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Abstrakt

Etické problémy Alzheimerovej demencie (AD) predstavuju panel, ktory
charakterizuju: etické problémy demencii, etické problémy genetického tes-
tovania, etické aspekty skriningu, etické aspekty starostlivosti o chorych.
K nim sa pridruZuju etické aspekty alokacie prostriedkov a priorit zdravotnic-
kej starostlivosti. Veducim problémom je autonomia pacienta a s nim spojeny
informovany sthlas a ‘pravo na vlastnd DNA’. Diagnostické testovanie, ak je
klinicky indikované, treba vykonat za prisneho dodrziavania etickych noriem.
Presymptomatické testovanie (vo forme skriningu) nie je zatial ani eticky, ani
odborne odovodnené.

Kltucové slova: Alzheimerova demencia, skrining, etika

Rozhodovacie procesy v klinickej praxi, ale aj v biomedicinskom vyskume
musia byt zalozené na dodrziavani zdkladnych bioetickych principov. Tieto
principy zahffiaja najmai:

1/ autonémiu (pravo pacienta na sebaurcenie /identita/),

2/ beneficienciu (povinnost poskytnut dobro pacientovi),

3/ non-malefacienciu (povinnost neskodit pacientovi),

4/ pravdivost (povinnost hovorit pravdu),

5/ dovernost (pravo pacienta na riadenie informadcii o sebe),

6/ spravodlivost (spravodlivost v rozdelovani dobra a sluZieb),

7/ kontrolu kvality.

V mnohych klinickych ale aj vedecko-vyskumnych situdciich je aplikicia
tychto principov bezkonfliktova a etické rozhodovanie je priame. Iné situicie
mozu predstavovat konflikt medzi jednym ¢i viacerymi principmi. Vznikaji
tak etické dilemy. Etické pochyby az dilemy sa mo6Zu objavit vtedy, ked zdra-
votnicky pracovnik by mal vyvazit moralnu zodpovednost k svojim pacien-
tom s protichodnou zodpovednostou voci spolocnosti.

Zdravotnicka starostlivost o demencie vObec, a Alzheimerovu demenciu

Avg

(AD) zvlast, predstavuje oblast preplnenu potencidlnymi etickymi probléma-




mi, ktoré su ¢asto nepoznané a zdravotnickymi pracov-
nikmi neuzndvané. Klasickym prikladom takéhoto kon-
fliktu je situdcia, ked pacient s diagnostikovanou demen-
ciou tvrdosijne vyjadruje prianie nadalej Soférovat. Ide
o konflikt autonémie s konfliktom beneficiencie, ale za-
roven i konflikt individudlny a konflikt spolocensky
(ohrozenie inych ucastnikov cestnej premavky). Diskusia
uvedeného etického a prakticky zdanlivo jednoduchého
problému u pacienta s AD by bola vel'mi rozsiahla.

V ramci demencii ma AD zvlastne, Specifické posta-
venie. Je dané ciastocne urcitymi klinickymi charakteristi-
kami AD. Napriklad tym, Ze v protiklade k inym geneticky
determinovanym stavom sa zac¢ina prejavovat aZ vo vySsom
veku a casto je sprevadzana velmi dobrym fyzickym sta-
vom pacienta (vid byvaly americky prezident R. Reagan).

(Tym sa odliSuje napriklad od tzv. multiinfarktovych
demencii u aterosklerotickych stavov.) Najnovsie objavy,
tykajuce sa genetiky, polymorfizmu a acasti apolipopro-
teinu E, jeho alely TM4 v patogenéze ochorenia, ucasti
alfa-1-antichymotrypsinu, tau proteinov, ¢i inych dalSich
génov, Cinia toto ochorenie jednak l'ahSie diagnostikova-
tel'nym, jednak perspektivne snad liecitelnym.

Etické problémy AD, najmi v oblasti diagnostiky,
predstavuju: subor etickych problémov spojenych s de-
menciou a etickych problémov spojenych s genetickym
testovanim. PretoZe ide o populdciu pacientov, ktord je
relativne ¢o do pocetnosti vyznamna, pristupuji tu
i aspekty etiky skriningu. K tomu sa moZu pripdjat etické
aspekty starostlivosti o chorych s demenciou.

NaSe uvazovanie pri tejto prilezZitosti nerozsirime
o dal$ie zavazné problémové okruhy, akymi su etické
aspekty alokicie finan¢nych prostriedkov, ekonomické
a socidlne priority v podmienkach prebiehajicej reformy
zdravotnictva a s nimi spojené etické otazky.

Mozno predpokladat, Ze AD sa bude v buducnosti ve-
novat podstatne viac pozornosti. Tato si AD zaiste zasluzi
nielen pre svoj klinicky obraz, vysoké naroky na oSetrova-
tel'sku starostlivost v rodine i zo strany spolo¢nosti, ale aj
pre pomerne vysoku prevalenciu v populacii. Vykonali
sme opakovane v piatich velkych psychiatrickych lieceb-
niach v SR, dvoch domovoch doéchodcov a kontinualne
na neurologickej a psychiatrickej klinike MFN skrining
vyskytu alely epsilon4 apoE u pacientov s diagnézou de-
mencie, pricom ani jeden z vySetrenych nemal predtym
stanovenu diagnézu AD. Zistili sme, Ze az u 31% pacientov
vedenych ako multiinfarktova (stareckd) demencia ide
v skuto¢nosti o AD. Teda AD je i v SR ¢astym ochorenim.

Druhy dovod zvySeného zaujmu suvisi s prvym. Na zi-
klade poznania genetického podkladu a patomechaniz-
mu AD mozno oc¢akavat objavenie sa novych, uc¢innejsich
sposobov liecby tohto doteraz neliecitelného ochorenia.
Zatial vSak ide len o sl'ubné perspektivy.

Systematicky skrining v kontexte koncepcie preven-
tivnej zdravotnickej starostlivosti (teda nielen mediciny)
ma na zreteli tak dobro jednotlivca, ako aj spolo¢nosti.
Avsak i tu existuje napitie, ak nie rozpor, medzi individu-
alnymi a kolektivnymi pravami, ¢i ndrokmi. Kladie sa tu
viacero zavaznych otazok.

MozZzeme vynakladat drahé prostriedky na diagnostiku
ochorenia, pre ktoré zatial nemame ucinnu lie¢bu? (Jed-
no klinické vySetrenie a vySetrenia metodami DNA analy-
zy pri pouZiti komercnych stprav stoji priblizne 1.300-
1.500 Sk. Dalo by sa sice vykonat aj lacnejsie, ale to si zas
vyZaduje prislusné laboratorne vybavenie). Bude sa v bu-
dacnosti toto vySetrenie vykonavat u starSich Tudi, ked
uZ teraz su problémy s hradenim molekulovej diagnosti-
ky a liecby genetickych ochoreni u deti - a to dokonca
i tam, kde existuje uz dostupna ucinna lie¢ba (napr. vro-
dené poruchy metabolizmu - fenylketonuria, monogén-
nové hyperlipoproteinémie, a pod.). Bude sa vySetrenie
aplikovat u vSetkych nositelov alely TM4, i ked v sucas-
nosti eSte nevieme u kol'kych a ktorych z nich sa skutoc¢-

ne vyvinie AD?. (Je zname, Ze AD vznikne len u ¢asti nosi-
telov spominanej alely (2), (5).)

Dalsi okruh problémov: ziskanie informovaného su-
hlasu (informed consent) pacienta s vySetrenim a liec-
bou. Tato poZziadavka suvisi s reSpektovanim autonomie
pacienta, ktord je uholnym kamefiom principov medicin-
skej etiky. Vela pacientov s demenciou nemoze dat sku-
to¢ny informovany suhlas ani s planovanym vySetrenim,
ani liecbou. V poslednej dobe sa zaviedol pojem tzv. aktu-
alnej autonomie, ktora predstavuje stanovisko pacienta,
ktory ma Specificka vyvojovu historiu (anamnézu), osob-
né postoje, projekty a hodnoty, a ktord existuje v dyna-
mickom vzdjomnom vztahu so socidlnym svetom.

Zavadzaju sa i dalSie pojmy, akymi su napriklad ‘na-
hradny suhlas’, ¢ize ‘sthlas v zastiupeni’ (proxy consent) -
ide o nieco podobné, ako ziskanie suhlasu zikonného
zastupcu u deti; pripadne ‘suhlas dopredu’ (advanced
consent); pricom sa micky predpoklada (casto, ale chyb-
ne), Ze pacient nasej informacii rozumie. Za eticky uspo-
kojujuci sa vSak poklada az tzv. ‘dvojity sahlas’ (double
konsent).

S otdazkou autonémie a informovaného suhlasu suvisi
okruh problémov spojenych s oznamovanim informacie
o vysledku realizovaného vySetrenia. Vysledok sa tyka -
pretoZze ide o genetické ochorenie - nielen pacienta s AD,
ale i jeho pribuznych. S tymto aspektom suvisi jednak
plna a pravdiva informacia, ale i jej dovernost.

Z hladiska vySetrenia pribuzenstva by iSlo o presym-
ptomatické genetické testovanie v pripade, Ze by sa pri-
buzny rozhodol poZziadat o vySetrenie (1). Mime mu také-
to vySetrenie poskytnut? Vieme odhadnit, ¢o mdze taka-
to informacia v pripade pozitivity znamenat? MdZeme ta-
kuto informdciu odmietnut, ak zistime u probanda pri-
tomnost alely TM4, ktora je sticasne indikatorom vysoké-
ho rizika pre predcasnu aterosklerozu?

Ako postupovat u prepracovaného, vysokoprofesi-
ondlneho intelektudla s nadpriemernou inteligenciou,
stredného veku, prehlteného informaciami, trpiaceho na
zabudanie a poruchy vstiepivosti, ktorého pribuzny trpi
na AD, ked sim pozaduje vySetrenie? Mame mu takuito
informaciu odopriet, ak zaroven uz trpi javi priznaky
ischemickej choroby srdca (ICHS) (alela TM4 je u ICHS
vyznamne frekventnejs$ia)? Ak mu aj tato informaciu po-
skytneme, ma byt uvedena v zdravotnom zazname, a tak
vlastne dostupna kazdému, kto vezme zaznam do ruky?
NezneuZziju ju posudkovi lekdri, zamestnavatelia, poistov-
ne? Takéto snahy sa v USA, aj inde vo svete, uZ objavili.

Alebo inak: Mdme pravo informovat o potencidlnej
predispozicii takého zavazného ochorenia? A na druhej
strane - ako sa zaisti dovernost lekarskej informdcie v za-
riadeniach socidlnej starostlivosti? MoZeme si dovolit pre
budtcnost takuto informdciu, ziskana niro¢nym a na-
kladnym spdsobom, utajit pred verejnostou? Ak ano, ne-
mali by sa tieto informdicie zaviest do genetického regis-
tra? Tento aspekt vSak suvisi uz ¢iasto¢ne aj s problemati-
kou medzinirodného projektu vyskumu ludského geno-
mu (tzv. projekt HUGO - zamerany na mapovanie l'udské-
ho genomu). Vieme, Ze sucasné genetické mapy a celko-
vy pristup k mapovaniu uz maja malo l'udského. Ako zais-
time, aby sa ziskana DNA nezneuZila na dalSie testovanie
inych génov, polymorfizmov, ai., bez vedomia a sihlasu
pacienta i po jeho smrti (‘pravo na vlastni DNA”). Nedoj-
de v buduicnosti k zmene pohladu na ¢loveka, ak sa zme-
ni spolocenské vnimanie? Nebude sa v buducnosti pri-
tomnost alel genetickych markerov AD hodnotit v spo-
lo¢nosti uplne inak ako dnes? V spoloc¢nosti sa uz dnes
inak hodnoti geneticky podmienené ochorenie, ako na-
priklad kratkozrakost, obezita, a inak schizofrénia, ¢i
alkoholizmus - a i to sa liSi spolo¢enskym postavenim
probanda a geograficky.(7)

Sucasny stav etickej problematiky prediktivneho tes-
tovania AD by bolo mozné zhrnut nasledovne:
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1. Ak sa odhliadne od niekolkych pripadov zriedka-
vych “familiarnych AD so v¢asnym prejavom”, podmiene-
nych muticiami génu pre proteinové prekurzory amylo-
idu (amyloid precursors protein - APP), doba pre vSe-
obecné presymptomatické testovanie AD eSte nedozrela
(6). Diagnostické testovanie sa moZe indikovat z klinické-
ho hladiska, pricom genetické testovanie sa musi vyko-
nat za podmienok ddsledného dodrzania prisluSnych
etickych noriem. (Pripadné konflikty etickych principov
v konkrétnych pripadoch sa odporuca prediskutovat
s etikmi, pripadne v ramci prace etickej komisie).

