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NA UVOD / INTRODUCTION

Reverence for Life

If mankind is not to perish after all the dreadful things it has done and
gone through, then a new spirit must emerge. And this new spirit is coming
not with a roar but with a quiet birth, not with grand measures and words but
with an imperceptible change in the atmosphere - a change in which each of
us is participating and which each of us regards as a quiet boon.”

By ethical conduct toward all creatures, we enter into a spiritual relation-
ship with the Universe. In the Universe, the will to live is in conflict with
itself. In us, it seeks to be at peace with itself. In the Universe, the will to live
is a fact; in us, it is a revelation. 2

Today the task is to get the mass of individuals to reclaim their spiritual
heritage and so to regain the privilege they have renounced of thinking as
free personalities. They must work themselves out of the condition of spiritual
weakness and dependence to which they have brought themselves.

Humanity has always needed ethical ideals to enable it to find the right
path, that man may make the right use of the power he possesses. Today his
power is increased a thousandfold. A thousandfold greater is now the need
for man to possess ethical ideals to point the Way.4

Any religion or philosophy which is not based on a respect for life is not a
true religion or philosophy. °

The spirit of humanity is a creative spirit and therefore we trust in it not
only because it remains our hope in these times, but because it is able to ful-
fill its historic task. ©

I am certain, and have always stressed, that the destination of mankind is
to become more and more humane. The ideal of humanity has to be revived.
Without this ideal we are lost human beings.

I believe that there is reason for hope. Hope is there like a small band of
light on the sky before the sunrise. There begins to stir in the world a new
spirit, a spirit of humanity. The terrible thing was that we fell into inhumanity
without knowing it. And because the new spirit begins to stir there is hope,

for the spirit is the great transforming power. %
Albert Schweitzer

! Letter to a youth leader in Germany, 1959. > Address before the French Academy, 1952. 7 Interview with Melvin
Arnold, Lambaréné, 1947. * From ,Religion and Modern Civilisation®, in the Christian Century, 1934. ° Letter to the
Japanese Animal Society, 1961. ° The German Peace Prize address, 1951. " Letter to the Animal Defence League of
Canada, 1965. ¢ Letter to lieutenant in U.S. Navy, 1952. The texts taken from the book ,Reverence for Life. The Words
of Albert Schweitzer*, compiled by H. E. Robles, Harper San Francisco, 1st ed., 1993.
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Abstract

This essay explores the ethical debate that surrounds
last year’s case of conjoined ischiopagus tetrapus twins,
Mary and Jodie. More precisely, it focuses on those argu-
ments that involved double effect reasoning (DER). A
classic model of DER is offered, followed by a summary
of the opinions of theologians and philosophers in deba-
ting whether such reasoning could be used to justify the
surgical separation of these babies. The purpose is to
show the ,give and take“ of ethical discourse, how comp-
lex and demanding the application of DER often is, and
how elusive finding a ,right answer“ can be.

Key words: conjoined twins, surgical separation, doub-
le effect, philosophical and theological debate.

Introduction

During the autumn of 2000, our imaginations were
captured by the haunting image of two babies, Jodie and
Mary, conjoined in tragic perversion of human form.
When the babies were born on August 8, Mary was inca-
pable of respiration, with a heart too underdeveloped to
pump blood through her body. In addition, she suffered
serious anomalies of the brain. Had she been born a sing-
leton, she would have died at birth. While Mary’s heart
and lungs were virtually useless, Jodie’s were strong and
healthy, and because of their conjoined circulatory sys-
tem, Jodie’s organs kept both girls alive. A Solomonic
dilemma faced the adults concerned with the girls’ fate.
The best medical expertise was that to separate them
would mean certain death for one, but that to allow them
to remain conjoined would mean certain death for both,
within a matter of months. Only tentative conjecture was
offered by any expert who actually examined the babies
that they might survive much more than a year in a con-
joined state. Ominous predictions for Jodie that separa-
tion would bring a life filled with pain, more and more
surgery, profound dysfunction, and general misery came
from philosophical opponents of separation. For her
own physicians, the risk to Jodie’s physical and emotio-
nal well-being if the union continued was a far more
pressing concern. Pediatricians argued that they must
separate the babies in order to save Jodie’s life. The pa-
rents, however, refused permission to ,kill Mary in order
to save Jodie.“ In the end, the courts intervened, and in
early November, when Jodie’s heart showed signs that it
was beginning to fail, the girls were separated. As pre-
dicted, Mary died in the surgical suite. Jodie is now home
with her parents in Malta, bright and healthy. Her physi-
cians expect her to lead a normal life, with relatively mini-
mal physical reminders of the events of her infancy.

But these are only facts. What concerns us here are
the ethical issues; for though we may have ‘gut instincts’

about what should be done in difficult circumstances, we
cannot afford to make judgments of this magnitude ba-
sed on feelings alone. Instead, we need to understand the
ethical foundations upon which such serious decisions
should be made, and the case of Mary and Jodie offers
illuminating insight into just how such ethical discourse
and analysis can be carried out by different sharp and
thoughtful minds. Many of the sources cited in the dis-
cussion that follows use double effect in their reasoning,
and it provides a good ethical focal point for this essay.
No conclusion is realized here about whether or not the
separation of Mary and Jodie was, in the end, ethically
justifiable. We examine instead the insightful dialogue
and debate that surrounded that dilemma.

Double Effect Reasoning

We are invoked to ,Do good,“ but also to ,Avoid evil.“
[1] Does this mean that we are to avoid any good action
that has an evil effect? Consider the fact that an automo-
bile excursion on a hot summer afternoon might carry
with it both the good end of visiting an elderly ailing rela-
tive and the physically evil end of polluting fresh air and
depleting the ozone layer. Should we therefore not visit
the sick relative? That cannot be, for if so, our freedom to
act as humans is absurdly limited. What is meant, is that
no moral evil may be done. [2] The teaching is not abso-
lute in regard to physical evil, and distinguishing bet-
ween moral and physical evil is facilitated through the
process of double effect reasoning (hereafter, DER). It is
DER that helps us determine, in a particular case, when
circumstances make it morally permissible for us to
allow or cause harm, and to determine moral responsibili-
ty for foreseen and unwelcome side effects of an act. It
does this by helping us judge whether those effects are
merely permitted as side effects of a good act (and tolera-
ted as inevitable) or are directly willed and therefore mo-
rally evil. For example, when a mother takes her son to
the hospital for an appendectomy, does she tolerate as
inevitable the fact that the child’s body will be cut open,
and that he will feel pain (physical evils), or does she
actually ‘will’ (a moral evil) the mutilation and suffering
itself? If the former, DER might allow the action. The lat-
ter, however, could never be justified.

Volumes have been written about the nuances of
DER, and scholars have debated it for centuries. For our
purposes, however, one classic formula will suffice. It
states that a person may licitly perform an action that he
or she foresees will produce a good effect and a bad
effect, provided that four conditions are verified at one
and the same time: (1) that the action in itself, from its
very object, be good or at least indifferent, (2) that the
evil effect not be intended, (3) that the good effect not
be produced by the evil effect, and (4) that there be a
proportionately grave reason for permitting the evil
effect. [3] In regard to Mary and Jodie, we must then ask
these questions: What was the act, and was it morally
good, indifferent, or evil? Though Mary’s death was clearly
foreseen, was it intended or merely allowed? Was the sa-
ving of Jodie’s life brought about by the death of Mary, or
did her living and Mary’s death result in parallel fashion
from the act in question? Finally, was the saving of Jodie’s
life proportionate to the premature ending of Mary’s?

An Amicus Curiae from the Catholic Church

We begin our analysis of the ethical discourse with
the argument of Cardinal Cormac Murphy-O’Connor of
Westminster, England, in his amicus curiae to the British
Court of Appeal. Clearly alluding to DER, he wrote that,
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,There are those . .. who would argue that one might
embark on such an operation without having Mary’s death
as part of one’s aim, and that her death would then be a
foreseen but unintended consequence of a morally justi-
fiable operation aimed at saving Jodie. But what is not
possible is that one could embark on such an operation
without foreseeing that it would do Mary no good but
only lethal harm. And even if her death were merely fo-
reseen, the invasion of her bodily integrity is neverthe-
less intended. The process of separation cannot be thought
of with any plausibility as one of cutting into Jodie’s
body alone; Mary’s body is necessarily cut into. And that
violation of her bodily integrity is in the nature of the
case lethal for her. It therefore cannot be justified.“ [4]

What is especially interesting, and most illustrative of
the fact that even two scholars arguing from the same tra-
dition can reach different conclusions, is the judgment of
another bishop, Elio Sgreccia, Vice-President of the Ponti-
fical Academy for Life, and Director of the Bioethics Ins-
titute of the Catholic University of Rome (Gemelli). Only
months before Mary and Jodie were born, he addressed
the case of Marta and Milagros, three-month-old Peru-
vian conjoined twins who died in the spring of 2000 du-
ring an operation performed by Italian doctors. The two
girls, joined at the chest, shared one fused heart, which
would have failed within a few months. In order to save
at least one child, the doctors attempted a separation,
which ended tragically in the death of both. In an ethical
analysis of that surgery, Sgreccia remarked that, ,Above
all, it must be proved that it was not possible to save
both, [and] one would have to be certain that the girls
could not continue to live together, given proper medi-
cal care.“ [5] Given the expert opinions that in the given
circumstances both girls would die without surgery,
Bishop Sgreccia judged the operation to be justified.
With what appears to be a clear application of DER, howe-
ver, he went on to explain that the operation could not
be carried out to save one girl at the cost of the other’s
life. The death of the second girl must come, as a side
effect of the act, which he argued, was an ,operation to
save the first.“ She could not simply be killed, with sur-
geons then turning their attention to the attempt to save
the other. The parallels to the case of Mary and Jodie are
clear, and one can safely conjecture that their circum-
stances fulfill the criteria, as argued by Sgreccia (and
counter to Murphy-O’Connor) for justification through
the application of DER.

Scholarly Debate among Philosophers
and Theologians

Many others filled the pages of journals with opinions
about the case of Mary and Jodie in the months that en-
sued. Albert S. Moraczewski, for example, agreed with
Murphy-O’Connor’s judgment against the applicability of
DER to the case of Mary and Jodie. [6] However, rather
than identifying the act as ,the saving of Jodie’s life,“ he
identified it as ,the surgical procedure, especially the cut-
ting and clamping of the artery.“ He then argued that the
surgeons unjustly brought about a lethal injury to Mary,
as they knowingly and freely severed the aorta and depri-
ved her of her source of an adequately oxygenated blood
supply. The act, he believed, was therefore morally unjusti-
fiable, because in the choice freely made, an evil (the
death of Mary) was included. Though Murphy-O’Connor
had ceded that ,the life that Mary has is, because of
abnormal development, dependent on Jodie’s blood sup-
ply,“ Moraczewski goes even further; concluding instead
that both girls had an ,equal right“ to the aorta’s func-
tioning. Philosopher Alex John London objects to this.

[7] He argues that Jodie alone had a right to what he sees
as the ,unrestricted use of her own vital functions.“ He
also responds to Murphy-O’Connor’s argument that ,no
duty exists to preserve life when the only available
means to do so involves a grave injustice.“ As Murphy-
O’Connor argued that there was no obligation to pre-
serve Jodie’s life through the grave injustice to Mary of
surgical separation, so London argues that there was no
obligation to save Mary’s life through the grave injustice
to Jodie of leaving her to die conjoined. London conti-
nues by arguing that since other caregivers unrelated to
the separation could have, but chose not to offer Mary
life support or transplantation on the basis of futility,
given her serious pathophysiology, it was thus not fair to
shift that life-prolonging burden onto Jodie. It was espe-
cially unfair to suggest that she had an obligation to pro-
vide that life-support function, given that to do so would
entail the sacrifice of her own life.

