MALTA

KAMRA TAD-DEPUTATI 

KUMITAT PERMANENTI DWAR L-AFFARIJIET SOĊJALI

(Rapport Uffiċjali u Rivedut)

L-GĦAXAR PARLAMENT

Laqgħa Nru. 17

It-Tnejn, 29 ta’ Novembru, 2004

Stampat fl-Uffiċċju ta' l-Iskrivan

Kamra tad-Deputati

Malta

Prezz   Lm1

L-GĦAXAR PARLAMENT

KUMITAT PERMANENTI DWAR L-AFFARIJIET SOĊJALI

Laqgħa Nru. 17

It-Tnejn, 29 ta’ Novembru, 2004

Il-Kumitat iltaqa' fil-Palazz, il-Belt Valletta, fis-6.45 p.m.

Talba

MINUTI
Il-Minuti tal-Laqgħa Nru. 16 li saret nhar, it-Tnejn 15 ta' Novembru 2004, ġew konfermati.

IL-BIOTEKNOLOĠIJA F’MALTA U D-DRITTIJIET TAL-BNIEDEM 
(KONTINWAZZJONI)
Il-Kumitat irriżuma mill-15 ta’ Novembru, 2004 id-diskussjoni fuq dan is-suġġett

  THE CHAIRMAN (Onor. Clyde Puli): Illum se nkomplu niddiskuktu l-bioteknolġija f’Malta u d-drittijiet tal-bniedem. F’din il-laqgħa tal-lum se jsiru preżentazzjonijiet minn Rev. Prof. Emmanuel Agius u minn Prof. Göran Herméren, President of the European Group of Ethics in Science and New Technologies to the European Union. Kellha wkoll issir preżentazzjoni minn Prof. Mark Brincat, pero` peress li  jinsab indispost, dan se jagħmel il-preżentazzjoni tiegħu f’laqgha oħra li se ssir f’Jannar, 2004. 

Fl-aħħar laqgha li kellna kienet saret preżentazzjoni sħiħa mill-Onor. Michael Asciak, chairman tal-kumitat konsultattiv tal-bioetika u Dr Lino J. German li huwa s-segretarju ta’ l-istess kumitat. Imbagħad konna bdejna nisimgħu l-kummenti ta’ Rev. Prof. Emmanuel Agius.  Għalhekk illum nixtieq li nkomplu minn fejn kien ħalla Prof. Agius, imbagħad wara jkollna l-preżentazzjoni ta’ Prof. Göran Herméren. Għaldaqstant insejjaħ lill-Prof. Agius biex ikompli fejn ħalla fl-aħħar laqgħa li kellna fuq dan is-suġġett.

  REV. PROF. EMMANUEL AGIUS (Professur tal-Bioetika): L-ewwelnett nixtieq nirringrazzjakom talli għoġobkom tistednuni biex nagħti l-kummenti tiegħi fuq suġġett daqshekk delikat u importanti.  Jiena nixtieq li niffoka fuq żewġ aspetti partikolari: L-ewwelnett fuq il-kwestjoni tal-konvenzjoni tal-bioetika li Malta qed tipprepara ruħha li tiffirma u tagħmilha wkoll parti mil-liġi lokali u t-tieni nett fuq il-kwestjoni tal-prokreazzjoni assistita, li  huwa punt importanti ħafna. Naturalment  nistgħu wkoll nestendu d-diskussjoni għall-genetic testing u counselling, imma naħseb li fuq dawn is-suġġetti se jkun hawn min jitkellem f’laqgħat oħra li se jkollna iktar ‘il quddiem.

Sur President, huwa punt pożittiv ħafna għal pajjiżna li din id-diskussjoni waslet f’dan il-livell għax ninnota li bħala pajjiż mill-ewwel tajna ċerta importanza għall-kwestjonijiet bioetiċi fuq livell ta’ diskussjoni.  Il-kumitat nazzjonali tal-bioetika ilu mwaqqaf għal dawn l-aħħar 18-il sena - jiena kont dejjem membru ta’ dan il-kumitat - u meta nħares lejn il-ħidma li għamilna matul dawn is-snin insib li aħna ħdimna fuq diversi suġġerimenti li ġew imressqa lill-ministeru tas-saħħa bl-iskop li dawn jingħataw l-attorney general u jservu bħala gwida etika għall-qafas legali ġewwa pajjiżna.

Waħda mid-diskussjonijiet ewlenin li għamilna bħala kumitat tal-bioetika kienet il-kwestjoni tat-teknoloġija riproduttiva jew inkella l-prokreazzjoni assistita.  Fil-fatt mill-ewwel snin kien twaqqaf sotto-kumitat li jiena kont membru tiegħu wkoll fejn ressaqna proposti li kienu ġew riveduti għal darba darbtejn.  Jiġifieri l-ministeru tas-saħħa rċeva minn ta’ l-inqas tliet verżjonijiet differenti bil-ħsieb li xi darba titfassal liġi dwar dan is-suġġett – ħaġa li s’issa għadha ma seħħitx.

Minbarra l-gwidi dwar il-prokreazzjoni assistita ħdimna wkoll fuq suġġerimenti oħrajn bħalma huwa l-kunsens informat, ħaġa li tidher daqshekk sempliċi imma li għadha mhux daqshekk parti mis-sistema tas-saħħa tagħna f’dawk li huma sptarijiet pubbliċi fejn wieħed jagħti tassew kunsens informat u liberu lill-pazjent.  Imbagħad ħdimna wkoll dwar it-trapjant ta’ l-organi, li kien protokoll li konna ilna naħdmu fuqu, u  konna qegħdin naħsbu wkoll dwar il-kwestjoni tal-mewt, u ċioe’ meta għandhom jiefqu jew ma jibdewx kura speċifika lill-pazjent minħabba l-kondizzjoni tiegħu.

Filwaqt li aħna bħala kumitat ħdimna fuq dawn it-tip ta’ gwidi morali, irrid ngħid ukoll li l-kumitat ħadem ħafna biex inrawmu fostna, bħala poplu, kultura ta’ bioetika.  Fil-fatt matul dawn l-aħħar 17-il sena saru diversi konferenzi nazzjonali fejn trattajna l-kunsens informat, ir-relazzjoni bejn inter u intra professional relationship, it-trapjanti ta’ l-organi, it-teknoloġija riproduttiva, id-disabilita`, id-drittijiet tal-pazjenti, it-testijiet ġenetiċi u l-istem cell research.    F’kelma waħda bħala kumitat ħdimna fuq żewġ binarji, kemm bħala konsultazzjoni għall-ministeru tas-saħħa u kemm fuq livell popolari biex inrawmu fostna kultura ta’ bioetika.  Fil-fatt dawn il-konferenzi kienu konferenzi interdixxiplinarji, għax ma kellniex biss għalliema Maltin, fejn ġibna flimkien il-professjoni medika, il-kwestjonijiet ta’ social workers, il-kwestjoni ta’ counselling u l-aspett legali fuq dawn id-diversi aspetti u ġew ippubblikati.  U ħafna minnhom anke ġew ipprovduti lill-istudenti bħala riżors għat-tagħlim tagħhom. 

Pero` l-fatt huwa li minkejja kull amministrazzjoni baqgħet taħtar il-kumitat tal-bioetika sfortuntament dan il-kumitat qatt ma ġie rikonoxxut legalment.  Jiġifieri dan huwa wieħed min-nuqqas ta’ proċeduri li għandu jkun hemm meta wieħed iqabbel lil pajjiżna ma’ pajjiżi oħrajn fejn għandek kumitat tal-bioetika. Jekk aħna nemmnu tassew fil-validita` tiegħu, dan għandu jkun entrenched, b’xi mod jew ieħor, fil-leġislazzjonijiet tagħna dwar is-saħħa fejn jingħata rikonoxximent legali. Barra minnhekk apparti li dan qatt ma ngħata rikonoxximent legali, bid-dokumenti li kollha li aħna ppreżentajna qatt ma ttieħed pass konkret biex issir xi forma ta’ liġi f’pajjiżna.  Għalhekk ninsabu f’sitwazzjoni fejn għandna vacuum legali fuq din il-kwestjoni. Filwaqt li f’pajjiżna tant ħdimna biex il-leġislazzjonijiet tagħna jkunu konformi ma’ dawk ta’ l-Unjoni Ewropea, sfortunatament fuq dan l-aspett bqajna xi ftit lura.  Meta wieħed iqabbel pajjiżna ma’ pajjiżi oħrajn, anke ma’ pajjiżi li wieħed jistenna li l-professjoni medika m’għandhiex it-tradizzjoni  twila tagħna xorta waħda jsib li għandhom qafas legali li juri li l-parlament qiegħed jagħti din it-tip ta’ leġislazzjoni. 

