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DISCRIMINATING AGAINST CHILDREN
WITH HANDICAPPING CONDITIONS (2)*

Siegfried M. Pueschel

Child Development Center, Department of Pediatrics, Rhode Island Hospital,
Brown University School of Medicine, Providence, Rhode Island, USA

The Reagan Administration’s Response to Baby Doe
and subsequent judicial involvements

The tragic Baby Doe circumstances did not only bring about a major reacti-
on of the caring professionals involved with Baby Doe, but also the Reagan
Administration was abruptly awakened to the problem of discrimination aga-
inst handicapped infants [16]. The Baby Doe incident apparently touched Pre-
sident Reagan since he knew a youngster with Down syndrome well and was
fond of him, namely, the son of columnist George Will and his wife Madeline.
President Reagan felt that there must be some feder al civil rights law that wo-
uld prevent such a situation. Hence, he ordered his Secretary of Health and
Human Services as well as his Attorney General to take steps to prevent repeti-
tion of such an incident [16].

Shortly thereafter, on March 18, 1983, the Secretary of Health and Human
Services sent a notice to most of the nation’s hospitals stating that “The discrimi-
natory failure of federally assisted health care providers to feed a handicapped
infant, or to provide medical treatment essential to correct a life threatening
condition” would violate Section 504 of the Rehabilitation Act of 1973 [16].

Later the Administration felt that this notice was a very mild measure and
that a firmer stand needed to be taken quickly. The Administration then issued
administrative rules that unambiguously extended the protection of the Fede-
ral Rehabilitation Act to handicapped newborns [18]. In doing so, the Admi-
nistration was bypassing the customary procedures such as review at the spe-
cial office in the OMB. A five-member task force drafted regulations indicating
that hospitals and other health facilities are obliged to post a notice of nondis-
crimination, that complaints had to be investigated, and that the violators fa-
ced the loss of federal financial aid [16].

The Administration saw an urgency to the problem because discrimination
of handicapped individuals by refusing to render appropriate medical care co-
uld mean death or grave injury within days or even hours. The new regulati-
ons were published in the Federal Register on March 9, 1983 and were sche-
duled to take effect two weeks later [2].

The medical community was upset alleging governmental intrusion into
medical practice and the parent/physician relationship. On March 21, 1983,
attorneys for the American Academy of Pediatrics appeared before Judge Ge-
sell in the United States District Court in Washington, DC asking for an injun-
ction which was declined [16]. Judge Gesell, however, issued a decision vaca-
ting the rule on April 14, 1983, because he found that it violated the Adminis-
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trative Procedure Act. Moreover, the Judge indicated that
Section 504 of the Rehabilitation Act of 1973 did not
apply to medical care of newborns and that the Secretary
of Health and Human Services failed to consider the di-
sruptive effect of the Hot Line, the importance of the wis-
hes of the parents, and the possible adverse effect of the
rule on the interest of the child [2].

The Reagan Administration was surprised by the respon-
se of the medical community and Judge Gesell’s dismissal of
the regulation. Shortly thereafter, officials of the Depar-
tment of Health and Human Services slightly modified the
rules, and then followed procedural guidelines calling for
public comments as well meeting with the representatives
of the medical community. The modified regulations were
published in the Federal Register on July 5, 1983 [18].

Subsequently, the American Academy of Pediatrics
forwarded extensive comments to the Department of He-
alth and Human Services on the newly proposed rules.
The final rules, issued in January 1984, incorporated
a committee review process which was to assist the heal-
th care provider in the design of procedures, policies, and
standards for providing treatment to handicapped infan-
ts. The final rules were also designed to help health care
providers to make decisions concerning medically benefi-
cial treatment in specific cases [18].

Later, the American Academy of Pediatrics, together
with other volunteer organizations representing infants
with disabilities, developed a statement of “Principles of tre-
atment of disabled infants” which pointed out “When medi-
cal care is clearly beneficial, it should always be provided
and that when doubt exists, a presumption should always
be in favor of treatment” [19]. The infant’s medical conditi-
on should be the sole focus of the decision. It is important
to note that the statement agree s that it is ethically and lega-
Ily justified to withhold medical or surgical procedures that
are clearly futile and will only prolong the dying process.
However, supportive care should be provided, including
sustenance and relief of pain and suffering [19].

The Department of Health and Human Services argu-
ed that the basic issue of equity requires that medically
beneficial treatment must be rendered to handicapped
infants who are “otherwise qualified” to receive it. Thus,
if a “normal” infant would be provided with a specific the-
rapy, it could not be lawfully withheld from handicapped
infants simply because they are handicapped. Such rules
would have required that the surgical repair of Baby
Doe’s esophagus should have been carried out and that
Baby Doe would have been afforded the same kind of tre-
atment as any other child [20].

Some of the criticisms which have been levied against
the final Baby Doe rule include:

- that the only direct consequence for violating the
rule, namely the withdrawal of federal funds, could pena-
lize innocent infants and professionals,

- it only encourages hospitals to develop review com-
mittees,

- it does not provide specific standards and thus much
inconsistency is likely to develop,

- it uses the concept of medical neglect instead of the
best interest of the child’s standards,

- no research on the effectiveness of the procedures
has been done, and

- it will be difficult to ibe mplemented because of limi-
ted funds appropriated to carry out the procedures.

Most importantly, few medical services are provided
to handicapped children and their families after infancy
and many families will have to assume most of the respon-
sibility and burden of the care. Thus, “we rush to defend
the infant who has been denied treatment, we praise the
courage of the parents who care for such a child at home,
and we celebrate disabled individuals who achieve, howe-
ver, there are poorly funded efforts to help handicapped
children and their families” [2].

Baby Jane Doe

While the Department of Health and Human Services

was working on the final rules, another handicapped
infant who became known as “Baby Jane Doe,” was born
with spina bifida and hydrocephalus in Port Jefferson,
New York [18]. In addition, the infant had microcephaly,
spasticity in the upper extremities, and impairment of
bladder and bowel functions. The infant was transferred
to the University Hospital of the State University of New
York at Stonybrook to undergo neurosurgery for spina bifi-
da and hydrocephalus. The parents, however, decided not
to have the surgery performed and to have the infant tre-
ated “conservatively” [18]. Although details of the physi-
cian’s counseling are not known, apparently the parents
were given a very bleak outlook and a poor prognosis for
their infant [21]. They were told that the infant may have
constant urinary tract infections, paralysis of her limbs, and
would be unable to talk or respond to any emotions [21].

Subsequently, a Right-to-Life lawyer from Vermont
went before the New York Supreme Court and asked that
a guardian be appointed for the child and to order the
appropriate neurosurgical intervention. Although the Co-
urt complied with both requests, the Supreme Co-
urt’s Appellate Division reversed this ruling [22]. The
Appellate Court felt that the parents had made an infor-
med and intelligent decision based upon medical counse-
ling and this “was in the best interest of the infant” [16].
The Court of Appeals of New York sustained the ruling of
the Appellate Division [23]. In the meantime, Baby Jane
Doe was treated “conservatively” [16].

Shortly thereafter, an anonymous informant compla-
ined to the Department of Health and Human Services
that Baby Jane Doe was suffering “discriminatory treat-
ment” since the parents and hospital were declining to
treat her hydrocephalus. However, in order to investiga-
te the reported concerns, the Department of Health and
Human Services needed access to the infant’s medical re-
cords. The hospital did not provide the infant’s medical
records to the Department of Health and Human Servi-
ces since the parents did not give permission and the De-
partment of Health and Human Services did not have ju-
risdiction in the matter. Later, on November 2, 1983, the
Department of Health and Human Services went into co-
urt in order to gain access to the records. The Depar-
tment charged that the hospital had violated its responsi-
bilities under Section 504 of the Rehabilitation Act of
1973 [16].

On November 17, 1983, the United States District Co-
urt for the Eastern Division of New York concluded that
the hospital could not be in violation of Section 504, beca-
use it lacked the legal authority to perform surgical proce-
dures without parental consent [16]. Moreover, the court
indicated that the parents’ decision to refuse permission
for surgery was reasonable, since it was based on due
consideration of the medical options available and was in
the best interest of the child [24].

Three months later, the United States Court of Appe-
als, Second Circuit, upheld the District Court’s decision.
The Court of Appeals main findings were that the medical
treatment decision did not violate Section 504’s prohibiti-
on against discrimination of the handicapped. Since the
United States Court of Appeals for the Second Circuit
upheld the District Court’s ruling, the Administration
appealed to the United States Supreme Court.

Legislative activities and the U.S. Civil Rights
Commission’s deliberations

During the time period when the courts were denying
the Administration access to Baby Jane Doe’s medical re-
cords, the House of Representatives was enacting legisla-
tion that incorporated several features of the Administra-
tion’s rules [16]. Also, the Senate passed legislation rela-
ting to newborns with handicapping conditions. Eventu-
ally, in September 1984, a conference committee agreed
on the Child Abuse and Neglect Amendments of 1984 (PL
98-457).

The Child Abuse and Neglect Amendments differed
significantly from previous approaches of the Administra-
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tion to interfere with medical management in the ne-
wborn period. In contrast to the federally controlled Civil
Rights Authority, the Child Abuse and Neglect Laws are
largely implemented by the states. The states were
instructed to establish procedures to respond to reports
of medical neglect.

In addition, the Amendments of the Child Abuse and
Neglect Law attempted to define the scope and content
of the physician’s obligation to treat newborn babies
with handicapping conditions. The Amendments also
encouraged, but not required, that hospitals establish
Infant Care Review Committees to aide parents and phy-
sicians in making their decisions with regard to therape-
utic intervention of newborns with significant develop-
mental disabilities.

The Child Abuse and Neglect Amendments specifica-
Ily prohibit withholding of medically indicated treatment
from infants with handicapping conditions. The Amen-
dments stress that all infants with disabilities must, under
all circumstances, receive appropriate nutrition, hydrati-
on, and medications, and must be given medically indica-
ted treatment [25]. Medically indicated treatment is defi-
ned as the “treatment most likely to correct or ameliorate
the condition based upon the reasonable medical ju
dgment of the treating physician” [25]. Treatment, howe-
ver, is not considered to be medically indicated and requ-
ired when

- a child is chronically and irreversibly comatose,

- the provision of such treatment would merely pro-
long dying,

- the provision of such treatment would not be effecti-
ve in ameliorating or correcting all of the infant’s life-thre-
atening conditions,

- the provision of such treatment would be virtually fu-
tile in terms of the survival of the infant and the treat-
ment under such circumstances would be inhumane
[26].

Thus, the Child Abuse and Neglect Amendments
attempt to insure that medical treatment is not denied
except in the most extreme circumstances as mentioned
above.

The U.S. Civil Rights Commission studied the Amen-
dments and did not find any fault with provisions that
created these exceptions to medical treatment require-
ments [26]. The Commission took the position that the
failure to provide maximum medical treatment to infants
with development disabilities is impermissible except in
extremely limited circumstances. The report of the Com-
mission emphasizes that the Child Abuse and Neglect
Amendments are intended to set out a detailed standard
of care that states receiving federal funds for their Child
Abuse and Neglect programs must enforce [26]. The
Commission, however, did not discuss the conflict with
the general parental right to decide upon medical care
for their children, handicapped or not handicapped. The
report also did not address situations in which doctors
recommend that lifesaving treatment be provided to an
infant with developmental disabilities but when parents
refuse to consent to such treatment. Moreover, the com-
mission did not r ecognize that pain and suffering of an
infant with developmental disabilities should be conside-
red when determining whether to provide life saving tre-
atment to that infant [26].

The U.S. Civil Rights Commission report constitutes
a comprehensive analysis of the discriminatory treatment
of infants with handicapping conditions and makes nu-
merous recommendations for eliminating such discrimi-
nation. The Commission report however, ignores some
significant opposing viewpoints. The Commission report
also does not discuss aspects of “overtreatment” of infants
with disabilities [26].

One could question whether mandatory treatment of
all seriously ill newborns should be required by law. The
Commission responds affirmatively to this question con-
cluding that mandatory treatment should be required.
This is based on the historical information describing bla-
tant and oppressive discrimination against people with

developmental disabilities in past decades. The Commissi-
on’s conclusions are founded on the premise that prejudi-
cial and stereotypical attitudes about the capabilities of
persons with developmental disabilities should play no
part in the decision of whether or not to allow infants
with disabilities to live or die [26].

The aftermath of Baby Doe

The Reagan Administration’s well-motivated but po-
orly conceived regulations that issued rules to insure that
physicians and hospitals would not withhold treatment
from seriously mentally and physically handicapped ne-
wborns and the medical community’s reaction to gover-
nmental intrusion into medical care had a significant
effect on many special interest groups in this country.
Overzealous as it was, the Reagan Administration sensiti-
zed public and professional opinions to the medical pro-
blems of handicapped newborns. Although disfavored by
the Administration, the judiciary effectively checked the
workable and inadvisable means the Administration devi-
sed to promote its ultimate end.

When pediatricians specialized in perinatal care were
asked for their views on the Baby Doe regulations and on
whether the regulations had affected their practices, 76%
believed that the current regulations were not necessary
to protect the rights of handicapped infants, 66% felt that
the regulations indeed interfered with the parents’ rights
to determine what course of actions was in the best of
their child, and 60% mentioned that the regulations did
not allow adequate considerations of infan ts’ suffering
[27]. The pediatricians also felt that the regulations igno-
red the traditional role of parental consent. Moreover, the
pediatricians indicated that the regulations had altered
the care of infants with handicapping conditions and the
way they practiced medicine. Many pediatricians believed
that the new regulations did not serve the best interest of
infants [27].

In October 1984 House Representatives, professi-
onals, such as physicians, attorneys, social scientists, and
members of the press met at the State University of New
York at Stonybrook [28]. This diverse group of people
discussed ethical, social, legal, and medical issues concer-
ning appropriate therapy of newborns with handicap-
ping conditions. Members of this conference agreed that
difficulties in medical decisions about treatment of signi-
ficantly handicapped newborns include uncertainty abo-
ut diagnosis and prognosis as well as the benefit of the
treatment. Also, frequently the best interest of the child is
difficult to assess. Five responsibilities physicians must
attempt to pay attention to were identified by the confe-
rence participants:

- acting in the child’s best interest: Judgments about
the best interest of the child have traditionally involved
judgements about the quality of life worth living. It was
agreed that a handicap per se does not preclude a satisfy-
ing life any more than good health guarantees one.

- providing some form of medical care: Members of
the conference indicated that appropriate care can and
always should be provided to newborns with handicap-
ping conditions. However, at times some form of medical
treatment may be withheld.

- assisting parents in decisions about medical treat-
ment: Because prognosis and diagnosis are frequently
uncertain, it is often difficult to communicate this uncer-
tainty and complicated medical information to parents.
However, it is important that physicians do communicate
with parents in a simple, understandable, and honest way
to reduce the family’s anxiety. Physicians should provide
sufficient information to parents so that they can make
appropriate decisions about treatment options [28].

The most important recommendation of this confe-
rence was that every institution that is involved in the tre-
atment of newborns with handicapping conditions sho-
uld have an explicit policy on how difficult treatment de-
cisions will be made and how their institutional consequ-
ences will be managed [28].
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PREHLADY

REVIEWS

GENETICALLY ENGINEERING DESIRABLE
TRAITS: THE ETHICAL CHALLENGES

Robert W. Evans

“We used to think our fate was in the stars. Now we
know, in large measure, our fate is in our genes.”
- James Watson, Time Magazine, March 20, 1989

“We cannot think of any significant human social be-
havior that is built into our genes in such a way that it
cannot be shaped by social conditions.”