2.V pripade, Ze rozvoj poznatkov o AD a jej laborator-
nom testovani dosiahne vyssiu uroven, budua pravdepo-
dobne ako urcité voditko pre vypracovanie rozhodova-
cich algoritmov vhodné stucasné etické smernice pre tes-
tovanie Huntingtonovej choroby.

3. Dalsi skiimanie tychto problémov musi primerane
zahrnut tak molekuldrnobiologické, ako aj psychosocidl-
ne dosledky testovania (v sic¢asnom vyskume sa tento
druhy aspekt casto zanedbava) (5).

4. Nevyhnutnymi predpokladmi dalSicho rozvoja st
medzindrodna spoluprica a seriézne informovanie verej-
nosti. Verejnost musi diskutovat o etickych aspektoch AD
uz kvoli nevyhnutnej alokicii verejnych prostriedkov do
zdravotnictva. Treba sa vSak uzkostlivo vyhybat, neraz
velmi dramatickému a dramatizovanému, nepripustné-
mu zverejneniu genetickej informacie, ako sme toho
svedkami v sucasnosti, dokonca i u nas (5).

5. Uholnym kameniom kazdého testovania AD musi

byt - okrem dodrZziavania vSeobecnych etickych princi-
pov - Specificky suhlas pacienta, kompetentné poraden-
stvo, dovernost informacii a zohladnenie vSetkych do-
sledkov zistenych zavaznych skutocnosti (4).
Zda sa, ze sa nachddzame na ceste, na ktorej mozno oca-
kavat vznik eSte zlozitejSich problémov, neZ s akymi sme
sa doteraz stretli v suvislosti s genetickym testovanim.
Preto je potrebné si uvedomit mozné buduce rizika a byt
pripraveni na konfrontaciu s nimi v praxi.
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ETICKE ASPEKTY
O STARYCH LUDI

STAROSTLIVOSTI

Karol BoSmansky

Vyskumny ustav reumatickych chorob, Piestany, Sloven-
skd republika

Abstrakt

V ramci pastoralnej starostlivosti o tazko chorého
a zomierajiceho sa poukazuje na Styri momenty, ktoré su
pri rieSeni tejto problematiky v popredi. V prvom rade je
to velmi casto diskutovana otdzka, ¢i hovorit pacientovi
pravdu, Ze jeho choroba smeruje neodvratne k smrti.
V sucasnej dobe je vSeobecna zhoda, Ze chory ma pravo
byt informovany o svojej chorobe. Za druhé sa ma res-
pektovat Zelanie zomierajuceho, ked si ziada poskytnutie
duchovnej utechy. Tretia zasada je: pri tiSeni bolesti treba
zachovat jasné okamziky chorého - termina lucida - pre
moznost vybavenia si sikromnych zileZitosti. Stvrtym po-
stulatom je usmernit Ziadost pacienta, ked' poziada o eu-
tandziu a nahradit ju opravdivou l'udskou starostlivostou
a pozornostou zo strany najbliz§ich pribuznych.

KIucové slova: pastordlna starostlivost o umieraju-
cich, tazko chori a umierajici, eticka starostlivost o staré-
ho cloveka

Svetova zdravotnicka organizacia definuje zdravie ako
plné telesné, dusevné, sociidlne a duchovné blaho clove-
ka. Staroba prindsa so sebou cely rad problémov a byva
poznacend roznymi chorobami. Z uvedenej definicie vy-
plyva, Ze aj v tomto obdobi sa treba usilovat o uplné
uzdravenie, zndSanie utrap chronického ochorenia a dos-
tojné a pokojné zomieranie. ZvySend ucta k Zivotu je zi-
kladom pristupu k problémom cloveka tretej generacie.
Pri oSetrovani starého a chorého cloveka si treba uvedo-
mit, ¢o vSetko tento ¢lovek v tomto stave strica. Je to po-
stavenie, Zivotna istota, sikromie, zZivotny rytmus, vol-
nost pohybu, moznost aktivity a pod. K tomu pristupuje
bolest, slabost, nemohucnost, rozne obavy, neprijemné
vySetrenia, mozno aj neprijemni spolupacienti a mnoho
dalsich neprijemnosti.

Z definicie zdravia mozno odvodit $tyri okruhy po-
trieb tazko chorého ako uvadza Svatosova [3]:

- potreby psychologické - patri sem reSpektovanie
I'udskej osobnosti a pocit bezpecia;

- potreby socidlne - ¢lovek je tvor spolocensky a pre-
to nechce byt izolovany ani v ¢ase choroby, ani pri zo-
mierani;

- potreby duchovné - kazdy potrebuje vediet, Ze jeho
Zivot mal do poslednej chvile svoj zmysel.

V ramci nasho prispevku o pastorilnej starostlivosti
o starého tazko chorého a zomierajuceho cloveka, chceli
by sme poukazat na Styri momenty, ktoré st z tohoto hla-
diska v popredi [1, 2, 4, 5, 6].

1. V prvom rade je to vel'mi casto diskutovana otizka,
¢i povedat pacientovi pravdu, Ze jeho choroba smeruje
neodvratne k smrti. Psychologovia zistili, Ze skoro kazdy
zomierajuci chory pozna zavaznost svojho stavu, ¢i uz mu
tato skutoc¢nost niekto oznami alebo nie. V kazdom pri-
pade by mal lekdr chorému povedat alebo naznacit, zZe
jeho choroba je vazna. Pri tom mu nesmie vziat nadej, Ze
sa jeho stav moZe zlepsit, ¢o sa v praxi dost ¢asto stava.
Velmi zileZi na spdsobe ako lekdr tito zavaznu vec pa-
cientovi povie. Niekedy sa doporucuje povedat paciento-
vi len tolko, kolko sam chce pocut a hovorit len vtedy,
ked to chce pacient pocut.

Vela sa uz diskutovalo i napisalo o etickej povinnosti
lekara pravdivo informovat umierajuceho chorého. Este
si Zivo pamitame na obdobie, ked sa zdravotnicki pra-
covnici snazili o to, aby sa chory nedozvedel o vaznosti
svojho stavu. V pritomnej dobe je v3ak vS§eobecni zhoda,
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Ze chory ma pravo byt informovany o svojej prognéze,
aby si mohol zariadit svoje vCasné zaleZitosti a sustredit
sa na svoje duchovné potreby. Rozsah informacie vSak za-
visi od osobnosti a aktudlneho stavu chorého. Casto je
lepsie informovat najblizSich pribuznych alebo priatelov.
Je vel'mi doleZité, aby lekar oboznamoval chorého s jeho
situdciou postupne a daval presvedcenie, ze lekar pred
nim ni¢ nezatajuje, Ze mu je vzdy k dispozicii a Ze sa ho
v nijakom pripade nevzda.

Takato spolupraca lekdra so zomierajucim pacientom
zavisi nielen na jeho skusenostiach, ale tieZ na tom ako je
sam zmiereny so skuto¢nostou umierania a smrti a veri
v osobntl nesmertelnost ¢loveka. Pre obdobie umierania
plati dvojnasobne, Ze vSetci, ktori prichadzaju do styku
s umierajucim pacientom, by sa mali snaZit pochopit jeho
duseny stav a vyuzit kazdu prilezitost, aby mu pomohli
prejst €o najlepsie tymto doleZitym Zivotnym usekom.

Doprevadzat znamenad ist kus cesty spolocne. Ak sa
objavi na scéne lekar alebo sestra v poslednom dejstve
celozivotného scendra, moze s nim ist len ostavajici maly
usek. Moze to vSak znamenat velmi mnoho pre cloveka,
ktory uz na tomto svete nikoho nema.

2. Ked niektory tazko chory alebo zomierajuci pa-
cient v nemocni¢nom zariadeni prejavuje Zelanie, aby ho
navstivil kflaz, tak pravdepodobne patri do nejakého cir-
kevného spolocenstva. V tom pripade jeho Zelanie sa ma
reSpektovat. Ak je jeho stav vizny, tak po dohode s oSe-
trujucim lekarom alebo primarom oddelenia ma byt pris-
tup knaza povoleny kedykolvek. U chorych v kritickom
stave alebo zomierajicich aj pri vyhlaseni zikazu navstev.
Je to v sulade s etickym kédexom Prav pacientov, ktory
vznikol v nadviznosti na Listinu zakladnych prav.

Stava sa, Ze neveriaci [udia sa v zivere¢nom obdobi Zi-
vota obracaji k Bohu. Casto nastiva zmena hodnotovej
orientacie, ¢o suvisi s bilancovanim Zivota. Kazdy ¢lovek
v tejto situdcii potrebuje vediet, Ze sa mu odpustilo, a ma
potrebu i saim odpustat. Kazdy clovek potrebuje vediet,
Ze jeho zivot mal a md zmysel do poslednej chvile.

3. Dalsou povinnostou oSetrujtiiceho lekara je utisit sil-
né bolesti. Lieky proti bolesti sa ¢asto musia podavat
v dostato¢nych diavkach a dostatocne casto so sledova-
nim ich acinku. MozZe sa stat, Ze sa niekedy opiaty predpi-
suju bez ohladu na aktudlnu potrebu a duSevny stav pa-
cienta. Lekarske umenie vSak spociva v utiSeni bolesti ta-
kym sposobom, aby sa jasné okamziky (termina lucida)
pacienta mohli naplno prezit. Je zname, ako niekedy na-
liechavo potrebuje umierajuci ¢lovek oznamit nejaka spra-
vu, dat si niektoré€ svoje veci do poriadku a pod. Potrebu-
je vSak k tomu prileZitost.

4. Niekedy sa stdva, Ze trpiaci chory sa niekedy citi
zbaveny vsetkej nadeje, citi sa opusteny a preto Ziada le-
kira, aby mu urychlil smrt. Ziada o eutanaziu. Tento ¢lo-
vek vSak potrebuje nalichavo pomoc. Ak sa mu dostane
opravdivej l'udskej zdravotnej starostlivosti a pozornosti
jeho najblizsich, ak sa podari utiSit jeho bolest, obnovi sa
jeho zaujem o zivot. Vdaka emocnej podpore oSetrujice-
ho personilu i jeho najblizSich pribuznych, takyto stav uz
casto nie je d'alej dovodom pre poZiadanie o eutanaziu.

Castou pri¢inou Ziadosti o eutaniziu mozu byt bolesti
alebo iné nezvladnuté priznaky jeho choroby. Dalsim do-
vodom moZe byt obava, Ze je chory na zataZ svojej rodine
alebo, Ze mu chyba pocit bezpecia. Vynimku predstavuju
dusevné choroby, to v§ak musi posudit psychiater.

Lekari i ostatni zdravotni pracovnici sa stale viac
a viac venuju otazkam terminalnej starostlivosti. Zicas-
tiluju sa na diskusiach pri roznych prilezitostiach doma
i v zahranici. Oboznamujua sa so psychologickou proble-
matikou termindlneho Zivotného obdobia a snazia sa
prispdsobovat svoje chovanie zvlastnostiam psychickych
reakcii jednotlivych chorych. Podstata smrti zostava ta-
jomstvom, ktoré na tomto svete nemozno uplne odhalit.
Situdcia pri odchode cloveka je priazniva pre osobné za-

myslenie sa nad najzavaznej$imi otazkami Zivota a smrti.
V priebehu dejin sa stretivame vo vSetkych kultirach so
snahou toto tajomstvo odhalit.

