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— REZUMAT —

Pana recent, in intreaga lume se considera ca parintele este tutorele legal al copilului cu varsta mai mica de
18-21 ani, acest lucru atragand dupa sine dreptul si obligatia de a lua decizii medicale in numele minorului.
Experienta a aratat, insa, ca acest model de luare a deciziilor poate sa nu lucreze intotdeauna in interesul
copilului, in special in situatia in care parintii fac parte din anumite grupuri religioase.

Urmatorul pas in etica luarii deciziilor in pediatrie a fost reprezentat de posibilitatea medicilor de a actiona in
instanta parintii care refuzau tratamentul necesar copiilor din motive religioase, etapa urmata de aceea a
introducerii conceptului de ,minor emancipat”, capabil de a lua decizii privind propria sanatate.

Recent, in Canada, regiunile British Columbia si New Brunswick au adoptat o lege care permite minorilor
Lcapabili“ sa ia decizii privind propria sanatate, capacitatea de luare a deciziilor fiind evaluata de medic si
nedepinzand de varsta copilului, ci de gradul de dezvoltare neurocognitiva a acestuia. Acest model creste, in
mod paradoxal, responsabilitatea medicului, care trebuie sa evalueze daca minorul este competent decizional
si dacé decizia luata de acesta este in acord cu propriul interes al copilului din punct de vedere medical. In acest
context, medicul poate fi depasit de unele aspecte sociale, culturale si religioase care ar ghida decizia minorului,
iar acest model nu elimina paternalismul in medicina, ci doar ii ofera alte valente.

Legislatia olandeza permite euthanasia in cazul persoanelor competente, cu varsta mai mare de 12 ani, care
solicita Tntreruperea activa a propriei vieti. Recent, aceasta tara a adoptat Protocolul Groningen, o serie de
ghiduri medicale si legale care permit euthanasia nou-nascutilor cu boli incurabile gi cu o calitate prezisa a vietii
deficitara. Opozantii protocolului afirma faptul ca aplicarea acestuia deschide drumul spre eugenie.

Legislatia mondiala este heterogena in ceea ce priveste luarea deciziilor medicale la copil. Fiecare dintre
modelele prezentate are deficiente aparent insurmontabile.

Aceasta lucrare a fost realizata in cadrul Proiectului ,,Studii postdoctorale in domeniul eticii politicilor de sanatate”
POSDRU/89/1.5/S/61879 cofinantat din Fondul Social European prin Programul Operational Sectorial pentru
Dezvoltarea Resurselor Umane 2007-2013.
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Capacitatea

413

Termenii ,,capacitate” i ,,competenta” de a lua
decizii sunt intersanjabili si descriu capacitatea
mentala de a realiza anumite sarcini. Capacitatea
depinde de sarcina propusa. (1) O persoana poate fi
incapabila de a efectua o sarcind, insa perfect ca-
pabila de a realiza o alta. Capacitatea variaza, de
asemenea, de la un individ la altul. O persoand nu
este incapabila deoarece nu are varsta majoratului
sau deoarece altii 1i percep deciziile ca fiind deza-
greabile sau dificil de inteles.

Abilitatea de a Intelege recomandarile medicale
implica aptitudinea pacientului de a procesa mental
informatiile care se refera la tratamentul sau, in-
clusiv posibilele beneficii si riscuri. Abilitatea de a
»aprecia“ consecintele deciziilor referitoare la trata-
ment o include pe aceea de a intelege informatiile
despre natura si scopul tratamentului propus, ris-
curile si beneficiile previzibile, alternativele exis-
tente si consecintele lipsei de adeziune sau refuzului
tratamentului.
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Evident, evaluarea capacitatii de intelegere a
copilului realizata de medic poate fi deficitara, insa,
daca acesta simte nevoia de structura, poate incerca
evaluarea ultimelor stadii ale dezvoltarii, enuntate
de Piaget:

— Stadiul operational concret (adolescenta tim-
purie): inteligenta este demonstrata prin manipulare
logica si sistematica a simbolurilor legate de obiecte
concrete, apare abilitatea de gandire abstracta si de
a face judecati rationale despre fenomene observa-
bile, este demonstrata abilitatea de logica inductiva.
Copiii aflati in aceasta etapa de dezvoltare psihoso-
maticd au dificultati in folosirea logicii deductive.
Modul de rezolvare a problemelor este ipotetic-
deductiv.