Jiena naħseb li fejn tidħol il-bioetika la għandna nħallu d-deċiżjonijiet biss fil-kuxjenza ta’ l-individwu u lanqas m’għandna nħallu l-professjoni medika tirregola hi biss għax waħda mill-għajta ta’ pajjiżna hija li l-professjoni medika għandha s-self regulation tagħha u m’għandniex bżonn ta’ liġijiet. Imma allura kif Franza, l-Ingilterra, il-Ġermanja u l-Italja ħassew li hemm il-ħtieġa ta’ liġi?  Allura aħna se nivvintaw ir-rota u ngħidu li m’għandniex bżonn ta’ qafas legali f’pajjiżna?!  Naħseb li dan huwa punt li ‘l quddiem se jiġi dibattut f’dan il-kumitat għax jista` jkun li xi ħadd jgħid li m’għandniex bżonn ta’ leġislazzjoni għax ix-xjenza tant qiegħda tikber li l-liġi tista` tkun qed toħnoqha. Jiena jidhirli li l-liġi qatt ma tkun liġi perfetta imma għandna dejjem tiġi ggwidata u aġġornata, pero` la nistgħu nħallu fid-deċiżjoni ta’ l-individwu u lanqas nistgħu nħallu li l-profesjsoni medika tirregola biss lilha nnifisha.  Ir-regolazzjoni għandha tkun, imma mhux hekk biss. 

Ta’ min wieħed jgħid li din il-konvenzjoni tal-bioetika, li pajjiżna għandu jagħtiha iżjed importanza b’urġenza, hija mibnija fuq prinċipji morali li fuqhom hemm konsensus ma’ l-Ewropa kollha, inkluż f’pajjiżna. Fil-fatt l-approach li nbena ma’ din il-konvenzjoni huwa l-etika tal-kunsens. Jiġifieri twarrbu kemm jista` jkun dawk l-elementi kontroversjali imma nżammu dawk l-aspetti partikolari li tista` tgħid li l-pajjiżi kollha qegħdin jaħdmu fuqhom.  Din hija konvenzjoni li l-pajjiż dejjem ħa sehem fiha b’mod attiv minħabba li l-kumitat tal-bioetika kien dejjem rappreżentat.  Jiena kelli l-okkażjoni nieħu sehem diversi drabi fid-diskussjonijiet f’din il-konvenzjoni meta mbagħad ġiet iffirmata ġewwa Oviedo. Jiena jidhirli li pajjiżna m’għandu l-ebda diffikulta` li jaċċettaha u din issir parti mil-leġislazzjoni ta’ pajjiżna.

X’inhuma l-punti importanti ta’ din il-konvenzjoni? L-ewwelnett għandek il-konċett tad-dinjita`,  l-identita` u l-integrita` ta’ kull bniedem li huwa wieħed mill-perni anke fil-kostituzzjoni ta’ l-Unjoni Ewropea. Għandek l-interess tal-bniedem li jiġi qabel l-interess tax-xjenza. Allura kull aspett utilitarista u l-konċett makjaveljan fejn ix-xjenza tipprevali l-ġid tal-persuna huma kompletament inaċċettabbli fil-konvenzjoni tal-bioetika. Għandek ħtieġa ta’ kunsens liberu u informat f’dak kollu li għandu x’jaqsam mal-kura tal-pazjent, il-ħarsien tal-persuni minorenni jew dawk li m’humiex mentalment kapaċi jagħtu l-kunsens. Fil-fatt dan huwa wieħed mill-punti dibatibbli għaliex il-Ġermanja ma waslitx biex tiffirma l-konvenzjoni.  Mhux għax ma taqbilx mal-prinċipji tal-bioetika li hemm fil-konvenzjoni, imma minħabba l-esperjenza tat-tieni gwerra dinjija li fiha tant saru esperimentazzjonijiet li trid li l-kliem ikun iżjed rigoruż biex ma tagħti l-ebda ċans li jsiru xi forma ta’ esperimentazzjonijiet, anke għall-ġid tal-pazjent, mingħajr il-kunsens tal-persuna.  F’kelma waħda assolutament ma tridx xi forma ta’ intervent anke terapewtiku għall-persuna.  Imma din, naħseb jiena, hija kondizzjoni kulturali storika ta’ dan il-pajjiż. Il-mistoqsija li tqum f’pajjiżna hija: Għaliex il-Ġermanja, pajjiż bħal dak, ma ffirmax il-konvenzjoni?  Sempliċiment għal din ir-raġuni li semmejt u mhux għax ma taqbilx.  Trid iżjed restrizzjoni fuq dan il-punt.  Il-kwestjoni ta’ l-Ingilterra hija mod ieħor.  Ma ffirmatx għax fejn jidħlu l-kwestjonijiet ta’ l-embrijoni l-ħsieb prinċipali fl-Ingilterra huwa iktar ħsieb utilitarista. Ma taċċettax il-konċett bażiku tal-ħarsien tad-dinjita` tal-bniedem u allura tpoġġi xjenza qabel l-interessi ta’ l-individwu, bħalma qed naraw fil-kwestjoni ta’ stem cells u kwestjonijiet oħra marbutin ma’ dan.

Punt ieħor li rrid insemmi huwa l-prioritajiet li qed tagħti din il-konvezjoni u li pajjiżna m’għandu l-ebda diffikulta` biex jaċċettahom.  L-ebda membru parlamentari m’hu se jsib oġġezzjoni li jaċċetta l-protezzjoni tal-genome uman, fis-sens li m’għandu jsir l-ebda intervent biex nibdlu l-genome uman. Fil-fatt il-UNESCO wkoll ftit tas-snin ilu ħarġet dikjarazzjoni biex tipproteġi l-genome uman għax tqisu bħala wirt komuni ta’ l-umanita`, li huwa konċett tant marbut mal-kultura tagħna Maltija.  Imbagħad għandna l-kwestjonijiet tal-prinċipji etiċi dwar ir-riċerka u l-etika dwar id-donazzjoni ta’ l-organi. 

Dawn huma l-punti prinċipali ta’ din il-konvenzjoni u jiena nara li m’għandu jkun hemm l-ebda diffikulta` li wieħed jaċċetta din il-konvenzjoni.  Pero` dan ma jfissirx li din hija konvenzjoni li f’pajjiżna għandna naċċettawha kompletament. Għaliex? Għax hemm ċerta riserva li jidhirli li l-pajjiż għandu jagħmilha. Il-konvenzjoni stess tagħti l-possibbilita` lill-pajjiż li jagħmel ċerta riserva - mhux biss qabel ma tiġi ffirmata imma wkoll li tiġi endorsed bħala liġi fil-pajjiż.  Fil-fatt meta wieħed jara kif is-Santa Sede rreaġixxiet għal din il-konvenzjoni tal-bioetika jsib li din taqbel kompletament magħha, ħlief għall-artiklu 4 li jittratta dwar il-ħtieġa li kull intervent u riċerka fil-qasam tas-saħħa għandu jsir skond l-obbligi u livelli tal-professjoni medika - ħaġa ovvja - pero` hemm punt importanti li huwa l-idea ta’ l-oġġezzjoni tal-kuxjenza ta’ tabib li ma jeħux sehem f’intervent mediku skond il-valuri tiegħu.  Naħseb ukoll li bħala pajjiż ma nsibu l-ebda oġġezzjoni jekk dan il-punt jiddaħħal ukoll parti mil-liġijiet tagħna.  Fil-fatt kull kodiċi ta’ etika professjonali fil-qasam tas-saħħa b’mod internazzjonali taċċetta din il-klawsola ta’ l-obbligu tal-kuxjenza ta’ dak li jkun li ma jeħux sehem f’interventi mediċi. 

