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CITAT / QUOTATION

CIOMS - International Ethical Guidelines
for Health-related Research Involving Humans

GUIDELINE 2
RESEARCH CONDUCTED IN LOW RESOURCE SETTINGS

Before instituting a plan to undertake research in a population or community in
low resource settings, the sponsor, researchers, and relevant public health authori-
ty must ensure that the research is responsive to the health needs or priorities of
the communities or populations where the research will be conducted.

As part of their obligation, sponsors, and researchers must also:

- make every effort, in cooperation with government and other relevant stake
holders, to make available as soon as possible any intervention or product deve-
loped, and knowledge generated, for the population or community in which
the research is carried out, and to assist in building local research capacity. In
some cases, in order to ensure an overall fair distribution of the benefits and bur-
dens of the research, additional benefits such as investments in the local health
infrastructure should be provided to the population or community; and

- consult with and engage communities in making plans for any intervention or
product developed available, including the responsibilities of all relevant stake-
holders.

GUIDELINE 3

EQUITABLE DISTRIBUTION OF BENEFITS AND BURDENS IN THE SELECTION
OF INDIVIDUALS AND GROUPS OF PARTICIPANTS IN RESEARCH

Sponsors, researchers, governmental authorities, research ethics committees and
other stakeholders must ensure that the benefits and burdens of research are

equitably distributed. (continued, p. 3, 12)

Text taken from: International Ethical Guidelines for Health-related Research Involving Humans, Fourth
Edition. Geneva. Council for International Organizations of Medical Sciences (CIOMS); 2016, Geneva
(Switzerland), ISBN 978-929036088-9, 123 pgs, p. 3, 7, 14, 25.




OD REDAKCIE / EDITORIAL

MEDICINSKA ETIKA DNES
- PREKAZKA ALEBO NEVYHNUTNOST ?

Jozef Glasa
Ustav zdravotnickej etiky v Bratislave SZU

Zaklopala ndm na dvere ordindcie. Upravend, poblednuti
pani, asi pitdesiatnicka. Vystrasend. Nasla si nds na interne-
te. Ze bola na réznych vysetreniach. Na réznych poliklinic-
kych pracoviskich v naSom hlavnom meste. Nasli jej postup-
ne rozne druhy rakoviny. A Ze si ma hladat niekoho. Kto jej
to vyriesi. Nikoho nenasla. Neboli terminy. UZ dva Ci tri tyZd-
ne. AZ teraz nds. Este v ten deii bola prijata do 16Zkového on-
kologického zariadenia. Bola rada. Ani nedala vediet, ako sa to
dalej uberalo. Diifame, Ze dobre... Zriedkavé zlyhanie kole-
gov? Systému? NeuveriteIné? - BohuZial, dnes aZ prilis ¢asté.

Stretnutia so zlyhaniami naSej zdravotnej starostlivosti, so zly-
haniami kolegov, su frustrujice. Vyvoldvaju emocie. Nega-
tivne. Pocit bezmocnosti. MoZno hnevu. Lebo ide napokon
vzdy o Zivot niekoho. Alebo ,len* o jeho zdravie. A pridavaju
pracu navySe. Lebo - dite sa teda na to ,vybavovanie“. Tele-
fonujete, prosite, piSete vymenné listky. Poc¢tivate dovody, pre-
¢o sa nedi. Lebo poistoviia. Lebo je to tak. Lebo primar. Le-
bo limity. Lebo ked niekoho nemas, ¢i nedas (?!). ,Lebo med-
ved.“ A k tomu tie smutné, vydesené oci pacienta. Jeho bliz-
kych. Ich nervozita, neistota. Ich hnev. Ich tragédia. Vyhyba-
vé pohlady a odpovede kolegov ¢i kolegyil. Toto su, toto sme
dnes my - lekari? Takto to dnes u nds, s nami ,chodi“? Straca
sa odbornost. Aj ochota. A moZnosti. A kapacity. Lebo profi-
tabilita. Pocitaju ju nakritko ostrihané hlavy v bielych golie-
roch. Na percentd. Kolko stoji l'udsky Zivot? Maju na to akysi
LStandard®. Je to iba ¢islo. Suma penazi.

Kde sa ma teda obycajny ¢lovek obratit? O pomoc. Pre seba.
Pre mamu, pre dieta, pre dedka ¢i pre starucku susedu, ¢o by-
va sama. Kde ma hlavu sklonit, kam ist, za kym, ked je s nim
zle? Istota, Ze sa vtedy niekto, primerane a profesionilne, pos-
tard, sa pomaly vytratila. Ostali strach a frustracie. Staznosti,
konflikty, nedorozumenia. Zlyhania. Protizikonné, nezikonné.
Vynutené. Vynutené? Hovorime si, neraz: Toto predsa nie je
(len) o peniazoch. Ani (len) o podmienkach (neraz mizernych).
Ani (len) o nasej pretaZenosti. Unave. Hoci je to aj o tom. A aj
o mnohom inom. Zo strany ,tych druhych®. ManaZérov, eko-
noémov, bankirov, politikov. Hovorime, ,je to o (tych) Tudoch®.

Je to ale aj, ¢i azda moZno aj najmi - o nds. Lekdroch, sestrach,
zdravotnikoch. Lebo sme sa prispdsobili. Objavili sme ob-
chadzky, skratky, vynimky. Sposoby, ako vybavit. Ako prezit.
Niekedy az prili§ dobre. Naucili sme sa zriddzat a klamat. Sa-
mych seba, nasich blizkych. Ale aj, ¢i najmi - naSich pacientov.
A ich blizkych. Nasu profesiu. Ze bola nejaki Hippokratova
prisaha? Ved' to bola len taka formalita. Ani velmi dobre ne-
vieme, Ze o com. Na ¢o by nam to dnes asi bolo? UZ sme
predsa davno zabudli. Na idedly? Pekné reci? Nie. Nielen.
Skor na to podstatné. Na to, o ¢om je, aZ v prvom rade, nase po-
volanie. Na to, Ze sme si ho - proti vSetkej tej brutalite moci
a penazi - (lepSie) neubranili. Zatial? A Ze ho uz, mozno, ani
vel'mi branit nechceme. Lebo sme si zvykli. Ako sa zariadit.
Ako si ulahcit. Ako sa dostat k peniazom. Nie uplatkovo.
RadSej poplatkovo. Alebo inac. VSak vieme. Skutok sa nesta-
ne. Ved vieme v tom chodit. Lebo, Zivot je taZky. A my penia-
ze a veci potrebujeme. Aj my potrebujeme Zif. Aj naSe deti.
Aj naSe rodiny. Tak aké moralizovanie? Za to vSetko predsa
mozZe systém. Ten systém, ,inymi“ nastaveny proti ndm i pro-
ti pacientovi. Ten, ktory niektori z nds, ,mlc¢iaca vic¢sina“,
dennodenne svojou obetavou, zneuZivanou a nedocenenou

priacou udrZiavame v chode. Ani dakujem. V podozrievani a
osocovani. Napriek vietkému. ,Lebo musime®. Ano, sme vy-
dieratel'ni. A vydierani. Pre nasu prisahu - Hippokratovu. Pre
nase svedomie. KvOli nasim pacientom. Tymi, ktori Ziadnu
prisahu neskladali. Oni ¢i ony - ,nemajt problém*“. My ho mi-
me. Lebo vieme. Mnoho o chorobe, o lieceni, poznime smrt.
A vidime moznosti. Zachrinit, podporit, upevnit Zivot. Jeho
zdravie. Kvalitu. Dostojnost. Radostnt tvir, Ziariace oci - pa-
cienta. Darovany Zivot. Dietata ¢i starenky. A jeho blizkych...

Tak teda preco... sme eSte neodisli. Lebo sa neda? Lebo na to
nemime? Nemame kam? Mali by sme... - ako mnohi ini a iné.
Alebo skor preto, Ze to tu nejako predsa len mime radi. Az
vel'mi. Svojich, ¢o tu Ziju. Svoje mesto, obec. Chatu ¢i zahrad-
ku. Tatry. DomaSu. Dunaj a Vah. Pohronie. NiZiny a Raj. Slo-
vensko, také malé a milé€. Obcas aj velké. Prekvapujuce. S ho-
kejom alebo s bicyklom. S bryndzou a haluSkami. Aj tych I'u-
di, ktori nds poznaji. S ktorymi sme zrastli. AZ osudovo. Nasich
pacientov. Aj tych problémovych.

Tak tu teda nejako sme. ESte sa snaZime. ESte (trochu) dufa-
me. Aspofl, mozno, do toho déochodku. Aj ked ,nasi mladi*
odchadzaju. Hufne. Preco by tu aj boli? Uplatfiuji sa vonku.
Dobre. Su skveli. Maju sa. Teda to uZ nejako doklepeme. Le-
bo, ¢o si clovek moZe pocat? Proti tomu vSetkému. Ni¢ nevy-
kona. Iba si, eSte (viac) ubliZzi.