Bosmansky, K.: Ethical Aspects of the Care of the Elderly
People, ME&B, 3(3)1996, p. 3-4. In this discourse about
the care of patients with severe diseases ad dying people
we would like to uderline four issues, the most impor-
tant ones in pastoral care. In the first place it is an often
discussed issue, whether to tell the patient the truth, if
his or her illness inevitably leads to death. These days,
there is a general consensus about the right of patients to
be informed about their prognosis. Secondly, a wish of
the dying person asking for the spiritual assistance sho-
uld be respected. Third principle is to maintain the lucid
intervals (termina lucida), so that the patient can settle
his or her personal affairs. Fourth principle states that
the patient asking for euthanasia should be directed gen-
tly and euthanasia should be replaced by true human he-
alth care and attention paid by the closest relatives. Key
words: pastoral care of the dying people, severe diseases
and dying people, ethical care in the elderly.
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DOKUMENTY

DOCUMENTS

E’I"ICKY KODEX FARMACEUTICKEHO
VYROBCU V SLOVENSKEJ REPUBLIKE*

Asocidcia farmaceutickych vyrobcov SR je koordinad-
torom cinnosti farmaceutickych vyrobcov v Slovenskej
republike smerovand k zabezpeceniu vyroby a usporiada-
ného zasobovania obyvatelstva liecivami aj v podmien-
kach trhového hospodarstva.

Cielom vydania etického kodexu je urcit etické princi-
py Spravnej vyrobnej praxe v stlade s legislativou Sloven-
skej republiky, Svetovej zdravotnickej organizicie a Eu-
ropského spolocenstva, ako aj etické principy propagdcie,
reklamy a marketingovej cinnosti smerom na lieciva.

Na tomto mieste je potrebné pripomentit, Ze Svetova
zdravotnicka organizdcia sa etickymi kritériami zaoberala
uZ v roku 1968 na svojom 21. zasadani. Etické kritérid
maju byt resSpektované pri spravnom uvddzani lieciv na
trh, o musi byt spojené s maximalnou pravdivostou a se-
rioznostou. Zisada kritérii spociva v tom, aby sa propa-
gdcia lieciv realizovala v intencidch akceptovatelnych
etickych standardov.

*- Uverejilujeme text Kédexu podla znenia publikovaného v mimo-
riadnej prilohe Zdravotnickych novin k Vystave Slovmedika, Slovfarma,
Slovregula zo diia 3. oktobra 1996, ro¢. 1, €. 23, s. 28 - 31.
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Z legislativy Europskej unie mozno spomentt smerni-
cu z marca 1992 o reklame na lieky na humanne pouZitie,
v ktorej deklarovala, Ze liek je osobitnym druhom tovaru,
ktorého reklamu je potrebné legislativne upravit.

Poznidmka: Pojmy pouzivané v tomto dokumente su
zhodné s definiciami uvedenymi v platnych dokumen-
toch legislativy Slovenskej republiky, Svetovej zdravotnic-
kej organizicie a Europskeho spolocenstva.

I. VYMEDZENIE PREDMETU

Kodex predstavuje suhrn etickych principov, ktoré
v ramci narodnych podmienok zodpovedaju prislusnym
kultirnym, socidlnym, vychovnym, vedeckym a technic-
kym okolnostiam, zdkonom a predpisom, tradicii a trov-
ni vyvoja farmaceutického priemyslu.

Pravo predstavuje suhrn pravidiel spravania sa Tudi
voci sebe navzdjom, ktorych dodrZiavanie je vynucované
Staitnou mocou. Prevaznu cast tychto pravidiel vSak zaht-
na etika ako sustava noriem o mravnom, morilnom a spo-
loc¢ensky vhodnom spravani sa I'udi voci sebe navzajom,
ktorych dodrziavanie je vynucované verejnou mienkou.

Eticky kodex svojou pravnou silou je podriadeny za-
konodarstvu Slovenskej republiky, to znamena, Ze etické
kritérid nepredstavuju legilne povinnosti.

POSOBNOST

Kodex sa vztahuje na:

1. farmaceutickych vyrobcov zdruzenych v Asociacii
farmaceuticych vyrobcov v SR;

2. vSetky subjekty vykonavajice hromadnua pripravu
lie¢iv v SR;

3. vSetky subjekty, ktoré akymkolvek sposobom napo-
mahaji, podporuju alebo spolupracujui s farmaceutickou
vyrobou.

II. USTANOVENIA KODEXU
Clinok 1

ZAMESTNANCI FARMACEUTICKEHO VYROBCU

Vykon povolania farmaceutického vyrobcu ma vyso-
ko humanny chrakter a vyZaduje si vysoky stupefl mrav-
ného uvedomenia.

Povinnosti farmaceutického vyrobcu:

- prvoradou ulohou farmaceutick€ého vyrobcu je pris-
piet k zabezpeceniu zdravia obyvatelstva;

- vyrabat lieky bezpecné, ucinné a zodpovedajice sta-
novenym kritériam kvality;

- nebude uvadzat na trh novy liek, o ktorom vie, ze
jeho skodlivy uc¢inok prevlada nad ucinkom liecivym;

- neuvedie na trh lieky, u ktorych sa este neskoncil re-
gistracny proces a neposkytne klinickym pracoviskam vzor-
ky liekov, ktoré na klinick€ skuSanie nemaji opravnenie;

- nebude zamestnavat takych pracovnikov, ktori nie
st beztthonni a zavisli na navykovych litkach a nemaja
poZadovanu kvalifikdciu;

- v distribucii nesmie zamestnavat takych pracovni-
kov, ktori boli sadne trestani, s vynimkou trestnych ¢inov
v oblasti dopravnej nehodovosti;

- svojim profesiondlnym konanim nesmie poskodit
dobru povest profesie farmaceutickych vyrobcov;

- sledovat aktuialne vedecko-technické poznatky
a v ich duchu udrZiavat vysoky Standard svojej profesi-
ondlnej ¢innosti a podporovat vzdeldvaci proces.

Povinnosti pracovnika farmaceutickej vyroby:

- dbat na cCest a dOstojnost svojej profesie a nezucas-
tilovat sa na Ziadnej ¢innosti, ktora by mohla zniZit profe-
siondlnu reputiciu;

- sledovat pokrok vo vedeckych poznatkoch v zaujme

dodrziavania Standardu vysokej profesionality vo svojom
odbore;

- nevykonavat svoju ¢innost za takych podmienok,
ktoré kompromituja profesionalnu nezavislost;

- spolupracovat s profesiondlnymi kolegami a pracov-
nikmi inych profesii farmaceutickej vyroby;

- povinnost podporovat vedecky vyskum a rozvoj vo
farmaceutickej vyrobe.

Clianok 2

ZACHOVAVANIE ETICKYCH PRINCIPOV V CINNOSTI
VYROBCU

ETIKA V PROCESE VYROBY

Farmaceuticky vyrobca:

- musi zabezpedit najvyssi mozny stupenl kvality vo
vsetkych oblastiach ¢innosti;

- vo vyrobnom procese bude dodrziavat pozadovany
Standard c¢innosti a poZiadavky Spravnej vyrobnej praxe
(SVP);

- nepouzije také technologické postupy a zariadenia,
ktoré by mohli ohrozit zdravie a bezpecnost pracovnikov
a obyvatelstva,

- nevydd vedome do pouZivania liek, ktory nespliia vet-
ky kritéria kvality deklarované v platnej dokumentacii.

Clianok 3
PROFESIONALNE VZTAHY

Profesionilne vztahy k:

1. istrednym orginom:

- dodrziavat zakony a nariadenia tykajuce sa farmace-
utickej, vyroby a upozornovat na ich aktudlne zmeny
v sulade s praxou;

- na poziadanie poskytovat pravdivé a kompletné
informacie;

2. kontrolnym organom:

- umoznit vstup opravnenym kontrolnym orginom do
vSetkych svojich objektov;

- poskytnut uplné a pravdivé informdcie a vedome ne-
zatajit zavaznu skuto¢nost;

3. inym farmaceutickym vyrobcom:

- navzajom spolupracovat pri aktivitich napomahaju-
cich zabezpecenie zdravia obyvatelstva,

- poskytovat si navzdjom pravdivé informacie, tykaju-
ce sa kvality liecivych pripravkov a vymena najnovsich
vedeckych poznatkov.

III. PROPAGACIA A REKLAMA
Clianok 4

PROPAGACIA

Farmaceuticki vyrobcovia a ich povereni zastupcovia
st opravneni poskytovat aktualne informadcie o charakte-
ristickych vlastnostiach lie¢ivych pripravkov a zdravot-
nickych pomoécok z hladiska ich akosti, bezpecnosti
a ucinnosti vratane uvedenia zdrojov tychto informacii.

Osoby, ktoré st zodpovedné za podavanie informacii
a propagac¢ného programu musia dokonale ovladat usta-
novenia etického kodexu. Informacie a propaga¢né ma-
teridly pred ich poskytnutim musia byt odstuhlasené leka-
rom alebo farmaceutom.

Informicie:

1. Informicie o lie¢ivych pripravkoch musia byt pres-
né, pravdivé, objektivne a dostatocne Uplné, aby umozni-
li prijemcovi utvorit si vlastny nazor na terapeuticka hod-
notu daného pripravku. Mali by sa zakladat na aktudlnom
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hodnoteni vedeckych dokazov a tieto dokazy zretelne vy-
jadrovat. Nesmu uvadzat do omylu skreslovanim, ne-
spravnym zdoraznovanim, vynechdavanim, alebo akym-
kolvek inym spoésobom.

2. Slovo “bezpecny”
ného vymedzenia.

3. Nesmie sa uvadzat tvrdenie, Ze vyrobok nema Ziad-
ne vedlajsie ucinky alebo Ze nehrozi riziko navyku.

4. V pripade, ak sa propagacny alebo reklamny mate-
ridl odvolava na publikované Studie, tieto musia byt ver-
ne reprodukované a musia byt uvedené jasné odkazy, kde
ich moZno hladat.

Propagacia liecivych pripravkov a zdravotnickych po-
mocok sa vykonava formou:

- sympoOzii, semindrov, pracovnych stretnuti, vratane
navstev;

- vykladom v odbornej literature;

- odbornymi relaciami;

- filmovymi dokumentami a propaga¢nymi materialmi.

nesmie byt nikdy pouZité bez jas-

Clinok 5

REKLAMA

Reklama lie¢iv a zdravotnickych pomocok je urcéena
pre verejnost a odbornu verejnost. Odbornou verejnos-
tou su osoby opriavnené predpisovat alebo vydavat lieky
a zdravotnicke pomocky. Reklamu pre odbornu verej-
nost mozu vykonavat len vyrobcom urcené osoby sposo-
bilé na vykon reklamy. Reklama nesmie byt klamliva, za-
vadzajuca alebo skrytd. Reklama neregistrovanych lieciv
a neschvalenych zdravotnickych pomocok je zakazana.

V ramci reklamy urcenej pre odbornu verejnost je za-
kazané darovat, ponukat alebo prislabit pefiaznu alebo
materidlnu vyhodu osobdm opravnenym predpisovat ale-
bo vydavat lieky a zdravotnicke pomdcky a osobam im
blizkym s vynimkou, kedy tato vyhoda ma zanedbatelnua
hodnotu a nesuvisi s vykonom povolania 0osoOb opravne-
nych predpisovat a vydavat lieky a zdravotnicke pomocky.

Pri tvorbe reklamnych materiilov a reklam pouZivat Stan-
dardizovanu a zhodnotenu zikladnua informdciu o lieku.

Ustanovenia o reklame su kodifikované v zakone cislo
468/1991 Zb. v paragrafe 6 a nasl.

IV. POHOSTINNOST A DARY
Clianok 6

POHOSTINNOST
Pohostinnost spojena s udalostami profesiondlneho,
propagac¢ného, vedeckého a iného charakteru musi mat
primeranu uroven, musi zodpovedat zmyslu podujatia
a nema sa vymknut z raimca spoloc¢enskych noriem.
Nevhodné fina¢né alebo materidlne vyhody vratane
nevhodnej pohostinosti sa nesmu poskytnut.

Clinok 7

DARY

Dary nizkej hodnoty su dovolené len v tom pripade,
ak su priamo spojené s urcitou ¢innostou farmaceutické-
ho vyrobcu.