Catherine Dominic differs with Murphy-O’Connor
and Moraczewski as well. She sees the act in question as
the restoration of Jodie’s organs to her, so that she might
live. [8] In this, she rejects the notion of there being any
intrinsically evil lethal assault made upon Mary. Her
death, which Moraczewski describes as included in the
act itself, is seen instead by Dominic as the foreseen but
unintended bad effect of the act undertaken (separation)
to achieve the good effect of saving Jodie’s life. Helen
Watt joins the fray in arguing that DER cannot work here,
since it requires that nothing the agent intends can be
morally unjustified, and she likens this surgery to the
removal of a heart from a living donor. ,Even if the donor’s
death is not intended,“ Watt wrote, and ,is in no way part
of the plan,“ what is intended is the changing of the donor’s
body in a fashion that she identifies as ‘mutilation’. [9]
William E. May concurred with Watt’s position in an early
essay (a position he now disavows), saying that the mutila-
tion of Mary’s body took place in the act itself, and that this
act was clearly intended, even if her death was merely fore-
seen. [10] For them, intentional mutilation would thus be
intrinsic evil enough to deny the satisfaction of Condition
One of DER, as stated above, and the agent’s intention to
mutilate violates Condition Two. Since Mary’s fatal mutila-
tion would thus be the cause of saving Jodie’s life, Con-
dition Three of DER would also be violated.

To this argument, Christopher Kaczor introduces the
interesting metaphysical question of whether the girls
had two fused bodies or shared one. [11] He suggests that
the girls had two separate bodies with some fused por-
tion, and argues that it would thus be impossible to
invade ,Mary’s portion“ (at least in the shared mid-sec-
tion), since that might also be equally Jodie’s portion. He
therefore dismisses any clear intrinsic evil of invading
and mutilating Mary’s body. Kaczor also questions the
pre-mise of Murphy-O’Connor that the surgery ,brought
no good to Mary.“ Instead, he echoes Appeals Court Jus-
tices Brooke and Walker in suggesting that it allowed
each girl to enjoy the positive good of her rightful bodily
integrity and physical autonomy, fleeting as that might
have been for Mary. Further, he points out that since the
surgeons took nothing from Mary’s body for the benefit
of Jodie’s, no mutilation took place-only separation. Watt
parries that no, this was indeed mutilation, since the sur-
geons inflicted a wound from which Mary ,would not
recover.“ But London’s words remind us that it was not a
wound per se from which Mary could not have recove-
red. Further, Kaczor adds, bodily integrity is violated for
the sake ,only of others“ in a number of instances, as
when a living person donates an organ. To Watt’s sugges-
tion that such a donation is not a fatal occurrence for the
donor, he and London, again, remind her that Mary’s sur-
gical wounds were not fatal in and of themselves.

This discussion of mutilation was later revisited by
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May, when he reversed himself and concluded that the
object of the surgeon’s act was not ,the surgical proce-
dure, especially the cutting and clamping of the artery,“
but rather, was precisely ,to separate the twins.“ While
they foresaw Mary’s death, it was outside the scope of
their intention. Neither, May now argues, was Mary’s
death the means to obtaining or saving Jodie’s life. [12]
Further, May has reconsidered one of the ,norms*“ cited
by Murphy-O’Connor, who submitted to the Court that a
person’s bodily integrity should not be invaded when the
consequences of doing so are of no benefit to that per-
son, particularly if the consequences are foreseeably
lethal. May now concludes, in accord with Kaczor, that
this is not, as he had previously believed, an ‘exception-
less norm’ after all, since one ,can legitimately give con-
sent for a procedure [e.g., organ donation] of no benefit
to oneself and even involving risks.“ He looks to Ger-
main Grisez for a point of comparison, where Grisez has
pointed out on another topic that, ,for the sake of pros-
pective benefits to others, individuals may . . . choose out
of merciful love of neighbor to undergo experimental
measures upon themselves that they could rightly reject
as too burdensome.“[13] May argues that if this is so, then
the object of the researcher’s act in such a case is neither
to mutilate nor to harm the person who gives consent,
but rather to help that person do a service of love for his
or her neighbor. In these cases, the harm done to the
organ donor or experimental subject is foreseen, but is
definitely not intended. One can suggest, argues May, that
the surgeons were helping Mary do a service of love for
her sister, by giving Jodie her only possible chance to live.

Along the lines of Kaczor’s argument, then, May
agrees with Dominic and Sgreccia that if the procedure
is performed on a body that is common to conjoined
twins, as a means of saving the only life that can be saved,
even though foreseeing that the separation will cause the
death of the other, this would not be unjust. This, May
now concludes, along with Dominic’s contention that
Mary’s death was caused by her pathophysiology and not
by the separation, renders the act in its moral object per-
missible under the conditions of double effect.

Conclusion

We have seen here that Murphy-O’Connor clearly
opposed the separation as intrinsically evil, since he felt
it included a lethal act of invasive aggression against
Mary. Moraczewski argued that Mary’s death was inten-
ded in the object of the act, which he identified as the
severing of the shared aorta. Watt, and at first May, ar-
gued that though Mary’s death per se was not intended in
the object of the act, her ‘mutilation’ was.

Dominic argued that this was a case in which it would
be ethically justifiable, according to the conditions of
DER, to make an intervention with the intention of sa-
ving one life, even if it was certain that the undesired
effect of the loss of another life would also be a tragic
effect. She argued that the act in question here was the
restoration of Jodie’s organs to her, so that she could live,
and included no lethal assault. May, in his second essay,
found the separation acceptable under DER, but argued
that both Moraczewski and Dominic were wrong about
the act. It was, he argued, not the severing of the aorta,
and not the restoration of organs to Jodie. It was simply
the separation of conjoined twins. Finally, Kaczor coun-
tered notions of lethal assault and mutilation with meta-
physical questions about whether the girls had two bo-
dies or shared one, and suggested further that Justices
Brooks and Walker may have been right: there may well
have been a good for both girls in the simple reality
of bodily integrity, and thus the separation would not

have been a lethal assault, a mutilation, or a direct killing.

No one mentioned here suggested that the surgeons
had as their motive the death of Mary. Nor has anyone
argued that there was not good reason to separate the
babies. This brings us, then, to the question at the core of
the essay: How is it that even those with impeccable con-
servative credentials could arrive at such different con-
clusions about the application of DER to this case?
Murphy-O’Connor, Moraczewski, and Watt, and others
who opposed the separation, all agreed with the babies’
parents that separation amounted to doing evil to achie-
ve good. That is, that it is intrinsically evil to intentionally
kill (or mutilate or assault) any innocent human being,
even to save another, and that that is what happened in
the separation of Mary and Jodie. The challenge, howe-
ver, is that we can safely assume that everyone else quoted
here-Dominic, May, Kaczor, Sgreccia, and London-who
finds the separation justifiable, also wholeheartedly
accepts that same moral norm. They simply do not agree
that that is what happened in this case. They do not see
Mary’s death as part of the moral object, as intentional
killing, mutilation, or lethal assault, and therefore as
intrinsically evil. For them, Mary’s death was a bad effect
of a good or neutral act; foreseen but not intended; in no
way the means to the good end of Jodie’s remaining alive;
and of sufficient importance to allow that bad effect.

That serious scholars struggle with double effect rea-
soning in any concrete case should neither surprise us, cau-
se us to question its relevance as a morally valid approach
to difficult decision making, nor lead us to cease our ef-
forts to understand its time-tested wisdom. Sometimes
the dilemmas we seek to settle may simply be so con-
founding that even the most eminent thinkers struggle.
The fact, however, that the use of this subtle reasoning
needs such exacting attention enhances rather than
weakens its integrity. In the words of T. Lincoln Bousca-
ren, reasoning that can justify ,the permission of even
the gravest consequences, such as the death of innocent
persons,“ ought not to be too easy to manipulate. [14]
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viacerych filozofov a teolégov, ktori skumali, ¢i je takéto uvazovanie uzitocné pri
rozhodovani o oprivnenosti chirurgickej separicie tychto siamskych dvojiciek.
Cielom prace je poukdzat na zloZitost etického diskurzu, ako aj na to, akda komplexna a
nidro¢nd je neraz aplikicia principu DU a aké tazké je hladanie ,sprivnej odpovede*.
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CESTY EUGENIKY
Tomas Lajkep

Ustav I€karské etiky, Lékarska fakulta Masa-
rykovy Univerzity, Brno, Ceska republika

Abstrakt

Myslenka eugeniky a s touto ideou spojenych etickych
teorii je stale aktudlni v soucasné lI€karské etice. Tato pra-
ce se zabyva otazkou historického a filozofického vyvoje
eugeniky a eugenickymi intencemi dnesni doby. Nejprve
konstatuje, Ze eugenika je velmi stary koncept, v jejimz
jadru je obsaZzena snaha o dosaZeni harmonické a stabilni
spolec¢nosti, a tak v sobé nese vyrazny eschatologicky po-
tencidl. Dale tvrdi, Ze v soucasné dobé je vlivna predev-
$im tzv. ,skryta eugenika®, ktera se spolupodili na defino-
vani medicinskych cilii. Nakonec je konstatovano, Ze
mySslenka eugeniky je eticky podezreld, nebot poméfuje
hodnotu ¢lovéka jeho genetickou konstituci.

Klicovi slova: eugenika, technologické intervence do
lidské reprodukce.

Uvod

Slovo ,eugenika“ je doposud povazovano za ,Spinavé
slovo*. Pfesto je viak zfejmé€, Ze v oblasti regulace lidské
reprodukce jsou rozvijena a realizovana i takova opat-
feni, kterd by se dala nazvat eugenickd. Ukolem této pra-
ce je pokus o odhaleni eugenickych motivii vzhledem
k dobovému historickému a filozofickému kontextu a o
pochopeni smyslu eugeniky viibec.

Abychom dobfe rozuméli eugenickym intencim dnes-
ni doby, méli bychom si uvédomit, zZe problém, ktery
zkoumime, neni novy. I kdyz samotné slovo ,eugenika“
bylo vymysleno a prosazovano anglickym védcem F. Gal-
tonem né€kdy od roku 1883, mohl sam tviirce tohoto poj-
mu navazat na dlouhodobou tradici ivah o regulaci lid-
ské reprodukce, které si kladly za cil pozvednout lidstvo
k vétsi zivotni kvalité a $tésti. Galton slovo ,eugenika“
odvodil od feckého zikladu a mé€lo znamenat ,dobré na-
rozeni“ nebo ,uslechtily ptivod* (6, 12).

Zakladni pfedstavy o snaze regulovat lidskou repro-
dukci vzhledem k Ziddoucimu cili nachdzime jiz v dile
vlivného filozofa Platona. Platon byl hluboce rozcarovan
dobovymi principy organizace spolecenské moci a dom-
nival se Ze znac¢na ¢ast lidského utrpeni by se mohla
odstranit vhodnéjSim systémem vlady, ktery by ovSem od
urcditych obc¢anu vyzadoval, aby nékteré doposud spon-
tanni lidské ¢innosti a aktivity - jako je napfiklad sexualita
a reprodukce - byly podfizeny centrdlnimu planovani. Ti,
ktefi maji vladnout spolecnosti, nemaji mit soukromé
vlastnictvi, ani své vlastni Zeny a déti. Odvolavaje se na
chovani zvifat Platon pozadoval, aby: ,nejlepsi muZi
obcovali s nejlepsimi Zenami co nejcastéji, kdezto nejhor-
$1 muzi s nejhorSimi Zenami naopak, a déti onéch prvnich
maji byt vychovavany, téchto vSak ne, ma-li byti chov co
nejdokonalejsi; a provadéni vSeho toho musi zuastat ta-
jemstvim“ (16, s. 153-154). Pod pojmem ,nemaji byt vy-
chovavany“ rozumél Platon pravdépodobné usmrcovani
téchto déti, nebot na jiném mist€ pise: ,....ale déti horsich
rodicti a narodi-li se co neduzivého z onéch prvnich, ty
odstrani, jak slusi, na misté tajném a nezjevném“ (16, s.
154). Platon také urcuje Zendm i muzam vhodny vék pro
reprodukci (u Zen je to do Ctyficeti let u muzi do pét-
apadesati let). Po prekroceni tohoto véku Platon soudj,
Ze by Zeny i muZzi mohli dale volné sexudlné Zit, ale ....,aby
nepoustéli na svét plodu, byl - Ii by pocat, a kdyby se nék-

tery pres vsechno dostal na svét, aby s nim nalozili podle
zasady, Ze pro takového tvora neni ponechidni nazivu®
(16, s. 155). K.R. Popper u Platona zduraznuje jesté jeden
zajimavy rys, ktery do jisté miry souzni s eugenickymi
nizory devatendctého stoleti. ,Platon sam interpretuje
Iékarstvi jako formu politiky, nebo-li, jak sim rikd, ,dobry
politik byl Asklépios*. Vysvétluje, Ze Iékarské uméni nes-
mi za sviij cil povaZovat prodlouZeni Zivota, nybrZ pouze
yzdjem statu.”( 17, s.128). 1 z toho diivodu zfejmé souhlasi
Platon s usmrcenim zdravych novorozenct, pokud by se
narodili mimo pravidla stanovenych sexudlnich vztahu.
Politickd ,racionalita” u néj tedy sahd za raimec ,medicin-
ské” racionality a je pro ni urcujici.