Prenasleduju nds skutky, ,ktoré sa nestali“. VySkieraju sa
nam z bilboardov a televiznych obrazoviek. Zo skysnutej Smo-
tinky. Predvidzaji luxus ukradnuty z naSich penazi. Zo za-
drzanej spravodlivej mzdy lekdrov a sestier. Z odvodov na-
$ich obcanov. Z predrazenych nakupov. Z ukradnutych fon-
dov. Aj z tych nerealizovanych. Okradaci chorych, trpiacich.
Umierajucich. Nas$i kati a vladcovia ,podsvetia“. ESte aj so
zlym vkusom. ,Velkopodnikatelia.“ Bez zabran. Hanebne ne-
hanebni. A ich najati vykonavatelia. Nezodpovedni zodpo-
vedni. Marionetky na Spajdliach, na predratych povrazkoch.

Nie! Nie. Azda uZ bolo dost tejto morilnej a mentilnej biedy.
Mali by sa veci naprivat. Ci musia sa. Mnohé. Pokrivenia,
kostlivci v skriniach, krivdy a kriadeZe. Také obrovské. ,No-
vé“ ministerstvo hlada koncepcie, skusa veci riesit. Projek-
tovo. Komunikovat. AZ nadStandardne. ,Drukuje“ zmene.
Akosi ale chyba vSetko. Skusenosti, informicie. Kontinuita
myslenia. Skutoc¢ni, nezavisli odbornici. Schopni vidiet spo-
lo¢né dobro. Nielen skupinové ziujmy. Chybaji - asponi zatial
- aj potrebné financie. Vraj sa dofinancuje. Kam ale tie zdro-
je pojdu? Vetko je domotané. Prepletené. Nahnité. Vraj cho-
botnica. Hromada Spinavej vody. Hrozi, Ze sa ,s fiou z vanic-
ky vyleje aj dieta“. Nevinné a zdravé. Tak skasame radit opa-
trnost. Ale td §pina musi prec. Ci? Nie, naozaj musi. Lebo du-
si, infikuje. A potom zabija. Redlne.

Hidam to ,tam hore“ nejako zvlidnu. Nevieme tam dovidiet.
Diufame, este. A drzime palce. Ze sa dohodnd, Ze sa prebudia.
Ze uznaju. Aj ti nad nimi. Aj ti za nimi.

Ale aj keby to ,tam hore“ urobili vietko super. Uplne najlep-
Sie. Budu naSe zdravotnictvo, zdravotna starostlivost, nasa
medicina razom dobré? Na turovni? Profesiondlne i humain-
ne? Priatel'ské k pacientovi i zdravotnikovi? Myslim, Ze nie.
Nie, ked sa my sami a samé nezmenime k lepSiemu. Ked
neprestaneme tolerovat netolerovatelné. Ked neobjavime
znova krdsu, silu a dostojnost: nezamenitelnt ¢loveciu i od-
bornt hibku, $irku a visku nisho povolania. Nepdjde to bez
mravnej statocnosti, integrity. Bez odvahy. A tie by boli sle-
pé a neucinné bez etiky. Lebo nieco bude treba naozaj uro-
bit. Naozaj zmenit. Vravi sa, Ze to moZe aj boliet. Rezanie hni-
Iych, suchych konarov. Kl¢ovanie korefiov zla v systéme.

Aj preto sme si pred viac neZ dvadsiatimi siedmimi rokmi, ale
aj teraz - a znova, povedali, Ze sa pokusime prispiet k tomu-
to ,nemoznému potrebnému* aj nasim spolo¢nym, systema-
tickym usilim v oblasti biomedicinskej etiky (bioetiky). Aby
sme si pravidelne, ¢i pravidelnejsie, aZ neustupne pripomi-
nali, popri vSetkom tom odbornom, vedeckom, medicin-
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skom a zdravotnickom, Ze dobré Casy maji byt konecne a
podstatne aj nasimi ¢asmi. Z ticty k naSim ucitelom, kole-
gom a kolegyniam. Z lasky k naSmu povolaniu, takému sta-
robylému a tctyhodnému. Z lasky a vd'acnosti k naSim pa-
cientom. Aby sme nd$Smu povolaniu prinavritili cest, dostoj-
nost a ocenenie, o ktoré bolo brutilne olipené. Aby sme si
znova vybojovali a vyvzdorovali medicinu a zdravotnictvo, aké
sme tu vZdy, na naSom Slovensku chceli mat. Za ktoré by
sme sa nemuseli hanbit. Sami pred sebou, ani pred naSimi
pacientmi. A kde by sme aj radi, pokojne a zo vSetkych dob-
rych sil pracovali. Lebo je nieco uzasné v tom, ked' tiSime
bolest, miernime utrpenie, prinisame nddej. Ked sme pri na-
rodeni nového cloveka. Ked' chrinime, prinavraciame, roz-
mnoZujeme a posiliiujeme zdravie. A branime Zivoty [udi -
nas$ich spoluobcanov, pacientov. Vtedy, ked sme skutocny-
mi lekarmi, zdravotnikmi.

Prof. MUDr. Jozef Glasa, CSc., PhD.

veduci redaktor,
prednosta Ustavu zdravotnickej etiky SZU v Bratislave

* Redak¢ny text povodne vznikol na poZiadanie, ako tvod k zamys-
I'anej medicinsko etickej rubrike v istom celoStaitnom zdravotnickom
casopise. Tdto rubrika vSak az doposial v danom c¢asopise neodstarto-
vala. Domnievame sa, Ze obsah textu nielenze vecne a verne odraza ak-
tualnu, znacne kriticku situaciu a pocetné, naliehavé vyzvy, ktorym v su-
Casnosti ¢eli slovenskd medicina a zdravotnictvo - a vetky zdravotnic-
ke a dalsie pomahajtice profesie, ktoré posobia v jeho ramci, ale pou-
kazuje aj na vjznam a nezastupitelné miesto etickej reflexie, orienta-
cie, edukdcie a mravnej vychovy a motivacie pri akomkolvek systemat-
ickom usili o nipravu, obnovu a potrebny odborny a mravny rozvoj.

Z KONFERENCII / CONFERENCES

(Continued fromp. 1)

Groups, communities and individuals invited to participate
in research must be selected for scientific reasons and not
because they are easy to recruit because of their compro-
mised social or economic position or their ease of manipula-
tion. Because categorical exclusion from research can result
in or exacerbate health disparities, the exclusion of groups
in need of special protection must be justified. Groups that
are unlikely to benefit from any knowledge gained from the
research should not bear a disproportionate share of the
risks and burdens of research participation. Groups that are
under-represented in medical research should be provided
appropriate access to participate.

GUIDELINE 5
CHOICE OF CONTROL IN CLINICAL TRIALS

As a general rule, the research ethics committee must
ensure that research participants in the control group of a
trial of a diagnostic, therapeutic, or preventive intervention
receive an established effective intervention.

Placebo may be used as a comparator when there is no
established effective intervention for the condition under
study, or when placebo is added on to an established effec-
tive intervention.

When there is an established effective intervention,
placebo may be used as a comparator without providing the
established effective intervention to participants only if:

- there are compelling scientific reasons for using placebo;
and

- delaying or withholding the established effective interven-
tion will result in no more than a minor increase above mini-
mal risk to the participant and risks are minimized, inclu-
ding through the use of effective mitigation procedures.

Risks and benefits of other study interventions and pro-
cedures should be evaluated according to the criteria set out
in Guideline 4 - Potential individual benefits and risks of
research.

SLOVENSKA ZDRAVOTNICKA UNIVERZITA V BRATISLAVE
Ustav zdravotnickej etiky

BIOETIKA NA SZU A LF UK V CELOSLOVENSKOM
A MEDZINARODNOM KONTEXTE

Sympozium pri prileZitosti 25. vyrocia zaloZenia astavu
12. decembra 2017, 14:00-15:30
Zasadacka Vedeckej rady FOaZOS SZU
Limbovi 14 (4. p., B-405), Bratislava - Kramare

PROGRAM

13:40-14:00 Prezentacia ucastnikov

14:00-14:05 Otvorenie

14:00-14:20 Slavnostné prihovory
Pozvani hostia

14:20-14:35 Vyvoj bioetiky na Slovensku v medzinarod-
nom kontexte a ¢innost Ustavu medicin-
skej etjky a bioetiky IVZ/SPAM/SZU a LIf UK
resp. Ustavu zdravotnickej etiky SZU (UZE)
] Qlasa, T. Kréméryovd, H. Glasovi
(UZE SZU)

14:35-14:50 Medicinska etika a bioetika - 25 rokov
na Lekarskej fakulte UK v Bratislave
V. Ozorovsky, J. Trizuljakovd, M. MojzeSova
(USLLE LF UK)

14:50-15:00 Etickd komisia MZ SR a spoluprica s UZE SZU
M. Sustrova (EtK MZ SR)

15:00-15:10 Etick4 komisia SZU a spoluprica s UZE SZU
V. Spustovi (EtK SZU)

15:10-15:30 Diskusia

15:30 Zaver sympozia

15:30 Priatel'ské stretnutie spolupracovnikov
a priatelov ustavu

Anoticia

Sympoézium, venované vyvoju bioetiky na Slovensku v medzi-
narodnom kontexte a prinosu viac nez 25-ro¢nej ¢innosti po-
vodného Ustavu medicinskej etiky a bioetiky Instititu pre
dalsie vzdelavanie zdravotnickych pracovnikov (IVZ) (ne-
skor Slovenskej postgraduilnej akadémie mediciny (SPAM)
resp. Slovenskej zdravotnickej univerzity (SZU)) a Lekarske;j
fakulty Univerzity Komenského v Bratislave, predchodcu te-
rajsieho Ustavu zdravotnickej etiky SZU v Bratislave, pri pri-
lezitosti Stvrtstorocia od zaloZenia tohto prvého univerzitné-
ho pracoviska bioetiky na Slovensku. Hodnotenie doterajsie-
ho usilia astavu vytvira nielen nevyhnutné predpoklady pre
realistické nasmerovanie jeho dalsieho vyvoja, ale vzbudzuje
aj pocity uprimnej vdacnosti voci vSetkym, ktori v nelahkych
podmienkach podla svojich konkrétnych mozZnosti a osob-
nych danosti spolupracovali pri rozvijani a implementovani
bioetiky jednak v oblasti $tidia odborov mediciny, oSetrova-
telstva a verejného zdravotnictva, vritane postgradudlneho Spe-
cializa¢ného $tudia a kontinudlneho vzdelavania zdravotnic-
kych pracovnikov, ale aj v celom systéme zdravotnej starost-
livosti, zahffiajicej prislusné zdravotnicke a dalSie pomahaji-
ce profesie, institiicie a organizacie.

