon tov
UNYOVICU®V ovAOLONG TOV SVVNTIKOV KOWOTHT®V OmOTel T UEAETN €VOC €VPOTEPOL
QACUATOG TOPAUETPOV, GE OYECN LE EKEIVOVC TOL TPOoEEPEL N KAOoIKN (mainstream)
opyavetiky Bewpia. «Eivar mbavov ot mopotnpodus kot uetald evog KIVIUOTOS KOl HIOG
0PYOVWONS, UETOLD EVOS OIKTOOV Kol uiag kovotntog. Eivor mbovo ot wapatnpodue kat
mov poialer mepioootepo e meoio (field) mopd ue opyavoon. IbBova mopatnpovue
O1001KQ0IES TOV €IVOL TOAD OlOPOPETIKES OTO TIS KAQOOIKES O10KpIoelS UeTalhd Joung,
TOMTIOUOD 1 YVOOTIKHGS 0100tkaoiog. Mmopel axoun vo, ypnoiuomolodue Evvoies 0T 1oy0G,
1EPOPYLa, TOVTOTHTO, OKOTOG, VIO VO, OVOADGOVUE THV GVAODTN TOV GUYKEKPLUEVOD TAALGIOD
0AAG glvan eCoupeTid ou@ifolo oV 01 GUYKEKPIUEVES EVVOIES OTTAVIODY IKOVOTOINTIKG GTO

epartnua mov Bétel n kotavonon tov aynuotiouod tovg» Hernes (2004, o. 13).

Amo Vv dAAN BEPata TAELPA BEV LUITOPOVLE VO IGYVPIGTOVUE OTL OL SVVNTIKEG KOWVOTNTES
avanTOocovTal 610 Kowvavikd kevd. O Stadler yio mapdaderypo SnAdver 6Tt T0 GLVEKTIKO
N ovtifétmg 10 SwAvTikd  otolyelo evog Oktvov eivar ot oyéoelg eEovoiag mov
OVOTTTUGOOVTOL EVTOS TOV, OAAL KOl GE GYECT UE TO AVIOYOVICTIKA diKTLO. «AvTH €lvol N
POON THS EYYPOPNS 1 TIPATOLOYNONS TV 0pactVv Tov Oiktvov. Otav évag Pioldyog
ETLYEIPNUATOLOVEL Y10, TOPAOEIYUO VIO THYV VTGP EVOS UOPIOD, TO, OEOOUEVO, TO. OTTOIO
OTOOEIKVOOVY THY Dmopln avtl, Evol OTPOTOLOYNUEVOL OpaoTeS. 2TH GUVEXELQ KATOLOl
OPLOTES EMLYELPOVY VO DAOTOLGOVY O10POPES UETAPOPES (GUUPEPOVTV, TOTOOETHTEDY KAT.)
UE TPOTO TOV VO. OVIOTOKPIVETOL 000 TO ODVATOV KOADTEPO. OTO. ENMUEPOVS TUUPEPOVTO,
ovtwv mov Qo ovuuetaoyovy oto oiktvo. H telikn orobepomoinon 1 n amoovvauwon-
0104001 TOV OIKTOOV, €COPTATAL OTO TIS GYECEIS ECOVTIOS TOL OLOUOPPIOVOVIOL EITE TTO

EOWTEPIKO TOV JIKTOOV, EITE WS TPOS dALa avioywviotikd diktvooy (Stadler, 1997) .

14



H gppdvion kot n avarntoén e duvnTikng kowdtntog oev elvarl amokoupévn omd 1o
EVPVTEPO KOWMVIKO, OIKOVOUIKO, TOMTICUIKO Kol 10€0A0YIKO TANIG10. AV GULEOVIGOVUE
pe tov Foucault (1991), 6mwg avagépovv ot Ale€idg kot Baywag (2008), mwg kdbe
KOW®VIKT oyxéon elvar pua oyéon eEovaiag, T0te Kot kdbe duvntikn oxéon &ival po oyéon
eEovoiag «2e avtifeon e omo100NTOTE GYETIKN TPOTOOKIa. (N TEYVOLoYin) dev eCalelpel TIG
OYE0EIC QVTES QAAG TIC OLOTNPEL EXAVATTIKOTOLOVTOS TO TAAIGIO TOD OVTES OOUODVTOL OAAC,
ka1 g uedooovg yia tov éieyyo kor v avamopoywyn tovsy (Aleglac & Bayag, 2008, o.
64).

Onwoc eEdhhov avagpépovv ot Kartepéhog wor Toékepng (2009), m emomiun g
[ToAvmAokdtToc, ¢ 1N domelBapyiky] OMGTIKN HEAETN TV TOADTAOK®V TPOCUPUOGTIKAOV
ocvotnudtov (complex adaptive systems), avantdicoeTol paydaio Tig TeEAevTaieg dekaeties,
1660 6¢ BePNTIKO OGO Kot GE TPAKTIKO EMIMEDO, KATAIEIKVOOVTAG EVAPYDS OTL 1] VO™ Kol
N Kowwvio etvar ToAD mo obvOeteg ko anpdPrenteg amd Ot PavtalocaoTe, aAAd Kol
vrepPfaivovtog katd TPOmo Plikd KAOGOIKE OLICTIKA OIAUUOTE KOl GKOUTTOVG
avoy®ylspove. O amAoikog SVIoTIKOG-OIAM U UATIKOG KOl avay®YIGTIKOG TPOTOG OKEYNG Kot
YAOooag (n Aoy tov gite-gite) avtikabictator TAEOV amd Topay®YIKES, EDMANCTES Kol
TAOVPAMOTIKEG  TPOcEYYIoES KatevBuvopeveg oamd TN OMWOVLPYIKN  apyn NG

cuumAnpopoTIKOTNTAS (1 AoYKY| TOL Kot avTd Kat o dAL0) (ToBaxov, 2004).

O e€nynoeig pog emopévag pmopel va etvor Kovmvioloyikés (0mmg ot oyéoelg eEovoiag)
AL Kot WYOXoAOYIKES 1| YVOOTIKEG. H olyypovn emotiun TV TOAVTAOK®V GUGTNUAT®V
OEV mOPPINTEL TIC KOWWOVIOAOYIKEG EENYNGELS OTAG OLGKOAEVETOL VA OTOdEYTEL TIC OTAEC

avaywyEg kot Tig antumong oyéoels (Katepéhog ko Toékepng, 2009, 6.13).
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21 Ta XapakTnpIioTIKG Tou duvnTikoU  TePIBAAAOVTIOE KAl n

KuBepvokolvovikéTtnTa (cybersociality)

O oOpoc «kvPepvokovovikotntay (cybersociality) oavoaeépetor oTIC TOWKIAEG HOPPEC
KOWVOVIKOTNTAG TOV OTOOPYOVAOVOVTOL Kol AVTOEEEMTGOVTAL EVTOG TOL KLBEPVOYDPOVL.
2tov Gvho ovTOV YOpo emavampocsdlopifovior pilikd Kol EMAVASIATPOYLATEDOVTOL
SUVOIKG OTOIKEG KOl GLAAOYIKEG TAVTOTNTES, Ploypagieg kot govtol. Tavtdypova, o
KuPBepvoydpog Kabiotatal 1o meSlo LG KN OVTIOTPEYIUNG, U1 KOTELOLVOUEVNG Kol N
TpoPAEYIUNG dradkaciog Taykoopulomoinong. Puoikd, T0 GUIVOUEVO TNG OO VITOAOYIOTY|
dwpecorafnuévng  emkowvoviag Kot, €dwotepa, ot texvoroyieg ISDN kot ADSL, mov
dlevkOALVOY TNV TTapay®yn Kot dtdfeon TAODGIOL YNELOKOD TEPLEYOUEVOL OO UEPOVC
TOV YPNOTOV, ATOTEAEGOV TNV avoyKaio VAIKE cuvOnKn yua tn dnpovpyia Tov Aeyopevov
Kowmvikob 1610V (Social Web) kat ) cuvakdrlovdn avddvon, kaAépyela Kot avamTuén
VE®V Kot pnEKEAEVO®V HOPPOV avOPOTIVIG OAANAETIOPOCTC KOl KOWVOVIKNAG GuuPimong.
Ot avadvopeveg eVOAOKTIKEG LOPPES KOWVOTIKNG (®NG GUVETAyOVTAL VOl 0Y®PIKO €00 Ko
TAOPO, OOV GLYKEVIPOVOVTOL ETEPOKANTES PMOVEG, KOUATOVPES, UVILLES KOl TOPASOCELS, Ol
omoleg dwbétouv o eAdyotn  Kowvn  avagopd: TN ovvOmapEn  TOuG  OTNV
TOYKOGLUOTOMUEVT] EMKPATELN TOV VEOV dVVNTIKOV KOGH®V. Me tor Adylo Tov Manuel
Castells, 1 dvvnrikdtTa €ivon n GOYYPovN «wAkN Bdon» Tdve oty omoia «fiwvovue v

omopdn pagy» Ko «zpépovue to. ovelpa pag» (Kooxwag & Togkepng, 2010).

[Towr eivar Op®G TO YOPOKTINPIOTIKA TNG OLVNTIKNG TPAYUATIKOTNTAS KOl MG OVTA
OLOLPOPOTOLOVVTOL A0 EKEIVOL TNG «IPOUYUOTIKNG» TPOYLATIKOTNTOG. ZOUG®VO LE TOVG
Kookwvé ko Toékepn 1 SuvNTIKY TPOYUOTIKOTNTO KOT apyas PEPEL OAO TO KPLGLOAOYIKO
CUUTMTAOUATO, TNG YNVNG KOWVOVIKTG OAANAeTiOpaong: BeTikd Kot apvnTikd cuvaicHnuata,
YOPA Kot AV, CUUPMOVIEG KOl OCLUPMOVIEG, €1G00YN KOl OTOKAEWGUO, OTOd0YN Kol
amoppYN, AMAEG YVOPYUES, PIMES (KOVTIVES 1| €€ OMOGTAGE®G) N EPMOTIKES GYECELS, OALA
KOl OTOUIKEG 1 CLAAOYIKEC OVTIYVOMIES, OVTITOPUOESES, GLYKPOVGELS Kol €xOpdTnTEC.
[Tavtog n eyyevig EAAEWYN TNG COUOTIKOTNTOG AELTOVPYEL GLYVA TPOG OPEAOG TMV

epnuepwv (avevbuvov) decpedocemv Kal, avTiIoTpOP®S, o€ PAapog tng evovvaicOnong
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(empathy).8 Agvtepov, yapaktnpiletor omd (o TpoTdyvmpn Kol aveEEAEYKTN TOYVTNTA KOt
KvnTkotro. Ot GUUUETEYOVTIEC UTOPOVV LE OYETIKN ELVKOAMO VO TNYOLVOEPYOVTOL
«online» amd KOWATNTO GE KOWOTNTO, UETAPEPOVTOS ONUOVPYIKE TPOCOTIKES EUTEPIES,
10€eg, eumveLGELS, TPocdokieg kal opduata. Tpitov, givor mOALAOYIKT, TOADTAOKN Kot
apeifoun: coumepiéyet aviipatikd (aAid oyt acvufifacta) 10 SNUOGIO KOl TO 1O1OTIKO,
TNV OHOWOHOPGio. KO TN OPOPETIKOTNTO, TNV EUTIGTOCHVI KOl TNV Kovmoyia, TOo
dounuévo Kol To adOUNTO, TO TPOGOOPIGHEVO Kol TO ampocdtopioto (Kookvag &

Toéxkepng, 2010).

Ot véeg dlopesolaPnTIKES OIKTVAKES TEXVOAOYIEG TOPAYOLV VOV VEO TPOTO E TOV OTOi0
KOTOVOOULE TNV £VVOL0L TV KOWVOVIK®OV GYEGEMV, TNG EMOPNG Kol TOAD TEPIGGOTEPO TNG
ATOMIKNG Kot KOW®OVIKNG (S1ad1ktuokng) tantotntag. Ot évvoleg ot omoieg TopadostoKd
TPOcIOPLAV TO GTOUO KOl T GLYKPOTNGT TNG KOWMVIKNG ETOPNG KOl KOWMVIKNG dpdong,
OmMG 0 YDPOS, 0 YPOVOG Kot T0 Ploroyikd copa avobewpovvtol pilikd 610 TAAICO TOV
SdKTVaK®V oYéce@v. Ot YOPOYPOVIKA Kot VAKE OOUNUEVEG KOWMVIKEG OYEGELS
eEabAmvovTal Kot vIepPaivoviag Tovg TapPadosloKOVG TEPLOPIGLOVS TOV YMPOV KOl TOV
xpovov, mpoPdairovv €va véo, €véMKto poviédo OdpBpwong tov Kowvwvikov. To
onuavtikd opwmg givar 0tt otov KuPepvoydpo cvykpotobvtal vEEG LOPPEG KOWVOVIKNG
GLVOEGLOTOIMNONG Kol SIKTOWGONG, Ol OTOlEC MG HOPPEG KOWVOVIKOV GYEGEMV TAPAyovV

Kowvaviko vomua (Are&ag, 2008, o. 97).

H teyvnm mpaypoatikdmra oyeddotnke kot dwpopemdnke cOppovae pe T1g apyés g
euyoapiotong kot ¢ embopiog. o to Adyo owtd ot oyécelg oe avtv emPdiiovy
OTOGTAGLONOINGCT OO TOV TPAYUATIKO, QLGIKO €00VTO KOl TNV OVIIKOTACTOGT TOV Ao
&vay U1 GOUOTOTOMUEVO dVVNTIKO. X aVTEG TIG cLVONKES TG VTTOPENG, OEV LITAPYOVV
opl otV £KEPOoT Kol VAOTOINoN ToL EOvVTaclokoy. Ot JUVNTIKES TOVTOTNTES TOL
katackevdlovror tpocsdlopiloviar wg mepumiéovoes (floating identities) kot T0 ototyeio
mov emikpatel glvon M aiocOnon g aneploplog eAevBepiog kol N amovsia eAEYyovL, M

omoio OU®G PAVTOGIMOT £XEL CLVETELEG OTOV EKQPALETOL GTNV KOWVOVIN OTIS TOVTOTNTEG

O 6pog empathy mov ota EAAvikd petappaleton og evovvaicdnon npoépyetar amd tnv
Ipocwnokevipikn Oswpia tov Carl Rogers kot onpaivel v wavotto pog va praivoovps ot Béon tov
dAlov Kot vo acBavOLOoTE TO CUVOLGON AT TOV.
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oL TTpaypatikov KOoopov (Robins 1998, cel. 144), onwg avapéper o Are&uag ( 2008, o.
98).

H enwowvovio kot 1 aAAnAodpacn otov kvuPepvoywpo Paciletar, e ovykpion pe Vv
EMOPT OTNV COVTIKEWWEVIKN TPAYUATIKOTNTO, GE GTOlXElD To omoia JSPEPOLY ATO TO
OVTIOTOLYO TNG «OVTIKEYLEVIKICY TPAYUATIKOTNTOAG. € OVTO TO TAAIG10, TO GO TO OTOL0
OTOV KUPBEPVOYDPO OV EXEL TN ONUAGIO TOL EYEL OTNV KOVTIKEWWEVIKI TPOYLOTIKOTNTO
Y10 TN GLYKPOTNOT KOl AEITOLPYIL TOV SIKTLOK®MV KOWVOVIKOV GYECEMV, AVATOPEVKTO KO
dev mpoacdlopileTar ®¢ Pacikd oTory el Yo T GLYKEKPIUEVT LopPn emkovovias. Epdcov
avtd to otoryeian (PUAO, PLATN, NAlKia, TOTOG COUATOG Kol HEYEDOC) dev glval ERPOV®G
gudlakpLta 6TOV KLPEPVOY®PO, Ba TAYOoLV VO OTOTEAOVV TO TPWTAPYIKO HEGO Yoo TN

GLYKPOTNON TV GYEcEMV aAANAOSpacnS (ort 6. 99).
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2. O IATPIKOX AOro:z (DISCOURCE) KAI H AOMH:H THX ZXEZHZ
AZOENOYZ -TIATPOY

mv avédivon tov Foucault 1 avatopio tov avOpwmivov COUOTOC OVUSEIKVOETOL GE
TPOGOIOPIOTIKO OTOLYEID O10LPOPOTOINGNG TOV EMGTNUOVIKOD 10TPIKOD AOYOVL Omd TIC
TPONYOVUEVES LOPPEC 0TPIKNG. 'Eva de0Tepo oTo1elo TS avAAvoNG Tov lvar To YEYovag
OTL 1] EMGTNUOVIKN WITPIKT TOPOLGLALETOL MG Lo popen e&ovaiag, n omoio ackeital 6T
VTOKEINEVO 0GOEVIG «KOTAOKEVALOVTAC) TOV MG TPOYUATIKOTNTO, G OVTIIKEINEVD. Zg
avtnV TNV 1Wpopen eEovolootikn oyxéon M eovoio dev aokelTol PO OPEAOG TV
atou®V To. omoia gtvar opeig awtod Tov Adyov (Yiatpoi). O Adyog yevva 10 TAaiclo, TV
Ot dMAadn TV TpaypaTKOTNTA, 1 omoia givarl pia kataokevn.. O Foucault avaeépeton
EMIONG KO GTOVG UNYXAVICHOVS KoL TIG TEYVIKEG LEGH TV OTOLMV LOPPOTOIEITOL 1 LULTPIKY|
eEovoia, Aappdvovtag T Hoper TOL TAVOTTIGUOV, 6€ KABE ddcTacn Tov 0cBevois (amod
TNV EMTNPNOT TOV GAOUOTOS GTO VOGOKOUEID HEXPL KOl TNV KOTOYPAPT) TOV KOWOVIKOV

EMAPOV KoL TOV oToEAEYY0) (Ade&iag, 2001).

H neBoapywn eovoia (disciplinary power) n omoia exepalet 11g andyelg tov Foucault
elvar o popoen eEovoiog m omola dev katomélel, oAb «kataokevdley ovopdaletan
neapykn e€ovoia 10Tt Paciletar oty mewoapyio, v vrakon Kot v emtypnon. To
KOPLO YOPOKTNPIOTIKO TNG €ivorl OTL «KaTaoKEVALE TO 1010 TO AVTIKEIPLEVO TNG, TO OMoi0
otn ovvéyeln emnpel. Xvvendg mn eovcsia otov Foucault dev éyer poévo apvntikd
yopokmpa (0ev  katoméler, Oev  mepopiler), oAAG €xel ko OeTIKO  YOopoKTPO
(xotaokevdlel mpaypoTIKOTNTEG, Olvel AOY0 OTO VTOKEIPEVO). Xe 0vTO TO Be®PNTIKO
mAaiclo, o acBevnig, 1 achévela 1 KaAvTEPA TO GOUA TOV AGOEVOVG, OTOTEAOVV TPOIOGV TOL
EMOTNUOVIKOV AOYov. To cdpa to omoio £xetl yivel Yvootd SIUUEGOL TNG avaTopiag, ivot
TAVTOYPOVO. TO KATOOKEVAGUEVO VTOKEIHEVO, OAAA Kot TO avrtikeipevo emépPaong g
wTpikng €ovoiag. Xt HopEloTIKY] OMTIKY] M KOTApynon g wIpkng e€ovoiog Ba
odnynoetl omv anelevBépwon tTov copatos. Avtibétwoc, otn Bewpntikny mwpdtacm TOL
Foucault 10 chpa vapyel povo SOUEGOL TOV €EO0VCIACTIKMOV UNYOVIGULOV Ol 00iol TO

«KOTOOKEDAOAVY KOl TO GLVINPOVV, d10TL TovtdYpova avarapdyovtar (Aie&uac, 2000, o.
148).
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AMG o Foucault avagépetor Kot 6TOVE UNYOVIGHOUE KOt TIC TEXVIKEG LECH TMV OMOIWV
popomoteiton n wartpikn e€ovoia, Aapupdvovroag t popen tov Ilavomtiopnod, oe kdbe
dldoTaon Tov 0s0evois (amd TNV EMTHPNOT TOL GMOWUATOG GTO VOGOKOUEID PEXPL KOt TNV
KOTAYPOQN TOV KOWOVIKAOV ETOQOV Kol TOV avToéAeyyo) (Ale&idg 2001). To dtopo amd
TN OTIYUN TOV EIGAYETOL GTO VOCOKOUEID UETATPENETOL O £VOL 1ATPIKO OVTIKEILEVO KOOMG
eumAéketal e £va GOVOAO EEOVGLUCTIKAOV TEYVIK®V Kol unyavicumv. To amoteléopota
TOV €EETACEMY TOL KOTAYPAPOVTIOL GE QOKEAOLG TOL TPOGPEPOVV  AETTOUEPELOKT
TANPOEOPNON, EMITPEMOVING TOV €AEYYO TOL. XN Pdon oLTOV TOV KOToypap®V ot
eEAEYYOUEVOL  KOTINYOPLOMOOVVIOL  GE  HEGOLG  OPOLG,  KOL  KOVOVIKOTNTEG
(opotopopeomoinomn) mov amoteAobv TN Pdon ¢ wrpkng yvoonc. H avaivon tov
Foucault pag meprypdoet avolvtikd T0 KOVOVIGTIKO TAOIGIO KOl TNV KOTAGKELT TOGO TOV
YTpoV 060 Kol TOV acBeEVOVS, MG 600 TOAOLG-AVTIKEILEVO TOV ££0VGIACTIKOD TAIGIOV
OV TTOPAYEL 0 WTPIKOS AOYoC. TIépa amd avtd OpmG VIapPyYEL N KAOnUePVOTNTO, OL AUECES
Plopéves eumelptkéc GYECELS TOV ATOUMV QVTAV Ol OTTOIEG EVIEAEL SIOLOPPAOVOVY TO TEMKO

OTOTEAEGHLO TNG GYEONG LETAED TOVG,.