L-artiklu 18 huwa iżjed problematiku, pero` fl-istess ħin ma joħloq l-ebda problema fil-kultura lokali għax jittratta dwar dawk il-pajjiżi li fihom hemm liġi li tippermetti li ssir riċerka fuq l-embrijoni umani, li għandha tingħata kull prekawzjoni possibbli. Bħalma semmejt l-etika tal-konsensus hija l-etika li pprovat kemm jista` jkun iddaħħal lill-pajjiżi kollha biex jaqblu ma’ din fejn issir il-liġi bħalma għandek l-Ingilterra - pero` issa iżjed u iżjed matul dawn l-aħħar snin minħabba stem cell research u r-riċerka fuq l-embrijoni qed tiżdied iżjed  - imma għandha tingħata kemm jista’ jkun protezzjoni. L-artiklu jsostni li r-riċerka għandha tiżgura li jkun hemm ħarsien adegwat ta’ l-embrijoni.  Bħalma diġa` għedt, f’pajjiżna din ma toħloq l-ebda problema għax m’għandniex liġi li tippermetti – u jidhirli li hekk għandu jkun – riċerka fuq l-embrijoni. 

F’din il-konvenzjoni tal-bioetika hemm ukoll klawsola oħra,  jidhirli li hija importanti ħafna, li titkellem fuq genetic testing. Din il-kalwsola tgħid li m’għandux isir genetic testing fil-kontest ta’ reproductive technology ħlief meta hemm diffikulta` ta’ mard ġenetiku marbut mas-sess tarbija.  Jiġifieri jekk hemm familja li għandha genetic trait  marbut mat-tfal subien jew bniet li jkunu carriers ta’ ċertu mard ġenetiku, din il-konvenzjoni qed tagħti l-possibbilita` li jsir genetic testing fuq dawn l-embrijoni biex jeliminaw il-mard ġenetiku marbut mas-sess tat-tarbija. Jiġifieri fl-in vitro fertilisation, dik li llum qed tissejjaħ preimplantation diagnosis, isir testing ta’ l-embrijoni meta jiġu fertilizzati fil-laboratorju, ikunu jafu jekk dawn humiex maskili jew femminili allura carrier ta’ ċerta disabilita`, jeliminawhom biex l-omm ikollha tarbija b’saħħitha.  Dan naturalment joħloq problemi morali dwar x’inhu l-istatus morali ta’ l-embrijoni, ħaġa li ssemmiet fl-aħħar laqgħa pero` se nagħmel aċċenn għaliha iżjed ‘il quddiem.    

Meta wieħed jara l-korrispondenza li għaddiet bejn il-Gvern Malti u l-knisja lokali jsib li l-knisja tat ir-reazzjonijiet u għamlet is-suġġerimenti tagħha dwar liema klawsoli jidhrilha li l-gvern għandu joqgħod iżjed kawt u jdaħħal ċerti prinċipji.  Dan ix-xogħol diġa` sar u issa sta għall-Parlament Malti li jaħdem fuqu.  Qed insemmi l-knisja għax naħseb li hija istituzzjoni importanti. Naħseb li rridu nevitaw dik il-mentalita` jew filosofija liberali fejn tgħidlek li dawn huma sitwazzjonijiet fejn l-ebda komunita` reliġjuża ma tista` taċċetta.  Jiena ngħid li mhux biss il-knisja f’Malta għandha titkellem imma anke l-komunita` Islamika għandha wkoll issemma leħinha fuq dawn il-kwestjonijiet għax kull istituzzjoni reliġjuża għandha d-dritt u dmir li ssemma leħinha fuq dawn is-sitwazzjonijiet. Bħalma tafu fil-kwestjonijiet ta’ diskussjoni dwar il-public policy u l-etika hemm approaches differenti. Hemm dik li hija liberali fejn wieħed isemmi li l-istituzzjonijiet reliġjużi m’għandhom jitkellmu bl-ebda mod għax din hija kompetenza ta’ l-istat u l-istat għandu jkollu filosofija sekolari.  Pero` hemm kittieba kbar barranin bħal Michael Perry li ħareġ pubblikazzjonijiet li fihom jgħid li l-istituzzjonijiet reliġjużi għandhom id-dritt u d-dmir li jitkellmu fl-arena pubblika fejn jidħlu leġislazzjonijiet li se jmissu l-ġid komuni bħalma huma l-familji u l-ħajja.  Din il-korrispondenza saret, qiegħda hemmhekk u l-kummenti ngħataw u naħseb li m’għandna l-ebda diffikulta` dwar dan il-punt. Dan huwa kif qed nara l-importanza ta’ l-Oviedo Declaration f’pajjiżna, li ilna nitkellmu u nimbuttaw ħafna u naħseb li wasal iż-żmien li nibdew nagħmlu xi ħaġa. 

Nixtieq issa ngħaddi biex ngħid xi ħaġa dwar it-teknoloġija riproduttiva, li naturalment qed tiżviluppa b’mod mill-iżjed allarmanti. Pero` min-naħa l-oħra minkejja li f’pajjiżna għandna ċentri li qegħdin joffru servizz tajjeb ħafna u li qed iżommu ċerti prinċipji morali ma naħsibx li għandhom ikunu biss dawn il-kliniċi li jkollhom il-protokolli tagħhom.  Nemmen li anke bħala pajjiż għandu hekk.   Ħalli nikkwota x’intqal fi Franza qabel ma ġew biex jilleġislaw dwar teknoloġija riproduttiva. Kien hemm diskussjonijiet u nkiteb rapport intitolat “From Ethics to Law”. Fdan ir-rapport intqal hekk:-

“Concerning the practice of reproductive medicine, is is often said that it is too early to legislate.”

Jiġifieri l-żvilupp fil-professjoni medika tant huwa akbar li l-liġi qed toħnoq u mhux tiggwida, bħalma hija ħafna mill-argumentazzjoni f’pajjiżna. F’dan ir-rapport, min hu involut direttament fil-professjoni medika fuq dan ikompli jgħid li –

“State law should not interfere, but the responsibility to take decisions should be left to the professional ethics of physicians and scientists. This way of thinking does not take into account that many sciencists require legislation for those issues that are not simply professional matters.  It ignores the fact that the National Committee on ethics suggests that some regulations should be promulgated.”. 

Għalhekk nerġa` ngħid li din m’hijiex kwestjoni ta’ għażla personali bħalma meta tmur is-supermarket u tagħżel il-prodott li trid int. Pero` jidhirli wkoll li lanqas m’hija l-kompetenza biss tal-professjoni medika li dawn iċ-ċentri li jkollhom self-regulating approach,  imma għandu jkun hemm liġi fil-pajjiż bħal kull liġi oħra fuq affarijiet oħrajn.  Il-liġi qatt ma tkun perfetta imma għandha dejjem issib l-aħjar perfezzjoni biex tirregola l-azzjoni umana.

Jiena jidhirli li fil-kwestjoni tat-teknoloġija riproduttiva rridu nagħmlu distinzjoni importanti. M’iniex se nirrepeti l-punti li tqajmu l-aħħar darba imma rridu nipprovaw insibu punti oħrajn biex id-diskussjoni niżviluppawha fuq dak li tkellimna l-aħħar darba. Naħseb punt li rridu nżommu quddiem għajnejna huwa d-differenza bejn il-liġi u l-morali.  L-iskop prinċipali tal-liġi huwa li tirregola l-ġid komuni.  Il-morali wkoll tirregola l-ħajja personali ta’ kull individwu pero` l-iskop prinċipali tagħha huwa wkoll il-ġid komuni. Għalkemm il-liġi u l-morali huma differenti fl-istess waqt hemm ħafna li huwa komuni għal xulxin.    Naħseb li hemm tliet misconceptions, dwar il-liġi u l-morali, li rridu nevitaw anke f’pajjiżna. L-ewwelnett li dak kollu li hu immorali jrid jiġi leġislat. Dak li xi komunita` reliġjuża tqisu bħala immorali għandu jsir barra mil-liġi m’hu veru xejn. Fil-fatt lanqas it-tradizzjoni morali tal-knisja ma ssemmi dan il-punt. Inkella xejn m’għandu jiġi projbit bil-liġi għax wieħed għandu jiddeċiedi għalih innifsu biex tagħti iktar awtonomija lill-individwu.  Dan huwa estrem ieħor. Dak li huwa immorali għandu kollu jiġi leġislat jew xejn m’għandu jiġi leġislat biex il-bniedem ikollu awtonomija kompleta jew il-liġi m’għandha xejn x’taqsam mal-morali. Din hija il-pożizzjoni positivista fil-liġi, li jiena jidhirli li hija wkoll perikoluża.