Prof. MUDr. Jozef Glasa, CSc., PhD.
prednosta dstavu

ME&B 24 (3-4) 2017
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POVODNE PRACE

ORIGINAL PAPERS

IMPORTANT ISSUES IN THE ASSISTANCE
TO PEOPLE WITH INTELLECTUAL DISABILITY*

Miria Sustrova

Slovak Medical University, Bratislava, Slovakia

Intellectual Disability

Intellectual Disability is a disability characterized by signifi-
cant limitations both in intellectual functioning and in adap-
tive behaviour as expressed in conceptual, social, and practi-
cal adaptive skills. This disability originates before age 18.
Intellectual functioning is generally assessed by means of a
standardized intelligence test, resulting in an intelligence
quotient (IQ), which must be below 70 or 75. Adaptive beha-
viour or skills include conceptual (e.g., receptive and expres-
sive language), social skills (e.g., interpersonal), and practical
(e.g., personal self-help skills). Adaptive skills can be assessed
by adaptive behaviour scales, observations, or anecdotal re-
cords. Applying this definition, professionals must consider the
following 5 assumptions (Thompson, 2011):

1. Limitations in present functioning must be considered
within the context of community environments typical of
the individual’s age, peers, and culture.

2. Valid assessments consider cultural and linguistic diver
sity as well as differences in communication, sensory, mo-
tor, and behavioural factors.

3. Limitations often coexist with strengths within an indivi-
dual.

4. Description of limitations helps develop a profile of nee-
ded support.

5. Life functioning of a person with mental retardation will
generally improve with appropriate personalized sup-
port over a sustained period.

Once a person has been identified as an individual with in-
tellectual disability AAID (American Association on Intellec-
tual Disability) advocates determining the level of support
(intermittent, limited, extensive, and pervasive) needed to
provide the person with the ability to function as indepen-
dently as possible within the community. Thompson et al.
(2011) developed the Supports Intensity Scale to assist pro-
fessionals in determining the level of support needs for an in-
dividual in seven areas of competence: home living, commu-
nity living, lifelong learning, employment, health and safety,
social interaction, and protection and advocacy (e.g., protec-
ting oneself from exploitation, exercising legal responsibili-
ties). Additional information is also gathered on exceptional
medical (e.g., respiratory care, skin care) and behavioural
needs (e.g., self-directed destructiveness, sexual). The compo-
site score from the scale is used to determine the need for
supports and the level of intensity.

Note of the author: Almost ten years ago, at the International Down's
Syndrome Congress in Monterrey, Mexico, I presented and discus-
sed what I considered being important issues in providing an ade-
quate assistance to the people with intellectual disability. The paper
has not yet been published in extensor. After discussing the text with
the editor of Medical Ethics & Bioethics, it was decided, after some
editing, to include it into this special issue of the journal, devoted to
the 25th Anniversary of Founding of the Institute of Medical Ethics
and Bioethics in Bratislava. We believe, the principles embodied in the
original paper have withstood the tests of time and of their imple-
mentation in real life practice.

After 1994 a lot of significant changes have been made and
have been evident in development, education, health care of
persons with Down syndrome thanks to optimal health care
program including early intervention, inclusion in educa-
tion, social support and any other aspects.

Aetiology of Intellectual Disability
(previously dubbed Mental Retardation)

Intellectual Disability occurs for a number of reasons, some
genetic or hereditary, others the result of poor maternal
nutrition or prenatal toxicity, and still others for no known
identifiable cause. Some argue knowing the aetiology of men-
tal retardation does not enhance the ability to provide educa-
tional services or other forms of support and simply provi-
des an unnecessary label. Research though seems to suggest
that even subtle differences among various syndromes can
lead to a better understanding and thus better services. Tab-
le 1 lists some of the most common known reasons for intel-
lectual disability. Yet, even within a particular syndrome, the
severity of mental retardation can vary greatly. Generally,
the more severe the intellectual disability the earlier it is
detected. Often children will not be classified as having mild
intellectual disability until they fall behind in school. Intellec-
tual disability can also occur in combination with another ty-
pe of disability. Often there are medical, physical, and/or men-
tal health problems. As noted earlier, in order to be classified
as having intellectual disability, there must be deficits in adap-
tive behaviour. Therefore, persons with intellectual disabili-
ty will experience problems with communication, social, mo-
tor, and/or self-help skills (Sustrovi, 2012).

Medical Concerns

The life expectancy of persons with intellectual disability in-
creased from 10 years in 1990 to over fifty in 21" century. For
example quality of life of Down Syndrome persons can be im-
proved by meeting their health care needs, which include
regular check-ups with health professionals, monitoring of
mental and physical growth and providing timely of medical
intervention and physiotherapy. An exhaustive description
of all the possible medical concerns of individuals with Down
syndrome is beyond the scope of this chapter, however such
descriptions and discussion are readily accessible in the
medical literature (Pueschel, 2001, Pueschel and Sustrovi,
1997, Sustrov4, and al. 2016, Sustrova and Krchiiavd, 2013).
It should be emphasized that the recommendations made
should be viewed primarily as guidelines. Although some of
the medical conditions that will be described may occur at
any time during the life of an individual with intellectual disa-
bility, certain conditions are presented in a life-cycle approach.
For example, congenital anomalies are identified in new-
borns with Down syndrome, whereas visual and hearing im-
pairments, as well as orthopaedic problems, occur more fre-
quently during childhood and adolescence, and accelerated
ageing, depression and other psychiatric disorders, as well
as mitral valve prolapse are more often observed during
adulthood. Prevention program includes the optimal nutri-
tion from new-born to adults regarding the specificity of per-
sons with Down syndrome. The prognosis of Down syndro-
me is variable depending upon the possible complication
like heart defects, susceptibility to infections and develop-
ment of leukaemia (Bruwier and Chantrain 2012, Kolenovai,
2014, Sustrova, and al. 2016, Sustrova and Krchilava, 2013).

Assessing Need for Social Support for Parents
of Children with Intellectual Disability

There are important aspects over the lifetime of an indivi-
dual with intellectual disability such as developmental con-
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cerns in cognitive, motor, social, and language areas, educa-
tional strategies, vocational and recreational opportunities,
behavioural issues, sexual and maturational factors, and con-
tinued support to parents. Every child grows and learns. Just
like children without intellectual disability, children with
intellectual disabilities vary in their rate of development.
They usually follow the same sequences of skill develop-
ment, while perhaps taking longer to achieve those skills.
The process of development is made up of six areas: gross
motor, fine motor, language, cognition, social and self-help.
All these areas are clearly interrelated and progress in one
area affects progress in others. Factors such as muscle tone
and general health may impact on the rate of other skill de-
velopments. There is no correlation between physical charac-
teristics and cognitive abilities. Parents of children with intel-
lectual disability frequently turn to the service delivery system
to access support designed to help adapt to the challenges
of having a child with life-long impairment (Siklos, 2000).

Patients with intellectual disabilities can achieve optimal
quality of life through parental care and support social, me-
dical guidance and community based support systems like
special schools. Today their participation in mainstream
society and fulfilment of their personal potential are facilita-
ted. As a result, increases survival is not only associated with
a longer period of care, but is also related to a longer period
of more specialized needs.

Early intervention is an open, holistic and interdisciplinary
system of help of all the professionals - physicians, special
educators, social workers and other professionals. Early in-
tervention programs include a wide variety of services pro-
vided by specialists in early child development. Among the
services most often required by children with intellectual
disabilities, there are the speech, physical and occupational
therapies. Children with intellectual disability benefit from
the same community programs as other children do, such as
play groups, nursery school, swimming and music lessons,
dance classes and other social activities. Children learn to
play and work with peers, make friends and adversaries, get
into trouble and learn to take responsibility for their behaviour
(Krchnava, 2014).

Youngsters with intellectual disabilities acquire new skills
and develop individual talents as they grow, benefiting from
all life experiences as well as their innate abilities. There are
individual differences in the development of all children and
adults. Therefore it is impossible to predict the future strengths
and weaknesses of any child or adult (Lebersorger, 2014).