Méoa oe éva T€1010 TANIGIO 1M EMOCTNUOVIKN 10TPIKN 1 KOAVTEPA Ol Ylotpol
apovstalovial ®g (o opada 1 omoia emPAAieTon 6TV KOvmvia ack®vtag v e£ovsio
™m¢. ‘Exovpe dniadn amd 1 po mhevpd tov yotpo, €E0votact Kot and v GAAN Tov
acBevr), Tov eovotalopevo. O ylatpdg ¥PNGIUOTOLEL TN YVOGT TOL Kol £E0VGLALEL TOV
actev| 0 omoiog amokAeleTal amd TV KOTOYN GLTHG TNG YVOONG. £TO TAAICLO LG TETOLOG
Bedpnong, N EMGTNUOVIKY YVAOOT AmOKTA EVOV EPYOAELOKO YOPUKTNPO GTO XEPLOL EVOC
VIOKEEVOD TO omoio amolntd Vv eovaia. Xt Bewpntikn mpdtacn g HEAETNG Yo TNV
1010iTEPN EVVOIOAOYNOT TNG TPIKTG EEO0VGING, M YVAOGON 08V amotelel Eva epyaieio yio Tnv
doknon g e€ovoio, 0ALA 1N 10100 N EMGTNUOVIKT OTPIKTY YVOGCT], O ETIGTNUOVIKOG AOYOC,
YeEVWWA Kol «katookevdley v eEovolacTiky] oxéon. O emoUOVIKOG 10Tptkog AdYog
«KOTOOKEVALEL €V CLYKEKPIUEVO EE0VGLACTIKO TAMIGLO HEGO GTO OTMOI0 ATOKTOVV TNV
wwitepn tovg vedotaon 1060 10 vrokeipevo A (Yatpdg) 660 kol To vmokeipevo B
(acBevng). Kat o1 000 mOA01 TG GYEoNG LIAPYOVV Kol EKEPALOVTOL OLOUEGOV TOV TAOLGIOV
OV TOVG «koTaokevaoe». 'Etol oty 1otopia g wtpikng dogv gival ot yatpoi ot omoiot
£€YOVV KLPLOPYNOEL, EYOVV LITOTAEEL KO OVTIKELLEVIKOTOMGEL TOV aoBevT), dALL gival To

otnbookdmio 10 omoio PpiokeTan o€ (o S1OMAOKN e £vol OVOVLHO BAEULO KOL TO OTTO10
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glye oL CNUOVTIKY €MPPON 0T SoKNPLEN Kot SloTHPNOT TG PUGIKNG VITOGTOCNG TOL

oopatog katd to 190 ko 206 aidva (o, 6. 150).

O Foucault Bpike 611 M oOyYpovn avTiAny”n Yo TG TOONCELS €ival ONOvPYNUE TOV
Tpko Adyov mov avartvydnke oto Iopioct Tov 18ov adva. ‘Hrtav ¢' avtiv ) ypovikn
EPLod0 OV Yoo TPMOTN POPA TOGO M ddackora 660 Kot 1 €pevva, 1N Bepameion Kot 1
wapopnon, AdPowvav ydpo ©T0 Voookoupeio. AvTéG ol WITPKEG OpacTNPLOTNTEG
€0TIAGTNKAV GTO GO, TOV £YIVE O TOTOG GTOV 0moio Kupimg gviomiletal 1 vococ. ‘Etot,
670 AOYO TOV KAAGOV TTOV £YIVE YVOGTOG MG TPk Taboroyia, 1 vOGOG SapopemOnKe mg
£€V0, UTOVOLO POIVOUEVO TO OTOI0 EVTOMIGTNKE OTIS AEITOVPYIEG TOV COUATIKOV OOUMDV.
Avt] 1 €vvoloAdynon g vOGOL GTO TAGIGLO TNG avaTopiag NTav TPOidV avtod Tov O
Foucault anoxdlece o pléuua (the gaze). To PAEppa avoaeépetal ¢' Evav CLYKEKPIUEVO
TPOTO «TOPATNPNONG», GTOV OTOL0 EUTEPLEYOVTOL OKOMA Kot 1| Ocppnon kot 1 aen. Hrav
péca amd 1o 1Tpkod PAEUNIO TOV TO TPAYUATO YIVOVTOY EULPAVI] GTO YOTPO, EVED OO TN
otiyun mov &iye mopatnpndel €vo OVTIKEILEVO, GYNUATOTOMUEVO TOPO G CLTOVOUN
ovtotnra, umopovcoe mAéov va eetaotel kot va avaivbel. Evrovtolg, 10 wtpucd PAEppHQ
dgv givon €vog otaTkog TpOTOg TapaTPNOoNG. AVTifETO, 1 EAACTIKOTNTO TOV EMTPENEL GE

véa avtikeipeva va eil6Parlovv dtapkmg oto ontikd edio (Nettleton, 2002, . 51).

Yvvenwg, PAEmovpe 6tL 1 TpocEyyion tov Foucault vrootnpiletl 6T1 To GO, 1 VOGOG KOt 0
GLYYPOVOG 1TPIKOG AOYOg elvan adwaipeta peta&d tovg. H vdcog eviomiotnke péca oto
ocopo mepimov v mepiodo g lNoilkng Emavdortaong, Otav ko emikpdnoe pio
oLYKeEKPIEVT avtiinyn v ) voéco. H mpdtn xooporoyia, and to 1770 €¢mg to 1800,
NTav N «TOPAKAIVIOS 1ITPIKN», OTAV O Y10TPAOG EIYE LU0 GTEVY] TPOCMOTIKY] GYECT UE TOV M
™V acBevn Tov, VO 0 acBevic, OVTOG 0 EpYOOATNG TOV YLOTPOV, OLGKOVCE UEYAAN ETLPPON
o115 Bewpieg ToL YoTpol Yo T Tabnoels. Kotd cvvéneia, 6' autd 1o xpovikd ddotnua,
WTPIKN YVAOOT £TEVE VO Eval €TEPOYEVIC, KAOMDS Ol Y1OTPOol AVETTVGGAY TO TPOCHOTIKO
TOVG GTLUA MOGTE OVTO Vo evapUovileTol P EKEIVO TV TEANTMOV TTOL TANPOVAY YO TIG
vanpeoieg Toug. H devtepn kooporoyia, and to 1800 d¢ 1o 1840, TV N «VOCOKOUEINKN
aTpkn» kabmg ot acBevelg Ppickovtav 610 vocokopeio. Avtd onpaivel 0Tt tov Eleyyo dev
&yovv ma ot acBeveig, aAAd ot yiotpol, Eve TAPIAANAL OVOTTOGGETAL 0 GUYKPOTIUEVN

Bewpia Yo Tic Tabnoelg, Paciopévn oto mov evromileTon 1 TtaBoroyia. Téhog, amd to 1840
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¢ 1o 1870, N wTp1Kn YvMOOT TPOAYETAL GTO TAOIGIO TNG KEPYASTNPLOKNG LOTPIKNGY KABMG
01 EMOTNUOVEG EAEYYOVV TOVG TPOTOVG TAPAYMYNG TNG YVAOONG. LVUVETMGS, 1) WTPIKT YVOO
OEV GLUVICTA HOVO L0l TEPLYPOPT] 1] LI TTPOCTAOELD OVTILETMOTIONG TOV OGHEVEIDV Kol TV
nadnoemv, aAld umopel va xpnNoomombel Kot yio TV avomopay®yn Kol Ty evioyuon
TOV VPIOTAUEVOV KOWOVIKOV SOUDV Kol 0EldV. O GUOYETIGUOC OVALESO GTIG KOWVMVIKES
oY£0€1G Kot TIG Tadnoelg elvarl OmAOG: 01 KOWOVIKEG OYE0ELG CLUPBAAAOLY 6T dNovpyio
TOV Todnocewv, &vd M YA®oco TV modncewv, 1M omoia Oswpeltor  «PULGIKTY,
YPNOOTOIEITOL Y10 VO ATTOKPVYEL T VO TOV KOWVOVIK®OV GYECEDV. ZVVETMOG, 1 OTPIKY
YVOOT 0EV GLVIGTA UOVO L0 TTEPTYPOPN N UL TPOOTAOELN AVTILETOTIONG TOV AGHEVEIDV
Kol TOV modnoewv, oAAG umopel va xpnolpomombel Kot yio TNV avamopoymyn Kot Ty
EVIOYLON TOV VEIOTAUEVOV KOWOVIKAOV 0U®V Kol aldv. O GUGYETIOUOG OVAULESH OTIG
KOW®VIKEG OYEGELS Kal TIG THONGELS elvar SUTAOG: 01 KOWMVIKES GYEGELS GUUPAAAOVY G
onuovpyia tov madncewyv, evd n yAoooo Tov tadfcemv, n onoio Bempeitor «QUOIKN»,

YPNOCLOTOIEITOL Y10 VO ATOKPVYEL TN PVOT TV KOWMVIK®OV GYEcE®V (0T, 6. 53).

O Freidson (1970, o. 206), 6nwg avaeéper n Nettleton (2002), emonpaivel 0TL «ovrag 7
elovaio mov opilel 11 givou mpoyuatika n 0c0évela, N 10TPIKY ONUIOVPYEL TIGC KOIVWVIKES
rpovmoléoels e appwaorng (Sick) ovumepipopdcy. ‘Etol, 1o wtpikd emdyyelua oyt povo
Beopobetel To T1 Bewpeitan o¢ mhoyew, wg appootia (sickness), aAld eivar kot o Béon va
onuovpynoet tig kabeavtd mpovmobécelg g achévelag (illness). To épyo tov Freidson
ennpéoce emiong o peydro Pabud v kowvmviodoyia g vyeiog Kol TS acOévelag, Emeon
EMEGTNGE TNV TPOGOYN GTNV OUIYDG KOWMVIKY UGN TNG WITPIKNG TPaKTIKNS. Eviovtolg,
nap' 60TL 0 Freidson amokdAvye T1g Kowvmvikég a&ieg mov mapepPAAAovToL 6TV EQAPLOYT
™G WTPIKNG YVOONG, O0EV aUPIoPNTNoE TNV LIOTIOEUEVN EMOTNUOVIKOTNTA QUG TNG

yvoong oto 0épa tov mabnoewv (disease) (Nettleton, 2002, 6.45).

H emotmpovikn kowvoétnto mapott dtotnpel kKamowo Pabud avtovopiog otny mopaywyn tov
EMOTNUOVIKOV «TpoidvTomvy dev Asrtovpyel oe kowvovikd kevo. 'Etotl, m avakdivyn
EMOTNUOVIKAOV 0E00UEVOV GYETILETAL TOGO LE TNV EMOTNUOVIKT KOWATNTO OGO Kol LE TOV
KOW®VIKO Tepiyvpo NG Kowotntog outhig. Avtd pmopet emiong vo ovvoebel pe ta
KOwoVviKd Kivntpo tov idtov tov emotuovev. o mapdadetypa, o Lawrence (1979, cel.

20), amokaAdTTEL TOC N 1WTPIKT OKEYN 6T ZKotia Tov 180V aidva, TN omoiag 1 LOVadIKY
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EUQOON OTO «VELPIKO GUOGTNUOY» (OKNOCE WEYAAN EMPPON, Umopel va oamodobel ota
KKOLVWVIKG, GOUPEPOVTO, KOL THV GUTOOVTIANWNY THE TALNS TWV YOLOKTHUOVWY TOD PPLoKoTay
g avodo kol Kvplapyovoe oty okotoélikn molitiotiky oknviy». Evtovtowg, o Bartley
TPOTEWVE OTL, GTI] CLYYPOVN KOWMOVIO, TO EMOYYEAUOTIKA KOl TEXVOAOYIKA GLUEEPOVTOL
mOavov vo moilovv onuovtikdtepo pOlo oty €£EMEN TV EMGTNUOVIK®OV 10edV. Ta
TEXVOAOYIKA GUUPEPOVTO EIVOL TOL GOUPEPOVTO KDTOOUAOWDYV ETXAYYEAUATIOV TOV ETLOIWKOVY
™ onuiovpyia. J1apkovs (TNONS OO THY OYOPC GUYKEKPLUEVYV TEYVIKOV KOLI TOUEDV

eée1dixevong, twv omoiwv diekoikovy v "kvprotnro”y (Bartley, 1990, 6.30).

YUVENMMG, Ol EMCTNUOVIKEG OVOKAAVYELS OYeTIlOVTOL TEPICCOTEPO HE TNV EUTOPIKOTNTA
TOVG, TOPE HE TNV OVIIKEWWEVIKA €mMOTNUOvViKn Ttoug oéio. I avtdov 10 Adyo, m
KOW®VIOAOYIO TNG LOTPIKNG YVAOONG 0V TPEMEL VO TEPLOPLOTEL GTN UEAETT TOV KOWVOVIKO-
OlKOVOLKOU TAOLGI0OV GTO 0Toio VTN 1) YVAOo™n Ttopdystat, aAAG Tpémet emiong va e£€TAGEL

Kot Tig opddeg péca ko xépn otig onoieg avadvetar (Nettleton, 2002, 6. 49).
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3.0l AYNHTIKEZ KOINOTHTEZ AZOENQN KAI H AIAMOP®Q2zH MIAZ NEAZ
AYNAMIKHZ ZTH ZXEZH NATPOY-AZOENOYZ

Ot avBpwmotl 6epPdpovv 610 S10d1KTVLO aValNTOVTAG TANPOPOPIEG G TYEoN UE TNV LYEiL
toug (Diaz et.al, 2002). H avalimon minpopopidv aArd kot n on line vmootipi&n,
amoKTOOV €va otafepd av&ovopevo polo otnv avtd-ekmaidevon oe Bépata vyeioc. [
napdaderypa n épevva tov Pew Internet and American Life Project (Fox & Raine, 2002),
Bpnke 6t 73 ekatoppdplo Apepikavoi ovalntmoav TANpoeopies vyeiag 6To SadiKTLO.
Ymv 0w perémn emiong Ppébnke ot1 évag onuoavtikdg apBuog atdépmv Paciletal otig
TANPOPOPIES TOV OAOIKTVOL Yo Vo AdPel onuavTikég amoedcelg oe Béuata vyeiag, evod
GAAOL ONADGOV OTL YPNOUOTOLOVV TIG GYETIKES TANPOPOPIES GTIS GLLNTNGELS TOV KAVOLV

ue Tovg yrotpovg (Broom, 2005).

And v dAAn mievpd ov (Diaz etal, 2002), Bpnkav o6tt 10 59% TOV YPNOTAOV TOL
d1dkTvoV dgv cLINTOVV pE TOVG YLTPOVC, TIC TANPOPOPiES TOL PBpicKovy 6TO S1AdIKTLO.
"Evag mBovog Adyog yio TNV S16TOKTIKOTNTA TOV 060evdV givat 1 To 0Tt Ot ylotpol pmopel
va 01oBovOoUV amEIAOVEVOL KOl VO OVTIOPAGOLV OMEVOVTL TOVS  opvnTikd (Anderson

et.al, 2003).

Ot dvvnrikég KowvotnTeg 0c0evady ovadvovTol yOopw omd GLYKEKPIUEVA TPoPANUATO
vyeiog, Le To LEAN Toug VoL cu{NToHV HETAED TOVS Kol VO AVTOAALGGOVY OTOWELS, EUTELPIES
Kol yvopeg oe oyéomn pe 1o Oegpamevtikd mpoypappato. [apdia avtd dev €xer yivel
ONUOVTIKT EPELVNTIKN TPooTAdEln TNV KATELOVVOT TNG AVASEIENS TOV EMOPACEDV TOV
emeépet 1 on line avalitnon oAAd kol 1 vroompiEn ond Tovg AAlovg acbeveig , otnv

eunepia g aobévelog (Broom, 2005).

Apxetol amd tovg epmBEvTES otV €pevuva Tov Broom dMAwcav 61t o AladikTvo TOVG
Bonbnoe va oamoctaciomomBoiv  amd MV acHEVEWL TOLG  KOlU  TOL GUUTTOUATA
tovc. Bprikav ToAD o €0KOAO Vo LOPAGTOVV TIC EUTEPIEG TOVS, OTOV AVTIANEONKAY TO
€0VTO TOVG va glval pe KATOWO TPOMO «OMOGLVOESEUEVOSH amd TO PloAoykd oo
Daiveral, Aéel 0 Broom, 0TL vwdpyet ot onUovTiK) dtapopd peta&d Tng avovopiog (tnv

omoior o1 acbBevelg avamoploTovy MG KATL KOKO) KOl TNG MU COUATOTOMUEVNG
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(disembodied) emkowvmviog 1 omoio TEPIYPAPETOL MG O KOTACTOON OV TPOAYEL TNV
AVIOALOYT] TGOV EUTEPLOV, TNV OIKEWTNTA Kol TNV oapolPaic vroot|pién. Xe kabe
TEPIMTOON VIAPYOLY TOALEG CNUAVTIKEG EPOTNCELS TOV OVOUEVOVY ATAVINGON:

e AMGCel To d10diKTLO TOV TPOTO e TOV O0moio ot acBevolg avtilaupdvoviol Tnv

acBévela Toug;
e Tlotog ivar 0 pOAOG TOL S1AOIKTVOV GTNV AVTO-EKTTAIdEVOT GE BEpaTa vyEiog;

e EvBoappivel 10 d100iKTLO TNV OUEIGPNTNON NG WOTPIKNG YVAOONG KOl ETOUEVMS

emnpedlel T drodikacio g amdPAoTG 68 CNUAVTIKE KAk Oépata;

e Tpomomotel to d1adikTLO TN dVVAIKY GTIG GYECELS YLTPov-acBeEVODS, KL av VoL,

TOG avTeTOTICOVY ot yratpoi ovtn v ahioyn; (om, o. 340).

Ot Buckland & Gann (1997), dnA@vouv 0Tt T0 S10diKTVO Elval OPKETA 1GYLPO DOTE Vo
EMUTPETEL TNV AMOOEGUEVGT TOV 00OEVOVS ad TO POAO TOL TAONTIKOV JEKTN TANPOPOPIDV
Pog éva evepynTikd poro avalntmong. H avalitnon opwg g minpopopiag aAld kot gv
véver n dadkacio TG LETATPOTNG TOL acBevolg og “eldkd” elvar pia emimovn Kot cuyva
ad1E€odn dadkacia, oto Pabud mov ot acbeveic dev KOTEYOLV TIC amapaitnTEG SEEIOTNTES
o0te Kot dwbétovv Tov amapaitnto ypdvo. Xtn Paon avth dev mpokaAel £kmAnén 1M
mapoTnpnon 01l o1 mePLocdtepol acbeveic amevBHvovial 6tovg yutpods yio va Adfovv
KkaBodMynon Ko VLOGTHPIEN, EVOLVALMVOVTOS LE TOV TPOTO avTd TNV 10TpIkn avbevtio

aAAd ko v e§ovaia mov ot cvvendyeton (Anderson et.al, 2003).

2oppova tdvta pe tov Broom (2005), 1o d1adiktvo pmopel va evouvaumost (empower)
TOVG aoBEVELG KO VO IoYVPOTTOMGEL TV aicBnon Tov eAéyyov og oyéon pe v acBévela. O
Broom odaveileton v etvoporoyion tov Roberts (1999), odupova pe v omoio 1
evouvapmon tov acBevoig avapépeTon 6e £va Katvovpylo porlo o omoiog yapaktnpileTon
amo T dpoponoinot ot oyéon e€ovaiag petald yatpov kot aclevn, Katd Ttpomo Le Tov
omoio ot acBevelg amokToVLV HeEYOADTEPO EAeYYO oTO BEpHOTA TG VYELNG TOVG OAAL KOt GTIG
oY£0€1G TOVG e Tovg emayyelpaties vyeiag. Ot acBeveic govv ma ) duvatdTTO OYL LOVO
va Tapovv TANpopopiec oe oyéon pe v acBévela Toug, 0ALL Kol Vo aELOAOYNOOLY TIG
OeE10TNTEG TV YOTPAOV TOVG G OVTITAPOUPOA peE TG 0e€10TNTEC AA®Y YOTPOV OTIMG

aVTEG TOPOLGLALOVTAL OO T HEAT TV SLVITIKMOV KOWOTHTOV.
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O Gibson (1991), am6 v GAAn  onkodvel TG M evouvaumon Tov acbevong
yopaxtnpileton:

e Yav M amovcio 1 eAdTTon NG aiocnong 1 TG aTdAELNG 10YVOG.

e Xav M amovcio m eAdtTon g aicbnong N tov afondntov kot g EAAEYNG

eAmidag, Tov actnuatog g anosévaonc, g Bupatomoinong, g e£apTiong.

To owdiktvo amotelel por myn yvoong avomoAdylomg aéiog yio tovg acbeveig mov
avalntodv koAvtepo  éleyyo otn Oepameion tovg. Tovto omnupaiver 0t ot acBeveig
OVOKOADTTTOUV HEG® TOV O1a0IKTOOV, Ol0POPETIKES EMAOYEC 0T Bepameio. TOVS Kol MG
amotélecua pEW@VOLY TV €Edptmon Ttovg amd TG amdyels tov edkov. Ilapdtt ot
TePLocOTEPOL 060eVEIC SNADVOLV OTL 0L 1) XPNOT| TOV JASGKTVOV OEV EMNPENCE AmOpaiTnTO
TIG OEPAMEVTIKES AMOPAGELS KOl Giyovpa dgv ennpéace to amoteléoparto g Oepamneiag,
evtoUTolg o€ KAOe mepimtmon TPpoceEpel por onuavtiky Bondela oty Sadikacio TV
AmoPAcE®V, pHetmvovtag TS ofefaidtnteg mov Ppickoviol mio® omd TG EVOAAUKTIKES

Moeig (Broom, 2005, 6.333).