- Not in Our Genes: Biology, Ideology, and Human Na-
ture by R.C. Lewontin, Steven Rose and Leon Kamin

Introduction

Genetic engineering concerns the practical application
of DNA or their components. As a branch of the larger dis-
cipline of biotechnology, genetic engineering finds its his-
torical roots in art, and was initially involved in the pro-
duction of wines, beers and cheeses. Today, genetic engi-
neering involves a constellation of advanced technologies
including biology, chemistry and process engineering.

In recent years, advancements and innovations in ge-
netic engineering have impacted significantly on the field
of biotechnology. And today the applications of genetic
engineering are varied and diverse, including the produc-
tion of new drugs, transgenic organisms and biological fu-
els, gene therapy and the addressing of a host environ-
mental concerns such as pollution. However, despite the
many potential benefits of genetic engineering, the histo-
ry, techniques and applications of this science are laced
with serious ethical and moral issues of concern.

The purpose of this paper is three-fold. First, this pa-
per will provide a brief overview of the origins of genetic
research. Second, we will discuss what is presently occu-
rring in modern genetics, and the underlying assumpti-
ons upon which these procedures are based. This will be
done in order to more easily understand and evaluate cu-
rrent applications of genetic research. The various falla-

cies in reasoning and argument will also be exposed. And
third, a Biblical-theological approach will be developed
for the purposes of evaluating the promises and liabilities
of genetic engineering from a Christian perspective.

Before we begin, a comment concerning the delimita-
tions of this paper are in order. The field of genetic engi-
neering and biotechnology is rapidly expanding and
changing. It would be unreasonable to expect that the li-
terature pertaining to such a topic could be exhausted in
a single paper. And though every attempt has been made
to be thorough, accurate, and timely, this paper will ne-
cessarily be limited to a review and consideration of that
research data which was currently available.

Part One

A) Review of the History and Development
of Genetic Engineering

A. What Are Genes?

Definitions of what constitutes a gene differ depen-
ding upon the kind of biologist that is asked the question.
The molecular biologist, considers a gene to be a stretch
of DNA that specifies thecomposition of a protein and
may affect whether and at what rate the protein is synthe-
sized, as well as sometimes affecting the synthesis of pro-
teins specified by nearby genes. For the geneticist, a gene
is a part of the living chromosome that mediates inherita-
ble characteristics or traits. Population biologists offer yet
another definition and consider genes as units of diffe-
rence that can be used to distinguish various members of
a population from one another. For the evolutionary bi-
ologist, genes are historical records of the changes orga-
nisms have undergone over time. All of these definitions
share certain areas of overlap and complement each
other, and which one a particular scientist focuses on
“simply depends on his or her interest.”

Despite these varying definitions, biologists are in
agreement that genes are functional segments of DNA
molecules, though the word “gene” predates that definiti-
on. The term “gene” was invented at the beginning of the
20th century to denote “particles that were thought to
mediate the expression of hereditary traits in individuals
and to transmit these traits from parents to their off-
spring.” However, it later became clear that there were no
such “particles”, but that the functions once attributed to
them were performed by portions of DNA molecules.
This paper will make use of the term “gene” throughout
for the purposes of economy and space, though “DNA
segment” or “functional DNA segment” is the more accu-
rate, and hence appropriate, label.

The ideological biases of those working in the area of
genetic engineering may also be seen in the language that
geneticists employ. Molecular biologists, as well as the
press, will frequently use verbs like “control,” “program,”
or “determine” when speaking about what genes or DNA
do. And it is difficult to pick up a paper or turn on the te-
levision without hearing about the identification of
a gene “for” this, or that “causes” that. However, given that
DNA is an inert molecule, it doesn’t do anything. Therefo-
re, such descriptions as “for, “ “causes,” “determines,” and
“biologically-based” are all inappropriate as they assign an
active role to DNA which it does not possess. Rather, DNA
resides in dormant fashion in our cells and merely “waits
for other molecules to interact with it.”

However, given the language in which genetic infor-
mation is wrapped when presented for public consumpti-
on, genes end up being looked on as some kind of absolu-
te predictor. The following excerpts provide us with
examples of common, yet grossly inaccurate, portrayals of
the link between genetics and traits/conditions:

“Our research shows that male sexual orientation is
substantially genetic.” - B. Bower, “Gene Influence Tied to
Sexual Orientation.” Science News, 141, January 4, 1992.

“The possibility that persons at risk for alcoholism co-
uld be identified before they began drinking holds the
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exciting promise of true primary prevention.” - Theodore
Reich, “Biologic-Marker Studies in Alcoholism.” New
England Journal of Medicine, 318 (1988) 180.

“... more than half of all juvenile delinquents impriso-
ned in state institutions and more than a third of adult cri-
minals... have immediate family members who have also
been incarcerated.” - Fox Butterfield, “Studies Find a Gene-
tic Link to Criminality.” New York Times, January 31, 1992.

When the correlation between genetics and behavior
are presented in such a way, an aura of inevitability and
hopelessness is communicated which both limits and mi-
sleads us. The sense of personal responsibility that should
rightly accompany our lives is lost and the unwary consu-
mer of such biased information is placed into the awk-
ward position of trying to contend for standards of con-
duct and decency that are “not the fault” of the one sup-
posedly afflicted with the predictive gene.

Additionally, to lead others to believe that their capaci-
ties are predetermined and encoded in their genes can
prevent them from taking available measures to change
themselves or the conditions of their lives. Rather, genes
function within an exceedingly complex matrix of inte-
ractions with biological reactions, social factors, and eco-
nomic relationships. There is no “cause and effect” corres-
pondence between genes and traits, and the processes
involved in the expression of characteristics and behavior
cannot be duplicated in a laboratory.

B. A Brief Review of the History
and Development of Eugenics

In 1883, Francis Galton (who, incidentally, was the co-
usin of Charles Darwin), coined the term eugenics. Tech-
nically, the term “eugenics” means “well-born.” Galton
wrote that he invented the term in order to have, a brief
word to express the science of improving the stock,
which is by no means confined to questions of judicious
mating, but which, especially in the case of man, takes
cognizance of all the influences that tend in however re-
mote a degree to give the more suitable races or strains of
blood a better chance of prevailing speedily over the less
suitable than they otherwise would have had.

Galton’s class and race biases are readily apparent, as
he expressed little doubt about who represented “the
more suitable races or strains of blood.” Galton would la-
ter help to found the English Eugenics Society and beca-
me its honorary president.

The history of the eugenics movement would take its
next major step in 1912. At the inception of a long career
as a geneticist, Hermann J. Muller wrote:

“The intrinsic interest of these questions [about here-
dity] is matched by their extrinsic importance, for their
solution would help us predict the characteristics of off-
spring yet unborn and would ultimately enable us to mo-
dify the nature of future generations.”

Muller was a politically progressive idealist. History re-
veals that he would later try to emigrate to the Soviet Uni-
on in the early 1930’s because of his interest in helping to
build “a better world.”

Until World War II, there were many distinguished bi-
ologists and social scientists in Great Britain and the Uni-
ted States who, through either activity or silence, suppor-
ted the eugenics movement. Even as late as 1941, the no-
table British biologist Julian Huxley, brother of Aldous
Huxley, the author of Brave New World, wrote an article
called “The Vital Importance of Eugenics.” He begins his
article as follows:

“Eugenics is running the usual course of many new
ideas. It has ceased to be regarded as a fad, is now rece-
iving serious study, and in the near future will be regar-
ded as an urgent practical problem.”

Later in the article, he argued that society must “ensu-
re that mental defectives shall not have children.” The blu-
rring between the assumed integrity of the scientific
endeavor and the realities of economic pressures are re-
alized when Huxley goes on in his article to define as
mentally defective “someone with such a feeble mind that

he cannot support himself or look after himself unaided.”
Remarkably, these sentiments were expressed during
a time when eugenic extermination practices were in full
force in Nazi Germany.

And though similar feelings to those of Huxley conti-
nue to persist in some circles, the data concerning this
issue is not supportive of the bias regarding the mentally
retarded. For though most instances of mental retardation
among the middle and upper classes do possess a genetic
component, this is not the case among poor people. In
the latter category, mental retardation is mediated in con-
siderable measure by such environmental factors as ina-
dequate nutrition and prenatal care, lead poisoning, and
substandard school systems.

Like Muller, Huxley did not limit his concern to those
persons who were demonstrably afflicted with “mental
defects.” Rather, he looked forward to a future when it
would become possible “to diagnose the carriers of the
defect [who are] apparently normal,” since “if these could
but be detected, and then discouraged or prevented from
reproducing, mental defects could very speedily be redu-
ced to negligible proportions among our population.”

Huxley’s views were by no means representative of
a minority consensus. Eugenics societies had developed
in both the United Kingdom and in America, and had
been industrious in organizing “gene fairs” designed to
educate the public about the dangers of inherited defects.
These efforts were largely directed at the upper classes,
and sensationally warned about the dangers of “class su-
icide” because the “best and brightest” were having too
few children while poor people were having toomany.

While European eugenicists preoccupied themselves
with an emphasis on class differences, those working
with the eugenics movement in United States tended to
focus more heavily upon ethnic and racial concerns. Le-
wis Terman was one of the principle engineers and advo-
cates of IQ testing. He expressed some of his thoughts
about the “link” between genetics and intelligence in an
article he published in 1924, in which he worried that the
fecundity of the family stocks from which our most gifted
children come appears to be definitely on the wane.... It
has been figured that if the present differential birth rate
continues 1,000 Harvard graduates will, at the end of 200
years, have but 56 descendants, while in the same period,
1000 South Italians will have multiplied to 100,000.

Part Two

Current Trends in Genetic Engineering
A. The “New” Eugenics

After World War II, the societal interest in eugenics
declined. By the standards of many, the emphasis upon
class and racial demarcations had been over-emphasized
to the point of becoming politically unacceptable. Within
the scientific community it was also losing favor, though
for more pragmatic reasons. The advancements of scien-
ce began to catch-up with the folklore that was beingpro-
pagated and scientists began to realize that nearly all inhe-
rited conditions were as a result of recessive genes, rather
than dominant genes. What was discovered was that so-
meone with a dominant genetic condition will pass it on
to roughly half of her or his descendants. But to inherit
a recessive condition, people must receive copies of the
relevant allele, or form of the gene, from both their paren-
ts. If a person were to inherit only one copy from one pa-
rent, they will generally show no symptoms and are said
to be carriers for that condition. But even if two carriers
have children together, each child has only one chance in
four of manifesting the condition.

Familiar examples of recessive conditions are phenyl-
ketonuria, or PKU (a metabolic problem that can result in
mental retardation), cystic fibrosis (a glandular disturban-
ce that leads to the accumulation of mucus in the lungs
and to repeated infections), Tay Sachs disease (a fatal ne-
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urological disease of young children), sickle-cell anemia
(a blood disease that can be extremely painful and disa-
bling), and Gaucher Disease (a chronic disorder of meta-
bolism that is characterized by the enormous enlarge-
ment of the spleen).

Because these conditions are recessive, people who
manifest them (those with two copies of the affected alle-
le) represent only a fraction of those who carry at least
one of the alleles. Detection of carriers is avoided because
most alleles associated with recessive conditions are ca-
rried by people who have no symptoms and frequently
would have no reason to suspect that they are carriers. In
other words, recessive mutations which affect most gene-
tically-mediated conditions are propagated by healthy,
“normal” members of the population. Each of us carries
alleles that would be either disablingor lethal if we or our
children had two copies of them instead of just one. This
discovery represents a significant blow to the eugenics
movement because any genetic intervention measures
which are directed at people who manifest these recessi-
ve conditions can only touch the tip of the iceberg at
best. In short, genetic interventions cannot reduce the
prevalence of the conditions it seeks to ameliorate or eli-
minate in the population at large.

Pursuant to this discovery, the idea of “race purity”
died, as did the idea of building a strain of supermen. Ho-
wever, the notion that it is more beneficial for certain pe-
ople to have children than others, and that a vast range of
human problems can be cured once we learn how to ma-
nipulate our genes, remains very much with us today.

Selective eugenics can wear may faces. Helen Rodriqu-
ez- Trias, who served as the president of the American Pu-
blic Health Association, cites a 1972 survey of obstetri-
cians which found that “although only 6 percent favored
sterilization for their private patients, 14 percent favored
it for their welfare patients. For welfare patients who had
borne illegitimate children, 97 percent... favored steriliza-
tion.” Though this is an overt example of persistent euge-
nic thinking in our society, eugenics can also assume
much subtler forms. From a Christian perspective, any
suggestion that society would be better off if certain kin-
ds of people were not born puts us on a dangerously slip-
pery slope.

The increasingly-popular testing of prospective paren-
ts to see if they are carriers of genetic “defects” moves us
along way in the direction of labeling a large group of pe-
ople as being somehow “defective.” With the advent of
indiscriminate testing, we have created a society in which
not only the people who manifest the condition but also
the carriers are likely to be considered “less than perfect.”
Many would argue that such tests are generally helpful be-
cause they increase a person’s choices (the doctrine of au-
tonomy), but this is practice without precept. It would be
a mistake to ignore the underlying ideology that almost
inevitably accompanies their use.

In 1971, Bentley Glass, retiring as president of the
American Association for the Advancement of Science,
wrote:

“In a world where each pair must be limited, on the
average, to two offspring and no more, the right that must
become paramount is... the right of every child to be born
with a sound physical and mental constitution, based on
a sound genotype. No parents will in that future time
have a right to burden society with a malformed or a men-
tally incompetent child.”

In a similar tone, the situational ethicist Joseph Flet-
cher has written: “We ought to recognize that children
are often abused preconceptively and prenatally - not
only by their mothers drinking alcohol, smoking, and
using drugs nonmedicinally but also by their knowingly
passing on or risking passing on genetic diseases.” Curi-
ously, Fletcher absolves physicians of responsibility by
singling out “nonmedicinal” drug use. This language of
the “rights” of the unborn implicitly translates into obliga-
tions and responsibilities for future parents, and especia-
1ly future mothers.

This ideal moves from implicit logic to explicit reaso-

ning in the writings of Margery Shaw, an attorney and
physician. In reviewing what she calls “prenatal torts”
(a term that she has likely invented), she argues as fo-
llows: “Once a pregnant woman has abandoned her right
to abort and has decided to carry her fetus to term, she
incurs a “conditional prospective liability” for negligent
acts toward her fetus if it should be born alive. These acts
could be considered negligent fetal abuse resulting in an
injured child. A decision to carry a genetically defective
fetus to term would be an example.... Withholding of ne-
cessary prenatal care, improper nutrition, exposure to
mutagens and teratogens, or even exposure to the mot-
her’s defective intrauterine environment caused by her
genotype... could all result in an injured infant who might
claim that his right to be born physically and mentally so-
und had been invaded.”