Naturalment dan id-dibattitu bejn il-liġi u l-morali huwa dibattitu kbir.  Anke l-filosfu John Stuart Mill jgħid li l-liġi għandha tirregola biss meta ssir ħsara lil xi ħadd, il-bqija m’għandha ssir l-ebda liġi biex tipproteġi l-interessi ta’ l-individwu. Il-punti prinċipali dwar il-liġi u l-morali nistgħu nqisuhom mid-dibattitu li sar bejn Devlin u Hart, speċjalment fil-bidu tas-sittinijiet meta qamet il-kwestjoni ta’ l-omosesswalita`.  Mhux għax istituzzjoni, hi x’inhi, tqis li, per eżempju, l-omosesswalita` hija immorali bilfors  għandha tkun reat kriminali. Naturalment din hija xi ħaġa aċċettata anke f’pajjiżna għax mhux sew li kulma istituzzjoni tqisu bħala immorali allura bilfors għandu jkun reat kriminali. 

Meta niġu biex nilleġislaw dwar it-teknoloġija riproduttiva – u dwar dawn il-punti f’waħda mill-konferenzi tal-bioetika jiena kont ippreżentajt wieħed mid-diskorsi li ġie ppubblikat dwar morality and public policy, li se nippeżentah ukoll lill-membri ta’ dan il-kumitat għall-konsultazzjoni tagħkom -  wieħed irid iżomm quddiem għajnejh ċerti valuri prinċipali. Għaliex?  Għax jekk wieħed iqis it-tagħlim tal-knisja prattikament .…(Interruzzjonijiet) Issottomettejt ukoll it-tagħlim tal-knisja dwar it-teknoloġija riproduttiva, pero` issottemettejt ukoll kif l-isqfijiet ta’ England and Wales irreaġixxew b’mod l-iktar intelliġenti dwar id-differenza bejn il-liġi u l-morali, u naħseb li dak huwa dokument li kull politiku kattoliku għandu jkun ispirat minnu u jżomm quddiem għajnejh x’inhuma l-kompetenzi tal-liġi u kif il-morali għandha tinfluwenza l-public policies li nittama li jkollna f’pajjiżna.   

Naturalment naraw li t-tagħlim tal-knisja ma jaċċetta l-ebda aspett ta’ teknoloġija riproduttiva u lanqas l-artificial insemination by husband. Allura l-pajjiż għandu jagħmel din it-tip ta’ morali l-liġi tiegħu?  Din hija l-kwestjoni li se tqum ukoll għada pitgħada. L-isqifjiet Ingliżi qalu li f’dawk il-pajjiżi li se jilleġislaw – anke d-dokument tal-knisja dwar it-teknolġija riproduttiva fl-aħħar parti jitkellem dwar il-public policy u jsemmi li hemm żewġ valuri importanti ħafna - il-politiku kattoliku fil-parlament irid jara x’tip ta’ viżjoni tal-ħajja se jkollu meta naslu biex nilleġislaw u x’viżjoni ta’ familja u żwieġ għandu jkollna fil-ħajja tagħna. Naħseb li d-dritt ta’ kull persuna għall-ħajja umana u l-ħarsien tal-familja u ż-żwieġ huma żewġ aspetti importanti
Fid-diskussjoni li kellna ftit ġimgħat ilu diġa` tkellmina fuq dawn l-aspetti, pero` ta’ min isemmi li fil-proposti li dejjem saru mill-kumitat nazzjonali konsultattiv tal-bioetika dejjem żammejna r-rispett tal-prinċipji tal-ħajja umana u l-integrita` tal-ħajja umana sa mill-bidunett. Jiġifieri dejjem kellna konsensus u anke ż-żewġ partiti politiċi għandhom konsensus dwar il-ħajja umana sa mill-bidu tagħha.  Naturalment dan huwa punt dibattibbli ħafna f’din id-diskussjoni għax jiddependi x’tip ta’ filosofija tal-ħajja wieħed se jżomm. Jekk wieħed se jaċċetta l-viżjoni utilitarista bħalma aċċettaw il-House of Lords u l-House of Commons fl-Ingilterra u kif inhu ispirat fil-Warnock report, il-bażi tal-leġislazzjoni fl-Ingilterra, wieħed jara kemm huma liberali u ma fiha xejn ħażin li l-ħajja umana tiġi sottomessa għall-ġid tal-pajjiż u għall-ġid tax-xjenza. Meta wieħed jara kif il-Ġermanja tħares lejn il-konċett tal-ħajja, bil-konċett tad-dinjita`, tara d-differenza bejn pajjiż u ieħor għax l-għażla filosofika etika hija differenti. U naħseb li hawnhekk hija l-isfida tal-politiku nisrani fil-parlament, x’tip ta’ għażla ta’ viżjoni tal-ħajja umana se jagħmel. Aħna nemmnu, għallinqas jiena hekk nemmen, li l-ħajja umana  tibda mal-mument tal-fertilizzazzjoni. Allura ma nistgħux naċċettaw il-konċett ta’ dawn l-embrijoni żejda fit-teknoloġija riproduttiva u anke l-konċett ta’ embrijoni żejda li jiġu ffriżati għax jekk il-ġenituri jibdlu l-opinjoni tagħhom x’se jiġri minnhom? Jiġifieri llum fl-Ingilterra m’hemmx biss tfal orfni imma hemm embrijoni li huma orfni wkoll.  L-Amerika jgħidu li hemm iktar nies iffriżati milli nies li huma ċittadini li jaħdmu, jgħixu u jiċċaqalqu. Pero` naturalment din hija sitwazzjoni, jekk irridu naċċettaw id-dritt ta’ kull perusna u r-rispett tal-ħajja umana, fejn wieħed irid joqgħod attent biex ma ndaħħlux din it-tip ta’ prassi fil-liġijiet tagħna u cioe` il-cryopreservation, l-esperimentazzjonijiet u id-donazzjonijiet ta’ dawn l-embrijoni żejda. Imbagħad hemm ukoll l-argument jekk l-embrijoni li hemm iffriżati għandhomx jiġu addottati.  Jiena ngħid iva la qegħdin hemm.  Imma l-problema hija jekk għandhomx jiġu kkreati u nħalluhom hemm żejda. La qegħdin hemm naħseb li aħjar jiġu addottati milli jiġu mormija. L-istess probelmi qed iqumu f’dawn il-pajjiżi. Problema toħloq lill-oħra u jgħidulek: Dawn huma żejda mela nużawhom għar-riċerka fl-embrijoni biex iktar niżviluppaw l-istem cells u iktar nagħtu lok għal riċerka f’dan is-suġġett. 

Jiena naħseb li wieħed mill-punti prinċipali huwa l-ħarsien tad-dinjita` umana.  Id-dibattitu fl-Ingilterra kien – u ovvjament iqum ukoll f’pajjiżna – li l-ewwel erbatax-il ġurnata m’għandekx ħajja umana minħabba li ċ-ċellola li qed tiżviluppa u timultiplika għad m’għandhiex identita` individwali, għalkemm għandha identita` ġenetika għax huma minn żewġ gameti ta’ żewġ persuna, pero` minħabba l-possibbilita` ta` twinning fl-erbatax-il ġurnata tidher li tissejjaħ il-primitive streak u allura minn hemm tibda l-ħajja umana. Naħseb li dawn huma argurmenti li fihom ma tridx tara biss l-aspett bioloġiku imma trid tara wkoll l-interpretazzjoni filosofika etika ta’ dak li qed jiġri fl-aspett bioloġiku.  