Eugenika a kfestanstvi

Sex a lidska reprodukce jsou jednou z nejzakladnéj-
Sich aktivit lidského Zivota. Nelze se tedy divit, Ze jak
filosofové, tak i nabozenské systémy se k této problemati-
ce vyjadfovaly s velkou vaznosti a snaZily se vymezit pra-
vidla, podle kterych by se sexualni aktivity mély fidit.
V pohledu na nemoc se kfestanstvi pridrzelo judaistické
tradice. Skute¢nym zlem je pouze to, co nds odvadi od
Boha. Sama nemoc nis ale ¢asto k Bohu privadi, takze
v ni nemuzZe byt absolutni zlo. Utrpeni nemoci je nasled-
kem dédi¢ného hfichu a patii ke skutkiim kfestanského
milosrdenstvi toto utrpeni zmirnovat. LéCba a péce o
nemocné je tedy jednim z hlavnich ukold kfestana, avSak
pfitomnost nemoci a to i vizné nemoci, neznamena zavedeni
néjaké smérodatné€ kategorie, ktera by vypovidala o kvalité lid-
ského zivota. Pokud jde o uzdraveni, nemé€lo by dojit jen
k vyléceni neduhu, ale k celkové proméné clovéka (21).

Za eugenicky zasah do lidské reprodukce by mohl byt
pozadovin zikaz incestu. Klasické divody nesouhlasu se
sexualnim stykem mezi blizkymi pfibuznymi podava
Tomas Akvinsky. Davody, které u Tomase Akvinského pla-
ti za urcujici k odmitnuti incestu, jsou pfedevsim z oblas-
ti socidlnich vztahti. AvSak v odkaze cirkevnich otct mu-
zeme zdokumentovat i nazor, Ze ,krvesmilstvo” vede
k pfimému poskozeni potomkd. V listé papeze Rehote L.
Augustinovi z Canterbury miiZeme Cist: , presvédcili jsme
se ze zkuSenosti, Ze tyto déti nemohou dobre riist (3).”
Tento list byl pak v nasledujicich staletich hojné citovin.

Tomas Akvinsky ocenuje lidskou sexualitu velice pfiz-
nivé a nazyva ji nejenom dobrem, ale vynikajicim dobrem
(1, s. 1130). Jako pak je skutecné dobro, aby se zachovala
prirozenost jednoho jedince, tak je také néjaké vynikajici
dobro, aby se zachovala prirozenost lidského druhu.

Campanella

Vice nez kdokoli pred nim, dovedl dile ideje eugeni-
ky ve své dobé inkvizici kruté pronasledovany domini-
kansky mnich Campanella. Campanella vysel ze zasad for-
mulovanych TomaSem Akvinskym, ale zpracoval je po
svém. Jak jiz bylo fec¢eno, Tomas tvrdil, Ze dobro pohlav-
niho styku spociva spise v plozeni déti, nez v individual-
nim potéSeni. Campanella z toho odvodil, Ze sexuilni
styk neni soukromou zalezitosti partnerd, ale Ze md byt
organizovan v zdjmu spolec¢nosti. Tato organizace se ma
dit podle téch nejlepsich ,védeckych zasad” doby. A
v dobé Campanellové se vSelijaké teorie astrologické a
magické povazovaly za obzvlast védecké. Sexuilni styk by
tedy mél probihat pod kontrolou expertu - filozofl a
astrologt, ktefi by z konjunkce mezi Marsem a Venusi
vypocitali vhodnou dobu pro poceti déti.

,VySoké a krasné Zeny se sdruzuji jen s muZzi velkymi a
zdatnymi, télnaté s hubenymi, hubené s télnatymi, aby nasta-
lo zmirnéni odchylek.... Spi ve dvou oddélenych loznicich
oddélené€ az k hodiné souloZe. Tuto hodinu urd¢i 1ékaf a
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astrolog... Jestlize Zena neot¢hotni s jednim muZem, spojuji
ji s jinymi. Shleda li se neplodnou, stava se spole¢nym

majetkem muzi... O plozeni se stard nejvyssi urednik a ten je
podroben jednomu ze tfi vladct, zvanému Laska (5).”

F. Bacon

Udava se, Ze jednim ze zakladateld moderni védy je F.
Bacon. K nému se vztahuje znama sentence Scientia est
potentia. Véda sama v jeho dilech vystupuje jako nova
sila, ktera je schopna utvaret a ménit svét. Napriklad
v jeho dile Nova Atlantis je jednoznac¢né€ vyslovena touha
clovéka ovladnout pfirodu a vyuZivat ji k dosaZeni svych
zajmu, a to véetné takovych manipulaci, které se pozdéji
mohly realizovat s pomoci znalosti biologie a genetiky.

,V nasich zahradiach...urychlujeme nebo zadrzujeme
rozkvét a dozriavani, urychlujeme rust a dospivani stroma
a kvétin, umime uméle vypéstovat vétsi stromy a rostliny
i ovoce vétsich druhd, jemnéjsi chuti, rozmanitéjsi viné,
barvy i tvaru neZ obvykle..Umime ovliviiovat vzrast zvi-
fat.. n€ktera zvifata ¢inime plodné;jsimi, jind opét neplod-
nymi..” (2, s. 46-47)

Vznik eugeniky v 19. stoleti

Vsimnéme si - lidstvo nikdy nebylo spokojeno se
stavem, ve kterém se pravé nachazelo. Nabozenstvi po-
skytovalo urcitou nadé€ji v tom, Ze jednou nastane spra-
vedlivy a vécny fad. Clovék mél it tak, aby na BoZim dile
spolupracoval, ale mé€lo se za to, Ze v lidskych silach nas-
toleni tohoto fidu neni. S rozvojem védy byl Stvofitel vyt-
lacen, ne v8ak touha po leps$i budoucnosti. S pomoci
dostate¢né ovéreného poznini mél clovék rozpoznat
hlavni spolecenské zakony a s vyuzitim modernich tech-
nologii (nebo urcité spolecenské tfidy) konecné nastolit
Stastnéjsi svét. Normy jednani mély byt pfizplisobeny
tomuto cili a uvazovalo se o nich jako o pfechodnych for-
maich, které se také zméni, aZ se zméni spolec¢nost. Na-
pomoci mély i zasahy do lidské reprodukce. Tak nap-
fiklad A. Schopenhauer v jedné ze svych praci piSe:

,Kdyby mohli byt vsichni darebaci vykastrovani a
vsechny hloupé husy zavieny do klastera a kdyby mohl
byt lidem uslechtilého charakteru ddn cely harém a vsem
duchaplnym a rozumnym divkam muZi, a to celi muZi,
pak by brzo vzesla generace lepsi neZ v Casech Periklo-
vych (19, s. 387).”

V centru naseho zdjmu o 19. stoleti vSak stoji Darwi-
nova teorie pfirodniho vybéru. Darwin ve své praci O
ptivodu clovéka, poskytl mySlenkdm eugeniky cenné
podnéty: ,Lidé obou pohlavi by se méli odrici manzelstvi,
jsou-li dusevné ci télesné ménécenni... Kazdy, kdo poma-
ha dospét k tomuto cili, kond velmi dobrou sluzbu...
Vsichni, kdo nemaji moznost chranit své déti pfed strada-
nim, by se mé€li zfici manZzelstvi...“ (7, s. 175) V této praci se
daji nalézt i jiné myslenky, jednoznacné€ eugenického razu.

Darwinovi pokracovatelé byli jesté radikalnéjsi. F.
Galton publikoval prici o kvalitach lidskych ras a o tom,
jak maji byt rasy mezi sebou srovnavany. Jesté pred Dar-
winovou vySe zminénou praci vychazi dilo A.C. de Gobi-
neaua , O nerovnosti lidskych plemen.“ Gobineau se po-
kusil charakterizovat jednotlivé rasy a na zakladé jed-
notlivych rys se je snazil hierarchicky usporadat.

Dal3i generace védcu - zejména A. Ploetz a W. Schall-
mayer jiZ predstavili svétu Darwinovu teorii jako ziklad
nejen pro biologii, ale také pro spoleCenské védy:

LPoselstvi do 20. stoleti je tivaha, jak vyuZit teorie pri-
rodniho vybéru a uplatnit je v praxi ( citovano 4, s. 82).”

Zakladem vSech téchto teorii byla pfedstava, Ze je
v moci ¢lovéka ,korigovat” omyly evoluce. Mnozi vyznac-
ni biologové, naptiklad H.G. Wells a J. Huxley zdtraziio-

vali, Ze ,metoda prirodniho vybéru je pomald a marno-
tratna a Ze dosahla mnohého, co se zdi byt urcité Spat-
nym...Uvedla do Zivota ne jenom silné, inteligentni a kras-
né tvory, ale také degenerované prizivniky a odporné
nemoci.”(22, s. 456.)

Poznini evoluc¢nich zakonitosti vSak ¢lovéka situuje
do uplné€ nové situace: ,..nyni, kdyZ v Zivoté se probudilo
védomi, 1ze doufati, Ze nastane rychlejsi a méné marno-
tratnd metoda evoluce, metoda zaloZzena na predvidani a
rozvazném planu misto na staré pomalé metodé slepého
boje a slepého vybéru.... MiZeme plné€ oceniti ¢eho se

které uznavame pro sebe za dobré” (tamtéz).

Rozchod s tradi¢ni moralkou

Eugenicka koncepce clovéka se dfive ¢i pozdé€ji muse-
la utkat s tradi¢ni moralkou. V kfestanském pojeti milos-
rdenstvi mé€li své vyznamné misto pravé chudi, nemocni,
mrzici i lidé na okraji spolecnosti. Velmi dikladnym pod-
nétem pro rozchod s tradi¢ni morilkou byla filozofie F.
Nietzscheho. Nas v této souvislosti by mélo zajimat pie-
devsim to, Ze Nietzsche sviij rozchod k kfestanskou mo-
ralkou uskutecnil dikladnym prehodnocenim vSech
hodnot, které az dosud v této tradici platily za spravné.
Nietzsche vSak neni pouze nicitelem staré moralky, ale
hlasa i moralku novou. Moralku silnych, hrdych a sebevé-
domych bytosti. I pro néj je zajimavé téma nemoci a sla-
bosti, nabizi v§ak ponékud jin€ feSeni:

»~Moralka pro I€kare. - Nemocny je cizopasnikem spo-
Zivoreni ve zbabélé zavislosti na 1€karich a praktikiach, po
ztraté smyslu Zivota, prava na Zivot, m€lo by u spole¢nosti
miti za nasledek hluboké opovrzeni. Lékari by pak méli byti
prostiedniky tohoto opovrzeni, ne recepty, ale kazdy den
novou diavku odporu ke svému nemocnému.” (15,s. 101)

Vyznacni biologové 20. stoleti, jako byl napfiklad jiz
jmenovany H.G.Wells, podporovali mySlenky negativni
cugeniky a snazili se je podpofit biologicky raciondlnimi
davody:

,Tito ,nevychovatelni“ predstavuji rezervy skodlivé
dédicné plazmy, odpovédné za velké mnoZstvi zlocinii,
nemoci, vad, pauperismu. Ale problém jejich vylouceni je
velmi obtiZny a nesmi tu vzniknout podezieni z ukvape-
nosti anebo surovosti pfi jeho feSeni. Mnohé z téchto
nizsich typt mozZno podplatiti nebo jinak premluviti, aby
se dali dobrovolné sterilizovati.” (23, s. 1074)

Eugenicka strategie se brzy rozstépila na dvé komple-
mentarni snahy: Pozitivni eugenika méla za cil upevnit
takové charakteristiky ¢lovéka, které byly pokladiany ve
spolecnosti za zadouci a vhodné - napriklad zdravi, inte-
ligence atd., a to cestou snah o zvySeni reprodukce nosi-
teld Zadoucich charakteristik. Negativni eugenika naopak
m¢éla zabranit Sifeni nevhodnych genta v populaci, a to
tak, Ze skupiny nositelt téchto gent mély byt ,odra-
zovany” od reprodukce (8, 12).