B. The Presuppositions of Eugenics

The application and development of genetic engine-
ering is predicated upon several assumptions which, tho-
ugh serious flawed, are encountered frequently and are
widely disseminated. They are as follows:

1. The Fallacy of Genetic Prediction

Genetic predictions, whether they involve testing or
screening, are based on the assumption that there is a re-
latively linear and straightforward relationship between
genes and traits. However, genetic conditions involve
a largely unpredictable interaction of numerous factors
and processes. Even in those conditions in which the
inheritance of certain genes follows a regular and predic-
table pattern are proving to be extremely difficult to defi-
ne and localize. It is likely that in order to provide me-
aningful genetic information to prospective parents that
scientists may sometimes need to work out the pattern of
separate mutations for each of the different families, or
even for each different individuals who manifest the
“same” disease. This would make predictions impossible.

Furthermore, of what use would it be to have the enti-
re gene sequence of a person? Divorced from the psycho-
social context in which a person lives, the composite
gene map is meaningless. Robert Cook-Deegan states it
well: “A compact disk containing the DNA sequence of
President Abraham Lincoln’s genome would tell us very
little about the President that we would really want to
know. Whether or not he suffered from Marfan’s syndro-
me, a genetic disorder not yet described in his time, wo-
uld be a minor embellishment in his biography.... Blanket
generalizations about the worth and danger of genetic
information, robbed of their specific social context, ren-
der them almost meaningless. And that was the whole po-
int of the genome debate.”

2. The Fallacy that Detection will Lead to Cure

From a therapeutic perspective, it makes little sense to
make any attempt to sort out the various genes involved
with complex genetic conditions. Even if DNA is involved
at some level, the condition could not ameliorated at that
point. Yet, the faith that genes for all sorts of troublesome
conditions can be identified and isolated, coupled with
the hope that this will lead to profitable diagnostic tests,
is likely to continue to fuel the search for relevant bits of
DNA. Not only will this not cure or prevent the conditi-
ons, it will create a new class of stigmatized people, the
“asymptomatic” or “healthy ill” who, though they have no
symptoms, are considered likely to have a particular disa-
bility at some point in the future.

3. The Fallacy of Controlling
Organism Functioning

The belief that genes cause traits in straightforward,
predictable ways has also encouraged molecular biologis-
ts to undertake the Human Genome Project. This gigantic
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project is designed in purpose to determine a base sequ-
ence for the DNA in all twenty-three human chromoso-
mes. The Project is intended to first construct a map of
the DNA “markers” associated with specific traits ande-
ventually complete an entire sequence of nucleotide ba-
ses for a “human prototype.” Unfortunately, the final pro-
duct will be a composite of chromosomal regions obta-
ined from the cells and tissues of different people. This
will undoubtably cast serious questions upon the accura-
cy of the final composition.

Such an endeavor begs that question of why anyone
would want to undertake the herculean task of identify-
ing the fifty to a hundred thousand genes estimated to
make up the human genome and then sequencing the
approximately three billion nucleotide bases of which
they are composed. Hubbard offers the simplest tongue-
in-cheek answer when she replies, “because it is there.”
And certainly, scientists will discover some interesting
things while undertaking this research. However, those
reasons alone would not command the kind of funding
that is needed for this massive a project.

The promise, therefore, is that scientists will be able
to diagnose, treat, and eventually cure a large percentage
of the “gene-linked” diseases once they have a complete
DNA sequence. An even more grandiose reply is offered
by James Watson and a number of other molecular biolo-
gists. They say that this will at last tell us “what it means to
be human.” Both of these assumptions are firmly groun-
ded in the reductionistic assumptions that genes cause
traits and that the more we learn about their composition,
the more we will know about how organisms function.

However, neither of these assumptions are justified.
The relationship between genes and traitsis much more
complicated than the implied promises of the Human Ge-
nome Project would lead us to believe. The sequencing of
a gene sequence would offer little information about the
relationships between anatomical or physiological cha-
racteristics and specific genes because manifest traits are
really the result of the interactions between genes and co-
untless uncontrollable variables.

C. The Moral and Ethical Challenges

The issues which we have been talking about are also
attenuated by a host of moral and ethical implications.
The major ethical issues which arise from the advance-
ment of genetic engineering would appear to cluster aro-
und several broad themes including human embryo rese-
arch, the misapplication of genetic screening measures,
the release of genetically manipulated organisms, plants
and animals into the environment, and the alteration of
the genetic sequence in the human gene-line. And though
each of these areas is worthy of elaboration and com-
ment, in keeping with the focus of our present discussi-
on, we will restrict our discussion to the last of these.

Though the technology requisite to change or add ge-
nes in the human gene line is not currently available, the
potential for such an advancement makes this prospect
relatively immanent. The current thinking in this area is
that the best way to ameliorate undesireable characteris-
tics and promote those characteristics which are deemed
as being of benefit is to alter the germ line, rather than to
modify the somatic cells themselves. However, should
this be an accurate representation of the current consen-
sus, it fails to take into consideration that many of the de-
fective characteristics which affect the human condition
are as a result of mutuations in the genetic sequence and,
therefore, “curing” the humans species of defective cha-
racteristics will be virtually impossible.

But even if we were able to employ such technology
with precision, and control for those variable spontane-
uos modifications which give rise to undesireable charac-
teristics, genetic deterministic overreach remains accom-
panied by the danger of performing its work on the unde-
rlying assumption that there is a standard of normalcy (if
not desirability) that all should have a “right” to possess.
What is this “right to be born physically and mentally so-

und?” Who has such a right and who guarantees it? What
are the essential elements of this “normal” condition and
who is to establish them? Furthermore, who will decide
who is to decide who is to establish them? Should the per-
ceived needs of future human generations be established
by individuals? By the State? By a committee of recogni-
zed experts? What if what is deemed as a desireable cha-
racteristic today is struck from the list years from now?
What do we do with those genetically altered individuals
who no longer conform to society’s “new” standard of de-
cency and desireability? What would prevent the standard
from being asserted retroactively?

For those of us who embrace a Judeo-Christian ethic
concerning our earthly mandate as followers of Christ,
we find ourselves confronted by yet another host of ethi-
cal and moral dilemas, for how would we demonstrate
our call to extend charity, graciousness, forgiveness, tole-
rance, patience, goodness, and winsomeness to a society
who has been deprived of all those marginalizing “flaws”
which would place them in need for such qualities of cha-
racter to be exercised? Furthermore, would this search
for “minimally acceptable standards” in the human geno-
me be readily accepted by a society that is demonstrating
a growing movement for disability rights?

Part Three

Toward a Biblical-Theological Approach to Genetic
Engineering: Widely-Held Positions on Genetic
Engineering and a Christian Response

Though many objections to a conservative approach
toward genetic engineering have been advanced, only
a few are encountered with significant regularity. They
are as follows:

1. The Impediment to Scientific Progress

Proponents of a more radical application of genetic
engineering techniques (including cloning and gene spli-
cing), suggest that to halt the full application of these dis-
coveries will retard scientific progress.

However, a Biblical-Theological approach differs from
this line of reasoning. First, just because something is
changing, does not mean that it involves progress. A mo-
rality that is based upon God’s word is certain and not
open for supposed “improvements.” The flag of “scientific
progress” may be flown in an effort to justify most anyt-
hing. However, the claims of Scripture result in certain
moral imperatives that do not change.

For example, the Hebrew term nephesh is most bro-
adly defined as “breath” and is used to convey the sense of
life or soul that God breathed into man, thereby giving
humans unparalleled worth and precious value (e.g., II
Kgs 1:13; I Sam 26:21). In contrast to the humanistic
approach toward genetic engineering which can alter
morality along with genetic substrates, a Christian
approach recognizes the surety of God’s intervention in
the unique creation of man providing him with both dig-
nity and unfaltering moral responsibility.

2. The Lack of Compassion for the Suffering

The proponents of a more radical application of gene-
tic engineering might also suggest that the failure to
employ the advancements to alleviate human suffering is
cruel, discompassionate, and uncaring. If Christians truly
cared for the suffering of others, they would not want
those who could be identified through genetic scre-
ening/testing to be afflicted with genetic abnormalities to
enter the world only to suffer.

However, a Biblical-Theological approach differs from
this understanding in several important ways. First, good
ends do not justify the evil means. While the Christian
should be genuinely concerned with the suffering and
misery of others, such cannot be accomplished through
acts that disregard the dignity, sanctity and responsibility
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that belongs to man as a result of being made in His Cre-
ator’s image. Whereas the humanistic standard of good is
based upon a utilitarian model, a Biblical-Theological
ethic is one that is filtered through the grid of Scriptural
mandate, the awareness of realities that will limit reasona-
ble choices, and the motivation to love the one concer-
ning whom decisions are being made.

The standard of a quality of life is not predicated upon
the absence of suffering, but on the value which is derived
from being a person in God’s image. In this respect, a con-
sideration of the Greek term, zoe (life) is informative.
A comparison of Luke 12:15 and Mark 9:43 suggests that
the quality of life is not to be found in the physical or ma-
terial conditions of this world, but in the recognition that
the zoe is to be found in one’s relationship with Christ.
The compassion that Jesus demonstrated for the weak and
marginalized members of His culture should be our call, as
well. God’s desire is to have fellowship with those whom
he has given zoe. Our medical practices should attempt to
serve His creation in order that they may know His joy. We
are to be custodians, not engineers, of life.

3. The Rule of Autonomy

Those who would advocate the more aggressive appli-
cations of genetic engineering may advance the notion
that an external moral imperative should not be imposed
upon their will. It is his or her life and, therefore, he or
she should be able to make their own decisions concer-
ning what is right for them. A practical area in which this
might be asserted is in the gender selection of offspring.
It may be argued that would-be parents have the right to
choose the sex of their child.

However, a Biblical-Theological perspective recogni-
zes the existence of certain moral imperatives concerning
human life. The secularist is claiming a morality of choice
that lacks a bases for its applicability. If an individu-
al’s will is sufficient for moral decisions, upon what basis
is the humanist able to contend that it is their own will
that is sufficient for this purpose? Why is not the objec-
ting person’s will with respect to another’s choice suffi-
cient to make the alternative choice equally, if not supre-
mely, moral? It would appear that the humanist has erec-
ted a standard of morality based upon their own autono-
my and without objective justification. As Geisler writes:
“He has a moral prescription without a moral Prescriber.”

Furthermore, the Scripture record is not at all clear
that parents (or anyone else for that matter) has a right to
choose the sex selection of their own children. Scripture
is clear when it asserts that children are a gift from God
(Ps 127:3). As Feinberg and Feinberg state, “...it seems rat-
her strange to think of manipulating the nature of the
“gift” that is given, let alone talk of having a right to do so.”

Additionally, at what point along the continuum of
choice and selection do we draw the line and say that we
have gone too far? As Anderson argues, “At some point on
the continuum childrencease to be a gift from God (cf. Ps
127:3) and begin to be a parental plaything.”

Such a caution calls for wisdom and discernment, for
the exact point along the continuum at which the line is
drawn is not always clear. Nonetheless, at some point
what is lawful and permissible becomes unprofitable and
lacking in the ability to edify.

Finally, the method in which genetic interventions are
employed carries with it serious moral and ethical impli-
cations. If sex selection were based post-conception, to
employ genetic intervention strategies it would constitu-
te infanticide or abortion. Likewise, to apply genetic engi-
neering techniques in vitro and then discard unused or
unwanted fertilized ovum would violate the doctrine of
the sanctity of human life and death.

A Biblical-Theological approach toward genetic engi-
neering, however, would not allow us to adopt this positi-
on. Ezekiel reminds us that God takes no pleasure in de-
ath (Hebrew word mawet), because it was His intent that
we should live (Ez 18: 32). Genesis 3:3 also employs the
same Hebrew word in God’s instruction that death was

not His original intent, but rather hayyim, or “life.” But de-
ath was as a result of sin. Therefore, to employ genetic
engineering techniques in an effort to bring about inten-
tional, unjustifiable death, is contrary to God’s intention
and serves to underscore the reason for why and how de-
ath entered the human race; namely, sin.

Summary and Conclusion

Biomedical issues are replete with serious moral and
ethical implications. The tension that exists appears to be
at the point of interface between two competing world
views -secular humanism, and Biblical Christianity. Ha-
ving denied the existence of a God who has established
order in His creation, there is a failure to recognize any
imperative for moral or ethical conduct that would natu-
rally derive from such an acknowledgment. Accordingly,
the humanist is left with the assertion of moral imperati-
ves that are based upon one of two key ways of thinking -
utilitarian, and autonomous.

From the utilitarian perspective, the operative princi-
ple is to do that which will effect the greatest good for
the greatest number of people. However, this fails to con-
sider how the rights of the individual can be taken into
account when making decisions, and renders questions
about truth, morality, and justice to little more than a ma-
jority vote of those involved in deciding the question. The
rule of autonomy is fraught with its own difficulties, as it
fails to consider the need for balance between perceived
“rights” and moral responsibilities. Furthermore, it is rare-
ly the case that one’s assertion of their perceived “rights”
is done so without some consequence to others. Under
such a rubric, where would one’s “rights” leave off and
the other’s pick up? Such is wholly unsatisfactory and
does not decide the question.

In contrast, a Biblical-Theological approach informs
the ethical decision-making process by affirming that God
specially created humans in His own likeness and, as
such, moral imperatives for the preservation of the digni-
ty and sanctity of life are derived. However, the Biblical-
Theological approach also recognizes that reality will pla-
ce necessary limitations on what can and should be done
in a given situation and that Scripture does not provide
a ready answer to every question. Hence, there is the
need for both wisdom and love in the decision- making
process. And whereas there may not be a right or wrong
answer for a given question, there is a right and wrong
way of approaching the questions that we face. Where
God’s Word is silent, we acknowledge the limitation
which reality imposes and seek to do that which is most
loving. Above all else, we should seek to do no harm. With
these things in mind, may we heed the words of Geisler:

“Hence, the Christian obligation is to serve God, not
play God. We are not the engineers of life, but merely its
custodians. Medical intervention, therefore, should be co-
rrective, not creative. We should repair life, not attempt
to reconstruct it. Technology must serve morality, not the
reverse.”

(References given in the text, other references by the author.)
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LISTY REDAKCII

LETTERS TO THE EDITOR

ZAMYSLENI NAD LEKARSKOU ETIKOU
V POSTMODERNI DOBE

Tomas Lajkep

Oddéleni Iékarské etiky Lékarské fakulty Masarykovy
University, Brno, Ceskd republika

Vazena redakce,

1ékafskd etika jako samostatny obor se vyviji ve Spoje-
nych stitech od Sedesatych let. U nds jsou jeji zacatky
mnohem pozdé€jsi, v podstaté tésn€ navazuji na udalosti
prednasky z marxistické etiky. Vime vétSinou, Ze byly, ale
malokdo si vzpomene na jejich obsah. Stejné tak, jako po-
citujeme jisty dluh vici technické vyspélosti nasich zipad-
nich sousedu, pocitujeme i urcity nedostatek v etickém
pristupu nasich 1ékaita. Mnozi 1ékafi, si velmi ¢asto ani ne-
chtéji pfiznat, Ze v jejich oborech vibec etické problémy
existuji, a to dokonce velmi zavazné problémy. Zda se jim,
Ze dfive byla situace mnohem jednodussi a mnohdy se citi
nepfijemné dotceni diskusemi o etice a pfipada jim pod-
ivné, kdyz se pacienti domahaji svych prav.