Aside from gaining from the expertise of professionals, pa-
rents can find information and support from parent groups
that meet regularly throughout the countries. Numerous pub-
lications including books, journals, magazines and newslet-

Table 1 Selected Causes of Mental Retardation

ters, provide parents with guidance as well as up to date in-
formation on intellectual disability. Although parents of child-
ren with intellectual disability have access to considerable
support, no specialist, friend, or book can offer their child
what she or he needs most - love, care and encouragement of
the family (Sustrovi, 2002).

Human Rights and Ethics Code

Children and adults with intellectual disabilities should have
access to the mainstream of health, education, vocational
and social services that are available to other people. The im-
plementation of an inclusive approach to persons with disabi-
lity requires changes in the current practices at several levels.
The persons with intellectual disability must have the same
human rights as all other citizens. The educational system,
therefore, has to be the key place to ensure personal develop-
ment and social inclusion, which will allow youngsters with
intellectual disabilities to become as independent as possib-
le. Such educational system is the first step towards an inclu-
sive society (Sustrova 2001, Sustrov4 and al., 2016).

A new legal and ethical foundation based on equality and
equal citizenship must be articulated in both laws and go-
vernmental policies. Only such a foundation will give rise to the
broad support needed in the future, especially as utilitarian
ethics move into public policy. Such a movement, founded
on self-determination, can only succeed if it comes from in-
dividuals with intellectual disabilities, their families and
friends (ZPMP, 2009).
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Abstract

Children and adults with disabilities should have access to
the mainstream health, education, vocational and social ser-
vices and have all the opportunities, which are available to
non-disabled persons. The implementation of an inclusive
approach to disability and disabled people requires changes
in current practice at several levels. People with intellectual
disabilities are entitled to the same human rights as all other
citizens. The education system, therefore, has to be the key
place to ensure personal development and social inclusion,
which will allow children and youngsters with disabilities to
be as independent as possible. Such education system is the
first step towards an inclusive society. Consistent with the
relevant scientific, professional, and ethical principles are’
those advocates’ programs and plans of action, that are ba-
sed on the following strategic courses of action: prevention,
respect, promotion and advocacy of human rights, health prog-
rams, early intervention programs, school diversity, access
to work, support for the families, and orientation towards
adult life. Leisure and sport activities integrated in commu-
nity, tutelage services (supported decision), training of spe-
cialists, and support for research, development and implemen-
tation of new technologies, social image, and association
leadership are also very important.

For example after 1994, a lot of significant changes have been
made and have been evident in development, education,
and health care of persons with Down syndrome thanks to
optimal health care program including early intervention,
inclusion in education, social support and other aspects.

Key words: people with disabilities, intellectual disability,
Down’s syndrome, human rights, education, social support,
inclusion, vocational services, ethical aspects

Abstrakt

Deti a dospeli s roznym zdravotnym postihnutim maji mat za-
bezpeceny pristup k beZnej zdravotnej starostlivosti, vzdela-
vaniu, vol'be povolania a socidlnym sluZbam a maji mat vSet-
ky prileZzitosti, ktor€ su k dispozicii osobam bez postihnutia.
Uplatnenie inkluzivneho pristupu k postihnutiu a k [ludom s
postihnutim vyZaduje zmenu pristupu k sticasnej praxi na via-
cerych drovniach. Ludia s mentilnym postihnutim maja rov-
naké préiva ako vetci ostatni obc¢ania. Skolsky systém preto
musi byt kIicovym miestom na zabezpecenie osobného roz-
voja a socidlnej inklizie, ktoré umoznia detom a mladym oso-
bam s postihnutim byt natolko nezivislymi, ako je to len moz-
né. Takyto Skolsky systém je prvym krokom k inkluzivnej spo-
lo¢nosti. Cielom je dosiahnutie maximalnej sebestac¢nosti v
salade s relevantnymi vedeckymi, odbornymi a etickymi prin-
cipmi, ktoré su zaloZené na nasledujacich strategickych pris-
tupoch: prevencia, reSpekt, presadzovanie a ochrana fudskych
prav, zdravotné programy, programy v¢asnej intervencie, roz-
ne vzdeliavacie a pracovné moznosti, podpora rodin a orienta-
cia na zivot v dospelosti. VeImi doleZité su aj volno-Casové a
$portové aktivity integrované v komunite, poruc¢nictvo (podpo-
rované rozhodovanie), vzdelivanie odbornikov, podpora vys-
kumu, vyvoja a vyuZitia novych technologii, vytvorenie pozitiv-
neho obrazu o l'udoch s postihnutim v spoloc¢nosti a zlepSenie
prace a angazovanosti ob¢ianskych zdruZeni.

Napriklad po roku 1994 sa vykonalo vela pozitivnych zmien.
Tieto sa prejavili v rozvoji, vzdelavani a zdravotnej starostlivos-
ti o osoby s Downovym syndromom vdaka optimidlnemu
zdravotnickemu programu, ktory zahffial v€asnu interven-
ciu a inkluziu vo vzdelavani, socidlnej podpore a inych aspek-
toch.

KTicové slova: osoby so zdravotnym postihnutim, intelek-
tové postihnutie, Downov syndrom, [udské prava, vzdelava-
nie, socidlna podpora, inklazia, sluzby pri volbe povolania,
etické aspekty
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Bratislava, Slovak Republic, e-mail: maria.sustrova@szu.sk

Obnovena Eticki komisia
Ministerstva zdravotnictva ustanoveni

Dnia 30. mdja 2017 sa v Bratislave ziSla na ustanovujiicom
zasadnuti obnovena Etickd komisia (EtK) Ministerstva zdra-
votnictva (MZ) Slovenskej republiky. Po slavnostnom prev-
zati menovacich dekrétov komisia zvolila svojho predsedu a
podpredsedu, ktorymi sa stali prof. MUDr. Jozef Glasa a
prof. MUDr. Miria Sustrovd. Komisia predstavuje najvyssi
poradny a konzulta¢ny organ v etickych otdzkach suvisiacich
so zdravotnou starostlivostou vritane biomedicinskeho vys-
kumu, ako aj v dalSich aktudlnych otdzkach bioetiky. Prica
sucasnej komisie nadvizuje na ¢innost EtK MZ v predcha-
dzajucich obdobiach. Prvd EtK MZ SR vznikla v roku 1990,
stii¢asne s obdobnou komisiou v Ceskej republike. Mandat
predchadzajucej komisie vyprsal v decembri 2013.
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RECENZIE / REVIEWS

NOVA CHARTA ZDRAVOTNICKYCH
PRACOVNIKOV

SSV, Trnava, 2017, 1. vydanie, 152 strian

V auguste tohto roku vysla v edicii Dokumenty Svitej stoli-
ce, vydavanej Spolkom sv. Vojtecha (SSV) pozoruhodna pub-
likicia: pdvodny slovensky preklad vyznamného medzinirod-
ného dokumentu - etického kédexu katolickych lekirov a
zdravotnikov pod ndzvom Nov4 charta zdravotnickych pra-
covnikov. Podla naSich zistovani ide o jeden z prvych ni-
rodnych prekladov tohto dokumentu na svete (original bol
spracovany v taliancine). Ide o zdsadné, normativne dielo - pri-
rucku bioetiky, ktord sa obracia v prvom rade ku katolickym
lekarom a zdravotnikom, ale v novSom pohlade si v§ima aj pos-
tavenie a poslanie pracovnikov inych profesii, ktoré maja v su-
casnosti nemaly vplyv na fungovanie a odbornu i eticku turo-
vefl zdravotnickych systémov.

Jazyk tejto pomerne utlej a prehladne zostavenej publikicie
(prehladny obsah, medzititulky) je v§ak pomerne jednodu-
chy a zrejme programovo sa usiluje o zrozumitelnost aj pre
medicinskych neodbornikov a nezdravotnikov. Pre ziujem-
cov, ktori nezdielaju jej mordlne vychodiskd (opierajuce sa
jednoznacne o morilne ucenie Katolickej cirkvi) tito publi-
kdcia predstavuje vynimocne kompletny a aktudlny prehlad
,katolickych postojov“ v celom spektre konkrétnych mrav-
nych problémov dnesnej mediciny a zdravotnictva.

Novi charta reprezentuje dokladne prepracované a revido-
vané znenie povodného etického kédexu - Charty zdravotnic-
kych pracovnikov, ktory v roku 1994 vydala pod vedenim
svojho prvého predsedu kardindla Fiorenza Angeliniho Pi-
pezska rada pre zdravotnickych pracovnikov (pre pastoriciu
v zdravotnictve) vo Vatikdne, ako ,ndstroj na pociato¢nu, ale
aj permanentnd formaciu predstavitelov rozlicnych profe-
sif, ktoré pdsobia v oblasti zdravotnictva“. Bol nasledne pre-
loZeny do 19 jazykov. Do slovenciny boli postupne preloZe-
né a zverejnené viaceré Casti textu povodnej charty, avSak
jej uplny preklad sa napokon dokoncit nepodarilo. Preto sa
na Slovensku aZ dosial azda najviac pouZival ¢esky preklad.
Charta ako celok sa vSak v slovenskom zdravotnickom prost-
redi, vratane toho krestanského (katolickeho), pomerne ma-
lo poznala.