Nové moZnosti eugeniky ve 20. stoleti

Eugenicka strategie izolace margindlnich skupin od
reprodukéniho procesu byla mylna v celé své podstaté.
Jiz v roce 1936 vydava v USA H. J. Muller praci ,Out of
the Night”, ve které vytycil novou eugenickou strategii.
V prvé fad€ odmitl vSechny formy stitniho donucovani a
princip dobrovolnosti umistil mezi zakladni kriteria eu-
vymytit geneticky vazané nemoci za pomoci represivnich
opatfeni neni mozné. Muller vypocetl, Ze pokud je v USA
300 000 slabomyslnych lidi v souvislosti s autozomalné
recesivné podminénym onemocnénim, pak by pfi pouzi-
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ti sterilizace trvalo osm generaci, nez by se jejich pocet
snizil na polovinu a dal$ich 12 generaci (pfiblizné 600 let),
neZ by dosahl 75 000. Dalsi sniZeni by trvalo jeSté déle.
Kromé toho nejsou pro reprodukci vadného genu do dalsi
generace problémem nemocni jedinci, ale pfenaSeci - hete-
rozygoti, u nichz samotnych se nemoc nijak neprojevi.
Mg¢li by snad byt také nedobrovolné sterilizovani (14)?

Geneticky vizané nemoci zde vSak stale existovaly
jako vyzva. Diky pokroku v genetice bylo nyni mozné
odhadnout, s jakou pravdépodobnosti se mliZe narodit
poskozené dité. Pfedpokladalo se, Ze je to i v zajmu rodi-
¢, aby se rodily déti zdravé. Stile zde zlistavala pavodni
intence - tedy zabrdnit narozeni poskozeného potomka.
Cile vSak nemélo byt dosaZeno zabranénim sexudlniho
styku postizenych rodicu, ale zabranénim pfenosu pos-
kozeného genu. Pokud se napfiklad prokizalo, Ze muz je
nosi¢em genetické vady, nabizela se mozZnost obejit cely
problém oplozenim Zeny semenem darce. MuZ se tedy
mél vzdat svého biologického otcovstvi v zajmu zdravi di-
téte a nahradit je otcovstvim socidlnim.

Muller brzy poznal, Ze bude potfeba vytvofit néjaka
y,nova pravidla etiky pro naSe reprodukc¢ni chovini”. Byl
stile vice presvédcen, ze reprodukce by se méla dit pfe-
devsim s ohledem na maximalni prospéch budoucich
generaci a Ze tomuto zaméru bude potfeba podfidit i
tradi¢ni rodinné vztahy. Muller se nakonec pribliZil
k predstavé jakéhosi ,chovu clovéka”. Tvrdil, Ze se v zaj-
mu zlepSeni lidstva maji lidé vzdat vlastnich déti a Ze by
se mélo Zzenim umoznit, aby si v katalogu vybraly gene-
ticky hodnotné darce semene (20).

Zajimavé je zkoumat, zda také vysledky vyzkum
molekularni biologie nepfispé€ly k rozvoji a modifikaci
eugenického mysleni. Zatimco dfivéjsi biologové se zaby-
vali celkem t€la a jeho vtaht s okolim, molekuldrni biolo-
gové sestoupili aZ na mikroskopickou a jeSté nizsi uro-
ven. Nékteri autofi (13) mluvi o ,genetifikaci” nemoci.
Pfi tomto pohledu na ¢lovéka mohla byt eugenika chapa-
na jinym zpusobem. Nemuselo jiZ jit o kontrolu zacho-
vavani reprodukc¢nich a sexuilnich pravidel, ale o dohled
nad vnitfnimi mechanismy, které ovliviiuji budouci stav
organismu. Pfi definovini Zadoucich cili se vS8ak mohly
vlivné uplatnit nékteré principy a ideje, vzeslé z pfed-
choziho eugenického mysleni.

Skryta eugenika dnes

Definice eugeniky je dnes ponékud jind nez v Galto-
nové dobé. Eugenika v soucasné odborné terminologii zna-
mena spiSe ,raciondlni vylepSovani lidského genomu”.
Nemysli se tim genom individudlniho ¢lovéka, ale genom
lidské populace. Timto vymezenim se zaméry eugeniky
posouvaji do vyznamnych spolecenskych a etickych pozic.
Na povrch vystupuje uzk€é propojeni mezi medicinou, stat-
ni zdravotni politikou, spolecenskymi zdjmy a zdravot-
nickymi institucemi, stejné tak jako s individudlnimi pravy.
L+Eugenika je popisovina jako sociokulturni fenomén, ktery
se nerozviji pouze jako pravni systém represe a prinucovi-
ni, ale projevuje se spise skrze regulaci spolecenského
povédomi. Existuje vizna diskuse mezi spojenim prenatalni
diagnostiky a tlakem na matku pod vlivem privatni euge-
niky, a tim i o pfipravé eugenického mysleni (10, s. 176).
Jinymi slovy feceno. Uznini potriaceni ploda z divodu ge-
netické nemoci nebo vrozené vyvojové vady - které vychazi
vstfic individudlnim pfanim rodict - se vraci do spolec¢nosti
zpét jako bumerang v podobé¢ eugenického mysleni. Euge-
nické mysleni pak samo povzbuzuje dalsi ivahy na tomto
poli a vysledkem je redukce ochrany priav nenarozeného
Zivota a prezentace nemoci jako stavu, ktery nutnym zpuaso-
bem interferuje s kvalitou Zivota (9).

Avsak od ulehceni konkrétnimu pacientovi, coZ je cil
tradi¢ni mediciny, maZe existovat nenapadny posun

k ulehceni spolec¢nosti od ekonomického brfemene a difi-
cilniho socidlniho chovani. Takové nebezpeci hrozi
zvlasté tehdy, kdy je fenomén nemoci viagné definovan.
Pfehnané zaméreni na vysledky vyzkumi pfinesly aktivi-
tu nikdy neocekavanou, jejiz praktické duasledky teprve
zpétné vyvolavaji potiebu etické a spolecenské reflexe.
Rizika se vymykaji praktickym zkuSenostem jedné gener-
ace, dochazi k redefinovani mnoha tabuizovanych témat
a tradi¢ni kulturni stereotypy jsou cilem stile agresiv-
néjsich kampani o brzdiach védeckého pokroku (18). I
mezi védci se $ifi skepticky nazor, Ze napf. zakazat klono-
vani ¢lovéka je nesmysl, protoZe se stejn€ bude dit. Lepsi
je pry stanovit pravidla. Tento argument je dobré srovnat
s uvahou H. Jonase nad ,kumulativni dynamikou technic-
kého rozvoje“ (11, s. 63-64).

To, co bylo jednou zapocato, nim bere zikon jednani
z rukou a dokoncené skutec¢nosti, jeZ toto jednani vytvo-
filo, se stavaji v kumulativni podobé zakonem vlastniho
pokracovani.. Tak dochazime ke zjiSténi, Ze urychleni
vyvoje napajeného z technologického zdroje si nepone-
chava cas k sebekorekci, a dochazime k tomu, Ze ve zby-
vajicim Case bude korekce stile obtiZné€jsi a volny prostor
pro ni stile mensi.

Prizmatem této uvahy bychom méli hodnotit i vSech-
ny eugenické zaméry dnesni doby.
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of eugenics and related ethical theories have emerged as increasingly
important in contemporary medical ethics. This essay outlines a series of
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eugenic is a very old concept attempting to achieve a harmonic and
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Abstrakt

Napriek uspechom v diagnostike a lieCbe onkologic-
kych ochoreni v pediatrii patria tieto ochorenia medzi
najcastejsie priciny smrti u deti starSich ako jeden rok
Zdravotné Statistiky ich zarad'uji po urazoch na 2. miesto
medzi pri¢inami detskej umrtnosti. Onkologické ochore-
nia u deti su nielen zdvaznym medicinskym, ale aj etic-
kym a socialnym problémom. Prica si v§ima niektoré
etické problémy socidlnej starostlivosti, ako neoddelitel-
nej sucasti lieCebnej starostlivosti u onkologickych pa-
cientov detského veku.

Klucové slova: detsky vek, onkologické ochorenie,
etika, rodina, socidlna starostlivost.

Nadorové ochorenia su druhou najcastejSou pricinou
amrtia v detskom veku. V obdobi poslednych tridsiatich
rokov mozno pozorovat trvaly mierny narast ich inciden-
cie. V sicasnej dobe ochorie ro¢ne 14 zo 100.000 deti vo
veku do 15 rokov (8). Ro¢na incidencia nadorov v Slo-
venskej republike je 13,0 - 13,6 na 100.000 deti do 15
rokov. To znamend, Ze kazdy rok vznika v tejto vekovej
skupine 170 - 180 novych nadorovych ochoreni. Dalsich
70 - 80 vznikne v skupine 15 az 18 ro¢nych (9, 10). Aj
v podmienkach Slovenskej republiky st onkologické
ochorenia na 2. mieste pri¢in smrti u deti (po trazoch),
¢o je v sulade so svetovymi Statistikami (8). Onkologické
ochorenia u deti predstavuju zavazny medicinsky, eticky
i socialny problém.

Kym v minulosti bol eticky pristup k dietatu s malig-
nym ochorenim a k jeho rodi¢om zamerany najmi na
pripravu rodicov na moznu stratu dietata, v sacasnosti je
uloha zdravotnickych pracovnikov komplexnej$ia, dyna-
mickejsia a azda i humannejsia (2, 4).

Liecba maligneho ochorenia si vyZaduje Casty a zvicsa
dlhodoby pobyt dietata v nemocnici. V tomto novom prost-
redi dieta straca pocit bezpecia a velku cast sociidlneho za-
zemia. Aby sme zmiernili dosah maligneho ochorenia na
kvalitu zZivota dietata, je potrebné vytvorenie doverného
vztahu medzi dietatom a zdravotnickym personilom. V
pediatrii je - v porovnani so situdciou u dospelého pacienta
- zakladny socidlny aspekt podstatne rozsireny o rodicov a
strodencov chorého dietata. Uroveii a kvalita tychto zak-
ladnych socidlnych vztahov je pre uspesnost liecby a prie-
beh ochorenia velmi dolezita (2, 5, 12).