& aVTIOGTOAN E TOVG POPOVG TNG TPIKNG KovoTNTag, 0 Broom avageépet 6t n on line
ava(ntnomn TANPoPoPLOY OV AENGE TNV APVNTIKOTNTO 1] TO CKENTIKICUO TOV 0c0evav o€
oxéon pe tc Protarpikéc (kKhoowkég) Oepomeiec, ovte TPONYOyYeE EVAALUKTIKEG LOPPES
Oepamneioc. Avtifeta M emhoyn HETAED O10QOPETIKOV (0AAd ThvTO ©TO TAOIGLOL TNG
KAOGGIKNG 1A TPIKNG) BEPATEVTIKDOV EMAOYDV, OVEAVEL TN OTPOYUOTEVTIKT IKAVOTITO TOV
acBevi) evd Tantdypova TAPOLSIALEL TNV OTTOL0 EMAOYN OC AMOTEAECLLO EVILEPNS KPIoT|G.
O eprocodtepol acbevelg oty mopamdve  £pguva  dNA®GAV OTL Ol TANPOPOPIES TTOV
Bpnkav 610 S10diKTVO VIPEAY ATOTEAECUATIKEG GTO VO, UTOPECOLV VO EEXMPIGOLY TO
KOAO am to KokO. Amd v dAAN avayvopilovv o1t 0 TAnpopopnuévog acbevng Kveitan
ocvyvl mépa amd Tov TLmKO pOA0 Tov acbevovg. Tovto avapéveror vo avVOKIVIGEL
AVTOPACES €K UEPOVS TOV YOTPAV, Ol 0oieg dVVOTOL Vo PTAGOVY UEYPL KO TNV UN
amodoyn tov véov poéiov. To aicOnua g amdppryng dnuovpyel otovg acbeveig dyyoc,
GLYYVOT] KOl EKVELPICUO, EVD OmOTEAEL KL VOV OTUOVTIKO emiKovoviakd @poayud (om, o.

334).
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[Tapdtt To dradikTvo Pmopel va Asttovpynoel g eEIGOPPOTIGTNG GE L GYECT OGS M
oxéon aocBevoic-yiatpol, 1 omoio. 10TOPIKA £YEL YOPOKTNPIOTEL OO  AVICOPPOTIN
(McClellan, 1998), evtovtolg n mpd&n deiyvel OTL Ol €101KOL GLYVE YPNOUYLOTOLOVV Eval
TAN00G oTPUTNYIKAV Yo Vo amoKatactioovy v Ttéén. [Ma mapdderypo o Broom Pprke
OTL OPIGUEVOL €101KOT 0V KPOPOVV TN SLGAPECKELN TOVG OTAV £PYOVTOL OVTIUETOTOL UE TIG
EPMOTNOELS TOV 0cOeVADV, ¥PNGIUOTOI00V TOV OpO «TPOPANUOTIKODY OTOV AvAQEPOVTOL GE
aVTOV TOL €100VE TOVG 0eOeVEiS, Elval GUYVE 1O1AHITEPO OTOPPUTTIKOL ATEVAVTL TOVG, 1] OTAN
GUUUETAGYOVV OTO OlBA0YO YPNCLUOTOUDVTOG MOVOAEKTIKEG OPVNTIKEG 1 KOTOPOTIKES

OTTALVT|OELC.

H npoécPaon emopévog oty on line yvoon kot vrootnpién dev onuaivel amapoitmta
BeAtioon Tov oxéocmv petald achevov Kot yratpav. Avtifétog 1 tposmdbeio oplopévey
ac0evdV va GUUUETAGYOVY GTO J1BA0YO TTOV QPOPE TIS BepameLTIKES OMOPAGELS, UTopel va

éxet Ta avtifeta and o Tpocdokmueva aroteléopata (om, 6. 335).

To 1999 ot Eysenbach, SA, kot Diepgen, 6nwc avaeépel 1 Segal (2009), avakovdvovy
oto British Medical Journal v aei&n g KvoBepvo-tatpikng (Cybermedicine)
AVOPEPOUEVOL GE 0L KETAVATTOTH GTOV TOUED, THS DYELAG, N omolo. kaboonysiton omo  ia
Epaotio.  (tnon TV KaTovolwtv  yie.  online  mwopovg yia v vyeia». Ta
npoPAnuata tng cybermedicine, éleyav exeivny v emoyn, MTov M TOLOTNTO TOV
TANPOPOPLOV GTO S1AdIKTLO, 1 EAAEWYT TPOTOTMOV Kot 1 EAAENYT] KOWVWOVIKNG 811((11061’)\/1]@9

Segal (2009, c. 357).

Exatovtddeg emotnuovikd apbpo, 6€ yVOOTIKA OVTIKEILEVO Amd TNV WOTPIKN UEXPL TNV
Kowv@vioAoyiol g vyeiog Kot TG acfévelag, avapépouy Tmg To dLodikTvo dnuovpyel Eva
véo gldovg acBevn): évar evnuepopévo acBevi), vtevBvvo Yo TV vyeia Tov Kot TPOHLLO
Vo TAPEL OTOPAGELS Y10 TN PPOVTION TG VYElag Tov, KaBdG Kot Yo T @povtioa e vyeiog

g owkoyéveldg tov. H xuplapyn dmoymn, oTig oxeTIkég EpELVNTIKEG EPYOGIES, OVOPEPETAL

Me tov 6p0 KOW®VIKT| SIKOIOGVUVT 01 GLYYPUPEIG LITOVOOUV TNV EAAENYT TPOSPAoN GT YVAOGT MG
OTOTEAEGLOL TOV YN OLOKOD YOUGHOTOG TTOL VILAPYEL TOGO HETAED TMV OVOTTUYLUEVOV KOl TOV VT avATTLUEN
YOPOV, OAAG KoL EVTOS TOV KOWMVIKOV TAGIOV HoG Ydpos (Xaouo LeTa&d TAOVGIOV-QTOYDV), AKOUT|
KL OV 00TY] CVYKOTOAEYETOL OTLG OVOTTUYUEVEG.
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otV evouvaumon mov nydlel péoa amd v TAnpoedpnon. H evovvauwon kot avtn v
£Vvola YPNOILOTOLEITOL Y10t VO KATELOVVEL TNV TPOCOY TV YITP®V TPog TNV (GLVINO®G
daoKaAepEVN am 1o d1dikTvo), Piopévn Tpocomiky eunelpio Tov acbevov Segal (2009, o.

357).

H tpéyovca avtiinyn oTig EMGTHUES TNG VYELNG, 0ONYEL TOVG EMOTHUOVEG VO PAETOVY TOVG
acleveic ¢ katovolmtég (consumers), ®¢ avOp®TOLE TOL &ival Kovol va maipvouv
amoQPAcel; o€ oxéon HE TN @poviida mov Aapfdvovv, va ek@pdlovv YVOUEG Kol Vo
a&loAoyovv Tig vanpeciec vyeiog. O Katavalmtic- achevig stvar pe dAla Adylo o acBevig
oL 0ELOAOYEL TNV TOLOTNTO TV VANPECLOV VYELNG TOV ATOAAUPAVEL MOTE VA TIC Bepoet
apKeTd KOAEG OAAG Kol TOwTOXpOva (0 ol EKQPOGCT TNG OTOMIKNG PovAnong ron)lo

emBountéc (Henderson, 2002, . 105).

O Kivits (2004) amd v GAAN VOOETOVTOG TN OCLOTNUIKY TPOOTTIKY, PAETEL TOV
TANPOQOPNUEVO acEVT] O KOWVOVIKO dpdoTtn o€ KabeoTdg dampayudtevong (negotiating
agent). H guBovn ya v vysio AapPavel cOpQ@vo pe aut TV TPOGEYYIOoNG Lo dITTh
VTOGTACT):

e  Apopd v adénon g yvoong HEC® NG KAOMUEPIVIG EUTEPING, MG HEPOG EVOG

€VPVTEPOV AVOGTOYUGTIKOD GYESIOV.

e Eivar {(mmpa tov eviomicpob (tov oyediov) péoa oe £va evpHTEPO TANPOPOPLOKO

napthMov.ll

To Awdiktvo, pe dAia Adya, amoterel Eva véo medio vtOg Tov omoiov Pmopel KATO10g va
elvat Appmotog, kot ovtd 10 medio €xel 1daitepovg Kddkeg ocvumepipopdc. To va
YPNOCLOTOOVE OVTOVG TOVG KAOJKES Hog Kaver va oAiddloope Kot aAralovtag
uetafdrovpe ™ oyéon pog pe tov koocuo (Rose, 2007). Katd tn owdikacio avtr|, ot
OY£0ELG e TOAOOTEPEG LOPPEG TNG €E0VGTAG, OTIMG 1 ITPIKT) KOL 1) YEVETIKN TEYVOYVOGIaL,

uetoldocovtatl (om, ogl. 126).

10 Tq evtoc g mopévOeong amoteEodV ducd Lo oYOALC.
1 To gvtog g mapéveonc amotelobV Sikd pog oyda.
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H Rose vmoompilel tnv 10éa 01t 0 A0dikTLO d8V aLEAVEL ATAMS TIC TANPOPOPIES Kot
v  7wpdcPacn oe  avtéc, péoa G plL  VEAPYovoa  oyéon  petafd g
TNYNG TANPOPOPLDV, TOL Kovos Kot Tov Bépatog. Ol ta oTotyEln TG TPIYOVIKNG GYEONG
TPEMEL VO ETOVEEETAGTOVV KOl Vo emavastoloynBodv, yiati to tpiyovo avtd eivor kit

VEO: avTO eivan £val TpiymVo HEGH o€ i VEU TEXVOLOYiaL.

‘Eva. moAd onpavtikd otoryeio mov avadelydnke péca amd Tig mpdceITE EPEVVES OTIG
SVVNTIKEC KOWOTNTEG 0oBevdY, givor 1 oy€on HETaED TNG EIKOVAG TOL CMUATOC Kol TNG
onuovpyiag mEPPAALOVTOG eUMIGTOCHVNG HETOED TV HEADV. ZvyKekpipuéva o Broom
(2005), Bpnke OTL opkeTOl OO TOVG GLUUETEXOVIEG OTNV £pELVA TOv Bedpnoav OTL TO
dwdiktvo tovg Ponbaet va amopokpuvBohv amd v acHiveln Kol TO GUUTTOUOTO TG,
omwg  emiong OtL givol EVKOAOTEPO VA LOPAGTOVV TIG EUTEPIEG TOVG OGTO OLVNTIKO
nepPdArov, vo pio 0AAL onUOVTIKY TPoVTOBEST, va avTiAn@Boiy Tov £avTé TOVS HE
Kdmoto tpomo anelevbepwuévo an' to edua tovg. Ot 1d101 acbeveig SnAdvovy evijuepot
Yoo TN dPopomoinoT HeTa&D TV aveovLIoS 6To dladikTvo, TNV OTol0 OVOTAPIGTOLY MG
KATL apvnTikd Ko ™G un-couaroroiquévys (disembodied) smixorvwviag, v omoia
avtifeta Puovouy og po Betikny kotdotaon oty onoia T0 dtopo kabictator £Tolo va
popaoctel Tig gumelpieg tov. O doyopiopdg petald T0V COUOTOTOMUEVOD KOl TOV UN-
COUATOTOMUEVOD, 0AAE ThvTote aocBevovg  eavtol, Ponbdel opiopévoug acbeveic va
aVOLYTOUV TPOG TOVG  GAAOLG, avalntdvtag TANPoeopieg kol LVROGTNPIEN. «Avth 7
TOPATHPOVUEVY]  OTOCOUATOTOINGY —ETITPETEL IO EAEYYOUEVH  UETOPOCH  TPOS THY

oixelotnta. kor v ouorfaia vrootipiln.» (om, 6.340).
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4.H AYNHTIKH KOINOTHTA AZOENQN PATIENTSLIKEME

Me étog 1dpvong 1o 2004, n dSuvntikn kowvdtta acbevov PatientsLikeMe (PLM), mapéyet
eMl TOL TOPOVTOG OEKO TEGGEPIS OLUPOPETIKEG KOWOTNTEG , Ol OMOleg EEEOKEVHOVTAL OE
avAAOYEG VOCOAOYIKES OVTOTNTES, OTIC omoieg mepimov 47.000 acOeveic aAlnAemdpodV pe
™ YPNON EPYOUAEI®V KOWVMVIKNG IKTOMOTG TOPOLOL0L LE OVTH TOV YPTGLULOTOLOVVTOL GTO
Facebook, xofBmg kot pe epyoreio Siayeipiong g vyeiog mapopole He ekeva oV

VIAPYOLV GE TPOCMOTIKG cvoThuata unTpdv vyeiag (PHR).

Ot yevikol oTOYOL TNG KOWOTNTAG, MOTOGO, OV elvarl eviehAds EekdBapol piag Kot Kotd
Baon  a@opoblv TNV TOPOYN AVAOVOU®V OEOOUEVOV Ylo.  XPNON OE POPUOKEVTIKES
etoupeieg, KaOOG Kol eToupeieg wIpkng teYvoAoyioc. Avty 1 oyéon petald achevoig-
Kowotntag oAl Kot M embopio yoo v (ev pUéPeEL TOLVAGYIGTOV) OMovpyios KEPOOLG
péoa  amd TN ovppetoyn, Oétovv  vwd apeePnmmon to  kivinTpo Wow omd 10
oYE0G O 10TOYDPOV, OTw¢ 1 kowvdtta PLM. Extog amd ta yevikd epyoaieion KOW®VIKNG
OIKTOOONG, OTMG T0. TPOPIL YPNoTAV, TO OYOALY, KOl TO TPOSOITIKE pnvouaTo, Kabe
Kowotnta mapéyel  €EEOIKELUEVO.  gpYOAEin MOV emTpEMOVY  OTOLG  0oBevelg
va TopakoAovfodv kot vo Hotpdlovy TIG OYETIKEG TANPOPOPIES, OTWS TO GLUTTOUATA, TIG
Oepameieg, Kot Ta 10TpIKA dedopéva. Ta yopaKTNPIoTIKA OVTAE ETITPETOVY GTOVS YPT|OTEG
VO GLYKPIVOLV TIG EUTEPIES TOVS [ TIC EUTEpleq AV aGHEVAOV VA TOLTOXPOVA TOVG
dtvouv 1 dvvatodomta vo avaAdBouv mo evepyd pOAO GTOV TPOGIIOPICUO BEPATELTIKOV

EMAOYDV GE GLVEPYACIO LLE TOVS POPEIS TOPOYNS PPOVTIONGS.

Ot yp1joteg pmopovV va emMAEEOVLY amd o GEPA OO EMAOYEG TPOGTAGING TNG WOUDTIKNG
Comg, aAld m kowdtnta divel Eppacn oty «Pilodogia TV OVOIKTOV JEOOUEVOIVY
(Openness Philosophy), o 6MAwon mov vrootnpilel Tov eKONUOKPATIGUO TOV dEGOUEVOV
TV aclevav HEc® TOL ASIKTOOV, HE OKOTO TNV «EMTAYLVON NG £PELVOC, OTMG

noté mpwv.» (Brubaker et.al, 2010).

H mpocPaon ota dedopéva tov aclevav sivar éva kouPucd Rmnuo g Tpikng £peuvag

ko Oepameioc. Ov oOyypoveg teYVOLOYiEG O TNV GAAN TPOCHEPOVY T SLVATOTNTA TNG
30



GLYKEVTPMOONG TANOOVG SEGOUEVAOV Y10, ETONUIOAOYIKT HEAETN. Mol onpavTiky) O1a(popd
peta&y g PLM kot ALV TopOHot®mV GUGTNUATOV ApOopd TO QOIVOUEVO TOL OVOUALETOL
oyetikn evouoBnoio. (relative sensitivity) tov amofnkevpévov kot dtopotpalodpevov
OedOUEVMV. LTIG TEPIGGOTEPEG TEPMTMGELS Ol VOUKOL TEPLOPIGLOT TOV TPOGTATEVOVY THV
W01OTIKOTNTA TV acbevov, meplopilovy emiong ™ dwbeciudTNTA TOV dEOOUEV®VY, TOGO YU
Toug acbevelg, 660 Kot yio GAAovg evolapepopevovs. H Avon mov mpocpéper 1 PLM o10

ovykekpipévo TpoPAnue arottel cofapn mepiokeynm.

[Tapétt n 1otocerido (Www.patientslikeme.com) éyet pia ektevéotatn (Kot owotnpn)

TOMTIKN Y. TNV W10TIKOTNTO, «T0 TEPIOTOTEPO. O TO. OEOOUEVA TV ACHEVAV €lvor un
Tpoafaoiua, eCUITIOS TWV KAVOVIGUMV THS TPOCTATIOS THG 10IWTIKOTHTOS 0AL0. Kol eC0uTiog
TV TOMTIKOV TOL OVapEPOVTaL 0TO KAEIOTO (proprietary) LOYIGUIKO O TO OWOLO EYel
KOTOOKEDOOTEL...» , 1 KOWOTNTO ONADVEL TOG OEMETOL OO TNV OVOIKTH PLAocopia
(openness philosophy), «Tiotebovue o611 T dedouéva avijrovy oe eoéva, Tov acbevi, yio vo.
T0. LOIPOOTEIS UE GAAOVS QTOEVELS, PPOVTIGTES, YLATPOVS, EPEVVNTES, POPUAKEVTIKES ETOLPELES
KOl ETOUPELES 10TPIK0D eComAoloD, Kab¢ Kol omolovonmote aAlo umopel va. fonbnoet wote
va. yivovv kolotepeg o1 (wég twv aclevavy. Me 10 va emtpémel 6tovg aocbevelg v
Kataypoen TV Tpik®v osdopévav 1 PLM mbavd amoeevysl toug meploptopods mov

VILAPYOVY GE GALN CLGTHUATO KOTOYPAPNG Tpik®dV dedopévav (Brubaker et.al, 2010).

H PLM ypnowomotet éva e&glrypévo cuoTna E160Y@YNG OEG0UEVOV TO OTTOI0 TTPOPEPEL TN
dvvatodtta TG ontikonoinong (visulization). To cbotnpa avtd eEumnpetetl S0 GKomovC:

o Emrtpémel otovg acbevelg va €160yovv Kot Vo, EVTOMICOVV TO TPOCMOTIKO TOVLG

dedopéva dapécm eEelypévav ypoeikav. Ommg 1o €povv Béoel ot Frost &

Massagli (2008) to cvomnua Paciletor 610 TPOTAYUO «1 EKOVO MG OEOOUEVOY,

po dtodkosion e TNV Oolo «uéTo. OO TH OLAAOYH, THY OVAADGN Kol THV KOTAVONTN

TV dgdouévav, o1 acbeveigc umopodv va avuinebodv v alio e kobnuepivig

OVUTEPIPOPAS TTNY TPOGYW YN THS VYELOCH.

e  YUYKEVIPAOVEL KO EUTOPEVETAL TA JEOOUEVA LE OKOTMO TO KEPOOG OAAA KO TNV

TPOAYMYT] TNG WLTPIKNG EPELVOS KOL TOV GYETIKMOV VINPEGUDV.
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ATO auT| TNV ATOYT TO GUGTNUO EIGOYMYNS TOV 0EO0UEVMV TPETEL VO, 1IGOPPOTEL LETAED
NG AVAYKNG TOV 00OEVOV Yo £VOL YPTOTIKO 1GTOXDPO KO TMV OTOLTHCE®V TNG AYOPds Yiol

Ta (TO10TIKA) dedopéva TV asbevmV.

H PLM oavtamokpivetor oto oitiuota towv oacBevav. o mapddetypo twv cOoTNUo
KOTOypapng EMTPENEL 6TOVG acbevelS va emMAEEOVY Yo TaPOKOAOVON O CLUTTMOUATO TTOV
Bewpovv onpavtiKd, divel akOun T SLVVOTOTNTA Y10 TOPAUETPOTOINGT TOV GUUTTOUATOV.
Avt M TapapeTponoinon wotdcso dnpovpyet TpoPfAnpata ota dedopéva TV acbevaov. H
épevva Tov Smith & Wicks (2008), €dei&e 0Tt o1 acBeveig ayvoolv TiG 10TpIKéS TOEIVOUIES
KOl YpNOLOTolovV O1KEG Tovg katnyoplomooelg (folksonomies). Zvyvd to dedopéva
nepLapPdvouy 11ouatIcpods N addunta oTotyeia, To omoio avamaploTody éva TAN0og
TPAYUATOV OV OMOKTOVV VONUO HOVO €VIOC TOL GLYKEKPEVOL TAauciov. [Tapodtt ot
dvOpomol mov Safalovy avtd Ta dEdOUEVE LTOPOVV GYETIKA €VKOAN va BydAovy vonua,
N vroloyloTikn enefepyacio TV dedopévev egakorovBel va eivor o amonTnTiky
dwdwacio. Kot avty v €vvoln n avaykn Tov €peuvnTav (Kol TOV ETUPEIDOV) Yo
dounpévn (structured) mAnpogopio pmopel va Ppedel oe GOYKpovoN pHE TNV OVAYKY TGV
aclevadV Vo TPOGPEPOLY AOOUNTO KoL LN TopoUETpOoTOmUEVaE dedopéva. AT’ v GAAn ot
KAMvikol, ot gpguvnTég aALL Kol Ol Tapoywyol 0TpKOV TPoidviwv mov Aapupdvovv
dedopéva amd v Kowvotnta Ppickovtal avtipétonot pe cofapd {nTiHate Tov apopovV
NV €YKLPOTNTA KOt TNV aS10MIGTIO TOV 0EO0UEVOV:

o Kat' apydg ot acBeveig elvar mBavd va unv eivar axpiPeic otig avtd-avapopéc

TOVG.

e Eniong o acBevig mov elvar mpodBupog va cuvelceépel to dedopuévo tov givor
mhavov vo, unv givorl avTimpooomreLTIKOG TOL GLVOAOL TV acBevav. H épgvva
mov €lvol E0TIACUEVT] OTN GLYKEKPIUEVT] KOWOTNTO 0GHEVOV avaQEPETAL OE
acBeveig LYNAOY, KATE TEKUNPLO, LOPPOTIKOV EMTEGOL 01 0TToiol EYovV TPdGPaon
010 dwdiktvo. Kdatt téroto mbavd dev gival avImpos®meLTIKO TOV GLVOAOL TOL

mAnBvopov mov maoyel and v ida voco (Brubaker et.al, 2010).
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4. MEOOAOAOTIIA

H gpevvntikn pébodog Paciotnke oto vmodetypa e EbBvoupebodoroyiag tov dtadktdov,
Netnography (Kozinets, 2002). Tov Oxt®fpn tov 2010 £ywve registration oto forum tng
Kowottog ocbevov mov mAcyovv omd ALS™. T mv mpocPocn oTo EPELVNTIKA
dedopéva ypnoyoromdnkav AéEeig-kAedd ( key searches) ta omoia Oempnoape oyeTikd
pe ta Tpog depedivnon epmtipata. Aokdoape éva TAnboc AéEewv onmg, (Doctor, Dr,
MD, Physician, Medicine, Gp, Medical, Pneumonologist, Neurologist). EmAéybnkav 1800
posts Tov aPopovV 10 ¥PoviKO dtdotnua 2006-2011, ta omoio katePdoape tov Drefdpn
2011. To ocVvvoro TV ONUOGIEDCEWV JAYWPICTNKE GE GYETIKO 1 UM GYETIKO LE TO TPOG
dtepevvnon 0épo. T'o mapddetypo ot dnuocievoelg g katnyopiog «RATE YOUR
NEUROLOGIST» kotnyopromomnkov g oxetikés, o€ oyéon Ue TG ONUOGIEVGELS TG
katnyopiog «Warning to Neurologists over Swine FIu/HLN1 Vacciney, To onoio mepieiyav
mAnpogopieg kKo oxdoMa tov Iaykodouiov Opyoviopod Yyelog oyetikég pe v ypimn

HINI.