— Stadiul operational formal (adolescenta tar-
diva): inteligenta este demonstrata prin folosirea
logica a simbolurilor legate de concepte abstracte.
La acest moment, adolescentul este capabil de gan-
dire ipotetica si deductiva; gandirea abstracta debu-
teaza tot 1n aceasta etapa. Problemele nu mai sunt
rezolvate prin metoda ,,incercare §i eroare®, ca in
etapa precedenta, ci prin cdi logice si metodice. (2)

Consimtamantul

Legislatia medicala prevede faptul ca orice tra-
tament administrat fard consimtdmant din partea
pacientului sau tutorelui sau legal, sau in afara unei
directive in avans, este considerat asalt, cu exceptia
situatiilor de urgenta in care pacientul este incapabil
de a-si exprima vointa si gardianul legal este inac-
cesibil.

Caracterul voluntar

Consimtamantul la tratament este viciat daca nu
este exprimat in mod voluntar.

O evaluare exhaustiva a capacitatii decizionale a
copiilor conclude: ,,Copiii cu varsta mai mare de 14
ani pot fi la fel de capabili din punct de vedere
decizional ca si adultii®. (3)

Aceasta concluzie este afirmata si de alti autori:
,,Pe 0 scara a capacitatii care variaza de la abilitatea
minima de a manifesta o alegere la abilitatea de a
aprecia natura tratamentului, copiii in varsta de 14
ani au fost capabili de procese mentale comparabile
cu cel mai inalt standard“ (3) sau ,,Performanta
copiilor de 14 ani a fost uimitor de similara cu cea
a adultilor 1n ceea ce priveste toate standardele de
competentd: intelegerea factuald, intelegerea in-
ferentiala, procesul de argumentare, rezultatul
predictibil si dovezi de alegere constienta. (4)

Consensul la care cercetatorii din domeniul dez-
voltarii neurocomportamentale a minorilor au

ajuns, este acela ca ,,minorii cu varste mai mari sau
egale cu 14 ani poseda capacitatile intelectuale si
cognitive similare cu cele ale adultilor*. Majoritatea
acestor autori recunosc faptul ca multi copii ating
cel mai inalt grad de abilitate cognitiva pana la
varsta de 12 ani. (5).

Varsta este o masurd inadecvatd a maturitatii
deciziilor medicale ale unui minor, iar abordarile
legislative care permit unei persoane capabile de
orice varsta sa ia decizii durabile in fata legii privind
propriul tratament sunt binevenite. Varsta minima
legala pentru consimtadméant medical valid este arbi-
trara, fara baze solide clinice sau stiintifice.

Statele Unite recunosc, de asemenea, conceptul
de ,,minor matur®. Copiii meritd si au nevoie de
protectia apartinatorilor. Cand un apartindtor sau
reprezentant legal nu poate sau nu vrea sa actioneze
intr-un mod care protejeaza interesele minorului,
societatea si sistemul legal, exercitandu-si autori-
tatea ,,parens patriae®, iau locul parintelui si iau
deciziile necesare, in locul copilului.

Totusi, vine o etapa in procesul de maturare a
unui copil, cand parintii si statul trebuie sa faca un
pas 1napoi. Cand un copil, indiferent de varsta sa,
demonstreaza ca este capabil s ia decizii referitoare
la propriul tratament, rolul apartinatorilor se modi-
fica de la cel de autoritate decizionald la cel de sfa-
tuitor si prieten. Atunci paternalismul trebuie sa
cedeze in fata realitatii ca minorii maturi au aceeasi
capacitate ca si adultii de a alege tratamentul me-
dical.

Conventia Europeana a Drepturilor Umane re-
dactata de Consiliul Europei prevede urmatoarele:
»Atunci cand, conform legii, un minor nu are capa-
citatea de a consimti la o interventie, aceasta poate
fi realizata cu autorizatia reprezentantilor legali ai
acestuia. Opinia minorului va fi luat in considerare
ca un factor cu importanta crescanda, proportional
cu gradul siu de maturitate.* In Europa, fiecare tara
determina prin legi interne daca o anumita categorie
populationala este capabila de a consimti pentru in-
terventii In ceea ce priveste tratamentul medical.
Raportul explicativ al Conventiei afirma ca ,,in
unele situatii care iau in consideratie natura si gra-
vitatea interventiei, precum §i varsta §i capacitatea
minorului de intelegere, opinia minorului ar trebui,
progresiv, sa dobandeasca mai multa greutate pen-
tru decizia finala“. Pana in prezent 11 din cele 25
state membre ale Uniunii Europene au ratifiat Con-
ventia: Cipru, Republica Ceha, Danemarca, Estonia,
Grecia, Ungaria, Lituania, Portugalia, Slovacia,
Slovenia §i Spania.
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Pozitia legala a minorului in relatie cu ingrijirile
de sanatate in cele 11 stare membre poate fi:

1. Capacitate legala de luare a deciziilor doar in-
cepand cu varsta majoratului: in Cipru, Grecia si
Slovacia, varsta de la care o persoana poate lua de-
cizii autonome 1n ceea ce priveste sanatatea este
cea de 18 ani, cea a majoratului.