Na druhé strané€ v3ak - kdyZ se podivime na medicin-
skou praxi svych zdpadnich sousedt a na teoretickd vy-
chodiska soucasné bioetiky, miiZzeme se citit ponékud roz-
pacité i my. V Holandsku s klidem pokracuji v eutanaziich,
ve Spojenych stitech Dr. Kevorkian tspéSné asistuje u su-
icidii trpicich pacientl. Jest€ podivné€jsi nam pfipadne
skutecnost, Ze takové - z naseho zorného uhlu jednoznac-
né neetické pocinani, neni v prikrém rozporu s bioeticky-
mi fundamenty, které bioetika zatim definovala. I kdyz
tedy v tomto oboru mame zpozdéni, zdravy rozum nam
veli kriticky zkoumat a ne v oddaném udivu pfebirat
vSechno, co nim zipad k vire predklada.

Hledani bioetickych ziklada totiz probihalo typicky
americkym zptsobem. Jako idedl byl vytycen vSeobecné
prijatelny konsensus. Zpocatku vsak probihala diskuse
o roli 1ékafe a pacienta v terapeutickém procesu. To byly
skute¢né pocitky bioetiky. Tuto védu povolala k existenci
sama nutnost. Paternalisticky pfistup pfestal byt inosny,
technicky pokrok pouze nastolil nové problémy, ale ne-
pfispél k jejich feSeni. Nehledal se néjaky sjednocujici vy-
chozi moment, hledalo se uz sjednocujici konec¢né feSeni
praktickych problémt. Tim vSak, Ze nebyly systematicky
zkoumany zdklady etickych rozhodnuti, bylo nesmirné
tézké nalézt i konkrétni fesSeni stile novych situaci, nehle-
dé na to, Ze fada problému - vlivem medicinizace, pfekra-
¢ovala obor mediciny. I prostd shoda byla stale obtiZzné&j-
$im problémem. Z toho divodu vytycili Beauchamp
a Childress alespon ctyfi zdkladni body lékaiské péce - do-
brecinéni, neskodéni, rovnoprdvnost, autonomie. Tyto
body se staly jakymsi zakladem bioetiky.

Autonomie v bioetice zahrnuje pacientovo priavo na
vlastni rozhodnuti. Zahrnuje pravo svobodné jednat, pra-
vo svobodné uvahy a volby. Zahrnuje moralni a legalni
principy s ohledem na osobnost a informovany souhlas.

Dobfec¢inéni: tento princip zahrnuje povinnost pied-
chézet a zabranit poskozeni a povinnost zabezpecit dobro
pro jiného. V bioetice se tim mini povinnost profesionalni
péce a hledani vSeho dobrého pro pacienta.

Nonmaleficence - doslova tedy necinéni zla. Princip
nonmaleficence zakazuje poskozeni, bezpravi a smrt dru-
hych lidi a podporuje specifické morailni smérnice, jako je
zakaz zabiti. Odviji se od maximy - primum non nocere, COZ
je vSeobecna zasada profesionalni zdravotni péce. Povin-
nost nepusobit zlo je mnohem striktnéji dand, neZz povin-
nost ptisobit dobro a je také moralnim limitem autonomie.

Rovnoprivnost: teorie rovnopravnosti zabezpecuje
predevsim spravedlivé rozdéleni lékaiské péce vSem pa-
cientiim.

Tyto zaklady jsou ovSem velice sporné. Prvni otazka,
ktera se nabizi je “proc?” Pro¢ zrovna tyto zasady a ne jiné.
Z jakého dlivodu je ¢inén pokus o jejich hierarchické sjed-
noceni? Odpovéd neni jednoducha a ¢asto v ni zazniva
odvolani se na jejich vSeobecnou pfijatelnost. Tim se
ovSem etika ocitd v oblasti prava, takZe s nim nakonec
splyva. Pravo je totiZ dano vSeobecnym konsensem. Po-
kud bude bioetika takto chdpana, nenapadaji mé jiné vy-
hlidky neZ ty chmurné. Vime, jak snadno lze manipulovat
lidmi v zdjmu ideologii, pfipadné v zajmu trhu. Etika vSak,
kdyzZ uz je obsazena ve slovu bioetika - musi z povahy
predmétu svého zdjmu usilovat o idedl, pfipadné mit ten-
to idedl na zfeteli. Teprve sledovanim idedlu se ocitime
na poli etiky, a to jakékoli etiky. Odpovédi na otazky “co?’
a “jak?’ a “proc?” mam délat se riizni a podle toho miZeme
mluvit o raznych etickych pojetich a smérech. Vzhledem
k danému tematu se zaméfim na etiku postmoderni doby.

Postmoderni pojeti

Je dobré nejprve priblizit zikladni myslenky postmo-
dernismu, protoze tento myslenkovy smér ma fadu inspi-
rujicich postfehi. Co je to postmoderni doba? To je doba
ve které Zijeme, je to historickd zména zptusobu Zivota, ja-
kou dnes prozivime. S témito zménami se setkime ve
védé, vumeéni a v literatufre.

Postmoderni teorie vychazi ze strukturalismu. Struktu-
ralisté fikaji, Ze smysluplné mySleni umoziiuje struktura
jazyka. RozliSuji mezi signifikiatem - predmétem pojmu
a mezi signifikantem - pojmem, oznacujicim slovem.
V okamziku, kdy se k sobé€ poji signifikat a signifikant
vznikd znak, ktery mimo tento proces nema zZadny smysl.
Nas jazyk je znakovy systém, ktery funguje pfedevsim na
zakladé opera¢niho kédu binarnich protikladi plus a mi-
nus. S timto pozndnim je spjat rozvoj pocitach. Dulezité
ovsem je, Ze vyznam netkvi ve znacich, ale vyplyva ze vzta-
hti mezi znaky. Struktury vyznamut zahrnuji a implikuji
vSechny svoje pozorovatele. Pozorovat znamena nechat
na sebe ptisobit, ale také ptlisobit na jiné. Védecka nestra-
nost je tedy nesmysl.

Zjednodus$ené feceno jakykoli objev ma vyznam jen
proto, Ze k nému mame néjaky vztah. Vyznam objevu ne-
tkvi v ném samotném, ale v naSem vztahu k nému. Vibec
tedy neni samoziejmé, Ze by hromadéni objevi mélo vést
k lepsimu Zivotu. Naopak, zde vznikaji konfliktni vztahy
a dovolavat se objektivity objektii neni vibec k ni¢emu.
Mnozstvi vztahovych moznosti je témé€f nekonecné, takze
relativni je i identita vztahovych objektt, protoZe neni nik-
dy uplna. Je to v korelaci s Godelovou teorii o nedokazatel-
nosti bezrozpornosti i s Tarského vétou o nedefinovatel-
nosti pravdy. Nikdy totiZ neexistuje jen jeden vyznam.

Vérici ¢lovék tomu muliZze rozumét napfiklad takto:
Btlih je pro mne uplné zbyte¢ny pojem, pokud k nému ne-
mam vztah. Samotny vztah k Bohu je tedy tim urcujicim,
a ne idea Boha. Pokud k Bohu nemam vztah, je pro mne
jeho existence srovnatelna tfeba s existenci planety Pluto.
Postmodernismus se brani jednoduchému, universalnimu
a hlavné dogmaticky jedinému kédovini vyznamu znaku.
Neobraci se vyhradné jen proti ndbozZenstvi, ale také proti
diktiatu védy. Podle Foucolta je védéni jen systémem my-
Sleni, ktery ziskal moc, a je k jinym systémum stejné tak
nepritelsky, jako naboZenstvi. Vezméme si tfeba antropo-
metrii, kterd se zabyvala méfenim fysiologickych parame-
trh, aby odhalila zlo¢inecké subtypy. Znime i eugeniku -
védu o rasovém zdokonalovani. To, co je védecké, nemusi
byt nestranné.

Mezi lidmi stile panuje predstava, Ze by véda méla vést
k néjakému osvobozeni lidstva od jeho utrap, Ze véda
pfedstavuje vrchol lidského usili. A pfesto védouci clovék
dnesSka by mél byt predevsim zdatny obchodnik. Stary
zpusob, podle kterého osvojovani védéni nelze oddélit od
vychovy ducha, je zastaraly. Vztah, ktery maji k védéni
jeho dodavatelé a uzivatelé ma formu vztahu mezi zboZim
vyrobct a spotfebiteld. Védéni je produkovano, aby bylo
prodavano, je konzumovano, aby bylo zhodnoceno v dalsi

ME&B 4 (2) 1997

9



reprodukci. Z tohoto zorného uhlu je jedno, co je zko-
umdno. Dilezité je, jak tento proces muze byt vyuZit
a prodan. Védecké usili se odtrhuje od reality, pouze fi-
nance jsou hyperrealné.

Co mame dnes v naSem poznani k dispozici: Novou
informacni technologii. Pocitacovy svét méni i nasSe my-
Sleni. Hledame vysvétlujici koncept vseho déni - to je pod-
statou tzv. teorie vieho. Na ziklad¢ této teorie pochopime
podstatu manzelskych konfliktti, podstaty zZivota, i tieba
proc¢ krachuji burzy a psychologii pravékych zvirat. Virtu-
alni realita doplfiuje tento svét o nové zazitky a opét zdu-
raziuje odtrZzeni od reality.

Projekt Human Genome. Na zikladé vysledku tohoto
projektu budem védét vse o genetické struktufe clovéka.
Budem znit nejen genetické lokalizace mnohych nemoci
ale i mista, ktera jsou pro ¢lovéka nejzranitelnéjsi. Kdo vi,
o co bude mezi zdkazniky vétsi zdjem...

Prestoze postmoderni mysleni vidi soucasnost kritic-
ky, nema casto ani zdani o svém podilu na situaci, kterou
tak koncizné postiehuje. Zdroj vieho zla vidi v logocen-
trismu, objektovém raciondlnim zaméfeni bez nazoro-
vych alternativ, ale nechce chapat, Ze pravé toto zaméreni
je skrytym zdrojem vSech dosavadnich kultur. Pro¢ by ale
pluralita méla byt jedinym legitimnim vztahem k objek-
tim? Zde je ve vSi tichosti postuloviano objektivni stano-
visko, takZe postmodernismus neni popienim kultury, ale
spiSe svébytnou interpretaci, kterou mizeme zkoumat
jako kteroukoli jinou. Postmoderni morilka - ve které ve
existujici je skrytym zdrojem legitimity, v nds naopak vy-
volava obavy z duasledki této teorie.

Vratme se ale k nasim problémutim 1ékafské etiky. Z fe-
c¢eného vyplyva, Ze v dnesSni dobé je nesnadné mluvit
o dobru pro pacienta, aniZ by se nespecifikovalo, co se
tim pojmem mysli a jaka je legitimita téch predstav o do-
bru, které za jejim definovanim stoji. Problém je totiZ také
v tom, jakou pfedstavu miame o fenoménu nemoci, smrti,
jakou predstavu miame o smyslu utrpeni, a podobné. Po-
kusil bych se o sviij vyklad nékterych zasadnich bioetic-
kych problém.

Veskera medicina sleduje za sviij cil boj proti pfiroze-
nym stavim, které ¢lov€éka oslabuji, az nakonec umira. To
se nakonec tyka i prevence. Zisah mediciny je zvenci
a pusobi proti pfirozenému prabéhu véci. Otazkou zusta-
va, jak daleko Clovék ve své€ snaze zabranit nepfiznivému
prabéhu muZe dojit. Jsou pochopitelné stavy, kdy je to
klad pfi transplantacich, umélém oplozeni, interupcich,
genetickych manipulacich, a podobné. Témito limity se
zabyva etika a zakonité pfi tom nardzi na hodnotovy sys-
tém akceptovany spolecnosti a na ideal, o kterém jakousi
predstavu kazda etika ma.

Kromé toho je zde jesté jeden vyznamny fenomén, kte-
ry md na mysleni lidi dneSni doby podstatny vliv, a to je
fenomén védy. Mezi lidmi panuje pfedstava, Ze to, co je
védecké, je i mravné. Ba co vic, panuje pfedstava, Ze véda
sama se muiZe vyslovit k problémum lidského $tésti. Nikde
jinde nejsou tyto predstvy tak akcentovany, jako je tomu
v mediciné. Podle téchto pfedstav by lékafi méli badat
nad v8im, co znesnadnuje a trapi lidsky zivot, méli by
experimentovat s ohledem na ocekavany efekt a vzhle-
dem k tomu napnout vSechny své sily. Lidé od rozvoje me-
diciny ocekavaji zbaveni problémi, kter€ je trapi, a medi-
cina se tudiz zabarvuje jakymsi mesianskym prvkem, aniz
by pochopitelné mohla tomuto o¢ekavani vyhovét. Mnozi
védci sami se domnivaji, Ze limit jejich bddani tvofi jen
technické moznosti, a viibec se nezajimaji o to, jaky eticky
dopad bude mit jejich objev.

KdyZz mam se studenty semindf o pocatcich zivota
a bavime se o moznostech umélého oplodnéni, uvédomi
si mnozi studenti, Ze tomu tak skute¢né je. Vezméme si
otazku klonovani lidskych bunék. Vyzkum na tomto poli
je podnécovian zijmem zvysit Sance na umélé oplodnéni.
Otdzka zni: “Je umélé oplodnéni tou nejvétsi hodnotou,
které by se méli podfidit vSechny etické zdsady v medici-
né?” Jisté, Ze ne. Jakou je tedy umélé oplodnéni hodno-

tou? Kam az mUZeme ve vyzkumu, ktery je iniciovan sna-
hou pomoci neplodnym partim, dospét? A tady uz se zie-
telné studenti rozchdzi. A jejich vzajemny rozpor je vpo-
sledku urcen tim, jak se divaji na Zivot od okamZiku poceti.
Naprosto zfetelné tak miiZzeme vidét, jak se ndzory na
konkrétni etické feSeni rozchizeji podle toho, jaky kdo
ma nazor na Zivot a na pravdu. Je to nakonec dusledkem
toho, Ze etické uivahy jsou az pozdnim filosofickym rezul-
tatem. To si malokdo uvédomuje a kategoricky pirednasi
moralni soudy, pfestoze o filosofii nevi viibec nic. K tomu
v8ak nuti sim Zivot. PfestoZe filosofickym tvaham se ¢lo-
vEk v Zivoté vyhnout miZe, nevyhne se tivaham etickym.

Simulakrum: toto postmoderni slovo vyjadfuje odpo-
utdni od reality, kdy je nam misto puvodni reality simulo-
vana jina realita, kterd se tvari jako ta puvodni, ale nema
s ni nic spole¢ného. Ve velké Britanii byly v srpnu minulé-
ho roku ve velkém likvidovany lidské zarodky vzeslé z fer-
tiliza¢nich programi. Na pocatku byla idea, ktera se zdala
byt velkolepd - umoznit neplodnym parim poceti. Z idei
o zivoté se stala skute¢nost zkdzy. Cozpak ale Slo tém, kdo
iniciovali a podporovali vyzkum o umélém oplodnéni
o tento fakt? Nikdy ne, to jen 1ékafi jsou naivni a jsou
schopni bojovat o véc, kterou povazuji za dobrou. Tém,
kdo iniciuji a udrZzuji tento vyzkum, jde ve skutecnosti
o penize. Pokud bude pracovisté zkoumajici umélé oplo-
zeni prosperovat, prodite ho na finan¢nim trhu stejné€ tak
dobfre, jako fungujici tovarnu. Bude burzovni spolecnosti
zajimat “co” se prodava a co se kupuje?