Clanok 8
VZDELAVACIE MATRERIALY

Informacné alebo in€ vzdelavacie materialy o lieci-
vach predstavuju podstatnu sucast samotného vykonu
farmaceutického priemyslu a su poskytované pre zdra-
votnickych pracovnikov a spotrebitela - pacienta. Infor-
macie maju slazit predovsetkym pre bezpecnost a pre
spravne pouzivanie lie¢iva. Musia zodpovedat odbornym
poziadavkam prijimatela, musia byt na pozadovanej od-

bornej Girovni a nesmu poskodit jeho tsudok.

Vedecké a odborné informicie o liecivich maja byt
postavené na najnovsich vedeckych poznatkoch, musia
byt presné, vyviazené, objektivne a maja byt formulované
komplexne tak, aby spotrebitel si mohol utovorit samos-
tatny obraz o vlastnostiach a terapeutickom efekte toho-
ktorého pripravku.

Clinok 9

SPONZORSTVO

Sponzorovanie kongresov, sympozii a pod. farmace-
utickym vyrobcom je povolené, ak sliZi na sprostredko-
vanie vedeckych poznatkov a nie na zabavu. Sponzorstvo
musi byt vopred deklarované a program doloZeny doku-
mentacne.

Clinok 10

VZORKY

Obmedzeny pocet vzoriek modZe byt poskytnuty za-
darmo osobim opravnenym predpisovat a vydavat lieci-
vé pripravky za ic¢elom oboznamenia sa s vyrobkom. Kaz-
da dodavka vzorky musi byt potvrdena prijemcom s uve-
denim datumu a podpisom prijemcu.

Vzorky musia byt bezplatné a na viditelnom mieste
oznacené “nepredajné”. Je potrebné pouzivat len naj-
mensie balenia, ktoré sa nachddzaju v obehu.

Farmaceuticka firma moze poskytnut vzorku len riad-
ne zaregistrovaného lieciva.

Zasadne nie je moZné poskytovat vzorky, ktoré obsa-
huja psychotropné alebo navykové latky.

V. ZAVERECNE USTANOVENIA

Kodex pozostava z piatich Casti a desiatich c¢lankov.
Spolu tvoria zdklad etickych principov, ktoré je mozné
aplikovat na farmaceutickych vyrobcov.

Eticky kodex farmaceutického vyrobcu v Slovenkej repu-
blike nadobudol uc¢innost januirom 1996.

MATERIALY Z KURZOV

COURSE MATERIALS

International Course & Conference on Bioet-
hics “Health Care under Stress - Maintaining
Integrity in Time of Scarcity”, Bratislava, IMEB,
August 26- 31, 1996

International Course and Conference on ethical
aspects of contemporary medicine - living and working
in conditions of considerable scientific, societal, econo-
mical, and political stress - took place at the Institute of
Medical Ethics & Bioethics in Bratislava on August 26 -
31, 1996. It brought together more than 140 participants
from 14 countries of Europe and overseas. Several cen-
tres from outside of Slovakia took part in organizing and
sponsoring the event (* - see next page). Majority of the
invited papers of the conference have been collected
into the book of proceedings. In this section of “Medical
Ethics & Bioethics” we publish manuscripts of those pa-
pers delivered within the International Postgraduate Co-
urse or Conference, that were not included into the
Book of Proceedings, or were not submitted to our jour-
nal re-written as original papers. We hope they meet the
interest of our readers in the same way, as they have met
that of the participants of the Course/Conference. Texts
were edited and/or slightly shortened when necessary.
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Medzindrodny kurz a konferencia o etickych aspek-
toch stucasnej mediciny, ktora existuje a pracuje v pod-
mienkach znacného vedeckého, sociilneho, ekonomické-
ho i politického stressu sa uskutocnili v diioch 26. - 31.
augusta 1996 v priestoroch Instititu pre dalsie vzdela-
vanie zdravotnickych pracovnikov (IVZ) v Bratislave.
Hlavnym organizatorom podujatia, ktoré prebiehalo pod
nazvom “Zdravotnicka starostlivost pod stresom - zacho-
vanie integrity v situdcii nedostatku”, bol Ustav medicin-
skej etiky a bioetiky 1VZ a LFUK v Bratislave. Zucastnilo
sa ho viac ako 140 ucastnikov zo 12 krajin Europy, z USA
a Australie (spolu bolo zastipenych 14 krajin). Na organi-
zdcii sa podielali aj viaceré vyznamné centra bioetiky zo
zahranicia (* - vid' niZsie uvedeny zoznam). Vicsina tex-
tov vyziadanych predndsok konferencie bude tvorit
obsah pripravovaného zbornika. V tejto rubrike Medicin-
skej etiky & bioetiky uverejiiujeme texty predndsok, kto-
ré odozneli v ramci medzindrodného kurzu, pripadne
i v rdmci konferencie - a neboli zahrnuté do rozsahu spo-
minaného zbornika. Diifame, Ze sa stretnu s rovnakym za-
ujmom nasich citatelov, aky vyvolali u ucastnikov kurzu
a konferencie. Texty predndsSok boli redakcne upravené,
niektoré z nich i mierne skratené.

* - Participating organizations/Zucastnené organizacie: Centre for Bi-
oethics and Public Policy, London, (UK), Centre for Bioethics and Human
Dignity, Bannockburn (USA), Prof. Dr. G. A. Lindeboom Instituut, Ede
(The Netherlands), Linacre Centre for Health Care Ethics, London, (UK),
Centro di Bioetica, Rome, (Italy), Fondazio Lanza, Padova, (Italy), Bratisla-
va Information Office of the Council of Europe, School of Public Health,
Bratislava, Hanns Seidel Stiftung (Bonn), Foundation “Universum”, Brati-
slava.

CLINICAL GENETICS AND HIPPOCRATIC
MEDICINE

Agneta Sutton

Centre for Bioethics and Public Policy, London, United
Kingdom

Medicine is a practice in MacIntyre’s sense of the
word. The medical profession in the Hippocratic mould
is above all concerned with the illness and health of the
individual; and it is based on a set of values, ends and
norms derived from its understanding of human whole-
ness, development and decay and the healing relation-
ship. This gives the activity of the physician an inherent
direction and limits its remit. It makes traditional medici-
ne a practice in Alasdair Macintyre’s sense of an establis-
hed cooperative human activity with ends and standards
internal to that activity (MacIntyre 1981, 175). While
each such practice has its own special virtues, which ser-
ve and are fostered by the ends internal to the practice,
all practices require the virtues of justice, courage and
honesty (Maclntyre 1981, 178). Finally, a practice, as Ma-
cIntyre understands it, has a history. “To enter into
a practice is to enter into a relationship not only with its
contemporary practitioners, but also with those who
have preceded us in the practice, particularly those who-
se achievements extend the reach of the practice to its
present point’ (MacIntyre 1981, 181).

If medicine is understood as a practice, in MacInty-
re’s sense of the word, what ativities belong to and what
activities are incompatible with this practice?

The virtues of medicin

The special virtues of medicine are all linked to the
patient centred aims of traditional medicine: the promo-
tion and restoration of human wholeness and the allevia-
tion of suffering. The medical virtues are those dispositi-
ons which serve to achieve the special ends of the he-

aling profession and which do so by means which are in
accordance with the rules of the profession. Moreover as
a profession, it requires expertise; it must be practiced
by a body of specially trained individuals with their own
traditional code of honour and loyalty to other members
of the profession.

Certain core virtues have been widely recognised.
Edmund Pellegrino and David Thomasma speak of fideli-
ty to trust, compassion, phronesis or moral wisdom, justi-
ce, fortitude, temperance, integrity and selfeffacement
(Pellegrino and Thomasma, 1993), while Leon Kass men-
tions tact, gentleness, gravity, patience, modesty, justice,
humanity, and, above all, prudence or practical wisdom
to cope with the myriad human situations they would
encounter in practice’ (Kass 1985, 190).

The two lists are largely overlapping. Virtuous doc-
tors also recognise that, as members of a body of likemin-
ded and welltrained people, they have a mutual duty to
protect the image of their profession.

The ends of medicine

Within the context of a practice, as defined by MacIn-
tyre, the true reward of virtuous action is the achieve-
ment of aims internal to that practice. Goods external to
the practice do not constitute a proper reward of virtue.
In order to motivate and be effective in achieving the go-
ods internal to a practice, virtue must be exercised wit-
hout regard to consequences external to that practice.

Conventionally, medicine has sought above all to cure
or alleviate debilitating conditions. The first obligation of
the doctor has been towards the individual patient, the
second towards his profession and colleagues. The re-
ward of the medical virtues consists, therefore, first and
foremost, in what happens to individual patients. Finan-
cial remuneration or fame are goods external to the prac-
tice of medicine; as such they are not the proper reward
of virtue in medical practice. We must beware of defi-
ning the remit of the healing profession too widely. With
the advances of medical technology, there is a temptati-
on to call on medicine to remedy most human ills and de-
liver human happiness. But, as Leon Kass says criticising
the World Health Organisation’s understanding of the
aim of medicine, happiness is not an internal goal of me-
dicine (Kass 1985, 160).

We must also protect the profession from unreasona-
ble external demands, warns Kass. “The movement to-
wards consumer control of medicine, the call for doctors
to provide therapy for social deviants and criminal offen-
ders, and the increasing governmental regulation of me-
dical practice all run the risk of transforming the physi-
cian into a mere public servant. Rather he must remain
a leader and a teacher... Once the definition of health
care and the standards of medical practice are made by
outsidersand governmental health insurance schemes all
tend in this directionthe physician becomes a mere tech-
nician’ (Kass 1985, 179).

Nor must we go to the opposite extreme and limit the
remit of medicine unduly. We must not reduce it to
a science and technique that examines and takes apart
and puts together bits and pieces of the human body vie-
wed as an object and an aggregate of parts. Medicine de-
als with people. People are living beings. The concern of
the medical profession is the whole person, not just the
body or some of its parts. Healing is a caring as well as
curing activity. Moreover, medicine is concerned with di-
sease prevention and health maintenance.

The rules

The remit of medicine is further specified by certain
traditional rules. The tradition of medicine goes back to
antiquity and was carried on by Christian physicians in
the Middle Ages. For the ancient ends, virtues and rules
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of medicine sat well with Christian mores. Hippocratic
medicine and Christianity share a profound respect for
human life and for the individual person. They also share
a concern for the suffering and vulnerable. And like Juda-
ism and Christianity, Hippocratic medicine is a tradition
prohibiting certain practices absolutely, while enjoining
others irrespective of external rewards. Being an activity
with certain intrinsic aims, medicine is a teleological acti-
vity. Yet it does not operate on the basis of utilitarian or
consequentialist lines of reasoning. Its mores are related
to the understanding that its purpose is that of achieving
certain ends, though only by certain means. Certain acti-
ons are absolutely ruled out as incompatible with the
intrinsic ends of medicine: others are incompatible with
the medical code of honour. Hippocratic medicine rules
out abortion as incompatible with its aim of promoting
life; Hippocratic medicine tells the doctor never to cause
harm and applies this principle to the unborn as well as
the born. Abortion is a type of action which, on the Hip-
pocratic understanding, is absolutely ruled out by the
intrinsic ends of medicine. If traditional medicine had
been based on utilitarian or consequentialist reasoning,
the ends of medicine would justify the means; they do
not. There are some things the Hippocratic doctor must
not do to achieve a good end; and for medicine to serve
extrinsic ends at the cost of sacrificing its own ends,
undermining its own virtues or violating its own rules is
to corrupt and betray the profession.

Conflicts of loyalty

One of the problems faced by modern medicine con-
sists in the fact that the doctor doctors as part of society is
subject to the demands and restrictions imposed by socie-
ty and its institutions. But the idea of serving the state is
foreign to traditional medicine. The aims to economise
on public resources or to promote ‘the health of the nati-
on’ are new to medicine. In the past doctors had to econo-
mise on private resources. The new aims can only be
incorporated within the framework when they do not
undermine the traditional patient oriented virtues of me-
dicine.

Modern medicine is afflicted by conflicts of loyalties
threatening its traditional patient centred orientation.
With the introduction of public health care a wider con-
cept of medical obligation to society and the state has
been introduced. This may not be a bad thing, provided
medicine remains true to its core virtues, core values and
its first end, which remains that of caring for the indivi-
dual patient. However, whenever medicine is dictated to
from outside the medical profession by bureaucrats and
politicians whose ends are very different from those at
the core of medicine, there is the risk of conflict and that
medical aims and values will be sacrificed for demands
that are foreign to the practice of medicine.