Vyskyt onkologického ochorenia spdsobuje zmenu
v postaveni a v Zivotnom Style chorého dietata, jeho rodi-
¢ov, surodencov. Ak je zmien privela, mozu posobit frus-
tracne najmi na surodencov dietata. Choré€ je nielen die-
ta, ale v istom zmysle vSetci Clenovia rodiny. Rodina
preziva napitie a strach. Aké su pocity tychto Iudi? Aké
rieSenie hladaju? Ako sa zachovaju, ak pride k progresii
ochorenia? Na zac¢iatku ochorenia byvaja vSetky tieto
otazky nezodpovedané. PomoOct v tejto situdcii vSetkym,
ktori nasu pomoc potrebuji, budeme moct iba vtedy, ak
od zaciatku ochorenia budeme schopni nactuvat problé-
mom, staznostiam, obavam - a to nielen chorého dietata,
ale aj jeho rodicov, pripadne i sirodencov. Pozitivny efekt

v komunikdcii s rodi¢mi dosiahne lekar iba vtedy, ak naj-
de zrozumiteIné a akceptovatelné slovd, z ktorych rodic¢
vyciti a pochopi jeho jednozna¢ny zaujem o choré dieta
a podpori v nich nadej na uspesny priebeh liecby (7). Je
ulohou i umenim komunikicie lekara rodicov upokojit,
emociondlne podporit, mobilizovat ich sily, a tak im
umoznit samostatne sa rozhodovat a vyrovndavat sa lepSie
so zataZzovou situaciou, ktora pre cela rodinu, rodinny
systém, predstavuje zavazné ochorenie dietata (4, 5).

Tuato schopnost ma lekdr, ktory sa vie a chce vcitit sa do
situdcie konkrétnej rodiny, ktory sa vie a chce v danej
situdcii aj osobne, ludsky zaangaZovat. Ak je lekir schopny
tejto empatie, ziskava si [ahSie doveru chorého dietata i jeho
rodicov (1, 11, 12). Tato schopnost lekira mozno prehlbo-
vat a kultivovat pocas celého jeho profesionalneho Zivota.

Zial, vo vztahu medzi zdravotnickym personilom,
chorym dietatom a jeho rodi¢mi sa v spdsobe komunika-
cie niekedy vyskytuju aj negativne javy. Tykaji sa skor
mladSich, menej skusenych pracovnikov, ¢i uz z radov
sestier, posluchic¢ov mediciny alebo mladych, zac¢inajucich
lekarov, ktorym chybaju vlastné praktické skusenosti a
neraz i patricny komunikacny tréning v obdobi profe-
sionalnej pripravy. Niekedy sa v§ak moZu prejavit aj u
skusenych, obetavych pracovnikov v detskej onkologii
v ramci tzv. syndromu vyhorenia (jeho pri¢nou je dlho-
doby emociondlny stress, frustriacia a chybajice mecha-
nizmy alebo moznosti prevencie). MoZzno tu pozorovat
urcity emocionalny chlad, priliSny odstup od pacientov a
ich rodinnych prislusnikov, vnitornu nespokojnost,
obavy, nervozitu, depresiu, poruchy a chyby v komu-
nikacii, nedéveru, mnoziace sa interpersonalne konflikty,
ba i polymorfné psychosomatické tazkosti.

UZ na zaciatku hospitalizacie je ulohou lekara i spo-
lupracujtcich socialnych pracovnikov odhadnit, z akého
socidlneho prostredia dieta pochddza a ¢i budu rodicia
schopni poskytovat dietatu pocas pobytu doma taku sta-
rostlivost, aka si ambulantné pokracovanie liecby on-
kologického ochorenie vyzZaduje. Ak sa vyskytna v tomto
smere zavazné pochybnosti, je niekedy lepSie dieta pone-
chat v nemocnicne;j starostlivosti i pocas prestavky v aktiv-
nej onkologickej lie¢be (2, 11). Takéto rieSenie je vSak
vzhladom na nezastupitelny vyznam rodiny pre zdravy
osobnostny vyvin dietata povazovat skor za vynimocné.

V rodine chorého dietata sa neraz zvyraznuju i eko-
nomické problémy - pravidelné kontroly u lekara vyza-
duju zvySené ndklady na dopravu (najmi u pacientov zo
vzdialenejSich lokalit, pricom dieta Casto sprevadzaju na
vySetrenie obaja rodicia), domdica starostlivost o dieta in-
terferuje s pracovnymi povinnostami (najmi u matky),
niekdy su zvySené naklady na di€tne stravovanie, oblece-
nie dietata, atd. Pediater spolo¢ne so socidlnym pracov-
nikom, klinickym psycholégom pocas celej liecby by mali
spolo¢ne zabezpecovat potreby chorého dietata. Socidlni
pracovnici by mali organizovat i stretnutia roznych od-
bornikov liecebnej skupiny, aby prediskutovali potreby
jednotlivych skupin.

Prica socidlnych pracovnikov vSak bude uplna iba
vtedy, ak bude zahfiiat aj kontakt s rodi¢mi po smrti die-
tata. Mnohi rodicia sa neradi vracaju do obdobia a na mies-
ta, kde ich dieta prekonavalo tazkq, strastiplnu cestu, kto-
rda sa napokon skoncila jeho imrtim, stratou ich milova-
ného dietata. Ini zas maji potrebu znovu a znovu sa py-
tat, analyzovat predchadzajice obdobie a tym akoby sa
zbavovat pochybnosti alebo pocitu viny, ¢i nieco neza-
nedbali. Z tychto dovodov je vhodné, ak socidlni pracov-
nici organizuju a vytvaraji svojpomocné skupiny, v kto-
rych rodicia vzijomnou podporou a pochopenim dokiazu
lepsie prekonavat tazké Zivotné obdobie (2, 5).

Aj z uvedeného vyplyva, aké doleZzité miesto nachadza
praca socidlnych pracovnikov v detskej onkoldgii. Zial, je
potrebné konstatovat, Ze sucasna ekonomicka situdcia
pracu socidlnych pracovnikov vel'mi staZuje a ohrozuje aj
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ich vlastné pracovné a socialne istoty. Platové podmienky
- napriek naroc¢nosti vykonavanej pracovnej ¢innosti a jej
potrebnosti pre celkovy uspech terapeutického usilia - st
viac nez skromné. Pre nedostatok financii v zdravotnic-
kych zariadeniach sa neraz rusia alebo zna¢ne redukuju
aj ich systemizované pracovné miesta. Na odstrinenie
tychto nedostatkov su potrebné pozitivne socidlne zme-
ny v spolo¢nosti, zmeny myslenia v zaikladnom ekonomic-
kom principe, akcentiacia hodnotovych kritérii, ako aj
celkove lepsia ekonomickad situdcia spolo¢nosti.

Choroba a jej liecba sa premieta aj do Skolského vzde-
lavania, Skolskej dochddzky, a ma vplyv i na celkovy so-
cidlny vyvin dietata. Najmi po dlhSom pobyte v nemocni-
ci vznikaji po névrate dietata do Skoly viaceré problémy.
Moze to byt napr. Skolofdbia, pocit socidlnej izolacie,
poruchy intelektového vyvoja, absentizmus ai. Aby sme
predisli tymto problémom, je potrebné pripravit reinte-
griciu dietata do Skoly. V tomto pripade zohravaju dole-
zita ulohu socialni pracovnici a pedagogovia, resp. Spe-
cidlni pedagoégovia v nemocnici. Ich ulohou je pripravit
bezproblémovy néavrat dietata do vyucovacieho procesu.
Povinnostou Skoly je zas umoZnit konzulticie, navstevy
spoluziakov pocas pobytu dietata doma, ale doleZité je aj
vhodne upozornit spoluziakov na mozné zmeny vzhladu,
¢i spravania, ktoré si podmienené chorobou a liecbou.
Aj pocas liecby v nemocnici je po-trebné postupovat
a pokracovat v pedagogickom procese tak, aby dieta bolo
motivované do Skoly chodit. Aj v Stadiu progresie choro-
by, ak dieta chce a ma dostatok sil chodit do Skoly, ne-
smieme mu tato moznost odopriet.

Na vyvin dietata ma vplyv aj $ir$i kultirny kontext spo-
lo¢nosti (3, 14). V roznych kultirnych spolocenstvich
su rozdielne nazory na medicinske a psychosocidlne zasahy
a priebeh liecby (5, 6). Kultirne postoje v spolo¢nosti
mozu byt prekazkou v liecebnych postupoch, ale mézu na
druhej strane liecbu aj priaznivo ovplyvnit (3).

Pokial ide o reintegriaciu onkologicky chorého dietata
do spolo¢nosti, nepriaznivo tu vplyva skutocnost, Ze
v spoloc¢nosti eSte stile pretrvava mienka o zlej prognoze
onkologickych ochoreni, ako i mytus o ich prenosnosti.
Spoloc¢nost niekedy nechce a ani nevie prijat diefa s ma-
lignym ochorenim rovnako ako iné choré dieta. Zdriaha
sa zaradit ho medzi tzv. normalne choré deti. Tento ne-
spravny nazor mdZze byt prekdZkou pre vyrovnanie sa
dietata s chorobou a jej dosledkami, hoci prognoéza onko-
logickych ochoreni sa stile zlepSuje. I vylieCeny pacient
(ba niekedy i jeho rodicia a surodenci) moze mat sociilnu
stigmu malignity. Vylie¢enie dietata s malignym ochorenim
ma komplexny charakter. Uplné uzdravenie zahffia vyliece-
nie biologické, psychologické i socidlne (2, 13). Socidlne
vylieCenie vSak v nasich podmienkach este stale zaostiva.

Ziverom chceme zdoraznit, Ze pacient s onkologic-
kym ochorenim, ¢i uz dieta alebo dospely, bude uplne
prijaty, reintegrovany do spoloc¢nosti len vtedy, ak sa upl-
ne uzdravi (tj. aj psychologicky a socidlne). NaSe uspechy
v liecbe onkologickych ochoreni su, zial, dnes iba Cias-
to¢né. Preto budeme potrebovat eSte vela eticky motivo-
vaného usilia na to, aby sa lieCebna starostlivost o deti
s malignymi ochoreniami dostala na droven, ktord umoz-
ni detom po vylieCeni ich v¢asné a uspesné zaradenie do
normilneho Zivota.
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Abstract

Kubikovi, E.: Etické problémy socidlnej starostlivosti u deti s onkolog-
ickymi ochoreniami. [Ethical problems of the social care in children with
oncological diseases.] Medicinska etika & Bioetika / Medical Ethics &
Bioethics, 8, 2001, No. 3 - 4, p. 9 - 10. Despite a considerable progress in
diagnostics and therapy of the oncological diseases in paediatry, these
diseases are the second most frequent cause of mortality in children who
are older than one year. They continue to present important medical, ethi-
cal and social challenges to all parties involved (the patient, his/her fami-
ly, health professionals, the society). The paper deals with some ethical
problems of the social and medical care in paediatric oncology patients.
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Abstrakt

Niadorové ochorenia u deti su druhou najcastejSou
pri¢inou umrtia, hned po turazoch. Psychologicka zataz
zhubného ochorenia je nezanedbatelnd, a to nielen pre
samotné choré dieta, ale aj pre jeho rodicov, sirodencov,
¢i inych prislusnikov $irSej rodiny, ako aj pre okolie. Pre
uspesny priebeh lieCby a dalSej potrebnej starostlivosti je
nevyhnutnd dobrd informovanost a komunikicia v3et-
kych zainteresovanych osob, zvlast rodicov. KItucovou
prilezitostou pre vytvorenie takejto spoluprace byva mo-
ment informovania rodicov, ako aj samotného dietata o
skutocnostiach stuvisiacich s danym onkologickym ocho-
renim. Obsah podanej informdcie ma byt pravdivy a dos-
tato¢ne zrozumitelny. Pri konkrétnej komunikacii s die-
tatom, jeho rodi¢mi a dalsimi pribuznymi, ¢i znimymi sa
musime usilovat o empaticky, taktny pristup, ako aj o nad-
viazanie doveryplného partnerského vztahu, v ktorom sa
ma prejavit osobny mravny €tos i pravé umenie lekara.