2. Capacitate legala de luare a deciziilor sub
varsta majoratului, la o varsta fixata prin lege (varsta
majoratului medical): Danemarca, Portugalia, Slo-
venia si Spania au adoptat aceasta variantd. Varsta
de la care un minor poate lua decizii independente
de reprezentantul sau legal variaza de la 14 ani in
Portugalia, la 15 ani iIn Danemarca si Slovenia, la
16 ani in Spania, unde exista unele exceptii de la
lege, referitoare la avort, studii clinice si reproducere
asistatd, pentru care varsta legala este de 18 ani.

3. Capacitate legala de luare a deciziilor care va
fi evaluata de la caz la caz in functie de vérsta si
gradul de maturitate: Republica Ceha si Estonia au
optat pentru un sistem flexibil care evalueaza fiecare
caz separat. In Republica Ceha nu este luati in con-
siderare numai maturitatea minorului, ci si gravita-
tea interventiei.

4. Capacitate legald de luare a deciziilor sub
varsta majoratului legal bazatd atat pe o varsta
legala limita, cat si pe evaluare individuala a varstei
si maturitatii: Lituania reprezintd o categorie
speciala care ia in consideratie toti acesti parametri.

(6)

1. Decizii pentru curmarea suferintei copilului -
Protocolul Groningen

Legea olandeza a euthanasiei stipuleaza faptul
ca oamenii trebuie sa solicite singuri euthanasia
(euthanasie voluntara), acest lucru fiind legal pen-
tru persoane cu varsta mai mare de 12 ani.

Protocolul Groningen este un text creat in sep-
tembrie 2004 de Eduard Verhagen, directorul me-
dical al departamentului de pediatrie al Centrului
Medical Universitar Groningen. Acesta contine
directive si criterii sub care un medic poate realiza
»terminarea activa a vietii unui copil* (euthanasia
copiilor) fara teama implicatiilor legale. (7,8) Proto-
colul, realizat dupa discutii extensive intre medici,
avocati, parinti si procurori, ofera ghiduri si proce-
duri referitoare la modul de a lua o astfel de decizie
si de a o pune in practicd. Decizia finala nu sta in
mainile medicului, ci in cele ale parintilor, iar me-
dicul si asistentul social o aproba. Criteriile defini-
torii luate in consideratie se referd la suferinta
inalienabild si calitatea prezisa a vietii.

Nou-ndascutii la care se iau in discutie decizii la
finalul vietii pot fi impartiti in 3 categorii.

Grupul 1 cuprinde copii care vor muri in curand,
in ciuda continudrii tratamentului medical invaziv.
Acestia sunt copii la care moartea este inevitabila,
desi n unele cazuri poate fi aménata pentru o scurta
perioada, de exemplu in cazul copiilor nascuti cu
hipoplazie pulmonari severi. in cele mai multe
cazuri, cand inutilitatea tratamentului este evidenta,
suportul ventilator este inlaturat, pentru ca acestia
sd poate muri 1n bratele parintilor.

Grupul 2 consta in pacienti cu supravietuire po-
sibila, dar a céror calitate prezisa a vietii dupa pe-
rioada de terapie intensivd este slaba. Din acest
grup fac parte copii cu anomalii intracraniene con-
genitale severe sau leziuni neurologice dobandite
severe (prin asfixie peripartum sau hemoragie intra-
craniand). La acestia decesul este de asteptat atunci
cand suportul vital este retras.

Grupul 3 cuprinde pacienti cu prognostic nefast
stabili hemodinamic, dar a caror suferinta este se-
verd, sustinutd si inalienabila. In acest grup intra
copiii care au supravietuit perioadei perinatale da-
torita terapiei agresive, dar a caror viata va fi una
plind de suferintd, fara sperantd de imbunatatire,
sau copiii cu malformatii congenitale sau alte boli
incurabile, de exemplu epidermolysis bulosa tip
Hallopeau-Siemens. Tot in acest grup se inscriu si
pacientii din grupul 2 care nu au decedat dupa re-
tragerea tratementului invaziv (9)

Un nou-nascut nu poate formula o cerere de
euthanasie, iar parintii sunt aceia care trebuie sa 1si
dea acordul pentru procedura.

