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End-of-life decisions.
Spanish and European Legislation. A discussion of concepts
Margarita Boladeras

I would like to congratulate Professor Meisel on his interesting and very
cleatly presented lecture. In my reply I will discuss the situation in Spain and in
other countries in Europe, and I will debate certain concepts and their limits.!

1. The withdrawal of treatment

Professor Meisel has spoken of a consensus in the US on the respect for the
autonomy of the competent patient who requests the interruption of medical
treatment, even when this may cause his death. This is extended to the case of
incapacitated patients whose interests and wishes arc represented by a family
member who acts as a surrogate and makes decisions, or to the case of incapac-
itated patients who have signed an advance directive (or a combination of these
two situations). In Spain, the General Health Act of 19862 established that
informed consent is necessary for all forms of medical treatment, and that the
patient has the right to refuse treatment. The 41/2002 Act, on the Autonomy
of the Patient and Rights and Obligations regarding Clinical Information and
Documentation,® reformulates these rights in accordance with the guidelines of
the European Convention for the Protection of Human Rights and the Digni-
ty of the Human Being with regard to the Application of Biology and Medi-
cine, signed in Oviedo in 1997.

* Professor of Moral and Political Philosophy — University of Barcelona. Meraber of the Cata-
lan Bioethics Commirtee.



2. Voluntades aniicipadas ov insiraccioners previas {advance directives)

in Spain there are laws that recogaize the validisy of the "advance direstive”
as the expression of the patient’s decision regarding how he or she wishes to be
rreated should he reach a suate in which he or she is no longer able to manifest
bis or her wishes. | say “laws’, in the plural, becanse it is the regional governe
ments that have power over health maners and each one has passed s own
fegislation on this issue® Caralonia, the first region w do so, created an on-line
advance disective egisery so that'a mmamm} advance dirgorive would appear in
his ur her clinical history and would also be accessible v all docrors in Catalo-
s The Caralan Ace 2172000 on Patients” %wmw% with regard w0 Health Infor-
mation and Auonomy and on Clinical Documeneation guarantees the right ro
draw up an advance direetive which must be respecied by health professionals.
[r also establishes the conditions in which the document is valid?

Apticte 111 of the Spanish Act 4172002 mentioned above defines the mean-
ing and the scope of the advance directive:

"By mazang of the advance diveorive, a persos of legal age, of sound mind and body,
fe, manilests i advanee his wishes, so thar these wishes may be respeered i he
reaches 4 struseion in which he or she may not able 10 cxpress them persenally,
regnding the vare and wemment of his or hee healeh, og a0 the dme of desth, egand
g the fare of Bis body or the organs thereof, The signnuory of die documene sy
alsn appolise 2 representarive so that, should the case arise, the latter should ac as
inserforuror with the doctor or health saff o cnsune the chisevines of the divestive.”

These laws comply with the requiremgnis of the Buropean Coovention
mendoned above, which states, in article 9 "The previously expressed wishes
relaring 1o a medical intervention by a patient who s not at the tme of the
intervention, in i state w cxpregs his wishes shall be taken into account”

Nonetheless, .&:xr are many disagreements in professional and confessional
sectors {especially inside the Catholic Chureh) regarding the decisions that
should be taken when treatment withdrawal will imply the deathy of the patient.
The interraption of dialysis, assisted respiration, assisted hydration and feed-
ing. for example, are controversial issues, 23 several receny cases Hustrate.

3, Cases and application of the legislation

Jerge Ledn Bsoudero, a health prolessional and seulpror, was found dead a
lis home in Valladolid on 4 May 2006, ar the age of 53, He had wken a seda-
tive and another person had disconnected the ventilator that wa? him alive,
What was the reasen for this “dandestine” death? Some years before, Jorge had

been almost weally paralysed afier a fall while working out at home. First he
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needed & wheelehain then, dutdng the last six years of his life, he needed
mechanical ventilarion, Fis siruation came to Tight because he started an inter
t blog in which he explained how unhesrable his situation was and in whick
he expressed his wish w die. After his death, an enquiry was set up o establish
the cause, but it was closed on 22 Seprember 2006 because there were no
grownds for bringing charges against any one individual.