In his book The Nazi Doctors, Robert Jay Lifton des-
cribes the very worst scenario. He shows how the medi-
cal profession became the handmaiden of the Third
Reich. This is, of course, an extreme example; however,
it should serve as a warning. In the present political and
economic climate in the industrialised world, any pursuit
in the name of the welfare of the state, society or nation,
including public health, tends to be measured in terms of
utility and cost efficiency. A question we must ask oursel-
ves is whether this kind of thinking has a tendency to
promote the idea that some human lives are of greater
worth than others. Does a utilitarian outlook, coupled
with the view that the doctor has an obligation to the sta-
te, undermine medicine’s traditional respect for the indi-
vidual patient and for life? (Cf. Cameron 1995). This qu-
estion is especially relevant in the context of the latest
developments in genetic testing and the hope for future
achievements of gene therapy.

Genetic testing & Predictive testing

Predictive testing to assess the likelihood of a person
developing a disease in the future raises a number of qu-
estions especially in the case of untreatable conditions
and when children are involved.

Children

To mass screen children for untreatable conditions
would raise many fears. This would only do harm. On the
other hand, testing of individual children may be reaso-
nable, since a proper diagnosis could be helpful for pa-
rents in order to do their best for their child. However, in
the case of late onset conditions such as Huntington dise-
ase, there could never be any justification for allowing
predictive testing of children. Such diagnosis could not
possibly be in the best interest of the child. Respect for
the individual demands that, in the case of late onset di-
seases, the decision to be tested should be an adult cho-
ice made on the basis of a full understanding of the impli-
cations.

Adults

Even adult predictive testing may be problematic
when nothing can be done to avoid or minimise a future
illness. Admittedly, there may be advantages for the indi-
vidual if, by adopting a certain lifestyle, he or she can mi-
nimise the risk of becoming afflicted, or minimise the se-
verity of the future condition. Also, testing may allow the
patient to make provisions for the future and to make
informed reproductive choices. Confidentiality is a major
issue in the context of genetic testing, since disclosure of
information concerning test results might adversely
affect the individual’s insurance and employment pros-
pects. With the growing use of genetic testing, it is
important to remember that it is not part of the healing
relationship to serve such masters as insurers or emplo-
yers with a view to maximising their profit or minimi-
sing their risks. In regard to the question of confidentiali-
ty, it must also be noted that not will an adverse positive
diagnosis affect the tested individual, but it may have
implications for his or her family. If a patient with a fami-
ly history of a late onset dominant disorder, such as Hun-
tington’s disease, is found to carry the gene, the parent
and grandparent on the affected side of the family also
has the gene. But he or she may not wish to know this.
Mass screening for late onset diseases is a matter of spe-
cial concern, since it could turn into a tool of social engi-
neering (as witnessed by the Chineese practice) serving
aims altogether foreign to the healing profession.

Carrier screening or testing

In carrier testing, to ascertain whether an individual
or a couple risk passing on a hereditary disease to future
generations, the tension between medicine in the service
of the state and medicine serving the individual patient is
even more evident.

In Cyprus, where there is a high risk of thalassaemia,
all young people are tested to see whether they are ca-
rriers of the gene linked to the disease (Hadjiminas
1993). If a man and woman wish to marry, they have to
produce a certificate showing that they have been tested.
The certificate does not state whether or not they are ca-
rriers, but serves to indicate that they themselves are
aware of their status. Thalassaemia is a recessive conditi-
on. Provided both parents are not heterozygous carriers,
their children are not at risk. But if both of them are ca-
rriers, every child they conceive has a 25% chance of
inheriting the condition. The Cypriot practice of carrier
screening is far from voluntary insofar as it is a condition
of marriage; it represents a turning away from Hippocra-
tic medicine inasmuch as medicine has become a tool of
the Church/state imposing itself on the individual.
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Prenatal diagnosis

Prenatal testing involves two patients. It affects the
mother, but it concerns primarily the child. If testing is
undertaken with a view to determining the health of the
unborn child in order to guide the management of preg-
nancy towards a safe delivery, the aim is the traditional
one of curing and caring for the individual patient, who-
se state of health the physician is examining.

It is quite different when prenatal testing is underta-
ken with a view to selective (that is, eugenic) abortion
(Sutton 1990, 3843). When terminations are undertaken
to avoid lives of poor quality, the relationship between
the fetus and the doctor becomes no longer a therape-
utic relationship between patient and healer. It becomes
a destructive relationship; traditional medicine has never
had such a role. Killing is incompatible with the prime
ends of curing and caring for the individual patient; it is
incompatible with the Hippocratic injunction not to
harm. Eugenic termination is a corruption of Hippocratic
medicine. Those who describe the practice as therape-
utic deceive themselves. Abortion on grounds of fetal
abnormality is not undertaken in order to save the mot-
her’s life or safeguard her health. Moreover, such aborti-
ons usually hurt the mother inasmuch as they are a cause
of grief and sorrow.

The advances of medicine should not encourage us
to believe that doctors are more or less almighty and
have the power to solve all human problems. Doctors
will never overcome the frailty of life and will never be
able to conjure up perfect solutions to tragic situations.
All human beings are subject to weakness and illness.
The suggestion that medicine should aim to ensure that
the unborn child is perfect or near perfect is dangerous
and absurd. The role of the healing profession is not to
select and sentence human beings, born or unborn, to
death. National large scale prenatal screening program-
mes set up to reduce the number of births of disabled
children, be they motivated by financial considerations,
eugenic aspirations or an ideal of liberal individualism
(in the name of which parents should be free to cho-
ose), encourage doctors and nurses to serve ends of so-
cial engineering which are quite alien to their professi-
ons. To promote such aims at the expense of the con-
cept of sanctity of life, is to encourage the health care
professions to measure the value of human life, not in
terms of intrinsic value, but in terms of utility. The prac-
tice of eugenic abortion undermines respect for the pa-
tient, for individual life and for the whole framework of
Hippocratic medicine.

Gene therapy

Gene therapy is a new form of treatment. Can it be
accommodated within the traditional mould of the pa-
tient centred healing relationship?

Somatic gene therapy

Somatic gene therapy involves the manipulation of
genes in the cells of particular organs or tissues with the
aim of curing the individual patient or preventing him
from falling ill. Since it is clearly patient oriented and di-
rected to the first end of medicine, namely healing, it fa-
1Is within the remit of traditional medicine. But because
somatic gene therapy is still in its infancy, it must be re-
garded as experimental and therefore subject to special
restrictions (Cf Clothier Report 1992). Up to the present,
attempts have been made to provide gene therapy for
a few genetically based diseases, among them ADA (ade-
nosine deaminase) deficiency, cystic fibrosis and ha-
emophilia B. But most treatments involving the new
DNA or gene therapy techniques have concerned acqu-
ired diseases. Thus about two thirds of gene therapy pro-
tocols have been designed for treating cancer.

Germline gene therapy

Germline gene therapy intended to affect not only
the individual patient but also his or her offspring is a dif-
ferent matter. Such therapy is not yet possible, but were
it to be undertaken, it might be performed either by tre-
ating the preimplantation embryo or by treating germli-
ne cells of adults. If germline gene therapy were underta-
ken by interfering with the genome of the embryo, it wo-
uld involve IVF techniques and probably embryo selecti-
on and wastage. This alone would render germline thera-
py incompatible with the medical aim of healing and the
principle of not harming either mature or nascent hu-
man life. The human embryo is a child at the very outset
of its journey towards maturity. Each one of us started
life as an embryo. Who were those embryos who became
you and me, if they were not you and me as we set out on
life’s journey?

Germline gene therapy on the germline cells of an
adult might avoid embryo wastage. But there are other
problems. Apart from the concern about the risks invol-
ved, there is the question whether germline gene thera-
py would serve primarily to cure or care for the individu-
al or as means of biosocial engineering to control future
generations. Traditional medicine cures and cares for
individual patients today. It does not interfere with the
biological constitution of tomorrow’s people. It is pre-
sumptuous to think that today’s doctors have the right to
tamper with future people. Would not doing so constitu-
te a violation of their bodily integrity? They would have
no say in the matter. How could the present generation
presume to have the right to consent to such radical
interventions on behalf of future generations? And how
could the present generation and today’s doctors presu-
me to be acting in the best interest of future generations?
Current knowledge and techniques are bound to be infe-
rior to the knowledge and techniques of medicine in the
future. Advocacy of germline gene therapy suggests
a hidden agenda. For the aim to ‘cure’ or promote the he-
alth of individuals in future generations cannot but enco-
urage eugenic aspirations. Any tampering with future ge-
nerations risks becoming a tool for genetic cleansing of
families or ethnic groups! The fulfilment of such aspirati-
ons is not the task of the healing profession.

Enhancement genetic interventions

Nontherapeutic interventions, if they were ever reali-
sed, might be undertaken either by means of somatic ge-
netic interventions or by means of germline interventi-
ons. To focus on the concept of enhancement, it is best
to leave aside the specific issues relating to hereditary
interventions. Enhancement is comparable to cosmetic
surgery. Cosmetic surgery sometimes serves a medical
end by promoting the physical or mental health of the
patient. But enhancement interventions intended to
improve a child’s intellectual or physical abilities would
not serve the traditional ends of medicine. Intended to
produce designer children, it would tend to cater to the
demands of parents or society rather than be tailored to
the best interests of manipulated individuals. Solely ma-
nipulations involving adults and requested by the indivi-
duals themselves could possibly be described as patient
centred. Interventions involving children would inevita-
bly be serving ends external to the healing profession.
Parents may think that if they could enlist the help of me-
dicine in order to turn their children into super musi-
cians or super athletes, they would be doing them a favo-
ur. And, of course, we already manipulate our children
and foster different traits by means such as upbringing
and education. But in doing so, we either encourage or
curb existing potentials, tendencies or characteristics.

Genetic enhancement alterations would be much
more radical. They would actually alter the child’s initial
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potentials. They would not only influence the subject but
actually determine what sort of person the treated indivi-
dual would be. Such alterations go well beyond the remit
of traditional medicine and would constitute an infringe-
ment of the child’s integrity. The manufacture of desig-
ner children would turn medicine into a tool in the servi-
ce of people prepared to assume the role of absolute
masters over other people.

To use medicine for such totalitarian purposes would
be to corrupt it utterly. As C. S. Lewis wrote in The Aboli-
tion of Man: ‘If any one age really attains, by eugenics....,
the power to make its descendants what it pleases, all
men who live after it are the patients of that power...
Man’s conquest of Nature, if the dreams of some scienti-
fic planners are realised, means the rule of a few hun-
dreds of men over billions upon billions of men. There
neither is nor can be any simple increase of power on
Man’s side. Each new power won by man is a power over
man as well’ (Lewis 1965, pp. 7071).

Conclusion

Like the gift of fire, our new knowledge must be used
with care. We might use our new powers to promote the
health of individuals. We might also use them to assume
power over the livesand deaths of our children, born and
unborn. But at what cost to the dignity of man!
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PROJEKT “CUDSKY GENOM” A JEHO ETICKE
ASPEKTY

Rudolf Pullmann, Karol BoSmansky, Martin Jani-
tor, Milan Samel

Zakladnym vedeckym projektom molekulirnej geneti-
ky je projekt “ludsky genom” (HGP), ktory predstavuje
snahu o rozlustenie uplnej genetickej informicie ¢love-
ka. Jeho realizicia je spojena s velkym ocakdvanim, preto-
Ze by mala priniest poznatky o novych genetickych sek-
venciach, variabilite, expresii, génovych interakciach i re-
gula¢nych mechanizmoch v zdravi i chorobe (19) (5).

Z pohladu klinickej mediciny si predsavzal vyrieSit
asponl 2 aplikicie:

a/zdokonalit moznosti a spdsoby izolacie génov, ich
charakterizaciu a manipuldciu s nimi, a to ako v oblasti bio-
l16gie a fyziologie, tak aj v oblasti klinickej mediciny

b/poskytnit mocné prostriedky DNA diagnostiky.