Pentru procuratura olandeza, terminarea vietii
unui copil cu varsta mai mica de 12 ani este accep-
tabild dacd 4 elemente sunt indeplinite: prezenta
suferintei insuportabile, fara sperantd de ameliorare,
consimtamantul parintilor pentru terminarea vietii,
consultatii medicale premergatoare si executarea
procedurii cu grija.

Medicii care indeplinesc o astfel de procedura
trebuie sa raporteze acest lucru medicului legist,
care raporteazd mai departe procuraturii §i unui
comitet care va investiga cazul. Aceasta procedura
difera in acest mod de ,,legea literei negre®, care
guverneaza euthanasia voluntara. In acel caz, me-
dicul legist informeazd doar comitetul regional,
care alerteazd procuratura doar daca considera ca
medicul a actionat intr-o maniera gresita.

Pana in 2001, in Olanda erau permise euthanasia
si suicidul asistat de medic doar in cazul adultilor.
Legislatia intrata in vigoare in anul 2001 permite
euthanasia copiilor cu varsta intre 12 si 16 ani daca
parintii consimt la acest lucru, desi acest grup de
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varsta nu este considerat in general capabil de a lua
astfel de decizii. (10). Legea permite parintilor sa
duca acest lucru la indeplinire chiar daca parintii nu
se pot pune de acord. In anul 2005 a fostimplementat
Protocolul Groningen, care permite euthanasia co-
piilor cu calitate prezisi a vietii precara. (11,12) In
2006, Belgia si-a anuntat intentia de a modifica le-
gea euthanasiei astfel incat aceasta sa fie permisa la
copii, adolescenti si persoane care sufera de dementa
sau boala Alzheimer. (13)

Conform legislatiei olandeze, este datoria me-
dicului sa completeze certificatul de deces atunci
cand un pacient a decedat din cauze naturale. Daca
moartea este rezultatul unui proces activ, nu poate
fi calificata drept ,,naturala“. Medicul informeaza
legistul, care examineaza corpul si informeaza pro-
curorul, care examineaza fiecare caz in conformitate
cu legile jurisprudentei, apoi prezinta faptele im-
preuna cu opinia personald Colegiului Procurorilor,
care ia decizia de urmarire sau neurmarire penala.
Ministerul Justitiei ia hotararea finala.

Protocolul Groningen presupune indeplinirea a 5
criterii medicale: siguranta diagnosticului si prog-
nosticului, prezenta suferintei insuportabile, fara
speranta de ameliorare, confirmarea acesteia, a diag-
nosticului si prognosticului de inca un medic,
independent de echipa care Ingrijeste pacientul, con-
simtamantul parental si realizarea procedurii con-
form cu standardele medicale acceptate. Urmarirea
protocolului nu garanteaza faptul ca medicul nu va fi
acuzat. Deoarece teama de implicatii penale limiteaza
in prezent sistemul de control, multe organizatii au
pledat pentru evaluarea multidisciplinara a tuturor
cazurilor de eutanasie la nou-nascut. Acestia sustin
faptul cad o comisie de experti (medici, avocati si
eticieni) este mai capabila de a evalua aceste cazuri
decat procurorii. Aceasta evaluare ar oferi sfaturi
competente autoritatilor legale, iar disponibilitatea
medicilor de a raporta unei astfel de comisii se crede
a fi mult mai mare decat aceea de a raporta direct
procurorilor. (14) Protocolul Groningen, care permite
unei comisii medicale sd decida daca un nou-nascut
sufera si ar trebui euthanasiat darama o bariera care
ramasese intacta chiar §i in permisiva Olanda: pentru
a fi eutanasiatd, o persoand trebuie sa isi exprime
consimtamantul informat si voluntar. Desi in prezent
este folosit doar la copii, protocolul ar putea fi extins
si la alte categorii care nu isi pot exprima vointa,
cum ar fi cei cu boli psihice incurabile, cei aflati in
coma si cei care, din diverse alte motive, sunt prea
fragili pentru a lua propriile decizii. Aceasta atitudine
deschide in mod clar calea spre eugenie, si omenirea
a demonstrat in trecut faptul ca, odata alunecand pe
aceastd panta, oprirea este dificila.