Klucové slova: informacia o zdravotnom stave, onko-
logické ochorenia, rodi¢, dieta, lekar, pravdovravnost a
pravdivost.
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Je zaujimavé, Ze vo viacerych starSich lekarskych ko-
dexoch, pocinajuc Hippokratovou prisahou, stoji len
mailo, alebo vobec ni¢ o povinosti lekira byt pravdivym
vo vztahu k pacientovi. Naopak, v minulosti sa viac v ob-
lasti lekarskej etiky zdorazfiovala povinnost chranit pa-
cienta, jeho spokojnost a duSevnu rovnovihu, a to aj za
cenu zamlcania pravdy o zdravotnom stave, alebo dokon-
ca celkom nepravdivého informovania pacienta ohladom
diagnozy a prognoézy jeho choroby (tzv. milosrdna loZ -
Iat. pia fraus (18)). Zddraziiovanie principu beneficiencie
(,Zdravie pacienta je najvy$sim zaujmom.”) a non-malefi-
ciencie (,Predovietkym neposkodit.”) (1, 15) v situacii
vzitého paternalistického pristupu lekdra voci pacientovi
zrejme spliialo vtedajSie ocakdvania pacientov i spolo¢-
nosti. Pravda, aj vyber moZnosti konkrétnej pomoci pa-
cientovi bol v ¢ase antiky, stredoveku, ba i v dobe velké-
ho technického, vedeckého a kultarneho rozmachu no-
voveku dost obmedzeny. To eSte viac platilo pre situdciu
v starostlivosti o pacientov detského veku, ked novoro-
denecka a detska umrtnost dosahovala hodnoty, ktoré su
pre c¢loveka od druhej polovice 20. storocia uz nepred-
stavitelné.

S prenikavymi zmenami a neobycajnym ndrastom
moznosti modernej mediciny, ako aj vzhladom na stile
dominantnejsiu liberalnu a pluralisticka kultiru v rozvinu-
tych krajinach sveta, rast vSeobecného vzdelania a po-
merne lahka dostupnost odbornych informicii pre 8i-
roku laicka verejnost (literatira, masmédia, v poslednom
case aj internet), nastava postupny posun vo vztahu leka-
ra a pacienta (resp. jeho pribuznych), smerom k partner-
stvu, k zdoraziiovaniu prav a autonomie pacienta (8, 20).
V naSich podmienkach je tento posun otizkou posled-
nych azda 15 - 20 rokov.

V tejto suvislosti sa opitovne nastoluje otazka pravdi-
vosti a pravdovravnosti vo vztahu lekar - pacient, i pa-
cient - iny zdravotnicky pracovnik, a to aj vo vztahu k obsa-
hu a zavaznosti vSeobecnych pravidiel dodrZiavania prav-
divosti v medziludskej komunikdcii v spolo¢nosti (1, 12).
Napriek znimym deformicidm pritomnym v sic¢asnom
verejnom kultirnom a moralnom prostredi je temer
vSeobecne prijimané, Ze naSou povinnostou je hovorit
pravdu, neklamat a nepodvadzat. Je to sticastou reSpekto-
vania dostojnosti a zakladnych prav druhého cloveka, ako
svojbytnej osoby (10, 11), ktorym su si [udia v slobodnej
a demokratickej spolo¢nosti navzajom povinni. Suvisi to
s poctivostou, dodrziavanim vnutorne zavizného slubu,
¢i nepisanej, celospolocensky platnej ,mravnej dohody”.
Su sankcionované verejnou morilkou a svedomim jed-
notlica. Ked teda komunikujeme s druhym c¢lovekom, je
tu akysi ,automaticky” predpoklad, Ze budeme hovorit
pravdu a nebudeme skreslovat, ani zle interpretovat fak-
ty, ¢i nazory in€ho (2). Klamanie a zlyhavanie pri adekvat-
nej komunikacii pravdy, i ked’ neprijemnej, ba niekedy az
zrafiujucej, je dnes stale viac chapané ako zlyhavanie jed-
notlivca v nalezitom reSpekte voci inym ludom, ich auto-
némii (14), niekedy dokonca ako zanedbanie plnenia
dolezitej profesiondlnej povinnosti.

V biomedicinskom kontexte je stile zrejmejSie, Ze vo
vztahu lekdra (resp. iného zdravotnika) k rodicom, maju
rodicia pravo ocakdvat pravdivost a pravdivi informiciu
o zdravotnom stave dietata a jeho prognoze - a to infor-
maciu podanu primeranym, citlivym (empatickym) a zro-
zumitelnym spoésobom (8). Rovnako i lekar ma pravo
ocakavat od rodicov dietata pravdivé informovanie o sku-
to¢nostiach doleZitych pre stanovenie diagnozy a hod-
notenie uspechu alebo neziaducich ucinkov liecby, ako
aj primerané vyjadrenie ich pocitov, problémov, pravdi-
vé odhalenie nezodpovedanych otazok, ¢i obav (9, 17).
Pravdivost vedie k vytvoreniu vztahu dovery, ktory je
neobycajne dolezity, ba nevyhnutny pre spolupricu
rodicov, ba celej rodiny (vritane stirodencov alebo sta-

rych rodicov, pripadne i d'alSich pribuznych) s lekarom a
celym zdravotnickym timom, podielajacim sa na kom-
plexnej a ¢asto dlhodobej liecbe v sucasnej detskej onko-
16gii (15).

Pri informovani rodic¢ov o zavaznom ochoreni dietata
a jeho predpokladanej prognéze vSak priave v detskej
onkolégii nardZzame na niektoré Specifické tazkosti. Ba
niekedy sa lekar, ¢i iny zdravotnicky pracovnik ocitd v si-
tudcii konfliktu medzi vysSie uvedenymi poziadavkami
pravdivosti a pravdovravnosti voc¢i rodicom na jednej
strane a medzi principmi konania dobra (beneficiencie)
a nepoSkodenia (non-maleficiencie) na strane druhej (3).
V niektorych situaciich lekar nemdze rodicom rovno
oznamit ,plnu pravdu,” niekedy je vhodnejsie oznamovat
ju postupne, ,po lyZickach®, pricom je potrebné sucasne
budovat vztah dovery a udrZovat neustile potrebnu hlad-
inu vzajomnej komunikiacie medzi rodi¢mi a pribuznymi
dietata a zdravotnickym personidlom. Oznimenie o malig-
nom ochoreni dietata pochopitel'ne rodic¢ia prijimaja ako
Sokujucu spravu. Inokedy zas ani lekar, ¢i zdravotnicky
tim si nie je dostatoCne isty prognozou ochorenia a oca-
kavatelnym priebehom, ¢i celkovym tspechom liecby (4).

Rodicia sice ,chct vediet uplni pravdu®, ale na druhej
strane by ju radSej nepoculi... SnaZia sa - Co je zvycCajne
potrebné chipat ako prirodzeny psychologicky obranny
mechanizmus - chorobu dietata, aspon spociatku, skor
sami pred sebou eliminovat, popierat, nez ju prijimat
taku, aka v skutocnosti je. Tieto reakcie su prirodzenou
obranou rodicov proti zdanlivo neznesitel'nej psychicke;j
zatazi, s ktorou sa musia, niekedy pocas mesiacov, ¢i
rokov trvania onkologického ochorenia dietata, postup-
ne vyrovnavat (5).

V naSich podmienkach je onkologické ochorenie
dietata i dospelého este stile synonymom nevyliecitel-
ného stavu, bolesti a smrti. Preto je vel'mi doleZité prime-
rane poOsobit na povedomie spolo¢nosti v tom smere, Ze
onkologické ochorenia st dnes uz neraz pomerne dobre
lie¢iteIné, ba u mnohych z nich mozno pocitat i s trvalym
vylieCenim. Ich prognoéza je rovnako zavazna, dobra ale-
bo zl4, ako prognodza inych, potencidlne letilnych ocho-
reni. Preto, ked lekar stoji pred rodi¢mi dietata so za-
vaznym onkologickym ochorenim a neistou prognézou,
musi im povedat pravdu takym sposobom, ktory im
nezoberie nadej (14).

Aka ma byt teda miera informovanosti o malignom
ochoreni dietata?

Ako sme uZz spomenuli, v predchadzajucich obdo-
biach a v mnohych pripadoch eSte i v sticasnosti sa spo-
sob informovania o onkologickej diagnéze opieral o zak-
ladny postulat ,neublizZit chorému®, ¢o viedlo k osprave-
dliiovaniu tzv. milosrdného klamania (,pia fraus’ (18)).
V Zapadnej Europe, USA a v Kanade dochadza ku zme-
nim smerom k otvorenejSiemu pristupu informovania
pacienta o onkologickej diagndze a jej prognoze uz
v Sestdesiatych rokoch minulého storocia. Tato tendencia
sa zacala u nas uplatiiovat aZ po roku 1990 po zmene
spolocenského systému.

Problematika informovania samotnych deti a adoles-
centov o onkologickej diagnéze zostava nadalej vel'mi
citliva a tazka. Naviac, v tychto pripadoch musime pos-
tupovat v sulade a uzkej spoluprici s rodi¢mi (9, 13).

Po postaveni diagnézy maligneho ochorenia vystupu-
ju v pediatrii ihned praktické otazky: ,Koho, kedy, a ako
informovat?”

Odpoved na otiazku ,Koho?” byva vcelku jednoznac¢na
- predov$etkym rodicov, ktori musia byt bezpodmienec-
ne oboznameni s chorobou dietata v celom rozsahu (3, 5).

,Kedy?“ Thned, ako mame diagn6zu ‘stopercentne’
potvrdenu.

~Ako?“ Pri podivani informdcii o malignom ochreni
dietata nie kazdy rodic je schopny zniest kruta pravdu
naraz. Je dolezité, aby sme zobrali do tivahy zakonitosti
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psychickej odozvy rodic¢ov na zavazné ochorenie dietata
(5). Z tychto dovodov vzdy pristupujeme k rodicom kaz-
dého dietata individudlne. Pravdu hovorime s velkym tak-
tom. Na rozhovor si vyhradime dostato¢ny cas a pokial
moZzno, zvolime aj ¢o najvhodnejSie miesto - bez zby-
to¢ného vyruSovania. Je potrebné postupovat radsej po-
malSie, situdciu a jej moZné perspektivy vysvetlovat pos-
tupne. Mame predvidat a citlivo navodit aj tie zavaziné
otazky, doleZité pre d'alsi priebeh lieCby a starostlivosti o
dieta, ktoré v prvej, ,Sokovej fize“ nie su schopni rodicia
sami polozit (17). ‘Diagnosticki pravdu’ povaZujeme za
pravdu  kryStalicka®, ale rodic¢ia (vicSinou ‘medicinski
laici’) jej zvycajne dobre nerozumeji. Pokial ju chcu ve-
diet, tak vlastne iba preto, aby si z nej odvodili d'alSie
pravdy a informacie, najmi o tom, ¢o pre ich dieta, pre
nich a pre cela rodinu konkrétna choroba bude zname-
nat, aké budu jeho a ich Zivotné obmedzenia a ¢o vSetko
ich dieta a rodinu eSte v buducnosti o¢akava...

Je velmi dolezité, aby lekar hovoril zrozumitelne, bez
lekarskeho Zargonu a pamital na prakticky a ¢o najjed-
noduchs$i, zrozumitel'ny sposob vysvetlovania. Ma byt
pripraveny, vzhladom na naroc¢nost situdcie, aj na opako-
vané otazky rodicov ‘o tom istom’. Rodicov je podla situa-
cie potrebné vhodnou formou upozornit aj na to, Ze sa
dané onkologické ochorenie nemusi dat celkom alebo
vObec vyliecit, no mdZe sa podarit na urcity cas spomalit
alebo zastavit jeho postup, no po odstupe casu sa ochore-
nie moZe znovu aktivovat.

V pediatrii je niekedy azda najtazSie spravne zodpove-
dat otazku o zhubnom ochoreni samotnému dietatu (3, 5,
7). Nazory na rozsah informovanosti detskych pacientov
su rozne - od zdsadného odmietania moZnosti pravdivého
informovania dietata, aZ po temer Gplna otvorenost. Pri-
tom dieta neraz, niekedy uz vel'mi skoro, ,pravdu® o za-
vaznosti svojho ochorenia vytusi. NajvhodnejSou sa javi
yzlatd strednd cesta“, ktora vSak v konkrétnom pripade
nemusi byt celkom zrejmad - ani ¢o do obsahu, ani ¢o do
formy. Dietatu je vZdy potrebné primeranou formou
vysvetlit, pre¢o musi byt v nemocnici. Dieta zvicsa ak-
ceptuje vysvetlenie o viZznom ochoreni, ktoré si vyZzaduje
dlhodobé liecenie. Niekedy, napriklad ked dieta vidi
postup ochorenia, alebo prezije ‘odchod’ (smrt) u svojich
kamaratov - spolupacientov, pyta sa konkrétnejsie, zauji-
ma sa o podrobnosti. Ked deti kladd priame otdzky, mu-
sime im vZdy primerane odpovedat, aby sme vyhnutim sa
odpovedi, alebo paradoxne nezvyraznili obavy dietata
a nestratili jeho doveru.