AxoAovONoE, cuoTNUOTIKY HEAETN TV dNHOGLEVGE®Y oTa forum Tng KowdtnTag aAAG Kot
YEVIKOTEPO GE OTL £XEL VO KAVEL PE TIG Opaotnpdtntes G, (Apbpa oe meplodikd Ko
epnuepidec, newsletter, mail alerts and to Google Scholar, videos KAm) mov okomd giyoav
TV KOTOvONGN TOL  KOW®VIKOD VONUOTOG TEPX OO TO TPOPOVES TOV KOWMOVIKMOV

AAANAOOPACE®V.

Mo vo oamavioovpe oty €peuVNTIKN UG VTOOECT OEPEVVNCANE TIS OMOYELS TV
acBevov pe ™ ypnon aEovov ot omoiot dopovvtal otn Pdaon g OpopOomToinomg
(distinction) peta&d TV TOPAGTACEDY TOV APOPOVV:

o  Tnv evepyntikn 1 mabntiky otdon TV aclevdv EVOVTL TOV YIOTPOV.

12 Acute Lateral Sclerosis (ALS) 1 aAlihg Lou Gering Disease, sivat ypovio ekguMoTiky vOG0g Tmv
KWNTIK@V veupdvav Tov Kevtpucon Nevpicod ZueTipatog, 11 0moio TpoKadel GTASI0KT OTMAEL TG
KVNTIKOTNTOG TOV LGV Kot 001yel o€ avammpia Kot 06voto katd péco 6po 2-5 ypodvia amd v
Sdyveon. IInyn: http://www.nervous-system-diseases.com/what-is-als.html
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o Tnv a&ia mov AapPavouv Yoo TOVG 0GOEVEIG TO TEKUNPLOUEVO EMIGTNHOVIKA
dedopéva  (evidence based) kot 1 EmMKPOTONGO  EMOTNUOVIKY YVOON
(kaBeotnkuvio TAEN TPAYUATMV), GE OVTIOIOGTOAN LLE TNV OVAOLOT £VOC VEOL N

EVOALOKTIKOD AOYOV Y10, TOL TPAYLLOLTOL.

e Tnv otdon TOV acOevOV Y10, TOVG YIUTPOVG (KoL TIG LOTPIKEG TPOKTIKEG), OTMG

ot SPBPAOVETIL GTO YVOGTIKO Kol TO GLVOLGONUATIKO TOUED.

Ta dedopéva (raw data) avaAbOnKav pe ) ¥pMom ToL AOYICUIKOD OVOIALONG KEWEVOV

C.A.T (http://cat.ucsur.pitt.edu), kab®dG Kol pe TO0 AOYIGHIKO GMUOGIOAOYIKNG OVAALGNG

kewévov Voyant (http://voyeurtools.org/). Q¢ povade ovéivong tov  SedoUEVEOV

emAéyOnke To vonua (meaning) ywoti 0nwg onAdver o Henri, (1991), «..eivau doxomo va
avalnteils ae pio JEEN, o Topaypogo...(n omovonmote onoé)l3 70 VONUQ... TEPOL T TO 1010
0 vonuoy. H kodwomoinon twv O0edoUéEvav a@opd TNV oavoyvaplon g Hovadog
avéAvong (otnVv TePITTMOOT HOG TOV VONUATOS) MG KATL TO 0010 OVIKEL, AVIUTPOGMOTEVEL 1)
amotelel 0 mopAdeLypo. EvOC gupuTEPOL Pavouévov (Spiggle, 1994). Topdtt PéPora M
avaodelEn Tov VONLOTOG Elval [ VTOKEUEVIKT] S10IKOGI0, VITAPYOLY TPOTOL Yio VO UMV
tpwbel N cuVoAk aElomoTio TG KMOTKOTOINOoNG. XTNV TEPIMTOON LG 0KOAOVODVTAS TO
vrodetypa tov Pfeil & Zaphiris (2009)

e Anuwovpynoope Kavoéveg mov  ypnopomombnkoyv amd Kowov omd  TOVG

KOOKOTOMTEG.

o  Xpnoomomoope TOAOTAES KOOWKOTOMGELS HEYXPL va. emtevydel n péyom
and kowvob cvppovia (0.85), 1 omola Bewpeital £vog tKovomomTikdg OeikTNg

a&lomoTtiog.

Adym ™g eOoemg TG épeuvag Kot Tov TANO0VE TV SEOOUEVOV TOL TPOKVTTOLV OO TIC
oNpocteg cuiNToELS EKATOVTAO®V HEA®V oL deényOnoav ta tehevtaio mEvie Ypovia, 1
TOPOLGIOCT TNG EPEVVNTIKNG LG TAVTOTNTOG 0ev Bal lxe Kavéva amoAvTmg vonua. Ta
kelpevo mopovctdlovral avavopa eva £xel apopedel ke otoryeio mov dueca N upeca

B pmopovoe Vo ATOKOADWYEL TNV TOVTOTNTO TPOYLOTIKY] Kot OLVNTIKY (user name) Tov

B To gvtdc g mapevéoemv amotehody Siki pag TpocsOnKn.
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UEAOVG. Avapopéc o€ YIaTpoUs, KAWVIKEG 1| GAAOLG emayyeApatieg vyelag emiong €youvv
apopebel yio Toug 1010vg AdYyovs. Tty enelepyacio GLUTEPIANPONKOY LOVO Ol ATOWELS
TOV 000V, evd eEapéOnKay Ol amOYEIS TOV QPPOVIIGTAOV KOl TOV OLEPIOTOV

™G KOwOTNTOC.

|M Mindjet Connect® Mapping  Files  Contacts costas bletsos | =
——
Home | nsert Design View code analysis.mmap Lo Be ] Find p A 22
g = 3 Floating Topic [0} B U © - [ EY g 3 =
B g &2 = S @ & [in™
gu} a4 = ‘e T snee Exportto  Agaomwes | 9
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! e esiaonas) =
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\\ o il \\\ L/ | support group |
\ F compR A IS Comiant
l \ / | relationship | -
\ Scientific facts "'-\ p] it
7 ~ attend to needs spent as much time as you ‘ e .
\\ / \\ | == proffesionalism
\\ Personal Stories \ = caing concemed thoughful | == === mem e <,
/ - —— T ——_aan
N \ / _':Oﬂﬂvem! _ | kwowledgeable
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Ewoéva 1: To hoywopiké Mindjet mpoc@ipsl ypo@ik avamopdotocn TOV 6yécemv petaléd Tov afovov Tov

dgoopévev

210 teEMKO 0T1Ad0 NG enefepyaciog TV OESOUEVOV YPNOLUOTOMONKE TO TPAYPOLLLLOL

Mindjet (https://connect.mindjet.com/), to omoio emtpémel TV YPAPIKY avamapdoToon

TOV GYECEMV UETOED TOV EMUEPOVS KOATNYOPUDY Kol TN GOVOEST TOLG GE ELPVTEPES

KOTNYopies, Le amdTEPO GKOTO TN OOUNOT MG LETA-Osmpiag.

Ta yopaxtnpoTikd ToL SLVVNTIKOD TEPPAALOVTOG (AvOVLUia, GCLVENNG EMKOWVOVIHL
KOl EMKOLVAOVIOKT pon, TaxOTNTa, d1d0pacn, EVKOAN TpdsPacn o€ EEIOKEVUEVT YVOOT),
VTOGTNPIKTIKA O1KTVLA) TPOGPEPOLY TN OLVATOTNTA GYNUATOTOINONG MG VENS LOPONG

oxéong petad acbevoic-ylatpol, n omoia yopaktnpiletol amd ovaTpomég 6TV KAUGIKN
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HopPN NG E0VOIACTIKNG GXEONG 1 OToi0 VINPEE ATOPPOLL. TNG SUPOPAS GTNV KATOYN TNG
EMOTNUOVIKNG YVMOONG OALL KOl TNG AVOyVOPIGTS TOV 1ATPIKOV AOYOL MG TOL HOVOSIKOD
£ykopov “Adyov yia ta Tpaypata” (discourse). H mpdoPaon oty emoTNUOVIKN YVOGON Kot
N aAANAOdpacn petald TV acevdv TG KOWwOTNTS JUOPP®OVOLY £va TOTO acbevh o
omoiog emBupEl o oyEon He TO Kupilapyo EmAyYEALO TNG WOITPIKNG , I omoia va PacileTon

o XV avadelEn Tov pOAOL TOL acHevoUg MG GOTHOL WEAOVG TNG OepamevTIKNG

oudooc.
e XNV GTPOYPTN TPOG TO EXCTNUOVIKA TEKUM P KOl TIC OTOdEIEELS.
e Tnv evepyomoinomn oe oyéon Le Ta BEpata TS vyelag Kot TG vOGov.
o  Tnv chvaymn 1oYLPOV SIKTLMOV TANPOPOPING Kot VTOCTHPIENG.

Xe avtd 10 mAaiclo M Pacikn Bewpnrtikn vobeon dapopedvetar wg ENg: H Avvnrikn
kowotnto Pondast v egvéovvapmon (empowerment) TOvV acOevov wpog éva mo
EVEPYNTIKO pOLo 0 omoiog yapaxTnpileTon amod:

e Tnv avalnmon mAnpogopidv ce oyéon pHe v ocBéveln péoa amd to dikTva

OYECEMV TOV LEADV.
e Tnv dexdiknon Adyov oto TPAYHOTA TOL APOPOVV TIG OEPATEVTIKES ATOPAGELC.
e Tnv kpitkn 6TdoM EVOVTL TOV YIITPOV KOL TOV UTPIKOV TPAKTIKOV.

[Mopdiinio 1 dvvnikn kowdtnToL MOPEYEL TPOG TO WEAN NG TN  dvvoTdTT
Katoypoeng TG Topeiag tng vOGOL GE TPAYLLOTIKO XpOVO OAAG Kot £va TAN00G KOvoTOU®Y
ooV, () KMVIKEG Epevves £KTOG Beckol TAaioiov) ot omoieg avaiappdvovy Tov
ELeyyo Tov aobevoig kot g acHévelag mpog v Katevhuvon g dtupecordfnong petald
MG TaPadOclaknG €E0VCLAGTIKNG oxéong yraTpov-actevoug (4n Koopoloyia coppova pe
10 vrodetypa g Nettleton). o va depevvnBei 1 vedBeon peretOniov o1 TOPAKATO
petapAntés:

e H avamopdotaon g aflag g yvoong kabmg kol tov tpénmv ovalntnong
TANPOPOpiag Tov emMAEYOVV 01 acBeveic, 0 poAog Tov Tailel 1| Yvdo™ HEGa amd TNV
aAANAOOpacT pe GAAOVLG acbevelg, He TOVG YOTPOVG KOl LE TNV ETICTNLOVIKN
YVOGN OV VILAPYEL GTO SLUIKTVO.
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H ovuvelspopd g KowvotnTog 6Ty KOTaypaen o€ Tpaylotikd ypovo (real time)
MG KATAoTOoNG TG Topeiog g vOGou Kot 1 dpeon ovykpion e TNV GAAoV
acBevov, KabmG Kol 1 KAvVOTOUIEG TOV TPOCPEPEL GTOV EAEYYO TNG TOPEiog TNG

vooou (Propatikn yvoon).

H yvoun tov acBevdv yio toug y1otpovg 6To cuvalsOnuatikd, To YvooTikd Kot To

EMMEDO TOV 1ATPIKAOV TPOKTIKMV.

Tnv otdon Tov acBevdv anévavtt onv acbévela, Tov 1Tpikd Adyo (discourse) Kot

T1 GUUUETOYN TOVG OTIC CNUAVTIKEG OEPOUTEVTIKEG ATOPACELS.
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5. AlTIOTEAEZMATA

Ta dedopévo G €PELVOC KMIKOTOMONKAY GTOVG AEOVES OVAALGNG GUUP®VO WE TO
vrodetypa tov Kozinets (2002). Xvykekpipuévo €ytve TPOoTADE. GLYKPOTNONG TOV
EMUEPOVS KOOKOTOMTOV (codes)14 0€ EVPVTEPEG KATNYOpieg Kal 1| €V TEAN chVOEST TOVG
o€ pia evpotepn petd-Oewpio ot Pdon tov Kowvmvikov vonuatog mov e€nydn péca amd
To oxeTikd  keipeva. Ot d&oveg avaivong ypNOHOTOMONKAY Yol TNV OVTIKELLEVIKY
TPOcEyylon TG OLVOUIKNG TG kowdtntag. Tovto onuaiver 6t yio kébe T1 7OV
KwoKomoteital oTov £va amd Tovg 000 TOAOLE TG a&lokng KATpaKag (Ty TNV BeTikn amoyn
TV acBevav Yoo Toug yaTpovs) Ba mpémel va mapovstaleTor Kot o avtiferog moAog (M
apvntikn] 0éom). Me 1oV TpOMO aLTO OMOHOKPOVETOL 1 TEPITTMOY HUEPOANTTIKNG
TOPOLGIOONG TNG KOWMVIKNG SUVAUIKNG, N N OTPEPANDOT TV dESOUEVOV OO LEIOVOTIKEG
aALG Waitepa dpactipies ewvés. H ovykprtikn avéivon petald tov aviifetov andyewv
enmupénel omd TV GAAN TV avadElEn NG MOALTAOKOTNTOG TOV (POVOUEVAOV TOV
Aappdvovv yopo ota chyypovo TeXVOrOYIKA Olapecorafovueve mepipdilovia. Ocov
aQOPd TNV TOPOLGINGT TOV JEFOUEVODV EMALEANE TNV YADGGO TOV avOevVTIKOD KEWWEVOL
(AyyAMxd) Kt ovtd S10TL apevog eEumnpeteitan 1| TPOGPAGT TOV OVOYVAGTY 6T0 AVOEVTIKO
Kelevo, oAAG KOl AQETEPOV EMTPEMETAL 1| AVAOEIEN TOL VONUATOS OOAAXYUEVT] amd To.

omolo TovA LETOPPOUGTIKG OLTOTTLOITOL.

¥ H AéEn kodiomomtée xpnotpomoteitan pe §00 Vvoles, TNG HOVASOC avaAvong Tov Keyévov (codes) kat

TOV ATOLOV TOL £KAvaV TV Kodikomoinomn (coders)
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5.1 O afovag TNG EvEPYNTIKOTNTAG- TTABNTIKOTNTAG
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Ewéva 2:To vépog AéEemg Yo TOV GEOVO. EVEPYNTIKOTN T, TUPUTNPGTE TNV CVYVOTNTA TOV AEEEMV,
information kax research (to péye0og Tng YpoppeToGEPdS £ival avaloyo TG CUYVOTNTAS ERGAVIGNS TOV
AéEemV)

O d&ovag G evepynTIKOTYTAS — TAONTIKOTHTAS OVOPEPETOL OTIG crdcsu;lS TOV 000evVOV
oe oyéon e 10 wtpkd emdryyeipa. Ot acBeveig mov vroopilovv o EvepynTIKY GTAOT,
yopoakmpiCoviar  oand v mpoomdbeln omeEdpTnong amd TNV OMOKAEIGTIKOTNTA TOV
10TPIKOL AGYOL MG TOL HOVOL 0pBov Yia Ta TPdypata, aAAG Kot o S1beon XEPAPETNONG
N omoia eKPPAleTal MG OvVoLYTH TPOKANGT GTNV TPk awbevtia. AviiBétwg ol Ttabntikol
acBeveig Katéyouv pia KOPEOpMoTIK B6on pog Kot d€xoviar g €xel TV Kobeotnkovia
T4EN mpaypdTov. X1 péon g aEoA0YIKnG KAHaKag vdpyovy ot acBeveic mov divovv
peyain o&la oty TANpoeOPNoN Kol TNV YVAOOT, TPOTEIVOVTOG OU®MG TEPLOCOTEPO
GUVEPYOTIKA LOVTEAQ GTNV EMKOWVOVIO LETAED Y10TPOV-060EVODG. XT0 OMOTEAEGLOTO LLOG
KATOYPAPOVLE OVOAVTIKE TOVS AEOVES IOV avadelyOnKay Kupilapyot pe Tig avtifeteg BEoelg

VO OVOQEPOVTOL EMIYPOUUOTIKA (oG Kot €govv MOM afoloynfel ot dwdikasio tng

GUYKPLONG,.

1 Me myv évvora g otdong evvoolpe €56 Ty Tpodiddeon yia dpdon.
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H evepyyrikotnra avodeiydnke xopiopyn petafAnt) omv avdivon tov dEova. Daivetal
OTL o1 acBeveig g KowvotTOg dfvovv Wiaitepn allo oTNV EvEPYNTIKN GTAGN 1 OTold
amoteAel KOPlO OLOTOTIKO OTN OdKAcio TNG €vovvapmons (empowerment) Kot
avaAVTIKG TpocdtopileTal amo:

A) Tnv évvola g TpoANATIKNG TPOooEYyIong (proactive approach), n onoia avapépeTon
omv kwnronoinon (motivation) tov acBevodg mpog TV KoTeELOBVLVON NG AVAKTNGONG
eMEyYov embve otV KoTdotoon NG vyelag tov (kou g acBévewng Tov), TNV
OMOKOTAGTACT] TG OVTOEIKOVOS TOL G £VA ATOUO TO OTTO10 givat Kupiapyo TOL EXVTOV TOL

Kot avorappdvet To idto v uhvvn Yo TV BepamenTikn Tov Topeia

“It looks to me that so many people with ALS were not the people who sat on their hands
waiting for someone else to make decisions in their lives, something my and so many

others do not seem to understand”

“I have an RN visit twice a week to address any medical and equipment issues. My RN has
at a minimum, weekly contact with my clinic and the clinic team. Although
recommendations are made regarding medical care, drugs, and equipment, I am in charge

of my care and decide what I want...”

Elvar pédiota yopaxtmpiotikd 0t ot achevelg cuyvd {ntodv an’ Tovg yiaTpovs Tovs v
aKOAOVONGOLY TNV TPOANTTIKY) TPOCEYYIOT GE GYEon He TNV vocso tovg. H mpoAnmrikn
TPOGEYYION AVOPEPETOL €0 GTNV VIOOETNON OO HEPOLG TOV YUTPAOV, OVOLYTOUVOA®V
(open minded) Bewpnocwv oe oyxéon pe TV vOc0o, KATL TOL Kotd PAcm onuaivel v
TPOTPOTI] Y10 OMAYKICTPWOT OO TNV TETPYUEVT AKOONUATKT TPOS TNV KATELOLVVGN TNG
Blopatiknig yvoong mov maipvovuv omd tovg acbeveis, oAAd KOl TOV KOVOUPYL®V N
Tekunplopévoy (evidence based)16 EMOTNUOVIKOV Tpoceyyicemv. H mapondve mpodTaon

€xete o€ avtipoaon pe to evpriuata Tov Ba Tapovsidcovpe vOHG apEéows. ATd TV o ot

16 ’ ’ r ’ ’ r r r ’ ’
TovAdyiotov eni Tov TaPOVTOG, Kot OLot yvopilovpe TOGO oNUAvVTKOg (Kot AtyosTdg) eivat o Xpovog o
KOTOANKTIKEG VOGOLG Omeg to ALS.
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acBeveic intodv amd Tovg Y1aTpoHE va EMOEIEOVY OVOIKTO TVED O, KOl VoL €IvVOiL £TOLOL VoL
ave TEPOL am To OEpamEVTIKN TPWTOKOAA Ko Tig KatevBvvoelg (guidelines) amd tnv GAAn
dtvouv peydAn onuocio otig emotnuovikég pebodoloyleg kot v tekunpimorn. To
Tapddoo @owvopevo Ba pmopovoe mbavd vo epunvevtel ot Pdon TtV Eviovov
GUVALCONUOTIKOV TEGEMV TOL 01 acBeveig d€yovTon amd To yeyovog 0Tt I mdnon and v

omoio maoyovv eivan pa Bapid, aviatn ko o€ BAOoC ypOVOL KATUANKTIKY.

“We have to be our own advocates and stay proactive. | have only found one who has
been really proactive about this disease. My main won't even discuss the chance that |
might have PLS. I think most have a closed mind when it comes to ALS because they think

it is always fatal. 1t doesn't have to be!”

“I met a terrific proactive and open minded in Phoenix and he said it couldn't hurt
anything except someone's pocketbook! I don't want to wait 8 to 10 years to have this

)

process accepted in the U.S. | realize it probably won't help but I have nothing to lose...’

THETIKEG UE TNV TOPUTAV® £VVOLQ, Ol EVWOLEC TNG avTo-Oepameias (self-treatment) oAl
Kol T0V Kavro uovog cov (Do It Yourself) oi omoieg avapépovtal ot pLloCTOCTIKEG
amOYELS TOL €KPPALEL Lo HEWOVOTIKN OAAG 10104TEPO JPOACTHPLO OUASO «TOACLDVY
acBevmv, 01 0moieg AMOAVTOTOIOVV TNV £VVOLNL TNG EVEPYNTIKOTNTAG TTPOG TNV KoTeELOVVON
g opoTkNg PRENGS (Kot TG TANPoLS ama&imong) Tov WTPKoy POAOV. ZUUPOVA LE TNV
TPOcEYYIoN avTh Ogv LIAPYEL KAVEVOS POAOG Yol TOLG YLUTPOVG 170111 dweipon o
xPOVIAG, avioTng Kot KOTaANKTIKNG vOcou Omtmg to ALS kot emopévag eivat o acbevig mov

npémel Povog va avardfet tn Oepameia Tov.