Punt ieħor li rridu nżommu ċar quddiem għajnejna huwa l-ħarsien taż-żwieġ u l-familja. L-aħħar darba kellna dibattitu u kien hawn ideat mill-iżjed diverġenti u naħseb li dan huwa punt li se jkun issue taħraq ħafna f’din it-tip ta’ leġislazzjoni, l-istess bħalma kien fil-kumitat konsultattiv nazzjonali tal-bioetika għax kien hemm żewġ pożizzjonijiet.  Kien hemm min qabel li għandna ndaħħlu l-konċett tat-third party involvement, fis-sens fejn għandek sterilita` jkun hemm xi ħadd li jagħmel donazzjoni ta’ sperma jew ova jew inkella l-possibblita` li għandu jkun biss fil-familja li jintużaw il-gameti ta’ nies miżżewġa u wkoll jekk indaħħlux il-konċett li għandhom jiġu offruti wkoll lil nies li qed jikkoabitaw b’mod permanenti. Dawn huma punti li ċertament se jiġu diskussi f’pajjiżna.  Il-leġislazzjoni ta’ l-Italja tqajjem diskussjoni kbira. Fil-fatt aħna bħala kumitat tal-bioetika qegħdin nipproponu li s-sena li ġejja nagħmlu konferenza u se nġibu l-president tal-kumitat nazzjonali tal-bioetika Taljan. Francesco D’Agostina li se jkellimna wkoll fuq l-esperjenza ta’ dan il-pajjiż li ma jaċċettax third party involvement, pero` jaċċetta li dawn il-mezzi  jiġu wżati mhux biss minn dawk li huma legalment miżżewwġa imma wkoll minn dawk li huma stabbli fir-relazzjoni tagħhom u qegħdin jikkoabitaw.

Naħseb l-għażla tal-pajjiż, meta jsir tant biex nikkonversaw il-familja li hija l-iktar ċellola fundamentali, għandha tkun li nagħtu importanza kbira liż-żwieġ u lill-familja.   Ma nistgħux nirraġunaw biss b’mod sentimentali u ngħidu: X’fiha ħażin li jkollok koppja miżżewġa li ma jistax ikollha tfal minħabba kwestjonijiet ta’ sterilita` u wieħed jagħmel donazzjoni ta’ l-isperma jew ta’ ova, f’dak li huwa in vitro fertilisation imbagħad? Naħseb li għandna x’nitgħallmu mill-esperjenza ta’ pajjiż oħrajn meta naraw il-kwestjoni ta’ anonimita` li llum qed tiġi questioned ħafna.  L-Ingilterra wkoll għandhom il-ħsieb li jbiddlu l-liġi. Jekk aħna ma rridux nikkontradixxu liġijiet li diġa` għandna, bħalma hija l-konvenzjoni tad-drittijiet tat-tfal li għandhom dritt ikunu jafu l-oriġini tagħhom, ma nistgħux nagħmlu liġijiet li jipprekludu lit-tfal li jkunu jafu min huwa d-donatur tagħhom. Jiġifieri l-affarijiet m’għandniex narawhom biss fl-istint sentimentali biex insolvu l-problemi ta’ xewqa ta’ prokreazzjoni, imma rridu naraw verament il-ġid komumi tal-pajjiż u anke l-ħarsien ta’ istituzzjoni daqshekk importanti bħalma hija il-familja. M’hijiex argumentazzjoni li  nipparagunaw il-kwestjoni tad-donazzjoni ta’ l-isperma u l-ova ma’ donazzjoni ta’ organi oħrajn għax hija xi ħaġa differenti.

Dan huwa punt li diġa` aċċennajna għalih u għalhekk nerġa` ngħid dawn iż-żewġ valuri importanti tal-ħajja umana u tal-ħarsien tal-familja u ż-żwieġ jekk ċerti affarijiet se jiġu tollerati jekk se nevitaw ħsara ikbar - anke kif irreaġixxew l-isqfijiet ta’ l-Ingilterra għall-kwestjoni tal-public policy - għandhom jiġu kkonsidrati b’mod tajjeb. Naħseb li nista` nieqaf hawnhekk għax dawn huma ż-żewġ punti prinċipali li huma l-iżjed urġenti f’pajjiżna.

  THE CHAIRMAN: Grazzi. Hawn xi domandi fuq dak li għadu kemm qal Prof. Agius?  L-Onor. Azzopardi.

  ONOR. FREDERICK AZZZOPARDI: Fl-intervent tiegħek inti għedt li l-kumitat tiegħek dejjem xtaq li qabel ma’ Malta tidħol fl-Unjoni Ewropea nkunu konformi mal-liġijiet. Intom taqblu mal-liġijiet Ewropej kif inhuma issa?

  REV. PROF. EMMANUEL AGIUS:  Aħna bħala kumitat nazzjonali tal-bioetika dejjem ġejna mitluba biex nagħtu l-kummenti tagħna dwar il-konvenzjoni tal-bioetika. Il-gvern talab diversi drabi x’jidhirlu l-kumitat dwar din il-konvenzjoni tal-bioetika u l-kumitat nazzjonali dejjem ta r-reazzjoni tiegħu biex naturalment iktar iħaffef il-pass biex din il-konvenzjoni tiġi ffirmata u ratifikata f’pajjiżna.  Issa inti tgħidli: Imma l-kumitat nazzjonali tal-bioetika jaqbel mal-leġislazzjonijiet kollha li hawn fuq dan is-suġġett? Le, jiena ma naqbilx li issa Franza taw permess li tista` ssir riċerka fuq l-embrijoni.  Jiena ma naqbilx mal-liġi ta’ l-Ingilterra.  Pero` dik hija deċiżjoni li l-pajjiż irid jieħu u mhux l-Unjoni Ewropea.  Per eżempju, bħalissa fl-Unjoni Ewropea hemm pressjoni biex il-fondi ta’ l-Unjoni Ewropea jiġu wżati wkoll għar-riċerka dwar l-istem cell research. Pero` s’issa, u j’Alla tibqa` hekk, tista` ssir stem cell research ta’ l-adulti imma ma tistax issir fuq l-embrijoni.  Issa jiddependi mill-parlamentari li qegħdin jirrapreżentaw lill-pajjiżi rispettivi tagħhom li jżommu dawn il-valuri ċari quddiem għajnejhom. Aħna naqblu mal-konvenzjoni tal-bioetika, għandna dritt li nagħmlu r-riservi tagħna, imma naqblu kompletament ma’ dawk il-prinċipji fundamentali li għandha.  Imma jekk għada pitgħada l-Unjoni Ewropea tivvota li l-flus tagħha jintużaw biex issir riċerka fuq l-embrijoni jiena ngħid li le, u nistenna li l-parlamentari Ewropej Maltin jgħidu: Le, aħna ma naqblux ma din it-tip ta’ riċerka.  

  THE CHAIRMAN: L-ewwel għedt li l-kumitat konsultattiv tal-bioetika s’issa għadu mhux rikonoxxut legalment, ovvajament għax s’issa huwa bord konsultattiv.  Jiġifieri inti qed tissuġġerixxi li dan jiġi l-bord regolatorju?

  REV. PROF. EMMANUEL AGIUS: Iva. Jiena naħseb li dan huwa mod kif il-pajjiż qed jagħti iżjed importanza lil dawn id-diskussjonijiet. Jiena naħseb li bħala kumitat għadu ma ngħatax l-importanza li ngħata f’pajjiżi oħrajn, la mill-ministeru tas-saħħa u lanqas mid-diversi amministrazzjonijiet li kellna. Jiena naħseb li huwa l-mument li dan ikun iżjed fuq standing legali u jingħata aktar importanza anke fuq dan ir-rigward. 

  THE CHAIRMAN: Meta kont qed iġġib l-argurment dwar numru ta’ tobba li huma self-regulating body, inti wżat il-frażi “mhux biss”.  Għaliex?

  REV. PROF. EMMANUEL AGIUS: Eżattament. Użajt il-frażi “mhux biss” fis-sens li jiena nemmen li kull klinika, kull sptar, jekk dan is-servizz jiġi offrut mill-isptar….. Punt importanti wkoll li ma semmejtx huwa kemm il-kwestjoni ta’ l-infertilita` għandha titħalla biss fuq il-livell ta’ private practice, kemm il-pajjiż għandu tassew joffri dan is-servizz lil min ma jistax iħallas.  Naħseb li dan huwa punt importanti ħafna imma hemm kwestjoni ta’ ġustizzja soċjali li dan huwa manipulat biss mill-prattika privata. Pero` barra minn hekk ngħid li kull klinika u kull sptar għandu jkollhom il-protokolli tagħhom li dejjem għandhom ikunu ispirati minn din il-liġi ta’ bioetika li għandu jkollu pajjiżna.  M’għandniex ngħidu biss li kull klinika għandha s-self regulation tagħha, imma bħala pajjiż għandu jkollna qafas legali ħalli kull klinika jew kull sptar ikun qed jiffunzjona f’dan l-ambitu legali li għandu jkollna f’pajjiżna.