Jorge Ledn requested euthanasia, which is an offence under article 143 of
Spain’s Criminal Code.® No one advised him of the possibility of asking for
treatment interruption, in which case the action would have been protecred by
faw,

This was the simarton of Inmaculada Echevartds from Granada, Nonethe-
case Hustrares clearly the many obstacles thor she had o overcome
before her right to interrupt treatment prevailed,

In 2006, Echevareia asked thar the mechanical ventilaror that was keeping
her ative should be switched off. She was 31 vears old and had suffered from
progressive muscular dysuophy since the age of 11 Both her parents died
voung: she had a brother, but had linde conrace with him. Her partner was
involved in a road accident and she had 1o have ber buby adopted because she
was unable ro care for him, By the age of 30, she had lost the wse of her lianbs
and could enly move her Fngers slighdy; the illness spread w the muscles of
her wngue, face and peck, and since 1996 she had been connected o a
mechanical ventilator. A friend pur her in rouch widh the association Derecho o
Morir Dignaomente (The Righv ro Die i Dignity), which gave her advice. At the
beginning she wanted “an injection to stop my heart beating, o dignified, pain-
less death™. But i a doctor had given ber this injection, it would have been a
case of euthanasta, which is an offence under artiele 143 of the Criminal Code.
Echevarria changed her plan and asked for her treatment to be interrupted, and
also asked 10 be given a sedative to avoid the pain thar disconnection from the
machine would casse. Heo wish was foally granted in 2007, afier o very
lengthy process. Although the right of the patient to requesr the interrupon of
redical rreavment is legally recognized, the Hospiral de San Rafael in Granada,
which had treated her over so many yeass, belonged 1o the religious order of
San Juan de Dios and the Bishop tried w0 stop her request being carried ous
The request was passed on o the Andalusian Health Service, the Permanent
Commission of the Consultarive Council of Andalusia and the regional gov-
erament’s Commission for Healdh Ethics and Research, which tecognized her
right, in accordance with the current legislation, ro inteerapt her treatment, She
was moved o ancther hospital, where finally she died as she had wished.

Ferpando Rey discusses the ease from the legal perspective:

“Drisconnecring a smaching fs, in the prctical sense, an action, now an omission, b




it effect b the lorerruption of weavment, thay i, the veission of this weatment in
the ferure: the bodily movement {essemial In some cases, bur pet in others, 1o dis
conneet the machined cannot be divorced from rhe aim of the action, which i w
withdraw trearment, and showld thus not be considered an offence: it is atypleal pas-
sive eushanasia, and not ditect cuthanasia, which would br an offence. Avcording
the provailing opinion in Gerwany and Spain this sitaarion s defined a5 "omission
by getion”. For an omission to be valid in the legal sense the decisive factor is,
sceording to O, Roxin, wherber the measure “can be interpreted a5 the cossation of
sertment, compared with the “nasralistic eritetion” which considers the perferm-
ante or non-pesformance of bodily moverments: that is, the withdrawal of intensive
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care pugaipment i, inshe legal sense, an omission” 7

This author also mentions the arguments of the Judgement of 27 February
2007, of the Permanent Commission of the Consulearive Council of Andalusia.
This Judgement accepted the currens juridical doctrine of the Spanish Consti-
tutional Coust regarding health care and the consent of the individuals affect-
ed, in the light of the following: article 15 of the Spanish Constitution, the sen-
wences of this Cown regarding the coercive medical care given o the members
of GRAPC while in prison (8$TC 12071990 and 137/1990), the 48/1986 sen-
tence of this Court concerning the refusal to allow the release from jail of a
prisoner with a serious, incurable heart condition, the 166/1996 and 15472002
semtences conceraing blood transfusions in Jehoval's Witnesses, and the P
ty Sentence of the Buropean Court of Human Rights, of 29 Apnl 2002, On
the basis of the reasons presented in these sénvences, the Jodgement considers
that “from the perspective of the Spanish Constitution and the European Con-
vemtion on Human Rights, there is no right to die that forms part of the right
1o life and physical and moral integrity” ¥ The self-determination projected
over ene's own Hife or the acceptance of death is a matter of “the freedom of the
individual and for this reason is 2 manifestation of agere ficere, something that
the law does not prohibit, but is nov in iwell 2 right to die thar requices protec
sion from the public authorities; this view is also expressed in the case law of
the Busopean Count of Human Right, The texe then deals with the regulas
tions of the paient’s auronomy and the patient's right to accepr or refuse 2
sreatment, that is 1o say, the Oviedo Convention and the 2002 Act, and makes
it clesr that any medical intervention performed against the will of the parient
is a1 addds with the concepr of human dignity and the prohibition of inhuman
or degrading trestment. The Andalusian fegislation makes the same point, and
article 204 of the Suwire declares the right of all persons w “full digaity in the
process of his o her death”. The conclusion of the Judgement is as follows:

“i¢ must be made cear thar kegislation at both Stave and eeglonal governmens levels

copcrives the principle of autonomy of the patienr’s will in such broad rerms as w

RN

fewve no doubt that the trjection of a specific intervention, the withdowal of cage or
the refasul of 2 particular veatment may be logitimare decisions, even when they
sy fead vo siouations that gravely affoct the health of the patient and may even fead
1o death.” [ the applicable legistarion alfows | thar an y paticns who suffers an ityg-
versible and mowal disease may ke » decision such as the one taken by Ms m.m,
m..:mw is } a request that is supperted by the right to refuse wearment snd her right 1o
live in digniey, and is not pveeruled by sny of the fegal provisions specificaliy -
ined {...] which would allow the contnvation of medieat care without the patient’s
consent. {...] healrh professionals ar required w act in such a way i

4 ; i & haz the righy of
the patient w cefuse life support cquipment is respected ™

4. Similar cases in Europe

) .,_;w,m case of Inmaculada Echevartia had a precedent: the case of Miss B in
Grear Britain, Miss B (her full name was ot Wwdm? in wrder to respeet her pri-
vacy) was a social worker who, in 1999, had been disgnosed with a malformua-
ton of the blood vessels of the spinal cord, Ar the age of 43, she was torally
paralysed and tived connected to a mechanival ventilator. She received moral
and cconomic support from the actor Cheistopher Reeves. Miss B asked 1o be
disconnecied from the ventilasor, but the dociors atending her at the hospial
in mbw&cw.%a noraccept her decision. She lodged a legal appeal which reached
the High Court. The judge Elizabeth Butler-Sloss, who visited her in her hos-
pital room so that she could make her declaration, acknowledged in her ruling
that Miss B “had the necessary mental capacity 1o give consent or 1o refuse n&.m.w
sent to life-sustaining medical teatment” and tesolved thar the doctors were
obliged wo respect her decision.

These cases conwast with others in Tualy, such as those of Piergiorgio Welby
and Eluana Englaro.” The views of Amedeo Santosaosso du memwwmm debare on
these cases are particularly interesting: . .

smm\ my opinien, it is impassible o claim seritusly that conternporary medicine,

‘.itnm takes account of psychological aspects of lllness and health in many fields,

: &ﬁxm i its name taterventions of plastic surgery, in vitre ferilization, interrup-

1o of preghancy and even sex change should ignore the extreme physical and meo-

tal sulfering of someone who, near w death, wishes to end his or her lfe but is

umble 1o do so without asking the doctor for help.

Eehink we can go furthes: i in general, other than in cases of terminal iness, 2 doe-

tor canr be declared professionally responsible for having been negligent in nos

Mwmnmmmn% to the mental suffering of the patient, and for having provoked or failed

to relieve i it can also be wid dhay wking responsibility for the mental suttering of

the patient close 1o death who, in the terms mentioned above, wishes that bis wear-

fent be inrerrupred, constitures a.duty thar the doctor cannor evade,

f&z this perspective, the docwor who, i pardeular conditions, receives a request

HRErrupt srealment of 1o assist suicide, finds him or hetself in o stiuarion of grear




confiict: on the one hand it is iy or her duty so artend vo the suffering of the
parient, bur on the other e may be chatped with assisdng suicide and honicide,
The conflict can be solved by applying the exemprion from performing a disy, avti-
e 51 of the Criminal Code, wiich exonerates a persen who fullils a legatly
inposed pbligarinn: the new profiles of the duries of the decror, as defined above,
phace the application of this distncton in 2 decidedly new fight'? .