Organizatori projektu na zaciatku jeho realizacie
predpokladali, Ze génové mapy dovolia, aby polygénové
ochorenia a ¢rty sa premenili na jednotlivé mendelovské
sucasti, a boli tak mapované. Objavuju sa vSak uz prvé
sklamania, ¢i lepSie, opravy povodnych predstav a dokon-
ca zakladnych definicii. Ukazuje sa, Ze ten-ktory gén exis-
tuje v bunkovom a gen-environmentalnom kontexte
a menej ako riadiaci a kontrolny element chovania bunky
a organizmu. Génova aktivita je regulovana skor tymito
kontextami, nez ako by ich sama definovala. V. mnohych
ohladoch tieto nazory sa vracaju k predstavam z konca
tridsiatych rokov.

HGP v zaciatku svojej realizicie teda klidol doraz na
nasledovné tvrdenia (8):

1) genetické efekty mozno separovat od ucinkov, kto-
ré vyplyvaju z interakcii: gén-gén, gén-génovy produkt,
gén-prostredie,

2) genetické programy su operativne,

3) polygénové ochorenia mozu byt mapované ako jed-
notlivé sucasti charakterizované mendelovskym typom de-
di¢nosti, alebo ako zoskupenie sucasti, alebo ako genetic-
ké podprogramy, pricom sa predpokladi, Ze takéto mapo-
vanie zleps$i pochopenie vzniku a vyvoja ochorenia (19).

Vicsinu tychto predpokladov uz zamietli populaéni
genetici, postupne ju uz zamietaja i bioldgovia, ktori sa
zapodievaja zakladnymi problémami molekuldrnej a bun-
poznatky, ktoré poskytuje vyvojova biologia. Pri uvedo-
meni si tychto skuto¢nosti sa etické aspekty HGP preja-
vuju v inom svetle.

Na prvy pohlad HGP je zdanlivo bezproblémova zale-
Zitost, avSak uz od zaciatku jeho realizacie su tu implicit-
ne obsiahnuté mnohé etické, legilne i sociilne problémy
(5). Jeho organizatori vyclenili dokonca 3% z rozpoctu
len na rieSenie etickych aspektov (6). Vysledky rieSeni
parcidlnych problémov st potom predmetom medzini-
rodnych konsenzov, ktoré na eurdpskej tirovni vydavaju
¢i uz Rada Eurdpy, Europsky parlament, UNESCO a iné
organizacie. Z nich najznamejSie st Inuyamanska dekla-
racia (1) a odporucanie Rady Eurdpy ¢&. 92 /3/, 90 /13/
(15, 16). Tieto konsenzy maja za ilohu harmonizovat na-
rodné legislativne normy, ev. etické odporucania.

V3etky dostupné informacie a memoranda vychadzaju
z uznavanych etickych principov: autonémia, benefi-
ciencia, dovernost informacie a pravo na sukromie (pri-
vacy), spravodlivost, rovnost pristupu a reSpektovanie
Iudskej dostojnosti. Je zaujimavé, Ze k tymto vSeobecne
znamym principom sa pridiava novSsie dalsi, oznacovany
ako kvalita (1). Nejde tu o pojem ‘kvality Zivota’, ktora je
vyjadrend vys$$im principom a pojmom ddstojnost (digni-
ty), ale o kvalitu genetického testovania (vySetrenia) v ce-
lom Sirokom spektre pojmu.
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Domnievame sa vSak, Ze termin kvalita by bolo vhod-
nejsie nahradit terminom spolahlivost.

V laboratérnom slova zmysle totiZ pojem kvalita resp.
kontrola kvality znamena len ta ¢ast procesu, ktord je pod
dosahom a bezprostrednou kontrolou laboratérnych pra-
covnikov. Tito nemdzu priamo (!) kontrolovat predanaly-
ticku a postanalyticka fazu procesu. S pojmom mozZno su-
hlasit, pokial ide o to, Ze tieto funkcie by mali vykonavat
len akreditované laboratorne pracoviska (nie akékolvek
laboratorid). Boli vypracované Specifické kritéria pre sen-
zitivitu, Specificitu a efektivitu (12). Z tohto dovodu je
spravnejsie, podla ndSho nazoru, pouzivat termin kvalita
len pre vyslovene laboratornu cast a pre cely proces zis-
kania genetickej informacie pouZzivat termin spolahlivost.

Zdrojom etickych problémov je neista prediktivita ge-
netickej informacie, a to nielen u mendelovského, ale naj-
mi u multifaktoridlneho typu dedic¢nosti. Je zname, Ze
napr. klinicky obraz hemofilie B je vyvolany aspon 200
roznymi varidciami DNA génu (7). Podobne je to aj
u inych, omnoho castejsie sa vyskytujucich stavov, akym
je napr. hypercholesterolémia.

Otazka kvality, ktord zneistuje vypovednu hodnotu,
nie je zanedbatelna z viacerych dovodov. Jednym z nich
je ten, Ze sa DNA diagnostike pripisuje nepravom abso-
litna vypovednd hodnota a spolahlivost. Dalsim je este
stale relativne velka chybovost genotypového testovania.
V naSich podmienkach napr. chyba stanovenia pritom-
nosti alely ™4 apolipoproteinu E, ktoré sa vyuziva v diag-
nostike Alzheimerovho typu demencie, pri porovnani ge-
notypového testovania so stanovenim fenotypov 4/3, 4/2
a 4/4 pomocou elektroizofokusicie ¢ini asi 15% (1) (14).
Velka cast genetickych skriningov pomocou DNA diag-
nostiky, napr. v neurologii a v psychiatrickych indika-
ciach, sa vykonava prave tymito metédami. DoleZité je
uvedomit si, Ze princip reSpektovania kazdej [udskej by-
tosti zacina uz tu.

Realizacia HGP je spojend so znovuotvorenim dvoch
zakladnych okruhov diskusie:

a) o zakladnych zivotnych filozofickych otizkach,

b) o zakladnych bio-etickych principoch.

Hoci etické dilemy, ako dosledok aplikacie HGP moz-
no charakterizovat réznym spésobom a na zdklade toho
rozne ich triedit, jednou z moznosti ich vyjadrenia je ich
aplikicia na zakladné bioetické principy (9).

Autondémia

Genetické testovanie DNA analyzou a nislednd gene-
ticka informacia su sice vysoko osobnymi zalezitostami,
ale svojimi dosledkami sa dotykaju i inych 0sOb. Persona-
lita informdcie je vicsia ako cokolvek iné, pretoZe na roz-
diel od in€ého druhu vySetreni je vo svojej podstate spoje-
na s moznostou diskriminacie nielen spoloc¢ensko-ekono-
mickej, rasovej ale i inych. Hoci vicSina genetickych
informdcii ma len pravdepodobnostny charakter, méZu
sa zneuzivat (a bohuzial tu boli aj také pokusy) - uz len
tym, Ze sa im v praxi prizna vyssia vypovedna hodnota.

Pravdepodobnostny charakter informacie vyZaduje
sprievodny proces - poradenstvo uz na urovni imyslu
podstuapit dané vySetrenia, aby sa mohol ziskat riadny
informovany suhlas. Vynimkou je novorodenecky skri-
ning pre lie¢iteIné ochorenia, ale aj tu je potrebny suihlas
rodicov. V pripade skimania duSevnych ochoreni, napr.
Alzheimerovej choroby je nutny nahradny, dvojity alebo
predchadzajuci sahlas. Tento sthlas moZno kedykolvek
odvolat (14).

Existuje konsenzus ohranicujuci genetické testovanie
len na testovanie umoziiujuce naslednu liecbu. Ktoré ta-
kéto testy by predstavovali potencidlny podklad pre tera-
peuticky zdsah je ponechané na jednotlivé narodné inSti-
tucie, ktoré rozhoduju na zaklade kultarnych, niboZen-
skych socidlnych a politickych noriem (6).

Testovanie tzv. susceptibilnych a pozdnych génov

u ochoreni, ktoré nie su liecitelné a nemozno ich mani-
festacii predist, alebo ju oddialit, sa nesmie vykonavat.
Tento konsenzus sa bohuzial nedodrziava a moze byt pri-
¢inou velkého ale aj zbyto¢ného utrpenia. Je to dané cias-
toc¢ne aj tym, Ze DNA analyza sa stiva velkym zdrojom zis-
kov, a teda existuje zna¢ny tlak na jej vykonavanie, pri-
¢om vSsak nie su dorieSené mnohé odborné a etické pro-
blémy a potencialne rizika.

Prikladom moZe byt pripad testovania BRCA1, 2 génu
u familidrneho karcinému prsnika. Skutoc¢nost pozitivity
u Zeny, ktord ma pozitivnu rodinnad anamnézu, nezname-
na, Ze s urcitostou dostane tumor, hoci pravdepodobnost
je relativne vysoka. NavySe neexistuju zatial uc¢inné pre-
ventivne opatrenia, ak nepokladime za preventivne opa-
trenie bilateralnu mastektomiu a ovarektomiu, ktoré ne-
zarudia pripadni manifestaciu v rezidualnom tkanive ale-
bo niekde inde. Je opravnené a etické ponukat za tychto
okolnosti testovanie “susceptibilného” génu? (3) Jedinou
istotou v celom testovani je, Ze firmy ziskaju za kazdy test
¢istych 300,- USD. Je treba, aby lekarska verejnost pozna-
la zac¢inajuci tlak firiem, ktoré na zaklade parcialnych ve-
deckych vysledkov a nedostato¢ne overenych populac-
nych Stadii podavaju verejnosti skreslené a vel'mi zjedno-
duSené informacie.

Dovernost informicie a pravo na siikromie (privacy)

ResSpektovanie sukromia a dovernost genetickej infor-
macie su rozhodujice. Genetické testovanie svojou Speci-
fickou vlastnostou prinasa informacie o ostatnych cle-
noch rodiny a mdZe byt zaujimavé pre zamestnavatela
a poistovne, ale moZe priniest i rozvrat v rodine. Genetic-
ké testovanie na cysticku fibrézu vo Velkej Britanii napri-
klad ukazalo, Ze po vyluceni znamych pric¢in az 13% za-
konnych otcov nie je zaroven otcami biologickymi (10).
Niektoré odporacania chcu zakazat akuakol'vek informaciu
tretim osobam bez vyslovného stihlasu vySetrenych. VAcsi-
na odporucani vsak dovoluje relevantnt informaciu v pri-
padoch, ak ¢lenovia rodiny su vystaveni vysokému riziku
vzniku ziavazného ochorenia, a to i proti voli pacienta, ak
pokusy o dobrovol'ni komunikaciu zlyhali.

Kazdé iné poskytnutie genetickej informdcie, vratane
pouZitia vzoriek DNA na iné ucely, neZ na aké boli ziska-
né, vyzaduju informovany suhlas (17, 18). Pravne a etické
predpisy sa formulované v niektorych narodnych nor-
mich dost Siroko a pripustaja i viac vykladov. Napr.:
Zber, uchovavanie a rozsirovanie genetickej informacie
malo by byt predmetom Speciidlneho procesu kédovania,
odstranenia identifikatorov.

Prislu$na slovenskd nomenklatara, ale aj legislativa
chybaji. Problémy spojené s mozZnostou zneuZitia pois-
toviami a zamestnavateImi sa diskutované inde (13).
I formulacie niektorych existujucich odporucani zo zemi
s vyspelym zdravotnictvom a vysokym pravnym vedo-
mim st dost volné.: “Informacia o minulom, sic¢asnom,
buducom zdravotnom stave, vratane genetickej infor-
macie nemali by sa pouzivat tak, aby komukolvek odopie-
rali zdravotnu starostlivost alebo sluzbu.” (NIH-DOE)
an

KaZzdé iné testovanie z dovodov paternitnych a foren-
znych, ¢i pouZivajice rovnaku technologiu, by malo pris-
ne dodrzovat etické (a pravne) normy ako pri testovani
z medicinskych dovodov. Pre takéto testovanie sa napr.
vo Francuzsku vyzaduje rozhodnutie siadu, ¢o by mohlo
byt vzorom i pre naSe pomery.