  THE CHAIRMAN: L-Onor. Galea.

  ONOR. FRANCO GALEA: X’inhi l-opinjoni tagħkom fuq mediċinali derived from aborted babies? Fil-konvenzjoni qed titkellmu dwar dawn it-tip ta’ mediċinali? U x’inhi l-istand taghkom fuq din il-kwestjoni?

  REV. PROF. EMMANUEL AGIUS: Biex niċċara l-punt li qajjimt int, mediċinali li jittieħdu minn aborted foetuses huma tip ta’ ċelloli li jittieħdu minn aborted foetuses kemm meta jittieħdu minn neurons minn fejn ikunu jistgħu jsiru trapjanti għall-alzeihmer’s disease, kien hemm diversi esperimenti, u kemm fuq kwestjonijiet ta’ stem cell research li jittieħdu minn embrijoni, li jistgħu jkunu kemm miscarried, li hija sitwazzjoni oħra, jew inkella abortiti.  Issa fuq din il-ħaġa hawn kontroversja morali.  Hemm min qiegħed jiddefendi l-pożizzjoni li la darba dawn huma abortiti, it-tabib qed jagħmel xi ħaġa pożittiva minn xi ħaġa li diġa` saret, allura m’hemm xejn ħażin li wieħed jieħu l-istems biex jiġu wżati. Pero` hemm il-pożizzjoni l-oħra li tgħid li min qed jieħu stem cells li ġew maqtula f’abort allura qed jikkopera b’xi mod ma’ dak li sar.  Fil-fatt din hija waħda mid-diskussjonijiet li saret fil-Ġermanja.  Il-Ġermanja ma jaċċettawx esperimentazzjoni fuq embrijoni, huma skjetti ħafna.  Pero` flok daħlu mill-bieb daħlu mit-tieqa, fis-sens li importaw stem cell lines minn pajjiżi oħrajn meħudin minn embrijoni maqtula.  Issa r-reazzjoni etika kienet, bħalma kienet tal-knejjes kollha fil-Ġermanja, li wieħed ma jistax jikkopera ma’ din it-tip ta’ riċerka għax l-oriġini ta’ dawn l-istem cell lines ittieħdu minn embrijoni maqtula.  Allura wieħed qed jikkopera.  Hemm diskussjoni kbira jekk il-koperazzjoni hijiex formali jew materjali imma mhux se nidħol f’dan.  Jiġifieri qed nippreżentalek id-dibattitu morali ta’ dak li għedtli u cioe` jekk għandux ikun hemm użu ta’ dawn. Hemm żewġ pożizzjonijiet morali.

  ONOR. FRANCO GALEA: Imma  qed tittieħed in konsiderazzjoni jekk dawn il-foetuses hux qegħdin jiġu spekulati, jinbigħu għas-saħħa ta’ l-argument mill-kliniċi li jagħmlu l-abortions, jew jekk il-foetuses hux qed jinġabru minn ġo sptar fejn ikun hemm loss of foetuses b’mod naturali, meta naraw li hawn kumpanniji kbar li qed ibigħu prevented vaccines bil-massa?

  REV. PROF. EMMANUEL AGIUS: Bħala kumitat ma dħalniex f’dan id-dettall partikolari. Fil-protokolli li ppreżentajna s’issa ma dħalniex fuq l-użu ta’ aborted foetuses, x’qed isir u x’jista` jsir minnhom.  
  ONOR. FRANCO GALEA: L-argument tiegħi huwa li issa qed naraw li dawn il-foetuses saru bħal prodott taż-żejt fejn inti għandek il-by-products, fis-sens li issa għandek ukoll il-by-products ta’ foetuses. Jiġifieri mhux biss kwestjoni ta’ stem cell research, imma li qed immorru f’ċertu livell ta’ ħneżrija li rridu noqogħdu attenti għaliha.

  REV. PROF. EMMANUEL AGIUS: Dik hija problema li ilha ħafna magħna għax ħafna minnhom kienu qed jintużaw għall-kosmetiċi.  Jiġifieri hija problema, pero` ma nimmaġinax li f’pajjiżna qed isiru dawn l-affarijiet. Għalhekk forsi ma ħassejnix il-bżonn li nidħlu f’dan id-dettall. 

  ONOR. FREDERICK AZZOPARDI: F’ħin minnhom waqt id-diskors tiegħek tkellimt dwar il-genetic testing.  Tista` telabora ftit iktar għax ma fhimtx il-punt eżatt?

  REV. PROF. EMMANUEL AGIUS: Fid-diskussjoni li kellna fl-ewwel sezzjoni tkellimna ftit fuq it-test ġenetiku, pero` meta nitkellmu fuq genetic testing irridu ngħidu li hemm diversi modi ta’ genetic testing. Jista` isir genetic testing ta’ omm li hija pregnant u allura jsir genetic testing tal-kundizzjoni tat-tarbija. Naturalment hemm ċerti metodi oħrajn li f’Malta m’humiex isiru li huma iktar bikrija li tkun taf il-kundizzjoni tat-tarbija li ma jidhirli li m’hemm l-ebda problema morali għaliex għandhom isiru għax genetic testing hija ħaġa imma jekk twassalx għall-abort hija ħaġa oħra. Genetic testing jista’ jsir għall-ġid ta’ l-omm u tat-tarbija.  Dik hija mod ta’ genetic testing. Pero` il-genetic testing li semmejt huwa dan: Illum ukoll qabel embrijoni marbuta ma’ l-in vitro fertilisation meta ġew fertilizzati fil-gameti jista` jsir pre-implantation genetic testing tal-fetu biex wieħed ikun jaf il-kondizzjoni genetika, mhux biss għax marbuta mas-sess imma jista` jkun a genetic trait fil-familja. Allura jridu jkunu jafu – barra minn Malta qiegħda ssir – biex jiġu eliminati dawk il-feti li huma carriers. Jiġifieri hemm pre-implantation genetic testing u symptomatic genetic testing li ssemma xi ftit l-aħħar darba.  Illum iktar ma nifhmu l-kondizzjoni ġenetika u x’qed jikkawża xiex u x’qed jiġi kkawżat miċ-ċelloli iktar inkunu nafu liema ċelloli jikkawżaw ċertu tip ta’ mard.  Illum nafu biex jiġi ikkawżat, per eżempju, il-breast cancer u jista` jsir pre-symptomatic genetic testing ta’ xi ħadd li għad għandu 15 jew 16-il sena li jaf li huwa carrier ta’ ċertu mard ġenetiku li jista` jseħħ u jista` ma jseħħx. Hemm problemi etiċi kbar.  Għandek tagħmlu dan? Hemm kura? Jekk m’hawnx kura għandu jsir. Voldieri dan huwa tip ta’ genetic testing li wieħed irid jiddiskuti. Naturalment forsi mhux daqshekk fl-immedjat fis-sitwazzjoni lokali. Pero` naħseb li dawn huma sitwazzjonijiet li fil-futur qarib se niffaċċjawhom f’pajjiżna wkoll. 

  THE CHAIRMAN: Grazzi. Issa se jkollna naqilbu daqsxejn għall-Ingliż għax għal din il-laqgha ħadna l-okkażjoni li nistiednu lill-Prof. Göran Herméren li huwa l-President of the European Group of Ethics in Science and New Technologies to the European Union.  

First of all thank you for accepting our invitation. As you are aware we are discussing biotechnology in Malta and the threat to human rights and so I invite you  to make your presentation about the subject. 

  PROF. GÖRAN HERMÉREN (President of the European Group of Ethics in Science and New Technologies to the European Union): Thank you very much. I have the honour to be asked to  speak to this important and distinguished committee and I hope that you will excuse me for my broken English. 

First of all I would like to say that the European group of ethics liaison the commission on various important  problems, also on stem cell research and use that I just heard you discussing. It consists of twelve members from different countries but they are not representing their countries. They are chosen on their individual qualifications and we work by publishing reports, by publishing newsletters and arrange stakeholders meetings and those sort of things, and I will be happy to answer questions, if you have any, on that later. This afternoon I took a walk in Republic Street and I came by a fountain with a very interesting inscription in Latin “omnibus idem” which means “the same for everybody”. Now this is interesting because if it is interpreted in one way it would lead you completely astray in health care. The same treatment for everybody, that would be a disaster. But the same human rights for everybody, that is a very important principle.