V aktudlnom vydani ide o povodny slovensky preklad, ktory
pre spominanu oficidlnu cirkevnu ediciu s pozoruhodnym
porozumenim urobil CSIDr. Martin Kramara, odborne lek-
toroval ThDr. Ivan Sulik a ktorého profesionalnu jazykovi
apravu urobil Maridn Vesely. Publikicia vySla v praktickom
broZovanom vydani a temer vreckovom formate.

Ako sa piSe v predhovore k aktualnemu vydaniu Novej char-
ty, v nadviznosti ,na nové objavy, ktoré dosiahol vyskum v
biomedicinskej a vedeckej oblasti, ako aj vyjadrenia magis-
téria, ktoré zazneli od roku 1994 - pocas pontifikatu samotné-
ho sv. Jana Pavla II, neskor Benedikta XVI. a tiezZ papeZza Fran-
tiSka - pdpezska rada pokladala za nevyhnutné pristapit k
procesu revizie a aktualizovania tohto dokumentu (t.j. povod-
nej Charty - pozn. autora), avSak pri zachovani povodne;j
Struktiry, zameranej na povolanie zdravotnickych pracovni-
kov ako sluzobnikov zivota.“ ,Okrem pokroku lekarskych vied
a ich moznych dosledkov pre udsky Zivot, sa nova charta
venuje aj otizkam medicinsko-pravneho poriadku, ktoré sa
Coraz viac dostavaju do popredia a vplyvaji na vykonavanie
zdravotnickych povolani; text sa tieZ venuje problémom, kto-
ré nadobudaju vyssiu doleZzitost, predovsetkym vzhladom na
spravodlivost, reSpekt k zvySenej citlivosti tykajicej sa prin-
cipov solidarity a subsidiarity v pristupe k liekom a k dostup-
nym technol6gidm - to vSetko pri reSpektovani sociidlno-zdra-

votnej spravodlivosti, prenesenej do prava na ochranu a pod-
poru zdravia prostrednictvom spravodlivej zdravotnickej po-
litiky.“ ,Okrem toho sa do uvahy vzal aj zvySeny pocet 0sob,
ktorych sa tato uloha tyka, kedZe popri klasickych predsta-
viteloch zdravotnickych povolani (lekarsky, sestersky a po-
mocny persondl) sem dnes patria aj dalsie, ktoré tvoria svet
zdravotnictva - napriklad biologovia, lekirnici, ¢i zdravotnic-
ky personil pracujuci v danej oblasti, administrativni pracov-
nici, zdkonodarcovia ¢inni v oblasti zdravotnictva a d'alsi pra-
covnici vo verejnom i sikromnom sektore - z radov laikov,
ako aj zasvitenych o0sob.”

Zdravotnicke povolania - ,také pestré v postavich, tlohich
a profesiondlnych poslaniach - sa vyznacuju antropolo-
gickym vyznamom, ktory biomedicinske vedy aj v si¢asnom
kultirnom smerovani musia podporovat neustilym vysku-
mom zameranym na ponuknutie Specifickej sluzby integral-
nemu dobru Zivota a dostojnosti kazdej l'udskej bytosti; v
plodnom dial6gu medzi biomedicinou a moralnymi princip-
mi obsiahnutymi v magistériu Cirkvi. Tato tlohu si Cirkev
osvojuje aj v tejto Novej charte zdravotnickych pracovnikov,
ktora chce byt uc¢innym ndstrojom v situdcii ochabnutia etic-
kej jasnosti a subjektivizmu svedomia, ktoré spolocne s kultur-
nym, etickym a naboZenskym pluralizmom moZzu l'ahko viest
k relativizacii hodnot, teda k riziku, Ze uZ nebude mozné od-
volavat sa na spolo¢ny étos, predovsetkym v poriadku vel-
kych existencidlnych otdzok tykajicich sa zmyslu narodenia,
Zivota a umierania.“ , Tato charta urcite nemoZze byt vycerpava-
juca vzhladom na vSetky problémy a otdzky, ktoré sa kladu v
oblasti zdravia a choroby, ale bola vypracovani s cielom po-
nuknut orientacné linie, ¢o mozno najjasnejsie, pre etické prob-
1émy, ktorym vo svete zdravotnictva vo vSeobecnosti treba
Celit, v harmonii s u¢enim Krista a magistériom Cirkvi.

Text Novej charty v aktudlnom vydani predstavuje, vritane
predhovoru, pribliZzne 150 stran praktického ,vreckového*
formatu. Je rozdeleny do Styroch velkych kapitol. Prva - ,Slu-
Zobnici Zivota“ sa venuje samotnému povolaniu zdravotnic-
kych pracovnikov, ktori st pozvani rozlicnym, Specifickym spo6-
sobom sluzit Zivotu T'udi, ktori st im zvereni - a to od pocatia
po prirodzenu smrt. Druha kapitola - ,Plodit“ obsahuje etic-
ké usmernenia v otdzkach I'udskej plodnosti, jej etickej regu-
lacie v Zivote dneSnych manZelov, etickému pristupu k prob-
Iému nechcenej neplodnosti, prenatilnej a predimplantac-
nej diagnostiky. PribliZuje etické stanoviska k postupom kryo-
prezervacie ludskych vaji¢ok a zirodkov (embryi), ako aj k no-
vym pokusom v oblasti l'udského plodenia. Tretia, najrozsiah-
lejsia kapitola - ,Zit“ sa postupne venuje mnohym konkrét-
nym etickym problémom zdravotnej starostlivosti, ako sa s ni-
mi dnes vo svojej praci stretava krestansky zdravotnicky pra-
covnik. Ide o mnohoraké etické problémy v gynekologii a
porodnictve, pocnuc roznymi formami umelého potratu, an-
tikoncepcie, rieSenia mimomaternicovej tarchavosti, ¢i si-
tudciami tazkého vrodeného poskodenia plodu. Dalsie pod-
kapitoly sa venuju napriklad vyhrade vo svedomi, reSpekto-
vaniu prava na Zivot, prevencii, problematike ockovania, zi-
sahom do I'udského gendmu, génovej a regeneracnej liecbe,
spravnemu vztahu k liekom a medicinskym technoldégiim,
dostupnosti zdravotnej starostlivosti, postaveniu a ulohim
farmaceutického a iného zdravotnickeho priemyslu, informo-
vanému suhlasu, biomedicinskemu vyskumu, darovaniu a
transplanticidm organov a tkaniv, problematike zavislosti
(toxikomaniam, alkoholizmu, tabakizmu), psychologii a psy-
choterapii, etickym komisidm a poradenstvu v oblasti klinic-
kej etiky i pravu na zdravotnu starostlivost a zdravotnej po-
litike. Spominaju aj otdzKy pastoracnej starostlivosti v zdra-
votnictve, vritane vysluhovania sviatosti a osobitne sviatosti
pomazania chorych. Stvrta kapitola - ,Zomriet* sa venuje
mnohym zivaznym etickym otdzkam, ktoré zdravotnicki pra-
covnici s pacientom a jeho blizkymi rieSia na konci ludské-
ho Zivota. V zaverec¢nej kapitole Novej charty sa poukazuje
na vnuatornu a nutne eticka dimenziu zdravotnickych povo-
lani - ako aj na potrebu osobného, vnutorného obratenia a
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napredovania kazdého ich nositela ¢i nositelky, pretoze ide
sice o vel'mi narocné, ale aj velmi krasne a hlboko huminne
povolania: ,Boh, milovnik Zivota, zveril ho do ruk ¢loveka, aby
bol jeho horlivym sprivcom. Pre odpoved na toto vzruSuju-
ce povolanie je potrebna ochota zaZit vnutorné obratenie,
ocistit srdce a objavit novy postoj.“ (nasleduju riadky z En-
cykliky Evanjelium Zivota) ,Je to postoj toho, kto vidi Zivot v
celej jeho hibke, kto rozpoznava jeho nezistnost, ako aj kra-
su a prijima ich ako vyzvu k slobode a zodpovednosti. Je to
postoj toho, kto si nenarokuje vlastnit skuto¢nost, ale prijima
ju ako dar; pritom v kaZzdej veci nachadza odraz Stvoritela a
v kazdej osobe jeho Zivy obraz (Gn 1, 27 Z 8, 6). Kto si za-
chovava takyto postoj, nepodlahne znechuteniu, ked vidi
¢loveka chorého, trpiaceho, odstréeného alebo na prahu smr-
ti; vSetky tieto situdcie prijima ako vyzvu hladat zmysel a
prave v tychto okolnostiach sa disponuje objavit v tvari kaz-
dého cloveka pozvanie na stretnutie, dialdg, solidaritu. Je tu
c¢as, aby sme vSetci zaujali takyto postoj a znovu sa udili ctit si
avazit kazdého cloveka so srdcom plnym niaboZenského uzasu.“

Publikdciu moZno odporucat do pozornosti vietkym, ktori
sa zaujimaja o aktudlne krestanské resp. katolicke postoje k
etickym otdzkam sucasnej mediciny a zdravotnictva. Okrem
zdravotnickych profesionalov moZe poslizit aj medicinskym
¢i zdravotnickym ,Jlaikom“ -napriklad aj pacientom a ich pri-
buznym, ktori by sa chceli informovat pri svojom rozhodo-
vani o tom, aké su krestanské - katolicke morailne postoje k
tomu alebo inému konkrétnemu problému, ktory sa ich sa-
motnych, alebo ich pribuznych ¢i blizkych osdb priamo do-
tyka. V tomto smere vidim aj prinos publikicie k informo-
vanému dialogu v stile viacej multi-kultirnom a multi-reli-
gioznom prostredi sucasnej mediciny a zdravotnictva, ako aj
dnesnej pluralistickej, nezriedka znac¢ne fragmentovanej ¢i
polarizovanej spolo¢nosti.