“1 don't need a doctor to advise me on daily life with ALS because they only know what

they've been taught.”.

7 Twva elpooTe akpPESTEPOL 0 POAOG TOVG TEPLOPILETAL GTA ATOAVTMG OTOPALTITA OTIMS EvaL 1)
GLVTAYOYPAPNON KoL 1] SOVTOEN TOV EYYPAPOV Y10 TIG AGPOAGTIKEG ETOLPELEG.
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“The approach I took to self-treatment was first to find out what the characteristics of the

disease were, and then to find therapies which treat those characteristics.”

B) Tig évvoteg g mAgpopopiag kot TS yvadens , o1 onoieg avagépoviol otnyv agio Tov
Aappaver yioo Toug acbeveig n TpoOcPacn 6e EMOTNUOVIKG EdOUEVA KOl TEKUNPLO, OTN
yvoon péca omd to dikTua aAANAOdpaoS TV acBevav (Plopatikn yvoon) Kot TEAOG 61N
oLYKPLION NG TTOPELOG TNG VOGOV HEGH omd TNV OVTOAANYT EUTEPLOV, 0AAL KOl LEGO OO
10 oOoTNUO KaTaypaehic e Kowdtnrac. Sto mhaicw ovtd n dpevve (research)™®

kabiotaton 1 oNUOVTIKOTEPN TAPAUETPOC Yo TOV aGHEVI] TOV EMALYEL TNV TPOANTTIKY

TPOGEYYION.

“Hi Helen, No I don't have SMA. My thought I may have it for a week so I did a lot of

’

research on it. Sorry to hear about the cataracts and cancer. Hugs to you.’

H mmpoeopia umopet va ypnoomombel oe moArd emineda. o mapddetypa 1 acbevig
TOL TOPOVGLAGAUE TOPOTAVE YPNOYOTOINGE TNV €PELVA YL VO OTOKAEIGEL TNV
nepintoon va €xel Kamola GAAN voco (SMA), pag kot auTd T0 EVOEXOUEVO TEPAGE AT TO
pooid tov yiatpov e H aviidpaon g dpmg mder modd mépa am Tov Tumkd pOAo TOL
acBevr), dev mepével amabng TV 0TPIKN  omOPOCT), CLUUETEXEL €vEPYE  oTNV
OTOKAAOVLEVT Sta(popo&dyvoacnlg OmOKAEIOVTOG TIG EVOAAOKTIKEG €ENYNOELS YL TNV
Katdotoon me. AAlotl acBeveig avapépovv g n yvaen sivol dvvaun ki 6t o kabévag

opeihel va «yvawpiler tov exfpo tov mp1v moAsunoer».

“I agree with you Hokus, we should educate ourselves about ALS; as they say "Know your
enemy before you fight'. And if we are really an exception in here Sarah; then what a
majority of exceptions we are; which makes me wonder why our didn't inform us about it

and left us hopeless”

¥ Eivau yopaktnplotiky 1 xpHion TV pHUaTog research mov avopépeTol 6TV ETGTIUOVIKH £PEVVa Kot 1)

TAMPNG amovsio Tov pYpotog search wov vrovoei v avalfitnon.
B Jorpuen pébodog 1o tng 0TdmOL omaymyNS SEYVeOOTC, HEGM TOL OMOKAEIGHOD GAA®Y VOGOAOYIKGV

KOTOOTAGE®DV LLE TOPEUPEPT] COUTTMOUOTOAOYIO.
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Ot mAéov dvvopkég (0ALE TAVTOTE PELOVOTIKEG) POVEG ONAMVOLY OTL HEGA OO TN VOO
umopet va £pBet n TANPNG aneEapTnon amd Tovg YoTpos, LG KOl GTO «..TEAOS TOV JPOUOD

Oo. Eépels mepioaoTepa oo aTOVG. .. »

“Believe me, you will know more than the doctors by the end of this. You may be lucky and
get well-informed, caring gp's, etc. You probably won't...”

O 1teMKOG 6TOY0G lval COUE®VA LLE OVTH TNV GTOYN, N HETATPOTTH TOV AGOEVI] GE ELOIKO

(expert-patient) yio va. «un pog Aéve KAt amAd yio. Vo, GTOUOTHOODIUE VO POTOUEY .

“Become an expert and they can't fob you off.”

H npdécPaon oty emotnuovikny yvodon dev givar mAéov yia Tov achevi] 1O emimovo Kot
ocuvbwg patato €pyo tov mopehbovrog. H mAnpoeopia, dueca Sabéoiun, aebovn kot
KOAQ TEKUNPLOUEV 20 Sev mopatiBeTal aKaTEPYOOTN Yo ¥PNOT O TO VEQ UEAT, 2Loda
dwpecorafeitor, @ltpapetor Kot gkAaiKeLETAL UECH OO TNV VOO Kot T Plropévn
eumepio TV TOAOTEPOV HEADV. AvTol Aowmdv ot acbeveic-edwkol mpoopEépovy €va
avTIeTaOMGTIKG AdY0 T1a Ta pdypata’’ (discourse), o omoioc pmopei va cupmopedeTar,
Vo S1popOTOLEiTOL 1 VoL Elval avTay®VIGTIKOS Tpog TV 10Tpikn Bovinon. Onmg dpmg Oa
dobvpe otn ovvéxel o AOGYOG avTdS dev GLVIGTA éva VEO 1] EVOALOKTIKO AOYO Yo T
Tpaypato 6to Pabud mov avamapdyel TV Kuplopyo 1aTpKd AOYo KOl TIG KLPlopyES

emotnUoroY1KéEG pebodoroyies.

2 Oa avagepfovpe SIEE0SIKE 0TIV TEKUMPLOPEVT YVOGT TTOL XPNGILOTO0VV 0L acBEVEIC 6 ETOHEVO

KePGAo0

21 . r ’ r ’ 1 ’ .
TN ™ yvdon mov pmopet vo Bpet kémo1og oto S106ikTvo TiBETO TAVTOTE TO PACOVIOTIKO EPOTNUO TNG

a&lomoTiog TG TYNG TGS.

22 , , . o , , , ,
AvTioTaOMGTIKOG 0o TNV moyn 0Tt EpyeTal va eElcopponi el 6e Kamoto Pabud v avion

e&ovolaoTikn oyéon peToSd 1 omoia eival amoTELESHLA TNG SL0POPAG GTN KATOYH TG YVMOONG.
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O AOyog TV acBevav yivetal Kot avthy TV €vvola epyukaiozs dOUNoNG TS TOVTOTNTOG

oV aoBevn aAAd Ko Eva pEco epunveiag g 1010¢ TG achEvelog.

[Mopdiinio tOo ocOOTNHO KOTAYPOAPNS TNG KOWOTNTOS TPOCPEPEL TNV YNPLOKN
AVOTOPACTOCT TG TOPELNG TNG VOOOV, OAAL KOl TNV, 08 TPOAYUOATIKO YpOVvo, GOYKPIOT LE
GAho PEAN NG KOWOTNTAG OV £YOLV KOWVE YOPOUKTINPIOTIKA, GUUTANPOVOVINS UE TOV
TPOTO AVTO £vOL OAOKANPOUEVO GVGTIIO, KAVOVIKOTTOINGNS, TO GOGTHIUO KAVOVIKOTOINoNS

70V PEALOVTOG .. ..

“I can see what you folks are doing being the wave of the future ..patients reviewing all the
avaliable treatments, facilities, procedures and researchers are very busy, so they're not
able to keep up with everything and PALS sure have time to do all the researching of the
research. Who knows, maybe a day will come when the neuros ask patient groups whats

best at any one time. Well, I can dream, can't I”.

H xowodémta pe tov 1pdmo avtd HETATPENETOL GTO PETANOVTEPVO CUGTIUO ETXLTHPNONG
(ro wneraxoé Ilavomtikov kara v Pilocopioa tov Foucault),24 610 omoio o acBevig
aLTOPOVAMG KOl OIKEIOOEAMG TTPOGPEPEL T Kadnpepva Prodoyukd dedopéva Tov yloo va
ouykplel pe to mapeABdv tov (Tnv mopeia TG VOGOV) OAAL KOl TOVG GAAOLG LE TOVG

omoiovg potpaletar kown poipa.

% ’Eva £PYOAELD TPMTIOTOG WOE0A0YIKO LI0G KL TPOSPEPEL EVOL CVGTNLLA PN VELNG TOV aoBevoDS Kot Tng

acBéveiag.

# Toueova pe tov Foucault, «lev omdpyer ayéon etovaiac ywpic tqy avémtoén evéc nediov yaons, alid

0UTE KA1 Yvaan Tov eV KaTtaokevalel pia eCovalootikn ayéon. H yvaon wg uopen kovwvikod kepalaiov
evau 10 KAEI01 THG 1oYDOG KOl ETOUEVMS TOV KOIVVIKOD eAéyyov. H yvawan-elovoia poppomoieitar péoo amo
£VOL GOOTHLLO. KOTOYPAPHS Kol Opyel0BETNONG, Ty TO. 10TPIKC, OPYELOy.
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Orate is part of the Eden protocol. I asked many questions and was told that the orate goes directly
Lake Lady v into the cells and the carbonate goes into the blood. I am not sure what that means, but FWIW.

First Symptom: 03/03
Dx: 10/04

I ALS Syrs ﬂ 2 Mark this post as helpful
I i

509 posts & 5

= Mar 16, 2008 05:26PM
I'm curious, how long since Dr Ghen started incorporating { Lithium in his protocol?

Hanns v
Fxrst Symptom: 08/04
: 07/05

. Mark this post as helpful
ALS Syrs _,f
g I JEORTS ast edite Hanns
7 N

730 posts

= Mar 16, 2008 05:52PM
Don't know the inception, but it was part when I began last August. I felt that it was ingrained. I wil

Lake Lady v ask him.
First Symptom: 03/03
Dx: 10/04

I ALS Syrs ﬁ 5 Mark this post as helpful
Y &
i

509 posts j

Ewéva 3: To ko cvstnpa emppapevong tne PLM drokpiveron 6to apiotepd pépog s ooto. Mapatnpiote Tig

peyadieg dragopéc peral&v helpful marks (1811) kon asteprdv (1) oTov devTEPO 060V,

Evdwapépov am tnv GAAn moapovotdlel to dittd cuotnua emPBpdfevons tov achevodv Tov
ypnowonolel M kowotnta. To wpmdto emPpafedel ) ocvvénewn (Kot TV mOOTNTA TOV
EUTOPEVGIUMV JEGOUEVMV), TO dEVTEPO TN CLUUETOYN| Kol T 6T PEN. To mpdTo VLG
elvar 10 cOoTUO TV aeTepl@v, COLPOVO LI TO 0Tol0 0 KAOe acBevng umopel va mapet
armo 0 ed¢ 3 aotépla avoAdY®mG TOL OGO GLVETMNG €ivol otnv evnuépwon g Pdong
ogdopévov tov. To ovoTUo aVTO &lval OVTOROTOTOMUEVO KOl EAEYXETOL OO TOUG
dayeplotég e Kowvotntag. To devtepo cvotua gival to ovotua tov helpful marks
oV amotelovv TV emPpdfevon Tov peEAdV TPog Ta LEAN TV omoimv T post Kpivovtol
BonOntkd. Oa mpémer €0 Vo GNUEIDOCOVUE O EVOLLPEPOVGO TOPATHPNGT. Y TAPYOLV
ToAOLA PEA OV EVA OE YEVIKEG YPOUUEG aSOPOPOVV Yo TNV EMIKOPOTOINGN T®V
dedopévav toug (0-1) aotépra £xovv 1dtaitepa vymio apBuo helpful marks, mpdypo to
01010 VIOONADVEL OTL GTNV KOWVOTNTA AVATTOGGOVTOL TapdAAnAa 600 aAAnlooyeTilopeveg
aALG Stokprtég duvoptkés. Ot TPp®OTEG AVKOLV GTO opyaveTikd Koupdtt (n PLM g

0PYOVOTIKOG CYNUOTIGHOG) Kot Bo umopodoav va yapokTnplotodv ®¢ JlodKacies top-
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down 2 kot ot 0eVTEPEG GTO OVOOLTIKO KOUUATL, OTIC AAANA0dpAcElS HETAED TV HEADV
(bottom-up). Ze avtd T0 ££OVOIAOTIKO TAAIGIO 1| KOTOVONOT TV SLVOIK®OV OV UTOpPEl
Tapd va, AdPet voyn TIC SopopeTikés BEcElg TV HEA®V, OAAL KOl TO JLOPOPETIKA

GLUPEPOVTO TTOL EELTNPETOVVTAL.

dvokd n 6AN dwdikacio Tov odnyel otV gvovvapmon (empowerment) Tov aclevov
dgv Ba NTov QKT YOPIg TNV TAPAAANAT AVATTUEN OIKTVMV GYEGEMV KOl KOIVOVIK®OV
OAANA0OPAGEMV TOV TPOGPEPOLY GLVOLCONUATIKY 6TNPIEN 6Tovg acbeveic. H xotaokeun
TOV SIKTO®V GLVUGONUATIKNAG OTNPIENS £XEL avapepOel G £VOG 0T TOLG O GMLLOVTIKOVG
TOPAYOVTES Y10 TN GLUUETOYN TOV acBevav oe kowvdtnteg dmwg 1 PLM. H BonBeio pumopel
VO 0POPA OTTAVINGELS GE EPMTNUOTO OGHEVOV TOL OPOPOVV GLYKEKPUUEVEG OLYVAOGTIKES
dwdkaocieg, neBOSOVG, EMOTNUOVIKEG TPOGEYYIOELS, VOGOKOUEID, YTpoUg KoOMG Kot

AGPOUAGTIKO SOTKOLMDULOTAL. ..

“Thank you. That's interesting about the SODI test. We're visiting the tomorrows so | may

bring this up. Peace of mind is what I'm after! Appreciate your help.”

N va aeopd Betikd cuvausOuota Tov ekEpalovTol ¢ OMOTEAEGLO TG GTHPIENG KOt TNG

BonBeiag mov Aappdvovv...

“We have people here that are brave and willing to share their experiences. Thanks for

everything you are doing. You are in our prayers. Aleta & Charlie”

, . . . . 27
Ot aobBevelg exppalovv tov evBovolacud TOVG yloo TNV €vKapiot OV E£XOVV va
avTOALAEOLY amOYELS Yoo TNV acBéveld TOVG Kot Vo OameTOooLvY OTL VITEPYOLVY TOALOT

dALotl cog Kt avtovg kel €€m. H evdvvhpwon tov acbevov etvor amd avtr T oKOmd pio

2 Awdikociec oto TAaic EVOG 0PYAVOTIKOD GYNILATOS TOV EKTOPEVOVTAL OO TNV KOPLEOT Ko
katevddvovtar Tpog T Péon (Ty ot anopdcels Tov AtotknTikov XvpfovAiov pog etatpeiag), To avtibeto
amotelovV o1 dradikaciec bottom-up (my ano@dcelg tov Zopateiov Tmv epyalopévmy Tov ExNPealovy ™
AglTovpyio TOL 0PYOVIGHOD).

27 . o C , , , ,
Agv mpémer va Eegyvape 6t ot acBeveig mioyovv and ALS pia Bapitatm vocso tov KNZ mov e&ehktind
EMPEPEL KIVNTIKT] avornpio.
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O1od1KaGior 1 0TOlo GYNUOTOTOIEITOL LEGOL OTO TNV TANPOPOPN G|, 1 OTTOL0 GLVTEAEITOL OO
™V ddyvon TOC0 NG EMOTNUOVIKNG 0G0 Kol TNG EUMEPIKNG (Plopatikng) yv(bcmgzs, o€
éva OlkTLO dLVNTIKOV oYEcemV ToV oTnPileTal 6T GLVAICONUATIKY VTOGTAPIEN KOl TNV

EMKOVOVIOL.

Ev tékel 0 evnuepopévog kol cuvolcsONUOTIKA «1oYLPOTOUEVOS» acBEVIC KaAsital va
dwyelprotel T oy€on Tov pE TOVG emayyeipatieg TG vyeiog and po véa B€omn, ) Béon mov
amotel va £yl 0 010G 10 v ¥EPL (1 TOLAGYIGTOV VO GLVOTOPAGILEL) OTIG OTUOVTIKES

KMVIKEC AmOPAGELC.

“1 go to the ALS Clinic every three months and very early on, | realized they are there to
manage my symptoms ONLY. Providing more equipment etc as | progress. | often find
I'm more knowledge about current ALS developments than my neuro. Hey, I've got more

skin in the game! (LOL). May times I'm reminded that I'm in charge of my own health.”

JALICT ILS LI CI NI Cl1OCTOTN Vissil Sheet

Ewova 4: To vréderypo 6to 0oio o1 a60EVEIS 0PYAVAOVOLY TIC GUVOVTI|GELS PLE TOVG YLUTPOVS

28 L, . . , , . . ,
H eunepikn yvdon 6nwg mpoeinape mpoépyetal 1060 amd 10 AGY0 TV achevdv, 660 Kot and To

GUGTILLO KATOYPOPAOV TNG TOPEiag TNG vOGOU.
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H xowdmrta mpocpépel yioo 10 Ady0o avtd €vo £TOO GUAAO KATOypaenS OESOUEVOV
(Doctor Visit Sheet), To omoio pmopel va ypnotponombel ¢ extkovpikd cHOTNUO OTIG

GLVOVTNGELS TOV acBevn pe Ta LEAN TG BEPamEVTIKNG TOL OUAdAG.

“Making a list of your questions and/or issues is a good way of focussing you and your on
what matters to you. Do you use the Dr visit sheet at all? Even the most difficult topic can
be dealt with by an experienced and confident professional- it is all about managing

>

expectations, handling questions confidently and sensitively, and being flexible...’

O aoBevig pumopet va YpMNOLLOTOUCEL TO GUAAO YO VO KOTOYPAWEL TAL STUavTIKE Oépata
oL APOPOVV TOV 1010 KOOMDS KOl TIG EPOTNOELS TOV TPEMEL Vo, ameLOVVEL TPOG TOV Y10TPO
tov. Mg tov tpoémo avtd o acBevig eotidlel oto TPoPANUOTA TOV KOl OE €Keiva Tal
{nmuata Tov Bempel onuavtikd yio v Kotdotaor tov. AAAG 0 StoapecorafnTicog pOAOg
g kowdtnTag dev meplopiletor oe TeVIKd {nTnuato opydvmong e TANpoeopiag Kot

1EPAPYNONGS TOV AVOYKDV.

“This will be an interesting document. I plan to look for it tomorrow and potentially

discuss it with my at my next appointment in November..."”

Avtifeto. mpooeéper Ta  emoTnUOVIKA dgdopéva mov  givol amopaitnTa Yoo vo
TPoETONAGOLY ToV achevr| yi v emkeipevn cuvavinon. O evdvvapopévog actevig
OLOLOPPMOVEL ATTOYN M OTTO10L TTPOEPYETOL OO TNV TPOGPACT) GTNV EMIGTNHOVIKT] YVAOGT KO
tekunpioon. H ocuvnng mabntikn otdon tov acbevav évavilt oty tatpiky] avbevtio
dlpopomoteital, oG Kot 10 opvnTikd 160l0uylo otov €EovolaoTikd {uyd TG YVOONG
powaer mAéov va wooppomel oe Eva GAAo (gyyvtepo tov acbevn) eminedo. 'Etol o acBevnic
umopel va epmté avTtd MOV Bepel CNUAVTIKO Yoo TIC OVAYKEG TOV, Umopel akOuUn vo
dwpovel kol vo ekepalel ovorytd TV Amoyn Tov, TAPoLGSLAlOVTAG «OTOTNTECH

TANPOPOpPiEg TIC omoieg EAafe amd TV KOwvoTNTO.

“My own doctor made a gloomy face, after I quoted some upbeat information about

vent/quality-of-life from PLM”
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AMGA QUOIKA 0 Y1TPOG TOV GLYKEKPLUEVOL TOPAOEYIATOS (OO Kol Ol TEPICGOTEPOL
eEAALOV) dev PAETOLY e KOAO HATL, TOVTN TNV TPOCTADEID YEPAPETNONG TOV AGHEVOV.
‘Etor ov aocBeveic avaykdlovior vo ovamtOEOVV  GUYKEKPUUEVEG TOKTIKEG Yo V.
OlOYEPIOTOVY TNV EUTAOKT. AV M avo@popd 6T0 YVOOTIKO emimedo (pe v emikAnon
EMOTNUOVIKOV TEKUNPI®V) 0ev €lval apket dote vo PeTaPfAndel n wtpikn dmwoymn, ot

acbeveic cLyVA TPOGPEHYOLV GTO GLVALGOHNUATIKO EMLYEIPNUO OC Lo TPOSTAOELD £VTAOTG

mg mieong.

“I encourage anyone whose doctor will not prescribe Lithium to find one who will. I told
my | have three daughters to live for, and that Lithium offers hope. When all else fails, put
the guilt trip on them. They're not the ones living with this horrible disease. Don't give

up/ 2

H ypnon ya mapddetypa tov Aibov ot Oepaneio tov ALS 29 NpPe o¢ amotéAecpo oG
KAMvikng dokyung v omoia oxediace n dw n koot ta. H ypron tov Aibov Eekivnoe
amd pa pkpn Itadkn| peiétn, n omola Opmg elye mOALL peBodoloyud TpoPAnpata Kot
€ywve avtikeilevo o@odpng KPITkNg amd 10 GUVOAO NG EMGTNUOVIKNG kowvotntag. H
EMPVAOKTIKOTNTO EMOUEVOS TAOV YWOTPOV YL TN YPNON OLTNAG NG ovciag MTov
avapevopevn (Kot 0TS €K TOV VOTEPWOV AmOdElONKe, cwOTH), OT®G EVILTMGLOKN VINPEE
N SLVOIKOTNTO KoL 1 ETUOVH UE TNV omola To PEAN TG KOWOTNTOG OEKOIKNOAY  TO

Oaimpe TOVg GTNV EATO.