Speaking on human rights there has been a shift in bioethics - individual human rights focusing on atonomy  to public health,  the right to health, the right to food and the right to safety and in general focusing on conditions that promote social justice - and this is an interesting shift because it also calls attention and forces us to discuss the moral and opinions of rights, and olso the values.  I would like to say a few words on the moral and opinion.  When we talk about values we do not just identify a number of important values in society, like health,  knowledge, economic growth and so on, but we also have to take a stand on the ranking order.  As you can see on  the sheet that we are looking at, in a society there is  a number of values and they are all legitimate but sometimes that clash.  Freedom is a good thing, economic growth is a good thing, integrity, dignity and atonomy are good things. Knowledge, participation, democracy, justice are also good things.  All these are good things but sometimes they clash and then you have to discuss the ranking order which is most important. This debate on values is, I think, something that holds the European Union together.  What I mean by that is that in spite of the different traditions and histories of our countries there is something, I believe, that is distinctively European which distingushes us from the Americans, the Japanese and the developing countries. It may not be exactly the same set of values or exactly the same ranking order. We just heard the previous speaker talk about the two moralities in Malta. So there are differences between countries and within countries. But from a bird’s eye perspective you can still see the differences between the basic American values, the Japanese and the developing countries.

At the same time, if you look at the table here I think you must be aware that sometimes the same word is used in different senses. For example if you take social solidarity and if you think of the health care systems in European countries,  there is a long tradition of basing the health care system on social solidarity in one form or another. What you can see now is that this tradition is being eroded slowly, more room for market forces in my country and in many other countries as well.  Also, social solidarity could mean very different things. For example, in a weak sense it means only that you provide help to those who are underprivilged and those in need. The marginalized groups, in a stronger sense, you give them help before you do anything else.  You give them so much help that the difference between the top and the bottom, between the underpriviliged and those in a normal standard of living, is diminished.  And in a still stronger sense you can say that  this help is to be provided within a certain amount of time.  So it is an idea that can be given different meanings. And I think that our mission in the European group of ethics is to contribute to this European identity by taking the values enshrined, for example, in the chart of fundamental rights to which we also contributed, and then apply them to different problems. We issue two reports every year on very diverse subjects, stem cell research and use, clinical trials in developing countries, now we writing a report on implants in the human brain which can be controlled from outside. It is a very different subject but we use the same set of values and by applying them to concrete situations we give them substance and in a way specify what the European identity is about. 

Now there are tensions, as I said, between these values and there are also tensions between different perspectives.  I mean that if you take the individual perspective the doctor is required to do what is in the best interest of his patient. That has a long history, it goes back to Hippocrates and you find it again in the declaration of Geneva of 1948.  But there is also society perspective where the resources have to be used in a cost effective way and no society can afford to give every patient what is in his best interest because the budget will collapse if you try to do that. So then if you are employed by the national health service and want to do the best for the patients, you are at the same time responsible for how resources are used within the national health service. So then there is a tension between thinking on a society level, which means that you must prioritise, and thinking what is in the best interest for that patient.  

Now debate precedes legislation and I think that the standard order is that you have a problem and that you have debate and you appoint a parliamentary commission and then you end up by legislation. That is, I think,  the standard and the proper way of doing that. Now the wrong question to ask  is: Should  we have professional  self-regulation or should we have legislation? This is a wrong way of putting the question because the quick way is to say that we need both, of course. And the question is to what extent, one and the other, and what about the integration.  The problem is to what extent do we need professional self-regulation and to what extent do we need legislation and how they will be integrated. Of course you know very well that there are many forms of regulation. But there are also other ways, for example, adopting international guidelines which will have a sort of legal force and you have guidelines by professional regulation. There is of course economic ways. You can regulate by taxes, by fees and that sort of things.  You can also regulate by information and by education.  And again, it is not one or the other because they all have strong points and week points, pros and cons which are the advantages and the disadvantages.

 As to legislation there are different types.  You can  regulate the contents and go into details. Another form of legislation is to regulate the procedures, to regulate how problems are to be solved. For example in Britain you have the human fertilisation and embryology agency and when problems come up they are returned to this agency, which of course there is a law behind, and they deal with them. There could be a role in a similar way for the ethics committee and in my country there is a legislation on bioethics and the ethics committee have a role to play. Bur law makers do not specify in detail what the ethics committee should do.  They specify the starting points, the basic principles, the composition, but not the details.  

Of course there are many types of ethics committees.  There are research ethics committees which look at applications for research projects, and they approve or disapprove. There are national ethics committes which deal with policy questions and do not necessarily have to deal with research. For example, one of the important functions is to consider new technologies which could undermine important society values or the respect of human dignity or something like that.  If you look at the horizon and read the scientific newspapers you can see nano technology is coming. Lot of money is invested in nano technology and if it will probably raise problems for the environment, for  integrity and safety. These problems need to be discussed early, before the investment is made, and the national ethics committees have an important  role to play in that matter.  

I think that  the mandate and the functions of these various committees are very different. Obviously national ethics committees advise governments. The hospital ethics committees advise hospitals and the national ethics committees identify new issues like the one I have just mentioned. A very important function of the national ethics committees is to promote public debate. Research ethics committees could also do that but this should be done, in particular, by the national ethics committees. Of course, the research ethics committees check applications and say yes or no, approve or disapprove. So there are decision making committees.  And of course if  they are decision making committees, they ought to have a legal force. Then there have to be a law about the role of these ethics committees. 

As I said before the values and the norms are holding the European Union together but at the same time there are different moralities and different interpretations of what solidarity means. Then promotion of public debate is important because you want the sequence; problem, debate, committee or commission and legislation. You do not want to start with legislation. Now this can be done in some five or six different ways. The first condition is that the advice given by the committee is public. It cannot be secret because then there can be no debate about it, and you must allow minority opinions.  For example, in the Swedish council of ethics and also in the European group of ethics sometimes there are minority opinions which are listed together with the reasons for the dissenting view.  Of course, this is very good fuq public debate because then people can see that there are different options and different reasons pro and against them; the reasons for the majority opinion are these and the reasons for the minority opinion are these other considerations.

Secondly reports must be published. I mean you have to publish reports in order to stimulate debates bcause what we want is an informed debate. And of course information is not always easy to find, and sometimes it is controversial as we also heard from the previous speaker. So people have a different view on how to interpret the scientific facts and the interpretations should be presented clearly in a non-technical language so that people can take the stand on them. You also have to arange hearings where you invite different stakeholders, i.e. NGOs and people concerned. You need to listen to scientists, you need to listen to churches and you need to listen other people who directly or indirectly are concerned or involved in this because you need to here the view from different perspectives for the simple reason that when we look at something, all of us, what we see is something that we interpret.  We have certain experiences, we have a certain set of values, we have a certain professional background and so on.  So different people have different perspectives. And of course if you allow different perspectives to be discussed, then the decision later on will be better because you have heard all the different views. 

So information is important and it has to be available and distributed. Books are good for people who read books but not everybody read book, so sometime you want concise sheets of information. That is something that the national committees of ethics or other bodies could present.  Sometimes we also  invite people who we know have different views on the subject and ask them to present their view so that the reader can read the various chapters and gets picture of what the debate is about. And the Danish council of ethics which has no money than the Swedish has, use the schools to promote debate. So there are many ways in which this could be done.

But of course all this requires independence of the ethics committee. It requires competence by the people sitting on the committee. It requires a multi-disciplinary committee so that you have different perspectives represented. Of course, It also requires some funds. 

I want to come back and stess the importance of dialogue because if we have different options, different stakeholders and different people concerned… In abortion which we also discussed I mean there is the woman and there are lots of other people concerned. If you promote a dialogue between stakeholders and persons involved with different perspectives, then they can learn about each other, they can learn form each other and they can also learn about  themselves. Because the first natural instinct is to say: These people who hold different view from the views I hold myself are very strange. It must be due to their particular background perspective and so on. And if you discuss more with them maybe that you will find  that in their eyes your views are also strange and your views depend on a particular perspective that you have; your background, your upbringing, your values and so on. So this dialogue is very important for the reasons that I mentioned. Of course you can import legislation from Italy, from UK or  from Germany but this type of legislation has to function in Malta. It has to be related to what the people of Malta want. And in order to find out that you need to promote these dialogues. 