Z recené€ho je jasné, Ze boj za etické idealy neni snadny.
Na jedné strané€ zde plisobi medidlni vnucovani a zdsady
svobodného trhu a spolu s tim neustdle se prohlubujici
vzdalenost mezi etickym idedlem a privnim stavem. Na
druhé strané€ jsou zde vSak poZadavky lidské pfirozenosti,
které nelze ignorovat. Vychazet z téchto pozadavku je du-
lezité pro vyuku lékafské etiky a objevovat fundamenty
esenciality je nutnosti pro filosofické zaramovani bioetiky.
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Autor se zabyva lékafskou etikou z hlediska doby,
ktera tvrdi, Ze pluralita nazort je zdkladem soucasné-
ho mysleni. Sim se domniva, Ze zkoumani essenciality
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Abstract

Author reflects on some pricipal ideas and notions
of the postmodern position and their considerable
influence on contemporary bioethics. He holds, that
the inquiry into the very fundamental questions of
contemporary thinking is necessary, rather than the
mere seeking of the pluralistic consensus, for both the
development of bioethics as a scientific discipline, as
well as for its being able to help in solving the practi-
cal dilemas of contemporary medicine and health
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DOKUMENTY

DOCUMENTS

Council of Europe

CONVENTION FOR THE PROTECTION
OF HUMAN RIGHTS AND DIGNITY

OF THE HUMAN BEING WITH REGARD
TO THE APPLICATION OF BIOLOGY
AND MEDICINE:

CONVENTION ON HUMAN RIGHTS AND
BIOMEDICINE

(Adopted by the Committee of Ministers on 19 November 1996)
PREAMBLE

The member States of the Council of Europe, the
other States and the European Community signatories he-
reto, Bearing in mind the Universal Declaration of Human
Rights proclaimed by the General Assembly of the United
Nations on 10 December 1948;

Bearing in mind the Convention for the Protection of
Human Rights and Fundamental Freedoms of 4 Novem-
ber 1950;

Bearing in mind the European Social Charter of 18
October 1961;

Bearing in mind the International Covenant on Civil
and Political Rights and the International Covenant on Eco-
nomic, Social and Cultural Rights of 19 December 1966;

Bearing in mind the Convention for the Protection of
Individuals with regard to Automatic Processing of Perso-
nal Data of 28 January 1981;

Bearing also in mind the Convention on the Rights of
the Child of 20 November 1989;

Considering that the aim of the Council of Europe is
the achievement of a greater unity between its members
and that one of the methods by which that aim is to be
pursued is the maintenance and further realisation of hu-
man rights and fundamental freedoms;

Conscious of the accelerating developments in biolo-
gy and medicine;

Convinced of the need to respect the human being
both as an individual and as a member of the human spe-
cies and recognising the importance of ensuring the dig-
nity of the human being;

Conscious that the misuse of biology and medicine
may lead to acts endangering human dignity;

Affirming that progress in biology and medicine should
be used for the benefit of present and future generations;

Stressing the need for international co-operation so
that all humanity may enjoy the benefits of biology and
medicine;

Recognising the importance of promoting a public de-
bate on the questions posed by the application of biology
and medicine and the responses to be given thereto;

Wishing to remind all members of society of their rig-
hts and responsibilities;

Taking account of the work of the Parliamentary
Assembly in this field, including Recommendation 1160
(1991) on the preparation of a Convention on bioethics;

Resolving to take such measures as are necessary to sa-
feguard human dignity and the fundamental rights and
freedoms of the individual with regard to the application
of biology and medicine;

Have agreed as follows:

CHAPTER I
General provisions

Article 1. (Purpose and object)

Parties to this Convention shall protect the dignity
and identity of all human beings and guarantee everyone,
without discrimination, respect for their integrity and
other rights and fundamental freedoms with regard to the
application of biology and medicine.

Each Party shall take in its internal law the necessary me-
asures to give effect to the provisions of this Convention.

Article 2. (Primacy of the human being)
The interests and welfare of the human being shall
prevail over the sole interest of society or science.

Article 3. (Equitable access to health care)

Parties taking into account health needs and available
resources, shall take appropriate measures with a view to
providing, within their jurisdiction, equitable access to
health care of appropriate quality.

Article 4. (Professional standards)

Any intervention in the health field, including rese-
arch, must be carried out in accordance with relevant
professional obligations and standards.

CHAPTER 1II
Consent

Article 5. (General rule)

An intervention in the health field may only be carried
out after the person concerned has given free and infor-
med consent to it.

This person shall beforehand be given appropriate
information as to the purpose and nature of the interven-
tion as well as on its consequences and risks.

The person concerned may freely withdraw consent at
any time.

Article 6. (Protection of persons not able to consent)

1. Subject to Articles 17 and 20 below, an intervention
may only be carried out on a person who does not have
the capacity to consent,
for his or her direct benefit.

2. Where, according to law, a minor does not have the
capacity to consent to an intervention, the intervention
may only be carried out with the authorisation of his or
her representative or an authority or a person or body
provided for by law.

The opinion of the minor shall be taken into conside-
ration as an increasingly determining factor in proportion
to his or her age and degree of maturity.

3. Where, according to law, an adult does not have the
capacity to consent to an intervention because of a men-
tal disability, a disesase or for similar reasons, the inter-
vention may only be carried out with the authorisation of
his or her representative or an authority or a person or
body provided for by law.

The individual concerned shall as far as possible take
part in the authorisation procedure.

4. The representative, the authority, the person or the
body mentioned in paragraphs 2 and 3 above shall be gi-
ven, under the same conditions, the information referred
to in Article 5.

5. The authorisation referred to in paragraphs 2 and 3
above may be withdrawn at any time in the best interests
of the person concerned.

Article 7. (Protection of persons who
have mental disorder)

Subject to protective conditions prescribed by law,
including supervisory, control and appeal procedures,
a person who has a mental disorder of a serious nature
may be subjected, without his or her consent, to an inter-
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vention aimed at treating his or her mental disorder only
where, without such treatment, serious harm is likely to
result to his or her health.

Article 8. (Emergency situation)

When because of an emergency situation the appro-
priate consent cannot be obtained, any medically necessa-
ry intervention may be carried out immediately for the
benefit of the health of the individual concerned.

Atricle 9. (Previously expressed wishes)

The previously expressed wishes relating to a medical
intervention by a patient who is not, at the time of the
intervention, in a state to express his or her wishes shall
be taken into account.

CHAPTER 1III
Private life and right to information

Article 10. (Private life and right to information)

1. Everyone has the right to respect for private life in
relation to information about his or her health.

2. Everyone is entitled to know any information co-
llected about his or her health. However, the wishes of
individuals not to be so informed shall be observed.

3. In exceptional cases, restrictions may be placed by
law on the exercise of the rights contained in paragraph 2
in the interests of the patient.

CHAPTER IV
Human genome

Article 11. (Non-discrimination)
Any form of discrimination against a person on groun-
ds of his or her genetic heritage is prohibited.

Article 12. (Predictive genetic tests)

Tests which are predictive of genetic diseases or
which serve either to identify the subject as a carrier of
a gene responsible for a disease or to detect a genetic pre-
disposition or susceptibility to a disease may be perfor-
med only for health purposes or for scientific research
linked to health purposes, and subject to appropriate ge-
netic counselling.

Article 13. (Interventions on the human genome)

An intervention seeking to modify the human genome
may only be undertaken for preventive, diagnostic or the-
rapeutic purposes and only if its aim is not to introduce
any modification in the genome of any descendants.

Article 14. (Non-selection of sex)

The use of techniques of medically assisted procreati-
on shall not be allowed for the purpose of choosing a fu-
ture child’s sex, except where serious hereditary sex-rela-
ted disease is to be avoided.

CHAPTER V
Scientific research

Article 15. (General rule)

Scientific research in the field of biology and medici-
ne shall be carried out freely, subject to the provisions of
this Convention and the other legal provisions ensuring
the protection of the human being.

Article 16. (Protection of persons

undergoing research)

Research on a person may only be undertaken if all
the following conditions are met:

i) there is no alternative of comparable effectiveness
to research on humans,

ii) the risks wich may be incurred by that person are
not disproportionate to the potential benefits of the rese-
arch,

iii) the research project has been approved by the
competent body after indepedent examination of its

scientific merit, including assessment of the importance
of the aim of the research, and multidisciplinary review of
its ethical acceptability,

iv) the persons undergoing research have been infor-
med of their rights and the safeguards prescribed by law
for their protection,

v) the necessary consent as provided for under Article
5 has been given expressly, specifically and is documen-
ted. Such consent may be freely withdrawn at any time.

Article 17. (Protection of persons not able

to consent to research)

1. Research on a person without the capacity to con-
sent as stipulated in Article 5 may be undertaken only if
all the following conditions are met:

i. the conditions laid down in Article 16, sub-paragrap-
hs (i) to (iv), are fulfilled;

ii. the results of the research have the potential to pro-
duce real and direct benefit to his or her health;

iii. research of comparable effectiveness cannot be ca-
rried out on individuals capable of giving consent;

iv. the necessary authorisation provided for under
Article 6 has been given specifically and writing, and

v. the person concerned does not object.

2. Exceptionally and under the protective conditions
prescribed by law, where the research has not the poten-
tial to produce results of direct benefit to the health of
the person concerned, such research may be authorised
subject to the conditions laid down in paragraph 1, sub-
paragraphs (i), (iii), (iv) and (v) above, and to the follo-
wing additional conditions:

i. the research has the aim of contributing, through
significant improvement in the scientific understanding
of the individual’s condition, disease or disorder, to the
ultimate attainment of results capable of conferring bene-
fit to the person concerned or to other persons in the
same age category or afflicted with the same disease or di-
sorder or having the same condition;

ii. the research entails only minimal risk and minimal
burden for the individual concerned.

Article 18. (Research on embryos in vitro)

1. Where the law allows research on embryos in vitro,
it shall ensure adequate protection of the embryo.

2. The creation of human embryos for research purpo-
ses is prohibited.

CHAPTER VI
Organ and tissue removal from living donors
for transplantation purposes

Article 19. (General rule)

1. Removal of organs or tissue from a living person for
transplantation purposes may be carried out solely for the
therapeutic benefit of the recipient and where there is no
suitable organ or tissue available from a deceased person
and no other alternative therapeutic method of compara-
ble effectiveness.

2. The necessary consent as provided for under Article
5 must have been given expressly and specifically either
in writen form or before and official body.

Article 20. (Protection of persons not able

to consent to organ removal)

1. No organ or tissue removal may be carried out on
a person who does not have the capacity to consent
under Article 5.

2. Exceptionally and under the protective conditions
prescribed by law, the removal of regenerative tissue
from a person who does not have the capacity to consent
may be authorised provided the following conditions are
met:

i. there is no compatible donor available who has the
capacity to consent,

ii. the recipient is a brother or sister of the donor,

iii. the donation must have the potential to be life-sa-
ving for the recipient,
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iv. the authorisation provided for under paragraphs 2
and 3 of Article 6 has been given specifically and in wri-
ting, in accordance with the law and with the approval of
the competent body,

v. the potential donor concerned does not object.

CHAPTER VII
Prohibition of financial gain and
disposal of a part of the human body

Article 21. (Prohibition of financial gain)
The human body and its parts shall not, as such, give
rise to financial gain.

Article 22. (Disposal of a removed part
of the human body)
When in the course of an intervention any part of
a human body is removed, it may be stored and used for
a purpose other than that for which it was removed, only
if this is done in conformity with appropriate information
and consent procedures.

CHAPTER VIII
Infringements of the provisions of the Convention

Article 23. (Infringement of the rights or principles)

The Parties shall provide appropriate judicial protecti-
on to prevent or to put a stop to an unlawful infringe-
ment of the rights and principles set forth in this Conven-
tion at short notice.

Article 24. (Compensation for undue damage)

The person who has suffered undue damage resulting
from an intervention is entitled to fair compensation
according to the conditions and procedures prescribed
by law.

Article 25. (Sanctions)

Parties shall provide for appropriate sanctions to be
applied in the event of infringement of the provisions
contained in this Convention.

CHAPTER IX
Relation between this Convention and other provisions

Article 26. (Restrictions on the exercise of the rights)

1. No restrictions shall be placed on the exercise of
the rights and protective provisions contained in this
Convention other than such as are prescribed by law and
are necessary in a democratic society in the interest of pu-
blic safety, for the prevention of crime, for the protection
of public health or for the protection of the rights and fre-
edoms of others.

2. The restrictions contemplated in the preceding pa-
ragraph may not be placed on Articles 11, 13, 14, 17, 19,
20 and 21.

Article 27. (Wider protection)

None of the provisions of this Convention shall be
interpreted as limiting or otherwise affecting the possibi-
lity for a Party to grant a wider measure of protection
with regard to the application of biology and medicine
than is stipulated in this Convention.

CHAPTER X
Public debate

Article 28. (Public debate)

Parties to this Convention shall see to it that the funda-
mental questions raised by the developments of biology
and medicine are the subject of appropriate public dis-
cussion in the light, in particular, of relevant medical, so-
cial economic, ethical and legal implications, and that the-
ir possible application is made the subject of appropriate
consultation.

CHAPTER XI
Interpretation anf follow-up of the Convention

Article 29. (Interpretation of the Convention)

The European Court of Human Rights may give, wit-
hout direct reference to any specific proceedings pen-
ding in a court, advisory opinions on legal questions con-
cerning the interpretation of the present Convention at
the request of:

- the Government of a Party, after having informed the
other Parties,

- the Commiteee set up by Article 32, with member-
ship restricted to the Representatives of the Parties to this
Convention, by a decision adopted by a two-third majori-
ty of votes cast.

Article 30. (Reports on the application

of the Convention)

On receipt of a request from the Secretary General of
the Council of Europe any Party shall furnish an explana-
tion of the manner in which its internal law ensures the
effective implementation of any of the provisions of the
Convention.

CHAPTER XII
Protocols

Article 31. (Protocols)

Protocols may be concluded in pursuance of Article
32, with a view to developing, in specific fields, the prin-
ciples contained in this Convention.

The Protocols shall be open for signature by Signatories
of the Convention. They shall be subject to ratification,
acceptance or approval. A signatory may not ratify, accept
or approve Protocols without previously or simultaneously
ratifying, accepting or approving the Convention.

CHAPTER XIII
Amendments to the Convention

Article 32. (Amendments to the Convention)

1. The tasks assigned to “the Committee” in the pre-
sent Article and in Article 29 shall be carried out by the
Steering Committee on Bioethics (CDBI), or by any other
committee designated to do so by the Committee of Mi-
nisters.

2. Without prejudice to the specific provisions od Article
29, each member State of the Council of Europe, as well as
each Party to the present Convention which is not a member
of the Council of Europe, may be represented and have one
vote in the Committee when the Committee carries out the
tasks assigned to it by the present Convention.

3. Any State referred to in Article 33 or invited to acce-
de to the Convention in accordance with the provisions
of Article 34 which is not Party to this Convention may be
represented on the Committee by an observer. If the Eu-
ropean Community is not a Party it may be represented
on the Committee by an observer.