Samosiosso also refers o the case of the British woman Disne Pretry, who
requested eushanasia. The Bridsh courts considered thar the right w life does
not include a right ro die that obliges other people or institutions to participate
in the act. Prety's appeal 1o the Buropean Court of Human Rights was also
surned down. The sentence (29 April 2002, Case of Prety v United Ningdom)
rubed that the tight o life does nov imply the diamenically opposite dght, the
right to dies such @ conclusion cannot be derived from Asticle 2 of the Conven-
tion, ner can it create 4 vight 1o self-determination in the sense of conferting on
an individual the entittement 1o choose death rather than life; the sentence
sffirms that “o seek to build into the law an exemprion for those judged 1o be
incapable of commining suicide would serously spdermine protection of life
which the 1961 Act was intended 1o safeguard and greadly increase the risk of
ahuse”, thus ateriburing legal validity 1o the “slippery slope” argument.

Amedeo Santosuosso’ has challenged this ruling of the European Court for
using “ common sense argument’, rather than legal ones. “In effect, saying
that the opposite of the right to Tife is the right to dearh confuses the idea of fife
as 2 hislogical phessomenon and life as the content of 4 right. if in hiclogical terms
the opposite of fife is death, in logal terms the opposite of the right 1o e s the
ebigation vo live, For the right w life, in itself a right that cannot be renounced,
1o remain such, it must be free in the acts in which it s exercised; these acts can
only be referred 1o the free detesmination of its holder, who may even choose
w refuse health trearment that mighe save his life. IF we proceed otherwise, we
arrive st the inadmissible transformation of the right w life inw the obligation
te live” ¥

5. Conflictive concepts: active, passive, direct and indirect euthanasia

Until recendy there was a great deal of terminological confusion regarding
the different types of medical actions or emissions at the end of life. Today, the
majority of Spanish experts (with the exceprion of some Catholics) coincide in
the general tendency to call cach of these practices by its name: treatment inter-
ruption, terminal sedation, assisted suicide, and euthanasia. Thest concepts are
A different and must not he confused: documents such as “The report on

BT _ﬁﬁmm@,“wmnm assigted suicide” of the Camban Bioethics Consuleative Commic
ree ,M.mcs@u: and the declaration of a leading group of expens in the articte by
. Simon and others (2007), “Ethics and death with dignity: a proposal for
consensus on the correct use of words”, stress that no adiectives should be
added 1o the werm “euthanasia’ i o h

;my?%gi,__,.m%.s,ﬁ\b,w:.:v?m%_:mﬁmmx%qﬁ_.s.mmnmmﬂwmmmr“nmwwmmaamaeﬁz&m
(e Mm.am.rﬁ these attempts at clarification. Carmen Tomds-Valiente, a specialist in
.f?:w_w:&_. Law and end-of-fife decisions,” notes that in article 143 of the mm&?
ish Crirtinal Code non-necessary cooperation in suicide is not an offence, since
the wext only punishes “necessary and direct avts”. "This distinction may rm. &q:H
i some cases, but not in others. | S
.ﬁ.ﬁz some gocasions it will be refutively simple so decide thacan acs of cooperation is
nessary” of Tnanenecessary” inonasire. Bor insiance, s dear thar 2 case of non-
necessary collaboration would be that of ¢ doctor whe merely advises a patient of the
mwﬁn of a specific substance thar he would bave vo ke in order 20 be %__2.. of mm:m:m
Ew lif in a safe bov relavively paindess ways in this case, the patiene could wmmww? hive
killed himself by raking a buge dose of the substance withour asking the docror ?__
any advice, although this sction may have caused 2 maore drawn-our and m.i,%mm.w
death. At the opposite sxseme, the aid provided by the person who places Mw.n. a0~
:u.%\&ws?a in the mawrh of 4 paraplegic is %&wzmww essential, bocause W woﬁ.cs
m:mnnmm from wil paralysis canaor ke bis own fe without sutside ,_Smy :
u,?&wﬁﬁ i many ovher cases it s not a all saightforward w distinguish wherher
the aid provided is essentfal or not, since everything will depend on the penspertive
we adopt. If we star from an abstract position, most aces that aid suicide - E:% ow
euthanasia or nor - conld be qualified as mere complicity exemps from .mz(_pmw_xnm,ﬁ
becavse, with the exception of wareme cses such as dhe one mentinned ;Ar.«:é‘ w
Q,imm alreost always be said thar the subject could have killed r:ﬁ%“,:\, “in MM,@M:H».
way” I contmast, from a perspective thar considers the pardoular siteation Ex,,_ %.m.
waty i which the dearh oocurs, one would rwend much more wwards the ,,m,;w:wﬁ%.:s
of aets as necessary, punishable cooperation, becsuse from this pesspective v is casy o
argue that withous the aid in question the subject would not hive beon able 0 com-
it suieide “in the particalsr moanner i which he did so”. For crample, i1t the _iw me
ehe dowrer whe prooured for 2 patiest a lethal substance thar is very m.mmma;r 15
a.wx_m? it could be argued thar this aid was non-necessacy from an absszact M,.m.?vm?
rive, applyiag the reasoning dae the patdent could have committed suicide 3 m“wmh.
ueans -~ for example, by jumplng ou of the window of a il building, .E&??,.ﬁ it
we adopt 3 more conerere poins of view, it could be said that without the doctor's Mmmmw
the patient would aor have heen able to take his own life i the way he %a. v:w?
irongh lus own meang be would aor have been able to oban the mm_wmmw:am w_..wﬁm,..._x