Spravodlivost

Etické problémy, spojené s dodrziavanim tohto prin-
cipu sa tykaju viacerych oblasti, tak na Grovni individual-
nej ako aj spoloc¢enskej (4). Napriklad rozvojové krajiny
dostavaju podla deklaricie CIOMSu Specialnu zaruku, Ze
sa budu podielat na vysledkoch genetickych projektov
a na vyskume (1). Dal$imi oblastami moZnych etickych
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problémov su zranitelné populicie, akymi st napriklad
inkompetentni dospeli, deti, vizni, duSevne a telesne
handicapovani. Casto st to osoby v azylovych domoch
a domovoch deti alebo doéchodcov.

Rovnos

V sucasnych diskusiach sa ako ¢ervena nit, hoci pria-
mo nevypovedanai - tiahne otdazka rovnosti pristupu ku
genetickému badaniu, vySetrovaniu a informdcii. Narasta
strach, Ze¢ HGP prehibi socidlnu nerovnost. Je tu ale aj
obava z diskrimindcie urcitych minoritnych etnickych
skupin, kde urcité gény s moznou patogenetickou ucas-
tou budu vo vyssej prevalencii (2). Otiazka génovej liecby
na urovni somatickych, alebo dokonca zarodo¢nych bu-

tu nemoOzu byt blizsie diskutované. Uvedeny kritky vypo-
¢et niektorych etickych aspektov podciarkuje univerzal-
ny a socidlny aspekt HGP. Etické aspekty su v tejto fiaze
realizacie nesmierne dolezité, pretoze predstavuju vyhyb-
ku smerovania vyvoja a zdoraziiuju zodpovednost sucas-
nych vedcov pred budtcimi generdciami.
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ORDINARY AND EXTRAORDINARY MEANS
OF PROLONGING LIFE

Helene Watt

Abstract

Doctors have a duty not to aim to shorten lives, by act
or by omission. They have, however, no duty to go to all
possible lengths to prolong the lives of patients. The du-
ties of doctors and patients to give and accept life-susta-
ining measures depend on the burdens for the patient
and for others, and on the benefits the measure in questi-
on can achieve. Some forms of treatment or care will be
warranted; others will be unwarranted in the light of bur-
dens - pain, cost, etc. - which outweigh the benefits they
promise. Some forms of treatment are altogether futile,
while other forms of treatment provide a type of benefit
which falls (on one theory) within the remit of nursing,
and not within the remit of medicine.

Key words: ordinary means, extraordinary means, tre-
atment, benefits, burdens

Doctors have a duty not to seek to shorten lives, by
act or by omission. However, while this negative duty
applies in relation to patients in general, there is no
corresponding positive duty to go to all possible len-
gths to prolong the lives of patients. In this paper,
I will be looking at the difference between those life-
prolonging measures which are morally obligatory,
and those life-prolonging measures which are opti-
onal, or morally excluded. Assuming that we respect
the negative duty not to choose to shorten life, by act
or by omission, what are our positive duties with re-
gard to the maintenance of life?

Answers to this question are often phrased in ter-
ms of a contrast between what are called ‘ordinary’
and what are called ‘extraordinary’ means or measu-
res of prolonging life. Traditionally, the term ‘ordina-
ry’ has been applied to those means of prolonging life
which are morally required in view of the duty to pre-
serve life and health. In contrast, the term ‘extraordi-
nary’ has been applied to those means or measures
which are not in this way morally required.

In the moral tradition in which use of the terms
‘ordinary’ and ‘extraordinary’ arose, what were being
considered were not originally the doctor’s duties,
but those of the competent patient. Since the doctor
was thought to have a right to treat the competent pa-
tient only in so far as the patient gave his or her con-
sent, the question for patients was under what cir-
cumstances they had a duty to submit to treatment -
or to take other measures for promoting life and heal-
th - and under what circumstances they did not have
a duty to take measures for promoting life and health.

If life and health is an aspect of human fulfilment -
a ‘basic good’ of human beings - then it is possible for
human beings to fail in respect for their own partici-
pation in this good. The heavy drinker or smoker is
(or may be) wrongfully neglecting the good of life
and health. In the same way, the person who puts off
consulting a doctor for fear of hearing unpleasant
news is also acting wrongly - however understanda-
bly - with regard to life and health.

However, we should remember that the good of
life and health is only one of the basic human goods
in which we can participate. Participation in other
goods - for example, knowledge - can limit the extent
to which we make ourselves as healthy as we might
be. Moreover, we may have special commitments
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which are incompatible with a very healthy lifestyle.
For example, parents will sometimes find they have
to let their own health slide in the interests of caring
for their children.

Even in the absence of special commitments, ho-
wever, there is no obligation for a patient to take me-
asures to promote life and health if these measures
will involve excessive burdens. Here we might think
of the pain or discomfort which can accompany me-
dical treatments, or of the financial cost of treatments
to the patient, the family, the hospital or the health
service. We might also think of those burdens to the
patient which vary greatly from one individual to
another: for example the patient’s fear or repugnance
at the prospect of losing a limb through amputation.

A treatment or life-sustaining measure can be
extraordinary because it is too painful, frightening, ha-
zardous or disruptive for the patient, or because it is
financially too burdensome to the patient, family, hos-
pital or health service. A treatment can also be too
burdensome in other ways to those who are caring for
the patient - for example, it can take up a large amount
of time which needs to be spent on other patients.

A treatment can also be extraordinary because it is
simply futile. For example, those who are dying of
one illness have no obligation to be treated for a se-
cond life-threatening condition. It is, however, impor-
tant to note with regard to futility that it is the treat-
ment which should be regarded as futile, not the pa-
tient’s life itself. To judge that a patient’s life was futi-
le - that is, worthless and pointless - would be to fail
in respect for that patient’s human dignity.

A similar point can be made about the judgement
that a particular treatment, while not entirely futile,
will involve burdens which are disproportionate to
the benefits it will bring. To say that a treatment will
not benefit the patient sufficiently to justify its bur-
dens is not to say that the patient’s life will have no
value after the treatment is given. The fundamental,
‘core’ value of the patient’s life is, it can be argued,
intrinsic to that life, such that it is always good in
itself, not bad in itself, that the patient continue to
exist. However, the only absolute implication of res-
pect for this fundamental value is the negative duty
not to choose to end the life of an innocent human
being. With regard to supporting life (where the
intention is not to end it) we will have less and less
reason to do this the more and more burdensome the
means of support, and the fewer goods can be obta-
ined for the patient over and above the good of life.

We began by looking at the duties of the compe-
tent patient to look after his or her own life and heal-
th. In the light of these duties, doctors and nurses
should encourage the patient to accept those treat-
ments which they believe are reasonable in the cir-
cumstances, while bearing in mind the fact that the
burdens of treatment for the patient will vary from
person to person, and that in any case it is the pa-
tient’s responsibility to accept or decline treatments.
Normally the only case in which the doctor or nurse
could be entitled to override the patient’s refusal wo-
uld be if the patient did not appear to be truly compe-
tent at the time of refusing treatment, and/or if the
patient’s motive for refusing treatment was clearly su-
icidal. Thus, for example, a rescued suicide victim
who refused to have his or her stomach pumped out
would not be in the same situation as a non-suicidal
patient who refused some treatment because it was
very unpleasant.

So much for the duties of the competent patient
and his or her carers. In the case of incompetent pa-
tients - for example, young children - similar guideli-
nes apply for determining what are extraordinary me-
ans of support. However, these guidelines will of co-
urse be applied only by the adults in charge, and not
by the children themselves.

In assessing the burdens of treatment for an infant
who cannot communicate, it is more difficult than in
the case of the adult to determine what is unduly bur-
densome. In assessing potential benetfits to the infant
to be weighed against the burdens of treatment, doc-
tors should be careful not to be too pessimistic as to
what the treatment can achieve. For example, a child
may still need to use a wheelchair, even after treatment
which will extend his life-expectancy, but may nonet-
heless benefit greatly from an operation in the early
weeks of life. The question to ask is: will the treatment
improve the child’s condition to a reasonable extent,
bearing in mind the burdens of that treatment for the
child and for the carers, or will it achieve too little or
perhaps even make the child’s condition worse?

It has to be said that the intention of euthanasia is
often to be found under cover of not providing ‘extra-
ordinary treatment’ for handicapped newborn chil-
dren. If, for example, a Down’s syndrome baby, whose
parents do not want her to survive, is denied a very
straightforward operation to clear a blocked intestine,
then it would seem that the real motivation behind
this decision is to make the baby die as soon as possi-
ble. For such an operation would not be seen as too
burdensome for a baby - including a baby with
Down’s syndrome - whose parents did want her to
survive. If the parents’ wish that the baby die is the
real explanation for the decision not to treat, this deci-
sion is not based on a morally acceptable comparison
of benefits and burdens of that treatment. Rather, if
the child’s interests are considered at all, it is judged
that life itself would be a burden for the child - for
example, because the child would have to live in an
institution. That life in an institution is not worthwhi-
le is, however, an unjustified assumption, even if we
take it that the parents will not change their minds
about bringing up the child.

In the case of older incompetent patients also, we
need to distinguish between the judgement that
some life-prolonging measure is futile or burdenso-
me, and the judgement that life itself is futile and bur-
densome and should be ended as soon as possible.
For example, if doctors or relatives object to a patient
in a Persistent Vegetative State being fed by tube, it
may be the patient’s life in a state of unconsciousness,
and not simply tube-feeding, which they see as futile
or in some way undesirable.

It is perhaps understandable that people react in
this way, given the state of acute deprivation of hu-
man goods which PVS represents. However, if, as
I would argue, there is a fundamental, ‘core’ value to
the sheer presence of any human being, then it is
wrong to act on the basis that a human being’s exis-
tence is worthless, or bad in itself. To cease feeding
with the covert intention of ending a life seen as wor-
thless is to be blind to the value which attaches not
simply to doing, but to being. The choice to stop fe-
eding by tube will often, in practice, have a euthana-
siast motive, given that tube-feeding is burdensome
neither to the unconscious patient nor to the carers,
and given that tube-feeding can only be described as
altogether futile on the assumption that the pa-
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tient’s life is altogether futile.

However, some would argue that tube-feeding
may be withdrawn, not because the patient’s life has
no value in a state of unconsiousness, but because
tube-feeding, as opposed to normal feeding, constitu-
tes medical treatment of a kind which need not be gi-
ven where the specific goals of medicine - the restora-
tion or maintenance of some degree of health - can
no longer be achieved. That is, while tube-feeding is
not altogether futile, because it does sustain the pa-
tient’s life, it is medically futile: futile in relation to
the specific goals of medicine.

Many people do have the intuition that the more
‘artifical’ some life-supporting measure - the more bo-
dily functions it replaces and the more technology it
requires - the more benefit we need to expect from
that measure in terms of an approximation to health.
In other words, if there is a spectrum of cases betwe-
en medical treatment and basic nursing care, where
some life- supporting measure falls clearly on the tre-
atment end of the spectrum this measure must help
us achieve the goals of medicine, and not just the go-
als of nursing care.

However, while the insertion of a gastrostomy
tube (if not a nasogastric tube) can perhaps be descri-
bed as medical treatment, it seems doubtful that the
pouring of food down the tube can be regarded as me-
dical treatment. For pouring food down a tube seems
very close to holding a cup to someone’s lips or spo-
on- feeding or any of the other standard ways of fe-
eding another human being. It is much more plausible
to regard artificial respiration as medical treatment -
and, in some cases, extraordinary medical treatment.
For while people do not normally provide each other
with oxygen, at least after the prenatal period, people
do normally provide each other with food, and tube-
feeding seems close enough to other forms of feeding
to be regarded as basic nursing care. By analogy, spo-
on-feeding someone who has broken both his arms is
not medical treatment, but the use of a simple tool to
supply for the absence of a normal bodily function.
While even spoon-feeding would be extraordinary in
the case of a patient on the point of death, in most ca-
ses it is ordinary nursing care and in no case is it medi-
cal treatment. The same is true, it could be argued, of
feeding by tube.