4. In order to monitor scientific developments, the
present Convention shall be examined within the Com-
mittee no later than five years from its entry into force
and thereafter at such intervals as the Committee may de-
termine.

5. Any proposal for an amendment to this Convention,
and any proposal for a Protocol or for an amendment to
a Protocol, presented by a Party, the Committee or the
Committee of Ministers shall be communicated to the Se-
cretary General of the Council of Europe and forwarded by
him to the member States of the Council of Europe, to the
European Community, to any Signatory, to any Party, to any
State invited to sign this Convention in accordance with
the provisions of Article 33 and to any State invited to acce-
de to it in accordance with the provisions of Article 34.

6. The Committee shall examine the proposal not ea-
rlier than two months after it has been forwarded by the
Secretary General in accordance with paragraph 5. The
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Committee shall submit the text adopted by a two-thirds
majority of the votes cast to the Committee of Ministers
for approval. After its approval, this text shall be forwar-
ded to the Parties for ratification, acceptance or approval.

7. Any amendment shall enter into force, in respect of
those Parties which have accepted it, on the first day of
the month following the expiration of a period of one
month after the date on which five Parties, including at le-
ast four member States of the Council of Europe, have
informed the Secretary General that they have accepted it.

In respect of any Party which subsequently accepts it,
the amendment shall enter into force on the first day of
the month following the expiration of a period of one
month after the date on which that Party has informed
the Secretary General of its acceptance.

CHAPTER XIV
Final clauses

Article 33. (Signature, ratification and entry

into force)

1. This Convention shall be open for signature by the
member States of the Concil of Europe, the non-member
States which have participated in its elaboration and by
the European Community.

2. This Convention is subject to ratification, acceptan-
ce or approval. Instruments of ratification, acceptance or
approval shall be deposited with the Secretary General of
the Council of Europe.

3. This Convention shall enter into force on the first
day of the month following the expiration of a period of
three months after the date on which five States, inclu-
ding at least four member States of the Council of Europe,
have expressed their consent to be bound by the Conven-
tion in accordance with the provisions of paragraph 2 of
the present Article.

4. In respect of any Signatory which subsequently
expresses its consent to be bound by it, the Convention
shall enter into force on the first day of the month follo-
wing the expiration of a period of three months after the
date of the deposit of its instrument of ratification, accep-
tance or approval.

Article 34. (Non-member States)

1. After the entry into force of this Convention, the
Committee of Ministers of the Council of Europe may,
after consultation of the Parties, invite any non-member
State of the Council of Europe to accede to this Conventi-
on by a decision taken by the majority provided for in
Article 20, sub-paragraph d of the Statute of the Council
of Europe, and by the unanimous vote of the representati-
ves of the Contracting States entitled to sit on the Com-
mittee of Ministers.

2. In respect of any acceding State, the Convention
shall enter into force on the first day of the month follo-
wing the expiration of a period of three months after the
date of deposit of the instrument of accession with the Se-
cretary General of the Council of Europe.

Article 35. (Territories)

1. Any Signatory may, at the time of signature or when
depositing its instrument of ratification, acceptance or
approval, specify the territory or territories to which this
Convention shall apply. Any other State may formulate
the same declaration when depositing its instrument of
accession.

2. Any Party may, at any later date, by a declaration
addressed to the Secretary General of the Council of Euro-
pe, extend the application of this Convention to any
other territory specified in the declaration and for whose
international relations it is responsible or on whose be-
half it is authorised to give undertakings. In respect of
such territory the Convention shall enter into force on
the first day of the month following the expiration of
a period of three months after the date of receipt of such
declaration by the Secretary General.

3. Any declaration made under the two preceding pa-
ragraphs may, in respect of any territory specified in such
declaration, be withdrawn by a notification addressed to
the Secretary General. The withdrawal shall become
effective on the first day of the month following the expi-
ration of a period of three months after the date of rece-
ipt of such notification by the Secretary General.

Article 36. (Reservations)

1. Any State and the European Community may, when
signing this Convention or when depositing the instru-
ment of ratification, make a reservation in respect of any
particular provision of the Convention to the extent that
any law then in force in its territory is not in conformity
with the provision. Reservations of a general character
shall not be permitted under this article.

2. Any reservation made under this article shall conta-
in a brief statement of the relevant law.

3. Any Party which extends the application of this
Convention to a territory mentioned in the declaration re-
ferred to in Article 32, paragraph 2, may, in respect of the
territory concerned, make a reservation in accordance
with the provisions of the preceding paragraphs.

4. Any Party which has made the reservation menti-
oned in this Article may withdraw it by means of a decla-
ration addressed to the Secretary General of the Council
of Europe. The withdrawal shall become effective on the
first day of the month following the expiration of a peri-
od of one month after the date of its receipt by the Secre-
tary General.

Article 37. (Denunciation)

1. Any Party may at any time denounce this Conventi-
on by means of notification addressed to the Secretary
General of the Council of Europe.

2. Such denunciation shall become effective on the fir-
st day of the month following the expiration of a period
of three months after the date of receipt of the notificati-
on by the Secretary General.

Article 38. (Notifications)

The Secretary General of the Council of Europe shall
notify the member States of the Council, the European
Community, any Signatory, any Party and any other State
which has been invited to accede to this Convention of:

a. any signature;

b. the deposit of any instrument of ratification, accep-
tance, approval or accession;

c. any date of entry into force of this Convention in
accordance with Articles 33 or 34;

d. any amendment of Protocol adopted in accordance
with Article 32, and the date on which such an amen-
dment or Protocol enters into force;

e. any declaration made under the provisions of Arti-
cle 35;

f. any reservation and withdrawal of reservation made
in pursuance of the provisions of Article 36;

g. any other act, notification or communication rela-
ting to this Convention.

In witness whereof the undersigned, being duly aut-
horised thereto, have signed this Convention.

Done at .......... , the ........ (*) in English and French, both
texts being equally authentic, in a single copy which shall
be deposited in the archives of the Council of Europe.
The Secretary General of the Council of Europe shall tran-
smit certified copies to each member State of the Cuoncil
of Europe, to the European Community, to the non-mem-
ber States which have participated in the elaboration of
this Convention, and to any State invited to accede to this
Convention.

(*) The date of the opening of this Convention for signa-
ture will be fixed later on by the Committee of Ministers.
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Rada Eurépy

KONVENCIA NA OCHRANU

LUDSKYCH PRAV A DOSTOJNOSTI CLOVEKA
V SOVISLOSTI S APLIKACIOU

BIOLOGIE A MEDICINY:

KONVENCIA O LUDSKYCH PRAVACH

A BIOMEDICINE

(Prijata Radou ministrov 19. novembra 1996)
PREAMBULA

Clenské staty Rady Europy, ostatné Stity a Eurépske
spolocenstvo ako signatiri Konvencie,

- bertuc do uvahy Vseobecnu deklariciu [udskych prav,
vyhlasenu Valnym zhromazdenim Spojenych narodov 10.
decembra 1948;

- beric do uvahy Konvenciu na ochranu ludskych
prav a zdkladnych slobdd zo diia 4. novembra 1950;

- bertuc do avahy Eurdépsku socidlnu chartu zo diia 18.
oktobra 1961;

- bertac do uvahy Medzinarodni konvenciu o obcian-
skych a politickych pravach zo diia 16. decembra 1966;

- bertc do avahy Konvenciu na ochranu osobnosti pri
pocitacovom spracovani osobnych tudajov zo dna 28. ja-
nuara 1981;

- beruc do uvahy aj Konvenciu o pravach dietata zo
dna 20. novembra 1989;

- st si vedomi, Ze cielom Rady Eur6py je vicsia jednota
medzi ¢lenskymi Statmi a jednou z metdd na dosiahnutie
tohto ciela je dodrZiavanie a d'alSie uplatiiovanie Iudskych
prav a zakladnych slobdd;

- uvedomuju si rastici rozvoj biolégie a mediciny;

- su presvedceni o nutnosti reSpektovat ¢loveka ako
jednotlivca i ako prisludnika Il'udského rodu a uznivaji do-
lezitost zaruky reSpektovania dostojnosti cloveka;

- su si vedomi toho, Ze zneuZitie bioldgie a mediciny
moze viest k aktom, ohrozujucim I'udska dostojnost;

- su presvedceni, Ze pokrok v biol6gii a medicine by sa
mal vyuZivat pre prospech sucasnych a buducich generacii;

- podciarkuju potrebu medzinarodnej spoluprice, aby
biologia a medicina sluzili pre dobro vSetkych Iudj;

- uznavaju vyznam verejnej debaty o otdzkach, suvisia-
cich s aplikdciou bioldgie a mediciny, a odpovediach na ne;

- chceli by vSetkym c¢lenom spolo¢nosti pripomenut
ich prava a povinnosti;

- bertc do uvahy pricu Parlamentného zhromaZzdenia,
v¢itane Odporacania 1160 (1991) k priprave o Konvencii
o bioetike;

- rozhodli sa urobit potrebné opatrenia na ochranu
dostojnosti ¢loveka a zakladnych prav jednotlivca v savi-
slosti s aplikaciou biologie a mediciny;
preto suhlasia s nasledovnym:

KAPITOLA L
Vseobecné opatrenia

Clanok 1. (Navrh a ciel)

Zmluvné strany budu chrinit dostojnost a identitu
vsetkych I'udi v suvislosti s aplikdciou biologie a mediciny
a zarucia kaZzdému bez diskrimindcie reSpektovanie jeho
integrity, ostatnych prav a zakladnych slobod.

Kazda zmluvna strana urobi v rdmci svojich vnutor-
nych zakonov opatrenia, potrebné pre realiziciu ¢lankov
tejto Konvencie.

Clanok 2. (Priorita Iudskej bytosti)
Zaujmy a blaho ¢loveka musia mat prednost pred pu-
hym zaujmom vedy a spolo¢nosti.

Clanok 3. (Spravodlivy pristup k starostlivosti o zdravie)
Zmluvné strany urobia v ramci svojej jurisdikcie
vhodné opatrenia na zabezpecenie spravodlivého pris-
tupu k starostlivosti o zdravie, pricom sa bude brat do

uvahy tak potreba zdravotnickej starostlivosti, ako aj
dostupné zdroje.

Clinok 4. (Profesionilna troveii)

Kazdy zasah do sféry zdravia, vratane vyskumu, sa
musi robit v stulade s prisluSnymi profesiondlnymi zaviz-
kami a odbornou uroviiou.

KAPITOLA II.
Suhlas

Clanok 5. (Vieobecné pravidli)

Ziadny zdsah do sféry zdravia sa nesmie urobit bez
toho, aby osoba, ktorej sa tyka, neprejavila k tomu slobod-
ny a informovany suhlas.

Predtym musi byt dand osoba primerane informovanid
o ucele a povahe zasahu, ako aj o jeho nasledkoch a rizikach.

Prislusnd osoba modZe kedykolvek slobodne svoj su-
hlas zrusit.

Clinok 6. (Ochrana 0sob, ktoré nie st

schopné vyjadrit sthlas)

1. Vzhladom k Clinkom 16. a 19. sa stanovuje, 7e za-
krok u osoby, ktora nie je schopnd vyjadrit suhlas, sa vyko-
ni jedine, ak ide o jej priamy prospech.

2. U maloletych, ktori podla zikona nie si schopni vy-
jadrit suhlas, sa moZe zakrok uskutocnit jedine so suhla-
som ich zikonného zdstupcu.

Nazor maloletych treba imerne k ich veku a stupnu zre-
losti brat vo zvySujticej sa miere do tvahy.

3. Ked dospeld osoba v zmysle zdkona nie je schopni
vyjadrit suhlas, zdkrok sa mozZe vykonat len so suhlasom
jej zakonného zastupcu.

Dand osoba, nakolko to je len mozné€, sa zucastni na
schvalovacom procese.

4. Pravny zastupca, uvedeny v odsekoch 2. a 3., obdrzi
za rovnakych podmienok informicie uvedené v ¢lanku 5.

5. Schvilenie, uvedené v odsekoch 2. a 3., moze byt ke-
dykol'vek zruSené, ak je to v zdujme danej osoby.

Clanok 7. (Ochrana os6b s dusevnou poruchou)

Podla podmienok danych zakonom, ktoré zahfnaju zi-
konny dohlad, kontrolné a opravné mechanizmy, mdze
byt osoba s tazkou dusevnou poruchou podrobena zikro-
ku, zameranému na lie¢bu jej duSevnej poruchy, bez svoj-
ho suhlasu len vtedy, ak by bez takejto liecby bola vystave-
na viznemu poskodeniu zdravia.

Clanok 8. (Naliehavé situdcie)

Ak v dosledku naliehavej situdcie nie je mozné ziskat
zodpovedajuci stuhlas, mozno medicinsky potrebny zikrok
v zaujme zdravia danej osoby uskutocnit neodkladne.

Clanok 9. (Predtym vyjadrené prianie)

U pacienta, ktory je v Case vykonania zakroku v takom
stave, ze nemoze vyjadrit svoje prianie, treba prihliadat
k prianiu, ktoré vyjadril ohladom vykonania tohto zikro-
ku predtym.

KAPITOLA III
Stikromny Zivot a priavo na informicie

Clanok 10. (Sukromny Zivot a priavo na informacie)

1. Kazdy ma pravo, aby sa reSpektoval jeho sikromny
Zivot vo vztahu k informéciam o jeho zdravi.

2. Kazdy ma pravo na vSetky informdcie o svojom zdra-
votnom stave. Pokial si v§ak tieto informdcie nepraje, tre-
ba to reSpektovat.

3. Vo vynimoc¢nych pripadoch mdéze byt pravo, uvede-
né v odseku 2., obmedzené zakonom v zdujme pacienta.

KAPITOLA 1V.
Ludsky geném

Clanok 11. (Zikaz diskriminacie)
Akikolvek forma diskrimindcie osoby na ziklade jej
genetickej vybavenosti je zakazana.
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Clanok 12. (Prediktivne genetické testy)

Skriningové testy genetickych chordb, alebo také, kto-
ré sluzia na identifikdciu nosicov génu recesivnej choroby
alebo detekciu genetickej predispozicie alebo nachylnosti
k chorobe, mozno urobit jedine pre zdravotné ucely a ve-
decky vyskum s nimi spojeny, v ramci primeraného gene-
tického poradenstva.

Clanok 13. (Zisah do ludského genému)

Zasah do 'udského genému mozno vykonat len pre tice-
ly preventivne, diagnostické alebo terapeutické, a to len
vtedy, ak jeho cielom nie je zmena genému u potomkov.

Clanok 14. (Zikaz vyberu pohlavia)

Pouzitie technik lekarsky asistovanej prokredcie nebu-
de dovolené pre ucely volby pohlavia budiceho dietata,
s vynimkou pripadu, kde by sa malo vyhnut viznemu de-
di¢nému ochoreniu, viaZziacemu sa na pohlavie.

KAPITOLA V.
Vedecky vyskum

Clanok 15. (Vieobecné pravidli)

Vedecky vyskum v oblasti biologie a mediciny sa ma
vykonavat slobodne, pokial je v sulade s touto konvenci-
ou a inymi priavanymi normami, zabezpecujucimi ochranu
I'udskej bytosti.