Vazuta din afara, o astfel de societate care cere
pediatrului s omoare un nou-ndscut a carui su-
ferinta nu poate fi alinata 1n alt mod fara ca ulterior
aceastd societate sd 1si asume responsabilitatea
pentru aceasta actiune, pare una falsa. Intr-o era in
care orice studiu clinic minor necesita un aviz etic,
se ridica intrebarea de ce o astfel de actiune nu este
planuita formal si aprobata de toate partile implicate
inainte de a fi dusa la indeplinire. (15)

Eutanasia 1n general pare a isi avea originea in
filosofia rece si egoista a utilitarianismului, doctrina
care afirma ca ceea ce este mai bun pentru orice in-
divid este urmarirea interesului propriu prin orice
mijloace. In aceasta viziune, persoanele nu au o
valoare intrinsecd, si nu sunt la fel de valoroase
pentru societate. Personalitatea, valoarea si dreptul
la viatd sunt, In aceastd viziune, rezultatul unui
calcul complex, ceea ce sugereaza ca unii dintre noi
reprezintd o povara pentru societate si ar fi mai bine
daca ar fi euthanasiati.

Modelul decizional orizontal

Presupunand faptul ca acceptam ca un minor
poate lua decizii privind tratamentul medical, este
important de stiut faptul ca adolescentii iau decizii
diferite in situatii diferite. Experienta generata de
un context specific potenteaza luarea deciziilor in
contextul respectiv §i nu existd argumente solide
care sa sustind faptul ca adultii iau decizii mai
,»bune® privind tratamentul pe baza experientei in
alte contexte ale vietii. (16,17)

Un minor care sufera din cauza unei boli cronice
apreciaza mai corect ceea ce sta in balanta vizavi de
deciziile complexe care trebuie luate in tratamentul
sauviitor. Daca experienta cuboalaacuta potenteaza,
de asemenea, abilitatea minorului de a lua decizii
medicale depinde de circumstante particulare. Acu-
tizarile sunt de obicei de scurtd durata, dar sunt
resimtite intens si tocmai aceasta intensitate poate
creste capacitatea decizionala a minorului.

Pe de alta parte, experienta legata de boala cu evo-
lutie de lunga durata poate avea un impact negativ
asupra dezvoltarii constiintei de sine si identitatii mi-
norului. Nu se stie dacd posibilele efecte pozitive
asupra competentei in luarea deciziilor care pot rezul-
ta dintr-o evolutie trenentd sau cronica a bolii sunt
abolite de efectele negative ale stresului si de natura
emotionala a deciziilor care trebuie luate. (18)

CONCLUZII

Legislatia mondiala este heterogend in ceea ce
priveste luarea deciziilor medicale la copil. Fiecare



REvisTA ROMANA DE PEDIATRIE — VoLumuL LXII, NR. 2, AN 2013

123

dintre modelele prezentate are deficiente aparent
insurmontabile.

Aceste pagini se doresc a fi o pledoarie pentru
implicarea reald a minorilor in decizii legate de
propriul tratament medical, atat in situatii clinice
obisnuite, cat si la finalul vietii, cand valoarea vietii
capatao greutate morald necuantificabila, sanctitatea
eiumbrind orice notiune de inutilitate a tratamentului
medical, valoare egalatd doar de respectul pentru
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Capacity

ABSTRACT

Until recently, the parent was considered to be the legal guardian of the minor aged less than 18-21 years worldwide,
thus being entitled and obligated to make medical decisions for the minor. But experience has showed that this model
of decision making may not always work in the best interest of the child, especially when parents are part of extremist
religious groups.

The next step in pediatric decision making ethics was represented by the ability of the doctors to sue parents that
refused treatment that was necessary to the child for religious reasons, which was followed by introducing the
concept of “emancipated minor”, able to make his/her own healthcare decisions.

Recently, British Columbia and New Brunswick regions of Canada have adopted a law that allows “capable” minors
to make decisions concerning their own healthcare, the ability to make such decisions being evaluated by the doctor
and not depending on the child’s age, but on the degree of his/her neurocognitive development. Paradoxically, this
model increases the responsibility of the doctor, who has to evaluate if the minor is competent to make such decisions
and if the decision that was made is in the patient’s best medical interest. In this context, the doctor might not be
aware of certain social, cultural and religious aspects that might guide the minor’s decision, and this model does not
eliminate medical paternalism, but it offers it new faces.