Pri informovani o malignom ochoreni, jeho priebehu
a potrebnych diagnostickych a liecebnych postupoch u
deti je teda stdle najlepSim pristupom ,partnersky mo-
del“, a to vo svojej mnohostrannej podobe: lekar - rodicia
- dieta/adolescent (spociatku sa zapdja len c¢iastocne, no
podla postupného vyvinového vzrastu jeho chapavosti a
autonomie sa podiel dietata na uvedomelej spolupraci - a
do istej miery i na rozhodovani o suhlase s dalSou diag-
nostikou a liecbou, zvicsuje) (3, 6, 16).

V dialégu medzi lekirom, dietatom a jeho rodi¢mi sa
zo strany lekdra moze naplno prejavit ‘ars medica’ (ume-
nie mediciny). Toto umenie vSak nemoze byt nejakou
chaotickou abstrakciou. Musi respektovat konkrétne
ciele, vyuzivat poznatky z psychologie a dalsich human-
itnych vied - a to aj vzhladom na stile komplikovanejSiu
situdciu z hladiska etnickych, ¢i kultirnych vychodisk,
uplatiiujuicich sa v rozli¢nych rodinach a skupinich nasej
Coraz vyraznejsie pluralitnej spolo¢nosti. Cely postup ko-
munikacie s detskym pacientom, s jeho rodi¢mi a dalSimi
pribuznymi, musi byt naplneny hlbokym porozumenim a
uslachtilym mravnym étosom lekara. Vzdy sa musi prispo-
sobovat stavu a potrebam detského pacienta, ako aj aktu-
idlnemu psychickému stavu, potrebam a schopnostiam
jeho rodicov (19). Dobry lekar sa tomuto umeniu uc¢i po
cely zivot.
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Abstract

Kubikovi, E.: K otizke informovania o malignom
ochoreni u deti. [Problem of information about the
malignant disease in children.] Medicinska etika &
Bioetika / Medical Ethics & Bioethics, 8, 2001, No. 3 - 4,
p. 10 - 12. Malignant diseases are the second most fre-
quent cause of death in children. The psychological bur-
den of the malignant disease is considerable, both for the
diseased child himself/herself, and for his parents, sib-
lings, or other members of the broader family, and the
surrounding so-ciety. Good communication and a proper
information of all persons involved are indispensable
prerequisites of a successful treatment and care. The key
opportunity for establishing such co-operation usually is
the moment of informing the parents, and the child
about the disease and the important issues involved. The
content of the information should be truthful and com-
prehensible. Within the communication process with the
child, his/her parents and other relatives or friends, we
shall strive for an empathic attitude, and building of a
truthful partner relationship. In this, the high personal
ethos, and the art of medical profession should find their
full expression. Key words: information about a malig-
nant disease, oncological diseases, parent(s), diseased
child, physician, truth-telling, truthfulness.
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Dérera, Poliklinika Bezrucova 5, 811 04 Bratislava, Slovenska republika.
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DOKUMENTY / DOCUMENTS

THE EMBRYO:
A SIGN OF CONTRADICTION

We need only look at the data bank of bioethical and
medical writing on the subject to see how this is so. In
the years 1970-1974 rather more than five hundred works
dealing with the biomedical aspect of the question exis-
ted, and there were twenty-seven works of a philosophi-
cal-theological character. In the years 1990-1994 there
were nearly 4,200 works on the biomedical dimension of
the subject and 242 on the philosophical-theological
aspect of the debate. The reasons for this are more than
evident, and we are not dealing here, as before, with the
mere question of abortion, however present, painful and
controversial that topic may be.

The subject of abortion has indeed been of major
public interest. There was, for example, the special com-
mission of the American Senate which met on 23 April
1981, a commission established by President Reagan and
to which Professor Lejeune gave evidence. There have al-
so been a large number of legislative proposals aimed at
making abortion lawful in such Latin American countries
as Peru and Mexico. These proposals have necessarily
involved the question of the status of the embryo and the
fetus, either directly or indirectly, if only because the life
of the fetus and that of the mother have been considered
in relation to each other.

But at the present day there are two other great ques-
tions which have brought bioethics and biolaw to the
center of public attention:

a) the question of in vitro procreation which involves
the phenomenon of the surplus production of embryos
which come to be termed ,supernumerary” (a new cate-
gory of human being) and where a number of abuses
take place: freezing, transfers which cause death, experi-
ments, periodic destruction ordered by governments,
and the removal of cells;

b) the question of new products, methods and vac-
cines which are deemed contraceptive, interceptive or
anti-pregnancy but which are in reality techniques of
abortion because they prevent the implanting or the pro-
cess of implanting of an ovule which has already been
fertilized. Amongst these, reference should be made to
the IUD, the day-after pill, the northplant, and vaccines.

Evangelium Vitae deals with this whole area at n. 13.
It is in relation to these questions, and above all in rela-
tion to in vitro procreation, that the highly sophisticated
and groundless theories of the pre-embryo (the early
embryo of the first fifteen days of life) or the pro-embryo
(the embryo of the first eight days of life) have sprung
up. The basic biological and philosophical dimensions of
these ideas and theories will, I imagine, be examined by
those who are to contribute to this round table. [1]

I would like here to draw attention to a quotation
from one of the Fathers of the Church, Tertullian: ,homo
est qui venturus est.“ I would like to draw even greater
attention to a passage from the instruction Donum Vitae
which is in turn quoted by the encyclical Evangelium
Vitae: ,From the moment when the ovule is fertilized a
life begins which is not that of the father or of the mother
but of a new human being which develops of its own
accord. It can never be human if it is not human from that
moment... At the moment of fertilization is begun the
adventure of human life, and each of the great capacities
of this life needs time to find its balance and to prepare
itself to act.“ (Donum Vitae, 1,1; Evangelium Vitae, no. 60).

The proof of this statement is to be found above all
else in biological facts:

1. From the moment of fertilization we are in the
presence of a new, independent, individualized being
which develops in continuous fashion. There is no mo-
ment which is less necessary than another (and this is
even recognized in the Warnock Report), and each stage
is strictly dependent upon the stage which precedes it
and which determines it.

2. Objections based upon the fact of gemination,
upon the appearance of the primitive streak and of the
nervous system bud, and upon the relevance of the im-
planting as a decisive event for the conti nuation of deve-
lopment, do not bear in the least upon the individuality
of the embryo or the continuity of development: in the
process of didymous separation the residual part does
not lose the individuality of being human and the new
part which separates off has its own new individuality;
the appearance of the primitive streak and of the nervous
system-like the whole process of organogenesisare the
outcome of this active and individualized development.

The two moments of real discontinuity in the life of
an individual are to be found in the acts of fertilization
and of death. Leaving this reality apart, human and philo-
sophical reason must go beyond functionalist or phe-
nomenologist forms of mentality which approach facts
in relation to their operative capacities and with refe-
rence to the demonstration of such capacities. Human
reason - if, that is, it really seeks explanations and gives
explanations for facts - cannot but affirm that authentic
explanation which is given to us by the recognition of
the existence of a special and specific energy which
informs and animates the whole of the human being;
which vitalizes it and individualizes it. This is none other
than a self capable of spirituality, a personal self, which
bears within itself all that active capacity which fulfills
and realizes itself in the person.

R. Colombo, a molecular biologist, observes: ,None of
the scientific knowledge available to us allows certain
support for the objections raised to the rational nature of
the human embryo and the human fetus and its individu-
alization.”

In order to investigate this subject the Academy for
Life has set up a multidisciplinary task force which will
study all the aspects of the whole question and then pub-
lish a work on the subject.

July 7,2001 Most Rev. Elio Sgreccia *

* Vice President Pontifical Council for Life, Vatican CityAddress at the opening of the
Pontifical Academy of Life conference, the text taken from the web address:
http://www.vatican.va/roman_curia /pontifical_councils/hlthwork/docu-
ments/rc_pc_hlthwork_doc_0510199 7_sgreccia_en.html

O KNIHACH / BOOK REVIEWS

Fonk Peter: Christlich Handeln im ethischen
Konflikt. Brennpunkte heutiger Diskussion.
(Ako sa krestansky zachovat v morilnej dileme.

Horuce témy dnesnej diskusie.)

Themen der Katholischen Akademie in Bayern. Fried-
rich-Pustet-Verlag, 2000, Regensburg, ISBN: 3-7917-1718-
9, 207s.

KaZdodenny zZivot predklada ¢loveku neustile nové a
nové otazky. Stavia ho tym pred nelahku ulohu - ¢lovek
sa musi rozhodnut a konat. Do akej miery si uvedomi
svoju zodpovednost pri plneni tejto poziadavky, zavisi od
jeho mravného charakteru. Otazky mordlky su vo svojej
podstate otazkami Zivota. Ako sa k nim c¢lovek postavi,
ako na ne zareaguje a na ne odpovie, od toho neraz zavisi
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aj jeho vlastny Zivot. Moralne rozhodovanie je vZdy na
strane Zivota, pretoZe je rozhodovanim o Zivote.

Dnesna pluralitnd spolo¢nost ponuka cloveku
moznost, aby sa k problémom vyjadril. Zasobuje ho
mnozstvom roznorodych informacii, vola k nemu hla-
som verejnej mienky a ocakava, Ze sa rozhodne. Pre-
nasa tym tarchu zodpovednosti na jeho plecia? Témy
verejnej diskusie presahuju raimec osobného Zivota a
maju ¢asto celospolocenské dosledky.

Kniha Petra Fonka, profesora moralnej teologie na
univerzite v Passau, je velmi zaujimavym prispevkom
k tejto diskusii. (Vy$la koncom roku 2000 v ramci
cyklu ,Témy Krestanskej akadémie v Bavorsku“ a eSte
nebola preloZzena do slovenského jazyka.) Na pod-
klade vyskumov rozli¢nych argumenta¢nych modelov
v moralnej teologii sa autor pokuasa ndjst odpoved na
aktudlne spolocensko-politické otazky a zaroven hla-
da rieSenie vybratych moralnych diliem. Kritickym
pristupom k niektorym argumentac¢nym modelom
morilnej teologie (otazka miery kompromisu a proble-
matickost kritéria mensieho zla) otvara cestu k pocho-
peniu aktuilneho vyznamu tradi¢ného ucenia moral-
nej teologie. Metodikou preto kniha mozZe zaujat nie-
len teologov a filozofov, ale, ako hovori sim autor, ma
slazit ako pomoc pre citatelov, ktory sa vo svojom mo-
ralnom rozhodovani zaoberaji vybratym okruhom
problémov. )

Vyber tém naozaj spliia poziadavky moderného
Cloveka, a to nielen katolika. Popri téme z krestan-
ského zivota - problematika rozvodovosti, manZzelské-
ho Zivota, otaznost integracie rozvedenych znovu
manzelov do cirkvi, sa autor venuje Sirokej palete ota-
zok z lekarskeho prostredia. Kazdej problematike
osobitne venuje samostatnu kapitolu. Skima eticky
problém spoluviny a spolupdsobenia proti Zivotu v
ramci poradenstva v tehotenstve, problematickost
‘snivania’ o ,perfektnom dietati“ a s tym spojené su-
vislosti v oblasti prenatalnej diagnostiky a preimplan-
tacnej diagnostiky, otaznost argumentacie ,pravo na
Zivot = pravo na smrt“, kladie otazky: Vrah zmenil svoj
Zivot. Da sa trest smrti v tomto pripade eSte stale etic-
ky obhijit? alebo nechava na tvahu tvrdenie: ,Vojna -
a to v mene ludskych prav!“

Dnesna pluralitna spolo¢nost ocakava od c¢loveka
rozhodnutia. Svedomie poukazuje na zodpovednost.
Ako by sa mal ¢lovek rozhodnut? Na to si kazdy musi
vo svojom svedomi zodpovedat sim, a to ¢i uz veri
v Boha, Budhu, prirodu, seba samého... atd. Rozhodu-
je totiZ o sebe samom. Peter Fonk ponuka pomoc.
Myslim, Ze sa zide kazdému...