Clanok 16. (Ochrana osob, ktoré sa

zaradené do vyskumu)

Vyskum na [udoch sa smie vykonat len vtedy, ak su
splnené vsetky nasledujuce podmienky:

i) nie je ind porovnatelne efektivnha mozZnost ziskania
poznatkov;

ii) rizika pre danu osobu nie su v disproporcii s moz-
nym prospechom vyskumu;

iii) vyskumny projekt bol schvaleny kompetentnou ne-
zavislou komisiou, ktord zhodnotila ciel vyskumu, jeho ve-
decky prinos a multidisciplindrne posudila jeho eticku
prijatel'nost;

iv) osoby, vstupujice do vyskumu, boli informované
o svojich pravach a ochrane zabezpecenej zikonom,;

v) potrebny informovany sthlas podla Clinku 6. bol
udeleny vyslovne a $pecificky a je zdokumentovany. Taky-
to suhlas moze byt slobodne kedykolvek zruSeny.

Clianok 17. (Ochrana osob, ktoré nie st
schopné vyjadrit stihlas s vyskumom)

1. Vyskum na osobe, ktora nie je schopna vyjadrit su-
hlas podla poziadaviek Clanku 5., sa moze vykonat len vte-
dy, ak su splnené vSetky nasledovné podmienky:

i. st splnené podmienky uvedené v Clinku 16., pod-
odseky (i) az (iv);

ii. vysledky vyskumu poskytuji moznost skuto¢ného
a priameho priaznivého ucinku na zdravie danej osoby;

iii. vyskum s porovnatelnym uc¢innostou nemozno vy-
konat na osobdch, ktoré st schopné dat suhlas;

iv. potrebné schvilenie podla Clinku 6. bolo udelené
Specificky a pisomne;

v. dand osoba nema namietky.

2. Vynimocne a za ochrannych opatreni predpisanych
zakonom, sa mozZe schvilit vyskum, ktorého vysledky ne-
poskytuju moznost priameho priaznivého ucinku na
zdravie danej osoby, ak su splnené podmienky uvedené
vysSie v odseku 1, pod-odseky i, iii., iv. a v., ako aj nasle-
dovné pridatné podmienky:

i. cielom vyskumu je vyraznym zlepSenim vedeckého
pochopenia stavu, choroby alebo poruchy jedinca pris-
piet ku kone¢nému dosiahnutiu vysledkov, ktoré by mali
priaznivy vplyv na zdravie danej osoby alebo inych osob
rovnakého veku alebo postihnutych tou istou chorobou
alebo poruchou;

ii. vyskum je spojeny len s minimalnym rizikom a mini-
malnou zatazou pre danu osobu.

Clanok 18. (Vyskum na embry4ch in vitro)
1. Kde ziakon dovoluje vyskum na embryach in vitro,

musi sa zabezpecit primerand ochrana embrya.
2. Vytvaranie I'udskych embryi pre vyskumné ucely je
zakazana.

KAPITOLA VI
Odber orginov a tkaniv od Zivych darcov
pre ucely transplanticie

Clanok 19. (Vieobecné pravidli)

1. Ziskavanie organov alebo tkaniv od Zivych darcov
pre ucely transplantacie je mozné len vtedy, ak ide o pria-
my terapeuticky prospech prijemcu, ak nie je mozné zis-
kat vhodny organ od mftvych osob a nie je znidma Ziadna
ucinnd alternativna lie¢ebna metoda.

2. Nevyhnutny sihlas podla poZiadaviek Clinku 5.,
musi byt udeleny vyslovne a Specificky, a to v pisomne;j
forme alebo pred zodpovednym organom.

Clanok 20. (Ochrana osob, ktoré nie si schopné
vyjadrit sihlas s odberom organov)

1. Ziaden orgin ani tkanivo sa nemdze odobrat od
0s0Db, ktoré nie st schopné vyjadrit sthlas podla Clanku 5.

2. Vynimocne a za ochrannych opatreni predpisanych
zakonom, sa mOZe povolit odobratie regenerativneho tka-
niva od osoby, ktord nie je schopna vyjadrit svoj suhlas, ak
su splnené nasledovné podmienky:

i. nie je k dispozicii kompatibilny darca, ktory je
schopny vyjadrit suhlas;

ii. prijemca je brat alebo sestra darcu;

iii. darcovstvo moZe potencidlne zachranit Zivot pri-
jemcu;

iv. povolenie, ako je uvedené v odsekoch 2. a 3. Clanku
6., bolo vyjadrené $pecificky a pisomne v sulade so ziko-
nom a so schvilenim kompetentnej institucie;

v. potencidlny darca nema namietky.

KAPITOLA VII
Zikaz finan¢ného zisku a zaobchadzanie
s Castami l'udského tela

Clanok 21. (Zikaz finan¢ného zisku)
Ludské telo a jeho casti sa nesmu, ako také, stat pred-
metom finan¢ného zisku.

Clanok 22. (Pokyny pre zaobchidzanie
s odstranenymi ¢astami I'udského tela)

Ak sa pocas lekarskeho zakroku odoberie nejaka cast
Tudského tela, smie byt uchovana a pouzitd pre iny ucel,
ako bol ten, ktory viedol k jej odobratiu jedine vtedy, ak je
to spojené s primeranou informaciou a siahlasom.

KAPITOLA VIII
Porusenie ustanoveni Konvencie

Clanok 23. (Porusenie prav alebo principov)

Zmluvné strany v ¢o najkratSom case zabezpecia pri-
merana pravnu ochranu na zabrinenie alebo zastavenie
nezikonného porusovania prav a principov uvedenych
v tejto Konvencii.

Clanok 24. (Kompenzicia neprimeraného
poskodenia)
Osoba, ktord utrpela neprimerané poskodenie ako vy-
sledok zakroku, ma narok na spravodlivé odSkodnenie
podla podmienok a postupov, predpisanych zakonom.

Clanok 25. (Sankcie)

Zmluvné strany zabezpecia primerané sankcie, ktoré
sa pouZziju pri poruSeni ustanoveni uvedenych v tejto
Konvencii.

KAPITOLA IX
Vztah medzi Konvenciou a inymi opatreniami

Clanok 26. (Obmedzenia uplatiiovania prav)
1. Prav a ochrannych opatreni obsiahnutych v tejto
Konvencii sa nebudu tykat Ziadne iné obmedzenia, okrem
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tych, ktoré predpisuje zakon a ktoré su potrebné v demo-
kratickej spolo¢nosti v zdujme verejnej bezpecnosti, pre
zabranenie zlo¢inom, pre ochranu verejného zdravia, ale-
bo pre ochranu prav a slobod inych o0sob.

2. Obmedzenia, uvedené v predchadzajuicom odseku,
sa nesmu tykat Clankov 11.,13., 14.,16.,17.,19.,20.a 21.

Clanok 27. (Sirsia ochrana)

Ziadne z ustanoveni tejto Konvencie sa nesmie inter-
pretovat ako limitujice alebo inac¢ ovplyviiujuce moznosti
zmluvnej strany prijat v savislosti s aplikaciou biologie
a mediciny eSte dal$ie ochranné opatrenia okrem tych,
ktoré su zmluvne dohodnuté v tejto Konvencii.

KAPITOLA X
Verejna diskusia

Clanok 28. (Verejna diskusia)

Zmluvné strany zabezpecia, aby zakladné otdzky suvi-
siace s pokrokmi v bioldgii a medicine boli predmetom
primeranej verejnej diskusie a to najmi z hladiska ich le-
karskeho, socialneho, ekonomického, etického a priavne-
ho aspektu, a aby sa mozné aplikacie bioldgie a mediciny
stali predmetom primeranych konzulticii.

KAPITOLA XI
Interpreticia a sledovanie Konvencie

Clanok 29. (Interpreticia Konvencie)

Europsky sud pre Tudské prava moze poskytnit porad-
na mienku k pravnym otazkam, tykajucim sa interpretacie
Konvencie, bez priameho odvolania sa na $pecifické po-
stupy prislusné sadu. Urobi tak na poziadanie:

- vlady zmluvnej strany po informovani ostatnych
zmluvnych stran

- Vyboru, ustanoveného podla Clinku 32, v ktorom je
¢lenstvo obmedzené na reprezentantov zmluvnych stran
tejto Konvencie, na zdklade rozhodnutia, ktoré bolo prija-
té dvojtretinovou vicsinou hlasov.

Clanok 30. (Sprivy o aplikicii Konvencie)

Na zaklade Ziadosti Generidlneho sekretira Rady Eur6-
py kazda zmluvna strana predloZi vysvetlenie o tom, akym
sposobom jej vautorny zakon zabezpecuje efektivne
uplatnenie ktoréhokolvek z ustanoveni tejto Konvencie.

KAPITOLA XII
Protokoly

Clanok 31. (Protokoly)

S cielom rozvijat v Specifickych oblastiach principy,
ktoré su obsiahnuté v tejto Konvencii, moZu sa v sualade
s Clankom 32 vypracovat protokoly.

Protokoly musia byt k dispozicii na podpis signatirom
Konvencie. Musia byt predmetom ratifikdcie, prijatia ale-
bo schvilenia. Signatir nemodZe ratifikovat, prijat alebo
schvilit protokoly bez toho, aby predtym alebo sucasne
ratifikoval tito Konvenciu.

KAPITOLA XIII
Pozmeiiujice nivrhy Konvencie

Clinok 32. (Pozmenujuce navrhy Konvencie)

1. Ulohy, pridelené “Vyboru” v tomto ¢linku a v Clinku
29., bude vykonavat Programovy vybor pre bioetiku
(CDBI) alebo Rada ministrov urci pre tieto ulohy iny vybor.

2. Vybor, uvedeny v predchddzajicom odseku, tvori vzdy
jedna delegacia za kazdu zmluvnu stranu, schvilend vladou
danej zmluvnej strany. Kazda delegicia ma jeden hlas.

3. Kazdy zo $titov, uvedenych v Clinku 33. alebo vy-
zvany, aby sa v stlade s Clinkom 34. pripojil ku Konven-
cii, hoci nie je zmluvnou stranou Konvencie, moze byt vo
vybore zastipeny pozorovatelom. Ak Eurépske spolocen-
stvo nie je zmluvnou stranou, mdze byt vo vybore zastu-
pené pozorovatelom.

4. Pre zosuladenie s vedeckym pokrokom Vybor pres-
kuma Konvenciu najneskor do 5 rokov po tom, ¢o vstapi

do platnosti a neskor v takych intervaloch, ktoré urci.

5. Kazdy pozmenovaci navrh Konvencie a kazdy navrh
¢i doplnok protokolu, predlozeny niektorou zo zmluv-
nych stran, Vyborom alebo Radou ministrov, sa musi
oznamit Generalnemu sekretirovi Rady Eurdpy, ktory ho
poskytne clenskym Statom Rady Eur6py, Eurépskemu
spolocenstvu, vSetkym signatirom, kazdej zmluvnej stra-
ne a kazdému Statu, ktory bol vyzvany k podpisaniu tejto
Konvencie v stlade s ustanovenim Clanku 33., ako aj kaz-
dému Statu, vyzvanému k pripojeniu sa k tejto Konvencii,
ako je uvedené v ustanoveniach Clinku 34.

6. Vybor prerokuje navrh najskor o dva mesiace po
tom, ako mu bol v silade s odsekom 5 predlozeny Gene-
rilnym sekretirom. Text, prijaty dvojtretinovou vicsinou
odovzdanych hlasov, Vybor odovzdd na schvilenie Rade
ministrov. Po tomto schvileni bude text predloZeny jed-
notlivym zmluvnym strandm na ratifikaciu, prijatie alebo
schvilenie.

7. Kazdy pozmenovaci navrh, prijaty zmluvnymi strana-
mi, nadobuda platnost prvym diilom mesiaca po uplynuti
lehoty jedného mesiaca od diatumu, kedy pit zmluvnych
stran, zahffiajucich najmene;j Styri ¢lenské Staty Rady Euro-
py, informovalo Generalneho sekretira, Ze navrh prijali.

Ak niektord zmluvnd strana prijme pozmenovaci na-
vrh neskorSie, vstupi tento navrh do platnosti prvym
dnom mesiaca, ktory nasleduje po uplynuti lehoty jedné-
ho mesiaca od ditumu, kedy doty¢ni strana informovala
Generalneho sekretara o prijati navrhu.

KAPITOLA XIV.
Zivereéné ustanovenia

Clanok 33. (Podpis, ratifikacia a nadobudnutie

platnosti)

1. Tato Konvencia musi byt k dispozicii na podpis
¢lenskym Statom Rady Eurépy, Statom, ktoré nie su clen-
mi Rady Eurdpy, ale podielali sa na vypracovani Kon-
vencie a Eurépskemu spolocenstvu.

2. Tato Konvencia musi byt ratifikovana, prijata
a schvalena. Ratifika¢né listiny, ako i dokumenty o prijati
a schvaleni, budu uloZené u Generilneho sekretara Rady
Eur6py.

3. Tato Konvencia vstupi do platnosti prvym diiom
mesiaca, nasledujuceho po uplynuti trojmesacnej lehoty
od datumu, ked pit Stitov, v¢itane najmenej Styroch clen-
skych Statov Rady Eurdpy, vyjadrilo svoj zavizny suhlas
s Konvenciou v sulade s odsekom 2. tohto ¢lanku.

4. Pre kazdého signatara, ktory vyjadri sihlas s Kon-
venciou neskor, nadobudne Konvencia platnost prvym
dnom mesiaca nasledujuceho po uplynuti trojmesacne;j le-
hoty od datumu, kedy boli uloZené jeho ratifika¢né listiny
a dokumenty o prijati a schvaleni.

Clanok 34. (Neclenské stity)

1. Ked Konvencia vstupi do platnosti, méze Rada mi-
nistrov Rady Eurdépy po konzulticii so zmluvnymi strana-
mi vyzvat ktorykol'vek §tit, ktory nie je clenom Rady Euro-
py, aby sa k tejto Konvencii pripojil, ak toto rozhodnutie
bolo prijaté vi¢sinou podla Clinku 20, pododstavec d Sta-
tatu Rady Eurépy, a po jednohlasnom schvileni zdstupca-
mi zmluvnych $tatov, ktoré su opravnené byt ¢lenmi Rady
ministrov.

2. Pre kazdy S§tat, pristupujici ku Konvencii, vstupuje
Konvencia do platnosti prvym diilom mesiaca po uplynuti
trojmesacnej lehoty od datumu, kedy bol dokument
o jeho pripojeni sa ku Konvencii uloZeny u Generilneho
sekretdra Rady Eur6py.

Clanok 35. (Teritorid)

1. Kazdy signatir moZe pri podpise Konvencie, alebo
pri ukladani ratifika¢nych listin, ¢i dokumentov o prijati
alebo schvileni, $pecifikovat teritorium alebo teritoria,
kde bude tato Konvencia platit. Kazdy d'alsi Stat moze uci-
nit rovnaké prehldsenie pri ukladani listin o pripojeni sa
ku Konvencii.