The Dutch legislation permits euthanasia of competent persons aged more than 12, that request the active ending
of their own life. Recently, this country has adopted the Groningen Protocol, a series of medical guidelines that allow
the euthanasia on newborns with incurable diseases and a predicted deficient life quality. Those who oppose this
protocol state that applying it opens the way to eugenics.

World legislation is heterogeneous regarding pediatric decision making. Each of the presented models has apparently
insurmountable deficiencies.

This paper was written during the Project “Postdoctoral Studies in the Field of Health Policies Ethics” POSDRU/89/1.5/
S/61879 cofinanced by the Social European Fund through the Sectorial Operational Program for Human Resources
Development, 2007-2013.

Key words: decision making, pediatrics

The terms “capacity’ and “competence” to make
decisions are exchangeable and they describe the
mental capacity to perform certain tasks. Capacity

depends on the proposed task (1). A person might
be unable to perform a certain task, yet perfectly
capable to perform another. Capacity also varies
from one individual to another. A person is not
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incapable because he/she does not have the legal
age of majority or because others perceive his/her
decisions as unpleasant or difficult to understand.

The ability to understand medical recommenda-
tions imply patient ability to mentally process the
information referring to his treatment, including
the possible benefits and risks. The ability to
“appreciate” the consequences of treatment deci-
sions includes the ability to understand information
about the nature and goal of the proposed treatment,
predictable risks and benefits, existing alternatives
and consequences of the lack of adhesion or
treatment refusal.

Obviously, the evaluation of child’s ability to
understand performed by the doctor may not be the
best, but, if the pediatrician feels he needs structure,
he might try to evaluate the latest stages of develop-
ment, enunciated by Piaget:

The concrete operational stage (early adoles-
cence): intelligence is demonstrated by logical and
systematic manipulation of symbols linked to
concrete objects; the ability to perform abstract
thinking and the ability to perform rational judgment
about observable phenomenon appears; the in-
ductive logic ability is demonstrated. Children in
this psychosomatic development stage have diffi-
culties in using deductive logic. Problem solving is
hypothetical-deductive.

The formal operational stage (late adolescence):
intelligence is demonstrated by logical use of
symbols attached to abstract concepts. At this time,
the adolescent is capable of hypothetical and
deductive thinking; abstract thinking also develops
at this time. Problems are no longer solved by trying
and failing, but using logical and methodical
pathways. (2)

Consent

Medical legislation states the fact that any
treatment administered without consent from the
patient or legal guardian, or without an advance
directiveis considered assault, except for emergency
situations where the patient is incapable to express
his will and the legal guardian in inaccessible.

Voluntariness

Consent to treatment is vitiated if not expressed
voluntarily.

An exhaustive evaluation of children decision
making ability concludes: “Children aged over 14
may be as capable as adults when it comes to
making decisions”. (3)

This conclusion is also reached by other authors:
“On a scale of capacity that varies from the mi-
nimum ability to choose to the ability to appreciate
the nature of treatment, children aged 14 were
capable of mental processes that were comparable
to the highest standard” (17) or “Performance of
children aged 14 was strikingly similar to those of
adults regarding all competence standards: factual
understanding, inferential understanding, argumen-
tation process, predictable outcome and proofs of
conscious choice” (4).

The consensus children neurodevelopment re-
searchers have agreed is that “minors aged 14 or
more possess intellectual and cognitive capacities
that are similar to those of adults”. Most of these
authors recognize the fact that most children reach
the highest cognitive ability degree by the age of
12.(5)

Age is an inadequate measure for the maturity
of medical decisions of a minor, and legislative
approaches that allow a capable person of any age
to make durable decisions regarding their own
treatment are welcome. The minimum legal age for
valid medical consent is arbitrary, without solid
clinical or scientific basis.

The United States also recognize the concept of
the “mature minor”. Children need and deserve pa-
rental protection. When a parent or legal guardian
cannot or will not act in a way that protects the
minor’s interests, society and the legal system, by
exerting “parens patriae” authority, take the parent’s
place and make the necessary decisions for the
child.

Still, there comes a time in the maturation pro-
cess of a child when parents and the state must take
a step back. When a child, regardless of age, proves
to be capable of making healthcare decisions, the
role of guardians shifts from that of decisional
authority to that of advisor and friend. At that
moment, paternalism must give in to the reality that
mature minors have the same medical decision
making ability as adults.