I think that the general strategy which I have found to be very useful in starting debates on difficult subjects is to begin by identifying something in common. Because if we cannot agree on a starting point then there is no way in which I can have a constructive and an informed debate. So usually we must begin by stating what we know about the case and the background. And that includes not just medical facts, social facts, legal facts,  whatever is relevant and who are the stakeholders and who are the people concerned.  These are things that are more easy to agree on. Then you should distinguish between questions of procedure; how the debate should be conducted and questions of substance. By substance I mean both the facts of the case and the norms and values, and in both cases trying to establish a platform. For example, the charter on fundamental rights and the Oviedo declaration and documents like that help us to establish a platform.  And if you want to depart on some particular point, then you can have discussion about that. Then you proceed step by step so that the others can follow you from what is comparatively simple and to what is difficult or more controversial questions.  If you do it like that then you see where our roads part and maybe you can also see what you  need in terms if scientific investigations or other investigations in order to take a step forward. At the end if there are multiple or different moralities in the society, you should be explicit about that.  You should also be explicit about the consequences. You can say yes to “this” and no to “that” but then what are the consequences of saying yes to “this” or no to “that” and if you are honest and say no to something you must also accept the consequences.  If you say no to aborted foetuses, then of course you can say no to vaccines derived from aborted foetuses. But you can also say that this was a tragical end and now something good may come out of it. You can separate the person who decided about the abortion from the person for whom the vaccine is produced.  What you do not want is that the abortion is started in order to provide vaccines. That would certainly be wrong. But you have to be explicit about these value practices. 

Now as I said when I spoke about these paltforms, you can get some help from international documents and I am very pleased to hear that the Maltese government indicated that he is intened to sign the Oviedo Convention because that could really be a starting point and  a help to carry out these discussions. Also, if you want to make exceptions to one of the articles you can have a disscussion on that.  

So these difficult dialogues, even if you follow this procedure, will take time and time must be allowed because it is an investment. I mean you should look upon these debates as an investment because if you do not it you will be worse off later. Now you must spend some time  to find out what people want, what the common interests are, what the minority wants and what the majority wants and then you can get a much better legislation. It is time consuming. 

Now my time is over, thank for your attention and I will be happy to answer any questions that you might have. 

  THE CHAIRMAN: Thank you very much for your presentation. Any Questions? Hon. Chircop.

  HON. KARL CHIRCOP: First of all thank you  for attending this meeting this evening. My difficulty is not in so far as the legislation is concerned really. It is more about the future and the nitty gritty of the day-to-day work which eventually the committee would face.  What sort of international aids exist to deal with specific cases? I am asking this  because judging from our files, our country especially when it comes to genetics as you may know certain diseases are of a very low incidence.  So we definitely are going to need international help to be able to deal with particular cases. What sort of international help and aid does exist, being by internet or whatsoever? How can we tap in on international help in this respect? 

  PROF. GÖRAN HERMÉREN: What do you mean by international help?   
  HON. KARL CHIRCOP: I envisage that probably the committee is going to encounter a lot of difficulties when it comes to take certain decisions because it is very diffucult to deal with certain rare cases. So how can our Maltese committee get help form abroad?

  PROF. GÖRAN HERMÉREN: When I spoke about international help I had in mind the conventions and declarations of the Council of Europe, the United Nations and so on.

  HON. KARL CHIRCOP: What I have in mind is how our country is going to get information on how other countries dealt with particular cases.

  PROF. GÖRAN HERMÉREN: I  tell you how we work in the European group and then I come back to your question. When we decide on a topic we appoint one or two rappoteurs who have a prime responsibility for collecting material. Then this is discussed in working meetings and everybody contributes - you know, add things, delete things - and we will look at much of the literature which is available on the internet and we can find out information elsewhere. So we work on the document internally for some time and then we call on experts from other countries. Then we arrange round table meetings, as we call them, and we invite about 100 people from NGOs, the Scottish Presbyterian Church is always there for some reason, and we have a debate with them. Then we polish  the report and publish it. So in a way our reports are also international documents that could be used. Now of course if you want to apply that to problems that you have in Malta you have to take into account that the situation is different. And if the report is well written there should be a possibility to apply it to a specific situation. But this may require some work from you. If you think of the Oviedo convention, for example, it provides a minimum protection and if you want you can add to the protection.  That is stated very explicitly in the convention. If you want you can also take exception before you sign to certain articles. For example we said  that the human body, as such, should not be raised to financial gain and that the production of embryos for the sole purpose of research is forbidden. If you want to take exceptions to one those you can do so in advance, no problem.  It is a starting point and of course the reason why I stressed the dialogue about the values in the Maltese society is that if you want to take exceptions to some clauses or if you want to increase the protection on something you would need to know what the Maltese population wants and you would need to know what they want given that they are informed about the options and had had some time to reflect on the options. We all know that media plays an important role because it can push the public opinion in “this” way or “that” way.  If you want an informed debate, then the ethics committees could have an important role as I suggested by the six points with which public informed debate can be promoted. But of course Sweden is a different country from Germany and Germany is a different country from UK and Malta. We can all have the same international document as our guiding principles but of course information is interpreted differently in different sorts of societies. But if we have a common declaration, common guideline, we can at least discuss the various interpretations so that we can have some point of reference on which the dialogue can continue. I think that is very important. For example, Ireland and Sweden have very different views on abortion but if both countries sign this treaty, they can meet, they can discuss and things can change. So I think that these international declarations fulfil many important functions as instrument for dialogue. And again they provide minimal protection and you can add more if  you want to and you can make exceptions to certain clauses.   

  THE CHAIRMAN: Any other questions? Hon. Gonzi.
  HON. MICHAEL GONZI: In your presentation you never mentioned anything about household surveys or referenda.  What basis do they have in getting equipped ethical…

  PROF. GÖRAN HERMÉREN: Surveys could be important provided that the questions are not phrased in a misleading way and provided that the problem and the alternatives are clear. We soemtimes ask scientists to do studies for us and surveys are  included with that.  So if you want to find out, for example, under what conditions samples are collected, procured and accessed then you write to different countries and different data banks and they will answer your question. 

You also mentioned the referenda.  That is good because that presupposes that the alternatives are clear and presented in a non misleading way. If that is done, it is fine.

  HON. MICHAEL GONZI: But when we are speaking of an ethical committee, if the people say that they want “this thing” when ethically or morally speaking, especially in religious country like ours, is not right then what would be the decision of the committee? 

  PROF. GÖRAN HERMÉREN: You mean the committee says “no” and the people say “yes” or the other way round. 

  HON. MICHAEL GONZI: One other thing before you answer to that. You also said that it is important to get the views of  the minority groups.  Now if you already labelled  them as a minority group - so they are not agreeing with, sort of,  the normal population - don’t you think you made a biased decision already? Did you understand me?

  PROF. GÖRAN HERMÉREN: Can you repeat please so that I can understand?
  HON. MICHAEL GONZI: While you were presenting your speech you said that it is very important that we listen to the minority groups as well. If you already labelled them as a minority group -  if they are a minority group it means that they do not agree with the majority - don’t you think ou made a biased decision or declaration?      
  PROF. GÖRAN HERMÉREN: I do not agree with that because if you have a committee with ten members and two people dissent from the majority you just have to count to find out who is the majority and who is the minority. I do not see any problem in that. And it will be  similar if you make a survey in the country. You would find out what is the majority and what is the minority. You just have to count the people, provided that the questions are put in a clear and non misleading way. So by labelling someone that he belongs to the minority I certainly have not made a biased decision. And I think that is you take democratic dialogue seriously and if you want to promote a debate it is very important for an ethics committee to be open about dissenting views in the committee because as I said that could promote thinking. And again I want to stress that these international documents or guidelines are not meant to replace thinking but they are there to stimulate thinking. And they are not meant to state the values but we should accept that  they are meant to remind us of values that are important in the European Community, but then of course we have to discuss how to implement and apply them to the specific culture situation, in this case, in Malta. And I know that Malta is different from Germany, Sweden or Finland, so it is up to you to deal with that but I think that the principles of how to deal with that should be the same in the family, if I may talk of the European Union as the family.

  THE CHAIRMAN: Thank you very much for the interesting views you gave us about the topic. I am sure that the committee will take them in consideration  in the coming weeks when we continue to discuss this subject.
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