In any case, the question whether tube feeding is
medical treatment and, if so, whether it should be
continued in certain cases is not relevant to a case in
which feeding is withdrawn with the aim of ending
a life seen as worthless. The question for a doctor or
nurse should not be whether the life of a patient is
a good thing or a bad or worthless thing, but whether
some life-prolonging measure is morally required in
the light of the benefits promised by that measure,
and the costs, risks and other burdens to the patient
and to others. While the goals of medicine may refer
to a higher level of physical well-being than the more
modest goals of nursing, doctors should not be too
pessimistic in assessing the benefits of treatment to
the patient. The general rule to keep in mind is that
patients should be given whatever life-prolonging
measures are sufficiently beneficial, having regard to
the cost in terms of expense, pain, risks and other
burdens.

(Literature by the author.)
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MISSION OF THE PHYSICIAN AND EUTHA-
NASIA
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It is a notable feature of the current debate on eut-
hanasia, that most of those who demand substantial
changes of contemporary laws are non- physicans. It
sems to be useful to contemplate a bit the role of
a physican in relation to euthanasia. One of the re-
asons commonly referensed to justify legalization of
euthanasia is the current technical progress of medi-
cine. Some people are afraid of being arteficialy main-
tained alive against their will. The question should be
answered if modern progress of medicine is not a re-
ason to assume a positive attitude towards eutha-
nasia.

Job, profession and professional mission

Consensually, there is a great difference between
a job (or an employment) and a profession (or even
a calling). A person tries to find a job to earn his/her
living. It is a good purpose, of course. But a professi-
on or a calling is something more. Making a decision
for a certain profession includes liking for a certain
activity, attachment to the calling, and even courage
to comply with the demands of the profession.

Performing a profession chosen in harmony with
likings and with appropriate capabilities allows a per-
son to be happy. All of us will doubtless agree that
medicine is - and should be - a profession and not me-
rely an employment. It is however possible to per-
form a profession as an employment and also an
employment as a profession. An employed person
usually fulfils his/her tasks while a professional
accepts a mission own to his or her vocation. It is of
course possible to ignore oneYs professional mission
and to fulfill one’s professional duties only to get mo-
ney. What’s in fact the mission of the physician?
Which are his/her main tasks? The right answer to
these questions is not “to cure”, “to heal” or to pre-
vent diseases but “to help patients”. Undoubtedly, the
main duty of a physicians is to preserve life. The phy-
sician should protect and restore health, relieve or
moderate suffering, and also take care of the dying.

The role of the physician in the care of the dying
person has been discussed thoroughly in recent ye-
ars. The terms frequently used in the debates are as
follows: autonomy, quality of life, tormented dying
patient, useless life, life no longer worth living, allo-
wing to die, human and dignified death, death with
dignity, beneficience, mercy killing, self-determinati-
on and right to death. Moreover, lately we have been
witnesses to endeavours to force the physician to
accept a new task in the care of seriously ill persons -
to be involved in euthanasia.

Euthanasia - what does it mean?

The word euthanasia is derived from two Greek
words: “eu” and “thanatos”, that means: “good death”
or “happy death”. In medical terminology, it has alwa-
ys expressed kind assistance which the physician has
given to the dying patient in order to alleviate his/her
suffering and to diminish pain.

It is only in the course of the twentieth century
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that the friendly word “euthanasia” came to mean the
direct and painless killing of a patient who, lacking
the prospect of recovering health, might want this
kind of immediate death.

Webster’s New International Dictionary (5th ed.)
defines euthanasia as “a mode or act of inducing de-
ath painlessly as a relief from pain.” Perhaps a more
explicite definition is given in Webster’s New Colle-
giate Dictionary (1st edition) in the following words:
“the act or practice of killing individuals that are ho-
pelessly sick or injured for reasons of mercy”.

Declaration on Euthanasia of the Congregation for
the Doctrine of the Faith (May 5th, 1980) describes
euthanasia as “an action or an omission which of
itself or by intention causes death in order that all suf-
fering may in this way be eliminated”.

The following distinctions can be drawn: eutha-
nasia active and passive, positive and negative, direct
and indirect. Different authors prefer one of these
three possibilities and all of them comprehend termi-
nation of life by positive action - inducing death -
under the terms of active, direct or positive eutha-
nasia. Under the terms of passive, indirect or negative
euthanasia, withholding treatment is usually meant.
However, some ethicists (1) use the term “passive
cuthanasia” for withholding treatment even if there is
a moral obligation to prolong the personYs life. In
this case, there is no moral difference between active
and passive euthanasia. Hence, if there is no moral
obligation to prolong life, it is rather better to speak
of “allowing to die” than of passive euthanasia (2,3).

It is too dangerous to stress the difference betwe-
en active and passive euthanasia. Some people - even
ethicists - are inclined to say: if passive euthanasia is
acceptable, active euthanasia should be acceptable as
well. It’s definitely better to speak of euthanasia on
one hand and of allowing to die on the other hand.
The reasons justifying the decision not to prolong life
will be discussed subsequently.

Some authores distinguish between voluntary (au-
tonomous) and involuntary (heteronomous) eutha-
nasia (4). However, there is no reason for introdu-
cing such terminology. Euthanasia can be only volun-
tary. An accurate and well-established term for “invo-
luntary euthanasia” is a homicide, or even a murder.
Mentioning Hitler and thousands of handicapped
persons executed by Nazis is quite justified in this
connection.

There is also no need to distinquish between eut-
hanasia performed by a physician or by relatives,
friends or other persons. There can be no euthanasia
without a physician’s assistance.

Euthanasia and progress of medicine

The claim for euthanasia is not unfrequently justi-
fied by extensive progress of modern medicine. On
the first glance, this seems plausible. Nevertheless, we
can find indications that the problem called “eutha-
nasia” today was topical long before the era of mo-
dern medicine has started. In the so called “Hippocra-
tic Oath” one can read also this promise: “I will neit-
her give a deadly drug to anybody if asked for it, nor
I will make a suggestion to this effect”. Evidently, the
authors of the text written about 400 B.C. prohibit the
act called euthanasia today. It would have been sense-
less to speak of that problem if public opinion exclu-
ded such behaviour. Not just a mere medical progress
but primarily other factors, such as changes in ethical
visions, growing relativism and spreading utilitarism

can be essential for the efforts to justify euthanasia.

It is a duty of medicine and physicians to protect
human life and to care for people’s health, however
not at any price. Should extraordinary means or unre-
asonable procedures be necessary to keep someone
alive, there is no obligation to aply them. If there is
no real hope for a significant improvement of health
and the only result would be just prolonging biologi-
cal life, the use of disproportional techniques can be
(and should be) withdrown. However, withdrawal of
useless cure shouldn’t be confused with euthanasia.

Looking at euthanasia in the past

The idea of killing a seriously ill patient is old.
Baby killing for eugenic reasons was common in
Sparta, and Plato defended euthanasia in his Politeia.
Deliberate termination of life connected with suffe-
ring was acceptable also for Stoa as well as for Epicu-
ros. Tacitus described in details an act of euthanasia
in the time of ancient Rome time in his Annales. Phi-
losopher and poet Seneca decided to end his life rec-
koning his persecution iniciated by Nero. Tacitus wri-
tes: “Bleeding was going too slowly and dying exten-
ded for a long time. Therefore Seneca asked his fait-
hful friend and physician Statius Annaeus to bring
him a foresightedly prepared poison used in Athenes
when somebody was sentenced by the state law-co-
urt”. It was typically during time of decline when
a personYs life was considered as not livingworth.
Certainly, medicine was only in its embyonic state in
the antic era and the pro- euthanasia views recalled
here hardly can be linked to any “medical progress”.

With the exception of utopists Francis Bacon and
Thomas More (Morus), human life was accepted as
supreme value for long centuries and no reason co-
uld have justified killing an ill person by a physician.

One of the most famous nineteenth century’s me-
dical European personality, German physician Chris-
topher Hufeland writes in his “Macrobiotics or the
Art of Human Life Prolongation (Makrobiotik oder
die Kunst, das menschlicheLeben zu verlin-
gern”1836): “The physician has a duty and is obliged
to do nothing else than to preserve life - regardless
whether it is a good or bad luck, and whether it is
worth or worthless. It has to be the same to him.
Once has adapted himself to accept such considerati-
on, in his acting the consequences are immense and
the physician becomes the most dangerous person in
the state. If this boundaryline has been crossed, if the
physician considers himself to be entitled to make de-
cision (about usefulnes of someones life), then only
the gradual progress is needed for vanity and conse-
quently unnecessity of human life to be applied even
to other cases.”

At the break of the nineteenth and twentieth cen-
turies, social darwinism and rasism tried to justify the
right to death and euthanasia, mainly in Germany
(“das Recht auf den Tod”). Ernst Haeckel recommen-
ded the killing of cripples and mentally ill persons by
means of morphine and cyankali.

In the thirties, the first euthanasia societies were
established - Voluntary Euthanasia Legalization Socie-
ty in the U.K. in 1935 and Euthanasia Society (later
Handock Society) in the USA in 1938.

The danger of one’s entering the slippery slope of
euthanasia was proved mainely in Germany in the
time of the Second World War. In Nazi Germany, eut-
hanasia was officially practised in the years 1940 and
1941. The only “legal” basis for starting killing “incu-
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rable patients” was HitlerYs circular dated September
1st, 1939 (but written probably later): “Commander
Bouhler and Dr. med. Brandt are charged with res-
ponsibility to expand the authorization of explicitly
designated physicians so that mercy death could be
provided to all patients whose illness was assessed as
incurable after critical judgement of their health sta-
tus.”

By August 24th, 1941, when euthanasia was offi-
cially stopped, 70.000 persons (mainly Germans)
were killed. Unofficial performing of euthanasia con-
tinued, of course. Hundreds of thousands of mentally
or physically handicaped persons (again mainly Ger-
mans) were killed.

New appeal for legalization of euthanasia and
assisted suicide which has been spreading since the
beginning of the sixties, started in the USA. Joseph
Fletcher, a protestant moralist, justified mercy killing
as being an act of compassion (1960). Daniel Margu-
ire, a Catholic theologian, suggested that the circum-
stances, under which the patients life was terminated
decide about morality or inmorality of such an act.

Euthanasia Societies began to be more active. The
views of public concerning euthanasia are influenced
by the fear of enduring pain, of being trapped by ma-
chines without control, of losing body integrity and
personal dignity.

Contemporary development

Even though efforts to legalize euthanasia and
physician assisted suicide has been growing stronger
in some states of the USA, the American Medical Asso-
ciation House delegates have rejected euthanasia
absolutely (New York Times, June 28, 1988). Clear
voices in the same spirit were heard also from other
sides.

Nevertheless, during the last twenty years, the
number of the Americans agreeing that doctors sho-
uld be allowed by law to finish a terminally ill pa-
tient’s life (if the patient requests it), has steadily been
increasing. Prominent bioethicists, on the contrary,
insist that euthanasia is incompatible with the goal of
medicine and with the competence of the physician:
Daniel Callahan, co-fonder of the Hastings Center for
Study of Bioethics, argues: “ Doctors ought to relieve
those forms of suffering that medically accompany se-
rious illness and the threat of death. They should relie-
ve pain, do what they can to allay anxiety and uncerta-
inty, and be a comforting presence” (5).

The country most often quoted in connection

with legalization of euthanasia and its rather frequ-
ent realization are the Netherlands. On the one
hand, euthanasia is still literally against the law. On
the other hand, according to a law from 1993, the
physician can be sure that he will not be punished
for practicing euthanasia if the following conditions
are met: 1) fully informed patient asked for eutha-
nasia repeatedly, 2) there is no other alternative for
relieving of unbearable suffering, 3) the case was
consulted with an other physician, 4) the physican
filled in a requested questioner (6). Not all dutch
physiciens agree with this law. It seems that the ben-
volent attitude towards euthanasia has more to do
with the inclination to generally liberal approaches
to ethical issues in Holland than with the progress
of medicine.

The only region where euthanasia has been forma-
ly legalized is Nothern Territory in Australia. Howe-
ver discussion about this problem has not been finis-
hed yet.

Conclusions

The precise definition is a necessary precondition
for avoiding confusion. Under the word euthanasia it
should be perceived an intentional killing of a patient
on his request by a physician in order to relieve the
patient’s suffering. The main duty of a physican is to
help the patient and to protect life and nothig can jus-
tify killing of a person. Usually, a patient speaking
about euthanasia is really asking for a more human
care and not for a death.
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