Prof. MUDr. Jozef Glasa, PhD.?

“BEFORE I FORMED YOU IN THE WOMB...“

A Guide to the Ethics of Reproductive Medicine
from the Council of the Community of Protestant Churches
in Europe (CPCE)

Evangelischer Presseverband in Osterreich epv, 1% Edition,
May 2017, 173 pgs.

After several years of meticulous elaboration and collective
drafting work, a very interesting and important book on
ethics of reproductive medicine from the perspective of the
Protestant Churches in Europe was published and made
available to the broad international audience. Per se, this is
an important and bold undertaking, as the ethical issues in-
volved in this area of human activities are both complex
and, to a great extent, controversial, and polarising. Both
within the contemporary “micro communities”, starting from
the level of the families - set aside the present controversies
and confrontations on who or what constitutes “the family”
today - up till the national or international arenas, where the
clashes between sometimes systematically ridiculed so-cal-
led “conservatives” and hailed and pampered so-called “pro-
gressivists” are seen and avidly reported by the grateful me-
dia. In this atmosphere of ‘everybody’s guess’ principle imple-
mentation and of ‘post-truth’ and ‘post-factum’ reasoning or
of ‘private facts’ and ‘private reality’ being tuted as (‘human”)
rights of an individual, a thoughtful debate and even dialogue
- are being mostly un-welcome, supressed or ridiculed. Saying
this, the aim and also the result of this collective reasoning
and deliberation of European Protestant Christians on these
important issues must be seen as extraordinary, very much
(ever)due, and welcome.

The Guide itself is set in a practical paperback format com-

prising about 160 pages of the text proper, including a brief,
but useful glossary (p. 168 - 171) and a list of the key contri-
butors to the work (p.172 - 173). There is also a Foreword
(p. 10 - 11) and a well done Executive Summary (p. 12 - 18),
so a reader can get a good glimpse on the content and struc-
ture of the publication. The detailed Contents (p. 6 - 9) sec-
tion does provide a quick and useful orientation, so one
does not get lost in between the issues and ethical quan-
daries. The titles of the chapters of the Guide are self-expla-
natory - and we just list them here to give our reader an idea
on what to expect inside the publication: 1. Introduction, 2.
Framing the issues in their medical, social and policy con-
text, 3. Framing the issues theologically and ethically, 4. In
vitro fertilization, 5. Cryopreservation, 6. Insemination, game-
te and embryo donation, and the use of eggs from different wo-
men, 7. Surrogacy, 8. Prenatal diagnosis (PND) and preimplan-
tation genetic diagnosis (PGD), 9. Research and novel thera-
pies, 10. Reproductive cloning and reproduction by means of
artificial gametes, 11. Conclusions, recommendations and open
questions.

Probably the most valuable and useful aspect of this publica-
tion is bringing together at one place the opinions and atti-
tudes of nowadays Protestant Christians on the mentioned
delicate issues. Describing in a fair and surprisingly compre-
hensive manner the broad arena of pluralistic co-existence
of thought and opinion, where the opinions and attitudes
much differ, and not so rarely conflict or clash with each
other. The Biblical perspective is strongly present, but
marked with the typical Protestant pluralism of understan-
ding and interpretation. This, in the end, sometimes leads
various Protestant Christians and their respective Churches
to very different, and even contradictory to each other opi-
nions and attitudes on those matters that leads to very diffe-
rent, sometimes contradictory to each other recommenda-
tions for the real life’ decisions to be made by the persons
concerned - individuals, couples and/or families (including
novel types of people living together as ,families®). This reali-
ty being faced by both European Protestant Christians and
their pastors is well described in the Guide. I believe it may
much help in improving the information level of concerned
professionals being based in their ethical reflections upon
other faiths, or other Christian perspectives, such as e.g.
upon the Catholic perspective, and also it may be very use-
ful for the people claiming themselves belonging to no reli-
gion at all, or being just atheists or so-called agnostics. This
fair and comprehensive information, together with the theo-
logical and ethical basis for those provided in the Guide may
also help the practical inter-religious dialogue, or even the
current debate on ethics of reproductive medicine in much
pluralistic, fragmented and not so well informed societies of
Europe and beyond.

With regard to the formidable work done by CPCE, I only
would say that I do appreciate very much the carefulness and
comprehensiveness achieved. However, on a more personal
note, I would add that I am really worried about some of the
present day's developments in the biomedical (incl. environ-
mental) and bioethical - biolaw field/s, to my understan-
ding and concern, being enabled to some extent also by a re-
latively weak or customarily twisted ethical/theological/le-
gal/societal stands. This seems to be more obvious with re-
gard to the nowadays human reproduction technologies. I
strongly believe, in this respect, that a voice, even a "sympho-
nic" one, being as strong and clear in its core message as pos-
sible, is almost desperately needed in "our days": to combat
the almost omnipresent "cacophony" of sometimes disorien-
ted, sometimes just greedy, and many times also manipulated
or "not-so-well-informed" voices in the field, and especially
in the public square (incl. developments in the public poli-
cies realm/s).

I think about the responsibility of Christians, rooted in the
Bible (and the shared tradition), to be the very salt in/for the
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World", and sometimes also the (almost) lonely (prophetic)
“voice in the dessert". Not so much pleasing the crowds, and
neither the "scribes and pharisees" of our times. To witness,
to preach and to celebrate the Gospel of Life, i.e. to bring
the good message of salvation to our brothers and sisters
"dying in front of our very eyes" from the wounds of merci-
less lies, greeds, selfishness, disrespect, hatred - and other
vices of Evil. I am still missing this kind of spirit, expressed
in possibly a bit stronger and more articulate manner, in the
present CPCE document.

Prof. MUDr. Jozef Glasa, PhD.2

Note: The publication can be downloaded in PDF or ordered at
www.cpce-repro-ethics.eu.

DOKUMENTY / DOCUMENTS

STANOVISKO
K VYSTAVE ,BODY-THE-EXHIBITION“

Prijaté 30. oktobra 2017

Eticka komisia Ministerstva zdravotnictva SR

V sacasnosti sa na izemi mesta Bratislavy v priestoroch vys-
tavného komplexu Incheba Expo uskutociiuje vystava s ndz-
vom ,BODY-THE-EXHIBITION®. Tato vystava vyvolala Siroku
verejnu diskusiu, ale aj podnety ob¢anov. Na zaklade Ziadosti
ministra zdravotnictva SR preto Etickd komisia Ministerstva
zdravotnictva SR (dalej len ,Komisia“) zaujala stanovisko k
etickym otazkam vystavy.

Komisia si je vedoma, Ze vyspeld demokratickd spolocnost pot-
rebuje pluralitny pohl'ad na problémy tykajtce sa interpreta-
cie a hodnotenia vysledkov modernej biologie a mediciny. Ko-
misia si tieZ uvedomuje rozne pohlady Statnych organov a ex-
pertov v oblasti bioetiky v jednotlivych $titoch EU na otizky
spojené s predmetnou vystavou.

Komisia pri svojom hodnoteni vychddza z potreby Sirokych
garancii slobody prejavu, prava na informacie a dalSich su-
visiacich zdkladnych priv. Na druhej strane vSak uznava aj
potrebu hladania primeranych hranic pre obmedzovanie
tychto prav, ak je ich aplikdciou ohrozena l'udska dostojnost
alebo zakladné prava a slobody inych.

Vychadzajic z uvedenych predpokladov preto Komisia
vyjadruje viaceré etické vyhrady voci vystave ,BODY-THE-
EXHIBITION®:

1. Zasadnym etickym problémom, ktory je spojeny s vysta-
vou ,BODY-THE-EXHIBITION®, je otizka pdvodu plastinova-
nych ludskych tiel. Doteraz neboli jasne vyvritené podozre-
nia, Ze ludské teld a ich Casti, pouZité ako exponity na vysta-
ve, boli ziskané v rozpore s fudskymi privami a fundamentil-
nymi etickymi principmi, akymi sii ludskd dostojnost a au-
tonémia. Predovsetkym ide o slobodny informovany stihlas
darcov jednotlivych tiel na ucely ich posmrtného vystavova-
nia. Zaujem spoloc¢nosti na transparentnej informécii o po-
vode plastinovanych ludskych tiel je vy$si nez ochrana ob-
chodného tajomstva. Povod a etické podmienky ziskania
plastinovanych Tudskych tiel, prezentovanych na vystave, je
voci verejnosti potrebné transparentne zdokumentovat.

2. Vystava ,BODY-THE-EXHIBITION® je podujatie so Sirokou
publicitou, ktoré vzbudzuje ziujem obyvatelov réznych ve-
kovych kateg6rii. Vzhladom na psychickt zranitelnost vSak
vystava nie je rovnako vhodnd pre vSetky vekové skupiny.
Najmi v pripade nivitevy vystavy maloletymi osobami mdZe
mat tento zdZitok traumatizujici dopad na ich psychicky
vyvin.