The European Convention of Human Rights
elaborated by the European Council states the
following: “When, according to the law, a minor
does not have the capacity to consent to an inter-
vention, this can be performed with the authorization
of his legal representatives. The minor’s opinion
will be considered as an increasingly important
factor, proportional to his degree of maturity.” In
Europe, each country sets by internal laws if a
certain population category is capable of consenting
to medical interventions. The explanatory report of
the Convention states that “in some situations that
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consider the nature and gravity of the intervention,
and also the age and ability of the minor to under-
stand, the minor’s opinion should progressively
gain more weight in the final decision”. Until now,
11 of the 25 member states of the European Union
have ratified the Convention: Cyprus, Czech
Republic, Denmark, Estonia, Greece, Hungary,
Lithuania, Portugal, Slovakia, Slovenia and Spain.

The legal position of the minor regarding healt-
hcare in the 11 states can be:

1. Legal ability to make decisions starting at the
age of majority: in Cyprus, Greece and Slovakia,
the age from which a person may make medical
decision is that of majority, 18 years old.

2. Legal ability to make medical decisions below
the age of majority, at an age set by law (the age of
medical majority): Denmark, Portugal, Slovenia
and Spain. The age from which a minor may make
independent decisions varies from 14 years old in
Portugal, 15 years old in Denmark and Slovenia, to
16 years old in Spain, where there are some law-set
exceptions about abortion, clinical studies and
assisted reproduction, for which the legal age is 18
years old.

3. Legal ability to make decisions that will be
evaluated from case to case based on the age and
degree of maturity: Czech Republic and Estonia
have adopted a flexible system that evaluates each
case separately. In Czech Republic, not only the
age of the minor is to be considered, but also the
gravity of the intervention.

4. Legal capacity to make decisions under the
age of legal majority based both on a legal age limit
and on individual evaluation of age and maturity:
Lithuania takes all these parameters into
consideration. (6)

1. Decisions to end child suffering — the Groningen
Protocol

The Dutch euthanasia law states that people
must elicit euthanasia themselves (voluntary eutha-
nasia), and this is legal for people over the age of
12 years old.

The Groningen Protocol is a text that was created
in September 2004 by Eduard Verhagen, the medical
manager of the Pediatrics Department of Groningen
University Medical Center. It contains directives
and criteria under which a physician may perform
“active ending of'a child’s life” (children euthanasia)
without the fear of legal implications. (7,8) The
protocol was attained after extensive consultation
between doctors, lawyers, parents and prosecutors
and it offers guides and procedures about how to

make and implement such a decision. The final
decision does not lay in the hands of the doctors, it
lays with the parents, and the doctor and social
worker approve it. The fundamental criterions that
are taken into account are inalienable suffering and
poor predicted life quality.

Cases of newborns that end-of-life medical
decisions are considered fall into one of three
categories:

Group 1 comprises children that will soon die,
despite continued invasive medical treatment. In
these children death is unavoidable, although is
some cases it can be postponed for a short period of
time, like in children with severe lung hypoplasia.
In most cases, when treatment futility is obvious,
ventilator support is removed, so they can die in
their parent’s arms.

Group 2 consists of patients whose survival is
possible, but whose life quality after the intensive
care period is poor, like children with severe con-
genital brain abnormalities or severe acquired neu-
rologic damage (by per partum asphyxia or intra-
cranial bleeding). In these children death is to be
expected when vital support is withdrawn.

Group 3 comprises patients with a poor prognosis
that are haemodynamically stable, but whose suf-
fering is severe, sustained and inalienable. This
group is composed of children that have survived
the neonatal period due to aggressive therapy, but
whose life will be full of suffering with no hope of
improvement, or children with congenital malfor-
mations or other incurable diseases, like epidermo-
lysis bulosa type Hallopeau-Siemens. This group
also contains children from group 2 that have sur-
vived after invasive treatment was withdrawn. (9)

A newborn cannot formulate a euthanasia re-
quest, and parents must agree to this procedure.

For the Dutch prosecutors, the ending of the life
of a child aged less than 12 is acceptable if 4 ele-
ments are fulfilled: the presence of unbearable suf-
fering with no hope of improvement, parental con-
sent for the termination of life, previous medical
consultations and careful execution of the proce-
dure.

The doctors performing the procedure must
report it to the coroner, which will report it to the
prosecutor and to a committee that will evaluate the
case. This differs from “The black letter law”, go-
verning voluntary euthanasia. In that case, the
doctor only informs the regional committee, which
only alerts the prosecutors if its members think the
doctor proceeded in a wrong manner.