2. Prehlasenim, adresovanom Generalnemu sekretaro-
vi Rady Eur6py, moze kazda zmluvna strana kedykolvek
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neskOr roz$irit platnost tejto Konvencie na ktorékolvek
iné teritorium, za ktorého medzinarodné vztahy zodpove-
da, alebo je v jeho zastupeni opravnena prijimat zavizky.
Na tomto teritoriu vstupuje Konvencia do platnosti prvym
dfiom mesiaca po uplynuti trojmesacnej lehoty od datu-
mu, kedy zmienené prehldsenie prijal Generalny sekretar.

3. Kazdé prehlasenie, uvedené v niektorom z predcha-
dzajucich dvoch odsekov a tykajuce sa ktoréhokol'vek teri-
toria Specifikovaného v danom prehldseni, sa moze zrusit
oznamenim Generalnemu sekretirovi. Odvolanie prehla-
senia nadobuda platnost prvym diiom mesiaca po uplynu-
ti trojmesacnej lehoty od datumu, kedy odvolanie obdrzal
Generalny sekretar.

Clanok 36. (Vyhrady)

1. Kazdy Stat a Europske spolocenstvo moZu pri podpi-
se tejto Konvencie alebo pri ukladani ratifika¢nych listin
vyslovit vyhrady voc¢i kazdému jednotlivému opatreniu
Konvencie, ktoré nie je v zhode s platnym zdkonom na
jeho uzemi. Vyhrady vSeobecného charakteru podla tohto
¢lanku nie su pripustné.

2. Kazda vyhrada, uplatnena podla tohto ¢lanku, musi
obsahovat stru¢ny vyklad daného zikona.

3. Kazda zmluvna strana, ktord rozsiruje platnost tejto
Konvencie na teritérium, uvedené v prehliseni podla Clin-
ku 35, odsek 2., modzZe pre toto teritorium vyslovit vyhradu
v stlade s ustanoveniami predchadzajicich odsekov.

4. Kazda zmluvna strana, ktora vyslovila vyhradu, o kto-
rej je zmienka v tomto ¢lanku, moZe ju odvolat formou
prehlasenia, adresovaného Generdlnemu sekretiarovi Rady
Eur6py. Odvolanie nadobudne platnost prvym diiom me-
siaca po uplynuti jednomesacnej lehoty od datumu, kedy
ho obdrzal Generilny sekretar.

Clanok 37. (Vypovedanie zmluvy)

1. Kazda zmluvna strana moze tuto Konvenciu kedy-
kolvek vypovedat oznamenim Generdlnemu sekretirovi
Rady Eur6py.

2. Vypovedanie nadobuda platnost prvym dinom me-
siaca po uplynuti trojmesac¢nej lehoty od datumu, kedy
oznamenie o vypovedani obdrzal Generilny sekretar.

Clanok 38. (Informicie)

Generdlny sekretir Rady Eurdpy je povinny informo-
vat Clenské Stity Rady Eurdpy, Eurépske spolocenstvo,
kazdého signatira, kazda zmluvnu stranu a kazdy iny $tit,
prizvany k pripojeniu sa ku Konvencii, o:

a) kazdom podpise;

b) kazdom uloZeni ratifikacnej listiny, alebo dokumen-
tu o prijati, schvileni, ¢i pripojeni sa ku Konvencii;

¢) kazdom datume, kedy tato Konvencia nadobuda
platnost v stlade s Clinkom 33. alebo 34.;

d) kazdom pozmenovacom ndvrhu, prijatom v sulade
s Clankom 32. a o ditume, kedy tento pozmeniovaci navrh
nadobudol platnost;

e) kazdom prehlaseni, urobenom podla ustanovenia
Clanku 35.;

f) kazdej vyhrade alebo odvolani vyhrady podla usta-
novenia Clinku 36.;

g) akomkolvek akte, oznameni alebo sprave, tykajicej
sa tejto Konvencie.

Na dokaz suahlasu s uvedenym textom my, nizsie pod-
pisani, riadne opravneni, podpisujeme tito Konvenciu.

Vyhotovené v............ ,dna......... (), v jazyku anglickom
a francuzskom. Oba texty su autentické a zhotovené v jed-
nom exemplari, ktory bude uloZeny v archive Rady Euro-
py. Generalny sekretir Rady Eurdpy odovzda overené
kopie kazdému clenskému Statu Rady Eurdpy, Eurdpske-
mu spolocenstvu, neclenskym Stitom, ktoré sa podielali
na vypracovani tejto Konvencie a kazdému Statu, vyzvané-
mu k pripojeniu sa k tejto Konvencii.

(*) Datum podpisania tejto Konvencie bude ustanoveny
neskor Radou ministrov.

(Konvencia bola slavnostne podpisana v aprili 1997 v
Spanielsku. Medzi signatarske krajiny Konvencie sa zara-
dila aj Slovenska republika. Pozn. redakcie.)

Z anglického originalu: Convention for the Protection
of Human Rights and Dignity of the Human Being with
regard to the Application of Biology and Medicine: Con-
vention on Human Rights and Biomedicine, Directorate
of Legal Affairs, Council of Europe, Strassbourg, Novem-
ber 1996 (pozri s. 11 - 14 tohto Cisla nasho ¢asopisu), pre-
loZili: Doc. PhDr. Magdaléna Koufilova, CSc, Prof. MUDr.
Ladislav Soltés, DrSc., MUDr. Jozef Klepanec.

K NAVRHU KONVENCIE O LUDSKYCH
PRAVACH A BIOMEDICINE

Ustav medicinskej etiky a bioetiky v Bratislave sa pod-
ielal na formulacii niektorych ustanoveni Konvencie,
kedZe jeho pracovnici sa ako vyslani experti pravidelne
zucastnovali rokovani pripravného vyboru. NaSe stanovis-
ki vychadzali predovietkym z respektovania Ustavy Slo-
venskej republiky, zikonov platnych na naSom uzemi
(vratane Lie¢ebného poriadku MZd SR), ako aj mravnych
tradicii naSho obyvatelstva.

Konvencia predstavuje materidl, ktory sa rodil dlho
a tazko, kedZe bolo nirocné prist ku zhode postojov k zi-
sadnym bioetickym problémom, pretoZe tieto odrazali od-
liSné tradicie, sicasné postoje verejnej mienky, ako aj na-
rodné, v roznom stupni prepracované a odlisné legislati-
vy. Vysledny navrh preto definuje len urcity raimec pre na-
rodné legislativy, urcité minima na ochranu ludskych
prav a dostojnosti ¢loveka, pricom sa ponechava zakono-
darcom jednotlivych Statov priestor na prijatie rieSeni,
ktoré by boli v zhode s mravnym a pravnym citenim da-
nych narodov.

V krajinach strednej a vychodnej Eurépy bude po ro-
koch totality a paternalistického pristupu k chorym treba
prijat viaceré legislativne opatrenia na realizaciu Kon-
vencie. Zastupcovia tychto krajin prispeli k formovaniu
konvencie silnym socidlnym citenim, ktoré je odrazom
humanitnych a krestanskych tradicii tychto narodov.

Hlavné témy poslednych zasadani expertov boli najmi
z oblasti Sirokej problematiky genetickej informdcie, naj-
mi skriningu geneticky podmienenych chorob. I8lo o to,
¢i identifikdciu nosicov daného génu mozno robit vylu¢ne
pre zdravotné ucely a vedecky vyskum s nimi spojeny, ale-
bo aj len z vedeckého zaujmu. Hlasovanim prisli experti
k zaveru, Ze tento zasah je moZny len zo zdravotnych do-
vodov. Osobitnou otazkou boli metodiky v¢asnej detekcie
pohlavia a ich opravnenost. Upozornovali sme na nebez-
pecie demografickych disproporcii, ak by sa volba po-
hlavia stala redlne dostupnou pre potencidlnych rodicov,
ktori by sa pre pohlavie budiceho dietata rozhodovali na
zaklade vlastnych preferencii. Takyto vyber by snad, za
urcitych podmienok, bol opravneny u geneticky podmie-
nenych chorob, viazanych vo svojom prenose na pohlavie.

Medzi najzavaznejSie problémy pripravovanej Kon-
vencie patrili otazky spojené s lekarskym vyskumom, a to
nielen u os6b kompetentnych, ale najmid u os6b nekom-
petentnych, napriklad u duSevne chorych alebo u I'ud-
skych plodov. Umelé oplodnenie v skimavke diva vznik
pocetnym ludskym zarodkom, ktoré po uspesnom prene-
seni Casti z nich do tela matky, zostavaja ako nadpocetné
v zmrazenom stave. Zikladnou etickou otazkou je, ¢i moz-
no tieto zarodky vyuzivat pre vedecké ucely a sucasne za-
bezpecit ochranu a dostojnost I'udského Zivota. Experti sa
zhodli na stanovisku, Ze vytvaranie [udskych embryi pre
vedecké ucely musi byt zakdzané.

Dalsim okruhom problémov, diskutovanych pritomny-
mi expertami, boli otdzky transplantacie organov a tkaniv.
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Vychadzalo sa z jasne definovanych kritérii pre transplan-
taciu a slobodného, informovaného, Specifického sthlasu
darcu, danému v pisomnej forme alebo pred zodpoved-
nym orginom. Osobitny ¢linok Konvencie by mal zabez-
pecovat ochranu os6b neschopnych suhlasit s odberom
organov.

Konvencia obsahuje aj ¢lanky, ktoré boli prijaté bez
dlhSich diskusii: ide najmi o zavere¢né paragrafy a ¢lanky,
ktoré vychadzaju z preambuly a st skor administrativneho
charakteru.

Bude vecou odbornej diskusie, ako aj potrebného legi-
slativneho, informacno-propaga¢ného, vyukového a vy-
chovného usilia, na ktorych by sa mali podielat predovset-
kym Ministerstvo zdravotnictva, Slovenska lekarska komo-
ra, Slovenska lekdrska spoloc¢nost, lekarske fakulty, InSti-
tut pre dalSie vzdelavanie pracovnikov v zdravotnictve,
atd., ako aj cela odborni zdravotnicka a laicka verejnost,
aby sa tito konvencia dostala do povedomia niasho obyva-
tel'stva a vhodne zapracovala do nasej legislativy.
Bratislava, 27.2.1997  Prof. MUDr. L. Soltés, DrSc.*

* vedrici Ustavu medicinskej etiky a bioetiky v Bratislave,
predseda Etickej komisie Ministerstva zdravotnictva SR

Pokyny pre autorov

1. Rukopisy maju byt napisané v spisovnom sloven-
skom alebo anglickom jazyku na kvalitnom papieri for-
matu A4 (60 znakov, 30 riadkov na jednu stranu), naj-
lepsie elektrickym pisacim strojom alebo laserovou tla-
¢iarfiou pocitaca.

2. Pokial mozno prosime dodat rukopisy napisané aj
v niektorom z beznych textovych editorov (napr. T602,
Word Perfect, MS Word, atz.) na diskete s uvedenim
mena autora, nazvu prislusného suboru a pouzitého tex-
tového programu.

3. Rozsah prispevkov: a) povodné prace a prehlady:
do 10 stran textu (vratane zoznamu literatiry) a najviac 5
priloh (obrazky, grafy, tabulky, a pod.), b) listy redakcii,
recenzie, spravy z kongresov a konferencii, a pod.: do 4
stran textu a 2 priloh.

4. Titulna strana rukopisu ma obsahovat nazov price,
mena a priezviskd vSetkych autorov prispevku (vritane
ich akademickych titulov), ndzov pracoviska (pracovisk)
autora (autorov) s uvedenim mena a priezviska vediceho
pracoviska (vritane titulov).

Povodna ako aj prehladova priaca ma byt doplnena vy-
stiznym stuhrnom, napisanym v rozsahu cca 10 - 20 riad-
kov, a zoznamom kldcovych slov (v slovencine aj
v anglictine). (Redakcia zabezpeci preklady suhrnov iba
v osobitnych pripadoch.)

5. Citovana literatura sa usporadava abecedne podla
priezviska a skratky krstného mena (prvého) autora.
V texte sa odvolanie na citovanu priacu oznaci uvedenim
poradového Cisla citovaného literarneho pramefia [v zat-
vorkach].

Citacie prac z Casopisov: (poradové Cislo citicie), priez-
visko autora, skratka jeho krstného mena (najviac 4 auto-
ri, ak je autorov 5 a viac, uvedu sa len prvi traja a po Ciarke
“a spol.” alebo “et al.”), dvojbodka, plny ndzov citovane;j
prace (bodka), oficidlna skratka nazvu casopisu, roc¢nik,
rok vydania, Cislo, prva strana, pomlc¢ka, posledna strana
citovaného prispevku, bodka. Pred cislo uviest skratku
“¢”, pred prvu stranu skratku “s”. (Priklad (vymysleny): 1.
Masura, J., Kopdc, L., Sedlik, V., a spol.: Problém parente-
ralnej vyZivy u pacientov v perzistujicom vegetativnhom
stave - etické aspekty. ME&B, 1, 1994, ¢. 2,s. 12 - 14.)

Citacia knihy: priezvisko autora (autorov), skratka krs-
tného mena, dvojbodka, plny nizov knihy (bodka), vyda-
vatel, miesto, rok vydania, pocet strdn, citovana/é stra-
na/y. Citacia kniZznej kapitoly: priezvisko autora (auto-
rov), skratka krstného mena, dvojbodka, plny nazov kni-
hy (bodka), In: Citovana kniha, prva strana, pomlcka, po-
sledna strana citovanej kapitoly. Pred prvua stranu uviest
skratku “s”

6. Dokumente’lcia prispevku mozZe obsahovat obrazky
(ev. kvalitné CB fotografie, pripadne negativy), grafy a ta-
bulky. Kazdu prilohu uviest samostatne na zvlastnom lis-
te papiera v kvalitnom vyhotoveni. Oznacit na zadnej
strane menom (prvého) autora, druhom prilohy (obr,,
tab., graf) a jej poradovym cislom.

7. Rukopisy sa zasielaju v dvoch kompletnych exem-
plaroch (vratane dokumenticie) na adresu redakcie.
V sprievodnom liste je potrebné uviest presnu adresu au-
tora pre koreSpondenciu (vritane telefonneho pripadne
faxového disla), uplny zoznam spoluautorov s nazvom
ich pracoviska a presnou adresou, ako aj prehlasenie
o tom, Ze rukopis dosial nebol uverejneny alebo poslany
na uverejnenie v inom medicinskom periodiku.

8. Zaslané rukopisy maja byt formulované definitivne.
Povodné prace a prehlady su pred prijatim na uverej-
nenie recenzované.

9. Redakcia si vyhradzuje pravo vykonat na rukopise
(vratane jeho nazvu) nevyhnutné redakéné upravy, skri-
tit ho, alebo po pripomienkach recenzenta vritit autoro-
vi na upravenie.

10. Redakcia si vyhradzuje pravo urcit poradie a ko-
necnu upravu rukopisu do tlace.

11. Rukopisy, ktoré nezodpovedaju celkovej koncep-
cii casopisu, alebo neboli upravené v sialade s pokynmi
pre autorov a pripomienkami recenzentov, nemozu byt
uverejnené.

12. Vzhladom na neziskovy charakter ¢asopisu uverej-
nené prispevky nie su honorované.

Medicinska etika & bioetika - Medical Ethics & Bioethics je casopisom Ustavu
medicinskej etiky a bioetiky v Bratislave, spolo¢ného pracoviska Lekdrskej fakul-
ty Univerzity Komenského a Institatu pre dalsie vzdelavanie zdravotnickych
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