Tomds-Valiente considers that ¢

" . legistator introduced this distinction
withour any chearly defined reason, and that its implications have nor been
thoroughly examined or explained. If Spanish legislation had procecded differ-



ently, the couniry’s legal situation could have been on the same mxémm as that
of Oregon in the United States, where a law was Hu.ﬁwmm,@ Rmﬁ%m:ﬁ in 1994
allowing doctors to prescribe lethal doses of medication to thelr patients 1o
enable them 1o end their lives, always with the proviso thar certain specific
fequitEmenis Ar¢ met. ( .
Tomas-Valiente also notes thut conducts that are not active or direwy {the
misnomers “passive” or “indirect” euthanasia) are not Smmﬁﬁam o be cﬂﬁéﬁ
by Article 143, Examples are cases in which a doctor, family member or w.ﬂ.ﬁs&
who witnesses a patient taking his own life does not intervene (o prevent it, or
- cases in which patients who are near death are administered substances such as
morphine which alleviate suffering but which also hasten death:
“it i equally clear that & doctor or health professional who %&w DOt m&%m&oﬂﬁ 2
parient specific treanment on the later's request, however m%g(%_ m&, ﬁ_:m parient’s
sarvival it might be, and even diongh fuihur 1o administer it 6 fes g%a%@&
might lead to the patient’s deads, is scting in 4 legitdmare mannee mﬂﬁ n_.uﬁefzg
dees not derive solely from Art, 1434 of the Criminal Code, but is the Eaﬁi%
conseguence of the obligatory respect for the right of patients to am&% on their
medical treatment, » right enshrined in many internatonal regilaions .ﬁ:nw are-
binding in Spain, in the 2002 Act on the Autonomy of the Hw:mﬁg &mm, Righss and
Olligations regarding Chinical Informaton and Documentation, and i all the leg-
ialation passed by the Autonomous Communities refeering o MW,E. mmwﬁnﬁ in other
words, the point is not that the doctor who abstains from administering a reaumnent
thie the patient does not want is performing an sce that cannot be _awaww, sanc-
sioned: it is that this abssention constiuges a begal obligation for the doctor; it is in
face when the docror acts agalnst the wishes of the patient that be might in fact be
held criminally responsible” '

TomdsValiente also considers the difficulties posed by Anicle 143 for qual-
ifying the act of disconnecting mechanical ventilators and similar ﬁgmﬁ%?
Several interpretations ate possible; there is “a blusred line herween the licit “mg
the Tlici”, “{...} So again we must criticize the legislutor in 1995 for having
selected as the eriterion that distinguishes berween the two spheres a paramerer
- the concept of “action” versus "omission” — that is by no means established
beyond dispute”. 2

6. Conceptual clarificarion

The fegistation that has decriminalized eurhanasia in the Netherlands and
Belgium defines cuthanasia and assisted suicide as follows: |

Assisted suicide: “Intentionally assisting the suicide of another person or
administering the means indicated in art, 294, paragraph 2 of the Criminal
“ode, so that another person may do so.” @