“Kenny 1, just this past tuesday, got my to Write me a script for lithium . Don't take no for

an answer. If yours won't, find one that will.”

Ki &d® o¢uowd o emkovpwkds pohoc g kowdtmrag vaNnpEe KOTOALTIKOG OTN|
cuvalcOnuatiky opiEn Tov aclevav mov eiyav SLGKOAEG va YIVOuV O EVEPYNTIKOL GTN

GY£0T) TOVG LE TOVG Y1 TPOVC.

29 IIpdxetton yio @OPUAKELTIKN 0VGI0 TOVL ¥PNOYOTOIEITAL Yio T pOOLIGN TOL GUVAIGHNLOTOG GTN JITOAMKN

ovvarsOnpatikn dotapayn.
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“I am not on any trial per se, just recording data on PLM. I went to my and just said
prescribe Lithium to me! My FVC is 41%2525 and | will try anything that might work. |
provided my doc with the Italian study. Now ... hanging tough and taking Lithium until
the next "new drug announcement " is made. Aleta all we can do is "Never give up”, go to

your GP if the says "no", that's not an answer...”

[Mopoatnpodpe e TOV TPOTO QWTO TNV OVOTPOT TNG TOPAOOGLOKNG EE0VCLUGTIKNG GYECNG
YTPOV-060EVONE TPOG £VAL GYNLLOL TTLO GVVEPYATIKO, GTO 0010 0 Y1aTPOG KATEYEL o OEom
ovuoviov Uyaiag30 ToV omoiov N fovAnom eivar PLGIKA oNUAVTIKN (®G E10NUOVA) OAAYL OE
Ko TePImT®on SECUEVTIKN Yol TIG TEMKES amopdoels. H emBount ékPoaon pmopet va
TePAOUPAveEL THV GLVATOPOGCT), OOV YLOTPOG Kol 0GOEVNG GUVIIOAEYOVTAL YloL 1oL OTO
KOWOU amOQacT TPOS OPEAOG NG GYEONG TOVS, 1 U0 TPOOTAOE LETACTPOPNG LILOG
eMUUEVS WTpKng amogaons. Avtd 1o debtepo oynuoe potdler va vreptepel oTIg
AVOPOPEG TOV 0oOeVDV. LTIG TEPMMTMGELS O€ TOV 1) SLOTPAYUATEVST OV EXEL AMOTEAEGHLAL,
N teMKN amdPacn TepvAeL ota xEPla Tov acBevr|. Q¢ amotélecua TG PNENS TOV GYECEDV
Umopel vaL EYOVLLE, Un COUUOPPWTN TPOS TIC LOTPIKES 00NYIES, olLayn yLaTpod N o€ (AKPOiES)

TEPMTOGELS oVVE LGN THS Ogpameiag ywpig yLatpo.

“Dave, your post says it all when a so called specialist needs to refer patients to you for
advice and answers it shows what a waste of time they are. We visit a every 3 months, the
visit usually lasts 10 mins costs $100 and yields nothing but hmms and ums, we are going

to end this donation.”

H tehikn andpaon tov (akndeUOVELTOV amd TNV WITPIKN ToPovsia) achevr, umopel va
elvar TPoidV EPEVVOC KOl «EMGTNUOVIKNG» OLOAEKTIKNG LE TO AAAD LEAT TNG KOWVOTNTOG M

VO OVOLPEPETAL EV TELEL GE YEVIKEG CUVIGTAOGEG OTMG TO GALL 1| TO TVELLLAL.

“Hello everyone, my told me about rilutek a couple of weeks ago. and said it would be very

expensive. about $800 a month. i had already did some research on it and have decided

%0 Meta&d d@iov sopBoviov vysiag 6mmg o MME kot to Stadikto.
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not to take it. i have no insurance, but could be approved for it. my system does not
respond well to drugs. i listen to my body/spirit and it says stay away from it. but i am only
speaking for myself and not for others. and prolonging my life for 3 months does not entice

me to even try it.”

[Tapdtt VEAPYOLY OPKETEC KOt 101ATEPA SVVAUIKEG POVEC TOV TPOTEIVOLV PLLOCTOCTIKEG
Aoelg ot dlayeipion TV oxEGE®MV e TOVG YLOTPoVS, 01 TEPIocOHTEPOL aohevels qaiveTal
¢ Bo Moy avomompuévor amd  €va KoOADTEPO eMimedo emKowvmviag pHe to PEAN TNg
BepamevTikng Tovg opAdas. Q6TOGO 1 TAPOVLSH EPELVA, OGO KOl OALEG AVEKOOTOAOYIKEG
avaQopEg 6to TapeABOV, Exovv avadeifel  po W00iTEPO SNUOPIAN ATOYT UETOED TMOV
peAmv g kowvotntag. H dmoyn avt mpokpivel tnv adiayn yatpov (1) tv amdAvor Ommg
YPAPOLY YOPOKINPICTIKA), CTNV TEPIMTO®ON 7OV OV VIAPYEL CLUUOPPOCN TPOS TIG

OTTOLTHGELS TOVG,.

“...if you are not satisfied with your , fire him i did mine...”

“What type of doctor are you going to ? You need a Neurolologist that knows about ALS. A
good Primary Doc would refer you to a and MDA ! If not what | would do is change

Doctos. It's your and your right to have the type of medical care you want and need”

Elvar evplOtepa amodextd Ot dev vmapyet dueon ovoyétion petald otdong kot
GUUTEPIPOPAS VOGS aTOHOV. ATd TNV GAAN VIdpyEL LOVO pio TocoTikh épevva. v Wicks
etal (2010), mov diepevvad 10 epdTMUO. KOTA TOcO Ol acbevelg dAlaav yaTpd ©C
OTOTEAECHO TNG GULUUETOYNG TOLG oty kowotnta. I[lapott apkerd epotruato Ha
umopovoav vo eyepbovv yuu NV 580\/10103/1’0531 NG OULYKEKPIUEVNG EPELVOG, TO
amoteAéopato tng ostyvouv Ot HOVO €va HkpOd mocooTd aclevov (mepimov 8%) teAikd

dAL0EE YIOTPO G OMOTEAEGLOL TNG EXPPONS TOV OGKNONKE TAVE® TOVG OO TNV KOWVOTNTO.

o €PEVVNTEG £YOVV £LUGON VTOAANAIKY GYEOT e TNV eTAPEiD TOM OO TNV KOWOTNTA, EVAD EMKEQPOANG
™G €épevvag givan o P.Wicks, 13putig g kowvotntog.
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51 O dfovag Tng agiag TNG E€mMKPATOUOOG  EMIOTNHOVIKAG  YvWoONng
(xa@eoTnKUia TAEN TTPAYMATWY), O AVTIOINOTOAN HE TNV avdduon £vog Véou

1 EVOAAOKTIKOU AGyou yia Ta TTpdyHaTa.

H o&la mov o1 aoBeveig g KovoTTOG 0modidovV 6TV EMGTNUOVIKY YvOon avadelyOnke
og M emKparovoo petafint) otov mopamdve dEova. Ilapdtt vrapyovv cmopadiKeg
avaQopég o 1aTpikés Hebddovg mov dev gival Kowd amodeKTEG amd TNV KAAGGIKY AVTIKN
wTpikn (oMoTkég Oepameieg, TVELUATIOUOG, OUHOOMAONTIKA KAT) OEV UTOPOLV Vv
ovykpllobV pe TV gupvtatn omodoyn g oiag g tekunpwpuévng (evidence based)
EMGTNUOVIKNG YVAOONS. YTAPYOLUV PUGIKE TOAAEG OVAPOPESG GE TEPAUATIKES TEYVIKES M|
puebddovg mov Ppiokoviar 6€ oTAd KAVIKOV dOKIU®V 1 akOun Ko o€ Ogpameieg mov
apgofnrovvio (Bepaneia pe PAactokvTTOPO, VAATPEEOVN KAT) 0AAG GE KOpLd TEPinTmON
TOVTEG O1 OVAPOPES OEV GLVIGTOVV £VaL OLOPOPETIKO 1) EVOALUKTIKO AOYO GE GYECT UE TNV
TAPOOOCLOKTY EMGTHUN, LO1ALoVvV TEPIGGOTEPO VA gival 1 TPOPOAT TNG avAyKNG Yo EATTion

HEGO OTO GTEVA XPOVIKA TEPIB®PL TOL APNVEL 1] VOGOG.
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. v InstantMe
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hand has
me feel anxious

Ewova 5: To ocvotnpuo sikovikomoinong tng kowdtnros. Ilapatnpiote mave oprotepd, TV Yyneok)
avorapdoTac) Tov 060evovg GAONATOS Kol TG (OVES AELTOVPYIKOTNTAS OV OVOTUPLGTOVVTUL NE OLUPOPETIKA

APOROTO.

Ot amhoikoi emotiuoveg (naive scientists) g kowdmrog PLM ompilovv v aélomotia
Kol TNV gykvpdmTa TG yvoong mov  dwyepilovrar otig pebodoroyieg kol TIg

EMOTNUOVIKEG Bewpiegc g emikpatovoog (dominant) watpikng emomung. Ta péoa
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EIKOVIKOTTOINONG NG TANPOQOPIaG oL YPNOYLOTOoVVTOL omtd TV GAAN, PBpickovion g
TANPN COUTVOLOL LE TO UNYOVIOTIKO 10TPIKO HOVIEAO TTOL OVOTTAPIGTO TO GOUO O EVO
oLVOAO amd eml PHEPOVS EEXMPIOTEG KOl SLOKPITEG Aettovpyieg, TN dwoyeipton TV omoiwv
&yovv avordapetl ot €01kol. ATO TV Gmoyn aVTN 0 EMGTNUOVIKOG AOYOS OV TTaPAYEL Kot
avamopiyel 32 n kowdtto PLM  dev amotedel mopd  piol ynelokyn ovoKoTooKEDT TOL

Kupiapyov 1TptkoH Adyov.

‘Evag amd Toug mpoTapylkong 6KOTOVG TNG EMGTHUNG €lval 1 Katdppiyn tov pobov Tov

€xovv epevpebet (Per se) yio va epunveLTOHV TA POIVOUEVE TTOV oG TEPBAALOVY.

“Great work, Alley! Another study debunking the myth that resistive exercise leads to
faster progression. | wonder why still advise against exercise? Has anyone found a study
indicating that exercise is counter productive for ALS patients? Makes me wonder where
the ... the need for a comprehensive reference manual for the newly diagnosed ALS patient
so that they can quickly get off on the right foot without the getting in the way of progress.
John.”

Kot y1o va katappiptovv ot pobot, 1 emoTN 0QEiAeL va ¥pNoYLOToceL epyaieio Tov Oa
UTOPOLV va. EEYMPIGOLV Tt €6TI Ko TL Oyl emoTnpovikn Tapadoyn. [Tapadeiypato tétolmv
peBodoroyikav epyoreimv amoteAOVV Ol OWTAES TLQAEG pské‘rag‘o’?’ Kot 1 Pértiotn
avristoiynen (optimal matching).** H mepionun trouch pehémn yia m xprion tov Atdiov
ot Bepanein Tov ALS, &iye ovotuymdg onuavtikd pebodoroyikd eiieippotoa. Avti M
napatnpnon oc kébe mepintwon 0€ter oe coPapn apeoPfntnon v eyKvpOHTNTA TOV

OTOTEAECUATOV.

2 H nopoyoyr Kol avomopaymyT TV ETIGTILHOVIKOD AGY0U amd TV KOWOTHTA avapéPETaL GE 300

dradkaoieg Tov apopovV Ta SLOPOPETIKA emineda ovdAvoNG TG SOUNG TG (0PYAVAOTIKO Kol 0VAOVTIKO)
kot oto omoia. Oo avoaeepBodpe mapakdte. ITavimg ot 6v0 dradikacies eivat AAANAETISPUCTIKES KoL OE
Koo Pabud cvoyeTilOUEVEG.
% M£008oc emoTHoVIKAG £pevvag otV omoia 00Te T0 VIToKelneVo aAAE 00TE 0 peLVNTAC YVopPiiovy
TO101 AVIKOVV GTNV TEPOLOTIKY GLUVONKTN KoL 0101 6T GVVONKN EAEYYOV, AVTIGTOTYO.

34 , It I3 , /. ’. ’
2TaTIoTIKN S1001KAGT0 KOVOVIKOTOINGNG LETOED dVO TEPAUATIKOV OUAS®OV.
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“...the study was not single-blinded as is standard defined at different sites: The second
point addresses the topic of essentially whether there was stratification or optimal
matching. One point that | have seen made from is that the claims on the patient
population used to compose the trial used seem unrealistic: > 3 years post-diagnosis with

>

minimal progression in clinical scores would certainly be a fairly rare ALS situation.’

Lo Sort patients by: | Last update  [v] < 1 [2][3][4][5] - [111][112] Next»
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Ewova 6: Ta egeghypéva gpyodeio dwayeipiong g PLM. Xpnoypomoldvtog ta (EIPLOTIPLO. 6TO apLeTEPd pépog o

ALS: 5 yrs Spnngow!ue ALS.. v Show 2 more

| [SaFollow| | Message
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Status Any

ac0eviic pmopei va. uitpaper o omoteriopato. Ed® cuykekpiyuéva to amoteLEopaTa dEiVoUY TOVG 06eveic Tov

Taoyovv ©g 3 YPovia Kot £xovv 1oAY Baprd KAVIKY EKOVA.

AAMG 0 €101KOC-060gVIG OV apKELTOL GE OmTAT TAPADEST] TOV EPEVVITIKAOV OEOOUEVAOV TNG
£pevuvog % ovte Kkav oV mapdBecm g KPITIKNG oL €yl aokNOel, TPOYWPAEL aKOUN
TOPOATEPO Y10, VO CLUTEPAVEL OTL «...T0 deiyua T00 TANOLOUOD THS Epevvog eivar un
PEOALTTIKO, >3 ypOvVIO. UETG TNV OIGYVWON UHE UNOEVIKY TPO0oo Oo. Tpemel uo. €ivor uio
eloupetie, omavia mepimtwon ALSy. O cvykekpiuévog acBevig pumopel moAd gvkolo
(xpnoponmowdvrog ta eEglypéva epyaieion TOL TPOGEEPEL M KOtvérnra)36 va Ogl OTL TO
péco mpogik tov acbev mov macyel and ALS yo mepiocdtepo and 3 ypdvio, améyet

TOPAGAYYOS amd To 0ed0UEVA TOV aoHevdV TOL delypaTog TG 1TOAMKNG pHeAétne. Me tov

% Kt tétowo 0o pmopovoe va Ppedei kat pe o amh avalfTnon oto Sadiktvo.

% T mopaderypa tov deiktn FRS (Factional Rate Scale) o omofog extyud 1o Padud eEEMENG TG vOooL , 1)

to FVC (Forced Viral Capacity) mov gival Agitovpyikdg deiktng exTipnong tng Asttovpyiog Twv
TVELLOV@V.
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TPOTO ALTO 1M KOWVOTNTO JEV AEITOVPYEL MG Eva TAONTIKO KAVAAL PONG TANPOPOPL®V, GAAG
avtifeto PIATPAPEL TNV E1GEPYOUEVT] TANPOPOPIN, TPOPOLVEL GE GUYKPITIKY Tapadeon TV
dedopévev, oAAG kol e£AyEl GLUTEPAGLOTO GYETIKO LE TNV EMGTNUOVIKY oKpifeia Twv
nopopdtov. Ot acbeveic—edikol  avoropBdvouv ™ ovykévipoon (tng ddyvng Kot
YOOTIKNG) YVAOONG TOV OdIKTOOV, OAAL TOVTOYPOVOA TTPOPaivovy Kol OTIS OmOPOLTTES
EPUNVEIEC, MOTE VO KATOOTEL M TEAELTAlN 7O QIAIKY] TPOg Tov adon (1 Tov AyoTEPO

€101K0) asbevn TG KowdTNTAG.

“...double blind trials are ridiculous. agree with all the points raised by other like minded
contributors. although one aspect of placebo that hasn't been mentioned is the role they

might play in identifying a detrimental effect of a trial drug...”

210 mAoiclo AOWMmAV TNG OVOTTUGGOUEVNG TOAEMKNG €vo TANBOC emiyelpnpoTo Kot
avtemyepnuoTa  emotpatevoviol. o mopddsypo evd o mponyovpevos acBevnig
yopoktnpilel yeloleg Tic OmMAEG TLQAEC HEAETEG, €vaG GAAOG ETLXEPMUATOAOYEL Yoo T

XPNOWOTNTA TV OUAdOV EAEYYOV.

“This presents an interesting conflict. 1 firmly believe in the necessity for placebo-
controlled trials. Without them, given the variability in rates of progression, symptoms,
and so forth, definitive results cannot be obtained in any other way. The exception might
be if the proposed treatment produced immediate, dramatic effects on the disease

’

progression but no discernible negative side effects.’

Yrapyer tAn0oc avoapopdv o emotnuovikd dpbpa, Epguveg ko pedéteg Yopw ar 1o ALS
KaBMOG Kol yvOUEG Ol KPITIkEG Tov ekteivovTon amd kabnuepivd mpofAnuata (dnwg M
QVTILETOMION TOV TOVOL) Kot @Tavouy og eEgdtkevpéva Bépata Ommg o pPOAOG NG

oepotovivnc®’ ot pvduion Tev cuvonsdnudtmv, § o porog e IGF-1.%8

3 Baowdg vevpodioPipactiic Tov Kevipikot Nevptikoh ZuoThparoc.

% Oppovn pe onuavtikn avaforn Spaon.
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“I need to repeat again the reason that you won't get a giving it the thumbs up is because
there is no evidence either way. To say that IGF -1 has been inefficient does not hold as a
reason to doubt the efficiency of Iplex . There are many reasons why IGF-1 on it's own is

deemed inefficient.”

H yvoon mg emotmpovikng pebodoroyiog umopel guoikd va enektabel am’ 10 Kabapd
fewpntikd eminedo oe Mo mpokTKG OBéuato, OMOC Yoo TOPAOEYHO OTNV  EMAOYN

GUUUETOYNG HETOEL OVO KAVIKADV SOKILDV.

“The Dutch ALS Centre continues to do their Lithium trial. Their study is slightly different
from the Canadian trial. The Dutch ppl are looking if time of survival in the two groups
(placebo vs Lithium) is different. In Canada the ppl were looking in differences of FRS and
FVC. So, because | made the commitment to participate in the trial will stay in the Dutch

trial. Next week is my appointment. If there is more news, I will post.”

Q¢ amoTéAeCO TNG EPELVOG YOP® OO TNV EMGTNLOVIKT] YVAOGCT KO TIG EVIUEPMONG YOl TIG
ovyypoves eEeliéelc, o acBevng stvan TAéov o€ BE0M vl AoKNOEL KPLTIKT OTIS evEpYeEleg (M)

TIG TOPaAElYES) NG BEPATELTIKNG TOV OUADAC.

“I know of its importance but did not realize that WE OFTEN HAVE ELEVATED
LEVELS OF SELENIUM . Somehow | missed this in all the endless hours of reading | do
searching for information about ALS. What puzzles me more than anything is that my and
his team, who are supposed to be some of the best, do not check for this type of information
and if they do they do not say anything about it. My diet is rich in foods that have high

levels of Selenium, nuts, salmon , Gulf.”

AAAG Oev mepropiletal oTov madNTIKO POLO TOL StopapTLPOUEVOL. AVTIOETOC avayveopilet
YL TOV €00UTO TOL TO WHEPIdO0 7OV avoAoyel oamd TG «ovvolkég gvBovegy. O
EVOLVOU®UEVOC acBEVIC 0V EXEL LOVO SIKOLMUOTO ATEVOVTL GTOVS YIOTPOVS, £XEL KOl TN

Baoikn evBHvN Yo TV TpoaywYN TS VYELOG TOL.
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Yvvoyilovtoc Bo Aéyape 0Tt 1) Kowwotnto eELINPETEL TOALATALS AVAYKES TOV LEADV TNG
1060 GTO CLVOLGHNUATIKO OGO GTO EMIKOVOVIOKO Kol TO YVOOTIKO emimedo. Koatapydc
LETAPEPEL PEGO OO TO. EMKOWMOVIOKAE OiKTLO TG TOGO TNV EMIGTNUOVIKY] OGO Kot
EUTMEPIKT  YVOON TOV HEADV, VA TAVTOYPOVO TPOCOEPEL GLUPOVAEG OAAG Ko
ocuvalcOnuoatiky otpiEn ota véa UEAN. Tovtoypova o€ éva 10€0A0yKO eminedo
avOAOUPAVEL TN GUUTVKVMOOT KOl TNV «EKACIKELCT TNG, TPOGPEPOVTOS AVOTUPUCTACELS
g €vvolag g aobévelag. Me tov Tpdmo avTd GUUUETEXEL EVEPYE OTNV KOTOOKEVLT TNG
TOVTOTNTOAG TOV OCOEVI] TPOGPEPOVTOS TIC amapaitnTeg €vvoleg, To.  pHeyédn ovykpiong

(ovotnua Kavovikomoinong), aAAd Kot TIg EUTEPieS TOV GAADV LEADV.

“...its the people (with ALS and CALS) that have improved. They've learned that when a
tells them that they have 2-5 yrs to live that it is not true because we have options now. We

learn from each other now.”

Agv givon Alyeg ov @opéc mov m Kowodtnto yivetow odnydg Yoo T ANYN ONUOVIIKOV
BepanevTikdVv amoedcemv kabmg avarappdvel Sopecorafntikd polo OTIC GYECELS TOL

acOevn| pe ta pPéEAN g BEPamEVTIKNG OUAdAC.

“My cramping and spasticity are continual and when | asked one about quinine and
baclofen , he said he didn't care to prescribe them because of potential side effects. So, |
take nothing and endure the muscle business. With some of the experiences posted on this

thread, it looks like I'll continue to stay away from baclofen, at least.”

Eviote dg, pmopet va Asttovpynoet og devTepT (€101KN) YVOUN Yo OVGKOAN dLOyVOOTIKA

{nmpota.