Until 2001, Holland only allowed euthanasia
and physician assisted suicide for adults. The 2001
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legislation allows euthanasia for children aged 12
to 16 if parents agree to it, although this age group
is generally not considered capable to make such
decisions. (10) The law allows doctors to carry on
with the procedure even if parents cannot agree
between themselves. The Groningen Protocol was
implemented in 2005, allowing euthanasia of
children with poor life quality. (11,12). In 2006,
Belgium announced it’s intention to modify eutha-
nasia law so that it is allowed for children, adoles-
cents and people suffering of dementia or
Alzheimer’s disease. (13)

According to Dutch laws, it is the doctor’s duty
to fill in the death certificate when a patient has died
of natural causes. If death is the result of an active
process, it cannot be qualified as “natural”. The
doctor informs the coroner, which examines the
body and informs the prosecutor, that examines
every case according to the law of jurisprudence,
then presents the facts and his personal opinion to
the College of Prosecutors, that issues the decision
to sue or not. The final decision lies with the
Ministry of Justice.

The Groningen protocol presupposes 5 medical
requirements that need to be fulfilled: certainty of
diagnose and prognosis, the presence of unbearable
suffering, with no hope of improvement, confirming
these facts, the diagnose and prognosis by another
doctor who is not a part of the team that cares for
the patient, parental consent and carrying out the
procedure according to accepted medical standards.
Following the protocol does not guarantee the fact
that the doctor will not be prosecuted. Since fear of
legal implications limits the control system, many
organizations have asked for a multidisciplinary
evaluation of all cases of newborn euthanasia. They
say that a committee of experts (doctors, lawyers
and ethicists) is more capable to make such de-
cisions than prosecutors. This evaluation would
offer competent advice to legal authorities, and
doctor’s willingness to report to such a committee
would be greater. (14)

The Groningen protocol, which allows a medical
committee to decide which newborn is suffering
and should be mercy-killed puts down a barrier that
stood intact before even in permissive Holland: in
order to be euthanized, a person must express infor-
med and voluntary consent. Although presently it is
only used in children, the protocol could be expan-
ded to other categories of patients that cannot
express their will, like those with incurable psy-
chical diseases, those in a coma or those that are,
for various other reasons, too fragile to make their
own decisions. This attitude clearly opens a pathway

to eugenics, and mankind has proved before that,
once sliding down that slope, it is difficult to stop.

Seen from outside, such a society that demands
the pediatrician to kill a newborn whose suffering
cannot be alleviated otherwise without taking res-
ponsibility for this action, seems to be a false so-
ciety. In an age where any minor clinical study
needs an ethical approval, why is such an action not
formally planned and approved by all involved
parties before being carried out? (15)

Euthanasia in general seems to spring from the
cold and egoistic philosophy of utilitarianism,
which states that self-interest should be pursued by
any means. In this approach, people do not have an
intrinsic worth and are not equally valuable to
society. Personality, value and right to life are, in
this vision, the result of a complex calculus, which
suggests that some of us are a burden to society and
would be better off killed.

The horizontal decision making model

Assuming that we accept the fact that a minor
can make medical treatment decisions, it is im-
portant to know that adolescents make different
decisions under different circumstances. Experience
generated by a specific context enhances decisions
related to that context and there are no solid
arguments that adults make “better” decisions
regarding treatment based on experience in other
life contexts. (16,17)

A minor suffering from a chronic disease ap-
preciates more correctly what lies ahead related to
the complex decisions for future treatment. If acute
disease experience also enhances the minor’s ability
to make medical decisions depends on particular
situations. Acute diseases are usually short, but
intense and it is this intensity that may increase the
decision making capability.

On the other hand, long lasting disease may
impact self-consciousness development and self-
identity in a negative manner. It is unknown if the
possible positive effects over the competence to
make decisions that may result from a long disease
experience are abolished by the negative effects of
stress and by the emotional nature of the decisions
that need to be taken. (18)

CONCLUSIONS

World legislation is heterogeneous regarding
medical decision making in children. Each of the
presented models has apparently insurmountable
deficiencies.
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Thesepagesareanadvocacy forareal implication
of minors in their own medical treatment decision
making, both in ordinary clinical situations and in
end-of-life situations, when the value of life as an
unquantifiable moral weight and it’s sanctity sets
any notion of medical futility in shadows, it’s value
being only equal to the respect for patient dignity.
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