3. Snaha o finanény prospech z prezenticie ludského tela na
vystave je neetickd. Zakaz zisku z vyuzitia [udského tela sa
stal jednym z hlavnych principov medzinirodnych dohovo-
rov v oblasti bioetiky (¢l. 21 Dohovoru o [udskych pravach a
biomedicine z roku 1997). Hoci sa tento princip casto ne-
dari v praxi presadit, je jednym z hlavnych pilierov koncep-
cie I'udskej dostojnosti a ucty k mitvemu l'udskému telu.
Vystava ,BODY-THE-EXHIBITION*“ vyvoldva opravnené
pochybnosti, ¢i hlavnou motivaciou jej usporiadania je dek-
larovana edukdcia verejnosti a nie spominany financ¢ny pros-
pech jej organizatorov.

4. Kultarno-historicka tradicia v nasej krajine vzdy viedla k
prejavovaniu hlbokej ticty k mftvemu ludskému telu zosnu-
1ého. Komisia povazuje spdsob prezenticie viacerych plasti-
novanych ludskych tiel na vystave ,BODY-THE-EXHIBI-
TION“ za prinajmenSom eticky rozporuplny a neuctivy.
Vzniki otdzka, ¢i nejde skor o snahu predovsetkym ohromit
a za kazdu cenu zaujat navStevnikov vystavy, neZ o odborne
¢i vedecky podloZené prezentovanie anatémie ludského te-
la za eduka¢nym ucelom.

Vzhladom na uvedené zivazné etické vyhrady komisia oca-
kava, Ze prislusné orginy verejnej moci budu vo veci vystavy
konat v zmysle platnych pravnych predpisov. Komisia tak-
tieZ odporuca analyzovat moZnosti zmien pravnej upravy,
ktoré by presnejsie regulovali vztahy k Tudskému telu v
obdobnych pripadoch.

WMA STATEMENT ON BULLYING
AND HARASSMENT WITHIN THE PROFESSION

Adopted by the 68" General Assembly, Chicago, October 2017

PREAMBLE

1. Workplace bullying has been recognised as a major occu-
pational stressor since the early 1980s.

2. Workplace bullying is unreasonable and inappropriate
behaviour directed towards a worker or a group of wor-
kers that creates a risk to health and safety. By definition,
bullying is behaviour that is repeated over time or occurs
as part of a pattern of behaviour, rather than a single epi-
sode. Unreasonable behaviour is what a reasonable per-
son in the same circumstances would see as unreasonab-
le. It includes behaviour that intimidates, offends, victimi-
ses, threatens, degrades, insults or humiliates. Bullying
can take psychological, social and physical forms. It is
not the perpetrator’s intention, but the victim’s percep
tion, that is key to determining whether bullying has oc-
curred.

3. Harassment is unwanted, unwelcome or uninvited be-
haviour that makes a person feel humiliated, intimidated
or offended. Harassment can be related to a person’s ethni-
city, gender, sexual orientation, disability or other factors
such as whether a person has made a complaint.

4. Employers generally have a legal duty to ensure the health,
safety and welfare of their employees. This includes iden-
tifying bullying and harassment and taking steps to elimi-
nate and prevent it. Employees are generally required to
take reasonable care for their own health and safety as
well as for the health and safety of others who may be
affected by their acts in the workplace.

5. Inrecentyears, bullying and harassment have become mo-
re recognised in the medical profession; there is good
evidence that disruptive behaviour, inappropriate beha-
viour and harassment occurs in the medical workplace.
International research has shown that bullying in the
healthcare profession is not associated with specialty or
sex. It appears that bullying is widespread and occurs
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across all specialties and at all levels of seniority, although
it is fair to say that where bullying occurs it is more com-
mon to be inflicted by a more senior employee upon a
more junior one. The hierarchical nature of medicine
and the inherent power imbalance associated with this
can however create a culture of bullying and harassment
which, in some cases, becomes pervasive and institutiona-
lized.

6. Workplace bullying can have detrimental effects such as
decreased job satisfaction, depression, anxiety, and ab-
senteeism, all of which impact adversely on staff retention
and quality of patient care.

RECOMMENDATIONS

7. The WMA condemns bullying or harassment under any
circumstances. It further believes that raising awareness
of inappropriate behaviour, disruptive behaviour and ha-
rassment in the medical profession is an important step
in the process of eliminating the problem. The WMA is
of the view that this is an issue of professionalism and it
encourages National Medical Associations (NMAs), medi-
cal schools, employers, and medical colleges to establish
and implement anti-bullying and harassment policies.

8. The WMA recommends that NMAs recognise and, where
possible, actively address the following:

8.1 Bullying in the health workplace is an entirely unprofes-
sional and destructive behaviour and should not be tolerated.

8.2 Steps should be taken to prevent, confront, report and eli-
minate bullying at any level.

8.3 Bystanders also have a responsibility to take action.

8.4 There can be significant barriers for junior doctors to
speak out about bullying by senior colleagues, for
example fear of career retribution.

8.5 Professionalism is not just how we treat our patients,
but how we treat each other as professional colleagues.
Acting professionally means also being vigilant and
stepping in to intervene, for the good of all.

8.6 Bullying is unprofessional, contradicts the fundamen-
tals of the profession and raises fitness to medical prac-
tise concerns.

8.7 Healthcare needs good teams. Eliminating bullying en-
sures a safer team environment and a safer healthcare
environment for patients.

8.8 Itis the responsibility of the management to maintain a
good working environment and address all signs of ha-
rassment and bullying. There should be zero tolerance
of bullying and harassment.

Text taken from the web page of World Medical Association (WMA):
https://www.wma.net/policies-post/wma-statement-on-bullying-and-harass-
ment-within-the-profession/

The Physician’s Pledge

AS A MEMBER OF THE MEDICAL PROFESSION:

I SOLEMNLY PLEDGE to dedicate my life to the service of
humanity;

THE HEALTH AND WELL-BEING OF MY PATIENT will be my
first consideration;

I WILL RESPECT the autonomy and dignity of my patient;

I WILL MAINTAIN the utmost respect for human life;

I WILL NOT PERMIT considerations of age, disease or disa-
bility, creed, ethnic origin, gender, nationality, political affi-

liation, race, sexual orientation, social standing or any other
factor to intervene between my duty and my patient;

I WILL RESPECT the secrets that are confided in me, even af-
ter the patient has died;

I WILL PRACTISE my profession with conscience and dignity
and in accordance with good medical practice;

I WILL FOSTER the honour and noble traditions of the medi-
cal profession;

I WILL GIVE to my teachers, colleagues, and students the res-
pect and gratitude that is their due;

I WILL SHARE my medical knowledge for the benefit of the
patient and the advancement of healthcare;

I WILL ATTEND TO my own health, well-being, and abilities
in order to provide care of the highest standard;

I WILL NOT USE my medical knowledge to violate human
rights and civil liberties, even under threat;

I MAKE THESE PROMISES solemnly, freely, and upon my ho-
nour.

Text taken from the web page of World Medical Association (WMA):
https://www.wma.net/policies-post/wma-declaration-of-geneva/

WMA DECLARATION OF GENEVA

Adopted by the 2" ! General Assembly of the World Medical
Association, Geneva, Switzerland, September 1948 and
amended by the 22" ! World Medical Assembly, Sydney, Aust-
ralia, August 1968 and the 35th World Medical Assembly,
Venice, Italy, October 1983 and the 46" " WMA General As-
sembly, Stockho]ngé Sweden, September 1994 and editorially
revised by the 170~ WMA Council Session, Divonne-les-Bains,
France, May 2005 and the 173" WMA Council Session,
Divonne-les-Bains, France, May 2006 and amended by the 68"
WMA General Assembly, Chicago, United States, October 2017.

ZENEVSKA DEKLARACIA SVETOVE]J
ASOCIACIE LEKAROV

Prijatd na 2. valnom zhromaZdeni Svetovej asociicie lekdrov
(SAL), Zeneva, Svajciarsko, september 1948 a novelizovand 22.
svetovym lekdrskym zhromaZdenim, Sydney, Austrdlia, au-
gust 1968 a 35. svetovym lekirskym zhromaZdenim, Benatky,
Taliansko, oktober 1983 a 46. svetovym lekarskym zhromaz-
denim, Stokholm, Svédsko, september 1994 a edicne revido-
vand 170. zasadnutim Rady SAL, Divonne-les-Bains, Franctiz-
sko, mdj 2005 a 173. zasadnutim Rady SAL, Divonne-les-
Bains, Francuzsko, mdj 2006 a novelizovani 68. valnym zhro-

maZdenim SAL, Chicago, Spojené staty americké, oktober 2017.
STub lekira

Ako clen lekarskej profesie:

SLAVNOSTNE SLUBUJEM, Ze svoj Zivot venujem sluzbe lud-
stvu;

ZDRAVIE A DOBRO MOJICH PACIENTOV budd mojim pr-
voradym zaujmom;

BUDEM RESPEKTOVAT autonémiu a dostojnost svojich pa-
cientov;

BUDEM ZACHOVAVAT najvyssiu tictu k l'udskému Zivotu;

NEDOVOLIM, aby zohladfiovanie veku, choroby alebo zdra-
votného postihnutia, viery, etnického povodu, pohlavia, na-
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rodnosti, politickej prisluSnosti, rasy, sexudlnej orientacie,
spoloc¢enského postavenia alebo akéhokolvek iného faktora,
zasahovalo do plnenia mojich povinnosti voci pacientovi;

ZACHOVAM V UCTE tajomstv4, ktoré mi budd zverené, a to aj
po smrti pacienta;

BUDEM VYKONAVAT svoje povolanie podla svedomia, dos-
tojne a v sulade s dobrou medicinskou praxou;

BUDEM PODPOROVAT véaznost a uslachtilé tradicie lekar-
skeho povolania;

svojim ucitelom, kolegom a Studentom BUDEM PREJAVO-
VAT uctu a vdac¢nost, ktora im patri;

BUDEM ZDIELAT svoje lekirske znalosti pre dobro pacienta
a na zlepSenie zdravotnej starostlivosti;

BUDEM DBAT o svoje vlastné zdravie, dobry stav a schop-
nosti, aby som mohol poskytovat starostlivost na najvyssej
urovni;

NEPOUZIJEM svoje lekirske znalosti na poruSovanie Iud-
skych prav a obcianskych slobdd, a to ani pod hrozbou;

TENTO SLUB ROBIM slavnostne, slobodne a na svoju cest.