Mgr. Katarina Glasova

G. Brudermiiller, K. Seelmann (Eds.):
Organtransplatation (Transplanticia orginov)
Verlag Konigshausen & Neuman GmbH, Wiirzburg 2000,
ISBN: 3-8260-1867-2.

Zapas o dostojnost ¢loveka sa v dneSnom svete odo-
hrava v podobe neutichajucej interdisciplinarnej
diskusie na pode roznorodych konferencii, sympozii,
kolokvii, a tieZ prostrednictvom médii.

Neustale pokusy rozpoznat podstatu a moznosti
rieSenia aktualnych, i novovznikajicich etickych prob-
Iémov a morilnych diliem v praxi modernej pluralit-
nej spolo¢nosti dali v roku 1994 podnet pre vznik
Institatu aplikovanej etiky v pfalzkom mestec¢ku Griin-
stadt (Nemecko). Zriadenim InS$titatu sa vytvoril

priestor pre systematicky vyskum v oblasti aplikova-
nej etiky, ¢o umoznilo vytvorit bohati poznatkovua
bazu a diskusné forum spristupnit Sirokej verejnosti.

Institat kazdoro¢ne organizuje sympozium tema-
ticky orientované na objasnenie, vyklad postojov a
moznych rieSeni prave aktuidlnych etickych otazok,
ktoré prinasa denna prax pluralitnej spolo¢nosti. V
roku 1997 sa pod jeho zastitou uskutocnilo jednodiio-
vé stretnutie na klinike v Manheime. Centrom celého
spektra problémov boli otazky suvisiace s transplanta-
ciou organov. Diskusie sa zucastnili Specialisti roz-
nych odborov, a to nielen lekari, pravnici, filozofi, po-
litologovia, ale aj teologovia, sociologovia, psycholo-
govia a ini.

V informativnej Givodnej ¢asti sa zmapovala sucas-
nd situacia a stav etickej debaty o problematike trans-
planticie organov. Rozdiskutovali sa zakladné trestno-
pravne problémy transplanticie organov, problém
xenotransplanticie a jej bioetického zhodnotenia, i
problém tzv. straty ,prirodzenosti“. Hodnotnym pri-
spevkom bol aj odborny medicinsko-prirodovedny
uvod do problematiky klinickej smrti mozgu.

V druhej casti diskusia smerovala k rieSeniu Spe-
cialnych problémov. Do popredia vystupili etické a
pravne otdzKky z praxe. Pozornost sa sustredila hlavne
na rieSenie diliem v suvislosti s etikou tzv. ,pridelenia
organu®, uzko spitou s problémom neustileho nedo-
statku organov. TieZ zaznela otazka: Komu patria mo-
je organy? - ktord sa v Sirokej verejnosti Coraz castej-
Sie stretava s ohlasom.

Dalsie témy, ako napr. trestno-pravna skutkova
podstata zdkona o transplantacii, namietky proti pla-
teniu za organy, otazka prav pribuznych pri odobera-
ni organov podla zakona o transplantacii, ale tiez
problematicka prax zakona a otazka, ako by sa malo
postupovat pri odoberani organov zosnulym za uce-
lom naslednej transplantacie, sa rozoberali a predis-
kutovali tieZ v spolupraci so $vajciarskymi odbornikmi.

Publikacia ,Transplantdcia organov® je vlastne
vystupom zo spominaného sympoézia. Neponuka len
komplexny pohlad na sledovany problém, ale tiez
poukazuje na rozny pristup k rieSeniu problémov v
dvoch §tatoch - v Nemecku a Svajc¢iarsku. Preto je
velmi cenné, Ze v prilohe sa citatel moze oboznamit
so znenim zdkona o transplantacii v Nemecku, navr-
hom zidkona o transplantécii vo Svajciarsku a tieZ vy-
kladom zdkona o transplanticii vo Svaj¢iarsku.

Otazky a rieSenie moralnych diliem spitych s
problémom transplanticie orgdnov je zavazinym
problémom aj na Slovensku. Nové technické vybave-
nie slovenskych klinik a nemocnic a tiez §kolenia
Specialnych odbornikov otvaraji nové moZznosti lie-
¢enia pacientov aj v nasich podmienkach, i ked sa to
deje vel'mi pomaly.

Morilne rozhodovanie by malo vzdy byt spolu-
rozhodovanim. Nemecky filozof Karol Jaspers trefne
hovori: ,Sme l'udia, a tak sme za seba navziajom spolu-
zodpovedni ako ¢lenovia jedného spolocenstva“.
Etické problémy oblasti lekarskej praxe totiZ zasahu-
ja aj do naSich dni a naSich Zivotov, a tak vyZaduju
nasu pozornost.

Publikacia je cennym prispevkom na ceste k prav-
de a odbornym prispevkom k rieSeniu problému tran-
splantacie organov v podmienkach Slovenskej repub-
liky. I ked svojim zameranim je publikdcia urc¢ena
predovsetkym odbornikom v danej oblasti, aj zveda-
vy Citatel Sirokej verejnosti si v nej najde svoju odpo-
ved a usmernenie.

Mgr. Katarina Glasova
Katedra filozofie
FH TU, Trnava
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ETHICS COMMITTEES IN CENTRAL

& EASTERN EUROPE
J. Glasa (Ed.), Council of Europe - Charis - IMEB Fdn.,
2000, 266 pgs.

A remarkable volume published with support of
the Council’s of Europe (CE) DEBRA Programme
grant by Charis a.s. Publishing house and the Institute
of Medical Ethics and Bioethics Foundation (both
based in Bratislava, Slovak Republic), is devoted to an
important problem of ethics committees (or similar
bodies) that are being established in most of the
countries of Central and Eastern Europe within their
transformation efforts in the field of medicine, bio-
medical research and health care systems. Their exis-
tence and work witness continuous democratisation
and other reform, or ‘transition’ processes taking
place in this part of Europe, which has emerged from
behind the ,iron curtain“ about, already, more than a
decade ago.

The book contains a collection of papers presen-
ted at the DEBRA Programme International Bioethics
Conference in Bratislava, October 26 - 27, 2000, ex-
tended considerably to encompass additional scholar-
ly papers submitted to the conference. A special part
of the book comprise contributions from the mem-
bers of the Board of the Central and Eastern Euro-
pean Association of Bioethics (CEEAB), who provi-
ded information on ethics committees in their res-
pective countries.

The text is thematically divided into 5 bigger
chapters. The first chapter is devoted to the general
principles of establishment and work of ethics com-
mittees. The paper of P. Zilgalvis (CE, Strasbourg)
gives an outline of the activities of CE in the field of
bioethics; especially those concerned with ethics of
biomedical research. A special attention is given to
the ,European Convention on Human Rights and
Biomedicine“ and its prospective impact on ethical
review of biomedical research. S. Sabatier (CE, Stras-
bourg) gives a comprehensive information about the
work of CE in human genetics. She also reports the
results of CE sponsored comparative study on natio-
nal ethics committees or similar bodies in Europe. D.
Evered (European Science Fdn.) analyses the exis-
tence of ethics committees as a ‘new phenomenon’ in
medicine and health care.

The second chapter deals with the issues of re-
search ethics committees. It is introduced by a paper
of J. Glasa and M. Glasovi (Bratislava) on principles of
ethics of biomedical research. Z. Zalewski (Cracow)
gives in his paper some critical remarks to the impli-
cit moral premises of methodology of scientific
research in medicine and biology. H. - D. Lippert (Ulm)
outlines the general legal aspects of ethics commit-
tees in biomedical research. J. Glasa and J. Holoman
(Bratislava) gave an overview of the principles of
Good Clinical Practice (GCP) and their implementa-
tion in clinical research settings. V. Spustova (Brati-
slava) analyses the practical aspects of the ethics com-
mittee’s work in achievement of compliance with
GCP requirements.

The third chapter is devoted to the problems of
hospital ethics committees (HECs), which, at present,
are still relatively seldom met in CEE countries’ health
care institutions. C. Viafora (Padova) outlines poten-
tialities and ambiguities of the ethical function in
HECs. A. A. Bignamini (Milan) gives a European per-
spective of the HEC phenomenon. H. - D. Lipert
(Ulm) analyses important legal aspects of HECs’

establishment. P. Benciolini et al. (Padova) reports on
a practical experience with ‘Bio-ethics Service’ in the
General Hospital of Padua.

The fourth chapter analyses the challenges and
risks posed in front of ethics committees at the begin-
ning of the 215t century. B. Gordjin (Nijmegen)
writes on ethics committees and problem of consen-
sus formation in contemporary pluralistic societies. J.
Simek (Prague) outlines the responsibility of scien-
tists, researchers and society, and the role of ethics
committees in overseeing the complicated processes
of contemporary biomedical research from the ethi-
cal perspective. A. Gorski (Warsaw) analyses some
aspects of recent changes introduced to the text of
,Helsinki Declaration“ at the World Medical Associa-
tion meeting in Edinburg (October 2000), especially
their impact on clinical trials planning and perfor-
mance. B. Yudin (Moscow) brings in some critical
remarks on the possibly dangerous development of
ethics committees as a kind of mere ‘servants’ to the
interests of pharmaceutical industry and biomedical
research enterprise. G. Magill (St. Louis) writes on
ethics committees and ethics consultations in a big
university hospital (St. Louis University, St. Louis, MO,
USA). J. Pievskaya (Kiev) reports about activities of
the Expert committee of the Ukrainian Psychiatric
Association.

The fifth chapter of the book is devoted to the
L,country reports“ on the situation in the field of
ethics committees provided mostly by the speakers
attending the conference, or by the Board members
of CEEAB. Though the list of countries is not com-
plete, the chapter provides a remarkable collection of
the first-hand information. Following countries are
represented: Albania (B. Cipi), Azerbaijan (N. O.
Taghiyeva), Belarus (Y. Yaskevich), Czech Republic
(J. Simek et al), Estonia (A. Tikk, V. Parve), Georgia
(G. Javashvili, G. Kiknadze), Germany (H. - G.
Lippert), Hungary (B. Blasszauer, E. Kismodi), Latvia
(L. Rudze), Netherlands (B. Gordjin), Poland (A.
Gorski, Z. Zalewski), Romania (F. Negrutiu), Russian
Federation (P. Tischenko, B. Yudin), Slovak Republic
(J. Glasa et al.), Slovenia (J. Trontelj), United States (/.
A. Goldner), Yugoslavia (J. Maric, D. Tiosavljevic).

Altogether, the book presents a unique amount of
conceptual and factual information on this important
topic, which could hardly be found elsewhere, not to
mention a nicely made compact outline of this very
useful paperback. It is a highly recommendable
resource for the members of ethics committees,
health administrators, but also for the physicians,
researchers and nurses active in the field of clinical
research. The book would be useful also for the
‘international’ readers, especially those involved in
planning or performing various biomedical research
activities in CEE countries, including clinical trials of
drugs, and also to the officers and executives of inter-
national organisations active in the biomedical
research and health care sectors in this part of
Europe. Medical students and clinical physicians
would also benefit, especially reading the first half of
the text, written in a less country - specific manner.

Prof. MUDr. Ladislav Badalik, DrSc.
School of Public Health, Bratislava

Editor’s note: The book could be ordered from
IMEB Fdn. - attn. Dr. J. Glasa, Limbova 12, 83303
Bratislava, Slovak Republic, e-mail: glasa@upkm.sk
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