“Thank you all soooo much. Sometimes the line between intelligence and desperation gets
blurred. Deep down | guess | knew the dx is correct but things just didn't fit to a normal dx
that | just had to continue looking. It's funny before I thought about sending our info to
another neuro (for yet another slap in the face), I thought of asking here because all the

best info I have ever got has come from this site...”
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Ev xoataxAeidr n mpotpomn evdg acBevig mpog to GAAe péEAN TG KowdtnTog ivot
vouilovpe yopoaktploTiky|, «Ilpiv mote oto y1aTpo 1 170 PLOL0OEPaTEVTH GOG, KOITOLTE TIG
wAnpopopics s kowvotntas. Oa Ppeite Aboeic amd ovTolS TOL TPAYUOTIKG — EYOVV TIG

OTOVTHOEICH.
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5.2 O dafovag Twv OTACEWV TWV AacBevwyv €vavTl TwWV YIATPWV KAl TwWV

I0TPIKWYV TTPAKTIKWV.

H pedétn 1ov 6tdoenv> 1ov achevdy yio Toug y1orpoig (ARG KOt TG 10TPIKES TPOKTIKES)
aQopd TIG eumelpieg mov ol acbevelg éxovv amoktoel amd TV GLYv) TP TOVE UE Ta
UEAN ¢ BepomenTIKN TOVG oudéag.40 O d&ovag dwpBpdvetar otn Pacn Tov dimOAOV TOL
ot po dxpn mepLapPavel TIC apvNTIKEG AOYELS Y10, TOVG YIOTPOLG Kol TNV GAAN TIC
feTikég. Xe m0GoTIKOVS OPOVE, Ol ATOYELS TEIVOVV VO GUYKEVIPMOVOVTOL TPOG TOV APV TIKO
TOA0, aAAG o€ KaOe epinTon VIAPYOLV Ko TOAAEG amOWELS oL eivan BeTcéc. Tt Pdon
TOV TOPATAV® 1 ovaivon pog o emkevipmbel oty Kpitikn oTdon TV acevav Evavtt
GTOVG YTPOVS, €vdd Oo emEPCOVUE TN OKLOYPAENOT TOL TPOPIA TOov €mBuLUNTOD
YWITPOU OTMG TEPLYPAPETOL OO TO YOPOKTINPIOTIKA TOL Ol acBeVEl EKTILOVV GTOLG

Y1TPOVS TOVG, ALY KOL TO YOPUKTNPLOTIKE OVTIGTOLYO TOV TEPLYPAPOVV MG OPVITIKAL.

H avdivon avédeie tpeig onuovtikég pnetafAntég otig 6Tdoelg Tov acbevov, avesdptnto
av ol televtaieg sivor Oetikd M apvnTikd Stokeipeveg Evavtt Tov yatpav. H mph etvon
YVoOoTikng Tdéemg kot Tepthoufavel emayyeluatikd yopakmpiotikd (professionalism), n
dgutepn  ovvoucOnuatikng Kot B pmopovce va cvvoyilcBel oty évvoln NG
gveuvolsONTiKig Katavoneng (empathy), eved n televtaio avayetol oto eminedo TG

EMKOVOVIOG KoL ATOTEAEL TOV GLVOVAGHO TV SVO TPOTNYOVUEVDV.

“They have all been extremely knowledgeable and compassionate in their care.”

H extiunon mov ot acBeveig delyvovv oty yvaon o€ Ba umopovce mopd vo avtovakAdTon

GTOV TPOTO OV GKLOYPAPOVV ToV “KaAd” ywotpo. 'Etol to emomuovikd vroPabpd, m

¥ H GTAoT Elval L0 TOATOPAYOVTIKT] £VVOLd KL ETOUEVMG 1] KaTaypapn g Oa amattovoes T xpnon

epOTNHOTOA0YIOV. OTaV AvOQEPOLACTE OTNV GTAGT EVVOOVLLE Lol ATOYT 1} Lo YVOUN 1) OToio. VTOVOEl
Kot pee pnTi i Appntn Tpodidfeon yuo Spdon.

40 . . . , , . , . , , ,
Ot avopopéc eMOPEVMG £IVOL KOTA TEKUTPLO PLOMATIKEG VO Oal TPETEL VL OTLELOGOVUE OTL GLVIBWG

€lvat Kol ETOVVLES, O TNV ATOWYT OTL AVOPEPOVTOL GE OVOLOTO YIOTPAOV, KAMVIKOV KAT. Agv Aeimovv
QUOIK( KoL AITOYELG TTOV AVTOVOKAODY GE YEVIKEVUEVEG TTEMOLONGELG TTOV ALPOPOLY TNV EVPVTEPT
EMOYYEMLATIKT OAOOL.
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gvepyn evoaoyoinon pe to ALS kot dwitepa oty katevBovon g €pevvog

AVAOEIKVOOVTOL Ol CT|ULOVTIKOTEPOL TOPAYOVTEG.

“He is a wonderful doctor! He never rushes through your appointment, is current with
everything going on in the world of ALS, has an extensive background dedicated to ALS

and is activity involved with the research aspect of the disease.”

To ovGLOGTIKO TOV KVPLOPYEL OTO. GYETIKA POSES eivor PuoIKd To e1dikds (expert), evd
GAA0. TPOGAIOPIOTIKA OVolaoTIKG givorl To edfuovas (knowledgeable), exidééioc (skilled)
Kot avayvopiouévog (recognized). Ot wavotnteg kot ot 0e&10TNTeC TOL  YlUTPO,
AmOTELECUO TNG GKANPNG EKTAIOEVONG TOV, 1| EVEPYN EUTAOKIN TOL £PELVA OAAG Kot M
€€eldikevon TOV OMOTEAOLV TO YOPOUKTINPICTIKA TO OOl O€ YVOOTIKO TOLAGYIGTOV

eninedo, Eeympilovv Tov aploto emayyeipatio.

Ao ocuvarsOnpatikng topa dmoyng ot aoBevelg EKTILOVY 1010UTEPO TOVG YITPOVG TTOV
elvan ovumovetixoi (compassionate). Ztnv 10avikn mepintmon o yotpog Ba pmopovoe va
elvat amd v €vvola avTr| EWNUOVOG KOl GOUTOVETIKOS. AKOUN 1010iTEPN oNUaGio OmoKTA
N wKavdTTe. TOL YTPOL Vo aKOVEL OVT Tov ToLv Aéel 0 acbBevig KoBMG kol 1M
vevvaodmpio 6to ¥povo mov pmopel vo tov dabécel. Aev TPEMEL VoL ANGHOVOVUE OTL Ol
acBeveic Provovy odvvnpd cuvarcOnuota ®¢ amotélecpo TG Kanpepvng néyng pe tmyv
acBévewn. o 1oV MEPIGGOTEPOLG AMd AVTOVG 1 GLVOICONUOTIKY KATOVONGT KOl M
ompEn mov Aapfdavovv amd Tovg YTpPoLg Tovg, £ivarl mBavd ££icov oNUAVTIKY e TV
wTpikn  emdesomra. Extipovv waitepa ) ocvvousOnpatikn emagn oAAd kor v
gukpivela and pépouvg tov wkav. I'vopilovv dpiota ™ Papdtatn tpdyvmon tov ALS

aALd @LoIKA dev avéyovTon va Toug Balovy nuepounvia AnEne.

“My did not tell me the usual 2-5 years. He told me about his patients that had lived a long
life and were still living. He told me that he expected me to be slow progressing and live a
long life. He also told me there were no guarantees but that was his hope for me. | was still

’

freaked but not feeling like I had an expiration date either.’
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H kol dampocwmikn emapn enopévmg a&toloyeitan iaitepa Oetikd an’ tovg acbeveis.
Ot AéEe1g mov cLVNBWE ¥PNGIULOTOLOVV Y10 VAL TEPTYPAYOVV TOVS GLYKEKPIUEVOVS YLOTPOVG
elvay, Betikog KO VTOOTHPIKTIKOG, QIAIKOG, WE koAl aioOnon tov yroduop, oAAG Kol

TAVTOYPOVO, EILIKPIVHS KOL EDODS OTIG SAUTPOCMTIKEG TOV GYEGELS.

“I go to the clinic...every 3m To see the , respiratory therapist, nutritionist, occupational
therapist, physical therapist, speech therapist, registered nurse, social worker and the
ALSA rep. Every one of them is supportive and positive. The doctor prescribes whatever
meds or equipment | need (or want) and everyone else sees to making me as comfortable

as possible without being unrealistic.”

H evovvaioOntikn xatovonon amd PEPOLS TOV YIOUTPMV EVVOEL IO QTN TNV GTOYN TNV
emkowvovia pe tov acbevi] o omolog Ppiokdupevog oe éva mepifaiiov Omov yivetan

AmodEKTOC UOPEl EVKOAOTEPQ VO EKPPACEL TIG AVAYKEG TOV.

“We drive 100 miles to get there and at our appointment time I am called back and put in
a room, and everyone comes to me. There is never a dull moment and they attend to needs
I didn't even know | had. Everyone spends as much time as you need. No one rushes you

through...”

210 gmKowvwviokd enimedo, ot acbevelg Bewpovv 611 M wtpky avbevtio Bo mpémetr va
cuovovaletar pe v (eotn ovvocHnuoTiky oTtdon amévavil 6Tl wwitepeg (oAAL
PEOMOTIKEG) aVAYKEG TOVG, Mote va onpovpyndel éva kohd kAipo to omoio pmopel va
VREPVIKNOEL (L€ TN OGLVOPOUN TNG TEYVOAOYIOG) OKOUN KOl TOVG EMKOWVMOVIOKOVG

TePLOPIoponG Tov BEtel ) vosoc.

“Her name is... She is an ALS specialist at... she is not arrogant. She listens and is
genuinely concerned. | cannot speak due to this disease, so she told me I could email her.
She is always prompt in answering my emails when | have questions. Dr. Nist is an A+ in

my book...”
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Ta kprtipla Tov o1 acHEVEIC ¥PNOYLOTOOVY At TNV GAAT, Y10 VO GTIYHOTICOUV OpVITIKA
KATOLOV Y1aTpd M [ 10TPIKN TPOKTIKY TOTOOETOOVTOL KOTA TEKUMPLO AVTIGTPOPA O TOL
Kputipla. Tov tov yapoktnpifovv Betikd. Ki edd n yvoon kot 1 e&gdikevon yopo® am To
ALS avadewvdetor g 1 kopveaio petafAnty. Zuykekpuéva glvar | éldetyn yvaons Kot
eetoikevons mov ot acBevelg avagEPOVy ®C TOV O ONUOVTIKO TOPAYOVIO YL TNV

OPVNTIKN KPLTIKY.

“If my experience is typical very few healthcare workers know diddly squat about ALS.”

“...the problem with neuro doctors is they only know what they read in books about

ALS...”

Ot ywtpol dev E€povv moAdd mpaypata yio to ALS 1 yio va elpacte axpiéotepor dev
yvopilouv tinote mépa amd avtd mov tovg pobaivel n tomikn [avemompokn popewon

TOVG,.

“I routinely put it on my list of worsening symptoms every time I go to the clinic, and every
time, my neuro shrugs and says, "Not ALS related.” My own theory is that this is
conventional wisdom and simply ignore many patients' experiences because it doesn't fit
their preconceived ideas. Of course, deteriorating vision could be a result of overall ill

health, but double vision? Anyway, I hope this is a clue and something comes out of it.”

Zav mbavi oTio TOL EOLVOUEVOD AVAPEPETAL TO TUTIKO 0ITPIKO EKTALOEVLTIKO TAOIGLO TOV
onuovpyel  TPOHTAPYOVGES 10€€C 01 Omoleg dgv O&YOvVTAL TIG HapTLPIES TOV acOeVAV.
EvoAloxtikég e€nynoeic mepthapfdvouy v amovcio vOl0QEPOVTOS Yol Lo GTTAVIOL KOt
aviatn v0c0, TV TPOCHA®OT 0TI TPAKTIKEG cvpeova pe o Bipiio (by the book), o
WTPIKN TOKTIKN TPOGTAGING Evavtl 6Tl €vBHveEG OV TPOKHTTOLV A TNV AGKNGCN TOV

EMAYYEALATOG TOVC.

“If you're reading this, you're only a few keystrokes away from the front door to this vast

store of information, and you don't even have to go through Dave to get it! Most doctors
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know next to nothing about this research nor do they have much reason to take an interest

init. And I still haven't heard anyone say that their own is an exception to that rule.”

“...he would roll over in his grave if he saw what lawyers had done to medicine in this
country. Dr.'s are afraid to step out of the box.l think many of them would love to try new

things but they are limited...”

[Teprypdpovv de pe 1Wbwitepa GOPKOCTIKO TPOTO UTPIKEG TPOKTIKEG Ol omoieg &lvar
amoppolo. TG EAAEWYNG YVOONS Kol EVOOPEPOVIOS Omd HEPOVS TV Yotpmv. [
mapadetypa £vag acBeving amavtdel oV €pMTNOT], TOGOL VELPOAOYOL XpetdlovTat Yia Vo

Swoyvdsovy to ALS. M

“My answer is 8 neuros .one to find the textbook with ALS in it, one to dust it off, 1 to find

’

the right page, 2 to find the EMG machine and 3 to figure out where to put the needles...’

Onwg éyovpe avagépet Nom, ot acbevelg NTovv emTokTIKG 0md TOLS YLTPOvS Vo
aVOLYTOVV TN O1KT| TOVG PIOUOTIKY EUTEPIQ, VO 0KOVGOVVY TL £XOVV VO TOVG TOVV KOl VOl

vivouv To pryokivouvol oTig BEpamELTIKES AMOPAGELS TOVC.

Amo ocvvalcOnuotikng amoyewg topa ot acheveic otrypatiCovv Wwitepa 10 GTLYVO
EMAYYEALATIGHO KO T GLVOLGONUATIKY] OTOGTOGLOTTOINGT, 7OV AdLPOPEL Vi TIG EATIOES

Ko TG (6motEC) TPOGOOKiES TOVG.

“Kathy, so glad to hear a neuro will listen. First, [ would ask them to "listen” to what the
patient is telling them about the changes and symptoms their body is having. EMG's can be
perfect and still have ALS. Especially listen closely if it is a Familial ALS family as a
patient. Be open to hope and encourage a feeding tube and other options, do not just tell a
patient to go home and get their life in order with a 2-5 year death sentence. Believing you

can live and survive with ALS ..goes a long way”

41 . . st .
Mia voooc ov givar avTikeleviké SVGKOAN ot Stlyveon .

63



6. 2YZHTHZH

H Bacwmn vdBeon g épevvag amavtdraol Oetikd, n duvntiky kowodtta PLM mpowbei v

gvduvauwmon (empowerment) twv aclevav péca amd TV Tapoyn YVOoNS (ETICTNUOVIKNG

Kol eumeEPkng) Kot otNpiéng oto péAn tgc. IopdAinia m kKowdtto Kotaokevdlet

TPOYUOTIKOTNTES OGS KO TPOPEPEL TPOTOVG EPUNVEING QOVOREVOV (OTTg givor 1

acBéveln Kot 1 yvaon), oAAd Kot Kotevhouvel TiG OTAGELS TOV UEADV NG ( T Y10 TOVG

yYrtpovg). Me v viobétnon am v GAAN TS KPITIKNG 0TAoNS (AmEVaVTL 6T YVOGT dAAL

Kol TOug emayyeApotieg vyeiog) mpowbel v avtovounon tov achevovs, oAAG Kol T

onuovpyia evdég avtovopov Adyov yio To mpdypata. Ot Topamave  SLVOUIKES

GYNMOTOTOOVVTOL LEGQ OTTO:

Tn ovykévipwon TG YOOTIKNG KOl OUOTAPTNG EMGTNUOVIKNG YVOONG TOL
OL0OIKTOOV.

Tnv epunveio kor v €&nynon Qowvopéveov mov oAdg Ba ftav dvovonta
(exhoikevom g emoTUNG), N omoic. 0dNYEl 0 vl GUGTNLA OVATOPACTACEDY GE
oxéon e to Tt givar M acBéveln, oAAE KOl TOG CLYKPOTEITOL M TOLTOHTNTA TOL
acBevr).

Tnv (ynowkn) ovomapdotoon g eUnepiog Kot T ovykpltikn Bedpnon (t6co
£€VaVTL 0TO 10TOPIKO TOoL 1010V Tov aGBevoDc OGO Ko €vavil OTIS 1GTOPIEG TV
AL ®V), péoa amd €vo cLGTNHO KAVOVIKOTOINGoNG Tov Agttovpyel wg a&loloyntng
AL Kot ©G PLOUIGTNG TOV TPOGOOKIDV TV acBevav.*

Tnv avantoén evog ()W‘rw‘mﬂuw‘ru(m')43 AOYOL Y00 TO TPAYHOTO HEGO OO TNV
avadelEn G KPITIKNG OTAGNG EVOVTL TOV YIUTPAOV KOl TOV UTPIKOV TPUKTIKAOV,

OAAG KO TNV KOTOYN HEPOVG TOVAAYLIGTOV TG WULTPIKNG YVAOOTC.

42

43

TNarti o1 acBeveic cvp@ova pe v Bewpio Tng Kowvwvikig cOykpiorng (Festinger, 1954) avouéveta va
oLYKPBoVV pE GG0VG EYOVV KOWE YopakTNPLoTkd (NAkia Evapéng voGov, GLVOMKAIS ¥POVOG TOL
vooovv, nhkia, eOA0 KAT) xpnoiponoldvag Toug edkovg deikteg (FRS) otnv mpoondfeia va
a&10A0YNCOVY TIV TOPOVGO KATAGTAGT TOVS GAAA Kl Vo TPoPAEYOLV TNV TPOYVOGT THG VOGOV.

Onwg éxovpe MM avapépel 0 AdY0g TV 06OEVMOV 0LTOVOUEITAL, EV LEPEL TOVAIYIGTOV, 0T TOV 1OTPIKO
OAAG eV amoTEAEL KATL TO TPOYUOTIKA EVAALOKTIKG 1] VEO HI0G KOl KOTA BAon amoTelel avamapoymyn ToL
KupilopyoL 1A TPIKoD AOYOV.
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o  Tnv dnuiovpyia 10YLPOV SIKTVOV EMKOIVOVING KOl GLVOICONUOTIKAG OTNPLENGS.

Me 1ovg mapandve tpdmovg 1 kowvotnta PLM katackevalel Kot avokatackevdlel yvoon
N omoia eivanl 1660 eumelpiKy] 060 Kol emoTnpoviky. H avaketacskev] g yvoong
OVOPEPETOL OTIC EPEVVEG KOL TOL EMGTNLOVIKA ApOpa TOL TO LEAN TNG XPNOLOTOOVV Yo
v €ENYNoovV KOTOOTAGELS OV UETAPEPOVTOL HEGO OO TNV OVIOAANYT TOV EUTEPUDV.
ATO ™V GAAN 1 KOTOGKEVY] TNG YVOONG AVAPEPETAL TOCO OTN PLOUOTIKT YVOOT T®V
UEA®V OGO KOl EMICTNHOVIKN YVOOT 7oL eEAyeTon PECH OmO TIC OLTOVOUES KAWIKEG
OOKIHES  POPUOKEVTIKOV 0LGLOV (Ty AiB10), TN CLYYPOPN EMGTNUOVIKOV ApOpwv, oAAL

KOLL 1] TOPOYN OEOOUEVOV TOV AGHEVAOV G POPUAKEVTIKES ETALPELES KO EPEVVITIKE KEVTPAL.

Toa moAdmhoka (complex) kot &v TOALOIC  OvTIQOTIKG GTOKEID. TOV GLYKPOTOVV TNV
kowotnta PLM  dgv glvatl e0koAo va epunventovy oto TAaiclo TG KAUGGIKNG avAAVONG
tov Koptesiovod 8010u01’).44 Mo mapddetypa to opyoveTiKo LIOSEYHO TNG KOWOTNTOG
amotereitanr amd 0Vo Swukprrd, arAniooyetilopeva emineda, to omoio Ogv yivetan va
avaAvBovv Eeywplotd, oAAd ThvToTE HECH GTO TOADTAOKO TEYVO-KOWWOVIKO TEPPAAAOV
touG. Ta 600 emimeda TEPA O TO OTL EMPVAAGGOLVV Y10 TO. LEAN TOVG SLOPOPETIKES BECELG
o€ £€va SLVOUIKO £E0VGLOCTIKO GUGYETIGUO SUVAUE®V (LEAOC-O10YEPLOTNG), TAPAYOVV KOl

SLPOPETIKNG TAENG TEXVO-KOWVOVIKA PALVOUEVOL.

[o va avoaddoovpe too dvo0 avtd emineda ovykpdtnong g kowodtroag Oo
ypnowonomoovpe v Oewpia Tov ANT (Actors Network Theory). oueova pe v
Bewpio avT) M OVASLOT TOV SLVNTIKGOV KOWOTHT®V TOPOLGLALETOL MG M0 EVEPYNTIKN
dwdkacio kKataokevng evog dwtoov oyécewv ( network of associations) otnv omoia
avOpdmveg Kot U ovtoTnNTES (actants)45 OTOKTOVV VTOPEN G YEYOVOTO GE [0 KOWVMVIO-

teyvoroyikn cvAhoyn ( Latour, 1996).

44 , . . r I . r , 5 ’
Tn Aoyikn| Tov mov TpoimobETel OTL Yio KAOE AMOTEALEGLLO VITAPYEL LI KOl LOVOSTKT| oiTio 1] omoia

omokAeiet €€ oplopov OAEG TG dAlEG eENyNoELs.