Povodny slovensky preklad Luka§ Obsitnik (1) s upravami Jozefa Glasu
(2017).

(1) Lukas Obsitnik - preklad ¢lanku: Michael Cook - Svetova medicinska aso-
cidcia revidovala Hippokratovu prisahu, www.mercatornet.com, uverejnené v
internetovom denniku Postoj dfia 03. 12. 2017
(https://www.postoj.sk/28830/svetova-medicinska-asociacia-revidovala-hip-
pokratovu-prisahu)

WMA STATEMENT ON MEDICAL CANNABIS
Adopted by the 68 " General Assembly, Chicago, October 2017

PREAMBLE

1. Cannabis is the generic term used to denote psychoac-
tive preparations of the plant Cannabis sativa, which grows
wild in many parts of the world and is known by numerous

other names, such as: “marijuana”, “dagga”, “weed”, “pot”,
“hashish”, or “hemp”.

2. Cannabis for medical use refers to the use of cannabis
and its constituents, natural or synthetic, to treat disease or
alleviate symptoms under professional supervision; howe-
ver, there is no single agreed upon definition.

3. Recreational cannabis refers to the use of cannabis to al-
ter one’s mental state in a way that modifies emotions, per-
ceptions, and feelings regardless of medical need.

4. This WMA statement is intended to provide a position
on legalisation of cannabis for medical use and highlight the
adverse effects associated with recreational use.

5. Recreational cannabis use is an important health and
social issue across the world. Cannabis is the most commonly
used illicit drug in the world. The World Health Organisation
estimates that about 147 million people, 2.5% of the world
population, use cannabis compared with 0.2% using cocaine
and 0.2% using opiates.

6. The WMA opposes recreational cannabis use due to seri-
ous adverse health effects such as increased risk of psy-
chosis, fatal motor vehicle accidents, dependency, as well as
deficits in verbal learning, memory and attention. Use of
cannabis before the age of 18 doubles the risk of psychotic
disorder. The ominously growing availability of cannabis or
its forms in foodstuffs such as sweets and “concentrates”,
which have enormous appeal to children and adolescent,
requires intensive vigilance and policing.

7. National Medical Associations should support strategies
to prevent and reduce recreational cannabis use.

8. Evidence for use of cannabis for medical use.

8.1 Cannabinoids are chemical constituents of Cannabis sa-
tiva that contain similar structural features; some of the che-
mical constituents act on human cannabinoid receptor cells.
Conceptually, cannabinoids that activate these receptors (1)
occur naturally in the human body like other endogenous
neurotransmitters (endocannabinoids); (2) occur naturally
in the cannabis plant (phytocannabinoids); or (3) are pharma-
ceutical preparations containing either synthetic cannabi-
noids, (e.g. delta9-tetrahydrocannabinol [dronabinol, Mari-
nol™], or a related compound, nabilone [Cesamet™], or
extracts of phytocannabinoids (nabiximols [Sativex™]).

8.2 Amongst phytocannabinoids is naturally occurring
Cannabis sativa, delta-9-tetrahydrocannabinol (THC), the
main bioactive cannabinoid and the principal psychoactive
constituent, while cannabidiol (CBD) is the second most
abundant. CBD lacks significant psychoactive properties but
may possess analgesic and antiseizure properties.

8.3 The human endocannabinoid system is believed to me-
diate the psychoactive effects of cannabis and is involved in
a variety of physiologic processes including appetite, pain-
sensation, mood, and memory. The significant medical and
pharmacological therapeutic potential of influencing the
endocannabinoid system has been widely recognized.

8.4 The medical benefits of cannabis reported in scientific
literature are widely debated globally. Cannabis has been
used for the treatment of severe spasticity in multiple scle-
rosis, chronic pain, nausea and vomiting due to cytotoxics,
and loss of appetite and cachexia associated with AIDS. Evi-
dence suggest that certain cannabinoids are effective in the
treatment of chronic pain, particularly as an alternative or
adjunct to the use of opiates when the development of opi-
ate tolerance and withdrawal can be avoided. Evidence sup-
porting use of cannabis for medicinal purposes is of low to
moderate quality, and inconsistent. The inconsistency can
be partially attributable to the prohibition of cannabis. Its
classification as an illegal substance in some countries has
constrained safe and high-quality clinical research.

8.5 The short-term adverse effects of cannabis use are well
documented. However, the long-term adverse effects are less
well understood, particularly the risk of dependence and
cardiovascular disease. There are also significant public
health concerns for vulnerable populations such as adoles-
cents, and pregnant or breastfeeding women.

8.6 Despite weak evidence of its medical benefits, cannabis
for medical use has been legalised in some countries. In other
countries medical cannabis is forbidden or under debate.

9. Medical professionals may find themselves in a medico-
legal dilemma as they try to balance their ethical responsibili-
ty to patients for whom cannabis may be an effective therapy
and compliance with applicable legislation. This dilemma
can manifest itself both with patients who may medically
benefit from the use of cannabis, and those who are not likely
to do so, but pressure the medical professionals to prescribe it.

RECOMMENDATIONS
10. Cannabis Research

10.1 In the light of the low-quality scientific evidence on the
health effects and therapeutic effectiveness of cannabis, mo-
re rigorous research involving larger samples is necessary
before governments decide whether or not to legalise medi-
cal cannabis for medical purposes. Comparators must in-
clude the existing standards of treatment. Expansion of such
research should be supported. Research should also exami-
ne the public health, social and economic consequences of
cannabis use.
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10.2 Governments may consider reviewing laws governing
access to and possession of research-grade cannabis for the
purpose of allowing well-designed scientific research stu-
dies to broaden the evidence base on the health effects and
therapeutic benefits of cannabis.

11. In countries where cannabis is legalised for medicinal
purposes, the following requirements should apply:

11.1 Requirements for producers and products:

11.1.1 Provision of cannabis plant products for treatment
must be in accordance with the UN Single Convention on Nar-
cotic Drugs from 30 March 1961, including the Conven-
tion’s rules on production, trade, and distribution. Thus, it is
essential that the cannabis included in the products delive-
red for medical treatment must be provided and handled in
accordance with the requirements of the Convention.

11.1.2 Requirements must include that the cannabis plants
meet appropriate quality demands for growing and stan-
dardization. The produced cannabis plant products must
have a specific indication (interval) of ingredients, inclu-
ding the content of delta-9-tetrahydrocannabinol (THC) and
cannabidiol (CBD) and strength indication of these.

11.2 Requirements for prescription and dispensing of can-
nabis for medical purposes:

11.2.1 Cannabis must be prescribed by an authorised physi-
cian/prescriber in accordance with the best level of eviden-
ce and the country’s regulatory frameworks.

11.2.2 It is recommended that treatment with approved con-
ventional drugs is undertaken before cannabis products are
used for treatment.

11.2.3 Each individual physician must take responsibility
for and make a decision regarding treatment with cannabis
products, in accordance with the best available evidence
and country specific registered indications.

11.2.4 Cannabis for medical purposes must only be dispen-
sed at pharmacies or by authorised dispensers in accordan-
ce with the country’s regulatory frameworks.

11.2.5 Effective control measures must be put in place to im-
pede illicit use of medical cannabis.

11.2.6 Public health surveillance systems to monitor preva-
lence of cannabis use and trends in utilisation patterns are
necessary.

12. In considering policy and legislation on cannabis, govern-
ments, NMAs, policymakers, and other health stakeholders,
should emphasize and examine the health effects and thera-
peutic benefits based on the available evidence, while also
recognizing various contextual factors such as regulatory
capacity, cost-effectiveness, societal values, social circum-
stances of the country, and the public health and safety
impact on the wider population.

Text taken from the web page of World Medical Association (WMA):
https://www.wma.net/policies-post/wma-statement-on-medical-
cannabis/

(Continued from p. 3)

GUIDELINE 7
COMMUNITY ENGAGEMENT

Researchers, sponsors, health authorities and relevant insti-
tutions should engage potential participants and communi-
ties in a meaningful participatory process that involves
them in an early and sustained manner in the design, devel-
opment, implementation, design of the informed consent
process and monitoring of research, and in the dissemina-
tion of its results.
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