Buthanasia: "Intentionally reominating life by someone othes than the per-
son concerned, at the laer’s requese” &

s imporant to define the actions understood in these two cases, and to
distinguish them from other courses of action. Although the vasious legal tra-
ditions may be an obstacle, it is important that the intemational debate should
produce a consensus on essential questions such as these,

In this regard, the Catadan Bioethics Consultarive Committee (2006) pre-
posed the following definitions:

Euthanasia: This wrm refers to actions performed by others, on the explic-
it and reiterated request of a patient who is enduring physical or mental suffer-
ing due to an incurable dlness and who finds this situation unacceptable and
unworthy, to cause the patient’s death swiftly and painlessly. These acidons are
carsied out for the sake of the patient and in accordance with his wishes - an
essential requirement w distinguish between euthanasia and homicide ~ with
the aim of ending or avoiding intolerable suffering. In eurhanasia there exists a
direct, immediate causal ok between the action performed and the patients
death, Since the introduction of informed consent, the misleading eom “pas-
sive euthanasta” should no longer be used.

Therapy limitation (TL): Limiting therapy involves accepting the irre-
versible nawure of an illness and the desicability of abandoning wearments that
aim to prolong life: only trearments necessary 1o guarantee the patient's welfare
as far a5 possible are maintained.

Withholding or withdrawing life-sustaining trearments: This is pare of
the concept of TL just mentioned, and consists of withholding or withdrawing
treatments such as mechanical ventitation, cardio-pulmonary reanimation, dial-
ysis, arvificial nutrition (entersl and parenteral) or ardificial hydration (in
unconscious paticnts), when an acure complication oceurs at the end of an
incurable illness. The aim is 1o facilitate the evolution of the Woess towards
death without unnecessarily prolongiog the process with invasive treatments.

Redentless therapy: Initiating or continuing medical measures with no oth-
er abm than to prolong the patient’s life even though the process of death is
irreversible. :

Refusal of treatment: The legally recognized right that « person suffering
an iliness may express, either verbally or in writing, his wish not to accepr a
specific medical measure,

Terrainal sedation: The administrtion of drugs ro relieve physical or psy-
chological suffering that cannor be achieved using other measures, by a soffy-
ciently profound and irreversible decrease in consclousness, in a patient who
will die in the very near future and who gives implicit or explicic consent or
who has delegated another pesson to give this consent.



Assisted suicide: The action of a person suffering an ireversible E:@m, ire
order 1o end his life, with the help of another person who provides the E.mcm..
mation and the means 1o do so, When the person helping is a doctor, this is
ermed medically sssisted suicide. B .

Advance disectives: The expression of the wishes, priorities ov nwn..mwucwm of
a person formulated at an earlier time in his life to provide for a wmﬂﬁ m@.m.m.ua
i which he may he in a state of incapacity that dogs not allow him to LXPICSS
cheem. The advance directive allows the patient to continue exercising his w_mwg
and ensures that these rights are respecred when he or she is in a situation of
vulnerability. ,

I think there is 2 broad consensus among professionals on most of m_ﬁwn def-
initions, but rwo wrgent vasks currenty face us. First, must obrain mnmmmmﬁmm_
consensus o all of them; and second, we must continue to provide sociery
with clear information 5o a3 to counteract the constant manipulation m:ﬁ the
atmosphere of confusion created by ideologies that oppose the recognition of
the individual's autonomy in these arcas. o . )

As regards the social situation in Spain, © can say &z,; in spite of the mwmﬁﬁw
campaigns carried out by the Cathelic &r%ﬁ? an opinion survey nam&mmﬂ»n&
by the Noxa Institute in Seprember 2008 published by the Barcelooa newspa-
per La Vanguardia showed that 79% of those consulted nmﬁmﬁ,ﬂ& themselves to
be in favour of changing the current legislarion to allow patients suffering
incurable and illnesses to ask their doctor to put an end &5@ life, and ﬁmz,%
only 15% declared themselves o be against the ﬁmwmwcﬁv“ .AM think that public
opinion in many countsies suppoms mMeasuncs that politicians are reluctant to
introduce because of the strength of cerain pressure groups.
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