* Ty évvola tov actant PA. http:/en.wikipedia.org/wiki/Actant
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SOUQOVE HE TO TOPATAVED 1 KOwOoTnto amoteAeiton omd 0600 8t0u<pnd46 VTOdTKTLO
(subnetworks) *’ Suvapkdv Kot EKTEWVOHEVOV 6TO Ydpo Kat T0 xpdvo oxécewv. To TpdTo
eninedo Oa UTOPOVGALE VO TO ATOKOAECOVUE OPyavwelaxs. 10 eNIMEdO AVTO TO POLO
tov actants® mailovv ot GvBpomot kat o pn avBpdmva pépn tov dukthov (artefacts) mov
Bpiokovion mwicw oamd v PLM, (1010KTNTEC, EMOTAUOVES HE VTOAANAMKNY GYEoN HE TNV
KOWOTNTA, GYESUOTEG TOV AOYIGHIKOD, OLOYEIPIOTES, ETALPIKEG OOUES KAT). To vwodikTvo
avtd Katd Paon mapdyel eovopevo top-down, Hog Kot omoteAel TO GYESOOTIKO KEVTPO
AL Kot TO KEVIPO amd OTOL EKTOPEVLOVTOL Ol TOAMTIKEG TOL pLOUIloVV TIg GYEGELS TOGO
EVTOC TOL €VPVUTEPOL OIKTOLOV, OALA KOl TIG OY€oelg He ta e€mTepikd OlkTva. Amo exel
EKTTOPEVOVTOL Ol TOMTIKEG TTOV APOPOVY  TIC VITOYPEDMGELS KO T OTKOLDUOTO TOV UEADV,
TIG EMTPENTES KO TNG U] EMTPENTEG GUUTEPUPOPEG, TIG OLVOTOTNTES KO TOV TEPLOPIGUOVS
TOV AOYIOUIKOV, TO SIKALDOUOTO ETL TOV TPOCOTIKMY dEGOUEVOV TOV ACHEVAV, TIG GYECELS
LLE TIC POPUOKEVTIKES ETALPELES, TO KEPOOS KOl YEVIKE TNV TOMTIKT KOl ETOLPIKT] VITOGTOGN
g xowdmrtag. [HopdAinia 1o opyovwciokd vrodiktvo g PLM eivar gkeivo mov €yet
avoAdPEL TO GYESLOGO, TNV OPYAVMGT| KOl TNV TOPAYMYY| ETIGTNUOVIKNAG YVAOONS HEGO OO
™ Se&ay@yn KMVIKGOV SOKIU®OV, TNV KOTOYN Kol XPNOoT TOV SE00UEVOV TOV aclevdy,
GLYYPOPT EMGTNUOVIKOV GpOpmV, TN GUUUETOYXN GE CLVESPLL , EKOTPATEIES EVNUEPMONG

Kot gvosOnromoinong KA.

Avtifeta o GAAO vmodikTvo omoteAeitonl amd TOL PEAN TNG KOWOTNTOG ¥ ta omoia
GLYKPOTOVV 10YLPE SIKTLO KOWOVIKOV KOl GLVOICONUATIKOV GYECEMV Kol TOPEyoLV
AVOOLTIKO QOIVOUEVO, KOWMVIKEG duvapkés mov katevBvvovior amd t Pdon oty
kopven (bottom up). H Bewpio g ANT pag Ponbdéer vo peletnoovpe moOAONTAOKQ
TEXYVOKOIVOVIOAOYIKO  QOIVOUEVA, OAAG odvvotel vo  €ENYNOEL  GLUTEPLPOPES, MG

OTOTEAECHO NG OPOPETIKNG BEong Tov KaTEYOLV TOL LEAN GTOL dVO VTTOOTKTLO (UEAN-

4 1 r 1 ) r . 1 r ,
6 Awoxpttd ,aALd o€ Kopd TepinTmon EExmPIoTA T0 £va ot T0 AAAO, 6T0 BabLO TOV OAANAETIOPOVV Y10, VO

TAPAyOUV GYECELS GE £VO, GAAO YMPOYPOVIKG VIEPTEPO EMIMEDO TNG OTEPOEISOVE S1AGTACTS TOV
TEYVOKOWOVIKOV Qovopuévav 1 o€ o, petdepaocn (translation) copewva pe tnv ANT.

47 ; , , , ,
To omoia cuvamotelohv 10 eVpVUTEPO dikTVLO TNG KOwdTNTag PLM.

*® Tlov petarpémovtat o€ actors omd T oTyHT TOL EUTAEKOVTOL OTIC KaONUEPVEG OAMAOSPACELS
TOPAYOVTOG KOWVOVIKE PUIVOUEVOL.

Ko ta pn avOpodmva pépn 6mmg yio Tapadetypa, ot SlucuvaedeEvol VTOAOYIGTES.
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Sl EP1oTég). Mo TANpEGTEPN KATAVONON TOV KOWMOVIKGOV GAANA0OPACEDY amaltel TV
avaQopd 610 ££0VCLACTIKO TANIGIO OV TPOSolopileTan omd T O1POPd 1oYVOG UETAED

TOV HEADV Kot TV dlayeptot®v g PLM.

Avagepnkape Mon oto  ovotnua emPpdfevong g kowodtntag. Ilapdtt oe eminedo
GYEOGLOV Kot TOL 000 TTPOEPYOVTAL OO TO OPYOVMOIAKO GKEALOC 1 PO TOLG TTAPAYEL
EVIEAMG OPOPETIKNG TAENS SVVOIKEG:

e To ocbomnuo TOV ACTEPIOV OVTOVOKAL TOV KOLVOVIKO £AEYy0 TOov 1 KowoTtnto
ackel ota PéAN g, péoa amd v emPpdfevon mpog To cvvem| UEAN TOV
GUULOPPAOVOVTOL TTPOG TIG EMITOYES rngso.

e To ovomua tov helpful marks avrtifeta ypnowomnoteitor omd ta péAn yo va
emPpapedoovv ta post mov Bewpodv 6Tl Tovg PonBnoav. To cHomua avtd
AVTOVOKAG GTO AVEOVTIKA QUIVOREVE. TTOV TOPAYOVTOL OO TNV OAANAOOPACT] TV
HEADV, KL ovTO YTl €lval aknoepdveLTa Kt €M O TOV EAEYYO TV SLOYEPLOTAOV.
‘Etol oto eminedo ovtd avadEIKVOETOL 1 OVTIOTOON TPOS TIC — EMITAYEC TNG
KOwoTNTag amd Oleopa  moAotd UEAN pe  Wdloitepa  SUVOIKY  TOPOVGi
(exatovtadeg N kot yhadeg helpful marks) ta omoia emdeiktikd apvodvrarl vo

GUUHOPP®OOVY EVILEPDVOVTOS TO. (EUTOPEVTLLLL) OEGOUEVA TOVG,.

Avt n mapatnpnon eivar onuavtikn yori copeova pe tov Stadler (1997), to  cvvektikod
N ovtifétmg 1o SwAvTikd  otolyelo evog Oktvov glvar ot oyéoelg eEovoiag mov
avonmTOoooVTOL €VIOC TOV, OAAG KOl GE OYEON HE TO OVTAY®OVIOTIKA diktva. AALAL Ot
OLUVNTIKEC KOWOTNTEG OV AELTOVPYOVV OTO KOWMVIKO kevd oto Pabud mov 1o
TEXYVOKOIVAOVIKO QOIVOUEVO TTOL TTAPEYOLV, OITOKTOUV VOO OTOV HETAPEPOVTOL GTNV (N
dvvntikn) kabnuepvomta tov aclevav. H emppon g kowvdmrag 611 StopdpemoT TV
oxé0emV HETOED TOV 0GOEVOV Kol TOV YTpdV amottel TV avaeopd 610 ££0VG10GTIKO

mAaicto mov opilel n 010POPE GTNV KATOYY| TG YVAOOT HETOED YIOTPAOV Kol AGHEVDV.

50 , . , . . ,
Tnv emkoponoinon tov dedopévov tmv acbevav to omoia otn cuvéyela Bo epmopevtel pe Tig

(POPLOKEVTIKES ETONPTES

67



‘Etot Aowmdv 1) (v PEPEL TOVAAYLIGTOV) OVOTPOTT TNG OVIGCOPOTNG OXECTG TEPVAEL AUTO:

e Tnv avdntuln KpITIKNG GTAGNG EVOVTL TOV YIOTPOV KUl TOV WTPIKAOV TPOKTIKAOV LLE
Tov mopdAAnio Kabopiopd (epuéomg TANV COE®OG) TOL TL GUVIGTA Yo TOVLG
acbeveic 0 «kaddg yorpdoy. En’ avtod vmhpyetl oyetiko th read™* ue tov titdo Rate
Your Neurologist, 1o omoio yiveton Gopng TPOTACT GTOVE OLUEPICTEG Yo TNV
avAmTOEN £QUpIOYNC PadpordyNoNg TmV WTpdy omd o PN TG KowoTnToC.
“Who would be better rating a than people with ALS. We rate everything else, food,
medications, equipment ourselves, the list is endless. Positive ratings of the Doctors
who we like and understand us could be very useful for someone who is looking for
help or a second opinion.”

o Tnv avdoeitn g yvoons ®g TPOcdoPIoTIKOD TAPAYOVTH TNG EVOLVALMONG TOV

ocOevav.

e T ovvarsOnpartikn opiEn Ko v aAiniofondeia peta&d TV peEA®V.

Xvvovyitovtag Ba pmopovoape va vrootmpicovpe 6t  Kowvotnta PLM avaiapfaver vo
maiel Eva O1apesoAafnTikd pOAO 6T TOPASOCIOKY| £TEPOPOPT GYEOT HETOED Y1OTPOV KO
acBevi). [ va 10 meTHYEl aVTd dNUOLPYEL UNYOVIGUOVS TTOPOY®YNG KOl CLUYKEVIPMONG
Mg O1domapTNG YVAOONG TNV 1010 GTIyU oL KoTaokeLALEL (€ 1060A0YIKO EMIMEDO) QALK
Kot O10YEEL, OVOTOPACTAGELS TNG YVAOONG, TNG acBévelog, Tov achevi) aALd Kot TOV YloTpoD.
Amo o 1otopikn oxomid Bo toApovcape va vrootnpiEovpe 0Tt £(OVIE UTEL GE 0L ETOYN
ooy 0 éAeyyxog Tov acfevr) mepvdel oe Pl AAAN (ymoelakn) 01dotacn, oty omoio ot
SUVNTIKEG KOvOTNTES dlekdOKovV poro. Avt 1 emoyn| Ba pmopovoe va elvar ) amapy| g

4" ooporoyiag copeove pe v taEvopia te Netletton (2002).%

L Tpérerton yro 6Hvoro dnpoctedoey (POSts) Tov vdyovton oty idla koTnyopia.

52 , . , ;. . , Co .
H npotacn dev £tuye evpeiog amodoyn 00Te om Tol HEAN, 00TE PLOIKA ATd TOVG SLUEIPIOTEG.

% H TPOTN Kocporoyia, arnd 1o 1770 g to 1800, ftav 1 «wopakAiviog 1Tpikn», 0Ty o ylTpdg eiye o

OTEVI TPOCMTIKN GYECT| LE TOV 1 TNV acBevi] Tov, Evd 0 acbevig, OVTOG 0 EPYOSOTNG TOV YLOTPOV,
acKoVGE PeYGAn emppon otig Bewpieg Tov yiatpov yo tig Tabnoeig. H devtepn kooporoyia, and to 1800
®¢ 10 1840, NTav 11 «VOGOKOELOKT WTPIKN» KOBDG o1 acBeveig Ppiokovtay 610 voookopeio. Avtd on-
paivel 0Tt Tov €leyyo dev £yovv Ta ot acBeveis, oA ot YiaTpol, EVD TAPAAANAL OVOTTOGGETOL LU0
ouykpotnuévn Bewpia yia TIc TabNoels, faciopévn 6to mov gviontiletat 1 maboroyia. Télog, amd to 1840
®¢ 1o 1870, M WTpIKN YVOGCN TPOAYETOL GTO TANIGIO TNG KEPYACTNPLOKNG LOTPIKNG» KAOMDS O EMGTNLOVEG
EAEYYOVV TOVG TPOTOVS TAPAYMDYNG TNG YVAOTS.
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7. NEPIOPIZMOI KAI OPIA THZ EPEYNAZ

H mapodoa épesuva ypnotiponoince mowotiky pebodoroyio pe okomd va avadeibel Tig
onuavtikég petafantég mov kabopilovv TG oy€oelg 0oBevi)- YIOTPOL GTO SLVNTIKO
nepairov. Enedn dpme moAdd Bépata yperalovror devkpivnon (0Twg YopoKTPLoTIKA
AVOQEPOLE TNV OAAOYT YIOITPOV MG OTOTEAECUO TNG EMPPONG TNG KOWATNTOS), KPIVOLUE
amopoitntn) TV €Pappoyn Kt dAAwv peBodoroyimv (6mw¢ 1 ovvévievén 1N Ta
EPMTNUATOAOYIN) OTn KATELOLVON TNG AMOGAPNVIONG OAAL KOl TG HETPNONG TOV
eowvopévey. Emiong o0tav  avo@epOuocte o€ QUVNTIKEG KOWOTNTEG OPEIlOLUE V.
gmonuavov e 0Tt TEPQ ot 10 dNpocto dtdhoyo (forum) vrdpyet kat o 1W1wTIKOG (Lo amd
TPOCHOTIKA UNVOHOTO) oTo omoiot 0 gpevvnng Oev €xel mpocPacn. Katainyovtag Oa
AVOEEPOVUE OTL 1] TOPOVCH EPEVLVO UEAETAEL TIG AAANAOOPAoELS HeTad 0oOEVAY OV
mhoyovv omd o acBéveln aviatn Kot KOTOANKTIKY, HE OTL avTtd GLVERMAYETOL Y10l TIG

(OVTIKEWLEVIKA) UEIOUEVEG TPOGOOKIES GE GYEON LLE TO WUTPIKO ETAYYEALLAL.

69



7. BIBAIOTPA®DIA

EAAnvoyhooon

Arellac, I.(2000). Aoyog mepi {wing xar Bovarov. ABMva : EAAnvikd I'pappoto.

Ale&iag, I'. (2001). H kowvovikn KoTooKeEL ToV 1atpikod Adyov otig Movadeg Evtotikig

O¢pamneioc. doxiuég, Tevyog 9-10, 6.198.

Areluac , I'. (2008). O duvntikdg «arAAogy: To duvnTikd copa. oto Kookvag, K.
Apcévng, Z. (Emp), dvvyrikes korvotntes kou oradiktvo. Kowvwvio-Poyoloyikés

TPOTEYYITEIS KO TEYVIKES avapopés, AMva: KieddpiOuog.

AXeEibg, I'. Baywog, I'.(2008). Awo v [Hopadosiakn ot Avvntikny Opydvoon.
Osopntikd {nmpata kol tpoceyyicels, oto Kookivae, K. Apcsévng, Z. (Emp), dovytixég
KovoTnTeS Kol 0100iktvo. Koivwvio-Poyoloyikés mpoceyyioeis kol TEYVIKES avopopEg,

Anva: KAewddpiBpoc.

Katepéhog, I. Togkepng, X. (2009). IloldmAoka cvotiuato. kKou KOIVWVIKEG TPOTMUOLDTELG.
http://library.panteion.gr:8080/dspace/handle/123456789/1314 (Acceced on 15/09/09)

70



ToBdxov, 1. (2004). To aévao moryviol towv dwapopav. Emoriun ko Kowvwvia,12, 249-

282.

Zevoylmoon

Anderson, J., Rainey, M., Eysenbach, G. (2003). The impact of cyberhealthcare on the
physician-patient relationship. Journal of Medical Systems, 27(1), 67-84.

Ball, S. J. (1990). Politics and policy making in education—explorations in policy

sociology. London, England: Routledge and Kegan Paul.

Bartley, M. (1990). Do we need a strong programme in medical sociology? Sociology of
Health & IlIness, 12: 371-390.

Broom, A. (2005). Virtually he@Ithy: the impact of internet use on disease experience and
the doctor-patient relationship. Qual Health Res, 15: 325-45.

Brubaker, J., R, Lustig, C., Hayes, G. R. (2010). PatientsLikeMe: Empowerment and
Representation in a Patient-Centered Social Network. Retrieved from

http://www.gillianhayes.com/wpcontent/uploads/2011/01/CnP11_PatientsLikeme.pdf

Buckland, S., Gann, B. (1997). Disseminating treatment outcomes information to
consumers, Evaluation of five pilot projects. London: King’s Fund Publishing.

Castells, M. (2007). Communication, Power and Counter-power in the Network Society.

International Journal of Communication, VVol.1, 238-266.

Constant, D., Kiesler, S., & Sproull, L. (1994). What is mine is ours, or is it. Information
Systems Research, 5(4), 400-422.

71



Diaz, J., Griffith, R.,Ng,J., Reinert, S., Friedmann,P.,Moulton, A. (2002). Patients’ use of

the Internet for medical information. Journal of General Internal Medicine, 17, 180-185.

Eysenbach, G., Sa, E. R., & Diepgen, T. L. (1999). Shopping around the Internet today and

tomorrow: Toward the millennium of cybermedicine. BMJ, 319, 1-5.

Feenberg, A. (2009). Critical Theory of Communication Technology: Introduction to the
Special Section. The Information Society, 25:2, 77-83.

Foucault, M. (1982). Michel foucault: beyond structuralism and hermeneutics. In H.L.
Dreyfus & P.Rabinow (Eds.), The subject and power (pp. 208—226). Harvester
Wheatsheaf: New York, USA.

Fox, N., Roberts, C. (1999). GP’s in cyberspace: The sociology of the virtual community.
Sociological Review, 47(4), 643-671.

Fox, S., Rainie, L. (2002). Vital decisions: How Internet users decide what information to
trust when they or their loved ones are sick. Washington, DC: Pew Internet & American

Life Project.

Frost, J., Massagli, M. (2009). PatientsLikeMe the case for a data-centered patient
community and how ALS patients use the community to inform treatment decisions and

manage pulmonary health. Chron Respir Dis, Vol 6 (4), 225-229.

Fukuyama, F. (1995). Trust: Social Virtues and the Creation of Prosperity. NY: Free

Press.
Henderson, S. (2002). Consumerism in the Hospital Context. In S. Henderson & A.

Petersen (Eds.), Consuming health: The commodification of health care, London:

Routledge.

72



Gibson, C. (1991). A concept analysis of empowerment. Journal of Advanced Nursing, 16,
354-361.

Glazier, L, P. (2002). Digital Poetics: The Making of E-Poetries, Tuscaloosa, AL:

University of Alabama Press.

Hernes, T. (2004). The spatial construction of organization. John Benjamin Publishing
Company.

Kivits, J. (2004). Researching the “informed patient”. Information, Communication &
Society, 7, 510-530.

Kollock, P., Smith, M. (eds). (1999). Communities in cyberspace. Routledge Press:

London.

Koper, R., Pannekeet, K., Hendriks, M., Hummel, H. (2004). Building communities for the
exchange of learning objects: theoretical foundations and requirements. Research in

Learning Technology ,Vol. 12, No. 1.

Kozinets, R, V. (2002). The Field Behind the Screen: Using Netnography For Marketing

Research in Online Communities. Journal of Marketing Research, 39 (847), 61-72.

Latour, B. (1996). “Social Theory and the Study of Computerized Work Sites,” in
Information Technology and Organizational. Work, W. J., Orlikowski, G., Walsham, M.R.
Jones., and J. I. DeGross (eds.), Chapman and Hall, London.

Lawrence, C.(1979). The nervous system and society in the Scotish Enlightenment. in

B.Barnes and S.Shapin (eds), Naural Order,London:Sage.

Marie-Laure Ryan, ed., (1999), Cyberspace Textuality: Computer Technology & Literary

Theory. Bloomington, IN: Indiana University Press.

73



McLellan, F. (1998). Like hunger like thirst: Patients, journals and the Internet. The
Lancet, 352 (2 Suppl. 3), el2.

McMaster Tom, Richard T. Vidgen, and David G. Wastell. (1998). Networks of
Association and Due Process in IS Development, in Information Systems: Current Issues
and Future Changes, Proceedings of IFIP WG8.2 & WG8.6 Joint Working Conference,
Helsinki, Finland, December 10-13, page 341-357

Memmi, D. (2006). The nature of virtual communities , Al & Soc,20,288-300.

Nguyen, L., Torlina, L. ,Peszynski, K., Corbitt, B. (2006). Power relations in virtual

communities: An ethnographic study. Electron Commerce, Res 6: 21-37.

Rheingold, H. (1998). The virtual community, http://www.rheingold.com/vc/book/
(Accessed on 17/09/11)

Rose, N. (2007). The politics of life itself: Biomedicine, power, and subjectivity in the

twenty- first century. Princeton, NJ: Princeton University Press.

Segal, J. Z. (2009). Internet Health and the 21st-Century Patient: A Rhetorical View.
Written Communication, 26 (4), 351-369.

Shaffer, C., Anundsen , K. (1993). Creating community anywhere: finding support and

connection in a fragmented world. Putnam Pub Group.

Smith, C.A. and Wicks, P.J. (2008) PatientsLikeMe: Consumer health vocabulary as a
folksonomy. Proc AMIA '08, 682-686.

Spiggle, S. (1994). Analysis and Interpretation of Qualitative Data in Consumer Research,
The Journal of Consumer Research, 21 (3), 491-503.

74


http://www.rheingold.com/vc/book/

Stalder, F. (1997). Actor-network theory and communication networks.

http://felix.openflows.com/html/Network_Theory.html (acceced on 09/13/11)

Torlina, L. Kazakevitch, G.(2003). Web publishing revisited—A case study of literary
websites in russia. In Proceedings of the Seventh Pacific Asia Conference on Information

Systems. Adelaide, Australia.

Turner, V. (1974). Dramas, fields, and metaphors: Symbolic action in human society.

London, Engl Cornell University Press.

Varela, F, J. (1994). Toward a practice of autonomous systems: proceedings of the First
European Conference on Artifical Life. MIT Press.

Waldrop, M, M. (1992). Complexity: the emerging science at the edge of order and chaos.
London: Viking.

Wellman, B. Gulia, M. (1999). Virtual communities as communities: Web surfers don't

ride allone. in Smith, M, A. Kollock, P.eds. Communities in cyberspace, Routledge.
Wicks, P., Massagli, M., Frost, J., Brownstein, C., Okun, S., Vaughan, T., Bradley, R.,

Heywood, J. (2010). Sharing Health Data for Better Outcomes on PatientsLikeMe, J Med
Internet Res, 12(2):e19.

75



76



77



